
In recent years there have been numerous 
developments in the treatment of 
scleroderma, but no cure. In many cases 
our lives have been extended and our 
quality of life has been improved. I wish 
that some of these treatments had been 
around in the mid-seventies when my 
mom received her diagnosis. It would have 
given her hope and perhaps extended her 
short life. However, there is nothing at this 
time that will cure this devastating disease.

In order to cure scleroderma, we need 
excellent researchers working on 
the problem and adequate research 
funding. These two needs are actually 
very interrelated. Top doctors fresh 
out of medical school are looking for 
compelling research projects that are well-
funded. Often if a doctor chooses a field 
of research at this point in their young 
careers, this becomes their life’s work. So 
in order to attract young brilliant minds to 
scleroderma research and find a cure, we 
need funding.

The Scleroderma Foundation has been 
doing a great job of funding scleroderma 
research to the tune of $1-$2 million 

annually. The Scleroderma Research 
Foundation on the west coast also funds 
about $1 million in scleroderma research. 
(Please register to join one of our walks at 
www.sfohio.org .)

Another way to fund research is by 
lobbying the National Institutes of Health 
to move some of their considerable 
funds to scleroderma research. This is 
starting to happen and is a very exciting 
new development this year.  We are 
currently lobbying the Senate to vote to 
include scleroderma on the list of eligible 
conditions to be studied through the 
Department of Defense Peer-Reviewed 
Medical Research Program. Please ask 
your senators to vote for this. Follow 
the instructions on the last page of this 
newsletter in the Advocacy section to 
make your correspondence easy!

Often times, your family and friends want 
to help you, but have no outlet. By allowing 
them to donate or sign a letter they will 
feel better because they are helping you 
and future generations. This disease has us 
down, but we can fight back and win!

How Do We Cure Scleroderma?
By Deborah H. Metz, PhD

Scleroderma Foundation Ohio Chapter Board President

Spring 
2017

Education 
Events

June 18 – Toledo, OH 

– University of Toledo 

Medical Center – with M. 

Bashar Kahaleh, MD; Larry 

Branam-Poling; Nezam 

Altorok, MD; Ali Nawras, 

MD; and Samer Khouri, 

MD

August 26 – Columbus, 

OH – OSU Martha 

Morehouse Pavilion - 

with Jon Walker, MD, 

Gastroenterology, 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

September 23 – Dayton, 

OH - Grace Community 

Church, 5001 Fishburg 

Rd.,Huber Heights – Topic:  

Insights on Connective 

Tissue Disease, Sponsored 

by Gilead

October 7 – Cleveland, 

OH – Holiday Inn, 

Independence – with 

Cleveland Clinic 

Physicians: Soumya 

Chatterjee, MD, MS, FRCP, 

FACP, FACR; Donald Kirby, 

MD, FACP, FACN, FACG, 

AGAF, CNSC, CPNS; and 

Joseph Parambil, MD 

Fundraising 
Events

June 17 – Toledo, OH 

– University 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 Creek Golf 

Course – Dr. Susan K. 

Leone Memorial Golf 

Scramble

August 27 – Peninsula, 

OH – Cuyahoga Valley 

National Park - Hike and 

Family Picnic

September 23 – 

Beavercreek, OH – 

Beaver-Vu Bowl – Bowl for 

Scleroderma

September 30 – Delaware, 

OH – Annual Golf Outing 

in Memory of Dave 

Ludolph 

October 7 – Cleveland, OH 

–  Gala
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Scleroderma made it onto the list for the conditions 
to by studied by the 2017 Department of Defense 
Peer Reviewed Medical Research Program!  Now we 
need to work on getting on the list for 2018!  The 
only way to get on the list is to ask our Senators to 
recommend to the subcommittee that scleroderma 
receives research funding.  The advocacy committee 
will be getting letters signed at most events this year 
and sending them and /or hand-delivering them 
to our Ohio Senators, Senator Rob Portman and 
Senator Sherrod Brown.

The National Institutes of Health (NIH) is still forming 
a collaborative team regarding fibrosis, even 
though our Scleroderma and Fibrosis Research 
Enhancement Act of 2015 didn’t pass!  If this bill had 
passed last December, it would have mandated that 
they facilitate the fibrotic diseases working together 
and using scleroderma as a prototype disease.  They 
have decided they will do this voluntarily.  This is a 

big win for scleroderma research and could be due 
to all of the hard work on the part of those affiliated 
with the Scleroderma Foundation in finding co-
sponsors for the bill across the United States.

The Ohio Chapter is working on getting a federal 
bill sponsored to officially designate June as 
Scleroderma Awareness Month throughout the 
whole United States.  Our lobbyists in Washington 
D.C. have helped us approach a potential sponsor for 
the bill, Senator Rob Portman.  We are very hopeful 
that he will sponsor the bill and that it will pass 
unanimously very soon.

Right now, we’re waiting to introduce another 
scleroderma bill to congress. In the meantime, 
you can ask your senator to keep scleroderma on 
the Department of Defense list of conditions to be 
studied in 2018!  It’s easy.

1. Just go to scleroderma.org

2. Click on “Become An Advocate”

3. Click on “Support “Scleroderma” for FY2018 
DOD PRMRP Funding”,

then fill in your info and you’ll be signing a petition 
that will automatically be sent to your senators.  
Thanks for being an advocate!

NEW LOCATION! FAMILY FUN & DOG WALK GREATER 
CINCINNATI

Join the fun as we raise money to 
find a cure for scleroderma at our 
Family Fun and Dog Walk. This event 
is a blast! All of the excitement takes 
place at Winton Woods-Butterfly Bluff 

at Harper Meadows- off Lakeridge Drive on Saturday, June 17, 
2017. Registration will be held from 9:00 - 10:00 AM with the walk 
beginning at 10:00 AM. There will be great games after the walk 
for children, dogs and adults! Food, raffles, games and auctions will 
continue until approximately 1:00 PM.

Registration cost is $15 per registrant.  If you have $25 or more raised 
or donated, you receive a free t-shirt! Register at www.sfOhio.org or 
mail donations and registration information to: SFOH Dog Walk, 5449 
Wasigo Dr., Cincinnati, OH 45230.  For more information contact: 
Debbie Metz: (513) 417-5210 or debbie.metz@zoomtown.com .

Fundraisers 2017 – What’s New

Walks will be having cool new t-shirts this 
year.  Also for the walks, you can participate 
as a “virtual walker” if you’re not located 
close to one of them.  Go to the website for 
registration links to the Cincinnati, Toledo and 

Dayton Walks.  If you’ve never been to one of our fundraisers, all of them 
have auctions and raffles that are so fun to participate in!  For the second 
year now, we will hold an Ebay auction at some of the fundraising events 
to allow people who are not present to still bid on the auction items. We 
get some amazing items donated, so you’ll want to go to https:// URL 
goo.gl/omOegn to bid in the next couple of days.  Also for the walks, the 
team captains will get to be in a raffle for a 6-night stay at a North Fort 
Myers Florida Condo (captains earn a ticket for every $100 their team 
earns).  Collecting $100 is not hard to do!  Sign up online and be a team 
captain today.  We’ll be giving the new Scleroderma Foundation window 
clings away at fundraisers this year as well as new jar openers.  New 
Scleroderma Foundation gloves with our logo can be purchased for $5.

Find a Scleroderma Foundation Ohio Chapter 
Support & Education Group

We have new co-leaders who have started in 2017 in Toledo (Lois Spratt), 
Central Ohio (Barb Talicska) and Northeast Ohio (Cheryl Wilson).  We 
have also had someone volunteer to start a new group in the Cambridge 
/ Zanesville area, which we're very excited about.  This volunteer is doing 
the leg work to find a location and a start date currently.  Stay tuned! 
stay up-to-date with all support group information, always refer to our 
website www.sfohio.org .  Larry Bodak has stepped down as the leader 
of the Willoughby support group for personal reasons.  We may have 
someone already lined up to take over leading this group, so watch for 
more information on our website, social media To and newsletters!

Virtual Support Group (by phone):  Meets 2nd Wednesday monthly at 
7 - 8 pm by phone.  Call toll-free 866-740-1260, enter code 7170191#.   

Akron / Canton:  Meets 1st 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:  Remaining meetings: 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. Regular meetings held at: Villas at 
Glenealy Clubhouse, 6315 Donegan Way, Dublin 43016. Leaders: Ann 
Barnhart, (614) 717- 6790, columbus-sg@sfohio.org and Barb Talicska 
columbus2-sg@sfohio.org.

Dayton Area:  Remaining meeting dates: 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 2nd Saturday of the month in 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 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 / Mentor:  Remaining meeting dates: Saturdays, July 15 and 
September 16.  Time:  TBD.  Location: Mentor Public Library, Main Branch, 
8215 Mentor Ave., Mentor, OH  44060.  Leader: TBD, contact willoughby-
sg@sfohio.org with questions.

Youngstown Area: Meets Mondays July 10, August 7, September 11 
(Education Day – location St. John’s Greek Orthodox Church, 4955 
Glenwood Ave, Youngstown, OH 44512), October 2, November 6, 
December 4.  Regular meetings held at Davidson’s Restaurant, 3636 
Canfield Rd. in Canfield. (330) 793-0033. 

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:_______________________________________________

Tina Fellows 
Executive Director

info@sfohio.org 
www.sfohio.org

youtube.com/sclerodermaohio

twitter.com/ohioscleroderma

facebook.com/curesclerodermaohio



Ohio Chapter Board Officers:

JUNE IS SCLERODERMA AWARENESS MONTH
Part of the awareness campaign for the month consists of the 
Scleroderma Foundation  once again joining together with Scleroderma 
Canada and the Scleroderma Research Foundation in a big push to tell 
others about scleroderma during June.  We are all sharing messages 
on Facebook and Twitter to encourage everyone to click on them and 
sign a pledge online.  The pledge simply says that you will make at least 
one person aware of scleroderma who wasn’t before.  Then you have 
a chance to share your pledge on Facebook and / or Twitter, tag your 
friends and family and challenge them to take the pledge as well! 

Please share our AWARENESS messages you see on Facebook and 
Twitter throughout June with your loved ones!

Special Scleroderma Awareness Weekend in Toledo!
This special weekend will kick 
off with the 6th Annual Lillian 
Swartz “Stepping Out to Cure 
Scleroderma 5 K Run / Walk” 
on June 17, 2017. We will once 
again have a wonderful venue 
at University of Toledo Medical 

Center at 3000 Arlington Avenue for this event. Registration is 
at 8 AM and the event starts at 9:00 AM.  The fun includes a 50/50 
raffle, Chinese auction, food, DJ, and prizes for runners.  As with our 
other walks, you can create your own fundraising page to request 
donations. Register now at www.sfohio.org!

Come right back the next day for a free patient education day. On 
Sunday, June 18 starting at 10 AM, we’ll have five wonderful speakers 
on various important topics including, M. Bashar Kahaleh, MD, 
“Understanding Scleroderma and Ongoing Research”; Larry Branam-
Poling, “Helping Adults with Arthritis and Rheumatic Diseases 
Thrive”; Nezam Altorok, MD, “How Do I Cope with Lung Disease 
in Scleroderma?”; Ali Nawras, MD, “Gut and Nutritional Issues with 
Scleroderma”; and Samer Khouri, MD, “Cardiovascular Complications 
in Scleroderma”.  The venue is at the University of Toledo Health 
Science Campus, Collier Building (College of Nursing), Room 1210, 
Toledo, OH  43614.  Lunch and refreshments will be provided.  This 
event is sponsored by Gilead Sciences.  There will be free parking 
convenient to the location of the forum.  RSVP, if possible, for food 
count to info@sfohio.org.  We hope to see you there! 

Scleroderma Centers

Exciting news! The Scleroderma Foundation designated another 
medical institution in Ohio as a scleroderma center - the University of 
Cincinnati.  Drs. Jean Elwing, Surabhi Khanna and Guarav Khanna do 
so much for the community in southern Ohio and they’ve also been 
involved in our Cincinnati / Dayton Education Day for the past 2 years 
in a row. We appreciate all they do!

Debbie Metz – President
Jerry Metz – Secretary

George Kinstedt - Treasurer
Members at Large:

Mariann Boyanowski 
Jolene Rodenbaugh

 Lucille Miller
Gabrielle Freeman 

Shanelle Boyd
Kari Matsko
Patti Jordan
Josette Frye

Amanda Ludolph
Medical Consultant:
Trisha Gosselin, RN

P.O. Box 107
Pataskala, OH  43062-0107


