
The courage of a remarkable young girl.
The passion of her family and friends.

THE POWER OF A WISH!

In this case, it is the heartbreaking wish made by a then 12-year-old Natalie Stack, “To have 

my disease go away forever.” And while Natalie’s wish is far from reality, it has touched family

members and friends alike and motivated them to help. The support of this ever-widening group

is giving hope for the first time to a small number of children and young adults, and their families

throughout the world who suffer from Cystinosis – the rare and deadly metabolic disorder that

afflicts 500 children and young adults in the U.S., and only 2,000 worldwide.

More than 355 friends and supporters from around the country attended this year’s event at the

Balboa Bay Club in Newport Beach, and like past Natalie’s Wish events it was an extraordinary

evening for sharing and giving to a cause that many attendees are still learning about.

This year’s event featured country music singer-songwriter Kevin Sharp, who is himself a survivor

of a terrible disease – a bone cancer called Ewing’s Sarcoma. The charismatic, award-winning

performer is known for songs that convey his warmth, as well as his candor and honesty. His 

songs are easily recognizable as the work of a person with nothing to lose and everything to gain.

Kevin’s Make a Wish track was especially poignant as it reminded each of us to follow our 

own dreams while being careful not to dash the hopes and dreams of others.

Although Kevin was the star performer, the evening’s real star was the event’s namesake, 15-year-old

Natalie Stack. Natalie’s mom and dad, Nancy and Jeff Stack, received surprise proclamation 

from Assemblyman Tom Umberg for their tireless work in founding the Cystinosis Research

Foundation. Nancy also made a moving presentation, which is excerpted on page two.

Like each of the prior Natalie’s Wish events this year was an awe-inspiring success. In fact, the

event has become one of Orange County’s most highly anticipated and most successful fundraisers,

while never losing the family-like feeling and warm glow that are hallmarks of the event. 

As always, 100 percent of every dollar raised funds scientific research for new treatments and 

a cure for Cystinosis. In just five short years the Cystinosis Research Foundation has raised

nearly $4 million for research projects throughout the United States and Europe. Since January,

the foundation has issued six new research grants totaling more than $1.4 million with a second

call for research proposals to be issued October 1, 2006.

On Thursday, June 1, 2006 guests at Natalie’s Wish,
the fifth annual fundraising event for the Cystinosis
Research Foundation, learned first hand just how
powerful a wish can be.
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For most guests, including the eight Cystinosis families 

in attendance from throughout the country, it was an

emotional evening they will likely never forget.

2006 attendees contributed more than $1.3 million –

smashing the previous Natalie’s Wish record by $500,000

Nancy and Jeff Stack 

Andy and Claire Mackay with Renee Carter and Elizabeth
Anne Crawford 

Bonnie, Shannon and Hillar Paju with Lyndsey Beeler 

John and Merry Hagestad, Christine and Bill Thormahlen 

Lynette and Michael Hayde 

Natalie Stack with Kevin Sharp and Alex Stack



Fifteen years ago our daughter Natalie was diagnosed with Cystinosis – an incurable metabolic disease

that slowly destroys every organ in the body including the liver, kidneys, eyes, muscles, thyroid and brain.

There is a medicine that prolongs patients’ lives, but there is no cure. CystagonTM, the powerful medication

used to treat Cystinosis, causes horrific side effects and must be taken every 6 hours. The side effects and

demanding 6-hour dosing schedule often result in poor compliance. Eye drops are available to stop the

painful accumulation of cystine crystals on the corneas but they must be refrigerated and taken a minimun

of 8 times a day. If the eye drops are stopped, the crystals reappear.

Cystinosis, like all orphan diseases, affects a small population. Government funding for rare disease research

is minimal, and that funding must be allocated between the 6,000 rare diseases that collectively affect 25

million Americans. However, knowledge discovered by studying one disease may lead to advancements in

other rare disease and more prevalent and well-known disorders. For instance, the drug to treat Cystinosis,

is being studied as a possible therapeutic treatment for Huntington’s, Parkinson’s and other diseases. 

The Cystinosis Research Foundation’s mission is two-fold; to find better treatments and a cure for Cystinosis.

In 2003, the CRF issued a 2-year grant to Drs. Ranjan Dohil and Jerry Schneider to determine where

CystagonTM, the current medication, is best absorbed in the body. The study was successfully completed last

year. This year, Drs. Dohil and Schneider were awarded a grant to begin phase two of the study, and there is

exciting news to report. The study tests an enterically coated form of CystagonTM. The coating hopefully acts

to slow the release of CystagonTM. Dr. Dohil and Dr. Schneider report that the study looks promising and 

they are pleased with the initial results. If the data continues to unfold the way the doctors anticipate, we

will be one step closer to changing the course of treatment for children and young adults with Cystinosis.

After a global call for research proposals in March of this year, and evaluation of each study by our Scientific

Review Board, five proposals were recommended for funding. We have issued six new grants committing

over $1.4 million dollars to research. The studies are aimed at improving the quality of life for our

children and also ultimately finding a cure for Cystinosis. As a result of your donations and support, 

we are now able to attract new doctors and investigators to study Cystinosis. Their enthusiasm, energy and 

talent allow us to continue to increase our knowledge of both the biology and the treatment of Cystinosis. 

One of the new grants awarded was a 3-year grant to The Scripps Institute in La Jolla. Dr. Daniel Salomon

and Dr. Stephanie Cherqui are the Principal Investigators and will be using adult cell stem cells as 

an alternative for the treatment of Cystinosis. After sending the award letter to The Scripps Institute, 

Dr. Cherqui emailed us this message: 

Each of you in this room has given us the gift of hope. Your support of this cause, of our family and the

Cystinosis community has made an enormous difference in just four short years. The research studies, 

the progress being made, the new researchers studying Cystinosis, is the result of the power of a wish.

Our dear Natalie, whose courage and love of life, whose determination, bravery, infectious laughter, 

warm hugs and optimism reminds us of how precious life is and how quickly we must work to make

her wish, “to have my disease go away forever” come true. There have been many tears and sleepless

nights but our lives are so much richer because we are her parents. Because of Natalie, we have met 

all of you – she has connected us and we are so blessed to include all of you in our lives. 

On behalf of all of the families with Cystinosis, thank you – this is a night of celebration,
of hope, of making a difference. We could not do any of this without you – we are eternally
grateful for your continued support and collective embrace. Thank you very much.

EXCERPTS FROM NANCY STACK’S PRESENTATION ON JUNE 1, 2006
Thank you all for coming tonight – this is a night of celebration – of family and community. As many of you know, Cystinosis

is a very rare disease an “orphan” disease, afflicting approximately 500 people, mostly children in North America, and less

than 2,000 worldwide. Remarkably tonight, there are nine families here, including ours, with Cystinosis.

“I’m so happy and honored by your trust. I will not disappoint

you. I will do my best for this project and hopefully find a cure 

for Cystinosis. I am starting today.”

Cystinosis slowly destroys every organ in the body including 

the liver, kidneys, eyes, muscles, thyroid and brain.

2006 APPROVED RESEARCH STUDIES
In the past, Cystinosis research studies were rare due to a

lack of funding. Contributions from generous donors have

changed the course of Cystinosis research. As a result of those

contributions, the Cystinosis Research Foundation (CRF) has

awarded 17 research grants, including six new grants listed

below, totaling more than $2,564,000 in funded and committed

Cystinosis research over the last four years. 

The  studies have been evaluated and recommended for

funding by the CRF’s Scientific Review Board. Because 

of your continued support the CRF will announce another 

call for research grant proposals in October 2006.

A Study to Evaluate Enteric-Coated Cysteamine
Therapy in Patients with Cystinosis
Ranjan Dohil, MD – UC San Diego 

$253,685: 1-year study

Characterization of Cystinosin Intracellular Trafficking
Corinne Antignac, MD, PhD

Hospital Necker, Paris, France

$85,000: 1-year study

Treatment of Cystinosis Nephropathy Using Genetically
Modified Adult Stem Cells in Murine Cystinosis Model
Daniel Salomon, MD and Stephanie Cherqui, MD

The Scripps Research Institute, La Jolla, California 

$709,170: 3-year study

Academic Functioning in Cystinosis: A Comprehensive
Study of the Process of Achievement
Angela Ballantyne, PhD, and Amy Spilkin, PhD
University of California, San Diego
$213,527: 2-year study

Pathogenesis of Interstitial Renal Damage Leading
to Renal Failure in Cystinosis
E.N. Levtchenko, MD, PhD
University Medical Centre St. Radboud Nijmegen, The Netherlands 
$72,423: 1-year study

API-4000 Tandem Mass Spectrometer 
for Cystinosis Research
Bruce Barshop, MD, PhD and Jerry Schneider, MD
UC San Diego
$118,400: 2-year lease and maintenance

The Cystinosis Research Foundation (CRF) will
announce its second 2006 call for research proposals
October 1, 2006. Research awards will be given 
for up to two years. Currently, the CRF has over 
$1.2 million dollars in funds available. 

The CRF is establishing the first post-doctoral Cystinosis
research fellowship program in the United States to
encourage young investigators to establish careers in
Cystinosis research. Fellows will be funded for 2 – 3
years to a maximum of $75,000/year. The number of
awards and their value will depend on the number of
outstanding proposal and the funds available at the time.

www.natalieswish.org



$10,000 – $19,999
Amies Communications
Bruce and Diane Bearer
BOMA-OC Building Owners and Managers

Association of Orange County
Robert Cassard and Bara Waters
Sheri and Chris Dialynas
Ralph Eidem, Jr.
John and Marilyn French
Rena and Clyde Holland, Jr.
Lynne and Augie Nieto
Paul and Sue Ellen O'Connor
Sue and Mike Partington

In Honor of Patrick and Jenna Partington
Pam and Steve Quinn
Time Warner Cable
Ronald and Deborah Ratner
Cyndi and Charles Rinehart
Peter and Mary Rooney
Bernie Schneider and Janet Keller
Kathy and Ken Simpson

$5,000 – $9,999
Allen Markins Leck Gamble & Mallory LLP
Gerson and Barbara Bakar
Lisa and Bill Barkett
Lorraine and Doug Bibby
David and Judy Christensen
Linda and Kris Elftmann
Artyn and Max Gardner
Don and Sonja Grant
Jim and Heidi Harper
Fritz Hoelscher
Mary Ann King
Lincoln Property Company
LNR property Corporation
John and Jill Manly
John and Janice Markley
Karin Krogius & Scott Mason
The Jeffrey S. Morgan Family
Doug and Donna Neff
Paula and George Norton
Teresa and Kevin Partington

In Honor of Patrick and Jenna Partington

The Partington Family
In Honor of Patrick and Jenna Partington

David and RL Peters
Quintin Primo
Real Estate Media
Regis Homes of Northern California
Related Capital Company LLC
The Ryland Group, Inc.
The Summit Fund of Washington
Tejon Ranch
Jim and Cassie Thomas
Cornelia Connelly School
Christopher and Angela Yelich
Steve and Lindsay Zotovich
Watermarke Homes LLC

$2,500 – $4,999
Randolph and Judith Agley
Bank of America
Sandy and Stephen Bell
Jill and Blake Bertea
Carolyn and Preston Butcher
Molly and Tom Davin
Susie and Stephen Duffy
Bob Elliott
Vicki and James Furey
Marcia and Bill Gaboury
Don and Beth Anne Haarer
John and Kathy Hamilton
Eric Luna
Norm and Suzy Metcalfe
Chrissy and Rick Nicholas
Joe and Annette Oltmans
Eric and Shirley Pepys
Elizabeth and Steve Rabosky
The Ryness Company
Bob and Betty Stine
Mark Tennison
Jill and Larry Tucker
Nanette and Don Vodra
Wachovia Bank, N.A.
WLC Architects, Inc.

In Honor of Patrick and Jenna Partington
Wells Fargo Bank

$1,000 – $2,499
Annette and Bill Albert
Hope Aldrich
Ginger and Tony Allen
Jeffrey Allen
Robert Alter
Amgen Foundation 

Matching Gift Yvonne Perlberg
David and Sharon Ash
Lynn and Art Barrett
Michelle and Jeff Bethel
Dr. and Mrs. Alan Beyer
Birtcher Development & Investments
Lan and Charles Bolus
Marta Borsanyi and Family
David & Judy Breitstein, Duke of Bourbon
Peter and Gretchen Brown, 

Athletic Business Publications
Kristen and Charlie Bullock
Call, Jensen & Ferrell
Catherine and John Campbell
Chapman, Glucksman & Dean
Paula and Jeff Cole
ConAm Group of Companies
Contractors Flooring Service of Cal, Inc.
Anne Marie and Bob Coughlan
Thomas and Suellen Cox
The Cranfield Corporation
Dick and Kim Crawford
Douglas and Cindy Crocker, II
Doug and Liz Culkin
Victoria and Greg Currens
Dart Group II Foundation
Deutsche Bank
John and Izumi Diebel
Draper Family Foundation Fund
Dzida, Carey & Steinman
Anne Earhart
Fabreau Engineering, Inc.
Patti and Ed Feldman
First Regional Bank

Malin Fletcher
Force Framing, Inc.
Franzen Family
Freddie Mac Community Relations 

Donor Assisted Fund 
Fuscoe Engineering, Inc.
Ed and Barbara Geraghty
Tom and Lisa Gibson
Jim and Stephanie Gilly
John and Judy Goolsby
Jim and Joanne Grant
David and Ruthy Green
Rick and Leigh Ann Groux
Tricia and Mark Haarer
Bob and Karina Hamilton
Michael and Donna Heiken
Dee and Larry Higby
Mr. and Mrs. Mark Hillgren
Cinda and Barry Hoeven
Jennifer and Harold Hofer
Howard Building Corporation
Paul and Diane Hurst
Scott and Terri Ingraham
Scott and Susan Jackson
Linda and David Jacobson
Michael Jeffers
Gayle and Roy Jones
Mark and Nanette Kehke
Dr. Dale Kistler and Dr. Sue Murahata
Peter and Valerie Kompaniez
Lennar Home
Janeen and Joe Leon
Lincoln Consulting Group
Karen and Tom Linden
MacFarlane Partners
Mr. and Mrs. Andrew MacKay
Annie and Michael Manfredi
David E. Martin
Sherri Martin
Debbie and Kevin McKenna
Gary and Carolyn McKitterick
Jim and Oralee McNamara
Kim Megonigal
Nora Miller/AIG Matching Grants Program

Tony and Melinda Moiso
Michael and Ann Moorhead
Thomas and Susan Moran
Don Morrow and Judy Johnson
Tim Myers
National Water and Power
Ceil and Rich Nelson
Juanita and Patrick Partington

In Honor of Patrick and Jenna Partington
Pascal Charitable Foundation
Robert and Yvonne Perlberg
Beverly and Jim Peters
The Pimco Foundation
John Pringle
Kathy and Steve Prough
Barbara Quartarone & David Gallagher
Robert Quinn
Janet and Walkie Ray
Robert C. Ruocco
Denise and Patrick Russell
Wendy and Fred Salter
John Schaefer
David and Leslie Seidner
Shapell Industries, Inc.
Lauren and Bob Silvernail
Zoe and Don Solsby
Sheila and Ygal Sonenshine
Jeffery and Stacy Stone
Tim and Susan Strader
Barbara and John Stuard
Style Interior Design
Les and Ellen Thomas
Mitchell R. Thurston
Nina and John Townsend
Ginni and Kent Valley
The Waldeck Family
Watson Land Company
Michael and Bobbi Winer
Marc and Ann Winthrop
Jim and Diane Wood
Carla and Leonard Wood

$500 – $999
Joel Altman
Bayrock Residential
Nancy and Dennis Bear
Laura Beuerlein
Mary Buckingham
Ken and Julie Busch
Ken Carey
Col. Robert and Maidy Coates
J. C. Coelho Company
Gene and Diane Crain
Bruce and Cathy Crair
Anne and Michael Crawford
John L. Curci
Tara and Matt D'Ambrosia
Judy and Dan Daniels
Rex and Lisa DeLong
Peter and Susan Denniston
Dr. Magdalene and Dr. Ranjan Dohil
Gail and Dale Fasse
Robert Fecitt
Edward Foote 
Franciscan Friars
Roberta Fuhr
Jeff and Susan Hamar
Chip Harvey
Randolph Hawthorne and Carliss Baldwin
Lisa and Brad Hillgren
Helen and Van Holland
Ted Inouye
John and Linda Kensey
Key Foundation– Roberta Fuhr– Matching Gift
LFC Group of Companies
Steve Longo
Cindy and Larry Lukanish
Nick and Francine Magliarditi
Charles and Anna Mentas
Miramar Venture Partners
Jack and Julie Mitchell
Peter Montgomery
Jan and Jeff Moorad
Barbara and Pat Moore
Tim Moriarty
Robert and Bernarda Neal

Dory and Tom O'Connor
Suzy and Steve Palmason
Michele and Hector Perez

In Honor of Patrick and Jenna Partington
Sandra and Harold Price
Richard S. Robinson, Jr.
Mike Roos & Company
Alex Rose
Deborah and Frank Rugani
Elaine and Dr. Jerry Schneider
Jill and Tom Schriber
Suzanne and Bob Searles
Lois and Dick Shafer
Nancy and Kent Snyder
Dale and Joyce Snyder
Lynda and Ken Stack
Janet and Mike Starzyk
Cindy and Allan Stokke
Beverly and John Sullivan
Patrick and Shelagh Sullivan
Dinny Thomas and Stephanie Lowie

In Honor of Patrick and Jenna Partington
Mike and Jovan Trapani
Doria Trauner, M.D.
Joan Venditozzi
Greg and Elizabeth Vilkin
Julie and Mike Winter

$250 – $499
Joann and Henry Acuff
Linda and Spence Allen
Jim Alexander
Alliance Pipeline, L.P.
Laurie and Christopher Baker
Donald Blakely
Danielian Associates
C. Brewer Company
Lyons and Susanna Brown
Brenda and Curtis Bryan
Susie and Bo Burch
Linda and Phil Chenok
Stephanie Colt

David and Shelah Combs
Corrigan Law Corp.

Criminal Defense Counsel
Cote Realty & Investment Company
Bill and Darlis Croce – Keith Croce Memorial
Mr. and Mrs. Robert Curtin
Lara and Peter DiCorpo
Mark Domash
Carol Dunbar
Ray Eldridge
David Emmes & Paula Tomei
Fieldstone Foundation
Engler Financial Group
Joanne Fix
Amy Fylling
Christy Greeley, 

Cystinosis Research Network
Donna and George Hill
Mel Jurisich
Mr. and Mrs. Charles W. Kircher, Jr.
Ann and John Kittleson
Barbara and Jerry Kleinman
Lynda Lane
Kathy Lee
Debbie and Jeff Margolis
Marylyn Milburn
Monroe Family
Richard Nelson Family
Traci and Brad Nielsen
Col. and Mrs. Patrick O'Donogue
Aaron Pacillio
Marc Pinto
Steve and Stephanie Rados
Sigma-Tau Pharmaceuticals, Inc.
Melanie and Gary Singer
Ray and Mari Snyder
Sherry and Rick Stinehart
Byron and Shannon Tarnutzer
Patty and Bruce Tester
Barbara and Kenneth Trevett
Western National Group/Medici Apts.
Julie and Justin Wilson
Witten Advisors, LLC
Mary Beth and Don Woods

$250 and under
Nene Agnes

In Honor of Patrick and Jenna Partington

Robert A. Alleborn
Mike and Julie Alvarado
Marjory Alvarez
Maureen and Don Anderson
Jim Bachner
Roberta and Robert Barry
Tasha Bezner
Bradley Bierbaum
Becky Bilder
Kenneth Bohan
Cindy and Steve Brahs
Leslie Brockman
Richard Burns
Judith Burns
Karen and Howard Campbell
CAPREIT, Inc.
Mike and Christa Christ
Barbara and Hunter Cook
Mary Francis de la Pava
Carolyn and Maury DeWald
Sidney and Renee DuPont
Natalie Fitzpatrick
Franciscan School of Theology
Cubby and Dick Fyke
Michael and Joan Galvin
Rick and Margaret Garbe
Anne B. Glennon
John Goodman
David C. and Linda E. Graves
Ken Green
Beth and Leonard Griffiths
Exilda Groux
Richard and Annette Harbinger
Mary and Jim Harrington
Michael Horst
Pat and Marc Hurlbut
Merrins and Jim Jones

John and Deralyn Kaheny
Dr. and Mrs. Lawrence Kartun

In Honor of Patrick and Jenna Partington

Carole Kealy
Jonathan Kempner and Lise Van Susteren 
Cassie Keturakis
Valerie and Bill Kircher
Thanh Lai
Brittney LeBeau
The Legrand Family
Lewis and Leslee Levey
Judith and Robert Lindeman
Pene Mariner
Justin and Sandra Martin
Sally and Doug May
Dina Mead
Kathy and Ron Merriman
Dwight and Angella Merriman
Ellen and Bruce Miller
Sarellen Moore
James and Betty Morris
Michael E. Mueller
Karen Muller
Polly Ober
Janine Padia
Angela Patin
Jack and Gail Potts
Shannon and Vincent Pozzuoli
Carla Pritchett
Jack and Katy Schoellerman
John Selby
Sarina Sherwin
The Stark Family
Barry and Carole Steele
Olive Stephens
Janet and Jim Stoneman
David Strong
Bethann Sullivan
Deborah and Bart Thomsen
Louise Upham
Marnie Wickert
Ann and Gene Wolff

$100,000 +
Nancy and Jeff Stack
Merry and John Hagestad
Lynette and Mike Hayde 
Chris and Bill Thormahlen

THANKS TO OUR

NATALIE’S WISH

2006 DONORS

$30,000 – $35,000
Daryl and Renee Carter
Joe and Lori McKay

$20,000 – $25,000
Equity Residential Foundation
Allan Hunter
David and Suzu Neithercut
Christyne and Bob Olson

www.natalieswish.orgDonors as of August 30, 2006. We apologize for any errors or omissions.
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Standing second and third from left Kevin and Teresa
Partington surrounded by family and friends

Doug Bibby, National Multi Housing Council with Mark Tennison,
Alan George and Mark Domash of Equity Residential

Nancy and Dennis Bear 

Jeff and Nancy Stack receive a congressional 
proclamation from Assemblyman Tom Umberg for 

their efforts on behalf of the Cystinosis Community.

NATALIE’S WISH NEWSLETTER is published by the Cystinosis Research Foundation for the special members of our family who play an important role in bringing 
Natalie’s wish closer to reality. The CRF is a non-profit 501(c)3 Federal Tax ID #32-0067668 and is located at 18802 Bardeen Avenue, Irvine California 92612 
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CRF Scientific Review Board members 
Dr. Jerry Schneider, Research Professor of

Pediatrics, UCSD and Dr. Adam Jonas,
Harbor UCLA Medical Center, Chairman

Department of Pediatrics 

Natalie Stack, Christina Dialynas and Alexandra Stack 

Peter and Mary Rooney with Kevin Jennings 

Natalie Stack, Lyndsey Beeler, Shannon Paju, 
Whitney Glaize and Ashley Bridwell

Molly and Tom Davin, Lynn and Augie Nieto

Sue Ellen O’Connor, John Townsend and Paul O’Connor

Ann and Marc Winthrope Letia Short and Alan GreeleyDavid and Judy Christensen 

The courage of a remarkable young girl.
The passion of her family and friends.


