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"In an era when the offer of prenatal testing is 
universal and termination of pregnancies 
involving Down syndrome is commonplace, 
families of people with Down syndrome often say 
they worry that the medical establishment has 
passed them by. They feel marginalized, unseen, 
and unserved. Families of people with Down 
syndrome don't want admiration, and they don't 
want pity. They feel a critical and urgent need for 
adequate health care for their loved ones, which 
is the right of every American."   

—Patricia Bauer, caregiver

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



217,000 with Down syndrome in the U.S  
~4 million people worldwide



There are 71 Down syndrome clinics in U.S.

www.ndss.org/Resources/Health-Care

At best, though, all of these clinics serve  
< 5% of the population with Down syndrome.



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 41 years old. 
• There are no adult Down syndrome 

clinics in Cleveland, where she lives 
with my parents.



<10% of patients with Down syndrome were up-to-date on 
5 of the basic healthcare screens recommended by the 
American Academy of Pediatrics, according to our study

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



We just completed a 3-year, $2.1M project, 
funded by PCORI.
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National Advisory Groups Provided Critical Inputs



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

dsc2u.org





























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

No. of Assessments 
completed and/or 
recommended by PCP

Overall Control DSC2U P-value

0 134 
(62.0%)

77 (69.4%) 57 (54.3%) 0.004

1 67 (31.0%) 31 (27.9%) 36 (34.3%)
2 13 (6.0%) 3 (2.7%) 10 (9.5%)
3 2 (0.9%) 0 (0%) 2 (1.9%)

The group that received DSC2U had a 1.6-fold increase in the number 
of indicated evaluations that were recommended by the primary care 
provider or completed compared to controls.



Caregivers are highly satisfied with DSC2U

Question Yes, 
Definitely

Yes, 
Somewhat

No

Did Caregiver Checklist 
explain recommendations in 
a way that was easy for you 
to understand?

86% 11% 3%

Would you recommend the 
DSC2U to another caregiver 
of someone with Down 
syndrome?

83% 17% 0%

Did you use the links to 
information that were 
included in the Caregiver 
Checklist? 

38% 39% 24%



Question Yes, Definitely Yes, 
Somewhat

No

Did you discuss this primary 
care plan or any of its 
recommendations with the 
caregivers?

75% 25% 0%

Did you agree with the 
recommendations in this 
Plan?

61% 36% 3%

Were you interested in any 
of the information in this 
Plan? 

71% 29% 0%

PCPs are satisfied with DSC2U



7.8 ± 1.9 

7.8 ± 1.8 

Using any number from 0 to 10, where 0 is the LEAST HELPFUL information 
possible and 10 is the MOST HELPFUL information possible, what number would 
you use to rate the CAREGIVER CHECKLIST or PRIMARY CARE PROVIDER PLAN?

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



Our results have now been published

https://rdcu.be/b6Hk4



Our goal is to better understand the barriers and facilitators that 
face the Black/African American and primarily Spanish-speaking 
populations in accessing healthcare for their loved ones with Down 
syndrome.  

We then hope to create tangible solutions to confront these 
barriers and better engage minority populations in their Down 
syndrome community and healthcare.

Diversity, Equity, Inclusion in Healthcare

Our work is made possible by a 2-year 
Engagement Award from PCORI.

https://www.pcori.org/research-results/2020/engaging-underserved-families-united-states-down-syndrome-clinic-you-dsc2u


Black and Latino/s Caregivers often feel that quality of care is 
worse when compared to white patients with Down 
syndrome.

● 59% of caregivers feels that patients with Down syndrome who do not 
speak English receive lower quality of medical care than most white 
patients with Down syndrome. 

● 53% of caregivers feels that patients with Down syndrome who are black 
receive lower quality of medical care than most white patients with Down 
syndrome. 

● 37% of caregivers feels that patients with Down syndrome who are are 
Latino/a receive lower quality of medical care than most white patients 
with Down syndrome



Founding Philanthropic Supporter

DSC2U has been launched!

dsc2u.org



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

dsc2u.org



DSC2U has 3 low-cost options



Many Down syndrome organizations are 
purchasing discount codes to their members

dsc2u.org/organizations



DSC2U is now covered by some insurers

• AllWays Healthcare has committed to having DSC2U 
fully covered for its families 

• We have the capability of doing real-time insurance 
eligibility check on DSC2U prior to payment 

• Our team has started conversations with United 
Healthcare/Optum and National Health Services (UK)

dsc2u.org/insurers



www.dsc2u.org/insurers



How you can make a difference

1. Spread the word about DSC2U on social media. 


1. Include information about DSC2U in your next e-
newsletter. 


1. Distribute our DSC2U flyer at your in-person 
membership events.


1. Offset the costs for families in your area. 

dsc2u.org/organizations



Please help us spread the word about DSC2U 
dsc2u.org/socialmedia

facebook.com/drbrianskotko

twitter.com/brianskotkotwitter.com/MGHDownSyndrome

www.facebook.com/MGHDownSyndrome/



We have ready-to-go material for your social 
media pages and e-newsletters

Social Media Blurbs 
https://dsc2u.org/socialmedia

Newsletter Material 
https://dsc2u.org/newsletter 

YouTube Videos 
English: https://youtu.be/u-DlSQanj54 
Spanish: https://youtu.be/nYp0ol2VGCo 

Overall Toolkit 
https://docs.google.com/document/d/
1gngeF8921woW19FcdspFR3PEU9d86GpoYMRYLZ-pD98/edit?
usp=sharing 

https://dsc2u.org/socialmedia
https://dsc2u.org/newsletter
https://youtu.be/u-DlSQanj54
https://youtu.be/nYp0ol2VGCo
https://docs.google.com/document/d/1gngeF8921woW19FcdspFR3PEU9d86GpoYMRYLZ-pD98/edit?usp=sharing
https://docs.google.com/document/d/1gngeF8921woW19FcdspFR3PEU9d86GpoYMRYLZ-pD98/edit?usp=sharing
https://docs.google.com/document/d/1gngeF8921woW19FcdspFR3PEU9d86GpoYMRYLZ-pD98/edit?usp=sharing


https://dsc2u.org/assets/documents/en/MGHfC-DSC2U-Provider-Handout-English.pdf 
https://dsc2u.org/assets/documents/es/MGHfC-DSC2U-Provider-Handout-Spanish.pdf 

Flyers available in English and Spanish

https://dsc2u.org/assets/documents/en/MGHfC-DSC2U-Provider-Handout-English.pdf
https://dsc2u.org/assets/documents/es/MGHfC-DSC2U-Provider-Handout-Spanish.pdf


Thank you

BRIAN SKOTKO, M.D., M.P.P. 

E-mail:        bskotko@mgh.harvard.edu 
Web page:   www.brianskotko.com 
Facebook:   facebook.com/drbrianskotko 
Twitter:         twitter.com/brianskotko 
YouTube:     www.youtube.com/brianskotko 
Clinic:          www.massgeneral.org/downsyndrome 

Research:    www.massgeneral.org/downsyndromeresearch

Down Syndrome Clinic to You: dsc2u.org


