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We are thrilled to introduce you to the 
first employees of The Transverse My-
elitis Association.  After 18 years of 
being an entirely volunteer organiza-
tion, the TMA is professionalizing to 
ensure that our critically important 
work will grow, develop and continue 
into the future.   
 
I am delighted to announce that Chitra 
Krishnan has assumed the position of 
Executive Director of The Transverse 
Myelitis Association.  The officers of 
the Association have been planning for 
this change for a long time.  We’ve all 
clearly understood that having an en-
tirely volunteer organization was not 
sustainable.  It was also abundantly 
clear that we need to grow and develop 
our Association.  It is imperative that 
we attract more clinicians and scien-
tists into our discipline.  We need to be 
able to fund more research and we 
need to be more involved in influenc-
ing the directions and priorities for re-
search.  Our Association is not doing 
enough collaborating with other organ-
izations to take advantage of the op-
portunities that exist by virtue of 
shared efforts and resources.  We need 
to improve and expand our education 

and our awareness programs.  Taking 
our organization to the next level re-
quired us to professionalize; to bring 
on board the people who could make 
all of this critically important work 
happen for our community. 
 
In our discussions about the person 
who would take on this position, 
there was unanimous agreement that 
the person needed to be exactly like 
Chitra.  The person needed to have 
her intellect, her drive, her curiosity, 
her organizational skills, her creativi-
ty, her passion, her knowledge of the 
biology, medicine and research, her 
personal and professional skills, and 
her huge heart.  Thus, to conclude 
this process by actually having the 
person who needed to be exactly like 
Chitra, turn out to be Chitra, is way 
beyond our wildest expectations.  
What we anticipated was that we 
would hire someone and then spend 
months training this person and try 
our best to encourage the develop-
ment of a passion for the cause.  
Having Chitra means that instead of 
spending all of this time and effort, 
and assuming the risk that we could 
create another Chitra, we just got 
Chitra.  If you know Chitra, and 
many of you do, you will understand 
how blessed we are to have her take 
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on this responsibility.      
 
Our organization has always been a 
matter of the heart; my drive and de-
termination comes from my love for 
Pauline.  And thus, from the heart, I 
need to recognize a very special per-
son and a very close friend who made 
all of this possible.  Geoff Treglown 
had transverse myelitis.  He later de-
veloped Parkinson’s disease.  Geoff 
found me and the TMA shortly after 
there was an internet.  We began com-
municating regularly.  Geoff was re-
tired; he had been a science teacher at 
a prestigious boarding school for 37 
years.   
 
Geoff volunteered to take over the 
mailings of our new member packets 
and all of our publications to our mem-
bership in the UK.  As our member-
ship grew in Europe, Geoff took over 
responsibility for those mailings as 
well.  In those early years, the TMA 
had little money to cover the costs of 
printing and postage.  Pauline and I 
were paying for much of this cost out 
of our savings.  Geoff found Lew Grey 
who was able to help Geoff with the 
printing of the materials.  Geoff and 
Lew took over the entire printing and 
mailing operation.  I know that they 
paid for the materials and the postage 
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The Transverse Myelitis Association 
Sanford Siegel, President 

1787 Sutter Parkway 
Powell OH 43065-8806 

 

The Transverse Myelitis Association now has one address to be used for donations and all correspondence with the As-
sociation.  We hope that this consolidation will facilitate correspondence and donations to the TMA.  Please do not send 
any donations to the Redmond, Washington address.  If you have remittance envelopes that you would like to use, feel 
free to cover the Washington address with a label and write in the Ohio address.   We are always grateful for your gener-
ous support.   
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out of pocket and they never asked for 
recognition.   
 
Over time, Geoff became the support 
group leader for all of the UK and Eu-
rope.  When people were seeking in-
formation and support after receiving a 
TM diagnosis, they called or emailed 
Geoff.  He offered guidance and wis-
dom and support to so many people.  
He was such a good man.  Geoff was 
the consummate British gentleman, 
and he was a kind, caring and loyal 
friend. 
 
Geoff had experienced a fall and was 
in and out of hospitals for months.  It 
was such a difficult and frustrating 
time for him.  Geoff was unable to re-
ceive phone calls from outside of the 
country, so we communicated with 
Geoff through letters and post cards.  
Then one morning, I received a phone 
call from Margaret, our support group 
leader in Scotland, and she gave me 
the very sad news about Geoff’s pass-
ing.  I was heartbroken.  I think of 
Geoff all the time and I miss him 
deeply.  All of Geoff’s friends miss 
him.   
 
Shortly after Geoff passed away, I was 
contacted by an attorney who was set-
tling Geoff’s estate.  He told me that 
The Transverse Myelitis Association 
would be receiving a check for 
$300,000.  Geoff’s gift was, by far, the 
largest donation that the Association 
had ever received.  I immediately de-
cided that there would be no greater 
legacy for Geoff than to use his gift to 
ensure that the Association, his Asso-
ciation, would continue to exist well 
beyond the core group of volunteers 
that shared his passion for this work 
and our cause.  Thus, I went to the 
board with this proposal and everyone 
agreed that we should deposit all of the 
money and allow it to earn interest un-
til we were in the right place to profes-
sionalize the organization. 
 
You are changing the world, Geoff.  
When I think about all of the wonder-

ful accomplishments that Chitra 
makes for our organization and for 
our community, I will always think 
about you.  I will remember how 
grateful I am for your generosity and 
how blessed I was to have your 
friendship. 
 
I never had the opportunity to meet 
Geoff in person.  I’m pretty sure I 
would have given him a big hug, and 
I’m fairly certain it would have made 
him moderately uncomfortable.  It is 
so fitting that Chitra had the oppor-
tunity to meet Geoff!  Ann Moran, 
our support group leader in Ireland, 
held a support group meeting and Dr. 
Kerr and Chitra attended and made a 
presentation to our members.  Geoff 
was able to attend this meeting.  I 
saw Dr. Kerr and Chitra just before 
they left for Ireland and I told them 
about Geoff and what an enormous 
contribution Geoff was making for 
our community.  And, of course, 
Chitra was able to meet and spend 
time with Geoff, because this is how 
life works.  Karma.   
 
Chitra received her Bachelor of Sci-
ence in Life Sciences and Biochem-
istry at St. Xavier’s College, Univer-
sity of Mumbai, India in 1997. She 
obtained her Master’s in Health Sci-
ences (MHS) from the Johns Hop-
kins School of Hygiene and Public 
Health in 2001.  She started her jour-
ney with the TMA when she was the 
Research Program Coordinator at the 
Johns Hopkins Transverse Myelitis 
Center (JHMTC) and was most re-
cently the Executive Director of The 
Johns Hopkins Project RESTORE. 
Chitra coordinated all basic and clin-
ical science research activities at the 
JHTMC. She has been trained in the 
diagnosis and treatment of patients 
with TM, epidemiology, biostatistics 
and design and implementation of re-
search studies and clinical trials. 
While a student at the School of Pub-
lic Health, she developed a compre-
hensive health questionnaire and 
evaluation strategy for following pa-

tients with TM. She then created a da-
tabase for this information and man-
aged that database at the JHTMC. This 
allowed her to assist with management 
of TM patients throughout the world 
as they were diagnosed. As Johns 
Hopkins had the only TM Center in 
the world, Chitra developed a very 
specialized expertise in TM and recur-
rent TM. Besides the physicians on our 
medical advisory board, no one has 
seen more cases of TM, worked with 
more patients, or performed more re-
search on TM than Chitra. Chitra is 
extensively published in the area of the 
neuroimmunologic disorders, and par-
ticularly Transverse Myelitis and Re-
current Transverse Myelitis.  
 
While at the JHTMC Chitra served as 
the vital link between The Transverse 
Myelitis Association and the TM Cen-
ter. In addition to her important role in 
supporting clinical care and research, 
Chitra also assisted the TMA in edu-
cating the community about their con-
ditions, symptom management practic-
es, and novel treatment strategies. 
Chitra was responsible for planning 
and organizing the TMA and JHTMC 
symposia.  From the time of her arrival 
at Johns Hopkins, Chitra has been inti-
mately involved in the development 
and planning of our Association’s 
goals and programs.  Chitra was the 
only member of our medical advisory 
board who was not a physician.   
 
Chitra received the first TMA Distin-
guished Service Award in 2004.  The 
best way for me to describe Chitra’s 
contributions to our community is to 
quote from the speech I gave about 
Chitra when presenting her with this 
award: 
 
You can pay a person to learn; you 
can pay a person to perform research 
and to write reports and apply for 
grants. You can pay a person to facili-
tate communications with patients and 
between physicians. There is no 
amount of money you can pay a person 
to make them care. The qualities that 
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search efforts and embracing a sys-
temic approach to understanding the 
diseases and finding new therapies.  
She is also an adjunct Research As-
sociate at Johns Hopkins University 
Department of Neurology and the 
Vice Chair of The Johns Hopkins 
Project RESTORE Board of Ambas-
sadors. 
 
I am also thrilled to introduce our 
community to Hannah Harter, the 
TMA’s Operations Manager.  Han-
nah will be involved in running the 
day-to-day operations of the organi-
zation, ranging from project manage-
ment to administration and human 
capital.  Hannah will be working 
closely with me and Chitra to chart 
our future growth and strategic re-
sponse to an ever-increasing demand 
for the organization’s services.  She 
will be working closely with our 
community, academic partners and 
the Board to develop and maintain 
the sense of community in our organ-
ization – among officers, board of di-
rectors, medical advisory board, sup-
port group leaders and members.  
Working with the management team, 
she will also contribute to the devel-
opment and implementation of or-
ganizational strategies, policies and 
practices.  
 
In High school, Hannah started par-
ticipating in international volunteer 
work and fell in love with traveling 
and became passionate about helping 
the world around her.  She spent her 
summers in Juarez, Mexico building 
houses for impoverished families liv-
ing in the barrios and in Minsk, Bela-
rus putting on summer camps for 
Belarussian youth.  
 
After graduating high school, Han-
nah decided to postpone starting col-
lege to take a year off to do volunteer 
work in Kenya.  She lived in East 
Africa’s largest slum for nine months 
working in an HIV/AIDS clinic, 
where she worked in the pharmacy 
distributing anti-viral medication to 

Chitra brings to her position have a 
value that cannot be measured in dol-
lars and cents. Her commitment to the 
TM community goes well beyond the 
responsibilities defined by her job. Her 
impact and her service to our commu-
nity are truly extraordinary. I know 
that when Chitra came to the Johns 
Hopkins TM Center, she was thinking 
she was taking employment at a job. 
That idea has long since disappeared. 
Chitra’s work is about her ideals, her 
values and her heart. Chitra isn’t 
about making a living. Chitra has 
joined the crusade. I can see it in her 
eyes when we are talking about a sick 
child, or an adult who is suffering with 
severe depression or with horrible 
pain. I hear it in her voice when we 
are sharing our disappointments about 
not being awarded a grant for a study.  
Her enthusiasm for her work is about 
the people. She loves the people in our 
community. It would be difficult to find 
a person as bright and creative as 
Chitra. It would be difficult to find an-
other person who is as highly motivat-
ed. It would be a challenge to find an-
other person who is as organized and 
as good a communicator. But it would 
be absolutely impossible to find anoth-
er person who brings the heart and 
spirit that Chitra brings to her work.  
 
Currently, she is the Director of 
Knowledge and Learning at Ashoka 
Changemakers.  Ashoka is a citizen 
sector organization that strives to 
shape a global, entrepreneurial, com-
petitive citizen sector: one that allows 
social entrepreneurs to thrive and ena-
bles the world’s citizens to think and 
act as changemakers. To ensure that 
the leading ideas for social change are 
fully developed and sustained, Ashoka 
identifies and invests in leading social 
entrepreneurs and help them achieve 
maximum social impact. In her current 
role at Ashoka, Chitra is uniquely po-
sitioned to share and leverage innova-
tive solutions that change the land-
scape of how rare diseases are studied 
and treated globally by bringing visi-
bility to innovative collaborative re-

patients.  While there, she also 
coached a girls’ soccer team and 
taught English at a community center 
for Ethiopian and Somali refugees.  
Her time in Kenya inspired Hannah to 
return to the US, attend college, and 
pursue an education in international 
development.   
 
Hannah graduated from the University 
of Colorado in 2009 with a degree in 
Anthropology and a minor in Econom-
ics.  Shortly after graduating, she was 
hired by an international capital fi-
nance company in Washington, DC.  
After working as the Office Manager 
for eight months she was given the op-
portunity to head a project in Kuwait 
City, Kuwait.  With one month’s no-
tice, Hannah moved to Kuwait and 
managed an internationally-certified, 
six-month training program for Ku-
waitis working in the aviation field.  
As the only staff in Kuwait, Hannah 
was in charge of all the aspects of the 
training program, including marketing, 
registration of students, arranging 
course material, daily scheduling, at-
tendance, and coordinating with the in-
ternational course instructors.  
 
Upon the successful completion of her 
project at the end of 2010, Hannah re-
turned to DC and began a new job at a 
start-up tech company, The 
HealthCentral Network 
(HealthCentral.com), where she 
worked as a Project Manager handling 
advertising and sponsorship programs.  
The mission of HealthCentral is to em-
power people with the knowledge and 
support they need to make informed 
decisions, with their doctor, about care 
in order to improve and take control of 
their health and well-being.  Hannah 
was excited to be back in the 
healthcare field and was passionate 
about the mission of the company.  At 
the end of 2011, HealthCentral was ac-
quired by a larger media company, 
leaving many of its employees, Han-
nah included, without jobs.  While 
nervous about the economic uncertain-
ty, Hannah was genuinely excited to 

http://www.ashoka.org/citizensector


The Transverse Myelitis Association Page 4 

paying salaries or benefits and we 
had no overhead costs.  If we didn’t 
raise enough money to support re-
search, we just didn’t.  If we didn’t 
raise enough money to have a work-
shop, we didn’t.  But the organiza-
tion continued to exist.  That dynam-
ic is no longer going to work for this 
organization. 
 
Our current membership more than 
8,800 people and these people come 
from more than 80 countries around 
the world.  We have no membership 
fees and we don’t charge for any of 
our publications.  Our contributions 
in 2010 came from just 495 people; 
we were supported by less than five 
percent of our members.  We are re-
ally grateful to those 495 people for 
their generosity.  But our organiza-
tion will not survive if we can’t make 
the case to 8,800 people that they are 
going to need to get involved in sup-
porting our effort.  There are few or-
ganizations that survive with so little 
support.  There are fewer organiza-
tions that can survive with just vol-
unteer workers.  Every organization 
eventually has to professionalize in 
order to survive.  And just surviving 
is not going to be nearly enough for 
what we need to accomplish.  We 
aren’t going to get a Jerry Lewis.  
We can’t wait for a Michael J. Fox.  
Whether you are financially able to 
help or not, you are going to have to 
get involved in helping to support 
our community.  What we can’t do as 
individuals, we have to be willing to 
make the case to our family and 
friends and ask them to help to make 
a difference.  And the request cannot 
come just once … you have to be 
willing to make the case to them reg-
ularly.   
 
We are blessed to have Chitra and 
Hannah.  Their willingness to take on 
these critically important leadership 
positions is going to change every-
thing about our organization for the 
positive.  If you are looking for a rea-
son to hope, Chitra taking the Execu-

have the opportunity to re-evaluate her 
professional goals and was determined 
to find a job that aligned with her de-
sire to help people and make a differ-
ence in the world.  Her philosophy is: 
if she has to work, she might as well 
make a living helping the world 
around her.  
 
During this time, HealthCentral’s CEO 
introduced Hannah to Chitra Krishnan.  
Four days after their initial conversa-
tion, Chitra contacted Hannah, told her 
about the TMA and presented her with 
the opportunity to get involved.  It all 
seemed to fit perfectly.  Hannah began 
working for the TMA in February, 
2012.   
 
In a very short time, The Transverse 
Myelitis has assembled a top rate team 
to carry us forward as a professional 
organization and to develop our organ-
ization into a leading advocacy group 
for our community.  Our hope and our 
goal is to become a model for health 
advocacy organizations with our ap-
proach to support, education, and re-
search.   
 
Chitra and Hannah’s acceptance of 
these positions is going to have a 
transformational impact on our organi-
zation and our community.  What will 
not change is my involvement or Jim’s 
or Debbie’s work for the community.  
This process is not about our going in-
to hibernation, it is about ensuring that 
the organization will survive and grow 
and flourish beyond the lives of a few 
volunteers.  The benefits from this pro-
cess for all of us will be substantial.     
 
Achieving these benefits is going to 
require that our community take on 
more responsibility for our organiza-
tion.  Jim, Debbie, and I have always 
talked about raising money for educa-
tion, research, and support.  We have 
not raised the kind of money that 
would allow our organization to ad-
vance and grow.  While we lacked re-
sources, our organization’s existence 
was never in jeopardy.  We weren’t 

tive Director position and Hannah tak-
ing on the role as Operations Manager 
is a wonderful basis for that hope.  
Their success is going to depend in 
very large part on our willingness and 
enthusiasm to support their work.  I 
am hoping and counting on our com-
munity to get behind this effort so that 
Chitra and Hannah are able to effect 
the changes that will ultimately im-
prove the quality of lives for the chil-
dren and adults in our community who 
have been impacted by these horrible 
disorders. 
 

 
Stem cells offer the best hope of neu-
rologic recovery in transverse myelitis, 
acute disseminated encephalomyelitis, 
neuromyelitis optica and optic neuritis.  
 
Stem cells are defined as an immature 
cell that has the potential to develop 
into a mature, functioning cell.  In the 
developing embryo, for example, all 
cells are initially stem cells. As the 
embryo begins to grow tissues, those 
stem cells mature into functional cells 
that make organs like the liver, kidney 
and brain (Figure 1 next page - Mike 
Jones [CC-BY-SA-2.5], via Wiki-
media Commons). There are many 
steps cells take in their development 
between the early embryonic stem cell 
stage and the final mature cell stage. 
At each point in their development, 
they become more and more special-
ized toward their fate. The goal of us-
ing stem cells for clinical benefit is to 
take advantage of their potential to 
grow into cells that are missing from 
the patient or need to be replaced.  In 
the case of transverse myelitis, the 
goal is to regenerate spinal cord cells 

Stem Cell Research and the 
Rare Neuroimmunologic 
Disorders 
 

Dr. Michael Levy 
Assistant Professor of Neurology 
Transverse Myelitis Center 
Johns Hopkins Medical Center 
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ticle.  
 
There are other stem cell trials taking 
place in diseases related to transverse 
myelitis, but they do not focus on re-
generation. Rather, these “stem cells” 
which come from the bone marrow, 
are used to modulate the immune 
system in patients who have recur-
rent inflammatory disease, such as 
multiple sclerosis, neuromyelitis op-
tica, or recurrent transverse myelitis. 
The bone marrow contains two types 
of stem cells, those that will become 
immune cells and the rest are called 
mesenchymal stem cells.  
 
Immune stem cells are being studied 
for their ability to reboot the immune 
system in patients with recurrent dis-
ease. The approach is similar to a 
bone marrow transplant in which a 
small number of the patient’s healthy 
immune stem cells are harvested and 
stored in the lab while chemotherapy 
drugs are used to wipe out the rest of 
the immune system. Then the healthy 

that were lost due to inflammation.  
 
The classic teaching in neurology is 
that once you destroy neurologic tissue 
from disease, infection or trauma, 
there is no regeneration. In this way, 
the spinal cord is very different from 
other organs such as the kidney, liver 
and bone marrow which have a re-
markable capacity to regenerate. We 
now recognize that there is some re-
covery by endogenous mechanisms in 
the spinal cord. Endogenous regenera-
tion refers to the ability of the patient’s 
own stem cells to migrate to the site of 
the damage and initiate repair. These 
stem cells originate deep in the brain 
and can travel down to the spinal cord 
when needed. But in the majority of 
spinal cord damage in humans, the 
stem cells that arrive mysteriously do 
not mediate repair and eventually die 
off. There is an effort to understand 
this potential repair mechanism and 
enhance it (see Biogen’s new drug in 
development: anti-Lingo antibody) and 
that is the subject of another review ar-

immune stem cells are replaced and 
the immune system reboots entirely 
from those healthy immune stem cells. 
This approach is not useful for patients 
who have monophasic, idiopathic 
transverse myelitis because those pa-
tients do not have an aberrant immune 
system; rather, those patients have a 
healthy immune system that made one 
devastating mistake in the past.  
 
Mesenchymal stem cells also come 
from the bone marrow but do not be-
come immune cells. In the body, they 
normally turn into fat cells, cartilage 
cells for joints, and bone cells. In the 
lab, we can turn mesenchymal stem 
cells into many more types of cells 
with the right combination of growth 
factors and hormones, including nerve 
cells. The potential for mesenchymal 
stem cells to become nerve cells 
prompted a rush of research into using 
them to regenerate the nervous system. 
Early studies showed that a single in-
jection of mesenchymal stem cells in 
mouse models of multiple sclerosis 
ameliorates the disease. Later studies 
have confirmed those results, but con-
cluded that the effect of the mesenchy-
mal stem cells was on the immune sys-
tem and not due to regeneration of 
nerve tissue. Although not completely 
understood, it appears that mesenchy-
mal stem cells harvested from the bone 
marrow of a patient then injected back 
into the same patient’s bloodstream 
have a calming effect on the immune 
system. Because the cells are coming 
from the patient’s own bone marrow, 
this procedure is very safe because the 
stem cells have the same genetic iden-
tity and still recognize their new envi-
ronment as self. There are essentially 
no long term complications from this 
procedure although bone marrow har-
vesting can be a little painful. Never-
theless, two groups are moving for-
ward with mesenchymal stem cell 
transplantation studies in the United 
States. This follows work in other 
countries where mesenchymal trans-
plantation in multiple sclerosis has 
shown some benefit in modulating the 
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bone marrow following harsh chem-
otherapy for leukemia and have not 
been considered for brain and spinal 
cord regeneration. 
 
Patients have asked if it is possible to 
harvest stem cells from their own 
brain and transplant them into their 
spinal cord. As mentioned earlier, 
adult human brains possess stem 
cells. They live deep in the brain and 
can respond to damage in the nerv-
ous system with limited capacity. 
The problem is there is no reliable 
way of harvesting stem cells from the 
brain without causing significant 
damage. The endogenous stem cells 
make up only a small portion of the 
cells in the middle of the brain so 
they cannot be surgically cut out and 
saved in the lab. To even try could 
lead to significant neurologic disabil-
ity and maybe death. However, Stem 
Cells Inc (Newark, CA) has created a 
line of neural stem cells from adult 
brains, which are purified and trans-
planted into the brains of children 
with Batten’s disease. Although not 
helpful in these children, they proved 
relatively safe and feasible. In De-
cember 2010, Stem Cells Inc re-
ceived approval in Switzerland to 
proceed with a spinal cord injury tri-
al, in which they would transplant 
their adult-derived human stem cells 
into spinal cords of 12 patients, 3 to 
12 months after initial trauma. On 
September 22, 2011, Stem Cells Inc 
announced they successfully trans-
planted their first patient without any 
complications. Their hope is that the-
se stem cells will adapt to their new 
environment and regenerate the dam-
aged spinal cord. 
 
Adult human stem cells are consid-
ered limited in their ability to adapt 
to the environment and develop into 
all of the cells necessary for regener-
ation. In order to make stem cells 
that have a broader capacity to regen-
erate spinal cord tissue, scientists 
turned to two other cell types: fetal 
stem cells and embryonic stem cells. 

immune system. It should be noted 
that mesenchymal stem cells in ani-
mals and humans have never been 
shown to become neural cells. Even 
when injected into the spinal fluid of 
patients, they only appear to interact 
with immune cells in the brain and spi-
nal cord and not develop into neural 
cells. Similar to other bone marrow 
stem cell approaches, there is no po-
tential for regeneration of the spinal 
cord in mesenchymal stem cell trans-
plantation.  
 
A new type of cell from the bone mar-
row has recently been identified and 
named Very Small Embryonic-Like 
Stem Cells (VSEL stem cells) in 2006. 
These cells originate in the bone mar-
row and mobilize after bodily damage 
including brain damage from stroke, 
for example. These cells are released 
into the bloodstream where they pre-
sumably make their way to the dam-
aged area. It is unclear what role they 
may serve in the healing process, but 
their potential for regeneration of brain 
and spinal cord tissue is currently un-
der investigation. 
 
Stem cells live in other parts of the 
adult body as well. Fat tissue contains 
stem cells that have been studied for 
their ability to turn into other cells, in-
cluding cartilage tissue. There is a 
growing industry using fat stem cells 
to replace damaged joints. These fat 
stem cells are similar to mesenchymal 
stem cells in their potential and have 
not been demonstrated to regenerate 
spinal cord tissue. 
 
The umbilical cord is another rich 
source of stem cells. After childbirth, 
many hospitals offer mothers the op-
portunity to bank their umbilical cord 
stem cells for some potential future 
use. One common use for these stem 
cells is for bone marrow transplants in 
siblings with leukemia; in fact, some 
mothers have purposefully borne an-
other child in order to produce umbili-
cal cord stem cells for their sick child. 
These stem cells serve to replace the 

Embryonic stem cells come from the 
early embryo, several days after fertili-
zation of the egg. When the embryo 
initially grows, it divides from one egg 
to two cells, then to four and then 
eight. At this point, each of the eight 
cells has the capacity to become an in-
dividual. In theory, if you separated 
those eight cells and grew them up, 
they could form eight complete identi-
cal human beings. They have the ca-
pacity to become any cell type and are 
therefore called totipotent. After a few 
more days of cell division, a special 
group of cells, that will form the fetus, 
collect as the inner cell mass. These 
are the cells that are harvested as em-
bryonic stem cells (Figure 1).  Typical-
ly, embryonic stem cells for research 
are acquired from in vitro fertilization 
(IVF) labs. These labs help infertile 
couples to have babies by fertilizing 
eggs in the lab and placing them into 
the mother’s uterus. They usually 
make 15-20 embryos and freeze those 
that are not used, usually at the 8-cell 
stage. When the mother decides she 
does not want anymore children, the 
lab offers the mother the choice to ei-
ther destroy the remaining embryos, or 
send them to research labs. In research 
labs, the embryonic stem cells are 
grown under special conditions to di-
vide into more embryonic stem cells. 
Under other conditions, these embry-
onic stem cells can be developed into 
different tissue types. For example, us-
ing a proprietary 42-day protocol, 
Geron Inc. (Menlo Park, CA) devel-
oped a method to develop transplanta-
ble neural cells that resemble oli-
godendroglia, cells that make myelin, 
from embryonic stem cells. Geron was 
the first company in the world to 
launch a clinical trial with human em-
bryonic stem cells. After safely trans-
planting 4 patients with spinal cord 
trauma, Geron unfortunately discontin-
ued their stem cell operations on No-
vember 14, 2011, due to financial de-
cisions. The only other US company to 
develop a clinically useful cell line 
from human embryonic stem cells is 
Advanced Cell Technology (ACT, 
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learn how to manipulate embryonic 
stem cells for clinical use. In order to 
get a “head start” on the process, 
some groups have studied the poten-
tial for clinically developing stem 
cells from a later stage fetus. A later 
stage fetus possesses stem cells 
called fetal stem cells, which are dis-
tinct from embryonic stem cells. Fe-
tal stem cells cannot become any tis-
sue in the body. After the 8-cell 
stage, cells in the fetus are starting to 
become committed to a certain tis-
sue. At each later stage, the cells in 
the fetus continue to develop toward 
that tissue and lose their embryonic 
cell characteristics. The timing of the 
harvest of fetal stem cells is critical 
because if they have not developed 
enough, the cells will not necessarily 
perform the task required without 
further culturing in the lab. If the fe-
tal stem cells are harvested too late, 
they may be too committed to adapt 
to a new environment. Companies, 
such as NeuralStem (Rockville, 
MD), developed a line of neural stem 
cells from a 7-week aborted fetus and 
have obtained FDA approval to 
transplant these cells into spinal 
cords of patients with Lou Gehrig’s 
disease, in order to try to regenerate 
their lost motor neurons and restore 
neurologic function.  
 
All of the stem cell therapy ap-
proaches mentioned above will re-
quire medications to avoid immune 
rejection after transplantation. Just as 
with solid organs, such as transplan-
tation of kidneys or livers, the recipi-
ent’s immune system will attempt to 
remove the foreign transplant unless 
the immune system is suppressed 
with transplant-rejection drugs. But a 
new idea may potentially avoid the 
need for such drugs. The idea is to 
personalize the stem cell for each in-
dividual and create an embryonic-
like cell line from the patient’s own 
DNA. One such approach, called 
cloning, is banned in the United 
States. Cloning involves removing 
the DNA from a patient’s skin cells 

Santa Monica, CA). ACT’s protocol 
pushes embryonic stem cells toward 
becoming specialized cells in the eye 
for patients with macular degeneration. 
ACT is unique among stem cell com-
panies because they harvest their em-
bryonic stem cells by gently removing 
a single cell from an 8-cell embryo 
without harming the other 7 cells. This 
process allows the 7-cell embryo to 
potentially continue its development 
into a full human being and thus 
avoids the politically contentious issue 
of embryo destruction.  
 
Another approach that attempts to 
avoid the politically contentious issue 
of embryo destruction was demonstrat-
ed by International Stem Cell Corp 
(ISSC, Carlsbad, CA) using a process 
called parthenogenesis. Parthenogene-
sis is a method of reproduction found 
in nature that involves the creation of 
an embryo from an egg without the 
need for fertilization, thus creating a 
species of female-only animals. In 
2006, ISSC created a stem cell line 
from a human egg by chemically in-
ducing development without fertiliza-
tion. ISCC created a line of partheno-
genetic stem cell lines derived from ra-
cially and ethnically diverse eggs; cre-
ating a “stem cell bank” that can be 
matched to recipients, which would re-
duce the chance of immune rejection 
of the transplant.  However, partheno-
genesis experimentally tested in mam-
mals tends to create non-viable organ-
isms and the utility of these stem cells 
has been questioned.    
 
Directing development of human em-
bryonic stem cells into tissues of inter-
est is difficult. While some companies 
have managed to create a few lines of 
specialty cells (Geron and Advanced 
Cell Technology, see above), the vast 
majority of cells in the human body 
cannot currently be produced in a dish 
from embryonic stem cells, especially 
for clinical use. The biology of devel-
opment from an 8-cell embryo into a 
full human being is incredibly com-
plex and scientists have only begun to 

and implanting it into an enucleated 
egg. The egg would contain all of the 
DNA necessary for life and would be 
an identical genetic match to the DNA 
donor. In theory, if this egg developed 
into a full human being, it would be a 
clone of the DNA donor. Cloning has 
been successfully performed in ani-
mals, including the famous Dolly the 
Sheep, and many cloned animals live 
normal, healthy lives. But in humans, 
cloning is fraught with ethical issues.  
Americans prefer to avoid these issues 
and have elected to ban the process al-
together. 
 
In 2006, a Japanese scientist found an-
other way to create a personalized 
stem cell line by taking skin cells from 
a donor and exposing the cells to four 
viruses containing particular genes in-
volved in early cell development. The 
skin cells remarkably morphed back in 
time to become embryonic like again. 
These cells are called induced pluripo-
tent stem cells (iPS cells) and they can 
be created from almost any cell, not 
just skin. Left in a dish, iPS cells then 
tended to develop back into an/the 
original cell type but they could be 
forced into another cell lineage using 
the right combination of growth fac-
tors and hormones. In theory, these 
iPS cells transplanted back into the do-
nor would not be rejected because they 
are recognized as self. The problem of 
using viruses to create iPS cells was 
solved when another group showed 
that protein products could be used in-
stead. iPS cells still face a significant 
hurdle for clinical use because by 
messing around with developmental 
genes, there is a risk that these cells 
will lose their sense of maturity and 
develop into a cancer-like cell. Exten-
sive safety studies will need to be done 
with iPS cells before there is any 
chance they can be used in clinical tri-
als.  
 
In summary, interest in using stem 
cells to regenerate the brain and spinal 
cord has exploded over the past 15 
years. Several clinical trials are al-



The Transverse Myelitis Association Page 8 

Similarly, they are transplanting the 
neural stem cells in the optic nerves 
to test their potential to recover vi-
sion after optic neuritis.  Because 
NeuralStem’s neural stem cells are 
already approved for safety by the 
FDA, the translation of these animal 
studies to clinical trials in humans 
will be much faster. The timeline of 
the TM group at Johns Hopkins, as-
suming they find success in their ani-
mal models, is to move to a human 
trial in transverse myelitis and optic 
neuritis by 2014.  
 

Being diagnosed with a neuroim-
munologic disorder such as trans-
verse myelitis (TM), neuromyelitis 
optica (NMO), acute disseminated 
encephalomyelitis (ADEM), or mul-
tiple sclerosis (MS) is a scary thing.  
Add to it the fact that navigating 
your way through the healthcare sys-
tem today can be very daunting.  Un-
fortunately, whether you have been 
diagnosed with a relapsing disorder 
like MS or NMO, or a one-time only 
disorder, such as TM or ADEM, you 
can expect for this diagnosis to, in 
some way, impact the rest of your 
life… so here are some tips to get the 
most out of your experiences with 
your healthcare team! 
 
First and foremost, always remember 
that you are the quarterback of your 
team… no one else is going to take 
the initiative to call the plays.  De-
pending on how your diagnosis has 
impacted your life, potentially you 
will have several players on your 
team, including: a neurologist, urolo-

ready ongoing in the United States and 
Europe evaluating the safety and pre-
liminary efficacy of different kinds of 
stem cells in the treatment of spinal 
cord trauma. None of these trials, or 
any other human trial of stem cells 
published to date, have demonstrated 
conclusive evidence of spinal cord or 
brain regeneration, although that is the 
goal. Many foreign companies have 
websites offering “stem cell trials” for 
treatment of MS and other neurologic 
disorders, but there is little or no sci-
ence to back up their claims. At the 
Panama Stem Cell Institute, for exam-
ple, the doctors will harvest mesenchy-
mal stem cells from fat tissue and in-
ject them back into the patient intrave-
nously three times over the course of a 
week for the price of about $5000. As-
suming their facilities are clean and 
sterile, this procedure is likely to be 
safe and the mesenchymal cells may 
positively impact the immune system 
to calm it down as described above. 
But mesenchymal stem cells from fat 
tissue will not lead to spinal cord or 
brain regeneration. Before deciding on 
making such a trip, consider that any 
previous stem cell therapy will likely 
disqualify a patient from participating 
in a US-based stem cell trial. This is 
because the researchers need to know 
the potential impact was from their 
stem cells and not from a previous 
stem cell transplant. For now, that 
money is better spent taking a relaxing 
vacation to the Panama beach instead.  
 
There are currently no trials of stem 
cells to treat inflammatory or demye-
linating diseases of the brain and spi-
nal cord, but several groups, including 
industry and academia are working to-
gether on animal models that can be 
quickly translated to human trials in 
the near future. At Johns Hopkins, re-
searchers at the Transverse Myelitis 
Center are working with NeuralStem 
to test the potential of neural stem cells 
to regenerate the spinal cord after in-
flammation and improve neurologic 
recovery in rodent models of trans-
verse myelitis and multiple sclerosis. 

gist, physical medicine and rehabilita-
tion team, ophthalmologist, primary 
care doctor, and psychiatrist. It is up to 
you to make sure all the players know 
of each other’s involvement, as well as 
the game plan – ensure that it is clear 
who is taking responsibility for pre-
scriptions, acute issues, and all treat-
ments.   
 
What to Look for in a Healthcare 
Provider 
 
TM, NMO, and ADEM are all rare 
disorders, so finding the appropriate 
healthcare provider can be challeng-
ing.  There are, however, a few things 
to look for in a provider.  Ideally, you 
would see someone who sees a lot of 
people with your diagnosis.  These are 
the practitioners who will know the 
most about what therapies might work 
for what type of patient, and what to 
try next when something fails.  How-
ever, depending on access, that’s not 
always easily accomplished.  And so, 
of equal importance is finding a practi-
tioner who is engaged and interested in 
your case .Oftentimes you may be the 
only patient a practitioner has ever en-
countered with your diagnosis, but if it 
sparks an interest in him/her to learn 
more about the diagnosis, as well as 
potential cause, treatments, current re-
search, etc., then that can be just as 
valuable... especially during that stage 
where you are trying to discover what 
in the heck the diagnosis is!  You need 
someone in your corner that stays right 
by your side every step of the way 
through the process.  Ideally, having a 
hybrid of these is best – someone lo-
cally who is engaged and dedicated, as 
well as someone with whom you’ve 
consulted at a specialty tertiary center 
who can offer advice, keep your local 
doctor up-to-date, and with whom you 
can check in with occasionally.  For 
this reason, communication is key!  
Your team needs to be willing and able 
to communicate with you and with 
each other.  Any practitioner who is 
resistant to receiving input from other 
practitioners, particularly regarding a 

How to Manage your Health 
Care Team 
 
Maureen A. Mealy, RN, BSN, 
MSCN 
Johns Hopkins Transverse Myelitis 
Center Clinical Program Manager; 
Senior Research Nurse, MS & TM 
Centers, Department of Neurology, 
Johns Hopkins Medical Center 
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pointment, please try to keep in mind 
that this means the doctor is just do-
ing his/her due diligence in serving 
the patients that came before you. 
They are making sure the patients 
understood their diagnoses, treat-
ments, etc., rather than just trying to 
adhere to a schedule, and ultimately 
doing a bigger disservice to the pa-
tients by not ensuring that they are 
receive all the knowledge they need 
to be empowered regarding their ill-
ness.  Next, write out a list of medi-
cations, including over-the-counter 
medications and vitamins, in advance 
– make sure the practitioner can keep 
this list!  And last, think about what 
you want to talk about in advance.   
 
Maximizing Your Visit 
 
It’s your neurologist’s job to catch 
whatever you throw his/her way, but 
it’s your job to make it a catchable 
throw!  In other words, there are also 
things you can do on the day of the 
visit to help you get the most out of 
your  time. These involve your inter-
actions with your doctor.   Writing 
down questions is a good idea, even 
in the weeks leading up to the ap-
pointment, so that you don’t leave 
the visit wishing you’d asked just 
one more thing.  Also, ask questions 
until you understand.  Some practi-
tioners are great at adapting their ex-
planations according to their audi-
ence, while others talk as if they are 
discussing the disorder to a room full 
of scientists – way too clinically.  
Another way to make the most of 
your visit is to PRIORITIZE!  If you 
throw 10 balls at your neurologist, 
then he/she gets to decide which ones 
to catch. You need to decide which 
issues are most troubling to you at 
this moment.  If there are too many 
issues, then you may need to have 
more frequent, problem-focused vis-
its with the neurologist.  Not all is-
sues can be tackled all at once, so de-
cide upfront what you most want 
tackled at this moment in time.  
Next, be honest with your doctor.  

rare disorder…  is a red flag that you 
need to get another practitioner – more 
information is always better!  For 
those unable to get to one of the few 
specialty centers around the country, 
there are plenty of MS Centers associ-
ated with medical schools .Seeking out 
one of these in your area is often a 
great idea, as these are often the doc-
tors who are likely to be most familiar 
with these rare neuroimmunologic dis-
orders such as TM, NMO and ADEM.  
Also, the practitioners at the two TM 
Centers in the country, both here at 
Hopkins and at UT Southwestern, are 
always eager to offer curbside advice 
to practitioners who are less familiar 
with acute treatments that seek out 
their input! 
 
Preparing for the Appointment 
 
Doctors are busy.  They have a lot of 
patients, and oftentimes research re-
sponsibilities.  Depending on their 
support staff, some are better with 
communication than others outside of 
the appointment setting.  During the 
appointment is your time to have your 
practitioner’s undivided attention.  It is 
best to make the most of that time, and 
there are ways to prepare for the visit.  
First, educate yourself.  The more 
knowledge you have going into your 
visit, the more time the doctor will be 
able to spend increasing your 
knowledge to an even higher level.  
Second, be aware of appointment tim-
ing.  Clinic days are busy for doctors – 
they know they have patients waiting 
to be seen, and if you had to wait in 
the waiting room, then you can guar-
antee that there are patients waiting 
behind you.  Requesting first or last 
appointment of the day can be a couple 
of strategies that can reduce the pres-
sure of a backed-up waiting room.  If 
you are the first patient of the day, the 
doctor can’t yet be too far behind, and 
if you are the last patient of the day, 
then the pressure is off the doctor to 
have to worry about potentially angry 
patients who are waiting.  Remember, 
if you are having to wait for your ap-

We have this idea that we want to 
please the authority figure in the white 
coat.  But doctors can only help you if 
they have a very honest idea of what is 
going on with you . For example, if 
you are not taking the medication, that 
needs to be explored.  Financial limita-
tions? Tolerability issues? These may 
be manageable issues, but not if the 
doctors don’t know what’s going on.  
Also, don’t expect to have an answer 
at the end of the visit.  Oftentimes, 
many of you are dealing with complex 
issues and hope that by coming to the 
doctor, particularly to a tertiary center, 
you will have the answer by the end of 
the visit.  Unfortunately, part of our 
thoroughness is our thoughtfulness. 
There may be more tests needed, more 
diagnoses to explore, etc.  As many of 
you know through your own experi-
ences, TM, for example, can be its 
own diagnosis, or part and parcel of 
any number of other diagnoses, includ-
ing NMO, MS, and neurosarcoidosis.   
 
Also, if possible, bring someone with 
you.  The benefit of this is two-fold. 
First, you have a second set of ears 
taking in the ton of information that 
you are trying to process. Secondly, if 
this is someone who lives at home 
with you, if they are involved from the 
onset, the friend or family member 
will likely be more invested in helping 
you to follow through with whatever 
plans are set into motion with your 
doctor.  Last but not least, leave the of-
fice with a plan, making sure you and 
your neurologist are on the same page.  
For example, if the goal of the visit 
was to address pain management, such 
that a new medication was initiated, 
determine upfront how long it will be 
before the medication should be effec-
tive, what side effects to look for, how 
to titrate, who to talk to if the medica-
tion does not work at the maximum 
dose or is not well-tolerated, and will 
there be alternatives at that point?  
Don’t suffer in silence until the next 
appointment to get these issues ad-
dressed.  Your doctor isn’t going to be 
thinking about the effectiveness of the-
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have failed, etc., and can help fight 
the insurance company when things 
like denials of payment for medica-
tions or procedures come up.  Also, 
this person can help you understand 
your co-pay and deductible require-
ments– which is an important thing 
to know!  Some of the medications 
for the relapsing disorders are quite 
expensive, as is spinal cord rehabili-
tation. Understanding your deducti-
ble requirements can make a huge 
impact on your health and your wal-
let.   Lastly, ask if your clinic has ac-
cess to a social worker who you can 
work with to help you to sort out is-
sues with insurance rejections, apply-
ing for disability,  and looking into 
other resources in the community.  
Unfortunately, most doctors’ offices 
don’t have a social worker, but they 
are invaluable resources for those 
clinics that offer them! 
 
Don’t forget your Offensive Line 
 
If your clinic has a nurse, befriend 
him or her – he or she is there to pro-
tect you!  Oftentimes, triage is done 
through the nurse.  The nurse is your 
greatest ally and advocate, and your 
closest link to the physician. 
 
Stay Connected 
 
As mentioned, educating yourself is 
invaluable – better educated patients 
receive better care.  But, you have to 
know that the information you are re-
ceiving is reliable. The great and aw-
ful thing about the internet is just 
how much information is at your fin-
gertips and just how completely un-
regulated it is!  Below are sites with 
trustworthy information for your ref-
erence: 
 
Transverse Myelitis Association 
www.myelitis.org  
 
Guthy-Jackson Charitable  
Foundation (NMO) 
www.guthyjacksonfoundation.org  
 

se medications while you are gone… 
they are  going to assume that if they 
are not hearing from you, then the 
medication is doing its job! 
 
After the Visit; Rehabilitation 
 
No matter what neuroimmunologic 
disorder you have, the importance of 
physical medicine and rehabilitation 
cannot be accentuated enough!  Unless 
you have a completely normal neuro-
logical assessment, if you have been 
told that there is nothing rehabilitation 
can offer you, then you are quite simp-
ly not seeing the correct rehabilitation 
specialists.  A physiatrist evaluates 
your needs as well as directs and man-
ages your rehabilitation – deciding 
what other team members need to be 
involved.  This could include a physi-
cal therapist (strength recovery), occu-
pational therapist (activities of daily 
living, vocational activities), and/or a 
nurse (skin, bowel/bladder manage-
ment).  Ideally, the team would have a 
particular interest or expertise in deal-
ing with patients with spinal cord inju-
ry or with MS. Therapists see a ton of 
diagnoses throughout the day, from a 
knee replacement, to a rotator cuff 
tear, etc. The broader their knowledge, 
the less really detailed their knowledge 
may be about the very specific needs 
of TM/NMO/ADEM/MS patients.   
 
After your Visit; Dealing with Insur-
ance 
 
As mentioned, whether you have a re-
lapsing neuroimmunologic disorder or 
not, you will be affected by this diag-
nosis for the rest of your life in some 
way.  As a result, NEVER lose your 
insurance benefit!  That said, ask your 
insurance company if you can be as-
signed to a case manager . This is 
someone who works for the insurance 
company and helps to oversee and co-
ordinate your case, so that things don’t 
get lost. A good case manager acts as 
an advocate for you because, over the 
years, he/she will learn what medica-
tions you have tried, what treatments 

Johns Hopkins Transverse Myelitis 
Center 
 
www.hopkinsmedicine.org/
neurology_neurosurgery/
specialty_areas/transverse_myelitis/ 
 
International Center for Spinal 
Cord Injury at Kennedy Krieger  
Institute 
www.spinalcordrecovery.org  
 
National Multiple Sclerosis Society 
www.nationalmssociety.org  
 
Remember, it’s your Health – You 
Call the Shots! 
 

This study was first published online 
in the Archives of Neurology on 14 
November 2011.   
 
This summary was prepared by Mary 
Coakley, a member of the TMA. 
 
Background 
 
Previous studies involving patients 
with multiple sclerosis have estab-
lished a link between low vitamin D 
levels and both increased risk of devel-
oping multiple sclerosis (MS) and 
higher relapse rates in those already 
diagnosed with MS. The objective of 
this study was to look at the associa-
tion between low vitamin D levels and 
the recurrence rate of inflammatory 
spinal cord disease, in order to see 
whether vitamin D might play a role in 
preventing a single inflammatory at-
tack of the spinal cord from develop-

Association between Low 
Vitamin D Levels and 
Recurrent Inflammatory 
Spinal Cord Disease 
 

Research Team: Maureen A. 
Mealy, RN, BSN; Scott Newsome, 
DO; Benjamin M. Greenberg, MD, 
MHS; Dean Wingerchuk, MD, 
MSc; Peter Calabresi, MD; 
Michael Levy, MD, PhD 
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groups. 
 
Method 
 
This study involved a retrospective 
analysis of 77 patients who were 
seen at the Johns Hopkins Transverse 
Myelitis Center over a period of six 
years. Data recorded included: age, 
race, sex, zip code, season, diagnosis, 
mobility and status of NMO-IgG 
(antibodies associated with NMO). 
Three different laboratories were 
used in the vitamin D testing. We 
found no major difference in the av-
erage vitamin D level when grouped 
by testing laboratory. We excluded 
any patients who were taking more 
than 800 IU of Vitamin D as a sup-
plement at the time of the draw. We 
also excluded any patients  who’s 
time of onset of the disease, to the 
first vitamin D test, was more than 
25 years.  
 
We divided the patients into two 
groups—a monophasic group and a 
recurrent group. For the monophasic 
group, all of the patients had been di-
agnosed with idiopathic transverse 
myelitis (ITM). They had all been 
checked for any underlying cause for 
their initial TM attack. Patients were 
excluded from this group if there was 
an indication of: any infectious 
cause, prior spinal cord inflammation 
or demyelination, or a diagnosis of 
MS or rheumatologic disease. We al-
so required that any patients included 
in the study, had to have been fol-
lowed for at least a year after their 
initial attack, and that they were dis-
ease-free during the onset of their at-
tack, not using any drugs to modify 
or suppress their immune system. 
The recurrent group included patients 
with recurrent TM/NMO/NMO spec-
trum disorders. A few patients in-
cluded in the study also had a rheu-
matologic disease. For example, four 
patients had lupus and one had 
Sjögren syndrome. 
 
Using statistical analyses, we com-
pared the two groups. Adjustments 

ing into a recurrent disease. 
 
Recently there has been a lot of inter-
est in the role of vitamin D in a num-
ber of autoimmune diseases including 
MS. Previous studies involving pa-
tients with MS have established a link 
between low vitamin D levels with 
both increased risk of developing MS, 
and higher relapse rates in those al-
ready diagnosed.  
Most TM patients have a single attack, 
i.e., the disease is monophasic.  How-
ever, about 10‑25% of patients expe-
rience recurrent attacks. Some risk fac-
tors have been identified that are asso-
ciated with recurrent TM, including: 
multifocal lesions in the spinal cord, 
demyelinating lesions within the brain, 
oligoclonal bands within the cerebro-
spinal fluid, having another rheumato-
logic disorder, or having certain serum 
antibodies.  But the role of low vita-
min D levels in other spinal cord dis-
eases, such as transverse myelitis 
(TM) and neuromyelitis optica (NMO) 
has not been studied. 
 
Patients with NMO are more likely to 
have a recurrent rather than monopha-
sic disease. A specific antibody marker 
is closely associated with NMO; 99% 
of patients who have this marker, and 
who already have a spinal cord or op-
tic nerve disease, will go on to develop 
NMO. 
 
It is not known why some patients 
have a monophasic attack of inflam-
matory spinal cord disease, while oth-
ers have recurrent disease. Earlier 
studies showed that TM patients have 
higher than normal levels of certain 
proteins that are known to trigger in-
flammatory attacks as well as suppress 
immune reactions. Supplementation 
with vitamin D has been shown to re-
duce levels of these proteins. While 
there are likely to be a number of dif-
ferences between patients who have 
monophasic vs. recurrent inflammato-
ry spinal cord disease, we wanted to 
see if there was a marked difference in 
vitamin D levels between the two 

were made for differences in age, race, 
sex, and season at the time of the vita-
min D test. We compared vitamin D 
levels and mobility. Because African 
Americans usually have much lower 
vitamin D levels than non-Hispanic 
whites, we did a separate analysis 
where we excluded the African Ameri-
can patients. The sample size was too 
small to allow us to adjust for latitude.  
 
Results 
 
The study involved a total of 77 pa-
tients; there were 44 patients in the 
monophasic group and 33 patients in 
the recurrent group. The two groups 
were alike in a number of respects. 
The median age was 46.5 in the mo-
nophasic group, and 48 in the recurrent 
group. The degree of mobility was also 
similar between the two groups, as was 
the time of year when the vitamin D 
levels were tested. The mean time 
from the initial attack to the first blood 
draw was slightly longer in the recur-
rent group than in the monophasic 
group.  
 
There was a marked difference in Vit-
amin D levels between the two groups. 
In the monophasic group the mean lev-
el was 33 ng/mL, while in the recur-
rent group the mean level was 18 ng/
mL. This put the mean vitamin D level 
of the recurrent group in the deficient 
range. 
 
There were two major demographic 
differences between the two groups. 
Women made up slightly more than 
half of the monophasic group, but ac-
counted for almost three-quarters of 
the recurrent group. African Ameri-
cans were also over-represented in the 
recurrent group, with16 of the 18 Afri-
can American patients in the study 
having recurrent disease, compared to 
14 of the 54 white patients. Because of 
this, and since race is a well-known 
factor affecting vitamin D levels, we 
excluded the African American pa-
tients before doing a separate analysis. 
Even in the separate analysis there was 
still a significant difference between 
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An excellent article addressing reha-
bilitation in transverse myelitis was 
recently published in Continuum,  a 
continuing medical education publi-
cation of the American Academy of 
Neurology (AAN).  We have re-
ceived permission from AAN for our 
readers to print one copy of the arti-
cle for your personal, non-
commercial use.  The article may be 
obtained through the Continuum web 
site from the following link: 
www.aan.com/view/
ContinuumRehabTM.  The article 
may be downloaded and printed from 
this pdf.   
 
The following is the abstract of the 
article.  
 
 ABSTRACT 
The consequences of neurologic inju-
ries related to transverse myelitis 
(TM) are long- lasting and require re-
habilitative interventions in about 
two-thirds of cases. Because numer-
ous neural repair mechanisms are de-
pendent on maintenance of an opti-
mal amount of activity both above 
and below the injury level, rehabilita-
tion  and exercise are useful not only 
for compensatory functional purpos-
es but also as tools in neural system 
restoration. The application of estab-
lished neurophysiologic principles to 
post-TM reha- bilitation has substan-
tial  impact on optimizing residual 
functional capabilities while facilitat-
ing the processes of central plasticity 
and reorganization of sensory and 
motor programming. The process of 
neurorehabilitation thereby serves 

the vitamin D levels in the two groups.  
 
We also looked at mobility status, but 
did not find a significant difference in 
mean vitamin D levels across the four 
mobility/disability groups. We noticed 
a slight decrease in vitamin D levels 
with time elapsed since blood draw. 
There was a much more significant de-
crease in vitamin D levels with age. 
We did account for age in doing our 
statistical analysis.  
 
Our study suggests there may be a link 
between low vitamin D levels and re-
current inflammatory spinal cord dis-
ease. This is consistent with what has 
been found in other recurrent autoim-
mune disorders. This suggests an asso-
ciation between immune function and 
vitamin D. This suggests that low vita-
min D may contribute to the onset and 
recurrence of autoimmune disorders 
such as TM and NMO. 
 
Because this study was retrospective, 
there were some variables that we 
couldn’t control, e.g., forms of vitamin 
D (D3 vs. D2), body mass index, and 
daily sun exposure. Also there were 
differences in when vitamin D was 
tested; in some cases testing was done 
within months of onset of the disease, 
but in some cases it was many years 
later. Additionally, some patients had 
the test done on a routine doctor’s vis-
it, while in other cases it was done 
while the patient was having an in-
flammatory event.  It is not known 
whether the disease can influence vita-
min D levels or vice versa.  
 
Conclusion 
 
In conclusion, the study showed that 
vitamin D levels were much lower in 
patients who developed recurrent spi-
nal cord disease than in those who 
were diagnosed with monophasic dis-
ease.  More studies are needed to in-
vestigate this topic further and also to 
see if vitamin D supplementation can 
reduce the frequency of repeat attacks. 
 
 

both to treat the pa- tient with TM and 
to help physicians interrogate  and dis-
sect the mechanisms involved in spinal 
cord injury, neuroprotection, and, ulti-
mately, recovery. Post-TM rehabilita-
tion is lifelong and should be integrat-
ed into daily living in a home setting 
as part of the global management of 
paralysis, a chronic condition with sig-
nificant comorbidities. 
 
The Transverse Myelitis Association is 
in no way affiliated with the AAN. 
 
 
 

The Transverse Myelitis Association 

 
The membership of The Transverse Myeli-
tis Association includes persons with the 
rare neuroimmunologic disorders of the 
central nervous system, their family mem-
bers and caregivers and the medical pro-
fessionals who treat people with these dis-
orders.  The Transverse Myelitis Associa-
tion was established in 1994 as an organi-
zation dedicated to advocacy for those 
who have these disorders. 
 
The TMA was incorporated on November 
25, 1996 in the state of Washington and 
became a 501(c)(3) organization on De-
cember 9, 1996.  The TMA has more than 
8,800 members from every state in the 
United States and from more than 80 
countries around the world.  There are no 
membership fees.  The TMA has a large 
number of support groups across the Unit-
ed States and around the world.   
 
 
 
© The Transverse Myelitis Association 
Journal and Newsletter are published by 
The Transverse Myelitis Association, 
Powell, Ohio.  Copyright 2012 by The 
Transverse Myelitis Association.  All 
rights reserved.  No part of this publication 
may be reproduced in any form or by any 
electronic or mechanical means without 
permission in writing from the publisher.  
We ask that other publications contact us 
for permission to reprint any article from 
The Transverse Myelitis Association Jour-
nal and Newsletter. 

Rehabilitation in Transverse 
Myelitis 
 

Sadowsky CL, Becker D, Bosques 
G, Dean JM, McDonald III JW, 
Recio A, Frohman EM. 
Rehabilitation in transverse 
myelitis. Continuum Lifelong 
Learning Neurol 2010;17(4)816–
830.  
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Evidence-based guideline: Clinical evaluation and treatment of transverse myelitis : Report of the Therapeutics and Technology 
Assessment Subcommittee of the American Academy of Neurology; T.F. Scott, MD E.M. Frohman, MD, PhD, J. De Seze, MD, G.S. 
Gronseth, MD, FAAN, B.G. Weinshenker, MD Neurology; Published online before print December 7, 2011. 
 
All AAN Guidelines published by the journal Neurology® are freely accessible from the Neurology Web site at 
www.neurology.org. Patients and their families are welcome to access them and print single copies to take to their physi-
cians.  Patients may also go to the Rightslink field in the Copyright Clearance Center Web site (www.copyright.com) to 
request single copies of other articles at no charge or contact AAN Member Services (800)879-1960 or (651)695-2717, email: 
MemberServices@aan.com or the Journal office ((651)695-2782, email: journal@neurology.org) to request single copies.  To access 
the AAN Guideline, go to www.neurology.org and type ‘transverse myelitis’ into the keyword field of the search box at top left, and 
then click Search. The abstract and a link to the full-text version will display. 

http://www.neurology.org
http://www.copyright.com
mailto:MemberServices@aan.com
mailto:journal@neurology.org
http://www.neurology.org
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1966 to March 2009, with evidence-
based classification of relevant arti-
cles.  The failure to include the entire 
experience from the Johns Hopkins 
Transverse Myelitis Center, which 
likely offers the most comprehensive 
case series on pediatric and adult 
transverse myelitis may be confusing 
for many of you.  Please refer to the 
meanings of ‘evidence-based’ in the 
guidelines for an explanation.    
 
I am most definitely not qualified to 
write an article critiquing the medical 
guidelines that were recently pub-
lished by the American Academy of 
Neurology.  I have no medical train-
ing whatsoever.  Thus, this article is 
not going to offer a medical perspec-
tive on the issues presented in this ar-
ticle.  I will, instead, rely entirely on 
my expertise and experience as an 
anthropologist.  I have been a partici-
pant-observer of the medical commu-
nity surrounding the diagnosis and 
treatment of transverse myelitis and 
the other rare neuroimmunologic dis-
orders for the past 18 years.   
 
Anthropologists are experts in classi-
fication systems.  How people classi-
fy the world around them is a func-
tion of language and culture, and an-
thropologists are all about the study 
of language and culture.  Classifica-
tion systems are also fundamental to 
physical anthropology or human bi-
ology.   
 
One of the all-time great accomplish-
ments of humankind was Karl von 
Linne’s classification of the plant 
and animal kingdoms. Linne’ was a 
Swedish botanist who developed a 
taxonomy that organized all of the 
known plant and animal types based 
on a comparison of the similarities 
and differences of their characteris-
tics. He grouped the categories based 
on the types of characteristics they 
shared and based on the characteris-
tics that distinguished them from oth-
er groups. Ultimately, he defines a 
specific plant or animal based on an 

We are publishing the patient summar-
ies of the AAN Guidelines on TM.  
These current guidelines build on the 
diagnostic guidelines that were devel-
oped and published in 2002 by the 
Transverse Myelitis Consortium led by 
the Johns Hopkins Transverse Myelitis 
Center.  These new guidelines focus 
on the differential diagnoses and a few 
treatment recommendations.  During 
an acute inflammatory attack, the 
guidelines recommend corticosteroids 
and then plasma exchange, if improve-
ments are not observed from the corti-
costeroids.  In the case of recurrent ep-
isodes from NMO, the guidelines rec-
ommend the use of Rituximab as a 
long term therapy.  The focus of the 
article and guidelines concerns how a 
diagnosis should be considered when a 
person has an inflammatory attack in 
their spinal cord.  Various characteris-
tics are presented as leading a clinician 
to suspect that the inflammatory attack 
is either multiple sclerosis, neuromye-
litis optica or a spinal cord infarct 
(vascular cause).    
 
The guidelines describe when an in-
flammatory attack in the spinal cord 
could be MS, or NMO or a spinal card 
infarct.  The guidelines may be confus-
ing to many of you who have received 
an acute transverse myelitis or idio-
pathic transverse myelitis diagnosis.  
My goal with this article is to offer a 
lay person’s perspective in an attempt 
to help better understand these guide-
lines. 
 
The methodology employed in the de-
velopment of the guidelines was a re-
view of the published literature from 

entirely unique set of characteristics. 
No other plant or animal possesses the 
same set of characteristics. Humans 
share characteristics with all other ani-
mals, a fewer number of characteris-
tics with all other vertebrates, a fewer 
number still with all other mammals, 
and so forth. But humans have a com-
plete set of characteristics that are 
unique to only humans, and which dis-
tinguish us from all other animal spe-
cies. 
 
The practice of medicine in the west-
ern world has a critically important 
classification system.  This system op-
erates in the same manner as Linne’s 
classification of plants and animals. 
Medicine classifies disorders and dis-
eases based on a set of characteristics 
that are unique to that defined catego-
ry. Each condition is defined as a 
unique category based on the presence 
and absence of various characteristics. 
While there may be similarities be-
tween certain classes of diseases or 
disorders, in order to be placed or de-
fined in a specific category, the condi-
tion must possess a unique set of char-
acteristics.  Defining a specific disor-
der or disease is critically important, 
because this classification process de-
termines how the person is going to be 
treated; diagnosis determines treat-
ment. 
 
The disorders that we are concerned 
about in The Transverse Myelitis As-
sociation are the neuroimmunologic 
disorders of the central nervous sys-
tem.  The disorders included in this 
broad category are acute disseminated 
encephalomyelitis, neuromyelitis opti-
ca, optic neuritis, transverse myelitis, 
recurrent transverse myelitis and mul-
tiple sclerosis.  These disorders can be 
characterized as inflammatory or im-
mune mediated attacks at various loca-
tions in the central nervous system. 
Each of the neuroimmunologic condi-
tions is characterized by a unique set 
of characteristics. While they are all 
categories of demyelinating attacks in 
the central nervous system, each can 

American Academy of 
Neurology Guidelines on 
Transverse Myelitis:  
Understanding the Complex 
Issues of Diagnostics and 
Nomenclature for Rare 
Neuroimmunologic Disorders 
 

Sandy Siegel 
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was described in the TM guidelines, 
a vascular cause will be ruled out, 
and NMO and MS will be ruled out; 
there is no brain involvement or optic 
nerve involvement, there is no evi-
dence of oligoclonal bands in the spi-
nal fluid and the patient is NMO-IgG 
negative.  There is no unique bi-
omarker for TM and thus, the diag-
nosis is really not conclusive or de-
finitive.  It is a diagnosis by exclu-
sion.  It is, however, the best we’ve 
got at the present time.  The criteria 
for all of the neuroimmunologic dis-
orders are proposals and are being 
tested by clinicians and researchers 
around the world who apply these 
criteria to their own experience and 
case series to judge their effective-
ness.  There are articles in the medi-
cal literature published fairly regular-
ly that identify and discuss excep-
tions to all of the current diagnostic 
criteria for all of these disorders.  
Thus, these categories are a moving 
target and can change based on new-
ly discovered information and better 
understandings of all of these disor-
ders.  
 
Consequently, there is some amount 
of mayhem in the process, because if 
you talk to physicians who see the 
largest numbers of patients with the-
se disorders, you will start hearing 
about all of the exceptions to the di-
agnostic criteria for each of these dis-
orders.  Recently published ADEM 
diagnostic criteria define recurrent 
ADEM.  I’ve heard researchers and 
clinicians express the opinion that 
there is no such disorder.  I’ve heard 
other physicians express the position 
that ADEM is over diagnosed and 
that many of these cases are MS; af-
ter the massive brain attack no one 
goes back in to look to see if there 
are any new inflammatory attacks, 
and it could be possible that new in-
flammation and disability might be 
difficult to discern after the first mas-
sive attack.   
 
It wasn’t that long ago that NMO 

be distinguished based upon the loca-
tion of the attack and whether the at-
tacks are a monophasic or recurring 
event.  
 
The classification of neuroimmunolog-
ic disorders is far from this straightfor-
ward, and the relationships between 
the disorders can be very complicated.  
The diagnosis cannot be based on 
symptoms; there are many disorders 
that present with the same symptoms 
as each of these disorders, and some of 
these disorders are not even immune-
mediated or inflammatory.   
 
The gold standard for diagnoses and 
classification in the practice of medi-
cine is a biomarker that is unique to a 
particular disorder.  The only one of 
the neuroimmunologic disorders that 
has a biomarker is NMO.  Most people 
with a NMO diagnosis have tested 
positive for NMO-IgG antibodies 
(aquaporin-4–specific antibodies).  
While this biomarker has proven to be 
the most hopeful as a diagnostic test, it 
is also the case that not all people with 
a NMO diagnosis test positive for the-
se anti-bodies.  There is a great deal of 
research and discussion in the medical 
community focused on understanding 
this situation, but the fact remains that 
there are people with NMO who are 
NMO-IgG negative and their diagno-
sis, as is the case for the other neuro-
immunologic disorders, is based on 
clinical criteria.      
 
When you read that a diagnosis is 
based on clinical characteristics, what 
this means is that the criteria for diag-
nosis is based on observable features 
that are associated with what physi-
cians and researchers believe are 
unique to a disorder.  Each of these 
neuroimmunologic disorders has been 
defined by a set of published diagnos-
tic criteria.   
 
For example, in the case of TM, in-
flammation is identified in the spinal 
cord through examination of MRIs 
and/or the analysis of spinal fluid.  As 

was considered a subvariant of MS.  
Mayo Clinic researchers have recently 
offered evidence that NMO is a differ-
ent disorder from MS.  Mayo has also 
described a condition they refer to as 
longitudinally extensive transverse 
myelitis.  This is a demyelinating at-
tack that is 3 vertebrae or longer in 
length.  It is believed that people with 
LETM are at risk to have repeated de-
myelinating attacks in their spinal cord 
and then receive a recurrent TM diag-
nosis or have repeated episodes of 
both TM and also optic neuritis and 
then receive an NMO diagnosis.  What 
is fascinating and not discussed at all 
in the medical literature, as far as I am 
aware, is that LETM does not apply to 
pediatric cases of TM.  Infants and 
very young children who get TM tend 
to be impacted high on their cords and 
their inflammatory attacks tend to be 
very long.  I am not aware of an infant 
or very young child having more than 
one episode of TM or getting NMO.  If 
it happens, it must be extremely rare.  
So, the cases described by Mayo Clin-
ic may be limited to other than these 
pediatric cases.  What could that possi-
bly mean for the classification of these 
disorders?  NMO is a disorder that in-
volves spinal cord and optic nerve in-
volvement, but there are cases of 
NMO that also include brain lesions.  
And then there are people who have 
repeated episodes of inflammation in 
their spinal cord who never have an 
optic nerve attack and also never test 
positive for NMO-IgG.  What does 
that mean and how are these cases dif-
ferent from NMO.  Remember, we 
don’t know the disease mechanisms all 
that well for any of these disorders. 
 
And in the case of TM, as is implicit in 
the TM guidelines, the significance or 
the existence of TM from the perspec-
tive of some researchers and clinicians 
is in doubt.  The thought is that once 
we start to exclude those with a TM 
diagnosis that is really vascular in 
cause or infectious or is really NMO or 
is really MS or is really from one of 
the rheumatic disorders, there are 



The Transverse Myelitis Association Page 17 

son is effected in one place in the 
central nervous system and not a dif-
ferent place; or why one person has 
one episode and another person has 
multiple episodes.  Is it possible that 
in TM or ADEM that the immune 
system corrects itself after the in-
flammatory attack, as opposed to 
what occurs in MS, NMO and recur-
rent TM?  How much does genetics 
account for the dysfunction in the 
immune system?  Could there be a 
genetic predisposition for the im-
mune system to become deranged 
that is different for each of these dis-
orders?  What role might environ-
mental factors play in each case?   
 
It is just amazing how little is under-
stood about the immune system.  
Looking at the practice of medicine 
in 2012 as a participant observer, I’m 
going to make a guess that what is 
not understood about the immune 
system is far greater than what is cur-
rently understood.  And please keep 
in mind that even though you keep 
getting sent to neurologists, there 
wasn’t likely anything wrong with 
your central nervous system until 
your immune system got ahold of it.  
You likely have an autoimmune dis-
order – you aren’t likely suffering 
from a disease of the nervous system.  
I don’t think medicine even accepted 
that the immune system could do the-
se dastardly deeds until about the 
same time we invented Howdy Doo-
dy, Fury and Sky King.    
 
When Karl Linne’ defined the differ-
ent categories of animals, he did not 
know anything about genetics. If he 
had, he would have had a completely 
different and really wonderful set of 
characteristics that he could have 
used to define groups of animals and 
to distinguish them from other 
groups of animals. But he was lim-
ited by the then current understand-
ings of biology. He could only use 
characteristics that he could observe 
and that he knew. It is not different 
today. Medical scientists can only 

some odds and ends that are left which 
are just too confusing to think about.  
 
None of these disorders is always a 
clear cut, slam dunk diagnosis based 
on the accepted and published diag-
nostic criteria.  And that is even the 
case if a patient shows up at one of the 
premier medical institutions that spe-
cialize in these disorders.  If someone 
shows up in a small community hospi-
tal in the middle of nowhere, their ex-
perience could be a challenge.  
 
And then there are the cases of all of 
the rheumatic disorders.  People some-
times get a TM or NMO diagnosis be-
fore, during or after they have received 
a diagnosis of one of the rheumatic 
disorders, such as lupus, sjogrens or 
sacroidosis.  I remain entirely con-
fused about whether these people have 
TM or NMO AND one of these rheu-
matic disorders or if the spinal cord 
and/or optic nerve inflammatory attack 
was a symptom of their rheumatic dis-
order.   
 
Making a good diagnosis is critical, 
because these disorders require differ-
ent treatments.  For instance, it is be-
lieved that the MS drugs do not work 
for a person with NMO or recurrent 
TM.  These people are put on immune 
suppressants.  And if it is suspected 
that a person with TM or ADEM will 
not have another attack, they should 
not be given any of the immune modu-
lating drugs or immune suppressants at 
all.   
 
The classification system for these 
neuroimmunologic disorders is com-
plicated, and it is difficult at this stage 
of our understanding to draw bright 
lines of distinction with any degree of 
certainty.  I have come to appreciate 
and believe that the answers about one 
of these conditions are going to pro-
vide answers to all of these conditions; 
even if they are different conditions.  
As there is no clear set of causes in all 
cases for all of these conditions, there 
is no understanding as to why one per-

use characteristics that they can identi-
fy and that they know. If there is no di-
agnostic test for it, it is not available 
for this definition. Today, physicians 
are using MRIs, CAT scans, lumbar 
punctures and various blood tests to 
observe the presence or absence of 
various characteristics. If they observe 
one set of unique characteristics, you 
are told you have one condition; if 
they see something else, you are going 
to get the diagnosis of a different con-
dition.  
 
One day, they are going to find new 
characteristics, and then they will bet-
ter understand how to define these cat-
egories, and diagnose these conditions. 
I have no doubt in my mind but that 
the paradigm we are thinking about to-
day will change. And I believe this, 
because we are thinking about them 
with such large gaps in our under-
standing about these conditions and 
about our immune systems.  I also 
have no doubt that someone, like 
Spock, will look back at how these 
disorders were diagnosed and treated 
and it will make his ears curl.   
 
A significant part of the transverse 
myelitis problem is due to diagnostic 
nomenclature.  There are nomenclature 
problems that arise in the general neu-
rology community that exist from the 
way the term ‘transverse myelitis’ is 
applied, and there are problems that 
arise from the application of the term 
‘transverse myelitis’ even from the cli-
nicians and researchers who are trying 
to be precise about the application of 
diagnostic criteria. 
 
In the general neurology community, 
transverse myelitis has become a diag-
nosis of a spinal cord problem that 
cannot be explained by trauma, com-
pression on the cord or a tumor.  Peo-
ple call me who got a transverse mye-
litis diagnosis from a neurologist and 
then have Lyme disease or they had a 
spinal cord infarct or an AVM or they 
have tingling in their feet, legs and 
butt and every test known to human-
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whether the spinal cord knows 
whether it has been attacked by an 
inflammatory episode from one or 
another of these disorders.   
 
I’ve been doing this work for 18 
years.  From my experience, I feel 
comfortable concluding that there are 
lots of people who have a spinal cord 
attack and they never have another 
attack anywhere else in the central 
nervous system.  Some of them do 
have other autoimmune disorders … 
if transverse myelitis really is an au-
toimmune disorder.  It is just so diffi-
cult for me to get my head around the 
idea that all of these people have 
AVMs or had a spinal cord infarct or 
had some direct viral or bacterial in-
fection.  The infections get looked 
for and they aren’t found.  Do all in-
fections get tested for; I don’t think 
so, we might not even know of all of 
the possible bacteria and viruses that 
are around.  There sure looks to be a 
disorder that is unique from these 
others.  Right now it is called either 
acute transverse myelitis or idio-
pathic transverse myelitis.  And to 
add to the confusion, both of these 
diagnostic categories refer to the 
same disorder. 
 
We – and I mean everyone involved 
– need to either start calling the in-
flammation in the cord with ADEM, 
NMO and MS, inflammatory attack 
in the cord, or we need to start call-
ing transverse myelitis by a different 
name and let the medical community 
use transverse myelitis for every spi-
nal cord problem under the sun – un-
til Spock shows up.   
 
The other beauty of a concept is con-
version.  I often hear the medical 
community talk about how a TM di-
agnosis converted to NMO or MS.  
Since we are talking about disorders 
or diseases, I have to guess that the 
only thing that converted was the 
physician’s understanding about 
what was going on with the patient.  
NMO was always NMO, even if it 

kind has come up negative … abraca-
dabra … transverse myelitis.  As I un-
derstand it, the word myelitis has a 
meaning based on the concept of itis or 
inflammation.  And in this case, what 
is meant is inflammatory from what is 
believed to be immune-mediated or 
autoimmune.  Calling some of these 
conditions, or lack thereof, myelopa-
thies would be more acceptable, but 
even the imprecision in these cases is 
somewhat disconcerting.  I haven’t 
studied enough about medicine to un-
derstand what the pressures are in 
terms of giving a diagnosis; there must 
be some significant ones from what I 
am observing.  Clearly, some of the 
people I talk to don’t have transverse 
myelitis.   
 
And then there’s all of the imprecision 
surrounding a spinal cord attack from 
ADEM, NMO and TM.  I’m not going 
to even talk about the rheumatic disor-
ders because this part of the equation 
remains too confused to even conjec-
ture about at the present time.  If you 
have a spinal cord inflammatory attack 
with an ADEM diagnosis, your doctor 
likely told you and the medical litera-
ture describes that spinal cord attack as 
transverse myelitis.  If you have a spi-
nal cord inflammatory attack with an 
NMO diagnosis, your doctor likely 
told you and the medical literature de-
scribes that spinal cord attack as trans-
verse myelitis.  There are lots of peo-
ple who have a spinal cord attack as 
their first attack of MS and they are 
told that they have transverse myelitis.  
 
The nomenclature is just horrible.  It is 
a fact that all of the symptoms of TM 
can be found in these other conditions. 
Spasticity, parasthesias, bowel, blad-
der and sexual dysfunction, fatigue, 
depression, muscle weakness or paral-
ysis may occur from any of these con-
ditions and the treatments for each of 
these symptoms, regardless of the con-
dition, are going to be the same. From 
the perspective of symptoms, these 
conditions share many similar and im-
portant characteristics.  I have no idea 

wasn’t understood or known; same 
with MS.  Why is this clarification im-
portant?  Because patients are just 
amazingly confused about what they 
are being told about their bodies.  
None of these people had transverse 
myelitis that transformed into NMO 
through some biological process.  
They always had NMO.   They just 
didn’t know it, because their doctor 
didn’t know it.  The concept of con-
version needs to be reserved for those 
people who are sent home from emer-
gency rooms paralyzed and unable to 
urinate, because an emergency physi-
cian couldn’t find anything wrong with 
them on an x-ray. 
 
This nomenclature needs to be re-
paired.  Developing some clarity and 
precision in the use of language would 
be extremely important in helping pa-
tients better understand their diagnoses 
and what is happening to their bodies.  
I am also suggesting that working on 
this terminology would be very helpful 
for the medical community which is 
currently just as confused as all get-out 
about a transverse myelitis diagnosis.   
 
It bears repeating that some research-
ers might not share my concern for 
clarifying the nomenclature surround-
ing the use of the term transverse mye-
litis, because they do not believe that 
acute or idiopathic transverse myelitis 
represents a unique disorder.  There 
are some very real and devastating 
consequences wrapped up in believing 
that transverse myelitis is not a unique 
diagnosis.  If transverse myelitis is 
thought to be not existent or is too dif-
ficult to define and understand, then 
we will never be able to make a case 
that there should ever be resources al-
located to studying it.  If transverse 
myelitis is not considered a disorder, 
we will never be able to make a case to 
physicians that they should be interest-
ed in devoting careers to treating peo-
ple with this disorder or devoting their 
careers to performing research on this 
disorder.   
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ing on the specific disorder they 
might have.  The best medical sci-
ence can do for them at the present 
time is to put them on some kind of 
drug that ‘dampens down’ their im-
mune system to either forestall the 
next attack or to lessen the severity 
of their next attack should they have 
one.  Being on an immune suppres-
sant has its very obvious downsides, 
because the immune system plays a 
critically important role in our re-
maining healthy.  But when doing 
the cost benefit analysis, the immune 
suppressants trump the downsides to 
the drugs for most people.  None of 
these approaches repairs the immune.  
The closest medical science has 
come to repair is to use drugs to kill 
off the immune system and then to 
regrow the immune system from 
stem cells.  The attempt to reboot the 
immune system doesn’t repair either.  
People who regrow their innate im-
mune systems eventually develop the 
same autoimmune dysfunction that 
they had previously.  I’m not dimin-
ishing the importance of bought time, 
but this is no fix.   
 
If transverse myelitis is an autoim-
mune disorder, it is one of the few 
(along with ADEM) that involves the 
immune system becoming deranged 
just one time, and then going back to 
something other than entirely abnor-
mal.  I won’t speculate as to whether 
it is normal or not; just that it doesn’t 
seem to attack the spinal cord again.  
If I had endless amounts of money 
and was interested in understanding 
how to cure autoimmune diseases, I 
would sure want to learn as much as 
I possibly could about this autoim-
mune disorder that could represent 
an instance where the immune sys-
tem ‘corrects itself’ after the one 
time attack.  We aren’t doing a great 
job of trying to figure out how to set-
tle it down.  And even when we do 
settle it down, we’re keeping people 
on immune suppressants for a life-
time, and having to change these 
drugs throughout their lifetimes.  Is a 

There is so much that I don’t under-
stand about the practice of medicine or 
medical research or the entire soci-
ocultural environment in which all of 
this activity transpires.  I am going to 
go out on a limb here, and make the 
following observations.  I don’t be-
lieve that there is a medical center any-
where in the world that has gathered  
enough information or conducted 
enough studies to reach a viable con-
clusion about any numbers of people 
who have any of these disorders, based 
on any of the existing diagnostic crite-
ria.  I would also make the observation 
that based on what is currently known 
about any and all of these neuroim-
munologic disorders, that however we 
are defining and diagnosing these dis-
orders today is likely to change in the 
future and that drawing bright lines 
around any of these diagnoses only 
creates barriers to finding and accept-
ing better ideas in the future.  What I 
am suggesting in Standard American 
English is that if transverse myelitis is 
being considered as not being a sepa-
rate and distinct disorder from these 
other neuroimmunologic disorders, 
this conclusion is being reached, at the 
present time, on a speculative hunch, 
and not on any very compelling data. 
 
I can think of many great reasons as to 
why medicine might want to study 
transverse myelitis.  I am going to fo-
cus on only one of them.  Literally 
millions and millions of dollars have 
been spent on research on autoimmune 
disorders, from multiple sclerosis to 
rheumatoid arthritis to Crohn’s dis-
ease.  Very little is understood about 
any of the autoimmune disorders.  
Everybody and his brother talks about 
genetic predisposition and environ-
mental influence as causes of autoim-
munity.  Currently, very little is under-
stood about the genetics and virtually 
nothing about the environmental fac-
tors.   Almost all of them involve mul-
tiple attacks.  Thus, once a person has 
one attack, they are at risk for repeated 
attacks by their immune systems on a 
particular part of their body, depend-

more permanent repair possible?  I 
don’t know.  But if transverse myelitis 
and acute disseminated encephalomye-
litis are one time autoimmune disor-
ders, I would sure want to understand 
what the immune system is doing in 
these cases, because as a model, it 
might offer clues for a more perma-
nent repair for the immune system in 
the other autoimmune disorders.  I 
would consider the Manhattan Project 
on TM a worthwhile effort when 
weighed against the many millions of 
dollars that are being spent on finding 
new drugs that accomplish little more 
than forestall the next inevitable at-
tack. 
 
From my very anecdotal 18 years of 
experience, I believe that there is 
something unique going on with peo-
ple who experience a one-time attack 
in their spinal cord.  It looks to be 
something different from what is cur-
rently being called MS.  It might be 
distinguishable from NMO.  It might 
be a different disorder from ADEM.  It 
might be different from optic neuritis.  
Is it different from recurrent TM?  The 
overlap of clinical characteristics and 
the many exceptions to the clinical cri-
teria make it very difficult for a cultur-
al anthropologist who is interested in 
classification systems to observe dis-
tinct and definitive categories of neu-
roimmunologic disorders.  While we 
are developing some comfort with just 
how much we don’t know and don’t 
understand, I would hope that we 
aren’t going to dismiss the existence of 
transverse myelitis on a hunch.     
 
My believing that acute or idiopathic 
transverse myelitis is a unique disorder 
is going to influence no one who mat-
ters – your physicians and the re-
searchers who specialize in the rare 
neuroimmunologic disorders.  Being 
able to make this evidence-based case 
is critically important for Pauline and 
me.  If you have an acute or idiopathic 
transverse myelitis diagnosis, we think 
it is important for you, as well.  The 
only way we are going to make this 



The Transverse Myelitis Association Page 20 

vice to the community, AAN makes 
the publication free to patients, their 
families, and caregivers.  
 
Visit www.neurologynow.com to re-
ceive your free subscription.  Neurol-
ogy Now will also soon be available 
for the iPad. 
 
 

TM and NMO Centers 

Patients with ADEM can also be 
cared for at these centers. 
 

University of Texas Southwestern 

and Children’s Hospital (Dallas) 
 

To make an appointment for an 
adult, please call (214)645-8800 and 
ask to speak to the Multiple Sclerosis 
and Transverse Myelitis Clinic for a 
new patient appointment. 
 

For an appointment for a child, 
please call (214)456-5214 and ask to 
set up a new patient visit with Dr. 
Greenberg or Dr. Graves. 
 

Johns Hopkins  
 

The Transverse Myelitis Center 
600 N. Wolfe Street 
Pathology 627 
Baltimore, Maryland 21287 
 

Phone: (410) 502-7099 (option 2) 
Fax: (410) 502-6736 
Email: hopkinsTMcenter@jhmi.edu 
Website: www.hopkinsmedicine.org/
jhtmc 
 

If you are a patient or the relative of 
a patient interested in consultations 
at the JHTMC, you may expedite the 
scheduling of appointments by send-
ing ALL of the following:  MRIs 
(CDs or films), MRI reports, labora-
tory reports (blood and cerebrospinal 
fluid), and hospital admission/office 
notes to the above address or fax.  A 
pre-visit assessment of needs and re-
view of records allows a match of 
each patient to specific doctors, and 
provides the best opportunity to get 
the absolute most out of a visit to the 
Center.  This process also allows for 
patients with more urgent needs to be 

case is to fund the research necessary 
to understand the disease mechanisms 
in idiopathic transverse myelitis, such 
that it is no longer idiopathic.  We 
need to be able to fund the research 
necessary to find a biomarker for acute 
transverse myelitis.  There are a lot of 
researchers who specialize in the im-
mune system and in neuroimmunolog-
ic disorders who would be interested 
in doing this work.  We need to be mo-
tivated to raise the funds to make this 
happen.  If you are interested in mak-
ing the case that what happened to you 
was important enough to understand, 
please make a donation to The Trans-
verse Myelitis Association for the pur-
pose of finding a biomarker for TM 
and for researching the disease mecha-
nism for this very little understood dis-
order. 
 
I’ll conclude this article by imploring 
the medical community to change the 
name of the disorder, transverse myeli-
tis.  Doctors are likely going to keep 
calling the inflammatory attack in the 
spinal cord from MS, ADEM and 
NMO, transverse myelitis.  For the  
sake of diagnostic clarity and perhaps 
to argue for the very existence of this 
disorder, it is time to change the name 
of this disorder from transverse myeli-
tis.  It is also time for us to change the 
name of our association.  It is im-
portant that we make it clear that we 
are an organization representing the in-
terests and advocacy for everyone who 
has one of the rare neuroimmunologic 
disorders.   
 
 
 
 

Neurology Now 

 
Neurology Now, the American Acade-
my of Neurology’s (AAN) patient-
education magazine, covers a wide 
range of neurologic disorders, includ-
ing transverse myelitis and the other 
rare neuroimmunologic disorders, in a 
variety of formats: news, personal fea-
tures, resources, and more. As a ser-

seen in a timely fashion.  For some pa-
tients, their visit to the JHTMC may be 
in conjunction with a several week 
stay with the rehabilitation team at ei-
ther Johns Hopkins or Kennedy Krieg-
er Institute for intensive therapy. 
 

If you are a physician or health provid-
er interested in urgent referrals or con-
sultations, please contact the phone or 
e-mail above or call the Hopkins Ac-
cess Line, and request to speak with 
the neurologist on call (800) 765-5447. 
 

We have established a system to facili-
tate a comprehensive assessment that 
involves not only the neurological 
evaluation, but other types of consulta-
tions in an effort to provide patients 
with long-term plans for management 
of all health problems associated with 
TM.  These consultations may include 
specialists in rehabilitation, neuroradi-
ology, neuropsychiatry, neuro-
ophthalmology, urology, and spinal 
neurosurgery at Johns Hopkins Hospi-
tal and its affiliates at the Kennedy-
Krieger Institute (KKI) International 
Center for Spinal Cord Injury.  Our 
team at KKI possesses a focused inter-
est in TM.   
 

Because of the complexities of trans-
verse myelitis, the JHTMC consists of 
a team of neurologists within the Neu-
roimmunology Division, as well as 
other specialists who have a focused 
knowledge of this rare and oftentimes 
difficult disorder.  Our neurological 
team includes:  
 

Dr. Carlos Pardo-Villamizar, Director 
of the JHTMC, focuses on acute idio-
pathic transverse myelitis, as well as 
sub-acute and chronic myelopathies 
associated with neurosarcoidosis and 
other etiologies. 
 

Dr. Michael Levy focuses on Neuro-
myelitis Optica and Neuromyelitis Op-
tica spectrum disorders, including re-
current TM and longitudinally-
extensive TM.  Dr. Levy is the Direc-
tor of the NMO Clinic at Hopkins, 
which is a clinic not only dedicated to 
the diagnosis and management of 
NMO, but also focuses on research in-

http://www.neurologynow.com/
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sessment and treatment of issues re-
lated to depression and cognitive 
problems in patients affected by TM.   
 

Referrals are facilitated through The 
Transverse Myelitis Association, the 
JHH Hopkins Access Line (HAL, 
which facilitates inpatient admission 
to JHH from other hospitals), the 
JHTMC website, JH Access Services 
(which facilitates scheduling of out-
patients to JHH), and the JH Interna-
tional Office.  Additionally, there is 
an on-call neuroimmunologist to fa-
cilitate triage and admission, as well 
as to offer advice for the manage-
ment of TM inpatients outside of the 
JHH system, in conjunction with the 
JHH HAL Attending.  This allows 
for prompt attention to meet acute 
management needs.   
 

Maureen Mealy, RN, BSN 
Clinical Program Manager of the 
Johns Hopkins TM Center 
(410)502-8672 
hopkinsTMcenter@jhmi.edu 
 

Carlos A. Pardo, MD 
Director, Johns Hopkins TM Center 
Johns Hopkins Hospital 
(410)614-4548 
cpardov1@jhmi.edu 
 
 
 
The Transverse Myelitis Association is 
proud to be a source of information 
about ADEM, NMO, ON and TM. Our 
comments are based on professional ad-
vice, published experience and expert 
opinion, but do not represent therapeutic 
recommendations or prescriptions.  For 
specific information and advice, consult 
a qualified physician.  The Transverse 
Myelitis Association does not endorse 
medications, treatments, products, ser-
vices or manufacturers. Such names ap-
pear in this publication solely because 
they are considered valuable infor-
mation. The Transverse Myelitis Associ-
ation assumes no liability whatsoever for 
the contents or use of any medications, 
treatments, products or services men-
tioned.  
 
 

to this TM-related disorder. 
 

Dr. Daniel Becker, a neurorehabilita-
tion specialist and faculty at the Ken-
nedy Krieger Institute International 
Center for Spinal Cord Injury, focuses 
on evaluation and treatment of long-
term effects of TM and neurorehabili-
tation. 
 

Drs. John Ratchford and Daniel Harri-
son focus on myelitis, myelopathies, 
and demyelinating disorders that can 
present as TM.  Both are neuroim-
munologists with expertise in clinical 
trials and neuroimaging technology in 
neuroimmunologic disorders.   
 

Drs. Peter Calabresi (Director of the 
Johns Hopkins MS Center), Ellen 
Mowry, and Scott Newsome focus on 
assessment of those patients suspected 
of having demyelinating syndromes 
that can present as TM.  Drs. Calabresi 
and Newsome are also interested in the 
assessment of novel technologies, such 
as ocular coherence tomography 
(OCT), a new non-invasive technique 
used in the assessment of axonal and 
retinal damage produced in neuroim-
munologic disorders.  Dr. Mowry is 
investivating the role of vitamin D in 
neuroimmunologic disorders. 
 

Drs. Justin McArthur and Arun Ven-
katesan focus on patients with TM as a 
result of an infectious disorder. They 
have a longstanding interest in neu-
roinfectious disorders, including those 
that are associated with TM, such as 
herpes infections or other viruses.  
 

Dr. Julius Birnbaum has the unique ex-
pertise of rheumatology and neuroim-
munology, as he was trained in both 
specialties.  He focuses on patients 
who have TM as a result of an under-
lying rheumatologic condition, such as 
Sjogren’s disease or systemic lupus er-
ythematous. 
 

The Neuropsychiatry clinic for TM 
and MS was established through the 
pioneering work of Dr. Adam Kaplin.  
Dr. Kaplin’s work continues to be one 
of the most important facets of the 
JHTMC. Dr. Kaplin focuses on the as-

Summer Camp for our Children 

and Families, August 1 – 5, 2012 

 
The TMA Family Camp will be held at 
the Center for Courageous Kids, Au-
gust 1 – 5, 2012.  Children with 
ADEM, NMO, ON and TM who are 5 
– 17 years old and their families will 
be eligible to apply to the TMA Fami-
ly Camp.  As space will be limited, 
and we want to be able to include as 
many families as possible, we are ask-
ing that only immediate family apply 
to attend camp.   
 
Applications are available from the 
following link: 
 
www.thecenterforcourageouskids.org/
camperapp.html 
 
Please do not procrastinate.  We antici-
pate that we are going to have very 
high interest in this event from our 
families all around the world.   
 
Faith Cary is the Camp Recruiter and 
will be our point of contact for the 
Center for Courageous Kids.  You can 
reach Faith at: (270)618-2912 or 
faith@courageouskids.org. 
 
Our physicians will be attending camp 
and will offer an exceptional education 
program.  You will also have access to 
these doctors the entire time you are at 
camp.     
 
Please visit the Center for Courageous 
Kids website to tour this wonderful 
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Ohio (eastern standard time). 
 
The 168 acre camp is located in 
Scottsville, Kentucky; 24 miles 
southeast of Bowling Green, KY, 
and just 65 miles northeast of Nash-
ville, TN.  The camp has a state of 
the art medical center and helipad, an 
equestrian center, bowling alley, in-
door swimming complex, gymnasi-
um and climbing wall, beautiful 
lodges, a dining hall and theater, an 
arts-and-crafts and music center, and 
so much more.  The camp is an en-
tirely handicap- accessible facility 
and the camp offers an exceptional 
accessible recreation program for the 
children.  Thus far, the camp has 
served over 10,000 children and fam-
ily members from 33 states and Can-
ada.   
 
If you have not already done so, 
please contact Linda Malecky (if you 
are located in the US or Canada) or 
Suzie Wedlake (if you live in Eu-
rope, Asia, Africa, and Australia).  
Please ask to be added to the chil-
dren’s and family database.  Being 
added to the camp mailing list is just 
one of the reasons you should be par-
ticipating in this database.   
 
Please join me, Pauline and Kazu in 
our excitement about this new and 
wonderful camp experience.  We’re 
looking forward to seeing everyone 
in August.  
 
Thank you, Center for Courageous 
Kids! 
 
 
 

The James Timothy Lubin  

Fellowship in Rare  

Neuroimmunologic Disorders 

 
In 2008, The Transverse Myelitis As-
sociation established the James Tim-
othy Lubin Fellowship in Rare Neu-
roimmunologic Disorders. We urge 
you to make a tax deductible dona-
tion to this critically important pro-

camp for yourselves:   
 
www.thecenterforcourageouskids.org   
 
And view their new camp video at:  
 
www.youtube.com/watch?
v=3NK1Z8SB-Y8 
 
The closest airport to the Center for 
Courageous Kids is in Nashville, Ten-
nessee, which is about an hour drive 
from camp.  The Center for Coura-
geous Kids does not provide transpor-
tation to and from the airport.  The 
TMA will be researching the possibil-
ity of renting accessible transportation 
for the travel days before and after 
camp to assist families who will re-
quire this transportation.   
 
In making your travel arrangements, 
please consider that families will be 
scheduled to arrive at camp beginning 
at about 3:00 pm Wednesday after-
noon, and camp will be concluded at 
1:00 pm Sunday afternoon (central 
time).  Please do not purchase airline 
tickets before you have been formally 
notified by camp that your family has 
been accepted.  Acceptance notifica-
tion will begin May 1.  If you need an 
early acceptance for air travel, please 
provide written request by email to 
Faith at faith@courageouskids.org. 
 
We are asking our families and the 
TMA community to get involved in 
fundraising for our family camp.  The 
TMA is going to have an obligation to 
provide financial support to the camp 
for our families and there will be some 
significant expenses (i.e., transporta-
tion, etc.).  If you make a donation to 
support our family camp, please be 
sure to write TMA Family Camp on 
your check.  We are always grateful 
for your support!  
 
If you have applied to camp or plan to 
apply, please get in touch with me as 
soon as possible so that we can discuss 
financial arrangements.  You can 
email me at: ssiegel@myelitis.org or 
call me at (614)766-1806.  I am in 

gram by using the link:  http://
www.myelitis.org/fellowship-donation 
 
There is no greater need in our com-
munity than the provision of medical 
care by neurologists who have experi-
ence and expertise in these rare disor-
ders.  There is also a critical need to 
foster the development of scientists 
who are interested in these disorders.  
What better way to recognize and hon-
or Jim than to establish a fellowship 
that will ultimately provide the best 
clinical care to the people Jim has de-
voted his life to helping and find the 
causes and cures for TM, NMO, ON 
and ADEM.   
 
The purpose of the James Timothy Lu-
bin Fellowship in Rare Neuroimmuno-
logic Disorders is to encourage the de-
velopment of medical specializations 
in TM, ADEM and NMO through a 
year of study under a leading TM, 
ADEM or NMO specialist.  The fel-
lowship is focused on the provision of 
exceptional clinical care and/or re-
search into these rare neuroimmuno-
logic disorders.  Award of the Fellow-
ship will be based on the expectation 
that the recipient will continue to spe-
cialize in ADEM, NMO and/or TM.  If 
the fellowship includes a clinical and 
basic science research project, the fel-
lowship term may be up to two full ac-
ademic years.    
 
The fellow will be required to work 
with a mentor (a TM, NMO and/or 
ADEM specialist).  The mentor must 
be a faculty member with demonstrat-
ed clinical specialization and practice 
in at least one of the disorders.  Prefer-
ence will be given to medical centers 
of excellence in the disorders.  If the 
fellowship includes a research pro-
gram, the mentor must also be a scien-
tist with research experience and pub-
lications in these rare disorders.    
 
In order to award one fellowship each 
year, the TMA will need to raise 
$100,000.  The number of fellowships 
we can offer will only be limited by 

http://www.youtube.com/watch?v=3NK1Z8SB-Y8
http://www.youtube.com/watch?v=3NK1Z8SB-Y8
http://www.myelitis.org/fellowship-donation
http://www.myelitis.org/fellowship-donation
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The Accelerated Cure Project Repository  

A Research Resource for Curing Demyelinating Diseases 
 

Scientists working to cure diseases often need access to biological samples and information 
from people with those diseases.  In the case of rare diseases, however, those samples can be 
hard to come by.  So the TMA has teamed up with the Accelerated Cure Project (ACP), to 
help provide valuable samples and data to scientists who are studying TM, NMO, ADEM, 
ON, and MS.   
 

In 2006, ACP established a biorepository to collect blood samples and data from people 
with MS which could be used in research.  Soon afterward, the TMA and ACP joined forces 

to also include samples and data from people with other demyelinating diseases.  More recently, the Guthy-Jackson Char-
itable Foundation has provided additional support for enrolling people diagnosed with NMO into the repository.  Combin-
ing samples from people with these similar-but-different conditions into a single collection not only saves money due to 
the efficiency of a single operation, but also enhances research as it allows scientists to easily compare different demye-
linating diseases in their studies. 
 

the resources we are able to devote to 
this important program.  Most of the 
people that I speak with for the first 
time are seeking a TM or a NMO or an 
ADEM specialist.  If you have one of 
these disorders or if you are a family 
member or friend of a person with one 
of these disorders, an investment in 
this fellowship program will bring you 
very direct and profound benefits.     
 
We urge you to get involved in this 
fundraising effort.  I know that over 
the years many people have been in-
spired by Jim.  Please join us in honor-
ing Jim by supporting this important 
program.  I can think of no greater leg-
acy for Jim than to have highly moti-
vated, brilliant and skilled physicians 
enter the discipline of neuroimmunolo-
gy.  Please make a donation to the 
TMA for the purpose of funding the 
James Timothy Lubin Fellowship and 
then please make your contributions a 
regular part of your generous giving.  
If you have been considering starting a 
fundraising program with your friends 
and family, this fellowship would be 
an excellent focus of your efforts.  
What more pressing or critical issue do 
you have in your own life or in your 
child’s life than to assure that you or 
they have the best medical care availa-
ble and that there are researchers who 
are interested in understanding TM, 
NMO, ADEM and ON.   
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to learn more about sharing your 
samples and data with researchers 
around the world.  Participation con-
sists of a blood draw and an exten-
sive interview at one of their ten clin-
ics (collection sites) located across 
the US, which are listed below.  This 
is not a treatment study.  There are 
no drugs involved.   
 

If you have NMO and do not live 
near a collection site but can travel to 
one, funds may be available through 
the Guthy-Jackson Charitable Foun-
dation to offset your travel expenses.  
Additionally, if you have NMO and 
are unable to travel to one of ACP’s 
collection sites, a nurse may be avail-
able to travel to your town to conduct 
the study visit there.   
 

If you're already a repository partici-
pant, you may get a phone call or a 
postcard asking you to return to the 
clinic to contribute follow-up sam-
ples and data.  One of the particularly 
valuable aspects of the ACP reposi-
tory is that it is a longitudinal study, 
meaning that participants are asked 
to return over the course of their life-
time for follow-up visits.  Having 
participants return for follow-up vis-
its allows ACP to provide valuable 
samples and data to researchers who 
are studying disease course and the 
impact of medications on progres-
sion, among other critical topics.  
Your continued involvement enhanc-
es the value of the repository and ac-
celerates research into the causes of 
ADEM, MS, NMO, ON and TM. 
 

Enrollment in the repository is cur-
rently at a reduced level as we en-
hance our data management system.  
We are still enrolling based on cer-
tain criteria, howeverif you are not 
eligible to participate at this time, we 
will put you on a waiting list to be 
contacted once full enrollment re-
sumes.  To learn more about partici-
pating, contact the study coordinator 
at the site of interest; call ACP’s re-
pository director, Sara Loud, at (781) 
487-0032; or visit the repository sec-

So far 2,919 people have enrolled in 
the repository.  This number includes 
people diagnosed with each of the con-
ditions listed above, as well as friends 
and family members who serve as con-
trol subjects.  Scientists working on 62 
different research projects have been 
granted access to samples and data.  
Most of these researchers are analyz-
ing blood samples for genetics, pro-
teins, gene expression, antibodies, etc., 
but there are also a few data-only pro-
jects.  The repository operates under a 
data-sharing model, meaning that sci-
entists who use the repository must re-
turn the results of their experiments to 
ACP, which can then share those re-
sults with any other scientist who is in-
terested in learning from them. 
 

The repository has seen a recent surge 
in the number of scientists interested 
in using its samples to learn about 
NMO.  New advances in the under-
standing of NMO, as well as research 
funding from Guthy-Jackson have mo-
tivated scientists to study topics like 
the genetic origins of the disease and 
the effects of an NMO-associated anti-
body on proteins and cells.  ACP has 
also recently received several sample 
requests from research teams develop-
ing assays to distinguish among differ-
ent demyelinating diseases.  These 
projects may lead to new understand-
ing of disease mechanisms, as well as 
faster diagnoses in the future.  Another 
project involves mining the data con-
tributed by TM and NMO participants 
to explore the effect of treatment early 
in the disease. 
 

You can learn more about the research 
being supported through repository 
samples and data by visiting: 
www.acceleratedcure.org/repository/
research.php 
 

Would you like to contribute to this 
valuable research resource and help 
scientists who are working to cure TM, 
NMO, ADEM, ON, and MS?  If you 
have been diagnosed with one of these 
diseases and have not already enrolled 
in the ACP repository, we invite you 

tion of the ACP website at 
www.acceleratedcure.org/repository.  
 

Repository Collection Sites 
 

University of Massachusetts Medical 
School, Multiple Sclerosis Center 
Memorial Campus, 119 Belmont St 
Jacquith Ground 
Worcester, MA 01605 
Janice Weaver (Study Coordinator) 
508-793-6562  
weaveJ01@ummhc.org 
 
Johns Hopkins 
600 North Wolfe Street 
Pathology #627 
Baltimore, MD 21287 
Gita Byraiah (Study Coordinator) 
410-502-6160 
gbyraia1@jhmi.edu 
 
Multiple Sclerosis Clinical Center 
University of Texas Southwestern 
Medical Center at Dallas 
5323 Harry Hines Blvd. 
Dallas, TX 76051 
Stephanie Huberman  
(Study Coordinator - ALL) 
214-645-7949 
Stephanie.huberman 
@UTSouthwestern.edu 
Martha Mann  
(Study Coordinator - NMO only) 
214-645-0543 
Martha.Mann@UTSouthwestern.edu 
 
Shepherd Center, Inc. 
2020 Peachtree Road NW 
Atlanta, GA 30309 
Elizabeth Gonzales  
(Study Coordinator) 
404-350-3116 
Elizabeth_Gonzales@shepherd.org 
 
The International MS Management 
Practice, MS Research Center of NY 
521 West 57th Street, 4th Floor 
New York, NY 10019 
Deirdre Dulak (Study Coordinator) 
646-557-3860 
ddulak@msrcny.org 
Daniel Koffler (Study Coordinator) 
646-557-3582 
dkoffler@msrcny.org 
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TMA has awarded a $20,000 grant 
to Daniel Becker, M.D. and the 
Hugo W. Moser Research Institute 
at Kennedy Krieger, Inc. to support 
the study, “FIRST-STIM: CNS 
Growth Factor Release and Chang-
es in the Inflammatory Environ-
ment in Response to Electrical 
Stimulation in Subjects with In-
flammatory Myelopathies.”  Dr. 
Becker is the Director of the Pedi-
atric Spinal Cord Injury Unit at 
Kennedy Krieger Institute and the 
International Center for Spinal 
Cord Injury (ICSCI).  He is also 
Assistant Professor of Neurology 
at Johns Hopkins University, 
School of Medicine, and is a clini-
cian at the Johns Hopkins TM Cen-
ter. 
 
People with disorders such as TM, 
NMO, and MS often accumulate dis-
ability. Functional electrical stimula-
tion (FES) cycling is a method of ap-
plying low level electrical currents to 
the leg and buttock muscles to cause 
the weakened or paralyzed muscles 
to contract and produce a cycling 
motion of the legs.  It has been used 
most in rehabilitation of patients with 
traumatic spinal cord injuries (SCI).  
Over recent years, FES cycling has 
become an increasingly important 
modality in rehabilitation of patients 
with paralysis.  It has been shown to 
have multiple primary medical bene-
fits including: increased muscle 
mass, improvements in bone density, 
enhanced cardiovascular function, 
improved bowel function, decreased 
spasticity, and reductions in bladder 
infection rate.  Most importantly, 
FES may enhance the spontaneous 
neural repair program and reduce the 
inflammatory environment within the 
brain and spinal cord.  One of the 
most important questions unan-
swered in regards to this technology 
is: How much FES is required to re-
sult in the most optimal recovery?  
Dr. Becker currently uses an experi-
ence based approach (3 to 5 FES cy-
cling sessions per week, 1 hour 

Barrow Neurological Institute 
500 W. Thomas Road, Suite 360 
Phoenix, AZ 85013 
Stacey Lent (Study Coordinator) 
602-406-6291 
Stacey.lent@chw.edu 
 

The Ohio State University Medical 
Center 
1654 Upham Drive, 445 Means Hall 
Columbus, OH 43210-1228 
Annie Schertzer (Study Coordinator) 
614-366-3757 
Andrea.Schertzer@osumc.edu 
 

Beth Israel Deaconess Medical Center 
330 Brookline Ave KS 211 
Boston, MA 02215 
S. Maureen Donnelly  
(Study Coordinator) 
617-667-4052 
sdonnel1@bidmc.harvard.edu 
Rosemary Bailey (Study Coordinator) 
rcbailey@bidmc.harvard.edu 
617-667-3726 
 

University of Colorado Denver 
Care and Research, Neurology Dept 
12631 East 17th Avenue, 
Mail Stop B 182 
Aurora CO 80045 
James Yarovoy (Study Coordinator) 
303-724-5493 
James.Yarovoy@ucdenver.edu 
 

Stanford University 
Neurology Clinic 
300 Pasteur Dr A301 MC 5325  
Stanford, CA 94305 
Daniel Lebus (Study Coordinator) 
650-723-3657 
dklebus@stanford.edu 
 
 
 

TMA Awards Grant for 

Study of FES Impact on 

CNS Growth Factors in 

TM, NMO and other 

Neuroinflammatory  

Disorders 

 
We are pleased to announce that the 

each). From extensive clinical experi-
ence in their center, it is suspected that 
the more FES that is applied the better 
recovery.  In order to find the optimal 
dose of FES, they have identified a bi-
omarker that can be measured in the 
spinal fluid of individuals receiving 
FES.  Brain derived neurotrophic fac-
tor (BDNF) levels correlate closely 
with functional recovery. Currently, 
there is no controlled clinical trial data 
available on the effect of FES ergome-
try on neurotrophin release and func-
tional recovery following neurolo gical 
injury.   
 
The objective of the study is to eval-
uate change in function (spasticity, 
strength, and sensation) in individuals 
with inflammatory myelopathies in re-
sponse to functional electrical stimula-
tion (FES) cycling therapy.  The study 
will also evaluate the changes in CSF 
growth factors, neurotrophins, and in-
flammatory cytokines in response to 
FES stimulation.  A correlation be-
tween changes in function and changes 
in the CSF neurotrophic/inflammatory 
milieu will provide evidence of bio-
chemical changes that may mediate 
neurological repair following FES cy-
cle therapy. This data will be crucial 
for the design of a phase 2/3 clinical 
trial evaluating the efficacy of FES in 
patients with inflammatory myelopa-
thies. 
 
Dr. Becker is seeking study participants 
for this important clinical trial.  The 
study involves coming to Kennedy 
Krieger Institute in Baltimore MD for a 
total of 3 weeks. Participants will use 
the FES bike either once, three times, or 
five times per week.  At the beginning 
and at the end of the study, they will 
undergo a detailed clinical exam in ad-
dition to blood draw and spinal tap.  
People with transverse myelitis, neuro-
myelitis optica, and multiple sclerosis 
who are interested in this study may 
contact his study coordinator Shannon 
Inches at:  
inches@kennedykrieger.org. 
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For additional information or to en-
roll in the study, please call the 
ICSCI Clinical Research Coordinator 
at (443)923-9235 or email clinicaltri-
als@spinalcordrecovery.org.  Please 
be prepared to leave a detailed mes-
sage, including the name of the study 
you are interested in and your contact 
information so that you can receive a 
confidential message in response.  
You may also visit the ICSCI web-
site at www.spinalcordrecovery.org.  
The specific link to the study de-
scription is: 
www.spinalcordrecovery.org/
NA_00041441.php 
 
 
 

Risk Factors for Acute  

Idiopathic Transverse Myelitis 

 
Johns Hopkins is currently enrolling 
new and recently diagnosed patients 
with idiopathic acute transverse mye-
litis (IATM) to study risk factors for 
the disease.  This is a study conduct-
ed in collaboration with investigators 
at the Johns Hopkins Bloomberg 
School of Public Health, the Johns 
Hopkins Transverse Myelitis Center, 
and U.S. Food and Drug Administra-
tion, under the auspices of the Cen-
ters for Disease Control and Preven-
tion.  
 
In this exploratory study, patients 
will be asked to complete a question-
naire detailing demographic, socioec-
onomic data, information regarding 
illness and underlying diseases, med-
ications, immunizations, travel histo-
ry and other physician visits in the 
preceding 24 months prior to the on-
set of idiopathic acute TM.  
 
Interested patients should contact the 
study coordinators: Yandong Qiang 
(301-827-1087), Mari Griffioen  

Volunteers with transverse  

myelitis or multiple sclerosis or 

NMO needed 

 
CNS Growth Factor Release and 
Changes in the Inflammatory Environ-
ment in Response to Electrical Stimu-
lation in Subjects with Inflammatory 
Myelopathies.  Principal Investigator: 
Daniel Becker, MD 
The International Center for Spinal 
Cord Injury (ICSCI) at Kennedy 
Krieger Institute 
 
This research is being done to study 
the effect of Functional Electrical 
Stimulation (FES) cycling on factors 
in blood and spinal cord in people with 
history of spinal cord inflammation as 
seen in TM, MS, and NMO (non-
traumatic spinal cord injury).  FES cy-
cling is a method of applying low level 
electrical currents to the leg and but-
tock muscles to cause the weakened or 
paralyzed muscles to contract and pro-
duce a cycling motion of the legs. The 
FES cycling in this study will be done 
through a device called the RT300-SL 
Cycle Ergometer (RT300).  The goal 
of this study is to determine which 
amount of FES biking is the optimal 
dose to result in the best recovery.  
There is no monetary compensa-
tion.  There is no cost to the partici-
pants.  No medical insurance is re-
quired.   
 
The study requires adults (18 or older) 
with TM or MS or NMO at any level 
who are willing and able to come to 
Baltimore for 3 weeks to enroll and 
participate in this trial.  People would 
be randomized into 1 of 4 groups re-
ceiving differing amounts of FES bik-
ing per week and with and without 
electrical stimulation.  Spinal fluid and 
blood will be taken at the beginning of 
the study and at the end of the 3 week 
period.   

(410-955-2955), and Ms. Maureen 
Mealy (410-502-8672). Principal In-
vestigator, Neal Halsey MD (410-955-
6964). 
 
 
 

Volunteers Needed for NMO 

Pregnancy Study  

 
The Effect of Pregnancy on Neuromy-
elitis Optica.  Principal Investigator: 
Eric Klawiter, MD 
Massachusetts General Hospital, Har-
vard Medical School 
 
This research is being conducted to 
study the effect of pregnancy on neu-
romyelitis optica. Neuromyelitis optica 
commonly affects females of 
childbearing age. To date, women’s 
health issues in NMO have not been 
studied in detail. Determining the ef-
fect of pregnancy on the neuromyelitis 
optica disease course is of great im-
portance in counseling patients on 
family planning. Information will also 
be gathered on the incidence of com-
plications of pregnancy and the inci-
dence of miscarriages. 
 
The researchers are looking for female 
patients age 18 or older with neuromy-
elitis optica. Participants do not need 
to have been pregnant in the past to 
participate. Patients can be NMO Ab 
positive or negative, as long as they 
carry the diagnosis of NMO. Participa-
tion would involve completing a sur-
vey that will be administered over the 
phone and should take 10-20 minutes 
of your time. There is no monetary 
compensation.  There is no cost to the 
participants.  
 
Patients will not receive any personal 
health benefits as a result of their par-
ticipation in this research study. We 
hope that the results will help us better 
understand neuromyelitis optica, and 
might benefit patients with neuromye-
litis optica in the future. 
 

Recruiting for Studies 
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Even with older children where The 
Standards have demonstrated high 
reliability, an adjunct to the clinical 
examination is needed. As an adjunct 
to The Standards, we will need an 
objective method to evaluate treat-
ment effectiveness at the cord level. 
Once we establish DTI as a reliable 
method of quantifying viable neural 
tissue within the spinal cord, it will 
be a critical neurodiagnostic adjunct 
to the clinical examination.    
 
The study involves both the SCI pop-
ulation, including children with 
TM, ADEM and NMO with spinal 
cord involvement, as well as a pop-
ulation of controls. After assent and 
consent are obtained, they will be 
asked to have repeated conventional 
T1 and T2 MRI scans and DTI scan 
of their cervical or thoracic spine 
within 2-48 hours of the initial scan. 
 
Children will be included in the 
study if they are between 7 and 21 
years of age; have a neurologically 
intact spinal cord; willingness to be 
in the MRI scanner for maximum 50 
minutes; tolerates the MRI scan 
without sedation and; provide written 
informed assent and consent. 
 
Subjects with SCI will be excluded 
from the study if they are designated 
as AIS E (normal); have a one or 
more SCI below the cervical level; 
(non-continuous fractures) are in the 
acute stage of recovery as evidenced 
by changes in neurological status; 
have traumatic brain injuries or other 
cognitive co-morbidities as evi-
denced by the inability to follow test 
instructions; have hyper sensation or 
dysesthesia that may be exasperated 
by neurological testing; have high 
tetraplegia (C4 and above) who are 
ventilator dependent and without a 
reliable means to communicate such 
as eyewink, facial expression, com-
munication board, computer, etc; are 
unable to tolerate MRI session with-
out sedation; have instrumentation in 
their spine; have braces for orthodon-

Diffusion Tensor Imaging  

Study (DTI) 
 

Laure Rutter RN, BSN  
SCI Program Coordinator 
Shriners Hospital for Children 
Philadelphia, PA 
 
Diffusion Tensor Imaging and the Pe-
diatric Spinal Cord: Validity and Reli-
ability Testing with Pediatric Spinal 
Cord Injury (SCI) is a study aimed at 
finding a reliable diagnostic tool for 
evaluating the impact of SCI on the 
tracts of the spinal cord. Without the 
ability to evaluate and classify the neu-
rological consequence of SCI on the 
spinal tracks and on children’s func-
tioning, we cannot reliably determine 
motor or sensory levels, nor can we es-
tablish the diagnosis of a complete or 
incomplete injury. Presently, the Inter-
national Standards for Neurological 
Classification of Spinal Cord Injury 
(The Standards) describe an examina-
tion technique of neurological function 
and classification of SCI.  An adjunct 
that can provide greater objectivity 
over the Standards is very much need-
ed. We have had promising results 
with our pilot work on the utility of 
diffusion tensor imaging (DTI) for 
evaluating the impact of SCI on the 
tracts of the spinal cord.  
 
In an effort to improve clinical care 
and in preparation for eventual human 
clinical trials, our clinical research 
team has been evaluating the reliability 
and validity of a clinical neurological 
exam (The Standards) when applied to 
children as an outcome measure. Pre-
vious work shows that The Standards 
do not have utility for children under 
six years of age, and those children as 
old as eight years of age have difficul-
ty with the examinations. Our work al-
so shows that for many children the 
anorectal examination is complex, may 
have limited utility and, regardless of 
the population, has questionable valid-
ity. This illustrates the limited utility 
of The Standards for use in children. 
 

tic care; do not provide written in-
formed consent and assent; are preg-
nant; have a history of seizures; have 
ferromagnetic aneurysm clips, pace-
makers, certain cardiac valves, and 
metallic foreign bodies in orbits; have 
metal based pigmented (iron oxide) 
tattoos and; are claustrophobic. 
 
Typically developing children will be 
excluded from this study as controls if 
they do not provide written informed 
assent and consent; have evidence of 
neurological insult to the spine as de-
termined by previous MRI or clinical 
examination; demonstrate cutaneous 
stigmata indicating underlying spinal 
anomaly; have braces for orthodontic 
care; are unable to tolerate MRI ses-
sion without sedation; are pregnant; 
have a history of seizures; have ferro-
magnetic aneurysm clips, pacemakers, 
certain cardiac valves, and metallic 
foreign bodies in orbits; have metal 
based pigmented (iron oxide) tattoos 
and; are claustrophobic. 
 
Without a reliable and definitive indi-
cation of the extent of injury, we are 
unable to provide families with prog-
nosis or consistency in care, nor are 
we able to confidently attribute neuro-
logical changes to treatment modali-
ties. The hope is to find a diagnostic 
tool which can be used in conjunction 
with the clinical examination to objec-
tively determine the impact of SCI on 
the tracts of the spinal cord to allow 
for improvement of clinical care. 
 
Contact Information for DTI Study:  
 
Laure Rutter BSN, RN 
SCI Program Coordinator 
Shriners Hospital for Children 
3551 North Broad Street 
Philadelphia, Pa. 19140 
lrutter@shrinenet.org 
(215)430-4289 
 
MJ Mulcahey PhD, OTR/L 
Mmulcahey@shrinenet.org 
 
 

mailto:lrutter@shrinenet.org
mailto:Mmulcahey@shrinenet.org
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Application Process 
To be in consideration for a scholar-
ship award, you must include the fol-
lowing: 
- Application: 
www.180medical.com/uploads/docs/
scholarship.pdf 
- Physician's statement of diagnosis 
- Most recent official transcript  
- Document verifying acceptance by 
college (or current enrollment) 
- Essay: pick an experience from 
your life in which you had to over-
come an obstacle and describe how it 
influenced you today. 500 word max-
imum. 
 
Send all materials to: 
180 Medical 
Attn: Scholarship Committee 
5324 W. Reno, Suite A 
Oklahoma City, OK 73127 
 
Facebook 
Join 180 Medical on Facebook to 
stay up to date with all of the schol-
arship news. They will announce 
scholarship winners on Facebook in 
July 2012. 
www.facebook.com/180medical 
 
Questions? 
If you have any questions please con-
tact scholarships@180medical.com. 
 
 
 
Contacting the TMA by Email 

 
When writing email messages to the 
officers of the TMA or to support 
group leaders, please use TMA, 
Transverse Myelitis, TM, ADEM, 
NMO or ON in the subject header of 
the message.  Please be sure to in-
clude a title in the subject header.  
The volume of emails that we receive 
and the way spam filters work makes 
it increasingly difficult to sort 
through emails to find legitimate 
messages.  Also, if you would like to 
send an attachment, it is always a 
prudent approach to send an email 

180 Medical Scholarship 

www.180medical.com/scholarships 
  
180 Medical is honored to have started 
a scholarship program to help those 
with transverse myelitis, acute dissem-
inated encephalomyelitis, neuromyeli-
tis optica, spina bifida and spinal cord 
injuries.  Realizing the financial bur-
dens that exist for many of the families 
affected by these diseases, 180 Medi-
cal developed the 180 Medical Schol-
arship Program to honor these young 
adults pursuing goals of higher educa-
tion.  
 
Eligibility 
High School Seniors: To be eligible, a 
student must be a high school graduate 
(or graduating senior), and have been 
accepted to a two-year or four-year 
college in the United States. They 
must plan on attending school full time 
(at least 12 hours) in the upcoming fall 
semester, and they must have trans-
verse myelitis, acute disseminated en-
cephalomyelitis, neuromyelitis optica, 
spina bifida, or a spinal cord injury. 
 
College Students: To be eligible, a stu-
dent must plan on continuing to attend 
a two-year or a four-year college in the 
United States in the upcoming fall se-
mester. They must attend class at least 
12 credit hours a semester and have 
transverse myelitis, acute disseminated 
encephalomyelitis, neuromyelitis opti-
ca, spina bifida, or a spinal cord injury. 
 
The Scholarship Award 
Three $1,000 scholarships will be 
awarded to those who demonstrate 
perseverance, courage, good will, and 
have made the best of their condition. 
These are one-time scholarships (not 
annual). Applicants are allowed to ap-
ply in subsequent years. 
 
Deadline 
180 Medical will begin to accept ap-
plications January 1, 2012. All appli-
cation materials must be postmarked 
by June 1, 2012.  

notifying the person that you are going 
to follow up your message with a se-
cond email that includes the attach-
ment; and explain the nature of the at-
tachment.  If you want to be sure that 
we see it, save it and open it, please in-
clude a subject header in your message 
and use words that will identify you as 
a person interested in contacting the 
TMA.  We appreciate your help! 
 
 
 

 
 

We’ve made our website talk! 

ReadSpeaker Added to 

www.myelitis.org 

 
ReadSpeaker is an innovative service 
that allows the text on our website to 
be read out loud to you. We added 
ReadSpeaker to our website to facili-
tate access to information for people 
who have visual impairment from Op-
tic Neuritis, Neuromyelitis Optica, or 
Multiple Sclerosis.  Also, for thou-
sands of people who visit our web site 
seeking information and support, Eng-
lish is not their first language.  Listen-
ing to the text could make it easier for 
people to understand this critically im-
portant information.   
 
It is very easy to use; no plug-ins or 
downloads are required.  To activate 
speech on a web page, all you have to 
do is look for the  
 

  
 
icon on the page and click it. When 
you click the listen button, a new win-
dow will open with a control panel and 
ReadSpeaker automatically starts read-
ing the text of the website out loud. 
 
 
 
 
 

 

http://www.facebook.com/180medical
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What follows is a brief report on 
some of the findings that Dr. Kaplin 
sent my way. Some of this infor-
mation first appeared in a blog I write 
for the Christopher and Dana Reeve 
Foundation web site, thus the use of 
“SCI” a lot. A complete T-10 para 
myself, I can run with both the SCI 
and the TM/MS crowds. Plus, I think 
the general ideas explored are useful 
to anyone along the spectrum of mild 
impairment to complete paralysis. 
And I hope they are useful to you. 
 

--- 
 
In my dotage, I’ve come to enjoy 
reading peer-reviewed research pa-
pers with titles like “Psychologic Fac-
tors and Risk of Mortality After Spinal 
Cord Injury” or “Comparison of the 
influence of different rehabilitation 
programmes on clinical, spirometric, 
and spiroergometric parameters in 
patients with multiple sclerosis.” 
 
Okay, these titles don’t shout, “Read 
me now!” nor is the prose the heart-
pounding John Grisham variety. But 
despite the dry-as-dust presentation, 
the information is rich and valuable. 
Maybe I watch too much cable news, 
but it’s refreshing to read material 
that is dispassionate and devoid of 
bully posturing. These reports are al-
most bracing in their quest for objec-
tive veracity. 
 
The hard science research into the 
causes and possible cures for SCI 
and neuroimmunologic injuries gets 
the biggest headlines, but I gravitate  

 
WHAT WORKS 

2/20/12 
 
I recently celebrated, if that’s the right 
word, my 15th anniversary of contract-
ing TM in December of 1996. For most 
of those years I considered myself a 
neophyte, a babe in the TM woods, 
but no longer. By now I’ve wheeled 
around the block a few times and 
know a few things. Not a lot but a few.  
 
I wrote one book a few years back de-
tailing my experience of going from P 
Day (paralysis day) to some sort of 
new equilibrium a good four or five 
years later. If I was ever to get around 
to writing a sequel, it would be my own 
handbook on how to carry on and 
maximize ultimate pleasure and satis-
faction in life while living with TM, for-
ever. And the two areas I would most 
explore are both simple and complex 
in their make-up: one, how you think 
about things and how you can alter 
your reality by thinking about them dif-
ferently. And, two, how you think about 
– and use – your body.  
 
So, as I have stumbled along trying to 
solve the above questions for myself, I 
often bug my friend and TMA board 
member, Dr. Adam Kaplin, for any sci-
entific evidence that might help illumi-
nate the path. Being the generous soul 
that he is, he usually responds with a 
zip file full of dense abstracts, often in 
German or English that reads like Ger-
man. I pour through them until I can 
find some plain English to grab hold of 
and hopefully learn a little about what 
works in living with TM. 

 
toward an area of inquiry I can usually 
grasp and perhaps profit from – the 
psychology of paralysis, or the often 
fuzzy interplay of mind and body in 
grappling with this condition.  Slogging 
through these dense research reports 
is a quest for making the topic a little 
less fuzzy.  
 
Sometimes the data points to the most 
obvious conclusions. For instance, 
when it comes to achieving the optimal 
state of being when seriously im-
paired, the scientific literature is pretty 
clear – stay healthy. This is a simple 
dictate that a schoolboy can grasp. If 
you are depressed, for instance, al-
most a statistical inevitability at some 
point, go find relief in one form or an-
other. Beyond the specific medical 
problems that demand specific medi-
cal solutions, from spasticity to auto-
nomic dysreflexia, the best life pre-
scription is to eat healthy, keep moving 
your body, do all you can to manage 
pain and infection, pay no attention to 
the often distorted presumptions of 
others (as in, “You poor dear!”), and 
realize there is probably nothing that 
should keep you from living until 85 or 
so.  
 
But wait a minute, Dr. Phil. There’s a 
lot more to it than that, as the one re-
port after another makes clear.  There 
is a major impediment to such a ration-
al course of action – namely, what 
goes on in our heads.   
 
One study examined the question of 
why those with SCI have a premature 
mortality rate. On purely physiological 

Allen Rucker  
 

We are so proud to have Allen as a regular contributor to the TMA Journal.  Allen contracted TM 
in 1996 at the age of 51, and was paralyzed from the attack at the T-10 level.  Allen published a 
memoir about his life after getting TM; “The Best Seat in the House.”  It is now available in pa-
perback.  As his memoir so brilliantly conveys, Allen is on a journey.  That journey has taken him 
into a life as a speaker and an advocate for the transverse myelitis and disability communi-
ties.  Through his many speaking engagements, his appearance on the Montel Williams Show, and 
as a contributing writer for ABILITY and New Mobility Magazines, Allen is raising awareness 
about transverse myelitis.      
 

He is the author and co-author of numerous books of humor and non-fiction. “The Sopranos Fami-
ly Cookbook,” one of three books he’s written about the Sopranos, was a New York Times #1 

bestseller.  Allen is the chair of the WGA Writers with Disabilities Committee.  He lives in LA with his wife, Ann-Marie. 
They have two sons.  
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The effect of PIL came up in another 
study, one trying to find an observa-
ble link between “a purpose driven 
life and decreased risk of AD 
(Alzheimer’s disease) or mild cogni-
tive impairment (MCI).” The authors 
found clear evidence from previous 
studies that strongly validate the link, 
then took it a step further. What if 
such goal-setting behavior might 
lead to “actual physiological changes 
that prove to be neuroprotective”? 
“Neuroprotective” means that a life 
purpose stimulates biochemical 
mechanisms that reduce the risk of 
cognitive decline. You find a goal, 
your brain gets stronger.  
 
And finally, in a study focused on ex-
ercise and people with MS, a kind of 
corollary of PIL shows up: self-
efficacy, or “the perceived ability to 
complete a specific behavior.” It 
turns out that people with MS – and 
perhaps people with TM and SCI as 
well – often lack the belief that they 
are even capable of physical exer-
tion. They give up before they start. 
When encouraged to get in shape, 
the general population answers 
back, “I don’t have time.” Those with 
MS in the study answered back, “I 
can’t do it.” Their worry was their 
ability to overcome their physical lim-
itations, and the fear of getting hurt 
or exhausted. That concern consti-
tutes a major barrier to exercise and 
training.  
 
However you mix those two ingredi-
ents – purpose in life and perceived 
self-efficacy -- it’s probably worth 
more of your time to ponder these 
“positive” markers than the thoughts 
of sadness and despair and depres-
sion that usually go with these kinds 
of disorders. And since it is impera-
tive to your longevity and maybe 
even your brain function to stay 
healthy, you might consider your 
health to be Purpose #1. Whatever 
other purposes you come up with, 
they will all be greatly enhanced, say 
the guys and gals in the lab coats, by 
the PIL of physical and mental well-
being.   
 
 
 

grounds, this doesn’t make much 
sense, at least in the US. We are long 
past the medical age where you be-
came paralyzed and died of some bac-
terial invasion three weeks later. You 
get an infection now, there’s probably 
an antibiotic to kill it. At least in my 
own case, and blessed with very little 
neurological pain, I have problems that 
are irritating as all heck, but generally 
controllable. And I’m probably not 
alone.  
 
The researchers into premature mor-
tality located two personality traits and 
one habit of mind that might have a 
significant effect on lifespan, not to 
mention the quality of the life that is 
spanned. The two traits are a) sensa-
tion-seeking, or risk taking, and b) 
Neuroticism-Anxiety. Sensation-
seeking or risk-taking can mean every-
thing from shooting heroin to a sloppy, 
inflection-baiting bathroom regimen. 
Neuroticism is the overcapacity for 
negative feelings – feeling weak and 
helpless leads to lethargy leads to 
feeling weaker and more helpless 
leads to ill health.  
 
As the study points out, these are psy-
chological patterns that are often hard-
wired in our brains and difficult to 
change, whether you’ve experienced a 
trauma like TM or not. There is no 
magic pill for someone who invites se-
rious health problems by the way they 
live or develop patterns of thinking and 
self-judgment that they can’t break.  
Lots of people are on a very slow 
course of suicide disguised as, “If I 
want a drink, damn it, I’ll have one!” 
 
The habit of mind mentioned is a con-
struct called “Purpose in Life,” or PIL. 
This is as simple as it sounds. Find 
something that gives your life meaning 
and pursue it. To invent a purpose for 
living is something within the capacity 
of most of us, no matter your disorder 
or form of transportation. Because the 
absence of PIL is patently unhealthy, 
and because there are so many ave-
nues to find it, from stamp collecting to 
Occupy Wall Street, the researchers 
see the possibility of change here, or 
in their language, “a wide range of in-
tervention options.”  
 

Important Reminder About the 

TMA Membership Directory 

 
In order to receive a TMA member-
ship directory, you must be willing to 
have your name and contact infor-
mation listed.  Those who have desig-
nated that they do not want to be listed 
in the directory will no longer receive 
one.  The purpose of the directory is to 
assist our members in finding each 
other in their local communities, states 
and countries.  As our membership is 
small and widely scattered around the 
globe, the directory serves as a way to 
facilitate the local or regional sharing 
of information and support.  The value 
of this directory is commensurate with 
the numbers of our members who are 
willing to participate in our support 
network.   
 
It is the expressed policy of the TMA 
not to share this information for any 
commercial purposes.  The vast major-
ity of our members are listed in the di-
rectory.  This designation was made 
when you first completed the member-
ship form on www.myelitis.org or 
when the original email or telephone 
contact with the Association was 
made.  If you are not currently listed in 
the directory, and would like to change 
your designation so that you can re-
ceive the directory, please send an 
email to ssiegel@myelitis.org request-
ing that your contact information be 
listed.   
 
This would also be a good time to 
check the directory to be sure that your 
current information is accurate.  If 
your phone number or email address 
has changed, please notify us. Your 
membership information will be up-
dated.  When you send us any changes, 
please include all of your information 
so your membership listing can be eas-
ily found and the changes identified.   
 
In addition to receiving the directory, 
another important benefit of being 
listed in the directory is having access 
to local support groups.  Over the past 
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Tony Matjila 

South Africa 

 
On a Monday morning, 4th July 
2005, I went to the toilet like usual. 
While passing urine I had an un-
pleasant experience as I had to force 
the urine out. During the day, all was 
well and I did not worry much about 
what happened in the morning. The 
Tuesday was fine and I thought it 
was something that I should not wor-
ry about. On the Wednesday morn-
ing, the urine did not come out at all. 
It was at around quarter to six. I 
thought it was best to go to the train-
ing since the doctor at my communi-
ty opens their surgeries at eight 
o’clock. When I got to the training 
centre, as I was a mechanical student 
doing practicals, I went to the doctor 
and immediately they sent me to the 
hospital.  
 
Arriving there, I found a long queue 
and I filled out the forms.  I was re-
quested to be on the line. With the 
bladder ready to explode, I rushed to 
the front and told the staff nurse that 
if I did not get help immediately, my 
bladder will explode, and they will 
be held responsible as it is an emer-
gency. 
 
The doctor was called and a catheter 

several years, our local support groups 
have been developing around the 
country and around the world.  If you 
are not listed in the membership direc-
tory, we assume that you do not want 
to be contacted.  We do not provide 
your information to anyone, including 
the support group leaders who are cur-
rently operating in and around your ar-
ea, or to those who will establish 
groups in your area in the future.   
 
Due to the increasing size and cost of 
the TMA Membership Directory, we 
will be printing and mailing new direc-
tories no more frequently than every 
two years.  If you are not currently 
listed, please consider doing so.  We 
appreciate the willingness of so many 
of you to make yourselves available to 
assist others in your communities, 
states and countries. 
 

We Don’t Want to Lose You 

 
Please keep us informed of any chang-
es to your mailing address, your phone 
number and your email address. You 
can send changes to me via email at 
ssiegel@myelitis.org; you can send 
changes to me by mail, or you can fill 
out a change of information form on 
the web site: http://www.myelitis.org/
memberform.htm – just click on the 
box indicating that you are changing 
existing information. 
 
The Association does all of our mail-
ings using the postal service bulk, not-
for-profit rate within the United States 
and our territories and protectorates.  
We save a considerable amount of 
money by doing our mailings in this 
fashion. Unfortunately, when you 
move and don’t provide us with the 
change, our mail will not be forwarded 
to you, after your grace period, and 
this class of mail is not returned to the 
sender.  The cost to the Association is 
substantial. These are wasted printing 
and postage costs.  Please keep your 
information current. Your diligence is 
greatly appreciated. 
 

was inserted.  Almost two litres came 
out and I felt a relief. An appointment 
was scheduled for the next day, which 
was the Thursday. I went back to the 
training centre with the catheter in me. 
When arriving at the training centre, I 
started to feel weakness in my right 
lower limbs. When climbing the stairs, 
I felt that I could no longer walk. I 
went to the toilet as I thought the cath-
eter was the cause of the weakness. At 
the toilet, I fell so many times and I re-
alised that something was really 
wrong.  At that time I was using the 
walls for balance. It was almost knock 
off time and I went home. On my way 
I called my grandmother to bring me 
one crutch so that I could balance.  A 
few years back, I broke my leg at  a 
soccer match so I had a pair of crutch-
es. 
 
My neighbour drove to the bus stop to 
collect me. I used the crutch, as my 
right side was almost numb. The fol-
lowing day I was supposed to go to the 
hospital to meet the urologist. When 
waking up, the catheter was a bit full 
and while trying to go to the toilet, I 
could not walk at all. I was lifted and 
taken to the hospital. Arriving there, 
many tests were done after the urolo-
gist said everything seemed fine. On 
the x-ray, there was a compression of 
the vertebrae. I was taken to a certain 
private clinic to do a MRI scan before 

In Their Own Words 

In each issue of the Journal, we will bring you a column that presents the ex-
periences of our members.  Their stories are presented In Their Own Words 
by way of letters they have sent us.  We are most appreciative of their willing-
ness to share their very personal stories.  It is our hope that through the shar-
ing of these experiences, we will all learn something about each other and 
about ourselves.  It is our hope that the stories will help us all realize that we 
are not alone.  It is important to bear in mind that all newsletters and journals 
are archived on our web site.  Should someone do an internet search of your 
name, your article is likely to be identified in their search results.  You may 
submit your stories by sending them either by e-mail or through the postal 
service to Sandy Siegel.  Please be sure to clearly state that The Transverse 
Myelitis Association has your permission to publish your article. 
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found a wheelchair basketball team.  
Transport is a problem as they start 
the practises at 7pm.  Living in the 
townships outside town it is a prob-
lem, because it is a two hour session 
and it will leave me getting home at 
10pm. 
 
At the moment, I am not using the 
indwelling catheter since the sensa-
tion of the bladder is better. I am us-
ing a catheter when urinating and 
clean it up afterwards.  It exposes me 
to bladder infections so I have to al-
ways be careful concerning the 
cleaning.  This can be a problem 
since most toilets do not have an en-
closed basin.  It is a matter of privacy 
for me as people do not know that I 
am using the catheter.  I take medica-
tion for pain since my bedsores have-
n’t closed up yet.  I had 13 and now I 
am left with only two.  When it is 
overcast it does create a problem for 
me.  The doctor explained to me that 
when it gets cold, the body contracts 
and I experience more pain.  After 
they close up, I will have to go for a 
hip replacement on my right side. 
There is a fracture and it is adding to 
the pain.  It cannot be done now as 
we are avoiding many open skin sur-
faces.  

Erica Wilson 

Alabama 

 
The morning of February 23, 2010 
started out as any other normal 
day. I awoke from my slumber and 
sluggishly made myself get half 
way decent for yet another day of 
learning at school. We had a test 
that day, so our physical education 
class was moved to the end of the 
day. I had felt fine that day and 
was ready to come home from yet 
another ordinary day of school.  
 
At PE, I played basketball, my all-
time favorite. Not to brag, but I felt 
like this was one of the best games 
I had ever played! My movements 
were swift as I made each basket 
count.  Everyone would soon for-

they could operate. The results were 
not too good.  It showed damage on 
the spine so the operation was can-
celled as the main focus was to relieve 
the pressure so that the spine could be 
protected. 
 
I was taken to another hospital where I 
was admitted. The condition became 
worse by the day and more and more 
tests were done in those two weeks. 
By the end of the third week, July 
2005, I was completely paralysed and I 
was diagnosed with Transverse Myeli-
tis.  
 
I stayed at the hospital till December 
2006. After I was discharged, the 
world was a different place. Many 
people could not relate to me. Being 
hospitalised for so many months, I lost 
all my friends. I realised that I could 
not go back to finish my studies, as it 
was practical trades. I depended on my 
family members for everything, from 
bathing to eating. I did attend physio-
therapy though, but I was not optimis-
tic that things would improve. Getting 
in to the taxis was always a struggle as 
I took more time.  Most drivers were 
helpful; it was only a few who did pass 
when they saw me. 
 
I decided to start something else with 
UNISA since my chances of recovery 
were slim. It did suit me as it was an 
open distance learning program and 
that I did not have to attend everyday 
like residential universities.  At the 
moment, I am left with four modules 
to complete the BA I started in 2007. 
My goal was to finish it before 2012.  
 
Presently, I can use crutches for short 
distances. My daily challenges are 
mostly access to the building and 
transportation. With the very slow 
pace of walking, it does take me a long 
time to get to work compared to an or-
dinary person.  After work, I feel tired 
and still I have to study. I managed to 
get a driver’s licence with an adjusted 
automatic car.  It was a struggle to find 
the driving school that had it. I feel I 
need to be active in sports and I have 

get about this game, but not me. 
During the excitement of the game, 
my right leg started to feel like it 
was cramping. I had never experi-
enced a cramp in my leg before, but 
I figured that is what it must feel 
like. Still, I assumed my position 
and continued with the exhilarating 
game.  
 
Not long after the game ended, I 
went outside of the school waiting 
for my mom to pick me up and take 
me to my Meme’s house, to eat, 
share laughs, and smiles like we al-
ways did. Today was different.  My 
legs felt horrible, so I sat down. 
Luckily my mom made it soon, and I 
staggered to her car. The pain was 
excruciating.  The best way to de-
scribe it is that it felt like someone 
was taking their hands and squeez-
ing my inside muscles as tight as 
they could. Even today, remember-
ing the feeling makes my whole 
body shiver. My mom reached over 
in the car and massaged my right 
calf, the one that was hurting.  Im-
mediately, the pain made its way to 
my toes and on over to my left leg as 
well. Not knowing what was wrong; 
my mom stopped by my Meme’s 
house and tried to get me out of the 
car.  She then quickly decided to 
take me to the local emergency de-
partment.  
 
The short ride to the hospital was the 
longest 15 minute ride of my life. 
When we arrived, my mom asked me 
to get out of the car.  By this time I 
was paralyzed.  This all happened in 
a total of 30 minutes. She went and 
got a wheelchair and had someone 
pick me up into the chair.  My legs 
would not move and they dragged on 
the ground as I was pushed into the 
dreary hospital. They did a CT scan 
and said I had a bulging disk.   They 
transferred me to the Children’s 
Hospital in Birmingham, Alabama 
where I underwent a 4 hour MRI and 
spinal tap.  This couldn’t be happen-
ing to me. My life was ordinary; the 
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The Wounded Butterfly 
By: Erica Wilson 

 

Sometimes when I’m alone, I compare my life  
To one like a wounded butterfly. 

As I watch everyone else prosper and fly, 
I sit and watch them go by. 

Why do I observe you may ask? 
Because flying for me would be a difficult task. 

My wings are paralyzed, the reason I may never know, 
But I guess this is just how life goes. 

Will my wings ever repair? 
Will I ever spread them like I used to in the air? 

Life is such a delicate flower that’s nectar is 
Given to us every day we breathe, 

Even so, sometime life is not fair and  
We don’t get what we think we need. 

As a small butterfly, in this huge garden surrounding me, 
I don’t think anyone notices my invisibility. 

Although my wings are dead weight, I do recall, 
How the trees in my life used to change from spring to fall. 

Now I sit quietly in the darkness alone, 
No one ever drops by this butterfly’s home. 

As I hold on to my last ray of light, 
I hope to get back to my normal flying life. 

Now the colors fade away; 
From neon and bright … to blacks and grey. 

I will never forget when my wings used to work, the wonderful days. 
That is the past and this is the present, 

So why do I still feel so hesitant? 
Now feels so unreal, as the others play in the wind 

I watch only hoping to do that once again. 
Life goes on, so I will work hard for my wings 

Because in life you are not just handed things. 
One day I know I will fly, 

Whether it is now or after I die. 
I cherish life day by day 

As the nectar slowly fades away. 
My life will be the best I make it to be 

Whether I am flying, walking or even crawling. 
This isn’t the end, no not yet. 

These are just times giving me memories I shall never forget. 
I thank the heavens for my every breath 

Because some people face worse hardships. 
I, as the wounded butterfly, am telling you now 

To live your life so you never regret or wonder how. 
After all I have been through, not just as a butterfly,  

But as me I am still alive and breathing. 
 Even though I can’t walk normally, 

I can still get mad, laugh, and talk you see. 
I feel so blessed every day I awake 

same every day, for goodness sake. I 
had my friend’s birthday party to at-
tend that weekend!   
 
I finally received the diagnosis of 
transverse myelitis the next morning.  
I just wanted to have surgery or 
something; I wanted to get better for 
dance class the next night.  I had 
gone to dance classes for eight 
years, never missing a day of attend-
ance.   
 
My disorder is incurable.  Incurable.  
No party, dance class or what most 
people classify as a normal life. I 
underwent some great treatment and 
also went through physical and oc-
cupational therapy.  Those hadn’t 
been my plans for that five week pe-
riod. I was released and finally sent 
home.   
 
Just like that, I was paralyzed from a 
disorder that I had never heard of.  
Today, I still hold my head high and 
work hard with therapy and staying 
positive, because that is all you can 
do.  I believe that I will get better.  I 
was never told that, but I am sure I 
will persevere.  I am the girl at 
school in the wheelchair; sometimes 
I walk with crutches.  I will show 
them all; I won’t let transverse mye-
litis beat me.  
 
I am Erica Wilson, age 13; yes, a 
very stubborn young lady, and I 
have transverse myelitis. 
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would run a low-grade fever every 
few days and had cold symptoms.  
When it was our time to go back to 
Children’s Hospital (this was a Fri-
day), I was told that no test could be 
done at that time, because he had 
been sick recently.  However, I was 
adamant that someone needed to 
look at Dawson that day.  We were 
told that the only way he would be 
seen is if he was taken in through the 
emergency room.  So I did just that.   
 
We went in and they decided to 
check his white cell count.  It was 
over three times the normal amount.  
I was then told that something was 
indeed very wrong with Dawson.  
They admitted him to the hospital 
overnight to observe him.  The next 
day (Saturday), my pregnant wife 
and parents came down as the hospi-
tal decided to hook a monitor up to 
his brain to check for signs of sei-
zures.  The test came back negative.  
They sent us back to his room for an-
other day and night of observation.   
 
On Sunday, they decided to perform 
a spinal tap.  They got the results 
back later that day and wanted to 
perform more tests on him.  The 
point that I remember being the most 
scared was when they took him in for 
a test on Sunday night after 10:00pm.   
 
On Monday, we were told that Daw-
son had a case of meningitis (they 
couldn’t tell which kind due to the 
amount of medications he was on the 
two weeks that we were home) and a 
severe case of acute disseminated en-
cephalomyelitis.  He was immediate-
ly put on high doses of steroids to 
treat the ADEM.  We were told if 
everything went fine, he should be 
released from the hospital within a 
week.  Apparently everything did not 

Dawson Coon 

Geneva, Nebraska 

 
Every February 22nd, my family has a 
celebration.  We call it “Life Day.”  
Life Day is a day in which we cele-
brate the fact that our family of six, in-
cluding 4 sons, is all healthy and alive.  
The reason we chose this date is that it 
is a reminder of the worst day of our 
lives.   
 
February 22 started out as a regular 
day.  My wife and I are both teachers 
and we were at our respective schools 
teaching.  My father, also a teacher at 
the school I was in at that time, ran in-
to my classroom and pulled me out.  
He told me that Dawson (2 ½ at the 
time) was in the emergency room, be-
cause he was seizing at daycare.  
Without saying a word, I ran out of the 
building to my car and drove to the 
hospital.  I went into the emergency 
room and saw my son, eyes closed and 
shaking.  I broke down and asked what 
happened.  I was told he just fell down 
and started shaking.  The ambulance 
was called and he was taken to a heli-
copter, which life-flighted him to the 
Children’s Hospital in Omaha, NE.  
My wife arrived just before the heli-
copter left.  She taught in a nearby 
town at the time. 
 
By the time we reached Omaha, Daw-
son was awake, but unable to move 
due to all the medication he was on.  
He got a CAT scan and there was 
nothing abnormal.  We were sent 
home with an appointment to return in 
two weeks for more tests.  We spent 
the night checking in on Dawson every 
hour.  When he awoke, we still had a 
son that was unable to walk.   
 
The next two weeks went by with nu-
merous trips to the doctor.  Dawson 

go fine as Dawson stayed for three 
weeks.  We later found out that he was 
close to dying, but the doctors didn’t 
want to tell us this for fear that our re-
action would severely affect Dawson’s 
emotions. 
 
We went home and got to enjoy Gene-
va for exactly one week.  Dawson 
started running a very high tempera-
ture and was once again unable to 
walk independently so we called his 
pediatric neurologist in Omaha and she 
told us to bring him in right away.  His 
ADEM had flared up and they had to 
increase his medication.  Thankfully 
this time, Dawson was only hospital-
ized for a week. 
 
He lasted about a year and had another 
case of a high fever.  Again we were 
told to bring him in to be looked at and 
it flared up once again.  This time my 
wife stayed with him for the week in 
the hospital.   
 
That was the last major problem we 
had with ADEM.  Dawson had to see 
his pediatric neurologist every three 
months for two years.  Every time we 
went he looked good, so we got to take 
down the dosage of his medicine.  
Then he went every six months for a 
year, again reducing his medicine both 
times.   He was then deemed to be 
healthy enough to be off medication 
and we would not need to make any 
more appointments with the pediatric 
neurologist. 
 
We were elated that, for the first time 
in many years, our whole family was 
healthy.  There is an interesting end to 
this story far beyond Dawson recover-
ing from a near-death experience from 
his case of ADEM.   
 
Dawson (now the oldest of four sons), 
became such an active and energy-
filled child that he started to run with 
me.  At this time, at the age of 9, Daw-
son has completed 5 half marathons 
(13.1 miles), a 12K trial race, and 
many more 10K’s, 5K’s, and 2 mile 
races.  He has a room full of ribbons, 

 

This butterfly’s hopes to fly will never brake. 
Life is like a butterfly, floating delicately, 

That has many difficulties you can get through if 
You are like me and believe. 
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A spiritual journey 
Laurika du Plessis 
Tsumeb, Namibia 

 

My name is Laurika du Plessis, a 47 
year old woman, living in Tsumeb in 
the north of Namibia.  I am married 
and have two daughters.  My story of 
recovery from TM is, in some way, 
similar to that of many other suffer-
ers, but also, very different in many 
ways.  Learning to walk again is true 
to us all, except I walked within 4 
days, while others gained enough 
strength to walk within 2 – 12 weeks, 
or never walked again; not using a 
catheter after four days, while others 
took weeks or never had control of 
their bladder or bowel functions ever 
again. 
 

medals, and a trophy for his running 
ability.  Dawson was chosen for the 
first ever Omaha World-Herald (NE) 
Healthy Kid Award.  He was even 
picked by Runner’s World magazine 
as one of the most inspirational run-
ners in America.  He is featured on the 
foldout cover of the December 2011 
issue and the accompanying YouTube 
clip released from Runner’s World: 
www.youtube.com/watch?v=-r_P6f-m6K8 
 
If anyone has any questions, com-
ments or needs someone to talk to, I 
can be reached at  
dirkcoon44@yahoo.com  
 
Dirk Coon 
 

Dawson’s first 1/2 marathon (13.1 
mile race); at age 8 he placed 2nd in 
the male 18 and under division 

Talk to many Transverse Myelitis suf-
ferers, and you will hear similar stories 
of severe backache, stomach pains, 
loss of bladder and bowel control, 
lameness, loss of feeling in legs and 
bowel, and feeling of a tight band 
around the waist.  Also a burning sen-
sation along the legs, not feeling hot or 
cold sensation, doctors not knowing 
much about it, and most of the time, 
not diagnosed correctly in the begin-
ning phases of the illness, which is 
crucial for recovering.  Two thirds of 
TM sufferers do not recover complete-
ly, while a third, usually those who 
were diagnosed early, recover com-
pletely. 
 

I have learned that TM is a neurologi-
cal disease, where your own immune 
system mistakes the myelin covering 
of your spinal cord for intruders and 
attacks the covering itself, which caus-
es inflammation of the spinal cord.  
White blood cells are activated to ar-
rest and destroy the virus, but by mis-
take, the antibodies attack the person’s 
own spinal cord nerve tissue.  TM is a 
very rare disease; one in a million is 
infected, with little known about the 
disease, it is usually diagnosed wrong-
ly in the beginning stages.   
While laying paralysed in the hospital 
on mother’s day (8 Mei 2011),  a day 
after I was admitted to the hospital, 
and two days after the attack started 
with a severe pain between my shoul-
ders, I was fighting the idea of being in 
a wheelchair for the rest of my life!  
Being paralysed was not a word in my 
vocabulary and the fight was on, being 
prayed for by people all around the 
world, including Australia, Malaysia, 
Canada, USA, South Africa and Na-
mibia. I stood on the Word that I was 
healed by His (Jesus Christ’s) stripes.  
 

When I left the hospital a week later, I 
could walk out of the hospital, alt-
hough it was slow baby steps.  The 
next six weeks, I never felt anything. I 
did not feel any sensation from my 
breast to my toes, although the right 
side was more affected then the left 
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ing, and that I could then go home.  I 
persisted that there was something 
else wrong, and that I knew of people 
in Tsumeb (the town where we are 
living, in the North of Namibia), who 
are lame due to a virus. (Thank G-d 
for these words that came out of my 
mouth!) 
 

The doctor phoned a specialist who 
ordered him to immediately submit 
me to the hospital and to do a lumbar 
punch, during which I did not feel 
any pain!  I was submitted 36 hours 
after the attack and within hours after 
the specialist saw me the first time, 
he started the treatment for Trans-
verse Myelitis.  I know that this doc-
tor was an instrument in the hands of 
G-d!  
 

I was treated for the herpes zoster, 
the virus that causes blisters, as I had 
a blister on my lip two weeks prior to 
the attack.  Cortisone was used as 
well.  At this stage I could hardly 
help myself to just roll over in bed 
and was paralysed from my breast  
down to my toes, with little feeling 
and little movement, except my 
arms.  More than a litre of urine was 
drawn from my bladder, as my blad-
der function was affected, as was my 
bowel function.  I was bed washed 
and helped in all sorts of ways, and I 
could not hold a glass in my right 
hand, which was severely affected.  
 

I was in the high care unit for the 
next 24 hours, after which I was 
moved to the general ward.  Monday 
morning I could, with help from the 
nurse, move from my bed to a chair.  
That night, when all the other pa-
tients were sleeping, I asked the 
nurse for a walking chair.  I could 
not accept the fact that I could be 
paralysed.   
 

The Tuesday morning, at about four 
in the morning, four days after the at-
tack, I could lift my legs in the air, 
and I knew it was a miracle. For the 
next three days, I practiced with the 
physiotherapist and got stronger and 

side.  The original pain was in my left 
upper back, and therefore, the right 
side was more affected than the left.  
 

But let me start at the beginning!  
When I woke up on the 5th of May 
2011, with a pain in my neck, I 
thought it was due to the pillows I was 
sleeping on, while visiting our friends 
in the South of Namibia.  The next 
morning, Friday the 6th of May, the 
pain was lower in my upper back, and 
I was sure it was a spasm due to the 
pillows, until a severe pain attack, af-
ter which I vomited.  Because the pain 
was so severe and went through to my 
fingers, I thought it was a heart attack.  
My friend, whom we were visiting, 
took me to the nearest town to see a 
doctor for an EKG. The doctor in-
formed me that the EKG showed noth-
ing wrong, and all he could find was 
an infection showing in my urine.   
 

With some antibiotics for the infec-
tion, we went back to the farm.  A se-
cond attack of pain overwhelmed me a 
few hours after the first attack.  On the 
way to the farm, I was nauseous and 
felt weak.  During the night, when I 
wanted to go to the bathroom, I had to 
ask my husband to help me, as my legs 
were too weak to walk.  I also could 
not urinate and was vomiting.  The 
next morning I was so weak that I 
could not bathe myself.  I was so ex-
hausted that I had to lie down for half 
an hour to get my breath back after I 
was washed by my husband and my 
friend.  Another half hour later they 
could dress me, after which I had to lie 
down again, just trying to survive.  We 
decided to cut short our visit and go 
back a day earlier, to see a doctor at 
the Medi Clinic in Windhoek.  Twenty
-four hours after the attack, I was una-
ble to walk, was vomiting and could 
not use my bladder or bowel functions. 
 

A general practioner in Windhoek 
could not find anything wrong, except 
that he could see in my urine that I was 
very exhausted and he proposed that 
he gave me intravenous nutrition for 
the exhaustion, caused by the vomit-

stronger, although it was still baby 
steps.  By Friday, I slowly walked all 
the visitors to the elevator, although 
with help for my balance, should I lose 
my balance. When my catheter was re-
moved and I urinated for the first time, 
five days after the attack, I was over-
whelmed and so thankful! “I can walk 
and I can urinate, it’s a miracle,” were 
the thoughts going through my head.   
 

The next six weeks after I was released 
from the hospital, I practiced my 
lungs, my right hand, and my legs, and 
started getting stronger, slowly but 
surely.  I was tired easily and rested 
many times during the day. When I 
would start walking, after sitting for a 
while, I had a strange stiff feeling 
around my waist, and a sort of muscle 
spasm.  It felt like a cat that was 
stretching out after a time of rest.   I 
had no control over this spasm.  After I 
started walking, the spasm would dis-
appear.  I also had these spasms some 
times during the night. 
 

My time was consumed by getting my-
self bathed, dressed, and having some-
thing to eat on the table.  I could not 
handle more than that.  I could not feel 
cold or warmth.  I could not feel when 
my bladder was full.  I had to go to the 
toilet regularly to avoid wetting my-
self.  It was a struggle to empty my 
bowel and I did not want to use the 
medicine for too long a period, which 
could cause my bowel to become lazy.  
I, therefore, used set pills to assist my 
bowel in emptying.  Many a time I was 
wet from urine without my knowing it.  
Many a time my husband had to help 
me with my bowel function, which 
was embarrassing to me, but he had 
much patience with me. 
 

After six weeks, I began to feel a very 
severe burning and pain over the 
whole affected area, from my breast to 
my toes.  This pain was so overwhelm-
ing that I had to get nerve pain medi-
cine.  It is now nearly three months 
that I am having this burning pain, 
which  I treat with Lyrica and Cele-
brex. 
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For me, it feels as if I have been 
plucked off an express train!  After 4 
months, I suddenly have awoken out 
of a coma!  I am well again, but nev-
er want to be on that train again!  I 
enjoy my slow life now.  I have read 
somewhere that desert time is not 
punishment time, but personal time.  
Time to reconsider where you are, 
where you want to go, and how to 
prioritize.  It is time you can spend 
with yourself and with G-d.  
 
First-ever UK TM Society 

Magazine 

 

Annie Schofield 
annie.schofield@myelitis.org.uk 
 
We hope you will enjoy reading the 
first edition of the U.K. TMS Maga-
zine.  Wherever you are in the world, 
I am sure you feel isolated at times if 
you have TM, ADEM, or any of the 
other related disorders, so the aim of 
our magazine is to bring people to-
gether.  For example, if you are a 
mother in Scotland bringing up a 
child with NMO, you may feel less 
isolated reading about someone in 
another part of the country coping 
with the same problems.   We also 
want the magazine to be inspiration-
al, hence our ‘life story’ feature, but 
also informative about how to man-
age everyday problems such as gar-
dening.  And, of course, we want to 
bring to our members the latest medi-
cal news.  We are already planning 
our next edition, which will be big-
ger and even better! 
 
To see the first edition of the UK TM 

Society Magazine, please visit: 
www.myelitis.org.uk/magazine 

 
Privacy on the Internet 

 

The information we provide on our 
web site and in our publications to 
our membership is one of the most 
important functions of The Trans-
verse Myelitis Association.  When 
you share your information in an In 

At this stage, four months after the at-
tack, I am much stronger, but still get 
tired easily. I am still wetting myself 
from time to time, and I still struggle 
with my bowel function, and have to 
watch my diet.  The winter has passed 
without my feeling any cold, and you 
can ask my husband, I usually would 
have put on a jersey before anyone 
else.  The right side of my body is still 
limited in its sense of feeling.  I easily 
hurt myself. For instance, I tore the 
nail off my big toe from the nail bed 
by accident, when I was trying to clean 
my nails. I did not feel any pain at all.  
The left side of my body can experi-
ence some sense, but instead of sens-
ing that it is cold, I experience pain in-
stead.   
 

I could not fulfil my position as Ac-
counting Officer at my business. At 
this stage, four months into my recov-
ery, I visit the office once or twice in 
two weeks, to sign off files, but I can-
not do more than that.  Usually after a 
day or two at the office, I am really ex-
hausted, and have to take a day or two 
to recover again. 
 

With the medicine, which includes 
Cortisone for the infection in my nerve 
pipes due to all the pain, the pain is 
under control and I can survive more 
or less.  Without the pills, it feels as if 
I am burning in a fire with a pain level 
that feels like 11 out of 10!  With the 
medicine the pain is still three out of 
ten, but I can bear with it. 
 

I am really thankful for the fact that I 
can walk and live a sort of a normal 
life; as I could have been in a wheel-
chair.  I praise G-d daily for my hus-
band and two daughters and all the 
friends and colleagues who prayed for 
me and who have helped me through 
this time.  I am looking forward to be-
ing totally healed and have all my 
nerves working 100% again.  Through 
Transverse Myelitis I have learned to 
be thankful and to appreciate all the 
small things in life.  
 

Their Own Words Column, you 
change lives.  I hear from people every 
day who are inspired and informed by 
these writings.  The access our support 
group leaders provide to people in 
their communities is invaluable.  To 
know that you are not going through 
this experience alone or to find support 
and information in your community is 
truly a blessing for people.   
 

Sharing information in our publica-
tions and on our web site is a selfless, 
kind and generous act, and we are all 
grateful for your participation.  It is al-
so very important to understand and 
accept that once this information is 
posted on our web site, it is available 
to anyone who has a computer and in-
ternet access across the globe.  This 
ubiquitous access is the incredible val-
ue and also the bane of the information 
technology age.    
 

So, we want and need for you to be 
generous about sharing this infor-
mation, but we also want for you to be 
informed and judicious about making 
these decisions to share information.  
If you do not want to be found in a 
web search or you do not want for 
your information to be identified in a 
web search, please do not write an arti-
cle for the newsletter or journal and 
please do not volunteer to be a support 
group leader.  In addition to the infor-
mation in our publications, it is im-
portant to bear in mind that any post-
ings you put on a message board or in 
a list-serve group can also be accessed 
through a web search.  It is almost al-
ways the case that if you are wanting 
anonymity in your life, the less you 
put out there electronically, the better, 
and that includes email messages, be-
cause once you hit that send button, 
you have no control over what the per-
son does with that information on the 
receiving end. 
 

It is also critically important to bear in 
mind that The Transverse Myelitis As-
sociation does not put membership in-
formation on our web site or post it 
electronically anywhere.  We publish 
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Alabama  
  

My name is Jamie and I am happy to 
be a new contact for the state of Ala-
bama.  My daughter was diagnosed 
with Transverse Myelitis in February 
2010.  Like most, I had never 
even heard of this disorder until 
then.  One thing I wish that I had 
known, when my daughter was diag-
nosed with TM, was that I wasn’t 
alone.  For several weeks of our five 
week stay in the hospital, I thought 
that we were sailing in a boat by our-
selves.  That is until I finally got the 
nerve and looked up Transverse My-
elitis and came across this wonderful 
support group known as the 
TMA.  My very first contact was 
from someone on the other side of 
the world.  At least I wasn’t alone.   
 

Since that time, I have met many oth-
ers that are in the TM family.  I love 
to share my daughter’s story, my ex-
perience as a mother with a teen, as 
well as listen to others that face the 
same obstacles.  My daughter and I 
were able to attend the TMA sympo-
sium in September 2010.  What a dif-
ference that weekend made to me 
and her both.  Our lives changed in 
that short time!  We also attended the 
family camp at Victory Junction.  I 
am proud to be a part of the TMA. 
 

I find knowledge in the experiences 
of others.  Things that I would never 
know to ask a doctor, I have learned 
from others.  Thanks to the TMA, we 
have the support we need.  I hope to 
reach out to anyone that needs a lis-
tening ear.  I hope that one day there 
isn’t a parent, child, adult, or family 
member that feels alone in the world 
of TM.   
  

Jamie McDaniel 
(205)965-6040 
jwilson5284@bellsouth.net 

the directory in paper copies and we 
mail these directories only to our 
members who are listed.  We send 
electronic copies of our member infor-
mation to the people who do our mail-
ings around the world, but they only 
receive the information for the people 
for whom they do the mailings.  They 
do not receive the entire membership 
database.  We expend a great deal of 
effort in protecting your information 
and limit to the extent possible, the 
electronic versions of this database. 
 

If you want privacy, we do what we 
can to help you achieve that end.  
Please help us by making informed de-
cisions in regards to what you submit 
for publication and what you post on 
the web site on our message boards 
and in the list serve groups.  The TMA 
functions so effectively as a support 
network, because so many of you are 
willing to share and to help others.  
We urge you to continue to do so; we 
depend on your willingness to do so.  
But we don’t want for you to partici-
pate in this sharing, if this activity is 
going to compromise any concerns 
you might have about privacy.  Be 
smart and be realistic about how the 
internet works and what is private and 
what is public about the internet. 
 
 
 
 
 
 
Find The Transverse Myelitis Associa-
tion on Facebook!  It is a great way to 
support the TMA and is a wonderful 
way to network with people in our 
community.  Please take the time to 
become a fan of our page by clicking 
“Like”, and tell your friends and fami-
ly about our community’s page.  Face-
book is a great way for us to raise 
awareness about these disorders and 
your experiences.  Our link is: 

 
www.facebook.com/myelitis  

 
 

Northern Virginia  

Harriett Miller  

 

It is our intent to meet and/or talk with 
individuals in Northern Virginia that 
have been impacted by TM or one of 
the rare neuroimmunologic disorders 
or is a caregiver.  We would also like 
to educate the public about these disor-
ders and to hopefully clear any mis-
conceptions people may have about 
loved ones and/or family members liv-
ing with a disability. 
 
On May 30, 2010 I experienced a ride 
on a roller coaster that I did not pur-
chase a ticket for, however, my recov-
ery has been constant.  My story fol-
lows.   
 
It was a beautiful day on May 30th 
2010, Memorial Day.  I was in the pro-
cess of grilling and preparing a won-
derful meal for my family, when I be-
gan to feel a strange sensation in my 
left leg.  It was like a numbness (you 
know the kind you get when your leg 
goes to sleep) that just would not go 
away.   
 
After I completed cooking dinner for 
the day, my friend and I decided to 
visit another friend at a rehabilitation 
center in Leesburg, Virginia.  Upon ar-
riving there, my friend noticed I was 
limping from the car to the building.  
However, I indicated my leg was 
numb but that I would be okay.  While 
we were there, everyone insisted I 
have a seat.  I kindly declined their of-
fer, hoping I could shake this numb-
ness out my leg. 
 
On our return back home, we ate din-
ner, began watching a movie, and I no-
ticed that not only was my leg going 
numb; my left arm was beginning to 
feel weird also.  A little later into the 
evening I felt a strange tightness in my 
chest and this was not good!  I shared 

Support Groups 
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my toes, stand up, nor use the re-
stroom.  I was becoming more and 
more depressed about my situation.  I 
knew that I had to keep a positive at-
titude to obtain positive results.  I’m 
a strong believer in G-d and if I nev-
er needed him, I really needed him 
now!  So I went into my prayer clos-
et (my spiritual mind) and I prayed to 
G-d for direction and to heal my 
body.  Finally, after being hospital-
ized for five days, my neurologist 
came to my beside and provided me 
with a diagnosis.  He indicated I had 
Transverse Myelitis and explained 
the disorder to me.  He indicated that 
this was a very rare disorder and 
about 1-4 in every million people get 
it.  And yes, guess what, I was one of 
those special people!!!  Yikes!!!  He 
explained that my spinal cord was in-
flamed in the T-11 section, the area 
that controlled my lower extremities, 
and that’s why I was paralyzed from 
the waist down.  He indicated the 
road ahead would be very difficult 
because some people don’t recover at 
all, but some do.  That’s when I 
knew I had to increase my faith, re-
move all doubt, and work extremely 
hard to recover. 
 
After being hospitalized for the sev-
en longest days of my life, I was 
transferred to a rehabilitation hospital 
in Northern Virginia via ambulance.  
I arrived at the rehab hospital not re-
ally knowing much about the loca-
tion (a very rural area). The staff 
welcomed me with open arms.  I was 
thrilled to know all the rooms were 
private and the nurses, physical ther-
apists, administrative staff, and oth-
ers were so nice.  My journey began 
with occupational and physical thera-
py three times a day.  I knew it was 
not going to be easy.  I was deter-
mined to persevere.  They taught me 
how to take care of myself (bathing, 
operating a wheel chair, sliding from 
wheel chair to bed, grooming, etc.).  
I took my very first steps at the paral-
lel bar.  The physical therapist as-
signed to me, indicated my gait and 

these sensations with my friend and he 
asked if we should go to the hospital 
and I said no.  His response was, “I’ll 
ask you again in a few minutes and if 
you don’t feel any better we’re going.”  
Well, sure enough he did, I didn’t feel 
any better, and we were off to the 
emergency room. 
 
I’ve visited the emergency room sever-
al times, with my children and myself, 
however never have I gone in and been 
ushered to the back right away until 
now!  The clinical staff thought I was 
having either a stroke or a heart attack.  
Needless to say, they began working 
on me immediately.   
 

As they began examining me, I noticed 
not only had my left leg and arm gone 
numb, my right leg was also numb and 
I felt an urge to use the restroom but 
could not.  They continued examining 
me, began running a barrage of tests, 
and I attempted to use the restroom 
again.  Unfortunately to no avail. I 
could not urinate so they cauterized 
me.  This was the beginning of a long 
journey! 
 
After the emergency room staff ob-
tained results from some of the tests 
performed, I was admitted to the hos-
pital in the critical care unit.  That was 
when I realized everything from my 
waist down wasn’t working properly.  
I tried to use the restroom again, how-
ever, could not even stand on my own.  
Whatever was happening to me was 
moving very rapidly via my lower ex-
tremities.  What was weird was that 
my left arm seemed to have regained 
strength but my feet, legs, and conti-
nence were not working!  What was 
going on?! 
 
After several days of tests (MRI, 
MRA, spinal cord, CAT Scans, blood, 
etc.) the doctors were stumped and 
could not determine what exactly was 
wrong.  My upper body was working 
quite well (no fever, appetite good, 
etc.) however my lower extremities 
(everything from my waist down) was-
n’t functioning.  I couldn’t even lift 

core were severely impacted and I 
would benefit greatly from a barrage 
of core exercises.  
  
My four week stay at the rehab hospi-
tal was the most challenging experi-
ence I have had in my life.  I must say 
it was quite rewarding.  After lots of 
blood, sweat, and tears, and using a 
walker, I was discharged to go home.  
I was ecstatic to know that I would be 
able to eat real food, be with my fami-
ly/friends, and sleep in my own bed!  
The rehabilitation hospital was truly an 
awesome experience and I will always 
be eternally grateful to the entire staff.  
They taught me how to walk, take care 
of myself, in addition to how to assim-
ilate back into the real world.  They al-
so referred me to a home health physi-
cal therapist practice, who began 
working with me immediately. 
 
The home health physical therapist 
(PT) arrived at my home the very next 
day, after my discharge, and we began 
building on exercises I was taught at 
the rehab hospital.  My PT was truly 
amazing, and she worked very dili-
gently with me three times a week, for 
four solid weeks.  She assisted me 
with strengthening exercises and this 
too was an awesome time. 
My home PT was also wonderful and I 
wanted to continue with her.  She, too, 
insisted on pushing me out to an out-
patient practice she had recommended.  
My legs had regained a lot of strength, 
but I still experienced quite a bit of 
pain in them.  She recommended not 
only the regular physical therapy but 
aqua therapy, as well.   
 
I began with an outpatient therapy 
practice three times a week.  They 
have been very instrumental with my 
progression.  I am assigned to exercise 
in the pool once a week, and land ther-
apy twice a week.  I feel like I could 
easily become a mermaid because my 
legs are pain free as long as I am in the 
pool.  At one point my doctors felt I 
was progressing quite well, however, 
they said I had begun to level off for 
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The Transverse Myelitis Association 
is collecting information for a pedi-
atric/young adult TM (recurrent 
TM)/NMO/ADEM/ON data base.  
The information we are collecting 
will be used: 1. to develop a contact 
list that will be used by the TMA to 
notify and recruit families and older 
teens and young adults for the family 
camps and the older teen/young adult 
retreat opportunities; 2. to develop a 
contact list to recruit for pediatric 
studies and clinical trials related to 
TM/NMO/ADEM/ON; and  3. to de-
velop a directory that can be used by 
TM/NMO/ADEM/ON families to 
share information and support be-
tween families in similar situations. 
 
This project is being directed by Lin-
da Malecky.  Linda’s daughter con-
tracted TM at the age of two in 1999.  
To further the progress of the direc-
tory and to provide additional sup-
port, Suzie Wedlake, whose daughter 
contracted NMO in 2005 aged four, 
has graciously offered to head up the 
directory project in Europe, Asia, Af-
rica, and Australia. 
 
The TMA believes that it is extreme-
ly important for families (including 
the children with TM/NMO/ADEM/
ON) to be able to find other families 
and children for information and peer 
support.  If you have a child (25 
years old or younger) with one of the 
rare neuroimmunologic disorders, 
and you live in North or South 
America, please send your infor-
mation to Linda Malecky via email: 
lamalecky@verizon.net.  If you do 
not have internet access, you can 
send Linda the information via the 
postal service:  107 Tweed Way, 
Harleysville, PA, 19438.  If you live 
in Europe, Asia, Africa, or Australia, 

continued growth.  I knew within my-
self that I still had quite a ways to go 
before being considered 100% recov-
ered so I began researching Transverse 
Myelitis (TM) on my own to deter-
mine if there were any TM practices in 
my local area.  To my surprise, I found 
out John Hopkins Hospital has a TM 
center in Baltimore, Maryland which 
is only 1.5 hours away from me.  I 
knew it would not be easy getting into 
John Hopkins.  With persistence and 
perseverance I was accepted. I was 
evaluated by one of their top TM phy-
sicians and he referred me to a two-
week camp at their outpatient center 
for a very rigorous physical therapy 
session in addition to medical treat-
ment. 
 
This two-week session was very simi-
lar to attending a boot camp every day, 
three hours a day, five days a week.  
This included aqua and land therapy 
with some of the latest/greatest tech-
nology for patients with spinal cord in-
jury.   This camp was very strenuous, 
but definitely well worth it.  I have 
gone beyond the point my doctors felt 
I had reached capacity.  Currently, I 
am still attending outpatient therapy 
three times a week (aqua and land 
therapy) and believe I will be there for 
quite some time, because the nerves in 
my legs have improved tremendously.  
I still experience quite a bit of pain in 
them daily.  My doctors have indicated 
nerve damage takes much longer to 
heal than any other part of the body so 
I guess I will continue to push this 
body right along until I am 100% re-
covered! 
 
We’d love to hear your thoughts and 
stories on what life has been like for 
you, so please feel free to share your 
story.  Don’t hesitate to contact me di-
rectly at (703)622-5069 or via email at 
hrmiller2@hotmail.com 
 
 
 
 
 

please contact Suzie Wedlake by email 
at wsuziewms@aol.com or by postal 
service at 17 Vicarage Road, Peny-
graig RCT, South Wales CF40 1HR.  
The information from the different ge-
ographic areas will be combined be-
fore mailings are sent. 
 
If you have any questions or concerns 
about the project, feel free to call Lin-
da (215-855-3488) or myself (614-766
-1806).  We believe that this project 
will help us better serve the families in 
our community by making you aware 
of important opportunities and by fa-
cilitating a support network for our 
families.  We are grateful to Linda and 
Suzie for their willingness to make this 
critically important project possible.   
 
 
 

TMA Program for Older Teens 

and Young Adults 

 
The first retreat weekend for older 
teens and young adults was held in 
2006 at Victory Junction in North Car-
olina. This retreat was a powerful ex-
perience where for the first time many 
young people met others with TM, 
NMO and ADEM. The physicians and 
researchers from our community at-
tended camp and provided a wonderful 
educational program. These retreats 
have been going on every other year 
and we are interested in continuing 
this important program for our young 
people. 
 
We are requesting your opinions and 
ideas in order to design a program that 
most effectively meets your interests 
and needs. We are asking people who 
are between the ages of 16 and 35 to 
fill out our survey so that we can make 
informed decisions about what pro-
gram we should be offering to the 
young people in our community. Even 
if you have no interest in the program 
or would not plan to attend, we would 
be interested in receiving your per-
spectives. The survey will only take 

Children’s Database 
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child's family, develop a relationship, 
take a vacation with them, or take 
turns watching each other’s children 
for a date night or a short vacation?” 
The possibilities are endless. Bright 
Beacon will be what the users make 
of it. This website is dedicated to 
helping parents and children.  
 
Why Should You Join Bright  
Beacon? 
On Bright Beacon you can do just 
about anything you can do on other 
social networking sites (chat, write 
on walls, update your status, write 
messages, upload pictures, and much 
more). However, there are a few es-
sential differences. Bright Beacon’s 
founders, Doctors Moore and Blank-
son are both parents and pediatri-
cians. Users can consult with the ex-
perts through their Bright Beacon 
profiles, and read blogs by them on 
modernmom.com, where they are 
listed as experts in Special Needs.  
 
Additionally, unlike any other site, 
Bright Beacon’s “friend search” al-
lows users to look for other families 
by diagnosis along with every other 
demographic. Bright Beacon also has 
a market place where families can 
sell or trade medical equipment se-
curely.  
 
Bright Beacon also loves parent 
blogs! As a member you can upload 
your parent blog to Bright Beacon 
and it will appear right on the 
homepage to share with the commu-
nity. They are also actively seeking 
video blogs to put on the homepage 
for our video clip of the day. 
Through this, they hope to raise 
awareness for all kinds of specific 
disorders, but they need your stories 
to do that. If you love sharing your 
story, the place to broadcast it is at 
brightbeacon.org. 
 
How do I join Bright Beacon? 
It’s easy! You can join Bright Bea-
con by going to brightbeacon.org and 
click where it says “Join us now” or 

you ten minutes to complete. 
 
We will not disclose anyone’s personal 
information when we do the analysis 
or present the results of the survey. 
Your anonymity will be protected and 
your name will not be associated with 
the responses you provide us.  You can 
access the survey from the following 
web page:  www.surveymonkey.com/s/
TMAYoungAdults. 
 
Thank you for your time and your 
thoughtful responses.   
 

What is Bright Beacon? 
Bright Beacon was founded in 2008 by 
the Moore and Blankson families 
while Matt Moore and Kwabena 
Blankson were in pediatric training. 
Matt developed the concept for Bright 
Beacon several years ago while in 
medical school. He saw the need for a 
forum where families of children with 
medical needs could productively meet 
to socialize, strategize, and ultimately 
build community. The Moore and 
Blankson families have taken their 
passion for children with medical 
needs and created the Bright Beacon 
social network. Their vision? To pro-
vide a safe haven for parents of chil-
dren with medical needs to meet, dis-
cuss their children, their children’s 
medical needs, and perhaps even their 
own personal stories: their victories, 
defeats, joys, and sorrows. Bright Bea-
con provides an array of networking 
possibilities: blogs, marketplace, pho-
tos, group activities... What might 
Bright Beacon look like someday? 
Kwabena Blankson explains, 
“Wouldn’t it be amazing to use Bright 
Beacon to find a child, just like yours, 
living in your neighborhood or city? 
And to be able to network with that 

scroll down and watch the introductory 
video on the left side of the page for a 
full summary of how to use the site. If 
you already have Facebook, you can 
log on using the button that says “log 
on with Facebook.” It will only take a 
couple of minutes to create your pro-
file, complete with child’s diagnosis, 
and begin making friends! The Bright 
Beacon Administrative team interacts 
in the community so that you can ask 
questions and give feedback. If there is 
a topic you would like to see addressed 
in a blog or article, just let them know.  
 
Questions or comments? 
You can email any questions or com-
ments to info@brightbeacon.org. The 
team at Bright Beacon can’t wait to 
meet you and hear your story and you 
will be amazed at how BrightBea-
con.org will help you connect to other 
families facing similar challenges in 
caring for loved ones with chronic life-
long conditions. 
 
 

SUPPORT GROUP  

LEADERS 

 
SUPPORT FOR WOMEN DURING 
PREGNANCY AND PRECONCEP-
TION 
DONNA CHATTIN 
(410)459-4195 
DONNA_CHATTIN@COMCAST.NET   
 
WENDY CRAWFORD 
AN ONLINE MAGAZINE FOR WOMEN 
IN WHEELCHAIRS. 
WWW.MOBILEWOMEN.ORG 
INFO@MOBILEWOMEN.ORG 
 
ADEM SUPPORT GROUP 
BARBARA KREISLER 
(504)304-8722 HOME 
(571)436-9035  CELL 
BKREISLER@COX.NET 
 
NMO SUPPORT GROUPS 
THE GUTHY-JACKSON CHARITABLE 
FOUNDATION 
WWW.GUTHYJACKSON 
FOUNDATION.ORG/ 
(858)638-7638 
INFO@GUTHYJACKSONFOUNDATION.ORG  

http://www.SwiftPage4.com/SpeClicks.aspx?X=2W0M4VIHI04FMQDW00Y5WY
http://www.SwiftPage4.com/SpeClicks.aspx?X=2W0M4VIHI04FMQDW03Y5WY
http://www.surveymonkey.com/s/TMAYoungAdults
http://www.surveymonkey.com/s/TMAYoungAdults
mailto:info@brightbeacon.org
mailto:bkreisler@cox.net
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ARIZONA 
BARBARA SATTLER 
HOME (520)325-5861 
CELL (520)405-1598 
BSATTLER@COX.NET 
 
CALIFORNIA 
CINDY MCLEROY  
(714)638-5493 
CINDYMCLEROY@SOCAL.RR.COM 
 
NORTHERN CALIFORNIA 
JUDY MELCHER   
(209)334-0771 
 
BAY AREA 
DOREEN CHRISTENSEN 
(707)644-3231  
FRESPRIT@IX.NETCOM.COM 
 
SAN DIEGO 
CHRISTINE DAVIS 
DRDAVIS@SDOPTOMETRY.COM 
 
COLORADO 
BARBARA HESSION 
303-757-4317 (H) 
303-596-6268 (C) 
BAHESSION@EARTHLINK.NET 
 
KEVIN D. HESSION 
303-757-7638 (H) 
303-596-7499 (C) 
KDHESSION@EARTHLINK.NET 
 
FLORIDA 
BRAD HIGHWOOD 
(772)398-3340 
WHEELS1@COMCAST.NET 
 
JAMES G. JEFFRIES  
(352)249-1031 
GIMPYGUY10@EMBARQMAIL.COM 
 
GEORGIA  
CHARLENE B. DAISE 
(404)289-7590 
CDAISE@BELLSOUTH.NET  
 
SOUTH CAROLINA /GEORGIA   
VICKI MCKIE 
(803)278-4819 
VICKIMCKIE@GMAIL.COM     
  
SUPPORT GROUP WEBSITE:  
HTTP://MYELITIS.ORG/LOCAL/
CSRA/INDEX.HTM 
 
 

GAYLIA ASHBY 
UNITED KINGDOM 
GAYLE@DEVIC.ORG.UK 
 
PAMALA (GRACE) MITCHELL 
(724)966-8157  
GMITCHELL@MYELITIS.ORG 
 
SANDY BARRY 
(978) 282-1825 
SBARRY@MYELITIS.ORG  
 
TM AND RHEUMATIC DISORDERS 
SHARON ROBINSON 
WORK (DAYTIME) (360) 734-4744 
HOME (EVENINGS) (360) 671-8415 
RUFUSANDCHI@YAHOO.COM 
 
OPTIC NEURITIS SUPPORT GROUP 
KRISTIN LEE 
(724)847-7999 
KMARIE1016@HOTMAIL.COM 
 
JENN NORDIN 
(714)231-1808 
JENN@JENNDESIGNS.COM 
 
LYME DISEASE AWARENESS 
SUPPORT 
KIMBERLY SPACH 
KTSPACH@COMCAST.NET    
HTTP://WWW.ILADS.ORG/ 
 
ALABAMA 
MISSY LOGAN 
(256)415-0994 
MISSYANDBRENT@COMCAST.NET 
 
ANITA DUDLEY 
HOME PHONE  (251)607-0323 
CELL PHONE  (251)391-5261 
DUDLEYGENE@BELLSOUTH.NET 
 
DARLENE ROBERTSON 
(205)542-7458 
TRANSVERSEMYELITISALA-
BAMA@HOTMAIL.COM 
 
JAMIE MCDANIEL 
(205)965-6040 
JWILSON5284@BELLSOUTH.NET 
 
ALASKA 
MAGGIE WINSTON 
(907)260-6247 
(907)740-0410 
MAGGIEKAYWIN-
STON@YAHOO.COM 
 

IDAHO 
JOHN CRAVEN 
(208)850-7889 
JSCRAVEN@MSN.COM 
 
ILLINOIS 
NICOLETTE GARRIGAN  
CHICAGO 
(773)774-6554 
 
JEANNE & THOMAS HAMILTON  
(847)670-9457 
JEANNEMARIEH@MSN.COM 
 
INDIANA 
GREG RAY 
(574)254-0881 
GREG-CAPOGRECO@HOTMAIL.COM 
 
KENTUCKY  
ANDY JOHNSON 
(859)552-5480 
CELL: (859)539-1394 
ANDY.JOHNSON@UKY.EDU  
 
LOUISIANA 
DELORES GRAHAM 
HOME: (504)469-4465 
CELL: (504)258-4413 
DEEGRAHAM4@GMAIL.COM 
 
MAINE 
COLLEEN GRAFF 
CJG@KYND.NET 
 
MARYLAND 
ALAN & KELLY CONNOR  
(410)766-0446 
ACONNOR@MYELITIS.ORG 
 
MASSACHUSETTS  
LESLIE CERIO 
(781)775-5455 
LCCERIO@VERIZON.NET 
 
CINDY WALKER 
(781)789-5932 
WALKERCINDY8@GMAIL.COM  
 
MINNESOTA 
KAREN NOPOLA 
(612)270-1122 
KARENNOPOLA@GMAIL.COM 
 
DEAN H. PETER 
(651)492 0074 
NEUAUBING1962@YAHOO.COM 
 
 

mailto:fresprit@ix.netcom.com
http://myelitis.org/local/csra/index.htm
http://myelitis.org/local/csra/index.htm
mailto:gmitchell@myelitis.org
mailto:sbarry@myelitis.org
mailto:Rufusandchi@yahoo.com
mailto:missyandbrent@comcast.net
mailto:dudleygene@bellsouth.net
mailto:walkercindy8@gmail.com
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JUDY SULICK 
(614)361-8242 
JSUL6093@GMAIL.COM 
 
STEPHEN J. MILLER 
(937)453-9832 
HAPPYFAMILY@WILDBLUE.NET 
 
MARGARET MILLER  
(614)486-2748 
MAGMIL1336@AOL.COM 
 
JAMES E. TOLBERT  
(513)724-1940 
JIMYT2@ROADRUNNER.COM 
 
LINDA GARRETT 
(740) 674-4100 
LIMOGA43734@YAHOO.COM 
 
OKLAHOMA 
GINGER JEREZ 
(580)342-5144 
CELL: (580)695-3679 
LUVZNUSHOES@YAHOO.COM 
 
PENNSYLVANIA 
MORGAN & PAMELA HOGE 
(724)942-3874 
HOGE5@VERIZON.NET 
 
SUE MATTIS  
(814)899-3539  
BOBSUE6095@ADELPHIA.NET 
 
PUERTO RICO 
YVONNE LUGO DEL VALLE 
(787)312-9711 
YVONNE@LABELGRAPHICSCARIBE.COM 
 
SOUTH CAROLINA 
SOUTH CAROLINA / GEORGIA  
VICKI MCKIE 
(803)278-4819 
MAMAMCKIE@HOTMAIL.COM   
  
TENNESSEE 
MARY TROUP 
(901)213-1698 
WORK7DAYS@AOL.COM 
 
RICHARD ASHFORD 
(901)476-4335 
ASHFORDR@ATT.NET 
 
TEXAS 
ROBERT W. COOK 
(281)528-8637 
RCOOKHOOK@EARTHLINK.NET 

DARIAN VIETZKE 
(763)755-3515 
VIETZKE@MYELITIS.ORG 
 
MONTANA 
DESIREE' AND CLINT VAN 
BLARICOM  
(406)299-2030 
RACHELDES03@HOTMAIL.COM 
 
NEW ENGLAND 
CINDY WALKER 
(781)789-5932 
WALKERCINDY8@GMAIL.COM  
 
NEW HAMPSHIRE 
SUZANNE MCCUTCHEON 
(603)332-9380 
CUTCH4@AOL.COM 
 
NEW JERSEY 
ROBERT PALL 
(732)536-5308 
ROBTHECFO@AOL.COM 
 
NEW YORK  
PAMELA SCHECHTER  
(718)762-8463 
PAMJAM7@YAHOO.COM 
 
ROCHESTER 
SHANNON O’KEEFE PERO  
(585)330-1125 
SHANNONJOKEEFE@HOTMAIL.COM 
 
SYRACUSE 
LARAINE E. MAHSHIE 
(315)472-2667 
LMAHSHIE@MYELITIS.ORG 
 
NORTH AND SOUTH CAROLINA 
PAUL STEWART 
(704)543-0263 
BRK4YOU@BELLSOUTH.NET 
 
ROSLYN GRIFFIN 
(252)459-7006  
 
VICKIE AND BILL TRULL 
(336)689-4745 
BVTRULL@YAHOO.COM 
  
OHIO 
CARRIE EVANS  
(614)333-3190   
KREVANS21@HOTMAIL.COM 
 
 
 

COSSY HOUGH  
(512)420-0904 
COSSYH@YAHOO.COM 
 
BARBARA LAMB  
(817)239-1972 
BABBSIE1982@YAHOO.COM 
 
VIRGINIA 
PAMELA W. NEW 
HOME (757)565-6461  
MOBILE (757)784-4302   
WNEW1@COX.NET 
 
LYDIA SCHOEPFLIN 
HRDRSSRLYDIA@GMAIL.COM 
 
WISCONSIN 
LYNN SEIFERT 
(715) 442-5205 – HOME 
TMAMNWI@YAHOO.COM 
 
INTERNATIONAL 
 
ASIA 
DENNIS WONG 
HONG KONG 
TEL  820 92127941     
USCHEMIC@YAHOO.COM 
 
AUSTRALIA 
THE SPINAL INJURIES ASSOCIATION  
QUEENSLAND 
AUSTRALIA 
(07) 3391 2044 
WWW.SPINAL.COM.AU 
 
LOUISE REMILTON  
BRISBANE AUSTRALIA 
PHONE:  0414 254 531 
L_REMILTON@HOTMAIL.COM 
 
ERROL WHITE 
AUSTRALIA  
61 07 3886 6110 
EAMJWHITE@BIGPOND.COM 
 
BANGLADESH 
MUSTAFA AMIMUL EHSAN  
SIDDIQUE 
BSC PT, DIPLOMA IN ORTHOPAEDIC 
MEDICINE (ETG-OM) 
M.PHIL CANDIDATE 
TMSS, BOGRA 
BANGLADESH 
AMIMUL@LIVE.COM 
+8801712117476 
 
 

mailto:luvznushoes@yahoo.com
mailto:bobsue6095@adelphia.net
mailto:yvonne@labelgraphicscaribe.com
mailto:mamamckie@hotmail.com
mailto:ashfordr@att.net
mailto:walkercindy8@gmail.com
mailto:brk4you@bellsouth.net
mailto:uschemic@yahoo.com
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INDONESIA 
TATIYANA SARIF 
SARIF_TATIYANA@YAHOO.COM 
 
IRELAND  
ANN MORAN 
098-26469 
ANNMORAN99@YAHOO.COM 
 
ISRAEL 
NETTA GANOR  
GNETTA@GMAIL.COM 
 
ITALY 
FEDERICA BOIANI 
+39 (0)6 8547 829 
+39 347 9978295 
FEDERICA_BOIANI@YAHOO.IT 
 
ANDREA BIANCHINI 
A.BIANCHINI@MIELITE.IT 
 
MEXICO 
ALEJANDRO ANDRADE  
AANDRADEAND@GMAIL.COM 
 
FEDERICO LOZANO RUIZ 
FEDELOZANORUIZ@YAHOOCOM.MX 
 
MIDDLE EAST 
FEYZA CULCU 
FCULCU@YAHOO.COM 
 
NEW ZEALAND 
STEVE & ALISON ALDERTON 
64 3 3513456 
SEAL4@XTRA.CO.NZ 
 
DYLLICE EASTWOOD 
649 8109807 
DYLLICE@HOTMAIL.COM 
  
JENNIFER MURRAY 
09 834 5019 
MURRAY_FAM@PARADISE.NET.NZ 
 
THE SPINAL INJURIES  
ASSOCIATION AUSTRALIA 
(07) 3391 2044 
WWW.SPINAL.COM.AU 
 
PAKISTAN 
DR FAROOQ AZAM RATHORE 
MBBS, FCPS 
DEPT OF REHABILITATION MEDI-
CINE 
COMBINED MILITARY HOSPITAL 
PANOAQIL CANTT 65130 
SINDH, PAKISTAN 

BRAZIL      
RICARDO BORGES  
PHONE: 55 [62] 8405-1124 
MOBILE: 55 62 9676 5156 
RBORGES@MYELITIS.ORG 
 
PATRICIA SIROTHEAU DE ALMEIDA 
EICHLER 
021 83472817 (HOME)  
55-21-9907-3066 (CEL) 
PEICHLER@MYELITIS.ORG 
 
CANADA 
MARIEKE DUFRESNE 
(514)489-0471 
MARIEKE@MYELITIS.ORG 
 
CARIBBEAN 
JERON RAMPERSAD 
TRINIDAD 
(868) 387 1707 
RUMCORK@HOTMAIL.COM 
 
COLOMBIA 
EDDY MESA 
(4 ) 413 69 45 
EMESA@MYELITIS.ORG 
 
DENMARK 
METTE & THOMAS NYBO JENSEN 
45 76 90 50 75 
METTENYBOJ@HOTMAIL.COM 
 
GHANA SUPPORT NETWORK 
NANA YAA AGYEMAN  
TEL: 233-21 220084 
CELL: 233-20 8157404 
SHARECARE4U@GMAIL.COM 
 
GERMANY 
URSULA MAURO 
07807 3154 
UMAURO@T-ONLINE.DE 
 
HONDURAS 
EDA MARITZA HERNANDEZ 
504-99235569 / 504 5553860 
EDAMARITZAHERNADEZ@HOTMAIL.COM 
 
LEONARDO GALINDO 
504 9935 6213  / 504 2555 3860   
LEONARDOGALIN-
DO@HOTMAIL.COM 
 
INDIA 
ABHIJIT GANGULY 
+91 9433702379 
AGANGULY@MYELITIS.ORG 
 

OFFICE: +92-71-29133645 
CELL: +92-312-9549821 
FAROOQRATHORE@GMAIL.COM 
 
PHILIPPINES  
MARIA ALLYN ACOSTA 
639178473294 
EYELACOSTA@GMAIL.COM 
 
EMMANUEL C. MONTILLA 
EMMANMONTILLA@YAHOO.COM 
63-918-432-1046 
 
ROMANIA 
DAN BUCATARU 
HOME PHONE:  0040.021.252.59.36  
MOBILE PHONE: 0040.0722.386.483 
SKYPE ADRESS: DAN.BUCATARU  
DAN.BUCATARU@YAHOO.COM 
 
SCOTLAND 
MARGARET SHEARER  
01292 476 758 
MARGARETSHEARER@HOTMAIL.COM 
 
SOUTH AFRICA 
JENNY MOSS 
082 928 3000 
TMSUPPORT@MWEB.CO.ZA 
 
MART UYS 
012-361-7671 
MARTUYS@IBURST.CO.ZA 
 
SRI LANKA 
IVAN S. FERNANDO 
+94773451279 
IVAN.FERNANDO61@YAHOO.COM 
 
SWEDEN 
ULRIKA SUNDIN 
ULRIKAP@IT.UU.SE 
 
UNITED KINGDOM 
LEW GRAY, SECRETARY 
020 8568 0350 
LEWGRAY@BLUEYONDER.CO.UK 
  
YVONNE KOLESAR, TM SOCIETY 
CHAIR 
CONTACT FOR LONDON/
SOUTHEAST GROUP 
01737 552 869 
YVONNEGK50@MSN.COM  
 
SALLY RODOHAN, PRESIDENT 
020 8883 2721 
SP.RODOHAN@BTINTERNET.COM 
  

mailto:gnetta@gmail.com
mailto:rborges@myelitis.org
mailto:emesa@myelitis.org
mailto:eyelacosta@gmail.com
mailto:emmanmontilla@yahoo.com
mailto:lewgray@blueyonder.co.uk
mailto:yvonnegk50@msn.com
mailto:sp.rodohan@btinternet.com
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Hold on to Hope 

Www.cafepress.com/hopefortm  

 
I was diagnosed with Transverse 
Myelitis in August of 2010, at the 
age of 22. I had just graduated from 
college that spring, and it was the 
night before my first day of work as 
a fifth grade teacher. I woke up a half 
an hour after falling asleep with ex-
treme aching pains, numbness, and 
weakness. By the next day, my body 
was numb everywhere below my 
shoulders. I took a few months off of 
work and moved home, where I went 
to physical therapy three times a 
week. I worked hard on the days off 
and had so much support from my 
family. I never had doubts about get-
ting better because no one around me 
allowed me to have doubts. Of 
course, I went through some of those 
“why me?” days that we all have, 
wondering what I did to deserve this 
illness. I now realize what a lucky 
girl I am. I have recovered and I con-
tinue to work as a teacher. I tell my-
self each day how lucky I am, and 

MARY BERGIN, POOLE GROUP 
MARYFAIRY@MYELITIS.ORG 
  
ANNA PAULSSON-HABEGGER,  
TELFORD GROUP 
PATRICKANNA@BLUEYONDER.CO.UK  
  
ROB REEVES, SOUTHWEST GROUP 
RREEVES@MYELITIS.ORG.UK  
  
ANGELA DUNBAR, BERKSHIRE 
GROUP 
ANGELADUNBAR1@TALKTALK.NET  
  
MIKE FISHWICK, NORTHWEST 
GROUP 
MIKEFISHWICK@NTLWORLD.COM  
  
JANET ASHENDEN, EAST MIDLANDS 
GROUP 
JAN.NIG@TISCALI.CO.UK  
 
 
 
Learning about ADEM, NMO, 

ON and TM  

Videos on www.myelitis.org 

 
A tremendous resource about TM and 
the other neuroimmunologic disorders 
is the streaming video that Jim has 
posted on the web site.  The presenta-
tions from the 2010 (Dallas), 2008 
(Seattle), 2006, 2004 and 2001 
(Baltimore) Symposia, from the South-
west Symposium (sponsored by the 
Cody Unser First Step Foundation), 
and from the 2002 children’s work-
shop are available under the link 
‘Symposia Information’ or by typing 
http://www.myelitis.org/events.htm in-
to your web browser.  Jim has the 
presentations organized as they ap-
peared in each of these symposia pro-
gram agendas.  You can also find PDF 
files of most of the handouts and Pow-
erPoint presentations.  The video 
presentations are also available by go-
ing through the Streaming Video 
Presentations link from our main web 
page or by typing http://
www.myelitis.org/multimedia.htm into 
your web browser.    
 
 
 

when I feel down, someone in my 
family will usually remind me. How-
ever, not everyone with Transverse 
Myelitis gets to feel the same way I 
do.  
 
I read many stories about other TM pa-
tients and people struggling to com-
plete daily tasks on their own. At first, 
I did not understand how it was possi-
ble that I had the same illness as they 
did. I have come to realize I will never 
understand why I recovered and others 
struggle for many years, or a lifetime. I 
do know that I am not someone who 
likes to sit down and read about others 
struggling without doing something 
about it. That’s where the idea for 
Hold on to Hope came into play. I 
have created a fundraiser for the 
Transverse Myelitis Association called 
Hold on to Hope. All proceeds go di-
rectly to the TMA. I want other TM 
patients to feel that they can hold on to 
the hope that one day research will 
lead to a cure. My main focus is to 
raise awareness of this illness so that 
more donations will be made to the 
Transverse Myelitis Association in the 
future.  
 
I am just getting started! I plan to host 
events in my region and continue sell-
ing my product online at 
www.cafepress.com/hopefortm. Please 
visit this site to view the logo and new 
products! I will add more products to 
the site in the future, as well. I hope 
everyone continues to “Hold on to 
Hope,” whether you are a caregiver or 
a patient, or even just curious about 
TM, we can all benefit from a little bit 
of HOPE!   
 
 

Awareness 

mailto:maryfairy@myelitis.org
mailto:patrickanna@blueyonder.co.uk
mailto:rreeves@myelitis.org.uk
mailto:angeladunbar1@talktalk.net
mailto:mikefishwick@ntlworld.com
mailto:jan.nig@tiscali.co.uk
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I was paralyzed and diagnosed in Au-
gust 2010.  My physical therapy goal 
in my months off of work was to run a  
5k.  I had been an avid runner before 
my diagnosis.  I did it!  This is me (in 
the middle) in December 2010 with 
my mother and sister. 
 

Bridget Clabby 
 

Mower Racing for the Poole TM 

Support Group in the UK 

 

The idea for Mower Racing came 
about when friends got talking about 
how to have a laugh and let our hair 
down.  Being petrol heads, it wasn’t 
long until motorsport came up. Then 
the idea of “Mower Racing” was born 
with the proceeds going to charity.  All 
events are an endurance race of 2.4 
hours. The fund raising started five 
years ago, after Stephen Bargery lost 
his wife, Michelle, to cancer. He want-
ed to give back to the hospital that had 
helped Michelle. He decided to help 
with the “jigsaw appeal,” which is 
their women’s cancer charity at the 
Cross Keys.  Through various fund 
raising events and ideas, thousands of 
pounds have been raised for the appeal 
in memory of Michelle.  
 

In April 2010, Stephen Bell lost his 
mum, Louise Bell, to a rare disease 
called Transverse Myelitis.  Stephen 
has been helping raise funds with Ste-

Inkjet and Toner Recycling  

Program  

 
The Transverse Myelitis Association 
has partnered with the Funding Facto-
ry Recycling Program to collect empty 
inkjet and toner cartridges.  This is an 
important fund raising effort for the 
Association.   
Please go to our web site at http://
www.myelitis.org/recycle/.  Once you 
register, you can order pre-paid UPS 
return labels that you put on any box 
you have. When you fill in the infor-
mation, use your own name as the 
“Organization” name, but also, please 
use id number 63960 as the benefi-
ciary.  This ensures that the TMA 
will be receiving the benefits of the 
collected cartridges.  When filling out 

phen Bargery from the start and so it 
was decided that we would raise 
funds for a local Transverse Myelitis 
charity. The one that was chosen was 
the Poole Myelitis Support Group. 
On July 30th we had an event for this 
group at the Barley Mow, and raised 
£1005.26.   
 

Mary Bergin, Chair of the Poole My-
elitis Support Group, came to the 
Barley Mow on August 28th for the 
presentation of the cheque, showing 
the funds raised by Mower Racing.  
We would like to thank everyone 
who was involved. You can find 
Mower Racing on Facebook; look 
for the MOWER MADNESS page. 
 

Steve Bell 
stevebell2005uk@tiscali.co.uk 
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Online Shopping 
There are numerous online shopping 
opportunities, as well as sales on 
eBay which can be made through the 
following link:  http://
www.myelitis.org/store.htm  A per-
centage of the sales are donated to 
the TMA.   
 

Save Gas. Save Time. Raise 

Money! 

With over 700 stores in the iGive 
Mall and access to hundreds of ex-
clusive coupons, free shipping deals, 
and sales, iGive is the smart way to 
shop. You'll find everything from 
daily necessities to special occasion 
and holiday gifts, at stores you know 
and love. So save a trip to the mall, 
and avoid the long lines. You'll never 
pay more when you reach a store 
through iGive, and up to 26% of each 
purchase benefits The Transverse 
Myelitis Association! 
> Start iGiving at:  
www.iGive.com/TMA 
 

Café Press Shop for items with 
The Transverse Myelitis Association 
logo to raise awareness and show 
your support! 
http://www.cafepress.com/myelitis 
 

Amazon.com You can shop at Am-
azon.com for Books, Music, DVDs, 
Videos, Toys and more.  
http://www.myelitis.org/amazon  
 

Music Downloads for any  

device! Shop for your favorite song 
or album from our mp3 store pow-
ered by Amazon and download mu-
sic that works with an ipod or any 
mp3 player. 
http://www.myelitis.org/shopmp3 
 

eBay 

Now you can sell an item on eBay 
and donate from 10% to 100% of the 
final sale price to help support the 
TMA. http://www.myelitis.org/
ebay 
 
 

the contact information, the form asks 
for a “title.”  You can list “other” and 
put “supporter” for your title.  Once 
the company has your information and 
you request shipping labels, they will 
ship them to you to place on the boxes.  
Once the boxes are filled, you can take 
them to any place that picks up UPS 
packages (such as “Mailboxes, 
ETC.”). 
 

We appreciate your participation in 
this important program! 
 

Helping to Fund the Work  

of Your TMA 
 

In order to facilitate access to support 
and information, the TMA does not 
charge membership fees.  As TM, 
NMO, ADEM and ON are rare condi-
tions and our membership is small, it 
is extremely difficult to raise funds for 
our cause.  We work most diligently to 
focus our resources on the direct ser-
vices to our members.  We operate ex-
clusively on the basis of the voluntary 
support of our members.  There are 
numerous ways for everyone to help 
support the TMA, even if you are not 
in a position to make a financial con-
tribution.  Please consider getting in-
volved in one of our fundraising ef-
forts. 
 

Search the Internet and Raise  

Money for the TMA 

You can raise money every time you 
search the web, at iSearchiGive.com. 
Make it your homepage and use it to 
find everything from news on the 
economy, to mood-lifting jokes (we 
recommend the latter). The Transverse 
Myelitis Association gets a penny (or 
more!) every time you search. Believe 
it or not, it adds up quickly and best of 
all, it costs you NOTHING! 
> Start iGiving at: 
www.iSearchiGive.com/TMA 
 

Donate your cell phones 
You can donate your cell phones to 
help raise funds for The Transverse 
Myelitis Association.  Go to http://
cellphones.myelitis.org  

If you are a teacher, a student or a par-
ent of a student and would like to es-
tablish the Reading for Rachel Pro-
gram in your school, everything you 
will need to get the program started 
can be found on the Reading for Ra-
chel web site: http://
www.readingforrachel.org. All funds 
received by The Transverse Myelitis 
Association for the Reading for Rachel 
Program are used exclusively for re-
search to better understand TM, to find 
treatments for the symptoms of TM, 
and to ultimately find a cure.  If you 
are interested in starting the Reading 
for Rachel Program in your school, 
you can also contact Cathy Dorocak, 
Rachel’s Mom and International Chair 
of the Reading for Rachel Program: 
cathy@readingforrachel.org; 
(440)572-5574. 
 

Donations by Check 

We always welcome and are grateful 
for a donation to the TMA.  You can 
download a donation form to include 
with your check from the link:  
www.myelitis.org/donation-form.htm  
Please make a check or money order 
payable to The Transverse Myelitis 
Association and mail it to: 
 

The Transverse Myelitis Association 
Sandy Siegel, President 
1787 Sutter Parkway 
Powell OH 43065-8806 
 

Thank you! 
 
 
 

http://astore.amazon.com/myelitis
http://astore.amazon.com/myelitis
http://astore.amazon.com/myelitis
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this special occasion to raise money 
for a cause you really care 
about?  Facebook has a feature that 
allows users to create a Birthday 
Wish and ask their friends to donate 
to the cause of their choice as a birth-
day present.   Facebook also provides 
promotional tools, such as emails to 
friends, status messages, and 
more.  To create your own Birthday 
Wish, go to http://
apps.facebook.com/causes/
birthdays/new 
  

In the step “Pick the cause you’re 
raising money for” enter “myelitis” 
in the search box and select The 
Transverse Myelitis Association. 
 

Thank you … and  

HAPPY BIRTHDAY! 

 

The Goodsearch Toolbar  

for the TMA 

 

Please add the Transverse Myelitis 
Association Goodsearch Toolbar.  
Once added to IE or Firefox, each 
time you shop at more than 1,300 
stores (from Amazon to Zazzle!) a 
percentage of your purchase will au-
tomatically be donated to The Trans-
verse Myelitis Association - at no 
cost to you (and you may even save 
money as the toolbar provides cou-
pons and deals as well!).  The toolbar 
also has a search box and each time 
you search the Internet, about a pen-
ny is donated to The Transverse My-
elitis Association.   And please pass 
this along to all of your friends. The 
two minutes it takes to add this 
toolbar to your browser can make a 
lifetime of difference!  
 
Get the toolbar NOW!  
http://www.goodsearch.com/toolbar/
transverse-myelitis-association  
 

2011 Donors to The Transverse  

Myelitis Association  

We would like to express our deepest 
gratitude to the persons and the organiza-
tions that support the work of The Trans-
verse Myelitis Association.  It is through 

The TMA Greeting  

Card Program 
 

http://www.myelitis.org/cards/ 

 

We are thrilled to introduce The TMA 
Greeting Card Program.  The cover of 
each of the cards is a beautiful water 
color painting of landscapes or flow-
ers.  The back of the cards include the 
TMA logo, our web address and a de-
scription of our Association.  The in-
side of each card is blank and perfect 
for offering your own sentiments.  We 
urge you to use these wonderful paint-
ings as your regular cards for the holi-
day season, for thank you and every-
day notes or for any purpose. 
 

The proceeds from the sale of these 
items will be used to fund the many 
important programs of The Transverse 
Myelitis Association.  As the neuroim-
munologic disorders are rare and our 
membership is small, it is extremely 
difficult to raise funds for our 
cause.  We work most diligently to fo-
cus our resources on the direct services 
to our members.  By using these beau-
tiful greeting cards, you will be sup-
porting the important work of the 
TMA and also raising awareness about 
acute disseminated encephalomyelitis, 
neuromyelitis optica, optic neuritis and 
transverse myelitis.   
 

About the Card Artwork 
Sandy and Margaret Smith are mem-
bers of The Transverse Myelitis Asso-
ciation from Pittenweem, Fife, Scot-
land.  They are active members of the 
Scotland Support Group led by Marga-
ret Shearer.  Sandy has TM.  Margaret 
is an artist.  Margaret has created 
beautiful paintings of landscapes and 
flowers.  She has donated this artwork 
to the TMA and we are very pleased to 
be able to offer you these beautiful 
greeting cards.   
 

Donate your birthday to charity! 

  

Use your birthday to change the 
world!  We all get things we don’t 
need for our birthdays; why not use 

their generosity that we are able to offer 
services to our membership; they also 
make possible the expansion of services to 
our existing and future members.  The fol-
lowing persons and organizations made 
donations to The Transverse Myelitis As-
sociation in 2011. 
 

Charles L Abbe 
Anthony and Susan Aceti 

Cameron Adams 
Jack N and Julie J Adams 

Enrique and Gloria G Adsuar 
Deborah Alexander 

Joan Allen 
Raymond and Pamela M Allen 

James and Janice Allmon 
Janet L and Albert A Aloia 

Janet F Alsbury 
Jeffrey and Kimberly Altizer 
James E and Lisa H Andrews 

James T and Shellie J Anthony 
"Marc Shular," APC 

Melvin Appell 
Robert and Hattie Appley 

Miki Araki-Daly 
David Argetsinger 
Catherine Arnold 

Dave Arnold 
Victor Arnold 

John and Janice Atkinson 
David R and Patricia A Auten 

Shay Avramov 
Fred V Baker 

W A and Susan Baker 
Danielle Balsamo 

Walter G and Sheila M Banks 
Sharon L and James E Barclay 
Bonnie L and John W Barlow 
William T and Joy C Barnes 

Danny E Barrow 
R.J. Bartholomew 
Don R Batchelder 
James Battaglino 

Susan Batzer 
Norman Beatty 

Fred Beiner 
Kathleen Belcher 

Dona G Bell 
Robert and Linda Benaksas 
James and Elizabeth Berg 

Susan M Bernardi 
Kristy Berndt 
Neil M Berns 

Wendy C Wald and Deborah V Bernstein 
Richard L Bestwick 
Eleanore R Beutel 

John and Elizabeth Beutel 
Robert and Helen Beutel 

Brenda Billow 
Mark and Susan Bires 

Susan G and Mark S Bires 
Gaye Birtcher 
Robert Bitters 

Kristi Blee 
Lawrence P Boehm 

Justin Bonanno 
Gloria Boodhan 

Richard and Susan Bopp 
Douglas Borses 

Bonnie L Bostick 
Ann E Bottino 

http://www.myelitis.org/
http://www.myelitis.org/
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Leo and Peggy Dhont 
Fortunata Dickens 
Jeffry C Dickson 

Paul A and Linda Y Dilts 
Marie and Anthony Dipietro 
Timothy W Leonard DMD 

Brian and Kathleen Stark Do 
Thomas and Claudia Dobbins 

Pamela Doctors 
Michael and Elizabeth Drennan 

Joseph T Dudek 
Gene and Anita Dudley 

Jerald and Trudy Duffman 
Christopher J and Ann M Duffy 

Nicole Duft 
Lisa and Jon DuMars 

H Michael and Sandra Dwares 
Michael Dyer 

Michael and Nedra Eagle 
Peter W Eckel 

John E and Cora Eckenberger 
Joan Eckert 

Elaine Edwards 
Robert L and Doris M Eich 

Wendy L Eller-Rolston 
W. Barrow and Rebecca Emerson 

Alvin and Linda Epps 
Linda A and Alvin B Epps 

Claire Evans 
Robert T and Patricia Evans 

Funding Factory 
Shoshanna Fahima 

James V Fareri 
Nadra Farinahess 

William A and Barbara A Farrell 
Lachlan Faulkner 

Eric J and Michelle A Feese 
Eileen F. Feldman 

Galip and Rabia Feyzioglu 
Antonio and Geraldine Fierro 

Sharon Fink 
Marjorie Fischer 
Charles Fisher 

Darren and Tina Fisher 
Sheila N and David J Fitzell 
James R and Linda A Fitzroy 

Wendy Chapin Ford 
Gary E and Colleen Foster 

Ayco Charitable Foundation 
Gardner Grout Foundation 

JP Morgan Chase Foundation 
Christine M Frank 

Dennis Frasier 
Tillie Tamar Freeman 

Janice M Friend 
Victoria Frohna 

Charles E and Lauren A Fuhrman 
Fidelity Charitable Gift Fund 

Patricia A and Andrew M Galanski 
Joe and Mary Galvan 

Melanie Gardner 
Neil J and Denise E Gargiulo 

William and Mary Gase 
Andrea Gass 

H Arnold and Adrien Gefsky 
Elizabeth Gibson 

Lance and Jane Giese 
Lynn Giesler 

Wayne Gilbert 
Jean Giordano 

Louis and Carolyn Giorno 
Vivian Giuntini 

Catherine J Gloeckler 
Morton Glovin 

George and Clara Boulay 
Brian and Jennifer Bove 

Jacklyn L Bristol 
Anthony Broad 

Shirley M Brown 
Julie K Brudnicki 
David Brumley 

Pat and Warren Brunner 
Warren and Pat Brunner 

Gail M Buch 
Jennifer Buedel 

Daniel and Madeline Buonagurio 
Danise Burkes 
Shirley Burnett 

Tom A Burnight 
Elizabeth Butler 

Wayne and Betty Byerly 
Jodee Callaghan 

Nancy I Campbell 
Helene Cantor 

John and Carol Carney 
F.A. and S.D. Carter 

Steven Carter 
Deborah A Casey 

Robert N and Nancy L Casperson 
Daniel Castan 

Herbert L and Israela Chaleff 
PVA- Bayou Gulf States Chapter 

Linda Cheatham 
Linda Cherpeski 

Gary M and Debra A Christensen 
Christine and Bradley Cillian 

Barbara A and Dennis K Clabby 
Dennis and Barbara Clabby 

Wallie J and Williard E Clark 
Kester Clarke 

Keith and Angela Cleary 
Thomas Clement 
Laura Cleveland 
Mary Ann Cline 

H Woodie and Susan E Clinger-Lange 
Michael and Mary Christianna Cohen 

Ronald B and Shirley E Colaric 
Daniel and Barbara Cole 

Norma A Cole 
G. A. Colin 

Genevieve Collins 
Paul and Sandra Consalvo 

Barbara Cook 
Patricia A and William H Cooley 
Richard E and Patricia Copeland 

Jeffrey Kob A Professional Corporation 
Carmen E and Jesse A Cottrell 

Jodi Courington 
J.E. Craig 

Eric C and Diana L Crawford 
Carol L and Gerald I Crockett 

Elisa Crockett 
Timothy J Croll 

David O and L Croonquist 
Lori Malloy Cummings 

Regina R Custis 
Nicholas and Josephine D'Amato 

Thomas M and Rebecca Danninger 
Robert Daub 

Timothy and Susan Daum 
Lane and Jane David 
Owen and Jan Davis 

Paul Farrell and Anne Defazio 
Levi Defriese 

Rebecca J Deljanovan 
Carol Depkin 

Dorothy Destaphano 
William and Linda Devery 

B. Glowin 
C Thomas Gnewuch 

Howard S and Karen Gochberg 
Gerald and Donna Goldman 

Benjamin and Carol J Goldstein 
William and Janice Gont 

Marti R Goorey 
Rickey and Denise Gragg 

Delores Graham 
Susan Granberry 

Andrew Grandjean 
William R and Penelope J Gray 

Robert and Joan Green 
MJ and Marvin Greenbaum 

Benjamin Greenberg 
Meg Grossman 

Danny and Wendy Gruby 
John S and Kimberly A Gruca 

Shirley Gurnell 
Cathy Guth 

Ellen S and Charles R Haberlein 
Catherine Hake 

Maureen and Walter B Hallagan 
James L Hammer 
Kelly M Hammer 

Todd and Lisa Hammer 
Sally A. Hanes 

Melissa M and Kenneth R Hardenburgh 
Richard Harding 

Frank B and Janet M Hargrove 
Mernoy E and Frankie Gilliam Harrison 

Douglas Hart 
William and Ilona Hart 

Gerald Haynes 
Judy and Gerald Haynes 
Krystal Hazen-McCreary 

Mary L Qualtrough and Michele A Hedrick 
Kenney Hegland 

Ann Heinson 
David N. Helman 

Ronald A and Melvina R Helwig 
Mary Kay Henson 

Deborah Hernandez 
Julie Herndon 

John and Barbara Hess 
Michael and Laura Hess 

Genevieve Hickox 
Roland Hiles 

Gail Lee Hirsch 
Carolyn Copple Hitt 

Ann Hittner 
Tracy Holle 

J David and Pamela S Holt 
Jean Homenick 

Barry and Mary Horek 
Jerry and Pamela Horn 

Matthew and Wendy Hostetter 
Scott and Christine Houldsworth 

Paul Van Hove 
Sylvia and James Thomas Howard 

Susan Huch 
Kathleen K and William H Hutcherson 

Denis E and Margaret Hutchings 
Rachel A and Ronald C Hutton 

William C. Lawrence III 
"Gerald's of Northville," Inc. 

"J&J Enterprises," Inc. 
"Sirco Industrial Supply," Inc. 

Fusion Incorporated 
Sean Indiveri 

Richard J and Jean Irving 
Cathy Isom 

Rosemary D and Leland G Jack 
Lauralee A Jacobs 
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Paul and Marianne Marchionna 
Evelyn Marks 

Patricia Maschio 
Family and friends of Mr. Matthew 

Thomas J and Kathleen M Matthews 
Kenneth and Frances Mayfield 

Kenneth H and Frances L Mayfield 
Carol Mayka 

Linda A. McClees 
Melinda McClement 

Mark and Michelle McCloskey 
Jamie Haynes McDaniel 

Herschel and Barbara McFarlen 
Vickie R McGraw 
Milghen McMahan 

Roxann Ross McNulty 
Tim McNulty 

Jennifer Mittry McRae 
Hugh M. Martin Jr MD 

Michael and Karol Meicher 
David and Cherie Meieschein 

Arlene Messinger 
Janet Gallivan and Lawrence E Messinger 

June Meyer 
Springfield Village MHP 

Morton and April Middleman 
April C and Morton Middlman 

Brian Miller 
Douglas and Roberta Miller 

Harriet R Miller 
Margaret and Charles Miller 

Marie L Miller 
Paul R and Evelyn Miller 

Michael A and Natalie Mizenko 
Dorothy Monahan 

Rickie and Alicia Moore 
William W and Marianee Moore 

David J and Joyce Mordhorst 
Milton and Elizabeth Morgan 

Elizabeth Morris 
James and Anna Moses 

Keith Muramoto 
Bruce K. Murchison 
Geraldine Murray 

Anetia L and George P Nay 
Rose Nedved 

Lloyd J and Elizabeth Nees 
E Alan and Janice M Nichols 

Nancy Noonan 
Daryl Nuccio 
Anita Nyberg 

Tal and Jacob Oded 
Ken and Chery Omalley 

Robert O'Neal 
Lois H Osborn 

Crosby and Anarose O'Young 
Dexter F and Dorothy M Packard 

Frank J and Jo Anne M Pajcic 
Yevgeniy Palaus 

Jonathan Pall 
Margaret Panzarella 

Donald and Carol Payne 
John and Aimee Peketz 

Sandra Pell 
Paula Peltier-Lazzeri 
Sheila A Pendergraft 

William and Beth Penny 
Robert M and Kristen L Penrod 

Joseph and Alaire Perazella 
George D and Lillie M Perdue 
Joseph G and Roxana V Perry 

Vanessa and John Pesec 
Stephanie Peters 

Linda B and James C Peterson 

Charles and Doris Jacoby 
Mary Jane-Fransen 

Lucille K and Edward S Jaworski 
Mary Ann Jimenez 

Daniel and Marjorie N Joba 
Clare Walsh Johnson 
Paul and Rena Jonna 

Mirko Jovanovic 
Mary Juno 

Tobe Kanon 
Marcia V Keener 

Robert Kellett 
Elizabeth Kelsey 

Therese and James E Kendrick 
Lyle E and Kathryn R Kerby 
Barry L and Mary H Kercher 

Charles E and Mary Ruth Kieffer 
Carole K and Michael P Killeen 

Robin and Bill King 
Sandi King 

Jack and Charlene Kiniyalocts 
Valerie H Kittner 

John and Mary Knight 
Steven and Denise Koenig 

Eric and Diane Korsh 
Kermit and Teresa Kragnes 

Teresa Kragnes 
Joyce Kramer 

Jayne A and Paul E Kranz 
Donald and Cynthia Kresh 

Chitra Krishnan 
Timothy and Carla Kriss 

Keith and Katie Kuhn 
Marvin S and Anne Kurtzman 

Charles B Lafoe 
Carol R Lange 

Scott Lange 
Susan L and Scott W Lathrop 

Tim Lazer 
Herwig and Gotelinde Lehmann 

Linda and Greg Leighton 
Maria Jesus Leland 

Steven Levitt 
Frank and Janet Lewis 

Margaret Lindberg 
P.T. and A.M. Linsk 
Private Ocean LLC 

Wagner and Zwerman LLP 
Beatrice M Loesch 
Gloria Lombardi 
Lois A Lommel 

Joe and Jacqueline Long 
James T Lubin 

Joseph and Tonya Lubin 
Willard E and Joyce R Lund 
James L and Kathleen Lynch 

Deborah Lynn 
Thomas F and Gay E Lyons 

Holly M Machado 
Toni Macintyre 

Neil A and Michelle L Mack 
James M Maddox 

Joyce and Doyle Magoteau 
Thomas and Jean Mahowald 
George and Laraine Mahshie 

Linda Malecky 
David J and Patricia Malizia 

Deborah Malone 
Denice Maloney 

Patricia and Vincent Mangia 
Christine Maniscalco 

Edward Mann 
Martha Mann 

Dana M Marcario 

Susan Elaine Petrak 
Bernard J and Penelope J Pfiester 

Melony Phelps 
Diane M Pierson 

Desire Pignon 
Kenneth W and Sharon L Pipes 

John E and Shirley A Pitts 
Robert A and Denise M Pluhatsch 
Joseph L and Suzanne H Polidor 

Gary Pollack 
Irwin and Marcille K Pollack 

Stacy Pollard 
Doris Poss 

Thomas Power 
Evelyn Powers 
Janet Pritchett 

Microsoft Matching Gifts Program 
Anthony Przybylinski 

Mary Qualtrough 
Erelyn Quiban 

Betty H Shaffer and Nancy R Quigley 
Rebecca Rabalais 
Michael Raffer 

Cindy Ranii 
ER and Mina D Raulerson 

Greg Ray 
Ronald James Reedy 

L Natasha and Claire Reiss 
Laurie E Rellihan 

Wendy Haunani Rice 
Mary K Rinehart 

Constance Robinson 
Mark Rockell 

WR Rooks 
Ruth B and Stuart J Rosen 

Lynn Rouseau 
Lauro E and Barbara A Rozul 
Linda and Stephen Rubarski 

Eric and Ann Rule 
Gerald Saccomanno 

Jerome T Sandau 
James D and Jessie A Sanderson 

Andre and Ellen Sanschagrin 
Barbara Sattler 
Betty Schaffer 

Pamela and Helen Schechter 
Helen and Pamela Schecter 

Hollie Schmidt 
Catherine Schuhlein 

Jane L and George H Scurfield 
Doreen B and Robert E Scurlock 

Marvin and Marsha Serota 
Jane M Shaffer 

Cynthia Shahkarami 
Margaret Shelton 

Dr. ShenHuay 
Robert W and Joni L Sherman 

William D Sherman 
Ritchie and Joann Shoemaker 

Watson's Auto Body & Detail Shop 
Helen A Short 

Pauline and Sandy Siegel 
Gail Silver 

Peter A Sim 
John Simons 

Law Offices of Mark Simowitz 
Gurnam and Datnam Singh(Rai) 

Astrid V and Allan F Sipos 
Daniel and Alice Sisbarro 

Richard Brookwell and Dorothy Ling Skea 
Robert A and Rita L Slayton 

James E Smith 
R Erik and Denise L Soderholm 

Kerry Solan 
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James A and Debra Youngblood 
Tasha Zemrus 

Ronald and Mary Zimmer 
Frank and Geri Zisa 

Debbie Zola-Bell 
Jay and Rachelle Zukerman 
Florence and Frank Zuvich 

  
Fran Alter Memorial  
S Rochelle Diogenes  
   
Robert Amble Jr.  Memorial  
Danny and Patricia Vanslyke  
 

James "Bo" Bagwell Memorial  
Danny and Patricia Vanslyke  
 

Geneva Barrett Memorial  
Sharon K Thomas  
 

Phil Becker Memorial  
Danny and Patricia Vanslyke   
 

Melvyn Birch Memorial  
Elizabeth Balsamo 
Lori Anne and Chris Carrieri 
Mary Lynn and Richard DeRosa 
Sharon Faranda 
Danielle M Francesco Imparato 
Sarah E and Michael E Kaplan 
John P and Cassandra LaBarbera 
Richard Lebowitz 
Gary Chin Lew 
Michael J Prial 
Sharon Silveira 
Evynn and David E Smith 
Louis and Marie Trani 
Nicholas C and Pamela Trani 
  
Lois Brown Memorial  
Dale and Cheryl Brown  
  
Ann Corcoran Memorial  
Dorrine Bowen 
Angeline Dambroso 
Charles and Theresa Ellis 
Joseph and Carol Gerthoffer 
Joan Leskoske 
Celestine Maestri 
Merino and Joanne Merola 
John and Catherine Quattrone 
Mary Rose Strano 
 

Emogene Edwards Memorial  
Western Colorado Community Foundation  
 

Sharon Epstein Memorial  
Tobysue Agin 
Robert Ajtaji 
Philip J Baduini 
Clyde and Joanne Ebert 
Anna Murray Geary 
Philip and Terree Goldstein 
Mr and Mrs Drew McDaniel 
Joseph Stone 
Kathleen Winkler 
Morris and Donna Zupan 
 

Keith Fauth Memorial  
New Orleans Concierge Association  
 

Lorraine Harper Memorial  
Lucy and Brian Hamilton  
 

Roxane Harvey Memorial  
Goran Crnkovic  
 

David E and Laurie E Sowa 
Laurie Sowa 

Virginia Spinetta 
Eileen Splinter 

Applebee Motor Sports 
Lakshmi Srinivasan 

Gary Karen and Brian Staab 
Susan M and Kenneth J Stachler 

Licking Memorial Hospital Medical Staff 
Larry D and Rebecca V Stanks 

Pat and Harriet Starr 
James and Deborah Stephens 

James H and Deborah A Stephens 
Phyllis J Stevens 
Dalerae Stocker 

Kenneth and Susan Denise Storey 
John M and Margaret B Stover 

Matthew H Stowell 
Dorothy Stream 

Nina N Stromberg 
Jonathan H and Christina M Strong 

Theodore Sturm 
Edmund and Carolyn Sunday 

Barbara Weston and Stanley W Sundstrom 
Mission Janitorial Supplies 

E D and P C Surian 
Stephen Swearengin 
Gracie-lee Sweetie 

Charles Tanner 
Joan A and Dave L Taylor 
John and Patricia Taylor 

Richard F Telander 
Brian Theiler 

Richard D and Anne M Thompson 
William Thomson 

Vera Thyes 
Jerrie Tittle 

Constantine Ursache 
Cynthia Vanderwall 

Diane C and Jerry D Vecchione 
Jerry and Diane Vecchione 

Darian Vietzke 
Jill Villalba 

Rocco and Regina Viscomi 
Diane Visone 
Patti Voorheis 

Wendy Cowan Wald 
Susan F Walters 

Calvin and Margherita Wang 
Martha Watkins 

Charney and Marjorie Weber 
Denise Wehrer 
Janice Weiner 
Lisa A Weiner 
James Wells 

Steven C and Diane S White 
William Whitehead 

Carolyn M Whitehouse 
Cullen and Susan Wilkerson 

Nancy Williams 
Patience Williams 

Jeff Willinsky 
Mary Jo Willis 
Karl Wimmer 

Thomas J and Nina P Winkler 
Dwayne or Monica Wise 

Herschel Wisebram 
Sheila J Woerner 

Kris and Kevin Woods 
Henry and Jacqueline Wray 

Cheryl Wright 
William and Marsha Wright 

Michael Wyman 
Janice A Yoder 

Patricia Ann Kloeblen Memorial  
Betty Arnold 
Coleen King 
Ken Kloeblen 
Mark Gibson 
  
Rewey N. McAuley Memorial  
Debra M. Sellers  
  
Sanjoy Mukherjee Memorial  
Candice Sandoval  
Rose and Thomas Tierney  
  
Donald Narducci Memorial  
Ashok K Bhargava 
George and Clara Boulay 
Margaret P and Brian Brosnahan 
Genevieve R Collins 
Ann Marie Elliott 
Judith Bedor and Edward J Hines 
James and Carol Lawson 
Pauline and Real J Masse 
David and Barbara Murphy 
Marjorie A Narducci 
Eleanor F Borek and Lori J Paul 
Janette H Maturo and Margaret A Sampson 
Johann and Renate A Seitz 
Virginia and Richard Tenney 
  
Lisa Ann Smith Memorial  
Robert and Linda Smith  
   
Daniel Tan Memorial  
Gloria and Richard Lombardi  
 

Gertrude Thom Memorial  
Danny and Patricia Vanslyke  
   
Gloria VonKaenel Memorial  
W Curtis Baker 
Bryan Burnhart 
Cecelia Burnhart 
Sharon Buttery 
H Ward Carpenter 
Marie Cash 
Craig Cizek 
Diana Frei and Gail Earman 
Betty Eberhart 
Neal Ford 
Jim and Shirley Garrigan 
Michael Harper 
J. Andrew and Judy M Hill 
Alexander Hunt 
Drew Knight 
Amy and Fraser Lynn 
David McArdle 
Glenn Paddack 
Julie Ransel 
Ted Rzeszuto 
Nancy and Ronald Scott 
Mark Sickles 
Joseph Templet 
Duane and Mary Anne Thompson 
Robert Williams 
Nan Willnow 
Nicole Wilson 
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Secretary 

(951)658-2689 
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Jim Lubin  
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Director 
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Executive Director 
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(410)371-1560 
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The Transverse Myelitis Association 

Sanford J. Siegel 

1787 Sutter Parkway 

Powell, Ohio  43065-8806 

Chitra Krishnan becomes the first Executive Director 
of The Transverse Myelitis Association 
 
TMA awards $20,000 for FES Study to Dr. Daniel 
Becker at Kennedy Krieger Institute 
 
Summer Camp for Kids with TM, ADEM, NMO or 
ON and their Families: August 1 – 5, 2012, The 
Center for Courageous Kids, Scottsville, KY 

The Transverse Myelitis Association 

www.myelitis.org 


