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ON THE COVE

Living with trigeminal neuralgia or other neuropathic facial
pain can be isolating, frightening, and overwhelming.

You may feel alone, unsure of where to turn, or uncertain
about what comes next. The Facial Pain Association (FPA)
understands. For over 35 years, we have supported people
like you, offering connection, understanding, and guidance
when it is needed most.

The FPA provides a wide range of resources to help you
navigate this journey. One-on-one Peer Mentors, virtual and
in-person support groups, educational articles, conferences,
and books all give you answers, reassurance, and practical
tools. Our experienced staff is available to guide you toward
the right support and information for your situation.

Our mission is to make sure you never feel alone,
overwhelmed, or unheard. Whether newly diagnosed,
struggling with treatments, or simply needing someone to
listen, the FPA offers compassionate support, understanding,
and community every step of the way. You are not alone —
we are here for you. M

Our treatments include:

MMFIELD Gamma Microvascular Percutaneous Balloon

i i Knife decompression stereotactic compression
Brain & 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 Soliman Oushy, MD Ronald Warnick, MD

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




From the Board Chair

The Facial Pain Association’s (FPA) mission is to serve
those with neuropathic facial pain including trigeminal
neuralgia though Support, Education and Advocacy.
This issue of the Quarterly is focused on what we do to
provide Support.

When | first encountered the symptoms of trigeminal
neuralgia (TN) 17 years ago, in addition to feeling
excruciating pain, | felt scared, alone, bewildered, lost,
frustrated and depressed. Everyone on our board and
emeritus board has felt trigeminal pain and many of
these other feelings, except for one whose daughter
went through this and knows the impact of this
disorder while also feeling the immense frustration

of a mother who couldn’t eliminate her 11-year-old
daughter’s pain. We all know firsthand how much we
needed support. This first-hand experience coupled
with our staff’'s deep understanding of the needed
support from their day-to-day contact with people in
our community, and our community research, guide our
actions in this area.

The FPA has spent 35 years providing support to
people like you and me. 35 years! We have articles,
presentations, conferences, an expert staff, Peer
Mentors, Support Groups, two outstanding books and
much, much more to support you when you have these
and many other questions.

e What condition do | have?
e What should | know about this condition?

e \Whatis the right treatment plan? My healthcare
providers don’t seem to know.

e |n addition to medications and surgical
procedures, what else can | do?

e How do | find the right doctor? This is a rare
condition and | can’t find anyone.

e (Can | talk to a staff member to steer me in the
right direction?

e Can | talk to someone who has gone through
this — such as a Peer Mentor?

e Can ljust talk to someone? I'm down and
frustrated.

e Isthere a group in my area with TN, such as a
Support Group?

e |sthere a book focused on all aspects of
trigeminal neuralgia?

e Isthere a book focused on helping me live with
facial neuropathic pain?

e |sthere a conference so | can learn and talk to
expert healthcare professionals

We at the FPA are not doctors, although we strongly
rely on our Medical Advisory Board to help ensure

we are providing accurate information. Healthcare
providers, such as neurologists, neurosurgeons,
orofacial pain specialists and others experienced in this
area can help you address the pain. Meanwhile, the
FPA is here to demonstrate that there are many of us
with this condition and to provide accurate information
so unlike me 17 years ago, you'll be less likely to

feel scared, alone, bewildered, lost, frustrated and
depressed...all while being in pain.

We believe that we have a deep understanding of
the support you need and we've built an organization
around meeting those needs. We are here for those
with TN and other forms of neuropathic facial pain.
We are here for youl!

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

When the Trigeminal Neuralgia Association (now

the Facial Pain Association) first came to be over

35 years ago, it was primarily because of the need
for educational resources and support. One patient,
looking for others who might understand her
experience because of what they'd been through.
Without the internet or social media, you can imagine
how difficult it was to find that kind of community.

Fast forward to 2026 and we take for granted the
ability to immediately connect with others. But when
you are dealing with a rare condition, finding those
other people becomes complicated once again. The
Facial Pain Association is dedicated to helping people
with facial pain make those connections.

Connection takes many forms, which is why our
support network is intentionally broad. Our Support
Groups, both virtual and in-person, offer safe spaces
where individuals can share experiences, ask
questions, and feel less alone. For many, this is the first
time they have ever spoken with someone who truly
“‘gets it.”

Our Peer Mentor Program builds on that connection by
offering one-on-one support. Trained volunteers who
have walked this path themselves are matched with
individuals who are newly diagnosed or navigating

a particularly difficult chapter. These relationships
often become lifelines and are grounded in empathy,
honesty, and lived experience.

We also recognize that pain does not take holidays

off. This season, when others are gathering and
celebrating, can feel the loneliest for those who are not
up to it because of pain. Our Holiday Help Line ensures
that no one has to face moments of heightened
isolation alone. During times when these feelings are
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often amplified, a compassionate voice on the other
end of the line can make a meaningful difference. In an
effort to meet people where they are, the Holiday Help
Line now includes a chat feature for times when talking
triggers pain and is simply too much.

Watching someone you care about in pain is incredibly
difficult, and those who support their loved ones and
friends living with facial pain need support too. The
FPA offers resources and support for this incredible
group of people as well. One of our topic-based
support groups provides a place for caregivers to share
experiences and offers reassurance to those who love
and care for someone in pain — often quietly carrying
their own burden.

Finally, we are deeply committed to supporting
younger patients through our Young Patients
Committee. Children, teens, and young adults face
unique challenges in their medical journeys, their
emotional health, and in their social lives and they
need others who understand the unique challenges
of going to college, being a young parent or trying to
start a career with facial pain. This committee ensures
their voices are heard, and their needs are addressed,
helping them build resilience and community at a
critical stage of life.

More than three decades after our founding, the heart
of the Facial Pain Association remains the same:
connection, compassion, and community. We are
honored to walk alongside every person who turns to
us and grateful to all who make this work possible.

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

Why Support Groups Matter:
A Longstanding Model for Facial Pain Care

Mark, E. Linskey, MD
Orange County FPA
Support Group Faculty Advisor
FPA Medical Advisory Board Member

Support groups play a critical role for people living with
trigeminal neuralgia (TN) and other facial pain conditions,
even though their importance is not always clearly defined.

Their benefits are real and long-lasting, providing education,

connection, stability, and advocacy for patients and families.

The value of support groups was recognized early by
Claire Patterson, founder of the Trigeminal Neuralgia
Association (TNA), after discussions with her surgeon,
Dr. Peter Jannetta. In 1990, she founded the national
TNA support group, which eventually grew into
today’s Facial Pain Association (FPA). While national
groups provide vital resources, they cannot always
meet the ongoing, local needs of patients.

The Orange County, California support group has
been a longstanding example of how local support
can be managed effectively. Founded independently
by TN patient Claire Castle at Saddleback Hospital

in Laguna Hills, the group quickly affiliated with the
TNA when it formed. Today, it is the oldest support
group affiliated with the FPA and the only one to have
remained continuously active for more than 35 years.

When the Orange County group began, online
resources were limited. Since then, internet-based
support groups—especially on platforms like
Facebook—have become essential, particularly for
people in rural or sparsely populated areas. These
groups help patients connect and share information,
but they also have limitations. Discussions may

be dominated by a few voices, information is not
always accurate, and groups often lack experienced
leadership or oversight.

Orange County’s large population has made it
possible to sustain a stable, in-person (and now
virtual) support group. Even so, support groups are
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often fragile. They depend heavily on leadership,
institutional backing, and volunteer energy. When
founding leader Claire Castle stepped down, Linda
Benson took over in 1998, securing sponsorship from
Hoag Memorial Hospital Presbyterian and later the
University of California, Irvine (UCI). She also launched
the group’s first newsletter and email communications
and sought physician involvement.

In 2005, | joined the group as faculty advisor, a role |
continue to serve more than 20 years later. In 2008,
leadership transitioned again—this time to Deborah
Kurilchyk, MPA, a TN patient with extensive nonprofit
leadership experience. Her involvement marked a
turning point.

Deborah modernized the group by moving
communications fully online and co-directing

a regional TNA/FPA conference at UCI. Most
importantly, she introduced two major innovations.
First, she created a leadership board, distributing
responsibility across multiple people. This structure
brought stability, ensured continuity, and created a
pipeline for future leaders. Second, she expanded the
group’s mission beyond patient support to include
professional and community education.

Under board leadership, the group developed a
comprehensive new-member information packet.

It included educational materials for primary care
physicians, dentists, and emergency room providers—
helping improve care, reduce fear around dental



visits, and guide treatment during pain crises.
These materials have since been widely shared and
published through FPA channels.

The group also began broader outreach. Starting
in 2008, it established an ongoing presence at
the California Dental Association Annual Meeting,
educating dental professionals about TN and
facial pain.

In 2018, leadership passed smoothly to board
member Andy Petitjean. He maintained the board
structure and successfully guided the group through
the COVID-19 pandemic by transitioning meetings

to Zoom. This shift expanded the group’s reach
nationwide, allowing patients and leaders from across
the U.S. to participate.

Today, the Orange County FPA support group meets

quarterly via Zoom. Meetings include open discussion,

peer connection, and expert presentations on topics

Major Benefits of Support Groups

e Realizing you are not alone

e Information and education
regarding your condition

¢ Identifying treatments
¢ |dentifying healthcare professionals

e Expressing feelings & reducing
distress

e Learning coping strategies

¢ Gaining self understanding & insight
e Gaining hope

e Friendships and mutual support

e Emotional safety

e Helping others

e Affordability

such as surgery, medication, dental care, wellness,
and complementary therapies. Educational outreach
continues to grow, with recent efforts focused on
emergency and urgent care providers across Southern
California.

For those interested in starting or strengthening a
support group, Deborah Kurilchyk's article in FPA
Quarterly is highly recommended. The Orange County
FPA support group can be reached at
octnafpa@yahoo.com and is generous in sharing its
experience and materials.

This year, Andy Petitjean received the FPA's first-
ever Dr. Jeffrey Fogel Outstanding Volunteer Award,
recognizing decades of collective leadership and
service. It has been an honor to serve as faculty
advisor to this remarkable group and to witness the
lasting impact a well-run support group can have on
an entire community. M
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Data Speaks: The Power of Information

Thank You to Everyone Who Has
Participated in the Facial Pain Registry

In our Winter 2026 Quarterly, we reported that 409
individuals had completed at least one survey, and
377 had completed all three surveys. As of February
1, these figures increased to 608 participants with

at least one survey completed and 558 who have
completed all three. We are pleased to announce that
we achieved our goal of 500 participants completing
three surveys by the end of 2025 ahead of schedule.
Our next objective is to reach 1,000 participants
completing all three surveys by the end of June 2026.

Descriptions of Pain Vary from
Person-to-Person

Registry participants reported whether they currently
have, previously had, or never had pain. The charts
below show the percentage of respondents who
experienced different pain types. Most reported
extreme, severe, or one-sided pain, and for 90% the
pain was episodic, meaning it came and went.

Do You Now Have or Have You Ever Experienced Facial Pain that Is/Was...*

Comes and Goes 31%

Sudden or Shock-like 47%
Burning 27%
o " Have it Now Had in the past
*558 Participants

Join the Facial

The three initial surveys focused on participant

backgrounds and pain description. Upcoming surveys will
address topics such as medications and mental health. We
anticipate launching these new surveys during the summer.

Pain Registry!

If you have yet to complete the registry surveys, we
encourage you to log in by scanning the QR Code so your
experiences are represented. It will take just 15-20 minutes
for most participants.

6 Facial Pain Association
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Nearly Half Describe Concomitant Continuous Pain

We also asked participants if they experienced mild background pain between pain episodes. Seventy-two
percent (400 participants) reported having such pain. Of these, just over half (54 percent) said their pain
between episodes was intermittent, while slightly less than half (46 percent) described it as continuous. The
term for continuous pain between episodes is "concomitant continuous pain." According to an ltalian study,?
concomitant continuous pain can occur in up to half of people who experience intermittent shock-like pain.

At the FPA, we are encouraged to see our registry data align with findings from other researchers globally,
confirming its validity and usefulness for further research. The more individuals who participate in the registry,
the more valuable the data becomes.

s 100%
E In Addition to Episodic Facial Pain, Some Participants
= - 2
2 80% - Report Background Pain Between Episodes*
=
@
%" 60% - 549
2 46%
&
@ 40% -
f=4
S
=
2
g 20%
5
X
0% -
*400 Participants Coming and Going Constant

Nearly Half of Participants Report Being Affected by BOTH Numbness AND
Prickling, Tingling, or Pins and Needles

We described types of neuropathic pain related to the trigeminal nerve. While many refer to all such pain as
trigeminal neuralgia, symptoms like numbness, tingling, or pins and needles indicate trigeminal neuropathy.
Trigeminal neuralgia is marked by sudden, shock-like facial pain often triggered by light touch and commonly
caused by blood vessel compression, but tumors or multiple sclerosis are also possible causes. In contrast,
trigeminal neuropathy involves constant burning or aching due to nerve damage, typically resulting from injury,
dental work, shingles, or autoimmune disease. Since each condition has different causes and treatments, our
upcoming medication survey will help assess whether trigeminal neuropathy is managed correctly.

Other Patients Report Experiencing Neuropathic Pain*
Numbness 47% 23%

Prickling, Tingling, Creeping,

Pins and Needles 53% 24%
Both Now 41%
Neither Ever n
Have it now Had in the past

*558 Participants
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Seventy percent of registry participants reported
numbness, with 47% currently experiencing it.
Pricking, tingling, or pins-and-needles sensations
were noted by 77%, and 53% still have these
symptoms. Currently, 41% report both numbness
and tingling, while only 18% have never experienced
either symptom.

Most Registry Participants Experience
Pain Along the Distributions of the
Trigeminal Nerve

To better understand participant pain, we asked
about location and characteristics. Pain most often
occurs along the distributions of the trigeminal nerve,
with one-third currently reporting pain near the eye
or ear, and 41% near the jaw. About one-quarter

currently experience burning mouth or dry mouth and
another quarter have pain along the back of the head,
neck, and scalp, suggesting that they have occipital
neuralgia. About one-half *currently notice aching or
throbbing sensations.

You tell us. ..

Email us!
Do these pain descriptions

resonate with you? Can you

see yourself in these data? Do
these results make you feel less
alone? Drop us a note using this
QR code and let us know. W

Participants Reported Pain in Other Areas Around Their Face, Mouth and Head*

Aching or Throbbing Facial Pain
Difficulty Chewing

Pain or Tenderness of Jaw

A Constant Dull, Nagging, or Aching Pain of the Face & Mouth that
Can Affect Only a Small Part or the Entire Face

Deep & Boring Pain in or around the Eye
In Front of the Ear
In One or Both of the Temporomandibular Joints

Deep inthe Ear Canal

Shooting or Stabbing Pain Along the Back of the Head, Neck, and
Scalp
Repeated Headaches and Muscle Weakness that Comes and
Goes around One Eye

Burning, Scalding, or Tingling Feeling in the Mouth/Dry Mouth
Altered taste

Throat
Locking of the Joint
Back Third of Tongue

Nasal Pharynx

53% 27%

35% 34%

41% 28%

46% 20%

34% 26%

33% 24%

29% 22%

28% 21%

25% 23%

23% 16%

24% 15%

21%

11% 17%

12%  13%

10%

Tonsils 4% 11%

*558 Participants

References:

Have it now Had inin the past

Di Stefano G, De Stefano G, Leone C, Cruccu G, Tardioli S, Cartocci G, Fiorelli M, Truini A, Caramia F. Concomitant continuous pain in patients with

trigeminal neuralgia is associated with trigeminal nerve root atrophy. Cephalalgia. 2020 Nov;40(13):1502-1510. doi: 10.1177/0333102420949206.

Epub 2020 Aug 13. PMID: 32791919.
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The Power of Integre

Psychological Support
as a Pillar of Facial Pain Wellness

Support is one of the three central pillars of the Facial
Pain Association’s mission, and psychological support
is essential to that foundation. Facial pain is more
than a physical condition. People living with facial
pain consistently share that their symptoms disrupt
emotional well-being, relationships, daily functioning,
identity, and overall quality of life in profound

ways [1, 2].

Even with remarkable resilience, the daily demands
of facial pain can take a cumulative toll. This is why
access to psychological support matters so deeply.
Support is not one-size-fits-all and may change over
time as symptoms and life circumstances evolve.
Some phases of the pain journey call for formal
therapeutic support to process the emotional weight
of pain, uncertainty, and stigma, while other phases

may be supported informally through peer connection,

self-guided mindfulness or gentle movement, or
mental health—focused podcasts.

Asking “What do | need right now?” can be a
powerful starting point. When lived experience
guides care, support becomes more responsive and
meaningful [1, 2].

Living With Facial Pain: Daily Life and
Care Realities

Facial pain carries a substantial emotional burden,
often shaping a person’s sense of safety in their

own body. At the same time, many individuals are
required to navigate complex healthcare systems that
demand persistence, coordination, and self-advocacy
— often while pain remains unpredictable and poorly
understood. For many, the burden of care becomes
part of the pain experience itself [1, 2].

Common realities include:

e Grief related to changes in identity

e Social withdrawal

e Sleep disruption/Exhaustion

e Fragmented care across multiple providers
e Fatigue from repeated pain story retelling
e Invisible illness stigma and self-doubt

e Barriers to accessing specialized care

These experiences are not signs of weakness. They
reflect how chronic pain is shaped by the nervous
system, stress, and lived experience. Highlighting the
importance of care that supports the whole person —
not just symptoms [2, 4, 6].

"The Power of Integration" continued on page 10
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"The Power of Integration" continued from page 9

Psychological Support as Best Practice
in Facial Pain Care

In pain medicine, integrating emotional and behavioral
support from the earliest stages of treatment is
considered best practice because:

e Pain and emotion are deeply interconnected,
sharing overlapping neural pathways [6]

e Chronic pain affects the whole person, including
emotional, behavioral, and nervous-system
responses [6]

e Integrated, interdisciplinary care improves
outcomes and quality of life [3]

Pain psychologists and other mental health clinicians
trained in pain care help people to reduce fear and
confusion around symptoms, support nervous-system
regulation, heal from trauma and medical invalidation,
and build practical tools for daily life [3, 5]. Rather
than “thinking pain away,” psychological support
helps to restore a sense of safety, agency, and

Approach Primary Focus

Cognitive Behavioral
Therapy for Chronic Pain

Acceptance &

Val d i
Commitment Therapy AILIES Sl nsening

Mindfulness-Based
Stress Reduction

Self-Compassion—

X if
Focused Therapies indness toward se

Pain Reprocessing
Therapy

Emotional Awareness &

. Stress and emotions
Expression Therapy

10 ———— Facial Pain Association

Nervous-system calming

Learned pain responses

connection so that people can live more fully, even
when pain persists.

Psychological support is most often used alongside
medical treatments, including medication, as

part of a coordinated approach to facial pain

care within interdisciplinary care (e.g., neurology,
orofacial/dentistry, pain medicine/anesthesiology,
otolaryngology, physical therapy, physiatry,
psychiatry).

Evidence-Based Psychological
Supports: An Overview

Both longer-standing and emerging approaches can
play an important role in supporting those with facial
pain, depending on their needs, preferences, and
stage of the pain journey [4-10]. Support may also
be offered in different formats (e.qg., in person, virtual,
hybrid). What matters most is how an approach
resonates with an individual because, as we know,
meaning is a deeply personal experience.

How It May Help

Thought—behavior patterns | Offers tools to reduce distress and support daily life

Supports engagement in what matters, even with
pain

Eases stress and reduces reactivity during flare-ups

Helps soften self-criticism and emotional
exhaustion

Supports relearning safety when pain is not
signaling harm

Creates space to safely process emotions that
influence pain



What These Approaches Can Look Like
in Real Life

Cognitive Behavioral Therapy for Chronic Pain
(CBT-CP)

CBT-CP helps people notice patterns between
thoughts, emotions, and behaviors that can
unintentionally intensify suffering. For example,
noticing jaw tightness may trigger the lingering
thought, “This is going to spiral and ruin my day,”
leading to worry, muscle tension, or pulling back from
daily activities. CBT supports learning new, more
supportive ways of responding to these moments

to stay engaged in daily life, even when symptoms
persist [5].

Acceptance and Commitment Therapy (ACT)

(ACT) is based on the idea that struggling against
pain can increase suffering. ACT helps people make
room for pain while reconnecting with what matters
most to them — such as relationships, meaningful
activities, creativity, faith, work, or being present for
everyday moments — so life is not put on hold while
working toward wellness [7].

Mindfulness-Based Stress Reduction (MBSR)

MBSR focuses on gently bringing attention to the
present moment without judgment. Many people with
facial pain notice constant monitoring of symptoms
that can feel overwhelming, leaving the nervous
system on high alert. MBSR teaches skills that help
the body settle and the mind soften, making pain and
stress feel more manageable over time [8].

Self-Compassion—Focused Therapy (SCFT)

Living with chronic pain often brings harsh self-
criticism, such as “Why can’t | handle this better?”
SCFT supports a kinder inner response to pain,
reducing self-criticism, shame, and emotional
exhaustion [9]. Think of it like treating yourself with
the same kindness that you would a friend.

Pain Reprocessing Therapy (PRT)

PRT is a newer approach that may help some people
whose pain is driven by ongoing nervous system

sensitivity rather than injury. While research is still
emerging, PRT supports responding to pain with
less fear and more reassurance, gently helping the
nervous system relearn safety so pain signals can
soften over time [10].

Emotional Awareness and Expression Therapy
(EAET)

EAET is also a newer approach that creates a

safe, supportive space to explore how stress, and
unresolved emotions and trauma influence pain. EAET
helps reduce pain by addressing how stress and
unprocessed emotions can keep the nervous system
in a state of high alert, which can intensify or prolong
pain [4].

How to Access Psychological Support

Psychological support may be accessed through
referrals from your pain providers or integrated

pain clinics, as well as through insurance provider
websites, where you can search for in-network
mental health clinicians with pain specialization.
Widely used therapist directories such as Psychology
Today allow you to search for licensed mental health
professionals, including pain psychologists, marriage
and family therapists, counselors, social workers,
psychiatrists, and psychiatric nurse practitioners who
list experience working with chronic pain or health-
related conditions. Finding the right support can take
time, and it is appropriate to ask clinicians directly
about their experience working with chronic pain and
related conditions.

Returning to the Whole Person

Facial pain already asks much of those who live with
it. | have come to understand this truth as a clinician
and researcher working with women Veterans
navigating invisible chronic pain and trauma, as a
former caregiver to a teenager with a post-dural
puncture headache, and as someone with lived
experience of migraine, temporomandibular joint
disorder, and occipital myalgia. Seeking emotional
support is not simply a coping strategy — it is a
resilience strategy. Nervous systems heal best when
they are not asked to carry pain alone.

"The Power of Integration" continued on page 12
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"The Power of Integration" continued from page 11
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An Outstanding Award for

an Outstanding Volunteer

An Interview with Andrew Petitjean, the inaugural
recipient of the Dr. Jeffrey Fogel Outstanding
Volunteer Award

By Danielle Clements
Special Correspondent

Recently, the FPA announced a new prestigious
accolade honoring an exceptional volunteer. The Dr.
Jeffrey Fogel Outstanding Volunteer Award—the first
of its kind—celebrates the incredible dedication of
FPA volunteers and the profound impact they have on
the facial pain community by recognizing those who
go above and beyond in service.

Dr. Fogel, a retired pediatrician, is
an FPA board member, a trigeminal
neuralgia and geniculate neuralgia
patient and a longtime volunteer
himself. Having led support groups
for many years, he understands
firsthand the importance of these
programs and the difference they
make in the lives of people living
with facial pain.

The inaugural recipient of the award is Andrew
Petitjean, who has been part of the FPA family for
nearly 17 years. What began as participation in a
patient support group has grown into leadership—
today, Andy leads that very group. The FPA

recently sat down with Andy to talk about why the
organization and his volunteer work mean so much to
him.

During the nomination process, one supporter shared:
“Andy’s passion for helping the facial pain community
is unending. Aside from running the Orange

County Support Group, he is a lifelong learner—
constantly reading new articles about studies,

drug developments, and more. He is also incredibly
generous with his time, spending countless hours

on the phone providing one-on-one support to new
patients seeking information and hope.”

An engineer by trade, Andy’s warmth and
compassion for fellow patients are undeniable. His
tireless efforts to raise awareness, share knowledge,
and offer hope are nothing short of extraordinary.

You’ve had your own journey with trigeminal
neuralgia (TN), which in and of itself is so
challenging. Tell us what it was that led you
to the FPA.

| had a long journey and had a pretty good outcome
and | feel blessed, so | thought I'd pay forward

and give it back. For 2.5 years, | kind of wandered
around in the darkness. | went through 4 different
neurologists, had 2 different MRIs. One MR
radiologist literally told me | didn't have TN.

It took two and half years to get to a doctor who
could give me proper medication. They had me on
gabapentin for two and half years. The whole time,
the TN was coming and going, going up and down
and | had no idea if it was providing me any relief.

| don't remember how | found out about the support
group, but | did — and it was here in Orange County
(California) where | live. | called them up and they said,
“hey, we just had this neurologist speak to our group.
Why don't you give him a call?” And he ended up
becoming my 4th neurologist (Dr. Neal Hermanowicz
at UC-Irvine medical, who suggested Dr. Mark
Linskey, neurosurgeon, if | wanted surgical treatment).

From that point on, | kind of slowly started to become
a support group member. So I've been a member
since around 2009.

"Volunteer" continued on page 14
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"Volunteer" continued from page 13

How long have you been a leader of the
group? What was the genesis that led to your
role?

| want to say since about 2018, 2019. | found Dr.
Linskey. | got a really good MVD — the excellent
outcome meaning no pain and no medications. | just
stumbled upon this support group and have benefited
from a support group that has been stable over the
years. The FPA started out as the TN Association

in 1990 with Claire Paterson. Our support group
started that same year, 1990. | don't know the exact
origins on how it started, but ever since then, there's
been stability with this organization. | inherited that
stability, so that was a blessing. The other great thing
that | inherited, and this is something that | would
advocate every support group do, is [to find] a doctor
local to the group to be the advisor.

Dr. Mark Linskey lives in and works locally in Orange
County, California. He's our advisor. And has been the
advisor for this support group for a long time.

My predecessor [Deborah Kurilchyk] was very
disciplined. She brought a lot of discipline to the
support group; she was very organized. Toward the
last years of her tenure as the leader, she created
what she referred to as a board. We have this
5-member board that manages the support group.
It was very helpful because now you had 5 people
willing to do some volunteer work, and then you had
Dr. Linskey advising, “We should consider this. We
should consider that.”

He's sort of driving the bus and then you have all of
us volunteers doing work. For example, we created
all kinds of pamphlets and flyers. We created a
dental flyer. We recently helped Dr. Linskey prepare
an ER protocol letter. A lot of these have been so
helpful. And, the FPA has since added some of this
information to the website and quarterly journals and
handouts.

But, I'm blessed to have inherited this situation. |
was on that board for a while. Deb was saying that

14 Facial Pain Association

her health was starting to deteriorate a little bit, so
she needed to step down and | thought, “well, I'm an
engineer...Am | going to be any good as a support
group leader?” But you know, having all that stability
and that support and the other members of the board
and Dr. Linskey's support? | mean, that was all |
needed.

What kind of events does the Orange County
support group run? Are they in person? Are
they virtual? Is it both?

It used to be all in-person, and then COVID hit. Since
then, it's been all virtual. There are pros and cons to
each. At the end of the day, | think the virtual kind
outweighs the in- person. There's quality and then
there's a quantity. The way | look at it, you're trying to
reach as many people as you can, but you also want
to provide quality - and you're a volunteer and you
only have so many hours in a day.

The nice thing about meeting in person is you can

get more personal with people, and especially people
with chronic pain. That's definitely the reason to meet
in person. But virtually you can help a lot more people
who are just starting their journey and help them get
to whatever resource they need quicker. So they don't
have to walk around in the wilderness like | did for
two and half years.

What do you think is so special about the
FPA’s work?

When [ first started, we had a lot of repeat
participants. They would just keep coming. Then you
get the occasional new person. Most people want a
quick solution, and then they want to put it all behind
them. Most people don't want to be volunteers. And
| can understand why. Who wants to remember that
excruciating pain. I've been doing it long enough that
I've noticed a shift. This is where | think TNA, and
now FPA is really getting the word out, the outreach.
People just come and go quicker.



You don't hear the “| walked around for 4 years
without answers” stories much anymore. It's more
like, “this happened to me 6 months ago and | didn't
do much, but now | need to do this...” They're finding
and getting to the doctors quicker. | mean, some
people. I'm amazed, but I've met a dozen people
who've had TN for 20, 30 years and all they've done
is a little bit of medication now and then. It's a little
scary to me. | look back in hindsight and wish | had
done it [the MVD] sooner.

If you have a rare disorder, rare condition, you
definitely need support groups. Because they know
who the good doctors are and who the bad doctors
are. | think the FPA is doing a great job of getting the
word out. It seems like dentists are becoming more
and more aware. Years back, most of them didn't even
know what it was, but now most of them now do.
They've heard of it.

So | think the FPA is doing a great job of getting the
word out. | think they're getting there over time. They
went from focusing on just the one disorder to all
facial pains. They're getting more refined. They're
getting more prescriptive. They have maybe 30 or 40
general support groups across the country, but then
they also have individual people who focus in on one
thing on a national level, like Susan Mills and dental
injuries leading to facial pain.

By the way, our support group has what we refer to
as a new member packet. We're able to give about
30 pages of information [to new members]. There

are individual flyers, and a combination of some of
the stuff we and the FPA have done over the years.
We've saved a few articles that we include. We
can give you a paper copy or we can give you an
electronic copy on a flash drive.

Is there anything you see that you would like
to see the FPA do in the next few years?

| mean, continue the outreach, continue the
conferences, maybe a combination of virtual and in-
person conferences. Maybe they do a national virtual
and then a regional in person. There was a while there
they were doing that. They were having one national
and multiple regional conferences in any given year.

They're [the FPA] on the right track. There's stability at
the board level with the FPA. They've got a great staff
of people managing things. | suppose just continued
refinements. The patient registry is a major refinement
in the right direction.

Is there anything else that is near and dear to
your heart about your role with FPA?

Well, like | said, | feel blessed. | am grateful for the
honor. I'm blessed because | have all this support
around me. | worry about the person who, for
example, if there's a support group leader in the
middle of Nebraska or in the middle of Indiana or
somewhere who's doing this as an individual without
any help whatsoever. That's the kind of person that

| worry about because that's the person that needs
resources.

On benhalf of the Orange County California FPA support group, | thank

Dr. Fogel for the honor, recognition, and award. | thank him for his

FPA service as well. And | accept on behalf of myself, my predecessor,

Deb Kurilchyk, and the two OC support group leaders before her. |

have written a research paper about my TN. You will probably not be

surprised to know that | kept a log and a chart of all TN attacks. The

data will help researchers unlock a better understanding of TN. In the

meantime, | am trying to find a research journal to publish my paper.

Since | do not have a research university behind me, | have to pay the

publishing fee. This award will go towards that fee.
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FPA Volunteers

153 Roles Filled
118 Total Volunteers

37% Support
Group Leaders

40% Peer Mentors

16% Holiday
Help Line

| 4

Number of Support
Group Meetings
By Year

2025309
2024241

2023 . 221

2022 - 181

2021+ 145

202075
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Volunteer
Numbers

e}
&’

35 support
groups

50 support
group leaders

N
P

54 peer mentors

1050 hours of
Holiday Help Line
support since 2022

“Just having someone stay on the

line, listen, and care—it softens the

edges of something so unbearable.”
—J.C.
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When You Are Feeling Alone
and Forgotten in Your Pain

Part of having a chronic condition like facial pain is that it can be a
constant. Some may experience its horrendous pain daily, while others
may go in and out of flares; regardless, for some extended amount of
time, the sufferer often feels at the mercy of their facial pain.

Having had facial pain for as long as | have (a little more
than fifteen years), it has become normal for family and
friends to know that | suffer from this condition, and

often they expect me to be in some amount of pain. Pain
becomes the norm for me and seeing me in pain becomes
the norm for them. It makes sense.

But what about when the pain is extra bad, the episodes
extra excruciating, and the battle every single day is
wreaking havoc on you, because it is common for you to
have this condition, you feel people forget about how bad it
can be for you.

Feeling forgotten is awful for anyone, even if it's just the
perception of being forgotten; regardless, it can be one of
the loneliest moments for chronic iliness patients. On the
one hand, you understand that others have their own lives,
and well, it's normal for you to be sick, and you get that, but
on the other hand, you just want someone to acknowledge
how intense and painful life is for you right now.

One of the struggles | (and | imagine many with facial pain)
have struggled with is knowing whether to be honest
about my pain or to toughen up about it. | tend to underplay

how much pain | am in and how dark life feels because

of the pain. Good moments can feel interrupted or stolen
completely from me because of the intrusion of an episode
of facial pain. | withdraw to lessen the pain, which can
look like me withdrawing from the touch of a loved one or
not wanting to engage with life if it could be potentially
painful. Sometimes | feel loved ones and friends don't fully
know how much I'm suffering physically, emotionally, and
mentally. Maybe you are feeling the same or have felt the
same in the past.

Dealing with chronic pain, such as facial pain, is
overwhelming. We can easily feel defeated or slip into a
depressed and anxious state. Our friends and loved ones
can be a huge help, but sometimes we must remember

to let them know that although pain is common for us, it
doesn't always mean we feel strong enough to face it every
day, and we need help. We need validation. We need them.

Sometimes we must take the initiative and be blunt and
admit to those we love and who love us (or to a therapist)
that we aren't okay, and we need support. Sometimes that
looks like saying, “l know | am used to the pain, and I'm
strong, but this is bad, I'm scared, | feel forgotten and alone.

"You are not forgotten" continued on page 18
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"You are not forgotten" continued from page 17

And although the sun is shining brightly, my world feels
gray and cloudy because of this awful pain. | need support.”

Often, as chronic pain patients, we feel the need to hide
our pain and how bad it is, maybe to protect our loved
ones, because we feel like our pain (and ultimately, we)
are a burden, or perhaps we just don't have the energy to
communicate.

But allowing and accepting support can truly help. One of
the things that can help most with chronic illness is being
validated and heard. | think it is often the life preserver that
is thrown to us into the crashing waves of pain.

(800) 923-3608

7778 McGinnis Ferry Rd., #256
Suwanee GA 30024

@facialpainassociation @facialpainassoc
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@facialpainassoc

Sometimes we just need someone to ask us genuinely how
we are. And for us not to feel like we have to mask the
truth. Because often for us the truth is ugly, it's painful, and
even scary at times. We need someone to have big enough
shoulders and sit amidst the pain. Sometimes we need to
ask someone to hold space for us, authentically.

We need to feel not forgotten.

If you need support and need to be reminded that you are
not alone, the Young Patients Committee is here for you.
We understand and will hold space for you. Email us at
youngpatientscommittee@gmail.com to check out the ways
we can support you! You are not forgotten. [l

Facial Pain Association Facial Pain Association



https://www.youtube.com/results?search_query=face+pain+assoc
https://www.instagram.com/facialpainassoc/
https://www.facebook.com/facialpainassociation/
https://twitter.com/facialpainassoc
https://www.linkedin.com/company/facial-pain-association-inc/?original_referer=
https://facepain.org
mailto:info%40facepain.org?subject=please%20contact%20me

Sponsors

¢ @ CoLUMBIA JOHNS HOPKINS

Advent HeCI|th NEUROLOGICAL SURGERY MEDICINE
MAYO
MAYFIELD  CStNIC V] NOEMA
Brain & Spine PHARMA

NSPC A

Brain & Spine N2
Surgery o
OYANALYTIKA
AdventHealth Mayfield Brain and Spine Mayo Clinic Minnesota
Neuroscience Institute Steven C. Bailey, MD Rushna Ali, MD
Christopher E. Baker, MD Vincent A. DiNapoli, MD, PhD Michael J. Link, MD
Melvin Field, MD Yair M. Gozal, MD, PhD Frederic B. Meyer, MD
Ravi Gandhi, MD Ronald E. Warnick, MD Maria Peris Celda, MD, PhD
David Rosen, MD Bruce E. Pollock, MD
Mayo Clinic Arizona Jamie J. Van Gompel, MD
Columbia Neurological Surgery Bernard R. Bendok, MD, FACS
Raymond F. Sekula, Jr., MD Chandan Krishna, MD NSPC Brain and Spine
Christopher J. Winfree, MD Richard S. Zimmerman, MD, FAANS Michael Brisman, MD
Johns Hopkins Medicine Mayo Clinic Florida
Chetan Bettegowda, MD William P. Cheshire, Jr., MD

Judy Huang, MD, FAANS
Christopher Jackson, MD
Risheng Xu, MD

If you care for patients with neuropathic facial Email development@facepain.org or call
pain, we want to partner with you. The FPA's new  800-923-3608 to join the FPA annual sponsorship

sponsorship program is designed to meet you program and add your center as a valued resource
where you are as you build a robust facial pain for those living with facial pain.
program at your center.
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Signature Professional Members

Cleveland Clinic
Eric P. Baron, DO
Julia Bucklan, MD
Eric Dunn, DO
Emad Estemalik, MD
Daniel Feldman, MD
Harold Goforth, MD
Varun Kshettry, MD
MaryAnn Mays, MD
Madisen Olson, MD
Pablo F. Recinos, MD
Payal P. Soni, MD
Pranay Soni, MD
Aarushi Suneja, MD

Hoag Hospital

Christopher Duma, MD, FACS
Mark E. Linskey, MD, FAANS

Robert G. Louis, Jr., MD
Ali Makki, DMD
Vivek Mehta, MD

Ramesh P. Babu, MD

George K. Bovis, MD

Ketan Bulsara, MD

Ricardo Busquets, DMD, MS
David Darrow, MD

Paul W. Detwiler, MD

Dario J. Englot, MD, PhD
Chikezie Eseonu, MD, FAANS
Amir H. Faraji, MD, PhD
Melvin Field, MD
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Jefferson Health

David W. Andrews, MD, FACS

James J. Evans, MD

Robert H. Rosenwasser, MD, FACS

Ashwini D. Sharan, MD

Stephen D. Silberstein, MD, FACP

Marlind A. Stiles, DMD
Chengyuan Wu, MD

Raleigh Neurosurgical Clinic

Laith Khoury, MD
Russell R. Margraf, MD

South Sound Gamma Knife

Nathan Bittner, MD
Anthony Harris, MD

Mohammad Hissourou Ill, MD

Alon Orlev, MD

Ann Pittier, MD

Sheila Smitherman, MD
Herbert Wang, MD

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

University of Virginia
Gamma Knife Center
Jeffrey Elias, MD
Jason P. Sheehan, MD, PhD
Zhiyuan Xu, MD

Professional Members

Thomas J. Gianaris, MD
Andrew W. Grande, MD
Rich Hirschinger, DDS, MBA
Stephen Johnson, MD
Willard Kasoff, MD

Brian H. Kopell, MD

Mark E. Linskey, MD, FAANS
Shamin Masrour, DO

Mark R. MclLaughlin, MD
Matthew Mian, MD

Yaron A. Moshel, MD

Stephen Nalbach, MD

Michelle Paff, MD

John Adair Prall, MD

Shervin Rahimpour, MD

Mark B. Renfro, MD

Anand Rughani, MD

Mauro Alberto Segura Lozano, MD
Laligam N. Sekhar, MD, FACS
Louis R. Vita, DDS

Kevin Zhao, DO
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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 Jean Aldridge Susan Gay W Carlin Lagrutta Arlene & Bernard Richards
Gwen Asplundh Doris Gibson Miriam Leinen W Paula Rosenfeld
W James & Mary Butcher W Regina Gore W Mary Ann McCann W Ann & Arthur Schwartz
W Anne Ciemnecki Ronald David Greenberg W David & Jody Meyers Maureen A. Stone
Daniel Desmedt Chun Wah Hui Charles Muchnick
Kaarina Ederma W Tina Kidder Mary-Ann Neri

If you would like more information on joining the FPA Legacy Society, please
call 800-923-3608 or email development@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 Luanne Crawford-Richey Jeri Klein, DDS Commercial Imaging
Nicole Aiken Allison Feldman Allyson & Danny Kubik Justin Shapiro
Barbara Ambrosia Steve Fleming Andrew & Amy Louie Valette Sopp
Melissa Baumbick Lance Fritze Audrey Martinuzzi Mary Stanley

Joan Beelen Darrell Fryer Rachael Mcnea Diane Stephens
Carol Bender Irene Fulk Christina Murrey Jeanne Tarullo Hays
Carol Berardi Lorri Genack Amy Myers Jolynn Taylor

Erika Blumberg Robert Gore Laura Ortiz Brandi Underwood
Joe & Tatiana Christian Treana Hansen Ruth Purchase Carolyn & Thomas Verbeke
Michael Cohen Warren Huss, DDS John Quan Linda Wilson
Jennifer Cooke Steve Kauffmann Rhode Island Cynthia Woods

If you would like more information on joining the FPA Sustainer Circle,
please call 800-923-3608 or email development@facepain.org.
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SPONSOR SPOTLIGHT

 Behind every

// patientis a story.
'/ Getbackto
telling yours.

E‘f

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 treatment options to help reduce or
eliminate your symptoms. Our experts
will work with you to effectively manage
trigeminal neuralgia with medications,
injections, or surgery, tailoring a treatment
plan individualized to you. Here, we have
the research, tools and expertise to help
you live life to the fullest.

© 2025 Mayo Clinic




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

&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




SPONSOR SPOTLIGHT

NATIONALLY RANK
NEUROLOGY AND
NEUROSURGERY
CARE

PERSONA
ININ[®)Y
FORAF

BEST
HOSPITALS

NEUROLOGY & |
NEUROSURGE
0

At the AdventHealth Neuroscience Institute, we know a neurovascular disorder like
trigeminal neuralgia isn’t just a physical problem. Nerve pain can affect your whole
health — body, mind and spirit. That’s why we have pioneered some of the most
innovative treatments and deliver them with uncommon compassion. If you’re seeking
a second opinion, you can count on our experts to contact you within 72 hours to
explore all the care options available to help you feel whole.

Learn more at AdventHealthNeurosciencelnstitute.com.

.
AdventHealth




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




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.

)

\ —

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

Connect with 1:1 Support

Peer Mentors offer one-on-one support to others, like
themselves, who are affected by facial pain. They are
trained volunteers who can be empathetic listeners,
share their experiences, connect you to resources, and
share tips for coping with facial pain.

The goal is to provide support customized to your
needs so you can connect with someone who knows
what you're going through. It's up to you to make the
first contact. However, once you reach out, volunteers
will respond in a timely manner.

There are two ways to connect with one-on-one
support:

Choose your own Peer Mentor

Set the filters on our website at www.FacePain.org/
Connect-with-11-Support to find a connection. The
more general your selections the more volunteers will
be suggested. The more specific your selections the
fewer volunteers will be suggested.

e Roll over each circle to see the volunteer’'s name.
e Click on a circle to see more information.

e Email your connection by clicking the email address
linked in their information. An email with a pre-filled
subject will pop up. Add your message and send.

Filters

Relationship to Facial Pain: ~ All v Diagnosis:  All

Medication:  All w

Volunteers

v Surgical Treatment: ALl

v Non-Surgical Treatment:  All v

Custom Help Form

Get a personalized recommendation by completing the
Custom Help form. An FPA staff member, or trained
volunteer, will respond by email with recommendations
based on the information you provide.

Connect with
1:1 Support

How Can We Help You?

Firstname * Last rama * Emall *

Relatimehip 1o facial pain
Selecn -

I Lething for infarmeation on... [check all that appity]

Gattng dugnared Treatmens sptiont Surgory
Medicaton Pain tiggors
Getting group uppon

Mantal hualth resouron

Yiouteg Patknrs [Uneer 40

Your mussage feptionai):



https://www.facepain.org/find-support/about-support-groups/

FacialPain

Association

Connect with Group Support

The FPA provides support group meetings where you can connect with others
who know what you are going through. Support Groups are led by trained
volunteers and are offered free of charge to anyone living with facial pain, their
family members or loved ones.

Common Ground Support Groups

Anesthesia Dolorosa Multiple Sclerosis and Facial Pain

California

Los Angeles

Dental Injury and Facial Pain
Diagnosis After 60

Friends and Family
Geniculate Neuralgia

Jaw Disorders and Facial Pain

United States Support Groups

Indiana
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https://www.facepain.org/find-support/about-support-groups/

