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Abstract

Chronic pain is experienced unequally by different population groups; we outline examples from the pain
literature of inequities related to gender, ethnicity, socioeconomic and migration status. Health inequities
are systematic, avoidable and unfair differences in health outcomes between groups of people, with the
fundamental ‘causes of causes’ recognised as unequal distribution of income, power and wealth. In-
tersectionality can add further theory to health inequities literature; collective social identities including
class/socioeconomic status, race/ethnicity, gender, migration status, age, sexuality and disabled status
intersect in multiple interconnected systems of power leading to differing experiences of privilege and
oppression which can be understood as axes of health inequities. The process of knowledge creation in
pain research is shaped by these interconnected systems of power, and may perpetuate inequities in pain
care as it is largely based on majority white, middle class, Eurocentric populations. Intersectionality can
inform research epistemology (ways of knowing), priorities, methodology and methods. We give examples
from the literature where intersectionality has informed a justice oriented approach across different
research methods and we offer suggestions for further development. The use of a reductionist frame can
force unachievable objectivity on to complex health concepts, and we note increasing realisation in the field
of the need to understand the individuals within their social world, and recognise the fluid and contextual
nature of this.
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Introduction

Intersectionality is of increasing interest to the research
community in the field of chronic pain, and aspects of
intersecting health inequities have recently appeared in
this journal.’? We add to the conceptual framing of this
emerging area by providing an introduction to key
concepts and an outline of intersecting axes of health
inequities in the experience of chronic pain and pain
care. We then explain how and why intersectionality
provides a relevant and useful theoretical framework to
inform justice-orientated research in chronic pain and
pain care. We provide examples from the literature of
how intersectionality has been, and could be, used in
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different ways in researching health inequities, chronic
pain and pain care, at the epistemological and meth-
odological levels (including literature review, qualita-
tive and quantitative designs), with suggestions for
future work and development.

Introduction to health inequities and the
context of this paper

Health inequities are ‘systematic, avoidable and unfair
differences’ in health outcomes between groups of
people.’ The fundamental ‘causes of causes’ are an
unequal distribution of income, power and wealth re-
flecting wider socioeconomic inequality.* Health in-
equities can be conceptualised as social, political and
economic determinants of health,” with both ‘up-
stream’ and ‘downstream’ components. The ‘up-
stream’ factors include policies governing access to
education, reproductive rights, housing, secure em-
ployment, de/regulation and marketisation of health-
care. These, in turn, flow ‘downstream’ to the ‘effects of
causes’, including individual behaviours, lifestyle and
biological factors.>® The framing of health inequities as
related to structural inequities is important to a pop-
ulation level understanding of health. Countries with
higher income inequality tend to have worse population
health outcomes than others with comparable income
levels; high levels of income inequality are bad for all of
us and narrowing the gap can improve population
health.”

With ageing populations and increasing burden of
non-communicable diseases such as back pain, head-
ache, mental health disorders and opioid addiction,
inequities in the experience of these conditions and
available care is of global concern.® The context of the
intersecting axes of health inequities will vary at a na-
tional level due to different population compositions,
historical and cultural systems.’ In this paper, we
mainly, but not exclusively, discuss intersectional
health inequities in the context of high-income coun-
tries with majority white populations. These are either
European countries, or countries colonised by Euro-
peans including the U.S., Canada, South Africa and
Australia.

We note variation in terminology applied to health
inequities. ‘Inequalities’ and ‘inequities’ are often used
interchangeably in research and policy literature. We
use the terms equity and inequities, relating to the
justice elements of the term and its use internationally,
and the definition ‘the systematic, avoidable and unfair
differences in health outcomes that can be observed
between populations, between social groups within the
same population’.” A ‘health disparity’ is a ‘difference in

a measurement of a health variable comparing more
than one individual or group with specific defining
characteristics, after controlling for individual health
choices, different disease courses, variation from the
norm and genetic factors’,'® without necessarily in-
cluding the systematic and unjust element of the
concept. We do not use the term health disparity further
in this paper as we focus on inequities and equity. We
use the plural, ‘inequities’, to acknowledge their mul-
tiple and intersecting nature.

Power is key to the theoretical framing of health
inequities, bringing in analysis of political and cultural
systems and ideologies, and social capital and con-
nections, which influence an individual’s capacity for
health and wellbeing.*'! Power is an insidious, invisible
concept, the impact of which is often more apparent to
those who hold less power and may experience the
resulting barriers, for example, in the healthcare
provider/patient relationship.*'*!? Intersectionality
provides a broad theoretical framework to conceptu-
alise the role of power in health inequities.

We advocate for researchers to consider power in
many ways and this starts with considering position-
ality, which means ways of understanding our own
social position in relation to the research.'® We do so in
order to consider how we ourselves may influence our
research, and reflect on what this means for our role in
this particular piece of knowledge (being reflexive). To
be explicit about our own positionality, CM and JW are
cisgender, straight and non-disabled women. In ref-
erence to self-identified ethnicity, CM is white and
Scottish and JW is black and African. ET is a woman of
mixed parentage, white European and African. CS and
DNB are white, Scottish men, who are straight, cis-
gender and non-disabled. We are all of professional
middle class background with academic roles ranging
from university professor to PhD student. Three of us
work clinically and provide care for people with chronic
pain, many of whom may be implicitly, or explicitly,
excluded from research. We do not have lived expe-
rience of chronic pain; we do have experience of clinical
application of research, and of the myriad choices, time
and effort involved in the research process. All of us live
in the U.K., mostly Scotland.

Introduction to chronic pain

Chronic pain is a heterogeneous category of conditions,
recognised as either a primary condition itself, symp-
tom of a secondary condition where the pain has per-
sisted for over 3 months, or both.!'* Pain itself is a
complex and contested phenomenon, broadly con-
sidered to be subjective in nature, and a result of in-
terpretation by the person experiencing it within a
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cultural context.'”!® Chronic pain often defies specific,
structural diagnosis, bringing the notion of subjectivity
into conflict with that of ‘objectivity’, leading to issues
of trust between provider and patient, and lack of fit
with dominant biomedical models and systems."” This
context can heighten the impact of societal norms,
identities, biases and ideologies on the person with
chronic pain.'®® Therefore, our analysis of this con-
text can further benefit from ideas from sociology,
including intersectionality.'®!'%1?

The social, political and economic determinants of
health cause distress and can lead to poor mental
health, which is unevenly distributed across the pop-
ulation and is a key mechanism of health
inequities.*?%?! The contribution of distress to chro-
nicity of pain is well established and accepted!®?*2*
and this includes adverse childhood experiences®> and
different forms of oppression.'®?® Racism and the
gendered nature of violence and trauma can add to
more established social determinants of health, with
distress negatively impacting on health via multiple
biological mechanisms. 7

Chronic pain is a long-term condition, typically
experienced alongside other comorbidities, and
therefore brings condition management ‘work’, which
can include coordination and execution of tasks asso-
ciated with managing the condition, emotional man-
agement and motivation, negotiation and coordination
with healthcare, and biographical work (navigating a
challenge to identity and the contrast with life before
chronic pain).?®?° The capacity required for condition
management work can be impacted by health ineq-
uities, including wealth, power, income, access, edu-
cation, social connection and the prevailing political
ideological approach to benefits and healthcare.

Introduction to intersectionality

Intersectionality posits that collective social identities of
class/socioeconomic status, race/ethnicity, gender,
‘nation’, sexuality and disabled status intersect in
multiple interconnected systems of power leading to
differing experiences of privilege and oppression which
can be understood as axes of health inequities.®>%>!
Intersectionality developed from black feminist thought
in the United States, from as early as the 19® century,
through the activist-scholars of the 1970s, to a current
established base in sociology and health
literature.®>' > Crenshaw coined the term in a legal
text, arguing that black women faced multiple dis-
crimination because they were both women and black.>*
Intersectionality has developed from the core ‘race,
class, gender’ framing to a typically wider range of
intersections which are culturally and context

specific.’ Intersections can further extend into age,
disabled status, sexuality, trans status and the power
differentials associated with ‘nation’,>%>> explored with
immigration status in chronic pain inequities
research.’'® Intersectionality maintains the importance
of class and socioeconomic status, yet offers an ex-
tension from its historical dominance in health ineq-
uities research in the UK and Europe.’®?
Categorisations of social identity should be under-
stood as fluid, dynamic, created and maintained by
societal systems of power; the latter should be given
more focus in health inequities research.?’ Individuals
live within a society which is, to differing contextual
degrees, gendered, racialized, classist and ableist, and
these axes of privilege/oppression lead to inequities in
the experience of chronic pain. This conceptualisation
is illustrated in Figure 1.'%192°

Inequities in the experience of chronic pain and pain
care are intersectional in nature and we briefly outline
examples of these in Table 1.

Challenging our ‘ways of knowing’

Intersectionality can variously be understood as a
theory, theoretical framework, heuristic device, meth-
odology, concept, paradigm, tool for action and an
informed stance.®?®?!?® A theoretical framework
provides a lens through which to understand a body of
literature and develop an approach to research, similar
to providing scaffolding to a study.’” We advocate
intersectionality as a theoretical framework for chronic
pain research due to key concepts of relevance in-
cluding intersecting oppressions, the epistemological
relevance of lived experience in knowledge creation,
power, social justice and logical connections between
these concepts.

Health concepts are often neither solely subjective,
nor objective; rather they are socially constructed,
influenced by our cultures, systems, politics and
medical practices.’®?° Use of a constructionist or
critical lens can facilitate questioning of knowledge
claims based on historical and cultural assumptions,
and the inherent power relations,””*° leading to de-
construction of assumed ways of knowing. In the field
of chronic pain, we could improve our awareness of
how common concepts are socially constructed.*' For
example, responding to concerns at the lack of con-
textual awareness of the individual with pain, limited
conceptualisation and associated poor terminology,
Webster et al.*? recently deconstructed ‘catastrophis-
ing’ and its common application to pain. Analysis of
patient survey responses provided evidence of poor
patient care, lack of validation, and a gendered aspect of
women feeling dismissed by healthcare staff. If our
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Figure 1. Examples of contextual intersectional health inequities.

knowledge as socially constructed can be further at-
tended to, we may focus on the care and cultural
systems that lead to these developments. The concept
of ‘catastrophising’ has some useful elements that if
better managed and conceptualised (by the patient,
provider, system, culture), should be retained, and
understood in a fuller context.

‘Acceptance of chronic pain’ provides a further ex-
ample of an important concept in pain care where focus
is often given to the individual, psychological construct,
but could also be understood as socially constructed,
either in addition to, or as an alternative to the psy-
chological construct. In this way, acceptance of chronic
pain can be conceptualised as interdependent with:
cultural interpretations of pain and illness; socioeco-
nomic capital; availability of, and interactions within
health, work and social security systems; many may
struggle to negotiate a pain diagnosis and access re-
search based multidisciplinary care.*> Focus on ac-
ceptance understood solely through a lens of
individualism and personal choice are influenced by
neoliberal ideology which has permeated health re-
search.® Through the decontextualisation of an indi-
vidual factor, the person with pain is more susceptible
to the social, economic and political determinants of
health and oppressions associated with these. Through
understanding acceptance as socially constructed,

interdependent on social systems and cultural ideology,
more focus may be given to improving these structures
around the person in pain. Importantly, improving
these structures may foster increased capacities within
the individual for improved health and wellbeing while
living with chronic pain.

A criticism of the process of knowledge creation in
chronic pain research which may perpetuate inequities
in pain care is that it is largely based on majority white,
middle class, Eurocentric populations.?”** We there-
fore know more about what pain management works
best for these groups, which is then disseminated as
universal in recommendations. Exclusionary elements
of research include exclusion from studies of people
with comorbidities (e.g. mental health problems) or
language and literacy difficulties; and practical and fi-
nancial barriers (e.g. transport issues) to participation,
leading to inequities in the evidence cycle which then
become self-perpetuating. Approaches to health which
focus on individual choice and behaviours may benefit
people with a higher socioeconomic status but are less
likely to be effective in lower socioeconomic
populations.®?° We require to constantly re-evaluate
issues of power, culture and the impact on our
knowledge base, and capacity for health.

A recent example of this issue with knowledge cre-
ation is that of Pain Reprocessing Therapy (PRT).



Macgregor et al.

483

Table 1. Examples of intersectional health inequities in chronic pain.

Socioeconomic inequities

e Chronic pain has higher prevalence, severity and is experienced as more disabling with groups ascribed lower

socioeconomic status and in areas of deprivation.”>”3
e Higher levels of opioid prescribing exist in areas of deprivation.
e Inverse care Law: Lower levels of services relative to need in areas of deprivation.

74,75
2,76,77

e Pain commonly coexists with multi-morbidity, where combined physical and mental health conditions vary two to

three-fold with increasing deprivation.”®
Gender/sex

e Women experience higher prevalence and severity of chronic pain than men.

18,73,79

e Currently, differences can be partly explained by sex inequities (biological] and gender inequities (socially constructed)

in chronic pain experiences.
Ethnicity

e In the US and UK, chronic pain has higher prevalence within racially minoritised groups, including 10% higher

prevalence in black groups relative to all other ethnic groups in Englan

d. 27,73,81

e Ethnic categories are complex, historical, political and change over time, with racism increasingly recognised as a
mechanism in ethnic health inequities which influences social determinants of health such as quality education,

access to healthcare and the labour market.*®

e Stress associated with racism can manifest biologically, with mechanisms including: Provider bias, differences in
prescribing; racial cultural stereotypes; variable access to healthcare relative to need; mistrust in the scientific

process due to historical racism in scientific practices.

27,47

e Black patients presenting with potentially life limiting sickle cell disease (SCD] crises to emergency departments in the
US, experience longer waits than a general sample with comparable conditions.®? Under-treatment and barriers to
implementing guidance for SCD in emergency departments includes (majority white) provider concerns about the
opioid pandemic, addiction and implicit bias.®® The multi-layered situation of inadequate care for SCD, a painful

condition which disproportionately affects black people, is now more fully understood through an antiracist lens.

Migration status and nation

84,85

* Collins®®* advocates the concept of ‘nation” in intersectionality. Migration status is used in recent health literature
(discussed below) and may affect access to healthcare, provider bias, and sources of distress.

o Miall et al.%? found variation across ethnic groups with migration status, in health inequities data from Scotland,
suggesting migration status must be understood in the context of other intersections.

e Culturally and linguistically diverse communities in Brady et al."” described the stigma of immigration status as, for
instance, a perception they were ‘only in country for benefits’, and misperceptions between provider and patient about

motivations for attending healthcare.

e A nparticipant in an evaluation of provision for racially minoritised service users in England did not attend a pain group
due to uncertainty and worry about her immigration status.”

e Other impacts on access to care can include language, differences in culture and prevailing models of health, and the
cultural relevance of many Eurocentric pain treatments and measures.

Ashar et al.,*> report that following ‘community’ re-
cruitment, less than 15% of those assessed for online
eligibility were included in the final study. Treatment
group demographics (in the U.S.) were 78% college
graduate, 92% white and 80% undertook three or more
hours of exercise per week, and the authors acknowl-
edge this as a limitation. The study population is not
representative of the U.S. population, furthermore,
given that chronic pain is experienced with more se-
verity and prevalence across intersectional health in-
equities, new research developments should focus on
including the groups who require to benefit the most for
maximum societal benefit, with a minimum aim of
being representative of the population.

If we create knowledge about pain rehabilitation and
therapy with relatively privileged groups, then apply
those programmes or therapeutic models to

disadvantaged groups, there is a danger that they will
not be ‘fit for purpose’. Rather, we should co-develop
therapy programmes with the groups who experience
higher levels of pain, distress and oppression. The
treatment mechanisms claimed in PRT include neu-
robiological distress mechanisms and their interaction
with the experience of pain. Therefore, the unequal
experience of distress across the population, discussed
earlier, should be considered in the development of
PRT research and treatment.

Intersectionality can be used as a framework to
centre marginalised groups in the research programme,
which will require adjustments to study recruitment
and data collection strategies to reach groups who may
experience more poverty, racism, sexism and other
forms of oppression. The distress associated with these
forms of oppression could then be factored into the
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current development of PRT, understanding how and if
treatment can benefit these groups; it is important that
care targeting the individual is not decontextualized.
Recruitment of those attending primary care for their
pain, working with clinicians as recruiters, rather than
community advertising may help achieve this. Adjust-
ment of data collection methods, so they do not ne-
cessitate MRI scans, treatment attendance to a lower
frequency than twice a week, in accessible locations,
and involvement of people with lived experience in
methodological development could benefit. We discuss
literature on trial inclusion later in the paper.

Intersectionality and social justice

Social justice and aims of equity lie at the core of
intersectionality.’®?>*® The equitable aim of inter-
sectionality is consistent with recent antiracist framework
publications in the field of pain which advocate decon-
struction and re-framing of research.>”*”**® An intersec-
tional framework is necessary for conceptualising how
health inequities in chronic pain may be reduced, given
their maintenance in systems of power, driving the focus
away from individual ‘downstream’ factors towards ‘up-
stream’ factors including political ideologies of capitalism
and neoliberalism.®*"*> The seminal thinkers are con-
sistently anti-capitalist in their work due to the inequities
and individualism the economic model perpetuates.>?>>%°
Neoliberalism is criticised in the health literature for its
focus on individualism, blaming the individual for poor
health behaviours and ‘choices’, leading to stress and
depression, rather than focussing on the more powerful
social, economic and political determinants of health.*°
In the field of chronic pain, the opioid crisis in the US
offers a tragic example of the role of capitalism, the free
market and neoliberalism leading to many deaths due to
poor regulation, addiction and misuse of medications with
short termism delivered by private healthcare; medicine
prescription trumping interdisciplinary care.'®*° As a
counter, a ‘wellbeing economy’ places priority on human
and ecological wellbeing over economic growth with in-
creasing recognition of the link between the systems that
perpetuate poor health, inequities and climate change.”®

The role of ‘lived experience’ and epistemic
injustice

Epistemic injustice refers to a prejudicial impact on our
ways of knowing which downgrades the experience of
certain people or groups, linked with systematic ineq-
uities in power.”' Lack of input from people who ex-
perience health inequities into research and the
knowledge we use as ‘evidence’ can be understood as a

type of epistemic injustice. The role of lived experience
is evident in the development of intersectionality, where
the founding thinkers, leading theorists, scholars and
activists are black women in the US; a group which has
faced, and continues to face, multiple levels of dis-
crimination and oppression.’®>%%® Historically, aca-
demic ways of knowing have been dominated by elite,
white men and this has affected the knowledge base and
our ways of knowing.>> Epistemic injustice can result in
insufficient conceptualisation of certain experiences
within the collective ways of knowing, for example, if
post-natal depression is not known in a culture, then the
person experiencing this may individualise the expe-
rience.’! This justice issue is particularly relevant to the
experience of chronic pain which is subjective in nature
and relies on trust, belief and experience of the provider
and collective knowledge base.!” Epistemic injustice is
usually experienced with those holding less power and
as such is often gendered and racialized.'”"

The concept of lived experience is of importance to
both chronic pain research, and in contemporary health
research methodology. Intersectionality offers a way of
addressing the epistemic imbalance by centring the
experience of the marginalised group/s both in selection
of participants and methodology, also in considering
the lived experience and positionality of our theorists.
Racially minoritised women may offer more valuable
insight to the nature of power precisely because they are
more likely to experience oppression. Women, in
particular women of colour, continue to apply inter-
sectionality and call for its use in understanding in-
equities and power and to seek justice, including
epistemic justice, for marginalised groups.®!'?*°

How can intersectionality inform research
and knowledge creation?

Epistemological and
methodological considerations

Intersectionality can inform research epistemology
(ways of knowing), priorities and methodology. In
considering, for example, ‘Black Feminist Epistemol-
ogy’, sociologist Patricia Hill Collins suggests that
working class black women in the US may develop
different priorities for research than those of more
privileged groups.’®> Developing and prioritising re-
search questions with people who experience inter-
sectional health inequities in chronic pain is one way
that intersectionality could inform the epistemological
and methodological foundations of research. There
may also be deeper ontological questions, (about the
nature of knowledge), and socially constructed
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concepts in chronic pain and care which benefit from an
intersectional lens.

An intersectional approach can centre health re-
search or evaluation on the experience of the margin-
alised group, rather than understanding the
marginalised group in relation to the dominant
group.®>%3! There are several good examples of this in
chronic pain research. Brady et al.'®? worked with
established community organisations to recruit and
provide advocacy and interpretation during analysis for
culturally and linguistically diverse communities in
Sydney, Australia. Their intersectional analysis in-
cluded gender, socioeconomic, ethnic and immigration
status, with the aim of improving the knowledge of lived
experience with chronic pain, framing the individual
experience within Australian culture, and healthcare
needs and access. Pryma’® provides a further example
of this: to address the racialised gap in the knowledge
around moral boundary work for women with fi-
bromyalgia in the US, she used intersectionality to
frame the study analysis to include ‘race’, gender and
class. In the UK, Bull et al."! provide an example of
centring the analysis of their pain management group
evaluation on patients from racially minoritised groups,
including intersections of disabled status, faith and
immigration status.

Intersectional and antiracist frameworks centre the
experiences of marginalised groups, underpinned by
social justice. The choice of a method to meet these
needs could include community based participatory
research and  participatory  action  research
methods.®?!*” Research might include small scale,
grassroots, community projects of typically overlooked
populations.>® In this process, researchers are ac-
knowledged as social actors and reflexivity is an im-
portant part of the methodology.®>° Researchers can
consider their own social identities in an intersectional
way and the implications of their own experiences on
the research, as per our previous example.'’ Using
reflexivity and positionality in this way can be used in
both qualitative and quantitative research.””*’

Intersectionality has been conceptualised, and im-
plemented, in different ways in literature reviews. De
Jong et al.>® used intersectionality as a framework
during a scoping review to develop analysis and policy
recommendations for foetal alcohol spectrum disorder
in South Africa, framing intersecting oppressions from
downstream individual factors to upstream factors in-
cluding the colonial context, racism and policy history.
Husain et al.>* hoped to select studies that used in-
tersectionality as a testable theory on the impact of
marginalisation across intersecting categories of de-
mographics with regards to digital care, but found that
the studies used descriptive, rather than explanatory

analysis. Collins° states that intersectionality is not a
typical, testable theory. However, Husain et al.>* built
on previous work of McCall®® from a quantitative, big
data background, where McCall notes sacrifices to the
conceptualisation of multiple intersecting oppressions
in her approach. Kapilashrami et al.>> draw attention to
the fluid nature of categories of social identity and the
contextual nature of interactions and maintenance in
systems of power; they need to be understood as more
than the sum of their parts.

Data collection

Data should be collected in a sensitive way, and the
relevance of the local context and the multitude of
factors that may influence this should be considered.®
Language, categorisation and their associated mean-
ings could help or hinder engagement of different
groups. People from marginalised groups could guide
the terminology and methods for involvement of par-
ticipants. Terminology around concepts such as
‘working class’, ‘difficulty making ends meet’ and
‘socioeconomic deprivation’; ‘disabled’ or in receipt of
‘disability benefits’; ‘ethnic minority groups’ or ‘ra-
cialised groups’; and LGBTQIA + identification would
benefit from input with relevant groups and knowl-
edgeable about the local context, in addition to con-
sideration of approaches other researchers have
used.26-36-36:57 Following recruitment, data collection
of demographics/social identities may be complex.
Brady et al.'®*? offer a good example of brief initial
interviews that were undertaken to collect intersectional
data. The FOR-EQUITY website® offers a range of
tools that may be helpful in data collection and research
conceptualisation.

An intersectional lens can be applied to quantitative
data collection, and this has been used descriptively.”*
Assumptions about both chronic pain and the highly
contextual nature of intersectional health inequities
should be made clear, for example, the experience and
stress associated with racism will vary considerably
across ethnic groups, country and with migration sta-
tus. Demographic data should include ethnicity, gen-
der, socioeconomic measures and be put into
geographical context.” Study outcomes could be un-
derstood in the context of demographics and socio-
political context, helping to better understand who does
and does not benefit from interventions across pop-
ulation groups and highlight areas for improvement
along equity lines. Following their wide review of health
inequities in Scotland, Miall et al.>® advocate inter-
sectionality as a useful lens to provide better under-
standing of the complexity associated with the multiple
axes of health inequities. If used this way, it is important
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to understand any quantitative data or biological im-
pacts within the context of the social world, and as
previously discussed, there may be trade-offs in con-
ceptualisation of intersecting oppressions.’> When in-
terpreting experiences of racism and how the distress
associated with this may impact on biological measures,
it is important to frame the subject of change as racism
rather than race.*®

Trial inclusion

Intersectionality can provide more theory and grounding to
inclusive approaches to research methods. However, it is
important to be mindful of historical legacies of health
inequities in the knowledge base prior to the trial stage. As
outlined earlier, research processes can be exclusionary
and require work to be more inclusive.*** To be more
representative of the populations they intend to benefit,
trials would require to adapt methodology, which may take
more time, effort and money and this includes the de-
velopment of relationships with different communites.®*:%>
Recently, trial methodology has improved to become more
inclusive of those impacted by health inequities, meaning
research can better meet the needs of the populations who
it should serve.®®°! For instance, Rai et al.”® adapted their
study design to foster greater inclusion of racially mi-
noritised participants. They found that being more in-
clusive takes more time, and therefore money, which
makes inclusion more challenging in a short-term research
grant frame. In the U.K., the INCLUDE project has been
established by the National Institute for Health and Care
Research (NIHR) to help trials be more representative of
the populations they intend to serve, which is expected to
deliver better quality, applicability and credibility of health
research data, thus leading to better healthcare.®® In this
context, ‘representativeness’ may be taken as related to the
population of the U.K. With regard to inclusion, the term
‘inclusive research’ is often used in the literature; however,
a worthwhile consideration is the idea of doing research
inclusively, bringing the ongoing ethos and approach of
being inclusive.®®> If considering representation, inter-
sectionality may help by drawing attention to the multiple
demographic categories, however, intersectionality is es-
sentially about understanding the nature of the multiple,
interconnected systems of power and oppression that
maintain inequities, as illustrated in Figure 1.

Patient and public involvement
and engagement

We have expressed the importance of lived experience
in the development of knowledge. An increasingly

recognised way of embedding lived experience to the
benefit of research is through Patient and Public In-
volvement and Engagement (PPIE), from conception
of research, including setting research priorities, to
dissemination of research.®®® Roles and tasks can
include being co-applicants on grants, part of an ad-
visory group, giving feedback on paperwork, and
agreement should be made about the purpose of PPIE
and any training needs, which can depend on both the
needs of the research and preferences of the people
involved.®®® PPIE could also be considered in an
intersectional way, in that there are multiple lived ex-
periences of health phenomena, and we should be
mindful of our own positionality and power as re-
searchers, and that our experiences may be quite dif-
ferent to those of our PPIE colleagues. Without aims of
social change, research which involves lived experience
can be viewed as oppressive and therefore the purpose
of research should be considered.®®

Approaches to PPIE could benefit from the Partici-
patory Action Research (PAR) literature, which pro-
motes health equity and fosters approaches to include
marginalised groups who, as part of the cultural, sys-
tematic devaluing of lived experience as a form of
knowledge, may undervalue their own lived
knowledge.®”°® We make the case here for a theoretical
underpinning to research with which we can attend to
the way our knowledge is created, and therefore PAR
offers a helpful example of methodology underpinned by
equitable principles applied to knowledge construction.
Belton et al.® also argue that lived experience should
play a key role in improving health systems and should be
underpinned by equitable principles and methods to
foster inclusion of marginalised groups. Fostering in-
clusion, equity and relational approaches could also help
to counter the ‘elite capture’, which can otherwise occur
within PPIE.°® Further consideration could be given to
common barriers to participation in research, likely
similar to barriers in involvement in PPIE, and include
travel, time and literacy.®® Barriers should be viewed
systemically, including limited funding, short-term
contracts, tight deadlines, negotiating normative codes
and power structures in academia.®®

The NIHR® offer helpful guidance on PPIE, which
also covers compensation for time and interaction of
this with the U.K. social security system, and organ-
isational responsibilities. PPIE is not in itself equitable
and, without care, could further approaches focused on
individualism, particularly in a neoliberal care and
research environment. We must therefore take care to
underpin our approaches to PPIE in equitable princi-
ples, and we suggest intersectionality as a framework for
informing this approach.
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Future directions and conclusions

We draw attention to the contextual limitations of this
paper as outlined in the introduction and suggest scope
to develop intersectionality as a theoretical framework
in pain research to include indigenous populations in
countries colonised by Europeans, and intersectional
axes of health inequities beyond high-income countries.
We have illustrated six intersecting axes of health in-
equities which represent significant causes of oppres-
sion faced by people in the U.K. and are supported in
the literature, in Figure 1. However, in this paper, we
focused on the core intersections of gender, race and
class, with further evidence of the impact of ethno-
nationalism. We have noted ableism and queer-phobia
as oppressions but have not detailed further specifics on
this related to pain. These are current areas of signif-
icant concern for liberty, and therefore health, in the
U.K. and we advocate not only further research, but
action in opposition to suppression of liberties. The
creation of inclusive and equitable approaches to pain
research and care can, unfortunately, be countered by
government rhetoric and policies that exacerbate the
marginalisation of groups (for example, asylum seekers
and transgender people), and austerity policies.”® The
increasingly authoritarian nature of government in the
U.K. is of further concern on this point.”! We must not
only be more active in our role as researchers and
practitioners, but also as activists and advocates. For
instance, we could be more critical of the political
implications of knowledge creation and use, and the
role of ideologies such as neoliberalism and capitalism
in shaping health, care and research, as these favour
individualism and competitive research design and
delivery systems that focus on short time frames and
linear perspectives.

By using intersectionality as a theoretical framework,
we are better able to embrace the necessary complexity
for researching chronic pain, and pain care, equitably.
The use of a reductionist frame can force unachievable
objectivity on to complex health concepts, and there is
an increasing realisation in the field that we need to
understand the individual within the social world,?®
hence the intersectional perspective of social identi-
ties conceptualised with associated oppressions. We
must further recognise that each step of the research
process is more subjective than we often think*® and, by
overstating claims of objectivity, we put at risk our
ability to make a difference in the real world and to the
people who need both research and clinical focus the
most. Intersectionality offers a framework that takes
account of multiple, simultaneously held, collective
identities that has implications for each aspect of re-
search and privileges socially constructed meaning.
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