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SYMPOSIUM 2007
“BRIDGING RESEARCH TO TREATMENT”

The annual symposium will be held on
October 28, 2007 at the Hilton New York.

The day-long program will include the following research and clinical
presentations. Each learning unit will be illustrated by a Patient Profile

that explains the link between research and treatment.

Improving Function in MS
“Biochemical Basis for Cognitive Dysfunction”
Jerry Lin, B.S.

“Cognitive Dysfunction in MS”
Stavra Romas, M.D. with a patient profile by Lauren Caruso, Ph.D.

Treatment Breakthroughs
“Disease Activity Markers”
Nicola Donelan, Ph.D.

“Turning off Disease Activity using Tysabri or Rituxan”
Andrew Sylvester, M.D. and Armistead Williams Ill, M.D.
With patient profiles by Dr. Sadiq

Regenerative Neurology
“Use of Adult Stem Cells”
Violaine Harris, Ph.D.

“Human Stem Cell Trials”
Saud A. Sadig, M.D. with patient profiles

Pre-registration is required to attend this free program.
Please call (646) 557-3919
or email symposium@imsmp.org to register.
Complimentary breakfast and lunch are included.



SPOTLIGHT ON NURSING

The nursing department has been through many
transitions in the last year and has a number of new staff
members, and a new leadership structure, that we would
like to introduce to you in this issue.

Congratulations to the following nursing staff on their
recent promotions:

e Catherine Brown, MSN, ANP
nurse manager of the IMSMP

¢ James McKee, RN
nurse manager of the infusion suite

¢ Andrea Feitosa, RN
assistant nurse manager of the clinical staff

¢ Alison Fleischauver, RN
assistant nurse manager of the clinical staff

The department of nursing is also excited to announce
that we have two new nurses who have joined the
IMSMP in the last month. We are happy to welcome
Tamara Gilbert, RN and Amber Randazzo, RN.

Another friendly reminder that all prescription related
needs are fo be left as a message on the designated
prescription line, and clinical issues and questions can
be directed to the phone nurse. It is our policy to return
all calls the same day that the message is received.
Leaving more than one message before a returned call
will only delay our ability to process the question and get
back to you. Thank you so much for your patience.

“‘Social workers at the IMSMP
can help you make the best choice”

SOCIAL WORK

The social work department is pleased to welcome our
first intern, Kathryn Klingenstein, who begins her
one-year field placement at the IMSMP in September.
Kathryn's field placement is part of her education toward
a Masters degree in Social Work at Fordham University
Graduate School of Social Service. Kathryn will be
supervised by Beth DiBiase as she provides direct clinical
services fo our patients and their families.

We are also proud to announce that this September,
Yadira LaMazza, the case worker in the social work
department, will begin her Masters level education at
Fordham University Graduate School of Social Service,
toward a Master in Social Work degree.

UNDERSTANDING HOME CARE

Some people with MS find that functioning in their home
environment becomes more difficult if their MS worsens
over time. Acitivities of daily living (ADL's) include the
ability to bathe, dress, shop, prepare meals, drive, and
take care of the house. All of a person’s ADL's can be
affected by MS symptoms such as fatigue, weakness,
balance instability, spasticity, and depression. When
people with MS need help with ADL’s, to whom do they
turn2 Family and friends can help with certain tasks, but
many people find it helpful, or even necessary, to get
home care.

Home care refers to any kind of professional or para-
professional medically-related service that is provided in
a person’s home. |V infusions given by a nurse are
considered home care, as is physical or occupational
therapy given at home. These are considered “skilled
needs,” meaning that a skilled professional is providing
the main home care. Most people with MS who need
home care require the services of a para-professional,
a home health aide or a home attendant who helps

the person bathe, dress, shop, do laundry or light
housework, cook, eat, walk or get to appointments.

People with MS, who may require ongoing help, often
find that the cost of home care is impossible for them to
pay on a longterm basis. So how do you get the home
care you need? Medical insurance will pay for a home
health aide if it is medically necessary, if it is provided
along with a skilled need (ongoing nursing care or
physical therapy), and for a limited amount of time.
Because most people with MS do not require frequent
nursing care, but most require ongoing physical therapy
(PT), they usually get their home health aide in
conjunction with PT. Medical insurance, including
Medicare, never intended to pay for chronic health
services, including ongoing home care. To that end,
insurance will pay for PT and a home health aide for

a couple of months at a time, no more than 12 hours a
week. Once your progress in PT plateaus and you are no
longer making significant improvements, your insurance
will stop your home services, including your aide.




How do people get longterm home care, and for more
than a couple of hours a day? Medicaid, the federal
health plan for people who are below the poverty line,
pays for many more hours of chronic home health
aide/home attendant services. In New York State, even
if you are not below the poverty line (if you make more
than $720 a month...yes, that's $720 a monthl), you
may be able to qualify for Medicaid by working with
an aftorney to put your income and assets in trust.

Long term care insurance (LTCI) is an increasingly popular
option in which many people are investing during their
working years in order to insure their ability to be cared
for in old age. Depending on the policy purchased, long
term care insurance can cover up to 24 hours a day of
care in one’s home, with little or no out of pocket cost
aside from the monthly premium. A study on LTCI by the
National MS Society found that while people who already
have a documented MS diagnosis (a preexisting condition)
have a much more difficult time finding a LTCI carrier to
insure them, it is not impossible, and about 25% of people
with MS who apply do find a carrier to insure them.

Finally, paying a home attendant directly, rather than
using an agency as a middle-man, is a way of cutting
down on the cost of hiring home care. While you lose
the security protection that a bonded and insured agency
offers, you can save as much as 50% on the cost of home
care by hiring someone through word-of-mouth. Churches,
synagogues and community centers have proven helpful
in finding people looking for work in this industry.

Before choosing your route of obtaining home care, talk
over your situation with one of the social workers at the
IMSMP who can assess your unique situation and help
you make the best choice for you and your family.

ADMINISTRATIVE UPDATE

With the departure of Danielle Breslin and Meredith
Shreder, who have moved on to new jobs, we welcome
Christina Nicolacopoulos and Sharon Cushing to the
front staff.

Sharen Medrano, MPA, has also joined the administrative
staff and will be assisting with special projects at the
IMSMP while she becomes familiar with the daily
operations of the center.

Our billing department would like to remind you that if
you receive a check from your insurance company to
cover services provided at the IMSMP, you should forward
the check to our billing department. This is because we bill
your insurance before being paid for our services, so that
check is meant to pay for services rendered by the IMSMP.

“Cogmitive screening will help determine
whether rehab can be helpful”

COGNITION FUNCTION

The Cogpnitive Division at the IMSMP continues to provide
neuropsychological screenings for all new patients, as
well as any established patients who have noted changes
in their thinking or memory. Screening results will help
determine whether a full neuropsychological assessment is
warranted, and whether cognitive remediation and/or
cognitive behavioral therapy may be helpful. If you have
not already undergone your initial cognitive screening
and are interested in doing so, please speak with your
doctor either over the phone or at your next office visit.

Dr. Lauren Caruso, Director of the Cognitive Division,
is collaborating with the Kessler Medical Rehabilitation
Research and Education Center (KMRREC) on an NIH-
funded study looking at the effects of memory retraining in
patients with MS. Participants will receive training using
either a memory rehabilitation technique or placebo, and




will undergo baseline, shortterm, and long-term follow

up assessment of neuropsychological abilities, global
functioning, and daily living skills. All study appointments
will take place at the IMSMP, and participants will be
reimbursed for their time. If you are interested, please
call 212-265-8070 and ask to be added to the screening
list for the Memory Rehabilitation Research Project.

“Researchers at the MSRCNY
have recenily discovered proteins
and biomarkers of MS activity”

RESEARCH CENTER NEWS
A NEW MARKER FOR DISEASE ACTIVITY IN MULTIPLE SCLEROSIS

Researchers at the MSRCNY have recently discovered
proteins and inflammatory biomarkers in the
cerebrospinal fluid (CSF) of MS patients. One of these
biomarkers, a protein called Fetuin-A, was analyzed in
50 patients with active MS and 50 patients with inactive
disease. Disease activity was determined clinically and
by brain MRI. CSF levels of Fetuin-A in patients with
active disease was significantly elevated in comparison
to patients with stable disease. The clinical implications
of this discovery are that CSF Fetuin-A levels could be
used as a marker of disease activity and therapeutic
efficacy. Nicola Donelan, PhD, a research associate
at the MSRCNY, will present these results as a platform
presentation at the Society for Neuroscience annual
meeting held in November 2007 in San Diego, CA.

Further insight into Fetuin-A abnormalities in MS has
been gained by ongoing research at MSRCNY
examining the pathological distribution of Fetuin-A in
the brain and spinal cord in multiple sclerosis, and in
the EAE mouse model of MS. Fetuin-A was found to
be most prominent in acute peri-vascular lesions
characterized by lymphocytic infiltration and
demyelination. Fetuin-A levels were much lower in
demyelinated chronic lesions, and absent in normal
brains. These findings support a role for Fetuin-A in t
he development of new lesions in demyelinating
diseases. Further studies will better define the
mechanisms by which Fetuin-A is present in areas

of acute inflammation and whether it plays a pathogenic

role in MS. Qijiang Yan, MD, PhD, an assistant
research scientist at the MSRCNY, will present these

results as a poster at the Society for Neuroscience annual
meeting held in November 2007in San Diego, CA.

[TUXIMAB THERAPY MARKEDLY REDUCED CSF T AND B
CELL POPULATIONS IN MS

Recent work has shown that intravenous Rituximab, a
monoclonal antibody directed against CD20+ B-cells,
significantly reduces disease activity in MS as indicated
by brain MRI gadolinium scans. This degree of efficacy
is difficult to explain on the basis of isolated B-cell
antagonism. Researchers at the MSRCNY examined

B and T cell counts in response to IV Rituximab treatment
in five patients with severe MS. All five patients showed
a marked sustained reduction in peripheral B-cell counts
posttreatment. Absolute peripheral lymphocyte counts
and CD3 (Tcell) levels were unaffected whereas B-cell
counts were significantly reduced. By contrast, in CSF,
both T and B-cell populations were decreased post-
treatment. This pilot study suggests that the efficacy of
Rituximab in MS may not be a pure B-cell phenomenon.
Whether the observed CSF T-cell reduction is a result of
decreased antigen presentation by B-cells needs to be
further investigated. Niamh O’Hara, a research
assistant at MSRCNY will present these results as a

poster at the American Neurological Association annual
meeting held in October 2007 in Washington, DC.

A great way to help advance MS research:
Our center is participating in a research study
sponsored by the Accelerated Cure Project for MS
(www.acceleratedcure.org). Accelerated Cure Project's
mission is to help find a cure for MS by determining its
causes. One of its initiatives is the creation of a
large-scale repository of blood samples and information
from people with MS and other demyelinating diseases.
The need for a large collection of high-quality samples
and associated medical records is one of the biggest
road blocks to determining the causes of multiple
sclerosis, and the establishment of the MS Repository will
address that need. We are currently recruiting patients
to participate in the study. Participation includes the
collection of blood and data (via an interview and
medical records). If you are interested in learning more
about participating, you can let one of our secretaries

know, or call Lauren at (646) 557-3856.




DEVELOPMENT

Dr. Sadiq and the MS Research Center of New York
(MSRCNY) researchers extend their grateful thanks to
our generous donors who have supported our
independent nonprofit medical research organization.
Our donors contribute to the research program in many
ways — through gifts of cash and appreciated securities,
personal letter-writing efforts, and gifts in honor of
special occasions or in memory of loved ones.

MSRCNY's website, www.msrecny.org, offers the
opportunity to make a contribution through our secure
online donations site. MSRCNY also has a presence
on other websites that contribute to our work through
your participation:

www.goodsearch.com, a search engine powered
by Yahoo, gives a penny to MSRCNY every time you
use this site to search the web.

www.justgive.org and
www.networkforgood.org

These websites connect donors to charities. We
are registered at both websites. You can make a
gift to MSRCNY through these organizations, as
well as through www.msreny.org. Justgive and
Networkforgood charge processing fees, however,
so that MSRCNY does not receive the full amount
of your contribution.

ACKNOWLEDGING DONORS TO THE
MS RESEARCH PROGRAM

The Board of Advisors of the Multiple Sclerosis Research
Center of New York wants to recognize the generosity of
our donors by listing them in our quarterly newsletter,

if the donor gives us permission to do so.

If you have contributed to the MS Center in 2007

and would like your name to appear on our donor list,
please contact Judith Van Pelt

(646-557-3861; jvanpeli@msrcny.org).

2007 DONORS TO THE MSRCNY
Terri Egan Bell and Christopher Bell
Alicia Conill De Vivo
Aunt Terri and Uncle Jerry
Mike Enea
Mr. Glenn Epstein
Diane Frankel
Irene Garfinkel
Sharon and Peter Green
Honor of Lauren Gordon and Nancy Okun
Susan and Robert Gottlieb
Carol and Arthur Maslow
Linda and Phil Peller
Betty and Bill Ruder
Margot Malin and Dale Sydnor
Jo Ann Messina and Ronald Rosenberg
Friends of the Mt. Pleasant-Blythedale School
Mr. and Mrs. David Nelson
Dr. Richard and Lori Reisman
Jack Rubin
Greta and Richard Schwartz
Sandy and Jerry Schweibel
Lee J. Seidler
Anna Shkurgan
Vicki and Brian Warner
Dr. and Mrs. Andrew Weber
Mr. and Mrs. Kenneth L. Weil
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WE WANT YOUR FEEDBACK

The Patient Representation Committee
welcomes your feedback,
complaints and ideas.

Please call (212) 265-8070
or send an email to PatientRep@imsmp.org
with your feedback.

Our committee on patient representation
hears your feedback and then
works with you and the IMSMP staff
to resolve problems and improve patient care.






