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Background and Objectives:

Guidance for patient engagement in plain
language summaries (PLS) of publications is
needed! and has been initiated by a Patient
Focused Medicines Development (PFMD)
Working Group (WG)?2

We present the co-creation process used to
6/9 ensure quality and relevance of this guidance
to a broad audience

Conclusions:

The multi-stakeholder co-creation process
facilitated the development of practical
guidance for patient engagement in PLS
with broad applicability

The guidance is being updated to incorporate
the feedback from Consultation Round 2

The final How-to Guide will be available via the
PEM Suite (https://pemsuite.org/)

Stages of co-creation to develop the How-to Guide for PLS
of peer-reviewed publications and conference presentations

Working Group (WG) Development of Draft
(July 2019 to July 2020)

Practical How-to Guide for
Multi-stakeholder Co-creation

Initiation of WG Draft development

9
=)
The WG consists of @

14 stakeholders

. Agreement Based on WG volunteers
with r.eIevant of a stepwise the patient drafted each
ELREMERES structure engagement section of the
aualiyguidance puicanee

Round 1 - PFMD Contributors
(September 2020 to November 2020)

Facilitated by
online discussions
and a document-

sharing application

Feedback:
- Over 500 comments/edits

Majority were complimentary and constructive

PFMD contributors
responded

(’f Click here for data

Round 2 - Public Consultation
(February 2021 to April 2021)

Resulted in a number of improvements

29 of the 130 %

Executive summary Visual enhancements Interactive “easy-to-use” tool

Online survey What did they think of the How-to Guide?

1 4 I Disagree I Neutral [ Agree [ strongly agree

The guide would be useful to develop PLS of peer-reviewed
publications/conference presentations”

QUESTIONS

6%  11% 33%
Who responded?

The involvement of patients is appropriately described”

As of March 23, 2021,
there had been 22 6%  11% 44%
responses to the survey

Responders represented a
range of specialities 229% 39%

(’f Click here for data The format is clear and user friendly”

0, 0, 0,
Responders provided a 6% 28% 4%

global perspective

(’f Click here for data

*n=18 for this question.

How wiill they use the How-to Guide?

39%

The language and content are comprehensive and easy to understand”

39%

22%

The majority
of the responders
were experienced in
patient engagement

(’f Click here for data

The majority of

this guide as part
of their role/work

Half of responders would like
to receive additional support

responders will use -
77% P 50% Best practice examples
Implementation training
Guidance on measuring impact

Content overview

l?] Introduction and overview

What How was Who
isit? it developed? is it for?

Q\@/) Ethical considerations for PLS

1

:— | Stepwise approach for PLS co-creation
M—» Step 2: Step 3:
Rationale Identify your Consider the
and scope target audience dissemination strategy
LT T —
Identify your key Writing the PLS

stakeholders for co-creation

|—> Step 6: Step 7:

Disseminate Tracking dissemination
your PLS and measuring success

]?l PLS of conference presentations

Considerations for quality 2
patient engagement —E

Key considerations

based on PEQG criteria (¥ click here for data
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To be made available as a PDF and an “easy-to-use” online tool
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Background and Objectives: B Patient experts, 3

. Industry, pharma, 4

Guidance for patient engagement in plain
language summaries (PLS) of publications is
needed! and has been initiated by a Patient
Focused Medicines Development (PFMD)
Working Group (WG)?2

. Researchers, academia, 3

. Publishers, 2

. CRO / service provider, 2

We present the co-creation process used to
6/9 ensure quality and relevance of this guidance
to a broad audience

Conclusions:

The multi-stakeholder co-creation process
Qo facilitated the development of practical
10 guidance for patient engagement in PLS
with broad applicability

@ The guidance is being updated to incorporate July 2019 — July 2020

the feedback from Consultation Round 2

g"é} The final How-to Guide will be available via the
= PEM Suite (https://pemsuite.org/)
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Background and Objectives:

. Industry, pharma, 13

Guidance for patient engagement in plain . Patient experts, 6
— language summaries (PLS) of publications is ’
— needed! and has been initiated by a Patient . .
CRO / service provider, 8
Focused Medicines Development (PFMD) . / P

; 2
Working Group (WG) I Researchers, academia, 2

We present the co-creation process used to
6/9 ensure quality and relevance of this guidance
to a broad audience

Conclusions:

The multi-stakeholder co-creation process
Qo facilitated the development of practical
10 guidance for patient engagement in PLS
with broad applicability

’_ﬂo The guidance is being updated to incorporate September 2020 — November 2020
J the feedback from Consultation Round 2

g"é} The final How-to Guide will be available via the
= PEM Suite (https://pemsuite.org/)
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. Patient/carer, 1

.. Patient ts, 2
Background and Objectives: . atient experts

. Industry, pharma, 2

Guidance for patient engagement in plain
language summaries (PLS) of publications is
needed! and has been initiated by a Patient
Focused Medicines Development (PFMD)
Working Group (WG)?2

Medical device industry, 1

. Researchers, academia, 4

. CRO / service provider, 1

We present the co-creation process used to
6&9 ensure quality and relevance of this guidance

to a broad audience
. Other, 4

Scientific writer, 7

Conclusions:

The multi-stakeholder co-creation process
Qo facilitated the development of practical
10 guidance for patient engagement in PLS
with broad applicability

@ The guidance is being updated to incorporate February 2021 — April 2021

the feedback from Consultation Round 2

g"é} The final How-to Guide will be available via the
= PEM Suite (https://pemsuite.org/)
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Background and Objectives:

Guidance for patient engagement in plain
language summaries (PLS) of publications is
needed! and has been initiated by a Patient
Focused Medicines Development (PFMD)
Working Group (WG)?2

We present the co-creation process used to

6&9 ensure quality and relevance of this guidance
to a broad audience

Responders provided a global perspective

Conclusions:

Afghanistan Italy South Africa UK
The multi-stakeholder co-creation process Australia Japan Syrian Arab Republic  US

ol facilitated the development of practical Belgium Netherlands Switzerland

10 guidance for patient engagement in PLS
with broad applicability

the feedback from Consultation Round 2

@ The guidance is being updated to incorporate February 2021 — April 2021

g"é} The final How-to Guide will be available via the
=l PEM Suite (https://pemsuite.org/)
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Background and Objectives:

Guidance for patient engagement in plain
language summaries (PLS) of publications is
needed! and has been initiated by a Patient
Focused Medicines Development (PFMD)
Working Group (WG)?2

We present the co-creation process used to
6&9 ensure quality and relevance of this guidance
to a broad audience

Conclusions:

The multi-stakeholder co-creation process
Qo facilitated the development of practical
10 guidance for patient engagement in PLS
with broad applicability

’_i’ The guidance is being updated to incorporate
J the feedback from Consultation Round 2

g"é} The final How-to Guide will be available via the
=l PEM Suite (https://pemsuite.org/)

Stakeholder involvement in co-creation of guidance
for patient engagement in PLS

CONSULTATION ROUND 2 - PUBLIC CONSULTATION
(N=22)

The majority of
responders were
experienced in
patient engagement

. Advanced, 14
. Intermediary, 6

Beginner, 1

. No experience, 1

February 2021 — April 2021




