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Change is difficult for a normal per-

son.  It is even more of a challenge for 

me.  You arenôt going to find a person 

more attached to a routine than me.  

Kazu and I really love our routine.  In 

fact, Kazu probably finds me highly 

comforting because he can count on 

me to support his routine é by my 

staying on my routine.  While variety 

might be the spice of life, Iôm general-

ly thriving on monotony.   Kazu eats 

exactly the same thing twice a day, 

every single day.  Iôve never observed 

a single instance of diminished excite-

ment as the same dry pellets are 

poured into his bowl.  Kazu and I to-

tally get each other.       

 

In 82 days, 5 hours and 4 minutes from 

now, I am going to experience one of 

the more dramatic changes in my life.  

I am going to retire from my job with 

the state of Ohio that I have held for 

35 years.  I am blessed in so many dif-

ferent ways.  I was engaged in work 

that made a significant difference in 

peopleôs lives; I worked for a regulato-

ry agency.  My work involved the reg-

ulation of the telecommunications and 

electric industries.  I worked with an 

amazing professional staff that was 

very well educated and highly motivat-

ed.  Most of the people Iôve worked 

with have doctorates or masterôs de-

grees in economics, systems engineer-

ing and in the social sciences.  We also 

have our share of MBAs in finance 

and accounting and we have a large 

staff of attorneys.  My work was rec-

ognized and valued by my peers.  And 

over this very long period of time, I 

developed very close friendships and 

good relationships even with the peo-

ple in the industries we regulate.  It 

has been a great job.   

 

For the past sixteen years I have been 

doing two jobs.  The job that I am re-

tiring from took up my time during 

the week and it paid me a salary and 

offered wonderful benefits.  Iôve left 

the house every day at about 6:00 am 

and left work at 4:00 pm.  I stopped 

to do a workout on the way home 

every day, because thatôs what highly 

neurotic people do, and I got home at 

around 6:30 pm.  The last thing I did 

before leaving for work in the morn-

ing was to walk Kazu and the first 

thing I did when I returned was to 

walk Kazu.  Kazu only craps for me; 

it is our special thing.  By the time I 

got home from walking Kazu, I had 

two hours before my body was done 

for the day.  My mind was already 

done.  That is a significant portion of 

life routine to have removed from a 

really neurotic person.  It has also 

been an enormous amount of time 

getting in the way of the work from 

the other job.   

 

For those of you who have been pay-

ing attention and/or have been 

around for a while, you know that 

my second job has been conducted 

while I am not doing my state job.  

This is a job for which I do not re-

ceive a salary.  We can wax philo-

sophic some time about all of the 

benefits.  It has been really difficult 

over the past 16 years to do both of 

these jobs and to also have a life.  I 

try.  Pauline and my family are my 

priority.  Beyond my family, my life 

has definitely been significantly sac-

rificed.  My TMA work has always 

been too important for me to figure 

out other-than-family life priorities.  

I receive phone calls from people 
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who have a loved one in the middle of 

an inflammatory attack.  This usually 

happens at least once a week and some 

times more often.  I receive phone 

calls from people daily who are not 

doing well.  Either they are not receiv-

ing appropriate medical care or they 

lack even the most basic understanding 

about what is going on with their bod-

ies and what can be done for them; and 

what cannot be done for them.  In ad-

dition to the phone calls, I receive 

emails of a similar nature all day long.  

It is impossible for me to ignore peo-

ple who are in desperate straits.  Man-

aging our membership databases, pub-

lishing a newsletter and journal and 

membership directory, helping with 

the information on our web site, creat-

ing materials for new member packets, 

arranging all of the printing and mail-

ing activities, coordinating and devel-

oping and managing support groups 

around the world, planning and organ-

izing retreat weekends and family 

camps, assisting with the planning of 

symposia and other educational oppor-

tunities, coordinating work with other 

advocacy organizations, managing the 

day to day activities of our organiza-

tion, trying to keep everyone loving 

everyone else é the tremendous 

amount of work that needs to be done 

that is not being done ï it just never 

ends. 

 

It is no wonder that I canôt hit out of a 

sand trap. 

 

I very well could have gone on doing 

precisely what I am doing now for a 

great deal longer (work both jobs) é 

because Iôm definitely neurotic enough 

to pull it off.  I once asked my psy-

chologist during counseling just how 

neurotic he thought I was.  He laughed 

- way too hard.  And then he respond-
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ed that he thought I was pretty neurot-

ic, but since I wore it so well, he 

wouldnôt recommend doing anything 

about it.  I took that to mean that my 

neurosis was one of my more positive 

traits, like my thick hair and fast typ-

ing.   

 

But complicated life circumstances are 

helping me to make this move and to 

motivate me to work on getting parts 

of my life back.  I used to be a well-

rounded and interesting person.  I have 

great hopes that my retirement is going 

to allow me to continue my work for 

the TMA and still allow me to have 

the life that evaporated 16 years ago.  I 

plan to give Pauline and our children 

more of my time.  Iôm truly fascinated 

with just how much time it is going to 

take before they are highly over-

whelmed by my attention and yearning 

for those wonderful bygone days of 

neglect.  Iôll keep you posted. 

 

I plan to return to reading novels, mag-

azines and newspapers.  The past 16 

years have been filled with so much 

reading of medical journals and health 

advocacy literature that I havenôt real-

ly had time for the reading I love to 

do.  And now reading involves all of 

these great electronic toys.     

 

I spent 14 years of my life training to 

become a cultural anthropologist.  I 

was a very good anthropologist.  Com-

plicated life circumstances made a ca-

reer in anthropology difficult for me to 

pursue.  During my retirement, I plan 

to publish from the tremendous 

amount of excellent material that I col-

lected during two years of fieldwork 

research; I am a Native American ex-

pert.  I returned from my work with 

10,000 pages of hand written field 

notes on yellow legal pads (no com-

puters in 1976 ï 1978) and more than 

3,500 slides.  Beyond my dissertation, 

I never had the opportunity to write 

about the experience or publish any in-

formation about the tribes we lived 

with for two years.  I definitely owe 

that writing to the remarkable people 

with whom we shared our lives dur-

ing that time.     

 

I was a pretty decent conga player in 

my day.  I would love to return to 

playing, if the arthritis in my hands 

allows.  I intend to play enough golf 

that Iôm able to get out of a trap and 

actually hit off of a fairway every so 

often.  I plan to continue and intensi-

fy my suffering as a fan of the Cleve-

land Browns and Indians.  I plan to 

get Pauline to a beach and under wa-

ter (in scuba gear) as often as possi-

ble.  And I need to clean the base-

ment.   

 

And I would love to do some writing 

é perhaps about all of those compli-

cated life circumstances.  What I am 

not going to do is look for another 

job; I already face more work every 

day than I can possibly finish even if 

I donôt have my paying job taking up 

way too much of my time.  I am not 

going to be bored.     

 

One of the activities I am most excit-

ed about pursuing is research on TM, 

ADEM, NMO and ON.  I am a social 

scientist.  I know how to do research.  

I plan to focus my time, energy and 

expertise on collecting information 

from all of you about these disorders.  

I know how to collect the infor-

mation, I have good friends who can 

run the data and perform statistical 

analyses, and I know how to evaluate 

the data and information and get the 

results in front of the physicians who 

are caring for all of you.  This is an 

area where I believe I can make a 

significant contribution.  And it is no 

small thing that I work for free.     

 

How is my retirement going to im-

pact the TMA and more importantly, 

how is this change in my life going 

to impact all of you?  The answers to 

that question have consumed the 

greater part of my ruminations as I 

go through the planning and the emo-

tional process of preparing for my re-

tirement.    

My brother started talking to me in 

2006 about what kind of succession 

plan the TMA had in place to deal 

with the eventuality that I was no long-

er around to do this work.  Of course, 

my reaction to him was, ñAnd what do 

you mean not be around?ò  Winning 

the lottery and death only happen to 

other people.  Over the years, his ap-

proach to these discussions has gone 

from gentle nudging to characterizing 

my inactivity in this area as totally ir-

responsible.  ñHow can you take all of 

the work youôve done in the past cou-

ple of decades and gamble that it will 

totally disappear if you are no longer 

able to do this work or you are no 

longer here?ò   

 

Iôve given lots of thought to my broth-

erôs words.  My brother is a brilliant 

clinical psychologist who has spent his 

entire career not offering me any ad-

vice whatsoever.  My brotherôs usual 

reaction to one of my multitude of life 

dilemmas is something like, ñWow, 

you are really messed up.ò  Iôm sure 

my brotherôs patients receive greater 

depth and clarity from him; Iôm also 

certain they receive the same level of 

candor.  So, if my brother is willing to 

offer me a substantial reflection on my 

approach to the organization, I feel 

compelled to take his admonitions se-

riously.  Okay, now where do I find a 

crack pot whose wife got TM, is neu-

rotic enough to work his brains out to 

get things done even when he creates 

his own self-imposed but like-they-

come-from-the-burning-bush deadlines 

for everything, has enough compassion 

to force him to pick up the telephone 

and return every single phone call and 

return every single email message 

from everyone é no matter the cir-

cumstances; is passionate enough to 

internalize the cause so that advocacy 

comes from the depth of his heart and 

soul and has a value system such that 

they donôt want to be paid for doing 

any of this work?  If I post this on 

Monster.com, will I get beyond the 

crackpot part of the position descrip-

tion? 
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One of our first priorities, after my 

retirement, is going to be to raise the 

funds to hire an executive director of 

the TMA.   

 

We need more doctors who special-

ize in caring for patients with TM, 

ADEM and NMO, who perform the 

research, and who become faculty 

members in departments of neurolo-

gy who can teach other physicians 

about these disorders and can attract 

more physicians into this discipline.  

We are going to have to raise money 

to fund the Jim Lubin Fellowship in 

order to make this happen.  We need 

to have a sense of urgency about at-

tracting more doctors and scientists 

into our discipline. 

 

The amount of research we can make 

happen on TM, ADEM and NMO 

depends directly on our raising mon-

ey to fund it.  The evidence is clear; 

unless we raise money to fund TM 

and ADEM research, it isnôt going to 

happen.  Victoria Jackson has made 

the most compelling case that mon-

ey, sound scientific oversight and 

passion can change the research 

landscape for these disorders.  That 

is precisely what she and Bill Guthy 

have accomplished with NMO.  We 

need to match their efforts for TM 

and ADEM.     

 

The common denominator in almost 

everything about our future plans in-

volves raising money.  I will need 

your help to professionalize the 

TMA and to transform the organiza-

tion into one that can manage the 

complexities of focusing our re-

sources in a transparent, responsible, 

informed manner to achieve our 

goals.  We have a wonderful commu-

nity of people who have so many 

skills and talents and expertise.  We 

are going to be calling on those of 

you who can serve our community 

and help us to fill these critically im-

portant needs.   

 

We are also going to be depending 

The future of the TMA depends on the 

work continuing past me.  And as we 

have all learned in such a stark and in-

timate way, none of us knows what is 

going to happen tomorrow, let alone at 

2:00 this afternoon.  I can imagine 

what the world was like without an ad-

vocacy organization for TM, ADEM, 

NMO and ON ï and I donôt want to go 

back to that time.  I donôt want that for 

Pauline and I donôt want that for all of 

you and your loved ones.  Whether 

you are actively involved in this work 

or you donôt ever think about it, your 

life circumstances are seriously dimin-

ished by not having an organization 

exist that makes possible the training 

of doctors and researchers focused on 

these disorders, that creates education-

al opportunities for patients and medi-

cal professionals, that provides infor-

mation and offers support networks 

and support opportunities (i.e., retreats 

and family camps), and that advocates 

for and raises money to fund research.  

You need an organization that net-

works with other advocacy organiza-

tions that share our concerns and 

goals.  You need an organization that 

keeps our issues in front of politicians 

and the government who allocate re-

sources and design and develop pro-

grams that impact so much about how 

we receive medical care.  Most of you 

are aware of why you need The Trans-

verse Myelitis Association and why 

we cannot risk losing this organiza-

tion.   

 

The only way I can guarantee that the 

work will continue is to pay someone 

to do it.  It is very difficult to sustain 

an entirely volunteer organization.  

And the person getting paid is not go-

ing to be me é remember, Iôm the 

crackpot.  We need to bring on new 

energy, new creativity, and new pas-

sion to fill a position that will continue 

past the person who fills the job.  It 

canôt be about Jim, Debbie and Paula ï 

although it will always be about these 

people so long as they are willing and 

able to do this work. 

 

on everyone to get involved in helping 

us with our fundraising efforts.  We 

have been incredibly gentle with these 

efforts over the past 16 years.  Part of 

that gentleness was dictated by the ab-

sence of time and resources.  We can 

no longer afford to manage our fund-

raising as we have in the past.  We are 

going to come to you in every way im-

aginable to make the case as to why 

you need to support these efforts.     

 

The amount of work that needs to be 

done is staggering and the risks of not 

accomplishing this work are frighten-

ing.  We still donôt know what kind of 

disorders TM or ADEM are ï it is pos-

tulated that they are auto-immune.  

The nomenclature surrounding the 

medical disorders called transverse 

myelitis is a nightmare that significant-

ly complicates diagnosis and seriously 

impedes research.  This nomenclature 

needs to be fixed even if it means that 

we become The Transverse Myelitis 

Association, the advocacy organiza-

tion for people with ADEM, NMO, 

ON and TM é and we no longer have 

a disorder called transverse myelitis.  

Changing the name of this disorder is a 

really messy thought (particularly for 

the person who thrives on no change 

and compulsive-neurotic order) but it 

needs to happen.  It will give organiza-

tional historians lots to talk about é 

like, where did that logo come from? 

 

At least some headway is being made 

in the understanding of NMO; and it is 

occurring almost exclusively from the 

efforts of the Guthy-Jackson Charita-

ble Foundation.   

 

An acute attack from NMO, TM and 

ADEM are pretty much treated in the 

same way; and not necessarily because 

thatôs the best way to do it.  It is done 

this way, mostly because we donôt 

know enough to do it differently.  

There havenôt been enough studies or 

enough scientific evidence to guide the 

decisions about acute treatment; it re-

mains a judgment call by the physician 

in charge.  We use the nuclear explo-
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Project.  This organization shares 

precisely this approach to studying 

these disorders and is likely the 

greatest fundamental support of this 

endeavor through their repository.   

 

Iôm driven to find the answers by the 

indignities and suffering I witness in 

Pauline every day.  It totally sucks.  I 

observe it going on all around me é 

Jim, Paula, Debbie, Maureen, Ra-

chel, Kevin, Ashley, Elliot, Maggie, 

Jonathan, Maria, Alana, Walter é a 

day doesnôt go by that I donôt think 

about the challenges that so many of 

you face from bladder and bowel is-

sues, from pain and spasticity, from 

depression and fatigue and cognitive 

problems, from sexual dysfunction 

and from paralysis, including not be-

ing able to breathe.  I hear it from 

you on the phone every day, and I 

communicate with you about it in 

emails.  I need for there to be better 

answers for Pauline and for all of 

you.  I need for these children to 

have the best shot at a good quality 

of life.  They need to be able to live 

their dreams in the same way that all 

of us had that chance.  I need for the 

5 month old baby who is going to 

have an inflammatory attack tomor-

row to have a better chance of recov-

ery, because we have good science 

upon which to base their treatments, 

as opposed to the expert, educated-

guess crap shoot weôre employing to-

day. 

 

None of the answers are going to fall 

from the sky and none of them are 

going to appear for free.  And Iôve 

been looking around for the past 16 

years, and none of them are going to 

happen because someone else paid 

for them.  The bill is ours and unless 

we begin the serious process of creat-

ing the funds to support all of this re-

search and the physicians who are 

going to conduct it, our critical needs 

will remain unmet. 

 

If you can make a difference, now is 

a great time to start.  If you canôt, I 

sion approach to treating an immune 

attack because we donôt understand the 

immune system well enough to identi-

fy specific culprits in the immune sys-

tem that would allow for a narrow, 

specific, and less all-encompassing tar-

get to focus on.  For example, we 

might be able to cripple the enemy by 

taking out the water towers, but since 

we donôt know that the water towers 

are the necessary and sufficient infra-

structure for enemy survival, we have 

to level the entire town.  And this is no 

big deal, unless you happen to live in 

this town.  We manage recurrent cases 

in the same manner because we also 

lack sufficient information to target 

small and more specific targets.  There 

hasnôt been a single clinical trial to test 

a drug to treat any of the symptoms of 

TM.  This is also the case for ADEM 

and NMO.  Hey, if it works for diabet-

ic neuropathy, it will probably work 

for NMO.  Well, okay.  And I havenôt 

even touched on the entire issue of 

how do we repair the nervous system 

after it has been permanently dam-

aged?   

 

I could go on like this for quite a while 

é but as I have to get back to my 

emotional preparations for my retire-

ment (which for the most part looks 

like, can I stay home now), I should 

end here.  One of the great contribu-

tions that the TMA can make in this 

research is that we are the leading ad-

vocate in the universe for research 

across all of the neuroimmunologic 

disorders.  It is our position that we 

can best come to an understanding of 

all of these disorders ï ADEM, NMO, 

ON, MS and TM ï by studying all of 

them together.  We just donôt under-

stand enough about any of them to 

draw a fence around one and study it 

in isolation from the others.  The over-

lap of cases and the relationships are 

far too compelling to ignore any of 

these disorders in studying one of 

them.  And we fervently argue that 

they all need to be studied.  That is 

also why we are so grateful for our re-

lationship with the Accelerated Cure 

would encourage you to get involved 

in fundraising, primarily with your 

friends and family who best under-

stand how ADEM or NMO or TM has 

impacted your lives.  As these are rare 

diseases and our numbers are small, 

we cannot afford to have anyone on 

the sidelines; we all need to get in-

volved.   

 

I am really looking forward to my rap-

idly approaching retirement.  Pauline 

is supportive but cautiously concerned, 

anxious and fearful.  Sandy, do you 

think a 2500 square foot house is real-

ly large enough for you and me?  Is a 

king size bed really the largest bed 

they make?  Kazu has taken a wait and 

see approach to all of this retirement 

conversation.  No doubt his final eval-

uation will be measured by whether 

my retirement has any impact on his 

caloric intake and the frequency of his 

walks.   

 

I hope that my retirement means posi-

tive and significant changes for the 

TMA; changes that move us forward 

in a professional way to accomplish so 

many of these important goals that are 

yet to be fulfilled and that so many of 

you are depending on.   

 

81 days, 5 hours, 57 minutes é but 

whoôs counting? 

 

Please take care of yourselves and 

each other. 
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