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Fundraising 
Even
ts
June 3
 
– Boardman, OH – 
Boardman Park – 
Stepping Out to Cure Scleroderma 
4K 
Funwalk
June 17 – Toledo, OH – 
Unive
rsity of Toledo Medical Center - 
Lillian Swartz
 
Stepping Out to Cure Scleroderma 5K Run / Walk
June 17 – Cincinnati, OH – Winton Woods 
Park – Family Fun and Dog Walk
August 5 – Dayton, OH – Fairborn Community Park – Stepping Out to Cure Scleroderma Fun Run and Walk
August
 12 
– Boardman, OH 
–
 Mill
 C
reek
 Golf Course – Dr. Susan K. Leone Memorial Golf Scramble
August 27 – Peninsula, OH – Cuyahoga Valley National Park - Hike and Family Picnic
Fall 2017
 – Beavercreek, OH – Beaver
-
Vu Bowl 
–
 
Bowl for Scleroderma
Fall 2017 
– Cleveland, OH – Ugly Dress Gala
Please go to our website for more details on all fundraising and education
 
events!
  
www.
SFOhio.
org
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Education Events
May 6
 – 
Cincinnati, O
H – 
Drake Hospital, 151 W. Galbraith Rd. 
with 
University of Cincinnati physicians, 
Jea
n 
Elwing
, MD, 
Surabhi
 Khanna, MD and 
Guarav
 Khanna, MD
June 18
 – Toledo, OH – University of Toledo Medical Center 
August 
26 
–
 Columbus
,
 OH – 
OSU Martha Morehouse 
Pavilion
 - 
with 
Jon 
Walker, 
MD, 
Gastroenterolog
y
, 
The
 Ohio State University 
Wexner
 Medical Center
September 11 – Youngstown, OH
 –
Davidson’s Restaurant
 - 
with
 Robert 
Lafyatis
, MD, Visiting Professor of Medicine, UPMC Division of Rheumatology and Clinical Immunology
Fall 2017 – Cleveland, OH – 
Cleveland Clinic
 
Date 
TBD – Akron, OH – 
Cleveland Clinic Akron General
 
Health & Wellness Ctr., Green, 1940 Town Park Blvd., Uniontown, OH
 -
 
with Kristin Highland, MD
, 
Pulmonary Medicine
,
 
Cleveland Clinic
)[image: ][image: ][image: ] (
IS A CLINICAL TRIAL RIGHT FOR YOU?
Have you ever wondered if you should participate in a clinical trial?  Are you curious as to what happens in a clinical trial and why other people participate?
According to the U.S. Department of Health and Human Services National Institutes of Health website (NIH.GOV), “c
linical trials are part of clinical research and at the heart of all medical advances. Clinical trials look at new ways to prevent, detect, or treat disease.
 
Treatments might be new drugs or new combinations of drugs, new surgical procedures or devices, or new ways to use existing treatments.
 T
he goal of clinical trials is to determine if a new test or treatment works and is safe. Clinical trials can also look at other aspects of care, such as improving the quality of life for people with chronic illnesses.
 
People participate in clinical trials for a variety of reasons. Healthy volunteers say they participate to help others and to contribute to moving science forward. Participants with an illness or disease also participate to help others, but also to possibly receive the newest treatment and to have the additional care and attention from the clinical trial staff.
 
Clinical trials offer hope for many people and an opportunity to help researchers find better treatments for others in the future.
” 
One of the 
programs
 currently enrolling patients in Ohio is 
the Scleroderma Clinic at
 The Ohio State University 
Wexner
 Medical Center.  
They
 just 
started a registry 
recently. They collect blood and skin biopsies from patients with scleroderma so that they have specimens 
on which they can perform research
.  
It is only being done at OSU right now
,
 but they hope to expand it to other 
clinic
s in the future
. 
 
The physicians associated 
with
 
this clinic are 
Ali 
Ajam
, MBBS, Rheumatology
;
 
Nitin Bhatt, MD, 
Pulmonary Disease; 
Jon Walker, MD, Gastroenterology; Jeffery 
Groce
, MD, Gastroenterology; Marty Meyer, MD, Gastroenterology; and Steven Dean, 
Vascular Medicine.
  If interested in participating, email info@sfohio.org.
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Continued from Page 1:
Another institution that has research projects underway is the University of Toledo Medical Center Scleroderma Program.
 
The physicians at the UTMC Scleroderma Program
 
see a
dult 
and pediatric patients with systemic and localized scleroderma.  The professionals affiliated with this center are: Bashar 
Kahaleh
, M
D
,
 Rheumatology
;
 Nezam Altorok M
D
, Rheumatology
;
 
Vivek
 
Nagaraja
, M
D
, Rheumatology
;
 Samer 
Khoury
, M
D
, Pulmonary Hypertension
;
 
Fadi
 Safi, M
D
, Interstitial Lung Disease
;
 Ali 
Nawras
, M
D
, Gastroenterology
;
 Martin C. 
Skie
, M
D
,
 Orthopedics: Hand and Microsurgery
;
 Deepak 
Maholtra
, M
D
, Ph
D
, Nephrology
;
 
Yongqing
 Wang, Ph
D
, Basic Research
;
 
Shadia
 Nada, Ph
D
, Basic Research
;
 Jennifer G
i
lmore, R
N
, Research Coordinator
;
 Jennifer 
Krzyston
, R
N
, Staff Nurse
;
 
and 
Oralia
 Hensley, Administrative Assistant.
 
 
The UTMC Scleroderma Center was established in 1992. Over the years, they have been involved in many major national clinical trials in 
SSc
.  
The number to call to get information on study eligibility is (419) 383-
6761
.
  
Currently, they’re 
enrolling patients
 
in
 a scleroderma study called “
The SENSCIS study- S
afety and 
E
fficacy of 
N
intedanib
 in systemic 
SC
lerosi
S
, 
“A double blind, randomized, placebo-controlled trial evaluating efficacy and safety of oral 
nintedanib
 treatment for at least 52 weeks in patients with ‘Systemic Sclerosis associated Interstitial Lung Disease’(
SSc
-ILD).”
Treatments today are so much better than what was available even twenty years ago.  According to Daniel Furst, MD and his wife, Elaine, the scleroderma community has experienced such improvements as:
Proven treatments for lung and skin fibrosis
Multiple effective treatments for pulmonary hypertension
Increasing ability to do lung, kidney and heart transplants
Rapidly developing knowledge re
garding
 
the 
use of stem cell transplants, 
where the patient is his own donor, and possibly
 in transplants where another person is the patient’s donor
Exploration of multiple pathways that cells use to communicate using newly developed biologics
Deepening understanding of psychological costs, economic costs of the disease and exploration of the effects of these of the patient and her support system
More studies of quality of life issues, including sexual functioning, pain and response to treatment
There are other institutions
 in Ohio
, such as 
C
leveland Clinic
 
and the University of Cincinnati, 
which are 
also 
actively conducting clinical trials
.  One resource to find out about additional clinical trials that are enrolling patients is the website, 
www.
clinical trials.gov.
  
Hopefully there will continue to be 
new scleroderma
 
clinical trials that offer a chance for patients to benefit themselves.  Without them and the individuals who participate, we would not have this path to finding better treatments
.
) (
Hurry! Time is running out to buy 
$5 raffle tickets or “pigs”! Money raised goes to research. There are 3 awesome prizes
. Buy today at piggestraffle.com ! Winners are selected on May 5!
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Now and Then
Last year was our chapter’s 15
th
 anniversary.  The Ohio Chapter has grown so much, from the number of patients we’ve been able to support
,
 to the money we’ve been able to donate to research.  H
ere are 
just a few 
stats from our first year as compared to our 15
th
 year
 to reveal
 some of that growth
.
  
2016
                
   
      
      
         
2001
                         
12
        
         
                 
 
How Many
 
Fundraisers
 were there?
               
       
    
 
 
1
       
8
 physical, 1 virtual
     
 
What
 was the 
Number 
of 
support groups
?
           
        
      
3
1 permanent, 1 temporary
       
Were there any 
Paid staff
 M
embers
?
               
 
0
                   
$133,378
       
 
 
How much did we 
raise
 
at our fun
draisers
?
          
   
 
$10,747
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Find a Scleroderma Foundat
ion 
Ohio 
Chapter 
Support 
& Education 
Group
 
Virtual Support Group
 (by phone)
:  
Meets 2nd Wednesday monthly at 7 - 8 pm 
by phone
.  Call 866-740-1260, enter code 7170191#.   
Akron / Canton
:  Meets 1
st
 Thursday of each month May – October at 6:30 pm at 
Cleveland Clinic Akron General
 
Health and Wellness Center, Green, 1940 Town Park Blvd., Uniontown, OH 44685. 
 Leader: Trisha Gosselin, 
akron-sg@sfohio.org
 
 for info.
Central Ohio / Greater Columbus
:  Meeting dates for 2017:  April 23 at 2-5 pm, June 25 at 2-5 pm, August 26 at 10 am-1pm (Education Day at OSU Martha Morehouse Pavilion), and October 22 at 2-5 pm.  April, June and October meetings held at: Villas at 
Glenealy
 Clubhouse, 6315 
Donegan
 Way, Dublin 43016. Leader: Ann Barnhart, (614) 717- 6790, 
columbus-sg@sfohio.org
Dayton Area
:  Meeting dates: April 1, May 6 (Education Day in Cincinnati), June 3, July 8, August 19, September 23 at 10 am –12 pm at Grace Community Church, 5001 
Fishburg
 Rd. in Huber Heights.  Leader: Penny Davis (937) 554-1425, 
dayton-sg@sfohio.org
Greater Cincinnati
:  Meets 2
nd
 Saturday of the month in April, June, September and December at 1 – 3 pm.  Location:  1701 Mercy Health Place, Cincinnati.  Leader:  Debbie Metz, 513-232-5210; 
cincinnati-sg@sfohio.org
Northeast Ohio/Greater Cleveland
:  Meets monthly last Thursday each month 7 pm, April -October.   Location: Simon’s Restaurant, 770 Chippewa Rd., Brecksville. Leaders:  Anne Davis (440) 212-2880, 
neohio2-sg@sfohio.org
 
and Cheryl Wilson
, 
neohio-sg@sfohio.org
Toledo Area
:  Meets March —November monthly on the third Thursday of the month at 7 pm at St. Luke’s Hospital, Room 1 for 1
st
 Meeting Only – All other
 meetings
 in ROOM 2, 5901 Monclova Rd., Maumee. Leaders:  Jerri Sue (Sam) DeTray, 
toledo2-sg@sfohio.org
 and Lois Spratt 
Toledo-sg@sfohio.org
.  Cookies and water provided!
Willoughby
:  Meets once every other month on 3
rd
 Saturday, May – September (May 20, July 15, 
September
 16).  Location: TBD
 
– watch
 our website
 
www.
sfohio.org for updates!  Leader: Larry Bodak (440) 953-2918, 
willoughby-sg@sfohio.org
Youngstown Area Support Group
: Meets Mondays March 13, April 3, May 1, July 10, August 7, 
September
 11 (Education Day – location may or may not be Davidson’s for this event. Stay tuned!), October 2, November 6, December 4.  Meetings held at
 
Davidson’s Restaurant, 3636 Canfield Rd. in Canfield. (330) 793-0033. Come for dinner at 5:30!  Leader: Leni Schulz (330) 654-2538, 
youngstown-sg@sfohio.org
For updates, 
you can also visit 
www.sfohio.org
- - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - 
- - - - - - - - - - -- - - - - - - - -
 - - - - - - - - - - - - -
 - - - - - - - - -
W
E APPRECIATE YOUR SUPPORT!
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Ohio Chapter
 
Board
 Officers
:
Jolene
 Rodenbaugh – Interim President
 
Debbie Metz – 
Interim Treasurer
Jerry Metz – Secretary
Members at Large:
Mariann Boyanowski
 
George 
Kinstedt
 Lucille
 Miller
Gabrielle Freeman
 
Shanelle
 Boyd
Kari 
Matsko
P
atti Jordan
Medical Consultant:
Trisha Gosselin
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The C
ute 
Puppy
 
V
ideos
 Can W
ait!
Click to 
sign
 up for the National Conference
 instead!  
Go to scleroderma.org
 
and register online. 
It’s being held in Chandler, AZ on July 21-23
!
) (
Join the Sunflower Society!
Consider joining the Sunflower Society by creating a bequest provision to the Scleroderma Foundation, Ohio Chapter in a will or trust. Whatever the size of your estate, you want your legacy to 
support
 those organizations that are important to you. It’s important to realize that each estate and state is different
;
 therefore
,
 working wi
th an attorney is a good idea. 
To find out about your planned giving options, please contact 
Tina Fellows, Executive Director
, toll
-
free
 
at 
866-849-9030
.  
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Right now, we’re waiting to introduce another scleroderma bill to congress.  In the meantime, you can sign up to be the first to know when there is a Legislative Alert!  It’s easy.
Just go to scleroderma.org
Click on “Become An Advocate”
Click on “Sign up for Alerts”
You’ll see “Advocacy Action Alert Sign-up for Notification”.  Just fill in your info and then you’ll be contacted when we need you to sign a petition to your representatives.
  Thanks for being an advocate!
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Scleroderma Foundation Membership Dues & Donation Form 

You can improve the lives of individuals with scleroderma and help in the search for a cause and cure. To join or make a donation by credit 

card, visit our website www.sfohio.org and click the DONATE NOW button. To pay by check or cash, complete this form today and mail to: 

Scleroderma Foundation, Ohio Chapter 

P.O. Box 107 

Pataskala, OH 43062 

 

NAME: ______________________________________________________________PHONE: ________________________________ 

 

ADDRESS:____________________________________________________________EMAIL: ________________________________ 

 

CITY:___________________________________________________________________STATE/ZIP:___________________________ 

 

AMOUNT: ___________________________________________________________________________________________________ 

 

Please check appropriate box: □ $25 Annual Membership □ Donation 

 

□ In Honor Of:_________________________________________    □ In Memory Of:________________________________________
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