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Summary
BACKGROUND: While patient and public involvement
(PPI) in clinical research contributes substantially to re-
search ethics, feasibility and quality, the uptake and im-
plementation of PPI-based approaches in Switzerland re-
main unknown. This study aimed to evaluate the current
state and acceptance of PPI in academic clinical research
in Switzerland, with the goal of developing recommenda-
tions for its future implementation and development.

METHODS: A sequential explanatory mixed-methods
study was conducted to assess the current landscape and
acceptance of PPI in academic clinical research across
different stakeholder groups in Switzerland. The groups
were “Patients and Public”, “Researchers”, “Staff Mem-
bers of Academic Research Infrastructure (ARI)” and rep-
resentatives from “Regulatory and Funding Bodies”. Data
was collected through a combination of surveys and semi-
structured interviews. The survey results were analysed
descriptively, while interview data was analysed qualita-
tively. The results were further synthesised into a SWOT
(Strengths, Weaknesses, Opportunities and Threats)
analysis.

RESULTS: A total of 123 survey responses were collect-
ed.Surveys revealed great support and acceptance for
PPI in academic clinical research in Switzerland across
all stakeholder groups. Despite this support, several chal-
lenges were identified, including gaps in training, limited
funding opportunities and insufficient infrastructure to facil-
itate PPI.

CONCLUSION: The current framework for PPI in Switzer-
land is in an early stage of development. A joint effort by
all stakeholders is needed to catch up with international
progress to reach high-level ethical and quality standards.
A basic framework for PPI in academic clinical research
in Switzerland should be implemented, including guide-
lines for qualification and collaboration, best practices as
well as widespread information for patients, the public and
researchers. Further needed are training opportunities in
“PPI in clinical research” for all stakeholders as well as
sustainable sources of funding.

Background

Historically, clinical research has been characterised by a
clear distinction between researchers as experts and the
role of patients as passive trial participants [1]. However,
in recent years this paradigm has shifted and patients are
increasingly recognised as experts who can provide unique
insights and inputs based on personal experience [1].

Patient and public involvement (PPI), also known as pa-
tient engagement [2], describes the active involvement of
patients and the public in roles that go beyond their role as
trial participants [1]. Patients participating in such active
roles during a research project are often designated as pa-
tient representatives [3].

There are strong ethical and moral reasons for the active
involvement of patients and the public in clinical research
[1]. Further, PPI has been suggested to increase the quality
of research [4] and may address several shortcomings re-
lated to the lack of a patient-centred approach in clinical
research:

– Clinical research often does not reflect patients’ needs
and priorities [5]; research projects tend to focus on
hard efficacy endpoints and/or safety of an intervention,
ignoring the wishes for other treatment options or ther-
apeutic settings [5].

– Study outcomes such as surrogate parameters or mark-
ers are often not clinically relevant for patients [6].
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– Many research projects are discontinued prematurely
due to recruitment problems [7]; reasons for this in-
clude study schedules and procedures that represent a
substantial burden for participants [8].

Using PPI approaches in the study design has been found
to improve enrolment and decrease premature termination
of trials [2], and may help to ensure that the kind and extent
of diagnostic procedures reflect patient needs, that all study
procedures are clearly related to the research question, that
the setting is as close as possible to everyday clinical prac-
tice, and that study endpoints and outcomes are relevant to
patients [4].

PPI can be integrated at various levels and stages of a re-
search project, depending on the project’s objective, nature
and the expertise of patient representatives [1]. In a consul-
tative role, patient representatives are asked for their opin-
ions but are not directly involved in decision-making. In
collaborative partnerships, the researcher and the patient
representatives work together in an ongoing process, en-
gaging in shared decision-making. At the leadership level,
patients themselves or patient organisations take an active
role in directing research.

While PPI has gained significant momentum globally, par-
ticularly in countries like the UK, it remains a relatively
new and evolving concept in other regions, including
Switzerland. Therefore, the aim of this study was to evalu-
ate the current state, opportunities and challenges of PPI in
academic clinical research in Switzerland.

Methods

Study design

To assess the status quo and to identify opportunities and
challenges of PPI in academic clinical research in Switzer-
land, we designed a sequential explanatory mixed-methods
design [9]. As a first step, we conducted a stakeholder
analysis followed by a survey among the different groups
of interest [10] (see appendix). The results were then qual-
itatively explored and discussed in semi-structured inter-
views and depicted as a SWOT analysis to draft recom-
mendations for the future of PPI in Swiss academic clinical
research.

Our study was reported according to the STROBE guide-
lines (STrengthening the Reporting of OBservational stud-
ies in Epidemiology) [11].

This study did not use personal data from survey respon-
dents. Therefore, it falls outside the scope of the Swiss Hu-
man Research Act and thus did not require ethics approval
or informed consent.

Literature research

The literature research for this study was conducted sys-
tematically using a combination of academic databases and
supplementary sources. We used Swisscovery along with
major databases such as MEDLINE, EMBASE, Web of
Science Core Collection and Scopus to ensure comprehen-
sive coverage of relevant literature. Additionally, open web
searches were performed to capture more general informa-
tion, and we also consulted the subject-specific journal Re-
search Involvement and Engagement for targeted insights.
This multi-source approach provided a robust foundation

for the study, ensuring that the research was well-informed
and aligned with current knowledge and practices in the
field.

Stakeholder analysis

We conducted a stakeholder analysis to understand the in-
terests, influence and needs of those involved in or affect-
ed by PPI in academic clinical research. This process in-
volved several key steps: identifying relevant stakeholders,
such as patients, healthcare professionals, researchers, pol-
icymakers and academic research infrastructures; grouping
and categorising them by their level of involvement, power
and influence and interest in PPI; and assessing their needs,
expectations and potential impact. This analysis enabled us
to develop targeted strategies for effectively engaging each
group. The detailed stakeholder analysis is provided in the
appendix.

Survey population

The survey population consisted of different groups of
interest, which were previously identified by stakeholder
analysis: “Patients and Public”, “Researchers”, “Staff
Members of Academic Research Infrastructure (ARI)” and
“Regulatory and Funding Bodies” [10] (see appendix). For
simplicity and because of their similar backgrounds and
findings from the stakeholder analysis, “Staff Members of
ARIs” and “Regulatory and Funding Bodies” were com-
bined into a single group. Thus, there were three distinct
groups in total.

Survey conception and conduct

We developed three German-language questionnaires
based on the literature search to gather relevant data by
aligning questions with research objectives and targeting
specific stakeholder groups.

Although the surveys followed a similar structure, they
were customised for each group: “Patients and Public” (14
questions), “Researchers” (15 questions) and “Staff Mem-
bers of ARI, Regulatory and Funding Bodies” (10 ques-
tions). Each included a mix of closed-ended (e.g. multi-
ple-choice, Likert scales) and open-ended questions. The
questionnaires were organised into sections on general
awareness, risks and benefits, challenges, PPI activities
and implementation. A pilot test and clear instructions en-
sured user-friendliness and effective completion. Full sur-
veys are available in the appendix. The patient survey was
published on 22 March 2021 on the publicly accessible
Clinical Trials Center (CTC) Zurich website (15), where it
was available for one month to recruit patients. The second
survey was promoted on the University Hospital Zurich
(USZ) intranet, which is restricted to USZ staff and aimed
at recruiting researchers.

For the stakeholder groups Researchers and ARI, Regula-
tory and Funding Bodies, prospective participants were al-
so personally invited by email.

Data management and analysis

Microsoft Excel version 16.48 (Microsoft Corporation,
Redmond, WA, USA) was used for descriptive analysis
of the survey data. This involved importing and cleaning
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the data (missing data was handled by pairwise deletion),
calculating summary statistics (frequencies, percentages,
means and/or standard deviations) and categorising re-
sponses. We created visualisations, such as bar charts and
pie charts, to illustrate patterns and trends. Excel’s pivot
tables and conditional formatting helped identify key find-
ings and anomalies, facilitating clear presentation and in-
terpretation of the data.

Semi-structured interviews

Selection and recruitment of interviewees

To ensure a diverse and representative sample of intervie-
wees, we used a multi-stage recruitment process. We first
established criteria based on survey findings and study ob-
jectives, focusing on relevant expertise and diverse roles.
Potential candidates were contacted via email with details
about the study. After confirming eligibility and interest
through preliminary screenings, we recruited and sched-
uled interviews with those who met the criteria. This
process ensured a relevant and varied sample aligned with
our research goals.

Interview conception

To develop the interview guidelines, we followed a sys-
tematic and iterative approach based on the survey results.
We first analysed the survey data to identify key patterns,
themes and insights, examining both quantitative trends
and qualitative responses. Next, we pinpointed recurring
issues and concerns highlighted by the survey respondents.

We then formulated open-ended questions designed to ex-
plore these themes in greater depth. To ensure clarity and
relevance, we pilot-tested the questions with a small group
of participants and refined them based on the feedback
received. This approach allowed us to develop interview
questions that effectively built on the survey findings and
provided a comprehensive understanding of the research
topic.

Interview conduct and analysis

Interview partners received the questions three weeks in
advance. The interviews, guided by these questions but not
limited to them, were scheduled for one hour. With par-
ticipants’ consent, interviews were audio-recorded and the
recordings were deleted after the transcripts were complet-
ed. We conducted a qualitative content analysis of inter-
views by first transcribing and thoroughly reviewing the
data. We then coded the text to identify key concepts and
grouped these codes into broader themes. The themes were
analysed in relation to our research objectives. To ensure
consistency, we used peer review. Finally, we reported our
findings with illustrative quotes from participants, provid-
ing a detailed and nuanced understanding of their experi-
ences and perspectives.

SWOT analysis

Using a SWOT analysis [12], we classified the collected
information into the four areas strengths, weaknesses, op-
portunities and threats. Findings from literature research
were integrated into the internal analysis of inherent
strengths and weaknesses of the concept of PPI in clinical

research. Findings from the online survey and semi-struc-
tured interviews were integrated into the external analysis
of opportunities and threats of PPI in Swiss academic clin-
ical research.

Results

The surveys yielded 123 responses including 42 (comple-
tion rate: 85%) from ARI, Regulatory and Funding Bodies,
39 (completion rate: 74%) from Researchers and 42 (com-
pletion rate: 52%) from Patients and Public.

Three semi-structured interviews were held with represen-
tatives from the SCTO, the SNSF as well as the Zurich can-
tonal ethics committee.

General awareness and understanding of PPI

A vast majority (97.3%) of ARI, Regulatory and Funding
Bodies endorsed the concept of PPI, but only half are fa-
miliar with the possibilities of PPI and only one third of-
fered PPI services or launched initiatives to promote PPI.
The main reasons mentioned for advocating PPI were the
promotion of patient-relevant research and ethical reasons.
Funding Bodies further confirmed their intentions that pa-
tients should be the focus of the funded research. Dur-
ing the semi-structured interview, the SNSF representative
stated that the SNFS set PPI as a funding criterion and in-
cluded patient representatives in the evaluation panel for
investigator-initiated clinical trials (IICTs) in order to cope
with that issue. The interviewee also confirmed that this
step increased the evaluation panel’s sensitivity for patient-
relevant research.

Almost two thirds (61.5%) of all Researchers were famil-
iar with the term PPI. Also, half of Researchers (51%)
were familiar with possibilities to include patient represen-
tatives in different activities along the research cycle and
a majority of Researchers (76%) affirmed to be willing
to educate themselves about PPI. Resources used for in-
formation were mainly webpages, informal conversations
and articles (figure 1); however most Researchers required
more easily accessible information about the practical im-
plementation of PPI and support offers as well as contact
opportunities to patient representatives. In addition, the
need for exchange within and between stakeholder groups
was expressed.

Only a minority of Patients and Public (31.0%) was famil-
iar with the concept of PPI. However, the readiness to ac-
tively contribute was very high (95.7%) and a majority of
Patients and Public (74%) affirmed to be willing to edu-
cate themselves about PPI.

The main goal of implementing PPI for Patients and Pub-
lic as well as for Researchers was to foster the conduct
of patient-relevant research (figure 2). Only a minority of
Researchers stated to implement PPI as a requirement of
funding bodies and none of them conducted PPI for the
sole purpose of additional funding. Reasons for PPI select-
ed by a majority of Patients and Public were finding new
or improved therapies for own illness or illness of others
and learning about the latest research activities and find-
ings.

During the interview with the SCTO representative, it was
confirmed that there is still a lack of awareness about the
concept of PPI. However, they also observed a growing
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interest in PPI among both researchers and the public. In
response, the SCTO has made introductory information
about PPI available on its website.

Benefits and risks of PPI

ARI, Regulatory and Funding Bodies identified the great-
est benefits of PPI as the promotion of patient-relevant re-
search and the strengthening of patient autonomy (figure
3a). No direct risks were attributed to improvements in
study quality by involving patient representatives and to

Figure 1: Research sources for patient and public involvement (PPI) according to researchers. Resources used by Researchers (n = 12) to
obtain information on PPI.

Figure 2: Reasons for Patient and Public Involvement in Clinical Research. (A) Reasons of Patients and Public to engage as patient repre-
sentatives (n = 21). (B) Reasons of Researchers for engaging patient representatives (n = 27).
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the democratisation of knowledge, but many participants
took up a neutral stance. Similarly, many participants rated
the optimisation of study resources, improvement of risk-
benefit ratio of a research project as well as the protection
of the rights and safety of study participants neutral. There
existed some disagreement about the risk of jeopardising
data protection of patient representatives’ personal and

health data generated during PPI activities. Further risks
identified during a semi-structured interview with a repre-
sentative of an ethics committee were tokenistic approach-
es to PPI as well as the instrumentalisation of patient rep-
resentatives.

Figure 3: Benefits, risks and challenges of Patient and Public Involvement (PPI) in clinical research. (A) Benefits and risks of PPI in clinical re-
search, rated as great risk (red), rather great risk (light red), neutral (grey), rather great benefit (light green) and great benefit (green), judged
by ARI, Regulatory and Funding Bodies in Switzerland (n = 35). (B) Challenges of PPI in clinical research, rated as minor challenge (green),
rather minor challenge (light green), neutral (grey), rather major challenge (light red) and major challenge (red), judged by ARI, Regulatory and
Funding Bodies in Switzerland.
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Challenges of PPI

ARI, Regulatory and Funding Bodies disagreed on the sig-
nificance of the challenges associated with PPI (figure 3b).
They considered the greatest challenge to be the lack of
funding possibilities for PPI. Further identified as chal-
lenges by more than half of all participants were a general
lack of awareness of the concept of PPI, unavailable edu-
cation of patients and the public about clinical research and
researchers about PPI, as well as missing PPI regulations.
The SCTO representative explained in the semi-structured
interview that the lack of education possibilities for patient
representatives was currently being tackled by the SCTO
in collaboration with the Swiss European Patients’ Acade-
my on Therapeutic Innovation (EUPATI CH) to develop a
training module for patient representatives. The represen-
tative of an ethics committee also deemed regulations to be

crucial in order to avoid tokenistic approaches and to have
a validated impact. He also considered the lack of defini-
tions of the role and responsibilities of a patient representa-
tive a fundamental gap. A further challenge mentioned was
the declaration and regulation of conflicts of interest of pa-
tient representatives.

PPI activities

Survey participants selected activities considered imple-
mentable in PPI (figure 4).

ARI, Regulatory and Funding Bodies largely supported the
following activities: compiling study information and doc-
uments in lay language, summarising study results as lay
summaries, actively participating in the development of re-
search questions, defining patient-reported outcomes and

Figure 4: PPI activities. Results of ARI, Regulatory and Funding Bodies (red) / Researchers (blue) / Patients and Public (green): Actively par-
ticipating in the development of research questions (76.5% / 65.5% / 65.5%). Defining patient-reported outcomes (PROs ) (70.6% / 69.0% /
65.5%). Assessing the risk-benefit ratio of a study (70.6% / 62.2% / 34.8%). Compiling study information and documents in lay language
(91.2% / 82.8% / 56.5%). Commissioning studies (32.4% / 34.5% / 30.4%). Recruiting study participants (61.8% / 69.0% / 34.8%). Retaining
study participants (47.0% / 44.8% / 52.2%). Analysing and interpreting data from a patient perspective (35.3% / 34.8% / 52.2%). Summarising
study results as lay summaries (82.4% / 75.9% / 65.5%). Disseminating study results (44.1% / 48.3% / 34.8%).
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assessing the risk-benefit ratio of a study. ARI, Regulatory
and Funding Bodies did not support the following activi-
ties: commissioning studies, analysing and interpreting da-
ta from a patient perspective, disseminating study results
and retaining study participants. This opinion was shared
by most Researchers. Only a minority of Researchers stat-
ed that involvement of patient representatives in their own
research projects was not conceivable at all.

In the Patients and Public group, more than half endorsed
active participation in developing research questions,
defining patient-reported outcomes, developing lay sum-
maries, compiling study information and documents in lay
language, retaining patients, and analysing and interpreting
data from the patient perspective. Patients and Public did
not consider it to be their role to support commissioning of
studies, assessment of risk-benefit ratio, recruitment of pa-
tients and dissemination of study results. Only one survey
participant was not ready to participate in any PPI activi-
ty. Reasons were lack of time and knowledge about clinical
research as well as direct and indirect costs linked with the
engagement.

Implementation and level of engagement

Half (52.6%) of all Researchers have already, to some
extent, involved patient representatives in their research.
Overall, the experience of involving patient representatives
was mixed. Positive feedback included that research pro-
jects were more meaningful, feasible and accepted by pa-
tients. Critical voices stated that PPI complicated the plan-
ning and conduct of the research project and that PPI was a
lengthy and resource-intensive process. The latter was con-
firmed in semi-structured interviews and all interview part-
ners agreed that more-efficient PPI processes are needed in
Switzerland.

Out of 42 Patients and Public survey participants, only one
had already engaged as a patient representative in clini-
cal research. The participant had a mixed experience. The
main point of criticism was the unstructured approach to
involving patient representatives, but overall the represen-
tative’s input was appreciated by the research team.

Most Researchers could imagine consulting patient repre-
sentatives on selected topics and matters and only a mi-
nority could imagine involving patient representatives at
a collaboration or leadership level. Patients and Public
however were equally willing to engage at a consultation,
collaboration or leadership level (figure 5a). Most Re-
searchers and Patients and Public would also devote at
least several days or evenings a year to PPI activities (fig-
ure 5b).

SWOT analysis

Survey results are summarised and depicted as a SWOT
analysis in figure 6. The internal analysis summarises
strengths and weaknesses of the concept of PPI. A litera-
ture search has shown that strengths of PPI include a strong
ethical rationale and the adoption of a new paradigm of
seeing patients as experts [1]. Thereby, patient-centredness
and relevancy in clinical research can be increased as well
as public understanding of clinical research [1]. Overall,
PPI can increase health literacy and thus also informed de-
cision-making [1]. Further, PPI presents an approach to

solve present issues in clinical research and can thereby in-
crease research quality [4–8]. Weaknesses include the lack
of clear PPI methodology [13], and that PPI is time- and re-
source-intensive for both financial and personnel resources
[1].

The external analysis summarises opportunities and threats
of PPI in Swiss academic clinical research. Opportunities
to promote PPI show in the survey results, as PPI is sup-
ported across all stakeholder groups and its importance is
being recognised. Further, the first PPI projects and initia-
tives have already been launched and allow Swiss stake-
holders to collaborate and to define common understand-
ings, which strengthens the relevance of Swiss academic
clinical research. Threats include a general lack of aware-
ness of the concept of PPI as well as multiple stakehold-
ers involved in the processes, which results in conflict po-
tential. This conflict potential is enhanced by the fact that
PPI imposes additional time and financial expenses for re-
searchers and patients, and the lack of appropriate funding
opportunities to cover such expenses. Training opportuni-
ties are not only essential for educating about PPI method-
ology to enable meaningful cooperation, but also for bring-
ing about the change in mindset required to see patients as
experts. This mindset shift could also be supported by pro-
viding a regulatory basis including guidelines as well as a
long-term funded, nationally coordinated approach to PPI.

Discussion

The surveys showed that research organisations, re-
searchers and the public in Switzerland generally highly
supported the concept of PPI and that they were willing
to actively contribute. Also, survey participants agreed that
PPI can bring great benefits to various aspects of clinical
research. In addition, some organisations and researchers
were already implementing PPI or establishing PPI initia-
tives. However, there was no established nationwide initia-
tive to support and promote PPI on a large scale.

More awareness of PPI is needed

The divergent opinions on the significance of PPI might
not only be based on different perspectives and priorities,
but also on the lack of coordination and overview of PPI
initiatives and support offers. A coordinated approach is
also suggested by interview partners as well as the Swiss
Academy of Medical Sciences [14]. The SCTO has plans
to streamline PPI processes by creating a Swiss PPI Hub,
which would act as a contact point for all stakeholders.

The survey also revealed that Patients and Public are in-
sufficiently informed about the general concept of PPI. In
comparison, Researchers were better informed, but more
than one third of all Researchers still had not yet heard of
PPI. This was confirmed by ARI, Regulatory and Fund-
ing Bodies, which rated the lack of awareness of PPI as
one of the major challenges. These findings further support
the need for a central point of contact as well as wide-
spread, easily accessible and understandable information
for all stakeholder groups.

PPI funding: a step in the right direction

The lack of funding for PPI was rated the most challenging
issue. After this survey was completed, the SNSF an-
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nounced the newly created opportunity for researchers to
apply for a preparatory PPI grant to cover reimbursement
and compensation of patient representatives before receiv-
ing an SNSF investigator-initiated clinical trial grant [15].
Further initiatives are needed to close this gap for other
grant applications.

Trial discontinuation due to poor recruitment was found
to be rather common for SNSF-founded randomised con-
trolled trials [16]. The funding criterion PPI as well as the
involvement of patient representatives in the commission-
ing of research grants could lead to better success rates of
SNSF-supported investigator-initiated clinical trials.

Motivation and practicability differ between stake-
holders

Reasons for the involvement of or engagement as patient
representative were diverse and differed between Re-
searchers and Patients and Public. The overarching moti-
vation for both groups however was the promotion of pa-
tient-relevant research, which was also confirmed by the
interviewees.

Also the feasibility of PPI activities in clinical research
was rated differently by the stakeholders. Overall, involv-
ing patient representatives to support the compilation of
documents in a lay-friendly way was rated to be the most
valuable activity. This is a promising basis for the manda-
tory publication of lay summaries of study results of clin-
ical trials with medical devices in Switzerland [17]. With
the upcoming revision of the ordinances of the Swiss Hu-

Figure 5: Level of involvement for PPI. (A) Desired level of involvement of Patients and Public (n = 21) (grey) and Researchers (n = 27) (light
grey). (B) Possible expenditure of time for PPI activities of Patients and Public (n = 21) (grey) and Researchers (n = 27) (light grey).
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man Research Act, all studies subject to the Clinical Trials
Ordinance (ClinO) will be required to publish their results
in the form of a lay summary [18].

Clear regulation and guidance for PPI is needed

Lack of regulations and guidelines for PPI was identified
as a major challenge. Available documents do not suffi-
ciently regulate PPI activities and according to the Federal
Council there are no intentions to legally anchor involve-
ment processes [19].

Even though there is no legal framework for PPI itself in
Switzerland, there are other regulations to consider, e.g.
federal and cantonal data protection acts as well as general
data protection principles [20]. To avoid tokenistic ap-
proaches to PPI, it should be clearly defined what role and

responsibility a patient representative is expected to cov-
er. It is thus crucial that the SCTO and its CTU network
is focusing on establishing guidelines, best practices, rec-
ommendations as well as training and consulting opportu-
nities.

Introducing PPI entails a paradigm change

All interview partners urged that a cultural change in Swiss
academic clinical research is needed to sustainably imple-
ment PPI. Also, survey results suggest Researchers might
not yet be ready to accept patients at higher engagement
levels. Patients and Public were evenly ready to engage at
a consultation, collaboration and leadership level, where-
as the majority of Researchers preferred only to consult
with patient representatives. Also a lack of time and insuf-
ficient knowledge on the Researchers’ side about how to

Figure 6: Results of the SWOT analysis, split into internal (strengths and weaknesses) and external (opportunities and threats) analyses.
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involve patient representatives at a higher engagement lev-
el and the possible benefits thereof might be a reason. To
sustainably promote this mindset shift, widespread train-
ing, including PPI methodology for researchers as well as
long-term funding for communication and coordination, is
needed.

Global perspective

The SWOT analysis shows great inherent strengths of the
concept of PPI that outweigh the weaknesses. In contrast,
threats outweigh opportunities for the situation of PPI in
Switzerland. This confirms insufficient frame conditions
present in Switzerland. Other countries in comparable ear-
ly PPI stages as Switzerland, e.g. Australia or Japan, report
similar struggles such as lack of financial and staff re-
sources and a gap in training opportunities [21, 22]. In
contrast, other countries have established national PPI ini-
tiatives to support and promote PPI in clinical research.
In the UK, the NIHR has launched the Centre for En-
gagement and Dissemination, which brought together IN-
VOLVE, its former national advisory group, and the Dis-
semination Centre [23]. The Canadian Institute of Health
Research launched Canada’s Strategy for Patient-Oriented
Research that aims to fund research that is important to
patients and to create hubs to bring stakeholders together
[24]. The Patient-Centered Outcome Research Institute is
a non-governmental organisation in the USA that was es-
tablished to fund clinical effectiveness research with pa-
tient-relevant outcomes [25]. Besides national initiatives,
the ICH has addressed PPI in a reflection paper and an-
nounced compilation of two guidelines focusing on pa-
tient-centred outcomes as well as PPI methodology [26].

Strengths and limitations

In this study, we applied a thorough methodology that
combined a literature search with surveys and semi-struc-
tured interviews. This approach allowed for direct effects
at the University Hospital Zurich by initiating a PPI project
and facilitated an in-depth exploration of stakeholder ex-
periences. These efforts led to the identification of specific
milestones and the creation of a roadmap towards the im-
proved establishment of PPI in Switzerland.

Despite these strengths, several limitations were noted.
The surveys were only available in German, which ex-
cluded a portion of Switzerland’s population. Additionally,
there was a low completion rate for the Patients and Public
surveys, likely due to the lengthy and detailed section on
PPI activities, where most participants discontinued. This
highlighted the importance of layperson-adjusted language
in terms of length and complexity.

Another potential bias was introduced by placing the sur-
vey banner on the CTC Zurich webpage. However, this al-
so proved to be a strength, as it allowed for participation
beyond personally invited respondents, potentially result-
ing in a more diverse sample.

Finally, while the number of semi-structured interviews
was not representative, we carefully selected interview
partners due to the limited number of experts available in
Switzerland. These interviews provided valuable insights
and a detailed understanding of the key issues PPI faces,

contributing significantly to the overall objectives of this
study.

Conclusions

In general, this study showed great support for PPI across
all stakeholder groups, but the Swiss framework for PPI is
in need of improvement. Basic standards for PPI in Swiss
clinical research should be implemented, including regu-
lations and guidelines for PPI as well as widespread in-
formation for patients, the public and researchers. Further,
training opportunities in PPI concepts for clinical research
as well as a sustainable source of funding for PPI are re-
quired. A joint effort by all stakeholders is needed to keep
the momentum going and to catch up with international
PPI developments to match high-level ethical and quality
standards.

Availability of data and materials

Surveys and survey results can be provided upon reason-
able request.
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Appendix  
 

Results of the stakeholder analysis 

Results of stakeholder analysis. Abbreviations: FOPH = Federal Office of Public Health, ECs = Ethic Committees, SNSF = Swiss National Science Foundation, ARI 

= Academic Research Infrastructure, CTUs = Clinical Trial Units, SCTO = Swiss Clinical Trial Organisation, SAMS = Swiss Academy of Medical Sciences. 

Stakeholder Expectation / Interest Power and Impact Conflict Potential 

 Factor Specification Factor Specification Factor Specification 

Re
gu

la
to

ry
 B

od
ie

s 

FOPH high clear regulatory 
frameworks; patient 

safety 

high regulation of legal requirements high consideration of all interest 
groups  

Swissmedic high quality and safety of 
therapeutic products; 

patient safety  

high approval of clinical trials, 
authorization and surveillance 

of therapeutic products 

high consideration of all interest 
groups 

ECs high Legal and ethical 
compliance; patient 

safety; project quality 

high authorization of submitted 
projects  

medium approval procedures and criteria 
for PPI activities  

Swissethics high harmonization of EC 
processes 

medium harmonization and coordination 
of ECs, provision of guidance 

documents 

low consideration of all interest 
groups 

Fu
nd

in
g 

B
di

 

SNSF high public relevance of 
funded research 

high setting of funding conditions  high Insufficient financial resources for 
fulfillment of funding conditions 

European 
Commission 
(Horizon 2020) 

high public relevance of 
funded research; open 

science policy 

high setting of funding conditions high insufficient financial resources for 
fulfillment of funding conditions 
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AR
I 

CTUs high optimization of study 
design and study-specific 

processes  

medium consulting and support of 
clinical research projects; 

training opportunities  

medium insufficient staff resources; 
inadequate/ premature 

consulting due to missing 
guidance and experience 

SCTO high  optimization of  
research conditions 

medium implementation of national and 
international contacts; training 

opportunities 

low nA 

SAMS high high quality clinical 
research  

medium Promotion of training; provision 
of guidance documents 

low consideration of all interest 
groups 

Re
se

ar
h

  high clear and simple 
guidance; improvement 
of research conditions 

medium dependent on project approvals 
and patient consent; project-

specific risks and benefits 

high paradigm shift; 
time and financial constraints; 

lack of practical guidelines 

Pa
tie

nt
s a

nd
 P

ub
lic

 Patients medium improvement of health 
care and treatment 

options 

medium individual decision about 
project participation and 
engagement as patient 

representative 

medium lack of understanding of 
processes in clinical research 

Patient 
representatives 

high patient safety; 
promotion of patient-

relevant research 

low protection of patient safety and 
data  

medium patient misfeasance 


