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2015 marks the 25th Anniversary of TNA – The Facial Pain 
Association. My letter in January’s issue of TNA Quarterly 
recounted our founding by Ms. Claire Patterson with 
support from Dr. Peter Jannetta. In this letter, I turn to 
Support Groups (SGs). Personal assistance to those with 
facial nerve pain and their caregivers remains the top 
priority at TNA and SG’s are an important part of providing 
that assistance.

TNA supports over twenty five Support Groups from coast 
to coast and they meet from every other month to several 
times each year. Most meetings include an informative 
speaker and time for attendees to talk among themselves. 
Although the expertise of healthcare professionals is often 
essential in managing facial pain disease, the chance to 
talk with others about alternative treatments, drug side 
effects and how to manage the rest of one’s life, for many, 
is the most useful benefit of attending an SG. You are not 
alone and you don’t have to figure it all out yourself; SGs 
enable you to learn from and be assisted by others who 
have already learned a lot. The company of others who 
are dealing with many of the same issues is an invaluable 
aspect of an SG. For some, SGs are also a rewarding way to 
give back.

SG Leaders deserve our appreciation. They arrange 
meeting space and speakers, organize discussions, assist 
new participants and provide one-on-one support as 
needed. As if that is the easy part, there are additional 
challenges. The intensity of facial nerve pain, difficultly 
of managing drug side effects and the demands of work 
and family life can make it tough for some people to be 
regular participants in SGs. Quoting TNA’s SG Coordinator 
Ron Irons “… some of these people have to fight a lot of 
fires at the same time.” Then, once drugs or an intervention 

eliminate the pain, some participants want and need to 
get on with their lives. Maintaining regular participation 
and getting success stories to return and describe what 
worked is a constant challenge for SG Leaders. We thank 
Mr. Irons and our SG Leaders for their essential efforts.

You can find your nearest SG on TNA’s website or by 
calling our office. TNA also assists SG Leaders with 
“telephone camp” discussions, brochures and training 
meetings in advance of TNA conferences.

You have seen articles and received emails about the 
TNA Video Project. This project is unique and conveys the 
impact of facial nerve pain disease on peoples’ work and 
personal lives. Participants describe their triggers in 20 
second videos that are uploaded to TNA’s website. I hope 
that you join me and upload your own video.

You have also seen news about TNA’s 25th Anniversary 
National Conference in New York City on October 10th 
and 11th this fall. It will be held at NYU’s Dental School and 
sponsoring neurosurgeon Dr. Jeffrey Brown has arranged a 
full agenda of speakers who are experts in managing facial 
pain. There are many opportunities to ask questions and 
to speak with experts one-to-one. Attendees also learn 
much from each other. See you there.

From the Chairman of the Board

Jeffrey Bodington, Chairman of the Board
TNA – The Facial Pain Association
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Erratic, frequent bolts of facial pain 
leave Amy Tomasulo no room for 
laughter, except when her husband, 
Pat, popular stand-up comedian at 
Chicago nightspots, breaks through 
the gloom. By injecting a smattering of 
seriousness into his funny stage routines, 
he is focusing a public spotlight on the 
shocking pain of trigeminal neuralgia 
that attacks Amy and is raising big 
money to fight it.

Thousands of people tune in to the daily 
Morning News on WGN-TV Chicago to 
hear Sports Anchor Pat Tomasulo deliver 
his wacky and hilarious perspectives 
on sports, and thousands more attend 
his after-hours comedy shows about 
the city. One special event on Jan. 15, 
ineptly called Laugh Your Face Off, takes 
the cake for its combination of fun and 
fund-raising for facial pain research. 

Pat and three comic colleagues staged 
the production at The Laugh Factory, 
following their stand-up routines with a 
video of the daily struggles of Amy and 
a 12-year-old Chicago boy named Nick 
Acevedo.

The audience watching the video that 
night responded with more than $35,000 
in gifts to facial pain research. When 
combined with corporate sponsorships, 
raffle ticket sales and a restaurant 
fund-raiser held a week later, a total of 
$83,000 was raised for research. The story 
does not end there. Proceeds from the 
Tomasulo events are being matched 
dollar-for-dollar by William (Bill) Cilker 
and his family, of Los Gatos, CA. The 
Tomasulo fund-raisers brought in the 
final dollars needed to match the Cilkers’ 
$500,000 challenge grant, meaning that 
more than a million dollars has been 
raised for this cause in only one year. 

Amy and Nick, who appeared on 
stage after the video presentation, 
have different variations of the same 
disease, making a critical difference in 
treatability. Nick recently became pain 
free after undergoing microvascular 
decompression (MVD) surgery. Amy 

Managing Editor
John Koff
 
Editor/Circulation 
Manager
Nancy Oscarson
 
Research Editor
Cindy Ezell

Assistant Editor
Carly Kosmacki 

Art and Design
Caren Hackman
 
Medical Reporter
Arline Phillips-Han
 
Editorial Support
Lynn Forest

TNA QUARTERLY  
is published four times per year by 
The Facial Pain Association, 
408 W. University Avenue, Suite 602
Gainesville FL 32601-3248

800-923-3608

www.fpa-support.org

Chicago comedian Pat 
Tomasulo’s Laugh Your Face 

Off gig raises $83,000 plus 
matching funds for facial pain 

research
By Arline Phillips-Han, Medical Reporter

“Laugh” . . .continued on page 4

http://www.fpa-support.org


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

failed to gain relief from the same type of surgery in 2001. 
She was found to have no nerve compression, although she 
suffers with the hallmark symptoms of trigeminal neuralgia, 
the world’s most painful human affliction.

The research dollars raised through the Tomasulo events 
and the Cilkers’ matching funds are being invested in 
four university-based research projects supported by 
The Facial Pain Research Foundation, a division of the 
national TNA-Facial Pain Association. (See website at www.
facingfacialpain.org) The Foundation, with its international 
corps of scientists, seeks to find cures for trigeminal 
neuralgia and other neuropathic pain diseases by the  
end of 2020.

The Cilkers, like Pat Tomasulo, were inspired to seek a cure 
for the problem that caused eight years of disabling pain for 
their daughter, Elizabeth Cilker-Smith. Although Cilker-Smith 
gained freedom from facial pain through MVD, she and her 
family are supporting the search for a cure. 

Tomasulo first publicized the plight of facial pain patients 
in October 2013 when he persuaded the health reporting 
team at WGN-TV Chicago to produce a video of Amy 
and Nick on the Morning News. He reported a surprising 
outcome. “People from many parts of the country saw the 
program and sent us e-mail messages. Hundreds of viewers 
reached out to us after hearing the stories of Amy and Nick.” 

In describing her long ordeal, Amy said, “Every day is an 
adventure; sometimes I go from hour to hour to determine 
what I’m able to do. A lot of people don’t understand the 
problem at all; some say ‘you look great,’ as if the problem 
must not be so bad.” She tries to explain that the pain is 
invisible, but the lightning-like attacks of electrical pain 
stop life in its tracks. The pain has remained almost constant 
since her first stunning episode at age 23 while she  
worked for her family’s home construction business in 
Rhinelander, Wis.

“I woke up one morning in March 2001 with stabbing 
electrical pain coursing down the left side of my face into 
the cheek and the teeth,” she said. “The pains were very 
sharp, the worst thing that had ever happened to me. For a 
while, I continued to work by trying to adjust my hours to 
times when I thought I could handle it. But finally I had to 
give it up. Mornings were especially difficult.”

“Laugh” . . .continued from page 3

“Laugh” . . .continued on page 5

Laugh Your Face Off performers clockwise from top left Ana Belaval, Mike Toomey, Pat Tomasulo , Pat McGann

Amy Tomasulo, Michael Pasternack, Pat Tomasulo
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Facial pain is a constant cruel intruder in Amy’s life, as 
it is for thousands of patients with nerve-related facial 
pain that resists available treatments. Amy said her pain 
may be set off by a slight breeze or a light touch on her 
face. Shortly after receiving the diagnosis of trigeminal 
neuralgia, she tried prescribed doses of Neurontin, as well 
as a combination of Neurontin and Tegretol to no avail, and 
later tried other medications prescribed by neurologists, but 
none of them relieved her pain. On the positive side, she 
learned strategies for coping with pain through a month-
long stay at Mayo Clinic’s Chronic Pain Clinic.

“To find a cure for Amy is my greatest hope,” said Tomasulo, 
who plans to stage the Laugh Your Face Off fundraiser again 
next year. “Second best would be to find more effective 
treatment to relieve her pain and that of other patients.”

Close to 400,000 men, women and children in the United 
States are known to be afflicted by trigeminal neuralgia. 
(See data in first chapter of Striking Back! The Trigeminal 
Neuralgia and Face Pain Handbook by George Weigel 
and Kenneth F. Casey, MD). More patients are coming to 
light each year as physicians, dentists and other health 
professionals gain better understanding of the disease, and 
as public awareness increases.

Michael Pasternak, PhD of Gainesville, FL., a Founding 
Trustee of the Foundation and a former patient with TN, 
said the projects that will benefit from the latest donations 
include efforts to repair damage to the protective nerve 
coating known as myelin, led by neuroscientist Lucia 
Notterpek, PhD, at the University of Florida Health Science 
Center;  studies of nerve cell transplants in mice to correct 
the loss of chemical mediators that normally inhibit the 
transmission of pain signals to the brain, led by Allan 
Basbaum, PhD, at the University of California San Francisco;  
a search for genes that predispose people to trigeminal 
neuralgia, led by genetics professor Ze’ev Seltzer, DMD, 
at the University of Toronto, Canada; neurosurgeon Kim 
Birchiel, MD, at the Oregon Health and Science University 
in Portland; and pain research pioneer Marshall Devor, 
PhD, at the Hebrew University in Jerusalem. In the fourth 
project,  scientist John Neubert, DDS, PhD, is involved in 
brain mapping in an effort to identify  neurophysiologic 
signatures of trigeminal neuralgia. 

“Laugh” . . .continued from page 4

•  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
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Karolina Toman was a typical young 
woman living in Warsaw, Poland, 
with much of her time focused on 
her passions: horses and mountain 
climbing. However, after her first 
trigeminal neuralgia attack in October 
2014, at age 27, even the easiest 
activities became difficult for  
Karolina, including the two things  
she loved most. 

“I had never heard of trigeminal 
neuralgia,” said Karolina. “It came 
unexpectedly, bringing so much 
pain to my life that it was almost 
unbearable. Attacks were caused by 
almost everything; mainly stress, wind, 
cold, eating, drinking.” Fortunately, she 
was quickly directed to a neurologist 
and was properly diagnosed in 
November 2014. “My medications 
started to work and I found some relief. 
I cannot even imagine how people 
deal with TN when their bodies do 
not respond to treatment. They’re real 
fighters. And they do REALLY love life”.

Following her diagnosis, Karolina met 
other TN patients through a support 
group on Facebook: “I was amazed 
with their stories, but there was still 
so much pain in their posts, so much 
sadness. Then, an idea popped into 
my head. I decided to cheer them up a 
bit.” Karolina decided it was time to get 
back to her normal life. She decided to 
visit the mountains - in winter. “I started 
training in my home city, in Warsaw; 
usually it was running, in temperatures 
below 0 degrees. It was painful, but I 
learned what my triggers are. I found 
out that I suffer most from a change of 

temperature, not just cold weather. It 
gave me some hope.” 

Within a few weeks, Karolina was 
climbing again, beginning with some 
easier mountains: Koscielec (7,070 
feet above sea level) and Zadni Granat 
(7349 ft.). “The first day was horrible. 
Whenever the wind blew, I had tears 

in my eyes. But the next day – well, 
it was pure mountaineering – with a 
smile on my face and a lot of strength.” 
Then she made herself a banner with a 
positive message for other TN patients: 
“I wanted to send it to TN sufferers, just 
like me. To show them that we still can 
dream our dreams! I wanted to  honor 
those who have the worst types of 
TN, to show my support and to raise 
awareness among those who do not 
have any idea that something like 
trigeminal neuralgia even exists.” Her 
banner (featured on our front cover) 
went viral within the TN community. 
Karolina did not expect such a big 
response to the picture, saying: “It was 
unbelievable!” 

Motivated by the positive reaction 
to her photograph, she decided to 
run a TN support group in Poland, 
called trój-Dzielni. “Trojdzielny means 
trigeminal, but when you divide it into 
two: you have troj (tri) and dzielny 
(brave),” a happy coincidence if you 
ask Karolina. “We’re still small, but I 
believe the group will grow. And I’m 
still trying to get people interested in 
TN. Awareness is, for the moment, the 
most important.” 

In February, Karolina reached the Rysy 
summit; at 8199 feet, it is the highest 
mountain in Poland. She has also 
started regular dressage trainings on 
her horse with the help of her trainer, 
Ewelina Kweitowicz.  

In Your Face Trigeminal Neuralgia 
One young woman’s journey to climb past the pain

“If my story can inspire 
someone or give a little bit of 
hope - I think I’ll be the 

happiest person in the world.”
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An example of courage

One patient with TN went to a psychotherapist after three 
failed microvascular decompression surgeries. At that 
time he was taking more than the highest recommended 
dose of carbamazepine, much to the consternation of his 
neurosurgery team. Before developing trigeminal neuralgia, 
this gentleman worked as an accountant for a local 
university. He enjoyed a leadership position in his church. 
He visited his adult children frequently and he immensely 
enjoyed their companionship. He dearly loved his wife 
of many decades and he cherished their time together 
gardening, traveling, and socializing with friends. However, 
after years of TN pain, he had greatly reduced his social 
contact with members of his church and with his children. 
He and his wife did very little together other than sit at 
home reading or watching TV. Their conversations largely 
focused on the patient’s pain. 

As he talked about his life, the therapist noticed that the 
patient tended to wince in pain when they began to 
discuss difficult topics. When he winced, she tended to 

instantly stop the discussion, even though the topic was 
crucially important to finish. The same pattern occurred 
in the patient’s discussions with his wife. When the topic 
of discussion focused upon difficult content, the patient 
would wince and the discussion instantly stopped. The 
therapist had no sense that the patient was fabricating his 
experience of pain; it seemed very real. However, when 
he winced in pain, he did so in a manner that was very 
dramatic and unusual among the trigeminal neuralgia 
patients she had treated. When in pain, his whole face 
contorted and he covered his face with trembling hands. 
The appearance of it was striking and it demanded silence. 

Despite the authenticity of the patient’s pain, his pain-
related behavior clearly worked to his benefit in that it 
allowed him to cut short conversations that dealt with 
topics he found personally difficult. While the patient could 
not avoid pain, he could avoid difficult conversations. 
Before the onset of TN, this patient found difficult 
conversations especially unpleasant. He had always tended 
to be a little anxious and conflict avoidant. Nonetheless, 
he had routinely managed to participate in difficult 

Excerpt From  
Our 

New  
Book 

Coming Soon - TNA’s new book for face pain patients. Look for new chapters about the psychology of pain, 
complementary and alternative medicine, and living day-to-day with face pain in future issues of the TNA 
Quarterly Journal  Following is an excerpt from the Psychology of Pain chapter by Leesa Scott-Morrow PhD, JD.

“Leesa Scott-Morrow”. . .continued on page 8
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conversations. His work required him to fire subordinates 
and restrict the spending of faculty. These work-related 
duties involved many difficult conversations, yet he was 
able to admirably perform 
in the workplace. The 
patient and his wife had 
three children and had 
elected to give up their 
home of many years in favor 
of a smaller residence at the 
time of retirement. Prior to 
developing TN, the patient 
was able to discuss matters 
of concern related to their 
children and the distribution of retirement assets without 
retreating from the discussion. The patient and his wife did 
not always agree on the issues, which was difficult for the 
patient, but he nonetheless managed to discuss issues of 
concern until they were resolved to both their satisfaction. 
After the onset of trigeminal neuralgia, the patient had 
increasingly avoided difficult conversations with significant 
others and increasingly focused more on discussions 
related to his pain.

Once the therapist was certain that the pattern of 
avoidance existed, she commented on it, and asked 
the patient whether he had noticed the impact that his 
wincing had upon conversations with his wife and children 
and in therapy. He thoughtfully considered the question, 
then responded that he had never thought about it before 
but, now that he had, he could see that the conversation 
entirely stopped when he winced. The therapist asked 
whether he was ever relieved to be done with the topic 
of conversation when that occurred. He responded, “Yes, 
sometimes.” The patient’s wife was attending this session. 
The therapist asked her if she had noticed the pattern. She 
thought about it and responded that she often felt shut 
down by her husband’s pain. She explained that seeing him 
in pain made her feel that she must do something to help 
him but she had no idea what she might do to help. She 
said, “All I know to do is to hug him, but that doesn’t really 

help.” She asked what the therapist thought she might do 
to help him. The doctor said that it would help him just to 
understand how helpless she really felt in response to his 
pain, that she could do nothing more than be honest with 

him and do her best to 
take care of herself, so that 
he could use his energy to 
take care of himself. The , 
patient very much loved his 
wife and was bothered by 
the thought of her feeling 
confused and helpless. He 
had never really understood 
the extent to which his 

wife felt intensely and uncomfortably inadequate in the 
face of his pain. She loved him too, yet she was clearly 
exhausted by her own self-imposed responsibility to ease 
his pain. She longed to be free of the responsibility for 
easing her husband’s pain but, as long as his pain was at 
the center of their lives, the only way for her to be free of 
this responsibility was to withdraw from him, which she 
was trying mightily not to do. They were able to discuss all 
these emotions, the patient’s fearful focus on his pain and 
his wife’s guilty obligation to ease his pain, to the point that 
each gained significant insight. 

With time and growing awareness, the patient was able 
to minimize his wincing while talking with his wife and, 
more importantly, was able to continue discussions that 
were not easy for him. The patient was able to release his 
wife from any expectation that she would ease his pain. 
The patient openly expressed a sense of responsibility for 
doing what he could to master his fear of pain. He was able 
to return to social activities with the understanding that he 
would responsibly limit his interaction if his pain became 
overbearing. If he did not feel well enough to be social, he 
committed to assuming responsibility for communicating 
this and leaving the social interaction in order to care for 
himself. In these moments the patient was able to comfort 
himself through recognition that he would eventually 
feel better. Being freed from the largely self-imposed 

Within four months of treatment, the 

patient and his wife were obviously 

happier, and the patient had cut down 

his use of carbamazepine to a safe and 

appropriate level. 

“Leesa Scott-Morrow”. . .continued from page 7
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responsibility to ease her husband’s 
pain allowed the patient’s wife to hug 
him when she felt like being close, 
rather than out of fear or obligation. All 
of these changes helped to renew the 
connection between the patient and 
his wife. 

Within four 
months of 
treatment, the 
patient and 
his wife were 
obviously 
happier, and the 
patient had cut 
down his use of 
carbamazepine 
to a safe and 
appropriate 
level. He 
accomplished 
this not because 
his pain was 
any less intense 
but because he had gained courage 
in the face of his pain, and because 
his awareness of the ways in which 
the pain had altered his behavior and 
identity had increased. All this was 
accomplished through the executive 
functions of the patient’s prefrontal 
cortex successfully inhibiting the fight-
or-flight response, which allowed the 
patient to plan a new way of coping 
with ongoing pain that honored his 
self-concept as a loving husband and 
father. This is what it means to control 
your pain rather than it controlling 
you. But getting to the place where 
your prefrontal cortex is calling the 
shots takes effort and time. 

Discussing courage in the face of 
excruciating, often uncontrollable pain, 
can strike a moral tone. This is why 
so much of this chapter is devoted 

to the neurophysiology of fear and 
changing self-perception. The process 
of losing oneself to chronic facial pain 
does not involve moral failure. Fear in 
response to trigeminal neuralgic pain 
is natural and the brain’s response to 

fear is immediate and powerful. These 
neurophysiological changes are not 
a consequence of failure. However, 
it is important to recognize that the 
sense of self changes in response 
to the fearful experience of chronic 
facial pain—and this is rarely a good 
thing. The cycle of change is self-
perpetuating as long as the cycle 
operates out of awareness. All need 
not be lost, however. Understanding 
that this process of changing identity 
commonly occurs in response to 
pain means that one can consciously 
and positively protect the sense of 
self, if one chooses to do so. Without 
exerting conscious effort, the personal 
and social forces of chronic facial pain 
will go unchecked and this typically 
leads to negative alterations in the 
sense of self. 

If you decide that you would like to 
make changes in your response to 
chronic facial pain, be patient with 
yourself. Understand that you are 
not just making changes in behavior, 
beliefs, and attitudes: you are changing 

brain tissue. 
Through choice 
and self-reflection, 
you are altering 
the way neurons 
connect with one 
another to form 
the neural matrix 
that supports your 
identity and directs 
your responses 
to others. These 
changes take 
time. Be forgiving 
of yourself when 
things don’t go as 
you had hoped 
they would—and 
be very proud of 

yourself when they do.

About the Author:

Dr. Morrow completed a doctorate 
in Clinical Health Psychology at the 
University of North Texas and an 
internship in Clinical Psychology at 
Indiana University School of Medicine. 
She has devoted her career to a blend 
of clinical practice and teaching. Dr. 
Morrow has expertise in the treatment 
of acute and chronic pain, as well as 
stress exacerbated systemic illnesses. 
She uses a variety of treatment 
modalities including biofeedback, 
hypnosis and cognitive-behavioral 
therapy. Dr. Murrow is scheduled to 
speak at the 10th National Conference in 
New York City on October 10 -11, 2015. 
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REGISTRATION 
New York City, October 10 – 11,  2015

 Fee # of People  Total

Member Registration Fee: $179  _____   ___   ______

Non-member Registration Fee: $199  _____   ___   ______

 TOTAL DUE:  __________

Limited seating. Please register early

So that we will be able to prepare materials for each attendee please list the name of each person you have just registered.

________________________________________________  ______________________________________________
 registrant relation to patient

________________________________________________  ______________________________________________
 registrant relation to patient

RETURN COMPLETED FORM WITH FEE TO: TNA – National Conference
408 West University Ave., Suite 602, Gainesville, FL 32601-3248

Phone:  1-800-923-3608
Fax:      352-384-3606

www.facepain.org

Registration fee includes conference admission, continental breakfast & lunch Oct. 10, brunch 11.

PAYMENT:

p Check Enclosed p Credit Card No.: ____________________  Exp. Date:  _______   3 – 4 digit code___________

Signature:  ______________________________________________________________________________________

First Name: __________________________________ Last Name:  _________________________________________

Street Address:  __________________________________________________________________________________

City: _______________________________________________  State: ____________  Zip:  ___________________

Telephone:  _____________________________  email: __________________________________________________
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Neurosurgeon Stephen Griffith, M.D., treats facial pain 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, Dr. Griffith provides a full 
array of leading-edge treatment options, including microvascular 
decompression, internal neurolysis, and radiofrequency gangliolysis. 
The experts at Saint Luke’s Marion Bloch Neuroscience Institute 
offer coordinated, world-class care designed to help patients live a 
future without pain.

Facing the Future 
Shouldn’t be a Painful Experience

Contact
816-932-2700

4400 Broadway, Suite 510
Kansas City, MO 64111

saintlukesneuro.com

2014-1620_SLMBNI_TNA_Qtr_ad.indd   1 12/8/14   9:15 AM

The answer is at the Tenth National Conference of  
The Facial Pain Association in New York City on 
October 10 – 11, 2015.   

This conference will bring together hundreds of face 
pain patients with dental, neurosurgical, neurological 
and psychological 
experts in the 
diagnosis, treatment 
and management of 
face pain.  

Come to New York 
City this October 
and be part of 
the Association’s 
25th Anniversary 
Celebration. Most 
importantly, this 
National Conference 
will provide a unique 

opportunity to interact directly with medical experts 
in an informal environment while offering patients 
from around the globe the invaluable opportunity to 
network with each other.

The conference will be held at the NYU College 
of Dentistry 
in Manhattan.  
Seating is limited.  
Don’t wait to 
register.  Go to 
www.facepain.org 
or call  
800-923-3608.

If you’re a face pain 
patient, caregiver 
or medical 
professional you 
need to attend this 
conference! 

Here’s a Question for You
Where can you find Broadway – Times Square – Central Park – The Highline – 
and the world’s leading experts on trigeminal neuralgia and facial nerve pain?  

http://www.saintlukeshealthsystem.org
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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 February 2015.

In Memory Of:
Deceased Loved Ones 
 Lois Bolger

Mary Margaret Barickman 
 Mary Barickman

Rose Bertolotti 
 Carol Bertolotti

Frank Borello 
 Patricia Foggin

Mattie Brewer 
 Jasper Brewer

Valarie Carr 
 Brenda Verle Marshall

Joseph Cooper 
 Susan & Ralph Raphaelson

Beatrice Curtin 
 John Curtin

John DeMunter 
 Catherine DeMunter

Ken Dixon 
 Pat Cromwell

Maryann Donovan 
 Sue Knirsch

Bessie Elledge 
 Loretta Lockett

Lee Eshleman 
 Dr. JR Eshleman

Michael Georing 
 Mary Kay Goering

Ann Godfrey 
 Edward Godfrey

Jane Goodin 
 Robert Goodin

Chuck Grace 
 Mary Grace

Jeanette Graybeal 
 Linda Cox

Mary Grella 
 Joyce Vetrano

Gene Grumbine 
 Deborah Grumbine

Eleanora Hassel 
 Beverly Hassel

Sarah Hogan 
 Patrick Hogan

Kay Holiday 
 Joanne Runge

Ardyce Johnson 
 LeRoy Johnson

Wayne Kemp 
 Joanna Kemp

Wade Kimball, Sr. 
 Kay Kimball

John & Ab Kosick 
 Connie Balen

Valerie Lenovitz 
 Wally Lowden

William Lodico 
 Joan Lodico

Maria Lopes 
 Lynn Lopes

Ida Marschner 
 Ruth Lindsey 
 Rich Marschner

Matthews & Phayre Families 
 Isabel Phayre

Jeff McCoy 
 Alva McCoy

Emily McGee 
 William McGee

Jean McGrath 
 Edward McGrath

Gordon McKee 
 Mary McKee

Peter Meandro 
 Mary Lynn Meandro

Gwen Milton 
 Donna Dempsey 
 Mr. & Mrs. Leonard Feltes 
 Mr. & Mrs. Dan Frasher 
 Mr. & Mrs. Cecil Paoletti 

Leola Moore 
 Leland Moore, Jr.

John & Hermina Morrow 
 John Morrow

Eric Muchin 
 Diane Lipenholtz

Marian Nott 
 Helen Berndt

Alice Oberstar 
 Darla Carlson

Eva Oksenberg 
 Anne Fridman

Dawn O’Malley 
 Ethel O’Malley

Jerline Peters 
 Connie Thomas

Michael Rapacchia 
 Anthony Rapacchia

Patricie Reese 
 Faye Grubbs

Connie Sfeir 
 Joseph Sfeir

Ruth Betty Shelton 
 Mr. & Mrs. Gary Anderson 
 Theodore & Gisela Baker 
 Alan & Sue Czachowski 
 Mr. & Mrs. Harry Kolassa 
 Carol & Paul McCaffrey

Susan Sirkin 
 Rabbi Jeffrey Sirkin

Henry & Loretta Struzinski 
 Margaret Prietz

Marion Trehuls 
 Claire Waller

Mary Wacks 
 Bonnie Pagano

Patty Welcom 
 Donald Welcom

Eddie Welz 
 Mary Welz

Dorothy Willis 
 Dorothy Rainwater, RN

Robert Worthen 
 Donald Woerner

B. Howard Zirn 
 Marilyn Zirn

Irene Young 
 Joanne Young

In Honor Of:
All Facial Pain Suffers 
 Kim Algentini 
 Phyllis Bixby, RN 
 Mr. & Mrs. Rich Boedeker 
 Lulla Clum 
 Maria Martinuzzi 
 Ardelle Merritt 
 Cynthia Morton 
 Ellen Nash 
 Jane Overstreet
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All Support Group Leaders 
 Michael Logan

TNA Staff 
 Doris Wade 
 Tom Robitailler

Claude & Jean Aldridge 
 Andrew & Kelly Arugbright 
 Sam Briscoe

John Alksne, MD 
 John Morris

Jennifer Barrett Teel 
 Mark Teel

Kelley Bergman 
 Douglas Weeks

Bennett Bloomfield 
 Emily & Enrique Diaz 
 Adrienne Reeves

Jeff Bodington 
 Helen Bodington 
 Duane & Patricia Pellervo

Buddy Bonnell 
 Halsey Bonnell, Jr.

Jeffrey Brown, MD 
 Janet McConnell 
 Warren Spiess

Garrett Buckelew 
 Carol Foster

Jeanette Bultheist 
 Perla Bultheist

Benjamin Carson, MD 
 June Epting

Kenneth Casey, MD 
 Janet Kameros

Karrie Cope 
 Kathy Cope

Catherine Costello 
 Janet O’Neil

Bronwyn Cowell 
 Linda Hochstein

Mr. & Mrs. Al Czachowski 
 Mr. & Mrs. John Kerwin

Jill Della Ratta 
 Rory McGovern

Harvey Downing 
 Mrs. Harvey Downing

Cindy Ezell 
 Wayne Ezell 
 Janet Gardner 
  Rohn Harmer & Tampa 

Support Group

Nicole Finch 
 Mr. & Mrs. Samuel Finch

Kristi Gaganidze 
 James Altofer

Dr. Jordan Grabel 
 Peter Fallon

Steve Granger 
 Carol Granger

Tim Guith 
 James Sherry

Frances Gustavson 
 Richard Gustavson

Noble Hartman 
 Sather Financial Group

Sybil Harville 
 Joyce St. Marie

Theresa Hercher 
 Brian Wright

Emil & Minnie Hirsch 
 Bonnie Mrowka

Mike & Harriet Hirsch 
 Bonnie Mrowka 
 Robert Wilneff

Charles Hodge, MD 
 Nancy Korber

Lisa Humphries 
 Morgan Evans

Amy Jackson 
 F L Smothers

Peter Jannetta, MD 
 Iva Key Conjelko 
 Janet Kameros 
 Nancy Korber 
 Walton & Darst McNairy 
 Mary Morton 
 Nancy Morton 
 Donna Ruckert

JoAnn Jones 
 Bernard Jones

Amin Kassam, MD 
 Marilyn Doucette 
 Carole Green

Jane Harris Kelley 
 Mac Farlane 
 Clair Ronayne 
 Karen Rowe

Patricia Kolditz 
 Lynn Berman  
 Jeffrey Cohen, MD, PhD 

Nancy Korber 
 Mr. & Mrs. RH Childress 

Mark Linskey, MD 
 Clark Stevens

Michael Logan 
 Sue Remmey

Dayna Maggio Lawlor 
 Mr. and Mrs. Chase

Jo Margiotta 
 Jen Marie Margiotta

Sister Catherine McCarthy, MSBT 
 Genevieve Gomez

Shirley McGrath 
 James McGrath

Beth Milton 
 Paul Milton

Sydney Noble 
 Lucius & Norma Gray

Paul O’Malley 
 Edith O’Malley

Jane Overstreet 
 Larry Overstreet

Owen’s Family 
 Betty Owens-Gordon

Rob G. Parrish, MD, PhD 
 Joe Christian

Claire Patterson 
 Dorinda D’Agostino

Mary Lou Peterson 
 Mary Hilgert

Judy Randolph 
 Steven Randolph

Ron & Lynda Rhodes 
 F L Smothers

Albert Rhoton, Jr., MD 
 Dorinda D’Agostino

Robert Roy 
 Laraine Roy

Dr. Singh Sahni 
 Arthur & Ann Schwartz

Kevin Schroeder 
 Sherry Schroeder

Raymond Sekula, MD 
  Rohn Harmer & Tampa 

Support Group

C. Stanley Smith 
 Marguerite Smith

Rosa Sophie 
 Benjamin Hill

Bill Starr 
 Irene Starr

Carol Statton DiFiori 
 Carl Krihwan

John & Ann Stephens & Family 
 John Hill

Laura Stewart 
 John Gatchell

Amos Stoll 
 Jennifer Zuriarrain 

Nancy Thibeault 
 Marie Thibeault

Ali Vollmer 
 Lory Badger 
 Wanda Perushek

George Weigel 
 Linda Hochstein

Mr. & Mrs. Michael Weinstein’s 
Grandson’s Bar Mitzuah 
 Susan & Ralph Raphaelson

Irene & Roger Wheelwright 
 Martin Wheelwright

Louis Whitworth, MD 
 Carolyn Churchwell

Col A.J. Zarbo 
 Geraldine Zarbo

Richard Zimmerman, MD 
 Elizabeth LeHeup
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NEW MEMBERS
SEPTEMBER 2014
Carol Dana
Lynn Marquess
Elena and Wade Phillips
Domenick Rose
Melinda Strock
Patricia & Leonard Thompson

OCTOBER 2014
Leslie Biederman
James Gemmell
Mary Jane Pych
Mary Ann Sgarlata
Erin Silvert-Noftle

NOVEMBER 2014
Joanne Carter
Marlene Clevenger
Robert Cresta
Christine Falco
John Hehnen
Nancy Kluger
Luna Levinson
Diana Manzo
Mary Lou McEver
Nancy Mitchell
Kathryn Shave
Joyce Tyler

DECEMBER 2014
David Bundy
Joan Cannelli
Walter Daniel
Diana Ferris
Richard Fishman
Janet Fuqua
Sarah Goldberg
Karen Goodwin
Tammy Gregory
Therese Hercher
Mark Hornyak
Stephen Iacovino
Kathleen and Mickey Kempken
Jeri Klein
Elizabeth Morris
Ernie Poland
Janice Przystal
Kathleen Reid
Beverly Ringel
Jean Robinson
Trudy Rosenberg
Renate Sackhoff

Lorry and Lynn Sallee
Brenda and Kevin Schroeder
Sherry Schroeder
Patricia Shoyinka
Frank Skoviera
Megan  Sommer
Marna Terlecky
Delores Zimmerman

JANUARY 2015
Osvaldo Brusco
Katie Dym
Janet Gardner
Kenneth Harvey
Keith Higgins
Nancy Latimer
Mary Merrill
Ruth Mulhern
Christopher Nolze
Peggy O’Connell
Claire and Buck Patterson
Jennifer Willis

FEBRUARY 2015
Melissa Anchan
Perry Bergman
Elise Bilock-Tropea
Stephanie Blough
Alona Brigg
Frances Chapman
Doug Dusch
Genevieve Estrada
William Freeman
Mandi Ginn-Franz
Kay Grim
Francis Guerin
Margaret and Donald Hansen
Jo Anne Howard
Susan Jameson
Edith Jones
Mary Kussmann
Kristin Marshall
Gayla Merriott
Peter Miller
Catherine Palmer
Glynn Pellagrino
Maria Pinzon
Tracy Ram
Daniel Rinard
Jason Rosenberg
Rachel Scherer
Katherine  Scopel
Ruth Sheets

William Sherren
Angela Sorensen
Connie Wilson
Geraldine Zarbo

LIFETIME MEMBERS
Jean and Claude Aldridge
John Alksne, MD
Linda Lee Alter
James Altorfer
Maureen Anderson
Gwen Asplundh
Denise Ayers
Ramesh Babu, MD
Richard Baron
Millard Battles
Suzanne Beckwith
Susan Berrodin
Eden Blair, PhD
Cecile and Jeffrey Bodington
John Boettner
John Bogle
Michael Brisman, MD
Jeffrey Brown
Dale and Mike Bukaty
Kim Burchiel
Karen and Larry Burris
Kenneth Casey, MD
Nell and Truman Channell
Anne Ciemnecki
Pamela Clifford, RN
Brent Clyde
Allan Cohen
Jeffrey Cohen, MD, PhD
Meredith Collins
Vincent Collins
Joy and Douglas Daugherty
Nancy Dillon
Mary and Jim Draeger
Janis Eisel
Joan and Michael Foster
Virginia Frazier
Steven Giannotta, MD
Mary and Kelly Glynn
Dennise and Tom Gorman
Steven Graff-Radford, DDS
Rita and Ronald Greiser
Henry Gremillion, DDS
Suzanne Grenell
Myron Hall
Betty Hare
Ann Harrison
Lori Hill

Peter Jannetta, MD
Rosiland and Richard Kaufman
Dana and Peter Langerman
Elizabeth LeHeup
Maddy and Roger Levy
Gwen Lias-Baskett
Mark Linskey, MD
Richard and Wiley Marschner
Jean and Josiah Mason
Janet McConnell
Emmit McHaffie
Bryan Molinaro-Blonigan
Nancy Montag
Franklin Naivar
Beverly O’Connor
Sherrilyn and Michael Pasternak
Brenda Petruska
Patti Jo Phillips
Kay and Everard Pinneo
Gayathri Rao
Susan and Ralph Raphaelson
Cheryl Rapp
Jean Raymond
Gary & Madline Redwine
Matt & Amy Redwine
Karri and Ray Rivera
W. Brooke Roulette
Aaron Running
K. Singh Sahni, MD, FACS
Mary and Robert Schlembach
Raymond Sekula, Jr, MD
Philip Sine
David Sirois, DMD, PhD
Konstantin Slavin, MD
Paul and Lisa Smith
Tiffany  Smith
Ronald Streich
Patricia Sublett
Lori Sunderland
Philip Tereskiewicz
John Tew, MD
Julie Thomas
Susie and Tom Wasdin
George Weigel
Christy and Glenn West
Kenneth White
Karen Wilson
Cheryl Wruk
Richard Zimmerman

TNA Membership 
 The following individuals joined or renewed their TNA membership between September 1, 2014 and February 28, 2015
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A new study from MGH investigators 
has found, for the first time, evidence of 
neuroinflammation in key regions of the brains 
of patients with chronic pain, findings that 
pave the way for the exploration of potential 
new treatment strategies and may lead to an 
objective way of measuring the presence and 
intensity of pain.

12/Jan/2015

A new study from Massachusetts General Hospital (MGH) 
investigators has found, for the first time, evidence 
of neuroinflammation in key regions of the brains of 
patients with chronic pain.  By showing that levels of 
an inflammation-linked protein are elevated in regions 
known to be involved in the transmission of pain, the study 
published online in the journal Brain paves the way for 
the exploration of potential new treatment strategies and 
identifies a possible way around one of the most frustrating 
limitations in the study and treatment of chronic pain – 
the lack of an objective way to measure the presence or 
intensity of pain.  

“Finding increased levels of the translocator protein in 
regions like the thalamus – the brain’s sensory gateway 
for pain and other stimuli – is important, since we know 
that this protein is highly expressed in microglia and 
astrocytes, the immune cells of the central nervous system, 
when they are activated in response to some pathologic 
event,” says Marco Loggia, PhD, of the MGH-based 
Martinos Center for Biomedical Imaging, lead author of 
the report.  Demonstrating glial activation in chronic pain 
suggests that these cells may be a therapeutic target, and 
the consistency with which we found glial activation in 
chronic pain patients suggests that our results may be an 
important step towards developing biomarkers for pain 
conditions.” 

While numerous studies have clearly associated glial 
activation with persistent pain in animal models, none 
have previously documented glial activation in the brain 
of humans with chronic pain. The current study initially 
enrolled 19 patients with chronic lower back pain and 25 
healthy control participants.  In a subset of 10 patients and 
9 pain-free controls – carefully selected from the initial 
larger group based on sex, age and genetic characteristics 
– brain imaging studies were conducted with one of the 

Imaging study finds 
first evidence of 
neuroinflammation in 
brains of chronic pain 
patients 
from: Massachusetts General Hospital

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! 

“Newswire”. . .continued on page 16
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Martinos Center’s integrated PET/MR scanners using a new 
radiopharmaceutical that binds to the translocator protein 
(TSPO). Loggia and colleagues found that the levels of the 
protein in the thalamus and other 
brain regions were significantly 
higher in patients than in controls. 
The PET signal increases were 
so remarkably consistent across 
participants, Loggia notes, that it 
was possible to spot which were 
the patients and which were the 
controls just by looking at the individual images prior to 
detailed statistical analysis of the data. 

Images created by averaging PET scan data from chronic 
pain patients (left) and healthy controls (right) reveals 
higher levels of inflammation-associated translocator 
protein (orange/red) in the thalamus and other brain 
regions of chronic pain patients. (Marco Loggia, PhD, 
Martinos Center for Biomedical Imaging, Massachusetts 
General Hospital). Another interesting finding was that 
among patient participants, who had been asked to report 
their current levels of pain during the imaging session, 
those with the highest levels of TSPO had reported lower 
levels of pain.  Loggia explains, “While upregulation of TSPO 

is a marker of glial activation, which is an inflammatory 
state, animal studies have suggested that the protein 
actually limits the magnitude of glial response after its 

initiation and promotes the return 
to a pain-free, pre-injury status. 
This means that what we are 
imaging may be the process of 
glial cells trying to ‘calm down’ 
after being activated by the pain. 
Those participants with less pain-
related upregulation of TSPO may 

have a more exaggerated neuroinflammatory response 
that ultimately leads to more inflammation and pain.  While 
larger studies would be needed to further support this 
interpretation, this evidence suggests that drugs called 
TSPO agonists, which intensify the action of TSPO, may 
benefit pain patients by helping to limit glial activation.”  

An assistant professor of Radiology at Harvard Medical 
School, Loggia notes that the ability to image glial 
activation could identify patients for whom the drugs 
targeting the process would be most appropriate.  
Future studies should investigate whether the same glial 
activation patterns are seen in patients with other forms 
of chronic pain or whether particular “glial signatures” may 
differentiate specific syndromes or pathologic mechanisms.  

Additional co-authors of the Brain paper include senior 
author Jacob Hooker, PhD, and Bruce Rosen, MD, PhD, of 
the Martinos Center.  Support for the study includes grants 
from the National Institute of Neurological Disorders and 
Stroke, National Center for Advancing Translational Science 
and the National Center for Research Resources.   

Massachusetts General Hospital (www.massgeneral.
org), founded in 1811, is the original and largest teaching 
hospital of Harvard Medical School. The MGH conducts 
the largest hospital-based research program in the 
United States, with an annual research budget of more 
than $785 million and major research centers in HIV/
AIDS, cardiovascular research, cancer, computational 
and integrative biology, cutaneous biology, human 
genetics, medical imaging, neurodegenerative disorders, 
regenerative medicine, reproductive biology, systems 
biology, transplantation biology and photomedicine. 

Help create awareness.
Gift your family and friends 
a membership so that they 
receive the TNA Quarterly

www.facepain.org

“Newswire”. . .continued from page 15

www.facepain.org
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Patients who’ve spent 
many months or years 
seeking an accurate 
diagnosis of their facial 
pain and finally find out 
they have trigeminal 
neuralgia and that there 
is a surgical procedure 
called microvascular 
decompression (MVD) 
that could end the pain, 
the next challenge is 
to find a well qualified 
neurosurgeon.

Where does a patient turn 
to identify a surgeon who 
knows a lot about the 
mysterious disease with 
its mercurial symptoms 
and is experienced 
in treating it? It may be easy to find lists of 
neurosurgeons and the diseases they treat, but if 
you are the patient, how do you find one with a 
trustworthy background?

Mark Linskey, M.D., professor of neurological 
surgery and 28-year veteran in treating trigeminal 
neuralgia (now at the University of California, 
Irvine), refers to his own clinical experience and 
that of colleagues across the nation and abroad, 
to provide patients with guidelines for the search. 
As Western Regional Chairman of the Medical 
Advisory Board for TNA-The Facial Pain Association 
and as a vocal advocate for educating patients, he 
offers counsel.

“You need to visit a neurosurgeon early on as part 
of your education and preparation---to define your 
pain problem as precisely as possible and begin the 
process of planning treatment. Contingency plans 
are best considered and made in advance of the 
need for implementation,” he said.

Linskey advises that specific levels of education 
and patient-care experience are essential to 

identifying an eminently 
qualified neurosurgeon 
to perform corrective 
surgery for classic 
(textbook) trigeminal 
neuralgia, particularly 
for microvascular 
decompression (MVD) of 
the trigeminal nerve. Here 
are his suggestions for 
what to look for:

n  A neurosurgeon 
trained by a master 
in performing MVD, 
ideally one who 
documents, analyzes 
and publishes the result 
of their procedures;

n A neurosurgeon who is 
beyond the “learning curve” and has performed 
MVD on at least 50 patients;

n  A neurosurgeon who performs at least six cases 
and preferably 12 cases every year;

n  A neurosurgeon who only performs MVD with 
the use of intraoperative electrical monitoring of 
the hearing nerve;

n  A neurosurgeon who works at a medical center 
or health science center that has a full team of 
specialized neuro operating room technicians, 
neuro operating room nurses, neurophysiology 
monitoring technicians, neurologists 
interpreting the monitoring, specialized neuro 
anesthesiologists and neuro intensive care 
nurses who have been working as an intact and 
coordinated team for some time.

n  A neurosurgeon who is analyzing and ideally 
publishing his or her own results in comparison 

with others. 

How to find an outstanding neurosurgeon for 
surgical treatment of trigeminal neuralgia

By Mark Linsky as told to Medical Reporter, Arline Phillips-Han
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After what was an atrocious winter for 
much of the United States, the arrival 
of spring is especially welcome this 
year. Spring is a sign of new life, new 
beginnings, a rebirth. Spring can also 
mean we get to head back outdoors 
and no longer hibernate, which can 
pose challenges for people with facial 
pain.

Facial pain can make even the most 
routine outings no longer seem fun 
or meaningful. But going out can help 
you maintain your normalcy, which 
will help you to distract yourself 
from the pain. And with the warmer 
weather, there can be many more 

opportunities for such distractions. 
Below are tips on how to deal with 
pain in public, so that you can still 
enjoy yourself while out with family, 
friends, a significant other, or by 
yourself. 

•  Know when to go out 

 ·  Weather

-  Know what causes your attacks 
and know how to recognize 
when is a good time to stay in 
and when is a good time to go 
out

 ·  Barometric Pressures

-  Fluctuation in the barometric 

pressures can cause swelling, 
which can cause increased 
irritation to the nerves which 
could lead to an attack

•  Force yourself to go out

 ·  This can be beneficial for your 
mental state

-  By surrounding yourself with 
good friends/family you are 
distracting yourself from the 
attacks

-  Creating memories that don’t 
have to do with the pain can 
be called upon when you are 
suffering and need to escape

How to Handle Facial Pain in Public
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-  Positive environments create positive thinking and 
we all know the power of the mind

 · Alone or with someone?

 -  Know your limits- if you know that going out may 
cause an attack and you don’t want people to see 
you like that then opt to go alone

 -  If you know that you want support in case of an 
attack bring a loved one 

 -  Having someone with you can distract your mind and 
then you won’t have time to worry about an attack 
(the mind is a powerful thing!)

•  Coping Mechanisms

 ·  Eight count breathing

 -  Take a breath through your nose over an eight 
second span

 -  Hold this breath for an eight count

 -  Let out the breath through your mouth slowly over 
eight seconds

 -  Repeat 8 times

 -  This helps to calm your mind and relax your muscles

 ·  Pressure point on your hand

•  The skin between your thumb and pointer finger is a 
pressure point

•  To locate: press the thumb against the index finger. The 
point is located at the highest spot in the bulge of that 
muscle

•  This point helps to calm your body and mind

•  Warning: do not use when pregnant

•  Whatever works at home

 If you have successful strategies for coping with the 
pain when you’re at home, don’t hesitate to try these 
when out. These could include:

•  Heat. Carry a hand warmer, usually used while skiing, in 
your bag that you can use if needed

•  Essential oils or pepper cream – if you find these help 
you, carry a small vial/tube in your bag.

•  Excuse yourself and find a dark/quiet space. If that’s not 
possible, sunglasses can help and headphones from your 
phone can help muffle out noise

•  How to Excuse Yourself Without Drawing Attention/
Exacerbating the Pain

 ·  Say you have to use the restroom

 -  This leads to a quick and easy exit and no one will 
think anything of it

 ·  Silently get up and go for a walk (works well in large 
groups)

 -  A large group has so much going on already that 
your sudden absence won’t be noticed by all. Those 
who notice should know why you left.

 ·  Take a sip of water (can be useful if opening your 
mouth doesn’t bring on pain)

 -  This can cause a momentary lapse in conversation 
and it can allow you to calm your body

 ·  Offer to go grab something (anything at all) 

 -   This allows you to leave the situation without 
seeming out of the ordinary, you then can take as 
long as you need to return (don’t forget the said 
object you offered to go get)

•  When is it okay to say no? How do you say no? 

 ·  It is always okay to say no. You know your body 
better than anyone else and therefore you should 
make the executive call.

 -  A loved one will respect your decision

 -  Usually a gentle way of saying no will go over best- 
for you and for the person involved

 -  Using a gentle tone and the right wording will keep 
you relaxed which won’t aggravate the nerve

 -  If you’re calm,  the other person will be too; they will 
want to know you’re alright and by speaking calmly, 
you can better give the message that you are indeed 
fine you just need to take it easy

•  Sometimes you may not feel like you have a choice 
 – a family or loved one expects you to go out. 

 -  Understand loved ones are trying to help when they 
force you to go out.

 -  This won’t be your favorite thing to hear a loved one 
say, but sometimes tough love is the best way to see 
that they care about you

 -  They only want the best for you and to see you enjoy 
life- they are only trying to help you 

Wishing everyone a happy spring from the Young Patients Committee!  
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When were you diagnosed with trigeminal neuralgia? 

I first felt the pain 20 years ago, when I was 43, but I didn’t 
receive an accurate diagnosis for another 11 years. Forty-
three is relatively young to be diagnosed with trigeminal 
neuralgia. The average age of onset is usually over 50.

How did the diagnosis change your life? 

At first, I was angry and felt a sense of loss. I saw myself 
as abnormal, even sub-human. I was always looking for 
the next best procedure or medical breakthrough. The 
pain controlled me; I did not control it. After attending a 
conference for TNA-The Facial Pain Association [formerly 
Trigeminal Neuralgia Association], a patient advocacy 
group, I learned that the condition is chronic. My pain 
might not end, but it could be managed. I need to be 
aware of triggers, take medication regularly, and stay one 
step ahead of the pain. Once my perspective changed and 
my life improved, I wanted to help others, so three years 
ago I became a support group leader for TNA.

How have research and awareness changed since your 
diagnosis? Fortunately, there is more information available 
today for people with facial pain and their doctors. 

The TNA website (http://fpa-support.org) is a valuable 
resource. There are also more effective treatments these 
days, including microvascular decompression and various 
radiosurgery and radiofrequency lesioning techniques.

How do you stay positive? 

My family and friends help. In fact, the best antidote for 
pain is my 3-year-old grandson, Kyle. Staying very busy 
also helps by keeping me focused on something other 
than pain. My therapy dog, Bessie, and I visit hospital 
patients, support victims of domestic violence, and 
work with children in a “read to the dog” program. I 
agree with [author, activist, and first African-American 
Congresswoman] Shirley Chisholm, who said, “Service is 
the rent that you pay for room on this earth.”

What advice can you give to others in pain? 

No one deserves to be in pain. But if you have pain, you 
do not need to suffer. I know that if I have a bad day today, 
tomorrow will be better. Cures are on the horizon. I used to 
hide my condition, but life became better when I began to 
tell my story. For me, trigeminal neuralgia is a tiny piece of 
a very full, loving, productive life. 

Putting Pain in Its Place: Neurology 
Now reader Anne Ciemnecki, 63, says 
pain from trigeminal neuralgia no 
longer controls her.

Reprinted with permission from February/March 2015 issue, Neurology Now®  ©2015 American Academy of Neurology

By Annie Levy



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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