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SPONSOR SPOTLIGHT

DO YOU SUFFER
FROM TRIGEMINAL
NEURALGIA?
Biohaven Pharmaceuticals is conducting a
clinical trial for a potential medicine to help
treat TN. If you or a loved one suffer you may
qualify.

Visit: TrigeminalNeuralgiaStudy.com or scan
the 

code elo! for more info.

From the Chairman of the Board
Let me tell you a short, personal story. Two of the
most important days in my life occurred about 10
years ago in Richmond, Virginia. I attended an FPA
Regional Conference, which was structured as a
series of presentations by leading medical experts
on surgical procedures, drugs, and complementary
health approaches related to trigeminal neuralgia.
By then, I had read everything I could find about my
recently diagnosed condition, but the conference
provided tremendous illumination that allowed me to
chart the right course of action for me. I truly believe
that if I did not attend this conference, I would not be
pain-free today.
Why was this so important? Normally, if I were
diagnosed with a common medical condition,
I would do a little homework and rely on the
expertise of my primary care physician and/or a
specialist. Unfortunately, I quickly realized that this
approach often does not work very well if you have
a rare problem, because most well-intentioned
physicians don’t have experience, hence don’t have
expertise, in that area. That is why I felt that I had
to take a different course of action and get very
knowledgeable about TN. I recommend that all
people with neuropathic facial pain get as smart as
possible about their diagnosis and, with their medical
partner, chart the best path forward for them.
The FPA has not yet returned to hosting in-person
conferences, but in January the FPA will host our
second virtual conference. The first FPA virtual
conference, in November 2020, was attended by
over 1,000 people from 14 countries and 47 US
states. This year’s conference will be a two-day
event (you can easily come and go) with even more
subjects covered by many of the leading physicians
in the world who focus on treating neuropathic
facial pain, including many members of our Medical
Advisory Board. We will also have presentations

on several complementary health approaches. In
addition, this event will include presentations on
mental health, an important component of care. Let
me strongly suggest that you attend and get even
smarter about your condition and your options. You
may want to try to make your time at the conference
particularly valuable by:
• Inviting a person who is helping you manage
your condition to participate with you so you can
discuss what you’re learning.
• Taking notes to help remember key information.
• Jotting down questions specifically pertinent
to your condition to find answers later, if the
information is not provided at the conference.
• Keeping an open mind to ideas of new options
for you to consider.
You can find more information about the FPA
Conference on page 6 in this Quarterly. Tickets to
attend the two-day event are $35. Sales help defray
the costs of this conference. However, if at this time
you are not in a position to pay for a ticket, contact
Natalie Merrithew at nmerrithew@tna-support.org,
and we will be happy to extend you a complimentary
admission.
Along these lines, the FPA recently published
Facial Pain: A 21st Century Guide; printed copies are
sold for $39.99. If you would benefit from this book,
and you are not in a position to buy it at this time, call
800-923-3608 or email info@tna-support.org. We
would be delighted to send you a complimentary copy.
We are here to serve you and we want to provide
information and support to everyone, regardless of their
ability to pay.

David Meyers, Chairman of the Board
The Facial Pain Association
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A Message From the CEO

Allison Feldman,
Facial Pain Association CEO

FPA Conference
January 29-30

Register Now!
FacePain.org/
2022-FPA-Conference

Don’t miss the next FPA
Conference.

Happy New Year!
At FPA, we got an early start planning programs for 2022 so that we could
hit the ground running. Our Strategic Planning Committee examined the
unmet needs of the facial pain community and how we can reach more people
affected by facial pain, earlier in their journey. We determined that we must do
more to lower the barriers to education and support, increase diversity in our
volunteer corps and leadership to better represent the community we serve,
and prioritize accessibility to all our programs and services.
Several exciting new initiatives that are inclusive and available to the widest
possible group of people emerged. The upcoming FPA 2022 Conference is
one of those. We planned this event with global access in mind:

Sat., Jan. 29 &
Sun., Jan. 30, 2022

• The conference will be held virtually, so anyone, anywhere who has access
to a computer, tablet, or mobile device, can attend.

Learn from the most
informed medical
experts in the world.

• Educational presentations will include ‘something for everyone’,
including diagnosis, treatment, mental health, and complementary health
approaches.
• Attendees will have the opportunity to communicate with each othervirtually. If you are unable to attend events in-person, for any reason, you
can still make connections.
• The event will be held over two days. You will be able to pick and choose
the sessions that are the most relevant to you. Attendees will also be able
to view presentations they missed in the weeks following the live event. If
you are in pain or need to take breaks, this format will work for you.
• Tickets are $35 for the full two-day conference. Our sponsors and donors’
generosity allowed us to keep the cost for attendees low. In addition, for
anyone who is unable at this time to pay for a ticket, we are happy to
extend a complimentary ticket.

Allison Feldman
Chief Executive Officer
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What makes a
neurosurgeon an expert?

First, some basic requirements: there
are a lot, but that is the point, too.

Doctors educated in the United States are
granted their MD degree upon completion
of (most often) four years of study and clinical
preparation after college graduation. They must
pass a series of three examinations to be granted a
license to practice in the state(s) of their choice. The
first exam covers basic medical science. The second
deals with the principles of clinical conditions. The
last exam is taken during the first year of clinical
training (internship/residency) and covers the
application of medical knowledge to diagnosis and
treatment. After completion, the MD degree is a
general one and approves one to practice any field
of medicine.
Physicians who attended non-US medical school
are granted their MD degree from that country. To
be allowed to enter a United States clinical training
program they must take another version of this
series of three tests. It is specifically designed for
foreign medical graduates.
Osteopathic physicians (DO) have a different
degree program, different training programs, and
take different licensing examinations. Osteopathic
medicine education is said to deal with patients
“holistically”.
To become a board-certified neurosurgeon in the
United States requires at least five to six years
of training after medical school at one of about
one hundred carefully evaluated and approved
programs, and sometimes includes one or two years
of elective additional focused (fellowship) training
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in a subspecialty of neurosurgery. These areas of
training might include spine, pediatric, vascular,
tumor, or pain neurosurgery. Fellowship training is
not required.
The final board certification occurs after several
years of practice, submission of all operations
performed during those years for independent
review and successful completion of an oral
examination. In recent years certification by the
board must be renewed by further examination
every decade.
To maintain any state-granted medical license,
physicians must complete 50-200 hours of approved
continuing medical education biannually. More often
now, some states are mandating reeducation in
areas such as infection control.
Finally, to maintain privileges to work at hospitals,
neurosurgeons must complete annually scheduled
education in hospital policies and practices.
So how does a neurosurgeon stand out amongst
colleagues as an expert after all this education?
Education is important. What comes next is what
makes one an expert. Experience, dedication,
passion, personal contribution to the advancement
of the field, team development, the capacity for
humanity, and empathy for others make
the difference.
Let’s take experience first:
A seminal paper reviewed data from a database
representing 1/5th of non-federal hospitals
from 19 states for 1,590 microvascular
decompression operations (MVD) for trigeminal and

glossopharyngeal neuralgia, and hemifacial spasm.
The authors learned that there were significantly
fewer complications from MVD surgery by
neurosurgeons who had performed at least 29 MVDs
per year. Low-volume neurosurgeons’ cases had a
significantly higher incidence of brain hemorrhages
after surgery and a need to drain spinal fluid after
surgery (a sign of greater intraoperative bleeding).
29% of all MVDs at these hospitals were being done
by a neurosurgeon doing only one MVD a year.
The hospital in which the surgery was done was also
an important consideration, especially in patients
older than 65 years. Hospitals in which at least 20
MVDs were done yearly discharged significantly
more patients to their homes than to another facility,
such as a nursing home or rehabilitation center (1.6%
vs 5.1%). For neurosurgeons, the corresponding
percentages were 6.1% vs. 0.5% (only 1/208
patients) for surgeons doing more than 29 MVDs a
year. Complications were twice as frequent at low
volume hospitals and 12 times higher for low volume
neurosurgeons.
It’s not just the neurosurgeon that needs the
experience. It’s also the team built around that
physician in all aspects-the hospital and the team
recruited by it.
What about those other aspects of what makes a
physician stand out amongst other colleagues?
The ability to communicate is essential. Does the
doctor sit at your eye level when meeting with you,
summarize the essentials of your health situation,
then elaborate, in understandable language, what
he or she believes is your diagnosis and his or her
recommendations for its treatment? Does the doctor
then discuss the risks of any surgery recommended,
the likelihood of each complication occurring, ideally
the likelihood in his or her personal experience, and
even the risk of not proceeding with surgery? This
is the beginning of the informed consent process.
Note that it is an interactive process, not only a piece
of paper slipped to you on the morning of surgery.
Does the doctor provide an opportunity for you to

pose questions and respond? All this takes time. Does
the doctor allow for it? An expert technician must be
matched by his expertise in the elements of being
human, the essence of professionalism.
What does that mean?
Integrity
Eye contact
Use of power words- helping phrases
Does the doctor exhibit the elements of compassion/
personal engagement?
ESP
(E) The doctor reflects back his or her behavioral/
emotional observation of you, the patient.
(S) The doctor stops to listen without interruption.
(P ) The doctor provides a plan and summarizes.
And when the doctor is leaving the room does he or
she ask an open-ended question, such as, “Is there
anything we missed?”
A key to what makes an expert is how he or
she handles an unexpected complication. Is the
complication rapidly identified and are all efforts
made to limit the injury from it?
What if the physician believes that the best
treatment is not something in his expertise? The
ability to understand the limits of one’s knowledge
is also essential. Does the doctor provide assistance
in finding a doctor and the facility that do have that
expertise?
What is done after surgery can also be critical.
There may be more to do. The problem may be
ongoing.
An expert should not be an “expert” in only one
thing. He should have other options to offer, other
answers to the question, “What if this doesn’t
work?”
We all hope that it did.
So.
Anything I missed? n
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The 2022 FPA Conference is a two-day virtual
event bringing together the worldwide facial pain
community with experts who diagnose and treat
people affected by facial pain.

Register today at FacePain.org/2022-FPA-Conference

January 29-30

Join us for two days of educational
presentations including
Facial Pain Diagnoses
Surgical Treatment
Neuromodulation and Ablative Treatments
Research
Medical Cannabis
Medication
Mindfulness
Pain Management
Upper Cervical Chiropractic
and much more...

SUPPORT EDUCATION
ADVOCACY
SUPPORT
EDUCATION ADVOCACY SUPPORT
ADVOCACY EDUCATIONADVOCACY
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Presenters will include

Jeffrey Brown, MD, FACS, FAANS

Kenneth Casey, MD, FACS

Steven D. Chang, MD, FAANS

Gary D. Klasser, DMD

Wolfgang Liedtke, MD, PhD

Michael Lim, MD, FAANS

Mark E. Linskey, MD, FAANS

Donald R. Nixdorf, DDS, MS

Julie Pilitsis, MD, PhD, FAANS

Raymond Sekula, Jr., MD, FAANS

Leesa Scott-Morrow, PhD, JD, LP

Richard S. Zimmerman, MD, FAANS

... and others

Thank You to Our Sponsors

SUPPORT EDUCATION
ADVOCACY
SUPPORT
EDUCATION ADVOCACY SUPPORT
ADVOCACY EDUCATIONADVOCACY
Quarterly Journal - Winter 2022 -------------- 7

Disability Issues In Chronic Facial Pain

There is good news
on the horizon finally
for folks with chronic
pain.

Kenneth Casey, MD, FACS
The International Classification of Diseases – 11 (ICD11) has listed a new code for chronic pain. Previously,
chronic pain had its own single designator in the ICD10 which was G89.4. This was titled “chronic primary
pain”, and unfortunately, included a hodgepodge of
conditions lumped together; for example, facial pain
and chronic regional pain syndrome (which are not
at all the same). In the new ICD classification, which
takes effect in January of 2022, there are several
subcategories; these include:
1) chronic cancer-related pain,
2)chronic postsurgical or posttraumatic pain (which
would be an example for chronic regional pain
syndrome),
3)chronic neuropathic pain,
4) c hronic secondary headache or orofacial pain,
(either of which would allow for classification of
trigeminal neuralgia),
5) c hronic secondary visceral pain (for unexplained
pelvic pain),
6) chronic secondary musculoskeletal pain.
This is described in detail in the January 2019
Journal Pain.
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For the estimated 25 million Americans who
are affected by chronic pain, this reorganized
classification is good news, certainly on the medical
and insurance front. The ICD is effectively the number/
code that insurance companies use to determine
how much they are willing to pay for services. As
you all know, in the last several years it has become
somewhat of an adversarial relationship between
physicians, hospitals, insurance companies, and
even patients in terms of getting appropriate
reimbursement. This has led to increasing disparities
in care.
Chronic pain is a major source of suffering; it
interferes with daily functioning and often is
accompanied by stress. In the past, chronic pain was
linked to psychogenic or mental health disorders
which are clear misclassifications. In fact, in 1986,
Congress authorized an extensive review utilizing
doctors, lawyers, rehabilitation specialists, and
representatives from the insurance industry to review
this subject. This was done because at that time, up
to now, many cases were brought to court each year
and decisions were made at the individual judges to
determine the definition of disability and the amount
of disability that this incurs for the patient. In some
different venues and even among judges in the

same venue, the results can vary widely. Congress
recognized that this was not what they intended in
setting up a pain section within the guidelines of the
Social Security Administration.

Evidence related to the symptoms can include
claimants’ daily activities, the duration, frequency,
and intensity of the pain symptoms, precipitating
and aggravating factors, the type, dosage, and
effectiveness of medications, and most importantly
their side effects, treatments other than medications
that have been tried for relief, and other techniques
such as massage or similar non-medical approaches,
and the impairment and limitation that the pain
imposes on the claimant’s day-to-day existence and
lifestyle.

The Blue Book, formally titled Disability Evaluation
Under Social Security, lists impairments the Social
Security Administration (SSA) considers severe
enough to prevent someone from working and lays
out the medical criteria for determining if that person
can receive disability benefits. Disability evaluation
under Social Security starts with application of the
concepts in the Blue Book, including the adult and
pediatric listings of all of the currently accepted
impairments in medicine and surgery. This
is important because the presence of
your impairment in the Blue Book
simplifies the process. This is
true both for the adult listings
and the childhood listings. The
evidentiary requirements include
medical evidence, which is the
cornerstone of the disability
determination, and it is up to the
patient to obtain medical evidence
showing the impairment and the
severity of the impairment. As those who
indeed have applied know, the Social Security
Administration will try and help by obtaining hospital
records which may be otherwise difficult to get, and
records from different physicians who may have seen
you for this condition, treated you, even briefly such
as ER providers, and the like.

For people with trigeminal neuralgia, lack of
appropriate codes renders accurate epidemiological
investigations difficult and impedes the
health policy decisions regarding
chronic pain and adequate financing
of access to multimodality pain
management. Chronic pain is
defined as pain that persists or
recurs for more than three months,
although in the Social Security
lexicon, it is required for the pain
to have been present for a year
and be expected to last for at least
one year. Chronic pain can be the
sole or leading component for example,
in fibromyalgia or nonspecific low back pain.
Under existing Social Security law, in order for pain to
be considered in evaluating disability, there must be
organic evidence of a physical or mental impairment
which could reasonably be expected to produce
that pain.

By law, specific medical evidence establishes that the
claimant has an impairment and can show objective
medical evidence based on acceptable medical
science which then covers the severity of the setting
and the degree of impairment. It may well be that
additional consultative examinations obtained by the
patient directly and suggested by Social Security in
the Blue Book may be required to establish evidence
related to the symptoms.

At the current time, prior to the instillation of the
aforementioned ICD-9/11 criteria, Social Security
observes four types of chronic pain. Chronic pain
or an inability to cope with the pain, which is
insufficiently documented, so-called chronic pain
syndrome mentioned in the ICD-10 above which is
not covered by current law, that too is chronic pain
with competent coping but insufficient documentation
of the impairment as it has to do with both work
“Disability Issues” continued on page 10
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“Disability Issues” continued from page 9

and home life, not covered by current law. Type 3
is chronic pain, inability to cope, with document
impairment sufficiently covered by appointment,
current law, and chronic pain competent coping
documented impairment sufficient covered by current
law. The Social Security Blue Book is the “bible”
that chronic pain is a disabling condition but at the
current time does not contain a separate listing for
chronic pain syndrome and is instead linked to the
specific impairments. But judges and the SSA start
by looking for your claim in that publication. With
the advent of the ICD-11 code, it can be hoped and
it can certainly be suggested to your local political
representation that Blue Book start to recognize this
six subcategories structure as separate
chronic pain impairments, which will
significantly ameliorate some of the
current difficulties in obtaining
disability compensation.
At the current time, in order to
be in the running, as it were, for
Social Security Disability, you must
have had the condition for one year
and expect it to last for one year.
You must have the medical evidence
including imaging and documentation
to support the diagnosis. You have to be
able to offer information about the intensity, location,
duration, and frequency of the pain, doctors who
have treated your pain, and as mentioned above,
medication you take to relieve the pain as well as its
side effects, and other treatments and other practices,
for example something as simple as applying ice or
lying down. Meeting these requirements, however,
will still not be enough to obtain approval for SSDI
(Social Security Disability Income) and Social Security
will want to review your residual function capacity
to evaluate how your symptoms affect your daily
activities. This is a formal evaluation, oftentimes done
under the context of a physiatrist or physical therapist.

Although individual claimants can certainly file for
compensation, the number and widespread extent of
court cases suggests that, all too often, legal help is
necessary to pursue the claim to its conclusion. Most
law offices operate under the premise that you, as a
client, have obtained a good deal of the information
for them; then they will seek more information from
the folks that you have identified as your primary
physicians or others in the pain process, and then the
law firm will proceed to file your claim. If necessary,
the law firm will proceed to court, all of which
unfortunately, comes at some expense. Your best
chance for obtaining SSDI for chronic pain syndrome
is to apply with multiple medical impairments at the
current time or show that your disability
stems from a related medical condition
and is listed in the Blue Book.
Oftentimes in a case that has been
denied on this group of ailments, a
hearing before an administrative
law judge takes place with or
without legal representation.
That judge is attempting to use
the Blue Book, and in complex
cases of chronic pain syndrome it
is advisable to understand that the
judge will need primary evidence of one
of the conditions that you claimed.
When the new coding comes into place, if we use
trigeminal neuralgia for example, they could be listed
under both neuropathic pain and orofacial pain, which
would be an example of multiple listings, thereby
giving the appropriate legal status and legal weight to
an argument for compensation. As always, if there are
questions or you have a filed a claim and have been
denied, seeking local legal counsel may well facilitate
your case. n

Disclaimer:
The FPA does not endorse any product, doctor, procedure, medical institution, or its staff.

Note from Medical Editor, Jeffrey Brown MD, FACS, FAANS
The Social Security Administration also requires periodic reevaluation of your disability status every 3-7 years. It can take it away if it believes your
condition no longer meets its criteria. It can reduce your benefits if you receive support from family for expenses or housing or if your income increases for
any reason beyond its thresholds. There can thus be regrettable negative emotional consequences to what would should only be a positive one in your life.
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Disability and Advocacy
By Anna Williams

As a facial pain patient, I understand the
devastation of the diagnosis and coming to the
realization that I have a ‘new normal’. In the
beginning, I navigated through one failed treatment
after the next. Hope began to wane, but I decided
this could not define me. I wasn’t sure where to
turn, but I knew I had to keep searching. That’s
when I found patient advocacy. Advocacy led me to
learn about new treatments and I now have some
new tools that help me manage better.
What is patient advocacy?
While the definition may vary, essentially patient
advocates are those who help patients better
navigate their health condition. This help can come
in many forms.
• Patient self-advocacy - Advocating for yourself
with your doctor or insurance company to get a
medication or treatment approved. Helping your
doctor and medical staff understand your condition.
This is important for you, but it also helps the next
patient who steps into the same situation - your
experience may make their experience better
because you spoke up.

• Patient encouragement & support - Whether this
is in-person support or online support, listening to
others and letting them know they are not alone in
this disease can be very helpful. Think of your own
journey and the times you needed this support, this
is vital to any community!
• Sharing your story -This takes vulnerability and
courage. Whether you share your story with
people physically close to you or online, every
story increases awareness. Those who need
people supporting them will see the stories being
shared and that will help them on their journey too.
Look for opportunities to share on a larger stage.
The media wants to hear patient stories, as well
as pharmaceutical companies, foundations, and
organizations that are geared towards providers and
patients.
• Policy changes - If this is your niche, know
that there is a need for people to share their
stories to those in congress, the Food and Drug
Administration, Centers for Medicare and Medicaid
Services, Social Security Administration, and others
that make policy. There are organized events; some
“Disability and Advocacy” continued on page 12
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“Disability and Advocacy” continued from page 11

organizations produce campaigns that make it easy
for you to “sign on” or give you a template to send
out. State and local governments have proclamation
processes where you can submit to have a day
recognized.

• I write blogs for both Migraine Meanderings and
Migraine.com. Blogs have become a vehicle for me
to help others understand information and I weave in
pieces of my journey. One of my favorite articles is,
“What does the trigeminal nerve have to do with it?”

I have been fortunate in my journey to have
experienced something in each of these categories.
While I am more comfortable with connecting to
patients, I wanted to also learn about policy. I have
gotten opportunities to tell my patient journey
through both writing and speaking.

• My experience with my diagnoses, SSDI, access
to treatments, it all shapes how I advocate.
When I have the opportunity to share my story,
especially with my Senators and Congressman,
I want them to know what my journey was and
how they can make it better. There are advocacy
groups such as PatientsRisingNow.org and
AllianceForHeadacheAdvocacy.org, that help
patients understand the issues and give them “calls
to action” they can act on. These calls to action
can be as simple as sending an email or helping
you schedule meetings with your representatives.
They want to hear your stories. One “ask” has
been updating the Social Security Administration
Blue Book Listings and reviewing it on a schedule.
Hearing stories from real patients helps them
understand how legislation affects their constituents.

Some of the amazing opportunities that have come
from patient advocacy:
• I am on the administrative team of Migraine
Meanderings (migrainemeanderings.com), a public
Facebook group that supports and encourages
patients on their journey, as well as raises awareness
of migraine and other headache disorders and
comorbid conditions such as TN. We have created
an Empowering Patient Voices initiative and we
help patients tell their stories through photos and
by answering questions on video to make YouTube
videos to raise awareness.
• I have shared my story through writing for
migraine.com, was featured in the Invisible Project
5th Migraine & Headache Diseases edition, and as
a part of the Association of Migraine Disorders 2021
Symposium, I was able to share my journey
with Short-lasting, Unilateral, Neuralgiform
headache attacks with Conjunctival injection
and Tearing (SUNCT).
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No matter your journey, your story is important.
While many of my opportunities have been to the
migraine audience, trigeminal neuralgia is part
of my conversation and the relationship between
migraine and other headache disorders and the
trigeminal nerve. What is your story? When you
tell your story, what will change? n
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MEDICAL
BREAKTHROUGHS

START
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YOU
Clinical trials are at the heart of all medical advances. New therapies for
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Patient Perspective
By Abby Scherr

Hello everyone, my name is Abby,
and I’m so grateful to be sharing
my story with you. I am a 65-yearold woman who most days thinks
that she is 35!
Thirty-five years ago, I was living
in Los Angeles, enjoying life. In
February, when I was 30 years
old, I received a devastating phone
call that my uncle died suddenly.
I was very close with him, so this
was the worst news. I flew back
to Baltimore, where I am from,
for the funeral. On the day of the
funeral, there was a snow and ice
storm. The wind and ice pounded
me on the right side of my face,
plus I was crying. It was a horrific
day.
A few days later, I flew back to LA.
While sitting at my desk at work,
I felt this sudden, horrible pain
in my face. Of course, I thought
it was tooth-related and called
my dentist. Luckily, he accurately
diagnosed it immediately. At
the time, I had never heard of
trigeminal neuralgia. My dentist
referred me to a neurologist who
started me on Tegretol. Luckily,
I did not have to go to several
doctors for a diagnosis.
Fast forward several years. I did
well on Tegretol, and I did not
have any major TN episodes.
Once in a while, I experienced
little twinges of pain. When this
would happen, my go-to remedy
was icing my face.
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My trigeminal neuralgia pain
returned when I had my child. My
son has had severe anxiety most
of his life, starting at age two, and
my husband and I did not know
how to handle or help him. From
that time until he reached junior
high school was extremely difficult
to manage our son’s anxiety and
my excruciating facial pain, plus
work. The TN pain got so bad at
times, I spent many days in a dark
room, staying quiet and not talking
with anyone. I was taking almost
the highest amount of Tegretol
possible.
At that point, the medication
helped somewhat, but not
completely. Also, during this time,
I had begun grinding my teeth
because the stress was just too
much. With the grinding as well, I
was prescribed baclofen, a muscle
relaxer. For emergencies only, I
also took a strong pain pill.
Several years later, I met with a
neurosurgeon who suggested that
I consider having a microvascular
decompression. In the past, I
never wanted to go that route. In
fact, I had never undergone any
invasive procedure to that point
in my life, even when I was at
my worst. I just did not want to.
I had educated myself about my
condition. I had read everything
and knew about all of the different
options. I read the book Striking
Back, which was also very
informative. Ultimately, I decided
that I would not have an MVD to
treat my trigeminal neuralgia.

My go-to resource for many years has been the FPA.
I knew that I could turn to them; for me, they were
the only people who knew what I was going through.
Also, it was stressful for me to explain to friends and
family what was going on with me. Even after all of
my years dealing with this, in my experience, even the
brightest people still don’t get it! I am grateful for the
FPA and a community of people who have walked a
mile in the same shoes as me.
Today, I live a very quiet life in Pennsylvania. I have
learned after so many years that it is very important
for me to keep my stress level down. If this means
staying away from certain people and toxic situations,
then that’s what I do. When I was younger, I had a
harder time saying no to certain people, but now
I am able to.

In addition, I have been meditating for many years.
This, too, helps to keep me calm. Someone told me,
which helped me when I was at my worst, to take
deep breaths. As simple as this is, when I was having
an episode, I would take my breaths and tell myself,
“This too will pass.” Sometimes, I would say this
several times, and it did help. I have also learned that
you can be the best advocate for yourself. Educate
yourself about the many options to help with your
pain.
I am so grateful that I am still here after dealing with
this for so many years. I control my mind when it
goes into the “why me” mode. Also, I’ve done a lot of
volunteer work, which takes the focus off of myself.
I’ve worked, and I’ve enjoyed my life, even with the
many years of having trigeminal neuralgia.
I hope that my story will give some of you hope. n

Join the facial pain community on social media and help spread awareness.

@facialpainassociation

@facialpainassoc

@facialpainassoc

Facial Pain Association

Facial Pain Association
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Face Pain?
You’re
in good
hands.
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 • Fax: 646-454-9148 • Email: rameshpitti@yahoo.com
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Weather-Related Facial Pain
This is a reprint of a previously published article.

Your body’s response to
barometric pressure
For some people, why does
weather affect their facial
pain? The next time you
watch the weather forecast,
notice the barometric
pressure, measured in
inches. Numbers such as
30.04 will be followed by
“rising,” “falling,” or “steady.”
Typically, when a low
pressure front is coming, it
signals not only a change in
the weather, but a drop in the
barometric pressure, which is
pressure against the Earth’s
atmosphere.
Remember when Grandma would
say, “Rain’s coming, and I can feel
it in my joints?” She actually knew
this because of what happens to
our bodies when the barometric
pressure changes. That means that
the pressure against your body
drops as well, and your joints and
areas that are injured can begin
to swell. This swelling causes
increased inflammation, and
requires hormones to deal with this

increased activity in our bodies.
Increased use of these hormones
can cause depletion of them, too.
Our body is not a bottomless
pit when it comes to its defense
systems.

Cortisone
We have, nestled atop each kidney,
a small gland that produces both
adrenaline and cortisone. These
two hormones help us with energy,
mood, immune function, pain
management, and the famous
“flight or fight” response. The
steroid cortisone is fundamental in
managing pain, immune function
and energy. When cortisone levels
drop, these can all become
a problem.

Adrenaline
Adrenaline is famous for energy
and strength. We all know stories
of how a man demonstrates
sudden superhuman strength
when he picks up something heavy
like a car, rescuing a child who is
trapped underneath. Did you ever
notice how your cold or pain gets
worse at night? That is because
our bodies slow production of both
adrenaline and cortisone in the
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evening so we can go to sleep. It’s
part of our circadian rhythm. When
adrenaline and cortisone levels
drop, we do not feel as well. So,
our cough gets worse, and our pain
goes through the roof. Something
similar happens when a storm
is coming.

The smell of a storm
Did you ever know someone who
could “smell” snow or rain before
it came? What they “smell” is a
change in the electrical charge in
the air. It’s been described as a
“metallic” smell. All atoms have
either a positive or negative charge
so they can bind to form molecules.
As the barometer falls, the positive
charge, or “ions” increase which
causes a depletion of cortisone
in the body. This happens to
all creatures that have adrenal
glands—in other words,
all mammals.
People who are chronically
stressed, either physically or
emotionally, may experience
weather changes more acutely.
The elderly will experience it more
acutely as well, as their bodies
don’t have the ability to overcome
these changes as easily as they did

when they were younger. Because of our dependency
on caffeine, we drink another cup of coffee, eat
chocolate, or sip tea in order to suppress fatigue that
signals a drop in pressure, but do not understand why
our knees hurt more.

Counteracting the weather’s effect on
facial pain
So what can you do to manage this? Well, depending
on the problem, whether it is pain, mood, or energy,
there may be a solution. If the problem is simply
energy, stay away from simple carbohydrates such
as sugar, starches, and junk food. Eat foods that will
sustain you and not bring the “crash” you feel after
that morning donut. Do not assume that caffeine is the
answer, either. Consult a nutritionist if you need ideas
for controlling simple energy problems.
Chronic pain, chronic fatigue, and depression all
present unique challenges. They all can be affected by
nutrition, exercise, sunlight, and barometric pressure,
as well as by chemical imbalances. It is not a good
idea to self-diagnose and self-treat when there may
be medical problems causing these fluctuations in
mood, energy, and pain, but once diagnosed by a
professional, there are things that you can do to
improve your response to the environment.
Chronic pain can respond to pain management
techniques. To be effective, though, these techniques
require daily practice. Choices include relaxation or
hypnosis techniques (including guided imagery and
tapes), biofeedback, acupuncture, acupressure, Reiki,
massage, chiropractic, and aquatherapy. You may have
to try several before you find one that you like and that
works well for you.

Chronic fatigue still is poorly understood, although it
can have a profound effect on mood. Diet, particularly
the avoidance of carbohydrates, can help. Depression
has been described as a “chemical imbalance” but
that is only part of the story. There are theories of
genetics or the environment, such as family influence,
prenatal care, or biohazard exposure. It also can be a
manifestation of electrical problems in the brain, and
that can be treated with neurofeedback.
The barometric pressure can have a profound effect
on mood as well, especially if it is interpreted as an
increase in depression versus a drop in energy. How
we interpret changes in our mood will have major
effects on the mood itself. For instance, if we interpret
a simple burst of adrenaline as anxiety, then we may
have a panic attack. If we are tired from a long week,
we can see this as depression rather than a body that
just needs a rest.
Can Grandma predict the weather? Yes, sometimes
she can, especially if she has arthritis or bursitis.
Most of us don’t need a sophisticated meteorologist’s
maps and predictions to know if we are hurting. But
perhaps we can take measures to diminish the impact
that an impending storm may have on us. We can eat
properly, exercise, avoid the negative effects of drugs
or alcohol, and use pain management techniques to
control the chronic pain. Beware, however, of rebound
pain that we can experience the day after “extra”
doses of pain meds, whether they are for a bad back,
joint or muscle pain, or a headache. The pain often
can be as bad or worse the next day because of
withdrawal from the medicines taken the day before.
Consult a professional about your mood, pain, or
energy. Help can be simply a phone call away. n
Quarterly Journal - Winter 2022 -------------- 17

YPC

Facial Pain
Association

Young Patients Committee

Conference Tips

Living with neuropathic pain can be isolating,
debilitating, and lonely. We find solace in
a variety of ways: our support groups, our
families, our significant others, message
boards, and conferences, among other things.
And lucky for us, amidst a global pandemic,
we’ve had the chance to join facial pain
conferences remotely. These conferences
have brought us together for years before
this, but especially now in a time when we’re
all isolated. As we get ready for the next
facial pain conference, we wanted to give you
some tips to optimize your experience.
Take notes!
There is a plethora of information to be learned during
a conference, and that’s on top of the overwhelming
experience of being with people who understand what
you’re going through. We recommend taking as many
notes as possible. In the heat of the moment, you may
not fully soak in every bit of information on the day of
the conference, but later when you go over your notes,
you may think of questions to ask our community!
Taking notes just allows you to take in everything
without worrying about forgetting something later on.
And you can trade notes with others on the message
boards later too! After all, we are all in this together.

Join message boards before the conference
If you haven’t already, join message boards where you
feel comfortable before the conference. That way, both
during and after the conference, you can message
with those who are also in attendance about questions
or tips. And, it’s a great way to connect with other
people who know what you’re going through.

Take a deep breath
We know we’ve said it a lot, but a conference can
be overwhelming (in a good way!), so don’t forget
to take a deep breath and just soak in what you’re
hearing. There are a ton of speakers and topics, all of
which are aimed at helping you uncover what is the
best treatment for your facial pain. No two people
are the same, and this conference takes that into
consideration. Remember, you’re surrounded by those
who care about you (even if it is virtually).

And most importantly, enjoy!
More information on the FPA’s conference can be
found here: FacePain.org/2022-FPA-Conference
Presentations will include, but are not limited to, facial
pain diagnoses, surgical and non-surgical treatments,
mental health, neuromodulation, research, medical
cannabis, medication, and mindfulness.

We hope to see you there! And if not at this
conference, then on our social media. We are
always here for you!
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Meet the Young Patients Committee
By Stephanie Blough
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Meet the YPC! With the launch of the new FPA
website, logo, and branding, we thought it best to
reintroduce ourselves. We are the Young Patients
Committee, a committee designed to advocate for
people with facial pain under the age of 40.
Our primary goal is to make sure that no one ever feels
alone in their diagnosis. From our new monthly support
group, to supporting young patients at facial pain
events, to everything in between, we are here for you.
On the new FPA website, we have our own page
that has links to all of our social media accounts and
articles our board members have written through
the years to make the world of chronic pain more
manageable. Make sure to follow us on Instagram,
Facebook, and Twitter! We also have an Etsy store
with tons of items that help to start the conversation
about trigeminal neuralgia. After all, awareness starts
with one conversation about a cute teal ribbon decal!

Our email account and social media accounts are
always open for conversations and questions. Feel
free to send us a message if you need some extra love.
Always remember that you are never alone. Each of
our board members have experienced different paths
since our diagnosis, so we’re always here to help you
through what you’re experiencing. Even though no
two diagnoses are the same, if we have each other,
we can get through anything.
Take our quiz below to get to know us. Make sure to
track your answers to see which one of us you’re the
most like!
If you’ve known about us for a while, we’re glad you’re
here! And if you’re just being introduced to us now,
welcome to the family!
All our love and support,
The YPC
Steph (Chairwoman), Emmy, Lindsey, Meredith,
Kenzie, and Rachel
youngpatientscommittee@gmail.com

Which YPC member are you? Take our quiz to find out!
What’s your favorite
color?
A. Orange
B. Yellow
C. Purple
D. Yellow or earth tones
E. Blue
F. Green

Go-to movie?
A. Any comedy with
Paul Rudd
B. Sweet Home Alabama
C. Titanic
D. Harry Potter
E. Moana
F. Mary Poppins

Favorite activity to
do when you aren’t in
pain?
A. R
 iding a rollercoaster
B. Play with my kiddos
C. E
 njoy nature and be
with friends
D. B
 e outdoors with
wildlife
E. DIY crafts
F. P
 lay outside with my
dogs

What do you do to
relax?
A. Make Excel
spreadsheets for fun
B. Watch TV
C. W
 atch movies
D. Snuggle under a
blanket with coffee
and a book
E. Sit under a heated
blanket
F. Crafting or gardening
“Quiz” continued on page 20
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“Quiz” continued from page 19

Favorite day of the
week?
A. Wednesday-hump
day
B. Saturday
C. Depends on the week
D. E
 ach day has a new
beginning
E. Sunday
F. Thursday
Dream vacation spot?
A. Kingdom of Tonga
(whales!)
B. Anywhere warm!
C. Any vacation is a
dream!
D. K
 enyan Savanna
(elephants & giraffes!)
E. Jamaica!
F. Aruba!

Favorite book?
A. The Sound and the
Fury
B. Motivational or
cookbooks
C. When Breath
Becomes Air
D. To Kill a Mockingbird
& Harry Potter
E. Courage to Soar
F. I don’t like to read
books

What do you do when
you first wake up in the
morning?
A. C
 heck my email
B. (Cuss at my hubby)...
wake up my kids
C. B
 rush my teeth and
wash my face
D. T
 ake meds and drink
espresso
E. M
 ake coffee
F. L
 et the dogs out

What are you bingeing
on TV?
A. Brooklyn 99
B. The Blacklist
C. I don’t have time to
binge
D. Documentaries
E. G
 ood Doctor
F. New Girl
Favorite snack?
A. Almonds
B. Laffy Taffy
C. Cheez-its
D. Anything coffee
E. Popcorn
F. Doritos or chips

Don’t cheat!! Answers below… tally up your choices!
Mostly A’s: You’re most like Kenzie! Kenzie lives in D.C.
with her newly rescued pup, Captain. She’s all about
living life to the fullest and going on new adventures
with friends — as long as there is a down to the hour
agenda made on excel before she packs! You’re kindhearted and ready to do anything, but definitely
detail-orientated!

Mostly D’s: You’re most like Emmy! Our U.K. board
member, Emmy knows how to brighten anyone’s day
with a message or photo. Her favorite place to be is
out in nature and she always has a smile on her face
while she does it! Your own goal of the day is to
bring a smile to someone’s face, and trust us, you
always succeed!

Mostly B’s: You’re most like Meredith! Living in Texas
with her hubby and two daughters, Meredith is
teaching her daughters that understanding and
compassion go a long way. You can find her searching
for a new recipe or enjoying the sun, but only after
she’s played with her kids! You’re selfless, but know
that it’s important to balance the needs of others
and yourself!

Mostly E’s: You’re most like Lindsey! A recent
radiology technology graduate in Texas, Lindsey
advocates for young patients on the pharmaceutical
side of the world. The voice of reason and all things
creative, Lindsey knows what it means to shoot for
the stars in life! You know the value of work hard, play
hard, rest hard, and you love to bring others along for
the ride!

Mostly C’s: You’re most like Rachel! At medical school
in Louisiana, Rachel is on her way to becoming a
neurologist. The leader of our support group and
resident teacher of all things new, Rachel is the
epitome of what it means to choose a path of
compassion! You’re a go-getter who loves to tell
others fun facts and you’re on your way to making
the world a better place!

Mostly F’s: You’re most like Steph! Our chairwoman,
Steph works tirelessly to make every young patient
feel supported and loved from Ohio. When she’s not
spreading awareness, you can find Steph out in her
garden or exploring a crafting store with her two
dogs and husband in tow! You’re all about do-ityourself activities and love to spread joy through
gifts for friends!
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Leaving a Legacy

Your story. Your values.
Leave a Legacy with the Facial Pain Association.
Our Legacy Society members are an instrumental group of supporters
who have included a gift to FPA in their estate planning.
Anne & John Ciemnecki
Doris Gibson
Ronald David Greenberg

Carlin Lagrutta
Miriam Leinen
Mary Ann McCann

David & Jody Meyers
Charles Muchnick
Mary-Ann Neri

Arlene & Bernard Richards
Paula Rosenfeld
Arthur & Ann Schwartz

If you would like more information on joining the FPA Legacy Society, please
call 800-923-3608 or email Brandi at bunderwood@tna-support.org.
Pledged

Sustainer
Circle
The Sustainer Circle is an incredible community of monthly givers who help ensure that FPA meets our
mission of support, education, and advocacy of the facial pain community.
William Albert
Cynthia Bennett
Carol Berardi
Jennifer Byram
Joey Callahan
Luanne Crawford-Richey
Daniel Desmedt
Allison Feldman

Stephen Fleming
Irene Fulk
Margaret Gallo
Lorri Genack
Regina Gore
Warren Huss
Ally Kubik
Isabella LaGrego

Audrey Martinuzzi
Arthur Matson
Laura Ortiz
Brandi Underwood
Candace Walkup
Kathleen Warren
Linda Wilson
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FACIAL PAIN?

GET COMPASSIONATE
CARE WITH EXPERIENCE.
Founder and chairman of Trigeminal Neuralgia Treatment Center of Virginia,
K. Singh Sahni, M.D., FACS, has performed over 3000 surgical procedures for
patients with facial pain over the last 30 years in Richmond, VA.
This center is one of the few private institutions in the country which offers
comprehensive, multi-modality treatment options for face pain, delivered by
the same physician.
Dr. Sahni will personally tailor your care using either medications, glycerol
injection, or Gamma Knife treatment, depending on your individual needs.
Make an in-person or virtual appointment.
(804)-330-4990 | facepaindr@gmail.com

TRIGEMINAL NEURALGIA TREATMENT CENTER OF VIRGINIA
(804)-330-7099 • facepaindr@gmail.com • www.trigeminalneuralgiava.com

SPONSOR SPOTLIGHT

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.

DR. PHILIP E. STIEG

Chairman of the Department of
Neurological Surgery
Microvascular Decompression
212-746-4684

Advanced Treatment for Facial Pain
Expert, integrated care for patients with trigeminal neuralgia,
addressing both your physical and emotional needs

DR. MICHAEL KAPLITT

Director of Movement Disorders and Pain
Neurostimulation, Alcohol Rhizolysis,
Stereotactic Radiofrequency Lesion,
Microvascular Decompression
212-746-4966

DR. SUSAN PANNULLO

Director of Neurosurgical Radiosurgery
Stereotactic Radiosurgery
(Gamma Knife)
212-746-2438

DR. JARED KNOPMAN

Director of Cerebrovascular Surgery
and Interventional Neuroradiology
Microvascular Decompression
212-746-5149

Find out more at weillcornellbrainandspine.org/facial-pain-program or call one of our specialists to make an appointment.
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BEYOND
SYMPTOM
CONTROL
Developing therapies to help
people with orphan conditions
of the brain and nervous system
live their lives to the fullest.

info@noemapharma.com
noemapharma.com
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WORLD CLASS
TRIGEMINAL
NEURALGIA
FACIAL PAIN
PROGRAM

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.

Michael Brisman, M.D.

Jeffrey Brown, M.D.

Alan Mechanic,, M.D.

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 Mount Sinai South Nassau
in Oceanside, NY.

Dr. Brown is the Facial Pain
Association Medical Advisory
Board National Chairman.
He serves as the Neurosurgery
Director of the NYU Langone
Long Island CyberKnife®
Program in Mineola, NY.

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

Scan to request
a consultation

nspc.com | (844) NSPC-DOC
In-Network with The Empire Plan (NYSHIP)

