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Extraordinary Pain Requires  
Extraordinary Treatment
Seek the Experts at North Shore-LIJ 

We know trigeminal neuralgia causes pain and  
suffering unlike any other condition. That’s why our 
neurosurgeons are proud to offer a wide range of 
treatments, both surgical and nonsurgical, to bring 
you relief and return you to the activities you love.

Our cutting-edge treatments, using the latest technology, include:
• Gamma Knife® stereotactic radiosurgery
•  Neuromodulation procedures including spinal cord,  

occipital nerve and ganglion stimulation
• CyberKnife® robotic radiosurgery
• Microvascular decompression
•  Percutaneous rhizotomy; radiofrequency,  

glycerol, balloon

We treat patients in New York City and Nassau and Suffolk  
counties on Long Island.

Amir R. Dehdashti, MD
Department of Neurosurgery
North Shore University Hospital 
300 Community Drive, 9 Tower
Manhasset, NY 11030 
(516) 562-3026

Mark B. Eisenberg, MD
Department of Neurosurgery
900 Northern Boulevard, Suite 260
Great Neck, NY 11021
(516) 773-7737

You don’t have to live with the pain of trigeminal neuralgia — make an appointment today.

Robert G. Kerr, MD, PhD, FRCPSC
Department of Neurosurgery 
96 East Main Street 
Huntington, NY 11743
(631) 351-4840

Mitchell E. Levine, MD
Division of Neurosurgery 
Lenox Hill Hospital
130 East 77th Street, 3 Black Hall
New York, NY 10075
(212) 434-3900

Michael Schulder, MD, FAANS 
Department of Neurosurgery 
450 Lakeville Road 
Lake Success, NY 11042
(516) 941-1260
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As you have seen on TNA’s website and in our literature, 
2015 is the 25th anniversary of TNA – The Facial 
Pain Association. The first Chairman’s Letter this year 
recounted our founding by Ms. Claire Patterson and Dr. 
Peter Jannetta. That letter also expressed our initial and 
continuing focus on helping those with facial nerve 
pain, and their caregivers, to manage their lives and 
get the best treatment possible. The second Letter this 
year summarized the activities of TNA’s over 25 Support 
Groups. Those groups, and the essential SG Leaders, 
provide people with a regular source of information and 
support that is close to home. In this Letter, I summarize 
our regional conference program and the upcoming 25th 
Anniversary National Conference in New York City.

TNA organizes periodic regional conferences. Recent 
conferences have been held in Richmond, Indianapolis 
and Gainesville. Often, the conference is hosted by a 
neurosurgeon and medical center with recognized 
expertise in treating face pain. Although most attendees 
make a short drive to these regional conferences, some 
have come from as far away as Canada and Japan. 
Speakers describe treatment options and attendees have 
the opportunity to meet with each other. Every time, 
attendees tell TNA how useful the speaker information 
was and also how great it was to talk with others who 
are finding ways to navigate healthcare bureaucracies, 
find great care and manage the pain. TNA made a place 
at its Board of Directors meetings for young people with 
face pain and TNA sets aside meeting space for them 
at conferences. Again, every time, our young attendees 
emphasize how useful it was to meet face-to-face and 
they tell TNA that they would like to have had more time 
together too. We are working on that.

Next, live from New York. Our 25th Anniversary 
Conference will be on October 10 and 11, 2015 at the 
NYU College of Dentistry at E. 24th and First Avenue 
in Manhattan. Neurosurgeon Dr. Jeffrey Brown is the 
Conference Chairman and he says “Our Conference will 
feature renowned experts in the evaluation, diagnosis, 
medical, neurosurgical, dental, psychological and 
alternative medical treatment of intractable facial pain. 
Our goal is to serve as a resource for patients at all stops 
on the road towards a cure for their pain.” Saturday begins 
with presentations on diagnosing facial pain, surgical 
treatments, roundtable discussion of those hard to 
diagnose cases and a summary of genetic research under 
way. Lunch with the experts is a chance for attendees to 
sit, eat and talk one-on-one with healthcare professionals 
who are world leaders in treating face pain. Presentations 
after lunch will cover the psychology of managing pain, a 
broad range of treatment options, and several physicians’ 
will provide advice about recurring pain and hard-to-treat 
cases. Concurrently, there will also be sessions on using 
social media such as TNA’s web site and Facebook to find 
information and support. Sunday begins with another 
chance to talk one-on-one with experts over brunch. That 
is followed by presentations concerning how patients 
perceive pain, living with and managing pain and then a 
presentation about a new and promising drug.

Registration for the Conference is easy through TNA’s web 
site. I hope to see you there.

From the Chairman of the Board

Jeffrey Bodington, Chairman of the Board
TNA – The Facial Pain Association



Summer 2015  --------------  3

The Fourth Annual Matt Redwine TNA 
Charity Golf Tournament was held 
Saturday, April 18th, at the Eagles 
Golf Club in Tampa, FL. This was the 
fourth and most successful year of the 
tournament so far, with $60,000 being 
raised for The Facial Pain Association 
(FPA), bringing the four year total to 
$157,000. The money raised at the 
Redwine golf tournament helps the 
FPA to deliver its mission of supporting 
face pain patients and their families and 
educating medical professionals. 

Gary Redwine, Tampa area businessman 
and member of the FPA Board of 
Directors, founded the golf tournament 
four years ago, along with his wife 
Madeline, in honor of their son Matt who 
suffers from trigeminal neuralgia. Matt’s 
facial pain is under control with the 
help of medication, although he is not 
completely pain free. He continues to 
work, and has learned how to deal with 
it effectively while at the office. He also 
benefits from the support of his wife, 
Amy, who has said that Matt’s problem 
solving attitude allowed him to find a 
way to help others with facial pain. 

This year’s tournament saw an 
impressive turnout with 214 total golfers, 
including several active-duty military 
personnel from nearby McDill Airforce 
Base, who were given tickets from non-
attending donors. Also in attendance 
were bag pipers, the Hard Rock Girls, and 
the Tampa Bay Buccaneers Cheerleaders. 
The raffle and auction were also a huge 
success, with the 145 donated items 
raising over $22,000 through bids and 
ticket sales.

Hard Rock Hotel & Casino was the 
title sponsor of this year’s event, 
joined by course sponsors RAMs Inc. 
and Champion Electric, and 28 other 
sponsors, bringing the total to 31. The 
day would not have been possible 
without the help of 30 volunteers, who 
put their time and energy into making 
the fourth year of the Redwine Golf 
Tournament a fun and successful event 
for all. 
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Raises $60,000!

“Golf” . . .continued on page 4
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Sometimes the TN pain or the side effects from 
medication or surgery become such a problem 
that people are unable to work. The Social Security 
Administration extends benefits to individuals who 
cannot work because they have a medical condition that 
is expected to last at least one year or to result in death. 
When considering the eligibility of applicants, Social 
Security looks for recent work based on the applicant’s 
age at the time he or she becomes disabled. In order to 
qualify for benefits, applicants must have worked long 
enough to be eligible.

According to the social security administration, people 
should file for benefits as soon as they become disabled, 
unable to perform their work duties because of a disability. 
Applications are taken online at www.socialsecurity.gov. 
Individuals may also file a claim or make an appointment to 
file a claim by calling 1-800-772-1213.

In addition to forms for the individual with a disability to 
complete, the Social Security Administration asks every 
applicant for the following information:

•  Social security number.

• Birth certificate or baptismal certificate.

• Names and dosages of all the applicant’s medicines.

•  Names, addresses, and phone numbers of the applicant’s 
health care providers. This includes hospitals, doctors, 
clinics, and institutions that provided services. Dates of 
service are also required.

•  Medical records from physicians, therapists, caseworkers, 
hospitals, and clinics.

• Laboratory test results.

•  Summary of work, which includes where the applicant 
works and the type of work performed. 

•  A copy of the applicant’s most recent Wage and Tax 
Statement (W-2) Form. If applicant is self-employed, a 
federal tax return for the previous year will be required.

Social Security will check to see if the applicant has worked 
enough years to qualify for benefits, will evaluate current 
work activities, and will forward applications to a state 
office to review for disability determination. Professionals in 
the state agency ask the applicant’s health care providers 
for information about the disabling condition. The agency 
will ask what the medical condition is, when it began, and 
how it limits activities. Medical tests and treatment will also 
be considered.

Social Security also reviews secondary medical issues such 
as depression or anxiety, which can be secondary to TN 
and neuropathic facial pain. Claims are reviewed for regular 
visits to a physician, which provide documentation of 
illness. An individual’s compliance with a physician’s orders 
is also important.

Individuals who are completing paperwork for the Social 
Security Administration must adhere to the deadlines of 
all appeals. Applications are often denied twice. If a claim 
is denied a second time, a hearing with a Social Security 
judge is scheduled. Most states have a back-log of claims, 
often taking two years or more for a claim to reach a 
hearing date.

At most hearings, a vocational specialist attends to help 
the judge determine if an individual might be able to 
perform any vocation. Social Security looks at an individual 
to determine if any functional capacity remains. If a claim 
is denied at the hearing, an appeal process follows. If an 
individual’s application is approved at any point, his or her 
attorney is allowed 25% of back benefits and additional 
monies for expenses.

This isn’t an easy safety net for facial-pain patients to qualify 
for but some people have been deemed incapacitated 
enough to get it.

Anne B. Ciemnecki 

DISABILITY COVERAGE
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•  Specializing in atypical facial pain

• Microvascular decompression

• Glycerol rhizotomy

•  Comprehensive management of 
facial pain

Ramesh Babu MD,

 NYU Medical Center
530 First Ave.

Suite 7W
New York, NY 10016

212-263-7481

Associate Professor of Clinical Neurosurgery

AN IMPORTANT DISTINCTION
The Social Security Administration manages two 
programs that provide benefits based on disability or 
blindness, the Social Security Disability Insurance (SSDI) 
program and the Supplemental Security Income (SSI) 
program. 

•  SSDI provides benefits to disabled persons who are 
“insured” by workers’ contributions to the Social Security 
trust fund. These contributions are based on your 
earnings (or those of your spouse or parents) as required 
by the Federal Insurance Contributions Act (FICA). Title 
II of the Social Security Act authorizes SSDI benefits. 
Your dependents may also be eligible for benefits from 
your earnings record. The health care coverage provided 
under SSDI is Medicare, a federally funded program. Most 
SSDI beneficiaries must complete a 5-month waiting 
period to qualify for cash benefits and an additional 
24-month waiting period to qualify for Medicare. The 
5-month waiting period begins with the first full calendar 
month after the onset of a disability.

•  The SSI program makes cash assistance payments 
to disabled persons (including children) who have 
limited income and resources. The Federal Government 
funds SSI from general tax revenues. Many states 
pay a supplemental benefit to persons in addition to 
their Federal benefits. Other states manage their own 
programs and make their payments separately. Title XVI 
of the Social Security Act authorizes SSI benefits. The 
health care coverage provided under SSI is Medicaid, a 
jointly-funded, Federal-State health insurance program 
for persons with limited income and resources. There 
is no waiting period required to qualify for SSI cash 
payments, and in most states Medicaid benefits are 
available to most SSI recipients, also without a waiting 
period.

The SSDI and SSI programs share many concepts and 
terms, however, there are also many very important 
differences in the rules affecting eligibility and benefit 
payments. Many persons may apply or be eligible for 
benefits under both programs. People who qualify under 
each are called concurrent beneficiaries. 
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The frightened brain and altered 
self-perception
We can define fear as a set of behavioral, autonomic, and 
hormonal events triggered by the brain in response to 
perceived physical danger. Most everyone reading this 
chapter will have heard the phrase “fight-or-flight response” 
and will know something about its value to survival. The 
fight-or-flight response involves many neural structures, 
some of which operate outside the brain in the periphery 
of the body and some of which operate in the very core 
of the brain. The amygdalae, two small almond-shaped 
structures situated deep in the temporal lobes of the brain 
on either side, are in charge of the fight-or-flight response. 

Recent research interestingly indicates that the amygdalae 
also play a central role in the evaluation of faces. The role 
of the amygdalae in facial evaluation is to identify whether 
the person of interest is experiencing positive or negative 
emotion. This assessment is critical to determining whether 
the person presents a threat or not. Again, we see the 
primacy of the face to the human experience. 

Research teaches us that the amygdalae learn from 
experience. If a threatening event occurs frequently 
enough, the amygdalae will come to regard the once 
neutral or even pleasant events that typically occur before 
and after the threatening event as also dangerous. By the 
time this learning has occurred, many other brain structures 
have become part of the person’s generalized vigilance to 
danger. Thus, the fear response can generalize as a neural 
matrix that causes a person to irrationally identify benign 
life experiences as dangerous. Without intervention, this 
process can be very destructive to the sense of self.

The episodic, intensely painful nature of trigeminal 
neuralgia is perfect for provoking generalized fear. Imagine 
a grandmother who loves to hold and cuddle her infant 
grandchild. This seemingly small act of emotional bonding 
is critical to the grandmother’s sense of self. As she holds 
her grandchild, the grandmother recalls how she enjoyed 
cuddling her own infant children. Stored deep in her brain 
are memories of being lovingly held by her own mother. 
The simple unadorned connection of holding a much-
loved child is consistent with the grandmother’s larger 

Excerpt From  
Our 

New  
Book 

During 2015-16 The FPA will be publishing a number of new scientific articles on facial pain. The following in an 
excerpt from the Psychology of Pain chapter by Leesa Scott-Morrow PhD, JD. 

Part 2
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value system. Cuddling her infant grandchild is not a trivial 
thing: it is a small but lovely tile in the larger mosaic of her 
core beliefs about morality and interpersonal connection.

Imagine that as the 
grandmother and the 
grandchild gaze lovingly into 
one another’s eyes, the infant 
reaches up and touches her 
grandmother’s face. With this 
wholly innocent act of curiosity 
and love, the grandchild starts a 
rapid-fire series of fight-or-flight 
events in her grandmother’s 
brain. The child’s light touch 
triggers the pain of trigeminal 
neuralgia in her grandmother. With the painful stimulus 
of her grandchild’s touch, the grandmother’s amygdala 
instantly registers threat in the environment and initiates 
the fight-or-flight response. If this event happens more 
than a few times, the grandmother will come to fear the 
touch of her grandchild. This fear will take on anticipatory 
dimensions that change the grandmother’s feeling about 
holding her grandchild. These changes are completely out 
of character for the grandmother: she is, after all, a loving 
person who deeply values her family; she is a person who 
enjoys the tenderness of loving touch. In this way, the fear 
of holding her grandchild threatens the grandmother’s 
sense of self. She must consciously adjust her thinking 
about these events if she is to preserve her core identity 
unaltered by chronic facial pain. If the grandmother does 
not actively problem-solve about these events, the fear 
they arouse will inevitably change her self-perception. 

The self-preserving force of conscious thought cannot 
be overstated. This self-protective thought process will 
be explained more later in this chapter. For now it is 
important to see how trigeminal neuralgia can initiate 
primal fear, which over time insidiously and deeply alters 
identity. This can happen without any fanfare or discussion 
through the simple interpersonal act of a child’s touch or a 

lover’s kiss. Still, it is not inevitable that these losses occur. 
Understanding the physical and psychological changes 
that chronic pain produces helps to create a sense of 
perceived control; this alone can help considerably.

It is important to recognize 
that the fight-or-flight response 
begins deep in the brain with 
the firing of the amygdalae, 
then extends up and out 
through most of the brain—
all in a fraction of a second. 
Under the fierce provocation 
of fear, the amygdalae demand 
an increased synthesis of 
norepinephrine in the brain. 

High levels of norepinephrine are associated with increased 
vigilance to danger. This makes sense: hypervigilance to 
potential threat is adaptive within the context of what 
feels like life-threatening pain. The fight-or-flight circuitry 
activates the lateral hypothalamus and lateral medulla, 
causing increased blood pressure, constriction of the 
peripheral blood vessels, increased sweating, and loss 
of appetite. Part of the fight-or-flight response involves 
activation of the trigeminal nerve to create the automatic, 
involuntary facial expression of fright. By the time you have 
winced in response to the pain, the fight-or-flight response 
has already occurred. With repeated firing of these neural 
systems, the brain learns to associate pain with fear. With 
time, the distinction between fear and pain disappears. 
The frequent experience of fear pollutes relationships and 
self-perception with emotions of helplessness and defeat. 
As fear intensifies, pain intensifies, and so on. This cycle 
is obviously destructive, but it can be interrupted with 
knowledge, thought, and personal insight. 

You may have heard the phrase, “what fires together, 
wires together.” Wiring by way of experience is the way 
the brain learns. The physical systems responsible for the 
fight-or-flight response learn to sense and avoid danger 
within the context of experience, albeit not without 

“Leesa Scott-Morrow”. . .continued on page 10
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error. Repeated firings of the system change the brain so 
that it interprets ever more stimuli as threatening and so 
that it fires with less and less intense provocation. In other 
words, the fight-or-flight response can become enhanced 
through something like a practice effect. This is seen all the 
time in combat veterans. Those who fought in World War II, 
the Korean conflict, the Gulf War, Operation Desert Storm, 
Iraq, and Afghanistan all say the same thing. When they 
first arrive in the war zone, they are terrified. However, the 
longer they stay, the more they adjust to the persistence of 
danger; they describe becoming robotic in their soldiering 
and going emotionally numb in a seeming indifference 
to danger. It is not until they return home to the relative 
safety of their families and community environment that 
they recognize how much their brains have changed in 
response to persistent danger and multiple firings of their 
fight-or-flight system. In the relative safety of the home 
environment, they irrationally and automatically respond to 
everyday experiences with instantaneous fear. One veteran 
experienced a flashback when a small child popped a balloon 
in a pizza restaurant. Many veterans cannot tolerate shopping 
in a Target, Walmart, or similar large, open store; the space is 
too large to adequately scan for danger. There are sounds and 
people everywhere. From the perspective of their changed 
brains, any one of these sensory stimuli could signal a life-

“Leesa Scott-Morrow”. . .continued from page 9

The primacy of the face

Research shows that the fundamental emotions 
of happiness, sadness, fear, disgust, and surprise 
are universal in the human experience. The facial 
expressions of primary emotion are universal among 
males and females, adults and children, educated and 
uneducated. Individuals can recognize these primary 
emotions on the faces of persons they do not know, 
who were raised in unfamiliar cultures, and who speak 
unfamiliar languages. Indeed, the facial expression of 
emotion, and the recognition of emotion on the face, 
can be accurately described as fundamentally human. 

Multiple studies confirm a complex connection 
between the innervation (supply of nervous energy) 
of the face and the brain’s processing of emotional 
experience. Lesion and neuroimaging studies reveal 
that the basic emotions of happiness, sadness, fear, 
disgust, and surprise originate in neural systems 
that are specialized for processing, recognizing, and 
expressing these emotions through facial expression. 

Identity, or sense of self, is directly linked to the 
brain’s processing of facial cues. Damage to the 
right frontoparietal region of the brain will result 
in an inability to recognize yourself in the mirror. 
This inability to recognize oneself is referred to 
as the “mirror-sign.” Researchers who write about 
self-recognition refer to this phenomenon as an 
“awareness of the self-face.” Damage to a part 
of the brain called the fusiform gyrus results in 
prosopagnosia, an inability to recognize the faces 
of persons we know. Again we see the fundamental 
brain-based nature of facial expression, self-
awareness, and identity.

Because of the primacy of the face, it stands to 
reason that chronic facial pain creates profound 
psychological challenges. Trigeminal neuralgia, 
in particular, is especially threatening. It not only 
involves the face, but it is especially intense and tends 
to occur episodically with unexplained, unpredictable 
periods of exacerbation. Even when the pain is 
expected, little can be done to minimize or control 
the pain. The intensity and uncontrollability of TN pain 
naturally evoke powerful emotions; principle among 
these emotions is fear.
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threatening risk. In response to this generalized fear, these 
veterans do what is most natural: they avoid places and 
experiences that they cannot control. This means that they 
often become housebound and lose their most important 
relationships. 

With persistent trigeminal neuralgic pain, a process can 
unfold not unlike the one the combat veteran experiences. 
Over time the patient with TN avoids more and more life 
experience as he or she attempts to avoid pain. This very 
human and understandable response to frequent, intense 
pain can result in the world becoming a very small place. 
The sense of self shrinks to accommodate a life reduced to 
nothing more than fearfully avoiding pain. In this way, bit 
by bit, trigeminal neuralgia alters and distorts identity. Fear 
and avoidance drive one to gradually let go of important 
relationships and activities. After trigeminal neuralgia, 
one may feel reduced to being mostly a patient, who 
remembers being a person. Having pain and avoiding pain 
thus become the defining features of one’s life. 

These losses are not inevitable, however. Systems of the 
brain have evolved to modulate or check the automatic 
properties of the fight-or-flight response. We can learn 
not to fear what we know to be a non-life-threatening 
stimulus. While this won’t change the fact that TN pain is 
excruciating, it will limit the extent to which trigeminal 
neuralgia invades your life and alters who you are. 

The essence of who we are is stored in the prefrontal cortex 
of the brain. That area is responsible for the executive 
functions that underlie purposeful behavior: it devotes 
concentration to cognition; it supports analytical problem-
solving; it recognizes social cues and suppresses socially 
undesirable behavior; it imagines the future and plans 
complex action designed to achieve a particular goal; it 
makes choices possible. Specific areas in the prefrontal 
cortex support expressing and understanding language. 
Indeed, when a psychotherapist interacts with a patient, 
the therapist’s prefrontal cortex talks to the prefrontal 
cortex of the patient. Both learn much in the process of 
psychotherapy and both brains are changed by what they 
learn.

The prefrontal cortex can modulate activity in the 
amygdalae through descending inhibitory pathways. 
Generally speaking, the fight-or-flight response begins 

in the core basal structures of the brain, then rapidly fires 
outward through the brain. The inhibitory pathways of the 
prefrontal cortex begin on the outside structures of the 
brain and travel inward, where they can modify impulses. 
While the fight-or-flight system functions very fast, the 
pathways of the prefrontal cortex function relatively slowly 
and cover more tissue in the process. The fight-or-flight 
system of the brain functions automatically, while the 
systems of the prefrontal cortex function with purpose, on 
the heels of thought. 

If you’ve ever heard people say that they’ve “learned to 
control their pain instead of the pain controlling them,” 
they are talking about utilizing the descending inhibitory 
pathways of the prefrontal cortex to control the tendency 
of the amygdalae to fire the fight-or-flight response 
in fearful anticipation of pain. When assisting patients 
to “control their pain,” the psychotherapist begins by 
emphasizing that the real lesson is in learning to control 
their fear of pain. It is the fear of pain that shrinks the world 
and alters identity, not the pain itself. 

The first step in the process of inhibiting fear is to learn 
what cardiologist and Harvard Professor of medicine 
Herbert Benson labeled the “quieting response” or 
“relaxation response.” Dr. Benson, a pioneer in mind-body 
medicine, thought of the quieting response as opposite to 
the fight-or-flight response. The quieting response can be 
learned in many ways, for example, through meditation, 
yoga, biofeedback, guided imagery, or hypnosis. Dr. 
Benson thought that prayer, too, could induce the quieting 
response. 

Learning the relaxation response is only the first step in 

“Leesa Scott-Morrow”. . .continued on page 12
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“Leesa Scott-Morrow”. . .continued from page 11

controlling pain-related fear, but it is an indispensable 
step. The person who wants to master pain-related fear 
must begin by learning the relaxation response through 
rehearsal and practice in a context free of pain. This will 
require a number of pain-free practice sessions. Patients 
should not attempt to use the relaxation response while 
experiencing pain during the initial period of learning the 
response. Using it too early will result in the pain undoing 
what has been learned. This creates a one step forward, 
two steps back experience that diminishes hope and 
motivation. However, once patients can confidently and 
reliably produce the relaxation response, they can begin 
to use it immediately following the experience of TN pain. 
This helps to contain the fight-or-flight response so that it 
does not generalize throughout the brain. In other words, 
the relaxation response stops the fight-or-flight response 
in its tracks, before the rest of the brain can see it coming. It 
is essential for the patient to continue using the relaxation 
response during pain-free intervals so that the response 
remains robust. 

The second step in learning to master pain-related fear is 
to do a cognitive appraisal of the fearful stimulus and the 
associated behavior it provokes. This appraisal may include 
recognizing and concentrating upon the fact that the 
pain will pass (or diminish) and that the pain will not kill 
you. With ongoing cognitive work, self-awareness typically 
increases through a process of discovery.

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. Morrow is scheduled to speak at the 
10th National Conference in New York City on  
October 10 -11, 2015. 

Offering a full roster of advanced options for treatment, including:
•	 Microvascular Decompression
•	 Stereotactic Radiofrequency Lesion 
•	 Stereotactic Radiosurgery
•	 Neurostimulation

Expert, integrated care for patients with trigeminal neuralgia
Addressing both your physical and emotional needs  

The Facial Pain Program at Weill Cornell is 
directed by Dr. Philip E. Stieg, professor and 
chairman of the Department of Neurological 
surgery  (left) and Dr. Michael Kaplitt, vice 
chairman, who specializes in advanced 
treatments for movement disorders and pain.

Advanced Treatment for Facial Pain 

The Facial Pain Program at the Weill Cornell Brain and Spine Center is an innovative program 
that focuses on the diagnosis and treatment of trigeminal neuralgia, one of the most 
disabling causes of facial pain.   Our team includes top specialists in vascular neurosurgery 
and pain disorders—internationally recognized experts in the field who have advanced 
training in the very latest minimally invasive procedures used to treat facial pain. Find out 
more at weillcornellbrainandspine.org or call 212-746-4684 to make an appointment.
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Facial Pain: The Research Imperative
By Mark E. Linskey, M.D.  

Dr. Linskey is one of the world’s leading experts on 
neuropathic face pain and the Western Regional Director of 
the TNA Medical Advisory Board

From a twisted and perverse perspective, among facial 
pain patients, patients with classical trigeminal neuralgia 
(TN), are comparatively fortunate. We at least have 
surgical treatment options with reasonable chances for 
successful pain relief when current medical therapy fails. 
Yet even for TN patients, not all patients fare well. While 
in expert and experienced surgical hands, microvascular 
decompression (MVD) can lead to durable complete 
pain relief in about 80% of patients, this still leaves one in 
five TN patients still suffering. Patients seeking care in the 
general medical community are not so fortunate. MVD 
results can vary significantly surgeon-to-surgeon. Empiric 
experience over the last 20 years in my  
practice, would suggest that the success rate among  
less experienced and expert surgeons might run as  
low as 50%. 

 

For those patients with multiple sclerosis-related TN, 
or who fail MVD, their plight can be improved with 
palliative destructive procedures directed towards 
the trigeminal nerve [stereotactic radiosurgery (SR), 
radiofrequency lesioning (RFL), glycerol rhizotomy 
(GR), and balloon compression (BC)]. However, these 
procedures serve best as temporizing measures, with 
up to 50% of patients with classical TN recurring within 
five years of the procedure. Each palliative destructive 
procedure runs the risk of facial numbness with its 
associated risk of new de-afferentation pain from nerve 
damage, and these risks accumulate and compound as 
destructive procedures are repeated. Thus overall, across 
the U.S., even for patients with classical TN, surgical 
intervention may realistically not provide adequate or 
long-lasting relief in an estimated 30-50% of cases. 

But what about those patients with other forms of facial 
pain? In 2008, after 18 years of existence, The Trigeminal 
Neuralgia Association (TNA) changed its name to TNA – 
The Facial Pain Association (TNA-FPA) in recognition of 
the fact that patients with facial pain other than classical 
TN also needed education, support and help too. These 
conditions include TN2, neuropathic facial pain, facial 
pain of obscure etiology, and anesthesia dolorosa, 
among many others. For these patients, MVD rarely 
leaves a patient pain-free. Furthermore, while palliative 
destructive procedures can, and do help, they not only 
are less successful than for classical TN patients, they 
may actually worsen the situation through increased 
de-afferentation, despite the best of surgical intentions. 
While surgical stimulator surgery can help these patients 
in very select cases, the overall percentage of patients 
enjoying significant and durable relief is disappointingly 
small. If we now broaden our inquiry to include all facial 
pain patients that seek help from TNA-FPA, it seems 
likely that only about half will achieve adequate or long-
lasting relief from their suffering through surgery. Clearly 
surgery alone is not the answer for too many of our 
patients, friends, and family who suffer from facial pain. 
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The word imperative refers to something that is both 
necessary and of vital or crucial importance. It may 
also refer to the expression of a command. For facial 
pain syndromes new discovery and therapeutic 
breakthroughs through basic science research is an 
absolute imperative in the first sense and an imperative 
from our patients and their loved ones in the second 
sense. 

We know that vascular compression is a necessary 
cause for the majority of classical TN patients. Yet up to 
40% of normal living patients and up to 50% of patients 
studied at autopsy have these vascular contacts 
without having TN. Clearly vascular compression, 
while necessary, is not sufficient. The logical additional 
factor, that many have speculated about, likely involves 
additional predispositions related to genetics and/
or the biology of myelin nerve insulation, axonal 
damage, or both. In my opinion, studies of deferential 
gene expression comparing classical TN patients to 
normal population controls carry the highest chance 
of uncovering potentially new fruitful areas for 
investigation and future therapeutic exploitation for 
patients with classical TN. 

 While the hoped for discoveries from studying 
differential gene expression in cases of classical TN 
might be more generalizable to help patients with 
other facial pain syndromes, this is by no means certain. 
Thus, simultaneous additional lines of research inquiry 
are also desperately needed. These include the urgent 
need for a better understanding of the neurochemistry 
and the psycho-biology of chronic neuropathic pain 
and the fast-track development of new agents for 
clinical testing. It includes studies into the biology 
of nerve repair and regeneration, through both 
pharmacological means as well as potential cellular 
therapies including stem cells. It also includes the need 
to study safe means of modulating pain perception at 
the brain level through brain stimulation technology. 

While it is simple and conceptually satisfying to talk 
about the search for one “cure”, this may be an elusive 
goal given the heterogeneity and wide variety of facial 
pain syndromes suffered by patients seeking help 
through the TNA-FPA. More than one “cure” may be 

needed depending on the individual circumstances 
of each patient. Yet the quest for a “cure”, whether one 
or many, all still depend on basic science research 
advances which are expensive and which take years to 
develop, test and realize. 

As a surgeon, I long for the day when we have 
therapies that can increase our MVD results to 
near 100% success, as well as offer hope and more 
predictable treatment success chances to our non-
classical TN facial pain patients. While I am biased by 
my surgical background, I doubt that these advances 
will involve a new pill distributing an agent non-
specifically throughout our body. I strongly suspect 
that they will involve therapies that will be most 
effective locally and selectively at the site of pathology 
or damage, either through direct open surgical 
application, or needle or electrode delivery into the 
trigeminal nerve root, ganglia, or brain. Thus surgery 
will likely be an important component of any success 
realized through our research efforts. 

For more information on our research projects and how 
you can help go to: http://www.facingfacialpain.org 
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Q Letters to the Editor

I was awed, by the Spring 2015 cover 
of the TNA Quarterly with the picture 
of Karolina Toman defiantly holding 
her sign. Reading her story of guts 
and determination I wept. 

We ‘geminals’ all have different 
triggers and manifestations. Most 
of the testimonials I have read until 
now were about avoiding those 
triggers and coping with those 
manifestations. I have never ever 
thought of challenging trigeminal 
neuralgia by saying “in your face 
trigeminal neuralgia.” Myself and 
most others cower before our malady 
as if it were the volcano on the 
island. We leave parts of our lives as 
sacrifices to the volcano in hopes it 
will not erupt. There is no shame in 
doing what TN dictates and that is 
what makes Karolina’s story the more 
remarkable .

Back problems and poor snow 
conditions this year as much as 
my TN made ski mountaineering 
an impossible consideration. Ski 
mountaineering involves climbing 
mountains with skis and climbing 

skins and skiing down them. I have 
been active in ski mountaineering for 
forty years. I did ski in our ski area this 
winter. Some evenings after skiing TN 
visited and extracted a toll for my ski 
turns. I do not suffer as severely  
as others, nor as much as I once did, 
but memories of the worst times 
always haunt and frighten me.

I skied my last real mountain in 
Canada in 2013 and have not 
climbed a mountain using skis since. 
Area skiing and ski mountaineering 
are two different sports. I enjoy the 
first and I truly love the latter. My 
thoughts of a large yard sale to sell all 
my ski mountaineering gear, a 

sacrifice to the volcano of my dearest 
joy, have been put aside after reading 
Karolina’s story.

I had my first torn meniscus removed 
from my knee in 1969 and have 
lived without an ACL since 1974. A 
titanium knee may be in my future. 
Since 2006 I have had wonderful and 
brilliant people at Mayo’s Scottsdale 
Hospital and across Phoenix at the 
Barrows Neurological Institute trying 
their best to restore me to a normal 
life. I am not where I would like to 
be, but I am so very thankful for 
every effort extended on my behalf. 
I cannot imagine where I would 
be without their effort nor can I 
imagine what it was like to deal with 
trigeminal neuralgia in 1969. Progress 
is being made. Thank you all.

I am still not brave enough to say “in 
your face trigeminal neuralgia,” but 
much of the trepidation I have had 
about my upcoming trip to Norway 
and Ireland has vanished thanks to 
this young Polish woman.

— Sincerely, PM

Two TN sufferers respond to the Spring Q cover story “In Your Face Trigeminal Neuralgia” which highlighted the 
story of Karolina Toman, a young woman who has fought past her TN pain to pursue her passions. 

“I’ve run over 24 races. This marathon will be my 3rd Full 
and my 2nd time running the Detroit Free Press Full. 
I’ve run 4 half marathons one of them being the Detroit 
free press half in 2014. The first race I ever ran was the 
Detroit free press 5k!! I’m a fighter! Running has helped 
me with my trigeminal neuralgia to give me something 
positive to clear my mind and relieve stress. It also helps 
me push through the pain of trigeminal, because as 

runners you push through many physical and mental 
blocks too. When I run I don’t think of my disease and 
others don’t. I’m just a runner, and I’m free, I’m a TN 
Warrior pushing through the pain and enjoying life and 
the run.” 

— Beth M., diagnosed with TN in 2005 
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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 402, Gainesville, FL 32601-3248

Phone: 1-800-923-3608
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 May 2015:

In Memory Of:
Marigold Allen
 Mr. & Mrs. Les Sprinkle
William Bauman
 Jean Bauman
Elaine Belts
Michael Blom
 Elaine Belts
 Nell Wilson
Frank & Muriel Borello
 Patricia Foggin
Bobby Chance
 Cynthia Sepulvado
Jean & Edwin Clewell
 Mr. & Mrs. Robert Handren
Joseph Cooper
 Ralph & Susan Raphaelson
Ken Dixon
 Jamie Jodoin
Theodore Domrad
 Joyce Maravich
Maryann Donovan
 Sue Knirsch
Morton Falk
 Dorothy Falk
Joan Fucito
 Michael Fucito
Vince Gnoffo
 Patricia Gnoffo
Edward Goldstein
 Doris & Jerome Newman
Clifford Groh
 Lucy Groh
Mary & Ernest Healey
 Ann Toole
Standley Lenda
 Genevieve Lenda
Gordon McKee
 Mary McKee
Rick Majerus
 Anthony Caronna

Matthew Charles Olivia
 Judy Brown
Jerline Peters
 Connie Thomas
Lucy Razoux
 Cindy Lincoln
Effie Roth
 Helen Roth
Susan Sirkin
 Ralph & Susan Raphaelson
Diane Essex-Sorlie
 Dr. William Sorlie
Joyce Sweitzer
 Delores & Donald Carswell
Andella Taylor
 Bonnie Pagano
Douglas P. Tongue
 Marjorie Tongue
Sean Woerner
 Donald Woerner
Alma Wood
 Norma Murray
 Delores & Donald Carswell
Irene Young
 Joanne Young

In Honor Of:
All Facial Pain Suffers
 Marilyn Nelson
 Tracy Tata
Claude & Jean Aldridge
 Carlin Lagrutta
Nicholas Barbaro, MD
 Jane Andersen
Kim Burchiel, MD
 Jane Irving
Kenneth Casey, MD
 Sandy Kollinger
Central Maryland Support Group
 Ann & Art Swartz
Carolyn Chisolm
 Mr. & Mrs. William Self

Stephanie Cronin
 Channing Jones
William D’Angelo, MD
 Robert Dale
Peggy Glass
 Betty Luckett
Shirley Harris
 Mr. & Mrs. Don Harris
Kathy Hays
 Helen Nicholson
Timothy Hormel, MD
 Cynthia Okeson
Peter Jannetta, MD
 Lois Bolger
 Iva Kay Conjelko
Gordan McKee
 Mary McKee
Maureen McMahon
 Paul McMahon 
Pat Nottingham
 Emilie Phillips
Dr. Rob Parrish
 Joe Christian
Claire Patterson
 Rev. M. Zell Schwartzman
Joe Runyan
 Nellie Barg
Gerri Siegal’s 91st Birthday
 Joanne Harman
David Sirois, DDS, PhD
 Li-Lan
Laura Stewart
 Burton Becker
 Mr. & Mrs. John Gatchell
 Andy Petitijean
John Tew, Jr, MD
 Mona Marple
Mr. & Mrs. Michael Weinstein
(grandson’s bar mitzvah)
 Ralph & Susan Raphaelson
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NEW MEMBERS
MARCH 2015
Wayne Anderson
Sharon Carrigan
Jeanie Chamberlain
Mary Collett
Linda Cooper
Richard Curcio
Barbara Daniels
Pamela Elliott
Linda Evans
Nancy Fuchs
Rohn Harmer
Kathleen Healy
Marcia Horan
Mary G. Jones
Judith Levy
Robert Mackie
Marc Martin
Anna Mae Mease
Aline M. Mollega
Vincent Nelson
Dain Paxton
Wanda Proctor
Cynthia Shaler
Jennifer Sweeney
Alice Theobald
Nancy Tucker
George Turk
Pamela White
Scott Wilson
George Zack

APRIL 2015
Folashade Adediran
Dixie Albright
Mary Austen
Nellie Barg
Jean Bauman
Burton Becker
Roberta Blumenshine
Greta Camink
Gail Clark
Joann Cummings
Marliss Desens
Natalie Gauthier

Valerie Haynes
Warren Huss
Naomi Klein
Lawrence Kollauf
Aria Magi
Elizabeth McClelland
Virginia McGargill
Janet McGee
Susan Mills
Maureen Muck
Iris Naubert
Alexander Nicholson
Patricia Olinger
Rob Pollack
Eddy Pu
Leonard Ramroop
Thora Riley
Tari Tielke
Walter Toth

MAY 2015
Marian Aldridge
Marjorie Baker
Ann Benjamin
Ann T. Clayton
Beatriz Collado
Therese Courtney
Faun Danson
Maureen Galjour
Das Jayawickreme
Darbi Mahan
Julianna Mannino
Roberta Saah
Deann Speltz
Joyce Steadham
Patricia Vaughan
Lauren Wert
Delores Zimmerman

LIFETIME MEMBERS
Claude and Jean Aldridge
John Alksne, MD
Linda Lee Alter
Gwen Asplundh
Denise Ayers
Ramesh  Babu, MD

Nicholson Barbaro, MD
Richard Baron
Millard Battles III
Susan & Frank Berrodin
Eden Blair
Jeffrey Bodington
John Boettner
John Bogle
Michael Brisman, MD
Jeffrey Brown, MD
Kim J. Burchiel, MD
Karen Burris
Ken Casey, MD
Nell & Truman Channell
Dennis Clifford, MD
Brent Clyde
Allan Cohen
Meredith Collins
Douglas & Joy Daugherty
Jim & Mary Draeger
Janis Eisel
Dorothy Erwin
Virginia Frazier
Steven Giannotta
Mary Glynn
Tom & Denise Gorman
Ron Greiser
Henry Gremillion, DDS
Suzanne Grenell
Myron Hall
Betty Hare
Peter Jannetta, MD
Rosalind Kaufman
Dana Langerman
Roger Levy
Gwender Lias-Baskett
Mark E. Linskey, MD
Richard Marschner
Josiah & Jean Mason
Emmit McHaffie
Mary & Bryan Molinard-
Blonigan
Nancy Montag
Franklin Naivar
Beverly O’Connor
Michael Pasternak, PhD

Brenda Petruska
Patti Jo Phillips
Everad Pinneo
Gayathri Rao
Susan Raphaelson
Jean Raymond
Gary Redwine
Aaron Running
Renate Sackhoff
K Singh Sahni, MD, FACS
Robert & Mary Schlembach
Raymond Sekula, MD
Philip Sine
David Sirois, MD
Konstatin Slavin, MD
Paul & Lisa Smith
Tiffany & Justin Smith
Ronald Streich
Patty Sublett
Lori Sunderland
Phillip Tereskiewicz
John Tew, MD
Julie Thomas
Tom and Susie Wasdin
George Weigel
Christy West
Kenneth White
Karen Wilson
Cheryl Wruk
Mary Zalepeski
Richard Zimmerman, MD

TNA Membership 
 The following individuals joined or renewed their TNA membership between March, 2015 and May 31, 2015
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This article has been written to outline the 
components of a comprehensive orofacial pain 
evaluation; to empower you as a patient (and 
your loved ones) to more adeptly participate 
in this diagnostic process. Please keep in mind 
that different healthcare specialties have 
scopes of practice and may define a “complete” 
evaluation differently. 

Importance of a good diagnosis: 
finding the target before shooting it.

The underlying reason for someone’s pain is best described 
by the diagnosis, which is a name given to a certain 
disorder or disease process. Ideally, the diagnosis should 
give us information about what is going on, which would 
consequently derive a conclusion on how to address it. 

It is important to keep in mind though, that many 
times there are multiple factors playing a role in a single 
condition. Elements that serve to bring on the problem, 
called initiating factors, may not stay and therefore may 
not be observable along the course of time. The illness, 
however, may persist due to other influences, called 
perpetuating factors, or even worsen due to aggravating 
factors. Note that these might as well have been present 
before the onset of the problem without major issues, 
making it hard for the person to identify them as potentially 
negative, but they could definitely be harmful in this new 
context of dysfunction. 

A simple example is walking on a sprained ankle. The 
injury may have been caused by a different event, and 
walking may have never been a struggle, but under those 
circumstances, the affected joint may need to be guarded 

How to prepare  
when seeking a 
diagnosis for  
orofacial pain
Donald R. Nixdorf, DDS 
Flavia P. Kapos, DDS

OROFACIAL PAIN DIAGNOSIS

Donald R. Nixdorf, DDS is an Associate 
Professor at the University of Minnesota 
School of Dentistry and Director of  
the Advanced Education Program in 
Orofacial Pain.

Flavia P. Kapos, DDS is a Research  
Assistant at the University of Minnesota 
School of Dentistry

“Nixdorf”. . .continued on page 21
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from the activity or otherwise the lesion could be made 
worse or be prolonged. This complex puzzle needs to 
be carefully studied so all of the pieces fit together and 
hopefully lead to a resolution or adequate management.

To make the investigation even more challenging, pain 
conditions in the trigeminal innervation territory often 
present referral patterns; meaning that the location 
where the pain is felt is not the actual origin of the painful 
symptoms. Thus, treating the site of the referral will not 
address the true source of the problem and will very likely 

be ineffective. A key part of the diagnostic process is to 
unveil these potentially misleading clues and identify 
proper targets for treatment. For example, trigeminal 
neuralgia (TN) pain may be perceived as a “toothache” 
(since the innervation of the teeth is part of the trigeminal 
distribution), but dental care will not be helpful and may 
even make things worse.

When there is a classic presentation of TN as well as a 
concomitant continuous “background” pain; it would be 
hasty to assume that the latter is part of a TN without first 
considering a range of differential diagnoses, especially 

after a good response to treatment by the classic 
component of the pain. As an analogy, when a person has 
a sprained ankle, they may develop a limp to avoid putting 
weight on the injured limb when walking. If this becomes 
a habit, the other structures being overloaded in that 
process, such as back, hip and knees, may become painful 
as a result of the imbalanced use. The cause for these 
pains are separate and different, though related. Making a 
parallel back to TN, patients with intense pain in their face, 
frequently develop regional muscle guarding, tightening 
the muscles in the affected area as a natural response 
and making them sore as a result. Treatment directed to 

the TN, in the presence of an 
uncontrolled daily constant 
jaw muscle pain, unfortunately 
may not change the muscular 
component, if the behavior 
related to its development has 
not changed. Even though 
multiple symptoms are most 
likely explained by a single 
process, there is no rule that 
there has to be only one problem 
occurring at a time. 

Furthermore, misapplied 
procedures increase the risk of 
the condition becoming chronic, 
because the pain remains 
unsatisfactorily managed longer 
and negative thoughts, such 
as worry, fear, and anger, set in 
becoming new contributing 
factors.

An orofacial pain evaluation should consist of the following 
steps, in order of importance; (i) history taking, (ii) physical 
examination, (iii) obtaining diagnostic testing, such as 
imaging or laboratory tests, as needed. 

a) History: Getting to a differential diagnosis

The most important step in the diagnostic process is the 
history taking, which leads the clinician to develop an initial 
differential diagnosis. In other words, by talking to the 
patient and collecting the right information, the provider 
narrows down the list of all the possible conditions to a 

“Nixdorf”. . .continued from page 20
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few more likely ones. For example, knowing the patient’s 
age and gender already provide a good pointer towards 
conditions that may be more or less frequent in that 
specific demographics group. 

Signs and symptoms teach us about the underlying 
condition and its nature. When preparing for a medical 
appointment, be ready to answer many questions about 
the characteristics of the pain and the context in which it 
presents. Your answers probably hold the most valuable 
diagnostic information. An astute clinician is not only 
interested in what you are saying, but also how you are 
saying it. For patients seeking care for pain, the pain itself 
will be called the chief complaint and the details 
of its history are often referred to by providers as 
history of present illness, including:

-Location: Where is the pain felt? Is it always 
on the same place? Is it punctual or affects 
a broader region? Is there a spreading or 
movement component to it? Is it easily localized 
or is it more diffuse? Does it feel superficial, on 
the surface of the skin, or deep, “in the bone”?

-Onset: When did it first start and in which 
circumstances? Were there any initiating factors? 
Was it a sudden or gradual onset? 

-Progression: Has it changed since the onset? 
Is it getting better, worse or staying the same? 
Is it always the same when it occurs, or does it 
change?

-Frequency: Is it constant or intermittent? How often does 
it occur?

-Duration: How long does it stay when it is there?

-Timing: Is there a time of the day when it is usually 
worse? Does it present “on the clock”? Are there periods of 
remission, times when you feel nothing?

-Quality: What does the pain feel like? Which words could 
be used to describe it? (i.e. sharp, dull, throbbing, shooting, 
electric shock-like, burning, etc.) Is there an emotional 
component?

-Intensity: Is it mild, moderate or severe? How would it 
be rated on a scale of 0 to 10, being 0 no pain and 10 the 
worst pain possible?

-Interference: Does it disrupt sleep? Does it affect the 
ability to perform daily activities?

-Aggravating/Alleviating factors: What makes it better and 
what makes it worse? Is it affected by physical activity, light, 
noises, jaw movements, body position, temperature, touch, 
sneezing/coughing, etc.? Does it respond to over-the-
counter analgesics or other medications? 

-Associated features: Are there other signs or symptoms 
present before, during or after the pain? Are there any 
appearance changes, for instance redness, swelling, tearing 
or sweating? Is it predictable? Can you feel or sense it 
coming on? Are there other changes in vision, movements, 
sensation?

-Prior Treatments/Tests: Were there other providers 
consulted? What therapies have been tried and what were 
the results? Are there any prior imaging, labs, etc. and what 
were their findings? What medications have you taken, at 
what dose, for how long, and what were the effects?

“Nixdorf”. . .continued on page 23
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It is clear that the pain itself is where most of the attention 
of the patient will tend to focus; however, it is important 
to think of the whole person and the conditions in which 
the problem is presenting. The history can also uncover 
contributing factors that can help to understand the origin 
of the pain as well as to guide the therapy. Fundamental 
pieces of the puzzle are also frequently found “thinking 
outside of the box”: 

-Medical history: Are there any other medical conditions? 
How are they being addressed? Are there any medications, 
vitamins or supplements being taken, at what doses and 
for how long have they been taken? Has there been any 
trauma? Are there any other pains throughout the body?

-Family history: Are there other cases of similar problems in 
the family? Are there any cases of auto-immune disorders, 
cancer, pain disorders?

-Habits: General exercise, diet, water, tobacco, caffeine? 
Oral parafunctional habits (i.e. teeth clenching and 
grinding, biting objects, fingernail, lips, cheeks, gum 
chewing, etc.)?

-Sleep: What is the typical sleeping routine? How long? Is it 
restorative? Is there difficulty falling or staying asleep? What 
is the sleeping position? 

-Psychosocial history: What is the patient’s occupation, 
marital status, family dynamics? What is the level of 
psychosocial stress? Does the patient have a support 
system, coping strategies? Are there diagnoses of anxiety, 
depression or other mood disorders and how are they 
being addressed? Have there been traumatic life events? Is 
there ongoing litigation? 

b) Physical Exam: Refining the list

After the history taking, the clinician should have generated 
a mental list of the possible conditions that could be going 
on. The physical examination will serve to confirm or refute 
such hypotheses and guide the process of diagnosis. 
The trained professional may be able to gather further 
information beyond what is volunteered by the patient, 
starting from general appearance, affect, posture, gait, 
speech and non-verbal communication. 

One of the major goals of the physical exam is to duplicate 
the chief complaint, as to better understand its origin 

and response to stimuli. For instance, 
dental pain of pulpal origin is 
expected to be elicited or changed in 
a predictable manner by application 
of cold to the surface of the tooth, 
therefore a dentist uses a cold test and 
is trained to interpret the response 
as within normal limits or altered. 
To further illustrate this concept, 
in order to render the diagnosis of 
temporomandibular disorders (TMD), 
there should be a positive finding 
of familiar tenderness to palpation 
or range of motion of the involved 
muscles and/or temporomandibular 
joints (TMJ) on exam. 

Since pain is a very personal and 
subjective experience, even during 
the exam, part of the findings will be 
subjective and dependent on patients’ 
reports. If at any point during the 

“Nixdorf”. . .continued from page 22



24 -------------- TNA Quarterly: Facial Pain Association Journal

exam pain is provoked, it is of crucial importance to discuss 
how the provoked pain is the same or different than what 
is typically experienced. The exam maneuvers may provoke 
pain; however the pain which is familiar to them, fully or 
partially reproducing their usual symptoms is the one  
of interest. 

Regional head and neck exam should include visual 
inspection and palpation of masticatory and 
cervical muscles, TMJs, face, thyroid gland, 
lymph nodes, teeth, mouth, and oropharyngeal 
mucosa. Changes in symmetry, shape, size, 
consistence, color and texture should be noted. 
Range of motion of the head and neck should 
be evaluated for limitations and coordination, 
as well as associated pain or noises. Cranial 
nerve screening evaluation is also valuable to 
evaluate motor and sensory functions of the 
major nerves supplying the face and neck. The 
teeth and supporting tissues should also be 
inspected for signs of disease, attrition, fractures 
and occlusion.

c)  Imaging and other diagnostic 
tools: Taking a closer look

No tests or exams to date have been able 
to depict or objectively confirm the source or even the 
presence of pain. In the greatest majority of the cases, 
comprehensive history and examination will reach a 
diagnosis; however there are clinical findings that require 
further investigation of the causes of specific signs or 
symptoms, especially to rule out disease or pathology 
underlying these features. For instance, neuralgia-type pains 
or neurologic deficits should trigger a request for brain 
imaging to rule out intracranial processes that could be 
causing the symptoms.

In a few conditions, diagnostic imaging can be used 
to confirm a clinical diagnosis, but in order to avoid 
unnecessary costs, exposure to procedure risks and delay 
of therapy, it should only be indicated if the results will 
determine treatment recommendations. For example, 
in a typical case of TMJ, osteoarthritis the prognosis with 
conservative treatment is usually very good, and the 
clinical evaluation can assess with a reasonable degree of 

confidence that the condition is present. By the means 
of a computer tomography (CT), the diagnosis could be 
confirmed and graded in severity. Nevertheless, the initial 
treatment strategy would be the same as if no imaging was 
done, but the patient would have been exposed to a dose 
of ionizing radiation and there would be associated costs to 
the healthcare system.

It is also important to keep in mind that all tests have their 
particular ability to accurately detect the target condition. 
No test is perfect and a certain degree of false positives (test 
indicates disease being present when it is not there) and/
or false negatives (test indicates disease not present when 
it is there) is expected. The practical conclusion is that tests 
ordered without previous clinical contextualization and 
indication can generate misleading and meaningless results. 
Going back to the orteoarthritis example, is it known that 
radiographic findings of degenerative changes in joints 
are very common and increase with age, but only a small 
minority of cases will present symptoms. In addition, there 
is no evidence of treatments that can prevent progression. 
Thus, treatment based on the imaging findings alone is not 
adequate.

The response to treatment is also sometimes diagnostic. 
Based on the disease mechanism, there are specific drugs 
that seem to work so well that a significant response 
tells much about what is going on. It is the case of 
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carbamazepine for Trigeminal Neuralgia or steroidal anti-
inflammatories for autoimmune conditions. The rates of 
improvement in those cases are so high that it makes a 
diagnosis very unlikely if there is no significant response 
to the medication. Another type of test that would have 
diagnostic and potential therapeutic benefit is nerve 
blocks, which help to locate the source of the pain and may 
provide relief as well.

There are also other tests such as nerve conduction 
and quantitative sensory testing (QST), as well as many 
others that may come, which at this time have not yet 
been demonstrated valid and reliable for clinical use, 
but research is being developed to explore their value in 
the diagnosis of pain conditions. Based on the rationale 
presented, it is always important to put it in a clinical 
context, compare risks and benefits before running any 
tests. 

Final Considerations

Once the information is collected, your doctor develops a 
list of diagnoses that are the most likely reasons for your 
pain. Often times there is a single diagnosis, one that fits 
the information that you are presenting. Other times the 
information is not clear or the doctor is unsure, so a list 
of possible diagnoses or a general diagnostic category is 
given. This list or general category is reviewed, and revised 
accordingly, as your doctor obtains more information about 
you over time, such as your symptoms change and how 
you respond to initial treatments. 

While the goal is to obtain the correct diagnosis right away, 
it can be a reiterative process occurring over a couple 
visits for more rare conditions that are not frequently 
encountered or chameleons in their presentation. 
Whatever the process is to derive a diagnosis, getting there 
is a very important step because one would not expect a 
treatment being applied to address the wrong diagnosis 
to be helpful. Rather, it tends to be expensive, time 
consuming, and sometimes harmful.  

Living With Pain Is Not Your Only Option 

Center for Neurosciences  
2450 E. River Road Tucson, Arizona 85718  
(800) 687-4504      www.neurotucson.com 



26 -------------- TNA Quarterly: Facial Pain Association Journal

Parents (who live with the TN patient)

●	Parents	may	feel	helpless	-	their	job	is	to	help	and	
protect	their	child,	but	there’s	little	they	can	do	to	
make	the	pain	go	away.

●	They	may	feel	guilty	for	not	truly	understanding	your	
pain;	they	may	also	experience	difficulties	explaining	
your	situation	to	others.

●	It	pains	them	deeply	to	see	you	in	pain.

●	Raising	a	child	with	facial	pain	can	make	for	stronger	
parents	emotionally;	it	can	bring	the	child	and	parent	
closer	together.

●	Parents	don’t	accept	no	for	an	answer;	it	just	makes	
them	more	determined	to	get	to	the	bottom	of	the	
problem.	TN	moms	have	“Mama	Bear”	instincts	like	
no	others!

Tip for Patients:	Parents	can	be	tough	on	you;	at	the	time,	
you	might	not	like	what	they	are	saying,	but	their	tough	
love	comes	with	the	best	of	intentions.	They	want	you	
to	be	healthy	and	work	toward	a	pain-free	life.	It’s	true	-	
mom	does	know	best!

Siblings (in the same household)

●	Young	siblings	of	facial	pain	patients	can	feel	afraid	to	
lose	their	sister/brother	(aka	their	closest	playmate).

●	They	take	on	stress	in	their	own	way	-	through	crying,	
worrying,	losing	sleep,	feeling	helpless	or	confused.

●	Brothers	and	sisters	of	young	facial	pain	patients	may	
not	get	as	much	attention	in	the	house,	as	much	of	
the	parental	focus	can	be	on	the	child	with	the	chronic	
illness.

●	Siblings	need	to	learn	how	to	show	affection	-	
especially	if	they	can’t	touch	their	sibling	without	
possibly	setting	off	an	attack.

Tip for Patients: TN	patients	can	often	become	the	center	
of	attention	in	the	family;	it	is	important	to	find	ways	to	
focus	on	your	sibling(s)	and	make	them	feel	important	and	
special.	When	you	are	in	a	period	of	remission,	make	a	
concerted	effort	to	suggest	activities	that	your	sibling	likes	
and	find	ways	to	spend	special	time	together.

NOTE: The YPC is conducting a survey of siblings of young 
TN patients. If you are a sibling of a TN patient or your 
sibling is interested in helping us, please contact us at 
ypc@tna-support.org. Thank you!

Help Me Help You
Ways that TN Impacts Our Loved Ones and How to Preserve Relationships

We all know that facial pain 
can impact your life in a 
pretty tremendous way, but 
your trigeminal neuralgia 
also impacts those closest to 
you. People are likely to react 
differently depending on the 
nature of their relationship 
with you. Below, we share our 
experiences in the various 
ways facial pain has impacted 
our relationships with family, 
friends, and others, and 
provide tips on how to handle 
different types of people.

mailto:ypc@tna-support.org
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Spouses/Partners/Significant Others

●	They	need	to	understand	when	and	how	to	show	
affection	and	what	your	physical	limitations	are.	

●	Talk	with	them	about	side	effects	of	medication	and	
how	they	impact	your	life	and	your	relationship.

●	Your	partner	can	be	a	great	advocate	for	you	at	
doctor’s	appointments,	during	hospitalizations,	etc.

●	Conversely,	he	or	she	may	receive	the	brunt	of	your	
negative	feelings	about	TN.

●	Facial	pain	is	a	part	of	your	relationship,	but	it	doesn’t	
make	up	your	relationship	

●	This	person	is	your	better	half	for	a	reason:	he	or	she	
can	still	make	you	smile	when	you	need	it	most,	as	
long	as	it	doesn’t	hurt	to	smile!

●	For	more	information,	see	the	YPC	website:	http://ypc.
fpa-support.org/young-patients-committee/articles-
of-interest/helping-your-relationship-survive-despite-
facial-pain/

Tip for Patients:	Keeping	relationship	behaviors	as	normal	
as	possible	despite	the	circumstances	will	go	a	long	way	to	
providing	a	fulfilling	relationship	for	both	partners.

Far-away family

●	Family	members	not	in	the	same	household	as	the	TN	
patient	are	not	present	to	see	the	physical	changes	
during	an	attack,	side	effects	of	medication,	etc.

●	They	may	feel	even	more	helpless	since	they	are	not	
nearby	and	can’t	be	there	for	you	on	a	regular	basis;	
they	may	try	to	contact	you	less	or	more	than	usual	as	
a	way	for	them	to	cope/show	their	support.

●	These	family	members	may	try	to	understand	
your	situation	by	relating	their	experiences	or	
manifestations	or	side	effects	of	medications	they’ve	
taken	to	those	of	your	experience.	

●	People	who	don’t	live	with	a	patient	may	not	fully	
understand	the	disease;	they	require	education	about	
the	disease	and	how	you	deal	with	it.	Each	patient	is	
different,	so	they	need	to	understand	your	experience.

●	Some	may	try	to	connect	by	telling	you	about	their	
problems/life	experiences	-	this	can	be	helpful	or	not.

Tip for Patients:	Remember	that	your	family	means	well	
and	wants	what’s	best	for	you;	stay	in	touch	and	update	
them	on	your	progress	as	you	feel	appropriate	and	
understand	their	desire	to	help	you	from	afar.

Friends

●	Some	of	your	friends	will	rise	to	the	occasion	and	this	
will	strengthen	your	friendship.

●	Some	of	your	friends	might	not	be	able	to	deal	with	
the	added	responsibility	of	TN,	so	they	might	find	it	
best	to	leave	the	friendship.

●	Your	friends	are	observant	-	you	can’t	hide	pain	from	
them.

●	Your	friends	-	especially	younger	ones	-	may	not	have	
any	experience	with	major	or	chronic	illness	in	their	
life,	so	may	not	know	how	to	react.	Older	friends	have	
more	life	experience	and	are	more	likely	to	have	been	
exposed	to	some	of	these	issues	before.

●	In	the	beginning,	your	friends	may	not	know	how	to	
express	concern	and	what	they	can	do	for	you;	as	time	
goes	on,	they	will	learn	ways	to	support	you.

●	You	may	find	that	your	friend	group	expands	to	include	
“TN	Friends.”	The	dynamic	of	these	friendships	are	
based	on	a	mutual	understanding	of	TN,	but	also	allow	
for	you	to	reach	out	to	someone	who	knows	EXACTLY	
what	you	mean	when	you	say	“my	face	hurts	today.”		
We,	on	the	Young	Patients	Committee,	find	these	
friends	priceless.

Tip for Patients: During	periods	of	remission,	be	sure	to	
make	time	for	your	friends;	they	will	stick	by	you	in	the	
tough	times	so	it’s	important	to	invest	in	your	friendships	
in	the	ways	you	can.

Authority figures: teachers, bosses, etc.

●	These	people	likely	won’t	understand	the	disease;	they	
will	require	education	about	the	disease	and	how	you	
deal	with	it.

●	Some	may	try	to	connect	by	telling	you	about	their	
problems/life	experiences.	This	may	or	may	not	be	
helpful	to	you,	but	remember	their	intention.

●	The	good	ones	acknowledge	that	you	are	a	person	
before	a	student/employee;	the	bad	ones	don’t	want	
to	hear/see/read/talk	about	it.

●	Authority	figures	such	as	teachers	and	managers	need	
to	be	part	of	the	discussion	on	how	your	(school)work	
is	impacted	and	any	accommodations	you	need.	

●	They	also	need	to	be	educated	on	the	side	effects	of	
your	medication,	what	to	do	if	you	have	an	attack	at	
school/work,	and	how	you	will	communicate	your	
needs	in	an	emergency.

http://ypc.fpa-support.org/young-patients-committee/articles-of-interest/helping-your-relationship-survive-despite-facial-pain/
http://ypc.fpa-support.org/young-patients-committee/articles-of-interest/helping-your-relationship-survive-despite-facial-pain/
http://ypc.fpa-support.org/young-patients-committee/articles-of-interest/helping-your-relationship-survive-despite-facial-pain/
http://ypc.fpa-support.org/young-patients-committee/articles-of-interest/helping-your-relationship-survive-despite-facial-pain/
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The Gamma Knife Center
at Robert Wood Johnson
Advanced Treatment for the Brain and Spine

�e Center is dedicated solely to Gamma Knife treatment 
and was designed with patient comfort in mind.  

�e Gamma Knife Center
10 Plum Street, 1st Floor

New Brunswick, NJ 08901

www.rwjuh.edu/gammaknife  •  732-418-8002

For more information:

307-995-8108

lhulshizer@nshinc.com

Tip for Patients: Communicate	your	needs	so	you	can	be	as	
successful	as	possible	at	school/work	despite	your	facial	pain.

Co-workers/Classmates

●	Your	peers	at	work	or	school	may	not	understand	
why	you	are	getting	what	they	perceive	to	be	special	
treatment.

●	They	may	resent	having	to	pick	up	some	slack	for	you;	
take	notes,	cover	assignments/shifts,	etc.

●	Some	of	these	people	will	become	your	biggest	
cheerleaders;	you	spend	more	waking	hours/day	with	
these	people,	so	the	good	ones	really	want	to	help	
even	though	they	may	not	know	how.

●	For	the	people	closest	to	you,	you	should	educate	
them	on	what	to	do	in	an	emergency,	if	you	have	a	
major	attack	at	work	or	school.

Tip for Patients: Be	sure	to	express	your	gratitude	to	these	
people,	as	they	are	key	allies	in	helping	you	maintain	as	
normal	a	life	as	possible.	

For	more	information	about	the	YPC,	visit	us	
ypc.tna-support.org	

www.facebook.com/tnaypc

July 10, 2015
Dover, Ohio

http://ypc.tna-support.org
http://www.facebook.com/tnaypc


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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