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Abstract

Background and aims: To improve care and management of patients with chronic pain it is
important to understand patients’ experiences of treatment, and of the people and the environ-
ment involved. As chronic pain patients often have long relationships with medical clinics and
pain management centres, the team and team interactions with the patients could impact the
treatment outcome. The aim of this study was to elicit as honest as possible an account of
chronic pain patients’ experiences associated with their care and feed this information back to
the clinical team as motivation for improvement.

Methods: The research was conducted at a large hospital-based pain management centre. One
hundred consecutive patients aged 18 years and above, who had visited the centre at least once
before, were invited to participate. Seventy patients agreed and were asked to write a letter, as
if to a friend, describing the centre. On completion of the study, all letters were transcribed into
NVivo software and a thematic analysis performed.

Results: Six key themes were identified: (i) staff attitude and behaviour; (ii) interactions with
the physician; (iii) importance of a dedicated pain management centre; (iv) personalized care;
(v) benefits beyond pain control; (vi) recommending the pain management centre.
Conclusion: The findings suggest that the main reasons that patients recommended the centre
were: (i) support and validation provided by the staff; (ii) provision of detailed information
about the treatment choices available; (iii) personalized management plan and strategies to
improve overall quality of life alongside pain control. None of the letters criticized the care
provided, but eight of seventy reported long waiting times for the first appointment as a
problem.

Implications: Patient views are central to improving care. However, satisfaction
questionnaires or checklists can be intimidating, and restrictive in their content, not allowing
patients to offer spontaneous feedback. We used a novel approach of writing a letter to a friend,
which encouraged reporting of uncensored views. The results of the study have encouraged
the clinical team to pursue their patient management strategies and work to reduce the waiting
time for a first appointment.
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1. Introduction

Pain, defined as “an unpleasant sensory and emotional experience described in terms of actual
or potential tissue damage ” [1], is an emerging health problem globally [2]. An estimated 19%
of the European population experiences chronic pain [3]. It is increasingly necessary to explore
ways of improving patient care. One of the recognized barriers to providing optimal care for
patients with chronic pain is a lack of understanding about what patients expect from their
management [4]. To improve this, patients’ expectations and experience must be sampled, not

only of treatment but also of the people and environment involved in treatment.

An important but understudied area is the influence on patients of the therapeutic team and the
care provided. Considering their long relationships with medical clinics and pain management
centres, it is quite possible that patients’ interactions with the therapeutic team and experiences
is represented in how they receive and respond to therapeutic interventions, and that in turn
affects treatment outcomes. It is likely that patients’ expectations differ from what is offered
in clinics [5] although neither party may be aware of this [6]. Establishing a trusting
relationship with the healthcare team involved may be an important part of treatment, [7,8]
particularly for patient self-management. Although effectiveness of treatments and overall
patient satisfaction or adherence has been extensively studied, [9-11] little is known about

patients’ specific experiences of pain centres.

Integrating patient views is regarded as vital to improving healthcare services [12,13]. Hence,
obtaining those views in a way that is less restrictive than questions posed by treatment staff
directly about care, should elicit a richer account from patients about their experience. Sharing
these accounts with the clinical team provides feedback about the delivery of care to inform
service development and management. In addition, although this pain centre has structured
feedback about its cognitive behaviourally based pain management, there was little information

about how patients appreciated the routine appointments.

2. Methods
2.1 Procedure

We asked patients to write a letter to a friend about the pain management centre, as an
alternative to focus groups or interviews, because direct feedback to the treatment team or to a

researcher is likely to inhibit criticism and to test letter-writing as a relatively simple yet open



feedback method. This is a novel approach but based on sound psychological principles to elicit
more honest answers that may also promote physical and psychological health of the
participants [14]. It was designed to allow collection of rich data on patient experience without
constraints of questionnaires or checklists, to build on existing knowledge of chronic pain
patients’ clinic experiences [15]. Patients attending the pain management centre for a second
or subsequent appointment (to ensure there was sufficient experience to write about) were
invited to write a letter to a friend on a single A4 sheet of paper, using the instructions: Imagine
a friend asked you the question, ‘What is the pain management centre like?’, and the letter
started “Dear Friend”. Participation was completely anonymous and patients were assured
that their response was independent from their treatment. Patients deposited their completed

letters in a box at the pain management centre reception.

2.2 Participants

To be invited to take part, patients had to be at least 18 years old, and have attended the pain
management centre at least once before. One hundred consecutive patients meeting these
criteria were approached, with an explanation of the study and an assurance of complete

anonymity and independence from their treatment.

2.3 Data collection and analysis

All letters were transcribed into NVivo software [16]. NVivo software was used largely for
categorizing the data collected into different codes and then themes. The steps described by
Braun & Clarke [17] for conducting thematic analysis were followed. Thematic synthesis was
chosen, as it is a tried and tested method in qualitative research [18], allowing identification of
common themes across data sets, while preserving transparency between conclusions and

research questions [18].

We adopted a phenomenological approach in our analysis to examine patients’ views and
opinions and the meanings they attached to their experiences at the centre [19]. Transcribed
data were read several times and similar concepts grouped together and assigned a code.
Themes were developed by combining group of codes with similar meaning. This was done
independently by two researchers who then compared and discussed their findings, following

which the final themes were selected collectively by the team after several iterations.



3. Results

Seventy patients participated in the study; thirty declined. Reasons for declining included dif-
ficulties reading, writing or speaking English; lack of confidence in answering our question;
and lack of time. Six key themes were identified: staff attitudes and behaviour; interactions
with the doctor; implications of pain management centre being multidisciplinary; personalized
care; benefits beyond pain control; and recommending the pain management centre. These are

described below.

Theme 1: staff attitude and behaviour

Forty-two of the 70 letters (61%) described pain management centre staff attitudes and
behaviour towards patients: staff were described as friendly, kind and helpful. Many patients
reported that staff made them feel very comfortable, making their visit to the centre a positive
experience.

“Everyone there is very kind and helpful”

“The personnel are so helpful and this puts you at ease straight away”

Theme 2: interactions with the doctor

Many letters described interactions with the treating doctor. Most reported receiving thorough
attention, and described a high level of satisfaction about sufficient consultation time with the
doctor, making them feel validated and heard. Patients compared pain management centre
consultation length with other hospital outpatient and GP consultations, which were reported
as short, leaving the patient feeling unheard and rushed.

“One of the most helpful aspects is the amount of time the staff allocate. You never get the
feeling of being rushed through an appointment which is often the case with hospital
consultants and GPs”

“They don’t rush you and actually listen to you”

A second element of the consultation described was that the doctor provided a detailed
explanation and information about pain, and answered patients’ questions in a way that
reassured them.

“Takes time to listen to me and explain every detail and are good at explaining my condition

tome”



“I was very worried at first, but meeting the doctor and the explanations he gave me was

reassuring.”

Theme 3: importance of a dedicated centre for pain management

Patients described the pain management centre as “an oasis” for people with pain, where they
were provided with positive and realistic management strategies within a holistic and
supportive approach during and after treatment. Patients reported that unlike many other
hospital departments or clinics, staff at the pain management centre had deeper knowledge
about pain, showed greater acceptance of patients experiencing pain, and provided better care.
Some patients also reported that the pain management centre had not only helped them manage
pain but also helped them to cope with despair and depression and improve their overall quality
of life.

“You will find the staff at the clinic different — they meet people in pain and accept that it
exists.”
“It makes huge difference attending a specialist unit because the focus is so specific and the

knowledge and understanding of the staff so helpful.”

Theme 4: personalized care

Many patients commented on receiving personalized care and management, in particular being
offered multiple options for treating their pain (including oral medication, injections,
acupuncture, and psychological help), with detailed information about the treatments and
possible side-effects, so that they could make an informed choice. For those patients with more
than one type of pain, different treatment options might be offered for each condition.

“Not all treatments are suitable for all patients so the consultant works with the patient to
develop a maintenance program using the treatments that work for them by means of a holistic
approach”

“The pain management centre look at you and your pain as a whole”

Theme 5: benefits beyond pain control

A majority of the patients described positive change to their lives following attendance. Sixty-
six participating patients reported improvement in their condition following treatment at the

pain management centre, primarily alleviation of pain symptoms, but also other benefits such



as increased physical functioning, better mental health, decreased reliance on drugs, and
improved ability to work and quality of life.

“It has helped me live my life, coping with the pain, running a house, looking after a child of
two and working part time”

“I know that without any doubt that this pain management treatment has not only saved me

from a breakdown but also given me a much better quality of life ”

Theme 6: recommending the pain management centre

Sixty-six of the 70 patients who participated specifically recommended the pain management
centre to the friend to whom the letter was addressed:

“I can only hope you are referred to the pain clinic at Queen Square as | do not think you
could be in better hands. ”

“I really recommend this centre and am thankful to everyone who helped in my care.”

4. Discussion

The aim of this study was to understand how patients evaluated their treatment at the pain
management centre in as honest a way as possible in order that this be fed back to the clinical
team.

We identified six key themes. The first two, staff attitude and behaviour, and interactions with
the physician, demonstrate the importance for patients of their interactions with the centre staff
and physician. Feeling heard, believed, and the pain taken seriously were central to this,
consistent with various qualitative studies of people with chronic pain in various other medical
settings where these experiences have been lacking [20, 21]. This finding should be seen as an
extension of the ‘patient-provider relationship’ [22], in which staff attitude and behaviour
towards the patients can make patients feel supported, validated and comfortable, which is

likely to improve treatment adherence and possibly treatment outcome.

In two further themes, importance of a dedicated pain management centre, and personalized
care patients documented high satisfaction levels with the provision of a broad range of
treatment options, highlighting in particular the range of treatment options besides
pharmacotherapy, the detailed information provided about the options and involvement in their
management plans, and care personalized to their needs and lifestyle, helping them to manage

their symptoms and improve their function in everyday life.



Those who reported on outcome of treatment, in benefits beyond pain control, described a wide
range of outcomes, consistent with patient reported outcomes, particularly improved quality of
life, less reliance on drugs, and better mood that may go beyond usual clinical concerns [23,
24].

Overall, whether they had received treatment or were at an early stage of assessment and
treatment decisions, patients strongly recommended the pain management centre to their
friends. Although none of the letters offered any criticism of care itself, the long waiting times

for the first appointment were highlighted as a problem in eight letters of the 70.

The method of this study has some limitations. The design of the study did not allow us to
ascertain whether some of the 30% who declined participation did so because they were
dissatisfied or critical of their treatment or of the pain management centre staff, and because of
anonymity, we cannot explore any demographic differences between those who agreed and
those who declined. This limits generalization from our data. A further limitation is that themes
were not crosschecked with participants for accuracy of interpretation of their experiences, also
due to anonymity. Overall, we elicited little criticism, except of the waiting time, which was a
shortcoming of the hospital system rather than of the pain centre in particular. A major strength
of this study is its use of a freehand, confidential and anonymous method for patients to give

their opinions.

5. Conclusion

To our knowledge, this is the first qualitative study to explore patients’ views of a pain
management service. The findings from the thematic analysis suggest that patients value each
of the features of support and validation provided by the staff and physicians, provision of
detailed information about the treatment choices available, personalized management with a
focus on overall quality of life, in addition to pain control, and that for the large majority, this
led them to recommend the pain centre without reservations to a friend. This underlies and
validates the resources employed in delivering care to patients with long-term pain in three
major areas: the time allocated for appointments, the attitudes of the staff, and the quality of

the exchange between the parties.



6. Implications

Incorporating patients’ perspectives is central to improving care. However, satisfaction
questionnaires are limited in the information they provide, and it is important to try to elicit
from patients a fuller account of their experience. This novel approach of writing a letter to a
friend not only provides patient the freedom to report the full range of their experiences but the
process of putting words to their feelings can benefit their psychological and physical health.
In this study, the quality of care is highly valued but there may be a trade-off between the length
of a consultation and the time to a first appointment, which warrants research.

Ethical Issues

The study was conducted at University College London Hospital’s pain management centre as
a patient experience survey (a form of clinical audit) for which no ethics approval was required
[25].

Conflict of interest statement
All the authors declare that they have no conflict of interest.
Acknowledgements

We wish to thank all the patients who participated in our study.



References

1. Merskey H, Bogduk N. Classification of chronic pain, IASP Task Force on Taxonomy.
Seattle, WA: International Association for the Study of Pain Press 1994.

2. Goldberg DS, McGee SJ. Pain as a global public health priority. BMC Pub Health
2011;11:770. https://doi.org/10.1186/1471-2458-11-770

3. Breivik H, Beverly C, Vittorio V, Rob C, Derek G. Survey of chronic pain in Europe:
prevalence, impact on daily life, and treatment. Eur J Pain 2006;10:287-333. DOI:
10.1016/j.ejpain.2005.06.009

4. Turk DC, Monarch ES. Biopsychosocial perspective on chronic pain. Psychological
approaches to pain management: A practitioner’s handbook. 1996:3-32.
5. Say RE, Thomson R. The importance of patient preferences in treatment decisions-

challenges for doctors. BMJ 2003;327:542. doi: 10.1136/bmj.327.7414.542

6. White KB, Lee J, de C Williams AC. Are patients’ and doctors’ accounts of the first
specialist consultation for chronic back pain in agreement? J Pain Res 2016;9:1109. doi:
10.2147/JPR.S119851

7. Mainous AG, Baker R, Love MM, Gray DP, Gill JM. Continuity of care and trust in
one’s physician: evidence from primary care in the United States and the United Kingdom.
Fam Med 2001;33:22-7.

8. Baker R, Mainous lii AG, Gray DP, Love MM. Exploration of the relationship between
continuity, trust in regular doctors and patient satisfaction with consultations with family
doctors. Scand J Prim Health Care 2003;21:27-32. ISSN: 0281-3432, PMID: 12718457

9. Grol R. Improving the quality of medical care: building bridges among professional
pride, payer profitt and patient  satisfaction. Jama  2001;286:2578-85.
doi:10.1001/jama.286.20.2578

10. Mair F, Whitten P. Systematic review of studies of patient satisfaction with
telemedicine. BMJ 2000;320:1517-20. PMCID: PMC27397

11.  Pascoe GC. Patient satisfaction in primary health care: a literature review and analysis.
Eval Program Plann 1983;6:185-210. https://doi.org/10.1016/0149-7189(83)90002-2

12. Montori VM, Brito JP, Murad MH. The optimal practice of evidence-based medicine:
incorporating patient preferences in practice guidelines. Jama 2013;310:2503-4.
doi:10.1001/jama.2013.281422

13.  Wensing M, Elwyn G. Methods for incorporating patients' views in health care. BMJ
2003;326:877. doi: 10.1136/bmj.326.7394.877

14.  Pennebaker JW. Putting stress into words: Health, linguistic, and therapeutic
implications. Behav Res Ther 1993;31(6):539-48. https://doi.org/10.1016/0005-
7967(93)90105-4

15. Mays N, Pope C. Qualitative research in health care: Assessing quality in qualitative
research. BMJ: Br Med J 2000;320:50. PMCID: PMC1117321

16. NVivo Qualitative Data Analysis Software; QSR International Pty Ltd. Version 10,
2012.

17. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol
2006;3:77-101. http://dx.doi.org/10.1191/1478088706qp0630a

18.  Thomas J, Harden A. Methods for the thematic synthesis of qualitative research in
systematic reviews. BMC medical research methodology 2008;8:45.
https://doi.org/10.1186/1471-2288-8-45

19.  Pistrang N, Barker C. Varieties of qualitative research: A pragmatic approach to
selecting methods 2012.



20.  Werner A, Malterud K. It is hard work behaving as a credible patient: encounters
between women with chronic pain and their doctors. Soci Sci Med 2003;57:1409-19.
https://doi.org/10.1016/S0277-9536(02)00520-8

21.  Sallinen M, Kukkurainen ML, Peltokallio L. Finally heard, believed and accepted—Peer
support in the narratives of women with fibromyalgia. Patient Educ Couns 2011;85:e126-30.
https://doi.org/10.1016/j.pec.2011.02.011

22.  Williams B, Coyle J, Healy D. The meaning of patient satisfaction: an explanation of
high reported levels. Soc Sci Med 1998;47:1351-9. https://doi.org/10.1016/S0277-
9536(98)00213-5

23. Cohen M. Principles of prescribing for persistent non-cancer pain. Aust Prescr 2013;
36: 113-115. DOI: 10.18773/austprescr.2013.044

24.  The Royal Australasian College of Physicians. Prescription Opioid Policy: Improving
management of chronic non-malignant pain and prevention of problems associated with
prescription opioid use, Sydney 2009. ISBN 0 909783 68 3.

25. Bullivant J, Corbett-Nolan A. Clinical audit: a simple guide for NHS Boards & partners.
Healthcare Quality Improvement Partnership (HQIP), 2010. ISBN: 978-1-907561-01-6



