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Gone are the Days of Old...

Hi Sturge-Weber Family!

Karen had her 2cents written for this edition, 
but asked me to write my thoughts instead 
and she’s the boss, so here we go. 

Since we came home from the Int’l Family 
Conference in Philadelphia this July, I have 
been busy working a “secret” project…
digitizing The SWF archives. The SWF 
became a registered non-profit in September 
1987. I was born October 1986. Yes, it is hard 
to remember my age vs the SWF birthday 
most of the time. The Ruby Anniversary (40 
years!) will be September 2027. We are sure 
to have an epic party to celebrate! 

Not many foundations make it forty years. 
You all have been an integral part of this 
history making foundation. Because of your 
generous support, donations, fundraisers, 
and government grants we have been able 
to keep moving forward in the lean years 
(we’re talking to you, COVID). We have to 
say that, like many foundations, we are still 
recovering.

But I digress. Back to the Ruby Anniversary. 
My mother has worn (since forever) a 
beautiful ruby ring she received from 
her grandmother. That ruby is a constant 
reminder to her of how important family 
is. It has been Karen’s dream from day 
one of this Foundation that SWS families 
and individuals never feel alone in their 
journey. No matter what has happened in 
the years between your first call or letter, first 
conference, and the last time you sent an 
email or posted a Facebook message needing 
resources of information, we have always 
been there. 

HECK! We have the proof of the first 
Branching Out that was typed on a typewriter 
and not a computer (see pages 20-21). We 
have newspaper articles from 1989 before 
the invention of social media. Publicity once 
required written pitches as a way to catch 
the eye of anyone in the media. The SWF 
archives even held the step-by-step guide to 
pitching your fundraiser or telling your SWS 
story during Month of Awareness in May. 
The 1990s were a time when fundraising and 
publicity was really hard work. The 2000s 
helped make it easier with the advancement 
of the Internet, although it has its own 
challenges, like cutting through the noise on 
social media. 

Is it still hard to get on the local or national 
news? Is it hard to plan, fundraise, and 
execute a 5k, softball game, gala, and other 
elaborate fundraisers? Yes, yes, and yes, but 
TONS LESS. 

During the pandemic I hosted a Pampered 
Chef party online and a percentage from 
the orders were sent to the Foundation. We 
raised $300 all online. There are many other 
companies that host fundraising online but 
you can also ask your friends for donations 
instead of presents for your birthday. 
Facebook provides an easy way to do this. 

What if social media isn’t your thing? That is 
okay too! Schools regularly host fundraisers 
at restaurants or eateries like Chipotle, Dairy 
Queen, Applebee’s, etc. Did you know you 
can host one of those for The Sturge-Weber 
Foundation, too?! (BTW, we will help guide 
you on how to do that.) Continued on page 9
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BVMC Project is in the 
Homestretch...please sign up!

JEFF LOEB, MD, PhD
The SWF’s Chief Scientific Strategist

Stay tuned in the next edition for more 

on tissue donation and updates on 

science from Matt Shirley, CSO.

As of today we have over 120 patient en-
rolled in the Brain Vascular Malformation 
Consortium to study the natural history of 
Sturge-Weber syndrome. Our goal is to get 
this over 180 patient by next March.  

Many of you ask me what should I expect 
will happen as I grow older? Or, should I take 
aspirin? Is one seizure medicine better than 
another? What is the best laser treatment? 
What will happen to my vision?
 
By hearing from all of you, we will soon have 
better answers to these questions and be ready 
to conduct clinical trials for those questions 
we cannot yet answer. In addition to building 
a database of what happens to each person 
with SWS over time, we have 
recruited an outstanding com-
puter scientists, Dr. Biswajit 
Maharathi (pictured here).  He 
has built an online database 
for this research project. This 
database was converted to a 
dashboard so that we can view 
how the disease changes over 
time in the face, eye, and brain, 
keeps track of medications and 
treatments, and links to brain 
imaging studies.  

This project is currently funded 
by the NIH and funding will 
soon run out.  However, we 
think that continuing the 
project should be a priority for 

the Foundation.  We are building a vision for 
the future where every patient with SWS will 
have access to their own personal medical 
dashboard that they can share with their 
doctors and family. We also plan to enlist our 
Clinical Care Network experts to help your 
doctors by sharing the 
online dashboard with 
them. The dashboard 
will also allow you to 
describe your symp-
toms in real time and 
send this information 
to your doctors as well 
as plot them out on the 
dashboard.

So please, sign up to be part of the BVMC.  
We will be both fundraising, as well as, seek-
ing out a computer whiz experts from our 
family network to help us make this dream a 
reality. Stay tuned!

Dr. Biswajit Maharathi

https://sturge-weber.org/for-professionals/brain-vascular-malformation-consortium.html
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JULIA TERRELL
Director of 
Community 
Relations

As I sit here ready to write the next 
article for the Branching Out about all the 
wonderful things the SWF completed this 
year and what we have planned, I can’t help 
but feel lost and heart broken. During  the 
past Labor Day weekend I learned of two 
families that paid the ultimate price. Two 
of our warriors lost their fight and passed 
away. One was very young and one older, my 
age really. This tragedy doesn’t happen very 
often, thank goodness. It is never easy and 
it is never what you want to hear for many 
reasons.  

Like many of us, immediately my heart 
goes out to those families. For a caregiver or 
parent, many times it brings us back to the 
forefront of all the frightening feelings we 
have tucked away in the darkest corners of 
the our world. We tend not to go back there 
until we are forced to. 

Then you hear the story 
and all the emotions come 
flooding back—the fear of 
the diagnosis; the fear it won’t 
be okay; the fear no one will 
understand; the fear you can’t 
fix it; and the sickening fear of 
the unknown.  Secretly you may even think 
to yourself, “Thank God it wasn’t us and 
hope it will never be.” Funny thing is if we 
all lived in the same city we would have one 
heck of a party to celebrate life, cry our tears 
away, hug each other and more. Instead, on 
social media the news spreads like wildfire. 

No one deserves to die. It breaks my heart 
and crashes into my thoughts. No one 
deserves to feel the pain and agony of this 
loss. NO ONE! We talk online and give each 
warrior lots of virtual hugs. We are here 
if you need us. We offer compassion and 
so much. Most of all, we hope that family 
understands they are not alone. 

We spread it on airwaves to show others that 
this sometimes invisible syndrome can really 
do harm. It’s not “just a birthmark.” We pray 
you feel better knowing you aren’t alone. 

Then you hear people 
tell you why it can’t 
happen to you. Your 
inner voice is saying 
why not why can’t it—
we aren’t that different 
and for crying out 
loud it most certainly 
can! 

One of our fellow 
warriors said that 
hearing the news of loss is going to be a 
problem for many and I agree because I am 
one of them…

It has been a somber holiday weekend and 
now it is time to get back to work. For that 
family—they can’t, they need to heal, to 

mourn, to get mad, to go 
through all the phases of grief. 
We all need that as well. I 
remember saying, when my 
best friend lost their child, 
at least I got to grow up with 
Marissa. And when others told 
me I still needed to mourn 
that loss it didn’t compute.  

But you do! “Why–it isn’t fair,” I said. Grief 
is unavoidable you can’t rush it, skip it or 
ignore it. You have to feel it. You must find 
your way to move through it. None of it goes 
away it just gets easier. My grandfather used 
to say, “Only time can heal these wounds and 
nothing else.”  

Today, I can only ask each of you to give 
yourself time, have faith, and give yourself a 
chance to be kind while you heal. Whether 
you are dealing with changes, like school, 
IEP meetings, eating issues, struggle with 
medicines, or the ultimate grief of loss—we 
want you to take your time and heal. We 
want you to have faith in yourself that you 
can do it. Be kind to yourself, none of us 
really have capes, we just don’t. Reach out to 
your village and do the one thing we aren’t 
good at and ask for help. Maybe you just 
need a few meals, or you need someone to 

Thoughts on Grief

Today, I can only ask each 

of you to give yourself 

time, have faith, and give 

yourself a chance to be 

kind while you heal.

Continued on page 16
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Your Shoes–Now we are Passing the 
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We thank you, The 
SWF Torchbearers!

Kicking off in New 
Orleans, LA was 
Camyrn Eillers, 
Miss Slidell’s Teen. 
Camyrn’s sister, 
Carley, is a SWS 
Warrior. Camryn 
has even used her 
Miss Slidell’s Teen 
platform to shine 

a light on SWS wherever she goes. 
A true queen!

Carley Elliers’ 
journey with this 
rare disease gives 
her a unique 
perspective. She’s 
all about educating 
and inspiring. 
Through every 

hurdle, she never loses her strength and 
hope. Living with Sturge-Weber syndrome 
doesn’t dim her shine. She educates, inspires, 
and never loses hope. Despite her challenges, 
Carley’s rocking college and hitting the 
dance floor!

Lanti Carson, MT 
is another incredible 
individual born with 
SWS in the 1970s 
when even less was 
known about this rare 
disease. His journey 
is a testament to the 
progress we’ve made 
in understanding and 
supporting those with SWS.

Over in sunny SoCal, warrior mama 
Michelle Findlater and warrior grandma 
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Kathy Robbins hosted their 8th annual 
BINGO night. TEAM JAYDEN’S SMILE 
is back after a pandemic pause! Friends, 
family, and generous donors made it a night 
to remember with fun, food, and raffle 
prizes. Special guests included SWF warriors 
Melanie Holmen and Adrian from the 
Birthmark Society.

All money raised, over $4,200 to date, funded 
scholarships for appointments with our 
Clinical Care Network doctors during the 
July Conference. 

Michelle, Jayden, and Kathy are big fans of the 
SWF Family Conference. They’ve attended 
all five conferences since Jayden’s birth, and 
they’re super grateful for the support of 
friends and family in helping others share this 
experience!

The Brewbaker 
family, MI got 
involved by 
recording awareness 
videos for Celine. 
Big shoutout to 
Deborah, Harrison, 
and Kevin for 
stepping in front of 
the camera for SWF!

Justin, Brielle, 
Heather, and 
Annette Coutu, 
RI (not pictured) 
made it a family 
affair as they 
raised awareness 
for Sturge-
Weber syndrome 
through July. 

Holly Arndt, MN 
shared a fun video 
of her passing the 
torch for The SWF.

Let’s not 
forget resident 
Torchbearers 
Molly and Myla 

Speer, Julia and 
Marissa Terrell, and Karen and Kaelin Ball 
for sharing their stories with our community. 
You all rock!

Finally, we wrapped up at our Int’l Family 
Conference in Philly on the iconic Rocky 
Steps, you passed the torch for Sturge-Weber 
syndrome awareness! Braving the heat 
and humidity was our Philly Torchbearer 
Morgan. Cheering her on and getting their 
chance to also carry the torch were Allison, 
Edwin, Crystal, Carola, Bucky, Kirk, Marissa, 
Madison, and Michael and Tom, our new 
Aussie friends. ❃

Watch the 
video on 
YouTube!

https://sturge-weber.org/for-patients/
https://www.youtube.com/@thesturgeweberfoundation
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Leaving a Legacy of Hope
I became a Warrior Mama in 1982, though I 
didn’t realize it then.

At 27, I was happily married with a two-
year-old son when my newborn daughter, 
Kimberly, was diagnosed with Sturge-Weber 
syndrome. Sturge-Weber, what?

Her first surgery for glaucoma was at just 
six weeks old and was the most challenging 
moment of my life, handing her over to a 
stranger I had to trust. Over the years, we 
faced countless surgeries, seizures, depres-
sion, eating disorders, POTS diagnosis, and 
more. However, her seizures didn’t begin 
until she was thirty.

But let’s focus on the triumphs. Kimberly 
graduated high school with honors and 
earned her MSW from FSU, graduating 
cum laude. She became the youngest clinical 
supervisor in NYC and traveled the world, 
visiting England, Vietnam, Cambodia, 
Canada, Israel, France, the Netherlands, and 
Scotland. While researching her condition in 
her twenties, she discovered The Sturge- 
Weber Foundation (The SWF).

You see, my husband and I had given up re-
searching and took things one step at a time. 
We dealt with whatever was necessary while 
raising our daughter and now two sons. We 
didn’t know any other family dealing with 
Sturge-Weber until two years ago when 
Kimberly (Kimmi) connected us with Karen 
Ball, CEO and founder of The SWF. What 
a treasure trove of information and friend-
ship that was! Kimberly became very active, 
becoming a member of PEN, speaking with 
numerous SWS patients and families, and 
even recording a training video for nurses at 
Bascom Palmer Hospital.

Karen asked Kim to record her experiences 
with friends and reflections on turning 40. 
Karen had flown from Colorado to Florida 
for a birthday party. Sadly, the video was un-
able to be made. In November 2019, Kimber-
ly was diagnosed with CML Leukemia. They 
told us it was the “good kind,” the treatable 
kind. Yet, we lost her in March 2023.

This past 
year, Karen 
kept putting 
the word 
“legacy” in 
my head. 
She was 
referring to 
fundraising. 
I kept thinking, “Something 
handed down from the 
past.” What do you want 
your legacy to be? How 
do you want to be remem-
bered? Well, Kimmi took 
care of Karen’s part on her own. However, I 
have been trying very hard to work on Kim-
mi’s personal legacy. How would she want to 
be remembered? The ironic part is that Kim-
berly was terrified she would be forgotten.

My family and I attended the SWF Inter-
national Family Conference this year in 
Philadelphia in honor of Kimberly. We were 
supposed to attend two years ago, but life 
had other plans. Kimberly left an example 
of “what you can be.” She was stubborn, de-
termined, intelligent, persistent, empathetic, 
and could not be told “no.” She had a smile 
no one could forget and a heart of gold. She 
was loving and so loved.

When you hear “Sturge-Weber syndrome,” 
you have two choices:
• Get the best medical care and hide your 

child from life, trying to protect them.
• Get the best medical care and live life to 

the fullest! Take your child everywhere, 
let them participate, and teach them to 
advocate for themselves.

We chose the latter for Kim, and it made all 
the difference. We just recently found out 
how much that was true. We can’t believe 
how many people worldwide have reached 
out to us or how many new friends we have 
because of her. It is so overwhelming! 

Friends are so important when children are 
young and older.

Continued on next page >>>
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The SWF has for over 36 years helped 
facilitate and foster research in many ways. 
One of the ways we do this is to engage with 
researchers who are applying to the National 
Institutes of Health (NIH) for grant funding.

The Brain Vascular Malformation Consor-
tium (BVMC) was one such grant that we 
not only wrote  a letter of support to fund it 
but also were active partners during the last 
14 years investigating SWS as well as finding 
the GNAQ gene mutation.

We are pleased to have recently written a 
NIH letter of support for Dr. Anna Pinto’s 
grant application from the SWF Clinical 
Care Network (CCN) in Boston in collab-
oration with Dr. Anne Comi. We are truly 
excited for this groundbreaking research 
and look forward to engaging patients upon 
receiving that grant award.

Advocacy News
Find all sign-ons here: https://sturge-weber.
org/get-involved/advocacy.html

Kimberly made sure we would be okay. She 
had already sent her friends to care for us, left 
a library for her nephews and nieces, created 
as many memories with them as possible, and 
left a myriad of pictures with each of us. She 
also left a singing tribute for my husband and 
me and one for her brothers, all of which we 
did not know about or hear until her memo-
rial. Of course, she basically arranged that 
herself, too.

Please do not be sad. That is not my intention. 
My intention is to tell you, from one Warrior 
Mama to the next, do not let Sturge-Weber 
syndrome define your child or family. We 
will continue to be Warriors for our daughter. 
Kimberly’s legacy is to live a large life. ❃

Continued from page 8

Legacy of Hope...

Continued from page 3

...Days of Old
The “old” ways are still one of the best ways 
to help get the word out and raise funding. 
Write a letter to your local, state, and federal 
government offices. (We can send you the 
templates to make it easier.) Testifying 
before Congress is not required but getting 
government funding can help cut the cost 
of conferences, provide more free stuff like 
Webster Bear, and cut down on shipping 
costs. When was the last time you asked your 
employer if they matched donations from 
your paycheck? It has now become as easy 
to set-up automatic bill payments as it is to 
auto-donate $10 monthly. 

Use those social media skills, use your 
letter writing chops, stop by your state 
government and walk the halls. We can give 
you the templates and directions. (See page 
18 for more fundraising ideas.) Let’s pave 
the funding for your Green Tourmaline 
anniversary, number 38! ❃

As my mother would say, “With faith, hope, 
and love,”

Kaelin
Kaelin Ball
Goodwill Ambassador, SWF

Continued on next page 18 >>>

https://tinyurl.com/NemoursDuPont
https://sturge-weber.org/get-involved/advocacy.html
https://sturge-weber.org/get-involved/advocacy.html
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The Sturge-Weber Foundation Int’l Family 
Conference in Philadelphia was one heart-
warming and full of laughs event we enjoyed 
sharing with SWS patients and their family 
members!

Here are some of our favorite events from 
the Conference:

One of the memorable moments was our 
patient Fireside Chat with the Bedell 
Brothers, Aden Rauschbauer, and Donnie 
Hood.

The Bedell brothers were born in the 1940s 
when little was known about Sturge-Weber 
Syndrome (SWS) or how to treat it. Bruce 
poignantly recalled that on December 7, 

1941— “a date which will live in infamy”—
doctors told his family there was nothing they 
could do for his SWS. They even suggested 
sending him to an asylum! Thankfully, Bedell 
Sr. stood firm and declared, “NO!”

Aden shared some valuable insights on 
living with SWS:
• Adapt When Necessary: Aden started 

at a private college but had to change 
his major due to a visual processing 
disability. And guess what? That’s totally 
okay!

• Experience Normalcy: Letting kids with 
SWS experience “normal kid things” 
helps them discover their strengths and 
weaknesses.

So, what’s next for Aden? He’s on the job 
hunt! If you’re in the Los Angeles area and 
looking for an amazing young man to join 
your team let us know!

Donnie Hood, who lives in Canada, talked 
about his  challenges which include the 
medical system in that country is different 
than in the USA. When he sees a new doctor 
he is the expert in the room. Unfortunately, 
the school system failed him as he struggled 
to read. Donnie’s advice to SWS patients:
• Stay active
• Put together puzzles to keep your mind 

active
• Don’t take life too seriously

Above: Bruce, 
Lydia, Bryan, 
and Roger Bedell

Left: Aden 
Rauschbauer & 
Donnie Hood

IT’S A WARRIOR THING...

PHILADELPHIA‘24



INTERNATIONAL ROLL CALL!

AUSTRALIA: The Duffy family from Aus-
tralia raised funds to help support Australian 
families living with Sturge-Weber syndrome 
& new playground equipment for Belmore 
Special Development School. And, of course, 
they are committed to helping daughter 
Emma be the best SWS Warrior she can be.

“Despite all the challenges that have been 
thrown Emma’s way, she remains so full 
of energy and is such an incredibly brave, 
strong, funny, happy, and smart little girl,” 
says dad, Michael.  @weber_the_wedgie

CANADA: This year we had four families 
from Canada arrive 
in Philadelphia. 
Some came by 
car, some took 
an airplane, and 
another came in a 
tour bus to give us a 
live show.

First-timers to our 
Conference were the 
Deutekom/Storey 
family (Nicole, Max, 
and Shane Storey) 
and Jordan St. Cyr.

Conference regulars, the Hood family 
(Donnie, Maeve, and William) along with the 
Roberts/Moon families (Candice Roberts, 
TJ, Gavyn, and Harley Moon) met other 
family members in Philadelphia. 

ARGENTINA: We want to welcome our 
family from Argentina, though he came by 
himself and was a last minute registration we 
know Guido Grabivker gained so much from 
his adventure. Guido’s daughter Irina is one 
lucky gal to have such a devoted Dad to come 
such a long way to learn all he can about 
SWS. Great job to this Dad Warrior.

Whether it 
is your first 
time or you 
are a fre-
quent flyer it 
is always like 
a reunion 
and so glad 
to see you!

For those 
that didn’t 
know we had 
a great silent 
auction. We 
could not do 
it with out all 
the wonder-
ful donations! 

THANK  YOU: 
• Tina Alster :
• The Ball Family 
• Chris Ellis 
• Hand and Stone 
• Jewels with a 

Purpose 
• NY Giants 
• NY Jets 
• Personalized Art 

Work 
• Philadelphia 

Rock Gyms 
• The Philadelphia 

Art Museum 
• Priya Ramesh 
• Kathy Robbins
• Personalized Art 

Work 
• Philadelphia Rock Gyms 
• The Philadelphia Art Museum 
• The Terrell Family 
• Wawa

Branching Out 13

The Hood Family Deutekom/Storey
Family

The Duffy Family

IT’S A WARRIOR THING...

Anna Pinto, Steven Falchek, Aimee Laut, 
and Brian White

Just try to keep Rebecca  
McDonald from wearing 
that beautiful new ring 
courtesy of Jewels with a 
Purpose! 

Tynan and Warrior Dad, Jordan 
St. Cyr
   @jordanstcyr

https://www.instagram.com/weber_the_wedgie/
https://www.instagram.com/jordanstcyr/
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Thank you  to our
Conference Sponsors



Our Donation 
System Gets a 
Makeover
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You might have already noticed 
something exciting—our donation 
system has had a major upgrade, 
thanks to Auxilia!

We’re thrilled about this new system 
because it’s going to make managing 
your contributions to The SWF easier 
and more convenient than ever.

So, what’s in it for you? 
First off, you can create your own 
portal to manage and track your gifts. 
No more juggling receipts—everything 
you need is neatly organized in the 
“History” panel.

Need to update your recurring 
contributions? Want to change the date 
or pause them temporarily? Or maybe 
adjust the amount? You can handle all 
of that directly in your portal.

Moved recently or changed your 
email? Got married and need a name 
update? Want to tweak how we contact 
you? It’s all here for you to update as 
needed!

Plus, we’ve added a cool new feature—
our Peer-to-Peer Fundraising panel! 
When we kick off special fundraising 
events like Month of Awareness or 
Giving Tuesday, you can easily get 
involved and track your fundraising 
efforts under the “My Fundraisers” tab.

And don’t worry—our new system 
is more secure than ever, so you can 
contribute with confidence, knowing 
your support is going towards vital 
research, awareness, and support for 
our SWS families.

We’re excited about these improve-
ments and hope you are too! ❃
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listen to you, and maybe you just need to 
scream and they let you. There are no wrong 
answers to grief. 

When the time is right and you will know—
you will pick yourself up again. I promise 
and no matter how hard it is you need to 
pick yourself up again. The Sturge-Weber 
Foundation is here always and forever too.

Find YOU again by giving yourself a chance 
to do something that you are passionate 
about. For those who have ultimate loss, you 
have a new guardian angel watching over you. 
If you want to do something but can’t think 
of anything that seems worthwhile, give us 
a call, we’ll give you some ideas. If you find 
some of your own worthy ideas, share them 
too. 

As we begin to heal, here are some ideas I 
know well. 

• Tissue Donation: One thing we never 
want to think about is donating tissue but the 
legacy for research would be a lasting one. 

• Plant Something: Planting a tree, or 
flowers can be a way to make a lasting 
memory of your loved one. Another great 
option is to name a star after the person you 

adore. Let looking up at the stars at night in 
remembrance can be of comfort.

• The SWF Memorial Garden: At the 
Foundation, we have set up a digital 
memorial garden. For those that want to 
help in some way, they have a place to go to 
remember, share, and give back. 

• Awareness Events: Hosting a walk event 
for awareness can be a meaningful way 
to remember the person. It need not be 
extravagant. Even a get together can help the 
grieving process and a way to honor the SWS 
journey. You might be surprised when you 
start to have fun again. 

When the tears settle and you are ready to 
face the world again—don’t feel pressure to 
do more than you can manage. Your journey 
through grief is hard, whether you are a 
patient, a caregiver, family, friend, or spouse, 
we all play role and we all need time to grieve.  

Thank you for being part of our community. 
YOU are all very special to us! This journey 
is a marathon and not a sprint, our capes, 
crystal balls, and wands don’t always work the 
way we want them too. Don’t forget to come 
home, we always leave the lights on. ❃

Continued from page 5

Grief...

Fall SWF Apparel ReleasesNew!

SHOP FOR A CAUSE: https://tinyurl.com/swf-shop

NEW Colors!

blanket

https://sturge-weber.org/for-patients/our-research/tissue-donations.html
https://sturge-weber.org/who-we-are/swf-memorial-garden.html
https://tinyurl.com/swf-shop
https://tinyurl.com/swf-shop


We were excited to collab with Amanda 
Villarreal from AV Wellness on our 
Instagram Takeover Wednesday for Month 
of Awareness! Hailing from Grand Rapids, 
Michigan, Amanda is a powerhouse of 
health, fitness, and wellness knowledge that 
we believe will serve as a great inspiration to 
both the Klippel-Trenaunay community and 
our Sturge-Weber family.

What sets Amanda apart is her dedication to 
sharing easy-to-implement health solutions. 
She’s all about helping others achieve their 
health goals and building long-term healthy 
habits. 

She shares a plethora of knowledge — from 
workout ideas, fitness tips,  yummy recipes, 
healthy supplement recommendations, and 
insights on chemical-free and non-toxic 
living. 

Remember, we all learn from our own 
mistakes and from others. Sharing our 
stories and experiences is crucial, as our 
journey might be the help someone else 
needs. Amanda believes in being real and 
authentic in her posts.

On a personal note, Amanda is a mom of 
5 and loves sharing her journey with her 
kids. She has a degree in Corporate Fitness 
& Wellness and certifications as a Personal 
Trainer, Group Fitness Instructor, Health 
Coach, and Nutritionist. 

 @avwellness

–What a May!

The Speer family was blessed with gorgeous 
weather and a fantastic turnout at their 
fundraising event for Myla’s Mission for The 
Sturge-Weber Foundation over the weekend.  

The numbers speak for themselves:
• More than 100 walkers/runners
• Over 28 vehicles in the ride 
• 6 SWS Families from Indiana and Ohio, 
raising over $23,500!
• The generosity of everyone at this event has 
left us in awe!

 @mylasmissionSWS 

Hailey’s Hope for Sturge-Weber Awareness  
raised $1,225 by raffling off this stunning 
quilt! Huge thanks to our SWF Warriors for 
their tireless work.

 @haileyshopesws
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SAYING GOODBYE:

Jonathan Austin 
Scales

Jonathan A Scales, 
66, of Auburn, ME 
died peacefully, 
after a short illness 
on August 1, 2024.

Jon was born in 
Lewiston, ME 
in 1957, the first 
child of L Damon 
and June A 

Scales. He attended Auburn schools and, 
overcoming many challenges, graduated 
in the top half of his class at Edward 
Little HS.

Jon was predeceased by his parents. 
Survivors include his brothers Tim 
Scales (Carla) of Mt. Lebanon, PA, 
Chris Scales (Susan) of Exeter, NH, 
nieces Laura and Becca, and nephews 
Matt and Will. He also leaves behind 
the communities he touched and who 
supported him throughout his life: High 
St Congregational Church, Boy Scouts 
of America, Lake Auburn Towne House 
and many others. Jon brought out the 
best in all of us. We will miss his laugh, 
his smile, and that look he gave us when 
he disagreed - we all knew that look!

Gifts in his memory may be made to the 
Sturge-Weber Foundation.

And this is a photo taken when Jon was 
in his early-20’s, learning more about the 
Amway products he was selling.

The SWF is proud to support partner organiza-
tions by signing on to their Bills and Initiative to 
advance medical research, facilitate treatment 
development, and improve the quality and 
accessibility of healthcare of our members.

21st Century Cures Act 2.0 | This legislation’s 
goal was to accelerate medical innovation and 
improve care by delivering new advances to 
people with epilepsy and other disorders. In 
2019, Representatives DeGette and Upton 
introduced the 21st Century Cures Act 2.0 
(Cures 2.0) to build upon the efforts of the first 
bill. Since 2019, parts of Cures 2.0 have been 
enacted through legislation and regulation.

LaborHHS - Education Bill for FY 2025 | 
This Bill hopes to provide needed services for 
the American public while ensuring continued 
support for NDD programs.

FY 2025 BRAIN Initiative Letter | The 
BRAIN Initiative is revolutionizing our un-
derstanding of the brain and offering hope for 
the millions of individuals impacted by brain 
diseases, disorders, and injuries. This letter 
was was submitted to the House and Senate 
Subcommittees on Labor, Health, and Human 
Services and Education Appropriations.

Neurology Drug Program (NDP) | The NDP 
letter was submitted to the House and Senate 
Subcommittees on Agriculture, Rural Devel-
opment, and Food and Drug Administration 
Appropriations. Support for this program will 
allow the FDA to gain the expertise to develop 
policies and guidance that keep pace with 
emerging brain science.

Epilepsy Leadership Council Digest | One in 
three Americans will have a brain or nervous 
system disorder sometime in their life, and the 
cost of treating neurological disorders is nearly 
$1.5 trillion each year. The BRAIN Initiative is 
revolutionizing our understanding of the brain 
and offering hope for the millions of individu-
als impacted by brain diseases, disorders, and 
injuries. ❃

Advocacy... Continued from page 9

The SWF Supports 
These Sign-Ons



Events Calendar
LEARN MORE:
www.Sturge-Weber.org/events

Fall Fundraising Event Ideas
• Fall festival
• Bonfire & S’mores Night
• Chili cook-off
• Pie sampling
• Oktoberfest Happy Hour
• Fall Trivia Night
• Outdoor Movie Night
• Outdoor Paint and Sip
• Bowling tournament
• Friendsgiving
• No Shave November

National Pumpkin Day • October 26
Plan a pumpkin carving or painting 
competition. Supporters vote by making a 
donation and designating their gift to the 
pumpkin of their choice.

Halloween
A costume run is a new twist on a 5k run 
for a cause. It’s a great opportunity for fam-
ilies to show off their costumes, bring their 
furry friends, and have a laugh!

National Hiking Day • November 17
Work with a local park, local Department 
of Natural Resources (DNR), or local farm 
to feature a trail or corn maze. Invite sup-
porters to have fun and raise money for a 
good cause.
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Blast from the Past

19931990

20 Summer 2024

SWF Warriors! Your mission, if you choose to accept it...help us locate these members! 
Do you recognize one ore more of these fellow warriors? If so, let us know by dropping a note 
at kball@sturge-weber.org

kball@sturge-weber.org


1988–The First Newsletter
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SAVE THE STAMP! 
Use the QR Code to the right to donate  
securely on-line 
or fill out this form and mail to:
The Sturge-Weber Foundation
6105 S. Main Street, #200
Aurora, CO 80016 www.sturge-weber.org/donate-today

❍  YES! I will make a tax deductible donation of $____________.
❍	 YES! I want to make an ongoing monthly pledge of $____________.
❍  In MEMORY of: ________________________________________________________
❍	 In HONOR of: __________________________________________________________
❍  Endowment Donation 
❍  Stock Donation
❍  I have enclosed a check 
❍  Please pay by credit card* ❍ VISA    ❍	MasterCard    ❍ Amex    ❍	Discover

Name on Card:  ___________________________________________________________
Credit Card #:  ____________________________________________________________
CSV: ___________________ Exp. Date: __________
*You may also make a secure donation at www.sturge-weber.com/donate or scan the QR Code below. 
Please provide your contact information in the area above for credit card donations.
**You may also donate gifts of stock or real estate to the Sturge-Weber Foundation. 

Name: ____________________________________________________________________
Address: __________________________________________________________________
City, State, Zip: ____________________________________________________________
Email: ____________________________________________________________________
Mobile Phone #: ___________________________________________________________
By providing your email and mobile number, we are able to send
you news updates immediately!

Your donation is driving change

MARK YOUR CALENDARS: 
Giving Tuesday, December 3, 2024 

https://sturge-weber.org/donate-today.html
https://sturge-weber.org/donate-today.html
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