
In 2004 LuMind started with a pledge to fund more research, clinical trials and improve the lives of people with Down syndrome (DS).

Families establish 

LuMind IDSC 

Foundation (then 

known as DSRTF)

Award 1st  grant to Dr. 

William Mobley from 

Stanford University

Stanford University 

researchers identify APP 

gene link between DS and 

Alzheimer’s disease 

Establish 1st 

scientific advisory 

board for Down 

syndrome  

TOGETHER, we’ve been making a difference …  www.LuMindIDSC.org

Launch International Down 

Syndrome Community 

(IDSC) on Facebook 

gaining 275,000 followers  

Support of Arizona Cognitive 

Test Battery research leads to 

publication in Journal of 

Neurodevelopmental Disorders

Families launch Research 

Support of the Sonic 

Hedgehog discovery from 

Johns Hopkins leads to 

publication in Science

Become founding 

member of the 

Trisomy 21 

Research Society

Launch two Phase II Roche trials for potential 

therapy for children and adults

Merge with Research Down Syndrome (RDS) 

Partner with AC Immune 

and NIH for phase Ib trial 

of Alzheimer’s vaccine 

for adults with DS  

Launch Down 

Syndrome Clinical 

Trials Network 

(DS-CTN). 

Merge with IDSC 

Fund 2 Alzheimer’s assessment scales for 

DS, research for sleep apnea & speech, and 

gene therapy 

15 YEARS OF IMPACT
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Support 1st major pharmaceutical Phase Ib 

Roche trial of therapy to improve cognition

Start Annual Family Weekends expanding 

to 17+ US & Canada destinations  

Connect caregivers to resources and each 

other in 16 Facebook private groups

Funded research leads to 2 new industry-led 

clinical trials of therapies to improve cognition

FAMILY

RESEARCH

CLINICAL TRIALS

KEY

NDSC Christian Pueschel 
Memorial Research Award  

Launch research and medical care  

webinar series for families featuring
with top researchers & clinicians

Pueschel -Tjossem Research 
Award Recipient 

AAAwwwaarrdd 1st gene therapy grant  

Pueschel - Tjossem Research 
Award Recipient 

Launch LIFE-DSR - a natural hishisttoory sry sttudy 

with 270 adults with Dlts with S



15 YEARS OF IMPACT
ACCELERATING RESEARCHEMPOWERING FAMILIES

73,000
REACHED WITH RESEARCH AWARENESS 

ENEWSLETTERS AND PRESENTATIONS AT 

CONFERENCES & EVENTS

2,000
PARTICIPANTS IN RESEARCH 

KEY OPINION LEADERS (KOL) 

MEETINGS AND CAREGIVER 

SURVEYS

22,000
MEMBERS IN 33 FACEBOOK 

SUPPORT GROUPS FOR 

INDIVIDUALS AND THEIR 

FAMILIES

25,000
INDIVIDUALS WITH DS AND 

THEIR FAMILIES HOSTED IN 

17+ LOCATIONS

11 
OF THE TOP CLINICAL 

SITES IN 9 STATES ARE 

MEMBERS OF THE DOWN 

SYNDROME CLINICAL TRIALS 

NETWORK (DS-CTN) AND BEGAN 

ENROLLING THE FIRST STUDY, LIFE-DSR

POTENTIAL 

THERAPEUTIC 

DRUG TARGETS

CLINICAL TOOLS IN 

DEVELOPMENT - 

2 COGNITIVE TEST 

BATTERIES 2 ALZHEIMER’S 

ASSESSMENT SCALES

GRANTS AWARDED TO 

23 TOP ACADEMIC 

INSTITUTIONS IN US 

AND 

INTERNATIONALLY

$ 205,000 1,300
PARTICIPANTS IN STUDIES 

AND CLINICAL TRIALS

11 OBSERVATIONAL STUDIES

5 CLINICAL TRIALS FROM INDUSTRY
4,800 
WEBINAR REGISTRATIONS 

& DOWNLOADS

DEVELOPMENTAL 
INTELLECTUAL 
DISABILITY IN 

DOWN 
SYNDROME

ALZHEIMER’S 
DISEASE IN 

DOWN 
SYNDROME

DEVELOPMENTAL 
INTELLECTUAL 
DISABILITY IN 

DOWN 
SYNDROME

ALZHEIMER’S 
DISEASE & 

COGNITION IN 
DOWN 

SYNDROME

HYPOGLOSSAL 
STIMULATION 
DEVICE FOR 

SLEEP APNEA

ROCHE: AC IMMUNE: 
BALANCE 

THERAPEUTICS:
TRANSITION 

THERAPEUTICS:  

INSPIRE 
MEDICAL 

SYSTEMS: 

$85M 

IN TOTAL FUNDING FOR 

DOWN SYNDROME 

RESEARCH - $20M DIRECT & 

$65M CONCURRENT FUNDING

4.5X IMPACT

EVERY $1 LUMIND GRANTED 

LED TO $4.5 FROM NIH AND 

INDUSTRY

WE ARE ON A MISSION TO ACCELERATE 

RESEARCH TO INCREASE AVAILABILITY OF 

THERAPEUTIC, DIAGNOSTIC, AND MEDICAL CARE 

OPTIONS AND WE EMPOWER FAMILIES THROUGH 

EDUCATION, CONNECTIONS, AND SUPPORT.

WANT TO LEARN MORE OR GET INVOLVED?

PROGRESS

AVERAGE GRANT AWARD

11 4 98

www.LuMindIDSC.org

JOIN OUR COMMUNITY

279,000 
A TRUSTED RESOURCE OF INSPIRATION, CONNECTIONS, AND 

RESOURCES FOR THE LARGEST ONLINE DOWN SYNDROME 

COMMUNITY

FAMILY
WEEKEND

RESEARCH
AWARENESS

WEBINARS


