
17:00 Welcome	and	Introduction
prof.	Peter	P.	De	Deyn	(chairman	Committee	for	Science	&	Society)
Kandi	Pickard	(Chief	of	Staff,	NDSS)

T21RS	Committee	for	Science	&	Society:	aims	&	achievements
Peter	P.	De	Deyn

17:15 The	pros	and	cons	of	having	my	relative	with	DS	participate	in	clinical	research	
Family	debate	moderated	by	Diana	Bianchi

17:45 Medical	policies	for	people	with	DS
Four	initiatives	to	integrate	care	and	research	+	discussion

• Sebastian	Videla	(FCSD)
• Melissa	Parisi (NIH/NICHD)
• Michelle	Whitten	(Global)
• Kandi	Pickard	(NDSS)

18:40 Break

18:55 Association	Introduction	Round	(15x)	
DS	associations	as	research	partners

20:05 Summary	
Peter	P.	De	Deyn

Science &	Society	Symposium
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Executive	board
Roger	Reeves(president),	Marie-Claude	Potier	(secretary),	
Alain	Dekker	(treasurer)	+	chairmen of	the	committees

Programme
Committee

Mara	Dierssen

Committee	for	
Preclinical
Research

Yann	Herault

Committee	for	
Clinical
Research

André	Strydom

Committee	for	
Science	&	
Society

Peter	De	Deyn

Committee	for	
Education	&	
Training

Renata	Bartesaghi

Committee	for	
Sponsoring

Jean	Delabar

Advisory board T21RS	Office

Communication	
(Nicole	Creau)

Treasury
(bank,	chamber of	commerce,	
Multisafepay,	tax authority)
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Peter	De	Deyn	(chair)
(BE)	2014	- today

University	of	Antwerp,	UMCG

Hannah	Wishnek	
(USA)	2014	– 2015
Univ.	California	San	Diego	
Down	Syndrome	Center

Juan	Fortea,	Sebastián Videla	
(SP)	2014- today

Sant	Pau	Hospital	Barcelona	and	
Catalan	Down	Syndrome	Foundation

Alain	Dekker	
(NL)	2014	- today

University	Medical	Center
Groningen

“Unpaid	voluntary	
committee	work	in	

addition	to	their	regular	
jobs	in	academia/clinic”
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Lotta	Granholm
(USA/SW)	2016	- today

University	of	Denver

Cindy	Lemere
(USA)	2016	- today

Brigham &	Women's Hospital

Diana	Bianchi
(USA)	2016	- today

NICHD



Parents/caregivers:	
“We	do	not	know	what	is	going	on	in	the	ivory	tower,	but	would	like	to	
know	more	about	it.”

Besides	being	the	scientific	network,	T21RS	aims	to	be	a	source	of	
scientifically-founded	information	in	understandable	language	to	
bridge	the	gap	between	science/academia	and	society
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DS	associations

Mutual	publication	of	logo	and	website	links

www.t21rs.org/societal-partners

Question	&	Answer

T21RS	Science	&	Society	
Bulletin	

T21RS	Science	&	Society	
Symposium	(bi-annual)

T21RS	invites	all	societies	(most	have	done	so	already)	to	name	a	representative	
and	sign	up	as	T21RS	Associated	Member	via	www.t21rs.org/register



- Explains recent	scientific findings
or	reviews	current issues

- In	understandable English

- Can be translated in	the	local
language and published online	or	
in	magazines.

Online	Bulletin	Archive:
www.t21rs.org/science-society/t21rs-science-
society-bulletin

à 2016	bulletin	on	brain development	
and	fluoxetine (Prozac)	treatment
by prof.	Renata	Bartesaghi	and	her	team

Science	&	Society	Bulletin
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• T21RS	S&S	Bulletin,	2015	(1):	Depression	in	Down	syndrome:	a	big	problem?

• T21RS	S&S	Bulletin,	2015	(2):	Alzheimer’s	disease	in	adults	with	Down	syndrome:	a	challenge
by	Rafael	Blesa,	Katy	Trias,	Juan	Fortea	and	Sebastián	Videla,	Barcelona,	Spain

• T21RS	S&S	Bulletin,	2016	(1):	Pain	experience	in	adults	with	Down	syndrome
by Nanda	de	Knegt,	VU	University,	Amsterdam,	The	Netherlands	

• T21RS	S&S	Bulletin,	2016	(2):	The	challenge	of	discovering	preventive	therapies	for	intellectual	
disability	in	Down	syndrome:	could	there	be	a	breakthrough?
by	Sandra	Guidi,	Patrizia Bianchi,	Fiorenza Stagni,	Andrea	Giacomini,	Marco	Emili,	Elisabetta Ciani
and	Renata	Bartesaghi,	University	of	Bologna,	Bologna,	Italy

We	welcome:
• Input	for	new	ideas/themes
• Clinicians/scientists	who	would	like	to	write	a	new	bulletin

Science	&	Society	Bulletin
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Germany
Deutsches DS	Infocenter
‘Leben	mit Down-Syndrome’	magazine

The	Netherlands
Stichting	Downsyndroom
‘Down	Up’	magazine

A	few	examples:



• Increase	number	of	T21RS	Science	&	Society	Bulletins
- Input	for	new	ideas/themes
- We	welcome	clinicians/scientists	who	would	like	to	write	a	

new	bulletin	in	collaboration	with	the	Committee

• Intensifying	collaboration	with	currently	associated	societies
- Based	on	joint	discussions	and	input	(also	today!)

• Expanding	our	network	of	collaborations	in	Europe,	USA,	
and	the	rest	of	the	world
- T21RS	Associated	Membership

Future	/	initiatives
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Contact:
p.p.de.deyn@umcg.nl



T21RS Association	
Introduction	Round
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t21rs.org/science-society/t21rs-science-society-symposium-2017	

Saturday	10th June	2017
Peter	De	Deyn	(chairman)
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T21RS	Symposium	Bulletin
1.- TEXT AND SYMBOL ARE 
CLEARLY DIFFERENTIATED 
AND CAN EVEN WORK 
SEPARATELY.

2.- IT WORKS IN A WIDE RANGE 
OF COLORS, BOTH POSITIVE 
AND ON A COLOR BACKGROUND.

3.- THIS LOGO REFLECTS 
POSITIVISM WITH WHICH 
BOTH THE FAMILIES AND PEOPLE 
WITH DOWN SYNDROME FACE AND 
THE CHALLENGE OF RESEARCH IN 
THIS FIELD.

#2. 

• Background	on	all	participating	
associations	in	the	Association	
Introduction	Round
- General	overview
- Key research	links

• Provided	by	the	associations	
themselves

• Freely	available:
www.t21rs.org/science-society/t21rs-science-
society-symposium-2017



Kandi Pickard 
Chief of Staff 

representing

National Down Syndrome
Society (NDSS) 
New York City, NY, USA

www.ndss.org
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NDSS Mission & Vision

MISSION
• The mission of the National 

Down Syndrome Society is to 
be the leading human rights 
organization for all individuals 
with Down syndrome

VISION
• The National Down Syndrome 

Society envisions a world in 
which all people with Down 
syndrome have the 
opportunity to enhance their 
quality of life, realize their life 
aspirations and become 
valued members of 
welcoming communities



NDSS Four Areas of Programming
• National Advocacy & Public 

Policy Center creates systemic 
change through legislative 
advocacy

• The National Buddy Walk®

program honors and 
celebrates individuals in their 
communities

• Public Awareness initiatives 
bring new and positive 
presentations of Down 
syndrome to the public

• Community outreach programs 
provide comprehensive and 
accurate information and 
resources on Down syndrome 

Advocacy	&	
Public	Policy

Community	
Outreach

Public	
Awareness

Buddy	Walk®



What NDSS is Doing

Aging	and	Caregiving	Guide

NDSS’	National	Inclusive	Education	
Task	Force

85	– 49	– 21+	(Advocacy	– Action	– Implementation)	

Inclusion	in	all	areas

Ready,	Willing	&	ABLE!	



Michelle Sie Whitten
President & Chief Executive Officer

representing

Global Down Syndrome
Foundation
Denver, CO, USA
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2017 T21 Research Society Conference - Chicago

Global & Affiliates
The Global Down Syndrome Foundation is part of a 
network of affiliate organizations that work closely 
together on a daily basis to deliver on our mission, 
vision, values, and goals:

Global was established as a 501(c)3 in 2009 and is 
“Dedicated to significantly improving the lives of 
people with Down syndrome through Research, 
Medical Care, Education, and Advocacy”
Affiliates
• Established with a lead gift from Anna & John J. 

Sie Foundation
• Must work closely together to benefit people with 

Down syndrome
• Must be self-sustaining financially

Global Down Syndrome Foundation Affiliate Organizations 



Alzheimer’s Disease

Potter

Matthew Kennedy, PhD
Alzheimer’s disease & Down syndrome
Investigate how increased beta-amyloid production 
causes synapse loss in hope of  finding targets for 
future therapies

Kennedy

Ding Xue, PhD
Alzheimer’s disease & Down syndrome
Study the roles of  presenilin and ubiquilin in 
developing treatments for Alzheimer’s disease in 
patients with Down syndrome

Xue

Mark Dell’Acqua, PhD
Alzheimer’s disease & Down syndrome
Study the role of  calcium signaling in inhibition 
of  synapse formation by A-beta plaque in Down 
syndrome

Dell’Acqua

Charles A. Hoeffer, Ph.D.

Anesthesia & Down syndrome
Test the idea that overexpression of  a key gene 
on chromosome 21, promotes the development of  
Alzheimer’s disease-related neuropathology

HoefferBettcher

Immunology

Richard Spritz, MD
Autoimmune disorders & Down syndrome
Analyze genetics of  autoimmunity in Down syndrome 
— thyroid disease, celiac disease, type 1 diabetes 
and rheumatoid arthritis

Spritz
Michael Yeager, PhD
Autoimmune disorders & Down syndrome
Understand immune system disturbances in 
individuals with Down syndrome and drive 
development of  newer therapies

YeagerSullivan

HsiehLenz

Shen

Advanced Genetics and Genomics

Robin Dowell, PhD
Genetic understanding of Down syndrome 
Understand how an extra copy of  chromosome 
21 affects the behavior of  key proteins involved in 
regulating expression

Dowell

Changwei Liu, Ph.D.
Protein Expression & Down syndrome
Study the effect of  USP16 overexpression on a 
large number of  other cellular proteins to determine 
whether USP16 may be key to many phenotypes

LiuBlumenthal

Aaron Johnson, PhD
Genetic understanding of Down syndrome 
Reconstitute chromosome 21 in the test tube to 
understand how it can be turned off  by an RNA 
molecule

JohnsonD’Alessandro O’Connor

Cognition, Autism and Brain Function
Steven Maier, PhD
Cognition & Down syndrome 
Understand the contribution of  inflammation in the 
brain to cognitive deficits of  Down syndrome

Maier

Zhe Chen, PhD
Neurology & Down syndrome 
Study how an extra copy of  chromosome 21 affects 
axon guidance in the brain

Chen

Ken Maclean, Ph.D.
Cognition & Down syndrome
Test a highly specific inhibitor of  a key protein active 
in the Unfolded Protein Response as a potential 
therapeutic target for cognitive deficits

Maclean
Jerry Stitzel, Ph.D.
Cognition & Down syndrome
Study gene expression changes specifically in a key 
group of neurons to improve our understanding of the 
molecular pathology of neuron loss in Down syndrome

Stitzel

Kevin Jones, PhD
Gene regulation & Down syndrome
Test whether increasing the abundance of  the BDNF 
protein can prevent Down syndrome pathology in a 
mouse model

Jones

Tamim H. Shaikh, PhD

Autism & Down syndrome
Research genetic modifiers of  autism spectrum 
disorders in patients with Down syndrome

ShaikhMueller Santos

Stem Cells and Development
Bradley Olwin, PhD

Muscle development & Down syndrome
Test the idea that muscle weakness in Down 
syndrome is due to failure of  muscle stem cells to 
function properly

Olwin

Christopher Link, PhD
Genetic understanding of Down syndrome
Determine which genes have altered expression due 
to Trisomy 21

Link

William Old, Ph.D.

Protein Expression & Down syndrome
Study genes with altered protein expression to develop 
new therapeutic strategies to alleviate issues with 
neurodevelopment and neurodegenerative pathologies

OldBilousova PearsonKlymkowsky

Leukemia
James DeGregori, PhD
Leukemia & Down syndrome
Study increase in leukemia incidence and other 
problems with blood cell production, including 
reduced immunity

DeGregori

Rui Yi, PhD
Genetic understanding of Down syndrome
Determine the effect of  gene dosage imbalance on 
activity in trisomic embryonic stem cells

Yi

Joaquin Espinosa, PhD
Genetic understanding of Down syndrome 
Identify genes whose function is essential in trisomic 
cells yet dispensable in cells with only two copies of  
chromosome 21

Espinosa

Linda Crnic Institute for Down Syndrome
100 Scientists with 38 Labs



Global Down Syndrome Foundation
How Far We’ve Come! 

2017 T21 Research Society Conference - Chicago

Our total funding/grants to Affiliates (including direct to Affiliate donations organized by 
Global) has grown from $57K in 2009 to $3.49 million in 2016



New Global Headquarters Debuting June 2018



2017 T21 Research Society Conference - Chicago

THANK YOU to T21 Research Society and all the 
scientists and families!

How You Can Get Involved
• Become a Member for only $20 per year
• Donate online at www.globaldownsyndrome.org
• Sponsor a Global Event or Health & Wellness Program
• Volunteer at an event or program



Catherine Lemonnier
MD & Research Director (Direction Recherche) 

representing

Fondation Jérôme
Lejeune
Paris, France
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Life	
protection

Research Care Advocate

Bioethics

Find	treatment		

Understand	
Down	
syndrome

Outpatient	clinic	
« Baby	to	Senior »

8400	patients	



Understand	the	diseases
(DS	and	rare	diseases)

- Protein:	protein	Ch21	interaction	
- Cells	roles	and	synapse,	and			

Genes	(Dyrk1a	and	CBS)
To	therapeutics

- Models:	animal	(Rat	T21),	yeast	
IPSc

- Focus	on	Cross	pathologies	
Autism	and		ALZ,	Oncology	
(Oncodefi)

- DYRK1a	inhibitors		(Collaboration	
with	Manros®,	and		Barcelona/ICM	
team	on	EGCG	-TESDAD/	Perseus-)

- CBS	inhibitors: CiBles21
- Support	to	IJL	and	Clinical									

Research

KEY 
NUMBERS

• 4	M€	per	year		
Research funds	
allocation

• Call	for	grants	
projects:	19	M€	
allocated	for	the	
last	20y	on	630	
different	– 18	
countries-

• One	Post-doctoral		
per	year*	
(Portugal)	65k€/y

• 2	young	Searchers	
Prices/y

• Meeting	support	
(T21RS,	DyrK1a…)

MEANS

• Private	
donations

• Scientific	Board
25 scientists

• Collaboration	
with	other	
Foundations	
(Sisley	d’Ornano*	
and	Bettencourt	
Schueller#…)

THE	RESEARCH		at		Jerome	Lejeune	Foundation:	



KEY NUMBERS
• 3.9	M€	Budget	(80%	FJL	

and	20%	public)

• 34 Health	Care	
professionals

• 8400	patients	in	the	
cohort;	3800 patients	
(2016);	40 new	
patients	per	month

• 800 attendees	to	
training	(care	workers,	
families)

• 10 Research	programs

• BioJeL
5500	Resources
24%	Plasma
31	%	ADN
19	%	LC		lines
26	%	PBMC

Outpatient	
Clinic:	

Intellectual 
deficiencies from 

genetic origin

Patients:	
From	Birth	to	Senior

Down	Sd to	Rare	diseases

Multidisciplinary	
and	long	visits	

Clinical	
Research	
Unit

- Clinical	trial,	
ACTHYF,	
PERSEUS,	

RESPIRE21…

- Epidemiologic	
analysis

Free	Bio	
Bank	
BIOJEL	



Hampus Hillerstrom
Vice Chair

representing

LuMind RDS Foundation
Marlborough, MA, USA
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We stimulate biomedical research that will accelerate 

the development of treatments to significantly improve 

cognition, including memory, learning and speech, for 

individuals with Down syndrome

Our Mission

www.lumindrds.org #lumindrdsCARES



$15M in Grants to Date has led to Important 
Advances in Down Syndrome Research

2004 • Funded research at top institutions including Stanford, John 
Hopkins, UCSD, University of Arizona and Emory University. 

• Identified 10 new potential therapeutic drug targets 
relevant for Down syndrome (including sonic hedgehog, 
USP16, APP)

• Developed several Down syndrome-specific cognitive test 
batteries for use in clinical trials (ACTB, A-MAP)

• Supported 4 major clinical trials (Roche, AC Immune, 
Balance Therapeutics, Transition Therapeutics) 

• Stimulated several NIH initiatives (incl. registry, biomarkers, 
AC Immune, A-MAP)

• Established clinical testing network and strong scientific 
advisory board

2017

LuMind RDS supports researchers who can advance our targeted 
research goals and collaborates whenever possible



LuMind RDS is Focused on 
Four Scientific Research Categories

Prevent	Alzheimer	onset
• Encourage	industry-led	clinical	trials	of	therapeutic	approaches
• Develop	necessary	resources:	assessment	scales,	registry,	other

Improve	cognition
• Translate	Down	syndrome-specific	approaches	to	clinical	trials
• Validate	Down	syndrome-specific	cognition	targets

Develop	gene	therapies
• Silence	extra	chromosome
• Restore	the	right	level	of	specific	gene(s)

Advance	understanding
• Discover	novel	targets	(stem	cells,	sequencing/phenotyping)
• Improve	mouse	models	to	better	test	novel	targets

LuMind’s sole	focus	is	to	discover	and	develop	
groundbreaking	Down	syndrome	research



John Blascovich
President & Chair

representing

The Matthew Foundation
Manhasset, NY, USA T21RS Founding Sponsor
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Renaud Touraine
Vice President 

representing

Trisomie 21 France
Saint-Étienne, France

T21RS Founding Sponsor
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Trisomie 21 France
http://www.trisomie21-france.org

V Long-standing non-confessional association since 1973

V Oldest and largest french Down Syndrome (DS) association

V 52 local associations, > 3000 members

V Including 20 with support services (public funding)

V > 1000 persons with DS supported

V MD, Physiotherapists, Speech Therapists, Physical/occupational Therapists, Psychologists, 
Educators, social workers 

V Confidence in the abilities of people with DS and partnership : persons / families / professionals

V Self-determination

V Advocacy for school, social and professional integration. Self advocacy and peer advocacy

V In mainstream settings

V Novel and innovative programs, i.e

V Support for employment (S.A.T. Hors les murs, emploi accompagné)

V Personalized support in mainstream environments (P.R.I.S.M.E.)



Focus on Saint Etienne

V Oldest T21France Association

V Close relationship with the Genetic Department at the University 
Hospital of St Etienne (MD, PhD, Neuropsychologists)

V 3 support services

V « SESSAD »: For children (early intervention, support for 
rehabilitation, education and school in regular primary and 
secondary schools)

V « SAVS »: For teenagers and adults (support for social inclusion, 
independent living)

V « SAT Hors les murs »: Support for employment in mainstream 
companies or public services

An innovative kind of support : « PRISME »  : to help find 
rehabilitation ressources within the community, coordinate them 
with the family/person and provide  the teachers at school or 
manager / mentor at work with additional links

SESSAD            Loire



PRISME        /  SAT Hors les murs

V Purpose: access to a stable job in mainstream settings 

V Persons are employed by the « SAT » and seconded to 
the firm where they have their job trainings

V Means: a team (educators, psychologist, occupational 
therapist, secretary and director)

V Help before, during and after job trainings: regular 
assessments, finding a job training position,  …

V Close support at work when needed and link with the 
company : confidence for the manager and the mentor.

V A partnership program : if the company and the 
supported person are both satisfied, the job training is 
extended, … up to a permanent employment. The 
person is no longer employed by the SAT, but a support 
is kept for some time after then.

V Since 2008 : 63 persons (1/3 DS, 2/3 other ID)

V 19 got a permanent job (for 15 there is still somme kind 
of « relaxed » support)

V 30 persons actively supported this year

my autonomy

my therapies

my schooling

my health

my leisure 
time my circle

Case 
Manager 
(« MPI »)

My life 
plan

Empowerment
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Gillian Bird
Information & Training Services Manager

representing

Down’s Syndrome 
Association (DSA)
London, UK
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DSA	mission
To	create	the	conditions	that	all	people	with	Down’s	
syndrome	need	to	live	full	and	rewarding	lives.	

• We	fight	for	the	rights	of	people	with	Down’s	
syndrome	

• We	provide	information	on	all	aspects	of	Down’s	
syndrome

• We	encourage	and	monitor	research	into	health	and	
education	

• We	involve	adults	with	Down’s	syndrome	in	our	work



How	we	help	research	
• We	highlight	areas	of	need
• Advise	on	projects	and	support	research	
proposals

• Advise	on	accessibility	of	materials	
• Support	recruitment
• Raise	awareness	of	research
• Disseminate	research	findings
• Help	put	research	into	practice	through	policy	
work	and	campaigns

• Facilitate	research	through	DSA	contacts.	



Example	

‘Defeating	Dementia’,		University	of	Cambridge	UK	
• We	advised	on	the	proposal
• Supported	recruitment	through	membership	and	
connections

• Facilitated	workshops
• Produced	resources	(e.g.	factsheets)
• Disseminated	progress	
• Provided	some	funding	
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Claudia Moreira
Scientific Advisor
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Alana

Claudia Moreira, PhD. Scientific Advisor.

Alana Foundation is the American branch from Alana, a 
Brazilian NGO.

Alana is a nonprofit civil society organization that 
brings together programs that pursue conditions for 
children to fully experience their childhoods. Founded in 
1994, Alana has been maintained by an endowment 
fund since 2013. Its mission is to “honor the children”.

Main location: São Paulo, Brazil



Alana Foundation

In US, Alana Foundation is a 501(c)(3) not for profit, scientific 
and educational organization dedicated to promote research and 
enhance the community’s knowledge of child development, in 
general, and Down syndrome, in particular.

Main location: Miami, USA

How can we contribute to research
To accomplish our mission, we provide grants to non-profit 
organizations in order to facilitate research in child development, 
in general, and Down syndrome, in particular.
We believe that being part of a network is the key to improve 
research, science and education. In this network it is pivotal to 
have partners from academic, business and social fields. It is 
essential to have a hands-on perspective in order to achieve our 
goals.



Research Projects in Progress

Dr Alberto Costa, CWRU and Dr Ana C. Brandão, HIAE/BR
The Use of Memantine to Improve the Cognitive Abilities of
Adolescents and Young Adults with Down Syndrome.

Dr Alberto Costa, CWRU and Dr Li-Huei Tsai, MIT 
Project 1: To create and study a series of human-induced 
pluripotent stem cell (iPSCs) models of Down syndrome.
Project 2: Breeding of the Ts65Dn mice with the Δp35KI 
mouse model of p25 inhibition.
Project 3: HDAC inhibitor treatment in Ts65Dn mice.
Project 4: Deep imaging in the intact DS mouse model 
brain



Bessy Benejam
Neuropsychologist

representing

Catalan Down Syndrome
Foundation
Barcelona, Spain

www.fcsd.org
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THE FUNDACIÓ CATALANA SÍNDROME DE DOWN

Fundació	Catalana	Síndrome	de	Down	(FCSD)	is	a	non-profit	private	organization	founded	on	March	30,	
1984	and	declared	to	be	of	public	utility	on	October	24	of	that	year.	About	us

Our	vision A	world	in	which	people	with	disabilities	participate	fully	in	society	on	equal	terms	with	everyone	else.	

SERVICES	AND	
PROGRAMS

Our	mission
To	improve	quality	of	life	for	people	with	Down	syndrome	or	other	intellectual	disabilities,	enabling	their	
full	inclusion	in	society	as	well	as	their	attainment	of	well-being,	self-determination,	personal	development,	
respect,	and	dignity	at	the	highest	levels.

Since	1984	the	Fundació	Catalana	Síndrome	de	Down	has	been	providing	support	from	pre-natal	diagnosis	
and	birth	until	adult	age.	Its	services	and	programs	are	directed	towards	persona	with	DS	or		other	
intellectual	disabilities.	

CHILD DEVELOPMENT AND EARLY INTERVENTION
Consultation, diagnosis and treatment of infants from birth to
age 6 whose development is delayed or at risk.

MAINSTREAM	SCHOOL	SUPPORT	SERVICE
Intervention	in	groups	of	school-age	children	with	Down	syndrome	to	
assist	learning,	communication,	relationships	and	identity	in	order	to	
facilitate	inclusion.

ADULT	EDUCATION	
Courses	and	workshops	offered	to	adults	to	give	them	
continuity	in	training.

CONNECT	- LEISURE	AND	PARTICIPATION	
Developing	skills	to	organize	and	enjoy	free	time	by	planning	and	
developing	leisure	and	holiday	activities.

JOB INTEGRATION SERVICE
Integration into the normal labour market through guidance,
training, searching for companies and the following.

INDEPENDENT	LIVING	SUPPORT	SERVICE	“I’M	GOING	HOME”
Personal	support	to	allow	each	individual	to	decide	where	and	with	
whom	they	want	to	live.	

THERAPEUTIC ATTENTION SERVICE
Diagnosis, treatment and advice in mental health problems,
speech therapy and physiotherapy. Psychological support and
treatment for families.

ATTENTION	TO	FAMILIES
Aimed as	families	to	promote	welfare	and	quality	of	life	through	
guidance	and	information	about	our	own	resources	or	external	
ones,	and	encourage	other	activites	and	support	programmes.

Objectives
To	set	up,	expand	and	improve	any	services	deemed	necessary	in	order	to	address	known	and	emerging	
needs.	 To	serve	as	a	standing	body	for	biomedical,	psychological,	educational	and	social	research,	study	
and	training.	 To	implement	other	activities	related	to	the	two	above	objectives	in	order	to	meet	the	social,	
personal	and	family	needs	of	people	with	disabilities.



DOWNMEDICAL CENTER
Preventive medicine based on the FCSD Preventive Medicine Checklist under constant revision since 1987, covering 19
specialties. Includes a Preventive Health Programme (since 1987), a Therapeutic Attention Service, and a Down
Syndrome and Alzheimer Disease Unit.

HUMAN RIGHTS ASSEMBLY

Improving the skills of empowerment of
people with intellectual disabilities to
defend their rights, represent the groups
and make their voice heard in the media in
society.

PUBLICATIONS

Quarterly review SD-DS. International Medical
Review on Down Syndrome.

Publications of both original books and
translations.

Production of audiovisual material.

ÈXIT21

A communication project which aims to help
people with intellectual disabilities break into
the world of media, making use of new
technologies to make their voices heard.
ÈXIT21 aims to be the benchmark of
communication for the FCSD.

2016

1.898 2.415
Persons	
and	their	
Families

Medical	
visits

Clinical	
history

2.759

TRAINING	AND	RESEARCH	UNIT
Biannual International Conferences Seminars, courses and lectures for parents, professionals and people with intellectual disabilities
Awards for students and professionals.
Some	of	our	research	in	progress:	Study on	Autism Spectrum Disorder in	people with Down	Syndrome.	/	Incidence of	Alzheimer’s disease
in	people with Down	syndrome.	Down	Alzheimer	Barcelona	Neuroimaging Initiative.	



The	Fundació Catalana Síndrome de	Down	has	devoted	major	efforts	from	its	inception	to	raising	awareness	through	a	
combination	of	direct	care,	training (for	families,	professionals	and	students)	research and	publications.

16,99% 
2,64% 

10
,
68
% 

69,69% 

Financial information

Own	income

Individual	donors

Companies	and	
foundations	donors

Public	financing

705

106

291
194

119

93

100

388

Child	Development	and	early	
intervention
Mainstream	school	support	
service
Job	integration	service

Connect	- Leisure	and	
participation
Adult	education

Independing	living	support	
"I'm	going	home"
Therapeutic	attention	service

Our	philosophy	is	based	on	accompanying	parents,	building	up	a	future	project	for	their	children	and	
people	with	Down	syndrome,	helping	them	to	build	their	identity,	

key	factors	for	a	better	quality	of	life.

Our	support	is	based	on	a	methodology	which	aims	to	reinforce	the	personal bonds	through	respect,	
natural	support,	while	avoiding	invasiveness.



Helen Powell
Policy Development Manager

representing

Down Syndrome 
International
London, UK

www.ds-int.org
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Connecting	the	global	Down	syndrome	community

• DSi is	a	GLOBAL	NETWORK	of	member	organisations	and	individuals	from	136	countries	
across	the	world.

• We	are	committed	to	IMPROVING	QUALITY	OF	LIFE	for	people	with	Down	syndrome	and	
promoting	their	right	to	be	accepted	and	included	as	valued	and	equal	members	of	their	
communities,	wherever	they	are.

• We	work	with	the	international	community,	with	specific	focus	on	developing	countries:
ü to	provide	support	and	accurate,	up-to-date	INFORMATION;
ü to	REPRESENT	people	with	Down	syndrome	and	encourage	communication	and	cooperation;
ü to	raise	AWARENESS	about	Down	syndrome.



How	we	do	it	

• Through	our	outreach	training	programmes	‘REACH	
OUT’	in	developing	countries;	

• Via	our	MEMBERSHIP	NETWORK:	sharing	information	
and	representing	people	with	Down	syndrome	
worldwide;

• By	organising	the	WORLD	DOWN	SYNDROME	
CONGRESS	(WDSC),	a	biennial	meeting	place	for	the	
global	Down	syndrome	community;

• By	promoting	WORLD	DOWN	SYNDROME	DAY	(WDSD)	
on	21	March,	a	day	recognised	by	the	United	Nations,	
dedicated	to	people	with	Down	syndrome.



Research	interests

• DISSEMINATION	OF	HIGH	QUALITY	RESEARCH	to	the	international	community	in	a	clear,	
factual,	understandable,	sensitive	and	unbiased	way.

• PUBLICATION	of	selected	research	abstracts	on	our	website	quarterly.

• Development	of	INTERNATIONAL	CONSENSUS	GUIDELINES	in	healthcare	and	in	other	areas	
that	affect	the	lives	of	people	with	Down	syndrome,	with	input	from	expert	advisors	and	
stakeholders.

• PROMOTION	OF	T21RS	by	having	a	permanent	link	on	the	homepage	of	our	website	and	
featuring	their	bulletins	in	our	newsletter.



Jean-Marc Richard
Vice President  

representing

Association Française 
pour la recherche sur 
la Trisomie 21
Paris, France

www.afrt.fr
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AFRT	–What	is	it?
• A	national	association	of	parents,	families and	professionals
created	in	1990	by	scientists	at	Necker	hospital	in	Paris.

• Some	local	associations,	such	as	AFRT	78	started	in	2015	

• It	aims	at	promoting	basic,	clinical	and	epidemiological	
research

• As	well	as	giving	regular	updates	about	progresses	in	medical	
care	and	perspectives	of	research,	with	the	newsletter	‘News	
from	Chromosome	21’

Address:	Université	Paris-Diderot,	Paris
President	:	Jacques	Costils	
Board:	3	Vice-Presidents	and	1	treasurer	
Scientific	panel:	A	scientific	and	medical	committee	composed	of	12	members



Down	syndrome	Day
• In	2005,	AFRT	initiated	the	first	Down	syndrome	day	with	a	
meeting	in	Paris.	The	topic	was	‘From	patients	to	research:	
understand	to	better	help’

• Since	then,	AFRT	has	organized	events and	conferences on	
March	21	(03/21) every	year, aiming	at	fruitful	exchanges	
between	professionals	and	families

• Recent	events	:
• 2014	(Lyon):		“Health	and	well	being”.
• 2015	(Paris):	“Trisomy	21:	New	horizons”.
• 2016	(Marseilles):	“Becoming	adult	in	an	inclusive	society”
• 2017	(Grenoble):	“Change	the	course	of	action”

More	information	on:	www.afrt.fr



Initiatives		and	Perspectives
• For	several	years,	AFRT	has	taken	part	in	the	National	Festival	
of	Science	with	posters	and	explanations	for	middle	school	
and	high	school	students	and	also	for	the	general	population

• AFRT	co-organizes	meetings	such	as	the	coming	one	in	
Toulouse	in	September	2017:	 ’Research	on	T21:	a	benefit		for	
the	general	population’



Initiatives		and	Perspectives
Past	financial	supports
• Since	1998,	AFRT	has	given	:

• 15	fellowships	for	master	degrees,	e.g.,		B.	Souchet	who	obtained		
striking	results	on	DYRK1A	and	EGCG

• 4	fellowships	for	one	or	two	years	of	PhD	
• 10	grants	for	research
•

• Ongoing	supported	programs:
• A	new	apparatus	for	easy	apnea	detection
• An	epidemiological	survey	of	some	ophthalmologic	problems	
related	to	aging	

• A	MD-thesis	(pharmacy)	on	depression



Agnes Toth
Medical Advisor

representing

Down Syndrome Hungary 
Nyíregyháza, Hungary
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Our	Projects	and	Main	Objectives

• Awareness
• Acceptance
• Collaboration
• Reverse	integration
• Inclusive	education
• Social	Integration



Our	contribution	to	research

• Promotion
• Public	Education
• Professional	Education
• Networking



Marie-Laure Blandin
Deputy Director
(Directrice	en	charge	des	apprentissages)		

representing

Fondation AMIPI-
Bernard Vendre
Cholet, France

www.fondation-amipi-bernard-vendre.org
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AMIPI-Bernard Vendre Foundation

The rationale of our research & experimentation
In 1965 Maurice Vendre suggested, with the backing of Professeur
Robert DEBRE, the possibility that for people with learning difficulties 
may experience changes in their neural systems through specific 
learning activities

67T21rs	– international	– conference	- 2017

Researches have confirmed that 
Learning via the repetition of cognitive demands,

promotes the development of neural networks
by strengthening or by creating, new synapses



Automotive Cable Harness Assembly : 
a way to learn and develop one’s 

cognitive skills
and a professional behavior

The choice of an industrial sector 
to support learning of professional attitudes

and  social independence 
consistently with the various theories on brain plasticity

T21rs	– international	– conference	- 2017



Amipi	Foundation demonstrates the	absolute
needs of	behavior therapy through

• 1/	usual traditional manual job

• 2/	factory with learning methodology

• 3/	objectives	of	new	job	out	of	the	
Foundation

T21rs	– international	– conference	- 2017



Alexandria Durkin
President & Executive Director

representing

Down Syndrome OPTIONs
Little Rock, AR, USA

www.downsyndromeoptions.org
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Prenatal Outreach



Research Partners



Connecting Research to 
Parent to Practitioner



T21RS	thanks
all associations
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