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Much is underway at TNA. Here in this letter is an 
update on what TNA is doing to assist patients, and their 
caregivers, with trigeminal neuralgia and neuropathic 
facial pain.

First, try to attend our Regional Conference on April 
26th hosted by Dr. Barbaro at the Indiana University 
Neuroscience Center in Indianapolis. Speakers include 
members of TNA’s Medical Advisory Board (MAB) who are 
leaders in diagnosing and managing TN and neuropathic 
facial pain. Attendees at past conferences say that  
being able to meet other patients and caregivers was  
also invaluable.

We are making progress on an update of the 2004 edition 
of Striking Back by George Weigel and Dr. Kenneth Casey. 
TNA has now retained a professional editor to work with 
Dr. Casey, members of our MAB and other healthcare 
professionals to add new information on diagnosis, drugs, 
surgeries, how to find expert care and more. In addition to 
a new paperback, this update will bring Striking Back into 
the digital age as an e-book that is easy to distribute and 
can be efficiently tailored to meet different needs in the 
future. We are very excited about this project.

As mentioned in previous Chairman’s Letters, TNA is 
ramping up its efforts to find and assist those with TN and 
neuropathic facial pain. A foundation of this Outreach 
initiative is information about patients and caregivers, 
who they are, where they are and what they need. The 

TNA Patient Registry available through our website 
provides some of this data. TNA has also conducted a few 
test surveys of website visitors, callers to our office and 
Support Group meeting attendees. On that basis, some 
of you may hear from TNA in the near future about a 
new survey. Your answers will be helpful, and the survey 
is anonymous too. Also, particularly if you are a young 
patient because you are to date under-represented in our 
results, please fill out a Patient Registry questionnaire. Log 
on to www.facepain.org and just click the “Patient Registry” 
tab. The Registry and survey data will help TNA tailor its 
services to patient and caregiver needs, and it will help us 
keep our website informative, easy to find and easy  
to navigate.

In this the TNA Quarterly, Tom Wasdin recounts some of 
his personal experience with trigeminal neuralgia and his 
successful microvascular decompression surgery by Dr. 
Jeffrey Brown. Mr. Wasdin is a long-term member of TNA’s 
Board of Directors and a major contributor to the Facial 
Pain Research Foundation. In this Quarterly, we begin a 
regular Young Patients Committee column. Young patients 
may face a lifetime of managing TN and this column will 
address issues of particular concern to patients under 
40. Also in this Quarterly, Dr. Mark Linskey writes about 
the challenges of treating pediatric TN patients. Like Drs. 
Barbaro and Casey noted above, Drs. Brown and Linskey 
are members of TNA’s MAB.

Stay tuned, this Letter will keep you up to date on TNA.

From the Chairman of the Board

Jeffrey Bodington, Chairman of the Board
TNA – The Facial Pain Association
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“Barbaro” . . .continued on page 4

Open invitation to attend 
the Indianapolis Regional 

Conference

Nicholas Barbaro, MD
Chair of Neurological Surgery

Medical Director of IU Health Neuroscience Center

It is my pleasure to invite you to attend 
the Indianapolis Regional Conference 
on Trigeminal Neuralgia and Chronic 
Facial Pain to be held on April 26, 2014.  
The conference will be held at the IU 
Health Neuroscience Center, our multi-
disciplinary center where clinical care 
and clinical research are conducted.  
The speakers will include local experts 
from the Indiana University Schools 
of Medicine and Dentistry, as well as 
national experts from the TNA Medical 
Advisory Board.  Speakers will give 
updates on the latest medical, dental and 
surgical treatments for TN and chronic 
facial pain, as well as on exciting scientific 
advances in the area of chronic pain 

mechanisms.  We are very proud to be 
hosting this conference.

As you know, TNA - The Facial Pain 
Association, has provided support to 
patients with all aspects of facial pain 
over many years. This type of regional 
conference is another example of that 
type of support. By having a mid-Western 
regional conference, patients, caregivers 
and healthcare professionals in the region 
will be able to meet to discuss aspects 
of care for these disabling conditions. 
By having members of separate but 
related specialties in one location, a more 
comprehensive discussion can occur.  
This is exactly what our Neuroscience 

http://www.fpa-support.org
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Center is about: multi-disciplinary care that brings clinicians 
and researchers together on a regular basis.  This type of 
collaboration can only improve our understanding of and 
options for treatment.

The first part of the conference is intended to provide 
updates on research, including basic and clinical science.  
Medical management will be discussed next, with the 
emphasis on what is new and which therapies may not 
be in the patients’ best interest.  There will be a significant 
amount of time devoted to surgical treatment, with an 
emphasis on comparisons between techniques. As a 
surgeon who has treated TN and facial pain for over 25 
years, I know that there is no one procedure that works for 
every patient, even those with the more straightforward 
type of TN. Our conference will provide guidance for 
patients who are considering a surgical option, including 
those who have never had a procedure and those who 
might be needing treatment for recurrent pain.   There will 
be more than sufficient time for questions and discussion.  
The clinicians will interact in panels in order to allow them 

to challenge each other on which treatments are best for 
certain patients.  There will be opportunities for questions 
from patients, including open discussion in the larger 
session and one-on-one discussions with clinicians in a 
more private setting.

Perhaps one of the more important aspects of the 
conference will be an opportunity for patients and their 
families who are dealing with facial pain to meet and 
compare experiences.  I know that several of my patients are 
planning to attend, including some who are currently pain 
free and others who are still challenged by daily pain.

April is typically a beautiful time to visit Indianapolis.  I 
encourage you to spend a few days in town exploring the 
many enjoyable things that the city has to offer.  These 
include excellent museums, outdoor parks and restaurants.  
Please let us know if there is any way that we can help you 
make this a great experience.  I look forward to seeing all of 
you in Indy this April. 

“Barbaro” . . .continued from page 3
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•  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

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?

http://facepainhelp.com
http://www.tna-support.org
http://www.facebook.com/facialpainassociation


Indianapolis Regional Conference
April 26, 2014

Register early and save 
Register online at: www.facepain.org just click on the conference slide 

Call 1-800-923-3608 or fill in and mail the form below

Course Director: 
Nicholas Barbaro, MD 

Speakers include:

• Matthew Bain, MD

• Kenneth Casey, MD

• Aaron Cohen-Gadol, MD

• Mark Linskey, MD

• Kevin McMullen, MD

• Edwin Parks, DMD

• Michael Pasternak, PhD 

• Troy Payner, MD

• Mitesh Shah, MD

• John Tew, MD

• Fletcher White, MD

 Fee # of people Total

Early Bird Member Registration Fee (exp. 4/4/14) $79 ___ _____

Member Registration Fee $89 ___ _____

Early Bird Non-member Registration Fee (exp. 4/4/14) $99 ___ _____

Non-member Registration Fee $119 ___ _____

  TOTAL DUE:  $________

Registration fee includes; conference admission and materials, continental breakfast, lunch and refreshments.

PAYMENT: ___ Check Enclosed ___ Visa ___  MasterCard  ___ Amex  ___ Discover

Credit Card No.     Exp. Date        3 – 4 digit code    Signature:  

First Name:_   Last Name:  

Street Address:  

City:      State:          Zip:  

Telephone:       email: 

So that we will be able to prepare materials for each attendee please list the name of each person you have just registered.

      (relation to patient)    

      (relation to patient)    

RETURN COMPLETED FORM WITH FEE TO: TNA – Regional Conference, 408 West University Ave., Suite 602, Gainesville, FL 32601-3248  
Phone:  1-800-923-3608, Fax:      352-384-3606

Indiana Regional Conference Registration Form
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This conference is designed for patients suffering with trigeminal 
neuralgia and related neuropathic face pain as well as for their 

caregivers and the medical professionals who treat this condition.
Speakers include some of the world’s leading experts in the field of facial pain. Attend presentations on:

Trigeminal Neuralgia &  Chronic Facial Pain Symposium

“I was able to discuss my  
treatment considerations  

with a specialist”
What TN patients  
are saying about  

conference programs...
“The presenters were  

knowledgeable and experienced.  
TNA staff was terrific!”

“Although I am 90% pain  
free I continue to attend 
conferences to learn”

“Listening to Doctors debate 
various treatments is insightful”

“I liked the one-on-one time  
with various physicians and 

healthcare providers” 

“The Physician/Speakers treated 
the audience with respect. I value 

the doctor patient interaction”
Ask questions and get answers!

Listen to medical experts  
debate treatment options

Special session for Young Patient Committee

Neurological Syndromes Related to Facial Pain – Matthew Bain, MD

Dental & Maxillofacial Approaches to Oro-Facial Pain – Edwin Parks, DMD

The Neuroscience of Facial Pain – Fletcher White, MD 

Overview of Surgical Treatment for Facial Pain – Kenneth Casey, MD

 Video Review of Surgical Approaches – Aaron Cohen-Gadol, MD

 Facility Tour Available

 The Facial Pain Research Foundation, Research Update – Michael Pasternak, PhD 

Debate on Surgical Approaches for Trigeminal Neuralgia – Mitesh Shah, MD – Moderator

Radiosurgery Treatment – Kevin McMullen, MD

Advantages of Radiosurgery Treatment – Mark Linskey, MD

Percutaneous Treatment for Trigeminal Neuralgia – John Tew, MD

Microvascular Decompression Surgery – Troy Payner, MD

Question & Answer Panel after Debate 

Meet the Experts – All participating conference speakers 

For more information go to www.facepain.org or call the National Office at 800-923-3608
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Many people with chronic pain are terrified 
that if they move, they will damage 
themselves further. But nothing could be 
further from the truth.

Though chronic pain is often hidden from the USA’s front 
pages and TV screens, it is actually Americans’ biggest 
health problem. Chronic pain — typically defined as 
pain lasting more than three to six months — affects 100 
million adult Americans, according to a 2011 report from 
the Institute of Medicine, part of the National Academy 
of Sciences. In 2010, that was more than 40% of the adult 
population. It is the leading reason people go to doctors 
and it costs the nation upwards of $635 billion a year — 
more than cancer, heart disease and diabetes combined.

Despite the prevalence of chronic pain, many people, 
including many physicians, are unaware of the growing 
number of non-narcotic treatments, backed up by 
considerable research.

Chief among these is exercise. To be sure, many people 
with chronic pain are terrified that if they move, they will 

damage themselves further, a problem technically called 
kinesiophobia — fear of movement. But nothing could be 
further from the truth.

“To date, there is no scientific evidence that activity and 
exercises are harmful, or that pain-inducing activity must 
be avoided,” says James Rainville, a spine and rehabilitation 
specialist at New England Baptist Hospital in Boston.

Exercise is as close as there is to a magic bullet for pain. 
Even “aggressive” exercise, says Rainville, often does not 
raise the risk of more back problems in people with chronic 
low back pain, studies have shown.

In fact, he says, people with low back pain should get out 
and “exercise, run, ski and play sports as they desire.”

When people in pain get up the courage to exercise, they 
are often pleasantly surprised: In a 2008 survey of more 
than 14,000 subscribers to Consumer Reports, the top-
rated measure to help relieve back pain was exercise.

Exercise is also a powerful way to prevent chronic pain. 
Among young and middle-aged people, the prevalence of 

Chronic pain: Millions 
suffer, missing non-drug 
options

Judy Foreman, Special for USA TODAY

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! 
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chronic pain was 10% to 12% lower for exercisers, a 2011 
Norwegian study of 46,533 adults found. The advantage 
becomes even more striking for older people. For women 
aged 65 and over, the prevalence of chronic pain was 21% 
to 38% lower among exercisers; for men, exercisers had a 
significant, though slightly smaller, advantage.

Other non-drug treatments are also gaining the 
endorsement of mainstream medicine.

Acupuncture was once dismissed as little more than a 
placebo, a belief that was buttressed by some studies 
showing that “sham” (fake) acupuncture was almost as 
good for pain relief as real acupuncture (insertion of real 
needles into known acupuncture points).

But more recent studies suggest otherwise. A 2010 study 
in mice (which, presumably, are not subject to the placebo 
effect), showed that acupuncture stimulates adenosine, 
a powerful pain reliever made naturally in the body. A 
2009 study that used brain scans showed that people 
getting real, but not sham, acupuncture had changes in 
nerve pathways running downward from the brain to the 
rest of the body, an important way in which the nervous 
system can control pain. And a 2012 study from Memorial 
Sloan-Kettering Cancer Institute in New York on nearly 
18,000 patients found that for many types of chronic 
pain, real acupuncture was better than both sham or no 
acupuncture.

Acupuncture “is effective for the treatment of chronic pain 
and is therefore a reasonable referral option,” concluded the 
researchers. It is, they said, “more than a placebo.”

Other approaches, including massage, cognitive-behavior 
therapy, meditation, biofeedback and, in some studies, 
chiropractic manipulation, all can be helpful in relieving 
chronic pain. At the same time, some approaches have  
not been supported by research, including studies on 
magnet therapy.

The take-home message is not to give up: Don’t be afraid 
to try opioid drugs if you and your physician think you 
need them and can take them responsibly. But whether 
you do or not, pursue the non-drug treatments as well. A 
multipronged approach is by far the most likely to yield the 
benefits you want.

(Judy Foreman is the author of the new book, “A Nation In 
Pain – Healing Our Biggest Health Problem,” from Oxford 
University Press.)

What is chronic pain?

Chronic pain is not just acute pain that doesn’t go away.

It can literally shrink the brain, reducing the volume of 
gray matter as much as 20 years of aging, as researchers 
from Northwestern University have shown. Chronic pain 
can become not just a symptom of something else, but a 
transformation of a normal nervous system into a runaway, 
self-propelled freight train, in which the body no longer 
needs an injury to trigger pain -- revved-up nerves do it all 
by themselves.

In a sense, chronic pain is not all that different from 
learning to play the piano or speak French. The more the 
body “practices” processing pain, the better it gets at it 
and the stronger the connections between pain nerves 
become. Eventually, even the slightest touch, like a feather 
on the skin, comes to feel like the scalding burn of a 
blowtorch, a condition called allodynia. Pain can become 
so unrelenting that, for some people, suicide seems the 
only way out; indeed, the risk of suicide for people with 
chronic pain is twice that of other people. 
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 Ask the Doctor  
Featuring Cindy Ezell, Ms. Ezell is in charge of patient services for TNA. If you have a question you would like to see 
answered, please submit it to Cindy Ezell at: cezell@tna-support.org. 
Dr. Burchiel is Chairman of the Department of Neurological Surgery at Oregon Health and Science University. He is 
one of the world’s leading experts in the cause and treatment of trigeminal neuralgia.

As a longtime bilateral patient many people have 
asked me if TN is a progressive disease. Perhaps you 
can answer some of the questions I have been asked 
by many  patients at our conferences and in our 
online communities.

Does TN really ‘progress’ 
There has never (ever) been a natural history study done 
on trigeminal neuralgia, but the vast amount of clinical 
experience with this disorder indicates that effectively it 
always progresses.  

By what mechanism does it do this, if it does? 
We have theories, but it is not clear why this happens.  
Whatever mechanism in the nerve that starts this syndrome 
worsens.  It is probably nerve injury that gets worse over 
time.  There is some suggestive evidence that the pain also 
slides more into Type 2 TN (i.e., less typical pain) over time, 
which would be consistent with progressive nerve injury.  
Currently we are working on an international study (funded 
by the FPRF) to determine which genes, if any, predispose 
patients to TN.  We suspect that these candidate genes may 
play a role in progression, too.  

Does TN  progress to the other side? 
Bilateral TN is rare, although bilateral nerve compression is 
much less rare.  The bottom line is that TN only rarely will 
affect both sides.  

Does TN eventually spread to other branches, why? 
This is perhaps best explained by the “ignition hypothesis” 
of Dr. Marshall Devor.  Spread of the pain to other divisions 
probably occurs at the level of the ganglion, triggered by a 
burst of activity in the nerve.  It probably has a basis in the 
release of chemical neurotransmitters in the ganglion that 
sets off a chain reaction in the ganglion, which spreads the 
pain sensation.  

For the patient with current TN on Meds why should 
they have a surgical plan in mind

They have to be “medically intractable”.  By that I mean 
that the medications have failed, or that the toxicity of the 
medications is now interfering with activities of daily living.   
This is really something for the patient to decide, with the 
help of their doctor. 

Let us hear from you; 
submit a question:

Ask the Doctor is a regular feature of the TNA 
Quarterly Magazine. If you have a question you 
would like to see answered, please submit it to 
Cindy Ezell at: cezell@tna-support.org. We will 
try and select questions that address a range of 
concerns in the face pain community. 

tna-support.org
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Recently Dr. Linskey has treated several 
pediatric trigeminal neuralgia patients.  
From his perspective as a member of 
the TNA Medical Advisory Board, he 
would like to emphasize 4 key points 

when it comes to pediatric TN:

 The problem of Traditional US Medical Healthcare 
training, structure and Culture

In the U.S. Adult Neurologists go through four years of 
training in a neurology residency right out of medical 
school. However, “pediatric neurologists” do not do a 
neurology residency. They do a 3 year general pediatrics 
residency followed by a 1-2 year “pediatric neurology” 
fellowship which usually only includes 3-6 months of adult 
neurology exposure and training, and in some programs 
includes none at all. Since less than 1% of TN occurs in 
patients <18 years old, many pediatric neurologists have 
never seen a case of TN, and very few have any training 
experience in the disorder.

Furthermore there is an assumption inherent in patient 
referral patterns that children are better cared for by 

“Pediatric Neurosurgeons” than adult neurosurgeons. Most 
pediatric neurologists preferentially refer surgical patients to 
“pediatric neurosurgeons” despite the fact that even if they 
were trained in TN surgeries like MVD during their residency 
(all neurosurgeons go through similar 7 year residency 
training), given the rarity of the syndrome in pediatric 
patients, their ongoing surgical experience in TN surgeries 
may be minimal to none.

What is needed is referral to a neurosurgeon trained and 
experienced in TN surgery who is comfortable operating 
on children (whether they are predominantly an adult 
neurosurgeon, or one of the extremely rare pediatric 
neurosurgeons who operates on adults with this condition)

Patients and their parents get trapped within this system.

Mark Linskey, MD is Professor of Neurosurgery at 
the University of California, Irvine and the Western 

Chairman of TNA’s Medical Advisory Board. 

Dr. Linskey and Dr. Sekula
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The problem of out-of-state subspecialty referral for 
rare or “orphan” pediatric diseases under State 

Medicaid and perhaps now even under Affordable Care Act 
individual State Exchange insurance policies as well. 

If patients have good primary third party insurance, referral 
out of state to a neurosurgical TN subspecialist is usually 
not a problem. However, according to the CMS (Center for 

Medicare and Medicaid Services) 2012 annual report, in 
2011 43.5 million of the 73.9 million children age 0-17 in the 
U.S. received their healthcare services through Medicaid. 
This is 59% of all children in the U.S. These children represent 
50% of all patients enrolled in Medicaid across the US (the 
rest are adults either under a poverty line or permanently 
disabled). 

Unlike Medicare which is federal and is portable state-to-
state, Medicaid is individually run by each state and there 
are significant barriers to approving care outside of the 
state, as well as barriers to out-of-state hospitals accepting 
another state’s Medicaid reimbursement rate. This problem 
appears to also be developing for health insurance plans 
being offered and sold on individual state health insurance 
exchanges under the new Affordable Care Act (ACA).

Depending on the size and location of the state in 
question, there may, or may not, be a very experienced TN 
subspecialty neurosurgeon who is comfortable operating 

on children in their own state. These barriers to out-of-state 
referrals then can become significant barriers to access and 
quality of care.

The unique problem of high-dose anti-epileptic drug 
use in children as opposed to adults (this is not 
“benign” treatment”) as well as TN in children. 

TN patients are initially treated with one, or more anti-
epileptic drugs (AEDs). The doses of these AEDs needed 
in TN is usually orders of magnitude higher than doses 
usually used to successfully treat epilepsy. Unfortunately 
these drugs are not selective. They have general electrical 
suppressive effects throughout the brain. In children the 
brain is still developing and the effect of these drugs at 
these doses are potentially much more severe than in their 
adult counterparts.

These drugs at TN doses interfere with learning and 
memory during the key learning period in life. This interferes 
with their grades and impairs their competitiveness for 
higher educational and career opportunities. They are 
general suppressants and they interfere with successful peer 
socialization and interaction at a time when adolescents are 
developing their social self confidence, and a feel for their 
place in society. If the child is young enough, they may even 
be erroneously diagnosed with ADHD (Attention Deficit 
Hyperactivity Disorder). 

Tyler Hatfield, 13yrs. old, had successful MVD. Also pictured, her mother, Tracy Hardin
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Even the syndrome of TN by itself is potentially devastating 
for adolescents from a socialization perspective. Imagine 
being afraid to have someone touch your face or kiss you if 
you are an adolescent (especially girls) and the effect that 
would have on you socially at this vulnerable time. Many 
even withdraw and become almost social recluses.

Getting them off these meds and pain-free and allowing 
them to learn, compete, professionally track, socialize and 
gain personal self-confidence is a crucial need.

The importance of finding the right surgeon 

In my opinion the TN subspecialty surgeon needs to 
be very well trained and experienced. For MVD surgery this 
very specifically means that the surgeon in question:

A)  Has been trained by a well-known and established 
master in the technique (not picked it up on their own or 
trained by someone who is not a known MVD expert)

B)  Has overcome their personal learning curve for the 
procedure which for MVD, in my opinion, is at least 50 
cases.

C)  Has an ongoing regular surgical volume to maintain 
outcome excellence and keep complication rates as low 
as possible (studies suggest 6-24 MVD’s per year)

D)  Only operates with experienced intra-operative ABR 
(auditory brainstem evoked response) monitoring to 
minimize hearing loss risk

E)  Works with an intact experienced team including 
neuroanesthesia, neurotechnicians experienced with 
shredded Teflon felt and microsurgery, a dedicated neuro-
ICU and neuro nurses

F)  Ideally is analyzing and publishing their own surgical 
results in the peer-reviewed literature for comparative 
purposes 

Claire Patterson, TNA founder with Dr. Linskey 
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It felt like a scratch, a slight crawl 
of pain across Tom Wasdin’s cheek. 
Maybe it was a toothache, perhaps a 
cavity or a cracked tooth. At worse, he 
thought he might need a root canal. 
It wasn’t that bad. But it was there. 
A scratch of pain. Little did Wasdin 
realize the magnitude of the horrific 
beast behind the claw that was 
causing the scratch.

It all began shortly after Wasdin began 
his new life, in 1975, when he was 
with Stottler Stagg & Associates and 
the firm won an award for design 
and construction management 
for their work on the United States 
Bicentennial Exhibition of Space and 
Technology at the Kennedy Space 
Center. The pain came and went, 
noticeable but hardly unmanageable. 
At a routine checkup with his dentist, 
Dr. L. Wayne Robben in Cocoa Beach, 

Wasdin explained to him the feeling, 
telling his dentist it was akin to an 
electrical shock on the left side of his 
mouth.

“It’s like sparklers going off in my 
mouth,” Wasdin told Dr. Robben. 
“Sparklers that are causing some pain.”

Dr. Robben poked around, prodding 
into different areas of Wasdin’s 
mouth, but found nothing wrong. But 
something was wrong. Over the next 
several months, the pain appeared 
more frequently and with increasing 
measures of intensity. Early in 1976, 
Wasdin went to Dr. Robben again. On 
a scale of 1 to 10, he estimated the 
pain at about a 2. Again, noticeable 
but still manageable. Dr. Robben sent 
him to a specialist who performed 
gum surgery, a painful and unpleasant 
experience that took three weeks 

from which to heal. It made Wasdin’s 
gums healthier, but it didn’t make the 
pain go away. In fact, it was getting 
worse – stronger in intensity and 
longer in duration.

“It would last for about a second or 
two,” Wasdin said. “And it was getting 
strong enough to take my attention 
away from whatever I was doing. It 
was like mashing my finger two or 
three times a day.”

By now, he had discerned that this 
unknown Beast was a trigger pain, 
and something that built up over 
time, exploding in a burst of pain, 
and then receding for a short while. 
The triggers were eating, coughing, 
yawning, swallowing ... basically any 
muscle movement that involved his 
mouth; including smiling.

In Battle With  
A Beast

The following is an excerpt from Tom Wasdin’s 

upcoming biography “Once a Coach, Always 

a Coach: The Life Journey of Thomas Errol 

Wasdin” which will be available later this 

spring at the TNA bookstore and on Amazon. 

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

http://www.mayoclinic.org/trigeminal-neuralgia/
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But this was obviously nothing to 
smile about.

Dr. Robben sent Wasdin to another 
specialist, who did a root canal. But 
again it did nothing to stop the steady 
progression of pain.

Out of local options and ideas, Dr. 
Robben referred Wasdin to the 
University of Florida’s Department 
of Dentistry. The doctors there 
suspected that it might be nerve 
damage at the roof of Wasdin’s 
mouth, so they did surgery, cutting 
and peeling back the roof of his 
mouth to see if anything was wrong. 
Nothing was. Nothing, that is, except 
that when the Novocain wore off 
the Beast came back. The only thing 
the surgery accomplished was to fill 
Wasdin with a mouthful of stitches.

By now the pain on a scale to 
10 was bouncing between 3 
and 4. He saw a chiropractor, got 
acupuncture, was analyzed by 
a specialist in Orlando for a new 
condition that people were talking 
about – TMJ, which is a dysfunction 
of the temporomandibular joint. The 
specialist diagnosed Wasdin with a 
bite problem and fitted him with a 
mouth guard that Wasdin wore 24 
hours a day, every day, for several 
weeks. The pain got worse. The Beast 
was starting to roar.

Nothing improved the situation. But 
even as the pain increased, Wasdin’s 
hope didn’t wane. He went on two 
different types of drugs, but instead 
of helping to manage the pain, they 
had a tranquilizing effect while also 

causing tremors. In fact, the tremors 
stayed with him, even years after 
he stopped taking the medication. 
His overall health started suffering. 
Even his normal exercise routine 
could cause problems. If Wasdin was 
jogging, he could trigger the pain; 
a pain so intense he’d have to stop 
and endure it until it subsided. Some 
people, when they’re engaged in 
physical activity, experience a cramp 
in their calf or hamstring. Wasdin 
thought to himself that this is exactly 

what it felt like when the burst of pain 
visited the left side of his face. It was 
like a cramp, something you’d feel 
coming, try to stop, but couldn’t. It 
would then grip his face as if it were 
on fire, or being electrocuted, while 
subsequently being hacked by an ice 
pick. It would shoot up into the side 
of his face, until his whole head felt as 
if it were in an unrelenting vice grip of 
unspeakable and unrelenting pain.

Wasdin got to where he could hide 
it. If he was making a presentation to 
the county commission, he’d divert 
attention by pretending to pick up a 
piece of paper. “I got good at covering 
it up,” he said. “Only a few people 
knew about it. Millie, when we were 

married, then Susie, Rick Stottler, and 
a few friends. But that was about it. 
I didn’t want people to worry about 
me.”

It was in 1980 when Dr. Robben gave 
Wasdin an article written by Dr. Albert 
Rhoton from the University of Florida 
Department of Neurological Surgery. 
The article explained a condition 
called Trigeminal Neuralgia, or TN. It 
also used the term tic douloureux. Dr. 
Robben suggested to Wasdin that he 
call Dr. Rhoton. He also added, “I hope 
it’s not Trigeminal Neuralgia.”

It was about this time when Wasdin 
began marketing services for Stottler 
Stagg & Associates, while also 
studying for his general contractors 
license. He was building Beach Woods 
and Ocean Woods and preparing to 
begin construction on Harbor Woods. 
It was the same year that he and Millie 
got divorced and he hired a new VP of 
Marketing for Harbor Woods – Susie 
Thortsen, the former cheerleader 
from his days teaching at Cocoa 
Beach High who would later become 
his wife. Wasdin’s children from his 
second marriage – Steve and Lori – 
were staying with him at Chateau By 
The Sea during the summer. He was 
45, in his prime.

“Life was wonderful,” Wasdin said, 
“except for the growing pain.”

He called Dr. Rhoton in his Gainesville 
office and the doctor prescribed 
a drug called Tegretol, instructing 
Wasdin to call him back a few days 
after taking the medication. The effect 
was immediate. Within 24 hours, the 

“Wasdin” continued  on page 16

Tom with his wife, Susie
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Beast went away. For the first time 
in five years, Wasdin was completely 
pain-free. It was good news. And bad.

On the phone again with Dr. Rhoton, 
Wasdin excitedly told him the pain 
had stopped.

Dr. Rhoton replied with the words that 
would change Wasdin’s life.

“I think you have Trigeminal Neuralgia.”

Later, Wasdin would learn that 
Trigeminal Neuralgia is also called 
the “Suicide Disease.” He would also 
understand why.

“Those spasms of pain are probably the 
most intense pain known to man,” Dr. 
Rhoton said. “It’s like a lightning strike. 
I’ve been with hundreds of patients 
when they’ve had an episode, and 
seen them screaming in agony.”

Immediately, Dr. Rhoton scheduled 
Wasdin for an appointment in his 
office. The initial game plan was to 
manage TN with whatever effective 
dose of Tegretol was required. 

Wasdin assumed the Tegretol would 
simply be something he’d take the 
rest of his life. End of pain. Bye bye 
Beast. No problem. But gradually, over 
months, the dose of Tegretol kept 
increasing to the point that it affected 
just about everything in Wasdin’s life. 
He felt like a zombie, lethargic, groggy 
and foggy, his memory suddenly 
spotty and his concentration nowhere 
near what it used to be. 

“I felt like a computer that was 
overloaded and took longer to 
process information,” he said.

Always a workhorse who put in 
yeoman’s days on the job, Wasdin 

found himself working even longer 
hours to compensate for Tegretol’s 
side effects. If not for his acute 
organizational skills and engrained 
habits of keeping action items, Wasdin 
would’ve failed. For sure. As it was, few 
people around him detected even a 
hint of a problem.

After starting at a low dose of Tegretol 
– about 100mg a day – Wasdin was 
soon up to a staggering 1,600mg a 
day. It particularly startled him when 
he read in a book about TN not to 
take more than 1,200mg of Tegretol 
a day.

“I didn’t like taking all that medication,” 
he said. “But I sure didn’t like the pain, 
either.”

By 1983, the pain was worse – 
much worse. The Beast was vicious, 
relentless. On a scale to 10, if he didn’t 

“Wasdin” continued from page 15

The Wasdins present check for research to UF School of Medicine, pictured with Dr. Michael Goode and Dr. Albert Rhoton
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“I didn’t like taking all that 
medication,” he said. “But I sure 

didn’t like the pain, either.”

take his medication, the pain was now 
at 7 or 8.

But Wasdin couldn’t continue 
taking the medication, not at those 
enormous doses. He consulted with 
Dr. Rhoton, who was alarmed at how 
much Tegretol that Wasdin was taking. 
“An elephant couldn’t be standing 
after taking that much Tegretol,” 
he said. Dr, Rhoton explained what 
few options there were at the time. 
Wasdin decided on Microvascular 
Decompression – or MVD. If MVD was 
successful – and statistics at the time 
showed that it was in 80 percent of 
patients – Wasdin would not only be 
drug-free, but pain-free.

It was not risk-free, though. This 
was serious brain surgery, taking 
out a chunk of bone at the base of 
his cranium. But it seemed like the 
last resort, and the situation was 
getting desperate. In December of 
1983, Wasdin checked into Shands 
Hospital at the University of Florida in 
Gainesville. 

In the recovery room, Tom overheard 
one of the nurses say, “Don’t worry 
about him. He isn’t going to make it.”

The nurse was talking about another 
patient, but Wasdin didn’t know that.

“I thought she was talking about me,” 
he said. “I thought I was going to die.” 

He spent 10 days post-operation in 
the hospital, eventually returning to 
work on a part-time basis three weeks 
after the surgery. Susie Thortsen, who 
was now in a serious relationship with 
Tom, helped him recover.

Weeks went by without any pain. A 
month. Two months. Wasdin could 
hardly believe it. The surgery was 
painful, as was the recovery process. 
But it was worth it. And then, one day, 
about three months down the road, 
Wasdin felt that sharp scratch of pain 
again, in all its raging intensity. The 
Beast was back.

“It was,” he said, “one of the most 
disappointing days of my life.”

He trudged forward with work. In 
1984, Wasdin was part of a group that 
bought Cocoa Stadium from the City 
of Cocoa and per Wasdin’s suggestion 
renamed it Cocoa Expo, Inc. A fair 
charter was secured and preparations 
moved forward to organize the 
Brevard County Fair at Cocoa Expo.

After consulting with Dr. Rhoton 
again, Wasdin decided to try another 
procedure – radiofrequency lesion, or 
RFL. The benefits from such a surgery 
were temporary, lasting on average 
about a year. Basically, RFL numbed 
the nerve and thus the pain, creating 
the aftereffects of a Novocain shot 
that didn’t wear off. If Wasdin couldn’t 
live with the numbness, the nerve and 

its feeling would come back. But so 
would the pain. He reasoned that the 
procedure was worth going through, 
and it would take about a year to see 
how well it worked.

Susie knew he’d been in pain, but 
didn’t appreciate just how much. 
“Tom is a master at hiding it,” she said. 
“When we first started dating, he 
didn’t speak about it. I had no idea 
how devastating it was.”

 Sure enough, the surgery stopped 
the pain while also leaving Wasdin 
with 24/7 numbness over much of 
the left side of his face. But he could 
live with that. If it drove the Beast 
away, he would welcome the tradeoff. 
About a year later, though, as the 
nerve regenerated, the numbness 
dissipated, and the Beast returned. So 
Dr. Rhoton did the same procedure 
again, only this time he went deeper 
into the nerve to create a longer 
benefit.  And this time, he went into 
two branches of the trigeminal nerve. 
It worked, for a while. But eventually 
the numbness wore off, and the pain 
returned, worse than before.

Initially, they tried to control the pain 
with Tegretol. But when that stopped 
being as effective, causing Wasdin 
to increase the dosage to the point 
where there were severe side effects, 
he consulted again with Dr. Rhoton. 
They decided to perform another 
RFL procedure – only this time going 

“Wasdin” continued  on page 18
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deeper. Again, it rendered most of 
the left side of his face perpetually 
numb. But again, it chased the Beast 
away, lasting this time for about five 
years. As the pain crept back, Wasdin 
returned to Tegretol for some relief.

Life went on.

During that time, Tom and Susie 
married in1985, and shortly 
afterward he adopted her son, Drew. 
Meanwhile, his own son from his 
second marriage, Steve, joined the 
Wasdin Group, Inc. Work-wise, Wasdin 
was appointed to the Space Coast 
Tourist Development Council. He 
was busy, productive and enjoying 
life to the full again. The perpetual 
numbness on the left side of his face 
was a constant nuisance. He couldn’t 

tell if food was dribbling out of the 
corner of his mouth, or if his left 
nostril was running. But he was pain-
free and it was worth it, allowing him 
to fully throw himself into his life and 
work.

“I had no idea how heavily involved 
Tom was in leadership and 
community service and construction,” 
Dr. Rhoton said. “All those years I was 
seeing him, I didn’t realize all the 
work he was doing in the community. 
When I think about it, I’m just amazed, 
with all that he was going through, 
that he was able to manage business 
affairs and continue in civic activities, 
construction, and giving to others. It’s 
a great tribute to him, and to Susie, 
who helped him manage his way 
through this.”

But that was Tom Wasdin. He figured 
he could fight and find a way. But the 
Beast had other ideas.

In 1989, when the pain returned, 
intense and as excruciating as ever, 
Wasdin decided to try medication 
again, despite the side effects. But the 
side effects were just as bad, if not 
worse, than ever before. His quality 
of life and ability to work suffered. 
Again, he returned to Dr. Rhoton for 
another RFL procedure on the left 
side of his face, this time covering all 
three trigeminal branches. Again, he 
dealt with the constant numbness, 
only this time it was not on most of 
the left side of his face – it was on the 
entire left side; including the left side 
of gums and tongue.

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
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http://www.saintlukeshealthsystem.org
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Not only was Wasdin living with inhumane 
pain — he was constantly battling with the side 

effects of the Tegretol.

“Wasdin” continued  on  page 20

Then, in 1993, a scratch clawed on the other side – the right 
side – of his face. It couldn’t be, could it? Bilateral Trigeminal 
Neuralgia is an extremely rare condition. It’s almost as if 
the pain is piling on, unmerciful and unforgiving. Wasdin 
again turned to Tegretol, gradually increasing the dosage to 
match the increasing severity of pain.

It affected him, but didn’t stop him. During this time, Wasdin 
was President of Florida’s Amateur Athletic Union, or AAU. 
He was involved in moving the AAU’s national headquarters 
to Disney World in Orlando. He also received the national 
President’s Award for the AAU. Closer to home, he was 
chairman of Keep Brevard Beautiful, and given the KBB’s 
Pelly Award.

 But the Tegretol was draining him, and in 1995, he 
submitted to another RFL procedure, this time on the right 
side of his face, targeting two branches of his trigeminal 
nerve. Though it stopped the pain, it now meant that 
two-thirds of the right side of his face was also perpetually 
numb, including his entire mouth and tongue.

The only feeling he had remaining was on the lower third of 
the right side of his face. Wasdin had to learn to talk again 
and how to chew. Occasionally, in doing that, he’d bite the 
inside of his cheek and not know it until he could taste the 
blood. But even his taste wasn’t what it once was. It was 
muted. He also lost some of his hearing. Any kind of feeling 
on his lips, gums and most of his face was gone. It wasn’t 
uncommon, when Wasdin drank, to spill the liquid on 
himself. Since his nose was numb, something as simple as 
blowing his nose became a challenge. He had to constantly 
concentrate on chewing his food, hampered as he was now 
because of the inability to move his jaw from side to side.

Meanwhile, the Tegretol wasn’t working and the pain was 
hitting a full 10.

Out of frustration, Tom told Susie, “I wish you could take 
some of this Tegretol, so you could know what it does to 
your body.” Another time, he said, “I wish people could feel 
this pain one time, to know what it’s like.”

Not only was Wasdin living with inhumane pain – fully 
realizing why Trigeminal Neuralgia is also called the “Suicide 
Disease” – he was constantly battling with the side effects  
of the Tegretol. One time, so groggy and unsteady, he fell 
face forward, his head crashing into a coffee table. Susie 
lived in constant fear that another sudden fall like that 
might kill him.

What she didn’t know is that her husband was considering a 
deliberate death.

In 1998, fearing that he was out of options, fighting 
despondency, he faced the prospect that if his one 
remaining trigeminal nerve, full of pain, was also numbed, 
it would effectively end his ability to eat solid food, talk or 
basically function. There was even a possibility that he could 
have total numbness all over his face and the hellish pain.

Wasdin visited his pastor, Dr. Gary Spencer, at the Suntree 
Methodist Church in Florida.

“What does the Bible say about suicide?” he asked.

Dr. Spencer couldn’t help noticing how startlingly sad 
Wasdin was, dispirited. What he didn’t know is that Wasdin 
had researched, and learned, that in 1994, Oregon had 
passed Ballot Measure 16, which for all intents legalized 
physician-assisted suicide. Like the old coach that he was, 
Wasdin was formulating a game plan.

“He was very somber,” Dr. Spencer recalled. “The tone in 
his voice, the look in his eyes, everything about him was 
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serious. It wasn’t Tom. Not the Tom that I knew. This was a 
man who was always upbeat, positive, jovial. I’d never seen 
him down. And now he’s asking me about suicide.”

Dr. Spencer explained to Wasdin that the Bible 
didn’t address suicide. He shared with him the sixth 
commandment, which was “thou shall not kill,” knowing that 
he didn’t need to spell out the scripture in that it also could 
be interpreted as forbidding one to take their own life. At 
the same time, he also explained that God cares for each of 
us individually, and doesn’t want us to suffer.

“This pain,” Wasdin said, before pausing. “I’m telling you, 
this pain ... there are times if I had a gun I’d shoot myself. 
Sometimes it goes away for a couple of hours, sometimes a 
couple of minutes. Gary, I don’t know if I can continue with 
this thing.”

Wasdin’s mouth barely moved when he spoke. It was part of 
what he had to learn to do when he learned to speak again. 
He was 23 years down the road from when this Trigeminal 
Neuralgia inflicted its first scratch of pain on him.

“Tom,” Dr. Spencer said. “If you ever get close to doing what 
you’re talking about, I want you to promise you’ll give me a 
call.”

Wasdin promised.

He didn’t fear death. He just feared displeasing God.

“I’ve always been a man of faith, and I don’t think death is 
the worst thing that can happen to you,” he said. “Being able 
to go to sleep and not wake up did not seem like a bad 
option.”

Even physicians can understand that line of thinking.

“It’s the most intense pain that a human being can 
experience,” Dr. Rhoton said. “When you combine that with 
the inability to get it under control, you do see how people 
can consider that it’s better off to be dead.”

But Wasdin didn’t want to check out. He loved life too much. 
Still, he knew he had to figure out a way to get his life back.
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“I never came to terms with 
suicide,” he said. “It was an option 
I considered. I knew that was an 
option in Oregon, to go to sleep one 
night and not wake up. It was on the 
table. But I knew I couldn’t put my 
family through that.”

Two years later, in 2000, Wasdin’s 
worst concerns became a reality. 
The pain appeared in the third and 
final branch on the right side of his 
face. Through the years, he’d tried 
everything – from medical science 
to surgeries to various alternative 
methods to manage the pain. He’d 
been on something called a pain-
free diet. In fact, it was while on this 
diet that the Wasdins were invited to 
Governor Jeb Bush’s inauguration.

“Everything we did, we did together,” Susie said. “So we were 
both on the diet, bringing our own food with us wherever 
we went.

When they were checking into the Double Tree Hotel in 
Tallahassee on a cold, January day, Susie was pulling in a 
cooler of food while wearing a mink coat and matching 
head band. The bellman noticed this.

“Mrs. Wasdin, we have nice restaurants here,” he said.

“Oh, I think we’re aware of that,” Susie replied. “But we bring 
our own food.”

“I could understand doing that if this were the Clintons,” the 
bellman said. “But these are the Bushes.”

It was a funny exchange. But there was nothing funny 
about how nothing was working for Tom. By now, the Beast 
was attacking the final quadrant of his face. He increased 
his dosage of drugs and forged on. In 2002, Governor Jeb 

Bush appointed him to the Florida Sports Foundation. By 
2003, though, the serious side effects of taking 1,600mg of 
Tegretol had him desperate for other options.

“He was a very highly complex and difficult case of 
Trigeminal Neuralgia,” Dr. Rhoton said. “Most people you see 
will only get Trigeminal Neuralgia in one side of their face 
and in only one or two branches. To get someone who gets 
it in all three branches, and then to have it skip to the other 
side and get it one, two or three branches ... that’s just not 
typical. That’s a very severe case.”

In fact, in the thousands of patients Dr. Rhoton has treated 
for TN, he can count on one hand the number who’ve had it 
on both sides of their face.

Dr. Rhoton referred Wasdin to another physician, Dr. Peter 
Jannetta. 

The Microvascular Decompression surgery – or MVD – that 
Dr. Rhoton had already done on Wasdin had actually been 
developed by Dr. Jannetta. In fact, many of the physicians 
were now referring to it as the “Jannetta Procedure.”

“Wasdin continued  on page 22

National Conference 2010
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It had Wasdin’s hopes up.

“Just the thought of having a pain-free life was 
overwhelming to me,” he said. “To think that I could talk, 
smile and eat without pain for the first time in a very long 
time was exciting. I couldn’t wait to get off the medication.”

In May of 2003, Dr. Jannetta performed the surgery, meeting 
with Susie while Tom was in recovery.

“How did the surgery go?” Susie asked him.

“It was a Bo Derek,” Dr. Jannetta replied.

In other words, a perfect 10.

The next two days in the hospital, Wasdin was pain-free.

On the third day, he was released, and he and Susie went 
to the hotel where Susie had been staying. Suddenly, a 10 

struck. Only this time it wasn’t a perfect 10. It was a full 10 
on the pain scale.

“It was one of the worst pains I ever experienced,” Wasdin 
said. “The pain was worse than from before the surgery.”

Dr. Jannetta’s partner, Dr. Ken Casey, told him it might be 
phantom pain. It wasn’t. The Beast was back, and with a 
vengeance. 

Please look for the conclusion of this chapter 
on Tom’s struggle with TN in the next issue of 
the TNA Quarterly. 

“Wasdin” continued  from page 21

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 February 2014:

In Memory Of:

Mae Adams 
 Shirley M. Halcomb

Flora Ardito 
 Marianne Ardito

Mary Margaret Barickman 
 Mr. & Mrs. Royce Hinton

Genevieve Boyle 
 Gerald Boyd

Valarie Ann Carr 
 Brenda Verle Marshall

Brian Cronin 
 Claire Patterson

Mary L. Cuervo 
 Mary Cuervo

Beatrice Curtin 
 John Curtin

John DeMunter 
 Catherine DeMunter

Bessie Elledge 
 Loretta Lockett

Spencer “Bear” Fry 
 Michele Fry

Vince Gnoffo 
 Patricia Gnoffo

Eugene E. Grumbine, Jr. 
 Deborah Grumbine

Rudolph Hauptman 
 George Hunt

Anne Healy 
 Leona Seastrum

Mary Healy 
 Ann Toole

James Loftus Hesse 
 Kathie Hesse

Bessie Hill 
 Allison Blevins

Kay Holiday 
 Joanne Runge

Timothy Kays 
 Connie Kays 

Wade Kimball, Jr. 
 Jill Kimball

Tony King 
 Shirley Polquin

Sally Kittross 
 John Kittross
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Evagelia Kountouroudas 
 Markos Kountouroudas

Nicke Kroslow 
 Carol Kroslow

Irving & Mary Lasner 
 Barry Lasner

Paul Lemon 
 Susan Lemon

Stan Lenda 
 Genevieve Lenda

Valerie Lenovitz 
 Wally Lowden 

June Leugers 
 Beverly Wendel

Robert Miller 
 Ronald C. Miller

Mona Mishalow 
 Phyllis Ogof

Eric Muchen 
 Diane Lipenholtz

Esther Newmark 
 Ja Arezzi

Miriam Nott 
 Helen Berndt

Alice Oberstar 
 Darla Carlson

Matthew Charles Olivia 
 Judy Brown

Harvey Packer 
 Jane Packer  Gerber

Jerline Peters 
 Connie Thomas

Marge Pinter 
 Mr. & Mrs. Charles Soffel

Michael Rapacchia 
 Anthony Rapacchia

Arlene Richter 
 Susan & Ralph Raphaelson

John W. Stevens 
 Gayla Merriott

Henry & Loretta Struzinski 
 Margaret M. Prietz

Frank Todd 
 Tess Todd

Douglas P. Tongue 
 Majorie M. Tongue

William Welcher 
 Josephine Welcher

Howard Young 
 Ellen Ricki Weiser

In Honor Of:

AD/TD Group 
 Sarah Donly, RN, LMT

All Face Pain Suffers 
 Raymond McCord 
 James McGrath 
 Marti Squyers 
 Gain Swanson

TNA Staff 
 Michael Sinclair

John F. Alksne, MD 
 Chris Johnston

Susan Berodin 
 Sue Remmey

Elise Billock-Tropea 
 William Freeman

Jeffrey Bodington 
 Patricia Pellervo

John Brogan, Jr. 
 John C. Brogan

BJ & Vince Caperelli 
 Sue Remmey

Benjamin Carson, MD 
 Mary Jane Burger 
 Geraldine Zarbo

Ken Casey, MD 
 Janet King 
 Nancy Korber

Ally Castellano 
 Cynthia Carr 
 Edward Luzzi, Jr.

Arlene Collins 
 Phillip E. Collins

Iva Kay Conjelko 
 Christina Grimm

Karrie Cope 
 Kathy Cope

Candice Dauteuil 
 Brittany Pillers

Mr. & Mrs. Eisenberg-Battey 
 Robert Weinerman

Kristine Gaganidze 
 James & Sharon Altorfer

Peggy Glass 
 Betty Luckett

Marie Glenn 
 Pat Everette

Eric Gooding 
 Stephen de Szendeffy

Dr. Goodman 
 Herman Boring

Mike & Harriet Hirsch 
 Beth Berger

Charles Hodge 
 Nancy Korber

Peter J. Jannetta, MD 
 Cynthia Carr 
 Janet King 
 Nancy Korber

Ann Karstens 
 Donna Rucker

Dr. Kassam 
 Joan Goldsmith

John Koff 
 Sandra Bridgeman

Carlin Lagrutta 
 Marilyn Doucette 
 Carole Green

Thomas Lovely, MD 
 Dorothy Kelliher

Gail Mann 
 Patricia Brunner

Jo Marie Margiotta 
 Giovina Margiotta

Matthews Family 
 Isabel Phayre

Wendy McAninch 
 Dr. & Mrs. McAninch

Beth Milton 
 Paul Milton

Cynthia Morton 
 Bob Morton

Olive Olivier 
 Paul Olivier

Lilly M. Owens  
 Jane Harris Kelley

Mary Lou Peterson 
 Mary Hilgert

Bruce Pollock, MD 
 Betty Yost

Donald Richardson 
 Patricia Thompson

Barbara Rickert 
 June Epting

Frank Roberts 
 Wart Berg

Rogers Family 
 Donald Rogers, DDS

Alvina Sabrina 
 Samantha Albert

Maryann Sgarlata 
 Jill Weininger

Ruth Sheets 
 Kerry Schepers

David Sirois, DMD, PhD 
 Li-lan

Lisa Smith 
 Paul Smith

Ann Stephens & Family 
 John Hill

John Tew, Jr, MD 
 Cita Strauss

Betty Tolles 
 Mr. & Mrs. Znidarsic

Margaret Welz 
 Sally Campbell

Irene & Roger Wheelwright 
 Martin Wheelwright

Dot Womack 
 Lisanne Womack
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December 2013
Wayne Anderson
Roberta Blumenshine
Katherine Cantrell
Mary Denn
Virginia Dickinson
Dennis Dore
Sharon Dutdut
Katie Dym
Christine Falco
Jerrie Fowler
John Fritch
Annamieka Gunderson
Victoria Hartmann
Kenneth Harvey
Ken Hassel
Angie Keppel
M. Darlene King
Lynn Kory
Judith Levy
Debby Lockwood
Elizabeth Murphy
Sharon Novickas
Phyllis Ogof
Claire Patterson
Linda Poland
Carolyn Richter
Mary Rider
W. Brooke Roulette
Renate Sackhoff
Pearl Schulson
JoAnn Siegmund
Leslie Single
Sasha Stone
Sandy Sussman
Shirley Wardlaw
Cynthia Woods

January 2014
Pam Adams
Ann Benjamin
Martha Bertrand
Kristie Bissen
Linda Cooper
Christine Daigle
Matthew Gaffney
Daniel Gardner
David Glyn
Charles Graham
Lynn Graybar
Ginger Grigsby
Kay Grim
Elizabeth Healy
Helene Hershman
Monica Jaramillo
Belinda Jones
Lora Kraft
Sara Lackey
Elizabeth LeHeup
Joseph Martin
Norah Rodgers
Beth Roeseler
Jason Rosenberg
Michelle Soriton
Joyce Sternberg
Cheryl Thoreson
Beth Worley
George Zack

February 2014 
Edward Beck
Pervinder Birk
Lisa Brandt
Curt Funke
Martha  Garrett
Susan Gay
Debbie Haeussler
David  Harden
Margaret Hitchon
Judy Hunter
Susan Leeming
Lucy McGrath
Kurt Meehan
Myron Myerholtz
Nancy Nash
Crissy Ortiz
Suzanne Parnell
Elaine Perachio
Trinka Plumb
Jean Rubach
Penny Rudd
Louis Schafer
Erika Siedow
Kathleen Stack
Maureen Stone
Jennifer Sweeney
Janna Townsend
Ginger Von Achen
Elizabeth Yee

TNA Membership 
The following individuals joined or renewed their TNA membership 
between December 1, 2013 and February 28, 2014
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Lifetime Membership
Claude and Jean Aldridge
John Alksne, MD
Linda Lee Alter
Gwen Asplundh
Denise Ayers
Ramesh P.  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 P. Clifford, MD

Brent Clyde
Allan Cohen
Meredith Collins
Douglas & Joy T. 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 R. McHaffie
Mary & Bryan Molinard-
Blonigan
Nancy Montag
Franklin Naivar
Beverly O’Connor
Michael Pasternak, PhD
Brenda Petruska
Patti Jo M. Phillips
Everad Pinneo
Gayathri Rao
Jean Raymond
Gary Redwine
Aaron P. Running
Renate Sackhoff
K Singh Sahni, MD, FACS
Robert & Mary 
Schlembach
Raymond F. 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 S. Zimmerman, MD
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Did You Know?

•  There are twelve pairs of cranial nerves.  

•  The cranial nerves lead directly from the brain to various parts of the 
head, neck, and trunk. Some of the cranial nerves are involved in the 
special senses (such as seeing, hearing, and taste), and others control 
muscles in the face or regulate glands. 

•  The pairs of cranial nerves emerge from the underside of the brain,  
pass through openings in the skull, and lead to parts of the head, neck, 
and trunk.

•  The fifth (VI) cranial nerve is the trigeminal nerve and supplies sensation 
to the face, part of the scalp, eyes, nose, lips and inside the mouth.

•  The seventh (VII) cranial nerve is the facial nerve that supplies muscle 
movement to the face

TIC TALK
By Cindy Ezell 
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Number Name Function
Commonly Encountered 

Disorders
I Olfactory Nerve Smell

II Optic Vision

III Oculomotor Nerve
Eye movement, pupil constriction, Eyelid & 
eyeball movement  

IV Trochlear
Eye movement - turns eye 
downward & laterally

V Trigeminal 

Somatosensory information (touch, pain) 
from the face and head; muscles for 
chewing. 
largest cranial nerve 
three main branches that are ophthalmic, 
maxillary and mandibular nerve

Trigeminal neuralgia 
Neuropathic facial pain

VI Abducens Eye Movement

VII Facial 
Taste (anterior 2/3 of tongue); 
somatosensory information from ear; 
controls muscles used in facial expression.

Bell’s Palsy 
Hemifacial Spasm

VIII Vestibulocochlear Hearing, Balance - Turns eye laterally Acoustic Neuroma

IX Glossopharyngeal

Taste (posterior 1/3 of tongue); 
Somatosensory information from tongue, 
tonsil, pharynx; controls some muscles used 
in swallowing.

Glossopharyngeal neuralgia

X Vagus 
Sensory, motor and autonomic functions of 
viscera (glands, digestion, heart rate)

XI Spinal Accessory Controls muscles used in head movement.

XII Hypoglossal Controls muscles of tongue

I Olfactory Nerve Smell

II Optic Vision
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The Young 
Patients 
Committee is 
the division of 
TNA-The Facial 
Pain Association 
specifically 
designed to 
support young 
patients. The 
Committee is a 
seven member 
board, with six 
active board 
members 
including current 
Chairwomen 
Ally Castellano, Founder and Vice 
President Tiffany “Tresa” Smith., Esq, 
Mary Ellen Gust, Christopher Wysocki, 
Lisa Tautfest and Sara Spooner, LICSW.  
Our members and target population 
range from children, mothers of 
children with facial neuralgias, and 
young sufferers all around the United 
States, even around the globe.

Our mission is to assist in fulfilling 
the mission of the TNA-Facial Pain 
Association by representing the 
interests of, advocating for, and 
bringing awareness to the issues 
affecting young facial pain sufferers. 
The YPC meets bi-monthly and is 
dedicated to hearing the concerns 
of young sufferers by furthering 
awareness and advancement 

in education. We complete this 
mission by making ongoing 
recommendations to the larger Facial 
Pain Association Board concerning 
issues, opportunities and initiatives for 
and on behalf of young patients and 
their families. 

To that end we are very active in 
social media, regularly updating our 
Facebook page with articles and 
initiatives with and of specific interest 
to the under-40 population. We  
have recently launched a marketing 
and fundraising campaign on 
Cafepress.com and Zazzle.com to  
raise money for the Facial Pain 
Research Foundation. Proceeds 
from our fundraising initiative also 
contribute to YPC related activities 

including but 
not limited to: 
conference 
attendance 
scholarships, 
and furthering 
the education 
of medical 
professionals with 
direct outreach 
and informational 
materials. 
Additionally, the 
YPC is actively 
beginning a Young 
Patient’s Directory 
as an adjunct to 

the Facial Pain Association Patient 
Directory. We are also launching 
caregiver support groups for all 
caregivers of facial neuralgia patients 
with specific emphasis on the 
caregivers of younger patients. The 
YPC Board has previously engaged 
in PodCasts for young patients with 
topics ranging from first diagnosis, 
how to maneuver through school, 
ongoing maintenance, relationships, 
and parenting. We are currently 
working on a Podcast schedule and 
topic selection for 2014. 

Input and suggestions from young 
patients and caregivers of young 
patients is always welcome. We invite 
you to suggest topics for our Podcasts 
and fundraising campaign. 

The Young Patients Committee

Please visit us at www.facebook.com/tnaypc or  
E-mail us at YoungPatientsCommittee@gmail.com  
to inquire about our mission, or to suggest a way we 
can further the initiative of the YPC.



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:

goodmancampbell_TNAQuarterly_fullpage_dec2012_v1.indd   1 12/9/12   8:28 PM
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