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From Academia and Bench Research...

Neuroscientist — SfN 2014, Washington DC



The “turning points”

Cells (Induced Neurons, iN cells)

Children with
Childhood Onset Schizophrenia
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The Johns Hopkins Schizophrenia Center hosts:

Mind the Gap

aspiring to bring clinicians and scientists together

2013-2014 Schedule

September 25 2013, 4-Spm:
Professor Paul McHugh, M.O.
Meyer 8 Library

October 30 2013, 4-5pm:
Psychiatric Epidemiology
Hongxing Wang, M.D.,Ph.D. & Paul Nestadt, M.0.
Mevyer 8 Library

December 18" 2013, 4-5pm:
Comorbidity with Physical Disorders
Mari Kondo, Ph.D. & Matthew Peters, M.O.
Meyer 8 Library

January 29% 2014, &-5pm:
Scientific Medicotion
Menhdi Omidvari, M.D. & Elizabeth Wise, M.
Meyer 8 Library

March 26% 2014, -5pm:
Pregnancy and Mental lliness
Lindsay Hayes, Ph.D. & Zina Merider, M.0.
Meyer 8 Libeary

April 30% 2014, 4-5pm:
Stigma in Psychiatry
Nao Gamo, Ph.D. & Sarah Ramsay, M.D.
Meyer 8 Library

May 28" 2014, 4-5pm:
Mental State Exomination in Transculturolly Psychiotry
Teppei Tanaka, M.0. & Helen Bellete, M.D.
Meyer 8 Library
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The Johns Hopkins Schizophrenia Center hosts:

Mind the Gap

aspiring to bring clinicians and scientists together

2014-2015 Schedule

November 11, 2014, 1-2pm:
Structuring a Department of Psychiatry for Clinicol Practice and Research
Professor Paul McHugh, M.D.
Mevyer 8 Library

December 16, 2014, 1-2pm:
Dimensional Perspective: Cognitive decline, mental retardation, and its effects on
Ife.

Zachary Cordner, M.D./Ph.D. student & Elizabeth Prince, D.O.

Phipps 240

January 13, 2014, 1-2pm:
Life Story Perspective: The microbiome, diet, and mental disorders.
Geetha Kannan, Ph.D. & Traci Speed, M.D., Ph.D.
Harvey / Nelson 712

February 10, 2014, 1-2pm:
Behaviorol Perspective: Marijuana and Psychosis.
Ross McFarland, Ph.D. student & Paul Nestadt, M.D.
Phipps 360

March 24, 2014, 1-2pm:

Disease Sex in
Joelle Lavoie, Ph.D. & Jacab Taylor, M.D., M.H.S.
Phipps 340

April 7, 2014, 1-2pm:
Neurodevelopment: A Fifth Perspective vs. RDoc Framework
Paul R. McHugh, MD, J. Raymond DePaulo Jr. MD, James C.0. Harris, MD, Solomon
H. Snyder, MD, Solange Brown, MD, PhD. Chair: Akira Sawa, M.D., Ph.D.
Phipps 240




See the persons behind the “patients”
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Patients are not numbers

Rare Disease (RD) in numbers

* 7.000-8.000 RDs

*  80% are genetic and 20% the etiology is not yet well defined (e.g. Infections, environmental toxic factors,
etc.)

*  50-70% of patients are children (onset during childhood)
*  50% are undiagnosed
* Strong association between RDs and neurodevelopment disorders

*  95% do NOT have a cure
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Health & Rights

E -DE RA European Rare Diseases World Health
n Research Alliance Organization

UNITED NATIONS



Reality...

Health economics

Unemployment

Rare Diseases

Disability
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AIMS

°* Inform
*  Educate

. Raise awareness

) On Rare Diseases and

Neurodevelopmental Disorders

) Relevant stakeholders
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RSP
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Literally “build” THE Network

The RSP strategy...
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National and European Affiliations

Consolidate RSP in such scenarios.

Nationally — Italy In Europe
RSP is affiliated to... RSP is a member of..
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Agreements with
Healthcare professional associations
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Nurses 18 Different healthcare Pharmacists

Physioterapists

professionals, such as technical
radiologist, dieticians, speech
therapists, etc.
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Agreements with other
RDs patient associations

Establish a Network with other RDs stakeholders
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Municipalities

Direct collaborations with about 20 Umbrian

Municipalities for the Light a Monument project
carried out toghether with Anffas per Loro patient

association for 2 Awareness days, the:

= Rare Disese Day — Feb. 28th/29th

= Autism- April 2nd

E-DERA
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28 FEBBRAIO 2025
L'UMBRIA SI ILLUMINA
Giornata delle Malattie Rare

B l 3
g A\
dal T95E La persona al cenira

ANFFAS PER LORD ONLUS

02 APRILE 2025
L'UMBRIA SI ILLUMINA
GIORNATA MONDIALE DELLA

CONSAPEVOLEZZA SULL'AUTISMO

covtRATIOONOD
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E-DERA

European Rare Diseases
Research Alliance

Scientific Committee

To align RSP actions with the scientific community
and build up a social participation in scientific contents where

the voice of persons can be heard and included.

ERDERA has received funding from the European Union’s Horizon Europe research and innovation programme
under grant agreement N°101156595.

****** Co-funded by
’;***ﬁ the European Union Views and opinions expressed are those of the author(s) only and do not necessarily reflect those of the European

Union orany other granting authority, who cann ot be held responsible for them.




Spread RSP voice!
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Communication strategy

How, who, when.

Il Rubino — Local magazine in Assisi — Every month

Avis Assisi magazine (blood donor association) — Every #3 months

Umbria Network web-radio - Every month

Social media: Facebook, Instagram, YouTube, Whatsapp, Linkedin




Science & Art

To disseminate scientific contents reaching out to new and unaware audiences.

Rare Art project in collaboration with the Museo RSP Supports... project carried out with more than 10
Diocesano di San Rufino in Assisi (PG) - Italy [talian artists
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Other initiatives and actions

Organize and participation to events, fund raise initiatives, and much more...
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SOCIAL INNOVATIONS FOR SUSTAINABLE
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RSP as a facilitator actor

Build Connections, establish Networks, consolidate Relationships
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Solve the unsolved: Communication issues

* Different languages among the scientific

community

* Different language between

scientists/researchers and general society

* Laylanguage to connect with patients

(e.g., red flags)
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Tools and challenges

Opportunities vs limits. Pros & Cons.

Social media? Website? Language barrier Scientific terminology Time you have

Newsletter? Events? (especially in Europe)
Brochure/Flyers?
Oral/poster presentation?

E -DERA European Rare Diseases
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Engange with stakeholders

Scientific Community (MDs? PhD?)
*  Patients/patient orgs

*  Policy makers

*  Press media

*  Lay audience

Are you talking about YOUR project or
are you the “voice” of someone else
(e.g., organization, institution, company)?

E -DERA European Rare Diseases
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We are in this together

E -DERA European Rare Diseases
[ Research Alliance

Photo credit: Erica Baciocchi
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Patient Advocacy

Alone you can go faster, but together you can go further.

E -DERA European Rare Diseases
[ Research Alliance
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It is all about...

Empathy

E-DERA

European Rare Diseases
Research Alliance

Building social connections
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The change starts today,

B Some suggestions...

us taking actions

*» Reduce the fragmentations
“ Joint calls

“» Share good practices

“» Collaborate

** Engage

“* Learn from the past, especially from our mistakes

+» Share knowledge, experience, expertise, skills, HOPE and
DREAMS

“* Lead by example

“» Empowerment and support (e.g. patients, women)

Photo credit: Alessia Torregrossa
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Butterfly wing effect

Virtual circle

Awareness
Information
Knowledge
Learning

Share

YV V. V V V V

Network

Photo credit: Alessia Torregrossa
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Take home messages...

E -DERA European Rare Diseases
[\ Research Alliance

Think outside the box...

...Thereis no box at all.
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E :D Thank you!
ERA

European Rare Diseases
Research Alliance RSP website is under construction! Stay tuned!
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https://www.facebook.com/ERDERAeu/
https://www.instagram.com/erdera_org/
https://x.com/ERDERA_org
https://www.linkedin.com/company/erdera/
mailto:rarespecialpowers@gmail.com
mailto:rarespecialpowers@pec.it
mailto:drpas84ele@gmail.com

	Slide 1: Establish a solid Network:  A perspective from a Charity
	Slide 2: Disclaimer
	Slide 3
	Slide 4: The “turning points”
	Slide 5: See the persons behind the “patients”
	Slide 6: Patients are not numbers
	Slide 7: Health & Rights
	Slide 8: Reality… 
	Slide 9: AIMS
	Slide 10: Literally “build” THE Network
	Slide 11: National and European Affiliations
	Slide 12: Agreements with  Healthcare professional associations 
	Slide 13: Agreements with other  RDs patient associations 
	Slide 14: Municipalities
	Slide 15: Scientific Committee
	Slide 16: Spread RSP voice!
	Slide 17: Communication strategy
	Slide 18: Science & Art
	Slide 19: Other initiatives and actions
	Slide 20: RSP as a facilitator actor
	Slide 21: Solve the unsolved: Communication issues
	Slide 22: Tools and challenges
	Slide 23: Engange with stakeholders
	Slide 24
	Slide 25: Patient Advocacy 
	Slide 26: It is all about… 
	Slide 27: Some suggestions… 
	Slide 28: Virtual circle 
	Slide 29: Take home messages… 
	Slide 30: Thank you!

