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My column in thisissue is about sex.
If afrank discussion about sex is
going to offend you, please skip to
Deanne’ s column. | do not want to
offend anyone, and Deanne is way too
smart to write a potentially offensive
column. Also, if you do not want
your children to read this, please hide
it away with your Nationa
Geographics and American Urology
Journals.

| am writing this column about sex
because it has become very apparent
to me that thisis acritical issue for so
many adults who have TM. And for
many adults with TM, it is not being
dedlt with reasonably, rationally or
effectively.

First,1 am not an expert. 1 ana
cultural anthropologist, which pretty
much makes me an expert of nothing.
| am aforty-eight year old man who
has a permanent relationship with a
wonderful and beautiful woman who
has TM. It isfrom my persona
experiences and from the experiences
| have shared over the past five years
with other members of the TMA that |
have developed my perspective. |
have received many requests for
information and have also had
numerous discussions with people
about these issues. This past month, |
received an anonymous letter from a
person asking for information; another
cry for help. People are searching for
answers in thisimportant area of their
lives.

Pauling' s and my sexual relationship
has changed since she contracted TM.

Since her developing TM, we have
read about dysfunctional sexual
issues and the physiologica causes
both for men and for women.

Dysfunctional sex? Functional sex?

Trying to describe functional sex in
American culture is probably alot
like describing the American family
structure; exactly what version are
we talking about? Sex is among the
most complicated aspects of our
behavior. Itismost certainly a
physical behavior, but it isaso a
socia behavior, and a psychological
behavior and a spiritual behavior.
And for most people, the
distinctions are not at all clearly
drawn. What's my point? Well, my
point is that there are lots of people
in America and lots of couplesin
Americawho are fully functioning
in the physical realm who do not
have functional sex by someone's
definition. It is not functional
because they do not love their
partner or they do not love
themselves. It is not functional
because they are not honest with
their partner or they are not
monogamous. It is not functional
becauseit is not physicaly
satisfying. It isnot functiona
because the relationship is not
emotionaly satisfying. We are dll
going to define functional sex
differently. And the definition is
going to change with different
partners and with the same partner
at different timesin our lives. We
change alot during our lives and
our attitudes about sex change, our
expectations about sex change, and
our definitions of satisfying sex
change. So, hereisthe first
challenge; how do you isolate the

effects of TM as a cause of sexuality
problems?

Y ou may have an easy answer to that
question. And you may not.

And | certainly do not mean to imply
in any way that the physical problems
associated with sexual dysfunction are
not significant. If | had TM, the first
thing | would say to my neurologist
upon diagnosisis that | need to be
ableto play galf, and | would like to
be able to have an erection — and not
a thesametime. | am merely
suggesting that the physical issues are
only among some of the issues to
consider, because the act of making
love with your partner is much more
than the physical act of sex.

It is criticaly important to talk to your
neurologist and/or other doctors about
your sexuality issues. It isimportant
to understand the physiological issues;
what is possible and what is not
possible from a physiological
perspective. A neurologist may
suggest different strategies with you
and your partner. They can aso
discuss your medications with you
and can identify which ones might
interfere with your sex drive or your
sexua functioning. They might also
suggest medications that would help
in your sexua functioning.

My experience has been that these
discussions do not occur as a matter of
course. When you go to your
neurologist or other doctors, they may
go through alist of questions with you
while they are performing an
examination. Have you been asked
about your sexua relationship with
your spouse or partner? In al of the
appointments | attended with Pauline
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within the first two or three years of
her onset, the issue of our sexual
relationship was never initiated by
any of the doctors who cared for her.
And we have seen some very
wonderful, caring, competent and
skilled doctors. This may be due, in
part, to the primary concern that both
you and your doctor have for treating
some of the serious symptoms you
have with TM, such as pain,
spasticity, or bowel and bladder
functioning. There may be mobility
problems, which become
overwhelming and leave little time or
energy for other issuesto be
discussed. Sexuality may just not
make it to the top of thelist of issues
in comparison to some of the more
severe symptoms you are
experiencing. But from what | hear
and read from our members,
sexuality issues are not insignificant.

If you are going to begin to ded with
these issues for yourself, for your
partner and for your relationship, you
are going to have to raise these issues
with your doctor. They have
information that can help you. But
you are going to have to make
yourself responsible for raising the
issue. A good approach to take when
visiting your doctor isto have dl of
your questions and concerns written
out. It will keep you organized in
your thoughts and will help you from
forgetting your questions. Be sure
your sexuality questions are on your
list for your next appointment. And
be sure that you receive information
that you understand.

| learned an important lesson in my
relationship with Pauline very early
in her bout with TM. Pauline was
totally paralyzed from the waist
down at the onset of TM. She lost
bowel and bladder function and she
had lost a great dedl of sensation
below her waist. After two weeks of
hospitalization, the doctors told me
that | could bring her home for a
weekend. Well, we packed up a

bunch of loaner adaptive
equipment on a Friday afternoon
and | brought Pauline home. That
night, between my shleping her on
and off of the portable potty chair,
we made love.

Hereiswhat | was communicating
to Pauline: | love you. | find you
not one iota less attractive or
appealing or sensuous than you
were two weeks ago. We are
going to have a life together no
matter what; please don’'t worry

about anything. | am herefor you.

Here is how Pauline interpreted
my message: \WWow, men are just
totally amazing.

| didn’t know this until sometime
much later when Pauline and | had
a conversation about her first night
home from the hospital. Pauline
sometimes has a conception of
men that is likely shared by many
women in our society: men are
capable of having a satisfying
sexual relationship with an
inanimate object, if the mood is
right. I’m not going to tell you
that | think sex isthe samefor a
man and awoman; | don’t think it
can be. But | do think that men
have evolved alittle bit in the last
40,000 years. Hey, we have
fedlings, too!

So, again, what's my point? Well,
Pauline needed to hear my
communication more clearly than
was possible from the approach |
took in sending it. | needed to use
my words. Then she would have
had a chance to understand me.

When my boys went off to
college, | offered them some
advice about school and a variety
of other subjects, among them
being their relationships with
women. Here are two pieces of
advice that | provided them:

Knowing where the uterus and
fallopian tubes are located isn't
going to make you a good lover.
Knowledge of anatomy doesn’t
trandate into sengitivity, tenderness
and care. Pay close attention to the
effect you have on your partner. If
you care enough how she feelsand
what she enjoys, you'll get it figured
out. If you arein thisentirely for
yourself, there are less complicated
and more efficient ways to achieve
the same result.

Find a way to talk about sex. Most
people have a difficult time
communicating about the kind of
breakfast cereal they like; don’t
think you are going to get what you
like about sex communicated non-
verbally. You'll betoo old to try
half of what you want to do by the
time you get all of the grunts and
groans of positive reinforcement
figured out. If you are not
uncomfortable to talk about it,
you're made in the shade.

| dso told them to study alot every
day, to never cut a class, even when
they were sick, and to kiss their
teachers butts with great fervor and

frequency.

S0, thisis the most important thing |
have to say: please talk to each
other, and talk to each other can-
didly and honestly. Sexud issues
are complicated issues when dl of
the parts are in working order.
When they are nat, it is only much
more complicated. And, of course,
it is not just the parts involved in the
complications. There are self-
concept issues involved and there
are relationship issues involved.

Y ou shouldn’t assume anything
about what your partner is thinking
and fedling. | aso told my boys that
the only way they would ever know
their partner in her totality would be
if they were able to share every con-
ceivable experience with her. Obvi-
oudy, no onedoes. So, we do not
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know everything about our partners.
If you have never been through a se-
rious illness with your partner, or if
you have never been through a period
of sexua dysfunction, you are likely
going to find out a lot about yourself
through this experience and you are
going to find out alot about your
partner. You are also going to learn
something about your relationship.
How you learn it and what you do
with what you learn is going to be
very much dependent upon how
much you talk about it with each
other and how you talk about it.

Anthropologicaly, | am fascinated by
asociety that produces individuals
who are total strangersto me and
send me email inviting me into some
type of pictorial sexual excursion.
The same society produces individu-
als who are uncomfortable talking
about sex with the person they have
the most intimate relationship with in
their lives and with whom they have
sex. Definitely, very fascinating na-
tives!

| have entered about 470 respondent
surveys to the TMA questionnaire.
There are an amazingly small number
of people who identify sexua prob-
lems among their past or current
symptoms of TM. What does this ab-
sence of response communicate about
where people are with thisissue?
From my observations of American
culture, | would guess that it does not
emanate from any lack of signifi-
cance we place on sex in our society.
Nor does it reflect any insignificance
we place on sex asindividuals.

If you are comfortable to talk, it
would help to talk about it. And talk-
ing in detailsisagood idea. What
feels good emotionally? How can |
be more romantic? What feels good
physically? What doesn't feel good?
Where does it fedl good? Whereisit
irritating? Where does it hurt?
Would it help if | took out the gar-

bage, did a couple of loads of
laundry, and cleaned the bath-
room?

Taking may not cure anything,
but it is not going to hurt any-
thing. Life has changed with TM.
Whether you have TM or your
partner has TM, your lives have
changed and your relationship has
changed. It takesalot of time, en-
ergy and care to understand and
deal with all of these changes.
And it takesalot of talking. If the
talking is difficult for you, and it
is for many, please be honest
about it, and seek help. There are
counselors who do thisfor aliving
and they can facilitate this discus-
son with you. And they can help
you uncover some of the thoughts
and fedlings that you might be
having a difficult time understand-
ing on your own. Ask your doc-
tors for suggestions about where
you can find this help.

| am very grateful to Dr. Lynn and
Ledlie Moore for writing the won-
derful article in this newdetter on
the issues of sexuality surrounding
TM. They offer some very impor-
tant information and some inter-
esting strategies. | know that
many of you will find this infor-
mation useful. | wish you al the
best in this redly remarkable jour-
ney we are on. Bekind to your-
selves and to each other; and find
away to talk about these issues.

Take good care of yourselves and
each other.

Our family recently recognized
the 10t year since our daughter’s
transverse myelitis (TM)
diagnosis. What aroad it has
been! While we have experienced
losses, so have we gained
something. The TMA has

From the President
Deanne Gilmur

provided so many memorable people
who have inspired and enriched our
lives with their personal stories of
strength, bravery, and generosity in
the face of this challenging condition.
Wesek after week, | am contacted by
many who are trying to come to grips
with their TM diagnosis and manage
the various symptoms associated with
TM. Each person’s struggle drives
home the importance of the
information provided by TMA and
the mutual support offered by TMA
members to each other. Thank you to
the many who have given generoudy
of their time and efforts to others and
the TMA at large in spite of the
additiona hardships that either their
TM symptoms or caring for afamily
member with TM has thrust upon
them.

Congratulations to Cathy Dorocak for
beginning the important fundraising
program “ Reading for Rachel” in
honor of her young daughter who was
diagnosed with TM at age 6 1/2
months. Congratulations to Cody
Unser for developing the “First Step
Foundation” to promote treatment
and TM research
(Wwww.codysfirststep.org). Kudosto
Pamela Schechter for organizing a
meeting held May 27t in celebration
of the first anniversary of the New
York State “ Transverse Mydlitis
Awareness Day.” Bravo to Richard
Boyle (Gunny) for getting the
Genera Assembly of the State of
Ohio to pass a Resolution setting
June 6, 2000 as Transverse Mydlitis
Day, and for his soon to be published
book that describes his experiences
with TM. Good work Board
member, Debbie Capen, who traveled
across the country to attend and
support the awareness event in New
York. Thank you to Medica
Advisory Board member Dr. Kerr for
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speaking at the New Y ork support
group and, asis so characterigtic, for
giving so much professionally and
personally to the TMA andto TM
treatment and research. Thank you to
Ann Moran from Ireland who took it
upon hersdlf to increase TM
awareness during a mesting held by
the Nationa Broadcagting Servicein
her hometown which led to her
appearance on the radio during which
she talked about her experience with
TM. Thank you to Errol White of the
Transverse Mydlitis Support Group
in Australia who helped reduce TMA
publishing and mailing costs by
printing and mailing the last
newsdletter and this newsletter to our
membersin Australiaand New
Zealand. They also held their second
TM Awareness Day on May 17th. |
also want to thank the members of
the Medical Advisory Board for their
ongoing involvement and help in the
Association. Thank you to Perry
Peltier and Board member, Paula
Lazzeri, for producing and
distributing the TMA Symposium
videotapes. And of course, | must
say aspecia thank you to Sandy
Siegd and his undaunted devotion to
the TMA newdetter. | know that |
have neglected to acknowledge so
many others who have made
generous and noteworthy
contributions of their time and efforts
to support the TMA. These
extraordinary people of the TMA
membership are making a difference
in this Association’s efforts to
increase awareness of TM and TMA,
to offer support where and wheniit is
needed, and to encourage in every
practical way possible research that
will eventualy have a positive
impact on those diagnosed with TM.
We are al more hopeful because of
everyone' s work.

During the past 6 months, TMA has
made positive strides towards its
goa s for 2000 (see January 2000
newdetter). Video tapesof TMA’S

First International Symposium
have been completed and made
available for purchase (see Janu-
ary 2000 newdletter or website).
Our talented website director, Jm
Lubin, continues to add vita in-
formation to the TMA website
(Www.myselitis.org). The effect
that this site has had in alowing
quick access to pertinent informa-
tion isimmeasurable. Those who
are recently diagnosed, often
mention the quality and helpful-
ness of our site! Jim consistently
enhances and updates the website
so if you haven't visited it lately,
please take another look at what a
wonderful resourceitis. Addi-
tionaly, we have had a continua-
tion of generosity by TMA mem-
bers new and old who have do-
nated funds that continue to sup-
port the Association’s good work.
Small and large donations are
what makes it possible to meet so
many of TMA’sfunctions, such
asthis newdetter! The future of
TMA depends on membership
support of the Association’s gen-
era operationa activities and ser-
vices. Please consider giving to
TMA so we can continue to grow
and develop, and meet the needs
of our membership.

In the last newdletter the Board of
Directors aso announced the
cregtion of the TM Endowment
Fund. The purpose of thisfund is
to generate alasting source of
funds that can contribute to
ongoing and future TM cure
research efforts. The Board put
forth a*“challenge goa” to our
membership to help build the
Endowment Fund to $100,000
during the year 2000. We have
received limited response to this
chalenge so far, but we are happy
to say that the funds generated by
the “Reading for Rachael”
program have been designated for
the fund. This brings the amount

in the fund as of June to $6,550.
TMA is hopeful that the “challenge
goa” will be met by the end of the
year. Every one of us wantsto see
medical research occur which will
result in quicker diagnosis and initial
treatment, improved and more
successful treatments, and innovative
and effective therapies that improves
lifefor al those with TM. This takes
a strong commitment by our TMA
community to fund this kind of
research. We are lucky that in recent
months, perhaps for the first time
ever, there has been an increase in
public awareness and education on
TM. Whilethisincreasein
awareness may ultimately assist usin
these efforts, we ill need to
strengthen our organizational
advocacy and support for cure
research. The Endowment Fund isa
very specific and direct way to take
thislead. Asthe Endowment Fund
does not support TMA'’s operationa
activities and services, please
consider an additional contribution as
part of meeting the “challenge,” or
consider developing alocal
fundraising event/program that will
benefit the Endowment Fund.

And lastly, our 2000 goal of having
TMA members initiate awareness
activitiesin at least six states and four
countries iswell underway with
positive actions/events having
occurred in New Y ork, New Mexico,
Ohio, Ireland and Austraia. In
previous newdetters | have discussed
what | called “State and National
Volunteer Representatives activities’
and many individuas have contacted
me and expressed interest in being
involved in such roles. Following
much consideration, it now seems
best for TMA and our members to
not formalize such roles for specific
individuals, but to continue to support
all persons with aninterest in
developing or participating in such
activities to work together to develop
these supports and working groups.
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After aworking support group gets
started, the group can identify a
specific representative or
representatives for more formal
coordination purposes. This should
be a more effective and inclusive
way to jump start local support
activities. We hope those that have
been interested in such activities or
roles will now move forward and
develop contacts with other TMA
members to build connections, offer
mutual support to existing members
and those newly diagnosed, and to
undertake TM awareness activities.

Responsibilities and Duties, and
Guiddines for persons interested in
developing loca groups and serving
as State and Nationa Volunteer
Representatives have been completed
and will be included on our website.
This information aong with other
information available from the TMA
website may be accessed and
replicated for these purposes. We
also encourage you to be in contact
with Pamela Schechter who has been
developing a support group in New
York. We have asked Pamelato
chair this effort for TMA by being
available to share the process that
she undertook in her home state.
Thiswill hopefully be a resource to
people who may be attempting
Similar processes.

The Board continues to work with
the Johns Hopkins Transverse
Myelopathy Center on the
development of the Second
International Symposium on
Transverse Myédlitis that is planned
to be held July 12 - 15, 2001 in
Batimore, Maryland. Thank you to
everyone who filled out the Peatient
and Family Needs Survey from the
January 2000 newsdletter. Y our input
will assist gresatly in ensuring that the
Symposium program addresses the
needs of TMA members. TMA
members will receive registration
notices/packets by the end of the

year. Thiswill be anincredible
opportunity to forge new
relationships and to continue the
Association’s momentum that was
started with the last Symposium.
My best to dll.

Dr. Kerr is an Assistant Professor
in the Departments of Neurology
and Molecular Microbiology and
Immunology, Johns Hopkins Hos-
pital. He is also the Co-director of
the Johns Hopkins Transverse
Myelopathy Center. Dr. Kerr
serves on The Transverse Myelitis

TheHistory of TM: The
Origins of the Name and the
| dentification of the Disease
Douglas Kerr, MD, PhD

Association Medical Advisory
Board.

How long has TM been around?
Reports in the medical literature
of “acute myelitis’ date back to
1882 and are credited to Dr. H.C.
Bastain, an English neurologist
(Bastain, Quain’ s Dictionary of
Medicine, 1t Edition, 1882). He
described several cases of acute
mysdlitis resulting in “ softening of
the spinal cord.” He presented the
pathologic findings of several
autopsies from patients who died
of the myelitis and divided the
cases into those that he thought
were due to “thrombotic events to
blood vessals supplying the spina
cord” and those that were due to
acute inflammation. A
thrombotic event means a
“stroke”’ of the spina cord in
which a clot formsin one of the
spina arteries, thus depriving the
spina cord of oxygen and causing
death of nerve cellsin that area.
Most of these cases were due to
syphilis (syphilitic endarteritis -
meaning that the syphilis causes
an inflammation of small arteries
as they enter the spinal cord).

The ‘inflammatory’ cases were
postulated to be due to an infectious
or an alergic mechanism.
(Unfortunately, 118 years later we
don’'t have a markedly improved
concept of inflammatory transverse
myelitis).

Dr. William Spiller at the University
of Pennsylvania published areport in
1909 detailing thrombosis of the
cervical anterior spinal artery and
proposed strongly that virtually all
cases of acute myelitisare dueto
blood clots, not inflammation (we
now know that either blood clots or
inflammation may cause TM). His
patient in that report (named John W.)
was an employee of the Philadelphia
General Hospital who was required
one morning to lift 100-pound blocks
of ice with assistance of another man.
(These blocks were then transported
to each patient’s room as “air
conditioning” and to provide cool
washcloths). Shortly after lifting the
fourth ice block, John W. “began to
have a sensation of coldness and pain
between the shoulders.” He then
noted “ stiffness, then lower limb
numbness and weakness.” He became
paralyzed by the next day, and despite
utilization of an iron lung ventilator,
John W. died shortly thereafter.
Autopsy of his spinal cord showed a
blood clot in the cervica anterior
spina artery, and it was proposed that
the lifting had caused the clot to form.

In 1922 and 1923, physiciansin
England and Holland became aware
of arare complication of smallpox
vaccination: inflammation of the
spina cord and brain (reviewed by Dr.
T. M. Rivers, JAMA, 1929). Given
the term post-vaccina
encephalomyselitis, over 200 cases
were reported in those two years
alone. Pathologic analyses of fata
cases revedled inflammatory cells and
demyelinization rather than the
vascular pathology noted above. It
was interesting to note that the ratio of
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cases to vaccination was 1:50,000 in
England and 1:5,000 in Holland.
England carried out all its smallpox
inoculations in children less than one
year of age, giving rise to the notion
that “infants are relatively
insusceptible to post-vaccina
encephalomyelitis.” What was
perplexing then (and continues to be
perplexing today) is that family
members got the identical vaccine
(or in many cases today got the same
“cold”), but only one member of the
family developed acute mydlitis.

Dr. Frank Ford reported in 1928
(Ford, F.R.: Bulletin of Johns
Hopkins Hospital, 1928) his
hypothesis that many cases of acute
myelitis are post-infectious rather
than infectious in cause. His
reasoning was that in many cases of
acute myelitis associated with
mumps, the patients' “fever had
falen and the rash had begun to
fade” when the myelitis symptoms
began. He proposed the idea,
therefore, that it was an “adlergic”
response to the virus rather than the
virus itself that caused the spinal
cord damage. Dr. Ford aso noted
that “neuroparalytic” accidents had
been noted even dating back to 1887.
Specificaly, many patients had
become paralyzed following rabies
virus vaccination. The paralysis was
not found to be due to the rabies
virusitsdlf, but rather to the repeated
inoculation of patients with brain
tissue carrying the virus. Dr. Ford
was not aware of the functions of the
immune system, but we would
conclude today that the immune
response generated against the brain
tissue then attacked the spina cord
and caused the pardysis.

Several cases were thenreported
over the next two decades showing
that though Dr. Ford may beright in
some instances, severa infectious
agents can directly cause acute
myelitis, notably measles and rubella

viruses (Morris and Robbins,
Journal of Pediatrics, 1943;
Senseman, Archives of Neurology
and Psychiatry, 1945). It wasin
1948 that Dr. Suchett-Kaye, an
English neurologist at St. Charles
Hospital in London, utilized the
term “acute transverse

mydlitis’ (Suchett-Kaye, The
Lancet, 1948) in reporting a case
of acute TM complicating
pneumonia. Though not indicated
in the initia report, the addition of
‘transverse’ reflected the common
clinica finding that patients
reported a‘band like' horizontal
area of altered sensation on the
neck or torso. Below thisarea,
sensation was absent or at least
altered and was associated with
bowel and bladder dysfunction
and weakness. Abovethisares,
patients were normal. We now
know by looking at MRIs of the
spina cord that this reflects
inflammation or injury in a
particular area of the spinal cord,
with uninjured nerve cells above
this area.

Since that time, the syndrome of
progressive paralysis due to spina
cord inflammation has been
known as transverse myel opathy
or transverse mydlitis. What is
the difference between
‘myelopathy’ and ‘ myelitis?
Technicaly, any *...itis means
‘inflammation’: ‘Arthritis means
inflammation of the arthus (joint);
‘snugitis means inflammation of
the sinuses, for example.
Inflammation means that the
immune system is activated and
recruited to the area, potentialy
causing damage. But severa of
the cases we see today may be
due to vascular events like
thrombosis, hemorrhage or dura
AV fistulas (abnormal collection
of blood vessals on the surface of
the spinal cord). These are not
truly inflammatory conditions

sincethe clinical events are due to
blockage of blood flow. Therefore,
we utilize the term first introduced by
Paine and Byers (American Journal

of Diseasesin Children, 1953) of
‘transverse myelopathy.” Thisisan
all inclusive term which indicates any
focal injury to the spina cord,
whether it be infectious, post-
infectious, vascular, traumatic or the
dreaded idiopathic (which is afancy
term to mean that we do not know
what caused the myelopathy).

David Irani, MD isan Assistant Pro-
fessor of the Department of Neurol-
ogy, Johns Hopkins Hospital. He is
also the Co-director of the Johns
Hopkins Transver se Myelopathy Cen-
ter. Dr. Irani obtained hisMD de-
gree from University of Michigan
(Ann Arbor) in 1987 and completed

Transverse Mydlitis-Related
Research at The Johns
Hopkins Univer sity School of
Medicine: Current Statusand

Future
Directions

hisinternship at &. Joseph Mercy
Hospital at Ann Arbor. He then came
to Johns Hopkins Department of Neu-
rology as a fellow in Neurovirology
(1988-1990) and completed hisresi-
dency training in Neurology. In 1993,
Dr. Irani joined the faculty of the De-
partment of Neurology at Johns Hop-
kins Hospital and hasfocused hisre-
search activities in neuroimmunol ogy
and neurovirology. He has been ac-
tively involved in studies of viral in-
fections of the CNSand leukocyte
trafficking.

Transverse myelitis (TM) remains a
difficult problem from a variety of
standpoints. Since it occurs relatively
infrequently, even subspecialist
neurologists may have little practical
experience with the disorder. Since it
may have many underlying causes
(only some of which are uncovered at
the time of the acute illness),
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predicting the long-term clinica
outcome for an individual patient can
be difficult. And since we are till
quite limited in our capacity to
promote meaningful neurologic
recovery once the inciting event has
subsided, physicians may have few
treatments to offer their patients
during later stages of disease. In the
face of such obstacles, one might be
tempted to conclude that conducting
research on TM isan impossible
task. Indeed, the disorder has been
relatively neglected by the
biomedical research community,
perhaps for some of the very reasons
described above. Nevertheless, my
colleagues at Hopkins and | have
initiated a comprehensive research
effort to study TM in both the clinic
and the laboratory. Our goal isto
take advantage of new scientific
developments in the fields of
neuroscience, virology, and
immunology to better understand
TM. We hope to make advances that
will trandate into new diagnostic and
treatment applications which can be
used in the hospital and the clinic in
the near future.

One approach we have taken in our
research isto directly study TM asit
occurs in humans. There are severa
important issues we are trying to
tackle: enhancing our understanding
of the underlying causes of TM,
improving our ability to predict a
patient’s eventud clinical outcomein
the earliest stages of his or her
disease, and testing whether there
might be ways to improve neurologic
function well after the acute illness
has occurred. One hypothesis we are
examining is that many cases of TM
are caused by viral infections that
develop in the spina cord; viruses
that go undetected because the
diagnostic tests needed to identify
them are not available. As aresult,
we are looking for novel virusesin
the cerebrospina fluid (CSF) of
patients with acute TM using new

laboratory techniques. We have
already found that certain proteins
which normally reside within
nerve cells of the spinal cord are
released into the CSF of some
patients with acute TM. Detecting
these proteins are clues to us that
the underlying cause of TM in
those cases is quite severe (the
nerve cells are actualy being
damaged and are releasing these
proteins). As aresult, this assay
may serve to help us predict how
much function a given patient will
eventually recover during the
earliest stages of TM. We aso
plan to look for dterationsin the
immune systems of affected
patients that may have made some
of them susceptibleto TM. We
suspect that part of the
susceptibility of certain patientsto
TM resides in the unique way that
their immune systems respond to
certain infections. To try and
promote delayed recovery in
patients well after their acute TM,
we plan to test the effectiveness
of drugs that increase the
transmission of eectrical signals
in the remaining intact spina cord
nerve cells. On the horizon may
be the potentia to grow nerve
cells or precursors that turn into
nerve cels (called stem cdlls) in
culture dishes for implantation
into the spina cords of patients
who have had TM. In this setting,
it is hoped that the implanted cells
can re-establish some of the
connections that were damaged
during the acute phase of the
illness and promote some degree
of clinical recovery. The
groundwork experiments for such
an approach are underway in
experimental animals (see below).

Successful disease-related
biomedical research is often best
accomplished through the direct
study of affected tissue. However,
since performing spina cord

biopsies on patients with acute TM is
both impractical and potentialy
dangerous, we do not have access to
such samples. To circumvent this
limitation, we have developed a
model of TM in experimental
animals caused by direct vira
infection of the spinal cord. This has
alowed usto study how and why
nerve cells degenerate in this
Situation, and because affected
animals become paralyzed to varying
degrees, it has provided an excellent
model system to test the effects of
new therapies that might eventualy
show promise in humans. Thus, we
are now trying to establish the
experimental conditions under which
stem cells can be implanted into the
spinal cords of paralyzed mice and be
coaxed into resprouting new nerve
connections. We have also begun to
figure out how to interrupt some of
the signasthat the virus uses to
trigger the death of infected nerve
celsin the spina cord. We hope this
may lead to the development of novel
drugs that could exert the same effect
in humans. While we redlize that the
use of laboratory animalsin
biomedical research is highly
controversia, there simply isno
other way to answer the kinds of
guestions we are asking. Overall,
while research progressis ow, we
feel that we have aready made some
important observations and have
plansto expand these efforts as
future research support becomes
available.

Despite some early optimism, it is
fair to say that TM-related
biomedical research is ill in its
infancy. Nevertheless, | believe that
our laboratory efforts, in particular,
will bear fruit in the foreseeable
future. As cliniciansin thisfield, it is
the explicit goal of my colleagues
and | to trandate our laboratory
progress rapidly, but safely, to
therapeutic trials in human patients.
We are actively working to increase
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awareness and support of our
research efforts.

Joanne Lynn, MD is an Assistant
Professor of Neurology at The Ohio
Sate University. Sheison 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 Mydlitis

Member Questions and
Answersfrom Joanne Lynn,
MD: Issues of Sexuality
Surrounding TM

Joanne Lynn, MD and Ledie
Moore, RN

Association. If you have questions
for Dr. Lynn regarding the
Transverse Myelitis condition, please
send those to Sandy Segel; we will
attempt to have your questions
addressed in a future newsletter.

Leslie Moore, RN graduated from
The Ohio Sate University in 1986.
She worked in Neuro Intensive Care
for seven years and through her
work with spinal cord injured pa-
tients, the interest in bowel, bladder
and sexuality issues began. Shethen
worked in the Interventional Radiol-
ogy Department for two years. To
expand her role with education of
patients, she took a position at the
MS Center at Ohio State and asa
faculty member of the Peer Support
Program sponsored by Berlex. Les-
lie has moved to Wisconsin where
she has continued as a faculty mem-
ber with the Peer Support Program
and worksin the local ICU.

The following information is offered
as agenera 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. Any decisions
regarding diagnosis or treatment
should be made in consultation
with your personal physician who
is best suited to make appropriate
medical recommendations for
you.

Q. If aperson hasbladder and
bowe function return, isthis
any sign that sexual functioning
could also return? What causes
sexual dysfunction from spinal
injury? Issexual function an
area of treatment that should be
discussed with a patient's
neurologist?

This question brings up the bigger
topic of sexuality in TM. Sexual
function with or without spina
cord injury isavery complicated
issue and an important facet of life
for both men and women. Much
of what isincluded in this article
comes from writings and studies
of people with sexua dysfunction
due to multiple sclerosis (MS).
Thereisasignificant body of
literature regarding the mechanics
and psychological ramifications of
sexual dysfunctionin MS, which
also affects the spinal cord.
People with TM should refer to
some of the M S references listed
at the end for more detailed and
helpful information.

Erection may occur due to
psychogenic stimuli (such as
visud stimuli or fantasy). Inthis
situation, nervous impulses travel
in the autonomic nervous system
down from the brain, through the
spina cord to the lower thoracic
and upper lumbar levels. Fibers
then leave the spina cord and
travel to blood vessalsin the penis
directing vascular engorgement in
men and vaginal/clitoral
engorgement and lubrication in
women. Thisis part of the

excitement phase. Thereisaso a
reflex component to erection which
does not require input from the
brain. Local stimulation to genitdia
or even a stimulus such as a full
bladder can lead to activation of a
reflex arc involving the lower part of
the spinal cord (sacral part) resulting
in erection. Obviously, complete
transection of the spinal cord will
prevent autonomic impulses from
coming from the brain to the lower
cord. Injury to the spinal cord in
inflammatory diseasessuchas TM
or MS are often partial and may
interfere with these descending
pathways or ascending nerves
bringing sensory information from
the genital areasto varying degrees.
Bowel and bladder function is also
mediated by transmission of
information through the spinal cord
and improvement in this function
may or may not be associated with
improvement in sexua function; but
it is a hopeful sign.

Specidists interested in sexua
dysfunction break it down into
several categories. primary,
secondary and tertiary sexual
dysfunction. Primary sexual
dysfunction is the ateration in
sexual feelings and response that is
directly related to the neurologic
spinal cord injury. This may include
decreased libido, reduced or
unfamiliar or unpleasant genital
sensations, decreased vagina
[ubrication, problemsin achieving
or maintaining an erection, and
reduced g aculatory force or ability
to gaculate, and decreased orgasmic
response. Secondary sexua
dysfunction results from the various
symptoms that may be caused by
TM, including fatigue, spasticity
(increased muscle tone), bladder and
bowel problems, and pain. Tertiary
sexud dysfunction is used to
describe effects caused by
psychologic responses to the effects
of TM.
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Primary sexual dysfunction

Decreased libido is a difficult
problem which can be stressful to
both the person with TM and hig/her
partner. Often changesin libido may
be due to changes in emotional state
caused by the responseto illness and
perhaps decreased independence if
neurologic impairment is severe.
Individual and couples counsaling is
often helpful to explore feelings and
improve communication. Efforts
should be made to determine if there
is acomponent of underlying
depression and this should be
addressed.

Evaluation of male sexual
dysfunction

The initial step in the evaluation of
male sexua dysfunction involves
significant sexual counseling.
Testing to determine if erectile
function is intact may be useful.
Urologists may use Doppler Studies
to assess blood flow in the penis and
monitor for nocturnal penile
tumescence. There are severa
therapies available to assist or
augment penile erection. The newest
isora sildenafil (Viagra). Studiesin
the traumatic spinal cord injury
population have shown that a
majority of patients have success
when sildenafil isused in
combination with vibratory
stimulation. Sildafenil 50 to 100 mg
is taken one hour before sexua
intercourse and results in improved
erectile function when combined
with psychologic and/or tactile
stimulation. This drug dose has
some known side effects which
include nasal congestion, headache,
flushing, and heartburn in
approximately 6 to 18% of patients.
In addition, this drug must never be
taken in combination with nitrates
which are drugs that are used to
dilate the blood vessels of the heart

and there is significant danger of
heart attack or other cardiac
problemsincluding death in
patients with heart disease.
Vibratory stimulation may be
used to enhance erections and to
assist in stimulation towards
orgasm.

Vacuum erection devices have
been used successfully in spinal
cord injury and in patients with
multiple sclerosis. These consist
of aplastic tube that is placed
over the penis. A pump isused to
pump air out of the tube, creating
avacuum that draws blood into
the penis (didn’t someone say
nature abhors avacuum?). A
congtricting ring is then dipped
over the base of the penisto
prevent blood from returning to
the heart, thereby helping in
maintenance of the erection.
Some men find this approach
uncomfortable or painful, or
report that their penisis cold.
Some fed that this approach
seems less natural. This approach
also requires a significant amount
of manual dexterity. However,
others use thisrelatively
inexpensive approach with good
success.

Another approach towards
improvement of erectile function
isthat of introduction of
vasoactive medications into the
penis. Vasoactive means a
medication that has effects on the
blood vessels. One such
medication, prostaglandin E1,
may be introduced as a
suppository into the penile
opening of the urethra. Other
medications, such as another form
of prostaglandin E1 or papavarine
may be injected right into the
shaft of the penis. Obviously, one
must overcome the natural fear of
such an objection but many men
and/or their sexua partners do

master this technique. Thereisahigh
rate of success for this type of
treatment. Complications include
prigpism which is a painful prolonged
erection with risk of damage to the
penisitself. Thisoccurs
approximately 0.8 to 1.5 % of the
time and requires urgent treatment by
aurologist. Repeated use can cause
fibrosis or scarring within the penis
tissue itsalf in a small number of men
(0.5%).

Another option for treatment of
neurogenic erectile dysfunction due
to TM isthe use of penile prosthesis
or implants. There are severa types
of prostheses including inflatable and
semirigid. One problem with these
implantsis that they may become
infected as may any foreign implant
such as an artificial joint (estimated
rate 1.2 to 1.8%). At least one study
has shown that men that choose this
option have sex more frequently and
with higher personal and partner
satisfaction than men on injection

therapy.

Evaluation of female sexual
dysfunction

Decreased genital sensationisa
major problem that contributes to
sexud dysfunctionin TM. Thisis
often the cause of sexua dysfunction
for women and there are fewer fancy
gadgets or treatments than are
available for male sexua dysfunction.
Treatment of decreased genital
sensation often requires exploration
with different and more intense
stimulation both in the genital area
and exercisesto alow a person to
learn awider range of sexual
pleasuring outside of the genital area.
Increased use of oral stimulation of
the clitoris may be useful. Use of a
vibrator, which can be purchased at a
medica supply store, may aso
enhance genital sensation and
increase ability to have an orgasm.
There are many different types of
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vibrators and some strap-on to
ddliver stimulation to the clitoris
directly without interfering with
intercourse. Stimulation to other
erogenous zones such as breasts, lips,
neck, ears may be useful to heighten
excitement and pleasure and to
enhance the likelihood of orgasm.
Increasing the amount of nipple
stimulation may increase vagina
[ubrication and uterine contractions
which could increase ability to reach
orgasm. Onetool used in sexud
counsdling is to request that the
couple work on making a map of
personal erogenous zones outside of
the genital area. This requires that
the couple talk about this and work
together, devoting time to finding
new ways to pleasure each other.
There is often benefit to increasing
non-erotic stimulation such as
handholding, backrubs, etc.
Reviving romantic gestures such as
gifts of flowers, hugs, etc. may aso
help to stimulate libido.

Decreased vaginal lubrication despite
sexud stimulation can be caused by
spinal cord injury and can contribute
to pain during sexual intercourse.
Water-soluble lubricants such as
Replens are available to deal with
decreased vaginal lubrication. K-Y
jelly may aso be used. Vasdline
should not be used because it is not
water-soluble and may cause urinary
tract infections. Women should aso
be aware that vagina lubrication
may decrease as a normal response
to decreased estrogen levels during
menopause and vaginal tissues may
thin. Hormone replacement therapy
may be beneficial for sexual function
for women at this stage of life asit
may reverse some of these age-
related changes.

Some sexual therapists recommend
Kegel exercises to strengthen and
increase responsiveness of the
pubococcygeus muscle in the pelvic
floor. Contractions of this muscle

occur during female orgasm. The
Kegdl exerciseis performed by
aternatively tightening and
relaxing this muscle (which may
be identified as the muscle which
stops and starts urine flow
midstream).

Secondary sexual dysfunction

Many people with TM find their
sex lives hampered by other
symptoms related to the spinal
cord injury. One example might
be that a woman or man would
find it difficult to relax if he/she
was aways worrying about
whether urinary/feca
incontinence would occur and
how his/her partner would react
to this. There are thingsthat can
be done to establish a good bowel
regimen to make this less likely.
A bowel program can be
established by choosing a specific
time each day to have abowe
movement, usually after ameal.
Increase fiber to increase softness
of stool. For more persistent
bowel problems a program
including a suppository each day
may be needed. Simply
remembering to void the bladder
before sexua activity is sufficient
to prevent accidents for some;
urinary self-catheterization can
help others to ensure that the
bladder is empty.

Fatigue is a problem for many;
planning the time of sexual
activity for periods of the day
when energy is highest can be
helpful. Obvioudly, painful leg
spasms will detract from sexual
activity and can often be reduced
by proper medications (taken two
hours prior to intercourse) or by
working gentle stretching into the
foreplay period to reduce
gpasticity. Some people with TM
develop painful sensations (such
astingling, burning, stabbing,

tightness) in the legs or genita areas
that interfere with sexual function.
Sometimes just being rubbed or
stroked by one's lover might evoke
pain rather than pleasure. Various
medications may be tried to decrease
these painful sensations called
dysesthesias, including Amitriptyline
(Elavil), Gabapentin (Neurontin), and
Carbamazepine (Tegretol). Thisis
another situation in which couples
will benefit from working together to
map out body areas in which
stimulation causes pain or pleasure.
Experimentation with different
positions for sexual intercourse may
also minimize problems associated
with fatigue, spasticity or painful
dysesthesias.

Tertiary sexual dysfunction

Tertiary sexual dysfunctionisa
complicated areain which
psychological responsesto TM may
impair sexua functioning. Weakness
or other dysfunction may lead to
changes in sdlf -esteem and self -
image that affect sexua performance.
Both an individual with neurologic
dysfunction and/or the partner may
perceive that disability makes the
person with TM less attractive or less
masculine or feminine. Some
partners who give significant carein
the form of dressing, transferring,
bathing, urinary catheterization, etc.
may have difficulty switching gears
from the role of caregiver to that of
lover. Frustration, resentment, and
fears of abandonment may be
unspoken emotions that hinder the
expression of love and sexuality.
Open communication between
partners and psychotherapy are the
best approaches to deal with these
problems.

Perhaps the most important thing is
that a couple approach sexuality with
an open mind and awillingness to try
new things. Some people with spina
cord injury think along the lines of
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“If | can’t have sex theway | used to,
forget it!” Sexua therapists remind
us that our society tends to view sex
as agoal-oriented activity directed
towards achievement of orgasm.
Whilethisis, of course, aworthwhile
godl, it may be helpful to refocus on a
broader range of sexua activities that
bring physical and psychological
pleasure and wellbeing. A
willingness to try new approachesto
romance and sexua stimulation will
open new doors to positive
expression of affection and sexuality
and this will have benefits for the
relationship beyond the bedroom.

It is absolutely appropriate to discuss
sexua function after spina cord
injury with your neurologist.
However, in truth, very few
neurologists have any sort of formal
training during their residenciesin
sexud function or spina cord injury.
Therefore, forgive your neurologist if
he or sheisinexperienced and unable
to tell you much and try to work with
him/her to address these various
issues. You may also find assistance
from seeking out neurologists,

nurses, urologists, sex therapists or
physiatrists who care for patients who
have experienced spina cord trauma
or multiple sclerosis, especialy at a
large hospital, rehabilitation center or
university center. The National
Multiple Sclerosis Society (1-800-
FIGHT MS) also has some literature
on sexud dysfunction and MS which
isapplicableto TM.
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The Foley and Werner chapter in
the Kalb book aso lists severa
catal ogue sources for sexualy
oriented materials not specificaly
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1-800-848-3837.

Good Vibrations, Inc. 1-800-
289-8423.

Lawrence Research 1-800-242-

2823.

Thinking About Return to
Work after Severelnjury
and llliness

Denise Rabold, Ph.D. and
James A. Arnett, Ph.D.

Drs. Rabold and Arnett have been
writing a series of articlesfor the
TMA Newdetter on the process of
adaptation to the effects of severein-
jury andillness. Dr. Arnettisafac-
ulty member in the Division of Reha-
bilitation Psychology, Department of
Physical Medicine and Rehabilita-
tion at The Ohio State University.
Dr. Rabold has a private practice.
Rehabilitation Psychology is a spe-
cialty of psychology that servesindi-
viduals with disabilities asthey ad-
just, adapt, and progresstoward
healthy and satisfying lifestyles.
Psychologists working in rehabilita-
tion use education, remediation,
counseling, and advocacy to mini-

mi ze effects of impairments due to
disabling medical conditions and
promote wellness through optimal
psychological and social functioning.
Dr. Arnett has a broad base of ex-
perience with a range of disabling
conditions, and specializes in evalua-
tion of mental performance and ad-
justment issues associated with im-
paired brain function. Dr. Rabold is
licensed as both a psychologist and
speech-language pathologist. She
specializes in counseling and cogni-
tive remediation for work, schoal,
and community re-entry after ac-
quired brain injury.

As noted in our second article about
adjustment and adaptation following
severe disabling injury and illness
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(Dedling With Change. TMA
Newdletter, Volume 2, Issue 2), the
adaptation process involves moving
beyond afocus on losses. Thisisa
difficult process, and unique to the
individual. It is often very difficult
to move the focus of attention to the
future when so much appears to have
been taken away. Adapting to crisis
involves restoring emotiona balance,
dealing with effects of illness,
establishing and maintaining
relationships, and planning for the
future. Restoring and maintaining
emotiona health must involve
dealing with these adaptive tasks.
Moving forward toward a more
functional, independent, and
productive lifestyle means moving
away from theillness and its effects.
Time is an important healing agent;
athough the time required to
effectively manage these adaptive
tasks varies greatly among
individuals.

Work, whether for pay or not, isa
major part of life. Regular
involvement in some productive
activity brings structure and meaning
to life, dong with a fedling of
control. To work meansto be on a
schedule, which in turn leads to
planning ahead for activities outside
of work. Work aso brings human
interaction, which is stimulating and
essential to basic human needs. For
those persons who were employed
before illness onset, the return to
work helps greatly to restore a sense
of normalcy, competence, and self-
worth.

The effects of illness vary gredtly.
Consideration of the return to work
process must alow for great
variations in severity of physica
impairment, and the physica
demands of certain jobs. We will
attempt to address two rehabilitation
processes: First, return to the same
job held before the disabling illness;
and second, considerations of work

when it appears return to the old
job will not be possible because
of the effects of illness. We must
also make the assumption that the
effects of theillness are stabilized
and relatively permanent.

Returning to the Old Job

In many cases, a person with new
physical impairments can return
to aformerly held job, with
reasonable accommodations.
Work involving primary activities
of thinking, reasoning, problem
solving, and communicating fall
into this category. Thefirst step
in the return-to-work processisto
determine whether or not it is
possible to perform the former job
with present functional status.

Returning to a former job and
work environment can be
frightening and possibly
overwhelming. The process can
be simplified by mobilizing a
support system to assist with
education, problem solving,
advocacy, and implementation of
needed accommodeations.

A first step in the return-to-work
process may be areferrd to the
Bureau of Vocationa
Rehabilitation (BVR). BVRisa
government-funded agency whose
goadl isto assist individuals with
disabilities in returning to gainful
employment. Services provided
include evaluation, training, work
adjustment, and identification of
modifications and
accommodations that may be
needed to facilitate the
individual’ s success.

As a second step, the assistance of
a Rehabilitation Psychologist
should be considered. This
professional istrained to provide
needed education, remediation,
adjustment counseling, and

advocacy to assist the individua in
realizing their potentia. It isoften
important to work with a professiona
who can view the case holigtically,
giving consideration to impairments,
potential, work demands, and
employer demands. The
Rehabilitation Psychologist will
consider individual perceptions of
job demands and concerns from the
perspectives of both the employee
and the employer. Contact with the
employer is often made to obtain a
job description, and possibly to visit
and evaluate conditions at the job
site.

Changesin job duties are
increasingly afactor in return to
work. Inour experience, a person
who is off work for three months or
moreis very likely to find significant
changes have been made to the job
they left. Change compounds the
difficulty of returning to work. The
individua not only must manage
some level of disability, but must
also deal with ajob that has changed
to some degree.

Following a severe and protracted
illness, a gradua return to work is
aways recommended. Returning to
the old job after an extended absence
can be an emotiona and physical
“shock.” In spite of efforts at
physica conditioning, most
individuals returning to work after a
long absence find the effort very
exhausting, both physicaly and
mentally. Useful guidelinesinvolve
areturnto-work schedule, which
includes part-time employment for a
period of two or more weeks. Plans
vary greatly; and as an example, the
initial workweek may involve two to
four hours per day, or four hours
every other day. Of equa
importance to hours per day, isthe
definition and assignment of
responsibilities. Most jobs, no matter
how well they are described on
paper, involve many, often small,
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undefined or poorly defined duties.
These “as needed” duties can betime
consuming and can easily interfere
with early return success. A clear
description of work assignmentsis
helpful during the return-to-work
phase. Our practiceisto dways
attempt to place the returning
individual in a situation where they
can experience success and afeeling
of control from the very start of the
return process. It is not productive
and often harmful to have the
returning individual experience a
failurein trying to meet work
demandsin ajob they once did well.
A fedling of success and afeding of
“I can do more” is dways preferred
to the experience of anxiety about
failure and questions of performance.

Considering New and Different
Work

In many cases the effects of illness
make it impossible to return to the
formerly held job. Often jobs
involving a high demand for physical
[abor will no longer be possible. The
individual must now consider other
options including exploration of
opportunities and investigation of
their interests and abilities. The
individual with new physical
limitations may need to think about
new and different occupations, many
of which were never considered
before illness.

We have found that the career
typology theory of John Holland isa
useful way of describing and
thinking about work and work
interests (Osipow, 1983). Holland's
theory has been widely researched
and offers an excellent way of
evaluating career interests. A career
interest inventory, The Self-Directed
Search, which is based on Holland's
theory and used by Psychologists and
Vocational Counselors, isavery
commonly used device for helping
explore work interests.

Briefly, Holland' s theory divides
al jobsinto six types (Holland
refers to Occupational
Environments): Redistic,
Investigative, Artistic, Socidl,
Conventional, and Enterprising.
Asthe theory goes, these six
environment descriptors can be
used to describe any job. Going a
step further, by examining the
interests an individual hasin
different jobs, it is possible to
describe that individual’ s interests
in terms of a“Holland Code”
made of the three strongest
Occupational Environments.

The Holland occupationa
environments offer a useful and
interesting way of thinking about
work and work interests. Asjob
descriptors, the occupational
environments work this way:
Redligtic jobs are characterized by
active behavior, interest in
activities requiring motor
coordination, skill, and physical
strength. Truck Driver isagood
example of a“redlistic’
occupation. Investigative jobs are
characterized by thinking,
organizing and understanding.
These jobs are well represented
by chemists, biologists, and
laboratory technicians. Artistic
jobs involve self-expression and
relating to others through artistic
expression. Socid jobsinvolve
working with othersin ateaching
or helping way, as do Teachers,
Socia Workers, and Therapists.
Enterprising jobs require verbal
skills and influencing others, as
with sales and politics.
Conventiond jobs involve
following procedures, rules, and
regulations. Bookkeeper and
Bank Teller are examples of
conventiona job types.

As noted, the Holland theory isa
useful way of describing jobs, and

auseful way of exploring interests.
Most peopl€’ sinterests are best
described by three of the Holland
work environments; although, there
may be one typethat is strongest. As
an example, a person with a“Holland
Code” of SE-C (Socia, Enterprising,
Conventional) may find interestsin a
large number of jobsthat are assigned
to one or more of these three
environments. Working with a
Vocationa Counselor or
Rehabilitation Psychologist can be
helpful in considering work interests
and options. Again we encourage the
use of agencies such as the Bureau of
Vocationa Rehabilitation.

We have found many inspirational
commentsin the “In Their Own
Words® section of the TMA
Newsdletter. Two of these appear very
relevant to thisarticle: “[Adapting
meant] Coming to terms with the fact
that it is unlikely that I'm going to
achieve the goals and aspirations that
| had set for mysdlf in the future,
especidly in terms of things like
work.” Success may involve setting
new goals, and considering new
opportunities. It isvita not to close
doors. Develop a support team by
getting connected with friends and
others who can help. We must also
recommend “ supportive group”
activitiesinvolving others with
similar experiences. Asanother
TMA member writes, “I cannot state
strongly enough the need for a
positive attitude.”
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Why a Person with TM Should
Consider Physical Therapy

Robin Sopher

received her BSdegreein Physical
Therapy from The Ohio State Uni-
versity College of Allied Medicine.
She has participated in prosthetic
and orthotic clinics at both the
Medical College of Ohio and The
Ohio Sate University. She has spe-
cial interestsin orthopedic struc-
tural assessments and bracing/
orthotics. Sheworkswith clients di-
agnosed with either orthopedic and/
or neurological problems.

One may ask; what is a physica
therapist and what could a physica
therapist do for me? A physica
therapist isa specialist trained to
evaluate and treat neuromuscular
and muscul oskeletal disorders.
Physical therapy means the evalua-
tion and treatment of a person by
physical measures and the use of
therapeutic exercises and rehabilita
tive procedures for the purpose of
preventing, correcting, or aleviating
disability. Asphysical therapists,
our goals are to strive to train and
teach each client to be as independ-
ent as possible. We may use modali-
ties (various machines) to relieve or
minimize pain and to try to optimize
strength gains. We make our pa
tients work hard, not because we like
to see people swedt, but rather the
fact that we want the clients to maxi-
mize the quality of their lives. To
become a physical therapist, one
must complete two years of under-
graduate work, apply to aphysica
therapy program and then undergo
two to three years in a physical ther-
apy program. Thiswill give athera
pist aBS or MS degree depending
on the length of the program. Some
therapists may go on to achieve one
or more specialist degrees. We are
then required to attend a specific

number of continuing education
COUrses every two years.

When atherapist initially seesa
client, he/she performs an initia
evaluation. Thisconsists of a
thorough exam of medical his-
tory, current medications, pain,
client goals, muscle strength,
range of motion of the joints, gait
(walking), posture and structural
assessment, balance, sensation,
specialized tests, functiona abili-
ties and basic neurological test-
ing. Thistellsusthe client’s
baseline so that we can assess
progress during the duration of
treatment. We continueto re-
evaluate the above information to
advance the difficulty of their

program.

Physicd therapists work with cli-
ents that have been diagnosed
with transverse myelitis (TM) in
various settings. One may ini-
tially see a physical therapist (PT)
in acute care (hospitd), inpatient
rehab (when the client is ill
staying in arehab center), outpa-
tient rehab (when the client has
been discharged to home) or
home health rehab (if the client is
considered home bound).

When one reads about the reha
bilitation for a client with TM, it
may be compared to the rehabili-
tation of aclient with aspina
cord injury. Thisis because the
resulting physical effects are
similar. A spina cord injury
(SCI) can be categorized into a
complete or incomplete SCI. A
complete means the patient does
not have sensation or motor func-
tion including sacral segments of
the spine. We may see thiswith
severe cases of TM or in the be-
ginning stage of TM. Usually
within 1-3 months, you may be-
gin to see these strength and sen-
sation deficits change in an indi-

vidual with TM, but this does not
change in an individua with a com-
plete SCI. However, an individua
with an incomplete SCI may have
smilar changes. The difference be-
tween SCI and TM is the method of
injury to the spina cord. A SCl is
usually the result of atraumatic inci-
dent like a car accident, fall, gunshot
wound, etc. and TM is caused by in-
flammation of the spinal cord.

An individua with an incomplete
SCI and an individual with TM pre-
sent with similar abilities. Both of
these diagnoses, however, have vari-
ous types of clinical presentations.
This means the return of strength and
sensation in various combinationsin
the body. There are no two people
that present with al the same symp-
toms. It depends on what areas and
what levels of the spind cord arein-
jured. The physical therapist’s gen-
eral plan isthe same for both of these
clients, to continue to strengthen and
maximize function of whatever the
client has remaining. Individualized
goaswill be set from that initial
evaluation. Some individuals will re-
turn to walking, some may not. Let's
say a person gets strength back in
most of the muscles on one side of
the body, but the foot on that sideis
weak and limits their ability to pick
up their foot without falling. We
may choose to use a brace at that
point to assist those musclesin which
the strength does not return, which
alows the person to still walk safely.
Again, the goals of physical therapy
are to make the client as independent
as possible.

Because a physical therapist is highly
trained in gait evaluation, he/sheis
able to determine if atype of bracing
for the lower extremities would be
appropriate. He/she can fabricate a
temporary brace to help during gait
training, but an orthotist fabricates a
more permanent brace. All the deci-
sions about bracing must be approved
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by on€' s physician. A therapist usu-
ally tries to delay recommending a
permanent brace for the feet or legs
until the end of therapy. The reason
thisis done is because the client’s
strength may change. When select-
ing a brace, one must fed fairly con-
fident that the current strength of the
area being braced has reached a pla-
teau or will not be making any im-
mediate dramatic changes. For ex-
ample, if aclient started out with sig-
nificant weakness upon the initial
evauation, one may recommend
long leg braces (braces extending up
to the thigh area) at that time. How-
ever, during therapy this client’s
strength may change to the point
where at the end of therapy he may
only need an AFO (a brace extending
to just below the knee). Therefore,
the effectiveness of the brace de-
pends on an overal evaluation of the
client’s abilities and an observation
of higher progress over time.

The treatment plan is different for
each client. The treatment plan re-
fersto what the client will be doing
each time he/she comes for a session
and the overall strategy to reach the
patient’sindividual goas. The plan
is developed based on theinitia
evaluation of the client’s abilities.
Strength is amajor factor in deter-
mining what types of treatments are
appropriate. Strength is classified on
ascale of 0-5. Zero meaning that
there is no palpable or visua con-
traction of a muscle and five mean-
ing that the therapist cannot break
the client’s contraction of the mus-
cle. In between, one through four,
are various intensities of muscle con-
tractions. The treatments may ini-
tialy start with teaching strategies
for basic salf-care and daily living
needs. For example, learning to roll
over in bed, sit up, transfer from the
bed to achair, sit to stand, transfer
for bathing and toileting, etc. Anini-
tial exercise program should be initi-
ated for whatever level of strength

theindividua has. Aquatic ther-
apy is very beneficial in the be-
ginning, because the buoyancy of
the water can be used in waysto
assist the client’s movements.
Buoyancy is a property of water
that exerts an upward force. This
will make the limb fedl lighter.
There will be exercisesthe client
can do in the water that he/she
cannot do on land. Walking can
also be facilitated earlier in the
water as opposed to land therapy.
The physical therapist will ensure
that there are components of both
land and water therapy to ensure
optimal carryover regarding func-
tion. One should be prepared for
changing levels of assistance
needed by others. In the begin-
ning, alot of assistance from your
therapist may be needed to move
and this should gradually de-
crease during your therapy, de-
pending on your potentid for re-

covery.

Land therapy or therapy in the
gym/community will progress as
one's strength progresses.
Physical therapists are known to
always make exercises harder
when they become easy! This
challenge to the muscles is neces-
sary for strength gains. Some ex-
ercises may not seem like what
oneis used to, therefore the thera-
pist will usualy explain their ra-
tionale for his/her creative exer-
Cises. These crestive exercises
are not only to add some fun to
therapy, but most importantly to
add baance training, multiple s-
multaneous muscle function, co-
ordination training, etc. The cli-
ent may do work with swiss balls,
balance machines, cones, thera-
bands, traditional weights, paral-
lel bars, rocker boards, etc. Elec-
tric stimulation machines may be
used to help facilitate stronger
muscle contractions during the
exercises. During gait training,

one may progress through the use of
various assistive devices. They may
start with awalker (one with wheels
or no wheels) and progress to a quad
cane (four-prong cane) or straight
cane. Some clients may benefit more
from loftstrand crutches (forearm
crutches). The amount of bracing
needed for the legswill aso help to
determine what type of assistive de-
vice will be achievable.

Part of inpatient and outpatient reha-
bilitation is to help orient the client
back into the community with the
new strategies they have learned.
Tasks that were not given any con-
Sideration prior to theinjury, at firdt,
seem like overwhelming obstacles.
Activities such as grocery shopping,
going to arestaurant, or going to a
mall may be community activitiesin
rehab. Thisletsthe physical thera-
pist evauate the client’s ability to
walk or propel their wheelchair com-
munity distances, cross the street in a
safe amount of time, negotiate curbs/
sidewaks/ stairg inclines, open
doors, negotiate shopping carts, pub-
lic restroom accessibility, elevators,
escalators and any other community
obstacle available. This lets the cli-
ent try these tasks with the safety of
their thergpist if they may need help
or direction. The chanceto do thisis
alarge step toward gaining a sense of
independence.

Another areain which atherapist can
be of assistanceis to decrease or dle-
viate pain. Pain may manifest itself
in various formsin aclient with TM.
It could be joint or muscle painin
which stretching may help. It could
be due to faulty posture in awhee-
chair or while seeping and the thera-
pist can recommend changes. If itis
due to nerve pain, atens unit may
help. Sometimes a previous problem
can be exacerbated by the current
muscle weakness and types of sup-
port may be recommended. Physical
therapists also use machines to heat
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tissues to facilitate stretching and
help with inflammation and the pool
can even be used to decrease pain
secondary to the warmth of athera-

peutic pool.

I, myself, have seen individuals with
various severities of TM. | have
seen clients that needed assistance
for self and home tasks at the end of
therapy. | have seen individuals that
regained enough strength to function
independently, but needed the use of
bracing and/or awheelchair. | have
also seen individuals that were able
to return to walking and independent
living. Each stageis difficult for the
client, because they are never sure
exactly what they will get back and
they are forced to find new ways to
do previoustasks. If someone will
need to use awheelchair, even part
of the time, ateam of experts should
recommend it. The posture one has
in awheelchair can influence their
skin, breathing, eating, comfort,
proper joint function, proper muscle
function and level of community
function.

What would happen to someone with
TM if they did not receive physica
therapy? They would not maximize
their potential for recovery of func-
tion. It could be compared to an ath-
lete without a coach. A therapistis
trained to evaluate and recommend
appropriate treatment during the en-
tire duration of recovery. Something
as minor as an ankle becoming tight
while you are in a stage of relative
inactivity can become magor if it is
alowed to stay tight for too long. It
can significantly impact your ability
to walk. Problems such asthisare
caught early by a physical therapist
and actions are taken to avoid or cor-
rect them.

Theresa received a Bachelors degree
in Early Childhood Education from
The Ohio Sate University and went
on to receive a Masters degree in

Occupational Therapy from Medi-
cal College of Ohio in Toledo.
Theresa has been employed at
The Ohio State University Medi-
cal Center, Dodd Hall for seven
years. Sheis currently the Spinal
Cord Injury System of Care Team
Leader. Shefacilitates program-

Why a Person with TM
Should Consider
Occupational Therapy
Theresa Frasca Berner,
MOT, OTR/L

ming for individuals with Spinal
Cord Injuries across the contin-
uum and ensures that their needs
are met from a therapy perspec-
tive. Theresa also coordinates and
runs a wheelchair seating and po-
sitioning clinic with Lisa Fugate,
MD. Theresaisvery activein
community organizationsandisa
strong advocate for community
reentry, aswell as adapted sports.

Occupationa therapy is a hedlth
and rehabilitation profession
designed to help people regain
and build skills that are important
for health, well being, security,
and happiness. Occupational
therapists work with people of all
ages who, because of physical,
developmentd, socia, or
emotional deficits, need
specialized assistance in learning
skills to enable them to lead
independent, productive, and
satisfying lives.

Most people tend to be familiar
with the role physical therapy
plays in the rehabilitation process.
People seem to be less aware of
the important role of occupational
therapy in this process. A source
of peopl€e’ s confusion may be that
the two professions are not clearly
differentiated and while there are
significant differences, they are

not easy to describe. Perhapsthe
best way to explain the differences
between physical and occupational
therapy is to offer an example of our
approaches in the rehabilitation
process.

Should an individua have a
traumatic event, which has left them
immobile, and were they fortunate
enough to be able to work on the
skills of walking, a physical therapist
would focus on the process of getting
them to walk. An occupational
therapist would enter this process
and would take it one step further.
The occupationa therapist would
perform an assessment of what the
individud’s lifestyle had been before
the traumatic event. The
occupationd therapist would
determine what strategies need to be
in place and what skills need to be
developed in order for the individual
to go home. Additionaly, the
occupationa therapist would
evaluate the strategies and skills that
would be required for the individual
to return to the roles that had been
taken away from them or disrupted
or diminished due to the traumatic
event. Both physical therapists and
occupational therapists work with a
person to help restore independence.
A physical therapist will focus on the
person’s physical abilitiesin
regaining independence; an
occupational therapist will work on
strategies and skills to assist
restoring the individual’s
independence in amore holistic
sense. In other words, physica
therapy teaches people how to walk,
transfer, and move around.
Occupationa therapy helps people to
regain their lives by teaching them
how to take care of themselves, how
to get dressed, how to cook, how to
manage their homes, and how to
return to their previous roles and
lifestyles. To accomplish these
goals, occupational therapy can teach
someone compensatory skillsto
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complete an activity, they can assist
in modifying the environment to
support the individual’s level of
ability, or they may introduce
adaptive equipment to complete a
task.

Transverse Mysdlitis is a frightening
and difficult condition, which can
cause one to loose their ability to
complete even the simplest tasks.
Many of you experienced the sudden
onset of TM and were offered little
or no explanation as to the causes of
this condition. Occupational
therapy is an important resource for
the TM population, because we can
help you regain some control over
your lives as your body is recovering
from the disease. The ability to do
for oneself is one of the most
powerful tools to having control over
alife-changing event that has placed
you in a position of helplessness.
Occupational therapy can help you
begin the process of regaining back
that control.

It isdifficult to use aglobal

example, which would apply to
every person, because each of you is
so different and possess different
needs. In addition, the disease
affects people at different levels, and
the symptoms of TM demonstrate
great variability.

Think to yourself, what isit that
would help you fed better about
yourself? To those of you who have
limited use of your arms, would you
want to be able to get dressed at your
own pace and put on your makeup
by yoursalf? Would you like to be
able to cook your favorite mea by
yourself? Would you want to be
able to participate in leisure
activities, such as gardening or
fishing? To those of you who are
fortunate enough to have use of your
arms, but not be able to walk asyou
previoudy did, have you thought
about wanting to be able to drive and

being able to go wherever you
want to go? Have you thought
about wanting to go to the park
with your children? Have you
thought about wanting to return
to work? For those of you who
are adventurous, have you
thought about wanting to snow
ski or water ski, play basketball,
or go rock climbing?

For most of you, the answersto
these questions would be a
resounding YES; and, yes, there
isaway to participate in al the
above activities. We may need to
dter theway you do it. For
instance, we might need to show
you tricks for tying your shoes
without using your fingers. Or
we might have to teach you how
to modify the environment, for
instance, by installing hand
controlsin your car. Or we might
even provide you with adaptive
equipment, such as adaptive ski
equipment to race down the ski
hill -- with lessons, of course!
The important message is that
thereisaway to return to doing
amogt any task, if you have the
will to do it. Occupational
therapists can become your
partners in achieving any goals
you set before yourself.

Many of you arein agrieving
process and may not think all of
the above activities are important
because your primary focusis on
understanding what is going on
with your body and on your
recovery. | am suggesting that
while your focusis vitally
important, these other life-issues
are critical, aswell. Finding a
balance in life is so important to
all of us, and that is regardless of
our life circumstances.
Occupationd therapy works from
apremise that we should al have
a healthy balance in our lives of
work, rest, and play. When any of

these important aspects of our lives
has been disrupted, unhealthy habits
may emerge.

Occupational therapy can help
people regain some of the
independence that is often lost when
aperson contracts TM. OT may also
help you find ways to reestablish
many of the important roles that
defined your life before your illness.
Finally, OT may be able to help you
find the important balance, which all
of us need in our lives and which
provides us with meaning, happiness
and fulfillment. Having an illness,
such as TM, can create significant
losses for aperson. Life may be
different after TM; but an OT can
assist you so that different does not
have to mean adiminished quality of
life.

In July of 1999, Johns Hopkins
opened the first transverse myelitis

Progress Report of the Johns
Hopkins Transverse
Myelopathy Center

Douglas Kerr, MD, PhD

center in the entire world. Why was
this started? There were severa
reasons, including the fact that my
research dating back to 1988 focused
on central nervous system infections
and inflammation. Foremost among
the reasons for starting the center,
however, was the tenacity of my
cousin, Gunny (ak.aRichard Boyle).
He and the Gilmurs were quite
persuasive that a significant need
existed for such a center. They
impressed upon me (confirmed by
my subsequent experience) that too
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often patients received an erroneous
diagnosis, or no diagnosis, or no
follow-up treatment, or no
understanding of what the future
would hold for them. And | knew
that to understand a disease, one has
to seealot of it and to have smart
people think about it. With arare
disease like TM, this would never
happen unless a‘ center of
excellence was established.

S0, Drs. Carlos Pardo, David Irani
and myself dedicated ourselvesto
doing just that. We recruited
physicians in other disciplines at
Johns Hopkins, as well as other
health care personnel, to see TM
patients with us. The goal was
clearly stated: to better diagnose and
treat TM. Ultimately, we hopeto
devise restorative therapies for those
who have had TM and preventative
strategies for those at risk.

S0, where are we now? We have
seen over 120 patients with TM in
under ayear. Many of these patients
were in the acute stages and received
high dose steroids or a newer
therapy, plasmapheresis. For those
more removed from the acute event,
we have attempted to focus on
severa issues: 1) to serve asan
information resource about the
disease itsdlf, 2) to ensure that the
medical evaluation was complete and
to perform additional studies as
needed, 3) to consult with local
physicians as requested when new
issues arose, 4) to suggest and
implement aggressive health
maintenance strategies, 5) to
effectively and aggressively manage
persistent symptoms, such as bladder
dysfunction, pain or spasticity, and
6) to serve as a source of hope that
we are working towards a day when
we can better treat patients with TM.

We also have served as phone
consultants for patients afflicted with
TM and unable to come to Johns

Hopkins. Itisactualy arare day
that | do not get called from
somewhere in the world about a
patient with a disease that sounds
like TM (again, sometimes the
diagnosis has been wrong). We
will work with the family and
local physicians, will have data
sent to us for anaysis, and will
even anayze spind fluid and
blood in our laboratories.

We have had some problems
along the way, however. My sec-
retary, Philis Carbonell, is awon-
derful and hard-working woman.
But she and | have been truly
swamped at times. (If anybody
feels that she has done an excel-
lent job for them, please write her
aletter and let her know! It'll
make her day). Some dayswe
will get 75-100 calls or e-mails
just relating to TM patients. (I
also see patients with multiple
sclerosis). So, we have failed
some people in getting to them
promptly. | apologize for that
and hope that as we grow, we will
improve in this regard.

We hope to begin some clinica
trials within the next year. One
of those would be the drug
fampridine (4-AP) that many of
you have heard about or even
tried. Some patients have had
marked success with this, while
others have not. We hope to
investigate this further and
determine who would most
benefit from this drug. We dso
hope to investigate the extent of
and potential treatment for sexual
dysfunctionin TM, and to
examine novel therapies for
bladder dysfunction.

Every time | hear about someone
getting TM, | become more
resolved to better understand this
disease. My hopeisthat the
JHTMC will continue to grow

both in size and in knowledge, and
that our capacity to treat TM will
likewise improve.

Dear Association Members:

Cody’s Firststep Foundation:
Education and Research

Shelley Unser

This letter islong overdue and I’ ve
been anxious to tell the story.
Cody’s story I’m not going to tell
you, you can look that up on the
Internet under
www.codysfirststep.org.

| am Shelley Unser, the proud

mother of four great kids -- Al, 17,
Cody, 13; Shannon, 11; and Joey, 3.
It's been approximately 14 months
since Cody came down with an acute
case of Transverse Mysdlitis. | need
to give alittle background
information before it all happened.

| married Al Unser, Jr. in 1982 when
we were very young. We had avery
public and sometimes stormy

marriage that ended in November of
1998. I'll spare everyone the details.

| was going through my own
grieving process and loss of identity.
| had always traveled with Al and
was heavily involved in the racing
scene, its fundraisers and al it
entails. | was aso sports
commentating part-time in a sport
which was al consuming and is
more of away of life than most

people can imagine.

Cody’s Transverse Myelitis couldn’t
have happened at aworsetime. Her
father and | were barely speaking
(after being inseparable for 17 years)
and in the midst of a bitter divorce
when Cody collapsed at her middle
school basketball practice.
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Cody was taken to the hospital in
Albuquerque where, being still
somewhat of asmall town, it was
decided she was probably just
hysterical and trying to get attention
due to her parent’s situation.

If you know Cody, or once you meet
her, thiswill truly make you angry.
Sheisnot that kind of child! The
hysteriathey saw was actualy a
severe needle phobia. The
ambulance EMTs had made severd
attempts to put 1Vsin her on the way
to the hospital. She was done and
frightened. | was out of town and,
by thetime | got there, Cody was
paralyzed from the chest down. |
was in shock, mortified and had
three other siblings a home looking
to me for answers | could not give
them. Fortunately, with the help of
my family and a few true great
friends, we somehow lived through
the beginning of the whole ordeal.

| knew from day one that Cody was
going to make a difference; | just
didn’t know how.

With the last name Unser we were
able to go outside Albuquerque for
help. | didn't realize until later just
how many people struggle with their
insurance companies and never get
this option.

| then found Dick and Deanne
Gilmur through a friend on the
Internet. Deanne aso gave me the
number of awoman named Gail
Hirsch who was going through the
same thing in Caiforniawith her 13
year old son, Evan. She till has no
idea how comforting it was to talk to
her. Shewasatota stranger and yet
| poured my heart out sometimesin
the middle of the night during the
initial stages of grieving and looking
desperately for answers.

| remember, as a mother, lying there
at night trying to pretend | couldn’t

move to help me fed more of
what my daughter was going
through! | would just cry and
cry. Somewhere between denia
and anger, Cody and | came to
terms at the same time and took a
different outlook. | suddenly
realized Cody Unser was
obligated to use the famous name
and, despite the divorce, sheand |
had every right to capitalize on
that name and do something good
with it.

| somehow found some of my old
confidence and realized just how
much | knew about public
relations, fundraising and
awareness from my contributions
to my marriage. | could do the
same for Cody and, in turn, help
her and others.

People Magazine started the
snowball and before | knew it,
Cody, like it or not, was
becoming a poster child for
Transverse Myélitis.

Her father and | had had
numerous discussions on the
subject because his life was spent
in the limdight. He was worried
Cody would be used up and tired
out. Ultimately, as her mother, |
decided the decision was neither
Al’s nor mine, but hers and |
would support her al the way
with whatever she decided.

Therest ishistory. Fourteen
months and a few good mother/
daughter fights later, Cody has
amazed me with 48 Hours (the
television crew lived with us for
two weeks), Inside Edition,
Courage and numerous articles.
We have pushed each other into
TM mania. | no longer watch
racing, but medical shows. | feel
like a pre-med student and | have
found new meaning in “life.” |
have become a better mother,

held my daughter to her celebrity
promises and, yes, at timesworn her
out.

I know with research there will be a
cure for paralysis caused by TM. |
know, through Cody's smile, she has
certainly brought attentionto TM. |
wish every person with TM could
have received the same amount of
attention Cody is getting (and she
would gladly share it, believe me) but
more importantly, now that the word
of TM is out, we need your help to
focuson TM.

Cody has been sending out medical
forms for Johns Hopkins to collect
data. She has asked hospitals to
contact Dr. Doug Kerr and share
patient information during the acute
phase. To makethiswork, every
person reading this newsd etter needs
to take the initiative so her efforts are
not in vain.

Please use your own contacts to tell
your doctors and hospitalsto find a
way to sharedata. Thishorrible
condition needs to be diagnosed
quicker so more people don’t end up
in wheelchairs.

A very young couple in Indiana just
lost their dad, Frank Meloy, to TM.
At the funerd they decided, instead
of flowers, to help Cody’s
Foundation. They had their late
father’ s doctors contact Dr. Kerr and
share their knowledge of his death.

Every single person with TM isa
pioneer and, in my opinion, obligated
to push the medical community to
understand it. We also need hospitals
that truly have agrip on how to treat
it.

I am so proud of Cody and | am so
touched by so many of you that |
have met and talked to in just one
year'stime. This experience has
restored my faith in humanity.
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| cannot wait until the Symposium in
2001. Who knows, maybe they will
be closer to a cure before we even
get there. If nothing else, the world
will think twice before sending
someone away because they can't
diagnoseit. | can envision the day
when they (the hospitals and doc-
tors) might get on line, typein afew
symptoms, ared flag will go up. Dr.
Kerr will get acal and the proper
drugs and procedures will be admin-
istered within hours and that fortu-
nate person will walk out of the hos-
pital within weeks never knowing
that all of you and my daughter,

In Ther Own Words

The In Their Own Words articlesin this newdletter have been written by
parents of children with TM. We are too frequently contacted by parents
whose children have been recently diagnosed. Our goal isto provide them
with as much information and to get theminto a network of support as
quickly aswe are able. We know that the articles that appear in this

news etter about these very special children will offer invaluable
information to parents of children with TM; and to parents who will contact
usin thefuture. Inwriting these articles, we asked parentsto provide the
information they would have wanted to know when they were going through
these very difficult experiences with their own children.

| amforever grateful to these parents for taking the time and energy to write
about these experiences. Most of us can’t know the emotional energy that
was required for themto revisit these extremely difficult and personal issues.
We greatly appreciate their willingnessto share in their childrens’ and their

Cody, made adifference! How cool
would that be?

WeDon't Want to Lose You

Please notify the Association of any
changes to your postal address, your
dress. You can notify the Associa-
tion by sending aletter or postcard
to Sandy Siegd or by sending the in-
formation through e-mail to mem-
bership@myelitis.org. If you iden-
tify any errors in the membership di-
rectory, you may aso notify the As-
sociation with the correctionsin the
same manner.

The TMA does not endorse any of
the medications, treatments or
products reported in this newd etter.
Thisinformation is intended only to
keep you informed. We strongly

advise thatyou check-any drugsor———|
treatments mentioned withryoour |
physician.

Hello Sandy and al TMA members!
Thisis Roland et Pascale Erhel. We
are French thus, first of al, we must
ask your indulgence for the broken
English we are writing in. Welive
in Chantepie, alittle town near
Rennes, in the west of France. We
have two daughters. Aurélie, aged 9,

families' experiences.

You may submit your storiesfor the In Their Own Words column by sending
them either by e-mail or through the postal serviceto Sandy Segel.

Coline 9 Months
Chantepie, France

and Coline, aged 32 Welivein
avery beautiful areawith the sea
nearby and we could have been
perfectly happy if Transverse
Myelitis didn’'t come and turn this
quiet stability upside down.
Myelitis: we never even have
heard about this disease before
Jduly 97.

July 97: Colineis a pretty little
girl aged nine months. She just
beginsto stand up in her playpen
but she still doesn't walk.

On the 171 of July, her mother
picks her up from her nanny's
home. Colineisvery grouchy,
shelooks asif shehaspain. The
GP comesto our home and only
findsthat her ears are lightly red,
nothing more.

When Coline woke up on the
morning of the 18" July, she had

afever (39 °C) and we noticed she
was a bit limp. The GP comes again
and thinks she is weak because of the
fever (he finds a double atitis plus a
laryngitis). Coline sleeps all this day
long. She sometimes has her eyes
opened, but she doesn’t cry. At the
end of the afternoon we keep her out
of her little bed and we discover at
thistime that she is completely limp,
without any reaction. After a phone
cal to our GP, we go and take her to
the pediatric emergencies at the
Hospital.

She cannot move her legs, her hands,
nor her arms. She only can move her
head from right to left when lying on
her back on the bed. In the space of a
few hours, Coline has become almost
totally vegetative!

From then on, the medical team
performs the following procedures:

A lumbar puncture (meningitis?);
An Electroencephalogram
(convulsion when she was asleep?
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We were concerned about poisoning
from medications that she might
have gotten into at her nanny’s
home. This hypothesis was
abandoned).

A brain scanner (normd);

A MRI, which finaly confirmed the
diagnosis of Myelitis made by the
neuropediatric of the medical team.
It'san acute cervical myditisin C1
- C4.

An echogr aphy of the bladder: the
bladder is full and Coline is unable
to empty it; this, again, confirms the
diagnosis.

Coline stayed for three weeks in this
vegetative state. She received
different treatments:

An 1V for rehydratation;

Antibiotics (CLAFORAN,
NETROMY CINE);

Antipyretics (PRODAFFALGAN,
ASPEGIC);

Morphine (SKENAN), because
Myelitis is often painful;

A daily session of Physical Therapy
(passive mohilization of the four
limbs).

Thereis actually no real treatment
for Mydlitis. A medical protocol is
usudly used in this case to try to
attenuate the inflammation of the
spinal cord. Coline received this
treatment during these three first
weeks of hospitalisation:

A bolus of Corticoids (agreat dose
of corticoids given in avery short
time -- in French we say adose de
charge -- during three days);
Immunoglobulines, onelV or
perfusion, lasting two hours, over a
three day period,;

Corticoids (little doses) per os (oral
-- by mouth) during 10 days.

On the 111 of August 97, Colineis
transfered to Paris for a super-
consultation with the French
specialist of children’s neurological

diseases, Pr Pierre Landrieu. He
gives us agreat dedl of
information about a disease we
didn’t know until then, but he
stayed very careful concerning
the possibility of recovery for
Coline, insisting upon the fact
that thereis an enormous
individual variability in these
neurologica problems.

| can't describe the state we were
in during this awful period. From
one day to another, Coline was
reduced to a vegetable state. We
didn’'t know how it happened
(perhaps a gastroenteritis she
made at the end of June; they
didn’t succeed in finding out the
virus responsible for this). And
we also didn’t know how she
would recover. Infact, wedidn't
know the reason it came to be,
and we didn’t know where we
were headed ....

At the end of the third week of
hospitalisation, the recovery
began very progressively: support
of the head, movements of arms,
folding the right arm, getting her
right hand to her mouth ...
Coline went back home on the
14 of August. After afew
weeks at home, the
improvements tended to slow and

then apparently stopped.

From August 97 until today, we
haven't stopped trying to find
anyone able to help her, to help
us: the best and the worst, serious
and honest people, but aso
charlatans (in desperation, we go
and see anybody pretending to be
helpful for us. Love makes blind,
but sorrow too ...).

Colinetoday isavery pretty little
girl aged 3%.. Very happy to
live, lways smiling (whichisa
great help for us, her parents, her
sister and relatives). Damages

caused by TM are unfortunately
visible and deeply disabling: Coline
cannot normally maintain her chest,
she stoops and hasto lean on
armrests or her thighs to support her
back. She wears as often as possible,
asurgical corset which extends from
her hipsto the armpits. Essential to
prevent her spina cord from any
distortion, this corset limitsto a
certain extent the movements of her
arms (when she plays, when she
draws ...) and turns out definitely
bothersome in certain situations
(when it's warm, during our holidays
in Corsica, for example ...).

Coline can use normally her right
arm and right hand but her left hand
has remained partially handicapped.
In the beginning she could only use
her two fingers, thumb and
forefinger; she could use the pliers
with the thumb and the forefinger,
but the three other fingers remain
more oftenly folded and inactive.
She has yet to succeed in opening her
hand, very dowly, for sease (for
example, she can hold normally the
handlebars of her scooter -- open,
then close dl her fingerson it -- |
transformed it so that the accelerator
could be activated by hand and she
uses this little electric scooter to
drive around the neighbourhood).
Colineis recently able to open her
hand, but not in a quick normal way.

Coline can't use her legs, even if
those are sometimes animated by
voluntary movements, mainly in the
way of pushing. We have in our
home a verticalisator, that wecdl le
debout (the stand up), amobile
devicein which weingdl her in
order to fortify her legs (to avoid
demineralization and weakening of
her bones). Seeing our little girl
strapped up tight in her corset and
attached in her debout isa
heartbreak. But we must get her in
it. She, hersdf, feels quite good in it
because of her unusual vertica
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position which provides her a
different perception of her own body
and her environment.

To these dready heavy handicaps go
in addition, asif it was not enough, a
whole trail of secondary problems
(secondary but also hard to cope
with). The dysfunction of her
bladder which compels usto practise
three urinary catheterizations per day
(at her awakening, at midday and in
the evening). We, of course, have
learned to do ourselves this nursing
act whose daily repetition for more
than two years would seem
unbearable for many, but it's now
for usapart of our routine Despite
these catheterizations, or maybe
because of them, Coline often
develops urinary infections which
need to be treated. Echographies of
the bladder are regularly done, and
soon, a scintigraphy of the kidneys
will take place.

Each ORL (Oto-Rhino-
Laryngologique -- ear, nose and
throat problems) infection brings
complications because Coline hasn't
got a cough effective enough to clear
the phlegms. Her daily session of
physical therapy isthen replaced by
breathing physiotherapy, which
occurs severa times each winter.

Coline is being seen by Dr. Nicolas
(Rehab) in Rennes. He dedls with
all the problems related to her
handicap, especialy al that concerns
the corset, different orthesis and
devices amed to avoid distortions of
her spina cord, her hips and inferior
limbs. Threetimesaweek she hasa
visit from Yves, her physical
therapist, and two times aweek we
go and see Marie-Claude, a PT too,
but specidized in children with
motor problems.

Coline has been precocious as
regards language, she speaks very
well and alot (sheisnot agirl for

nothing)! Perhaps her intellectud
development has come and
compensates for the motor
insufficiency. She now goesto
nursery-school three mornings a
week. Annie, her teacher, is
assisted by Delphine, who's job
is exclusively to look after Coline
a school. (These Youngsin
France are called auxiliaires
d'intégration -- Integration
auxilary. | don't know if this
exists elsawhere). A little non-
mobile chair was created
especidly for Coaline, for her
activities in the classroom.

That was, until today, the story of
Coline (which is also, of course,
the story of us, her parents and al
her relatives). The poor little
story of a poor little girl that had
badly begun with life. Sorry, we
don't believein God. It's
certainly a pity, because if we
believed, it would be, without
any doubt, of some help for us.
But you just can't obligate
yourself to believe.

We do hope that life will be
better for Coline in the future --
we believe in the progress of
science; and agreat deal of our
time and energy will be devoted
to her. Before TM, we had no
particular aim in life, now we
have one, and it is a magnificent
challenge!

Roland et Pascale Er hel
E-mall: roler hel@aol.com
Website address: http://
hometown.aol.com/roler hel/
rolerh.htm

Roland and Pascale ERHEL
7, ruede Moléne

35135 Chantepie
France

It has been four years since Danielle
was diagnosed with tm. | will start
from the beginning, the best that |
can remember. Daniellewas9
months old when she was diagnosed
in February 1996.

On February 14t | picked her up
from the baby-sitter’ s house. She
looked alittle flushed to me. She did
not seem happy when she saw me.
When | picked her up, | could tell
that she had afever, but thought it
was maybe a cold or something. |
only lived afew miles from the

Danielle9 Months
Tennessee

sitter’s house, so | waited to take her
temperature until | got home.

When | did get home and took her
temperature, it was about 100. She
had arash on her tummy. Again, |
was thinking it was a virus or cold.
Her temperature was going up and
up for the next few hours. Tylenol
was not helping with the fever. It
had gotten to 102.5. So, | called her
doctor, and was told to give her a
little more Tylenol to seeif the fever
would come down alittle. Whilel
was talking to the doctor, Danielle
started to have trouble breathing and
could not swallow the Tylenol.

We met the doctor at the hospital.
When we got to the hospital,
Danielle sfever was 105. Shewas
not crying or swallowing anything.
She refused a bottle and the breast.
At this time we had x-rays done and
bloodwork. When the x-rays came
back and were read, we were told
that she had pneumonia. We were
then sent to the local children’s
hospital. We were there for 21 days.

After being in the hospital for three
days, Danielle went limp from her
neck down. She cried al thetime.
We had been seen by so many
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doctors. We weretired of them
coming into the room and pocking
and picking on my daughter. No one
could tell me what was going on. |
questioned whether a spind tap
should be done and was told that
there was redlly no need to be doing
aspinal tap. The doctors at the
hospital were going to diagnose her
with something that (I can’t
remember the name) was a
temporary form of paralysis.

| talked to my doctor about it. The
spinal tap was done the next day and
they found out that she had spina
meningitis. So, antibiotics were
started. Well, to say the least,
Danielle got worse. Danielle was
till not eating and was swelling up
like a balloon with al of the meds
that shewason. The doctorsdid an
MRI and CT and found that there
was fluid on the spine from ¢3--c7.
At thistime they thought that her
ears had drained from an ear
infection to her spine.

We had an intern assigned to her
case. He cameinto our room about
3 am one morning and said that he
knew what Dani€elle had. He said
that it was so rare that he did not
know how or where she may have
come in contact with it. Then told
me it was acute tm. He said that he
had never seen or heard of acase
before. Now that we were
diagnosed, | asked, “now what?’

Physical therapy was started while
we were in the hospital. The
neurologist started her on ani.v.i.g.g
drip that lasted two days and dripped
for 12 hours at atime. Steroids and
breathing treatments. There are so
many meds that she currently takes
and that she has taken, that |
couldn’t possibly begin to start
listing them all.

After we were sent home from the
hospital, we started seeing the neu-

rologist and pulmonologist on a
weekly basis. There was PT three
times aweek for the first three
months. We then went for PT
twice aweek and currently it is
once aweek. Danielle has been
in and out of the hospital severa
times with her lungs and not be-
ing able to breathe properly. Her
lungs are getting stronger.

Sheisnow only paralyzed from
the waist down. She does have
problems with being able to con-
trol going to the restroom, so we
have her in pull ups. She started
going to pre-kindergarten this
past year and has made alot of
friends. Everyone sayssheis
specid. | believe them; sheis
specia. She has proven dl of the
doctors wrong; they told me that
she would not live two months af-
ter being diagnosed.

The out come of al of thisis that
Danidleisatypica five-year-old
in awheelchair. She loves her
wheelchair; it gives her freedom!
She a so has braces and a walker
that help her when she wants to
go waking. Shelovesto swim
and play with her babies and
barbies.

Sheisdill in PT and will be
attending kindergarten this up
coming school year.

Mary Troup
work7days@aol.com

February 28, 2000

My granddaughter, Kristen, has
Transverse Mydlitis. | would like
to tell Kristen's story.

Kristen had her six months baby

shots four weeks before her illness
and the flu two weeks before her
illness. The morning of January 21
1998 at 7:30, Kristen's mother,
Teresa, took her to the babysitter and
went to work. Kristen appeared fine.
Each day after my daughter, Heather,

Kristen 7 Months
Arkansas

got out of school, she would pick
Kristen up from the sitter’s. When
Heather picked Kristen up that day at
3:30 p.m., sheimmediately noticed
that Kristen did not raise her aimsto
greet her or move her body when she
put her in the car seat. Hesather called
Teresaat work. Teresaimmediately
came home and took Kristen directly
to aloca hospital. Dueto Kristen's
age and condition she was
immediately flown to Arkansas
Children’s Hospita in Little Rock.
Kristen had no movement from her
neck down.

Upon arriva at Arkansas Children’ s
Hospital, Kristen was initially
diagnosed with Guillian Barre
Syndrome and treated with
immunoglobulins. Three to four days
later, after an MR, this diagnosis was
retracted and we were told that an
unknown virus had attacked her spine
destroying nerves on the inside and
outside of her spinal cord. Her
immune system had also become
confused and attacked her body.
Kristen had been on aventilator since
her arrival at the hospital and now
was given large dosages of steroids.
Kristen spent the winters of 1998 and
1999 at Arkansas Children’s

Hospital. Thankfully, this winter she
has not been in the hospital at all.
Kristen’s diagnosis for the future -
she can be functional.

Until this occurred in January of 1998
Kristen appeared healthy. Sherolled
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everywhere, sat up and had even
begun to attempt to crawl. To date,
Kristen has moved every part of her
body except her |eft hand. She will
roll over, although she doesn’t do so
without encouragement and it
requires alot of effort to accomplish.
She will sit by hersalf if you place
her in a sitting position, athough she
sumps forward (this is improving).
Kristen does not crawl, stand or
walk. Shefeeds hersdlf fairly well
using her right hand for grasping and
her left hand for support. Kristen's
right hand has loosened from a tight
fist and she has fairly good control

of it. Her Ieftisvery floppy. Sheis
extremely active with her arms and
can move her legs, although she does
not do so with much frequency. She
is very weak and can only lift light
objects.

Kristen’s mother has begun to try to
potty train her. Kristen will use the
potty, but we don’'t see a controlled
function. Bowel movements are
extremely painful for her.

Kristen isadelightful child. Last
winter at Arkansas Children’s
Hospital, she learned al her nurses
names so she could get extra
attention!  She is very forgiving;
even after painful medica
procedures sheis still affectionate
with her doctors and nurses. And
sheisvery loving. Because sheisso
young, we are hoping to see
improvements in her condition as
she grows. At age two she could
recite her ABC's, count to 10 and
sing severa songs.

We fed blessed to have our Kristen
and pray that a cure will be available
for Kristen and everyone affected
with Transverse Mydlitis.

Sincerdly,
DonnaK. Hibbs

Our daughter was 6 months old

when she was diagnosed with
TM. During the morning of the
onset, she had been her usual self,
happy, rolling on the floor,
rocking back and forth in a
crawling position, and sitting up
by herself. After lunch, she
became irritable and fussy; she
nursed and fell adeep in her
mother’sarms. We continued to
rock her and comfort her through
the afternoon. We noticed
something was not right while
changing adiaper. Her aamsand
legs were limp and she was

Maria 6 Months
Pennsylvania

looking at us. Shewas ableto
move her head from side to side
but there was no movement from
her neck down. Our pediatrician
did not understand what was
going on when we spoke to him
over the phone but he did agree
that she needed to be seen. We
were not aware of any previous
illness such as cold, flu, or
anything else. Shedid havea
mild diaper rash a couple of days
before that had healed. Our
daughter had double hernia
surgery at four months old with
genera anesthesiaand a cauda
block. Sheaso had
immunizations at four months of
age.

At the hospital, the emergency
doctor examined her. We were
asked many times about how this
happened to her. Making us fedl
very frustrated and guilty, like we
had done something to her. We
knew that our story was very
vague. Finaly, the emergency
doctor consulted with a
neurologist and a MRI was
ordered and done. They had to
intubate and sedate her for the
MRI. Within six hours of
entering the hospital, the

neurologist was telling us that our
daughter had TM, which was
completely unknown to us. She was
admitted to the Pediatric Intensive
Care Unit for high doses of steroids
and a dose of immunoglobulins.
When we saw her, shewason a
respirator, had two intravenous lines,
and afoley. She stayed on the
respirator for three days. The
pediatric doctors and the neurologists
ran many other tests trying to
determine the cause of her illness,
which ended up not telling us
anything. We were told that the
cause was autoimmune, something
within her immune system attacked
her spina fluid. Initialy, her MRI
showed the area of swelling in the
Cervical 4-6 and then continued
down her entire spine. A week later
there was amild decrease in swelling
when compared to the first MRI. We
saw her first movement within the
first 48 hours when she lifted her left
arm up and down.

On the fourth day, she developed a
urinary tract infection that required
antibiotics. A spina tap was done a
week into the stay. The doctors
expected to see signs of the infection
but only found normal fluid. She
remained hospitalized for 18 daysin
the pediatric intensive care unit.

Two days before we came home, she
had a cookie swallow done. She was
able to chew and swallow normally
s0 she started to eat some baby food
and take her bottle again. We had to
catheterize her two times a day,
because her bladder did not empty
completely. The medications
prescribed on discharge were prelone
(steroids), suprax (preventive), and
oxygen. The equipment prescribed
on discharge was an oxygen
concentrator (nasal cannul@), suction
supplies (weak gag reflex), a pulse
oximetry monitor, bladder catheters,
and bilateral hand and feet/ankle
splints.
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She started outpatient rehabilitation
three times per week for
occupational and physical therapy.
We saw very sow improvement. We
tried to motivate any kind of
movement through play and toys. At
one point, we also had the Early
Intervention Program come into our
home for occupational and physica
therapy. We felt that this was too
many therapists with too many
opinions. So we concentrated on the
center for therapy. Our goal and
hopeisfor her to have a complete
recovery. Even though it's been two
and a haf years, we still believe this
to be possible. She presently has
great upper body strength. She can
crawl dragging her lower body
without difficulty. She can get into
the proper crawling position with
belly off the floor and knees under
her hips, yet only rocksin that
position. She feeds hersalf with
either finger foods or feeding
utensils. She sits on a bench with
usudly one hand down to stabilize
herself. We do see muscle activity
in her legs. Her legs were floppy up
until two years of age (post one and
ahalf years). Then we noticed she
had her knees flexed in while
deeping and they were hard to relax.
With the guidance of therapists, we
made nighttime cloth leg splints to
keep her legs extended. Shecan
stand with minimal help at abench
for abrief period of time.

Presently, we use the following
equipment for her daily routine;
electric stimulation for her upper
legs, air splints for her legs while she
is standing, ankle/feet splints while
sheis standing or deeping, night-
time cloth leg splints, day-time hand
splints to help keep her fingers
extended, night-time resting hand
splints for muscles/joints to relax,
catheterize her three times per day,
and apony gait-trainer to get her
upright several times per day. We
are researching the type of

wheelchair that would be best for
her. And looking for out-door
toys that are hand pedaled to give
her the independence that she
needs.

Her therapies consist of
occupational therapy two times
per week and physical therapy
three times per week. She started
hydro (water) therapy at 32
months old and equestrian
(horseback riding) therapy at 35
months old. She loves them both
and seems to be doing better in
each activity.

Presently, she takes one dose of
bactrim daily to prevent bladder
infections. She also takes one
dose of detrol daily to help her
bladder to expand and hold urine.
She sees aurologist one to two
times per year. She seesa
neurologist one time per year.
She sees her pediatrician on a
normal schedule, athough our
visits may be longer and we
request extratime.

It has been tough as parents to
see our child so ill with no
definite reason why and so many
unanswered questions. And not
being sure what her future holds.
Where will we be? Who will
take care of her? In addition,
trying to care and love siblings
that are too young to understand
why their sister does not walk or
run. It'sbeen along two and a
half years.

We are not sure how we got
through the last two and a half
years but we did. Wetaked a
lot, cried alot, and hugged a lot.
We have had good days and bad
days. We still hope and pray for
complete healing to take place.
Y et, we do want Hiswill to be
done. Our three-year-oldisa
very happy and loving child and

we thank G-d that she has the mind
of athree-year-old.

Pam and Morgan Hoge

19th October 1998

Natasha got up for school as normal
feeling fine. | dropped her off and
went to work. At lunchtime (12.00

Natasha 9 Years
Cheshire England UK

noon) | went for asandwich. Whilel
was out Natasha s school had
telephoned and asked meto call
back. | arrived back to the office at
12.30 PM. | telephoned the school
immediately to find out what was
wrong and their answering machine
was on; half an hour later | managed
to get through.

| wastold that she had been running
around in the playground with her
friends when she suddenly felt apain
in her chest and felt sick. Shewas
told to go and play and not to be
slly. Five minutes later she felt very
sick and went indoors. She was sick
three times downstairs and twice
upstairs. At that point the school
decided to telephone me. Whilst they
were ringing me, Tash was |eft done.
She started to get afunny feeling in
her body and the pain in her chest
was till there. She stood up and
immediately fell to the floor and
banged her head on the corner of a
table. When the dinner ladies got
back to her, they realised what had

happened.

| arrived at school thinking that Tash
had a stomach virus and would be
fine. When | saw her lying on the
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bench, | called to her so | could pick mentioned performing a lumbar within the next few days that she
her up and give her ahug. Shetold puncture. would be like this for the rest of her
me she couldn’t move. | had no life; not being able to be touched
idea. The school had told me none They decided to contact the because the dightest movement
of this. Then | saw ahuge lump and speciaised Children’s Hospita causes more pain than you could
bruise on her head. (9.30 PM) about 10 miles away possibly imagine; not being ableto
to seeif they could admit her. move from the chest down; not being
| thought the loss of usein her legs Their main worry was whether able to give your mum a hug.
was a symptom of concussion due to her breathing would deteriorate
her bang on her head. | decided to further while she was being We are now 18 months down the
take her to our local hospital to transported from one hospita to line. She can sit up with a straight
check her out. We arrived at 2.15 another. spine for a short period. She can
PM. Onthe way and when we stand, athough not for very long.
arrived at Casualty, Tash was We managed to get there OK And she can walk with aframe for
complaining of excruciating pain in (midnight). She was checked by about ten steps before she gets too
her back. She was extremely aHouse Doctor, who again tired. She can feel from the chest
distressed, aswas . thought she knew what it was but down athough it does not fedl right.
was not completely sure. A The base of her feet are till
The nurses and doctorsin A& E were lumbar puncture was performed incredibly sensitive and she would
appalling. They had no idea what and she beeped the Consultant for rather you didn’t touch them but they
was going on and thought that further diagnosis. We were then are much better than 18 months ago.
Natasha was having them on. One taken to the High Dependency She has private physio three times a
nurse said, “Oh don’'t worry, we' ve Unit for monitoring (2.00 AM). week and NHS physio once aweek,
had loads of children in this week and she works incredibly hard. She
with the same symptoms, wanting At 2.30 AM | tried to put my set agoal last year to walk a step and
time off from school. They all got head down for awhile. Natasha shedid it. Thisyear her goa isto
sent home with the same answer — had gone to deep. At 2.45 AM | replace the walking frame with
go to bed, you will be finein the was told that the Consultant had crutches. She has such a strong will.
morning.” arrived and she needed to speak | know she will doit.
to me. She had immediately
In Tasha's case, they were sadly requested aMR Scan and told me Natashais aremarkable child. Sheis
wrong. she would know further after brave and extremely strong willed.
seeing the scan. She always has a smile on her face
We were left done in A&E for five and whenever | find that | can’t cope
hours not knowing what was going 4.00 AM in the scanner. | could and it gets to be too much, she gives
to happen. She had not been sick see the reaction on the me a huge hug and tells me
since | had picked her up, but from Consultant’sface. It was starting everything will be OK.
her chest down, she was getting to dawn on me that something
strange fedlings. One minute she was seriously wrong. | will never forget those first few
could fedl everything and the next days. | will never forget the
shefelt nothing. It was ever so 5.00 AM. | wastold what was traumatic three months in the
strange. wrong; it was TM. Natasha had hospital. | have been scared for life.
contracted a stomach virus that It till brings tearsto my eyes every
They decided they would admit her had convinced her immune time | think about it. Writing this has
to the Children’s Ward (5.30 PM) system that the virus was in her been extremely hard.
and monitor her. When we arrived, spinal cord. The immune system
aDoctor examined her. He had no destroyed part of the cord. It was difficult not being able to talk
idea what was wrong, so he called We did not completely to parents who have had children
the Consultant. At this point understand the total severity of with TM that were attacked so
Natasha's breathing was quite quick. the situation until the Doctors quickly. 1t only took 20 minutes for
She was getting very breathless. drummed it into our heads the Natashato go from afully abled
They thought they knew what it was next day. We were told that if child to becoming a child paralysed
but they were not sure. They shedidn’t start to regain anything from the chest down. It hitsyou like
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aton of bricks and your lifeisturned
upside down. It'sonly time that
heals and life does get better; even
though the future is uncertain.
Natasha will walk again on her own;
she has me to make sure of that and
her determination.

Andrea Allen
giu22@dial .pipex.com

It was Saturday, October 9, 1999, a

Rachd 6Y¥%Months
Ohio

day our family will never forget. It
was on that day that our daughter,
Rachel, woke up and could only
move her neck. She had exhibited
cold symptoms for two days prior
and we felt she was probably coming
down with an ear infection (she had
two previoudy) so we had planned
on taking her to the Pediatrician on
Saturday morning anyway. Rachel
looked very sick, and had a high
fever and very weak cry when she
woke up, athough she was alert and
responsive. We were obvioudy very
concerned and called her
Pediatrician right away. When we
took her there about three hours after
she woke up, he did find a double
ear infection and gave her two shots
of antibiotics, onein each leg. She
didn’'t cry when she got the shots
(which, of course, concerned us) but
the doctor felt that her muscles shut
down dueto theflu. After al, you
don't go to bed with a cold and wake
up with aneurologica disorder,
right?? Anyway, that was the
beginning of such sadness and
mourning for our daughter who had
been developing so normally up until
that day. She was just beginning to

lift up alittle on her knees and
could pretty much sit up without
faling over when al of that
changed literaly overnight last
October.

We took her back to the
Pediatrician’s office the next two
days and they continued with the
shots of antibiotics. She didn’t
cry for any of them. Rachel did
improve and began to look better
and during these three days, she
began to move her arms, first the
right one and then the left in large
sweeping movements. When she
showed no signs of leg movement
by Tuesday, the doctor arranged
for usto go to Rainbow, Babies
and Children’s Hospital in
Cleveland so the large staff of
pediatric specialists could
adequately access Rachd’s
condition. We entered through
the emergency room and left 18
dayslater. Wewere asked alot
of questions about Rachel’s
immunization history and she did,
in fact, have immunizations for
Diphtheria, Acdllular Pertussis,
Tetanus (DtaP3) and Haemophilis
Influenza B (HIB) on September
23, 1999, alittle more than two
weeks prior to her onset of TM.
Even today, her Neurologist
cannot completely rule out some
connection. At the hospital, they
performed a Cat Scan, alumbar
probe and then an MRI of the
brain and spine. During thistime,
they transferred Rachel to the
Pediatric Intensive Care Unit asa
precautionary measure since her
respiration was weak and they
wanted to watch her more closaly.
They wanted to make sure
whatever she had would not
eventually affect her ability to
breathe on her own. Thankfully,
we were only in the Intensive
Care Unit for two days. On
Saturday, one week after the
onset of her TM, we were

definitively told of Rachel’s
diagnosis and she began intravenous
steroid treatment. We were told of
her diagnosis on this day only
because Rachel’s MRI showed a
couple of other things that they had
to rule out as having any contributory
affect. They found swelling at C3-
C7, asmall thoracic syrinx (fluid
filled cyst) and they also said there
was a decreased amount of white
meatter in her brain for her age. This
was al so scary!

During Rachel’ s hospitalization, she
had therapy everyday and she
showed rapid improvement in her
upper extremities, showing increased
purposeful movement and strength.
Also at the hospital, she periodicaly
wore custom-made hand braces (to
help her fingers straighten out) and
custom-made foot braces (to prevent
her toes from pointing downward all
thetime). Her trunk was weak and
she was not able to Sit unassisted or
roll over. It was also determined she
was retaining urine and so she had to
be catheterized every six hours and
this ultimately resulted in a urinary
tract infection. This condition did
reverseitsaf while in the hospital
and we were able to go home with
her urinating on her own. The
Pediatric Urologist indicated her
bladder was now considered
overactive and she dribbled urine
frequently. Thankfully, Rachel only
needed an enema once and we
continue to watch her bowels and
monitor them through diet.

We were very happy to go home,
having spent alot of time away from
our two sons, Matthew (who turned
six while Rachel was in the hospital)
and Kevin, agefour. We arranged to
have Occupational Therapy two
times per week and Physical Therapy
one time per week on an outpatient
basis. On November 1% we started
our outpatient therapy and continued
to see improvements at every visit.
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Thiswas very encouraging, but by
early December, the progress had
dowed, athough it was still there.
At first we were told by her
Neurologist that she would be
serioudly concerned if Rachel was
not moving her legs in three months
and this made us extremely anxious.
We watched her constantly for any
sign of new movement. Whilein the
hospital, Rachel could move her legs
stiffly from the hips, however, after
we got home, we would notice very
dight changes or frequency of
movement. We would notice this
more when her upper body was
stimulated or when she was sitting
on a hard surface. 1t was nothing
regular or predictable, but it was
wonderful to see, just the same.

Rachel is now alittle more than 13
months old and she has had
Transverse Mydlitis longer than she
hasn't had it. It redly is hard for us
to remember her any other way and
we really don’t have much memory
of her being mobile at al since she
was just beginning this stage of
development when she got sick. She
now goesto Physical Therapy two
times per week and Occupational
Therapy one time per week since she
has shown some increased leg
movement and considerable upper
body improvement. Her trunk is till
weak athough it has improved with
therapy. Her arms are at 100%
strength and she can get around the
house pretty quickly by doing the
commando crawl. We have noticed
irregular movementsin her hip
flexors and quads and we are
working hard at trying to capitalize
on that. Wedo alot of st to stand
exercises and have recently begun to
do electrical stimulation on her back
and lower extremities. Rachel
cannot roll from her back to her
stomach without assistance so we are
working on developing the muscles
to help her do that so she doesn’t feel
so trapped.  She gets very frustrated

being on her back unless sheis
very tired. Rachel standsin her
standing frame for approximately
one hour each day in 15 - 20
minute increments which should
provide her some additional
weight bearing which will help in
her structural development. We
aso periodically do warm water
pool therapy and she will be
fitted for dynamic AFO’sin a
couple of weeks. At this point,
Rachel spends alot of time at
therapy and at home we work on
alarge therapy bal and do alot
of stretching exercises to keep
her tone good so that if the
signals do get through, her
muscles are loose and ready to
move.

Thankfully, throughout this,
Rachel is not in any pain which
many people experience with
TM. Sheisavery happy baby
and does not know that anything
isamiss. Itisdifficult to assess
everything about her condition
because she is non-verbal, but we
do know that she has some
fedling in her legs. She had an
ear infection just a month ago and
they gave her a shot of antibiotics
in her leg and this time she
wailed! Rachel has recently
begun to scratch her legs quite a
bit and we fed thisisin response
to increased sensation she is
getting in her legs.

We don’'t know exactly where
this uncertain road will take us,
but we do know it will take a
very long time for Rachel to
recover whatever function she
will eventualy have. The
waiting and the uncertainty is so
very difficult, but we continue to
be hopeful for Rachel’s future.
We haveto be. We know at this
point that she would be able to
live independently and we are so
grateful for that. Aswe wait, we

surround her with alot of love and
encouragement and, hopefully,
someday our prayers, that one day
Rachel will walk, will be answered.

Cathy and Dan Dorocak

Carpenter With a Dream

Hal Ketchum is acountry western
singer and songwriter who contracted
Transverse Myelitis. One of hisfans,
Suzanna Eckchum, has written and
recorded a song about Mr. Ketchum
to honor him and to celebrate her ap-
preciation of hismusic and career.
Ms. Eckchum has gracioudly pledged
to donate all of the proceeds from the
sale of this song to The Transverse
Mysdlitis Association. “1 hope my
song will help The Transverse Mye-
litis Association find the cure.” We
are most appreciative of Suzanna
Eckchum’ s kindness and generosity.

If you are interested in ordering the
Carpenter With A Dreamsong,
please send a $10 check or money
order to:

FeatherMoon Publishing
902 CO Rd 345
Marble Falls, TX 78654

In 1989, | was afit and happy-go-

lucky type of person. | was married
to asmashing girl, Annie. We were
living in aflat in asmall town called
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Life After TM: Triumphs of the Spirit

Mel and Darlene are members of The Transverse Myelitis Association and
both have TM. Coincidentally, Mel and Darlene recently communicated their
experiencesto me. | was so moved by their spirit and courage, that |
requested permission to share their experiences with all of you. Both Mel and
Darlene have suffered from depression. What | found so inspiring about their
experiences was that they found relief from their depression not froma
recovery from TM, but in spite of it. | do not mean in any way to imply that
thereisan easy fix for depression or a simple formula that a person may
apply to treat their depression. In fact, | believe that just the oppositeis the
case; that the treatment of depression is extremely complex. With tremendous
tenacity, Mel and Darlene have created some wonderful and positive changes
intheir lives. If their storiesinspire one person to seek that light at the end of

Life After TM: An Olympic
Effort
Melvyn Corley

Redbourn, which was in Herford-
shire, England. | wasworking for a
major clothing company called Next.
| took this job after leaving the
Armed Forcesin 1989. | |eft the ser-
vice because my new wife did not
like me going back and forth to
Northern Ireland.

On the subject of the 234 March
1989, | was at work until the usua
time. But | felt unwell. | had previ-
ously had a massive chest infection
for which the doctors gave me some
antibiotics. | had completed the
course of antibiotics and then went
back to work thinking that all was
well again with my body. That week
| was working nights. We had arush
job onand | volunteered to stay on
and get the job done. We finished
around 10:00 PM. | had started
work at 6:00 PM on the previous
evening. After | got home, | told the
wife that | had a massive headache.

| took some paracetamol thinking
that the headache was punishment
for having worked so late and so
many hours without rest.

Anyway, during what | called my

the tunnel, they will be gratified for having shared their experiences.

seeping shift, a sudden sharp
pan in my back woke me up. |
got up or | tried to get up but |
could not. My legs would not
move and they felt weak and
heavy. | remember trying to lift
my arm to grab the phonein or-
der to call the wife who was at
work, but | found that the left arm
was in the same state as the legs.
By now | was completely fright-
ened. | was completely paralysed
down the left side of my body. |
had a massive headache, and
there was a pain just below the
rib cage. | phoned my neighbour
with the good arm, who contacted
thewife. She came home from
work, and immediately phoned
for the doctor. The doctor said
that he had never come across
these symptoms. He decided that
it would be in my interest and his
to get me admitted to the hospital
to get it checked out. He wasthe
firg visitor that | had, and he kept
on visiting me until they estab-
lished what was going on inside

my body.

| was first taken to the local hos-
pita A&E, but | was then trans-
ferred to a speciaist hospita in
London, where they had all the
testing equipment. Here they car-

ried out many tests, such as MRI,
CAT scans and spinal taps. The last
test that the neurologists asked for
was a myelogramme; this was the
worst of all the tests that they put me
through. However, it did show de-
vated CSF levels. The medical
maestros ruled out MS, because this
was the only attack that 1'd had so
far.

After many days of uncertainty, the
senior neurologists decided that |
was suffering from a condition called
Transverse Mydlitis. Thiswasa
complete shock to my system; | did
not want anyone to get involved with
me. | went into the deepest black
holes. The neurologists were going
to call the clinica shrink, but this
was deemed unnecessary by the rest
of the medical staff. | felt likel was
the only person that had this terrible
virus. | could not even call the
illness by its proper name.

My dearest wife, Anne, then went
and found al that she could on TM.
We were lucky that she found a
medica student that was looking into
TM. He was brought onto the ward
and was questioned for hours on the
disease. At the sametime, the
doctors were pumping me full of
steroids. | believe that it was
predisalone. All that they did was
blow meupintheface. They dso
fitted a fulltime catheter, which was
later to change to a superpubic
catheter. However, | kept on getting
urinary tract infections. So by the
time | was discharged, | was on the
intermittent self-catheter, along with
a condom catheter and leg bag to
catch the drips, so to spesk.

My bowels were eventually brought
back, but nowadaysiit is controlled
by diet. There are some daysthat |
have to take matters into my own
hands, but | have been doing this for
s0 long, | have now got it down to
fineart. | was given loads of PT




Page 30

The Transverse Myelitis Association

while | was on the wards, however,
they were never able to get me up
and walking again. | took my last
walk on the 22 March 1989. The
only thing that the TM now causes
me problems with is pain, parayss,
and the bladder.

When the hospitals had completely
finished with me, | went home. We
were moved to a more suitable house
in St. Albans Herts. After the diag-
nosis | became a sort of slough spud;
| sat in the front room watching TV
all day, yelled at the kids because the
pain was so bad, and basically made
everyone have abad day along with
me. Infact, | often told the wifeto
leave me and give me a divorce.
Then one day, we had a massive ar-
gument and once again we went
round the same track. Me moaning
that | could not do anything for my-
sdlf. We had no whereto go, and my
life was a compl ete bore, so to speak.
| told the wife that | wanted to die.
She then turned up and said, “fine, if
you want to die then go ahead,” and
then gave me the morphine pills.
Annie then went out and |eft the
wheelchair outside. So, | got myself
off the Loo (John) and went outside
and dragged the chair in, with me ly-
ing on the floor. It took ages, but |
did it. When the wife got in she was
astounded that | had not taken the
overdose. Annie said, “you did not
finish what you planned to do; did
you not have the bottle?” | re-
sponded to her that there was some-
thing worth living for. | have never
been areligious-type person, but on
that day, I’m sure that G-d had a pur-
pose for me. Ever since that day,
things have never got me down. | get
depressed, but that is because of the
pain and al of the other problems we
have to put up with. That day | said,
“I got this problem, and | can work
round it.” Also, from that day on,
Annie has aways let me ask her if |
wanted help.

Much of my depression was
rectified by avisit to a spina
hospital. My loca occupationa
therapist showed me an articlein
a disability magazine; it was
outlining the benefits of taking
part in sport. Being an ex-service
person, sport played abig part in
my life. Therefore, | was able to
channel al my energy and pain
into rebuilding some sort of life
for my family and myself.

Before my diagnosis | was avery
sporty type person, who went for
some running, and alittle bit of
swimming when | could find the
time, but | was not the Olympic
champion at anything. Perhaps|
have started things rolling within
my family now.

BEWSA stands for the British
Ex-Service Wheelchair Sports
Association. Itisanationa asso-
ciation and is part of the Roya
British Legion that helps to fund
the Association. It isquite Simi-
lar to your PVA, with which
BEWSA has grown great links.
We quite often send a team to the
PV A games each year.

| then went on to take part in the
Leonard Cheshire Foundation
Project that was called
“Workability.” The foundation
was kind enough to give me a
computer linked up to the inter-
net, and | passed the course and
graduated with aRSACLAIT
which stands for the Roya Soci-
ety of the Arts Computer Literacy
and Information Technology.
Thisishow | discovered the
TMA. | dso found out more
about BEWSA and other whedl-
chair sports associations.

So, | went along to the spinal
hospital, namely the famous
Stoke Mandevale in Aylesbury.
There | meet achap named Wally

Kelly. Now, this chap opened my
eyes, and brought alittle bit of light
into my dullest days. He pointed out
different types of sports that were
available to disabled men and
women. Heaso said that if | wasto
train regularly, there might be an
opening to get me into national and
international events. At thetimel
thought that he was full of hot air, but
as the day progressed, | saw different
disabled people al taking part in
different sports. It was then that |
realized there was something there to
replace what I’ d lost through my
disability.

Then Wally showed me all types of
equipment that are used by the
disabled. Therewere throwing
chairs, basketball chairs, and chairs
for throwing the Javelin, which |
thought in the hands of disabled
chapswas a

bit dangerous. | was then introduced
to a chap named Geof. Now, |
thought that | had problems. But
Geof had more than anyone else did.
He was away on exercise with the
Roya Marines, and he was involved
in aroad accident. Because he had
his legs on the dashboard of the
landrover, he had both of hislegs
chopped off; one above the knee and
one below. He aso had massive
internal injuries.

His sport was wheelchair racing. He
had a chair that made my normal
NHS wheelchair look like it was
something out of the dark ages. He
then went on about al of these mgjor
events in which he had taken part.

He then mentioned how much
BEWSA had helped him get over the
bad daysin hislife. Therewas one
thing that shocked me. Not once did
he mention his disability. | thought |
had problems, mine were nothing
compared to Geof’s.

Anyway, | signed up there, and paid
my membership subs, which was
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only £10.00. | thought that this was
agood vaue. | then started to go
away on training weekends. Herel
was taught not only sporty trades,
but | was shown how to transfer
from awheelchair to say a car seat.

| was never taught thisin the
hospital. 1 then met up with Geof,
and we got talking about wheelchair
racing. Then the Association was
kind enough to lend me a Bob Hall
Racing wheelchair, along with a
Bromakin Roller. The purpose of
theroller was if the weather was on
the British type, wet and windy, |
would be able to stay inside a wheel
whilst watching my neighbours.
Then the team manager informed me
about thisrace that was held in
Germany, in atown called Bruggen.
He thought that this would be a good
start for my racing career.

Training Weekends and Race
Preparations

Training weekends were held on a
RAF base in the UK. For security
reasons | cannot tell you where; |
hope you understand. Here we were
put through our paces by an ex-PTl
who had broken his neck in agame
of Rughy. And they say the gameis
safe. We were placed in groups
where we completed different dis-
abled sports, such as discus, shot-
putting and javelin. We then had pe-
riods of intensive physical torture; it
was like being back in the Army.
Then once that was all completed,
we decided what sport we wanted to
continue and specidise in; thisis
when | chose wheelchair racing. We
also did campaigning for better ser-
vices for war veterans, like war pen-
sions, etc. Then, in 1993, we had the
Challenge 93. Thiswas where many
countries, including the USA, came
across to the UK and took part in the
first-ever disabled ex-servicemen
games. These were held at the fa-
mous Stoke Mandevale Spina Unit
in Aylesbury UK. Of course, the

team from BEWSA came in sec-
ond to the USA. Unfortunately, |
did not take part in these games
because of a shoulder injury that
had occurred during training
weekends.

Before | competed in the Brug-
gen, it took many months of hard
work, both at the RAF base and at
home. | had to be self-motivated
to get outdoors and face the fact
that | had to do at least 810 miles
each day. Then | had to go to the
local gym, and take part in arig-
orous training schedule that had
been set up for me by the team
manager. The biggest problems
that | had were pain and my blad-
der. The pain played up when the
weather was really cold and wet,
but | had to get out and do some-
thing. The other problem was
with the “water works” in that it
would continue to empty. The
doctors said the only thing | could
do was split the condom catheter
into two so | ended up having a
leg bag strapped to each leg. This
was necessary because | had to
take on alot of fluids during the
race. | was aso lucky, because
my son also came out with me
during the training periods. This
then meant | had someone to talk
to, which helped pass the hours
that | wasout. | aso had prob-
lems with my legs. They would
keep on spasming as | was push-
ing aong. The spasms never
threw me out of the chair, but it
was another problem that | had to
ded with.

As each week passed, | began to
feel different in someway. | can-
not explain what it felt like, but |
do know that it made me think
how lucky | wasthat | did not
take the dreaded pills that day. |
now knew that | had passed my
darkest days. | still get de-
pressed, but thisis only because |

cannot get out and do my training.

My Sport Career

Now things started to progress. Like
| said, | had been given the chair and
roller, and it was now my turn to
change my life like my old mate
Geof. Geof was kind enough to be
my training coach for the Bruggen.
Every timethat | had a problem, he
wasthere. | first got started by
getting the chair to a dealer, who
checked to make sure the chair was
in aroadworthy state. Basicdly, |
did not want the wheels falling off as
| was going dong. | was lucky, al |
needed was some new tires.

Then | joined aloca gym where |
was able to pump someiron, and
work on the cardiovascular part of
the body. | used weight training to
increase my upper body strength; the
cardiovascular exercise was designed
to make my heart work faster. This
part of my training played up with
the TM, because of the fatigue.
However, the more times that | did
the workouts, the easier it became to
handle. It wasniceto betakenasa
normal person and be treated like one
by other members at the gym. They
started by asking if | needed help
opening doors and moving
equipment, but as the time went on,
they saw that | wanted to be treated
like the rest of them and they started
treating me like they trested each
other. Intheir words, | had to ask
them for help. It was nice knowing
that all | had to do was ask. After a
couple of months, there was a new
instructor who joined the gym. He
was ex-service so hewas able to give
me some more valuable assistance.
He even worked out with me. Then |
started to take the chair with meto a
locd running track where | learned
how to handle the chair under atype
of protective curtain. | did not want
to start my endurance training by
taking the chair on the road, and | did
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not know how to handle the chair
and avoid going under the first car
that | came up against. The way that
Geof used to move in his chair, he
made it look so easy. But when |
got in mine, believe you me, it was
not easy. You have to make sure
that the chair is aways running
draight, and that you are pushing the
wheels to get the best out of the
chair. | had problems getting into
mine, because my legs would not
bend. This caused me some severe
pain and discomfort. Even today,
they play up. But like everything
else, you learn to take the bad with
the good.

After going on the running track, |
ventured out onto the roads, and then
| hit asnag in my preparations.
Nobody told me that | needed public
liability until a policeman stopped
me. But this did not cause too much
of aheadache. | then carried on
pushing with this new piece of paper
in my pocket. | then increased the
amount of milesthat | did in each
push. Some days it would be eight;
some other days, it would be about
10 or 15 miles. This roadwork was
incorporated with my gym work.
After a couple of months, | was
really keen to get outside and get the
wheels moving. It was like it was
taking over my life. Thewifeaso
mentioned that | was a different chap
to live with and the kids backed her

up.

| then started a new venture; | went
flying. Thereisan association called
the British Flying Club for the
Disabled. Their aimisto get as
many disabled people flying as they
areable. | went one day in August
1999. Although | found it great fun,
it did not give me the same buzz as
the racing, though it was nice to see
the wheelchair on the ground as we
took off into the Oxfordshire skies. |
was sent aform to apply to go to
either South Africaor Californiato

learn to fly solo. For now, the
wheelchair racing is my priority.

After the flying, | had completed
the Workability Project. | had
taken the word-processing,
spreadsheet, and online
communications examinations. |
was then awarded the RSA
certificate. | then started a new
course called the European
Computer Driving License. This
was a computer course run by the
British Computer Society (BCS).
| continue to plod my way
through this course; it is longer
than the Workability Project.

So, from then on, | was always
busy either sitting behind a
computer with my head stuck in a
book, or | was stuck into pushing
awhedlchair around the streets of
St Albans. It isnice because
people often remark at the
difference in me.

Anyway, the training for the
Bruggen continued for many
months. There was acombination
of swimming, weight-training or
pushing the chair. Thenin March

2000, it was time for the last push.

Geof had told me, that one month
before the race, | should only train
3 days per week. Now, thiswas a
big culture shock. My body had
started to get used to going
everyday. But | had to listen to
Geof; he was more experienced
than me.

So, on the 11 April, | took off for
Germany. The race was planned
for a Saturday morning, and it
was being held on a RAF basein
Germany. There were loads of
able-bodied runners and there
were just as many wheelies. The
race started at 11:00 AM. Be-
cause | wasanovice and | was
not the only one, we were allowed
to start at least 30 minutes before

the rest of the pack. It helped alittle,
but not alot. | wasgoing fine. The
legs were causing afew problems,
but not as bad as | thought that they
were going to be. | settled myself in
behind another chap, who | had been
drinking with in the mess the Friday
night before the race. He had lost
both of hislegsin the Falklands War.
| got to the centre of the town and
was going to approach the last corner
when | heard this sudden “hissing.”

| had four milesto go and | had
picked up a puncture. What bad luck
| heard the crowd say. | would not
let this get the better of me. So | put
al my weight on the bad whesdl.

This made the air in the good one in-
flate dightly; this would help me to
get to theend. 1t did but in alonger
time than | had hoped for. | went
home on Monday, completely satis-
fied. | had completed something that
the medica people thought that |
would never accomplish. Even my
own Doc did not think | would fin-
ish. | wasnot in the first group, but |
was not in the last.

My next raceisthe New York City
Marathon in November. But first me
and the wife are going on Holiday

for aweek. Onmy return, it al
starts again. Watch this space; I'll
keep you posted on my progress.

Mel

mel @mcorley.freeserve.co.uk

St. Albans Herts England UK

April 26, 2000

This letter has been along time
coming. Please be patient with this
long drawn out story! A year ago |
was trying to decide if | should
continue my education after earning
an Associates Degree from our local
junior college. The university |
would attend was difficult to
navigate and the mgjor | wanted to
go into was one that | was sure |
would be discouraged from trying to
earn. Fortunately, Social Workers
are the kind of people who like to
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Life After TM: Finding the
Light and a New Career at the

End of the Tunne
DarleneMaynard

help people. The head of the
department surprised me by telling
me that | was perfect for the
department within five minutes of
meeting me! Aswe discussed the
courses | would take, | brought up
my concerns about navigating the
campus and before | realized what
had happened, she had aformer
student on the phone and | was
talking to her and making an
appointment for that very same
week. Before the week was over |
would be registered for fall classes, |
would have a peer counsglor, and |
would reapply for VVocational
Rehabilitation Services. Asl said,
Social Workers like to help people
and they do not fool around when
they are able to help someone!

First, my peer counselor. | hope that
you and everyone with transverse
myelitis have heard of The Centers
for Independent Living! | had not
until that day and | really could have
used these people long before now!
The first time | talked to Beth, |
knew she was special. Shewas
bright and bubbly and so easy to talk
to. When | met Beth for the first
time, well, she looked like her voice.
Beth has arare form of muscular
dystrophy and uses awheelchair but
that is not the first thing you notice
about Beth. Her face reflects
everything you hear in her voice.
She has very short, gray hair, and
shejust shines. | don’'t know how
elseto explainit. Our first meeting
lasted at least two hours. Did |
mention that Beth likes to talk? We
talked, we laughed, and we cried,
and we talked some more. | was
exhausted by the intensity and range
of the emotions | went through in
that two-hour period. We made an

appointment for the following
week and again a two-hour
session with the same resullts.
Now, here | have to mention that
| have suffered from depression a
few times over the years but the
last time was the first time | had
been on medication. | truly
believe that if | had had someone
like Beth from the beginning, |
would have had less trouble with
depression over the years. Beth
had already been through
everything that | was going
through and | believe it was
difficult for her to reliveit al,

but she did for my sake. Well,
maybe for both our sakes. As
others that have had a disabling
disease, we endured the stares,
and rude comments, thoughts
unlike “normal” people ever have
cross their minds, the struggles
just to keep up, and finaly, being
yelled at for using handicapped
parking spaces because we ook
too young to have a disability!
But that was not al Beth did. She
helped me redlize that by using a
wheelchair or scooter, | would
become more independent. There
were trade-offsto be sure. And
then she accompanied me to the
wheselchair clinic at my request
to be sure | was given the best
recommendations possible
because | was too emotional to
think very clearly.

Beth was aso my advocate and
encouraged me to reapply to the
state’ s Vocational Rehabilitation
Officefor assistancein earning
my degree. My previous attempt
was not what it was supposed to
be, but thistime | had someone
who knew what | was entitled to
and counsdled me on how to
handle unanswered phone calls
and one delay after another. Asa
result, | am now attending the
University of West Florida, | am
using a scooter, | am getting my

tuition and books paid for, and they
helped pay for the lift in the van | use
and the balance that my insurance
did not cover on my scooter. My life
compared to ayear ago is completely
different. For thefirst timein years,
| look up as| “wak” (on my
scooter). | don't have to worry about
falling anymore! | get from one
place to another so fag, it still
amazes me. | love my scooter and
the freedom it gives me. My grades
aregreat. | love the people. Socia
Workers are great people but their
only fault isthat they try to help too
much sometimes. | have yet to open
adoor by mysdlf at school! It's
either the automated doors or a
fellow student. | have never enjoyed
life asmuch as| do now. | am much
more active than | ever thought |
would be at this stage of my life. |
had thought about the time | would
be in this condition. | knew it would
happen. | just did not expect it to
happen this soon. But, now that it
has, | am surprised to find myself
enjoying life so much. My daughter,
who is nineteen, cannot believe how
much | do. | volunteer at The Center
for Independent Living of Northwest
Florida. I'm also a Board Member.

| just finished my junior practicum
working 120 hours this semester at
Sacred Heart Hospital. | mentor a
first grader. Oh, and | go to school
full time. Thisisthetime | thought
I’ d be spending reading, watching
TV, just enduring the last few years
of my life; and | am so glad it
doesn’'t have to be that way.

The most important part of this
whole story though is that Beth knew
someone with transverse myelitis
and she had your website address.
Why isthis so important? March 2,
1962, this nine-year-old little girl
woke up one morning parayzed
from the waist down. Aswell as|
had recovered and had kept my
spirits up, there was always
something missing. | thought it was
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because we were an army family and
there was no extended family around
for support, but that was only part of
it. I did have uncles that came to
check on us, even in Germany. We
were transferred to Fort Sam
Houston, Brooke Hospital in San
Antonio, Texas after a couple
months and it was there that | found
two other people who had transverse
myelitis. One person was awoman
who had a three-month-old baby and
by then they knew she would be
paralyzed for the rest of her life. The
other person was ayoung Gl. He
was just beginning to get some
feeling and movement back but |
don’t know how successful hewas. |
was lucky. | was abletowalk again
and | do not have the pain that I've
read so much about. | do have the
usual bladder dysfunction so many of
us have though. Now my
deterioration is due to age and the
length of time my muscles have
worked so hard to help me keep up
with the “norma” people. But, last
year around thistime, | found out
that | was not alone. | was shocked
by my reaction to finding out that
there are so many other people like
me. | was so overwhelmed that |
could not reach out to anyone or
redly share how | felt with anyone. |
tend to keep my fedings to myself
probably because I’ve felt like |
didn’t belong, even with my own
family (mother, brothers, and sister);
| never felt they really understood.
They didn’t, how could they?

Now, ayear later, it was al topped
off by the most recent newsletter
with your editorial and, again, |
could not get over the feelings of
having someone who knows how it
feelsto feel so usaless. During my
last depression, the only reason |
could not contemplate suicide was
my children. 1 simply could not do
that to them. Even more than that,
though, | have never put into words
or read anyone else’ swords describ-
ing how it felt to worry about going

out in public and having to worry
about gas, because my sphincter
does not work properly, or hav-
ing an accident, which happened
all too often as a child in elemen-
tary school before al the won-
derful products they have now!
How many people know what
it's like to worry about faling? |
don’t need a crack in the side-
walk to cause afal, my own feet
will do that! Depression, | don’t
even want to think about how
bad it was, | want to enjoy how
good | fed now. Although | am
always on guard for those awful
symptoms! Y our points about
needing to talk about al these
things are exactly why | want to
be a Social Worker. They are ex-
actly why | want to work with
children with disabilities so they
don’t have to go through dl this
alone. Thereisabetter life out
there for people with disabilities.
Thereis happiness to be had and
alifeto enjoy.

A couple years ago, | took aclass
in communication and the in-
structor had us play a game
where we would name a person
to match the color she named. |
took this little test home and did
it with my own children. My
daughter chose me for the color
yellow which realy surprised
me. When | asked her why she
thought | was yellow, she said
because | was so sunny and
cheerful. Well, my depression
had gotten much better, but | felt
anything but sunny and cheerful.
The way my daughter saw me
touched me so much that when |
choose the color of my scooter, |
chose a bright yellow! It'sare-
minder to me now not only of
how she sees me, but it reminds
me to be cheerful. A redlly nice
side affect of the bright yellow is
that it makes people fee more
comfortable about approaching

me. | cannot tell you how many
comments | overhear from people
who think it's great. | even had ase-
curity guard at the hospital stick his
thumb out asif hitchhiking.

| hope this hasn’t been too long or
too boring. What | hope is that peo-
ple can see that even with a disabil-
ity, life can be very satisfying. Our
attitude makes such a difference. |
know it is a struggle to stay UP but it
can be done. 1t may have to begin
with medication, but counsdling is
vital so when you can get off medi-
cation, you can stay UP by yoursdlf.
Sometimes you have to stay on
medication and that’'s okay too. |
can't say that traditional counseling
doesn't work, because it does. But at
some point, a peer counselor, some-
one who really knows what you are
going through, helps so much more
than aregular counselor ever can. |
will graduate in ayear and | hope |
will not have trouble finding a job
like most people with disabilities do,
but | will not regret any of thistime |
have spent earning this degree. |
truly hope | can repay all the people
that have helped me get to where |
amtoday. And | especially want to
thank you all for being there and
letting me know that | AM NOT
ALONE!

Sincerely,

Darlene Maynard, Pace, FL
Darlenem@mindspring.com

Netta’ s paintings are shown with
Sam’'s poem. The cloud, El Nino,
was painted in February 1998
(acrylic on canvas, original size 25
cmx 20 cm). The birds were painted
in June 1998 (acrylic on canvas,
original size: 25cmx15cm). The
paintings are wonderful — Netta is
wonderful! To see these paintingsin
color and to see her other paintings,
please go to Netta' sweb site: http://
go.to/netta

My name is Netta Ganor and | am 20
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Thief In The

ity 0w came

h day & bit more of me
nzertipe then fingers
Tands, wrists, foreattns

Like a giant "What's this" game for a child,

o named
£nd clammed

Or stroked the cheek of one I loved
You named

&nd clammed

Parts of me.

Feet and legs which danced on air
Cne with music, became the music

I newer asked you in, thief’ m the mght

Or asked for the gifts you brought and left
Claiming the sillness of myarms and han
Leaving a thimm

Constant huzz,

Rippling hke a stone-thrown lake

L&t anytender touch or gentle breeze.
Freezing buring evening gloves of pain
Sunbum from no frendly sun

And dancing now on

You have laimed ry _'lf', the heart of me
‘There 1z a room wn cannot enter

& clairn you cannot make.

T draw

Though it be shakily

[ write

Though it be with mywoice
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The Painter: Netta Ganor
| srael

yearsold. | anac-4/5 quad from Is-
ragl. | was struck down with Acute
TM on November 25th, 1994, at the
age of 15. It all started one Friday af-
ternoon, after | came back from
school. After lunch, | suddenly
started to feel aterrible sharp painin
my upper back (behind the shoul-
ders). Gradualy, but quite fat, in
less than one hour, | lost sensation
and the ability to move my hands
and findly my legs. My mother im-
mediately called an ambulance,
which took me to the hospital. | was
taken to the IC department and was
diagnosed after 10 days with Acute
TM at c-3. Of course, | was venti-
lated. After three months, more or
less, | saw the first improvement; my
left arm started to move. Gradually,
in the next one and a half years, | got
rid of the vent due to hard work in
exercising my breathing muscles.
After spending more than two and a
half yearsin the rehab hospital, we
al had to move to a new house, and
that included leaving our city, Jeru-
salem, in order to be geographically
closer to our family.

Today, | till have no sensation from
the shoulders down, including my
arms. | move the left arm without
feeling it. I’'m driving amotorized
wheelchair, paint and write with my
mouth, swim(!) with my head and
shoulder movements and do things
that people are not supposed to be
able to do in my physica condition.
I’'m very optimistic as for my condi-
tion in the future. | don’t know what
will happen with me or when. | do
know that others with TM have had
improvements that are measured in
years. I've never lost hopeand I'm
sure that someday in the near future
the medicine will find the right cure
to our syndrome.

In the meantime, I’ m trying to do
the maximum | can to make my
life as normal as possible. | just
don’t see any point in sitting
around the whole day and
mourning. Currently, I'm a
second year student for Computer
Science at the College of
Management in Rishon Letzion.
I’'m till afan of sports
(especidly basketball) and stayed
an athleteinmy soul =) | wasa
tennis player and an athlete in
high school.

After one year of being disabled
(back in 1994-5), and after
watching some other quadriplegic
people painting with their

mouths, | decided to give it atry
myself. It was very hard at first,

but as the time went by and with
alot of practice, | learned how to
paint this way.

| was the busy mother of two
young sons; den mother, soccer
and T-ball coach, wife of a
physician, and nurse practitioner
providing primary care to over
100 elders in ten nursing homes
when | began to notice numbness
in the fingertips of one hand.
Over aperiod of several months,
| noticed the odd numbness and
tingling spreading up my arm.
Then | noticed the same thing
happening on my other arm.
Electric shock sensations shot
down my arms, if | flexed my
neck or coughed. One
neurologist | consulted brushed
me off, ordering no tests and
insisting this would 0o awa

The Poet: Sandra Sam
Médyville

Boston

without treatment. My
handwriting deteriorating, unable
to type because of the numbness
in my hands, unable to fed the
skin of my patients, | knew this

could not beright. When | tried to
play catch with my son and couldn’t
move or feel my arm, | knew
something had to be done. With the
support of a neurologist friend, Dr.
Christopher Martino, and my
primary care physician, Dr. Leonard
Finn, | was referred for evaluation at
St. Elizabeth’s Medical Center

by neurologist Michael Hayes, and
on May 23, 1997, my diagnosis was
confirmed as acute transverse
myelitis. On that day, my life
changed forever.

| responded well to IV and ord
steroids, but was unable to come off
of the steroids. | was one of those
with ongoing, smoldering TM. With
every effort at weaning me off of the
steroids, my symptoms worsened,
and by December of 1997 | could
bardy wak. | fell frequently, once
cutting my mouth so badly that
stitches were needed. | had severe
spasms, if | extended my arm, or
tried to open atwist jar, and | didn’t
have enough strength to open a pop-
top can of soda. Cytoxan helped
tremendously, stopping the
progression of symptoms, and |
began to reclaim alittle of my life.

There have been many ups and
downs, as other autoimmune
disorders struck. | developed severe
low blood pressure, and
inflammation of the eyes. | was
found to have an unstable cervical
spine, with the bones putting
pressure on the spinal cord. |
required surgery, with placement of
delicate screws and plates to prevent
further spinal cord damage. Multiple
medication adjustments have been
required to maintain function at a
livable degree. In order to live a
“normal life,” 1 take 30 some pills
daily, and intravenous immunoglobin
every four weeks. Today, | have
some degree of function of my hands
and arms, and can maintain my home
and family with outside help doing
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housework and laundry. | plan my
activities carefully, with rest as
needed. | can wak well for short
distances, but use a cane or stick for
long distances. | have tremendous
support from my husband and sons,
and other family members. | count
myself fortunate in my abilities. My
lifeis changed, but it is good. And
TM does not have me.

The Transverse Mysdlitis Support
Group is agroup that developed in
Austrdia, based in Brisbane
Queendand to provide information
and support to individuals with
Transverse Mysdlitis, their caregivers
and families. The Second TM
Awareness Day meeting was held at
the Paraplegic and Quadriplegic
Association, Kangaroo Point,
Brisbane, Queendand.

The Paraplegic and Quadriplegic
Association of Queendand isan
organisation that provides services
and support to people with spind
disabilities including quadriplegia,
paraplegia, post polio and transverse

AUSTRALIA

Transver se Myelitis Awar eness
Day: 17 May 2000

Penny Beeston
pbeeston@pgag.com.au

myelitis. | am manager of
community servicesin the
organisation and my magjor roleisto
develop support groups and member
networks across Queendand in
response to our member needs.
These groups are al convened by
people with spinal disabilities. The
Transverse Mydlitis Support Group
commenced about two years ago at
the request of lan Hawkins, a
member with transverse myelitis.
lan is the convenor of this group.
We do not have a large number of
people on our database with TM,
however, those members with TM

are keen to see the group
develop.

Through its post polio
membership this organisation is
used to dealing with the problem
of raising awareness of alittle
understood condition. In
Queendand the medical
profession is sadly lacking in
knowledge and understanding of
post polio. TM isanother such
condition.

This year the group invited Dr.
Tim Geraghty, the new Director
of the Spinal Injuries Unit, at the
Princess Alexandra Hospitd in
Brisbane, to give the Second TM
Awareness Day lecture to our
members and staff. Dr. Geraghty
informed those present that he
was not an expert on transverse
myelitis and that his specidty is
rehabilitation. Dr. Geraghty gave
an addresson TM and the impact
of the disease. We are pleased
that he is prepared to take
transverse myelitis on board and
pursue an interest in the
condition.

We had an audience of about 25
individuals. Twelve of the
people had transverse myelitis.
Some had traveled from regiona
Queendand and one had traveled
nearly 1,000 kilometres to attend.
We had a bar-be-que after the
address and people came together
in an informa group to share
experiences. Queendandisa
very large state and many of
those on our database are spread
across enormous distances. The
woman who traveled up from
New South Wales to attend has a
child with Transverse Mydlitis
and she had attended the Seettle
Symposium in 1999. After lunch
she spoke to members about her
experience.

Our Community relations Manager
a the Association did alarge media
releasefor TM Day. Weadso
developed postersfor TM Day and
had them distributed in various
General Practitioner’srooms,
Community Health buildings and
hospitals.

People who could not attend the
awareness day meeting will receive
copies of Dr. Geraghty's addressin
our newdetter and videotapes will be
available from our library. We
recently forwarded copies of the
TMA newdlettersto all thosein
Australia who are on our database.
Errol White, a member of the TM
support group, provided us with the
originals.

In 1999 the Association registered
the name Transverse Myelitis
Australiaand al mail we send out
goes to members across Australia
who we have on a separate database.
The Association has Member
Networks and there are local and
regional forums throughout
Queendand where al members
(including members with TM) come
together around issues that are
impacting on their lives as a result of
living with a disability. Thisincludes
issues of accessto services and the
environment (built and natural),
health issues, and equipment issues.
These are very dynamic gatherings
and provide great linkages with all
members across alarge state. Asan
organisation of 40 years we take a
long-term view to raising awareness
and build on each awareness
campaign the following year.

National Radio Interview (RTE)
with Pat Kenny

Hello to everyone and greetings
from Ireland. On Monday May 8",
RTE Radio Telefis Eireann, which is
our National Radio and Television
Service, came to my hometown,
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Westport, to stage a public
awareness meeting on “the Future of
Broadcasting in Ireland.” These
meetings, which are being held at
various venues around the country,
are part of astrategy by RTE to
promote their station and to get
public opinion on the programs

IRELAND

Creating TM Awareness
Ann Moran
annmoran@gofree.indigo.ie

being shown and listened to on RTE.
| went along to the meeting because,
since returning from the TMA
Symposium in Segttle, | have wanted
to get some awareness out there into
the public in Ireland. But | had not
done anything about it and had
become annoyed with myself. So,
when | discovered that RTE was
coming to Westport, and that Pat
Kenny was aso coming, | just knew
| had to go to the meeting. | must
explain now about the RTE people
who were at the meeting. There was
apane of six people who were
producers and/or presenters of
programs, both on TV and radio.
Other reporters and presenters from
thewest of Ireland were aso in
attendance. But the most important
person was Pat Kenny. Pat is one of
RTE's, most popular presenters. He
hosts aweekly TV program of chat
and entertainment called “The Late
Late Show.” Healso doesaradio
program called “Kenny Live.” Pat
is such a pleasant person, and |
found him easy to talk with. Heis
well liked here.

| am not so great about speaking out
and was just going to see one of the
producers after the question and an-
swer session. But then | got to
thinking; that was the wrong way to
go about it. So | got up the courage
to raise my hand to put a question to
the panel of producers. | explained

about how | had acquired thisdis-
ability and | described TM.

There was great interest. By talk-
ing out a the meeting, | made al
of the people there, around two to
three hundred, aware of TM. Pat
was actually sitting in the audi-
ence, just two rows from me. And
when | told about my disability
and arequest for an awareness
program interview, Pat turned
around straight away and said that
he would certainly do it and that |
was to talk with his producer after
the meeting. Peat did come and
talk to me himself afterwards, as
well. Hewasvery interested.

He asked me, “so this could hap-
pen to anyone, even me?’ | told
him that TM knows no age or
class differences. It can happen
to anyone.

An interview was to be set up for
the following week. We uncov-
ered another ‘awareness' prob-
lem. The studios, which are
about eleven miles from me, were
found to have three flights of con-
cretestepsup toiit. | guessthat
no one volunteered to carry me up
asthey put the interview off until
the next week, and | was asked to
travel to Galway, which is 52 miles
from mel

Since then | have also done an
interview with one local radio
station, alot of which was about
disability and | did get aplug in
about TM.

Widll, | had my “few minutes of
fame.” | did the interview on the
morning of Wednesday, May
24t All went very well, and |
found that | didn’t have enough
airtimeto tell dl of what | had
planned! | only had about twenty
minutes. | had awhole pile of
notes on the table in front of me,
and | didn’t get to use any of
them. | had butterflies on the
journey to Galway studios, which
is aout 50 miles from my town.

Anyway, | kept quiet calm. My
daughter taped the interview for me,
and when | listened, | couldn’t
believe how confident | sounded.

My other daughter, who is a
reflexologist, was working on aloca
bank manager (doing reflex) when
the interview came on the air, so she
asked if he would mind if she
listened to it while working. He was
interested in hearing it aso.
Afterwards, he said how articulate |
sounded. Okay, Okay, I'll stop being
big-headed!

There were afew calsinto the studio
before | left, so | was able to take
them. | got home around 3 PM and
spent amost al of the rest of the day,
until 10 PM, on the telephone
answering calls about TM. | had the
same feelings with some of these
people, just how we dl felt in Seettle
when we met; the sheer relief of
having some other person to talk to
who knows and understands how and
what you fed like. | even had acall
from the Rehabilitation Centre from
alady who had been recently
diagnosed. We spoke for ailmost an
hour. | think it was also ardief for
her. They had not told her much at
the hospital where she was
diagnosed, and had sent her onto
rehabilitation. Thursday was full of
many calsaso. It feelsso good to
be able to help others, and
particularly thinking back on my
own experiences. | aso spent alot
of time on the telephone on Friday. |
have been contacted by 28 people. |
have given al of these people the
address for the TMA and aso the
tmic. For those who do not have
access to the Internet, | will be
sending them information about the
TMA. | will be keeping in touch
with all of these people.

Center for Independent Living

In 1991/1992 a Center for
Independent Living was started up in
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our capital city, Dublin, with the
help of alady from, Berkeley,
Cdlifornia. She had been in Ireland
on a holiday and could not believe
how people with disabilities had to
cope with everything. She went
home and was thinking about Dublin
all the time, so eventually she
returned the next year, gave up what
she was doing in Berkeley, and
helped to set up the first Center for
Independent Living. The Dublin
Center was working very well. She
then decided to open two more
Centers across the country, one here
in Mayo, the other in Clare.

Mayo Center started up in May of
1995 and | joined them in June of
that year, as aLeader Coordinator
(name given to the person with adis-
ability). My duties were to visit with
all the people who wanted to be part
of a Center for Independent Living
(CIL). Becoming aparticipant in a
CIL offered a person the opportunity
to work with a Personal Assistant
who would assst them in living a
more independent life, and aso help
to take some pressure off of their
families. We were able to get
Personal Assistants into the Cheshire
Foundations (Institutions). This
caused afew problemsaat first with
the staff in the homes, but now it is
acceptable. The Personal Assistants
have helped to provide a new lease
on lifeto alot of people; people who
have often not had a say about their
lives, or never been outside an
ingtitution, or had always been told
what they could and could not do.
We have two Personad Assistantsin
Mayo.

There were also people who lived at
home, and were cared for by their
families. Many of these people aso
lost agreat dedl of their
independence, becoming very
dependent on their families. Asa
result of the Centers for Independent
Living, many of these people have

had a chance to become part of
society. Some have found part-
timework. Having the
opportunity to leave their home
environments, get out into their
communities, and see how other
people live their lives, has made
such a difference to many.

There was a 22-year-old man
who had aways lived a home
and rarely went anywhere. When
| first started to visit him, | could
barely hear him speak, because
he was so shy. | would haveto
coax him and keep asking him
questions just to be able to get
him to talk. Two years later he
realy surprised me by giving a
thank you speech to our Program
Manager. It was short but it was
such ajoy to hear. He now
works three days aweek and
livesin an Independent Living
Unit on the grounds of a Cheshire
Home. He has complete control
over how helives hislife.

Things are still going very well
with Centers for Independent
Living. We have an on-going
battle with the Government to
make permanent funds available
for this very necessary service,
one which is considered a norm
in other European Countries. At
the moment itisrunon a
Community Employment
Scheme, which means that people
who want to become a Personal
Assigtant have to be unemployed
for ayear before they can take
thisjob. Also, when they have
completed ayear working, if they
are less than 35 years of age, they
again have to relinquish their
roles as a Personal Assistant until
they are unemployed for another
year. The Leaders (PWD) then
have to find another PA. This
can be very distressing for some
people, asthey have gained trust
in this person, and they now have

to start over with anew PA. |,
mysalf, had to leave the scheme after
three years. | have just started back
with the group about five weeks ago.
| do alot of my work from home. |
am able to work out my own time
schedule and try to visit everyone at
least twice amonth. The rest of the
time we keep in touch by telephone.
AsMayo isalarge county, and the
roads are not good, it can take an
hour and a half to travel fifty miles.

| sometimes have to do more than
one hundred milesin asingle visit.
We are currently working, along
with other disability organizations,
under the flag of Disability
Federation of Ireland (DFI). | had a
meeting Tuesday with my Program
Manager, who has asked me to apply
to DFI to form a Support Group for
TM. Thiswas wonderful news, as|
may be able to get alittle funding to
help with phone calls and postage. It
will give us an opportunity to appeda
for funding for TMA and will also
create more awareness about TM.

StarsFor A Brighter Future: Rais-
ing Fundsfor TMA

| am making a quilt in order to raise
fundsfor the TMA. | announced this
project on the TMIC by requesting
that people make blocks of 12 and a
half-inch square depicting stars. Any
star pattern will be acceptable. The
colours | have chosen are
predominantly blues and creams. |
have chosen to name the quilt “Stars
For A Brighter Future.”

It was suggested on the TMIC that
the Quilt be auctioned over the
Internet. Thisisagood idea, but if |
am going to pursue this approach, |
will need assistance from someone
who has had previous experiencein
doing this type of auctioning.
Another option would be to hold a
raffle for the quilt. We will have
plenty of time to think about this, as
it will take awhile to get it together.
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Members of my quilting group have
offered to help me to sandwich it and
get it ready for quilting. 1 will takes
pictures of the quilt when it is
completed and will send them to Jim
to post on our web site for everyone
to see. If you would liketo
contribute a block for the quilt,
please contact me viaemail. | would
encourage as many people as
possible to participate in this project.
| would redlly like for thisto be a
truly international quilt by having it
composed of blocks from our TMA
members from all over the world!

My best to everyone,
Love, Ann, in arainy Westport
annmoran@gofree.indigo.ie

On Saturday, May 27, 2000 the third
meeting of the New Y ork Transverse
Mysdlitis Awareness Group was held
a Ben's Delicatessen and Restaurant
in Bayside, Queens. The luncheon,
support-group meeting marked the
first anniversary of the New Y ork
State Resolution and Proclamation

of Transverse Myelitis Awareness
Day. Onthis specia occasion, fifty
persons attended the meeting,
including TM members and their
families and friends from al over the
New York region. Some of the
attendees traveled from asfar as
Newark, New Jersey and Madison,
Connecticut.

Dr. Douglas A. Kerr, aco-director

NEW YORK

NY Transverse Mydlitis
Awareness Group Meseting
Pam Schechter
(718)762-8463

and distinguished neurologist at
Johns Hopkins Transverse
Myelopathy Center at Johns Hopkins
Hospital in Batimore, MD had
kindly consented to be our guest
speaker. Fortunately for us, he was

able to attend the meeting
because he had a previous
engagement in the area.

The mesting began with
introductions; | wanted Dr. Kerr
to meet our NY TMA members,
and some of the attendees were
meeting each other for the first
time, aswell. After the luncheon,
Dr. Kerr began hisformal
presentation. He opened his
remarks with a description and
anatomy of the spinal cord and
the definition of TM and how it
effects the spinal cord. He
discussed the four major
symptoms associated with TM,
which include weakness,
numbness, bladder and bowel
dysfunction and pain. His
comments were a general
overview of the disease before
getting to the more specific
aspects he wished to discuss.

He remarked that most patients
with TM have spasticity while a
fair number of them also have
pain dueto theillness. He further
commented that both symptoms
may interfere with recovery and
with quality of life. He explained
that spasticity often makes it
harder to move about or to use
one's extremities in a coordinated
way. Many medicines are
prescribed for these conditions,
but unfortunately, he said the
doses may be inadequate or in
suboptimal combinations and
have troubling side effects, such
asfatigue. He went on to say that
at Johns Hopkins, a novel
approach is employed and may
be appropriate. A small catheter
from a subcutaneous pump is
inserted directly into the fluid
space which bathes the spina
cord. Thismethod can
administer medicines directly
into this fluid either for pain
control or for relief of spadticity.

The medicines do not travel
throughout the body and so there are
fewer side effects. Patients
frequently report good to excellent
results and wish they had started
using the pump sooner as a means of
pain/spasticity management. Dr.
Kerr aso emphasized that this
procedure should be done only by
experienced doctors or at large
hospitals and/ or amgjor university.

Dr. Kerr explained that TM is mostly
aone-time occurring illness unless
there is an underlying condition, such
as Lupus or Multiple Sclerosis and
then TM can become arelapsing or
reoccurring condition. He
categorized TM as an auto-immune
disorder which occurs when the anti-
bodies produced by the immune
system to fight foreign substances or
viruses, instead attack the cells they
were produced to protect causing
foca inflammation a one leve of the
spinal cord. Dr. Kerr said that TM
can happen a any age and nor is it
gender or racialy specific.

Dr. Kerr then posed a question for
the group. He asked, “how many
patients were diagnosed with TM at
the onset of the illness versus how
many were diagnosed much later?’
At least haf responded to a later
diagnosis. He explained how we can
better educate our doctorsto TM by
providing them, for example, with
information from the Johns Hopkins
Transverse Myelopathy Center
website or the TMA website. Dr.
Kerr feels very strongly that you
should not remain with a doctor who
does not take an ongoing concern and
interest in providing you with the
best and latest treatments for TM.
At this point in the discussion, many
members who had come especially
prepared to ask Dr. Kerr general or
persona questions about TM
proceeded to do so. Some questions
concerned the use of the
subcutaneous pump and who might
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benefit fromit. Dr. Kerr replied that
the pump would only help those
where the inflammation effected the
lower extremities. He said it would
not benefit those with shoulder and
hand involvement. Another member
wanted to know if new treatments or
drugs would help those with a long-
standing TM condition. Dr. Kerr
replied that, yes, it would aso help
and benefit those who have had TM
anumber of years. One of the
members told of taking a
prescription drug to lower her
cholesterol, but instead worsened her
TM condition. Dr. Kerr explained
that you have to be very careful
about the prescription or over-the-
counter drugs you take because some
of the side effects may cause muscle
weakness. Other questions were
about whether vaccinations or flu
shots can cause TM. Dr. Kerr said it
was possible athough he didn’t
know of any studies being doneto
support this. An unusual question
asked by a concerned parent of a
seventeen-year-old daughter who
had TM for two years wasiif there
was a possibility that, as happened in
her daughter’ s case, temperature
sengitivity could be lost on one side
of the body. Dr. Kerr replied that
this was possible but quite rare,
because temperature sensitivity loss
usually effects both sides of the
body. Another interesting question
was posed, “Isthere a difference
between the lesion of TM and that of
MSasseenonan MRI?’ His
answer was, “No, under a
microscope, the lesions would ook
thesame.” Another member asked
whether after six months or longer,
would scar tissue show up on an
MRI to indicate the presence of TM.
He replied that, yes, it can depending
on the damage done to the site.
Generaly, Dr. Kerr stated that, for
example, a somato-sensory evoked
potential test, urodynamic testing for
impaired bladder function, spinal
taps done to show any inflammeatory

response, will come up positive
for TM. He aso suggested
seeing a neurologist who
specidizesin MS or
demyelinating disorders. In order
to follow Dr. Kerr’s presentation,
each member received
comprehensive literature obtained
from the Johns Hopkins
Transverse Mye opathy Center
Website. There was literature
thoughtfully supplied by Debbie
Capen, aTMA Officer, which
included a guide to disability
rights laws, TMA brochures, and
anews release about the TMA
celebration of five years of
service.

The consensus of the members
was that this meeting was a great
success. Our specia thanks to
Debbie Capen, Secretary of the
TMA, for coming al the way
from Californiato attend our
modest luncheon and especialy
for bringing her ddlightful friend
and companion, Lori Biehler with
her. We wish particularly to
thank Jude Dudow for the
tremendous job she did in helping
us organize the meeting and
performing all of the tasks
necessary for a successful
meeting. Our thanksto al of the
TM members who came to the
meeting and asked such
thoughtful and pertinent
guestions of Dr. Kerr. And most
of al, our heartfelt thanksto Dr.
Douglas Kerr for his generosity,
kindness and incredible
knowledge that he so willingly
shared with al of us.
Participantsin the TMIC had
been expressing a need to follow
on Pam Schechter’s lead in New
York and request our state
legidatures to designate a TM
awareness day in states around
the country. In deciding the
appropriate date, we, again,
followed Pam’ s efforts and

attempted to have June 6" be
identified as TM awareness day. |
approached my state representative
with this request. By Concurrent
Resolution No. 74, the Ohio Genera
Assembly has recognized June 6,
2000 as Transverse Mydlitis Day in
the State of Ohio. The Resolution
was sponsored by Representative

OHIO
June 6, 2000, Transverse

Myelitis Day in Ohio
Richard J. Boyle

Ron Gerberry from the 65th House
Didtrict. The purpose of the
resolution is to heighten the public’'s
awareness of TM. It recognizes the
serious need we have to educate the
public and the medical profession
about Transverse Mydlitis. The
resolution also recognizes Rachel
Dorocak. Rachel contracted TM
when she was six months old.

Rachel celebrated her first birthday
this past March. Her brothers, Kevin
and Matthew, initiated the Reading
for Rachel Program to honor their
sister. The resolution recognizes the
wonderful efforts of the Dorocak
family in raising money for T™M
research.

When Rachel first got sick last
October, we were in such a state of
shock and sadness for our baby girl.
She was only six and a half months
old when TM struck, right when she
was just beginning to become
mobile. Life had been so good, and
overnight all that changed. At the
beginning we saw improvements
come very quickly and so we were
very hopeful for arecovery. But
Rachel’s progress dowed and we
realy had to face the redlity of our
situation and as afamily we wanted
to do something positive for Rachel
and for others who have Transverse
Myelitis. More than anything, we
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Reading for Rachel
Cathy Dorocak

wanted a cure for TM so that other
families would not feel the same pain
and suffering that our family had to
endure.

Our sons, Matthew (age six) and
Kevin (age four) thought of the
actud fund-raising event, called
“Reading for Rachel,” where all
funds collected would go towards
research to find acure. Weall
needed to channel our energiesin a
positive manner and the boys wanted
this to be the best 1t birthday present
they could ever give Rachd! ... And
it was.

The first thing we did was come up
with aletter that the boys helped
write. It talked about what happened
to their sigter, Transverse Mydlitis
and how families could help. We
asked kids in the community to read
as many books as they could during
the month of March 2000, the month
Rachel would celebrate her 14
birthday. We also requested that
they ask friends and family to
sponsor them for a certain amount
per book they read. At the end of the
month, we asked them to collect
from their sponsors and send the
money they collected to the
Transverse Mydlitis Association,
referencing “Reading for Rachel.”
At first, we emailed our own
personal friends and family but also
asked them to pass the email to as
many people asthey could. In
addition, we got support from the
local school system, by having
information about the “Reading for
Rachel” program included in al the
school newspapers. The preschool
PTA, an organization we are very
involved in, as well as Matthew’s
school, put al the materias (letter,
reading list, sponsor form) either in

its newdetter or in the student’s
book bags to take home.
Matthew’ s school was very
supportive; alowing usto talk to
the studentson alive TV
broadcast that featured Rachel,
Matthew and Kevin. They even
simultaneously sponsored another
program called “Reach for the
Stars for Rachel” where kids
could buy stars for 25 cents each
and decorate them with their
name or other designs. These
starswere hung al over
Matthew’ s school showing
support for Rachel.

In addition to promoting the
program in the local school
system, we contacted the local
newspaper to do a story about
Rachel and take her picture so the
kids in the community could see
whom they were helping. We
made the front page with avery
large story and even larger
picture! Rachel was also on the
locd CBS news following the
airing of Cody Unser’s story on
48 Hours on March 2d, The
timing was perfect since the local
newscast made reference to the
fund-raiser and aso gave out the
TMA website address where the
“Reading for Rachel” materias
were available. Our church was
also supportive, providing
information about our fund-raiser
in the church bulletin.

We have received so many
wonderful notes and words of
encouragement from so many
people around the country during
this process and above dl, we are
so very proud of our two sons.
The fund-raiser has raised over
$6,000 for TM research and this
isjust the beginning! We will be
planning for another “Reading for
Rachel” campaign for March
2001 and hope to get the support
of many more school systems

throughout the country. Not only did
we raise funds; we have also raised
awareness of Transverse Myditisin
our community - something we have
been thanked many times for doing.
In addition, this whole project has
taught a valuable lesson about
helping others in need to so many
young people. Together, we can
make a difference!

Asyou read earlier in this newdetter,
the Reading for Rachel Program was
atremendous success! Considering
that we initiated the program with
about one month of preparation and
were somewhat limited in the
geographic scope of our
communications, we were able to
raise significant dollars for The
Transverse Myelitis Association. All
of the money raised by the Reading
for Rachel Program is designated
exclusively for the purpose of
funding TM research. And asyou
are aware from Dr. Irani’ s article,
TM research is dready being

The Reading for Rachel
Program: Help UsFund TM
Research

Cathy Dorocak, National and
International Chair of the
Reading for Rachel Program

performed at the Johns Hopkins
Transverse Myelopathy Center. Itis
imperative that we raise significant
dollarsin order to further this
research and to attract other
researchers into the specific study of
the causes of, and treatments and
cures for Transverse Myslitis.

The Reading for Rachel Program
represents the first significant
activity of the TMA designed for the
purpose of raising research funds.
We have been so delighted by the
positive response to Matthew and
Kevin's efforts that we have decided
to roll out the Reading for Rachel
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Program nationally and aclassroom teacher, if you are sociated with the internationa mail-
internationaly. active in a parent teacher ings. Assome of you are aware,

We need your help! We are looking
for Ambassadorsfor the Reading for
Rachel Program. Ambassadors play
acriticd role since they will be the
local contacts for this very important
fund-raising effort. Thereis
significant competition for good
cause dollars. When individuals are
deciding what causes and
organizations they wish to support,
they have many from which to
choose. People support
organizations that they know and
they support causes in which they
have a persona understanding and
an emotiona tie. Asan
Ambassador, you are the person in
the personal with which individuas
will identify. Rachel’s story has
definitely motivated a great deal of
empathy in people and her
experiences have touched many in
the TMA aswell. But people who
have no knowledge of TM will more
easly relate to a person they know
of or who livesin their own
community. It brings TM that much
closer to home.

Asan Ambassador, we are asking
you to promote the Reading for
Rachel Program in the schoolsin
your community. In order to
effectively promote the Program, we
need to organize our effortsthis
summer and very early in the school
year. School districts and classroom
teachers do much of their planning
and scheduling in advance of the
school calendar year. The Reading
for Rachel Program will be
competing for classroom time with
many different activities, from
science fairs to other fundraising
efforts. If teachers are going to
consider our Program, you are going
to need to reach them early.

If you are a school administrator or
work for aschool district, if you are

organization or association, if
you have children in schooal, if
you are aretired school
employee, we need you to
become an Ambassador for the
Reading for Rachel Program.
Working with and through
people in the schools with whom
you have existing relationshipsis
the most effective way to
promote the Program. But
please do not hesitate to appear
at digtrict offices where you do
not know anyone; you may find
sympathetic and supportive
people even where there are no
persona relationships.

Gunny is serving as the Reading
for Rachel Program
Administrative Coordinator.
Should you wish to become a
Program Ambassador, please
contact Gunny as soon as
possible.

Richard J. Boyle

4843 Westchester DR 207

Y oungstown OH 44515
Phone number: (330)797-9465
GUNNY0011@AOL.COM

Gunny will provide you with the
instructions you will need to
promote and initiate the Reading
for Rachel Program in the
schools in your community. We
are grateful for your participation
in the Reading for Rachel
Program. It isour great hope
that this research will result in
more effective treatments and a
cure for Rachel and for dl of
you!

One of the most interesting and
exciting developments of the
TMA has been our growing in-
ternational membership. Along
with this excitement has come a
concern for the costs that are as-

Pauline and | made an attempt to so-
licit support from Sarah Ferguson
when we met her last year. We have
not heard back from her; we will
only be relying on Sarah for weight
loss. My next attempt at soliciting

A Growing I nternational
Membership; And Thank You,

Errol

assistance was aletter | wroteto the
executive director of the World
Hedlth Organization. | did not ask
for money; | requested any assis-
tance they might offer mein finding
organizations that could assist usin
thisarea. They never answered me.

| sent an email message to Errol
White seeking assistance. Errol
answered.

Errol isaTMA member from Aus-
tralia If you are amember of the
TMIC, you aready know Errol very
well. We have arelatively large
membership from Australiaand New
Zedland. Errol very gracioudly of-
fered to take the responsibility for
reproducing al of the TMA newdet-
ters and directories for our members
in Australia and New Zedland and
for mailing them. As printing and
postage remains the most costly ex-
penses for the Association, he has
saved the TMA a substantial amount
of our operating budget. We wanted
to take this opportunity to thank
Errol for his kindness and to recog-
nize his contribution of time, energy
and money to the TMA. Actualy,
Errol offered to handle the mailings
for TMA membersin Australiaand |
asked him if he would also take on
New Zealand. He was kind enough
to accept my request. Errol, | know
Austraia and New Zedland are dif-
ferent countries; from Ohio they
look like the same neighborhood.




The Transverse Myelitis Association

Page 45

Thank you, Errol!

We are seeking other volunteers to
assist the TMA with these important
mailings of newsdletters and
directories. The savings for the
Association would be substantial
since the postage costs for our
international mailings are quite high.
Our largest concentrations of
members for the international
mailings are from Canada and the
United Kingdom. We aso have an
increasing membership in India. If
you are interested in assisting the
TMA by volunteering to help with
these mailings, please let me know.
We would be very grateful for your
help. In order to facilitate this work,
you will need to have Internet access
so that we can communicate via
email. Please contact me at
srulyosef @aol .com.

Our latest international member is
from Mauritius Idand in the Indian
Ocean. Thank you, Jm Lubin; it is
your web site that has made this
international membership possible.

The TMA international membership:

Argentina
Audrdia
Bangladesh
Belgium
Brazil
Canada
China
Denmark
France
Germany
Greece
Holland
Hong Kong

India
Ireland
Israel
Italy
Japan
Korea
Mdaysa
Mauritius Idand
Mexico
Netherlands
New Zealand
Norway
Pakistan
Panama
Peru
Portugal
Romania
Russa
Saudi Arabia
Scotland
Singapore
South Africa
Span
Sweden
Switzerland
Turkey
UK
Uruguay
USA
Venezuela

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

The TMA on the Internet |

srulyosef @aol.com or
ssiegel @mysdlitis.org

Automated Info reply:
info@myelitis.org
Membership related:
member ship@myelitis.org
Newsletter related:
newsetter @myselitis.org
TMA Survey related:
survey@myelitis.org

Web site related:
webmaster @myelitis.org

The following are some of the TMA
web pages:

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

http://ww.myeélitis.or g/tmic
TMIC Home Page

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

http://www.myelitis.or g/tmic/
members

Members photos and links to
members home pages

The Transverse Mydlitis
Association 1999 Statement of
Financial Activities (in USDallars)

Paula L azzeri

The following tables present The
Transverse Myelitis Association An-
nual Report for 1999. The TMA
Genera Fund column presents all
funds received and expended directly
by TMA asrecorded in the Associa
tion’sfinancial account. The Total
Donations and Expenses to Benefit
TMA column is presented to help
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convey the total costs of providing TMA member services during 1999. This column includes funds/activities re-
ported in the TMA Genera Fund as well as non-reimbursed expenses paid by members of the Board of Directors.
These non-reimbursed expenses a so are shown as Donations made by Board of Directors under Revenues. The
Donations made by Board of Directors line item presents the amount of funds spent by members of the Board of
Directors that were not reimbursed by the TMA General Fund.

TMA General Fund  Total Donations and Expenses

to Benefit TMA
Revenues
General Charitable Donations 15,398 15,398
iGive.com Donations 610 610
amazon.com Donations 35 35
Symposium Fees& T-shirt sdes 14,285 14,285
Symposium Donations 2,900 2,900
Donations made by Board of Directors 11,556
Total Revenues 33,228 44,784
Expenses
Checks 31 31
Computer Software & Virus Protection - 158
Domain Address Subscription (myelitis.org) and Website 234 429
Internet Access - 790
Mileage & Parking - 123
Office Supplies - 1,213
Postage and shipping 1,789 4,869
Printing/Copying 2,538 2,717
Secretary of State Fees 10 10
Telephone & Fax - 1,471
TMA PR (Bellingham & Baltimore) - 1,740
Symposium & Board Meeting - -
Advertisement in Neurology publication 114 114
Board of Directors Fees, hotel, etc. - 2,260
Cake 64 64
Doctor/Presenter reimbursement for travel, hotel/meals 2,764 2,764
Hotel - meeting rooms, coffee, and event meals 11,167 11,167
Name tags/notepads - 307
Printing/Copying 2,193 2,231
Refunds 125 125
Transportation 400 400
T-shirts 631 631
Video tapes 100 100
Total Expenses 22,159 33,715
Net Income $11,069 $11,069

Transverse Mydlitis Association 1999 Statement of TM A General Fund Account Balances

1998 End Balance 9,668
Add 1999 Deposits 33,228
Less 1999 Expenses 22,159
1999 End Balance $20,737

We would like to express our deepest gratitude to the persons and the organizations that support the work of The
Transverse Myedlitis Association. It isthrough their generosity that we are able to offer services to our membership;
they also make possible the expansion of servicesto our existing and future members. The following persons and
organizations made donations to The Transverse Mydlitis Association in 1999. The donations made by members of

the Board of Directors include non-reimbursed expenses.
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Transverse MyelitisAssociation
1999 Donor Recognition

Paula L azzeri

$5-25

Susan Artiga

Pamela Ashcom
Virginia Barnitz

Donna Baumgartner
Frederick Beiner
Richard Chassee
Congregation Beth Tikvah Rabbi
Fund

Cox Motor Co., Inc.
Sandra Deming

Edward Eaton

Terry Gregory

Phyllis Haney

Patrick James

James Martin

Diane Mayer

Phyllis McGairk
Elizabeth Morris

Mary & Benjamin Morris
Jacque Moster

Doris Phinney

O.L. Puccini

Richard Renner
ThelmaRollins

Joseph Romagnano
Barbara Rozul

Susan Shalda

Sherman & Barbara Siegel
Deborah Stephens
Phyllis Stevens

Eileen Sutherland
Barbara Synhorst Libby
Y. Trapp

Margherita Wang
Janice Y oder

Evon Young

$25-50

Charles Appley

Danid & BarbaraCole
Scarlet Cox

Ruth Dreyer

Monica Duebner
Judith Filler

Margaret Ingman
Roland Johnson
Jackie Landry

Audre Nicholas*
D.J. Pendall

Nellie Reyna

Stan Riddle
Charlene Schapker
Maria Scott
Norman Shafran
Mildred Vaughan

$50-100

Robert Alex
Bruce & Janet Andrews
Charles Burress
Carmen Cottrell
Raymond Farr
Sian Foulkes

Jill Hammond
Wendy Henderson
Roger Livingston
Judy Mayo
Dorothy Monahan*
Marie Waker

$100-200

Lisa Andrews

Lawrence Dubow

Hargrove Construction, Inc.
Omnitronix, Inc.

J. Vincent O'Reilly

Buddy and Shauna Pdltier
United Way (King County, WA)
United Way (Wyoming Valley,
PA)

$200-300

Gail Buch*

Maureen Wroblewski*

$300-400

Debbie Capen

Frank & Janet Hargrove
Hart Crowser, Inc.
Paula & Myk Lazzeri

$500-700

Attachmate Corporation
Cyril Mansperger
Joseph K opistecki
Esther Stone

$700-800
Anchor Enviromental, L.L.C.
Johnson International, Inc.*

$1,500-2,000
M edtronic*
Wal-Mart Foundation

$4,000-5,000
Dick & Deanne Gilmur

$5,000-6,200
Claddagh Foundation, Inc.
Sandy Siegdl & Pauline Habib

Contributionsthrough MA United
Way (Exact amount unknown)
Carla Lecompte

Pauline Moran

*Those who made specific
donationsto the First I nter national
TMA Symposium

The TMA does not endorse any of
the medications, treatments or
products reported in this newd etter.
Thisinformation is intended only to
keep you informed. We strongly
advise that you check any drugs or
treatments mentioned with your
physician.
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The TMA Children’sand

Family Network Directory

The Transverse Myelitis Association
is developing a Children’s and Family
Network Directory that will only be
provided to parents of children with
TM. The purpose of the Children’s
and Family Network Directory isto
provide a safe means for parents to
support other parents and for parents
to find other children for their children
to communicate with and build
friendships/supports with peers.
Please note that the Children’s and
Family Network Directory is till
under development and has not yet
been published. Our goa isto also
publish annual updates to this
directory. Thisdirectory will only be
sent to those TMA members who
have registered for and are included
in thisdirectory. We know thereisa
need for thisinformation, becauseit is
frequently requested from both
parents and children. Please take the
time to send us the following directory
information:

Parents Names
Street Address
City, State/Province
Country, Zip or Postal Code
Home & Work Phone & Fax
Parents’ Email Address
Child’'s Name
Child’s Email Address
Child's Age a Onset of TM
Y ear of Onset of TM
Spinal Cord Level of Effect

Y ou can send the information to
Sandy Siegel either through the
postal service or the Internet.

The Transverse Mydlitis
Association Medical Advisory

Board

JamesBowen, MD

Assistant Professor of Neurology
and Assistant Professor of Rehabili-
tation (adjunct), Director of Neurol-
ogy Services for the Multiple Scle-
rosis Center, Director of the Multi-
ple Sclerosis Research Center, Uni-
versity of Washington

DouglasA. Kerr, MD PhD
Assistant Professor, Departments of
Neurology and Molecular
Microbiology and Immunology, The
Johns Hopkins Hospitdl ; Co-
Director, Johns Hopkins Hospital
Transverse Myelopathy Center

CharlesE. Levy,MD

System Chief, Physical Medicine
and Rehabilitation Service, North
Florida/South Georgia V eterans
Health Service; Assistant Professor,
Department of Orthopaedics and
Rehabilitation, University of Florida

JoanneLynn, MD

Assistant Professor of Neurology,
Multiple Sclerosis Center, The Ohio
State University

The Transverse Mysdlitis
Association Officers

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

Sanford J. Siegel

Vice President & Newdletter Editor
1787 Sutter Parkway

Powell, Ohio 43065

(614) 766- 1806

ssiegel @myelitis.org

Paula L azzeri
Treasurer

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

Deborah Capen
Secretary

PO Box 2084

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

Jim Lubin

Director, Internet and Web Site
PO Box 82433

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