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From the Editor
Sandy Siegel

| hope that you are al doing well.
With the publication of this fourth
newd etter, we are closing out the
second full year of our regular
communication to our Association
members. We are grateful that so
many people are finding us from al
over theworld. By the time this
newdletter isin the mail, our
membership will have grown to well
over thirteen hundred people. As
our numbers grow, so too do the
responsibilities of the Association.

We are continuing to collect and
enter the TMA survey information.

| would like to extend specia thanks
to Jessie Danninger for al of the
hard work she has performed in
entering survey data. Itisavery
laborious and time-consuming task.
Jessieisa SAS expert, for those of
you who understand the world of
datistics. Sheisgoing to be
conducting our statistical analysis
once we have the information
entered and coded. Until then, we
are making progress on the data
entry phase of the research. If you
have not completed a survey, you
may get a copy of the survey and
instructions from Deanne or you can
download a copy from our web site.
Please take the time to complete a
survey and mail it to me, if you have
not aready done so. If you want
doctors to understand TM, you are
going to have to be willing to share
information about your experiences;
it isthe only way they are going to
learn about this condition. If you
would be interested in assisting with
the research project, | am in need of

help with the data entry. If you
have a computer with MS Excel
loaded on it and if you have some
time to enter information, please get
in touch with me. | would gresetly
appreciate the help.

There are two other important
continuing projects that were
initiated by the Association this past
fal. We are collecting information
to build a database of neurologist
referrals. We asked you to consider
whether you would refer your
neurologist to other members from
your areawho have TM. If you
would make that referral, we asked
you to contact their office and to be
sure that they have an open practice
and that they would consent to your
sharing their name with the
Association and other members.
We have, thus far, had an
underwhelming response to this
request. If you are satisfied with the
care you are receiving from your
neurologist, please consider taking
the time to get permission from
them to send us their name, address,
and phone number. A referral to a
good neurologist, and one who has
had some experience with TM, is
one of the most frequent requests
the Association receives. At this
stage, you are our best and only
source of information regarding
neurologists who treat TM patients.
Please help each other out by
sending me this very important
information.

The Association is also collecting
information in order to publish a
children’sdirectory. At present, |
have received very few responses.
Children with TM often have

different physical and emotional
issues to deal with than an adult
with TM. There are certainly
differences in family issues that
arise. We often have parents who
are seeking out other families who
have a child with TM. We maintain
that one of our most important goals
isto offer a support network to
people with TM and their families.
To achieve this goal, again, we need
your efforts and support. We know
that a considerable number of our
1300 members include children with
TM. We would like to facilitate the
support network between children
with TM and families of children
with TM by making a children’s
directory available. We will take
every precaution to limit the
distribution of the directory. It will
only be mailed to families who
identify that they have a child with
TM and who share their own
information with the Association.
Please take the time to send me your
child’s name and age, and your
name, address and phone number, if
you are interested in being listed in
the children’s directory.

Both the neurologist information
and the children’s directory
information can be sent to me on the
TMA response form that you
received in the last newdletter. You
do not need the form, however, to
send me thisinformation. 'Y ou may
also send me the information
through e-mail.

There are some important and
exciting events scheduled for the
near future that should increase the
public’s awareness of Transverse
Myelitis and our Association. This
education and recognition is so
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important for the Association’s goal to
be a catalyst for research into the
causes and treatments of Transverse
Mysdlitis. Pam Schechter,a TMA
member from Flushing, NY, has
advocated in the State of New Y ork
for a Transverse Myedlitis Awareness
Day. Thereisgoing to be aresolution
sponsored by the New Y ork
Legidature in Albany this June. If
you are aresident of New Y ork, you
should be contacted regarding this
specia event. Pam is preparing an
article for the next newdetter that will
describe the eventsin New York. The
Transverse Mysdlitis Support Group of
Audtraiais planning asimilar event in
the near future. We will aso provide
you with a description of the events
taking placein Augtraia.

Much of our work this year has
focused on the Symposium scheduled
for this August in Sesttle. The
Association has expended a great dedl
of effort in our first serious fund-
raising activities. We are learning
how competitive the market is for
worthy-cause dollars. It has been an
uphill battle, and there have been very
few successes, but we are not
discouraged. We are learning the
ropes, we are meeting with and telling
our story to the right audience, and we
believe we are laying a good
foundation for future efforts. Deanne,
Dick and Paula have also been
working feverishly making the
logistical arrangements for the
Symposium and putting together an
interesting and educational program.
The Symposium weekend is aso
going to offer many of usan
opportunity to meet in person for the
first time after years of
communicating over the phone, by
letter and by e-mail. It will certainly
be a very emotional and important
occasion. If you are on the Internet,
you can monitor the progress of the
Symposium plans through alink Jm
has created from the TMA web site.
Jm will update the Sedttle

Symposium web site as new
information becomes available.
Pauline and | had the opportunity to
meet Sarah Ferguson, the Duchess of
York, in January 1999. We were
guests of Dr. Charles Levy, the world
renowned Physiatrist who serves on
the Medical Advisory Board of The
Transverse Myelitis Association.
Sarah was invited to The Ohio State
University Medica School, and was
involved in an al-day tour of the fa-
cilities. Dodd Hall, the rehabilitation
facility at OSU, was a part of her tour.
Dr. Levy had invited a number of
Dodd Hall "alumni* to be a part of the
tour. As the doctors and dignitaries
escorted Sarah around the building,
they were able to introduce her to
people who had gone through reha
bilitation. In this way, she had the op-
portunity to learn something about the
importance of rehabilitation, and not
just see a bunch of equipment in a
building. Pauline lived at Dodd Hall
for six weeks and went through an in-
tensive rehabilitation program there.
She was also in outpatient rehabilita-
tion at Dodd for dmost ayear. Dr.
Levy regularly calls on Pauline to
come and "visit" with patients at
Dodd who might be having a difficult
time with their therapy and with their
illnesses. She has met with TM pa-
tients at Dodd Hall. Dr. Levy wanted
Pauline to attend and to meet and talk
with Sarah. | wasinvited to attend as
an ornament for Pauline; and alovely
ornament | wasindeed. (Thereisa
picture of Pauline, Sarah and myself
posted on the TMIC recreation and
activities page, the link from which
may be found at the bottom of the
TMA web page).

We did meet Sarah and had avery
good conversation with her. Pauline
described Transverse Mysdlitis and
what had happened to her. When she
had completed her explanation, Dr.
Levy very generoudy described our
work with The Transverse Myelitis
Association. | adso explained to

Sarah that we had quite afew mem-
bers from England in our Associa-
tion. At that point, she asked if she
might not be of assistanceto us -- and
I immediately responded that she cer-
tainly could. | offered to give her a
cal. She did not give me her tele-
phone number, but she did give me a
way to reach her. And | will send her
anote about the Association with a
few suggestions for how she might be
ableto help usout. Paulineand |
were very impressed with Sarah Fer-
guson. Sheisavery down-to-earth,
caring, compassionate and kind per-
son. Sheis very bright and very hon-
est. Sarah was also impressed with
the group of people who werein at-
tendance -- the Dodd Hall alumni.
And with good reason. There were
Some very courageous peoplein that
room -- and, of course, | believe that
Paulineis at the top of that list.

The Association is grateful to those
who continue to support our efforts
by donating their time and expertise
to write articles for our newdletter.
Thisissue of the TMA Newdetter
contains awonderful article by Dr.
Norman Uretsky and Cheng-Huan
Chang from the College of Pharmacy
of The Ohio State University.
Medications make up such a
significant element of the treatment
regiment for people with TM. We
thought this was an important subject
to begin to explore with our
members. Dr. Uretsky hasalso very
gracioudy consented to write a
regular question and answer column
for the newdetter. If you have any
guestions about your currently
prescribed medications, those you
have read about others taking, or
those medications that your doctors
have considered prescribing for you,
please send those to me and Dr.
Uretsky will attempt to provide you
with answers in the next newsdletter.
Drs. Arnett and Rabold provide us
with their second in the series of
articles about the process of
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adaptation to the effects of severe
injury and illness. Dr. Lynn has
offered some very thorough and
helpful responses to the interesting
questions that were sent by our
members for her question and
answer column. Finaly, theln
Their Own Words stories for this
newsletter are remarkable. We
have a very special collection of
stories, and some from people who
have had TM for decades. The
experiences you will read about are
quite emotional and thought
provoking. The storiesand
experiences from the In Their Own
Words column continue to
demonstrate the resiliency and
courage of our members.

The next communication you
receive from the Association will
be the registration materials for the
TMA Symposium. Not everyoneis
going to be able to make the trip to
Seattle. There will be a multitude
of reasons why people are unable to
attend the Symposium. For those
of you who cannot afford the cost
of making thetrip, thereisa
wonderful article by one of our
members who describes some of
the ways she has planned persona
fund-raising to make this
Symposium possible for her.
Please read Drema s thoughtful and
cregtive article and consider how
you might be able to put into action
some of the suggestions she has
offered us. We are surrounded by
friends and family who would help
us, if we only knew how to ask.
Drema offers us some wonderful
ways to make it easier to ask.

| hope that you are able to make it
to Seattle. If you are not able to
attend, we will find ways to share
the experience with all of you. We
will certainly find ways to share
any educationa and research
materials that are made available at
the Symposium. | am looking

forward to meeting al of you who are
able to attend. Take good care of

From the President
Deanne Gilmur

yourselves and each other.

Happy 1999! Thisyear will be an
important one for the TMA. Weare,
as many of you know, taking asig-
nificant step towards our goals by in-
stituting our first Symposium. While
there is much work that lies ahead,
the Symposium program is rapidly
coming together — and it looks very
informative and worthwhile.

The 1999 Transverse Myelitis
Symposium will offer a platform to
accomplish avariety of goalsand to
reach awide-ranging audience. The
Symposium will be an opportunity to
gather together as many people with
TM and their families as possible to
exchange ideas, network and develop
further supports; to share coping
mechanisms and resources in order to
maximize independence and
function; to hear from professionals
regarding new and best practices; to
share information about
accommodeations and adaptive
equipment; and to hear what research
is being done that might impact those
with TM. The Symposium will aso
offer a focussed setting to provide
enhanced educational opportunities
for medical providers about TM and
persons with TM.

Perhaps most importantly, the 1999
Transverse Mydlitis Symposium will
provide an organized opportunity for
people with the TM diagnosis and
their families to come together to
discuss issues and problems specific
to thisdiagnosis. It also offersan
opportunity to educate and involve
physicians and other members of the
medical community regarding the
needs and issues of TM patients. The
increasing numbers of TM patients

identified in the TMA membership
clearly speaks to the need for
providing more education,
information, support and partnerships
amongst providers and patients
specific to TM.

The ability for the TMA to continue to
act asthe catalyst for dialogue on TM
related issues and the dissemination of
information necessary to increase TM
awareness is paramount for the needs
of TM patients. Far too many TM pa-
tients contact our organization with
disheartening tales of misdiagnosis,
months until a diagnosis, lack of infor-
mation about the condition from their
providers upon diagnosis, no or lim-
ited recommendations for rehabilita
tion (physica or occupational ther-
apy), lack of compassion regarding
pain issues, and even expressed belief
from medical providers that the symp-
toms experienced are “al in the pa
tient'shead”. More often than not, a
person with TM is being cared for by a
provider that has not seen aTM case
before or “only one along time ago”.
TM patient experience seems to indi-
cate that many providers, perhaps
since they do not have many cases, do
not have the time or motivation to pur-
sue knowledge of the condition or to
develop an aggressive treatment team
for the patient’ s best care. TMA be-
lieves that patients need to be in-
formed and empowered so they can
manage their needs and be an active
participant in their care and treatment
team decisions so as to ensure the best
possible outcomes.

We have identified three basic stages
of the condition that require knowl-
edgesble care and response: 1) TM on-
set, 2) TM recovery/rehabilitation pe-
riod (time for partia or full recovery
usualy extends two years beyond on-
st), and 3) TM long-term living and
care. All of these stages, like any spi-
nal cord injury or dysfunction (SCI/
D), require specialized attention as
they each can bring new issues and
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concerns. In addition, the need to be
informed about relevant research that
is underway and the prognosis for vi-
able “cures’ isimportant to many per-
sonswith TM, aswell as providers.

We believe that this Symposium will
meet the needs of persons with TM
and providers by focussing on these
many critical and pertinent topics.

The Symposium will be held August
12-15h at the DoubleTree Guest
Suites and Inn at Southcenter near the
Sedttle-Tacoma Airport in Washing-
ton State, USA. Thursday evening
(August 12) will consist of registra-
tion/check-in and an informal recep-
tion for participants and their families.

The Symposium’s formal program
will begin on August 13 opening with
areview of current literature on TM.
There will be medical specidiststo
speak about pain management,
sexuality, dectrical stimulation,
medications and future treatments and
research. We will also discuss
Multiple Sclerosis and the inter-
relationship that seems to exist
between MS and TM and the
diagnostic issues relative to these
conditions.

Additionally, there will be avariety of
displays by companies and providers
speciaizing in resources, programs,
equipment and adaptive devices
pertinent to personswith TM (e.g.,
orthotics, recreational equipment,
assistive technology, etc.).

The following day will focus on
presentations on issues and problems
experienced by individuas with TM
and their families, redevelopment of a
healthy self, and disabilities resources.
The afternoon session will include a
facilitated discussion group in which
participants will have opportunities to
devel op supports and share coping
strategies.

A TMA banquet is planned, as well
as other social opportunities, for
TMA members to develop supports
and build friendships. The
Symposium will conclude Sunday
morning with a state and country
representative meeting and general
membership meeting.

The Symposium will include the par-
ticipation of experts within the local
region, as well as at the nationa
level. Contacts have included: Dr.
Stephen Groft, Nationa Institute of
Hedlth, Bethesda, Maryland; Dr.
Brian Weinshanker, Mayo Clinic,
Neurology Ingtitute, Rochester, Min-
nesota; Jim Bowen, M.D. and Steven
Kramer,

M.D., University of Washington, De-
partment of Neurology, Sesttle,
Washington; Linda Y ates, Director,
Children’s Treatment Unit, Good Sa
maritan Hospital, Puyallup, Wash-
ington; Heather Hepdon, Assistant
Director, Washington State PAVE
(Parents Are Vita in Education), Ta
coma, Washington; Augusto Odone,
President, The Myelin Project, Wash-
ington D.C.; Maria Amador, Program
Coordinator, Information and Refer-
ral, The Miami Project, Miami, Flor-
ida; Douglas Kerr, M.D./Ph.D., Chief
Resident Neurology, Johns Hopkins
Hospital, Batimore, Maryland;
Nancy Hylton, PT, Children’s Ther-
apy Center of Kent, Kent, Washing-
ton; Don Bethune, CPO, Cascade
Prosthetics, Bellingham, Washing-
ton; Doby Hall, Director of Field
Services, NORD, New Fairfield,
Connecticut; Dianne Wagener, SK1-
FORALL (non-profit), Bellevue,
Washington; CharlesE. Levy, M.D.,
Department of Physical Medicine
and Rehabilitation, The Ohio State
University, Columbus, Ohio and
Joanne D. Lynn, M.D., Multiple
Sclerosis Center, The Ohio State
University, Columbus, Ohio. Some
of the above will be presenting, oth-
erswill provide displays, and others
have provided vital information and

direction to continue this successful
effort.

Your TMA Board of Directors has
established several goasfor 1999,
most of which will be accomplished
through the Symposium. These
include the following:

Goal 1: Disseminate educational in-
formation and resour ces about TM
and issuesrelated to this condition.

Goal 2: Facilitate support and net-

wor king opportunities for persons

with TM, their families and provid-
ers.

Goal 3: Increase awareness of TM
and itsimpact and the need for ad-
ditional research.

Goal 4: Develop partnership oppor -
tunities between the TMA and the
medical community/providers.

Goal 5: Expand the M edical Advi-
sory Board.

The TMA 1999 Transverse Mydlitis
Symposium is of nationa and interna-
tional significance because there have
been no other previous events that
have been specifically planned to meet
the needs of persons with TM, their
families and medical providers who
diagnose and treat TM. The TMA
membership consistently communi-
cates isolation, lack of useable infor-
mation, dissatisfaction with treatment,
and alack of supports. This Sympo-
sium will be an opportunity to posi-
tively impact the needs of persons
with TM by mesting the Symposium
outcomes and disseminating Sympo-
sium end products as listed below:

1 Increase information, support
and condition management
mechanisms available to par-
ticipants of the Symposium;

2. Increase awareness of TM to
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the professional/medical com-
munity and to increase knowl-
edge of supports, resources
and treatment needs;

3 Increase the partnership of the
TMA with the medical com-
munity by increasing Medica
Advisory Board appointments
and by developing ongoing
relationships to include re-
search; and

4, Develop ongoing locd sup-
ports.

Registration materials will be
forthcoming in the very near future.
Symposium registration fees will
cover minimal expenses, participation
in planned dinner/lunch programs will
be optiona with separate costs

TheTMA on thelnternet

Y ou can send us information, submit
stories and articles for the newdletter,
contribute your articles for the In
Their Own Words column, send us
your questions and refer new
membersto TMA by using our
Internet addresses. Y ou can also use
the Internet to submit your surveys
and to send questions for the Dr.
Lynn and Dr. Uretsky Question and
Answer columns for the newsdletter.
Please send your e-mail to:

srulyosef @aol .com or

ssiegel @myelitis.org

The following are some of the TMA
web pages:

http://www.myelitis.org
TMA Home Page

identified in the registration packet.
A block of rooms will be reserved for
Symposium attendees with specia
event rates ($119.00 per night for
single/double occupancy, $124.00
per night for triple/quadruple
occupancy). Thefacility has 13
accessible rooms available (11 at the
Guest Suites event site and 2 at the
adjacent Inn). Specific bath and
toilet adaptive equipment will be
available for those needing such
accommodations. The facility
provides regular shuttle service from
the Sesttle-Tacoma International
Airport. Wheelchair accessible
shuttle service will be available from
an independent provider for a small
fee. These details and more will be
provided with the registration
materials. Thisfirst Symposium will
be an important opportunity for

participants to become involved in the
continued growth and development of
the TMA. | hope that many of you
will be there to join in this process.
We need you! Throughout these past
four years, | have been overwhelmed
by the courage, strength and
graciousness that you have exhibited
during difficult times. To meet many
of you face to face will be agift to
look forward to. Your participation in
this Symposium will be significant to
the future of the TMA, the treatment
of persons with TM, and our
partnership with the medical
community. | hopeto seeyou in
August!

http://www.myelitis.org/tmic
TMIC Home Page

http://www.myelitis.or g/tmic/ar chive
TMIC Message Archive

http://www.myelitis.org/tmic/members
Members' photos and links to members' home pages

The TMA Officers e-mail addr esses;

Deanne and Dick Gilmur:
Sandy Siegd:
Debbie Capen:
Paula Lazzeri:
Jim Lubin:

Automated Info reply:
Membership related:
Newdetter related:
TMA Survey related:
Web site related:

dgilmur@myelitis.org
ssiegel @myélitis.org
dcapen@myselitis.org
plazzeri@myselitis.org
jlubin@myelitis.org

info@myelitis.org
membership@myelitis.org
newd etter@myelitis.org
survey@myelitis.org
webmaster@myelitis.org

The TMA does not endorse any of the medications, treatments or products
reported in thisnewdetter. Thisinformation isintended only to keep you
informed. We strongly advise that you check any drugs or treatments

mentioned with your physician.
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Drugs Used for Symptoms Associated with Transverse
Myelitis

Norman J. Uretsky
and Cheng-Huan Chang

Norman J. Uretsky, Ph.D. isa Professor of Pharmacology in the College of
Pharmacy at The Ohio Sate University. Dr. Uretsky’ sresearch interests
include neurophar macol ogy, neurotransmitter release in animal behavior and
neurological diseases. Cheng-Huan Chang isa Senior Sudent at The Ohio
Sate University College of Pharmacy. He will graduate with a BSin
Pharmacy in the Soring Quarter, 1999.

This article will describe some of the drugs that are used to treat the symptoms
that are associated with Transverse Myelitis. The drugs were identified
through a process of reviewing the surveys that have been administered to the
TMA members. This article does not attempt to discuss all of the medications
used by TM patients, but rather, focuses on the medications that were most
frequently noted on the surveys. For each of the drugs noted, there is a discus-
sion of their therapeutic effects and the pharmacol ogical mechanism for those
effects, some of the more common possible adverse effects and some of the
reactions with other drugs.

When your physician prescribes you any medications, it isimportant that you
know any possible side-effects that may be caused by those medications. |If
you are not told the possible side-effects, you should ask your doctor to
identify them for you. Should you experience any of the side-effects, these
should be reported to your physician. When you are prescribed any
medications, your doctor also needs to know all other medications that you are
taking and their dosages. It isimportant that you share this information with
your doctor, particularly if you are being prescribed medications by more than
one physician. It isaso important that you openly share life-style information
with your physician. For example, no one should consume acohoal in
combination with any of the central nervous system depressants that are
identified in this article. Since life-style issues are unique to each individual
and the combinations of medications are quite diverse among the TM
population, it is not feasible to discuss all of the possible life-style issues that
might impact on taking medications. It isincumbent on each person to be sure
to communicate the necessary information to their physician so that informed
decisions can be made about life-style issues and the medications that you are
prescribed.

Finaly, it isimportant that you know the name of the drug that you are being
prescribed. Pharmacists can make mistakes and you want to be certain that
you are taking the correct drug. Be sure that you know the name of the drug,
and check it for yoursalf after your prescription has been filled.

If you have any other medications that you would like for me to discuss or if
you have any specific questions about the drugs you are currently taking, |
would be pleased to address these concernsin future TMA newdetters. Please
send your questions or issues to Sandy Siegel.

ANTIDEPRESSANTS:
Classification:

Tricyclic antidepressants
Amitriptyline (Elavil)
Nortriptyline (Pamelor)
Imipramine (Tofranil)
Doxepin (Sinequan)
Desipramine (Norpramin)
Trimipramine (Surmontil)
Protriptyline (Vivactil)

Selective serotonin reuptake
inhibitors

Fluoxetine (Prozac)

Sertraline (Zoloft)

Paroxetine (Paxil)
Fluvoxamine (Luvox)

Others

Nefazodone (Serzone)
Trazadone (Desyrel)
Venlafaxine (Effexor)
Maprotiline (Ludiomil)
Bupropion (Wellbutrin)

AMITRIPTYLINE (Brand Name:
Elavil): We will consider this drug as
representative of the antidepressant
drug class. It isthe prototype drug
that is effective in treating depression
and certain kinds of pain.

Therapeutic effects: Thisdrug is
classified asa“tricyclic
antidepressant” because of its
chemical structure (3 rings) and its
effectiveness in treating the symptoms
of depression. When used for
depression, this drug is often
administered concurrently with
psychotherapy. The mechanism of
action of amitriptylineisunclear. Itis
known to produce an increase in the
effects of two neurotransmitters (see
glossary), norepinephrine and
serotonin, in the brain by preventing
their inactivation. However, the
enhancement of these
neurotransmitters occurs rapidly,
while antidepression may take several
weeks of repeated drug administration
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for its development. It, therefore,
has been proposed that the increases
in serotonin and norepinephrine
transmission produced by
antidepressants, such as
amitriptyline, lead to subsequent
changes in the chemistry of the
nervous system that are ultimately
responsible for the eventual relief of
depression.

Although amitriptylineis classified
as an antidepressant, it produces
other effects that would be useful in
patients with transverse myelitis.
Amitriptyline administered together
with an opioid drug, such as
morphine, has been shown to
augment the analgesic (pain
relieving) effects of the opioid. In
addition, amitriptyline, aswell as
other tricyclic antidepressants and
possibly nontricyclic antidepressants
(listed above), appear to be capable
of relieving certain types of pain
when administered in the absence of
opioids, particularly neuropathic
pain. The latter refersto pain
derived from abnormal functioning
in neurons that mediate pain
sensation (seeglossary). The
mechanism of this pain-relieving
effect of amitriptyline (and other
antidepressants) is not clear. It does
not seem to be related to its
antidepressant effects, since relief of
pain occurs at lower doses and
develops more rapidly than
antidepressant effects. Recent
studies have indicated that neurons
in the spinal cord that release the
neurotransmitters, serotonin and
norepinephrine, from nerve endings
inhibit pain transmission.
Accordingly, amitriptyline, which
increases the effects of
norepinephrine and serotonin, would
be expected to inhibit pain
transmission, causing areduction in
the intensity of pain. Recently, a
hypothesis has been proposed that
the ability of tricyclic
antidepressants to relieve

neuropathic pain is related to the
blockade of areceptor in the spina
cord for the neurotransmitter,
glutamic acid. More work will have
to be done to corroborate this
hypothesis.

Adver seeffects of amitriptyline:
Amitriptyline has many different
actions that produce a variety of
adverse effects. Amitriptyline can
produce orthostatic or postural
hypotension, which refersto
dizziness and lightheadedness when
the patient moves from a lying down
to a Sitting position or from a sitting
to a standing position. This effect
occurs mainly at the beginning of
therapy, with tolerance developing
when the drug is taken chronically.
Petients who experience postural
hypotension after taking any drug
should move dowly into an upright
position to avoid dizziness and
lightheadedness.

Amitriptyline produces sedation,
which is aso most intense during the
initial period of drug therapy because
eventually a partial tolerance devel-
opsto this effect. However, the se-
dation can interfere with the perform-
ance of daytime activities. If seda
tion is significant, it can be mini-
mized during the daytime by admin-
istering the drug before bedtime.

The sedation produced by amitrip-
tyline is augmented if the drug is
taken together with other drugs that
contain sedative action. Such drugs
include many antihistamines, alco-
hol, deeping pills, opioids, etc. The
sedative effect of amitriptyline has
been related to its ability to block
receptors for the neurotransmitter,
histamine, in the brain.

Amitriptyline blocks a certain type of
receptor for the neurotransmitter (see
glossary), acetylcholine, and,
consequently, may interfere with the
functioning of this neurotransmitter
on various organs. The transmitter,

acetylcholine, which is normally
released from nerve endings, cannot
activate receptors that are blocked,
resulting in symptoms. Therefore,
patients, when taking amitriptyline (or
other tricyclic antidepressants), may
experience such symptoms as blurred
vision, dry mouth, constipation,
urinary hesitancy, and increased heart
rate. Patients who are distressed by
these effects should notify their
physician.

Amitriptyline and other tricyclic anti-
depressants produce a small increase
inthe risk of seizures, and thus, the
drug should be administered cau-
tioudly to patients with seizure disor-
ders.

Amitriptyline use can cause excessive
swesting, which may require the
patient to frequently change clothing.
The mechanism of this effect is
unclear. Actudly, it would be
expected that the blockade of
receptors for the neurotransmitter,
acetylcholine (see above) would
decrease rather that increase swesting.

Amitriptyline may increase appetite,
especidly for sweets. Again, the
mechanism for this effect is unclear.
One theory is that the increased appe-
tite is related to the blockade of recep-
tors for the neurotransmitter, hista-
mine, in the brain, as drugs that block
histamine receptors in the brain gener-
ally increase appetite.

The most serious adverse effect of
amitriptyline isto impair cardiac func-
tion, leading to abnormal cardiac
rhythms. This adverse effect is un-
common except in patients who over-
dose or have a preexisting cardiac
condition. Patients at risk for abnor-
mal rhythms (arrhythmias) should
have an el ectrocardiogram taken both
before and at intervals during therapy.

Reactions with other drugs:
Amitriptyline can produce adverse
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interactions with several drugs.
Amitriptyline augments and prolongs
the effects of epinephrine
(adrendine). Epinephrineisused to
delay the absorption of local
anesthetics, to control superficia
bleeding, to reduce nasal congestion,
to elevate blood pressure, to produce
mydriasis during ophthalmic
procedures, to overcome atria-
ventricular heart block, to dilate
bronchioles (asthmatic patients), and
to counteract anaphylactic shock.
However, the administration of
epinephrine to a patient taking
amitriptyline can lead to toxicity.

Amitriptyline blocks certain receptors
for acetylcholine producing adverse
effects (seeabove). Administering
amitriptyline together with other
drugs that block receptors for
acetylcholine would worsen these
adverse effects.  Thus, patients
should not take amitriptyline together
with scopolamine (used for motion
sickness), most antihistamines (used
for alergies), etc., because these
drugs also block receptors for
acetylcholine.

Amitriptyline and most other antide-
pressants should not be administered
together with monoamine oxidase
inhibitors (Drugs used for the treat-
ment of depression). The combina-
tion can produce amarked risein
blood pressure, called hypertensive
crises. Thisisan emergency situation
that requires that the blood pressure
be reduced immediately to prevent

damage to blood vessdls and the heart.

Amitriptyline is metabolized by the
liver to nortriptyline, an active me-
tabolite marketed under the name of
Pamelor. Nortriptyline is eventually
metabolized to an inactive product
that is excreted. Certain drugs, such
as cimetidine (Tagamet), fluoxetine
(Prozac), haoperidol (Haldol), ora
contraceptives and ethanol, can inhibit
the metabolism of amitriptyline and

nortriptyline. Thiscanleadto anin-
crease in blood leve of these sub-
stances, resulting in toxicity.

Overdose: Overdose of amitriptyline
can produce central nervous system
symptoms including agitation,
confusion, hallucinations, and
seizures. Amitriptyline in high doses
istoxic to the heart (See above),
producing severe abnormal rhythms
of the ventricles, which can cause
lethality.

ANTICONVULSANTS

Drugsin this group: Thesedrugsare
used to treat epilepsy and have been
shown to be effective in certain kinds
of neuropathic pain.

Carbamazepine (Tegretol)
Phenytoin (Dilantin)

Valproic acid (Depakene, Depakote,
Evipd)

Gabapentin (Neurontin)
Clonazepam (Klonopin)

Carbamazepine (Tegretol):

Therapeutic effectsand
mechanism: Carbamazepine is used
for both tonic-clonic seizures (full
body seizures) aswell as partia
seizures. It produces this effect by
inhibiting the entry of the sodium
ionsinto neurons, and consequently
decreases the ability of neuronsto
conduct impulses.

Carbamazepine has been shown to be
effective in controlling the manic
phase of manic-depressive disorder.

Carbamazepine has been found to be
effective in the treatment of
neuropathic pain, particularly the
pain of trigemina neuragia. Inthis
condition, there is a sharp, stabbing
pain aong the sensory distribution of
the trigeminal nerve (along the face
and forehead). Carbamazepine,
which is not an analgesic, causes pain

relief, presumably by inhibiting
conduction of impulses in neurons
mediating pain.

Adver se effects: Carbamazepine
produces drowsi ness, dizziness, and
impaired coordination. The latter can
be expressed as double vision or
decreased ability to control the
movement of the eyeballs. These
effects are reversible when the dose is
lowered. Carbamazepine in a small
percentage of patients can produce
water intoxication, leading to a variety
of behavioral changes. Itis
recommended that serum sodium
content be periodically monitored.
Carbamazepine can cause more
dangerous effects such as severe
rashes, liver damage, and bone marrow
impairment. However, these effects
are uncommon but when they occur,
the drug must be discontinued. Patient
should be aware of certain signs
indicating abnormalities in the blood.
A decrease in white blood cell counts,
which protects the body from invading
microorganisms, can lead to infection,
sore throat, and fever. A decreasein
red blood cells can lead to fatigue and
weakness. A decrease in platelets can
lead to frequent bruising and the
occurrence of small dark red spotsin
the skin and mucous membrane.
Because of the possibility of bone
marrow depression, complete blood
counts are determined before and
during drug therapy. Usually serum
electrolyte levels and liver function
tests are al so performed before and
during therapy.

Phenytoin (Dilantin):

Therapeutic effects and mechanism:
Phenytoin, like carbamazepine, is used
for both tonic-clonic convulsions and
partial seizures. It isthought to act in
the same way as carbamazepine, by
blocking the entry of sodium ionsinto
neurons, thereby inhibiting the ability
of neurons to conduct impul ses.
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Also like carbamazepine, phenytoin is
used for the relief of neuropathic pain,
particularly trigemina neuralgia

Adver sereactions: While phenytoin
is often effective in controlling
seizures and pain from neurons, it isa
difficult drug to take because it
produces a large number of adverse
effects when the dose of drug istoo
high. Thus high doses may produce
such central nervous system
symptoms as impaired muscle
coordination, double vision, Surred
speech, tremors, drowsiness, and
fatigue, which can be reversed by
lowering the dose. About 20% of
patients using phenytoin chronically
develop swollen gums, caused by an
increase in tissue at that site. Good
dental hygiene is thought to inhibit
but not prevent swollen gums from
occurring. Other side effects include
certain vitamin deficiencies,
particularly deficiencies of folic acid
and Vitamin D. These deficiencies
occur because phenytoin interferes
with the metabolism of these
vitamins. Phenytoin can have adverse
effects on the skin. It can induce
allergic rashes, aggravate preexisting
acne, and stimulate the growth of
coarse hair on the face and body.
Phenytoin aso interferes with the
metabolism of many drugs.

Asif alarge number of adverse ef-
fects do not produce enough prob-
lems, the degree of absorption of
phenytoin after oral administration
and the metabolism of phenytoin by
liver enzymesisvariable. Thisleads
to marked variations in the blood lev-
s of thisdrug and its therapeutic
effectiveness. Therefore, patients tak-
ing this drug are usualy told not to
change brands of phenytoinif itis
effectively controlling seizures.

Valproic acid (Depakene, Depakote,
Evipal):

Therapeutic Uses and M echanism:

Thisis abroad spectrum antiepileptic
drug that is effective in controlling
many different types of seizures,
including absence, tonic-clonic,
myoclonic, and atonic seizures. Itis
also used to control the manic phase
of manic-depressive disorder. The
drug seemsto work in three different
ways. Firg, it acts like phenytoin
and carbamazepine and inhibits
impulse flow by blocking the entry of
sodium into neurons. Second, it
inhibits a specific type of channd (T-
type calcium channels) in the
neuronal membrane for charged
calcium ions, thereby preventing the
entry of calcium ions through this
channd into the neuron. Findly, it
seems to enhance the effects of the
inhibitory neurotransmitter, GABA.

Recent studies have shown that val-
proic acid can relieve neuropathic
pain, and so while not approved for
this indication, it is used for this con-
dition.

Adverseeffects. Valproic acidisa
relatively safe drug. However, it is
irritating to the lining of the
gastrointestinal tract, producing
nausea, vomiting, and indigestion.
These symptoms can be controlled
by taking vaproic acid with food or
using an enteric coated preparation
(divalproex sodium - Depakote),
which releases valproic acid in the
intestine but not the stomach.
Valproic acid has been associated
with liver damage during the initial
period of therapy. This effect isvery
uncommon but can be very severe.
Petients at high risk for this disorder
are children younger than 2 years of
age who are taking other antiepileptic
drugs. Patients should be aware of
signs of liver toxicity, which consist
of loss of appetite, nausea, abdomina
pain, and jaundice. Patients who
develop these symptoms while taking
valproic acid should notify their
physician. Liver damage leadsto an
increase in enzymes normally found

in liver cellsin the blood. Therefore,
liver function tests are usually
performed before and during
treatment. Other adverse effects
produced by valproic acid are
lethargy, tremor, weight gain, skin
rash, and sometimes a loss of hair.
Valproic acid can decrease platel et
count, which can cause bleeding. It,
therefore, should not be taken with
aspirin, ibuprofen (Nuprin, Advil,
Motrin), or naproxen (Aleve), as these
drugsinhibit platelet aggregation and
intensify the bleeding tendency.
Almost al the adverse effects of
valproic acid are reversible.

Gabapentin (Neurontin):

Therapeutic Effectsand

M echanism: Gabapentin is classified
as an anticonvulsant that is useful in
treating a variety of different types of
seizures. It is approved by the Food
and Drug Administration for use as an
adjunct to other drugs for the control
of partial seizures (seizures that begin
at afoca brain site, usualy the
cerebral cortex, and exhibit limited
spread to other brain sites). Asone
would expect from the name
Gabapentin, the drug is a chemical
anaog of the inhibitory
neurotransmitter, GABA (see
glossary). However, the drug does
not seem to interact with receptors for
GABA, and the mechanism of action
of gabapentinisunclear. Perhapsit
stimulates the release of GABA from
nerve endings, increasing free GABA.
The free GABA could then activate
GABA receptors that would inhibit
nerve impul ses.

Although gabapentin is not approved
for the treatment of neuropathic pain,

it has been shown to be effective in the
treatment of this condition. The
mechanism of this effect is unclear.

Major adver sereactions: deepiness,
dizziness, impaired coordination.
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Clonazepam (Klonopin):

Therapeutic Uses and M echanism:
This drug is a benzodiazepine
derivative. Therefore, itisinthe
same chemical family as Librium,
Valium, Ativan, and Xanax, drugs
that are often prescribed for anxiety.
It is considered one of the most potent
benzodiazepines and has along
duration of action. It isused to treat
certain types of seizures. Recently, it
has been used to treat neuropathic
pain. The mechanism of action of
clonazepam in producing this effect is
unclear at the present time.

BENZODIAZEPINES:

Definition: The term, benzodi-
azepine, refersto the chemical struc-
ture of avariety of drugs that can re-
lieve anxiety, inhibit convulsions,
produce muscle relaxation, and pro-
mote seep. Generaly, the reduction
in anxiety is produced by lower doses
of drug, and the promotion of deep
occurs a higher doses. Below isalist
of the drugsin this class.

Alprazolam (Xanax)
Chlordiazepoxide (Librium)
Clonazepam (Klonopin)
Chlorazepate (Tranxene)
Diazepam (Vaium)
Estazolam (ProSom)
Flurazepam (Dalmane)
Haazepam (Paxipam)
Lorazepam (Ativan)
Midazolam (Versed)
Oxazepam (Serax)
Prazepam (Centrax)
Quazepam (Doral)
Temazepam (Restoril)
Triazolam (Halcion)

The drug, zolpidem, marketed as
Ambien, is used to promote Seep. It
is not in the above list because it is
chemically not a benzodiazepine. In
fact, zolpidem is marketed as a
nonbenzodiazepine seeping pill.
However, it acts biologically on one

type of receptor for benzodiazepines
to promote sleep. In contrast to other
benzodiazepines, it has little
antianxiety, anticonvulsant, or
muscle relaxant effects.

Therapeutic Effectsand

M echanism: Asindicated above, the
benzodiazepines can relieve anxiety
and at higher doses promote sleep
and induce muscle relaxation. The
use of certain benzodiazepinesto
relieve anxiety and other
benzodiazepines to promote Sleep is
basically amarketing decision by
drug companies. Benzodiazepines
are also used to treat seizure
disorders and panic disorder. They
are used to help physically dependent
patients withdraw from acohol
because they are cross dependent
with acohol and, therefore, will
inhibit the symptoms of alcohol
withdrawal. Benzodiazepines
produce their effects by acting in the
central nervous system at many
different sites to enhance the effect
of theinhibitory neurotransmitter,
GABA. Thus, benzodiazepines will
inhibit neurona activity.

Adver se effects: These drugs are
safe when administered orally
because they have relatively weak
effects on the cardiovascular and
respiratory systems. However,
certain adverse effects are associated
with benzodiazepine use which can
be dangerous. Thus, these drugs can
produce drowsiness, dizziness and
impaired coordination, which many
interfere with the performance of
daytime activities. In addition,
benzodiazepines can temporarily
impair the ability of patientsto learn
new information (anterograde
amnesia). Elderly patients are more
senditive to the sedative effect of
benzodiazepine and may have
relatively poor liver function,
resulting in a decreased rate of
metabolism of these drugs.
Therefore, elderly patients who

complain of memory impairment
should be evauated for the possibility
that this impairment is caused by the
use of benzodiazepines. Even though
physical dependence frequently
develops after chronic use, the abuse
potential of benzodiazepinesis
considered to be low. The usua
withdrawal symptoms are anxiety,
restlessness, insomnia, and tremors. 1t
should be noted that severe
withdrawal symptoms could be
avoided by discontinuing the drug
dowly and gradually, over a period of
severa weeks. Under these
circumstances, withdrawal discomfort
isminimal and may not be detectable.

ANTIARRHYTHMIC DRUGS:

Therapeutic Effects and Mecha-
nism: This class of drugs is used to
treat abnormal rhythms of the heart.

These drugs are thought to act by in-
hibiting the entry of charged meta
ions into cardiac cells.  Recently,
some of the drugs in this class have
been found effective in treating neuro-
pathic pain. This has been shown for
lidocaine (xylocaine), mexiletine
(Mexitil), and flecainide (Tambocor).

While lidocaine must be administered
by injection, the other two drugs can
be given ordly.

BACLOFEN (LIORESAL):

Therapeutic Effectsand M echa-
nism: Baclofen acts within the spina
cord and the brain to inhibit neuronal
activity. Consequently, baclofen can
inhibit hyperactive reflexes respons-
ble for abnormal and excessive muscle
tone. Thiseffect of baclofen isdueto
its ability to bind to and activate a spe-
cific receptor for amino-butyric acid
(GABA), called the GABA-B recep-
tor. GABA isan amino acid and is
the primary inhibitory neurotransmit-
ter in the central nervous system (see
glossary). A deficiency of thisinhibi-
tory transmitter at synapses in the cen-
tral nervous system can produce sei-
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zures, impaired coordination, and
spasticity. Baclofen by activating re-
ceptors for GABA in the spind cord
and brain can counteract these neuro-
logical effects by producing muscle
relaxation at a dose that produces
minimal sedation.

Baclofen is used to relieve spaticity,
which is characterized by hyperactive
spinal cord reflexesin response to
changes in position or movement.
Spadticity is produced in a variety of
conditions in which there is CNS in-
jury, such as multiple sclerosis, spind
cord injury, stroke, and cerebral

palsy.

Recent studies indicate that baclofen
can be used to treat neuropathic pain,
presumably by inhibiting pain trans-
mission through the activation of
GABA receptors.

Adver se effects: The most common
adverse effects occur in the central
nervous system, consisting of drowsi-
ness, dizziness, muscle weakness and
fatigue. These effects are most in-
tense when the drug isfirst adminis-
tered but then gradually subsides as
tolerance develops. These effects can
be reduced by starting treatment with
alow dose of the drug and then
gradually increasing the dose (e.g.,
after a7 day interval). However,
these adverse effects will be enhanced
if the drug is taken together with alco-
hol or other drugs with CNS depres-
sant activity (such as opioid analge-
sics, benzodiazepines, tricyclic anti-
depressants, antihistamines). After
baclofen has been chronically admin-
istered, it should be discontinued
sowly, since abrupt withdrawal after
prolonged use can cause anxiety, hal-
lucinations, seizures, and rebound

Spadticity.

Symptoms of overdose include vomit-
ing, coma, seizures, and respiratory
depression. Thereis no antidote and
treatment is supportive.

DANTROLENE (DANTRIUM):

Ther apeutic Effectsand Mecha-
nism: Dantrolene isaso used to
relieve spasticity. Drugs used for
gpasticity include diazepam
(Vaium), baclofen (Lioresal) and
dantrolene (Dantrium). While diaze-
pam and baclofen act at siteswithin
the central nervous system, dan-
trolene acts directly in skeletal mus-
cle. Thisdrug inhibits the release of
calcium ions from storage sites for
calcium (called the sarcoplasmic re-
ticulum). Sinceit is the release of
calcium ion from these storage sites
that trigger muscle contraction, dan-
trolene will inhibit muscle contrac-
tions and muscle spasms.

Adver seeffects: Probably the main
adverse effect of dantroleneis an
extension of its therapeutic actions.
By preventing the release of calcium
ion from muscle stores, dantrolene
inhibits muscle contraction. How-
ever, too much inhibition of calcium
release can lead to muscle weakness
and impaired rather than improved
function. This weakness produced
by dantrolene is an important reason
why the drug is not used as fre-
quently as other drugs (baclofen and
diazepam) for spasticity. Dantrolene
can aso cause injury to the liver.
Therefore, tests of liver function
should be performed before and dur-
ing therapy. Other adverse effects
include diarrhea, loss of appetite,
nausea, and rash. |t can also cause
drowsiness and, therefore, patients
should not use CNS depressants, e.g.,
alcohol, when taking dantrolene.

OXYBUTYNIN (DITROPAN):

Therapeutic Use and M echanism:
This drug is used as a urinary anti-
gpasmodic. That is, it is used to treat
urinary urgency, frequency, and in-
continence. This drug has two ac-
tions important in producing these

effects. Firg, it causes a direct relaxa-
tion of smooth muscles of the bladder.
It also blocks receptors for the neuro-
transmitter, acetylcholine, which is
released from nerve endings supply-
ing the bladder and activates receptors
on smooth muscles of the bladder
causing contraction. By blocking the
receptors for acetylcholine and di-
rectly relaxing bladder smooth mus-
cle, oxybutynin prevents the bladder
smooth muscle from contracting, in-
creases bladder capacity, reduces
spontaneous contractions of the blad-
der, and decreases urgency and fre-
quency. If oxybutynin does not re-
verse urinary incontinence, other anti-
cholinergic drugs, such as pro-
pantheline or dicylomine, are usually
tried.

Adver seeffects. Many of the adverse
effects of Oxybutynin are related to
its ability to block receptors for the
neurotransmitter, acetylcholine, at
sites in the body other than the blad-
der. Thus, by blocking these recep-
torsin the eye, the gastrointestinal
tract, the salivary glands, the sweat
glands, and the heart, it can cause
blurred vision and light sengitivity,
constipation, dryness of the mouth,
decreased sweating, and increased
heart rate, respectively.

CLONIDINE (CATAPREYS):

Therapeutic Effectsand M echa-
nism: Clonidine hydrochloride is
classfied as a centrally acting anti-
hypertensive agent which is an ago-
nist and activates apha-2 adrenergic
receptors. The activation of these re-
ceptors in the cardiovascular regula
tory centersin the brain and spina
cord produces a decrease in sympa
thetic tone, resulting in adecrease in
blood pressure and heart rate. Clo-
nidine is not usualy recommended for
firgt-line therapy for hypertension be-
cause there are severe symptoms
(increased blood pressure, heart rate,
tremor agitation, etc.) when the drug




Page 12

The Transverse Myelitis Association

is abruptly discontinued. These ef-
fects can be avoided if the drug is
withdrawn gradudly.

Clonidine has been used for the treat-
ment of neuropathic pain. There are
apha-2 adrenergic receptors located
in the dorsal horn of the spinal cord
that regulate pain transmission. Acti-
vation of apha-2-receptors have been
shown to inhibit pain transmission at
this site, thereby causing neuropathic
pain relief.

Adver se Effects: Clonidine can pro-
duce avariety of unpleasant effects,
such as congtipation, dry mouth, dry
eyes, skin problems, and sexua diffi-
culties. Patients who experience con-
stipation can control it by increasing
the amount of high fiber intake and
drinking plenty of water. Dry mouth
can be relieved by sucking sugar-free
candies. Dry eyes can berelieved by
using artificia tear eye drops. Clo-
nidine can also produce alergic reac-
tions on the skin, and increased sensi-
tivity to the sun light. Using sun
screen can prevent skin damage.
Sexual difficultiesinclude difficulty
achieving orgasm, decreased physical
sensation and delayed gaculation. It
is important to remember not to stop
clonidine therapy abruptly, since
abrupt withdrawal from clonidine
may cause severe symptoms that can
be life-threatening.

Reactions With Other Drugs: The
use of tricyclic depressants (e.g.,
amitriptyline) concurrently with clo-
nidine can decrease the effect of clo-
nidine. Clonidine can enhance the
CNS-depressant effects of barbitu-
rates, alcohol, or other sedatives.

PROCHLORPERAZINE
(COMPAZINE):

Therapeutic Effectsand M echa-
nism: Thisisadrug used to relieve

nausea and vomiting. It produces
this effect by inhibiting asitein the
brain called the chemoreceptor trig-
ger zone. When the chemoreceptor
trigger zone is activated, it stimulates
the vomiting center, causing nausea
and vomiting. The chemoreceptor
trigger zone contains receptors for
the neurotransmitter, dopamine.
Blockade of these receptors by pro-
chlorperazine inhibits the activity of
the chemoreceptor trigger zone, lead-
ing to a decrease in nausea and vom-
iting.

Adver se Effects. Prochlorperazine
use is associated with drowsiness,
dizziness, blurred vision, alergic
skin rash, and hypotension. Pro-
chlorperazine can induce seizures in
patients at risk for seizures. The drug
rarely produces serious side effects,
such as jaundice, leukopenia, and
agranulocytosis (see glossary).

GLOSSARY:

Agonist: A drug that bindsto a
receptor and activates it, thereby
producing a response.

Agranulocytosis. Thisis adisorder
in which there is a decrease in the
number of white blood cells
(neutrophils, eosinophils, and
basophils) in the circulation. Thisis
caused by damage to the bone
marrow. Since these cells are an
important part of the body’s defense
against infection by microorganisms,
a decrease in these cdlls increases the
vulnerability to infection. Patients
with agranulocytosis may develop
fever, sore throat, ulcerations and
skin lesions. It istreated with
antibiotics.

Anticonvulsant: Drugs that block or
prevent the involuntary muscle
contractions associated with epilepsy.
These drugs are thought to produce
their effect in one of three ways.
inhibition of sodium ion entry into

the neuron, inhibition of calciumion
entry into the neuron, or enhancement
of the effect of the neurotransmitter,
GABA. Some anticonvulsant drugs
are used to treat psychiatric disorders
and neuropathic pain.

Antidepressant: A drug that is used to
treat depression but does not produce
stimulant effects. It takes about two-
four weeks for these drugs to be
effective. Many of these drugs are
also used to treat neuropathic pain, but
their mechanism of action is unclear.
Recent studies suggest that their
ability to inhibit neuropathic pain may
be due to the blockade of specific
receptors on neurons of the spinal

cord for the neurotransmitter, glutamic
acid. This compound is thought to be
important in pain transmission.

Benzodiazepine: A class of
chemically related drugs that have
CNS depressant activity. These drugs
can produce a spectrum of effects,
including an antianxiety, sedative-
hypnotic (deeping pill), and muscle
relaxant effects. These effects are due
to an action of these drugsin different
areas of the brain. Example of these
drugs would be lorazepam (Ativan),
diazepam (Vaium) and
chlordiazepoxide (Librium).

GABA: Thisisthe main inhibitory
neurotransmitter in the brain. GABA
is released from specific neuron in the
brain and spinal cord into a synaptic
cleft and activates specific receptors
on another neuron, producing an
inhibition of conduction. Thus, the
message is one of inhibition. Some
anticonvulsants are believed to exert
their effect through enhancing GABA
neurotransmission. There are
different kinds of GABA receptors.
Baclofen (Lioresal) is believed to
produce its effects in the nervous
system by directly activating one kind
of receptor for the neurotransmitter,
GABA.
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Liver injury: Some drugs may impair liver function. This
effect is usualy reversible when the drug is discontinued.
Symptoms of impairment in liver function include loss of
appetite, nausea, abdominal pain, and jaundice. The latter
refers to the occurrence of ayellow color inthe skinor in
the whites of the eyes. It is due to the deposition of the
compound, bilirubin, a breakdown product of hemoglobin,
which is normally metabolized by the liver but which can
accumulate in the blood and tissues when the liver is not
functioning normally. Individuals experiencing these
symptoms should notify their physicians immediately.

Neuropathic pain: Thisrefersto pain caused by a
dysfunction in neurons of the central or periphera nervous
systems. Thisis a condition in which an abnormality in
the neuron causes the conduction of pain nerve impulses.

Neurotransmitter: Neurons communicate through
chemical messengers that are released from one neuron,
cross a space (the synaptic cleft) and activate receptors on
another neuron.  The neurotransmitter can be removed
from the synaptic cleft by a process, which transports the
neurotransmitter back into the neuron that released it.
This process, therefore, will remove the neurotransmitter
from the synaptic cleft, thereby terminating its action.
This means the neurotransmitter can no longer gain access
to the receptor. Typical neurotransmitters are serotonin,
norepinephrine, GABA, and acetylcholine. Many
antidepressants

(e.g., amitriptyline) inhibit the process which transports
serotonin and/or norepinephrine back into the neuron from
which they were released, thereby increasing the levels of
these neurotransmitters in the synaptic cleft. Thisresults
in agreater activation of the next neuron. Such an action
is associated with antidepression and possibly relief of
neuropathic pain.

Physical dependence: A condition in which the
discontinuation of adrug that has been taken chronically
produces withdrawa symptoms. The withdrawal
symptoms can be inhibited or reversed by the
administration of the drug or other drugs with asimilar
mechanism of action asthe original drug. A condition in
which one drug will inhibit the symptoms of withdrawal
from another drug is caled cross dependence.

Receptor: A molecule located on cells to which a

neurotransmitter or drug binds to produce its characteristic
effect.

Part 2. Dealing With Change

“It is not possible to step twice into the same river.”
Heraclitus. 540-480B.C.

The Process Of Adaptation To Effects Of Severe Injury And IlIness

James A. Arnett and Denise E. Rabold

Thisisthe second installment in a series of articles written by James A. Arnett, Ph.D. and Denise S Rabold, Ph.D.
Drs. Arnett and Rabold are faculty members in the Division of Rehabilitation Psychology, Department of Physical
Medicine and Rehabilitation at The Ohio State University. Rehabilitation Psychology is a specialty of psychology that
servesindividuals with disabilities as they adjust, adapt, and progress toward healthy and satisfying lifestyles.

Psychol ogists working in rehabilitation use education, remediation, counseling, and advocacy to minimize effects of
impairments due to disabling medical conditions and promote wellness through optimal psychological and social
functioning. Dr. Arnett has a broad base of experience with a range of disabling conditions, and specializesin
evaluation of mental performance and adjustment issues associated with impaired brain function. Dr. Raboldis
licensed as both a psychologist and speech-language pathologist. She specializes in counseling and cognitive
remediation for work, school, and community re-entry after acquired brain injury.

Change is part of life: it isinevitable and unavoidable. We cannot avoid the changes related to aging, work, illness, birth
and death, nor can we avoid changes brought on by advances in science and technology. We cannot stop the river of
change.

Asfunctiona, effective, and imaginative human beings, we must be able to deal with change. We might expect that,
because we live with continuous change, we are equipped to ded with it — or at least a certain amount of it. We may
even be expecting and planning for certain changes, such as awedding, a graduation, a new job, a new baby, or
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retirement. Although changeis
expected, it still causes stress. We
feel anxiety about change whether or
not the change is for the good or not.
Anxiety goes with a need to react to
and manage change. With a change,
whether for better or worse; we must
rely on our coping and problem
solving strategies, and our defenses,
until we have restored a sense of
stability and understanding.

Is there alimit to how much change a
person can deal with? More
appropriately, isthere alimit to the
amount of change a person can deal
with at agiven time? There probably
issuch alimit; and thislimit is
probably different for each individual.
The ability to deal with change is
probably determined by severa
factorsincluding age, education,
experience, and family
(environmental) support as noted in
Part 1 of this article (The Transverse
Myelitis Association News etter,
Volume 2, Issue 1).

What happens when an individud is
confronted with an overwhelming
change? First we should note, aswe
did in Part 1, that each individual
finds his or her own way to adapt to
new situations and problems. If the
process of adapting is unique, then we
must look beyond the individud to
make observations about how a
person deals with a hedlth criss.

Following a health crisis— a serious
disabling illness or injury -- thereis
probably a period of confusion and
distress. There may be many
different emotions experienced during
thistime. Thistime might be
described as a period of disorganized
thinking. The individua will be
trying to understand what has
happened, why it has happened, and
what it means. Why did this happen
to me? Did | do something that
caused this to happen? |s someone
responsible? If | cannot play tennis,

can | sill play golf? | don’'t know
what it is, but | believe this happened
for areason. Will | get better? Will

| get worse? Will | be able to make
love? Will anyone love me? Will |
be able to work again? Will | be able
to drive? All of these and many
similar questions are common during
the early stage of dealing with effects
of severeinjury or illness. An
individual may spend alot of time
thinking about the disease process,
and trying to learn more about the
disease. There may be problems of
pain, which further limit
concentration and the ability to think
in organized and constructive ways.
During this early period of
adjustment, there is often
considerable emotiona distress and
turmoil. This distress may be
evident to others as anger,
depression, anxiety, or guilt.

The period of confusion variesin
length according to characteristics of
the individual, characteristics of the
illness and physical abilities, and
features of their support system,
family, and home environment.
(Note, in Part 1, we described
behavior as resulting from three
complex factors: Physiology,
Personality, and Environment.) With
time, adequate care and support, the
individua will move from the period
of confused thinking to a period of
organized thinking.

Movement from confused thinking to
organized thinking means that after a
period of confusion and distress, the
individua beginsto think in
constructive and productive ways
about their situation and problems.
Thisis atime when old methods of
problem solving and familiar ways of
dealing with the world are expected
to return. With this time of
organized thinking come thoughts
about the problems one faces and the
beginning of planning for the future.

What can be said about the period of
organized thinking? Thisisthetime
when a person, who is dedling with a
crigs of change, beginsto look more
objectively at his or her situation, and
begins to make attempts at problem
solving and planning. A useful model
of adjustment and adaptation has been
developed by Rudolf Moos and
Jeanne Schaefer. Drs. Moos and
Schaefer suggest that regardless of
individua and environmental
differences, persons faced with a
hedlth crisis all have the same
problems to solve. Called adaptive
tasks, these are problems that al
individuals must deal with after
serious, disabling illness or injury.

Moos and Schaefer suggest there are
seven common adaptive tasks that
must be addressed in adjusting to the
effects of seriousillness. The seven
adaptive tasks appear as follows:

I1Iness Related Tasks:

1. Dedling with pain, incapacitation,
and other symptoms.

2. Dedling with the hospital
environment and specia treatment
procedures.

3. Developing and maintaining
adequate relationships with health
care staff.

General Tasks;

4. Preserving areasonable emotional
balance.

5. Preserving a satisfactory self-image
and maintaining a sense of
competence and mastery.

6. Sugtaining relationships with family
and friends.

7. Planning for an uncertain future.

Thefirst three adaptive tasks relate
specificaly to illness, hospitalization,
and dealing with hedlth care
providers. The last four tasks are
called general tasks because they
apply not just to illness and injury
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related problems, but to any sort of
crisis (loss of home, loss of ajab, or
natural disaster, such as aflood or
tornado).

I n studying the adaptation model
presented by Moos and Shaefer, it
occursto usthat tasks 1, 2, and 3
(Ilness related) might tend to be the
focus of effort earlier in the
adaptation process, while addressing
the four general tasks would tend to
come later. Of course, there are
probably many exceptions to this. It
would appear, however, that demands
for dealing with pain, the hospital,
medical procedures, and health care
staff would occur early in an illness
process. It would also appear that
demands for dealing with these issues
would occur at atime when the
injured or ill person is most
vulnerable, and most in need of
assistance and support from family
and hedlth care workers. With the
passage of time, the person will
become more effective at using
abilities and resources. The need for
assistance and support is expected to
decrease with time as functional skills
arerestored.

We have found this to be a useful
model in guiding a person as they
begin to deal with their problems
following injury or illness. Much has
been written about each of these
issues; and because of limitations of
space and time, we will not attempt to
addressthefull list. Instead, we will
focus on the Genera Tasks; because,
as noted, these appear to describe best
the long-term issues of living with
disability. According to the Moos/
Shaefer model, the long-term
adaptation to afunctional impairment
or disability would involve
maintaining emotional stability,
maintaining a positive self-image and
sense of competency, maintaining
relationships, and planning for the
future. Adjustment can be described
as the process of dealing with these

adaptive tasks.

It should be noted that the adaptive
tasks can be dealt with effectively, or
they can be avoided or dealt with in
destructive or negative ways.
Probably the best example of
destructive coping is the use of
alcohol and drugs to ease depression
and anxiety following adisruptive
crisis. Thereisevidencethat an
injury that limits mobility and
independence increases the risk of
depression; and increased depression
contributes to greater risk of abuse of
alcohol and other drugs. Asasmple
example, more effective coping
might involve finding away to
increase mobility, which in turn
would lower the risk of depression.

Moving the focus of attention from
the individual and placing it on the
problems at hand leads to the
interesting implication that all
persons dealing with a crisis face
common problems. Moos and
Shaefer are suggesting that both the
person with adisabling illness and
the person who has lost a home
through fire or natural disaster have
much in common. Both must
maintain an emotional balance. Both
must maintain a positive self-image —
one of sdf-worth, competence, and
dignity. Both must attend to their
relationships with family and friends.
Both must make plans.

In the next installment of this article
we will consider the adaptive task of
planning for an uncertain future. We
will address the issues surrounding
planning for and returning to work.

Reference:

Moos, R.H. (Ed.). (1989). Coping
With Physical Iliness. (2ded.). New
Y ork: Plenum Medica Book Co.

The following information is offered
as ageneral response to questions

related to Transverse Myditisand is
not to be construed as a specific
medical recommendation for any
individual. Thisinformation is based
on the information provided in a brief
question and is without the benefit of
a complete history or an examination.

Children’sHopes and
Dreams Foundation, Inc.

The TMA is attempting to collect
information to create a children’s
directory for our members. In addi-
tion to assisting families with chil-
dren with TM, the directory would
also provide an opportunity for chil-
dren with TM to find each other and
develop support and relationships.
The TMA children’sdirectory isa
work-in-progress (and I, again, im-
plore you to participate and send me
your information). Until we are able
to compile this directory, we are on
the constant lookout for resources
that might assist you in helping your
children share their experiences with
others who might better understand
their thoughts and feelings. Deanne
has found such aresource, and we
want to share it with you. Itisthe
Children’ s Hopes and Dreams Foun-
dation, Inc. The Foundation is a pen
pal program for children with any
kind of mgjor illness or chronic
health condition. The children can be
matched with a pen pal that has simi-
lar conditions and by gender and age.
Please fedl free to contact the Foun-
dation, if you would be interested in
their services.

Children’sHopes and Dreams
Foundation, Inc.

280 US Highway 46

Dover, New Jersey 07801

USA

(973) 361-7366
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Member Questions and Answersfrom Joanne Lynn, MD

Dr. Lynnisan Assistant Professor of Neurology at The Ohio Sate University.
Sheiscurrently on the staff of The Ohio Sate University Multiple Sclerosis
Center and has special interestsin clinical research on the treatment of MS
Dr. Lynn serves on the Medical Advisory Board of The Transverse Myelitis
Association.

Any decisions regarding diagnosis or
trestment should be madein
consultation with your physician who
is best suited to make appropriate
medical recommendations for you.

1. How doillnesses, such as colds,
fever and flu impact TM?

There are two waysto interpret this
question. Thefirst possible
relationship is that vira illnesses are
well known precipitants of post-
infectious TM. Somehow the viral
infection sets off an autoimmune
response directed at the spinal cord
with resultant inflammation and
injury within spinal cord tissue.
Recurrent transverse myelitis has
been reported; therefore, thereisa
very small theoretical risk that vira
infection might set off a recurrence of
post-infectious TM. However, thisis
very smdl and it is more likely that
worsening of symptoms with a cold
or fever would occur by the
mechanism described in the next

paragraph.

The other way to interpret this
guestion is how do colds, fever and
flu impact upon the patient with a
past episode of TM who is now
stable with residua neurologic
problems from spina cord injury.
We know from studies of people with
multiple sclerosis that fever may have
profound effects on neurologic
function in aress of the brain and
spinal cord with demyelination
(injury to the myelin or insulation
material wrapped around nerve
fibers). In norma myelinated nerves,
small increases in temperature will

speed up conduction of eectrica
nerve impulses. However, an
increase in temperature such asa
fever may cause failure (or block) of
conduction of nerveimpulsesin
demyelinated nerve fibers. Infact,
decades ago before MRIs and other
sophisticated tests, MS was often
diagnosed with the aid of the “hot
bath test”. The patient was placed in
a hot bath to raise body temperature
and then reexamined to see if new
neurologic problems developed. Itis
commonplace for a person with MS
who iswalking with a cane to
become temporarily parayzed in the
legsif they develop a high fever.
This phenomenon is not specific for
MS but may occur in any injury to
the central nervous system and
especialy when there is prominent
demyelination as there oftenisin
TM™.

This means that a person with T™M
may experience aworsening of lower
extremity weakness or numbness,

etc. when they have afever. People
who have experienced this worsening
with fever should try to bring fever
down with Tylenol or aspirin if there
are no contraindications to taking
these agents and get with their
physician to determine what is
causing the fever. A worsening of
neurologic function in the setting of a
fever isusually not a new episode of
transverse mydlitis just the result of
the stress of the fever on aneurologic
system without the usual reservesto
tolerate the stress.

2. For how long can the healing
process continue and in what

degrees?

Again, there are few good studies that
report on the healing process and
outcome in large numbers of people
with TM. Berman et al reported that
out of 59 patients with TM, 22 had
good recovery, 20 had fair recovery
and 14 had poor recovery. They
observed that recovery usually began
within 4 weeks to 3 months after the
onset of symptoms. If no signs of
improvement were seen within 3
months, significant recovery was
unlikely to occur.

Reference:

Berman M, Feldman S, Alter M, et al.
Acute transverse mydlitis. incidence
and etiologica considerations.
Neurology 1981;31:966.

3. Isthere away to prevent this
(TM) from happening again, i.e.,
diet, stressreduction, vitamins,
etc.?

For most people, the cause of TM is
unknown or idiopathic. Therefore,
there is no evidence available that
diet, stress reduction or vitamins
would decrease the risk of an
exacerbation of TM. Of course, there
is much that we do not know about
the immune system. There are some
studies that suggest that stress may
have adverse effects on the immune
system. However, itisvirtualy
impossible to construct a stressfree
life that isrich and fulfilling. For that
reason, it would seem prudent for
those with TM to follow the same
recommendations for a healthy life-
style that are given for all: adequate
rest, regular exercise, agood diet,
moderation in acohol intake, no
smoking, etc. Thereis no dietary or
vitamin supplement that has been
proven to hed nervous system injury
S0 beware those who promote
expensive regimens.

4. So many people who have TM
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complain about fatigue. What pos-
sible explanations are there for this
symptom?

Fatigue is one of the most common
complaintsin clinical medicine. The
cause of abnormal fatigue is poorly
understood in most clinical
conditions. The only ways that we
have to measure fatigue are through
subjective rating scales in which the
person reports how fatigued he or she
is. There are several different types
of fatigue, which include 1) a sense of
low energy, 2) abnormal mental
fatigue, 3) fatigability in physica
activities, 4) delayed recovery after
fatiguing exercise. There are very
few studies on fatigue and TM, so we
should look at what is known or
hypothesized about fatigue in other
diseases that injure the spinal cord
such asMS, spina cord trauma, and
degenerative diseases of the spinal
cord. Thetypes of fatigue that would
be most expected to occur in a person
with TM would be the third and
fourth types. With injury to the spina
cord, there is a breskdown in the
pathway for nervous system
activation of muscles. In order to
move your right toe, upper motor
neuron cells in the motor cortex on
the left sde of the brain must be
activated and send a signd through
nerve fibers along a pathway which
crossesto theright side in the
brainstem and then courses down
through the spina cord to the lower
levels of the spinal cord. These fibers
make connections with lower motor
neurons in the spinal cord, which then
send fibers to the muscle. These
fibers spritz out chemicals that travel
short distances to the muscle fibers
and cause them to contract.

One theory about motor fatigue in
spinal cord injury isthat it is dueto
an increase in energy demands caused
by the inefficiency that is caused by
weakness. What this meansisthat if
your legs are weak, you have to work

harder than a person with normal
strength to walk and this requires
more oxygen consumption and more
work for your heart and lungs.
Some studies suggest that this
increased inefficiency is especialy
present if you have significant
gpasticity (or abnormally increased
muscle tone) which must be fought
againgt to move alimb. Some
studies have suggested that the
muscles themsealves function poorly
after an upper motor neuron injury
with weak muscle contraction and
quick fatigue.

Another possible contribution to
fatigue is the fact that nerve fibers
within the spinal cord that have been
injured do not transmit electrical
signals as well as normal fibers.

One type of injury is demyelination.
Nerve fibers are normally
surrounded by an insulation material
known as myelin. In inflammatory
conditions such as TM and MS, the
myelinisinjured. Thismay lead to a
type of “short-circuiting” of
electrica flow across channels
which results in weakened nerve
firing and thus fatigue.

Another contribution to fatigue may
be that people with significant leg
weakness may become
deconditioned and have poor
physica fithess. That part of fatigue
might be lessened by physical
training and physica therapy.

Thereisno curefor fatigue. Even
though the mechanism of fatigue is
not well understood, there are
severa measures that may be tried.
Rest and conservation of energy for
those times when it is most needed
are important strategies. Fatiguing
tasks should be performed in the
morning before fatigue setsin for
most people with TM. Itis
sometimes hel pful to analyze daily
routines to see if tasks are performed
efficiently. Moderate physica

exercise and condition will result in
gradua benefits for most.

Severa medications have been tried
for fatigue in MS; they could also be
tried for people with TM.
Amantadine is an antiviral medication
that has been shown to have some
benefits for fatigue in MS. Itisgiven
in doses of 100 mg in the morning
and the afternoon and is tolerated well
by most people. Pemoline is another
stimulant that has been used with
some success for fatigue in MS. Of
course, other illnesses that might
cause fatigue should be considered
such as hypothyroidism, eep
disturbances of various kinds,
depression and others.

References:

Miller RG, Green AT, Moussavi RS
et d. Excessve muscular fatiguein
patients with spastic paraparesis.
Neurology 40:1271, 1990.

Olgiati R, Jacquet J and Prampero PE.
Energy cost of walking and exertional
dyspneain multiple sclerosis. Am.
Rev. Respir. Dis. 134:1005,1986.

5. Are thereeyeproblemsor vision
problemsthat can occur asa
symptom of having TM?

No. By definition TM is adisorder of
the spina cord and cannot affect
vison. Vison is affected by disorders
of the eye, optic nerve, or optic
pathways that radiate to the visua
cortex that is located in the back of
the brain (occipital lobe). However,
thereis a disorder that isrelated to

TM named acute disseminated
encephalomyelitis (ADEM). Thisisa
monophasic inflammation of white
matter in multiple areas of the centra
nervous system including brain,
brainstem, optic nerves and spina
cord. Itistriggered by the same
things as post-infectious/post-vaccina
transverse myelitis. Some researchers
proposethat TM isjust aform fruste




Page 18

The Transverse Myelitis Association

(apartia form in which not al of the
elements of the syndrome are present)
or isolated, limited form of ADEM.
So it is possible that one might
develop an acute problem with spinal
cord, vision or eye movement
abnormalities as part of the same
process. Spina cord and optic nerve
demyelination may also occur
simultaneoudly or in close temporal
relationship in one form of multiple
sclerosis known as Devic's syndrome.

There are many other nervous system
disorders that might affect vision. If
there is adisturbance of vision,
obvioudly this should be evauated by
an ophthamologist. Itisdifficultin
this setting to review al of the
possible problems with vision.
Briefly, double vision or diplopia
suggests a disorder of the brainstem
that is directly above the spina cord
and links the spinal cord with the rest
of the brain or with the nerves or
muscles that move the eyes. One
cause of loss of visonin one eye is
inflammation of the optic nerve that
brings messages from the retina of
that eye back to the brain. If either of
these things should occur, then this
suggests an underlying process that is
affecting several levels of the nervous
system, not just the spina cord. Some
possibilities might be multiple
sclerosis, sarcoidosis, systemic lupus
erythematoss, infections, vitamin
B12 deficiency, or less likely, cancer.

6. Should a person with TM be
concer ned about receiving a flu
vaccination or any other type of
vaccination?

Thisis adifficult question. The
reason is that acute disseminated
encephalomyelitis (ADEM) or TM

may OCCur as an immune response to
vaccination. ADEM isamonophasic
inflammatory disease of white matter
of the central nervous system (brain
and spind cord). Epidemiology of
ADEM and, to some degree, TM is
discussed in the chapter by Tsdlis
and Lisak referenced below. ADEM
and TM can occur after
immunization with vaccines against
mead es, diphtheria/tetanus, rubella
and pertussis. But when you
consider the very large number of
vaccinations given against these
diseases and the small incidence of
ADEM/TM that occurs, many would
think that the incidenceisrare
enough to suggest a coincidence
rather than causality. They discuss
reports of ADEM dfter influenza
shots.

Given these uncertainties, the only
possible answer is that one must
weigh the potentia risks versus the
benefits. One moderate view would
be that vaccination should certainly
be avoided during any phase of
active worsening and in thosein
whom the initia episode of TM
followed an influenza vaccination by
ashort period of time. Certainly, the
benefits of influenza vaccination
probably exceed the small risksin
people who have significant risk
factorsfor death or severeillness
from the flu (e.g., severe emphysema
or other lung disease, etc.).

Reference:

Acute Disseminated
Encephalomyditis. TselisAC and
Lisak RPin Antdl J, Birnbaum G and
Hartung H. Clinical Immunology.
Malden MA: Blackwell Science,
Inc., 1998. Pp118-1109.

7. Should a person who has been
diagnosed with TM who
experiences recurring symptoms
or an intensification of existing
symptoms betested for M S?

Recurrent idiopathic transverse
myselitis has been reported (Tippett
1991) and does not necessarily mean
that there is underlying MS.
However, recurrent exacerbations of
myelopathy or spina cord
dysfunction should prompt
reevaluation. Myelitis dueto an
underlying autoimmune disease is
more likely to recur than idiopathic
transverse myelitis. Thiswould
include systemic lupus erythematosis,
Sjogren's syndrome, or multiple
sclerosis. Relentlessly progressive
spinal cord dysfunction should
prompt consideration of a spina cord
mass lesion such as tumor or abscess,
MS, or a paraneoplastic disorder
(immune attacks on the spind cord
related to an underlying cancer).

Other neurologic symptoms occurring
after the initial spinal cord attack that
might suggest multiple sclerosis or
another underlying inflammatory
central nervous system disease would
include visua loss, double vision,
trouble with speech or swallowing,
vertigo or selzures.

In most follow-up studies of people
who present with transverse myelitis,
the mgjority do not develop MS.
However, if there are abnormal
lesions in the white matter of the
brain, the risk of subsequently
developing MSisincreased. Those
with myelitis who have totd paralysis
of both legs (complete TM) are more
unlikely to develop MS than those
who had incomplete TM (weakness or
sensory loss without complete
parayss).

References:
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long-term prognosis of acute
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Seventeen years and afew hours ago
| was ditting at my desk at the Uni-
versity of Cincinnati. As| sat there, |
noticed that both feet were tingling. |
looked down and found that | had my
feet wrapped around the base of my
chair. | straightened my legs, finished
my appointments with my students,

WeDon't Want to
LoseYou

Please notify the Association of any
changes to your postal address, your
phone number or your e-mail ad-
dress. You can notify the Associa-
tion by sending a letter or postcard to
Sandy Siegel or by sending the infor-
mation through e-mail to

member ship@myeélitis.org.

If you identify any errorsin the mem-
bership directory, you may aso no-
tify the Association with the correc-
tionsin the same manner.

In Thair Own Words

In each issue of the newsletter, we will bring you a column that presentsthe
experiences of our members. Their storiesare presented In Their Own
Words by way of |etters they have sent us. We are most appreciative of their
willingness to share their very personal stories. It isour hope that through
the sharing of these experiences, we will all learn something about each
other and about ourselves. It isour hope that the storieswill help us all
realize that we are not alone. You may submit your stories by sending them
either by e-mail or through the postal service to Sandy Segel.

REFLECTIONS
Roger (Doc) Livingston
Covington, Kentucky
November 11, 1998

walked to my car and went home.
Since | was waking normally and
did not feel anything unusua, | sm-
ply brushed it off. That evening, the
numbness worked its way up my leg.
When | went to bed, | noticed that
the numbness was just below my
knee. The next morning | felt some
numbness in my rear end, a sore spot
on my left shoulder blade and the
numbness in my |eft leg continued
but was now just above the left knee.
It was Veteran's day so my youngest
son was home. | took him with meto
Louisville to do some business. We
also ran afew errands and headed
home. We were about ten minutes
out of the town when | felt arush
which was warm but just an intensi-
fied buzzing and this tingling numb-
ness moved from above my kneeto
just below my left breast (T4). My
biggest concerns at that point were
that | could not move my left leg, |
was driving and | had an eleven year
old with me. | considered going back
to Louisville but then decided that it
was only a momentary thing because
| must have hurt my back with al the
lifting | did over the weekend and it
was going to stop. Also, | knew the
doctors and hospitals better in Cin-
cinnati. | said nothing to my son and
continued. When | arrived home, |
used afolding chair as a crutch and

walked into the house. | rolled over
the back of the couch and lay quietly.
As| lay there, | could fed the tingling
begin in my right foot and move up
my right leg. | was only dightly
frightened because | had been reading
medical reports for years and | knew
that | had smply pinched anervein
my back. When dinnertime came, |
could not walk to the kitchen, so my
family helped me into a kitchen chair
with wheels and wheeled me to the
table. | still felt confident in my self-
diagnosis. After dinner | called my
family physician and related my
symptoms. | told him what | had done
over the weekend and that | thought |
had injured a disc. His response was,
“I don't think so” and he sent me to
the hospital. The ER experience
sucked. | had an obvioudy new physi-
cian who used the business end of a
hypodermic syringe to scrape across
my chest to seeif | could fed it. By
chance one of the better neurologists
in town was on call that night. When
he saw my chest he said it looked like
acat had did down me with its claws
extended <g>. He did a spinal tap and
for somereason | didn't fed it (ha ha).
He ordered a mylogram for the next
day (that'sal they had in the dark
ages - 1981) and it revealed no tumors
or other problems. | had avery bad
experience with the mylogram be-
cause my muscles were so spastic. |
couldn't lay flat or still because of the
lower body spasticity and pain. Be-
cause | didn't keep my head mo-
tionless, | got one of those infamous
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headaches due to the dye. It was the
worst headache and pain that | ever
had. Asif my day weren't going
badly enough aready, my doctor
gave me the diagnosis. Acute Trans-
verse Myelitis. The next day | called
my eldest son (14) and had him read
the diagnosis, prognosis etc., from the
MERCK manua. After hearing this
and being able to move my feet ever
so dightly, | knew that it was a pass-
ing thing. Interestingly, there was a
major article in the “Journal of Neu-
rology” on Transverse Myelitis (TM)
earlier in 1981 and it discussed the
use of steroidsin the treatment of
TM. Later that day he had them be-
gin ACTH once each day for five
days. During these early days, | was
able to maintain a positive attitude
and went as far as having my students
come to the hospita and taught my
classes from my hospital bed.
DeNile aint just ariver in Egypt.

After about aweek, my neurologist
wanted me to stop using my catheter.
There were afew abortive attempts
because | was just unable to go and
then | asked him if | could have beer
figuring | knew I'd haveto goif |
drank one. He said that he couldn't
authorize it but if 1 were to have one,
it would not hurt me. The next day
when my students came for class and
after afew hints, they brought a
surprise in brown bottles and into the
refrigerator they went. Three days
later |1 could go. No more lugging the
bag around. For my efforts | was
rewarded by being sent to the
Physica Torturist, | mean Physical
Therapist. Thefirst morning | stood.
That afternoon | walked alittle with
paralel bars. Two days later he sent
me home. During these daysin the
hospital | asked myself Why Me?
But | never did answer myself and a
little Elavil seemed to take care of the
depression. In addition to my
students, other faculty members, my
former wife and one of my sons
visited me. One son seemed to avoid

visiting and if there was areason | do
not remember clearly what it was. |
guess because of the reading | had
done, the support | had received from
everyone and what my neurologist
had told me, | adopted the position of
"what you seeiswhat you get”. In
other words, | had to deal with my
limitations but | always considered
myself lucky because my disability
and physicd limitations could have
been worse.

Three months later | started back to
work on a part-time basis. | never
did return to full time work. My
body had told me that enough was
enough. The gtress had been too
much. Working for someone who
did not like me for 40+ hours per
week, starting a private practicein
Cincinnati and Lexington and
Louisville, Kentucky and working
constantly on a house that | could not
realy afford. | aso started driving.

| had no idea that you could drive a
car without being able to feel the
pedals. | wonder how many of us
have done or are doing that. During
the next 18 months | experienced
some minor improvements but
nothing of real significance. By my
anniversary date in 1983, the medical
establishment had acquired aCT
scan machine in the City of
Cincinnati. Like so many of us with
TM, my results revealed no
abnormalities. Also, in 19831 tried
additiona physical therapy but found
that the more active | was the more
spastic | was and the more spastic |
was the more pain | had. Enough
was enough. By 1986 Cincinnati had
aMRI. My neurologist showed me
my MRI and one of someone who
had MS. Even| could seethe
difference. Mine showed absolutely
nothing and the M S patient had very
clear white spots (plague) on the
cord and on the brain. For years
after that | served as guinea pig for
my neurologist’s students. Not one
student made the correct diagnosis. |

have routinely asked general
practitioners to make the diagnosis
and they also failed. In 1996 | spent
nearly three monthsin the hospital
and it was a constant task to educate
the nurses and physicians on
transverse myelitis. The redlization
that TM is extremely rare, 1:1.2
million was redly driven home.

As of today, | have had no
exacerbation’s. | till have margina
control of my bowels and bladder and
| have afair amount of spasticity. My
most significant problem is a central
pain syndrome at T4, the point of my
compression/lesion. | have aband
and the pain is constant. | take alot
of pain medication and have tried
acupuncture, massage and magnets
and none of them provided me with
much relief. 1 do know others who
got relief from al three. Until two
years ago, | was walking with that
awkward gate that TMers know all
about. You know, the one where we
have to look down at our feet to know
where they are at and our locked
knees so our legswon't fold. My
neurologist said that the main reasons
| did walk was because | wanted to. |
encourage al of you who even think
they cantotry. Lock those knees and
go a it one step at atime.

For reasons other than TM, | lost both
legs, one above and one below the
kneein 1996. The medical procedures
required twelve separate surgeries.
They utilized alocal anesthesia that
allowed me to deep through the
operations with no complications. So
like many of you with lupus, epilepsy
and other ailments, | have the pleasure
(yaga) of a secondary problem. But
guess what?? People now recognize
that | have adisability because they
can see me in awheelchair and my
legs are missing. We don't need the
reminder, but others do that just
because one can't SEE the disability,
it does not mean that apersonisa
malingerer.
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| had better stop now or it will begin
to start sounding like I'm having a
pity party for mysdlf. | can say that
my experience has made me a
stronger person. For the newbies, in
particular, | would say, remember to
rely on the strengths that have gotten
you thisfar. Keep your faith in
yoursalf, those around you and
whatever higher being is yours. Keep
a positive attitude and reach out to
those around you and don't be proud -
- everyone needs help, itisjust a
question of how much and what kind.
Also, don't forget to do mind and
body exercises. If you don't useit,
you will loose it and | do mean ALL
body parts both above and below the
neck.

| have been with the group (tmic-list)
on line since early 1997 and cherish
the support and input from the group.
| tried to keep a discussion group on
TM going in the early 1990's on
Prodigy but just couldn’t keep people
involved nor did | have the skills of
our Jim Lubin. | wonder how many
of them are now on the tmic-list or in
TMA and we just don’'t know it? |
have had my picture posted on the
tmic home page and redlly wish more
people would do it even if they are
not part of the on line chatting. 1'd be
happy to scan any pictures for those
who do not have the equipment to do
it. My wheelchair and | will bein
Sesttle next August and | look
forward to meeting you all.

Roger Livingston (Doc)
docO9@fuse.net

Transverse Myelitisis arare disorder
that strikes approximately one out of
1.3 million people. | am one of these
people. Thisismy story.

| was born into the Wroblewski
family in 1952 in Buffalo, New Y ork.
As the second daughter, and one of
five children, | strove to be 'different’
and unique among the voices of my
noisy company. With aflarefor the

dramatic and musical taent, |
enjoyed being the center of attention

M aureen Wroblewski

Rochester, New Y ork

asoftenas| could grabit. | was
gifted physically, and there wasn't
much | couldn't dointhisarea. My
friend Lindaand | were the only
girlsin sixth grade who could climb
the rope to the ceiling of the
gymnasium : ) | felt proud and
confident because whatever | wanted
my body to do, it could do. Then
one morning, without warning, | was
paralyzed from my waist down.
Thisis how it happened. | wasin
high school and first period was the
dreaded swim class. That morning |
felt an unusual weariness and even
stopped in the hall to lean against the
lockers on my way to homeroom.
Most of the time, people had a hard
time keeping up with my long stride.
| remember this detail only because
it had bothered me enough that |
wrote a note to my best pal, Jeanne,
and | till have it in a shoebox
somewhere. In the middle of pool
time, | asked the teacher if | could Sit
out and she OK’d it. Then while
trying to get dressed, | found |
suddenly could not pick up my foot
to put it in my shoe. My back hurt a
lot and | started to cry. All | wanted
was my Mother! They tried to put
me in awheelchair, but decided a
stretcher was needed so the teacher
just held and rocked me back and
forth while they charged off for it.
Then we rolled through the on-going
gym classes to the nurse’ s office
where the woman tried to calm me
saying, muscles play funny tricks on
us sometimes. | guessthey called
my Mom, and she came with the
family station wagon and they rolled
mein there. My sister came too. It
was a strange ride, lying down in the
back of the car, hair wet from the
pool and my Mom and sister oddly
slent. | learned | had caused quite a

flurry of rumorsin my high school
class of 400.

When we arrived at Mom's hospital
(shewas aRN and worked at Park
Ave. Hospital as Mrs. W), the Dr.
examined me and struck my knees
with his rubber hammer and they just
sat there. | was admitted and sent to
room 222. Hours later, Mom came to
work at 3 PM. and | still hadn't seen a
Doctor. They were waiting for the
neurologist and couldn't even give me
an aspirin until he arrived. | had a
raging headache because | hadn't
eaten since early morning and | hadn't
urinated al day. | could just wiggle
my big toe on my left foot. That was
it. Evening fell and the flamboyant
Dr. Fred Gelb arrived and after an
examination that included pins, he
decided | needed aspina tap. Mom
couldn't watch. She left the room. X-
rays revealed nothing. Probable
diagnosis? Gullian-Barre Syndrome.
Prognosis? Unknown. They didn't
have MRI's (magnetic resonance
imaging) available at the time and
when technology eventually made this
possible, my lesion on the spina
column at T-10 was no longer visible.
| heard them say the spinal fluid
showed an elevated white cell count,
but no one ever stopped in to discuss
any test results with me. | was only
15. Just akid. That night | was
moved into the intensive care unit in
case the paralysis traveled up and
affected my breathing. | was
catheterized and had an 1V put in for
fluids, | think. | heard my Dad had
come by to see me but | was seeping
and he didn't want to wake me. ICU
is a strange place to be at night.

Weird sounds. Once, when | was
obvioudly distressed, a nurse asked
me, "What's the matter, honey? Are
you afraid you're never going to walk
again?' What? What did she mean?
The possibility had never even
entered my mind! Mom told me they
just put me in there because | was 'her
daughter".
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Theride in the car put butterfliesin knew, | was donein the universe with
So began my stay of three my stomach. It was snowy and | this affliction. A little more stamina,

months...entered the day before
Thanksgiving 1967 and didn't leave
til the end of February. | hated
hospital food and would often cross
out the day's menu and ask for aham
sandwich. If | close my eyes, | can
still remember the smell of the place
when those trays would come aong.

| can't eat ham now. The walls of my
room were covered with cards from
relatives and friends. When | was
released from ICU, | got to share a
room with an elderly lady who had
skin ulcers. | guess| wasthe only
'youngster' on the floor and so when |
could sit up (whoa....stop the spinning
world!) in awhed chair, they would
let me roll around to deliver the mail
to al the other rooms. Once, my
girlfriends came near Christmas and
we sang carols around the wing just
for the sheer joy of hearing our voices
blend together once again. We had
spent many an overnight singing
Beatles songstill 4 AM and missed
that shared experience. Thenthey
left, and it was quiet again.
Incredibly, | did not receive any
treatment or medications while in the
hospital. No physical therapy, no
steroids, no vitamins. Too late, the
damage was aready done. There was
no surgery to fix it'. | did come down
with the flu TWICE during my stay.

Christmas was the hardest time.
Mom bought me a purple velvet skirt
and it fell off of me. Clothes felt
uncomfortable and awkward. My
brothers and sisters didn't know what
to say or do there. | didn't either. |
missed my little brother, who was
very closeto me. | think he couldn't
come in because of hisage. Later |
learned he had broken down one night
and cried for me to come home.
Home. When | wasfinaly scheduled
to come home there were still no
preparations made for 're-entry’ into
the world out there.

asked Dad to please ow down, |
felt dizzy. When | got inside the
house, | crawled around to refresn
my memory of the place. | could
only stand up if someone held on to
me, and Dad was my main ‘dancin
partner." Frighteningly, | nearly
blacked out trying to pee on my
own. (It's amazing to me now that
no one ever addressed this issue or
any other embarrassing, yet critical,
concerns | had.) We borrowed a
bedpan from one of our neighbors.
There was no offer of counseling or
any support groups. There was no
support. We just made do.

| had tutors at home to help me catch
up with school. I'm not sure when
exactly | returned to school, but |
was on crutches by then and yet |
used the wheelchair to get around
my expansive high school.
Somewhere in the middle of all this,

| had a physical therapist cometo the
house to assign me exercises. |
hated these. | still don't like to do
anything | can't do well. Someone
had to help me or | just flopped
around. | wasn't convinced they
would do any good. | couldn't see
any improvement. Discipline was
not my strong point. | do remember
the day | took more than three steps
on my own. One, two, threeand I'd
usudly lose my balance and tumble.
Thistime | caught myself before the
tumble and without holding on to
anything, | walked clear across the
kitchen, where Mom was holding
her breath with her back to me. "Ta-
dah!" Every timewe would visit the
neurologist, Mom would say, We
want to know when is she going to
run? He would smile indulgently
and say, be glad she can walk.
Running was not in my future.

So, little by little, improvements
came. | waswalking without aids,
but it wasn't pretty. And so far as|

alittle more balance, alittle more
courage. Lotsof fals. | was
exhausted so easily. My body wasn't
my own. | couldn't make it do what |
wanted. It was out of my control.
Like a child again, but no one expects
achild to have these abilities. I1t's OK
for achild. | wanted to tell everyonel
met, " Thisisnot therea me! Thisis
not how I'm supposed to be!" | felt
ashamed somehow. | was no longer
graceful. People stared. Children
pointed. | wet myself. Worse. |
began to hide.

Y ears passed and | saw the Dr. less
and less. There was nothing he could
do. It wasanisolated and londly
season. Still, I tried out for the school
musical and got the lead role in
Carniva. | wasLily and | had to set
my crutches aside. | fell in love.
Therewas alot he never knew. | was
good at pretending. | developed a
habit of committing to socia events
with an initia enthusiasm and then
canceling out at the last minute when
fears or redlity would stop me. My
friends took me to a'Young Life
meeting and | met areal live Jesus |
never knew growing up as a Catholic
girl. And | loved to hear the stories of
Jesus hedling the blind, and the
broken and the lame. | read the Old
and New Testaments with a hunger
for answers. | had alot of questions
for God. So | began my search for
meaning in things unseen. Some of
my sorrow lifted.

| graduated and went off to college at
the University of Buffalo and then to
grad schooal in Library Science.
Walking across campus was difficult
in Buffalo winters and | usually
walked aone as it took me twice as
long to get anywhere. | developed dl
sorts of coping mechanisms, some
hedthy, some not. | lost my Mom,
my surest advocate. Then | began my
career in the world of children's
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library service. Surely, | discovered,

| was born to be astorytdler 1) ina
long line of storytellers. And, finaly,
| began, on my own, to search for
answers and possible help. This
brought me to a neurologist who had
other cases similar to mine. He
corrected my diagnosis to Transverse
Myelitis. He could tell me what had
probably happened to me. No one
else ever had. He got meinto a study
that allowed me to haveaMRI. The
pictures this produced showed only a
textbook perfect image of brain and
spina cord. It had been too long. He
explained that TM was ade-
myelinating disease where quite
probably avirus triggers a dramatic
response from the body's
immunolgica system. The body then
actually fights against and mistakenly
damagesitsdlf in an area of the spina
cord. Thelight of knowledge was
beginning to shine. | had had a
severe flu-like illness shortly before
my episode and the Dr. thought it
might have been mononucleosis,
athough the test had been negative.
The myelin sheath surrounding the
spina cord enables the body to
receive and send messages along the
nerves from the brain and back to the
muscles. Once damaged, scaring
resultsleaving alesion that is
sometimes visblewithaMRI. All
body functions are affected from that
point on the spina cord on down.
Nowadays, people are treated
immediately with steroids to reduce
inflammation. Sometimes during our
visits my neurologist would tell me
about another person he admitted
with adiagnosisof TM. | was hungry
for details but little could be shared.
He also helped by sending meto aDr.
who eventudly taught me to manage
my bladder through self-
catheterization. That was one
liberating step for me. Healso
encouraged meto try physica therapy
once again, and that resulted in the
use of an orthotic brace and a cane
that has made aworld of differencein

my gait and endurance. Why this
idea had never occurred to us before
isawonder to me. | had just gone
from crutches to nothing and |
suppose they thought if | wasn't
complaining, everything was OK.
Wall, it was OK, but it wasn't good.
And now it was getting better.

My story takes a dramatic turn when
| purchase a computer and acquire
Internet access. One day, it dawned
on methat | could do a search on this
critical issuein my life, Transverse
Myelitis. | typeditin. | waited. The
hair on my head literally stood on
end when the screen filled with a
message that would change my life.
There were others. And they wanted
to talk with me! As| read their
individua stories, the tears would
stream down my face. "Dad, Dad" |
would call. "You've got to read this!
It soundsjust like mel" They
understood my fears about the future.
They hungered for the facts of just
what had happened to them and were
willing to work to get the answers.
We could all get our voices together
and be heard! There were hundreds
of us. Some were in whedchairs,
some even on respirators. | began to
realize how blessed | redlly was.
They had married, and even had
children. They had endured the
darkness of the unknown as| had.
The mother of one child diagnosed
with TM started The Transverse
Mysdlitis Association. Her nameis
Deanne, she livesin Sesattle and she
ismy friend. When the opportunity
came to meet her and a few people
from this group in Columbus Ohio, |
knew | had to go. Therewas no
question. Whatever the cost, | knew
| had been waiting al my life for this
answer to prayer. | flew to Ohio and
got myself to the convention center.

| waslost. This place was huge and |
carried a heavy backpack. At long
last | walked into the room where a
circle of people were introducing
themselves. | sat down next to alady

in awheelchair and everyone looked
a me. Hdlo, | said, my nameis
Maureen and I've come from
Rochester, New York. | was
paralyzed from the waist down at the
age of 15 by Transverse Myditis and
| have never met another person on
this planet with TM. Sandy Siegel
walked across the circle and put his
arms around me and | fought not to
cry in front of everyone.

On the morning of 39 May 1990, |
was busy working a home. | had a
business designing and making bridal
wear. | went to take a break and get
changed to take my daughter to the
doctor’s, and as | raised my armsto
change my swester, | got the most
awful searing painin my groin area. |
could not sit down and even standing
was amost unbearable. | have a
recollection of having dight lower
backache earlier in the day. Also,
about aweek earlier, | had backache,
but put this down to gardening.

A neighbor helped me to get to my
doctor who was unable to examine me

My Encounter with
Transverse Myelitis

Ann Moran
Ireland September, 1998

as | wasin so much pain. She thought
that | had dipped adisc. She gave me
amorphine injection in the thigh and
told me to go home and lay on a hard
surface and that she would come and
examine me after her surgery time. |
did this. I lay down on the floor, and
after ashort time, felt that my feet
were very cold. | asked my daughter
to bring me acover. Then| fel

adeep for approximately one hour
from the injection and when | awoke,

| found that | could not move at al.
So when the doctor did arrive, she
was flabbergasted, and could not
understand what had happened. |
found out later that she had never
come across TM before.
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| was taken by ambulance to our loca
hospital. The hospital was eleven
milesaway. Thiswasat 6 PM in the
evening. They aso did not know
what was wrong and | was very cross
that | had been l€eft in the casualty
department for six hours and did not
see a consultant, only a trainee doctor.
Well, eventually they decided | had to
be transferred to another hospital,
which would have better equipment
todotests. So, at 12:30 AM | was
transported by ambulance to Galway
and a hospital, which is
approximately fifty miles from my
home.

Here | was given a mylogram, and
they sighted some small clots of
blood on the lower back areafrom
waist upwards. So they operated
straight away to remove them, but
found that this was not the cause of
my paraysis. They were only on the
surface. There had not been any
pressure on my spina cord from the
clots. | never heard the word
“paralysis’ used once until the next
stage of my journey with TM.

The next stage of my journey, DAY
2, | wastaken by helicopter to
Dublin, aimost 200 miles away from
my home. On being admitted, thisis
where| first heard the word
“paralysis’ mentioned, and it scared
me to death. | just could not believe
it. 1 thought what was wrong was
something like pins and needles and
would go away after awhile. | had
never heard of anything like TM
before.

Littledid I know what a long journey

| had to face and al of the difficulties
| would encounter. | had severd tests
done in Dublin, which included MRI
and CAT scan, and a brain scan,
lumbar puncture — which | will never
forget until the day | die!
Unfortunately for me, | had atrainee
doctor doing the lumbar puncture.

Severa blood tests were also done.

M S was mentioned, but ruled out.
Nothing could be found in the way of
cancer. So, thefina diagnosis was
TM.

| was put on steroids as from day 3in
the Dublin hospital. | think that |
continued to take these for three
months. | have requested my records
but have not received them yet to
check on this. | also started
Physiotherapy and was put on atilt
table each day starting for five
minutes and building up to 20-30
minutes. | had completely lost my
balance and could not sit mysalf up
in bed or turn over. | had to be
turned every two hours, day and
night. After two months, | was
transferred to the rehabilitation
hospital aso in Dublin. Herel had
to stay for six months and learn to
live without my legs. | had no
movement at all in my lower region.
It was very frustrating. Then one
Saturday evening, after being put to
bed, (we had no choice, we were put
into bed after teatime and that was
that) -- | awaystried to move my
feet or legs, which only happened in
my brain. But one Saturday, |
managed to move my big toe, very
dightly. This caused great
excitement on the ward, and | had
everyone, including the nurses,
coming to look at “my toe.”

Each day we did Occupational
Therapy in the morning and
Physiotherapy in the afternoon.
Learning to transfer from my
wheelchair onto a bench, and as |
had lost my balance, | was terrified
of making this move. Many times|
cried at these therapy classes from
fear and from the loss of the use of
my legs. It was along ordedl, but
gradually | did get stronger and
learned to transfer. But even up until
the day | returned home, | could not
do thisby mysdf. | had to have
help. | can’'t say that | had any

severe painin my legs. It was more
like a severe burning sensation. At
first | could not bare to brush crumbs
off my lap. This hypersensitivity is
still there. | find that | am “switched
off” to it most of the time, but it has
eased agreat dedl. | only have these
feelings around my feet and ankle
area now.

Toileting was a huge burden for me. |
had had a catheter fitted the evening
of the first day while in the hospital in
Castlebar, and when | started to get
sensation back, which was about three
months after the onset, | could not
bare the catheter and had to have it
removed. From there | had to learn to
use the intermittent self-
catheterization, which | did for
severa months. Eventualy, | was
able to use the toilet normally. By the
time | was going home, in December
1990, | was fine, but had to make sure
that | visited the toilet about every
two hours, or regulateit as to what
drinks | had. Up until today, my
bladder problem is the worst part of
my TM. For me, everything elsel
can cope with and, of course, the
more sensation and normal feelings |
am getting back, the more problems
with my bladder. They tell me that
my bladder shrunk with the paralysis
and so the capacity is not so gredt.
There stak of doing surgery for a by
pass, but | am not really keen to have
this done, so | am battling on and
coping withit. | never had any real
trouble with my bowels, except in the
first two or three months. Then they
returned to normal.

The position | am in today isthat | am
meaking progress even though it is
very dow. | have norma fedlings
from my waist to my knees, and
sengitive to touch from my kneesto
my toes. | do some standing every
day and | am able to walk afew steps
with arollator waking frame. | do
make an effort to do these things
every day to try to strengthen my legs.
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It is my knees that give me trouble.
It'sasif they have not “thawed out”
yet. After standing awhile, my knees
collapse. | rely on my wheelchair to
get around the house and to go
shopping, etc. In addition to al of
this, | have had to face having a
partial mastectomy for breast cancer
in December 1996. Thankfully, to
date, | seem to be keeping well.

| note from other people’s letters that
they use leg braces. | must enquire
about these to seeif they would help
me. | did purchase some “legs’
called a“walk about.” | heard about
it on a program called Beyond 2000.
It was a man in Australia that
invented it. But because my legs and
feet, in particular, are still very
hypersensitive, | have been unable to
use these “legs’ aswhen | try them
on, they cause my feet and ankles to
go into spasms. | am working aong
with a personal assistant that does my
physio and we are using massage and
aromatherapy on my feet and legs and
| find that thisis helping. My legs are
not so sensitive at the moment.

Through al of the years | have been
unable to walk, | have kept busy
being involved in several things. |
found that this has helped me “ stay
sane.” | learned to drive using hand
controls. Thiswas abig stepping
stone asit meansthat | am not
confined to the house, and as | live in
arura areg, it isessentid that | am
able to get out and about
independently.

| have been Chairperson of our local
branch of Irish Wheelchair
Association. And | am currently
Secretary. | anasoinvolvedina
group caled The Centre for
Independent Living which was started
up with the help of alady from
Berkeley, California, in Dublin back
in 1991 and 1992 and came to the
West of Irdland in 1995. My job was
Leader Coordinator, which meant

visiting all the people with
disahilities in the Mayo region who
were involved with CIL. This does
not mean that al the people with
disabilitiesin Mayo were able to
have the PA service. CIL helps
people to find Persona Assistants
for the disabled and gives guidance
on how to work with aPA and also
on living independently. But
because CIL relies on the
government community
employment schemes to fund the
PA’s, there are certain criteria, one
of which | came under thisyear. |
had been on the scheme for three
years and so had to take a six-month
break. My timeisamost up now,
only to find that the numbers that are
alowed on the scheme are covered.
So, | may have to wait until next
year to get back on the scheme. In
the meantime, we will continue to
lobby government for permanent
funding for the Personal Assistant
service.

Maybe the fact that | will not be
working with CIL isagood thing. |
could concentrate on TMA, and try
Setting up a support group with your
guidance herein Ireland. | have not
done anything like this before, but
would be very interested in doing so.
| know how | have felt al these
years. Feeling so isolated, not
knowing anyone else with the same
problem. | did meet three other
people when | wasin the
rehabilitation centre that were
diagnosed with TM. | will try to get
in touch with them through the
disability magazines here and maybe
if 1 write to the rehabilitation
hospital, they would pass my name
on to patients past and present.

| will look forward to hearing from
youl.

Regards, Very sincerely,
Ann Moran
Derrygorman Westport

Co. Mayo Irdand

098-26469

My bout with Transverse Myditis
began on May 5, 1998 as | was
flying home from Rome, Italy. My
roommeate on the trip through Italy
had caught a bad cold about three days
before we left Italy. Soon after we
were airborne on our way from Italy
to Florida, where we live, | began to
fed ill.

| thought I was catching my room-
mate'scold so | tried to relax and
drink plenty of fluids. Before long,
my chest felt like someone was
sgueezing it and my head was splitting

DorisBallou
Melbourne Beach, FL

November 6, 1998

with pain. | took two Tylenol tablets,
but they made me nauseated. | asked
the steward for ice for my head. |
never have a headache, so | thought
the cold germs hit me full force. The
steward took one look at me and said,
“you need adoctor. Can you believe
there are 54 doctors on this flight go-
ing to aconvention?’ 1 told him not
to bother the doctors, that | would be
al right. In no time, four doctors
were around me guestioning me about
my aches and pains. They asked the
steward to clear amiddle aisle row of
seats so | could lie down. When | was
stretched out, the stewardess brought a
tank of oxygen and the doctors
checked my vital signs. They evi-
dently thought | was having a heart
attack, because one of the doctors
would check my blood pressure every
few minutes. One of them had the
airline captain order an ambulance to
meet our plane in Philadelphia. | was
transferred to the hospital there, given
antibiotics, many tests and kept for
four days until my fever broke and |
was able to head for home.

When | landed in Orlando, Florida, |
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tried to stand to walk to the door of
the plane where awheelchair was
waiting, but my legs were completely
numb. | told the stewardess my legs
were asleep and | couldn’t move
them. She helped me to the door and
to the wheelchair.

My son met me and drove me to my
home in Melbourne Beach. | saw my
pulmonary specialist the next day to
check on what was diagnosed in
Philadelphia as bronchitis. | was
wheeled into his officein a
wheelchair. When | told him my legs
were numb, he checked the
circulation and thought my leg pains
were from the trauma of my illness.
He gave me more antibiotics and sent
me home.

After another day of misery, not
being able to even stand on my legs, |
called the doctor, went back to his
office, and he put me in the hospita
to undergo tests from the vascular
specidist, the cardiologist and the
neurologist. The second neurologist
who saw me diagnosed my problem
as Transverse Mysdlitis, after he
ordered aMRI and aspind tap. | was
given prednisone by 1V and kept in
the hospital for aweek, then sent to a
rehabilitation hospita.

A physiatrist directed my care at the
rehabilitation hospital. | continued
the prednisone orally until | was
weaned off of it. | had four hours of
therapy for my legs each day for ten
days. | was able to go home and have
visiting nurse and physical therapist
care three days each week for six
weeks.

| now exercise on my own and see the
neurologist and physiatrist from time
to time. | am taking neurontin twice a
day. | go to an aguarobics class two
or threetimes aweek. | was doing
this before | contracted Transverse
Mysdlitis.

My progress the first two months
was outstanding. | went from totally
immobile legs, to getting around in a
whedlchair, to awalker, thento a
cane. The last four months | can not
see any progress, athough the doctor
says that the damaged nervesin my
legs are healing. He saysthat | may
take elghteen months to recover but
encourages me with the hopes that
my legs will be fine again.

| had MRI’ s two days this week.
The doctor says that they show my
condition is stable. The lesion that
has been affected in my spinal cord
is T10 and it has not changed.

| continue to work toward the goa of
overcoming this Transverse Myelitis
or developing the strength to live
with it and keep doing the pursuits
that | enjoy — serving the Lord
through his Church in teaching and
serving others. | am aretired
Director of Christian Education, a
teacher and a short-term missionary.
| enjoy gardening, painting and other
hobbies. | am awidow and | enjoy
my family, four sons and their
families, including six

grandchildren. Many faithful friends
are ablessing, too.

| am grateful to find the Transverse
Myelitis Association on the Internet
and thankful for Deanne Gilmur,
Sandy Siegel and all of the officers.
| appreciate communication with
other TM patients and the
encouragement from case histories
in the periodical.

| was inflicted with TM at T-12in
June 1991 at age 59. | was admitted
to an ER as a paraplegic and
remained so for about six weeks
while being medicated and treated
through physica therapy (PT). After
eight weeks | was discharged from
the rehab center as a wheelchair
outpatient with minimal ambulatory
skills. | remained an outpatient for
two years while undergoing PT at

home and at the center. My
ambulatory skills were reacquired
through the following stages: physical
therapy on the mat, acquiring transfer

Anonymous
Arizona

skills from bed to wheelchair, halting
steps on the paralld bars, practice
with awalker, graduation to walking
with two canes, then one cane, and
then no canes. | ill utilize a cane for
safety purposes, and to assist me over
curbs and up flights of stairs.

Initially, the whole process was
painless, but pain increased gradually
as | reacquired mobility. In short,
now if | were to walk ten miles per
week, you would need to administer
morphine about once an hour to
relieve the pain. My pain (leg and
groin pain) isminimal if | walk
exactly one-half of amile per week in
three separate days, and | do not
overdo sitting and standing.

It ismy experience that acute TM isa
very manageable disorder if one
experimentally develops a strict
regimen tailored to one's own case. |
think it isa good ideato keep a
detailed diary asto PT, medication,
pain levels and character, and general
notes. Presently, my own regimenis
asfollows:

1. Exercise Monday, Wednesday, and
Friday including stretching, walking
(on grass or on atreadmill) 1.5 miles
per week, and lifting weightson a
fitness machine which covers al
major muscle groups.

2. Hot tub therapy every evening for
my legs.

3. Daily medication including
Darvocet and Baclofen for pain, and
aspirin for blood thinner.

4. Vitamins C and E.

5. Lots of deep including about seven
hours per night and a two-hour siesta.
| have found that my most therapeutic
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position while resting is lying on my
left Sde in a prenatal position, and on
afirm mattress, | might add.

6. | work with my computer lying on
my back on a bed.

7. My diet consists of fruits, ceredls,
some soups, and mainly fish and
chicken with rice every evening. |
utilize prune juice and light doses of
Correctol to maintain regularity.

8. | do not use caffeine or acohol, or
much sugar.

9. My only viceis puffing on a good
cigar or two every day.

| cannot travel by air very
conveniently, because | have a
continence problem. Accordingly, |
travel by car and never stray too far
from arestroom. | aso carry aurine
bottle, which | rarely need to use. For
safety, | carry acell phonein the car
because | sometimestravel in remote
areas or in large, unfamiliar cities. In
accord with my exercise and diet
program, my bowel movements are
very regular but require digital
stimulation for initiation. | gtill lack
some sengitivity in that area. My
socid life is near normal. However, |
cannot sit and talk for more than
about an hour because of excessive
pain accrual.

My occupational therapy consists
primarily of working with the
computer, including professiona
writing and persond financia
management. After coming to terms
with TM on the basis of a gtrict
regimen, which had to be developed
experimentally with the help of my
doctors, my life in retirement might
be called "normal".

However, in 1996 | was diagnosed
with having incipient Parkinson's
Disease (PD), another neurological
allment. | am currently being
medicated for PD with Permax and
Carbodopa that seem to be working to
offset the advancement of shaking of
my right arm. | have been told that

my longevity should be normal and
that the PD will not be fatal. There
are anumber of drugs being
developed for PD, and | expect the
disease will be mitigated in my case.
Unfortunately, PD is often
accompanied with growing
depression. | am now experimenting
with low doses of Prozac to offset
this effect.

| hope that this information will be of
use for the TMA and its members.
You al need to be convinced that
there are intelligent means to handle
TM. | know it requires a
comprehensive approach and a
regimen tailored to each case.

Very truly yours,

"Anonymous in Arizona"

While reading the newdletter, |
noticed that my situation differed
from amost dl of the others. |
would like to share with you my
story.

| have had Crohn’s Disease for many
years. | also have several other
autoimmune diseases, Rheumatoid
Arthritis, Iritisand Meniere’'s
disease. | cannot accurately pinpoint
the onset of my TM, because at the
time, some of the symptoms were
attributed to my other problems. In
late’94 and early 95 | had avery

Hinda L ee Sheffer
Los Angeles, CA

severe flare up of my arthritis. When
| had trouble walking in mid 95, |
thought it was the after-effects of the
flare up or even the beginning of
another flare up. Later in the year, |
had severe painin my spineina
previoudy injured area for which |
had a cortisone shot. In July my
Mother was in the hospital for major
surgery and my legs felt very heavy,
but | attributed that to the many
miles of hospital corridors | was
covering.

At the beginning of August, | had
difficulty urinating and consulted a
urologist. The results were negative
and no cause was found. When |
asked him what to do he said, “wait
and see.” Inhindsight, | can see that
was the time | should have had a MRI
and possibly detected the TM at that
time.

As my walking became progressively
worse, my neurologist sent me for the
first set of MRI's. They did studies of
the thoracic, lumbar, and brain. | was
put on a decreasing course of
Decadron and then no further
medication.

| fed that the onset and subsequent
diagnoses was clouded by my pre-
existing conditions. It was so easy to
think that the problems were related to
the rheumatoid arthritis. InJduly | fell
off of my neighbor’s porch, but we all
thought that it was dueto acrack in
the step. Thesignsfor TM were
there. They were just misinterpreted.

In November of 1995 | went to seea
consultant about my TM. Hefelt that
in six monthsto ayear | should regain
90-100% function. That did not

happen.

In June 1998 | heard alecture about
eectrical stimulation. My neurologist
told me that a similar treatment was
used in our area and proved to be
ineffective. At the sametime, a
Resident in rheumatology asked if I'd
heard of the Gamma Globulin
Infusion Treatment.

On October 15, 1998 | went for a
consultation at the Rancho Los
Amigos Medical Center in Downey,
Cdlifornia. | wastold that the Gamma
Globulin is only used in the first three
months of TM. It isnot approved in
the United States for mydlitis. There
is aworldwide shortage of the
medication.
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The bowel and bladder dysfunctions
are the most devastating aspects of
this disease to me. If anyone has
similar problems and has found a way
to reverse the situation, | would like
to hear from them.

Thank you for allowing me the
opportunity to share my story and my
feelings. After threeyearsitisabig
relief to know that others are in the
same podition that I'm in. | thought |
was al aone.

Hinda Lee Sheffer

My nameis John Bryant and | am a
48-year-old man married to a
wonderful girl whose nameis Pat.
We have addlightful 4-year-old
daughter, Charlotte. Firstly, may |
thank you for al the information you
have sent me. It iscomforting to
know that oneis not alone in suffering
with Transverse Mysdlitis. | used to
think that | was a“medica enigma’
as no one could explain to meits
cause or my prognosis. But having
now established contact with the

John Bryant

United Kingdom

TMA, I've found that there are other
people “out there’” who have similar
conditions and experiences as mine.

Around the end of January 1996, |
started experiencing dizziness and
difficulty in coming downstairs. |
was having to look for every step. |
found that | was walking unsteadily.
My GP prescribed medication for
vertigo and made a further
appointment. 1n between time, |
started losing feeling in my torso and
legs. | couldn't tell when | was going
to the toilet and | started experiencing

partial impotency.

On February 20 | was admitted into
the hospital where | underwent three

lumbar punctures (spinal taps), CAT
scan, three MRI's, blood tests and
various evoked potentia tests. My
neurological consultant then put me
on afive-day course of steroids
(methyl prednisone) but this did not
help. The only thing it did was bring
on Diabetes! The spind fluid
indicated an abnormal cell and my
condition was classed as Non-
Compressive Myelopathy. | was
sent home till walking but
somewhat unsteadily and with a
walking frame. The numbness had
reached my navel, but two weeks
later it had progressed to chest level!
| was re-admitted for a second
course of steroids and aweek later a
third course. All to no effect! 1 still
had had no specific diagnosis and no
indication of whether this condition
would continue, worsen or improve!
All I was given was non-committal
answers, such as "we fully expect
this or that to happen, to get your
feeling back or to walk again." All
negative, gray responses. They had
ruled out spinal tumors, blood clots,
spinal stroke and Multiple Sclerosis.
Thiswasthe time | felt as though |
was a“medica enigma.”

More evoked potentias, blood tests
and possibly another MRI. Vitamin
B12 and Folic acid were checked.
Findly, TM was mentioned and it
was explained that an unknown virus
had attacked my spinal cord and
stripped the myelin sheath from the
nerves. Nobody that | spoke to had
even heard of it. It seemed to be
similar to MS, only it affected me a
lot quicker.

| spent six months (wasted time, in
my opinion) in rehabilitation having
Physiotherapy having been told that
intensive physio may “kick start” my
recovery. Some hope! By thistime
| was seeing aclinical psychologist
and on Prozac to help me accept the
trauma of this debilitating condition.

| was sent home to begin my new life
with my condition. We had aramp
fitted, alift installed for access
upstairs, the bathroom altered so |
could use the shower and toilet. |
purchased a lightweight wheelchair
and I've recently started driving again
using hand controls. So, things are
looking up. My condition has not
improved any. | am now wheelchair
dependant, a paraplegic, numb from
the chest down (level T5). My hands
are now totally numb affecting my
sense of touch. This condition affects
the sphincter that controls bladder and
bowel movements and, obvioudly,
needs careful management and can be
embarrassing, as my daughter
sometimes perceives of me as a baby.
| still get depressed when | consider
my life now to what it was before TM.
But with a brilliant and supportive
wife and strong family ties, thisis

hel ping me from dwelling too much
on the negative. But it's not easy and
not over by along way, but I'll get
“there.”

Thank you for patiently reading this
elongated report and allowing me to
tell you of my experience with TM. |
have found it most beneficia putting
it all down on paper. God Blessthose
that empathize with me.

John Bryant
horizons@mailgate.blackpool .net
What lies behind us and
what lies before us
are tiny little matters compared to
what lieswithin us.
-Oliver Wendell Holmes

For years, | actualy had no idea what
| really had until 1 looked up Trans-
verse Mysdlitis on the web. 1’m proba-
bly one of the longer survivors of
Transverse Myelitis and want to share
my life experiences with all of you
hoping that my story will help cast a
light of hope on many and inspire oth-
ersat the sametime.
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Anonymous
Toronto, Ontario

Canada

| am a 24-year-old woman who on
December 27, 1986 was diagnosed as
having Transverse Mysdlitis. | wasa
healthy and active 12-year-old girl at
thetime. On Christmas Day of 1986,
| had gone to church with my family
and | remember that the church was
so crowded that there were not
enough seats for everyoneand so |
remained standing throughout the
one-hour mass. | remember com-
plaining to my parents of lower back
pain and sore legs throughout the
mass, but did not think much of it at
thetime. After al, it is quite normal
to complain of sore legs after standing
for about an hour. When | got home
on Christmas Day, | felt fine. It was
not until the 27th of December that
things changed. On the 27th, | woke
up fine and went to the washroom.
Before | entered the washroom, | got
this excruciating sharp painin my
back. The pain was so strong (as if
someone had just stabbed a knife
through my spine) that the minute |
feltit, | leaned with one hand against
the wall, because | thought | was go-
ing to fall. The sharp pain lasted only
seconds and | felt completely fine
afterwards. | did my morning care
and then went to the living room to
watch sometelevision. When | sat
down on the sofamy legs began to
hurt. | remember the pain in my legs
was strong, but this pain was different
from the sharp pain | had experienced
a couple of minutes before in my
spine. This pain was not sharp, but it
was more like a sore type of pain. |
was scared and confused.

| did not know what was happening
s0 | got up to go tell my mother who
was downstairs in the laundry room.
As| walked through the house, my
legs were sore and they also felt very
weak and numb. | thought | was go-

ing to fall. | managed to get to the
basement by holding onto the walls.
When | reached the bottom of the
steps, | took about three steps and
then my legs completely gave out on
me and | fell. My mother thought |
had bumped into a table and she
came to help me up, but | then redl-
ized that | could not stand up. The
dippers | had on had falen off and |
now could not put them back on be-
cause, at that instant, | could only
feel my legs and feet but was not
able to move them. Seconds later, |
began to get atingly sensation
(similar to what one feels when their
foot is deepy) that started at the tips
of my toes and was rising up my
legs. Asthistingly sensation was
rising up my legs, | waslosing
movement and sensation. Thetingly
sensation reached below my chest
and there it stopped. When the am-
bulance came, | was till fully con-
scious of everything and | no longer
experienced any other pain.

At the hospital, my parents were first
told that | had some type of arare
virus that is more common in males.
However, when | was admitted at the
Hospital for Sick Children, the diag-
nosis changed. Here they first per-
formed some type of X-ray on my
spine (I do not remember its name)
where they injected some kind of
dyein my spinein order to seeit. |
then had a CAT Scan which was
followed by a Magnetic Resonance
Scan a couple of days later. Mean-
while, in the hospita, | was given
steroids for about two weeks. The
steroids had no affect on my situa-
tion. After undergoing various tests,
(somethat | do not even remember)
the doctors diagnosed me with
Transverse Myelitis. At thetime
had no idea what Transverse Mye-
litiswas. Thetruthisthat | do not
think the doctors really knew what it
was either. None of the medical
staff ever really explained the diag-
nosis. All | wastold wasthat | had
suffered some type of inflammation

in my spine and that | was never go-
ing to walk again. The shock at the
time was unimaginable. 1t was adev-
astating experience, but today | know
that | survived.

| underwent more tests in the hospital.
A week after my diagnosis, | under-
went plasmapherisis for six days.
This type of test was, of course, not
fully explained to my family either.
We were told that perhaps | had some
white blood cells around my spine
that were causing this paralysis. The
plasmapherisis did not worsen or bet-
ter my sSituation. Before | left the hos-
pital, | had regained my sensation up
tomy waist. | till could not move
my legsor fed them. After amonth
of being in the hospital, | was trans-
ferred to arehabilitation center where
| remained for about seven months.
Here | began occupational and
physiotherapy. | began to dowly im-
prove. Eventualy, | regained some
movement and sensation up to my
knees but it varies. Today, | still usea
wheelchair 100% of the time.

| finished university and graduated
last year with a Bachelor of Com-
merce. | now work full timeasan
investment accountant. My lifeis
pretty much like any other person’s. |
see my Situation not as a disability but
asachallenge. Surviving Transverse
Mydlitis has been alearning expei-
ence. It has not only made me a bet-
ter person, but | have learned to never
take things for granted and to make
the best of everything. | will admit
that the road to recovery was not easy.
However, today | know that anything
ispossible with a positive attitude. |
can gill do dmost everything but in a
different way. Nothing isimpossible,
everything is possible and life is what
you make of it. Dreams can still
come true after TM.

Sincerdly,

| was stricken by TM on December
12, 1995. | was 35 yearsold. Prior to
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this date, | had been on total bed rest
for high blood pressure. | was 8
months pregnant when | was
bedridden. | don't remember having
flu-like symptoms, but by thistimein
pregnancy, tiredness and weakness
seemed normal. | was only allowed
out of bed to use the bathroom. The
time period for bed rest was
Halloween until the morning of
December 11, 1995.

Monday December 11, 1995

Thisis how December 11, 1995 went.
It wasthe day | had my first baby by
way of C-section. | went into the
hospital for induction of labor. | was
going to have my baby (natura
childbirth). They induced me at 9:00

MY TM STORY
Ledie Hoffmire

Bowie, MD

AM and | wasin labor until 6:00 PM.
At that time | asked for an epidural.
Thiswas placed in my lumbar 4 and |
pushed for another 3 hours. At that
time the baby was stuck. So, the
doctor decided on a C-section so we
wouldn't hurt the baby. Up until
surgery | was controlling my legs. |
remember fedling theincision. It was
like atingling sensation. | aso
remember hearing the baby cry. After
that | was knocked out. | came out of
anesthesia and was taken to recovery,
and then taken to my room. That was
about 11:30 PM. At that time the
doctor asked me how | was? Tired
and weakened. | had become anemic
from pushing and surgery. | had a
bladder catheter and an IV already
attached to me because of surgery. |
think | couldn't move my legs at that
time. | think they told me it was ill
the epidural and by morning it would
be worn off.

Tuesday December 12,1995

The next morning | till could not
move my legs. My left leg was worse
than theright leg. | could hardly flex

my ankles or point my toes. |
couldn't lift my legs off the bed
without using my hands. | was
paralyzed from the hips down to my
toes. My doctor camein and did
some little tests. He scraped the
bottom of my feet to seeif | had
reaction - none. Hetook apin and
poked my feet to seeif | had reaction
- none. Needlessto say, the doctors
checked and rechecked their notesto
make sure they didn't screw-up. It
was aroutine C-section. At that time
they caled in aneurologist. Just by
hearing the symptoms, he had two
diagnoses: 1) vira infection of the
spine or 2) GuillianBarre syndrome.

Guillian-Barre syndrome (Mosby
Medical Encyclopedia definition) - a
disorder with inflammation of many
nerves. It beginsbetween 1 and 3
weeks after amild fever linked to a
viral infection or with immunization.
Pain and weakness affect the arms
and legs. Paralysis may develop.
The condition may spread and
involve the face and chest muscles.
Thereis no treatment other than
supportive care.

Needless to say, when they told me
about this disease, | was very scared.
| had just had a baby and looked
forward to living anormal life. They
aso told me Guillian-Barre was
treated with steroids. They told me
if it was vird, then it would go away
by itself and physical therapy would
be used to strengthen my muscles
and | could live anorma life to raise
my baby. So, | was hoping for a
virus. More testswereto be
performed the next day.

Wednesday December 13, 1995
The neurologist did nerve testson
my legs. This machine measured the
nerves with electrical shocks. It felt
like someone taping your knee with
the little hammer. He concluded my
nerves were working but just asleep.
This was agood sign; meaning

nothing was damaged. After thistest
was completed, they sent me for a
MRI. The films came back showing
an inflamed lumbar 4. | wasaso
very bruised where the epidural had
been. | still have my MRI pictures.

Thursday December 14, 1995

My IV was taken out because | was
not weak anymore. They did aspina
tap of the fluid around lumbar 4. The
fluid was tested. They were looking
for Guillian-Barre; the count would
have been very high. If it wasvird,
the count would have been low. The
test came back low and | had aviral
infection. At that time | wastold no
medications will cure this, it must
work itsalf out of melikeacold. If it
had been Guillian-Barre they were
sending me to John Hopkins Hospital
in Batimore, Maryland. | wasin
Anne Arundel Hospital in Annapoalis,
Maryland, the birth hospital. It was
not GuillianBarre so that night they
sent me to downtown Annapolisto
the main hospital. | wasputin
pediatrics because | was
breastfeeding my new-born baby girl
and they had cribs.

Friday December 15, 1995 -
Tuesday December 19, 1995

These days in pediatrics were used to
prepare me to go home. Sometime
on Friday my catheter was taken out.
It was afew hours before my first
bladder movement. | wasglad |
could control that. The nurses were
trying to figure out how they could
teach me to self catheterize myself at
home, not being able to pull my legs
up. But they didn't have to worry
about it anymore, because my system
took over. It wasn't until Saturday,
December 16th that | had my first
bowel movement, with alittle help
from a suppository. After that | was
pretty regular.

Tuesday December 19, 1995 -
Present

| livein atwo-story house. | had to
have a hospital bed and trapeze,
wheelchair with removable sides and
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a portable commode with removable
Sdes set up in my living room on the
bottom floor of my house. Inthe
hospital they started physical therapy.
They taught me how to bump-stairs
(that is go up the stairs on your rear-
end). They taught me how to dide
off the bed and get on the potty and
wheelchair. The hospital set up a
home physical therapist to come. My
arms were very strong so this helped
me to do alot of transferring by
mysdf. My parents and my

husband’ s parents took turns staying
with us so | had help while my
husband was off at work. | needed
help with the baby and the cooking
and cleaning. | had physical therapy
3timesaweek at my house. Each
time the therapist came, | was able to
do more and more. | had to relearn
how to climb stairs. Everyday | had
exercises| had to do. Thisall
involved leg weights. Every couple
of days| had to increase the weights
because | could tell | was getting
stronger. It was amazing if | couldn't
perform a certain task one day, the
therapist would tell me by the next
session I'd be able to do it, and he was
right. | wasamazed at the human
body. | now know what it's like to be
a baby, because you have to crawl
before you walk. Each day | could
feel mysalf getting better. My legs
would tingle like when alimb falls
adeep. | remember one morning
waking up and pulling my right leg
over my left without using my hands.
| was so happy, | cdled for my
family. On December 28th, 1995 |
walked behind my wheelchair for the
first time with the therapist. We took
movies. It was like dancing. This
progress continued. | then went to a
walker, then a cane, then no
assistance. My biggest fear about
walking without assi stance was would
my legsgiveout and | fall. The
therapists told me it could happen, but
aslong as| kept improving it
probably won't. | do remember that
hard-soled shoes were the best for the

support. Thiswasal in atime frame
of about 2 months. On February 6,
1996 was my last visit to the
neurologist. | walked in. At that
time | was released from his care and
| didn't need to come back unless|
felt | wasn't making progress. After
that | still did weight exercises and
took long strong walks. The
neurologist told me walking was
very good exercise. My recovery
was painless except for muscle
fatigue. Through al of this, | was
recovering from a C-section, anemia
and breastfeeding. | did not suffer
any bowel or bladder problems.

It's been almost 3 years from getting
TM and | till fedl the effects. | have
coldnessin my feet and legs that
comes and goes. Sometimes when |
stretch my legs, my thigh muscle will
tighten up and my knee will not
bend. But | am ableto forceit to
relax back to its normal state without
using my hands. | can fed every
muscle working, which if you are
normal, you don't fed it. My left leg
isalazy leg. When I'mtired | don't
pick it up like normal, so |
sometimes trip on things. Oncein a
great while, | have fallen but not
gotten hurt. | can't run anything like
| used to, and there are times when
it's hard getting off the floor without
using my hands for help. Especidly
when I'm holding something heavy.

| can still do my favorite sport of
snow skiing, boy I'm glad | didn't
lose that. | lovethe snow. My
weaknessisin the hips. | fed very
lucky to have come asfar as| did. |
continue to walk as much as
possible. | had another baby in
March 1998 and no complications
(natura childbirth). Having two
babies keeps me going.

Also, forgot to mention that | do get
theleg tremors. | fed it mostly in
my knee joints. It happens at night
when I'mtired. Theway | stop itis
to relax and stretch and massage my

back. If it'sreally bothering me, | take
an Advil or two and this helps me get

to deep.

Wedll, that's my story. | hope it helps
the study and others to keep going.
My doctors didn't know too much
about TM, but due to this technology
of the Internet, | think | may know
more then them. I'm glad | found
your website. | thought this was an
odd case, but now | know it wasn't.
Thanks for the information, member
listing and newdletter. |I've already
contacted a member that lives near my
parentsin New Jersey. If | get there
soon, I'm going to visit him. Can you
tell meif any others may have been
paralyzed after giving birth? 1 look
forward to hearing from the
Asociation. Feel Freeto call me, I'd
love to talk to others about this
disease. | fed lucky to have come
through thisas well as| did.

Fellow TM sufferer,
LeslieHoffmire

3101 Twin CT

Bowie, MD 20715

(301)464-4508

I had been working for a construction
company for just a couple of months.
| was eighteen and it was my first
really good job. We were building a
power plant in southeastern
Oklahoma. They were behind
schedule and had us working seven
days aweek, twelve hours aday. |
was young, healthy and making good
money. | thought | had nothing to
worry about.

It had been awet rainy summer and
everyone on the crew had been
fighting a summer flu. | wasjust
beginning to fedl the aches and pains
on Friday morning when | went to
work (Hmmm). On Saturday | just
felt terrible. My head was pounding, |
had no energy and | was perspiring
profusely. | went on to work but
shortly after lunch | had afainting
spell. My boss sent me home. | went
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Twenty-four Years Ago Today
Larry Throne

Oklahoma

to bed at 2:00 PM and dept straight
through to Sunday afternoon when
my father came in to check on me. It
was after 5:00 PM. When | awoke, |
couldn't urinate, my bladder was
distended and | had afever. Dad took
me to the ER and | was catheterized.
The ER doctor sent me home and told
me to return the next day for testing.
The next morning our family doctor
was calling, he had talked with the
ER doc and was concerned. He
wanted me there at the hospita
ASAP. Over the next 24 hours,
everyone a the hospital in Ada,
Oklahoma had poked, prodded and
examined me. | think the janitor even
had histurn. They did aspina tap
(those sure are nice, aren't they)!
When | woke up the second day, |
was paralyzed from the waist down.

| was transferred to St. Anthony
Hospital in Oklahoma City. In the
next four weeks, | went from being a
strapping 190Ib construction worker
to a 130lb paraplegic. Thefirst week
or two, | wasredly sick. My fever
got so high they packed meiniceto
attempt to break it. | remember
coming in and out of a coma and the
pain was unbearable. It felt asthough
a spike was being shoved up my
spine. Luckily, I don't remember
everything from that period.
Everything was getting dark and |
remember telling my brother
something was sitting on my chest. |
just couldn't breath. | vaguely
remember having the respirator
placed on me. | remember the fear |
had of not knowing what was
happening, and not being able to see

or spesk.

Late that night, an overwhelming
feeling of comfort and reassurance
came over me. It was God telling me

to trust in him and everything would
be okay. | wastotally blind and on a
respirator for the next 10 - 12 days.
Then one day there was a flicker of
light! For the next four days, asif a
large hand were drawing back a
curtain, | was getting my sight back.
I remember focussing on my mother.
She was so happy and worried at the
sametime. The paralysis started
moving back down my chest. They
took me off the respirator and
eventually the paralysis stopped at T-
5. I had been in the hospita for
amost four weeks before | heard
anything about TM. A doctor from
Mayo clinic was visiting St. Anthony
and he diagnosed the TM. | never
did get his name, nor do | remember
seeing him.

The next year was filled with endless
hoursin PT with little spurts of
progress like the time | first moved
my big toe. Y ou would have thought
I'd jumped up and danced ajig the
way we were acting. That was the
start. In the next year (year two), |
went from walking with leg braces
up to my chest to walking with a
single cane. | ill have theleg
spasms, lack of complete sensation
and the back pain some of you have.
Also my bladder control could be
better. But hey, I'll take anything |
can get! Ten years after | was
diagnosed with TM, | wasin an
airplane crash (whole nuther story by
itself). | cracked my pelvis and
broke some other bones. That has
redly dowed me down. Whilein the
hospital over that episode, my doc
showed me x-rays of my knees. |
was wearing them out by locking
them back to walk. Hetold meif |
want to keep walking, | had better
gtart riding in my chair, at least for
when | go for long distance walks.

A couple of yearsago | fell down and
amost ripped the cartilage in one of
my knees. Once again, my doc told
me to take it easier on my knees.

Today, | use my chair more than |
ever have. Only walking around the
house and keeping area close eye on
how | do things. | also suffer from
the fatigue some of you have
complained about. It makeslife hard
when you fedl like you' re running on
empty al thetime. Today, I'm
married to a wonderful girl and we
have two children and two grand
children. | manage a mental health
clinic specidizing in working with
children and families with emotional
problems. | am working on a second
masters degree in socia work at the
University of Oklahoma

In the past 24 years, | have traveled
over most of this country and to many
different countries around the world.
Sailing has been my release valve. |
have sailed at most of the locations |
have traveled to. | have taught
sailing to over 100 people, including
29 emotionaly disturbed kids | taught
last summer. It was great! | have had
plenty of bad times and good times.
I’ve been able to go on with life. TM
has dowed me down alittle, but I'm
probably aricher person because of it.
I’ve learned to enjoy and appreciate
what isin front of me. | seethe
beauty of the smallest flowersas|’ve
struggled past them, when most never
notice. I’ve smelled the fragrance of
the spring days, the warmth of the
summer sun, and the sting of a
winter’ s breeze and understood the
significance of it all.

It's been along lonely trail in the past
24 years. | have only met, conversed
with or heard of about 10 or 11 people
with TM. Finding this group (the
tmic) has given me a sense of
belonging. | feel asthough I’ ve found
my family. Only you guys can fully
understand the fears, frustrations, and
yes, the fortunes of having this
disorder. Itisgreat to have found my
home.

Larry Throne
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| am in receipt of your newdletters
and must commend al those involved
in this very informative publication.
In just a short two year period your
association has become
international...what awonderful
effort. Belonging to a support group
and receiving information concerning
your rare disorder is the beginning of
feeling better about yourself. You are
not alone. | have Gullian-Barre
Syndrome and not TM. However,
these two or many rare diseases are
difficult to differentiate. | am writing
now so that you will know that you
have alot of company in your pain,
discomfort and frustration.

At the age of sixty, | had just com-
pleted my third New Y ork City 26-
mile marathon in November 1994. A
flu shot and a chest cold in Decem-
ber .... then completely paralyzed
from the neck down on January 18,
1995. | have been there and done

Eileen Prevatel
Wappingers Falls, NY

September 16, 1998

that, from full failure of bodily func-
tions to the entire scale of tests and
treatment. Thefirst few weekswere
the worst, the depression unexplain-
able aswell asthe pain of even a
sheet on my legs and feet. Still un-
able to stand on May 12, 1995, | went
home with awhedlchair/dide board/
tub-chair and a commode. Needless
to say, my husband became my nurse
and full-time caregiver. My son
moved home for two months and took
charge of my rehab, by August | was
walking with braces on both legs and
acane. In September | started Aqua
jogging at the YMCA and continue
that course of exercise to the present
time.

After three and one-half years my
hands are till numb, as well as my
legs from the knees to my toes.

Walking in ski boots; not feeling if
my feet are hot/cold or wet and the
balance problem al continuesto be
aproblem. Most of al the depres-
sion and frustration of not being the
person | useto beisthe hardest ....
But we al know that there are so
many others worse than we and
must make the most of what we
have. With a poditive attitude, we
can hope to have afull recovery.

Swimming seemsto help me the
most. | amin constant pain and dis-
comfort with leg spasms but have
discontinued al medications in fear
of gde-effects. | do take vitamins
and with bone-thinning, 1200 mg of
cacium daily. | plan to start acu-
puncture therapy. | encourage suf-
fers of any disease to seek second
and third medical opinions and treat-
ments.

My AFOs/braces are restrictive; un-
comfortable; inconvenient, but nec-
essary for longer walks. Will be
helping at the finish line of the NYC
marathon for the fourth year in No-
vember, aiding the disabled runners
of the Achilles Track Club of NYC.
Our son runs with blind and/or
wheelchair athletes and expects me
to join him in the next race. So-0-0
watch for me ... | just may makeit.
Thank you for allowing me to share
with al of you.

Eileen Prevatel

Jm Lubin is New Mobility Maga-
zine' s 1998 Person of the Y ear.
To really comprehend the magni-
tude of the honor bestowed on
Jm, you have to be aware of the
other people who were nomi-
nated for this award. The nomi-
nees represent an incredible dis-
play of talent, creativity, convic-
tion, energy, commitment, intel-
lect — impressive, lofty company.
As noted by Barry Corbet, the
Editor of New Mobility Maga-

zine:

This year, once again, our quest to
name our Person of the Year
award drew a bumper crop of
nominations (New Mobility, Vol.
10, Issue 64, Jan. 1999: 6).

Where does the Internet get its bound-
lesspromise? From peoplelike Jim

Lubin. Spping and puffing his Morse
code, heisthe author and sustainer of

New Mobility Magazine's
1998 Per son of the Year:
Jim Lubin

several virtual communities that sup-
port the unsupported and connect the
disconnected. And for people who
have transverse myelitis or use a ven-
tilator, he offers sanctuary and fel-
lowship they can’t find anywhere el se.
For his steadfast commitment to ser-
vice, Jim Lubin is New Mobility's
1998 Person of the Year (New Mohil-
ity, Val. 10, Issue 64, Jan. 1999: 5).

Our winner embodies what is perhaps
the highest and best of the qualities
we look for — direct serviceto people
with disabilities (31).

In addition to recognizing Jim’s ef-
forts and contributions, the article
represents awonderful opportunity to
educate the public about Transverse
Myslitis and about the Association.
In fact, if you look closdly at the
monitor behind Jim on the first page
of the article, you will notice The
Transverse Myelitis Association
Home Page.

The article, written by Jean Dabbs,
Executive Editor of New Mohility
Magazine, describes the service Jim
has performed for the TM community
and for the community of people with
disabilities.
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Jim Lubinissipping and puffing.
Playing and programming. Learning,
sharing, living. He'sbuilding virtual
communities, and he’ s doing it one
breath at a time with Morse code.
Fleshing out those stingy dots and
dashesto create a full life for himself
and a smorgasbord of resources for
others.

[Jim] presides over four Web sites he
started to help people with disabili-
ties. Thesitesare hometo three
“listgroups’ wherethe common
bonds are transver se myelitis, quadri-
plegia or ventilator use, and the MO
is support, connection and informa-
tion (31).

Jm has accepted the honor with his
usual graciousness and humility.

Many people have told me | amsuch
an inspiration to them, but | don’'t
really know why, and it makes me a
little uncomfortable. I’mjust an ordi-
nary person who got sick and found a
way that works for me to handle my
situation (36).

Maybe you are just an ordinary per-
son, Jm. But you had decisionsto
make about how you were going to
“deal with” your sickness. The how
has been anything but ordinary. Y our
contributions to those who have TM
and their families, your contributions
to the tmic, and your contributions to
The Transverse Myelitis Association
areextraordinary. Wearedl so
proud of your well-deserved recogni-
tion and award and are so grateful for
the creativity, energy and enthusiasm
you bring to your work in the TM
community. We areall truly blessed
to have you for afriend!

If you are interested in ordering a
copy of the January 1999 New Mohil-
ity Magazine, with Jm’s beautiful
picture on the cover, you may do so
by calling (888) 850-0344, ext. 108 or
by Fax a (215)675-9376.

One of the ways to support The
Transverse Myelitis Association is
through a new website called iGive.
Just by browsing the iGive member
page or buying online through
iGive's merchant partners, money
goesto The Transverse Mydlitis
Association, at no cost to you. In
fact, The Transverse Mydlitis
Association now has 78 supporters
who use iGive, and we have
generated nearly $300 for our cause.
iGive calsthis new form of giving
‘Technogiving,' because it lets us
donate our time to support our cause
while online.

iGive has become quite a success
story. The service was launched in
1997. Itisgrowing at 20-30% per
year, and now has over 36,600
members who use iGive to support
over 3,662 worthy causes, such as
The Transverse Myelitis Associa
tion. | have established alink to
iGive from the bottom of our web
ste (www.mydlitis.org). If you
click on the link, you will be taken
to iGive where you can register to
become a member. Every new mem-
ber who signs up for iGive creates
an instant donation to The Trans-
verse Mydlitis Association of $2.00.

Help TMA by Shopping on the
Internet: iGive

Jm Lubin

Itisfreetojoin. The average 'active
member is now raising over $40 a
year, a no cost to them or the Asso-
ciation. You can raise money in
various ways. Just by joining, a $2
donation goesto The Transverse
Myelitis Association. Each time
you visit the Site, you raise addi-
tional cents. Finaly, and most im-
portantly, each time you make a pur-
chase from merchants in the iGive
mall, up to 12.5% of the product
priceis donated to the TMA. Your
visits only count when you click on
one of the ads or on the buttons on

the iGive control panel, up to the cur-
rent maximum of 5 per day per per-
son. That way, the sponsors know
that you actually saw their ad and
they're happy to donate money to the
TMA.

It isafast and easy way to earn
money for the TMA. It does not cost
you anything extra nor do you pay
more when you shop iGive. If you try
iGive and do not like it, they will
cancel your membership at your
request without questions. The iGive
merchants offer great deals at
competitive prices. It takes very little
time, and shopping online may
actualy save you time and money.
Each time you buy through iGive's
Web site, you raise needed funds for
The Transverse Myelitis Association.
It is private and confidential, and it is
convenient from your home. iGive
has office supplies, sporting goods,
gifts, software, special auction items,
books, CDs, videos, toys, flowers,
nutritional products, gardening
supplies, cooking items and more.  |f
you are not aready an online shopper
(and 20 million Americans are) you
will be pleasantly surprised at the
convenience, gresat prices, and
selection. | hope that you will
consider giving iGive atry and by
doing so, help out your Association.

Deanne, Dick and Paula are in the
process of finalizing arrangements for
the firss TMA Symposium, August
12-15, 1999 in Sedttle, Washington.
It is very exciting, because we know
what is going to happen when you
have the opportunity to be in aroom
together and begin to share your
stories, your concerns, your fears,
your hopes, your support, your
lives.... Thisisavery important and
exciting time for the TMA and for dl
of you, the members of your
Association.

The Association has been involved in
afund-raising effort in order to
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acquire sufficient funds to put on the
symposium. Thefinancesare
required to cover such expenses as the
rental fee for the conference rooms,
the travel expenses for afew of our
speskers, printing and mailing costs,
and registration materials. There are
many things the Association could do,
if funds were available. The
Association could pay for the
banquet, for instance, if enough
money were raised. The Association
has not been able to raise anywhere

Fundraising: What You
Might Doto Help the TMA

Sandy Siegel

near this kind of money from our
inception to the present. So, this
effort is a daunting task.

This brings me to you. Each of you
and all of you. Deanne, Paula,
Debbie, Jim and | have been involved
in the fund-raising efforts. We have
sent |etters to the pharmaceutical
companies, we went through al of the
surveys, identified the medications
that our members are taking and
Drema s daughter, Heather, did an
awesome job of matching al of the
medications with the companies.
Dick and Deanne have been searching
for funding and submitting
applications to both private
foundations and government
agencies. But thereisnot asingle
guarantee that any of this effort is
going to result in a single penny of
financia support. And thereisno
way we (the Association officers) are
going to be able to do much more
than we are currently doing to raise
the funds that are needed. We have
jobs, we have families, we have TM,
we are caregivers, and we have the
regular work of the Association that
takes a great ded of time and effort
from our lives. And we areinthe
process of planning and arranging a
symposium.

We can't do thisaone. We need
your help. We are asking you to
help us raise the funds so that this
symposium is everything we want it
to be for you. Some of you may
know people who work for
associations or foundations and may
know some sources of funding.
Some of you may work for
companies who sponsor these types
of things, and may be able to ask for
support from them. Some of you
may work for companies who will
meatch funds that you raise on your
own. Some of you may be like me,
and don’'t know anyone with more
than this month’s mortgage
payment, and will have to find
smaller ways to raise money --
smaller, but no less ambitious. We
have had people raise money for the
Association with car washes, volley
ball tournaments, al sorts of things.
Y our churches, synagogues,
mosgues, sweat lodges, temples
(have | left anyone out) may be
interested in supporting you and the
Association’ s efforts by sponsoring
a pancake breskfast, a pinochle
party, bingo, or some other type of
fund raising event.

We are asking you to do everything
you can (that islega and ethical) to
help us raise the money for this
symposium. |If 40 people each raise
$1000 -- we're there. If 80 people
each raise $500 we' re there. We
received a check from amiddle
school in lllinois last year. A
student from their school was
diagnosed with Transverse Myélitis
and the school had avolley ball
tournament fundraiser -- those kids
raised amost $500. Really boggles
the mind.

Be resourceful and creative. Think
about everyone you know who can
help. Consider al of your contacts.
And remind everyone that his or her
contributions to the Association are

completely tax deductible.

We are committed to putting on this
symposium. It is going to happen if
wedo not raiseadollar. The
Association will find away to pay for
the facility and then we will make do
with what we can afford to do. We
will still get people together, we will
still offer the educational
opportunities, and many good things
will come out of it. But, there would
be fewer people who would be able to
attend, because the personal cost of
the symposium would be much
higher, and we would not be able to
do as much for everyone as we would
like to do.

It isimplicit in our Association that
there are some people who are unable
to pay and there are otherswho are
able to pay more. It isaways our
hope that those who are able to pay
more will do so and help out those
who are elderly and live on fixed
incomes, or those who are on
disability and aso live on fixed
incomes, or those who have medica
expenses which force them to make
decisions about heating their homes,
feeding their families or buying their
medications. We do have every
concelvable situation among our
members. What we shareisa
neurological condition -- our life
circumstances are as different as you
might imagine -- or not imagine. But
what the Association offersin the way
of support and education needs to be
available to everyone. That isthe
reason why we have avoided using
membership dues to cover our
expenses. And what the symposium is
going to offer should be available to
everyone. The hard redlity, however,
isthat it will cost people considerable
sums of money to make the trip to
Sesattle from al over the country and
al over the world.

We are asking you to help each other
get to this symposium and help make
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it everything we would like it to be
for you. We aso have some
suggestions for persona fundraising
to help some of you think about ideas
for raising the fundsto travel to
Sesttle and to pay for your flights,
rooms and meals. One of our
members is engaged in this type of
fund-raising with her family and in
her community, and she will offer
you some suggestions along these
linesin the following article. These
funds are not tax deductible, but there
are lots of wonderful people in our
families and communities who would
help those of us who are in need of
help get to a symposium, if they
understood its significance for you --
and without Uncle Sam’ s tax
deduction.

The more you raise, the more we can
do for you, the less it will cost per
person, the more people who will be
ableto attend. Itisafarly smple
equation. | don’t think that asking
people for money iseasy. Itishard
for me. But I'm engaged in the
process of doing just that because the
good | see coming out of this
symposium for me and for Pauline
and for al of you is greater than my
discomfort about asking people for
money to support our effort. | am
hoping that many...most of you will
be able to find that same motivation.

| wish the Association had the money
to do this without asking any of you
to do anything. | wish we had enough
foundation grant money, government
grant money, whatever, to do this
without asking for your help. Maybe
some day we will be there. For now,
we represent aimost 1400 members.
To most foundations and to the
government, that is going to look
pretty small. We have alot of work
to do to make 1400 people ook large
enough to support in every way -- and
believe me, that is exactly what the
Association intends to do -- if there
were 125 of us, we would be worth

all of the research, treatment,
rehabilitation and socia services our
society can afford -- and we can
afford about al that we need. But
for now, we are small, we are very
young, and we are very big plans,
very little money. | wish the
Association had enough money to
subsidize the trip for individuals or
families who cannot afford to attend.
Wedon't haveit. But wewill try to
help you find waysto do it.

We (Deanne, Sandy, Paula, Debbie,
and Jim) will do what we can to
raise money. But that may not be
enough -- and I’'m being totally
straight with you -- it may not
amount to anything. There are no
guarantees from our fundraising
efforts -- only that we will attempt to
carry out our efforts with all of the
energy and enthusiasm we can
muster. We need to depend on you.
All of you. Please take some
responsibility. Someone out there
may be able to find $10,000 or
$20,000 -- stranger things have
happened. And allow meto sharea
perspective. Thisisn't likely to
happen by sending e-mail messages
to Bill Gates asking for help. Thisis
more likely going to happen by
talking to people we know in our
families, among our friends, with co-
workers and employers...people we
know in our communities ... in our
lives. The e-mail messages are so
easy to ignore. Thisisgoing to
happen by approaching people who
know us and care about us. It may
be that those are the people we are
most uncomfortable with
approaching -- but that iswhereit is
most likely going to happen.

Ask for help if you need it from us.
Please also keep in mind that as you
raise money for the Association, you
represent the Association. So, if you
plan to knock off the corner grocery
store as your fundraising technique,
please don't leave them a copy of

our brochure. Redly -- what | would
ask you to keep in mind as agood rule
of thumb about fundraising, when you
ask for support, you should do soina
manner that would alow you or
someone else from the Association to
approach the same person for support
in the future and have that person
“feel good” about the Association,
even if they tell you, “no, I’'m not
going to help you, go away.” That's
not easy to pull off, but | am asking
you to do that for the Association.
Thanks -- we appreciate it.

| am excited about meeting al of you
in person. | am more excited about
being in the room when al of you
meet each other. Please own the task
of raising the money to support this
symposium. Please make it your
persona responsibility to help
yourself and to help your friends.
Please help your Association make al
of this possible for you.

| greatly appreciate your patiencein
getting through this message. Take
care. | look forward to hearing from
you. PaulalLazzeri looks forward to
receiving all of your contributions.
Please keep us posted. Good luck!

Hello, my nameisDrema. | livein
Virginiaand have had TM in my life
since 1989. | want to be in Sedttle
next year dong with my very
supportive daughter, Heather. Sincel
have been on medicd |eave of
absence for the past seven months, it
will take a financia miracle to do it.
And | do believe in miracles.
Especidly if aperson iswilling to
step out on faith that they will be able
to accomplish their goal. Then their
faith is rewarded by doing more than
they could possibly have expected to
do. 1 just finished making 162 pounds
of fudge and sold it to raise my
Christmas shopping money. | did it!

In thinking about how | am going to
get to Sedttle, | have come up with
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some ideas that will work for mein
my part of the country. | hope you
will find some you can use and thisin
turn will spark some new ideas from
you that will further my efforts a so.

Last summer my daughter held a car
wash at Wal-Mart on the weekend of
the fourth of July. Wal-Mart gave her

Fundraising: What You
Might Doto Help
Yoursef (Attend the TMA
Symposium in Seattle)
Drema O’ Dell

matching fundsfor TMA. You can
request matching funds for many
things from many companies.
Sending people to a non-profit
organization’s symposium may be a
matching funds request that many
companies would approve. | think if
there are severa of you TM'ersina
geographical area, you could work
together on this. They would be more
likely to approve matching fundsif it
were going to benefit severa people
directly in that store’s local area.

Many home party companies, such as
Tupperware, alow you to do
fundraisers where you are given a
percentage of gross sales. The more
people that you would have
participating, the more money you
would make.

My church has aso used the matching
funds program in fundraisers with
Wal-Mart, selling Krispy Kreme
doughnuts. They buy doughnuts from
the distributor for $1.25 per dozen
(300 units usualy) and are sold in the
lobby for $3.00 per dozen!!! Pick a
busy Saturday before a holiday and
thisis an easy sdll-out. On asmaller
scale there are traditional bake sales.

Southern gospel singings are big in
my local area. Y ou may be able to
use your church or a school

auditorium. Getting free advertising
on radio and in the newspapers plus
the true support of church members
will help greatly. Probably afree-
will offering is what you will garner
from this approach.

| plan to have a choir festival soon
after Easter. Church choirswill
have spent the holidays working on
church programs and Easter will be
the end of the difficult and time-
consuming season for them. They
will have loads of well-rehearsed
music and, hopefully, will love the
chance to present it to an audience
outside of their own church setting.

| may go with free tickets to be
given out by each choir in their own
church with a prize (yet to be
determined) going to the directors of
the choirs that give out the most
tickets. | think free-will offerings
will be the only way to go on this, as
well.

If you or your family isinvolved in
high school band then you may try
having aband festival. Thiswould
involve an entry fee per band and
trophies being donated for the
winners.

Does all of thiswork make you too
fatigued? Y ou need to get family,
friends, church members and pastors
behind you. Make them see how
much you want and need to go to
Sesttle. | know that Sandy Siegel
can provide us with letters to send to
all of our relatives, friends, and co-
workers asking them to make a
persona donation to help usto
finance our trips. My daughter used
this method to raise fundsto go on a
mission trip to Alaska her senior
year of school and it was greet to see
the response from relatives and
neighbors and church members.

We may also be ableto obtain
sponsorships or grants from local
service clubs with a copy of the

letters from TMA about the purpose
of the trip and exhibiting afinancia
need for their support.

Y our church or religious group may
be willing to sponsor you financialy
or assist you in raising money. You
may need to come up with the idess,
but you will be able to find people
who will understand that you are not
ableto do dl of the physical work
involved and they will help you.
Retail businesses love to get their
names and pictures in the paper for
helping humanity. Some grocery and
restaurant chains provide coupon
books for organizations to sell to raise
funds. A club or class could sponsor
thisfor you. Raffles can raise large
funds
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quickly once you have obtained the
items to raffle and checked on the
state and local laws concerning such
programs.

Good luck and let's get started in the
New Year raising money to get to
Segttle and even alittle extrato send
to the TMA to help defray the cost
of the conference. Please share your
ideas with each other on the
Transverse Mysdlitis Internet Club or
through letters to each other in the
mail. If you live near others with
TM (check your directory), then get
in touch with each other and work
together on your fund-raising
efforts.

Hope to see you all in Sesttle!

Drema
levi @i-plus.net

The Transverse Myelitis
Association Officers

Deanne Gilmur
President & Founder
3548 Tahoma Place W
Tacoma, WA 98466
(253) 565-8156
dgilmur@myelitis.org

Sanford J. Siegel
Vice President &
Newdetter Editor
1787 Sutter Parkway
Powell, Ohio 43065
(614) 766-1806
ssiegel @myselitis.org

Paula Lazzeri
Treasurer

10105 167th Place NE
Redmond, WA 98052
(425) 883-7914
plazzeri@myselitis.org

Deborah Capen
Secretary

PO Box 2084

Hemet, CA 92546
(909) 658-2689
dcapen@myselitis.org

Jim Lubin

Director, Internet and Web Site
PO Box 82433

Kenmore, WA 98028-0433
fax: (425) 483-0215
jlubin@myelitis.org

An updated Transverse
Myelitis Association
Member ship Directory
will be published and
mailed in the Fall, 1999.

The Transver se Myelitis Association

Sanford J. Siegel
1787 Sutter Parkway
Powell, Ohio 43065

Jim Lubin

The Transverse Myelitis Association
Symposium, Seattle, August, 1999

New Mobility Person of the Year
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