
 

provided parents and loved 

ones an opportunity to share 

stories about their children 

and to celebrate and savor in 

the hope that the future 

brings. “I left the Gala feeling 

hopeful for Carmyn and her 

future.  I felt loved and not 

alone.  This event was some-

thing special for my husband 

and I to share together.  Our 

daily life consists of thera-

pies, doctors, medication and 

routines. We were able to 

come to Chicago for the Gala 

because of Colin Farrell's 

generous donation of tick-

ets.  We are so thankful he 

did, because we had one of 

the most memorable times of 

our lives.  We look forward 

to next year's Gala”, ex-

claimed Paula Hawthorne.   

The 2009 Gala was spon-

sored in part by FAST corpo-

The Founda-

tion for An-

gelman Syn-

drome 

Therapeutics 

(FAST) ap-

plauds all 

those in-

volved with 

ensuring the 

success of the 2009 FAST 

Gala, “An Evening with the 

Stars”, with Guest of Honor, 

actor and Golden Globe win-

ner, Mr. Colin Farrell.  The 

Gala succeeded in raising 

awareness and funds for re-

search towards a therapeutic/

cure for Angelman Syn-

drome. AS is a neurodevelop-

mental disorder that is often 

misdiagnosed as autism, cere-

bral palsy and/or mental re-

tardation. 

 

The event was not only a 

tremendous success, but also 

marked a highlight in the 

lives of many parents, care-

givers, relatives and friends 

of individuals with Angelman 

Syndrome.   “We are so 

grateful to Colin Farrell and 

FAST for giving us this won-

derful evening, as we would 

not have been able to go 

without their help.  We also 

are very hopeful that all of 

the efforts of FAST will soon 

result in a cure for our daugh-

ter Kacie and the other beau-

tiful children who have An-

gelman Syndrome”, stated 

parent Tanja Kubis.  The 

2009 FAST Gala is the sec-

ond annual event for this 

Foundation and has proven to 

touch many lives and contin-

ues to grow in its awareness 

and fund raising efforts. The 

2009 FAST Gala raised over 

$40,000 for research and 

nearly doubled the attendance 

over FAST‟s first fund-

raising and launch event in 

December of 2008.  Guests 

traveled from all points of the 

country as well as Canada 

and Australia. 

 

The evening was filled with 

fun and entertainment as the 

attendees enjoyed a cocktail 

reception, four-course dinner, 

dancing and silent auction. In 

addition to the stellar enter-

tainment, uplifting speeches 

and delectable food, the event 
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rate sponsors Morgan 

Stanley, LexisNexis, Innova-

tive Mag-Drive and Morgan 

Stanley Smith Barney. 

 

The evening was a true star 

studded event. Starting off the 

night was an elegant cocktail 

hour, which was graced with 

performances by „Sounds of 

the Season‟, an a cappella 

ensemble who perform with 

the Chicago Symphony Cho-

rus, as well as parent and 

singer/songwriter Regie 

Hamm.  As attendees trickled 

in to the cocktail hour, par-

ents of individuals with An-

gelman Syndrome were in-

vited to meet and have photo 

opportunities with the Guest 

of Honor, Colin Farrell. 

 

In addition to Mr. Farrell, 

Gala attendees also included 

singer/songwriter Regie 

Hamm. Both Mr. Farrell and 

Mr. Hamm have been 

touched by AS through the 

diagnoses of their own chil-

dren. Mr. Hamm, who won 

the 2008 American Idol 

Songwriter competition, per-

formed his hit, “Time of My 

Life,” which became a smash 

hit single for Idol winner 

David Cook. In addition to 

Mr. Farrell and Mr. Hamm, 

Mr. Gary Mule Deer, a well-

known comedian who has 

appeared on shows such as 

David Letterman and the To-

night Show, lifted the night 

with a comedic performance. 

Mr. Mule Deer is known for 

his unique blend of comedy 

and music and filled the Gala 

with laughter and entertain-

ment. Throughout the eve-

ning, the guests danced to the 

amazing talents of Chicago‟s 

#1 band, 7th Heaven. 

(www.7thHeavenBand.com) 

The Gala guests enjoyed the 

opportunity to meet and hear 

from Dr. Edwin Weeber re-

garding current research on 

Angelman Syndrome.  Dr. 

Weeber is best known for his 

work in reversing the cogni-

tive deficits in the mouse 

model of AS, and currently 

serves as the head of FAST‟s 

Scientific Advisory Board. 

 

“We are excited about the 

progress we‟ve made in help-

ing to find a cure for Angel-

man Syndrome,” said Paula 

Evans, founder and chairper-

son of FAST. “Because this 

disorder is so often misdiag-

nosed, it‟s important for us to 

raise awareness and funds to 

continue the great strides 

we‟ve already achieved. We 

are pleased that FAST has 

surpassed last year‟s success 

and look forward to continu-

ing our efforts to raise addi-

tional funds and awareness 

throughout 2010.” 

 

One attendee Ms. Jan Purcell 

said, “Our entire table had 

such a wonderful night!  It is 

hard to put into words how 

truly spectacular it 

was!  Every detail of the eve-

ning was so well planned - 

my friends can't stop talking 

about the beautiful hotel, the 

delicious food, the wonderful 

entertainment, the heartwarm-

ing speakers such as Paula 

Evans and Colin Far-

rell.  FAST‟s work is so much 

appreciated!  I hope you 

know that the gala lifted our 

spirits, and made life with our 

Angel, Sean seem easier.” 

 

FAST is so grateful for this 

year‟s Gala success. We look 

forward to reaching our goals 

and continuing to bring those 

who are touched by Angel-

man Syndrome together on an 

annual basis.   To read more 

about Angelman Syndrome,  

FAST and Dr. Edwin       

Weeber, please visit 

www.CureAngelman.org. 

 

To view more photo‟s of the 

Gala 2009 event please visit, 

www.CureAngelman.org. 
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One attendee Ms. Jan 

Purcell said, “Our 

entire table had such 

a wonderful night!  It 

is hard to put into 

words how truly 

spectacular it was!” 

FAST  

Board of Directors 



 

On October 

23rd, 2009, 

the second 

annual Bella 

Bash was 

held in 

Nashville 

Tennessee. 

The event is 

named after 

my precious daughter Isabella 

and is an evening of music, 

fun and good will. When we 

did the first Bella Bash, 

"Bella" had only been diag-

nosed with Angelman Syn-

drome (AS) for eleven 

months. We knew very little 

about the disorder, or the re-

search, or the other families 

and children with AS. In the 

year and some odd months 

since the first Bella Bash, 

we've become introduced to a 

world we didn't know existed 

- the world of Angelman Syn-

drome families and the com-

munity of moms, dads, broth-

ers and sisters who struggle 

with this every day of their 

lives. Since that first year, I've 

also been honored to sit on 

the board of directors for the 

FAST foundation. Given that 

role, we chose to contribute a 

portion of the Bella Bash '09 

proceeds to FAST this year.  

 

     The night of the Bash was 

truly magical. A pre-Bash 

took place at my house in the 

late afternoon and early eve-

ning. Board members Paula 

Evans, Melissa Elkins, and 

Debbie Guagliardo, as well as 

FAST volunteer, Lisa Piekos  

and AS mom, Paula Haw-

thorne came to the pre-bash 

festivities. The night's per-

formers were there as well as 

friends, parents and manag-

ers. It was a lovely way to 

gear up for the evening. 

Around 8:30 p.m. we all 

drove downtown to 3rd and 

Lindsley and prepared for the 

show. Several businesses 

were kind enough to sponsor 

the evening, which made for 

amazing goodie bags for the 

guests. SESAC (my perform-

ance rights organization) went 

above and beyond and had 

special "Bella Bash" balloons 

made. Restaurants, salons, 

legendary Nashville venues 

and many others donated cou-

pons, books and products that 

enhanced a truly magical eve-

ning.  

 

     The performers all donated 

their time and I was so moved 

by their willingness to jump 

in and contribute to the cause. 

Ben Reynolds, David Cleve-

land, Brady Seals, Mica Rob-

erts and Gary Mule Deer all 

delivered stellar performances 

and kept the standing-room-

only crowd on the edge of 

their seats for much of the 

two hours, that seemed to fly 

by. Because she's my daugh-

ter and I started the event, I 

got to close the show! Backed 

up by my amazing band, Ron 

Robinson, Tony Morra, David 

Cleveland and Matt Pierson, 

we went all out for the final 

thirty minutes. At the end of 

the night, all the performers 

joined me on stage and we 

left everyone singing the 

Beatles' classic, "All You 

Need Is Love". Balloons. 

Beatles song. Full House. 

What more can you ask of a 

finale?  

 

     The good will and genuine 

concern for our kids was in 

the air and palpable. Though 

the venue was small and the 

event young, we raised nearly 

ten times as much money as 

we had raised the year before. 

In our first, clumsy year, we 

only raised around eight hun-

dred dollars. This year, we 

raised over six thousand. Next 

year, we're looking to multi-

ply that figure yet again. All 

the sponsors and performers 

agreed, without question, to 

be a part of the 3rd annual 

Bella Bash, and the audience 

left knowing more about AS 

than they did when they ar-

rived, but most of all ...caring 

more about it as well. That's 

what we're about - awareness, 

action and love. All were 

achieved at the 2nd annual 

Bella Bash. It was a great 

night of music and positivism 

and one more step in this 

journey we're all taking to-

gether. Next year's show is 

already in the works and 

promises more surprises and a 

greater platform from which 

to tell the story of our pre-

cious angels. We've decided 

to make the 3rd Friday in 

October our special Bella 

Bash day from here on. We 

hope more angel families can 

make it out next year, but if 

not, know that somewhere in 

Tennessee, guitars, drums, 

pianos and voices will be 

raising on behalf of the an-

gels. See you next year!    

 

Bella Bash '09! 

“This year, we 

raised over six 

thousand. Next 

year, we're looking 

to multiply that 

figure yet again.” 

Written by Regie Hamm 



 

Speak Out For AS 

to me via email, to express 

your support and appreciation 

for what we managed to do 

with our Inaugural Speak-

Out4AS event.   

 

I, in turn, feel as though I 

should be thanking all of you.  

Again, my contributions 

don‟t begin to compare to 

what I feel I received in re-

turn.  I feel I have learned so 

much, about this rare disorder  

and a little more about those 

affected, both your children 

and your families.  Your 

spirit is admirable.   

 

So now what?   

 

I was fortunate to have my 

neighbor, Gina Guagliardo 

and her dedicated mother, as 

the motivating force behind 

our SpeakOut4AS event.  

That coupled by the addi-

tional energy of 50+ kids and 

we had a lot of factors in our 

favor. 

I‟ve heard that many of you 

don‟t feel you‟ve got the 

same network of friends or 

neighbors  

with which to attempt your 

own SpeakOut4AS event.   

 

We were able to see the 

power of this silence cam-

paign in both large and small 

settings.  I‟d argue that no 

group is too small. 

SpeakOut4AS, a one-time 

event or a unique opportunity 

to spread your message and 

build an ongoing awareness 

campaign for Angelman Syn-

drome?   

 

On December 2nd, 2009, the 

inaugural SpeakOut event 

was held in which 1,500 chil-

dren in Darien, IL partici-

pated in a silence event so 

they might better understand 

their non-verbal peers.  In the 

weeks leading up to the 

event, the children were in-

troduced to Ainsley Evans, a  

child with AS in one of their 

district's schools.  They 

learned a lot of things about 

non-verbal individuals in 

general, and those with AS 

specifically in the process. 

 

While in the midst of our 

push toward the inaugural 

SpeakOut4AS event, I men-

tioned to Paula Evans that if 

nothing more came from this 

event other than having en-

gaged over 1,500 students in 

a dialogue and lesson of ac-

ceptance and if in doing so 

we would manage to reach 

countless households as well, 

that is certainly nothing to 

hang our heads about.   

The inaugural SpeakOut4AS 

event was an event that intro-

duced thousands to the little 

known disorder called Angel-

man Syndrome.    

 

Working on the inaugural 

SpeakOut4AS event was one 

of the most rewarding experi-

ences I‟ve had to date and 

I‟ve spent the past five years 

leading various service pro-

jects within our after school 

club we call Kids4Good.  

Kids4Good has tackled some 

pretty lofty projects but I 

knew it was going to be a 

challenge when I saw, first 

hand, how it made adminis-

trators in our School District 

ask many questions about 

implementation.  It was at 

this same time, however, that 

I knew we were onto some-

thing. 

 

I found working with the 

Evans‟ family and members 

of the Foundation for Angel-

man Syndrome Therapeutics 

(“FAST”) board to be in-

credibly refreshing and dy-

namic. However,  the gift of 

watching how our children 

were so engaged in the idea 

and how they all worked so 

hard to help promote and then 

participate in the actual event 

was truly remarkable. 

I appreciate those of you who 

made a point of approaching 

me at the Gala or reached out 

“The gift of watching 

how our children were 

so engaged in the idea 

and how they all 

worked so hard to help 

promote and then 

participate in the 

actual event was truly 

remarkable.” 
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The future success of the 

SpeakOut4AS campaign re-

lies on many of you to take 

the first step to organize your 

own events.  Visit the special 

website that was created for 

this event: 

www.SpeakOut4AS.org.   

 

I‟ve told Paula Evans that I‟d 

personally try to provide sup-

port to any of you who may  

 

be considering organizing 

your own SpeakOut event.  

This isn‟t rocket science, 

that‟s Dr. Weeber‟s part.  I 

know that our inaugural event 

won‟t be our last SpeakOut 

event but our hope was to see 

that it would be the start of 

many more, across the coun-

try and around the globe.  

  

Please consider organizing 

your own SpeakOut4AS 

event and we can all look 

forward to celebrating your 

successes at next year‟s Gala. 

 

Again, I had one highly 

gifted child with a desire to 

one day hear her friend speak 

as my motivation.  Many of 

you wake daily to the realities 

of dealing with a child af-

fected with this disorder and 

the multitude of challenges 

that presents each and every 

day.   

 

The added thought of taking on 

an “event” or another responsi-

bility is more than many of you 

can even entertain.   

 

To answer my original ques-

tion, SpeakOut4AS is a unique 

opportunity to not only spread 

your message but also to build 

an ongoing awareness cam-

paign for Angelman Syndrome.     

You will need to trust that there 

are many within your commu-

nity, who will be willing to 

help, if they are made aware of 

this opportunity.   

 

Organized and  

Written by Cynthia 

McGann 

Bake Sale Idea for Kids 

In September, Alyssa Wolff and 

Gina Guagliardo held a lemonade 

stand/bake sale/garage sale to 

benefit FAST.  Gina made Angel 

shaped sugar cookies and 

Grandma Bess Wido baked every-

thing else under the sun!  Alyssa 

made it her mission to single-

handedly raise awareness about 

AS one customer at a time.  Not a 

person passed by or stopped that 

didn‟t leave with a FAST bro-

chure!  Gina‟s original goal was 

to raise $100.  By the time the 

proceeds were tallied, the girls 

raised an impressive $325!  Great 

job! 

http://www.speakout4as.org/


 

were of winning. The first 

Poker Run had nearly 250 

participants and raised over 

$8500.  The second annual 

Poker Run is scheduled for 

August 2010 and they are 

already expecting over 300 

riders. In addition to this 

event, John and Barb talked 

to other local business and 

informed them of AS. Friends 

who own a local popular 

pizza restaurants, Pizza Joe‟s, 

decided that they would sell 

refills on drinks for $0.25 and 

donate all those proceeds to 

Kendyll‟s foundation.  A 

close friend of Barb‟s de-

cided to organize a 5K fun 

run, which raised an addi-

tional $2,500.  They have 

also worked with their local 

sports teams and have raffled 

off tickets to the Pittsburgh 

Penguins and Steelers and 

raised another $5,000.  Barb 

said, “It‟s amazing how much 

people want to help out when 

they learn of Kendyll and her 

challenges.  It is as easy as 

just asking!” 

 

With the help of their friends 

and family they launched 

many events that not only 

raised awareness for AS, but 

also raised nearly $16,000 in 

2009.  John and Barb decided 

to donate all proceeds to the 

Foundation for Angelman 

Syndrome Therapeutics 

(FAST).  John and Barb 

stated, “We are huge support-

ers of FAST because the 

foundation was created and is 

run by 100% volunteers and 

is solely dedicating all its 

fundraising efforts directly to 

science for finding a cure.” 

 

John (Jr.) and Barb Morgan 

of Pennsylvania suspected 

something was not quite right 

with their second child when 

she started missing mile-

stones around seven months 

of age. Kendyll, their daugh-

ter, was 

born April 

15th, 2005 

and they 

couldn‟t 

have been 

more 

pleased to 

give their 

son Brayden 

a little sis-

ter. After many weeks of ago-

nizing tests and questioning 

themselves, they received the 

daunting news of Angelman 

Syndrome (AS) in August of 

2007. As with many of the 

parents of children with AS, 

they were told about all the 

things Kendyll would not be 

able to do in her lifetime. 

John and Barb took this news 

and turned it into a mission of 

theirs and decided that they 

would do everything in their 

power to help Kendyll suc-

ceed and reach her full poten-

tial. In addition to embracing 

the diagnosis, they decided to 

immerse themselves in the 

AS community and learn as 

much as possible.  While on 

this journey, John and Barb 

met many amazing parents of 

children with AS who helped 

them work through their 

emotions of living with this 

disability.   In addition, 

friends and family members 

have become incredible sup-

port and a source of inspira-

tion for them, most notably 

Kendyll‟s grandfather John 

Morgan (Sr.). 

 

When Kendyll was around 

two years old they took a trip 

that has since changed their 

lives and given them hope for 

a better future. After meeting 

Dr. Ed Weeber and  learning 

of all the exciting movements 

towards a cure/therapeutic 

that he and his fellow re-

searchers had been making, 

they decided it was time to 

take some action in raising 

awareness and funds to bring 

this idea of a cure to reality 

for them and all the children 

with AS in the world. 

 

With the help of many friends 

and families, they created 

The Kendyll Marie Morgan 

Research Foundation for An-

gelman Syndrome.  There 

have been many projects on 

their plates, from a Poker 

Run to dunking booths to 

getting local pizza restaurants 

involved. In October of 2009, 

John Morgan (Sr.) launched 

his first annual Poker Run 

event.  John Sr. has been an 

avid motorcyclist for most his 

life and decided that he could 

organize an event that could 

have the potential of raising 

large amounts of funds. A 

Poker Run is an event where 

bikers have a start location 

and are then given 5-6 loca-

tions at which to stop and 

participate in a raffle drawing 

for prizes that had been do-

nated by many business and 

families locally.  The ride 

averaged about 60-80 miles. 

Each participant had to pur-

chase a ticket ($10 for 

driver / $5 passenger) to be 

included in the run.  At each 

location raffle tickets were 

sold and food, drinks and 

entertainment were provided. 

The more raffle tickets pur-

chased the better the odds 

Family In the Spot Light:   The Morgan Family 

Barb said, “It’s 

amazing how much 

people want to help out 

when they learn of 

Kendyll and her 

challenges.  It is as 

easy as just asking!” 



 

"FAST is so grateful to have 

the support of the Morgan 

family.  This family works 

tirelessly to raise awareness 

of Angelman Syndrome and 

funding for the research we 

need to find a therapeutic for 

this disorder.  They are truly 

an inspiration to us all" 

stated Paula Evans, Chairper-

son and Founder of FAST. 

 

From all of us at FAST, we 

sincerely thank the Morgans. 

It‟s families like theirs that 

inspire us all. 

Continued from page 6:  Family 

In the Spot Light:   The Morgan 

Family 

Speak A Survey of Conventional and Complementary and Alternative Treatments 

for Problem Behaviors in Angelman Syndrome 

 

This is a research study about the use of possible treatments for challeng-

ing behaviors in individuals with Angelman Syndrome (AS).  

 

We know there are many different ways in which parents and caregivers 

treat some of the difficult behaviors that are associated with AS. We are 

conducting a survey to help us learn more about what medications, thera-

pies, and treatments being used for difficult behaviors in AS, and what you 

think about how good they are. This information will be of great help to us 

so that we know what treatments are being tried, and what you think seems 

to work well in individuals with AS. Some of these treatments may be 

quite familiar to you, and others may be less recognized. It is not our goal 

to say that any of these treatments are good or bad; we simply wish to learn 

more about what is being used. A greater understanding of the treatments 

that are being used may lead to improved quality of care and/or new treat-

ments for the syndrome in the future. 

 

For this survey, we are targeting parents and/or caregivers of individuals 

with AS between the ages of 2-adulthood.  

 

If you choose to participate in this survey, there is a secure weblink below 

that will take you to the questions. We estimate that it will take no more 

than 45 minutes to complete this survey. The survey does have an option of 

starting and then completing it at a later time. If you choose this option, 

you must re-enter the survey using the same code you are given. Please be 

aware that your responses are completely confidential and there will not be 

any way for us to identify who responded to particular questions.  

 

This study is being conducted by Dr. Sarika Peters at the Vanderbilt Uni-

versity Kennedy Center for Research on Human Development and her col-

laborators. Funding for this study is provided by the Angelman Syndrome 

Foundation. Information pertaining to the study will be available to partici-

pants upon completion of the study. Once we gather this information, we 

will share the results of our findings (as a whole) through presentations at 

conferences, reports to the various Angelman foundations, and publica-

tions. 

 

Taking part in this study is voluntary. You may choose not to take part in 

the study. You are free to withdraw at any time, and there is no direct 

benefit for you participating in this study. Your decision will not change 

any present or future relationships with Vanderbilt University or its affili-

ates or other services you or your child are entitled to receive. 

 

 

Link to survey: http://tinyurl.com/yhp6yga 

 

 

If you have any questions about this survey, please do not hesitate to con-

tact us at drew.t.wilkerson@vanderbilt.edu; or 

fae.l.lumauag@vanderbilt.edu; or sarika.u.peters@vanderbilt.edu;    

Vanderbilt Parent Survey Request 

mailto:drew.t.wilkerson@vanderbilt.edu
mailto:fae.l.lumauag@vanderbilt.edu
mailto:sarika.u.peters@vanderbilt.edu


 

Upcoming Events to Look For In 2010 

 

SAVE THE DATE!  May 21, 2010 

 

Koeller, Nebeker, Carlson, and Haluck, LLP will host the 2nd 

Annual Golfing for a Cure on Friday May 21, 2010 at 11 a.m.  

The event will be held at The Ridge Golf Club in Auburn, Cali-

fornia.  Shotgun start at noon. 

For more information contact Sylvia Kane at  916-724-5700, via   

e-mail Sylvia.kane@knchlaw.com  or  

Victoria Linnerman at 916-724-5700, via e-mail      

Victoria.linnerman@knchlaw.com. 

 

 

 

SAVE THE DATE!  August 20, 2010 

  

The first annual “Simply Divine Soiree” to benefit FAST will be 

held on Friday, August 20, 2010 at the Arbor Hills Country Club 

(1426 Arbor Hills Road in Jackson, Michigan).   Cocktails begin 

at 6:00 pm followed by dinner, dancing and silent auction.  En-

tertainment will be provided by Scoot Magoo.  For more infor-

mation, contact Debbie Brockie at 517-745-7967, via e-mail  

mbrockie29@comcast.net. 

  


