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Please join me in welcoming two additions to our Board of 
Directors. Mike Bukaty is located in Wichita, KS and brings 
a career in engineering, marketing and as President of 
a manufacturing company to TNA. He and his wife Dale 
started the TNA support group in Wichita; his experience 
and commitment to assisting patients with facial pain 
disease are an asset for TNA. Gary Redwine is located 
in Tampa, FL and he brings both entrepreneurial and 
executive experience to our Board. Gary originated the 
Matt Redwine TNA Golf Benefit that has raised impressive 
funds for TNA and obtained useful visibility for our 
services. Read more about Mike and Gary, and the  
recent Golf Benefit too, in this and coming issues of the 
TNA Quarterly. Welcome, we are glad to have Mike and 
Gary join our Board.

Our Regional Conference on May 11 in Richmond, VA was 
a success. Over 125 attendees learned much from our 
physician speakers and each other. Speakers presented 
information on a range of treatment options. Patients and 
caregivers discussed how to meet daily challenges among 
themselves. Thank you to our staff and our physician 
speakers for making that conference so useful. The rarity 
of facial pain disease makes it difficult to find experienced 
care and having the disease can be a lonely experience 
too. TNA’s conferences are an important part of our effort 
to assist patients in finding expert care and each other – 
much can be learned from both. Our bi-annual National 
Conference will be in San Diego, CA on October 4-6, 
2013. Try to attend; it is no exaggeration to say that it will 
provide to you the highest concentration of facial pain 
experts and patients in the world. 

This quarterly letter will keep you up to date on a few 
initiatives underway at TNA. Our plan to update Striking 
Back is underway. Members of our Medical Advisory 
Board are now planning additions to the 2004 edition that 
cover what is new concerning diagnosis, drugs, surgeries 
and other considerations. We plan to add information 
for younger patients and we would be pleased to hear 
from our members about other changes or additions 
that would be helpful. We also launched a program to 
increase awareness of facial pain disease among those 
healthcare providers who patients visit first. Productive 
discussions are underway with the American Dental 
Association, articles about facial pain disease will appear 
in journals read by dentists, TNA will have a booth at the 
ADA conference in November, and our Board member Dr. 
Jannetta will be a speaker at that conference too. Always, 
those initiatives are in addition to the resources that TNA 
provides to callers and through our website, Facebook and 
other media. Call our office anytime.

Early work on another initiative is underway. Too many 
times, we have heard that patients spent years in pain 
before they found out about TNA and our services. Or, 
we find they suffered without ever hearing about TNA or 
reading Striking Back. We’ll fix that.

Our Board of Directors and Medical Advisory Board hope 
to see you at the National Conference in San Diego.

From the Chairman of the Board

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

Mike Bukaty, retired CEO  
for manufacturing enterprise,
brings business management  
expertise to TNA-FPA Board

Michael (Mike) Bukaty of Wichita, KS. 
is accustomed to huge challenges 
as immediate past CEO and board 
chairman for five manufacturing 
operations in three states, generating 
$94 million in annual sales. Bukaty retired 
from the “command post” on Jan. 29 
this year, and among his new volunteer 
service commitments is the Board 
of Directors with the TNA-Facial Pain 
Association. 

“I’m happy to have been asked to 
serve on this board,” he said. “I have a 
constant reminder of the facial pain that 
thousands of people suffer with every 
day, and I may be able to help. I can 
share some of the knowledge I’ve gained 
from specialists at the Mayo Clinic, as 
well as through my experience as a 
patient and participant in TN support 
groups.”

Bukaty brings to the Board the 
ability to oversee a multifaceted 
manufacturing enterprise involving the 

production of cable controls for lawn 
equipment, tractors and other heavy-
duty farm machinery, plastic injection 
molding products, cases for batteries 
manufactured worldwide and copper 
electrical cabling for medical equipment, 
plus a California plant that assembles 
medical equipment for cancer control. 
His educational background includes 
a BS in engineering from Kansas State 
University and an MBA degree from 
Missouri University.

At age 76, he enjoys very good health 
except for the pain of trigeminal 
neuralgia, which began on the right 
side of his face nine years ago. Although 
he has kept the problem at bay most 
of the time with daily doses of Trileptal 
(commonly used as an antiseizure drug 
as well as for subduing nerve pain) he 
said he has pain today that he did not 
experience two years ago, centered 
mainly in the right jaw. The medicine he 
relies on is also known by the generic 
name oxcarbazapine. 

By Arline Phillips-Han 
Science Reporter

www.fpa-support.org
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While struggling to cope with attacks of pain that 
sometimes break through despite the medicine, he said 
he discovered a few helpful tricks. For example, he found 
that when the pain starts, if he chews gum vigorously for 
10 to 15 minutes, the pain will stop for four to five hours. 
Ironically, the chewing exercise is painful, but it also stops 
the facial pain temporarily.

“Sometimes it hurts to talk,” he said, adding that he was in 
pain during the telephone interview for this article. Yet at 
the same time, he talks optimistically. “I’m still able to do 
many things, and right up to 
my retirement at the end of 
January, I was able to go to 
work every day and handle 
public speaking with no big 
episode of pain.”

Bukaty said one of his 
major goals as a Board 
member is to broaden 
public recognition of 
trigeminal neuralgia, an 
uncommon disease in the 
medical profession. “I’d like 
to see us reach the point 
that when a physician or 
dentist first meets a patient 
complaining of sharp facial 
pains, trigeminal neuralgia 
will be at the top of their 
consideration.”

He said he was especially blessed in his own situation 
beginning nine years ago, thanks to a dentist who 
connected his facial pain symptoms to TN, and referred 
him to a neurologist. The neurologist established the 
diagnosis and prescribed Trileptal, which worked well until 
a year ago when the pain worsened to the point he sought 
medical help at the Mayo Clinic. Physicians at Mayo advised 
increasing his prescription to 1800 milligrams of Trileptal per 
day, spread out in three separate doses. 

“The higher dosage is controlling the pain quite well, but 
this is a contemptuous beast I’m dealing with,” he said. 
“Most medical literature says a person should take no more 

than 2100 milligrams of Trileptal per day, so if this (current 
regimen) doesn’t continue to control the pain, I’ll go back to 
the Mayo Clinic and discuss the idea of surgery.”

Bukaty said he found a great deal of help through meetings 
of a local TN support group, whose former director stepped 
down due to severe facial pain. My wife, Dale, and I stepped 
into the gap and have been holding support group 
programs once every six months. Attendance is generally 
around 30, since few people in the city of Wichita have 
trigeminal neuralgia.

Bukaty said he feels very 
fortunate that none of 
his three grown children 
has been affected by the 
disease. He knows of only 
one family member who 
has been affected. A cousin 
in California suffered severe 
bouts of TN pain for years 
until she recently obtained 
complete pain relief through 
microvascular decompression 
(MVD) surgery at a hospital in 
Los Angeles. In fact, she woke 
up free of pain after the two-
hour operation in March, and 
the benefit has lasted.. 

He looks forward to 
expanded opportunities as 
a TNA-FPA Board member to 

share his experiences in coping with the pain and finding 
medical professionals who can help. This October 4 -6, he 
plans to participate in a TNA National Conference for the 
first time. 

Meanwhile, life is filled with service activities including 
membership on the boards of four charities, a bank, a for-
profit company, a Catholic University, Senior Services and 
the YMCA in Wichita.  

“Bukaty” . . .continued from page 3

“I’m happy to have been 
asked to serve on this 
board. I have a constant 
reminder of the facial 

pain that thousands of people 
suffer with every day, and I may 
be able to help. I can share some 
of the knowledge I’ve gained from 
specialists at the Mayo Clinic, as 
well as through my experience as 
a patient and participant in TN 
support groups.”
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To the list of differences between 
men and women, we can add one 
more: the drug-dose gender gap. 
Doctors and researchers increasingly 
understand that there can be striking 
variations in the way men and 
women respond to drugs, many of 
which are tested almost exclusively 
on males. Early this year, for instance, 
the Food and Drug Administration 
announced that it was cutting in 
half the prescribed dose of Ambien 
for women, who remained drowsy 
for longer than men after taking the 
drug. 

Women have hormonal cycles, smaller 
organs, higher body fat composition 
— all of which are thought to play a 
role in how drugs affect our bodies. 
We also have basic differences in 
gene expression, which can make 
differences in the way we metabolize 

drugs. For example, men metabolize 
caffeine more quickly, while women 
metabolize certain antibiotics and 
anxiety medications more quickly. 
In some cases, drugs work less 
effectively depending on sex; women 
are less responsive to anesthesia and 
ibuprofen for instance. In other cases, 
women are at more risk for adverse — 
even lethal — side effects. 

These differences are particularly 
important for the millions of women 
living with chronic pain. An estimated 
25 percent of Americans experience 
chronic pain, and a disproportionate 
number of them are women. A 
review published in the Journal of 
Pain in 2009 found that women 
faced a substantially greater risk of 
developing pain conditions. They 
are twice as likely to have multiple 
sclerosis, two to three times more 

likely to develop rheumatoid arthritis 
and four times more likely to have 
chronic fatigue syndrome than men. 
As a whole, autoimmune diseases, 
which often include debilitating 
pain, strike women three times more 
frequently than men. 

While hormonal, genetic and even 
environmental factors might influence 
the manifestation and progression 
of autoimmune diseases, we don’t 
yet know the reason for this high 
prevalence in women. 

Pain conditions are a particularly good 
example of the interplay between 
sex (our biological and chromosomal 
differences) and gender (the cultural 
roles and expectations attributed to 
a person). In 2011, the Institute of 
Medicine published a report on the 
public health impact of chronic pain, 

The Gender Gap in PainThe Gender Gap in Pain

By LAURIE EDWARDS

Published: March 16, 2013 

by The New York Times

“Biology” continued  on page 8

http://www.mayoclinic.org/trigeminal-neuralgia/
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called “Relieving Pain in America.” 
It found that not only did women 
appear to suffer more from pain, but 
that women’s reports of pain were 
more likely to be dismissed. 

This is a serious problem, because 
pain is subjective and self-reported, 
and diagnosis and treatment depend 
on the assumption that the person 
reporting symptoms is beyond doubt. 

The oft-cited study “The Girl Who 
Cried Pain: A Bias Against Women 
in the Treatment of Pain” found 
that women were less likely to 
receive aggressive treatment when 
diagnosed, and were more likely 
to have their pain characterized 
as “emotional,” “psychogenic” and 
therefore “not real.” 

Instead of appropriate care for 
physical pain, this can lead to 
treatment for mental health issues 

that might not even exist. The 
situation is further complicated by 
the fact that antidepressants are 
absorbed differently in women and 
vary in effectiveness, depending on 
hormonal cycles. 

The routine attribution of abdominal 
pain from conditions like appendicitis 
or gastrointestinal disease to 
gynecological problems can also 
delay or complicate the diagnostic 
process. A 2008 study published in 
the journal Academic Emergency 
Medicine, designed to gauge gender 
disparities among emergency room 
patients complaining of abdominal 
pain, found that even after adjusting 
for race, class and triage assessment, 
women were still 13 to 25 percent 
less likely than men to receive high-
strength “opioid” pain medication. 
Those who did get opioid pain 
relievers waited an average of 16 
minutes longer to receive them. 

Conditions like fibromyalgia or 
chronic fatigue syndrome, for which 
definitive causes have not been 
identified and concrete diagnostic 
tests are not available, illustrate 
the problems associated with the 
perceived reliability of the female 
patient as narrator of her pain. 
Women are more likely to receive 
diagnoses of many of these more 
nebulous conditions — fibromyalgia, 
which affects about six million 
patients in the United States, is nine 
times more likely to be diagnosed 
in women than in men — and this 
discrepancy surely contributes to the 
widespread skepticism that still exists 
over the legitimacy of these disorders. 

I AM a sufferer of pain and chronic 
disease. Like many, I’ve had physical 
symptoms (in my case, respiratory 
problems and infections) explained 
away as emotional. My freshman year 
in college, I was in the emergency 

“Biology” continued  from page 7
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The Preferred Treatment 
for Trigeminal Neuralgia
Gamma Knife Radiosurgery

Benefits include:
• Long-term pain control
• Immediate return to normal activities

We can help:
• Develop a plan to safely and  

effectively treat your facial pain

Our Nurse Coordinator is here for you:

• call:  800.924.2662
• email:  nurse@sdgkc.com
• search:  www.sdgkc.com   

San Diego Gamma Knife Center
San Diego Gamma Knife Center

SDGK Ad 2013FINAL.indd   1 3/12/13   11:02 AM

•  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

room, flanked by machines and struggling to breathe while 
doctors lobbed questions at me: Why wasn’t I responding 
to the medication the way they expected I would? Was I 
just too anxious? Could I not handle stress, and was that 
making me sick? 

I was 23 before I was given a correct diagnosis of a rare 
genetic lung disease called primary ciliary dyskinesia. I’d 
been sick since birth, but long diagnostic journeys are 
occupational hazards of living with conditions doctors 
don’t often see. Still, my journey was unnecessarily 
protracted by my doctors’ dismissal of my symptoms as 
those of a neurotic young woman. 

For all the medical advances of the past few decades, we 
still know shockingly little about pain and how to control 
it. Sex-based research is a crucial part of understanding 
not just the underlying mechanisms of pain, but the 
most effective ways to treat it for men and women alike. 
The Institute of Medicine report found gaps in research, 
particularly in terms of effective treatments, as well as in the 
oversight of pain research. The report recommended that 
these problems be addressed and that strategies to resolve 
them be implemented by 2015. 

Among those improvements must be a renewed focus on 
discovering why women respond differently to some drugs 
and diseases, as well as an emphasis on training physicians 
to better diagnose and manage women’s pain. A report by 
the Campaign to End Chronic Pain in Women found that 
inadequate physician training in diagnosing and treating 
just six pain disorders that affect women either exclusively 
or predominantly, including fibromyalgia and chronic 
fatigue syndrome, added as much as $80 billion a year to 
America’s health care bills. 

Part of the reason the diagnosis and treatment of women’s 
pain lag so much is simply the pace of medical research 
itself, which is slow to move from publication to clinical 
practice. Unfortunately, if anything, changes in assumptions 
about gender evolve even more slowly. 

Laurie Edwards is the author of the forthcoming 
book “In the Kingdom of the Sick: A Social History of 
Chronic Illness in America” and a writing teacher at 
Northeastern University. 

http://www.sdgkc.com/
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Don’t miss 
this special 
event at the 

TNA National 
Conference!

...benefiting the Facial Pain Research Foundation featuring  

Grammy winning singers, live auction and special prizes.

Saturday Evening 

 have fun and help raise money to find a cure for 

trigeminal neuralgia. 

The  Westin San Diego, 400 West Broadway, San Diego, CA 

Tia Sillers has penned hits for country icons 

like Alan Jackson, Trisha Yearwood and the 

Dixie Chicks, but she’s perhaps best known as 

the Grammy award winning writer of the life-

affirming anthem “I Hope You  Dance,” made 

popular by Lee Ann Womack.

Mark Selby has written more than 10 top-

40 singles and four #1 hits, including the 

Dixie Chicks’ Grammy-winning “There’s Your 

Trouble.” A superb guitarist and dynamic live 

performer, Mark Selby has shared the stage 

with, among others, B.B. King, Jeff Beck and 

John Fogerty

Mike Reid has composed more than 30 top 

ten country and pop hits. He has been the 

recipient of ASCAPS’ “Songwriter of the Year” 

award and the Ronnie Milsap recording of 

“Stranger In My House” earned him a Grammy 

award. 

Brent Maher is one of the most successful and 

critically acclaimed producers and songwriters 

in Nashville.  The Grammy winning producer 

has co-written hits including “Why Not Me” 

(The Judds), “Lesson in Leavin’” (Dottie West, 

Jo Dee Messina) and “Some Kind of Trouble” 

(Tanya Tucker).

Reveling-Panel-V05.indd   1

6/24/13   9:34 AM
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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. Dennis is Director of the Orofacial Pain Center 
in Jacksonville, FL.

Q. Why did you become involved in treating pain patients? 

A. I practiced general dentistry in Jacksonville for many 
years. In 1995, I injured my neck in a MVA and lost the fine 
motor ability in my right hand. Around that same time, 
my sister was diagnosed as a migraine patient with severe 
atypical type neuralgia pain in her face.

As most unusual facial pain patients do, she was having 
great difficulty finding proper treatment. While trying to 
assist her in finding relief, I became interested in Orofacial 
Pain Management during a lecture at our state dental 
meeting. I sold my practice and moved to Kentucky 
to attend the Orofacial Pain Management program at 
The University of Kentucky. I completed their fellowship 
program, through the College of Dentistry. At that time, the 
program was one of three in the country. Currently there 
are five programs.

In 2003, I returned to Jacksonville and opened The Orofacial 
Pain Center. At the Center, I diagnose and treat all types 
of facial pain. Not only do I treat patients with typical and 
atypical Trigeminal Neuralgia, but also see patients with 
headaches, TMJ disorders, neck pain, tumors and any pain 
from the shoulders up. 

Q. When a patient comes to you with facial pain, how can 
you tell whether it is Trigeminal Neuralgia or TMJ?

A. Since the trigeminal nerve innervates both the 
temporomandibular joint and the face, this can be very 
difficult. A good, thorough exam and diagnosis is the key. 
First, I have patients complete a lengthy health history, 
describing the type of pain they are experiencing, the 
location of their pain, what treatment has been tried for 
their pain and which of these treatments decreased  
their pain. 

A few key statements and actions usually point me in one 
direction or the other. Generally TMJ patients will have 
limited opening, noises in their temporomandibular joints 
on opening, bite discrepancies and facial changes. When 
asked to “show me their pain”, patients will generally rub 
the area with their hands. Advil or Aleve might have also 
helped decrease their pain and this pain will wake them 
from sleep. 

In a neuralgia patient, they can have limited movement 
of their jaws, but the temporomandibular joints will move 
smoothly, they usually don’t have temporomandibular 
joint noises on jaw movement and their face and bite 
will appear normal. When asked to “show me their pain”, 
patients will almost always point to the area and not 

“Dennis” continued  on page 12

http://www.tna-support.org
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actually touch the area. This pain generally does not wake 
them from sleep unless they inadvertently touch their face 
during sleep and NSAIDS almost never help decrease  
the pain. 

If I am the least bit suspicious of temporomandibular joint 
damage, I will always order a temporomandibular joint 
specific MRI. Temporomandibular joint damage can ONLY 
be diagnosed by MRI. In my 
scan protocol, I have the 
technician take several slices of 
the brain and soft tissues of the 
face to rule out any kind  
of tumor. 

If there is damage in the 
temporomandibular joints 
and I want to further confirm 
my diagnosis, I will use local 
anesthetic to numb the joint. 
If the pain is decreased, this 
confirms the diagnosis of the 
temporomandibular joint as 
the cause of pain. Damage to 
the temporomandibular joints 
can be corrected surgically. 
I am very suspicious that a 
lot of atypical TN patients 
are actually undiagnosed 
temporomandibular damage 
patients. 

If I am not suspicious of 
temporomandibular joint damage, I always order a brain 
scan. My first typical TN patient at The Orofacial Pain Center 
actually had TN from a meningioma pressing on the 
trigeminal nerve.

Other things I inquire about are a history of previous trauma, 
including surgical trauma, previous use of a biteguard and 
previous dental work.

Q. What confuses doctors most with these symptoms?

A. It becomes extremely confusing if there is not an MRI 
to rule in or rule out temporomandibular joint damage or 

a physician is not educated to 
interpret the radiology report. 
Without an MRI, there is not 
a definitive diagnosis, only a 
guess as to what is wrong with 
the joint. One thing that can 
be difficult is when the patient 
has both true joint damage and 
specific signs of neuropathic 
pain. This then becomes a 
decision as to which pain to 
treat first. Again, I rely on local 
anesthetic and my knowledge 
from over 15 years of treating 
this unusual pain to assist in 
diagnosing and treating this 
patient.

Q. When the pain is relieved 
with medication, should you 
back off at some point and 
eliminate the medication 
or keep a low dose in your 
system?

This is a tough question and I don’t believe there is one 
answer. I tend to let the patient partner in making this 
decision. I have done it both ways. My neuropathic patients 
are generally atypical, so their pain comes from a damaged 

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. 

“Dennis” continued  from page 11

tna-support.org
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nerve, not so much an overactive nerve. The nerves that 
have been damaged generally don’t spontaneously heal 
and stop hurting. I am happy to help people discontinue 
their medications at any point in treatment. One of two 
things will happen. The patient will be ok and can just 
be watchful for day to day changes. The other situation 
is the pain will return and they will know they need the 
medication and how much better their life is with the 
medication. If this happens, it usually gives the patient 
peace of mind about their need to take their medications. 

Q. For most patients there is no pain while they are asleep, 
why does this happen?

A. I don’t think anyone really knows. There are theories that 
while sleeping, the input to the brain is decreased along 
with the stimulation to the trigeminal nerve. Another theory 
is getting up in the morning changes your blood pressure. 
For a lot of facial pain patients, even a relatively small 
change in their blood pressure is enough to bring on  
the pain.

Q. If you are a patient with neuropathic facial pain, what 
treatments would you avoid doing and why? 

A. I always tell patients to avoid unnecessary dental work 
and unnecessary facial surgery as both are stimulating to 
the trigeminal nerve and may cause an increase in pain. 

I STRONGLY encourage patients to keep up a normal dental 
cleaning and x-ray schedule. All dental work should be kept 
to a minimum. If you are a regular patient, cavities can be 
found when small and treated with the least amount of 
stimulation possible. I also encourage patients to only have 
extensive dental work, like root canal therapy or extractions, 
if the dentist can point to the problem on an x-ray and 
assure the patient the tooth is the problem. Confirming this 
with local anesthetic can also be helpful. 

Please get the book”Striking Back”. It is THE most 
helpful piece of literature I am aware of to help 
explain neuropathic pain, medications and 
treatments. 

“Tic Talk” . . .continued on page 14

For more than two decades, Dr. Stechison has treated thousands of  
patients in both academic and private practice.

He offers all of the modalities of surgical treatments and interventions 
including microvascular decompression of the trigeminal, facial and 
glossopharyngeal-vagal nerves.

Dr. Stechison’s Philosophy:
“We stress the important step of spending the necessary time to get a  
detailed history and exam to make an accurate diagnosis of the type of  
facial pain the patient is suffering with. This allows us to match them with 
their best treatment. We are pleased when someone is medically healthy and 
a suitable candidate for microvascular decopression owing to the excellent 
long term results that can be achieved with this procedure. If appropriate 
for the situation, we also offer percutaneous retrogasserian procedures and 
stereotactic radiosurgery.”

Michael T. Stechison, MD, Ph.D, F.R.C.S.(C), FACS
Medical Director, The Brain and Spine Institute at Gwinnett Medical Center

For more information, visit  
thebrainandspineinstitute.com.

http://www.thebrainandspineinstitute.com/
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The Second Annual Matt Redwine – TNA Charitable 
Golf Tournament was held May 11th at The Eagles Golf 
Club in Tampa, FL. The tournament, now an annual 
event, is organized by Gary Redwine in honor of his 
son Matt, a TN patient, to raise funds for The Facial Pain 
Association. Gary is CEO of RAMS, Inc. and a member of 
TNA’s Board of Directors. This year’s tournament was a 
huge success, with over a 150 players and 15 sponsors 
raising $33,000 for the association. Can’t wait to see 
what Gary does next year!

Thank you to the 
TOURNAMENT SPONSORS
• Down to Earth
• RAMS, Inc.
• Rinovet
• Champion Electrical Contracting Inc.
• Mike & Monica Petrucci
• Andy Norstrum (NORCO)
• Rocke McLean & Sbar PA
• Southeast Personnel Leasing Inc. 
• Steven Nesbitt (The Slugg)
• CaddyVision Network 
• World of Beer
• Matt Flemister
• Solar & Security Window Tinting Inc.
• Dalane Machine Inc. 
• Steve Perry – AFLAC 

The Second Annual Matt Redwine 

Gary and Madeline Redwine present a check 
for $33,000 to John Koff, CEO of The Facial Pain 
Association.

Amy and Matt Redwine on the golf course
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TOURNAMENT SPONSORS

TNA Charitable Golf Tournament

Board of Directors
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Dr. Marshall Devor of the Hebrew 
University of Jerusalem is principal 
investigator for the Facial Pain 
Research Foundation’s first 
international research project to 
find a cure for trigeminal neuralgia. 
The project is entitled “In Search of 
A Cure ... Finding The Genes That 

Predispose to Trigeminal Neuralgia.” It is based on the 
concept, first enunciated by Dr. Douglas Anderson, a 
foundation trustee and director of research programs, 
that there is a likely genetic basis for trigeminal 
neuralgia. Dr. Anderson had noticed that the anatomy of 
compressed nerves and lesions that is a likely cause of 
trigeminal neuralgia was seen in many people but only a 
few had trigeminal neuralgia. 

Professor Devor is an award-winning scientist who has 
had a long and significant career in pain research and 
has contributed considerably to our understanding of 
the neurobiological basis of neuropathic pain. He is a 
laboratory head and former chairman of the Department 
of Cell and Developmental Biology at the Institute of Life 
Sciences at Hebrew University. He is also a founder of the 
University’s Center for Research on Pain. His undergraduate 
and graduate work was done at Princeton University and 
the Massachusetts Institute of Technology.

Dr. Joanna Zakrzewska of London, England, the Facial Pain 
Research Foundation’s international research coordinator, 
contacted Dr. Devor to prepare a research proposal for 
the project, which was approved by the foundation. 
Dr. Devor is leading the research project, whose other 
principal investigators are Dr. Kim Burchiel, Chairman of the 

Department of Neurological Surgery at the Oregon Health 
and Science University in Portland, Oregon, and Dr. Ze’ev 
Seltzer, Professor of Genetics at The University of Toronto.

Dr. Devor, 64, a native of Toronto, Canada, was one of seven 
winners of the 2012 EMET Prize for Art, Science and Culture, 
an annual honor given to Israeli citizens for “academic and 
professional achievements that have far-reaching influence 
and make a significant contribution to society.” He split a $1 
million prize with the other winners.

Mervyn Rothstein, a retired editor and writer at The 
New York Times who has trigeminal neuralgia, spoke by 
phone from New York City to Jerusalem, Israel with Dr. 
Devor about the professor’s research goals. What follows 
is an edited version of their conversation. What is the 
importance of this study, and what potential is there 
for having an impact on the study of other diseases 
and possible cures?

Classic trigeminal neuralgia is a terrible enough condition 
in its own right. Although there are treatments, I think that 
the first group this could help is people who’ve got the 
condition, and either the treatments haven’t worked for 
them very well or the treatments that are available, the 
drug treatments in particular, make them foggy-headed 
and not able to perform. Side effects can be fairly severe 
sometimes. So there’s that group of people who need 
help. But I think it goes a lot beyond that, and this is what 
interests me the most.

Trigeminal neuralgia is one of a much larger class of 
pains that are called neuropathic pains. These pains are 
paradoxical from the beginning – the whole family of 

Distinguished  
New York Times 
Journalist  
Mervyn Rothstein 
Interviews Famous Pain 
Researcher,  
Dr. Marshall Devor

Mervyn Rothstein
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them. We don’t really understand what’s going on with 
them. And I believe there are many things in common 
in the underlying mechanisms of all these neuropathic 
pain conditions. Classic trigeminal neuralgia has certain 
features about it that make it an excellent place to search 
for mechanisms. That’s why I think the importance of this 
particular genetic study goes beyond just understanding 
classic trigeminal neuralgia, even though that’s a good 
enough reason. I think it has much more importance in 
understanding the underlying science, which can help not 
only trigeminal neuralgia patients, but maybe an awful lot 
of other facial pain patients, and patients with other kinds 
of pains as well.

How are you going about doing this research, with its 
focus on DNA?

We have good reasons to believe that there’s something 
special in the DNA in people who have trigeminal neuralgia 
pain compared to those who don’t. It turns out – and this 
is something we’ve actually known for a long time, but 
it’s become more and more clear as the years have gone 
by – that an awful lot of people have the pathology, the 
nerve injury, that is characteristic of trigeminal neuralgia. 
But of those people, a very small fraction actually have 
the pain. We don’t really know 
what the difference is, why a lot 
of people have the injury, but 
very few of the people with the 
injury have the pain. But we have 
good reason to believe that the 
difference might be genetic.

So the idea is to look at the 
genes of people who have the 
pain and make a comparison to 
people who don’t have the pain, 
in the hope that we detect some 
consistent difference – that is, a 
genetic difference that’s common 
to a lot of the people with the 
pain and isn’t present, or is rarely 
present, in people without the 
pain. That will point to the genes 
involved, and the genes involved 
will, we hope, point to the neural 
mechanism.

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

I began in neuroscience not studying pain but studying 
pleasure centers in the brain. You may have heard that 
if you stimulate certain places in the brain a pleasurable 
sensation is created. We know that from animals, and 
it’s been tested in people as well. From there, I went on 
to motivated behavior, behavior that we do because it’s 
pleasurable – feeding, drinking, sexual behavior.

My doctorate was on the sense of smell, and pheromones 
in animals – smells that turn animals on sexually. At the 
end of my Ph.D. studies I decided that I very much wanted 
to continue working on something that had to do with 
juicy, emotional things that have an element of good and 
bad. But I didn’t want to continue with the sense of smell, 
despite its obvious importance for animals. There may be 
some hidden importance for humans, but I think it’s fairly 
minor.

I wanted to find something that involves “affect”, that has 
an emotional texture to it, but that has more relevance to 
the human condition. I looked around and decided that 
pain is probably the best of those. There are some others 
– addiction is a condition that’s related. But I chose to go 
into pain because there’s such an urgent clinical need. And 
it struck me for a variety of reasons that we could make 

more progress on this one than 
on others.

Some research reviewers 
believe that people of your 
professional stature should be 
researching cures for diseases 
that cause death, like heart 
disease or cancer. How do you 
respond to such thinking?

First, I’ll take that as a compliment 
– “people of my stature.” Death 
is certainly something that 
we don’t want to happen. But 
it’s something that’s going to 
happen anyway, and the best we 
can do is sort of push it off. The 
major diseases that kill people – 
cardiovascular and cancer – have 
received an enormous [research] 
investment. The war on cancer’s 
been going on for many decades, 
extremely well-funded, and led 
by the best brains in the world.
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It’s true that not a lot of people die of pain. Some do. 
Suicide happens, if not that infrequently. But an awful lot 
of people die in pain, including people with cardiovascular 
disease and almost everybody who eventually dies of 
cancer. And a much larger number of people live in pain. 
So I think it’s critical, as in every other part of our lives, to 
be thinking not only of how many years you can chalk up 
but the quality of your life while you’re living those years. 
And I think that’s where the urgency and the essential 
interest in pain lies. I personally would be willing to trade 
some number of years at the end for better quality of life 
earlier on, especially if I’m suffering pain. And my guess is 
that most people would be willing and happy to make that 
trade.

Some trigeminal neuralgia patients are fearful that 
we may never find a cure, and are fearful to try risky 
surgeries. What encouraging words do you have for 
those people?

As you know, there are treatments that are not surgical. 
They’re not as good, and they have side effects. With 
trigeminal neuralgia – although it’s considered one of the 
worst of the chronic pain states – unlike with a lot of other 
chronic pain states, at least there’s something that can be 
done. But even if this research does not come up with a 
cure within the life span of people who are now suffering 
from trigeminal neuralgia – which is possible, as we have 

no guarantees – I think there’s a way in which people with 
trigeminal neuralgia will benefit. There is something they 
can take home just by knowing that this research is being 
carried out, that can be valuable for them, and for their 
lives.

One of the things that often happens with chronic pains 
is that people are stigmatized, by their friends, by their 
employers and by society in general, “I don’t see anything 
wrong with you, why are you complaining so much that 
your face hurts? Your face looks OK to me.” There’s an 
implication – not just with trigeminal neuralgia, but also 
with many other chronic pains – that you’re lying, you’re 
exaggerating, you’re trying to cheat the system, you’re 
trying to get out of doing your work, you’re trying to get 
somebody else to do the dishes. There’s a stigma placed on 
people, which of course is extremely unfair.

There is comfort if somebody knows that this is not their 
fault. That it’s not because they have a weak personality. 
It’s not because they’re unable to face life the way other 
people are able to face life. It’s just the bad luck of the 
genetic draw. Just knowing this can help. We make a lot 
of choices in life but we don’t choose our parents and we 
don’t choose the combination of genes we’ve inherited. So 
the simple knowledge that it’s not your fault – I think that in 
itself can help.

“Dr. Devor” . . .continued from page 19

Dr. Devor in the laboratory
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How did the development of this research project 
come about, and what motivated you to take on the 
leadership role?

Well, I was invited to take on the leadership role, but I can 
tell you how I got into the subject. It happened very early 
in the game. When I first decided that I wanted to study 
pain, I came to the person who was probably the leader of 
the field at the time. He’s no longer with us, Patrick Wall, a 
brilliant, very creative guy. One of the first things I learned 
about pain – I knew very little about it up until then – is 
that pain is incredibly variable 
from person to person. Pain 
varies even when you’re 
talking about the same 
nerve injury – let’s say an 
amputation, where you know 
exactly where the level of the 
amputation is, and you know 
that the nerves were injured 
basically identically from one 
person to another. There’s 
incredible variety, where 
some people have severe 
chronic pain and others have 
no persistent pain at all for 
the same injury. Pat himself 
was very interested in that 
and had done a research 
project on amputees from 
the 1973 Israeli-Arab war.

So the subject of variability came up, and we talked about 
why that might be, and we decided it might be possible 
to ask the question, could this be genetic? So one of my 
first studies after leaving graduate school and coming to 
live in Israel was to compare animals that had a lot of pain 
behavior against those with little. In the same way that 
people have a lot of variety, animals do too. We chose rats 
that had a lot of pain and other rats that had very little 
pain. And then we just bred them together and looked 
at the offspring. And after three or four generations of 
selective breeding it turned out that all the babies from 
parents suffering from pain had pain. And all of the ones 
that were bred from parents that had no pain, they had 
no pain. This clearly showed that there is a genetic signal. 
We proceeded along that line to work out more and more 
about what genetics might be doing - what is the basis for 
the variability.

I think that in trigeminal neuralgia there probably is 
an important genetic basis, but I think that’s probably 
true of all the neuropathic pains. The trouble with most 
neuropathic pains is that if you have an amputation, for 
example, the chances of having severe pain are maybe 30 
percent - a third of the people have it, a third of the people 
have less pain and a third of the people have no pain or 
very little pain. Finding genes in that situation is difficult.

It’s much easier to find genes [as with trigeminal neuralgia] 
when a very small percentage of the people with the 

injury have the pain, because 
there’s something that really 
stands out with them. And 
the hope is that we’ll be able 
to find it.

In addition to studying rats 
and mice, we have some 
data from humans – from 
women who underwent 
mastectomy, breast removal 
because of cancer, which also 
causes neuropathic pain in 
a fair fraction of the women. 
After finding a gene that is 
relevant to amputation, to 
nerve-injury pain in mice, 
we tested whether this gene 
might be relevant to women 
who have chest pain after 

mastectomy. And it turns out that it is. That’s work I did 
with Ze’ev Seltzer, who’s my friend and genetics partner 
on this project. He continues to be interested in post-
mastectomy pain in women, and even more so in post- leg 
amputation phantom limb pain. He’s in addition agreed 
to take on a guidance role in the genetics part of the 
trigeminal neuralgia project.

The Facial Pain Research Foundation is relatively new 
and very different. Why have you gotten involved 
with this organization rather than a research 
organization that is more established?

The reason I got into it is there was a conference a year 
ago in Miami, funded by the International Association for 
the Study of Pain, the biggest international organization 
in the pain field. They funded the first-ever conference 
on pain genetics. I was asked to give one of the opening 
speeches. As part of my comments, I mentioned that 

“Dr. Devor” . . .continued on page 22
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trigeminal neuralgia is in my opinion an excellent venue 
for studying pain genetics, and that this has never been 
done. Joanna Zakrzewska [of the Facial Pain Research 
Foundation] was in the audience. She picked up on 
that, brought it to the foundation, got back to me and 
asked me specifically if I would be willing to organize, 
to put together a plan for a specific project on genes 
that predispose to trigeminal neuralgia. That’s how it all 
began.

After you find out about the “gene” or “genes,” the 
DNA, what happens next? Do you visualize people 
taking a pill or a shot or do you visualize invasive 
surgery?

There’s a long way to go between identifying the 
gene or a couple of genes and an actual treatment. 
But how long is really something that’s impossible to 
predict. It depends completely on what the gene is and 
whether it fits into our notions of how pain works. If 
it’s something we know about, it could be that a new 
treatment proposal will come fairly quickly. But maybe 
it’s something that’s totally different. A gene that we 
never before realized had anything to do with pain. That 
might actually be the biggest advance, because it could 
open entirely new chapters in our understanding of 
pain. But it would probably put the treatment off a little 
bit longer.

I should add that from having a drug candidate to 
having a drug on the market that people can go into 
the drugstore and buy often takes an awfully long time 
in itself. So I think it’s unrealistic to be expecting a new 
treatment in the short term, unless there’s a drug that’s 
already available, and being used for something else, 
that could also be helpful for face pain. That’s of course 
how we got the best drugs we have now for trigeminal 
neuralgia. People still use Tegretol as the No. 1 treatment 
for trigeminal neuralgia, and Tegretol was not developed 
for treating trigeminal neuralgia. It was developed 
as an anti-epileptic drug and it just happened to be 
really good for trigeminal neuralgia. So maybe there’s 
some drug from psychiatry or from cardiovascular 
disease, from some other direction, that acts on the 
same receptor or the same biological mechanism as 
trigeminal neuralgia, and is just sitting there waiting 
for somebody to try. There are so few people in the 
world with trigeminal neuralgia that to find one who 

happened by chance to take a drug that was meant for 
some totally different disease, and hope he would have 
noticed that this also helped his trigeminal neuralgia, 
may be too much to ask.

So there is room for optimism, but I wouldn’t go 
overboard on that.

Supposing your theory and project is proven 
successful. What implications or lessons will this 
work provide for other researchers?

For one thing, it would encourage people to do more 
work on the genetics of diseases in general. For the very 
rare Mendelian conditions, conditions that are caused 
by a single DNA mutation that has a very powerful 
effect [Cystic Fibrosis, Tay-Sachs disease], it was quite 
easy to find what the gene is. In many cases, when the 
gene was discovered, people understood why that 
gene would cause that disease. When it comes to more 
common and more widespread diseases, like migraine, 
schizophrenia, Parkinson’s, things of this sort, it’s been 
harder going. It turns out that sometimes there are 
many genes that contribute, each one contributing only 
a little bit.

I wouldn’t say things are getting pessimistic, because 
progress is being made, but the projects that find genes 
that are really interesting turn out to be very large 
and very expensive. I personally think that trigeminal 
neuralgia may be an exception, for the reasons I’ve 
already mentioned. So if we succeed it might encourage 
people to look for other exceptions of that sort, other 
opportunities. We’re not expecting a Mendelian gene, 
where if you’ve got it, your kids have it – but there may 
be other circumstance where one can make quicker and 
less expensive progress toward the cause of disease. 
Success would probably encourage the field of medical 
genetics in general. Certainly it would encourage pain 
genetics, which is still in its infancy. As I mentioned, it’s 
only a year ago that the very first conference on this 
subject was held. 

More information about research 
to find a cure can be found at  
www.facingfacialpain.org

“Dr. Devor” . . .continued from page 21

www.facingfacialpain.org
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In the Face of Pain,  
Turn to Incision-Free 
Gamma Knife®

17200 St. Luke’s Way  |   The Woodlands, TX 77384   |   StLukesWoodlands.com   |        /StLukesTheWoodlandsHospital   |        @StLukes_SLWH

For cutting-edge treatment of Trigeminal Neuralgia, or neurologic  

facial pain, St. Luke’s The Woodlands Hospital offers Gamma Knife®  

radiosurgery. This technologically advanced and non-invasive 

neurosurgical treatment is ideal for Trigeminal Neuralgia 

patients suffering pain or difficulty with pain relief 

medications and requires no anesthesia and no incisions. 

And it’s so effective that according to the Facial Pain  

Association, up to 90 percent of patients who have 

undergone treatment experience improvement in pain.*  

St. Luke’s The Woodlands Hospital is proud  

to be the first to bring Gamma Knife®  

technology to the North Houston and  

Montgomery County communities.

Top quality medical care, close to home.  
For more information, call 936-266-2872.  

*www.tna-support.org

Complimentary valet parking available Monday - Friday, 8 a.m. to 5 p.m.

http://www.stlukeswoodlands.com
https://www.facebook.com/StLukesTheWoodlandsHospital
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In Memory Of:

Genevieve Boyle 
 Gerald & Janet Boyd

Juba A. Bruce 
 Mr. and Mrs. Braccialargh 
 Ellen Bruce 
 Children’s Therapy Srv, Inc 
 Nancy Liberti

 Cheryl O’Connor 
 Jane Sauter

Delores Crook 
 Cyndi Haughey

Angela DuBais 
 Marianne Thompson 
 Marjorie M. Tongue

Judith McMahon Feagin 
 Maureen Muck 

Gloria Goerish 
 Ethel Christianson 
 Bev Goerish 
 Byron Hoist 
 Ardella Shannon 
 TNA Staff

Chuck Grace 
 Mary Ann Grace

Anne Healy 
 Leona Seastrum

Gladys Hess 
 Carolyn Bachman

Harriet Kravetz 
 Anita Chakin

Ida A. Marschner 
 Mr. and Mrs. F. Lewis Mann

Sam Ofgang 
 Roslyn Ofgang

Harvey Packer 
 Richard Gerber

Robert E. Rappaport 
 Barbara Rappaport

Tom & Pat Reese 
 Bob & Olga Gerken

Betty Rutledge 
 Dora Stumpfig

Douglas Tongue 
 Paul Tongue

Brain Tucker 
 Nancy B. Tucker

James T. White 
 Nancy White

In Honor Of 
All Face Pain Suffers 
 Catherine Robinson 
 Cecila Stachura

Kenneth Casey, MD 
 Jan Kameros

Ingrid Gavrilovic 
 Marjorie M. Tongue

Jordan Grabel, MD 
 Dr. Peter M. Fallon

Tim Guith 
 John & Fran Parkinson

Peter J. Jannetta, MD 
 Jan Kameros 

Mary Kelly, D.O. 
 Jessica Vlack

Sam Kravitz 
 Anita Chakin

Everard K. Pinneo 
 Brook Roulette

Susan Raphaelson’s Birthday 
 Gloria Clayman 
 Myrna Feinbloom 
 Sandra Fox 
 Felice Gordon 
 Carol Leifer 
 Marlies Leifer 
 Arlene Richter 
 Susan Weinstein

Matt Redwine 
 Chenenna Scott

Kevin & Brenda Schroeder 
 Sherry Schroeder

Jim Weckesser 
 Fayne Daniels

Xiuzhi Zhu 
 Evelyn Jiang

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 between March 1, 2013 and May 31, 2013.

Our deepest condolences to the family of Gloria Dean Goerish, 
SGL/TSC in Clear Lake, IA on her passing on May 5th.

right: Jerry and Gloria at the 2010 TNA National Conference                                                                
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March 2013
Sondra Bergey
Gail Clark
Sylva Eichel
Mariellen Esler
Cheryl Flynn
Maria Glenn
Kenneth Harvey
Marleen  Karns
Josie Katz
Edmond Kiely
Barbara Rappaport
Penny Rudd
Zulma C. Stevenson
Cheryl Utegg
Eloise Wickham

April 2013
Joseph Barsugli
Nancy C. Bryant
Judith Chodil
Brenda Cody
Margaret Deslauriers
Nancy Dillon
Linda & Jack Drucker
Kathleen Ferraro
Nicole Finch
Thomas Hake
Cheryl Handren
Terry Hanke, DDS
Grace Harrison
Linda Hochstein
Doris Hoffman
Connie McMurray
Dan Neel
Terri Neuner
Cynthia Okeson
Lorie Olsen
Deborah Pell Dunning
Susan Peterson
Susanne Prine

Kathleen Warren
Christopher Wysocki
Chellis Ying

May 2013 
Marian Aldridge
Elaine Asher
Julie Boxley
Anne Ciemnecki
Karen Dooley
Denise Doucette
Linda Evans
Avis Frick
Joanne Joynt
Diane Logan
Lindsey Maxfield
Deborah McCormick
William McGehee
Esther Penfold
Jordan Phillips
Gayle Pyfrom
Leonard Ramroop
W. Brooke Roulette
Ralph Savage
Diane Simon
Ina T. Slutsky
Jack B. Soodhalter
King S. Tang
Jennifer Taylor
Betty Tolles
Lowell B. Weiner
Dennis Wenger
Laura Whitaker

Lifetime 2013
Claude and Jean Aldridge
Linda Lee Alter
Gwen Asplundh
Denise Ayers
Millard Battles III
Susan Berrodin

Jeffrey Bodington
John Boettner
John Bogle
Jeffrey Brown
Karen Burris
Ken Casey
Nell Channell
Brent Clyde
Allan Cohen
Meredith Collins
Douglas and Joy T. Daugherty
Janis Eisel
Dorothy Erwin
Virginia Frazier
Steven Giannotta
Mary Glynn
Denise Gorman
Ron Greiser
Henry Gremillion
Suzanne Grenell
Betty Hare
Peter Jannetta
Dana Langerman
Nancy Montag
Franklin Naivar
Brenda Petruska
Patti Jo M. Phillips
Gayathri Rao
Gary Redwine
Aaron P. Running
K Singh Sahni
Philip Sine
Ronald Streich
Patty Sublett
Lori Sunderland-Klassen
Julie Thomas
Tom and Susie Wasdin
Christy West
Karen Wilson
Cheryl Wruk

TNA Membership 
The following individuals joined or renewed their TNA membership

between March 1, 2013 and May 31, 2013
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On May 11th TNA held its third Trigeminal Neuralgia 
Symposium in Richmond, VA. This regional conference 
was attended by over 125 facial pain patients and was 
sponsored by the CJW Medical Center. Dr. K. Singh 
Sahni was the Course Director and conference host.
Presenters included many of the nations leading experts 
in neuropathic facial pain including trigeminal neuralgia.  
Some of the topics discussed were 

•  How to Differentiate TN from other Cranial & Facial Pain 
Syndromes

•  MRI: What are they looking for?

•  How Trigeminal Neuralgia is treated in Europe

In addition guests were invited to tour the Gamma Knife 
Facility at the Johnson-Willis Neuroscience Center. TN 
Conferences serve as a vital resource for patients seeking 
the knowledge to make informed medical decisions. 
Nearly 80% of conference attendees who were surveyed 
indicated that information received at the conference will 
change the way they are currently managing their facial 
pain.  

TNA Conferences are made possible with the support 
of sponsors like CJW Medical Center and medical 
professionals such as Dr. K. Singh Sahni. Special thanks 
to the CJW staff for their assistance preparing for the 
conference. Likewise, to the Mid-Virginia support group 
for their help and hospitality.

Greater Tampa Bay Support Group Hosts 
“Success Stories” Event

Virginia Conference

Jeff Bodington: Board Chairman, John Koff: CEO, Cindy Ezell: Patient Services

Thank you to all who participated in the 

Current TNA staffer and long time SGL, Ron Irons, visits 
with Dr. Sahni
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“Vision” . . .continued on page 28

Care for the eye might require:

•  Moisturizing drops for day

•  Eye Lubricant/Ointment at night time

•  Magnifying mirror for close up view of eye

•  Small flashlight to view eye

•  Beam held horizontal across lashes will 
illuminate hard to see debris among lashes

•  Disposable contact lens if contacts can be 
worn at all

•  Avoiding shampoo or lotion in eye

Special care when applying eye make-up:

•  Be careful when using eye make-up brushes

•  Face cleansing brushes

•  Preferably do not use eyelash curler-may pinch 
eyelid

•  Preferably do not use pencil eyeliner-pencil 
might scratch eye 

Check for debris often throughout day, 
especially if outdoors. Use moisturizing eye 
drops to rinse debris from eye. Wear protective 
eye covering when in sandy or windy areas.

Visit your eye doctor regularly!

Vision for the Future

No question that vision is very important to us, but most people take it for granted.  
Not so much when your eye has no sensation. Many of us have incurred damage 
to the trigeminal nerve that makes the eye lose sensation, tears, etc., so taking 
special care of the eye becomes necessary in order to preserve vision. This care can 
sometimes become tricky, so take heed with special precautions. 

TIC TALK
By Cindy Ezell 
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“Vision” . . .continued from page 27

Note of Caution: from fellow TN Veteran 
Regi Cook. One morning I got up and went 
into the bathroom. I picked up the eye drop 
bottle that was always beside my sink... placed 
2 drops into my eye and noticed they did not 
smell like eye drops, but had an acidic smell. 
The bottle that I had picked up was exactly 
the same as the eye drop bottle, but it was a 
nail fungus solution 
that my husband had 
placed by the sink 
thinking it was my eye 
drops. I immediately 
flushed the eye and 
went to the doctor.

Needless to say, the 
eye I have so carefully 
cared for 14 years is 
possibly destroyed. The 
burns are so deep and 
penetrating that we 
have to wait and see. 
I could see nothing at 
all out of that eye but 
a big blob of nothing. 
The eye doctor had 
never seen someone 
with such extensive 
eye damage just sit 
in his office and said 
he had never had an 
Anesthesia Dolorosa 
patient before. I guess 
it was a blessing and a 
curse at the same time.

The nerves are all reacting to the damage in 
the eye. Even though I have no feeling in the 
eye, the face is burning and screaming like it 
never has before. I find this very interesting and 
I just sit back and think about how and why. I 
understand the nerve fibers are still intact but I 
guess the pain is rerouted some way. 

Regi subsequently saw a cornea specialist, 
who placed a special contact lens over 
the damaged eye and her vision improved 
immediately. This special lens allowed the 
cornea to heal. After two weeks the lens was 
removed and the cornea is now healing. 
Regi will keep us informed about her 
progress. 

Regi’s advice 
to you: 

•  Be careful with 
the bottles 
you have on 
your sink. Just 
because it 
looks like an 
eye drop bottle 
does not mean 
it is. The bottles 
matched 
exactly. The 
doctor even 
picked up the 
wrong one 
when I placed 
both on his 
counter!!

•  If you have 
any issue with 
your cornea 
see a cornea 
specialist.

Pearls of 
Wisdom: 

Regi now uses “single use” individual eye 
drops with no preservatives. They can also 
be carried in your pocket or purse. 



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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•  Radiosurgery Center of Excellence 
in Denver Colorado

•  Non-Invasive & Painless Treatment 
for Trigeminal Neuralgia Facial Pain

•  Image Guided Robotic CyberKnife 
technology

•  Board Certified Fellowship trained 
Radiation Oncology and Medical 
Physics team

•  Close to 5,000 Stereotactic 
Radiosurgery (SRS) cases dating 
10.5 years to the 7th CyberKnife 
program in the world

•  Radiation Oncologists, Medical 
Physicists, Certified Medical 
Dosimetrist, and Radiation 
Therapists bring collective 
experience of 10 CyberKnife 
programs including from Stanford 
University (1st program where 
technology was invented) 

www.ColoradoCyberKnife.com

303-926-9800

Cutting Edge Compassionate Care

20 minutes from Denver International Airport

Creekside-CO-Cyberknife-full-pg-V02.indd   1 6/19/13   9:18 PM


