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Objectives: To elicit perspectives of people with persistent pain about their experiences working with pain
management professionals and services as patient advocates and to consider implications for current
models of involving patients in service development and research.

Design: reflexive thematic analysis from a critical realist perspective.

Methods: Online interviews were conducted individually with 10 participants who had acted as patient
advocates in the field of persistent pain. Participants were recruited through purposive and snowball
sampling. Data were analysed and organised into themes and are presented descriptively.

Results: The relationship between patient advocates and the organisations they help is conceptualised as
‘an unequal partnership’. Participants described positive and affirming experiences with individual health
professionals and research teams (Respect). This often occurred within a context of inflexible organ-
isational policies that presented barriers to participation including a lack of financial compensation and
expectation to work to inflexible deadlines. As a result, patient advocates could experience a lack of value
attributed to their experiences and voices (unmet needs from institutions).

Conclusion: People with personal experience of engaging with services for persistent pain are in a strong
position to contribute to service improvement. Although this contribution is recognised as valuable, it
appears to be devalued by organisational barriers. Organisational policies around payment may lead to a
lack of representation of those experiencing higher levels of disadvantage. As a result, services and policy

makers may be missing out on insights that could be important for service development.

Keywords

Chronic pain, qualitative research, patient advocates, thematic analysis

Persistent pain is a challenging condition for both
patients and clinical staff. People accessing healthcare
for chronic pain often do not find this experience to be
helpful or rewarding' and many feel that their primary
care professionals lack adequate knowledge and
training in chronic pain,” damaging their confidence in
their doctor’s ability to treat their condition.

A survey of American primary care providers found
that less than half felt adequately trained to treat chronic
pain.? Medical schools in the UK have been reported to
dedicate a median of 13 h of taught content on pain
medicine over 5 years, with only 4% having a dedicated

pain science module.* Education about pain is similarly
lacking in other core health professions including
physiotherapy, nursing and occupational therapy.’
Psychologists and therapists similarly lack adequate
training in persistent pain.® The benefit of a relatively
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brief training in self-management’ indicates the extent
to which education in supporting self-management is
lacking in much health and social care training, despite
being recommended by the NHS long-term plan in
England.®

People with persistent pain who find that traditional
healthcare provision does not meet their needs are likely
to search elsewhere for answers. However, this search
can be confusing. A range of websites exist which vary
in the extent to which they foster self-management
support. Social media support groups are a phenom-
enon which can easily fall under the radar due to their
often private nature, yet they have exploded in popu-
larity with the advent of social media. A thematic
analysis of people who use these support groups’ found
that they provide information, the opportunity to im-
part knowledge, social connection and can operate as a
form of ‘therapy’ for those who participate.

People who have direct experience of challenges
caused by pain and its management may set out to help
others who are going through a similar experience. This
help may be offered through various internet or social
media channels directly targeted to people who want to
learn to manage their pain better. Alternatively it may
be directed at service providers and researchers, aimed
at helping them to understand and be responsive to the
needs of people who live with pain. Often such input is
motivated by a wish to share what has been helpful and
to prevent others having to go through experiences
similar to their own when initially grappling with per-
sistent pain.'®

Incorporation of a ‘patient voice’ in research and
clinical planning is increasingly recognised as impor-
tant. There is evidence to suggest that research prior-
ities between professionals and patients often
significantly differ, leading to a research agenda dis-
connected from the needs of the patient or consumer. '
Inclusion of advocates in the development stage'*'?
has been shown to result in outcomes closer to the
needs of the patient group in question. Alongside this
positive change, it is important for researchers and
institutions to avoid treating patient participation as
simply a ‘tick-box’ exercise, and particularly that ad-
vocates feel that their knowledge base is respected and
validated.'* Recent UK guidelines'” relating to public
involvement in research focus on the importance of
accessibility for the public, clarity and transparency on
the role the public could play in the research and
provide guidance on the issue of pay. Subsequent re-
cent guidance released by the NIHR'® recommends
payment where possible for public research involve-
ment as best practice.

Research into peer support workers has identified
issues that may have relevance to the field of chronic

pain patient advocacy. A qualitative study with peer
outreach workers for people who use drugs'’ noted
that meaningful inclusion and avoidance of tokenism
provided useful skills, allowing a degree of CV
building and improved quality of life. A lack of sal-
aried roles available to peer support workers, with a
lack of compensation while working alongside sala-
ried support workers in this study, led to a perception
that lived experience time and expertise were not
valued. In a set of recommendations for supporting
peer researchers based on experiences in community
HIV/AIDS research in Canada, two key features
raised were the degree of emotional labour inherent
to this work and the weight of pushing for meaningful
involvement.'® In their recommendations, they also
raise the somewhat contentious issue of financial
compensation. Support in these environments can
come from other advocates, with a strong sense of
community being noted, and non-peer allies within
organisations supporting and raising up advocates."?
Such issues of emotional labour, meaningful par-
ticipation and financial renumeration may be equally
relevant in the field of persistent pain. There are no
published studies to our knowledge that explore in
detail the perspectives of chronic pain advocates
themselves. This research therefore aims to explore
the experiences of people who take on this role in
relation to the staff and organisations they hope to
influence and support.

Methods

This study was granted ethical approval by Newcastle
University Faculty of Medical Science Ethics Com-
mittee. University ethics was appropriate for this re-
search as participants were recruited through public
forums and did not need to be NHS patients or to
represent the views of NHS patients to take part. Po-
tential participants were sent an information sheet with
details of the study. Participants signed a consent form
before taking part in the study and were given the option
to withdraw their data within a month of interview. The
lived experience advocate who took part in a pilot in-
terview (see below) received a £25 voucher for their
time, and all other participants were offered a
£10 voucher.

Pilot Interview

A pilot interview was conducted with an experienced
chronic pain patient advocate in order to agree and
refine a suitable topic guide, with discussion centring
around several key areas:
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e The variety of contexts that advocacy can take
place in.

e Challenges in achieving genuine co-production.

¢ Financial renumeration and how its introduction
can increase diversity in advocacy.
Managing advocacy work with chronic pain.
The increasing formalisation of chronic pain
advocacy.

Data from the pilot interview were used to inform the
interview process and were not included in the results.

Participants

Inclusion criteria were adults over 18 who were
currently or formerly active in chronic pain advocacy
in a substantial way. This advocacy needed to be
based on lived experience. Participants needed to be
able to take part in an online interview for up to an
hour in English. Ten participants were recruited
through purposive and snowball sampling, not in-
cluding the pilot interview.

When considering sample size, the concept of data
saturation has been criticised for the assumption that
saturation is necessary or even possible.?® Adequacy
of sample size was determined by an alternative ru-
bric, information power®' that considered the
breadth of the topic, richness of interview data, re-
search question and diversity of the sample in addi-
tion to practical constraints. The rich data generated
in the interviews, which had an average duration of 48
minutes, was an important factor in determining the
size of the sample. Initial participants were known to
the research team through links on social media and
professionally. The first participant was known to the
second author through being leaders of ‘Footsteps
Festival’, an online series of events curated by vol-
unteers with lived or professional experience of pain
to support people with self-management of pain. She
was invited in a conversation to take part. The re-
mainder responded to twitter posts by the second
author which were subsequently shared widely.
Participants who were interviewed put forward ad-
ditional names of people who might be willing to take
part. Four males and six females were interviewed
with an average age of 47.2 (range 25 to 71). All
participants were white and had made contributions
in academic (3) and health settings (5), to charitable
organisations (7) and through their own independent
creation of resources for patients (10). For confi-
dentiality reasons and due to participants’ profiles
being in the public domain, individual details of
participants’ age and gender and other identifiable
demographics are not provided.

Interviews

Interviews were loosely structured and followed a semi-
structured topic guide, asking about personal experi-
ences with pain, route into advocacy and experiences as
a pain advocate. They took place online over Zoom and
were recorded and transcribed. Once transcription was
completed, transcripts were checked and anonymised
and interview recordings were deleted. Each participant
was ascribed a random letter in place of their name.

Analytic Procedure

A critical realist*? orientation was taken, assuming that
participants were well placed to describe their experi-
ences but that these will have been constructed dif-
ferently by different individuals depending on many
interlinked factors. Thematic analysis®> was used to
guide the analytic process. Each transcript was read
several times, and then semantic-level codes were
produced by the first author to describe the essence of
each meaning-level unit. The semantic approach to
coding was judged to be appropriate due to the lack of
previous qualitative research on the topic, in order to
capture the experience of chronic pain advocates as they
described it.

Codes were assembled into larger meaning units and
discussed in depth at regular supervisory meetings.
Consistent with reflexive thematic analysis, sub-themes
were further refined and combined into higher-order
themes over a series of reflexive meetings of both au-
thors. Following well-established recommendations,?’
coded extracts were reviewed by the second author to
check internal consistency within the themes, and can-
didate themes were then reviewed against the entire
dataset to ensure an accurate representation. During this
process themes were modified, combined and subsumed.

Participants were invited to a group discussion
session to discuss the results of the research. Five of the
ten participants attended this session and engaged in
detailed discussion. All expressed agreement with the
representation of results that were presented.

Results

Analysis of results overall generated a description of a
journey undertaken by participants.'® This involved
first having their own challenging experiences with
persistent pain, where their experiences with medical
services were frequently less than ideal, followed by the
gaining of new knowledge that helped them and a wish
to help others by sharing their experiences. This
brought several participants in contact with organisa-
tions where they largely experienced respect from
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individual clinicians and researchers but also encoun-
tered organisational challenges and unmet needs. The
final stage reflected the personal growth and learning
through advocacy described by many of the partici-
pants. This journey, which is not necessarily linear, has
previously been described overall.'® The purpose of this
article is to describe in detail the experiences and views
of advocates with regard to their contact with profes-
sionals and organisations.

An unequal partnership

The overarching theme of ‘an unequal partnership’
speaks to experiences of lived experience advocates that
have interfaced with professionals and organisations.
Participants spoke of a range of experiences within this
space. Many reported positive experiences in which they
recognised that they had been impactful, often in relation
to individual healthcare staff or researchers. These ex-
periences affirmed their efforts to contribute to improving
services and, in some cases, came as a pleasant surprise
after previously difficult healthcare interactions. On the
other hand, participants frequently encountered barriers
to their advocacy from organisations. In some cases, their
contributions appeared to be less valued than those of
doctors and researchers. In others, the need for their input
was perhaps highlighted by the poor fit between their need
to manage their symptoms and the demands of working to
typically inflexible organisational demands.

Respect

Most participants reported positive experiences of
being well received by clinical and research staff they
had encountered in their capacity as patient advocates.

Here, M discusses his experience as a part of a team of
professionals in a debrief after presenting to policymakers:

So we all had a meeting in a pub. And, you know, ev-
erybody was including me, I’m a friend [...]. I’m not just,
you know, “he’s a patient, what’s your view” sort of thing.
I’m one of them [...]. And there’s no, you know, hierarchy
(Participant M, lines 318-320).

The excerpt demonstrates inclusion, with M feeling
an integrated and valued part of the team. He contrasts
this sense of inclusion to the tokenism that he may
initially have been expecting. This sense of inclusion is
furthered when credit is given for the outcomes of
consultation, as described by ] here in relation to
contributions to a published booklet.

I’ve been really lucky in the pathways and papers and
programmes and that, that I’ve been involved with, I feel

like I have had a really valuable input. And you can see
where I’ve contributed. [The] most recent thing was a
booklet [...] on managing pain after your surgery. [...]
they’ve put a thank you to me as well, which was a nice little
touch (Participant ], lines 277-281).

The collaborations J has experienced have allowed
her to identify the change she is affecting, facilitating a
process that incorporates lived experience and turns it
into concrete action. It provides a discernible result of
the desire to use one’s experiences for good, repre-
senting an achievement of this wish. Importantly, J is
also credited for her contribution. This is an important
part of recognising the value of lived experience and is
in keeping with the recognition that would be expected
by an academic or clinician for their work.

A number of participants recognised that to change
the experience of chronic pain patients, education must
be delivered to healthcare professionals as well as pa-
tients. Here, R discusses the response from doctors
after presenting at a conference:

That really encouraged me that they were genuinely in-
terested, they weren’t just doing it, [as a] tick box exercise.
[...] these people were genuinely interested in what they
could do, and asking questions about their specific bit of
research or medical practice. [...] it blew my mind, be-
cause that’s the first time I felt part of the solution rather
than this abrasive voice trying to so you know, give a
different perspective (Participant R, lines 219-226).

The genuine engagement from the doctors in this
scenario allowed this transition to a collaborative re-
lationship, changing R’s view of himself from somebody
shouting into the wind, to being part of a process of
iterative change.

While we will discuss the more challenging situations
experienced in terms of accessibility and inclusion in
the next sub-theme, our participants did describe ex-
periences where individuals and organisations sup-
ported them in making their voices heard, as we see with
J discussing her first time speaking at a conference:

Initially, it was absolutely terrifying. [ ] I arrived in this
room. There was nobody in there, I was the first one to
arrive and I was horrified. I thought ‘I can’t do this’. And
then one of the ladies who was chairing the event arrived
and told me that she was thrilled to bits because our event
was the most booked up event of the whole thing. And she
felt it was because there was a patient advocate speaking.

T’s impact is directly linked here to her status as a
patient advocate, providing validation and particularly
confirmation of her belonging in that space.
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Overall, this sub-theme captures the impact of
professionals’ respect for lived experience and how it
allows advocates to become influential agents of change
when given the space they need. Despite feeling positive
and impactful with individual professionals, partici-
pants described other, more frustrating experiences and
barriers to their engagement with organisations.

Unmet needs from institutions

All participants carried out some of their work volun-
tarily, many setting up their own groups, platforms or
other initiatives to help others. However, it was also a
common experience for them to be asked to give their
time and expertise for free by organisations, even when
this was to fit a different agenda. R discusses his ex-
perience when helping to film a promotional video for a
charity:

when you see these charity ads, TV adverts or radio ad-
verts, the amount of times I’ve been asked to travel down to
London to film or record something free of charge, only to
find that the lighting and the editing team and the film crew
and the professional actors beside me are all getting paid
[...], that smarts a bit. Because the whole point of this is
this patient experience that we want to raise awareness of
(Participant R, lines 251-257).

The contrast in approach between R and those he is
working with to produce the same piece of media is
indicative to him of how this organisation values his
time, versus those who he is working with. This rep-
resents a devaluing of his contribution to the video
despite it being as important, if not more so, as that of
the other individuals involved. He also points out the
hypocrisy in producing a video centred on the patient
experience, while simultaneously devaluing that expe-
rience. This stands in contrast to how professionals are
renumerated for their time and expertise. Here, S
compares the perceived value of lived experience to
clinical expertise:

I’ve got 20 years experience with pain. There is no way if I
went to speak at some conference somewhere about that,
that I would be paid at the same rate as a consultant with
20 years experience. There’s no way that that would
happen. Yeah, why is my time less valuable? (Participant V,
lines 318 — 320).

In a separate interview, W suggests that if their input
were to be paid it may be given more weight:

it’s one of those things where I think if you’re being paid, I
think there are certain professionals who will take you more

seriously, but it also opens the door to [...] as a group of
people, [...] how can we then be trained in various ways
[...] and then we can maybe do our job better? (Participant
W, lines 192-196).

Here, W also raises the point that renumeration for
their role aids in a degree of professionalisation for
advocates themselves, allowing them to develop their
role and utilise their experience in a more effective way
to achieve the change they desire. This could lead to a
greater recognition of the role of a lived experience
advocate as part of a multi-disciplinary team, breaking
down the barriers between advocate and clinician.

Additionally, as L points out, expecting advocates to
give significant time without payment risks perpetuat-
ing inequality as it excludes people who are less fi-
nancially secure from contributing their views.

you know, an awful lot of people have been in either similar
positions to me or they’ve been retired. So they’ve got
retirement income, they’ve basically not needed to be paid.
And yeah, that will inevitably exclude quite an important
constituency, won’t it? (Participant L, lines 319 to 321).

Even when organisations did pay, participants de-
scribed difficulties. In the UK, the benefits system
makes it difficult for many to accept payments, as these
may be deducted from advocates’ state welfare pay-
ments. Payment was frequently delayed and often in the
form of vouchers, which did not always meet the needs
or preferences of participants. Typically in the UK,
people receiving some benefits are granted a small
weekly allowance of ‘permitted work’ for which pay-
ment can be received before having an impact on
benefits. One suggestion therefore could be to provide
payment in a way that had the least impact on benefit
payments.

there are ways I think they could maybe do it, like instead of
paying 150 In one go, they spread it over a few months
(Participant F, lines 576 — 577).

The final point of analysis is the lack of fit between
the needs of people living with pain and the way in
which they were sometimes asked to work by organi-
sations. Some participants reported needing to main-
tain boundaries in order to continue to function well,
and several examples were given where an organisation,
perhaps wanting to learn more about how it could meet
the needs of its users, was not able to meet the needs of
advocates with similar issues.

In addition to the need to pace and spread work out,
F talks of the emotional impact of speaking about
traumatic experiences which is often unrecognised.
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But so I'm getting paid the, you know, two hours I spent
doing this, but I don’t get paid for the three days where I’'m
recovering from it, because it was such took so much
energy and hard work to just contain that emotion, and the
trauma of it (Participant F, lines 411-413).

In the following excerpt, N describes attending a
conference to give a presentation. Travel and accom-
modation were paid for by the organisers, but she
struggled to recover from a 20 h journey in time to
present the following day.

I don’t, they, they didn’t make allowances in a way because
they should have allowed us an extra day before we got
there to sort of rest and recover, which we didn’t have,
particularly those of us who had to come a long way
(Participant N, lines 242-245).

Participants routinely described having to spread
meetings and deadlines in order to pace themselves and
avoid taking on too much. In contrast, they described
pressure to meet tight deadlines and attend long
meetings with few breaks by health and research or-
ganisations that requested their help. Navigating this
complex set of circumstances had been a challenging
aspect of the role and one that participants had navi-
gated without support from the organisations they
engaged with.

Discussion

Findings from this study illustrate the enthusiastic
participation in support, clinical and research activities
by people with lived experience of persistent pain, and it
is heartening to acknowledge the openness and en-
thusiasm with which their contributions are received,
by at least some professionals. The positive attitudes
described by participants towards incorporating a lived
experience voice are mirrored by good practice
guidelines.'>'®

The significant barriers that patient advocates en-
countered were similar to those that have been reported
in qualitative studies of lived experience advocates in
other settings. Issues of emotional labour, fair com-
pensation and the need to support meaningful in-
volvement which have been highlighted as important in
other areas'”'® were highly relevant also to the par-
ticipants of this study. The current study extends these
findings to the field of persistent pain and also adds new
perspectives. The first of these is that current models of
reimbursement for advocacy or representation work
may contribute to inequalities since those from the
most disadvantaged groups are unlikely to be able to
afford to spend time engaged in the work given current

reimbursement practices. The suggestion made by one
participant to ‘spread out’ payments for work to fit in
with the ‘permitted hours’ allowed by benefit payments,
rather than paying a single lump sum, could help to
remediate this issue. The work involved from an or-
ganisational point of view to enable this change might
be seen as a good indication of the importance placed
on inclusion and representation by organisations.

The second is that organisations who wish to in-
corporate meaningful input from lived experience
voices need to carefully assess the conditions under
which this input can be achieved. In many cases, ex-
pecting lived experience advocates to work under
conditions of high pressure and tight deadlines ex-
pected of professionally employed staff will limit their
ability to participate and to make a meaningful
contribution.

The lack of adjustment to usual working practices to
accommodate participants perhaps speaks to the
pressing need for their perspective and input. Inclusion
is not limited to simply having advocates at the table but
facilitating an environment where they can provide their
expertise and produce a more focused and relevant end
product.

The contrast between feeling respected and valued at
an individual professional level but less so within in-
stitutional culture is interesting, as professionals fre-
quently work within and for organisations. As such,
many will have encountered organisational ‘red tape’
when trying to provide payment to patient represen-
tatives and may have become resigned to the difficulties
in doing so. People who work with patients in a helping
capacity may have a need to feel as though they are fair,
open and good people.>* To some degree, this could
lead to a degree of blindness to their own contributions
to inequity. Potentially, this narrative could apply to
individuals working within the field of pain, especially if
they have previously been overwhelmed by their or-
ganisation’s (or state) bureaucracy with regards to
sourcing and making appropriate payment. It would
seem to be important for organisations using patient
representatives in pain to review and update their
payment policies and procedures to improve this
process.

All of the participants of this study continued to be
actively involved in at least one form of patient advocacy
at the time of interview. Regardless of compensation
and organisational culture that could present barriers,
they remained highly engaged and motivated to con-
tribute. A strong motivation for doing so came from
their wish to harness their own personal experiences to
help others,'° to protect others from pitfalls they had
encountered and also to share insights and learning that
had helped. This passion and desire to help made them
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strong allies to others with persistent pain and could
also leave them somewhat vulnerable to working with
minimal recognition at times.

The experience of advocates in providing a valuable
service which may or may not be financially compen-
sated is not equitable with paid work and therefore
excludes less privileged voices who are not in a position
to work for minimal income. Something of a liminal
space appears to exist, where patient advocates are
neither truly patient nor worker. They make a valued
contribution but are liable to have their voices drowned
out amidst powerful professional and organisational
viewpoints.?> One alternative to this position is to de-
velop and advertise professional lived experience roles
which have shown promise in other contexts.'"*® Lived
experience roles relevant to pain and other long-term
conditions have recently been advertised in the NHS
and may offer at least a partial solution to the above
challenges. To date we have typically seen such roles
advertised as full-time positions, offering not only the
advantage of security of employment and access to
appropriate training and resources but also disadvan-
tages if not supported by more flexible options of
limiting the pool of people who can contribute to im-
portant conversations.

A limitation to this study is the method of recruit-
ment, which may have introduced bias as participants
were known to the senior author personally or through
social media or were recommended by other partici-
pants. However, recruitment resulted in a mixed
gender sample incorporating varied forms of pain ad-
vocacy. Further research with patient advocates may be
useful, perhaps using quantitative measures to find out
how frequently organisations pay for patient repre-
sentation, in what form and at what rates and to collect
the opinions of a larger group of patients about whether
this is appropriate and sufficient and to confirm
whether other issues raised by the participants are
widely experienced.

The study includes previously unexplored detail
about the experiences of lived experience advocates in
their contact with professionals and organisations. It
builds on previously reported findings of the strong
motivation and potential benefits to patients, organi-
sations and lived experience advocates themselves of
this type of role.'® It also adds to what is currently
known and poses some important questions for pro-
fessionals and organisations who wish to incorporate
the views of people with lived experience of pain.
Further research is needed into how patient advocates
and representatives of organisations can meaningfully
work together in a way that meets the needs of each.
Qualitative work into the experience of representatives
of health, academic and charitable organisations

around their experience of engaging the service of
patient advocates would also be beneficial. Given the
emotionally challenging nature of this work, further
work should also explore supervision and support ar-
rangements for these roles.

Conclusion

Advocating as a lived experience representative for
people living with pain is an important role that is highly
valued by some professionals in healthcare and re-
search. Currently, although doing so can be rewarding,
it also comes with both emotional and financial costs
that limit its’ potential and most likely exclude some
more disadvantaged voices from being heard. Further
research could explore how widespread these barriers
are and consider whether organisational factors could
be changed in order to enable advocates to feel like
equals in these environments.
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