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At the Facial Pain Association, we believe that knowledge is
one of the most powerful tools available to people living with
trigeminal neuralgia (TN) and other neuropathic facial pain
conditions. Education is a core part of our mission because
access to accurate information can help patients move from
uncertainty and fear toward understanding, effective treatment,
and hope.

Through our website, patient guides, books, webinars, Quarterly
journal, and bi-weekly bulletins, we provide trusted resources
that help patients, caregivers, and healthcare professionals
better understand facial pain conditions and treatment options.
We also offer continuing education programs for dental
professionals, helping improve recognition of neuropathic facial
pain and supporting earlier referrals to specialists.

As technology evolves, tools such as artificial intelligence may
offer additional support by helping patients organize symptoms,
prepare questions for appointments, and identify experienced
providers. While Al is not a substitute for medical advice, it

can be a useful resource when used responsibly. Our goal

is to empower every person affected by facial pain with the
knowledge and support they need to advocate for their care. M

Listen to our podcast,
The Nerve, on Spotify,

I h e N e rve Apple Podcasts, Amazon
Music, and Podbean!
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https://facepain.podbean.com/
https://podcasts.apple.com/us/podcast/the-nerve-its-a-pain-in-the-face/id1763915527
https://open.spotify.com/show/3v5sZrYHNvKLmSv2NazE4M?si=0924b10fc0ad4cd9
https://music.amazon.com/podcasts/ac5ce751-794f-4b03-91f0-d1abd46057aa/the-nerve--its-a-pain-in-the-face

From the Board Chair

The mission of the FPA is Support, Education and
Advocacy. In this letter, I'm going provide some real-
time education about how Artificial Intelligence (Al)
can help with your medical challenges.

Note: I'm not a doctor. However, this letter has
been reviewed and approved by the FPA's Medical
Advisory Board.

Recently | took an online course about Al & Medicine
taught by three Harvard and Johns Hopkins Medical
School professors. It further opened my eyes about
how Al can be immensely helpful to patients.
Although the Al tool can be used in many ways to be
helpful in a medical situation, I'd like to focus on three
elements.

Diagnosis

Getting a proper diagnosis for a rare condition like
trigeminal neuralgia (TN) and similar conditions is
very difficult. A common characteristic of physicians
who are excellent at diagnosis is their pattern-
matching skills. They recognize a pattern from their
experience to help form a diagnosis. It turns out that
Al is superb at pattern-matching and consequently

is excellent at providing a diagnosis. Although
physicians often follow different questioning patterns
to get the information they need for a diagnosis, a
recommended approach for providing information into
an Al tool like ChatGPT is T-LICC.

Time: When did the symptoms start?

Location: Where is the pain located in the body?
Intensity: What type of pain, how long does it last,
how frequent?

Change: How have the symptoms changed over
time?

Context: Who are you: age, gender, other conditions,
current medications?

Putting this information into Al, asking for possible
diagnoses, and then asking your doctor if any of
the diagnoses might be correct could be immensely

helpful, especially for a rare, hard-to-diagnose
condition. Don't take an Al diagnosis as a final
answer and don't submit any personally identifiable
information (e.g., name, address)! The warning with Al
is to “trust but verify.”

Doctor Appointment Preparation

Al can help make your doctor’s appointments

more valuable. By asking Al something like: “I'm

a bb-year-old woman who was diagnosed with
trigeminal neuralgia three years ago and have

been on carbamazepine for the symptoms. What
questions should | ask my neurologist at an upcoming
appointment?” You'll have many excellent questions to
choose from.

Find A Doctor

Finding a doctor experienced in treating TN and
similar conditions can be very hard. Now it's easier.
By asking Al something like: “I'm a 55-year-old
woman, living in Asheville, NC, who was diagnosed
with trigeminal neuralgia five years ago and now want
to explore surgical treatments for my condition. Which
neurosurgeons should | consider who are highly rated
in treating trigeminal neuralgia in the Southeastern
U.S?" | tested this in a familiar metro area, and the
results were very good. Of course, you will still need
to vet the physician. The FPA has a tool to help you
do that. Visit www.facepain.org/find-support/find-a-
doctor.

We are all familiar with stories of patients barging into
a doctor’s appointment, armed with information from
“Dr. Google,” and believing they know the answer.
Understandably, the doctor often doesn’t respond
well. | suggest you take your Al-generated information
and questions into your doctor’s appointment with
respect and an inquisitive mind. The goal is to help the
expert — your doctor — help you.

David Meyers %
Board Chair, The Facial Pain Association



A Message From the CEO

Knowledge Is Power:
The FPA's Commitment to Education

One of the most difficult aspects of a facial pain
diagnosis can be the journey to an effective diagnosis.
Feeling the lightning strikes that are common with
trigeminal neuralgia and not knowing what is
happening to your body, not knowing what to call it,
not knowing whether anyone else has felt what you
are feeling, or if relief is possible, is incredibly scary.

| hear about that experience often. It is the reason
education and awareness are at the heart of everything
the Facial Pain Association does. It's why education

is one of the three pillars of our mission. Information
changes things and when a person in pain finally has
words for what they are experiencing, something
shifts. When a physician, dentist, or other health care
professional recognizes the signs of neuropathic facial
pain, a person's entire trajectory can change. When
friends and family understand what their loved one is
going through, they can engage more fully. That is the
power we are trying to put into people's hands.

Over the years, the FPA has built a collection of one-of-
a-kind educational resources. Our website offers clear,
thorough information on many facial pain conditions,
and includes symptoms, diagnoses, and treatment
options. A downloadable patient guide gives patients
something tangible to bring to appointments or share
with the people in their lives. Our webinar library

and collection of past Quarterly journal articles offer
deeper exploration of topics that matter most to this
community, from treatment decisions to the emotional
weight of chronic pain.

We have also published two books. Facial Pain: A 21st
Century Guide was published in 2020 and Living Well
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with Neuropathic Facial Pain, Including Trigeminal
Neuralgia, was published in 2024. | consider these
among our most important contributions to the

field. They bring together the best available clinical
knowledge in a form that is useful to both patients
seeking to understand their condition and practitioners
who want to deepen their expertise.

Our Quarterly journal offers new and updated
information four times each year. The News You

Can Use pullout in each issue is designed to deliver
something practical and immediate. It is designed to

be something you can use right now or keep it and
reference it when you need it. Between issues, our
bi-weekly bulletins keep our community connected and
informed.

Three to four times each year, we host accredited
webinars offering continuing education (CE) credits
for dental professionals. Dentists are very often the
first specialist someone visits when they experience
TN pain. Giving their teams the tools they need to
recognize neuropathic pain and to make the right
referral is one of the most direct ways we can shorten
the road to a correct diagnosis.

We have more to do. More people to reach. More
practitioners to educate. But when | look at what this
organization has built for the facial pain community,

| feel hopeful - hopeful that the right information, in
the right hands, at the right moment, can change
someone's life.

That is what we are here for.

Ao Pyainsdon e

Melissa Baumbick
Chief Executive Officer, The Facial Pain Association
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MAB Corner
Orofacial Pain and Dentistry

Donald Nixdorf, DDS, MS
Director of the Division of TMD and
Orofacial Pain at the University of Minnesota

Orofacial pain is a specialty of dentistry that
encompasses the diagnosis, management,
and treatment of pain disorders of the jaw,
mouth, face, head, and neck.

Despite its recognition as the 12th dental specialty
in 2020, the number of board-certified specialists
remains limited, with fewer than 287 diplomates of
the American Board of Orofacial Pain serving a US
population exceeding 333 million. This deficiency
is due to the shortage of training programs as only
14 orofacial pain residency programs are currently
available in the US, graduating around 30 new
specialists annually. Compared to similar disciplines
such as headache medicine with 50 fellowship
programs, the sheer gap in specialty training becomes
obvious.

Patients with facial pain usually see their primary
dentist first. For instance, more than 50% of patients
with trigeminal neuralgia present with oral or dental
pain and the majority of these patients visit their
dentist for consultation. Temporomandibular disorders
(TMD) are the most common cause for non-dental
facial pain and are common reasons for dental

visits. Patients experiencing pain or dysfunction

in their jaw usually consult with their dentist or
primary care provider. However, since TMD can
present with ear pain or mimic nerve pain, these
patients are sometimes seen first by ear, nose and
throat specialists, neurologists or neurosurgeons.
Therefore, orofacial pain specialists collaborate with
various medical and dental providers in addition to
clinical psychologists and physical therapists for the
diagnosis and management of oral and facial pain
disorders.

Since general dentists are frequently the first point
of contact for individuals with facial pain, substantial
efforts have been made to integrate orofacial pain
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into predoctoral dental education over the past
two decades. In 2005, instruction was presentin
only a subset of US dental schools and was largely
limited to didactic teaching with minimal clinical
integration. Since then, meaningful progress has
been achieved. By 2025, dental schools reported
inclusion of TMD-related content, with increased
average instructional time of about 16 hours and
broader coverage extending to neuropathic pain,
atypical dental pain, and primary headache disorders.
However, variability remains high across dental
schools, often more impactful educational offerings
depending on the presence of dedicated orofacial
pain faculty or an affiliated postgraduate orofacial
pain residency program. Despite improvements
with didactic education, a persistent gap is the
limited clinical orofacial pain exposure dental
students have to patients during their predoctoral
training. This limitation constrains skill acquisition,
including diagnostic confidence and clinical
competence. Evidence suggests that students who
combine didactic learning with experiential training
demonstrate significantly higher scores in knowledge
retention and confidence in TMD-related skills.

In summary, while progress has been made in
incorporating orofacial pain into dental curricula,
significant gaps remain, particularly in providing
students with opportunities for standardized

clinical training and experiential learning such as
structured clinical rotations, peer-to-peer hands-on
activities, case-based discussions, and simulation-
based approaches. Addressing these deficiencies is
essential to ensure that future dental professionals
are adequately prepared to screen, diagnose, manage,
and refer this underserved patient population.
Ultimately, strengthening predoctoral dental
education is a critical step towards improving access
to high-quality care all patients suffering with chronic
pain deserve. M



Facial Pain

Data Speaks: The Power of Information

In our Spring 2026 Quarterly, we explored
how registry participants described their pain,
including its severity, location, and whether
they experienced a range of neuropathic
symptoms. In this issue, we turn to what
registry participants told us about the causes
of their pain. With more than 700 participants
now contributing to the Facial Pain Registry,
these responses offer a detailed look at the
many paths that lead to facial pain.

Most Participants Identified a Cause of Their Pain,
and Many Cited More Than One

When asked whether they knew the cause of their
facial pain, 82% of participants said yes, while 18%
said they did not know. The high percentage of people
who have identified a cause is encouraging, and it
suggests that many people have worked with their
healthcare providers to reach at least one explanation.
At the same time, nearly one in five participants
remain without a known cause, a reminder that
diagnosis can be a long and difficult process for
people with facial pain conditions.

% of Participants Who Reported Knowing the Cause of Their Pain*

100% -
82%
80% -
60% -

40% -

20% -

0% -

Yes

*706 Participants

Among those who did identify a cause, most pointed
to more than one. We found that 47% cited a single
cause, 34% cited two, 13% cited three, and 6%
reported four or more. This means that more than
half of registry participants are dealing with multiple,
overlapping contributors to their facial pain.

It is also worth noting that not all reported causes
were the initial triggers for the pain. Some factors,

18%

No

such as stress, illness, or subsequent medical
procedures, may have acted as exacerbating events,
reigniting symptoms rather than serving as the
original source of pain. This distinction between root
causes and contributing triggers is one more reason
why a comprehensive evaluation by an experienced
healthcare provider is so important.
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Number of Pain Causes Reported by Participants*

47%
40% -
34%
20% -
13%
- -
i 4 .

1 2 3 4+

*580 Participants

Reported Causes of Pain Vary Widely

Among those who identified a cause of their pain, the most commonly
reported was a blood vessel compressing or pulsating against the trigeminal
nerve. This is consistent with what we know about classical trigeminal
neuralgia. That said, survey participants also reported a wide range of other
causes, including tumors, shingles, and multiple sclerosis causing pain.

People Said Their Pain Was Caused By...*

Blood Vessel Pulsating Against TrigeminalNewve [ ) s

Tumor - Meningioma or Schwannoma - 6%
Shingles || 5%
Multiple Sclerosis . 4%
Chiari Malformation, Hamartomata, or AVM l 2%
Stroke or Bleeding I 1%

Other Condition** - 5%

*580 Participants
**Qther Conditions Include Lupus, Sjégren’s, and Hashimoto disease

6 Facial Pain Association



Facial Pain Registx/

Many Participants Report That Their Pain Followed
a Specific Event

We also asked participants whether a specific event
preceded an episode of facial pain. Dental procedures
were the most frequently reported, cited by 29%

of respondents. Twenty-eight percent of survey
participants reported that a procedure intended

to treat their facial pain worsened their symptoms

or caused the onset of different facial pain. This is
concerning, as no one wants to be in pain following

a procedure. People considering a procedure should
take special care to find an expert who can prescribe

an evidence-based procedure for their specific type of
pain and perform it impeccably.

Notably, 13% of respondents reported that their
pain began after COVID-19. This is consistent

with a growing body of research demonstrating

that SARS-CoV-2 can directly affect the trigeminal
nervel. Accidents and injuries accounted for 9% of
responses, and 16% cited another medical condition.
These results confirm that facial pain can emerge
from many different starting points, making accurate
and thorough evaluation by an experienced provider
essential.

Some Reported Their Pain Began Shortly After an Event Such As...*

A Dental Procedure

A Procedure Meant to Treat Facial Pain**

An Accident or Injury 9%

COVID

Another Condition or Disease** *

*580 Participants

Root Canal 15%
29% Tooth Extraction 11%
Dental Implants 3%

28%

COVID Vaccine 8%

13%

COVID Infection 5%

16%

**Includes Surgery, Rhizotomy, Balloon Compression, Gamma or Cyber Knife Procedures
***|ncludes Jaw/SurgeryTMD/TMI, Bell’s Palsy, Encephalitis, Neck Degeneration, Ramsay Hunt, Tightness in Shoulder

and Neck, Ehlers-Danlos Syndromes (EDS), and Lyme Disease

Looking Ahead

Every response in the Facial Pain Registry helps build a

clearer picture of what our community experiences. The more
individuals who participate, the more valuable the data becomes
for researchers working to develop better treatments. If you
have not yet completed the registry surveys, we encourage you

to do so. It takes most people no more than 15 to 20 minutes,
and all responses are confidential. M

Reference: 1. Al Talalwah W, Al Dorazi S. Trigeminal neuralgia in COVID-19: a meta-analysis. Int J Odontostomat. 2023;17(1):70-76.
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SPONSOR SPOTLIGHT

MAYO
CLINIC

Weighing Surgical and

Non-Surgical Options for Facial Pain

For people living with chronic facial pain, simple

everyday moments like talking, eating, brushing teeth,

or even a light breeze across the face can trigger
intense discomfort. The pain often comes in sudden,
lightning-like shocks. For others, it is a constant,
heavy burn that doesn’t fully subside. Regardless

of how it shows up, its impact extends beyond a
medical diagnosis and shapes people’s daily lives

in profound ways.

As Mayo Clinic neurosurgeon Dr. Rushna Ali puts it,
“Chronic pain is a beast; it takes away
the best part of us.”

While medications and other non-surgical treatments
help many patients, some continue to experience
significant pain despite these approaches. When that
happens, surgical options are often considered, but
the path is not a simple or immediate one.

According to Dr. Ali, determining whether

surgery may help begins with a critical first step:
understanding the exact type of facial pain a patient
is experiencing. From there, care follows a thoughtful,
step-by-step process designed to ensure the right
treatment is matched to their condition.

8 Facial Pain Association

When to consider a surgical
consultation

Most patients with facial pain begin treatment with
medications or other non-surgical therapies. Surgery
is usually considered only after those options haven't
proven effective.

“If you're dealing with facial pain, the
right time to speak with a surgeon is
usually after you have already worked
with a neurologist who specializes in
facial pain or headache disorders,”

Dr. Ali explained.

Patients may have tried several medications or
interventional therapies. If those treatments have
not provided meaningful relief and the pain remains
moderate to severe, it may be appropriate to seek a
surgical opinion.

That evaluation doesn’t necessarily mean surgery
will be recommended. Instead, it allows specialists
to determine whether a surgical approach could help
based on the patient’s diagnosis and symptoms.



The importance of the right diagnosis

Facial pain is not a single condition. Instead, it is an
umbrella term that includes several different disorders,
each with its own causes and treatments.

One of the most well-known conditions is trigeminal
neuralgia (TN), which typically causes sudden,

sharp, electric shock-like pain in the face. Other

forms of facial pain may involve nerve injury, chronic
neuropathic pain, or pain that develops after infections
such as shingles.

Because treatments vary significantly, an accurate
diagnosis is essential. Specialists sometimes see
patients who have been given one diagnosis
elsewhere, only to find that their symptoms actually
fit a different category of facial pain. This distinction
matters because certain surgeries that help one
condition could make another type of pain worse.

That's why evaluation by an experienced team that
includes neurologists and neurosurgeons who focus
on facial pain is an important step before considering
surgery.

Who may be a good candidate for
surgery?

Whether surgery may help depends largely on the
type of facial pain and how it behaves.

For example, patients with typical trigeminal neuralgia
often describe pain that is:

e Sharp, shooting, or electric shock-like
e Brief but intense

e Triggered by everyday activities such as talking or
chewing

Patients who have this classic pattern, have
responded to medications in the past, and have no
facial numbness may be good candidates for certain
surgical procedures.

In some cases, imaging may also show a blood vessel
pressing on the trigeminal nerve, which can help
guide treatment decisions.

However, patients with other forms of facial pain
such as trigeminal neuropathic pain or post-herpetic
neuralgia may require very different approaches.

Surgical options for facial pain

Several procedures are available today to treat facial
pain, but the right option depends on the underlying
condition.

For patients with trigeminal neuralgia, one commonly
performed procedure is microvascular decompression
(MVD). During this surgery, a neurosurgeon carefully

separates a blood vessel from the trigeminal nerve to
relieve pressure.

Other procedures work by disrupting abnormal
nerve signals. These include techniques such as
balloon compression, gamma knife or radiofrequency
lesioning treatments that intentionally affect the
nerve’s ability to transmit pain signals.

For patients with chronic neuropathic facial pain,
surgeons may take a different approach called
neuromodulation. These treatments use implanted
devices that deliver small electrical signals to alter
pain pathways in the nervous system.

e Examples include:

e Peripheral nerve stimulation
e Spinal cord stimulation

e Deep brain stimulation

e Motor cortex stimulation

Rather than damaging the nerve, these therapies aim
to interrupt pain signals as they travel from the face to
the brain.

"Surgical and Non-surgical Options" continued on page 10
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"Surgical and Non-surgical Options" continued from page 9

Understanding the risk of facial
numbness

One topic that often comes up when discussing facial
pain surgery is numbness in the face.

In some procedures, especially those designed to
treat trigeminal neuralgia, surgeons intentionally injure
part of the nerve to stop it from sending abnormal
pain signals. Because the same nerve also carries
normal sensation, this can result in some degree of
numbness.

The amount of numbness varies. It may be mild or
more noticeable, temporary or permanent, and it may
affect a small portion of the face or a larger area.

Many patients describe the sensation as similar to the
lingering numbness after dental anesthesia, when the
feeling hasn't fully returned.

Many people with severe facial pain report that they
would prefer some numbness over ongoing pain. Still,
surgeons carefully consider this trade-off and work
to avoid complications such as painful numbness that
can occur if a nerve is repeatedly injured.

What recovery typically looks like

Recovery time depends on the type of procedure
performed.

Less invasive procedures may involve two to three
weeks of recovery, while more complex surgeries,
such as microvascular decompression or certain

10 Facial Pain Association

neuromodulation procedures, may require four to six
weeks.

Overall, most patients recover within weeks rather than
months, although individual experiences can vary.

Looking ahead: new directions in facial
pain treatment

Mayo Clinic neurosurgeons and neurologists continue
to explore ways to better understand why facial pain
develops and how it can be treated more precisely.

“One promising area of study involves identifying
biomarkers for chronic pain,” Dr. Ali says. “These
biological signals could help physicians determine
which treatments are most likely to work for a
particular patient and enable more personalized
surgical approaches.”

New advances in neuromodulation technologies are
also expanding the possibilities for people whose pain
does not respond to traditional treatments.

At Mayo Clinic, a full range of treatment options

is available. Dr. Ali explained that each person’s
situation is carefully evaluated to determine whether
surgery is appropriate and, if so, which approach is
likely to provide the most benefit with the help of a
multidisciplinary team of experts.

Even when standard treatments haven't brought
relief, there are still options to explore, and hope for
a path forward that addresses the type of pain each
person is experiencing. M
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Patient-centered trigeminal neuralgia care at Mayo Clinic
helps you live life to the fullest.
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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 o
treatment options to help reduce or eliminate your symptoms. Our experts'w
with you to effectively manage trigeminal neuralgia with medications, injec
surgery, tailoring a treatment plan individualized to you. Here, we have the
tools and expertise to help you live life to the fullest. 9
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Our treatments include:

MA FIELD Gamma Microvascular Percutaneous Balloon

Brain in Knife decompression  stereotactic  compression
a & Spine radiosurgery surgery (MVD) rhizotomy (PSR) rhizotomy

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 Soliman Oushy, MD Ronald Warnick, MD

For more information, visit mayfieldclinic.com/trigeminal or call 513-221-1100 to make an appointment.
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Patient Perspective

.

OnJune 11th, 2008, | got a do-over in life. |
underwent 6 %2 hours of surgery to remove a
meningioma that had been pressing on five of my
cranial nerves, including the trigeminal nerve. After
living with trigeminal neuralgia for just over two years,
| woke up from surgery completely pain free and
remain pain free to this day. There had been several
pitfalls through the course of my treatment. However,
once | finally discovered the FPA website (TNA at the
time), it put me on a better path and gave me the one
thing that no one else had been able to provide — hope!

As you can imagine, | was quite excited about my
new pain-free existence in 2008. At the time, | was
a full-time math teacher on summer break at a local

12 Facial Pain Association

SEA of Hope In
Education

Vince Holtmann,
FPA Support Group Leader
and Board Member

college. When the fall semester arrived, | couldn’t help
but tell the students my personal story of hope and
overcoming trigeminal neuralgia. From that semester
on, | repeated my story to the students in each of

my classes. Until one year - when | decided maybe

it wasn't worth repeating anymore. But finally, at the
end of the semester, | proceeded to tell my story.
That's when a young woman raised her hand and said
“Mr. Holtmann, | wish | had heard your story about
hope and the FPA sooner. My husband’s best friend
had trigeminal neuralgia and just ended his life two
months ago." | had a sick feeling in my stomach.
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| knew from that moment on, | could not stop telling
my story. Because if | wasn't going to help spread
hope and awareness, who would?

| continued to tell my story every year at the college.
But by 2024, | had retired and was looking for a
part-time teaching position. Amazingly, a part-time
position opened up at the high school | once attended,
Bishop DuBourg High School in St. Louis. | was hired
and began teaching there in the fall of 2024. But
telling my story there would be a bit different. These
students were a lot younger - 14 to 18 years old. |
reached out to our Head of Academics and received
permission to tell my story. Then, in what turned out
to be a pivotal move, | reached out to Ms. Upton,

our biology teacher. | explained to her the story that

| was about to tell my students. | wanted her to be
aware that there might be some students coming to
her with questions or concerns about the trigeminal
nerve. She was very intrigued. So much so, that she
asked if | could tell my story to her Anatomy and
Physiology students in the spring - when they would
begin studying the cranial nerves. She mentioned that
many of these students were preparing for careers in
the medical field - hearing a firsthand account of my
experience with diagnosis and treatment of a cranial
nerve condition might prove invaluable to these
students in their future careers.

That fall, | told my story to all of my students and then
again to Ms. Upton’s students in the spring. All of the
students were very receptive to my story, especially
Ms. Upton’s students. They asked many questions

up until the end of class. In addition to telling my
story, | explained the many resources that are now
available through the Facial Pain Association to assist
those who might have trigeminal neuralgia or other
types of neuropathic facial pain. | offered students a
wristband that has the FPA website embossed on
the inside. The students quickly stormed the front

of the classroom to get a wristband - almost every
student took one. | asked that in return for receiving
the wristband, if they ever come across a person

with trigeminal neuralgia or neuropathic facial pain

in the future, they turn their wristband over to that
person. By passing it along, the person receiving

the wristband should gain a quicker path to the FPA

website and know the meaning of "You're Not Alone,"
as imprinted on the band.

Again, this school year, | told my story to my new
students in the fall and to Ms. Upton’s students this
spring. But this spring, | happened to mention these
high school talks at a family gathering. | was unaware
that a relative of mine was working part-time by
teaching a class in the nursing program at a local
community college. She felt it would be very impactful
if | could give the same talk to her nursing students. |
spoke to her students this spring, too, and the talk and
wristbands were well-received.

| keep telling my story, even though sometimes it can
be difficult and sometimes it can be emotional. From
time-to-time, | see a student in the hall still wearing
their wristband - students | had last year or were in
Ms. Upton’s class last year. It's moments like these
that | realize | will never be able to measure the full
impact of telling my story or handing out wristbands.
If it helps just one person — it will be worth it. M
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Helping Facial Pain
Pa.tie.nts Tell Their Story:

How Al-May Support Education,

Diagnosis, and Access to Care

Facial pain conditions, including trigeminal neuralgia,
painful trigeminal neuropathy, post-traumatic facial
pain, burning mouth syndrome, glossopharyngeal
neuralgia, migraine-related facial pain, and other
complex craniofacial pain syndromes, can be among
the most disabling conditions in medicine. For

many patients, the pain is severe, unpredictable,
frightening, and difficult to explain. Some experience
electric shock-like attacks triggered by brushing
teeth, chewing, talking, touching the face, or even

a light breeze. Others live with constant burning,
stabbing, aching, pressure, or numbness. Some
patients have pain after dental procedures, facial
trauma, jaw surgery, shingles, or other injuries. Others
have symptoms that overlap across neurology,
neurosurgery, dentistry, pain medicine, ENT, and
primary care.

One of the greatest challenges in facial pain care

is getting the right diagnosis. Trigeminal neuralgia

is a well-recognized condition, but not every facial
pain patient has classic trigeminal neuralgia. Some
patients have painful trigeminal neuropathy, post-
traumatic trigeminal pain, persistent idiopathic facial
pain, temporomandibular disorders, migraine biology
presenting in the face, or mixed pain syndromes. A
small difference in symptom pattern can completely
change the diagnosis and treatment pathway. For
example, brief electric shock-like pain with clear tactile
triggers may suggest classic trigeminal neuralgia,
while persistent burning pain after dental trauma may
suggest painful post-traumatic trigeminal neuropathy.
Facial pain associated with light sensitivity, nausea,
and episodic attacks may reflect migraine-related
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mechanisms. These distinctions matter because the
best treatment depends on the correct diagnosis.

Unfortunately, many patients travel a long and
frustrating road before they reach the right specialist.
They may see multiple clinicians, undergo repeated
dental or surgical procedures, try many medications,
and still feel that no one has fully understood their
pain. This is not because physicians do not care.
Rather, facial pain is genuinely complex, and the
current healthcare system often does not give patients
or doctors enough time to reconstruct the full story.

That is why patient education and careful history-
taking are so important. A facial pain diagnosis often
depends heavily on the details of the patient’s story:
where the pain is located, how it feels, how long it
lasts, what triggers it, whether there is numbness,
what treatments have helped or failed, what
procedures have been done, and how the pain affects
daily life. The more clearly a patient can tell this story,
the better the clinician can understand the pattern
and make a thoughtful plan.

This is where artificial intelligence may help. At
Stanford and through our broader work in facial pain
and headache medicine, we have been developing an
Al-based clinical tool called AlphaDX Al. The mission
of AlphaDX is simple: to help patients tell their story
more completely, and to help physicians receive a
clearer and more organized summary before the visit
even begins.

AlphaDX is designed as a conversational Al doctor
assistant. Before seeing the physician, a patient can



speak with the system in a structured but natural
conversation. The tool asks about pain location,
quality, timing, triggers, prior diagnoses, medications,
procedures, imaging, functional impact, and other
relevant history. It then generates a structured report
and a differential diagnosis for physician review.

The goal is not to replace doctors. The physician
remains responsible for diagnosis and treatment
decisions. Instead, the Al acts as a preparation tool.

It helps organize the patient’s history, highlights
important patterns, and gives the clinician a more
complete starting point. In this way, the visit can focus
more on clarification, education, shared decision-
making, and care planning.

AlphaDX was built specifically with complex
headache and facial pain conditions in mind. These
are not simple checklist diagnoses. A useful Al

tool must know what questions to ask, when to

ask follow-up questions, and how to organize the
answer in a way that is meaningful to a specialist.
For example, a good facial pain intake should
distinguish pain attacks lasting seconds from pain
lasting hours, pain triggered by light touch from pain
triggered by chewing, pain with numbness from pain
without sensory change, and pain that began after
a procedure from pain that started spontaneously.
These details may seem small, but they can be
decisive.

To evaluate the system, we trained and validated
AlphaDX using representative headache and facial
pain conditions. The model was tested in a four
leading medical center clinical study across the
United States and Canada comparing its diagnostic
performance with board-certified headache and
facial pain specialists. The system was evaluated on
clinically realistic cases, and its differential diagnoses
were reviewed for accuracy, comprehensiveness, and
appropriateness. A manuscript describing this work
has been submitted for peer review.

AlphaDX is already being used by facial pain
specialists and neurosurgeons, including Dr. Michael
Lim at Stanford and colleagues in the nation, to
support pre-visit preparation and physician review.

In these early clinical workflows, the goal is not for Al
to make final medical decisions, but to help patients
organize their history before the visit and help doctors
begin the encounter with a clearer, more complete
understanding of the patient’'s symptoms, prior
treatments, imaging, and concerns.

The tool is also being implemented in multiple

clinics nationally to help physicians expand access
and prepare more effectively for complex visits.

For patients with facial pain, this may be especially
valuable because the diagnostic journey is often long,
confusing, and fragmented across dentistry, neurology,
neurosurgery, pain medicine, and primary care.

"Helping Facial Pain Patients Tell Their Story" continued on page 16
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"Helping Facial Pain Patients Tell Their Story" continued from page 15

For the Facial Pain Association (FPA), this mission is
deeply aligned with the work the FPA has already
done for many years: helping patients learn, connect,
advocate, and find their way through complex facial
pain conditions. The FPA provides something that

is difficult to replace: a trusted, patient-centered
community. AlphaDX may be able to add another
layer of support by helping patients organize their
own story before they meet with a clinician.

One possible future direction is to make this type
of tool available through the FPA in a responsible
and educational way. Patients could use an Al-
guided intake to prepare for a visit with their own
physician, organize their symptom history, and better
understand what information may be important

to share. The output could help patients ask more
informed questions and communicate more effectively
with their healthcare team. This would not be a
substitute for medical care, but rather a way to
support preparation, education, and access.

Patient-centered Al must be developed carefully.
Accuracy, privacy, transparency, and physician
oversight are essential. Patients should always know
when they are interacting with Al. They should know
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that Al is not making final medical decisions. Their
physician must review the information, interpret it
in context, and guide treatment. Al tools must also
protect patient data and avoid overpromising what
technology can do.

But if developed responsibly, Al can become a
powerful educational partner. It can help patients
prepare for visits. It can help physicians see patterns
more clearly. It can help reduce the burden of
repeating the same history over and over again. It can
also help patients who live far from specialty centers
begin to organize their symptoms before they are able
to see an expert.

The future of facial pain care will not be Al
replacing physicians. It will be patients, physicians,
and carefully designed Al tools working together.
Patients bring their lived experience. Physicians bring
clinical judgment, compassion, and expertise. Al can
help organize information, identify patterns, and make
the patient’s story easier to hear.

For the facial pain community, that may be one of

the most important contributions of all: helping every
patient tell their story clearly, completely, and in a way
that leads to better understanding and better care. M
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Trigeminal neuralgia is often described as one of the most
painful conditions a person can experience. For me, it was
not only a medical diagnosis but also a defining obstacle
that reshaped the way | approached education, work,

and life itself. As a student majoring in horticulture at
Bronx Community College, | was confronted with severe
facial pain that disrupted nearly every aspect of my daily
routine. Yet despite the physical and emotional challenges
it created, the experience ultimately strengthened my
determination to pursue higher education and deepened
my understanding of resilience, purpose, and healing.

At the same time, managing trigeminal neuralgia while
attending college remained extremely difficult. Chronic
pain does not operate on a predictable schedule. There
were days when concentrating on lectures or completing
assignments felt nearly impossible. Balancing coursework,
fieldwork, and medical care required constant adaptation
and persistence. Eventually, the progression of my
condition required neurosurgery, forcing me to temporarily
step away from work and focus on recovery. Although this
period was frightening and uncertain, it also reaffirmed
how deeply | cared about my academic path. Even during
recovery, my interest in plant science remained a source of
motivation and hope.

Looking back, living with trigeminal neuralgia while
pursuing my education taught me several important
lessons. First, resilience is rarely a dramatic moment of
triumph, more often it is the quiet decision to keep moving
forward despite uncertainty. Many days required small

but meaningful victories, attending a class, completing an
assignment, or spending time outdoors observing plants.
Over time, these small steps accumulated into significant
progress.

For young patients who are facing trigeminal neuralgia

or other chronic conditions while pursuing education, my
advice is simple but sincere. First, be patient with yourself.
Chronic pain can make progress feel slow or uneven, but
persistence matters far more than speed. Second, find
something that genuinely inspires you, whether it is a field
of study, a creative pursuit, or time spent in nature. Having
a meaningful focus can provide necessary strength during
difficult moments. Third, seek out supportive mentors,
professors, and peers. You do not need to face these
challenges alone, and many people are willing to help when
they understand your situation.

Most importantly, remember that a diagnosis does not
define your potential. Trigeminal neuralgia introduced
obstacles | never expected, but it also reshaped my
perspective in ways that ultimately strengthened my
commitment to learning, discovery, and empathy. Though
neurosurgery did not provide me the relief | hoped for,
through perseverance, curiosity, and the healing influence
of the natural world, | was able to continue my education
and pursue the field that inspires me most. In many ways,
the journey through pain has made my academic path more
meaningful, reminding me that growth, both in nature and
in life, often emerges from adversity. M
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Stefanie Rene Salyer
Living Through the Shock

| can still remember the first moment that the pain
struck my face. | was a special education teacher
standing in front of my classroom. As a full-time
educator who was trying to balance the demands
of graduate studies, | never felt like | had a moment
to slow down. That day, everything changed. The
day was ordinary in nature. | was grading papers,
preparing to teach our new unit, and developing my
schedule for completing class assignments late into
the evening. Then, as | stood in front of my students,
an electrical shock pain ripped across the right side
of my face. It had felt like lightning. | froze, struggled
to move, and couldn’t speak. Taking a breath in that
moment felt dangerous. | was afraid to move and
trigger another shock.

At this point in my life, if | could give advice to
another youth patient with trigeminal neuralgia or
another facial pain condition, | would offer this: trust
yourself. You are the only expert of yourself and your
experience. Pain that disrupts your life deserves true
care and attention. Pain is not always visible, but it
doesn’'t make it less real. Your life is not over with this
pain or diagnosis. There are difficult days, | won't lie to
you. There will be days when you don’t know how to
try again. Moments where the pain is so loud that you
can't take another step. But you can show up again.
You can pursue the education, career, relationship,

or dreams that you have. Now, please know that the
path might be a little different from what you initially
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expected, but you can find a path to walk that is still
beautifully yours.

Trigeminal neuralgia has been the hardest medical
condition | have ever had to face. It reshaped how

| view and understand resilience as a whole. From
that first electrical shock in the front of my classroom
to sitting in my doctoral program crying through an
exam, it has defined so much of my journey. But
most importantly, it did not end my journey. | am

still teaching, studying, and building a career that

| love. Getting to be a Ph.D. candidate in Special
Education and an M.Ed. student in Clinical Mental
Health Counseling is something that | never take

for granted. My experiences of being dismissed and
misunderstood due to my TN built a passion for
understanding how disability, resilience, and support
must co-exist. My research and professional goals are
not just academic curiosity, but are grounded in the
lived experiences | have.

Experiencing TN has strengthened my empathy

for students and clients navigating physical pain,
emotional distress, and systems that do not always
recognize their needs. It has reminded me that
validation, advocacy, and compassionate support can
change the trajectory of someone’s life.

The same validation that helped me find my way
forward is the kind of support | now hope to provide
for others through my work in education and mental
health. M
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Harold & Sharon Weisbaum
Harold & Jane Wenger

John White & Jean Fagan
Linda Wilson

Rebecca Wingfield

Amy & Bruce Winterscheidt
Deb Wolfsen

Lorraine Waulfe

Linda Yamamura

Cathy Zamba

Scott W. Ziegler

Suzanne & Dennis
Zimmerman



Pathfinder
($50.00 to $99.00)
Anonymous (9)
Leonard & Monica Abrams
Janice R. Adams
Velma L. Anderson
The Andersons

Delia A. Atkinson
Manya Babshoff
Joyce Baird

Amy L. Bartell

Robert Basehore

Ellen Berg

Perry Bergman
Martha Bertrand

Irene Sini Berube
Anthony J. Bilangino
Miriam Blane

Carol Bloom

Lois Bolger

Susan Bouffard
Justine P. Boyce

Carla Brown

Osvaldo Brusco, MD
Darlene Bunton
Teresa & Larry Burnett
Diane & Joseph Butler
Emily Buzzerio

Nancy Calvert
Desmond Campos
Mariana Carlstrom
David Charles

Joyce Chunias
Roberta J. Collins
Sergio Cozzone

Dale Crawford
Hannah E. Crazyhawk
Steve & Mary Lu Cummings
Betsy Cunningham
Kay L. Currier

Carol DelVishio

Jack & Barbara Demuth
Leigh A. Dennert
Margaret Desl auriers
Sarah Donly

Janice Dreher

Svitlana & John Drougas
Jean & Richard Fishman
Richard & Deanna Fowlks
Clara Freeman

Janet Fuqua

John Galligan

Kathleen Gallivan
Margaret Gallo

Lacy Gargan

Daniel & Beth Gastineau
Stuart Gause

Ellen Gave

Andrea Glenn

J. Patrick Goggins

Isabel Gold

Michael Gollner

Barbara Gonsalves
Amanda Guzzi

Janice Hanible

The Hanover Insurance Group

Donald Hansen
Laura Harrison

Judy Hayes

David K. Hays

Bert Hayward
Monica Helander-Williams
Frederick Heslet
Hirsch Family Fund
Jennifer Hoeksema
Jery Huntley

Jean Ishizuka

Fr. W. Paul Jones
Robert J. Joos, Jr
Wolfgang Juekoff
Jennifer Kangal
Janice Katz

Eleanor Kennedy
Jennifer Kepka

John W. Kerkemeyer
Maureen A. Kiely
Mary Kindred

Claire King

Pam Klein

Patricia C. Knight, RN
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Barbara A. Korves
Anne Kostecki

Lena Kotansky

Sherri Krantz

Carol Kroslow

Lulu Langston

Barry M. Lasner
Loretta Lockett

Debby & James Lockwood
Leslie London
Margaret Lucas

James & Carol Lyle
Dennis Lynch

Richard Lynch

Sandy Martin

Maria & Neil Martinuzzi

Ronald Mason

Susan & James Matte-Farina

Gail Mayhue

Corey McArthur
Diane P. McDonald
Margaret McGaughey
Nadean H. McGee
Rosemarie McGuire
Diane McQueen

Mike Mercurio
Voncille Meyer
Migraine World Summit
Peter A. Miller

Pati Mitchell

Nancy Musser

Carol Nelson-Douglas
Glenn Newton

Helen J. Nicholson
Michael O'Boyle
Margarite Olmos
Shirley Olsen

Janet L. O'Neil

Julie Overland

Amy Pappas

Trish Parker

Christine Passut
Marcia Pauly
Jacqueline Pingel
Donald & Carole Pitchman

John Quan
Katie Reitemeier
Susan & Charles Reynolds

Dr. Mary Elizabeth & John
Roeseler

Cheryl Sando
Marlene K. Saunders
Susan Sazer

Tom Schanken

Joseph & Pamela P.
Scheuchenzuber

Angie Schreiber
Charlotte Schreiner
Karen Schroeder
Pearl Schulson
Virginia Shannon
Jane Sheehan
Joseph Shuler
Jeanne C. Skoog
Geetha Srinivasan
Jodie Stackowiak
Ronald & Sandra Stechcon
Beverly Steel

Clark P. Stevens
Ginger & Jacky Stone
Ann Strauss

Janet Stubbs

Alan Stumbaugh
Sandy Sussman

Ken & Debbie Temple
Connie Thompson
Joanne Thompson
Tinuiti Michelle Smith
Nancy Trent

Charles Trottier

United Way of Greater
Lorain County

Melissa Vaccaro

Mary Waltuck

Julie Webster

James & Nancy Westlake
Gina Wetstein

Alice Whynaught
Delores G. Williams
Patrice Williams

Charles Willing



Karin M. Woeste
Ann Wood
Diane Wood

Friend ($1.00 to
$49.00)
Anonymous (3)
Carmine & Richard Adamcin
Mary Adkins

Frank Alibozek

Marne Angarola

Rita Aron

Julia Atlas

Peter Bakke

Janice Bartsch

Della Bastianelli
Janine Benedict

Jean Bergeron
Narendra Bhat
Cristina Blanco-Krauss
Frank Bloom

Thomas Bowler
Elizabeth M. Boyea
Ruth Brodnick

William Buckingham
Patti Buckley

Janet B. Burke

Linda Carey

Sheryl Chimera

Kari Clark

Sara & David Clement
Connie Jean & Edward Cole

Angie Coleman

Michael Coolen

Elvira Costello

Lynn & Lawrence Curtin
Valerie Daly

Hosanna Derderian
Douglas & Carol DeWolfe
Rick Dezes

Robert & Roxana Donnelly
Rev. Thomas Dowdy
Shannon Downey
Gordon & Loretta Duncan
Mary Emmert

Karen Field

Stephanie A. Finley-Croswhite
Regina Glaze

Regina Gore

Peter Gough

Caren Hackman

Sona Hargrove

Margaret Harrill

Diane Hartman

Rissie A. Harvey
Madison Hayes

Maureen Hennessy

John & Donna Horrigan
Patricia Hoversten

Kori Huston

Gene Hynes

Vicki & Terrill Jankowski
Inger Johnson

Rosemary Johnson

Kathy Joslyn

Jane & William Krylowicz

Mercedes Ku

Donna Libal
Vanessa Martin

Tom Maynor

Patricia McGovern
Veronica Miller
Bonnie Mills

Karen Moore

Mary Kate Morrow
Bridie Mullen

Tessa Niederbaumer
Bob & Debbie Nowicki
LaVaun Pagett
Donna Pelky

Patricia Pellerite
Rosemary Peter
Gary Pilgrim
Matthew Ransom
Anthony Rapacchia

Wayne & Jeannette Reese

Joe Regina
Patrick Reynolds
Donna Ruckert
Lynne Rudolph
Rachel Scherer
Garnet E. Schulz
Susan Schwartz

Mary Joanne Schwebach

Scopelitis Law Firm
Anita Shamansky

Zhili Shao

Mary Ann & Anthony Silvestro
Barbara J. Simpson

Susie Skog

Greg & Jeri Smith

Robert Smith

Pauline Stephens

Paulette Strauss

Sherry L. Streit

Tamara Strome

Howard Techau

Betty Tolles

Maryann & Gwenivere P. Toti
Patricia Traviglia

Mary Ann Treacy

Barbara & John Turczyn
Azi Turturici

Gale Vanore

James Veecock
Gwyendella Walker

Cheryl Watson

Joyce & Thomas Wells

Rita Welz

Carolyn & Howard Wesoky
Lynda White

Dana Whittaker

Jerry & Sue Wieland

Ann & Scott Young-Jaffe
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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, 2025 and March 31, 2026.

Honorary

All Facial Pain Patients
Kay Grim

All Young Women Suffering
With Facial Pain
Miorky Torres Peraza

The Caring Staff at Grand
Rapids Dental
Katie Reitemeier

Those Suffering With Facial
Pain
Jennifer Hoeksema

Thomas Barcom
Jane Maciulla

Dr. Jeffrey Brown
Arlene Cherner

Peter Carlstrom
Mariana Carlstrom

Dr. Kenneth Casey
Kathy LaForest

Anne Ciemnecki
Brian Ciemnecki

Barry Lasner

Lisa Collins
Scopelitis Law Firm

Joyce Constantino
Joyce Constantino

Katherine Babson Denny
James Denny

Lisa East
Shannon Crawford

Cynthia Ezell
Cynthia & D. Wayne Ezell

Jean Fagan
John White

Dhun Gandhi
Freddy Gandhi

Dr. Stephen Griffith
Betty Tolles

Dr. Stephen Haines
Sally Ronstrom

Lynne Hales
Robert Hirsch

Katie Rose Hamilton
Irene Fulk

Charles & Cindy Hancock
Lisa East

Vince Holtmann
Kevin Bozzay

Dr. Douglas Hughes
Linda Butterworth

Harvey D. Langston
Lulu Langston

Dr. Wolfgang Liedtke
Sarah Donly

Dr. Mark Linskey
Mel & Susan Ewald
Andrew Petitjean

Dr. Robert Lovely
Dorothy Kelliher

John Maciulla
Jane Maciulla

Dr. Ali Makki
Melissa Anchan

Brett Marcowka
Gene Marcowka

Martha Maurtua
Vic & Martha Maurtua

Kristin McQueen
Diane McQueen

Dana Overland
Julie Overland

Mary Pingel
Jacqueline Pingel

Susan Raphaelson
Janice Katz

Lynn Ruppe and Tim Guith
Katie Reitemeier

Kevin Schroeder
Harley & Sherry Schroeder

Dr. Raymond Sekula
Cynthia Okeson
Jeffrey P. Pike

Cathy Zamba

Lynn Serwotka
Dana Whittaker

Heather Stanton
Frederick Heslet

Dr. Timothy E. Stepp
Georgia Loescher-Junge

Ashley Temple
Ken & Debbie Temple

Marisa Vesel
Tessa Niederbaumer

White Family
Evelyn Walcott

Madison White and Her Mom

Evelyn Walcott

Madison - You Are An
Amazing Daughter!
Mary Kate Morrow

Monica White
Kabari Bagia
Tom Maynor

Monica White and Family
Aileen Corso

*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 development@facepain.org.



Memorial

Hope Albert
Travis Gregory
Angela Rodger

Claude Aldridge
Jean Aldridge

Mary Emmert
Richard Marschner
Heidi Tieszen

Jerry & Nancy Tieszen

Grace Clara Brunelle

Susan Bouffard

Gayle K. Brunelle

Stephanie A. Finley-Croswhite
Susan Finnigan

Matthew Ransom

Pamela Boone
Richard Boone

Roy Crane
Michael O'Boyle

Jennifer Rose "Jenna"
Diognardi

Shannon Downey
Jennifer Kangal

Claire King

Barbara Mullaney
Theresa Schulz

Gale Vanore

Bessie Elledge
Loretta Lockett

Jean Horn
Pamela Goehring

Marilyn Hoxie
Maureen Muck

Mary Hyland
Kathleen Allen
John & Noreen Bradley

Dr. Peter Jannetta
Mark Linskey

Donna Kerns
Jean Aldridge

Mike Lasley
Dylan Britton

Jean Lenore Gaylord Mason
Josiah Mason

Sherry Ellis Nixon
Kari Clark

Corinne Cook
Regina Gore

Michael Rapacchia
Anthony Rapacchia

Lee Rodgers
Norah Rodgers

Peter J. Rowan
Bobbe Rowan

Nell Scribner
Patrice Williams

Josephine Litwin Smith
Anne Kostecki

Katherine W. Stevens

Russell Stevens

Judy St. Martin
Janice Bartsch
Deborah Cowhey
Lisa Hendrick
Jennifer Rose Kepka
Sherri Krantz

Sarah Lyda

Aart Van Beek
Jerry & Sue Wieland
Deb Wolfsen

Grace Timblin
Charles & Elizabeth Timblin

Irma Tonon

Margaret Tonon

Norma Trotter &
JoAnn Johnson
Rebecca Wingfield

Melissa Carol “Missy” Wilson
Irene Sini Berube

Arthur Wormann
Barbara Pagliocca



SPONSOR SPOTLIGHT

&2 COLUMBIA

NEUROLOGICAL SURGERY

A GREAT CHOICE FOR

TRIGEMINAL
NEURALGIA

With over 15 years of experience, Dr. Sekula
stands at the forefront of facial pain
treatment. He specializes in trigeminal
neuralgia cases that have been deemed
inoperable and leads an innovative, NIH-
funded trigeminal neuralgia drug discovery
research program.

SEE DR. SEKULA AT COLUMBIA UNIVERSITY
IRVING MEDICAL CENTER

neurosurgery.columbia.edu | (212) 304-7190

— NewYork- e e
<1 Presbyterian FSEk o

1
DR. RAYMOND
SEKULA

DIRECTOR OF THE TRIGEMINAL
NEURALGIA & FACIAL PAIN

PROGRAM
THE NEUROLOGICAL INSTITUTE AT
COLUMBIA UNIVERSITY

o GENTLER SURGERY

o IMPROVED OUTCOMES

o FASTER RECOVERY

"MY ONLY REGRET
IS THAT I DIDN'T SEE

DR. SEKULA
SOONER"
-PATIENT



http://neurosurgery.columbia.edu

SPONSOR SPOTLIGHT

A New Hope
for Facial Pain

Minimally Invasive Treatment with Immediate Relief

When pain becomes unbearable, you need neurological experts and innovative care in your corner.
AdventHealth Neuroscience Institute offers microvascular decompression, a minimally invasive

option to treat trigeminal neuralgia. Extremely effective at relieving nerve pain, facial spasms and
other symptoms, most patients feel relief soon after surgery.

HOSPITALS AdventHealth Orlando, which includes nine

! IS N 2 - hospital locations, is the only health care

= NEUROLOGYE [ network nationally recognized for brain
NEUROSURGERY and spine care in Central Florida.
To learn more, visit

AdventHealthNeurolnstitute.com Advent Heq Ith


http://AdventHealthNeuroInstitute.com
http://AdventHealthNeuroInstitute.com

SPONSOR SPOTLIGHT

TRIGEMINAL
NEURALGIA

INSTITUTE
OF NEW YORK

@NSPC BRAIN AND SPINE SURGERY

Dr. Michael Brisman performs a variety of procedures, including MVD,
percutaneous rhizotomy (radiofrequency, glycerol and balloon techniques)
and Gamma Knife radiosurgery, to treat Trigeminal Neuralgia.

Dr. Brisman is the

author of Put Down

Michael Brisman, M.D. the Knife (Springer
Publishing), a textbook

Dr. Brisman has served as Chief on adult brain surgery
of Neurosurgery at NYU Winthrop which promotes the
Hospital, Mineola, NY, and is importance of
Co-Medical Director of the minimally invasive
Long Island Gamma Knife® Center surgical procedures
at Mount Sinai South Nassau and conservative
in Oceanside, NY. treatment options.

CASTLE CASTLE

EI“EEI Scan to request o

EHEE: a consultation 1 m

nspc.com | 1(800) 355-1100 SRGRRYCARE  Soncebyewme
2024

Source: 2024, 2025, and 2026 Castle Connolly Accolades.
Ranked #1 among neurosurgery practice groups in New York State.

Put Down
the Kpife

AF ook at Adult Brain
Su

Michael H. Brisman

NSPC

Brain & Spine
Surgery

#1 Ranked Neurosurgery
Practice in New York, Again!




SPONSOR SPOTLIGHT

Johns Hopkins Trigeminal
Neuralgia Surgery Center

Meet our neurosurgery experts:

No one should accept trigeminal neuralgia Chetan Bettegowda, Judy Huang, M.D.
pain. If medications haven't provided M.D., Ph.D.

adequate relief, our neurosurgeons may be

able to help you.

The Trigeminal Neuralgia Surgery Center

at Johps Hopk'lns provides the Ia.test, rpost- Christopher Risheng Xu, M.D.,
effective surgical procedures — including Jackson. M.D Ph.D

rhizotomy, stereotactic radiosurgery
and microvascular decompression — to
individuals experiencing this debilitating
condition.

To schedule an appointment, call 443-997-1808.
Learn more at hopkinsmedicine.org/neuro/TN.

JOHNS HOPKINS

MEDICINE

SPONSOR SPOTLIGHT

OYANALYTIKA

Specialized Data Analytics and Epidemiological Services for Neurological Studies

We provide expert data analytics, statistical, and epidemiological services for neurological
research. We turn complex datasets into insights that support the study of facial pain and
related conditions.

Our services include:

Data Analytics: We identify relationships in neurological disorders, and track disease
progression, treatment efficacy, and patient outcomes over time.

Epidemiological Analysis: We conduct population-level studies that identify risk factors,
disease prevalence, and geographic patterns to inform health strategies.

Custom Analytics Solutions: We offer tailored analytical solutions that ensure our clients
receive precise and actionable results for their research goals.

Visit us at oyanalytika.com E



http://hopkinsmedicine.org/neuro/TN
http://hopkinsmedicine.org/neuro/TN
http://oyanalytika.com
http://oyanalytika.com

Facial }
Pain

A 21* Century
Guide:
For People with
Trigeminal_
Neuropathic
Pain

Emﬁun

rowm, MDD and Anne Brazer Clemneck!

Facial Pain Book Bundle

Our newest book, Living Well with Neuropathic Facial Pain takes a
comprehensive, "whole-person pain relief" approach, focusing on proven
medical treatments, the psychology of pain, and accessible solutions to
eliminate or mitigate the pain. The book aims to empower individuals to live
their best lives by providing insights into various types of neuropathic facial
pain, finding the right medications and surgical solutions, and navigating the
challenges of affording medication and disability. It also dives into the more
personal aspects of pain that can impact daily life. It provides
coping strategies, including important and less frequently

}FACIALPA{E
%ET?UF-N--EC: = discussed areas such as mental health, support groups,
: Facial sleep, relationships, and more.

Pa n: This book is a companion to the FPA's first

Living Well with
Neuropathic
Facial Pain

book, Facial Pain, A 21st Century Guide:
For People with Trigeminal Neuropathic
Pain, which provides essential information
across a broad set of subjects to serve as
an introduction to this condition. Both
books are valuable resources for
individuals living with neuropathic facial
pain, as well as caretakers and loved ones.

S

\ e/

Purchase your
copies today!

YOUR VOICE

MATTERS

Let Data Tell Your Story

i THE

REGISTRY

‘.., FCICiCﬂ pd'h Registry *’7/

Join the
Facial Pain

Today!



https://facepain.iamrare.org
https://facialpainassociation.givecloud.co/books

FacialPain

Association

How to Talk to Your Doctors About the Facial Pain Association

The Facial Pain Association is the largest patient organization serving people with neuropathic
facial pain. Healthcare professionals can benefit from the FPA's resources to further their
understanding and treatment of facial pain, connect their patients with knowledgable support,
and better serve your health goals with your facial pain in mind.

What kind of doctors can benefit from knowing about the FPA?

In short, any doctor that helps you to manage your facial pain! This might include:

¢ Primary Care Physicians ¢ Orofacial Pain Specialists
¢ Dentists ¢ Neurosurgeons
¢ Oral Surgeons ¢ Pain Management Specialists

Neurologists

Even doctors who misdiagnosed your facial pain can become valuable allies to future
patients once they are educated.

You can mail the brochure to doctors who are no longer treating you, along with a
personalized note describing how your life has changed since being correctly diagnosed and
what tests or considerations made your diagnosis possible.

You are doing important work for the future of facial pain by talking to your doctors about the
Facial Pain Association. Educating doctors can be an empowering form of advocacy that can
inspire change in how neuropathic facial pain is treated and diagnosed on a grassroots level.

Healthcare professionals are eager to learn more about their patients — they just need to
know what resources are available to them. Email info@facepain.org for resources to share.

It all starts with a conversation.

In case your doctor is ready to connect with the FPA:

The FPA’s Professional Membership Program connects the facial pain community with
specialists diagnosing and treating neuropathic facial pain and related health care conditions.
Your doctors can connect with the worldwide facial pain community through an annual
individual or center FPA professional membership by emailing development@facepain.org.



Here’s How You Can Help

Be vulnerable about your experience with facial pain — it's important they know how much it
affects you.

Having facial pain affects
my ability to reach my
physical and mental health
goals

I'm always scared of when
my next pain flare will
happen

| experience such intense
pain everyday, it keeps me
from living my life

Highlight the difficulties you faced in getting diagnosed — once they understand the gaps in
healthcare, they can become a part of the change.

None of the specialists | saw
knew what neuropathic facial
pain was, so it was never
considered

| spent 7 years with a
diagnosis of anxiety and it
prevented me from getting

proper help

| had 4 teeth pulled before
my dentist realized it wasn’t
a toothache

Tell them how much the FPA has positively impacted you and the patient resources you use.

They have monthly
webinars that keep me
informed of new treatment
options

The FPA's Patient Guide
helped me to create my
current care plan

| go to support group meetings
— it helps me feel less alone

Talk about the valuable resources the FPA has for healthcare professionals.

The Facial Pain Registry is a
great way for doctors and
researchers to learn more

about facial pain

They have a list of doctors on
their website — | think you
should join it

You can get free continuing
education credits by
attending their webinars

Leave any literature with them along with information about local FPA support groups and
any other local resources. Encourage them to share the literature and resources with future
patients. Tell them to contact the Facial Pain Association to get the Quarterly journal in their
waiting room by emailing info@facepain.org.



