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Abstract

Background: Although multiple measures of the causes and consequences of chronic non-cancer pain
(CNCP) are available and can inform pain management, no quantitative summary of these measures can
describe the meaning of pain for a patient. The lived experience of pain tends to be a blind spot in pain
management. This study aimed to: (1] integrate qualitative research investigating the lived experience of a
range of CNCP conditions; (2] establish common qualitative themes in CNCP experience; and (3] evaluate
the relevance of our results through a survey questionnaire based on these themes, administered across
the United Kingdom.

Methods: Four bibliographic databases were searched from inception to February 2021 to identify
Qualitative Evidence Syntheses (QES) that investigated the lived experience of CNCP and its impact on
everyday life and activities. Themes and trends were derived by thematic qualitative analysis in collab-
oration with two patient and public involvement representatives who co-created twenty survey statements.
The survey was developed for testing the QES themes for validity in people living with pain.

Results: The research team identified and screened 1323 titles, and considered 86 abstracts, including
20 in the final review. Eight themes were developed from the study findings: (1) my pain gives rise to
negative emotions; (2] changes to my life and to myself; (3) adapting to my new normal; (4] effects of my
pain management strategies; (5) hiding and showing my pain; (6] medically explaining my pain; (7) re-
lationships to those around me; and (8] working while in pain. Each theme gave rise to one or two survey
questions. The survey was shared with members of the UK pain community over a 2-week period in
November 2021, and was completed by 1219 people, largely confirming the above themes.
Conclusion/Implications: This study provides a validated summary of the lived experience of CNCP. It
highlights the adverse nature, complications, and consequences of living with CNCP in the UK and the
multiple shortcomings in the ways in which pain is addressed by others in the UK. Our findings are
consistent with published meta-ethnographies on chronic non-malignant musculoskeletal pain and
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chronic low-back pain. Despite the underrepresentation of qualitative research in the pain literature
compared to quantitative approaches, for understanding the complexity of the lived experience of pain,

qualitative research is an essential tool.
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Pain perception, pain management, pain, chronic pain, lived experience, qualitative evidence synthesis

Introduction

Pain is not simply an unpleasant immediate experience:
over time, it can devastate a person’s health, quality of
life, and it can end in suicide.'™ 10-year mortality is
higher in people with severe chronic non-cancer pain
(CNCP); death from heart or respiratory disease is
twice the rate than people without severe CNCP.’
Severe adverse effects are endured in families, em-
ployment, and societies of those with CNCP.5°
Chronic pain has been recognised internationally as a
symptom or disease, with its inclusion in the 11%
Edition of the International Classification of Diseases
(ICD-11)."! Chronic low-back pain was identified as a
leading cause of disability worldwide, in both men and
women. '

While medical scientists and academics work to
solve the neurobiological questions of the origin,
diagnosis, epidemiology, and treatment of CNCP,
such important work cannot capture the full meaning
of a person’s lived experience of pain. The lived
experience of CNCP remains a blind spot in pain
management.'> Patients often find medical expla-
nations about pain unsatisfactory in relation to their
lived experience of the pain.'* Some patients find
personal narratives and stories about pain, cau-
tionary tales, and common-sense experience more
meaningful and actionable than medical explana-
tions.'* This issue seems to be about meaning, where
some people with pain do not find clinical discus-
sions of pain meaningful, and clinicians typically are
not looking for non-clinical, types of meaning. It has
been suggested that one limitation for clinicians in
treating pain and pain-related suffering effectively is
an incomplete appreciation of the meaning of pain
experience.'’

Much of what is known today about the meaning and
personal experience of pain has been achieved through
qualitative research, which investigates important as-
pects of the pain experience that are relatively inac-
cessible to other approaches (e.g. quantitative
approaches).'®!” Qualitative literature examining var-
ious aspects of living with an illness or chronic con-
dition has increased dramatically in the last few years,
with researchers finding that the number of relevant

qualitative synthesis publications had doubled between
2005 and 2008.'®

Qualitative Evidence Syntheses (QES) bring together
published qualitative research and develop ideas that cut
across different contexts. There are several QES that
explore aspects of the lived experience of chronic pain,
and one study that provides a synthesis of QES.'*?> A
synthesis of QES published in 2017 synthesised eleven
qualitative evidence syntheses, reporting 187 primary
qualitative research reports.> Knowing that several QES
have been published since this date, we aimed to update
this review and synthesise findings into qualitative
themes. The validity of these themes would be tested by
developing them into a survey questionnaire, and the
survey administered across the UK. Thus, the aims of
our study were to: (1) establish common qualitative
themes in a range of CNCP conditions through a sys-
tematic review of published QES; and (2) testing these
themes for validity, by developing them into questions
for a survey of people living with pain.

Methods

This study received approval by the University of
Dundee School Research Ethics Committee (SMED
REC Number 21/97). We used the methods of mega-
ethnography developed by Toye et.al. to synthesise
published Qualitative Evidence Syntheses (QES).!°2?
Mega-ethnography follows the seven stages of meta-
ethnography to synthesise research study findings.**
There are no existing recommendations for reporting
this type of review of reviews.

Stage 1 [getting started)

This stage incorporates the protocol development and
project planning and oversight. The project was initi-
ated by the organisation Pain UK, which is an umbrella
organisation for UK-based charities that raise aware-
ness and support people living with long-term pain.
The project was overseen by a multidisciplinary steering
committee of nine professionals working within or a
relative field that is related in some way to those im-
pacted by CNCP, including one clinical academic pain
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specialist (BS), one anthropologist/physiotherapist
(FT), two nurses (FH, RC), one occupational medi-
cine specialist (DR), one academic (SvR), and three
patient and public involvement-engagement (PPIE)
representatives (PG, ES, and RC).

Stage 2 (deciding what is relevant]

We included all identified QES that explored the lived
experience of CNCP. A systematic search of four
bibliographic databases was conducted from inception
up until February 2021 using a combination of search
terms developed to identify QES'® > (Table 1). A
single researcher screened titles, and the steering
committee screened abstracts and agreed on full text
inclusion.

Stage 3: [reading the studies)

Once the final studies had been selected and approved
by the multidisciplinary steering committee, RB read
each study and extracted the findings from the results
sections into a spreadsheet. Another researcher (FT)
read the studies to ensure that no valuable nuance was
missed during data extraction. To facilitate commu-
nication of ideas, each finding was summarised and
reworded as a first-person statement. This process
usefully allowed the research team to focus on the es-
sence of lived experience. This is a method previously
used by Toye et.al.'® to facilitate understanding, em-
pathy, and accessible language.

Table 1. Search strategy.

Stages 4 and 5 (determining how studies are
related to each other and translating studies
into each other)

These stages involved sorting review findings into
themes through a process of constant comparison. The
list of first-person statements developed in stage 3 was
shared with PPIE representatives RC and PG who,
together with RB, organised the statements into
themes. RB, FT, and BS refined these themes through
discussion.

Stages 6 and 7 [synthesising translations and
expressing the synthesis)

These stages involved further refining the ideas through
discussion and formatting these into a survey output.

Developing the survey

Working with our PPIE members and advisory group,
the team co-produced survey statements to reflect the
final themes. One researcher (RB) drafted provisional
statements and shared these with the full steering group
through a pre-pilot survey. These were discussed within
the group in four monthly virtual meetings to ensure
that multiple views and disciplines were represented
and included in the survey design. The survey questions
were written in first-person formats that work well with
a Likert scale (from strongly agree to strongly disagree).
Several iterations of the questions were made before the

Sampling strategy Comprehensive

Type of study

Qualitative Evidence Syntheses (QES) exploring the lived experience of CNCP

Approaches Electronic database searches

Range of years (start date, From inception until February 2021
end date)

Limits Language: English

Inclusions and exclusions

Inclusion: Review of qualitative research; Lived experience of chronic pain (lasting more than

3 months); Explores the impact of pain on everyday life
Exclusion: Pain related to a specific time-limited health condition (e.g. cancer).
Non-pain-related experiences (such as stiffness, immobility) that could not be separated
from the experience of pain; perspectives of family, carers, healthcare staff and employers
where the data could not be separated from those of the person with pain.

Terms used

metasynthes* OR meta-synthes* OR ‘meta synthesis’) OR (metasummar* OR meta-

summar* OR ‘'meta summary’) OR (metastud* OR meta-stud* OR ‘meta

study’) OR (metaethnog* OR meta-ethnog OR ‘meta ethnography’) OR (metanarrative OR
meta-narrative OR ‘'meta narrative’] OR ‘critical interpretive synthesis’ OR (qualitative
ADJ4 systematic*) OR (qualitative ADJ4 review)

OR (qualitative ADJ4 synthes*) combined with (exp PAIN or pain.ti, ab)

Electronic sources

APA (American Psychological Association); CINHAL (Cumulative Index to Nursing and Allied

Health Literature); MEDLINE; Psycinfo
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group confirmed the final statements. In the interests of
time and resources, no formal pilot survey was
developed.

The survey was created in Survey Monkey (Supplement
One) and opened to the UK public between the 11 and
28" November 2021. The survey link was shared to Pain
UK member charities via email and through their various
social media networks. In November 2021, Pain UK had
40 member charities who collectively had estimated
30,000 individual members signed up to their newsletters.
The member charities ranged from large well-established
organisations with thousands of members, to smaller and
highly specialised charities focussing on specific conditions.
Pain UK sent out the survey link to their 40 member
charities, who had the option to forward the link to their
individual members. They also shared the survey link

through their social media profiles where it could be shared
across the UK pain community.

Results

Qualitative evidence synthesis

RB identified and screened 1323 potential titles
through the database search, of which 167 were up-
loaded to citation manager software (EndNote) after
initial title screening. After 81 duplicates were removed,
86 abstracts and 24 full texts were considered, with
20 studies included in the review (see Figure 1).

RB extracted 85 QES findings from 20 studies,
which were organised into eight final themes and twenty
survey statements (Table 2). Table 3 shows which QES

Identification of studies via databases
G
c
0
3 Records identified from*: . z{;‘;‘;ﬁfé‘?m"ved before
= : > :
E Databases (n = 1,323) (n=0)
S
| S
\ 4
)
Records title screened > &e:arcissg;(cluded**
(n=1,323) ’
A4
Reports uploaded to EndNote Duplicates removed
—>
= (n=167) (n=81)
=
7}
g
& \4
Reports assessed for eligibility
by steering group >
(n=86) Reports excluded:
Not CNCP (n = 13)
Not QES (n = 6)
Not in English (n = 1)
Poster/abstract (n = 6)
— Not lived experience of daily life
— y (n=22)
S Experience of disease, not
3 Studies included in review CNCP (n =.9) .
= - Carers/family perspective
[ (n=20)
= (n=2)

Figure 1. PRISMA research process flow diagram. *The 20 studies included in the review incorporated a range of pain

4,26-28.30,

conditions (low-back pain, n = ;
15

vulvodynia, n = 14%; fibromyalgia, n =
pain, n = 4, 25:33.53,54

; pelvic pain, n=

; musculoskeletal pain, n =
322,29.32,

2213, shoulder pain, n = 1%%; headaches, n = 1°';

pain flares, n = 2°4%"; knee pain, n = 1°; and general chronic
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supported each theme. The themes are described below
with two examples of findings from the primary
studies supporting each theme. The examples show the
first-person statement and are not narrative exemplars.
Each theme is reported with its co-produced survey
statement.

My pain gives rise to negative emotions. This theme was
supported by 15 out of 20 QES and describes the
various aspects in which living with pain negatively
affects mental health and the deterioration of mental
well-being because of living with chronic pain. The
theme illustrates how the lived experience of pain can
make a person’s life unpredictable and induce feelings
of anger, loss, or frustration.

Crowe 2017%°: I’m always attentive to my body to rec-
ognise early signs of pain: my pain remains unpredictable
despite my efforts. I often feel overwhelmed and just
surrender to my fate of having this illogical pain.

Bunzli 2013%%: My mood fluctuates between hope and
despair, and I can see that this affects the people around me
as well as my own mental health.

This theme was co-produced into the survey state-
ment: ‘My mental health has deteriorated while living
with pain’.

Changes to my life and to myself. This theme was
supported by 15 out of 20 QES and describes the
impact on life and self: how living with pain changes the
everyday activities and roles that can be performed and
has a profound impact on expectations of the future,
which together form a threat to one’s perceived self.

MacNeela 2015%”: Living with pain everyday has impacted
my ability to do everyday tasks such as being a parent,
caring for my garden, exercising my body, and driving my
car. It feels like my life is not as full as it once was. Not
being able to live in the way I did before makes me sad, and
I worry about how this will be in the future if my condition
doesn’t improve.

Snelgrove 2013%%: Living with pain has made me a dif-
ferent person and I mourn the “me” I used to be and the
things I used to be able to do.

This theme was developed into two survey state-
ments: ‘Since living with pain, I am no longer the
person I used to be’, and ‘I am missing out on life
because of my pain’.

Adapting to my new normal. This theme was supported
by 13 out of 20 QES and describes an attitude towards

living with pain that accommodates pain without feeling
that it limits life negatively. The theme also explores the
social norms that might influence ideas about the level
and type of pain that are considered ‘normal’ regarding
age and gender roles.

Srisopa 2020%°: I know I can never get my life back as it was
before I developed pain. To move on, I try not to think about
the pain. I have made changes in my lifestyle to accommodate
the pain, I’ve lost weight, adjusted my activities, and sought
medical help. I also try to think positively and accept the pain.
Before I accepted the pain I struggled because I ignored the
pain, avoided all movement, and didn’t understand where the
pain came from. Now I have found a balance where I know I
can’t do certain things and my overall pain has improved.

Froud 2014°°: After living with pain for some time, I
understand and accept that I will not get the diagnosis I
was hoping for, and that I need to adapt my lifestyle and
accept that I live with pain.

This theme was developed into the survey statement:
‘Accepting that pain is part of my life would bring me
some relief from the constant struggle to find a cure’.

Negative effects of my pain management strategies. This
theme was supported by 6 out of the 20 QES and describes
how some strategies to limit pain, such as avoidance of
activities and self-medication, can have negative conse-
quences on mental and social well-being, including iso-
lation, depression, or alienation from others.

Snelgrove 2013%%; When I have bad pain I don’t think
about long term strategies to end the pain, I just want the
pain to end. Then I use medication and rest, sometimes
even alcohol to feel better. I know these aren’t good long-
term solutions, they make me isolated, depressed and it’s
not a normal way to live a life, but in the moment, they are
the only strategies that help.

Bunzli 2013%°: My condition is physical and I manage it by
avoiding certain movements and activities, and by taking
medication. Because I can no longer be who I want to be
because of the pain, I am not as sociable as I used to be. This
makes me isolated and depressed, but I prefer that to not feeling
like I am myself around other people.

This theme was developed into the survey statement:
‘My pain management strategies improve my mental
and social well-being’. After full discussion with PPIE
and advisors, the survey statement was positively
framed. This was not a consensus decision, but agreed
by the majority of team members, including PPIE. We
did not intend to use a summary score for the survey, so
this decision was accepted.
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Table 2. Qualitative evidence syntheses included in the study.

Number
Author Aim of QES Search date of studies Analytic method Analytic output
Bunzli et al.  To provide a richer To October 18 Sandelowski and 11 categories and 3
2013% understanding of what it is like 2011 Barroso (coding, themes
to live with CLBP to encourage grouping and
a move away from biomedical abstraction)
model
Chen et al.  To explore older adult’s To June 2019 11 Noblit and Hare 25 metaphors and 4
2020% experiences of living with pain meta-synthesis themes
Crowe et al. To synthesise descriptions of the 2000-2015 41 Thematic analysis 10 categories and 5
20177 experience of chronic pain and synthesis into  themes
across conditions meta-themes
Froud et al.  Synthesise the qualitative To July 2011 42 Britten et.al (coding 15 subthemes and 5
2014 literature on the impact of low- and meta- themes (plus second
back pain on people’s lives to narrative) and third-order
suggest areas to explore in interpretations)
healthcare consultations
Grant et al.  Increase our understanding of  To April 2017 41 Noblit and Hare 13 conceptual
2019% the obstacles to returning to meta- categories and 3 key
work for people with chronic ethnography categories
pain and their employers
Khanom To identify knowledge gaps and To June 2018 32 Thematic synthesis 13 subthemes and 3
et al. inform future research on pain themes
2020% flares by synthesising the
literature on adolescents’
experiences on fluctuating
pain
MacNeela Synthesise research findings on  1994-2011 28 Noblit and Hare 13 subthemes and 4
et al. the subjective meaning of meta- themes
201527 CLBP ethnography
Maxwell et al. Synthesise reviews exploring the To March 2020 26 Noblit and Hare 3 themes
202048 experiences of individuals meta-
living with shoulder pain to ethnography
enhance the understanding of
these experiences, especially
treatment-related experiences
Nichols et al. To systematically review the 1988-2016 4 Meta-ethnography 3 themes
2017% literature of the lived
experience of chronic
headache
Shallcross Develop a broader understanding To January 7 Meta-ethnography 11 sub-concepts and 4
et al. of women'’s experiences of 2016 key concepts
201847 vulvodynia by reviewing the
qualitative literature
Sim et al. Gain an interpretive To October 23 Meta-synthesis 8 subthemes and 4
2008%° understanding of the 2006 themes
subjective impact of FMS by
synthesising qualitative
literature
Snelgrove To articulate the knowledge 2000-2012 28 Meta-ethnography 3 themes
et al. gained from reviewing with thematic
2013% qualitative studies of patients’ analysis and

experiences of CLBP to review
authors recommendations

synthesis

[continued]
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Table 2. (continued)

Number
Author Aim of QES Search date of studies Analytic method Analytic output
Srisopa et al. To develop a deeper 2000-2019 6 Noblit and Hare 6 themes
2020% understanding of the meta-
experience of living with PGP ethnography
Stewart et al. To systematically review and To 2019 16 Meta-synthesis 25 subthemes and 4
2020° thematically synthesise patient themes
perspectives on gout flares to
inform measures that
represent flare burden
Souza et al.  To provide insight into CPP and  1995-2010 7 Meta-synthesis 3 themes
20113 form the basis for a
biopsychosocial approach to
the condition.
Toye et al. Synthesise reviews to improve  To February 60 Noblit and Hare 6 conceptual
2013% understanding and thus best 2012 meta- categories and 1
practice for people with MSK ethnography theme
Toye et al. Increase our understanding of  To March 2014 32 Noblit and Hare 9 conceptual
2014% patients’ experiences of meta- categories
chronic pelvic pain ethnography
Toye et al. Increase our understanding of  To 19 Noblit and Hare 5 conceptual
20167 factors that limit people’s September meta- categories
ability to stay at work 2021 ethnography
Vaismoradi  To integrate international “all years” 6 Noblit and Hare 6 subthemes and 3
et al. findings to enhance the meta- themes, 1 metaphor
2016 understanding of experiences ethnography
and perspectives on pain and
pain management in nursing
homes
Wride et al.  To identify and explore feeling  2006-2016 9 Contextualist 10 categories and 2
2018% and experiences of people approach and synthesised themes

living with knee pain in order to
improve care

meta-aggregation

Hiding and showing my pain. This theme was supported
by 8 out of the 20 QES, and describes how living with
pain can involve secrecy, shame, and hiding. The theme
illustrates how, whilst hiding pain can lead to others not
understanding or believing that pain exists, this strategy
was sometimes chosen because exposing pain could
lead to negative responses and judgement from others.

Toye 201472 1 feel like I have to keep my condition secret
and hidden because it’s not something you talk about. I
would be embarrassed to mention it. But when I don’t talk
about it, people don’t think it’s there, especially when I
don’t have a diagnosis.

Nichols 2017%": T struggle to plan ahead of time and it is
therefore difficult to manage my relationships to my family,
friends and wider community. Some friends I am closer to,
now that I’ve shared my pain with them, but some relations
have fallen by the wayside. Sometimes it’s helpful when
people know about the pain, sometimes it makes me anx-
ious. I make decisions about how much to disclose to people

in different scenarios, sometimes I act normal to reduce
other people being critical of me.

This theme was developed into the survey statement:
‘I sometimes hide my pain to avoid negative judgement
from others’.

Medically explaining my pain. This theme was sup-
ported by 14 out of 20 QES. It describes how the search
for a diagnosis is associated with personal credibility
and reassurance that there is no malignant disease. It is
underpinned by frustration towards the healthcare
system and questioning about the legitimacy of pain as a
biomedical condition.

Bunzli 20132%: It is important for me to receive a medical
explanation for my pain which I can understand and share and
is acceptable to others. It is important to me that my family,
employer, and welfare agent accept my condition as legitimate,
and I will keep searching for a diagnosis that can satisfy this.
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Table 3. Themes identified in each qualitative evidence synthesis.

My pain Effects of my Hiding

gives rise  Changesto Adapting pain and Medically Relationships ~ Working

to negative my life and to my new management showing  explaining  to those around while in
Author emotions  to myself normal strategies my pain  my pain me pain

Bunzli et al. X X X X
2013%

Chenetal. X X X X
2020%

Crowe et al. X X X X X
2017%°

Froud et al. X X X X X X
2014%°

Grant et al. X X X X
2019%

Khanom X X X X X
et al.
2020%

MacNeela X X X X X X X
et al.
2015%7

Maxwell X X X X X
et al.
202048

Nicholsetal. X X X X
(2017)%

Shallcross X X
et al.
(2018)%7

Sim et al. X X X X X
(2008)°°

Snelgrove X X X X
et al.
2013%

Srisopaetal. X X X X
202077

Stewart X X X X X
et al.
2020°

Souza etal. X X X
2011%2

Toye etal. X X X X X
2013%

Toyeetal. X X X X
201422

Toye et al. X
20167

Vaismoradi X X
et al.
20165

Wride et al. X X X
2018%2
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Souza 2011°% T desperately want to know the cause of my
pain so that I can know that it’s not dangerous and so that I
can explain it to others so that they understand it is not in my
head. No one can treat the pain if they don’t know what it is.

This theme was developed into the survey statement:
‘A formal diagnosis is important to me because it helps
people around me believe and understand my pain is
real’.

Relationships to those around me. This theme was
supported by 10 out of 20 QES. It describes the ways in
which living with pain impacts social, professional, and
familial relationships. The theme illustrates how these
are especially influenced, either negatively or positively,
by one’s ability to communicate effectively about pain.

Grant 2019°%: T don’t want to ask for help from my col-
leagues because it makes me feel inadequate and I don’t
want to be a burden. I don’t trust people at my work not to
judge me. When I don’t speak up about what I need it makes
it harder to work, especially if my boss is unsympathetic.

Khanom 2020>*: Because no one can see my pain, I feel as
though people around me think I am imagining it or that
it’s not a legitimate issue to have. Sometimes I don’t talk
about the pain because I want to avoid being judged.

This theme was developed into the survey statement:
‘T wish I could communicate more effectively with
others about my pain’.

Working while in pain. This theme was supported by
4 out of 20 QES. It conveys the challenge of asking for
necessary support and modifications at work, largely
due to fear of being viewed as workshy or dependent on
others.

Grant 2019°%: T don’t want to ask for help from my col-
leagues because it makes me feel inadequate and I don’t
want to be a burden. I don’t trust people at my work not to
judge me. When I don’t speak up about what I need it
makes it harder to work, especially if my boss is unsym-
pathetic. Having poor relationships at work makes me less
motivated to be in work.

Toye 20162': T used to feel really good about myself when I
was at work, I was respected and valued. I’m very careful
now to not be seen as a bad worker. T'o maintain my image,
I struggle on despite the pain and sometimes rely on
colleagues. I also take annual leave rather than sick days. I
would rather quit my job than be seen as a bad worker.

This theme was developed into the survey statement:
‘My workplace provides me with appropriate support and

modifications to enable me to perform at work despite my
pain’. As with statement 4, following discussion with
PPIE and advisors, this survey statement was positively
framed. This was a decision agreed by the majority of
team members, including PPIE. As we did not plan to use
a summary survey score, this decision was accepted.

The survey

A total of 1219 people completed the survey across the
UK, using Survey Monkey (Table 4). The majority
were from England (78.3%) and were female (89.5%).
Most had a medical diagnosis to explain their pain
(93%) and 50% of these had a diagnosis of fi-
bromyalgia, with a large number indicating a diagnosis
of endometriosis (22%). A relatively small percentage
were diagnosed with arthritis or osteoarthritis (14%).

The survey findings confirm the validity of the
themes from the mega-ethnography (Table 5), and
together they both reinforce the adverse impact of
CNCP on people’s lives in the UK. The vast majority
of respondents either agreed, or strongly agreed, that
their mental health had deteriorated (90%), that they
were missing out on life (91%), or that they were no
longer the person that they used to be (86%). The
survey also highlighted the challenge of getting other
people to understand, and believe in, your pain: 92%
hid pain to avoid judgement and 88% felt that a di-
agnosis would help people to believe and understand
pain, and 84% wanted to be able to communicate
more effectively with others about their pain. Fewer
than half of the respondents (43%) felt that their pain
management strategies improved their mental and
social well-being, and 23% felt that these strategies did
not help. See Supplemental material 1 for the full
survey results.

Discussion

Summary of study

This study identified QES that systematically explored
and explained the experience of living with chronic non-
cancer pain in the UK. We identified 85 separate themes
described in the reviewed QES studies and grouped
them into 8 qualitative themes. We tested these themes
in a survey using a large group of people living with
CNCP in the UK, and found strong, or very strong
agreement, with each of them. This study therefore
provides a comprehensive, validated summary of the
experience of living with CNCP, particularly in
the UK.

Despite the increasing number of qualitative studies
on pain, the lived experience of pain remains a blind
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spot in the field because qualitative inquiry continues to
be underrepresented in the pain literature in relation to
quantitative approaches, which are underpinned by the
predominant biomedical approach to pain manage-
ment. In understanding the complexity of the lived
experience of pain, qualitative research is an indis-
pensable tool.'®!”

Interpretation

Our findings reveal the adverse nature, complications,
and consequences of living with chronic non-cancer
pain among people in the UK. People living with
CNCP often struggle to make sense of the conse-
quences of pain, which disrupts the sense of who they
are and what they can do (Themes 1-3). The challenge
in effectively communicating their pain experience to
others, and the consequent misunderstanding of other
people, including healthcare professionals, and work
colleagues, further exacerbates the adversity of pain
(Themes 7, 8).

Table 4. Demographics of survey respondents.

For many people with chronic pain, a medical di-
agnosis is important because it ‘helps people around me
believe and understand that my pain is real’ (Theme 6).
This emphasises the importance of early diagnosis of
chronic pain when possible, and of the relative con-
tribution of physical, psychological, or environmental
factors, to ongoing pain management.>>>>°

The findings presented in this paper point to
shortcomings in the ways in which pain is addressed by
others in the UK (Themes 4-8). People with pain, their
family, or carers, should have the knowledge and
confidence to search for advice, education, or treatment
to better understand and manage their pain. People
who can make sense of their pain and can integrate this
new reality into their self-concept are better able to
move forward in life (Themes 1-3).%”

For medical, nursing, and allied health professionals,
education and training in pain management provides
the knowledge and resources to deliver best practice,
evidence-based care of pain. Education in the biopsy-
chosocial sciences underpinning chronic pain might

Demographic

Frequency (n) Percentage (%)

Country

England

Scotland

Wales

Northern Ireland

Isle of Man or Channel Islands
Gender

Male

Female

Trans (-man, -woman) and non-binary
Age

18-24

25-34

35-44

45-54

55-64

65-74

75-84

85-94
Had a diagnosis, of which

Fibromyalgia

Endometriosis

Arthritis

Migraine

Osteoarthritis

Other

955 78.3
159 13.0
61 5.0
34 2.8
4 0.3
12 9.7
1034 89.5
4 0.4
87 7.5
228 19.7
254 22.0
310 26.8
177 15.3
78 6.8
20 1.7
1 0.1
93
— 50
— 22
— 9
— 7
— 5
— 7




602

British Journal of Pain 17(6)

Table 5. Survey results.

Neither agree

Strongly Agree nor disagree Disagree  Strongly
Theme Question agree (%) (%) (%) (%) disagree (%)
1 My mental health has deteriorated while living 60 30 6 3 1
with pain.
2a | am missing out on my life because of my pain. 59 32 6 3 <0.5
2b Since living with pain, | am no longer the person 59 27 9 4 1
| used to be.
3 Accepting that pain is part of life would bring 25 31 25 15 5
me some relief from the constant struggle to
find a cure.
4 My pain management strategies improve my 13 30 33 19 4
mental and social well-being.
5 | sometimes hide my pain to avoid negative 63 29 4 3 <0.5
judgement from others.
6 A medical diagnosis is important to me because 65 23 7 3 1
it helps people around me believe and
understand that my pain is real.
7 | wish | could communicate more effectively 54 30 12 4 1
with others about my pain.
8 My pain affects my ability to perform at work 33 23 31 10 3
because | do not receive the right support and
modifications.
n/a The COVID-19 pandemic has had a negative 33 20 29 14 4

effect on my pain.

give health professionals an accurate conceptualisation
of pain and readiness to hear patient narratives of
chronic pain, and to incorporate this knowledge into
treatment approaches (Themes 4, 6, 7).°%%°

To facilitate and encourage engagement with this
topic by medical or health care practitioners, it would
be beneficial to improve training opportunities for those
interested in using qualitative methods (Theme 4).

Comparison with previous literature

The present study adds to the existing literature by
synthesising the findings of studies that explore the lived
experience of CNCP in everyday life from a variety of
contexts, including a range of study samples, geographical
areas, ages, and pain conditions. Our findings are broadly
consistent with results in published meta-ethnographies
on chronic non-malignant musculoskeletal pain®>*° and
chronic low-back pain.’*?*** For example, Toye
et al.>»* identified chronic pain as an ‘adversarial
struggle’, consisting of five qualitative themes. People
with pain struggle to affirm themselves (Themes 1, 2),
adapt to living with pain (Theme 3), find a suitable ex-
planation for their pain (Theme 6), negotiate the
healthcare system (Theme 7), and be viewed by observers
as legitimate (Themes 6, 7). Our findings are compatible
with Toye et al.>° who describe a life ‘impoverished and

confined’ by pain alongside a struggle ‘against my body to
be me’. Toye and colleagues also describe great efforts to
medically explain pain to a sceptical community and the
struggle to keep up appearances.?® Finally, beyond the
meta/mega-ethnography, our results align with published
data in other qualitative systematic or meta-syntheses on
chronic pain.>*>*2

Strengths and limitations

Our innovation is to systematically search for and in-
clude QES published since 2016. Qualitative research
is an interpretive methodology, which does not aim to
be replicable, and we have included all relevant studies
prior to and after 2016. This is the first publication to
use findings from a QES to develop a UK survey.
Further studies might explore innovative use of QES as
the basis for quantitative research.

Our study uses a systematic research method that has
been used to synthesise QES for rheumatoid arthritis and
chronic pain,?®?**? yet there are no reporting guidelines
for reviews of QES. Our findings, although extensive, are
not necessarily all-inclusive: this is not incompatible with
interpretive methodologies that aim to develop ideas.
The inclusion of PPIE in our research design, conduct,
and analysis was a key strength, ensuring that stakeholder
views and perspectives were represented***> and played
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a key role in analysis and design of survey questions. We
decided to positively frame two survey questions as a
result of the co-production process. It may be of interest
that these two questions related to pain management
strategies and workplace provisions, rather than lived
experience of pain. Future qualitative inquiry to un-
derstand the decision-making process and the role of
PPIE in co-production, and consensus, would enable the
best use of PPIE in research.

A strength of our design was the validation of our
findings through the creation and use of a survey in the
pain community, which confirmed the clinical relevance
of our findings and the importance of qualitative research
on pain.’®!” Most survey respondents had a diagnosed
chronic pain condition, including 22% with diagnosed
endometriosis, which is sometimes described as the
‘missed disease’ due to its unclear aetiology or incon-
sistencies in diagnosis and management.*°

Potential limitations include evaluating only English
language studies. However, only one non-English lan-
guage study was excluded, and the four databases
consulted are the most relevant. Furthermore, the large
number of duplicates identified in our search supports
the comprehensiveness of our strategy. A further possible
limitation is the lack of representativeness of the sample
participating in the survey, compared with the UK
population living with pain, for example, 22% with
endometriosis. As the survey was sent to particular
chronic pain organisations, some CNCP conditions
(such as endometriosis and fibromyalgia) may have been
overrepresented, and others (such as joint pain or low-
back pain) were underrepresented, the reasons for which
were out of our control. However, the strength of our
findings is that a wide range of conditions and demo-
graphics are represented in the survey, adding to our
knowledge of pain, though cannot be taken to represent
the general population. Other research has found that the
number of sites of chronic pain may be more important
than the actual site(s), or diagnosis of chronic pain, in
determining its impact on lived experience.?” Further
research to explore the impact of pain in specific pain
conditions and in specific socio-economic contexts
would add to our knowledge of pain.

Conclusion

Qualitative research is indispensable in understanding
the lived experience of chronic pain. Our systematic
review of QES and patient survey describes the adverse
experience, complications, and consequences of
chronic non-cancer pain. People with pain, their sig-
nificant others, or carers, should have the knowledge
and assurance to seek advice, education, or treatment to
understand and manage their pain. Education and

ongoing training in the biopsychosocial model of
CNCP should provide health professionals with an
accurate understanding of pain and preparedness to
understand and support the patient’s account of their
lived pain. Recognition and personalised clinical
management for people living with CNCP should be
pursued as a health priority in the UK.
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