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Abstract

Background

Musculoskeletal (MSK)] pain is one of the most
predominant types of pain and accounts for a
large portion of the primary care workload.

Aim

To systematically review and integrate the
findings of qualitative research to increase
understanding of patients’ experiences of

chronic non-malignant MSK pain.

Design and setting

Synthesis of qualitative research using meta-
ethnography using six electronic databases up
until February 2012 (Medline, Embase, Cinahl,
Psychinfo, Amed and HMIC].

Method

Databases were searched from their inception
until February 2012, supplemented by hand-
searching contents lists of specific journals for
2001-2011 and citation tracking. Full published
reports of qualitative studies exploring adults’
own experience of chronic non-malignant MSK
pain were eligible for inclusion.

Results

Out of 24 992 titles, 676 abstracts, and 321 full
texts were screened, 77 papers reporting 60
individual studies were included. A new concept
of pain as an adversarial struggle emerged.
This adversarial struggle was to: 1) affirm
self; 2) reconstruct self in time; 3) construct
an explanation for suffering; 4) negotiate the
healthcare system; and 5) prove legitimacy.
However, despite this struggle there is also a
sense for some patients of 6) moving forward
alongside pain.

Conclusions

This review provides a theoretical underpinning
for improving patient experience and facilitating
a therapeutic collaborative partnership.

A conceptual model is presented, which

offers opportunities for improvement by
involving patients, showing them their pain

is understood, and forming the basis to help
patients move forward alongside their pain.
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INTRODUCTION

Alleviation of pain is a key aim of
healthcare,' yet pain can remain a puzzle?
as it is not always related to a specific
pathology.? Around 25% of adults suffer with
moderate or severe pain,*”’ and for 6-14%
of these the pain is severe and disabling.?®
Musculoskeletal [MSK) pain is one of
the most predominant types of pain and
accounts for a large portion of the primary
care workload.?’ Chronic pain is one of
the Royal College of General Practitioners’
clinical priorities for 2011-2014. Although
insights from several qualitative syntheses
have contributed to a greater understanding
of the processes of health care,'®'2in other
areas the proliferation of qualitative studies
mean that these studies are ‘doomed never
to be visited"."”® The aim of this review was
to synthesise existing qualitative research
to improve understanding and thus best
practice for people with chronic non-
malignant MSK' pain. There are various
methods for synthesising qualitative
research.”'¢ Studies range from those
aiming at describing qualitative findings, to
studies aiming at being more interpretive
and generating theory. Meta-ethnography
is an interpretive form of knowledge
synthesis, proposed by Noblit and Hare,”
which aims to develop new conceptual
understandings.
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METHOD

Reports of qualitative studies were included
that explored adults” own experience of
chronic non-malignant MSK pain. Chronic
was defined as >3 months. Exclusion criteria
were cancer, neurological, phantom, facial,
head, dental and/or mouth, abdominal and/
orvisceral, menstrualand/or gynaecological,
pelvic, duration or site of pain not specified,
other chronic pain conditions, auto-
ethnography, and individual case studies.
Six electronic bibliographic databases were
searched from inception until February
2012: Medline, Embase, Cinahl, Psychinfo,
Amed, HMIC. As meta-ethnography relies
on identifying and defining concepts within
each study, the search was limited to
English language. A combination of free text
terms and thesaurus or subject headings
was used. Search terms were used specific
to qualitative research available from the
InterTASC Information Specialists” Sub-
Group (ISSG) Search Filter Resource
(www.york.ac.uk/inst/crd/intertasc/). These
terms were combined with other relevant
subject headings and thesaurus terms (for
example, research, qualitative/; attitude to
health/; interviews as topic/; focus groups/;
nursing methodology research/; life
experiences/; pain/; arthritis/; fibromyalgia/;
osteoarthritis/: musculoskeletal diseases/).
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How this fits in

Chronic musculoskeletal (MSK) pain
accounts for a large portion of the
workload in primary care. There is a
growing body of qualitative research
exploring patients’ experience of chronic
MSK pain, but no study that brings
together or synthesises this large body

of knowledge to make it accessible for
clinical practice. Chronic MSK pain is
experienced as an adversarial struggle on
multiple levels (self, time, relationships,
health care). The model in the present
study suggests possibilities for helping
patients to move forward with chronic pain.

request from the authors. Contents list
of particular journals agreed by the team
were hand-searched for 2001-2011. The
list of journals is also available on request.
Reference lists were searched for further
potential studies. Titles, abstracts, or full
texts were screened to exclude articles that
did not meet the inclusion criteria.

The use of quality criteria for qualitative
research is mooted™™®% and it is known
that quality appraisal does not produce
consistent judgements?’ To be utilised
within a meta-ethnography, studies must
provide adequate description of their
concepts."" It was also agreed that papers
should provide an adequate methodological
report. Checklists were used to provide
a focus for team discussion on quality. It
was not intended to use these checklists to
‘score’ papers for the purposes of inclusion
or exclusion. A full description of the
teams’ approach to appraisal for qualitative
synthesis has been published elsewhere.?
Three appraisal tools were used: Critical
Appraisal Skills Programme (CASP) for
appraising qualitative research;” Qualitative
Assessment and Review Instrument (JBI-
QARI);* and finally papers were categorised
as key papers [KP] (‘conceptually rich
and could potentially make an important
contribution to the synthesis’), satisfactory
papers (SAT), irrelevant papers, or fatally
flawed (FF) papers?' The concepts fatally
FF, SAT, and KP have not been defined,
but are global judgements made by a
particular appraiser which comprise several
unspecified factors. Two team members
appraised all papers, and if they did not
reach an agreement the paper was sent to
two other team members for a decision.

The methods of meta-ethnography'” were
used to synthesise the data.'*??% Central
to meta-ethnography is identification of
key ideas or ‘concepts’, and comparison

of these concepts across studies.” A full
copy of all papers was uploaded onto QSR
International’s NVivo 9 software to help
organise the qualitative analysis. NVivo 9
allows for collection, organisation, and
analysis of a large body of knowledge by
‘coding’ data under ‘nodes’. It also helps
to keep track of developing ideas and
theories via ‘memos’. Three members of
the team read each paper to identify and
describe the concepts in each paper. These
independent descriptions were compared
and combined descriptions of each concept
were constructed. The aim was not to reach
consensus but to develop ideas through
discussion. These concepts formed the
primary data for the meta-ethnography.
If team members agreed that there was
no clear concept articulated in the original
study, then it was labelled ‘untranslatable’.
In short, if the original study was more
descriptive with no clear ideas, there were
no ‘data’ to analyse. Concepts were then
collaboratively organised into categories
with shared meaning through constant
comparison,” and a conceptual model was
developed.”

RESULTS

In total, 24 992 titles, 676 abstracts, and 321
full texts of potentially relevant studies were
screened (Figure 1). Of the 321 potential
studies, 228 were excluded that did not
meet the study aims. Details of reasons for
excluding studies are available from the
authors. Two team members appraised 93
papers. The ranges of agreement for CASP
and JBIQ rank were 52-75% and 29-82%
respectively. The team members agreed
that five studies were key, % one team
member graded a further five as key,*=" and
the other graded a further seven as key.384
Full details of the appraisal scoring are
also available from the authors. The team
members did not agree over 24 papers and
sent these to two other team members for
a decision. Sixteen studies were excluded
after quality appraisal,®” hence 77 papers
were included reporting 60 studies. These
studies explored the experiences of 1168
adults ranging from 18 to 91 years of age.
Forty-nine papers (37 studies) explored
chronic MSK  pain.?-873740434860-9%5 Tyenty-
eight papers (23 studies) focused primarily
on fibromyalgia (FM])23#414296119 Sydies
were included from a range of countries:
Iceland (1); Northern Ireland (1); Switzerland
(1); Finland (2); the Netherlands (2); New
Zealand (2); Australia (3); Canada (4):
Norway (8); the US (8]; Sweden (19); and
the UK (26). Appendix 1 describes the study
characteristics.
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Figure 1. Number of studies identified, screened,
excluded, and included.

Conceptual categories

The overriding theme emerging was an
adversarial struggle, giving a sense of
being guilty until proven innocent. Patients
struggled to with the following.

1. Affirm self. This category incorporates a
struggle to affirm my self: Firstly, my body
has become alienated from me, and has
become a malevolent it 8 | no longer
am a body but have a body.'®'?' Secondly,
although | struggle to prevent the erosion
of my old ‘real self and not ‘give in" to
my painful body, | face the fact that | am
irreparably altered.” Finally, loss of roles
that made me what | am has undermined
my self-worth, and | feel guilty because |
cannot meet other people’s expectations.
Fear of overburdening others, and the
desire to appear like my old self, encourage
me to hide pain. However, this can be a
double-edged sword because people do not
necessarily believe what they cannot see.

2. Reconstruct self in time (construction
of time altered — unpredictable now and
future). This category shows how the
construct of self now and in the future
is altered. The day-to-day unpredictability
of my pain creates an endless timeless
present where my life has become
dominated by caution and spontaneity is
lost. Plans, expectations, and dreams of
the future are irreparably altered and life
focuses inwards.

3. Construct an explanation for suffering.
This concept describes the struggle to
explain pain that does not fit an objective
biomedical category.’'?*  Diagnosis
remains highly valued and is integral to a
sense of credibility.’-'% Disbelief by others
threatens my personal integrity."” The
discrepancy between culturally accepted
explanations and personal experience
creates powerful emotions. | feel
worthless, afraid, agitated, ashamed, and
guilty. Overwhelming doubt permeates my
experience at work, my social life, health
care, and family.

4. Negotiate the healthcare system.
This category describes the struggle to
negotiate the healthcare system. | feel ‘like
a shuttlecock’ referred back and forth to
various health professionals. It describes
an ambivalent stance, although reticent
to engage in a system that is not meeting
my expectations, at the same time | am
compelled or ‘trapped in the system’. |
continue in health care in hope of a future
cure. | need to feel valued as a person
within the system. Paradoxically, although
I ' want my body problem to be diagnosed
and treated, | also need to be treated as
more than just a body. This is central to the
therapeutic relationship, not an adjunct.

5. Prove legitimacy. This category describes
an etiquette, or ‘right way’, of being in
pain to appear credible. It does not imply
that pain is not real. | struggle to find the
right balance between hiding and showing
pain. The pull to hide pain and to appear
‘normal’ is increased by my sense of shame
at having medically unexplained pain.®
Paradoxically, hiding pain can further
threaten my credibility. | strive to present a
picture of myself as a ‘good” person who is
not to blame for my pain.

However despite this struggle, there was
a sense of moving forward.

6. Moving forward alongside my pain.
Despite the adversarial struggle, our model
describes six ways of moving forward
alongside pain:

a) Listening to and integrating my painful
body shows a developing relationship
of trust and cooperation with the body.
The alienated body becomes integrated
through listening to, and respecting it. |
am no longer at the mercy of the body but
a co-expert.

b) Redefining normal describes a way of
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Table 1. Conceptual categories and source studies with example of narrative from primary studies

Conceptual category

Thematic sentence to describe
conceptual category (primary studies
supporting this category)

Example of narrative from primary study chosen to illustrate
conceptual category

1. Struggling to affirm
a sense of my self

My body is now against me (30, 32, 33, 40-42, 60,

61,68, 72,73,83,95-97, 99-104, 106, 107, 109,
112,117,118

The old me is my real self (28, 29, 31-33, 37-
39, 41, 68, 69, 76,78, 83, 93-97, 99, 103,
106, 107,113, 117)

| am becoming isolated from others (29, 31,

32,34,35,38, 41,42, 48, 61, 62, 65, 69,73, 76,78,

86, 91, 95, 96, 97-99, 101, 102, 104-107,
109, 112,113, 117, 118)

I mean ... a normal person isn't aware of their legs because they just say
right walk, you know their brain tells them to walk and they walk,
whereas when you're in pain youre aware of them all the time (62).

It's like living with this [person] who follows you around all the time ...
You're cursed with him and he gets in the way, he embarrasses me, he's
unsociable and sometimes downright rude ... | know there is no
person’... but it's not me, that's not me (31).

| have two small children, and | don 't want them to say when they re older,
we couldn 't do this or that because my mum was sick. Theyre entitled to
better than that (42).

2. Altered construction
of time

My days are unpredictable (28, 29, 32,

41,42, 60, 66, 83,89, 97-99, 101, 103, 105, 107,
110, 112)

My future will not be what | thought

(29,32, 41, 69, 72,78, 89, 92, 95, 96, 101, 108,
111,118

One day you feel like doing something. Then, all of a sudden, bang! The
illness is so fickle, so capricious (106).

| worked all my life and now | can't enjoy my life ... it's (the pain] taken over
.. this is my future (78).

3. Struggling to explain
why | am suffering

It doesn't make sense there is no medical
reason (28, 30, 32, 43, 69, 70, 77, 78, 86, 92, 96,
99,101,103, 108, 111, 113-115, 117, 119

No one believes me because | have
nothing to show for it (29, 32, 35, 36, 42,
43, 64, 73,78, 85, 91, 92, 94, 96, 99, 101,
103, 104, 111, 113, 115, 117)

There must be some other reason

(28, 29,32, 34,39, 70, 73, 89, 93, 94, 103
108, 113, 115)

When I had a broken arm, it was wonderful, they all rushed towards me to
help me in the supermarket and | didn't feel a bit guilty because it was in a
plaster and it was OK. But now you ... look perfectly alright and you do

feel a bit of a fool (91).

People think that you're swinging the lead, because it's not a visible thing,
so many people use it as an excuse ... whenever a person says they ve got
a back problem it's yeah, yeah'. | remember at my sickness interview —
you can see the disbelief in the manager’s eyes (89).

[ feel that, all these rigid things that you try and put in place to protect
yourself, quite often are actually a problem that you have in your mind rather
than your back. So I think your mind and your back are quite closely linked (93).

4. Struggling to negotiate
the healthcare system

| can’t see the point of going to the doctor
again but | must (32, 35, 36, 38, 39, 40,
42,43, 66,69,78,79,80, 85,87, 92,101, 105,
101, 105, 111, 119)

| need someone to listen to me and
understand what pain has done to me
(38-40, 42, 43, 66, 67, 69, 80, 85,
86,87, 92,99, 104, 111)

/just get passed laround) ... / don't have any faith really, what | want to
find out is what is causing this pain all through my body and | seem to meet
a blank wall (43).

You're feeling like you are unimportant and insignificant, feeling as though
you're taking up their time, their time is more valuable than yours ... |
think quite often they don't take into the equation that maybe you do
understand ... and you have got a few brains (85).

5. Struggling to prove
that | am credible

Should | hide or show my pain?
(28,29, 31, 36,39, 41, 42, 60, 62, 69, 70, 73,
89,94, 96,99, 101, 102, 105, 111, 113, 114, 116)

| need to show that | am not like
other people with pain
(32,37, 38, 64,86, 94, 114)

Someone says to me: Well you look so good, it is impossible to see that
you are suffering’. Perhaps the reason is that the more | suffered, when
going somewhere, the more make-up | put on, so no-one would notice (69).

| think there is an essential difference between my pain and theirs, but as long as
['ve @ somewhat doubtful diagnosis, the only difference is that | complain more:
| become the person who has pain because | need or want to have pain (37).

6. Moving forward with
chronic pain

| now cooperate with my body and work
with it (28, 35, 41, 63, 67, 68,71, 72, 76, 85, 99,
100, 101, 103, 104, 106, 109, 112, 115, 116, 118)

| am still me and can enjoy my life
(28, 35,42, 61,70, 71, 68, 69, 96, 99, 104, 107)

There are other people like me that
believe and value my experience
(35, 67, 70,80, 100, 103, 104, 114)

Increase awareness and accept yourself as you are, just setting limits is
something | worked with a lot. It's not the boundaries of the world around
that matter, it's my body and the signals from it that have to give me advice (100).

When I finally did accept the fact that, okay, | wasn't going to be able to
work and that | was going to have to do things differently ... | shifted my
energies ... to the stuff that gives me pleasure (96).

You know, it is so hard to have this illness ... but it kind of grew smaller
when [ noticed that others have it too and that | may talk about it ... earlier
when | had severe pains [ just kind of shrank in to myself ... you were
finally allowed to talk about it aloud (114).
... continued
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Table 1 continued. Conceptual categories and source studies with example of narrative from primary studies

Thematic sentence to describe

conceptual category (primary studies Example of narrative from primary study chosen to illustrate
Conceptual category supporting this category) conceptual category
6. Moving forward with | don’t have to hide my pain and can let Before when people asked how I felt, how it was, then | said okay, but now
chronic pain (continued) people know my limitations dare to say more, straight out (100).

(35, 69, 100, 104, 112)

I realise that | have changed but don't [ came home with a diagnosis and [my brothers] said, there is no cure,

need to continue searching for a medical deal with it." They say, you either live with it or you sit at home and mope

answer (39, 41, 62, 75, 96, 99, 111, 115) about it. There is no cure, get on with your life."I'm like, ‘okay, guess I'll
move on then (96).

| am confident to give things a go and You just keep experimenting. That's all you do. You know, you hear of this,

make changes (67, 69, 75, 82, 85, 87, 96, Yyou try that, this works, that doesn 't work. This person suggests this,

100, 104, 107, 113, 114, 117, 119) someone else suggests something else (87).

moving forward that no longer focuses
on losses but on reconstructing an
acceptable new self. It describes an
acceptance of change and a sense of
repairing existence; | have changed
but | am still me and can enjoy life.
This can be felt alongside grief for the
old ‘real self. This concept supports
studies showing that ability to redefine
self, or psychological flexibility, might
help people move forward with pain and
reduce its impact.'?1?

c) Being part of a community of others
describes a sense of sharing, being
valued and becoming credible. However,
despite the benefits of being part of group
of others with pain, there is a sense
of ambivalence; although | am like the
others, 89496113114 gt the same time | am
not like them and need to be valued as an
individual.

d) Telling others about my pain describes
the release that comes with no longer
having to hide pain from others, and
the benefits of letting others know about
my limitations. | am learning to Llimit
demands from others and manage my
resources. There is a sense that | no
longer need to gain the approval of others.

e) Realising that there is no cure for my
pain describes the liberation from the
ceaseless search for a cure which has
hitherto limited possibilities for moving
forward. There is a sense that recovery
Is about becoming someone rather than
being what you once were.

f

Becoming an expert describes becoming
less reliant on a healthcare professional
to know and meet my needs. | am coming
to know my own body, and gain the
confidence to experiment and make my
own choices.

Table 1 describes these conceptual
categories and source studies with a
narrative exemplar of each category. Figure
2 shows the conceptual model drawn
from conceptual categories 1-5. Figure 3
shows the conceptual model drawn from
conceptual category 6 ‘moving forward
alongside pain’.

DISCUSSION

Summary

Thisresearch presents a significantadvance
over previous studies in that it provides a
unique and extensive conceptual synthesis
of qualitative research exploring chronic
MSK pain using meta-ethnography. The
present model presents a line of argument
that highlights the adversarial experience of
people with chronic MSK pain, but also offers
an understanding of how some aspects can
be surmounted. The innovation is to show
that struggle pervades multiple levels of
the person’s experience, sense of body
and self, biographical trajectory, reciprocal
relationships, and experience of healthcare
services. The struggle to keep hold of a
sense of self while feeling misunderstood
and not believed was described. Despite
this adversarial struggle, the present model
offers an understanding of how a person
with chronic MSK pain can move forward
alongside their pain. This adversarial
experience is central to the present model,
and more research exploring similarities
and differences between the experience of
MSK and other types of chronic pain (such
as cancer pain, headache, or visceral pain)
would help to understand the experience of
chronic pain.

Strengths and limitations
The findings of qualitative research are
an interpretation of data. This centrality of
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interpretation is the strength of qualitative
research that aims at challenging and
developing ideas. The present model is
based on a rigorous collaborative process
over 2vyears. The delay between final
search and publication is not a limitation

Figure 3. Conceptual model:

alongside pain.

ing forward

Integrating
my painful
body

Telling
people
about
my pain

Redefining
normal

Moving
forward
alongside
pain

Realising
thereis
no cure

Becoming
the expert

of this study. As qualitative syntheses do
not aim to summarise the entire body of
available knowledge, meta-ethnographers
do not advocate an exhaustive literature
search.” Some argue that including too
many studies makes conceptual analysis
‘unwieldy’ or makes it difficult to maintain
insight or ‘sufficient familiarity’.™

There are very few meta-ethnographic
syntheses that include such a large
number of studies;'“? some suggest that
meta-ethnography is more suited for
smaller syntheses.'* The present study
specifically focused on the experience of
MSK pain, which might mean that papers
were excluded in which the study sample
included chronic pain from other sites [such
as visceral pain or headache). However,
the present model may be transferable to
other chronic pain conditions, and further
research comparing this model with other
experiences of pain would be useful.

Qualitative syntheses do not tend to use
checklists and cut-off scores to determine
study inclusion,™ and the present results
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support the finding that there is limited
agreement about what makes a good
qualitative study.?’ This raises issues about
how to decide what to usefully include
in qualitative systematic reviews.?? The
authors remain convinced that checklists
will continue to produce inconsistent
judgements regarding quality. One of the
issues is that although both methodological
and conceptual rigour contribute to the
quality of research, checklists tend to
focus on methods rather than conceptual
insight.?

Comparisons with existing literature

This study’s findings resonate with other
qualitative syntheses. For example,
in rheumatoid arthritis, the need to
explain symptoms, the unpredictability
of symptoms, the disruption to self, fear
of the future, and the negative effects on
social participation. In low back pain, the
impact of pain on self and relationships
with family and health professionals. In
fibromyalgia,'” the unrelenting quality of
pain,isolation, lost legitimacy,and the search
for an explanation. However, these studies
report very few successful strategies. The
present innovation is to present a new
and internationally relevant model that
highlights the all-pervading adversarial
experience of people with chronic MSK
pain, and offers an understanding of how
some aspects can be surmounted.

Implications for research and practice

The present model provides a theoretical
underpinning for improving the patient
experience and enhancing the relationship
between patientand healthcare professional
as a ‘collaborative partnership’ to empower
self-management. Discussion of this model
with patients has the potential to show them
that their pain is understood and believed,
forming a basis for considering ways of
moving forward. People with chronic MSK
pain do not feel believed and this has
clear implications for clinical practice and
education. The present study highlights the

need for educational strategies to improve
patients’ and clinicians” experience of
care.”® The model suggests that central
to the relationship between patient and
practitioner is the recognition of the patient
as a person whose life has been deeply
changed. Affirming a person’s experience
and allowing an empathetic interpretation
of their story is not an adjunct, but
integral to care. The model also suggests
possibilities for helping patients to move
forward. Importantly, the line of argument
supports @ model of health care where
the healthcare professional sits alongside
the person as a collaborative partner.
This collaborative focus is recognised as
important in commissioning appropriate
health care; ‘good commissioning places
patients at the heart of the process’."™ The
present study thus illustrates the potential
value of qualitative research in articulating
the patient voice for both clinical practice
and policy.

The model supports an embodied, non-
dualistic approach that may be useful for
other chronic conditions. It also suggests
possibilities that might help patients to
move forward alongside their pain, namely
an integrated relationship with the painful
body; redefining a positive sense of self
now and in the future; communicating,
rather than hiding, pain; knowing that |
am not the only one with chronic pain;
regaining a sense of reciprocity and social
participation; recognising the limitations of
the medical model; and being empowered
to experiment and change the way | do
things. Further research comparing the
experience of chronic MSK pain with other
chronic conditions might help to more
fully understand and improve patients’
experience of chronic illness. In addition
to this, studies were not identified that
specifically considered the impact of age or
gender on the experience of pain. Finally,
research to explore the impact of qualitative
research on practitioners and policy makers
would help to maximise its usefulness for
improving health care.
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