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Scenario 1



Scenario 2



Scenario 3



Understanding the Audience: Layers of Support

PRE-DECISION 
EXPECTANT PARENTS

POST-DECISION 
EXPECTANT PARENTS

NEW PARENTS FAMILIES AND 
INDIVIDUALS WITH 
DOWN SYNDROME



Pre-Decision 
Expectant 
Parents

Most Vulnerable

3 Types of Expectant Parents First 
Receiving a Diagnosis: 

Decision already made not to 
parent

Offer adoption resources (NDSAN) 
and/or grief support & resources

Unsure about whether or not to 
parent and need more 

information 

Lettercase materials

National Parents First Call Center

Offer adoption resources (NDSAN) 
and/or grief support & resources

Decision already made to parent

Lettercase/First Call

Move on to post-decision support

May or may not have any 
knowledge about Down syndrome

Need brief, balance of medical and 
life outcome information with info 

on supports &services

Likely seen by genetic counselors, 
obstetricians, and maternal-fetal 

medicine specialists

Most medical providers at this 
stage aim to be non-coercive and 
avoid making assumptions about 

pregnancy decisions

Most likely to provide materials 
recommended by medical 

organizations

Need resources that provide 
medical & life outcome information

Need help moving beyond 
medical/genetics model of disability

Need "window" photos
More likely to provide referrals to 

local & national organizations

Less likely to provide baskets or 
big packets



Post-
Decision 
Expectant 
Parents



Post-
Decision 
Expectant 
Parents



Scenario: 
Decision 
already 
made not to 
parent

Decision already made not to 
parent

Offer adoption resources 
(NDSAN) and/or grief support & 

resources

Offer Lettercase materials

National Parents First Call 
Center

May or may not have any 
knowledge about Down 

syndrome

May need brief, balance of 
medical and life outcome 

information with info on supports 
&services



Scenario: 
Unsure 
about 
whether or 
not to parent 
and need 
more 
information

Most likely to seek static or 
anonymous online or social 

media resources

Unsure about whether or not 
to parent and need more 

information 

Lettercase materials

National Parents First Call 
Center

Inform about availability of 
adoption resources (NDSAN) 

and/or grief support & 
resources

Provide information about local 
and national Ds orgs

May or may not have any 
knowledge about Down 

syndrome

Need brief, balance of medical 
and life outcome information 

with info on supports & services

Likely seen by genetic 
counselors, obstetricians, and 

maternal-fetal medicine 
specialists

Most medical providers at this 
stage aim to be non-coercive 

and avoid making assumptions 
about pregnancy decisions

Most likely to provide materials 
recommended by 

medical/genetics organizations

Need resources that provide 
medical & life outcome 

information

Need help moving beyond 
medical/genetics model of 

disability

Need "window" photos
Less likely to provide baskets 

or big packets



Scenario: 
Decision 
already 
made to 
parent

Decision already made 
to parent (pre- and 

post-natal)

Lettercase/First Call

Move on to post-
decision support

Local & Ds national org 
information and 

referrals

DSDN

Down Syndrome 
Pregnancy

First Call trained 
representative

Baskets



Prenatal Outreach 
Representative 
Training
(https://www.lettercase.org/education
/advocacy-organizations/)



“Understanding 
a Down 
Syndrome 
Diagnosis” 
booklet
(https://resources.lettercase.
org)



Accurate, Up-to-Date, 
Balanced Information

 Available free online and print on 
request at lettercase.org at the 
University of Kentucky’s Human 
Development Institute in multiple 
languages.

 Diagnosis materials reviewed by 
Genetic Conditions Consensus 
Groups which includes 
representatives from ACOG, AAP, 
NSGC, ACMG, Association of 
University Centers on Disabilities, 
and national patient advocacy 
groups. 



Lettercase/National Center for Prenatal and Postnatal Resources
Accurate, Up-to-Date, Balanced Information

Recommended by ACOG,  
ACMG, and NSGC.

Materials cited in AJOG, 
Prenatal Diagnosis, Genetics 

in Medicine, Am Journal of 
Med Genetics, Obstetrics & 

Gynecology, Journal of 
Genetic Counseling, Ped in 

Review, etc.

Funding provided by the 
Joseph P. Kennedy, Jr. 

Foundation and HDI Fund 
for Excellence



“Diagnosis to Delivery: A Pregnant Mother’s Guide to DS” & 
“Welcoming a Newborn with DS” English and Spanish books (2020)
(http://downsyndromepregnancy.org)



National 
Center/
Lettercase
(https://resources.letterc
ase.org)



National 
Parents 
First Call 
Center



National 
Down 
Syndrome 
Adoption 
Network



Down 
Syndrome 
Diagnosis 
Network



Concerns: 
Advocacy Community

Bad Diagnosis 
Experiences



Addressing Concerns: 
Advocacy Community

Bad Diagnosis 
Experiences

• Providing resources, 
support, and training for 
clinicians can improve 
diagnosis experiences for 
families.

Reproductive Decisions & 
Impact on Community



Policy Initiatives

Fully Funding 
Prenatally and 

Postnatally 
Diagnosed 

Awareness Act

Access to Genetic 
Counselor 

Services Act

Disability 
Designation as 

Minority 
Underserved 
Populations

Required Disability 
Competency 
Training for 

Medical 
Professionals

1 2 3 4



DOWN SYNDROME 
COLLABORATIVE

Down Syndrome Diagnosis Network (DSDN)
Christy Cooper

Christy@dsdiagnosisnetwork.org

National Center for Prenatal and Postnatal Resources
Stephanie Meredith, MA

Stephanie.Meredith@uky.edu

National Down Syndrome Adoption Network
Stephanie Thompson

stephanie@ndsan.org

National Parents First Call Center
Sarah Cullen

Scullen@mdsc.org
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