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A Letter from Our President
With gratitude, on behalf of the PCDH19 community

Dear friends,

As I reflect on 2025, I am struck by how much our small community continues to accomplish when we move

forward together.

Research remains at the center of our mission, and this year we advanced it in meaningful ways. I understand

that for many parents, research can feel far removed from the daily work of caring for a child with PCDH19

epilepsy. But it is the surest path we have to better treatments and, ultimately, a cure. It continues to be the

largest share of everything we fund, and directing those dollars wisely is among the most important

responsibilities we carry.

We were also privileged to welcome new members to our Scientific Advisory Board, deepening the expertise

that guides our funding decisions and strengthens our standing with researchers and partners around the

world. At the same time, we continued developing our patient registry, which we expect to launch in 2026. It

will become one of the most powerful tools available for understanding PCDH19 and accelerating the

research our families are counting on.

Not all of our most important work appears in a financial report. This year we spent a great deal of time

supporting families with a new diagnosis, providing guidance and supporting our long-time families, and

welcoming families who found the Alliance after a long journey to answers. We met them all with patience and

honesty, and made certain that they do not face this road alone. That work is every bit as essential as the

science we fund.

I also want you to know that we regard the stewardship of your generosity as one of our greatest

responsibilities. Every dollar is invested thoughtfully and with clear purpose, because the families we serve

deserve nothing less than our very best.

Thank you for believing in this mission and for your steadfast commitment to the children and families living

with PCDH19. Your partnership is what makes our progress possible, and it gives me real confidence in the

road ahead. Together, we will keep standing beside our families and pressing forward toward the

breakthroughs that will change their lives.

Julie Walters
President, PCDH19 Alliance
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Our Mission
Why the PCDH19 Alliance exists

To improve the lives of children and families affected by PCDH19 Epilepsy by directing

funds to scientific research toward better treatments and a cure, supporting affected

families, and assisting the medical community, so that no family suffers without a

diagnosis and appropriate treatment.

2025: A Year of Focus

2025 was a year of focus. Rather than spread ourselves thin, we concentrated on what matters most to PCDH19

families: funding the research that brings us closer to a cure, and building a patient registry that will help us better

understand and define PCDH19 and accelerate discovery.

We also strengthened the Alliance itself, thanks to a transformational capacity-building gift from Michael and Ann Beall,

which was given in honor of their granddaughter Winnie and everyone living with PCDH19. That investment in staff

support, technology, and tools makes the Alliance more sustainable than ever, so that every other gift can go further

toward research and families.

The PCDH19 community together at our 2024 conference
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We Funded Research
Our largest program, and our greatest source of hope

Research is our largest program and our greatest source of hope. In 2025 we awarded a 

$75,000 grant to Dr. Julie Ziobro, MD, PhD for Mechanisms of PCDH19 Clustering

Epilepsy using a novel mouse model to uncover how PCDH19 disrupts brain wiring and

lowers the seizure threshold.

"Using our novel mouse model, we are testing how the disease's unique pattern of PCDH19-expressing and

non-expressing neurons drives altered inhibitory wiring and a lowered seizure threshold. Our findings should

provide key insights into the mechanisms of PCDH19 clustering epilepsy and potential therapeutic strategies." 

— Julie Ziobro, MD, PhD

Guided by our Scientific Advisory Board, we fund the most promising PCDH19 science, from basic discovery to clinical

treatment. Every grant is chosen for its potential to change what life looks like for families living with PCDH19.

$75,000

How We Choose What to Fund

Basic discovery

Understanding how PCDH19

changes the developing brain.

This is the foundation everything

else is built on.

Better treatments

Translating discoveries into

therapies that can ease seizures

and other comorbidities and

improve daily life for families.

Toward a cure

Every grant is a step toward the

day no family has to face

PCDH19 without effective

treatments.

directed to PCDH19 research in 2025 — the heart of everything we do.
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We Built Our Patient Registry
Infrastructure that compounds for years to come

This year we did the groundwork to build a PCDH19 patient registry with NORD, the National Organization for

Rare Disorders. We worked on it throughout 2025, and it is set to launch in fall 2026.

A registry is foundational infrastructure for a rare disease: it gives families a place to be counted and share their unique

experiences, and gives researchers the natural-history data they need to design better studies and clinical trials.

This is how a small organization makes a large impact, by building tools that compound over time, and connect every

family to research and support.

For families

A place to be counted, share your story, and stay

connected to research that matters to you.

For researchers

Natural-history data to design better studies and

accelerate the path to treatments.

Connection and community at our 2024 conference.
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Scientific Advisory Board
A transition of leadership, and new expertise

Thank You, Dr. Joseph Sullivan

After guiding the Alliance since our very

beginning, Joseph E. Sullivan, MD

stepped down as Chair of our Scientific

Advisory Board in 2025, and he will

remain as an SAB Director. From our

earliest days he gave of his guidance,

expertise, time, and heart. We are

profoundly grateful.

Welcome, Dr. Julie Ziobro

We are honored to welcome Julie

Ziobro, MD, PhD as our new Chair. A

dedicated PCDH19 clinician-scientist

and former Alliance grantee, she brings

deep expertise and genuine

commitment to our families.

"It is truly remarkable to reflect on the past 15 years of my involvement with the PCDH19 Alliance… From the biannual

professional and family meetings to the funding of groundbreaking research, it has been an honor to serve as Chair of the

Scientific Advisory Board. I am delighted to pass this role on to Julie Ziobro, who is both a clinical and basic science

expert dedicated to enhancing the care for our patients." — Joseph Sullivan, MD

Our Scientific Advisory Board

Alongside Dr. Ziobro (Chair) and Dr. Sullivan, our board brings together leaders across the science of PCDH19:

Prof. Jozef Gecz, PhD Dr. Hisashi Umemori, MD,
PhD

Natalie Berger, PhD Kellan Weston, PhD

In 2025, we were delighted to welcome Hisashi Umemori, MD, PhD; Natalie Berger, PhD; and Kellan Weston, PhD

as new members. They are leaders in synaptic neuroscience, pediatric neuropsychology, and translational research for

rare neurodevelopmental disorders.
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The Numbers
How your gifts were raised and spent in 2025

Revenue · $80,899

51.0% Stock gifts
(at gift-date value)

$41,234

23.7% Online &
recurring donations

$19,157

11.0% Checks &
other gifts

$8,870

9.3% Foundation &
DAF gifts

$7,500

3.0% Other income $2,415

2.1% Workplace
giving

$1,724

Expenditures · $126,409

59.5% Research
grants

$75,180

11.3% Staff / ED
compensation

$14,302

9.3% Website &
technology

$11,756

5.9% Education &
registry (NORD)

$7,500

5.1% Taxes /
licenses /
compliance

$6,391

4.7% Legal /
accounting

$5,954

3.8% Software &
subscriptions

$4,861

0.4% Postage,
shipping & fees

$465

~60% of every dollar we spent in 2025 went directly to research grants.

Restricted Funds — Building Our Capacity

In 2024 Michael and Ann Beall committed a $100,000 grant restricted to capacity building, in honor of their

granddaughter Winnie. True to the donors' intent, these funds are strengthening our foundation so every other gift

goes further.

COMMITTED

$100,000
INVESTED '24–'25

$51,258
REMAINING

$48,742

Per our accountant's 2025 Statement of Activity, stock gifts are recognized at fair-market value on the date donated ($41,233.50 in 2025); cashing out

previously donated stock is a transfer between Alliance accounts, not new revenue. Expenses tie to the reconciled bank statements. Restricted balance as

of December 31, 2025.
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How We Funded 2025
Where stewardship really shows

In 2025, your gifts went straight to our mission: research and family support, while a one-time, donor-restricted capacity

grant covered the behind-the-scenes investments in staff, operations, and software that make the Alliance stronger. The

chart shows which expenses each fund paid for.

Unrestricted (general) gifts Restricted Beall capacity grant

Unrestricted → mission · $83,088

General donations, this year's and prior years', funded

our research grants, education and awareness work,

and program costs, going directly to the search for a

cure and to support families.

Restricted → capacity · $43,321

The Beall capacity grant funded staff and ED support,

fundraising & admin software, accounting, compliance,

and website & technology.

Research grants $75,180

Staff / ED compensation $14,302

Website & technology $11,756

Education & awareness $7,500

Compliance & registration $6,391

Legal & accounting $5,954

Software & subscriptions $4,861

Postage & shipping $408

Bank & processing fees $57
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Board of Directors & Staff
The people behind the mission

Our board and staff are families and advocates who pour themselves into this mission so that every gift goes further.

Together they guide the Alliance's mission and steward your generosity.

Julie Walters
President

Karin Wells-Kilpatrick
Vice-President

Jennifer Holland
Secretary

Christy Rollins
Treasurer

Heather Fryman
Director

Jane McGill
Director

Our board is made up of PCDH19 parents and devoted advocates — people with a personal stake in

this mission. Together, we keep the Alliance lean and focused, so that more of every gift goes directly to

research and to families.
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Held in Our Hearts
Remembering those we lost this year

We carry them with us, and they will always be part of this community.

Aidan Helms · age 19

Aidan never met a stranger. He was open, loving, and so outgoing.

He never let his condition slow him down or discourage him. He

always said he wanted to be a pediatrician by day and Batman by

night because he loved to help people. He was a wonderful, big

brother to his little sister and a kind and loving son and friend.

Isabella “Izzy” Maestas · age 4

What made Izzy special is her resiliency, her ways of making it

through the day with a smile even on her hardest seizure days, and

the fact that she never gave up on anything. She was always so

happy despite all her health problems. She was always so loving and

sweet. She lit up every room!
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Thank You
You are the reason a cure feels within reach

With Gratitude

Everything in this report was made possible by you: our 

major donors and foundations, our faithful monthly and

recurring donors, the families and individuals who

organize fundraisers on our behalf, our devoted board and

staff, and the clinicians and researchers who have

dedicated their careers to understanding and treating

PCDH19 and the people living with PCDH19 every day.

Every gift, large or small, one-time or recurring, funds

research, family support, and the search for a cure.

Looking Ahead to 2026

We will launch the patient registry this fall, welcome more

families, continue funding promising research under Dr.

Ziobro's leadership, and put our strengthened foundation to

work.

Ways to Get Involved

Give — make a one-time or monthly gift at pcdh19info.org/

donate

Fundraise — host an event or online campaign for the

Alliance

Join the registry — help advance research (launching fall

2026)

Follow & share — find us on Facebook and Instagram

Shop — wear the mission at bonfire.com/store/pcdh19-

alliance

Connect With Us

Julie Walters, President

julie@pcdh19info.org

(925) 209-6307

pcdh19info.org

Together, we are the reason a cure feels within reach.

Follow along @pcdh19alliance  ·  pcdh19info.org

A cure is out there. Help us find it.
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