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Welcome to Ms. Anne Ciemnecki, a new member of our 
Board of Directors.  Anne is a third generation TN patient, 
a Support Group Leader and she brings useful skills, 
experience and enthusiasm to our Board.  Anne, we are 
very happy to have you helping to guide TNA.

Many of you are familiar with TNA’s support services and 
funding of research to improve treatment and find a cure.  
You can call our office for help anytime and our National 
Conference in San Diego was a rewarding success.  Here 
in this letter is an update on what TNA is doing to find and 
assist more of those struggling with facial pain disease.

First, although the rarity of TN makes reliable estimates 
difficult, the typical patient is in her or his late 50s or 
early 60s.  The average incidence is about 4.7 new cases 
per year per 100,000 people.  For those under 40 years 
old, TN is even rarer and the incidence is only about 0.2 
per 100,000 people.  Some members of TNA have been 
diagnosed when in their teens and 20s.  For these patients, 
diagnosis can be even more difficult and their youth 
means that they have lifetimes of relationships, school, 
work and other activities ahead.    

Following our 2010 National conference, Ms. Tiffany 
Smith formed TNA’s Young Patients Committee and the 
YPC now has about 450 members.  For patients under 
40 years old, it is a forum for support and information.  
Members communicate through Facebook at http://
www.facebook.com/tnaypc and rooms for YPC meetings 

are reserved at TNA conferences.  Members say that the 
emotional support, acceptance and knowledge that 
they obtain and provide to others are the most valuable 
aspects of the YPC.  For young patients, caregivers often 
include their parents.  More than a few parents attended 
our 2013 National Conference in San Diego and the YPC 
is organizing to help these parents and other caregivers 
to help each other too.  TNA provides mailing and other 
infrastructure support to the YPC.  An update of Striking 
Back is underway and it will address the needs of young 
patients.  TNA includes the President of the YPC in TNA’s 
Board of Director communications and meetings.  Ms. 
Ally Castellano, the new President of the YPC, is featured 
in this issue of TNAQ.  Serving and listening to our young 
members is essential, input is invited.  

Another initiative to find and assist those with facial pain 
disease is ramping up.  As interaction between patients 
and caregivers and TNA moves to internet-based social 
media including our website, our website becomes 
increasingly important.  It needs to be easy to find, easy to 
navigate and it needs to meet patient and caregiver needs 
as efficiently as possible.  TNA has a survey of website 
users underway and the results are the start of a major 
initiative that will help us to reach and be useful to more 
of those suffering with facial pain disease.  

Do plan to attend our Regional Conference on April 26, 
2014 in Indianapolis. 

From the Chairman of the Board

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

Anne Ciemnecki,  
director of charities for people 

and pets in crisis, joins the 
Board of Directors for TNA-The 

Facial Pain Association 

Anne B. 
Ciemnecki of 
East Windsor, 
N.J., newly 
retired from 
a 35-year 
career with 
Mathematica 

Policy Research in Princeton, and current 
hands-on administrator of support 
services for  people and animals in crisis, 
will address new challenges as a member 
of the TNA-FPA Board of Directors. 

Through her role on the Board, she 
plans to invest her talents in writing 
grant proposals and soliciting donations 
to the support services relied upon 
by thousands of facial pain patients 
in the U.S. and abroad. She also aims 
to strengthen educational outreach 
to physicians and dentists, many of 
whom have never seen a person with 
trigeminal neuralgia (TN). As a retired 
survey methodologist, she will help the 
Association with surveys to collect data 
for evidence-based decision making.

She already works with the Association 
as leader of The Central New Jersey 
Support Group for Facial Pain Patients 
and People Who Care, and as a 
telephone support contact for people 
suffering episodes of facial pain.

Ciemnecki brings to the Board 
exceptional compassion for people with 
severe facial pain, including trigeminal 
neuralgia, which has been in her life 
for half a century. She is considered 
rare in medical circles as a third-
generation TN patient following the 
paths of her mother and grandmother, 
who suffered intense and disabling 
pain at a time when the disease was 
poorly understood and treated without 
the benefit of advanced imaging 
technology.  Her own battle against 
an atypical form of TN began 22 years 
ago, but was not diagnosed until 11 
years later by a dental expert in pain 
management. During those years, a 
number of doctors and dentists were 
stumped by her condition, due in part to 
her non-classic pain symptoms and the 
fact TN is not known to be hereditary. 
She suffered chronic aching pain in 
contrast to the classic electric shock-like 
bolts of pain.

Her condition was finally defined by 
Los Angeles dentist Steven Graff-
Radford, DDS, director of Program for 
Headache and Orofacial Pain at Cedars-
Sinai Medical Center, and a member of 
the TNA-FPA Medical Advisory Board. 
Within 10 minutes after Ciemnecki 
entered his office, he hypothesized that 
she had an unusual presentation of 

By Arline Phillips-Han
Science Reporter

http://www.fpa-support.org
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classic TN. His assessment was proven correct when MRI 
(magnetic resonance imaging) revealed a blood vessel was 
compressing her trigeminal nerve.  Soon afterward, she 
underwent microvascular decompression (MVD) surgery, 
which resulted in five years of pain relief.

But Ciemnecki’s problem was not simple. After the pain 
returned with a vengeance in 2007, she underwent an 
experimental gamma knife procedure that relieved her 
head pain, then a second MVD in which the surgeon found 
three additional nerve compressions. The second MVD left 
her with a small burning spot in her palate, similar to a pizza 
burn. She keeps 
the pain in check 
through the use 
of a neurosensory 
stent to which 
she applies a 
compounded 
gel, and 
prescribed doses 
of Cymbalta, 
Clonazepam 
and Trileptal. 
Today, she is 
affected only 
by periodic flare-ups of burning facial pain. She undergoes 
upper cervical chiropractic adjustments twice a month, and 
carefully avoids iced beverages and cool breezes, which 
trigger pain.

She is grateful to her best friend, Karen Cybulski, for 
empathetic understanding and support that includes co-
leading the Central New Jersey Support Group and going 
with her to many of the regional and national TNA-FPA 
conferences, and to her husband, John, an engineer who is 
by her side through medical procedures and pain flare-ups. 
He is her biggest advocate in insisting that the wait staff 
bring her beverages at room temperature.

“You can be in pain, but not suffer,” Ciemnecki said. “You 
have to look for the things in life that make you happy. So 
much depends on whether you figure out a way to live 
with it.” She says her most effective and happiest distraction 
is two-year-old grandson, Kyle. During the hours she plays 
with him, the pain recedes into the background. 

“I’ve learned that everyone has some unpleasant thing in 
their lives, and some suffer with problems that I consider 
more painful than physical pain,” she said.

Meanwhile, she serves as volunteer director of the non-
profit Seers Farms in Jackson Township, N.J., which provides 
a safe environment for animals whose owners have lost 
their homes to natural disaster or leave their homes due to 
personal crisis.  Seers Farms helps to support the families 
in crisis. Since Super Storm Sandy devastated New Jersey 
a year ago, the organization has housed more than 350 
animals, most of which have been reunited with their 

owners. 

Ciemnecki also 
serves on the 
Crisis Response 
Team with 
Womanspace, a 
Mercer County 
agency that 
supports victims 
of domestic 
violence and 
sexual assault. 
She works with 

her own certified therapy dog, Bessie, during visits with 
victims of domestic violence, and in visits with hospitalized 
children. Bessie has distinction; she is the seventh highest 
rated therapy dog in the nation, according to the American 
Humane Association.

During her long career with Mathematica, she was a 
Senior Fellow who directed many of the organization’s 
large-scale surveys and healthcare studies. She served 
as an Institutional Review Board compliance officer and 
became an expert in interviewing methods for people with 
disabilities and informed consent procedures. 

Anne and her husband, John, have two married sons and 
one grandchild. She earned the Master of Arts degree from 
the Graduate Program for Administrators at Rider College 
and a bachelor’s degree in urban studies from Rutgers 
University. 

“Ciemnecki” . . .continued from page 3

Cindy Ezell, Karen Cybulski and Ann Ciemnecki
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In TNA’s ongoing effort to educate 
medical professionals on neuropathic 
facial pain, we had the opportunity to 
be among 600 exhibitors in the ADA 
World Marketplace exhibitor’s hall 
at the recent annual session of the 
American Dental Association in New 
Orleans. Over 23,000 attendees made 
up of dentists, hygienists and students. 
Exhibiting not only gave TNA the 
opportunity to educate and advocate, 
but to also network with many other 
exhibitors, including: LSU School of 
Dentistry, American Dental Hygienists’ 
Association, American Dental 
Assistants Association, Hispanic Dental 
Association, and Health Volunteers 
Overseas.

One of the continuing education 
courses offered to dentists, focused on 
neuropathic face pain in the dentist’s 
office; the ability to recognize and 
prescribe a course of action.  This 
course was taught by renowned 
neurosurgeon, Dr. Peter Jannetta. 
Over 100 medical professionals were 
in attendance for this course.  Dr. 
Jannetta stressed that many patients 

go undiagnosed and therefore are 
not treated.  Unnecessary dental 
work can be performed that will not 
help the pain of TN and might make 
the pain worse.  After this course the 
dentists in attendance; should be able 
to recognize trigeminal neuralgia and 
prescribe a proper course of action for 
their patients.

Each attendee was given the new 
guide for the oral health care 
professionals about trigeminal 
neuralgia, developed by  Henry 
Gremillion, DDS, Dean of the LSU 
School of Dentistry and The Facial  
Pain Association.

The guide entitled: Trigeminal 
Neuralgia: A Primer for the Oral Health 
Care Professional and Patients gives 
up-to-date information on:

•  The difference in TN and other forms 
of neuropathic facial pain

•  How to Diagnose TN

•  Tips for the patient

•  Available Treatment

•  How to Help the patient during a visit

TNA would like to thank Dr. Jannetta 
for his tenacity and perseverance in 
the recognition and treatment of 
trigeminal neuralgia.  He is one of the 
pioneers in treating this disorder and 
his development of the microvascular 
decompression surgery (MVD)  
has made a future possible for  
those with TN.  

TNA would also like to thank Dr. Henry 
Gremillion, for making this course 
possible and providing up-to-date 
information for TNA’s new Primer for 
the Oral Health Care Professional and 
Patients of trigeminal neuralgia. 

Doctors Jannetta and Gremillion 
have spent decades treating patients 
with trigeminal neuralgia and related 
neuropathic face pain and are 
currently members of TNA’s Board of 
Directors. 

Doctors Jannetta and Gremillion

Educating 
and 
Advocating
TNA and the American Dental Association
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The next time you watch the weather forecast, notice the 
barometric pressure, measured in inches. Numbers such 
as 30.04 will be followed by “rising,” “falling,” or “steady.” 
Typically, when a low pressure front is coming (and they 
do, all the time) it signals not only a change in the weather, 
but a drop in the barometric pressure, which is pressure 
against the Earth’s atmosphere. Remember when Grandma 
would say, “Rain’s coming, and I can feel it in my joints?” She 
actually knew this because of what happens to our bodies 
when the barometric pressure changes.

That means that the pressure against your body drops as 
well, and your joints and areas that are injured can begin 
to swell. This swelling causes increased inflammation, and 
we require hormones to deal with this increased activity 
in our bodies. Increased use of these hormones can cause 
depletion of them, too. Our body is not a bottomless pit 
when it comes to its defense systems.

We have, nestled atop each kidney, a small gland 
that produces both adrenaline and cortisone. These 
two hormones help us with energy, mood, immune 
function, pain management and the famous “Flight or 

Fight” response. The steroid cortisone is fundamental 
in managing pain, immune function and energy. When 
cortisone levels drop, these can all become a problem. 
Adrenaline is famous for energy and strength. We all know 
stories of how a man demonstrates sudden superhuman 
strength when he picks up something heavy like a car, 
rescuing a child who is trapped underneath. (Don’t try this 
at home!)

Did you ever notice how your cold or pain gets worse at 
night? That’s because our bodies slow production of both 
adrenaline and cortisone in the evening so we can go to 
sleep. It’s part of our circadian rhythm. The downside is the 
fact that we don’t have these hormones that help us feel 
better, either. So, our cough gets worse, and our pain goes 
through the roof.

Something similar happens when a storm is coming. 
Did you ever know someone who could “smell” snow or 
rain before it came? What they “smell” is a change in the 
electrical charge in the air. It’s been described as a “metallic” 
smell. All atoms have either a positive or negative charge so 
they can bind to form molecules. As the barometer falls, the 

Why Does Pain Get 
Worse When a Storm Is 
Coming?

By Diana L. Walcutt, Ph.D

TNA News Wire

TNA News Wire: Distributing scientific and general interest news 
to patients with neuropathic face pain. A bi-monthly electronic 
newsletter of TNA - The Facial Pain Association.  Look for it in 
your inbox! 
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positive charge, or “ions” increase which causes a depletion 
of cortisone in the body. This happens to all creatures that 
have adrenal glands—in other words, all mammals.

People who are chronically stressed either physically 
or emotionally may experience weather changes more 
acutely. The elderly will experience it more acutely as well, 
as their bodies don’t have the ability to overcome these 
changes as easily as they did when they were younger. 
Because of our dependency on caffeine, we drink another 
cup of coffee, eat chocolate or sip tea in order to suppress 
fatigue that signals a drop in pressure, but don’t understand 
why our knees hurt more. There’s only so much cortisone 
produced daily unless we take medicines or drugs that 
“pump up” this steroid. Unfortunately, doing that on a 
chronic basis can kill you. Think about the athletes who 
have died of chronic steroid use after their heart gives out.

So what can we do to manage this, aside from moving 
to southern California? Well, depending on the problem, 
whether it is pain, mood, or energy, there may be a 
solution. If the problem is simply energy, then we are 
warned to stay away from simple carbohydrates such as 
sugar, starches, and junk food. Eat foods that will sustain 
you and not bring the “crash” you feel after that morning 
donut. Don’t assume that caffeine is the answer, either. 
Consult a nutritionist if you need to come up with ideas for 
controlling simple energy problems.

Chronic pain, chronic fatigue and depression all present 
unique challenges. They all can be affected by nutrition, 
exercise, sunlight and barometric pressure, as well as by 
chemical imbalances. It isn’t a good idea to self-diagnose 
and self-treat when there may be medical problems 
causing these fluctuations in mood, energy and pain. But 
once diagnosed by a professional, there are things that we 
can do to improve our response to the environment.

Chronic pain can respond to pain management techniques. 
To be effective, though, these techniques require daily 
practice. Choices include relaxation or hypnosis techniques 
(including guided imagery and tapes), biofeedback, 
acupuncture, acupressure, Reiki, massage, chiropractic, and 
aquatherapy. You may have to try several before you find 

one that you like and that works well for you.

Chronic fatigue still is poorly understood, although it can 
have a profound effect on mood. Diet, particularly the 
avoidance of carbohydrates, can help.

Depression has been described as a “chemical imbalance” 
but that is only part of the story. There are theories of 
genetics or the environment, such as family influence, 
prenatal care, or biohazard exposure. It also can be a 
manifestation of electrical problems in the brain, and that 
can be treated with neurofeedback. But the barometric 
pressure can have a profound effect on mood as well, 
especially if it is interpreted as a dip in depression vs. a 
drop in energy. How we interpret changes in our mood will 
have major effects on the mood itself. For instance, if we 
interpret a simple burst of adrenaline as anxiety, then we 
may have a panic attack. If we are tired from a long week, 
we can see this as depression rather than a body that just 
needs a rest.

Can Grandma predict the weather? Yes, sometimes she 
can, especially if she has arthritis or bursitis. Most of us 
don’t need a sophisticated meteorologist’s maps and 
predictions to know if we are hurting. But perhaps we can 
take measures to diminish the impact that an impending 
storm may have on us. We can eat properly, exercise, 
avoid the negative effects of drugs or alcohol, and use 
pain management techniques to control the chronic pain. 
Beware, however, of rebound pain that we can experience 
the day after “extra” doses of pain meds, whether they are 
for a bad back, joint or muscle pain, or a headache. The 
pain often can be as bad or worse the next day because of 
withdrawal from the medicines taken the day before.

Consult a professional about your mood, pain, or energy. 
Help can be simply a phone call away. You can check on 
the Internet as well. For chronic pain, Google the type of 
pain you have and look at professional websites such as 
The American Chronic Pain Association or The American 
Council for Headache Education. For more information 
about neurofeedback, visit www.eeginfo.com. 
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9TH NATIONAL TNA CONFERENCE  
OCTOBER 2013

SPECIAL THANKS TO DR. JOHN ALKSNE AND THE UC SAN 
DIEGO MEDICAL CENTER FOR SPONSORING THIS EVENT

The TNA National Conference is the Association’s 
premiere event,  bringing  together patients, 
caregivers, board members, staff and many of the 
world’s leading experts on neuropathic face pain. 
With more than 300 attendees at the Westin San 
Diego Hotel it was a unique opportunity for patients 
to network with each other and consult informally 

with healthcare professionals.  These pictures 
provide a glimpse into the three day event. Many 
of the expert presentations on trigeminal neuralgia 
and related neuropathic face pain, including surgical 
and non-surgical treatment options were recorded 
and can be viewed  at www.facepainhelp.com
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FINDING THE GENES THAT 
PREDISPOSE TO TN 

Up until now most approaches to 
treating chronic pain in general, and 
trigeminal neuralgia (TN) specifically, 
have been incidental, in the sense 
that drugs that were developed for 
other medical uses, such as epilepsy 
or malfunction of the pacemakers 
of the heart, ended up by pure 
serendipity to have an effect on 
TN. Except for the discovery of the 
neurovascular etiology of TN, which 
has led to the development of 
surgical decompression treatments, 
there were very few attempts to study 
TN properly, and by properly, I mean 
studying the disease from its roots. 

Why do only a few of those 
who develop the neurovascular 
abnormality continue to develop 

TN is still a complete mystery, but 
now we can solve it using a genetic 
approach that goes down to the roots 
of this disease, finding the targets, 
and thereby finding a cure. The 
project is called “In Search of a Cure 
... Finding the Genes That Predispose 
to Trigeminal Neuralgia.” Coordinated 
by a team lead by Dr. Marshall Devor 
(Department of Cell & Developmental 
Biology, Institute of Life Sciences, 
The Hebrew University of Jerusalem, 
Israel), Dr. Kim Burchiel, (Chairman, the 
Department of Neurological Surgery 
at the Oregon Health & Science 
University in Portland) and I. This 
panel is complemented by Dr. Joanna 
Zakrzewska (Director, the Facial 
Pain Unit, Eastman Dental Hospital, 
London, England), a world expert in 
TN and other facial pain syndromes, 
and Dr. Scott Diehl (Director, Center 
for Pharmacogenomics & Complex 

Disease Research at the Department 
of Oral Biology, Rutgers School of 
Dental Medicine in Newark, NJ) and 
renowned human geneticist, genetic 
statistician and bioinformatician. 

There have been two approaches 
in pain research. In the ‘bottom/up’ 
approach scientists have developed 
experimental animal models that 
imitate human pain syndromes. 
Operating within ethical constraints, 
such preparations have enabled 
scientists to use invasive methods 
(that are impossible to use in 
humans), to study the underlying 
pathological mechanisms. This 
knowledge was instrumental in 
pharmacological studies that test 
novel treatments to prevent pain from 
developing or treatments that cure 
pain that has developed into chronic 
pain, or palliative treatments that 

Trigeminal 
Neuralgia:  
the Curse  

and its Cure
Dr. Ze’ev Seltzer, Professor of Genetics

Director, Pain Phenomics and  
Genomics Research Group

Faculties of Dentistry and Medicine (X-appt)
University of Toronto, ON, CANADA

zeev.seltzer@utoronto.ca

http://www.mayoclinic.org/trigeminal-neuralgia/
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enable patients to live with their pain 
at the cost of minimal side effects. 

All painkillers that are currently 
in clinical use, whether found by 
serendipity or developed de novo as 
an outcome of a mechanistic research 
in animal models, had to be screened 
first on animals before trying them on 
patients. In fact, a part of my career 
has been devoted to developing 
such animal models and studying 
them. However, the problem with TN 
is that we have been unable to find 
an appropriate animal model. Again, 
genetics can change this shortcoming 
and be instrumental in developing 
such a model, as I describe below. 

In the ‘top/down’ approach scientists 
have studied pain patients in an 
attempt to find the pathological 
mechanism directly (as opposed to 
the indirect approach of using an 
animal model). Our TN pain genetics 
project is an example of this ‘top/
down’ approach. Working toward this 
approach, we are currently collecting 
hundreds of TN patients for a genetic 
analysis. Each patient provides us with 
a sample of saliva. Saliva contains 
white blood cells that release the DNA 
from the nucleus in the process of 
breaking down. The saliva is collected 
in a special plastic kit that contains a 
preservative solution to protect the 
patient’s salivary DNA from being 
degraded by special enzymes that are 
excreted in saliva. 

COLLECTING THE DNA 

Each participant fills out several 
questionnaires that detail the story 
of their TN: its manifestations, the 

impact that pain has had on their 
quality of life, and additional details 
including the type of treatments 
used for TN, and more. Dr. Burchiel’s 
team will collect this pilot TN cohort 
comprising of approximately 100 
patients, and when completed, this 
cohort will be expanded to include 
up to 500 TN patients. To accomplish 
this goal rapidly it will be done in 
parallel with other surgical pain 
centers throughout North America 
and London, England.

All saliva samples will then be shipped 
for genetic analysis to Dr. Diehl. Dr. 
Diehl’s team will extract the DNA from 
the saliva samples and use cutting 
edge genotyping methods to analyze 
the DNA. Further explanation on 
this process is provided below. Then, 
together with my team in Toronto, 
Dr. Diehl and his team will compare 
the genotypes (see definition below) 
of the TN patients to those of the 
general population of whom only a 
negligible fraction develops TN. 

This comparison is expected to result 
in the identification of faulty genes 
that produce TN, teaching us about 
the genetic underpinnings of TN and 
possibly that of other orofacial and 
chronic pain syndromes. Moreover, 
this genetic knowledge will enable us 
to develop an animal model of TN as 
a means of studying the pathological 
neural mechanisms of TN and of 
testing novel treatments. 

This project is not our first pain 
genetics project, but it is the first on 
TN. My team has already collected 
several cohorts of pain patients for 
genetic studies. In Cambodia we 

collected samples of approximately 
6,000 amputees who had lost a limb 
by stepping on landmines over three 
and a half years and 500 Cambodians 
who serve as controls who did not 
lose a limb. Our studies indicated 
about two in three amputees in 
Cambodia developed chronic 
phantom limb pain in the missing 
part of the limb, or stump pain (pain 
in the remaining part of the limb), 
while one in three remained pain free 
after the wounds have healed. 

Earlier in Isreal we collected samples 
of 867 women post-mastectomy and 
250 men and women with a limb 
amputation and have now collected 
a cohort of 2,000 patients in Canada 
that had cardiac or chest surgery. The 
logistics of these collections are quite 
similar in design to the TN genetic 
project so we can transpose from our 
experience in those other cohorts to 
the present TN project.

WHY SO MANY PARTICIPANTS ARE 
REQUIRED 

The reason for the large numbers is 
that in human genetics, the more 
patients analyzed, the more confident 
one can be about the statistical 
validity of the expected findings. 
Moreover, having a large cohort for 
the analysis enables one to identify 
genetic variants that are rare in the 
general population, and still have 
enough participants to replicate the 
findings in a follow up study in a new 
batch of participants from the same 
population.

Had we had sufficient funding, 
we would have transposed our 

“Seltzer” continued  on page 14
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experience of collecting those 
large-scale cohorts to our TN 
project, and within three years could 
have collected thousands of TN 
patients into the project. This would 
necessitate a worldwide multi-center 
effort, because no single center has 
access to thousands or even many 
hundreds of TN patients. Due to 
funding constraints, we will begin 
with a modest cohort of 500 TN 
patients. Moreover, if we had sufficient 
funding we could carry out a Full 
Genome Sequencing (FGS) analysis 
on all collected TN patients. To explain 
what this analysis entails, I need to 

go a bit deeper into the structure 
of the genome, so please bear with 
me as I explain this scientifically for a 
paragraph or two. 

HOW LONG WILL IT TAKE TO FIND 
A CURE 

So what geneticists do when 
performing a FGS analysis is to check 
every SNP along the two DNA strands 
to determine whether it is an A, C, T 
or G, and seek SNPs that consistently 
differ between TN patients and 
people who did not develop the 
disease. To complicate matters a bit 

more, certain diseases need time to 
produce; therefore, the comparison 
of the sequence in patients with the 
disease should be done to that of 
controls matched by age and gender 
and ethnicity, since people of different 
genetic backgrounds have different 
sequences. 

This method is already in use but is 
quite costly, carrying a price tag of 
about $3,000-$5,000 per patient. With 
the appropriate funding, this would 
be the ultimate genetic analysis of 
the DNA of all TN patients in the 
cohort, because it would identify all 

The DNA is made of two long strands, each 
comprising three billion molecules called 
‘nucleotides’ that are connected in a series like 
a chain of beads. The two strands are connected 
to each other by bead-to-bead side bonds, which 
give the DNA its known coiled ladder shape.  Each 
bead can be one of the following four nucleotides: 
adenosine, cytidine, thymidine, and guanosine. 

For simplicity, these nucleotides are abbreviated 
into the letters A, C, T, and G. As these four letters 
vary in structure from each other, we refer to them 
as ‘genetic variants’. They are also called ‘single 
nucleotide polymorphisms’, and in short: SNPs 
(pronounced “snips”). For example, a segment of 
DNA may consist of the following ‘sequence’ of 
SNPs: ….ACGGTTTTCGGGA…etc. They serve 
as the alphabet of the genetic code. 

A unique sequence of thousands to tens-of-
thousands of such SNPs combine to produce 
‘words’ (i.e., the genes), delineated by a prefix and 
suffix that tell us that the sequence in between is 
of a gene.  Humans have about 21,000 such genes 

in our genome. In between those words there are 
large spaces that are also made of such beads/SNPs/
letters/genetic variants. Those genes (‘words’) 
provide the cells of the body a cookbook of 21,000 
recipes, if you wish, each of which instructs the 
cells of the body of a unique protein the cell needs 
for its function at any moment of its life. 

As noted above, every cell has two different DNA 
strands, one inherited from one’s mother and one 
from one’s father.  Thus, for every gene each cell in 
the body has two sequences of SNPs, one on each 
strand. These sequences may be identical to each 
other or different. In addition to the DNA there 
are small ‘robots’ that run along the DNA strands, 
“unzips” them to read the sequence of the SNPs on 
each strand and produces proteins that are needed 
by the cell for its function. Therefore, based on the 
sequence of SNPs for every gene copy, one on each 
strand, a cell may produce two copies of the same 
protein or two different ones. These proteins may 
sometimes produce a disease if only one of these 
copies is abnormal or sometimes only if both copies 
are faulty. 

WHAT EXACTLY IS DNA?

“Seltzer” continued from page 13
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http://www.mayoclinic.org/trigeminal-neuralgia/
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We have the ‘know how’ and tools 
and are capable of carrying out this 
part of the project. All we need now 
is sufficient financial support.

the genetic variants associated with 
the production of TN in this cohort. 
It would take about two years to 
carry out such a project, including 
validating the expected findings in a 
replication study on a smaller number 
of TN patients. 

Once we knew the identity of the 
TN-causing SNPs we would know the 
genes in which they are located, and 
the proteins that these genes encode, 
and then we would be able to engage 
pharmacologists in an effort to 
develop drugs against those protein 
targets. Testing the efficacy of these 
drugs in TN patients and perfecting 
them would take a few more years. 
So in total, in less than a decade from 
today I believe that this research 
could come up with an effective cure 
for TN. 

We have the ‘know how’ and tools 
and are capable of carrying out this 
part of the project. All we need now is 
sufficient financial support. 

I stated, we already have at hand 
several large-scale cohorts of DNA 
samples of pain patients (and 
matching controls from the same 
ethnicity, gender and etiology who 
are pain free), so the reader may ask 
why should we carry out a special 
genetic project on TN patients and 
not treat TN patients with drugs we 

hope to develop based on genes we 
expect to find in those other pain 
genetics cohorts? 

This question is even more acute 
when considering the fact that the 
‘building blocks’ of the pain network 
in the nervous system are the same, 
consisting of: (i) nerve cells that relay 
information to each other by way of 
synaptic transmission, and (ii) other 
types of cells, including several types 
of ‘glia cells’ that modify the synaptic 
transmission in pain pathways as 
well as set the level of excitability of 
the pain network both in health and 
disease. So, if the building blocks 
are the same, shouldn’t the pain 
pathways involved in all neuropathic 
pain syndromes be the same? 

Using animal models of neuropathic 
pain, studies by Dr. Marshall Devor, 
Dr. Kim Burchiel, myself and many 
other pain scientists working on 
neuropathic pain mechanisms since 
the mid ‘70s have suggested that 
there are indeed similar mechanisms 
that underlie phantom limb pain 
and stump pain following limb 
amputation pain, pain after removal 
of the breast in women with breast 
cancer and other post-surgical chronic 
pain syndromes. But we know very 
little about the pathophysiological 
mechanisms of TN since there has not 
been an animal model of TN. 

USING OTHER COHORTS TO HELP 
SCREEN FOR RARE GENETIC 
VARIANTS 

Nevertheless, the consensus in the 
field suggests that the pathology 
of TN must involve some injury to 
sensory nerve fibers in the trigeminal 
root caused by the juxtaposed 
pounding blood vessel. So it makes 
sense that some of the mechanisms 
of TN are shared with those of the 
other pain syndromes that are caused 
by nerve injury and for which we have 
those large-scale cohorts. 

Indeed, in support of this notion, 
some of the drugs that are effective 
in neuropathic pain caused by nerve 
injury are also effective to some 
extent in TN, which means that they 
operate on similar targets (i.e., the 
same neuronal and/or glial cell types, 
or synapses, or whole pathways). 
Therefore, analyzing the genome 
of men and women following a 
limb amputation, women post-
mastectomy and men post-cardiac 
and chest surgeries is expected to 
identify some of the genetic variants 
that confer the risk for developing TN 
(if having a blood vessel abnormally 
pounding against the trigeminal root). 
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Facing the Future 
Shouldn’t be a Painful Experience

Neurosurgeon Stephen Griffith, M.D., treats 
patients of all ages using surgical or non-
surgical treatment tailored to each patient’s 

unique needs. Using state-of-the-art 
diagnostic technology, including 3-D 
MRI/MRA, he provides the full array 

of leading-edge treatment options, 
including microvascular decompression, 

internal neurolysis, and radiofrequency 
gangliolysis. And with the support of 
the team of experts at Saint Luke’s 

Neuroscience Institute, he offers coordinated, 
world-class care designed to help his patients 

experience a future without pain.

At Saint Luke’s Neuroscience 
Institute, we offer comprehensive 
evaluation, diagnosis, and treatment 
of all types of facial pain

For more information or to make an  
appointment, please call 816-932-2700.
4401 Wornall Road, Kansas City, MO 64111 
saintlukeshealthsystem.org

Stephen Griffith, M.D.

EMPLOYING A COST EFFECTIVE 
METHODOLOGY 

But since we do not know the 
pathophysiological underpinnings 
of TN, we cannot simply wait to see 
if drugs to be developed based on 
genetic targets to be discovered 
for those other neuropathic pain 
syndromes help TN patients. There 
is, however, an intermediate step 
that could expedite this process. It 
necessitates collecting DNA samples 
of about 500 TN patients.

As listed above, we already have 
at hand several very large cohorts, 
comprising together nearly 10,000 
participants with and without 
chronic pain. In addition to 
cohorts collected by us, we have 

access to a cohort collected by 
Dr. Dwight Moulin (University of 
Western Ontario, London, ON) of 
860 neuropathic pain patients. Drs. 
Herta Flor and Marcella Rietshel 
(University of Heidelberg, Germany) 
collected 2,000 limb amputees. Dr. 
Inna Belfer (who graduated from 
my lab) now directs the Program 
of Molecular Epidemiology of Pain 
at the University of Pittsburgh and 
has another cohort of 650 women 
postmastectomy. We also have 
access to cohorts of thousands of 
women postmastectomy and cardiac 
surgery that are collected by DeCODE 
in Iceland. Together, these huge 
numbers provide us the statistical 
power to screen the whole genome 
and find common and rare genetic 
variants in the population, including 

variants that have a major effect on 
neuropathic pain and those that have 
a small effect. 

Since we currently do not have the 
funding to carry out the ultimate FGS 
genetic study on thousands of TN 
patients, we have to be economical 
and move carefully with the modest 
funding at hand by designing our 
current TN project in a way that will 
maximize our chances of finding 
genetic variants of clinical relevance 
for TN patients. This can be done by 
carrying out a genetic analysis that 
does not encompass full sequencing 
of the whole genome, but one that 
checks a sample of genetic variants 
throughout the genome. 

http://www.saintlukeshealthsystem.org
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As the cost of FGS goes down very rapidly and news 
of our project reaches philanthropists, the pharma 
industry, and granting agencies, the time to be able 
to perform a FGS may be shortened considerably.

“Seltzer” continued  from page 17

We plan to use a commercially available “micro-array” (i.e., 
a tray made of glass on which more than a million genetic 
markers are closely packed; each marker can determine the 
identity of the two copies of the SNPs a patient carries at a 
specific position along the genome (on the 2 DNA strands). 
This method can also tell investigators whether any of the 
10,000 SNPs nearby the marker - upstream and downstream 
from the strand of DNA – is associated with pain in TN. 

For each of these genetic markers we are going to 
statistically determine whether the type of SNP the marker 
identifies at that position is associated more with having 
TN or not having TN. This method is termed Genome-Wide 
Association Study (GWAS, pronounced “gee-wass”). This 
analysis will not tell us which of those 10,000 SNPs nearby 
are associated with the disease, but only point our attention 
to the fact that one of these 10,000 is a causative SNP. 

Next, a limited sequencing of the 10,000 SNPs should be 
needed to reveal the causative SNP. With 500 TN patients 
in the cohort that we now collect into the project and 
the micro-array that Dr. Scott Diehl will soon use for the 
upcoming GWAS, we hope to find SNPs that are common 
in the population and have a strong effect on producing 
TN. But since this GWAS method can only identify common 
SNPs, this means that there might still be rare genetic 
variants that might be missed in the analysis and that these 
will have to await a deeper genetic analysis using FGS when 
more funding becomes available to the Foundation. 

As the cost of FGS goes down very rapidly and news of our 
project reaches philanthropists, the pharma industry, and 
granting agencies, the time to be able to perform a FGS 
may be shortened considerably. But until that time, we 
will continue with our plan to carry out the GWAS on 500 

TN patients and to find genetic variants associated with 
neuropathic pain in patients post nerve injury by trauma  
or surgery. 

The power in this design is that we can use the large-scale 
cohorts at hand to identify rare SNPs that the GWAS of the 
TN cohort might miss. We could then genotype these SNPs 
in the TN cohort to find out whether they also play a role in 
TN or not, and vice versa -- SNPs found in the GWAS analysis 
of the TN cohort would be genotyped in the post-surgical 
and post-traumatic cohorts to see if these TN SNPs play a 
role in pain of these syndromes or not. Moreover, we could 
offer colleagues who have cohorts of other orofacial pain 
syndromes to test if the TN SNPs play a role in their cohorts. 
Thus, progress in one pain syndrome can significantly 
enhance the means of understanding the genetic 
underpinnings of other chronic pain syndromes.

Knowing the identity of the TN genes will readily inform us 
of the proteins they encode. At this stage we will involve 
pharmacologists in the project to assess whether these 
proteins can be tampered with other in ways (which 
I describe below) and how to accomplish this task. In 
addition to telling us which genes are the culprits, the 
GWAS analysis will also indicate whether having more of 
the protein is associated with the production of TN (termed 
“gain-of-function”; GoF), or the opposite – having less of it 
produces TN (termed “loss-of-function”; LoF). This will guide 
the plan of action.

If a gene operates via a GoF mode, then pharmacologists 
should devise a chemical that will block the production 
of the faulty protein or block its action on its target in the 
brain. If, however, the mechanism of the gene is by LoF, 
pharmacologists should develop a chemical that would 
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facilitate the production of the needed protein, or  
prevent it from being degraded, or prolong its action  
on the target, etc. 

Once a prototypical drug is cleared as safe for human trials, 
after toxicological studies in animals, it could be tested on 
TN patients, genetically selected as carriers of the genetic 
variants for which the drug was developed. Using the 
genetic selection step will make the study more specific, 
shorter, economical and more powerful in its predictive 
value. If shown in these clinical trials as being effective in 
blunting TN symptoms while having no or minimal adverse 
side effects, the drug will be tested by the US Food and 
Drug Administration (FDA) (and its sister agencies in other 
countries). If cleared for clinical use, TN patients around the 
world could then start using it on a routine basis. 

This is just one scenario on how to progress from GWAS-
to-TN-cure, yet there are other possible avenues. One such 
important avenue is based on the notion that genes do  
not operate alone, but in groups and in series (that is, one 
group activates the expression of the next group, and  
so on, in a cascade). 

Knowing who the TN genes are (from the GWAS and 
later on the FGS analyses), and using bioinformatic 
tools, genomic bioinformaticians (like Dr. Diehl and 
pharmacologists whom we would engage in the study 
at that stage), could interrogate the genetic pathways in 
which the TN genes operate and identify a gene upstream 
of the cascade that is easy to target, so that when its 
expression is slowed down or shut off it would produce less 
of the harmful TN gene products downstream the cascade 
(without harming the rest of the body). Or the opposite 
could be produced; one could crank up the production 
of the TN protective gene(s) to provide neuro-protection 
against the harmful TN producing proteins. 

Beyond the efforts of finding the cure for TN, neuroscientists 
like Dr. Marshall Devor, and Dr. Allan Basbaum (who studies 
means of treating TN in animal models of neuropathic 
pain), and many others, would be interested in studying the 
mechanism by which the TN genes produce the disease, 
so that the second generation of TN treatments to come 
are based on substantiated mechanistic knowledge. To this 
end, once we know who the TN genes are and their protein 
products, we could, for example, use histological methods 
to tag these proteins with special dyes that make the 
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neurons or glia cells that express these genes visible to us 
under the microscope. This way, we could map the TN pain 
network in the brain of experimental animals and in post 
mortem material from humans. Until this study can  
be done, we have little clue as to what this TN neural 
network is. 

The problem we now have (i.e., with lacking an animal 
model of TN) would be solved by introducing into the 
genome of experimental animals the same SNPs we expect 
to find in human TN genes. The methods to accomplish 
this are at hand. Then we could determine whether we 
can produce the same TN pain symptoms in the animal 
and continue to study the underlying pathophysiological 
mechanisms that produce TN in the animal. We could use 
the TN animal to develop, and then test, future preventive 
treatments against TN and treatments that alleviate TN once 
produced. 

This model could be used to study means of patching 
the genome by silencing the faulty TN genes, preventing 

them from expressing the faulty form of the proteins or 
substituting the faulty SNPs with SNPs of healthy individuals. 
Such gene therapies can only be studied when having an 
appropriate animal model.

Evidence indicates TN has genetic underpinnings. We know 
that this is the case because there is a higher incidence 
of TN (and similar diseases) in certain families. We also 
know that every biological trait is genetic to some extent 
and that no trait is 100 percent genetic. Every disease is 
to some extent an interaction between genetic and non-
genetic (“environmental”) factors (also termed “gene-by-
environment interaction”, or GXE). We don’t know to what 
extent TN is the result of such an interaction. This will only 
be known once we have found the TN genes. 

In order to answer this important question, we will need to 
collect now as much information from every TN patient that 
we analyze genetically about those environmental aspects 
of their life so that when we find the TN genes we will be 
able to study how they interact with the environment. 

“Seltzer” continued  from page 19
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Only when characterizing the GXE interaction will we be 
able to provide the fullest picture of the disease and how 
to treat it better given the GXE interaction. The role of the 
environment may be negligible, as in certain monogenic 
diseases like cystic fibrosis, or not negligible. Only time 
will tell as we collect the information from all TN patients 
enrolled into the genetic study.

FINDING THE NECESSARY FUNDING 

Our efforts to find a cure of TN via genetic knowledge 
cannot proceed without appropriate funding. As one of 
the very first human pain geneticists, I have been waiting 
for nearly two decades to see an organization developed 
comprised of pain patients having a vested interest in 
seeing this field progress. If we are successful in using this 
approach with TN, the hope is that pain patients of other 
pain syndromes worldwide will also self-organize to help 
solve their problems, because they are the victims of their 
own misfortune - carrying a collection of genetic variants 
that doomed them to be afflicted by pain, pain that for 
some means surviving in a living hell, unable to derive 
satisfactory pain relief from available treatments or receiving 
relief at the cost of substantial adverse side effects. 

As I detailed above - genetic projects are costly, but for drug 
companies this is a bearable cost. On the one hand they 
complain that their pipeline of targets for the development 
of new painkillers, especially for chronic pain, is dwindling 
down. So one would have hoped that they would have 
translated this concern to investing money in what 
potentially can be a goldmine for such targets, perhaps the 
largest goldmine there is. I believe The Facial Pain Research 
Foundation, with our assistance, should lobby the large 
pharma to convince them to invest in this project despite 
TN being a small commercial niche, because understanding 
the genetic architecture of TN will enable them to 
develop better painkillers for many other pain syndromes, 
constituting a huge market for them. 

Governmental funding agencies such as the National 
Institute of Health (NIH), its Canadian homologous agency 
(the CIHR), the European Community, and Australian, 
Japanese, Korean and other governments, have all largely 

failed to translate the terrible cost to the economy that pain 
causes. For example, the American Institute of Medicine 
has recently revised the estimated cost that pain incurs to 
the national economy by way of direct treatment costs, 
absenteeism from work, and reduced productivity of people 
at work who can’t concentrate because of pain or under 
heavy medication. 

These estimates put the cost at more than $635 billion a 
year – more than the combined costs to the US economy 
of cardiovascular diseases and cancer! In fact, even before 
these costs were updated the US Congress had recognized 
the problem when declaring the decade 2000-2010 to 
be The Decade of Pain Control and Research. During 
this decade two large-scale surveys were made public 
indicating that about one-in-three individuals (in the USA 
survey) and one-in-four or five individuals (in the trans-
European survey) will suffer from chronic pain in  
his/her lifetime. 

One would have believed that this silent epidemic would 
be translated by governments of developed countries 
into diverting appropriate funding to projects in pain 
genetics that have realistic chances of making a change, 
but to our dismay, nothing substantial has happened in 
the grantsmanship arena. Scientists, continue to fight for 
insufficient funding in competitions so fierce that make our 
efforts futile in light of the ~6% success rate (with the NIH). 

This situation has been very, very frustrating for me 
personally, as this lottery game forces me to spend about 
75% of my time seeking funding instead of spending my 
time and talents doing research that can move the field of 
pain medicine towards personalized treatments and novel 
painkillers. The frustrating grantsmanship didn’t only slow 
down my own progress, but it has also slowed the course 
of other pain scientists, and thereby it has slowed down the 
entire field from moving forward. I know of several senior 
colleagues in the field of pain who retired at the peak of 
their scientific might, earlier than the age they hoped to 
retire, stating that they do so because they were fed up with 
the frustrating efforts of chasing after funding. 

“Something had to give” and it was you, pain patients, 
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who slowly rose to 
the challenge. For 
me and my fellow 
pain scientists who 
have dedicated 
their careers toward 
better understanding 
chronic pain so that 
we can find a cure, your efforts are inspiring. This should 
lead to mobilization of private money from philanthropists 
and venture capitalists who will see the commercial value 
of the intellectual property that the human pain genome 
has, and of drug companies who need this knowledge 
to develop novel painkillers, and governmental funding 
agencies who should cope better with this crisis to fund 
our efforts to collect the big cohorts that are needed. This 
will enable the use of the already available cutting edge 
genotyping methodologies such as FGS to thoroughly 
harvest the genetic knowledge for the sake of pain 
medicine as has been done for many other major diseases. 

Genetics of cancer, cardiovascular, neurological, psychiatric, 
diabetes, and many other diseases is far more advanced 
than that of pain. There is no reason why this should be 
the case, since given appropriate funding we might have 
already found cures for pain through genetic approaches. 

MOBILIZING SUPPORT THROUGHOUT THE PUBLIC 
SECTOR 

You can be part of this effort. You can help by becoming a 
part of our research team, by mobilizing help and funding 
and by increasing public awareness, lobbying through 
congressmen and senators so that the NIH and other 
funding agencies such as the National Science Foundation 
(NSF), the US Army and Department of Defense (DoD), 
Veterans Administration (VI), and other foundations allocate 
special funding, (NOT through competitive routes) to enable 
us to move faster toward finding cures for chronic pain. 

You should engage philanthropists who probably are not 
aware how many people worldwide suffer from chronic 
pain and help them understand how effective their 
donations can be toward finding a cure. You should engage 

venture capitalists and 
find ways to reach 
decision makers in 
drug companies to 
understand that we 
are not only after a 
cure for TN that affects 
a few, but that the 

same fruits may affect other neuropathic pain syndromes 
for which there is a huge commercial niche, thereby 
justifying their investment. 

Your message to such agencies and individuals and 
foundations should be that: “…all solutions offered to 
pain patients currently are far from being perfect. Every 
treatment that has been tried to date has severe side 
effects, whether by cutting pain pathways or by drugs that 
affect other functions of the brain or the body. There is 
currently always a terrible cost to be paid. Patients pay the 
cost because the alternative is far worse. Many times the 
pain itself remains or even worsens despite the treatment -- 
sometimes because of the treatment. Sometimes it comes 
back again later. 

What hasn’t been tried as yet and has a lot of scientific 
merit, is to go back to the Book-of-Life, to the genetic code 
that constructs pain pathways, and identify those building 
blocks that produce pain in those unfortunate individuals 
that inherited the bad genes, and then solve the problem 
right from the root. This can now be achieved with available 
methodologies, expertise and dedicated scientists; all that 
is needed now is considerably more funding. So open your 
heart and pocket and mobilize your good contacts, because 
there is simply no justification for unnecessary human 
suffering of chronic pain when there are ways to eradicate 
this affliction”. 

“Seltzer” continued  from page 21

Your message to such agencies and 
individuals and foundations should be that: 
“…all solutions offered to pain patients 
currently are far from being perfect.

For more information on this and other research 
projects being funded by The Facial Pain Research 
Foundation please visit www.facingfacialpain.org

To help fund research to find a cure for trigeminal 
neuralgia please visit CLICK HERE

http://facingfacialpain.org/index.php?option=com_content&view=article&id=61&Itemid=122
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•  Specializing in atypical facial pain

• Microvascular decompression

• Glycerol rhizotomy

•  Comprehensive management of 
facial pain

Ramesh Babu MD,

 NYU Medical Center
530 First Ave.

Suite 7W
New York, NY 10016

212-263-7481

Associate Professor of Clinical Neurosurgery

TNA Facial Pain Network

The social network for  
face pain patients

facialpainnetwork.com

Visit us on the web 
tna-support.org

•  #1 site on the internet for TN patients

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

•  discussion boards and chat rooms

 Follow us on facebook

Make TNA part of your social network

facebook.com/facialpainassociation

Join the Conversation

Want to tell your story?

Want to ask a question?

Want to share some information?

http://facepainhelp.com
http://www.tna-support.org
http://www.facebook.com/facialpainassociation
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Joan Pieroni
David Rasp
Shirley Roberts
Thomas Robitaille
Mark R. Stover
Elfriede Szlachetka
Kim Trelegan
Nancy Tucker
Alan Wiener
Esther Worthington

November 2013 
Joan Cannelli
Marlene Clevenger
Diana Ferris
Susan Folchi
Ilse Getman
Lorene M. Hall
Merle McCartney
Dawn Moses
Norma Simons
John Wells
Delores H. Zimmerman

Lifetime 2013
Claude and Jean Aldridge
John Alksne, MD
Linda Lee Alter
Gwen Asplundh
Denise Ayers
Ramesh P.  Babu, MD
Nicholson Barbaro, MD
Richard Baron
Millard Battles III
Susan & Frank Berrodin
Eden Blair
Jeffrey Bodington
John Boettner
John Bogle
Michael Brisman, MD
Jeffrey Brown, MD
Kim J. Burchiel, MD
Karen Burris
Ken Casey
Nell & Truman Channell
Dennis P. Clifford, MD
Brent Clyde
Allan Cohen
Meredith Collins
Douglas and Joy T. Daugherty
Jim & Mary Draeger
Janis Eisel
Dorothy Erwin

TNA Membership 
The following individuals joined or renewed their TNA membership

between September 1, 2013 and November 30, 2013
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Virginia Frazier
Steven Giannotta
Mary Glynn
Denise Gorman
Ron Greiser
Henry Gremillion
Suzanne Grenell
Betty Hare
Peter Jannetta, MD
Rosalind Kaufman
Dana Langerman
Roger Levy
Gwender Lias-Baskett

Mark E. Linskey, MD
Richard Marschner
Josiah & Jean Mason
Emmit R. McHaffie
Mary & Bryan Molinard-
Blonigan
Nancy Montag
Franklin Naivar
Beverly O’Connor
Michael Pasternak
Brenda Petruska
Patti Jo M. Phillips
Everad Pinneo

Gayathri Rao
Jean Raymond
Gary Redwine
Aaron P. Running
K Singh Sahni
Robert & Mary Schlembach
Raymond F. Sekula, MD
Philip Sine
David Sirois, MD
Konstatin Slavin, MD
Paul & Lisa Smith
Tiffany & Justin Smith
Ronald Streich

Patty Sublett
Lori Sunderland
Phillip Tereskiewicz
John Tew, MD
Julie Thomas
Tom and Susie Wasdin
George Weigel
Christy West
Kenneth White
Karen Wilson
Cheryl Wruk
Mary Zalepeski
Richard S. Zimmerman, MD

“Lifetime 2013s” continued  from page 24

In Memory Of:

Joseph Bonfiglio 
 Grace Bonfiglio

John Griffin 
 John & Pat Rakauskas 
 David Van Cedarfield 
 Mr. & Mrs. William Dineno

Evelyn Hoag 
 Ardis & Robert Campbell

Geri Lysne 
 Maureen Anderson

Duane Welch 
 Bear Creek Truss, Inc. 
 Rita Gossett 
 Mr. & Mrs. Daniel Venters 
 Pat West

Mary Zalepeski 
 Howard Von Wagenen

In Honor Of: 
All Face Pain Suffers 
 Paula Rosenfeld

Dr. Fred Baker 
 Donald Welcom

Jeffrey A. Brown, MD, FACS 
 Beverly Woodford

Benjamin Carson, MD 
 Susan Leeming

Ken Casey, MD 
 Janet E. King

Catherine O’Neil Castello 
 Janet O’Neil

Katie Rose 
 Megan Hamilton 
 James Thompson

Aggie Thomas 
 Shirley Luscinski

John Scala 
 Joan Pieroni

Ramona Smith 
 Bettye Platt

TNA’s Memorial Tribute Fund
There are special people in our lives we treasure.  Increasingly, TNA supporters are making gifts in honor or in memory 
of such people.  These thoughtful gifts are acknowledged with a special letter of thanks, are tax-deductible, and 
support TNA’s growing initiatives on behalf of TN patients and families.  We are delighted to share recent Memorial 
Tribute gifts received as of November, 2013:
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It is a cold Monday morning 
three days before Thanksgiving 

2013, and Ally Castellano wakes 
up in pain, knowing the risk of 
a severe flare-up is especially 
high while she prepares for the 
end-of-semester final exams 
and deadlines for submitting 
papers at Lehigh University in 
Bethlehem, PA. 

Castellano has faced this kind of day 
many times since she was diagnosed 
with trigeminal neuralgia at the age of 
13.  Now, eleven years later, she knows 
the stabbing pain that randomly 
strikes her forehead, ears, jaw, cheeks, 
lips and throat will not go away, 
despite the prescribed medicines that 
help to subdue it. All three branches 
of her trigeminal nerve are involved, 
giving rise to pain in all parts of  
her face. 

Shortly after breakfast on Nov. 25, 
she confronts the day of graduate 
school tests with philosophical 
wisdom and practical measures. She 
adds a thick scarf to her warm outfit 
and is ready to flaunt the pain and 
forge ahead after a restful weekend 
indoors and long hours of sleep. 
Through experience, she has proven 
the benefits of rest and a calm state 
of mind to get through a stressful 
day. Her optimism is buoyed by her 
successful graduations from high 
school and college while working 
part-time as a dance instructor. 
She accomplished this despite four 
major surgical procedures and other 
treatments that were intended to stop 
her pain, but brought only  
partial relief. 

Castellano has not had a pain-free 
day in more than a decade. During 

that time, she has undergone one 
microvascular decompression (MVD) 
on the right side of her face, and 
three MVD surgeries on the left 
side. Although these procedures 
did not end her pain, they reduced 
its intensity to the level of periodic 
episodes that she finds tolerable. 
MVD surgery also enabled her to 
resume eating, walking, dancing 
and attending school regularly. She 
considers these outcomes very 
significant, especially now that she 
is on track to graduate in May 2014 
with a master’s degree in childhood 
education at Lehigh. She is grateful to 
neurosurgeons Peter Jannetta (now 
retired) and Kenneth Casey for the 
MVD surgeries that turned the corner 
for her in the right direction. 

MVD is often called “the Jannetta 
procedure” in honor of Dr. Jannetta, 

By Arline Phillips-Han 
Science Reporter

Ally Castellano, a model 
of productive life despite 

serious pain, sets her sails 
for a career in helping 

children with autism
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who developed it in 1966 at 
Allegheny General Hospital in 
Pittsburgh. Outcomes of MVD vary 
widely, and despite the fact it is the 
most effective treatment available 
for ending the pain of classic TN, 
the procedure is not effective for 
all patients. Dr. Casey, of Detroit, 
is the co-author, with journalist 
George Weigel, of the 
popular book, Striking 
Back! The Trigeminal 
Neuralgia and Face Pain 
Handbook.  

Castellano realizes she 
has virtually run out of 
options for treatment 
that will rid her of the 
stabbing facial pain 
that is a constant 
offensive companion. 
Her progress against 
the disease is a triumph 
of her stubborn 
drive to keep TN 
from winning, and of 
outstanding coping 
strategies.

One unforgettable day of celebration 
in her life was the sunny day in 
May 2012 when she received her 
Bachelor of Arts degree in elementary 
education at DeSales University in 
Center Valley, PA. The ceremony took 
place outdoors on a near perfect 
warm and windless day. Castellano 
counted her blessings. She had 
made it through the rigorous 
courses despite warnings by some 
acquaintances that, given the severity 
of her disease, she would not be 

able to complete high school. She 
proved to herself that she could do it 
despite multiple attacks of pain that 
caused her to leave the classroom and 
seek urgent care. She imagined her 
grandmother in Heaven was looking 
down with great happiness seeing 
her graduate.

In her long search for effective 
treatment, she also has tried 
acupuncture, acupressure, 
chiropractic therapy and a wide 
variety of antidepressant and 
anti-seizure medicines commonly 
prescribed for facial pain. Three 
years ago, she underwent a dorsal 
root entry zone procedure in which 
nerve roots are cut so as to interfere 
with the transmission of pain signals 
to the brain. This surgery made no 
impact on her pain, but brought on 

more than a week of severe nausea 
and vomiting--so severe that it could 
not be stopped with high doses of 
anti-nausea medications. Problems 
resulting from that surgery cost her an 
entire semester of college. 

Although greatly disappointed that 
the pain lingers on, she no longer 

questions “why me” as 
much as she presses 
home to everyone 
who will listen the 
need for research to 
find out why young 
people suffer this 
awful pain historically 
linked to aging. What 
kind of problem or 
disorders can lead to 
TN in babies only a 
few months old, and 
in many people under 
age 20? The major 
problem known to 
precede classic TN in 
older patients, of a 
blood vessel sagging 
and pressing against 
the trigeminal nerve, is 

not found in children and youths with 
TN. Something different is going on.

Castellano has learned that her 
medical condition is complicated 
and, ironically, her young age does 
not improve her chances for cure. 
The neurosurgeons who performed 
her MVD operations did not discover 
they had missed a problem during 
the operations, but instead, found 
that the veins that had been pressing 
against the trigeminal nerve grew 

“Ally” continued  on page 28
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back after they had 
been purposely cut 
to stop pain. 

To keep the pain 
tolerable, she takes 
five medications 
every day and 
avoids activities that 
tend to trigger pain, including her 
outdoor pastimes of hiking, kayaking 
and mountain climbing on days that 
are breezy or cold. She frequents the 
gym on the grounds of her apartment 
complex and visits the dance studio 
even on days of significant pain, to try 
and enjoy dancing, which has helped 
her get through many years of facial 
pain. 

She says some of her greatest help 
has come from sitting in the same 
room with other young TN patients at 
regional and national conferences of 
the TNA-Facial Pain Association. The 

exchange of personal experiences 
at these meetings hosted by 
the Association’s Young Patients 
Committee adds immensely to the 
information found in consumer 
guidebooks, the TN Quarterly and 
other printed materials. Today, 447 
young people are linked to the 
committee through Facebook. They 
function as a unique support group.

As upcoming chairwoman for the 
Young Patients Committee, Castellano 
plans to strengthen the group’s effort 
to provide encouraging support to 
children, teenagers and young adults 
with facial pain.

In everyday life, she is 
grateful to the people 
who have been there 
for her through the 
hardest times, especially 
her mother, Nancy, RN; 
younger sister, Meghan; 
and her boyfriend, 
Danny.

“With the right family 
and friends, you can do more than 
you think you can; you can go to 
places you once thought you could 
not go,” she said. She fiercely pursues 
her dream to develop a career in 
behavioral analysis, in which she can 
help children with autism and various 
behavioral disorders. She plans to arm 
them with confident expectations 
that they too have what it takes to 
realize their dreams. 

“Ally” continued  

from page 27

From the left: Ally, her boyfriend, Danny, her mom, Nancy and sister, Meghan



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


