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How to improve diversity
in patient and public involvement

Abstract

Patient and public involvement involves ascertaining the opinions of and collaborating
with patients and members of the public to holistically improve the quality of research.
Patient and public involvement provides patients with a platform to use and share their
lived experiences. This allows healthcare professionals to gain a deeper appreciation of
the patient’s perspective, which enables future research to be more patient centred and
tailored to patients’ requirements.

Patient and public involvement aims to broadly encapsulate the opinions of the public,
so ensuring diversity is recommended. This article provides a practical framework

to increase diversity and engage hard-to-reach demographics in patient and public
involvement. It highlights some common barriers to participation and methods for
overcoming this, describes sampling frameworks and provides examples of how these
have been adopted in practice.
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Background

Since 1997, the NHS has striven towards creating a healthcare service that is patient centred,
open, accountable and involves service users (Mockford et al, 2012). The National Institute
for Health Research established INVOLVE to facilitate engagement of the public and
community stakeholders in healthcare research (Domecq et al, 2014; INVOLVE, 2021).
INVOLVE defines patient and public involvement as ‘research being carried out “with” or
“by” members of the public rather than “to”, “about” or “for” them’ (Hayes et al, 2012).

Patient and public involvement provides a platform for members of the public to
collaborate with healthcare professionals to improve future research. Members of the
public may have different priorities and opinions to healthcare professionals, so patient
and public involvement enables these voices to be heard. The patient expert can provide
a unique and invaluable insight which can holistically improve the standard of research
(Ocloo and Matthews, 2016; Staniszewska et al, 2018). It has been estimated that 85%
of healthcare research expenditure is wasted; common sources of waste include poor
prioritisation, study design, methodology, dissemination and implementation (Minogue
et al, 2018). Early patient and public involvement can help optimise these categories and
reduce waste of healthcare research expenditure (Minogue et al, 2018).

Patient and public involvement activities may include asking members of the public
whether the research question and outcome is a priority to patients (eg is the suggested
research topic a concern for patients with the condition?) and if the language used in
documents intended for the public is understandable to a lay person, as well as whether the
methodology of a research project is acceptable to patients (Hayes et al, 2012). Members
of the public can also become involved with grant proposal applications and aid more
effective dissemination and implementation of the research findings (Tomlinson et al, 2019).

Diversity in the members of the patient and public involvement group is essential to
ensure opinions from some communities are not marginalised (Hoddinott et al, 2018).
However, patient and public involvement has been criticised for exclusivity and tokenism,
with educated middle-class males being overrepresented as participants in medical research
(Hussain-Gambles et al, 2004; Martin, 2008; Bonevski et al, 2014; George et al, 2014;
National Institute for Health Research, 2015; Staniszewska et al, 2018). A report by the
National Institute for Health Research (2015) acknowledged the perception of exclusivity.
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The National Institute for Health Research has identified key groups ‘often excluded
from user involvement, are people with alcohol and drug problems, young people, people
who communicate differently, people who use residential services, people with learning
difficulties, refugees and asylum seekers, people with complex support needs, older people
and people from black and minority ethnic groups’ (Beresford, 2013).

These groups can be termed hard-to-reach demographics: they have been described as
populations that are physically or socially isolated, vulnerable (eg subject to stigma) or
hidden (meaning that there are no sampling parameters or defined limits for the population)
(Ellard-Gray et al, 2015). The exclusion of these demographics within patient and public
involvement impedes on the generalisability of the results, equity of healthcare, and
opportunity for ethnic subgroup analyses (Hussain-Gambles et al, 2004; George et al, 2014).

This review provides a practical guide to improving diversity in patient and public
involvement recruitment through:

1. Highlighting traditional recruitment methodologies

2. Addressing individual barriers to recruitment and/or participation

3. Using sampling frameworks when recruiting hard-to-reach demographics.

Traditional recruitment methods

Before recruitment, INVOLVE (2012) recommend creating a timeline, calculating expenses,
applying for funding (where required), creating recruitment documents for the public, and
considering whether the combined skills of the research team are sufficient for the demands
of the project. To promote transparency and co-production throughout the process, the
4Pi National Standards — principles, purpose, presence, process and impact — should be
considered (National Involvement Partnership, 2015) (Table 1).

Clear, jargon-free recruitment materials should be available in various formats (eg letter,
email and online) to promote resource equity (Hayes et al, 2012; National Involvement
Partnership, 2015). They should detail the role description, personal specification and
background information (INVOLVE, 2012). Advertising materials should be aimed at the
appropriate demographic, who have the necessary characteristics, skills or lived experiences.
For example, does the patient need to have a certain medical diagnosis (eg motor neurone
disease), be involved in a certain community (eg support group for heart failure) or have
prior patient and public involvement experience INVOLVE, 2012; Tomlinson et al, 2019)?
It is important to consider the time commitment to the patient and public involvement group
and whether it would be feasible for members to attend regular meetings, or whether remote
or infrequent meetings would be more appropriate INVOLVE, 2012).

Methods to distribute recruitment material include social media, local support groups,
charities (The Brain Tumour Charity, 2021), existing patient and public involvement
groups (within the university or local hospital), or through discussion with a healthcare
professional (eg outpatient clinics) (Hayes et al, 2012; Tomlinson et al, 2019). As an
example, to recruit patients with a certain cancer diagnosis (eg leukaemia), outpatient
services or established support groups may be beneficial. Figure 1 gives an overview of
the recruitment cycle.

Overcoming individual barriers to participation

Addressing the individual barriers to participation with practical solutions will ensure that
members of the public feel valued and ensure that involvement is within their remit. Studies
into the lack of diversity in research have highlighted that there are several recurring factors
preventing individuals from hard-to-reach demographics from participating (Hussain-
Gambles et al, 2004; George et al, 2014; Ellard-Gray et al, 2015). Barriers include fear,
mistrust, accessibility, costs, consent issues, stigma, sociocultural barriers, poorly designed
trials, and lack of information (Hussain-Gambles et al, 2004; George et al, 2014). Reducing
barriers to participation will promote diversity in the participants, which promotes health
equality, equity and generalisability of results to the general population. This article
broadly categorises the individual barriers into mistrust, confidentiality, accessibility and
sociocultural barriers.
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Table 1. Summary of the 4Pi National Standards*

4Pi standard Brief explanation of the principles

Principles Highlighting shared principles and maintaining respect, inclusivity, equality and fairness
Actively listening to the voices of the public and changing in response to expressed views
Transparent and clear communication
Minimising the power differentials between the public and professionals

Acknowledgement of cultural differences and sensitive topics with adaptation of the language and actions
used

Purpose The purpose of the involvement is clear and agreed by the participants
Individual roles and activities are acknowledged by the participants
Informing of the limitations to the process and influence of the group
Outcomes agreed, with monitoring and evaluation

Presence Diverse members of the public should be involved at all levels to promote representation of the general
population

Involvement of service users who are directly affected by the topic under investigation
Process Helping the public to contribute to the best of their ability

Providing information that is accessible and through various means

Engaging hard-to-reach demographics

Providing role descriptions

Flexible involvement of the public so they can become involved with different opportunities. Flexibility with
the process promotes compassion when service users struggle with chronic health problems

Considering and adjusting meetings to ensure they are patient friendly and acceptable when living with a
chronic health problem

Clear, regular, jargon-free communication

Providing written documentation well in advance

Providing feedback

Supporting training, emotional, and administrative needs of the public

Impact Impact involves assessing:

B Were the intended outcomes achieved?

B How have the public influenced the project?

B How did the service users public feel about being involved the process?
B What are the real-world changes that have occurred?

*The original document expands upon how these principles can be implemented in real world practice. From National Involvement Partnership (2015)

Mistrust

Mistrust is a well-documented barrier expressed from many demographics (Witte et al, 2004;
Syvertsen et al, 2012; George et al, 2014; Ellard-Gray et al, 2015; Condon et al, 2019).
Historical unethical conduct (eg the Tuskagee syphilis study) contributes to mistrust and
perpetuates the perception that research will ‘benefit Whites or the research institution” and
not their community (George et al, 2014). Mistrust also resonates from those who conduct
legally questionable activities (eg drug users and sex workers) because of fear of legal
repercussions (Witte et al, 2004; Syvertsen et al, 2012; Ellard-Gray et al, 2015). Patient
and public involvement conducted by Morgan et al (2016) demonstrated several methods
that can be used to reduce mistrust. This included community gatekeepers facilitating
the initial meetings, which were conducted in informal locations with flexible meeting
attendance; participants were also reimbursed for their involvement.
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Figure 1. Overview of the steps involved when recruiting for patient and public involvement
activities. Traditional methods are highlighted in blue. Additional steps that may be required
when engaging hard-to-reach demographics are shown in orange. From Hayes et al (2012);
National Involvement Partnership (2015).

Confidentiality

Breaches of confidentiality are another barrier to public participation (Ellard-Gray
et al, 2015). Confidentiality is essential throughout patient and public involvement, to
ensure discussion can be open and honest (Hayes et al, 2012). Despite its importance,
absolute confidentiality can be difficult to maintain because of the typical format of
group discussion. INVOLVE recommend providing both the public and researchers with
the same confidentiality agreements and providing training to the public (Hayes et al,
2012). Participants should also be offered other opportunities to discuss patient and public
involvement topics with the research team, should private discussion be preferable. Limits
to confidentiality are imposed when adopting certain sampling techniques for hard-to-reach
demographics. For example, in snowball sampling, each participant has been referred so
their anonymity has already been compromised (Ellard-Gray et al, 2015). Alternatively,
when using time-space sampling, members of the public may observe participation with the
research team and infer a characteristic about them (eg that the participant is homosexual)
(Stueve et al, 2001). This breaches confidentiality and may result in further unforeseen
complications, such as facing stigma or discrimination in the community secondary to
this (Stueve et al, 2001). Discretion is therefore urged when conducting interviews in the
community and practical solutions to maintain confidentiality should be sought.

Accessibility

Accessibility can take various forms, from physical accessibility to access to supporting
material. Using a variety of recruitment methods helps to ensure that the recruitment process is
accessible, for example only recruiting in outpatient clinics will only recruit patients who are
involved in their healthcare and thus opinions are likely to be polarised. Accessibility to meetings
should be considered, taking into account the requirement for translators, establishments that
have appropriate facilities for disabled patients, offering overnight provisions if there is a
travel burden, feasible and/or flexible meeting times, and reimbursed expenses (Hayes et al,
2012). Alternatively, online meetings can be a convenient method to engage participants
who are physically isolated. Provisions to supply technology and training to those who are
technology deprived should be sought though local voluntary sectors or via grant applications.

Sociocultural barriers

Sociocultural barriers are insidious factors that can prevent public participation, with
stigma being a common barrier (Hussain-Gambles et al, 2004; George et al, 2014;
Ellard-Gray et al, 2015). The use of culturally appropriate labels that members of the
community identify with, and do not feel have negative connotations, helps to reduce
stigma (Hussain-Gambles et al, 2004; George et al, 2014; Ellard-Gray et al, 2015). A
study recruiting homosexual immigrants found greater participant uptake when a variety
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of terminology was used to describe sexual behaviour and attraction, instead of just ‘gay’
and ‘lesbian’ (Ellard-Gray et al, 2015; Fournier et al, 2018).

Language barriers can be detrimental when conducting research. Presence of a language
barrier impedes on discourse competence, which is where one can easily have a conversation
without interruptions to pause and look up words or phrases. As well as the loss of common
phrases, it can impede body language interpretation, which can further increase the possibility
of miscommunication (Squires et al, 2020). Use of interpreters can help to alleviate these
issues, although translation of specific vocabulary used for health or research terms may
prove problematic.

Sampling frameworks

The traditional recruitment methods previously described may not be successful when
recruiting certain hard-to-reach demographics. Sampling frameworks outline methodologies
that can be adapted to reach the target demographic. Finding the most suitable sampling
method is an iterative process that needs to be tailored to the target demographic: a
successful method will take into account the characteristics of the target demographic and
work alongside them (Shaghaghi et al, 2011; Ellard-Gray et al, 2015; Valerio et al, 2016).

Targeted sampling

Targeted sampling involves ethnographically mapping the target population then observing
them (Watters and Biernacki, 1989; Kral et al, 2010; Ellard-Gray et al, 2015). To aid
ethnographical mapping, data from existing services can be used to identify areas frequented
by the target population (Watters and Biernacki, 1989; Syvertsen et al, 2012). At these
locations, preliminary characteristic data (eg gender, race) are collected through observation
(Watters and Biernacki, 1989; Kral et al, 2010; Ellard-Gray et al, 2015). Once areas and
subgroups have been identified, the target population can be recruited from these locations
with proportionate sampling quotas (Peterson et al, 2008; Shaghaghi et al, 2011). Achieving
success with this sampling method is heavily dependent on the data collected through
initial observations; obtaining high-quality observations can be time consuming (Peterson
et al, 2008; Shaghaghi et al, 2011). Syvertsen et al (2012) used targeted sampling to recruit
female sex workers in locations identified by street-based outreach workers as areas where
female sex workers populate.

Derived rapport sampling

This involves community gatekeepers facilitating rapport building between the target
demographic and research team. This method is particularly useful when access to the
target population is unethical (eg children) or is closed to outsiders (eg the travelling
community) (Ellard-Gray et al, 2015; Condon et al, 2019). The use of gatekeepers can
help bridge barriers such as language and culture, which can improve communication
and help reduce fear and mistrust of the research team (Ellard-Gray et al, 2015; Condon
et al, 2019). This sampling method introduces selection bias as participants involved with
their community are more likely to be sampled (Ellard-Gray et al, 2015). Another issue
is that gatekeepers can be protective of their community and the process is slowed if they
are obstructive (Ellard-Gray et al, 2015; Morgan et al, 2016). Condon et al (2019) used
community gatekeepers to aid initial introductions and engage Gypsy, Roma and Traveller
communities in patient and public involvement.

Snowball sampling

Snowball sampling involves study participants helping to recruit further participants.
Although this method can be successful for recruiting, it has been criticised for its use of
convenience sampling (Heckathorn, 2011). As friends recruit one another, they are more
likely to have certain characteristics, resulting in selection bias (Heckathorn, 2011). This
results in a potentially homogenous study sample, which reduces the generalisability of the
study (Valerio et al, 2016). Syvertsen et al (2012) adopted this method to recruit female sex
workers and their non-commercial partner. Female sex workers were screened for eligibility
then encouraged via a financial incentive to return with their partner (Syvertsen et al, 2012).

REVIEW
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Time-space sampling

Time-space sampling involves three stages (Stueve et al, 2001). The first stage involves
ethnographically mapping the target population (Watters and Biernacki, 1989; Kral et al,
2010; Ellard-Gray et al, 2015). Once ethnological data have been collected, appropriate
venues are randomly selected and visited by the research team at random times and dates.
At the venue, researchers systematically approach members of the target population (Stueve
et al, 2001). One drawback to this sampling method is that the venues identified need to
be popular and frequented by the target population (Stueve et al, 2001; Shaghaghi et al,
2011). A caveat to this is that members of the target population may be too embroiled in
the activities of the venue, or feel that their confidentiality cannot be maintained while
in the venue, so they may decide to not to engage (Stueve et al, 2001; Shaghaghi et al,
2011). If appropriate venues are not selected, recruitment will be poor and the sampling
method will be biased. A further issue is that members of the target demographic who
do not attend such venues, or are isolated, will be under-represented (Stueve et al, 2001;
Shaghaghi et al, 2011). Stueve et al (2001) used time-space sampling to ethnographically
map homosexual males, which enabled the identification of locations where young Latino
homosexual men could be recruited.

Respondent-driven sampling

This is a similar technique to snowball sampling, but respondent-driven sampling is less
biased and is representative of the target population (McKnight et al, 2006; Heckathorn,
2011). Respondent-driven sampling involves waves of peer recruitment, where the original
participants (seeds) recruit a specified number of further participants to create waves (Ellard-
Gray et al, 2015). This sampling method has three core features to aid recruitment: the use
of financial incentives, maintenance of confidentiality as participants contact the research
team, and recruiting a specified number of participants per participant (Shaghaghi et al,
2011). The negatives of this method are that seeds with larger social networks are more
likely to recruit more participants, so there is an element of selection bias (Johnston and
Sabin, 2010). Furthermore, isolated members of the target population will not be sampled
(Johnston and Sabin, 2010). McKnight et al (2006) used respondent-driven sampling to
recruit 608 participants who inject drugs, in New York City. Eight seeds were given coupons
with a unique code and the location of the research team. Participants were given a financial
incentive for participating and for recruiting further participants (McKnight et al, 2006).

Conclusions

Patient and public involvement is a fundamental part of research and there should be a
move away from tokenism towards co-production. Current patient and public involvement
recruitment methods are narrow, which has resulted in a lack of diversity. This is detrimental
to the individual, medical research, and ultimately the progression of better healthcare.
Furthermore, it prevents individuals who are passionate or experts by experience in their
condition from empowerment through directing change. Inclusive patient and public
involvement models promote diversity, resulting in more patient focused and holistic
care. While recruiting participants, identification of potential individual barriers and the
implementation of sampling techniques can be used to promote diversity.
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Key points

B Current methods for recruitment into patient and public involvement groups are
narrow, which has resulted in a lack of diversity.

B Individual barriers can prevent participation in patient and public involvement.
Common barriers include mistrust, confidentiality, accessibility and
sociocultural barriers.

B Using sampling frameworks in the recruitment methods can aid recruitment of hard-
to-reach demographics.
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