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Treating Trigeminal Neuralgia Through
Innovation and Expertise.
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The Neuroscience Institute at Florida
Hospital Orlando is home to one of the
largest and most experienced

teams of neurosurgeons
in the Southeastern
United States,

performing

l“‘ i \‘Il\ 1wy ‘

innovative

miEn-

less invasive
surgical approaches
for the treatment of

trigeminal neuralgia.

Melvin Field, MD, Physician Leader
Melvin Field, MD, is the surgical director of

the Florida Hospital Neuroscience Institute and this condition have access to
physician leader of the Minimally Invasive

Brain Surgery Program, specializing in the techniques like endoscopic
treatment of brain and neurovascular
compression syndromes through innovative

minimal-access techniques like the endoscopic Gamma Knife® radiosurgery’ as well
microvascular decompression approach.

Patients suffering from

microvascular decompression and

as a program care coordinator who

will guide them through every step

Brandi Ligon, BSN, RN, CNRN, Care Coordinator of the treatment process.
Brandi is the care coordinator for the Minimally

Invasive Brain Surgery Program and helps

navigate patients through the treatment

process from scheduling appointments and tests,

to coordinating care between multiple physicians, FLORIDA HOS PITAL

and addressing patients’ questions and concerns. NEUROSCIENCE INSTITUTE
The skill to heal. The spirit to care.®

Scan the QR code with To contact our care coordinator or to schedule
your smartphone to watch . 4

an animation of how the an appointment, call (407) 303-7944 or visit
endoscopic microvascular FloridaHospitalNeuro.com.

decompression procedure
is performed.

NEURO-12-10365


http://www.FloridaHospitalNeuro.com
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From the Chairman of the Board

Much is underway at TNA.

First, our bi-annual National Conference will be held

in San Diego on October 5th and 6th. While this issue

of the Quarterly is going to press before that date we
expect about 300 attendees listening to presentations

by experts in diagnosing and treating facial pain disease.
Finding an expert in treating a rare disease can be difficult;
TNA's conferences put leading physicians in one place

to make presentations and speak with patients one-on-
one. Attendees in San Diego will learn much from each
other and the experts, and patients often report that
information gained at TNA conferences helped them to
make what can be difficult treatment decisions. Thank you
to the physician speakers and TNA staff who will make that
conference a success for patients and caregivers. Our next
conference will be a Regional Conference in Indianapolis,
IN on April 26, 2014. Watch TNA's website for details.

Work to implement several new initiatives continues.

A table of contents for an update of the 2004 edition

of Striking Back is being drafted. The update will cover
diagnosis, coping with intense pain, drugs and their side
effects, surgeries and their efficacies, making treatment
decisions and many other topics. It will be the up-to-date
“go to"handbook for facial pain patients and caregivers.
Another initiative is our effort to increase awareness of
facial pain disease among those healthcare providers who
patients visit first. TNA will have a booth at the American
Dental Association’s annual conference this November
and we are working with the ADA to have a panel of
physicians and dentists discuss diagnosing facial pain at

2

the ADA's 2014 conference. Effort on a third initiative is
ramping up. Facial pain disease is rare and patients often
spend years in pain and have ineffective treatment before
they find out about TNA and our services. Extra work to
find those patients as soon as possible has begun.

The initiatives summarized above are in addition to

the resources that TNA provides to callers and through

our website, Facebook and other media. Call our office
anytime. In addition, TNA's Facial Pain Research Foundation
is funding early-stage work by world-renowned
researchers who are in search of better treatments and a
cure for facial pain. The FPRF is currently fundraising for a
study of the genetic origins of facial pain. Less than 20% of
those with facial nerve compression also experience pain
and difference in genetics may provide an explanation.
That explanation may then lead to a better understanding
of what causes the pain and how to stop it. We are very
excited about this work and urge your support.

I'd like to end this letter with a special thank you to
someone who has done much for TNA. Roger Levy

has resigned from our Board of Directors where he

was Chairman for 12 of his 14 years as a member. His
energy, ideas and efforts helped thousands of patients in
desperate pain. Thank you Roger and we wish you much
excitement and happiness in the future.

Y Sl

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

TNA Quarterly : The Journal of The Facial Pain Association
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Gary and Madeline Redwine Editorial Support
Lynn Forest
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In the sunny coastal city of Tampa, FL., business executive Gary Redwine and his wife,
Madeline, are movers and shakers in charity golf tournaments, garnering $53,000

from two events named for their son, Matt, who struggles with the stunning pain of TNA QUARTERLY
i inal lai is published four times per year by
flgeminal neuraigia. The Facial Pain Association,

408 W. University Avenue, Suite 602
Proceeds from two tournaments they hosted in the spring of 2012 and 2013 provided Gainesville FL 32601-3248

a welcome boost to their benefactor, TNA-The Facial Pain Association, to strengthen its 800-023-3608
national and international patient support and educational programs. Less visible are

the striking behind-the-fairways benefits in raising public awareness of a disease that

strikes men, women and children worldwide and is the most painful condition known
to mankind.

www.fpa-support.org

Today, Gary Redwine prepares for a larger realm of leadership as a newly appointed
member of the TNA-FPA Board of Directors. He has defined his goals as crisply as he
defined plans for the tournaments--to broaden recognition of trigeminal neuralgia
and to better educate the health-care community to recognize the hallmark
symptoms so that people who are assaulted by the pain can quickly reach appropriate
medical specialists.

“Redwine” . . .continued on page 4
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“Redwine” . . .continued from page 3

“A lot of our business associates have become acquainted
with Matt and the terrible pain he lives with. | find it
amazing that so many have asked how they can help---not
just as registered golfers, but also as corporate sponsors
and as donors of sports memorabilia and a weekend stay

at a beach condo, which were auctioned off. At this year’s
event, 18 sponsors, including Down to Earth Landscape and
Irrigation Contractors as the title sponsor, chipped in $1,000
to $3,000 each.

At the tournaments held at Eagles Golf Club, Tampa Bay,
more than 200 golfers played on the two championship
courses, and large crowds took part in related social events.
Redwine describes a high level of enthusiasm for the
support of an important cause, even though the words
trigeminal neuralgia were new to virtually all of them,
except the
handful of TN
patients taking
part. Many of
the participants
were business
associates,
vendors and
clients of RAMS
Inc., an electrical
and mechanical construction contracting company of
which Gary Redwine is Partner, President and CEO. Friends
and associates flew to Tampa from as far away as Bermuda,
Kentucky, the Carolinas and Washington, D.C. area.

Redwine closed his office for the days of the tournaments
and worked with Madeline to fill a niche that seemed
enormously important to helping their son. Through their
fundraising initiatives, they became part of a large network
of people affected directly or indirectly by the horrific pain
of TN, who share a hard drive to relieve the suffering of

TN patients.

At the next tournament in the spring of 2014, the Redwines
plan to involve a Tampa-based Spanish-speaking radio
station, whose programs reach a large listening audience
of Latinos along the west coast of Florida. This, along

with other news media coverage and a Web site, www.
TNgolf.golfreg.com, will sustain a drumbeat of educational
outreach to the public.
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I find it amazing that so many

have asked how they can help.

Redwine said he also will advocate for pharmaceutical
research to develop drugs designed specifically to stop or
greatly reduce the pain of trigeminal neuralgia. Common
medications of choice include anti-seizure drugs, which
help to reduce facial pain in many patients, but have limited
effectiveness and unwanted side effects.

To this point, Matt Redwine is a voice of authority on the
extreme side effects of commonly prescribed medications
for TN. After initial prescribed drugs brought on memory
loss and severe mood swings, he told his physician, ‘I

no longer know who I am!”When the doctor suggested
increasing the dosage, he sought the help of Tampa
neurologist Eddy Berges, M.D., who helped to establish
the lowest possible dosage of carbamazapine, (commonly
prescribed for epileptic seizures as well as for nerve pain)
that would
reduce his facial
pain. With the
medication, Matt
says the pain is
under control
most of the time.
He works in the
family business
and rarely has an
episode of pain that prompts him to take leave.

“I've also learned to control stress levels, since stress can
affect every part of life and cause everything to go downhill,’
he said.

Gary Redwine, who hopes to make the Matt Redwine
Charity Golf Tournament even bigger and better next year,
brings an entrepreneurial spirit to the TNA-FPA Board. He
has declared his willingness to share with others the keys to
effective planning and staging of fundraising events.

“Matt went through a terrible ordeal of a useless root

canal procedure, treatment for sinus infection and many
MRI (magnetic resonance imaging) scans before the day

in 2011 when he experienced a debilitating siege of pain
and a dangerous surge in blood pressure,” Redwine recalls.
“| drove him to the hospital where an emergency room
physician put us in touch with a neurologist, who identified
the problem. Afterward, Madeline and | read everything we

TNA Quarterly : The Journal of The Facial Pain Association



could find to educate
ourselves regarding TN,
and looked for the best
ways we could help
our son.

Feeling somewhat
helpless in fighting a
disease that remains
stubbornly incurable,
the couple discovered
fundraising can put the
spotlight on trigeminal
neuralgia, and help
support the medical
work that needs to be

done to reach the elusive goal

of cure.

Redwine brings to the TNA-FPA Board a history of 35 years
of executive experience in the consulting and alternate

Amy and Matt Redwine at the 2012 tournament

various executive
positions, ending as
Division President for
a multi-billion dollar
staffing, consulting
and engineering
firm. He has been

an international
guest speaker for the
China External Trade
and Development
Council in Taiwan

on “International
Strategic Alliances-
-Lessons from the
Japan/US Cross

Border Industrial Experience!He

also served on the CADAM Task Force for the Department
of Defense on developing Computer-Aided Logistic Design

workforce industries. Before joining RAMS, Inc,, he held

Standards. He currently serves on the Board of Directors for
the Florida Association of Electrical Contractors.

The Preferred Treatment
for Trigeminal Neuralgia
Gamma Knife Radiosurgery

Benefits include:
¢ Long-term pain control
e Immediate return to normal activities

We can help:
e Develop a plan to safely and
effectively treat your facial pain

Our Nurse Coordinator is here for you:

e call: 800.924.2662
e email: nurse@sdgkc.com
e search: www.sdgkc.com

" San Diego Gamma Knife Center
o

Advanced Treatment
Options Tailored To You

At St. Peter's Hospital, we believe that achieving
excellent results requires the specialized skills of an
experienced team.

With over 40 years of combined experience, our
board-certified neurosurgeons, radiation oncologists,
nurses and technical staff work together to offer
advanced treatment options for trigeminal neuralgia
and facial pain including:

¢ Endoscopic Microvascular Decompression
 Glycerol Rhizotomy

¢ Medical Therapy and Pain Management

« Novalis® Shaped Beam Radiosurgery

New Patients Welcome

St Peter’s Hospital

ST PETER'S HEALTH PARTNERS

315 S. Manning Blvd. | Albany, NY 12208

1-877-525-2227 (525-2-CARE) | sphcs.org
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In the Face of Pain,
Turn to Incision-Free
Gamma Knife®
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For cutting-edge treatment of Trigeminal Neuralgia, or neurologic
facial pain, St. Luke’s The Woodlands Hospital offers Gamma Knife®
radiosurgery. This technologically advanced and non-invasive
neurosurgical treatment is ideal for Trigeminal Neuralgia

patients suffering pain or difficulty with pain relief

medications and requires no anesthesia and no incisions.
And it’s so effective that according to the Facial Pain
Association, up to 90 percent of patients who have

undergone treatment experience improvement in pain*

St. Luke’s The Woodlands Hospital is proud
to be the first to bring Gamma Knife® ™,
technology to the North Houston and &
Montgomery County communities.

Top quality medical care, close to home.
For more information, call 936-266-2872.

*Www.tha-support.org
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ST. LUKE’S" The Woodlands Hospital
Faithful, Loving Care’

17200 St. Luke’s Way | The Woodlands, TX 77384 | StLukesWoodlands.com | n/StLukesTheWoodlandsHospital | Y @StLukes_SIWH
Complimentary valet parking available Monday - Friday, 8 a.m. to 5 p.m.



http://www.stlukeswoodlands.com
https://www.facebook.com/StLukesTheWoodlandsHospital
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work to raise awareness of TN.
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S Wire

Rx-Analgesic Overdose
Hitting Women Harder

CENTERS FOR DISEASE
CONTROL AND PREVENTION

ews to patients with
ic newsletter of

According to just-released data from the U.S. Centers for
Disease Control and Prevention (CDC), men are still more
likely to die of prescription opioid analgesic overdoses,

but the gap between men and women is rapidly closing.
Deaths from Rx-opioid overdoses are hitting women harder
than ever, and have risen more sharply than among men.
Since 1999 the percentage increase in deaths was more
than 400% among women compared with 265% in men.

Writing in the July 2013 edition of CDC Vital Signs and
Morbidity & Mortality Weekly Report [MMWR, 2013(Jul
2);62, government authorities note that nearly 48,000
women died of Rx-opioid overdoses between 1999 and
2010. Each day, about 18 women die of an Rx-opioid
overdose in the U.S. — more than 6,600 deaths in 2010
alone (compared with about 10,000 in men that year). And,
for every woman who dies of such overdose, 30 go to the
emergency department due to analgesic misuse or abuse.

In sum, the report notes that prescription opioid analgesic
overdoses are an under-recognized and growing problem
for women, and this relates closely to increased prescribing
of these drugs during the past decade. Here are some
additional facts from the CDC:

‘Women between the ages of 25 and 54 are more
likely than other age groups to go to the emergency
department due to Rx-opioid misuse or abuse.

‘Women ages 45 to 54 have the highest risk of dying from
Rx-opioid overdose, whether unintentional or suicide.

8

-Prescription opioids are involved in 1 in 10 suicides among
women.

-Non-Hispanic white and American Indian or Alaska Native
women have the highest risk of dying from Rx-opioid
overdose.

‘Women may become dependent on Rx-opioids more
quickly than men.

‘Women may be more likely than men to engage in
“‘doctor shopping” (obtaining medications from multiple
prescribers).

-Abuse of Rx-opioids by pregnant women can put their
infants at risk, and cases of neonatal abstinence syndrome
(NAS) grew by almost 300% in the U.S. between 2000 and
2009.

The CDC recommends that, when prescribing opioid
analgesics, healthcare providers should recognize that
women are at significant risk of overdose from those
medications. Practitioners should follow guidelines

for responsible prescribing, including screening and
monitoring women for substance abuse and mental
health problems. They also should use prescription drug
monitoring programs (PDMPs) to identify patients who
may be improperly obtaining or using Rx-opioids and other
drugs. Additional guidance for prescribers from the CDC
includes:

TNA Quarterly : The Journal of The Facial Pain Association



1. Consider various pain treatment options, including
ones that do not involve prescription drugs.

5. Teach patients how to safely use, store, and dispose
of all medications.

2. Discuss with patients the risks and benefits of
taking prescription opioids, especially during
pregnancy and/or when these drugs are taken for
chronic conditions.

6. Avoid combinations of Rx-opioids and
benzodiazepines unless there is a specific medical
indication.

The CDC adds that the U.S. government is actively tracking

3. Prescribe only the quantity needed based on an prescription drug overdose trends to better understand the

appropriate pain diagnosis.

4. Use patient-provider agreements combined with
urine drug tests for people taking Rx-opioids long

term.

.

"epidemic!Healthcare providers and the public are being

educated about prescription drug misuse, abuse, suicide,

and overdose, and the special risks for women. Programs
and policies are focusing on preventing and treating

prescription-drug abuse and overdose, while making sure
patients have access to safe, effective pain treatment.

_ Facing the Future

Shouldn’t be a Painful Experience

" Neurosurgeon Stephen Griffith, M.D., treats
patients of all ages using surgical or non-
surgical treatment tailored to each patient’s
unique needs. Using state-of-the-art
diagnostic technology, including 3-D
MRI/MRA, he provides the full array
of leading-edge treatment options,
including microvascular decompression,
internal neurolysis, and radiofrequency
gangliolysis. And with the support of
the team of experts at Saint Luke’s
Neuroscience Institute, he offers coordinated,
world-class care designed to help his patients
experience a future without pain.

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

Stephen Griffith, M.D.

@@ Saint Luke’s
(™) NEUROSCIENCE INSTITUTE

For more information or to make an
appointment, please call 816-932-2700.

4401 Wornall Road, Kansas City, MO 64111
saintlukeshealthsystem.org
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Thank you Roger

for your 16 years of
service & support of
TNA — The Facial
Pain Association

Roger Levy

Member ,TNA Board of
Directors, 1997 - 2013
Chairman, TNA Board of
Directors, 2000 - 2012

T
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Roger will be stepping down from the TNA

board at year’s end. He has been and will
continue to be an ardent supporter of TN
patients'right to a fast, informed and accurate
diagnosis.

Roger has guided TNA in developing and
fulfilling its mission and was instrumental

in establishing the Facial Pain Research
Foundation, where he continues to be a
trustee, to fund research to find a cure.

While Roger will always remain part of the
TNA family, his presence at future board
meetings will be greatly missed.

To paraphrase the late John W. Gardner,
leaders come in many forms, with many
styles and diverse qualities. There are quiet
leaders and leaders one can hear in the next
county. Some, like Roger Levy, find strength in

eloquence, in jJudgment, and in courage.

Roger with Michael Pasternak, past TNA board president, at
the 8th National Conference at MAYO Clinic in Rochester, MN

10— TNA Quarterly : The Journal of The Facial Pain Association



Above: Roger with Dr. Tew of the TNA
Medical Advisory Board
Left: with Rich Baron, TNA Board Member
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Want to tell your story?
Want to ask a question?

Want to share some information?

TNA Facial Pain Network

The social network for
face pain patients

facialpainnetwork.com

12

HEALTH

Neuroscience Center

Q Follow us on facebook

Make TNA part of your social network

facebook.com/facialpainassociation

Visit us on the web
tna-support.org
« #1 site on the internet for TN patients

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

« discussion boards and chat rooms

TNA Quarterly : The Journal of The Facial Pain Association


http://facepainhelp.com
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http://www.facebook.com/facialpainassociation

DELIVERING OUR MISSION

85¢ of every dollar TNA receives in financial
support is spent delivering our mission: patient

support, public awareness, educating patients
and medical professionals.

Look for TNA's annual appeal letter in your mailbox
this holiday season!

Educational
Programsy

Publications

Patient
Services

Fall 2013
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Finding

the Perfect

Doctor

By Cindy Ezell

In a perfect world there would be

no need for a doctor because there
would be no neuropathic facial pain
or trigeminal neuralgia. Unfortunately,
that is not the scenario; so in my
opinion, the most important decision
you can make with this disorder is

to find a doctor that you trust and
respect. As yet, there is no cure and
so for many patients, trigeminal
neuropathic pain must be managed.
Effective long term patient/doctor
relationships include knowledge and
cooperation by both the doctor and
the patient.

If you feel the pain on your face or
scalp you will probably visit a GP or
neurologist. However, most of us
who feel pain in their mouth will go
to the dentist. It can be very difficult
to diagnose trigeminal neuralgia

as many of the symptoms mimic

14

a cracked tooth, damaged nerve
root, TMJ, the results of poor dental
hygiene, etc. When no evident dental
issues are present, many dentists
today will recognize the symptoms

of trigeminal neuralgia. You might be
referred to an endodontist, oral and
maxillofacial surgeon or an EN&T for a
second opinion.

Here it is important to differentiate
between classic trigeminal neuralgia
and the symptoms of someone
who has a true dental issue and
undergoes corrective treatment
that inadvertently damages the end
of the trigeminal nerve resulting

in neuropathic facial pain. You can
review the classification of facial
pain, which appears in this issue of
the Quarterly, to determine these
differences. If the damage is recent,
you might want the opinion of

TNA Quarterly : The Journal of The Facial Pain Association

ient Cindy has undergone just about every st —
nt available in dealing with her facial pain.
g p =

an oral and maxillofacial surgeon

that specializes in trigeminal nerve
microsurgery. Long term damage may
best be managed by an orofacial pain
specialist, pain management doctor
or a neurologist.

Many of us are from the era of “doctor
knows best,"and accept the diagnosis
and treatment without questions.

But a rare condition requires special
knowledge, experience and in the
case of a surgeon, skill. There are even
times when a second opinion is not
only appropriate but necessary:

- It is a rare condition — Neuropathic
facial pain including trigeminal
neuralgia is encountered so
infrequently that the management
is best handled by a physician that is
experienced in its treatment.


http://www.mayoclinic.org/trigeminal-neuralgia/

- You lack confidence in the
offered opinion. You find yourself
questioning the diagnosis or
treatment plan.

- The diagnosis is unclear. Neuropathic
facial pain has many classifications
and a correct diagnosis must be
obtained for proper treatment.

- Your concerns are dismissed. You

Treatment methods may differ

Some doctors prefer to monitor the
situation and use less aggressive
procedures before moving to surgical
intervention. Some doctors like to use
more aggressive treatment methods
from the beginning. By getting a
second opinion, you can expand your
options about different treatment
methods which may be most suitable

It never hurts to get a second opinion.
Keep in mind that doctors are human
and they too can make mistakes or

be faced with unusual or challenging
cases. When the first doctor’s opinion
is the same or similar to the second
doctor’s, your confidence will be
increased.

A valid opinion and appropriate
course of treatment is your best

know your symptoms and how the
pain feels. You have to advocate for
yourself to avoid needless suffering
or poor care.

for you and your situation. Being
informed is always your best option!

option for return to good health
or grasping control of the chronic
disease.

Second opinions don't hurt and in
fact may even help

“Tips" for seeking a second opinion

1. Let your primary health professional know. It will help
preserve your longer-term relationship with them and
make sure the new one you are seeing can get all the
information they need.

2. Be clear in your mind about what the reason is for
the second opinion. Are you seeking an opinion, or
possibly ongoing care from the new provider? Are
you prepared to re-think the current diagnosis or
treatment plan if this is recommended?

3. Be open with the new health professional that you are
seeking a second opinion. This will focus the clinician’s
attention on the part of your care that you're
concerned about. There is limited literature about the
real-life benefits of second opinions, but if they are
mostly being obtained for reasons of communication
style and rapport, it would be plausible to assume
that you will be more satisfied and do better generally
with a clinician you can relate to well.

4. Second opinions may lead to spending more time
and effort, especially if you have to travel to another
suburb, town or even state. Be aware that you may
feel more obliged to follow advice you've gone to so

much effort to obtain. This is also one of the reasons
that you should have clear in your own mind what the
point of the consultation is. Take your time to consider
the second opinion as carefully as you did the first.

5. Don't consider the internet to be the final word on
second opinions. The smartest people in medicine are
not the ones writing on blogs and forums or selling
their unique patented products. Stick to reliable,
trustworthy sites from established institutions, and
use this information to get a “background briefing”
rather than to make a diagnosis yourself.

Doctor’s opinions may differ’

A different doctor may come up with a different
diagnosis, or at least offer a different opinion as to
treatment choices. Not every doctor will have the same
opinion with regard to diseases and possible treatments.
Factors which may have an effect on a doctor’s opinion
are technology available to that doctor, school of
thought, where they were trained, individual methods
of treatment and experience in dealing with that
particular diagnosis.

“Doctor” continued on page 16
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“Doctor” continued from page 15

While second opinions may be
awkward for doctor and patient at
times, studies have shown that 30
percent of patients, who sought
second opinions for elective surgery
and 18 percent of those who were
required to obtain a second opinion
by their insurance company, found

that the two opinions were not in

agreement. These studies are one
more reason why you need to make
sure you are educated properly to
make the best decision for your
health.

Patient Rights

Second opinions are a way to learn
about your diagnosis and choices

16

- Trigeminal neuropathic pain, (TNP): facial

for treatment options. Some doctors
are more conservative while others
tend to be more aggressive. A patient
has rights and one of your most
important rights is the ability to get a
second opinion about your diagnosis.
Being informed is critical in deciding
your choice of treatment.

Statistics show that over one third

of adults in the United States will
never seek a second opinion and
almost one tenth of newly diagnosed
patients rarely, or never understand
their diagnosis. A second opinion
means you are consulting with
another doctor to confirm a diagnosis
and/or find possible different
treatment choices available to you.

It is recommended to get a second
opinion immediately to avoid delays
in your treatment and recovery.

What will it cost me?

Call your insurance provider before
going for any treatment or second
opinion to prevent any confusion or
denial of the bill. You need to know
exactly what will be covered, such as
an out of network provider, any lab
work or testing that may be required
and what your responsibilities are
before seeking the second opinion.
Diagnostic tests can be very costly
and many insurance providers

will not pay for them if they were
completed for the initial diagnosis.

CLASSIFICATION FOR FACIAL PAIN

- Trigeminal neuralgia, type 1, (TN1): facial pain of

spontaneous onset with greater than 50% limited to the
duration of an episode of pain (temporary pain).

- Trigeminal neuralgia, type 2, (TN2): facial pain of

spontaneous onset with greater than 50% as a constant
pain.

pain
resulting from unintentional injury to the trigeminal
system from facial trauma, oral surgery, ear, nose and
throat (ENT) surgery, root injury from posterior fossa or
skull base surgery, stroke, etc.

- Trigeminal deafferentation pain, (TDP): facial painina
region of trigeminal numbness resulting from intentional
injury to the trigeminal system from neurectomy,
gangliolysis, rhizotomy, nucleotomy, tractotomy, or
other denervating procedures.

- Symptomatic trigeminal neuralgia, (STN):

resulting from multiple sclerosis.

pain

- Postherpetic neuralgia, (PHN): pain resulting from
trigeminal herpes zoster outbreak. (SHINGLES)

- Atypical facial pain, (AFP): facial pain of unknown
origin

“Doctor” continued on page 18
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“Doctor” continued from page 16

You have the right
to have copies of
the tests you already
had done. Be an
informed consumer
and arrive for the
second opinion
with all of your
previous medical
records, contact
information about
the first physician,
insurance card,

list of prescribed
medications and
allergies, and any
diagnostic test
results.

A Doctor'’s View
of Patients with
Chronic Disease’

As scary and frustrating as it can be
to have a chronic disease, especially
chronic pain, it is often equally
frightening and concerning for the
providers who care for such patients.
One practitioner offers his viewpoints
on what it is like to care for patients
with chronic disorders and offers
some helpful and practical advice for
patients to follow. There also is much
for healthcare providers to learn from
this as well.

The following “Letter to Patients”

is reprinted in its entirety from the
blog, “Musings of a Distractible

Mind (Thoughts of an odd, but not
harmful primary care physician)”
written by Rob Lamberts, MD, who
practices in Georgia. It is reproduced
by permission under a Creative
Commons Copyright License
agreement.
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Dear Patients:

You have it very hard, much harder
than most people understand.
Having sat for 16 years listening

to the stories, seeing the tiredness
in your eyes, hearing you try to
describe the indescribable, | have
come to understand that | too can't
understand what your lives are like.

How do you answer the question,
"how do you feel?”when you've
forgotten what “normal” feels

like? How do you deal with all

of the people who think you are

Second opinions are a
waly to learn about your
diagnosis and choices
for treatment options.

TNA Quarterly : The Journal of The Facial Pain Association

How do
you reel?

exaggerating your pain, your
emotions, your fatigue? How do you
decide when to believe them or when
to trust your own body? How do you
cope with living a life that won't let
you forget about your frailty, your
limits, your mortality? | can't imagine.

But | do bring something to the
table that you may not know. | do
have information that you can't really
understand because of your unique
perspective, your battered world.
There is something that you need to
understand that, while it won't undo
your pain, make your fatigue go away,
or lift your emotions, it will help you.
It's information without which you
bring yourself more pain than you
need suffer; it's a truth that is a key
to getting the help you need much
easier than you have in the past. It
may not seem important, but trust

me, it is.
“Doctor” continued on page 20
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Johnston-Willis Hospital's Chief of Neurosurgery K. Singh Sahni, MD,
has managed the care of more than 2,500 Trigeminal Neuralgia
patients. Johnston-Willis is one of only a few neuroscience centers
in the nation to offer the full range of treatment options for
unbearable face pain, including medications, glycerol injections,

microvascular decompression or Gamma Knife Perfexion® surgery.

804-330-2044 OR HCAVIRGINIA.COM

To learn more about treatments for
Trigeminal Neuralgia, please scan the code.
Download a free QR reader on your mobhile
phone at http://gettag.mobi

~HCA/

Johnston-Willis Hospital

Neuroscience & Gamma Knife Center

A Campus of CJW Medical Center / An HCA affiliate

CHIPPENHAM / HENRICO DOCTORS’ / JOHN RANDOLPH / JOHNSTON-WILLIS

PARHAM DOCTORS’ / RETREAT DOCTORS’ / SPOTSYLVANIA REGIONAL
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The Doctor's
Perspective ...

The following highlights are from a recent
discussion with two doctors and two dentists,
specialists in neuropathic face pain, on what they
like to see in a doctor — patient relationship.

- | like it when a patient brings another person
with them because it is well known that maybe
’/3's of information given is retained. And then
there is the difference in how that information is
interpreted.

- Patients who read about their condition
and healthy lifestyles in general, are better
motivated to work with you in a partnership.

- If the treatment is not helping in a reasonable
time period they should move on.

- Patients should be encouraged to seek care in
a multidisciplinary fashion. Not one treatment
works for all.

- Patients need to be able to give a clear
description of pain characteristics since onset.

- Patients need to be open minded to
recommendations in spite of what they have
read on the Internet.

- An understanding patient will grant that you
are not "Marcus Welby” so things might not
always get better, but the doctor and patient
need to be a team working together the best
they can.

Fall 2013
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“Doctor” continued from page 18

You scare doctors. No, | am not talking
about the fear of disease, pain, or
death. I am not talking about doctors
being afraid of the limits of their
knowledge. | am talking about your
understanding of a fact that everyone
else seems to miss, a fact that many
doctors hide from: we are normal,
fallible people who happen to doctor
for a job.

We are not special. In fact, many of

us are very insecure, wanting to feel
the affirmation of people who get
better, hearing the praise of those we
help. We want to cure disease, to save
lives, to be the helping hand, the right
person in the right place at the right
time.

But chronic unsolvable disease
stands square in our way. You don't
get better, and it makes many of us
frustrated, and it makes some of us
mad at you. We don't want to face
things we can't fix because it shows
our limits. We want the miraculous,
and you deny us that chance.

And since this is the perspective you
have when you see doctors, your view
of them is quite different. You see us
getting frustrated. You see us when

we feel like giving up. When we take
care of you, we have to leave behind
the illusion of control, of power over
disease. We get angry, feel insecure,
and want to move on to a patient
who we can fix, save, or impress. You
are the rock that proves how easily
the ship can be sunk. So your view of
doctors is quite different.

Then there is the fact that you also
possess something that is usually
our domain: knowledge. You know
more about your disease than many
of us do — most of us do. Your MS,
rheumatoid arthritis, end-stage kidney
disease, Cushing’s disease, bipolar
disorder, chronic pain disorder, brittle
diabetes, or disabling psychiatric
disorder — your defining pain — is
something most of us don't regularly
encounter. It's something most of us
try to avoid.

So you possess deep understanding
of something that many doctors don't
possess. Even doctors who specialize
in your disorder don't share the

kind of knowledge you can only get
through living with a disease. It's like

a parent’s knowledge of their child
versus that of a pediatrician. They may
have breadth of knowledge, but you

have depth of knowledge that no
doctor can possess.

So when you approach a doctor

— especially one you've never

met before — you come with a
knowledge of your disease that they
don't have, and a knowledge of the
doctor’s limitations that few other
patients have. You see why you scare
doctors?

It's not your fault that you do, but
ignoring this fact will limit the help
you can only get from them. | know
this because, just like you know
your disease better than any doctor,
| know what being a doctor feels
like more than any patient could
ever understand. You encounter
doctors intermittently (more than
you wish, perhaps); | live as a doctor
continuously.

So let me be so bold as to give you
advice on dealing with doctors.
There are some things you can do to
make things easier, and others that
can sabotage any hope of a good
relationship:

1. Don't come on too strong — yes,
you have to advocate for yourself,

So let me be so bold as to give you advice on
dealing with doctors. There are some things you
can do to make things easier, and others that
can sabotage any hope of a good relationship.
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but remember that doctors are
used to being in control. All of the
other patients come into the room
with immediate respect, but your
understanding has torn down the
doctor-god illusion. That's a good
thing in the long-run, but few
doctors want to be greeted with
that reality from the start. Your
goal with any doctor is to build a
partnership of trust that goes both
ways, and coming on too strong at
the start can hurt your chances of
ever having that.

2. Show respect — | say this one

carefully, because there are certainly

some doctors who don't treat
patients with respect — especially
ones like you with chronic disease.
These doctors should be avoided.
But most of us are not like that;

we really want to help people

and try to treat them well. But we
have worked very hard to earn our
position; it was not bestowed by fiat
or family tree. Just as you want to
be listened to, so do we.

. Keep your eggs in only a few

baskets — find a good primary care
doctor and a couple of specialists
you trust. Don't expect a new
doctor to figure things out quickly.
It takes me years of repeated visits
to really understand many of my
chronic disease patients. The best
care happens when a doctor
understands the patient and the
patient understands the doctor.
This can only happen over time.
Heck, I struggle even seeing the
chronically sick patients for other
doctors in my practice. There is

4

5.

something very powerful in having
understanding built over time.

. Use the ER only when absolutely

needed — Emergency room
physicians will always struggle

with you. Just expect that. Their

job is to decide if you need to

be hospitalized, if you need
emergency treatment, or if you can
go home. They might not fix your
pain, and certainly won't try to fully
understand you. That's not their job.
They went into their specialty to fix
problems quickly and move on, not
manage chronic disease. The same
goes for any doctor you see for a
short time: they will try to get done
with you as quickly as possible.

Don't avoid doctors — one of the
mMOost

“Doctor” continued on page 22
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“Doctor” continued from page 21 T
frustrating things for me is when a
complicated patient comes in after
a long absence with a huge list of
problems they want me to address.
| can't work that way, and | don't
think many doctors can. Each visit
should address only a few problems
at a time, otherwise things get
confused and more mistakes are
made. It's OK to keep a list of your
own problems so things don't get
left out — I actually like getting
those lists, as long as people don't
expect me to handle all of the
problems. It helps me to prioritize
with them.

6. Don't put up with the jerks —
unless you have no choice (in the
ER, for example), you should keep
looking until you find the right

(1) www.patientadvocate.org

doctor(s) for you. Some docs are
not cut out for chronic disease,
while some of us like the long-term
relationship. Don't feel you have

to put up with docs who don't
listen or minimize your problems.
At the minimum, you should be
able to find a doctor who doesn't
totally suck.

7. Forgive us — Sometimes | forget
about important things in my
patients'lives. Sometimes | don't
know you've had surgery or that
your sister comes to see me as well.
Sometimes | avoid people because |
don't want to admit my limitations.

Finding the perfect doctor, or more
importantly, the right doctor for you is
often a process. Just remember, how

many dealers do you visit before you
buy a car or how many quotes do
you get from contractors before you
renovate your kitchen? You get the
point. As a patient, it is your absolute
right to seek advice and to be in
charge of what happens to your body.
Seeking multiple medical opinions is
not a betrayal of trust. Many doctors
welcome the chance to have a fresh
set of eyes on the problem at hand.?

(2) Pain-Topics.org News/Research UPDATES, visit: http://updates.pain-topics.org/2013_06_01_archive.html
(3)"A guide to a second medical opinion”http://theconversation.com/au/health
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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 between June 1, 2013 and August 31, 2013.

In Memory Of:

Frank Borello
Patricia Foggin

Mattie Brewer
Jasper Brewer

Juba Bruce
Ladeana Mullinix

Dorothy Crane
Patricia Crane

Martha Dees
Cheryl Flynn

John DeMunter
Catherine DeMunter

Ken Dixon
Pat & Dan Cromwell

Morton Falk
Dorothy Falk

Lucia Frank
Don Frank

Gloria Goerish
Janet Abele
Clear Lake Bank
Kay Day
Gerald Goerish
Sharon Kropman
Jacqueline Mahoney
Priscilla Mayland
Mary Stattelman
Elizabeth Von Bank

Jannie Griffin
Norma Griffin

Howard Hargrove
Christa Bolton

Evelyn Hoag
Alida Kleinmanns

Doris King
Kay Currier

Newel Landrum
Sherry Smith

Paul Lemon
Susan Lemon

Dave Lewis
Linda Smith

Molly Lipschitz
Ja Arezzi

Ida Marschner
Ruth Lindsey

Jean McGrath
Edward McGrath

John & Mina Morrow
John Morrow

Jerline Peters
Connie Thomas

Effie Roth
Helen Roth

Connie Sfeir
Joseph Sfeir

Robert Shiess, lll, MD
Mr. & Mrs. Mike Mercer

Andella Taylor
Bonnie Pagano

Sophie Wagshol
Martha Lesser

Ruth Wright
Cathy & Lewis Hicks

Helen Zink
Mary Schlosser

Esta Zucker
Alma Leventhal

In Honor Of:

All Face Pain Suffers
Kim Algentini
Mildred LeoGrande
Frank Salson
Donna Todd

TNA Staff
Carol Crow

Tiffany Armstrong
Robert McCarty

Dr. Dred Baker
Donald Welcom

Kelley Bergman
Douglas Weeks

Jeffrey Brown, MD, FACS
Brendal Dalessio
Joane Palangi

Benjamin Carson, MD
Geraldine Zarbo

Karrie Cope
Cathy Cope

John DeMunter
Catherine DeMunter

Cindy Ezell
Ruth Eisen

Jo Folkes
Thomas Folkes

Kathleen Hays
Helen Nicholson

Peter Jannetta, MD
Iva Kay Conjelko

Alice Jensen
Nina Johnson

Faith Klein
Donald Klein

Tony King
Shirley Poliquin
Carlin Lagrutta
Marilyn Doucette

John Y.K. Lee, MD
Jean Newlin

Nova Lewis
Mr. & Mrs. Smith

Albert Rhoton, Jr., MD
Dorinda D’Agostino

Raymond Sekula, Jr., MD
Rohn Harmer and
Tampa Bay SG

Ramona Smith
Bettye Baker Platt

Bill Starr
[rene Starr

Successful MVD
Phyllis Bixby, RN

Madeline Swist
Mary Krell

John Tew, Jr, MD
Mona Marple

Dennis Weaver
Pat King
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TNA Membership

The following individuals joined or renewed their TNA membership
between June 1,2013 and August 31,2013

June 2013
Folasade Adediran
Ally Castellano
Phyllis Cohen
George Crowder
Mary Echelberger
Louise Freedman
Roger Freeman
Kristine Gaganidze
Sue Jameson
Darlene Kasten
Sandra Kurtz
Cindy Lincoln
Annette Ludlam
Arlyn Lyons
Diane McDonald
Linda McDowell
Gayle Moeller
Jean Newlin
William Nist

Jeff Oldenburg
Victoria Prevatt
Lauren Riker
Steve Schwalbe
Richard Stephens
Ronald Tripp
Beverly Trojan

July 2013
Darlene Adams

Pat Akerberg
Janine Benedict
Sherry Birkby
James Blodgett
Bennett Bloomfield
Christa Bolton
Thomas Bowler
Barbara Britt

Evelyn Burry
Christine Calabrese
Joanne Carter
Nancy Clark-Locklin
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Ann Clayton

Mary Collett
Debbie Crowe
Barbara Daniels
Allan Enis

JR Eshleman
Thomas Espineda
Mike Fadel

Tom Fenstermacher
Ken Foster

Virginia Fugate
Donald Hansen

Ken Holmes

Serena Hunter
Mary Ann Kelly
Carol King-Wansley
George Kohan
Larry Lieder

Lynn Marquess
Larry Matthews
Mary Ann McCann
Mary Lou McEver
Charlcie Montgomery
Jan Montgomery
Maura Nolan

Janice Przystal

Mary Jane Pych
Kathleen Reid

Peter Rubin

Joe Shafer

Brenda Sharp

Robin Steinberg
Coracel Suratos Templo-Johnson
Marianne Thompson
Carol Warren

Allan Waxman
Kenneth White

August 2013

Melissa Anchan

John and Rosemary Ashby
Susan Ayres
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Helen Babyak
Burton Becker
D. E. Billingsley
William Bivens
Floria Cardona
Tom Concialdi
Kay Cousineau
Bronwyn Cowell
Susanne Eberle
Sandra Erece
Lisa Eschleman
Tom Evert
Diana Genther
Scott Griffith
Roger Guernsey
Doris Harts
Linda Hokit
Stephen lacovino
Jane Irving
Robert Irwin
Vicki Jankowski
Mariah Kahler
Candace Kahn
John Keys
Natalie Koss

Rathna Lingamaneni

Michael Logan
Karen Mahoney

John & Barbara Manning

Judy Mortimer
Charles Muchnick
Julie Murphy
LeRoy Nelson
Charles New
Karen Ott Mayer
Dain Paxton

Jeff Shrifter

Herb Smith
Cheryl Snidar
Charlene Taylor
Annette Toledano

“Please see “Lifetime Members” on page 25



“Members” continued from page 24

Lifetime 2013
Claude & Jean Aldridge
John Alksne, MD

Linda Lee Alter

Gwen Asplundh
Denise Ayers

Ramesh P. Babu, MD
Nicholson Barbaro, MD
Richard Baron

Millard Battles |l

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

Face Pain Patients:
Help us learn the real cost of this disease.

If you are a face pain patient, please go

to www.fpa-support.org and click on the
Patient Registry link at the top on the page to
complete the Patient Registry Questionnaire.

This simple action will take only minutes of
your time, but will help us gather definitive
data to measure the effectiveness and cost of
various treatment modalities.

By providing your answers, you can help
us to empower patients and educate

policymakers.

Nell & Truman Channell
Dennis P. Clifford, MD
Brent Clyde

Allan Cohen
Meredith Collins
Douglas and Joy T.
Daugherty

Jim & Mary Draeger
Janis Eisel

Dorothy Erwin
Virginia Frazier
Steven Giannotta
Mary Glynn

Denise Gorman
Ron Greiser

Henry Gremillion
Suzanne Grenell
Betty Hare

Peter Jannetta, MD
Rosalind Kaufman
Dana Langerman

It is crucial to gather data so that we can play
an important role as an advocate for facial pain
issues, and win the battle against neuropathic

face pain.

Your information will be stored securely, and
you can save a questionnaire in progress.
Return as many times as you need to, to finish

and update answers.

Roger Levy

Gwender Lias-Baskett
Mark E. Linskey, MD
Richard Marschner
Josiah & Jean Mason
Emmit R. McHaffie
Mary & Bryan Molinard-
Blonigan

Nancy Montag
Franklin Naivar
Beverly O'Connor
Michael Pasternak
Brenda Petruska

Patti Jo M. Phillips
Everad Pinneo
Gayathri Rao

Jean Raymond

Gary Redwine

Aaron P. Running

K Singh Sahni

Robert & Mary Schlembach

Raymond F. Sekula, MD
Philip Sine

David Sirois, MD
Konstatin Slavin, MD
Paul & Lisa Smith
Tiffany & Justin Smith
Ronald Streich

Patty Sublett

Lori Sunderland
Phillip Tereskiewicz
John Tew, MD

Julie Thomas

Tom and Susie Wasdin
George Weigel
Christy West

Kenneth White

Karen Wilson

Cheryl Wruk

Mary Zalepeski

Richard S. Zimmerman, MD

Complete the TNA Patient Registry Questionnaire
today and take an active role in the battle against
trigeminal neuralgia and related face pain conditions.

www.fpa-support.org/patient-registry
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‘Suicide Disease’
often misdiagnosed

It's known as the “suicide disease”
because of the intense electric shock-
like burning or stabbing nerve pain
that runs along the side of the face,
and it can be triggered by talking,
eating or even a light wind.

Trigeminal neuralgia, which causes
such a fierce pain that sufferers

may contemplate suicide, is a rare
neurological disease that is often
misdiagnosed for years as an earache,
dental or jaw problem - or just
something that's all in the patient’s
head. For those who have the disease,
the problem is indeed in their head,
and it causes a pain that'’s very real.

“You can't move your tongue, you
can't move your face, you can't eat
or drink and you can't talk," said
Joan Cannelli, 70, of Oakland, who
developed trigeminal neuralgia in
2007 after undergoing a root canal.

26

‘| remember crying trying to brush my
teeth,"she said.

Unlike some patients who have to
go from doctor to doctor before
getting a diagnosis, Cannelli was
quickly referred to a neurologist who
diagnosed her problem, but it would
be many years before she decided to
undergo surgery that would finally
resolve the pain.

Trigeminal neuralgia typically affects
one of the two trigeminal nerves

on each side of the face. And while
just one in about 15,000 or 20,000
people suffers from it, experts say the
numbers may be significantly higher
because of frequent misdiagnoses.
The enigmatic condition has no
known cause, but is most frequently
associated with abnormal blood
vessels that compress the nerve,
triggering the pain.

TNA Quarterly : The Journal of The Facial Pain Association

Joan Cannelli leads a Bay Area
support group for people who have
trigeminal neuralgia.

Not all patients have the nerve
compression, nor do they have the
same type of pain or frequency of
attacks. Some treatments, such as
medications and surgery, can relieve
the symptoms, but not for everyone.

Hard to pinpoint

“Unfortunately, this disease can
manifest itself in different ways in
terms of pain;’ said John Koff, chief
executive officer of the TNA-the Facial
Pain Association, a patient group

for people with all types of facial
pain. “People see doctors who don't
recognize it and they often can't
establish where it's coming from!

Depression and isolation are major
problems for patients with this
debilitating disorder, Koff said. “When
they get it, no one ever heard of it,
they don't know anyone who has it



and they suffer in isolation, which is
the worst thing for people with pain,’
he said.

Joan Cannelli is happy to enjoy
favorite activities again after
successful surgery for trigeminal
neuralgia.

Trigeminal neuralgia is difficult to
diagnose because there’s no one test
for it. It's typically diagnosed based
on symptoms and by ruling out other
causes such as a tumor or multiple
sclerosis. That can be done through
magnetic resonance imaging, MR,
which may or may not also show

a blood vessel pressing on the
trigeminal nerve.

Two types

Most people have what's known

as “typical” trigeminal neuralgia,
which has the nerve compression
and the stabbing, shock-like pain.
But some people have the more
difficult or “atypical”form that may
involve different sensations such as
a burning feeling. This type lacks the
compression and doesn't respond to
surgery.

Regardless of type, patients
generally try medications, such

as drugs to treat pain, seizures or
depression, before resorting to
surgery. Sometimes drugs can
control the symptoms, but over
time they can become less effective.

Cannelli, who managed large
development projects, tried various
medications for nearly five years.

In 2010, the pain had forced her

“The thing | was
most fearful of was
waking up and still

having the pain,”
she said. “This is not
always successful.”

to resign from her demanding job.
Last year, after she had to cancel a
trip to New York on the morning she
was supposed to leave, she opted for
surgery.

She underwent a 4 1/2 hour surgery
last June called microvascular
decompression, which involves
making an incision behind the ear
and going in to take the offending
blood vessel, which is usually an
artery but can be a vein, and move it
away from the nerve. A small piece
of teflon felt is placed between the
nerve and the vessel as a buffer.

“The thing | was most fearful of was
waking up and still having the pain,
she said. “This is not always successful.’

Joan Cannelli, here with German shepherd Drake.

But Cannelli woke up completely
pain free.

The intended result

Her neurosurgeon, Edward

Chang, chief of epilepsy and pain
neurosurgery at UCSF, said that's what
is supposed to happen.“When you
decompress it, people wake up from
surgery without pain. Instantly,”

he said.

Chang said the majority of his patients
- 70 to 90 percent - with typical or
classic trigeminal neuralgia stay

pain free after surgery. But in a small
percentage the pain can return for no
known reason.

For Heather Stanton, 48, her case has
been complicated by the fact she

primarily had the atypical form of the
disease with some classic symptoms.

After undergoing microvascular
decompression surgery at a Peninsula
hospital in 2007, the Oakland resident
was pain free for just a short while.
She has since had to undergo
numerous surgeries and procedures
to try to address the atypical
pain, including having electrodes
implanted along the peripheral
nerves of her face.

r, Stanton is now working with a pain

doctor to control her symptoms,
but hopes to take advantage of new
procedures as they develop in the
future. She said she has occasional
pain-free hours or even a full day, for
which she is grateful.

“SGL” continued on page 28
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“SGL” continued from page 27

"I kind of didn't believe in chronic pain
before all this," she said. "l couldn't
fathom the idea that someone could
have pain every day of their lives.

New treatments and procedures have
become available in recent years. One
of those options includes radiosurgery
or precisely targeted radiation with

a device called the Gamma Knife,
Chang said.

Last resort

As a last resort, he said he has on rare
occasion cut the nerve to reduce the
pain. But he said he prefers not to do
that because, in addition to causing
loss of sensation in the face, the
procedure can cause a different type
of nerve pain.

Researchers are also working to
identify which genes are involved in
neuropathic pain, which could lead to
newer, more effective treatments.

Since her surgery, Cannelli has been
able to return to many of the activities
she loves. She began a pet-sitting
business and is involved with Golden
State German Shepherd Rescue. In
January, she started a bimonthly
support group for people in the East
Bay with trigeminal neuralgia.

“| want to be able to help people
because there are people out there
who do not have any support,’she
said.

About trigeminal neuralgia

What is trigeminal neuralgia?

Also called tic douloureux, trigeminal
neuralgia is a rare, chronic and painful
condition that affects the trigeminal
nerve, one of the largest nerves in the
head.

What are the symptoms? Extreme,
sporadic, sudden burning or shock-
like face pain that can last for a few
seconds or much longer and can vary
in frequency and duration.

What causes it? Typically a blood
vessel pressing on the trigeminal
nerve as it exits the brainstem, but
there also may be no known cause.

How is it treated? Options include
medication - pain, antiseizure or
antidepressant drugs - as well as
surgery, radiosurgery and alternative
approaches.
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For more information: The TNA- o
the Facial Pain Association at (800) 1
923-3608 or www.fpa-support.org.

Support for Bay Area patients: Patients
in the East Bay can contact Joan
Cannelli at (510) 531-3490. The group
meets bimonthly on the first Saturday
of the month from 1:30 to 3:30 p.m. at
Alta Bates Summit Medical Center in
Oakland. The next meeting is July 6.

A San Francisco-San Jose support
group meets every other month on
the second Wednesday of the month
from 5:30 to 7:30 p.m. at the Stanford
Cancer Center. For more information,
contact Bennett Bloomfield at (650)
573-6292.

Source: TNA-the Facial Pain
Association; National Institute of
Neurological Disorders and Stroke

Victoria Colliver is a San Francisco
Chronicle staff writer. E-mail:
vecolliver@sfchronicle.com




Indiana’s leader in Trigeminal Neuralgia treatment

Goodman Campbell Brain and Spine is among the leading neurosurgery practices in
the United States, offering the most advanced treatments for trigeminal neuralgia and
other disorders of the cranial nerves. Goodman Campbell operates the department of
neurological surgery at Indiana University School of Medicine.

We offer the latest treatments and procedures to provide the best options to patients:
* Microvascular decompression surgery * Balloon compression

e Gamma Knife radiosurgery e Glycerol & radiofrequency rhizotomy
e CyberKnife availability * Interventional pain management

* Novalis shaped-beam therapy e Medical therapy

For more information, call (317) 396-1300 or 1 (888) 225-5464.

Of the 40 physicians that are part of Goodman Campbell,
the following six surgeons specialize in treating trigeminal neuralgia:

Nicholas Barbaro, MD Troy Payner, MD

Mitesh Shah, MD Scott Shapiro, MD Thomas Witt, MD
GOODMAN CAMPBELL I'IJ ' INDIANA UNIVERSITY
DEPARTMENT OF NEUROLOGICAL SURGERY
School of Medicine

355 West 16th Street, Suite 5100
Indianapolis, IN 46202
www.goodmancampbell.com
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NEUROSURGEONS
Stephen D. Burstein, M.D.
Michael H. Brisman, M.D.
William J. Sonstein, M.D.
Jeffrey A. Brown, M.D.
Benjamin R. Cohen, M.D.
Artem Y. Vaynman, M.D.
Lee Eric Tessler, M.D.
Jonathan L. Brisman, M.D.
Ramin Rak, M.D.

Alan Mechanic, M.D.
Donald S. Krieff, D.O.

Brian J. Snyder, M.D.
Elizabeth M. Trinidad, M.D.
Mihai D. Dimancescu, M.D.
Robert N. Holtzman, M.D.
Stephen T. Onesti, M.D.
Matthew B. Kern, M.D.
Sachin N. Shah, M.D.
Vladimir Dadashev, M.D.
John A. Grant, M.D.
Zachariah M. George, M.D.
Gerald M. Zupruk, M.D.

ENDOVASCULAR
NEURORADIOLOGISTS

John Pile-Spellman, M.D.
Sundeep Mangla, M.D.

NEURO-ONCOLOGISTS
Paul Duic, M.D.
Jai Grewal, M.D.

NEURO-OPHTHALMOLOGIST
Scott Uretsky, M.D.

EPILEPSY NEUROLOGIST
Alan B. Ettinger, M.D.

PAIN MANAGEMENT
Madan K. Raj, M.D.

NEURO-INTENSIVIST
Ivan Mikolaenko, M.D.

NEUROPHYSIOLOGISTS
Joseph Moreira, M.D.
Puneet Singh, D.O.
Marat Avshalumov, Ph.D.

NEUROPSYCHOLOGIST
Gad E. Klein, Ph.D.
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World Class Trigeminal

Neuralgia Facial Pain Program
THE NEW YORK AREA’S EXPERTS
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N eurological Surgery, P.C., is a national leader in the treatment of
trigeminal neuralgia and face pain. Trigeminal Neuralgia is a disease in
which patients get sharp intermittent pains in their face. There are several
different treatment options available for treating this disease including
medication and five different surgical procedures: percutaneous rhizotomy
(radiofrequency, glycerol and percutaneous balloon compression, a technique

pioneered by Dr. Jeffrey A. Brown), stereotactic radiosurgery (Gamma Knife®
MICHAEL H. BRISMAN, M.D. and CyberKnife®), and craniotomy (microvascular decompression). Balloon
NEUROSURGEON . . o .
compression, radiofrequency and glycerol rhizotomy, Gamma Knife and
CyberKnife are all outpatient procedures. Any one of these procedures may be

the best choice for a particular patient.

Dr. Michael Brisman, Dr. Jeffrey Brown and Dr. Alan Mechanic perform all of
the different procedures for trigeminal neuralgia, and are leaders in the field of
face pain surgery.

Dr. Brisman is Chief of Neurosurgery at Winthrop-University Hospital and
Co-Medical Director of the Long Island Gamma Knife at South Nassau

JEFFREY A. BROWN, M.D. Communities Hospital.
NEUROSURGEON

Dr. Brown is Northeast Regional Director and immediate past Co-Chairman
of the Medical Advisory Board of TNA-The Facial Pain Association.

Dr. Mechanic is the Chief of Neurosurgery at Huntington Hospital in
Huntington, NY and the Chairman of the Nassau Surgical Society Section
of Neurosurgery.

For more information about trigeminal neuralgia and face pain or to make an

appointment, please call (516) 255-9031.

NSPC

NEUROLOGICAL BI04

COMPREHENSIVE BRAIN AND SPINE CARE

Loeeptional Doctors. Saceplional Care.

For more information or to make an appointment, please call (855) 263-0000.

ALAN MECHANIC, M.D.
NEUROSURGEON

600 NORTHERN BLVD. » SUITE 118 « GREAT NECK ¢ NY 11021 (516) 478-0008
100 MERRICK ROAD * SUITE 128W ¢ ROCKVILLE CENTRE * NY 11570 (516) 2559031
1991 MARCUS AVE. » SUITE 108 ¢ LAKE SUCCESS » NY 11042 (516) 442-2250
4230 HEMPSTEAD TURNPIKE ¢ SUITE 205 ¢ BETHPAGE ¢ NY 11714 (516) 6052720
253 EAST 77TH STREET * NEW YORK ¢ NY 10021 (855) 263-0000
112-03 QUEENS BLVD. ® SUITE 200 » FOREST HILLS ¢ NY 11375 (718) 263-1414
353 VETERANS MEMORIAL HWY. » SUITE 303 » COMMACK * NY 11725 (631) 864-3900
500 MONTAUK HWY. ¢ SUITE K ¢« WEST ISLIP « NY 11795 (631) 983-8400
1500-8A ROUTE 112 ¢ PORT JEFFERSON STATION » NY 11776 (631) 828-3001

55 MEDFORD AVE. / ROUTE 112 ¢ PATCHOGUE * NY 11772 (631) 569-8325
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