MISSION
The mission of the Spina Bifida Resource Network (SBRN) is to empower
the lives of people with Spina Bifida and promote the prevention of Spina
Bifida through advocacy, education, collaboration, public awareness,
research and programs.

HISTORY
For more than 30 years, the Spina Bifida Resource Network
(SBRN) has been serving children, adults and families living
with spina bifida and other disabilities throughout New
Jersey and beyond. We provide care coordination, financial
assistance, peer-led retreats, virtual support groups and
educational sessions, information and referral, and
recreational events. We also run an ongoing public
awareness campaign about spina bifida, healthy eating and
folic acid.
SBRN began in the 1970's, when parents of children with spina bifida formed
self-help groups to address the emotional strain and financial expense of
caring for children with disabilities. The Spina Bifida Coalition was founded in
1982 and was recognized as exempt under 501(c)(3) in 1987. We became the
Spina Bifida Association of NJ in 1992. In 2008, we restructured to become
an independent nonprofit organization and our name changed to the Spina
Bifida Resource Network. Our services are geared toward increasing
independence and the ability to participate in community activities for
people living with spina bifida, paralysis and other disabilities.
Educating our consumers and providing peer support have always been
major goals. We provide information about the medical, cognitive, social and
psychological aspects of living with spina bifida and physical disabilities. This
information helps prevent complications, optimizes care and increases
independence and productivity. We have also emphasized peer support and
building supportive communities as a means of empowering individuals to
achieve their greatest goals. Our annual weekend-long Empowerment
Retreat for adults with disabilities is unique in that it is peer-led, coordinated
and facilitated by individuals with disabilities, and nearly all workshop
leaders are disabled.

MESSAGE FROM OUR EXECUTIVE DIRECTOR
Dear Friends & Supporters,
2020 was a year to remember as the COVID-19 pandemic turned our world inside-out.
We were required to stay home and physically distance from others, which led to
increased social isolation and loneliness – factors that can impact mental and physical
health. To address these needs, we developed new innovative ways to reach out and
collectively engage one another to support our community.
Here are some of the changes we implemented in response to the COVID emergency:
 Family Support Services – Though we couldn’t visit in person, we connected with
individuals and families through phone, email, text and video to make sure that
they got the resources that were needed.
 Video Chats & Workshops - We provided virtual events and support to stay
connected, including weekly “chats” and support groups, to provide information
and discussion in an easily accessible format. We also initiated a weekly Virtual
Empowerment Speaker Series (VES), featuring events and activities with
presenters who identify as having a disability.
 Virtual Empowerment Retreat – We restructured our annual 3-day retreat for
adults with disabilities into a virtual event providing an interactive space for peerand expert-led discussion, education and skill building to minimize social isolation
during COVID-19 and optimize physical, social and emotional health and
wellbeing.
 Covid-19 Resources – We provided current information about resources for
people with disabilities and we distributed re-usable cloth masks to those in need.
We also re-purposed our Disaster/Emergency Rapid Assistance (DERA) Fund to
meet the emergent needs of people during the pandemic.
In addition to revamping services and programs, we also held several fun, interactive
fundraising events, including a virtual Comedy Night, a month of shopping hosted by
disabled women small business owners, and a program with Express Feedback for
Good. Thanks to the volunteers and participants, we raised several thousand dollars
from these events.
We are grateful for the incredible support from our community and look forward
to continuing to partner with so many talented, generous and compassionate people.
Our collaborative efforts enrich and empower our community to thrive. Thank you for
your support!
Sincerely,
Roberta Kestenbaum, PhD, MSW

2020: THE YEAR IN REVIEW
FAMILY SUPPORT
Since our Family Support staff could not visit people in person due to the pandemic,
we instead connected with individuals and families through phone, video, email and
text to ensure that no one was left behind. We provided over 800 hours of services
to more than 60 families in 2020, addressing common issues such as bowel and
bladder management, wound care and medical coordination. We also connected
families to community resources and addressed social, emotional, and financial issues.

EDUCATION & PEER SUPPORT
We switched modes and went virtual this year with our meetings and peer groups,
which allowed us to open up our events to people across the country. At our annual
weekend Empowerment Retreat, adults with disabilities participated virtually in
interactive, peer-led seminars on healthcare and related issues, dance and movement
workshops and social events. These weekends provide a sense of community and
camaraderie in a fun, educational environment. This year, the retreat was funded in
part by the WITH Foundation.
In 2020, we also developed new video chats and teleconferences, such as our weekly
“Afternoon Conversations” with adults with disabilities to stay connected and
supported. We also initiated the Virtual Empowerment Series, which consists of
weekly peer-led informational and interactive workshops and activities with guest
speakers on a variety of topics.

RAISING AWARENESS

As part of our mission, we are always working to educate the public about Spina Bifida
and living with disabilities. We educated health professionals, school personnel and
service providers about how to support people with Spina Bifida. We also presented
information about Spina Bifida at virtual meetings, conferences and other venues.
We also continued to educate the public about folic acid’s role in
reducing the risk of Spina Bifida. In 2020, we turned our unique
prevention program, Healthy NOW, Healthy LATER virtual and
trained college students to educate others about the importance
of healthy eating with folic acid now to help prevent birth
defects later.

2020: THE YEAR IN REVIEW (Continued)
FINANCIAL ASSISTANCE
Children born with Spina Bifida often require dozens of surgeries and other medical
procedures throughout their childhoods and into adulthood. The costs can be
astronomical over time and insurance rarely covers all of the expenses. In 2020, we
distributed $1,550 through our Jane Horowitz Special Medical Needs
Fund to provide relief to families and individuals struggling with
excessive non-reimbursed medical expenses related to Spina Bifida. We
also re-purposed our Disaster/Emergency Rapid Assistance (DERA) Fund
to meet the emergent needs of people during the pandemic to help
cover one-time needs for medical supplies, adaptive equipment and
other basic needs.

ADVOCACY
To protect the rights of people with disabilities during the pandemic, we stepped up
advocacy efforts to ensure that policies protected people with disabilities and relief
efforts were reaching the people who needed them. We advocated at the federal,
state and local levels on issues such as social security, Medicaid, emergency relief,
caregiver funding, and vaccine accessibility, as well as protecting the rights of students
and adults with disabilities.

INFORMATION & RESOURCES
We continue to be a major resource for the community on issues related to Spina
Bifida and living with disabilities. Our newsletter, the Empowerment Zone, which is
widely distributed through mail, email and social media, includes information
regarding health topics, legislative news, educational issues and advocacy efforts,
along with community and agency news. We also increased our social media presence
and have thousands of followers on Facebook.
To help people navigate through the overwhelming amount of information out there,
we set up a special Resources page on our website with dependable resources
regarding COVID-19, including information for people with disabilities as well as
mental health resources. We provided up-to-date information about the COVID-19
virus through our newsletter and social media as well. We also had the opportunity to
distribute washable masks to dozens of individuals and families.

2020 SBRN EVENTS TO REMEMBER
SBRN Empowerment Retreat for Adults with Disabilities
SBRN’s annual Empowerment Retreat was held virtually from September 25 -27,
2020. This year’s theme was Healthcare Hacks: Be the Boss of Your Best Life. Over
30 participants from around the county engaged in an exploration of healthcare,
mental health and overall wellness, disability justice, dance and movement and
other topics.
The Retreat was funded in part by the WITH Foundation who provided $2200 from
their Discretionary Fund to help fund workshop leaders, retreat coordinators and
marketing. We are very grateful for their support!
SBRN’s annual Empowerment
Retreat is designed to foster
essential self-acceptance and
community building in adults
with disabilities. Coordinated
and facilitated by disabled
adults, this unique, peer-led,
fun and interactive three-day
event promotes interdependence, socialization and self-empowerment.

Our First Virtual Comedy Night

We held our first-ever virtual Comedy
Show fundraiser – Hilarious Healthcare
Hacks – on Sunday, October 18, 2020.
Dozens of people from all over enjoyed
this fun evening with 5 fabulous, disabled
comedians, including Mike Cotayo, Mike
Favor, Tina Friml, Tim Grill and Steve Way
(of Hulu's Ramy)!

2020 SBRN FINANCIAL HIGHLIGHTS
2020 Total Income - $34,160

Contributions &
Member Dues

$31,882

Grants

$1,738

Net Fundraising
Events

$540

2020 Total Expenses - $217,380

Programs

Special Medical
Needs Fund
Development/FR
Management &
General

Total End of Year Assets = $308,056

$165,512

$1,550
$8,054

$42,264
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