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SPONSOR SPOTLIGHT

EVERYONE'S
FACIAL PAIN IS UNIQUE.

SO SHOULD THE
TREATMENT.

If you are searching for relief from the
facial pain of trigeminal neuralgia, now is
the time to learn about gamma knife.

TELEHEALTH APPOINTMENTS
are available, saving you time and travel.

The Valley Hospital Gamma Knife Center
Paramus, New Jersey
201-634-5677

The road to successfully treating trigeminal neuralgia can be a
long one, especially if you've relied on medications for years with
only modest success. It's time to take a unique road: outpatient,
nonsurgical treatment at The Valley Hospital's Gamma Knife
Center in Paramus, New Jersey.

And to help you down that road are Valley’s highly experienced
nurse navigators who literally meet every patient at the door,
taking them through each step of their treatment journey.

We are one of very few gamma knife centers in the New York /
New Jersey / Connecticut area, and we have been effectively
treating trigeminal neuralgia for many years.

Care is delivered in a beautiful and calming outpatient setting,
off-premises from The Valley Hospital. Access is easy and direct
from all main highways.

Learn more at ValleyGammaKnife.com/FacialPain Valley
’ 'I Health

Care Like No Other

System



https://www.valleygammaknife.com/trigeminal-neuralgia/
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From the Chairman of the Board

Although this has been a difficult year for nearly everyone,
I'm pleased to report that the FPA made great progress
toward its mission of providing information and support
to those with facial neuropathic pain, their caregivers and
the medical community that supports us. And this terrific
progress was due to many of you.

There were many FPA achievements this past year, and
four that I'd like to highlight. First, the FPA transitioned

to become a virtual organization (we started this before
Covid hit), which allows us to lower costs and staff the
organization with the best talent we can find regardless
of their location. Second, a Peer Mentor Corps was
created and staffed with 29 volunteers to add another
important dimension to the breadth of support we are
able to provide. Third, Facial Pain: A 21st Century Guide For
People With Trigeminal Neuropathic Pain was published.

It was three years in the making, and it is likely the most
comprehensive book on this topic in the world. Finally, the
FPA hosted its first Virtual Conference with close to 1,000
attendees from 47 states and 14 countries. Not only did
this event receive outstanding praise from its attendees
and participants, it was an incredibly important big, first
step in developing our ability to reach more people in our
community through this format.

Whew, | feel like I'm riding on the Little Engine That Could!

How did all of this happen? Our small staff led by our new
CEQ, Allison Feldman, deserves most of the credit. They
work tirelessly for our community. On top of that, we have
~ 85 volunteers who are members of our Medical Advisory
Board, Board of Directors, Support Group leaders,
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Peer Mentors, leaders of our Young Patient Committee
and others. And last, but certainly not least, we are
extremely fortunate to have had more than 1,500
people generously donate to our cause. Without
these donations, we'd vanish.

As we enter 2021, we dream about being even more
helpful and valuable to those in our community. For
example, this past year we cataloged all of our important
information assets (e.g., studies, articles, videos) by topic
in a manner that allows staff, Support Group Leaders, and
Peer Mentors to provide you with the resources you need.
In 2021, we will launch a new FPA website that will enable
you to retrieve some of this vital information directly and
be even better at helping you answer your most pressing
questions. (But remember, even with an improved
website, we want to hear from you directly.)

Those of us with trigeminal neuropathic pain are in an
unenviable position. But there are many world-class
medical professionals dedicating their lives to helping us,
and research is being conducted everyday to find new
solutions to our problem. Furthermore, there are many
things to try to stop, or at least reduce, the pain.

And always remember that you are not alone. We at the
FPA stand ready to help, as do many other members of
our community.
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David Meyers, Chairman of the Board
The Facial Pain Association
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One silver lining of the current
pandemic is the incredible display of
science, innovation, and technology
on display during the race to develop
a COVID-19 vaccine. Remarkably,
researchers were able to sequence
the COVID-19 virus, understand its
structure, and generate vaccines in
under one year! Furthermore, the
technology developed from this
vaccine is now being applied to other
diseases. However, this impressive
feat is not a one-off. If we look at our
scientific progress over this decade,
the vaccine is one of several major
medical advancements. In cancer, for
example, we now have therapies able
to cure advanced cancers by using a
patient’s own immune system to fight
the disease. Furthermore, with new
advanced sequencing technology,
scientists have identified targetable
mutations and created drugs that
selectively block those mutations. As
a result, we observed tumors melting
away in patients with widespread
disease. We are truly at an inflection
point in science and as we look to
facial pain, and pain in general, we
have more reasons for hope than ever.

Progress occurred because of major
advancements in our scientific
technology. Some of the notable
exciting advances in scientific tools

Science

Innovation

Technology

include the ability to perform genetic
seguencing now at the level of single
cells rather than using large pieces

of tissue. We can also extract genetic
material from a simple blood draw

to detect disease and monitor its
progress. In addition, we can study
how our immune system interacts
with our body to cause pain or even
cancer. These technologies are now
being applied to all diseases, including
pain. As a result, In TN, studies are now
identifying new signaling genes and
ion channels (that effect how nerves
conduct signals) that have gone awry.
These findings have implications for
new classes of drugs. Others have
also found alternative pain signals
that could be responsible for facial
pain and clinical trials are underway
to target these and other signals in
patients with TN and atypical TN.
Furthermore, immune studies have
better characterized the role of
aberrant inflammation in pain. As we
better understand the underlying
mechanisms of pain and identify new
targets, more effective therapeutics
will be developed to treat these
abnormal pathways and interactions.
In some cases, we may be able to
reverse these abnormalities as exciting
new genetic technologies allow us to
replace the faulty genes. Also, these
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technologies have the potential to
be applied to conditions other than
classical TN such as atypical facial pain.

We are inspired by the courage and
strength of our patients in fighting
their pain. This inspiration drives us

to explore the biological basis of pain
and discover new therapies. However,
we know that progress is a team
effort. Despite the amazing tools that
we have at our fingertips, we could
not have made these advancements
without the participation of our
patients (whether it be patients
volunteering for a population study or
donating samples). Together, we will
overcome and cure facial pain. l
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Facial pain management is complex. Over the last three decades, our outreach

' has expanded to include people with various symptoms, experiences, and facial
Allison Feldman, pain diagnoses. If the challenges of 2020 have taught us anything, it is that FPA will
Facial Pain Association CEO continue to diversify our programs to meet the needs of the facial pain community.
As we evolve, our mission to support, educate, and advocate for people living with
neuropathic facial pain remains central to every decision we make.

As we turn our face towards the future, we have chosen a new logo that honors our
legacy while communicating our ongoing commitment to inclusion.
Teal has become the color that represents awareness, and our new logo expresses our

dedication to advocacy through awareness.

The three shades of teal represent the three core components of our
mission: support, education, and advocacy.

The faces honor you, acknowledging your journey was likely not a direct
path, but you are not alone.

The circle enclosing our logo’s faces represents our commitment to
providing access to everyone suffering from neuropathic facial pain regardless of
diagnosis, age, or needs.

W e e o bl o
nry Mop of the way.

S e The Facial Pain Association continuously strives to be the most reliable and
comprehensive resource for those affected by facial pain, their families, and
healthcare professionals. Our new logo better aligns with this goal.

As we embark on this new era, we envision FPA reaching more people, better
serving our community, and developing a large volunteer corps to support

these efforts. In addition to our new logo, we will soon launch our new website.
FPA's website will be faster, easier to navigate, and more accessible. We believe
people with facial pain are best served when they are educated partners in their
healthcare, and are supported by a caring network of others who have ‘walked a
mile in their shoes. Our redesigned website (preview on left) will empower you to
become educated about your condition and will connect you to the facial pain
community.

Beursares Bsr Mewly (Hagmanad

Working hand-in-hand with medical experts treating neuropathic facial pain,
our new website will be a hub for upcoming events, latest research, educational
materials, and up to the minute information to help you live your best life. Your
support makes all that we have accomplished possible.

Thank you for supporting the Facial Pain Association,

(45

Allison Feldman
Chief Executive Officer
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Shooting Pain in the Back of the Head:
The Occipital Neuralgia

Konstantin V. Slavin, MD, FAANS
Professor, Department of Neurosurgery

University of Illinois at Chicago

It is not uncommon in a facial pain practice orin a
headache clinic to hear from patients about pain in their
face and head that originates, focuses, or culminates in

the back of the head, the region that is called occiput. The
patients'description of the pain location may — and usually
does - help in making a correct diagnosis as most nerves
in the head and neck region cover very specific anatomical
distributions. The trigeminal nerve, for example, is the

main provider of sensation to the entire half of one’s face.
Similarly, the sensation in the region behind the ear and
above the hairline in the back of one’s head is supplied by a
very specific group of nerves, the occipital nerves. There are
three occipital nerves on each side: the greater, the lesser,
and the third occipital nerves, and all of them originate

from the upper cervical spinal nerve roots, mainly from the
second and third cervical levels (C2 and C3).

As the sensory information from the occiput is carried by
the occipital nerves to the central nervous system, it travels
through sensory ganglia and nerve roots and then enters
the spinal cord in the upper part of the neck. There it is
processed in the same area that is involved with sensation
from the face and the rest of the head - the so called
trigemino-cervical complex. These intricate connections
explain frequent overlap of the occipital pain with various
migraine and headache conditions as well as some
instances of occipital pain radiating into the forehead or
getting aggravated by the facial pain.

Itis important to notice, however, that among many
painful conditions that involve occipital region, the true
occipital neuralgia - the subject of this paper — presents
a very specific pain syndrome that can be successfully
treated in most patients, as long it is properly diagnosed
and addressed.

“Occipital Neuralgia” Continued on page 6
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“Occipital Neuralgia” Continued from page 5

So what is the occipital neuralgia (ON)? Itis a
relatively rare condition that manifests itself with

a pain on one or both sides of the head (unilateral
ON is seen in 85% of cases). The pain usually starts
in the back of the head and travels higher and
toward the front, eventually reaching the very top

of the head (the vertex). It is described as shooting,
electric-shock like, or stabbing in nature (and this

in medical terminology is referred to as paroxysmal
lancinating pain). Very often there is also a dull
aching pain between the shooting attacks located

in the same general area. The duration of attacks
lasting from few seconds to few minutes, the severe
intensity of pain, presence of either tenderness over
the course of the occipital nerves or trigger points
within the occipital area, as well as pain or discomfort
observed with innocuous stimulation of the scalp

or hair (such as hair brushing or shampooing that
would not normally cause pain) are all characteristic
features of ON. Another classical feature that helps

in making proper diagnosis is the improvement or
disappearance of pain in response to numbing the nerve
with an injection of local anesthetic in the vicinity of the
nerve in question (nerve block). Such blocks are used to
both diagnose and treat ON as the pain relief from a single
injection may last quite long. In order to make diagnosis
of ON, the patient is asked or tested for all of the above-
mentioned features, keeping in mind that other conditions
that present with pain in the occipital region (migraines,
cluster headaches and hemicranias, tension headaches,
cervicogenic headaches that arise from dysfunction of the
joints within the spinal column and neighboring cervical
muscles, etc.) have to be ruled out first.

Very frequently, in order to rule out associated
anatomical pathology, it is necessary to perform
appropriate imaging of the head and neck - this would
usually include MRI of the brain and the cervical spine. The
imaging would allow detection of Chiari malformations,
cervical spondylosis, vascular, and neoplastic conditions; in
most ON cases the MRI studies are read as normal or almost
normal.

Interestingly enough, the exact source of pain in

ON remains unknown - it is commonly accepted as a
neuropathic pain condition, meaning that the underlying
process is the malfunction of the nervous system. The
occipital nerves, the culprit of ON, appear to be hyperactive
and irritated but the reason for this irritation is often
unclear. Multiple existing theories postulate compression
or entrapment of the nerve or nerves anywhere along
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their course in the patient’s neck and head, but there is no
consensus or a universally accepted understanding of the
underlying pathology.

As with all chronic pain syndromes, the treatment of
ON is administered in systematic fashion - starting
from conservative measures: medications, interventions,
and ultimately, surgery. As the natural course of ON may be
self-limiting and the pain may improve over time, it may be
prudent to avoid risky interventions early on in the course
of the disease, but medically-refractory cases (those not
yielding to treatment) are often considered for invasive
treatments as the pain may become disabling and making
risks of interventional or surgical treatment justified.

The common initial treatments include application
of cold and warm packs, massage, and physical therapy.
Rest also frequently reduces the pain. Among available
medications, initial preference is given to conventional
anti-inflammatory drugs and muscle relaxants. The next
level of treatment would include those commonly used
for neuropathic pain conditions- anticonvulsants and
antidepressants, including gabapentin, amitriptyline,
pregabalin, carbamazepine, and nortriptyline. Although
useful in relieving the pain, the opioid medications are to
be avoided in ON and other neuropathic pain conditions.

The nerve blocks are considered next — and here
one may use the block or blocks for diagnostic and for
therapeutic purposes. Nerve blocks may include both



short and long-lasting local anesthetics; the medications
are injected in the vicinity of each suspected nerve, and

as a result of injection the territory that the nerve supplies
becomes temporarily numb. Along with numbness,
patients experience improvement or complete relief of
their ON pain, but duration of this relief tends to be longer
than duration of numbness, and sometimes the pain relief
may turn out to be long-lasting or even permanent. This
course of events, however, is observed in only a small
fraction of ON patients, and therefore the nerve blocks have
to be repeated, usually with addition of corticosteroids to
the local anesthetics, adding anti-inflammatory effect to
the anesthesia.

Other interventional (non-surgical) ON treatment
options include injections of botulinum toxin, pulsed
radiofrequency treatments, and short-term electrical

nerve stimulation (so called percutaneous electrical

nerve stimulation or PENS). Each of these interventional
modalities is able to provide significant reduction in pain
intensity in a majority of ON patients, but the longevity of
improvement varies from person to person and permanent
pain relief is rarely seen.

Surgery is reserved for the most refractory patients
who fail to respond to non-surgical treatments and those
with intolerable pain who experience pain recurrence after
the use of less invasive approaches. Although many specific
surgical procedures are available for ON patients, all of
them are divided into three main groups: decompression,
neuromodulation, and neurodestruction.

'

Decompression surgery is based on a presumption
that the pain comes from the occipital nerve(s) being
compressed along their course through the muscles and
fascial layers with additional aggravation from neighboring
arteries that are expected to travel next to the nerves.
During surgery, the nerves are released at one or several
points, usually by cutting the adjacent muscle and fascia,
and the additional compression points from the vessels
are protected by physical separation of neural and vascular
structures. In case of unsuccessful decompression or if

the pain recurs due to scar formation, there is an option

to interrupt transmission of painful signals or remove

the hyperactive neural structures — this is accomplished

by destructive interventions which include neurectomy

or neurotomy, ganglionectomy, and rhizotomy that are
aimed at the nerves, spinal ganglia, and spinal nerve roots,
respectively. All of these interventions are considered
established treatment options for ON, but the patients are
expected to discuss with their surgeons the associated risks
of complications and possibility of improvement, as well as
contingency plans in cases of insufficient pain relief or pain
recurrence.

A very different approach in treatment of ON is based
on pain suppression with electrical stimulation that is
delivered by an implanted device. This technique, called
occipital nerve stimulation (ONS), was developed in the
1970's and perfected to its current shape in late 1990's. It is
now considered a standard approach to the treatment of
medically-refractory ON pain. Several years ago, practice
guidelines backed by a national neurosurgical society

(the Congress of Neurological Surgeons) recommended
ONS for ON patients based on evidence gathered through
multiple peer-reviewed publications. Despite this, however,
ONS remains one of those procedures that require a
complicated approval process from most insurance
companies.

The surgery for ONS includes implantation of one or
two electrodes in the immediate vicinity of the nerve so
that the electrical pulses can reach the nerve when the
device is activated. During the initial testing period (the
trial), the electrodes are connected to an external device

to check for the degree of improvement and presence of
any side effects; these temporary (externalized) electrodes
are usually removed at the end of the trial. Later on, the
implantation of the permanent device involves insertion of
both the electrodes and an internal pulse generator that

“Occipital Neuralgia” Continued on page 8
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“Occipital Neuralgia” Continued from page 7

serves as the power source and a “brain” of the ONS system.
The devices available for ONS today allow patients to turn
stimulation on and off, make it stronger and weaker, adjust
settings, and switch between different programs based on
pattern and severity of their pain. All of this is done with

an external “remote control”that communicates with the
implanted generator using telemetry. Among multiple
generators and systems available for ONS today there are
some devices that are rechargeable and can last, with
proper recharging, up to 15 years.

No surgical treatment of ON is perfect — each modality
has its own set of risks and limitations — but with proper
diagnostic evaluation and clear expectations of treatment
it is possible to achieve lasting pain relief, so the diagnosis
of ON should not be considered a lifelong burden but
rather a treatable condition that can be improved and
potentially cured as long as there is a well-informed patient
and a team of experienced and enthusiastic physicians and
surgeons.

Disclaimer:
The FPA does not endorse any product, doctor, procedure,
medical institution, or its staff.
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trigeminal neuralgia pain started after a subepithelial
connective tissue graft, an elective procedure used

by periodontists to correct receding gums. After the
procedure, | left the dental office feeling like something
had gone wrong. | was in too much pain, too bruised,

and too swollen for what was supposed to be a simple
procedure. That day was October 18, 2012, and | have had
constant burning pain ever since. Several months later, |
was diagnosed by a neurologist who said,“l am so sorry this
has happened to you!

I had never before heard the words “trigeminal neuralgia,’
and it has taken many years and too many doctors to count
for me to understand the gravity of those two words. As |
bounced from one doctor to another, | heard many more
words to describe my condition.. TN2, TN3, burning mouth
syndrome, atypical facial pain, migraines, complex regional
pain syndrome, neuralgia involving the distal branch of the
maxillary nerve, chronic neuropathic facial pain following
local anesthesia accident with pain in 2nd division, left
branch of the 5th trigeminal nerve, trigeminal neuralgia,

Volunteer

Spotlight

trigeminal neuropathy, chronic pain syndrome, and many
others | cannot remember.

Prior to my periodontal injury, | was a healthy individual
who worked out at the gym every day, did yoga on the
beach, and walked 6 miles several days a week with my
neighbor. On the weekends, | climbed mountains! Not
anymore.

| have tried all the “tricks of the trade” typically prescribed
by doctors for neuropathic pain including anticonvulsants,
antidepressants, antispasmodics, nerve blocks, ketamine
treatments, lidocaine infusions, acupuncture, chiropractic
adjustments, photo-modulation, transcranial magnetic
stimulation, cyberknife, and a radiofrequency rhizotomy, all
with no relief. | recently completed an eight-week Chronic
Pain Management Program. The only procedure | have not
had is microvascular decompression surgery.

| felt all alone until one day | came across the FPA while
searching on-line, determined to find a way out of this
nightmare. | started attending a facial pain support group
in the San Francisco/East Bay where | met others with the
same or similar conditions. We shared our
stories about doctors and procedures,
medications and side effects, and how this
condition had totally changed our lives.

| have attended three annual conferences.
At the San Diego convention, | met Claire
Patterson, who founded the FPA in 1990.

| don't know where | would be today if |
had not found the FPA. TN is considered an
‘orphan disease”; however, | seem to meet
someone who has it or knows of someone
who has it every week. | am a peer mentor

“Volunteer Spotlight” Continued on page 10
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“Volunteer Spotlight” Continued from page 9

for the FPA and a co-leader for the San Francisco/East
Bay support group that has recently merged with the
Sacramento support group.

| am indebted to the FPA for all it has given me and | feel
compelled to give back. You can too!

Start a support group in your community, or become a
peer mentor. Attend support group meetings and annual
conferences. Help fund raise.

Above all, spread the word to your medical community
that there is help for their facial pain patients ... and that is
the Facial Pain Association. ll

SPONSOR SPOTLIGHT

ool ey Advanced Treatment for Facial Pain
Brain & Spine Center

Our Facial Pain Program includes internationally recognized Expert, integrated care for patients with trigemina' neura'gia,
experts in the field who have advanced training in the very

latest minimally invasive procedures used to treat TN. addressing both your physi(a' and emotional needs

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

Prescription
Medication

By Lindsey Thacker,
Certified Pharmacy Technician, YPC Committee Member

| was unprepared that the reality of having chronic
health conditions would leave me in a state of financial
insecurity. Over the past few years, | have learned to
not only advocate for myself, but also for my patients.

| wanted to share with you some of the most common
questions we get from patients at the pharmacy that
are struggling to afford their medication and what can
be done to lower the cost.

What happens when the insurance
rejects the claim for a medication?
- Prior Authorization: This is a term that nearly all of us

have heard, however, many patients do not understand
what it means or what the process is. If a medication

requires a prior authorization, it could mean several things:

1. The medication is not covered on your insurance
plan.

2.The medication is covered on your plan, but you
must meet certain requirements for them to
pay. When this happens, your doctor needs to
submit information to insurance to prove that the
medication is medically necessary.

3.The medication is covered on your plan,
but it requires step therapy. This means that
the insurance would rather pay for cheaper
alternatives. If you have tried alternative
medications and they were not a good fit for
you, your doctor can submit this information to
insurance to get the medication covered.

The next big question is what needs to be done. When
the rejection pops up at the pharmacy, the pharmacy

will contact your doctor’s office and inform them that a
prior authorization needs to be completed. Your doctor’s
office will then contact your insurance and provide them
with the information they need. Then, it is up to the
insurance company to decide if they are going to cover the
medication. Sometimes it will be an immediate response;
however, it could take several days for them to make a
decision. From the patient side, there is not much you can
do during this process.

If the prior authorization is denied, there is still hope. Your
doctor can appeal the prior authorization. If the appeal is
denied, they can file a second level appeal. Finally, if that
is denied, most insurance companies will let you do an
external appeal through a third party.

What if a brand name medication is not
covered?

- Patient Assistance Programs: The manufacturers
want you on their brand name medications. They often
have programs to help you get their medication. For
example, if you are financially struggling or meet certain
requirements, then you may be eligible for this. To see if
you qualify, reach out to the manufacturer, and explain
your situation. You never know how they might be able to
help you until you reach out.

- Independent Pharmacy Programs: Some independent
pharmacies are partnered with the manufacturers of
brand name medication. They will sell the medication

“Prescription Medication Continued on page 12
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“Prescription Medication Continued from page 11

for an extremely discounted “cash price”. This information
should be listed on the medication’s website.

If a brand name medication is covered,
how can I make it affordable?

- Manufacturer Savings: If you take brand name
medication and have commercial insurance, these are
your best friends. Nearly all brand name medications have
a coupon from the manufacturer. There are two ways
to get manufacturer coupons: looking online and your
doctor’s office. If you go online, search the “name of the
drug savings”and click on the medication’s website. It
will have you fill out a quick form and then you email or
download the card. Take this information to the pharmacy
so they can apply the savings!

What if a generic medication is not
covered?

- Prescription Savings Cards: If it is not a name brand
medication, prescription savings cards and programs
that can help you. There are websites like GoodRx and
AmericasPharmacy where you can search the name
of your medication and it will show you the price of
the medication with their coupon card at different
pharmacies. Not all pharmacies accept these, so reach out
to your pharmacy before you decide to go this route.

- Pharmacy Savings Programs: \Walmart, wholesale clubs
and many retail pharmacies offer RX savings programs.
Walmart has a list of medications that are $4 for a 30-day
supply and $10 for a 90-day supply. Wholesale stores
will offer a discount for those that pay for a membership
to the club. Many retail pharmacies are starting to offer
similar programs. If you pay a yearly fee, you can receive a
discount on your prescriptions.

What if I cannot afford my medication?

- Assistance Programs Run by the State: If you are
having a hard time affording your medication, some
states offer Medicaid programs that you can use as a
supplement. Requirements differ in every state.

- Assistance Programs Run by Nonprofit Groups:
These programs will help pay for your prescriptions. There
are several ways to find non-profit assistance programs.

If you are religious, with your place of worship. Many

will have assistance programs set up for their members
and sometimes even can help people outside of the
church. While | am unaware of a program for those with
Trigeminal Neuralgia, there are some conditions that
have assistance programs to help with copays. If you have
other conditions, it could be worth looking into. There

are also programs online for those with low income or on
disability. If you need help, reach out to several programs,
and see what you qualify for. They are here to help you.

- RX Savings Cards and Programs: Even if the
medication is covered by your insurance, sometimes you
can get it cheaper by utilizing these cards and programs
as mentioned above.

If you have any additional questions, please do not hesitate
to reach out. You can contact me through the Young
Patients Committee of the Facial Pain Association. Our
email is youngpatientscommittee@gmail.com Ml

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

Managing Pharmacy Costs

Prior Authorization

Patient Assistance Programs

Independent Pharmacy Programs

Manufacturer Savings

Prescription Savings Cards
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Pharmacy Savings Programs

Assistance Programs Run by the State

Assistance Programs Run by Nonprofit
Groups

RX Savings Cards and Programs
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Awareness

Conversation’

Starters

Living with a rare disease like
trigeminal neuralgia or any of
the many facial neuralgias we
all experience can be isolating.
One thing that 2020 taught

the world is the importance of
human interaction. This year,
we encourage you to foster
knowledge. For those who don't
live with a rare disease, research
leads to knowledge which breeds
empathy.

Empathy is a very strong

emotion that can help us to not
feel as isolated in our pain. Having
those difficult conversations can be a
first step to bridge the gap between
those of us who experience pain and
those who do not.

Kickstarting these

conversations can be
challenging; they require us to lean
into our vulnerabilities and share
something that is very personal.
We've come up with a few tips and
conversation starters to help with
these conversations.

Utilize Plural Pronouns

If you aren't comfortable sharing your
own personal experience, use plural
pronouns like ‘'us, ‘they’, or ‘we’to share
the experience of facial pain. Phrases
like “when we feel pain it comes in the
form of electrical shocks” or “taking

lots of different types of medications is
normal for us”can be just as powerful
as’l feel electrical shocks” or“l take four
types of medications for my pain.
Using broad statements like this won't
take away from the impact of what
you're saying, but it does give you

the opportunity to avoid complete
vulnerability. We should have the
choice what to share with the world
about our pain while still being able to
bring awareness to those around us.

Start with a Question
Questions are an easy way to start
conversations and they give you a
chance to see what they may already
know about facial pain. When dealing
with difficult conversations, you want
to give the other party a chance to
speak too. Asking questions pulls

people into the conversation. It also
gives the other person permission to
ask questions.

You can start with, “Have you heard of
Rare Disease Day?" or“Did you know
that October 7th is International
Trigeminal Neuralgia Awareness Day?”
to start a broad conversation. But
questions like, “Did you learn about
facial pain in your college health
class?”or“Have you ever noticed

that sometimes | need to wear face
coverings outside?” will draw the other
party into more specific conversations
about facial pain.

Lean Into Your Emotions
One of the hardest things to do
when talking about difficult things is
to have a constructive conversation
while trying to hold in your emotions.
Showing an emotional side of things,
whether it be anger or tears, doesn't
take away from the validity of your
words. In fact, it only heightens

the power you show. People will
remember the conversations that
made them feel something.

“Awareness” Continued on page 14

13

Spring 2021



“Awareness” Continued from page 13

Allowing yourself to feel and show
how you're feeling gives the other
person a chance to step into a sphere
of understanding. Facial pain is an
emotional rollercoaster, lean into the
rollercoaster and see where it takes
you!

These tips will hopefully help

you to share with those around you
about facial pain and to help us

bring awareness to our experience.
Whether you lean into your emotions
or choose to speak broadly about facial
pain, speaking up is an empowering
phenomenon. We are proud of your

Useful links
r(@/tnypc

a/you ngpatients

ﬂ/tnaypc

O/facialpainassociation

strength! [l

How old are you?
| am 34 years old.

Where do you live?

Delaware, Ohio- north of Columbus.

What is/are your diagnosis?

I have atypical trigeminal neuropathic pain from multiple
dental traumas as well as 2 compressions against my
trigeminal nerve causing classic TN shocking pain in
addition to the constant pain.

When did you first experience neuropathic
facial pain?

| first started having excruciating pain following a common
root canal. They told me | likely just had an infection, and
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it would go away, it didn't. Two weeks later | was back at
the ER in the same horrific pain and again they just told
me to be patient and it would subside. Unfortunately, it
took 2 years to determine something more substantial was
the cause and | was diagnosed with Trigeminal Neuralgia.
Another year after that | learned from Dr. Casey in Michigan
my exact condition, and 4 months ago it was confirmed
with Dr. Linskey’s thorough evaluation.

What do you do in your free time?

| own a small business building custom furniture and décor.
In my free time, | love to spend time with my wife and boys
outdoors playing sports or riding bikes or going to a park
playground.


https://www.facebook.com/tnaypc
https://www.facebook.com/tnaypc/
https://twitter.com/youngpatients
https://www.instagram.com/tnypc/
https://www.facebook.com/facialpainassociation

What has TN taught you?

TN has taught me that no matter what my situation is, it
can always be worse. Pain, discomfort, or dissatisfaction are
all relative to what | tell myself | can endure. | must remind
myself that no one will make my pain disappear, so | have
to suck it up and fight to get through each day

however | can.

What non-surgical procedures have you tried?
In the beginning when doctors did not trust the severity
of my pain, | tried every non-prescription medication
you can name. | went to multiple chiropractors, an
acupuncturist, massage therapists and masseuses. | have
had Botox, bought heating pads, ice, tens units, and
muscle stimulators. | tried a dozen different topical creams
including ketamine, CBD’s with and without THC and
even one with hydrocodone in it. My dentist friend tried
typical numbing injections. | have taken oral, topical, and
injectable steroids. The list of prescribed medications is
enough to fill a pharmacy. | have taken 5 of the top TN
antiseizure medications but because of my type 1 diabetes
responding negatively was narrowed down to only
oxcarbazepine. | have taken opioid medications, have tried
marijuana in multiple forms, and have just recently began
a series of stem cell injections. | am probably missing quite
a few others, but these are many non-surgical treatments |
have tried.

Have you had any surgical procedures?
Our insurance currently does not understand the
complexity of my diagnosis and unfortunately is refusing to

support our desires to get an MVD from someone qualified
to do an "empirical” or “exploratory” MVD as opposed

to a“classic MVD. Once we know that we will not have
consequences from exploring surgery “out-of-network," we
will try to find a way to financially pay to have Dr. Linskey
do the MVD as a desperate attempt at gaining back a
fraction of my normal life and work capacity.

How has your facial pain changed you?

| won't lie, every day | look at the life | want to be living
and acknowledge the gap that exists between that and
reality. Then, | fight like crazy to fill my mind with the hope
for each day and getting the most | can out of it. Some
days that is harder than others to accomplish, but | have
to fight it for my two boys, my marriage, and the rest of
my friends and family that watch and pray for my survival.
We are blessed to have so many people offer to help
support us right now either in tangible physical form or just
emotionally.

What tips do you have for other young
patients?

My hope for each of us dealing with this lifestyle and
struggle is continually to never give up, and never stop
believing that one day something will change. This is not a
journey we chose to endure, but it is our duty to fight and
survive and to be an encouragement to the others battling
to survive. God has a purpose for why | am dealing with
this condition. And regardless of me knowing why that is, |
must trust that good will come from it somehow, and | do.
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FPA Book and
Webinar Series

Offer Valuable

Information

In October 2020, FPA published
Facial Pain: A 21st Century Guide.
Thirty world experts in the diagnosis,
treatment, and management

of trigeminal neuropathic pain
contributed their expertise to cover
the full breadth of knowledge in the
field to this comprehensive book.

~F
M . - W
k . i Y :
The Dialectic of Pain: Speaking with Your Doctor: A Mindfulness-Based Approach for
Synthesizing Acceptance and Change ~ What Makes the Ideal Professional Coping with Chronic Pain
Deborah Barrett , PhD, MSW, LCSW Javad Hekmat-panah, MD Jonathan Greenberg, PhD

If you have not yet attended an FPA webinar, or it has been a while, we
hope you will join us for this important series. Webinars provide you an
opportunity to learn more about a variety of facial pain-related topics and
allow you to interact directly with the experts.

One of the priorities of the FPA this year is to increase the information and
education we provide about mental health and integrative health therapies,
in addition to the medical content we have always offered.

All FPA webinars are broadcasted live, are free, and open to all!

Visit FPA’s website, www.facepain.org, to view past webinars and
register for upcoming webinars.
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FACIAL PAIN? Trigeminal Neuralgia

Treatment Center of Virginia
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

Let Gamma Knife bring
back your smile.

If you suffer the excruciating pain of
trigeminal neuralgia and medication no
longer provides relief, ask your doctor if

Gamma Knife could be right for you.

For information or referral, call (866) 254-3353
— and see our videos and patient stories at
endtrigempain.com

South Sound - 1802 South Yakima, Suite 103
Gamma Knife
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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CYNTHIA BENNETT,
Sustainer Circle Member

| found our local support group 20 years and two procedures after
facial pain began for me. If only | had known those years before then
what | began to learn afterward, | might not have felt so alone or
misunderstood. | consider the FPA and its website and literature to be
true lifesavers. The national and regional conferences, where patients
can have direct contact with the many supporting physicians, dentists
and fellow facial pain patients have been particularly meaningful to
me. | have the utmost admiration of and respect for those who keep
the FPA afloat and consider them vital to all of us with facial pain. 1am
deeply grateful for the education and hope the FPA has provided to
me. It is a privilege to give a few dollars each month to say thank you
and to help sustain this crucial organization.

FACIALPAIN
ASSOCIATION SUSTAINER CIRCLE

The Sustainer Circle is an incredible community of monthly
givers who help ensure that FPA meets our mission of support,

Sustainer Circle Members

William Albert

education and advocacy of the facial pain community.

This opportunity allows you to set up
automatic monthly donations.

« It’'s Convenient. No need to write
checks and no payments to remember.

« It’s Flexible. You decide how much
you want your monthly gift to be.

« It's Rewarding. Watch your monthly
gifts add up and make an impact.

« How Do | Join? Visit facepain.org.
Decide your gift level, click"DONATE,
and start providing ongoing help to
the facial pain community!

A monthly gift of $10, $20, $50 or more
makes giving easy and often allows you
to make a more generous gift to support
the facial pain community by breaking it

18

down into smaller increments. To join
the FPA Sustainers Circle, go to the
online giving form and indicate that
you want to make a monthly gift and
designate the amount.

We gratefully recognize all donors
who have joined the Sustainers Circle,
having funds directly charged to their
credit card or withdrawn from their
bank account automatically each
month. These donations provide a
reliable source of funding that allows
us to sustain the initiatives of the Facial
Pain Association while spending fewer
resources on fundraising.
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Cynthia Bennett
Robert Camp
Daniel Desmedt
Allison Feldman
Stephen Fleming
Irene Fulk

Lorri Genack

Kelly Glass

Sherry Henseler
Ally Kubik

Isabella LaGrego
Audrey Martinuzzi
Angelique McAlpine
Frank Moreno
Laura Ortiz

Evan Parpar

Robin Pierce
Luanne Richey
Joseph Scheuchenzuber
Lynn Wendell
Linda Wilson



FPA's Honorary and Memorial Tribute

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 people with neuropathic facial pain and their families. We are delighted to share recent Tribute
gifts received from December 2020- February 2021

Honorary
Tributes:

All Facial Pain Sufferers
Raymond McCord

All Patients, Caregivers, Family
& Friends
Eileen Phillips

Melissa Anchan
Thomas Murray

Tyler Bandtell
Laura Ortiz
Garnet Schulz

Tamie Birkhofer
Cindy Swan

Jeffrey Brown MD
Arlene Cherner

Jeffrey Brown MD
Janet McConnell

Deda Burkhalter
Norman Burkhalter

Mary Butcher
Myself

Helen Carter
Wayne Beach

Carolyn Self Chisholm, Faye
Self
Geraldine First United
Methodist Church

Carolyn Chisolm
William Self

Anne Ciemnecki
Brian Ciemnecki
David Ciemnecki

Tyler Costello
Kimi Skokin

Daughter Jo Marie
Giovina Margiotta

Angela DiPrimio
Angela and Rich DiPrimio

Andy Grande MD
Patricia Hoversten

Dr. Bruce Pollock
Leonard Abrams

Allison Feldman
Melissa Anchan

FPA for Help When First
Diagnosed
Zelma Greenstein

FPA Board and Staff
Allison Feldman

Kansas City FPA Support
Group
Cynthia Bennett

Dhun Gandhi
Freddy Gandhi

Elizabeth Gueits
Jennifer Lins

Jim & Andrea Hodkey & Family
Alice Leone

Catherine Jane O'Neil Costello
Janet O'Neil

Danielle Johnson
Henry Zentgraf

David Julian
Debra Morrison

Katie Rose Hamilton
Irene Fulk

John Koff
Richard Marschner

Barry Kushner
Paula Rosenfeld

Dr.YKLee
Jean Newlin

Nandan Lad MD
& Beth Parente, PA
Marianne Hart

Maria Martinuzzi
Audrey Martinuzzi

David Meyers
Paula Moore

My Suffering Buddies
Helen Babyak

Myself
Carol Trombley

Elizabeth & Jake Ohnstad
Norman & Alison Moore

Nancy Oscarson
Carlin Lagrutta

Jane Overstreet
Myself

Karen Paris
Roger Paris

Claire Patterson
Faye Daniels

Susan Raphaelson
Rosalind Kaufman

Elaine M. Retzlaff
Wayne & Elaine Retzlaff

River Church
Darrell Fryer

Margie Rucker
Gina Rucker

Sarah Sabold
Joseph Scheuchenzuber

Kevin Schroeder
Sherry Schroeder

Raymond Sekula, MD
Kerry Dinneen

Raymond Sekula MD
Cynthia Okeson

Howard Sharpe
Marilyn Collom

Shelley Tafel
Rachel Klink

Sophia Tatton
Charlene Churchill

St. Thomas Episcopal Church
Evan Parpar

Tom Wasdin
Angela Briggs

Amity Zepeda
Tracy Angold

Memorial
Tributes:

Pamela Boone
Richard Boone
Sherry Henseler

Michael Cohen
Judith Cohen

Tracy Cope
Dorothy Cope
Kathleen Everlove
Tim Guith
Bernard and Susan Young

Roy Crane
Michael O'Boyle

Stevan Farris
Kathleen Frew

Lewis & Mary Green
Delores Williams

Lucille Guith
Tim Guith

Jess Harris, Jr.
Susan Reed

Jean Horn
Pam Goehring

Mary Jane Norton
Teri Barrett

Peter Janetta, MD
Joanne Carter
Claire Patterson

Wade Kimball, Jr.
Kay Kimball

Nicke T. Kroslow
Carol Kroslow

Marguerite Lapointe
Norma Lapointe

Charles Lewis
Sue Remmey

Viktor Maass
Steven Maass

Jean Lenore
Gaylord Mason
Josiah Mason

Nancy Mitchell
Robert Mitchell
Terri Tibbatts

Harvey Packer
Jane Gerber

Jerline Peters
Connie Thomas

Michael Rapacchia
Anthony Rapacchia

Steven P. Roy
Joanne Howard

Emmy Schallhorn
Beth Vogel

Paul Schulte
Sharon Schulte

Gary Scott Redwine
Steve Redwine

Russ Sjaarda
V. Sunny Sjaarda

Bobby Taylor I
Beverly Sutterfield

Grace Timblin
Charles Timblin

Irma Tonon
Margaret Tonon

Wayne Walker
Bettye Walker

Mary P. Wampler
Phil Wampler

Colleen Weiler
Edgar Weiler

Arthur E. Wermann
Barbara Pagliocca

Dorothy Willis
Dorothy Rainwater
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AdventHealth Neuroscience Institute
Christopher Baker MD
Donald Behrmann MD PhD
Melvin Field MD
Ravi Gandhi MD
David Rosen MD

The Boston Gamma Knife Center at
Tufts Medical Center

Julian Wu MD FACS

Emory Saint Joseph'’s
Hospital of Atlanta

David Gower MD
Shannon Kahn MD
Alexander Mason MD
Murray Robinson MD
Hoag Hospital
Christopher Duma MD FACS
Ali Makki DMD
Jefferson Health
David Andrews MD, FACS
James Evans MD
Robert Rosenwasser MD FACS
Ashwini Sharan MD
Stephen Silberstein MD FACP
Marlind Stiles DMD
Chengyuan Wu MD
JFK/New Jersey Neuroscience Institute
Joseph C. Landolfi DO
Mayfield Brain & Spine
Steven C. Bailey MD
Vincent A. DiNapoli MD PhD
Yair M. Gozal MD PhD
George T. Mandybur MD
Ronald Warnick MD

20

Surgery

Mayo Clinic Arizona
Bernard Bendok MD FACS
Chandan Krishna MD
Richard, Zimmerman, MD

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

Mayo Clinic Florida
William P. Cheshire Jr MD
Ronald Reimer MD
Robert E Wharen MD

Neurological Surgery, P.C.
Michael H. Brisman MD
Jeffrey A. Brown MD
Alan Mechanic MD

Northwell Health
Amir Dehdashti MD FACS
Mark Eisenberg MD
Robert Kerr MD PhD
Mitchell Levine MD
Michael Shulder MD

Rocky Mountain Gamma Knife Center
Robert E. Breeze MD
J. Adair Prall MD

Seattle Neuroscience Institute
David W. Newell MD

South Sound Gamma Knife
Center at St. Joseph

Marc Goldman MD

Ryan Halpin MD
Anthony Harris MD
Barbara Lazio MD
Michael McDonough MD
Huong T. Pham MD
Herbert Wang, MD
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, The Valle
'E‘:rlipagpine ’ ' HDSpitaly

Valley Health System

Springfield Neurological and
Spine Institute

H. Mark Crabtree MD FACS
Edwin J. Cunningham MD FACS
Ted A. Lennard MD

J. Charles Mace MD FACS

Chad Jason Morgan MD

Salim Rahman MD FACS
Robert D Strang MD

Jeffrey L. Woodward MD
Michael J. Workman MD FACS

Trigeminal Neuralgia Treatment
Center of Virginia

K. Singh Sahni MD FACS
UCLA Health Neurosurgery

Ausaf Bari MD PhD

Won Kim MD

Nader Pouratian MD PhD FAANS FACS
University of California Irvine

Mark E. Linskey MD

University of Virginia
Gamma Knife Center

Jason Sheehan MD PhD
Zhiyuan Xu MD

The Valley Hospital
William Cobb MD PhD
Anthony D’Ambrosio MD
Chad DeYoung MD
Thomas Kole MD PhD
Michael F. Wesson MD

Weill Cornell Brain and Spine Center
Michael Kaplitt MD
Jared Knopman MD
Susan C. Pannullo MD
Phillip E. Stieg MD Phd FAANS



Douglas E. Anderson MD
Alan Appley MD FACS
Larry S. Arbeitman DC
Gregory Arnone MD
Samuel L. Barnett MD
George K. Bovis MD
Michael Brisman MD
Mark Bryniarski MD
Edward Chang MD
Geetika Chawla DDS
James M. Chimenti MD
Jonathan S. Citow MD

Aaron A. Cohen-Gadol MD MSc

David Darrow MD
Alain C.J. de Lotbiniere MD
Paul W. Detwiler MD
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Chikezie Eseonu MD
David Estin MD

Melvin Field MD

Ravi Gandhi MD

Tomas Garzon-Muvdi MD
Michael L. Gelb DDS MS
Steven L. Gianotta MD
Jordan C. Grabel MD
Thomas W. Grahm, MD
Andrew W. Grande MD
Stephen Griffith MD

Juan Hincapie-Castillo PharmD MS

Babak Jahromi MD PhD
Varun Kshettry MD
P. Jeffrey Lewis MD

Johathan Lustgarten MD

Alireza Mansouri MD
Shamin Masrour DO

Mark R. McLaughlin MD
Ali Mesiwala MD

Yaron A. Moshel MD PhD
Stephen Nalbach MD
Mark Renfro MD

James Robinson MD
Benjamin Rosenbaum MD
Jason Rosenberg MD
Joshua M. Rosenow MD
Laligam N. Sekhar MD FACS
Francisco X. Soldevilla MD
Louis R. Vita DDS

Azik Wolf MD

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 TA e« New York, New York 10016
Office: 212-686-6799 o Fax: 646-454-9148 ¢ Email: rameshpitti@yahoo.com
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SPONSOR SPOTLIGHT

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.

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.

Scan here to be
connected with
an operator now

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

Jeffrey Brown, M.D.

Dr. Brown is the chairman of the
Medical Advisory Board of the

TNA-The Facial Pain Association.

He serves as the Neurosurgery

Director of the NYU Winthrop

Hospital CyberKnife® Program
in Mineola, NY.

Alan Mechanic,, M.D.

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.

NSPC

Brain & Spine
Surgery

Advanced Treatment Starts Here


http://www.nspc.com

