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Endometriosis background

Fallopian tube

8 years
Average delay before reaching diagnosis

10% - 15%
Prevalence among women of reproductive age

Significant impact
On quality of life, fertility, and daily activities
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Endometriosis

With endometriosis, bits of the uterine lining (endometrium) — or similar
endometrial-like tissue — grow outside of the uterus on other pelvic organs.
Outside the uterus, the tissue thickens and bleeds, just as typical
endometrial tissue does during menstrual cycles.
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Care must address the patient's unmet needs.
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Needs not met, but Needs met,
now a visible coalition visible and recognized
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A FIELD GUISE TO THE PATIENT-LED
REVOLUTION IN MEOTAL CARE

Needs met, still
invisible to mainstream

Needs not met,
invisible, likely isolated

SUSANNAH FOX

Invisible

Figure 4.3
Rebel Health Matrix: Four categories of visibility and need.

Needs met
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Care must generate value

Value must be defined by

Outcomes the patient and
Michael E. Porter

Elizabeth Olmsted Teisberg Value - Cost Care§|VerS, n(it byl;the
05 professional or the

Redefining | provider. f
HealthCare

The 3C's Analysis Framework

The ability to do what
matters most to you.

Creating To DO things
Value-Based Competition

on Results

Capability

Less physical
suffering and

emotional angst

The Patient Experience and Health Outcomes
Matthew P. Manary, M.S.E., William Boulding, Ph.D., Richard Staelin, Ph.D., and Seth W. Glickman, M.D., M.B.A. Cll °
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Value has the power to transform: a step-by-step approach

Transformation
Framework People with E ndomWay 2022

Shared Health

Design Solutions EndOHealth 2023 + 2024

OOt s at s EndoHealth 2025

Build Integrated Teams

Rationalize Networks

Grow Based on Value

Martinez-Zamora, Maria Angeles, Georgina Feixas, Eva Palou, Eva Flo, Aida Mallorqui, Meritxell Gracia, Anne-Sophie Gresle, Joan Escarrabill, and Francisco Carmona. 2025. "Unmet Needs
of Endometriosis Patients with Respect to Health Care Services: A Qualitative Study Using a Patient Training Workshop" Journal of Clinical Medicine 14, no. 10: 3504.
https://doi.org/10.3390/jcm14103504
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Long Term Vision

Dashboards for
healthcare professionals

Analysis and visualization of ePREMs
and ePROMs: feedback for
professionals to consult before/during
visits

Triage alerts

m NS
|

App for Patients

Collection, analysis, and visualization:
PREMs and PROMs

Informationabout the disease,
therapeutic educational content:

psychology support, physiotherapy, and
nutritional advice
Al chat




Participation process with the patients

Patient Advisory Committee
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" Co-creation of PREM & PROM
guestionnaires
Co-creation of educational

>atient involvement in the development of patient-
‘eported outcome measures: a scoping review

iianca Wiering MSc,* Dolf de Boer PhD and Diana Delnoij PhD#

Researcher, $Professor of Transparency in Care from the Patients’ Perspective, Tranzo (Scientific Centre for Transformation in
are and Welfare), Tilburg University, Tilburg and tSenior Researcher, NIVEL (Netherlands Institute for Health Services
esearch), Utrecht, The Netherlands
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Integration with Hospital Information System
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Endometriosis

ENDOMETRIOSI
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Lorem ipsum dolor sit amet, consectetur adipiscing elit. Morbi gravida turpis tempus dolor lobortis luctus. Donec quis
euismod lacus.

Tareas pendientes
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4. ¢ Le resulta facil contactar con los
profesionales del Hospital Clinic que
la atienden?
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The PROM questionnaire includes various questions about pain measured using the VAS
scale (0O to 10). Based on the responses to these questions, a status will be determined:
« Stable: if all VAS pain scores are below 7 (not included).
. : if any of the VAS pain scores are between 7 and 8 (inclusive), but not above 8.
« Alert: if any of the VAS pain scores are above 8 (not included). Clinic
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Current Project Status

Prospective Experimental Study
Evaluating the effectiveness of the digital program for information

and therapeutic education in symptom management and quality of 1 3 5
life.

TOTAL PATIENTS

Primary: Evaluate digital program effectiveness for knowledge
acquisition and symptom management

Secondary: Assess platform usability and functionality PATIENTS

INTERVENTION
GROUP

PATIENTS
CONTROL GROUP

Evaluation: Pre-post assessment using Patient Activation

_ _ - Prospective experimental study
Measure, Self Dev. Questionnaire, Usability Scale, PROMs & PREMs evaluating digital program effectiveness

Data extracted: June 18, 2025
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Implementation Factors

Barriers

El Meu Clinic-Hospital App
* Notall patients have EMC and Perceived value of EMC from the patients’
perspective

Communication
* Misalignment between clinical, management, and IT teams

Clinical culture and organization

* Difficulty integrating telemedicine into current care pathways

* Integrating ZN1R0445 into the patient list

* Needtoredefine key roles, especially nursing, for online follow-up

Workload
» Care overload prevents time from being dedicated to new initiatives

Economic and sustainability aspects

* Lack of incentives for adopting innovative models
* Difficulty in measuring economic impact in early phases
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Facilitators

Clinical leadership and team commitment
* Motivated clinical leaders driving change from within

Interdisciplinary co-design
* Active participation of clinicians, IT specialists, managers,
and patients from the beginning

Ongoing evaluation and indicators

* Feedback of results to patients

* Feedback of results to teams to foster learning and
continuous improvement

Institutional support
* Supportfrom hospital management
* Integration of the project into the institutional strategy

Clinic




Next Steps

viviendo

Develop and scale a digital solution

A digital health companion to improve
quality of life and well being of the patient

La Xarxa C1/ premia un proyecto para
mejorar la atencion sanitaria de la
endometriosis

conviure amb
I'Endometriosi

sta mafiana se ha celebrado en Sant Celoni la jornada anual para compartir propuestas y
eforzar el modelo asistencial colaborativo.

Institutional project on Shared
Decision Making

Coordinated by the Catalan Ministry
of Health

Coordination with primary and
secondary level of care at territorial

level
C17 public network Clinic
E PATIENT EXPERIENCE SPX Internations’ Egrcelonq




N Bag) With gratitude to all patients,
{—'Y:\E;HT\ENTS KNOW MORE AROUT healthcare professionals, and
THE\R. DISEASES THAN NE .\ MUST institutions who have contributed
GET FASTER MODEMN, RIGHER to the EndoHealth project.
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Thank you very much

GRESLE@CLINIC.CAT

More info:
@0bservatoriXPA

www.linkedin.com/showcase/observatorixpa

Receive more information about our activities:

http://eepurl.com/hPAPHL ——
¢
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Key Takeaways

A Endometriosis is a significant health challenge: Affects 10-15% of women,
with an 8-year diagnosis delay, severely impacting quality of life.

#v Patient-centered care is crucial: Paramount to address unmet needs through
timely diagnosis, comprehensive pain management, emotional support, and clear
communication.

0.® Patient co-creation is central to development: Active involvement of patients
@& ensures their perspectives are integrated into strategic decisions, questionnaire
development (PREMs/PROMs), and educational content.
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