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v 2014—Identified guidelines as key project 

v 2015—DSMIG-USA Adult Workgroup identified key areas 
of research

v 2017-2018—Global assembled 9 Down syndrome experts 
to join project and formed work group.

v 2018 Key topics agreed upon, literature review 
performed by ECRI

v 2019 In-person meeting to translate evidence into 
recommendations in Denver, CO

v Today

Medical Care Guidelines for Adults with DS
Project Timeline
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A 6 year process
Global Medical Care Guidelines for Adults w/ DS

We are here!2014



v 70 pertinent clinical questions were 
generated and triaged to nine major subjects

1. Behavior/Mental Health
2. Dementia
3. Diabetes
4. Cardiovascular Disease 
5. Obesity

6. Atlantoaxial Instability 
7. Osteoporosis
8. Thyroid 
9. Celiac Disease

Guideline Questions
A Daunting Task
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11,295 possible 
citations Identified

7,200 abstracts 
reviewed

1,929 Articles 
reviewed round 1

199  Articles 
reviewed round 2

20 Studies 
Qualify
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Questions & Qualifying Studies 
A Daunting Task

v The 70 questions were weaned to 26 key 
questions 
Ø Reviewed hundreds of thousands of publications 

and vetted the small qualifying work for best 

practices and evidence with Global and the 

authors

v Of over 11,000 only 20 high quality studies!
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Evidence by Question
Our Desperate Need for Research

FOURTEEN have “No Evidence” – what does that mean? 

Question 
#

Category Question Evidence Found
Question 

#

Category Question Evidence Found

1 Behavior/Mental Health 2 Low 14 Musculoskeletal No Evidence

2 Behavior/Mental Health No Evidence 15 Bone Density 6 Low

3 Dementia 1 High, 2 Moderate 16 Bone Density No Evidence

4 Metabolic Disorders 2 High, 3 Moderate 17 Bone Density 2 Low

5 Metabolic Disorders No Evidence 18 Bone Density 1 Moderate

6 Metabolic Disorders No Evidence 19 Thyroid 1 High, 1 Moderate, 1 Low

7 Cardiac Metabolism 1 High, 1 Low 20 Thyroid No Evidence

8 Cardiac Metabolism 1 Low 21 Thyroid No Evidence

9 Cardiac Metabolism No Evidence 22 Thyroid No Evidence

10 Obesity-Lifestyle 2 Low 23 GI-Immune 2 Low

11 Obesity-Lifestyle No Evidence 24 GI-Immune No Evidence

12 Obesity-Lifestyle No Evidence 25 GI-Immune No Evidence

13 Musculoskeletal 2 Moderate 26 GI-Immune No Evidence



v Key areas addressed:
Ø How common is a condition?
Ø How is it diagnosed?
Ø How do we treat?

v We will provide guidance around:
Ø Frequency of screening
Ø Assessment tools to use (or not use)
Ø Updates to existing guidelines for people 

w/o DS (Ex: American Diabetes Association 
Guidelines)

What Will be Included in the Guidelines
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vFinal Product:
Ø Statements of Good Practice: 4

Ø Obesity
Ø GI-Immune

Ø Behavior (2) 

Ø Recommendation Statements: 14 
Ø 1 “Strong” Recommendation

Ø Dementia

Ø 12 “Weak” Recommendations
Ø Still provide useful guidance; they are based on 

less evidence and more expert insight

Ø 1 “No” Recommendation
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What Will be Included in the Guidelines
Recommendations & SOGP



Pediatric Medical Care Record Sheet
Courtesy of Anna & John J Sie Center for Down Syndrome
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Global’s Multi-year Plan for the Guidelines
We are in this for the long haul…

vFuture 
ØOct/Nov 2020 – publish
ØWork with Global Members & 

Guideline Supporters to ensure 
broad, free, and unedited 
distribution
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Global’s Multi-year Plan for the Guidelines
We are in this for the long haul – we hope you are too

vHow You Can Help:
ØUse the guidelines!!!
ØTalk to your provider about the 

guidelines!!!
ØDonate to support ongoing work
ØEncourage local researchers and 

clinicians to participate in 
appropriate research

ØParticipate in advocacy for adult 
care and funding
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This is an iterative process

v 2026 Publish Updated guidelines and new topics 
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