
2016 ANNUAL REPORT
"You've got this, and we've got you."



Dear Members and Friends,
It is hard to believe that DSDN is approaching its three year 

anniversary. As we reflect on our work, we are amazed at the growth 

we have achieved in such a short time. We now have over three 

thousand members in our online support communities and we are 

continuing to capture over ten percent of families with a new 

diagnosis.   

During these past three years we've learned just how much the 

diagnosis experience impacts our families in their road to acceptance 

and their ability to advocate for their child. In 2016, we continued to 

share our member's stories and provide resources to the medical 

community. We also are proud to have just completed our first three 

year strategic plan. 

There is much work to do until all families have unbiased diagnosis 

experiences and receive up-to-date information and access to 

connections and support. We are excited to continue our work in 2017 

and hope you will join us in helping us achieve our goals. 

MISSION:  To connect, support, and provide accurate 

information to families with a Down syndrome diagnosis 

VISION:  DSDN envisions a world in which families 

have unbiased, family-centered and factually accurate 

diagnosis experiences every time and quickly know they 

are not alone. 
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support & connect

2016 Group Highlights

- Added over 1000 Moms into our private, birth-club Rockin' 

Mom groups; over 500 of these were parents with a baby under one 

- Captured over 10% of families with a new diagnosis  

- Expanded our sub-groups from five to twelve with the addition of 

groups for Spanish-speaking moms, breastfeeding support, deaf/hard 

of hearing, adoptive parents, GI concerns, cancer and extended 

hospital stays 

- Implemented policies and guidelines for volunteer support admins

DSDN serves over 3000 families in our Rockin' Mom and 

Dad online communities, which support parents in the 

prenatal to age three phases. Our goal is to capture at 

least 15% of new parents in 2017. 

We also are excited to launch our new Parent Advisory 

Council. Its goal will be to provide input and feedback 

on DSDN programs and initiatives through the lens of a 

new parent and will include families from a variety of 

backgrounds.  



support

2016 Rockin' Family Fund Highlights
- Successful Rockin' Family Fund fundraiser and corporate grants 

from Vermeer and Wells Fargo enabled DSDN to raised nearly 

$20,000 for our Rockin' Family Fund  

- Mailed over 300 Welcome Gifts to families with a new diagnosis in 

our groups 

- Sent 100 Care Gift Cards to families in the hospital 

- Sent 45 families Memorial Windchimes in memory of their child 

- Partnered with 13 Texas Down syndrome organizations to provide 

over 400 welcome gifts

WELCOME -  SUPPORT - 

BEREAVE - EMPOWER 

2017 Rockin' Family Fund Goals 

-Send 500 Welcome Gifts 

- Send 150 Care Packages 

-Provide 4 Scholarships

Our Rockin' Family Fund supported over 848 

families with welcome gifts, scholarships, care gifts 

or memorial gifts in 2016.  DSDN worked to 

implement policies to streamline the operations of 

our fund and enable families to get the support 

right when it is needed. 

DSDN looks to continue to expand our Rockin' 

Family Fund offerings.  In 2017, we will issue more

scholarships to our families so that they can attend 

Down syndrome related events.  We will also add 

additional items to our welcome gifts.  Additionally, 

thanks to a generous grant, we will provide financial 

support to families whose children are deaf or hard 

of hearing.



connect

connect. inspire. recharge

2016 Retreat Highlights

- 120 moms attended our second annual retreat in Dallas 

- Added breakout sessions to provide moms with the opportunity to 

connect on a deeper level 

- Partnered with TX Down syndrome organizations and assembled 

welcome gifts for new families 

- Collaborated with iRun4 to put on another successful Rockin' It 5K 

Run 

Our 2016 Rockin' Mom Retreat was held 

in Dallas in September and was a time for 

moms in our groups to connect, inspire, and 

recharge. Over 120 moms attended our second 

retreat. 

Our 2017 Rockin' Mom Retreat will take 

place from September 8th to 10th in Chicago, 

IL.  In our first week of registration, we 

surpassed our goal of 150 moms and will now 

be welcoming 300 moms in Chicago.   

Our event goals will remain helping moms 

connect and recharge while also giving them 

opportunities to give back to new and 

expectant parents.  



inform

2016 Communications Highlights
- Printed and distributed a Spanish version of our brochure 

- Reached over 12,000 new followers on social media  

- Launched DSDN's blog on our website 

- Ran successful #deardoctor Down Syndrome Awareness 

Month campaign in which our members shared their diagnosis stories 

- Increased our volunteer communications staff to enable us to reach 

more followers on our social media sites 

With the addition of a Communications 

Director, DSDN was able to increase our 

reach on social media by over 100 percent. 

Through the voices of our members, we 

were able to share the impact that DSDN is 

making and reach more families. Our 

#deardoctor campaign resulted in more 

physicians receiving our materials. 

As we look to 2017, we are excited to 

further grow our blog and share our 

members' stories.  We will also look to 

provide content on our website in Spanish. 

This will enable DSDN to reach more 

families and give them the support, 

information and connections that they need. 

 

www.dsdiagnosisnetwork.org



inform

2016 Outreach Highlights
- Added 28 new local organization partners, bringing DSDN's total partners to over 70 

- Sent 11,579 free brochures to local organizations and medical providers 

- Connected over 100 new families to local organizations in their area 

- Sent quarterly newsletters to local organizations to keep them abreast of our work 

- Exhibited and presented on New and Expectant Parent Support to local organizations 

at the Down Syndrome Affiliates in Action Conference 

- Exhibited and sponsored the National Down Syndrome Congress Convention and 

reached over 40 new families 

- Attended the DSMIG symposium and exhibited at the FMCE conference and shared 

DSDN resources with physicians 

In 2016, DSDN continued to provide our 

resources and information to local 

organizations as well as medical professionals. 

  

As an organization that desires to impact the 

diagnosis experience, DSDN was honored to 

attend the Down Syndrome Medical Interest 

Group Symposium and exhibit at the Family 

Medicine Education Consortium Conference. 

Our hope is to further establish our role in 

medical outreach.  In 2017, our goal is to start 

our first Medical Advisory Board.  In addition, 

we hope to partner with an additional 15 local 

organizations and assist them in their 

outreach to medical professionals and new 

and expectant parents.  



financials

The financial support from donors, grants and sponsors enabled DSDN to have 

a successful 2016.  As we look into 2017, we are excited to be growing our 

fundraising capabilities with our partnership with Network for Good. 

As an organization with no paid staff, contributions to DSDN directly go to 

making an impact for the Rockin' Families that we serve as well as spreading 

the news about our programs and services. We continue to rely on our growing 

number of volunteers who pour their heart into helping us reach more families. 

 

Revenue Comparison 2016 Revenue Composition

Expense Comparison 2016 Expense Composition
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