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Abstract
Background: Patient representatives (PRs) have been involved for decades in health-
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Design: Qualitative design using semi-structured interviews analysed by content

Setting and participants: Interviews were conducted with 11 PRs, 13 registered
nurses, and 9 physicians, all members of national committees monitoring CPGs for
cancer in Sweden.

Results: Most participants considered the PR role important but mentioned several
problems. PRs’ contributions were hampered by uncertainties about their role, the
low expectations of other group members and their sense that their contributions
were often disregarded. Some professionals questioned whether PRs were truly rep-
resentative and said some topics could not be discussed with PRs present.
Conclusion: This study highlights the fundamental problems that remain to be solved
despite the long involvement of PRs in HCWGs. Even though the PR role and teamwork
differed between the groups, most PRs need to be empowered to be actively involved
in the teamwork and have their engagement and knowledge fully utilized. Enhancing
teamwork through clarifying roles and expectations could lead to more inclusive and
equal teams able to work more effectively towards the goal of improving health care.

Patient or public contribution: PRs were information givers in data collection.

KEYWORDS
cancer, group processes, health-care working groups, patient and public involvement, patient
participation, patient representatives, qualitative research, Sweden

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,
provided the original work is properly cited.
© 2021 The Authors. Health Expectations published by John Wiley & Sons Ltd.

Health Expectations. 2021;24:1199-1208. wileyonlinelibrary.com/journal/hex 1199


www.wileyonlinelibrary.com/journal/hex
mailto:﻿￼
https://orcid.org/0000-0003-2308-3817
http://creativecommons.org/licenses/by/4.0/
mailto:anna.hult@surgsci.uu.se
http://crossmark.crossref.org/dialog/?doi=10.1111%2Fhex.13249&domain=pdf&date_stamp=2021-05-05

HULT eT AL.

1200
—I—Wl LEY

1 | INTRODUCTION

Patient and public involvement (PPI), increasingly recognized in
planning and improving health care and now central to health re-
form agendas in the Western world,’® continues to lack a con-
sistent definition."? Consultation, engagement, participation,
partnership and co-production are all described as aspects of PPI,
implying greater or lesser levels of involvement.> PPl can vary
from participation in public polls, surveys, seminars, workshops,
focus groups or individual interviews to service in development
or monitoring groups for clinical practice guidelines (CPGs).* Best
practices for PPI are also unclear,! and professionals sometimes
resist patient participation.*

Patient participation has been defined in several ways.> This
study is theoretically based on the fundamentals of care framework,’
with a specific focus on patient participation and the view that the
patient is a resourceful individual who receives, comprehends and
possesses information and knowledge that should be shared and re-
spected.® Patient participation can occur on the direct care (micro),
health-care organization (meso), and societal and governmental
(macro) levels.2? The fundamentals of care highlights a holistic per-
spective on the patient and address the critical need to embed the
patient's voice at many levels of the health-care system.”*°

As patients’ experiences and general views on health care are
increasingly required, patient representatives (PRs) are often man-
datory in local and national health-care working groups (HCWGs).
Organizations with PPI experience have reported that participants
in CPG working groups require certain abilities or skills, such as
communication and teamwork, for group processes to be effective.?
Professionals sometimes question the added value of patients’ input,
considering themselves already familiar with most patient findings.!*
However, patient involvement is reported to make practice-based
knowledge more explicit in guidelines and to contribute to patient-
relevant topics receiving greater priority.“'12 PRs are also reported
to influence the implementation and dissemination of CPGs'?
however, the goals of involving PRs are often implicit or vaguely ar-
ticulated, making it difficult to estimate their impact.13 Wheelan de-
scribes a working group as members striving to develop an efficient
and effective structure to accomplish shared goals.** According to
the integrated model of group development, a working group does
not become a functioning team until the goals are established and
methods to accomplish them are in place.14

Involving PRs throughout the process of guideline development
was evaluated as positive, but integrating patients’ perspectives
with research evidence was described as challenging.!! Whether PRs
can or should represent a broad patient constituency or whether
they should bring their own personal experience to the team re-
main topics of discussion and are key recruitment questions.l""“’13
Difficulties in recruiting and supporting PRs and PRs’ lack of familiar-
ity with scientific and medical terminology are also described as bar-
riers to their work in HCWGs; clear expectations, training, support,
and involving more than a single patient have all been described as

facilitators.*

An official government report, A National Cancer Strategy for the

Future,15

resulted in the establishment of regional cancer centres
(RCCs) in each of the six health-care regions in Sweden in 2011. The
RCCs focus on patients with cancer, aiming to increase health-care
quality, results and equality.* In line with this purpose, RCCs sup-
port the 49 (2020) national CPGs for the care of cancer patients.
The care programmes include recommendations, quality indicators
and target levels and are updated annually by a monitoring group.
All these groups include at least one PR (or relative) along with the
professionals. All RCCs provide PRs with support and education.

Although PRs have been involved in developing health care for
decades, and their participation is increasingly sought on all levels,
the impact of their contributions is difficult to measure and seems
to vary widely.>?'2Y” PRs' participation in HCWGs is also still ham-
pered by obstacles,** and reports on how to further develop the PR
role remain sparse. Since PRs are increasingly expected in health-
care working groups on all levels in Sweden, it is important to deepen
the understanding of their role and contributions to the groups and
possibilities for improvements. To the best of our knowledge, the PR
role in CPG monitoring groups, an example of HCWGs on national
level, has not previously been studied in Sweden.

The aim of the study was to explore the role of patient repre-
sentatives in national clinical practice guidelines monitoring groups,
to describe their contributions and to identify possibilities for

improvement.

2 | METHODS
2.1 | Design

The study had a qualitative design using semi-structured inter-
views with members of national CPG-monitoring groups for cancer

diseases.

2.2 | Participants and setting

Convenience sampling was used to recruit members of Swedish
national CPG-monitoring groups for cancer. From approximately
40 CPG-monitoring groups responsible for cancers with differ-
ent incidences and managed by different medical specialties,
a total of seven were included, with the possibility to add more
CPGs if needed to reach saturation (Table 1). Mailing lists with
the names and addresses of members were provided by the RCCs.
These groups included PRs (patients and relatives) and clinicians,
mainly registered nurses (RNs) and physicians. All participants in
the study were permanent members of a CPG-monitoring group,
and the PRs were invited to participate in the same way as the
professionals.

All nurses and PRs on the lists were approached via e-mail
with information about the study and a request for an interview.

Physicians outnumbered the other two categories, so a letter was
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TABLE 1 Characteristics of participants
Number of participants
Specific Registered Patient
cancer Physicians nurses representatives Total
Prostate 2 3 2 7
Ovarian 1 1 1 S
Blood?® 2 1 1 4
Thyroid 2 3] 2 7
gland
Lung 0 2 2 4
Anus 1 1 g
Brain 1 2 2b 5
Total 9 13 11 88
Women/  5/4 12/1 7/4
men
Age in 39-64 (52) 31-60 (47) 33-81 (61)
years
(mean)

Note: Physicians and nurses participated as experts in cancer care.
Patients and relatives represented patients suffering from the selected
cancer.

2Aggressive B-cell or T-cell lymphoma. PRelatives only.

sent to every third physician in each group, excluding the group
chairperson. The sole exception to this approach was made for
physicians on the CPG-monitoring group for lung cancer, who
were all eventually invited. Despite supplementary information
given to the chairperson, the 14 physicians in this group jointly
decided not to take part in the study and offered no explanation.
All individuals were reminded twice by e-mail. All the physicians
and nurses in the monitoring groups were experienced and highly
qualified in their medical fields. University hospitals outnumbered
county hospitals. Of 11 PRs, 8 were members of patient associa-
tions. In addition to the physicians in the group for lung cancer,
four physicians and three nurses actively declined to take part in
the study, and nine and eight, respectively, did not respond to re-
peated requests. All patients and relatives approached agreed to
take part in the study.

2.3 | Data collection

Two of the authors (AH and EL) conducted the interviews from
August 2017 to May 2018. All three authors had worked with pa-
tients with cancer, either as RNs on surgical wards (AK and EJ) or
as an MD specialized in endocrine surgery and breast cancer (EL),
but none had ever worked with PRs on health-care teams. Each in-
terviewer initially conducted one pilot interview and the technique
was modified after thorough discussion with the third author, who
is experienced in qualitative analysis. Interviewers met with 11 PRs,
9 physicians and 13 RNs. Details and characteristics of participants

are presented in Table 1.
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The participants were from various locations in Sweden. All in-
terviews, but one, were conducted by telephone. One interview was
conducted face-to-face with an RN who the interviewer was able to
visit at her workplace. All interviews were recorded and lasted for
approximately 20-30 minutes. The interview questions are shown in
Table 2. Probing questions were used to encourage participants to
clarify and expand upon their responses.

The interviews were transcribed word for word by a secretary.
The two authors responsible for the interviews listened again to most
of the interviews before confirming the transcripts. Participants

were included until data were considered saturated.'®

2.4 | Data analysis

The material was analysed using conventional content analysis,” an
inductive approach without pre-conceived categories. The analytic
process is presented in Tables 3 and 4. Throughout the analysis, the
authors reflected upon whether their backgrounds and experiences
might risk biasing the results.

2.5 | Ethical considerations

The study followed the Code of Ethics of the World Medical
Association (Declaration of Helsinki).2° Approval was obtained
prior to the study from the local regional ethical review board (D.nr
2017/123). Participants were given written information about the
study, including that participation was voluntary, the recorded in-
terviews would be treated confidentially, and the participants could
withdraw at any time without an explanation. Written informed con-
sent was obtained from all individuals before starting the interviews.

3 | RESULTS

Professionals reported that PRs’ participation in the group opened
their eyes to what patients viewed as important and that patients’
opinions were relevant to developing health care. However, several
objections were also raised by both professionals and PRs. The six
categories that emerged in the analysis (Figure 1) corresponding to
various phases of PRs’ involvement in the groups ranging from re-
cruitment through aspects of the work, to possibilities for improve-
ment are described below, illustrated with quotations from PRs, RNs

and physicians.

3.1 | PRs’suitability for the role and the question of
representation

Professionals and one PR mentioned that PRs should have some dis-
tance from their illness and be in a stable phase of the disease before

taking part in medical teamwork.
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TABLE 2 Interview questions

Patient representatives (PRs) Professionals

Would you please describe your view of the role of PRs in CPG
development groups?

Would you please describe your view of the role of PRs in CPG

development groups?
Was there any change in your role over time? Was there any change in PR’s role over time?

Are there expectations about how you should prepare before the
meetings? If yes, what are they?

Are there expectations about how the PRs should prepare before the

meetings? If yes, what are they?
Are you responsible for any part of the guideline? Are PRs responsible for any part of the guideline?
Do you have any support? Do the PRs have any support?
How were you introduced to the group? How were the PRs introduced to the group?
Have you been part of the group from the start? (Asked only of PRs)

Give an example of when your opinion influenced (possibly changed)
the guidelines.

Give an example of when a PR’s opinion influenced (possibly changed)
the guidelines.

Give an example of when you suggested a change, but the proposal
was turned down.

Give an example of when the PR suggested a change, but the proposal
was turned down.

Give examples of the advantages of having a PR in the group. Give examples of the advantages of having a PR in the group.

Give examples of difficulties associated with having a PR in the group. Give examples of difficulties associated with having a PR in the group.

How could the role of PRs develop in the future? How could the role of PRs develop in the future?

TABLE 3 Analytic process

The transcripts were read by each author independently to achieve immersion and obtain a sense of the whole.

All authors separately coded a number of interviews to identify and sort meaning units for preliminary coding by highlighting the words from the
text that appeared to capture key thoughts and concepts. During this part of the analysis, all authors came together in a face-to-face meeting
and discussed the preliminary coding until they came to agreement.

The first author led the analysis and coded the rest of the interviews. This step was performed in close collaboration with the second author.
The codes were sorted into preliminary sub-categories (clusters) based on how different codes were related and linked. The labelling of the
sub-categories, and the content was thoroughly discussed. The sub-categories were thereafter organized into categories. Based on the coding
scheme, the content of the categories was developed. This step included discussion of similarities and differences in the PR role in different
monitoring groups. It also included a discussion of the relation between the categories.

All interviews were re-read by the first author, and the findings were compared with the original transcriptions to ensure that they reflected the
views of participants in different roles and different monitoring groups.

The rigour of the analysis was established through this detailed description of the steps and examples of the process shown in Table 4. Quotations
from the interviews were added to confirm the content of the categories. This process enhances the credibility of the analysis, as the last author
(experienced in qualitative research) was involved in debriefing sessions including reading and reviewing transcripts, coding and identifying
emerging categories.>® The findings were thoroughly discussed among all authors until agreement was obtained for each category.

The important thing is that the patient is through
with his or her treatment and is healthy or what-
ever or isn't currently undergoing treatment. I've
participated in other groups where there were pa-
tient representatives—and the patient has just gone
through a treatment or hasn’t yet gone to the first
follow-up, for example—[and] that | feel is totally un-
ethical, putting someone like that in a care program
group.

(RN)

Physicians stated that uncertainty about PRs’ representativeness
was the largest general problem with patient representation, and
nurses said that PRs were not always able to be objective. Both pro-
fessionals and PRs perceived a problem if PRs were not supported
by a patient organization. PRs said there would be of advantage to
be more than one PR in the group and believed that professionalizing
the role would improve their representativeness. PRs also found it a
challenge to decide whether their own opinions were the very best
for all patients.

It's not about a patient participating, but rather some-

Professionals reported PRs who used out-of-date information,
presented their own experiences as general facts, did not fulfil their
roles as members of the group, became annoyed when their opinions
were neglected or viewed themselves as victims as disadvantages who
affected the work negatively. A few physicians feared that more unin-

hibited PRs might ‘take over’ the group.

one who can convey the patient perspective on the
care. That’s one heck of a difference. The care side
always says we focus entirely on the patient and it’s
not relevant; but it's more about bringing patients’
experiences into the decision-making process in the

care and in the planning, and that has to be taken
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TABLE 4 Examples of analysis, from meaning unit to category

Meaning unit Code

For one thing, | think it's extremely important that
patients are present, because that affects the
tone of the discussion, the atmosphere, and the
focus, and all that, you know. (PR)

In the group everything's so extremely focused
on the individual. People who are committed
to something take initiatives, make sure things
happen—and that's the kind of people that we at
any rate have had, and things are working very
well as they are, | think. (Physician)

FIGURE 1 Overview of the categories

Physical presence affects the focus and
atmosphere of the discussions

Committed PRs make sure things happen,
and that works very well

WILEY-2%

Category

Patient representatives’ participation in the
group: a demanding role with different
expectations from the professionals

Patient representatives’ participation in the
group: a demanding role with different
expectations from the professionals

Patient
Patient Patient i e Participants'
representatives' Patient representatives' pat{]tmpatlo'n mn reprgsematwes’ suggestions to
suitability for representatives' support and © group: a Infuence on enhance the
the role and the recruitment and external and demandmg wellz CIRG: opening PR’s role and
question of introduction internal with different G il THEL i the group’s
representation collaboration S clO TE D teamwork
from the patients
professionals

more seriously. It’s not about the individual patient’s
own experiences, but more about the necessity of se-
curing broader support so that you represent patients
collectively.

(PR)

3.2 | PRs'recruitment and introduction

Recruiting and introducing PRs to the group and the work varied
widely between CPGs. Some groups required recruitment through
patient organizations, while others recruited through RCC pa-
tient education programmes, health-care personnel or other PRs.
Professionals reported difficulties in recruiting suitable PRs, the
heavy workload could make the position unattractive.

Overall, it’s been difficult to find someone, and it has
also been hard for them to participate.
(Physician)

Having a bad prognosis, poor health condition or cognitive im-
pairment from the disease or treatment could also affect a patient's
ability to participate. PRs mentioned lack of time as an influencing
factor, especially for people already quite busy or who had other re-
sponsibilities. Patients might also want to leave the disease behind, and

younger patients could have difficulty identifying themselves with the
majority of patients who were older. Both PRs and professionals sug-
gested the option of recruiting patients’ relatives instead of patients
or as a complement to add another dimension to the group's consid-
erations. In some groups, no one formally introduced PRs; in others,
the chairperson, another PR or the local RCC representative made the

introductions.

3.3 | PRs'support and external and internal
collaboration

PRs considered it their responsibility to prepare for meetings by
reading all the information, even though they sometimes did not
understand some of it. Only occasionally did PRs have someone in
the group designated to help. PRs described sometimes feeling as
if walls were built between different medical specialists during the
meetings. This feeling was consistent with their experiences as pa-
tients in the health-care system. They reported that each separate
unit of health care often functioned well but also that collaboration
between different units and clinics as well as within the administra-
tion needed improvement.

It's not that the collaboration is poor, not at all. But

they could be a little more open with each other, |
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mean, the different parts of the profession—the neu-
rologists, the surgeons, the oncologists, and so on.
Sometimes it feels like there are invisible walls sep-
arating them.

(PR)

Support from a patient organization was appreciated, but it could
also be the source of conflicting views and attitudes that made it diffi-
cult for PRs to contribute their best. A designated support person at an
RCC could assist the PR in adopting a professional view. Support could
also be helpful to PRs coping with issues discussed in the group, such
as mortality and financial constraints. PRs who had received education
through the RCC before their assignment to a group stated they would
like a second course to refresh their knowledge.

3.4 | PRs’ participation in the group: a demanding
role with different expectations from the
professionals

The professionals considered the PRs’ role important, but difficult
and unclear, but their understanding and acceptance of the role had
increased over time, especially in physicians. The initial introduction
of the PRs to the group was important. If the first meetings were
dismissive, PRs reported that their participation could be impaired.
Low expectations generally hampered PRs’ contributions, but at-
titudes towards PRs could depend on their background. PRs who had
worked in health care or were academics said that their background
could affect how positively they were addressed. Professionals men-
tioned that PRs’ participation could suffer from a lack of knowledge
about medical issues and health-care organization. Physicians gen-
erally listened more to PRs’ opinions if they could refer to studies,

while RNs were more interested in their experiences as patients.

Yes, it's when the discussion gets under way. That'’s
when, if you're not keeping up, you can't really do
anything. They talk fast, with lots of abbreviations...
lots of things are not described fully, things everyone
knows. And you can’t ask them to adapt their way of
talking just because there is a patient representative
present. | don’t think you can ask that. They're sup-
posed to be doing their job, not explaining things.
(PR)

PRs focussed on different areas than other group members de-
pending on the topic. In line with many physicians’ expectations, PRs
found it easier to engage in topics such as nursing care, availability of
health care, patient-health professional interactions, rehabilitation and
self-care.

PRs believed their presence changed attitudes within their
groups: members became more polite to each other, hierarchies
faded, discussion of patient preferences increased, and ver-

bal fights or insults between specialists decreased. However,

professionals sometimes thought the presence of PRs obstructed
their discussion of sensitive topics or was a nuisance when neces-
sary explanations slowed discussions. Medical language could be
difficult for PRs to understand, resulting in PRs feeling excluded,
but it could also be difficult for professionals consulting from

other specialties.

Because that’s something you might feel yourself. |
might feel that when I'm in the large group with all the
doctors, geneticists, statisticians, and so on—I might
feel like “Here they go again, talking this incompre-
hensible jargon.” | actually haven't the faintest idea
what they're talking about. And if you want to try and
speak up, you feel so small in that context, and | imag-
ine that's how it must feel for the patient representa-
tive, too, in that little group.

(RN)

Professionals sometimes protected the PRs from sensitive topics
such as discouraging prognoses. Nurses wanted PRs to be invited to
participate in all discussions, but also be allowed to absent themselves
if they did not want to discuss delicate matters. Some professionals
found some topics uncomfortable to discuss in the presence of PRs and
wanted meetings without PRs to discuss those matters more openly.

PRs wanted to find solutions that suited both patients and health-
care providers, rather than to complain about what was not perfect.
Both PRs and professionals found the teamwork interesting and re-
warding. Nurses found it educational when patients’ perspectives
differed from professionals’ assumptions and argued that because
most group members were physicians, at least two PRs should be
included in each group. They also suggested that patients’ relatives
made excellent participants who could report an entirely different
description of the disease. Professionals regarded PR contributions
as beneficial to patients in the short term and necessary to CPG de-

velopment in the long term.

3.5 | PRs'influence on CPGs: opening eyes to what
is important to patients

PRs asserted that only patients could communicate the true patient
perspective: they could describe how it felt to lose physical or men-
tal functions to disease or treatment. They could focus on ‘what's
in it for the patient?” when new methods or treatments were sug-
gested. PRs asked to focus on existential questions and pointed out
that they also have useful experiences of society beyond the world
of health care.

Professionals’ expectations varied widely. Some had no expecta-
tions at all of the PRs, others expected them to comment on certain
issues or to represent the group to patient organizations. Sometimes
text was marked before meetings to guide PRs’ comments or time
was allocated during meetings for PRs’ opinions. In some groups, PRs

were fully responsible for writing certain parts of the CPG.
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PRs made an effort not to compete for dominance, but they
wanted to have an active role, even when expectations were low.
This required both courage and knowledge as the rest of the team
did not always welcome their taking an active role. Although PRs
could sometimes influence changes to a CPG (although seldom in
medical areas), they tended to give in rather easily during discus-
sions. Although they were convinced of incongruences between dif-
ferent parts of the CPG, they found it challenging to persuade the
professionals to read each other's parts.

Some physicians thought that PRs had influenced the CPG to-
wards a patient's perspective, while others declared that PRs had

had no influence at all.

Yes, [they] definitely affected.... | entirely agree that
they have opinions that we listen to and take into
consideration. When it comes to patient information
sheets, how you write things and so on, they are most
definitely involved and have considerable influence.
(Physician)

No, I've thought about that and | cannot give you any
example of it. He’s put forth a number of views, but he
hasn't said anything that we've ultimately taken into
consideration.

(Physician)

Nurses described that the CPGs were based on discussions within

the group, with no one superior to the others.

3.6 | Participants’ suggestions to enhance the PR’s
role and the group's teamwork

Both PRs and professionals wanted written definitions of the PR role,
including terms, expectations and agreements with appropriate pa-
tient organizations on sharing information. They also underlined the
importance of clarifying that the PR is not just a participating patient,
but contributor best placed to communicate the patient perspective.

Professionals mentioned educating PRs not only of their role
in HCWGs, but also of basic knowledge of medicine and the
structure of health care. Both PRs and professionals expressed
the importance of continuous support and guidance. Several par-
ticipants suggested that having more than one PR in the group
could make them less fragile, strengthen their role and give them
peers to talk to. PRs also thought that forums for PRs to meet
might make them feel more confident. Both PRs and profession-
als underlined the importance of an open approach in meetings,
allowing all members to participate in discussions and expecting
everyone to explain their positions using common language un-
derstandable to all.

PRs suggested using simultaneous digitalized writing and

video meetings to gain flexibility and reduce travel time. They also

WILEY- 2%

suggested that increased economic support could give them more
time to prepare for meetings and engage with patient organizations
and networks.

A little compensation for the time we put in, nothing
more. There should be more, so you can have two
days of compensation for a one-day meeting, so you
have more time to prepare and to communicate with
other patients and so on. That would make it better
for the patient.

(PR)

4 | DISCUSSION AND CONCLUSION
4.1 | Discussion

Participants in this study mostly considered the PRs’ role important,
but also raised several objections. PRs’ contributions were described
as often disregarded, hampered by the uncertainty of the role and
the low expectations of other group members. Some professionals
also questioned the PRs’ representativeness or said they were un-
willing to discuss all topics in their presence.

In several international settings, patient participation in health-
service development is a mandatory part of health-care policyzl'22
implemented on all levels from direct care to society and govern-
ment.”? Although the Swedish Patient’s Law has strengthened,
clarified and promoted the position of patients and confirmed their
integrity, self-determination and participation,?® the present results
show that professionals still have low expectations and a lack of re-
spect for PRs. PRs are invited to participate in the working groups
and spend time and effort on the work, but professionals do not fully
utilize their engagement and knowledge.

PRs described their role in the CPG-monitoring groups as de-
manding and sometimes unclear, while professionals in the groups
generally reported a lack of information about the role of PRs. The
issues of role description and expectations of PRs, raised in several

1:4,1112,17,24.25 tj|| seem to be key fac-

previous studies and reviews,
tors in facilitating or creating barriers to PPI. A succinct description
of the role would benefit both PRs and professionals in HCWGs. A
2017 systematic review showed that despite recommending the in-
volvement of PRs, very few guidance documents provided any struc-
ture or guidance on how to do this.?® To clarify the role and goals of
PRs in CPG-monitoring groups, both PRs and patient organizations
for the affected disease groups need to be involved.

While physicians numerically dominated the teams and preferred
the medical view of the disease, the nurses and PRs, as minorities
in the groups, engaged more easily on topics not strictly medi-
cal, but still very important for patient care. PRs pointed out that
their participation in medical discussions might be more important
as patients’ experiences could otherwise be disregarded in these
areas. However, medical language can be a barrier and PRs often

feel isolated during meetings.*1%242728 | this study, when PRs did



HULT eT AL.

120
2% | wiLEy

not always understand the medical terminology, they felt inferior or
excluded. Explanations could be helpful, but physicians noted that
they took time and slowed group meetings. When the language was
adjusted, however, PRs could understand, be involved and affect
discussions with their perspectives. Adjusting language and explain-
ing complex issues could also benefit other group members, as even
professionals shared in the interviews that they did not understand
everything discussed in the groups. These findings support the need
to provide PRs with assistance on complex scientific and technical
issues to optimize their participation.

Teamwork is necessary for organizational success.* It is evident
that working groups with permanent members, as in this study, could
reward the efforts of team development, but only if certain condi-
tions are met and commitment is required.’* An interesting finding
was that when laypersons were involved in the teamwork, the atti-
tudes between members in the group improved over time. Working
with service users in groups has been shown to change health pro-
fessionals’ attitudes, values, their beliefs about the value of users’ in-
volvement, and their attitudes towards other professionals, although
such teamwork is still described as a difficult task.? Considering
these other findings, it might have been interesting for us to ask
the professionals how long they had been attached to the working
groups, but our focus was on the PRs’ experiences over time.

Excluding PRs when discussing sensitive questions such as bad
prognoses or limited treatment options, as suggested by some
professionals, could impair the teamwork. The professionals were
concerned about the PRs’ feelings, but none of the PRs mentioned
having any problem discussing such topics. Evidence of PPI’s im-
pact on CPG underscores the importance of engaging PRs, and CPG
without PPI input could actually be challenged as invalid.? The most
important point could be whether the group views the PR as a valu-
able member or a barely noticed symbol. Patient engagement can

become tokenistic,?’

as expressed by some professionals in this
study. Changing attitudes and roles have been reported as necessary
to developing trust, and translating traditional, scientific, and clinical
vocabulary could help to reduce PRs’ (and other professionals’) feel-
ings of exclusion.%°

This study shows that PRs add important knowledge and have
an impact on CPGs. However, expectations of PRs differ widely
and their inclusion in CPG-monitoring groups has been reported
to be only partly successful.?® PRs should not only be invited to
meet with the group, but also to take part in discussions based
on respect, a key characteristic of patient participation.” PRs in
this study felt that they had affected the CPGs more than the
professionals, especially the physicians, acknowledged. That may
reflect a difference in priorities between physicians, who have a
stricter focus on medical issues, and PRs and nurses, whose foci
are broader. PRs in this study agreed with the findings that some
issues could be overlooked by professionals and that PRs could
help to identify patient-relevant topics and outcomes, as previ-
ously described.'?

The representativeness of the PRs was an important question,

especially for physicians, and has been presented as a barrier.* This

doubt may also help to explain some professionals’ resistance to
patient participation.2*?42® Some group members described it as a
problem if the PRs’ opinions were not supported by a patient orga-
nization, but others were concerned that including only members
from patient organizations risked missing different important views.
Whether a PR should be expected to represent the views of an or-
ganization or to deliver their own personal experience remains a key
recruitment question.'®> Work descriptions used by some HCWGs
may assist in clarifying expectations.!®

Support for PRs seems an essential area for improvement.
Support and training, the two most frequently reported facilitators
in a review,* have also been identified as key conditions for meaning-
fully involving PRs.*® Being objective and expressing personal opin-
ions are demanding tasks for any PR. PRs in this study suggested
involving a group of patients rather than only one, as has previously
been described to facilitate PPl in establishing guidelines.* Some PRs
suggested professionalizing the PR role and defining its responsibili-
ties and necessary knowledge.

As early as 1978, the World Health Organization stated that
‘people have the right and duty to participate individually and col-
lectively in the planning and implementation of their health care’.??
Much work has been done since then, but our results show that
more is needed. Health-care professionals need to embrace what
patients themselves describe as participation to create the best con-
ditions for that participation.® Patients’ descriptions focussed on in-
teracting with health professionals, rather than merely taking partin
decisions, and on having knowledge rather than being informed.> All
group members need to work together to achieve those goals. If PRs
were considered equal team members and respected and resource-
ful individuals® and given adequate resources, including cultural and
financial,®* then patient participation could be realizable and influ-

1112 3nd the imple-

ence the prioritization of patient-relevant topics
mentation and dissemination of CPGs.'?

One strength of this study is the inclusion of participants with
different professions and roles from seven CPG monitoring groups
for cancer from different health-care regions across Sweden. This
approach captures various experiences, prevents the influence of
the culture of one particular group, and increases the transferability
of the findings to other groups.®? The PRs interviewed were all per-
manent members of the groups, but had been involved for various
periods of time, so both immediate and profound reflections were
captured. To achieve trustworthiness, all authors were involved in
all steps of the research process including interviews, analysis and
writing up the qualitative findings.32 Nevertheless, influences of pre-
understandings and prejudices could have biased the results. The
authors’ close collaboration, however, with repeated face-to-face
discussions of the content and coding of the interviews, establish
that the findings are derived from the data.

One limitation is that all interviews, but one, were conducted by
telephone instead of face-to-face, but this approach did allow us ac-
cess to a nationwide group of participants. The PRs’ suitability for
the role was mainly mentioned by the professionals; only one PR

expressed such concerns. This was not put as a direct question to
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the participants, which may be considered a mistake. However, most
fears expressed by the professionals were never reported as actually
experienced.

Another limitation is the inclusion of PRs from working groups
focussed only on cancer. However, most issues of concern for cancer
patients would probably be recognized by other patients, although
perhaps from different angles or to a lesser degree. Eventually, the
PRs were only information givers. It would have been valuable if PRs

also had been part of the research process.

4.2 | Conclusion

This study highlights the fundamental problems that remain to be
solved despite the long involvement of PRs in HCWGs. Even though
the PR role and teamwork differed between the groups, most PRs
need to be empowered to be actively involved in the teamwork and
have their engagement and knowledge fully utilized. Clarifying the
roles of all participants and their shared goals is necessary to estab-
lish an effective working group. Enhancing teamwork through clari-
fying roles and expectations could lead to more inclusive and equal
teams able to work more effectively towards the goal of improving

health care.

4.3 | Practice implications

These findings could help HCWGs collaborate with PRs to develop
their role. This knowledge could support working groups in improv-
ing systems for selecting, introducing and supporting PRs, as well
as offer tools for ongoing evaluations and improvements of the
teamwork.
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