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< A delegation from the ALS Association’s Western 
PA–West Virginia Chapter participated in the 2006 
ALS Advocacy Day May 17 in Washington D.C.  
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Advocacy Day 2006 
was outstanding! Both 
attendees and Members 

of Congress on Capitol Hill have 
reported a wholehearted success! 
This year, advocates from more 
than 48 states attended the 
conference, including from states 
such as Alaska, Hawaii, North 
Dakota, and Utah where ALSA 
does not have a Chapter.  Our 
own delegation from Western 
Pennsylvania and West Virginia 
included 19 advocates, the most 
we have ever had. In addition, 
more than 90 people with ALS 
(2 of them in our group), an 
Advocacy Day record, made 
the trip to Washington DC 
and delivered the ALS story to 
Members of Congress on Capitol 
Hill.  We met with 12 of our 13 
Members of Congress on May 17 
and delivered 365 letters to them. 
These letters were signed by 
attendees at our three Living with 
ALS Symposia this spring, held 
in Johnstown and Pittsburgh, PA, 
and Charleston, WV.

This broad representation of 
the ALS community has made 
a difference in advancing this 
year’s public policy priorities in 
Congress, as 258 Representatives 
and Senators have cosponsored 
the ALS Registry Act since 
Advocacy Day on May 17.  
Support for the bill nearly 
doubled in just one week, with 
a total of 209 cosponsors in the 
House and 49 in the Senate, as 
of Oct. 4.  Six Representatives 
from our area have signed on: 
Shelley Moore Capito (WV-2), 
Mike Doyle (PA-14), 

Alan Mollohan (WV-1), Tim 
Murphy (PA-18), John Murtha 
(PA-12), and Nick Rahall (WV-3) 
and Senator Santorum. We offer 
our sincere thanks to them for 
listening to our stories and acting 
on our requests.                          
           

 In response to another 
priority issue, many Senators 
and Representatives have sent 
letters to the House and Senate 
Appropriations Committees 
urging the Chairmen to support 
including ALS as a disease 
to be studied as part of the 
Neurotoxin Exposure Treatment 
Research Program (NETRP) at the 
Department of Defense.  

These are significant 
accomplishments that reflect the 
effectiveness of our advocacy 

efforts and the important role 
that the entire ALS community 
plays in delivering our message 
to Capitol Hill.  Clearly we are 
making a difference! 

To view the latest list of 
cosponsors of the ALS Registry 
Act, visit the Advocacy Action 
Center (www.alsa.org/policy) and 
select the link to the ALS Registry 
Act in the Action Alert section of 
the site.  Please encourage your 
Members of Congress to support 
these priorities, if they  have not 
already done so.

 
If you are not sure what 

Congressional District you live 
in, go to the Advocacy Action 
Center and follow the steps for 

Advocacy
>ISSUES

2006 National Advocacy Day  
and Public Policy Conference

By Dr. Sarah W. Wood

Front Row L to R: Miriam Rossman, Amy Murphy, Beth Cancilla, Back Row L to R:  
Paul Rossman, Linda Talmon, Rep. Tim Murphy, Mike Cancilla.

CONTINUED > Page 4
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The ALS Association (ALSA) 
announced funding of an 
ALSA-initiated project that 

aims to test feasibility of direct 
delivery to the spinal cord of the 
helping molecule, IGF-1, which 
shows promise in supporting 
motor neurons dying in the 
disease, amyotrophic lateral 
sclerosis (ALS, also known as Lou 
Gehrig’s disease).

Cleveland Clinic investigator 
Nicholas Boulis, M.D., will 
be working with Eva Feldman, 
M.D., Ph.D., of the University 
of Michigan, and Raymond 
Bartus, Ph.D., Sr. Vice President, 
Clinical and Preclinical R&D 
and COO at Ceregene to show 
that the delivery strategy is safe 
and effective in rats and pigs, a 
prerequisite for human clinical 
testing.

Ceregene, Inc., of San Diego 
makes a viral vector that can carry 
the gene for IGF-1 into the body’s 
cells. The project complements 
another ongoing investigation 
into the feasibility of viral vector 
delivery of IGF-1 into muscle also 
using the Ceregene compound.

“This new effort, involving 
injections into the spinal cord, 
represents a ‘parallel approach’ 
to try to assure as much trophic 
support for the motor neurons is 
achieved as is possible,” Bartus 
said.  “This effort is being initiated 
to maximize the probability of 
eventually moving a treatment 

into human testing in ALS 
patients.” 

“It is possible that both 
approaches might be effective and 
also possible that one approach 
might be more appropriate for 
one type of patient and the other 
for another type of patient.  Both 
approaches therefore will be 
evaluated,” said Bartus.

Trophic factors such as IGF-1 
(insulin-like growth factor-1) have 
shown some promising effects 
in pre-clinical models of ALS. 
However, clinical trials have 
yielded mixed results. The trophic 
factors do not readily enter the 
brain or spinal cord, so new 
strategies to get them to these 
target tissues are being pursued.

One way around the problem is 
to deliver them by microinjection 
directly into the spinal cord. The 
techniques are available to do 
so safely and have been adapted 

from treatments to stimulate 
deep regions of the brain for pain 
control and movement disorders. 
Boulis, a neurosurgeon, will apply 
this approach to pigs, which have 
spinal cords of a size similar to 
humans. The collaborative project 
now funded will extend initial 
observations to ensure that the 
direct delivery is safe in pigs, and 
effective in the ALS model in rats, 
to allow clinical testing in ALS 
patients.

The vector will be delivered by 
a microinjector electrode placed 
in the part of the spinal cord that 
has the motor neurons. Findings 
in the SOD1 mouse show that 
this vector with the IGF-1 gene, 
injected into muscle, is able to 
improve survival.

Research
>UPDATEBy Roberta Friedman

ALSA Funds Preclinical Project to Target 
Trophic Factors to Spinal Cord

Roberta Friedman is the ALSA 
Research Department Information 
Coordinator
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Western PA – West Virginia Chapter 

Officers
PRESIDENT Sarah W. Wood, ScD
VICE PRESIDENT Nadav Baum
SECRETARY Robert Bowser, PhD
TREASURER Dan Potetz, CPA

Board of Directors 
Robert Balint 
Anthony Delitto, PhD
Charles Friday 
Robert Kelley
Sandra Kmetyk
Thomas Lazar
Scott Leah, Esq
Grant Mason, Esq
Nadene Purcell
Thomas Roth
Susan Whitney, PhD
Lyndsay Yoder
Diane Ziemski

Director Emerita
Rita Patchan

Staff
EXECUTIVE DIRECTOR  
Michael Bernarding
michael@cure4als.org
PATIENT SERVICES COORDINATOR  
Linda Talmon, LPN
linda@cure4als.org
PATIENT SERVICES COORDINATOR, 
WV Jackie Heintzman, RN
jackie@cure4als.org, 1-800-697-3420
DEVELOPMENT COORDINATOR  
Melissa Fera 
melissa@cure4als.org
DEVELOPMENT MANAGER  
Michelle Lee 
michelle@cure4als.org

finding your Representative. 
There are also photographs taken 
at the conference available for 
viewing and purchase at www.
alsa.org/policy/alsday.cfm. 

You can become an ALSA 
Advocate by signing up at www.
alsa.org/policy/involved.cfm.  
As an ALSA Advocate, you will 
receive email Advocacy Updates 
and other information that will 
help you to raise awareness 
of ALS in Congress and make 
a difference in the fight for a 
treatment and cure for ALS. If 
you did not sign letters at one of 
our three symposia, be sure to 
send one now via this website. 
If your Representative is already 
a cosponsor, send him a thank 
you! And remember: these letters 

change throughout the year, in 
response to activities on Capitol 
Hill, so you may need to send 
several messages.

Last but certainly not least, 
thank you to all who attended 
Advocacy Day 2006 and to those 
who sent letters: you helped make 
our Chapter part of this success 
story. You are playing a significant 
role in the fight against ALS!

CONTINUED FROM > Page 2

From left: Sharon Hrezo, Linda Talmon, 
and Joe Hrezo.

Jean Bartholomew is a 17 year 
old Taylor Allderdice high school 
student who has been active in 
the fight against ALS for many 
years.  Jean has attended The ALS 

Association’s National Advocacy 
Day and Public Policy Conference 
for the past three years.  This year 

Local High School Student is 
a Dedicated ALSA Advocate

CONTINUED > Page 6
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2006
All of our Walks are over and we are still counting 

the donations. To date the Walks have raised:

Johnstown, PA–$53,503 • Charleston, WV–$12,121 • Pittsburgh, PA–$180,000

We would like to especially thank the Corporate Team Chair and the 
Presenting Sponsor of the Pittsburgh Walk

Paul Rockar, CEO
Centers for Rehab Services

THANK YOU CORPORATE SPONSORS and IN-KIND SPONSORS

Johnstown, PA
CAR • Highmark Blue Cross Blue Shield • John P. Murtha Neurosceince and Pain Institute •  

KCI Technologies • Laurel Medical Supplies • Stoystown Auto Wreckers • Trent Insurance Agency 
• Alex Froelich Packing Co. • Bittner Vending • Eat n’ Park • Galliker Dairy Company • Giant Eagle 

– Scalp Ave. • Goga’s Service Station • Market Basket • McDonalds • Pappy’s Pizza • Pepsi • 
Pizza Hut • Pomroy’s Short Stop • Snyder’s of Berlin • Somerset Candy Company • Starbucks • 

Tim Warshel • Valentys 

Charleston, WV
Dupont

Pittsburgh, PA
Acclamation Systems, Inc. • Babst, Calland, Clements & Zomnir • BioTronics • Eckert 

Seamans Cherin & Mellott • Erie Insurance Group • Essroc Cement Corp. • National City • 
Pepper Hamilton • UPMC • Redstone Rehabilitation • Respironics •  

Caribou Coffee • Chick-Fil-A • Frito Lay • Snyder’s

We hope to see you all at one of next year’s Walks!
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Johnstown Support Group 
John P. Murtha Neuroscience Center
1450 Scalp Ave., Suite 2400
Johnstown, PA
Jan Goodard
814-269-5288
Second Tuesday of each month, 4–5 pm

June 13, 2006
July 11, 2006
August 8, 2006
September 12,006
October 10, 2006
November 14, 2006
December 12, 2006

West Virginia Area
Facilitator: Jackie Heintzman, RN
Please call to register 304-652-2420

Kanawha Valley Board of Realtors
2110 Kanawha Blvd. East
Charleston, WV

August 5, 2006
October 7, 2006
December 2, 2006

Ruby Memorial Hospital
Cafeteria Conference Room #6

July 9, 2006
September 10, 2006
November 5, 2006

Resource 
Group

>LISTING

The ALS Association
Western PA–West Virginia Chapter

The Forbes Regional Hospital and Allegheny General Hospital resource 
groups have changed. They are no longer at the previous locations. To find 
out the new locations, dates and times for these resource groups, please 
contact Linda Talmon at 412-261-5940 or 800-967-9296.

when our Chapter organized a State 
advocacy day in Harrisburg, Jean was 
there also too to speak for those affected 
by ALS.  Advocating for people affected 
by ALS is very close to Jean’s heart. Her 
father lost his battle with ALS when she 
was just 9 years old.  

   
Jean was invited to present as 

part of a panel at this year’s National 
ALS Advocacy Day and Public Policy 
Conference in Washington, DC.  The 
topic was Year Round Advocacy and 
Jean spoke to a group of 100 people 
about an extensive, strategic letter 
writing campaign she developed.  Jean 
focused on one issue and wrote a letter 
about the issue.  She identified people— 
from classmates, to family friends, to 
influential leaders—to sign copies of 
the letter.  When she attended advocacy 
day in 2005 she had 500 signed letters 
to personally deliver to Senators and 
Representatives.  

Steve Gibson, Vice President, 
Government Relations and Public Affairs, 
said, “The letter writing campaign that 
Jean initiated is a perfect example of 
advocacy in action.  By reaching out 
to her community and enlisting their 
support for our cause, she strengthened 
the voice of the ALS community and 
helped us deliver a powerful message to 
Congress that much more must be done 
in the fight against ALS.  It is through 
these types of grassroots efforts that we 
can use advocacy to make a difference 
in the fight against ALS.”  To find out 
current legislative priorities you can visit 
our Advocacy website at http://www.alsa.
org/policy/.

Jean is spending her senior year 
in Switzerland studying.  After high 
school, she plans on attending George 
Washington University in Washington, 
DC. to study public policy advocacy.

CONTINUED FROM > Page 4
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Jay Simon Golf Classic another big success for 
the Norma L. Simon ALS Patient Equipment Fund 
The 15th Annual Jay Simon Golf Classic netted $10,500 for the Norma L. 
Simon ALS Patient Equipment Fund.  The outing was held on Friday, May 
12, 2006 at Beaver Valley Golf Club in Beaver Falls, Pennsylvania. 

Twenty-six teams participated in the four-player scramble event.  The field 
consisted of players traveling from 11 states and two foreign countries.  
The Longest Domestic Traveler Award went to Mark Jenks of Seattle, 
Washington and the Longest International Traveler Award was given to 
Joe Marlovits of London, England.
 
Flight Winners included teams led by Fred Clerici, Mike Slevin, Bob 
Skerlec and Bill Blechman.  Skill Shot awardees were John Marinaro, 
Don Belt, Pat Bailey, Kelley Chico, Eric Lenyk and Chris Kayafas.  

Jay is the son of the late Norma Simon, who passed away from ALS on 
May 26, 2000.  In 1992, Jay organized the first golf outing to create a 
means to gather friends, family and business associates once a year as a 
way to stay in touch and enjoy a great time together on the golf course.  
From 1992 through 1999, the purpose of the outing was simply “for the 
benefit of a darn good time.”  Jay’s mission was to have his outing be 
unique in that every dollar coming in also went back out to the golfers 
the same day. 

Then, in 2000, with the news of his Mom’s ALS diagnosis, the outing 
added a purpose.  Through the ALS Association of Western Pennsylvania, 
the Norma L. Simon ALS Patient Equipment Fund was formed to provide 
equipment that is not covered by insurance for current ALS patients.  The 
golf outing is used to support this fund.

Each year, golfers are asked to write two checks, the first for golf, and the 
second, a straight donation to the ALS fund.  Once again, results were 
terrific.  It was another record year for “From the Heart” sponsors…eleven 
donors made contributions of $500 or more!

The 16th Annual Jay Simon Golf Classic will be held on Friday, May 18, 
2007.  To be placed on the invitation mailing list, contact Jay at 412-
258-1020 or jsimon@hefren.com.  To make a donation to the Norma L. 
Simon ALS Patient Equipment Fund, please make the check payable to 
the ALS Association and send to Jay’s attention at P.O. Box 383 Bradford 
Woods, PA  15015.

ACCESSIBLE VANS
2000 Ford Econoline Van with wheelchair lift, 26,500 miles, 5.4L V8 Engine, 
new tires and brakes, $17,500, Call 304-788-3897

Wheelchair Custom Ramp Van, 1997 IMS Dodge Caravan SE, 21,900 
miles, Power Passenger Transfer Seat, New Battery, Keyless Entry, Perfect 
Condition, Purchased New,  Asking $14,900. Please Call 724-482-4103

1999 Chrysler Town & Country Limited.  VMI conversion.  Red.  Power driver 
transfer seat.  Remote start.  Keyless entry. Magnetic entry.  45,000 miles. 
Asking $16,500.00 or best offer. Call 724-459-6062

2004 Ford Windstar, VMI conversion. Side ramp. Hydraulic lift.  60,720 miles.  
Asking $18,000.00 or best offer.  Call 724-349-1761 or 412-289-2800

EQUIPMENT
Quickie customized wheelchair (designed for male, 6’1”, 200lb), 2 headrests, 
cushion seat & gel cushion seat, hip & rib adductors, tray, battery charger, 
$5000, Call 304-788-3897

Waverlyglen Ceiling Lift (2002, excellent condition).  Three different track 
sections.  Pneumatic hand control.  Charger included.  Two lift slings.  Asking 
$3000.00 or best offer.  Call 724-459-6062

Porch lift.  (2001, excellent condition).  Vertical platform lift.  Automatic 
access ramp.  Platform controls.  Emergency stop switch.  Platform safety 
switch.  Asking $1500.00 or best offer.  Call 724-459-6062

Jazzy 1121 electric wheelchair.  Tilts.  Asking $1500.00 or best offer.  Call 
724-349-1761 or 412-289-2800

2002 Permobile Chairman Entra, battery and charger, tilts, seat elevator, 
head control, hand control, and attendant control in back.  Asking $4000.00 
or best offer. Call 724-459-6062

2 Bruno Stairglides.One is 7 steps and the second is 8 steps. Asking $1,500 
each. Please Call 814-942-5504 

Fold-up Portable Ramp. All Aluminum with non-skid surface. Used One Month. 
Cost $600. Will Sell for $450. Call 412-766-7737.

Inflatable Bed Bath, never used, still in box.  Hospital bed size.  $700 new, 
sell for $450.00.  304-872-5111.

Permobile electric wheelchair, rechargeable battery, reclines and lifts, best 
offer. 412-364-8362.  

Invacare Storm Electric Wheelchair, 24V rechargeable battery. Battery charger 
included. Top of the line. Ideal for larger person. Only used for three weeks. 
Completely adjustable back and bottom seat. Tilts/Reclines. 7 mi/hr. Price 
Negotiable. 724-547-3924 

Ranger II Storm Series electric wheelchair, 3 yrs. old, great condition, battery 
with charger.  $2,000.  724-846-9803. 

Jazzy electric wheelchair, red/gray. Price very negotiable.  724-743-1852 or 
412-606-5856.  

Tuff Care electric wheelchair, with charger.  $1200.00.  412-341-5736.  

Rolling Shower Chair/Potty Chair.  New, used only 2 weeks.  Purchased at 
Dick’s Homecare, Central, PA.  $1,000.00 or best offer.   Daytime:  814-422-
8024ext.240; or  Evenings:  814-349-5644.  

Rascal Scooter with battery, one year old. $5,000 New. Sale Price: $2,000. 

Invacare Electric Wheelchair, automatic.  Lift/tilt.  Robo-cushions included. 
$3,000 negotiable.  724-758-4866  

Stairglide 15-Step, used only twice, $2,000; Collapsible Manual Wheelchair 
& cushion, used 2 years, $200; Victory Scooter & battery charger, $3,500; 
Ramp 3’-4’, $175; Bath Chair, slides over tub, $500.  724-986-0496 

Jazzi 1120 Electric Wheelchair, 6 years old, perfect working condition, 
used once/month, includes battery charger, J-cushion seat, leg & back tilt. 
$1,800; 412-487-5222

KCI “First Step” Tri-Cell Mattress $250; Stair Glide: 14 feet, straight, $600’ 
Shoer Chair-PVC Shower Wheelchair, $100, Hoyer Lift Hydraulic with Sling 
$700, 412-487-5222 

For
>SALE

EQUIPMENT LOAN CLOSET
The Equipment Loan Closet was established 
to assist families with needed equipment 
while awaiting insurance approval, or if such 
equipment is not covered by insurance. 
When no longer needed, we encourage 
families to return it to our Chapter for use 
by other PALS. We accept durable medical 
equipment and wheel chair donations for 
our loan program.  Please note: new items 
continually are being donated; also, listed 
items may have been loaned to patients 
since this posting.  Call Linda at 800-967-
9296 to request an item and arrange for 
delivery. Exceptions to our loan closet 
have a contact number listed beside the 
individual item and all arrangements are 
made between the individuals.

STAIR GLIDE/STAIR LIFT
7-Step stairglide. Call 412-370-7461

AMBULATION
Non-wheeled walkers
4-wheeled walkers
2-wheeled walkers
Quad cane
Cane
Forearm crutches
SHOWER/BATH
Tub bench
Transfer bath bench

Shower chair
Slide shower bench
Bedside commodes

MISCELLANEOUS
Hospital bed, motorized head/foot controls
Long handle shoe horn
Grip utensils
Lift Chair

ELECTRIC WHEEL CHAIR  
LOAN CLOSET
This program is designed to help ALS 
patients who are unable to obtain insurance 
coverage for an electric wheelchair.  Our 
Chapter accepts electric wheelchairs that 
are donated in good condition. These 
electric wheelchairs are then refurbished 
and delivered to PALS in need.

REPAIRS/MODIFICATIONS
Our Chapter covers the cost of repairs/
modifications to the wheelchairs in our 
loan closet.  Like all of our Chapter 
Programs this service is made possible 
by the generous donations of individuals 
and sometimes may be subject to the 
availability of funds.  The Walk to D’Feet 
ALS is our largest fundraiser of the year.
Please visit our website to learn how you 
can help sustain our programming.
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We would like to apologize 
for omitting donations in the 
previous newsletter and have 
included the corrections 
below.  Thank you!

In Memory Of
ELMO BALINT

Ronald and Kathleen Bauman
Ronald Kustra
Michael Racko
Joan Smith
John Sowa

DOMENIC BORGESE

Elizabeth Borgese
John and Marion Roach

ED BORN

Mary Lee McCreight
Sally Miller

JANE BOSCHIAN

Robert and Eileen Basil
Floyd and Christine Beaver
John and Emogene Burns
James and Linda Cooke “WV 
Herd”
Robert and Patricia Downs
Betty Frederick 
Arnold and Virginia Given
Allyn and Myrna Griffiths
Patricia Honaker
Helen Jones
James and Rita Jones
Philip and Wilma Jones
Robert and Milford Lynn
Carol McQuain & Sweeney 
Family
Jewell Morgan
Janet Nunley & Monday 
Morning Bridge Club
Margaret Pyles
Mr. and Mrs. Belford Roberts
Dody and Lowry Simpson
James and Julia Smith
Harry and Joyce Sweeney
Frances Vancleve

LOIS BROWN

Dewey Fischer
Dr. Sarah Wood

JOHN ROLAND BUCHART

Amanda Campbell
Barbara Collins
Rhonda Corson
John Julian
Lisa Laskowski
Elaine Muthersbaugh
Ron Prichard
Sean Riggle
Laurel Sanders
Susan Shaffer
Jennifer Walter

DR. MICHAEL CAHILL

Diane Cahill
Duquesne University Greek 
Community and the Brothers 
of Psi Chapter of Alpha Phi 
Delta National Faternity

FRANK CANCILLA

Robert DePascale
Dr. Sarah Wood

JAMES CENCI

Kathleen Cenci

PATRICK COMBES

Mary Ann Adams
Dan and Audrey Bett
Robert and Juanita Brytus
Donald and Diane Buckley
Center for Rehab Services 
– Ms. Rosanne Andrews
Leo and Pamela Cernaloger
Chemsteel Construction, Co.
Jennifer Combes
FEY Steel Fabricating
David and Naomi Hurwitz
Joseph and Joanne Kitler
Joseph and Marie Quinn
Jamie Skone
Anita Szary

PHYLLIS CONNELLY

Perfect Images Unlimited
Thomas and Marion Phillips

SHARON CORLEY

Babcock Lumber Company
Charles and June Bell
Hobert Corley
HCC Employee Association
Elizabeth Whitler (Sovey 
Family)

KAREN CROSS

Colleen Cross

JIM DAQUELENTE

Joe and Joan Daquelente

TIM EVERLINE

David and Karen Fertig
Ronald and Karen Fertig
Brett and Pamela Graves
Dan and Lisa Herman
Dr. Wendye Vanbrakle
VFW Ladies Auxiliary
Whetzell Automotive

JOHN FAHNESTOCK

Karen Davis

JAMES FIELDS

Bonnie Fields
Alexander Turner

MARGARET FIERLE

Theresa Brown
Sandra Falenski
Kenneth Fierle
Lake O’ Woods Club, Inc.
Momar Incorporated
Donna Ray
Karin Wheelin

DOUGLAS GAWTHROP

Stephen Gawthrop

DEBY HART

Ronald and Penny Skaff

K. WAYNE HENDERSON

Carmine Camillo

JOHN HICKLY

Scot and Ann Pennell

WILLIAM HILL

Rugena Hill

FAY HOLLOWAY

Charles Holloway

ADA HOOVER

Ellie Bliek

MR. AND MRS. MARTIN 
HUCIK

Judith Hucik

RENEE KANTOR

James Carleton
Eleanor Craig
Gary and Krista Gamble
Lael Marasco
Joy Ann Stascak
Charles Straley
Lynn Whitmore

PHYLLIS KARPAN

Marlene Lutz

LOIS KAUFMAN

Joseph Allon
Albert and Ellen Amshel
Dr. and Mrs. Falk Arnheim
Charlotte Blueston
Eleanor Caplan
Peter Carozza
Sara Davidson
Robert and Gene Dickman
Marcella Finegold
Lois and Elliott Finkel
Grant and Betsy Franklin
Thomas and Sally Golden
Kenneth Goldsmith
Helen Grossman
Miriam Hershman
Allan and Janet Hirshberg

William and Barbara Hoffman
Lawrence and Maureen 
Kamons
Shirley Kamons
Hope Leyton
Zelda Limsi
Frank and Amy Lowenstein
Michael and Andrea 
Lowenstein
Herbert and Arlene Moses
Shirley Oppensheim
Lila Penchansky
Arthur and Mildred Rogow
Daniel Russell
Shirley and Gail Sachs
Sylvia Sachs
Edward and Elizabeth Schmidt
Florence Schwartz
Morton and Rita Seltman
Yvonne Silverberg
Arnold Wilner

TIMOTHY KEARNEY

David Kearney

LOIS KILKEARY

John and Patricia Mox 

ROSALIE KOEHL

WesBanco Bank, Inc
Pat O’Brian

CARL KOSKO

Dorothy Lust – Laurie E. Lust 
Foundation

EDWARD LAUFFER

Lillian Lauffer

CHARLES LONG

Ronald and Minnie Smith

HELEN LUNN

Robert and Mary Ellen 
Meanor

FRANK MACIOCE

Angelo and Betty Ann Martini

MARY MANIGLIA

Angelo Maniglia

NICK MASCARO

Donald and Kathleen Roberts

ROBERT MAXWELL

Robert and Suzan Lukas
Dr. Sarah Wood

GRETCHEN MILLER

Sue Neubert

LILLIAN MINETTI

Paul Minetti

MARGARET MOODY

Colleen Miles
Eileen Smith

IRENE MULROY

Charles & Jean Boleky

WANDA PEDZWATER

Bob and Linda Kelley

BRIAN QUINN

Tim and Carol Kyle

ANNA PARENTE

Amelia Brusca
Vito and Maureen Catanese
Robert and Susan Chrysler
Mary Deleo
Alvaro and Carol Giron
Robert Heaton
Thomas and Georgeann 
Kaczmarek
WD and Karen Marsh
David and Kathryn McCluskey
Nellie and William Nicoletti
Philip and Janet Stenger

JOSEPH POROPATIC

Mel Vesely

DONNA REED

Cathleen Kamovitch
Anthony and Edna Paoletta

RANDOLPH REFOSCO

Raymond and Roberta 
Refosco

SHARON RILEY

Anthony and Theresa Baron
Karla Borecky
J. Scott Foust
Janet Foust
IBEW Local Union 1957
Albert La Vanche
Robert and Deborah Link
Jon and Terry Price
Brenda Price-Dadey
Sheryl Raymond
Richland Learning Center
Raymond and Renee Riley
Darlene Shingler

JOHN ROLLINGER

Thomas Moses

FLOYD RUFFNER

Benchmark Medical Indiana 
Billing Office
Blair and Virginia Cummins

Contributions 
>RECEIVED

February 1–May 31, 2006
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James and Linda Rosio
Mr. and Mrs. Tate
Edd and Kim Wheeler
Donald and Donna Weinstein

JIM SCHENCK

Sarah Schenck

NOBERT SCHOLL 

Valeria and Noreen Scholl

JOYCE SICLARI

Elizabeth Borgese
Daniel Brooker
David Carson
Patricia Conner
Sandra Donnan-Alfano
Joan Foran
Gary Maniscalco
Leanna Norris
Dr. Sarah Wood

JAMES SLOVIEK

Phil and Rose Armitage

RICHARD SMITH

Donald and Jeannette Fulmer
Marion Mester
D. Curtis and Jane Rhea
Theodore and Linda Valeski

STEWART SMITH

Saul and Rhonda Berg

HERMAN THOMAS

Vickie Price

KATE TUCKER

Timothy and Donna Tucker

STEPHEN TUTTLE

Ralph Tuttle

GEORGE VAHANIAN

Johan and Irene Belinfante
Charles Humphrey
Loretta Stanish

CAROLE VOZEL

Mark and Joyce Trew

ETTA JEAN WECK

Brian Weck

JAMES YOUNG

Esther Smoulder
Janet Young

JOHN ZELIK

William and Mary Renzelman
Michael and Judith Garrity
Lawrence and Cheryl Brown

MARY LOU ZYDEL

Matthew and Renee 
Bochanski
Thomas Chin
Dale and Linda Cutler
James and Mary Jurkovec
Daniel and Kristie Kite
Amy Kramer
Joseph Nowakowski
David and Patricia Popek
Robert and Angela Quinn
Diane Reimer

Richard Seidl
Noel Sheldon
Bruce and Melissa Shelly
Ellen Spondike
Gary and Sandra Stankovic
Edwin and Frances Staudt
John Staudt
Paul Stetzer
Gloria Taylor
Lester and Janice Toaso

In Honor Of
ROBERT BARGER

David Kern
James and Rosetta Barger

RICHARD BOWLING

Core Networks, LLC

TAMMY BRADLEY
Philip Brode

KATHLEEN DIXON

Janice Justice

GARY DOUTHITT

Dennis Douthitt
Dan McIntire
Daniel and Darlene 
Rorabaugh

FRANKIE HUEY

Beverly Seruset

BART JIMISON

Linda Carter
Jo Ann Croom
Living Faith Quartet

MIKE KOSMAL

Thomas Hillesland

MICHELE REA

Helen Ann Salamon
Ann Salamon
Gregg Pfeufer

TOM ROTH

Thomas and Christine 
DiDonato
Raymond and Shelly 
DiPasquale
George and Heidi Donovan
John and Colleen Duken
Jeffrey Geary
Thomas and Mary Minnock
David and Linda Profozich
Eric and Janet Rader
Ralph Sanders
Ronald and Kathleen Schmitt
Donald and Kathleen Seaton
Christopher and Barbara 
Troianos
Frank and Erica Zappala

RYAN SALMONS

Howard and Mary Lee Harcha

PAUL VANDER VELDE

Peter and Marti Vander Velde

MEMBERSHIPS & GENERAL

Center for Rehab Services-
Occupational Therapy Staff
Connie Ainsworth
Amazon
Arthur J. Gallagher Foundation

Diane Barner
Thomas and Karen Bernstein
Allan and Susan Borhowski
Martha Brydon
Buncher Family Foundation
Kevin Burns 
Michael Carolan
Patricia Croke
Joan Delaney
Walter and Gloria Elbling-
Gottlieb
Elkins Rotary Club
Fresh Ideas, Inc.
Sanford Galanty
Philip and Beth Gasiewicz-
Goldman Sachs Philanthropy 
Fund
Walter and Gloria Gottlieb
Rose Gothe
Edward and Diane Greenblatt
Ronald Herman
Tim and Carol Kyle
Michael Lanigan
Grant Mason
Donald and Edith Nemeth
Donald and Patricia Oldfield
Oreck Homecare, LLC
Pfizer Foundation Matching 
Gifts Program
Pittsburgh Metropolitan 
Tennis Fund and Oxford 
Athletic
Robert Pearlman
PNC Foundation
Paula Rhodes
Joel Rubin
Owen Silverman
John Simon
Nancy Simons
Seymour and Rhoda Sikov
Marilyn Smith
Kenneth and Cindy 
Smithhammer
Gordon and Nancy Starr
Janice Szitas
Tri-State Coating & Machine 
Co.
Uniontown Area High School
United Jewish Federation 
Verizon Foundation
Daniel Virostek
Daniel Ward 

JAY SIMON GOLF CLASSIC-
In Support of the Norma 
Simon Equipment Fund

Mark and Kim Altsman
Atcheson Oral Surgery, LLC
Ariadna & Pat Bailey
Beechtree Realty Services, 
LLC-Chris and Karen Fitting
Don and Lisa Belt
Charles and Holly Bens
Tony and Ann Blechman
William Blechman
Brian and Cindy Byers
Career Consulting Associates 
Limited
Frederick and Lisa Clerici
Kelley and Linda Chico
Ronald and Kathleen Coder
Mike and Cindy Davis
David and Lori Elias
Curtis and Kimberly Fleming 
Colin Garvey
Jeff Gratteri
Tony Grossi
Hungarian Home
Mark Jenks
Bryan and Kathy Johanson
Just Like Home Daycare 
Center-Rich Pavlinch
Chris Kayafas
Ed Koontz-Federated
Matthew Laneve
Chris and Barb Lawton
John and Del Leopardo
Randal and Laurie Lewis
Gregory Linowski

Meadow Ridge Development, 
LLC
M. Carmen and Associates, 
PLLC
Kenny and Sara McGee
Donald and Lisa McGhee Belt
Mark and Korin McMillen
Michael Baker Corporation
Michael and Patty Mullins
Michael Paal – Loving 
memory of Helen Beard and 
Lavara Paal
Richard Pavelick
Mike and Angie Reimer
Pat Rooney
J. Gregory Runco, DMD
Ron and Jeannette Sachs
James and Julie Sadowski
Dr. Donald Santora 
John and Audrey Scott
Jack Simon
Jay and Jennifer Simon
Jeff and Sylvia Simon
Jett Simon
John Simon
Judd and Beth Simon
Bob Skerlec
Edward Slevin
Michael and Paula Slevin
Robert and Linda Slevin
Todd and Leslie Slevin
Randy Smith
Dave and Janette Stafford
Archie and Debra Strimel
Jason Stupak
Willard Tillotson
Thor and Shelly Tolo
Al and Jeanne Vallano
Van Kampen Investment, Inc. 
– Charles Friday
Joe and Virginia Walton
Greg and Lori Weimer
Bill Wilson
Bill and Eileen Wolfe
Frank and Erica Zappala
Kevin and Jill Zoghby
George and Megan Zozos

RESEARCH

Lynda Zakucia-LUTHER 
HOMSHER, JR.
Amanda Bowser-NANCY 
TIBBENS 

RESPITE CARE PROGRAM

The ALS Association would 
like to extend our sincere 
gratitude to the following:

DSF Charitable Foundation

William V. and Catherine 
A. McKinney Charitable 
Foundation

A.J. and Sigismunda 
Palumbo Charitable Trust

2006 SYMPOSIA

American Homecare Supply
Dynavox Systems, LLC
Family Home Health Services, 
Inc.
Higmark
Hill-Rom
Home Instead Senior Care
Klingensmith Healthcare
Maxim Healthcare Services, 
Inc.
Memorial Hospital Adventist 
Health System
NeighborCare
Pharmacy Associates, Inc.
Prentke Romich Company
Pride Mobility Products Corp.
Respironics
Trinity Hospice

West Virginia Statewide 
Independent Living Council

JOHNSTOWN WALK TO 
D’FEET ALS 2006

CAR (Combined Auto 
Recyclers)
Highmark Blue Cross Blue 
Shield
Stoystown Auto Wrecker
Trent Insurance Agency

PITTSBURGH WALK TO 
D’FEET ALS 2006

Acclamation Systems, Inc.
Babst, Calland, Clements and 
Zomnir, P.C.
Centers for Rehab Services
Eckert Seamans Cherin & 
Mellott
ESSROC Cement Corporation
Erie Insurance
UPMC

WEST VIRGINIA WALK TO 
D’FEET ALS 2006

DuPont Belle Plant

UNITED WAY

Mary Ann Acton
John Arcana
Daniela Barletta
Lisa Barner-Wolk
Michael Best
Kenneth Cikovic
Richard Conley
John Connelly
Marsha Defazio
John Desue
Sandra Estock
Katherine Femia
Kathleen Flannery
Stephen John Grippi
Robert Hodnik
Michael Kalafsky
Janet Kosko
Amy Kosmal
Paul Kruper
Karen Mance
Gail Marshall
Betsy Martinelli
Grant Mason c/o Mark 
Mason
Susan Matthews
Lee Meyer
Lucille Parker
Marlene Patterson
David Penz
John Raga
Jeanine Robertson
Cynthia Roche
Norma Schweibinz
David Shernisky
John Simon
Mark Stanchik
Sharon Stash
Robin Teets
Joseph Vavro
Beth Vucic
Allison Zoccola
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2006 Living with ALS Symposia
In an effort to reach more of our 

community living with ALS, 
The ALS Association, Western 
PA-West Virginia Chapter, was 
honored to host three symposia 
this year.

The Johnstown, PA; Charleston, 
WV; and Pittsburgh, PA symposia 
were attended by over 250 people 
seeking information on current 
symptom management, potential 
treatments and therapies and 
resources.

We would like to thank our 
Presenting Sponsors:  Respironics, 
Sanofi-Aventis, Dynavox and 
Prentke-Romich for their support 
in all three symposia.
Each symposium’s morning 
session featured an ALS-
neurologist who presented an 

overview of ALS and symptom 
management.  A multi-
disciplinary panel then joined the 
ALS-neurologist to field questions 
from the audience.  This panel 
included experts in the fields of:  
respiratory, speech, swallowing, 
physical therapy, occupational 
therapy, psychology, and legal 
issues.

The afternoon session for each 
symposium was filled with 
research updates.  Johnstown, 
PA, hosted Dr. Bowser, who 
discussed his ALS Biomarker 
study.  Charleston, WV, hosted 
both Dr. Laurie Gutmann (current 
clinical trials update) and Dr. 
James Bennett (who discussed 
the pramipexole study).  The 
Pittsburgh, PA, symposium’s 
research session featured three 

presentations:  Dr. Raymond 
Onders, who discussed his 
trial on diaphragmatic pacing; 
Dr. Bowser, who discussed 
his ALS Biomarker study; and, 
Mike Bozic, M.D., president 
and chief executive officer of 
Knopp Neurosciences, who 
discussed his company’s role in 
the pramipexole study, which has 
a clinical site in Pittsburgh, PA.  
These three presenters also took 
questions from the audience. 

*** Please contact ALSWP-WV for requests for taped copies of any symposium.

We would like to thank the following vendors:>
Alternative Community Resource Program, Inc.
Asera Care
Chesapeake Rehab
CompreCare Home Oxygen & Medical Equipment
Coordinating Council for Independent Living
Family Home Health/Three Rivers Hospice
Highmark Caring Place
Hill-Rom
Home Health Care Services Retail Store
Klingensmith
Laurel Medical Supplies
Maxim Health Care
NeighborCare
Preferred Home Health
Svetz Orthotics & Prosthetics, Inc.
Trinity Hospice
Wheelchairs and More
Windber Hospice

Charles Long
Joyce Siclari
Beverly Squire
Jack Menego
Bobby Glaspell
Robert Maxwell
John Scumaci
Bobby Dickens
Mary Lou Zydel
Margaret Sowolla
Thomas Arnone
Richard Smith
Betty Braithwaite
Sharon Corley
Jane Boschian
Lois Kilkeary
Irma Keenan
Ralph Davis
Shirley Bennett
Frank Cancilla
James Kingas
Floyd Ruffner
William Rebold
Tim Everline
George Bailey

We extend our sym-
pathies to the loved 
ones of the following 
people who lost the 
battle with ALS:
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Major League Baseball’s All-Star 
FanFest may be touted as “heaven 
on earth” for baseball fans, but it 
also hit a home run for the Western 
PA – West Virginia Chapter of The 
ALS Association.

Pittsburgh’s FanFest drew record 
crowds to the David L. Lawrence 
Convention Center during its five-
day run, July 7-11.  According to 
mlb.com, over 106,000 people 
attended the event, making 
Pittsburgh’s FanFest one of the top 
five in history (along with Baltimore, 
Boston, Philadelphia and Seattle). 

 
Located in the All-Star Bazaar, 

amongst vendors and a flurry of 
FanFest guests, volunteers and 
staff from The ALS Association 
distributed information on the 
Western PA – West Virginia Chapter 
and on the upcoming Johnstown, 
Charleston and Pittsburgh locations 
of the annual Walk to D’Feet ALS®.  
Over 60 volunteers put in their 
time to cover the 50-plus hours of 
FanFest.

While FanFest operations 
ran smoothly, much work and 
planning had to be done ahead of 
time to secure a spot for The ALS 
Association’s table.  Natalie Brova, 
Special Events Associate for the 
chapter, said organizing volunteers 
became a challenge when more 
people wanted to help than could 
fit in the designated area.

“We actually had too many 
volunteers,” Brova said.  “They 
were calling after we already 
had a full schedule, wanting to 
help.”  Members of the chapter 
accommodated 
everyone by 
allowing some 
people to leave 
the booth and 
walk around, 
handing out 
brochures.

Visitors to 
FanFest proved 
to be very 
enthusiastic 
about The ALS 
Association and 
its mission.

“People who didn’t know about 
ALS were curious to find out about 
it,” said Melissa Fera, Chapter 
Development Coordinator, “and 
people who did know were excited 
to see us there.”

 
Brova also said that those who 

knew someone affected by ALS 
took the opportunity to share their 
personal stories and those who did 
not were eager to help once they 
received information.

Volunteers and staff were 
able to experience everything 
FanFest had to offer, and each had 
a favorite aspect: Brova liked the 
All-Star Bazaar because of the 

large number of people there and 
Fera enjoyed the auction, where 
she heard the story of a pastor 
who auctioned off a Babe Ruth 
autographed ball and bat to benefit 

his financially troubled 
church.  Volunteer and 
ALS Association Board 
Member Bob Bowser, 
PhD, named the Steal 
Home Challenge as his 
favorite attraction, where 
participants competed 
against each other and 
against the clock in a 
90-foot sprint.

 
All who participated 

in FanFest were able to 
recognize the rewards of 

the event.

“It allowed us to reach a 
different audience,” Brova said.  
“We had friends and family of 
people who had ALS or had died 
from ALS who hadn’t known we 
were here in Pittsburgh or didn’t 
know about the Walk.”  

Fera appreciated the chance to 
connect with people who have been 
affected by ALS and Bowser said he 
enjoyed interacting with people.

Overall, all volunteers and staff 
agreed that The ALS Association’s 
time at FanFest was a success; 
one more at-bat toward the 
ultimate grand slam of a cure for 
amyotrophic lateral sclerosis.  

The ALS Association Plays 
Ball at MLB FanFest By Stephanie Seiffert

Amanda Mason (center) along 
with FanFest attendees.
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New 
>IN 2007

In an effort to save money we will no longer be sending a newsletter via 

the USPS.  We will be posting the newsletter on our Web site for you to 

view.  If you would like to be emailed when the newsletter is posted on 

our website please email Michelle@cure4als.org and let her know.


