SPINAL CONNECTION

No Excuses This Time
By Stephan Kang

I had been living in the Albany, NY region for three years before moving to

Philadelphia and subsequently having the accident that caused my SCI, in Mexico. My
coworkers had constantly urged me to go visit Lake George, as it was the place to be in
the summertime in the Capitol Region. | had always found reasons not to go, and let the
opportunity pass while | was able-bodied. However, this time, there would be no excuse.

Life could not have been more idyl-
lic last July. | was on vacation and
enjoying the beaches and blue
skies of Cancun, Mexico. As | lay
on the backseat of a minivan and
began to awaken from a nap, | felt
the wheels on the right side of the
vehicle tip over and my dreams sud-
denly turn into a nightmare. As |
was being pulled out onto a
stretcher, | couldn't help but notice
my mind processing both the beauty
of the sun shining through the crys-
tal clear blue skies in stark contrast
with the horrific pain emanating

from my body. | wondered if this
was going to be my last time ever in

Marcelo Garcia enjoying the waters of Lake George

a paradise like this, nor could |
imagine how life would ever become 'normal’ for me again.

Five months after the accident, | was finally discharged from Mount Sinai Rehab
Center. Although it was great being outside the hospital, the two poles of fear and bore-
dom dictated my daily routine. Life had become a sequence of UTI's, cathing, pressure
sores, bowel accidents, graceful falls from my wheelchair, and the fear of all of the
above. Days would be spent staring at the TV watching the Travel Channel, envious of all
the adventures had by the show hosts. My limitations were beginning to define me and |
realized that | needed to get back out in the world.

When Jim C. told me about the Mount Sinai Life Challenge trip to Lake George, |
wasn't sure initially if | wanted to go, but | eventually capitulated to his persuasive
ways. Come Saturday morning, my alarm clock ringing at 5:30am almost convinced me
to stay in. | gave myself 10 good reasons not to make the trek to the Port Authority, but
eventually got myself up; | needed to cath anyway.

When | got to the Port Authority, | was happy to meet my old roommate at KCC2
and ten year SCI ‘veteran,” Kam, in addition to another 'veteran," Maya. We'd make it up
to Lake George six hours later and meet up with the rest of the crew, which included four
recent 'newbies' (Damion, John Marciel and myself), eight 'veterans' (Kam, Maya, Jim C.,
George, Declan, Christella, Timmy Tim, and April) An early dinner, followed by a nice two-
hour fireworks cruise on a moonlit night over Lake George, capped off the night.
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Spotlight on Transitions
By Angela Riccobono, Ph.D.

The Transitions Group had its roots in my clinical work

with patients with spinal cord injury. | noticed that acutely
injured inpatients would frequently comment, “my life is
over” and were unable to envision a life after spinal cord
injury. On the other hand, once home, many outpatients
often lost sight of their own progress, commenting that

they “felt like a burden” without anything of value to con-
tribute. My hope was that by bringing both inpatients and
outpatients together in one group, they would be able to
help each other, thereby helping themselves. Thus, in
June of 1999, Transitions Group was born.

The focus of the group is to provide counseling, support,
and education to all members, with an emphasis on facili-
tating adjustment to those who have more recently ac-
quired their spinal cord injury. The group meets once a
week and is co-lead by myself and Jim Cesario, a mentor
and powerful role model to both inpatients and outpa-
tients.

Typically, Transitions is a topic-based group with discus-
sions covering a wide range of issues such as: loss and
grief, anger, overcoming fear, pitfalls of isolation, self-
image, guilt, asking for help, dealing with the able-bodied
world, dating, redefining your independence, family, and
parenting. Attimes, more intense topics are raised, such
as: self-blame, drug and alcohol dependence, depres-
sion, and “is life worth living after a spinal cord injury?”
These “heavy” topics are often softened by humor

(frequently generated by the group members them

selves), making discussions less intimidating and easier
to broach. For example, when introducing the potentially
uncomfortable topic of sexuality, the question posed to
the group was, “can you be sexy in a wheelchair?”. This
made for a very lively discussion.

In an effort to keep the group fresh and meet the ex-
pressed needs of its members, Transitions also occa-
sionally utilizes guest speakers, movies such as
“MurderBall”, and inspirational videos.

| believe the success of Transitions hinges in part upon
being able to “break-out” into a Lunch Group (generously
funded by the “Do-It Program” and supported by Thera-
peutic Recreation) which immediately follows Transitions
and allows for a more casual “debriefing” of the intense
emotions that were just experienced. Individuals who are
more shy and reticent in the Transitions Group, tend to
pair off with a self-identified “mentor” or small group dur-
ing lunch to discuss issues they may have been too un-
comfortable to address in the larger group setting.

The Lunch Group also provides a wonderful opportunity
for additional social support, information sharing, and
laughter — not to mention the opportunity to try out eating
with adaptive equipment or being fed in a public setting.
These are important hurdles to overcome to ensure that
people will go out into the community and get back to life.

Personally, | have taken great pride in both of these
groups because | continue to witness the beauty of one
patient helping another week after week. There is noth-
ing more powerful than watching that glazed-over, hope-
less expression of a patient with a new SCI disappear
when a vibrant, sharply dressed, smiling outpatient
comes rolling in! No well-intentioned words can convey
better than that the message that “life does indeed go
on”. Our outpatients are “living proof” that you can lead a
meaningful life after spinal cord injury. However, inpa-
tients are not the only ones who have something to gain.
Outpatients have commented that by providing support to
inpatients, they are able to see concretely how far they
have actually come. By offering their experience to oth-
ers, they are able to prove that they do indeed have
plenty to contribute.
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Rolling Wheels on Vacation

Summer is the time to travel. Using a wheelchair to

get around does not mean that you cannot enjoy travel,
including using public transportation and public accom-
modations. However, you need to plan ahead, think
through your needs, and double check (at least!!) all res-
ervations. Here are some tips from an expert.

GENERAL TIPS

(1) Plan ahead.
Make reserva-
tions early, and
find out about the
accessibility of
the places you
want to go to be-
fore you go on
your trip. This will
save you a huge
headache when
you arrive at a
destination be-
cause you won't
need to waste
time calling
places searching
for information on
accessibility, or
worse yet show
up somewhere
that is not acces-
sible.

(2) When making any type of reservation, whether it be
for a hotel, medical equipment, a van, or an attraction,
ask VERY SPECIFIC questions. Don't let someone get
away with answering you with a quick "yes, we are
wheelchair accessible," because a lot of times they really
aren't. Let them know exactly what requirements you are
looking for and make sure that the reservationist under-
stands what you mean, because a lot of times they will
just continue to say "yes, yes, yes," even though they
really aren't sure what you are talking about.

(3) Always check and double check reservations.

(4) If you prefer, contact a travel agency that specializes
in accessible travel like World On Wheelz
(www.worldonwheelz.com, 800-578-8958) and let them
arrange your trip for you. These companies specialize in
accessible travel arrangements and will save you hours
of research and possible headaches on your trip. It's
worth the few extra bucks that you may have to spend.

MAKING A HOTEL RESERVATION

(1) Do your research and get confirmation in writing if
possible. Try making a list of all the hotels that you would
be interested in staying at in a certain area. Then e-mail
each hotel asking about their wheelchair accessible
rooms and telling them specifically which requirements
you are looking for (ie. roll-in shower, etc.). E-mailing the
hotels is often better than calling them because then you
get a written confirmation of the exact accommodations
that they provide. If, when you arrive, you are given a
room that doesn't have the accessible facilities that they
said they had in the e-mail, then you can quickly pull out
the e-mail message and show them what they had prom-
ised you. The hotel won't be able to dispute it).

(2) If making a reservation over the phone with a hotel
that is part of a chain, call the hotel directly to ask about
their accessible rooms instead of calling the chain’s cen-
tral toll-free number because those reservationists are
not going to have first-hand knowledge of the accessible
rooms at each hotel of that chain.

(3) When making a reservation for an accessible room, it
might be a good idea to ask the reservationist if you are
guaranteed that accessible room or if it is just
"requested" in the reservation. "Requested," means that
if you show up and the hotel is full you could be put in a
normal room, even though you requested an accessible
room when you made the reservation.

(4) Many hotels have a variety of different rooms for peo-
ple with a disability, for instance accessible rooms with
roll-in showers and accessible rooms without roll-in
showers (bathtubs instead). Make sure they note in the
reservation the type of room you want and see if they
can block off a particular room for you.

(Cont. on pg. 17)
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A Vision of Hope

By Susan Howley
Director of Research for the Christopher and Dana Reeve Foundation

Dana Reeve once said, “When Christopher was first

injured it was like we had arrived on a new planet. There
was very little out there that we could turn to in terms of
information.” For years, the Christopher and Dana
Reeve Foundation had received hundreds of calls a
month from individuals living with paralysis who were
looking for information about everything from healthy
living to finding employment and participating in their
communities. There was an obvious need for a national
resource. Christopher and Dana Reeve then formed the
most comprehensive and accessible resource available
to the paralysis community, the Paralysis Resource
Center (PRC), and dedicated it to improving quality of
life. In 2002, Dana Reeve cut the ribbon that signaled a
new chapter in the lives of people living with paralysis
and their families and caregivers. Through a partner-

ship with the Centers for Disease Control and Preven-
tion (CDC), the PRC opened as the first resource facility
of its kind. For the millions of Americans living with pa-
ralysis caused by any disease, injury or birth condition,
the Center became a vision of hope. When someone is
newly paralyzed, they confront a myriad of needs, in-
cluding medical, rehabilitative, economic, mental and
social. At the same time, individuals are confronting the
frightening reality that they may never walk again. Medi-
cal bills are mounting, and there is concern about how to
adapt and afford wheelchair accessible housing, how to
find an attendant, and how and where to find vocational
rehabilitation. Without access to information and re-
sources, an individual cannot adequately reintegrate into
society or learn to live in this new world. The PRC was
created to provide a roadmap to help people navigate
the chaos that often follows paralysis. The PRC head-
quarters is located in Short Hills, New Jersey. Open

Monday through Friday, 9 a.m. to 5 p.m. EST., the Cen-
ter is wheelchair-accessible, and visitors are always wel-
come. A second PRC office is located in Westlake Vil-
lage, California.

Resources

In the fall, 2002, the PRC published the first edition of
The Paralysis Resource Guide. This 336 page one-stop
toolkit is packed with information and resources on eve-
rything from health management, to research, to recrea-
tion to travel. The book aims to help people stay as
healthy, active, and independent as possible. Since the
opening of the Center, the PRC has distributed more
than 50,000 copies in English and approximately 10,000
copies in Spanish, free-of-charge. The PRC has also
assisted over 35,000 people from every continent, over
the phone and through email. Whether someone is
newly injured or has been living with paralysis for 20
years, the PRC is staffed with Information Specialists
who will respond to questions in English and Spanish on
a variety of paralysis-related issues via a toll-free tele-
phone number, email, or in person. These highly trained
specialists research and answer queries ranging from
finding rehabilitation facilities to deciphering insurance
issues to locating a local wheelchair tennis camp or a
caregiver support group, and everything in between.
Using real-time translation services, the PRC has the
capability to respond to inquiries in over 150 languages.

The PRC also created a national clearinghouse of pa-
ralysis-related publications and audio-visual materials.
The library is composed of books, videos (both VHS and
DVD), CD-ROMs, and magazines. The collection has
over 3,600 items, most of which may be checked out.
Topics include any of the various causes of paralysis
like MS, ALS, stroke, spinal cord injury, transverse mye-
litis, etc. There are also materials on secondary condi-
tions like bowel and bladder problems, pain, and spas-
ticity. There is an extensive collection of autobiographies
of people living with these conditions as well as works of
fiction that include characters with paralysis. There are
also books and videos appropriate for children of vari-
ous ages. The library can also be accessed through the
PRC'’s website, www.paralysis.org which is also avail-
able in Spanish, Chinese, Korean, Vietnamese, Japa-
nese, Hindi and Tagalog. (Cont. on next pg.)
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A Vision of Hope continued

The PRC Today

In September 2004, The PRC created the Multicultural Outreach Program to increase awareness of, and access to,
the Paralysis Resource Center and its services among the Hispanic, African-American, Asian-American/Pacific Is-
lander and Native American communities in the United States, and to promote informed health care decisions and
active and independent living among these diverse groups, thus positively impacting their quality of life. In response
to the growing number of seriously wounded soldiers returning from Afghanistan and Iraq, in 2007 the staff of the
PRC produced a Military Paralysis Resource brochure which promotes services unique to returning veterans, includ-
ing a toll-free hotline and a dedicated e-mail address.

The message of the PRC, like that of its namesakes and founders, Christopher and Dana, is full of hope. It is upbeat
and encouraging, credible and realistic. Paralysis can be a devastating occurrence, but now with the PRC, the per-
son is not alone.

To contact the PRC, please call 800-539-7309 or visit our website at www.paralysis.org. Questions can be emailed
from the website to the PRC Information Specialists.

Rehabilitation and Research Training Center Publications

As part of the continued focus on knowledge and prevention of secondary conditions associated
with SCI, the Rehabilitation Research and Training Center on SCI at the National Rehabilitation
Hospital in Washington DC has produced an educational brochure titled:

“You and Your Doctor: A Short Guide to Your Rights and Re-
sponsibilities”

To access this publication on the web please visit:
http://ilru.org/html/publications/SCl/library/You and Your Doctor.pdf

This brochure is intended for people with SCI living in the community to help
increase awareness of their rights and responsibilities when visiting a doctor's
office and/or interacting with their doctor. "You and Your Doctor" is the sec-
ond in a series of educational brochures focused on specific health issues of
long-term SCI survivors. It is for informational and educational purposes only
and should not be used to diagnose or treat any medical condition.

Upcoming publications: Skincare, Pressure Sores, Aching Shoulders

Printed versions of these materials are available. To request a copy please contact Matthew
Kehn (toll-free) at 1-866-380-4344, or via email matthew.e.kehn@medstar.net.
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SCI Rehab Clinical Leadership Team
Receives Team Spotlight Award

Mount Sinai is one of six rehabilitation centers partici-

pating in the SCI Rehab Study (“Improving SCI Rehabili-
tation Outcomes”)—a groundbreaking investigation that
will examine the impact of inpatient rehabilitation treat-
ments on outcomes one year after traumatic SCI.

SCI Rehab Clinical Leadership Team Members

L-R: Thomas Bryce, Rose-Marie Faotto, Angela Riccobono, Aud-
rey Schmerzler, Lynn Kurland, Jason Schwab, Lou-Ann London,
Liron Bensimon, Angel Andujar, Dana Spivack David.

(Not Pictured): Katherine Kellogg, Beth Rosenfeld, Jessica Daigle

The implementation of the study here at Mount Sinai is
assisted by the SCI Rehab Study Clinical Leadership
Team, which includes representatives from nine disci-
plines in the Department of Rehabilitation Medicine that
provide inpatient rehabilitation care to patients with trau-
matic SCI. In April 2008, the SCI Rehab Study Clinical
Leadership Team was presented with a “Team Spotlight
Award” by The Mount Sinai Hospital's Employee Recog-
nition Program to honor “extraordinary contribution[s]...,
to its own department, the medical center or the commu-
nity.” Below are excerpts from the team’s nomination
and letters of support.

“The SCI Rehab Study is the first of its kind in spinal
cord injury, and its results will have a considerable im-
pact on the field of SCI rehabilitation...Mount Sinai's SCI
Rehab Study Clinical Leadership Team has played a
major role in the development of the study’s data collec-

tion tools, working effectively and collaboratively with
colleagues at other participating centers...[The team
has] worked professionally, creatively, and tirelessly on
this project and are most deserving of this recognition.”

Gale Whiteneck, Ph.D. (Director of Research, Craig
Hospital; Principal Investigator for the SCI Rehab Pro-
ject)

“The SCI Rehab Clinical Leadership Team and their col-
leagues at other centers were asked to identify and de-
fine the components of their areas of practice and to
identify methods to quantify “dosage” of treatments—
something much more difficult to describe for rehabilita-
tion than other areas of medicine...They were engaged
during group discussions, raised important points, and
provided useful feedback that was essential to the final
development of the data collection tools and training
materials used in the study.”

Julie Gassaway, RN (Project Director, Institute for Clini-
cal Outcomes Research)

“[Their responsibilities] required team members to be
flexible with their schedules, give up personal time to
travel to Washington DC for planning meetings, and give
up lunch hours and break times to participate in confer-
ence calls or team meetings. None of these sacrifices
were easy to make in an area of practice that is physi-
cally, mentally, and emotionally demanding, and in a
health care system that is increasingly pushed to pro-
vide care as efficiently as possible.”

Kristjan T. Ragnarsson, M.D. (Chairman, Department of
Rehabilitation Medicine)

“There is an increasing push in health care to practice
“evidence-based” medicine. Through their efforts, the
SCI Rehab Study Clinical Leadership Team and their
colleagues will move the field of Rehabilitation Medicine
closer to that ideal by enabling the conduct of research
that will provide answers to questions encountered in
everyday practice, and will be a source of valuable guid-
ance to clinicians as they make treatment decisions with
their patients.”

Marcel Dijkers, Ph.D. (Local Principal Investigator, SCI-

REHAB Study)
(Continued on next pg.)
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SCI Rehab Team Receives Team Spotlight Award cont.

“Nothing | do as a researcher [for the SCI Rehab Study] would be successful without the contributions of the Clini-
cal Leadership Team, and their colleagues on KCC-2. This group of clinicians allowed me to ask more of them
when they already gave 110% of themselves to their work. They have stuck with this effort, even though at times it
has been more challenging than any of us anticipated. They have remained focused on the big picture despite a
myriad of daily challenges... | am proud of what this team has accomplished.”

Jeanne Zanca, Ph.D., M.P.T. (Co-investigator and Project Coordinator, SCIREHAB Study)

Good Luck Adam Stein, M.D.

After seventeen years of service, Dr. Adam Stein left Mount Sinai on June 30, 2008. He has been appointed
Chairman of the Department of Physical Medicine and Rehabilitation of the North Shore-

Long Island Jewish Health System, which encompasses a large number of health care
facilities on Long Island, Queens and Staten Island.

Dr. Stein has been involved with the care of persons with SCI since he arrived at Mount
Sinai in 1991. Over the years, he has provided care to hundreds of persons with traumatic
and non-traumatic SCI. Known for his positive outlook and strong communication skills, he
has enjoyed many long-term relationships with his patients; some as long as twenty years.
He hopes that those patients who live on Long Island or in Queens will continue to receive
their care from him. One of his goals in his new position is to enhance the care of persons
with SCI by bringing his expertise to a different region, one that has typically not been
strongly supportive of spinal injury care.

Dr. Stein hopes that he is remembered as an approachable clinician who always gave his
patients hope for future happiness, an accomplished teacher who taught spinal injury care
to a generation of resident physicians and post-doctoral fellows, and a valued colleague
who made the workplace enjoyable.

Dr. Stein can be reached at:

North Shore-Long Island Jewish Health System
825 Northern Blvd, First Floor

Great Neck, NY 11021

Do You Have a Spinal Cord Injury and are in Pain?

Investigators at the Mount Sinai School of Medicine are conducting a study to evaluate the
effectiveness of a medication to treat spinal cord injury-related pain. Participants must be
7%

ﬂ between the ages 18 — 65 and have spinal cord injury-related pain on a regular basis. All
¥ 7, study-related visits, drugs, and transportation are provided free of charge. In addition, par-
1
< |
w If you would like more information about this clinical trial, please contact Anousheh
\‘ Behnegar, M.D. (Research Project Coordinator) at 212-659-9379.
Q Principal Investigator: Thomas Bryce, MD — Department of Rehabilitation Medicine
GCO # 90-135 Project 3 - Institutional Review Board approved through 9/30/07

ticipants will receive compensation for their time.
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Introducing (Drumbeat!!) 4 Wheel City
The Movement For Improvement

H ello everyone! For those who don’'t know us: we go

by the name 4 Wheel City The Movement For Improve-
ment. We specialize in using hip hop music to inspire
others not to give up on life, and showing the world that
people with disabilities can still achieve their dreams.
My name is Namel “Tapwaterz” Norris I'm the rap artist
and one half of 4 Wheel City. My partner Ricardo
“Rickfire” Velasquez is the other half and produces the
beats.

“Tapwaterz” and “Rickfire” laying down some tracks

HOW WE MET

Rick and | met, after our injuries, in the summer of 1999.
We were both victims of gun violence when we were
teens. Ricks injury happened in 1996 when he was 19,
mine in 1999 when | was 17. Although we lived in
neighboring buildings in the Bronx, we had never met
until my mother approached Rick and asked him to be
my friend because | didn’t know anyone else in a wheel-
chair at the time. We met for the first time a few days
later. Rick quickly became like a mentor to me. He
shared with me his experiences of being in a wheelchair
for two years. He taught me things like tieing my shoe-
laces, getting dressed, and maneuvering my chair.
Then our friendship grew after we discovered we had a
mutual love for hip hop music. | love to rap and Rick
loves to make beats, so we started recording songs in
Rick’s house. The more we recorded, the more serious
the music became to us, and the movement soon fol-
lowed.

THE MOVEMENT
After several years of recording, Rick and | began to

realize the disability community was in need of a voice
to inspire others not to give up, and also speak up
against social injustices like inaccessibility. That's how
the idea of 4 Wheel City was born. We began making
songs that reflected things going on in the disability
community. But it wasn't until we started mentoring and
sharing our music with patients at the Mount Sinai Re-
hab Center that we realized the impact of what we were
doing. The positive reaction we got from other people
in wheelchairs when we performed made us want to
spread our message to others everywhere around the
world, and that's what we have been doing. Now we
perform and do motivational speaking at hospitals, re-
hab facilities, schools, and fundraisers all over.

RECOGNITION

Since the introduction of 4 Wheel City in 2006, we have
inspired thousands of people. For our hard work and
dedication we have been recognized by numerous
mainstream news media outlets including: CNN, BBC
News, Fox News, New York 1, The Daily News, XXL
Magazine, The Source, and many others. We feel hon-
ored to be recognized for our efforts and blessed to
have the opportunity to be the ones putting a positive
image out there of hip hop and of people in wheelchairs.

Rick and Tap doing that bling!

THINGS TO COME

We are very excited to be going on our first tour this
September, the Welcome 2 Reality Tour, Sponsored by
Disaboom.com. We will be taking our movement on the
road to 13 cities on the east coast. We are also going to
be releasing our first video and single, also titled
“Welcome 2 Reality” Two of our main goals are to break
into the music industry and to find a cure for spinal cord
injury.

If you want to learn more about 4 Wheel City check us
out on Myspace: www.myspace.com4wheelcity




Spinal Connection Summer 2008 Page 9 n

Mount Sinai Takes a Trip to the Bronx

By Amanda Powell, Therapeutic Recreation Intern

Anticipation, excitement and awe were some

of the feelings that were mentioned by a few of the inpa-
tients from Mt. Sinai Hospital as they set out to Yankee
Stadium to watch the Yankees play the Texas Rangers
on Monday, June 30. The fact that this is the last sea-
son the Yankees will play at the original “house that
Ruth built” added to an already amazing experience.
The Yankees were nice enough to donate tickets to Mt.
Sinai for the third year in a row. So we loaded up the
bus with patients, therapists and family members and
headed to the Bronx.

The anticipation was apparent in the eyes of the
participating patients before they left. Everyone was
watching the clock: waiting for the time to leave. When

The Gang'’s all here

of the members of the Texas Rangers bullpen were nice
enough to sign baseballs for some of our patients. It was
great to see how nice some of these players really are.

This was absolutely a memorable night for eve-
ryone who attended. For some patients, this was their
first experience outside of a hospital in a long time; for
many, the outing was the first time since their injury.
This was definitely a wonderful way to take your mind off
everything that may be going on and just have a good
time. This year will go down in baseball history as the

last season the Yankees play in their original stadium,
Great Seats! and the patients that attended our Yankees outing will

have memories to last a lifetime.
we arrived at the stadium we were escorted to our
seats. Little did we know that we would be sitting right in
front of Monument Park, next to some of the statutes of
past Yankees legends.

The patients were excited to see we were right
on the field level and literally feet away from the outfield.
It was truly an amazing experience. On top of that, we
were able to watch Mike Mussina warm up in the out-
field before the game began, and the entire Yankees
bullpen walked right by us, including one of our all time
favorites, Mariano Rivera. The game went by quickly as
we all tried to take in every second of the action. We
were able to witness Alex Rodriguez’s 534th home run
as it flew right over our heads into the crowd just behind Recreation Staff; Amanda, “Puckawitz”, and
Monument Park. As we were leaving the stadium, some Marissa hard at work
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Mount Sinai Rehab Center

Do-It! Program

A4

10" ANNUAL REHAB FAIR

TENTH ANNUAL MOUNT SINAI REHABILITATION FAIR TO FOCUS
ON DISABILITY AWARENESS, SAFETY AND INJURY PREVENTION

A variety of health and safety information for the Mount Sinai community will be avail-
able at our Tenth Annual Rehabilitation Fair sponsored by The Mount Sinai Rehab
Center. The fair will be held on Wednesday, September 10", 2008 from 11:00AM —
3:00PM in the Guggenheim Pavilion Atrium, at The Mount Sinai Hospital, 1468 Madison

Avenue, New York, NY.

Local vendors, health care providers and community agency personnel will be available
to answer questions and distribute information about disability awareness, injury pre-
vention and safety topics. Exhibitors will focus on areas such as healthy eating, blood
glucose screenings, the latest equipment and technology for people with disabilities,

brain and spinal cord injury prevention, home safety, and fitness.

The Rehab Fair is open to the Mount Sinai community, staff, patients, family members
and caregivers. For more information about the Rehab Fair, contact: Laurie Allen-

Schneider, PT, at (212) 241-8050 or Rose-Marie Faotto, PT at (212) 241-9186.

The Annual Mount Sinai Rehabilitation Center Fun Run and Roll this year
will be held on Wednesday, September 17th, 2008 beginning at 4:00 pm in

Central Park at 100th Street and 5th Avenue.
For further information, please call
Laurie Allen-Schneider at (212) 241-8050
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WE'VE MOVED!

In early May the Mount Sinai Outpatient Rehabilita-
tion Services moved to the CAM Building located
on 102" Street. Physical therapy including the
spinal cord FES program, occupational therapy and
Do-It! Program room is located on 5 East 102
street, 1st floor. The psychology services, speech
therapy and vocational therapy are located at 17

East 102" Street 2" floor.

The outpatient gym has new state-of-the-art equip-
ment for individual therapy and the Do-It! weight
training program. The computer lab has all new
computers and cutting edge assistive computer

technology.

NEW OUTPATIENT PEAK
PERFORMANCE CLASS!

SCI PSYCHOTHERAPY
GROUP

Feeling a bit "wound up™?

Looking for a way to understand the mind-body connec-
tion and use it to your advantage?

Interested in practicing Yoga, Qigong, Meditation for
health and happiness?

Want to Learn to harness the power of the mind like an
elite athlete?

Bill Gallagher, a physical therapist, Yoga teacher and Tai
Chi teacher, has revamped the peak performance class to
bring the benefits of Yoga, Qigong, Meditation, Guided
Imagery, Feldenkrais and Breathwork with people with SCI
and other wheelchair users living in the community.

This new class for Do It! participants meets each Thursday
in the Do-It! room in outpatient rehabilitation at 5 East
102nd St.

Questions? email Bill at

William.Gallagher @MountSinai.org or call (212) 241-8045

Interested in getting together with a small group of
people with spinal cord injuries? Below is what some
of our members have to say about the group:

“l learned a lot about different people's problems and what

everybody else thinks is important in their lives each

| learned how to deal with my own issues”

“l would describe the group as a sharing experience.

place where you can network about resources, com
notes, and websites to look up things.”

“What | get most from group is the way | feel after-
wards....;. | leave feeling better about myself.”

“I really like the camaraderie”

week .

Itis ¢
pare

“| feel more alive in this room, right now, than | have in

weeks”

To join the group you must have a SCI and be at least 8
months from your date of injury. If you are interested,
please ask your Mount Sinai doctor for a refer-

ral. Once we receive the referral, you will have an op-
portunity to meet with Dr. Paula Reid, Senior Clinical
Psychologist in Rehabilitation Medicine and group
leader to make sure this program is for you.

Questions? Call Paula Reid at (212) 824-7632

For more information about the Do-It! Program, please call
Laurie Allen-Schneider at (212) 241-8050
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“A Whale of a Time”

By Jon Zakarin, Mount Sinai Spinal Cord Injury Rehabilitation Inpatient August 2006

Dad, | guarantee you that | will catch more fish than you today, my son, Erik, said with confidence on our drive
out to Captree State Park on Long Island for the Mount Sinai Life Challenge Fishing Trip.

On June 27th, aboard the "wheelchair friendly" Captain Whitaker fishing
boat, Tim Arnold, Serge Acevedo, Rob Brown, Alex Elegunden, Declan Jor-
dan, Eileen Mancini, Linda Spiciarich, Jason Schwab, Jim Cesario, Erik Za-
karin, Emily Appenzeller, Neal Rosenberg and yours truly, embarked on a 3
hour fishing expedition filled with fun, thrills, laughs and bonding.

To add to the excitement, there were two fishing contests for the day.
One was for the most fish caught and the other was for the largest "keeper".
Timmy Tim (who brought his own rod, bait and tackle) and Rob got out of the
gate very quickly, catching three fish each within the initial 15 minutes. How-
ever, they slowed down considerably after their early lead. Declan was having
trouble catching anything more than a cold. Eileen had a slow start but came
on strong towards the end. Linda had a consistent day, catching eight fish,
including a few crabs.
Neal thought he was go-
ing to win the largest
"keeper" contest with the
beautiful 21.5 inch fluke
he reeled. Until 9 year old Emily showed him that girls can
fish too, when she hooked the winning 23.5 inch winning
"keeper". Erik took the most fish caught contest with a total
of 12.

Regardless of who won the contests, everyone in at-
tendance was a winner. It was a great day filled with cama-
raderie and good memories. Special thanks to Jim for orga-
nizing the trip and to Eileen and Linda and for their time vol-
unteering.

Is an Overactive Bladder Causing
You to Live an Overactive Life?

If you have a spinal cord injury or have been diagnosed with multiple
sclerosis, and suffer from incontinence resulting from an overactive
bladder, you may qualify to participate in a new clinical trial called the
Dignity Study. The purpose of this study is to determine the effective-
ness and safety of an investigational medication for controlling
symptoms of overactive bladder in patients with these conditions. Dr. Thomas
Bryce is the principal investigator at Mount Sinai Medical Center. Investigational
study medication, medical exams, and lab tests will be provided to you at no
charge. To learn more please call Anousheh Behnegar, MD at 212-659-9379.

(GCO #07-0890 MSSM IRB approved through 10/8/08)
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Parking Permits for Persons with Disabilities (PPPD)

N ew York City issues two types of permits for citi-
zens with disabilities - a New York State Permit and a
New York City Permit

THE NEW YORK STATE PERMIT

The Parking Permits for People with Disabilities
(PPPD) unit is the issuing agent for NY State permits
for residents of the five boroughs of New York City.

Who is eligi-
ble?

.. You are eligible
/77 to obtain a New

York State per-
@ mit from PPPD

only if you are
‘? certified by your
2/~

physician as
T

having a disabil-
C

©

ity which is per-
manent and
which severely
affects your abil-
[~ ity to walk for
a h long distances.
/ must have:
(according to the

New York Vehicle and Traffic Law Section 404A):

\V/J

Further, you

limited or no use of one or both legs;

neuro-muscular dysfunction which severely limits
mobility

a physical or mental disability which makes the use
of public transportation difficult

legally blind.

Your disability must be diagnosed and described by a
NY State licensed physician (Medical Doctor or Doctor
of Osteopathy). Your physician must state whether the
condition is permanent or temporary in nature and de-
scribe how severely and regularly the condition affects
your ability to walk.

Where can | park with it?

The permit allows the driver to park in spaces marked
by the International Symbol of Access as long as the
permit holder is traveling in the car. In NY City, these
spaces are all off-street such as in parking lots of shop-

ping centers/malls, office/apartment buildings, and col-
lege campuses.

THE NEW YORK CITY PERMIT
Who is eligible?

People who live in New York City or who work or attend
school in New York City are eligible for a New York City
permit if certified by a New York City Health and Hospi-
tals Corporation (HHC) physician or other Department
of Health designated physician as having a disability
which: is permanent; severely affects their ability to
walk; and requires the use of a private automobile for
transportation.

Non-drivers, such as children with qualifying disabili-
ties, are eligible for consideration as long as they re-
quire the use of a private automobile for transportation.

Where can | park?

This permit allows the driver to park at most curbsides
on City streets including:

in all No Parking zones except those marked
as taxi stands;

"No Parking" or "No Standing" spaces author-
ized for doctors, press, diplomats and govern-
ment agencies;

at parking meters without depositing a coin;

in "No Standing, Trucks Loading and Unload-
ing" zones except for specified restricted hours.

HOW TO APPLY

You can obtain applications for either permit on this
website: www.nyc.gov/html/dot/html/permits/
pppdinfo.shtml or call 311 and an application will be
mailed to you, if you have access to a fax machine, you
may obtain fax back copies through this same auto-
mated phone system, or request an application

by writing to:

Parking Permits for People with Disabilities (PPPD)
New York City Department of Transportation

28-11 Queens Plaza North, 8th Floor

Long Island City, NY 11101-4008

Call (718) 433-3100 during business hours, Monday -
Friday or TTY (212) 504-4115 for more information.
The following website has information and a download-
able application: http://www.nyc.gov/html/dot/html/
permits/nyc-pppd.shtml




Page 14

Spinal Connection Summer 2008

Angela Riccobono, Ph.D., Receives Award
By Lynn Kurland

This past April, Angela Ricco-

bono, Ph.D, was awarded the
Mount Sinai Hospital and Medi-
cal Center’s Annual Service
Award for ongoing excellence in
her commitment to people with
SCI. Angela has been here at
Mount Sinai for almost 16
years, the first 10 years working with outpatients, but the
last six years with inpatients.

Angela continues to provide unwavering support to pa-
tients and their families, through some of the most diffi-
cult and challenging times. If you have ever met Angela,
you know exactly what | mean. | would like to share with
all the readers some excerpts from letters that were writ-
ten to the nominating committee.

“It is easy to see why a psychologist is a critical
member of any spinal cord injury treatment team. More
than any other member, Angela is clearly the lynch pin of
my team. She is a brilliant psychologist, and an amazing
person.”

“She is amazingly skilled at breaking down barriers
and getting to the core of the patient’s distress, thus fa-

cilitating adjustment. Furthermore, she runs an ongoing
psychotherapy group for spinal cord injured individuals,
provides leadership in our mentoring program and pro-
vides therapy and counseling to the loved ones of the
newly injured.”

“There is no way anyone can be prepared to cope
with this life shattering experience unless you have a
strong support system and a good therapist. Angela has
helped me deal with my injury by listening, and allowing
me to fully express my sadness and fears. She didn’t
negate my experience or try to make everything OK but
rather accepted my feelings while maintaining a sense of
optimism and potential. Angela helped me see that no
matter how much my SCI took from my life there was
plenty | had to offer...Angela talked to me like a caring
friend who felt and understood the pain and loss. | thank
her for the sensitive way she helped me refocus from
what will never be possible to what is still possible.”

It is without question: having Dr. Riccobono on KCC
2 SCI Unit has been a true blessing. For those who don’t
know Angela, rest assured that Mount Sinai is very lucky
to have her and anyone who crosses her path will not
forget her. She is a very unique and special individual
who has touched the lives of many. The Annual Service
Award is well-deserved. Congratulations Dr. Riccobono.

THANK YOU

Thank You for Your Participation

As described in previous issues, we have the obliga-

tion as a SCI Model System of Care to collect long-term
follow up data for the National Spinal Cord Injury Data-
base (NSCID). This database was created in 1970s and
is the largest of its kind in the world. As of March 2008,
more than 25,000 people with traumatic SCI have cho-
sen to become part of the NSICD.

The NSCID helps us better understand the medical,
social, psychological and vocational challenges that face
persons with SCI, and find ways to help them enjoy bet-
ter health, functioning, and quality of life. The data base
provides the U.S. government, insurance companies,
clinicians and others the information they need to support
SCl research and care of people with SCI. Failing to col-
lect this data would result in us losing our designation
and funding as a Model System.

Much of the information in the NSCID is gathered
through follow-up interviews, which take place 1, 5, 10,
15, etc. years after injury. Since February of 2007, we
have interviewed 142 of our participants.

We wish to express our thanks to all of you who have
taken time to participate in these follow-up inter-

views. Your time is valuable, and the data you provided
about your experiences after SCI will help us learn more
about SCI and its consequences and help us better edu-
cate people with SCI, SCI caregivers, clinicians, and or-
ganizations who fund SCI services.

If you chose to be part of the NSCID while you were
an inpatient at Mount Sinai, you may be hearing from us
soon to complete an interview. Interviews can be done
during the day, evening, or on weekends, or can be done
by mail if that is most convenient for you. Modest com-
pensation is provided to thank you for your time.

If you have recently had a change in telephone num-
ber or have any questions about the database project,
please contact Jeannie Chan, Assistant Researcher for
the Mount Sinai SCI Model System, at 212-659-9382
orJeannie.Chan@mountsinai.org. Thank you again for
your willingness to participate in this important effort, and
we look forward to speaking with you soon.
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Upcoming Events to Put on Your Calendar

SKYDIVING LIFE CHALLENGE
When: Wednesday August 27, 2008
e\ , Where : The Blue Sky Ranch, New Paltz N.Y.
T» . Cost: SCI Program participants-$50.00

C 4

MOUNT SINAI REHAB FAIR

a_—ro— N When: Wednesday September 10, 2008
LI
3 } Where : 1468 Madison Avenue, Guggenheim Pavilion Atrium

=

Time: 1lam-3pm

REHAB FUN RUN & ROLL

B ] When: Wednesday September 17, 2008
¢ Where : Central Park (100th and 5th Avenue)

Time: 4pm

GLIDER LIFE CHALLENGE
When: Friday September 19, 2008
Where : Erwina, Pennsylvania
Cost: SCI Program participants-$25.00 -
(Includes 1 hour flight and lunch)
Family, friends, and others-$20.00 A D

(Includes only lunch)

For further information on any of these events, ca Il Jim Cesario 212-659-9369
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Rolling Wheels On Vacation cont. from pg. 3

Otherwise they are likely to simply write "accessible
room" in the reservation and you may not get the room
you wanted.

(5) Check and double-check your reservations.

(6) When you arrive in your hotel room, don't be afraid
to rearrange the furniture to a configuration that better
suits you (or have them do it for you!)

FLYING

(1) When booking a flight, be very specific with the re-
servationist about your situation and the requirements
you need, for instance an aisle seat, bulkhead seats,
seats beside each other, what type of wheelchair you
are in (manual or electric--wet cell or dry cell batteries),
and whether or not you will need an aisle chair.

(2) Before you go to the airport, PUT LABELS ON
YOUR WHEELCHAIR if there are areas that you do not
want the baggage handlers to touch. It is important to
remove any loose parts of your chair that you can (for
example, cushion, side guards, joystick) and just take
them with you on the plane.

(3) If you are especially concerned about the safety of
your wheelchair during the flight, you may want to ask
how your chair will be stored in the cargo hold. A lot of
the cargo holds in smaller planes are not high enough
to allow a non-collapsible wheelchair to stand upright,
so they have to tilt them to their side. Instruct the bag-
gage handlers to carefully tilt the wheelchair against
other baggage, but to never stack baggage on top of
the wheelchair.

(4) Because the wheelchairs often times need to be
tilted on their sides to fit in the cargo hold, the danger of
having fluid leak from the batteries is present. For those
in power wheelchairs, take the batteries out of your
wheelchair yourself at the airport. The less work the
baggage handlers have to do, the less chance of them
damaging your chair. So, take the batteries out your-
self, explain to them exactly what kind of batteries they
are and how they should handle them, and then you
"should" be fine. Every airport luggage handling station
has a supply of appropriate packaging to store the
wheelchair battery in.

(5) If you have a choice between a direct, nonstop flight
and a slightly cheaper flight that has connections, AL-
WAYS take the nonstop flight. You may be saving a
little money by choosing the connecting flights, but the
money you save just isn't worth the hassle of having to
change planes and the potential problems that go along
with it.

(7) People with tetraplegia or high paraplegia may
have a slight case of dysreflexia after 3 or 4 hours of
flying. Such as some sweating and a tingling sensation
in the face. Try leaning forward for a few minutes every
half hour or hour, just to take the pressure off of your
back and to get away from that backrest for a few min-
utes.

(8) Check and double check your reservations, for in-
stance:,. seats beside each other, aisle seat, aisle chair
etc.

RENTING A VAN

(1) Bring your disabled parking permit from home!!
Most foreign states and countries recognize disabled
permits issued by your home state or country.

(2) When making the reservation for the van rental,
make sure you specify the length, width, and height of
you in your chair so that they reserve the appropriate
vehicle for you. Otherwise you may end up with a vehi-
cle that does not meet your needs.

RENTING MEDICAL EQUIPMENT

Most medical companies need a couple weeks notice
to rent equipment such as a Hoyer lift or a wheelchair.
But, confirm the reservation 2 weeks before arrival, and
then call to confirm the reservation one final time the
day before delivery - this should insure minimal foul-
ups.

Good luck and get out there!

We would like to thank James Glasbergen, fellow C-4,
SCI and Director of Accessible Travel for Frederick
Travel and World on Wheelz (www.worldonwheelz.com,
800-578-8958) for allowing us to use the information in
this article.
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Life Challenge continued from pg.1

Sunday morning came and the reason why
we all made this trek was upon us. Overcast skies
and a stiff breeze over the lake would not deter us
from facing 'The Life Challenge." Although condi-
tions were not good for parasailing, jet skiing was
still in order. Jim C. split us into two teams. The
first team consisted of me, Marciel, Damion's
cousin, Maya and John and his cousin. The sec-
ond team consisted of the 'crazies:' Damion, Kam,
and Jim C.

After a brief introduction to the wave run-
ners, we rode off to the center of the lake. The
breeze had kicked up quite a swell and after getting
soaked through and through, | realized that | could
rev the motor to 30 mph into the waves and get

Stephan ready to ride

some air. It was THE most liberating sensation | have had since riding the waves on my ill-destined Mexico
trip. For the first time since my accident, a smile cracked onto my face. No longer was | concerned with UTI's,

Maya and Julia cruising the lake

to me.

“Kam the Man”

alike got to swap their life experi-
ences and the great times had
on this and previous Life Chal-
lenge Trips. | couldn't help but
smile and be amused by the
irony that it had taken me many
years and a spinal cord injury to
finally make it to Lake George
and to appreciate the natural
splendor of Upstate New York. |
can't wait to face the next 'Life
Challenge,' open some of the
hidden doors and enjoy the ad-
ventures that have always been
and will continue to be available

bowel regimens, wheelchair mobility; | was focused purely
on having fun. | could see that the same smile that was on
my face was

onthefaces of “FOr the first time since

others as . .
wel. Icoud MY accident, a smile
e ashe Cracked onto my face”
would gun by

me at 40 mph, had the same look on his face as he would
have had on his Yamaha R6 motorbike. Team Maya and
Team Jon, although nervous at first, whisked along the

waves at high speed and were the last to get off the lake.

Our 30 minutes felt like 5, but we eventually turned
the keys over to the second team. We finished off with
lunch at the Algon-

quin Restaurant and
newbies and vets

Stephan and George
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Welcome Dr. Igor Rakovchik, New SCI Fellow
Michelle Dziedzic, Research Assistant

A native of St. Petersburg, Russia, | moved to the US with my family in 1989 and settled
in Dallas TX. In the summer of 2000, | completed a Bachelor of Science degree in Biology
from the University of Texas at Dallas and four years later, | graduated from the University
of North Texas Health Science Center, Texas College of Osteopathic Medicine with an in-
terest in pursuing a residency in Physical Medicine and Rehabilitation. After completing my
internship at the Plaza Medical Center of Fort Worth, | started my residency in Physical
Medicine and Rehabilitation at Baylor College of Medicine in Houston, TX. During my time
there | developed an interest in the rehabilitation of patients with SCI and chose to pursue
a fellowship in the field. My other rehabilitation interests include brain injury rehabilitation
and electromyography. | look forward to continuing my development as a physiatrist during
my fellowship training at Mount Sinai, and focusing on my interest SCI rehabilitation.

Outside of my professional life | enjoy reading on the topics of science, particularly astron-
omy and cosmology, and would never turn down a good philosophy book. My other hobbies include swimming and
cycling, and | have recently been trying to pick up snowboarding and golf.

Michelle Dziedzic was recently hired as an assistant researcher for the Department of Re-
habilitation Medicine. She will be helping to manage data for numerous Spinal Cord Injury
projects, including the Model System. Michelle is a recent graduate of Binghamton Univer-
sity, where she majored in psychology. Ironically, she resides in a Long Island town called
Mount Sinai.

Michelle has been a dancer her entire life and is now training for a 5 mile mini-marathon that
she will be participating in during August. Michelle loves to read and no matter what, finds
time everyday to do a crossword puzzle.

Michelle is replacing France Brutus, who went back to school fulltime.

How to Contact Mount Sinai’s SCI Program
Rehab Physicians Faculty Practice (Kristjan T. Ragnarsson, M.D., Thomas Bryce, M.D.,
Avniel Klein, M.D., Lori Garjian, M.D.) ..ot et e e e 212-241-3981 :Dlease feel free to
KCC-2 NUISING StAtION ... c.u et e e e e e e e e e e e eee e 212-241-2990 et UShl_(nkOWbWhat
SCIOULPALIENT CHINMIC. .. ..t e e et e e e et e e eeeens 212-241-1537 ﬁ?:st Ii?]alacgrl:_t
FaY o T=a =T o | A 1= =10 )V S O 212-241-1912 nectiopn newslet-
Do-It Program (Laurie Allen Schneider, PT).......oi oo e e e e 212-241-8050 ter. If you have
Community Outreach (JimM CeSANI0).......ueieie it et ettt e e e e aine s 212-659-9369 something to say
Assistive Technology CHNIC. ..o e e e 212-241-8043 or you would like
Vocational Services (Sandy STarr)..........coccoovviiiiiiiiiiiii i 212-241-9217 us to cover a par-
(0] 01S] (=11 £ (o TR T T O T OO O OO 212-241-7575 |ticular topic, just
Male fertility (Natan Bar-Charma, M.D.).........ccoioe oo oot 212-241-7443 | call 212-659-9369
UFOIOGY - ettt ettt ettt et ettt e, 212-241-4612 |Or e-mail us at
Hand Surgery (Michael Hausman, M.D.).......cccoouiiiiii e e e 212-241-1658 james.cesario
FES (Functional Electric Stimulation, Sue Pollock-Feldman, PT, Ph. D.)..........c.......... 212-241-7636 | @mssm.edu.
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Spinal Cord Injury
Survivors, Family Members, and Friends!!

The Greater New York Chapter of the
National Spinal Cord Injury Association

is hosting

A Membership Meeting and Support Group

The 4th Tuesday of the Month
September 23rd, October 28th, and November 25th 2008

In the KCC-2 Community Dining Room
at

Mount Sinai Rehab Center

1450 Madison Avenue

KCC-2 Community Dining Room

New York, N.Y. 10029-6574

*Everyone is welcome. Refreshments will be served.
The Spinal Cord Injury Association is comprised of spinal cord

injury survivors, family members, and friends whose mission is to
Educate, motivate and empower survivors of spinal cord injury and disease.

This newsletter was supported in part with funds from Grant #H133N060027, National Institute on Disability and

Rehabilitation Research, Office of Special Education and Rehabilitative Services, U.S. Department of Education to Mount Sinai School of
Medicine, Department of Rehabilitation Medicine, Kristjan T. Ragnarsson M.D., Project Director




