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This fall we celebrated Spina Bifida Awareness month and hosted our annual
weekend retreat focusing on Self-Care.
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For October’s Spina Bifida Awareness Month, we posted a fact about spina
bifida each day on Facebook. Thank you to all who shared and commented. In
this simple way, we reached thousands of people with tidbits about spina bifida
that they might otherwise have not known! We share these 31 facts on pages
6-7. Check them out and let’s keep spreading awareness!
This year’s theme for our annual Empowerment Retreat for adults with
disabilities was Live Fiercely through Self-Care, based on the campaign
of Ms. Wheelchair NJ 2019 Millie Gonzalez, who facilitated the weekend long
retreat. Over 30 adults with disabilities built comradery and empowered
themselves through workshops and social opportunities. See our recap on
pages 4-5.
Self-care is important year round, especially through the holiday season – an
exciting but sometimes stressful time. Enjoy some time off, some time spent
with family and friends, but remember to take care of yourself! Read our
article “Surviving the holidays when you have a physical disability”
(pages 2-3) on how advance planning can help you to enjoy the festivities
whether you are traveling or staying home.

We wish you a peaceful and joyous holiday season!

By Giving a Little, You will Help a Lot
84 Park Avenue, Suite G-106
Flemington, NJ 08822
908-782-7475
info@thesbrn.org
www.theSBRN.org

Every year the SBRN helps hundreds of families with services,
financial assistance and programs, and we share information with
thousands more. In the spirit of giving, please consider making
a donation to SBRN this season. Your contribution will help
children and adults with disabilities take control of their health
and well-being. Go to www.thesbrn.org to learn more and to
donate.
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Surviving the holidays when you have a physical disability
When holiday season rolls around, space to move around seems to disappear. Everyone ramps up the decorations and
there are more people around. There may be trees, extra tables and boxes - all creating an elaborate obstacle course.
It can be harder to maneuver around even in your own home, let alone someone else’s. Planning ahead is critical for
people with physical disabilities. So whether you are cozying up at home or traveling near or far, here are some things
to consider:

IN YOUR OWN HOME -

IF YOU ARE TRAVELING –

Space to move– Create wide enough pathways through
each room so that those who use wheelchairs, braces
or walkers can easily maneuver. Mark it with tape on the
floor if that will help keep it clear!

Traffic and weather – If you are traveling by car or
public transportation, leave plenty of time. Traffic may be
heavy and depending where you live, weather may slow
things down as well. Be prepared in case you get delayed
or stranded, and make sure you have what you need in
terms of personal care items, extra clothes, medicine and
food.

Allergies – Be mindful of potential food and latex
allergies. If guests are bringing dishes or presents, let them
know well in advance which foods and items to avoid. You
may also want to designate someone on the day of the
festivities who can ask about the ingredients in dishes that
visitors bring.
Help from family - Well-meaning friends and family
members may ask you if they can help. Though that may
sometimes get annoying, there could actually be times that
they could be useful. Think in advance about how people
could support you, such as by moving chairs or getting
food from a buffet. This way you’ll be prepared and your
family or friends can easily accommodate.
Personal needs - Keep in mind that you may need
additional time for personal care or you may need extra
rest and solitude. Try to plan that into the day’s schedule
beforehand to reduce stress.
Accessible activities – Many families have holiday
traditions and activities such as decorating trees or
lighting candles. Make sure everyone can participate and
feel included. For example, lower parts of the tree could
be trimmed by someone in a wheelchair and the candles
can be placed on a lower table for lighting.

Traveling by plane – Airports will be crowded so leave
yourself plenty of time! Prepare carefully for delays, even
if the weather is not bad. Bring medications and supplies
(bring extra!) and pack all of it in your carry-on bag, along
with extra clothing. Think about: If they lose my luggage,
would I be able to manage?
Keep in mind that you can bring mobility equipment on
the plane or up to the gate to have it gate-checked. You
should also know what type of battery your device uses.
It is a good idea to contact the airline at least 48 hours
in advance and advise them of your needs. You may also
want to have medical documentation to present to the
TSA screeners so that they will understand your abilities.
Traveling by train – Be sure to check for accessibility
at the stations you are boarding, arriving or transferring
from. You can look online for this info, but you may also
want to call ahead and ask specific questions about your
specific accessibility needs.
Protecting your wheelchair – This is especially
important when flying but it’s helpful for driving when it
is tossed in the back with a carful of presents, luggage and
food. Fold it and use bungee cords to keep it closed and
tie down loose parts. Remove anything removable. Wrap
any parts that you can. Think about: What will I do if my
chair is damaged?
Additional items – Depending on how much space you
have, consider packing things like a wheelchair battery
charger and portable, lighter versions of equipment that
might be useful, such as portable ramps or shower chairs.
				
		
(Continued on pg. 2)
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IN SOMEONE ELSE’S HOME Day visits – Even if you are just visiting for the day or
staying for one meal, it will be helpful to ask your hosts
questions in advance. Of course, you will first need to
know whether you can get in the house! Find out about
steps and door frames. Also ask about pathways through
the areas of the house where you will be. You will also
need to know whether there is an accessible, private
bathroom. Be sure to ask enough questions so that you
feel comfortable that it will meet your needs.
Staying overnight - If you have plans to sleep over, you
will need additional information about the home, such as
whether there is a bedroom and accessible bathroom on
the ground floor. You might want to let them know that
you will have equipment with you that you will need space
for. You can also ask about the height of the bed and the
accessibility of the toilet and shower/tub so that you can
plan together how to make it work.
Allergies – Let your hosts know about latex and any
food allergies well in advance so that they can prepare
effectively.

STAYING IN A HOTEL Reservations - Make hotel reservations early before all
of the accessible rooms are booked! Be sure to call the
hotel a day or so before your arrival to remind them that
you need an accessible room.
Accessibility – Many hotels say they are accessible but
that means different things to different people. Be sure
to ask specific questions about aspects that are important
to you, such as: roll-in showers, whether shower chairs
are available, bed height, stairs in the lobby or in their
restaurants, elevator accessibility, etc.

Holidays can be stressful,
so REMEMBER to . . .
* Take a deep breath and take care of yourself!
* Advocate for yourself and don’t be afraid to
let people know what you need to be comfortable.
They may be afraid to ask or simply don’t know
and may appreciate your educating them.
* Be an advocate but also let things slide if you
can. You decide where to draw the line but
remember - nobody’s famility is perfect.
* Let go of expectations. Not everything will go
well (does it ever?) so keep an open mind and
your sense of humor and remember that it’s not
just you - everyone has their ups and downs.

HAPPY HOLIDAYS TO ALL!
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SBRN Adult Empowerment Retreat: #LiveFiercely through Self-Care
Over 30 adults with disabilities gathered for our weekend long retreat from Friday, Sept 20 through Sunday, Sept 22,
at the Crowne Plaza Hotel in Edison NJ. This year’s theme was: #LiveFiercely through Self-Care. The retreat was
facilitated by Millie Gonzalez, who is Ms. Wheelchair NJ 2019, along with Colleen Roche.
The Adult Empowerment Retreat is a weekend-long event with workshops on a variety of topics related to living
with disabilities, movement and art-related activities, as well as social opportunities throughout the weekend. The
focus is on increasing independence, socialization, self-esteem and overall growth.
This year, workshop topics included: self-care, advocacy and civic engagement, sex
and body image, resilience, depression and stages of independence. Participants had
time to laugh with comedy routines and time to move with warm-up and workout
sessions. For something different this year, retreaters also had the opportunity to
learn to paint at a workshop run by Yaymaker. Participants learned painting techniques
and produced their own unique paintings of a butterfly.
In the words of one repeat retreater: “Spina Bifida is a big part of my identity, and this
retreat helps me stay connected to it, and that’s important to me. Something I really
like about our group is that we choose to eat together and we actually talk and have
real, meaningful discussions where things are shared, and nothing can replace that. It’s
important to have these connections.”
We would like to thank the Christopher and Dana Reeve Foundation for providing us with a Quality of Life Grant
to help fund this retreat. We would also like to thank our workshop/session leaders: Millie Gonzalez, Colleen
Roche, Tara Criscuolo, Chris Casiez, Zach Garafalo, Stephanie Woodward, Tim Grill, Taylor Carmen Savath, Mike
Cotoya and Julie Yindra.
SBRN is very grateful for all who contributed to this transformative experience.
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THIS IS WHAT EMPOWERMENT LOOKS LIKE
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OCTOBER was SPINA BIFIDA AWARENESS MONTH
Each day of October, SBRN posted a fact about spina bifida for people to share and raise awareness.

31 THINGS TO KNOW ABOUT SPINA BIFIDA
1. Spina bifida is the most common permanently
disabling birth defect in the United States.

9. For people with mobility issues, adaptive sports
can be a fun way to stay in shape!

2. In the U.S., approximately 1,500 children are born
with spina bifida each year.
3. Spina bifida is a type of neural tube defect. It
occurs when the neural tube (which later becomes
the brain and spine) does not close correctly. This
happens in the first several weeks of pregnancy
– before most women know they are pregnant.
4. Spina bifida literally means “split spine” in Latin.
5. Spina Bifida Occulta is the mildest of the 3 most
common types of spina bifida. Often called “hidden”
spina bifida because many do not know they have it.
There is a small gap in the spine, but no opening.There
are often no symptoms and people find out about it
if they have an x-ray for something unrelated. Mild
neurological symptoms may appear as the person ages.
6. Another form of spina bifida is Meningocele, where
a fluid-filled sac protrudes from an opening in the
baby’s back, but the spinal cord is not in the sac, and
there is usually no nerve damage. Individuals with
this type of spina bifida may have minor disabilities.
7. The most severe type of spina bifida is
Myelomeningocele. With this condition, a sac of
fluid comes through an opening in the baby’s back.
Part of the spinal cord and nerves are in this sac
and are damaged. This type of spina bifida can cause
moderate to severe disabilities, including paralysis,
mobility issues and loss of bowel and bladder control.
8. Outcomes for individuals with myelomeningocele
depend on size and location of the opening on the
spine, and range from mild to severe. Generally, the
higher the opening, the more severe the complications
are but it is different for every individual.
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10. Spina bifida is often detected during pregnancy by:
• Alpha-fetoprotein (AFP) blood screening
• Ultrasound of the fetus
• Amniocentesis
11.When a baby is born with myelomeningocele spina
bifida, in which the spinal cord is exposed, doctors
will generally perform surgery 24 – 48 hours after
birth.
12. Some babies with spina bifida can have surgery to
close the opening in the spine while still in the womb.
This may help minimize damage to the spine and
increase the likelihood that a child will be able to walk.
13.The average total lifetime cost of care for each infant
born with Spina Bifida is $800,000. Hospitalization
costs are more than $600 million annually in the US.
14. SBRN hosts an annual peer-led, fun and interactive
3-day Empowerment Retreat for adults with disabilities.
The retreat is developed, coordinated and facilitated
by disabled adults & provides participants a safe
space to discuss the impact that disability-related &
everyday issues have on their lives, as individuals and
as a community.
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Continued on Page 7

31Things to Know about Spina Bifida (continued from page 6)

15. 70%-90% of children with myelomeningocele spina
bifida also experience hydrocephalus, or extra cerebralspinal fluid in and around the brain that causes swelling.
A shunt, which is a small hollow tube that helps drain
the fluid, will often be surgically inserted.
16. Additional surgery might be needed to change
the shunt as the child grows or if it becomes clogged
or infected. 40% of shunts for hydrocephalus fail or
become infected and need to be changed within 1
year; 60% within 5 years; 80-85% within 10 years.
17. The exact reasons why Spina Bifida occurs are
unknown. Environmental and genetic factors are
thought to play a role. Research shows that appropriate
levels of folic acid and other B vitamins
can help to reduce the chances of SB from
occurring.
18. Research shows that women who, along
with a healthy diet and lifestyle, take 400
mcg of folic acid daily before pregnancy and
during the first trimester, reduce the risk of
having a baby born with Spina Bifida by up to
70%. Even with the best prenatal care, spina
bifida can still occur.
19. Personal or family history of spina bifida increases
your chances of having a pregnancy affected by SB.
Your doctor may prescribe a higher daily dose of folic
acid (4mg).
20. The U.S. Food and Drug Administration mandated
adding folic acid to all enriched cereal grain products
in 1998. Subsequently, the prevalence rate of spina
bifida declined 31% from pre-fortification rates.
21. Internationally, the highest rates of spina bifida
occur in Ireland and Wales. In the U.S., Hispanic women
have the highest rates of having a child with SB.
22. Children and adults with spina bifida often need
treatment and ongoing care from multiple providers
including: neurologists, urologists, orthopedists, physiatrists,
physical therapists, occupational therapists, dietitians and
others.

23. Retailers have become savvier about offering
costumes for people of all different abilities. Others
have created their own.
24. Many children with spina bifida need training
to learn to manage bowel and bladder functions at
home and in school. Some people with SB require
catheterization, or the insertion of a tube to permit
passage of urine.
25. The courts have generally held that schools
must provide students with Spina Bifida services
for catheterization to provide meaningful access to
education. A nurse can help until the child learns to
catheterize on their own.
26. Animals can be born with spina bifida
too. For dogs, the English bulldog is the
most common breed with spina bifida. As
with people, symptoms can range from mild
to severe.
27. Many children with spina bifida do well in
school. Some may experience difficulties with
learning and may qualify for an Individualized
Education Program (IEP) – a legal document that says
what types of specially designed instruction is needed
for the child to succeed at school.
28. If a child with spina bifida does not qualify for an
IEP, parents can request a 504 Plan be developed for
their child that will address services, accommodations
and modifications to the learning environment.
29. Spina bifida can cause nerve damage that can affect
sexual functioning. Most people with spina bifida are
fertile, want to be in a loving relationship and can have
children.
30. Research has found that the majority of people
with spina bifida are sensitive to natural rubber latex,
the substance often used to make surgical gloves,
balloons and condoms.
31. More than 90% of babies born with spina bifida
reach adulthood. With effective treatment, equipment
and supports, people with SB live full and productive
lives.
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SBRN is going GREEN!

If you wish to receive
a hard copy by mail
please let us know.
You can call 908-782-7475
or email at
info@thesbrn.org

Millie Gonzalez
Chairman of the Board
mgonzalez@thesbrn.org
Roberta Kestenbaum, PhD, MSW
Executive Director
rkestenbaum@thesbrn.org
Michelle Tomaszewski
Family Support Coordinator
mtomaszewski@thesbrn.org
Zara DeJesus
Family Support Coordinator, Bilingual
zdaniels@thesbrn.org
Barbara Dombroff, RN
Family Support Nurse
bdombroff@thesbrn.org
Jeremy Cantilina
Business Manager
jcantilina@thesbrn.org
Laura Larice
Editor, Administrative Assistant
llarice@thesbrn.org

8

The mission of the Spina Bifida Resource
Network 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.
We provide individualized services in the
home and community, including care coordination,
trainings by nurses, advocacy in the schools,
financial assistance and educational and
recreational events.
For more information contact our office at
info@thesbrn.org, or call 908.782.7475.

The information and other materials contained in this newsletter individually and collectively are provided for
educational and informational purposes only and are not a substitute for legal, medical advice or treatment.
Neither recommendations nor endorsements are implied.

