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Scientific summary

Background

Many people suffer from chronic non-malignant musculoskeletal (MSK) pain, which affects how they feel
and what they are able to do. This pain often has no medical explanation and does not go away. Some
people find it so devastating that at times they would rather die than go on in pain. A greater
understanding of patients’ experience of pain could have an impact on health care in this group.
Qualitative research aims to understand experience and is widely used in health-care research. However,
the increasing number of qualitative studies can make it difficult to use this knowledge to inform clinical
practice. There has been no attempt to systematically search for, and make sense of, this growing body of
research. A synthesis of qualitative research would help us to understand what it is like to have chronic
MSK pain. Specifically, it would help us understand peoples’ experience of health care with the aim of
improving it.

Objectives

The aim of this study was to:

l increase our understanding of patients’ experience of chronic non-malignant pain and therefore have
an impact on quality of care

l utilise existing research knowledge to improve understanding and, thus, best practice in patient care
l contribute to the development of methods for qualitative research synthesis.

Methods

We used the methods of meta-ethnography. Meta-ethnography aims to develop ideas that will help us to
understand a particular experience, by bringing together research findings. We included qualitative studies
that explored adults’ experience of chronic non-malignant MSK pain. We searched six electronic
bibliographic databases (including MEDLINE, EMBASE and PsycINFO) and included studies up until the final
search in February 2012. We also hand-searched particular journals known to report qualitative studies
and looked through reference lists. We then appraised each study to decide whether or not we felt that it
was good enough to be included. After this, we read the studies and made a list of the ideas (or concepts)
that were in them. We then separated these ideas into categories (or themes) with shared meanings.
We did this by constantly comparing concepts to look for any similarities or differences between them.
In meta-ethnography this process is called ‘translating qualitative studies into one another’. The final stage
of the analysis involved developing a model that ‘makes sense’ of all of the concepts in the study.
The aim was to make a whole that is greater than the sum of its parts, and generate explanations to
improve understanding.

Results

The full texts of 321 potentially relevant studies were screened, of which 77 were included in the
meta-ethnography. Forty-nine papers explored the experience of chronic MSK pain and 28 papers explored
the experience of fibromyalgia. Our model shows that people with chronic MSK pain face a constant daily
struggle to affirm their self, reconstruct a sense of self through time, find an explanation, negotiate the
health-care system and prove legitimacy. These themes are adversarial, giving a sense that a person with
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chronic MSK pain struggles to prove that they are legitimate. However, in spite of this struggle there was
also a sense that people can move forward alongside their pain. The following section describes the
categories or ‘themes’ that were developed from the study.

Struggling with chronic musculoskeletal pain

1. Struggling to affirm myself. This describes the struggle to hold on to the ‘real me’. Pain alters the
fundamental relationship with my own body. My painful body is no longer me, but it. I am powerless
against this alien body. I look back nostalgically to the ‘real me’ and struggle to hold on to what I was.
However, although I fight to be the person that I was, I know that I am irreparably altered. Pain
threatens the relationships that I once had, and isolates me from others. I don’t tell anyone how I feel
because I am trying to look like my old self. I sometimes feel angry and low, and I no longer feel like
the person that I once was. Perhaps no one knows who I am any more.

2. Construction of time altered; unpredictable now and future. This describes how a person’s perception
of their self through time is altered by pain. My plans, expectations and dreams for the future are gone.
I cannot predict what my pain will be like from minute to minute and therefore I cannot make any
plans. I now live in an endless present where I am constantly aware of my body. I have become
cautious and can no longer be spontaneous. Although I live in the present moment, I also look towards
the future and know that things are not going to be how I had wanted. The sense of certainty for the
future is gone, and I am sometimes anxious or sad about what the future holds. I am struggling to find
some hope.

3. Struggling to construct an explanation for suffering. This describes the need to find an explanation for
pain and the value placed on diagnosis. No one knows why I continue to have pain and I have failed all
the ‘medical tests’. Although I don’t want to be ill, I need to know what is wrong with my body so that
I can do something about it. If I don’t have a diagnosis, people will not believe me. I don’t think my
family, colleagues and doctors believe that I am in pain. Even though the health-care system cannot tell
me what is wrong, I will keep looking for an explanation and a remedy.

4. Struggling to negotiate the health-care system. This describes the person’s ambiguous relationship with
the health-care system. I feel compelled to go to the doctors even though no one has found an answer.
I feel ‘trapped in the system’. I am continually referred to different health professionals and feel ‘like a
shuttlecock’. I sometimes doubt whether the doctor knows what is wrong or what to do. Maybe
nothing can be done. I do not feel valued as a person by my doctor. I need my doctor to listen to me,
hear what I am saying and believe me. They do not understand how much this pain has changed
my life.

5. Struggling to prove legitimacy. This focuses on the adversarial and contested nature of chronic pain.
Because I do not have a medical diagnosis, I have to prove to everyone that I am a good and honest
person who deserves their care. I struggle to find the right balance between hiding my pain and
showing my pain to others. There seems to be a ‘right way’ of being in pain. If I appear ‘too sick’ or
‘not sick enough’ then people won’t believe me. I hide my pain from others so that I seem like my
normal self. I sometimes feel ashamed or guilty about having pain that no one can explain, and would
rather hide it from everyone. However, because I am trying to look like my normal self, nobody believes
me, especially because I have no medical proof. I want other people to recognise that I am a ‘good’
person who is not to blame for my pain or how it has affected me. How do I try to look like my old self
and show other people how much this pain has changed me?

Moving forward alongside pain
We also found that the person with MSK sometimes found ways of moving forward with pain: listening to
the body, redefining a new self, becoming part of a community, telling others about pain, realising that
pain is here to stay and becoming the expert of his or her body.

1. Listening to and integrating my painful body. This describes a new relationship of trust and
co-operation with the body. If I listen to what my body is saying and respect it, I can continue to do
the things that I want to do. I am no longer at the mercy of my body. By co-operating with my body I
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can try and balance what I can and can’t do. I can then live my life more fully even though I am
different now.

2. Redefining normal and less focus on lost self. This describes how the person in pain no longer focuses
on their losses but on reconstructing a new self. I accept that things are now different and I am trying
to find ways of moving forward with pain. I can still be me even if I am different to what I once was. I
can enjoy life differently and I am still me. I focus on things that I can do now, not what I used to be
able to do. At times, I still feel really sad to have lost my old ‘real self’, but realise that I need to
move forward.

3. Being part of a community of others with pain. This describes the positive, yet ambivalent, impact of
being part of a community of others with pain. When I meet others with chronic pain, I feel part of a
community. I know that other people have the same thing so it must be real. I now feel that there are
others who understand, believe and respect me. However, at the same time I feel that deep down I am
different to the others. I do not want to go on about my pain all the time.

4. Telling others about my pain. This describes the benefit that comes from letting other people know
about my pain. I now tell people that I have pain, and let them know that I cannot do all the things
that I used to be able to do. I will sometimes tell others that I cannot do what they want me to do and
that I need their help. I don’t always need to gain everyone’s approval. Now that I tell people about my
pain, I feel more connected to those around me. I can make choices about what I do and don’t do so
that I can still do the things that are important to me.

5. Realising that there is no cure for my pain. This describes the realisation that pain is here to stay, and
the benefits of stopping the search for a diagnosis and cure. I am beginning to realise that I will always
have some pain and that no one has an answer. I am not going to spend my time trying to find out
what is wrong. This has stopped me from moving on. I can now move forward and find a new way of
living. However, some described staying in the health-care system as important too.

6. Becoming an expert. This describes the process of becoming an expert. I don’t rely on my doctor as
much to tell me what to do to make my pain better. I now listen to my body. I know more about my
own body than anyone else does. I am becoming confident to try things out. I can make my own
choices about what I do. I don’t need the doctor to say that it is OK because I am the expert of my
own body.

Conclusions

This meta-ethnography provides a synthesis of concepts and suggests a model for pulling these concepts
together. The concept of an adversarial struggle explained what it was like to have chronic MSK pain.
This constant struggle for people with chronic MSK pain may distinguish it from other kinds of pain. For
example, it seems unlikely that someone with cancer pain would feel the need to prove that they are in
pain. This suggests a very different starting point for people with chronic MSK pain. In spite of this
struggle our model suggests how a person can move forward alongside pain by listening to their body
rather than fighting it, letting go of the old self and finding a new self, becoming part of a community and
not feeling like the only one, telling others about pain and redefining relationships, realising that pain is
here to stay rather than focusing on diagnosis and cure and becoming the expert and making choices.

Our findings call us to challenge some of the cultural notions about illness, in particular the expectation
that the doctor will find a diagnosis and offer an effective treatment. These cultural expectations are
deep-rooted and can affect the experience of pain. For example, not having a diagnosis can produce
powerful feelings, such as worthlessness, fear, shame, guilt. Our model also shows that not feeling
believed can have an impact on a person’s participation in everyday life. For some years, qualitative
research has shown that people with chronic MSK pain do not think that doctors believe them, and this
finding has not changed in more recent studies. This has clear implications for clinical practice and
education. Our 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 by pain. Our model suggests
that feeling valued is not simply an adjunct to the therapy or an optional extra, but central to it.
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In the context of recent developments in pain management, it would be useful for qualitative research to
focus on the following experiences of chronic MSK pain:

l how a person in pain experiences his or her own body
l the meaning of acceptance for both patients and clinicians
l reconciling hope with acceptance that pain is here to stay
l other specific MSK pain conditions, for example shoulder pain.

Additional syntheses would also help us to understand the experience of chronic pain. For example, there
is already a growing body of qualitative research exploring the experience of osteoarthritis. Efforts to
synthesise qualitative research will help to make sure that qualitative research is accessible to a wider
relevant audience.

Our research shows that meta-ethnography can be used to elicit concepts that increase our understanding
of patients’ experience and enable us to explain the context in which people make decisions about health
care. Although developed from studies of MSK pain, our model may also be transferable to other
long-term conditions. Conceptual models developed from meta-ethnography can have an impact on
quality of care. Our model opens up possibilities for therapies that aim to help a person to move forward
alongside pain.

Funding

The National Institute for Health Research Health Services and Delivery Research programme.

HEALTH SERVICES AND DELIVERY RESEARCH 2013 VOL. 1 NO. 12 (SCIENTIFIC SUMMARY)

v
© Queen’s Printer and Controller of HMSO 2013. This work was produced by Toye et al. under the terms of a commissioning contract issued by the Secretary of State for Health.
This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals provided that
suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be addressed to: NIHR
Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science Park, Southampton
SO16 7NS, UK.





Health Services and Delivery Research

ISSN 2050-4349 (Print)

ISSN 2050-4357 (Online)

This journal is a member of and subscribes to the principles of the Committee on Publication Ethics (COPE) (www.publicationethics.org/).

Editorial contact: nihredit@southampton.ac.uk

The full HS&DR archive is freely available to view online at www.journalslibrary.nihr.ac.uk/hsdr. Print-on-demand copies can be purchased from
the report pages of the NIHR Journals Library website: www.journalslibrary.nihr.ac.uk

Criteria for inclusion in the Health Services and Delivery Research journal
Reports are published in Health Services and Delivery Research (HS&DR) if (1) they have resulted from work for the HS&DR programme
or programmes which preceded the HS&DR programme, and (2) they are of a sufficiently high scientific quality as assessed by the
reviewers and editors.

HS&DR programme
The Health Services and Delivery Research (HS&DR) programme, part of the National Institute for Health Research (NIHR), was established to
fund a broad range of research. It combines the strengths and contributions of two previous NIHR research programmes: the Health Services
Research (HSR) programme and the Service Delivery and Organisation (SDO) programme, which were merged in January 2012.

The HS&DR programme aims to produce rigorous and relevant evidence on the quality, access and organisation of health services including
costs and outcomes, as well as research on implementation. The programme will enhance the strategic focus on research that matters to the
NHS and is keen to support ambitious evaluative research to improve health services.

For more information about the HS&DR programme please visit the website: www.netscc.ac.uk/hsdr/

This report
The research reported in this issue of the journal was funded by the HS&DR programme or one of its proceeding programmes as project
number 09/2001/09. The contractual start date was in October 2010. The final report began editorial review in November 2012 and was
accepted for publication in February 2013. The authors have been wholly responsible for all data collection, analysis and interpretation, and
for writing up their work. The HS&DR editors and production house have tried to ensure the accuracy of the authors’ report and would like to
thank the reviewers for their constructive comments on the final report document. However, they do not accept liability for damages or losses
arising from material published in this report.

This report presents independent research funded by the National Institute for Health Research (NIHR). The views and opinions expressed by
authors in this publication are those of the authors and do not necessarily reflect those of the NHS, the NIHR, NETSCC, the HS&DR
programme or the Department of Health. If there are verbatim quotations included in this publication the views and opinions expressed by the
interviewees are those of the interviewees and do not necessarily reflect those of the authors, those of the NHS, the NIHR, NETSCC, the
HS&DR programme or the Department of Health.

© Queen’s Printer and Controller of HMSO 2013. This work was produced by Toye et al. under the terms of a commissioning
contract issued by the Secretary of State for Health. This issue may be freely reproduced for the purposes of private research and
study and extracts (or indeed, the full report) may be included in professional journals provided that suitable acknowledgement
is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre,
Alpha House, University of Southampton Science Park, Southampton SO16 7NS, UK.

Published by the NIHR Journals Library (www.journalslibrary.nihr.ac.uk), produced by Prepress Projects Ltd, Perth, Scotland
(www.prepress-projects.co.uk).



Health Services and Delivery Research Editor-in-Chief

Professor Ray Fitzpatrick Professor of Public Health and Primary Care, University of Oxford, UK

NIHR Journals Library Editor-in-Chief

Professor Tom Walley Director, NIHR Evaluation, Trials and Studies and Director of the HTA Programme, UK

NIHR Journals Library Editors

Professor Ken Stein Chair of HTA Editorial Board and Professor of Public Health, University of Exeter Medical 
School, UK

Professor Andree Le May Chair of NIHR Journals Library Editorial Group (EME, HS&DR, PGfAR, PHR journals)

Dr Martin Ashton-Key Consultant in Public Health Medicine/Consultant Advisor, NETSCC, UK

Professor Matthias Beck Chair in Public Sector Management and Subject Leader (Management Group), Queen’s 
University Management School, Queen’s University Belfast, UK

Professor Aileen Clarke Professor of Health Sciences, Warwick Medical School, University of Warwick, UK

Dr Tessa Crilly Director, Crystal Blue Consulting Ltd, UK

Dr Peter Davidson Director of NETSCC, HTA, UK

Ms Tara Lamont Scientific Advisor, NETSCC, UK

Professor Elaine McColl Director, Newcastle Clinical Trials Unit, Institute of Health and Society,  
Newcastle University, UK

Professor William McGuire Professor of Child Health, Hull York Medical School, University of York, UK

Professor Geoffrey Meads Honorary Professor, Business School, Winchester University and Medical School, 
University of Warwick, UK

Professor Jane Norman Professor of Maternal and Fetal Health, University of Edinburgh, UK

Professor John Powell Consultant Clinical Adviser, National Institute for Health and Care Excellence (NICE), UK

Professor James Raftery Professor of Health Technology Assessment, Wessex Institute, Faculty of Medicine, 
University of Southampton, UK

Dr Rob Riemsma Reviews Manager, Kleijnen Systematic Reviews Ltd, UK

Professor Helen Roberts Professorial Research Associate, University College London, UK

Professor Helen Snooks Professor of Health Services Research, Institute of Life Science, College of Medicine, 
Swansea University, UK

Please visit the website for a list of members of the NIHR Journals Library Board: 
www.journalslibrary.nihr.ac.uk/about/editors

Editorial contact: nihredit@southampton.ac.uk



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.5
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /sRGB
  /DoThumbnails true
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo false
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo false
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 100
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 100
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 1.30
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /ColorImageDict <<
    /QFactor 1.30
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 10
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 10
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 150
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 150
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 1.30
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /GrayImageDict <<
    /QFactor 1.30
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 10
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 10
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 300
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 300
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects true
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /Description <<
    /ENU (Web PDFs for NIHR Journals Library article summaries \(executive summary, scientific summary, lay summary\). RGB colour space, low-resolution images.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        0
        0
        0
        0
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (sRGB IEC61966-2.1)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PageMarksFile /RomanDefault
      /PreserveEditing false
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [600 600]
  /PageSize [612.000 792.000]
>> setpagedevice


