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PFMD - who are we and 
where do we come from?
The issue, the need and our approach
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PFMD - A multi-stakeholder collaborative 



4

PFMD Strategic approach translates into 3 main workstreams

Increasing demand and creating 
conditions for systematic patient 

engagement

Strengthening and expanding the 
PATIENT ENGAGEMENT ecosystemBuilding the 

foundation

IM
PA

CT

TIMELINEOCT. 2015 2016 2017 2018 2019
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Adoption, implementation and 
dissemination of co-created 
tools beyond PFMD

Co- creation

Landscape & 
Needs Analysis

Development of PE 
framework 

PE Toolkit

Review, test, pilot and 
improve co-created tools

Co-creation working groups, 
strategic collaborations for 
non-duplication and 
defragmenting Background and landscape 

analysis, knowledge sharing 
within and beyond PFMD

Co-creation methodology
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Q1/ 2017Q4/ 2016 2018 2019 - 2020

PFMD Multi-stakeholder Working Groups performed a gap analysis and proceeded to co-create the tools to bridge 
the gaps identified.

Phased approach to creating a practical 
guide to do patient engagement

Working Groups identify strong 
need for a practical guidance 
and set of examples that clarify 

● WHY, HOW, and  WHEN to 
do patient engagement, 
and 

● What can be called “good 
patient engagement”

Release of 
● V1 of Patient 

Engagement 
Quality Guidance

● Book of Good 
Practices

Working Groups co-create how-to 
modules for specific Patient 
engagement activities
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The Rationale for Patient Engagement Guidances   

Recent studies highlighted*:

*References:

1. Bellows M, Burns KK, Jackson K, et al. Meaningful and effective patient engagement: What matters most to stakeholders. PXJ 2015;2(1):18-28.

2. Understanding Stakeholders Expectations for Patient Engagement : a qualitative survey Boudes M, Robinson P, Bertelsen N, Brooke N, Sargeant I Value in Health 20A :20(9) A653

3. What do Stakeholders expect from Patient Engagement : Are these expectations being met ?   Boudes M, Robinson P, Bertelsen N, Brooke N, Hoos A, Boutin M, Geissler J, Sargeant I 

Health Expectations 2018 ;1--11 in press  

Each Stakeholder group 
has a relevant view on 
how to meaningfully 
engage with patients

There are educational 
gaps - A shared definition 
of PE & how to organise 
PE  activities is missing

A structure and guidance 
for patient engagement is 

urgently required  
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Confirming the rationale for Patient 
Engagement Guidances
Key highlights from a PFMD public consultation
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Objective: Get a clear understanding of respective expectations. 

Methodology:
● 59 in-depth inte  
● 7 stakeholder groups (patients, HCPs, policy makers, payers, industry, researchers 

& research funders)
● Poster at the 20th International Society for Pharmacoeconomics and Outcomes 

Research (ISPOR) Conference (November 2017, Glasgow, UK).

Results: There is a general agreement on the urgency to accelerate the PE evolution, 
but there is no clear accountability or common views on responsibilities. Moreover, key 
stakeholders don’t have clear communication paths between themselves.  

Publication: https://onlinelibrary.wiley.com/doi/epdf/10.1111/hex.12797
Poster:http://patientfocusedmedicine.org/wp-
content/uploads/2017/10/PFMD_UnderstandingStakeholdersExpectation.pdf

Understanding the PE stakeholders’ expectations
A complete survey & publication

https://onlinelibrary.wiley.com/doi/epdf/10.1111/hex.12797
http://patientfocusedmedicine.org/wp-content/uploads/2017/10/PFMD_UnderstandingStakeholdersExpectation.pdf
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Initiatives

Organisations Users

Reports

Resources

Existing   
Frameworks

Including

Starting by building on existing frameworks and 
mapped initiatives



76 Participants, representing
51 organisations, in 

* 3 Working Group meetings,
* 4 Task force meetings,
* and numerous alignment calls.

30 Industry representatives
20 Patient/ patient organisation representatives
6 CRO/ Service providers to pharma industry-
representatives
5 Independent experts with various related expertise

4 HTA/ Regulatory representatives
4 National and supranational organisations
3 Research Hospital representatives
2 Academic researchers
2 Non-profit organisation representatives

PFMD Contributors’ Network 2017-2018
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...Representing 51 Organisations
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A practical guide to planning, 
developing and assessing the quality 
of patient engagement activities and 
projects throughout the 
development and life cycle of 
medicines for all stakeholders.

What is the Quality Guidance 
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The PE Quality Guidance proposes 7 Quality 
Criteria which have been co-created -
based on pre-existing patient engagement 
frameworks published - in the PFMD multi-
stakeholder co-creation efforts that 
brought together expert active in the 
different phases of medicine research, 
development and delivery.

The Seven PE Quality Criteria
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● Exemplify the Patient Engagement Quality Criteria
● True and meaningful engagement in different settings

by different stakeholders
● Collected through SYNaPsE and workshops in 2017 and 

selected with help from an external advisory group
● Will grow and evolve
● First version available in SYNaPsE

PFMD Book of Good Practices - providing real examples of PE
Released on June 6th, 2018

https://involvement-mapping.patientfocusedmedicine.org/book-of-good-practices
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Introduction to 3 cases from 
different perspectives
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Natasha Ratcliffe
Parkinson’s UK

Heidi Muller    
Janssen 

Søren E. Skovlund
University of Aalborg

Speakers

Patient Engagement Dashboard and two case 
examples

An industry approach to using the PE Quality 
Guidance

Using the PE Quality Guidance 
to assess working process of 
the Patient and public 
involvement advisory group 
for Parkinson’s clinical trials 
programme - industry-patient 
organization collaboration

Using the PE Quality Guidance 
to develop a national diabetes 
PROM intervention for 
standard care 

Laurence Maes
Janssen
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Industry case

Learning from good patient 
engagement practices and applying 
to your everyday work

Author: Janssen -
Laurence Maes, Emily Bone, Heidi Müller

Patient Engagement Open Forum
18 September  2019
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Medical Devices

The world’s most  comprehensive 

medical devices business

Consumer

The world’s sixth-largest 
consumer health company

Pharmaceuticals

The world’s fifth-largest  
pharmaceutical company

Global Public Health 

Ranked #3 in the 2018 Access to 
Medicine Index

About Janssen, part of Johnson & Johnson
Creating value through innovation

135,OOO 260 1+ billionemployees
worldwide

lives touched

every day
companies

in virtually all countries of the world
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We partner with patients and 
caregivers, systematically interacting 
directly with them. We act on patient 
perspectives early and maintain an 
ongoing dialogue to develop solutions 
that better meet needs.

JANSSEN PATIENT ENGAGEMENT
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The Janssen Patient 
Engagement Dashboard
How does a pharma company implement 
Patient Engagement to truly deliver on the 
needs of patients?
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Janssen’s approach to Patient Engagement

SystematicEmbedded Accountable Dynamic

Patient Engagement 
is everyone's 
responsibility

Measuring progress 
and promoting 
industry change

Identifying pain 
points, finding 
solutions

Ongoing, proactive 
dialogue throughout 
the entire lifecycle
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Measuring progress drives change
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Janssen Patient Engagement Dashboard

Janssen Patient Engagement Dashboard 2Q2017 1Q2018 2Q2018 1Q2019

Disease Area 
Strategy

Is an Integrated Patient Journey (IPJ) complete ?
X% Y% Z% …

Is there direct patient input into disease area strategy? ...

Compound 
Strategy

Are Patient (P) and Self Pay (S) sections of the Target Product Profile (TPP) 

complete, with insights derived directly from patients? 

Did patients provide direct input into compound indication/s and end points?

Have patients provided input into product formulation/ delivery per Customer 
Value Framework? 

Does the compound have a pre-approval patient access strategy?

Clinical 
Development 

Plan

Did patients provide direct input into the clinical development plan prior to the 

start of pivotal?  

Are protocol designs and operational strategies informed by direct patient 

insights?

Are the PROs needed for evidence at launch incorporated into the pivotal?  
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Janssen Patient Engagement Dashboard

Janssen Patient Engagement Dashboard 2Q2017 1Q2018 2Q2018 1Q2019

Priority Compounds
Clinical Development Team Leader

All aspects of drug development
6 monthly
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Some industry examples of 
patient engagement
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Binder for Lymphoma Patients
Case 1

In partnership with a national Lymphoma advocacy group, Janssen developed 
a binder for patients to keep all their disease-related information together and 
easily accessible
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Helping patients to live well with Inflammatory 
Bowel  Disease (IBD)

Case 2

In partnership with a pan-European Crohn’s & Colitis advocacy group, Janssen 
has developed a series of animated videos to provide positive and practical 
advice to patients about living well with IBD
• Life after diagnosis
• Daily Life
• Mission: Remission
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For more information

Director, Patient Engagement Strategy
Heidi Müller

Email: hmuller@its.jnj.com
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Patient and public involvement advisory group for Parkinson’s 
clinical trials programme - industry-patient organization 
collaboration

Learning from good patient 
engagement practices and applying 
to your everyday work

Authors: Parkinson’s UK & United Neuroscience

Patient Engagement Open Forum
18 September  2019
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Today’s presentation

• Description of the initiative 

• Application of the PE Quality Criteria

• Learnings / challenges

• Impact / benefit 

• Next steps  
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• Largest charitable funder of Parkinson’s research in Europe
• Supporting researchers and people affected by Parkinson’s to work together through our patient 

and public involvement (PPI) programme

Description of  Initiative

• A biotech company developing a vaccine for the treatment of Parkinson’s
• Wanted to work with people affected by Parkinson’s to better understand the condition and make 

their research more accessible and useful for people with Parkinson’s
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• Set up a patient and public involvement (PPI) advisory group
• 3 PPI advisors - people affected by Parkinson’s
• 2 staff members from Parkinson’s UK
• 3 staff members from United Neuroscience

• Aim: to provide input on the UNS research programme and their planned clinical 
trials (phase I-III) for their Parkinson’s vaccine

Research and discovery Non-clinical 
development

Clinical development 
Phase I, II and III

Post approval, lifecycle 
management 

EUPATI development steps in medicines R&D eupati.eu

Description of  Initiative

https://www.eupati.eu/
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● Used the criteria to review work so far (~6 
months) and plan for future

● All stakeholders gave input on completion of PE 
Quality Guidance
○ First draft by Natasha (Parkinson’s UK) and 

Sharon (United Neuroscience)
○ Discussion in advisory group meeting, guidance 

revised and final version reviewed by all.

Application of the 7 PE Quality Criteria



35

This refers to:
● the project’s aims and outcomes that all stakeholders taking

part should agree on before starting the project.

● Discussion at advisory group meeting gave us clarity on our purpose and aims 
● Opportunity to review our objectives and expectations in light of changes to the United Neuroscience research 

plan in January 2019

Our shared purpose: To maximise the potential of the UNS research programme, improve recruitment to the 
clinical trials and improve the overall experience for participants in the study

PE Quality Criteria
01. Shared Purpose
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This refers to:
● respecting each other, and respectful interactions within the project to be

established among partners;
● openness to and inclusion of individuals and communities (to the project)

without discrimination.

PE Quality Criteria
02. Respect and accessibility

● Open and honest dialogue - all members of advisory group viewed as equal partners in discussions
○ Future plans - to invite PPI advisors to suggest topics for meetings

● Ensuring all documents and materials were written in plain English and shared in good time
○ Feedback from PPI advisors on timelines for sending documents

● We had a role description from when we first recruited to the group. As a result of using the PE Quality 
Criteria we developed terms of reference for the group
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This refers to:
● the mix of people you involve, which should reflect the needs of the project;
● the interests of those who may benefit from project outputs.

PE Quality Criteria 
03. Representativeness of stakeholders

● People affected by Parkinson’s were recruited via Parkinson’s UK PPI network
○ all 3 have Parkinson’s (diagnosed between 3-6 years prior to joining) and have experience of participating 

and being involved in research
● Discussion about the maximum size of the advisory group and how we can ensure representative input to 

the project
○ Advisory group will work together to identify where and when it will be necessary to involve a wider group 

of people and will plan this 
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This refers to:
● the need for clearly agreed, and ideally co-created roles and

responsibilities, in writing, addressing that all aspects of project needs will
be established upfront and revisited regularly.

PE Quality Criteria
04. Roles and responsibilities

● PPI advisors signed agreements at start of the project, outlining general expectations for all 
○ Given opportunity to discuss and make amendments beforehand

● Additional tasks and  responsibilities are discussed and agreed during meetings and confirmed in writing 
afterwards

● New information/topics are always discussed in meetings before inviting further feedback and input from 
advisors, giving people the opportunity to raise questions and clarify points of uncertainty

● The role of the advisory group evolves over time - agreement that this is fine as long as there are clear 
objectives for the group
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This refers to:
● capacity as having relevant and dedicated resources from all stakeholders (for

example, providing a dedicated point of contact by the sponsor and having
allocated sufficient time by all stakeholders to allow genuine engagement);

● capabilities for all stakeholders to enable meaningful engagement.

PE Quality Criteria 
05. Capacity and capability for engagement 

● Commitment from both organisations demonstrated by staff member involvement
● Using the PE Quality Criteria has helped build capabilities for the United Neuroscience team
● PPI advisors had undergone PPI training prior to their role. Additional guidance has been provided as required

○ e.g., ‘introduction to clinical trials’ session 
● Future plans - exploring the idea of a ‘journal club’
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This refers to:
● the establishment of communications plan and ongoing project 

documentation that can be shared with stakeholders. 
● Communication among stakeholders must be open, honest and complete. In 

addition, adequate up-to-date documentation must facilitate communication 
with all stakeholders throughout the project. 

PE Quality Criteria 
06. Transparency in communication and documentation

● Videoconferencing used for meetings - members of the group are based in different locations across UK and US
● Transparency has been key, particularly with respect to changes to research plan since start of advisory group
● Feedback during completion of PE Quality Criteria highlighted need to review process for sharing meeting notes 

and actions - balancing flexibility with clear documentation
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This refers to:
● the smooth progression of the project, as well as efforts to maintain

ongoing relationship with stakeholders.

PE Quality Criteria
07. Continuity and sustainability

● Aim is to embed patient engagement as part of the process for the Parkinson’s vaccine trial

● United Neuroscience view this work as a ‘programme’ rather than a specific project and intend to apply the 

learning from this work to other branches of their R&D programme

● Parkinson’s UK are using learnings and experiences to build upon the support offered for patient and public 

involvement

● Plan to include a ‘lessons learned’ debrief at the end of the project - survey to all involved. Feedback from PPI 

advisors is also recorded during meetings
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● PE Quality Guidance provided a common framework for the group
○ Introduction to PE

● Highlighted importance of regular feedback review points and keeping clear 
documentation throughout the project

● Need to allocate time to complete PE Quality Guidance 
○ We developed a brief version of the criteria to discuss with PPI advisors

● Changes to research plans may require adjustment to patient engagement plans

Key “Lessons Learned”
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● Strengthened relationship between Parkinson’s UK and United Neuroscience

● Helped clarify the purpose and the aims for the advisory group

● Provided a tool to evaluate our progress so far

● Unexpected outcome - pause on the advisory group until 2020
○ Positive step to ensure that we can undertake meaningful patient engagement 

activities that can make the most impact on the research

What was the impact of using the PE Quality Guidance?
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● We will resume the advisory group in 2020 in line with planning for the
phase II trial

● Plan is for the advisory group to run throughout the duration of phase II
studies, and possibly beyond into phase III

● Working with the advisory group to identify opportunities to reach out to
wider groups of people affected by Parkinson’s for input

What’s next for this initiative?
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Research Involvement Manager
Natasha Ratcliffe

Email: nratcliffe@parkinsons.org.uk

For more information
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Using the PE Quality Guidance to develop a national 
diabetes PROM intervention for standard care

Learning from good patient 
engagement practices and applying 
to your everyday work

Author: Søren E. Skovlund

Patient Engagement Open Forum
18 September  2019



47

Today’s presentation

• Description of the initiative 

• Application of the PE Quality Criteria

• Learnings / challenges

• Impact / benefit 

• Next steps  
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Description of  Initiative (1)

Challenge: 
Involvement of People with Diabetes (PwD) as equal partners in diabetes research and care 
innovation is essential in order to improve diabetes research and accelerate broad access to 
person-centred diabetes care, however currently PwD are sub-optimally involved.

Aims:
To apply and evaluate a novel systematic user-involvement (UI) methodology in a national multi-
stakeholder participatory diabetes research program aiming to develop a new value-based, Patient-
Reported Outcomes Measurement (PROM) intervention (DiaProfile) for use in routine diabetes care 
in Denmark.
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Description of  Initiative (2)

What we did: 
We recruited 84 PwD and 7 
caregivers of adult PwD to take part 
in a series of meetings and 
workshops to co-create a patient-
centred PROM for diabetes. Each 
participant was carefully matched 
to key UI activities
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Description of  Initiative (3)
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How we applied the 7 PE Quality Criteria

• We used these to augment PE in the 
process and applied all 7 principles with 
patient partners

• We discussed and agreed on concrete ways 
of application using different involvement 
methods to capture patient insights and 
translate these insights into tangible 
actions

Application of the 7 PE Quality Criteria
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This refers to:
● the project’s aims and outcomes that all stakeholders taking

part should agree on before starting the project.

● PwD were involved in defining shared aims and purpose from the outset
● Unique needs and hopes of PwD participants were established

PE Quality Criteria
01. Shared Purpose
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This refers to:
● respecting respecting each other, and respectful interactions within the

project to be established among partners;
● openness to and inclusion of individuals and communities (to the project)

without discrimination.

PE Quality Criteria
02. Respect and accessibility

● PwD were involved to identify how to secure RESPECT and INCLUSIVENESS
of the UI process throughout the project
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This refers to:
● the mix of people you involve, which should reflect the needs of the project;
● the interests of those who may benefit from project outputs.

PE Quality Criteria 
03. Representativeness of stakeholders

● Purposeful analytical recruitment of patient partners and large-scale 
patient surveys were used to ensure representativeness
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This refers to:
● the need for clearly agreed, and ideally co-created roles and

responsibilities, in writing, addressing that all aspects of project needs will
be established upfront and revisited regularly.

PE Quality Criteria
04. Roles and responsibilities

● Every UI activity involved clear lay explanation of background, aims, 
practicalities, and the specific roles of participants
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This refers to:
● capacity as having relevant and dedicated resources from all stakeholders (for

example, providing a dedicated point of contact by the sponsor and having
allocated sufficient time by all stakeholders to allow genuine engagement);

● capabilities for all stakeholders to enable meaningful engagement.

PE Quality Criteria 
05. Capacity and capability for engagement 

● Individual talks with each PwD, assessing needs, pre-read provided with 
home exercise, agendas focus on PwD perspective and role
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This refers to:
● the establishment of communications plan and ongoing project 

documentation that can be shared with stakeholders. 
● Communication among stakeholders must be open, honest and complete. In 

addition, adequate up-to-date documentation must facilitate communication 
with all stakeholders throughout the project. 

PE Quality Criteria 
06. Transparency in communication and documentation

● Ambition with and outcomes of UI disseminated at national, regional and 
local level to all key stakeholders for awareness and legitimacy
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This refers to:
● the smooth progression of the project, as well as efforts to maintain

ongoing relationship with stakeholders.

PE Quality Criteria
07. Continuity and sustainability

● A user panel with PwD dedicated to project is meeting regularly to support 
continuity and large-scale implementation of intervention
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Key lessons learned

• All 7 Quality Criteria were found relevant from outset

• Evaluations (surveys/ interviews) found patients were 
positive towards process and outcomes

• Key project features: Project responsiveness to patient 
input, diversity of PwD, and scientific methodology

• Area for improvement: Consistent use of lay language and 
avoidance of difficult acronyms
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What was the impact of using the PE Quality Guidance?
Application of the PE Quality Criteria facilitated development and implementation of practical solutions to unmet needs 
identified by PwD through effective UI 

Activity focus Impact: UI project response (example)

UI  planning • PwD on agenda of all national expert meetings to present results of pre-patient workshops on the meeting topic.

PRO project purpose • PRO focus more towards patient priorities vs solely psychosocial problem identification

PRO national
roll-out model

• The two national PRO initiatives merged to create one united national PRO initiative.
• PROM shaped around PwD, not care setting.

PROM solution 
requirements

• An IT system to individualize each PROM based on individual responses was designed.

PRO item selection 
criteria

• Many pre-validated PROMs were rejected as they did not fulfill PwD informed criteria.

PROM content
• Priorities from UI were used alongside clinical and empirical scientific evidence.
• Iterative ongoing item refinement via UI

Clinical use
• IT PRO dialogue tool (DiaProfile) includes concrete action options for all PRO outputs: 

Dialogue, Treatment, Referral options.
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• Scale up user involvement
– Regular national online patient and caregiver survey 

• Scale up implementation 
– National pilot implementation program
– Apply generic scientific UI model and tools to other disease 

areas

What’s next for this initiative?
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Organisation:
Steno Diabetes Center NordJylland, Aalborg 
University Hospital, Aalborg, Denmark

Søren Eik Skovlund

Email: soren@sorenskovlund.com

PRO-lead Value-based care, Senior Researcher

For more information

mailto:soren@sorenskovlund.com


63

Workshop
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Workshop - Applying the learnings to your work

1. Choose the case example that you want to learn more and discuss about
- Take a seat at that table
- The moderator will hand you a worksheet that you can use to take your notes

1. Assign a note taker for the table who will fill in the flip chart

1. Discuss the case with your table
- What was the most interesting learning for you?
- How would you take this example or parts of it and apply it in your situation? What more 

information or support would you need?
- What are the key benefits of using the PE Quality Guidance?
- How can you benefit from the lessons learned?
- What barriers might you experience? Have others experienced the similar barriers?



65

Workshop
Industry examples on Patient Engagement
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Application of the 7 PE Quality Criteria

The PE Quality Guidance proposes 7 Quality Criteria 
which have been co-created based on pre-existing 
patient engagement frameworks published and in the 
PFMD co-creation efforts that brought together various 
stakeholders active in the different phases of Medicine 
development and life cycle.

How was the Quality Criteria applied to 
each example? 
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Industry Case 1

Binder for Lymphoma Patients
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Co-creation guide “Living with Iymphoma”

Living with lymphoma
Facts
Testimonials
Treatments
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This refers to:
● the project’s aims and outcomes that all stakeholders taking

part should agree on before starting the project.

Co-creation projects triggered by Janssen all start with a common purpose.
Based on real patient needs with shared objectives. We start from a blank page that we fill in together.

Objective of the Binder for Lymphoma Patients:
● Generate awareness on the disease and treatment options
● Empower patients & caregivers: encourage patients/caregivers to get more involved and take ownership regarding their disease and

treatment
● Improve adherence to obtain optimal outcomes

PE Quality Criteria
01. Share Purpose

Binder for Lymphoma Patients



70

This refers to:
● respecting each other, and respectful interactions within the project to be

established among partners;
● openness to and inclusion of individuals and communities (to the project)

without discrimination.

PE Quality Criteria
02. Respect and accessibility

● Single Point of Contact within Janssen: an experienced role in working with patient groups

● Take into account patient partners have less energy or can’t travel 

● Discuss what is really needed. Open communication and be aware of jumping to conclusions or acting on assumptions. Validate! 

● Timeline of the project (build in time for patient group to discuss with their peers)

● Equal contribution to determine the agenda

Binder for Lymphoma Patients
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This refers to:
● the mix of people you involve, which should reflect the needs of the project;
● the interests of those who may benefit from project outputs.

PE Quality Criteria 
03. Representativeness of stakeholders

Challenge: Patient organisations only reach a part of the target audience
We needed to be mindful and define whether there were additional steps needed to include other patient groups (eg. people with a different ethnic background, young patients, 
caregivers,...)
In this project we worked with patient organisation for lymphoma patients and caregivers. 
Our approach:

● We established an editorial board
● We consulted patient members, gathered testimonials
● We got input from the patient information phone (10 topics patient call about most)
● Reader panel with patients not related to patient group

Small project team but broad outreach
Always be open-minded for other stakeholders e.g. HPCs, academia Binder for Lymphoma Patients
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This refers to:
● the need for clearly agreed, and ideally co-created roles and

responsibilities, in writing, addressing that all aspects of project needs will
be established upfront and revisited regularly.

PE Quality Criteria
04. Roles and responsibilities

Discussed upfront before embarking on the project

In a first collaboration, we were very detailed and explicit about roles and responsibilities (as trust needs to be built up both sides)

Contract execution: expectations from both sides aimed for equality between contracting parties  (discuss contract as equal partners)

Contracts: Intellectual property, who owns the binder and ensures maintenance/ sustainability on the longer term

Binder for Lymphoma Patients
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This refers to:
● capacity as having relevant and dedicated resources from all stakeholders (for

example, providing a dedicated point of contact by the sponsor and having
allocated sufficient time by all stakeholders to allow genuine engagement);

● capabilities for all stakeholders to enable meaningful engagement.

PE Quality Criteria 
05. Capacity and capability for engagement 

● Made sure all partners were equipped to participate on an equal basis! Discussed what was needed (e.g. timelines)

● Took into account that a small patient organisation run by volunteers (even patient experts) is different from a big company

● Every stakeholder has different assets to contribute from resources, network  to expertise. Needed creativity (Janssen also provided 
knowledge from the medical team in this project)

Binder for Lymphoma Patients
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This refers to:
● the establishment of communications plan and ongoing project 

documentation that can be shared with stakeholders. 
● Communication among stakeholders must be open, honest and complete. In 

addition, adequate up-to-date documentation must facilitate communication 
with all stakeholders throughout the project. 

PE Quality Criteria 
06. Transparency in communication and documentation

● Collaboration between Patient organisations/Pharma is sensitive and may lack trust; therefore transparency was and is key, and open 
communications crucial. We discussed the (potentially negative) impact of the collaboration upfront.

○ e.g. Can the patient binder contain the Janssen logo

● Documentation is important because continuity on both sides might vary (e.g. which agreements have been made)

Binder for Lymphoma Patients
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This refers to:
● the smooth progression of the project, as well as efforts to maintain

ongoing relationship with stakeholders.

PE Quality Criteria
07. Continuity and sustainability

Part of agreement made upfront

Ownership 

Starting point for longer collaboration  ->  turn project into partnership 

Binder for Lymphoma Patients
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● True co-creation means listening and balancing between different interests. Consequence: 
making changes and sometimes doing things differently than we are used to

● The legal process is not always up to speed without collaborative ambition (contract, 
ownership, payment,…)

● Huge (potential) gap between capacity of a patient organization (driven by volunteers) and a 
big company. Which means to also create internal awareness within Janssen about working 
with patients

● Be alert on falling back on usual roles (Pharma company takes initiative and patient 
organization is reviewing -> NOT co-creation which was the objective)

Key “Lessons Learned”
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● Awareness of possible hurdles we might not foresee

● Checklist to see if we were doing the right thing (gap analysis)

What was the impact of using the PE Quality Guidance?
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● First experience with co-creation and set the standard for new projects

● Optimizing our process 

And above all learning together and keep an open mind

What’s next for this initiative?
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Lead Patient Engagement & Advocacy 
Benelux

Laurence Maes

Email: lmaes14@its.jnj.com

For more information

mailto:lmaes14@its.jnj.com
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Industry Case 2

Helping patients to live well 
with Inflammatory Bowel  
Disease (IBD)
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Introducing My IBD Journey

● Co-created with a pan-European Crohn’s & Colitis Advocacy group, 
My IBD Journey animation series aims to address the common issues that people with 
inflammatory bowel disease (IBD) face after diagnosis

● The series follows three characters living with IBD and their journey through life 

● The content has been informed by people living with IBD and reflects their real life 
experiences of managing the condition

The following topics are covered in the 
series:

1. Life After an IBD Diagnosis
2. Daily Life
3. Mission: Remission
4. Pregnancy and Parenthood (due to 

be launched October 2019)
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The series is supported with a full suite of materials

Leaflets and business cards

Congress stands 
(e.g. ECCO and 
UEGW)

Social media campaigns 

Toolkits to support 
local adaptation 
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The series is supported with a full suite of materials

• Localised in 20+ countries

• Translated into 15+ languages

• Social media campaigns have resulted in: 

• 3.3m impressions

• 4.4k likes

• 210k engagements

• Shortlisted for a 2019 Communique
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My IBD Journey: Daily Life
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This refers to:
● the project’s aims and outcomes that all stakeholders taking

part should agree on before starting the project.

PE Quality Criteria
01. Share Purpose

Helping patients to live well with IBD

+
EU Patient Advocacy Group (PAG):

Positive & practical advice for IBD 
patients is needed!

Janssen: 

Looking for opportunities to provide 
IBD patients with relevant
information ‘Beyond treatment’
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This refers to:
● respecting each other, and respectful interactions within the project to be

established among partners;
● openness to and inclusion of individuals and communities (to the project)

without discrimination.

PE Quality Criteria
02. Respect and accessibility

Respect  for the Advocacy Group way of working: 
● involvement in each step of the video production
● Take into account longer decision paths

Respect for the patients providing input to the video:
● Flights spread over several days
● Sufficient time for rest and care during workshops Helping patients to live well with IBD
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This refers to:
● the mix of people you involve, which should reflect the needs of the project;
● the interests of those who may benefit from project outputs.

PE Quality Criteria 
03. Representativeness of stakeholders

Over 3 million people are living with IBD in Europe. Anyone can be affected by IBD at any age, although it 

most often impacts those between the ages of 10 – 39 for both men and women. Therefore the patients 

who feature in the video have been selected to optimally represent that population: 1 caucasian male 

student, 1 young mother from Asian origin, and one caucasian working man, aged 40

Helping patients to live well with IBD
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This refers to:
● the need for clearly agreed, and ideally co-created roles and

responsibilities, in writing, addressing that all aspects of project needs will
be established upfront and revisited regularly.

PE Quality Criteria
04. Roles and responsibilities

A written plan with Roles & Responsibilities was created, including timelines, so that each party knew what 
input was needed to be provided by when.

Helping patients to live well with IBD
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This refers to:
● capacity as having relevant and dedicated resources from all stakeholders (for

example, providing a dedicated point of contact by the sponsor and having
allocated sufficient time by all stakeholders to allow genuine engagement);

● capabilities for all stakeholders to enable meaningful engagement.

PE Quality Criteria 
05. Capacity and capability for engagement 

Both people resources and financial resources were clearly defined, and agreed upon prior to starting the project.
The Advocacy Group provided most of the content, whereas Janssen ensured coordination and financial resources.
Additional critical partners: video production company, communications agency.

Helping patients to live well with IBD
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This refers to:
● the establishment of communications plan and ongoing project 

documentation that can be shared with stakeholders. 
● Communication among stakeholders must be open, honest and complete. In 

addition, adequate up-to-date documentation must facilitate communication 
with all stakeholders throughout the project. 

PE Quality Criteria 
06. Transparency in communication and documentation

An open & honest relationship was built and is characterized as very productive & constructive.
It took some time to build this trustful relationship.

There is no formal communications plan because the relationship is strong and both partners are very driven to obtain 
great results. Regular communications take place whenever needed. A co-creation workshop is the key meeting of the 
project. A written summary is provided after each meeting.

Helping patients to live well with IBD
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This refers to:
● the smooth progression of the project, as well as efforts to maintain

ongoing relationship with stakeholders.

PE Quality Criteria
07. Continuity and sustainability

The value of the initiative is recognized at all levels: Advocacy groups, patients and Janssen. 
The initial plan was to produce 2 videos, currently, the 4th video is ready to be launched in Oct ‘19

Helping patients to live well with IBD
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Building a relationship of Trust requires…

Key “Lessons Learned”

…Time

…Mutual respect & understanding

…Listening to each other’s needs

…Stepping into each other’s shoes

…Some compromises

…True partnership
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A systematic approach to ensure success in co-creation between different players in the 
Healthcare ecosystem

What was the impact of using the PE Quality Guidance?
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Fourth video almost ready for launch!

What’s next for this initiative?
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For more information

Senior Manager Communication and 
Public Affairs

Emily Bone

Email: ebone1@its.jnj.com

Director, Patient Engagement Strategy
Heidi Müller

Email: hmuller@its.jnj.com

Initiative owner Today’s Presenter

mailto:ebone1@its.jnj.com
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Lightning Rounds of Feedback
1-3 key points from your group



97

NEXT STEPS AND 
HOW TO JOIN THE WORK
www.pfmd.org
pfmd@thesynergist.org

http://www.pfmd.org
mailto:pfmd@thesynergist.org
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THANK YOU


