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The Shea Foundation

The Alliance 
has $12,625 

more to dedicate 
to programs and 

services, including 
research initiatives, thanks 

to the generosity of The Shea 
Foundation and the thoughtfulness of 
one person in particular – Lessie Ann 
Shea, a Trustee of the Foundation and 
grandmother to Rainy Reimer.

Lessie Ann Shea’s great grandfather, 
John Francis Shea, opened a modest, 
one man plumbing shop called the 
J.F. Shea Plumbing Company in 
Portland, Oregon, in 1881. From this 
beginning, the company expanded, 
the name was changed to the J.F. 
Shea Company, and in 1933 its 
h e a d q u a r t e r s 
was moved to 
Los Angeles, 
C a l i f o r n i a . 
E v e n t u a l l y 
the company 
expanded and 
evolved into one 
of the largest and 
oldest privately 
owned construction companies in the 
United States. Today, the company 

legacy of family 
management has 
remained unbroken 
for over 130 years and 
the J.F. Shea Company 
remains one of only 
a handful of 3rd and 
4th generation, family 
owned businesses in 
the United States. 

The Shea Foundation 
is the philanthropic arm of the J.F. Shea 
Company and Lessie Ann Shea is a 
member of its Board of Trustees. Ms. 
Shea also happens to be the mother 
of Windy Morrisey-Reimer whose 
daughter Rainy Reimer has AGS. 
Ms. Shea wanted to do something 
to help the Alliance, because her 

granddaughter has AGS, 
so she coordinated the 
$12,625 donation from 
The Shea Foundation.  

Rainy Reimer just 
turned two years old 
and is doing well with 
height and weight, 
according to her mother 
Windy. But, she is 

struggling with her liver numbers 
and may be facing the possibility of 
listing for a liver transplant. Rainy 
also has heart issues, but they are not 
too severe right now. Windy says that 
Rainy couldn’t be a happier child!

On an added note, Windy’s 
employer Luxury Link generously 
hosted an online auction of a travel 
package last September that resulted 
in a $916 donation to the Alliance. 
And Windy just raised $290 with her 
Birthday Wish through Causes on 
Facebook. This family’s generosity 
and thoughtfulness know no bounds!

AGS2011

The 5th International 
Symposium on 

AGS is just around the 
corner. Now is the time 
to mark your calendar 
for June 24-26 and 
make your travel plans 
to join the Alliance at 
the Hilton Orrington/
Evanston in North 
Chicago, Illinois!  

At the Alliance we’re Sharing 
the Journey of life with AGS and 
working toward a cure for this rare 
genetic condition. We invite you to 
join us for this once-every-three-
years opportunity to learn and play 
with other AGS families, and to find 
your place in Sharing the Journey that 
is AGS.  

The registration packet contains all 
the information you need to register 
and prepare for AGS2011. We’re 
pretty sure all your questions will 
be answered in its pages, but if not, 
we’ve also provided useful resources 
to help you. You may download the 
registration packet from our website 
at www.alagille.org.

Our past four Symposiums were 
terrific successes. We expect the 
same of AGS2011 and plan to make 
it happen in a huge way!

Whether this is your first 
Symposium or your fifth, come 
geared to learn, eager to make new 
friends, and ready to have a great 
time. Our growing AGS family is 
waiting to welcome you!

It’s energizing, emotionally 
charged, enlightening, overwhelming, 
and exhausting, all at the same time. 
We wouldn’t miss it for the world and 
know you’ll feel the same way! 
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President’s Page
It’s already April and spring has 

sprung! The weather is improving, 
my blueberry bushes are budding and 
the rhubarb has sprouted. Soon it will 
be time to build some raised beds and 
plant my vegetable garden. But first, 
this column needs to be written…

Planning for AGS2011 is in full 
swing. We are tweeking the program 
and filling speaker slots, talking about 
offering discussions for kids based 
on the Sib Shop model (see related 
article in this issue), having T-shirts 
printed, hiring entertainment, and 
coordinating numerous other details. 
Registrations have started coming 
in and I’m getting more and more 
energized with each passing day! 
Symposium years are exhilarating 
and exhausting at the same time, 
but I wouldn’t have it any other 
way. I hope you plan on joining us 
– I can’t emphasize how worthwhile 
and unforgettable an event this is. It 
literally will change your life and that 
of your AGS family member(s). 

Speaking of the Symposium 
program reminds me to thank all of 
you who participated in the planning 
survey we posted on Survey Monkey. 
A total of 67 individuals completed 
the survey, providing us with very 
helpful information about potential 
attendance, program content, 
childcare, and other logistics. You 
had some terrific suggestions, which 
we’ve incorporated into our planning 
for AGS2011. It’s awesome to get 
such a fantastic response!

We have quite a pool of speakers to 
pull from for AGS2011 as a result of 
the recent expansion of our Medical 
Advisory Board (MAB). I mentioned 
this in my last President’s Page, but 
must admit that I was not prepared for 

the outpouring of positive response 
that we received to the invitations we 
extended to potential new members. 
I’m extremely pleased to announce 
that, with only two exceptions and 
one substitution, every one of the 10 
individuals we invited have joined 
our MAB! With 15 members, our 
MAB has essentially doubled in 
size and now includes individuals 
with expertise in a wide range of 
specialties from gastroenterology 
to transplant, patient registries to 
genetics, cardiology to physiology to 
nutrition. This is a terrific group and 
we will be involving them in a variety 
of capacities in Alliance programs 
and services in years to come. 

One activity in which some MAB 
members will no doubt be involved is 
revision of our AGS in the Classroom 
booklet. It’s been several years since 
we published this helpful resource and 
time that it be updated and expanded. 
We’ve posted a new survey about the 
booklet on Survey Monkey that we 
invite all of you to complete. Also, 
if you have pictures of your AGS 
children on the first day of school or 
in a school setting that you would like 
to submit for inclusion in the revised 
booklet, we encourage you to send 
them as an email attachment (jpg, 
tif, or gif format) to Richard or Beth 
Caldwell at recaldwe@verizon.net or 
brcaldwell@alagille.net with AGS 
in the Classroom in the subject line. 
Children may be any age from daycare 
to preschool, K-12, or university. 
We’ll do our best to include as many 
pictures as possible. 

This is an exciting time. Remember 
to keep in touch. Send me an email, 
drop Joe Anderson a message on 
Facebook, tweet one of our other 

Board members – we’re always here 
and eager to listen to your suggestions 
and share your ups and downs. We’re 
all in this together and we’re working 
hard for you!

With good wishes and a smile,

New Medical 
Advisory Board 

Members
Dennis D. Black, MD,
University of Tennessee Health 
Science Center & Le Bonheur 
Children’s Medical Center
Haleh C. Heydarian, MD, 
Children’s Hospital Medical Center, 
Cincinnati, OH
James E. Heubi, MD,
Children’s Hospital Medical Center, 
Cincinnati, OH
Binita M. Kamath, MBBChir, 
MRCP, MTR, The Hospital for Sick 
Children & University of Toronto, 
Ontario, Canada
William Pennock Laird II, MD, 
Pediatric Heart Specialists, 
Dallas, TX
Kathleen M. Loomes, MD, 
University of Pennsylvania School 
of Medicine & The Children’s 
Hospital of Philadelphia
Yaffa R. Rubinstein, PhD,
Office of Rare Diseases Research, 
National Institutes of Health
Meghana N. Sathe, MD, CNSC, 
Children’s Medical Center – 
Dallas, UT Southwestern Medical 
Center at Dallas, TX
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Roberta’s Ramblings: Life Happens
by Roberta Smith

This year has started with a 
bang!  Here in Michigan we 

are still fighting the snow and cold 
temperatures in late March and 
however dreary it may seem, the sun 
has been shining ever so brightly. I 
can’t help but to fight to stay positive 
when I wake up and start my day 
with the sunlight beaming off of the 
snow. I have noticed a slight change 
in myself over the last few months 
and can attribute this to having been 
blessed with the opportunity to share 
in the lives of a few kids with Alagille 
Syndrome. I am so thankful and lucky 
to have the honor of meeting AGS 
families, even if only through email. 
I hope that this continues so that I can 
share their stories with you and so that 
I can enrich the lives of those fighting 
the good fight whether it be the 
parents, extended family members, or 
the AGS kids themselves.

When my twins Cloe and Claudia 
were born, I had no idea what was 
about to transpire in my life. The 
first 3 years after their birth were 
the toughest times I have ever 
experienced. The pure emotional 
roller coaster that comes with having 
a child with AGS surpasses all other 
obstacles I have ever endured. Having 
begun my journey learning about the 
family struggles and the miraculous 
strength of the AGS kids outside of 
my own family, I have reflected back 
to the earlier days when I did not know 
what was going to happen each day 
when I got out of bed. Learning more 
and more about AGS and the strength 
we have to have in order to overcome 
the obstacles it throws our way, I have 
decided that I need to take more time 
to smell the roses. However mild or 
severe our children’s AGS symptoms 
are we have to take some time to 
find an emotional release and then 
smell the roses when the opportunity 
arises. In 2006, three years after the 
girls were born, I wrote this poem 
which reflected the emotional tear I 
felt within myself with every decision 

I had to make for Cloe medically 
and every decision I had to make to 
continue to move forward in my own 
life amidst the struggles. Whatever 
way you find it, I hope you find it 
well and thank you for allowing me 
into your lives! 

Ourself....me
It seems as though we pass ourselves when life happens.
	 Yet, we don't have a moment of clarity unless it's forced.
We are parallel worlds inside ourselves, walking inside our own footsteps
	 until one stops and the other continues without discern.
It's as though we are pulled apart unintentionally without control, life happens.

Like an old skin slowly peeled from our being, without mention or concern,
	 we seperate.  It's not until we need one another that we notice half of
ourself is gone. Suddenly, feeling alone and broken and without the strength to take
	 another breath we have a moment of clarity that spews strength and wisdom.
Life happens. It happens to all of us unannounced to ourselves, at the worst of
	 times, at the weakest moments, every day, every year, everywhere around us.

 It's within ourselves that we find our peace to go it alone when we must and to pick
	 our other half up or drag it behind when we need to keep moving.  We are
the skin that is slowly peeled back, that protective overlay that keeps us together, we
	 are one in ourselves.  We are strength beyond words or motions.  We are far
above what we ever thought we'd be or ever could have imagined.  We are what we
	 choose to portray, we are how we live, we are how we treat another, we are
me... and I choose to live.  Life happens.

 I choose to live while my children teach me, while my lessons mold me, while my will
	 to overcome all obstacles protects me, while I walk with myself soaking it
all in observing whatever I see, so that next time myself leaves me I am aware and
	 conscious of my departure and strong enough to be me.

					     Roberta Smith, February 2006

In our effort to continue to provide 
relevant as well as new activities 

for you and your families, we will 
be holding a Sibshop at this year’s 
Symposium. Sibshops are the 
brainchild of Don Mayer and Dr. 
Patricia Vadasy and are focused on 
the brothers and sisters of children 
with ongoing special health needs. 
The basic idea behind Sibshops is that 
healthy siblings need opportunities to 
share the things that they love about 
their siblings with special needs, as 
well as the challenges they face as 
a well sibling. More information to 
come on the specifics of this unique 

Mark Your Calendar
June 24-26 = AGS2011
July 16 = Gehman Annual Picnic
Aug 15-Oct 15 = 4th Annual AGS 
Virtual Walk for a Better Life 
Sept 18 = Ann “Re” Fernald’s AGS 
Walk for a Better Life along Cape 
Cod Canal
July 30 = AGS Family Gathering 
at Legoland in the UK; email 
tariciabrownlie@hotmail.co.uk for 
details.

Sibshop coming 
to AGS2011

opportunity, so stay tuned! We look 
forward to seeing you at AGS2011 in 
Chicago. 
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Happy Birthday!
January
Hunter Blake Blair........................ 14
Bryston Burson............................... 3
Jayron Chaco................................... 5
Carley A. Corbett.......................... 20
Tessa J. Derusha............................ 19
Levi Dilts........................................ 7
Jeffrey Dubrawski......................... 24
Luke T. Fasano.............................. 19
Lauren Gajdosik............................ 20
Kayla A. Garland.......................... 21
Avery C.Glenn................................ 3
Heather L. Hansen........................ 28
Mihai Alexandru Hogas.................. 7

Liver transplant 2005

Brianna James-Beckham............... 17
Mitchell Jelley............................... 23

Liver transplant 05/28/1996

Megan Lavallee............................. 15
Carter Letterman............................. 7
Hanna Peterson............................... 8
David M. Rader............................. 12
Aria Rowley.................................... 8
Jiri C. Solka..................................... 5
Sebastion Wilson Sorrells............... 2
Cael Stenger.................................... 8
Zachary Tilger............................... 12
Debra Wilson................................ 41
Hannah L. Zinno........................... 15

Liver transplant 01/16/2009

February
Zephan Abel.................................... 7
Benjamin Doehling....................... 20

Liver transplant 11/13/1991

Zachary Flores.............................. 18
Caroline Hardwick........................ 42
Carine Hendriks............................ 15
A.J. Koller....................................... 7
Sara-beth Martin............................. 9

Liver transplant 06/12/2005

Jasmine R. Morris........................... 2
Tessa K. Petersen............................ 8
Connor Quillen.............................. 12

Liver transplant 12/20/2007

Trevon “Tre” M. Rountree............ 12

Quinn Scholtes................................ 7
Kendall N. Shepard....................... 12
Kristopher R. Stanley.................... 21
Tara Tchalabi................................. 33
Ryan Wilson.................................. 19
Jessica Wood................................. 20
Sheena Wood................................. 25
March 
Karen Ayre.................................... 45
Ashley C. Boyce........................... 12
Bryce Brower.................................. 3
Jose L. Campos, Jr........................ 22
Ashley Carter................................ 12
Dylan K. Dignam.......................... 15

Liver transplant 07/18/1998

Alexander S. Doherty.................... 12
Breanne Dunn............................... 17
Patricia Espin-Jurado.................... 13

Liver transplant 02/2007

Ross Garrison................................ 20
Ali Gorham................................... 15
Megan Grote................................... 5
David “Cole” Harden.................... 28
Sophia Hermans.............................. 4
Rachel Herschmann...................... 13

Liver transplant 05/11/2005

Susan Heuser................................. 53
Bernadette LaFollette.................... 13
Anna M. Laurent........................... 16
Sydney Lindsey............................. 12
Amanda Marx............................... 18
Ernest Ouellette............................. 23
Helen Ouellette............................. 26
Victor J. Rivero............................... 7
Sophie Rofe................................... 12

Liver transplant 04/02/2008

Simay Sevdi.................................. 14
Anthony Strukel............................ 13
Raya Tashchieva............................. 5
Abigail Weissmann........................11
Leo G. Westwind........................... 16

Liver transplant 12/18/2007

Thomas Whyte.............................. 14
Arielle Wiersma.............................. 2
Sheryl M. Zook............................. 30

In Memory
Larsen Grace Purvis 

August 17, 2007 - January 25, 2011

Larsen is survived by her parents, 
F r a n k 

Purvis and 
T a m a r a 
G r e m i l l i o n , 
and her sister, 
Courtlyn Faith 
Purvis, all of 
Murfreesboro; 
her maternal 
grandparents, Stan and Janene 
Gremillion of Covington, LA; her 
paternal grandfather, Frank Purvis, 
Sr of Bethesda, TN; her paternal 
grandmother, Diniah Butler of 
Seminole, FL; her great grandmothers, 
Dorothy Jones of Bartlett, TN, and 
Marjorie Purvis of Franklin, TN; 
her aunts, Cindy Gremillion of New 
Orleans, LA, and Dawn Belair of St. 
Petersburg, FL, and her great aunt, 
Judy Miranda of Murfreesboro, TN.

Terri Ann Jacobson Dragony
August 21, 1961 – December 3, 2010

Terri Dragony’s son Jacob has 
AGS and Terri’s family has been 

a member of the Alliance for several 

In Memory
Samantha L. Armstrong................ 29
Michael Blackley.......................... 12
Alexander R. Boyce........................ 8
Sylvian R. Briegoos...................... 17
Emma J. Burgamy........................... 6
Benjamin T. Earnshaw.................. 13
Taeghan Holder............................... 7
Olivia A. Huelsbergen..................... 2
Jesse L. Isabelle............................ 19
Trenton LaMadline......................... 6

Liver transplant 11/26/2005

Mateo Marchel.............................. 19
Christopher McCoy....................... 36
Alyssa M. Parker........................... 16
Clara P. Sexton.............................. 10

continued on page 5
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continued from page 4 “In Memory”

years. Terri passed away on December 
3, 2010, in Tucson, AZ, after a short 
illness. She was the daughter of Carol 
D. Moran of Old Saybrook, CT and 
Richard C. Jacobson of Newberg, 
OR. Terri attended Cromwell Schools 
and served in the US Marine Corps 
as a drill instructor and an air traffic 
controller during the Persian Gulf 
War. Along with her parents, Terri is 
survived by a son Jacob R. Dragony; 
and three brothers: Richard Jacobson 
of Tarrytown, NY, Jeffrey Jacobson 
of Middletown, CT and Peter 
Jacobson of Old Lyme, CT. Also by 
a stepfather, Daniel Moran of Old 
Saybrook, CT, a stepmother, Leann 
Jacobson of Newberg, OR and two 
stepbrothers, Matthew Moran and 
James Moran, both of Simsbury, CT. 
Also nieces and a nephew as well as a 
most special friend, Tina Valente who 
was with her until the end. 

Lauralyn Danielle “Dani” Yonce
December 19, 2007 - March 19, 2011

Dani Yonce, 3, daughter of John 
Preston Yonce, Jr. and Stephanie 

Timmerman Yonce of Spring, SC, 
died Saturday March 19, 2011 at the 
Children’s Hospital of Pittsburgh. 

Dani was a native of Edgefield 
County and was 
a member of 
Johnston United 
M e t h o d i s t 
Church. She 
was the 2010 
ambassador for 
the March of 
Dimes for the 
Edgefield Area.

Survivors include her mother and 
father; her brother Tre’s Yonce; her 
paternal grandfather, John Preston 
Yonce Sr., Ridge Spring; her maternal 
grandmother, Joyce Montgomery 
Timmerman, Edgefield; and her 
uncle, Jamey (Mollie) Timmerman, 
Edgefield. Dani was predeceased by 
her maternal grandmother, Virginia 
Prescott Yonce, and her paternal 
grandfather, Jim Timmerman.

Maddox David Rodriguez
September 14, 2010 – January 14, 2011

Maddox was born two weeks late 
on September 14, 2010. We 

had no idea anything was wrong with 
him at all. We spent the first month 
in the NICU where we made lots of 
memories and 
got to know our 
sweet baby boy! 
The doctors 
told us he had 
a heart murmur 
that should heal 
on its own and 
that he probably 
had Alagille 
syndrome, due to the facial features, 
liver, heart and kidney problems. 
We were devastated but thought 
everything was going to be just fine. 
The doctors sent us home for 6 weeks 
before our next hospital stay, only for 
Max’s heart to work harder and get 
weaker. What they didn’t know, was 
that his heart valves were way too 
small, but 
they failed 
to see that 
on the 
numerous 
echoes they 
did.

Maddox was the sweetest little 
boy! He was so content. He had just 
learned how to smile before going 
into cardiac arrest. We miss every 
little detail about him. He loved 
watching football with his daddy and 
bath time was his favorite! He would 
always flirt and flash a huge smile at 
all the nurses! He was such a joy to us 
and we felt so connected to him. We 
knew he had a purpose but we wanted 
him here longer. We miss our little 

boy every day. We 
are so angry that 
they neglected his 
heart and did not 
do surgery soon 
enough, yet we are 
so relieved that he 
is SAVED from the 

struggles of Alagille syndrome and 
congenital heart disease (CHD). 

We miss our little man so much, 
life doesn’t seem to get much easier 
but we take comfort in knowing he is 
in the best hands and that we will be 
reunited again one day…

Editor’s note: Brooke has a 
beautiful video tribute to Maddox 
on her Facebook page. To view 
it go to: http://www.facebook.
com/?ref=home#!/video/video.
php?v=10150182245849009. 

Research Scope
Update from Spinner Lab 

at CHOP by Dr. Henry C. Lin

The Spinner Lab at the Children’s 
Hospital of Philadelphia (CHOP) 

continues to work on trying to 
understand how genetic changes 
contribute to the clinical features of 
Alagille Syndrome (AGS). 

Currently, our main focus is on 
trying to understand the variability 
of the liver disease. In other words, 
understanding why some patients 
have very severe disease, requiring 
a liver transplant, while others have 
such mild disease that they have no 
clinical symptoms. There is no direct 
correlation between the specific 
mutation and the severity of liver 
disease, so we hypothesize that there 
is something else in a person’s genes 
that modifies the effect of the primary 
mutation in Jagged1 or Notch2, and 
we are looking for those factors. For 
this work, we are collecting patient 
samples to analyze the DNA while 
also obtaining clinical data to help 
classify the severity of liver disease.  
This study needs as many participants 
as possible, so we would love to hear 
from anyone who has not already 
submitted a blood sample who might 
be interested. So far, we have over 
400 people with AGS enrolled in 
our database and we need about 800 
before we can complete our analysis!  

We also have several other AGS 

continued on page 7
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AGSers in the News

Joey Valente was on KGUN 9-TV 
in Tucson, AZ, late last year talking 

about training to earn his blue belt in 
karate. That’s amazing, considering 
that just two years ago at age 11 he 
was so sick from his AGS that he 
wasn’t able to travel to California for 
a liver transplant, but instead received 
his surgery at University Medical 
Center in Tucson. Now instead of 
being focused on survival, he’s eating 
whatever he wants, exercising and 
training, and celebrating his newly 
found freedom in life. 

Two-year-old Rosie Gill was 
featured in a story in the 

Manchester Evening News (by 
Katehrine Vine) in January. Rosie’s 
father Chris said that she wasn’t 
diagnosed with AGS until she first 
became sick in the summer of 2010 
around the time she turned two 
years old. According to her father, 
“… despite operations and ongoing 
treatment, Rosie takes it all in her 
stride, and remains cheerful and 
upbeat.” 

Patricia Enright turned 18 in 
October 2010 and is doing quite 

well with her AGS, according to a 
story in the Lac du Bonnet Leader 
(by Lory Mitton). That wasn’t the 
case when she was born, however, 
and a huge fundraising effort to pay 
for a liver transplant should Patricia 
need one began in her hometown and 
surrounding communities. The effort 
raised over $77,000 (Canadian), 
which was kept in an account called 
the Patricia Fund for the Enright 
family to use to pay for the transplant 
and other medical expenses. Now, 
because Patricia is unlikely to need 
the surgery, the Enright family would 
like to see the money in the Patricia 
Fund designated to another cause. The 
family wants to stay true to the initial 
purpose for raising the money, and the 
mandate of the Patricia Fund states 
that, "if for some reason the total or 
partial amount of the funds raised 
are not used, then these funds shall 

be used for another unwell child(ren) 
for the same purpose as originally set 
up for Patricia." The committee that 
manages the fund has not made a 
formal decision about distribution of 
the funds, but is moving to disband in 
the near future.

The Payne family recently 
participated in the 6th annual 

Knightwalk for Babies event at the 
University of Central Florida (UCF 
Student Newspaper, Emon Reiser). 
Their daughter Madalyn, who has 
AGS, was born eight weeks early 
and weighing only three pounds. The 
March of Dimes paid for the genetic 
test that confirmed Madalyn’s AGS 
diagnosis when the Payne’s insurance 
would not cover the cost of the test. 
The Knightwalk raised $5,000 for 
the March of Dimes. The March of 
Dimes encourages future volunteers 
to invite family and friends to walk 
together to raise more money and 
share a meaningful experience. 

Ann Rea promotes organ donor 
awareness every year at the 

Sungold Field Days in Allansford, 
Victoria, Australia, in honor of her 
granddaughter Chloe Britton. Chloe, 
who lives in Perth, received a liver 
transplant in 1997 at the age of six 
when she was very sick from her AGS. 
She is now studying for a Bachelor 
of Science in exercise physiology 
and eventually hopes to work with 
rehabilitation patients. According 
to the article in The Warrnambool 
Standard (by Mary Alexander), Chloe 
did not know how her donor, a middle-
aged woman, died, but her parents Ian 
and Eleanor Britton, had written to 
the family thinking them for their gift 
of life. Chloe said, "We usually have 
a cake to celebrate the liver's birthday 
each year so I have two birthdays.”

Ayden Soong, who first made the 
news in Singapore when he was 

born with AGS two and a half years 
ago, died from complications of a fever 
in late March. Ayden’s father, Shaun 
Soong, said in an article on Asiaone.

com (by Rae Tan) that Ayden’s initial 
diagnosis was an infection causing 
the fever, but then his son started 
coughing violently and vomited 
blood. His heart stopped beating and 
Ayden died from internal bleeding 
shortly after. Doctors thought Ayden’s 
heart and liver condition were stable, 
so his death was totally unexpected. 
His mother, Tee Bee Ling, called 
Ayden her “baby of hope” when he 
was born because he was not expected 
to live past delivery. Both parents are 
shocked and greatly saddened by their 
loss.

Livers – For Kids

The Children’s Hospital of 
Pittsburgh of UPMC website 

has some awesome resources for 
explaining livers to kids. Called 
Helping Your Child Understand, 
the website is at http://www.chp.
edu/CHP/dr+lizzie+livertrans and 
includes:
•	 “Dr. Lizzie” Learns about Alagille 

Syndrome
•	 Hector’s Liver Transplant Story 

(Narrative & Cartoon Animation)
•	 Interview with a 15-Year-Old Liver 

Transplant Patient
•	 Life Gets Busy for Cody and Nate: 

Returning to Life after Liver 
Transplant

•	 Taylor’s Liver Biopsy
•	 3D Animation : Digestive System

“Dr. Lizzie” starts like this: “Lizzie 
wants to be a doctor when she grows 
up. She sees her doctor more often 
than most kids, because she has a 
problem called Alagille’s syndrome. 
This is a disease that can make a 
person sick. Lizzie is okay, though.” 
The story goes on the tell all about 
AGS, the liver’s job, how bile breaks 
down the food you eat, and how 
AGS hurts your bile ducts, as well as 
provides tips on learning to live with 
AGS. 

This is a terrific resource and we 
encourage you to check it out! 
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related projects, including searching 
for mutations in patients with AGS 
but no Jagged1 or Notch2 mutation. 
Our most recent project is to better 
understand how bile duct paucity 
develops in patients with AGS. To 
this end, we are creating cell lines 
from skin cells of patients with AGS 
to create cell culture models of bile 
duct development. 

We hope that our current projects 
will help us to better understand the 
etiology (cause or origin) of liver 
disease associated with AGS and to 
develop more effective treatment 
methods. If you are interested in 
learning more about any of the 
research studies pertaining to AGS, 
please contact Annie Hutchinson 
at (215) 590-3316 or via email at 
hutchinsona@email.chop.edu. We 
thank you for all of your support.

bus stop and he passed out… After 
awakening, 911 was called… It was 
his heart… The entire next year, he 
was sent to one doctor after another 
trying to find someone who knew 
something about his condition… 
Finally, Greg was set for surgery… 
Upon the day of the surgery, they 
said it would take a few hours… Five 
hours into it, they came down to tell 
us that they had to repair something 
else and all was going well… Around 
8pm, we got a call from the hospital 
telling us that he had gone back into 
surgery... The next morning, his liver 
and kidneys started failing… My 
little brother was living on a machine 
and there was nothing anyone of us 
could do to help him... My father had 
to make the hardest decision in his 
life and that was to turn the machines 
off... Since his death, I have found 
out more about AGS and felt a need 
to support others who have been 
touched by this disease... I thank 
you for having an alliance group 
for people and families of ones with 
AGS… God bless all who have AGS 
and their families...”

Britny Burson emailed to let us 
know that she had purchased 

an engraved brick in the Walkway 
to the Stars 
at the Space 
C e n t e r 
H o u s t o n ’s 
G r a n d 
Plaza! The Walkway to the Stars 
is located at the entrance to the 
official visitor center of NASA’s 
Johnson Space Center. Bricks in 
the walkway commemorate a loved 
one or family memory and support 
Space Center Houston’s ongoing 
mission to educate and inspire the 
next generation of explorers. Britny’s 
brick reads: Angels Among Us Cure 
Alagille’s B.A.M. Moms Hero. It is 
located immediately to the right of 
a brick dedicated to Gene Krantz, 
Flight Director of NASA from 1960-
1994. 

We’ve Got Mail

Sari Ost 
w r o t e 

to us about 
her son 
Yoav who 
has AGS, 
her family, 
and Israel where they live. They live 
about 15 minutes from Tel Aviv. Yoav 
had his liver transplant at Sent Luc 
Hospital in Brussels, Belgium, in 
2003, and they usually go for follow-
up every two years. Yoav’s father was 
his living donor. Routine medical 
visits are at Tel Hashomer (Safra) 
Hospital in Israel, near Tel Aviv. Sari 
knows of only one other family in 

Israel with 
AGS, and 
they are 
not seen at 
the same 
hospital as 
Yoav. This 

is why she feels “it is so important 
for me to communicate with AGS 
families all over the world.” Sari 
reports that “Yoav is doing great.” He 
is almost 8 years old and in the second 
class of school. Yoav’s brother Nadav 
is 15 and his sister Ella is 11.  Sari 
writes that Yoav “is a very optimistic 
guy, always with a smile, has lots of 
friends…Where ever he comes….
everybody likes him: doctors, nurses, 
teachers, family….It is very hard to 
be angry of him….” 

Shannon Price bought an AGS 
Awareness bracelet and shared 

her brother’s story with us: “My little 
brother, Gregory E. Toland, passed 
away due to complications from heart 
surgery… His passing happened May 
16, 2009… He was diagnosed in the 
late 1970s with AGS and at that time, 
no one knew anything about this 
horrible disease… Since his passing, I 
have made friends on-line with others 
who either have AGS or someone 
in their family… Greg, who lived 
32 years beyond what the doctors 
gave him, lived a normal life… One 
day, he was walking home from the 

Share Your 
Opinion!

The Alliance has 
a new survey for 

you to participate in. 
We are revising our 
AGS in the Classroom 
booklet and we need your help! We 
want to know what information in 
this popular booklet you've found 
helpful, looked for but didn't find, or 
perhaps thought needed some more 
explanation. To gather your opinions 
and insights, we've put together a 
short survey, which you can access by 
clicking on the link below. Thank you 
for your time and assistance!
•	 AGS in the Classroom (http://

www.surveymonkey.com/s /
XYRQ8BT)

If you sell on eBay, donate 
a % of your proceeds to the 

Alliance through Mission Fish.
www.missionfish.org

continued from page 5 “Research Scope”
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Cameron’s Class Goes Green!
by Jennifer Wilkerson, mom to Cameron, Troy, OH

Go Green!! Yes, it’s everywhere and 
my son’s school went “Green” 

on St. Patrick’s Day. Cameron is in 
the 3rd grade at Concord Elementary 
School. A few 
months ago 
his class was 
discussing kids 
with disabilities. 
Cameron decided 
to talk about his 
liver disease, how 
it affects him, and 
answered some questions. It was 
amazing for a 9-year-old to be so 
brave to share it with the class. Well, 
it didn’t end there. His class and 
teacher decided to raise 
money on St. Patrick’s Day 
for the Alagille Syndrome 
Alliance. The students 
made posters and spoke 
every morning on the 
announcements about the 
sale and about Cameron. 
On the day before the sale, Cameron 
spoke himself stating “no matter what 
syndrome I have, it doesn’t stop me 
from being myself.”  

On St. Patrick’s Day the class sold 
green and flower leis, green beads 
and green cause ribbons (Cameron’s 
favorite color). There was such 
overwhelming support that we sold 
out!!!  A total of $704.69 was raised 
for the Alliance to aid in research, 
education and support of other AGS 

kids. Next year I hope to have a bigger 
turnout and make over $1000.

Cameron was diagnosed when he 
was 3 months 
old and has been 
under the care of 
several specialists 
at Cincinnati 
C h i l d r e n ’ s 
Hospital. When 
he was 18 
months old, he 

had an internal biliary diversion to 
help reduce his itching and lower 
his cholesterol. At one point, his 
total cholesterol was over 2500. His 
cholesterol numbers are normal now 

and after several years, 
his xanthomas have 
finally disappeared. We 
are grateful to this day we 
had the surgery. Right now 
Cameron is just another 
kid on the playground, 
which is the way we have 

always treated him. He is anticipating 
Opening Day for his baseball league 
this April. Unfortunately, he fractured 
his femur in early March so he will be 
in the dugout for a few weeks.

I guess the thing to always 
remember is that it only takes one 
voice, one great kid, one event to raise 
awareness and make a difference. I’m 
proud to say that I am the Mom of one 
awesome kid!! 

Our 
YouTube Channel 

Needs YOU!

We know you’re creative! Do you 
have some fun videos of your 

AGS friends and family to share? 
Did you happen to capture awesome 
clips of a memorable event featuring 
AGS kids, sibs or family members? 
We would love to see those precious 
shorts uploaded to the Alliance 
YouTube channel! 

We have tons of ideas, but need 
YOU to film them…
•	 Having a fundraiser to benefit the 

Alliance? Film it!
•	 Film an interview with your AGS 

child. You never know what kind 
of interesting answers you might 
get!

•	 Were you or your child on a news 
spot or talk show? Let us know so 
we can link to the video from our 
YouTube channel.

•	 Set up the camera and film yourself 
talking about what it’s like to 
be an AGS parent, grandparent, 
sibling, or other relative.

•	 Write a song about AGS and film 
your kids singing it!

Contact AGS Webmaster Erik 
Luxhoj at agswebmaster@alagille.
org with questions or if you need help 
with filming or uploading your video. 
He’s waiting to be wowed by your 
creativity!

Welcome to New AGS Families

A warm welcome to the new 
families and relatives who have 

joined the Alliance in the past few 
months:

Arsov Blazhe & son Andrej, 
Republic of Macedonia

Melanie Bolle-Banks & daughter 
Kayla, Whitby, Ontario, Canada

Jessica & Chad Brower & son 
Bryce, Huntingdon, PA

Jessica Fahley & son Ryelen 
Krause, Oshkosh, WI

Bonnie Feise & son Jake, Ofallon, 
MO

Scott Gaucher & son Adam, 
Seekonk, MA

Bernardo Gonzalez Virgen & 
daughter, Zapopan, Jalisco, Mexico

Ryan Hall & daughter Malia, 
Lafayette, IN

Neesha Knox & son Julian Trower, 
Bronx, NY

Tim & Sabrina Lane, & twin sons 
Nicholas & Nolan, Marlborough, MA

Susie Lloyd & son Austin, 
Urbandale, IA

Tyesha Lyon & daughter Kayla 
Warren, Bronx, NY

M o n i q u e 
N a v a r r o , 
Baldwin Park, 
CA

Sheila Postlewate & son Blake 
(who passed away in June 2010), 
Shalimar, FL

Kassandra & Simon Ross & 
daughter, North Rockhampton, 
Queensland, Australia

Amanda Smith & son Logan 
DesJarlais, Antigo, WI

Violeta Pavliski Villanueva & 
daughter Charlet, Hackensack, NJ

Charlet Villanueva



9Alagille Syndrome Alliance • 10500 SW Starr Dr., Tualatin, Oregon  97062 • www.alagille.org • (503) 885-0455

Thank y
ou!
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Thank you so much to all our 
donors and friends in 2010. 

Without you we would not be able 
to accomplish the important work 
of building a better life for everyone 
with AGS.  

A special Thank You goes to The 
Shea Foundation and Lessie Ann 
Shea, who provided $12,625 in 
support of our programs. Several 
individuals – Deb & Jay Marusich, 
Tara Moore, Maggie Litton, Patti 
& Pat Everett – companies and 
foundations – Southern Union 
Company, Motorola Foundation, 
Granite Telecommunications, Matco 
Tools – and Trinity Episcopal Church 
each donated over $1,000 in support. 
Numerous individuals contributed 
to our 2010 AGS Virtual Walk, 
which raised over $39,000 due to 
the awesome efforts of Ann Fernald 
and Team Sophie, Anna Chow with 
Team Gabriel, Veronika Byers’ Team 
CharLET’s FIGHT!, Adriana Glenn 
and Team BALAA, Patricia Clemens 
with Team Alison, Joe Anderson’s 
Team Dragonfly, and Britny Burson 
and Team Bryston. Those of you who 
remembered to apply for matching 
gifts from your employers also are 
deserving of recognition – these 
requests resulted in an additional 
$4,415 in donations in 2010.

Individuals and organizations 
who gave $200 or more in 2010 are 
highlighted below ($200-499 with 
“$”, $500-999 with “$$”, $1,000-
4,999 with “$$$”, $5,000-9,999 with 
“$$$$”, and $10,000 and above with 
“$$$$$”).  You’ve gone above and 
beyond, and your generosity and 
support are invaluable!

We have done our best to compile 
a comprehensive list of everyone 
who donated in 2010; but, since 
we are only human, we may have 
missed someone. Please be assured 
that we appreciate all of our donors 
and acknowledge your generosity 
whether or not your name appears 
below. We are sincerely thankful for 

your thoughtfulness and hope that 
you will continue supporting our 
programs and services in the years to 
come. 
A. Joan Ventura Revocable Trust
Adrienne C. M. Drake Living Trust
Lola Agama
Susan & Paul Ahlquist
Cynthia Allor
Ambro Adjustment, Inc.
Roger Ames
Anonymous
Jaime & Carl Antifonario
Aplington-Parkersburg Schools - Paula 

Buchholz, Committee Chairperson
Susan Aristizabal
$ Susan & Christian Arrington
Katherine Arsenault & Carol McGillivray
$$ Avon Protection Systems, Inc., 

Employees Fund
Susan Axelrod
Noemi Ayala & William Higley
Eva Baer
C.A. & R.J. Bailey
Rachna Bajaj
Micahel Baker
Ruth Baldino
Caitlyn Ball
Joan, Katherine & Greta Banks
Jean & Nader Barbari
Wayne & Janice Barlow
Robert Barrow
Maria & Nicky Basich
Susan & Michael Basile
Lisa Bate
Michael Beitscher
Colleen & Christopher Bell
Benne Family Trust
Morgan Benz
Kathi Bernier
Lori Berry
Mary Frances Best
Marcia & Lee Beverly
Brenda & Dean Blais
Lydia & Justin Blethrow
Sherene Borr
Boston Apparel Group & Donna Almon
Megan Boudreau
Nersi Boussina
Diana & William Bradley
Rheda & Robert Breen
Stacey Briones
$$ Brophy & Phillips Co., Inc.
Marcia & James Brown
Yayoi & Jerry Brown
Barbara Buckley & Shannan Drosopoulos
Maureen Bulger
Regina Burke (Dwyer)
Britney Burson
Micahel Butter
Christine & Jeffrey Byers
$$ Veronika & Jason Byers
Eleanor & Chester Callaway

Rose & Christopher Cameron
Kristin & Jeff Campbell
Yvette & Kevin Campbell
Cape Cod Battery Inc.
Daniel B. Caplan, MD
Patricia & David Capozzi
Angela Castro
M. Cavanaugh
Rafaelina Cepin & Santiago Vasquez
Tambra & Scott Chamness
Edna & Jake Chantrenne
Debra & Jeffrey Chaplin
$$ The Children's Hospital Association, 

Denver
Cheryl & Jerry Chow
$$ Anna & Dexter Chow
Margaret & Henry Chow
$ Charlotte & Leonard Chow
$ Vibeke & Gustav Christensen
Angela & Michael Christopher
Lisa Clark
Patricia Clemens
$ Richard Cline & Julie Pietrantoni
Charlene & William Cluskey
CME LLC
Sue & Larry Cobble
Frances & Ivica Cogelja
Edward H. Cohen
Jeannie & Steven Cole
Sha Coleman
Steven & Dusty Colombrita
Terese & John Cook
Jane & Frederick Cooley
Andrew Cope
Any Cordery
Carol & Edmund Cormier
Peter H. & Peter J. Corr
Kristin Cox
Laura & Timothy Coyle
Elizabeth & Don Creamer
D. Andy & Kristine Creger & Silpada Jewelry
Linda & Theodore Creighton
Marcia & Kerry Cribben
Kathleen & James Cross
Karen Crozier
Sarah & Juan Cueva
Joel Damir
Sara & Herve Danzelaud
Karen & Larry Dasilva
Lucky Davila
Irene Davis
$ Kathleen & John Davis
Susan & Michael Davis
Patti & Richard Davis
Stephanie Davis
K. Dawn & J.C. Mihm
Florence de Bretagne
Florence & Barry Deane
Lisa DeCaro
Phillip DeCaro
$ Sharla DeMedeiros
Jacky Demetrioff
Jacky Demetrioff & Ernie Ritchie
Marcia Derby

2010 Donors

continued on page 10
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Denise & Timothy Deschenes
Elmo Desiandes & Irene Protasio-Desiandes
Carolann Dewar
$$$ Digestive Care, Inc.
Michael DiLeo
Joanne DiLorenzo
Marian & Ted Doehling
$ Gregory Dohi
Joyce & James Donaher
Charlene Douglas
Ruth Doyle
Maria Draksin
Tara Duarte
Kara & Mary Beth Dube
Mary Beth & Ronald Dube
Marie & Edward Dwyer
Marlene & Kevin Dwyer
Karla Ebrahimi
Elizabeth & Jason Eccleston
William Elliott & Victoria Charnock
Cathy & John Ellis
Molly Epstein
Mary & Charles Erickson
Eugene Anderson
Leticia & Ernesto Evans
$$$ Patti & Pat Everett
Rita & Paul Everett Revocable Trust
Jean Farnham
Theresa & Marino Fasano
Bonnie Feise
Rose Ann Feise
Andrea Fernald & Matthew McGuinness
$$ Ann & Dana Fernald
$$ Matco Tools & Dana Fernald
Nancy & Daniel Fernald
$ Fernwood Propane Company & Mary 

Conlon
$ Fernwood Propane Company & Nancy 

& Danielle Fernald
$ Fernwood Propane Company & Traci 

Fernald
Katherine & Richard Ferrick
$$ Cannon Family Fund & Fidelity 

Charitable Gift Fund
$$$ Matco Tools & David Fields
FM Global Foundation Matching Program
$ Sandra Fong
Christine & Joseph Francello
Joan & Richard Freedman
Mary & Donald Fronzaglia
Jane & Paul Fuglevand
Linda Fulgenzi
Scott Furman & Susan Robinson
Juliet Galea
Mimi Gardner
Andrea Gaul
Elizabeth & Peter Gaulton
Kim & Gerard Redublado
Ana Gerges
Carol & Frank Gerome
Patricia & John Getsy
Colleen & Peter Giacomozzi
$ Adriana & Bill Glenn
$ Pauline Glenn

Marilyn Goodine
Goodsearch
$ Alissa Gould
Beverly & John Grady
$$$ Granite Telecommunications
$ Janene & Stan Gremillion
Yvonne Griggs
Sheila & Nelson Grillo
Julia & Jonathan Grinblat
Oksana Gudzowaty
Terry & Doug Guidotti
Marilyn Gunning
Liliya Guseva
Flo Hagarman
Walter Hagarman
$ Walther & Caecilia Hahn
Mary Haley
Ryan Hall
Howie Hamilton
Dianne & David Hanson
Thomas Harlam
Barbara & Richard Hartmann
$$ Harvard Pilgrim Health Care & Deb 

Hilchey
$ Carolee & Jon Hazard
Kristine & David Healey
Patti Hefflin
Any Heinz
Annie Hengehold
Maureen & Mark Hennessey
Pamela & Peter Hennessey
Beth & Jim Hewitt
$ Cynthia & Robert Hibbert
Susan Hickey
Bryna & John Hill
Patrick Hill
Susannah Hill
Chiharu Hiraoka
Mr. & Mrs. Ronald Hollmann
Carol & David Hooker
Elizabeth Hove
Don Hudson
Jessica & Lorenz Huelsbergen
$$ Sara & Ben Huelsbergen
Evelyn & George Hughes
Mary & Ron Humphrey
Shelley Hynes
$$ IL Assoc of Firefighters Local 929, East 

Moline, IL
Mary Jane & Arthur Illsley
Alison Incaudo & Johann Peterson
Carol & Frank Iyomasa
Robin Jackman
Susan Jacobs
$ Roseanne & Rick Jacobson
Carol & George Jacobstein
Jeanne & James Carrao
Laura James-Beckham
Willard & Darhyl Jasper
Ana & Joseph Jeremian
Janet Jeremijan & Robert Kowalewski
Josef Jeremijan
Amy Johnson
Ann Johnson

Annette Johnson
Elizabeth Johnson & Karen Groppe
Odell Johnson & Sarah Daniels
$$ Brian Jordan
Ruth Jordan
$ Karen Joseph
$ Josh Swartz Custom Carpentry
JP Obelisk, Inc.
$ J's Restaurant & Lounge
Joy & Paul Jurkovic
D.H. & J.H. Katayama
John Kauffman & Thomas Wortham
Jeffrey Kauzens
Jane & Harry Kawahara
Kate Kennedy
Richard Kennedy
Mary & James Kenney
Robin Kilmurray
Cynthia & Robert Klein
Anna Maria & Anton Knific
C. & S. Knific
Jane & Christopher Knific
Barbara Kocurek
Jessica Koeser
$$ Kohl's
Christine Konstantin
Kristopher Kopacz
Verna & Richard Kosiba
Patricia Lachelt
Lisa & George Ladd
Rosary & William Lalik
Amy Landis
Richard Lau
Mary Laughlin
Jennifer & David Laun
Lisa & Joseph Laundree
Pauline Laurent & Laura Laurent Perault
Lazerquick
Donna & Paul Lee
Stan Lee
Carolyn Leitch
Virginia Leitch
Jane & Donald Lenner
Lisa Lenner
Sarah & Alexander Lennon
Sandra & William Leombruno
Jeffrey Leslie
Robert  Levesque & Kathy Maki
Gertrud Levy
Kathryn Lilly
Keith Lin
Beth & Brad Lipschultz
$$$ Maggie Litton
$ Barbara Lockee
Ann Marie Lockwood
Chris Longhurst
Ann Loomer & Kristine Carvealle
Kristine Loomer
Kathleen Loomes
William Luczeczko
$$ Luxury Link, LLC & Windy Morrisey
M.T.M. Motors, Inc., DBA Reliable Auto 

Sales
Susan MacLaughlin

2010 Donors (continued from page 9)

continued on page 11
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2010 Donors (continued from page 10)
Susan Macleod
Susan Magliaro
Susan Malandra
Nancy Malecki
Kriisten & David Manning
Bonnie Marasca
Pamela & Harold Maritta
$ Deborah & Christopher Martin
Joyce Martin
Randall Martin
Sophie Martin
$$$ Deb & Jay Marusich
Jim & Barb Marusich
Cathleen Mascitelli
Sendy Matusovich
Donna McCann
Cheryl McCloskey
Patricia McCormich
Nancy McDonald
Amy McGaraghan
Bradley McGavin & Melissa Contreras-

McGavin
Andrea & Matthew McGuinness
Andrew McGuinness
James McGuinness
Paula McGuinness
Eileen & Peter McSherry
Kelly Medina
Betty Meissner
Sydney Merk
Filipe Miguel & Donna Paulding-Miguel
Diane & Elmer Miller
Jacob Miller
A.V. & J.A. Mills
Joseph Miranda
Jean & Timothy Mitchell
Sylvia Miyashiro
$ Bradley Mohr
$ Jo Ann & Wendell Mohr
Julia Molise
Patricia Montano
Constance & Edward Moody
Edie & Gerald Moore
$$$ Tara Moore
$ Wayne Moore
Nancy Moran & Richard Ladizki
Donna & Gregory Morin
$$$ Motorola Foundation
Cristina & Christopher Moustrirats
$ MUG, Inc.
Jean Murphy
$ Merline & William Murray
Lynne Najarian
Beth & David Ann Newman
Letha & Paul Newman
B. Neylan
Theresa & Vincent Nicastro
Judy & Chuck Micklay
Any & Richard Nieva
Suzie Noal
Gayle Null
$ NyTown Partners, LLC - Famous Dave's
O & D Young Family Limited Partnership
Maura & Duane Okamoto
Rodika & Vasilije Okolisan

Teresa & John O'Neel
$ Svetlana Oshea
$ Nicole & John Osmer
Marianne Palacios
Alexis Palinkas
Carlos Palomares
Paquette Tool Distributor & Don Paquette
Valerie Parise
Edwin Park
Lorna Park
Wayne Park, DDS
Maria & Joseph Pasquariello
Paulette Patenaude
$$ Anne Pattison
Milena Pavliski
Nikola & Stana Pavliski
Cheryl & Anthony Pecci
Cristie Peck
Mr. & Mrs. Ronald A. Perault, Jr.
Bradford Charles Perry
Melinda Perry
Kristin & John Peters
DeNeil Petersen
Michele Petrella
May Goh & Oliver Petry
Penny & Tony Pickett
Louis & Robert Pistorius
Catherine Poch
Adriana Poole
Catherine Pratt & Rachelle Hayes
Shannon Price
Maureen Prusi
Paula Randall
Ann & John Rasmussen
Elaine Reardon
Corey Reid
Martha Reid
The Reid Family Trust & Beverly & Selwyn 

Reid
Mary Reilly
Percio Nathanael & Amy Reyes
Ashlee Ricci & Arby's
Irene Richardi
Harold Ritvo
Amy & Bernard Rivard
Rob Silano & Associates
Joanna & Heyward Robinson
Joyce Robinson
Karin Robinson-Smith
Doris Rodgers
Patricia & Leonard Roecker
Kimberly & Chris Roeder
Michelle Roeding
Jeannie & Daniel Rogers
Christine & Eric Rosa
Veri & Rudolph Rose
Jackie Ross
Irina & Antonio Rossi
Yvonne & David Roth
Persa & Stevan Sakosan
Melissa Saldana
Eileen Sarsfield
Barbara & Richard Savage
Lucille Ferraro & Frank Scerbo
Kimberly & David Schaechinger

$ Chris & Jim Schafer
Merna & Steve Schiff
Sharon Schneider
Schwab Charitable Fund & Caroline & 

Richrd Melnicoff
Barbara Sellers
Sennheiser Electronic Corporation
Timothy Sevigny DBA Matco Tools
Barbara Shapiro
Nicole Shapiro
Mary & Charles Shaw
$$$$$ The Shea Foundation & Lessie Ann 

Shea
Sarah & Charles Shenk
Rene Sieraski
Kristen & Craig Silverman
Tanya Simpson
Meredith Slayter
Susan & Paul Slivinski
Barbara & Ronald Sloma
Melinda Sloma
Paulette & Robert Smith
Wendy Smithy
Robin & Patrick Soran
$ Southern New England Hardwood Floors
$$$ Southern Union Company
$ The Spady Trust & Florence A Spady
Julee Spalinger
Carol & David Spangenberg
Renee Spooner
Stacey St. Clair
Margaret Stapleton
D.P. & M.B. Stephen
$ Steven Butler & Co. & Tina Butler
Daisy Stewart
Paul Stigas
Kimberley Suh
Suzie & Gray Davis
Mary Beth & Paul Sweet
Anne Tam
Cristina & Charles Tato
Jody & Dan Taylor
Cheryl & Michael Thayer
Lori Thomas
Shirley Timbrook
$ TLE at Milford
Vernon Tom
Marti & William Tom
Thomas Toma
Topham Automotive, Inc., DBA Topham 

Auto Sales
Gail & Paul Topham
W.J. & V.L. Topham
Mayra Trejo
Joyce & Murle Trickel
$$$ Trinity Episcopal Church
Wayne Tripp
Les Ueoka
Tina & Martin Valente
Birtha & Wyatt Van Laningham
$$ Verizon Foundation - Volunteer 

Incentive Program
Verizon Foundation - Matching Incentive 

Program
Violet Villanueva continued on back cover
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Erik K. Luxhoj
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(616) 884 - 0694
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Joseph M. Anderson
120 S. 400 W. 

Brigham City, UT  84302
(303) 241-6303

janderson@alagille.net
Elizabeth A. Caldwell

100 Union Street
Cardington, OH  43315

(419) 864-3486
brcaldwell@alagille.net

Richard E. Caldwell
100 Union Street

Cardington, OH  43315
(419) 864-3486

brcaldwell@alagille.net
Anna Chow

135 Hedge Road
Menlo Park, CA 94025

(650) 353-5250
achow@alagille.net 

Patricia H. Everett
550 West Magnolia Circle

Alpharetta, GA  30005
(770) 740-1910

peverett@alagille.net
Wanda L. Sheppard

3029 Granada Place
Plano, Texas 75023

(469) 767-4357
wsheppard@alagille.net

We’re on the Web

www.alagille.org

Grants – 
Are You on the 
Inside Track?

Do you sit on the Board of Directors 
of a company or foundation that 

makes grants to non-profits like the 
Alliance? Does your employer have 
a community or charitable grant 
program that is by invitation only? 

The Alliance is always looking 
for new sources of funding for our 
programs and services. High priority 
funding needs are for the 2011 
Symposium, AGS Family Days, the 
Links4Life newsletter, and research, 
including an AGS Patient Registry 
and Biorepository. 

If you are aware of a source of grant 
or other monies that you think may 
offer a funding opportunity for the 
Alliance and you are willing to help 
us explore the opportunity, please 
contact Cindy Hahn at alagille@
alagille.org or (503) 885-0455.
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