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From The Desk Of

Roberta Kestenbaum

Thank you to everyone who participated and who raised funds for
SBRN at our annual Walk for Empowerment to raise awareness of
Spina Bifida. We strolled and rolled around the pond in Roosevelt Park
with our umbrellas and our signs! See inside the EZ for pictures from
the event.
We are excited to let you know that we have scheduled our annual
Adult Empowerment Retreat for the weekend of September 1416 at the Crowne Plaza Hotel in Edison, NJ. The theme for this year is:
Life, Amplified. This is an interactive conference exclusively for adults
21 and over with disabilities. The event begins Friday evening with a
casual Meet & Greet. On Saturday and Sunday, there will be workshops
on a variety of topics throughout the day. SBRN will host a luncheon
on Saturday for all participants. You can book a room and stay one or
two nights or you can just come for the day. Join the fun and experience
the empowerment while you engage in thought-provoking workshops.
There’s plenty of time for recreation and socializing as well!
Go to www.theSBRN.org for more information.
This summer, I also had the pleasure of watching
our friend Christina achieve one of her bucket
list items by jumping out of a plane! I was so
impressed by her courage and fortitude. See
inside the EZ for pictures and a description of
the experience in Christina’s own words. Thank
you Christina for sharing this story! If anyone else
would like to share a bucket list moment or any
other achievement, please let us know!
Also in this edition, our friend Tracy has shared with us some thoughts
about empowerment, and we have provided some helpful resources for
job hunting and career building.
Enjoy the rest of your summer!
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Job Hunting? Here are some Helpful Resources
Are you interested in looking for a job or switching careers?
There are a number of steps you can take to make the process smoother and increase your chances for finding a job
that is right for you. Don’t go it alone – there are a lot of resources out there that can help make the process easier
and more effective.
Preparing to seek employment: Before you start the actual job
search, it may be helpful to do a self-evaluation, which you can do on
your own or with the help of others. Consider what types of jobs you
would enjoy, what your skills are and what your needs are.
The Department/Division of Vocational Rehabilitation in your area can
help you with Career Counseling and other aspects of preparing for
employment. This is a federal-state program available to people with
disabilities. Each state has a central office and many have local or regional
offices as well. In New Jersey, the Division of Vocational Rehabilitation
Services (DVRS) offers Career Counseling, Evaluations and Restorations,
Job Accommodations, Training Opportunities and more. (New Jersey:
http://careerconnections.nj.gov/careerconnections/plan/foryou/disable/
vocational_rehabilitation_services.shtml)

Is a Temp Agency Right for You?
You may want to consider a Temporary Staffing
Agency as another way to find a job. Temp
agencies will help you assess your skills, abilities
and interests. They can help with job placement
in appropriate positions and may help with
ensuring that suitable accommodations are in
place. These jobs, although temporary, can help
you develop skills and gain valuable experience to
include on your resume, which will increase your
marketability. Working several different shortterm jobs can also help you to determine what
you really are interested in doing in the long run.

First Steps: Evaluating Job Skills and Career Goals: A good way to get started may be to work with a
Career Counselor to evaluate your skills and aspirations, and determine what types of jobs and careers you may be
interested in. Career counselors can also help you evaluate whether you need or would like more training to help you
reach your career goals.
It is also helpful to assess your disability/mobility needs to know what types of accommodations or assistive devices you
might need for different types of jobs. This will help guide you in your job search and later on, in interviews.
If you aren’t able to work with a counselor, there are useful resources online that can guide you through this evaluation
process. The Job Accommodation Network (JAN) offers a helpful step-by-step process to assist you: https://askjan.org/
job/Step1.htm.

Resumes and Interview Preparation: Vocational Rehabilitation departments, as well as other agencies, usually offer

assistance with resume and cover letter writing. Even if you have a resume already, it is always a good idea to have
others look it over and give you feedback. Working with a counselor or other experienced worker on practicing for
interviews can be very valuable as well. Although you can never anticipate every question that might be asked, an
experienced professional can help guide you through different types of questions and give you pointers on how you can
answer. It can be helpful to work through in advance how you may want to address any questions about mobility needs
or accommodations.
If you want to look online, the Job Accommodation Network (JAN) offers some excellent
tips on resume building and preparing for interviews: https://askjan.org/job/Step3.htm. If you
have questions about your rights, the JAN also offers resources: https://askjan.org/indiv/index.
htm#job. Career One Stop also gives information on disclosing your disability and your
rights: https://www.careeronestop.org/ResourcesFor/WorkersWithDisabilities/disclosing-adisability.aspx.
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Job Hunting? Here are some Helpful Resources (continued)

Job Searches: If you have the opportunity to work with a career counselor to assist you in your job search, take it!

They may know about job opportunities or good places to search that you might not find on your own.Your Vocational
Rehabilitation office may offer services and you can contact your local One-Stop Career Center. (Go to https://www.
careeronestop.org/LocalHelp/service-locator.aspx to find your local office.) Other local agencies may also provide
assistance.
If looking on your own, there are many online job sites, including those that are geared towards people with disabilities.
These can be helpful, but don’t limit yourself to only disability-related sites. Once you know what your needs and skills
are, you can search anywhere to find the job that suits you best.
The Job Accommodation Network (JAN) provides an extensive list of job banks and disability-related job banks:
https://askjan.org/job/Step2.htm. AbilityJOBS (https://abilityjobs.com/) is the largest job site for people with disabilities.
RespectAbility also provides lists of job search websites and job training resources: https://www.respectability.org/
resources/job-seekers-disabilities/.
With some effort, some introspection and some resources to guide you and inform you, your job search should be more
effective. Though it may take a little time, we wish you the best in your pursuit!

Through My Eyes . . . . by Tracy
When I think of the word empowerment, I meditate
on the movie: The Lion King. This movie encompasses
the word in its simplicity. Simba (the small cub) learns
the strength, wisdom and courage it will take that he
needs to be king. Talk about taking young adults back to
childhood! This will be a future topic that I
will be writing about.
Not so fast! I know you are curious to know
what about taking you back to childhood
you’ll be reading. You’ll have to wait and
read this first! Otherwise, you will be
missing out. So, who gives you encouragement to have
empowerment? What do those people do or say to make
you feel that? In what situations do you feel you have the
least empowerment?

In which do you feel you have the most? I have written
these questions along with their answers in a journal
so I can look back on it daily. I do this so it becomes a
routine and I’m constantly reminded of: How I began
this journey through life.Who/what has been a vital part
of me becoming the woman I am today.
Finally, what else do I need and in what
areas of wisdom, strength and courage
do I need to strengthen to keep myself
going. This has definitely been a key to my
sustained empowerment.
Please feel free to write me at: angelbirh1@hotmail.com
Questions, comments, your stories are all welcomed.
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RAIN or SHINE . . . the “WALK FOR EMPOWERMENT” goes on
SBRN’s 10th Annual Spring “Walk for Empowerment” was held on June 10th at Roosevelt Park
in Edison, NJ. The forecast was for rain but that did not stop attendees from strolling and rolling
along the pond at Roosevelt Park, holding their umbrellas and signs to promote Raising Awareness
of Spina Bifida.
The canopied area was perfect for this rainy day for attendees to comfortably enjoy a light breakfast and lunch afterwards.
THANK YOU to Wegman’s of Bridgewater, Costco, ShopRite and Stop&Shop of Flemington for their generous donations.
Activities included a craft table for children and adults to color/draw on signs to display during the walk; Canine
Partners for Life came with their companion black lab “Zelda”; Amanda Trott demonstrated and lead us in some
wheelchair dance routines. The event concluded with a Tricky Tray Auction with a wide variety of baskets and gift
certificates generously donated by many businesses.
A special thank you to our sponsors, businesses, participants and individuals for their contributions to support
our services for children, adults and families living with spina bifida and other disabilities. We extend our gratitude to
our Walk’s biggest fundraisers: TEAM Millie, TEAM Morganoff and TEAM Ossi. The event raised approximately $5,000.
The turnout was great and everyone had a fantastic time. What a wonderful way to spend a rainy day!
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Walk for Empowerment (continued)

We look forward to seeing everyone next year!
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Would You Jump Out of a Plane?
Our friend Christina decided to tackle an item on her bucket list and go skydiving! She worked with the wonderful staff
at SkyDive Sussex and jumped out of a plane! We asked her about her experience and how she overcame her fears.
What made you decide to do it?
I thought about skydiving for a good while before actually
going. It definitely wasn’t something that I just randomly
decided to do, and even after I booked it, I wasn’t sure
myself whether or not I would actually go through with it.
When you’re in the air you have a split second where you
can change your mind and land and get your money back,
and I almost took it! Something inside of me though told
me not to back out, and I knew that I would regret it and
still want to jump if I had chosen
to land and get my refund. So I
jumped. And holy cow! What an
experience! One thing that I would
like people to know is that for me,
the activity didn’t necessarily have
to be skydiving. It could have been
anything that would be unexpected
for me to do, it’s just that skydiving
was something I had thought of
before. I want to try adaptive surfing next. But it wasn’t
all about skydiving. It was more than that. It was about
proving to myself that I could do something crazy and
out of the box. It was about showing that I was capable.
After I moved, I really felt my adventurous spirit come
out, and, not only that, I was finally able to do something
about it! So... I went skydiving! Why not? :) For me, what
also helped me do it was that I had friends come and
watch. If I had been completely by myself, I don’t know if
I would have followed through with jumping or if I would
have taken that split second to change my mind. So thank
you to everyone for coming! Knowing that I had friends
behind me (or in my case, below me actually :) and excited
for me and that they were there to see me do this crazy
thing definitely helped.
How did you overcome your fears?
As I said, I did not go into skydiving lightly, and I was scared
and anxious the whole time, knowing that it was actually
happening. When we first got there, I had paperwork to
fill out, and I had to watch a safety video. The paperwork
even scared me! You have to sign a release saying that you
won’t sue the place if you get hurt, or worse, if you die.
Die? What? Who wants to go skydiving and die? Oh, my
gosh.Then, one of the instructors came out and asked me
some questions, one of them being do my parents know
that I’m doing this. Nope, no they did not. Why? Because
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it’s skydiving! I didn’t think he was going to let me do it
when I said no, but I did assure him that I did have people
that knew, and that two of them were coming to watch.
So, I got over that hurdle. The next hurdle was how was
I actually going to physically and logistically do this? And
could I even? The instructor I worked with was amazing.
The whole staff was actually, and the whole time made
sure that I was safe and secure, and never once put me
in a situation that they deemed unsafe. I knew I wouldn’t
be going if they thought it wasn’t completely safe, so that
also helped me overcome my fear. A few times along the
way what helped me overcome my fear actually was that
I thought that I wouldn’t be able to go because of one
thing or another, so I figured that would be my out, and
not that I actually backed out myself. That didn’t happen.
They figured it out lol. When I was actually in the plane
and in the air, nothing really helped me overcome my fear
of what was going to happen, and I was full of fear and
anxiety at this point, but once you commit to doing it,
that’s pretty much it. I was scared until freefall.
Best part? Worst part?
Freefall was amazing! At one point I remember trying to
grasp for something to stop myself from falling, knowing
that wasn’t possible, but still in my mind, thinking, “woah,
wait a minute here. Time out. Can we just wait a second
until I get my bearings and
then we’ll continue?” It’s
freefall.You can’t lol So I went
with it, and it was absolutely
beautiful to see the earth and
the trees from that view, and I
really did release my fear and
take everything in. I am so
happy I didn’t miss it. Freefall
was the best and worst part.
It was the best part because you just feel like you’re
floating. There’s nothing like it. Nothing I can compare
it to or put into words exactly what it felt like, except
floating and flying. It was incredible. It was also the worst
part, but only because my ears hurt so bad because of the
pressure. It felt so much more horrible and painful than
when your ears pop when you’re flying on an airplane, and
the only thing that sort of helped was covering my ears,
which I did.
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Would You Jump Out of a Plane? (continued)
What did it feel like coming down?
I went freefalling with my instructor for about a minute
I think before he pulled the parachute, and when he did,
we jerked upwards a
little bit, and our gear
got tighter. That part
didn’t feel too good. But
the landing was actually
smoother than I thought
it would be. I think my
poor instructor took
the brunt of it! He was
such a good guy though.
Right before we jumped
out of the plane, he joked with me that I was his first dive!
Thanks for that and here we go! lol I remember looking
up at the sky after we landed, and feeling very confused.
I remember as I looked up, that I couldn’t believe that I
actually came down from that sky, and it kind of felt like
it didn’t really happen, or like it happened to someone
else. I just know that I felt a great sense of confusion
about the whole thing, and had to sit for a minute and
take it all in. But so cool! And so fun to see that everyone
was excited for me, from my friends that came, to my
instructor, my videographer, the lady who runs the facility,
everyone was there to cheer me on as I landed and told
me how great I did! Oh! Did I mention I lost a shoe while
I was freefalling!? I had no idea until we landed! That was
fun to learn!
How did the SkyDive Sussex people assist you?
Skydive Sussex was incredible! Before I went, I had heard
about them a long time ago because of a friend I had that
went skydiving, and I remembered their name because
that’s who she used. When I called, Lauren, the lady who
runs the facility, was incredible right from the beginning.
We had to keep rescheduling because of the weather, and
Lauren was so nice and so accommodating from start to
finish. I wanted to make sure that they knew how to work
with people with disabilities, and she told me that they
worked with paraplegics, quadriplegics, and people with
all sorts of disabilities, so that immediately helped to put
my mind at ease. I wasn’t going to go to a place that didn’t
know or was unsure of how to work with someone with
a disability.
While I was filling out my paperwork, Rich, one of the
instructors, came over to me and asked me about my
disability, what my level of functioning was, what was I
able to do and not able to do, and he I could see on his
face that he was really thinking about how to make this

work for me.When he left though, I thought he was going
to come back and apologize and tell me that it wasn’t
possible. And that is not at all what happened! lol The
next phase was getting my gear on. I had to walk over to
a tented area, and got all suited up. There were so many
thoughts going through my head at this point, most of all,
holy cow this is actually going to happen.To my surprise, I
told Rich that I was not able to put my legs out like you’re
supposed to for landing, without using my hands, which
isn’t possible when you’re in the air, but Rich came up
with a pretty simple solution. He just duct taped my legs
together. That’s one way to ensure that they stay straight
and don’t move lol I figured at this point that there was
really no getting out of it now. They were really going to
make sure that happened. Holy cow. But how will I get
into the plane? Having my legs duct taped together will
make that more difficult, so maybe I won’t be able to go
after all. Nope. Three guys hoisted me in to the plane
after we got over there. So I guess I was going skydiving
now! lol While I was in the air, my videographer, Shauna,
was so nice, she was trying to get me to wave and act silly
and I felt bad because I was afraid that my video came out
miserably because I was in so much pain because of my
ears, but it didn’t, and she told me that I was fun. I was so
happy to hear that because I didn’t think I was! lol
I really thought that after I went, and I even said that I just
wanted to do this once and see what it’s like and get it
out of my system, and then I would be good lol But now
my thought is...who wants to come with me because I
want to do it again! :)
After going skydiving, I would definitely recommend it
to anyone who is
thinking about it,
and particularly if
you have a disability,
Skydive Sussex is
the place to go, but
more than that, I
would encourage
everyone, and again,
particularly if you
have a disability, to do what scares you.You have to
do your research and do the activity safely, but do the
thing that you’ve been thinking about doing that makes
you nervous and uncomfortable, because the results
are incredible, and something that you will remember
forever.

Congratulations Christina!
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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.

