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Life Changing
by Bryan Thompson FAST Board Member

L ast year, Tina and I applied 
for free tickets to the 2010 
FAST Gala. I didn’t expect 

to win, and even if we won I didn’t 
expect all that much from the event. 
It just sounded like a good excuse 
to visit Chicago, dig out the cold-
weather clothing from the deep 
recesses of our closet, shake hands 
with Colin Farrell, and meet some 
other parents who are going through 
the same struggles that we fight.

We won, and the trip was all those things and more. In fact, it 
changed my life.

The change started with a conversation Tina and I had with Dr. 
Weeber. That led to more conversations with Paula Evans and Becky 
Burdine. In time came a short video on Yahoo, then the crazy “Sum-
mer of Vivint,” and ultimately, for me, an invitation to join the board 
of FAST.

So this year, I thought that the Gala would be different in that I 
would know more people, we would all have more to celebrate, and I 
might get the chance to learn the secret board handshake.

I definitely know more people, and we all have so much more to 
celebrate. Some miracles are great, including national exposure for 
our loved ones, an upcoming clinical trial, and the funding that makes 
the clinical trial possible. Other miracles are more personal, includ-
ing friends whose children are doing so much better than last year 
and the quiet confidence that arises from knowing that we can pull 
together and win something like the Vivint contest. I even got to say 
a few words to Colin this year (although those words may not have 
made much sense, since all I was thinking was that it was okay that I, 
as a straight dude, recognized just how attractive the man is).

Unfortunately, I never learned the secret board handshake, but I 
did learn one little dirty secret about the Gala.
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That thing takes a ton of work to put on! I only par-
ticipated in the last twenty-four hours of the sausage-
making, but that was enough to give me a newfound 
sense of respect for Paula, Maiddy, Debbie, and the oth-
ers who do the yeoman’s work in this endeavor.

Saturday alone involved setting up the ballroom, 
organizing and displaying all of the items in the silent 
auction, preparing a schedule of events and speeches for 
the evening, getting people in the door, monitoring and 
then closing down the auction, awarding prizes to the 
winners, and then cleaning the whole thing up the next 
morning.

(About that check-in process: if you got to the Gala 
early and had the sense that I didn’t know what the heck 
I was doing, well, you were absolutely correct. I apolo-
gize for that. I really didn’t have any clue how to deal 
with the crowd and got caught on my heels a bit. If I 
have the same task next year I pledge to be better pre-
pared, and hopefully no one will see my deer-caught-in-
the-headlights expression again.)

So this year the Gala was even more fun than in 
2010, but for me it involved infinitely more work. That’s 
okay, though, because it was all well worth it. The par-
ents and caregivers of Angelman individuals work so 
hard every single day, without praise or applause or 
often even a simple “thank you,” that I am honored to 
have the opportunity to serve them as a member of the 
board. I believe we all deserve a weekend during which 
we can sing old classics at a piano bar, get “gussied up,” 

and dance the night away.
What really makes the weekend special, though, is 

that we are all surrounded by other people who simply 
get it. They get the agony of sitting in a hospital room 
with a child who is having seizures. They understand 
the mind-numbing fatigue brought on by dealing with a 
kid who cannot quiet his mind enough to sleep through 
the night for weeks on end. They appreciate what it is 
like to have an upset son or daughter who just cannot 
tell you what is wrong. They, quite simply, get what it 
means to live with AS.

We all deserve one weekend to congregate, laugh, 
hug, and just be with others who understand all those 
struggles, but also know all that we and our children 
have achieved over the past year. I love hearing and see-
ing the excitement about this event and knowing that I 
had a small part in helping it come together.

So the 2010 FAST Gala did in fact change my life. 
Not just because I became involved with the organiza-
tion, but also because the events of the past year have 
made me more hopeful and confident than I have felt 
since my son, Finn, was first diagnosed with Angel-
man Syndrome. I cannot promise that the upcoming 
clinical trial will lead to a cure for AS, but I am damned 
sure that FAST will never stop trying, and that with 
the friendship and support of this community, we will 
make it through together, no matter what the future 
holds.

Happy Holidays and see you all in 2012! u

Life Changing continued

Happy Holidays and Best Wishes for 2012!
The FAST Board
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The 2011 FAST Gala was my first 
and it was everything I had hoped for 
and much more!

My son Nathan was diagnosed 
with Angelman Syndrome in July of 
2010 and since that time I have con-
nected with many AS families on Face-
book, so when I knew how many of 
them would be going, I really wanted 
to go and meet them in person. 

I arrived in Chicago on Saturday morning sport-
ing my Angels On Earth — Angel wings hat, hoping to 
be recognized by other Angel families. I was quickly 
greeted by a few of them that had gathered in the lobby 
of the Hyatt. As I spotted my Facebook friends, I walked 
up and introduced myself. I quickly felt that even though 
I had arrived alone, I was now among family.

I had so many wonderful conversations with so 
many people. We laughed, we cried…

It was with such ease that we bonded over the love 
that we have for our kids. It is almost indescribable, the 

feeling that I get when I am around 
other AS families. Only they truly 
understand what life is like as an AS 
parent. No explanations needed.

Prior to the FAST event, I had 
received the email announcement 
about the Colin Farrell Gala Ticket 
Giveaway, I quickly entered and I 
WON! I was so grateful for the oppor-
tunity to meet Colin at the event, to 

personally thank him and share in a conversation. He 
has a heart of gold and I am proud that he is a member 
of our AS family.

I was so caught up in all the wonderful moments of 
the weekend that I didn’t get to take as many pictures as 
I wanted, but my memories and new relationships will 
remain in my heart. I am hopeful as I look forward to 
the future as the clinical trials begin and I will continue 
in fundraising efforts for FAST. Thank you all so very 
much and let the countdown to the FAST Gala 2012 
begin! u

Was it really delayed spring break? Perhaps: par-
tying late into the night (two nights in a row for some), 
socializing with friends and strangers alike, placing bets, 
dressing up and dressing down, and many couples cer-
tainly looking forward to sleeping together — emphasis 
on the sleeping despite what Colin Farrell says.

Without a doubt, this year’s Gala was the best and 

biggest yet: more people, incredible auction items, 
excitement and energy, and a crowded dance floor for 
the better part of the night. The FAST Gala has become 
much more than an evening to celebrate with our 
Angelman community. It has turned into an extended 
weekend when we come together, share our experi-
ences, and build relationships with each other. Despite 

2011 FAST Gala
FAST is excited that so many of you were able to attend and 

experience the 2011 FAST Gala. For those of you that were 

not able to attend, we wanted you to experience the Gala 

through the eyes of a parent. We are pleased that two par-

ents graciously contributed their thoughts and emotions of 

the 2011 FAST Gala, held on Saturday, December 3, 2011 at 

the Hyatt Regency in Chicago.

A Mom’s View of the 2011 FAST Gala
by Liz Sordia Parent

Delayed Spring Break…
by Nestor Melnyk Parent

Liz Sordia and Colin Farrell
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our varied backgrounds, we meet with a common bond. 
We see and hear things that are funny only to us AS par-
ents; we share stories about our trials and tribulations; 
and we revel in the joy that is our children and families. 
We go beyond merely accepting the cards we have been 
dealt — we work with what we are given and we grow 
from there. That is what really binds us. 

FAST has gained a lot of momentum lately, due, I 
think, in large part to the online community that has 
been built recently. Events were planned, photos were 
shared, and ideas exchanged. Friendships were already 
made before many even met each other. Facebook posts 
about shoes, dresses, jewelry, lingerie tape — you name 
it — with an occasional men’s suit thrown in preceded 
the event, increasing in frequency as the Gala grew 
closer. 

While some arrived days early and some just in time 
for the cocktail reception, the weekend’s events really 
started on Friday night thanks to parents who thought-
fully managed to win a party for Gala attendees at the 
Howl at the Moon. For those who didn’t need to sleep 
in, Saturday morning started very early, extremely cold, 
and soaking wet, with the Santa Hustle 5K. Over fifty 
FAST supporters dressed in Santa attire and angel acces-
sories completed a run/walk and together raised nearly 
$12,000 for FAST. A sign of true dedication to each other 
and our cause as some finished who never thought they 

could and seasoned runners stuck by new friends to help 
them along. Everyone came together at the end. 

It’s hard to say who the Saturday night headlining 
act was — we have too many rock-stars among us to 
name them all — but perhaps some of the front-runners 
were clear: Dr. Edwin Weeber, who we all listened to 
intently, waiting for more great news on the scientific 
front; Paula Evans with her usual calm, professional yet 
candid and energetic overview of where FAST has come 
from and where FAST is going; Colin Farrell, who always 
speaks from the heart and really makes you feel that you 
have a real connection with him; Yvonne Hamrick, who 
planted the seed for a $250,000 Vivint prize and was the 
force behind propelling us into networked individual-
ism through social media; Seventh Heaven, who once 
again totally rocked the house; and Billy Yoakam, who 
always seems to have a way of stealing the show. 

I was impressed with the youthful energy of the eve-
ning. And we need that. Not just for the party, but to 
propel our cause and our efforts forward. Dr. Weeber 
spoke of his new fellows — young scientists who will 
have a passion for AS the rest of their careers. “New” 
parents showed their exuberance for the gains we are 
all making together and individually. “Older” parents 
spoke of the hope they have and of never giving up. 
FAST board members told us how they started the orga-
nization because we have to move forward and acceler-
ate our research and knowledge in order to find a cure. 

The word of the night may very well have been 
hope — and not just because Colin Farrell said it on The 

FAST appreciates all the wonderful comments regarding the event, and as you, we revel in the camaraderie felt during 
the evening; however, we realize there are ways to improve. We appreciate everyone who took the time to tell us about 
both the good and the bad from this year’s Gala. We will attempt to brainstorm through these concerns to make next 
year even better!

FAST thanks members of the community and Rob Krueger Photography for contributing the photos for this newsletter. For 
more photos from the 2011 FAST Gala, click here. u

2011 FAST Gala continued

Dr. Edwin Weeber (2011 FAST Gala Keynote Speaker)

Joe Amos, Marcia Brandstadt, Cassandra and Nestor & Sophia Melnyk

http://www.cureangelman.org/news/CHGala-11/Gala-11-SlideShow.html
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Late Show. Who would have imagined ten years ago 
that we’d be where we are in the Angelman community 
today. And who knows where we’ll be ten years from 
now. Regardless, we keep moving forward because, yes, 
hope does reign supreme. Will we have a cure? Someday. 
I know we will. Yet I can’t help but to think about some-
thing my daughter once said about a cure — she wouldn’t 
want Troy to, well, not be Troy. And it reminded me of 
something else Colin Farrell once said about his son: 
our kids are so happy, why would we want to change 
that? We love our kids for who they are — quirks and 
personalities and all — and I hope when we can make 
them better, we don’t lose that part of them. 

But back to spring break. Whether it was because no 
one wanted the party to end or because we know that 
there never is enough time for camaraderie, an after-
party ensued at the hotel lobby and bar. Even at two 
thirty in the morning, we were still meeting new AS par-
ents from near and far. We would sleep eventually, but at 

the time, there were important conversations to be had. 
On Sunday morning, those who were not sleep-

ing in or packing their bags, attended a casual brunch 
when Dr. Edwin Weeber and Dr. Becky Burdine shared 
updates and information on research, the science of AS, 
and our quest for therapeutics. 

Heading home from the FAST Gala weekend must 
be what it is like coming down from a serious drug-
induced high — despite the great fun and joy, the discus-
sion of hope and a cure, and spending time with people 
who I know I will be friends with forever, I am faced 
with melancholy and soulfulness. It happens every time. 
We just spent a weekend with people like us — people 
who get it. Now we separate into our own lives. But 
we keep doing what we do and from our experiences 
together this weekend we grow stronger. We are invigo-
rated and dedicated and we push forward. One day we 
will have our spring break and we’ll celebrate it with our 
angels — until then, there is still lots of work to do. u

Rebecca Burdine 
(FAST Chief Scientific Officer)

It might have helped to have tissues on the table con-
sidering we were all in tears during the speeches! At one 
point I had tears rolling down my face and turned to see 
a camera pointing right at me, I think he was an “official” 
photographer of some sort.

— Jackie D’Avoine Johnston (Ontario, Canada)

The best part was being able to spend an entire weekend with so 
many people who understand exactly what we live on a daily basis. 
Our kids are very different, but also very much the same. Thanks for 
an amazing weekend!

—Tanja Guy Kubis (Grain Valley, Missouri)

Caylee Hamrick with Mom Yvonne receiving  
the Outstanding Community Service Award from FAST

2011 FAST Gala continued

Tanja Kubis, Colin Farrell and Kris Kubis

Jackie D’Avoine Johnston, Rita & Scott Sell and Jean Warnock
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2011 FAST Gala continued

For the FIRST time in over 9 years, I wasn’t the 
“minority” at any time during the weekend. I 
knew I could look around the room, lobby, 
restaurant, ballroom, etc…and know that each 
aand every person I saw, not only understood 
my daily life and what I go through, but also 
lives it. It was such a feeling of comfort and 
peace. Absolutely priceless!

— Erin Kleinrock (Castro Valley, California)

There are no words to explain how amazing the Gala week-
end was. This was the first time for me to be around other AS 
parents, and I kind of felt like the Grinch when his heart was 
growing because with each new person I met, they took up 
another place in my heart, I could literally feel it. And by the 
end of the weekend my heart was so full I thought it would 
burst! I know that I have now made lifelong friends and have 
a whole community of people beside me as I walk through 
this ever changing, scary, tough, tiring, crazy, wonderful life!

— Shauna Bartley (Anderson, Indiana)

The ability to get dressed up, spend an amaz-
ing night in the city with my husband and many 
more friends because we all share this journey of 
Angelman Syndrome was the first time I’ve felt 
glamorous since my wedding day. It was amaz-
ing to celebrate the journey of this year together 
and the Gala provided the ability to get that 
brief escape from the often un-glamorous side 
of Angelman Syndrome.

— Elise Goesch (Downers Grove, Illinois)

Stevie Kobela and Billy Yoakam select winners of  
the iPads with Colin Farrell. Congratulations  
to the winners Scotty Sell and Taylor Vaden!!

What I liked was being surrounded by those who understand 
my life better than anyone else I know! It was truly the time of 
my life spending such a rewarding weekend with you all.

— Keisha Tipton (Hobbs, New Mexico)

It was mindblowing to meet 
some of the other dads there 
and to share some man to 
man stories that sometimes 
we just cannot share with our 
women folk. The whole GALA 
was truly an incredible expe-
rience, but meeting the dads 
for me, was the cherry on the 
icing on the cake. 

— Tony Vidray  
(Thornton, New South Wales, Australia)

Morgan Segal and  
Makiko Kanzaki (FAST Newsletter Designer)

Colin Farrell and Erin Kleinrock

Shauna & Wayne Bartley with Colin Farrell

Matt & Jane VanRay with Elise & Christopher Gosch

Vanessa Nettles, Keisha Tipton and Kelly Ellison

Tony Vidray with Debbie Guagliardo
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2011 FAST Gala continued

What a great weekend that was!!!!!! The Gala — the 
planning all fall; the fantastically awesome week-
end; and now all the pictures…it’s so much more 
than 6p –12a on Dec 3rd.

— Linda Yoakam (Naperville, Illinois)

This weekend was beyond perfect. 
There was so much paying for-
ward, such a great sense of oneness 
amongst us all. There were so many 
different events going on providing 
us all a chance to meet old friends 
and make new friends. As always 
FAST has exceeded our expectations.

— Dale JacksonVan Hal  
(Ontario, Canada)

Really, it’s a gift!! A gift from a family that donated to 
make it possible for us to go and the family that stayed 
behind to take care of our children. A cherished and 
appreciated gift!!! Impossible to give the perfect words 
to such an incredibly perfect weekend!!! 

— Chris and Paula Hawthorne (New Market, Tennessee)

Everything was awesome! I can 
truly say that, that was one of the 
most amazing nights/weekends 
of my life! We will be there next 
year and every year after. Maybe 
one day we will be celebrating a 
cure and won’t have a need for 
anything more.

— Stephanie Fore  
(Andalusia, Alabama)

Keith Semple (7th Heaven Band)Denise Levasseur Walstra (Entertainer 
and Mom to Nicole, AS, 16 years old) 

Stephanie & Craig Fore with Colin Farrell

Chris & Paula Hawthorne with Colin Farrell

Dale JacksonVan Hal with Colin Farrell

Linda & Billy Yoakam
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The Family Gratitude Award has become a 
wonderful vessel for parents, grandparents and 
family members from around the globe to show 

how very grateful we are for those that go above and 
beyond for the benefit of our children.

It began last year when Dale Van Hal, Donna Young 
and myself wanted to find a way to show the board 
members of FAST how extremely thankful we were for 
the amazing things they were doing, not only for our 
children, but for family members as well. We took the 
idea to others in our community and everyone was so 
thrilled to have a way to show our appreciation; it seems 
the community had been ‘thinking’ along with us. Thus 
the Family Gratitude Award was born. 

We commissioned my sister, Jeni Mugler, to build us 
an award with whatever donated monies we could collect 
to cover the materials and she donated her time. I asked 
Paula if I could have 3 minutes during the speech por-
tion of the Gala. I refused to tell her why, but she didn’t 
even hesitate! I probably would have told her, but she so 
fully trusts our community and knows none of us would 
ever do or say anything to dim the light that shines over 
us all during the Gala. It was a highlight of the night for 

our community to show the FAST board just how much 
we appreciate each and every one of them. 

So a few months after last years Gala, I discussed the 
idea of making the Family Gratitude Award an annual 
thing with a few people in our community, and everyone 
was definitely on board. With the Vivint contest in full 
swing over the summer, it wasn’t until September that 
a small committee was formed and we moved forward 
quietly. Geri Quintanilla, Stacie Vetterli, Stephanie Fore, 
Stephanie Manning, Ann Marie Fennelly, Donna Young 
and myself began privately asking others simple ques-
tions to gather the information we needed to choose a 
recipient. We thought about a nomination process, per-
haps a ‘vote’, but we were pretty sure everyone was voted 
out after the summer, plus we wanted the recipient to 
be surprised. We just ‘listened’ to the chatter and it was 
pretty obvious that a majority were looking for a way to 
thank Colin for going public and bringing such aware-
ness to all of our children. Not to mention how grate-
ful so many of us are for the gift he gives us each year 
when he donates parent tickets to the Gala. He had been 
doing something for all of us in a big way; we wanted a 
big way to thank him.

Designing the award itself was 
a whole other process. Since this 
was going to be an annual award 
we wanted to use something that 
represented our community as a 
whole and not any one organiza-
tion. Due to the constant theme 
of HOPE this year, we were all 
inspired by Emily Dickinson’s 
poem about hope and the com-
mittee was in agreement. With 
that visual of a feather perching on 
the soul as inspiration, Stephanie 
Fore and I began contacting glass 
blowers around the country with 
our vision of an angel wing being 
the symbol. Then Stephanie Man-
ning’s mother Jean jumped on 
board and found us an artist will-
ing to create this beautiful wing 
for us. Artist Erik Meek is a gaffer 

Just Saying, “Thank You”
by Tami Mugler Parent

Colin Farrell and Paula Evans (FAST Chairperson)
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at the Corning Museum of Glass and he not only beau-
tifully designed exactly what we were looking for, he 
donated it to our community! We were ecstatic!

As we no longer needed to raise funds to have it 
created we made no further mention of it publicly. The 
only person outside our committee that knew who was 
going to be our recipient was Paula Evans, as I needed 
permission to present it during the Gala but also clear-
ance with Colin’s body guard!

As a group, we collectively wanted a way that would 
involve the entire community in presenting it to Colin, 
since it was from all of us. We decided to have everyone 
stand at the moment it was given and Paula suggested 
we bring other families onto the stage with us. So ten 
others were randomly chosen and we were all extremely 
excited to have newly diagnosed parents Jodi and Mau-
ricio Melendez along with Jason and Dawn Bernstein, 
Jason and Cindy Berkley, Ursula Cranmer, Jeff Mears, as 
well as pioneers Sonny and Brenda Dixon representing 
our vast and diverse community.

I personally chose Stephanie Manning to co-present 
the award as I know how very special the Gala is to her 
and Rob. I wanted someone who could express that to 
Colin since we wanted him to know just how much his 
gift of parent tickets every year really means to so many 
of us, as well as the great impact his speaking out has 
had on our community as a whole! I introduced the 
award itself, but the real pressure was on Stephanie as 

she would be the one to really focus on the recipient. Of 
course none of us expected NBC to be there when she 
agreed! She did an outstanding job!

I am so pleased to see this token of appreciation 
grow and continue each year. I think it’s so very impor-
tant to always say ‘thank you’. People deserve to be 
appreciated, even when they do things just for the sake 
of doing them. We are so grateful that FAST continues 
to allow us an opportunity during the Gala to present 
the Family Gratitude Award. u

Just Saying, “Thank You” continued

Tami Mugler and Colin Farrell
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The generosity of this year’s family gratitude 
recipient has made it possible for so many of us 
to be here tonight. Over the past four years, hun-
dreds of our Angelman community parents and 
caregivers have had the privilege to attend An 
Evening with the Stars Gala, thanks to one very 
selfless gentleman.

This individual sponsors the tickets for over 
100 parents each year. A sponsored invitation to 
this event is more than a respite or a party. It is an 
opportunity to network with other families who 
get IT, access to researchers who want to cure IT, 
and celebrations of those who live IT. IT is Angel-
man Syndrome.

IT is what has made many of us cross paths 
that would otherwise have gone untraveled.

An invitation to this event challenges parents 
to take a risk and go out of their comfort zone to 
enjoy 48 hours of fun. For some this is the only 
night they will spend with their significant other 
alone. For others this is their first night they have 
spent sleeping through the night in many, many 
years.

My husband and I had the fortune of attending 
the first Gala three years ago. It was our first over-
night trip away from our daughter with Angelman 
Syndrome. We learned things about each other 
that weekend that strengthened our friendship 
and our marriage.

This year we’ve seen the exponential growth 
of one man’s generosity. As parents received their 

invitations, they paid the gift forward by purchas-
ing tickets for other parents. Some spouses chose 
to stay behind this year in order for new parents 
to receive invitations and experience this amazing 
event. Even neighbors of parents donated tickets 
so that more of us could attend.

As this ripple grew so did the buzz amongst 
our community, how could we give more to help 
one another. Words of encouragement on Face-
book grew into memory quilts for those who have 
lost a child with Angelman Syndrome and calls to 
action sparked even the least active of us to run 
a 5k in the frigid Chicago air dressed as Santa to 
raise over $11,000.

Because of one person’s gift to a small com-
munity, we have become one family united in sup-
port of our children.

Colin, your generosity shines as bright as 
James’ smile. Not only have you brought us all 
together, you get IT. Thank you for this invita-
tion, sharing your stories with us, and showing us 
that you are not only an actor, but a father and an 
advocate. You have empowered a community to 
embrace the meaning of the holiday season and 
pay it forward. We are eternally grateful for your 
generosity.

Would all the parents and caregivers of some-
one with Angelman Syndrome in the room please 
stand as we present this year’s family gratitude 
award to Mr. Colin Farrell. u

Family Gratitude Award Presentation
by Stephanie Manning Parent

Stephanie Manning
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Being the theatrical dress-up 
fanatic that I am, how could I 
resist joining an enthusiastic 

team of AS-supporting folk, to run a 
5K in a crazy Santa suit to help raise 
funds for FAST? After all, this was 
the year I decided to fly to America 
for the first time to attend the FAST 
Gala in Chicago, being personally 
invited by the infamous Canadian 
blonde, Dale van Hal. And she was 
going to run. Feeling ever so brave, 
I even managed to register for this 
event online from my home office 
in remote little New Zealand, thanks 
to the encouragement of Jason Ber-
nstein (and the annoying fact that 
my Australian ‘rival’, Tony Vidray 
had already registered!). A successful click of the mouse 
instantly transformed me into a race participant; and an 
Angel Runner! Well, almost.

For the next few weeks my casual strolls down to 
the beach with the dogs took on a more serious slant 

as I became a determined ‘walk-jog walker’. This was 
followed by some fff — aka ‘frantic facebook fundrais-
ing’. With only 2 weeks to go, our team hadn’t even 
raised half the target of $5,000 for 5K. The other small 
conundrum shared in depth on facebook, was what to 
pack? Track pants or warm tights (or both)? Snow boots 
or running shoes? Double pair of socks, or shoes with 
plastic bags? Thermal gear, mittens, gloves, scarf…will 
it snow? My desperate Google search came up with: 
Chicago weather in December can vary wildly — from 
mildly cold to downright brutal. Eeeek!

6.30am, Saturday morning, December 3rd saw sev-
eral hoarse, sleep-deprived mamas crawl out of our 
beds, after having just crawled in a few hours earlier 
from a very festive evening at the ‘Howl at the Moon’ 

piano bar. Through half-closed eyes, 
we unpacked the goodie-bags that 
had been hand delivered to our 
room, thanks to Jen Wulf and Scott 
Ehling. After donning the Santa 
hat, white fluffy beard, and Dri Fit 
Santa shirt over our running gear, 
we shuffled downstairs to meet the 
rather nebulous Angel Runner team 
in the foyer at the strictly-nonsocial 
hour of 7am. About 20 of us fitted 
large Angel Wings on our backs 
(thanks, Rene Smith) and some even 
halos, to complete our chimerical 
‘Santa-Angel look’. Not a great fash-
ion statement, but an Angel Runner 
theme none-the-less, that made us 
stand out from the thousands-strong 

Santa-cloned crowd.
Things began to speed up as we were herded into 

a very jolly red Christmassy trolley organised by the 
amazing Paula Evans. With windows that rapidly 
misted up (cancelling my free sightseeing tour) we 

sped along to the start line at Mon-
trose Harbor. Sadly, or perhaps 
fortunately, NO snow; but plenty 
of rain, two pet reindeer, ten giant 
blow-up Santas, fifty Porta-loos, 

and thousands of runners were waiting to greet us. 
After a somewhat long and cold wait, interspersed with 

Angel Runners in Action at  
the Chicago 5km Santa Hustle
by Ursula Cranmer Parent

The Santa Hustle: If that didn’t show (the) community 

spirit amongst us, I don’t know what does!

— Marc Bissonette

Ursula Cranmer

Meagan Cross, Rebecca Burdine and Sharon Weil-Chalker (FAST Board)
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some entertaining interviews for TV Travel Channel 
(where a couple of us squeezed in a mention of Angel-
man Syndrome and FAST), the red sea of 4,000 Santas 
surged forwards and then set off down the road with a 
splutter followed by a roar. The ground shook, adrena-

line pumped, mud splattered, hats fell off — and in the 
background, Christmas music played. An unforget-
table experience!

Invigorated by the cold and excitement, I totally 
surprised myself by becoming a ‘jog-walk runner’ and 
somewhere en route lost both hustle-mates Kristi and 
Todd Murray, as well as my little Kiwi national flag, 
which I had been waving euphorically at the crowds…
maybe due to some delayed Rugby World Cup Fever? 

(Which I believe we won!). The scenic views along the 
banks of Lake Michigan helped distract from minor 
physical discomforts, and regular pit-stop tables with 
volunteer Elves handing out yummy goodies, made the 
finish line appear much sooner than expected. 

The last 20m of the race captured heart-warming 
scenes of Angel Runner supporters cheering our team 
members across the line, followed by copious congrat-
ulatory group hugs and bedraggled group photos. But 
alas, the adventure was not yet over…. Just as we all 
settled down comfortably in the warm return-trolley, 
a distraught TV Travel Channel crew showed up, beg-
ging us to disembark and perform a mini-rerun! How 
could we say no, when this Angel-family LOVES media 
attention! 

After reassembling behind a make-shift start line for 
‘TAKE 2 of the run to the candy-cane pit-stop,’ Tony Vidray 
blew hard on his bugle, signalling for us to chaaarge. We 
threw ourselves into character and re-ran our hearts 
out, shouting out our two lines which were “Neeeeearly 
there!” or “Only one K to go…!” Satisfied that we had 
performed to the best of our amateur-dramatic abilities, 
we were rewarded with extra handfuls of chocolates and 

Angel Runners in Action continued

We were all howling at the moon on 

Friday night … and boy was I shocked 

when (almost) everyone showed up 

bright and early on Saturday to run  

in the rain!

— Jason Bernstein 

Dale Jackson Van Hal and Sharon Weil-Chalker (FAST Board) Joan Leary and Joe Quintanilla
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candy canes. Indeed, Colin Farrell would be 
proud of us. We are sincerely hopeful this 
extra footage featuring the ‘Brave and Tena-
cious Angel Runners in Action — Again’…
will appear on the Travel Channel show in 
the New Year. (Big smiley face)

To wrap things up (pardon the Christmas 
pun), the Santa Hustle was a bucket-list experi-
ence to savour for a very long time, and the hun-
dreds of photos currently clogging the internet only tell 
a fraction of the real story. The cherry on top of this 
Christmas cake, was that at the final count we raised 

more than double the initial goal — nearly 
$12,000! — A wonderful gift for FAST, and 
indeed for all our precious angels. There is 
talk of this heroic Hustle becoming a tra-
dition when it coincides with future FAST 

gala weekends. So if you happen to be head-
ing to Chicago for the gala, please, please, 

please, (to cite Colin Farrell) — ask your angel if 
they think you should participate. You know the 

answer; their look will say, “Um — Why are we having 
this conversation?” Amen to that; and may Hope reign 
supreme. u

Donna Young 

F AST is determined to remove these words 
from the English language, or any language for 
that matter. With help from highly recognizable 

names like Yahoo! and Hulu, whose websites reach mil-
lions of people, we are on solid footing to do just that. 
Having Award Winning Actor Colin Farrell as a spokes-
person certainly doesn’t hurt either! I am very proud of 
the work we have done at FAST to raise awareness of 
Angelman Syndrome.

Even so, I couldn’t help but be thrilled when, on 
the night before Thanksgiving, Colin asked if I thought 

it would be a good idea for Dick Clark Productions to 
come to the 2011 FAST Gala to film an Angelman Syn-
drome awareness segment to air during a primetime 
NBC special. After thinking about it, yeah, I thought 
that was a pretty good idea!

Typical of Colin, his only requirement was that the 
film crew not detract from the ‘magic’ of the event. 
He also did not want the piece to be about him in any 
way — he was hoping they would film Dr. Weeber’s 
keynote speech and air that. If the segment was about 
Angelman Syndrome research and the need for fund-

Angelman Syndrome?  
I’ve never heard of that.
by Paula Evans Chairperson FAST

Angel Runners in Action continued

Donald Sutherland at the America Giving Awards,  
introducing FAST and Angelman Syndrome to the world.
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ing, that would have been the way to go, but this piece 
was being created specifically to raise awareness of 
Angelman Syndrome and what better way to do that 
than to highlight a young, very handsome, award win-
ning actor’s very personal journey with the syndrome.

On December 3, 2011, a day many members of the 
Angelman community were anxiously awaiting, I had 
the distinct pleasure of spending the day with Cindy 
Clark of Dick Clark Productions, daughter of the leg-
endary Dick Clark himself. I can say with all sincerity 
that Cindy Clark is one of the nicest, kindest people I 
have ever met. She was instantly drawn to our cause and 
had come to Chicago with an impressive understand-
ing of Angelman Syndrome and a deep respect for our 
families. She spoke with every parent she could find 
and was especially moved by Cindy and Jason Berkley 
and their story of love, loss, selflessness and triumph 
that captivates all of us in the Angelman community.

I spoke with Cindy Clark several times a day, every 
day, in the week prior to the American Giving Awards 
primetime special that aired on NBC on Saturday, 
December 10, 2011. She fretted over every detail of the 
segment and was devastated by every edit and cut the 
producers made. She was also thrilled when part of her 
interview with Cindy and Jason Berkley made it into 
the final piece. It was as personal to her as it was to me, 
and when she told me the night before the airing that it 
was a good and strong segment, I had no doubts. And 
so, on December 10th, at 7:00PM CST, along with the 
rest of the Angelman community, I sat glued to NBC. 
When the mesmerizing Donald Sutherland took the 
stage to introduce FAST and Angelman Syndrome to 
the world, my heart swelled and my throat tightened. 
I couldn’t put into words the amazing job Colin did, 
you would be better served watching it yourself at 

www.CureAngelman.org. Leave it to Colin to share 
this award with every family dealing with Angelman 
Syndrome in his acceptance speech, and to provide an 
inside joke that demonstrates again how he is part of 
our community in every way that counts.

In addition to the awareness raised by this special 
segment, FAST is extremely grateful to Dick Clark Pro-
ductions for their very generous donation of $75,000. 
Although FAST measures the success of our annual 
signature fundraiser, the FAST Gala, in many more 
ways than dollars raised, we are thrilled to report that 
including the generous donation from Dick Clark pro-
ductions, the gala raised over $150,000 that will be put 
towards funding research in 2012.

This was Colin’s second national television appear-
ance in the last four months supporting the FAST orga-
nization. In August of this year, Colin appeared on 
The Late Show with David Letterman to discuss FAST 
and Angelman Syndrome; you can view that television 
appearance at www.CureAngelman.org.

Thanks to the amazing Angelman community, our 
corporate sponsors and generous supporters, FAST 
has had a tremendously successful year. Among other 
grants, we have funded research that has identified 
an FDA approved medication that restores cognition 
and motor function in the AS mouse model. We will 
be funding the human clinical trial for this poten-
tial therapeutic in the immediate future. Thanks to 
Yahoo!, Vivint, Hulu, Colin Farrell, David Letterman, 
Dick Clark Productions and NBC Universal, FAST has 
raised awareness of Angelman Syndrome in ways never 
before seen or imagined. As we bring 2011 to a close 
and look forward to the promise of 2012, FAST would 
like to leave you with one message — ‘stay tuned folks, 
we’re just getting started’!!! u

Breakfast with Ed Weeber
compiled by Rebecca D. Burdine, Ph.D. Chief Scientific Officer, FAST

On Sunday, December 4th, 2011, Gala attend-
ees were invited to a buffet breakfast at Houli-
han’s Restaurant in Chicago, where a question 

and answer discussion was held with Dr. Ed Weeber and 
Joe Greico regarding recent research and the upcoming 
C3 clinical trial. Joe Grieco is the clinical trial coordina-
tor who will be handling recruitment and overseeing all 
aspects of the trial. The private room where the Q&A 

session was held was small, but Dr. Weeber and Joe gen-
erously answered questions for at least three separate 
groups of people so that everyone could get the infor-
mation they wanted.

In order to bring this information to all of our sup-
porters, we have transcribed the major questions from 
these sessions to share with you. All answers are from 
Dr. Weeber and Joe Grieco unless otherwise noted.

Angelman Syndrome? continued

http://www.cureangelman.org/
http://www.cureangelman.org/
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Keep in mind that the IRB (Institutional Review 
Board) can change things at any times so information 
regarding the trial and inclusion and exclusion crite-
ria may change. The answers below are current as of 
December 4th, 2011.

Q: What’s happening with the clinical trial?
A: The application for the clinical trial is currently 

being reviewed. We are waiting for two more approv-
als: one administrative approval and then a full IRB 
approval. We are hoping for a quick approval and then 
we will be able to start recruiting for the trial. The feed-
back on the clinical trial has been very positive so far. 
One group said it was “innovative and well-written”. 
Because of the strength of the clinical trial proposal and 
his expertise, Joe Greico was recruited to become part 
of the IRB at the University of South Florida and Tampa 
General Hospital.

Q: Where is the trial taking place?
A: The trial will take place in Tampa, Fl.

Q: What is a time frame for this trial? 
How long will it last and when will it start?
A: Once we have all the approvals in place, we can 

start recruiting. We hope to begin the trial early in 2012.

Q: What is the proposed structure of  
the study?
A: This will be a cross-over trial. There will be two 

groups of children in the trial. Both groups get the pla-
cebo and the drug. So every child in the trial will get to 
take the trial medication.

Q: How many times will I have to visit the 
study site? How long will each visit last? 
What will take place during each visit?
A: Participants will need to come to Florida for a 

minimum of three visits, with each visit lasting a couple 
of days. We will be testing for improvements in many 
areas such as gait, cognition, EEG pattern, and behavior. 
All of the details of the tests and the timeline for the trial 
will be available on www.clinicaltrials.gov.

Q: Will we know who is getting drug and 
who is getting placebo? Who will know?
A: This is a double-blind trial. Neither the partici-

pants nor the scientist and clinicians conducting the 
trial will know who is getting drug and who is getting 

placebo. You add bias when you have more knowledge 
so we remove all of this information from those doing 
the testing of children in the trial. The pharmacist at 
Tampa General Hospital is the only person who will 
have a key that shows who is on drug and who is on 
placebo. Once the trial is completed, the key is given to 
the researchers so that they can analyze the results.

Q: After this short trial, what will happen 
and when will we know about it?
A: There are very strict guidelines with regards to 

privacy, so we won’t be giving out information during 
the trial. Once the trial is finished and effects are sta-
tistically evaluated, the report will be disseminated. We 
will provide information through FAST even before 
publication. If we obtain positive results we will plan for 
a larger trial with an expansion to include more ages 
and more patients.

Q: Will participants be allowed to talk 
about their participation in the trial?
A: Yes.

Q: What are the inclusion criteria?
A: Children aged four to twelve with a genetic diag-

nosis of Angelman Syndrome.

Q: How many people will you recruit for  
the trial?
A: We need twenty-four participants.

Q: What if people drop out of the trial?
A: The trial is set up to be able to handle a few peo-

ple dropping out, but we need people NOT to do this. 

Breakfast with Ed Weeber continued

Dr. Edwin Weeber at the Q&A Session

http://www.clinicaltrials.gov
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Do not agree to participate if you don’t think you can 
commit to the entire trial. The more people in the trial, 
the more significant the results will be.

Q: Will my child have to come off any  
current medications for seizures in order  
to participate in this trial?
A: No. Children will be able to continue any medi-

cations that they are currently taking for seizures. There 
are no drugs that will exclude children from the trial, 
except if they are taking a drug as part of another trial.

Q: Do participants have to be American 
citizens?
A: No. Just have to be able to travel to Tampa. The 

testing and the time of the clinicians and researchers 
involved is really expensive so we need people to be able 
to commit and to finish the trial if we are going to be 
able to obtain statistically significant results.

Q: If the trial is successful how would it  
be expanded to other countries?
A: There is already a network out there to expand 

clinical trials through academic agencies in other 
countries.

Q: What are the exclusion criteria?
A: Children with a clinical diagnosis or unverified 

diagnosis. Children currently experiencing intractable 
seizures. Children with other co-existing genetic condi-
tions. Children currently taking part in another clinical 
trial.

Q: Why not kids under the age of 4?
A: The review board sets the criteria. They set the 

range based on where they feel results will be easiest to 
observe. We aren’t worried that there might be prob-

lems with taking this drug while the brain is continuing 
to develop so that is not the reason we are excluding 
children under the age of four. The real issue is that chil-
dren under four are less likely to be able to participate 
meaningfully in the testing criteria. Keep in mind that 
the purpose is to do the absolute best trial possible so 
that if there is ANY positive effect of this drug, it will be 
documented. This is especially important if the effect is 
subtle.

Q: Why not kids over the age of 12?
A: The IRB came up with the criteria they did 

because a larger age range brings in more variability. We 
need a small range to be sure to see any positive results. 
If there are positive results, then we can expand the age 
group when we go to a larger Phase III trial.

Q: How long would it take to go to  
phase III?
A: Just enough time to get IRB approval for a larger 

trial and then raise the money we would need. If we see 
positive results, the FDA (Federal Drug Association) 
would be more inclined to give us a grant for a Phase 
III trial. But government moves really, really slowly in 
reviewing and awarding grants. So obtaining the fund-
ing will be the biggest time factor. 

Q: What is this trial going to cost?  
What will it cost to do a larger trial?
A: This trial will cost between $150,000 and 

$170,000. To do a larger trial with more participants 
and expand to multiple locations, we will likely need 
closer to $1,000,000.

Q: How will the drug be administered?
A: It will be in an oral suspension (liquid).

Q: What about dose?
A: All participants will be receiving the same dose 

measured in mg drug/kg body weight.

Q: What are the potential side effects?
A: Very minimal. C3 has been around a long time so 

our kids are not the guinea pigs for the drug. This drug 
has been given to a lot of children so we know what the 
potential side effects are that have been reported. That 
being said, it is important that we determine the efficacy 
of C3 and any potential side effects to individuals with 
Angelman Syndrome through a controlled study.

Breakfast with Ed Weeber continued

Sunday Parent Brunch
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Q: If this drug has been around for so long 
why hasn’t the potential been recognized 
before now?
A: It is very unlikely that this particular drug has 

been given to individuals with Angelman Syndrome 
or if it was, that any positive effects would have been 
ascribed to the drug.

Q: Has the drug been proven to help  
cognition in other syndromes?
A: It has been used in other clinical trials for cogni-

tive disorders and they saw results within a few days.

Q: What if you see a very profound effect  
in the trial?
A: The study will be double-blind, but if there is a 

profound effect in the first treatment group then all the 
patients would be given the drug and not placebo.

Q: How will any serious adverse events 
(SAEs) be handled?
A: SAEs will be recorded. People will go to their 

primary care doctor first and then contact Joe Greico to 
report the SAE. The data safety monitoring board will 
review and decide if it is a drug treatment issue or not. 
If it is a drug treatment issue, they will decide whether 
or not to stop the trial.

Q: How long did it take to see an effect  
in the mouse? 
A: We gave C3 to mice for 3 weeks by injection 

(because mice can’t take pills) and then tested the mice 
for improvements in cognition and motor function. The 
rescue was clear in this time frame.

Q: What do the AS mice look like pre  
and post C3?
A: The easiest way to tell if the mice are receiving 

any benefit from a compound is the rotorod test. Mice 
with AS are unable to hang on to a revolving rod, while 
wildtype mice (mice without a genetic defect) do so eas-
ily. After treatment with C3, AS mice performed as well 
on the rotorod as wildtype mice. If you give wildtype 
mice a small shock when they enter a testing box, they 
will remember this and next time they enter the box, 
they will freeze, anticipating a shock. AS mice do not 
remember the shock and do not freeze. After treatment 
with C3, AS mice were able to remember the shock. 
If you place wildtype mice in a tub of water, they will 

swim and explore until they find a platform to climb 
onto. If you place them back in this tub, they will swim 
directly to the platform using their memory and land-
marks in the room. AS mice are unable to remember 
where the platform is located. AS mice treated with C3 
remembered where the platform was similar to wild-
type mice.

Q: How long will it take to see an effect  
in humans?
A: Expect the effect to occur within days to weeks.

Q: What will be considered a positive result 
in individuals with Angelman Syndrome?
A: The neuropsychology team will determine if 

there are any improvements through testing and parent 
questionnaires. We may see improvement in multiple 
areas including communication, sleep, cognitive ability, 
gait, EEG, seizures, behavior, etc. We won’t know until 
we do the trial.

Q: What are the possibilities for individuals 
who are 30 years old for example?
A: We simply do not know. While mice have the 

same brain structure as humans; human brains are more 
complex. Thus, Angelman Syndrome has more complex 
etiology in humans because we are more complex. That 
being said, we think Angelman Syndrome is geneti-
cally simple and thus we may be able to relieve complex 
symptoms with a simple treatment. Bottom line —we 
continue to learn and develop throughout our lifetimes. 
Thus improvements in the ability to learn would help 
individuals of all ages.

Q: What about the personality — is a drug 
going to change their personalities?
A: Becky — This is a philosophical question and the 

answer is we have no idea. As parents — we want our chil-
dren to have the best lives we can possibly provide. And 
I think it is completely understandable that we want our 
children with AS to retain anything positive about this 
disorder. So of course we are hopeful that they don’t lose 
their playfulness or their love of life. But we really don’t 
know if improvements in learning and memory and in 
motor function would automatically translate into a loss 
of happiness.

Q: What is the mechanism of action of C3? 
What are the initials of C3? What should I 

Breakfast with Ed Weeber continued
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Google to find out more on C3? Why is C3 
effective?
A: Nice tries but I can’t tell you what C3 is until 

the trial is approved. There are things called C3 on a 
Google search, but none of these are the compound we 
are testing.

Q: Is C3 levodopa?
A: No. This is a completely separate trial.

Q: Why haven’t you just said what it is? 
A: Once the trial is approved and on www.clinical-

trials.gov, the medication will be listed. We aren’t trying 
to be secretive, but we have to follow the rules and do 
this the correct way.

Q: If this drug is FDA approved, why should 
we do a trial?
A: In order for the FDA to approve the use of a 

drug for a new purpose, we need the results of a clinical 
trial. Not having off-label approval from the FDA will 
prevent some physicians from prescribing it, especially 
if there are no clinical trial results to back up the use 
of this drug in individuals with Angelman Syndrome. 
It will also allow insurance companies to refuse to pay 
for it if it is prescribed. We need people to do this trial 
and other trials. Keep in mind that in the end, we may 
find the best therapeutic strategy involves lots of differ-
ent drugs in order to get a full recovery of symptoms. 
So as a community, we need to be involved in trials to 
make these discoveries and push treatments forward for 
everyone.

Q: Why should I stay on the levodopa trial 
if this drug looks so promising?
A: If you are in the levodopa trial please stay in the 

levodopa trial. We are looking for a positive result with 
all of these potential therapeutics. And we need to know 
if levodopa is going to have a positive result and the only 
way to know is through the trial. Don’t take levodopa 
off the table as a potential therapeutic for individuals 
with AS. As mentioned before, we may need a cocktail 
of different drugs to get a full recovery of symptoms and 
levodopa might be one of those we will need.

Q: What can you tell us about C3?
A: FAST provided funding for us to test approxi-

mately ten compounds in the AS mouse model to see 
if any of the compounds could rescue motor and cog-
nition defects. We call them Compound 1, Compound 
2, etc. Compound 1 had no effect on the mouse. Com-
pound 2 produced severe seizures. Compound 3 is the 
one that provided a rescue of symptoms. We are con-
tinuing testing of the other compounds.

Q: What happened when you stopped  
giving C3 to the mice?
A: We haven’t done that study yet. We’ve been 

spending our time and money to look for more com-
pounds that have potentials to be therapeutics and on 
the mechanisms of action of C3 and other compounds.

Q: What do you need parents to take back 
from this — what do you need us to know?
A: This trial is important and the levodopa trial is 

important. But don’t overhype this. It is important to get 
the trial done correctly. We all need to keep perspective 
and humility when we deal with science. Please realize 
that we are going at breakneck speed. Also remember 
that there are many other researchers looking at new 
and novel drugs so there are going to be other clinical 
trials to participate in. This is just the beginning. u

Note from FAST
 It is illegal for anyone conducting a clinical trial to attempt to recruit participants through persuasions or 

by providing incentives. Thus, the clinical trial will be advertised on www.clinicaltrials.gov and through 

FAST but not by Dr. Weeber or his team. FAST is also trying to obtain funds that could be used to help 

offset travel and housing expenses for participants. These funds cannot come from monies donated to 

FAST for research, but could only come from funds donated specifically for this purpose. We will keep 

you updated on this project. u

Breakfast with Ed Weeber continued
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One continuing concern surrounding the 
development of a therapeutic for Angelman 
Syndrome is whether it would be effective. An 

ongoing question is whether AS symptoms result from 
either or both a brain that failed to develop correctly 
(a developmental defect) or a brain that fails to func-
tion correctly day-to-day (a biochemical or functional 
defect). With the publication of “Adeno-Associated 
Virus-Mediated Rescue of the Cognitive Defects in a 
Mouse Model for Angelman Syndrome” in PLoS One 
on December 9th 2011 from Dr. Weeber’s lab, this ques-
tion is finally being addressed.

Working with mice that lack UBE3A and thus serve 
as a model for Angelman Syndrome, the researchers 
injected a virus carrying a functional copy of the Ube3a 
gene directly into the hippocampus. The hippocampus 
is the area of the brain known to be involved in learn-
ing and memory, and is an area where normal UBE3A 
is known to be expressed. If the AS mouse suffers from 
a day-to-day functional defect, then the research-
ers expected to see an improvement of learning and 
memory in the AS mice. Indeed, the researchers found 
that the virus-treated mice had significant improve-
ments, as assessed by the Morris Water Maze test and 
the Contextual Fear Conditioning Test. Neurons from 
the viral treated mice also showed an improvement in 
function as seen by their ability to undergo long-term 
potentiation (or LTP); a measure of neuronal function 
that is severely affected in neurons lacking UBE3A. 
Taken together, this tells us that a fully grown mouse 
that already displays symptoms associated with Angel-
man Syndrome can have those symptoms improve with 
treatment. This lends support to the idea that Angel-
man Syndrome is a biochemical defect, suggesting that 
even adults with AS could benefit from the develop-
ment of AS therapeutics. 

The virus treated mice did not show any improve-
ments in motor coordination as assessed by their ability 
to retain their position on a rotating rod (Rotarod test). 
However, this was not surprising as the virus was not 
injected into regions of the brain known to be involved 

in motor coordination (such as the cerebellum). The 
Weeber lab is extending these experiments to increase 
the areas of the brain infected with the virus to see if 
symptoms will improve further. This result also tells us 
that we will need to reactivate UBE3A globally, or find 
therapeutics that can work on the entire brain, in order 
to see a full recovery of symptoms.

The virus used in this study is a modified adeno-
associated virus (or AAV), a virus that is not known 
to be associated with any disease. AAV viruses are 
currently being used in clinical trials, including those 
involving intracranial injections into the brain. Thus, 

Rescue of Adult Mice  
with Angelman Syndrome
summary by Rebecca D. Burdine, Ph.D. Chief Science Officer for FAST

“Faith is an island in the setting sun. But proof is the bottom line for everyone.” —Paul Simon

Figure 4B from the paper

The fear conditioning test for associative learn-
ing. Wildtype mice (with no genetic defect) 
placed into a small box are given a small shock. 
When these mice are placed back into this envi-
ronment, they remember the shock and freeze 
anticipating a potential shock (blue bar). AS 
mice, or AS mice injected with a virus contain-
ing a control protein (GFP) are often unable to 
remember the shock and may fail to freeze in 
this test (green Bar). However AS mice injected 
with the virus containing Ube3a, respond in this 
test similar to wildtype mice indicating a signifi-
cant improvement in their ability to learn and 
remember (red bar).

Adeno-associated virus-mediated rescue of the cognitive defects in a 
mouse model for angelman syndrome. Daily JL, Nash K, Jinwal U, Golde 
T, Rogers J, Peters MM, Burdine RD, Dickey C, Banko JL, Weeber EJ. PLoS 
One. 2011;6(12):e27221. Epub 2011 Dec 9. PMID:22174738

http://www.ncbi.nlm.nih.gov/pubmed/22174738
http://www.ncbi.nlm.nih.gov/pubmed/22174738
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this may be a potential therapeutic mechanism in the 
future if methods to insure infection throughout the 
brain are developed. 

These results provide evidence that the symptoms 
of Angelman Syndrome can be treated in mice that 
already have the disorder, suggesting that the rationale 
behind the search for therapeutics to relieve symptoms 
in individuals with AS is sound. u

Adeno-associated virus-mediated rescue of the cogni-
tive defects in a mouse model for angelman syndrome. 
Daily JL, Nash K, Jinwal U, Golde T, Rogers J, Peters MM, 
Burdine RD, Dickey C, Banko JL, Weeber EJ. PLoS One. 
2011;6(12):e27221. Epub 2011 Dec 9. PMID:22174738

Rescue of Adult Mice with AS continued

Angelman Syndrome (AS) caused by the 
absence of UBE3A. In typical neurons, the 
UBE3A gene is only expressed from the copy of 

chromosome 15 inherited from the mother (the mater-
nal copy). By contrast, the copy of UBE3A from the father 
(the paternal copy) is turned off (silenced). Thus, dele-
tions, UPD, or UBE3A mutations on chromosome 15 
that affect the maternal copy of UBE3A all cause AS (for 
more information see article here). The unique genetics 
of AS has long intrigued researchers think-
ing about therapeutics. For many years, 
researchers have thought the likeliest path 
to a therapeutic cure would be to reactivate 
the silent paternal UBE3A gene.

The laboratories of Dr. Benjamin 
D. Philpot, Mark J. Zylka, and Bryan L. 
Roth at the University of North Carolina 
recently published a paper where reacti-
vating the silent paternal UBE3A gene was explored. 
This group screened chemical compounds for their 
ability to produce expression of Ube3a from the pater-
nal chromosome in the AS mouse model. In this ver-
sion of the AS mouse model, the paternal Ube3a gene 
was modified so that when it is expressed, it produces 
fluorescent light detectable by microscopy. The group 
grew neurons extracted from these mice in small dishes 
and treated the neurons with chemical compounds. If 
the neurons began to express Ube3a, then they pro-
duced a fluorescent signal (see figure). They found that 
a specific class of drugs, topoisomerase inhibitors, could 
trigger high levels of Ube3a expression from the pater-
nal gene in this assay. Importantly, these drugs could 
also work in the mouse — injection of these drugs into 

the brain or the spinal cord activated paternal Ube3a 
in mice. Intriguingly, mice injected for two weeks with 
these drugs still exhibited paternal expression of Ube3a 
in brain neurons up to twelve weeks later. This is par-
ticularly exciting as it suggests that reactivation of the 
paternal Ube3a gene may auto-regulate in some man-
ner to allow for continued Ube3a expression. In other 
words, it is possible that if we can turn the Ube3a gene 
on, it may stay on. This is an important consideration 

when looking for therapeutic strategies that should be 
investigated further.

So how do topoisomerase inhibitors reactivate the 
paternal gene? Topoisomerase I and II are enzymes 
known to prevent DNA from becoming tangled when 
DNA is being replicated prior to cell division. They act 
by cutting and reconnecting DNA, during which DNA 
tangles are allowed to unwind. As such, these enzymes 
are essential for proper cell growth. Topoisomerase 
inhibitors are currently in use in humans as chemo-
therapeutic drugs to combat lung and brain cancers 
as these inhibitors can kill rapidly dividing cells. High 
doses of these drugs, such as topotecan and irinotecan, 
are thought to act by freezing topoisomerase bound to 
DNA. Thus, the topoisomerase would bind to DNA and 

Un-silencing the Paternal Ube3a Gene
summary by Rebecca D. Burdine, Ph.D. Chief Science Officer for FAST

“Everything in life is speaking in spite of its apparent silence.” — Hazrat Inayat Khan

For many years, researchers have thought the 

likeliest path to a therapeutic cure would be 

to reactivate the silent paternal UBE3A gene. 

(Researchers) at the University of North Carolina 

recently published a paper where reactivating 

the silent paternal UBE3A gene was explored.

http://www.ncbi.nlm.nih.gov/pubmed/22174738
http://www.ncbi.nlm.nih.gov/pubmed/22174738
http://www.cureangelman.org/what-genetics101.html
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make cuts in the DNA, but may not be able to repair 
those cuts or correctly release the DNA it binds. This is 
thought to be poisonous to growing cells. At lower doses, 
these drugs were shown to influence the transcription 
of genes by making the DNA more accessible to factors 
that control gene transcription or by promoting tran-
scription from genes that are typically expressed at low 
levels. Topoisomerase inhibitors can also produce the 
opposite effect by turning off genes that are normally 
expressed. Consistent with this idea, the authors of 
the current study found that treating AS neurons with 
these inhibitors reduced the production of a repressor 
of Ube3a (called the large antisense transcript or ATS) 
which is expressed from the paternal chromosome. 
Thus, these drugs may allow Ube3a to be expressed not 
by directly turning on Ube3a, but by turning off a gene 
that prevents Ube3a from being produced.

So, are these drugs potential therapeutics for indi-
viduals with AS? That question will require additional 
research to answer. The authors neither determined 
whether treatment with these inhibitors produced a 
rescue of symptoms in the AS mice as determined by 
cognitive or behavioral assays, nor assessed whether 
treated neurons respond correctly to stimulation. Given 
the recent report by Dr. Weeber’s lab demonstrating 
that restoration of Ube3a to neurons can restore func-
tion in the mouse, turning on Ube3a in neurons by 
another mechanism would be predicted to also restore 
function, but this remains to be formally addressed. 
Perhaps of greater importance is the investigation of 
what treatment with topoisomerase inhibitors does to 
the expression of other genes in the neurons, as their 
effect on transcription is likely not to be specific to the 
Ube3a region and may introduce unwanted side effects. 
Additionally, since these drugs are normally used to kill 
cells, it is important to show that low dose treatment 
does not induce cell death in neurons. It is also impor-
tant to explore more precisely how the levels of paternal 
Ube3a are affected and controlled following reactiva-
tion. Recent work from Dr. Matthew Anderson’s group 
at Harvard demonstrated that too much Ube3a could 
produce autistic traits in the mouse, suggesting that the 
autism disorders associated with duplications of chro-
mosome 15q11-13 could be caused by increased levels 
of UBE3A in humans. That being said, the report from 
the Philpot, Hahn, Zylka group shows that the promise 
of reactivating the paternal UBE3A gene as a therapeu-
tic strategy is no longer just a thought experiment, but 
something that may be possible in the near future. u

Un-silencing the Paternal Ube3a Gene continued

Figure 1e from the paper

Neurons from the AS mouse which have Ube3a 
expression linked to the yellow fluorescent pro-
tein (YFP) are treated with a control substance 
(vehicle) or the topoisomerase I inhibitor irino-
tecan. DAPI stains the nuclei of the neurons; 
each dot represents one neuron seen in the 
bottom panels. Note that neurons treated with 
irinotecan are now fluorescent (shown as green 
color) indicating that treatment with this drug 
activated the paternal Ube3a allele, while treat-
ment with the control substance did not and 
the neurons remain dark.
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In the last newsletter, Dr. Weeber shared unpub-
lished results from his lab’s research with our commu-
nity. Some of those results have now been published 

(see article in this newsletter.) A few members of the 
community expressed concern that we were providing 
research results that they were unable to locate through 
the web. The reason for this was simple: the results were 
“hot off the press” and, at that time, unpublished. 

Unpublished data in science is typically available 
only to the researchers that keep in close touch with 
one another or through scientific meetings where pre-
sentations of unpublished data are encouraged. It can 
easily take a full year or more from the completion of a 
set of experiments to the time when they are available 
in the scientific literature. That is because it takes time 
to write the research report and then it must be sub-
mitted to an appropriate journal. The 
journal editors send the report out to 
scientists with the skills and knowledge 
needed to provide a fair and rigorous 
review. The reviewers assess the results 
and conclusions and provide feedback 
on everything from the writing style 
to the controls used in the experi-
ments. This takes anywhere from three 
weeks to two months. The reviewed 
paper and comments are sent back to 
the researcher who has to address any 
reviewer concerns. If this requires conducting addi-
tional experiments, this can add weeks to months to the 
process. The revised paper is resubmitted to the journal 
and sent back to the reviewers to see if their concerns 
were properly addressed. If not, additional comments 
are made and the paper sent back to the researchers to 
start the cycle again. If concerns are properly addressed, 
the journal editors then make the decision to either 
accept or reject the paper based on reviewer feedback. 
If the paper is rejected, the process must start again with 
another journal and another set of reviewers. Once the 
paper is accepted, it can still take a few months before it 
is available online. By the time a report is published, the 
research has typically already progressed well beyond 
what is in the report.

We are fortunate that Dr. Weeber is willing to pro-

vide unpublished results to our community, as this is 
the most up-to-date information available. As a com-
munity, we have worked hard to understand the genet-
ics and complex molecular processing surrounding 
imprinting and imprinting defects. We at FAST feel the 
community deserves to know about the research results 
that may affect our loved ones as soon as possible, often 
prior to publication. We feel that since our community 
is providing funds to various organizations supporting 
research in AS, we deserve to have access to this infor-
mation as soon as the researcher is willing and able to 
provide it.

Thus, we at FAST will provide information to you as 
soon as we are able. If it is unpublished, we will let you 
know. And as soon as the information is published, we 
will make that available as well. We will not limit this 

information only to projects FAST has funded. First, 
we feel all information is valuable to our community, 
and shouldn’t be provided in a selective way. Second, we 
only started funding projects in 2011! Typically a year is 
too soon to see reportable results from a project. This is 
why we have been thrilled at the incredibly rapid pace 
of Dr. Weeber’s lab on one of our first projects, which 
has led to the upcoming clinical trial for C3. We have 
provided the results on the C3 project and clinical trial 
as soon as we have been able to, because we want every-
one to be “in the know”. We hope to have reports on our 
other funded projects as soon as results are available for 
dissemination.

I want to thank everyone for sending us their 
thoughts and concerns. Please continue to do so and we 
will address any issues in upcoming newsletters! u

Information and Unpublished Results
by Rebecca D. Burdine, Ph.D. Chief Science Officer for FAST

We at FAST feel the community deserves to  

know about the research results that may affect 

our loved ones as soon as possible, often prior  

to publication. We feel that since our community 

is providing funds to various organizations  

supporting research in AS, we deserve to 

have access to this information as soon as the 

researcher is willing and able to provide it. 
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Message of Hope
by Brenda Dixon Parent

For years as the holiday 
season passed and Jona-
than’s birthday approached 

I have taken time to reflect on the 
past year.

Unlike an IEP measuring Jon-
athan’s progress, my reflections 
were more a measurement of how 
far I have come as his mother.

My first letter to Jonathan was 
written a few days before he was 
born. I wrote to my baby as he kicked and squirmed 
in my womb. My life sustained his at that moment but 
I knew soon our separation, his independence, would 
begin. I wrote about how with that first breath he would 
start a journey of his own. From the first breath to his 
becoming a husband and a father, the journey would 
lead him away from me and I wanted to record and 
treasure how it felt to be his Mom even before he drew 
that breath.

The tone of the letter was changed before his first 
Christmas and his first birthday. Jonathan and I had 
experienced that first breath and the illusion of his steps 
toward independence but at 7 months that journey of 
independence had hit a detour and by 11 months it had 
hit a road block. The second letter, if I had written it, 
would have been one of uncertainty but also one of love 
and hope.

As birthdays came and went, my letters were only 
written in my heart as we became consumed with 
the business of raising Jonathan. Often, the raising of 
Jonathan felt more like maintenance and survival. The 
words I had written in the letter before he was born had 
become the faded memory of a young mother’s dream 
for her child. Those first baby steps, that should have 
taken him away from me, were not on the route we were 
taking. The words that would give him the ability to say 
“Good bye Momma” were not forming. My dreams for 
my son were replaced with the nightmares of seizures 
and fears of the unknown. His dependence on me was 
not decreasing with each birthday but rather increasing 
and ironically so was my dependence on him.

As each year passed, my life became defined by Jon-
athan. I ate and slept when he let me. I spent my days 

and nights attending to his needs. 
I was at a meeting, a school, a 
doctor’s office, a hospital, because 
of Jonathan. I was now living the 
special education system instead 
of teaching in it. I was chairing 
support groups as a parent volun-
teer instead of as a counselor.

The letters to my son stopped 
for many years as we began to live 
our lives with new dreams along 

our rerouted journey. Along the way, Jonathan did take 
those first steps away from me and when he did, he ran. 
He did learn to say good bye in his own way and occa-
sionally threw in ‘Momma” to make me happy. Jonathan 
has his own agenda and often reminds me that I am the 
one whose journey has been altered. He is my son, and 
the journey he is on is the one he is supposed to be on. 
This is his life and as difficult as it may be at times, I am 
blessed to be along for the journey.

My faith has sustained me all along the way and I 
know our lives were laid out before conception. Each 
twist and turn, each unknown, each discovery has been 
part of a greater plan. Even with faith it is easier to see 
things in retrospect than it is in the moment.

I have learned so much about myself and about life 
in general since that first letter. A letter I wrote on his 
23rd birthday reflects that we had come to accept and 
appreciate the changes Jonathan brought into our life. 
We made it through the early years and had just left 
puberty behind. At 23, we were able to breathe again.

The time line of events and circumstances from his 
birth to now has been amazing. I look at where Angel-
man Syndrome research has come in his lifetime and 
can see where it is headed. The dust was blown off the 
papers of Dr. Angelman and the papers landed in the 
hands of dedicated researchers. Angelman Syndrome 
has gone from being a name for children with similar 
characteristics to being considered an authentic syn-
drome. It has gone from a diagnosis to the cusp of a 
treatment/cure. Because of my son, I have been witness 
to all of this.

As I reflect on this past year and on Jonathan’s 
approaching birthday, I can offer more than a personal 

Jonathan & Brenda Dixon
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testimony and experience to the young families who 
seek answers. This year I can offer a message of hope.

This year I am in a position to write a letter to my 
son that can come close to that first letter I wrote so 
long ago. I can tell him there is a possibility that in the 
next year he may have an opportunity to take more 
steps toward independence. I can write to him now 
as I wrote to him before he was born. I can promise 
him not to stand in his way as he steps out to find his 
place in this world. He may be able to say, “Goodbye 
Momma” and use his voice in ways that I only imag-
ined 32 years ago.

32 years with Jonathan has brought so much into 
my life. This past year has been amazing. I can hon-
estly say I have talked with so many of you and at times 
said things to encourage you when I no longer believed 

what I was saying. As I write this I know I was doing 
the right thing because you were able to move on, and 
in doing so, have brought Angelman research to where 
it is today. It is because of your children that you have 
been inspired to keep going. Your dedication and dili-
gence has brought hope back to the Momma who wrote 
that letter 32 years ago. Some of you have been on this 
ride for awhile and others are just beginning, but you 
all have a purpose for where you are and what you are 
going through. Just as I could never have imagined that 
not only would there be a name for what my son had, 
but in such a short time science would be finding a cure, 
you cannot imagine what the next 32 years will be like 
for your child.

Merry Christmas. Happy New Year. Happy Birth-
day, Jonathan. Happy Independence Day Angels. u

The Creative Living Room (TCLR) in Swarth-
more, Pennsylvania again teamed up with FAST 
for an afternoon of music, Angelman Syndrome 

awareness and fundraising. Guests included several 
families affected by Angelman Syndrome who live in 
the region.

Children’s singer/songwriter, Allison DiSalvo, 
welcomed children and their parents into this 
family arts center. While the kids created draw-
ings of “what they were thankful for”, their par-
ents watched a video made to celebrate FAST’s 
win of the Vivint contest, which brought in addi-
tional research funding. It was lovely to share 
images of children with Angelman Syndrome 
playing joyfully in the water park and Paula 
Evans speaking eloquently. Allison then intro-
duced the Foundation for Angelman Syndrome 
Therapeutics as their designated charity for this 
year. I had the opportunity to speak about Angel-
man Syndrome, the musical opportunities the 
Creative Living Room has afforded my affected 
son, Ethan, and the hope that FAST offers indi-
viduals with Angelman Syndrome. I played the 
beautiful video made for FAST by Yahoo!, which 

stars Finn (and Tina and Bryan Thompson), Sophie 
(and Becky Burdine) and Dr. Edwin Weeber.

The carpet was covered with small children, mostly 
from the Swarthmore community and who attend 
classes and events at TCLR. My own family and friends 
came for the concert, as well as people who had voted 

Fun Raising and Fund Raising — 
A “Thanks and Giving” Concert
by Sharon Weil-Chalker, M.D. FAST Science Officer

Vanessa & John Sanchez with son Christopher  
and his brothers and sister; Julie Waicus with her son Jackson  

and Sharon Weil-Chalker with her son Ethan

Message of Hope continued
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in the Vivint contest that I had never met in person! 
A friend brought her son just to pay the ticket price, 
say “Hi”, and leave because they couldn’t stay!!! Then 
Allison’s concert with her band and her back-up sing-
ers (including me), the Singing Moms, began! Imagine 
a room filled with singing, laughing, clapping, dancing, 
jumping, stomping, shaking eggs, and making animal 
sounds with puppets. There were words of Thanksgiv-
ing, Native American melodies, images of Fall, trains 
and animals, silly songs and whispered stories. The chil-
dren then enjoyed juice and snacks before departing. 

And who could enjoy a concert like this more than 
children with Angelman Syndrome? While my son 
Ethan sat and clapped with his special friend, Katie, 
Jackson and his mom, Julie Waicus, came up to the 
front to dance with us. Vanessa Sanchez came all the 
way from North Jersey with her husband and five kids, 

including her Angel Chris, who watched the show 
intently. After the concert, these three families went 
out for dinner and chatted; there is nothing like sharing 
experiences and stories with people who “get it.” 

I feel like many people in my own community now 
know more about Angelman Syndrome, and kids with 
special needs in general. Some people asked how to 
donate online or by mail; hopefully, we’ll even have some 
more voters for next year!! Many thanks to my older 
son, William, husband Buddy, and friend Damien, for 
their technical support, and to Ethan’s special friends 
Katie and Vance, for helping Ethan enjoy the concert so 
that I could rehearse and perform with Allison and the 
Singing Moms. Much gratitude goes to Allison DiSalvo 
and her World of Song and the Creative Living Room 
for their support and Allison’s guitarist, Charlie, and 
drummer, Bill, who donated their time and talents. u

Allison DiSalvo entertains at the Thanks and Giving Concert for FAST

A “Thanks and Giving” Concert continued

Holiday Class Gift
Jocelyn Cooperman Silverman, aunt to Ethan Katzman (son of FAST board member Jamie and his wife 
Stephanie Katzman), was asked by her kindergarten class what she wanted as a holiday class gift. She told 
her class she would like a donation made to FAST in honor of Ethan. The class was more than happy to 
oblige. Jocelyn followed up with a thank you letter to the class with the link to www.CureAngelman.org, 
a link for the Journey of Hope video, as well as a link to the Colin Farrell video from the America Giving 
Award Show and then, because Jocelyn is such a proud aunt, she also added a picture of Ethan! What a 
wonderful gift of giving Jocelyn! u

http://www.CureAngelman.org
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L.A. Marathon
On Sunday, March 18, 2012, Chad Dunigan, Jason Bernstein, Timothy Misiak and Mary Fasang will be 
running the L.A. Marathon, with fundraising proceeds to benefit FAST. The point to point course starts 
at the world famous Dodger Stadium and finishes at the beach in Santa Monica. The course is referred 
to as “The Stadium to the Sea”. It travels through Downtown Los Angeles, Hollywood Boulevard, the 
Sunset Strip, West Hollywood, Rodeo Drive in Beverly Hills, and Ocean Avenue in Santa Monica. 

The L.A. Marathon will feature dozens of bands, cheerleaders and other entertainment that will keep 
the runners energy up throughout the race. This is more than a marathon, it is an experience. If you 
are interested in joining Angel Runners in participating in the L.A. Marathon, please email Jason at 
cureangels@gmail.com. u

Mountain Madness Triathlon
On Sunday, May 6, 2012, Deanna McCurdy, Chad Dunigan and other AS parents will join Deanna’s 
friend and race director Bill Monahan in participating in the Mountain Madness Triathlon. The race will 
consist of a 1.2 mile swim, a 56 mile bike ride and a 13.1 mile run. The event will take place at Carters 
Lake, located in the foothills of the Blue Ridge Mountains of North Georgia very close to Ellijay, GA.

A portion of the race proceeds will benefit Miles for Smiles and FAST. A website will be available within 
the month and will include information on the race, Miles for Smiles and FAST. 

If you are interested in joining Miles for Smiles in participating in the Mountain Madness Triathlon, 
please email Deanna at info@miles-for-smiles.org or Bill Monahan at info@zone5events.com. u

RIDE ACROSS AMERICA
RIDE ACROSS AMERICA is being developed by parents 
of individuals with Angelman Syndrome in order to help 
raise funding and awareness for FAST. Their goal is to 
organize a RIDE ACROSS AMERICA in the form of motor-
cycle rides from state to state. Plans are under way for 
the first annual ride which will start soon after the New 
Year and finish in Chicago at the 2012 FAST GALA.

 A Facebook group has been set up for planning and 
for volunteering and officers have been elected for this 
monumental event. We would like to extend congratu-
lations to Patty Oneppo-President; Brenda Dixon-Vice 
President; Tara Clem- 2nd Vice President; Constance 
Risinger-Secretary; and Joe Cutolo-Treasurer. 

RIDE ACROSS AMERICA has many willing to represent 
their respective states and have some representing 
other countries as well; however, more representatives are 
needed. Please email Patty Oneppo at pld_39_2000@
yahoo.com or Brenda Dixon at bpdixon@bellsouth.net 
for more information or to volunteer. u

Sophie’s Smocks
For families that are inter-
ested in a full coverage bib, 
Sophie’s Smocks are free for 
kids and adults with Angel-
man Syndrome. Email the 
individual’s shirt size and 
gender (to allow for the cor-
rect color to be chosen), a full 
name and mailing address to 
smocks@cox.net. As soon as 
that information is received, 
a smock will be sent out. 
Additional smocks are avail-
able; however, the creator of 
Sophie’s Smocks asks that 
you consider donating to 
Sophie’s Smocks in order 
to allow the project to con-
tinue. The amount is up to 
the sender. u

mailto:cureangels@gmail.com
http://www.zone5events.com/Mountain%20Madness.html
mailto:info@miles-for-smiles.org
mailto:info@zone5events.com
mailto:pld_39_2000@yahoo.com
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mailto:bpdixon@bellsouth.net
mailto:smocks@cox.net
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FAST is run by an all-volunteer staff and board who dedicate their time and expertise 

towards finding a cure for Angelman Syndrome. Our goal is to bring practical treatment 

into current medical practice as quickly as possible. It is our hope that grants we fund will 

lead to additional research support from government agencies and other funding sources.  

To make a donation, click here.
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Birthday Donations
FAST would like to say Happy Birthday to Jonathan Dixon and to Reese Preston!

Brenda and Sonny Dixon have asked that in light of the news about Dr. Weeber’s research and clinical 
trials, they felt it appropriate to find a way to celebrate Jonathan’s 32 years and honor this milestone for 
Angelman Syndrome by having people make donations to FAST in lieu of presents. Jonathan turns 32 on 
January 27th.

The Preston family has asked that in lieu of presents for Reese’s 2nd birthday, donations be made to FAST. 
Reese has an older brother, Collin. Collin has Angelman Syndrome. Rebecca Preston (mom) has stated 
that even though Reese is only 2, she understands that Collin needs extra support and that there are 
people whose needs are greater than hers. Reese’s parents explained to her that she can choose to give to 
help Collin instead of presents, and without hesitation she said ‘help Colly’. The Prestons also sponsored a 
needy family at Collin’s developmental preschool this year and Reese gave one of her alphabet touch toys 
along with the gifts her family bought, to a little girl who is blind. Rebecca has stated, “I think growing up 
the sibling of a child with special challenges presents an opportunity to teach selflessness and compassion 
at a young age, so that they grow into caring teens and adults”. u

FAST 4 Miler
For the second year in a row, 
Mountain to Valley runners will be 
running to benefit two organiza-
tions, one being FAST. The Moun-
tain to Valley 10K and FAST 4 
Miler will be held on June 2, 2012 
in beautiful Glenwood Springs, Colorado. For more information, please visit www.mountaintovalleyrace.
com or email Candy Underhill at cdgranger@msn.com. They are expecting an even bigger turnout this 
year and would love for other AS families to know about the event as well as to join in supporting a won-
derful cause! u
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