By the end of my 10 minutes, you will learn..

 What IPPOSI stands for?
* How Patient Experience Mapping is relevant in/across Europe?

* Importance of integrating Patient Experience Data with Patient

Engagement
IPPOSI
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IPPOSI is a patient-led organisation
that works with patients, science & industry
to put patients at the heart of health innovation
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What IPPOSI does, and how?
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Patient experience mapping in Ireland
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INTRODUCTION

In Ireland, like many other countries, people want a healthcare service that treats them as individual people, meets their needs and
is flexible enough to enable timely access and responsive care in the right place. Healthcare services are delivered in many
different settings (home, hospital, long term care facilities, General Practitioner services) from many different professionals, In
addition, enabling people to optimize health and well-being means that people experience an integrated service which provides
Joined up care. This focus is called Person centred co-ordinated care.

READ MORE

Stories to
Build a Better
Health Service

Phelan A., Rohde D., Casey M., Fealy G., Felle P, Lloyd H. & O’Kelly G. (2017) Patient Narrative
Project for Person-Centred Co-ordinated Care. UCD, IPPOSI & HSE, Dublin.




Latest Phase

http://www.hse.ie/yourvoicematters m

The patient engagement framework, based on the principles of co-design and co-production,
consists of:

e an online survey that utilizes a software programme “patients and service users

SenseMaker® cannot just be storytellers in the
e processes for staff and patients to work together to co-production process; they
analyse the data from the survey need to be involved in the
e processes for staff and patients to identify key areas for solution”

. . Patient Partnership Panel Member,
service development or improvement


http://www.hse.ie/yourvoicematters

W

PATIE/ZR

Ly
i i | was o
In this experience W i 9
treated as ... 25% :
| “| found the service very good and the “...elderly relative ... but most wonderfullythey "J
staff very concerned and very met her in her own home....she was so relaxed i

informative. | was briefed all the way y
about what was to happen and what to {
do post procedure”
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in her own environment that they succeeded in
conducting a more realistic assessment,.”
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“Iwas put on a never-ending waiting
list and told Iwasn't a priority. This
(service) is vital for me...”




Setting up national health data access services

EHDS required compliance with:

Trilogues conclude and ¢ Medical images and related
final EHDS regulation image reports
published e Laboratory results and related
WP7 Secure Processing laboratory reports
Environment * Discharge reports
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European EHDS Final
Health Data Regulation
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WPS Data applicati.on EHDS required compliance with:
) ) o management solution Patient )
(Timelines under negotiation) WPE National Health Data atient summaries
Catalogue WP8 Health Data * Electronic prescriptions
Quality Enhancement * Electronic dispensations
WP6 National Health Data * secondary priority category
Catalogue WP8 Health Data datasets

Quality Enhancement



IPPOSI at EU + Global Levels

--'-. PATIENT FOCUSED
w MEDICINES DEVELOPMENT

www. pfmd.org

www.oecd.org/health/paris

m‘t ' EUPATI

European Patients‘ Academy
on Therapeutic Innovation

www.eupati.eu
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Improuing healthcare decisions



Regulatory Level Considerations

The top 5 IGUIding prinCipleS, tO he/p Stakeh O/ders @frontiers | Frontiers in Medicine Sections v Articles Research Topics Editorial
ensure that Patient-Generated Health Data (PGHD) is Leveraging patient experience data to

incorporated to meaningfully improve HTA guide medicines development,
regulation, access decisions and clinical

. care in the EU
1 st Co-designed
2nd _ Early Engagement ) Doantines Q) Denteimiis” () o ommer Q!
Ana Anténio® Juan Garcia Burgos* Patrice Verpillat®
Clear guidances on how to generate data _
that will be Qccepted Nathalie Bere® & Bruno Sepodes’2! 0 Carla Torre!2*t

pr to ! l rOte l t ta (lnCI’ 1 Laboratory of Systems Integration Pharmacology, Clinical and Regulatory Science, Research Institute for
tmnspafency) Medicines (iMed.ULisboa), Lisbon, Portugal

2 Faculdade de Farmacia, Universidade de Lisboa, Lisbon, Portugal

3 Data Analytics and Methods Task Force, European Medicines Agency, Amsterdam, Netherlands
4 S
- - - = Public and Stakeholders Engagement Department, European Medicines Agency, Amsterdam, Netherlands
5th _ Better communlcatm Ond coord'Mtlon 5 Referrals Office, Quality and Safety of Medicines Department, European Medicines Agency, Amsterdam,
Netherlands

6 Regulatory Practice and Analysis, Medsafe—New Zealand Medicines and Medical Devices Safety Authority,
Wellington, New Zealand

ISPOR European Patient Round-Table. 2021 https://www.frontiersin.org/journals/medicine/articles/10.338
’ 9/fmed.2024.1408636/full



https://www.frontiersin.org/journals/medicine/articles/10.3389/fmed.2024.1408636/full
https://www.frontiersin.org/journals/medicine/articles/10.3389/fmed.2024.1408636/full
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Both PE and PED are currently used to answer i

patient-relevant questions

pimd

PATIENT EXPERIENCE DATA PATIENT ENGAGEMENT

FDA Guidance on Patient Experience Data Questions during HTA Patient Engagement

Signs and symptoms and impact on everyday life Signs and symptoms and impact on everyday life

Changes in the disease and its impacts over time Burden of disease

Experience of current treatment and disease management

Experience with treatments and disease management approaches
approaches

Expectations on the new treatment and its outcomes

Expectations and views on desired treatment outcomes . .
Perceptions of downsides of the new treatments

N T

Trade-offs between outcomes, benefits and risks Potential impact (positive and negative) on family and care-givers

o+ PATIENT FOCUSED

MEDICINES DEVELOPMENT Slide courtesy of Hayley Chapman, PFMD & The Synergist




Working WITH patients is essential to ensure integration of
patient engagement in PED generation and use

" Ensure patient Provides context and
Contextualize: participation in ® understanding of the
decision-making results

processes

Patient Experience Data

Patient Engagement

Ensures PED is focused on Co-design evidence
patient-meaningful topics @ generation to ensure it
is meaningful

Co-create:

‘ ‘ PE can support PED to ensure patient-centricity of measurement, contextualization of data,
increased understanding of the evidence generated, and the co-creation of the design,
generation, collection and analysis of PED.
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Co-creating insights and tools to advance PE & PED across
the healthcare continuum

4. PE & PED Global
Landscape
Publication

1. Collective Value 2. Landscape 3. Global PED Navigator
Publication White Paper v.1 & Methods Publication

5. PE & PED Integratea
Navigator
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Please find here the links for. the PE & PED Project, Landscape White Paper vl Collective Value Publication, and Gl [ PED Navi
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https://patientengagement.synapseconnect.org/initiatives/patient-engagement-patient-experience-data-fusion-project
https://patientengagement.synapseconnect.org/resources/highlighting-recent-trends-in-the-fast-evolving-patient-engagement-patient-experience-data-landscape
https://patientengagement.synapseconnect.org/resources/building-from-patient-experiences-to-deliver-patient-focused-healthcare-systems-in-collaboration-with-patients-a-call-to-action
https://pemsuite.org/ped-navigator/
https://patientfocusedmedicine.org/wp-content/uploads/2024/08/PE-PED_Integrated-Navigator_Public-Consultation.pdf
https://patientfocusedmedicine.org/wp-content/uploads/2024/08/PE-PED_Integrated-Navigator_Public-Consultation.pdf

The Global PED Navigator responds to 5 key questions about
Patient Experience Data resulting in 4 integrated templates

1. WHAT:

Highlight the needs that are most important to
patients

Review the approaches and methodologies
available (and identify gaps) to measure these
patient experiences

3. WHEN:

Consider when stakeholders are using this data
and 4. WHY

5. WHO:

Identify the stakeholders that are using PED
Review the approaches and methodologies
available (and identify gaps) to measure these
patient experiences

P <=~ Global
% PFMD.org  _"_ Ppatient Experience Data
L Madi WITH Patients -, Nnvigqtnr
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https://pemsuite.org/ped-navigator/
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In Conclusion

Patient mapping tools becoming Elevating co-produced PED to sit
more Sophisticated alongside clinical & economic evidence

Regulatory / RWE requirements  Need common tools for PED collection
for PED remain to be defined (some in progress)

Need greater participation of patients in the selection, analysis,
and interpretation of all data, no matter what the source

IPPOSI
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