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We would like to tell 5 stories.

A story of why we got there

A story of how we got there

What we are building

How well are we doing

What is next?



Why we got there.



Parents who have children with Down 
syndrome worry the medical established has 
passed them by.



214,000 Americans with Down syndrome; 
~7 million people worldwide



71 Down syndrome clinics in U.S.



My sister is one of those patients who does 
not have access to a specialty clinic.

• I have a sister with Down syndrome.
• She is 25 years old.
• There are no adult Down syndrome 

clinics where she lives



It is unreasonable & impractical for primary care 
physicians to stay up-to-date on Down 
syndrome medical care.



How we got there.



We just completed a 3-year, $2.1M project, 
funded by PCORI.







What we are building



DSC2U is an automated, direct-to-consumer tool 
in English & Spanish































How well are we doing?



Specific Aim 1: To test 
whether a customizable 
Caregiver Plan and PCP 
Letter versus usual care 
will increase 
caregiver-reported, 
provider-driven health 
actions consistent with 
national guidelines.

Specific Aim 2: To 
determine whether a 
customizable Plan and 
Letter versus usual care is 
satisfactory to caregivers 
and providers and 
improves quality of life for 
caregivers/families.

We conducted a national randomized control 
trial to assess efficacy and satisfaction



DSC2U is effective



Caregivers are highly satisfied with DSC2U



PCPs are satisfied with DSC2U



Overall, DSC2U had high rates of satisfaction 
from caregivers & PCPs



What is next?



Founding Philanthropic Supporter

DSC2U has been launched!



All families across the globe can access DSC2U 
right now in English and Spanish



DSC2U can serve as a blueprint for many other 
diseases/conditions

•
•
•



Please help us spread the word about DSC2U



Thank you

KAVITA KRELL and KELSEY HAUGEN
E-mail:        dsc2u@mgh.harvard.edu

Web page:   www.dsc2u.org

Facebook:   https://www.facebook.com/MGHDownSyndrome/

Twitter:         https://twitter.com/mghdownsyndrome

Instagram:  @dsc2u_

Clinic:          www.massgeneral.org/downsyndrome

Research:    www.massgeneral.org/downsyndromeresearch


