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Some of you may have 
read that the American 
Pain Foundation closed 
its doors in May. It 
did so in advance 
of a Senate inquiry 
into the relationship 
between opioid 
manufacturers and 

non-profit health care organizations.  In its final website 
posting, the Foundation said that it was closing its doors 
due to irreparable economic circumstances. Elsewhere, 
it was reported that the Foundation received 95% of its 
annual $5 million funding from the drug and medical 
device industry. It was also reported that the targets of 
the Senate inquiry, led by Senator Max Baucus, are Purdue 
Pharma, Endo Pharmaceutical, and Johnson & Johnson, 
as well as five nonprofit groups, including the American 
Pain Foundation, that support pain patients, doctors or 
research. In a letter to the American Pain Foundation 
dated May 8, 2012, Senators Baucus and Grassley 
referred to a report by ProPublica that the American Pain 
Foundation was misleading patients about the use of 
opioids by playing down their risks and exaggerating their 
benefits.

In light of these events, I would like to reassure our 
patients that neither The Facial Pain Association nor the 
Facial Pain Research Foundation is a target of the Senate 
investigation and that we are not dependent on any drug 

or medical device company for our income. Although we 
welcome contributions from such companies to support 
our programs, our financial support comes predominantly 
from patients and family foundations and from the 
income we derive from our membership, publishing and 
conference programs. Accordingly, despite bad economic 
times, we do not face the same risk that closed the doors 
of the American Pain Foundation.  

The use of opioids is controversial in the treatment 
of chronic pain, as the instigation of a Senate inquiry 
suggests. The use of opioids in treating facial pain is a 
subset of that controversy, with many doctors advocating 
against its use despite the claims of efficacy from 
patients who use opioids while disavowing dependency.  
The position of the Association is that questions of 
treatment are matters to be decided between a patient 
and physician and, without clear scientific evidence on 
the topic of opioids, the Association takes no position 
beyond that. We do, however, believe in evidence based 
medicine and in the fair disclosure of benefits and risks of 
all treatments. The Association has built its reputation as a 
reliable resource on facial pain upon these tenets.

It brings no comfort to chronic pain patients when 
a support organization closes its doors. So we regret 
the demise of the American Pain Foundation. Patients 
who relied on that organization for answers in dealing 
with facial pain can continue to look to us for reliable 
information and support. 

From the Chairman of the Board

Roger Levy, Chairman of the Board
TNA – The Facial Pain Association
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“Registry” . . .continued on page 4

Results  
from the TNA Patient Registry

This is the second in a series of articles 
publishing results from the information 
being compiled in the TNA Patient Registry. 
This is raw data and should not be viewed 
as scientifically valid. However, even at this 
early stage of the project, the information 
is significant and informative. To date 
more than 2,500 face pain patients have 

completed the survey and become part of 
the TNA Patient Registry.

In this issue of the Quarterly we will 
look at some of the data surrounding 
pain medications. What are some of the 
medications patients are taking or stopped 
taking, and what are the outcomes.

Patients taking medication 
and their pain is under 
control most of the time37%

Patients taking 
medication but their 
pain is still not under 
control

30%

15%

18%

Patients pain free 
and not taking 
any medication

Other

Patients

Other 1%

27%

Signi�cantly 
severe or disabling

22%

50%

Moderately 
severe or disabling

Little or no side e�ect

Side Effects The side e�ects of medication patients are currently taking

www.tna
-support.org
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44%

27% 16%

13% Changed to a 
di�erent drug

Not relieving 
pain

Treatment with Tegretol: 1127 patients
38%  currently taking this drug
62%  stopped taking this drug

Why they stopped taking tegretol

Di�culty with 
side e�ects

No longer
needed

Tegretol

31%

43% 14%

12% Changed to a 
di�erent drug

Not relieving 
pain

Treatment with Neurontin: 1013 patients
39%  currently taking this drug
61%  stopped taking this drug

Why they stopped taking Neurontin

Di�culty with 
side e�ects

No longer
needed

Neurontin

40%

35%
13%

12% Changed to a 
di�erent drug

Not relieving 
pain

Treatment with Trileptal: 495 patients
37%  currently taking this drug
63%  stopped taking this drug

Why they stopped taking Trileptal

Di�culty with 
side e�ects

No longer
needed

Trileptal

35%

41%
12%

12% Changed
to a di�erent
drug

Not relieving 
pain

Treatment with Lyrica: 530 patients
37%  currently taking this drug
63%  stopped taking this drug

Why they stopped taking Lyrica

Di culty with 
side e�ects

No longer
needed

Lyrica

If you are a face pain patient and have not 
completed the patient registry, please go to   
www.tna-support.org and click on the Patient 
Registry tab at the top of the page. Complete the 
questionnaire and make sure your voice is heard.

www.tna
-support.org
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Long Island 
Neuroscience

Specialists

Dr. Sumeer Sathi is a Harvard 
educated and trained neurosurgeon.
He completed a fellowship with 
Dr. John Tew, one of the pioneers 
in treating facial pain, at Mayfield
Neurological Institute in 1995. 
He has been in practice in Suffolk
County Long Island for 16 years with
privileges at Long Island Gamma Knife. Dr. Sathi serves as
the Chief of Neurosurgery at St. Charles, John T. Mather
and Brookhaven Hospitals. He is also a clinical assistant
professor at the Department of Neurological Surgery, Weill
Cornell Medical College. Multidisciplinary treatment
options for treating facial pain including interventional
pain management, microvascular decompressive surgery and
gamma knife radiosurgery are offered.

Sumeer Sathi, MD, FACS 
Neurological Surgery

100 Hospital Road, Suite 216 • East Patchogue, NY 11772
Phone: 631-475-5511 • Fax: 631-475-5544

“Providing Comprehensive 
Diagnosis and Treatment for Neurology, 

Rehabilitation, Psychology and 
Sleep Disorders.”

www.michiganneurologyassociates.com

Phone:  (586) 445-9900

St. Clair Shores
19699 E. Eight Mile Road

Clinton Township
34025 Harper Avenue

Utica
11501 Hall Road, Suite 240

Michigan Neurology Associates, P.C.

 Thomas Giancarlo , D.O. • J. Matthew Voci , M.D.

Demetrios L. Kikas , M.D. • Lawrence Konst, D.O. 

Tracey Morson, M.D.• Nancy Juopperi, D.O.

Celso Agner, M.D. Peter Nefcy, M.D.

Gireesh Velugubanti, M.D. • Stanford Rapp, D.O.

Thomas Nabity, Jr., M.D. • Syed A. Moosavi, M.D.

Daniel Cesario, D.O. • Christine Liff, Ph.D. 

Deborah Rich, Ph.D. • Mohammed Zafar, M.D.

 • 

TNA Facial Pain Network

The social network for  
face pain patients

fpa-support.ning.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://www.fpa-support.ning.com
http://www.tna-support.org
http://www.facebook.com/facialpainassociation
http://www.fpa-support.ning.com
http://www.facebook.com/facialpainassociation
http://www.tna-support.org 
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Chronic Pain is Relieved by 
Cell Transplantation in Lab Study  

UCSF Scientists Aim to Use Embryonic Stem Cells for Treatment
By Jeffrey Norris, Web Content Manager, Research UCSF University Relations 

This article is being printed with the permission of UCSF.
Editor’s note:  Dr. Basbaum is a member of the research consortium being funded  

by the Facial Pain Research Foundation a subsidiary of TNA.

Chronic pain, by definition, is difficult 
to manage, but a new study by UCSF 
scientists shows how a cell therapy 
might one day be used not only to quell 
some common types of persistent and 
difficult-to-treat pain, but also to cure the 
conditions that give rise to them.

The researchers, working with mice, 
focused on treating chronic pain that 
arises from nerve injury — so-called 
neuropathic pain.

In their study, published in the May 
24, 2012 issue of Neuron, the scientists 
transplanted immature embryonic 

nerve cells that arise in the brain during 
development and used them to make up 
for a loss of function of specific neurons 
in the spinal cord that normally dampen 
pain signals.

A small fraction of the transplanted cells 
survived and matured into functioning 
neurons. The cells integrated into the 
nerve circuitry of the spinal cord, forming 
synapses and signaling pathways with 
neighboring neurons.

As a result, pain hypersensitivity 
associated with nerve injury was almost 
completely eliminated, the researchers 

found, without evidence of movement 
disturbances that are common side 
effects of the currently favored drug 
treatment.

“Now we are working toward the 
possibility of potential treatments that 
might eliminate the source of neuropathic 
pain, and that may be much more 
effective than drugs that aim only to treat 
symptomatically the pain that results  
from chronic, painful conditions,” said the 
senior author of the study, Allan Basbaum, 
PhD, chair of the Department of Anatomy 
at UCSF.

Allan Basbaum, PhD
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(800) 924-2662
nurse@sdgkc.com • www.sdgkc.com

The preferred treatment
for trigeminal neuralgia

Gamma Knife Radiosurgery 
Benefits Include:

Long-term pain control

Immediate return to normal activities

Contact us 
•  To develop a plan to safely and 

effectively treat your facial pain 

•  To ask our Nurse Coordinator your 
clinical questions

S o u t h D e n v e r N e u r o s u r g e r y . o r g

7780 S. Broadway, Suite 350
Littleton, CO 80122
303-734-8650

Specializing in 
the treatment 
of facial pain 
for more than 
20 years.

DR. J. ADAIR PRALL AND 
THE COLORADO TRIGEMINAL 
NEURALGIA CLINIC

Although pain and hypersensitivity after injury usually resolve, 
in some cases they outlast the injury, creating the condition of 
chronic pain. Many types of chronic pain are induced by stimuli 
that are essentially harmless — such as light touch — but that 
are perceived as painful, according to Basbaum.

Chronic pain due to this type of hypersensitivity is often a 
debilitating medical condition. Many people suffer from chronic 
neuropathic pain after a bout of shingles, years or decades after 
the virus that causes chicken pox has been vanquished. Chronic 
pain is not merely prolonged acute pain, Basbaum said.

Those who suffer from chronic pain often get little relief, even 
from powerful narcotic painkillers, according to Basbaum. 
Gabapentin, an anticonvulsant first used to treat epilepsy, now is 
regarded as the most effective treatment for neuropathic pain. 
However, it is effective for only roughly 30 percent of patients, 
and even in those people it only provides about 30 percent 
relief of the pain, he said.

The explanation for neuropathic pain, research shows, is 
that following injury neurons may be lost, or central nervous 
system circuitry may change, in ways that are maladaptive, 
compromising signals that normally help dampen pain. These 

changes contribute to a state of hyper-excitability, enhancing 
the transmission of pain messages to the brain and causing 
normally innocuous stimuli to become painful.

The inhibitory neurons that are damaged in the spinal cord to 
cause pain hypersensitivity release a molecule that normally 
transmits inhibitory signals — the neurotransmitter GABA. A loss 
of GABA inhibition also is implicated in epilepsy and may play 
a role in Parkinson’s disease. Gabapentin does not mimic GABA, 
but it helps to compensate for the loss of inhibition that GABA 
normally would provide.

Basbaum’s UCSF colleagues, including study co-authors Arturo 
Alvarez-Buylla, PhD, and Arnold Kriegstein, MD, PhD, along 
with Scott Baraban, PhD, had already been experimenting 
with transplanting immature neurons that make GABA, using 
the transplanted neurons to bolster inhibitory signals in 
mouse models to prevent epileptic seizures and to combat a 
Parkinson’s-like disease.

However, in those experiments the cells — which originate 
in a region of the forebrain known as the medial ganglionic 
eminence — were transplanted within the brain itself, which is 
their normal home.

“Lab Study” . . .continued on page 8

http://www.southdenverneurosurgery.com
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Related links

http://www.ucsf.edu/news/2012/05/11969/pain-control-focus-allan-basbaums-research-
career

http://www.ucsf.edu/news/2010/03/4383/new-period-brain-plasticity-created-
transplanted-embryonic-cells

“Lab Study” . . .continued from page 7

Pain hypersensitivity may develop following 
nerve injury because inhibitory nerve cells 
are lost in the spinal cord, increasing the 
likelihood of pain signals being transmitted 
to the brain. UCSF pain researcher Allan 
Basbaum, PhD, chair of the Department of 
Anatomy, led studies in which researchers 
transplanted immature inhibitory neurons 
from the cerebral cortex into the spinal cord, 
where they integrated into the host nerve 
circuitry and helped reverse injury-induced 
pain hypersensitivity. Drawings: Allan 
Basbaum, UCSF

Upon hearing about the research, 
Basbaum became interested in 
transplanting the same cells into the 
spinal cord as a potential treatment 
for the loss of GABA-driven inhibition 
in neuropathic pain. Success was by 
no means assured, as cells normally 
do not survive outside their natural 
environments within such a complex 
organism.

Another co-author of the Neuron study, 
UCSF researcher John Rubenstein, PhD, 
has made major progress in identifying 
molecules that can be manipulated 
to lead an embryonic stem cell to go 
through developmental stages that 
cause it to acquire the properties of 
GABA neurons that derive from the 
medial ganglionic eminence. 

According to Kriegstein, who directs 
the Eli and Edythe Broad Center of 
Regeneration Medicine and Stem Cell 
Research at UCSF, “This research is at 
a very early stage, and we’re a long 
way from thinking about it in human 
trials, but we do have a method 
of making cells that are like these 
inhibitory neurons, starting with human 
embryonic stem cells.”

As a step toward eventual therapies, 
the UCSF team plans to graft fetal 
human cells from the medial ganglionic 
eminence, or cells derived from human 
embryonic stem cells, into a rodent 
model of neuropathic pain, to see 
if the human cells also will alleviate 
neuropathic chronic pain.

“Unlike drugs, the transplanted cells can 
have very focused effects, depending on 
where they are transplanted,”  
Kriegstein said.

According to Alvarez-Buylla, a leading 
scientist among those working to define 
the potentialities of various cells in the 
developing brain at different stages, 
“One of the amazing properties of 
these cells from the medial ganglionic 
eminence is their unprecedented 
migratory capacity, which enables them 
to navigate through multiple terrains 
within the central nervous system, and 
to then become functionally integrated 
with other cells. Those properties have 
proved useful in other places where we 
have transplanted them, and now in the 
spinal cord.”

Joao Braz, PhD, an assistant research 
scientist, and Reza Sharif-Naieni, PhD, a 
postdoctoral fellow, both working in the 
Basbaum laboratory, carried out the bulk 
of the experiments published in Neuron. 
The authors have a patent pending on 
the treatment outlined in the study.

The study was funded by the National 
Institutes of Health, the Association for 
the Study of Pain and the Canadian 
Institutes of Health Research.

UCSF is a leading university dedicated 
to promoting health worldwide 
through advanced biomedical research, 
graduate-level education in the life 
sciences and health professions, and 
excellence in patient care. 

http://www.ucsf.edu/news/2012/05/11969/pain
http://www.ucsf.edu/news/2010/03/4383/new
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Face Pain Patients:
Help us learn the real cost of this disease.
If you are a face pain patient, please go to www.fpa-support.org and click on the Patient Registry 
link at the top on the page to complete the Patient Registry Questionnaire.

This simple action will take only minutes of your time, but will help us gather definitive data to 
measure the effectiveness and cost of various treatment modalities. 

By providing your answers, you can help us to empower patients and educate policymakers.

It is crucial to gather data so that we can play an important role as an advocate for facial pain issues, 
and win the battle against neuropathic face pain. 

Your information will be stored securely, and you can save a questionnaire in progress. Return as 
many times as you need to, to finish and update answers.

Complete the TNA Patient Registry Questionnaire today and take an active role in the battle 
against trigeminal neuralgia and related face pain conditions.

fpa-support.org/patient-registry

TNA11-patientregistry-fullpgad-2.indd   1 11/17/11   3:06 PM

http://www.fpa-support.org/patient-registry
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In this short article 
I will present my 
thinking on the 
question of what 
to call your face 
pain. Is it trigeminal 
neuralgia or 

something else? Does it matter?

I like digging into the past. The history 
of the many treatments dreamed up 
for trigeminal neuralgia is fascinating. 
So are the stories about the many 
names used to describe this condition. 
Across the centuries stabbing face pain 
has been called many things. Nicolas 
Andre’s moniker coined in the 1700”s, “tic 

douloureux”, has stuck, perhaps because 
it is so difficult to pronounce and because 
things French have an exciting mystery 
to them. However, the words “trigeminal 
neuralgia” and “tic douloureux” need to be 
left in history books. 

It is time to describe facial pain by its 
physiologic cause. Drop the history. There 
are two types of face pain: nociceptive 
and neuropathic. That’s all. Of course, 
you can have both. You can have them 
at different times or the same time, but 
that’s it.

Nociceptive pain is an unpleasant 
sensation that is perceived to arise from a 

specific body site. It is caused by a process 
that damages or is capable of damaging 
the body. What does all that mean? What 
is nociceptive pain?

It means that if you cut your hand, the 
skin is damaged. Nerve receptors detect 
the damage. Mechanoreceptors on 
nerve endings sense pressure changes. 
Thermal receptors detect heat changes. 
Chemoreceptors detect chemicals leaked 
by damaged cells. Peripheral nerves 
transmit signals to the spinal cord and 
on to the brain. But, pain is an odd thing. 
There is a “speech” center in the brain. 
There is a “motor” center in the brain. 
There is no “pain” center in the brain. 

By Jeffrey Brown, MD

Dr. Brown is a neurosurgeon and Eastern Director of TNA’s Medical Advisory Board. Dr. Brown has published more 
than 35 articles in peer-reviewed neurosurgery journals on the treatment of chronic pain, especially facial pain.

What’s in a Name?

trigeminal neuralgia

typical
classical

atypical

tic douloureux
nociceptive

neuropathic

dysesthesias
paresthesias

allodynia
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How come? There is a word, “teleology” used to answer 
questions of “How come?” Teleology is the study of causes. 
In the case of the human brain, teleology comes down to an 
assumption that God built us this way for good reason. Pain, 
after all, is a good thing. At least, acute pain is a good thing. 
Without pain a child would never learn to avoid those things 
that cause injury- a hot stove, a sharp knife, a fast pitched 
baseball. If you could cut out the pain center or damage 
it, say with a head injury or a stroke, then you would be in 
deep trouble. Chronic pain is different. It has the element of 
“suffering” that goes with it. “Suffering” is measurable, but it is not 
physiologic. 

There are no “suffering” fibers in nerves. There do appear to be 
sites in the brain specific to “suffering.” These are the cingulate 
gyrus and the deeper region of the temporal lobe called the 
amygdala. The amygdala has something to do with anger and 
fear. Chronic pain has a lot to do with all that also.

By the way, “normal” sensation is detected in the parietal lobe 
of the brain and is “somatotopic.” This means that there is a site 
on the brain cortex dedicated to sensations from the face and is 
even more specific to parts of the face-eyes, mouth, lips, tongue. 
In the past, neurosurgeons have tried to literally cut out the  
face part of the parietal cortex to rid a person of their pain. It 
doesn’t work.

Let’s move on to the second basic kind of pain. This is the one 
most important to us in TNA-The Facial Pain Association. This is 

called neuropathic pain. This kind of pain occurs even when 
there is no detectable, ongoing tissue injury. The pain is located 
at sites where there is numbness present. The pain comes from 
the nerves themselves. 

We have a hard time describing this kind of pain. We don’t 
have the language for it. The medical terms are dysesthesias, 
paresthesias and allodynia. Dysesthesias are unfamiliar, 
unpleasant sensations that typically have a burning, electrical 
quality. Paresthesias are paroxysmal, shooting or stabbing. 
You know these, of course, as the pains of “classical” trigeminal 
neuralgia. Allodynia is a condition in which mild stimuli are 
felt to be painful. For example, a sunburn is associated with 
allodynia. It hurts you to touch the sunburned skin. It shouldn’t 
hurt, but it sure does.

So, simply put, neuropathic pain with a predominance of 
paresthesias is trigeminal neuralgia. Neuropathic pain with a 
predominance of dysesthesias is “TN type II” or facial pain when 
there is a constant, burning element to it.

It’s all neuropathic facial pain. We suspect that there is a 
progression in severity. At first, when the nerve is relatively 
healthy and sensitive, the paresthesias are severe (trigeminal 
neuralgia). When the nerve injury has progressed, then 
the paresthesias diminish but the dysesthesias increase in 
importance (TN2). That is not necessarily a good thing.

Just drop the words “typical,” “atypical” and “classical.” They 
don’t help you or the doctors to decide what to do for you. 
To be described as “atypical” has an unnecessarily emotionally 
negative twist to it. Also, it is tough to talk to anyone about the 
problem. Try giving a legal deposition while saying that your 
patient has “a typical form of trigeminal neuralgia”, or maybe the 
contrary: “your patient has atypical trigeminal neuralgia.” Nobody 
understands you. There is nothing “typical” or “atypical” about 
facial pain.

This is why we have moved from being the “Trigeminal 
Neuralgia Association” to “TNA-The Facial Pain Association.” It 
is like an exclusive club that has discovered the twenty-first 
century. Exclusivity is part of the past. Let’s deal with today. 
Naming what we have based on neurophysiology and not 
historiography is the first step. 

Just drop the words “typical,” “atypical” and “classical.” They 
don’t help you or the doctors to decide what to do for you. 
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Support Group News 
 TNA-FPA Support Groups Give Patients  

Unique Space to Share the  
Trials of Facial Pain and Triumphs Over It

by Arline Phillips-Han

Kathy Hayes, elementary school 
music teacher happy to have overcome 
the horrifying pain of trigeminal neuralgia, 
established a niche for helping others 
through a support group founded in 
September 2007 in her tiny town of Lapel, 
northeast of Indianapolis, IN. Her group 

became the first in Indiana.

Today, the group draws members from a broad region of the state 
to meetings once every two months, and energizes a constant 
buzz of information exchange through telephone and e-mail.

“I am not a leader, but I felt compelled to do this,” Hayes said. 

She recalls her good fortune in receiving an accurate diagnosis 
soon after her first attacks of facial pain in July 2001.

Her family doctor had not mentioned trigeminal neuralgia, 
but Hayes found the probable name of her facial pain disorder 
through an internet search, which led to the website for TNA-The 
Facial Pain Association and its information resources. Through talks 
with the staff and reading Striking Back! The Trigeminal Neuralgia 
and Face Pain Handbook, she armed herself with information. 
When she failed to gain relief through the standard medications 
for TN, she knew there were other therapies available. 

In 2003, Hayes underwent successful microvascular 
decompression surgery performed by neurosurgeon Troy Payner 
at St. Vincent’s Hospital in Indianapolis. She remains pain-free to 
this day. She could have gone on with life as usual, teaching music 
at Valley Grove Elementary School, taking her furry white Bichon 
Frise dogs to visit nursing home residents and singing in the 
symphonic choir at Anderson College. But she knew there were 
people out there who needed the help she had found.

DR. THOMAS KOPITNIK

(877) 266 -  4700
C H O O S E  E X C E L L E N C E  •  w w w . m v c l i n i c . c o m

Dr. Thomas Kopitnik moved to Wyoming 
from Dallas, Texas where he was a 

Professor of Neurological Surgery at 
Southwestern Medical School. He helped 

start the North Texas chapter of the 
Trigeminal Neuralgia Association. He 
has treated Trigeminal Neuralgia for 
25 years and continues to serve those 
patients with this disease process.  
He is joined by a world class team 
of Neurosurgeons, PA’s and Nurse 
Practitioners offering the very 
best in customized patient care.

http://www.mvclinic.com
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The first Indiana Support Group meeting at a local church drew 
17 people hungry to meet others with similar pain problems. 
There was no program other than the sharing of personal life 
stories by those who came, and it was more than enough.

“It was a very emotional experience for me,” Hayes said. “I was 
thinking there are people with pain much worse than I had 
known; some had suffered for a much longer time, and some 
had difficult complications. One woman suffered with terrible 
repeated attacks of pain for 14 years before finding out she 
had TN. Fortunately, she is fine now after MVD surgery. As we 
exchanged our experiences, it was remarkable to discover how 
many of these individuals had first sought help from a dentist, 
thinking their facial pain was due to a problem with their teeth.”

Later, in a memorable program, Kenneth F. Casey, MD, Chief 
of Neurosurgery at Southshore Hospital in Trenton, MI., and 
co-author of Striking Back!, gave a detailed explanation of TN 
and closely related facial pain disorders based on his surgical 
experience spanning more than 30 years. Dr. Casey, who is now 
Chairman of the TNA-FPA Medical Advisory Board, has performed 
more than 7,000 MVD procedures. Hays said his presentation was 
a highlight of the year for the Indiana Support Group.

“A number of people have come to a meeting, obtained 
information that convinced them to go for treatment, undergone 
surgery that ended their pain, and returned to the next meeting 
to talk about it,” she said. “One woman was so happy to become 
pain-free that she returned to the next meeting bringing 
homemade banana bread for all of us. More than half of our 
members have been treated successfully, but want to be there to 
give the kinds of assistance that helped them recover.”

Others, not so fortunate, find the programs and conversations 
very helpful. One woman, who has had every available medical 
treatment for TN, but still suffers with severe burning facial 
pain due to anesthesia dolorosa, as well as visual problems and 
balance disorder, exudes a happy confidence that Hays said is 
inspiring. Another faithful member, who continues to endure 
severe facial pain after undergoing various medical and surgical 
treatments, has shared the fact that the Support Group is her 
only source of encouragement and support.

Many men and women who attended the first meeting in 
2007 still attend most of the meetings. A retired nurse, Jacquie 
Roland, drove an hour and a half from her home in Urbana, IL. 
to attend one of the programs, and was inspired to establish a 
much-needed TN Support Group in central Illinois. That brings on 
another compelling story: 

Out of Despair and Hope, 
Retired Nurse Founds 
Illinois Support Group 

Jacquie Roland of Urbana, Ill. 
lived on a thread of hope after multiple 
treatments failed to stop the electrical 
storm of facial pains bombarding the 

right side of her face, until she entered a circle of friends at a 
TN Support Group in Lapel, IN. At the time she first drove to the 
meeting in the summer of 2007, she suffered intense pain  
that had worsened after two failed attempts at balloon 
compression surgery.

“Nothing was working for me, and I told my doctors if this is  
the best that can be done, I won’t be here much longer. It was 
that bad.”

Roland quickly became friends with Kathy Hayes and found 
encouragement among the Indiana Support Group members.

“I left there feeling I can make it.”

By all measures, Roland, who had cared for hundreds of critically 
ill patients during her long career as a registered nurse, suffered 
an extreme form of trigeminal neuralgia. She was licking cake 
dough from a wooden spoon after filling the baking pans when 
a sharp shocking pain raced from her right ear down the right 
side of her face, and struck again only five minutes later, and 
then again and again. She returned to the dentist she had visited 
the day before for a routine check-up, but found her pain had 
nothing to do with her teeth. 

“The pain settled down for awhile and came back,” she said. 
Early on, in a series of visits with healthcare professionals, an 
oral surgeon accurately diagnosed her problem as TN and 
prescribed Tegretol, which brought very brief pain relief. He gave 
no explanation of the disease. While spending the winter near 
Tampa, FL, with the pain continuing off and on, she visited a local 
neurosurgeon, who told her she had suffered a stroke. At his 
suggestion, she remained bedridden for four days, but she knew 
something else was wrong. Later another neurosurgeon had her 
undergo several MRI (magnetic resonance imaging) scans, and 
discovered a brain tumor. 

“Support Group News” . . .is continued on page 14
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“In 2007, I underwent craniotomy for the brain tumor, which 
turned out to be benign,” Roland said. “My facial pain stopped 
for several months and then hit again, and it was awful! I could 
not even raise my right arm. When I got home (to Urbana), the 
pain hit so hard that my doctors increased my pain medication. I 
suffered side effects from the medications, including whole-body 
tremors at one point.”

Roland then visited a neurosurgeon, who understood her 
problem and performed balloon compression surgery. But she 
woke up to find nothing had changed. A repeat of the same 
procedure resulted in pain relief for only two months, and she 
felt despair. Life finally turned for the better on Oct. 14, 2009 
when she underwent radiofrequency rhizotomy, which uses 
a heat current to destroy part of the trigeminal nerve, at Carle 
Medical Center in Urbana. The treatment stopped the pain, but 
left the right side of her face numb. She says the numbness was 
expected with this procedure, and is a minor issue. She can eat, 
talk and go about life as usual without pain and without the need 
for medications.

Recovery could have brought closure to her concerns over 
trigeminal neuralgia, but she had been both a TN patient and 
a professional RN who spent 25 years as a home health nurse. 
She decided to start a TN Support Group in the shadows of the 
University of Illinois at Urbana-Champaign. On Sept. 25, 2010, 
a dozen people showed up for the first meeting in a building 
linked to a local hospital. She created awareness through flyers 
distributed to local area medical and dental clinics, a table display 
at a local health fair held in a shopping mall, and a front-page 
article with her picture in the local newspaper. Her phone rang all 
day after the newspaper article appeared.

Attendance at the meetings runs steady at close to 12 people, 
many of whom are pain-free, but want to learn more and help 
others. Some members drive more than 30 miles to attend.

Roland concentrates on educational programs, which have 
included talks by local dentists, an oral surgeon, neurosurgeons 
and a chiropractor. A dietitian is among upcoming speakers. She 
hesitates to say any program has been better than the first one, 
when she was elated to discover she could bring together facial 
pain patients hungry for information and encouragement.

“It has been well worth it,” she said, referring to her investment of 
time and energy. The group now serves a large area surrounding 
Metropolitan Urbana-Champaign.

Retired Engineer Creates 
Oasis of Support in San 
Francisco

Bennett Bloomfield, resident of 
the San Francisco area for seven decades, 
is as fully engaged in TN Support Group 

leadership as he once was, when he traveled extensively in 
the U.S. and abroad as an industrial manager/consultant. A 
compassionate bond with people in pain and awareness of 
tragedies linked to relentless pain motivate him to lead, even at 
age 86 when it would be tempting to take life easier.

Bloomfield stepped up to the helm of the San Francisco-San Jose 
Support Group fourteen years ago under difficult circumstances 
when both the founding director and co-director suffered 
progressively debilitating facial pain. Even today, his co-director, a 
high school teacher named Emily Diaz, is coping with severe pain 
that continues after a failed attempt at Gamma Knife treatment. 
He continues to enlist help as he directs the program with a focus 
on the difficulties sustained by a small percentage of members 
whose pain has recurred after treatment and those with facial 
pain from causes other than nerve compression.

The best program in his memory occurred March 3rd when 
Edward Chang, MD a neurosurgeon at the University of California 
at San Francisco gave a “heartfelt and personal” presentation on 
the long-term outcomes of surgery for trigeminal neuralgia in 
a large group of patients. Bloomfield said Dr. Chang drew rapt 
attention as he discussed procedural outcomes of MVD surgery, 
Gamma Knife and radiofrequency rhizotomy, as well as diagnosis, 
medication usage and treatment selection. No question was left 
on the table for later response.

“Doctor Chang patiently responded to every question, often 
referring to data from clinical studies,” Bloomfield said. “The 
empathy he expressed for the patient was evident, and pervaded 
conversations among 21 members attending. Chang said more 
neurosurgery faculty should attend our meetings, since we know 
more about trigeminal neuralgia than they do.”

Chang emphasized the doctor-patient relationship needs to 
be long lasting, since history has shown the possibilities for 
recurrence, and that a follow-up evaluation should be done after 
five years. He also advised, “Early treatment is best for success and 
to avoid needless suffering. Patients should seek care at high-
volume centers such as UCSF, which sees five to 10 patients per 
week. Never give up!”

“Support Group News” . . .continued from page 13
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Bloomfield said he won a tough battle with classic trigeminal 
neuralgia that started in the 1990’s while he was still working. 
Lightning-like bolts of pain repeatedly struck the left side of his 
face, and did not end until April 22, 1997 when neurosurgeon 
Charles Wilson, M.D., performed microvascular decompression 
at UCSF. Before reaching Dr. Wilson, he was seen by five dental 
professionals, one of whom referred him to a neurologist, 
who readily diagnosed his problem as TN. Bloomfield said the 
neurologist who evaluated him prescribed Tegretol, which 
brought relief for several months. Being unwilling to accept 
the medication’s side effects, he contacted several medical 
specialists before securing an appointment with Wilson, who 
readily scheduled surgery.

“I stayed four days in the hospital and that was the end of my 
pain—on the left side of my face. Three years later, I started 
having off-and-on episodes of pain, not as severe as classic 
TN, on the right side of my face, which has been undiagnosed 
for ten years. FPA characterizes this as “face pain of obscure 
etiology.” I suspect it may have resulted from hitting my head 
during three falls, one in a hospital room two days after surgery 
and twice tripping on faulty city sidewalks, or possibly due to an 
unidentifiable cracked tooth. I’m happy to say this second round 
of pain was recently eliminated after I had a crown installed, 
encapsulating a possibly cracked tooth.”

Bloomfield is now as innovative in his volunteer leadership as 
he was in industrial management—a career that began in 1948 
with Marchant Calculating Machine Co. in Emoryville, CA., where 
he helped develop operational enhancements to mechanical 
calculators, and later in management positions as a consultant 
and representative for Boston Gear Works. He was assigned for 

three years to travel and evaluate the Pacific Area Region to 
open new markets. He retired from Boston Gear in 1998, but 
resumed work as an independent representative and consultant 
until 2001. The foundations for his career began at the University 
of California Berkley where he completed U.S. Navy officer 
training and graduated with a B.S. in mechanical engineering.

At his support group meetings, he has heard few success 
stories of quick, lasting pain relief after treatment; most of the 
members talk about the pain returning or worsening. For those 
with ongoing pain, Bloomfield is developing an approach to 
education, guidance and support that will leave no patient 
behind. He plans a “Bring Members Back” program aimed at 

mobilizing an army of about 700 facial pain patients in the 
San Francisco Bay area to attend support group meetings and 
reach out to suffering members. He is implementing a survey of 
meeting attendees to determine the current facial pain status 
or pain-free status, number of procedures and their use of 
medications for pain management, in order to plan programs 
on topics important to them.

Bloomfield sees the perplexing, complicated aspects of facial 
pain among the people attending the San Francisco-San Jose 
Support Group, and hears about the tragic impact of relentless 
pain on the patients’ families. In his view, nothing beats the 
value of face-to-face meetings among people who share the 
experience of facial pain through support groups and at TNA-
FPA conferences where patients and healthcare professionals 
meet together. 
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AANS Meeting

In an effort to continue our outreach and education on TN and 
other forms of neuropathic facial pain, TNA exhibits at annual 
meetings of medical professionals when funds allow. TNA 
had the opportunity recently, to do just that at The American 
Association of Neurological Surgeons, in Miami. 

This annual meeting is the largest gathering of neurosurgeons 
in the USA. Doctors from all over the country attend this 
meeting to continue learning of new skills, innovative 
techniques, and enabling technology to advance the practice of 
neurosurgery. 

Other exhibitors included manufacturers of: surgical 
instruments, bone substitutes, diagnostic imaging, image 
guided navigation systems, microscope systems, operating 
tables and publishers of neurosurgical books and magazines. 
Also present was (NINDS) The National Institute of Neurological 
Disorders and Stroke. 

TNA was able to network with neurosurgeons, around the 
country, that treat TN. 

We had the opportunity to see the vast array of equipment used 
for TN surgery including a 3D anatomy presentation developed 
by Albert Rhoton, MD. This close up look inside the brain makes 
you further appreciate the skill a neurosurgeon must exhibit in 
order to operate. You are able to view this presentation yourself 
for free. The 3D collection is available through ITunes U, under 
Health and Medicine - The Rhoton Collection

http://itunes.apple.com/us/itunes-u/rhoton-collection-3d-
presentations/id438215097

One of the highlights of this meeting was AANS honoring 
of Dr. Albert Rhoton for his outstanding achievements and 
contributions in the field of neurosurgery. Dr. Rhoton has been 
involved with TNA for over 20 years and is a founding trustee of 
the Facial Pain Research Foundation. AANS has established the 
Rhoton, Endowment for Research that will ensure continued 
viability in neurosurgical sciences by supporting the next 
generation of neurosurgeons with research and educational 
endeavors in microsurgery and neuroanatomy 

Attending these meetings allows TNA the opportunity to stay 
abreast of any new or improved treatments for TN and other 
forms of neuropathic facial pain. 

TIC TALK
By Cindy Ezell  

AANS Meeting  
in Miami, FL 
& New York 

City Regional 
Conference

“Reconstruction’s” brain is comprised 
of computer components, gears and 
hard drives symbolizing memory and 
data storage. The craniomaxillofacial 
plates and screws were used in a 
similar fashion as a surgeon would 
use the plates to join bone structures. 

The plates, screws and titanium mesh were also 
used as graphic elements. Tardy reclaims 
discarded parts and uses them to create 
characters that live in his imagination.

 “Reconstruction” was exhibited at tradeshows for 
neurosurgeons throughout the United States from 
2006 to 2009, most recently at the AANS meeting 
in Miami Beach, FL

To learn more about Lewis Tardy and his work, 
visit www.tardysculpture.com. 

Special thanks to Stryker Corp and Lewis Tardy for 
lending this image for The TNA Quarterly.

TNA Board Chairman, Roger Levy, at the recent NYC conference with 
TNA staff members Nancy Oscarson (on the left) and Cindy Ezell.

http://itunes.apple.com/us/itunes-u/rhoton-collection-3d-presentations/id438215097
http://itunes.apple.com/us/itunes-u/rhoton-collection-3d-presentations/id438215097
www.tardysculpture.com
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New York City Regional Conference

TNA’s first regional conference of 2012 was held in New York City 
on May 12th. There were more than 150 patients and care givers 
in attendance. That number represents a 40% increase from our 
last New York City conference, held in the Fall of 2010. 

It was wonderful to meet so many of you in New York. Our thanks 
go out to the conference sponsor, Winthrop University Hospital, 
all the speakers, attendees and to our conference host Dr. Jeffrey 
Brown and to Dr. Ramesh Babu who graciously paid for lunch for 
all in attendance.

While there is always a great deal of information available for 
patients at a TNA conference, the two conference highlights for 
me were; the panel of patients sharing their experiences with 
neuropathic facial pain and the opportunity for young facial pain 
patients to get together and discuss issues specific to them. If 
you are a young face pain patient be sure to check out the Young 
Patient Committee on facebook: Young Patients Committee (YPC) 
of TNA the Facial Pain Association

Some of the other presentations that stood out for me were: 

•  Carol James, P.A. from Johns Hopkins, speaking about “What your 
Doctor Needs to Know.” She stressed the importance of being 
prepared when you consult with your doctor, be able to describe 
your pain effectively and efficiently. Look for more information 
on this subject from Carol in the Fall issue of the TNA Quarterly

•  Dr. Brown’s informative overview of neuropathic facial pain 
treatments based on a scientific perspective

•  For those that are not a candidate for MVD surgery, Dr. K. 
Singh Sahni’s discussion of percutaneous treatments and 
neuromodulation

•  Dr John Golfinos’ explanation of radiosurgery and its relevancy in 
treating neuropathic facial pain

•  Dr Babu’s discussion of neuropathic facial pain that is not classic, 
trigeminal neuralgia
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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. 
Editor’s note: Due to the many requests we have received from patients, this column reprises some of the most asked for 
questions from previous issues of the “Q.”

Q. If you were the patient with neuropathic facial pain what steps 
would you take to help alleviate the pain?

A. Neuropathic facial pain has many mechanisms that create it. 
Understanding the mechanisms can help choose a treatment 
direction. Broadly, neuropathic pain can be intermittent as 
in trigeminal neuralgia or glossopharangeal neuralgia or 
continuous as in traumatic neuralgia (complex regional pain 
syndrome, CRPS) post herpetic neuralgia, or diabetic neuropathy. 
Starting peripherally treatment can be aimed topically with 
the application of anesthetic agents (benzocaine), substance 
P depleters (capsaicin), or other topical pain relievers (tricyclic 
antidepressants, klonopin, clonidine, and antiepileptic agents). 
The topicals are applied intraorally with the use of a stent or 
“neurosensory shield”. This is an acrylic piece made to fit over the 
site of the pain. The topical agent is applied to the pain location 
multiple times per day. Outside the mouth the application can 
go directly on the skin. The pain can also be relieved with neural 
blockade. If the pain is sympathetically maintained, that is after 
sympathetic block the pain is decreased, then repeat block 
(stellate ganglion block or sphenopalatine ganglion block) may 
reduce the pain. Destructive procedures to the sphenopalatine 
ganglion, (radiofrequency ablation or gamma knife ablation) 
may provide longer lasting results. Pharmacologic therapy is the 
mainstay for control of neuropathic pain. If the pain is continuous 
the use of tricyclic antidepressants, selective serotonin 
norepinepherine reuptake blockers or antiepileptic drugs such 
as gabapentin, pregabalin, phenytoin, zonisamide, topiramate, 

levetiracetam may be helpful. If the pain is intermittent as  
in trigeminal or glossopharangeal neuralgia, the use of 
antiepileptic drugs such as carbamazepine, oxcarbazepine or 
phenytoin is best.

Steven Graff-Radford, DDS - TNA Quarterly, Winter 2012

Q. When a patient comes to you with facial pain how would you 
determine if they are a good candidate for neurosurgery? 

A. A good candidate for neurosurgical intervention (referring 
to Microvascular decompression) is one who has typical 
trigeminal neuralgia and who responded to Tegretol and other 
antiepileptics, who has MRI evidence of vascular compression 
and, of course, young patients.

However, since I believe Tn2 is part of the same spectrum and 
they do have significant relief after neurosurgical intervention, 
surgery should be considered. Age is not anymore a cutoff as 
long as they are in good medical condition.

Ramesh Babu, MD - TNA Quarterly, Spring 2012

Q. What advice would you give others with neuropathic facial 
pain that have tried medications and the pain still prevents them 
from living a normal life? 

A. There are medications and physical therapies that are less 
commonly thought of in patients who fail traditional therapy. It 
is best to be evaluated by an orofacial pain specialist or physician 
familiar with less common agents. Some of which could include, 
memantine, mexiletine, alpha blockers, tizanidine, and ketamine. 

tna-support.org
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Facing Facial Pain: Your Role in Ending the Pain
The Lemole Recovery Program – designed for those 
suffering with facial pain. From specific nutrition to 
the most beneficial exercise, the Lemoles guide the 
reader through a life changing plan for facing and 
controlling facial pain.

Here is the story of how a new treatment for 
trigeminal neuralgia was born. It is a story of 
love and science, of life experience and theory. 
But most important, it is a story of hope for 
those who suffer with TN and other neurological 
face pain.

- Mehmet Oz, MD

Go to the TNA Store and get your copy today!
 www.tna-support.org

It is very important to look at dosing of 
medications that failed. Often too small a 
dose was used or perhaps the drug was 
escalated too quickly and side effects 
could have prevented an appropriate 
trial. There are a number of procedures 
that help differentiate if the sympathetic 
nervous system may contribute to the 
pain. If so, repeat blockade of the stellate 
ganglion or sphenopalatine ganglion and 
possible destructive procedures to the 
sphenopalatine ganglia may be useful. 
Stimulation of the sensory nerves with 
implantable devices may offer relief in a 
select group of patients. 

One of the biggest concerns is the 
appropriate diagnosis. The most common 
missed diagnosis involving the face are 
dental pathologies. Evaluation for an 
additional missed canal in the tooth that 
has undergone root canal therapy, or 
assessment for a crack must be considered. 
It is recommended a Morita tomographic 
scan be considered in these cases.

Steven Graff-Radford, DDS - TNA Quarterly, 
Winter 2012

Q. When a patient comes to you with facial 
pain, what steps do you take to determine 
a diagnosis?

A. The most important aspect is the 
patient’s medical history. It is essential to 
understand the following basic questions: 
When did the pain start? What did the pain 
feel like at the beginning? What part of 
the face is painful? Has the frequency and 
quality of pain changed over time? How 
would you describe the pain? Did it ever 
go into remission? Is there anything, or an 
activity that makes the pain worse? Is there 
any trick that you have figured out that 
makes the pain better, even if it is only for a 
short while? What therapies have you tried 
already for the pain? Have you been to the 
dentist? Did you have any dental work for 
the pain, and did it help? Has there been 
any injury to your face?

Other than history, depending upon how 
long the facial pain has been going on, it 
may be helpful to review what, if any tests 
were done, or treatments tried to diagnose 
the cause and eliminate the pain. 

Physical examination will follow; in 
particular the sensory examination is 
important. It may be normal, or it can 
demonstrate sensory loss, or excessive 
sensitivity to mild stimulation (hyperalgesia 
and allodynia).

After all of this, the information is 
synthesized and a diagnosis of neuropathic 
facial pain is considered. Neuropathic 
facial pain refers to pain that is initiated or 
caused by a primary lesion in the nervous 
system. (An alternate definition is “pain 
arising as a direct consequence of a lesion 
or disease affecting the somatosensory 
system.”) If detailed information is available, 
it is possible that a more specific facial pain 
diagnosis can be made (e.g. Trigeminal 
Neuralgia, left side, second division, type 1 
or trigeminal neuropathic pain, etc.)

Jeffrey Cohen, MD, PhD - TNA Quarterly, 
Autumn 2011

http://www.fpa-support.org/tna-store-2/
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It was a winter day in Florida on Feb. 25th, but the sun rose high 
in the sky over Tampa Bay, and a cool breeze swept over the 
lakes and greens at The Eagles Golf Club, creating a high-five 
atmosphere for the first charity golf tournament ever held in 
support of patients suffering with trigeminal neuralgia.

Few among the golfers, volunteers, corporate sponsors and raffle 

donors had ever heard of trigeminal neuralgia, but they knew 
Gary and Madeline Redwine, whose son, Matt, suffers with  
the disease.

Redwine, President and CEO of RAMS Inc., which supports large 
electrical and mechanical construction projects, organized the 
event in five action-packed weeks, building on experience with 

 On the left, Gary and Madeline Redwine. Gary is CEO of RAMS, Inc. and organized the tournament to support TNA and 
honor his son Matt, who is suffering with trigeminal neuralgia. On the right, Matt Redwine with his wife Amy

Gifts Pour in Like Rain  
at Sunny Tampa Bay for the  

Matt Redwine Charity Golf Tournament  
By Arline Phillips-Han

The fast-paced day of social events and rounds of 

golf by 104 players yielded donations of $19,500 to the 

national office of TNA-The Facial Pain Association. 
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his company’s education foundation golf tournaments. He 
used his office printer to produce promotional handouts calling 
for golfers and donors, and huge colorful banners featuring 
the names of the 15 commercial event sponsors. By the time 
the dust settled, he expressed amazement at the number of 
participants and the level of contributions.

“This was a labor of love. It is about our son,” he said with 
undisguised emotion. “There are so few things we can do about 
this (trigeminal neuralgia) as parents.” Matt, who was diagnosed 
with Type II trigeminal neuralgia a year ago, joined his parents in 
planning the tournament.

Every day for weeks, Gary and Madeline tracked the local 
weather reports, hoping their chosen date would not be spoiled 
by a rainstorm or cold snap. The day of the event, they awoke 
before dawn and drove to the clubhouse to set up tables and 
assemble the roomful of raffle prizes. More volunteers showed 

up than the number of volunteer tasks, and as Madeline 
described it, “Many people hung around and enjoyed being  
part of the fun. We watched the players from the patio while 
Gary and Matt drove around the course greeting and thanking 
each player.”

A bagpiper in full Scottish regalia stood on a knoll and 
played lively marches as teams of golfers drove their carts to 
the starting points. Thanks to Mike and Monica Petrucci of 
MyMonsterGlass.com, the players were outfitted with navy blue 
shirts, white sun visors, towels, tubes of sunscreen and golf balls 
inscribed Matt Redwine-TNA Charity Golf Tournament, and each 
carried a colorful beverage cooler. The Petruccis also gave a 
large cash gift. Family friends Homero and Kerri Baeza secured 
event sponsors and raffle donations from Bobby Grace Putters 
and the Tampa Bay Buccaneers.

“Golf Tournament” . . .continued on page 22

MyMonsterGlass.com
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Raffle gifts ranged from an iPad2 and a MAC notebook to Orlando 
Magic tickets, Bobby Grace custom-made putters, several days’ 
lodging in an elegant condo at a ski resort, a giant-sized canvas of 
Major League Baseball legend Pete Rose; a shadow box filled with 
memorabilia from the Harley Davidson Museum, and cigars from 
Tampa Humidor. The tournament luncheon also was donated by a 
local Carrabba’s restaurant.

For Matt Redwine, emotions ran deep as he watched the 
outpouring of contributions and found himself showered with 
good wishes. The pain, which has crudely disrupted his life and 
his ability to work full days with his father, is partially held in check 
by prescribed medications. He said he is not a candidate for 
microvascular decompression (MVD), the most effective surgical 
option available for TN, and as a result, he deals with pain that 
starts at an instant’s notice, often with a distinctive twinge.

“Only one person has seen me in a full pain cycle, 

and that is my wife, Amy,” he said. “She loves me 

more than life, but she can’t touch me (when in 

such pain). Without her I wouldn’t have been able 

to deal with this horrible condition. She has been 

my ray of light within the darkness. Our four-year-

old daughter, Maddie, tries to help me feel better 

by rubbing the side of my head when she knows I 

am hurting. Even my 11-year-old Alexis is there to 

hold my hand through the bad times”

Like many patients with trigeminal neuralgia, Matt said he has 
been through a long fruitless search for effective treatment—
visiting a primary care physician, an ear-nose-throat specialist, 
a dentist who performed a useless root canal, and emergency 
room doctors, one of whom finally suggested that he should 
see a neurologist. He underwent MRI and CT scans which were 
inconclusive, experienced sudden dangerous spikes in blood 
pressure and serious weight loss (from 195 to under 150 pounds) 
resulting from his inability to eat because of the pain.

“Life goes on, and I’ve learned to grin and bear the pain much 
of the time,” he said. He finds it helpful to visit The Facial Pain 
Network and converse with people who have similar facial  
pain problems.

Gary, Madeline and Matt Redwine drove from Tampa to 
Gainesville on March 9 to present the tournament proceeds to 
John Koff, CEO of TNA-The Facial Pain Association. 

Redwine and Koff talked about building on the excitement of 
golfers and sponsors who have expressed interest in supporting 
an encore of the charity tournament in 2013. 

“Golf Tournament” . . .continued from page 21
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Khaled Aziz, MD
Peter Jannetta, MD
Jack Wilberger, MD

A Legacy of
Innovation Continues

More than a decade ago, the Center for Cranial Nerve Disorders at
Allegheny General Hospital was making history with leading-edge surgical
treatments for trigeminal neuralgia. Today, that legacy continues at AGH’s
Neuroscience Institute. Neurosurgical innovator Dr. Peter Jannetta continues
to make key contributions to the Institute while neurosurgeons Dr. Khaled
Aziz and Dr. Jack Wilberger provide the best care for patients with
cranial nerve dysfunction. Staffed by experienced physicians, nurses
and neurointensivists with access to a new intensive care unit at a world-
renowned academic institution, the Neuroscience Institute is still leading
the way to improve outcomes for the patients of western Pennsylvania.

To find a physician at the Center for Cranial Nerve Disorders,
call 412.DOCTORS (362.8677).

wpahs.org
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Year-old Facial Pain Network  
Expands Conversation Among Patients and 

Health Professionals
By Arline Phillips-Han

People with facial pain, 
whether the sudden 
unpredictable strikes of 
classic trigeminal neuralgia, 
or different varieties of 
aching, stabbing or burning 
pain, often find the best 
insights into the problems 
come from individuals 
who’ve found effective 
treatment, or are willing to 
talk about their efforts to 
achieve pain relief.

Carolyn Morris of Arlington, Texas 
discovered access to such well 
informed people when she began 
an Internet search for information 
to help her daughter-in-law, Lolly, 
who suffers with atypical TN. She 
first tapped into the chat room 
known as TNA CONNECT, and in the 
early spring of 2011, found a larger 
universe of assistance through 
the new Facial Pain Network. Both 
services are sponsored by the 
national office of TNA-Facial Pain 
Association, and both have users 
across the nation and abroad. 

Morris tuned into the new social 
media site on a rather urgent 
basis at a time when Lolly was 
planning to undergo microvascular 
decompression (MVD), the gold-
standard surgical treatment for 

trigeminal neuralgia. She had 
previously failed to benefit from a 
balloon compression procedure, 
and was scheduled to undergo 
MVD in March 2011. 

“Many people on this site 

helped during this time by 

sharing their stories with 

me,” she said. “Several 

weeks after Lolly’s surgery, 

she started having an 

awful headache. Through 

the network I found just 

the right people to answer 

our questions and help us 

determine that her headache 

might not be TN-related. 

That was very comforting.”

The outcome of surgery was 
another huge disappointment for 

Lolly. Her pain grew worse 
and became constant, 
making it very difficult to 
sleep. Now on medical 
disability, she continues 
to seek relief through 
medications, while her 
mother-in-law remains 
vigilant in looking for a 
medical solution.

Morris was enlisted in the 
original test group that 

evaluated the new network 
and gave feedback to the TNA-
FPA administration. The more she 
used the network, the more she 
realized the advantage it provides 
for staying in the mainstream of 
communication among patients 
who share their stories of treatment 
successes and failure. When a new 
question pops into her mind, she 
can enter the “live” chat room at any 
time day or night. She logs in often 
to read new postings and to check 
on friends who are going through 
a rough time, or facing surgery. She 
takes notes, keeps track, and relays 
information to her daughter-in-law.

She also welcomes new users to the 
network, which has registered more 
than 1,600 members since it was 
activated in February 2011.
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For all users, the FPN is a link to the invisible world 
of individuals sharing a common pain. The network 
can be reached at www.fpa-support.ning.com.

“It is very comforting to talk to people who 
know about the disease and the pain, and 
are willing to share their thoughts with me,” 
Morris said. “Through this site, I have found 
medical help not only in the Dallas-Fort Worth 
area, but all over the world.”

Morris said the most active group on the network are 
men and women suffering with ongoing severe burning 
facial pain attributed to anesthesia dolorosa. As often 
happens when people are brought together through 
a sharing of difficult circumstances, friendships have 
deepened beyond the boundaries of illness and pain. 
Members of this group chat about many aspects of their 
lives, much like an extended family.

In early March 2012, Morris found herself at the receiving 
end of comfort and encouragement through The Facial 
Pain Network, despite the fact her problem had nothing 
to do with facial pain. She had informed some of her 
network friends that she was about to undergo knee 
surgery, and they reached out to wish her a speedy 
recovery during the days of her recovery.

John Koff, Chief Executive Officer for the TNA-Facial Pain 
Association, says The Facial Pain Network offers new 
supportive options to its members, including the ability 
to share photos and videos, and to easily form groups 
or meetings based on similar interests, as well as to 
engage in online chats. Viewing presentations by leading 
physicians in the field help many patients make decisions 
about treatment.

 Cindy Ezell, the Association’s Director of Patient Services 
and a trigeminal neuralgia patient for more than 25 years, 
said the site creates “a forum for discussions of various 
facial pain conditions and issues related to them, and 
for people to share relevant articles, books and personal 
experiences.” 

 The month of June 2012 marks the 
46th year since Peter J. Jannetta, 
M.D., then a young resident in 
neurosurgery at the University 
of California at Los Angeles, 
first performed microvascular 

decompression (MVD) surgery in a patient with trigeminal 
neuralgia. Six months earlier, he performed MVD for the 
first time in a patient with hemifacial spasm at UCLA.

The MVD procedure was highly controversial at the time 
of its “debut” in 1966. Today it has a global reputation as 
the standard treatment for relieving excruciating facial 
pain involving the trigeminal nerve. The initial success 
rate was 82 percent for complete pain relief, with another 
16 percent attaining partial relief, for a combined initial 
success rate of 98 percent. At 10-year follow-up, 68 percent 
had excellent or good relief, while 32 percent had recurrent 
symptoms of facial pain.

Dr. Jannetta is chairman emeritus of the TNA-FPA Medical 
Advisory Board and is vice chairman of the Department of 
Neurosurgery at Allegheny General Hospital in Pittsburgh, 
PA and a current member of the TNA-FPA Board  
of Directors.                        

On March 16, 2012, he was awarded the Medal of Honor 
from the World Federation of Neurosurgical Societies 
in Boston and later that month received the Medal of 
Outstanding Service from the Neurosurgical Society of 
America at its annual meeting in Hawaii. He is known for 
his discovery that TN can be caused by a compression of 
the fifth cranial nerve (the trigeminal nerve) by surrounding 
blood vessels. He also developed the microscopic surgical 
approach, now known as the Jannetta Procedure, in which 
a tiny pad is inserted between the nerve and artery to 
relieve the compression. 

Historical Milestone in 
Neurosurgery

By Arline Phillips-Han

Dr. Peter Janetta

www.fpa
-support.ning.com
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While most of us lean towards the basil version, 
pesto has as many variations as there are uses. This 
is a great pesto alternative. 

Pesto is not just for pasta. Try it with grilled 

fish or chicken, toss on grilled summer 

vegetables or use it to enhance salad 

dressings and dips. 

1/3 cup pumpkin seeds toasted

1 cup lightly packed cilantro leaves washed and drained

1/3 cup Parmesan cheese

3 cloves garlic, peeled

2 tbsp fresh lemon juice, plus more if needed

2/3 cup extra-virgin olive oil

Fine-grain sea salt

Toast pumpkin seeds:

Place on cookie sheet in 375° oven for 15 minutes, toss 
occasionally to toast evenly, let cool.

Prepare Pesto:

Combine toasted pumpkin seeds, cilantro, Parmesan, 
garlic, lemon juice, and a splash of olive oil. Blend with 
a food processor or standard blender until smooth. 
Continue blending as you gradually drizzle in remaining 
olive oil, until pesto comes together into a vibrant green 
sauce. Taste and add salt or more lemon juice, if needed.

Once prepared Pesto will keep in the refrigerator for up 
to a week. 

Cilantro Pesto

•  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



Summer 2012  --------------  27

March 2012
Pam Adams

Anneliese Besemer

David Bundy Bundy

Kandi Champion

Linda Cooper

Kay Cousineau

Debra Migdal

Mary Denn

Linda Evans

Louise Freedman

Mary Jo Griffin

Ken Groves

Kathy Gustavson

Ken Holmes

Jane Irving

Josie Katz

Julie Kawasaki

Carol King-Wansley

Faith Klein

Joan Lewander

Joan Lodico

Sister Catherine McCarthy

Frank McHugh

John Moon

Sylvia Mullan

Jacqueline Phillips

Loren Poulsen

Catherine Robinson

Diane Ramey

Natalie Schickling

Shirley Scully

Abby Semel

Jennifer Sweeney

Nancy Tucker

Timothy Ubels

Mary Waters

Donald Welcom

Shavonne Williams

April 2012
Gail Albohn

Cyndi Anderson

Jacqueline Andrews

Tom Bailey

York Battey

Marnie Berk

Barbara Bosshard

Samuel Bowser

Fran Brideau

Wendy Brown

Gerald Butts

Floria Cardona

Anne Ciemnecki

Arlene Groden Cohen

Lillian Davis

Sharon Dutdut

Mary Anne Fasching

Diana Ferris

Roger Freeman

Janet Gallinger

Rhonda Gerlach

Ann Goddard

Ilene Gross

Marion Hardin

Rebecca Kelly

Dietmar Kennel

Edmond Kiely

Janet King

Naomi Klein

Sally Korff

Christy Krasinski

Janet Krueger

Judith Lamont

Mary Ann McCann

Karen Mclaughlin

Alexander Nicolson

Elaine Perachio

Vincent Petti

Linda Raab

Leonard Ramroop

Donald Rauch

Laurie Rauch

Patricia Reilly

George Ruglio

Robert Sisson

Ina Slutsky

Betsy Tascione

Janet Thuringer

William Voss

Howard Wallach

Dennis Wenger

Laura Whitaker

Anna Willard

Abby Williams

 

May 2012 

Folasade Adediran

Chris Barbee

Kristie Bissen

Karen Dempsey

Matthew Etzrodt

Peter Ferro

BonnieG Gray

Michael Halstead

Iku Hopes

Esther Penfold

Trinka Plumb

Eileen Post

Art Schwartz

Cathy Sentner

Martha Smith

Tari Tielke

Janna Townsend

Donald Warsavage

Donna Zajd

The following individuals joined or 
renewed their TNA membership

“Tributes” . . .on page 28
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In Memory Of:

Helen Baker 
 Jacqueline Bixel

Saul Broatman 
 Dorothy Broatman

Maryann Donovan 
 Sue Knirsch

Lucy Frank 
 Don Frank

Hope Freed 
 Martha Lesser

Anna & Mark Gracin 
 Ann Gracin

Joann Greer 
 Julia Hoke

Gloria Hartman 
 Noble Hartman

Kaye Holiday 
 Kathy Jovin

Ardyce Johnson 
 LeRoy Johnson

Dorthey Jean Ann Johnson 
 Paula & Jerry Hogenmiller 
 Thomas, Rhoden & Cowie

Bessie Peach Jones 
 Julia Hoke

Miriam C. Lau 
 Helen Lee

Brian Nelson 
 Meredith Huffman

Jerline Peters 
 Connie Thomas

Brita Peterson 
 Leslie & David Brown

Charles L. Pray 
 Phyllis Pray Jasin

Tom & Pat Reese 
 Bob Gerkins

Earl Way 
 Claire Way

Papa Bob Williams 
 Linda Williams

Betty Woo 
 Helen Lee

Ruth Wright 
 Lewis & Cathy Hicks

 

In Honor Of:

All Who Suffer with TN 
 Jane Nash

Fred Argir 
 Joan Foster

Shane Anderson 
 Wayne Anderson

Claude Aldridge 
 Elizabeth Uden

Doris Ballew 
 James Maier

Nattilee Bates 
 Carolyn Joseph

Dana DeSantio 
 Wayne Anderson

Dr. Kenneth Casey 
 Janet Kameros

Dr. Vinay Chaudry 
 Art & Ann Schwartz

Cindy Ezell 
 Gene & Alice Crabtree

Ashley Fodroci 
 Michael Fodroci

Dr. Jordan Grabel 
 Dr. Peter Fallon

Dr. Daniel Harrison 
 Art & Ann Schwartz

Bessie Hill 
 Allison Blevins

Pete Herman 
 Art & Ann Schwartz

Bernie Itzen 
 Linda Itzen

Dr. Peter Janetta 
 Iva Conjelko 
 Janet Kameros 

Jill Leitheiser 
 Joe Leitheiser

Dr. Michael Lim 
 Art & Ann Schwartz

Sr. Catherine McCarthy 
 Sr. Genevive Gomez

Dr. Kathryn Noonan 
 Nancy Prioreschi 

Fran Opengart 
 Caryn Robbins

Claire Patterson 
 Gene & Alice Crabtree 
 Stephen Patterson

Mary Lou Peterson 
 Mary Hilgert

Dr. Jason Rosenberg 
 Art & Ann Schwartz

Don & Joanie Scott 
 Art & Ann Schwartz

Frank Sherwood 
 Alberta Abbott

Harold Singer 
 Patricia Singer 
 Jennifer Constine

Robin Woollatt 
 Hal Kingsley 
 Dr. Victoria Kingsley

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 May 2012:



Dr. Daniel Harrison 
 Art & Ann Schwartz

Bessie Hill 
 Allison Blevins

Pete Herman 
 Art & Ann Schwartz

Bernie Itzen 
 Linda Itzen

Dr. Peter Janetta 
 Iva Conjelko 
 Janet Kameros 

Jill Leitheiser 
 Joe Leitheiser

Dr. Michael Lim 
 Art & Ann Schwartz

Sr. Catherine McCarthy 
 Sr. Genevive Gomez

Dr. Kathryn Noonan 
 Nancy Prioreschi 

Fran Opengart 
 Caryn Robbins

Claire Patterson 
 Gene & Alice Crabtree 
 Stephen Patterson

Mary Lou Peterson 
 Mary Hilgert

Dr. Jason Rosenberg 
 Art & Ann Schwartz

Don & Joanie Scott 
 Art & Ann Schwartz

Frank Sherwood 
 Alberta Abbott

Harold Singer 
 Patricia Singer 
 Jennifer Constine

Robin Woollatt 
 Hal Kingsley 
 Dr. Victoria Kingsley

There’s a new hope for those suffering from the facial pain associated with trigeminal  
neuralgia. Stereotactic radiosurgery is a painless, non-surgical treatment that uses very 
precise beams of radiation which target the nerve root. This outpatient procedure 
involves no incision, no pain, and no anesthesia. 

Call a treatment center near you to see if radiosurgery can end your pain.

Break free from facial pain.

Austin CyberKnife (Austin, TX)
512-324-8060
AustinCyberKnife.com

Columbus CyberKnife (Columbus, OH)
614-898-8300
ColumbusCK.com

CyberKnife Center of Chicago (Chicago, IL)
331-221-2050
ChicagoCK.com

Illinois CyberKnife (Chicago, IL)
847-723-0100
IllinoisCK.com

Oklahoma CyberKnife (Tulsa, OK)
918-949-6676
OklahomaCK.com

Reno CyberKnife (Reno, NV)
775-348-9900
RenoCyberKnife.com

Rush Radiosurgery (Chicago, IL)
312-942-4600
888-722-6123
RushRadiosurgery.com

http://www.ChicagoCK.com
http://www.austincyberknife.com
http://www.ColumbusCK.com
http://www.chicagoCK.com
http://www.illinoisCK.com
http://www.OklahomaCK.com
http://www.RenoCyberKnife.com
http://www.RushRadiosurgery.com
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