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❖ Karen Remley, MD, MBA, MPH, FAAP, Director of the 

Centers for Disease Control and Prevention’s National 

Center on Birth Defects and Developmental Disabilities

❖ Dr. Remley has more than 30 years of experience in 

public health and health care. Her “north star” has 

always been children and families, and she has shaped her 

career around helping every family have the best 

opportunity for health and well-being.
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Welcome!
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❖ Welcome to GLOBAL’s Summer Webinar! Thank you, Michelle 

and GLOBAL for bringing us this wonderful Webinar Series.

❖ My name is Yadira Carrillo. I’m from Colorado, and I love 

working with GLOBAL. I spoke at their AcceptAbility Gala, co-

hosted GLOBAL’s Morning Social, and modeled in the famous 

Be Beautiful Be Yourself Fashion Show. I’m so happy to be 

working with GLOBAL again for this webinar with the CDC!

❖ This webinar is very important to me personally, because in 

November 2020, I contracted Covid-19 and was hospitalized 

with pneumonia for a week. It was scary for me and my family, 

but I recovered and am now healthy and vaccinated.

❖ I am thankful to the CDC for prioritizing people with Down 

syndrome for the COVID-19 vaccine and to GLOBAL for creating 

the COVID-19 & Down syndrome Resource so that people with 

Down syndrome could be as safe as possible during the 

pandemic.



Introducing Today’s Speaker
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❖ Thanks to research and medical care supported by 

GLOBAL, I can continue living a full life to my motto,  

“Down with Style and Uniqueness!”

❖ And thanks to the CDC’s COVID-19 efforts and work to 

improve the health of people with Down syndrome, 

other people with Down syndrome are getting 

vaccinated and living healthier lives, too! 

❖ Today’s webinar on How the CDC Supports People with 

Down Syndrome & An Update on COVID-19 

Vaccinations will help show us how much progress is 

being made and what’s next for Down syndrome 

research and advocacy!

❖ And now I am pleased to introduce today’s speaker, Dr. 

Remley! 



National Center on Birth Defects and Developmental Disabilities

CDC Efforts to Promote the Health of People with Down 
Syndrome

Karen Remley, MD, MBA, MPH, FAAP 
Director
National Center on Birth Defects and Developmental Disabilities
Centers for Disease Control and Prevention 

July 29, 2021



Why I am here…



History

The Children’s Health Act of 2000 established the 

CDC’s National Center on Birth Defects and Developmental Disabilities 
(NCBDDD).



NCBDDD FY2021 Budget

Birth Defects $19,000 

Fetal Death $900 

Fetal Alcohol Syndrome $11,000 

Folic Acid $3,150 

Infant Health $8,650 

Autism $23,100 

Neonatal Abstinence Syndrome $2,250 

Surveillance for Emerging Threats to Mothers and Babies $10,000 

Disability and Health $36,000 

Tourette Syndrome $2,000 

EHDI $10,760 

Muscular Dystrophy $6,000 

ADHD $1,900 

Fragile X $2,000 

Spina Bifida $7,000 

Congenital Heart Failure $7,000 

Public Health Approach to Blood Disorders $4,400 

Sickle Cell Disease Research $2,000 

Hemophilia CDC Activities $3,500 

Thalassemia $2,100 

Hemophilia Treatment Centers $5,100 

NCBDDD Total $167,810

NCBDDD FY 2021 Appropriations

(in thousands)            



NCBDDD’s Thematic Areas



Stigma – Hidden and Seen Disability

Bullying

Mental health of children and 
parents —a strong connection

Some disabilities may be 
hidden or not easy to see.

Delayed Identification 
of Infants and Children



Funded jurisdictions 

CDC collects data on 
Down syndrome, as well 
as additional co-
occurring major birth 
defects

Data improve planning
for needed services and 
supports MACDP

CDC State-Based Birth Defects Tracking



Congenital Heart Defect: Areas of Focus



Birth Defects Among Infants With Down Syndrome

▪ Among 13,376 children with Down 
syndrome, 75% had at least one 
reported co-occurring birth defect 
diagnosis code

▪ Among 6,210 of these children 
identified by active tracking 
programs, 66% had a heart defect

▪ Up-to-date population-based data 
on birth defects among children with 
Down syndrome can aid clinical 
evaluation and monitoring

Heinke D, et al. Prevalence of structural birth defects among infants with Down syndrome, 2013–2017: A US population‐based study. Birth Defects Research. 2021 Jan 15;113(2):189-202.

CDC researchers and partners are looking 
at survival of people with Down syndrome 
who do or do not have critical congenital 

heart defects 



Infant Hearing loss



Disability and Health



Special Olympics International: Creating a Tipping Point towards 
Inclusive Health for People with Intellectual Disabilities



Disability and Health State Programs



COVID-19: Major Implications for NCBDDD 
populations





White House Virtual Forum: Breaking Down Barriers for People Who 
Have Challenges Accessing COVID-19 Vaccination (April 21, 2021)



Governor Mike Parson and Elijah Mayfield

https://drive.google.com/file/d/1dmaRT2LgsKWA42pUy8uHYX5uEjeeICuC/view


Addressing Needs of People with Disabilities in COVID-19 Local 
Preparedness Planning, Mitigation and Recovery



https://covid.cdc.gov/covid-data-tracker/#datatracker-home 24

CDC COVID Data Tracker  July 27, 2021



COVID-19 Daily Case Trend - US

https://covid.cdc.gov/covid-data-tracker/#trends_dailytrendscases
25

July 8, 2020 – July 26, 2021



COVID-19 Hospitalizations

https://covid.cdc.gov/covid-data-tracker/#new-hospital-admissions



COVID-19 Deaths
January 21, 2020 – July 28, 2021

https://covid.cdc.gov/covid-data-tracker/#cases_totaldeaths 27

Daily Trends in 
COVID-19 Cases 
in the United 
States Reported 
to CDC



Emerging Variant Virus Cases in the United States

https://covid.cdc.gov/covid-data-tracker/#variant-proportions

As of July 28, 2021

https://covid.cdc.gov/covid-data-tracker/#variant-proportions


COVID-19 Incidence among Adolescents

March 1, 2020 – April 30, 2021

https://covid.cdc.gov/covid-data-tracker/#demographicsovertime

>1.5 million 
cases among 

adolescents 12-17 
years of age

29
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Currently Authorized Vaccines

▪ Pfizer-BioNTech

▪ Moderna

▪ Johnson & Johnson/Janssen

▪ All three vaccines were tested in tens of thousands of adults from diverse 
backgrounds, including older adults and communities of color.

▪ All three vaccines have been proven effective at preventing serious illness, 
hospitalization, and death from COVID-19 disease.

▪ It is unknown how long protection from vaccines might last.

mRNA vaccines
Require two doses

Viral vector vaccine
Requires one dose

https://www.pfizer.com/news/press-release/press-release-detail/pfizer-and-biontech-conclude-phase-3-study-covid-19-vaccine
https://investors.modernatx.com/news-releases/news-release-details/modernas-covid-19-vaccine-candidate-meets-its-primary-efficacy 4.30.21

https://www.pfizer.com/news/press-release/press-release-detail/pfizer-and-biontech-conclude-phase-3-study-covid-19-vaccine
https://investors.modernatx.com/news-releases/news-release-details/modernas-covid-19-vaccine-candidate-meets-its-primary-efficacy


How mRNA COVID-19 Vaccines Work

Sources: College of Physicians of Philadelphia. What is an mRNA vaccine? https://historyofvaccines.blog/2020/07/29/what-is-an-mrna-vaccine/ ; JAMA. COVID-19 and mRNA Vaccines—First Large Test for a 
New Approach. https://jamanetwork.com/journals/jama/fullarticle/2770485; https://www.cdc.gov/coronavirus/2019-ncov/vaccines/different-vaccines/mrna.html

https://historyofvaccines.blog/2020/07/29/what-is-an-mrna-vaccine/
https://jamanetwork.com/journals/jama/fullarticle/2770485
https://www.cdc.gov/coronavirus/2019-ncov/vaccines/different-vaccines/mrna.html


How Viral Vector COVID-19 Vaccines Work



COVID-19 Vaccine Effectiveness
▪ All three vaccines authorized for use in US are effective 

at preventing COVID-19.

▪ Pfizer-BioNTech and Moderna vaccines had >94% 
vaccine effectiveness (VE) in phase 3 clinical trials.

– 100% VE against severe disease

– No deaths occurred in the vaccinated group.

▪ Johnson & Johnson's Janssen vaccine had 72% VE in 
U.S. clinical trial sites and 66% worldwide.

– 85% VE against severe disease

– No deaths occurred in the vaccinated group.



Vaccine Safety Monitoring

Safety Monitoring Timeline Active/passive surveillance, 
case consults

Large linked database 
monitoring

Vaccination Start

passive 
surveillance

VA ADERS

DoD VAECS



https://www.cdc.gov/coronavirus/2019-ncov/vaccines/expect/after.html

You may consider:

Common side effects:

It is not recommended you take over-the-counter medicine such as ibuprofen, 
aspirin, or acetaminophen before vaccination for the purpose of trying to prevent 
vaccine-related side-effects.

Possible Side-Effects After Getting a 
COVID-19 Vaccine

https://www.cdc.gov/coronavirus/2019-ncov/vaccines/expect/after.html


• Vaccine may be administered to persons with underlying medical 
conditions who have no contraindications to vaccination

• Clinical trials demonstrate similar safety and efficacy profiles in persons 
with underlying medical conditions, including those that place them at 
increased risk for severe COVID-19, compared to persons without 
comorbidities

Persons with underlying medical conditions

https://www.cdc.gov/coronavirus/2019-ncov/need-extra-precautions/people-with-medical-conditions.html

https://www.cdc.gov/coronavirus/2019-ncov/need-extra-precautions/people-with-medical-conditions.html




1) Children with developmental disabilities (DDs) may 

be at higher risk from COVID-19 illness because of 

increased prevalence of underlying health conditions, 

suboptimal vaccination rates, and systemic inequities. 

2) Strategies can be implemented and supported by 

pediatricians to ensure that children with DDs, their 

caregivers, family members, and service providers 

receive the COVID-19 vaccine to reduce negative 

outcomes. 

3) Highlighting the unique considerations for COVID-19 

vaccination for children with DDs can support 

equitable access of vaccination for children with DDs 

and their families







COVID-19 Hot Spots: Jul 19 2021 - Jul 25 2021

https://covid.cdc.gov/covid-data-tracker/#county-view



Looking Ahead

Continued 
surveillance of 
variant viruses

Continued vaccine 
effectiveness 

studies

Expanding 
vaccine-eligible 

populations

Combating 
vaccine hesitancy

Continuing focus 
on vaccine equity

To prepare and adapt with 
a vaccine response

To understand how the 
vaccines are working

To vaccinate groups like 
children and adolescents

And offering vaccines to 
groups that declined 

initially

To include 
disproportionately 

affected communities

COVID-19 vaccine implementation efforts are focused on:

4.30.21



Future Directions



Additional Resources for Healthcare Providers 

▪ NIH Treatment Guidelines: 
https://www.covid19treatmentguidelines.nih.gov/therapeutic-
management/

▪ CDC Clinical Care Guidelines: https://www.cdc.gov/coronavirus/2019-
ncov/hcp/clinical-care.html

▪ CDC's COVID-19 Data Tracker: https://covid.cdc.gov/covid-data-
tracker/?CDC_AA_refVal=https%3A%2F%2Fwww.cdc.gov%2Fcoronaviru
s%2F2019-ncov%2Fcases-updates%2Fcases-in-
us.html#cases_casesper100klast7days

▪ CDC's COVID-19 Vaccination Guidelines: 

https://www.cdc.gov/vaccines/covid-19/index.html

https://www.covid19treatmentguidelines.nih.gov/therapeutic-management/
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-care.html
https://covid.cdc.gov/covid-data-tracker/?CDC_AA_refVal=https%3A%2F%2Fwww.cdc.gov%2Fcoronavirus%2F2019-ncov%2Fcases-updates%2Fcases-in-us.html#cases_casesper100klast7days
https://www.cdc.gov/vaccines/covid-19/index.html


COVID-19 and Vaccine Basics

CDC Webpages on Underlying Conditions

4.30.21

▪ CDC webpages on underlying conditions 

- For the general public: 
https://www.cdc.gov/coronavirus/2019- ncov/need-
extra-precautions/people-with-medical-conditions.html

- For clinicians: 

- https://www.cdc.gov/coronavirus/2019-
ncov/hcp/clinical- care/underlvingconditions.html

- https://www.cdc.gov/coronavirus/2019-
ncov/hcp/clinical- care/underlving-evidence-
table.html

https://www.cdc.gov/coronavirus/2019-%20ncov/need-extra-precautions/people-with-medical-conditions.html
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-%20care/underlvingconditions.html
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-%20care/underlving-evidence-table.html




Thank you for attending!
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❖ Additional Resources:

➢ GLOBAL Medical Guidelines for Adults with Down Syndrome

➢ COVID-19 & Down Syndrome Resource

➢ GLOBAL COVID-19 & Down Syndrome Vaccine Tracker by State

https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/
https://www.globaldownsyndrome.org/covid-19/
https://www.globaldownsyndrome.org/covid-19-vaccination-tracker/

