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Purpose: In view of concerns about the harmful effects of long-term use and patient misuse of opioids in chronic non-malignant pain,
this study provides insight into patients’ perspectives on their experience of living with chronic non-malignant pain (CNMP),
prescribed opioid use, and optimisation.

Patients and Methods: Data were collected from active UK-based CNMP specific or general health forums that do not require
registration, with more than 100 members. English written thread posts between 2016 and 2020 were systematically searched from the
forum search bar using different keywords and then analysed using the Theoretical Domains Framework (TDF).

Results: Findings showed that chronic pain is a dominant, life-altering experience with physical, psychological and social impact.
Findings highlighted that opioid optimisation is facilitated by patients’ knowledge and understanding, practical coping strategies and
supportive relationships with healthcare providers and others in their surroundings. The study found that barriers to opioid optimisation
included lack of availability of alternatives, difficulties accessing health services and broken relationships with clinicians.
Conclusion: Analysis of CNMP patients’ posts on online forums highlighted the devastating impact of pain on social functioning,
relationships and mental health. Patients emerged as knowledge seekers prepared to engage in opioid optimisation.

Keywords: chronic non-malignant pain, medication optimisation, patient perspective, prescribed opioids, theoretical domains

framework, qualitative study

Introduction

Medicine optimisation is crucial for the management of chronic non-malignant pain (CNMP). It is defined as a “person-
centred approach to safe and effective medicines use, to ensure people obtain the best possible outcomes from their
medications.'” Patient-centred principles allow greater contributions by patients to their treatment and promote greater
satisfaction with healthcare, as well as maintaining productive patient-provider relationships.”

Guidelines discourage long-term opioid therapy as its effects on CNMP is uncertain, and usually associated with harm
including diversion, addiction, overdoses, and death.” Moreover, Busse et al evaluated the evidence on opioid efficacy by
reviewing 96 randomized control trials (RCTs) of opioids’ effects for CNMP and found that opioids provide no benefit
compared to placebo, ibuprofen or acetaminophen in pain improvements, other physical and social functioning, as well as
no changes in emotional or role functioning. Also, opioids were connected to the increase of negative side effects when
compared to placebo.’

The North American opioid crisis of overdose death has been soaring over the past years. Even though the majority of
overdose deaths were caused by illegally made fentanyl, prescribed opioids were responsible for 28% of deaths in the
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United States in 2019.* With the increased use of prescribed opioids in England, attributed deaths have risen, particularly
in areas with higher deprivation.’

In the UK, over five million people each year are diagnosed with CNMP, ie, pain lasting over three months.®’ It
affects patients’ emotional and social wellbeing and the overall quality of life.® There are significant impacts on patients,
families, and carers, as 50% of CNMP patients experience depression, and 66% are unable to work. Patients with CNMP
are sometimes considered “intractable” because they fail to respond to repeated surgery or medications or their pain may
even worsen. CNMP management is challenging and dissatisfaction among patients reaches up to 60%.” Patients have
reported frustration and ineffective communication with healthcare professionals about opioids and pain management. '’
Healthcare providers may be constrained in meeting patients’ expectations due to inaccessibility of alternatives and
limited knowledge of CNMP.? In the UK, not all CNMP patients have access to specialist pain services. A national audit
in 2012 indicated that only 40% of pain clinics had a physiotherapist, psychologist and physician, resulting in poor
patient outcomes due to unrelieved pain and high healthcare system utilization."' CNMP patients are driven by the need
for pain relief and quality of life improvement. However, their interaction with healthcare providers can be complicated
and stressful. Lack of a definitive diagnosis and precise treatment plan lead to unsatisfactory outcomes and poor pain
control, with patients often resorting to self-medication and diversion as coping strategies.'*'* These patients’ suffering
is multidimensional as they struggle from the their conditions and the misunderstanding with surroundings. Because pain
is such a personal experience, the patient’s perspective should be highlighted.'* There is need for an investigation of their
struggles related to managing their conditions in an era of pressure on the medical society for prescribed opioid
optimisation (reduction or tapering), as evidence indicates that opioids’ harms outweigh the benefit in managing CNMP.

Despite the importance of patient-centred care, little is known about barriers and enablers to optimising prescribed
opioids for CNMP from patients’ perspectives. This study was conducted to gain insight from patients’ forums into
patients’ experiences of CNMP management and to address this gap in the literature.

Rationale for the Study

Several studies have analysed online forums to explore the nature of forum interaction and patients’ perspectives in
relation to their condition experience and online support.'>”'” They offer distinctive insight into the experiences of
contributors as they chat about topics without researcher influence. Therefore, material from online forums can be

deemed as practically authentic natural data.'®2°

Aim
The study aims to identify the barriers and enablers to the use of chronic opioid therapy from CNMP patients’
perspectives.

Method

This research utilized a qualitative study design based on analysing the views of CNMP patients who are prescribed
opioids, using posts on online forums. The research is innovative in its focus on patients via online discussion forums.

Online forums are websites where users post messages about different issues, looking for health, emotional and
informational support. They are a valuable source of data as they are places of free expression without pressure from the
medical profession.'®2° Search, data extraction and categorization were undertaken by the primary researcher, AA.
Using several keywords, chronic pain health forums and general health forums were systematically identified through the
Google and Bing search engines (see Appendix 1). Websites were then screened following the criteria listed in Table 1.
Four online support groups were identified: two specifically dedicated to chronic pain and two with forums for various
conditions, including chronic pain. One of these forums was excluded as it prohibited any reproduction of posts, even for
research use. Relevant sections and threads were defined using the forums’ internal search, using keywords based on
previous reviews (See Appendix 1). To enable systematic representation of the forum discussions, a few pages of search
results per forum were reviewed, excluding any post before 2016, surveys, advertisements, or links (See Figure 1). Only
posts posted by CNMP patients who were either current or former prescribed opioid users were included. Threads posted
between January 2016 and December 2020 were downloaded and copied into Microsoft Word, organized according to
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Table | Forums’ Inclusion and Exclusion Criteria

Inclusion Criteria Exclusion Criteria
CNMP specific or general health forums Cancer pain forums
UK-based forums Health professional forums
No registration required Sites requiring registration
Forum with 100 members or more Not health related forums
Active forums (40 threads/ month with at least five replies for Non-UK based forums

each thread)

Threads posted between 2016-2020 No comments were posted regarding opioid use for chronic pain

Written in English Online forums that prohibited the reproduction of posts for any purpose,
including research

the keywords and sub keywords. For example, pain medication was sub-categorized into Tramadol, codeine, oxycodone.
Due to the extensive volume of data retrieved, the record of 360 threads was divided into two corpora to make the data
more manageable (See Data Analysis, below): 237 threads in corpus 1 and 123 threads in corpus 2. Both corpus 1 and
corpus 2 were analysed in the same way, applying the same definitions of the TDF dimensions, and in reporting sub-
themes, relevant items from both were considered. The data were analysed until saturation, defined as a point where no
new perspectives could be detected with enough quotes that represented the same perspective.

Data Analysis

The development of the Theoretical Domains Framework (TDF) from a synthesis of psychological theories has helped
apply theoretical approaches to behaviour change interventions. TDF domains represent environmental, cognitive, and
social factors that may affect behaviour.?'>* The TDF has been widely used to understand behaviours and implementa-
tion challenges in various settings and content areas in health care.>* It was used in this study as an analytical tool to
assist in identifying and classifying relevant posts from the patient forums. Table 2 shows the 14 domains of the TDF
with their definitions and indicates their application to the forum data.

Data were analysed using the Framework method to allow an in-depth reflection of the meaning and patterns of the
data to be identified. Extracts from each corpus were coded systematically, using a deductive approach, with each TDF-
14 domain used as a coding category.”> %’ The data analysis was regularly discussed in research team meetings and any
disagreement in coding between the researchers was resolved through discussion until consensus was reached. Multiple
posts by the same forum member expressing the same topic were compressed into a single post to prevent the over-
counting of an idea or biasing of the data by individual contributors. Threads duplicated between corpora 1 and 2 were
reviewed. Coded quotations were organized into a framework table generated in Microsoft Word™. Excerpts were
grouped together into topics and then reviewed and refined until meaningful and distinct main themes and subthemes
were developed.”* A domain was judged relevant if excerpts were coded frequently or if the researchers believed the
posts showed that domain to have a significant impact on the appropriate use of prescribed opioids. A content analysis of
the framework table was then undertaken to identify subthemes that shared the same central concept as the main theme
and were particularly important for the research question. For example, within the theme, facilitators of COT optimisa-
tion, a frequently occurring feature was the need for an individualized approach to opioid prescribing and tapering
support. This latter was considered as a subtheme. Subthemes within each domain were summarised to give an overall
impression of the potential impact on how each domain may influence the optimisation of opioids in CNMP and
illustrated using supporting quotations. Coding stopped once data saturation of the main themes was achieved.
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Figure | Flowchart of online forums and threads search process.

Research Trustworthiness

The research trustworthiness was sought by applying Lincoln and Guba’s principles.?’ Credibility was enhanced through
the adoption of appropriate, well-recognized research methods informed by previous comparable studies. Rigour was
supported by the purposeful inclusion of online forums and following practical guidelines for qualitative research using
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Table 2 Mapping Study’ Questions into TDF Domains

Domain Content Sample Questions That the Study Aims to Answer by Analysing Online
Forums

Knowledge An awareness of the existence of something e What knowledge do CNMP patients have about their condition and medication?

Skills An ability or proficiency acquired through practice ® What skills do CNMP patients have that may help them to optimise the use/

withdrawal from chronic opioid therapy?

Social/professional
role and identity

A coherent set of behaviours and displayed personal qualities of an individual in a social or

work setting

e What is the CNMP patient’s role in optimising chronic opioid therapy?

Beliefs about

capabilities

Acceptance of the truth, reality, or validity about an ability, talent, or facility that a person

can put to constructive use

® Do patients believe they are capable of optimising use/withdrawal?

Optimism

The confidence that things will happen for the best or that desired goals will be attained

® To what extent do patients have confidence that they will achieve a desirable

outcome (eg, pain reduction, quality of life, withdrawal from opioids)?

Beliefs about

consequences

Acceptance of the truth, reality, or validity about outcomes of behaviour in a given

situation

® What are CNMP patients’ beliefs about the consequences of use or withdrawal

from opioid therapy?

Reinforcement

Increasing the probability of a response by arranging a dependent relationship, or

contingency, between the response and a given stimulus

® What reinforcement can the healthcare system and healthcare providers offer that

may help patients in optimising opioid therapy for CNMP?

Intentions A conscious decision to perform a behaviour or a resolve to act in a certain way ® Do CNMP patients using opioids for pain intend to optimise or withdraw from
opioid use?
Goals Mental representations of outcomes or end-state that an individual wants to achieve ® What are patients’ goals of using/withdrawing from chronic opioid therapy?

Memory, attention,
and decision

processes

The ability to retain information, focus selectively on aspects of the environment and

choose between 2 or more alternatives

® What resources are available to support patients’ memory, attention and decision

processes in relation to opioid optimisation/withdrawal?

Environmental
context and

resources

Any circumstance of a person’s situation or environment that discourages or encourages
the development of skills and abilities, independence, social competence, and adaptive

behaviors

® What are the circumstances of the situation or environment of CNMP patients that
discourage or encourage the development of appropriate use of chronic therapy/

withdrawal from chronic opioid therapy?

Emotion

A complex reaction pattern involving experiential, behavioral, and physiological elements,

by which the individual attempts to deal with a personally significant matter or event

® How are patients affected emotionally by their experiences with opioid withdrawal

and pain?

Social influences

The interpersonal processes can cause individuals to change their thought, feeling and

behaviours.

® How do patients’ relationships with others influence their thoughts and behaviour

with regard to opioid use and withdrawal?

Behavioural
regulation

Anything aimed at managing or changing objectively observed or measured actions

® What strategies are applied to optimise the appropriate use of chronic therapy/

withdrawal from chronic opioid therapy?
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online forums.'®'*® The spontaneous nature of the conversations without the researcher’s presence prevents researcher
bias. Systematically keeping a logbook of the data collection and analysis process, along with regular research team
meetings during the analysis phase to discuss emergent themes, boosted the dependability and confirmability of this
study. Public accessibility and the systematic approach of this study to collecting the data enable other researchers to

repeat it for other research or/and to reappraise the original researchers’ conclusions.?**°

Ethical Considerations

The study was granted ethical approval from the University of Birmingham and adhered to British Psychological Society
(2007) guidelines.>' Consent was not considered essential as all the material was in the public domain and freely
available to be viewed without registration with the website, an approach widely used in other studies.'”"'” No direct
permission was obtained from the forums’ owners, yet the term and conditions statements of the included forums were
reviewed by the authors. Any forum that prohibited the accessing, printing, use or storage of the forum content for
research or non-commercial professional use was excluded. Also, the anonymity of the data has been protected as forums
have not been identified and data excerpts have been paraphrased, with any identifying information removed.

Results
360 threads were identified and a total of 1978 posts were randomly analysed. This study focuses on UK opioid
optimisation and following the British Psychological Society (2007) guideline, only UK patients forums that met the
inclusion and exclusion criteria have been included. See Table 1.

Three major themes, each with their respective subthemes, were identified from the dataset and mapped against the
TDF (See Table 3). Key themes are described below with summary narratives and illustrative quotations.

Theme |: The Experience of Living with CNMP

A dominant theme throughout the data was patients’ experience of pain. Contributors frequently contextualized their
posts by providing information on the location, cause (for example, accident, surgery or health conditions) and duration
of their pain. Patients also attempted to describe the intensity of their pain and report improvement or deterioration, either
using verbal descriptors such as “excruciating” (Thread 55, forum 3) or in terms of scores on the pain scale:

I had occasions when my pain score was zero and at its worst,4/10 (Thread 16, forum 1).

Posts also revealed how CNMP impacted every aspect of patients’ lives: physical, social, mental and emotional. With
regards to the physical impact, for example, they reported impaired function such as being bedridden, unable to walk.

Most of the time I’m curled up in bed and only walk a short distance (Thread 102, forum 2)

Physical limitation, in turn, produced social constraints affecting study, work, leisure and relationships: cancelled outings,
inability to spend time with family, financial dependence on others and confinement to home, causing severe psycho-
logical impact. For example, a young woman who had to give up university and was confined to her parents’ house,
which she said had become her “prison” described her feeling that “the pain is driving me crazy, quite literally” (Thread
233, forum 1).

Patients also experienced a sense of loss resulting from the inability to continue activities that had previously
provided satisfaction and meaning in their lives, as in the of case a young man whose inability to continue in his job
resulted in losing “the feeling of satisfaction, that my day had meant something” (Thread 128, forum 1). Faced with such
losses, patients reported depression extending sometimes to suicidal ideation:

If T have to live a life with chronic pain and no way of easing it, I truly don’t think I would bother (Thread 133, forum 3).

A prominent subtheme was the idea that pain becomes part of the sufferer’s identity, in their own and others’ eyes.
Several patients described that they had been assigned, adopted, or even embraced, a social identity /role as “disabled”,
with implications, for instance, for support through the welfare system. In contrast, others strenuously rejected the
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Table 3 Theoretical Domains Relevant to Patients’ Perspectives of Barriers and Enablers to the Appropriate Use of Prescribed Opioid Optimisation with lllustrative Quotations

Theme

TDF Domains & Non-TDF
Subthemes

Codes/Constructs

lllustrative Quotations

The experience of
living with CNMP

Pain Pain intensity “much more tolerable levels” (Thread 318 forum I)
Pain physical impact “Most of the time I'm curled up in bed and only walk a short distance” (Thread 102, forum 2)
Emotion Frustration and anger “Because | can’t get up or downstairs, may not be able to spend Christmas downstairs with my family. It’s

devastating!” (Thread 110, forum 3)

Suicidal ideation

“If I have to live a life with chronic pain and no way of easing it, | truly don’t think | would bother” (Thread
133, forum 3).

The sufferer’s identity

“I have had daily migraines for 12 years, the worse as time passes”. (Thread|97, forum 3)

Social and prof role and identity

Rejection of “disability”

and “dependence”

“l don’t want to be seen as a needy, non-functional human” (Thread 304, forum ).

Facilitators of
COT optimisation

identity
Knowledge Patients’ knowledge “In order to successfully undertake this thorough investigation! must initially have completed much
knowledgeable research” (Thread 36, Forum 2).
Skills Coping strategies “Since my mindset changed to accept the pain, I've been so much more positive and coped much better”

(Thread 133, forum 3).

Social Influences

Advice from healthcare

professionals

“My pain nurse keeps in contact via telephone to make sure I'm coping ok” (Thread 49, forum 2).

Supportive healthcare

providers

“Although he is not a pain management specialist, | have sufficiently high regard for him” (Thread 45,

forum 1I).

Environmental Context and Resources

Empathy from
professionals

“Knowing there is someone out there who ‘gets it’ is really motivating and encouraging and makes you

feel like you're not alone” (Thread 259, forum 3).

Empathy from family

“He didn’t understand and believe my pain, he is a difficult to partner any way” (Thread 83, forum 1)

Memory, attention, and decision

processes

Opioid tapering decision

“l was addicted to co-codamol and | had to be weaned off them and my doctor referred me for pain

management” (Thread 154, forum 3).

The need for an individual approach to

opioid prescribing and tapering support

Every patient different

“It can take ages to get the right [medications] combination, were all different” (Thread 306, forum 3)

(Continued)
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Table 3 (Continued).

Theme

TDF Domains & Non-TDF
Subthemes

Codes/Constructs

Illlustrative Quotations

Barriers to COT

optimisation

Environmental Context and Resources

Lack of effective

alternatives

“The only ones that have ever worked have been the opioids” (Thread 145, forum 3)

Lack of access to
specialist services (pain

clinic)

“I had to wait 5 months for the first appointment at the pain clinic” (Thread 58, forum I).

Social Influences

Unsupportive
relationships with

professionals

“I just get dismissed whenever | bring it up” (Thread 53, forum I).

Labelled as a drug addict

“Straight up, he told me, you're just addicted, there is no pain” (Thread 60, forum I).

The challenges of tapering or withdrawal

and the balancing of risks.

“For a week and a half, | have been having a horrendous time. ... Sleep disturbance is dreadful ... My

bladder has given up the ghost as have my bowels ... Feel utterly desperate ...” (Thread 16, forum I)
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connotations of disability. One participant spoke scathingly of those who “basically give up, quit their jobs, claim
disability benefit and sit around their homes all day in pain”, asserting her refusal to become one of them.

A key issue for those who rejected the “disabled” label was the condition of dependence. While there were constraints
on their functioning and activities they could not perform without help, some found this difficult to acknowledge. As one
contributor posted,

I don’t want to be seen as a needy, non-functional human (Thread 304, forum 1).

Thus, data revealed pain to be a dominant, life-altering experience for constant sufferers. They monitored changes,
positive and negative, in pain intensity, shared experience of the social limitations imposed by pain and restricted
mobility and sought comfort and reassurance in the face of psychological impacts of often considerable severity. Some
accepted a social role as “disabled” and “dependent”, but this was rejected by others, who sought to preserve their former
sense of self.

Theme 2: Facilitators of COT Optimisation

The second theme concerned factors that appeared to help and support patients in optimising or reducing their usage of
opioids. Some were internal factors, reflecting the TDF domains, Knowledge and Skills. Others were external, reflecting
the domains, Social Influences and Environmental Context and Resources. A subtheme was identified here, which is the
need for an individual approach to opioid prescribing, tapering and support, in recognition of patients’ different needs
and responses.

Patients’ knowledge emerged as a major factor influencing individuals’ perceptions of opioids and alternative
treatment options. Posts showed patients to be active seekers of knowledge, who asked questions, exchanged ideas
and conducted research in order to better understand their conditions and the benefits and risks of the treatment options
available, for example:

“I did some research on pethidine and found out how bad it really was” (Thread 98, forum 2).

Informal sources, particularly print and broadcast media, played a key role in patients’ knowledge search:

I watched a really interesting programme on BBC4 about them [opioids] (Thread 61, forum 3).

Members used the forum to fill gaps in their knowledge and understanding, or to seek a “second opinion” about a
proposed new treatment or strategy, appreciating the opportunity to communicate with others who had experienced some

of the same challenges:

Maybe you can offer advice on my predicament, especially considering you have been where I currently am and have come off
opioids? (Thread 56, forum 1).

Although the forum protocol did not allow members to offer specific medical advice, contributors freely shared
information they had read or heard, and recounted their personal experiences of treatments and their effects, good and
bad, for example:

There is a longer-acting tablet that should last for 12 hours, then you can occasionally add the liquid as a top-up (Thread 11,
forum 2).

The Tens machine is very good for muscular pain. I have one myself. I also found a Tens belt which was much easier to use,
requiring no sticky pads (Thread 163, forum 1).

However, patients acknowledged the limitations of their expertise and frequently advised inquirers to consult their GP or
other professionals. Patient-provided information and ideas could, however, help to inform such discussion and give
patients confidence to ask questions and discuss alternatives.

A prominent sub-theme in the information exchanged, reflecting the Skills dimension of the TDF, related to coping
strategies that patients used to manage pain and substitute for or offset the side effects of medication. These fell into two
broad categories, physical and psychological. Patients shared their experiences of several physical approaches: diet,
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exercise, relaxation and heat. For example, one described how she had eliminated carbohydrates to account for her
reduced mobility, and increased her fruit and vegetable intake to alleviate constipation associated with her medication.
Another described the benefit of having “my trusty special cushion to sit on and a hot water bottle to hand” (Thread 132,
forum 3).

The most commonly reported approach was exercise, including exercises prescribed by a physiotherapist (sometimes
in private practice), yoga, swimming, Pilates, or simple stretching and walking. Generally, such activities were reported
as coping strategies that the patient found useful.

Patients also mentioned psychological approaches such as practising mindfulness, distracting themselves with
recreational activities and investing in their sense of personal well-being:

Buy yourself a new book, go out for coffee, plan a holiday ... doing something for you will make you feel a whole lot better
(Thread 285, forum 1).

For a very small number, however, the solution was simply to accept the pain, rather than having false hopes and
unrealistic expectations. As one asserted,” Pain is something you can get used to and learn to cope with” (Thread 289,
forum 2) while another reported on the breakthrough she experienced through coming to terms with her pain:

Since my mindset changed to accept the pain, I’ve been so much more positive and coped much better (Thread 133, forum 3).

In coping with their condition, patients made use of a variety of resources available in the surrounding environment,
which facilitated their understanding and motivation towards opioid optimisation. Whilst several contributors drew
attention to useful material on the internet, such as a website suggesting “gentle physio exercise to try” (Thread 125,
forum 3), the majority of resource-related posts highlighted support and advice received from various healthcare
professionals, such as nurses at a pain clinic or hospital:

My pain nurse keeps in contact via telephone to make sure I’m coping ok (Thread 49, forum 2).

Supportive relationships with these professionals, reflecting the Social Influence dimension of the TDF, emerged as a
crucial facilitator of opioid optimisation. A good doctor was characterized as one who was knowledgeable — though not
necessarily a pain specialist, and who showed empathy and understanding. Patients valued having someone who “seemed
to get what I was saying” (Thread 58 forum 1) and not only provided information but planned care jointly with the
patient.

Health professionals were not, however, the only source of support. A common subtheme was patients’ need for
support from a wide range of others including family, friends, an advocate, employers and teachers. The support available
from such individuals, however, depended on their knowledge and understanding: “My friends mean well, but really I
need support from someone who knows what’s going on” Thread 19, forum 1). This is why the patient forum was so

important to many members:

Knowing there is someone out there who ‘gets it’ is really motivating and encouraging and makes you feel like you’re not alone
(Thread 251, forum 2).

Such sources of knowledge, practical advice and emotional support seemed to be far more important and relevant to
patients (as judged by the number of posts and patients’ emphasis on their importance) than aids to memory, attention and
the decision process, such as a tapering chart or pain diary (each mentioned only once) or even behavioural intervention,
which rarely appeared in the data. Although a number of patients discussed experiences of opioid tapering or doctors’
prescribing decisions, it was often not clear who initiated the changes, or for what reason. Only one contributor explicitly
acknowledged a past addiction and behavioural intervention taken to address it:

I was addicted to co-codamol and I had to be weaned off them and my doctor referred me for pain management (Thread 154,
forum 3).

None of the contributors ascribed treatment changes to current addiction. From the variety of resources and strategies
mentioned by patients as facilitating their opioid optimisation, one concern emerged clearly: the need for an individual
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approach to treating CNMP and managing patients’ use of opioids. Posts revealed that patients differ widely in their
needs and in their responses to particular medications but perceived this as insufficiently recognized by health practi-
tioners. Rigid imposition of a standardized treatment, or tapering regimes, reportedly led to side effects, increased pain,
or withdrawal problems, sometimes causing non-compliance with treatment. Patients wanted doctors to recognize them
as individuals, “discuss the pros and cons for your own personal circumstances and to enable and support them in finding
their own solutions” (Thread 198, forum 1).

Theme3: Barriers to COT Optimisation

Patients described difficulties they faced in effectively managing their condition and their medication, which reflected the
TDF domains: Environmental Context and Resources, and Social Influences, as well as two sub-themes outside the TDF:
the challenges of tapering or withdrawal and the balancing of risks.

A major issue affecting medicine use behaviours was the perceived lack of effective alternatives to the medicines
patients were currently using. Many patients had tried and discontinued numerous medications that did not sufficiently
control the pain, or produced side effects, allergies or intolerance. Consequently, several felt that opioids were the only
option remaining:

I have tried everything available and this was the only option for me (Thread 317, forum 1)
The only ones that have ever worked have been the opioids (Thread 145, forum 3).

Regarding non-pharmacological alternatives, some had found physiotherapy helpful, but others found the exercises
difficult, and thought they compounded the problem:

The physio keeps giving me exercises that worsen the pain! (Thread 277, forum 1).

Patients also highlighted difficulty accessing formal health services for the support and care they needed. It might be
necessary to travel a considerable distance for an appointment with a specialist at a hospital or pain clinic, and there were
reports of long waiting lists for a referral.

Moreover, there was a lack of continuity of care, as different professionals were seen on each visit. There were reports
of prescribing decisions made by a doctor who did not actually know the patient or rarely saw him or her. As one
contributor reported,

I see a different GP every time. My assigned GP is ok, but she’s hardly ever there (Thread 344, forum 3).

There were also reports of a lack of reliable access to the GP, preventing patients from mentioning ideas and questions
they wanted to raise. Even when patients gained access to healthcare professionals, many described what they perceived
as unhelpful encounters and unsupportive relationships with doctors, who, they claimed had dismissed their worries. For
example, one who expressed concerns about medication-related risk declared,

I just get dismissed whenever I bring it up (Thread 53, forum 1).

Another, who sought help with depression, was simply given the telephone number of the Samaritans. Faced with what
they perceived as dismissiveness and impatience, some patients were deterred from seeking further help:

I was too afraid to go to the doctor again because I was made to feel I was going too much (Thread 251, forum 2).

Some patients clearly felt misjudged and subject to negative assumptions by health professionals, for example being seen
as drug-seeking or uncooperative if they reported difficulties with tapering or having the reality of their pain called into
question.

They say I’m drug-seeking, need psych care and don’t want to take part [in the programme offered], which is so untrue (Thread
102, forum 2).

Straight up, he told me, you’re just addicted, there is no pain (Thread 60, forum 1).
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The system makes you feel like a junkie at times (Thread 172, forum 1).

One reason for such attitudes on some doctors’ part may be a lack of specialized knowledge in the area of CNMP and its
treatment. A number of participants were critical of health professionals’ shortcomings in this area:

There remains a huge lack of knowledge and understanding of the medication needs of CNMP patients (Thread 26, forum 2).

There were suggestions that it may be necessary to change GPs several times before someone suitably knowledgeable
and sympathetic was found.

In the face of what was sometimes perceived as an absence of support from the health services, patients reported
anger and frustration, as well as fear at the prospect of unremitting pain, which overshadowed thoughts of tapering or
withdrawal. Nevertheless, a number of patients described attempts to taper medication or come off opioids by various
means, and some were keen to do so, because of worries about harmful effects of long-term opioid use. In many
instances, patients resorted to ways of using their medication, which were potentially dangerous. For example, one
contributor recommended another to cut a fentanyl patch in two to reduce the side effects associated with it. Others
divided slow-release tablets to maximize the benefit of the existing dose, or to achieve gradual reduction and showed no
awareness of the risk involved. Others who followed doctors’ directions still faced challenges. Several reported
experiences of a sudden drastic reduction in dose of medication without notice or a clear plan for managing the effects,
which could be severe. One patient recalled,

I was cut off; two days later, in so much pain, vomiting and had had no sleep, I was admitted to my doc’s clinic for the weekend
(Thread 161, forum 1).

Patients frequently referred to the problems associated with withdrawal, which some described as “horrendous”, and if
undergone without adequate support, could thwart the best of intentions. The idea that the main concern was to alleviate
the pain by any means possible was summed up by one patient, who argued,

Chronic pain is hell ... taking medications that help make your life better is the only way to go (Thread 61, forum 3).

Patients saw themselves as struggling to balance competing risks: the harmful effects of long-term opioid use, the impact
(experienced and anticipated) of withdrawal and the possibilities of renewed or increased pain and disability if they
stopped a medication they found effective.

I’m just so afraid being left in continuous, unbearable pain (Thread 341, forum 3).

Overall, the picture emerging from the patient forums was that patients wanted to manage their medication appropriately
and were willing to consider or attempt tapering. However, they were often confused, frightened, and overwhelmed by
the severity of the challenges involved, particularly if they had difficulty accessing service or felt they were being
unheard, pushed to withdrawal too quickly, or unsupported in balancing the opioid-related challenges with the physical,
social and mental effects of constant pain.

Discussion

No previous study has explored the enablers and barriers to optimising the use of prescribed opioids for CNMP using
patients’ online forums. This study analysed a sample of posts on CNMP and general health forums and yielded three
major themes which reflected patients’ experiences of living with pain, facilitators of prescribed opioid optimisation and
barriers to prescribed opioid optimisation.

The first theme highlighted the impact of CNMP patients’ quality of life and a sense of control over their life. This
study’s finding is consistent with a large-scale survey of CNMP patients, which concluded that improvement in their
energy, concentration, sleep, family, employment, social relationships, enjoyment of life and recreational activities should
be appropriate targets of their treatment.'®'*** Pain was seen to be a multidimensional, dynamic interaction of
biological, psychological and social factors, suggesting the potential value of individualised assessment and appropriate
management of psychosocial factors in the early stage of pain conditions.
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Furthermore, the ecarly establishment of a balanced provider-patient relationship through awareness of social,
physical, and physiological aspects in patients’ conditions supports patients’ ability to open up, know and accept their
condition.”® The present study emphasizes the importance of the provider-patient relationship, as both an enabler (if
positive) and a barrier (if negative) to prescribed opioid optimisation, consistent with previous studies.*> > Moreover, the
literature provides consistent evidence that patient-provider collaboration in the identification of treatment goals and
shared decision-making results in improved outcomes.> Patients place health care continuity with providers as a high
priority to optimise their care and facilitate knowledge and trust. High care continuity is linked with lower hospitaliza-
tion, emergency department visits and medical errors and improved patient safety, as it is easier for the providers to
manage medical problems in the office or over the phone and prevent extra redundant healthcare utilization.**

The study findings revealed that some patients showed potentially dangerous ignorance of how to use opioids. For
example, cutting fentanyl patches could lead to serious harm, including death, as the dose that is supposed to be delivered
over 72 hours could be delivered immediately, leading to overdose.*® Whereas strict adherence to other pain analgesics is
not necessary and deviation from them may be acceptable, following the instructions for using opioid medications is
vital. Opioid-related overdose and other serious adverse effects have been periodically reported in UK clinical practice.”
Patients’ misinformation results from attempts to fill the gaps in information from professional sources. A recent study
exploring the role of UK community pharmacists in optimising prescribed opioids revealed time and systemic constraints
on their ability to educate CNMP patients on opioids.*® Yet GPs may lack the required knowledge and specialists can be
difficult to access.*® Patient education on CNMP and appropriate opioid use for pain relief, and patients’ discussion of
their concerns with healthcare providers are crucial. It is widely accepted that structured educational programmes that
include information about CNMP and treatment options emphasise the importance of appropriate medication use and
provide practical tools to prevent unintended side effects.*® These programmes might be more effective when offered in a
patient-tailored approach and addressing individual needs. This could be achieved by tailored discussions with health
care providers, particularly pharmacists.*’

Prominent barriers were poor access to pain services or non-pharmacological treatments as well as perceived
ineffectiveness of alternatives tried. Uneven distribution of facilities for psychological and physiotherapeutic treatment
may explain why pain treatment is frequently solely pharmacologic, although recommendations increasingly promote a
multi-modal treatment strategy.*> Kroenke et al suggested that the early engagement with non-pharmacological treatment
could be considered a prerequisite for ongoing opioid therapy as part of treatment agreements. They suggested that
collaborative care models in which mid-level providers, particularly nurses, provide follow -up, could enhance patient
motivation. Non-pharmacological treatment may be critical for improving the quality of care.*® This is also consistent
with patient reports that continued encouragement from their care team would be a significant facilitator to their pain
treatment engagement.** This last point is also related to the factor of support, another recurring theme in our data.
Besides care management and structured follow up, our findings suggested peer and family support interventions as other
potentially effective strategies, models well-supported in the treatment of other chronic conditions.*

This study is a one sided view of chronic pain treatment. The patients’ perspective alone is insufficient evidence that
there are major gaps in chronic pain treatment. There are many national programmes that have been started as part of
optimisation for treatment of chronic pain with a multimodal focus. For example, according to the 2013 National
Directory of Services, there are 97 pain management programmes in the UK. Also The Royal College of Anaesthetists’
Faculty of Pain Medicine and the Royal College of General Practitioners have both emphasised the importance and
advantages of a multidisciplinary approach. These programmes are multimodal treatment packages based on cognitive
behavioural therapy (CBT) and allied rehabilitation treatments that aim to restore function by supporting and maintaining
changes in behaviours that perpetuate or increase pain. They are not mainly concerned with the pain itself, but rather with
improving self-management and independence, allowing individuals to live as normally as possible despite the limita-
tions imposed by their pain.*®

Strengths and Limitations
Rigorous methods for data collection and thematic analysis were used, and we believe that thematic saturation was
achieved. All the posts sampled were posted by CNMP patients who were either current or former prescribed opioid
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users. The collection of threads related to opioid use from three different forums provided a broad overview of all
possible issues related to the study’s objectives. The study may help advance the field by increasing the awareness of
health care professionals. By assessing patients’ beliefs and knowledge base about their condition and treatment options,
healthcare professionals may be able to focus on perceived gaps in caring for patients with chronic pain, including a
focus on dissemination of knowledge about treatment options for chronic pain, including non opioids.

Nevertheless, some limitations should be addressed. The data collected reflected a range of perspectives from CNMP
patients with different pain conditions. This means the findings do not provide information related to specific CNMP
conditions. The subjectivity of the patients’ statements is the primary limitation of this study. Another limitation of this
study is a selection bias. It is not known whether patients who are motivated to feel better and reduce their usage of
prescription opioids or use them more appropriately and taper them, may be more likely to engage in online forums and
discussions about alternatives to treat chronic pain, or conversely whether patients who are not improving or not
motivated to try alternative options may be more prone to posting on online forums. Amongst patients who are forum
contributors, there may also be a recall bias related to whether their pain has been better or more poorly controlled in the
recent past.

Another flaw in this study that has to be addressed is that the categorization of posts, although guided by published
definitions of the TDF domains, inevitably entailed some interpretation by the researchers, especially in identifying
implicit meaning rather than simply counting instances of occurrence of specific words (although the latter, too, can risk
distortion of qualitative context).*’

Another limitation of this research is that it only looked at open access forums and excluded private community
forums. Because a constant user ID allows other participants to track and know each other over time, forums that require
registration have a greater percentage of repeat participation. This helps forum users to form relationships and develop
bonds, while anonymity may hinder the team’s capacity to form relationships that strengthen social harmony. Also,
contributors feel safer and more open to collaborate, since their information is only accessible to authorised users who
share a same interest or relationship, resulting in high user engagement.*®*

Furthermore, current health models emphasize the importance of healthcare professionals’ and patients’ collaboration
in medicine optimisation practices, yet healthcare providers were not included in this study. As such, it is important that
their perspectives on opioid optimisation are investigated.

Practical Implications and Recommendations

Online forums may offer patients, especially distressed patients, a unique opportunity for support and sharing experi-
ences. Healthcare providers could encourage their patients to open up about the information sources that they use to look
up information about their condition, medication use or any alternative methods to manage their pain. Also, they could
suggest useful resources for coping strategies, such as trustworthy websites, articles or books. Adverse outcomes of
medications in CNMP have been well documented.’*>" It is imperative that patient perspectives are taken into account
when designing pain services. A recent systematic review demonstrated that designing evidence-based and patient-
centred intervention that overcomes the recent CNMP practice gaps and address patients’ needs more appropriately is

essential.*?

Future Research

There was some concern about the applicability of strategies to all pain patients. As such, prospective research could
develop and trial a complex intervention to account for identified challenges at the medication, patient, prescriber and
health system levels, and also be flexible in nature to allow clinicians to tailor intervention strategies to individual patient
needs. There are self-care interventions and alternative approaches that CNMP patients use daily to cope and manage
their pain, which they are usually reluctant to share with their clinicians. Therefore future research may investigate these
self-care interventions and their associated outcomes using patients’ online forums. Also, exploring the healthcare
providers’ perspective around the same topic is crucial for a deep understanding of patients’ need to optimise their
prescribed opioid therapy. Research can evaluate the accuracy of information shared via online forums, considering the
amount exchanged and the large number of people who view it, as this study revealed that some of the medication
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information exchanged between users is inaccurate. This study has highlighted the danger of glaring misinformation that
could be spread via these forums (e.g, cutting fentanyl patches in half). Nevertheless the data from patients’ online
forums could be used as a valuable tool for performance improvement for health care entities, subject to awareness of
potential bias in the opinions of forum contributors. It would be worthwhile conducting more studies using these forums.

Conclusion

Analysis of CNMP patients’ posts on online forums highlighted the devastating impact of pain on social functioning,
relationships and mental health. The main facilitating factor was the support of knowledgeable and empathetic healthcare
providers; too often, however, provider-patient relationships were perceived as unhelpful, the difficulties being com-
pounded by the problems of access and continuity. Patients were left angry, depressed and fearful, leading to potentially
dangerous medication use and additional demand on services. The findings highlighted the need for multi-dimensional,
individualized treatment approaches to support and enable patients’ appropriate opioid use.
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