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Board awards three $30,000 grants
to study NBIA in 2007 grant cycle

By Patricia Wood

Dr. Susan Hayflick of Oregon Health & Science University, a familiar name among those receiving NBIA grants, and two first-time grant

honorees, Dr. Paul Kotzbauer of Washington
University and Dr. Soma Das of the University of
Chicago.

The NBIA board recently chose three exciting proposals to receive $30,000 each for research into NBIA disorders.The recipients are

These awards bring to 11 the grants the board has
made in the past six years. They once again
demonstrate the power of family fundraisers and
private donations that make these grants possible.

These grants often help scientists compile preliminary
research information so that they can obtain further
funding from sources such as the National Institutes
of Health. With NIH funding becoming more scarce,
these grants are increasingly important to ensure that |
research into NBIA disorders continues.

Dr. Susan Hayflick has received six grants in six years
from the NBIA board. Her project, "Towards Clinical
Therapeutics in PKAN" builds on 15 years of research
advances.

OHSU lab participates in interdepartmental pumpkin carving contest.
Pictured: Wei-Hong Xiong, Moon Yoon, Thuy Nguyen,
Allison Gregory, Susan Hayflick, and Brenda Polster.

"Our family studies led to the gene's discovery, which Not pictured: Penny Hogarth

in turn led to understanding the biochemical and
(see grants on pg. 5)

- - motivation to assist in this effort, to step up to the plate. Some of
DO you have a SpeC|a| Skl I I you may have friends or relatives who have asked how they could
o) help and have the time and energy to devote to this cause. Here's

or know someone who does" a chance.

(see board on pg. 3)

t 11 years old, the NBIA Disorders Association is ready to
take a big step forward.
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The board is asking that anyone who has the talent, skills or
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Neurodegeneration with Brain Iron Accumulation (NBIA) is
a rare, inherited, neurological disorder.

The common feature among all individuals with NBIA is iron
accumulation in the brain, along with the progressive
movement disorder. Patients can plateau for long periods of
time and then rapidly deteriorate. The most common
symptom is involuntary muscle cramping, called dystonia.

Symptoms vary greatly from one person to the next, partly
because the gene affecting them can differ. Different
mutations within a gene also can cause a more or less severe
form of the disease.

The movement disorders can result in clumsiness, difficulty
controlling the body and speech problems. Also common is
a degeneration of the retina, which causes night blindness and
a loss of peripheral vision.

Some individuals eventually lose the ability to walk, talk or
chew food and become totally dependent on others for all
their needs.

Our sister non-profit in Germany who works with us in
the promotion of research and treatment of NBIA, can
be contacted at the following address:

Hoffnungsbaum e.V.
Hardenberger Str. 73
42549 Velbert
Tel.: 02051/68075
Web.: www.hoffnungsbaum.de
E-Mail: hoffnungsbaum@aol.com

Support NBIA Disorders Association - Go Shopping! |
The More You Shop...The More You Give!

8L Give.comr

The views expressed in the NBIA Disorders
Association newsletter do not necessarily
represent the views of the Board of Trustees or
the Scientific & Medical Advisory Board. Check
with your doctor before trying anything new.
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(continued from page 1)

Specifically, the board is looking for people with talents in
fundraising, grant writing, organizational leadership, non-profit
expertise, strategic planning and other skills that would help us
move forward.

With the right people in place, we hope to achieve the following:

*Create and finance a fellowship program that would
encourage more researchers to take on our disease.
*Develop an outreach program that would ultimately have
every person affected by NBIA on our registry.

*Raise enough money to hire a small paid staff.We need a
full-time executive director and at least a part-time clerical
assistant as soon as possible.

So many of you have been creative at putting on fundraisers, and we
urge you to keep it up and hope others will join in.We also are eager
to cultivate a cadre of volunteers we can call on to help us serve
families more effectively and make our organization better. Do you
have some skills you'd like to share with other NBIA individuals or
families? Do you know of some service we should provide that we
are not providing? If so, please let us know what you're willing to do
and what we should be doing that we are not doing.

We would like to create programs that a volunteer director would
be responsible for handling and who would report to the NBIA
board. Some ideas we are considering are:

* A bereavement program for families that have lost loved
ones.

* A program to welcome newcomers with regional
coordinators.

* A conference planning program.

* An education and awareness program to coordinate
accurate, up-to-date information on NBIA for media,
physicians and other interested parties.

* A community fundraising support program that would
work with families wishing to hold fundraisers in their
communities.

* A physician referral program that would generate a list of
neurologists and neurosurgeons that have familiarity with
NBIA to help families find a physician.

Anyone interested in helping as a board member or the volunteer
director of a program is asked to forward their resume and letter
for consideration to Patty Wood at pwood@nbiadisorders.org.
NBIA board members also are volunteers and are not compensated
for their time.

Thanks for your help!

NBIA Disorders Association Board of Trustees
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he NBIA Disorders Association bid farewell to two of its
nine board members this year and elected charter board
member Susan Laupola of Cincinnati vice president.

board thanks Gerry

The

Barbiero of Niskayuna, New York,
and Lisa Shook of Cincinnati,
Ohio for their service. Gerry

joined the board in 2004 and
became vice president in 2005.
He and his wife Bela were vital
members of our organization and
worked tirelessly to promote
awareness of NBIA, raise money
for research and generate
support for the organization.

The couple had two girls with
NBIA, Sabrina and Alyssa, who
passed away in 2004 from the
disease. Gerry and Bela will be
missed.

Gerry Barbiero
of Niskayuna, New York

Lisa joined the board in early 2006 and came up with the idea of
creating a cookbook to celebrate the organization's 10th
anniversary. The cookbook proved to be a major fundraising
SUCCESS.

Susan has handled numerous duties for the board since its
inception, including its incorporation papers and tax filings in the
various states. She was the board's secretary for several years and
has shown strong leadership throughout her service.

Lisa Shook and Susan Laupola of Cincinnati, Ohio,
and Bela Barbiero of Niskayuna, New York
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By Allison Gregory

NBIA, they soon realize that part of the challenge of learning more about this group of disorders
is simply understanding all the names and related acronyms. This may be a challenge that their
= i physicians take on as well, since historically NBIA was called Hallervorden-Spatz syndrome and this is still
a name that appears in many medical texts and journal articles.

e

When a family first receives a diagnosis of neurodegeneration with brain iron accumulation, or

As we learn more about the group of disorders that involve neurodegeneration and accumulation of iron
in the brain region called the basal ganglia, the related language has also evolved to reflect our new
understanding. Identification of genes causing different types of NBIA has also helped us to better
categorize the different disorders falling under this umbrella. The term NBIA is general enough to cover all
conditions previously categorized as Hallervorden-Spatz syndrome plus other conditions found to fit in this
group.

Allison Gregory, Genetic Counselor
at Oregon Health & The diagram below shows the different forms of NBIA and, when known, the genes that cause them.
Science University Although NBIA is generally divided into early onset and late onset forms, there are always exceptions to this
rule and some cases will fall between these two categories.

Most recently, we have proposed to add
N BI A classic infantile neuroaxonal dystrophy

(INAD) and atypical neuroaxonal
dystrophy (NAD) to the NBIA umbrella.
These are both caused by changes in the
PLA2G6 gene. The Hayflick research
group initially started studying INAD
because several physicians worldwide

Early onset, rapid progression Late onset, slower progression sent us examples of patients with this
*Classic PKAN (PANK2) *Atypical PKAN (PANK?2) diagnosis who had brain iron
*Classic INAD (PLA2G6) *Neuroferritinopathy (FTL) accumulation identical to that seen in
*Atypical NAD (PLAG6) *Aceruloplasminemia (CP) NBIA. At first, we thought these cases
*Idiopathic NBIA (unknown) *Idiopathic NBIA (unknown) were rare, but we have since found that

several individuals with INAD also have
Disease names are in black, associated gene names are in blue high brain iron in a similar pattern to
Idiopathic NBIA refers to other forms whose causes are not yet known other NBIA.

In addition, individuals with this
diagnosis have axonal spheroids like
those seen in NBIA, although in INAD they are not limited to just the brain but can also be found in other tissues like skin or muscle. We
also found that some individuals who we never suspected to have INAD have mutations in the PLA2G6 gene. Unlike classic INAD, which
usually involves floppiness (hypotonia) in infancy, followed by spasticity (stiffness), these atypical individuals have later onset with dystonia
as a main symptom. For this reason, we created a separate category called atypical NAD.

Two other rare disorders are also considered to be part of NBIA, although to date they haven't received much attention within our NBIA
community. This is primarily because they affect small, discreet groups of people and appear to be even more rare than PKAN or other
types of NBIA that many of us know well.

Aceruloplasminemia has mainly been studied in Japan, where it affects about 1 in 2 million adults. It is unclear how often it occurs outside
the Japanese population, but is even more rare. Aceruloplasminemia has three main symptoms: retinal degeneration, diabetes, and
neurologic disease. These are caused by iron accumulation in the brain and visceral organs. This is a disorder of adulthood that usually

(see NBIA on pg. 5)
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(continued from page 4)

begins during the third to fifth decade of life. Like most NBIA, it is
inherited in an autosomal recessive fashion.

Neuroferritinopathy typically starts in adulthood with dystonia,
jerky movements (chorea), and mild changes in thinking (cognitive
effects). The prevalence is unknown, but fewer than 50 cases have
been described in the literature and most of these individuals have
the same gene change, suggesting a common ancestor. Brain MRI
shows abnormal iron accumulation in the basal ganglia during early
disease; later, cysts develop in these regions. So far,
neuroferritinopathy is the only type of NBIA known to be passed
through the family in a dominant pattern, meaning that an affected
individual has a 50% chance of passing it to each of his/her children.

Of all cases of NI B3 1 A\, about one-half
to two-thirds are accounted for by one of the
conditions described above... the remaining
individuals are said to have “idiopathic
N B 1 A\ meaning that the underlying
cause is not yet known.

Of all cases of NBIA, about one-half to two-thirds are accounted
for by one of the conditions described above, with PKAN being the
most common. The remaining individuals are said to have
"idiopathic NBIA," meaning that the underlying cause is not yet
known. For many of these families, the person diagnosed with
NBIA is the first and only affected individual, so it is difficult to
know whether there is a specific pattern of inheritance.

It is thought that most of these cases are probably recessive
because (a) there are some families with more than one affected
child and (b) idiopathic NBIA is more common in families where
the parents are related, such as distant cousins (this makes it more
likely that they share a common recessive gene). The symptoms in
this group are more varied because there are probably several
different causes of neurodegeneration in this group. As with other
forms of NBIA, there are both early-onset and late-onset types.

As we and other researchers continue to identify genes that cause
NBIA, it is likely that definitions will continue to change. We hope
that expanding this NBIA umbrella and trying to understand the
underlying processes that are common among people with
different forms of NBIA will lead us to new treatments and a better
understanding of this disease.

For more information on this topic, please visit our Web site at
www.NBIAdisorders.org, NBIAFAQ link, “What is NBIA?” which has been
updated to reflect new information.
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(continued from page 1)

cellular changes caused by mutations in PANK2," Hayflick said. Those
new understandings of the changes allows Hayflick to test therapies
in a mouse model of PKAN developed by collaborator Jane
Gitschier's team at the University of California, San Francisco.

"With Penny Hogarth's expertise in clinical therapeutics, our
OHSU/UCSF research team is poised to perform the first drug trial
in these mice," Hayflick said. "Additional animal drug trials will
follow, with the goal of moving these to human studies as soon as
we find a promising agent. Although the mice do not show dystonia
or brain iron accumulation, they have key disease characteristics
similar to those in PKAN patients that enable these studies. This
project marks the beginning of an important phase in NBIA
research as we move 'from discovery to cure.”

Dr. Paul Kotzbauer's project, "Combined disruption of mouse
PANK2 and PLA2G6 genes to generate an improved animal model of
NBIA," said his goal is to develop a mouse strain that has the central
features of NBIA.

Washington University Lab
Mengyang Sun, Ibrahim Malik, and Paul Kotzbauer

"An improved mouse model of NBIA would enhance our ability to
determine whether a particular therapeutic approach is likely to be
helpful and guide decisions to pursue further studies in clinical
trials," he said.

Lab, or "knockout" mice that have mutations in one of the two
NBIA genes discovered so far, PANK2 or PLA2G6 genes, each
reproduce some aspects of the disorders but lack the changes
common to all forms of NBIA, which include iron accumulation and
neurodegeneration in a brain region called the globus pallidus,

Kotzbauer explained. (see grants on pg. 11)
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By Rich Leap

surprises. While that certainly was true for the planning, we were pleasantly surprised by the overwhelming support from

We learned so much from our first golf marathon that we thought the second one would be much easier and contain fewer
golfers and supporters who came out in October to compete at the Piedmont Country Club in Northern Virginia.

Quest Diagnostics came on board again as the marathon's sponsor. That ensured that 100 percent of the pledges went to the NBIA
Disorder Association's research fund.We also obtained enough prizes through local sponsors to keep the play interesting and ensure that
none of the players would leave empty-handed.

Our goal was to beat last year's event and raise $30,000.

Twenty-five players (23 men and two women) arrived with pledge sheets in hand. (Two other golfers, Mike Leap and John Moore, raised
funds, but were unable to play this year).We had a picture-perfect day, cool to start and warming up to the mid-70s.

My daughter, Brittany Leap, who has NBIA and in whose honor the fundraiser was held, arrived on the course to visit with all the players
and encourage them. She loved riding in the golf carts while being greeted by each group.

By the end of the day, 2,262 holes of golf had been played. Eleven golfers reached the 100-hole goal, with the average being about 90 for
the day. The day was capped by dinner and awards as a tired but supportive group vowed to compete again next year.

Because of the tremendous work by golfers in gaining sponsors, we easily surpassed our goal, raising more than $41,500 for NBIA research.
The support for Brittany, the event's Queen Bee, and NBIA continues to amaze us.

We have so many people to thank: Peg Sherwood, for creating and donating the Hole Sponsor signs; Thom Wood for taking photos all day;
the golfers, sponsors, volunteers and prize donors. All of their efforts help lead us closer to a cure.

Golfers Pictured: Chris Prestera, Kevin Humphrey, Rich Erikson, Rich Leib, Mike Knapp, James Penn, David Waits, Florinda Russell, Rich Leap, Frank Wood, Brenda
Godwin, Kevin Rollison, Neil Russell, Jay Portnoy, Tom Huard, Chris Kase, Mitch Russell, Chad Cutlip, Sid Vikram, Jim Nix, Michael Menn, Dean Updegrove
Not Pictured: Bryan Firestone, Rob Seamen, Rick Phillips
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Queen Bee Golf Marathon
Sponsors

Marathon Sponsor
Quest Diagnostics

Hole in One Sponsor
Solid Foundations

Breakfast Sponsor
Starbucks

Hole Sponsors

Applied Foundation Testing
Mark & Jayelene Betonti

CDR Fundraisiing

C.J. Coakley Co., Inc.

Cupka's Café I

Steve Dawson & Robin Firestone
Fraternal Order of Eagles #76
Mark Gorga

Bob Guiney

Judy Leap

Todd & Josette McMichael

Allen & Cynthia Melton

Nicos Café - Pittsburgh. Pa.
North Texas Soccer Association
Gary & Sharon Paul

Piedmont Carpet & Upholstery Care
RC Agency

Redbeards - Pittsburgh. Pa.

Sonny's Place - Pittsburgh. Pa.

The Hearts of Mt.Washington Group
The Mt.Washington Boys

Visio Consulting

Pittsburgh Police -

Pittsburgh Police -
SWAT Team

Prize Sponsors

American Tap Room - Atlas Walk Way, Gainesville,Va.
Valerie Balsar

Cold Stone Creamery - Atlas Walk Way, Gainesville,Va.
Family Dental Care - Gainesville,Va.

Foster's Grill - Haymarket,Va.

My Haberdasher Custom Made Shirts - Haymarket, Va.
Panera Bread - Atlas Walk Way, Gainesville,Va.

Papa John's - Leaberry Way, Haymarket, Va.

Piedmont Country Club

Qdoba - Atlas Walk Way, Gainesville,Va.

Quest Diagnostics - Chantilly, Va.

Red Fox Inn - Middleburg,Va.

Regal Cinemas - Manassas, Va.

Ron Raglin

Shopper's - Gainesville,Va.

Starbucks - Atlas Walk Way, Gainesville,Va

Closet to the Pin Sponsors

Paramedics River Rescue

Volunteers Pictured: Samantha McDade, Teresa Markham,
Heather Porter, Peggy Gough, Robin Firestone
Not Pictured: Nadine McDade, Judy Leap, Michelle Ayala

Queen Bee Golf Marathon
Donors

Cecilia Amador

Sheri Anderson

Arena Technical Resources LLC
Arent Fox LLP

Nancy & Thomas Atkins
Ben Ault

Vance & Julia Avera

David & Sharon Baker
Barbara Parkers, Inc.
Constance Battista
Georgianne Becker

Scot & Tracy Bedingfield
Barbara & William Benner
Chris & Jerri Berry

Maria Bettinotti

David & Caprice Black
Brooke Blackwell

Rick & Gina Bogaski

Alan & Maria Bretz

Holly Bridwell

Building Specialities

Joan Burke

Jeffery Chadwick

Jeff Clemons

Brian Collins

Julie Cologne

Mark Connelly

Anthony Constantino
Warren & Marquerite Cooper
Vincent Cortazzo
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Carolyn Cox

John & Inajo Cox

Philip & Dora Crandall
Kevin Crosby

George & Lynn

Lisa Curtis

Chad Cutlip

D.P. Hudacek Contracting, Inc.
Maryam Darvish

Data Systems Hardware
David Daugherty

Pamela Davidson

Steve Dawson & Robin
Firestone

Bill & Vickie Day

Lori Ann Delguidice
Charles & Jane Deliee
Kathleen Demoss

Milton Denson

Jules Dikovic

Jeffery & Tracy Dlott
Barry Dominick
Dominion Jewelers Inc.
Adam Driver

Phil & Darlene Dubois
Barry & Michelle Duncan
Durashield

Carol Ehlinger

Celeste Elnaggar
Environmental Systems Corp.
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Rick Erickson

Jeremiah Everhart

Charles & Susan Fairchild
Fairfax Medical Center
Opticians

Pat Fallon

Firestone & Reiter, LLC
Ron Flegel

Todd Frank

Patti Freeman
Gastroenterology Associates
Michael & Joyce Gelacak
Brenda Godwin

Greg & Debra Goldman
Irene Grass

Marcey & Brian Hall
Michael & Debbie Hall
Joan Hargis

Paul Harris

Thomas & Sandra Hawkins
Haymarket Lodge Charitable
Foundation, Inc.

Maureen Heilmann

Heath & Glenda Henegar
Debbie Heritage

Alice Hilner

Dennis Hoeck

Michelle Hoffman
Homestead Building Systems
Brian Hooks

Tom Huard

Bryan & Edna Hughes

Julia Hume

Brian Humphrey

Kevin Humphrey

Donita Jensen

Sheila Jobe

Juliana's Sari-Sari Store, LLC
Chris Kase

Martin & Beth Kassalen
Inna Kataeva

Kathy Huggins & James Riffle
Mark Kelly

Ed Kim

Melvin & Claire Kindred
Phyllis King

Jeff Kmonk

James Knapp

Mike Knapp

Glenn & Erika Kolod
Panos Koutrouvelis M.D.

Queen Bee Golf Marathon

Donors

Suvarna Kovela

Krambuhl Consulting, LLC
Fred Kramer

Matthew Krouse

Richard & Linda Kuchnucki
Donald & Nancy Kutil
Linda Lans

Mike Leap

Thalia Lee

James Lewis

Richard & Anne Lieb
Gloria Lim

Kathleen Lines

Sandy Lons

Max & Marie Louden
Sheryl Lovi

Joann & Edward Lyle

Rich & Mary Mangieri
Laurinda Mansell

Teresa Markham

Connie Martin

Mask Enterprises, LLC
Donald Mathews

A.M. Mattia

George & Jennifer Mavrikes
Bill & Nadine McDade
Elden & Maureen McDirmit
Charlene & John McGinty
Steve McGough

Mike & Linda McGraw
Pamela Meara

Mechanical Engineering Systems

Assoc.

Vera Mednikova
Michael & Rachel Menn
Kay & George Mercuro
Scott Meyer

David Mills

Jamie Montgomery
John Moore

Pete & Gigi Morrison
Philip Mowery

Glenn Myers

Deborah Nelson

M.M. Newman

Ann Nguyen

Clint & Kathy Nirschel
Jim Nix

Marlene Nix

Patricia O'Brien

James & Anne Ohara

Rick Orpin

Nancy Osgood

Edmund & Jane Page
Annette Palmiero
Panache Designs

Scott & Casey Parker
Elaine Parnarouskis
James Penn

Nancy Penn

Charles & Maureen Phillips
Sharon Phillips

Karen Pierce

David Pilarski

Linda Pond

Charles Popielarski
Porter Law, PLC

Jay Portnoy

Victoria Pratt

Premier Pan Company
Chris Prestera

Theora Prestera
Prestera Optical Inc.
Harold & Shirley Price
Jane Purnell

Lynette Rampy

Judy Redmon

Michael & Jeanne Reiber
Charles Repetti

Scott Richardson
Bridget Riley

Vicki & Gary Roach
David Rodenas

Kevin Rollison

Shirley Rollison

William & Donna Roscop
Thomas & Lois Roszak
Rick Ruckstuhl

Margo Rusbarsky
Florinda & Mitchell Russell
Satalio's Inc.

Carlos Schrader

Robert Seamen

Dan & Carol Seely
Michael Segovia

Nathan & Rebecca Sherman
Debra Simpson

Barbara Smith

Gary & Marydawn Smith
Solid Foundations

Gary Spiggle

Michael Stead

Pierrette Storus

Keith & Kathy Stover
Rachel & Dale Strother
Lisa Studtmann

Jolynn Swift

Mike & Kathleen Szmidt
Dianna & Bob Tate
William & Leigh Taylor
Test America

James Tharp

Anthony & Dana
Tomkovicz

Michelle Tooson
Rolando & Patti Trevino
Jerry & Darla Tucker
Jan Turner

Ebong Ukor

Saroja Ullagaddi

Dean Updegrove

Carla Vella

Sid Vikram

Leonard & Shirley Vincent
Pam & Greg Vogel
David Waits

Ronnie Webb

Robin & Bruce Weyrick
Taylor & Lauren White
Fred & Kate Williams
Nancy Willis

Tom Wojszynski

Frank Wood

Alan & Belinda Wooten
Laura Ann Worfolk

Jim & Lynn Workmaster
Aaron Wyatt

Charles Yochem

Ronald & Ann York
John & Ardy Young
Celeste Yovetich

Debra & Ray Zaparoni
Rick & Joanne Zollner
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Hailey Lachowsky, Michala Roberts, Anna Standridge, Austin Tate, Robbie
Powell and JP Bradley show off their “Live 4 Ben” bracelets being sold to raise
money for NBIA research in memory of their friend, Ben Patterson.

found a way to memorialize their schoolmate, Ben Patterson,
who died Aug. 14 after a 12-year battle with NBIA. They have
been selling "Live 4 Ben" bracelets to raise money for NBIA.

Students at Bob Courtway Middle School in Conway,Ark., have

The effort has been spearheaded by Patterson's friends, Robbie
Powell and Michala Robertson. Robbie said the bracelets are green,
in honor of Ben's favorite color.

The students are selling the bracelets to their friends at school and
to fans who attend home football games. So far, this special group
of students has raised $1,500 in their friend's honor.

kkkkkkkkkkkkhkkhkkkkkkkkkkhkkhkkhkkhkkkkkkkkkkhkkhkkhkkhkkkkkkkkkhkkhkkkx

By Kristi Ose

Here's an easy way to raise money to benefit your favorite charity:
the NBIA Disorders Association.

My friend Julie McGovern, of Goshen, Kentucky, hosted a Silpada
sterling silver jewelry party in honor of my son Jared who is six
years old and has INAD, a form of NBIA.

Johnna Borgmeier, the jewelry representative, agreed to donate 15
percent of the total retail sales to the NBIA Disorders Association.

Dear Ms.Wood,

Last year, my brother Biaggio (7), my sisters Elly (9) and Lia (3),
and |, Josie (11), decided that instead of gifts for our birthdays, we
would ask people to donate to NBIA instead. It went so well, that
we did the same thing this year.

We are thrilled to send $700 for your continuing research into
finding a cure for this disease.We know that $700 could buy a lot
of toys and presents, but you see, we also know Brittany Leap
(who has NBIA). Because she is our very good friend, we know
that no present is more valuable than her presence. So, we are
happy to be able to do something to help someone who means
S0 much to us.

Thank you for everything you do in your work to find a cure for
NBIA. May God continue to bless you.

Sincerely,

Josie, Elly, Biaggio, and Lia Corrado
Gainesville,Virginia

Biaggio Corrado, Brittany Leap, Elly Corrado and Josie Corrado.
The Corrados live in Gainesville and Brittany lives in Haymarket, Va.

kkkkkkkkkkhkkhkkhkkkkkkkkkkkhkkhkkhkkkkkkkhkkhkkhkkhkkkkkkkkkkkhkkhkkkx

That donation amounted to $225, and others gave direct
contributions to the organization, making the grand total $440 for
the event.

The amount raised exceeded our expectations since only12 people
attended the party.We are grateful for the generosity of everyone
who helped make this event so successful.

Anyone interested in doing a party like this for a fundraiser should
consider talking with a home sales representative to see if they
would be willing to donate part of their sales proceeds to the NBIA
Disorders Association. For a smaller scale fundraiser, it required
little work and planning and was a fun way to raise awareness and
money for the organization.
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Family Masquerade Ball
nets $2,500 for NBIA

By Josie & Elly Corrado

e got into the Halloween spirit and ended up raising
W$2,500 for NBIA by finding a fun way to support our

friend, Brittany Leap of Haymarket, Virginia who was
diagnosed with NBIA in 2006.

The money will go to NBIA's research fund to help find a cure for
the disease.

The event was a Family Masquerade Ball held Oct. 20. Not only did
it feature a costume party for the entire family, it included a D),
dancing, a craft table, games and a raffle. Raffle prizes included
something for everybody: Dolls, books, DVD's, a DVD player,
restaurant gift certificates, games, dental services, goodies for
golfers, and our "big" item was a signed script from the cast of
"Hanna Montana!"

We also designed T-shirts and bracelets to sell, and Father Peffley of
Holy Trinity Catholic Church demonstrated his talent for juggling
bowling balls and even machetes!

The Methodist Church in Gainesville donated its hall for the event,
and many local businesses donated prizes. Food came from Papa
John's Pizza , Harris Teeter and Bloom Grocery stores.

The entire Corrado family was involved in the project: parents,
Colleen and Rick, along with Josie, 11; Elly, 9; Biaggio, 7; and Lia, 3.

Raffle Prize Donors
American Tap Room
Ms. Lee Beaver, Keller

Event Sponsors
Bloom Grocery Store
Mrs. Ginger Carroll

Corrado Family
EmbroideMe

Gainesville United
Methodist Church

Giant Foods

Harris Teeter Grocery Store
Holy Trinity Catholic Church
Keller Williams Realty

Leap Family

Papa John's Pizza

Safeway Foods

Shoppers Food

Williams Realty

Mrs. Ginger Carroll
Cold Stone Creamery
Corrado Family
Dental Care of Gainesville
Fosters Grille

Leap Family

Ledo's Pizza

Miley Cyrus & the cast
of “Hannah Montana”
Qdoba Mexican Grill
Ruby Tuesday

Subway

The Little Gym

The Palate Wine Bar
and Grill

Uno Chicago Grill

Masquerade Ball in Gainesville,Virginia organized by Josie and Elly Corrado.
Front row: Brittany Leap, Lia Corrado
Back row: Elly Corrado, Josie Corrado, Biaggio Corrado

Masquerade Ball Donors

Patricia Adams

Michelle & Edwin Baggan
MaryBeth & Douglas Baron
Lee Beaver

Elizabeth & Peter Block
Jeff & Ginger Carroll

Diana Clemente

Kim Cockrell

Lisa Curtis

Janet & Adam Dean

Janis & Joe Devore

Rich & Geraldine Erikson
Denise Farrell

Joe & Lisa Gellene

Gretel & Ricardo Gonzalez
Peggy Gough

Tim & Cindy Hartless
Kathryn & Theresa Hartzong
Christy Hastings

Emily & Sue Ann Hastings
Lisa & Jim Hayes

Candi & Brian Helmlinger
Irene & David Hessler

Todd&LeeAnn Hershberger
Donald & Cathleen Kagle
Cheryl & Joseph Kijewski
Amy Macerelli

Virginia & Francis Malquoff
Jacqueline Manapsal

Karen Mantyla

Vicki & Mike Mantyla

Eva & Randall Meston
Donna Vincent O'Mahony
Mary & Chet Oszust
Regina & Howard Payton
Theresa Post

Peggy Rusk

Holly Russell

Ellen & Al Sivick

leffrey & Kimberly Sparrow
Michelle & Mike Steenson
Tony & Theresa Suarez
Betty Waller

Jennifer Wilkinson
Annette & Richard Wingo
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Kris West, a gym instructor at
Birchwood School in Niskayuna,
New York, surrounded
by students at a
“Family Fun Walk” fundraiser.
$1900 was recently donated
from a portion of the proceeds
to NBIA Disorders Association in
recognition of the positive
impact the organization had on
the Barbiero family,
and in memory of
Sabrina and Alyssa Barbiero.

Students at the “Family Fun Walk”
in Niskayuna, New York .

(continued from page 5)

"We speculate that the PANK2 and PLA2G6 genes have overlapping functions in the brain and that although brain cells in mice may be able
to compensate for the loss of one gene, disrupting both genes together may be sufficient to cause a disorder in mice that is more similar to
what occurs in humans," he said. " We will breed mice from the two existing knockout strains over several generations in order to generate
mice that have mutations in both the PANK2 and PLA2G6 genes.We will then look for features of NBIA using tests for neurological function
and microscopic examination of brain tissue."

Dr. Soma Das's project is "Deletion and duplication analysis of the PANK2 and PLA2G6 genes in patients with neurodegeneration with brain
iron accumulation,” which could improve the . .
diagnosing of NBIA patients.

Das explained that some patients with NBIA clinical
symptoms may not have had any mutations in the
PANK2 or PLA2G6 genes identified and their
diagnosis remains uncertain.

While "DNA sequencing has been the traditional
method of mutation detection/testing in patients
with NBIA disorders, certain types of mutations,
such as deletions and duplications within the PANK2
and PLA2G6 genes will be missed by DNA
sequencing ," Das said. "We will use some newer
methods of DNA analysis that will pick up these
types of mutations. We may therefore be able to
identify mutations in patients in whom no mutations
have been identified to date. Our studies should
result in the development of a more comprehensive
test for NBIA disorders."

|

Tl ™
&

Our organization is excited about these new University of Chicago Lab
projects and the potential they have to enhance our From left to right: Soma Das, Melissa Dempsey, Lorena Diaz deLeon, Anthony Lozada,
knowledge of NBIA disorders. The research Roshni Alva, Eden Haverfield, Amanda Reeder, Peixian Chen, Shalini Reshmi and Lucy Liu.

program, and the support families provide it, is the
vital link to the organization's quest for a cure.
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B3 enjamin Scott P atterson
N ovember 21, 1994 - Auugust 14, 2007

By Will '‘Bubby' Patterson (in italics)
and Scott Maple (in regular type)

Take it from his "Bubby," Ben Patterson had a way of putting things
into proper perspective.

You were a lover, not a fighter.You smiled through all of the things that
happened to you, which is more pain than | will probably ever go through.

With all his body had to endure, it would have been understandable
if Ben had withdrawn. But he had too much to offer. To Will, his
older "Bubby." To his parents, Bill and Kim.To his grandfather, Ray.
To his special-needs teammates on the Conway Braves baseball
team.To those he warmed with a smile at church or school.

Without you my life would be so much different.You taught me not to
give up, to keep fighting and to keep smiling.

It was tough to watch as NBIA erased the mobility Ben had so
enjoyed. No more running full-tilt, bouncing off walls and bearing
the scars that marked him as all-boy. Yet being at the mercy of
others to serve as his hands and feet didn't keep him from romping
with Will.

You had my back no matter what, and | always had yours.You did much
more for me in 12 years than most people will do for me in a lifetime. |
am blessed to have had you for so long.

Blessings flowed in all corners of Ben's world, including for friends
made at school in Conway, Ark. Especially Robbie Powell, his best
pal from first grade on.

Kathleen Galt
June 8, 1992 - September 17, 2007

Gone from our sight, but never from our memories,
Gone from our touch, but never our hearts..

You were always there for my brother and deeply loved him.You would
come over to the house and sit all day even if he was asleep, and those
were the times | could tell you truly cared.

Friends also saw Ben's precocious side — including his flirtations
with girls who would skirmish over who got to wheel him to recess.
(The kisses that ensued would occasionally get him in trouble with
his teachers.) His charm carried over into his home life, as well,
where his granddad Ray — Ben called him Papa — was putty in his
hands.

You impacted his life more than anyone, and he impacted yours, | know.
When we were in a room and you walked in he would completely ignore
whatever was happening and concentrate on you, his favorite person.

Now he will focus his charms on dear "Gram," who preceded him
and Papa in death. And on his Heavenly Father, who made a special
place for him free of pain.

It makes me so happy to know that finally you have gotten what you
deserve.You have gotten peace. Peace in mind and body.

And those left behind have gotten so much as well — and not just
fond memories: There's also hope. There's persistence. There's faith
and love.And an example of how to live — each day.

| truly owe my life to you and will try and live it the way you would.You
will always stay with me, leading me, and | thank you so much for that. |
know in my heart that you're just as much here now as you ever were.
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KKenneth Peter Stromsta

October 31, 1986 - September 14, 2007

.Kenny was truly a gift from God. We adopted Ken at 10 days old
and he immediately captured the hearts of all who met him from
that day on. His dad says he had a winsome smile that would melt
your heart. When he was just 4, Ken won the Mr. Personable award
at school.

Even in the mist of daily pain, Ken lived a life of purpose. This was
something we wanted people to know about those with special
needs. His neurologist said that was one thing Ken had taught him
and "much" more.

Most people remember Ken for his sense of humor and how he
liked to tease. But we remember him for his unconditional love, his
super hugs and unbelievable strength. We remember how he
laughed so hard at his dad, he could hardly breathe; how he would
come home from school with kisses all over his face; how he loved
to bake cookies with his sister and listen to music in his brother's
room; how he would play Pretty Pretty Princes with dad; and how
he would enjoy those long walks with mom.

But we also remember the times of great pain. His biggest comfort
was when we talked about heaven and promised some day he
would walk and talk and never have pain again. He would smile so
big and we could see in his eyes he believed without doubt. And
now we feel we have kept our promise.

We lost more than a son and brother, we lost our best friend, our
buddy. We believe if Ken could have talked, his last words would
have been, "Mom, tell everyone, thank you."

We love and miss you more each day.
Always,

Mom, Dad, Laura & Jeff

N =Fa
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Brent Mlichael Fry
June 30, 1989 - September 21, 2007

Brent was a very loving and happy little guy. We are heartbroken
that he has left us.We know his pain and suffering are over and that
he is with God, but our hearts will ache forever. His Papa Jordan
said it best: "Brent never said a bad word about anyone, Brent
never did anything mean or hurtful to anyone. He always had a
twinkle in his eye and a smile on his face." Brent was indeed an
angel, and he touched everyone's heart. He will be forever missed
by those who loved him.

A Parent's Love

We didn't have to look into your eyes to fall in love with you.We
didn't have to hear your cry to know you loved us too.We didn't
need to hold your hand to cherish you always. You touched our
souls.You sweetened our spirits.You gave us memories we'll always
hold dear.Yes, our hearts ache because you departed us too soon,
but a parent's love does not end with death, for you are our child,
and our love forever is yours.

Melinda & Mike Fry
Papa & Mema Jordan

When you are sorrowful look again
in your heart, and you shall see that in
truth you are weeping for that which
has been your delight.

Kahlil Gibran
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Cheryl Lamos

Bud & Althea Brown
Susie Ewing

Jeff & Ginger Carroll
Mr. & Mrs. Forstall
Dawn Hubeye

Patti Jennings

Lowell & Joyce Judd
June McClure

Jerry Oshiyama
Karen Penn

Michelle Baron

Ronald & Johnna Borgmeier
Jeffrey Carter

Wilma Clodfelter

Gregory & Marilyn Donaldson
Nicole Fair

Lois Klein

Andrea Lhotsky

Keith & Julia McGovern
Phyllis Ose

Ron & Kristi Ose

JoAnn Rebbin

Susan Robertson

Alice Stambaugh

Gary & Theresa Stewart
Sam & Kandi Tahmoush

Thomas & Christina Thompson

Tim & Kris Haffner
Lori Mitchell

Mary Ann Roser
Walt Rutherford

Birchwood School PTO
Chris DeLuke
Donna & Brian Hovotny

Angela Bonfiglio Allen
Norma & Patricio Dauguet
Ali & P. Kheymehdooz
Alison Mochizuki

Gene & June Mochizuki

Mr. & Mrs. Francis Austin
Jeff & Ginger Carroll

Jose & Diane Clemente
Colleen & Chris Colandene
Colleen & Richard Corrado

Juan Carlos & Suzanne Guerrero

Harry & Clementina Haslan
Todd & Leeann Hershberger
Richard & Sandy Leap

The Nguyen & Deanna
Lindonnguyen

Todd & Josette McMichael
Khalsa Integrative Medicine
Elizabeth & Gene Morrello
Paul & Sandra Mrochinski
Bernard & Sandra Osilkg

Paul & Janet Buhay
Charles & Florence Waniak

Anella Roser

Sherrill LaCourt
Jacqueline McPheeters
Martha A. Utt

TCCA-M. Fleming

Steven & Ann Schafer
Andrew & Holly Stadel
Bob & Pat Sweeney

Rosalind DiBiasi

Dennis & Judith Devens

Rich & Sandy Leap

Anonymous

Bernie & Judy Roberts

Tom & Karen Ballheimer
Paul Banzhof

Boyd Funeral Home
Buckley Family

JoAngela Burk

Jim & Zettie Caudle
Zinnia Clayton

Conway Regional PHO
Mary Cook

Amanda Danner

Kenny & Sylvia Epperson
Darryl Gatewood

Wen & Christy Grimes
Steven & Lee Anne Hess
Rich & Sandy Leap

Karen Loyd

Margaret Murray

Bill, Kim & Will Patterson
Chelis & Janice Patterson
Sloan, Daniel & Robbie Powell
Daniel Priest

Donald & Jolinda Rehak
Mark & Martha Richards
Kelvin & Brenda Richardson
Linda Rockwell

Mike & Cindy Rush
Hunter Scaife

Beth Schichtl

Bob Scroggin

Jeff & Lori Standridge
Ellen Turney

Roy & Lashond Wert
Maurice & Mary Williams

Linda Erickson
Cheryl Lamos
Hugh Schrader

Angela Steinker

Rich & Sandy Leap
Keith & Linda McClure
Ron, Susan & Daniel Race

Bill & Yvonne Hall

Bud & Althea Brown
William & Dorothy Duncan
Susie Ewing

April Flinn

Tracie Flinn

Mr. & Mrs. Mark Forstall
Dawn Hubeyer

Patti Jennings

Karen Penn

Roy & Karen Yarbrough

Bill & Helen Bursky

Paul & Janet Buhay
Charles & Florence Waniak

Bernie & Judy Roberts

Jack & Sandra Smyth

Diana Machall

Danny & Remica Gray

Bernie & Judy Roberts

Carol & Gary Steinker
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his summer and fall were

I hard for NBIA families. We

lost four children in just

over a month, three of them in

one week. They all belonged to

families active in the organization,

families | know well. | have e-

mailed with all of them over the

years, two were at our family
conference in May.

=

Pam Stromsta was the first
mother | met who had an NBIA
child when | was searching for other NBIA families for two years
after Kimbi was diagnosed. Kenny was the same age, and he shared
a common history of the disease with Kimbi.We stayed close over
the years and supported each other in good times and bad.

Patty Wood

Even as our circle grew over the years, somehow | felt as long as
Kenny was here, Kimbi was safe, too. They had both made it
through many close calls and | thought that would continue for
many more years. Then, suddenly, Kenny was gone and the reality
of what this disease does hit close to home. | felt very vulnerable,
like every moment is precious and we don't know when the day
will come and our kids will just not pull through.

I now know of only one other child who has lived with the severe
form of the disease from a young age who is older than Kimbi —
by one year.This is not a contest | ever wanted to join or to win.
| want all of our NBIA children to make it into adulthood and not
have to suffer the pain and discomfort so many have.

When Kimbi was young | used to think | could not cry because |
might not ever stop. But | learned we have to grieve, and then go
on. Now every time | hear the sad news of someone's passing, |
cry and mourn for the family and say my prayers they will make it
through their difficult time. And then | get back to the
organization's work, realizing that maybe what we are doing will
help families in the future not have to endure this wrenching pain.

Perhaps that future is not so far away. Some families are starting
to turn to Deep Brain Stimulation surgery as a way to slow the
progression of the disease and improve the quality of life of NBIA
individuals. Many have seen promising results. Just yesterday |
heard from a family whose NBIA-affected daughter had the
procedure. The day after the settings were adjusted, she started
speaking again, for the first time in a year. Improved speech is not
even a normal outcome for DBS surgery, so what a blessing that
was for this family. | would give everything | own to hear my
daughter say "mama" once more.

Gladys Adra

Allen Barnett

Slava Buchkovich

Chris Cazzato

Don & Marjorie Cullen
James Hayes

Kieren Hussey

George & Ida Jones

Drs. Paul & Claude Aschinberg
Keith Berger

Matthew & Claudia Bohanek
Mr. & Mrs. James Brusatte
Wendy Callis

William & Cynthia Colaric
Linda Conway

Mr. & Mrs. M. Coriel

Mr. & Mrs. Dave Crawford
Mr. & Mrs. Tim Dodge

Mr. & Mrs. Tom Donohue
Mary Lou Fields

Debby French & Mary Lou
Haggerty

Mr. & Mrs. Scott Gregoire

Lindsay, Lora & Wanda Greinke

Mr. & Mrs. Emmett Grey
David Greyer

Mr. & Mrs. Tom Greyer
Mr. & Mrs.Tom Harris
Mr. & Mrs. Rich Hrechko
Thomas & Mary Kaley
Mr. & Mrs. Tom Kozma
Mr. & Mrs. Jim Kudelis
Jacqueline Lawson
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John & Vera McMahon
Microsoft Giving Campaign
Andrew & Barbara Shetler
Mr. & Mrs. Rayburn Skoglund
Dan Venuto Construction
Phil West

David Younts

Richard & Sandy Leap

Mr. & Mrs.Vern Lemke
Deborah Lewis

Mr. & Mrs. Guy Lundstrom
Norma Machek

Steven & Cynthia McCawley
Pastor & Mrs. Dan Metzger
Arleen Meyer

Mr. & Mrs. D. Murfee

Mr. & Mrs. Gary O’Nate
Roberta & Lewis Phillips
Norma Purcell

Roberta Rand

Mr. & Mrs. Rick Reavis
Hope Ruebensam

Louis & Betty Skonieczny
Charles & Shelley Sprackling
Mr. & Mrs. Ed Stremich

Mr. & Mrs. Ray Tomac

David & LauraVano

Ronald & GeriVukas
Kimberly Whowell

Mr. & Mrs. Kevin Wilson

Mr. & Mrs. Lyman Woodman
Mr. & Mrs. R. Yurkovick

NBIA merchanside or our cookbook make perfect
holiday gifts for the teachers, aides, nurses, therapists,
family and friends on your list.

Visit our Web site at www.NBIAdisorders.org to order.

It is vital that we continue to support NBIA research if we want
more extraordinary results like this. We need to welcome new
researchers into our NBIA family and help them in any way
possible to continue to improve the lives of NBIA individuals. We
must never lose four of our children in one month again.

As we celebrate this holiday season, let's hope for continued
progress and more wonderful success stories in our future.

fieon Hia COMELY Lo cuTE 15
- ¥



l< g : 4 '
DERS nisn
2082 Monaco Ct.
El Cajon, CA 92019-4235

Return Service Requested

Formerly
Hallervorden-Spatz
Syndrome
Association
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NBIA Disorders Association

Our M|SS|On: 2082 Monaco Ct.

N B |AD isorders El Cajon, CA 92019-4235
Association is a non-
profit  organization E-Mail: info@NBIAdisorders.org

dedicated to providing emotional support to families
affected by NBIA, educating the public about this phone: (619) 588-2315 fax: (619) 588-4093
disease, and monitoring and supporting research and
informing others of its progress.

Visit our Web site at

www.NBIAdisorders.org
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Formerly Hallervorden-Spatz Syndrome Association



