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Topics

• ECGs in patients
• Cell model of Fabry Disease

Atrial 
work

• Peak oxygen capacity on 
exercise testing

Exercise 
capacity
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Fabry Disease

Rare X-linked lysosomal storage disorder

⍺-Galactosidase A deficiency

Multi-organ sphingolipid (Gb3) accumulation

Myocardial accumulation triggers hypertrophy, inflammation and 
fibrosis

Latest Updates on Fabry Disease 
and Cardiology 3.7.24

Prevalence of  arrhythmia is very high

Baig 2018 Europace, Vijapurapu 2023 Open Heart



Atrial 
changes 

happen early

Prior to LVH

Stroke - 25% 
under 30 

years
Undiagnosed 

AF

Primary atrial 
involvement

Roy 2025 CJCO

Hypothesis
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Aims

Identify early atrial ECG 
changes in patients Fabry 

Disease

Understand if these 
reflect changes in 
Fabry atrial cells
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Methods
Stem cells derived atrial 

cardiomyocytes with a Fabry mutation

Confirm enzyme deficiency and Gb3 
accumulation

Functional experiments

ECGs of adults with Fabry
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Staging
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Early P-Wave changes in ”phenotype negative” Fabry
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Take homes
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Next steps
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Stem cell model

* p<0.05 **p<0.01
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Changes atrial electrophysiology

Atrial iPSC-CM 
Upstroke

P-Wave 
ECG
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Changes in atrial muscle contraction
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Changes in movement of calcium

FIN Meeting
26/4/25



Conclusions

FIN Meeting
26/4/25



Future Direction

Therapy Computer model Mechanisms
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Exercise Intolerance

Common
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Hypothesis

Exercise limitation is evident early 
in accumulation phase 

Progressively worsens with later 
phases

Excercise capacity worsens with 
cardiac disease stage in Fabry

FIN Meeting
26/4/25



Methods

Data collection of Fabry cohort 
undergoing exercise testing 

Cardiopulmonary Exercise 
test

V̇O2peak measured on CPEX
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Roy et al 2025 Heart 
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Roy et al 2025 Heart 
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Conclusions

Exercise Intolerance
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Future direction



Thompson et al 2025 Biomedicines 
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Fabry disease is changing: lifespan
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Fabry disease is changing: lifespan

Improved health care and overall survival

Beck M, et al. Molecular Genetics and Metabolism Reports 3 (2015) 21–27
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Fabry disease is changing: epidemiology and phenotype 

1 : 117.000 1 : 1250rare disorder (?)
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Fabry disease is changing: epidemiology and phenotype 

null residual

classical phenotype attenuated phenotype

enzymatic activity

epigenetics

environment

…
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Fabry disease is changing: clinical trials 
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Fabry disease patients are getting older
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Age is the most important prognostic factor in 
Fabry disease
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Ageing & Fabry disease: challenges

• Comorbidities and phenotype modulation

• Health-related QoL in older people with Fabry disease

• Natural history of attenuated phenotypes and how to evaluate QoL

• Multidisciplinary team changes

• Disease-specific treatment objectives and ageing

• Lifespan and causes of death in Fabry disease

• Research needs
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Challenges: comorbidities

General health status

young patients

Fabry disease Comorbidities
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Challenges: comorbidities

General health status

older patients

Fabry disease Comorbidities
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Challenges: comorbidities and phenotype modulation

Pain

age
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Challenges: comorbidities and phenotype modulation

Stroke risk
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Challenges: comorbidities and phenotype modulation
Risk of dementia

Loeb J, et al. JIMD Rep. 2018:41:73-80

?
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Challenges: heath-related QoL
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Challenges: attenuated phenotypes
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Challenges: attenuated phenotypes

• Is the phenotype related to FD itself or ageing / comorbidities

• How can we measure health-related QoL: heart failure QoL scales (?) 

• What is the lifespan of attenuated phenotypes (?)
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Challenges: multidisciplinary team

young patients
• Coordinator Paediatrician / Internist

• Cardiologist

• Nephrologist

• Neurologist

• Ophthalmologist

• ENT

• Dermatologist

• Psychiatrist

• Gastroenterologist

• Rheumatologist

• Primary care / GP

• Diagnostic laboratory

• Geneticist

• Psychologist

• Social worker

• Reproductive medicine

• Specialist nurse

• Patient advocacy

• Rehabilitation

• Palliative / pain care

Fabry disease
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Challenges: multidisciplinary team

old patients
• Coordinator Paediatrician / Internist

• Cardiologist

• Nephrologist

• Neurologist

• Ophthalmologist

• ENT

• Dermatologist

• Psychiatrist

• Gastroenterologist

• Rheumatologist

• Primary care / GP

• Diagnostic laboratory

• Geneticist

• Psychologist

• Social worker

• Reproductive medicine

• Specialist nurse

• Patient advocacy

• Rehabilitation

• Palliative / pain care

Patient
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Challenges: multidisciplinary team

old patients

Patient

Cancer screening

Gynaecologic evaluation Cardiovascular risk

Osteoporosis risk

Ophthalmology ENT

Nutrition Dental care
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Challenges: disease specific treatment

Clinical trials

Treatment Clinical trial Population Mean age (range) Age inclusion criteria

Agalsidase-α Schiffmann R1 26 males 34.0 () ≥ 18 yo

Agalsidase-β Eng C2 58 patients (2F) 32.0 (16 – 48) ≥ 16 yo

Migalastat
FACETS3 24M, 43F 40.0 (16 – 68) 16 – 74 yo

ATTRACT4 25M, 32F 48.9 (18 – 72) 16 – 74 yo

1 - Schiffmann R et al. JAMA (2001); 285: 2743-2749. 
2 – Eng C et al. N Engl J Med (2001); 345: 9-16.
3 - Germain DP et al. N Engl J Med (2016); 375: 545-55. 
4 - Hughes DA et al. J Med Genet (2017); 54(4): 288-296.

No evidence in elderly



No evidence in elderly
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Challenges: disease specific treatment

Clinical trials

Treatment Clinical trial Population Mean age (range) Age inclusion criteria

Agalsidase-α Schiffmann R1 26 males 34.0 () ≥ 18 yo

Agalsidase-β Eng C2 58 patients (2F) 32.0 (16 – 48) ≥ 16 yo

Migalastat
FACETS3 24M, 43F 40.0 (16 – 68) 16 – 74 yo

ATTRACT4 25M, 32F 48.9 (18 – 72) 16 – 74 yo

1 - Schiffmann R et al. JAMA (2001); 285: 2743-2749. 
2 – Eng C et al. N Engl J Med (2001); 345: 9-16.
3 - Germain DP et al. N Engl J Med (2016); 375: 545-55. 
4 - Hughes DA et al. J Med Genet (2017); 54(4): 288-296.

Adjunctive treatments

heart failure

antiarrhythmic

cardiac devices

antiproteinuric

pain killers

antiplatelets / anticoagulants
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Challenges: causes of death in Fabry disease

up to 2001
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Challenges: causes of death in Fabry disease

2001 – 2007 

Cardiac supportive care is essential
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Research is an urgent need in old Fabry disease 
patients
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(Not only) the end of a patient journey… 

Symptoms

Diagnosis

Ageing

End of life
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Take-home messages

• Due to different reasons Fabry disease patients are getting older

• The comorbidities may influence Fabry disease phenotype and decrease health-related QoL

• In patients with attenuated phenotypes, the influence of age in Fabry disease phenotype may be 

even of greater magnitude

• The evidence supporting disease-specific treatment in elderly patients with Fabry disease is scarce

• A holistic multidisciplinary team and adjunctive therapies are paramount in older patients with 

Fabry disease

• Research is an urgent need in this population



Thank you

Põe quanto És no Mínimo que Fazes

”To be great, be whole: nothing 
of yours exaggerate or exclude.

Be entire in everything. Give all of you
in the least you do. 

Hence on every lake the whole moon
shines as it lives high.” 

 Ricardo Reis, in "Odes" 



Vanessa Ferreira, PhD MBA
Head of Patient and Public Involvement and Engagement

Turning Passion into Action: 
Sustainable futures for Patient Organizations

Annual FIN Expert Meeting



Where are you on the funding journey?" (Show of hands)

[Insert source if applicable]

Ask participants to raise their hands  to indicate:

 Green: We've successfully applied for multiple funding calls 
 Yellow: We’ve tried applying but still learning.
 Red: We’re just starting and haven’t applied yet.

 Follow-up: Share briefly a tip or a challenge faced.

5'

Diverse funding opportunities 
• Public grants – national & regional-, EU funding programs, 
• Pharma & biotech, 
• Private foundations and charities e.g. Wellcome Trust, Bill & Melinda Gates), 
• Corporate Social responsibility (CSR) programs, 
• Crowdfunding & community fundraising, 
• Membership fees & subscriptions, 
• Donations & legacy giving, 
• Events & campaigns, 
• Service-based income e.g. consultancy, 
• EU & Global networks (Global Genes) 



Quick interactive game

[Insert source if applicable]

How many:

• "Has applied for EU funding"
• "Has collaborated with pharma"
• "Knows what a Work Package is"
• "Has been rejected for funding (and learned from it!)"
• "Knows what Lump Sum is"
• "Recently started the first steps related to EU funding and/or other"

5'



Share your best tip

[Insert source if applicable]

Write in a sticky note
• “What’s one thing you wish you knew before applying for funding?”
• “What’s your best advice for building partnerships?”

2'



1981



1996





Source: EURORDIS: https://www.eurordis.org/information-support/list-of-the-marketing-authorisations/orphan-medicines-regulation/ 

Private and confidential. For internal use only.

https://www.eurordis.org/information-support/list-of-the-marketing-authorisations/orphan-medicines-regulation/


01

Family experience

02

Biology and PhD
APCDG (2010-2024)

World Conference on CDG 
(2013-2023)

05

Training in Coaching (2020); 
Since 2021:

Coaching program for “Health Empowerment & 
Wellbeing: A Coaching Program to Elevate Patient 

and Citizen Involvement in Healthcare“.  
Consultant Patient Advocacy

Mentor at 
 Universidad Europea Madrid (UEM) 

04

Co-founder, Patient advocacy, Senior researcher at CDG & Allies 
at FCT NOVA (2016-)

Mentor Degree, Master, PhD students, Post Docs
World CDG Day (2016-)
World CDG Org (2020-)

03

Pharma industry
(2011-2020)

MBA (2011-2013)

06

Humanized Solutions (2022-)
EUPATI Fellow (2023)

Adjunct Professor UEM (2024-)

Personal journey: From passion and goodwill to understanding the need for strategy and financial sustainability.



[Insert source if applicable]
The reality of leading an association isn't just —it’s also about structure and resources.



What I would tell the Vanessa of 2010

[Insert source if applicable]
Passion & Goodwill starts the journey, but strategy and sustainability keep it going.



How to transform the 
CDG patient group 
into a recognized, 
professional entity — 
moving beyond the 
perception of being 
just a group 
connected by shared 
experiences?

[Insert source if applicable]

Passion & Goodwill starts the journey, but strategy and sustainability keep it going. 
Professionalism is one key component.



Professionalism 
to build 

something 
stable and 

credible



From passion to mission: The power of professionalization to become sustainable

[Insert source if applicable]

Governance
Strategic 
planning 

Funding plans

Partnerships

Impact measurement
Communication

Governance

Funding 
plans

Partnerships

Communication

Strategic 
planning 

Impact 
measurement

Passion and goodwill open doors, but professionalism turns ideas into action, secures your place at the table, and leads to real 
achievements.

➔ ➔  ➔ 



The importance of being seen as professional to secure funding and partnerships.

[Insert source if applicable]

 Credibility  Trust for funding  Sustainable growth  Stronger 
partnerships

Be seen as reliable,
organized, and serious by 
funders,
researchers, and 
policymakers.

Funders and sponsors 
need to trust
you have systems in place 
— governance,
finance, clear goals.

Professional structure 
prevents burnout
and keeps your mission 
alive long-term.

Professionalism opens 
doors to pharma,
academia, and public 
institutions.



[Insert source if applicable]

Professionalism gets you a seat at the table, and funding that sustains it.
Money, Money, Money: Funding is essential to turn purpose into impact

What I would tell the Vanessa of 2010



Professionalism

Money



Money, Money, Money: Funding is essential to turn purpose into impact

[Insert source if applicable]

 Heart — Enhanced Patient Care & Human Impact
 ➔ Ultimately, funding helps fulfill the mission: improving lives. ➔ Focus your mission to align with funding goals.

— Innovation & New Projects

 — Growth & Expansion

 — Infrastructure & Stability

— Community Support & Services

 — Education & Training

 — Visibility & International Collaboration

— Resources & Equipment

— Partnerships & Networking

— Advocacy & Awareness

 — Opportunity to Launch New Initiatives

 — Research & Innovation

— Engagement & Communication



Step by Step: How to focus your mission to align with funding goals

[Insert source if applicable]

Define clear, focused 
objectives
• Break down your mission into 

specific, fundable goals.
• Avoid being too broad. 

Instead of saying "We want to 
improve patients' lives", say:

"We aim to develop educational 
tools for rare disease patients to 
improve diagnosis pathways."
• Focus on projects that match 

available funding themes.

Translate passion into 
measurable impact
• Funders need evidence of 

results. 
• Align your mission by 

thinking:
“How does our work create 
measurable outcomes that 
funders care about?”
• Example: Awareness 

campaigns ➔ Show how 
they lead to earlier 
diagnoses or patient 
empowerment.

Understand funders' 
priorities
• Research what your target 

funders (EU programs, 
foundations, industry, etc.) 
are looking to support.

• Look for specific keywords
• Example: If a funder focuses 

on digital solutions in 
healthcare, highlight how 
your project contributes to 
this, even if your broader 
mission is patient support.



Step by Step: How to focus your mission to align with funding goals

[Insert source if applicable]

Stay true, but flexible
• You don’t need to change your 

mission — just frame it 
strategically.

• Focus on the parts of your 
mission that overlap with 
funders' goals.

• Example: If your mission is 
broad patient advocacy, but 
the funding is for research 
collaboration, emphasize how 
you facilitate patient 
involvement in research.

Create a "Funding 
alignment map"
• List:

o Your core activities

o Funders’ priorities

o Find the 
connection points.

• Focus your applications 
and efforts where these 
align best.

Read the guides & Use the 
language of funders
• Adapt how you present your 

mission using terms funders 
recognize.

• Words like "capacity 
building", "innovation", 
"public health impact", "cost-
effectiveness", "stakeholder 
engagement" resonate more 
than emotional appeals 
alone.



[Insert source if applicable]

 Example:
• Original mission:

 "Support families affected by rare diseases through advocacy, 
education, and community building."

• Aligned for funding:
 "We empower rare disease patients and families by 
developing innovative educational tools and fostering patient 
involvement in healthcare research — contributing to better 
health outcomes and system innovation."

Aligning your mission with funding goals is about speaking the funder’s language, focusing on impact-driven objectives, and 
showing how your passion delivers results in areas they care about.



1. NGO Management Certificate – Harvard Kennedy School (Free Modules Available)

Focus: Leadership, fundraising, governance, strategic management for NGOs.

While full programs are paid, Harvard offers free online modules via edX and other platforms.

o Harvard edX Courses

2. Nonprofit Ready – Free Courses for NGOs

Over 500 free courses on topics like: Fundraising & Grant Writing, Financial Management, Governance & 

Board Development, Project Management.

Created specifically for nonprofits and NGOs.

o Nonprofit Ready Courses

Free resources and programs to gain or refresh 
necessary skills.

https://pll.harvard.edu/subject/social-sciences
https://www.nonprofitready.org/courses


3. Coursera – Nonprofit Management Courses

Universities like Duke, Stanford, and UPenn offer courses such as:

 "Nonprofit Management Essentials"

 "Fundraising and Development"

 "Financial Management for NGOs"

Many courses are free to audit.

o Coursera Nonprofit Courses

Free resources and programs to gain or refresh 
necessary skills.

https://www.coursera.org/search?query=nonprofit%20management


Free resources and programs to gain necessary skills.

4. The Open University – Free NGO Courses

Topics include:

 "Introducing the Voluntary Sector"

 "Working in the Voluntary Sector"

 "Leadership and governance basics"

o OpenLearn Voluntary Sector Courses

5. NGO Academy (by ERSTE Foundation & WU Vienna)

Free capacity-building programs for NGOs, including patient organizations, focused on leadership, impact 

measurement, strategy, and financial sustainability.

o NGO Academy

Free resources and programs to gain or refresh 
necessary skills.

https://www.open.edu/openlearn/local/ocwglobalsearch/search.php?q=%20non%20profit%20&filter=all/freecourse/all/all/all/all/all&sort=relevant
https://ngoacademy.net/


Free resources and programs to gain necessary skills.
6. The Center for Nonprofit Management (CNM) – Free Webinars

Regular free sessions on nonprofit excellence:

 Grant writing

 Strategic partnerships

 Board governance

o CNM Events

7. GlobalGiving – Accelerator for NGOs

A free virtual training program to help NGOs build skills in:

 Crowdfunding

 Storytelling

 Donor engagement

Upon completion, NGOs get permanent membership on GlobalGiving’s platform.

o GlobalGiving Accelerator

Free resources and programs to gain or refresh 
necessary skills.

https://cnmsocal.org/learning-and-events-center/
https://www.globalgiving.org/accelerator/


Free resources 
and programs 
to gain 
necessary 
skills.

1. EIT Health 

Programs designed to empower different target audiences including 

patient organizations and advocates to engage in healthcare innovation 

and entrepreneurship.

o EIT Health Patient Innovation Bootcamps

o Women Entrepreneurship Programs

2. EPF (European Patients' Forum) – Capacity Building Programme

Supports patient organizations in becoming more sustainable, influential, and 

professional through webinars, workshops, and mentoring.

o Topics: Governance, strategic planning, advocacy, communication, and 

fundraising.

https://eithealth.eu/what-we-do/our-programmes/
https://eithealth.eu/programmes/patient-innovation-bootcamp/
https://eithealth.eu/programmes/women-entrepreneurship-bootcamp/
https://www.eu-patient.eu/Capacity-Building-programme/


Free resources 
and programs 
to gain 
necessary 
skills.

3. PARADIGM – Patient Engagement Tools & Guidelines

A set of free tools and frameworks to guide patient organizations on how to engage 

effectively with industry and researchers in medicines development.

Includes templates for agreements, metrics for impact, and best practices.

o PARADIGM Toolbox

4. EUPATI (European Patients' Academy on Therapeutic Innovation)

Offers free online courses and resources to train patient advocates in medical 

research, drug development, clinical trials, and regulatory processes.

o EUPATI Toolbox

o EUPATI Open Classroom

https://imi-paradigm.eu/petoolbox/
https://toolbox.eupati.eu/
https://learning.eupati.eu/


Free resources 
and programs 
to gain 
necessary 
skills.

5. Patient Focused Medicines Development (PFMD) Resources

Offers structured methodologies and tools to improve patient engagement 

and professional interaction with pharma and regulatory bodies.

o PFMD Resources

6. European Commission – Funding & Tender Portal Training

Free webinars and guides on how to participate in EU-funded projects 

(Horizon Europe, etc.)

Ideal for associations wanting to step into European funding frameworks.

o EU Funding & Tender Portal 

https://patientfocusedmedicine.org/
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/home


Source: https://www.eu-patient.eu/globalassets/library/epf_toolkit_on_empowering_leadership.pdf

Toolkit on Empowering Leadership and Positive Governance by 
the European Patients’ Forum (EPF)

https://www.eu-patient.eu/globalassets/library/epf_toolkit_on_empowering_leadership.pdf


Source: https://www.eu-patient.eu/globalassets/library/publications/patient-empowerment---toolkit.pdf

Toolkit for Patient Organisations on Patient Empowerment by 
the European Patients’ Forum (EPF)

https://www.eu-patient.eu/globalassets/library/publications/patient-empowerment---toolkit.pdf


Source: https://www.eu-patient.eu/globalassets/library/epf_broch2016_v5blow.pdf

Fundraising Toolkit for Patient Organisations by the European 
Patients’ Forum (EPF)

https://www.eu-patient.eu/globalassets/library/epf_broch2016_v5blow.pdf


Free resources 
and programs 
to gain 
necessary skills 
specifically for 
Rare Diseases.

1. EURORDIS Open Academy

Free training for patient advocates to engage in research, regulatory affairs, 

HTA (Health Technology Assessment), and market access.

o EURORDIS Winter & Summer Schools

o Digital School: Focus on digital skills, understanding of research, eHealth 

tools for patient organizations, and more.

2. Global Genes – RARE University & Toolkits

Free educational resources, toolkits, and webinars specifically for rare disease 

advocates and organizations.

Topics: Fundraising, governance, collaboration, research readiness.

o Global Genes RARE University

https://openacademy.eurordis.org/
https://openacademy.eurordis.org/open-academy-schools-2025/
https://openacademy.eurordis.org/all-courses/
https://globalgenes.org/learn/rare-university/


Free resources 
and programs 
to gain 
necessary skills 
for Rare 
Diseases.

3. Rare Diseases International (RDI) – Advocacy & Policy Resources
Provides toolkits and webinars to strengthen patient organizations’ roles in 
global advocacy, governance, and collaboration strategies. 
o Members training: How to influence inernational actions through national 

advocacy
o Youth Leadership Programme
o RDI Advocacy and Policy Resources

4. Beacon Empowering Rare Disease Communities 

Provides training, resources, and networking opportunities to help rare 

disease communities grow, professionalize, and drive meaningful change. 

E.g., RareSummit, Patient Group Mentoring.

o Strategic planning and sustainability

o Building capacity with AI

o Networking with confidence masterclass

o The Cambridge Rare Disease Showcase

https://www.rarediseasesinternational.org/
https://www.rarediseasesinternational.org/event/ifsbh-membership-training-2022-5/
https://www.rarediseasesinternational.org/event/ifsbh-membership-training-2022-5/
https://www.rarediseasesinternational.org/rdi-youth-leadership-programme/
https://www.rarediseasesinternational.org/international-advocacy/
https://www.rarediseasesinternational.org/policy-events/
https://www.rarebeacon.org/
https://www.rarebeacon.org/mentoring-programmes/mentoring-programme-2024-25/
https://www.rarebeacon.org/event/strategic-planning-and-sustainability/
https://www.rarebeacon.org/event/building-capacity-with-ai/
https://www.rarebeacon.org/event/networking-with-confidence-masterclass/
https://www.rarebeacon.org/rare-showcase/camrareshowcase25/


Source: https://ec.europa.eu/research/participants/documents/downloadPublic?documentIds=080166e5c0509884&appId=PPGMS

Share4Rare toolkit for Patient Advocacy

https://ec.europa.eu/research/participants/documents/downloadPublic?documentIds=080166e5c0509884&appId=PPGMS


Global Genes Rare Advocacy Exchange 2025

Global Genes. RARE Advocacy Exchange. Retrieved April 21, 2025, from HERE . RARE Advocacy Exchange 2025 Session 3 Innovative Fundraising

https://globalgenes.org/rare-advocacy-exchange/?utm_medium=email&_hsenc=p2ANqtz--2BH6890Sg8rKHRl_yJt3axFQgprCDYTBYCm5Q7c7ZSrGggXtMZhToawMHqeuM-Llltm_V8NwNAyCHRYhlYAlflueb3Q&_hsmi=357899371&utm_source=hubspot
https://globalgenes.org/blog/rare-advocacy-exchange-2025-session-3-innovative-fundraising/?utm_source=sessionbutton&utm_medium=website


"If I could go back..."

[Insert source if applicable]

Let’s take a moment to learn from each other!
Using sticky notes, please answer the following questions based on your experience level:

 For experienced advocates (5+ years in a patient group or NPO):
• “If you could give advice to your younger self when you started your association, what would you do differently?”
• “What has been the key factor that kept your organization going over the years?”

 For new advocates (recently established associations):
• “What is the biggest challenge you're facing right now?”
• “What support or resource do you think would help you reach the next level in your organization?”

5'



Challenges

Professionalism

Money





Challenges when 
researchers, medical 

doctors, companies, want 
to involve Patient Groups 

in funding opportunities



01

02
03

Skovlund, P.C., et al. The impact of patient involvement in research: a case study of the planning, conduct and dissemination of a clinical, controlled trial. Res Involv Engagem 6, 43 (2020). https://doi.org/10.1186/s40900-020-00214-5; Maccarthy J, et l. Facilitating public and patient 
involvement in basic and preclinical health research. PLoS One. 2019 May 14;14(5):e0216600. doi: 10.1371/journal.pone.0216600. PMID: 31086377; PMCID: PMC6516642; Simone Harmsen and others, Supporting health researchers to realize meaningful patient involvement in research: 
Exploring researchers’ experiences and needs, Science and Public Policy, Volume 49, Issue 5, October 2022, Pages 751–764, https://doi.org/10.1093/scipol/scac024; Gibson A, Kok M, et al. Challenges and opportunities for involving patients and the public in acute antimicrobial medicine 
development research: an interview study. BMJ Open 2019;9:e024918. doi: 10.1136/bmjopen-2018-024918.  

Diverse patient 
perspectives

https://doi.org/10.1186/s40900-020-00214-5
https://doi.org/10.1093/scipol/scac024;%C2%A0


Challenges when Patient 
Groups engage with 

researchers, medical 
doctors, companies in 
funding opportunities



01

02
03

Skovlund, P.C., et al. The impact of patient involvement in research: a case study of the planning, conduct and dissemination of a clinical, controlled trial. Res Involv Engagem 6, 43 (2020). https://doi.org/10.1186/s40900-020-00214-5; Maccarthy J, et l. Facilitating public and patient 
involvement in basic and preclinical health research. PLoS One. 2019 May 14;14(5):e0216600. doi: 10.1371/journal.pone.0216600. PMID: 31086377; PMCID: PMC6516642; Simone Harmsen and others, Supporting health researchers to realize meaningful patient involvement in research: 
Exploring researchers’ experiences and needs, Science and Public Policy, Volume 49, Issue 5, October 2022, Pages 751–764, https://doi.org/10.1093/scipol/scac024; Gibson A, Kok M, et al. Challenges and opportunities for involving patients and the public in acute antimicrobial medicine 
development research: an interview study. BMJ Open 2019;9:e024918. doi: 10.1136/bmjopen-2018-024918.  

Limited human and technical resources:
Many patient organizations operate with 

volunteers or minimal staff.
They lack dedicated grant writers, project 
managers, or financial officers to handle 

funding applications and project reporting.

Legal and administrative barriers
Many patient groups are not legally structured 

to meet eligibility criteria for funding (e.g., 
being recognized as a formal entity under EU 
law). Lack of experience with contracts, VAT 

issues, and compliance rules.

Financial risk and co-funding 
requirements

Some funding schemes require co-financing or 
upfront investment, which is not feasible for 
most small patient organizations. Cash flow 

issues can arise due to delayed payments from 
funders.

https://doi.org/10.1186/s40900-020-00214-5
https://doi.org/10.1093/scipol/scac024;%C2%A0
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Overcoming challenges together: Humanized Solutions, your bridge to funding 
opportunities

Humanized as the bridge between associations, researchers, pharma, and funding bodies.
Our mission: We turn your potential into actionable partnerships and successful participation in funding opportunities from 

the conception of the projects.



How Humanized helps you overcome these challenges

At Humanized, we believe that collaboration shouldn't be complicated — and that your passion deserves the right platform to 
grow.

2. We provide tools and expertise
to professionalize your organization, 
making you a strong candidate for 
future collaborations and funding.

1. We structure your involvement
ensuring your role in projects is impactful, 
recognized, and never tokenistic.

3. We advocate for your 
sustainability,
helping you think beyond a single 
project and build long-term strategies.

5. We connect you with trusted 
partners 

e.g., researchers, companies, and institutions 
looking for meaningful collaboration with 
patient groups.

6. We simplify complex funding 
processes

guiding you through every step — from 
identifying the right calls to participating in 
strong, competitive proposals. E.g. Easy to 
understand checklists.

4. We translate between worlds
bridging the gap between scientific, 
corporate, and patient perspectives to 
ensure clear, effective communication.
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We ensure robust partnerships that meet specific people's needs and preferences.



MISSION
Help stakeholders when they work with and for patients 
and citizens by actively involving them in every stage of 
the life cycle of medicines.
We are committed to promoting inclusive, patient-
centered research, development, and access to safe and 
effective medications. Through collaboration and 
engagement, we strive to enhance the overall well-being 
and healthcare outcomes of individuals.

VISION
Our vision is a future where patients and citizens have a 
meaningful voice and are integral partners in shaping the 
development and use of medicines.
We envision a healthcare system that embraces diversity, values 
patient perspectives, and ensures equitable access to innovative 
and reliable treatments. By fostering a culture of collaboration and 
transparency, we aim to transform the landscape of medicine to 
better serve the needs of all.

VALUES
• Patient-Centered Approach
• Inclusivity and Diversity
• Collaboration and Engagement
• Ethical and Transparent Practices
• Advocacy and Empowerment
• Evidence-Based Decision Making

By adhering to these mission, vision, and values, Humanized  is dedicated to fostering a patient-centered healthcare system 
that respects the rights and preferences of individuals, promotes collaboration, and ultimately improves the lives of patients 

and citizens.



Our mission is closely aligned with 7 several Sustainable Development Goals (SDGs) 

By ensuring that our solutions are inclusive and accessible, we support the ethos of leaving no one behind, which is at the heart of the SDGs. 
Additionally, by adopting environmentally sustainable practices, we can contribute to climate action and responsible consumption and production.
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Patients at the heart of business strategy

PAGs: Patient Advocacy Groups;
HEOR: Health Economics and Outcomes Research

1. Understanding the patient ecosystem - PMLiVE. (2015, June 1). Pmlive.com. https://pmlive.com/pharma_thought_leadership/understanding_the_patient_ecosystem_685521/

Overview

Patient centricity has become one of the strategic pharma companies' priorities 
for a decade or so

• To craft business strategy based on the needs and wants of the end 
customer (patients)

• Make sure patients get best medical outcomes and quality of life, 
considering their disease and the treatment they have been prescribed

As an ageing population, combined with a lack of money for social care from 
governments, will mean that the skills to self-manage chronic conditions at 
home will become essential.

Nowadays, pharmaceutical companies want to express their mission to 
put patient care first.

Nowadays, all stakeholders want to speak with the patient: “from buzzword to activation”

https://pmlive.com/pharma_thought_leadership/understanding_the_patient_ecosystem_685521/


Importance of Patients and Patient Advocacy Groups (PAGs) in pharma business model

Patients and 
PAGs

Policy-makers

Payers

Ph
ys

ic
ia

ns

Pharma competitors

Pharm
acysts

Pharma company

Patients

 Patients are becoming  more aware and 
knowledgeable
 Medical information is easily accessible

 Their power is increasing with digital technologies
 More than half of mobile phone users 

download health apps, and 65% of those 
users access their health apps daily1.

 Likewise in Europe, one in five patients were 
more likely to go online to investigate their 
health decisions in 2016 than in 20142.

 Patients are more demanding:
 For example, four out of five patients expect 

to be more active in managing their health 
than in the past3

 Want the most effective and best tolerated 
medicines

 Easy to use
 And available at affordable price

PAGs

 More and more influential
 May be part of the policy 

maker/payer decision-
making processes

 PAGs can support pharma 
companies with whom they partner 
and share common ground

 On the contrary, they can damage 
the corporate reputation of 
companies with which they do not 
have good relationships and with 
which they do not share the same 
strategic vision

1. Krebs, Paul, and Dustin T. Duncan. "Health App Use Among US Mobile Phone Owners: A National Survey." JMIR mHealth and uHealth 3, no. 4 (2015). doi:10.2196/mhealth.4924.; 2. Decision Resources Group is now Clarivate. (n.d.). Clarivate. Retrieved April 18, 2024, from 
https://clarivate.com/drg-is-now-clarivate/?lid=d 3. “Self Care in Today's Changing Healthcare Environment.” NCPIE; Ipsos; Pfizer.

The patient voice gained power and has an increasing role on corporate reputation and impacts the products all along their life cycle

Key pharma stakeholder groups: The 7Ps

http://www.bemedwise.org/documents/OHS_SC_Survey_FactSheet.pdf


"Myth or Fact?" (Quick Quiz)

[Insert source if applicable]

• "You need to be a large organization to apply for EU funding.”
• “Patient groups can't be official partners in research projects.”
• “All funding applications require co-funding.”
• "European projects only fund scientific research."
• "You must already have partners before looking for funding opportunities."
• "Administrative tasks in funded projects are handled by the coordinator, so patient groups don’t need to worry 

about them."
• "Patient associations can't influence policy through funded projects."

5'



Importance of Patient and Public 
Involvement and Engagement (PPIE): 
Requirements of Funding and Regulatory 
Bodies

• Patient and Public Involvement and Engagement is now a 
requirement of many funding bodies, leading to an increased focus 
on patient involvement in research, drug, medical device and digital 
initiatives.

• Similarly, regulatory bodies are recognizing the value of Patient and 
Public Involvement and Engagement in ensuring the safety and 
efficacy of healthcare products and services.

• Incorporating PPIE approach into healthcare initiatives not only 
enhances their relevance and effectiveness, but also ensures 
alignment with the requirements of funding and regulatory bodies.

• This further emphasizes the importance of listening and integrate the 
patient and citizen voice in driving people-centric innovation and 
improving healthcare outcomes.



Source: https://www.eu-patient.eu/globalassets/library/conferenceseminarreports/epf-gothenburg-2009-report.pdf

The Value of Patient Involvement in EU Health Related Projects 
and Policy by European Patients’ Forum (EPF)

https://www.eu-patient.eu/globalassets/library/conferenceseminarreports/epf-gothenburg-2009-report.pdf


Source:European Commission. "Citizens, Equality, Rights and Values Programme." Retrieved [15 March 2024], from European Commission Justice and Consumers: Funding Programmes.

https://commission.europa.eu/about-european-commission/departments-and-executive-agencies/justice-and-consumers/justice-and-consumers-funding-tenders/funding-programmes/citizens-equality-rights-and-values-programme_en




Importance of PPIE: Requirements of Funding and Regulatory Bodies

Citizen engagement and the engagement of industry, social partners 
and civil society actors are critical to reinforce trust in science, and to 
facilitate and secure the innovation process and its uptake. Check 
HERE

Horizon Europe

(…) implementation of personalised prevention strategies in health 
and care services, also to make them person-centred and better 
adjusted to people's needs (…). Check HERE

European Partnership
On Transforming
Health And Care Systems 
(THCS)

(…) aims to translate health research and innovation into real benefits 
for patients and society, and ensure that Europe remains at the cutting 
edge of interdisciplinary, sustainable, patient-centric health research. 
Check HERE

Innovative health initiative
Joint Undertaking (IHI JU)

(…) promoting citizens engagement and participation in the 
democratic life of the Union, exchanges between citizens of different 
Member States (…). Check HERE

Citizens, Equality, 
Rights
And Values (CERV)

https://op.europa.eu/en/publication-detail/-/publication/b3baec75-fdd0-11ed-a05c-01aa75ed71a1/language-en/format-PDF/source-287596143
https://www.thcspartnership.eu/funding/pre-announcement-of-the-second-joint-transnational-call.kl
https://www.ihi.europa.eu/sites/default/files/uploads/Documents/Calls/IHI_Call6_CallText.pdf
https://commission.europa.eu/about-european-commission/departments-and-executive-agencies/justice-and-consumers/justice-and-consumers-funding-tenders/funding-programmes/citizens-equality-rights-and-values-programme_en


Importance of PPIE: Requirements of Funding and Regulatory Bodies

(…) building new and sustainable international and inter-sectoral 
partnerships and networks; better transfer of knowledge between 
sectors and disciplines (…). Check HERE

Marie SkłodowskaCurie
Actions (MSCA)

(…) supports truly innovative and unique patient-centered clinical 
trials with the potential to timely impact the lives of cancer patients. 
Check HERE

Rising Tide Foundation for 
Clinical Cancer Research 
(RTFCCR)

(…) strengthen their potential for successful participation in 
transnational research and innovation processes, promote networking 
and access to excellence. Check HERE

Horizon Europe: Widening
participation and 
strengthening the European
Research Area

(…) strengthens cooperation ties (…) through learning mobility, 
education exchanges and capacity building, nurturing social resilience, 
(…) active participation and ensuring regular channels for people-to-
people contacts and connectivity worldwide. Check HERE

Erasmus +

https://ec.europa.eu/info/funding-tenders/opportunities/docs/2021-2027/horizon/wp-call/2023-2024/wp-2-msca-actions_horizon-2023-2024_en.pdf
https://www.risingtide-foundation.org/wp-content/uploads/2024/02/RTFCCR-Guidelines-January-2024.pdf
https://research-and-innovation.ec.europa.eu/funding/funding-opportunities/funding-programmes-and-open-calls/horizon-europe/widening-participation-and-spreading-excellence_en
https://erasmus-plus.ec.europa.eu/sites/default/files/2023-09/eplus-awp-20240-C-2023-6157_en.pdf


Importance of PPIE: Requirements of Funding and Regulatory Bodies

(…) including through patient/citizen engagement, community 
involvement or other forms of social innovation approaches, such 
that research and innovation activities are adjusted to the users’ 
particular expectations, needs, constraints and potential. Check HERE

Horizon Europe:
Health

They will aim to expand political participation, social dialogue and 
social inclusion, civic engagement and gender equality. Check HERE

Horizon Europe:
Culture, Creativity and 
Inclusive Society

(…) promoting the replication of best practices in the innovation field; 
enhanced citizens' involvement in the decision-making process (…). 
Check HERE

Horizon Europe:
European Innovation 
Council

(…) strengths of national, regional and local ecosystems and 
encouraging the involvement of all actors and territories to reinforce 
network connectivity for sustainably business growth (…). Check HERE

Horizon Europe:
European Innovation 
Ecosystems

https://ec.europa.eu/info/funding-tenders/opportunities/docs/2021-2027/horizon/wp-call/2023-2024/wp-4-health_horizon-2023-2024_en.pdf
https://ec.europa.eu/info/funding-tenders/opportunities/docs/2021-2027/horizon/wp-call/2023-2024/wp-5-culture-creativity-and-inclusive-society_horizon-2023-2024_en.pdf
https://ec.europa.eu/info/funding-tenders/opportunities/docs/2021-2027/horizon/wp-call/2021/wp_horizon-eic-2021_en.pdf
https://ec.europa.eu/info/funding-tenders/opportunities/docs/2021-2027/horizon/wp-call/2023-2024/wp-10-european-innovation-ecosystems_horizon-2023-2024_en.pdf


The total budget for Innovative Health 
Initiative (IHI) for the period 2021-2027 
is €2.4 billion.
• €1.2 billion comes from Horizon 

Europe, the EU’s framework 
programme for research and 
innovation.
€1 billion will come from the IHI 
industry partners
€200 million will come from other life 
science industries or associations that 
decide to contribute to IHI as 
contributing partners.

Innovative Health Initiative (IHI)



Source: Impact on: patients in research | IHI Innovative Health Initiative. (n.d.). Www.ihi.europa.eu. https://www.ihi.europa.eu/projects-results/health-spotlights/impact-patients-research 

Innovative Health Initiative (IHI)

https://www.ihi.europa.eu/projects-results/health-spotlights/impact-patients-research


Source: Impact on: patients in research | IHI Innovative Health Initiative. (n.d.). Www.ihi.europa.eu. https://www.ihi.europa.eu/projects-results/health-spotlights/impact-patients-research 

Innovative Health Initiative (IHI)

https://www.ihi.europa.eu/projects-results/health-spotlights/impact-patients-research


Humanized Solutions: Support EU and National Funding Initiatives

• Humanized Solutions engages in European and 
national funding initiatives

• Taking on roles such as Work Package (WP) 
leaders or leading tasks within WPs, 
subcontractors, advisors or expert evaluators 

• Currently, assessing opportunities to become 
coordinators

• Contributing our expertise to drive innovation 
and success in funding initiatives

• We secure that Patient Groups are involved 
since the conception of the projects



Horizon Europe

Pillar I EXCELLENT SCIENCE

• European Research Council
• Marie Skłodowska-Curie

Pillar II GLOBAL CHALLENGES & EUROPEAN 
INDUSTRIAL COMPETITIVENESS

• Health
• Culture, Creativity & Inclusive Society
• Digital, Industry and Space

Pillar III INNOVATIVE EUROPE

• European Innovation Council
• European Innovation Ecosystems

WIDENING PARTICIPATION AND STRENGTHENING 
THE EUROPEAN RESEARCH AREA

• Widening participation & spreading excellence
o European Cooperation in Science and Technology (COST)

• Reforming & Enhancing the European R&I system

Additional Funding Programmes of European Commission Additional European and National Funding Programmes

European Partnerships

• Erasmus +
• EU4Health
• Citizens, Equality, Rights and Values (CERV)
• Creative Europe
• The Digital Europe Programme (DIGITAL)
• European Regional Development Fund (ERDF)

o INTERREG

Cluster I Health:
• Innovative Health Initiative Joint Undertaking (IHI JU)
• Transforming Health and Care Systems (THCS)
• ERA for Health Research
• European Joint Programme on Rare Diseases (EJP RD)/European Rare Disease 

Research Alliance (ERDERA)
• One Health/AMR Antimicrobial Resistance (AMR)
• European Partnership for Personalised Medicine (EP PerMed)
• Global Health (EDCTP 3)
• European Partnership for the Assessment of Risk from Chemicals (PARC)
• Brain Health (2025)
• Pandemic Preparedness
Cross-pillars:
• EIT Health (Pillar III & Cluster health)
Pillar III:
• Eurostars- European Partnership on Innovative SMEs

• EUREKA
• ”la Caixa” Foundation
• NOVA.ID.FCT
• TRANSCAN
• CanSERV
• Share4Rare
• Portugal 2023
• Other related national initiatives across several countries

Cancer 
mission

Humanized Solutions: Support European and National Funding Initiatives  across several countries



Collaboration over competition: In Rare Diseases, creativity and collaboration are 
survival tools

[Insert source if applicable]

Whether it’s joining forces for awareness, research, or advocacy, collaboration turns scarcity into opportunity. 
Together, we go further—collaboration fuels sustainability.

1. The nature of Rare Diseases: 
Scarcity demands unity

2. Cross-Disease collaboration 
models e.g. EURORDIS, ERNs, Global Genes – Rare 
Portal

4. The Power of consortia in funding 
e.g. European funding (e.g., Horizon Europe) rewards 
collaboration.

3. Shared challenges = Shared 
solutions e.g. Solutions developed for one disease 
- awareness campaigns, patient registries, digital 
health tools - can often be adapted across conditions. 
Collaboration allows for resource efficiency and faster 
innovation).

5. Creativity as a necessity e.g. joint 
awareness campaigns, shared platforms for patient 
data, co-host events etc
“Necessity is the mother of invention” — in rare 
diseases, this translates to innovative partnerships.

6. Scientific and industry shifts 
e.g. Pharma and biotech are increasingly embracing 
patient-centered R&D, Collaborative models like 
Public-Private Partnerships (PPPs) and Open Science 



With our consulting and research services, we ensure that your research and innovation 
projects are in harmony with patient and public needs and preferences, thus aligning 
with current requirements of funding bodies

Funding opportunity 
identification

Project conceptualization

Proposal scan and writing

Meet compliance Building partnerships

Budget planning



With our consulting and research services, we ensure that your research and innovation 
projects are in harmony with patient and public needs and preferences, thus with 
requirements of funding bodies

Build and maintain partnerships

Project management Project reporting

Outreach and communication

Skill enhancement Performance and impact

Project awarded Exploitation and guidance



Facts and figures – Numbers from September 2023 to October 2024

71 projects 
involved

60 projects 
submitted

4 projects 
currently 

working on



Facts and figures – Programmes involved Horizon Europe
• Cluster 1: Health (25)
• Cluster 4: Digital, Industry and Space (1)
• European Innovation Council (3)
• Marie Sklodowska-Curie Actions (2)
• European Innovation Ecosystems (1)
• Widening participation and spreading excellence 

(6)
• ERA4Health (2)
• IHI (3)
• Eurostars (1)

The Digital 
Europe  (DIGITAL)

3

”la Caixa” Foundation
1

EIT Health
3

Citizens, Equality, Rights 
and Values (CERV)

1

Erasmus+
12

Other programmes:
NOVA.ID.FCT (1)

Velux Stiftung (1)
Rising Tide Clinical Cancer Research (1)

AXA (1)



Facts and figures – Examples Therapeutic areas

Mast Cell Activation

Psychosis and Irritable Bowel Syndrome

Post-acute Infection 
Syndromes

Metabolic Syndrome

Amyotrophic 
Lateral Sclerosis

Breast cancer

Rare Diseases

Epilepsy

Colorectal Cancer

Severe Mental Disorder

Chronic obstructive 
pulmonary disease

Acute lymphoblastic leukemia
Sarcopenia



Facts and figures – Main drivers from the projects

NGOs

Research Institutes, 
Foundations leading 

research and Universities

Pharmaceutical
companies



Horizon Europe strategic plan 2025-2027

Source: Directorate-General for Research and Innovation (European Commission). (2024). Horizon Europe strategic plan 2025-2027. In Publications Office of the European Union. Publications Office of the European Union. https://op.europa.eu/en/web/eu-law-and-publications/publication-
detail/-/publication/6abcc8e7-e685-11ee-8b2b-01aa75ed71a1

https://op.europa.eu/en/web/eu-law-and-publications/publication-detail/-/publication/6abcc8e7-e685-11ee-8b2b-01aa75ed71a1
https://op.europa.eu/en/web/eu-law-and-publications/publication-detail/-/publication/6abcc8e7-e685-11ee-8b2b-01aa75ed71a1


Civic engagement on EU Missions implementation at national level

Source: European Commission: Directorate-General for Research and Innovation and Conway, R., Citizen engagement – Mutual learning exercise on EU missions implementation at national level – Fourth thematic report, Conway, R.(editor), Publications Office of the European Union, 
2024, https://data.europa.eu/doi/10.2777/395232 . European Innovation Partnership on Smart Cities and Communities (EIP-SCC). (2021). Citizen Engagement Solution Booklet. Smart Cities Marketplace. Retrieved from https://smart-cities-marketplace.ec.europa.eu/sites/default/files/2021-
02/scis_solution_booklet_citizen_engagement.pdf 

https://data.europa.eu/doi/10.2777/395232
https://smart-cities-marketplace.ec.europa.eu/sites/default/files/2021-02/scis_solution_booklet_citizen_engagement.pdf
https://smart-cities-marketplace.ec.europa.eu/sites/default/files/2021-02/scis_solution_booklet_citizen_engagement.pdf


Overview of public engagement in 
research & innovation
Mutual learning exercise on public 
engagement: first thematic report

Directorate-General for Research and Innovation (European Commission), & Billgren Askwall, C. (2024). Overview of public engagement in research & innovation: mutual learning exercise on public engagement : first thematic report. In Publications Office of the European Union. Publications 
Office of the European Union. https://op.europa.eu/en/publication-detail/-/publication/6f3a03af-f2fb-11ee-8e14-01aa75ed71a1/language-en

https://op.europa.eu/en/publication-detail/-/publication/6f3a03af-f2fb-11ee-8e14-01aa75ed71a1/language-en


Source: https://www.risingtide-foundation.org/fileadmin/CCR/Program/2021_06_22_Patient_Involvement_for_Applicants_v1.5.pdf

Patient Involvement for Applicants by Patvocates

https://www.risingtide-foundation.org/fileadmin/CCR/Program/2021_06_22_Patient_Involvement_for_Applicants_v1.5.pdf


Public and Patient Involvement Guidance for Researchers

Source: https://www.parkinsons.org.uk/sites/default/files/2018-11/PPI%20Guidance%20for%20Researchers.pdf

https://www.parkinsons.org.uk/sites/default/files/2018-11/PPI%20Guidance%20for%20Researchers.pdf


A short guide to successful patient involvement in EU-funded 
research Lessons learnt from the U-BIOPRED project by IMI

Source: https://www.imi.europa.eu/sites/default/files/uploads/documents/get-involved/patients/UBIOPRED_guide_2016.pdf

https://www.imi.europa.eu/sites/default/files/uploads/documents/get-involved/patients/UBIOPRED_guide_2016.pdf


Short guide on patient partnerships in rare disease research 
projects

Source: https://www.ejprarediseases.org/wp-content/uploads/2021/03/SHORT-GUIDE-ON-PATIENT-PARTNERSHIPS-IN-RARE-DISEASE-RESEARCH-PROJECTS.pdf

https://www.ejprarediseases.org/wp-content/uploads/2021/03/SHORT-GUIDE-ON-PATIENT-PARTNERSHIPS-IN-RARE-DISEASE-RESEARCH-PROJECTS.pdf


Our consultancy offers 
specialized expertise and 

services in facilitating 
Patient and Public 

Involvement and 
Engagement across 

diseases and healthcare 
sectors.



Explore our 
consultancy 
expertise 
and services

Build 
framework & 

strategy 
development
when working 
WITH and FOR

patients

Creation of 
written 

content and 
participation 

in conferences

Stakeholder
mapping 
and
engagement

Research 
design to 

elicit 
insights

Advisory 
boards

Match and 
partnership 

plans

Data 
collection 

and 
analysis

Recruitment 
strategy

Feedback 
mechanisms



Explore our
consultancy 
expertise 
and services

Research 
dissemination 

and 
communication 

to a non-
scientific 
audience

Soft skills 
development 

programs when 
working with 

patient groups 
and the general 

public

Evaluation 
and impact 
assessment

Grant 
application 

support
Coaching 

and 
mentoring 

program on 
PPIE

Toolkits 
and 

resources

Training 
program 

& capacity 
building

Event 
organization

Ethical 
guidance



We provide expert 
training, teaching, 
coaching, mentoring, 
and skills 
development 
services.



Expert training and development services

• Humanized Solutions provides a range of services to 
develop skills and knowledge

• We offer expert training in patient-centric 
healthcare innovations

• Our teaching covers a variety of topics and is 
tailored to meet individual needs

• Coaching and mentoring are available for 
individuals or groups

• We focus on developing skills through practical, 
hands-on experience



Overview

Teaching Language

Available in:
• English
• Portuguese
• Spanish

Forms of 
Participation

Target 
Audience

Range of 
Educational 
Activities

• Undergraduate 
Degrees

• Master's Programs
• Executive Education
• PhD Programs
• Cross-Disciplinary 

Activities
• Community Outreach

• Undergraduate, Master, and 
Doctoral Students

• Healthcare Professionals
• University Staff
• Professionals in 

Pharmaceutical and Biotech 
Industries, Spin-offs, Start-ups

• Policy Makers and Public 
Health Professionals

• General Public 

• Blended Learning
• Online Courses
• Onsite Classes
• Onsite 

Recording Options

In our training activities, we utilize a project-based learning (PBL) approach to foster practical skills and real-world problem solving.
PBL is characterized by its focus on student-centered inquiry and exploration, emphasizing critical thinking, problem-solving, and the integration of various skills 

across disciplines. Students are encouraged to work collaboratively, think creatively, and apply their knowledge in practical, often interdisciplinary, contexts. 



A 2-3 week healthcare program 
that enhances skills, networking, 
and learning through PPIE 
education with cultural insights.

Summer & Winter Schools: 
"Innovations in Patient-Centric
healthcare"

Tailored for evolving patient-centric care 
and PPIE needs in healthcare, enhancing 
practical and theoretical understanding.

Advanced training in patient-
centric healthcare innovations

Patient-focused healthcare workshops 
covering digital health to ethics, 
customizable for any healthcare 
audience.

Workshops & Trainings offer: 
"Empowering healthcare through
patient-centricity"

Enhances healthcare professionals' skills in 
patient communication and engagement, 
through targeted workshops and coaching, 
aiming to improve outcomes and build trust.

Coaching and Mentoring program to 
elevate Patient and Public Involvement 
and Engagement (PPIE) in healthcare

Enhances healthcare professionals' soft 
skills in communication, teamwork, and 
leadership for improved effectiveness 
and patient interaction, using 
workshops and exercises.

Soft skills development programs 
when working with patient groups 
and the general public

Flexible, expert-led training in patient-centric healthcare, enabling 
professionals to learn at their own pace, network globally, and stay 
updated in the field.

MOOCs (Massive Open Online Courses)
& Online Courses: “Learning opportunities
in Patient-Centric Healthcare Innovation
using digital platforms”

Enhancing healthcare education, 
providing motivational speaking and 
facilitation by experts, fostering 
patient-centered engagement.

Other educational opportunities, 
e.g. speaker



Methodology 
Used by 
Humanized 
Solutions



Our scientific methods and techniques 

Community 
meetings 
and
Focus 
Groups

Surveys and
questionnaires

Patient 
Advisory Boards 
and similar

Storytelling 
and narrative
medicine

In-depth 
interviews and
Photovoice

Mixed 
methods
research

Feedback 
mechanisms

Co-design 
sessions

Reflective 
journals 
or diaries

Delphi 
process



Our scientific methods and techniques 

Town Hall 
meetings

World Café 
methodology

Community 
mapping 
and Patient 
Journey 
Mapping

Participatory 
design

Stakeholder 
workshops
and groups
discussions

Consensus 
development
conferences

Public 
consultations

Ethnographic 
observation

Nominal 
group 
technique

Content 
analysis



At Humanized 
we are patient 
advocates.
Patients are 
waiting, no 
time to 
reinvent the 
wheel.

Private and confidential. For internal use only.



Maximizing impact: How our Desk Research methodology fuels our Evidence-Based 
Approach (EBA) when tailoring services?

Efficiency

Cost-effectiveness

Evidence-based

Avoiding duplication

Comprehensive insight

We start every project with comprehensive desk research to tap into existing knowledge. Our commitment to desk research is central to our evidence-based 
approach, ensuring each project is innovative, practical, and tailored to specific needs.



PARADIGM
Patient Engagement Toolbox

Suggested Working Practices Checklist

COI Guidance tools

Patient engagement planning , conducting, evaluation and monitoring

Lay language 
summaries (LS) 

and in Plain Language
Summaries (PLS)

PFMD
Patient Engagement Quality Guidance (PEQG)

Practical Guiding Principles on remuneration

Practical Guiding Principles on Reasonable Agreements 
between Patient Advocates and Pharmaceutical Companies

EATRIS, EPF, EATG
Patient Engagement Resource Centre

PFMD
Practical How-to Guides for 
Patient Engagement

How-to Guide on 
patient engagement in clinical 
trial protocol design

TransCelerate BioPharma
Patient Protocol Engagement Toolkit (P-
PET)

Patient Engagement 
in Clinical Trial 

Protocol Design

Clinical Trials Expert Group
Roadmap Initiative to Good Lay 
Summary Practice

Envision Pharma
Plain Language Summaries
(PLS) of Publications Toolkit

We guide you in selecting the tools that best align with your objectives.



Step by Step: How to start engaging with funding and partners

� Define your mission & focused objectives
Before seeking funding or partners, be clear about:
• Who you are
• What you want to achieve
• Why it matters

 Focus on specific, actionable goals that align with potential funders' priorities (e.g., research involvement, 
patient support, awareness campaigns).

� Map relevant funding opportunities
Research national, European, and private funding programs (e.g., Horizon Europe, EIT Health, foundations).
Subscribe to newsletters, platforms, and alerts:
• EU Funding & Tenders Portal
• Patient advocacy networks (EURORDIS, EPF)
Keep a calendar of upcoming calls.

[Insert source if applicable]



Step by Step: How to start engaging with funding and partners

� Identify and connect with potential partners
Look for:
• Identify common goals - Look for organizations with overlapping missions where collaboration creates mutual benefit (e.g., 

awareness, research involvement, policy influence).
• Researchers in your disease area
• Pharmaceutical companies with related interests (ensure transparency e.g. code of conduct like the EPFIA or national ethical 

guidelines, define clear boundaries to maintain independence, negotiate fair value to ensure compensation for your time, 
data or involvement, focus on mutual goals, use written agreements, avoid exclusivity, engage patient meaningfully using 
EUPATI or PARADIGM frameworks to guide collaboration)

• Other existing patient organizations for joint initiatives

Share best practices & resources: Pool knowledge, tools, and networks

Use platforms like:
• LinkedIn
• ResearchGate
• EU consortia networks
• Events & conferences

 Tip: Don’t wait for invitations—proactively reach out expressing your interest to collaborate.



Step by Step: How to start engaging with funding and partners

� Build your professional profile
Prepare a Partner Presentation Pack:
• Short description of your association
• Your strengths (community reach, patient insights, advocacy experience)
• Past collaborations or success stories
Show that you're organized, reliable, and ready to contribute.

� Learn the basics of funding applications
Understand typical requirements:
• Work Packages (WPs)
• Impact sections
• Budgeting
• Patient Involvement frameworks
Use free training resources (EUPATI, EURORDIS Open Academy, NonprofitReady).
Sign up for Info days
Secure your PIC or OID number

[Insert source if applicable]



Step by Step: How to start engaging with funding and partners

� Leverage existing tools & agreements
Use templates for:
• Memorandums of Understanding (MoUs) to formalize partnerships (clarify roles, expectations & shared 

outcomes)
• Patient engagement agreements
Refer to frameworks like PARADIGM Toolbox or PFMD for best practices.

� Join a consortium or start small
Look for consortia already forming for calls of interest.
If you're leading, start with smaller grants or local funding to build experience before jumping into large EU 
projects

[Insert source if applicable]



Step by Step: How to start engaging with funding and partners

� Plan for sustainability
Funders want to see how your project will live beyond the funding period.
Include sustainability strategies:
• Future partnerships
• Ongoing community engagement
• Potential for scaling

� Monitor, evaluate, and showcase your impact
Set simple KPIs (Key Performance Indicators).
After any funded project, document outcomes.
Use success stories to strengthen future applications and attract more partners.

[Insert source if applicable]



Step by Step: How to start engaging with funding and partners

 Get support
Work with facilitators like Humanized to:
• Find the right partners
• Navigate funding calls
• Ensure your involvement is impactful and recognized

[Insert source if applicable]

 Key takeaway:
Engaging with funding and partners is not just about applying—it's about building relationships, showing value, and being 

prepared. Start small, stay focused, and grow your network step by step.
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Brooke, N., Bedlington, N. ., & De Schryver , D. (2019, September 19). Building a global patient engagement framework [PowerPoint Slides]. https://patientengagement.synapseconnect.org/resources/peof2019-building-global-patient-engagement-framework

https://patientengagement.synapseconnect.org/resources/peof2019-building-global-patient-engagement-framework


"Nothing About Us, Without Us!"



All team
Medical writers
Graphic designers
Human design facilitator
Project managers
Copywriter & SEO content writer and 
storyteller

Vanessa JoséAlba



Bridge for Rare: Pro Bono Support to Navigate Funding & Partnerships

 What we offer:
• Free, tailored guidance to help rare disease organizations 

access funding opportunities and develop strategic 
partnerships.

• Support in navigating EU and national funding calls, building 
strong consortia, and preparing professional applications.

• Advice on sustainable growth, collaboration best practices, and 
effective engagement with industry, researchers, and 
policymakers.

 How It Works:
• Each selected organization will receive up to 6 hours of 

dedicated pro bono consulting over a period of 2 months.
• Sessions are flexible and delivered online (via Zoom/Teams), 

scheduled based on your availability.
• Support can include:

o Identifying suitable funding opportunities
o Reviewing or co-developing parts of a funding application
o Guidance on partnership building and consortium strategies
o Providing templates (MoUs, partnership agreements, etc.)
o Answering specific questions about project management, 

sustainability, or professionalization.



Email: vanessa.ferreira@humanizedsolutions.com 
Website: https://humanizedsolutions.com/ 

mailto:vanessa.ferreira@humanizedsolutions.com
http://wehttps/humanizedsolutions.com/


Follow us at 
https://www.linkedin.com/company/858
50799/admin/feed/posts/ 

https://www.linkedin.com/company/85850799/admin/feed/posts/
https://www.linkedin.com/company/85850799/admin/feed/posts/
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