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Dear Friends,

2012»\3\' a great year for The Spastic Paraplegia
Foundation and 2013 portends to be even more
promising. Our sincere and heartfelt thanks go out to the
community at large and to all our generous supporters (page
4) for making this possible.

An update on the research we have supported was given at
our Annual Conference last June in McLean, Va,, where over
150 people attended. Dr. Nazem Atassi spoke about Therapy
Development, Stem Cell Research and The Northeast ALS
Consortium (NEALS) collaboration
with SPF that began in 20100 He spoke
about the stem cell ALS clinical trial at
Emory University. Dr. Craig Blackstone
talked about research inflection points
or imes when real significant progress
in research comes to fruition. This is
what we are experiencing now. Dr.
Hiroshi  Mitsumoto talked about
the strides they are making in PLS
Rescarch and Dr. John Fink spoke
about all the advances that are 1aking
place in both HSP and PLS research.
Dr. Fink said: “there 15 a lot to be
excited about!” The HSP and PLS
rescarch we are sponsoring does make
us ever more excited o take the next step toward that day

when a treatment can be announced.
taking place are Dr. Paola Arouta, associate
J professor of stem cell and regenerative biology
at Harvard University has discovered that parts of the
brain previously thought to be immutable, can be corrected.
The implications for the treatment of neurodegenerative
disorders like PLS, HSP and ALS could be enormous. Dr.
Aroua said that her achievements with cerebral cortex
rescarch “opens the door to reprogramming in other arcas of
the central nervous system.”

Some examples of the progress that has been

What's more, a gene associated with regeneration of injured
nerve cells has been identified by scientists at Penn State
and Duke Universities. The team leader, Dr. Melissa Rolls,
reported their discovery that a mutation in a single gene can
keep a cell axon, or the part of the cell used to communicate
with other cells, from being able 10 heal itself. This discovery
opens the door 10 new discoveries with spinal cord and
neurological disorders.

“There is a lot to be

excited about!”

It is because of the generosity of our supporters that we are
able o announce $200000 for a PLS Rescarch Training
Fellowship plus S370000 for a Research Grant Program. Each
year, as our knowledge progresses, the research proposals
we receive are ever more encouraging. Although the size
of our research budget always prevents us from being able
to support all of the top proposals, with the help and hard
work of our Scientific Advisory Board (page 2), we are able
o support the most outstanding rescarch possible,

The Virginia Freer-Sweeney Clinical Research Training
Fellowship is a joint project with NEALS and offers two
yvears of very significant salary
and educational support 1o train
exceptional junior clinical researchers
to translate advances in ncuroscience
into treatments for people with PLS.
Dr. Christina Fournier at Emory
University, Atlanta Ga. has been
selected for this support. She has
already trained under two of the
most respected ALS/PLS Clinician/
Scientists in the world, Drs. James
Russell and Jonathan Glass. She plans
to continue to work collaboratively
with Dr. Glass and develop a
longitudinal PLS biomarker study.

Hiroshi Mitsumoto, MD, DSC is continuing his SPF funded
ground-breaking study with PLS but the next phase of this
study 15 even more compelling than the hirst. In this new
phase, he will be analyzing patient samples for bilomarkers
and genetic signatures unigue to PLS.

In HSP research, we funded two teams. Both are working on
treatments. Tina H. Lee Ph.D. with Carnegie Mellon Univ,
Pittsburgh Pa., will identify compounds to treat SPG3a
associated HSP. Andrew Grierson, Ph.D, Kurt De Vos, Ph.D.
Univ of Sheffield, UK and Ludo VanDen Bosch, Ph.D. Univ
of Leuven, Belgium are all focusing their work on a new
therapeutic approach to treat HSP.

Thanks so much to everyone who has helped fund rescarch

that will lead 1o treatment and eventually to a cure for HSP
and PLS!

Sincerely, : "
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he Spastic Paraplegia Foundation, Inc. (“SPF”) is a
Massachusetts not-for-profit corporation that is a
nationwide, volunteer-run, health organization dedicated
to funding cutting-edge scientific research to discover the causes and
cures for Hereditary Spastic Paraplegia and Primary Lateral Sclerosis,
and to diminishing suffering by education and support.

The SPF home corporate office is located at 4 Couture Rd.,
Southampton, Ma 01073. A copy of our latest annual report or
financial statement may be obtained by writing to the SPF at

4 Couture Rd., Southampton, Ma 01073, or calling 877-773-4483.

Financial  REVENUE 2012 2011 2010
Donations $569,558 $232,424 $214,937
AMM TeamWalk 112,710 45575 164,364
Special Events 130,269 174,555 404,531
Program Fees & Products 16,795 11,066 33,911
(ol Investment Income 143 1 74
Weere oo 5% Total Support and Revenue $829,475  $463,631  $817,817
‘ DIRECT EXPENSES
Fundraising $50,646 $66,688 $72,274
Management and Administration 39,408 39,943 59,931
Program Expense 39,040 17,449 33,874
Total Expenses 129,094 $124,080 $166,079
GRANTS PLEDGED $370,000 $600,000 $432,952
2 FELLOWSHIP $200,000 N/A N/A
89% Mission
11% Management and NET ASSETS 5889,1 86 $430,341 $690,716
Fundraising Support (as of December 31)

2012 Scientific Advisory Board - Spastic Paraplegia Foundation, Inc.

SAB CHAIR: Martha A. Nance, M.D., Park Nicollet Clinic, St. Louts Park, MN

Craig Blackstone, M.D,, Ph.D., Chief, Cellular Neurology Unit, National
Institutes Newrological Disorders and Stroke (NINDS), National Institutes of
Health (N1H), Bethesda, MD

Nancy Bonini, Ph.D., Professor, Department of Biology, Howard Hughes
Medical Institute, University of Pennsylvania, Philadelphia, PA.

Corey Brasstad, Ph.D,, Scientific Director, Athena Diagnostics, Springfidd, MA

Pedro Gonzalez-Alegre, M.D., Department of Neurology. University of
lowa Hospstals and Clinics. lowa City, 1A

Mark Gudesblatt, M.D., South Shore Newrological Assoc, Long Island, NY

Paaclo Moretti, M.D., Assistant Professor, Departments of Neurology &
Molecular and Human Genetics, Baylor College of Medicine, Houston, TX

Shirley Rainier, Ph.D., Adjunct Research Assistant Professor of Neurology,
Medical School, University of Michigan, Ann Arboe, M1,

Jeffrey Rosenfeld M.D., Ph.D., FAAN, Professor of Neurology & Chief

of Neurology. University of California at Fresno, Central Calsfornia
Neurosclence Institute, Fresno, CA.

Jacinda Sampson, M.D., Ph.D., Department of Neurology, University of
Utah, Salt Lake City, UT.

Maria-Jestis Sobrido, M.D., Ph.D., Fundacidn Publica Galega de Medicina
Xendmica, Hospizal Clinico de Santiago-SERGAS, Santiago de Compostcla,
Spain

Michacl Swash M.D., FRCP FRCPath., Emeritus Professor of Neurology.
St. Bartholomew's and The Royal London, Queen Mary School of Medicine
and Dentistry, Queen Mary University of London, London, UK

Peter Todd, M.D., Ph.D., Assistant Professor, Department of Neurology,
Undversity of Michigan, Ann Arbor, M1,
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Frank Davis, President ...................... .Dallas, TX
Linda Gentner, Vice President : Fremont, CA
David Lewis, Treasurer..... Fortson, GA
Jean Chambers, RN, Secretary.......... Wes! Vancouver, BC
Allen Bernard, Member...................c.ce.o....... Gahanna, OH
Corey Braastad, PhD, Member Southampton, MA
Kris Brocchini, Member ........ PAREN S Ripon, CA
Tina Croghan, Member...................... ..... O'Falion, MO
Malin Dollinger, MD, Member .... Rancho Palos Verdes, CA
Annette Lockwood, Member ...... Fairfax Station, VA
Jim Sheorn, Member .............c.cccoveeeunee..... Brentwood, TN
Beth Anne Shultz, Member e Midlang, VA
Mark Weber, Esq., Member cieeieinnnnee Oh@rman, CT
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PIONEER $100,000+ Stephen & Shan Holtzman Jerry & Gwen Reese Elayne Herman
The Virginia Freer-Sweeney  Dr. Clarion Johnson Brian Robinson Elizabeth Holden
Estate Mr. Tom Keating / MBK Steven Sandstorm IBM Employee Services
Foundation Bemnice & Floyd Sarisohn Center
:::“'? ; Claudi?;‘ao:i’so.‘g'm Annette & Steven Lockwood  John Schoep I Ironbound Business Insurance
Magnifcent Mie Maloy Risk Services Joel M. & Roberta Seidman ~ A98ncY. Inc
William Rue Jim & Melissa Sheorn Vo Jeanneau PN
SILVER  $10,000-24,999 Biake Sils Martin Slupek Dennis Johnson
Albert & Rina Brocchini Famil Judy & Carl Johnson
roundation oY RUNNER  $1,000-1999 ;‘:’:h“- &SR":V" g S
ephen Sundstorm
ExxonMobil Employees Y e N Y ko Daniel Kiffoil
Favorite Charities Monika Aldridge T&H Brokers | Mariene & Carl Klingner
Kris Brocchini B.88.of Westchester LG ¥ &'j’e:n':e:‘?homm Angela Lobosco
Ned & Dee Davis Don Bentson TICOM Geomatics. ki Richard Marguilies
Peter Sills . Allen & Karen Bernard NG Alfred Maser
: , Lewis Bemstein Travelers Foundation
Quest Diagnostics g Community Action Awards ~ Joanne & Gerard Maughan
Triangle Community Chris Bitterman United Way Robin & David McNeil
Foundation Frank Boggus JamesYoung s A Bill Misko
Bollinger Insurance ' :
MARATHONER $5,000-9,999 Martha & Curtis Morvec
; Borden Periman RACE WALKER  §500-999 g ... Nussbaum
James and Maureen Brewi : ;
CNA Foundation Boynton & Boynton Active Media Services Kevin Pearce
Jean Chambers ADP Statewide Insurance Dawn Pearson
b Ronald Cohen Agencies, Inc.
Combined Federal Campaign Julie Auer Adele & Glynn Pence
% "°" Cook, Hall & Hyde, Inc. e
ulia Lee Taubert Foundation Roger & Dottie Barn rgy
Gerry Levy Steven Cook 09 ’ ey Greg Pruit
: Martha Cushwa Caroline Brooks Corrinne Radford
Lee Patterson Carolyn Danke! Marianne & Patrick Brown
Daiichi Sankyo : William Buckle Gary & Mary Redmann
Travelers Malin Dolinger, MD Y Jeff & Wendy Robinson
R Rebecca & Shayna Dollinger  BWD Group, LLC. Ellen Ruckel
T Mariene & Carrol Dooien ~ Debra & Gary Carison
, Natasha & Roben Schaff
SPRINTER  $2,000-4,999 John Fitzner & Alice Lissow ~ Denise Castle Ken Shevlin
Allergan Frenkel & Co., Inc. Crewron Humankind Me1h9 - para Simil-Croteau
Steve Bielman & Holly Harvey Craig & Linda Gentner . id(:t,ed : Bob & Karen Sommers
Janice Corbetis Carin & Sal Gurliaccio Ar:::\ts LLC ik Susan Stendahl
C.H. Wilkinson Physician Lani Krauss Watter Crager Todd Pulley, Inc.
Network Julie Maples Kimberty De La Cruz Scott Treiber
Carole Yaley Corso David & Gabriela Meyermann Kevin Vanderzanden
L o e S et Russell Fisher Weils Fargo Community
ExxonMobil Foundation Stanley Morris S e Distric Support Campaign
Dean & Karen Fisher Marcy O'Brien ' J Ryan & Milicent Hansen Jean & Gary White

_ Joan & Jack Heinicke  Otterstedt Agency
arl Hawbak
\ 4'!"9" Holzman  pSSWordMedcal e s o



