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From the Chairman of the Board

Itis a great honor to become the new Chairman. Although
there are a number of important transitions underway

at the Board level and with management at the Facial

Pain Association (FPA), our mission remains foremost: to
provide vital information and support to those suffering
with facial neuropathic pain and all those who support
them.

After 14 years leading the FPA, John Koff is transitioning
into a well-earned retirement. Keeping with his dedication
to the organization, he has offered to remain in place

until his replacement has been selected and then provide
counsel to the new CEO. The search for a new CEO is well
underway and a number of outstanding candidates have
already been identified.

Claude Aldridge and Ray Rivera, two long-standing board
members are retiring at the end of their terms in a few
months. Ray and Claude have brought their time, passion
and wisdom to the board for 5 and 11 years respectively.
Although they are coming off the board, both of them
have offered to provide their counsel indefinitely.

After 7 years as the Chairman, Jeff Bodington is
transitioning out of that role but will remain on the board.
Under Jeff's leadership the organization has become even
more effective and financially sound. He believes that

we can become even better than we are today and he’s
staying engaged to make sure that happens.

Our National Conference will be held at UC San Diego on
November 2nd and 3rd. (Spots are still available. Just call
800-923-3608 or go online at facepain.org to register.) We
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will celebrate our 30th year of providing information and
support to those of us with facial neuropathic pain, our
family, friends who support us, and the amazing medical
community that are dedicated to helping us. Again at our
national conference many of the leading neurosurgeons
and other medical professionals who wake up each day
with the goal of helping those of us affected by this
disorder will be there to provide advice, perspective and
support. Those of us with facial neuropathic pain are both
unfortunate to have this condition, and yet extremely
lucky to have society’s “best and brightest” striving to help
us.

This 30th anniversary is also a time to honor the founder
of this organization: Claire Patterson. Like many big ideas, |
understand that the FPA was birthed at her kitchen table.
She then created the organization and led what was

then called The Trigeminal Neuralgia Association for 13
years. We all owe Claire a debt of gratitude for her insight,
skills and passion to this cause. Claire currently resides in
Pennsylvania.

Our focus today is on finding an outstanding new CEO
and raising more money so we can do even more for our
community. As our outgoing chairman, Jeff Bodington
says, “become significantly better at providing information
and support to everyone impacted by facial neuropathic
pain! Those of you who contribute to the FPA are making
a tremendous investment in helping yourself and others
in this difficult situation. | thank you.

) X Z /h Ry tia

David Meyers, Chalrman of“the Board
The Facial Pain Association
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Remember: look for solid
scientific studies, ‘Natural’ does
not always mean safe, beware

of sights that assure you with
patient testimonials, guarantees
and limited offers and beware of
a treatment that claims to “Cure-
all”.” When looking for current and
accurate information visit the FPA
website facepain.org

FPA Patient Services Coordinator

The availability of on-line health
related support communities,
like those on Facebook, are
designed to provide you with

a safe place to meet others
living with facial pain, gain and
provide support and share your
concerns. Information offered
through social media sights is
not guaranteed to be sound or
accurate. Knowledge is power,
but only if the information you

“Fake Health News".. .continued on page 4
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“Fake Health News'. . .continued from page 3

Early in her residency, neurologist Heidi Moawad, MD,
ordered a CT scan for a patient who came into the
emergency room with a seizure. It showed a massive brain
tumor.

“She was convinced that the CT scan caused the brain
tumor," recalls Moawad, now a clinical assistant professor
at Case Western Reserve University School of Medicine

in Cleveland, Ohio.”l tried to remind her that she came in
because she'd had a seizure. | told her | trusted the people
senior to me

However, the woman refused to accept the terrible
prognosis until her family members convinced her.

If Moawad were to encounter such a patient today, she
would be better equipped to respond to these irrational
fears. Social science researchers have begun to devise
approaches for dissuading patients from harmful beliefs.

"Although patients’ misconceptions, lack of logic,
and superstitions have complicated the work of
doctors since the first doctors existed, the advent
of social media has taken the problem to a new
dimension.”

With the return of infectious diseases such as measles on
the rise, in part due to the antivaccination movement, the
need for approaches to engage with patients about the

risk of unsupported medical information has probably
never been greater. Although patients' misconceptions, lack
of logic, and superstitions have complicated the work of
doctors since the first doctors existed, the advent of social
media has taken the problem to a new dimension.

With social media, patients can more easily find
misinformation, says Dominique Brossard, PhD, chair
of the University of Wisconsin-Madison Department of
Life Sciences Communication. They can also share that
misinformation more easily.

Although search engines such as Google can proficiently
identify the most popular and relevant websites on a
given topic, they can't distinguish between accurate and
inaccurate websites. “People will most likely not look

past the first page of search results,’notes Brossard. The
first page of websites may be optimized to rank high on
searches, or they may be sites with outdated information.

4
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Shoddy Science’s Viral Effect

Patients could read misleading articles in newspapers and
magazines before the Internet even existed, but sharing
them with friends and family required photocopying and
stuffing envelopes. Now, with a few clicks of a mouse,
anyone can pass on an article to thousands of people in
seconds.

Ina 2017 survey of participants in Facebook Health
Communities by WEGO Health, 87% of respondents said
they shared health information through public Facebook
posts, and 81% shared it through private messages.[1]

Lies may spread faster than the truth. Researchers at the
Massachusetts Institute of Technology analyzed a set of
about 126,000 news stories disseminated on Twitter from
2006 to 2017.They found that more people retweeted
false information than true information. The researchers
speculated that people may have passed along the fake
news more readily because it was more novel and evoked
more emotion.[2]

"We see this all the time, says Sander van der Linden, PhD,
director of the Social Decision-Making Lab at the University
of Cambridge in England. “Hoaxes go viral”

The wide dissemination means that some patients may
receive the same false messages repetitively. In another
study, Yale researchers found that the more often people
receive the same message, the more likely they are to
believe it, even when the message is labeled as disputed by
social media fact checkers.[3]

Furthermore, when people are evaluating the reliability of
health information shared online, they care more about
who shared the information than they do about the
original source, according to an American Press Institute
study.[4]

“In the face of this disinformation deluge, what
can healthcare providers do to make sure their
patients are acting on accurate information?”

False health information can have real health
consequences. A different team of Yale researchers found
that in a cohort study of 1,901,815 patients, the use of
complementary medicine was associated with refusal of
conventional cancer treatment, and with a two-fold greater
risk of death compared with patients who had never used
complementary medicine.[5]



Doctors as Gatekeepers Media’s Need for Expertise

In the face of this disinformation deluge, what can The next step depends on what information the patient

healthcare providers do to make sure their patients are wants to discuss. Journalists may exaggerate the

acting on accurate information? importance of a study to attract readers. They may not know
enough about the scientific process to report on the data

The good news is that most people still trust the medical accurately. Or, they may simply leave out the caveats that

scientists conducting health research. In 2016, 84% of Pew accompanied the original study.
Research Center survey respondents said they have at least
a fair amount of confidence that medical scientists will act
in the best interests of the public. By comparison, only 38%
said that about the news media.[6]

“Untrained and inexperienced health reporters are
becoming more common because so many news
organizations are in financial trouble and have laid off their

o most experienced staff, Brossard says. At the same time, the
However, doctors must make judicious use of that trust,he o e of publishing online allows almost anyone to lay claim

cautions."If you make people feel stupid or suggest they've 1 the title of journalist.

done something wrong, it can elicit biases. Especially with

controversial topics like vaccines, we find that people are For example, a legitimate study might show a correlation

very defensive! between brain health and the microbiome. An article

. . written about the study could then imply that eating yogurt

"Often patients are looking for hope, so doctors must start a5 dementia. If a patient quotes such an article, Brossard

by acknowledging those emotions,’says Brossard.“It's crucial o -ommends responding with something such as, “A lot of

to put concern, empathy, and listening as the first step in studies have been conducted on this topic, but we need

the conversation” to be careful about articles in the media that sensationalize
these studies and make them seem more important than
they are. Maybe we should look at the original study.

“Fake Health News". . .continued on page 6
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“Fake Health News". . .continued from page 5
Fighting Unproven Therapies

A different approach may be needed when a patient
expresses confidence in a clearly unscientific approach; for
example, trying to cure brain cancer by wearing crystals. In
this case, there is no underlying study to examine. Even so,
Brossard recommends tact.“As you know,"a doctor could
say, “that’s not what I'm doing here in this office, so why
don't we focus on the approach we are using?”

If an unproven therapy is preventing the patient from
taking advantage of a proven therapy but time is not of the
essence, Moawad notes, a doctor can suggest a trial period.
For example, if the crystals don't seem to work in 6 weeks,
the patient might agree to move on to chemotherapy.

If a patient insists on doing something that seems harmful,
she says, the best approach may be a personal appeal.
“Genuinely explain that you want the person to get better,
and you are personally concerned that if they will only do
the thing they're talking about, they won't get better”

Doctors face a more complicated challenge when patients
have the correct information about a study, but the study
itself is poorly designed, preliminary, or outweighed by
other research. A few patients may be interested in wading
into the nuances of study design and levels of evidence,
according to van der Linden, but most will be better off
with concepts that are easy to remember.

Preventing Misinformation
Outbreaks Dismissive

Van der Linden recommends communicating to these
patients using terms such as “the weight of evidence across
many studies,preliminary,“pilot study,”and “exploratory
research."We tell people that 90% of doctors agree vaccines
are safe, and you should be inoculating your children,” he

says.

Patients are often convinced that a treatment works or
doesn't work because of a powerful anecdote or testimony.
“We attach a lot of value to social information,” says van

der Linden.“It's difficult for people to understand that
something they can observe is less valid than a statistic.
Often it comes down to telling people what happens to a
single person is not descriptive of the average”

The Cambridge lab has also found evidence that doctors
can preempt some misconceptions using an approach they
call“inoculation! Doctors who are aware of some of the
most common misinformation can prepare their patients
for itin advance. For example, doctors can counter myths
about the danger of vaccination even before the patient, or

6
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patient’s guardian, hears them.

The technique is most effective when patients are active
participants. Instead of warning them about disinformation,
the doctor could ask, “what might be some myths about
vaccinations, and what would you say to debunk them?”

Van der Linden’s group has even created an online game in
which the user plays the part of an Internet troll, learning
the tricks used to spread disinformation and thereby
becoming a more savvy information consumer.

The National Institutes of Health also provides a set of
criteria that people can use to evaluate health information
on websites.[7]

However, persuading a patient to make use of such
resources depends above all on the strength of the doctor-
patient relationship, and that begins with the basics.”l think
the biggest thing is to treat people with respect, Moawad
says.

1. Barrette J. Fake news in healthcare can be quite
dangerous in Facebook’s health communities. WEGO
Health. June 12, 2017. Source

2.Vosoughi S, Roy D, Aral S. The spread of true and false
news online. Science. 2018;359:1146-1151. Source

3. Pennycook G, Cannon T, Rand D. Prior exposure increases
perceived accuracy of fake news. J Exp Psychol Gen.
2018;147:1865-1880. Source

4."Who shared it?": how Americans decide what news to
trust on social media. American Press Institute. March 20,
2017. Source

5. Johnson SB, Park HS, Gross CP, Yu JB. Complementary
medicine, refusal of conventional cancer therapy, and
survival among patients with curable cancers. JAMA
Oncol. 2018;4:1375-1381. Source

6. Kennedy B. Most Americans trust the military and
scientists to act in the public’s interest. Pew Research
Center. October 18, 2016. Source

7. How to evaluate health information on the Internet:
questions and answers. National Institutes of Health.
Office of Dietary Supplements. June 24, 2011. Source M



LIVING WITH TN-A Patient’s Story

By Naomi Serviss

Naomi Serviss has lived with Atypical Neuralgia for almost

20 years. She is a New York-based freelance writer and

regular contributor to BroadwayWorld.com. She’s working

on a book about Living With Chronic Pain.

It was a beautiful August morning in New Orleans, not yet
hot and sticky. My teenage daughter, Emily, and | were
there for a celebration of Louis Armstrong’s birth. We were
Crossing a narrow one-way street when | suddenly felt my
feet fly and my head crash to the ground.

One of the two speeding bicyclists racing the wrong way,
had crashed into me, knocking me to the ground. | must
have been in shock, | remember thinking | didn't want my
daughter to be scared, so | underplayed how | really felt.

A policewoman asked if | wanted an ambulance, which |
declined. The cyclists didn't even stay.

Emily and I made it back to the hotel and | cleaned up my
scraped right arm and took an Advil. | spent that night
writing a column about the irony of a New York tourist
being hit by a cyclist in New Orleans. It would be more
believable to be run over in a city where the bicyclists can
be as aggressive as a tow-truck driver.

Even with a throbbing headache and a scraped-up arm, the
writer in me kicked in. My goal was to publish my account
in the next day’s newspaper. It wasn't published, but it was
a welcome distraction for the intense headache.

When we returned to Long Island, my injuries were healing.
The summer was over, the world cracked open on 9/11

and my personal world was about to be rocked. Not in a
good way.

It was a horrible, scary time and | remember the city being
empty. Posters everywhere, with loved ones' pictures. Who
was | to complain because my mouth hurt?

But the annoyance grew more painful and | saw my dentist.
He found nothing wrong but sent me to an orthodontist
just in case.Just in case what, | never found out. Nothing
was wrong and the pain grew more intense.

Soon | was plagued by electric shock zaps, burning, pulsing,
throbbing, stabbing, and it was relentless. It grew worse
and | learned how to hide my distress because, after all, it
was an invisible disease. This is what we do. Meanwhile, the
relentless daily pain led to severe depression, which fed off
the pain, and so on.

| went from doctor to doctor, including a therapist, trying
to find out what was wrong. | was x-rayed and MRI'ed and
nothing was ever found. | sometimes would cry in the
middle of the day for no other reason than the pain was so
intense | wanted to die. It was deemed Facial Pain by most
of the doctors | saw, who had no clue as to how to treat it.
Now, thankfully, people are more informed.

Along the 18 years of living with this, | had some respites.
Brief remissions. On a press trip in Arizona the pain
disappeared. It was a miracle. | felt cured, and so, so
grateful.
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While in Tucson | learned about the Facial Pain Association
and attended some meetings for people with TN. | bought
“Striking Back”and could quote from it.

| returned home to Long Island and slowly, so did the pain.
By this time | was on a stew of the typical go-to meds
prescribed first. Neurontin, Tegretol, Lamictal, Baclofen,
Pamelor, Lyrica, Lamotrigine and the like. The pain pills
need their own chapter.

Here are some of what | was prescribed: Hydrocodone,
oxycontin, oxycodone, fentanyl patch, Demerol. None

worked. Only marijuana seemed to help. The pain was

becoming unbearable.

My husband and | talked about my remission in the desert
climate. Maybe we should go there. | felt so desperate

and he was so anguished, we made the fateful decision to
exchange the east coast to the west.

We settled in our ranch house in Tucson and were hopeful
my pain would once again disappear. We had nothing left
to lose. We both felt my life was at stake. There was no real
quality of life left, anyway.

Desert life was wonderful for months and | felt no pain.
It was another miracle. | felt energized, and signed up for
a Jazzercise Class, which led to friendships and a support
system. You can probably sense where this is going.

The pain crept back slowly.

| went to the Mayo Clinic, | had Botox, nerve blocks in the
back of my head and in my right cheek. Nothing helped. |
was desperate and in more pain than ever.

| tried a series of alternative therapies including
acupuncture, acupressure, tapping, visualization, hypnosis,
crystal healing, an indigenous shaman who said | had
trouble in my stomach, and a social worker who tried to
desensitize my eyes.

Nothing worked and the pain was intractable. More pain
pills. More doctors, more anguished bad poetry.

But we were not to stay in Arizona.

Fate had another plan in store. We moved to Portland,
Oregon. Our children needed us and by that time, it didn’t
matter what the climate was, the pain was as much a part
of my daily life as brushing my teeth. Which made it worse,
of course.

Once in Portland, a place whose climate is at best pleasant
in the summer but miserable in other months, we tried
to adjust.
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A bad business decision nearly bankrupted us and the pain
and anxiety increased.

| found another therapist who prescribed meds | hadn't yet
tried. The state had a love/hate relationship with marijuana
and the laws were screwy so | could get a Medical
Marijuana card but couldn't buy any. There weren't even
dispensaries then. So whatever marijuana | found was a
bonus.

| posted on chronic pain Facebook pages and had long
conversations with other TN people. Some of whom were
suicidal. I always remained helpful and hopeful, but the
constant electric zaps were killing my spirit.

One day in the fall of 2010 | had had enough. | was tired
of waking in the morning wishing | hadn't. I had plenty of
leftover drugs from my unsuccessful bouts with different,
powerful pain killers.

| found a bottle way in the back of the bedroom cabinet
and took it in my hands. | knew my family would be

better off without me. My thinking was so clouded. My
complaining, my tears, my inability to speak sometimes. It
would be a good way to spare them. And | would be out of
pain!

This is how a mind, fractured by chronic pain and
depression (who knows which came first?) can lead to
such dark despair that suicide seems the only option. The
nickname of this disease is cruel, but it is accurate and
explains a pain so profound it rips out your guts.

| took 27 of the pills and waited, scared but determined.

Fortunately, there is a happy ending: my husband saved my
life, we moved back to New York and we rebuilt our lives,
with the help of a wonderful family, therapist and friends.

Am [ still in pain? Yes, only marijuana helps, but | finally got
my Medical Marijuana card. And | still will buy it whenever |
can. The state is on the verge of legalizing it.

My life isn't perfect, but | have one and | am grateful for a
supportive and loving family.

And hopefully, one day there will be a cure for this
wretched disease. M



The Importance
of Awareness
on October 7th

As we are working on sending
out Light up Teal Requests

in our home towns, we are
thinking about October 7th
and what awareness means to
us. October 7th, and spreading
awareness of Trigeminal
Neuralgia is important to the
Young Patients Committee,
and here is why;

Reflecting back on our TN journeys and the connections
we have made, we have started to think about how often
each of us have been asked about why we volunteer on
the YPC Board, why do we work so hard to raise awareness,
why we spend our free time working to bring patients
together and make sure others know about Trigeminal
Neuralgia. Most often our answers to those questions are
the same; TN can be a very lonely and powerless illness,
but we feel we can take back some control by giving back
to the TN community, bringing patients together and
creating better awareness in the world. We have all met so
many patients that tell us they have never met someone
else with Trigeminal Neuralgia. We see and share stories
online of people that have been able to find others that
share similar experiences and symptoms. We have received
messages from people telling us they had never heard of
TN but they recently learned of someone else that now
has it.

These are the benefits that awareness can bring. Having a
rare, chronic, extremely painful disease is lonely. It is scary. It
can be depressing at times. By sharing our stories, we have
been able to feel less alone, less scared, and less depressed.
Having a day that we know TN warriors celebrate together
— celebrate our accomplishments and that we are living
with our illness every day — is important to us and our
community. It is important to the YPC. We love going into
our towns to see our cities light up teal every October.

[t makes us feel like we are not alone in this journey. As

we take pictures of the buildings and people walk by
wondering why the city is teal, we tell them about our
experiences, we explain what Trigeminal Neuralgia is and
how it affects our lives. We feel illuminated in the teal love
of a city and a bond of the TN community that we would
have never known existed if we did not put ourselves out
there and fight for awareness of a disease that is not well
known.

YRS

Young Patients Committee -~ .

As most Trigeminal Neuralgia patients do, most of us
remember the exact moment of the first time we felt

the pain of a TN attack. We can also vividly remember

the number of dentist and doctor appointments that
followed, and the first time a doctor mentioned the words
"Trigeminal Neuralgia” Maybe you were one of the lucky
ones to at least hear TN as a possible diagnosis fairly early
on, while many TN patients undergo years of suffering
before ever hearing the words Trigeminal Neuralgia. Most
of us, like many other TN patients, have even had to spell
out Trigeminal Neuralgia to nurses and doctors, and have
had to educate ourselves and connect with others to learn
and grow with this condition. This is why awareness is
important to the YPC, and why connecting with others can
be so meaningful in the TN community.

It is not only important to us, we asked our Young
Patient Members on Social Media why October 7th and
Awareness is important to them and here are some of
the responses:

“When | see teal being used to represent Trigeminal Neuralgia
it brings Hope. .. Knowing that the more Awareness is brought
one day no one will hurt or live a life as most of us have. No
more Pain. One day Trigeminal Neuralgia will have a cure!
Julia, Iraan, TX

"It reminds me that even though | have this disease, I've
learned it came with a community that became family.

I've learned so much, I've been able to confide in them my
darkest thoughts with no judgment, and I've learned how
strong | am. We are warriors, and we will always be there for
one another fighting the same battle Beckie, Fort Worth,
Texas

“It symbolizes community for me. It reminds me that | am not
alone” Rachel, Louisiana
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“When someone, especially individuals | know, wears teal, it
shows that they are supporting me and all others who suffer
from this disease. When buildings are lit up in teal, those
passing by strike up a conversation. Since TN is a rare disease,
there needs to be awareness. That is what Oct. 7 is all about.”
Ashton, Wichita Falls, TX

“It symbolizes strength, hope, and unity. A reminder that we'll
get through this - we've made it from yesterday to today - and
we'll continue to... it's a reminder that we have an entire
community of others that also suffer from facial pain and are
here for support, caring and to listen.” Hillary, Morrisville, VT

Name: Ashton Frische

How old are you? 21

Where do you live? My hometown is Dalhart, Texas. | am
currently going to college in Wichita Falls, Texas.

When did you first experience trigeminal neuralgia?

| started getting the occasional zap beginning in March

of 2017.1 had a nerve stimulator placed for ON and
chronic, intractable migraines and it got infected. Once the
stimulator was taken out, | immediately got much more
zaps and | had tons of burning and pressure in my cheeks.

What is your diagnosis? Trigeminal Neuralgia, Atypical
Facial Pain

What do you do in your free time? | love to paint on
canvases and color for fun in the little free-time | have. |
enjoy doing crafts. | recently started doing yoga regularly
again. It is hard to figure out the exercise threshold that
will not flare up my face. | am also in a long-distance
relationship. We typically watch movies or go shopping
when we are together.

What has TN taught you? | am definitely stronger than
| give myself credit for. The TN community is great and
super supportive. | have also learned that before being
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Lindsey on left and Ashton on right

The Facial Pain Association is hosting a National Conference
November 2-3 in San Diego, California and the YPC wants
you there! We are offering scholarship assistance to
patients under 40. If you are interested in applying, please
email us at ypc@tna-support.com so that we can send

you the application. Join us in talking to experts, creating
community, and making new connections. We can't wait to
see you there!

Interested in knowing more about October 7th and
Lightning Up Teal, visit www.TNnMe.com

Name: Lindsey Thacker
How old are you? 21

Where do you live? | live in Wichita Falls, Texas for school,
but | am from the Houston area.

When did you first experience trigeminal neuralgia?
Around February of 2017, | had what | thought at the time
was just severe sinus pain, off and on, throughout the
semester. In November of 2017, | went in for an SPG block
for my auricular nerves and that triggered my full TN. | had
extreme pressure pain in my face, zaps across my cheeks,
forehead and up the top of my head and my cheeks
burned.

What is your diagnosis? Trigeminal Neuralgia, Atypical
facial pain

What do you do in your free time? Free time is

nearly nonexistent between work, school and doctors
appointments. | live 2 hours away from my boyfriend, so

| travel there frequently. | enjoy DIY crafts, projects and
traveling. My projects this summer consisted of teaching
myself to sew, painting, and making wreaths and floral
arrangements. This summer, | traveled to Kansas, Oklahoma,
Houston, Dallas, Weimer and throughout the Texas hill
country.



chronically ill, I took numerous things for granted. | used
to love cooking, and now the heat flares me. Eating is

also a challenge. I have had to learn to adapt my life to
make it more “TN-friendly” | have become way more
compassionate since getting diagnosed with TN as well. It
took the whole “invisible illness/disability” to a new level.
You never know what another individual is going through.
They could be fighting an invisible battle just like me.

What non-surgical procedures have you tried? | have
tried nerve blocks, trigger point injections, infusions and
GammaCore vagus nerve stimulator.

Have you had any surgical procedures? No. My scans
came back clear. | got referred to Mayo Clinic in Scottsdale,
AZ and saw a great neurologist there. She looked at my
imaging and told me that with my stimulator history,
especially the type of infection that came with it, surgery
wouldn't be an option for me. The stimulator surgery
definitely made me weary of having another optional
surgery in the first place. If there was a clear compression
on my scans or if | didn't have the infection trauma, this
may be different. For the time being, | do not plan on going
the surgical route.

How has your facial pain changed you? It has changed
me in more good ways than bad. | am super resilient. |

had no idea that | was capable of going to college full-
time, working part-time, and being Admin for a migraine
support group and a Spoonie page on Facebook. | love
being an advocate for others. Although | do not know
what my specific graduate degree will be, | do know that
it will be in the medical field. It will allow me to somehow
be an advocate for those who are too scared to speak up.
No one should have to go through what | have in the past
year and a half. | also love raising awareness for invisible
disabilities. So many people give me dirty looks for using

a handicapped placard because | am 21-years-old and |
look healthy, but since it hurts to be outside, | keep using
it. Once educate them on my facial pain | can tell that they
didn't realize the possibility of someone being that sick
who looks so healthy.

What tips do you have for other young patients? |
feel like | have so many. Young patients’ parents or legal
guardians need to advocate for them. If you are old
enough, you have to be your own advocate. If you aren't
getting adequate medical treatment, speak up. Because
of my age many medical professionals do not believe my
situation. A huge benefit for me is joining support groups
on Facebook and following other inspirational individuals
on Instagram. It makes me realize how much of a chronic
pain community is out there. We aren't alone, even if we
feel like we are some days. Being nice to your doctors,
pharmacists, and insurance providers gets you what you
want, faster. Ask for help when you need it, no matter how

What has TN taught you? TN has taught me to never
take anything for granted and to make the most of the life
| have. It is easy to get caught up on all the things | can no
longer do because of TN but | have learned that dwelling
on this doesn't get me anywhere. Focus on the things that
you can do and make the most of it.

What non-surgical procedures have you tried? SPG
block, nerve blocks, infusions

Have you had any surgical procedures? Peripheral
Nerve Decompression of the supratrochlear, infratrochlear,
supraorbital, zygomaticotemporal, auriculotemporal and
zygomaticotemporal nerves

How has your facial pain changed you? | am still the
same person that | was before facial pain, but how | go
about my life is a little different. My personality, attitude,
and mentality are still the same. | am still shy, adventurous,
hard-headed and faithful. | used to love hanging out with
family by a campfire, but now we hang out inside and
play games. | used to go out with friends, and now | would
rather stay at home and watch movies or talk to friends
online from support groups.

What tips do you have for other young patients? The
biggest tip | have for other young patients is to have a
strong support system. Find people that you can trust and
that will always be there for you on the good days and bad
days. These people can be family, friends, and even those
on online support groups. Facebook has been amazing

at bringing people into my life that are like me and go
through and understand the struggles | go through on a
daily basis.

The second biggest tip | have is to find your triggers. It is
so beneficial to know what triggers your pain. If you know,
you can prevent. For me in the summer, | wear hats to
shade myself from the sun. In the winter, | wear beanies
and scarves to shield myself from the cold. When it is
windy, | wear face shields. All of these things don't 100%
prevent pain, but they help reduce the severity of the flare.

| know Ashton has already said it, but a HUGE tip is to
advocate. Be able to advocate for yourself and have others
that will advocate for you.

What does it mean to you having a roommate with
TN? It means our house is a hot mess. Between both of us
having TN, chronic migraines, and an array of other medical
problems, and my dog having pulmonary hypertension
and seizures, there is never a dull day in our house. But with
all of our medical problems comes understanding. | never
have to sit here and explain myself. We get each other. We
understand how you can be perfectly fine one moment
and then in killer pain the next. We understand that

“Patient profiles”. . .continued on page 12
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“Patient profiles”.. .continued from page 11

big or small the task is. When you are hurting, doing the
smallest task seems overwhelming. Find the people who
genuinely care and want to help you when you need it. It

isn't giving up or being weak, it is letting your body recover.

What does it mean to you having a roommate with
TN? [t means that | don't have to act like | feel better than |
really feel. We can tell how each other feels just by how we
look or sound. No one else picks up on it, but your close
support system. We are perfectly content watching movies
“for fun”instead of going out like typical college girls. We
get that we cannot mix our medications with alcohol
because of the interactions they have. If | don't want to go
out to dinner, we'll grab take-out instead. It doesn't make
me feel guilty because | know she actually does get the
situation. When we are in a flare, the other person picks up
the slack around the house without asking for anything

in return. She also makes me feel like I'm not crazy. I'll be
having a low-pain day and then all of a sudden, | get a
huge flare. | ask her if she did too and 99% of the time she
says yes. We can talk about all things medical for hours and
think it's normal. We get how much harder it is going to
college and working with a chronic illness. | know that | am
never alone with TN because Lindsey is literally across the
hall when | need her. Il

plans aren't always set in stone. Things can change at any
moment and we are okay with that. We understand that
some days you just have to stay in bed. We understand that
some days housework has to be put on the back burner
and saved for another day.

Having a roommate with TN is such a blessing. It is honestly
hard to explain our relationship and how our house
functions. It just works. It makes life easy. | know that |
always have someone here for me that understands what

it is like to be chronically ill, still work, and go to school full
time. There are few people that completely understand

the struggles that | go through on a daily basis and | am
blessed to live with someone as rare as me. [l

Did you know that there are other ways to donate beyond making a cash gift?

Donor Advised Funds

When you give, you want your charitable donations
to be as effective as possible. Donor-advised funds
are the fastest-growing charitable giving vehicle in
the United States because they are one of the easiest
and most tax-advantageous ways to give to charity.

A donor-advised fund (DAF) is like a charitable
investment account, for the sole purpose of
supporting charitable organizations you care about.
When you contribute cash, securities or other
assets to a donor-advised fund at a public charity
you are generally eligible to take an immediate tax
deduction. Then those funds can be invested for
tax-free growth and you can recommend grants to
virtually any IRS-qualified public charity.

Please contact us at (800) 923-3608 or
info@tna-support.org for more information.

Stocks, Bonds or Mutual Funds

A gift of appreciated securities like stocks, bonds
and mutual funds can be a great way to support our
mission. When you transfer ownership of securities,
you will receive a charitable deduction for the full
market value and incur no capital gains tax subject
to IRS deductible limitations.

Planned Giving Opportunities

Extend your caring for the facial pain community
beyond your lifetime by choosing to include the
Facial Pain Association in your estate plan. By
including us in your will or living trust, naming us as
a beneficiary under an individual retirement account
or otherwise including us in your estate plan, you will
secure the future of the FPA mission and become a
member of our Legacy Society.
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The Facial Pain Association Iaunches
TNAwarenessDay.com
and talks to

Toni Saunders, TN patient;:
founderofTNnMe.com..,. ==

-9 ) o o ‘ .

Megan Hamilton, FPA Board member
interviews Toni Saunders, the creator of TN Awareness Day

The Facial Pain Association
thanks Toni for all her hard work
around TN Awareness Day and
inspiring the TN community to
get involved. This year, for TN
Awareness Day, FPA launched
TNAwarenessDay.com to provide
online tools, awareness swag,
and thoughts on how the TN
community can have a bigger
voice. The site provides a portal to a number of partner
organizations where you can read about opportunities
to get involved with other likeminded groups.

When and How did your Trigeminal Neuralgia Start?

I had a lot going on health-wise in the early 1990s. | had
Bell's palsy, ringing in my ears, headaches, and then | had
facial pain, too. I had a LOT of symptoms, so it made it
difficult to get a diagnosis. | went over 10 years without a
diagnosis, even after an MRI and other scans were done.
Doctors thought it was due to stress, or all in my head.

| got to the point that | even had many teeth pulled trying
to get to the source of the pain, but that never helped. |
was taking so much Motrin and other NSAIDs that it ate a
hole in my esophagus, and | wound up with GERD.

Ultimately, it wasn't until July 2010, when | had an episode
where we thought | was having a stroke, and I did wind up

having a light stroke, that | finally had an MRI with contrast.

That gave me my Trigeminal Neuralgia diagnosis. Later,
after some of my own googling and going to another
doctor, we determined that | also have cluster headaches.

How did this long journey to diagnosis affect you?

| realized how much those initial doctors | went to didn't
know. Once | had a diagnosis, the pieces started falling
into place. | wanted to go back to all those doctors, and
| wanted to explain. | wanted to teach them. Show them
what | have learned and how they can do better for the
next patient who comes to them.

Once you were diagnosed, were things better between
you and the medical professionals?

Well, not completely. The first doctor | went to just said
there is nothing we can do for you. There’s no cure, just
manage the pain. That's it. Then the first neurologist just
wanted to roll me into surgery, but didn't educate me at all
on what was going on with me. He scared me to death.

It was my second neurologist who walked me through
what cranial nerves are, how they work. What Trigeminal
Neuralgia is and how it works. Talked to me about what was
happening during attacks and that during the actual attack
there wasn't anything | could do in that moment for the
pain, that wasn't how my medications worked. | was finally
being educated about me and my conditions.

How did TNnME.com start?

| started TNnME.com originally for myself. I had to write
about what | was going through and what | was learning.
| found out | wasn't depressed — | just don't deal well with
doing nothing. Being told there was nothing | could do,
learn to manage the pain, this was the wrong message for
me. | have to DO something.

Initially | kept a diary of pain attacks, everything going on
around them, things like that. My friend Kate was the first
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Left: Adelaide Oval Stadium, Adelaide Austrailia, Middle: The Big Dam Bridge, Little Rock, Arkansas,

/

Right: Bank of America, Dallas, Texas, all lighting up teal for TrigeminalNeuralgia Awareness Day

person with TN who reached out to me. Knowing | was not
alone was a relief! Kate and | realized there is no awareness
for facial pain, nothing to let you know you are not alone.

How did TN Awareness Day and October 7th come out
of that?

Once we realized how important it was to know you are
not alone, to raise awareness, | wanted to do something
about that. At this point, | knew nothing about social media
or anything like that. | just wanted to see what | could

do. So, | decided to give myself a year to see what | could
accomplish — and the day | decided to give myself that
year was October 7,2012. Our first TN Awareness Day was
October 7,2013.

At the time there was no agreement in the TN community
about awareness including a ribbon or color. There were

a few people using different colors on their own. | had a
friend who was using a teal ribbon, so | took that idea and
it became our color.

Then, | was driving across the Leonard Zakim
Bunker Hill Bridge with my husband one night,
and it was lit up purple. | suddenly wondered
if | could get them to light up teal on October
7th. lemailed them and they agreed — the first
site to agree to do so. | started reaching out to

other places, and that year we had 13 places
light up teal for TN Awareness Day. Since then,
people have gotten involved all over the world,
contacting bridges and buildings and asking
them to light up teal. There's a whole team of
people who do it each year.

In fact, | have to stop you here and give a special thank you
to Kathy Somers, Sarah Heavey, Brenda Sharp, and Mandi
Ginn-Franz for their relentless work on the Light Up Teal
Campaigns. And a thank you to Nellie Realejo and her GAT
Marketing Department for their work!
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Where does the work of TNnMe.com stand today?

This year, our goal is to have 200 locations light up teal for
October 7th, and as of our talk today we are at over 175
locations around the world. Sometimes people | don't
know will send me an email that they have gotten a sight
near them to light up, and then send me a picture. It's
wonderful. It's a purpose, it's something tangible people
with TN can do to say to the world that we are here and
show each other that we are not alone.

| have also sent a petition with over 20,000 signatures to
the World Health Organization (WHO) to add Trigeminal
Neuralgia to its Health Topics list. I've tagged and emailed
WHO repeatedly about this issue. On May 25th of this

year the WHO announced it will have a new classification
system with diagnostic coding for chronic pain. Trigeminal
Neuralgia will be coded under neuropathic or orofacial
pain so that these patients will be able to more easily
have payments authorized, and researchers can track
effectiveness in therapies in these categories.

Is there any point you will feel like your goals are
accomplished?

When Trigeminal Neuralgia and Facial Pain are on the
health topics list of the World Health Organization. It has
been said the 4.6 million people have some form of facial
pain disorder. If our conditions are on the health topics list
and hospitals give data on how many actually are being
diagnosed - | think it will blow their minds. Then there will
be more funding for treatments and research and help.

What is your wisdom or encouragement to the TN
community?

Don't say your life is over because of your diagnosis. It's like
any other illness or challenge. Facial pain is a situation you
have to deal with and manage. You have to accept it. Your
life is not over. Learn from it. Don't get mired in “the old me
used to do”whatever. Any time life changes you can't do
what you used to, you have to change, adapt, and keep
living. You just live differently. Il



Note from the Departing Chair

Still fresh in my mind are those stabs of excruciating pain. They would knock me to my knees and
sometimes it took all of my concentration to just keep breathing. There were times when I'd lie on the floor,
either in too much pain or too affected by the side effects of pain medications to do anything else. Couldn't
chew, couldn't talk, couldn't laugh. I couldn’t be the husband, father or employer that | wanted to be. Many
of you are on or have been down that road. Providing information and community to people on that road is
the mission of the FPA, and it was a joy for me to serve you as Chairman of the Board for the last seven years.

We got a lot done. We pulled young people into the FPA and infused it with energy and ideas, we
invigorated our Medical Advisory Board and the expert advice that they provide to our constituents, we
rationalized the FPA's support for research to find better methods of diagnosis and treatment, we improved
the FPA's use of the internet to provide support and information, and we are working to improve the FPA's
many programs for people with TN and for those that care about them. Our new Chairman David Meyers is
very capable and | am excited about the future of the FPA,

Much is written in our press and bookstores by and about politicians, athletes and business titans who
accomplish big things. To me, those people chose their challenges. Who among you chose TN? Who among
you chose to be knocked down by the most painful disease known to humankind? Yet, in spite of that
challenge you did not choose, many of you muster the ability to stand up and to then help others. Thank
you, you are my inspiration.

Jeff Bodington, Chairman Emeritus
Facial Pain Association Board of Directors

Now Marilyn really has
something to smile about.

For over 40 years, Marilyn was treated for the
excruciating pain of trigeminal neuralgia. When
medication and surgery no longer provided relief,
she and her neurosurgeon turned to Gamma
Knife® at St. Joseph Medical Center in Tacoma.

To learn if Gamma Knife is a solution for you,
call 1 (866) 254-3353 — and see Marilyn’s story at
endtrigempain.com

South Sound * 1802 South Yakima, Suite 103
dining Ine Tacoma, WA 98405
Phone: (253) 284-2438

at St. Joseph Toll-free: 1 (866) 254-3353

BRAIN SURGERY. Without the surgery part. southsoundgammaknife.com
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Southeast Center for
Trigeminal Neuralgia and
Microvascular Decompression

HOPL [or o poin-free Julure

“All  would like to say is that | am so blessed and grateful to God for bringing me to this doctor.” Mark

“I feel positive, energized and happy. | know that God put Dr. Robinson in my path so he could help me
and be able to have a second chance to live without pain. “ Teri

“I honestly don’t know what would’ve happened without Dr. Robinson.” Juanita

= ee full reviews and patient videos at
@bralnexpert S peene

Jim Robinson. MD n BRAIN EXPERT, PC
www.brainexpert.com
Atlanta, GA GIFTED HANDS CARING HEART PROVEN OUTCOMES

404-254-3160

Face Pain?

Ramesh P. Babu, MD
Board Certified,
Fellowship trained
neurological surgeon
with 25 years of
clinical practice

Lenox Hill Hospital « 110 E. 36th Street, Suite 1A « New York, New York 10016
Office: 212-686-6799 e Fax: 646-454-9148 « Email: rameshpitti@yahoo.com
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FPA's

Honorary and Memorial Tribute Fund

There are special people in our lives we treasure. Increasingly, FPA 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 FPAs
growing initiatives on behalf of TN patients and families. We are delighted to share recent Memorial Tribute gifts received
from June 2019- August 2019

In Honor:
AllWho have TN
Eileen Phillips

Melissa Anchan
Michael Kuzian

Jim and Mary Butcher
Kristine Bisanz

Ken Casey, MD
Kathy LaForest

Catherine Costello
Janet L. O'Neil

Mandi Ginn-Franz
Mary Ann Sgarlata

Tina Grimm
Mark Vandenbord

KC Support Group
Kathleen Warren

Carlin Lagrutta
Marilyn L. Doucette

Michael Langella
Michael J. Langella

Arthur W. Matson, Il
Arthur W. Matson, lll

Rebecca Miller
Craig Miller

Rob Parrish, MD

Mr. and Mrs. Joe L Christian, Jr

Claire Patterson
Ruth Purchase

Sarah Sabold

Joseph P. Scheuchenzuber

Robert J. White, MD
Jane A.Irving

Memorial Tributes:
LaVerne Anderson
LaVerna Yarnell

Frank and Muriel Borello
Patricia Foggin

Jeffrey Citron
Susan Raphaelson

Mary Cuervo
Mary Lynne Cuervo

Jerry Dikowitz
Susan Raphaelson

Rebecca Dinkelis
Alison Rosenberg

Bessie Elledge
Loretta Lockett

Barbara Frederick
Pamela S. Tannyhill

Rohn David Harmer
Rohn W. Harmer

Ernest and Mary Healey
Ann H.Toole

Ardis S Johnson
LeRoy Johnson

Connor Joos
Bruce Bego
Robert J Joos, Jr
Jordan Lewis
Kara McDowell

Kay S. Pinneo
Claire W. Patterson

Effie S. Roth
Helen I. Roth

Thomas Short
Ronald O Bergom
Kristin L Griffin
Germaine Hillmer
John Loppnow
Patricia Seeley

Dora Hartwell Stumpfig
Marion Ellis

[rene Weinwurm
Phyllis Z. Ogof

Dorothy Willis
Dorothy Rainwater, RN
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FACIALPAIN
ASSOCIATION

Thank you
to all of our

Professional
& Signature
Members 2019

Signature Members

AdventHealth Neuroscience Institute
Christopher Baker, MD
Donald Behrmann, MD, PhD
Melvin Field, MD
Ravi Gandhi, MD
David Rosen, MD

Boston Gamma Knife Center at Tufts Medical Center
Julian Wu, MD, FACS

Hoag Hospital Gamma Knife Center
Christopher Duma, MD
Ali Makki, MD

Jefferson Health
David W. Andrews, MD, FACS
James J. Evans, MD
Robert H. Rossenwasser, MD, FACS
Ashwini D. Sharan, MD
Chengyuan Wu, MD

Mayo Clinic — Arizona
Richard S. Zimmerman, MD
Bernard R. Bendok, MD
Chandan Krishna, MD

Mayo Clinic - Florida
William P. Chesire, MD
Ronald Reimer, MD
Robert E. Wharen, MD

Mayo Clinic - Minnesota
John L. D. Atkinson, MD
Michael J. Link, MD
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Fredric B. Meyer, MD
Bruce E. Pollock, MD

New Jersey Neuroscience Institute-JFK Medical Center
Joseph C. Landolfi, DO

Northwell Health
Mitchell Edward Levine, MD
Amir Reza Dehdashti, MD, PhD
Mark Bruce Eisenberg, MD
Robert Gawley Kerr, MD, PhD
Michael Schulder, MD, FAANS
David B. Weintraub, MD

Seattle Neuroscience Institute
David W. Newell, MD

South Sound Gamma Knife
Marc Goldman, MD
Ryan Halpin, MD
Anthony Harris, MD, PhD
Barbara Lazio, MD
Michael McDonough, MD
Huong Pham, MD
Randy Sorum, MD
Herbert Wang, MD
University of California, Irvine Medical Center
Mark E. Linskey, MD
Frank PK. Hsu, MD, PhD

University of Virginia Gamma Knife
Jason Sheehan, MD, PhD
Zhiyuan Xu, MD



“Professional and Signature Members” continued from page 18

Valley Health System
William Cobb, MD
Anthony D’Ambrosio, MD
Chad DeYoung, MD
Thomas Kole, MD
Michael F. Wesson, MD

Weill Cornell Brain and Spine
Michael Kaplitt, MD, PhD
Jared Knopman, MD
Susan Pannullo
Philip E. Stieg, MD, PhD

Professional Members

Douglas E. Anderson, MD
Alan Appley, MD, FACS

Garni Barkhoudarian, MD
Samuel L. Barnett, MD
George K. Bovis, MD

Michael H. Brisman, MD, FACS
Andrew P. Carlson, MD, MS
Tapan Chaudhuri, MD, FACP
James M. Chimenti, MD
Jonathan S. Citow, MD

Aaron Cohen-Gadol, MD, MSc
Alain CJ. De Lotbiniere, MD
Paul W. Detwiler, MD
Chikezie Eseonu, MD

David Estin, MD

Melvin Field, MD

Brian D. Fuselier, DDS
Steven Giannotta, MD
Jordan C. Grabel, MD
Thomas W. Grahm, MD
Babak S. Jahromi, MD, PhD
Wayel Kaakaji, MD

Brian H. Kopell, MD

Lauren Levi, DMD
Jonathan Lustgarten, MD
Vivek A, Mehta, MD

Robert A. Mericle, MD
Yaron A. Moshel, MD, PhD
Stephen Nalbach, MD
Joseph S. Neimat, MD
Mark B. Renfro, MD

James Robinson, MD
Benjamin Rosenbaum, MD
Laligam N. Sekhar, MD, FACS

For Professional Membership information please contact Amy Turner at aturner@tna-support.org

2 Weill Cornell Medicine
Brain & Spine Center
Our Facial Pain Program includes internationally recognized

experts in the field who have advanced training in the very
latest minimally invasive procedures used to treat TN.

Advanced Treatment for Facial Pain

Expert, integrated care for patients with trigeminal neuralgia,

addressing both your physical and emotional needs

Find out more at weillcornellbrainandspine.org/facial-pain-program or call one of our specialists to make an appointment.

5
2
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http://weillcornellbrainandspine.org

San Diego to
meet with
and listen |

to the world’s
leading
experts on
facial pain

Connect with other patients who know firsthand
what it means to manage daily life coping with
the pain and isolation of a rare disease.

REGISTER

www.facepain.org
800-923-3608

REGISTRATION? Registration is $265 per attendee for FPA members and their guests
and $295 for non-FPA members. Registration fee is fully refundable up to Nov. 2nd
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FACIALPAIN .
AssociaTioN Ut SanDiego

Look Forward to Hearing About These Topics & More

e |s it My Tooth? e Radiosurgery for the e MedEd-Medical Marijuana
Treatment of Trigeminal and Trigeminal Neuropathic
* Imaging of the Trigeminal Neuralgia and Related Pain
Nerve: What's the Best & Neuropathic Face Pain
What's the Safest? e [f 1 Only Had a Brain:
 The Pain Won't Go Away: Neuroplasticity and Chronic
e Principles of the Principles of Chronic Pain Pain
Neurosurgical Treament of Therapy and Innovations in
Trigeminal Neuralgia Pain Neuromodulation e Support Groups for
Chronic Pain: Organizing,
* Lunch with members of the e |t's My Kid in Pain: What to Implementing, Sustaining
FPA Medical Advisory Board do and What's Different

Most sessions will conclude with a Q & A.

For a complete conference agenda visit
facepain.org or call 800-923-3608
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World Class

Trigeminal Neuralgia Facial Pain Program
The New York Area’s Experts

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 facial pain surgery.

Dr. Brisman has served as Chief of Neurosurgery
at NYU Winthrop Hospital, Mineola, NY, and is
Co-Medical Director of the Long Island Gamma
Knife® Center at South Nassau Communities
Hospital in Oceanside, NY.

Michael H. Brisman, M.D.

Dr. Brown is the chairman of the Medical
Advisory Board of TNA-The Facial Pain
Association. He serves as the Neurosurgery
Director of the NYU Winthrop Hospital
CyberKnife® Program in Mineola, NY.

Dr. Mechanic served as Chief of Neurosurgery at
Huntington Hospital, in Huntington, NY, from 1996
to 2014. He is Chairman of the Nassau Surgical
Society Section of Neurosurgery.

Alan Mechanic, M.D.

NSPC

Brain & Spine
Surgery

Rockville Centre
100 Merrick Road ¢ Suite 128W ¢ NY 11570

1-844-NSPC-DOC

nspc.com
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