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2. Introduction

Public and patient involvement (PPI) in research and innovation refers to the active involvement
of members of the public, including patients, carers, and other stakeholders, in the research and
development (R&D) processes. PPl aims to ensure that R&D processes and outcomes are
adequate and relevant to the needs and concerns of the public and patients, and can help
accelerate the implementation of positive societal impact from R&D activities. PPl has become
increasingly important in research, especially in clinical R&D activities, with momentum now also
increasing in the preclinical domain. Recognising the PPl potential for accelerating positive
societal impact for in silico medicine, the Avicenna Alliance (AA) has established the PPI task force
(TF) of the policy development working group. The PPI TF strives to enable and develop PPI best
practices in the field of in silico medicine and empower patients and the public to co-create future
digital health technologies. To better understand the PPl maturity level among AA members
before tailoring PPI activities, the PPl TF decided to conduct an AA-internal survey.
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3. Aims

The primary aim of the survey was to identify current PPI practices and perceptions within the
AA to serve as a guide to the newly established PPI TF for improved targeting of future content
and activities in an evidence-based approach. As a secondary aim, the survey was intended to
help raise PPl awareness within the AA by catalysing conversations about the topic.

4. PPI Familiarity

Respondents considered themselves rather unfamiliar with PPl practices (average 2.7/5), and
also considered PPI to play a rather small part in their daily professional function (average 2.6/5).
Comparatively, respondents perceived PPl to be of marginally higher emphasis in their
institution’s daily focus (average 2.9/5) (Figure 1). Complementing these self-rating questions
with a short quiz on categorising different activities by whether they constitute PPl activities (only
one of which was, i.e., “having a patient representative on your project steering board”, with
others constituting rather ‘engagement’ or ‘outreach’ activities, indicates that the current PPI
understanding is heterogenous, with different interpretations as to what ‘involvement’ means.

Avicenna Alliance

9 \ Association for Data Driven Medicine

PPI Familiarity

Do you consider the following to constitute PPl activities?

* How familiar do you consider
yourself with practices in Public & Wves Eno W Maybe
Patient Involvement? (1-5)

Conducting a patient focus group as part of your _
* Average 2.67 project.
Publication of results in a scientific journal. _
* To what extent do you consider PPI Interacting with the public a1 a science fa _
an integral part of your daily
professional function? (1_5) :Z’ri‘fgahf:zm representative on your project
¢ Average 2.58 Communication of results in a mainstream media _
Project presentation at a patient organisation
* To what extent do you consider PPI meeting: _
an integral part of your institution’s Collecting data from a clinical study.

daily focus? (1-5)
* Average 2.92 100 0 100%

Figure 1: Overview of survey responses relating to PPI familiarity and scope.
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1/3 Survey respondents have previously sought advice on PPI (Figure 2). Of all respondents, half
would gather PPI advice indirectly, e.g., from their company-internal Public Affairs department.
1/4 would gather the information directly from a patient or PPI group. 1/4 of respondents
indicated they do not know where to gain PPl information from.

» PPl Awareness

Have you ever sought
advice on PPI
implementation?

=\ Avicenna Alliance

Association for Data Driven Medicine

Where did/would you gather this information from?

25%
“Directly from a
50% patient/PPI group.”
“Indirectly, from, e.g.,

Public Affairs

department.”

25%
“Do not know.”

1/3 Has sought advice on PPI, 25% directly from patients or Pl groups.

Figure 2: Overview of survey responses relating to PPl advice and support.

6. PPI Resources

Survey participants answered questions in relation to their allocated PPl resources, i.e., time and
money. 87% of participants spent < 2% of their time on average on PPI activities over the past
year, with 25% none at all. 60% felt their PPI time allocation was too little (Figure 3).

58% of respondents have allocated no budget at all to PPl activities over the last year. 2/3
respondents who have spent budget on PPI activities experienced their allocation to have been
too little. When spending PPI budget, the top 3 categories were communication, travel, and

salaries (Figure 4).
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» PPl Resources — Time LA

About what % of your time have you spent on average on PPI If any time spent, did you experience this to be:
activities over the last year?

17%
“more than 10%” 40%

25% “about right”
“None”

60%
“too little”

58%
“about 2%”

87% Spent 2% or less on PPI, 60% felt it was too little.

Figure 3: Overview of survey responses relating to PPI time resources.

Avicenna Alliance

» PPl Resources — Money L

About what % of budget have you allocated to PPl activities If any budget spent, did you experience this to be:
over the last year?
8%
“more than 10%”
33%
“about right”

8%
“about 10%”
58%

67%
llNone" °

“too little”

n%

“about 2%”

Top 3 PPl budget categories: communication, travel, salaries.
67% felt the budget was too little.

Figure 4: Overview of survey responses relating to PPI financial resources.
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7. PPl Incentives

Assessing potential incentives for PPI, both internal and external to AA members’ institutions,
about half of the survey respondents were unaware of any PPl incentives. Survey participants
also indicated that there are fewer internal incentives (the top incentive being an evaluation
requirement) compared to external ones (the top external incentive being a funding
requirement) (Figure 5). Participants indicated that they consider PPl to be a worthwhile
pursuit as an integral project part (average 3.8/5) (Figure 6).

==\ Avicenna Alliance

Association for Data Driven Medicine

* PPl Incentives

Are there any internal incentives for PPl implementation? Are there any external incentives for PPl implementation?

25%

uYesn 33%
“Yos”
42% )
“Not sure” 50% — B
“Not sure”
33%
“No” 17%
IINOII

Top internal incentive: evaluations.

Top external incentive: funding requirement.

About half of the respondents were not aware if any incentives exist.

Figure 5: Overview of survey responses relating to internal and external incentives for PPl implementation.
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8. Conclusions and Actions

From the survey evaluation, we interpret that:

1.

The external PPl environment may change faster than the institutional awareness among
AA members.

Action: Enable AA members to adopt a proactive PPl approach to maintain and foster a
competitive edge.

AA members generally consider PP| to be a worthwhile pursuit and are open to emerging
opportunities.
Action: Adopt a research lifecycle approach to systematically identify PPl opportunities.

PPl support & incentives are relatively low among AA members.
Action: Provide guidance internally within AA capacity and establish relationships/touch
points with competent PPl institutions beyond the AA.

PPI perceptions are heterogenous among AA members.
Action: Facilitate a coherent & unified PPl language across the AA, in line with
international PPI leaders.

PPl awareness is relatively low among AA members.

Action: Establish & develop the AA PPI TF identity and involve AA members such to
become ambassadors for PPl best practices for in silico medicine through, e.g.,
publications, workshops, and advocacy.

=\ Avicenna Alliance

Association for Data Driven Medicine

| PP| Observations

/ To what extent do you consider PPl to be a worthwhile pursuit as an integral project part?

Average 3.8

“It probably makes the science more
translational and end-user driven -
which | do not think is a benefit for

all types of research.”

“Patients involvement in clinical
research is extremely valuable. So far
we had no occasion to get involved
since we work for contracted activities.
We would certainly welcome research

involving patients' organisations.”

“The value PPI brings depends on
technology readiness level of the

project deliverables. So it is not
sensible to have PPl as an integral
part of every project. | have found it
useful that PPl is moderated by
experts, and P&P representatives
are indeed representative.”

“Too soon to say but we got positive
feedback and we are effectively
creating collaboration with patient

organizations.”

Figure 6: Overview of survey responses relating to PPl general perceptions.
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