Annual Report
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Dear Members and Friends,
While 2020 was the year that no one expected due to COVID-19, it was also the year that we
saw from our staff and volunteers a tremendous amount of adaptability, unwavering support,
and a drive to excellence in challenging circumstances.

The pandemic has completely changed the way we work, learn, connect with others, and care
for our loved ones and ourselves. During this time of social distancing, face-to-face support
options for expectant and new parents to a child with Down syndrome have been limited. Our
team stepped up in big—virtual—ways to continue to provide as much support to new parents as
possible. Though our sixth year of operations looked different than planned, this year gave us
many opportunities to drive our mission forward not only through our core capabilities, but also
in new and innovative ways.

We continue to be anchored to our mission: to connect, support, and provide accurate
information to parents—and the medical professionals who serve them—from the time of
diagnosis through age three, while fostering the opportunity for lifelong connections. This year,
we were well positioned to offer consistent support to parents in our dozens of birth clubs and
50+ topical online support groups. In our groups we captured 17 percent of new parents to
children with Down syndrome, and we reached 14,000 members connected online. We also
shifted our annual Rockin' Mom™ and Rockin Dad in-person retreats to a virtual Rockin' Retreat
in which more than 1,000 parents participated.

The ongoing contributions from our volunteers and donors are unmatched, and we strive to lead
with integrity and intentionality to honor their work. Thank you for continuing to support our
purpose and mission. As we look ahead to FY2021, we are excited to introduce our next threeyear strategic plan focused on extending our reach and programming, ensuring organizational
sustainability, and intentionally cultivating partnerships. And while we are uncertain what the
next year will bring, we are confident in the capabilities of our staff and volunteers. Alongside all
of them, DSDN will continue to thrive as the largest organized network of parents with a new or
recent Down syndrome diagnosis, and the only national organization specifically focused on the
diagnosis experience and parenting in the first three years. We've got this!

Respectfully submitted,

Melissa Shutwell
Melissa Shutwell, Board President

Jen Jacob
Jen Jacob, Executive Director

about us
Our Mission

To connect, support, and provide accurate information to
parents—and the medical professionals who serve them—
from the time of diagnosis through age three, while fostering
the opportunity for lifelong connections.

Our Vision

That every Down syndrome diagnosis will be delivered in an
unbiased, factual, and supportive way every time, and that
families can quickly find meaningful connections.

Guiding Values
Families have the right to accurate and unbiased
information about Down syndrome at the time of
diagnosis, and we value the role that medical
professionals have in providing that information.
Access to support at local, national, and online
levels is incredibly important to families with a
new diagnosis, and we value the resources that
exist for families outside of DSDN and seek to
collaborate and share those resources with our
members.
The contributions of our volunteers are unmatched, and we strive to honor
their work by leading with integrity, intentionality, and care.
We strive to innovate and create programming that is directly relevant to the
needs of the families we serve through our mission.

Commitment to
Diversity & Inclusion

We value the diversity that exists within the
Down syndrome community and strive to
reflect that in our team, the community we
serve, our programs, and our services.

FY2020 at a glance
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support & connect
DSDN serves more than 14,000 families
in our Rockin' Mom™ and Dad online
communities, which support parents
beginning in pregnancy and throughout
their child's life. In FY2020, we
continued to grow our reach and added
17 percent of families with a new
diagnosis in our online groups.
Engaging and supporting a diverse
community is important to DSDN. In
2020, we continued to increase
membership in the Rockin' Dads group
to more than 1,300 dads. Our Rockin'
Moms en Español group and the Black
Families Down Syndrome Network
(BFDSN) both continue to grow and
thrive to provide support to families in
those communities. Our BFDSN group
now serves more than 700 parents!

Online Group
Highlights
Added almost 2,000 parents to
our private, small and large
birth-club Rockin' groups; more
than 1,000 of these
were moms with a baby
under age one.
Added 350 new dads.
Captured 17 percent of families
with a new diagnosis.
Expanded to more than 50
subgroups to allow families
with common interests and
backgrounds to connect.
Continued training and support
for a group of 100 online
administrators and moderators.

support
Our Rockin' Family Fund (RFF)
supported more families than ever before
this year! We provided more than 1,200
families with pregnancy and newborn
welcome gifts, scholarships, care
cards, and memorial gifts.
Although in-person events did not go on as
planned this year, we delayed scholarships
for the winners to 2021. NDSC moved their
event to a virtual conference, and through
the RFF we provided registrations for 10
families to attend.
Our pregnancy gifts are in their second year,
and we nearly doubled the number sent in
2019! We are so grateful to be able to
support, congratulate, and honor families
through our Rockin' Family Fund.

you've got this &
we've got you

Rockin' Family Fund
Highlights
Sent almost 300 pregnancy gifts
to families expecting a new
baby with Down syndrome.
Sent 80 care gift cards to
families in the hospital.
Sent 56 families memorial wind
chimes in memory of their child.

in memory

connect
VIRTUAL
Rockin' Retreat
Highlights
What a year indeed! The most anticipated weekend of the year for many, our
annual Rockin' Mom™ and Dad retreats were cancelled due to the pandemic. But
our team rallied, and we were able to host a virtual event to provide a little
encouragement and entertainment for our members. More than 1,000 parents joined
us for a weeklong celebration online where we played BINGO, had a virtual exhibit
hall, gave away prizes, shared parent stories, heard from some celebrities, and took
a few moments for ourselves. Although nothing could compare to our onsite
meetups, it was great to provide some fun for our rockin' moms and dads!

Black Families Down
Syndrome Network
Highlights

The Black Families Down Syndrome Network (BFDSN) has continued to grow in
numbers and support for families of color—membership almost doubled this year!
With all that happened across the country this year, it highlighted the great need
for our strategic plan work in addressing specific needs for black parents as they
raise their child with Down syndrome, including physician bias in diagnosis
conversations and disparity in medical care for both mother and child. Our BFDSN
leadership team attended the annual African American Conference on Disabilities,
and we have big plans for 2021!

inform
Due to the pandemic, most of the
onsite events transitioned to virtual
conferences this year, challenging us to
reach providers in different ways. Our
team spent time creating new paths to
reach our mission and vision goals.
Our medical outreach directors
continued to build relationships with
industry leaders to ensure patients with
a new diagnosis are provided with
accurate, current information and
resources. Starting in 2020, DSDN was
listed as a resource for patients
receiving a positive screen for Down
syndrome through two of the leading
prenatal testing companies.
DSDN began more targeted
conversations with industry and
professional organizations/societies
around disparity in care for black
families at the time of a new diagnosis
and how we can work together to make
change.

Medical Outreach
Highlights
Partnered with organizations such
as Lettercase, Massachusetts
Down Syndrome Congress, and
National Down Syndrome Adoption
Network to provide key materials
to local organizations, new parents,
and medical providers.
Exhibited for the first time at the
Society for Maternal-Fetal
Medicine annual conference.
Presented via webinar to more
than 200 medical providers on how
to deliver a Down syndrome
diagnosis.

From a medical provider after a DSDN webinar presentation:
“For years, I led with ‘I’m sorry’ as I prepared to give a diagnosis of Down syndrome. Then I realized how
negative that could be. I really appreciate the guidance to use ‘I have some unexpected news.’ Thank you.“

inform
DSDN continues to
develop relationships with local
organizations across the country
to ensure all families find the
connections and support they need
locally and online.
Our team attended the annual
Down Syndrome Affiliates in
Action (DSAIA) conference and
talked about our DSDN mission,
programming, and services with
Down syndrome–focused
organizations across the country.
We celebrated Down
Syndrome Awareness month in
October with our third annual
Local Support Rocks
campaign highlighting all of the
important work local organizations
do for families. More than 100
organizations were nominated. The
winners this year included:
Down Syndrome Association of
Central Oklahoma
Down Syndrome Network of
Oregon
Families Exploring Down
Syndrome

Local Partnership
Highlights
Shared through social media
about virtual/local events
across the country.
Sent 6,000+ free brochures to
local organizations and
medical providers.
Exhibited at the Down
Syndrome Affiliates in Action
(DSAIA) annual conference in
Orlando.
Gave away three $2,100 grants
during our Local Support
Rocks campaign in October.

inform
Our dedicated DSDN social
media team continued to grow
our network and reach as we
worked to share experiences and
stories from families around the
world. Our goal is to share
balanced information that is
inclusive of the many different
paths families take on
this parenting journey.
2020 was a huge year of growth
for our Facebook page especially,
and we had our first "viral" post
featuring Walter (below) that was
viewed by 1.9 million people
around the world!

Social Media
Highlights
Gained more than 30,000 new
followers on social media.
Posts regularly reached hundreds
of thousands of people
worldwide.
Shared about many virtual
events and resources to support
families at home.

financials
Even amidst a global pandemic, the support for our DSDN mission and vision remains strong.
Although we did not set any records this year with our fundraising, we were able to sustain our
programming and services for families and offer refunds for the cancelled retreat events. We offered
a FREE virtual retreat for parents in our community and offered a VIP registration option with some
added perks for a fee. We also hosted a virtual walk/run as part of our virtual retreat event. With the
bulk of our medical outreach onsite events cancelled, our spending decreased. And through the
pandemic, parents still welcomed babies with Down syndrome into the world. Our Rockin' Family
Fund spending focused on welcome gifts for new and expectant parents, care cards, prizes for our
fundraisers, and memorial gifts to honor the loss of a child.
In FY2020, we had more than 1,200
individual donors from across almost
every state. Hundreds more supported
friends and families through online social
media–based donations.
We truly appreciate the grantmakers,
sponsors, and thousands of donors who
contributed financially to DSDN in 2020
to change the diagnosis experience for
new families and ensure they receive the
support they desire.

Revenue Comparison
2019

2020

EVENT TICKETS

$106,387

$2904

SPONSORSHIP/EXHIBITS

$23,699

$16,175

DONATIONS

$629,592

$369,168

GRANTS

$26,000

$19,000

AUCTION/RUN

$5769

$4950

TOTAL REVENUE

$791,447

$412,197

financials
The mission of the Down Syndrome Diagnosis Network is to connect, support, and
provide accurate information to parents—and the medical professionals who serve them
—from the time of diagnosis through age three, while fostering the opportunity for
lifelong connections. Our vision is that every Down syndrome diagnosis will be delivered
in an unbiased, factual, and supportive way every time, and that families can quickly find
meaningful connections.
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Expense Comparison
2019

2020

INFORM

$104,623

$55,672

CONNECT

$198,586

$20,331

SUPPORT

$258,538

$69,333

ADMINISTRATIVE

$30,026

$42,918

SALARIES/WAGES

$13,364

$67,663

TOTAL EXPENSES

$605,138

$255,917

financials
A community with a purpose. Our network of rockin' moms and dads believe in the power of
community and supporting one another at each stage of the journey. This year more than 240
individual fundraisers helped bring in almost $300,000 in donations to support DSDN's mission
and vision. While raising money for DSDN is wonderful, the best part of their efforts is the
incredible amount of advocacy and awareness our rockin' families bring to the Down syndrome
community. Through their work, the 2020 fundraisers reached more than 150,000 people!
We know how difficult it can be for parents to find time and money to focus on themselves, so
we are in our fifth year of offering prizes for those who fundraise for DSDN. In addition to those
prizes we offer parents to offset costs to attend the DSDN Rockin' Mom™ or Dad retreat, this
year we offered opportunities for our top fundraisers to honor organizations that were also
important to them.

This year, our fundraisers celebrated the following
organizations with donations in their honor:
Down Syndrome Association of Central New Jersey
Down Syndrome Association of Connecticut
Down Syndrome of Louisville
DSDN - Medical Outreach
DSDN - General Fund

Top 5 Fundraisers of 2020
Jenny Di Benedetto
Alley Clemens
Heather Imbriale
Nav Ramzan
Mary Beth Norton

Why I Fundraise...
"DSDN is a responsive organization, built by the community it
serves, with a laser-focused mission to serve at the earliest
stages of the Down syndrome journey. I am honored to be able
to donate time, money, and resources to support their
important work. Fundraising not only delivers dollars to help
fund programs that directly help families and medical
providers, it also confirms the fact that there are limitless
numbers of people in this world who choose to show up for our
families every time we ask. The Down syndrome journey may
not always be easy, but to find the path paved with love and
support makes a big difference."
Luca's rockin' mom, Jenny Di Benedetto

MANY THANKS TO OUR 2020
OFFICIAL DSDN ROCKIN' FUNDRAISERS
Aimee Radford
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Jetter Freeman
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Sarah Clark
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DeAnna Robertson
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Liz Reid Loehrer
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Veronica Shaw
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Jenness Stock

Kristin Mayo

Peyton-Leigh Holmes

Victoria Edwards

Christy Cooper

Jennifer Tough

Kristin Crumb

Preslee Sanders

Ximena Bessert

Christy Smith

Jennifer Schaefer

Kristy Moffett

Rebecca Vranesevic

a look to the future
Each year, our Board of Directors meets to
focus on long-term strategic planning.
This year, the team laid out the strategic
plan for the next three years. The plan
builds on our previous strategic plan with
a keen eye toward organizational
sustainability and growth. The planning
process included an assessment of current
performance, member feedback, a two-day
planning session, and multiple reviews and
approval.

2021-2024 Strategic Objectives
Reach

Programming

We will continue to improve and
grow our technology platforms and
partnerships to reach as many
families as possible with a new Down
syndrome diagnosis—each with their
own unique needs.

We will expand the resources and
activities available to families from
diagnosis to age three, with a
specific focus around dissemination
of resources and information, crisis
intervention, and care.

Organizational
Sustainability

Partner Outreach

We will expand and scale our
organization to proactively serve our
mission long term.

We will continue to cultivate
partnerships that help further our
mission, particularly around medical
organizations, local DSAs, and
relevant national service
organizations.
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