
by Linda Slusser  

     “The metaphors we most often employ 
when discussing disease don’t really 
apply to chronic illness.  Instead, you live 
with it.  You get better. You get worse. 
You get better again.  Sometimes you’re 
driving the bus and sometimes you 
aren’t, but the bus rumbles along 
regardless.” 
     Author John Green’s bus metaphor 
certainly resonates with me.  Living with 
scleroderma for 20 years, I have 
encountered many “bumps” along the 
road—from fingertip ulcers due to severe 
Raynaud’s to pulmonary fibrosis to a J-
tube in my small intestine through which 
all my liquid medications and nutrition 
must pass. 
  Accepting that a chronic illness will 
impose limitations and require 
adjustments as changes occur, 
sometimes even hourly, is difficult.  
Memories of the past and grief over 
losses can create the biggest obstacles to 
moving forward.  However, my chronic 
illness has taught me that embracing 
some coping strategies can not only give 
you a sense of taking control but also 
keep you engaged with life. 
After the Illness Is Diagnosed 
     Diagnosis of a chronic illness may 
bring panic as you feel devastated and 
overwhelmed by negative emotions, 
such as fear, anger, anxiety, grief, and 
depression.  Elaine Furst, BSN, MA, 
advises that your first coping strategy—
one that will remain critical throughout 
your illness—should be “having the right 
doctor, the right team [which] has been 
correlated with a lot more healthy 
outcomes.”  She describes the “right” 
doctor as one with specific knowledge of 
your disease, access to other specialists 
you may need, and compassion.  He will 
make you feel comfortable as he answers 
your questions and helps you understand 
treatments.  In addition to your medical 
team, Furst recommends enlisting the 
support of friends, family, and groups of 
people with the disease (who can 
become “another kind of family,” offering 
their own tips, coping skills, and positive 
outlooks.) 

2020  
UPCOMING EVENTS 

Youngstown Patient Education 
Day -  April 6, 5:30 PM - Dinner; 6 

PM – Meeting.  Davidson’s 
Restaurant, 3636 Canfield Rd., 

Canfield, OH. -Free Event!  Dinner 
will be provided! Sponsored by 

United Therapeutics 

“Stepping Out to Cure 
Scleroderma” Walk 

Saturday, June 6, 2020 
Boardman Park, Boardman, OH 

Lillian Swartz “Stepping Out to 
Cure Scleroderma” Walk 

Date - TBD 
UTMC, Toledo, OH 

“Stepping Out For a Cure” 
Columbus Walk 

Friday, June 19, 2020 
Downtown Columbus, OH 

“Stepping Out to Cure 
Scleroderma” Walk 

Saturday, August 1, 2020 
Community Park, Fairborn (Greater 

Dayton), OH 

Dr. Susan K. Leone Memorial Golf 
Scramble for Scleroderma 

Date - TBD 
Mill Creek Golf Course, Boardman, 

OH 

“Stepping Out to Cure 
Scleroderma” – Cleveland’s Walk 

for Research 
Date - TBD 

Cleveland, OH 

Dave Ludolph Memorial Golf 
Tournament 

Fall 2020 

Bowl for Scleroderma – “Thelma’s 
Silent Words” 

Fall 2020 
Beaver Vu Bowl 

Beavercreek, OH 45432 

State Conference 
Fall 2020  

Columbus, Ohio 

Updates and registration info on 
sfohio.org. 

These programs are made possible, 
in part, by an unrestricted grant 

from Actelion Pharmaceuticals and 
Boehringer Ingelheim.   
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As the Illness Progresses 
          Since a chronic illness evolves over 
time, assembling a variety of coping 
strategies becomes essential to your 
quality of life. 

• Become a self-manager.  Take charge of 
your appointments, medications, 
relationships, and daily activities. 

• Practice mindfulness.  Just a few 
minutes of deep breathing, guided 
imagery, calm reflection, or prayer can 
improve how you are feeling both 
physically and emotionally. 

• Be patient with yourself.  Ron Sasso, MS, 
LPC, explains:  “It’s easy to beat yourself 
up because you can’t do what you once 
did.  If your illness isn’t visible to others, 
it is even more difficult because people 
will think you should be able to do what 
you used to do.  You have to keep 
trying to do as much as you can but 
also realize that there will be good 
days, bad days, and a time when you 
have to make adjustments to what you 
do.” 

• Treat yourself with compassion.  Avoid 
negative self-talk; instead, be as kind to 
yourself as you would be to a friend in 
similar circumstances. 

• Practice gratitude.  Every day commit to 
consciously identifying three things for 
which you are grateful. 

• Manage stress.  If not addressed, it can 
add to pain and discomfort or even 
cause a flare-up.  Many techniques can 
reduce stress.  For example:           

• eating a healthy diet  
• doing gentle exercise 
• getting adequate sleep  
• listening to music  
• trying warm baths, massage, or 

acupuncture  
• reading  
• expressing yourself in a journal, 

scrapbook, collage, or photos  
• laughing  
• cuddling with your pet  
•  spending time with friends and family 
•  talking with a professional. 



• Focus on now.  Always, but especially on a bad day, Dr. 
Ginny Maril, PhD, Licensed Psychologist, suggests:  “Try to 
let go of expectations and pay attention to what is right in 
front of you.  Ask yourself, ‘What do I need in this 
moment?’  And see if that need can be met.  Be creative 
about meeting needs.  If what you need in the moment is a 
10-day tropical vacation or a stem cell transplant, that 
might not be a realistic need.  Walk that back until you’re at 
something that is within your control and achievable.  
Maybe the answer is to reach out to a kind friend.  Maybe 
it’s to just sit down and pet your cat.” 

• Set goals both big and small.  The larger ones can help 
you explore what will give your life a sense of purpose.  
The smaller ones will guide you to the simple joys that still 
surround you. 

     Whatever choices you make, remember that the bus of 
chronic illness will continue to rumble along, putting more 
bumps in your path.  By employing a variety of coping 
strategies, you can maneuver over or around these bumps 
and improve the quality of your life.  Embrace and enjoy 
anything you can do today, even if it’s something as simple 
as appreciating a beautiful sunrise or watching a funny 
movie. 
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Scleroderma Foundation Ohio Chapter 
Support Groups              

Our physical support groups are on a break 
right now.  Most groups begin again in 
March or April.  Watch our website, 
sfohio.org, for details!

We Need You! 

Have you ever thought of volunteering for the Ohio 
Chapter, but didn't know what types of things you 
could do? Contact Tina at tfellows@scleroderma.org 
and let her know your interests. She can find a place for 
you to help. Currently, some of the volunteers we're 
looking for are: 

• Support Group Leader - Akron / Canton Area 

• Support Group Co-Leader - Dayton Area 

• Board Members (especially members interested in 
sitting on the Finance and / or By-Laws Committees) 

• Advocacy Committee Members 

• Social Media Committee Members 

• State Conference Committee Members
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Virtual Support Group:   
FREE PHONE CALL!   

Meets 2nd Wednesday monthly at 
7 - 8 PM by phone. 

Call 1-877-806-9883, 
 enter code 486576

 Ohio Chapter Board Members: 

Officers: 

President – Lucille Miller 
Vice President - Open 

Secretary - Open 
Treasurer - Open 

Members at Large: 

Lois Aubrecht 
Mariann Boyanowski 

Shanelle Boyd 
Josette Frye 
Patti Jordan 

Amanda Ludolph 
Demeshia Montgomery 

Alice Nagy 

Medical Consultants: 

Trisha Gosselin 
Dr. Soumya Chatterjee

http://www.mindbodygreen.com/0-10805/7-
http://www.mindbodygreen.com/0-10805/7-
http://www.healthline.com/health/
http://www.healthline.com/health/
http://www.hss.edu/playbook/living-with-chronic-illness-top-10-tips-to-emotional-well-being/
http://www.hss.edu/playbook/living-with-chronic-illness-top-10-tips-to-emotional-well-being/
http://www.hss.edu/playbook/living-with-chronic-illness-top-10-tips-to-emotional-well-being/
http://www.mindbodygreen.com/0-10805/7-
http://www.mindbodygreen.com/0-10805/7-
http://www.healthline.com/health/
http://www.healthline.com/health/
http://www.hss.edu/playbook/living-with-chronic-illness-top-10-tips-to-emotional-well-being/
http://www.hss.edu/playbook/living-with-chronic-illness-top-10-tips-to-emotional-well-being/
http://www.hss.edu/playbook/living-with-chronic-illness-top-10-tips-to-emotional-well-being/


Scleroderma Foundation Ohio Chapter Newsletter

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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Save the Date! 1st Annual Rally at the Ohio 
Statehouse! 

Join us Friday, June 19, 
2020 when we will rally 
on the West Plaza of the 
Ohio Statehouse to 
celebrate June 
Scleroderma Awareness 
month and also meet 
with our representatives 
on various advocacy 
issues. 

The Columbus “Stepping Out for a Cure” Walk will be held 
that evening after the rally! 

Keep up-to-date on more details of this event as they 
unfold on our website and on our social media channels!

Join Our Sunflower Organizations! 
Consider joining our Sunflower 
Organizations by making a major donation 
or creating a bequest provision to the 
Scleroderma Foundation Ohio Chapter in a 
will or trust.  

Sunflower Circle - $1,000 or more 

Sunflower League - $5,000 or more 

Sunflower Union - $10,000 or more 

Sunflower Guild - $20,000 or more 

Sunflower Society - Bequests 

To find out about your planned giving options, please 
contact Tina Fellows, Executive Director, toll-free at 
866-849-9030. 

The Winner of this year's 
TEAM CAPTAIN RAFFLE 

was Lauren Papa! 

Congratulations, Lauren!  
Thank you for your hard work 
of raising funds for the 
Cleveland Walk this year!  All 
proceeds will benefit 
scleroderma research!  Have 
a great time at the condo in 
Florida!

Facebook LIVE - "Sunday Sit-downs" 

New! Join us for monthly 
discussion sessions to chat 
about various issues that 
scleroderma patients face. On 
the last Sunday of each month 
at 1 PM Eastern, the Ohio 
Chapter President, Lucille 
Miller, will host "Sunday Sit-
downs". Lucille is also the chair 
of our Social Media Committee 
and Co-Leader of our Cleveland Walk! 

This is our newest venture in raising awareness and 
providing a connected community for scleroderma 
sufferers. 

We're excited to "see" you on December 29 at 1 PM 
Eastern. 

Topic for December: Lucille will be talking about reflecting 
on the past year and facing the new year with hope, goals 
and a positive outlook.



facebook.com/curesclerodermaohio 

                           
twitter.com/ohioscleroderma 

youtube.com/sclerodermaohio     

Capitol Hill Day 2019 
On September 17, Tina Fellows, Executive Director; Josette Frye, Board Member and 
Event Leader; Demeshia Montgomery, Board Member and Advocacy Committee 
Chair, and Carmella Anderson, Education Day Committee, visited key representatives 
to explain the need for our bill during Capitol Hill Day. This bipartisan and budget-
neutral bill which would establish a commission to improve coordination of National 
Institutes of Health (NIH)-supported research related to scleroderma and other 
fibrotic diseases. The goal for the journey was to gain as many co-sponsors of the bill 
as possible. We now have 39 co-sponsors.  

There’s an easy way you can help advocate for scleroderma. Please go to our website, 
www.sfohio.org and scroll to the bottom of the home page. You'll see a link to 
download the advocacy letter asking your member of Congress to co-sponsor our 
bill! All advocacy letters can be hand-delivered to members’ offices on Capitol 
Hill.   Scan and email your advocacy letter to advocacy@scleroderma.org. That’s the 
fastest way to get your letter to Capitol Hill. You may also mail it to the following 
address: Scleroderma Foundation, Attn: Advocacy, 300 Rosewood Drive, Suite 105, 
Danvers, MA 01923. Thank you!

Tina Fellows 
Executive Director 

info@sfohio.org 
www.sfohio.org

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

mailto:info@sfohio.org
http://www.sfohio.org
https://www.scleroderma.org/site/DocServer/116th_Cong_HR_3446_Bill_House_Advocacy_Letter.pdf?docID=20207&AddInterest=1181
mailto:advocacy@scleroderma.org
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