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You don’t have to live with facial pain.
The sudden, devastating facial pain associated with trigeminal neuralgia can

make even the simplest tasks impossible. But now, there’s new hope.

Stereotactic radiosurgery is a painless, non-surgical treatment for trigeminal

neuralgia using very precise beams of  radiation which are targeted at the

nerve root. The outpatient procedure involves no incision, no pain and no anesthesia. 

Don’t let severe facial pain take over your life. Call a treatment center near you to see if

radiosurgery can end your pain.

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

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

CyberKnife Center of Chicago (Chicago, IL)
630-758-5588
www.ChicagoCK.com

Oklahoma CyberKnife (Tulsa, OK)
1-866-205-7806
www.OklahomaCK.com

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

Rocky Mountain CyberKnife (Boulder, CO)
303-448-4620
www.RockyMountainCK.com
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Welcome
TNA, The Facial Pain Association is now in its 21st year and the winds of change 
continue to blow. Fortunately, the predominant wind is at our back and is a 
force for improvement. This inaugural edition of the TNA Quarterly is one such 
change. An enhanced and expanded journal, it will be available on-line in 
electronic page-turning format as well as in hard copy. We hope that you will 
enjoy the expanded and enhanced content delivery.

In an effort to improve our outreach to patients and their communities, our 
Medical Advisory Board (MAB) is now being represented by three regional 
boards, each with its own chairman. Each regional MAB will work more closely 
with support groups in its region and focus efforts on regional needs. This will 
result in a more robust conference program and the development of more 
support groups, thus providing patients with improved opportunity to share 
experiences one-on-one, an important way to ward off the isolation that facial 
pain often brings. 

At the same time, the Internet affords another opportunity to distribute 
information and to bring together people with common interests. Accordingly, 
our website has been redesigned and allows members to join forums and 
communities: TNA Connect, Facebook and our new Facial Pain Network. If you 
have not yet joined one of our online groups, please visit our website www.
fpa-support.org and see which of these venues can help you. You won’t be 
disappointed!

Facial pain has been around for centuries and yet we don’t know the exact 
cause and we have no cure. Fostering research has always been part of our 
mission but, with limited resources, it is difficult for us to have a footprint in this 
important arena. In an effort to change this situation, TNA has created the Facial 
Pain Research Foundation as a division of TNA and has appointed a separate 
board of trustees to raise money and establish a research plan. This is a brand 
new initiative which will bring hope for the patients of tomorrow. Please take a 
minute to look at our Foundation’s website at www.facingfacialpain.org.

While pursuing basic research through the Foundation, we must also collect 
data on today’s patients to aid clinicians in selecting and administering 
appropriate treatments. We are therefore reestablishing the TNA Patient Registry 
and are developing a new survey for patients to complete so that we may 
gather data on treatments and outcomes. Look for the introduction of this 
survey later this year.

TNA has also moved its office to a beautiful old building in downtown 
Gainesville. This results in significant savings and provides our staff with a secure 
and comfortable workplace. If in north central Florida, please stop by to say 
hello and to thank our staff for the wonderful job they do.

As I said at the outset, the wind of change is at our backs. I hope you will enjoy 
this and future editions of the TNA Quarterly and our reports on the initiatives I 
have mentioned and those to follow. 

Roger Levy, Chairman of the Board
TNA – The Facial Pain Association
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Trigeminal Neuralgia  
and Multiple Sclerosis  
Kenneth F. Casey, MD, is chief of neurosurgery at Oakwood Southshore 
Hospital in Michigan, Associate Professor at Michigan State University 
and Chairman of TNA’s Medical Advisory Board. 

Facial pain occurs in 1.9-6% of patients  
diagnosed with multiple sclerosis. It can 
be the sole presenting symptom in a 
small percentage of  patients. For patients 
with an established diagnosis of Multiple 
Sclerosis(MS), trigeminal neuralgia (TN) is 
the most common associated symptom. 
The diagnosis of TN in MS differs slightly 
from that defined by the International 
Headache Society(IHS). Both groups of 
patients (non MS and MS) present with 
“paroxysmal attacks lasting from a fraction 
of a second to several minutes, involving 
one or more divisions of the trigeminal 
nerve” on the same side. The pain is 
characterized as “ intense, sharp, superficial, 
or stabbing” and precipitated by trigger 
zones. The attacks are stereotypical, and 
the only difference is that in the MS group 
the pain is attributed to the  
underlying disease.

 One study demonstrated that trigeminal 
neuralgia began on average 11.8 years 
after the first MS symptom but in five 
patients was the first symptom of MS, 
preceding the next MS symptom by 1 
to 11 years. The onset of MS was later in 
the patients who had TN, and bilateral TN 
occurred more frequently than expected 
(in 14% of TN patients). The age at onset of 
TN was no younger than in idiopathic TN 
except when TN was the first MS symptom. 

In the setting of multiple sclerosis, the 
pain is more commonly bilateral, and is 
the most likely setting for the pain to be 
simultaneously bilateral.

Symptomatic trigeminal neuralgia 
(STN) is a term applied to this 
presentation by Burchiel. MS is a 
chronic disease of the central nervous 
system, with symptoms and signs 
disseminated in space and time. 

This means the patient may present 
with eye symptoms on one occasion, 
and weakness or sensory changes on 
another. There can be a wide variety of 
symptoms and signs, including numbness, 
parenthesis, pain, weakness, spasticity, 
fatigue, vertigo, visual difficulties, gait 
dysfunction, bladder disturbances and 
cognitive changes. There appears to be 
a genetic  component to this disease. 
There is a greater risk of MS in first-degree 
relatives of patients with MS and high 
concordance rates between  
monozygotic twins.

In MS, lesions in the pons at the root entry 
zone (REZ) of the trigeminal fibers have 
been demonstrated. This is one form 
of “symptomatic” trigeminal neuralgia 
related to visible pathology. In a recent 
MRI study, linear pontine trigeminal root 

lesions were common (6.8%) in  patients 
with MS and facial complaints(TN-MS). 
They were associated with various facial 
sensory symptoms. An English group 
contrasted these results, observing that 
half of their seven patients had pathology 
other than plaques’ using MRI studies. This 
remains a controversial area, that affects 
recommendations for treatment.

The most common theoretical explanation 
for TN proposes that high-frequency 
ectopic impulses are either generated from 
or, augmented by, areas of demyelination. 
The areas of demyelination allow for 
abnormal cross conduction between the 
nerve fibers in the trigeminal nerve. The 
over activity is thought to be responsible 
for the spontaneous generation of pain in 
the absence of any stimuli, seen in both 
classic TN (Type 1) and STN.

Carbamazepine is the  drug of choice 
for TN-MS patients, with the caveat that 
some series show a lower response 
rate, compared to non MS patients.. 
Oxacarbamazepine, baclofen,and 
phenytoin have all had some degree 
of success in short clinical reports. As 
pain can be present in other sites in the 
course of MS, there are several reports 
of gabapentin, and lamotrigine being 
useful for pain in MS. These reports did not 
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specifically detail those patients with   
TN-MS. In general, patients with MS are  
less likely to tolerate the medications  
used for TN.

Surgical therapy for TN-MS is quite 
controversial of late. The early reports 
found percutaneous thermo coagulation 
(radiofrequency rhizotomy) to be 
quite useful for the initial treatment of 
pain. In  TN-MS patients, however, the 
recurrence rate was high (up to 40% in 
one Italian study). Many reports exist 
that show an initial success rate (pain 
free, off medications) between 58-81%. 
The durability of the relief is shorter than 
patients with non MS TN. The literature for 
the last ten years suggests that RF for  
TN-MS is still the procedure of choice 
for most patients.  Following RF, when 
performed with appropriate training, the 
patients will experience dense loss of light 
touch in the face, with preservation of 

the sense of pressure in the affected face. 
This is akin to the feeling you might have 
following injection of a local anesthetic 
from your dental professional.

 When glycerol treatment was first 
introduced, initial reports found an higher 
failure rate, with earlier intervals to repeat 
treatment in the TN-MS patients. The 
Pittsburgh group then released a report 
indicating a success rate similar to thermo 
coagulation,and reported on the  ease of 
repeatability of the procedure. The patients 
returned on average at 18 months in 50% 
of the group. Both procedures produced 
facial numbness, but it was less in the 
glycerol groups. This became very popular 
in many surgeons’ minds, due to the lower 
incidence of numbness induced. Burchiel 
commented that the efficacy of glycerol 
was related to the degree of nerve injury 
produced.

In 1999, Broggi 
reported a series 
of patients with 
MS who had undergone a microvascular 
decompression (MVD). A second, larger 
series in 2004 raised the question of 
durability of the success. Taken together, 
the patients were pain free on average 24 
months following MVD. Subsequent series 
from other institutions reported a similar 
pattern; good initial pain relief with less 
sustained results, leading some to state 
that MVD has no place in the treatment of 
MS. The case series reported suggest there 
is a subgroup of patients with vascular 
cross compression, in addition to their 
MS. This cross compression may be the 
proverbial straw or be the sole arbiter of 
the pain.  

OAKWOOD NEUROSURGERY

general neurosurgery
complex pain procedures
endoscopic neurosurgery

advanced spine care
vascular compression syndromes

including hypertension and diabetes

TNA
The Facial Pain 
Association
Twenty years young 
and still growing, 
evolving, aspiring. 
The patients  
deserve the best.

 Kenneth F. Casey, M.D. 

www.drkencasey.net

continued on page 4

http://www.drkencasey.net
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A recent sampling of the MAB of the FPA found there remains two 
distinct groups in this regard. The majority of the MAB do not favor 
MVD for TN-MS patients.

Micro compression of the fifth nerve ganglion was introduced by 
Mulllan and Lichtor, based on earlier work of Spiller., The technique 
was refined by Brown to detail the time of compression and the 
range of pressure. This procedure produces an injury in the nerve 
by means of pressure from an inflatable balloon. Some authors 
have noted that, in moderately large series, that  patients with 
multiple sclerosis seemed to obtain similar benefit from the 
procedure as do patients with classic trigeminal neuralgia.

Radiosurgery has long been attempted for patients with TN-
MS. However, the series reported have not been clear as to the 
proportion of patients pain free, off medications with STN alone. 
The technique’s greatest success rate has been in patients with 

type 1 pain and when  radiosurgery is the first procedure.The 
time to relief can average 30- 90 days. A recent summary paper 
concluded   “Actuarial freedom from treatment failure at 1-, 3- and 
5-years was 42.9%, 42.9% and 28.6%, respectively”, for patients with 
TN-MS. The rate of a new, uncomfortable sensation in the face 
is between 10 and 16%. There are some recent reports that this 
effect increases over time from treatment. 

One theme that runs through all the ablative procedures(glycerol, 
balloon, radiofrequency and radiosurgery) is that a degree of 
numbness needs to be produced for the best efficacy and 
durability of each procedure. Taken together, these procedures 
produce two to three years of pain control in TN, and somewhat 
less in TN-MS. 

At the current time, radiofrequency ,and glycerol procedures have 
the clearest indications , with more information needed over time 
for the remaining choices. 

Bibliography
1.Burchiel KJ: A new classification for facial pain. Neurosurgery 
53:1164–1167, 2003

2. Broggi G, Ferroli P, Franzini A, et al. Microvascular 
decompression for trigeminal neuralgia: comments on a series of 
250 cases, including 10 patients with multiple sclerosis J. Neurol 
Neurosurg Psychiatry 2000, 68(1):59-64 

3.Brown JA: Percutaneous trigeminal nerve compression, in Batjer 
HH, Loftus CM (eds): Textbook of Neurological Surgery: Principles 
and Practice. Philadelphia: Lippincott Williams & Wilkins, 2002, pp 
2980–2985

4.Kondziolka D, Lunsford LD. Percutaneous retrogasserian glycerol 
rhizotomy for trigeminal neuralgia: technique and expectations. 
Neurosurg Focus. May 15 2005

5.Taha JM, Tew JM Jr. Comparison of surgical treatments for 
trigeminal neuralgia: reevaluation of radiofrequency rhizotomy. 
Neurosurgery. May 1996;38(5):865-71
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Specialists in:
Spinal Disorders                  Cranial Pathology                        Peripheral Nerve Problems

Questions you have...
Answers you Need!

WHAT EVERY FACE PAIN SUFFERER
OUGHT TO KNOW!

1-800-788-2306
www.trigeminalneuralgiabooks.com

http://www.trigeminalneuralgiabooks.com
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Twenty years ago, The Trigeminal 
Neuralgia Association, now the Facial 
Pain Association (FPA), was started with 
the development of a Support Group to 
help patients and caregivers who were 
suffering from Trigeminal Neuralgia.  At the 
time TNA had no infrastructure, printed 
materials, newsletter or website, but TNA 
had a personal relationship with those 
suffering with facial pains. Claire Patterson 
founded the first support group in order 
to help those suffering. This personal 
relationship continues to form the power 
of the Support Groups around the country.

For most, the first contact with FPA is 
through involvement with local support 
groups or telephone contacts. In my 
case, I had no idea that there were 
others suffering from TN; it felt like a 
lonely disease. What I found is a national 
organization which encouraged and 
fostered Support Groups around the 
country. When I realized that there were 
others, in my community, suffering from 
TN, I was able to take comfort in knowing 
I wasn’t alone and that there were 
others willing and anxious to share their 
experiences and successes.

This is the basis for the TN Support Groups. 
Our Support Groups are comprised of 
caring individuals, many times they are 
actual facial pain patients who want 
to share experiences, successes and 
failures with others in their community. 
The power of these groups cannot be 
overstated. Many meet on a regular basis, 
with speakers or presentations which are 
meaningful to their members.  Many of 
the Support Groups provide resources to 
their members or other interested parties 
including the names of local and national 
physicians who specialize in treating 
various facial pains, including trigeminal 
neuralgia. For others, the Support Group 
Leaders and Telephone Support Contacts 
are the friendly voice on the phone who 
listen to the patient who is suffering; the 
fact that someone is interested and willing 
to listen can help many get through a 
crisis. Regardless of their motives, the fact 
is that the Facial Pain Support Groups are 
helping patients and caregivers to feel  a 
part of a larger group. They truly form the 
basis for our Association.

One other element cannot be overlooked; 
either directly, or indirectly through their 
families and friends, our support group 
member donations to TNA are critical 
to our success as an organization. These 
donations allow our Association to 
provide meaningful regional and national 
conferences for all who suffer facial pain. 
These donations fund our award-winning 
website which includes a multitude of 
information on facial pains of all types. 
The donations help us to have a presence 
at appropriate medical and dental 
conventions, and they are helping with our 
research efforts.

Our support groups are an integral part 
of TNA and will continue to be as long as 
we have leaders and patients who need 
one another. TNA needs our donations 
if this is to continue. Please be a part of 
this invaluable help by making an annual 
contribution to TNA. Remember, we need 
each other.

Support Group
Claude M. Aldridge, Co-Support Group Leader 
Kansas City Facial Pain Association Support Group
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The Allegheny General Hospital
Center for Cranial Nerve Disorders

salutes the
TNA – Facial Pain Association

National Conference 20th Anniversary.

Peter J. Jannetta, MD, Director
Raymond Sekula Jr., MD, Director

420 East North Avenue • Pittsburgh, PA 15212

For more information, please visit
www.aghneuroscience.com or call 1-800-445-2340.

DEPARTMENTOFNEUROSURGERY
www.wpahs.org

A Unique Neurosurgery Program…
The First of its Kind in the Region.
Many patients who experience severe facial pain endure

years of unnecessary suffering. Relief is here.
At the Trigeminal Neuralgia Care Center, we specialize in

diagnosing, treating and relieving the pain and debilitation
caused by Trigeminal Neuralgia and other cranial nerve disorders.

To learn more, please call 413-748-9448 or visit TGNcare.com.

A member of the Sisters of Providence
Health System and Catholic Health East,
sponsored by the Sisters of Providence.

271 Carew Street, Springfield, MA 01104
info@TGNcare.com • TGNcare.com
413-748-9448

Assistance with discounted hotel arrangements and concierge services available.

Meeting and sharing information and experiences with other 
face pain patients, knowing you are not alone in battling 
this disease, is one of the most important things a patient or 
caregiver can do.  TNA – The Facial Pain Association has more 
than 50 active support groups throughout the USA, Canada, 
Europe, Australia and New Zealand. Currently new groups are 
being formed in Spain, Afghanistan, Thailand and China.  If 
you are interested in joining a local support group, or perhaps 
starting one, call Aggie in the national office at 800-932-3608 
for more information or post your interest on our facebook 
page at www.facebook/facialpainassociation . If you are 
unable to attend a support group meeting, 
join a virtual meeting or discussion on 
TNA’s Facial Pain Network.  Just go to our 
website at www.tna-support.org and click on the Connect 
tab at the top of the page. 

TNA Support Groups 

http://www.facebook/facialpainassociation
http://www.tna-support.org
http://www.aghneuroscience.com
http://www.wpahs.org
mailto:info@TGNcare.com
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I have been treating chronic pain patients for twenty years. 
Before joining the faculty at The University of Minnesota 
School of Dentistry, Division of Temporomandibular Disorders 
and Orofacial Pain, I saw the rare case of Trigeminal Neuralgia 
(TN) – now I treat TN patients on a regular basis. I’ve learned 
a lot from my TN patients; I’ll try to summarize some of what 
I’ve learned in this article. 

I’ll begin with what you already know: TN is different from 
other chronic pain disorders. Chewing, talking, smiling, 
brushing your teeth, refreshing yourself with a cold drink, 
these are ordinary human activities; but, when you have 
TN, they can trigger pain. Because TN involves the face, it is 
unique among chronic pain disorders. I often tell my patients 
that the face is the organ of self-expression. We show our 
emotions through facial expression. Even when we try to 
hide our feelings, those who know us best can read them 
on our faces. We talk with our faces, sing with our faces, cry 
with our faces, laugh with our faces – to a very great extent 
we communicate and experience our humanity through 
our faces. In a psychological sense, it doesn’t get more 
fundamental than this. It is not exaggerated to say that TN 
tears at the fabric of identity. 

TN patients understandably think of their lives as divided into 
two parts: the part before TN, and the part after TN. Before 
TN things generally make sense. It  is possible to ascertain 
cause and effect relationships in your life, allowing you to 
avoid those that bring pain while enhancing those that bring 

pleasure. After TN, cause and effect relationships as you have 
always understood them break down. There is no longer 
a clear, predictable relationship between your effort, and 
the outcome of your effort. Things make much less sense. 
You struggle to control your life only to experience bouts of 
lancinating pain that are intense enough to distract you from 
everything else. It can feel as if your body – now an alien 
force – has turned against you. This is where the real tragedy 
of TN begins. 

With TN there are forces at play that, over time, threaten to 
distort the way you see yourself. Bit by bit you lose yourself 
to the disease. You gradually let go of important relationships 
and activities as you become more and more paralyzed by 
fear of pain. Before TN your identity was made of blended 
roles: you were parent, grandparent, child, brother, sister, 
friend, employer, employee, democrat, republican, church-
goer, golfer, ball-room dancer. After TN, you may feel reduced 
to being mostly a patient, who remembers being a person. 
Having pain and avoiding pain thusly become the defining 
features of your life.

My work with patients involves reconstructing the sense-of-
self that has been distorted and weakened by pain and the 
fear of pain. It is possible to do this reconstructive work and 
in the process put TN in its place, but moving TN off center-
stage is complicated. In the beginning of psychotherapy, 
it is natural to “borrow” hope from the therapist, who has 
seen others like you succeed in their effort to overcome 

 Can Face Pain  Effect Your Identity? 
Leesa Morrow, PhD, JD, LP, is a Health Psychologist and Clinical Assistant Professor, Division of 
TMD and Orofacial Pain, Department of Diagnostic and Biological Sciences, University of Minnesota, 
School of Dentistry. Dr. Morrow maintains a private practice in clinical health psychology treating 
chronic pain disorders.  
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the personally destructive effects of TN. All the same, good 
psychotherapeutic work is highly individualized; there is no 
one else quite like you. The work of psychotherapy is a shared 
journey of discovery.  Real losses should be appreciated and 
grieved. Real sources of strength and renewal can always 
be found and they should be celebrated. New meaning 
must be created in a way that accommodates not only 
physical suffering but also physical pleasure.  The majority 
of TN sufferers experience some pain-free time; days, weeks 
or months may go by without pain. It is obviously best not 
to contaminate the pain-free moments with the fear of 
pain’s return, but this takes genuine courage and an equally 
genuine belief in your capacity to endure pain without being 
destroyed by it. Like a Sherpa who has climbed Everest many 
times, a good psychotherapist travels the way of adversity 
with you alerting you to dangers and reminding you of your 
strength when you most need it and are least certain of it.

“...Identity?”cont. 

The pain from Trigeminal Neuralgia  
can be triggered by anything you do to 

your face: brushing your teeth, applying 
makeup, even a breeze on your face 
can bring on the pain. We can help. 
Vanderbilt offers the complete line  

of treatment for face pain.

Call us today at (615) 936-4730
VanderbiltHealth.com/skullbasesurgery

VNeuro-TNA_AD-MAR2011.indd   1 3/14/11   12:05 PM
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The following individuals joined or 
renewed their TNA membership 

October 2010
Mary Anderson
Bennett Bloomfield
Arela Braverman
Joanne Carter
Joe Colosi
Elaine Donoghue
David Estin
John Ford
Mark Goldstein
Francis Guerin
Francine Harbour
Ellen Kennedy
Susan Lipscomb
Robert Logan
Judith Love-Eastham
Jonathan H. Lustgarten
Roger Martin
Virginia McGargill
Mary Mclaughlin
Maureen Muck
Marilyn Murfin
Pasquale Passaretti
Wilk Peery
Saravanan Ram
Helen Starlight
Lisa Todd
Joyce Tyler
Karen Vinciguerra McCarthy
Andriana Vogel
Stan Weber
Nancy Wilkow

November 2010
Patty Baugh
Leigh Blackman
Judy Brown
Denise Darling
Andree Duplantie
Janet Fuqua
Margaret Gallo

Cathy Hesketh
Patricia H Horan
Serena Hunter
Laura Huston
Ken Jones
Steve Lacanski
Barry M. Lasner
Rich Marschner
Robert Morris
Judy Mortimer
Richard E Posson
Mary Ann Sgarlata
Mary Kay Stahley
Timothy Ubels
Janna Waggoner
Edna Wilson
Suzy Zucker

December 2010
Suzanne Beckwith
Roberta Boyle
Carol Brown
Emily Diaz
Denise Doucette
Lynn Duckett
Katie Dym
Sylva Eichel
Tom Fenstermacher
Robert Francis
MaryJane Getlinger
Ilse Getman
Roger Guernsey
Amy Hillman-Keim
Margaret Hitchon
Virginia Hodge
Mary Ann Kelly
Audrey Korman
Tamara Kruchok
Ruth D. Levy
Lillian Line
Michael Logan

Earlene Lourenco
Lynn Lucas
Linda Mazzeo
Diane McDonald
Joyce Noblitt
Claire Patterson
Joann Poindexter
Jean Raymond
Elizabeth Reid
Lynn Sallee
Wade Shacklette
Jerry Shain
Mary E. Shetter
Mark Shough
Mary Stanley
Robin Steinberg
Joan Stratton
Connie Thornberry
Beth Vogel
Kay Waller
Alan Wiener
MaryElla Wyszynski

January 2011
Leslie Arnold
Bob Gould
Kay Grim
Frederick W. Harthen
Sara Hartwell
Sandra Kostelecky
Tammy Logan
Jennifer Nellums
Cheryl Utegg
William Voss

February 2011 
Andy Anthony
Marjorie Arciniega
Sharon Austin
Cynthia Barnes
Sheila Bearden

Suzanne Beckwith
James Boesiger
Carolyn Boyd
Louise Brady
JR Bullis
Linda Butterworth
Carol Campbell
Anne Ciemnecki
Pamela Elliott
Kathy Evans
Don Fletcher
Sieglinde Genta
Valerie Haynes
Grant Howes
Jane Irving
Mark Kountouroudas
Deborah Kurilchyk
Susan Leeming
Debby Lockwood
Diane Logan
Kay Luttrell
Sherry Magill
Robert McFarland
John Moon
Bob Moses
Yiota Motzer
Sharon Novickas
Nancy OBrien
Cynthia Pearman
Garry Rogers
Jason Rosenberg
Steve Schwalbe
Herb Smith
Eric Steinman
Marianne Thompson
Nancy Ellen Vance
Nancy Westlake
Kenneth White
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It’s 2:30 on a Rochester summer afternoon 
and I just got back to my hotel room 
following the concluding ceremonies of 
the TNA’s national conference, their 20th.  I 
wasn’t here five minutes and I experienced 
the first TN “shock” of the week, albeit a 
mild one.  I went out for a Greek lunch and 
presto, another one, maybe a tad more 
substantial.  Oh, that’s just great…

But I digress. This convention was a major 
experience for me in a variety of ways.  
What a truly remarkable group of people!  
The patients, the caregivers, the medical 
professionals, the TNA staff, everyone 
involved with this event shared a similar 
focus in a way that most individual TN 
patients have never experienced.  I hadn’t 
conversed with more than three or four 
TN patients in my life, and yet here was a 
huge room full of people with a shared 
experience listening to the experts 
speak directly to them and address their 
important and personal issues.

If you know anything about TN, you know 
that information is hard to come by, and 
so to assemble an approachable roomful 
of experts on the subject is surely beyond 
impossible.  But here they all were, most of 
the big guns and heavy hitters, spending 
three days with an international group 

of articulate, motivated TN patients.  
The air was relaxed but purposeful, and 
the smooth pace of the convention 
itself mirrored that.  To call this a rare 
opportunity is understatement.

So what did I learn this week?  I guess I 
finally realize that I will never be “cured” 
of trigeminal neuralgia and it’s more a 
matter of “managing” it going forward.  
Okay, those are my cards I’ve been dealt 
by an unknown dealer.  I also learned 
that, considering where I had my first 
MVD done, a second MVD is really not an 
option.  I learned that there are some very 
fine minds dedicated to TN and it was 
very reassuring to witness their degree of 
commitment and dedication.

There was a lot said about other surgical 
options as well, from balloons to 
radiosurgery, areas in which I personally 
have little interest but conversed 
with many who’d been through them 
with mixed success.  I was amazed 
by the volume and combinations of 
anticonvulsant medications that some 
folks ingest on a regular basis, sometimes 
as many as three or four simultaneously.  
A lot of people at the convention had 
not yet had any surgery, and there were 
quite a few folks who’d had been through 

many procedures with the full range of 
successes.  

I picked up a truckload of new 
terminology.  Made dozens of new 
acquaintances, many whom I expect to 
see again.  Certainly confirmed my respect 
for all the TNA people and the vital work 
they do on a daily basis.  Dr. Casey would 
have a decent shot making it as a standup 
comedian with that superb timing and 
excellent natural delivery.  But I would 
hasten to add, don’t quit your day job.  We 
need you here!

Am I going to the next TNA pow-wow 
in 2012?  Simply put, I don’t ever plan on 
missing one again.  But next time, I’ll bring 
my caregiver with me, it’s really as much 
for them as it is for us, and I think she’d 
really enjoy meeting this unique ensemble.  
As one caregiver put it Friday night, “I 
wouldn’t wish this disease on anyone, but 
I would have hated to miss meeting this 
group of people.”  Amen.

A year ago, I came to the Mayo for an MVD.  
I returned a year later to understand it.  I 
came away grateful, thankful and hopeful.  
Thank you, TNA!

TNA National Conference, Rochester, 2010
Fredy Agir, TN patient  and professional singer and composer
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Please mail this form with your payment to: 
TNA-The Facial Pain Association
408 W. University Avenue, Suite 602,  
Gainesville FL 32601-3248

Space is limited, so please register early. 

Cancellation Policy: All conference registration refund requests must be submitted in writing to the TNA national office via mail or fax. The mailing address is TNA, 408 W. University Avenue, 
Suite 602, Gainesville FL 32601-3248. The fax number is 352-384-3606. All cancellations are subject to a $50 per person service fee. Cancellations received after May 7, 2011 are not refundable.

If you want to become a member before you register please visit tna-support.org or call 800-923-3608

Registration fee includes; welcome 
reception, conference admission and 
materials, lunch and refreshments.

Regional Conference
Trigeminal Neuralgia and Chronic Facial Pain Symposium
Richmond, Virginia
May 21, 2011

 Fee # of People  Total

Non-member Early Bird Registration (by May 1, 2011) .............................$89  ___________      __________

Member Early Bird Registration (by May 1, 2011)  .......................................$69  ___________      __________

Non-member Registration  ........................................................................................$99  ___________      __________

Member Registration  ....................................................................................................$79  ___________      __________

 TOTAL DUE    _________________

PAYMENT:

Check Enclosed  _______      Visa  _______      Mastercard  _______      Amex  ________     Discover _______

CC# _________________________________________      Exp.Date  ________________________________

Signature    ______________________________________________________________________________

First Name:    _____________________________ Last Name:    _____________________________________

Street Address:    __________________________________________________________________________

City:    _________________________________ State:    __________________ Zip:    ___________________

Telephone:    ____________________________ Email:    __________________________________________

So that we will be able to prepare materials for each attendee,  
please list the name of each person you are registering

 __________________________________________           ________________________________________

 __________________________________________           ________________________________________

 __________________________________________           ________________________________________
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