Chapter 8

Patients as Collaborative Partners in Clinical
Research to Inform HTA

Maarten de Wit and Laure Gossec

8.1 Introduction

This chapter introduces the concept of patient research partners (PRPs) in clinical
research and presents recommendations to support PRPs that have been developed
in the field of rheumatology. PRPs are encouraged to participate throughout the
research process because their experiential knowledge is valued. For this collabora-
tion to be fruitful, all participants in the research process should agree to principles
of trust, respect, transparency, partnerships, communication, diversity, confidential-
ity and co-learning to support patient involvement in research. On this basis, recom-
mendations are presented that relate to the role, research phases, number, recruitment,
selection, support, training, acknowledgement and reporting of PRPs. This provides
guidance that can help researchers and PRPs in a variety of clinical research settings
such as grant assessment, agenda setting, designing and conducting a clinical study
of a health technology, development of a disease-specific core outcome set including
endpoints relevant to patients, patient-reported outcome measures and dissemina-
tion of findings, all of which are highly relevant to HTA processes.

National initiatives, such as INVOLVE in the UK (INVOLVE 2016), the
Strategy for Patient-Oriented Research in Canada (ISPOR 2016) and the work of

M. de Wit ()
Department of Medical Humanities, VU University Medical Centre,
Amsterdam, The Netherlands

EULAR Network of Patient Research Partners,
Seestrasse 240 Kilchberg, Ziirich, CH 8802, Switzerland
e-mail: martinusdewit@hotmail.com

L. Gossec
Sorbonne Universités, UPMC Univ Paris 06, Paris, France

Department of Rheumatology, AP-HP, Pitié€ Salpétriere Hospital, Paris, France
e-mail: laure.gossec @psl.aphp.fr

© Springer Nature Singapore Pte Ltd. 2017 89
K. Facey et al. (eds.), Patient Involvement in Health Technology Assessment,
DOI 10.1007/978-981-10-4068-9_8


mailto:martinusdewit@hotmail.com
mailto:laure.gossec@psl.aphp.fr

90 M. de Wit and L. Gossec

the Patient-Centered Outcomes Research Institute (PCORI, Chap. 30) in the USA,
demonstrate how public funders of clinical research have been developing their pro-
cesses to ensure that researchers work with patients in the design and conduct of a
clinical trial. More recently, health technology manufacturers have started to explore
how they can work with patients to improve the relevance and efficiency of clinical
trials within the legal constraints placed upon them about interactions with patients
(Chap. 33). Alongside this, there has been increasing recognition that patients must
influence the design of clinical studies to ensure they meet the needs of HTA.

Case studies and systematic reviews indicate that, in the past, there has been
some consultation with patients to provide input to clinical research (Shippee et al.
2015; Boote et al. 2012). Examples of more extensive collaboration with patients
in particular phases of a study have also been reported, for instance, developing
research agendas (Abma et al. 2014), developing research protocols (Wilson et al.
2015) or dissemination (Gagnon et al. 2009). But what do we know about patient
participation throughout the research cycle? How can researchers enable patients to
provide meaningful contributions to each phase of research? The recommendations
presented in this chapter provide practical guidance on how patients can be included
as research partners in clinical research and have relevance for both health technol-
ogy developers and HTA bodies.

8.2 Patient Research Partners

Since the beginning of the century, the role of patients in clinical research has grad-
ually become more influential. The role of passive research subject has evolved into
that of patient reviewer, patient advisor and PRP. The latter role should be clearly
distinguished from that of study participant who gives informed consent and enters
a clinical trial to donate blood or tissue or fill out a questionnaire. Collaboration as
a PRP implies equal partnership and a direct dialogue between the patient and the
researcher. Here, PRPs are expected to also perform managerial and oversight roles
(Dudley et al. 2015). The distinction between both roles demarcates the difference
between doing research to, about or for patients and doing research with patients
(Staniszewska et al. 2012).

In rheumatology, the concept of PRP was introduced by Outcome Measures in
Rheumatology (OMERACT) (Hewlett et al. 2006), an international organisation
that develops core outcome sets and core measurement instrument sets for clinical
trials. Since 2002, PRPs have been involved in identifying new domains that are
important for patients and assessing measurement instruments for content validity
and feasibility (e.g. burden for patients). In 2007 the European League Against
Rheumatism (EULAR) adopted the concept of PRPs to support patient-researcher
partnerships in the development of disease management recommendations. At that
time, patients and researchers expressed a lack of knowledge and skills on building
such partnerships. This prompted EULAR to formulate a set of practical guidelines
that could direct and support participants to collaborate in the context of
management recommendation development (de Wit et al. 2011). More recently, also
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OMERACT formalised PRP involvement by publishing practical recommenda-
tions, including a set of three overarching principles for patient involvement
(Cheung et al. 2016).

OMERACT Overarching Principles for Participation of PRP

* OMERACT values the experiential knowledge of PRPs as critical to out-
come research.

* Engaging PRPs as integral participants throughout the research process is
a fundamental OMERACT principle.

* All OMERACT participants subscribe to the principles of trust, respect,
transparency, partnerships, communication, diversity, confidentiality and
co-learning with respect to patient involvement in research.

The purpose of PRPs is to provide the experiential knowledge of the impact of an
illness and use of the health technology on daily life and to ensure that the perspec-
tives of patients are preserved throughout the research process. A PRP operates as an
active and equal member of the research team. A PRP can be called an expert patient
when representing a patient organisation or when they are able to present a wider
perspective on the disease, going beyond their individual experience. For some condi-
tions, parents or caregivers can take on the role of a PRP. PRPs can contribute per-
spectives about their illness in different ways, being on a patient panel, patient
reference group or guideline working group (Pittens et al. 2013) or as a member of a
research steering group or Scientific Advisory Board (Teunissen et al. 2013). They
can take responsibility for providing patients’ perspectives in setting research priori-
ties, research design, reviewing literature, recruitment methods, collecting data, anal-
ysis and interpretation of findings and dissemination. In addition, it is their duty to
ensure that patients’ perspectives are not lost at any stage of the research by providing
these perspectives whenever appropriate or suggesting methods to capture these per-
spectives, for example, by suggesting consultation of a wider group of patients
through a survey, interview, focus group or mixed method study. We believe that the
added value of PRP participation outweighs potential risks and disadvantages but
recognise that patients must be supported to contribute fully as partners in research.

Potential Tasks of PRPs in HTA

e Identifying questions and unmet needs that are important for patients to
inform HTA agenda setting

* Promoting incorporation of patients’ perspectives through existing litera-
ture or initiating new qualitative studies

* Considering ethical issues in HTA

* Critically reviewing of evidence

e Identifying and prioritising outcomes that are important for patients

 Identifying eligible target groups or subgroups
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* Advocating the interests of minorities and difficult to reach groups and
encouraging researchers to make additional efforts to incorporate their per-
spectives (e.g. through home visits)

* Demonstrating the short- and long-term real-world implications of an
intervention

* Assessing the burden of treatment options in daily life

* Providing the local context of health delivery

e Advocating access to appropriate interventions

* Supporting dissemination of findings to lay audiences (for instance, by
writing lay summaries or giving presentations)

8.3 EULAR Recommendations for Collaboration

The EULAR recommendations for PRP collaboration address some of the chal-
lenges of patient participation identified in Chap. 5 and provide support to research-
ers as well as PRPs to help avoid risks of bias and other pitfalls.

8.3.1 Role

Participation of patient research partners is strongly recommended for clinical
research projects and for the development of recommendations and guidelines and
should be considered for all other research projects.

How patient involvement is implemented in research depends on the objectives
of a study and the health system in a particular country. Ideally, meaningful patient
involvement implies combining patient contributions through various consultation
methods and direct participation in the research team (such as in the example in
Sect. 8.3.3). Creating opportunities for an open dialogue between patients and
researchers and building sustainable relationships can be time-consuming and
demanding for both PRPs and researchers. Therefore, depending on the intensity of
the agreed tasks and responsibilities, a watchful eye should be kept to balance what
is desirable and what is feasible.

8.3.2 Research Phases

Participation of patient research partners should be considered in all phases of the
project to provide experiential knowledge, with the aim of improving the relevance,
quality and validity of the research process.

In the past 10 years, PRPs have been involved in many research phases (Shippee
et al. 2015). They have enriched research agendas with themes that are relevant to
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patients (Abma et al. 2014) and contributed to drafting research calls, formulating
research questions, developing treatment recommendations, reviewing grant appli-
cations and supporting dissemination and implementation.

Although the form and timing of involvement may be adapted to the scope of
the project, it is recommended that involvement of PRPs should start as early as
possible. Studies have demonstrated that involvement of PRPs in trial design fre-
quently leads to choosing endpoints more relevant to patients, more user-friendly
instruments and procedures and valuable suggestions for improving recruitment
rates (Haywood et al. 2014; de Wit et al. 2013).

8.3.3 Number of PRPs

A minimum of two patient research partners should be involved in each project.

In general, it is strongly recommended to involve more than one PRP in aresearch
project (de Wit et al. 2011; Cheung et al. 2016). This ensures multiple views from
patients during meetings and continuity in the event of a relapse in illness or drop-
out of one of the PRPs. It also creates opportunities for prior consultation or prepa-
ration (de Wit et al. 2011). In OMERACT it has been agreed that the research
leadership takes responsibility for appropriate representation of patients’ perspec-
tives in the research project.

The primary task and responsibility of the PRPs is to help a research team think
through the design and conduct of a study. Based on their personal experience with
the disease and what they know about fellow patients, they may suggest phases
where the perspectives of patients are relevant and advise on ways to obtain those
perspectives. It is not the responsibility of the PRPs to guarantee representativeness.
One or two PRPs on a research team or steering committee cannot represent all
perspectives of the entire target population. The perspective of patients is heteroge-
neous as a result of age, gender, social-economic status, cultural background, dis-
ease duration and severity and other factors. Therefore the participation of PRPs
should be complemented by other forms of patient involvement to enhance diversity
and validity of the patients’ perspectives (Legare et al. 2011). In the example below,
the research team took responsibility for the integration of different forms of patient
involvement in the development of the EULAR Psoriatic Arthritis Impact of Disease
score (PSAID) (Gossec et al. 2013; De Wit et al. 2015a; Kirwan et al. 2016).

Example of Full Patient Participation in Clinical Research: The
Development of a Patient-Reported Outcome in Psoriatic Arthritis

In the development of the PSAID, a disease-specific patient-derived quality of
life instrument for psoriatic arthritis, patients were involved in various steps
of the participation ladder. The involvement of patients as study participants
in a domain prioritisation exercise and in the validation phase was comple-
mented by involvement as advisors in a series of cognitive interviews in ten
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countries and as collaborative partners in the overall research team. In the
latter role, ten PRPs participated in two international face-to-face meetings
and contributed to the:

 Identification of domains of impact important to people with psoriatic
arthritis

e Definition and phrasing of items

» Translation of the draft questionnaire into the national language

 Interpretation of findings from the validation study

e Choice of recall period

e Number of the items

* Format and anchors of the instrument

All patient research partners who agreed became co-authors of the final
PsAID publication.

Finally, two expert patients were member of the steering group of the
project.

8.3.4 Recruitment

Identification of potential PRPs should be supported by a clear description of
expected contributions.

The initiative for PRP recruitment lies with the investigator, who preferably con-
tacts the appropriate patient organisation and provides a clear job description clari-
fying expectations and benefits of involvement. Not all diseases have patient
organisations and only a few have established networks of trained PRPs. For this
reason, some research teams have to find alternative recruitment strategies, for
instance, through patient magazines, health professionals, national patient umbrella
organisations or established virtual networks such as ‘Patients in Research’ (UK) or
‘Patients Like Me’ (USA). EULAR recruits PRPs through national patient member
organisations, while OMERACT prefers to identify PRPs through the clinics of
physician-researchers. The latter are often best situated to assess the competences of
potential patients for taking on the PRP role.

All strategies involve risk of bias and have pros and cons that depend on the
research context and objectives of the patient involvement. For instance, in the
phase of fund-raising, the formal endorsement of a research study by a well-known
patient organisation is important, while in the elaboration of a disease-specific qual-
ity of life instrument, the contributions of individual PRPs are important.

Studies have demonstrated that it is effective to discuss mutual expectations on
contributions and the level of participation prior to a research project (Abma et al.
2009). This will help the researcher to create a realistic picture of the required time
investment, frequency of meetings and tasks of the PRP. Conversely, the same is
true for patient representatives’ expectations in terms of research outcomes and
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collaboration with the investigator which should be shared with the investigator.
Importantly, both parties should participate in this discussion on the basis of equal-
ity and clearly specify their limits and possibilities.

As investigators and PRPs develop their thinking as a project proceeds, and
needs and expectations may evolve as well, it is wise to evaluate the collaboration at
regular intervals. Does the investigator provide sufficient information and support?
Is the PRP not over- or underburdened and will there be a follow-up to this research
project? It can also be useful for patient organisations and investigators to use the
evaluation outcomes internally to adjust and improve their procedures, support and
policies.

8.3.5 Selection

The selection process of patient research partners should take into account com-
munication skills, motivation and constructive assertiveness in a team setting.

Over the years, we have learned that PRPs should not only be selected for their
experiential knowledge or membership of a patient organisation but also for their
competences to collaborate in a team setting. Some researchers may argue that
selection for language skills, affinity or knowledge of clinical research and the abil-
ity to travel and communicate with professionals will only attract highly educated
patients that are not representative for the patient group under study (van de
Bovenkamp 2010). Although it is true that PRPs are not representative for the entire
patient population, the fact that strict selection may indeed constitute a risk of bias
is no argument to relinquish PRP involvement. Diversity of patients’ perspectives
should be captured through the use of appropriate research methods, and educated
PRPs form an additional source for the research team (Mayer 2012).

Researchers should know that various forms of participation require various
competencies and skills and should select PRPs in accordance with their expected
role and tasks. Generally, the advice for researchers who start with PRP involve-
ment for the first time is to start small and to identify two or three patients from the
own institution that might be interested in clinical research. During an introduction
meeting, a draft research proposal can be presented followed by an exploration
among the patients for their potential interest in the study and level or intensity of
involvement.

8.3.6 Support

The principal investigator must facilitate and encourage the contribution of patient
research partners and consider their specific needs.

The responsibility of the investigator to enable PRPs to contribute to research in
a meaningful way is crucial (Nierse et al. 2012; Hewlett et al. 2006). The investiga-
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tor should provide timely and individualised information and ensure an open and
safe atmosphere during meetings (Elberse et al. 2010). The type of support may
vary from using understandable language and explaining difficult terms or concepts,
asking open questions and inviting patients to share their perspectives to writing lay
summaries, arranging access to libraries or medical databases or taking care of
logistics. Depending on the role and project, the PRP may be offered a job descrip-
tion or formal contract, outlining issues such as responsibilities, confidentiality,
conflict of interest, available support and education. Sometimes the principal inves-
tigator may appoint a designated PRP supporter in the research team. To support
clinical trial teams with limited resources, the clinical trial research centre of the
University of Liverpool has started to develop a toolkit that provides resources for
planning, supporting, recording and evaluating patient involvement along the
research pathway (Bagley et al. 2016).

A realistic budget for patient involvement and prompt reimbursement of expenses
can also be regarded as support. PRP involvement requires time and money; costs
for travel, accommodation, attendance fees, out-of-pocket expenses or even com-
pensation for worked hours should be considered and subsequently realistically
budgeted. Compensation for the patient association should, on occasion, be included
to cover costs for recruitment, training and support. There is currently no standard
for what can be considered a reasonable compensation for the work of a PRP or
patient association. It depends on factors such as the PRP’s preferences and the
expected time investment, and it should be customised for each individual project
(De Wit et al. 2016).

Network of PRPs

EULAR has established a network of over 40 educated PRPs coming from all
parts of Europe and representing ten rheumatic conditions. They are involved
in a broad range of research activities varying from developing disease man-
agement recommendations and reviewing grant application to participating in
clinical research studies, committees of the European Medicines Agency
(EMA) and Innovative Medicines Initiative (IMI) consortia and dissemination
of findings. A designated coordinator at the EULAR secretariat ensures
appropriate matching of research projects and PRPs and organises support
and training if needed. Researchers and PRPs are provided with reference
cards for collaboration and a background brochure. PRPs are invited for bian-
nual training and evaluation meetings and alerted on training opportunities.
Seven members have participated in a medicine development training course
organised by the European Patients’ Academy (EUPATI). In 2016 two mem-
bers followed the first EULAR course on health economics in rheumatology.

In some countries, national organisations take on the task of supporting PRPs.
For instance, in the UK the National Institute for Health Research (NIHR) runs
induction meetings for public members who join advisory committees to help them
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integrate, understand their role and meet professional members. The NIHR also
provides a buddy system and organises networking events for public members to
meet fellow members to share experiences and provide support.

8.3.7 Training

The principal investigator must ensure that patient research partners receive infor-
mation and training appropriate to their roles.

Optimising PRP participation requires adequate capacity building. PRPs’ abil-
ity to provide constructive and competent collaboration cannot always be assumed.
For this reason, some institutes that foster patient participation in research offer
training. Also, EUPATT offers an intensive training programme for patient repre-
sentatives to understand the medicine development process (see Chap. 36).
EULAR provides annual evaluation and training days to the members of the
EULAR PRP network. Researchers are invited to present best practices of patient
involvement or to provide additional education on, for example, critical appraisal
of scientific articles or basic statistics. PRPs are encouraged to share experiences,
train communication skills and learn to deal with power imbalances within a
research team.

An important aim of the education is to make participants aware of the potential
strengths and limitations of the role of a PRP. They learn not only to appreciate the
value of personal illness and experiences of healthcare use, they also have to acquire
the competence to balance their personal preferences or personal interests against
other issues affecting research.

Researchers should also be taught the conditions for effective patient participa-
tion. It is often wrongly assumed that investigators have the required knowledge and
competences for PRP’s participation (de Wit et al. 2015b). In some countries master
classes or coaching programmes are offered to familiarise investigators with the
added value of patients’ perspectives and methods of participatory research (de Wit
et al. 2015b).

8.3.8 Acknowledgement

The contribution of patient research partners to projects should be appropriately
recognised, including co-authorship when eligible.

There are many ways, both material and immaterial, to acknowledge the contri-
bution of patients (see Table 8.1). Becoming co-authors or timely reimbursement
can be regarded as examples of nonmonetary methods of acknowledgement. PRPs
regularly express the lack of feedback from researchers on the value of their input
and how the researcher has incorporated their comments and suggestions in the
project. PRPs appreciate confirmation that their participation matters.
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Table 8.1 Examples of acknowledgement

Nonfinancial acknowledgement Financial acknowledgement

* Providing feedback on PRP input in a project or » Payment of a fee or a daily
manuscript allowance

* Inviting PRPs to co-chair a meeting or to report back | Facilitate conference or
from a breakout session symposium attendance

* Provide an opportunity to present patients’ e Making scientific information
perspectives at a symposium or conference accessible; providing access to

* Timely reimbursement of expenses online libraries and PubMed

e Mentioning the name of the PRP in an e Birthday present or gift voucher
acknowledgement box or offering co-authorship if * Providing childcare or caregiver
PRPs fulfil the International Committee of Medical fees
Journal Editors’ criteria for co-authorship e Providing a subscription to a

e Immediate information when a grant application is national or international
approved or if a manuscript is accepted rheumatology journal

* Invitation for the Christmas event of the department

* Providing a voluntary contract before the start and a
certificate after finalisation of the project

Although many patients are content with their voluntary role as PRP, the invest-
ment in terms of time and energy might become substantial and justify payment, in
particular for patients who have a job and have to take days off from work to partici-
pate in a research meeting. Some organisations have rules for financial compensa-
tion for PRPs who do committee work or research projects. The resource section on
the INVOLVE website (www.invo.org.uk) contains guidance and practical advice
on payment and other methods for recognising the time, skills and expertise pro-
vided by PRPs. EMA has developed rules for a daily allowance, and pharmaceutical
companies sometimes agree on a formal contract with PRPs paying a fixed rate per
hour.

8.3.9 Reporting

The nature of PRP involvement should be reported throughout the research process,
at least in the initial research proposal and final reports.

OMERACT encourages researchers to be explicit about the strategy of patient
involvement. The publication policy, including peer-reviewed scientific publica-
tions and lay summaries and articles targeting the general public, should be dis-
cussed with PRPs during team meetings.

In accordance with the Guidance for Reporting Involvement of Patients and
Public (Staniszewska et al. 2011), investigators are expected to report the intended
or implemented patient involvement in research proposals and scientific publica-
tions, both positive outcomes and any negative consequences. Requiring reporting
of patient involvement may avoid tokenism and enhance transparency of the
research. It will also stimulate mutual sharing of lessons learned, challenges and
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pitfalls and, by doing so, improve the systematic evaluation of patient involvement
in practice. Finally, funders of clinical research want to be informed about the added
value of patient and PRP involvement to legitimise their investments in this field.

8.4 Challenges

8.4.1 PRP Training and the Risk
of Pseudo-professionalisation

Chapter 3 raises concerns about the professionalism of patients and their role in
research. However, with the training opportunities offered by public research net-
works for patients seeking to become involved in research, it looks like the debate
about the potential risk of patients losing their experiential knowledge as a conse-
quence of being educated has come to an end in favour of the benefits of proper
education of PRPs. However, there is still the risk that patients become professional
researchers aligning easily with ‘real’ researchers (Dudley et al. 2015). More robust
knowledge is needed to examine what kind of attitude, knowledge and skills train-
ing is needed to become an effective PRP with maintenance of the unique value of
the authentic patient’s experiences.

Not only PRPs need training but also researchers have to learn the basic princi-
ples and accept the practical implications of PRP involvement in clinical research.
This is necessary because researchers are still reluctant to involve patients as col-
laborating partners. Partnership implies that control of some parts of the study
should be shared with PRPs and that flexibility is required, for instance, to include
new outcome measures that are important to patients although less frequently used
in clinical research. It might also mean that research questions need reformulation,
that inclusion or exclusion criteria need to be changed or that ways of administra-
tion or burdensome research protocols need to be adjusted to make them more
patient friendly. In this regard, the King’s Fund initiative has started a shared leader-
ship programme that explores training and development interventions to establish
collaborative relationships among professionals, patients and caregivers (Seale
2016).

Researchers may experience a lack of know-how or feel insecure about the
amount of freedom that payers or regulators allow them to address issues impor-
tant to patients. It is true that involving PRPs in the research process is time-con-
suming and may cause new dilemmas. Both researchers and PRPs should become
aware of the practical, moral and legal implications of participatory research.
Participants should also be taught the difference between the patient-health pro-
fessional relationship in the clinic and that of collaborating colleagues in the con-
text of research (Hewlett et al. 2006). This equal relationship is an essential
condition for the establishment of a genuine dialogue free of power or status
differences.
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8.4.2 Ethical Considerations

With regard to the legal framework of PRP involvement, we do not have much expe-
rience in the context of clinical research. Because PRPs are not approached as study
participants or respondents, uncertainty exists whether a researcher needs ethical
approval to include a PRP in the research team. Similarly, although the PRP will not
be exposed to any intervention, does the PRP have to sign a consent form?
INVOLUVE, in collaboration with the National Research Ethics Services, developed
a document, stating that people do not need ethical approval when they act as spe-
cialist advisers, meaning actively involved in planning or advising on research.
However, when a patient’s involvement results in direct contact with study partici-
pants, the ethics committee should be consulted (www.nres.npsa.nhs.uk). This
could be the case when PRPs take part in the conduct of research, for instance, by
co-moderating a focus group, coding interview transcripts or assisting in recruiting
by providing information to patients as a contact person. The principal investigator
should ensure that PRPs are formally certified or receive appropriate support and
supervision. Finally, does the PRP have to fulfil all the ICMJE! requirements
(ICMIJE 2015) to qualify for authorship of a peer-reviewed manuscript? In the
absence of a standardised approach, researchers are expected to make a fair choice
between an acknowledgement box or offering co-authorship.

We do not have experience of privately funded research undertaken by health
technology developers, but we feel that the recommendations presented here to sup-
port inclusion of patients as research partners would inform the growing interest in
‘patient-focused drug development’ as outlined in Chap. 33.

8.5 Conclusion

The EULAR recommendations can help researchers to involve patients in the
conduct of research, including development of successful recruitment strategies,
identification of patient relevant outcomes and dissemination of results. PRP
involvement requires an investment in time and commitment from the researcher.
Regular exchange of mutual expectations between PRPs and researchers is benefi-
cial and will prevent tokenism. Ensuring the representativeness of patients’ per-
spectives and in particular the role and added value of PRPs is still challenging. It
is one of the responsibilities of PRPs to help the research team to preserve patients’
perspectives throughout the different stages of the research process. They are not
on the team to guarantee the representativeness of the study in person because two
or three PRPs can never represent the perspectives of the entire patient population.
That perspective should be obtained through appropriate methods such as
literature reviews, patient surveys or qualitative research, for instance, narrative
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research, focus group or interview studies. PRPs can help researchers to improve
their recruitment strategy, explore the best endpoints for a trial or ask the right
questions in a focus group or survey in the right order. Future experiences will
teach us how collaborations between researchers and PRPs can be fruitful in the
research considered in HTA.
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