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I am pleased to report on three outstanding successes for 
TNA and that much is underway.

First, in Tampa on April 12, TNA Director Gary Redwine 
sponsored the Matt Redwine 3rd Annual TNA Golf 
Tournament.  Organizing the tournament takes months of 
work by Mr. Redwine, his wife Madeline and his staff.  The 
event sold out!  Over 200 golfers filled two courses, there 
were over 20 financial sponsors and the tournament was 
covered in the regional press.    For TNA, this event raised 
a substantial and important part of our operating budget 
and it increased awareness of neuropathic facial pain 
disease.  Both of these accomplishments are important to 
TNA, they help us to support our diverse programs and 
to reach patients that we can assist.   Thank you to Gary 
and Madeline from our CEO John Koff, staff in Gainesville, 
Board of Directors and TNA Members.  Your efforts help 
many now and for years to come. 

Second, TNA organizes conferences to help patients and 
caregivers learn about and stay up to date on treatment 
options.  Attendees also learn much from each other.  
Our most recent Regional Conference, in Indianapolis on 
April 26, was sponsored by TNA Medical Advisory Board 
member Dr. Nicholas Barbaro and the University of Indiana 
Neuroscience Center.  It was a big success.  There was a full 
day of informative presentations made by neurosurgeons, 
dentists and other healthcare professionals.  The speakers 
addressed diagnosis, drug choices, surgery choices, 
coping with chronic pain and what is being learned 
about how experiencing pain can cause changes in brain 
chemistry and neurology.   Patients and caregivers asked 
many questions, and they also had time to talk with each 
other.  We thank Dr. Barbaro and UI for their efforts and 
sponsorship.

Third, TNA’s Facial Pain Research Foundation funds early-
stage research that may lead to better treatments and 
perhaps a cure for neuropathic facial pain disease.  One 
of the exciting projects underway is an effort to collect 
DNA and identify the potential genetic contributors to 
TN.  The William H. Cilker Family Foundation has pledged a 
matching $500,000 gift to cover the cost of this research.  
Most of TNA’s programs help patients and caregivers now, 
research funded by the FPRF will help patients in the 
future.  TNA appreciates the efforts of its FPRF and thanks 
the William H. Cilker Family Foundation for this substantial 
contribution to the future.

TNA will not rest.  We are making good progress on an 
update of the 2004 edition of Striking Back by George 
Weigel and Dr. Kenneth Casey.  Stay tuned for a date for 
the 4th Redwine Golf Tournament during April, 2015.  
We are working hard to improve outreach.  The goals of 
that outreach effort are to increase awareness of facial 
pain disease, increase awareness of the services that TNA 
provides, and to be as useful as possible to patients and 
caregivers.  Planning has begun for the 25th Anniversary 
National Conference in New York City on October 9 
through 11, 2015.  Informative articles are planned for 
the weekly TNA Newswire and future issues of the TNA 
Quarterly.  

As always, call our office anytime for information  
and support.

From the Chairman of the Board

Jeffrey Bodington, Chairman of the Board
TNA – The Facial Pain Association
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The Redwine family presents The Facial Pain Association CEO, John Koff,  
with a check for $45,000

“We can be a force together,” Matt 
Redwine said in describing a 
phenomenal new aspect of the annual 
charity golf tournament bearing his 
name at the Eagles Golf Club in Tampa. 
He refers to the unexpected showing 
of trigeminal neuralgia patients who 
registered and drove to Tampa to boost 
the April 12 fund-raising extravaganza 
for TNA-The Facial Pain Association.

Matt and his parents, Gary and Madeline 
Redwine, and his older brother, J. R., 
report astonishing results of the latest 

tournament. By the numbers, the event 
attracted 211 golfers, 27 sponsors, 80 
donated raffle gifts valued at about 
$25,000, and several dozen volunteers 
working in the clubhouse and out on the 
greens from 7 a.m. until dark. By day’s 
end, the Redwine family and supporters 
netted a record  $45,000, which when 
added to proceeds from two previous 
spring tournaments, yields $98,000 in 
donations to the TNA-FPA.

Mike and Monica Petrucci, staunch 
supporters of the annual event, 

Matt Redwine  
Golf Tournament gathers 
popular momentum in 

gaining support and advocacy 
for facial pain patients

By Arline Phillips-Han, Medical Reporter
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became Title Sponsors for 2014 with a $5,000 donation. 
Course sponsors, at $3,000 each, were Down to Earth 
Landscaping of Tampa, and Kenneth Casey, M.D., chief 
of neurosurgery at Oakwood Southshore Hospital in 
Trenton, Mich. and national chairman of the TNA-FPA 
Medical Advisory Board. Gold Sponsors, with gifts 
of $1,000 to $2,000 included the TNA-FPA Board of 
Directors; Seminole Hard Rock Hotel and Casino, Tampa; 
and Thomas Wasdin of Cocoa, Fl., a retired builder-
developer, college basketball coach, philanthropist and 
member of the Association’s Board of Directors. There 
were a number of other gold sponsors.

John Koff, CEO of the international TNA-FPA, said, “The 
Redwine tournaments make a significant impact on our 
delivery of services to thousands of facial pain patients 
throughout the United States and abroad. The funds 
support resources provided by the Association staff in 
Gainesville, Fla. , including updated medical information 
on TN and other nerve-related facial pain; telephone 
consultations, consumer guidebooks, locally organized 
support groups, an online Facial Pain Network, regional 
and national conferences for health-care professionals, 
patients and their families. The TNA-FPA office serves as a 
first port of call for people suffering facial pain.

Building public awareness of trigeminal neuralgia, the 
most painful medical condition known to mankind, is 
an added bonus of the Redwine golf tournaments. Koff 
said very few participants in the events had ever heard of 
trigeminal neuralgia prior to the first playoff in the spring 
of 2012. They learned about it firsthand from Matt, and 
more recently from other TN patients supporting the 
event.

The Eagles golf courses came alive after a clubhouse 
luncheon served by Carabbas, as players distinguished 
by ribbons of teal (official color of the Facial Pain 
Association) found their starting positions. Golfers 
were kept refreshed throughout the sunny afternoon 
at beverage tents and sports bars, and volunteers rode 
the course in golf carts selling raffle tickets, which were 
matched with prizes inside the clubhouse. J.R. Redwine 
managed the outdoor concessions, while his mother 
(Madeline) directed clubhouse activities.

Tournament founder Gary Redwine, a business executive 
for more than 35 years and current Board of Directors 
member with the TNA-FPA, said he and Madeline 
conceived the golfing charity as a way to bring attention 
to the incurable disease that affects their son. Although 
Matt’s facial pains are held in check most of the time 
with the daily use of a commonly prescribed drug called 
carbamazapine, breakthrough pain strikes without 
warning, and is often excruciating.

Redwine is president and CEO of a family of companies 
called RAMS Inc., based in Tampa, which provides 
staffing, consulting and engineering services to 

“Golf” . . .continued from page 3
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Third Annual Matt Redwine TNA Charity Golf Tournament
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the construction industry. At all three Redwine Golf 
tournaments held to date, many of the golfers and 
volunteers had business connections with RAMS and/or 
friendship with the Redwine family.This year Gary added 
a new dimension of sharing by donating golf tickets from 
non-attending out-of-town donors to active-duty military 
personnel at the nearby McDill Air Force Base, so they 
could play for free. The airmen wore no uniforms, and 
blended into the crowd enjoying the sport.

For Matt, the annual tournament, and the connections 
with participants, is an opportunity to keep the spotlight 
on a disease that occurs with varying degrees of severity 
and disabling effects. Virtually everyone who asks him 
about TN discovers he is a wealth of information on 
coping strategies, and serious effort to improve medical 
treatment. One of his primary interests is in developing 
drugs designed to specifically attack the problem, as 
opposed to the current use of medications designed 
for other diseases such as epilepsy. Matt said he is 
dependent on medication, since  he does not qualify for 
microvascular decompression surgery, the best available 
treatment.

At the office 50 hours a week, Matt says he has learned 
to recognize the often subtle signs that pain is about to 
attack, and he “muscles up” to face it, literally standing up 
to it, “You learn how to deal more effectively with things 
that you know may trigger an eipisode of pain. You bear 
down and focus, which usually means staying at my desk. 
I found that the pain is the same whether I’m at work or 
at home on the couch, and I’d rather be at work,” he said.

The one person who understands his pain better than 
anyone, his wife Amy, recalls that time in 2011 when Matt 
was stricken so forcefully by trigeminal neuralgia he could 
scarcely think beyond the agonizing question of ‘why 
me?’  But he began to fight back with the take-control 
spirit she has witnessed many times when difficult 
problems arise. “He’s not the kind of person who backs 
down, but says ‘let’s figure out how to solve it.’ A disease 
like TN can lead to a feeling of helplessness, but Matt 
discovered he CAN do something by getting involved in 
helping others, and this has led to new friendships.” 

Gary Redwine said outstanding services of The Eagles 
Golf Club enhanced the success of three consecutive 
spring tournaments. He closed his office for a month 

ahead of each event, and worked with his wife, sons and 
volunteers in detailed preparations.  Success has built on 
success with each tournament exceeding the previous 
year in popular support.  Plans are already underway for 
April 2015 when the Redwine tournament will be staged 
in conjunction with the TNA-FPA Board of Directors 
meeting. 

“Although this is a local tournament, we need the help 
of the entire TN family nationwide to reach out to family, 
friends and business associates to support the event with 
sponsorships, donations, and raffle/auction prizes,”  
said Gary Redwine. 

“Golf” . . .continued from page 5



Summer 2014  --------------  7

Columnist Mervyn Rothstein 
Interviews Dr. Allan Basbaum

Dr. Allan Basbaum is professor and chairman of 
the Department of Anatomy at the University 
of California San Francisco. A neurobiologist, 
he is recognized worldwide for his work in 
understanding the mechanisms that contribute 
to the development of chronic pain, particularly 
the neuropathic pains produced by nerve injury, 
a condition that he considers a disease of the 
nervous system.

He is an expert in the use of neural stem cells 
to alleviate neuropathic pain in animals and 
has been rewarded by long-term funding of his 

research by The National Institutes of Health. He 
believes that his research has demonstrated that 
it is possible to repair damaged neural circuits. 
His work will have major consequences for 
neuropathic pain, including trigeminal neuralgia 
and related conditions, phantom limb pain and 
the pains generated in the course of cancer 
chemotherapy.  

1. Why did you decide to focus on pain in your 
career? 

That’s an easy one. It was the need for a summer job 

Dr. Basbaum spoke by telephone from San Francisco with Mervyn Rothstein, who 
was an editor and writer at The New York Times for 29 years before retiring in 2010.

Mr. Rothstein is now a columnist for Playbill Magazine, where he writes the column 
“A Life in the Theatre.” He has had trigeminal neuralgia since 2005. 

“Basbaum” . . .continued on page 8
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when I was a student 
at McGill University 
in Montreal. Now 
you’ll figure out how 
old I am, but I was 
trying to get a job 
at the [1967] world’s 
fair in Montreal. I 
was on the waiting 
list to get a job 
at the fair, which 
everybody wanted, 
and I couldn’t wait 
any longer. And I saw 
an advertisement for 
a summer research 
assistant, not at the 
fair but in the lab of 
Ronald Melzack. I 
had taken a course 
with him, and I got 
the job.

He’s one of the 
godfathers of pain 
research. He and Patrick Wall had published a major 
paper in 1965 called “Gate Control Theory of Pain,” 
which revolutionized the way people thought about 
what causes pain, why chronic pain develops. They 
argued that pain is not produced exclusively by the 
activation of “pain” specific nerve fibers, but rather by 
the balance of activity in different types of peripheral 
nerve fiber, small diameter nerve fibers that respond 
to painful stimulation and large diameter fibers that, 
in fact, respond to innocuous stimuli.  The latter nerve 
fibers have the capacity to regulate pain produced by 
the small fibers. Gate Control Theory provided a new 
perspective not only on ways to regulate pain (i.e. by 
increasing the activity of the large diameter fibers) but 
also on a mechanism for the generation of neuropathic 

pain (i.e., dysfunction 
or frank damage to 
the large fibers). My 
summer job in the 
Melzack laboratory 
started my research 
in pain mechanisms, 
and I’ve been doing 
it ever since. If I had 
received a job at the 
world’s fair, I might 
be doing something 
different.

2. What led you to 
believe that pain is 
a disease?

Well, I wouldn’t 
say that all pain is 
a disease. I refer 
more specifically 
to neuropathic 
pain, namely 
pain associated 

with nerve damage. There’s clearly persistent pain 
that results secondarily from a particular disease, for 
example, arthritis. You have inflammation in the course 
of severe arthritis, and the inflammation causes pain. We 
understand some of the mechanism by which arthritis 
causes it. If you weren’t able to treat the arthritis, the pain 
wouldn’t go away. So arthritis is the disease. Cancer that 
hits tissue causes inflammation and the tissue damage 
causes pain. If you could get rid of the tumor the pain 
would probably go away. 

 Neuropathic pain is different in that the damage is to 
the nervous system, and the only consequence is pain, 
so in a sense the disease is the damage to the nervous 
system and thus pain, in effect, is the disease that 

“Basbaum” . . .continued from page 7
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needs treatment. The nerve damage could occur after 
spinal cord injury, it could be peripheral nerve injury, or 
more specifically it could be trigeminal neuralgia. We’re 
not quite sure what the nature of the nervous system 
damage is with TN but there has to be some pathology 
in the nervous system. That is TN’s feature – its main 
feature is pain. That’s it. So you can try to treat the pain 
by suppressing it with drugs, sort of damping it down, 
but you’re not really treating the underlying pathology. 
It’s different if you use an anti-inflammatory drug in 
a patient with 
arthritis. You can 
help the arthritis and 
coincidentally the 
pain gets helped. 
But in the case of 
treating trigeminal neuralgia, when you give a drug 
you’re not treating the underlying condition at all. You’re 
suppressing its manifestation. Our approach is to say, all 
right, is it possible to actually treat the condition itself, 
namely the disease itself, whose only manifestation is 
pain? That’s our objective, to repair the damage.

Neurological associations will probably never accept 
this notion. They have very specific criteria for what is a 
disease. But I also think that it’s very important for the 
public to understand that there is a disease element 
to this type of chronic pain. The public generally thinks 
of disease as things that kill you, like cancer, like MS or 
Alzheimer’s, where you eventually die. And so their focus 
is understandably on the disease and not the aspect of 
the disease, which is often pain that ruins a person’s life. 
People don’t die of pain, but they often die in pain.

 The public needs to understand that if you could 
address the chronic pain problem in individuals that 
have these other disease conditions you will dramatically 
improve their quality of life. In other words, rather than 
just focusing on the arthritis or the cancer, it is critical 
to also address the pain. What ruins people’s lives is the 
pain. People don’t realize that individuals with spinal 

cord injury who are in a wheelchair – if you look at them 
and you are empathetic because they’re paralyzed and 
you think that that’s the major problem they suffer, they 
will tell you it’s terrible that they’re paralyzed, but 70 
percent of them have horrific pain that ruins their lives, 
perhaps more so than being in a wheelchair. If you can 
get rid of their pain they would be so much better off. 
But nobody sees pain so they don’t recognize it. I think 
if we explain to the public that chronic pain is a disease, 
an entity in itself, especially neuropathic pain, they will 

be a little more 
understanding 
and perhaps 
more committed 
to solving the 
problem. 

3. What is the importance of this trigeminal 
neuralgia research study, and what potential is 
there for having an impact on the study of other 
diseases and possible cures?

Trigeminal neuralgia, No. 1, is to many people considered 
the worst pain you can have – not that any pain is good, 
but trigeminal neuralgia is one of the most debilitating. 

 No. 2, we believe because it’s responsive, like other 
neuropathic pains – sometimes, not always – to 
anticonvulsive drugs, it is really a condition in which 
there’s loss of inhibition, so that the central nervous 
system is hyperactive, as it is in epilepsy. We use an 
anticonvulsant to reduce the hyperactivity. If that is the 
essence of the disease, it might be possible to repair, 
literally rebuild the nervous system and overcome the 
loss without using drugs, which even when they are 
effective often have horrible side effects. That’s the big 
problem – drugs can be good, but it’s very difficult to 
come up with a drug to treat these kinds of conditions 
without having side effects that make patients miserable.

 So the idea here is to literally repair the nervous system. 

“Basbaum” . . .continued on page 10

So the idea here is to literally 
repair the nervous system. 
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And that’s the approach 
we’re taking. We believe 
we can use transplants 
of precursor, so-called 
progenitor cells that have 
the capacity to develop 
into inhibitory nerve 
cells and reconstitute the 
inhibitory controls that 
are missing.  In the course 
of our studies, I have not 
only been excited at our 
ability to treat animals that 
manifest hypersensitivity in 
models of neuropathic pain, 
but am also overwhelmed at how plastic the nervous 
system is. The adult nervous system will accept these 
transplants and the cells will integrate into circuits. The 
host nerve cells make synaptic connections with the 
transplanted cells, i.e. communicate with the cells, and 
the transplanted cells make connections with the host. 
As far as I can tell the new circuits are permanent. We’ve 
now gone at least six months and shown that these 
cells continue to make beautiful connections, so that it 
really is possible to take advantage of the plasticity and 
malleability of the nervous system. And in that sense 
we are really targeting a cure, not just some salve. We 
are not just trying to suppress the pain – we are actually 
trying to treat the condition that generates it. That’s why 
I’m so excited about it. And trigeminal neuralgia is one of 
many neuropathic pain conditions that I believe would 
be particularly amenable to this approach.

4. Are you developing the cell-replacement 
therapies to be used clinically to treat neuropathic 
pain (including trigeminal neuralgia) or are you 
using them as a proof-of-principle preclinical 
research tool?

Well, at the moment it’s preclinical, but the success 
we’ve had is incredibly encouraging. We began in the 
mouse because we were using embryonic cortical 

cells as the source of the 
transplant. These are cells from 
the brain of an embryonic 
mouse that we know are the 
cells that normally make all 
the inhibitory neurons in the 
cerebral cortex. Although 
these are not normally 
destined to become the 
inhibitory neurons in the 
trigeminal nucleus or the 
spinal cord, they will survive 
and grow in these regions.  
And of course, they form 
connections and importantly 

can treat the mice in models of neuropathic pain. It’s a 
model that we believe mimics what is happening in the 
human with neuropathic pain.

So that is the first step. And that is a proof of principle, 
a very exciting proof of principle. Then the next step, 
which we’re doing, is using embryonic stem cells that 
have been modified to become inhibitory neurons. Here 
we’re talking about a human cell, human embryonic 
stem cells. And we transplanted them in the mouse, and 
they survive, grow and are functional.  We have to use 
immunologically suppressed mice otherwise the mice 
would reject the human cells. So now we have proof of 
principle that human cells can be effective in an animal 
model of the human condition.

What’s the next step? To get the cells to a state where 
you can actually reach the quality where you can 
transplant them into a human. There’s no question that 
our objective is to take this into the clinic.

 Somebody inevitably asks: when is this going to 
happen? I don’t answer questions like that because 
I honestly can’t predict. But is that our objective? 
Unquestionably. We’re working with the stem cell people 
at UCSF to get these cells to a condition where they can 
be used clinically, and I’m much more optimistic than I’ve 

“Basbaum” . . .continued from page 9
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ever been that we’ve got a handle on something that 
can work. It’s because of the remarkable ability of the 
nervous system, of its circuits, to be manipulated. I really 
didn’t think that the system was that plastic, but it is. The 
adult brain and spinal cord will accept those cells, I think 
in a therapeutic way.

5. This question is something you just alluded 
to, but when do you envision (or hope) that cell-
replacement treatments for neuropathic pain 
(including trigeminal neuralgia) will be ready for 
use in humans?

 As I said, I can’t 
predict the future. 
There are so many 
steps, hurdles that 
have to be crossed. 
The first thing is to 
get the cells to a state 
where the Food and Drug Administration would accept 
a transplant. That’s more a stem cell expert issue. We 
use the stem cells that our colleagues provide to us. 
They continue to address this need and of course the 
whole stem cell field is growing at a tremendous rate.  
So I don’t think it should take too long to get the cells 
to that stage. Stem cell therapy is being used very 
preliminarily in other conditions now, and I think it’ll 
grow exponentially within the next five to ten years. With 
respect to chronic neuropathic pain we believe that we 
understand how the cells can be used and where they 
should be transplanted. So in my mind the major barrier 
is to get the stem cell people to tell us that yes, these 
things are ready to be put into people. We believe that 
the therapeutic proof of principle is established and that 
the fundamental biology, between what we’ve seen 
preclinically and what we believe occurs in humans, is 
solid.

 I am confident that the neurosurgeons are ready to 
take this to the clinic. They know about the work and are 
following it closely. I’m going to give a talk at the annual 
meeting of the Society of Neurological Surgeons. They 

recognize the need for a novel, exciting and feasible 
approach and want to learn more about what we are 
doing. But will it be next year? No. Five years? Possibly. I 
really don’t know.

6. Perhaps you’ve already answered this question, 
but what are the biggest obstacles you face in 
translating your preclinical findings to the clinic?

It has to do with the quality of the stem cells, to be sure 
that they meet all the standards to put into a human. 
One needs to demonstrate unequivocally that the 

cells don’t become 
tumors, because 
there’s certainly an 
ongoing concern that 
some stem cells might 
become tumors. Our 
data so far says that 
the stem cells we’ve 

worked with do not become tumors. They don’t have 
tumor markers and are not proliferative. So that’s very 
encouraging. This is one of the major issues that one has 
to be concerned about.

Always, with any therapy, there’s the potential for 
adverse side effects. So far, we haven’t seen these in 
the animal models, but there may always be some 
unexpected adverse side effects when you use a new 
therapy. One of the first things, especially when you’re 
dealing with pain studies in animals, is that you don’t 
have motor side effects. We haven’t seen these so far – 
that’s encouraging. 

We’re talking about a therapy meant to rebuild parts 
of the nervous system, so it’s always possible there will 
be unexpected side effects. We don’t anticipate them, 
but those are the things we need to watch for. One of 
the first things you want to know is not so much does 
it work but is it safe. This is key. You’re dealing with a 
patient who has a long life span, so safety becomes 
incredibly important.  

“Basbaum” . . .continued on page 12
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7. The Facial Pain Research Foundation is moving 
forward with a sense of urgency to find cures 
for trigeminal neuralgia and related facial pain. 
Why have you linked your efforts to such a new 
organization in the field of pain research? 

That’s an interesting 
question. Why? I usually 
don’t answer ‘why’ 
questions, but rather 
where, how and what. 
I recognize that these 
facial pains are among the 
worst pains that patients 
can experience. I believe 
that the neurosurgical 
approach to therapy is 
very feasible in these 
individuals. And the 
neurosurgeons agree. So 
the type of therapy we’re 
proposing, namely using 
transplants is rationale 
to the neurosurgeons, 
particularly as the target 
for transplantation is known and accessible. These are 
places the neurosurgeons have gone in previously, and 
it’s a very doable procedure. It’s a very discrete type of 
pain, and the area that’s involved is quite localized, to 
one side. That’s also advantageous.

Contrast that for example with a patient with 
chemotherapy-induced neuropathy, which can be 
associated with terrible pain. But here, for example, it 
can be in both hands and the feet. That’s a systemic, 
widespread disease, because the drug acts everywhere. 
For this reason it may be very difficult to pinpoint the 
particular area of the nervous system that you want to 
treat. But in the case of trigeminal neuralgia and facial 
pains, the target is restricted. It makes sense to target 
something that is so focused, because then the cells  
can really do their job. It’s a very tractable system.

And the other reason is that I was impressed with the 
Facial Pain Research Foundation, and its enthusiasm to 
get financial support. Our lab is well funded; that’s great, 
but these are expensive studies. And as I said previously, 
the study of pain is not something that the philanthropic 

world tends to support. 
Families tend to support 
the diseases that kill their 
loved ones, even though 
the pain clearly destroyed 
their quality of life.

8. Every day many 
people in pain are 
contacting the 
Facial Pain Research 
Foundation asking if it 
is truly possible to find 
a cure for trigeminal 
neuralgia. How would 
you respond to their 
questions?

Until we started this type 
of work, I would have 

said, “A cure, probably not; the idea is to come up with 
something that can ameliorate the condition better than 
what exists now.” Now we have a better understanding 
of the nature if you will of the neurological problem, of 
the damage that has occurred. As a result our approach 
is truly reparative, i.e. disease modifying. We want to 
rebuild parts of the nervous system, and in that sense 
we are trying to develop a cure rather than just to 
ameliorate. This is an unusual opportunity to dream of a 
cure rather than just palliative pain management. 

The Facial Pain Research Foundation is a division of  
TNA – The Facial Pain Association.  Go to  
www.facingfacialpain.org to learn more about the research 
underway to find a cure for trigeminal neuralgia and related 
neuropathic face pain.

“Basbaum” . . .continued from page 11



Summer 2014  --------------  13

Fifty percent of physicians look up 
conditions on the site, and some are editing 
articles themselves to improve the quality of 
available information.  

In spite of all of our teachers’ and bosses’ warnings that 
it’s not a trustworthy source of information, we all rely on 
Wikipedia. Not only when we can’t remember the name of 
that guy from that movie, which is a fairly low-risk use, but 
also when we find a weird rash or are just feeling a little 
off and we’re not sure why. One in three Americans have 
tried to diagnose a medical condition with the help of the 
Internet, and a new report says doctors are just as drawn to 
Wikipedia’s flickering flame.

According to the IMS Institute for Healthcare Informatics’ 
“Engaging patients through social media” report, Wikipedia 
is the top source of healthcare information for both doctors 
and patients. Fifty percent of physicians use Wikipedia for 
information, especially for specific conditions.

Generally, more people turn to Wikipedia for rare diseases 
than common conditions. The top five conditions looked 
up on the site over the past year were: tuberculosis, Crohn’s 
disease, pneumonia, multiple sclerosis, and diabetes. 

Patients tend to use Wikipedia as a “starting point for their 
online self education,” the report says. It also found a “direct 
correlation between Wikipedia page visits and prescription 
volumes.”

We already knew that more and more people were turning 
to the Internet in general and Wikipedia specifically for 
health information, and we could hardly stop them if we 
tried.

“Wikipedia entries often appear highest in the results pages 
of various search engines and the public perception of 
Wikipedia being a legitimate source of information has 
increased dramatically in recent years,” the report reads. 
“For healthcare in particular, patients are concerned about 
the validity and neutrality of the information they seek 
out, and Wikipedia increasingly meets this need, providing 
supplemental information to that which they receive from 
clinicians.”

Being crowd-sourced, the information may well be neutral, 
but is it accurate? Knowing that doctors, too, are using 
these resources raises old concerns about the quality of 
information that comes up when you type your condition 
into Google.

Doctors’ #1 Source for 
Healthcare Information: 
Wikipedia
Julie Beck, The Atlantic

TNA News Wire

TNA News Wire: Distributing scientific and general interest news 
to patients with neuropathic face pain. A bi-monthly electronic 
newsletter of TNA - The Facial Pain Association.  Look for it in 
your inbox! 

“News Wire . . .continued on page 14
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But doctors are aware of this, and an effort called 
Wikiproject Medicine is dedicated to improving the quality 
of medical information on Wikipedia. The IMS report looked 
at changes to five articles—diabetes, multiple sclerosis, 
rheumatoid arthritis, breast cancer and prostate cancer—
and found them to be in a state of constant flux. Those 
articles were changed, on average, between 16 and 46 
times a month. But one of the major contributors to those 
articles was Dr. James Heilman, the founder of Wikiproject 
Medicine’s Medicine Translation task force.

“This task force’s goal is getting 200 medical articles to a 
good or featured status (only 0.1 percent of articles on 
Wikipedia have this status), simplifying the English and 
then translating this content to as many languages as 
possible,” the report says. “The aim is to improve the quality 
of the most read medical articles on Wikipedia and ensure 
that this quality will reach non-English speakers.”

A class offered at the University of California, San Francisco 
last fall also had medical students editing Wikipedia for 
class credit. I spoke with Dr. Amin Azzam, the professor 
teaching the course, in October, about the importance of 
getting doctors to put their medical knowledge online.

“I do feel we have a moral obligation, as members of the 
profession to be reaching out to the people we intend to 
serve, where they are—and they are on the Internet,” he 
told me. And now it seems that not only doctors’ patients 
are finding medical information online—so are their 
colleagues.   

TNA Membership

As a supporting member of TNA, your partnership will 
help us provide patient support, education for patients 
and medical professionals and advocate for research to 
find a cure for facial pain. 

TNA Facial Pain Network

The social network for  
face pain patients

facialpainnetwork.com

Visit us on the web 
tna-support.org

•  #1 site on the internet for TN patients

•  hundreds of pages of information on 
TN and related face pain

•  discussion boards and chat rooms

 Follow us on facebook

Make TNA part of your social network

facebook.com/facialpainassociation

Join the Conversation

Want to tell your story?

Want to ask a question?

Want to share some information?

“News Wire” . . .continued from page 13

http://facepainhelp.com
http://www.tna-support.org
http://www.facebook.com/facialpainassociation
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“Grant” . . .continued on page 16

Matching gift to study 
genetics of nerve pain

Medical Reporter, Arline Phillips-Han

Inspired to find a cure for trigeminal neuralgia, the facial pain 
disorder that caused disabling pain for their daughter, Elizabeth, 

William (Bill) Cilker and his wife, Leila of Los Gatos, CA. are 
providing a $500,000 matching gift to support research into the 
possible role of genes in this nerve-related pain.

William and Leila Cilker, whose families have roots in the San 
Francisco Bay Area, offer to match every dollar donated to 
this cause up to a total of $1 million. The funds will create 
a base of support for a genetics project begun in February 
2013 by The Facial Pain Research Foundation (FPRF), a 
division of TNA-The Facial Pain Association. The project 
is aimed at determining whether flaws or mutations in 
genes, or missing parts of genes, may cause painful nerve 

damage such as trigeminal neuralgia, the most painful 
human medical problem. TN is an ancient disease, but its 
underlying causes remain unknown. 

“Trigeminal neuralgia is red hot pain, due to its searing, 
lightning-like strikes in the face. Coincidently, it’s the fiery 
hot pain zone in the map of neuropathic pain,” Elizabeth 
Cilker Smith said. “What we learn about the role of genetic 
abnormalities in TN may help us understand the origins 
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“Grant” . . .continued from page 15

of other chronic pain 
conditions. This research 
will help medical 
scientists design more 
effective treatment and 
cures. That is our goal.”

Classic TN afflicts 
close to 10 in every 
100,000 adults, while 
about 9.8 percent 
of the population 
is affected by other 
types of neuropathic 
pain, according to the 
National Institutes of 
Health.  Elizabeth Cilker 
Smith suffered with the 
classic form of TN, in 
which a major blood 
vessel sagged and pressed against her trigeminal nerve, 
setting the stage for increasingly vicious attacks of pain.  
Her pain ended May 17, 2002 when Neurosurgeon John 
Alksne, M.D., performed microvascular decompression 
(MVD) at the University of San Diego. Alksne lifted a large 
loop of the offending artery off the trigeminal nerve and 
inserted a piece of Teflon to keep the artery from touching 
the nerve and from tearing the protective coating (myelin) 
surrounding the nerve. 

MVD, also called the Jannetta procedure in honor of 
Neurosurgeon Peter J. Jannetta, M.D.,who developed it 
in 1966, is considered the gold standard treatment for 
classic TN because it offers the greatest chance to stop 
pain, but many patients do not qualify for it. Even for the 
patients whose pain is initially stopped by MVD, pain 
returns in about half of them within 12 to 15 years. (See 
Fact Sheet on TN published online by the National Institute 
of Neurological Disorders and Stroke.) The probability of 
remaining pain-free for 10 years after MVD, with or without 
medication, is about 71 percent according to a chart of 
surgical outcomes in the book INSIGHTS by Professor 
Joanna Zakrzewska of London. 

The need for research is further underscored by the 
fact that thousands of people suffer facial pain that is 
unstoppable due to resistance to the best available 
medical and surgical treatments.

The Cilker funds add 
momentum to the FPRF 
genetics research project 
led by three renowned 
pioneers in this field: Project 
Coordinator Marshall Devor, 
Ph.D., who is the Alpert 
Professor of Pain Research 
at The Hebrew University in 
Jerusalem, Israel; Ze’ev Seltzer, 
D.M.D., professor of genetics 
at the University of Toronto 
Center for International 
Health in Ontario, Canada; 
and Kim Burchiel, M.D., the 
John Raaf Professor and 
Chairman of the Department 

of Neurological Surgery at the 
Oregon Health and Science 

University in Portland. Their studies are underway at a 
time when increasing scientific evidence suggests that 
the source of TN pain is something other than the well-
documented compression of the trigeminal nerve, which 
carries sensation from the face to the brain.  

“No patient-organized research foundation has ever 
done something like the Cilker family’s gift to support an 
international group of scientists to explore the causes of 
neuropathic facial pain,” said Michael Pasternak, Ph.D., a 
Founding Trustee of The Facial Pain Research Foundation 
and former president of the TNA-FPA.  “The Cilker fund, 
even before matching donations arrive, brings to a 
total of $1.2 million the amount of money raised by 
the Foundation in two and a half years. We encourage 
excellent research, and some people see this as hope.” 

The idea of probing the genetics of neuropathic pain 
was first proposed by University of Florida Neuroscientist 
Douglas Anderson, Ph.D., at the 2004 National conference 
of the TNA-Facial Pain Association in Orlando. Anderson, 
who is director of research programs for the Foundation, 
said he found it odd that trigeminal nerve compression 
was seen in a significant number of patients, but very 
few had TN. His observation is echoed by Dr. Burchiel, 
whose 3-D brain imaging in patients with and without TN 
confirmed that close to 17 percent of the population have 
trigeminal nerve compression, but do not have facial pain. 

Leila and William (Bill) Cilker, in foreground, with their children, 
from left to right: Noelle Cilker Henderson, Carl Silker, Elizabeth 
(Beth) Cilker Smith and her twin brother, William H. Cilker Jr.
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In their original research proposal to 
the FPRF, Doctors Burchiel, Devor and 
Seltzer wrote that a genetic co-factor is 
the most likely explanation for the fact 
that only one in every 2,000 people 
with trigeminal nerve compression 
actually has TN.  Anderson’s March 
2014 update on the work of these 
scientists appears on the Foundation 
website www.facingfacialpain.org.

Cilker Smith was stricken so 
forcefully by shocking facial pain 
that she was often socially isolated 
and suffered complications from 
potent medications. At times when 
overwhelming pain robbed her of 
abilities to eat, talk, brush her teeth 
or sleep, she began to lose hope 
and thought about suicide. She said 
her sister, Noelle, who became her 
encouraging companion, found the 
TNA Website and gave her a copy of 
Striking Back!, which helped her find 
a surgical answer. Although she is the 
only member of her family known to 
have suffered TN, Beth is concerned 
with finding ways to prevent the 
disorder from affecting her children 
and grandchildren, as well as to find a 
cure for friends and others worldwide. 
Her advocacy for patients includes four 
years of service on the TNA-FPA Board 
of Directors, speaking engagements 
at Association conferences, interviews 
with UCSF Neuroscientist Allan 
Basbaum, Ph.D.,  and members of 

the TNA-FPA medical advisory board 
and her current work as West Coast 
Coordinator and fund-raiser for the 
Foundation.

Faced with a choice between leaving 
the memories of pain behind her or 
working to help others, she chose the 
latter. When she told her father she 
wanted to raise a million dollars for 
research, he surprised her by saying he 
would meet her half way.

“Our family understands the 
devastating pain and detriment to 
life caused by this disease,” William 
Cilker said. “As an engineer and Rotary 
Club member, my life’s purpose is to 
solve human problems to make the 
world a better place for all. This is why 
our family is giving to the FPRF for 
genetics research. We hope there will 
be funds available to push researchers 
to find a desperately needed cure 
for TN and other neuropathic pain 
problems. When they do, most likely 
the study of chronic pain will take a 
foundational leap forward. The effects 
of that leap will be felt by millions.”

William and Leila Cilker, with their 
four children, sons-in law, daughters-
in-law and grandchildren, have 
contributed greatly to development 
of Los Gatos and neighboring areas of 
Silicon Valley. William began working 
part-time to develop the orchards 
he acquired while working as an 
engineer for the Food Machinery and 
Chemical Corporation. He left the 
company in 1959 to engage in full-
time farming. Cilker Orchards grew to 
encompass 1,420 acres, which over 
the years yielded bumper crops of 
prunes, apricots, pears, cotton, and 
tomatoes. Currently the family grows 
walnuts, olives, plums and tangerines. 

Sons Bill Jr. and Carl, and daughter 
Elizabeth joined Cilker Orchards and 
later acquired properties of their own. 
Grandson Keyston Smith is now a vice 
president of the company. 

William said his wife, whom he calls 
Lee, “has been a great partner not only 
in raising our family, but also in helping 
me make important decisions about 
our properties and philanthropy.”

Major developments provide visible 
tribute to the family’s strengths in 
business enterprise and in their 

“Grant” . . .continued on page18

Elizabeth Cilker Smith describes fear and 
suicidal thoughts that came with her most 
horrendous facial pain prior to surgery

WEST COAST ADVISORS 
to RESEARCH 
FOUNDATION

A newly organized West 
Coast Advisory Committee 
will explore resources for 
marketing and fund-raising 
to support research projects 
of the Facial Pain Research 
Foundation. Members 
include Jim Herrington, 
founder and CEO of 
Financial Services Network; 
Suzanne Boxer-Gassman, 
retired Superintendent, 
Los Gatos School District; 
Gerald Boxer-Gassman, 
retired, Hewlett Packard; 
Joe Khiraliah, sales and 
marketing consultant; Diane 
Rezendes, Communications 
Director, Stanford 
University; Dr. Barbara 
Varaenhorst, educator, 
psychologist and author; 
Agnus Toribio, Director of 
Nursing at The Terraces of 
Los Gatos; and Candace 
Kahn-Seiden, author and TN 
patient.
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community of Silicon 
Valley. Examples include 
several research and 
development buildings 
in the San Jose area; 
a strategic shopping 
center developed 
by Elizabeth and her 
brother Carl in Los 
Gatos; the One Pearl 
Place luxury apartments 
developed by William 
Cilker with the help of 
Elizabeth and Carl, and 
a building for Bible Way 

Church which cares for the homeless in an industrialized 
area of San Jose.

The Good Samaritan Hospital in Los Gatos, which has 
expanded into a regional hospital since it opened in 1966, 
was developed on land formerly owned by the Lester-
Cilker families. William Cilker, along with his brother, the late 
George Cilker, and cousins also developed The Samaritan 
Medical Center on part of the prune orchard owned by 
his grandparents William Cilker and Hazel Cilker Smith. The 
center is under general management of David Henderson, 
son-in-law of the younger William Cilker. The Samaritan 
owners recently completed a four-story building to house 
the Stanford Hospital Cancer Center.

Through their farming enterprise, the Cilkers began to 
support the Second Harvest Food Bank, for which William 
Cilker is a former director and leader of a campaign that 
raised $7.5 million for its office and distribution center. The 
food bank assists more than 220,000 people a month in 
Santa Clara and San Mateo counties. He also developed 
and leased former orchard land for affordable housing 
apartments to help low income families. William and Leila 
Cilker then established a Family Foundation chaired by 
their daughter, Noelle, to further their philanthropies in 
healthcare, education and housing.    

William and Leila Cilker hope others will think 
seriously about the damage pain does to lives, then 
step forward and join this campaign to end chronic 
(TN) pain. To learn more go online at  
www.facingfacialpain.org .

•  Specializing in atypical facial pain

• Microvascular decompression

• Glycerol rhizotomy

•  Comprehensive management of 
facial pain

Ramesh Babu MD,

 NYU Medical Center
530 First Ave.

Suite 7W
New York, NY 10016

212-263-7481

Associate Professor of Clinical Neurosurgery

“Grant” . . .continued from page 17

Leila and William (Bill) Cilker
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“The disappointments were so 
devastating,” Susie said. “Sometimes 
it was really hard to be positive and 
move forward. It got to where we felt 
like we couldn’t stand to hear another 
disappointment.”

A year later, he was taking a cocktail 
of daily medications – 1,600mg of 
Tegretol and 2,500mg of Neurontin. 
It was helping, but not enough. It 
didn’t stop the pain, and Wasdin 
could hardly chew just to eat. He 
eliminated Neurontin and upped his 
Tegretol to 2,400mg a day combined 
with 1,600mg of Depakote. Susie 
monitored what he was taking, 
because, heavily medicated, Tom had 
a hard time keeping track. There were 
times when he tried to back off on the 
drugs, only to experience the Beast in 
all its fury. In spite of years of ongoing 
medication, his liver tests were always 

normal, with one doctor telling him 
that he had what they call in the 
profession a “mountain liver.”

Later in 2004, there was a TNA 
National Conference in Orlando. 
During a breakout session, Susie 
heard a Dr. Jeffrey Brown speak and 
liked him and what he had to say. 
She called his office in Great Neck, 
NY, on Long Island, and in November, 
2004, set up an appointment. All they 
hoped for was that Dr. Brown could 
help them manage the medications 
before they totally poisoned Tom’s 
body. Dr. Brown had other ideas, 
though. He wanted Wasdin to 
consider allowing him to perform a 
balloon compression procedure, and 
hopefully get him off the drugs. “The 
medication slows down the whole 
nervous system,” he said. “It slows 
down the brain function. It’s like 

taking a shot of whiskey every four 
hours.” Or in Tom Wasdin’s case, with 
the amount of medication he was on, 
even more frequently.

“There were times when he was like a 
zombie, sleeping 12 to 14 hours a day, 
and taking naps,” Susie said. “That was 
the only time he had relief, when he 
was in bed. It was awful. His eyes were 
so sad. And I was sad, too, because 
there was nothing I could do to help 
him.”

But Susie was a help, a tremendous 
help, running the business and rentals 
while also taking care of her parents in 
their failing health.

The Wasdins had heard of the balloon 
procedure, and knew that Dr. Casey 
could perform it.

In Battle With  
A Beast

The following article is Part II of our excerpt 
from Tom Wasdin’s biography “Once a Coach, 
Always a Coach: The Life Journey of Thomas 
Errol Wasdin” which is currently available  at 
amazon.com.  Tom is a TN patient, currently 

pain free, and a member of the Facial Pain 
Association Board of Directors. Tom and his 

wife Susie have been generous contributors 
to research aimed at finding a cure for TN.  

The proceeds from Tom’s biography will be 
contributed to The Facial Pain Association 

and to TN research.
Tom Wasdin, Head Basketball Coach, Jacksonville University 1970 -73

“Wasdin” . . .continued on page 20

http://www.mayoclinic.org/trigeminal-neuralgia/
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“If we do the balloon compression,” 
Susie asked, “why should we choose 
you over Dr. Casey?”

“Because,” Dr. Brown replied, “I taught 
him how to do it.”

As they sat in Dr. Brown’s office, on a 
Saturday, November 13, arrangements 
were discussed for surgery. Suddenly, 
Wasdin didn’t feel well. He felt flush. 
They took his temperature and saw 
that it had soared to 103 degrees. 
Though they didn’t know it then, 
he was suffering from an acute 
kidney infection. Immediately, Dr. 
Brown wanted to rush him to an 
emergency room.

“But what about the Gator-South 
Carolina game?” Wasdin asked, 
only half-joking, employing the dry 
wit that his friends had become 
accustomed to.

Dr. Brown looked at him, puzzled.

“What’s a Gator-South Carolina 
game?” he asked.

What Dr. Brown lacked in knowledge 
of Southeastern Conference football 
he more than made up in knowledge 
of Trigeminal Neuralgia. In February 
of 2005, the Wasdins flew to New 
York for the balloon compression 
procedure ... or so they thought. 
Because of weather, their plane was 
forced to land in Baltimore, where 
the Wasdins spent the day at the 
airport. Finally, they were able to make 
reservations to get on a train to New 
York.

“Tom was in a wheelchair because 
he had not eaten in days, and he was 
weak due to that,” Susie said. “He could 
hardly swallow. Could hardly speak. 
Even drinking water with a straw was 
difficult because of the pain.”

There was a slight commotion on the 
train. A few guys were helping Susie 
with the wheelchair, with the luggage. 
“Stop it, we’re fine,” she said. But they 
wouldn’t. Little did she know why, but 
Tom had seen why.

“They ... took ... my ... wallet,” he said, 
barely moving his mouth to utter the 
words.

Susie screamed: “Pickpockets!”

The guys ran, throwing Tom’s wallet to 
the floor.

It was a long day, but finally they got 
to Long Island at 11 p.m. Once again, 
Tom was running a fever.

After getting Tom stabilized, Dr. Brown 
performed a balloon compression 
procedure on the right side of Tom’s 
face. Essentially, what the procedure 
does is insert a balloon-tipped 
catheter into the trigeminal nerves. 
Once it’s at its desired position, 
the tiny balloon is inflated so that 

squeezes the trigeminal nerve and 
deliberately damages the pain fibers. 
By now, Tom and Susie had learned 
not to get their hopes up too high. 
They knew, though they didn’t want 
to say it aloud to each other, that this 
was likely a last resort.

Later that day, when he awoke from 
the procedure, the look on his face 
brought tears to Susie’s eyes.

“He was smiling,” she said. “It was the 
first time I’d seen him smile in years. I’d 
gone years without seeing his teeth, 
without seeing his smile, without 
seeing that sparkle in his eyes. He was 
sad, so sad. Sad all the time. To see 
him smile ...”

She knew. And Tom knew, too.

The pain was gone.

Well, it was gone on the right side 
of his face. But several weeks later, 
after all the medication wore off, the 
pain returned to the left side of his 
face. So a couple of months after 
that, Dr. Brown performed a balloon 
compression procedure there, as well. 
Again, Wasdin awoke pain-free from 
the surgery – smiling.

He lives today with constant 
numbness all over his face. That’s 
one of the aftereffects of the balloon 
procedure. “The pain comes when 
blood vessels are rubbing against 
a nerve,” Dr. Brown said. “What the 
procedure is designed to do is injure 
the nerve at another part of the nerve, 
in front of where the short-circuit 
occurs. By injuring what is called the 
myelin, it creates numbness.”

Tom with his wife, Susie

“Wasdin” . . .continued from page 19
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When Wasdin is out for a meal, friends 
know to touch a corner of their own 
mouth to alert Wasdin to food that 
might be clinging to his lips or face. 
He is never without a handkerchief, 
using it to periodically wipe his mouth 
and nose, just in case. Sometimes he 
eats with a small mirror in front of 
him.

In February, 2008, he made a decision 
to go public with the disease, 
agreeing to an interview with Florida 
Today newspaper.

Through 2013, Tom Wasdin was still 
pain-free. Numb, but without that 
knee-buckling, excruciating pain 
anymore. The longer he remains pain-
free, the better his future prognosis is. 
“If there’s going to be a reoccurrence, 
it usually happens in the first three 
to five years,” Dr. Brown said. “At this 
point, the odds are against the pain 
coming back.”

But that doesn’t mean that Dr. Brown 
no longer wants to see Wasdin.

“He’s not my patient anymore, he’s a 
friend and mentor,” he said. “If I need 
advice, worldly advice, Tom is a guy I 
go to. He’s not like any other patient 
I’ve had. He’s a philosopher. He’s got 
a lot of common sense. When I need 
to make a decision, Tom is a guy I talk 
with.”

Others talk to him, too.

Dale Craven was one of those people 
who contacted Wasdin, having been 
referred to him by George Scholz, 
one of Tom’s former players at 

Jacksonville University. Like Wasdin, 
Craven suffered for years with pain, 
with nobody able to determine its 
cause. Eventually, he was diagnosed 
with Trigeminal Neuralgia, which was 
when Scholz told him about Wasdin, 
and how he had the condition on 
both sides of his face.

“I couldn’t imagine how awful that 
had to be for him,” Craven said.

Craven called Wasdin for help. “He was 
so nice to talk to,” he said. “He gave me 
the information I needed to book an 
appointment with Dr. Jeffrey Brown.”

Craven scheduled an appointment 
with Dr. Brown on May 27, 2010, had 
surgery the very next day, and has 
been pain-free since.

Another person who can’t thank 
Wasdin enough is Sean Tabb.

“I woke up one morning, the second 
week of March in 2011, with the worst 
pain I’ve ever experienced in my life,” 
Tabb said. “I was coaching basketball 
as an assistant at Brown University 
in Providence, Rhode Island. We had 
about a month left in the season and 
it took everything in me to make it 
through the rest of the year. I had 
no idea as to what or why I was 
experiencing this pain. Sharp stabbing 
sensations that started next to my 
ear going down to the bottom of my 
jaw. As soon as the season concluded, 
I was forced to resign because the 
pain had become too intense. It may 
have been the lowest point of my life. 
At the age of 36, I had to move back 
in with my parents. At this point, I 

visited dentists, doctors, neurologists, 
and finally after two months I was 
diagnosed with Trigeminal Neuralgia. 
This diagnosis meant nothing to 
me. I had never heard of Trigeminal 
Neuralgia and truly didn’t know where 
to go to get help. After visiting with a 
neurologist at Brown University, I was 
told the pain was something I may 
have to live with the rest of my life.”

Or did he?

Tabb spent hours doing research on 
the Internet, eventually finding the 
national website for facial pain, where 
he came across the name of one of 
its board members – Tom Wasdin. 
When Tabb googled Wasdin’s name 
he learned that Wasdin was a former 
college basketball coach, like himself. 
“I felt that we might be able to make 
some sort of a connection,” he said.

Did they ever.

“I called Mr. Wasdin and left a 
voicemail explaining my situation,” 
Tabb said. “He called me back, having 
no idea who this strange person from 
Connecticut was who was calling 
him. Once we connected, I knew 
immediately I made contact with the 
right person. He calmed me down, 
explained exactly the situation, and 
told me things would get better. In 
fact, he told me the one thing I truly 
needed to hear; the pain would go 
away and he knew exactly who would 
be able to make this happen.”

At that point, Wasdin didn’t just put 
Tabb in touch with Dr. Brown, he 
called Dr. Brown personally for him.

“Wasdin” . . .continued on page 22
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“In addition, since by this point I 
had trouble talking because of the 
pain, both Tom and Susie Wasdin 
explained to my parents everything 
that was needed to know about 
the situation,” Tabb said. “A month 
later, I had successful Microvascular 
Decompression surgery with Dr. 
Brown. I am currently 100% pain-free. 
I often wonder what would have 
happened had I not reached out to 
Tom Wasdin. I don’t get too far along 
in my thoughts, however, as it scares 
me to even go back to that time in 
my life. Tom Wasdin is truly one of 
those rare special people we meet in 
our lives who is completely selfless. 
To say I am lucky to have met him is 
an incredible understatement. I will 
be forever grateful to Tom Wasdin, as I 
truly believe he saved my life.”

In addition to helping people one-on-
one, the Wasdins have also worked 
toward, and funded with their own 
money, research into Trigeminal 
Neuralgia. They once 
even hired a lobbyist, 
their friend Eddy Pauley, 
to help the cause. He flew 
to Washington DC to talk 
with the chairman of the 
appropriations committee. 
But it was when Alaska’s 
infamous “bridge to 
nowhere” surfaced in the 
news, angering constituents over 
earmarks and tag-alongs. “It was 
bad timing,” Susie said. “TN is still an 
‘orphan disease.’ But we’re hoping that 
will change and that more people will 
step forward to help. We’ve heard of 
some celebrities who have TN. We’re 
hoping they can get involved.”

That hasn’t stopped the Wasdins. For 
years, Tom has been actively involved 
with the Trigeminal Neuralgia 
Association, now called TNA - Facial 
Pain Association and also serves on 
their board.

“Tom has always felt that the medical 
profession as a whole should learn 
about this and that more time, energy 
and resources should be devoted 
to this,” said Dr. Michael Pasternak, 
the association’s former president 
and now the Founding Trustee of 
the Facial Pain Research Foundation, 
which is a division of the TNA Facial 
Pain Association.

“Immediately after the approval of 
the foundation, the Wasdins got 
involved,” Dr. Pasternak said. “They’ve 
been generous with their donations 
in the past, but on May 1, 2011 they 
made a matching grant for $120,000 
to help with research, trying to find a 
cure. That grant was simply invaluable 

for getting our foundation going. It 
was the seed money. Two projects 
were started from that money. One 
with Dr. Lucia Notterpek, who is doing 
research in fixing myelin and nerve 
repair. The other is funding research 
for Dr. Andrew Ahn, who is a top 
neurologist and neuroscientist. Both 
are at the University of Florida.”

Because of the Wasdins generous 
grant, it’s drawn attention to the TN 
cause and resulted in more funding 
from other donations.

Dr. Pasternak recalled that in the 
summer of 2013, he got a phone call 
from a woman who wanted to donate 
$50,000 for research. “Her brother had 
TN for two months. Two months! He 
took a gun and blew his brains out. 
This was an educated man, the head 
of a large company. He couldn’t take 
it. Listen, there’s a reason why this 
is called the suicide disease. If you 
Google worst pains, you’ll see that 
Trigeminal Neuralgia is right there at 
the top.”

And yet, even while he’s been pain-
free, Wasdin has remained active, 
trying to help others.

“The guy is a gem,” Dr. Pasternak 
said. “He could’ve walked away from 
it, but instead he stepped up and 
encouraged a lot of people. And I 

didn’t even have to ask him. 
Tom got all of it rolling, and 
I’ll be forever grateful for his 
leadership.”

There are other aftereffects 
Wasdin has from his 
decades-long battle with 
the Beast. However, some 
of these aftereffects are 

good ones.

Because he couldn’t hardly speak 
during those intense times when he 
had TN, he learned to listen more, and 
so the benefits in doing so. “I used to 
always carry conversations and be a 
leader in every group,” he said. “Now 

“Wasdin” continued  from page 21

“TN is still an ‘orphan disease.’ 
But we’re hoping that will 

change and that more people 
will step forward to help.”
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To refer a patient
816-468-8632

Imagine Yourself Pain-free
Saint Luke’s can make it your reality

At Saint Luke’s Marion Bloch  
Neuroscience Institute, we provide 

relief for patients of any age  
suffering with facial pain. We 
offer comprehensive evaluation 
and diagnosis, with surgical or 

non-surgical treatment designed 
to meet your unique needs. You’ll 
have support from the team of 

experts at our world-class  
Neuroscience Institute.

A pain-free future awaits you. Make an  
appointment today.

4401 Wornall Road
Kansas City, MO 64111
saintlukeshealthsystem.org

For information
816-932-2700

Recognized for specialty in  
neurology and neurosurgery

I listen more. When I say something, I 
don’t say a lot, but hopefully by saying 
less it can mean more.”

He acquired other qualities, too.

“This ordeal taught me patience. It 
taught me to appreciate the things 
I have. It gave me empathy for other 
people who are having problems. 
It made me appreciate the people 
in my life. It made me commit more 
to giving back to the community; 
more than I probably would have. It 
taught me humility. Going through 
something like this humbles you. 
It also taught me not to sweat the 
small stuff. I remember that my uncle 

taught me that one of the toughest 
things in life is learning how to handle 
disappointments. I thought about 
that a lot when I was battling TN.”

One other thing.

“Miracles happen every day, and I can 
truly attest to that. I thought my life 
was over. In fact, I considered ending 
my life many times. But because of 
my faith in God and the support of 
my loving wife, Susie, as well as the 
support from my friends and family, I 
learned a valuable lesson of not ever 
giving up.” 

Artis Gilmore, NBA Hall of Famer, with Tom Wasdin

http://www.saintlukeshealthsystem.org
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Relationships with loved ones are 
complicated and require time, energy, 
patience, and understanding. All of 
those become more difficult when 
facial pain is an added variable. Facial 
pain can put the best of relationships 
to a test, and being a young patient 
can make finding (and keeping) the 
right partner even more challenging. 
Facial pain can stop a young patient 
from doing “typical” activities that a 
young person might enjoy: attending 
concerts, going to movies, singing, 
dancing, or just staying out later with 
friends. Below are some tips and tricks 
to help you establish and maintain 
a successful relationship, despite 
dealing with facial pain.

1. Be honest. 
Honesty is key in all relationships, 
more so when you have facial pain. 
Whether you like it or not, facial 
pain is part of your life. If you meet 
someone new and want this person 
as part of your life, you should tell 
them about your pain and how you 
are feeling. Being honest will prevent 
the partner from having to “read your 
mind” about pain, triggers, what you 
are able to do and when you are able. 
For example, facial pain might change 
your weekend plans to go hiking 
because it is too windy. Your partner 
should understand your reasons for 
hesitation and understand that the 
change of plans will keep you in  
less pain. 

2. When to tell? 
When should you tell someone 
about your facial pain?  If you are 
in a relationship, chances are your 
partner is aware of your doctor 
appointments, medications, etc. But 
it can be tricky if you are just starting 
out. We have all experimented with 
“when is the right time” to share 
very personal information with 
the person you are dating. What 
if your first date went like this: “Hi, 
my name is …..Oh, and I have this 
medical condition called Trigeminal 
Neuralgia. It is a rare disorder and 
extremely rare for someone my age. 
Perhaps that’s not the first thing you 
want to tell a person. Or, maybe it 
would be something to keep the 

Helping Your Relationship 
Survive Despite Facial Pain
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conversation moving. Use your judgment. Just like treating 
your facial pain, there is no specific, one-size-fits-all answer. 
Romantic partners may eventually become caregivers, so it 
is important that they know the challenges you face.  And 
if being in a relationship with someone who has Trigeminal 
Neuralgia is not something they can handle, then they are 
not the right person for you. 

3. Education is key.  
Trigeminal Neuralgia is not typically something the “average” 
young person knows about, understands or accepts. 
Patients need to educate their loved ones about a lot of 
factors: triggers, medications, treatments, what to do in 
case of a severe attack. A mistake that is made too often is 
not explaining what our condition is and how it impacts 
us, instead just getting frustrated when a partner “doesn’t 
understand.” How can we expect someone to understand if 
we don’t educate them? 

  4. Communicate, communicate, communicate. 
Communication is important in any relationship, even more 
so when your partner is serving as your caregiver from time 
to time. Allow an opportunity for your partner to express 
his/her needs or feelings about this role if they are feeling 
overwhelmed. If so, there are ways to work through it. Make 
sure your partner has “time off” every so often to take care 
of him/herself, too. It is not just the patient who is going 
through this awful experience; partners, family, and true 
friends are along for the ride, too.  

5. Touch or no touch day?   
Pain can fluctuate by seconds, minutes, days or months. In 
the case of a romantic relationship, your partner might go 
to give you a kiss, yet you end up curled up on the floor in 
a ball because of horrific pain. Share the trigger, then  make 
sure to tell them you want and appreciate the affection but 
it could cause more pain. It’s natural to fear something that 
causes us more pain.  Educating your partner about the 
inconsistency of facial pain and communicating how you’re 
feeling on a regular basis can help them better support you.

6. Talk about the side effects.  
If you are on medications to treat your facial pain, chances 
are you’re going to experience some side effects. These side 

effects may occur every day, or they may only occur when 
the dosage is changed or new medication is added. Each 
body reacts differently to the medications. It is important 
that your partner be educated on the possible side effects. 
Some can leave the patients feeling lethargic, unsteady, 
moody, or decrease sexual drive. 

7. Be my cheerleader. 
Explaining Trigeminal Neuralgia to everyone in your 
circle can be exhausting; co-workers, friends, family.  It is 
important to have an advocate in your corner who can 
help you navigate all of the relationships in your life. You 
may want your partner to accompany you to doctor’s 
appointments; it can be helpful to have another perspective 
on how you are impacted by pain, medications, etc

 8. Follow my lead. 
Trigeminal Neuralgia may create many limitations in your 
life. When you are having a good day, take the initiative to 
make plans with your partner. Suggest going to a movie 
your partner wants to see, go for a walk when the weather 
is nice (and not windy), show affection when you are willing 
and able to receive it. This can alleviate potential uncertainty 
on your partner’s part.

9. I’m still me! 
Just because you have a diagnosis does not necessarily 
mean that you are a different person. You are not a 
Trigeminal Neuralgia patient first, you are a person WITH 
Trigeminal Neuralgia. While it’s important for your partner to 
listen when you feel like talking, you probably don’t want to 
talk about your illness all the time. Ask your partner to talk to 
you about the silly things he/she saw on the way to school 
or work this morning, that funny video on Facebook, or hey, 
even that hideous outfit someone was wearing. We don’t 
want to just talk about pain all the time. A sense of normalcy 
combined with humor can help.   

In the end, the true partners, friends and spouses will be 
there to support you and pick you up when you fall. Every 
relationship has high and low points, just as a life with 
Trigeminal Neuralgia. Keeping these tips and tricks in mind 
will help you to find and maintain a successful relationship, 
despite Trigeminal Neuralgia.  
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TNA’s Memorial Tribute Fund
There are special people in our lives we treasure.  Increasingly, TNA supporters are making gifts in honor or 
in memory of such people.  These thoughtful gifts are acknowledged with a special letter of thanks, are tax-
deductible, and support TNA’s growing initiatives on behalf of TN patients and families.  We are delighted to share 
recent Memorial Tribute gifts received as of June 2014:

In Memory Of:

William Bauman 
 Jean Bauman

Larry Bliss 
 Timothy & Jerri Bliss 
 City of Manhattan Kansas 
 Larry Denver 
 Esther Errebo 
 Mr. & Mrs. Sean Githers 
 Int’l Assoc of Firefighters 
 Stanley Luben 
 Matt Machin 
 Mr. & Mrs. Wade McKinley 
 Mr. & Mrs. David Pauls 
 Wayne Pearson 
 Cindy Rosenburgh 
 Mr & Mrs. Paul Spoelman 
 Debbie Welsh 
 Mr. & Mrs. Donald White 
 Mr. & Mrs. Tim White

Lester Bodner 
 Allan Enis

Frank & Muriel Borello 
 Patricia Foggin

Saul Broatman 
 Dorothy Broatman

Lucille Chesney 
 Mr. & Mrs. Matt Burley

Cynthia Comparato 
 Jackie Edmonds 

Marie Cullen 
 Edith Lippeatt

Bob D’Agostino 
 Dorinda D’Agostino

Jean Dees 
 Cheryl Flynn

Zencudav & Joe Diaz 
 Dorinda D’Agostino

Steven Farris 
 Kathleen Frew

Dr. Chris Gerh 
 Rick Smith

Irving Gordon 
 Betty Gordon

Chuck Grace 
 Mary Ann Grace

Jean Griffin 
 Cheryl Mulder

Lucille Guith 
 Tim Guith

Bernie Itzen 
 Linda Itzen

Dr. Victoria Kingsley 
 Michelle Bielinski

Mary Kromka 
 Patricia Kromka

William Lodico 
 Joan Lodico

Margaret Ludwig 
 Sandra Ludwig

Cynthia Maggio 
 Charles & Carmela Argo 
 Jean Bracci 
 Zane & Juellen Chase 
 Mark Elliott 
 Jon Ellis 
 Colleen Friesl 

 Mark & Erin Gaudet 
 Kathy Gordon 
 Linoel Lachapelle 
 Bud & Vickie Lambert 
 Sean Lawlor 
 Jerry Rome Nissan 
 Maureen Potaski 
 Sharon Scull 
 Joanne Tait 
 JoAnn Tullock 
 James & Erin Tyler 
 Michael Verrengia 
 Robert & Patricia Wyllie 
 John & Diane Zirolli

Ida Marschner 
 Ruth Lindsey

Emily McGee 
 William McGee

Dawn O’Malley 
 Bradford Cooley 
 Troy Deppey 
 Dawn Georgoulis 
 Martin Hanson 
 Michelle Kakalecz 
 Jim Lemos 
 Lisa Logan 
 Theresa Myers 
 Sandi & Lee Pierce 
 Tim Reeves 
 Chris Richgels 
 Dian Romanowksi 
 Richard Schmidt 
 Mr. & Mrs. Jeffrey Schneider 
 Hugh Watt (Nilex) 
 Cherie Welsh 
 Susan Williams 
 Brandon Yarnell

Viviane Myer 
 Mr. & Mrs. Jerome Newman 
 S& H Plumbing, Inc.

Marge Pinter

 Sandra Mac Duffee

Donald Andrew 
Rappaport

 Barbara Rappaport

Robert Rappaport

 Barbara Rappaport

Ralph Reichow

 Darleen Reichow

Effie Roth 
 Helen Roth

Gerry Salvatore 
 Sal Volpe

Anne A. Schrader 
 Mr. & Mrs. Briscoe

Christine Sgarlata 
 Bette Fox 
 Mary Moderi

Jim Simmons 
 Cheryl Simmons

Inger Thompson-Glinn 
 Mr. & Mrs. Charles Thompson

Linda Vaught Delashmit 
 Betty & Don Vaught

The photo at left is Katie Rose with her mother,  
Megan Hamilton, who were misidentified in  
the spring issue of the TNA Quarterly.  
Our apologies for the misprint.
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In Honor Of:

Staff and Volunteers TNA 
 Carolyn Bell 
 Tom Robitaille

All Face Pain Suffers 
 Josie Katz 
 Raquel Musquiz-Yassa

Dr. Scott Ballinger 
 Diane Ramey

Nickolas Barbaro, MD 
 Jane Andersen, RN

York Battey 
 Ann Fedeli

Robert Bowen 
 Jimelle Bowen

Jeffrey Brown, MD 
 Helen Sunkle 
 Beverly Woodford

Linda Burnham 
 Ken Burnham

Kenneth Casey, MD 
 Leonard Mitch

Carolyn Chisolm 
 William Self

Rebecca Clamp 
 George Clamp

Bonnie Dumas 
 Don & Richelle Butts

Helaine Eisenberg 
 Ann Feldi

Cindy Ezell 
 Edna Wilson

Mr. & Mrs. John Gatchell 
 Laura Stewart

Fran Gustafson 
 Richard Gustavson

Kathy Hayes 
 Helen Nicholson

Peter Jannetta, MD 
 Morgan Coker 
 Leonard Mitch

Gary Kendall 
 Sue Willis

Rhonda Kimball 
 Ron Jones

Hal Kingsley 
 Dr. Victoria Kingsley

John Koff 
 Gloria Grafer

Lorraine Kunerth 
 Connie Thornberry

Red Lawhern 
 Tracy Tata

Dr. John YK Lee 
 Jean Newlin

Lori Meltzer 
 Barry Millman

Dr. Robert Mericle 
 Shirley Luscinski

Patrick J. Murray 
 Joan Peltola

Claire Patterson 
 Dorinda D’Agostino

Fran Opengart 
 Amy Pappas 
 Robbins Family

Elizabeth Rasp 
 David Rasp

Matt Redwine 
 William Hartig

Albert Rhoton, Jr, MD 
 Dorinda D’Agostino

Arthur Schwartz 
 Peter Herman

Geraldyne Siegel’s  
90th Birthday 
 Peggy Brown 
 William & Joanne Harman, Jr.

Bella Sweeney 
 Eileen Riley

March 2014
Angela Behrens
Rhodia Charlton 
Judith Chodil 
Vickie Dance
Lynn Downs
Mariellen Esler
Stephanie Gauper
Marjorie Gerdine
Kay  Heigh 
Laura Huston
Rene Johnson
Ann LaFree
Shirley Luscinski
Paula Massey 
John Munzer 
Nancy O’Brien
Cynthia Okeson
Danita Pieper

Linda Raab
Barbara Rappaport
Denise  Rose
Sheila Settimi
Connie Thornberry
Chris Topp
Kevin Yao

April 2014
Tyrone Anondson
Marcelle Bell
Jane Bryant
Susan Dykes
Wayne Gamble
Cyndi Haughey
Floyd Holliday
Dave Kozlowski
Judith  Lamont
Deborah McCormick

Connie McMurray
Carol Moss
Esther Penfold
Wanda Proctor
Leonard Ramroop
Sharon Raphael
Janice Revelos-Adams
Ray Rivera
Donna Silvert
David Smalley
Richard Stoll
Shannon Storm-Sieg
Marian Swisher
Susan Terrill
Lois Van Valkenburgh
Valerie Visnage
Dennis Wenger
Richard Wenzel
Eloise Wickham

Jack Williamson
Jackie Willis
Colleen Winters
Sandy Woodling
Michelle Ziemba

May2014 
Cynthia Bennett
Richard Boosinger
Mary Echelberger
Francis Guerin
Howard Katz, DDS
Sheila Luellen
Ruth Moore
William Nist
Debbie E. Richards
Susan E. Seltzer
Richard Stephens

TNA Membership 
The following individuals joined or renewed their TNA membership 
between March 1, 2014 and May 31, 2014

“Lifetime Members” continued  on page 28
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Lifetime Membership
Claude and Jean Aldridge
John Alksne, MD
Linda Lee Alter
Gwen Asplundh
Denise Ayers
Ramesh Babu, MD
Nicholson Barbaro, MD
Richard Baron
Millard Battles III
Susan & Frank Berrodin
Eden Blair
Jeffrey Bodington
John Boettner
John Bogle
Michael Brisman, MD
Jeffrey Brown, MD
Kim J. Burchiel, MD
Karen Burris
Ken Casey, MD
Nell & Truman Channell
Dennis Clifford, MD

Brent Clyde
Allan Cohen
Meredith Collins
Douglas & Joy Daugherty
Jim & Mary Draeger
Janis Eisel
Dorothy Erwin
Virginia Frazier
Steven Giannotta
Mary Glynn
Tom & Denise Gorman
Ron Greiser
Henry Gremillion, DDS
Suzanne Grenell
Betty Hare
Peter Jannetta, MD
Rosalind Kaufman
Dana Langerman
Roger Levy
Gwender Lias-Baskett
Mark E. Linskey, MD
Richard Marschner

Josiah & Jean Mason
Emmit  McHaffie
Mary & Bryan Molinard-Blonigan
Nancy Montag
Franklin Naivar
Beverly O’Connor
Michael Pasternak, PhD
Brenda Petruska
Patti Jo  Phillips
Everad Pinneo
Gayathri Rao
Ralph & Susan Raphaelson
Jean Raymond
Gary Redwine
Aaron Running
Renate Sackhoff
K Singh Sahni, MD, FACS
Robert & Mary Schlembach
Raymond Sekula, MD
Philip Sine
David Sirois, MD
Konstatin Slavin, MD

Paul & Lisa Smith
Tiffany & Justin Smith
Ronald Streich
Patty Sublett
Lori Sunderland
Phillip Tereskiewicz
John Tew, MD
Julie Thomas
Tom and Susie Wasdin
George Weigel
Christy West
Kenneth White
Karen Wilson
Cheryl Wruk
Mary Zalepeski
Richard  Zimmerman, MD

http://mountainviewregionalhospital.com


355 West 16th Street, Suite 5100 
Indianapolis, IN 46202

www.goodmancampbell.com

Indiana’s leader in Trigeminal Neuralgia treatment

Nicholas Barbaro, MD Aaron Cohen-Gadol, MD Troy Payner, MD

Mitesh Shah, MD Scott Shapiro, MD Thomas Witt, MD

Goodman Campbell Brain and Spine is among the leading neurosurgery practices in 
the United States, offering the most advanced treatments for trigeminal neuralgia and 
other disorders of the cranial nerves. Goodman Campbell operates the department of 
neurological surgery at Indiana University School of Medicine.

We offer the latest treatments and procedures to provide the best options to patients:
•  Microvascular decompression surgery   •  Balloon compression 
•  Gamma Knife radiosurgery    •  Glycerol & radiofrequency rhizotomy
•  CyberKnife availability    •  Interventional pain management
•  Novalis shaped-beam therapy   •  Medical therapy

For more information, call (317) 396-1300 or 1 (888) 225-5464.

Of the 40 physicians that are part of Goodman Campbell, 
the following six surgeons specialize in treating trigeminal neuralgia:
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