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Hope.  Change.  A New Direction.  No, I’m 
not talking about the new administration 

in Washington.  I’m referring to the mind-set of 
our very own Angelman Syndrome community.  
Recent research has caused a paradigm shift in 
the way we now look at Angelman Syndrome (AS) 
and has opened new avenues of possibilities for us 
to explore. Our hope and excitement is validated 
by the fact that the Federation of European 
Neuroscience Societies selected this research as 
the ‘Scientific Highlight of the Year’. This recent 
research, as well as subsequent work, has provided 
a strong base upon which to pursue a cure for 
individuals with AS and has led to the formation 
of FAST, the Foundation for Angelman Syndrome 
Therapeutics. FAST is an all-volunteer, non-profit 
501(c)(3) focused exclusively on raising the 
funding necessary to bring a possible therapeutic 
to improve the lives of individuals with Angelman 
Syndrome.

Funding research and clinical trials is extremely 
expensive and because AS is categorized as a 

rare disorder, funding is difficult to obtain through 
the standard governmental agencies.  Our mission 
at FAST is to secure funding through corporate 
sponsorships, large donor contributions, media 
awareness and fundraisers.  We are off to a terrific 
start with the LexisNexis sponsorship of the FAST 

Gala in December and the law firm of Koeller 
Nebeker Carlson & Haluck, LLP sponsoring the 
‘Golfing for a Cure’  Tournament in Sacramento this 
March with all proceeds benefiting FAST.  It was an 
honor to receive support from major corporations 
such as American Airlines, Continental Airlines and 
LG Electronics.  We appreciate, and are fortunate, 
to have the commitment of major celebrities 
willing to help us in our fundraising efforts as well 
as all of you who have expressed your interest in 
volunteering for the FAST organization.

It is with great excitement, enthusiasm and 
energy that we at FAST stand at this threshold 

of a new era in Angelman Syndrome research and 
with the commitment from all of you, together 
we will change the lives of all of those touched 
by Angelman Syndrome.  FAST is dedicated to 
pursuing every initiative that will advance the 
science and research of AS and to that end; we 
welcome any and all feedback.  It will indeed take 
a village.

I personally thank all of you for your support of 
FAST and look forward to sharing with you in the 

coming months many new exciting developments 
in Angelman Syndrome research.  

Sincerely,
Paula Evans, 
Chairperson

Welcome to the FAST Team
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The Lincoln Hills Golf Club
1005 Sun City Lane
Lincoln, California

Course Limited to 100 Golfers

Benefiting the 
Foundation for Angelman Syndrome Therapeutics

For more information - [Click Here]
Sylvia Kane (916) 724-5700 sylvia.kane@knchlaw.com

Tyler Happe (916) 724-5700 tyler.happe@knchlaw.com

Box Lunch
Reception Dinner immediately following

Silent Auction
Raffle Drawings

Golf Contests & Prizes

Player Package Includes:
Green Fees          Box Lunch

     Range Balls        Dinner Buffet 
           Golf Cart              Event Polo Shirt

    Live Scoring       Gift Package

Registration at 11:30 a.m.

Shotgun Start at 12:00 p.m. 
sharp

**Rain or Shine**

http://www.cureangelman.org/
https://spreadsheets.google.com/viewform?key=pmVPS4alsEKYexCsnzqOYew
https://spreadsheets.google.com/viewform?key=pmVPS4alsEKYexCsnzqOYew
https://www.CureAngelman.org/catalog.aspx


Last fall, InterAction’s Oak Brook of-
fice learned its holiday party would 

be cancelled as part of a company-
wide, belt-tightening measure. Debo-
rah Guagliardo, the site’s business 
manager, accepted this reality – ex-
cept for the hefty cancellation pen-
alty on the room that was booked.

Guagliardo says she decided “to take 
a lemon and make lemonade.” In 

just two month’s time, she and her co-
workers helped organize a gala benefit 
for a fledgling foundation, allowing it to 
use the cancellation fee that would have 
otherwise been lost. It turned out to be a 
transformative experience for the Lexis-
Nexis team and the beneficiaries as well.

The Foundation for Angelman Syn-
drome Therapeutics (FAST) is 

dedicated to research of this neurode-
velopmental disorder, which causes 
developmental delays, intellectual dis-
abilities and severe speech impairment. 

Recent studies have led to exciting 
new breakthroughs: AS has been 

cured in the mouse model and a solid 
opportunity exists for a cure in humans. 
This research was selected as the “Scien-
tific Highlight of the Year” by the Federa-
tion of European Neuroscience Societies. 

But further research involves a lengthy 
grant application process, and FAST 

was founded in an effort to raise funds 
– well – faster. Since the foundation is so 
new, however, initial results have been 
modest, Guagliardo says. She became 
aware of AS through a neighbor whose 
child has the condition.  As part of Lex-
isNexis Cares, a number of InterAction 
employees participated in volunteer 
activities related to AS this past summer.

The gala was held on Saturday, De-
cember 6, 2008 at the Westin Michi-

gan Avenue in Chicago. It featured per-
formances by Grammy Award winner 
Richard Marx and a 2008 American Idol 
songwriter competition winner, Regie 
Hamm.  Hamm wrote the song, “Time of 
My Life,” based on his personal experience 
of having an adopted daughter with AS. 

The attendees included approximate-
ly 75 relatives and caregivers of chil-

dren with Angelman Syndrome.  In many 
cases, it was the first evening out to an 

adult event since becoming parents of 
a child with AS. Guagliardo recalls, “One 
father approached me and said, ‘You’re 
LexisNexis, aren’t you? You have no idea 
what your support means to me and my 
wife. We drove five hours from Michigan 
to be here’. People just kept coming up 
to hug me and thank LexisNexis for all 
we’ve done and for giving them hope.”

Another attendee wrote a note of 
thanks. “To be able to share this 

evening with families we have only met, 
up until this event, via cyberspace was 
amazing. The connections we made, 
the energy, the emotion, and the love 
that was shared made what has been 
(and will continue to be) a struggle, 
for a moment in time, a little easier.” 

The resounding success of the ben-
efit was a genuine team effort. Lisa 

Piekos, LexisNexis Cares Champion for 
InterAction, spearheaded the planning 
and coordination. Jeff Steffgen provided 
all the creative work, including the beau-
tiful program, e-mail teasers, tickets and 
invitations. Jim Sisco acquired an array 
of auction items that were among the 
most highly bid items of the night. Lu-
Anne Smith, Sukrut Cherian, and Carrie 
Saner and her husband Tim oversaw a 
wide range of activities, both before and 
during the event. And many others con-
tributed in big and small ways, from stuff-
ing envelopes to editing sponsorship 
letters to constructing auction paddles.  

* Original Article from LexisNexis Intranet 
1/23/2009

Cancelled Party Becomes a Celebration of Hope 

The Gala
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December 6th 2008 not only marked 
the official launch of the new 

foundation, Foundation for Angelman 
Syndrome Therapeutics(“FAST”), but 
also became a night to remember and 
a highlight in the lives of so many par-
ents, families and colleagues touched 
by an individual with Angelman Syn-
drome (“AS”).  Not only did the event 
exceed our expectations, but the re-
sponse of those who attended was one 
of warmth, gratitude and a new found 
sense of hope for a cure. What is even 
more amazing about this evening, is 
that for many of the parents, it was their 
very first evening out to an adult event 
since becoming parents of a child with 
AS.  The ballroom was full of emotion, 
excitement and gratitude for bringing 
so many together to share in the new vi-
sion of finding a cure. This night marks 
a start of a new venture and everyone 
who attended will be connected for life.

The board members of FAST were 
touched by the feedback and suc-

cess of the evening. We are so thankful 
for the major support we received on 
our official launch. We shared our vision 
of this journey to find a cure.  To help in 
big and small ways to give these families 
hope.  Hope to find a cure.  Hope to hear 
their children speak some day.  Hope that 
their children will have seizure free lives.  
Lives without the day to day and night 
to night challenges they face today.  

The charity event, with corporate 
sponsorship from LexisNexis and 

FRESH 105.9 FM, included cocktails, din-
ner and dancing with performances by 
Grammy® Winner Richard Marx and 2008 
American Idol Songwriter Winner Regie 
Hamm (“Time of Your Life”).   Proceeds 
raised for research exceeded $28,000.00.

The evening was launched by a per-
formance by Richard Marx play-

ing his hit, “Endless Summer Nights”, 
which was wonderfully done.  People 
mingled and tried to meet parents and 
non-parents alike.  The support and 
ability to share their stories was in a 
sense healing and to have a celebrity 
kick it off instilled reality and excite-
ment that awareness of AS will grow. 

One of the highlights of the evening 
for so many was Dr. Edwin Weeber, 

who gave a great speech telling stories 
about how he and his colleague Dr. Ype 
Elgersma came up with the idea to com-
bine the AS mouse with the CamKII mu-
tant, the rescue.  Ed was greeted with a 
standing ovation by the entire room. He 
shared his vision and dedication to the 
mission of helping find a cure for Angel-
man Syndrome, which brought tears 
and a great deal of hope to so many 
who have been without for so long. 

FAST is fortunate to have a robust 
group of scientists on the scientific 

board all reaching out for the same 
goal. Ed Weeber who has dedicated 
his life to research and is leading FAST 
in its endeavors is praised by so many.  
Every parent, family member and 
friend who is affected was grateful for 
the opportunity to meet Dr. Weeber.  

Ed Weeber commented about 
the evening by stating, “I sim-

ply wanted to tell everyone what a 
great time I had this weekend. Look-
ing back on my scientific life I feel the 
reception I received at the benefit 
was easily the highlight of my career.” 

In addition, a special thanks goes out 
to Colin Farrell. Mr. Farrell wanted all 

parents to have the opportunity to at-
tend the event and listen to Dr. Wee-
ber speak.  He purchased and donated 
fifty-seven tickets to the event, which 
allowed many parents who otherwise 
would not have been able, to attend. 
The gratitude they had for Mr. Farrell was 

astounding and the pride gleamed from 
all who attended on the “Colin” ticket. 

One attendee, Stephanie Manning, 
said, “The connections we made, 

the energy, the emotion, and the love 
that was shared made what has been 
(and will continue to be) a struggle, for a 
moment in time, a little easier. This event 
not only kicked off the holiday season 
with a bang but it also raised the much 
needed funds to help us find a CURE 
for AS.  It brings my heart to a halt and 
tears to my eyes to actually comprehend 
that we are on the horizon for a cure.”

Deborah Guagliardo also stated, 
“I started the evening as an out-

sider…not entirely true, mostly as an 
observer.  One who has seen and heard 
from a distance the challenges, diffi-
culties, heartbreaks, fear, pride, over-
whelming joy from first steps that came 
on their own timetable and hope…
mostly hope.  It was an incredible expe-
rience to spend time with such a sup-
portive community bonded together 
with a common purpose.  The food was 
great, the entertainment was awesome 
and the speakers insightful and infor-
mative.  I can’t wait for the next gala!” 

The evening continues with a very suc-
cessful silent and live auction. Danc-

ing and celebrating closed the evening 
around midnight. This is just the begin-
ning of our journey and we are grateful 
for its success. We look forward to reach-
ing our goals and continuing to bring 
those who are touched by Angelman 
Syndrome together on an annual basis. 

* Article by Melissa Elkins, Board Mem-
ber

A Night That Touched So Many 

Ed Weeber was  presented with an award hon-
oring his work in AS research by Paula Evans.

Melissa Elkins at the Gala
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I want to first thank the Foundation for 
Angelman Therapeutics for number 

one, inviting me to give this talk, and 
number two for getting me involved in 
the foundation.  I am now the Director of 
the Scientific Advisory Board.  We have 
a wonderful bunch of scientists that are 
just chomping at the bit to start working 
on a cure for AS.  So, I thank them and 
thank you especially; I really appreciate it.  

I give about 10 or 12 talks a year all over 
the country, sometimes out of the 

country if I can find out where I’m go-
ing.  I usually have a big screen behind 
me, a laser pointer, lots of data and a 
lot of colorful slides and so this is kind 
of a new thing for me.  I want to just 
talk to you, just have a conversation 
with you.  I’m going to tell a couple of 
stories which I hope Regie (Hamm) will 
enjoy, and then I also am going to tell 
you a little bit about the science that 
we’re doing so that you’ll know what 
at least I’m doing in my laboratory and 
why we should all be excited about the 
future for Angelman syndrome research.  

So, the first thing I want to talk about 
is just a little bit of contemplation 

about the history of my research.  When 
I was finishing up graduate school, 
there wasn’t a lot known about Angel-
man syndrome, and a gene hadn’t been 
identified yet, really no progress had 
been made.  And then about a decade 
ago Dr. Art Beaudet at Baylor College of 
Medicine found a gene and a wonder-
ful graduate student of his, Yong-hui Ji-
ang, made a mouse model.  This mouse 
model is still one of the premier mouse 
models for a human cognitive disorder.  
It is fantastic and a great tool for the 
rest of us scientists to work from and 
try to understand AS a little bit better.  

Only six years ago when I was leav-
ing Baylor College of Medicine 

and I was going to Vanderbilt as a new 
professor, I was able to take this fan-
tastic mouse model with me. I was just 
coming off of a publication where we 
had found an interesting change, a bio-
chemical change in a molecule in this AS 
mouse that was called calcium calmod-
ulin-dependent protein kinase 2 which 

is a long word for what we call CaMKII.  
It was interesting because this was the 
first time we had found anything bio-
chemically different in this mouse and 
after talking with my collaborator, Ype 
Elgersma, who was just starting his 
own lab in Rotterdam, we decided to 
take his mutant mouse, his CaMKII mu-
tant mouse, and breed it with this other 
AS mouse to try to rescue the defect.  

Now I have to tell you, when I was 
at Vanderbilt and I had my men-

toring committee in front of me, they 
all thought I was crazy, okay?  You just 
don’t rescue a mutation with another 
mutation.  I think one of the things that 
one of my mentors told me was you 
don’t fix a flat tire by taking out the ra-
diator.  So it was kind of a crazy thing 
that we were doing, but at the end I 
thought that this was the only way to 
proceed and call it stubbornness or stu-
pidity, one of the two, we decided we 
were going to go forward with the cross. 

It wasn’t very long after that when we 
bred the mice together.  When we 

bred these two mutations together, 
and we saw that we could rescue the 
symptoms in these mice, we knew we 

were onto something good. So shortly 
after that paper was published, just a 
couple of years ago, I started getting 
emails from a lot of AS parents.  I think 
the paper actually made more of an im-
pact in the AS community than it actu-
ally did in the scientific community.  So I 
was getting a lot of emails from people 
all over the country wanting to know 
more about the research, more about 
what the implications were.  It wasn’t 
very long after that I started somewhat 
of an email conversation with several 
different parents on a regular basis.  

There was one parent in particular, 
this tenacious woman with a daugh-

ter named Ainsley, who kept writing 
me emails and asking me some very 
pointed questions.  When we finally met 
a year and a half ago in St. Louis, I was 
giving a talk there and I went and had 
dinner with a number of AS parents.  I 
sat with her and her husband and she 
actually asked me a very interesting 
question.  She asked if there is going to 
be a cure for AS, what would it look like?  

Okay, now I had thought about this 
before but I hadn’t really thought 

about this before.  But then on the heels 
of that question, she asked me another 
one.  She said, “What would it take to 
get to a cure?”  Now, I have to tell you 
all, I’m a basic scientific researcher.  I’m a 
scientist, I’m not a clinician.  I and my col-
leagues dwell in the back of our labora-
tories with molecules, and proteins, and 
DNA and all of these things you can’t see 
with the naked eye, and we publish our 
papers in sometimes obscure journals 
that no other scientists read and this is 
what we do for a living.  Now there are 
other people that look at those jour-
nals.  These are people that work for bio-
medical companies and pharmaceutical 
companies, and if they see something 
of interest, what they’ll do is they’ll 
capitalize on these findings and they’ll 
make the drugs to treat diseases.  Paula 
quickly made me realize that unless we 
as researchers, as parents and as people 
interested in AS, brought this forward, 
that it is such a rare disease, nothing was 
going to happen with this discovery.  

Stories from Dr. Ed Weeber 
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OK, so this is why I’m here in front of 
you today.  This group of parents 

got together and got me involved in 
continuing studying AS and now what 
I’d like to do is share with you what 
I’m doing in the laboratory at the mo-
ment.  This is where I visualize as far as 
what a cure for AS would look like.  Ob-
viously we already know that AS is a 
complicated disease.  It is a very com-
plicated disorder and it has a lot of in-
teractions, but if you have something 
that is really complicated, a lot of times 
you just have to think of things as sim-
plistic as possible.  And that’s what I 
tried to do, is to boil down a complex 
problem into a very simple problem.  

So I’m taking three very basic strate-
gies in the laboratory, okay?  The first 

strategy is let’s replace the gene.  If it’s 
a maternal deletion and that maternal 
gene is gone, why can’t we just put the 
gene back?  And there’s actually a way 
that we can do this now.  It’s a viral vec-
tor, and this is something that’s been de-
veloped over a number of years.  They’re 
actually using it in clinical trials for Par-
kinson’s disease now, and what we’ve 
done in our laboratory is we have put 
in the UBE3A gene, the AS gene, into a 
adeno-associated virus.  We’ve injected 
it into a mouse, an AS mouse.  These 
are adult mice, they are not babies, and 
what we’re trying to do now is recover 
the cognitive defect.  So right now while 
we’re all sitting here having dinner, 
back in my laboratory at USF there are 
little viral particles floating around in 
the brains of these AS mice and hope-
fully in a few weeks we will be able to 
make that determination.  But if we find 
that we can recover the cognitive de-
fect in these mice with this viral vector, 
then we’ll pretty much lay to rest the 
question of whether this is biochemi-
cal or whether this is developmental.  I 
have said this time and time again; I 
really believe that this is a biochemi-
cal defect, not a developmental de-
fect.  Hopefully we will soon know that.  

Now, we can look at it genetically by 
replacing a gene but we can also 

look at it biochemically.  Working off the 
discovery we made about this simple 
little protein, CamKII, that is disrupted 

in the brains of the AS mice and likely 
in the brains of the AS children.  Us-
ing this viral vector, we’ve now put in a 
gene that can produce the CaMKII with 
the mutation that was used to rescue 
the mouse to begin with.  So we’re go-
ing to hit it on both sides.  We’re going 
to hit it on the front side with the gene 
and we’re going to hit it on the back 
side, the end point, with the CaMKII.  
We may even combine the two viruses 
together.  But in the end, what we’re 
going to determine is if we can rescue 
the mice when they’re adults, and what 
this really means that perhaps we can 
rescue the AS children no matter what 
their age.  This is very, very important.  

Okay, so we can do it genetically or 
do it biochemically.  One other 

way that we could do it, is that there is 
a paternal gene that’s completely un-
disturbed.  It’s just silent.  So the gene is 
there, it is perfectly intact, but for some 
reason, evolution has decided that two 
genes are too much.  So the paternal 
gene has been silenced.  So, one other 
way that we can think about a cure and 
think about a therapeutic is to turn that 
paternal gene on.  Now how do we do 
this?  Well, Dr. Art Beaudet thought that 
maybe we could do it with folic acid, 
and he has done some clinical trials, but 
unfortunately those didn’t turn out the 
way that we planned.  But we are look-
ing at it in a completely different way.  

So again, this is ongoing in my labo-
ratory right now.  Dr. Art Beaudet 

has produced an incredible mouse.  
This mouse has the ability for the neu-
rons to glow green when the paternal 
gene is turned on.  Okay, so if you look 
at the neurons in the mice, if the gene 
is turned off, the neurons don’t glow.  
But what we’re doing now is we’ve got 
thousands of molecules, these are pre-
cursor drugs that we’re now putting 
on these neurons and seeing if we can 
get them to glow.  So we’re starting the 
first of our ten thousand compounds 
this week and hopefully if we can see 
any of those neurons glow, we know 

we’re turning on the paternal gene.  

Now this isn’t far-fetched.  Work that’s 
been done in Yong-hui Jiang’s lab, 

he’s now at Duke University, work that 
is ongoing right now at Vanderbilt Uni-
versity with Terry Jo Bichell and Dr. Kevin 
Haas and in collaboration with my own 
lab.  We’ve shown that under certain 
circumstances, we can get the pater-
nal gene to turn on.  Okay?  I’ll repeat 
that.  Under certain circumstances, we 
can get the paternal gene to turn on.  

This is going to be a huge break-
through as far as what we under-

stand about AS and thinking about 
some kind of therapeutic cure for Angel-
man syndrome.  The flip side of that is if 
we can find a molecule that will turn on 
the paternal gene, what we can do is we 
can look at that structure and see if there 
are any other drugs that look similar to 
it, maybe ones that are already FDA ap-
proved, and we can come up with a ther-
apeutic immediately.  Now this is really 
swinging for the fences, okay?  It is a 1 in 
1000 shot. Of course, it was a 1 in 1000 
shot to find this little protein that has this 
change, and it is a 1 in 1000 shot that the 
two mouse mutations would cure the 
AS mouse.  So I think in this type of situ-
ation, we have to swing for the fences.  

So that’s the science that we’re do-
ing.  I’d be willing to talk about this 

to anybody after dinner.  But I really 
think that we may be onto something.  
Now, I’m just one researcher.  There’s 
other people out there who are go-
ing to be looking at this and there are 
other people that are trying to under-
stand how a therapeutic can come 
about to cure AS.  But for all intents 
and purposes, we think it is possible.  

So let me tell you one other story.  And 
this goes back again to when I was in 

graduate school.  In the early 1990s they 
decided to do something crazy.  They 
were going to sequence the entire hu-
man genome.  It was called the Human 
Genome Project. It was predicted that 
it would take 25-30 years to finish the 
sequencing. I thought, ‘great, just about 
the time I’ll be retiring they will have 
identified all the cool genes in the hu-
man’.  Actually, it was completed in 2003, 
almost 20 years ahead of schedule. 
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“So I think in this type of 
situation we have to swing 
for the fences.”
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This happened because technology 
kept advancing even as the sequenc-

ing was taking place. In fact, there is a 
company today that predicts in the next 
5 years they will be able to sequence 
an entire person’s genome in a week. 
The people that initiated the Human 
Genome Project didn’t think that if they 
waited 15 or 20 years they could simply 
sequence the entire genome in a week. 
They saw the need to start this project re-
gardless of the huge task ahead of them. 

We need to have the same attitude 
toward a cure for AS. Let’s not 

wait for the technology to advance, 
but rather forge forward with purpose-
ful research. I want to thank everyone 
for coming tonight, the Foundation 
for Angelman Syndrome Therapeutics 
for their invitation, and everyone in-
volved in making this night a success. 

This article is a transcription of the actual 
speech as given, with some editing for 
clarity by Dr. Weeber. -  Editor
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Members of the newly formed FAST board at the Gala. Front row: Maiddy Dunigan, Elke Sprow, 
Paula Evans, Melissa Elkins, Rebecca Burdine Back row: Sharon Claridge, Ed Weeber, Regie 
Hamm



A Different Perspective

As I was trying to determine what I 
should speak about this evening, I 

solicited opinions, and Ed Weeber men-
tioned I could talk about my unusual 
perspective of being a medical research 
scientist and the parent of a child with 
Angelman Syndrome.   So that is what 
I am going to attempt to do, with the 
overall goal of explaining why we decid-
ed to start this foundation now, especial-
ly given the current economic climate. 

I am a developmental biologist.  In the 
broadest of terms, I am interested in 

how we start as one cell that must di-
vide, multiply and change in order to 
produce a human being with all the 
pieces and parts in the correct places.  
From that first cell, all of the cells that 
come from it are fundamentally the 
same, and yet we end up with some 
cells helping us taste and smell the 
food we are eating tonight, and some 
responsible for hearing the music from 
Richard and Regie, while others func-
tion to beat our hearts and pump blood 
through our veins.  The process of devel-
oping is a miraculous event with myster-
ies enough to fulfill any Agatha Christy 
fan and elegance enough to satisfy any 
artist.   Developmental biologists are 
uniquely aware of how complex the pro-
cess is and how easily it can go wrong. 

Because of that knowledge, a devel-
opmental biologist is probably a 

pediatrician’s worst nightmare.  Before 
my daughter Sophie was born, I had 
a list of things babies can do from day 
one onward and I couldn’t wait to meet 
my child and experience this process 
with her.  So within a day of her birth, I 
knew something wasn’t quite right.  She 
lacked some of the qualities I had read 
about.  She didn’t react to my voice or 
try to focus on my face.  She had no 
strength at all in her tiny body.  It was 
like holding a ragdoll.  But I tried to con-
vince myself that the reactions I was 
looking for were just too subtle for me 
to really notice.  My wonderful and kind 
pediatrician tried to reassure me that all 
first time parents panic and worry, and 
advised me to relax and not let my pro-
fession color my experience too much.  
But by three months it was painfully 

obvious to all of us that this wasn’t just 
a first time parent’s concerns, and by 
11 months we finally had our answer: 
our daughter had Angelman Syndrome.

I hope everyone had a chance to see the 
video of some of our children and see 

the beautiful faces of individuals with this 
syndrome (and we would love to include 
more children so families, please send us 
pictures!)  As I watch the video it occurs 
to me that those pictures wonderfully 
capture how beautiful and vibrant our 
kids are.  As proud parents, we of course 
choose those pictures we feel captures 
our child’s best self.  Just as you prob-
ably wouldn’t choose pictures of your 
typical children punching each other to 
share with others we don’t necessarily 
choose pictures that show the difficul-
ties our children have.  The pictures we 
share often fail to convey the struggles 
these individuals and their families and 
friends deal with on a day to day basis.  

When I received Sophie’s diagno-
sis, I was suddenly thrust into a 

world I never knew existed.  I have al-
ways considered myself an empathetic 
person, but I had no idea, absolutely 
none, of what it was like to care for an in-
dividual with special needs until I expe-
rienced it.  I entered a new and strange 
world where my days revolved around 
early intervention and therapies and 
my head swirled with new acronyms 
like AED, AFO, DME, and the dreaded 
IEP.  And for those of you in the room 
that have no idea what those things 
mean, please consider yourself lucky.  

Now that I have a second child, it is 
even easier for me to see how hard 

Sophie must struggle to learn the most 
trivial things.  My daughter is three, but 
she still cannot pull herself into a sitting 
position, nor is she even close to crawl-
ing or walking despite over 200 hours 
of intense physical therapy.   Some in-
dividuals struggle more or less with 
physical issues, but most have some 
type of balance and movement disorder.

Our children usually fail to develop 
any speech, but they do under-

stand what you say to them on some 
level.  This leads to a lot of frustration 
on both sides as we try to communicate 
with each other.   Many people have 
said to me they think this must be the 
hardest part and they mention how 
sad it must be that Sophie will never 
tell me she loves me.  This actually isn’t 
an issue.  Anyone who knows an indi-
vidual with Angelman syndrome has 
likely been the recipient of an incred-
ible bear hug, a welcoming smile, and 
a sloppy kiss.  It is remarkably easy to 
know my child loves me.  I don’t need 
words to understand her feeling on this.  

It is more difficult not knowing how 
her day was at school.  I can’t ask her 

if someone was nice to her or mean to 
her.  I can’t talk to her about whether or 
not she has friends or what the best part 
of the day was.  And she can’t tell me if 
someone forgot to give her a snack or if 
she was neglected in some other way.   

And then there are the seizures.  Most 
of our children will develop seizures 

at some point in their lives.   I believe 
there is nothing in the world that makes 
you feel more helpless than seeing your 
child seize and not being able to stop it.  
Seizures can cause some of our children 
to drop to floor in an instance leading to 
physical injury.   Neurologists know that 
while most seizures do not cause brain 
damage, on some occasions seizures 
can become  life-threatening.  Impor-
tantly, a brain that is seizing can’t func-
tion properly. Seizures get in the way 
of our children being able to function 
to the best of their ability.   So then we 
must struggle with how to best control 
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Rebecca Burdine speaking at the Gala.

http://www.cureangelman.org/gala/galavideo_2008.html


the seizures. Furthermore, to add insult 
to injury, we have to balance seizure con-
trol with the side effects that come with 
the medicine we need for that control.

Like all things in life there are silver 
linings that come with this diagnosis 

too.  These individuals really do seem to 
live life to the fullest.  The giggles and 
laughs that come from our kids are in-
fectious because they truly enjoy things 
with 100% enthusiasm.  There is some 
quality about these individuals that is 
mesmerizing and draws people in.  Be-
cause of this quality, I have been blessed 
with a new set of people in our lives.  
People who know Sophie and have sud-
denly become an extended part of our 
family as they help us with her thera-
pies, her learning, and her daily care.  I 
am especially thankful for the other 
parents who share their stories, their 
struggles, and their triumphs, and help 
us support one another.  I am thrilled 
so many parents could join us tonight.

I know this is a party and I don’t want 
to bring the atmosphere down too 

much talking about the struggles of 
Angelman Syndrome, but it is im-
portant to realize that this disorder 
is hard on these individuals and their 
caregivers.  It is important to recog-
nize that Angelman Syndrome isn’t 
all huge smiles and a happy demean-
or.  This is why we want to find a cure.

Many organizations use the word 
“cure” as a beacon of hope and as a 

way to encourage donations.  But I know 
from my own work that many childhood 
disorders aren’t curable.  The science 
we engage in helps us understand why 
these disorders happened and we try to 
use that knowledge to prevent this from 
occurring in the future, but many, many 
children must play the hand they are 
dealt. The stage in development where 
things went wrong and when change 
could have been helpful is long past.

Angelman Syndrome is different.   
The science indicates that our chil-

dren develop correctly, but after birth, 
the cells that became their brains and 
neurons fail to function correctly.  And 
research suggests that these cells re-

tain their ability to function under the 
correct circumstances.  Angelman Syn-
drome does not appear to be a disor-
der where something is irretrievably 
broken.  Instead, it is a disorder where 
something is missing.  Something the 
cells need in order to function properly.  
In a clumsy analogy, if we think of our-
selves as automobiles, individuals with 
Angelman syndrome seem to have all 
of the car parts in all the correct places, 
they just lack the proper tuning and 
timing for the engine to run properly.

We believe we can change that.  
From the research, we know what 

is missing from these individuals, a pro-
tein called UBE3A.  We know the poten-
tial of functional UBE3A still exists in 
these individuals; we just need to de-
termine how to unleash it.  So we know 
exactly what we need to do.  We need to 
fund the best and the brightest to work 
towards finding that drug which will un-
leash the UBE3A in these individuals and 
help their brains function the way they 
were meant to.  We have all the informa-
tion we need to go after such a drug, 
we just need the money to pay for it.

Science is expensive.  And it isn’t the 
salaries that eat up a scientific bud-

get.  We go through 6-8 years of gradu-
ate work making ~$20,000 then 4-6 
years doing postgraduate research mak-
ing ~$30,000 while working 80+ hour 
work weeks.  Most of us don’t even have 
a “real job” doing research until our mid 
thirties, and even then the salaries aren’t 
much higher than what we earned as 
we worked to get there.  You choose 
science as a career because you love it, 
not because you want to earn money.  
The expense of science comes in the 
reagents, the chemicals, the expensive 
equipment. Most research laboratories 
get their money by applying for grants 
from the National Institute of Health run 
by the government, and with our cur-
rent national interests the focus isn’t on 

science and technology *.  There isn’t 
enough money to go around to fund all 
the great research that could be done 
in this country.  And with the bureau-
cracy of a large government agency, it 
can take over a year from the time you 
apply for funding until you know wheth-
er or not you will receive the money.

Well, we don’t want researchers 
studying AS to wait any longer.  

Our goal at FAST is to raise the millions 
it will take to develop therapeutics to 
treat Angelman Syndrome now.  Once 
we have the funds, we plan to award 
grants to scientists to help develop and 
test therapeutics without a long waiting 
period between application and award.   
We know from the science that a treat-
ment is within our grasp, and that treat-
ment will likely be able to help individu-
als with Angelman Syndrome of all ages.

So I hope I have given you a little in-
sight into why we felt this Founda-

tion was needed and what we hope to 
accomplish.  There is no need to wait or 
be timid in our approach.  I truly believe 
we are on the edge of a medical miracle, 
hopefully not only for our own children 
and loved ones, but also for any individ-
uals struggling with a learning or mem-
ory disorder.   To borrow words from 
our own Regie Hamm, “This is the time”.   

So thank you for being with us at 
the beginning of what will surely 

be a fantastic journey.  And I would 
like to encourage you to help us even 
more by bidding on the silent and live 
auction items.  Rest assured every dol-
lar we earn will put us closer to a cure.  

*This statement does not refer to our current admin-
istration.  As of Feb 2009, the Obama administration 
has indicated it will be providing much needed 
resources to the NIH and NSF, and has already 
lifted some of the roadblocks to studying stem cells.  
-Rebecca Burdine

This article was taken from the speaker’s notes and 
is not a transcription of the actual speech as given. 
- Editor 
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“ I am especially thankful for 
the other parents who share 
their stories, their struggles, 
and their triumphs, and help 
us support one another. ”



We would like to extend thanks to the 
following sponsors of our event:

Ace Graphics
American Airlines
Continental Airlines
fresh 105.9FM
JSteffgan design
LexisNexis
Ogilvy

A special thanks to those who donated 
their products and/or services:

Airtastic
American Airlines
Arlington Park
Breen’s Dry Cleaning
CBS Radio
CC Couture
Charitable Alliances
Chicago Blackhawks
Chicago Bulls
Chicago Wolves
Continental Airlines
George “Mac” MacDonald
Gregory de la Haba
Jerick Sobie 
Kane County Cougars
Lettuce Entertain You
LG Electronics MobileComm
Lindt Chocolates
Lucky Strike (Lombard, IL)
Michelle Sclater
Movado Watches
North Beach
Ravinia
Rebecca Bashara & Scott MacDonald
Regie Hamm
Six Flags (Gurnee, IL)
Sue Galassi
TRU
Tsuki Japanese Restaurant
Viansa Winery
Whirly Ball
Wicked

Thanks to the following individuals for 
their generous support:

Richard Marx
Ed Nash of Rutledge Nash & Associates 
LLC
Mike LeBaron and  fresh105.9FM
Gregory de la Haba
Rebecca Bashara & Scott MacDonald
George “Mac” MacDonald
Matthew Moon
Heidi Blackburn

And especially all the phenomenal folks 
at LexisNexis:

Deborah Guagliardo
Lisa Piekos
Jeff Steffgen
LuAnne Smith
Carrie Saner
Ellen Perry
Stuart Katz
Susan Micheel
Scott LeBaron
Sean O’Shea
JD Miller
Sukrut Cherian
Susie DalSanto
Scott Pinter
Sarah Callaghan
Karen Piszczek
Jim Sisco

Gala Special Thanks
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Mike LeBaron of fresh 105FM was our wonderful 
Emcee and auctioneer.

Paula Evans thanks all of our sponsors and         
attendees at the Gala.



Some Photos from the Gala Gallery
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Lisa Piekos & LuAnne Smith

Gerry and Diane Gerlach chat with Dr. Weeber.

Tracey Ploskonka and Heide Bartnett 

Rob Manning, Stephanie Manning, and Mary Gawel

Front- Rebecca Burdine and Regie Hamm 
Back- Tim McCarty, Gretchen McCarty, Yolanda Hamm

Browsing the silent auction items.

Mike LeBaron hosts the live auction.

Ron Kauzlarich & Ed Santucci Liz Beeghly bids on an auction item.



Some Photos from the Gala Gallery
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BBI brings down the house.

Elke Sprow with Jeannine and James Callanan.

Regie Hamm

Mary Ellen Kennedy & Ron Kauzlarich 

Iris Faver enjoys the sounds of BBI

Anne Erickson dances the night away.

Sharon and Tony Claridge

Click here to see 
more from the Gala.

http://www.CureAngelman.org/Gala/GalaSummary_2008.html


Community News

ABC Workshops

 The Alphabet Therapy Project of Vanderbilt University has two additional workshops planned in the Southeast this spring that 
we thought you might be interested in hearing about.
 
 We have had some success teaching school-aged children with Angelman syndrome the alphabet, numbers, colors and shapes.  
Some have continued to learn and can demonstrate mathematics, spelling and sight reading.  We do not guarantee that it will 
work for all children with Angelman syndrome, but there are some who have shown unexpected gains.  

Future workshops will be in the following areas:  
 Memphis area:   February 28, 2009 
 Nashville:      May 16, 2009 (to coincide with the ASF walk-a-thon)
 Ohio:           May 16, 2009 (tentative)
 Southern California:  Spring, 2009
 Florida:        Summer, 2009
   
 Workshops are 10am-5pm - we do it all in one day!  Cost is $100 per adult participant (lunch additional).
Scholarships may be available, so please inquire.
 
Bring your child (free) for live demonstrations of the method. Bring a caregiver for your child, so that he/she can be brought 
in and out of the workshop room from the childcare room for the demonstrations. Bring your child's teachers, therapists and 
caregivers so they can  learn new ways of working with your child.

Please contact me at tjbichell@yahoo.com or Carmen Rabbitt at carmen.rabbitt@gmail.com if you would like more information 
on any of these workshops.
 
Terry Jo Bichell
Visiting Scholar for Angelman Research, Director Alphabet Therapy 
Project Vanderbilt University Kennedy Center for Research on Human Development

A place to share workshops and events that may be of interest to the Angelman Syndrome community
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Do you have an event you would like for us to include in our newsletter?  If so please e-mail us at news-
letter@CureAngelman.org. Please note this is a courtesy we provide the community.  FAST does not 
endorse or provide support for non-FAST events listed in this section.

Request for Material for a Book Project

Dear FAST members,

I have been collecting stories, poems and essays written by those who know it 
best - you.  I have been compiling these stories into a book that I hope will be 
inspiring and helpful to all who read it and are intimately affected by AS.  If you 
would like to participate in this book please email me at lyman.pam@gmail.com.  
I will send you more information on how to contribute once you contact me.

Also if you have a great idea for the name of the book I would love to hear it. 
So far there are two in the running: Angels: A Compilation Of Stories And Poems 
On Angleman Syndrome By Those Who Know It Best or Lock Eyes With An Angel : 
A Compilation…

Thank you so much.
Sincerely,
Pam Lyman (mother to Conrad age 7, deletion positive, Benjamin age 8 and George and Wilson age 4 and wife to Matt age…)

mailto:tjbichell%40yahoo.com?subject=Re%3A%20ABC%20Workshops
mailto:carmen.rabbitt%40gmail.com?subject=Re%3A%20ABC%20Workshops
mailto:newsletter%40CureAngelman.org?subject=Newsletter%20Inquiry
mailto:newsletter%40CureAngelman.org?subject=Newsletter%20Inquiry
mailto:lyman.pam%40gmail.com?subject=Re%3A%20FAST%20Book%20Request


Contribute to our next Newsletter!

Do you have a question about what scientists know about Angelman Syndrome that you are dying to ask our team? Is there a 
medical journal article that you have read but didn’t fully understand and you want a “lay-person’s” explanation?  Do you have 
comments on any of the articles in this newsletter? 

We hope to answer your questions in forthcoming newsletters as space allows, so please indicate whether or not we can share 
your name or if you wish to remain anonymous.   If you would prefer that we do not use your question in a publication, please 
indicate this in your inquiry.  We welcome your questions, comments and suggestions for topics for future articles and for our 
website.
 
If you have questions or news about AS that you want to share, contact our newsletter editors by clicking here or e-mailing us 
at newsletter@CureAngelman.org.  

Upcoming Columns......
 
 Across the Syndrome - Profiles from the Community
 Ask a scientist
 Book reviews 
 What the papers say
 Jane Summer’s ABA Manual Review

A quick note about the newsletter - The newsletter is interactive, thus there are links to appropriate web pages throughout the 
newsletter in blue font.  You should be able to click on the link and it will automatically navigate to the appropriate page.  In case 
this does not work, the website addresses are listed below.

To visit the FAST homepage: http://www.CureAngelman.org/

To see more information about ‘Golfing for a Cure’: https://www.CureAngelman.org/catalog.aspx

To volunteer to help FAST: https://spreadsheets.google.com/viewform?key=pmVPS4alsEKYexCsnzqOYew

To see the video played at the Gala:  http://www.cureangelman.org/gala/galavideo_2008.html

To see additional Gala pictures: http://www.CureAngelman.org/Gala/GalaSummary_2008.html

Coming Up...
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Volunteer Opportunities at FAST

We are thrilled by the enthusiastic response we have received from parents and friends of individuals with Angelman Syndrome! 
So many of you have asked “how can I help?” 

FAST has an ambitious vision for the future and we welcome participation at all levels of our volunteer organization. Volunteers 
are assisting with website design, organizing fundraisers, donating pro bono legal services and media coverage, and much 
more. Whatever your skills and interest, there is likely a way you can support the work of FAST with your time and expertise. If 
you are interested in volunteering with FAST, simply click here to tell us a little about yourself, and our volunteer coordinator will 
be in touch! Thank you so much for your interest. 

With the participation of so many committed friends and loved ones, a cure for individuals with Angelman Syndrome will be-
come a reality.

mailto:newsletter%40CureAngelman.org?subject=Newsletter%20Inquiry
https://spreadsheets.google.com/viewform?key=pmVPS4alsEKYexCsnzqOYew

