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Here is an update on a few projects underway at TNA.

After those first stabs of excruciating facial pain become 
chronic, perhaps more than 80% of patients visit a dentist. 
To accelerate correct diagnosis and speed patients 
to experts, TNA formalized a healthcare professional 
education program in early 2012. A key part of this 
program is Dr. Henry Gremillion, DDS who is Dean of the 
School of Dentistry at Louisiana State University in New 
Orleans and a member of TNA’s Board of Directors. At 
the annual meeting of the American Dental Association 
in San Antonio on October 10, Dr. Gremillion will make 
a presentation about mastication anatomy and lead a 
dissection workshop. Both of those will include material 
on the trigeminal nerve and diagnosing orofacial pain. 
At other professional meetings during the next year, he 
is scheduled to make additional presentations that focus 
on dilemmas in diagnosing orofacial pain. Thank you Dr. 
Gremillion, we value and appreciate your efforts.

Exciting progress is being made on an update of Striking 
Back. This book, first published in 2000 and revised in 
2004 by George Weigel and Dr. Kenneth Casey, has 
helped thousands of patients and caregivers understand 
the causes of trigeminal nerve pain and their treatment 
choices. Ten years of new drugs, surgical advances and 
data on what works means that it is time for an update. 
TNA retained professional writer Ms. Cynthia Shaler 
and TNA Board Member Anne Ciemnecki is the liaison 
between Ms. Shaler and TNA. We are pleased that this big 
and complex project is proceeding ahead of schedule. 
Most of the 2004 book has been revised, the next step 
involves drafting several new chapters and then Dr. Casey 
and other members of TNA’s Medical Advisory Board will 
review the draft for scientific accuracy. We plan to finish 

within a year and the book will be available in both paper 
and eBook formats. Another thank you is due to Ms. Shaler 
and TNA’s Ms. Anne Ciemnecki.

Most of TNA’s programs assist patients now and the Facial 
Pain Research Foundation is funding research that will 
help patients in the future. An effort to find the genetic 
basis for trigeminal neuralgia is underway, 100 samples 
of DNA have been collected and they are now being 
analyzed. Plans to collect over another 150 samples are 
being implemented. Another research project involves 
using stem cells to repair damaged nerves.

Mark your calendar with two events in 2015. The 4th Matt 
Redwine TNA Golf Tournament will be held in Tampa, 
FL on April 18 and this event does much to increase 
awareness of facial pain disease and to raise funding 
needed to support TNA’s services. Plan to attend the 
25th Anniversary National Conference in New York City 
on October 10 through 11, 2015. The speakers are world 
leaders in treating facial nerve pain, attendees learn much 
from each other, and TNA staff is already working to find 
reasonably-priced hotel rooms in and near New York.

Last but important is an annual appeal to donate to TNA. 
TNA is always available to help by phone, sponsors local 
Support Groups, organizes conferences and it maintains 
internet-based resources and social media to keep you 
connected. TNA keeps you informed with the Newswire 
and Quarterly. TNA earns your support every day; make 
sure you are a member and please join me in making a 
tax-deductible donation to help fund TNA.

From the Chairman of the Board

Jeffrey Bodington, Chairman of the Board
TNA – The Facial Pain Association
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Ray C. Rivera 
Jr., founding 
director 
of Seniors 
Foundation in 
Kenosha, WI, an 
estate planning 
firm serving 
more than 3,000 
clients in over 
half the United 
States, is taking on a new challenge to 
broaden marketing of the TNA-Facial 
Pain Association’s educational and 
support services for patients with facial 
pain.

A newly appointed member of the 
Association’s Board of Directors, Rivera 
sees marketing as a vital area of need in 
which he can invest knowledge gained 
from 40 years of leadership in financial 
planning, stock brokerage and estate 
planning. He brings to the boardroom 
both his business development 
successes and  high motivation to 
help thousands of people suffering the 
shocking facial pain that impaired his life 
for many years and previously afflicted 
his mother.

Rivera said he suffered the electric shock 
facial pain of trigeminal neuralgia for 
almost 20 years before undergoing 
microvascular decompression (MVD) 

surgery two 
years ago at 
Mayo Clinic 
in Rochester, 
MN. Since that 
day, close to 
Thanksgiving 
2011, he has 
been pain-
free except for 
occasional minor 

twinges that feel like a tickle in the 
cheek. His problem was diagnosed as 
classic TN, in which a blood vessel sags 
and presses against the trigeminal nerve 
that supplies energy to all regions of the 
face. His case was a bit unusual in that a 
vein rather than an artery compressed 
the nerve.

Rivera said now that he is back to good 
health, he hopes to honor the memory 
of his mother, Clara, by helping the 
Association reach more people stricken 
by repeated stabbing pain in the face. 
He recalls that his mother suffered for 
many years before her condition was 
diagnosed as TN. During attacks of 
ferocious pain, she would retreat to 
her bed with a towel over her head to 
avoid the slightest breeze, which would 
trigger new attacks of pain. She searched 
in vain for an accurate diagnosis until 
1984 when Ray, then a stock broker 
with Merrill Lynch in Chicago, described 
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her symptoms to a client who happened to be a 
gerontologist. The gerontologist offered his opinion that 
she might have tic douloureux, also known as trigeminal 
neuralgia, which proved to be correct.

Rivera’s mother was initially treated with Tegretol 
(carbamazapine), the top-choice medication for TN, 
which helped for a short time with gradually increased 
doses, but left her unsteady on her feet. In August 1996 
she gained her first real relief from pain after undergoing 
glycerol injection. But in a not completely unrelated 
tragedy, she died two weeks later from a stroke.

Flash forward to 1989 when Rivera suffered his first 
electric shock in the right cheek and instantly realized he 
had the same disease that had attacked his mother. He 
was transitioning from financial planning to opening up 
his estate planning 
firm, Seniors 
Foundation with 
headquarters in 
Kenosha, WI and 
was in the midst 
of building the 
company when 
stricken by pain that would occur repeatedly for three 
to four months, then disappear for several months and 
come back again. A neurologist prescribed Tegretol, 
which ended the pain for a while before returning with 
greater force. He began an internet search for updated 
information.

Rivera’s web search led him to a listserv with e-mail 
access to hundreds of facial pain patients willing to 
share their experiences in seeking a pathway out of pain. 
He said the e-mail exchanges were an eye-opener to a 
silent population of sufferers. Thanks to one informative 
e-mail, he contacted Dr. Peter Jannetta of Pittsburg, the 
neurosurgeon who in 1966 developed microvascular 
decompression (MVD) as the first corrective surgical 
treatment for TN. Jannetta provided in-depth 
information on the disease and various approaches to 
treatment. MVD remains the best available treatment 
to help TN patients become pain free while preserving 
sensation, but it is not a cure. In a 1996 article in The New 

England Journal of Medicine, Jannetta reported that at 
10-year follow-up, 68% of MVD patients had excellent 
or good pain relief, while 32 percent had recurrent 
symptoms.

In 2006 Rivera attended the international TNA-FPA 
conference in Portland, OR where he met neurosurgeon 
Bruce Pollock from the Mayo Clinic. He planned to have 
Dr. Pollock perform MVD the following year, but had 
to delay for a year while his wife, Caroline, struggled to 
survive and recover from a life-threatening bout with 
pancreatitis. 

Rivera said his face feels fine since his MVD operation 
at Mayo Clinic two years ago, but in an ironic twist 
of fate, he confronted another medical ordeal in July 
2012 when diagnosed with severe arterial blockage. He 

underwent two 
successive open 
heart operations--
the first to clear the 
blockage and the 
second to correct 
mistakes during 
the first surgery! He 

spent 30 days in the hospital and subsequently learned 
“how you can beat heart disease by the way you eat.” 
He now follows a plant-based diet that requires no 
meat, cheese, salt, oil or fish. Not surprisingly, he said it is 
difficult to eat out successfully. 

Ray and Karrie Rivera live in Pleasant Prairie, WI on Lake 
Michigan half way between Milwaukee and Chicago. 
They have raised three children: Crystal, who works in the 
family business; Molly, the digital media administrator 
at a NC non-profit food bank, and Jake, who works in 
the Seattle school district with at-risk students prior to 
applying to medical school.

Rivera earned an Associate’s degree at Wright College in 
Chicago, interrupted schooling for four years of service 
with the U.S. Air Force, and then continued coursework 
for a Bachelor of Science degree at the University 
of Illinois, Chicago. He has practiced as a licensed 
stockbroker, commodity broker and insurance agent. 

“Rivera” . . .continued from page 3

Rivera said his face feels fine 
since his MVD operation at 

Mayo Clinic two years ago ...
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Columnist Mervyn Rothstein 
Interviews Dr. Ze’ev Seltzer

Dr. Ze’ev Seltzer is a co-principal investigator 
in the Facial Pain Research Foundation’s 
trigeminal neuralgia project. A professor of 
genetics at the University of Toronto and an 
award-winning scientist, he has dedicated his 
career to studying the neurobiology of pain 
and brings to the project 37 years of research. 
His colleagues are principal investigator Dr. 
Marshall Devor of the Hebrew University 
of Jerusalem, Israel, and Dr. Kim Burchiel, 
chairman of the Department of Neurological 
Surgery at the Oregon Health & Science 
University, in Portland. The project is called 

“In Search of a Cure ... Finding the Genes 
that Predispose to Trigeminal Neuralgia.” Its 
goal is to identify the genes that make people 
susceptible to TN or cause the pain, and then 
move toward prevention and cure. 

Dr. Seltzer spoke by telephone from his office 
in Toronto, Canada, with Mervyn Rothstein, 
who was an editor and writer at The New 
York Times for 29 years before retiring in 2010. 
Mr. Rothstein is now a columnist for Playbill 
Magazine, where he writes the “A Life in the 
Theatre” column; he is also a member of the 
Tony Awards Nominating Committee. He has 
had trigeminal neuralgia since 2005. 

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

“Seltzer” . . .continued on page 6
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Why did you decide to focus 
on pain during your career? 

I got interested in the duality 
of the brain-mind issue even 
before going to study dentistry. 
At the time, I was not that 
much interested in treating 
people directly as much as 
understanding how the brain 
operates and how cognition is 
produced. Pain has always been 
a favorite example or a test case 
that neurophysiologists who 
were interested in the duality of 
the brain-mind have chosen for 
their study. And philosophers 
did so as well. I even found not 
long ago when going through 
old stuff that I still keep – love letters to my now wife – I 
found a letter from the age of 21 where I wrote to her 
exactly what I just said. Which is that I am very interested 
in this aspect of life and that I will aspire to make it the 
subject of my professional work or endeavor-to-be. 
I went on to study Dentistry at Hadassah Hospital in 
Jerusalem, and during those studies I was exposed to 
the late Professor Yeshayahu Leibovitz, a philosopher of 
the brain-mind problem. He was also a teacher at the 
medical school, and taught us medical biochemistry. 
Hearing about my interest he advised me to take a 
course that he taught about the brain-mind problem. 
I took the course and my interest grew bigger. I was 
debating whether to tackle the brain-mind from the 
perspective of the brain or that of the mind and thought 
that doing it from the perspective of the organic side, 
the hardware side of our brain, would be a better 
approach than dealing with it from the software side, 
from the mind perspective. 

I studied for a master’s in neurobiology and met Marshall 
Devor at a conference and he told me that Patrick Wall, 
who at the time was the leader of pain research in the 

world, had just moved part-time 
to Jerusalem and had established 
a lab, and I might consider 
coming to do this research at 
their lab. Marshall was at the time 
a young post-doc in  
Patrick Wall’s lab. This is how I 
started. I decided that my career 
would be in pain research. 
Working with Marshall under 
Patrick Wall’s guidance was 
actually what led me to the field, 
which I haven’t left. 

You have said that this is 
the most important study 
to be undertaken regarding 
trigeminal neuralgia and 
other painful conditions 

affecting the nervous system. Why do you believe 
this to be so? 

The importance comes from the fact that up until now 
most approaches to studying trigeminal neuralgia have 
been incidental, in the sense that other drugs that were 
developed for other uses, such as epilepsy, ended up 
by pure serendipity to be found to have an effect on 
trigeminal neuralgia, as you know personally. There has 
never been an attempt to study TN properly. By that I 
mean there are two approaches that are used in pain 
research. One is to develop an experimental pain model 
in an animal that imitates the human pain syndrome, 
and study the mechanisms associated with producing 
pain and its maintenance and try to develop cures or 
palliative treatments based on what we find. We do not 
have to this day a model for TN, not even for most other 
facial pain syndromes. The other approach is to study 
the disease in humans and this resulted in a few clinically 
important treatments but not to a better understanding 
of the pathophysiology of TN that still puzzles us. 

“Seltzer” . . .continued from page 5
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The approach we take now is to go to the source code, 
i.e. the genetic code that comprises a complete set of 
recipes the body uses to construct its components and 
systems (aka, The Book of Life), including the nervous 
system that produces pain, and start from there. This has 
never been undertaken for TN or other orofacial pains, 
and this is the approach that we have begun to take 
now, which is to try to understand what differs in the 
genetic code of those like you who have developed TN, 
and others who have not. We hope that this approach 
will enable us to identify 
the mechanisms of TN by 
way of the identity of the 
gene or genes that play 
a role in producing the 
disease. Once we know 
the identity of the genes 
that encode the proteins that engage in the production 
of the disease, we will then be able to tag them by way 
of immunocytochemistry and then identify in the brain 
of a mouse or a rat the types of neurons and glial cells 
that express those proteins. This is also expected to 
identify the neural pathways in the trigeminal system 
where these proteins are expressed. And, by changing 
the proteins from the normal proteins in individuals who 
do not have chronic pain to that form that produces the 
disease, to see how this triggers the disease, and then 
study how to blunt the gene or suppress it or substitute 
it or treat it. This way we will be able to either treat 
individuals with TN or prevent them from developing 
the disease from the outset by patching the genome 
from the earlier stage by replacing the faulty gene with 
one that is not causing TN. These are some of the things 
we aspire to get to later on once we identify the genes 
that are at fault. 

You have also said that your research team 
believes that you can come up with a cure in eight 
years if you have the funds to complete your study. 
What reasons do you have for expecting such 
useful results? 

I don’t want to be overly optimistic at this stage, but if 
we had the money needed right away – and I’ll come 
to explain what we mean by the money needed – we 
would then collect as many pain patients for TN as 
possible and compare sequence of all the letters that 
comprise the genome. This costs between $3,000 and 
$5,000 a patient. Many thousands of pain patients would 
be needed, and if we had the money to collect them 
into the study we would be able to come up with the 
identity of many if not all of the polymorphisms, or 

genetic variants, that 
cause the disease in TN 
patients. 

Collecting thousands of 
TN patients worldwide 
would take a few years. 

Identifying the variants by sequencing their genome 
would take about a year, then another year to do the 
statistical work and some additional genetic analysis 
and replication experiments. From that moment 
onward, once we know the polymorphisms, there 
would be an analysis of the mechanism that enables 
those polymorphisms to produce the disease, as well as 
pharmacological research to identify druggable targets 
and devise drugs that could then be tested directly on 
individuals who carry those specific polymorphisms. 
Using the same genetic knowledge we would select 
from all those with TN, those who carry the mutations 
on the gene that was used to develop the drug and test 
the drug directly on those individuals that carry that 
particular, specific polymorphism. So using not only the 
genetic knowledge to create a drug for the appropriate 
targets but to select genetically the subjects for the 
clinical trial - is going to make the trial cheaper and 
shorter, and within a couple of years or less we will be 
able to answer the question of whether that particular 
drug was a happy follow-up. So in about eight years 
could be enough to answer questions about the first 
targets. 

“Seltzer” . . .continued on page 8

Collecting thousands of TN 
patients worldwide would 

take a few years.
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You have 
been studying 
the genetic 
abnormalities that 
predispose carriers 
to develop chronic 
pain following 
limb amputation 
and mastectomy. 
How does this 
work relate to 
the trigeminal 
neuralgia project?

Excellent question. Obviously there are differences 
between chronic pain following trauma or surgery (i.e., 
phantom limb pain or stump pain in limb amputees and 
after removal of the breast or its part in women with 
breast cancer) and trigeminal neuralgia. But both entities 
share similarities. And the similarities have to do with the 
fact that some of the drugs that are effective in TN are 
also effective in other forms of neuropathic pain. Which 
means that they operate on similar neural cell types, and 
pathways, similar neural mechanisms. 

Therefore we believe that if we were to screen the 
genome of women post-mastectomy and of men and 
women following a limb amputation we could identify 
genetic variants that not only play a major role in the 
pain of those entities (for which we have at the moment 
more than 10,700 DNA samples) but also of TN (for which 
we will only have up to 500 samples in our present 
project). My team in Israel has collected about 250 Israeli 
veterans who lost a limb in combat, and another large 
team has recently completed the collection in Cambodia 
of 6,000 amputees who lost a limb mostly after stepping 
on a land mine. We also collected in Israel 650 women 
postmastectomy and an ex-doctoral student in my 
lab in Jerusalem, who is now at the University of 
Pittsburgh, has also collected a cohort of 650 women 
postmastectomy. In Toronto another team from my 
group collects 2,000 patients post-cardiac and thoracic 
surgery. Our colleagues in Germany have collected 

1,200 limb amputees 
for this project. These 
huge numbers give us 
the statistical power 
to screen the whole 
genome and find 
common and rare 
genetic variants for 
neuropathic pain. Then 
we could go back to 
the TN cohort and test 
specifically for those 
genetic variants. Using 
the statistical power of 

the Cambodian, Canadian, German, Israeli and American 
cohorts to identify common and rare genetic variants 
and going back to the TN cohort to identify whether 
those variants play a role in trigeminal neuralgia as well, 
should make the Foundation’s TN genetic study more 
effective. 

What will you learn from the genetics of TN that 
can be used to help patients of other diseases and 
disorders? 

It’s the same answer, but going the other way around. 
Given there are shared genetic variants between TN 
and other facial pain syndromes as well as chronic pain 
syndromes post-surgery or trauma, if we found the 
gene or genes that are important for TN, we might go to 
cohorts of other neuropathic pain entities and see if that 
gene or other genes play a role there as well.  

The Facial Pain Research Foundation is moving 
forward with a sense of urgency to find cures 
for trigeminal neuralgia and related facial pain. 
Why have you hitched your efforts to such a new 
organization in the field of pain research? 

I have been in the field of pain genetics for nearly two 
decades and waited to see coming up an organization 
comprising pain patients driving science to find a cure. 
They have the best vested interest in seeing this field 

“Seltzer” . . .continued from page 7
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progress. If we are successful in using this approach with 
TN, the hope is that pain patients worldwide, suffering 
from many other chronic pain syndromes will organize 
to help solve this problem, because they are the victims, 
the patients, with the best interests. 

As of now, unfortunately, genetic projects are very 
costly, and drug 
companies are still 
reluctant to invest the 
money. Governments 
are carefully watching 
this field grow but do 
not support cohort 
collections and do not 
support well enough the 
genetic work. This has been very, very frustrating for me 
and other pain geneticists worldwide, because despite 
the knowledge and the methodologies that are already 
out there, there’s a lack of funding that stops this field 
from growing more rapidly, as have other fields of the 
human genome –involving cancer and cardiovascular, 
neurological, psychiatric and many other diseases. They 
are already deep into the game, whereas we at pain 
genetics are still at the early stages, mainly suffering from 
lack of funding. Therefore, seeing pain patients taking 
the initiative is heart warming, because now we can 
really help them find a cure. 

Once you discover the genes (or patterns of genes) 
responsible or identify the gene defects that 
affects a person’s vulnerability to TN pain, what 
“happens” next? What are the research steps that 
need to be taken to find the cure ... to stop the pain 
... and how difficult is this process of moving from 
finding the cause to eliminating it? 

There are tiers or levels of resolution of the genetic 
analysis, or genetic depth. The most appropriate or 
current one, for which there is already the methodology 
at hand, is to do genome sequencing. But this is 
extremely costly. Therefore, we will have to do an 
intermediate step that is less deep to show the 

Foundation that we are able to find genetic variations 
that are of relevance for TN – to increase the appetite of 
the FPR Foundation, and to prove that this is a worthy 
approach. We will then look into the mechanisms and 
identify druggable targets, as I described earlier on. So 
finding the genes is not the end of the road, but just the 
beginning.

Each day people are 
contacting The Facial Pain 
Research Foundation 
and telling them that 
the surgeries and 
medications they have 
experienced in trying to 
stop trigeminal neuralgia 

have failed . . . that their pain is even worse. 

What encouraging words do you have for these 
people? 

The disease in most likelihood is genetic. We know that 
this is the case because there is higher incidence of TN 
in certain families. So my answer to them is that the big 
hope now is that genetics is going to solve the problem 
by combining genetic knowledge with pharmacological 
approaches that will be more fitting for the disease.  

What can you say to people to try to influence 
them to support the Foundation’s research efforts? 

Mainly that they should understand that none of the 
solutions that are offered to patients nowadays are 
perfect. In essence they are far from being perfect. Every 
treatment that has been tried has side effects – whether 
it is cutting the trigeminal root by a knife, or drugs that 
are non-specific in that they affect other parts of the 
brain or the body. There’s always a cost. What hasn’t been 
tried as yet is to go back to the Book of Life, to the set of 
codes that construct the nervous system and produce 
pain in those unfortunate individuals who inherited the 
bad genetic variants, and identify them and try to solve 
the problem right from the root. 

Unfortunately, genetic 
projects are very costly, and 

drug companies are still 
reluctant to invest the money. 
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LONDON — IN 1926, Virginia Woolf 
published an essay on pain, “On Being Ill.” 
Isn’t it extraordinary, she observed, that 
pain does not rank with “love, battle and 
jealousy” among the most important themes 
in literature. She lamented the “poverty of 
the language of pain.” Every schoolgirl who 
falls in love “has Shakespeare, Donne, Keats 
to speak her mind for her; but let a sufferer 
try to describe a pain in his head to a doctor 
and language at once runs dry.”

Where are the novels or epic poems devoted to typhoid, 
pneumonia or, Woolf wondered? Instead, the person in 
pain is forced to “coin words himself, and, taking his pain 
in one hand, and a lump of pure sound in the other (as 
perhaps the inhabitants of Babel did in the beginning), so 
to crush them together that a brand new word in the end 
drops out.”

The difficulty in talking about painful sensations forces 
people to draw on metaphors, analogies and metonymies 
when attempting to communicate their suffering to others. 

Woolf — writing nearly a century after the popularization 
of ether, the first anesthetic — was perhaps too pessimistic 
about the creativity of sufferers. Take lower back pain, the 
single leading cause of disability worldwide. In the 1950s, 
one sufferer of back pain said that it felt like “a raging 
toothache — sometimes like something is moving or 
crawling down my legs.” Half a century later, one person 
confessed that “my back hurt so bad I felt like I had a large 
grapefruit down about the curve of the back.”

Woolf would not have been impressed perhaps by claims 
that backs hurt like a toothache or a grapefruit, but she was 
right to recognize that people in pain seek both to describe 
their suffering and to give meaning to it.

Some descriptions of pain have been consistent over time. 
It is frequently said to resemble a burning fire, a biting 
cat, a stabbing knife. Others arise as a result of specific 
innovations. In the 19th century, electricity and new 
weapons provided vivid analogies. From the 1860s, people 
increasingly spoke about pain as a mechanical monster. In 
the words of the physician Valentine Mott, writing in 1862, 
the pain of neuralgia was like “a powerful engine when the 
director turns some little key, and the monster is at once 

How to Talk About Pain
By Joanna Bourke, July 12, 2014, 

The New York Times

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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aroused, and plunges along the pathway, screaming and 
breathing forth flames.” It was “like electric shocks in both 
legs” or “a lyddite shell,” as one author observed in 1900, just 
four years after the introduction of that explosive into the 
British Army.

In earlier centuries, pain was 
more likely to be assigned a 
spiritual force. It was a result 
of sin, a guide to virtuous 
behavior, a stimulus to 
personal development or a 
means of salvation. As Lady 
Darcy Maxwell, a prominent 
Methodist, wrote in her diary in 1779, her severe “bodily 
pain” enabled her to truly “enjoy greater nearness to God, 
more sensible comfort, and a considerable increase of 
hungering and thirsting after righteousness.”

The invention of effective anesthetics dealt a serious blow 
to the doctrine that pain had a spiritual function. If suffering 
could be sidestepped, belief in its divine provenance could 
be jettisoned. In the words of the author of “The Function 
of Physical Pain: Anaesthetics,” published in 1871, now 
that pain had been “made optional” by anesthetics, it was 
necessary to revise “the theories of the purposes of bodily 
pain hitherto held by moralists.” A 1935 Lancet article went 
further: pain was not even a sign by nature that something 
had gone wrong since it persisted long after “its value as a 
warning signal is past.”

Stripped of its mysticism and its virtuous solicitations, 
pain was emptied of positive value. Rather than being 
passively endured, pain became an “enemy” to be fought 
and ultimately defeated. The introduction of effective 
relief made submission to pain perverse rather than 
praiseworthy.

A parallel shift changed the way doctors and other people 
responded to suffering. When Virginia Woolf lamented 
the difficulties in communicating pain, she was implicitly 

criticizing 20th-century medicine. In earlier periods, 
doctors regarded pain stories as crucial in enabling them 
to make an accurate diagnosis. But within a century, clinical 
attitudes had radically changed. Elaborate pain narratives 

became shameful, 
indicative of malingering, 
“bad patients.”

And patients internalize 
this — I know I did. A few 
years ago, I lay in a hospital 
bed writhing with pain 
after a major operation. I 
remember clutching the 

morphine button. It didn’t seem to be working, and yet I 
was hesitant to tell the nurse, in case she thought I was a 
complainer. I didn’t want to “bother” her.

From the 1840s, anesthetics silenced the acute pain 
sufferer; effective analgesics blunted the minds of chronic 
ones. Knowledge taken from microbiology, chemistry, 
physiology and neurology enabled physicians to bypass 
patient narratives in their search for an “objective diagnosis.” 
Increasingly, pain narratives were stripped of any deeper 
significance beyond the rudimentary cry, “It hurts, here!” 
Chemical and neurological tests replaced stories; statistics 
replaced language.

This is not to imply that physicians became less caring of 
their patients. Rather, what constituted a caring response 
changed. The “men of feeling” of the 18th century, who 
approached patients with hearts swollen with compassion, 
represent a very different conception of the display of 
sympathy from that of contemporary “men (and women)  
of science.”

This valorization of detachment has gone too far, however. 
People in chronic pain experience their suffering not as 
contained and isolated in their bodies, but in interaction 
with other people in their environments. When I was in the 
hospital, I told a visiting friend that my pain was “beyond 

“News Wire . . .continued on page 12

When Virginia Woolf 
lamented the difficulties in 

communicating pain, she was 
implicitly criticizing 20th-

century medicine.
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language,” only to have him remind me that I had been 
speaking about my suffering for the past hour. Perhaps, 
he mildly remarked, the problem is not that people in 
pain cannot communicate, but that witnesses to their 
pain refuse to hear. I was so struck by his observation that 
I forgot how much pain I was experiencing. For a few 
moments, his empathy overcame my suffering.

We have made great strides in making patients more 
comfortable over the last few centuries. We may no longer 
believe that pain is sent by God to test us; and we may 
no longer need lengthy descriptions of pain to arrive at 
diagnoses. But pain will always be with us, and by listening 
closely to the stories patients tell us about their pain, we 
can gain hints about the nature of their suffering and the 
best way we can provide succor. This is why the clinical 

sciences need disciplines like history and the medical 
humanities. By learning how people in the past coped with 
painful ailments, we can find new ways of living with and 
through pain.

Joanna Bourke is a professor of history at Birkbeck College 
and the author of “The Story of Pain: From Prayer to 
Painkillers.”  

TNA Membership

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

October 7, 2014
International 
Trigeminal  
Neuralgia 
Awareness Day 
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“Dental Procedures” . . .continued on page 14

Trigeminal Neuralgia and 
Future Dental Procedures

People suffering from facial pain are often concerned 
that dental procedures will aggravate their pain. TN 
patients who are pain-free are at lower risk, yet  
they still fear work within their mouth. Dental work 
is hardest on those with constant neuropathic 
facial pain.

Tips for Keeping Dental work as painless as possible:

•  Go to the dentist when you’re not hurting. Make sure 
your dentist knows you have TN so he or she will be 
flexible to schedule you appointments (maybe even 
on short notice) during periods when your pain goes 
into remission. This will also help the dental staff to 
understand in case you have to cancel because of a 
TN flare-up right before an appointment.

•  Be well medicated. If you don’t have remissions or 
must have dental work done during an active pain 

cycle, consult your doctor so you’re on an optimal 
dose of medicine. To prevent a breakthrough, your 
dentist may want to increase the dose of any TN 
medications you are taking for a day or so before 
and after the procedure. Also try to schedule your 
appointment during the time of day when you’re 
least likely to get pain or when your medication is 
at peak effectiveness (usually about one hour after 
taking a dose). Several hours before the procedure, 
take a pain-killing medication such as codeine. Take 
it again after the procedure. The goal is to have at 
least five hours after the procedure during which 
you’re pain-free.

•  Topical anesthetics. Most dental patients need 
numbing compounds mainly for tooth repairs, 
crown work, extractions and the like. However, even 
teeth-cleaning and exams may bring on pain for 
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“Dental Procedures” . . .continued from page 13

facial pain patients. Topical sprays or gels can be 
used to temporarily numb the gums.

•  Touch the sensitive area last. If there’s a trigger zone 
that usually sets off the pain, ask the dentist or 
hygienist to examine and clean everything else first.

•  Switch local anesthetics. Because people with 
facial pain do not always respond as well as 
other patients to anesthetics, the local anesthetic 
may need to be of greater potency. If you need 
treatment, discuss with your dentist the type 
of anesthetic to be used. Ask your dentist to 
use Mepivacaine 3% or 
Carbocaine 3%, neither of 
which contains preservatives 
or a vasoconstrictor. You 
may want to ask in advance, 
because the average dentist 
doesn’t keep this particular 
drug in stock.

•  Anesthetic booster. After 
the typical anesthetic, which 
is described above, an 
intraosseous injection may 

benefit the dental patient who has facial pain.

•  Epinephrine is a vasoconstrictor; it’s sometimes 
added to local anesthetics to prolong their 
numbing effect. Epinephrine can trigger nerve 
pain, especially in cases of trauma-induced TN. 
In these cases, ask your dentist not to inject a 
vasoconstrictor with local anesthetics in the area of 
nerve damage.

•  Consider the injection point. Ask the dentist if 
possible to inject the local anesthetic at a site as far 
as possible from known, active TN trigger points.

•  A knockout. If all else 
fails and you absolutely 
need dental work, 
discuss the possibility 
of a general anesthetic 
(either IV or inhaled) to 
put you to sleep while 
the work is being done. 
This type of anesthesia 
can reduce emotional 
trauma. 

To refer a patient
816-468-8632

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

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

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

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

experts at our world-class  
Neuroscience Institute.

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

4401 Wornall Road
Kansas City, MO 64111
saintlukeshealthsystem.org

For information
816-932-2700

Recognized for specialty in  
neurology and neurosurgery

http://www.saintlukeshealthsystem.org
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The Woodlands Hospital
17200 St. Luke’s Way
The Woodlands, TX 77384
936-266-2872
stlukeswoodlands.com/TN

Relief from 
Trigeminal 
Neuralgia  
is written all 
over your face.

With incision-free Gamma Knife® radiosurgery at 
CHI St. Luke’s Health–The Woodlands Hospital, you no 
longer have to live with the pain of Trigeminal Neuralgia. 
This technologically advanced and non-invasive 
neurosurgical treatment is ideal for patients suffering 
from pain or difficulty with pain relief medications and 
requires no anesthesia and no incisions. 

For more information, call 936-266-2872.

http://www.tna-support.org
http://stlukeswoodlands.com/TN
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This past August, TNA had the opportunity to 
deliver a presentation on trigeminal neuralgia to 
80 occupational therapy students at Flagler Col-
lege in St. Augustine, FL. 

Their course of study requires students to research and pres-
ent information pertaining to a variety of medical disorders. 
The intent is to increase students’ knowledge and awareness 
of illnesses they might encounter as occupational therapists. 

The students, selected to research this topic, presented a 
brief explanation of TN. The clinical aspects of this disorder 
were there in black and white but the affect it had on pa-
tients’ lives was not evident. 

Enter Cindy Ezell, patient services coordinator for FPA, and 
invited guest speaker, and a TN patient since 1982. Cindy 
was able to convey the patient experience, from diagnosis 
to resolution and provided information regarding special 
and varying circumstances that are present in patients with 
TN and related neuropathic facial pain. Most important she 

delivered the human experience and shared her personal 
struggle; so began a lively exchange.

Students were interested to learn she was diagnosed in 
her 20’s; they asked what factors in her life determined her 
medical choices, and what kind of pain she had and for how 
long. A routine lecture became a fully engaged classroom. 
On this particular day Cindy recruited 80 new ambassadors 
for TN and neuropathic face pain, every student left with a 
kinder heart and a teal ribbon. 

There are a myriad of opportunities to educate the public. 
Many of our support groups participate in health fairs, pa-
tients bring educational materials to their dentist or family 
physician. Awareness is the first step towards building a 
more enlightened and compassionate community.  

If you have an opportunity for outreach in your community 
please contact the National Office for informative literature.

   

Outreach 
from the home office

Cindy Ezell, TNA Patient Services Coordinator with Flagler College students
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Living with trigeminal neuralgia or 
any kind of facial pain invariably 
requires some life changes.  Potential 
work disruption, financial or 
insurance hurdles, and challenges 
to relationships (romantic, platonic, 
and familial alike), are commonly 
“faced” by every facial pain patient 
at some point.  However, there are a 
few steps that patients can take to 
empower themselves and increase 
their chances of daily success in the 
complicated world of TN. 

Arm Yourself with Information

Research, Research, Research.  A quick 
Google search will reveal that there 
is no shortage of information about 
facial pain.  It is in every patient’s best 
interest to become as knowledgeable 
about their condition as possible.  
Doing so will make you much 
more informed – and formidable 
– when interacting with doctors, 
nurses, pharmacists, and insurance 
representatives.  If you understand 
how the disease works, are aware 

of the variety of treatment options, 
know your rights (especially as a pain 
patient), and familiarize yourself with 
insurance practices, you will be able 
to take a much more proactive and 
involved role in your care. Being a 
young patient with facial pain adds 
an additional challenge. Sometimes 
because of a young age, not all 
treatments are appropriate, or safe. 

Lessons from the Field: How to 
be an Empowered Facial Pain 

Patient, or Parent
By Tiffany T. Smith
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Find Yourself a Robin to Your Batman (or Catwoman)

… and arm them with as much information as possible. 
Feelings of isolation and helplessness are exceedingly 
common with chronic diseases.  Aside from having a 
support group, you should find a dedicated individual that 
will have your back.  This person needs to be someone 
who has a vested interest in your well-being.  Further, they 
should have a strong incentive to be just as (or nearly as) 
knowledgeable about your condition and the specifics of 
your treatment as you are.  In some cases, you may just 
need to vent or a shoulder to cry on.  But there will also 
be times when you need someone to advocate for you 
because you are unable at that time to effectively do so for 
yourself.  While it may be counterintuitive, having someone 
you can rely on to perform this critical function is integral to 
your empowerment. 

Set Goals

This is your diagnosis, take responsibility for your goals 
of treatment. What are your goals for this doctors’ 
appointment-is it medication management or are you 
looking for surgical treatment. Either way, come prepared 
with research you have done independently, and with 
assistance from resources such as the Facial Pain Association 
and national conferences. You know what has worked for 
you in the past, use this information to your advantage.

Don’t Settle

If you wouldn’t settle for a pair of shoes that don’t fit right, 
then why would you settle for a doctor or medicine that is 
not doing the trick either?  Living with TN, or any form of 
facial pain, is no walk in the park.  And you owe it to yourself 
to get the best treatment that you can.  That may mean 
finding a different doctor who respects you as a patient, or 
pushing for a different medicine (because it will have less 
side effects or give you a better quality of life) than the one 
the doctor writes.   You may have to call for a charge nurse 
or pharmacy supervisor, or appeal an insurance decision. 
The bottom line is that it’s your life, and you deserve the 
very best treatment possible.

Avoid the Drama

There will, inevitably, be some naysayers who will try 
to diminish and/or disparage your pain, or that of your 
child.  Unfortunately, sometimes those people turn out 
to be a family member, close friend, or even another TN 
patient. Don’t let them. Stress is not good for anyone and, 
particularly, not good for facial pain patients. If you find 
yourself in a negative situation, leave it. While you may miss 
that person or place temporarily, your face will thank you 
later! 

 —  The author wishes to thank WHP for his assistance with this 
article, and for his continuous support in her medically-
challenged life!

www.facepainhelp.com  
the social network for face pain patients

Join the conversation with more than 4,000 face pain patients

“I find myself coming to this site more and more often.  It has helped me so much 
to know that I am not alone in my suffering.  We are strong alone, but we are so 
much stronger together.  Thanks everyone for being there…you saved my life.” 

—Rebecca T., TN patient

http://facepainhelp.com
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TNA’s Memorial Tribute Fund
There are special people in our lives we treasure.  Increasingly, TNA supporters are making gifts in honor or 
in memory of such people.  These thoughtful gifts are acknowledged with a special letter of thanks, are tax-
deductible, and support TNA’s growing initiatives on behalf of TN patients and families.  We are delighted to share 
recent Memorial Tribute gifts received as of August 2014:

In Memory Of:

Larry Bliss 
 Claude & Jean Aldridge

Edwin Clewell 
 Cheryl Handren

Harold Cohn 
 Florence Novak

Theodore S. Domrad 
 Joyce Maravich

Ruth Eisen 
 Cindy and Wayne Ezell 
 Mary Lou McEver

Morton S. Falk 
 Dorothy Falk

John Gorgven 
 Carol Ouellette

Clifford Groh 
 Lucy Groh

Mary & Ernest Healey 
 Ann Toole

Johnny Henry 
 Nancy Pickens and Family

Rodger Holmstrom 
 Paulette Chandler

Harold Mailloux 
 Reginald Dumont 
 Arthur Moore

Ida Marschner 
 Ruth Lindsey

Jean McGrath 
 Edward McGrath

Rev. Robert Miller 
 Alice Miller

Gwenn Milton 
 Jean Cary 
 Mildred Coon 
 Terry Johnson 
 Mr. & Mrs. Bill Shay 
 Nola Taylor

Rosalind Neustein 
 Charles Neustein

Dawn O’Malley 
 Ian Corne 
 Ethel O’Malley

Wilk B. Peery 
 Pamela Peery

Mr. Platt 
 Bettye Baker Platt

Christine Sgarlata 
 Robert Cohen 
 Arlen Lasinsky 
 Debra Marks 

Kate Stubblebine 
 Kendall Fire Dept

Matthew E. Tabb 
 Mr. & Mrs. Scott Denton 
 Mr. & Mrs. Felix Freeman 
 Jeffrey Gilliam 
 Brenda Gochenour 
 James Kee 
 E Frances Law 
 Francis Maher 
 John Mullings  & Family 
 Mr. & Mrs. Robert Poehner 
 Charlene Riner 
 Terry Scott & Family 
  Meredith & Mary Frances 

Smallwood

Fritz W. Woeste 
 Karin Woeste 

In Honor Of:

All Facial Pain Suffers 
 Kim Algentini

Nicholas Barbaro, MD 
 Jane Andersen, RN

Dr. Fred Barker 
 Donald Welcom

Kelley Bergman 
 Douglas Weeks

Jeffrey Brown, MD 
 Brenda Dalessio

Garrett Buckelew 
 Carol Foster

Jeanette Bultheist 
 Perla Bermudez

Erin McDonald 
 Brigitte McDonald

Claire Patterson 
 Rev. M Zell Schwartzman

Platt Children for their 
Support 
 Bettye Baker Platt

Dorothy Reid 
 Kirk Reid

Carole Shrewesbury 
 Donald Shrewesbury

John Tew, Jr., MD 
 Mona Marple

Don Vlack 
 Jessica Vlack

Mary Ann Wacks 
 Bonnie Pagano

Kari Warren 
 James Dee Warren

June 2014
Nils Anderson
Bennett Bloomfield
Stephen Buzzell
Darlene Daniels
Hilary Hardin-Ferguson
Stacey Hardin-Ferguson
Charlcie Montgomery
Patrick Muri
Stacey Murphy
Dianne Stiner
Barbara Prythero
Kathleen Warren

July 2014
Marian Aldridge
Christine Calabrese
Tom Concialdi
Bronwyn Cowell
Allan Enis
Paulina Gonzalez
Roger Guernsey
Vicki Sue Hart
Doris Harts
John Keys
Carol King-Wansley

Kathy Kollar
Barbara Manning
Brenda Verle Marshall
Dan Neel
Maura Nolan
Kathleen Reid
Peter Rubin
Joseph Sepic
Joe Shafer
Brenda Sharp
Robin Steinberg

August 2014 
James Blodgett
Floria Cardona
Denise Cotter
Kelvan Cox
Kathleen Hays
Linda Hokit
Georgiana Ungaro
Carol Warren
Tina Wheeler

TNA Membership 
The following individuals joined or renewed their TNA membership between June 1, 2014 and August 31, 2014
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Claude and Jean Aldridge
John Alksne, MD
Linda Lee Alter
Gwen Asplundh
Denise Ayers
Ramesh Babu, MD
Richard Baron
Millard Battles III
Frank & Susan Berrodin
Eden Blair, PhD
Jeffrey & Cecile Bodington
John Boettner
John Bogle
Michael Brisman, MD
Jeffrey Brown, MD
Mike & Dale Bukaty
Kim J. Burchiel, MD
Karen Burris
Ken Casey, MD
Truman & Nell Channell
Anne Ciemnecki
Pamela Clifford, RN 
Brent Clyde
Allan Cohen
Jeffrey Cohen, MD, PhD
Meredith Collins
Douglas and Joy T. Daugherty
Nancy Dillon
Jim & Mary Draeger
Janis Eisel
Dorothy Erwin
Virginia Frazier
Steven Giannotta, MD
Mary Glynn
Tom & Denise Gorman
Steven B. Graff-Radford, DDS
Ron Greiser
Henry Gremillion, DDS
Suzanne Grenell
Betty Hare
Ann Harrison
Peter Jannetta, MD
Rosiland and Richard Kaufman
Dana Langerman
Roger Levy

Gwen Lias- Baskett
Mark E. Linskey, MD
Rich Marschner
Josha and Jean Mason
Emmit McHaffie
Bryan & Mary Molinaro-Blonigan
Nancy Montag
Franklin Naivar
Beverly O’Connor
Michael Pasternak, PhD
Brenda Petruska
Patti Jo M. Phillips
Everard Pinneo
Gayathri Rao 
Ralph & Susan Raphaelson
Jean Raymond
Gary & Madeline Redwine
Matt & Amy Redwine
Ray & Karri Rivera
W. Brooke Roulette
Aaron P. Running
Renate Sackhoff
K. Singh Sahni, MD
Mary Schlembach
Raymond Sekula, MD
Philip Sine
David Sirois, MD
Konstantin Slavin, MD
Paul and Lisa Smith
Tiffany and Justin Smith
Ronald Streich
Patty Sublett
Lori Sunderland-Klassen
Philip Tereskiewicz
John Tew, MD
Julie Thomas
Tom and Susie Wasdin
George Weigel
Christy West
Kenneth White
Karen Wilson
Cheryl Wruk
Mary Zalepeski
Richard Zimmerman, MD

Lifetime Membership

•  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



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



22 -------------- TNA Quarterly : The Journal of The Facial Pain Association

NSPC_Trigeminal NeuraV14_TNA .indd   2 9/15/14   12:24 PM

http://www.nspc.com

