VOLUME 19, ISSUE 1, MARCH 2019
From The Desk Of

A PUBLICATION OF THE

Join us on Facebook!

In This Issue . . .
From the Desk
of Roberta Kestenbaum. . . . Cover
What to Know about . . . . . . . . Page 2,3
Latex Allergy: FAQs
Let’s Get Moving! . . . . . . . . . . . . Page 4,5
Reflections on Life from. . . . . . Page 5
our friend Carolynne B.
Travel Scholarships. . . . . . . . . . . Page 6
Calling all Volunteers. . . . . . . . . Page 6
Walk for Empowerment. . . . . . Page 7

84 Park Avenue, Suite G-106
Flemington, NJ 08822
908-782-7475
info@thesbrn.org
www.theSBRN.org

Roberta Kestenbaum

*As we head into the warmer days of spring and we feel less housebound, some
of you may be thinking about venturing out and traveling. If you’ve been thinking
about attending a conference or workshop but you don’t know how you’ll manage
it financially, we have some exciting news to share with you. SBRN is now offering
“Empowered Traveler” Scholarships that can help cover travel and meeting
expenses for educational events. Check our website, www.theSBRN.org/sbrnannounces-the-availability-of-travel-scholarships/, for more information, and think
about what educational event you might want to go to!
*Registration is open for our upcoming Walk for Empowerment on June 2 at
Roosevelt Park in Edison (www.theSBRN.org). We’re hoping for clear skies this
year, but we know we’ll have fun no matter what! We are gathering items for our
tricky tray, which is always a crowd pleaser with so many winners bringing home
gift baskets, tickets, gift certificates, etc. This event is a major fundraiser for our
Family Support Services. Please consider doing some peer-to-peer fundraising to
support our services. You can create a page online, give your team a fun name
and send it to friends and family to ask for their support. There will be prizes
along the way!
*Keep an eye out for a Save the Date for our upcoming Adult Empowerment
Retreat, which we will likely host in September. We hope to welcome back
past retreaters and encourage new attendees for this unique peer-led, fun and
interactive 3-day mini-conference exclusively for adults with disabilities.
*Check out our newly updated website at www.theSBRN.org! We have
modernized and streamlined it to make it easier to navigate and nicer to look at.
Looking for information on a particular topic? Check out resources in our “Living
with SB” section where we have information on dozens of topics including health,
education, advocacy, support services, accessibility and much more.
*On a final note, we would like to give a special shout out to the Howell Girls
Softball League and NJ Heat Fastpitch organization for another awesome
Softball Tournament to raise funds for SBRN and awareness of spina bifida. The
tournament, which was held over two weekends in October, raised $20,189 (!!)
that was generously donated to SBRN. Through their incredible effort, they have
raised over $130,000 in 7 years. We are so thankful for their support!
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WHAT TO KNOW ABOUT LATEX ALLERGY: FAQs
Children and adults with spina bifida are at higher risk than the general population for developing a latex
allergy, possibly because they have had multiple surgeries and procedures and have been exposed often to
latex (although the exact cause is not well known.) Latex allergies can develop at any point in time, so it is
important for people with spina bifida to avoid latex as much as possible, even if they do not have allergic
symptoms. It is also important to know as much as possible about latex allergy and to share this information
with physicians, teachers, co-workers, etc.

Here are some common questions about latex allergies:
1. What is latex and what is made out of latex?

Natural latex is derived from the sap of the rubber tree.
The substance is then processed to increase elasticity,
durability and strength. Many products are made from
latex, including rubber bands, balloons,
shoe soles, condoms, latex gloves,
catheters and stethoscopes.
Other items that might not be as
obvious but may contain latex include:
carpet backing, rubber bath mats, baby
bottle nipples and pacifiers, rain coats,
elastic on underwear, sports equipment, diapers,
sanitary napkins and other pads and some dental
devices such as dental dams.
Also, be aware that latex may be lurking on electronic
devices. For example, buttons and switches on
computers and other electronic devices, remote
controls that have rubber grips or keys, and ATM
machine buttons (which may be made of rubber) may
contain latex.
2. What should be used instead?

Alternative products made of silicone, plastic or vinyl
should be substituted.
3. Does Elmer’s glue contain latex?

Elmer’s Washable School Glue says that it is latex free.
4.What food allergies are related to latex allergy?

People who are allergic to latex often have reactions
to certain foods as well. Bananas, avocadoes, kiwis and
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chestnuts are generally listed as the most common
related food allergies.
Other foods that may cause
a problem include apples,
carrots, celery, melons, papaya,
raw potato and tomato.

5. Are all latex allergic reactions severe?

No, most reactions are mild and include skin
reactions like hives or swelling, but some people
have severe reactions, such as wheezing, coughing
and difficulty breathing, or even life-threatening
anaphylactic reactions.
6. Is it possible to have an allergic reaction just
from breathing in latex particles in the air?

Yes, although it is most common
to have a reaction from touching
a latex product, it is definitely
possible to have a reaction from
latex proteins in the air, for example,
given off from latex gloves.

LATEX FREE

7. Does an allergic reaction start immediately?

Symptoms usually start within 5-15 minutes after
contact with the latex; however, it can be delayed for
several hours. Symptoms may continue for hours or
even days even if you are no longer in contact.
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Latex Allergy (continued from page 2)

8. Can a latex allergy go away?

Although other types of allergies do sometimes
gradually go away, not much is known about whether
a latex allergy can go away. Unfortunately, your latex
allergy may become worse over time.
9. Is there a test for latex allergy?

Your doctor can perform a skin test to see whether
your skin reacts to the latex protein. A small amount of
latex is put under your skin with a tiny needle. If you
are allergic, you will see a raised bump. Blood tests are
also sometimes performed to see if you are allergic.
10. What should I do to prepare for a doctor’s
appointment?

Many things in doctors’ offices may contain latex – not
just the gloves! Stethoscopes, blood pressure cuffs and
other equipment may contain latex.

Call ahead to let them know of your allergy or risk.
Make an appointment for first thing in the morning
when it’s less likely that latex
particles will be in the air.
Tell all personnel (doctors,
nurses, schedulers) about the
allergy at each step of the
appointment or procedure.

11. What are some other tips?

Be aware that when you take antihistamines, it may
mask an allergic reaction to latex.
If you know that you have a severe allergy, carry
something for an epinephrine injection (an EpiPen). A
medical ID bracelet or card may be helpful for notifying
medical personnel or others if something happens.

References: Information from the following links was used for this article.
https://medlineplus.gov/ency/patientinstructions/000500.htm
https://acaai.org/allergies/types/latex-allergy
https://www.dermnetnz.org/topics/latex-allergy/
https://www.mayoclinic.org/diseases-conditions/latex-allergy/diagnosis-treatment/drc-20374291
https://www.webmd.com/allergies/latex-allergy-checklist

This information is presented for the purpose of education and is not meant as a substitute for medical advice or care from a
physician or other healthcare providers. Contact your healthcare provider with questions about care.

CHECK OUT OUR NEWLY UPDATED WEBSITE at
www.theSBRN.org!
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Let’s Get Moving!
Mary S. talks about the benefits of group exercise classes
Have you ever thought about taking a group fitness class but wondered if it would be right for you and if it would
help? We recently learned that our friend Mary Sullivan has been taking Fun Fitness classes for over a year now and
has seen good results. We asked Mary some questions to learn about the benefits and what advice she has to give.

1. What made you decide to take an exercise
class?
I felt like I needed to lose a few pounds and I needed
to do some moving. I thought it might also help me
with some pain I was having in my shoulder. I had been
told that I needed an operation, but the exercise
helped and now I have no pain!
2. What kind of exercises do you do?
All of my exercises are in the chair because I have
no hips. We use bands and weights and follow the
instructor. This is not a special class for people with
disabilities. Others are able to get up and move
around so when they get up, I do something else
with my arms. This way I’m part of the class, and
still participating in the activities.
3. How often do you go?

5.

How do you motivate yourself to keep going?
I think about my independence! If I don’t keep
moving, I might wind up in a nursing home and I
want to stay independent as long as I can!

6.

How do you budget for fitness classes?
Shop around for low cost options. There are a lot
of places out there that don’t charge much per class
and some even offer classes for free. Hospitals
often offer classes like Chair Yoga.

7. What advice do you have for people with
spina bifida and other disabilities?
I recommend trying a group class. As my instructor
Ivy says, “Exercise is more fun when we do it
together!” We all help each other and support one
another.

I go 4 times a week to classes and now I’m thinking
of going to a Chair Yoga class. I used to go to yoga a
couple of years ago and found it to be beneficial. I
started over a year ago with a couple of group
classes and then added two more.
4. How have these classes helped you physically
or emotionally?
Physically, I’ve noticed more flexibility and less pain.
When I drop something, I used to have to use a picker
to get it, but now I can just bend and get it.
Emotionally, I enjoy the socializing and meeting other
people. Being part of a class really helps with that.
Moving helps with depression too.
Mary uses weights to get a good
workout with her arms.
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Notes from Mary’s fitness instructor…
Fitness instructors don’t always know how to teach
people in wheelchairs but Mary’s teacher Ivy was
happy to learn along with her. “I knew that exercise
was beneficial, but could it be for everyone? I admit
even I was skeptical when Mary first rolled into my
class. If she couldn’t move the lower part of her body,
was my exercise class the place for her? Over the past
year, Mary has lovingly provided the answer for me.”
Mary attends classes regularly and moves her upper
body. She told Ivy that she is now more flexible and
less stiff, and she is able to maintain her independence.
It also helped her when she was grieving for a loved
one because she had something to focus on and look
forward to.

So what advice does
Ivy give? “My classes
cannot help those who
are not willing and
disciplined enough to
help themselves. That is
where the self-work and
self-care come in. You
need to care enough
about yourself to do the
work! Participation in a regular exercise class is doable
for anyone. You CAN attend and do what you can
comfortably do. You WILL benefit by participation.” Ivy
says that Mary has proven that to her!
(excerpted from an article that Ivy wrote entitled
“Someone I Admire”)

Reflections on Life from our Friend Carolynne B.
Some tips and thoughts based on what she has learned over the years from our wise friend Carolynne Bethka who
is experienced at navigating the world:
•

Always remember to have an extra change of ALL clothing with you at all times.

•

If you are a driver, always keep an extra warm sweater or blanket with you. My car battery died on a very cold
winter day and I was freezing as it took a while for help to come. It’s also a good idea to have unperishable
food, like peanut butter crackers and water.

•

Sometimes you have to go with your gut. A long time ago, a friend and I were approached by a man in a police
uniform insisting there was an emergency and insisting we bring him there. After hesitating, we took him.
LUCKY/ANGEL

•

People still haven’t learned to ask if you need help before doing it. It totally drives me crazy when this happens.
One needs to be very careful as to how you react to this. They can easily get offended. When I was younger,
I really didn’t care about this. Somewhere along the way, I realized this might put them off so much they
wouldn’t offer to help a disabled person again.

•

When educating the public, it has been my experience that the world in general still has a hard time realizing a
disabled person can be by themselves and independent. For example, twice at Citi Field the parking attendants
instructed other drivers with parking permits to block me in, thus preventing access to my car. The first time I
went ballistic and was very nasty when the owner showed up. I’m not proud of that reaction. The next time it
occurred, I got a supervisor and he moved my car.

•

Another similar situation is when I’m out shopping with a friend. Salespersons will generally talk to the other
person.You have to speak up for yourself!

Spina Bifida Resource Network, EZ Newsletter March 2019 - www.theSBRN.org

5

NEW! Travel Scholarships are now available!
“Empowered Traveler” Scholarships
Interested in attending a conference or workshop but need
a little financial assistance?
We are excited to announce that SBRN has funding for a limited number of “Empowered Traveler” Scholarships
to assist individuals attending conferences or other educational events.The scholarships can partially cover meeting and
travel expenses for individuals attending educational events related to their disability, who due to financial need, would
not otherwise be able to attend the conference.
For more information or to request an application,contact
SBRN at (908) 782-7475 or info@thesbrn.org.
Applications can also be printed from our website:
www.theSBRN.org/programs-services/financial-assistance.
Completed applications should be mailed to:
Spina Bifida Resource Network
84 Park Avenue, Suite G-106
Flemington, NJ 08822

Calling all Volunteers!
We are seeking enthusiastic volunteers to join the SBRN’s Board of Directors
to provide guidance, support and inspiration.
Do you:
• Have a desire to assist and transform your community?
• Enjoy working with others towards a common goal?
• Like organizing and planning events (or want to learn)?
• Want to gain new professional skills such as financial and
strategic planning and communications?
• Enjoy planning and participating in fundraising activities?
• Have a little bit of time for 4-6 meetings per year (many are conference calls)?
If you or anyone you know might be interested in learning more about this volunteer opportunity, please
contact Roberta Kestenbaum at (908) 782-7475 or rkestenbaum@theSBRN.org.
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REGISTRATION IS OPEN!

Join us for our 11th Annual Spring
Walk for Empowerment

Come join us for refreshments, activities, a Tricky Tray and a lovely Stroll & Roll around the beautiful lake!

SUNDAY - JUNE 2ND
		

ROOSEVELT PARK - 151 Parsonage Rd., Edison
Check in begins at 10:00 am
Walk begins at approximately 11:15 am

		

Go to www.theSBRN.org for registration information
HOW CAN YOU HELP? . . . Please consider FUNDRAISING for SBRN!
Our annual Walk is a major fundraiser to support the nursing and family support services that we provide to
children, adults and families.

Create your own Team! You can create a Pledge Page online at www.thesbrn.org and ask friends and family
to donate.You may add a picture or image if you want, and change the content of the letter.There will be prizes
for the top fundraisers and incentives along the way! Or you can collect cash and checks and bring them with
you to the walk. Any amount is appreciated!
Become a Sponsor - Sponsorship information is on our website at www.theSBRN.org
Participate in our Tricky Tray Raffle . . . YOU COULD BE A WINNER!!
We have lots of great items, such as tickets for the Adventure Aquarium,Wine Tasting, Comedy
Club tickets, Museums, Hotel Stays, Restaurant Gift Cards, Gift Baskets and more!
Proceeds BENEFIT the CHILDREN and FAMILIES we serve at Spina Bifida Resource Network.
www.theSBRN.org • 908-782-7475 • info@thesbrn.org

Spina Bifida is the most common permanently disabling birth defect, which occurs when the spinal cord does not close

completely, often resulting in a variety of physical, cognitive and developmental challenges.
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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.
We welcome the opportunity to hear from you.

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.

