
making 
  connections

A QUARTERLY NEWSLETTER 
FALL 2018

P.O. Box 730 
Clear Lake, WA 98235

(206) 285-9822 
WAchapter@scleroderma.org

www.scleroderma.org/Washington 
facebook.com/sfwaevergreen

Our Seattle Area Stepping Out to Cure 
Scleroderma 5K Walk/ 10K Run at Saint 
Edward State Park was a success again this 
year! We had close to 100 participants, and 
the event included some fun for everyone: 
a bouncy house for the kids (provided by 
Topsy Turvy Bouncers), great raffle items, 
prizes, a DJ, and a hot dog lunch. This year 
we honored two women we lost to sclero-
derma, Gail Jaeger and Terry Warner. 
Overall, we raised more than $11,000 to go 
toward supporting our patients around 
the state with educational events, and 
research toward finding a cure.  

events successful over the past couple 
years, Emily is now stepping aside to fo-
cus on finishing her school work at UW.
Also in attendance at the walk was a rep-
resentative from Senator Patty Murray’s 
office. We learned that  Senator Murray 
supports the Scleroderma Foundation’s 
bill in the Senate (S. 3267). You too can 
help us get our bill passed in congress 
by contacting your representative and 
Senators, please contact Jeremy for more 
information. 
I want to thank everyone who attended 
the event, captained a team, invited a 

Another Successful Stepping Out  
to Cure Scleroderma Event!
By Jeremy Harrison-Smith, Executive Director
jharrisonsmith@scleroderma.org

 Top: Runners at the starting line.   

Middle: Board member  
Tracy Hagel walks the trail. 

Bottom: Event check-in.

(Photos by Stan Matsui)

friend, or donated. You have all helped 
us continue supporting patients around 
the state and put fund towards important 
research in finding a cure for scleroder-
ma! To see more pictures from the event 
please visit our website:  
www.Scleroderma.org/ Washington
It’s always wonderful to see our sclero-
derma community come together for this 
event each year. Patients, family, friends, 
volunteers and board members all came 
together to make a positive impact. We 
hope to see you there next year!
 

Each year we encourage our participants 
to get 10 friends to donate to their team, 
(it’s called the power of 10), by spreading 
the word and helping our chapter grow we 
will make a greater impact each year and 
continue to move us toward finding a cure. 
Led by our awesome events coordinator 
Emily Van Pelt, we had a great group of 
volunteers that made this event a success 
again! We wouldn’t be able to hold events 
like this if it weren’t for our amazing vol-
unteers.  I want to extent a special thanks 
to Emily, who has helped us make our 

Participants at the 2018 Stepping Out to Cure Scleroderma at Saint Edward State Park.



Fall is a “quieter” time for the Board 
of Washington Evergreen Chapter 
of the Scleroderma Foundation.  
I say quieter because we don’t have 
any big events coming up right away. 
This is when we take a breather and 
spend time on Board operations and 
development. 
The newsletters always list the 
names of board members but I won-
der if you know what the Board’s 
role is. We are one of 21 Chapters 
in the country that falls under the 
national Scleroderma Foundation 
umbrella. All of our Chapter’s work 
is aligned with the three-fold mis-
sion of Support, Education and Re-
search. Like many nonprofits, we are 
a working board. That means board 
members actively do much of the 
Chapter’s work—coordinating Sup-
port Groups, holding Patient Con-

ferences and Medical Education 
Workshops, communications like 
this newsletter, staffing informa-
tion booths, performing financial 
responsibilities such as accounting 
for donations, budgeting and pay-
ing bills, putting on our events and 
representing our Chapter publicly. 
We are also the governance board— 
meaning that, by law, the Board is 
responsible for the Chapter’s legal 
standards and ethical integrity. One 
of the Board’s foremost responsibil-
ities is to secure adequate resources 
to achieve our mission. The Board 
carries out its fiduciary role by 
maintaining oversight of the Chap-
ter’s finances. We fulfill the plan-
ning role annually when we estab-
lish priorities and funding required 
to accomplish the priorities. We 
also continue to build our Board. 

Board of Directors News
By Marcia Walker, President

I like to say our Board is small yet 
mighty. Right now we are seek-
ing new board members. We are 
looking for potential members with 
skills/experience in leadership and

 
motivation, fundraising and event 
coordination. We need people who 
are great communicators with a 
team attitude. We are committed 
to diversity and inclusion. If you or 
someone you know might be inter-
ested, please contact me at marcia@
hagel.net. 
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We’d like to welcome Krista Chambers (second from right) to the board of directors. Krista’s 
aunt Patty Varty (our past board member and Spokane support group leader) has inspired 

Krista to get involved. Having recently moved to Western Washington from Montana,  
Krista brings great project management experience to our board from her  

experience working for HDR.  We are excited to have her on board!



For 20 years, the Scleroderma 
Foundation has funded scientists 
and their research into the cause 
and cure of scleroderma, offer-
ing the hope of treatment to the 
300,000 people living with the 
disease. Attracting new and talent-
ed researchers has been a signature 
success of the Foundation; launch-
ing careers reaching for the cure. 
Moreover, retaining those research-
ers is equally important if we are to 
sustain the momentum created by 
our generous donors.

In celebration of our 20th anniver-
sary, the Scleroderma Foundation 
is launching the “Reach for the 
Cure” campaign to generate more 
resources to attract and retain new 
research talent. The Foundation 
offers seed monies to new inves-
tigators to develop data to qualify 
for larger grants from the National 
Institutes of Health (NIH).
We sit on the threshold of the fu-
ture. You can help us move quickly 
to capitalize on the momentum 
our donors have spent 20 years 

The Need is Great. The Time is Now.  
The Choice is Yours.

REACH FOR THE CURE– ADVANCING SCLERODERMA RESEARCH

building. Let’s celebrate our 20th 
anniversary together by launching 
a new era of scientific discovery and 
drug development to treat and to 
cure scleroderma. What we need 
are increased resources to fund 
dramatically more research. The 
need is great. The time is now. The 
choice is yours.
Please join us as we reach for the 
cure by giving generously to the 
Scleroderma Foundation’s research 
effort. 
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Gastrointestinal 
problems im-
pact about 90% 
of scleroderma 
patients. Com-
mon problems 

include slow digestion, bloating, 
diarrhea and or constipation. One 
of the most common problems is 
difficulty swallowing, also called 
dysphagia. Dysphagia is difficulty 
passing food or liquid down the 
esophagus. You might experience 
gagging, coughing, or choke sensa-
tions when trying to swallow. Oro-
pharyngeal dysphagia is difficulty 
starting a swallow. Esophageal dys-
phagia feels like food is stuck in the 
throat even after many attempts to 
swallow. Both women and men are 
affected, and severity of symptoms 
can range from mild discomfort to 
severe choking sensations. These 
complications can cause fear, frus-
tration, and hopelessness. Getting 
relief seems almost impossible.
So, what is the key to relief? Here 
are some tips that might help.
Don’t wait for swallowing prob-
lems to get worse. Talk with your 
health care provider about any 
symptoms you experience, making 
sure to mention any new symptoms 
or a change in symptoms. Your 
health care provider can suggest 
treatments that range from lifestyle 
changes to swallowing testing and 

therapies. Many patients benefit 
from starting swallowing therapy. 
A speech therapist is a profession-
al that will teach you new ways to 
swallow and to avoid choking and 
gagging.
Lifestyle changes are things you 
can change in your daily life that do 
not require a prescription. Certain 
changes will not work for everyone 
but might be the key to you enjoy-
ing meals again.
1. Try changing the texture of 
your diet. Eat soft, smooth foods, 
such as yogurt or pudding. Mash or 
blend foods. Or moisten dry foods 
with broth, sauce, butter, or milk. 
Try thickening liquids. Add gelatin, 
tapioca, baby rice cereal, or com-
mercial thickening products. Use a 
spoon or straw to drink liquids and 
soft foods. Eat cold or room-tem-
perature foods to reduce pain
2. Eat small, frequent nutrient- 
dense meals. Choose foods high in 
calories and protein if you are losing 
weight. Such foods include eggs, 
milkshakes, casseroles, and nutri-
tional shakes. Meals should be high 
in nutrients, protein and calories. 
If you have a food blender (such as 
a Bullet), put it to good use. Try to 
avoid dry, coarse, or hard foods and 
foods that need a lot of chewing. 
Drink meal replacement or nutri-
tional supplement beverages.

Esophageal Dysfunction– 
When Swallowing Becomes a Problem
By Shelley Van Pelt RN, MSN, CNS

3. Consider the mechanics of 
swallowing. Take small bites, and 
chew slowly and thoroughly. Sit 
upright when eating or drinking. 
Use the chin-to-chest swallowing 
maneuver. This simple technique 
opens the back of your throat and 
makes swallowing easier. When 
you’re ready to swallow, drop your 
chin toward your chest and then 
swallow. It’s best to chew thorough-
ly before dropping your chin down. 
Once you’ve swallowed, simply return 
to the upright position.
If lifestyle modifications are not 
working. Consult with your doctor 
about medications that may help 
relieve symptoms or the need for 
further testing of swallowing. You 
can also ask your doctor for a refer-
ral to meet with a registered dieti-
tian. This professional can advise 
you on a nutrient-dense diet.

CHARITY NAVIGATOR

Scleroderma Foundation  
earned 4 out of 4 stars!

Look for the donate button  
on our website and  

donate with confidence!
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 Our chapter  
 organized a lab tour  
 at the Seattle Chil- 
 dren’s Research   
 Institute in October.  
  Attendees got the 
chance to hear from Dr. Anne Stevens 
about the latest research in pediatric 
scleroderma. Dr. Stevens gave an 
excellent presentation about the 
research that she has been involved 
in, including the collaborative research 
with other doctors and the new 
CARRA registry, where many chil-
dren patients are registered who can 
be part of studies that are ongoing 
pediatric autoimmunity After the 
detailed presentation, we went and 
toured one of the labs on a different 
floor of their nice downtown Seattle 
building. One of the highlights of the 
tour, was the chance to see one of the 
very expensive machines used in the 
Flow Cytometry process to look at 
T-cells in children. Using this process 
of marking and counting T-cells, and 
then comparing the results from 
healthy children to children with 
localized and systemic scleroderma, 
researchers can begin to discover 
differences. Dr. Stevens explained that 
the cells don’t behave correctly in sick 
patients because of their genes. There 
are ongoing studies of the genes found 
in patients with scleroderma, and they 
are starting to identify the certain gene 
markers only present in children with 
scleroderma.  
Research like what Dr. Stevens is 
doing in Seattle wouldn’t be possible 

without grants from the Scleroderma 
Foundation. Over 1 million dollars is 
given out by the foundation every year 
to support doctors doing research 
in scleroderma. Part of your dona-
tions at our chapter level go toward 
this research and the Foundation is 
currently running a capital campaign 
called Reach for the Cure, with a 

Lab Tour with Dr. Anne Stevens
By Jeremy Harrison-Smith

goal of raising $500 thousand dollars 
to support cutting edge research in 
scleroderma around the country.  
To learn more please visit www.slcero-
derma.org/ReachForTheCure.
I hope you can attend our next lab 
tour event!

 

Dr. Anne Stevens 
presents on the 
latest research on 
pediatric scleroder-
ma, and our group 
with Dr. Anne  
Stevens at the 
Seattle Children’s 
Research Institute, 
Seattle. 
(Photos by  
Zoe Pappas)
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For more information and  
instructional videos, visit  

www.YogaForScleroderma.com

Right: Welcome table at the October  
Holistic Health Patient Education  

Conference held in Mount Vernon.
Middle left: Shelley and Jamie  

speak at the conference. 
Middle right: Yoga for Scleroderma  

instructors Kathy Randolph and  
Lori Pierce demonstrate demonstrate 

during the conference.
Bottom left: Essential oils  

displayed at the conference.

Bottom right: Tami Cummings talks about 
the benefits of using essential oils.

Holistic Health Patient Education Conference

SUPPORT    EDUCATION    RESEARCH



 
 

SUPPORT    EDUCATION    RESEARCH

WESTERN WASHINGTON
North Sound Support Group 
Mount Vernon, Washington
Meets on the second Friday of the 
month at 11:00 a.m. (except July)
Skagit Valley Hospital 
Sauk Conference Room 
(located near the SW parking lot 
entrance), Mount Vernon, WA
Joyce Harlan 
360-927-5392 
joyceharlan@comcast.net and
Vicki Hollmann 
360-731-7563 
vickihollmann@gmail.com

South Sound Support Group 
Tacoma, Washington
The South Sound Scleroderma 
Group meets every 3rd Saturday of 
the month at 10 a.m.
MultiCare Tacoma General Hospital 
315 Martin Luther King Jr. Way 
Tacoma, WA  
Conference Room MMC 3  
(3rd floor, by Atrium Gift Shop).
Shannan Roby 
shannanroby@yahoo.com 
360-250-7897

Penninsula Support Group
For more information, please contact 
Tracy Hagel  
360-268-3007 
herestwous@gmail.com

Seattle Support Group 
Seattle, Washington
Meets on the 2nd Saturday of  
every month from 12:00 to 2:00 p.m.
Seattle Children’s Hospital 
4800 Sand Point Way NE, Seattle, WA  

SFWEC Support Groups
Kris Garthe 
253-839-1539 
kris@garthefamily.com

Caregivers Support Group  
Meets quarterly.
Seattle Children’s Hospital 
4800 Sand Point Way NE, Seattle, WA
Contact Bunny for more details: bun-
ny@garthefamily.com

EASTERN WASHINGTON 
Tri-Cities Support Group  
Kennewick, Washington
Meets one Saturday each month.
Zintel Creek Golf Club 
314 N. Underwood St.  
Kennewick, WA 99336.  
Vicki Henry 
509-627-5102 
geminiviki@aol.com

2018 Support Group Leaders retreat  
in Leavenworth

Spokane Support Group  
Spokane, Washington
Meets on the 3rd Monday of each 
month at 6:00 p.m. No meetings in 
July, August and December. 
Deaconess Health and  
  Education Center 
910 W. 5th Ave., , Spokane, WA 
Room #266
Lisa Van Driel 
509-714-1098 
kittykatlisa@hotmail.com 
Jen Stalwick 
JenStalwick56@gmail.com

Yakima Support Group  
Yakima, Washington
Meets on the 2nd Tuesday of each 
month from 4:30-6:30pm 
Astria Regional Medical Center 110 
South 9th Avenue 
Yakima, WA  
Board Rooms A/B 
(In cafe behind the cash registers) 
Kim Castro 
KimberlyAnnCastro70@gmail.com  
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Upcoming Events

GIVING TUESDAY
November 27, 2018

ANNUAL AUCTION  
AND DINNER
Saturday April 6, 2019  
Rainier Golf & Country Club  
Seattle, WA  

NATIONAL  
PATIENT EDUCATION 
CONFERENCE
July 19–21, 2019 
Chicago


