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SPONSOR SPOTLIGHT

Do you have trigeminal neuralgia?
Is your current treatment sub-optimal?

|_| b [d If you answered yes to both, the Libra Study®
Trigeminal Neuralgia may be an OPtiOI'I for you!

Who qualifies?

If you are an adult between the ages of 18-75 who suffers from primary or idiopathic
trigeminal neuralgia and who is not fully benefitting from your current therapies,
this study may be an option for you.

Study summary description

The study may last up to 20 weeks (about 4 and a half months) with visits eccurring
every week for 8 weeks (about 2 months) and then every two weeks after that through
week 20. In addition, there is the possibility of a 12-month extension with visits occurring
every 12 weeks (about 3 months).

If you qualify for the study, you will be expected to take the medication daily, by mouth;
complete a pain diary, and attend study visits in clinic as well completing assessments
remotely e.g., from home. You may be compensated for your time and travel.

Who is Noema Pharma?

Noema Pharma initiated the Libra Study® to evaluate the effect of basimglurant for the
management of pain in patients with trigeminal neuralgia. A biotech company based'in
Switzerland, Noema Pharma is developing groundbreaking therapies to address the most
debilitating symptoms in rare diseases of the brain and nervous system.

Need additional information?
More information on the study assessments and inclusion criteria is available on the ClinicalTrials.gov website
(Study NCT05217628). A list of enrolling sites is also available on the website.

If you are interested in taking part in this trial, you can:

e For US residents, visit the following website panaceapatientrecruitment.com/trigeminal-neuralgia
« Or find the contact the closest center to you, using ClinicalTrials.gov (Study NCT05217628)

* Or connect with this center that is close to your location

See ClinicalTrials.gov heck if
(Study NCT05217628) Chec )
for more information you quahfy

Noema Pharma A.G. For distribution in US Only
Libra Study (NOE-TGN-201) - Document: Libra Webpost US draft v1 09/19/2022


https://www.clinicaltrials.gov/ct2/show/NCT05217628
https://panaceapatientrecruitment.com/trigeminal-neuralgia/
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From the Board Chair
Enduring Benefits

| am happy to report that we have had a very
successful year reaching our goals to strengthen
how we support you and other community members.
Why should this be important to you? Each year
we work to create an organization that is helpful and
valuable to you now and in the future, or until you no
longer need our support.

Accomplishing these goals has an enduring impact on
the FPA —in a way, they create a legacy for years to
come. Take a look at these FPA initiatives:

e Dentist Initiative: Over 100,000 dentists (around
one half of all U.S. dentists) have been informed
about trigeminal neuralgia (TN) multiple times this
year. Their new knowledge will help ensure that
those of us with TN and other forms of neuropathic
facial pain will not have to endure unnecessary
dental procedures.

e 2023 Virtual Conference: The presentations
by world-leading experts at April’s virtual
conference will serve our community members
for years to come. In addition to the 800+ people
who attended this conference, hundreds or even
thousands more will benefit from the presentation
recordings in the future.

e Research Assistance: Some of the eight research
projects at major healthcare institutions and
pharmaceutical companies that the FPA supported
this past year by providing information and
recruiting clinical trial participants will undoubtedly
result in new medical solutions for us in coming
years...hopefully, sooner than later.
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e Patient Registry: We hope to launch in the
coming year. The FPA is ready to enroll thousands
of people in a patient registry that can be easily
accessed and used by researchers developing new
medications and other medical solutions to more
effectively address neuropathic facial pain.

e Enhanced Mobile Website: We know that many
people first access our website from a mobile
device, and that other people only have access to a
mobile device. So, we are completing an important
effort to make this experience easier and more
valuable.

e Filling Information Gaps: Each year, the FPA
identifies existing information gaps and then works
to fill those gaps by finding relevant research and/
or talking with the relevant experts. Arguably, the
most important asset the FPA has is information to
help people like you, so we continue to expand and
strengthen our educational resources which will be
used for many years.

Many of you contribute your time and/or money to

the FPA each year. | hope you can see that your
contributions are turned into both immediate benefits
for our community as well as benefits that will be
realized by those who need them in the future. We
work to leverage your generous contributions in ways
that will have the greatest impact for people like us
with neuropathic facial pain. You should take great
satisfaction in knowing that your gifts “keep on giving.”
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David Meyers
Board Chair
The Facial Pain Association
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A Message From the CEO

As we reflect on the past year and share the FPA's
2022 Annual Report, it seems appropriate to look
back at the path we've traveled together and what
we have achieved. As | write this, | am finalizing our
2023-2024 strategic plan, working with members of
our Board of Directors and staff to determine our path
forward. One thing is clear to me — it truly takes all of
us to succeed in our mission.

The Facial Pain Association is the great connector. We
connect people living with facial pain to resources —
educational materials, lists of health care professionals
who understand and treat facial pain, and other
people living in similar situations. We also connect
researchers with people interested in participating in
their studies. We connect the facial pain community
with the latest information available, becoming a
trusted and reliable resource for those trying to
manage pain and live their lives to the fullest. We
couldn’t do any of this without you: our volunteers,
including our Board of Directors, who are the
backbone of our organization; our medical advisors
and partners, who provide reliable medical information
and updates; our staff, who work behind the scenes
making everything happen; members of the community
who open their hearts and share their stories; and

last, but certainly not least, our generous donors, who
support all these efforts. It takes all of us.

In 2022, we reached over 100,000 dentists in

our effort to educate these professionals about
neuropathic facial pain. Over half of the facial

pain population undergoes unnecessary dental
procedures before getting the correct diagnosis. We
are trying to reduce that number and equip dental
professionals with the knowledge they need to
identify facial pain and understand their next steps.
This effort has included our Medical Advisory Board
(MAB), the dental community, and partnerships with
organizations focused on orofacial pain to make
progress. It takes all of us and we will continue this
work to ensure that patients are identified, and the
unnecessary procedures stop.

2 ——— Facial Pain Association * 2022 Annual Report

Our patient registry is almost ready to launch and will
provide the opportunity to leave a legacy through your
participation — the opportunity to tell your story. This
effort will take all of us. Members of our MAB and
researchers from around the world worked together
to create and evaluate effective questionnaires. Our
Board Secretary, Anne Ciemnecki, also a retired
survey methodologist and third generation woman
with facial pain, is working with other researchers to
determine what we need to know, how we gather
the information and how it is analyzed so it is useful
in studies and to the facial pain community. And you
- we need your participation to feed the registry. You
hold the key to our success and our ability to find
trends, affect public policy, support research, and
change the face of facial pain.

Looking forward, we will continue our efforts to

reach EVERYONE living with facial pain. Our greatest
resource is our connections — to reliable information
and educational materials, to the research and
medical communities, and to you — the facial pain
community. We will use those connections to ensure
our mission aligns with your needs. We are updating
the mobile experience on our website, allowing for
increased accessibility to younger populations and
underserved communities. We are translating existing
resources so we can reach non-English speakers.

We are supporting research with the hope that new
drugs and treatments will be discovered. We want to
educate neurologists, using successful strategies from
our Dentist Initiative. These are just a few things we
have planned as we move through 2023 into 2024.

What do you want to see? What would you like to
know? Please contact me — | am here for you, our staff
is here for you, and this organization is here for you.

It takes all of us. W

Melissa Baumbick
Chief Executive Officer, The Facial Pain Association
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So, your face hurts. and it has
happened a couple of times. You
consult Dr. Google and their colleagues to
see what is going on, but you are not sure.
You go to see your family doctor. After careful
history taking and a brief exam, your family doctor
sends you to see an ear, nose, and throat (ENT)
doctor, or maybe a dental professional. Each one

of these professionals gives you a partial diagnosis
and some treatments to follow, but the pain is

still there. You return to your family doctor, and
because there were no structural problems seen

in the sinuses or in the jaw or teeth, they decide to
send you to a neurology pain specialist, who gives
you another diagnosis. Sometimes it is a variation
on the different face pain diagnoses. Medicines

are prescribed. Sometimes even injections. But the
pain persists. Now you are sent to a surgical pain
specialist with a scalpel — the neurosurgeon. Scary,
right? And now, another diagnosis and sometimes a

Google and their colleagues do not seem to agree
with your specialist. What to do now?

Patients often ask me about second opinions.
When you go from your family doctor to a different
specialist, and finally to a neurosurgeon, those are
all second opinions. Unfortunately, people think of

a second opinion as questioning the first doctor or
specialist. Often in neurological issues, the diagnosis
is not clear, or it is not fully recognized. It can take
time for all the symptoms to evolve to produce a
clear answer. So, you have already had several
“second opinions.” Patients and families often would
ask me at meetings — should they get a second

recommendation for surgery — but what surgery? Dr.

QTN

Kenneth F. Casey, MD
Neurosurgeon

opinion? Most well-trained neurosurgeons welcome
the question, and the answer is YES. Why?

An accurate diagnosis is the cornerstone of any
treatment plan. A patient who receives treatment for
an illness they do not have will not likely get better;
in fact, they might get worse, either as a result of
their disease or from side effects of their medical
treatment. That is why confirmation of a diagnosis is
crucial.

Yet, such confirmation is not commonplace. About
1in 20 American adult patients seeking outpatient
care are misdiagnosed, according to a 2014 study
published in BMJ Quality and Safety. 70-80% of
Americans “feel confident in the accuracy of their
doctor’s advice, and do not feel the need to check for
a second opinion or do additional research” (2010,
2015).

One reason for poor treatment response is an
incorrect diagnosis. Neuropathic facial pain is not
“one size fits all.” Getting a correct diagnosis can
save you from unnecessary treatments that do not
help your pain. One step is to use the self-diagnostic
site “TGN: A Public Platform” to solidify your story.
The incidence of trigeminal neuralgia, or how many
people are newly diagnosed each year, is thought to
be 4.3 people per 100,000. Other neuropathic facial
pain conditions are also rare. Some people have
more than one type of pain, either concurrently (at
the same time) or subsequently (one follows

the other).

One reason for a poor treatment response is that the
causative diagnosis was incorrect. ENT surgeons

“The MAB Corner” continued on page 6
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“The MAB Corner” continued from page 5

may diagnose a sinus condition when it is not present.
Dentists may consider trigeminal neuropathic pain

to be treatable by invasive dental surgery when it
should not be. Differentiating between the various
types of facial pains and mechanisms associated with
neuropathies can sometimes be confusing, especially
if the symptoms are complex and do not fall into any
one specific category. Over the years, the terms used
for trigeminal neuralgia have changed, and one doctor
will apply these terms differently than another. The
cause of classical TN is typically nerve compression
by a vessel, usually the superior cerebellar artery, on
the trigeminal nerve root as it leaves the brain stem.
However, in some cases, compressions may not be
found. Your description of your pain may not match
your diagnosis. You may have an underlying disease
causing your pain. A large portion of patients have

The Second
| |

Opinion

You can get a second (or

third, or more) opinion for

any reason. Some reasons
people have given are:

e You want to know every
possible choice for
treatment.

Your doctor is not sure
what is causing your
pain.

You have a rare or
unusual diagnosis.

6 ——— Facial Pain Association * 2022 Annual Report

continuous pain between attacks. Most facial pain

is not neuropathic, so a systematic approach to its
diagnosis is essential. Non-neuropathic conditions
that should be considered in the differential diagnosis
include myofascial pain, temporomandibular joint
disorder (TMD), dental disease (cavities or gum
disease), cracked teeth (with exposed nerve roots),
infections including sinusitis, and migraine headache.

Surgical second opinions are consultations sought by
patients when they want another expert’s evaluation
of their medical condition and treatment plan before
undergoing surgery. These opinions can provide
patients with valuable insights, reassurance, and
potential alternative options. Since your primary
doctor has already used this path, there should be no
hesitation for you to continue to follow it.

&



1. Expertise and perspective: Obtaining a second
opinion allows you to benefit from the expertise
and experience of another qualified surgeon.
Different surgeons may have varying approaches,
techniques, and opinions on the best course
of treatment, providing you with a broader
perspective.

2. Confirmation of diagnosis: A second opinion can
help confirm the accuracy of your initial diagnosis.
Misdiagnoses can occur, and it's important to
ensure that your condition has been correctly
identified before proceeding with surgery.

3. Treatment alternatives: A second opinion may
present alternative treatment options that you
were not previously aware of. These can include
less invasive procedures, different surgical
techniques, or even non-surgical alternatives.
Exploring all available options can help you make a
more informed decision about your treatment.

To seek a surgical second opinion, you can start by
discussing it with your primary healthcare provider
or surgeon. They can provide referrals to other
specialists or institutions known for their expertise in
the specific area of surgery you require. Additionally,
some insurance plans may cover the cost of a second
opinion, but it is essential to check with your provider
beforehand.

Remember, obtaining a second opinion does not
necessarily mean you have to switch surgeons. ltis
meant to enhance your understanding and confidence
in your treatment plan, ultimately empowering you

to make the most informed decision about your
healthcare.

4. Reassurance and peace of mind: Surgery is a
significant decision, and seeking a second opinion
can provide reassurance that you are making
the right choice. It can help alleviate doubts,
provide additional information, and increase your
confidence in the recommended treatment plan.

5. Complex or high-risk cases: Second opinions
are particularly beneficial in complex or high-
risk surgical cases. These cases often require
specialized expertise or a multidisciplinary
approach. Consulting multiple experts can help
you understand the risks involved, potential
outcomes, and whether there are any additional
precautions or considerations to be taken.

6. Communication and collaboration: Second
opinions can promote communication and
collaboration between healthcare providers. With
your consent, the second opinion surgeon can
review your medical records and consult with your
primary surgeon, leading to a more comprehensive
and coordinated approach to your care.

Now you have different options, from different doctors,
some in the same specialty — what do you do?

That is not an easy answer. In the arena of facial pain,
you can rely on the reputation of the specialists. You

can also rely on the word of mouth from other patients.

That is the benefit of support groups.

But in the end, it comes down to what you feel and

think about that last specialist. Your sense of trust and
the way that specialist treated your story is ultimately

how we all decide to move ahead with care. Itis not
a perfect system, but it is the best we have right now.

Always questioning and seeking more information
from specialists is absolutely the right path. &
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In 1908, a physiologist first described something
called the “oculocardiac reflex” — push on your eyeball
and your heart rate drops. As it turns out, this was
the first understanding of the role that the trigeminal
system plays in the involuntary functions of body
elements that we cannot consciously control. The

eyeball is innervated by the trigeminal nerve. Irritate it,

and things happen in your body, not just in your face.
Irritate it enough, and your heart can even (briefly)
stop beating.

This is an “autonomic” function.
First, let us define the term “autonomic”:

Autonomic refers to the involuntary functions of the
nervous system — the things we cannot consciously
control. It relates to the working elements of the

internal organs of our body — the muscles of the heart,

blood vessels, stomach, intestines, functions of the
lungs, sweat and salivary glands. The autonomic
nervous system also aids in digestion, relaxation, and
even “instinctual” emergency responses to injury or
potential injury.

Any form of injury, even minor irritation, to the
trigeminal peripheral branches in the face will have
some autonomic consequence, because the wiring
of the trigeminal nerve is intimately intertwined with
the autonomic nervous system within the brainstem.

8 ——— Facial Pain Association ¢ 2022 Annual Report

JeffreyA Brown, MD
NYU Langone Long Island
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It is the brainstem that runs the unconscious activity
of the body. Think of it as our body’s “operating
system,” like that of your iPhone or computer. If it gets
reprogrammed, your phone can work better, but if it is
damaged, things can go literally “haywire” (Haywire-
the thin, too flexible wire used to hold bales of hay in
the fields. Left alone, the wires tend to get intolerably
tangled).

One principle: The more intense the injury to the
trigeminal system, the more widespread the effects-
even down to the control of your digestive system.

Why?

The trigeminal nerve nucleus in the brainstem has
connections to other nuclei that connect to the
vagus nerve. The vagus nerve is appropriately
named “vagus” because it has “vague” or diffuse
(autonomic) effects throughout the body. These
interconnections go through another nucleus called
nucleus solitarius. A nucleus is the energy center

of each nerve and the cable that emerges and
enters into it. The output of the vagus nerve can be
parasympathetic or sympathetic. One excellent way
of understanding the difference is to use the rhyming
phrases “rest and digest” and “feed and breed” to
describe the parasympathetic plethora of functions.
Some examples of parasympathetic functions: the
heart rate is slowed and airway muscles in the lungs



are tightened reducing the amount of work the lungs
must do. The problem is that with trigeminal nerve
injury the response in the body then depends on the
unpredictable mix of stimulating and inhibiting nerve
channels that are turned on.

Disease can do this as well. One way is by AUTO N O M I C
causing inflammation. N E RVO U s SYST E M

Is this really a different entity or is it another
in the confusing plethora of manifestations of
trigeminal nerve injury? From the discussion
above one could understand it to be the latter.

Trigeminal neuralgia is that, too. Cranial

Trigeminal neuralgia is better understood, in
my opinion, as a single form of “trigeminal Cervical
neuropathic pain,” meaning trigeminal nerve
injury. It can manifest itself with short bursts
of short circuits — stabbing pain; or it can be
felt by constant pain — often burning; or a
mixture of the two. Usually intermixed with
the neuropathic (electrical, nerve injury pain),
there can be a residual aching pain. Aching
pain is not nerve pain. It is what is called
“nociceptive” pain. This is the type of pain
transmitted to the brain by nerve endings in

response to injury of the body. The pain felt in inferior
the face from the neuralgia attacks, through ‘ ”g%sneé}fﬁﬂc
another pathway in the that nucleus solitarius, '
can evoke this different form of pain as a
secondary response.

Thoracic

Lumbar \v

Sacral

In summary, the trigeminal nerve is intimately
intertwined with the autonomic system of the ‘ Sympathetic
body, and as such, any disease or injury to the

nerve will cause an autonomic response that ‘
can be something so seemingly innocuous as

a “red face,” or possibly full cardiac arrest. The

difference is in the severity. B

Parasympathetic
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We Are the Facial Pain Association
2022 Annual Report

Mission

Our mission is to serve those with
neuropathic facial pain, including
trigeminal neuralgia, through

support, education, and advocacy.

Who We Are

The Facial Pain Association is
the largest patient organization
supporting all people affected
by neuropathic facial pain,
leading the world in resources
for information and healthcare
guidance. Through programs
of education, personal support,
and advocacy efforts, the

FPA supports patients, their
loved ones and caregivers,

and healthcare professionals
who diagnose and treat people
affected by facial pain.

The FPA is volunteer-led and
community-focused. Guiding

the FPA is a volunteer Board of
Directors and a Medical Advisory
Board which is composed

of experts in neurosurgery,
neuroscience, pain management,
dentistry, and mental health.
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What We Do

We provide personalized support:

Support Group Leaders offer a forum for those in the facial pain community to experience an
encouraging, sympathetic group in person, virtually, or in hybrid format.

Peer Mentors offer one-on-one support by sharing their experiences and lending a
compassionate ear by phone or email.

Social Media Ambassadors use their voice on various platforms to actively and positively
promote what the FPA means to them.

Special Projects Volunteers provide their expertise to assist with projects such as: translating
materials, patient advocacy, patient research advisory panels, and social media moderation.

We provide education:

FacePain.org includes the latest information on seeking and receiving a diagnosis,
symptoms, treatment options, pain management, medication, mental health, doctor, and
medical center information. Our website houses a library of educational webinars, medical
articles, and links to a variety of additional helpful resources.

Webinars, Quarterly journals, and Bulletin updates provide ongoing information from
medical professionals, event notifications, research updates, and more.

We promote patient advocacy:

The FPA is dedicated to creating a community that fosters collaboration through outreach to
the medical community and supporting research efforts.

The FPA Young Patients Committee (YPC) recognizes the unique issues faced by people under
age 40. The YPC gives a voice to younger patients and raises awareness that neuropathic
facial pain does not only affect older adults. The YPC maintains an active Facebook Page,
Facebook Group, and accounts on Twitter, Instagram, YouTube, and LinkedIn.

It Takes All of Us to Make a Difference

The 2022 Annual Report is a reflection of you, our incredible community, and how you made
a difference through giving your time, raising awareness, learning together, working together,
and investing in the facial pain community. It Takes All of Us—including YOU!

10 ——— Facial Pain Association « 2022 Annual Report
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It Takes All of Us Giving Our Time FPA Volunteers

The Facial Pain Association could not do Alia Aboulhosn
what we do without the dedicated group Claude Aldridge
of volunteers who serve as Support Jean Aldridge
Group Leaders, Peer Mentors, Young Sarah Ancell
Patients Committee members, and on a
variety of ongoing and short-term projects,
including conference support, the holiday helpline, and
literature review. FPA Volunteers either live with facial pain
themselves or are caregivers or family members. They are
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Sylvia Arroyo
Larry Bailes
Shannon Bailey
Amy Barris
Anna Beard SGL

Carol Bloom

oA i)
s

from 31 US States, Canada, the UK, and Brazil. Volunteers Chyrl Bowers
provide support by drawing on their own experiences, as Diane Boyd SGL
well as training provided by the FPA. Terry Brown

Jennifer Byram SGL

We welcome volunteers from varied backgrounds, life
experiences, and medical histories.

Joan Cannelli

Tatiana Colledan

@
=

e Help the organization reach as many people living with

. . . Mabel Contreras
facial pain as possible.

Nora Casas P (2)
No specific skills, educational background, or experience is Anne Ciemnecki P
required to serve as an FPA Volunteer. Cathleen Clay | P |

Christine Cohen
FPA Volunteers: i

Michael Cohen n
e Help others feel less alone. Michele Cohen SGL P |

E

Lauren Corson SGL
e Build a support network. Diana Crites
e Find a sense of accomplishment. Bl 2rie Davis
Jill Della Ratta SGL
If you are interested in volunteering with the FPA, contact Hosanna Derderian
Regina Gore, Volunteer Coordinator at rgore@facepain.org Lisa East SGL
or call us at 800-923-3608 for more information. M Elckichenlauh
Allan Enis
Shelby Ennis SGL

Thomas Fenstermacher

Scan this QR code or click here Kim Fields S
for a special message about Jeffrey Fogel s

)

L

Neave Halvorson

Support Group Leader
Young Patients Committee Board
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— —

Megan Hamilton G

Sarah Hawbecker

El
o]
volunteering with the FPA. Darrell Fryer
Rose Gaffney n
Stuart Gause
Jimena Giudice n
FPA Volunteer Roles Key Deirdre CTASCot
Bob Golub
Counselor Kurt Goodman SGL
Peer Mentor Supriya Goyal SGL n
B special Project e (e
N
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Kathleen Hays
Katrina Holliday
Vince Holtmann
Sara Illsley

Elaina Jackson
Susan James

Rosa Jimenez
Tamar Krivosha
Tom Kruse

Ally Kubik

Laura Launderville
Gwen Lias-Baskett
Liz Long

Judy Love-Eastham
Emmy Macnicol
Amy Marshall
Alexis Mayle
Mike Mercurio
Susan Mills
Jessica Mortensen
Yvonne Omer
Julie Parks

Andy Petitjean
Mary Pingel

Ruth Purchase
Robert Ramsey
Mary Rice
Tammy Roberts
Lynn Ruppe
Rachel Scherer
Abby Scherr
Brittany Shaffer
Christine Spor

Maureen Stone

Jeanne Tarullo Hays

Miorky Torres
Rachel Triay
Barbara Turczyn
Ann Voynow
Lindsey Wallace
Dan Wegner

Gail Wells
Sharon Whitener
Alice Whynaught

Mackenzie Winslow

Heidi Wittgren
George Zack

SGL

SGL
SGL
YPC

SGL
SGL

SGL
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SGL
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SGL
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SGL
SGL
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Three Long-Time
Volunteers Stepping Back

The Facial Pain Association wishes to thank three long-time
volunteers, Thomas Guith, Lynn Ruppe, and Tom Kruse for their
selfless service to those living with facial pain, their families, and
loved ones. Your outstanding dedication is an inspiration to all.

Tim and Lynn led the Suburban Detroit Support Group starting in
1998. Lynn’s husband, Pete, lent invaluable technical assistance
with video conferencing.

Tom started his volunteer service by helping the Tucson, AZ group
in the early 2000s. He then continued as the Support Group
Leader, expanding the group to all of Arizona, then to the entire
Southwest with the use of video conferencing.

Thomas “Tim” Guith
Support Group Leader, Suburban Detroit, Ml

4 Tim was an executive with General Motors for
over 30 years who retired on disability at the

age of 52 due to facial pain. He credits his wife,
Donna, with helping him get through those early months before
being diagnosed by packing his face with ice packs. “It has been a
pleasure to help those suffering as we did,” he says.

Lynn Ruppe
Support Group Leader, Suburban Detroit, Ml

Lynn’s professional background as a nurse, along
with her calm, warm-hearted personality, made
her the perfect Support Group Leader. For the
first 20 years, the group met at a local medical center that was
a 45-minute drive for Lynn, who made the trip every month no
matter the weather.

Tom Kruse
Support Group Leader, Southwest

Tom describes himself as a “happy caregiver”

to his wife who was diagnosed with trigeminal
neuralgia in 2003. He says: “As a caregiver, | have
always felt like an outsider, but your organization realizes that
caregivers need support, too. | wish to give you all a BIG THANK
YOU for your time helping all in this community.”

12 ——— Facial Pain Association ¢ 2022 Annual Report



Counselor (C),
Peer Mentor (PM), FPA Volunteers

Special Project (P),
Support Group
Leader (SGL),

YPC Board (YPC)
by US State

“One attendee turned off her camera so she could cry because she
felt so validated to hear others’ stories. This group is powerful.”
—Anne Ciemnecki, Support Group Leader

vVC OPM ¢ P “I am always excited for the next Support Group Meeting! It
. . -
B SGL * YPC has become a special and precious pari:“ of my life! ;.And I am so
grateful because you [FPA] gave me this opportunity!”
—Tatiana Colledan, Support Group Leader

“...there is nothing like working with passionate people
who care about their mission, especially one as noble
as the FPA. Collaborating with dedicated, passionate
people makes my work very easy to do.”

—Rose Gaffney, Project Volunteer for Video Productions

EEEEEEEN
00000
AAAAAA

EEEEER
00 6o

EEEOO ¢ “This has been so rewarding for me. | remain pain free and being able to

support others is something I truly want to continue doing, especially during
my healing process. | believe we heal when we help others heal.”
—Miorky Torres, Project Volunteer for Holiday Helpline and Conference Support

“l can’t describe how it felt to be helping someone. Almost like | was the
one benefitting from it.”
—Larry Bailes, Project Volunteer for Holiday Help Line and Conference Support

“I really feel this is a good thing and the more people we spread
the information to through the year will help next season. Thanks
for the opportunity to be here. It helps us all.”

—Julie Parks, Project Volunteer for Holiday Helpline

“All I can say is “WOW?” We are getting the word
out and people [are] connecting with us! So
awesome! If there’s anything else | can help with,
Counselor (C), Peer Mentor let me know!”
(PM), Special Project (P), ——Christine Spor, Peer Mentor, Project Volunteer for

Support Group Holiday Helpline and Conference Support
Leader (SGL),
YPC Board (YPC)

by Country
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SPONSOR SPOTLIGHT

OUR BEST
AND BRIGHTEST

COLLABORATIVE CARE FOR BRAIN AND SPINE DISORDERS

The Brain and Spine Institute at UConn Health provides exceptional care for patients suffering
from disorders of the brain and spine. Our world-renowned experts from neurology, cranial
neurosurgery, spine surgery, non-operative spine care, and neuroradiology collaborate to offer
you comprehensive, personalized care.

The team at The Brain and Spine Institute provides support and resources for patients through
every step of their journey. Our providers offer compassionate care for you from diagnosis to
treatment and ensure you understand all of your care options.

UCONN

HEALTH

THE BRAIN & SPINE
INSTITUTE

To learn more, visit h.uconn.edu/bsi
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FPA Young Patients Committee

We have had such an amazing time
as Co-Chairs of the YPC!

Facial Pain
Association

We’'ve both been part of the YPC for years and taking on a
larger role within the committee has been an exciting challenge.

Lindsey Wallace Our goal has always been t.o we've both léved the opportur.n'ty Kenzie Winslow

advocate for people for facial to take part in the broader facial
pain and with these new pain discussions and speaking

roles we've had the chance to really increase up for young patients. We hope to continue to

our impact. Over the last year, we've had the be a voice for everyone over the next year! We

chance to get to know more patients on a have so many exciting projects in the works,

deeper level. We've taken those conversations so keep an eye out. We're so thankful for this

to heart and tried to implement more impactful community and all of the love and support we

projects within the YPC. The FPA as a whole receive from you all!

has always supported the YPC’s mission, but

0a0a0

@youngpatients @youngpatients @youngpatients @tealribboncrafts Newsletters

— Kenzie and Limlse,g [ |

o O
4,600 135

Followers across social media Members receiving email
newsletters from the YPC

Connect with the FPA Young Patients Committee!
The YPC is a wonderful group of people under 40 who, like you, also
deal with facial pain. They may be able to provide you with some
guidance and support as you adjust to life with facial pain.

Congratulations Hannah and Colette,
the FPA Young Patients Committee Facial Pain Resiliency Scholarship recipients for Fall 2022!
We invite you to read a portion of their winning essays on the following page.
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Scan QR
code or click
HERE to read

Hannah'’s

essay in its
entirety.

Hannah Crazyhawk

| needed help and realizing that it is okay to
ask for that help when | need it has been one
of the biggest challenges in my college career
and life. Through this journey, | have learned
that | am more resilient, intelligent, proactive,
and resourceful than | ever could have imag-
ined. If you battle chronic illnesses and endless
pain, asking for help is frightening. Our medical
system is not designed to help patients like us.
We are seen as too young to be in pain and too
healthy looking. That is ableism; chronic pain
and illnesses do not discriminate. We are com-
plicated, and it is not our fault. We are fighting
enormous, invisible battles every single day.
Facial pain can rip your life away. | know that
people like me are strong enough to succeed

in our educational goals because we are fight-
ers. We fight the most excruciating pain and
are still here with hopes and dreams. College is
difficult, but it is no match for us. &

Young Patients Committee
Facial Pain Resiliency Scholarship 2022

Scan QR
code or click
HERE to read

Colette’s

essay in its
entirety.

Colette Miller

My goal is to become a pediatric nurse. |

am not sure what specialty, but maybe the
Intensive Care Unit (ICU), Emergency Room
(ER), or maybe helping kiddos who have the
same conditions | have. | would be able to
give them a personal and compassionate
perspective and so much other knowledge
that comes over time from living with these
conditions. It has personally affected me,
making me learn to be strong and to have
perspective through medical challenges. |
taught myself that it may seem hard now, but
that it will get better later. These opportunities
have also given me so much knowledge about
my medical conditions and treatment options,
ways to make it better, and so much other
information | would have never learned in
nursing school or life.

The Young Patients Committee Facial Pain Resiliency Academic Scholarship is
available to students in the US between the ages of 18-40 attending school,
college, or university that have facial pain. An exception to age will be made if you
are 17 and entering college in the semester following the application. Applicants
must complete this application in full, including upload requests, to be deemed
eligible for award consideration. Be on the lookout for the next application round!
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&
Behind every patient is a story
Get back to telling yours. &

Patient-centered trigeminal neuralgia care at Mayo Clinic helps you live
life to the fullest.

At Mayo Clinic, we understand chronic facial pain can make it difficult to enjoy life in the
ways you love. That’s why we've spent so much time developing a variety of treatmen
options to help reduce or eliminate your symptoms. Our experts will work with you

effectively manage trigeminal neuralgia with medications, injections, or surgery, t
a treatment plan individualized to you. Here, we have the research, tools and ex
help you live life to the fullest.

MAYO
CLINIC

@2

SPONSOR SPOTLIGHT

Our treatments include:

M AY F [ ELD Gamma Microvascular Percutaneous

i ine Knife decompression stereotactic
Brain & Spine radiosurgery surger;Pl (MVD) rhizotomy (PSR)
Mayfield offers several treatment
options for patients with trigeminal
neuralgia, glossopharyngeal neuralgia,
hemifacial spasm, and other types of
facial pain.

\

Steven Bailey, MD Vincent DiNapoli, MD, PhD Yair Gozal, MD, PhD Ronald Warnick, MD

For more information, visit mayfieldclinic.com/trigeminal or call 513-221-1100 to make an appointment.
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Changing the Face of Facial Pain
— The FPA’s Patient Registry

Anne Ciemnecki
FPA Board of Directors Secretary, Peer Mentor, Support Group Leader,
and co-editor of Facial Pain: A 21st Century Guide

About eighty years ago, my grandmother heard the words trigeminal neuralgia for the
first time. As a third-generation woman with facial pain, | intimately understand the
daily struggle and long-term impact of this condition. My name is Anne Ciemnecki and
| am honored to serve on the Facial Pain Association’s Board of Directors, where my
experience propels my passion.

Trigeminal neuralgia and other neuropathic facial pain conditions are rare, with little
dedicated research and even less funding. Last year, our board decided to create a
forum where your voice can be heard, where everyone’s voice can be heard. The Facial Pain
Association’s Patient Registry will be a platform where we can securely and confidentially
gather data about your experience.

The registry must be designed so that the data you submit can be extracted and analyzed.
For more than 30 years, | served as a survey methodologist working for foundations and the
federal government. In the decade before | retired, 80% of my work focused on collecting data
from people with disabilities to inform the Social Security Administration (SSA) of their needs.
The combination of my personal and professional experience makes me uniquely qualified to
spearhead this project.

As part of the rare community, we must combine our individual experiences

into a symphony of voices. This is your opportunity to affect change!

Using questionnaires designed by researchers and survey professionals, we can collect data over
time to help inform clinical trials and affect public policy to better help the facial pain community.
We hope to launch the registry in the coming year to start making progress in these impactful
areas and we need your support.

When you participate in the registry, the questionnaires will:

e Ask about YOUR experience. There are no right or wrong answers.
e Take approximately 15 minutes with a new questionnaire every 4-6 months.
e Include questions about your pain, medications, treatments you have tried, side effects, and
family history.
e Inquire about your daily function. For example, can you exercise, carry a bag of groceries,
participate socially, or talk on the phone?

This registry will help transform anecdotal data into evidence, which
is vital in the rare community. Information from the registry could

i help connect people with appropriate clinical trials and assist Social

Photos from top right: Anne Ciemnecki today (photo by David Ciemnecki), top left: Anne’s grandmother and mother,
bottom left: Anne with her grandmother, next page: Anne with her mother.
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Unfortunately, it is not free. There are significant costs associated with launching and
—_ maintaining a patient registry, and just like we can combine our voices, we can combine
-: our resources to make this happen. If we invest in this today, we can make life better
tomorrow and leave a legacy for the future.

ui Warm regards,

We want to hear from you!
What is one question you would like to see included in
the FPA’s Patient Registry?

Please use the enclosed envelope, click HERE, or
scan the QR code to make a contribution. When you
send in your gift, please tell us what information you
would like to see included in the patient registry.

You can also email your suggestions to info@facepain.org.

Give to FPA with Confidence
The Facial Pain Association (FPA), formerly known as the Trigeminal Neuralgia Association
(TNA), is a registered non-profit, 501(c)(3) volunteer organization founded in 1990.

Platinum
Transparency

GuideStar ==

Candid.

The Facial Pain Association earned GuideStar’s highest level

of recognition, the Platinum Seal of Transparency

GuideStar is the world’s largest source of information on nonprofit organizations. It
gathers and provides access to the most comprehensive, up-to-date, and accurate
nonprofit information available. GuideStar’s mission is to revolutionize philanthropy
by providing information that advances transparency, enables users to make better
decisions, and encourages charitable giving. GuideStar is a 501(c)(3) public charity.
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It Takes All of Us

Raising Awareness g
o«

Facial pain can be a silent but debilitating condition,
often misunderstood and misdiagnosed. It takes
all of us to increase public knowledge about
neuropathic facial pain, including trigeminal
neuralgia, and emphasize the urgent need for early
diagnosis and effective treatment options.

-
]

L4

trigeminal neuralgia. Increasing awareness also plays
a vital role in providing support and solidarity.

Together we can unmask the challenges faced

by those living with this condition by amplifying

the voices and sharing the experiences of people
with facial pain. Through this collective support,

we can help break the isolation often felt by those
affected by facial pain during awareness month and
throughout the year.

Facial Pain Awareness Month and Rare Disease Day
serve as beacons, rallying communities, healthcare
professionals, and advocacy groups to shed light on

Scan this QR code or click HERE
for a special message from Brandi
Underwood, the FPA’s Marketing and
Communications Manager.

@facialpainassociation @facialpainassoc @facialpainassoc Facial Pain Association Facial Pain Association

o

795,000+

Reach/Impressions

18,600+

Reactions

4,200+

Shares/Retweets

1,100

Comments/Mentions

Likes/Follows

Reach/Impressions measures the
people who see FPA's content.

Likes/follows measures the people
who support FPA on social media.

Reactions measures
engagement with FPA's content.
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Shares/Retweets measures the
amplification of FPA's content.

Comments/Mentions measures
interactions with FPA content.
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You Educated Your Community &

Throughout October, you shared facts
about facial pain and promoted grassroots
awareness events.

You Turned Social Media Teal ﬁ

You shared others’ stories, awareness day
posts, fundraising efforts, and more over
1,200 times in October, reaching more than
75,000 people.

FRIDAY FACT

Burning mouth syndrome
[BMS]). alsd known as
glossadynia, is & relatively
rare condition that causes
a burning sensation in your
mouth with no obvious
couse. BMS affects 296 of
the general population,

ik

Tat

You Shared Your Story

“My #TNStory has not been a walk in the park by
any means. As many of you know, one year ago this
month | underwent brain surgery in hopes of parting
ways with this pesky affliction. Unfortunately, things
don’t always go to plan...”

— (@ayaleslie2

#FaceTodayTogether
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It Takes All of Us
Learning Together

More than 800 people from 6 continents and 23

countries participated in the 2023 FPA Conference.

Europe
North America Belgium Asia
The Bahamas Czech Republic Israel
Bermuda Denmark Malaysia
The Cayman Islands Iceland
Canada Ireland
Mexico Iltaly
United States Norway
Portugal
Switzerland
United Kingdom Africa
South America South Africa Australia
Brazil Australia
Peru

New Zealand

2023 FPA VIRTUAL B 2023 FPA Conference

CONFERENCE

— APRIL 28-29

Your generosity not only allowed us to keep
the cost of admission low, but also provided
complimentary admission to 112 attendees who
reached out to us for support.

“Essential information
‘ % :ﬁ delivered with clarity
and heart. Thank you!”
80,000+ 530,000+ 17,500+ — Katie

Website users Bulletins emailed Facebook Group Members

10,000+ 8,000+ 2,500+
Quarterly journals mailed 2022 FPA Calls for information

Video Series views

22 ——— Facial Pain Association ¢ 2022 Annual Report



Facial Pain:

Facial

p ‘N A 21st Century Guide

al

A 217 Century Thanks to the tremendous generosity

Guide of our donors, we have provided a

r.;:eru:"l complimentary copy of Facial Pain: A “I've been battling TN for 6
';iﬁ;““"'"'" 21st Century Guide to more than 130 years. Thanks so much for

people who reached out to us in need. this very valuable resource.”

— DeeAnn

If you know someone in need, please
call the FPA office at 800-923-3608
or email info@facepain.org to request
a copy.

}Fﬁt\.ﬁl.ﬁl\‘:“
A5

ATIDE

2022 FPA Video Series

FacialPain
Association 2022

The FPA’s Video Series, based on presentations
from the 2022 Virtual Conference, has been viewed
more than 8,000 times. All FPA webinars are free

and available in our library at \/l D E O S E R | E S

www.facepain.org/tag/webinars.

FacialPain B

Association

Upcoming FPA
St Giga

ST 2022 FPA Bulletins

ADVISORY BOARD My T
MEMBER rosssuer

Eislagsiphas P4
Vitiml Meaica

More than 530,000 FPA Bulletins were received by
the facial pain community in 2022.

You can receive the latest facial pain news,
upcoming events, and information in your inbox
when you sign up at www.facepain.org/sign-up/.

May T4
16 FRET:
esn i &)
s Mesieg

D Barh Darmall joons FPA Medosl Adwisary Board s
¥

Dot Damad PRO s & paycholagnd - wid Porikisinior Tis PR ET:
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Find a Doctor

The Facial Pain Association is fortunate to
have the guidance of the Medical Advisory
Board composed of experts in neurosurgery,
neuroscience, pain management, dentistry, and
mental health.

If you have facial pain, it is important to find

the best doctor for you who knows about your
condition. Although we do not recommend
specific doctors, you may start your search with
the facial pain experts on our Medical Advisory

Board and the Find a Doctor list on our website at &=

www.facepain.org/find-support/find-a-doctor

Please Note: The doctors on our Find a Doctor list pay a fee to be listed
on our website; FPA does no independent examination of the professional
qualifications, education, experience or other credentials of those with
whom we have linked, the validity or suitability of the services or products

The Research Initiative

We aim to empower patients and
caregivers with the knowledge that

helps you be educated partners in your
healthcare and to encourage more
research on facial pain and relevant issues
faced by those with facial pain.

As part of FPA's research initiative, we
are committed to keeping you informed of
efforts that may result in better treatment
options for trigeminal neuralgia and other
neuropathic facial pain.

FacialPain

B et L LHDERESTARDRMG FACIAL PAIMN

Vet Suport = e 0 Deosinr

Find a Doctor

they offer, or of the accuracy of the content of the linked sites.

MARAGIMG FACLAL PaN

Listing on our site does not constitute an FPA endorsement of any
physician, surgeon, medical procedure, medical institution, or its staff.

with research

researchers

LA d

Visit https://www.facepain.org/research/ to learn about clinical trials and studies,

opportunities to get involved with research, articles on published studies, and more.

Please Note: The FPA is enthusiastic about medical research for facial

pain patients, and encourages those with TN to consider participation. It is
important to note, however, that the FPA is not offering, nor is it qualified to
offer, a scientific or medical endorsement of any Institutional Review Board
(IRB) approved patient study. An IRB is a committee established to review
and approve research involving human subjects. The purpose of the IRB

is to ensure that all human subject research be conducted in accordance
with all federal, institutional, and ethical guidelines. All studies and trials
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To reach these goals, FPA will
provide four resources:

1. Information about clinical
trials and studies

2. Opportunities to get involved

3. Articles on published studies

4. Non-financial support for

listed have IRB or Ethics Committee approval where relevant. The safety
and scientific validity of the study is the sole responsibility of the study

sponsors and investigators. Patients should use the contact information

provided to contact the research organization for more information.

Choosing to participate in a study is an important personal decision. Before
you participate in a study, discuss all options with your health care provider.
Although study sponsors may donate to the FPA, such donations do not

influence or guide our decision about the studies we identify.



It Takes All of Us
Working Together

In 2022, Melissa Baumbick and Brandi Underwood applied, Neuropathic facial pain, including trigeminal neuralgia, is
interviewed, and were selected to participate in Headache diagnostically classified by the International Headache
on the Hill, an annual advocacy event organized by the Society in The International Classification of Headache
Alliance for Headache Disorders Advocacy (ADHA). Disorders. Headache on the Hill brings together health

¥ — professionals, advocates, patients, caregivers, and
On February 14, 2023, Melissa and Brandi joined 300 other researchers in support of the common goal to make life

ADHA advocates from 48 states, meeting with the offices of better for all those living with or otherwise impacted by
US Senators and Representatives from Georgia. headache disorders in the United States

Our primary goal and reason for participating in this event is to raise
awareness about neuropathic facial pain in the larger headache space.

“As CEO of the Facial Pain Association, the largest patient
organization supporting all people affected by neuropathic facial
pain, | am here to be a voice for those in our community, some of
whom literally cannot speak because of their relentless pain.”

— Melissa Baumbick, CEO

“I hope to work together in pursuit of equitable policies, research,
and funding for people living with headache conditions, including
neuropathic facial pain. Through sharing our stories, we can help reduce
barriers and stigma, especially in rural and underserved communities.”
— Brandi Underwood, Marketing and Communications Manager

We are grateful for all centers, organizations, companies,

researchers, and individuals who collaborate and partner
with the FPA to spread awareness about neuropathic facial pain.

Community of Collaboration

Alliance for Headache Columbia University North American

Disorders Advocacy Facial Pain Research Foundation Neuromodulation Society

American Academy of Orofacial Pain Noema Pharma

Juan M. Hincapie-Castillo,

Association of Migraine Disorders PharmD, MS, PhD NSPC Brain and Spine Surgery
Biohaven Pharmaceuticals Jonathan Greenberg, PhD Rare Disease Day
Brotman Facial Pain Clinic BB Stanford Medicine

Mayfield Brain & Spi
Cleveland Clinic ayneld Brain & =pine TMJ Association
Mayo Clinic
Coalition for Headache o ] U.S. Pain Foundation
and Migraine Patients Migraine World Summit

If you are interested in partnering with the FPA, please contact Brandi Underwood at bunderwood@facepain.org.
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NANS and the FPA:
Women Leading the Way

Dr. Julie Pilitsis, Vice President of Health Affairs
and FAU Health Network and Dean of Charles E.
Schmidt College of Medicine at Florida Atlantic \j
University, is the North American Neuromodulation <
Society’s (NANS) new president!

Q)

i
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In addition to becoming the first woman
neurosurgeon to serve as a Dean of a US
Medical School, she is the first woman

president of NANS in its 30-year history.

In 2014, Dr. Pilitsis began her involvement with NANS
leading the Women in Neuromodulation Section, where she
was the first chair. She then served as scientific program
chair, where she ensured that 25% of speakers were of
diverse backgrounds and ultimately joined the Executive
Committee of NANS as Treasurer. Dr. Pilitsis became
involved with the Facial Pain Association (FPA) in 2019 as a
member of the Medical Advisory Board.

Dr. Pilitsis believes in the principle of “We rise by lifting
others.” Her visionary leadership and keen sense for the
needs of others guide her in empowering fellow physicians
and scientists toward reaching their goals and patients
toward holistic care. Notably, some of the people that lifted
her during her training — Jeffrey Brown, MD and Kenneth
Casey, MD — are long-standing members of the FPA
Medical Advisory Board and she was eager to join them in
supporting patients with facial pain.

Both organizations have continued to grow since

their advent, and with the increasing popularity of
neuromodulation as a treatment option for chronic pain, it is
no surprise that Dr. Pilitsis sees an opportunity for the FPA
and NANS to have intertwining goals. Neuromodulation

is a favorable option for medication-refractory facial pain.
Peripheral nerve stimulation (PNS) is typically the starting
point, as it is the least invasive and has shown promising
results in patients with trigeminal neuralgia and craniofacial
neuropathic pain. If PNS is unsuccessful, high cervical
spinal cord stimulation (SCS) may be offered, followed

by motor cortex stimulation (MCS), and deep brain
stimulation (DBS). Collaboration among the two societies
would allow for like-minded physicians and scientists to
continue exploring neuromodulation for all its indications in
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Julie Pilitsis, MD, PhD e

advancing patient care. Both societies share similar
Q%;\\ approaches to their mission by hosting conferences,
V’) webinars, and seminars throughout the year to

/ raise awareness among their target communities.
Dr. Pilitsis aims to focus on the patient at the 2024
NANS Annual Meeting by promoting #PatientFirst

as the conference’s theme.

Dr. Pilitsis leads a prolific team which has published

more than 230 journal articles, four books, and numerous
chapters. She values the wealth of thought-leadership that
research brings for both organizations. Both NANS and the
FPA are avid promoters of research, with NANS hosting the
largest annual neuromodulation meeting each year. The FPA
provides information about relevant medical studies and
clinical trials which may be of interest to people affected by
neuropathic facial pain. Primary goals include empowering
patients and caregivers with knowledge that helps them be
educated partners in their healthcare and encouraging more
research on facial pain and other issues relevant to the facial
pain community.

Being a transformational leader, Dr. Pilitsis sees
the endless possibilities between NANS and the
FPA, with opportunities to improve her lifelong

dedication to helping patients with chronic pain.

Together NANS and the FPA create alignment for the
perfect conduits between patients and providers to improve
pain management and change lives. By tapping into the
power of patient advocacy groups through #PatientFirst to
feature patient testimonials and share their success stories,
the organizations’ stewardship will transform the experience
for patient centric care.

Physicians involved with NANS can provide accurate and
updated information about neuromodulatory therapies to
patients with neuropathic pain, utilizing the vast network
of chronic facial pain patients managed by the FPA. This
channel will match patients interested in neuromodulatory
therapy options with physicians.

This is just the tip of the iceberg — there are endless
possibilities under the outstanding leadership of the group
that inspires us to redefine and move forward the future of
pain management. Il



It Takes All of Us
Investing in the Facial Pain Community

250 . .
2022 Levels of Giving
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T 150 Scan or click
S HERE to give at
E facepain.org.
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Donation Range

2022 Expenses _
Every support group, every webinar,

every phone call, and email of

support is made available through the
generosity of people like you.

2022 Sources of Revenue

Programs
66% Investment Income 2.3% —

/iy

Sale of Material 0.8%
Conference 3.9%

Professional Membership
& Advertisement 14.8%

Donations 78.0%
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LEGACYSOCIETY

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.

W Pledged
W Claude and Jean Aldridge Doris Gibson Miriam Leinen Mary-Ann Neri
W Anne & John Ciemnecki W© Regina Gore W Mary Ann McCann Arlene & Bernard Richards
Kaarina Ederma Ronald David Greenberg W David & Jody Meyers W Paula Rosenfeld
Susan H. Gay W Carlin Lagrutta Charles Muchnick W 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@facepain.org.

FacialPain Sustainer
Association 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.

Jerry Adkins Jennifer Byram Lorri Genack Audrey Martinuzzi
William Albert Joey Callahan Robby Gore Arthur Matson
Heidi Battistini Joe & Tatiana Christian Charles Graham Laura Ortiz

Melissa Baumbick Luanne Crawford-Richey Treana Hansen Jeanne Tarullo Hays
Joan Beelen Daniel Desmedt Warren Huss Brandi Underwood
Carol Bender Allison Feldman Jeri Klein Candace Walkup
Cynthia Bennett Stephen Fleming Ally & Danny Kubik Kathleen Warren
Carol Berardi Lance Fritze Lisa LaGrego Linda Wilson
Susan Blowers Irene Fulk Andrew & Amy Louie Cynthia Woods
Erika Blumberg Margaret Gallo

If you would like more information on joining the FPA Sustainer Circle, please
call 800-923-3608 or email Brandi at bunderwood@facepain.org.
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Donor Recognition

Platinum Supporter
($5,000 to $14,999)

Melissa Anchan

Bank of America

Edwin & Denise Barker
Mike Bukaty

Kenneth F. Casey, MD
Arlene Cherner

Anne & John Ciemnecki
Facebook

Richard Freda

Linda Gilson

Elizabeth & Rick S. Hoffman
lllinois Tool Works
Dana Langerman
Steve & Portia MclLeod
Jean Raymond

Bobbe Rowan

John Temple

Chair’s Club
($15,000+)

Gwen M. Asplundh
Jeffrey & Cecile Bodington

Roger & Madeline Levy
David & Jody Meyers

Gold Supporter
($2,000 to $4,999)
Claude & Jean Aldridge
AmazonSmile

Ramesh P. Babu, MD
Richard Boone

Daina Coury

Victor Del Favero
Stephen Fleming

Doris M Gibson

Megan Hamilton

Richard G. Marschner
Maureen Meyers

Robert Morsek

Patrick & Betsie O'Brien
Susan Raphaelson
Raymond F. Sekula Jr, MD.
Varigreen Mechanical Services

Well Spring
Retirement Community

Stephen & Sandra White

“l would say that the support group is
almost as important as taking the right
medication. I'm so appreciative of you

organizing this...”

—Robert

Silver Supporter
($500 to $1,999)

Anonymous (7)

Amica Mutual
Insurance Company

Patty & Joe Barnes
Joseph Barsugli, PhD
Benevity

Cynthia Bennett

Zelda Benson
Blackbaud Giving Fund
Joey Callahan

Trudi & Tom Cassidy
Georgi Chant

John Coates Jr

John & Sally Conway
Teresa Cordonnier-Stimax
Daniel J Desmedt
Glenn Dredger

Kaarina M. Ederma
Nadine Ellerthorpe
Jeffrey Fogel, MD
Freddy Gandhi
Michelle Gans

Lorri Genack

Give Lively Foundation Inc
Donna & Steven Green
Caren Hackman

Rohn W. Harmer
Marianne Hart

Hawk Pointe Golf Club

David B. Hawkins, PhD
Jim & Betsy Hoefen
Joseph Leonard

Mark Linskey, MD
Georgia Loescher-Junge
John L. MacKenzie
Jeanene Mantz

Audrey Martinuzzi
Terry McNally

Laurie McNamara
Jerome Newman

NSPC Brain & Spine Surgery
MiYona & Chad Pagni
Duane & Pat Pellervo
Matthew Petchel
Charles M. Roberts
Elizabeth Rogers

Aaron & Danielle Running
K. Singh Sahni, MD
Elaine Schneider

Philip Sine

Patricia Sublett

Georgia H. Thomas
Connie Thornberry
Carrie Turco

Dorothy Wehunt

Glenn & Christy West
WHA International, Inc.

Cynthia Woods

Chair’s Club

($15,000+)

Platinum Supporter | Gold Supporter Silver Su i i
pporter | Patron Pathfinder Friend
($5,000 to $14,999) ¥ (2,000 to $4,999) || (500 to $1,999) [ ($100 to $499) ($50 to $99) ($1 to $49)
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Patron

($100 to $499)
Anonymous (12)
Stacie Abraham
Adele F. Abramson
Jerry Adkins

Elizabeth Aikens
William C. Albert
Denise Anastasio
Kathy Anderson
Marianne Ardito

Tom Armstrong

Alan & Virginia Arsenault
Ida R. Ashby

John & Rosemary Ashby
Manya Babshoff
Helen Babyak

Linda Baer

Robert Basehore
Jeanne Bates

Gary Bauer

Melissa Baumbick
Wayne Beach

Nancy Bean

Suzanne Beard

Joan Beelen

Lynn & Daniel Berman
Helen Berndt

Billings Funeral Home
David Black

Chris & Bonnie Blankenship
Susan Blowers

Janet Boggess

Laurie Boldrick

Chyrl A. Bowers
Kevin Bozzay
Rebecca B. Brand
Angela Briggs

“The information that you have sent us will greatly

Carla Brown

Judy & Steven Brown
Terry Brown

Norman & Gayle Burkhalter
Mary E. Butcher

Barbara D. Butler
Jennifer Byram

Douglas Caldwell

Ronald & Martha Caldwell
Suzanne Carleton, FNP-C
William Carr, Jr.

Mary Case

Susan Cavanaugh

Susan J. Cerri

Nell Channell

Ronald Chaplin

Joe & Tatiana Christian
Brian Ciemnecki

Virginia Coburn

Thomas Coghan

Michael Cohen

Marilyn Collom

Joyce Constantino

Elvira Costello

Rachel Cracchiola
Luanne Crawford-Richey
Vickie W. Dance

Fayne M. Daniels

Joyce Ann & Delmer Davis
Charlotte De Haas
Robert A. Deane

Kim Decker

Dell Technologies
Employee Giving

Doug & Shera DeMuth
Devra Densmore
Joyce Dominick

George Downs

help us in our decision making. It helped me
tremendously to begin the journey of providing
relief for my wife, who has been dealing with

trigeminal neuralgia. Additionally, | had a very nice
conversation with [volunteer] Tom Kruse who also

provided valuable information.”
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Karen Driste

Nicolae Dumitrescu
Patricia & Gerald L. Duwe
Arthur M. Emery lll
Mark Epp

Robert & Crystal Etheridge
Peter & June Fallon
Allison Feldman
Thomas Fenstermacher
Sandra Fletcher

Sandra Floyd

T. Ashley Fodroci
Robert Fogel

Denver Fox

Robert Francis

Jill Fredrikson

Louise Freedman
Dorothy Fryer

Irene B. Fulk

John Galligan

Margaret Gallo

Angela Marcela Garcia Victoria
Stuart Gause

llene Gerber, PhD

Mary Jane Getlinger
Janice Gill

Harris Gloe

Pam Goehring

Andrew Goldman
Stephen W. Goolsby
Robby Gore

Bernietta Graf

Gloria & Richard Grafer
Charles Graham

Cyndy Graham

Kay E. Grim

Tina J. Grimm

David & Rita J. Gross
Thomas Guith

Linda & Paul Gysen
Rita Halverson

Kenneth & Sandra Handel
Donald Hansen

Robert Harlow

Eugenia T. Harrington
Frederick Harthen

Frances Haskin

“Support Groups are such
a source of information
and comfort!”

—Rosanne

Sarah Hawbecker
Richard & Stephanie Hawley
Madison Hayes
Kathleen Hays

Therese M. Hercher
Morris Hickman, Jr.
Mary Hilgert

Robert W. Hirsch

Rich & Tina Hogle

Lu Ann Hostetter
David Huang

Warren W. Huss, DDS
Larry & Katharine Ichter
Kevin Ireton

Jane A. Irving

Arnold Israel

The lvonen-Smith Charitable Fund
Kristen Jacobs

Kimberly & Paul Johnson
Robert J. Joos, Jr
Steven & Dana Kaplan
Eleanor Kazdan

Valarie Keefe

Dorothy L. Kelliher

Kay E. Kimball

Jeri Kirkegaard

Jeri Klein

Patricia C. Knight, RN
Geralyn Koehler

Heidi Kopp

Audrey Korman

Sandra Kravetz
Dorothy Kresconko
Sharon Krevor-Weisbaum
Harriet Kulis

Cele Lachance

Kathy LaForest

Lisa Lagrego

L. Paul Lanctot

Janean E. Langham
Anne Lastimado

Sara Jane Lee

Rebekah Lehtonen

“Donors” continued on page 31



“Donors” continued from page 30
Dianne Lerner

Richard Levy
Wolfgang Liedtke, MD
Michael Lim, MD
Loretta Lockett
Deborah Lockwood
Lynn Lucas

Thomas Lyons
Richard Maggio
Josiah Mason

Arthur W. Matson ll|
Wendy McAninch
Anthony McClain
Janice McConahy
Janet McConnell
Raymond McCord

Sean & Tommaso
McGlew Canetta

Kathleen Mendes
David & Denise Meyer
Lisa Mezzetti

Stephen Michael
Salvatore Milito

Craig Miller

Brian Mistler

Michael & Marie Moller
Joyce Moody

James Moore

Becky Morganegg
Michael Morretta

Sue & Rick Morton
Julia Murphy

Barbara Murray

Brian & Sue Nelson

Network for Good
Lois Nicol

Sandra Nietfeld
Christy Noordhoek
Michael O'Boyle
Catherine O’Gara Sternberg
Tomoya Ogura
Lawrence Oliver
Shirley Olsen
Janet L. O'Neil
Laura Ortiz

Marge Oslund
Jennifer Owens
Bruce Palmer

Tara Pantalone
Denise Paris
Claire W. Patterson
Mitra Perel

Andy Petitjean
Vickie Peuquet
Mandy Pirich
Sylvia Pollack
Shirley Portnoy
Janine Powell
Victoria Prevatt
Patricia Prior
Wanda Proctor
John Pumphrey
Marjorie Rahn
Linda Rainey
Lucie Regensdorf
Sue Remmey
Wayne & Elaine Retzlaff
Amy Reyer

“THANK YOU for our conversation and all your
help! | really felt heard and seen by you and it was
so nice to be validated. I'm so happy to know there
is a kind community out there...”

—Holly

“I really appreciate all the resources. | am
interested in contacting other people who have
and have had similar issues.”

Carol & David Richards

Patricia C. Riggins
Suzanne & Joe Rizzo
Angela Rodger
Norah Rodgers
Patricia M. Ross
Renate Sackhoff
Alan J. Saks
Margaret Schmidt
Karen Schroeder
Janet Schwartz
Shirlene Sears

Dr. Anne T. Sherren
James Sherry

Judy Simpson

V. Sunny Sjaarda
Karen Smirl
Stephanie Sorensen
Anne & Lynn Spyker
Mary Stanley

Gary L. Stanton, MD

State Farm Foundation

Joyce Steadham
Beverly Steel
Diane Stephens
Lyle Stewart

Cita Strauss
Elayne Studenberg
Sean Sullivan
Sherry Sutherby
Kim Svoboda
Susan Swanson
Ronald M. Swartz
Jeanne Tarullo Hays
Charles A. Taylor

—Susan

Jolynn Taylor

Robert & Judy Taylor
Mark & Jeanie Teel
Kenneth & Debbie Temple
Philip Tereskiewicz
Connie Thomas

Shirley Thomas

Charles & Elizabeth Timblin
Margaret Tonon

Ted Tylaska

Brandi Underwood
United Way of the Greater Triangle
Debv Voso

Rebecca Wagner
Candace Walkup

Jeff Walters

Ann Warren

Kathleen Warren

Harold Wenger

Janet Westers

Nancy Westlake

Louise Williams

Linda Wilson

Aimee Wood

Linda Yamamura

Frank Yanni

Daniel Young

Anastasia Zabolotnikova
Linda Zacarias

Robert Zawacki

Henry Zentgraf

Marilyn Zerby

Scott W. Ziegler

Suzanne & Dennis Zimmerman
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Pathfinder
($50 to $99)
Anonymous (19)
Lollie Abramson
Janice R. Adams
Catherine Aks
Joseph & Carol E. Apicella
Delia A. Atkinson
Kate Aydin

Jamie Beaver
Martha Bertrand
Mary Jo Biersteker
Anthony J. Bilangino
Harriet Blank

Erika Blumberg

Lois Bolger

Jill & Edward Brennan
Elda Brontoli

Joan Brozo

Osvaldo Brusco, MD
William Buckingham
Sherry Buhler

Linda Burnham
Darla A. Carlson
Mariana Carlstrom
Mo Chen

Beverley & Robert
Christensen

David Ciemnecki
Charles & Sandra Cirello
David W. Clayton
Michelle Coalson
Nancy Conn-Levin
Sally Cooper
Dolores M. Cornejo
Shannon Crawford
Betsy Cunningham
Miriam Cunningham
Shelley Curtis
CyberGrants

Denise Darling
Rowena Davis

Jack Demuth
Michael Dircksen
Cheryl Dobbs

Rev. Thomas Dowdy

Janice Dreher
Svitlana Drougas
Susan Duss
Elizabeth Emanuel Krolczyk
Elizabeth Endicott
Lori Enochian
Linda E. Evans
Christine Falco
Mary Fitzgerald
Patricia Foggin
Richard & Deanna Fowlks
Mary Fryz

Janet Fuqua

John Gaal

Cindi & Thomas Gallagher
Marcy Gallagher
Lorraine Gladstone
Andrea Glenn
Anne Goetzman
Liz Gold

Lindsey Gordon
Krit Goyal

Treana Hansen
Herbert Harris
Doris Harts

Cyndi Haughey
Roxann Haupt
John Hehnen
Caroline Helwick
Maria Hernandez
Helene Hershman
Patricia A. Hoelle
Rosemary Hogle
Marcia Horan

Joan Hostetter
Patricia Hoversten
Joanne T. Howard
Denise Huf

Linda Hughes

Jery Huntley

Linda Ihde

Vicki & Terrill Jankowski
Karen Jenkins
Mary C. Jenson
Joann Johnson

Kim & Joanne Johnson

“Your lovely emails have really helped me. | am really
struggling to come to terms with this being something
that isn’t going to go away. Thank you again, you really
have made a huge difference to me already.”

Mary Johnson
Susan Jorgensen
Janet C. Kameros
Janice Katz
Mary Keller
Mary Ann Kelly
Audrey Kerswell
Jagdish Khalsa
Carol Kirkbride
Pam Klein
William Kofahl
Donna Kohley
Dawn Kostenko

Steven & Mary Ellen
Kreshover

Dorothy A. Kristy
Carol Kroslow
Lulu Langston
Barry M. Lasner
Nancy Latimer
Kelsey Leigh
Ruth D. Levy
Li-Lian Trust
Carole L. Lilja
Cathy Lincoln
Margaret Lucas
Dennis Lynch
Kelly Madden

Sai Mantripragada
Bill & Joan Marcy

Patricia Mares-Mischke

Aimee Martin

Linnea Martin

Sandy Martin

Cavill & Sally Maze
Michael McCormack
Diane McDonald
Margaret McGaughey
Nina E. McPherson

“Thank you for finding me an awesome FPA Peer Mentor...
| [also] attended FPA Zoom meetings. Thank you and all
the wonderful FPA volunteers!”

—Annamarie
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Ethel McWilliams

Brian Medeiros

Mike & Antoinette Mercurio
Connie Messer

Kelly L. Miller

Tim Miner

Richard Motta

Friends of the Nashua Public
Library

Helen J. Nicholson
Gayle Nolte

Bruce A. Noriega
Colleen Norton
Nancy J. O'Flinn
Marcia O'Reilly
Thomas Pace
Barbara Paolozzi
Jennie Patterson
Marcia Pauly
Donna & David Pelczarski
Andrew Pensavalle
Rosemary Peter
Linda K. Peters
Paul Petralia

Jackie Pingel
Donald & Carole Pitchman
Jill Quick

Debra Renckens
Janine Rich

Beverly Ringel
William Roberts
Beth Roeseler
Harold Rogers, DDS
Jody Rutledge
Cheryl Sando
Yolanda Sandoval
Tom Schanken
Judy Schiffbauer
Joanne Schwebach
Susan E. Seltzer
Dan Sempert

Joe Shafer

Anita Shamansky
Virginia Shannon

Diane Skeet

—Laura

David Smalley

Rita Doyle Smith
Gayle Springer
Sandra J. Stechcon
Clark P. Stevens
Ellie Stone

Alan Stumbaugh
Cheryl L. Tanasoff
Tracy Tata

Alice Theobald

J C Thompson
Joanne A. Thompson
Janet Thuringer
Betty Tolles
Jennifer Topping
Carol A. Trombley
Nancy B. Tucker
Donald Tuffner
Marie VanHemel
llene Victor
Theresa Victor
Barbara Vonklemperer
Judy Vosen

Ann Voynow

Mary Waltuck
Kathy Wargo
Lindsay Weismiller
Janice Witkowski
Karin M. Woeste
Sandra J. Woodling
Lisa Woodman
Dave & Virginia Woodring
Deborah Wright
Michael Wyn
YourCause

Martin Zelner



Friend

($1 to $49)
Anonymous (12)

Frank Alibozek

Rita Aron

Heidi Battistini

Carol Bender

Ellen Berg

Perry Bergman
Michelle Bergstad
Harry & Dorothy Bertschy
Paula Brown

Frima Burger

Teresa L. Burnett
Diane & Joseph Butler
Mary Carter

Peggy C. Case

Luz F. Chambers

Dr. Frank & Ethel Chiminello
Joyce Chunias

Sarah Clark

Cathryne Claudio

Una Clausen

Patti Cochran

Angie Coleman

George Cowburn
Louise Cox

Carol Ann Crow

Steve & Mary Lu Cummings
Jaquelynn H. Dahlstrom
Summer Dashe

James Denny

Hosanna Derderian
Carol DeWolfe

SPONSOR SPOTLIGHT

Face Pain?

Robert Donnelly

Carole J. Duckworth
Barbara Duggan

Gordon H. Duncan

Loann Elwood

Abby Enright

Lois Fiestadt

Robert Forness

Clara Freeman

Daniel & Beth Gastineau
Edward Godfrey

Graybar Corporate

Kristin L Griffin

Sandy L. Grimm-Schucker
The Hanover Insurance Group
Patricia C. Haynes
Florence E. Hettinger
Robert & Estelle S. Heyman
Patrick N. Hogan

Marilyn A. Homoki

Donna L Hubbard
Kimberly Hubbard

Gene Hynes

Katherine Ihde

Inger Johnson

Johnson & Johnson Family of Companies
Fr. W. Paul Jones

Kathy Jurman

Howard H. Kendrick

Mary Kindred

Amy Kingery

Faith F. Klein

Susan Kosek

Anne Kostecki

Tim Krenik

Jane Krylowicz
Kathleen J. Kuhn
Jaqueline Lamont
Michael & Mary Langella
Sylvia T. Leahy
Douglas Lee

Rochelle Levin
Raymond & Colleen Lilstrang
Relda Lockwood

John & Joyce Madiara
Heather Mahlich
Denise Maire

Ellen Malessa

Carolyn Marcantel
Ron Mason

Nadean H. McGee
Mary Ellen McKay
Khadija Mellakh
Leyda Mendez

Carol Mickiewicz
Veronica Miller
Bonnie Mills

Nita Mitchell

Maria Monteleone
Leland S. Moore, Jr.
Mitchell Moore
Kiyoshi & Dorothy Nakatsui
Carol Nelson-Douglas
Jeannette Reese
Anne Richmond
Shonda Roberts

Lynn Sallee

Kathleen Scanlon
Rachel Scherer

Kathy Schoffstall

Garnet E. Schulz
Shirley Schweitzger
Scopelitis Law Firm
Robert Sellards
Monica Shellene
Mary Ann Silvestro
Sally Smithers

Kim M. Stawicki
Pauline Stephens
Bill & Linda Stroud
Mary T. Sturm
Sativa Swinson
Jeremy A. Szabo
Target Corportation
Patricia Thayer
Tiltify

Maryann P. Toti
Mary Ann Treacy
Azi Turturici
William J. Tyler
UWW EDI Payments
Jessica Vlack
Gwyendella Walker
Cathy Walters

Julie Warshawsky
Mindy Weinstein
Linda Wells
Howard Wesoky
Sharon Whitener
Melissa Wilson
Jedda Wong
Donald & Billie Jo Wright
Ann & Scott Young-Jaffe

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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The Facial Pain Association is grateful to our generous donors whose gifts serve to honor special people
in their lives, commemorate milestone events, or memorialize the legacy of those who have passed.
The following donors made tribute gifts between January 1, 2022 and December 31, 2022.*

Alexandra Abramson
Adele Abramson

All Facial Pain Sufferers
Kay Grim

Raymond McCord

Linda Smith

Melissa Anchan
Thomas Murray

Dr. John Atkinson
Marilyn Collom

Amy Beyerl
Elizabeth Emanuel Krolczyk

Dr. Jeffrey Brown
Arlene Cherner
Janet McConnell

Dr. Kim Burchiel & Dr.
Robert White
Jane Irving

Linda Burnham
Myself

Erin Carter
Janean Langham

Dr. Kenneth Casey
Donald Hansen
Kathy LaForest

Anne Ciemnecki
Brian Ciemnecki
David Ciemnecki
Barry Lasner

Alyce Clarke
Janine Powell

Joyce Constantino
Myself

Mr. & Mrs. Mitchell Cooper
Susan Raphaelson

Doug Crypitus
Mike Mitrano

Crypitus Dark
Shadows Entertainment
Carol Mickiewicz

Dr. Theresa Day
Patricia Mares-Mischke

Dr. Joshua Dowling
Cele Lachance

Lisa East
Shannon Crawford

Ellie
Louise Williams

The Facial Pain Association
Jagdish Khalsa

The Facial Pain Association
Staff
Allison Feldman

Allison Feldman
Claude & Jean Aldridge

Ira Field
Susan Raphaelson

Darrell Fryer
Dorothy Fryer

Tom Gallagher
Marcy Gallagher

Mrs. Dhun Gandhi
Freddy Gandhi

Brittney Geerken

Gertie
Dr. Joseph Barsugli

Giving Tuesday & the
Facial Pain Association
NSPC Brain & Spine
Surgery

Regina Gore
Robby Gore
Richard Levy

Dr. Jordan Grabel
Peter & June Fallon

Dr. Stephen Griffith
Betty Tolles

Tim Guith
Lynn Ruppe
James Sherry

Katie Rose Hamilton
Irene Fulk

Megan Hamilton

Kathleen Hays
Helen Nicholson

Vince Holtmann
John Gaal

Susan Jacobson
Susan Raphaelson

Kathy Jurman
Myself

Megan Kaufmann
Nadine Ellerthorpe

Nanci Knight
Myself

Michael Langella

Michael & Mary Langella

Dr. David Langer
Jeremy Szabo

Harvey D. Langston
Lulu Langston

Dr. Wolfgang Liedtke
Sarah Donly

Roger Levy
Richard Marschner

Dr. Mark Linskey
Koray Hagen
Nancy Latimer

Fulton Liss
Lisa Mezzetti

Amy Louie
Andrew & Amy Louie

Dr. Thomas Lovely
Dorothy Kelliher

“I really felt heard and seen by you and it was so nice
to be validated. I’'m so happy to know there is a kind
community out there and really appreciate your help!”

— Holly
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John G. Maciulla
Jane Maciulla

Maria Martinuzzi
Audrey Martinuzzi

Pedro Mendez, Sr.
Leyda Mendez

David Meyers
Maureen Meyers

Rebecca Miller
Craig & Susan Miller

The Neurosurgeons at
Barnes Hospital,

wSt. Louis, MO

Cele Lachance

Catherine Jane O’Neil
Costello
Janet O’Neil

Our Loving & Supporting
Children
Julie Russell

Tara Pantalone
Myself & All Fellow Warriors

Mark Parnass
Susan Raphaelson

Claire Patterson
Fayne Daniels
Sue Remmey

Mr. & Mrs. Jay Pattinger
Susan Raphaelson

Mr. & Mrs. Seymour
Pienkny
Susan Raphaelcon

Mary Pingel
Jackie Pingel
Lindsay Weismiller

Elaine M. Retzlaff
Wayne & Elaine Retzlaff

Grampa Robertson
Tim Krenik

Dr. Robert Rostomily
& Ms. Autumn
Joe & Tatiana Christian

Margie Rucker
Gina Rucker

Lynn Sallee
Myself

Sativa’s Fight
Sativa Swinson

Dr. Raymond Sekula
Cynthia Okeson

Judy Simpson
Daniel Desmedt

Ashley Temple Forman
Kenneth & Debbie Temple

Dr. John Tew
Cita Strauss

Steve & Cecilia Thunander
Cathleen Clay

The Virgin Mary
Angela Marcela Garcia
Victoria

Lisa Vitale
Scopelitis Law Firm

Stephanie Wagner
Abby Enright

Tom Wasdin
Angela Briggs

Dan Wegner
Alecia Nelson

Jerry Weiss
Susan Raphaelson

Lewis Wolkofsky
Sylvia Pollack

Patty Young
Suzanne Carleton

Young Woman In Georgia
who Helped Me On
12/14/22

Harriet Kulis



Hope Albert
William Albert

Vanessa Andrews
Billings Funeral Home

Katherine Babson
Denny
James Denny

Phyllis Basehore
Robert Basehore

Burton Becker
Amy Platizky

Pamela Boone
Richard Boone

Frank & Muriel Borello

Patricia Foggin

Winnifred Brookman
Christy Noordhoek

Larry Case

Mary Case

Kim & Joanne Johnson
Rebekah Lehtonen
Raymond & Colleen
Lilstrang

Sean & Tommaso McGlew

Canetta

Friends of the Nashua
Public Library

Linda Rainey

Daniel Young

Jennifer Chaplin
Ronald Chaplin

Iwona Ciepiaszuk
Ewa Drabek

Harriet Citron
Susan Raphaelson

Leslie L. Cordonnier
Teresa Cordonnier-
Stimax

Roy Crane
Michael O’Boyle

Linda Dictrow
Susan Raphealson

Dr. John Doyle
Clark Stevens

Bessie Elledge
Loretta Lockett

Charles “Chuck” Everts
Carol Kirkbride

Bridget Garvin
Deborah Wright

Ann C. Godfrey
Edward Godfrey

Janice Flueckinger
Loann Elwood
Jody Rutledge

Jean Lenore Gaylord
Mason
Richard Gelgauda

Rebecca Gilliam
Kay Kimball

Patricia Grizzard
Treana Hansen

Lucille Guith
Tim Guith

Stanley L. Gulack
Melissa Brent
Mary Agnes Decicco

Mary Hackney
Karen Jenkins
Beverly Steel
Janet Westers

Sarah Hogan
Patrick Hogan

Jean Horn
Pam Goehring

Dr. Peter Janetta
Lois Bolger

Tina Grimm
Claire Patterson

Ardyce Johnson
Lois Fiestadt

Connor Joos
Robert Joos

Kimberly K. Johnson

Kimberly & Paul Johnson

Martha Kavano
Kiyoshi & Dorothy
Nakatsui

Harriet Kravetz
Sandra Kravetz

Nicke T. Kroslow
Carol Kroslow

Harriet Krugel
Jordan Krugel

Ben Kuboushek
Kate Aydin

The Ivonen-Smith
Charitable Fund
Brian & Sue Nelson
Colleen Norton

Emilia J. Lake
Jennifer Birney
Camille Tancredi

Marilyn Lanctot
L. Paul Lanctot

Herbert Levin
Rochelle Levin

Josephine Litwin Smith

Mary Fryz
Anne Kostecki

Jane MacEachern
Marietta Mattei

Mary E. McLaughlin
Mary Jenson

Dr. Ahmad
Mokhtarzadeh
Mitra Perel

Leola D. Moore
Leland Moore

Carole Needleman

Michele & Dennis Dibsie

Nancy Nielsen
Jean Raymond

“When | found the FPA | was
ecstatic. | felt like | found my people.”

Ann Nietfeld
Sandra Nietfeld

Marian Nott
Helen Berndt

Helen Nott Berndt
Helen Berndt

Iva Mae Olson
Dan Pace

Nancy Oscarson
Allison Feldman

Eileen A. Ott Clark
Daina Coury

Sherilyn Pasternak
Frances Haskin

Jeri Peters
Connie Thomas

Leonard Sydney
Ramroop
Margaret Schmidt

Effie S. Roth
Helen Roth

Nancy Lou Rubinelli
Jerome Newman

Philip J. Russo, Jr.
Richard Gelgauda
Marietta Mattei
Daniel Papasian
Diane & Bob Richard

Mary Schlembach
Shirley Schweitzger

Howard Schreier
Jerome Newman

Krista Marie Schulte
Mandy Pirich

Nell Scribner
Genevieve Lenda

Thomas Short
Kristin Griffin

Russell Sjaarda
V. Sunny Sjaarda

— Erik

Arthur J. Smith
Suzanne & Joe Rizzo

Miriam Studenberg
Elayne Studenberg

Michael Temple
John Temple

Bill Thompson
Joanne Thompson

Grace Timblin
Charles & Elizabeth
Timblin

Irma Tonon
Margaret Tonon

Brian Tucker
Nancy Tucker

Dr. Richard Tyler
John & Rosemary Ashby

Ronald J. Victor
Theresa Victor

Mr. & Mrs. John Vlack
Jessica Vlack

Ira Ward
Susan Raphaelson

Mary Louise Watson
Stella Bennett
Sherry Cai

Effie Friedel

Judith Hamer
Robert Jirsa
Thomas & Ramona
Lekas

Teri Odonnell
Shirley Sample
Irene Solesky

Dan Stein

Dorothy Wilis
Dorothy Rainwater

*Every effort has been made to ensure the accuracy and completeness of this list. We regret any errors or

omissions that may have occurred. If you see something incorrect, please email info@facepain.org.
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Current Sponsors
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Signature Professional Members

AdventHealth Neuroscience Jefferson Health Mayo Clinic Florida
Institute David W. Andrews, MD, FACS William P. Cheshire, Jr., MD
Christopher E. Baker, MD James J. Evans, MD Sanjeet S. Grewal, MD
Melvin Field, MD Robert H. Rosenwasser, MD, FACS Ronald Reimer, MD
Ravi Gandhi, MD Ashwini D. Sharan, MD Robert E. Wharen, MD
David Rosen, MD Stephen D. Silberstein, MD, FACP
Marlind A. Stiles, DMD Mayo Clinic Minnesota
Carilion Clinic Chengyuan Wu, MD John L.D. Atkinson, MD
Mark Witcher, MD, PhD, FAANS Maria Peris Celda, MD, PhD
JFK/New Jersey Neuroscience Michael J. Link, MD
Cleveland Clinic Institute W. Richard Marsh, MD
Eric P. Baron, DO Joseph C. Landolfi, DO Frederic B. Meyer, MD
Varun Kshettry, MD Bruce E. Pollock, MD
MaryAnn Mays, MD Mayfield Brain and Spine Jamie J. Van Gompel, MD
Pablo F. Recinos, MD Steven C. Bailey, MD
Payal P. Soni, MD Vincent A. DiNapoli, MD, PhD NSPC Brain and Spine
Pranay Soni, MD Yair M. Gozal, MD, PhD Michael Brisman, MD
Aarushi Suneja, MD George T. Mandybur, MD Jeffrey A. Brown, MD, FACS, FAANS
Ronald E. Warnick, MD Alan Mechanic, MD
Columbia Neurological Surgery Brian Snyder, MD
Raymond F. Sekula, Jr., MD Mayo Clinic Arizona
Christopher J. Winfree, MD Bernard R. Bendok, MD, FACS
Chandan Krishna, MD
Hoag Hospital Richard S. Zimmerman, MD, FAANS

Christopher Duma, MD, FACS
Mark E. Linskey, MD, FAANS
Robert G. Louis, Jr., MD

Ali Makki, DMD

Vivek Mehta, MD
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Signature Professional Members continued

Raleigh Neurosurgical Clinic
Takanori Fukushima, MD
Laith Khoury, MD
Russell R. Margraf, MD

South Sound Gamma Knife
Marc Goldman, MD
Ryan Halpin, MD
Anthony Harris, MD, PhD
Barbara Lazio, MD
Huong Pham, MD
Sheila Smitherman, MD
Herbert Wang, MD

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 J. Morgan, MD
Salim Rahman, MD, FACS
Robert D. Strang, MD
Jeffrey L. Woodward, MD
Michael J. Workman, MD, FACS

Professional Members

Alan J. Appley, MD, FACS
Larry S. Arbeitman, DC
Ramesh P. Babu, MD
Samuel L. Barnett, MD
Chetan Bettegowda, MD, PhD
George K. Bovis, MD
Mark Bryniarski, MD
Ketan Bulsara, MD
Brijesh Chandwani, DMD
Edward Chang, MD
James M. Chimenti, MD
Jonathan S. Citow, MD
David Darrow, MD

Paul W. Detwiler, MD

Stanford Health Care
Meredith Barad, MD
Vivek P. Buch, MD
Steven D. Chang, MD
Beth Darnall, PhD
Michael Lim, MD

Trigeminal Neuralgia Treatment

Center of Virginia
K. Singh Sahni, MD, FACS

University of Virginia Gamma
Knife Center

Jason P. Sheehan, MD, PhD

Zhiyuan Xu, MD

The Valley Hospital
William S. Cobb, MD, PhD
Anthony L. D’Ambrosio, MD
Chad M. DeYoung, MD
Thomas P. Kole, MD, PhD
Michael F. Wesson, MD

Weill Cornell
Brain and Spine Center
Michael Kaplitt, MD
Jared Knopman, MD
Susan C. Pannullo, MD
Justin Schwarz, MD
Phillip E. Stieg, MD, PhD, FAANS

We strive to be the most reliable and comprehensive

resource on facial pain conditions for patients, their

families, and healthcare professionals. If you would

like to be recognized among the 150+ doctors and

medical centers participating in the FPA's Professional

Membership program, please contact Brandi Underwood

at bunderwood@facepain.org or call (800) 923-3608.

Dario J. Englot, MD, PhD
Chikezie Eseonu, MD, FAANS
David Estin, MD

Melvin Field, MD

Michael L. Gelb, DDS, MS
Thomas W. Grahm, MD
Andrew W. Grande, MD
Judy Huang, MD

Brian Hwang, MD

Babak Jahromi, MD, PhD
Stephen Johnson, MD
Willard S. Kasoff, MD, MPH
Tyler J. Kenning, MD, FAANS
Brian H. Kopell, MD

Jonathan H. Lustgarten, MD
Shamin Masrour, DO

Mark R. McLaughlin, MD
Sachi Mehrotra, DDS
Matthew Mian, MD

Yaron A. Moshel, MD
Stephen Nalbach, MD

John Adair Prall, MD
Shervin Rahimpour, MD
Mark B. Renfro, MD

Joshua M. Rosenow, MD
Laligam N. Sekhar, MD, FACS
Eric Sussman, MD

Aizik Wolf, MD

Current Sponsors, Signature Professional Members, and Professional Members as of June 2023
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SPONSOR SPOTLIGHT

WORLD CLASS
TRIGEMINAL NEURALGIA
FACIAL PAIN PROGRAM

Drs. Michael Brisman, Jeffrey Brown, and Brian Snyder perform a variety of
advanced procedures, including facial pain surgery and neurostimulation,
to treat Trigeminal Neuralgia and other chronic facial pain conditions.

EEEI Scan torequest

IEIEI-.. a consultation
nspc.com | (844) NSPC-DOC

Weill Cornell Medicine

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.

Michael Brisman M.D.

=

Jeffrey Brown M.D. Brian Snyder, M.D.

Dr. Brown is the Facial Pain Dr. Snyder is a fellowship-trained,
Association Medical Advisory
Board National Chairman.
He serves as the Neurosurgery of neuromodulation to treat
Director of the NYU Langone
Long Island CyberKnife® conditions.

Program in Mineola, NY.

functional neurosurgeon
who specializes in the use

complex cranio-facial pain

NSPC

Brain & Spine
Surgery

Advanced Treatment Starts Here

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

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

DR. BABACAR CISSE
Neurosurgeon and
Interventional Neuro-
radiologist
Stereotactic Radiosurgery
B (Gamma Knife)
646-962-3389

DR. MICHAEL KAPLITT
Director, Movement Disorders
and Pain
Neurostimulation, Alcohol
Rhizolysis, Stereotactic
Radiofrequency Lesion,
Microvascular Decompression
212-746-4966

DR. JARED KNOPMAN
Director, Cerebrovascular
Surgery and Interventional
Neuroradiology
Microvascular Decompression
212-746-5149

DR. SUSAN PANNULLO
Director of Neurosurgical
Radiosurgery
Stereotactic Radiosurgery
(Gamma Knife)
y 212-746-2438

DR. JUSTIN SCHWARZ

Neurosurgeon and
Interventional Neuro-
radiologist

Microvascular Decompression

212-746-2821

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