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ON THE COVER

The Facial Pain Registry is now live as of June 
11, 2025—a major step forward in advancing 
research and care – and our cover was designed 
to highlight this incredible accomplishment. This 
platform allows patients worldwide to amplify their 
voices and share information about their experience 
with neuropathic facial pain. Being a part of the 
registry helps support the facial pain community 
by providing researchers and healthcare providers 
with data to improve treatment options and care.     

In this issue, our News You Can Use has an FAQ 
about the Registry, which covers basic questions 

one may have about participating. To 
participate in the registry or for more 
information about the Facial Pain 
Registry, please click button at left. n

Thirty-five years ago, a handful of determined voices gathered around a kitchen table with one shared mission:
to ensure no one facing facial pain would ever feel alone. That table sparked a movement.

Today, the Facial Pain Association stands as a lifeline for thousands — offering answers when there are few,
community in times of isolation, and a platform to push for better care, research, and understanding.

Now, we’re inviting you to shape what comes next. As we celebrate our 35th anniversary, we’re launching
a challenge – to raise $35,000 in 35 days.

Your gift will fuel progress for the next 35 years, providing

Knowledge – expanding trusted, expert led education for patients and medical professionals.

Connection – Growing a national network of support that reminds everyone facing facial pain that you are not alone.

Change – Powering advocacy efforts to bring facial pain out of the shadows and onto the national stage.

We’ve come a long way from that kitchen table. But we’re not done. The next chapter depends on you.

Help us build the future one day, one story, and one gift at a time. Give today.

35k in 35 days

Scan to
Make a Gift

Scan for the FPA 35th
Anniversary TimelineFPA 35th Anniversary TimelineMake a Gift

https://www.facepain.org/blog/35th-anniversary-timeline/
https://www.facepain.org/facialpainregistry
https://www.facepain.org/facialpainregistry
https://interland3.donorperfect.net/weblink/WebLink.aspx?name=E9112&id=6


After years of hard work, the Facial Pain Registry is 
now live! On June 11, the Facial Pain Association (FPA) 
launched the registry in partnership with the National 
Organization for Rare Disorders (NORD®). The 
IAMRARE® platform allows patients from around the 
world to share their experiences and information about 
neuropathic facial pain. 

A big thank you to the members of the Patient Registry 
Advisory Board: Dr. Raymond Sekula, Dr. Wolfgang 
Liedtke, Dr. Joanna Zakrzewska, Anne Ciemnecki, 
Melissa Baumbick, and the rest of the dedicated staff at 
the FPA. 

This was no easy feat! Data from the Facial Pain 
Registry has the potential to help drive research 
forward, improve treatment, and advocate for better 
care. But we are nowhere near done. We need you. 
Your story and your data are key to fulfilling the 
registry’s potential. 

The Facial Pain Registry is designed to address the 
following objectives: 

• Create an easy-to-use online platform for 
participants or caregivers to report their 
experiences with neuropathic facial pain.

• Build a contact list to notify eligible participants 
about research studies and clinical trials.

• Understand and describe the overall population 
affected by neuropathic facial pain.

• Support the neuropathic facial pain community in 
developing care recommendations and standards.

• Act as a resource for researchers working on 
retrospective, interventional, or prospective 
studies.

• Determine how neuropathic facial pain affects 
daily activities and mental health over time using 
reliable measures.

• Allow personalized healthcare through shared 
data that improves communication between 
participants and healthcare professionals.

Your participation is the key to fulfilling these objectives. 
Your data is key to our proactive advancement towards 
better treatment and healthcare.

We are rare. Neuropathic facial pain is rare. By 
participating in the registry and sharing your unique 
experiences through data, you play an important role in 
helping researchers, doctors, and policymakers gain a 
deeper understanding of the true impact of facial pain. 
This, in turn, paves the way for better outcomes.

We, those of us living with neuropathic facial pain, are 
the experts. Together, we can support one another and 
use the registry to make a significant difference in our 
lives. Your voice matters. Let data tell your story. 

David Meyers 
Board Chair, The Facial Pain Association

From the Board Chair
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A Message From the CEO

What a busy and exciting few months the FPA has 
had! We’ve just returned from our first in-person 
conference in six years — it was an amazing event 
full of support, information, and the opportunity to 
connect with the facial pain community face-to-face. 
That was a first for me, and it was an unforgettable 
and incredible experience. We were joined by 
experts from our Medical Advisory Board and from 
the University of Minnesota, in addition to doctors 
from around the country – Mayo Clinic, University of 
Alabama at Birmingham, UNC Chapel Hill, University 
Hospitals in Cleveland, and Emory in Atlanta. The 
topics covered included everything from medications 
and surgical treatment to neuromodulation and mental 
health; geniculate and glossopharyngeal neuralgias to 
dentistry. It was an inspiring two days, and I hope you 
will consider joining us as we continue to think about 
future in-person events. We certainly understand 
the costs are just not tenable for some, so we plan 
to make the conference presentations available to 
everyone in the coming months. The online version 
will soon be available for purchase later this summer. 

We also just launched our patient registry, an effort 
that has been in the works since I arrived at the FPA 
almost three years ago — and I understand that it 
was being worked on long before that! Participation in 
the Facial Pain Registry is an opportunity to tell your 
story through the data we collect. It is an opportunity 
to have your voice heard by answering questions 
in the surveys presented on the platform. We will 
continue to develop surveys on different aspects 
of living with facial pain — types of pain, treatment 
mechanisms, mental health and more, in an effort to 
capture your entire experience. We do hope you’ll 
participate. We have partnered with the National 
Organization for Rare Diseases (NORD®), using their 
proven IAMRARE® platform, which offers a safe 
and protected repository for your health information. 
Please reach out to me directly if you have questions 
or concerns about participating in the registry.  

As we collect important data from members of 
the facial pain community, we are already looking 

forward to the next step in the Facial Pain Registry, 
which is to analyze and distribute the information 
we collect. We want to inform the community about 
trends and new information that is discovered as 
well as provide a resource for scientists and medical 
professionals looking to do research in this area. Our 
hope is that we can publish articles and reports in 
future Quarterly journals that highlight trends based 
on the information being collected. We have a Registry 
Advisory Board in place to determine if and how the 
data is used by outside entities looking to do research.  

We are also coming to the end of our fiscal year, which 
means that we are working on our annual strategic 
plan to determine the direction of the organization. 
We are reviewing current objectives and looking 
forward, figuring out how to best serve those in our 
community. In past years, we have published our 
annual report in the summer issue of the Quarterly 
journal. This year, in an effort to make sure funds 
are being used most effectively and benefiting the 
community directly, we have moved our annual 
reports online. You can find this year’s annual report 
here: https://www.facepain.org/annual-reports/

With that said, our donors are critical to the work 
we do. Your generosity drives our ability to deliver 
programs like the in-person conference and the 
Facial Pain Registry to the community. We have 
educational resources, a strong volunteer program, 
the ability to support researchers in their work, the 
opportunity to influence policy through advocacy, a 
robust website, and programs to educate medical 
professionals about facial pain — all because of our 
donors. We are grateful for your generosity. You will 
still see all of our donors highlighted in the summer 
issue of the Quarterly, as we have always done. It is 
important that we recognize everyone who supports 
our mission and those who make everything we do 
possible. Those lists are still included in this issue.   

Melissa Baumbick
Chief Executive Officer, The Facial Pain Association
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Facial Pain Registry

We made it through the initial launch of the registry. 
This platform will securely house deidentified data 
on clinical phenotype (characteristics) of patients 
with trigeminal nerve pain/oro-cranio-facial pain.

Needless to say, it will only work if you 
participate and if you answer the questions 
as completely and authentically as possible. 
I remain very enthusiastic about the 
registry because it is a highly constructive 
asset that we can bring to the table as 
a community. I hope that some of my 
explanations below help you come to a 
decision about your future participation.

What, why, how, and caveats:

De-identified patient data means that the initial 
entry into the database will be conducted so 
that the entry cannot be traced to the individual 
submitter. Completely separate and uncoupled 
from the de-identified entry into the registry, we 
will set up a file that will allow de-identified entries 
to be reconnected with the person who is behind 
the entry. This will serve the purpose of requesting 
additional information, accessing additional medical 
data/information that might be available, or laying 
out opportunities to participate in specific studies 
if the need ever arises. We will keep the link that 
connects the de-identified data to real people 
as safe as possible. We will use encryption and 
other tools to protect your sensitive information 
from unauthorized access. People who share 

their information can choose to opt out of the re-
identification process. Clinical phenotype refers 
to the entire spectrum of clinical history relevant 
to the pain that you suffer. For example, life habits 
as they pertain to your pain, possible sources of 
inflammation, and general sensitivity of your nervous 
system, to pain stimuli and your family history of 
pathologic pain, as well as other hereditary traits 
that might be relevant for understanding your pain.

All of these health-related issues will be queried in a 
standardized manner that will transform your answers 
into measurable data. That’s the pain phenotype 
that we want to establish from each entrant. This 
will allow us to derive powerful metric outcomes, 
then meaningfully combine single parameters into 
composite indices of pain in multiple contexts, e.g. 
in the context of other diseases that you also have 
(co-morbidities), in the context of family liability to 
pathologic pain, inflammatory and other relevant 
disorders (e.g.), Ehlers Danlos Syndrome, history 
of COVID, etc. There is power in numbers, and 
that is where the unique opportunity lies here.

Your data will be captured securely via the FPA 
website and mobile device app interface.

We have worked hard on this, and there 
should be no caveats if we continue to 
execute this correctly, leveraging the 
technology to all our advantage.

Dear members and supporters of the Facial Pain Association,

I’d like to give you my updated take on the Facial Pain Registry, 
which is coming along and out of the pipeline.

As stated previously, I wholeheartedly endorse it and 
enthusiastically encourage you to join to help the entire 
community and make your own contribution toward our fight 
against trigeminal nerve pain/oro-cranio-facial pain.Wolfgang Liedtke, MD, PhD

The MAB Corner
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Outlook:

Existing general health patient repositories have 
been coupled with medical records and exploration 
of specific biospecimen, e.g. UK Biobank. This will be 
a future option and will benefit from generating even 
deeper experiences beyond the astounding success 
that has already been accomplished. Such biobanks 
essentially couple clinical phenotypes with biological 
metrics that have already been conducted, e.g. brain 
MRI scans and measurements in blood. Undoubtedly 
the most powerful and promising method is DNA 
genomic sequencing. Sequencing a patient’s exome, 
essentially the part of their genome that codes for 
proteins, will be a powerful, practical, and fiscally 
feasible way forward. In addition, blood proteomics 
data now can be derived on less than 1 milliliter of 
serum, currently allowing quantitative measurements 
of hundreds of proteins, with price tags going down 
with time (costs not to be carried by the patient, in 
any case, to be clear). Of course, this will only work  
by adhering to the informed consent 
principle, and to the de-identification principle 
that already guides the data entry.

What could come out of this?

Analyzing clinical phenotypic data, which we 
previously thought was impossible, can give us 
new insights into disease biology. This analysis can 
help correct misunderstandings we currently have 
and help plan follow-up studies. For example, we 
can ask for more details about the pain phenotype 
that we haven't explored yet, and we can gather 
and archive related MRI scans for certain cases.

We are excited to clearly see a beacon on this 
hill in the not-too-distant future: genome and 
serum proteome of a large cohort of trigeminal 
nerve pain/oro-cranio-facial pain patients. 
I keep saying “beacon on the hill” because 
this approach has truly transformative power 
for getting things done in the pain arena 
that were unthinkable not that long ago.

This is from my perch as an industrial therapeutics 
developer, previously having enjoyed decades of 
working together with my patients as academic 
medicine physician and clinical developer, and 
in my laboratory as basic science researcher 
(at Duke University), with my focus on 
trigeminal nerve pain/oro-cranio-facial pain.

Finally, we believe there is no other stakeholder 
more suitable than us at the FPA to get a patient 
registry off the ground, to own it responsibly and 
ethically, to be independent of vested interests 
(including commercial, academic, governmental), 
and to maintain and run it successfully.

Please continue to share your thoughts with 
the FPA at info@facepain.org as we put the 
finishing touches on the Facial Pain Registry. n

My very best to all of you,

For more information on 
the patient registry scan 
the QR code 

Opinions expressed here do not represent the view of Anavex, nor of his academic affiliates, Duke University and New York 
University College of Dentistry.

Wolfgang Liedtke, MD, PhD
Neurologist 
Facial Pain Association Medical Advisory Board

Facial Pain Registry
Read the FPA's June 11 
press release to learn 
more
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One of the most important elements in making the 
correct diagnosis in patients with facial pain is the 
precise determination of the pain’s location. Facial 
sensation comes from multiple nerves that overlap 
in their areas. However, some specific areas are 
primarily linked to specific nerves and branches.  
And just as the upper lip location of the trigger points 
suggest involvement of the maxillary nerve and the 
pain in the region of the root of the tongue and the 
tonsil – of the glossopharyngeal nerve, the pain that 
focuses inside the ear canal tends to point toward the 
intermediate nerve (nervus intermedius) that is the 
culprit of so called geniculate neuralgia, also known  
as the nervus intermedius neuralgia. 

The nervus intermedius, sometimes called the 
13th cranial nerve, is a very small structure that 
travels along the seventh (facial) and eighth 
(vestibulocochlear) nerves from the brainstem toward 
an opening in the petrous bone, the porus acousticus. 
The facial nerve is a predominantly motor nerve; its 
main function is the control of facial muscles on one 
side of the person’s face. As opposed to the motor 
portion of the trigeminal nerve that controls the 

muscles of mastication (chewing), the facial nerve is 
in charge of the muscles that move the face, close 
the eye, make person smile, etc.; when the nerve is 
damaged, the patient exhibits facial palsy (as in Bell’s 
palsy), and when it is irritated, one side of the face 
twitches (hemifacial spasm). 

The vestibulocochlear nerve carries information 
from the inner ear; the cochlear part is responsible 
for hearing (acoustic sensation) and the vestibular 
part is balance. Injury to the cochlear portion of the 
eighth nerve would produce loss of hearing / one-
sided deafness; its irritation may result in tinnitus 
(ringing in the ear). Vestibular nerve damage may not 
be very noticeable if only one side is involved, but 
the nerve irritation may cause vertigo and dizziness. 
All this information becomes relevant in the context 
of geniculate neuralgia as the surgery on the nervus 
intermedius involves dissection and manipulation of 
the seventh/eighth cranial nerve complex. 

In some cases, the diagnosis of geniculate neuralgia 
is quite straight forward, especially if the shooting 
pain stays exclusively inside the ear canal. More often, 
however, the pain spreads to the earlobe and the 

Geniculate Neuralgia — Shooting Pain in the Ear

Konstantin Slavin, MD, FAANS
Department Of Neurosurgery, 
University Of Illinois At Chicago
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areas around the ear, and then clinician has to decide 
if the pain location suggests involvement of other 
cranial nerves, including trigeminal, glossopharyngeal, 
vagus, etc., or if it stems from adjacent anatomical 
structures such as temporomandibular joint, the 
earlobe itself, middle ear contents, and so forth. 

For this reason, the physical examination by a 
qualified specialist becomes important. Sometimes 
an evaluation by doctors of multiple backgrounds 
(otolaryngology, oral surgery, neurology) is needed 
to establish the correct diagnosis and rule out other 
possible pain sources, each of which would require 
different treatment. Interestingly, imaging tends to be 
normal in patients with geniculate neuralgia, although 
it is not uncommon to discover vascular contact or 
even compression of cranial nerves that may or may 
not be in any way connected to the pain's origination. 

In the past, the International Headache Society 
included well-defined criteria for geniculate neuralgia 
in its International Classification of Headache 
Disorders (ICHD). The current, 3rd edition of this 
classification [1] divides all cases of pain attributed to 
a lesion or disease of nervus intermedius into several 
categories, including the classical (caused by vascular 
compression), secondary (due to a tumor or multiple 
sclerosis) or idiopathic (no evidence of compression or 
other identifiable causes) types of nervus intermedius 
neuralgia. To qualify for geniculate neuralgia 
according to ICHD-3 classification, the patient should 
be experiencing “brief paroxysms (intermittent or 
sporadic) of pain felt deeply in the auditory canal, 
sometimes radiating to the parieto-occipital region 
(near the back of your head, where the top and back 
parts of your brain meet).” 

Depiction of the sensory nerves shows the innervation of the ear and surrounding anatomy. Each 
box with its corresponding color illustrates each nerve’s distribution. Sensory distributions may 
overlap. Illustration by John Hagen, Mayo medical illustrator.

"Geniculate Neuralgia" continued on page 8
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"Microvascular Decompression for TN" continued from page 8

The diagnostic criteria specifically describe recurring 
pain that occurs in paroxysmal attacks lasting 
from a few seconds to a few minutes. This pain is 
characterized by its severe intensity and can feel 
shooting, stabbing, or sharp. Additionally, there is 
usually a trigger zone located in the posterior wall of 
the auditory canal or the periauricular region (area 
around your outer ear). 

The classification also distinguishes geniculate 
neuralgia from painful nervus intermedius neuropathy. 
Unlike the intermittent pain of neuralgia, this 
neuropathy involves continuous or near-continuous 
pain that is dull and felt deep within the ear.  

This condition may arise in cases of herpes zoster, 
which can occur after a herpetic infection (known 
as post-herpetic nervus intermedius neuralgia), 
result from a tumor or injury, or appear without any 
identifiable cause. 

When I talk to my suspected geniculate neuralgia 
patients about the pain location and try to explain 
involvement of the neighboring nerves, I frequently 
refer them to the excellent illustrations from our 
colleagues at Mayo Clinic in Minnesota [2] or Barrow 
Neurological Institute in Arizona [3] shown here in this 
article. 

Neuroanatomy of the nervus intermedius, showing the nervus intermedius (red line) and the distribution of its 
sensory innervation (red shading), the facial nerve (purple line) and the distribution of its sensory innervation 
(purple shading), and the superior petrosal nerve (green line) and the distribution of its sensory innervation 
(green shading). CN, cranial nerve; EAC, external auditory canal; IAC, internal auditory canal; n, nerve; SN, 
solitary nucleus; SSN, superior salivatory nucleus. 

"Geniculate Neuralgia" continued from page 7
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"Geniculate Neuralgia" continued on page 10

When it comes to the treatment of geniculate 
neuralgia, conventional wisdom dictates ruling out 
treatable causes and addressing them to eliminate 
the pain; this is particularly relevant for cases of 
secondary geniculate neuralgia. As with any other 
types of facial pain, the surgery for patients with 
geniculate neuralgia is reserved only for those who 
fail to improve with non-surgical modalities, including 
medications, interventional treatments (such as 
nerve blocks), alternative approaches (including 
acupuncture), etc. and are truly impacted by their pain 
in terms of quality of life and ability to function. 

In the neurosurgical practice, most patients have 
already tried and failed most or all of the available 
treatments, and therefore our discussions usually 
focus on confirming the diagnosis, ruling out 
other conditions with similar presentations and 
differentiating neuralgia from neuropathy. After that, 
the patient may be offered surgical options and 
presented with descriptions of surgical details, risks 
and potential complications. This allows our patients 
to weigh all the pros and cons of surgical treatment 

and make an informed decision on whether to 
proceed with surgery as the next step. 

Needless to say, the surgeon’s preference is usually 
to avoid any kind of destruction and relieve the 
patient’s pain by simply eliminating the source of 
pain. However, even in those cases where vascular 
compression of the nervus intermedius may explain 
the pain, resolving the situation by microvascular 
decompression – as we do in most patients with 
trigeminal neuralgia and hemifacial spasm – may be 
quite challenging, for many reasons. This is why more 
often surgeons would consider cutting the nerve 
root (so called rhizotomy) to permanently cure the 
geniculate neuralgia. The procedure is done through a 
small skin incision behind the ear on the side of pain; 
it is done under general anesthesia with the help of a 
surgical microscope, special cranial nerve monitoring, 
and dedicated microsurgical instruments [4]. Most 
patients are kept in a hospital for a day or two after 
the surgery, and the sutures or staples are removed 
two weeks after the operation during the clinic visit. 

Intraoperative view of dissection (left) and transection (right) of the nervus intermedius (IN) as 
it travels between the facial (VII) and vestibulocochlear (VIII) nerves. (From ref. 4, https://link.
springer.com/chapter/10.1007/978-981-96-0767-9_14, courtesy prof. D.A. Rzaev)
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"Geniculate Neuralgia" continued from page 9

Learn more about 
geniculate neuralgia

Geniculate Neuralgia Support Group: 
Contact Leader Jeff Fogel 
215-651-2861  
docfog4308@yahoo.com

Multiple surgical series reviewed the results of 
operative treatment of geniculate neuralgia. The 
consensus, based on decades of experience and many 
professional publications, is that most patients benefit 
from their surgeries. More than 90% of patients report 
either complete resolution or significant improvement 
of pain due to geniculate neuralgia after their surgery, 
and the results tend to be long-lasting and consistent 
among many reporting centers all over the world. 
Interestingly, some patients who had successful 
treatment needed help with more than one nerve 
causing their pain. Because of how their pain was 
spread out, doctors had to treat multiple nerves at the 
same time during surgery — combining rhizotomy on 

the nervus intermedius, with related intervention on 
either the trigeminal nerve or the glossopharyngeal / 
vagus nerves. 

Based on these excellent results, one may state that 
there is a definite hope for people who continue to 
manage the pain associated with geniculate neuralgia, 
and if the severe pain inside the ear canal becomes 
disabling and does not respond to conventional 
treatments, surgery is a consideration. The risks of 
surgery should not be downplayed or ignored, but the 
risk of complications should be weighed against the 
potential benefits of surgery, especially if it is done 
by an experienced surgical team that specializes in 
management of complex facial pain patients. n
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Depiction of the sensory nerves shows the innervation 
of the ear and surrounding anatomy. Each box with its 

corresponding color illustrates each nerve’s distribution. 
Sensory distributions may overlap. Illustration by 
John Hagen, Mayo medical illustrator. (From ref. 2, 
https://www.neurology.org/doi/pdfdirect/10.1212/
WNL.0000000000000893, courtesy of Mayo 
Foundation for Medical Education and Research) 

Neuroanatomy of the nervus intermedius, showing 
the nervus intermedius (red line) and the distribution 
of its sensory innervation (red shading), the facial 
nerve (purple line) and the distribution of its sensory 
innervation (purple shading), and the superior petrosal 
nerve (green line) and the distribution of its sensory 
innervation (green shading). CN, cranial nerve; 
EAC, external auditory canal; IAC, internal auditory 
canal; n, nerve; SN, solitary nucleus; SSN, superior 
salivatory nucleus. (From ref. 3 https://headachejournal.
onlinelibrary.wiley.com/doi/10.1111/head.14066, 
courtesy of Barrow Neurological Institute, Phoenix, 
Arizona) 

 Intraoperative view of dissection (left) and transection 
(right) of the nervus intermedius (IN) as it travels 
between the facial (VII) and vestibulocochlear 
(VIII) nerves. (From ref. 4, https://link.springer.com/
chapter/10.1007/978-981-96-0767-9_14, courtesy 
prof. D.A. Rzaev) 
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To better accommodate and simplify how to do research on our website, the 
FPA has been adding updates to improve your experience. By simplifying our 
navigation bar and improving our search capabilities, adjusting content so it is 
concise and easy to understand, and adding more relevant/quality content, we 
have created a more robust website that is easier to navigate. We added an online 
chat bot system to speed the process of finding the content that you need  This 
system will also offer the opportunity to chat with volunteers during our Holiday 
Help Line dates and times. We have improved and added new pages. Here are 
some highlights below:

Website Updates

The online shop is where you can purchase FPA books, merchandise, 
and event tickets. You can add donations to your purchases if you 
choose to do so. The online shop requires the user to create an 
account.

There are now three ways to connect with a Peer Mentor: in addition 
to calling or emailing the FPA you can connect directly by using new 
search tools on our website. Members of the facial pain community 
can search for support using areas of common interest and other 
relevant characteristics. The new website tool can generate an 
email pre-populated with the volunteer’s email address along with a 
standard subject line identifying the contact as coming from the FPA. 
Volunteers can respond and share additional contact information at 
their discretion. 

The international page aims to assist individuals outside the United 
States in establishing and developing a supportive facial pain 
community in their region. We provide resources, guidance, and 
connections to help people create local networks. By fostering 
communication and collaboration, we hope to empower those 
affected by facial pain overseas to connect with others, share coping 
strategies, and promote awareness of this often-misunderstood 
condition. Together, we can create a compassionate and informed 
community that addresses the challenges of living with facial pain.
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Interview with Dr. Ena Bromley, CEO of Oyanalytika 
by Brandi Underwood

1.  Why does data matter in our efforts to improve 
care for people with facial pain?

Data is our collective voice, quantified. For a long time, 
facial pain has lived in the shadows of medicine. It 
was misunderstood, misdiagnosed, and underfunded. 
When we gather and organize patient-reported 
data, we’re building sound evidence that researchers, 
clinicians, and policymakers need to take us seriously. 
It’s how we move from anecdote to action. Data 
allows us to tell a cohesive, credible story about what 
patients are really experiencing—and how care can 
and must improve.

2.  What happens to the information once someone 
enters their data into the Facial Pain Registry?

Once data is entered, it’s securely stored and de-
identified to protect patient privacy. From there, 
our team at Oyanalytika works with the Facial Pain 
Association to clean, standardize, and analyze that 
information. We use statistical and machine learning 
tools to look for trends—things like time to diagnosis, 
treatment responses, or common comorbidities. 
The goal is to turn individual data points into shared 
knowledge that can inform better clinical practice, 
guide research priorities, and support advocacy.

Behind the Numbers: 
How Data Can Change the  
Future for People Living with Facial PainEna Bromley, MD

When you take the time to complete the Facial Pain 
Registry, you are doing far more than entering 
symptoms into a form – you are helping shape the 
future of care, research, and understanding for 
everyone in our community.

Launched in partnership with the National 
Organization for Rare Disorders (NORD®)’s 
IAMRARE® Program, the Facial Pain Registry is 
a bold step forward in capturing the real-world 
impact of living with facial pain. But once the data 
is entered, what comes next? How do we transform 
thousands of data points about lived experience 
into something that drives change?

To help answer this question, we have partnered 
with Oyanalytika, a data analytics firm with a 

mission grounded in both expertise and empathy. 
I recently sat down with Dr. Ena Bromley, their 
co-founder and CEO, who brings not only deep 
knowledge as a statistical geneticist and genetic 
epidemiologist, but also personal insight as 
someone directly impacted by facial pain. I first met 
Ena during Headache on the Hill in Washington, 
D.C., and together, we serve on the Alliance for 
Headache Disorders Advocacy Policy Committee 
advocating for the headache disorder community.

I asked Ena to help lift the veil on what happens 
behind the scenes and how the stories behind 
the numbers can fuel progress for the facial 
pain community and I am excited to share our 
conversation with you.
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3.  When you look at patient-entered data, what 
kinds of stories are you hoping to uncover?

I’m looking for patterns that reflect what patients have 
known all along but haven't had the tools to prove—
stories of delayed diagnosis, ineffective treatments, 
or journeys marked by resilience and trial-and-error. 
We want to uncover subgroups that might respond 
differently to certain therapies or share similar 
symptom clusters. Most of all, we’re listening for the 
common threads that unite this community across 
geography, diagnosis, and time.

4.  What can we learn from patterns in the data that 
individual patients or clinicians might not see on 
their own?

A clinician sees a handful of patients at a time. A 
patient knows their own story in intimate detail. But 
when we zoom out with the registry, we can start to 
see broader signals—like which symptoms are most 
predictive of diagnosis, how long patients typically 
wait for effective treatment, or which treatments 
have high dropout rates. These patterns can guide 
everything from clinical decision-making to drug 
development strategies.

5.  How can the registry help us advocate more 
effectively for research funding or policy change?

Policymakers and funders respond to data—especially 
when it’s well-structured and humanized. The registry 
provides both the statistics and the real-world 
context that make a compelling case for investment 
in research, treatment development, and healthcare 
access. It helps us say not just "people are suffering," 
but "here’s how many, here’s what it looks like, and 
here’s where the gaps are." That’s powerful.

6.  Facial pain can be incredibly isolating. How 
does seeing data from hundreds or potentially 
thousands of patients begin to change that 
narrative?

It shows people they’re not alone. There's immense 
validation in realizing your experience isn’t unique or 
inexplicable—it’s part of a broader pattern. Data has 
the power to connect, to affirm, and to destigmatize. 
For many patients, simply knowing that others have 
walked a similar path can be a turning point in how 
they see themselves and their condition.

"Behind the Numbers" continued on page 14
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7.  For people who feel like their story has never been 
heard, how can data help amplify their voice?

Every entry in the registry is a voice added to 
the chorus. When those voices come together in 
structured data, they become impossible to ignore. 
They shape research questions, change treatment 
guidelines, and influence health policy. For someone 
who’s felt invisible in the system, contributing to the 
registry is an act of reclaiming agency—and knowing 
your experience could help someone else in the future.

8.  How do you balance the technical aspects of 
analysis with the deeply personal nature of what 
this data represents?

With deep respect. Behind every data point is a 
person—a story, a struggle, a hope. As analysts, we 
bring rigor to the process, but we never forget the 
humanity in the numbers. Our team at Oyanalytika 
was founded on the principle that empathy and 
expertise must go hand in hand. Every model we 
build, every pattern we analyze, is done with the 
understanding that it represents real lives, and real 
suffering—and hopefully, real solutions.

9.  Looking ahead, what excites you most about the 
potential of this registry to create meaningful 
change?

I’m excited by the possibility of precision care for facial 
pain—of moving beyond trial-and-error medicine to 
treatments that are tailored to subtypes, genetics, 
and individual needs. I’m also deeply inspired by the 
idea of building a lasting foundation for research—
something future scientists can build on. But most of 
all, I’m excited for patients to feel seen, supported, 
and empowered. This registry isn’t just about data—
it’s about dignity.

The stories shared through the Facial Pain Registry 
have the power to change what’s possible — for 
research, for care, and for how facial pain conditions 
are understood. Thanks to Dr. Bromley and 
Oyanalytika, we are beginning to connect the dots in 
ways that can lead to real progress. Every person who 
adds their voice is helping to create a clearer picture 
of life with facial pain. Thank you for being part of this 
important work. n

SPONSOR SPOTLIGHT

"Behind the Numbers" continued from page 13
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The 2025 FPA Annual In-Person Conference was 
a resounding success! On June 7 and 8, the facial 
pain community came together to provide patients 
and healthcare professionals with opportunities 
to connect, share knowledge, and build stronger 
relationships. We had over 130 participants and 25 
volunteers in attendance. Volunteers, several of whom 
brought their partners, came from as far away as 
Hawaii, British Columbia and Texas to attend. 

“It was an incredible privilege to be in the room with 
so many members of the facial pain community—
to hear their stories, listen to their questions, and 
witness the powerful connections being formed as 
they supported one another,” said Melissa Baumbick, 
CEO of the Facial Pain Association. “The experience 
was truly moving. It was equally inspiring to watch 

the physicians collaborate so thoughtfully with each 
other and engage so compassionately with patients. 
Their attentiveness, kindness, and genuine investment 
created an atmosphere of learning, support, and 
community unlike anything I’ve ever experienced.”

Attendees had the option to choose between two 
presentation tracks, which offered foundational 
information about neuropathic facial pain as well as 
the latest innovations, treatments, and technologies 
for managing this condition. This approach 
emphasized the importance of multidisciplinary care. 
Furthermore, patients had the invaluable opportunity 
to engage in meaningful conversations with 
healthcare professionals outside of the presentations, 
enhancing their understanding and connections. n

2025 FPA In-Person Conference Recap

"The power of multi-disciplinary care was front and center at the FPA’s first in-person meeting 
in over six years—and the impact was undeniable. Attendees had the rare opportunity to see, 
firsthand, the benefits of collaboration across specialties, not just in theory but in practice. 
One of the most meaningful aspects of the event was the direct, unfiltered access patients 
had to the experts—an exchange that went both ways. While patients gained insights and 
understanding, clinicians were equally moved by the chance to connect with peers from across 
the country and hear real-time feedback from those living with facial pain every day. That kind 
of dialogue doesn’t happen often—and it was truly transformational for everyone involved."

— Donald Nixdorf, DDS, MS
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A big THANK YOU to everyone who participated, including:

Most of all, we are grateful for you, our attendees, who 
inspire us to continue to serve. The mission of the Facial Pain 
Association is to provide support, education, and advocacy 
to all who live with facial pain, and this conference was a 
convergence of these efforts.
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Georgios Zenonos, MD
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Honorary 
Claude & Jean Aldridge
Melissa Anchan
Melissa Baumbick
Jeffrey Bodington
Allison Feldman
Jeffrey Fogel
David & Jody Meyers
John Temple

All Facial Pain Patients
Kay Grim

All Suffering From Atypical 
Trigeminal Neuralgia
Claudette Day

Jake Anderson
Jeff Anderson

Eric Armstrong
Larita Armstrong

John Atkinson, MD
Marilyn Collom

Robert Breeze, MD
Carol Nelson-Douglas

Jeffrey Brown, MD
Arlene Cherner

Thomas Bye
Himself

Kenneth Casey, MD
David Black
Donald Hansen

Anne Ciemnecki
David Ciemnecki
Brian Ciemnecki
William Freeman
Barry Lasner

Jaime Como
Geary Jerde

Denise D’hooge
Judy Swartz

Rose Francis
Karen Shutt

Jessica Frank
James Joseph

Clare Frey
Frank & Gretchen Dimina

The FPA Quarterly Journal
Lorraine Wulfe

The Amazing FPA Staff
Natalie Merrithew

The Dedicated FPA Team!
Richard Zimmerman

Jordan Grabel, MD
Peter & June Fallon

Dhun Gandhi
Freddy Gandhi

Dr. Ilene Gerber for her 90th 
Birthday
Cynthia Levin
Mary Joy Liegel
Evelyn & Sheldon Schiffman
Dora & Stephen Schwartz

Regina Gore
Kim & Lorin Decker
Robert Gore

Katie Rose Hamilton
Irene Fulk

Kathleen Hays
Helen Nicholson

Vince Holtmann
Kevin Bozzay

The Team at Houston Methodist
Joe & Tatiana Christian

Paul Johnson
Clark Stevens

My Lovely Partner, Keir, 
Who Has Been Fighting With 
Trigeminal Neuralgia
Ashford Hoag

Nandan Lad, MD, PhD
Marianne Hart

Harvey D. Langston
Lulu Langston

Victoria Leskin
Herself

Mark Linskey, MD
Mary Jackson
Andy Petitjean

Robert Love, MD
Dorothy Kelliher

John Maciulla & Thomas Barcom
Jane Maciulla

The Mayo Clinic Team
Marilyn Collom

Catherine Jane O'Neil Costello
Robert O'Neil

Jamie Palubin
Delia Vetter

Joe Parpala, DC
Mary Butcher

Ralph Raphaelson
Susan Jacobson

Elaine M. Retzlaff
Wayne and Elaine Retzlaff

Sarah Sabold
Joseph & Pamela Scheuchenzuber

Kevin Schroeder
Sherry Schroeder

Raymond F. Sekula, Jr., MD
Cynthia Okeson
Cathy Zamba

The Shapira Family
Raymond F. Sekula, Jr., MD

Judy Simpson
Jim & Betsy Hoefen

Lynn Spyker
Kelly Edwards

John Tew, MD
Cita Strauss

Lisa Vitale
Scopelitis Law Firm

Tom Wasdin
Angela Briggs

Mackenzie Winslow
Floyd & Gail Winslow

Honorary and Memorial Tributes
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, 2024 and December 31, 2024.*

*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.
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Memorial 
 
Dorothy Harris Aiken
Nicole Aiken
Shai Stephenson
 
Hope Albert
William Albert
 
Claude Aldridge
Benevity
James Ryan Butler
Steve Chandler
Anne-Marie Clarke
Ruth Feld
Regina Gore
Megan & Scott Hamilton
Barbara Heschmeyer
Kerri Holtzman
Megan Hunt
Jake & Mary Ann Jacobsen
Carlin Lagrutta
Deborah Lyons
Joe & Cheryl Maggio
Richard Marschner
Lynn McLaughlin
Carol Meyer
Lynn Ruppe
Walter Russell
Susan Ryan
Steven Schneider
Bob & Sally Tamasi
Marilyn Thies
Kathleen Uebelhart
Kathleen Warren
Phil & Leslie Youngs
Cynthia Zawojski
 
David Aaron Baxendell
Nancy Shields
 
Janet Beswetherick
Butch Bartz
Lyn Baxter
Josh & Shelby Bilsky
Peter & Rachel Byron
Monica Nafsou
 

Margaret Bennett
Marie Keeley
 
Pamela Boone
Richard Boone
 
Frank & Muriel Bordello
Patricia Foggin
 
Roy Crane
Michael O’Boyle
 
Anthony Castellano
Janet Desimone
 
Katherine Babson Denny
James Denny
 
Bessie Elledge
Loretta Lockett
 
Gail Galante
Barbara Gordon
Al & Renee Mink
Sherry Seigel
 
Rebecca Gilliam
Kay Kimball
 
Sheldon Gross, MD
Kathleen Buda
 
Lucille Guith
Thomas Guith
 
Patty Harmer & R. David 
Harmer
Rohn Harmer
 
Peter Janetta, MD
Donna Ruckert
 
Connor Joos
Robert Joos
 
Nicke T. Kroslow
Carol Kroslow
 

Ben Kuboushek
Caroline Helwick
 
Marilyn Lanctot
L. Paul Lanctot
 
Dwight Lawrence
Robert Bedard
Jim and Bev Bouscher
 
Catherine C. Loveland
Bailey’s Commons I
Neal and Gail Green
Susan James
Linda Kangas
Rock Creek Gardens 
Condominiums
Brian Sharpe
Catherine Stanton

Evonne McFarland
Randall McFarland
 
Nancy Furst Mitchell
Robert Mitchell
 
Dr. Ahmad Mokhtarzadeh
Fatemeh Golshan
Bita Lotfi
 
Nancy Nielsen
Jean Raymond
 
Paul Onderdonk
Sue & Rick Morton
 
Jean Rakauski
Linda Bennett
  
Michael Rapacchia
Anthony Rapacchia
  
Albert Rhoton, MD
Dorinda D’Agostino

Stephen D. Rosenbaum
Alison Rosenberg
  
Effie S. Roth
Helen Roth
  
Elizabeth Roth
Jerome Newman
  
Emmy Schallhorn
Beth Vogel
  
June Shapiro
Patricia Blair
Diane Skinner
 
Ruth Shelton
Suzanne Czachowski
  
Thomas Short
Kristin Griffin
 
Katherine W. Stevens
Russell Stevens
  
Norma Trotter
Joann Johnson
  
Ronald J. Victor
Theresa Victor
  
Arthur E. Wermann
Barbara Pagliocca
  
Dorothy Willis
Dorothy Rainwater
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Ramesh P. Babu, MD
George K. Bovis, MD 
Ketan Bulsara, MD
Ricardo Busquets, DMD, MS 
Brijesh Chandwani, DMD 
David Darrow, MD 
Paul W. Detwiler, MD 
Dario J. Englot, MD, PhD 
Chikezie Eseonu, MD, FAANS
Amir H. Faraji, MD, PhD
Thomas J. Gianaris, MD 
Tessa Gordon, MA, LMFT, RYT

Thomas W. Grahm, MD 
Andrew W. Grande, MD
Rich Hirschinger, DDS, MBA
Stephen Johnson, MD
Willard Kasoff, MD
Tyler J. Kenning, MD, FAANS
Brian H. Kopell, MD 
Lauren Levi, DMD, MS
Mark E. Linskey, MD, FAANS
Shamin Masrour, DO 
Mark R. McLaughlin, MD
Matthew Mian, MD 

Yaron A. Moshel, MD 
Stephen Nalbach, MD 
John Adair Prall, MD 
Shervin Rahimpour, MD 
Mark B. Renfro, MD
TJ Robbins, DMD
Anand Rughani, MD
Mauro Alberto Segura Lozano, MD 
Laligam N. Sekhar, MD, FACS 
Eric Sussman, MD
Louis R. Vita, DDS 
Kevin Zhao, DO

Brain Expert PC
Jim Robinson, MD

Cleveland Clinic
Eric P. Baron, DO 
Sudipa Biswas, MD, MS 
Emad Estemalik, MD 
Daniel Feldman, MD
Harold Goforth, MD
Varun Kshettry, MD
MaryAnn Mays, MD
Pablo F. Recinos, MD
Payal P. Soni, MD
Pranay Soni, MD
Aarushi Suneja, MD
Konstantinos Tourlas, MD

Hoag Hospital
Christopher Duma, MD, FACS
Mark E. Linskey, MD, FAANS
Robert G. Louis, Jr., MD 
Ali Makki, DMD
Vivek Mehta, MD

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

Mayfield Brain and Spine
Steven C. Bailey, MD
Vincent A. DiNapoli, MD, PhD
Yair M. Gozal, MD, PhD
Ronald E. Warnick, MD

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

South Sound Gamma Knife 
Nathan Bittner, MD
Anthony Harris, MD
Mohammad Hissourou III, 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
Jeffrey Elias, MD
Michael Lim, MD
Xiang Qian, MD, PhD 
Ashwin Ramayya, MD, PhD

University of Virginia Gamma 
Knife Center

Jason P. Sheehan, MD, PhD
Zhiyuan Xu, MD

Professional Members

Signature Professional Members
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Sustainer
Circle

Jerry Adkins
Nicole Aiken
Melissa Baumbick
Joan Beelen
Carol Bender
Carol Berardi
Erika Blumberg
Jennifer Byram
Joey Callahan
Joe & Tatiana Christian
Michael Cohen

Luanne Crawford-Richey
Allison Feldman
Steve Fleming
Lance Fritze
Darrell Fryer
Irene Fulk
Stewart Galeucia
Lorri Genack
Robert Gore
Treana Hansen
Warren Huss

Steve Kauffmann
Jeri Klein
Allyson & Danny Kubik
Lisa Lagrego
Andrew & Amy Louie
Audrey Martinuzzi
Laura Ortiz
Ruth Purchase
Justin Shapiro
Mary Stanley
Diane Stephens

Jeanne Tarullo Hays
Jolynn Taylor
Meryl Tiemann
Brandi Underwood
Carolyn & Thomas Verbeke
Kathleen Warren
Linda Wilson
Eric Wolgamott
Cynthia Woods

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.

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. 

 Pledged

 Jean Aldridge 
 Mary Butcher

 Anne Ciemnecki
 Daniel Desmedt 
Kaarina Ederma 

Susan Gay 
Doris Gibson 
 Regina Gore

 Ronald David Greenberg 
Chun Wah Hui 

 Tina Kidder
 Carlin Lagrutta

 Miriam Leinen 
 Mary Ann McCann

 David & Jody Meyers

 Charles Muchnick 
Mary-Ann Neri 

Arlene & Bernard Richards 
 Paula Rosenfeld

 Ann & Arthur Schwartz

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

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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Drs. Michael Brisman, Jeffrey Brown, and Brian Snyder perform a variety of 
advanced procedures, including facial pain surgery and neurostimulation,  

to treat Trigeminal Neuralgia and other chronic facial pain conditions.

Dr. Brisman has served as Chief 
of Neurosurgery at NYU Winthrop 

Hospital, Mineola, NY, and is 
Co-Medical Director of the  

Long Island Gamma Knife® Center  
at Mount Sinai South Nassau  

in Oceanside, NY.

Dr. Brown is the Facial Pain 
Association Medical Advisory 

Board National Chairman.  
He serves as the Neurosurgery 
Director of the NYU Langone  

Long Island CyberKnife®  
Program in Mineola, NY.

Dr. Snyder is a fellowship-trained, 
functional neurosurgeon  

who specializes in the use  
of neuromodulation to treat  
complex cranio-facial pain 

conditions.

WORLD CLASS  
TRIGEMINAL 
NEURALGIA  
FACIAL PAIN 
PROGRAM

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

nspc.com | 

Scan to request  
a consultation

1 (800) 355-1100

Drs. Michael Brisman, Jeffrey Brown, and Brian Snyder perform a variety of 
advanced procedures, including facial pain surgery and neurostimulation,  

to treat Trigeminal Neuralgia and other chronic facial pain conditions.

Dr. Brisman has served as Chief 
of Neurosurgery at NYU Winthrop 

Hospital, Mineola, NY, and is 
Co-Medical Director of the  

Long Island Gamma Knife® Center  
at Mount Sinai South Nassau  

in Oceanside, NY.

Dr. Brown is the Facial Pain 
Association Medical Advisory 

Board National Chairman.  
He serves as the Neurosurgery 
Director of the NYU Langone  

Long Island CyberKnife®  
Program in Mineola, NY.

Dr. Snyder is a fellowship-trained, 
functional neurosurgeon  

who specializes in the use  
of neuromodulation to treat  
complex cranio-facial pain 

conditions.

WORLD CLASS  
TRIGEMINAL 
NEURALGIA  
FACIAL PAIN 
PROGRAM

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

nspc.com | 

Scan to request  
a consultation

1 (800) 355-1100

Dr. Brisman is the  
author of  Put Down 
the Knife (Springer 

Publishing), a textbook 
on adult brain surgery 

which promotes the 
importance of 

minimally invasive 
surgical procedures 

and conservative 
treatment options.

WORLD CLASS
TRIGEMINAL 
NEURALGIA
FACIAL PAIN
PROGRAM

TM

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.

SPONSOR SPOTLIGHT

https://nspc.com


© 2025 Mayo Clinic

Behind every  
patient is a story.  
Get back to  
telling yours.
Patient-centered trigeminal neuralgia 
care at Mayo Clinic helps you live life 
to the fullest.

At Mayo Clinic, we understand chronic 
facial pain can make it difficult to enjoy 
life in the ways you love. That’s why we’ve 
spent so much time developing a variety 
of 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.

SPONSOR SPOTLIGHT

https://careinfo.mayoclinic.org/neurology-neurosurgery-az?mc_id=us&utm_source=fpaspon&utm_medium=l&utm_content=fpaneuro&utm_campaign=mayoclinic&geo=national&placementsite=enterprise&invsrc=neuro&cauid=187223


SPONSOR SPOTLIGHT

Judy Huang, M.D.No one should accept trigeminal neuralgia 
pain. If medications haven’t provided 
adequate relief, our neurosurgeons may be 
able to help you. 

The Trigeminal Neuralgia Surgery Center 
at Johns Hopkins provides the latest, most-
effective surgical procedures — including 
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.

Meet our neurosurgery experts:

Chetan Bettegowda, 
M.D., Ph.D.

Christopher 
Jackson, M.D.

Risheng Xu, M.D., 
Ph.D.

Johns Hopkins Trigeminal 
Neuralgia Surgery Center

https://www.neurosurgery.columbia.edu
https://www.hopkinsmedicine.org/neurology-neurosurgery/specialty-areas/trigeminal-neuralgia


The UPMC Neurological Institute, based in Pittsburgh, 
provides comprehensive, compassionate care to patients 
from across our region and around the world. We take 
pride in our reputation for innovative, high-quality patient 
care and honored to provide that care to our patients.

Watch “Facing the Facts:
Managing Trigeminal
Neuralgia & Hemifacial Spasm,”
a virtual lecture presented by
Dr. Georgios Zenonos, director of
the Center for Cranial Nerve Disorders
at the UPMC Neurological Institute. 

Learn more about UPMC’s approach to the diagnosis 
and treatment of patients with trigeminal neuralgia
and hemifacial spasm. 

Returning You to  
   Your Fullest Life.

SPONSOR SPOTLIGHT

https://www.upmc.com/services/neurosurgery/brain/conditions/cranial-nerve-disorders/conditions/hemifacial-spasm#overview
https://www.upmc.com/services/neurosurgery/brain/conditions/cranial-nerve-disorders/conditions/trigeminal-neuralgia-and-atypical-trigeminal-neuralgia


 
Thank You! 

The Libra Study team at Noema Pharma would like to take 
this opportunity to thank the staff and members of the 
FPA for their continued support over the past 4 years of 

partnership.     

 

 

 

SPONSOR SPOTLIGHT

Mayfield’s Nationally Recognized Trigeminal Experts

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

Mayfield offers several treatment 
options for patients with trigeminal 

neuralgia, glossopharyngeal neuralgia, 
hemifacial spasm, and other types of 

facial pain.

Our treatments include:

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

Microvascular 
decompression 
surgery (MVD)

Gamma  
Knife 

radiosurgery

Percutaneous 
stereotactic 

rhizotomy (PSR)

https://noemapharma.com/pipeline/#NOE-101-Pain
https://mayfieldclinic.com


The purpose of the Facial Pain Registry is to bring the facial pain community together and collect
data. By contributing their stories, participants play a crucial role in helping researchers, doctors, and
policymakers gain deeper insights into the true impact of facial pain, ultimately paving the way for
better outcomes.

Goals of the Facial Pain Registry: 

To describe the people who have neuropathic facial pain and to better understand the stages of
the conditions and the different ways they affect people. To do this, we will ask about symptoms,
diagnosis, treatment, medical history, social and economic environment, and treatment
outcomes.  
To understand how neuropathic facial pain changes over a person’s lifetime and to learn about
clinical practice patterns and variations over the course of treatment.  
To help to develop best practices, management guidelines and recommendations so that
clinicians can know how to give the best care to improve the quality of life and outcomes of
people with facial pain.  
To identify people with facial pain who might be willing to take part in other research studies or
clinical trials. You will be able to choose whether you want to hear about these other studies.  

What is the purpose of the Facial Pain Registry? 

What is a Patient Registry? 

A patient registry is a collection of standardized information about a group of patients who share a
condition. The information may be used for a variety of purposes such as conducting natural
history studies and supporting disease specific clinical trial recruitment. 

How is the data collected? 

Data is collected through a secure web-based application (that can be accessed by computer,
tablet or phone) developed by the National Organization for Rare Disorders, Inc. (NORD®). Study
participants respond to questions grouped within a series of surveys developed per study
standards and in collaboration with disease specific experts.  

Learn More about the
Facial Pain Registry

https://www.facepain.org/facialpainregistry


This study is open to anyone who lives with neuropathic facial pain and meets the study inclusion
criteria for participation. Our study will include all forms of craniofacial neuropathic pain, including,
but not limited to trigeminal neuralgia, geniculate neuralgia, glossopharyngeal neuralgia, occipital
neuralgia, anesthesia dolorosa, burning mouth syndrome, post-herpetic neuralgia, and persistent
idiopathic facial pain. People with headache disorders or facial pain experiencing symptoms that
overlap or co-occur with cranial neuralgias including but not limited to trigeminal autonomic
cephalalgias, temporomandibular disorder, and migraine with accompanying facial pain may
participate in the study.

What types of data will be collected in the Facial Pain Registry? 

The data collected includes but is not limited to: 
1.Socio-demographics 
2.Medical and diagnostics 
3.Treatment and disease progression  
4.Management of care 
5.Quality of life 

Who can join the study? 

Is there a cost to participate? 

There is no cost to the patient to join this study. 

How long will this study last? 

A registry on the IAMRARE® platform will typically be open for at least five years with the
option to extend beyond that time. Participants will be asked to return to the registry
periodically to update their information. 

Learn More about the
Facial Pain Registry

https://www.facepain.org/facialpainregistry

