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Quick Poll:

Do you feel your loved 
one’s primary care 
provider is 
knowledgeable about 
Down syndrome 
specialty care?
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Quick Poll:

Within the past three 
years has your loved 
one visited a Down 
syndrome specialty 
clinic?
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This is a personal mission for us.

● Brian has a sister with Down syndrome.
● She is 44 years old.
● There are no adult Down syndrome 

clinics in Cleveland, where she lives with 
their parents.

● Lexie has an uncle with Down syndrome.
● He is 65 years old.
● Rob lives in Massachusetts and has never 

participated in a DS specialty clinic.
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THE NEED
Most people with Down syndrome don’t have 
access to specialized medical care.

01.

PART OF THE SOLUTION
DSC2U offers expert, personalized health 
guidance—anytime, anywhere.
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THE IMPACT
Families are catching missed issues and 
advocating with confidence.
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CALL TO ACTION
You can help others access this life-changing 
resource.

04.



THE NEED
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Most people with Down syndrome don’t 
have access to specialized medical care.
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Parents who have children with Down syndrome worry 
the medical establishment has passed them by.

"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



217,000 with Down syndrome in the U.S 
~4 million people worldwide
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There are 71 Down 
syndrome clinics in U.S.

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

www.ndss.org/Resources/Health-Care



<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.



DSC2U: Part of the Solution
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A tool that offers expert, personalized 
health guidance—anytime, anywhere for 
all life stages.



DSC2U is an automated, 
direct-to-consumer tool in 

English & Spanish

Accessible to all families across the globe!

For all life stages after infancy!
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How it works



HOW IT STARTED

● Initially 
funded by 
PCORI

● 3-year, $2.1M 
project



NATIONAL ADVISORY GROUPS



OUR MULTIDISCIPLINARY 
TEAM



Let’s walk through the form together…









Instantly receive your checklist!











More resources!



Don’t forget the PCP Plan
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DSC2U has 3 low-cost options

DSC2U is part of Mass General 
Brigham, a nonprofit healthcare 
system.

DSC2U is on a mission to make 
high-quality healthcare 
guidance accessible to all.

User fees support the 
operational costs that keep this 
critical resource available to 
families everywhere.



The impact
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Families are catching missed issues and 
advocating with confidence.



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



Thyroid: TSH should be checked annually beginning at age 1
Celiac disease: if symptoms present, obtain tTG-IgA and total IgA annually
Sleep study: performed by 4 years of age and, again, if symptomatic
Ophthalmology exam: annually, ages 1-5; every 2 years, ages 5-13; every 3 
years, ages 13-21; every 2 years, ages 21 and older
Audiograms: annually up to age 21, every 2 years thereafter

Primary Outcomes

Secondary Outcomes
Quality of life as measured by the nationally validated PedsQL survey 
instruments: PedsQL 2.0 Family Impact Module & PedsQL 4.0 parent-
proxy, standard Short Form 15 Generic Core Scales. 

Quality of Experience through caregiver and provider satisfaction surveys



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.
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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%
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Primary care physicians are too!

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%



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 was 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.



DSC2U can address many healthcare barriers mentioned by 
caregivers



Doctors and hospitals can be trusted messengers
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This is what confidence looks like

Ben hadn’t seen an 
audiologist in years

He’s now back on track 
with care

BEFORE DSC2U

AFTER DSC2U
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This is what peace of mind looks like

Rob was having increased 
difficulty with walking

DSC2U flagged urgent need for a cervical x-
ray. His caregiver scheduled one at his next 

appointment.

BEFORE DSC2U

AFTER DSC2U
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TESTIMONIALS

“We were concerned because [my son’s] 
new doctor had never seen an individual 

with Down syndrome before…

Within 20 minutes we had a personalized 
checklist and plan—but most importantly, 

we had peace of mind that [his] needs 
were going to be addressed.”

“35 year ago they told us ‘Take her home and 
treat her like any other child.’ Sounds lovely—
but there are different things that need to be 

paid attention to… 

DSC2U flagged concerns like sleep apnea and 
swallowing that had never come up before. 

This is how we keep moving forward.”

Don’t just take our word for it! 
Caregivers have said:



Call to Action
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You can help others access this life-
changing resource
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● Try DSC2U for your loved one

● Spread the word about DSC2U on social 
media.

● Encourage your local DS organizations to:
○ Include information about DSC2U in 

their next e-newsletter.
○ Distribute our DSC2U flyer at  in-

person events.
○ Offset the costs for families in your 

area.

How you can make a difference



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



Many Down syndrome 
organizations are purchasing 

discount codes to their members

dsc2u.org/organizations
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Flyers available in English and Spanish
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Together, we can 
democratize healthcare 
for people with Down 
syndrome

Our mission is to serve 100% of people with Down syndrome.

www.ndss.org/Resources/Health-Care

- no matter 
where you liveX We are stronger when we learn 

together. By using DSC2U, you’re 
sustaining this resource for other 
families and helping doctors gain 
the knowledge they need to provide 
better care.



MassGeneral Hospital 
Down Syndrome Program

We also have an in-person clinic 



Our goal is also to firmly endow our in-
person clinic so that our team can 
continue to have the expertise to 

caretake DSC2U 

CLINICAL

Beyond insurance reimbursements, we need $545,000
each year to sustain our in-person Program’s expenses.



Costs to Run our In-person Clinics Exceed Insurance 
Revenue



Positions not fully supported by clinical revenue

• Nutritionists
• Program Manager
• Administrative Assistants
• Patient Service Coordinator
• Social Workers
• Resource Specialists (self-advocates)
• Educational advocate
• Psychiatrist



We need to secure about $14 million in our 
endowment to be able to permanently fund our 
current Program operations.

This current endowment yields about 
$145,000 for us each year.



Overall, our Program needs to raise ~$400,000 annually 
(or about $637 per visit) to support our current clinical 

operations.

While waiting for our endowment to grow, we are 
grateful to our donors for “current use” funds

CLINICAL

44%



DSC2U can serve as a blueprint for many other 
diseases/conditions
We have already been contacted by physician experts in
• Marfan syndrome
• Adult Congenital Heart Disease
• Pediatric Allergies
• Neurofibromatosis

In short, any disease/condition with a medical playbook that 
needs management within primary care settings can benefit 
from our product.

This would allow high-cost specialty care to be delivered in 
cost-effective settings (PCP offices).



Goal: DSC2U will be financially sustainable 

We estimate that $2000K, per annum, is needed to sustain 
the operations of DSC2U at MGH.

3 Revenue Sources
• Direct user fees
• Insurance subsidization
• Full/partial discounts from Down syndrome organizations



CREDITS: This presentation template 
was created by Slidesgo, including 
icons by Flaticon, and infographics & 
images by Freepik. 

THANK YOU!

ALEXA SPOGNARDI, MS, MPH
E-mail: dsc2u@mgh.harvard.edu

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

Visit dsc2u.org for more

http://bit.ly/2Tynxth
http://bit.ly/2TyoMsr
http://bit.ly/2TtBDfr
mailto:dsc2u@mgh.harvard.edu
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Questions?


