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Achievements and Performance

The International Alliance of Patients’ Organizations — IAPO is a pioneer alliance representing the global
voice of almost 300 patient organisations across all disease areas and from all regions of the world. We
were established in 1999 to collaborate on common agendas for the patient organisation community and
address challenges that transcend national borders. In 2025, IAPO continued its journey of collaboration,
advocacy and innovation to empower the patient organisation community and advance people-centred
healthcare globally.

Since 2007, IAPO has held the status of Non-State Actor in official relations with the World Health
Organization. This status is granted to entities that are international in membership and scope and
contribute significantly to the advancement of public health. IAPO also has a special consultative status
with the United Nations Economic and Social Council since 2014, allowing us to actively engage with the
Council, the United Nations Secretariat, and across programmes, funds and agencies in several ways.

The FACE Framework

This report presents our 2025 highlights organised around the major initiatives and workstreams that
defined our year. Each is mapped to IAPQ’s impact strategy — the FACE framework (Facilitation, Advocacy,
Collaboration and Empowerment), launched during our 25® Anniversary campaign in 2024.

Because our work is deeply interconnected, most initiatives advance more than one pillar of the FACE
framework at once. The table below maps the year’s work onto the four pillars at a glance.


https://www.iapo.org.uk/sites/default/files/files/Impact%20strategy_new%20logo.png
https://www.iapo.org.uk/node/15687
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Universal health coverage (UHC) and social participation sit at the centre of IAPQ's mission. In 2025 they
were the through-line connecting several of our flagship initiatives — from the launch of the Global Patient
Charter on Social Participation to the continued growth of the UHC Compass.

Global Patient Charter on Social Participation

A landmark initiative launched at IAPQO’s 11th Global Patients Congress in Manila in November 2025, the
Global Patient Charter on Social Participation is a practical advocacy tool designed to help patient

organisations in engaging governments and promoting locally rooted and context-sensitive social
participation. It was developed as part of IAPQO's efforts to promote social participation in line with the
World Health Assembly resolution on social participation for universal health coverage, health and
well-being adopted in 2024, and offers concrete benchmarks for what meaningful social participation
should look like.

It was co-created over several months through the collective input of more than 35 IAPO members and an
advisory group of over 20 health experts, including WHO representatives, three sister organisations (Rare
Diseases International, the European Patients' Forum, and Patient Movement Catalyst) and partners such
as NCD Alliance, UHC2030, CSEM, and the Lancet Commission on People-Centred Healthcare. The task
force met throughout 2025 to provide valuable feedback on drafts of the Charter, and rounds of
consultations with key targeted groups also took place.

In October 2025, the WHO Civil Society Commission offered IAPO the opportunity to present the draft
Charter to its members across the wider civil society community and gather their feedback.

Following the launch in November, the Charter was disseminated across different regions, with very
encouraging reports about its uptake.

World Health Organization UHC2030 Task Force

Established in 2022, the UHC2030 Task Force leverages its expertise and networks to sustain momentum
for the implementation of universal health coverage and advises the UHC2030 Secretariat on
accountability for results.

In 2025 IAPO was invited to join the steering committee of the task force and serve as a representative of
the patient organisation community. The task force convenes representatives from various constituencies
to ensure accountability for, and drive the implementation of, the UHC Political Declaration.

The work focuses on the development of the new country profile dashboards for the 'From Commitment
to Action: A Global UHC Action Tracker Report', as well as on elevating the key findings and
recommendations to policymakers once the data analysis is concluded.


https://www.iapo.org.uk/node/15739
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UHC Compass

The UHC Compass was developed by the Global Patient Think Tank (GPTT) which was convened by Roche.
IAPO was one of the GPTT members and chosen to carry on the work of the UHC Compass. In 2025 we
continued developing the tool based on user feedback and expanded its reach and impact through
engagement with key stakeholders, networks and events. We started the digitalisation of the Compass into
an online platform with an integrated feedback survey.

IAPO delivered four sessions on the UHC Compass for patient organisations attending the regional
International Experience Exchange with Patient Organisations (IEEPO) workshops in Latin America, Africa,

Eastern Mediterranean and the Asia-Pacific workshop.



https://www.iapo.org.uk/node/15718
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Patient Solidarity Day

Patient Solidarity Day (PSD) takes place every December, when patients and people with lived experience

around the world unite to spotlight a key issue affecting our global patient organisation community.
Patient Solidarity Day inspires action through social media campaigns, local events, and global
conversations - all aimed at putting patients at the heart of healthcare.

We celebrated PSD on 3 December 2025 under the theme ‘The Global Patient Charter on Social
Participation’, championing the importance of meaningful engagement of patients and people with lived
experience in health governance, following the launch of IAPO’s Global Patient Charter on Social
Participation. To mark the day, we encouraged all to endorse the Charter, and created a variety of
messages and social media assets for members to share with their networks, amplifying voices and impact.

Representation on UHC and social participation

4 IAPO co-hosted the 2025 UHC Day Annual Town Hall with CSEM for UHC2030 and other civil
society organisations, in a session titled 'A youth—parliamentarian dialogue on partnering for

progress towards affordable health for all'.
4 IAPO spoke at the Patient Engagement Open Forum (PEOF) in Italy, about social participation at

the plenary session and in one of the co-creation sessions.

4 IAPO spoke at the Global Forum Fronteiras da Saude (Frontiers of Health) in Brazil, at the opening
ceremony 'Collaboration in Health: Building Health Public Policies with a People-Centred Focus'
and the session 'Patients' Rights and UHC'.

2. Engagement with the World Health Organization and the multilateral system
Advancing: Advocacy - Collaboration - Facilitation

As a Non-State Actor in official relations with the World Health Organization (WHO), IAPO works closely
with the organization across advocacy, collaboration and technical engagement. In 2025, the IAPO-WHO
Collaboration Plan (2025-2027) was reviewed by the WHO Executive Board and approved at its 156th
session in February, and our Non-State Actor status was successfully renewed until the next triennial
review.

Patient Safety and Quality of Care

As part of our collaboration plan with the WHO IAPO spoke at the VII Global Ministerial Summit on
Patient Safety (3-4 April, Philippines), in the opening session on the role of patients and patient
organisations in improving patient safety and supporting the implementation of the Global Patient Safety
Action Plan 2021-2030.

IAPO also produced the narrative review ‘Patient Safety from the Patient Perspective: Unmet Needs
and Opportunities for Engagement’, by analysing existing literature and available evidence, and
emphasising its alignment with the Global Patient Safety Action Plan 2021-2030.


https://www.iapo.org.uk/patient-solidarity-day
https://www.uhc2030.org/news-and-events/events/event/2025-uhc-day-town-hall/
https://patientengagementopenforum.org/
https://ladoaladopelavida.org.br/evento/1688057532224x774997806840283100
https://www.iapo.org.uk/node/15712
https://www.iapo.org.uk/node/15712
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A WHO-led initiative observed yearly on 17 September, World Patient Safety Day (WPSD) calls for global
solidarity and concerted action by all countries and international partners to improve patient safety. The

day brings together patients, families, caregivers, communities, health workers, health care leaders and

policy-makers to show their commitment to patient safety and quality of care.

The activities undertaken to mark WPSD 2025 are part of the IAPO-WHO Collaboration Plan (2025-2027).
Some of the highlights include:

<>

<>

IAPO jointly hosted a webinar with the Patients for Patient Safety Observatory on Tuesday,
16 September, titled "Engaging Families an mmunities, Pr. ing Every New

and Every Child", The interactive session brought together leading experts from the World
Health Organization, UNICEF Montenegro, Joint Commission International and iCAN
(International Children's Advisory Network) for a crucial conversation about protecting our
most vulnerable patients. The session was recorded and posted on IAPQO’s YouTube
channel.

IAPO also took part in the WHQ's global webinar, ‘Safe care for every newborn and every
child’, which took place virtually on 8 September 2025.

IAPO tailored a guide to support patient organisations in marking WPSD, including key
information about the campaign and social media captions for online use.

IAPO’s full report of WPSD activities can be found here.



https://www.who.int/campaigns/world-patient-safety-day
https://www.youtube.com/watch?v=aAeW86BtuNE
https://www.youtube.com/watch?v=aAeW86BtuNE
https://www.youtube.com/watch?v=aAeW86BtuNE
https://www.youtube.com/watch?v=aAeW86BtuNE
https://www.iapo.org.uk/node/15732
https://www.iapo.org.uk/sites/default/files/files/IAPO%20WPSD%20Campaign%20Report%202025.pdf
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Multilateral statements

As a Non-State Actor, IAPO is entitled to lead and join individual and constituency statements during
Executive Board meetings and World Health Assemblies. At the WHO 156th Executive Board, held 3-11
February 2025, IAPO delivered an individual statement along with Fight the Fakes Alliance on Agenda item
12: Substandard and Falsified Medical Products. We also joined six constituency statements, as follows:
<> Two statements on universal health coverage: one on the World Health Assembly Resolution
on Rare Diseases led by Rare Diseases International, and the other on International Medical
Imaging and Medical Devi mmuni rt for a WHA Resolution on Strengthenin
Medical Imaging Capacity by the World Federation of Nuclear Medicine, and Biology &
International Society of Radiology.
< Two statements on health emergencies: one led by Global Health Council, and the other by
the International Federation of Pharmaceutical Manufacturers and Associations (IFPMA).
<> A statement on climate change and health led by the World Heart Federation.

<> A statement on the involvement of Non-State Actors (NSAs) in WHO's governing bodies led
by the Global Health Council.

The 78th World Health Assembly (WHA78) took place on 19-27 May 2025. During the event, IAPO worked

to amplify the voice of patients and people with lived experience across multiple global health discussions
by delivering and joining several statements on key agenda items, such as:

<> One individual statement delivered by IAPO on substandard and falsified medical products on
behalf of the African Medicines Agency Treaty Alliance (AMATA), of which IAPO is founding

member and holds the secretariat, and as part of The Fight the Fakes Alliance.

<> Two statements on universal health coverage, one led by NCD Alliance and one led by Save
the Children.

<> One on the Follow-up to the Political Declaration of the Third High-Level Meeting on NCDs, led
by the International Society of Nephrology (ISN).

<> One on climate change and health, led by the World Heart Federation (WHF).

During 2025, IAPO actively supported two draft resolutions that were recommended for adoption at the
78th World Health Assembly in May: one on rare diseases through our engagement in the Coalition in
Support of the Resolution on Rare Diseases led by Rare Diseases International, and one on skin diseases.
We also supported another draft resolution on strengthening medical imaging capacity, which was
equally recommended for adoption at the WHA78.

In response to the recent U.S. decisions affecting global health, JAPO issued a statement highlighting the
impact on patients and patient organisations, reaffirming our support to the WHO and calling for global
solidarity.


https://fightthefakes.org/
https://www.iapo.org.uk/sites/default/files/files/IAPO%20FTF%20EB%20statement.pdf
https://www.rarediseasesinternational.org/wp-content/uploads/2025/02/Constituency-Statement_WHO-EB-156_Item-6-UHC_Rare-Diseases-Resolution.pdf
https://www.rarediseasesinternational.org/wp-content/uploads/2025/02/Constituency-Statement_WHO-EB-156_Item-6-UHC_Rare-Diseases-Resolution.pdf
https://imagingcommission.org/wp-content/uploads/2025/02/UHC_FINAL_constituency-statement-for-WHO-EB-Feb-2025_Resolution-on-Strengthening-Medical-Imaging-capacity_Jan31.pdf
https://imagingcommission.org/wp-content/uploads/2025/02/UHC_FINAL_constituency-statement-for-WHO-EB-Feb-2025_Resolution-on-Strengthening-Medical-Imaging-capacity_Jan31.pdf
https://imagingcommission.org/wp-content/uploads/2025/02/UHC_FINAL_constituency-statement-for-WHO-EB-Feb-2025_Resolution-on-Strengthening-Medical-Imaging-capacity_Jan31.pdf
https://imagingcommission.org/wp-content/uploads/2025/02/UHC_FINAL_constituency-statement-for-WHO-EB-Feb-2025_Resolution-on-Strengthening-Medical-Imaging-capacity_Jan31.pdf
https://www.iapo.org.uk/sites/default/files/files/Global%20Health%20Council%2015.pdf
https://www.ifpma.org/news/156th-who-executive-board-eb156-constituency-statement-on-health-emergencies/
https://www.ifpma.org/news/156th-who-executive-board-eb156-constituency-statement-on-health-emergencies/
https://www.iapo.org.uk/sites/default/files/files/EB156%20Agenda%20Item%2022%20Constituency%20Climate.pdf
https://www.iapo.org.uk/sites/default/files/files/Global%20Health%20Council%2024_2.pdf
https://www.iapo.org.uk/node/15717
https://www.youtube.com/watch?v=TGaDoCfLRPg
https://www.youtube.com/watch?v=TGaDoCfLRPg
https://www.youtube.com/watch?v=TGaDoCfLRPg
https://www.linkedin.com/posts/fightthefakes_wha78-sfs-pandemictreaty-activity-7333064226166444034-PfSn?utm_source=share&utm_medium=member_desktop&rcm=ACoAAAUznTgB9n7mQPEGLQ3V619k_OLUEWsRxzE
https://apps.who.int/gb/ebwha/pdf_files/EB156/B156_CONF2-en.pdf
https://www.rarediseasesinternational.org/open-letter-to-the-who-director-general/
https://www.rarediseasesinternational.org/open-letter-to-the-who-director-general/
https://globalskin.org/doclink/b156-conf9-en/eyJ0eXAiOiJKV1QiLCJhbGciOiJIUzI1NiJ9.eyJzdWIiOiJiMTU2LWNvbmY5LWVuIiwiaWF0IjoxNzM5MzA3NTc5LCJleHAiOjE3MzkzOTM5Nzl9.NJQ4QjF265yQSciNic6BaeKtn9uOYX3fsIra-JQCAaQ
https://apps.who.int/gb/ebwha/pdf_files/EB156/B156_CONF17-en.pdf
https://www.iapo.org.uk/node/15694
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WHA78 side events

During WHA78, IAPO jointly hosted four side events:

<> With the Civil Society Engagement Mechanism for UHC2030 (CSEM) on 19 May, the session,

titled ‘The collaborative role of the global patient orqganisation community in advancing

social participation for universal health coverage’, explored how to optimise the impact of

the resolution through thoughtful and trusted cooperation and partnership at all levels.

<> Co-hosted with CSEM, UHC2030, The George Institute for Global Health, Global Health
Council, Amref, Save the Children, NCD Alliance and Global Mental Health Action Network
(United for Global Mental Health) on 21 May, the second event provided a platform for civil
society to reflect on progress and explore opportunities to strengthen the implementation of
the WHA77 resolution on social participation, particularly at national and regional levels.

<> With the Harvard Medical School Program in Global Primary Healthcare, UNAIDS and Gilead
Sciences, also on 21 May. Titled 'A Seat at the Table', the event took the form of an art

exhibition on the importance of people-centred care as a key strategy in radically re-centring
and strengthening health systems and primary healthcare.

< In support of AMATA — the African Medicines Agency Treaty Alliance — and the patient safety
agenda, we co-hosted an official side event inside the UN Palais des Nations with US
Pharmacopeia, International Pharmaceutical Students' Federation and IFPMA on 22 May.

< Titled ‘Addressing the Global Crisis of Substandard and Falsified Medical Products,’ IAPO was
one of the voices advocating for immediate action, emphasising the importance of involving

patients and civil society in tackling this crisis and calling for greater global attention to ensure
medicine safety and public trust in healthcare systems worldwide.

3. African Medicines Agency Treaty Alliance
Advancing: Advocacy - Collaboration

The African Medicines Agency Treaty Alliance (AMATA) is a multi-stakeholder alliance set up to advocate

for the ratification and implementation of the African Medicines Agency (AMA) Treaty and for meaningful
engagement with patients and other relevant parties in all aspects of the Agency framework.

In 2025 activities mainly focused on the #AfricanMedsAgencyNOW campaign that aims to shine a
spotlight onAMA and its significant benefits, and put pressure on decision makers to act urgently and make
the agency a reality. The first wave of the campaign took place in February leveraging the Africa Union
Summit to raise awareness and gather supporters. The campaign gained strong engagement across IAPO,
AMATA, and AMATA members’ on social media.


https://csemonline.net/
https://www.youtube.com/watch?v=L-rvP0x20J8
https://www.youtube.com/watch?v=L-rvP0x20J8
https://www.iapo.org.uk/node/15717
https://www.iapo.org.uk/node/15717
https://www.iapo.org.uk/amata
https://www.iapo.org.uk/node/15692
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IAPO developed a ‘Campaign Action Pack’ outlining how to implement the campaign across social media
through sharing social media posts, key messages on AMA, national call to action cards, personalised
guote cards, and a launch email template. All materials were available in English, French, Portuguese, and
Arabic, ensuring accessibility across Africa.

At the 75th Session of the WHO Regional Committee for Africa in August 2025, AMATA published a
statement commending Member States for the progress reported under the Regional Strategy on
Regulation of Medical Products in the African Region, 2016-2025 (Agenda Item 16.8).

At the 78th World Health Assembly in May 2025, AMATA delivered a statement on Agenda Item: 13.5:
Substandard and Falsified Medical Products, calling on all African Member States yet to ratify the African
Medicines Agency Treaty to do so urgently. A recording of the statement can be viewed here.

At the 4th Conference on Public Health in Africa (CPHIA2025) held in South Africa in October 2025,
AMATA called on the African Union and all Member States to back the AMA and to recognise regulatory
system strengthening as key to a safer, healthier and more prosperous Africa, and held a side event, “The
African Medicines Agency: A key prerequisite for a safer, healthier and prosperous Africa”. Earlier, in
June, IAPO spoke on our AMATA work at the Africa Health ExCon in Egypt, in the session 'Advancing
Africa's Health Sovereignty: Manufacturing, Regulation, and Procurement'.

4. Personalised Cancer Care Alliance (PCCA)
Advancing: Collaboration - Empowerment

The Personalised Cancer Care Alliance (PCCA) is an alliance of cancer patients, carers and representatives
of patient organizations from within the WHO Eastern Mediterranean and selected countries from WHO
Africa and Europe set up to advance health literacy in cancer, advocacy skills and education on

personalised cancer care. Following a successful capacity-building workshop in late 2024 in Dubai with
patient organisations from the Gulf Cooperation Council (GCC) countries, in 2025 IAPO continued to
support the organisations that participated in the GCC and Morocco (2024) workshops with information,
resources, networking and collaborations to advance personalised cancer care nationally and regionally.

A Gender Working Group (GWG) was established to craft a personalised cancer care approach that
harnesses women's distinctive insights while addressing their specific needs and challenges when
impacted by cancer.

In 2025 we co-created three new chapters of the PCCA position paper Personalised Cancer Care in the
Eastern Mediterranean Region with patient organisations of the pilots in Morocco and the GCC countries,
but also with the Gender Working Group members (launched in April 2026). The Gulf and Morocco
chapters highlight the practical application of the 5Ps framework, while the GWG chapter presents an
approach tailored to women's insights and needs.

We also held a workshop with the cancer patient organisations of the alliance's three streams (the
Morocco and GCC pilots, and the GWG), on the sidelines of our 11th Global Patients Congress in Manila,
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https://drive.google.com/file/d/1duhWdeM2l2yLlZKErDyZwgFliKtLUQJP/view
https://www.iapo.org.uk/node/15727
https://www.iapo.org.uk/node/15727
https://www.iapo.org.uk/node/15716
https://www.iapo.org.uk/node/15716
https://www.youtube.com/watch?v=TGaDoCfLRPg
https://www.iapo.org.uk/node/15735
https://cphia2025.com/side-event/the-african-medicines-agency-a-key-prerequisite-for-a-safer-healthier-and-prosperous-africa/
https://cphia2025.com/side-event/the-african-medicines-agency-a-key-prerequisite-for-a-safer-healthier-and-prosperous-africa/
https://www.iapo.org.uk/personalised-cancer-care-alliance
https://www.iapo.org.uk/sites/default/files/PCCAlliance_PCC%20in%20EMR_Position%20Paper_1.pdf
https://www.iapo.org.uk/sites/default/files/PCCAlliance_PCC%20in%20EMR_Position%20Paper_1.pdf
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where we showcased progress across the streams, and together developed a roadmap to pave the way for
2026.

5. Research and evidence
Advancing: Facilitation

Unmet Patient Needs Research

In 2025, IAPO finalised the final report and three advocacy briefings as part of the Unmet Patient Needs
Research, undertaken in 2024. The survey was co-designed with IAPO members to gather valuable insights
about unmet health-related needs from the perspective of patients and people with lived experience.

EOLinPlace

We continued our support to the international research project EOLinPlace at the University of Coimbra,
both as part of the Patient Advisory Group and as the project's patient representative, participating in
regular advisory and working group meetings.

As part of our contributions to the project IAPO spoke at the EOLinPlace event ‘Readying for End of
Life in Place: Help Shape the International Classification of Dying Places’, held in May in Finland, and
attended the EOLinPlace Annual General Meeting held in June in Portugal.

In September 2025, we co-hosted with the research team a consultation webinar exclusively with

IAPO members to support the validation of the International Classification of Dying Places (ICP): A

common metric to classify where people die and are cared for at the end of life, which is one of the
project’s main research deliverables.

In December 2025, IAPO moderated a focus group with several international organisations and key
stakeholders with the same objective. The ICP was approved in 2026 by the United Nations
Committee of Experts on International Statistical Classifications — UNCEISC.

The BMJ International Patient Advisory Panel

IAPO continued to participate as a member of The BMJ International Patient Advisory Panel, advising
within the different working groups.

In November 2025, IAPO co-authored a BMJ article titled ‘Action is needed to implement World Health
Assembly social participation resolution’.
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https://www.uc.pt/en/eolinplace/
https://www.uc.pt/en/eolinplace/people/
https://www.uc.pt/en/eolinplace/news/sixth-project-advisory-group-meeting/
https://www.uc.pt/en/eolinplace/news/full-program-28-may-end-of-life-in-place-pre-eapc-congress-event-in-helsinki/
https://www.uc.pt/en/eolinplace/news/full-program-28-may-end-of-life-in-place-pre-eapc-congress-event-in-helsinki/
https://www.uc.pt/en/eolinplace/news/4th-assembly-meeting/
https://www.uc.pt/en/eolinplace/news/iapos-consultation-event-1/
https://www.uc.pt/en/eolinplace/news/iapos-consultation-event-1/
https://unstats.un.org/unsd/classifications/Meetings/UNCEISC2025/Day2_Session8a_International_Classification_of_Dying_Places.pdf
https://unstats.un.org/unsd/classifications/Meetings/UNCEISC2025/Day2_Session8a_International_Classification_of_Dying_Places.pdf
https://www.uc.pt/en/eolinplace/news/international-classification-of-dying-places-receives-un-approval/
https://www.uc.pt/en/eolinplace/news/international-classification-of-dying-places-receives-un-approval/
https://www.bmj.com/about-bmj/advisory-panels/patient-panel-members
https://www.bmj.com/content/391/bmj.r2445
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6. Strengthening our membership and community
Advancing: Empowerment - Facilitation

Member meetings

In 2025 we held meetings for IAPO members to strengthen our connection with them and ensure
alignment on our mission and priorities, providing opportunities for networking, relationship-building,
collaboration, and identifying new shared agendas.

Patient Academy

In 2025, three new videos were developed for the Patient Academy platform on: regulatory affairs, social
participation, and unmet patient needs from the patient perspective (showcasing the results of our

survey). IAPO members were involved in reviewing the scripts and videos to ensure they are meaningful
for our community.

12


https://patient-academy.web.app/home
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Global Patients Congress

IAPO held the 11™ edition of our flagship event, Global Patients Congress (GPC) from 16-17 November
2025. The event, held in Manila (Philippines) brought together our global membership alongside a diverse
range of healthcare stakeholders to explore key topics concerning patients and people with lived
experience around the world, as well as opportunities for collaboration on shared solutions. We were
delighted to welcome almost 200 attendees to the event, both virtually and in person.

The event was co-hosted with IAPO member Psoriasis Philippines (PsorPhil), and explored the theme From
Voices to Action: Patient Organisations Shaping Health System Transformation’ across 12 inspiring
sessions. Speakers and moderators included patient representatives and people with lived experience, as
well as stakeholders from World Health Organization, NCD Alliance, GlobalSkin, Rare Diseases
International, The Synergist, Roche, Boehringer Ingelheim, International Council of Nurses, ICHOM, and
Harvard Medical School.

Sessions included an Opening Plenary from IAPO and WHO representatives, and Teodoro Javier Herbosa,
Secretary from the Department of Health, Philippines on the topic ‘Why Participation in Health in
Non-negotiable’. Other sessions discussed important topics such as, ‘How can lived experience inform and
strengthen global health commitments and national implementation?’, ‘Turning political agreements into
national health strategies’, ‘Equity in Health’, ‘Making universal health coverage work for patients’ real
needs’, ‘Prototyping models of care using patient journeys’, and sharing ‘best practices for co-creation with

patients in health-related innovation’.



https://www.iapo.org.uk/global-patients-congress
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The event also included an open dialogue session on ‘Who holds the power? Rebalancing health
ecosystems’, and two Hackathon sessions on ‘From tokenism to meaningful participation in health-decision
making'’.

A highlight of GPC 2025 was the launch of the Global Patient Charter on Social Participation, which was
well-received and marked the start of the campaign to disseminate the tool worldwide.

Additionally, on 15 November, the IAPO members’ day took place with IAPQO’s annual general meeting,
followed by a Learning Lab that gathered insights from members on the UHC Compass, the Charter, and
the development of IAPQ’s Regional Hubs.

Expert dialogues

In July 2025, IAPO held a couple of dialogues between members and experts from different fields,
providing an informal environment for learning. Speakers included representatives from ICHOM and
EUPATI covering key topics for our community, including patient engagement in research and
development, value-based healthcare.

7. Wider partnerships and sector collaboration
Advancing: Collaboration

International Consensus Framework for Ethical Collaboration

The International Consensus Framework for Ethical Collaboration (ICF) was established in 2014 as a

global platform to ensure that relationships across the health ecosystem are grounded in ethical,
transparent, and responsible decision-making. It unites six leading health bodies representing patient
organisations, healthcare professionals, and the pharmaceutical industry.

On 26 June 2025, IAPO and the other five leading international organisations — representing patients,
physicians (WMA), pharmacists (FIP), nurses (ICN), hospitals (IHF), and the pharmaceutical industry

(IFPMA) — adopted the first joint ethical principle in the healthcare sector on the responsible use of health
data and technology, including artificial intelligence.

The updated version of the ICF was launched via a joint press release and an online promotional

campaign. Following this, IAPO sent a specific communication to members highlighting the framework’s
value and encouraging them to use it.
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Memberships, councils and agreements

IAPO joined Patient Focused Medicines Development (PFMD) to represent the global patient organisation

community in this multi-stakeholder initiative. PFMD continues to expand its scope of work and address
patient engagement across different areas, well aligned with IAPQO's mission.

IAPO joined the International Consortium for Health Outcomes Measurements (ICHOM)’s Patient Partner
Alliance.

IAPO became part of the steering committee of the HTAI Interest Group for Patient and Citizen
Involvement in HTA (PCIG). The PCIG brings together patients and citizens with staff from HTA bodies,

government, research, industry (health technology developers) and consultancy to strengthen HTA with
the systematic incorporation of patient and citizen perspectives.

IAPO was again invited by the International Hospital Federation (IHF) to serve as a member of the
Scientific Committee of their 48th World Hospital Congress, which took place in November in Geneva.

IAPO continued to actively participate in the discussions and consultations of the WHO Civil Society
Commiission, of which we are members, and its selected working groups.

IAPO joined the Joint Commission International’s Global Patient Safety Leadership Council as a founding
member.

Representation at external events

IAPO was also represented at a number of further events during the year:

4 the Patient Involvement Symposium hosted by the European Federation of Periodontology, held
in May in Austria; professional bodies, speaking in the opening plenary ‘Community Expectations —
What Really Matters?’;

4 the 16th International Conference on Medical Regulation organised by the International
Association of Medical Regulatory Authorities (IAMRA), which took place in Ireland in September
2025. We presented the patient perspective to an international audience of regulators and health

4 the International Consortium for Health Outcomes Measurement Conference (ICHOM) held in
Ireland at the session “Driving Change Through Patient Voices,” and the ICHOM Leadership Forum;

4 the side event organised by the Infectious Disease Alliance, titled ‘Health Without Borders:
Integrated Primary Healthcare for All’; and
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4 the webinar ‘Striving for Balanced IP Systems’, which launched the IGBA report ‘Gaming the
system - An overview of originator companies evergreening strategies used to hinder access to
generic and biosimilar products,’ organised by the International Generic and Biosimilar
Medicines Association (IGBA) in February.

Communications

IAPO maintained its newsletter subscription of over 14,000 subscribers, who receive our announcements,
campaigns and regular newsletter covering all IAPO-related news and updates, including initiatives such as
our congresses, member activities, advocacy news and information.

We added to the newsletter a section on relevant updates about the World Health Organization (WHO),
including new policy documents and guidelines, important dates and advocacy campaigns. We also added
a section on upcoming events IAPO will be attending. We used several mailing campaigns to disseminate
and promote important IAPO initiatives and events throughout the year.

X (formerly Twitter)

The IAPO secretariat continued to operate the following X accounts: @IAPOvoice, @PatientSolidarityDay,
@AfricanAmata, @PCCAlliance.

Facebook

We continued to operate the following Facebook accounts:_IAPOvoice, International Alliance of Patients’
Organizations, Patient Solidarity Day, Personalised Cancer Care Alliance.

Linkedin

IAPO also continued to operate the following LinkedIn accounts: International Alliance of Patients’
Organizations, African Medicines Agency Treaty Alliance (AMATA), Personalised Cancer Care Alliance.

YouTube

We continued to operate IAPQO's YouTube channel — @IAPOPatientVoice — which is currently composed of
238 videos.

Instagram

In November 2025 we launched an Instagram account @IAPO_voice, connecting with as many of our
members as possible. We've currently shared 31 posts, and reached an audience of over 1,200 accounts in
the last 90 days (Dec-Mar 2026)

Bluesky

In December 2025 we also launched a Bluesky account @iapovoice.bsky.social.
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Website

WWWw.iapo.org.uk

IAPQ's website continues to be the main source of information for all IAPQ’s activities, initiatives and
events, as well as an important promotion and dissemination channel. We have spent 2025 designing and
implementing a new website, due to be launched in 2026.

UHC Compass landing page

www.tinyurl.com/uhccompass

|JAPO Sponsorship 2025

—

S K & viaTRIS
Gold Sponsor Bronze Sponsor Sponsor of initiative:
Sponsor of initiative: Patient Academy
UHC Compass

N 1 r . , A
||||I Boehl'lnger ‘\a Ic:}t;:lr;artr:):ca:li?:;ratlon v MSD

Ingelhe 1m IFPMA Manufacturers & Associations

Sponsor of initiatives: Sponsor of initiatives: Sponsor of initiative:
Global Patients Congress, Global Patients Congress, Personalised Cancer
UHC Compass, AMATA Care Alliance

Unmet Patients Needs research
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