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The VF Board of Directors is pleased to announce they have 
selected four new studies for funding in 2017.  The VF Research 
Program is funded through the generous donations of our members 
and extended vasculitis community.  We have 11 studies underway 
in the United States, Canada, Ireland, Italy, Netherlands, and 
United Kingdom.  

The four studies selected for funding are:

INVESTIGATOR:  MARK GORELIK, MD
Co-investigator:  Stephanie Davis, MS
Institution:  Pediatric Rheumatology, 
Baylor College of Medicine
Title:  Follistatin-Like-1 Protein 

Blockade in Kawasaki Disease
Award:  One-year, $25,000
Dr. Mark Gorelik and co-investigator, 
Dr. Stephanie Davis, were awarded 
a one-year grant to study the role of 
the Follistatin-like-1 molecule in the 
formation of coronary aneurysms and 

development of inflammation in children with Kawasaki disease.  
The leading cause of morbidity and mortality in children with 
Kawasaki is from coronary inflammation. 

Kawasaki disease is an illness that strikes children between the 
ages of six months and six years.  Although the acute phase of the 
illness is transient, the aftereffects can be devastating.  Up to one 
fifth of all patients with Kawasaki may develop aneurysms in the 
blood vessels of the heart, specifically the coronary arteries, and 
can become permanent despite the best current treatment. In many 
cases, the aneurysms require life-long therapy to prevent outcomes 

such as blood clots and heart attacks.  Many patients experience 
complications from the damage of this disease at some point in 
their lives. 
What this means for patients

Researchers have found that a particular molecule ‘Follistatin-
like-1’ is elevated in the blood of children with Kawasaki who 
develop these aneurysms. This molecule plays a major role in the 
development of chronic changes in organs targeted by chronic 
inflammation, such as the joints in arthritis and the lungs in 
asthma. The researchers hypothesize that Follistatin-like-1 
molecules may play a similar role in the chronic changes that occur 
in the heart after the initial inflammation of Kawasaki disease. 

Drs. Gorelik and Davis will use a mouse model of Kawasaki 
disease to block the Follistatin-like-1 gene.  The researchers hope 
to show that inhibiting the function of this molecule in Kawasaki 
significantly reduces the development of aneurysms.  This could 
open the door to additional ways to target aneurysm formation 
in this disease, potentially giving a way to treat this intractable 
complication of Kawasaki.  Success in this area will further our 
pathophysiologic understanding of Kawasaki and hopefully allow 
the development of targeted therapies.

INVESTIGATOR MARY H. FOSTER, MD
Co-investigators:  Amy Clark, PhD, Robert Tighe, MD  
Institution:  Nephrology, Duke University
Title:  Dual Humanization to Model Gene-environment 

Interactions in ANCA Vasculitis
Award:  One-year, $49,946
A type of protein called anti-neutrophil cytoplasmic antibody, 
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Mark Gorelik, MD

Saturday, April 29, 2017

Vino For Vasculitis
7:00 p.m. - 11:00 p.m.

The Junction Salon & Bar
327 W. Davie St., Ste 114

Raleigh, North Carolina  27601

Raising money and awareness 
for vasculitis research 

in honor of Danielle D’Haene. 
#CelebratingDanielle

http://www.vinoforvasculitis.com/
Jessica Foster

jessica.n.foster@gmail.com Sa
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Celeste Lee – a cherished wife, 
sister, daughter, and mother, 
faithful friend, and passionate 
patient advocate, passed away on 
February 9 at age 51.  Celeste 
was a longtime member of the 
Vasculitis Foundation and a 
founding member of the North 
Carolina VF Support Group.   

At the age of 17 Celeste 
was diagnosed with Wegener’s 
which shut down her kidneys 
the summer before her senior 
year of high school.  The kidney 

involvement transitioned her from a college-seeking young woman 
into a lifelong ESRD patient.  In 1983 Celeste attended college as 
a student on hemodialysis.

In 1986 Celeste received an amazing gift of life, a transplant.  
However, in 1995 when the kidney failed, she was devastatingly 
transitioned back to dialysis.  Celeste created an exceptional life 
with her mental fortitude and unparalleled passion for patient and 
family-centered care.  She dedicated her professional and personal 
life to employing the principals of patient and family-centered 
care: dignity and respect; sharing information; being an active 
participant in one’s health.

Tokens of wisdom from Celeste Lee to carry with you as a 
patient, a caregiver, a community member, and advocate:
ENGAGE IN YOUR HEALTH: BE THE DRIVER

You’re beginning your life-long journey with chronic illness, and 
you have two choices: be a passive observer, allowing others to 
take the driver’s seat, or be the driver, taking control of your 
life when you can, experiencing the adventure, and setting your 
limits.

MENTAL FORTITUDE: ONCE THE CANDLES HAVE BURNED 
DOWN, IT’S TIME TO MOVE ON.

The constant management of an illness can wear you down. 
When it gets the better of me, I know that it’s time to seek 
support by talking with a life coach, a counselor, or a friend; also, 
I focus on finding meaning and purpose in life. Sometimes I light 
candles, fill the bathtub, climb in, and have a good cry. Once the 
candles have burned down, I know that it’s time to move on.

ISOLATION: WHEN FEELINGS OF ISOLATION LINGER, 
DANCE.

Chronic illness can make us feel isolated—utterly alone—even 
when we’re surrounded by family and friends. For most of us, this 
feeling of loneliness is transient, but if it lingers, there are ways to 
deal with it: . Volunteering . Dancing (even cleaning the house to your favorite music to 

 get you moving and smiling). Laughing. Loving (embrace the miracle of love wherever you find it: in a 
 spouse, a child, or a pet; in friendships or strangers who need
 a hand or a compassionate glance) 

SUM OF THINGS: JOY
To sum it up --- my life is about the joy I have derived in sharing 
time and connecting with you.

Celeste was interviewed for our Extraordinary Video Series and 
discussed her journey with vasculitis and her work as a patient 
advocate.  

Watch the video here:  https://youtu.be/JVldYQ7uqmI  .

Celeste Lee
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Wisdom of a Ferocious Patient Advocate  | Celeste Benedict Castillo Lee  | 1965 - 2017

Celeste Benedict Castillo Lee
Memorial Scholarship
To honor Celeste and the impact she has had on the vascu-
litis community, the Vasculitis Foundation and the Vasculitis 
Patient-Powered Research Network (V-PPRN) have estab-
lished a scholarship for a newly diagnosed vasculitis patient to 
attend the 2017 International Vasculitis Symposium.

The Symposium will be held at the Chicago Marriott 
O’Hare in Chicago, Illinois, June 23-25, 2017.  The 
scholarship will cover symposium registration, travel, and 
lodging for a patient and companion.  
Application deadline: Friday, April 7, 2017.
http://www.vasculitisfoundation.org/2017-scholarship-
application/
The Scholarship recipient will be notified by Monday, 
April 24, 2017.
If you have any questions regarding the application process: 

Joyce A. Kullman
Executive Director
jakullman@vasculitisfoundation.org
816.436.8211

To make a donation in support of the scholarship: 
https://goo.gl/oQWTPm  .

18th International Vasculitis 
& ANCA Workshop

Diversity and Integration for Tomorrow
March 25 - March 28, 2017

Ito International Research Center
The University of Tokyo

Tokyo, Japan
http://www.anca2017.tokyo/program.html

The Road Map To Wellness 
Educational Webinar Series 2017

WATCH. LISTEN. LEARN.

Contacts | continued from page 21

SCOTLAND
The Lauren Currie Twilight 
Foundation
thelaurentwilightfoundation.org

SOUTH AFRICA
James Hughes
Johannesburg
27 82 8003050
mrjamesphughes@gmail.com
Peter Hughes  
27.13.745.7356 
Nelspruit
jphughes@soft.co.za

SWEDEN
Swedish Reumatikerförbundet 
Wegener and Småvaskuliter
John Nilsson 
and Björn Johansson
www.wegeners.
reumatikerforbundet.org/start.
asp?sida=0.

UNITED KINGDOM
Victoria Lown - nationwide contact
vlown@vasculitisfoundation.org
07872.699969

Bury Lancaster 
Mandy Mallia  0795.5475793
mandymallia@aol.com
Essex Vasculitis Support Group 
Jules Darlow 07789.113144
123tinkerbell@googlemail.com
Oxfordshire Vasculitis 
SupportGroup 
Sue Ashdown
01295.816841
oxfordvsg@hotmail.com 

Vasculitis UK (SSVT)  
John Mills 
West Bank House
Winster Matlock DE4 2DQ
01629 650 549
jandsmills@btinternet.com
www.vasculitis.org/uk
Surrey Vasculitis Support Group 
Victoria Lown  01373 727 833
vlown@vasculitisfoundation.org.
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Abdou, Nabih I., M.D., Ph.D.,
FACP. (Retired)
University of Missouri
Rheumatology/Immunology
Kansas City, Missouri  

Allen, Nancy B., M.D.
Duke University
Rheumatology/Immunology
Durham, North Carolina 
919.684.2965 

Benseler, Susanne, M.D., MSc., Ph.D.
Alberta Children’s Hospital
Rheumatology, Department 
of Paediatrics 
Calgary, Alberta, Canada
403.955.2253

Bradley, Elizabeth A., M.D.
Mayo Clinic - Ophthalmology
Rochester, Minnesota
507.284.8538

Brant, Elizabeth, J., M.D.
Nephrology and Hypertension
Dartmouth-Hitchcock Medical 
Center
Lebanon, New Hampshire
603.653.3830 

Cacoub, Patrice, M.D. 
Department of Internal Medicine 
La Pitié-Salpêtrière Hospital
Paris, France
33.142178027

 Capizzi, Stephen A., M.D.
Mid State Pulmonary Associates
Nashville, Tennessee
615.284.5098 

 Carette, Simon, M.D., FRCP(C).
Division of Rheumatology
University Health Network/
Mount Sinai Hospital, Toronto, 
Ontario, Canada 
416.603.6751

Cartin-Ceba, Rodrigo, M.D.
Division of Pulmonary and 
Critical Care Medicine, Mayo 
Clinic, Scottsdale, Arizona
480.301.1735

Chonko, Arnold M., M.D., FACP.
University Of Kansas
Nephrology/Hypertension
Kansas City, Kansas 
913.588.6074

 Chung, Sharon, M.D., MAS.
University of California - 
San Francisco
Division Of Rheumatology
San Francisco
415.514.1673 

Cid, Maria C., M.D.
University of Barcelona
Hospital Clinic
Barcelona, Spain
34.93.227.5774

 Dooley, Mary Anne, M.D.
Chapel Hill Doctors Health Care 
Center
Chapel Hill, North Carolina
919.929.7990

Falk, Ronald J., M.D.
University of North Carolina 
Nephrology/Hypertension
Chapel Hill, North Carolina 
919.966.4615 

Fervenza, Fernando, M.D., Ph.D.
Mayo Clinic - Nephrology
Rochester, Minnesota
507.266.7083

Flores-Suarez, Luis Felipe, M.D.
Primary Systemic Vasculitides 
Clinic
Instituto Nacional De 
Enfermedades Respiratorias 
Tlalpan, México
52.55.5536.3702/52.55.5536.5777 

VF Medical and Scientific Advisory Board

international contacts

The Heart in Rheumatic, Autoimmune, and 
Inflammatory Diseases
Pathophysiology, Clinical Aspects and Therapeutic 
Approaches
Edited by: Udi Nussinovitch, MD PhD
Rambam Health Care Campus, affiliated with
the Technion Institute of Technology, Israel 
ISBN: 978-0-12-803267-1 
Feb 28, 2017 | $180.00 | Hardback | 766 pp
Publisher:  www.elsevier.com

Autoimmune rheumatic diseases can affect the coronary vessels, 
myocardium, pericardium, heart valves and the conduction system.  
The diagnosis of these unique cardiac complications necessitates 
medical awareness and a high index of suspicion.  The book aims at 
providing the readers with a state-of-the-art collection of up-to-
date information regarding clinically important topics based on 
experts’ perspectives.

This book is the result of an 
extended coordinated collaboration 
of 154 distinguished scientists from 
31 countries around the globe.
Key Features
•  A review of common as well as 
unusual (yet clinically significant) 
medical cardiac complications of 
prevalent rheumatic, autoimmune 
and inflammatory diseases. 
•  Focuses on aspects of 
pathophysiological processes, clinical presentations, 
screening tests, prognostic implications and novel therapeutic 
approaches.
•  Presents an up-to-date “level of evidence” and “strengths 
of recommendations” for suggested therapies and reviews all 
randomized clinical trials, meta-analyses and other supporting 
published clinical findings.   . 
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To submit items for the calendar,
please contact the VF office.

March Autoimmune Disease Month
March 11, 2017
Kansas/Missouri Chapter Meeting
1:00 p.m. - 3:00 p.m.
BEST Conference Center, Room 125
University of Kansas Edwards Campus
12600 Quivira Road
Overland Park, Kansas 66213
Denny and Ruth Hale
dhale3@kc.rr.com or 913.764.7557

March 12, 2017
Beer Tasting Fundraiser
Imperial Oak Brewing
3:00 p.m. - 6:00 p.m.
501 Willow Blvd., Willow Springs, IL  60480
Nina Adams
Nina@3wests.com or 708.246.0766

March 25-28, 2017
18th Vasculitis & ANCA Workshop
Tokyo, Japan
http://www.anca2017.tokyo/program.html

April 1, 2017
Registration 9:30 a.m.; 
Program: 10:00 a.m. - 2:00 p.m.
“Making the Most of Your Doctor 
Appointment”
UNC Wellness Center at Meadowmont
Chapel Hill, NC
Dr. Will Pendergraft - “How Does Your Doctor 
Think?” 
Jill Powell: jdcooper@email.unc.edu
Mary Zimmerman
maryzim0206@gmail.com or 919.946.2083

April 4, 2017
Cleveland Clinic Regional Conference
InterContinental Hotel
9801 Carnegie Avenue, Cleveland, Ohio 44106
Program:  1:00 p.m. - 5:00 p.m. 
Registration fee: $20/person
Registration deadline:  March 27, 2017
Online:  www.vasculitisfoundation.org
By phone:  816.436.8211

April 29, 2017
Vino For Vasculitis
7:00 p.m. - 11:00 p.m.
The Junction Salon & Bar
327 W. Davie St., Ste 114
Raleigh, North Carolina  27601
Raising money and awareness for vasculitis 
research in honor of Danielle D’Haene. 
#CelebratingDanielle
http://www.vinoforvasculitis.com/
Jessica Foster
jessica.n.foster@gmail.com

May 1-31, 2017
VASCULITIS AWARENESSS MONTH
vf@vasculitisfoundation.org

May 13, 2017
Kansas/Missouri Chapter Meeting
1:00 p.m. - 3:00 p.m.
BEST Conference Center, Room 125
University of Kansas Edwards Campus
12600 Quivira Road
Overland Park, Kansas 66213
Denny and Ruth Hale
dhale3@kc.rr.com or 913.764.7557

June 4, 2017
15th Annual Eastern PA/Western NJ Vasculitis 
Walk
Registration 11:00 a.m.; Walk at Noon
Ridley Creek State Park, Shelter #17
1023 Sycamore Mills Road, Media, PA 19063
Sharon Sirman
610.836.2455 or ssirman714@gmail.com
Ruth or Jack Falkenstein
484.461.6156 

June 23-25, 2017
2017 International Vasculitis Symposium
Marriott Chicago O’Hare
8535 West Higgins Road
Chicago Illinois

August 26, 2017
Nick  Pascente Memorial Golf Tournament  
10:00 a.m.
Prairie Isle Golf Course
2216 W State Rd, Crystal Lake, IL 60014
Golf, dinner, and raffle
Craig Alshouse
calshouse1@yahoo.com or 815.980.9870
Dave Schwanebeck

August 30, 2017
Chicagoland Golf Open.

REGISTERATION 
NOW OPEN!

LEARN. CONNECT. ENGAGE.

VASCULITIS SYMPOSIUM
2017

Chicago, Illinois, USA    June 23-25

INTERNATIONAL
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Dear Friends,
Learn. Connect.  Engage.  These are three 

components we encourage every patient to pursue, and 
the Vasculitis Foundation provides resources for each 
one!  

We urge you to learn as much as possible 
and attending our 2017 International Vasculitis 
Symposium in Chicago, June 23-25 is a great 
opportunity.  

We are building the symposium weekend schedule 
around the theme of Learn. Connect. Engage.  Learn 

from our vasculitis experts and special guest speakers.  Connect with other 
attendees to share your experiences and learn from each other about living with 
vasculitis.  The symposium offers a compelling opportunity to engage in Q &A 
with the doctors and researchers who will be spending the weekend with us. 

We will have general sessions for the whole group and separate tracks for the 
pediatric, young adults, newly diagnosed, and experienced patients.   We will 
offer individual disease-specific sessions to connect you with patients sharing the 
same form of vasculitis as you.  (We only hold the symposium every other year, 
so we hope you register today. Learn more about the meeting on page 7.)

Will you help us celebrate/recognize/acknowledge Vasculitis Awareness 
Month in May?  We encourage you to organize or attend a special event or 
participate in a virtual event.  Many of you host awareness campaigns through 
your social media channels, and we thank you.  Last year several members 
wore VF t-shirts to their doctors’ appointments to raise awareness of vasculitis 
and the organization and ended up meeting other patients waiting for their 
appointments. 

Sincerely,

Joyce A. Kullman
Executive Director  . 
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Mission Statement  |  The Vasculitis Foundation 
supports and empowers our community through 
education, awareness and research.

The Vasculitis Foundation is most grateful to authors who have shared their personal experiences with vasculitis in the newsletter. The reader should be 
aware that these contributions are personal reflections by the writer and do not represent medical scientific statements. Therefore, such information 
while being accurate perceptions of the writer, may not be scientifically accurate and may not apply to other patients.

Vasculitis Foundation 
Board of Directors 2016-2017 .
KAREN HIRSCH, President
dutchblitz@aol.com
GEORGE CASEY, Treasurer
gcasey@vasculitisfoundation.org
ROBERT LEBOVICS, M.D., F.A.C.S., Secretary
JASON WADLER, Past-President
jwadler@gmail.com
RHONDA JOHNSON BYRD
rhonda.johnson.byrd@gmail.com 
CHRISTINE COX MARINELLI, M.D.
ccoxmar1@earthlink.net
JEFFREY FISHBEIN, PSY.D
jfishbein30@gmail.com 
PETER GRAYSON, MD, MSc.
PATTI KEMP
pattikemp@hotmail.com
GREGORY LESKO
galesko@mac.com 
PAMELA PEKERMAN
pamela.pekerman@gmail.com
BOB SAHS
aagolf@aol.com 
JASON SPRINGER, M.D., MS.
MARILYN SAMPSON, R.N., Founder (1933~1997)

JOYCE KULLMAN, Executive Director
jakullman@VasculitisFoundation.org

ED BECKER
Director of Marketing & Communications
724.719.1323 | ebecker@vasculitisfoundation.org

KALEN YOUNG
V-PPRN Network Manager
602.748.7615 | kyoung@vasculitisfoundation.org

SHANNON MORGAN
Patient Support Coordinator
117 South Street
Excelsior Springs, MO 64024
smorgan@vasculitisfoundation.org

The deadline for the May/June 2017
Newsletter is April 1, 2017.

1.800.277.9474
Phone: 816.436.8211  |  Fax: 816.656.3838
Vasculitis Foundation
PO Box 28660 . Kansas City, MO 
64188-8660 USA

www.VasculitisFoundation.org
vf@VasculitisFoundation.org

A Message from the Executive Director

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

Granulomatosis With Polyangiitis (GPA) 
and Microscopic Polyangiitis (MPA):  
Your Questions, Expert Answers 
Jonathan Scott Coblyn, M.D.
Director, Clinical Rheumatology
Brigham and Women’s Hospital, Boston

This is the first book written specifically for GPA 
and MPA patients and covers signs, symptoms, 
diagnosis, treatment options, complications, 
relapse and remission.  The book also discusses 
how to communicate effectively with your health 
care providers. 

If you would like a free copy of the book, please email 
the VF at vf@vasculitisfoundation.org or call 816.436.8211.  .
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15th Annual Eastern PA/Western NJ 
Vasculitis WalK
JOIN US * SUNDAY, JUNE 4, 2017 
Registration starts at 11 am * Walk at Noon 
Ridley Creek State Park, #17
1023 Sycamore Mills Rd., Media, Pennsylvania 19063

RAIN OR SHINE
Come by yourself, bring a friend or your family!
* Bring your lunch, grill available
* Playground and Restroom on Site
* Pets welcomed on a leash
* FREE TSHIRT

GREAT DOOR PRIZES
This walks supports the following diseases:
* Behcet’s disease
* Central Nervous System 
* Churg-Strauss Syndrome
* Cryoglobulinemia
* Giant Cell Arteritis
* Henoch-Schonlein purpura
* Hypersensitivity Vasculitis
* Microscopic Polyangitis
* Kawasaki disease
* Polyarteritis Nodosa
* Polymyalgia Rheumatica
* Rheumatoid  Vasculitis
* Takayasu’s Arteritis
* Wegeners’s Granulomatosis (GPA)

If you can’t attend the walk but would like to donate 
please make your check out to:

VASCULITIS FOUNDATION
P.O.Box 28660 
Kansas City, MO 64188
1.800.277.9474

Contact: Sharon Sirman * 610.836.2455
Ruth or Jack Falkenstein * 484.461.6156

VF Team Brandon 2017
We are continuing VF Team Brandon in 2017.  I’ll be moderating 
the new Victory Over Vasculitis:  VF Team Brandon 2017 
Facebook Group.   

 I’m excited because this new Facebook forum will allow us to 
interact with each other, participate in polls, and share news in 
real-time.  I will continue to issue Sweat/No Sweat Challenges 
and team members will be eligible for occasional prize drawings.  

I hope that each of you will join me in our new home on 
Facebook.  Please visit the VF Team Brandon website page to join 
the team and the FB group.

The group is private and you must be a member of VF Team 
Brandon to participate.

 If you have any questions, contact me at bdhudg@gmail.com.
Let’s lace up!  
Brandon Hudgins  .

VF 2017

Beer Tasting Fundraiser
for Vasculitis Foundation
Sunday, March, 12, 2017
3:00 p.m. - 6:00 p.m.
Imperial Oak Brewery, 
501 Willow Blvd., Willow Springs, Illinois  60480
Organizer:  Nina Adams:  708.246.0766; Nina@3wests.com
Enjoy samples of four craft beers of your choosing from Imperial 
Oak’s current weekly selection while listening to music, enjoying 
light snacks, and getting to know some new people.  A small table 
of handmade jewelry and pottery will be available for purchase 
with all sale proceeds going to the Vasculitis Foundation.  Note: 
Other drinks and additional beers will also be available for 
purchase!

Cost:  $30.00 per person
https://www.eventbrite.com/e/beer-tasting-fundraiser-for-the-
vasculitis-foundation-tickets-30964978083

HAVE CHAPTER NEWS you’d like to share? 
Contact the VF office at816.436.8211 or 800.277.9474  or vf@VasculitisFoundation.org

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

WALK FOR THE VF!

ALABAMA
Birmingham Chapter  
Kelli Morrow 205.616.9151
kelli.morrow@att.net

CALIFORNIA  
Orange County Chapter 
Babette House 714.952.0434
june1more@yahoo.com
Sacramento Chapter 
Hedy Govenar
hgovenar@govadv.com
San Gabriel Support Group  
Carol Benitz 760.912.4608
cbenitz1@yahoo.com

CONNECTICUT
Milford-New Haven 
Support Group
Helene Jackson 203.877.2151
helenesj123@gmail.com
Carrie Heirtzler  203.984.8714
carrie.a.heirtzler@gmail.com

D.C.
Baltimore-Washington, 
DC Chapter
Quinn Smith 202.294.4554
quinndarling2000@yahoo.com

FLORIDA
Central Florida Support Group 
Evelyn Silva  407.493.9195
blondie417us@yahoo.com
Tampa Support Group 
Norma Zayas-Lopez   
813.626.9408
The Villages of Florida 
Support Group 
Bob Sahs 352.328.2839
aagolf@aol.com

IOWA/E. NEBRASKA
Omaha-Council Bluffs 
Support Group
Amy Frahm-Mildward
402.426.8434
angusdr10@msn.com

KANSAS
Kansas City Support Group 
Dennis & Ruth Hale  913.764.7557
dhale3@kc.rr.com

MAINE
Maine Support Group 
Dick and Barb Burns
207.548.0059
barbdick65@gmail.com

MARYLAND
Baltimore-Washington, 
DC Chapter 
Quinn Smith 202.294.4554
quinndarling2000@yahoo.com

MASSACHUSETTS
Boston Chapter
Peter Capizzo  508.758.6433
capizzo1@yahoo.com 
Donna Martin 978.454.5854
Donna.martin@qualserv.net
donna.martin@wwts.com
North of Boston Chapter
Leslie Scott-Lysan 781.246.3046
ljscotty@aol.com
Boston Metro/West 
Support Group
Heather Krafian
hkrafian@yahoo.com

MICHIGAN
Flint-Lansing Support Group
Shari Struck  989.277.9696
sstruck.cot@gmail.com
Northern Michigan Chapter
Grace Eisen  231.394.1568
geisen@midmich.edu
SE Michigan Support Group
Ken Snodgrass  248.851.7618 
nosvamos@twmi.rr.com
Tina Tierney  586.336.0777
tinatierney@cavtel.net
Western Michigan Support Group 
Thelma Kunnen 616.457.0498
thel6257@sbcglobal.net
Earl Bouwer 616.554.2923

MINNESOTA
East Central MN Support Group 
Kami Schmidt & Haley Schmidt 
651.815.7543
ecmnvasculitis@yahoo.com

MISSOURI
Kansas City Support Group 
Dennis & Ruth Hale  913.764.7557
dhale3@kc.rr.com

NEBRASKA
Omaha-Council Bluffs 
Support Group 
Amy Frahm-Mildward 
402.426.8434
angusdr10@msn.com

NEW HAMPSHIRE
NH/VT Chapter
Catherine Keane  603.224.0937
cassiekeane@comcast.net
Howard Archibald 603.863.9332
papaa@comcast.net

NEW YORK
Brooklyn
Bruce Marks  718.309.7954
Long Island Support Group  
Gertrude Frein 631.757.2103
caprunner2@optonline.net
Rachel LeGris 631.335.0979
legriseve@yahoo.com
Upstate NY/VT Support Group  
Debbie Emrick 518.495.6254
debemrick11@yahoo.com
NY/NJ/CT Tri-State Chapter
Gail Schultz 732.287.5248
gail1370@aol.com

NORTH CAROLINA
NC/Raleigh Chapter 
Mary Zimmerman
maryzim0206@gmail.com
Joyce Parrott 919.845.6405
jparrot1@nc.rr.com
Charlotte Support Group
Judy Brown 803.324.1331
Judy1333@aol.com

NORTH DAKOTA
Tamara Wagner
701.412.4258

OHIO
West Central Ohio Chapter 
Glen Massie
gmassie215@gmail.com
937.631.4679

PENNSYLVANIA
Eastern PA/ Western NJ 
Chapter 
Jack & Ruth Falkenstein 
484.461.6156
thefalkensteins@rcn.com

Sharon Sirman and Stephanie 
Sherman 610.431.9612
ssirman714@gmail.com
Western PA Support Group 
Shannon Koprivnak 724.504.6331
skoprivnak@yahoo.com

SOUTH CAROLINA
Camden Support Group
Judy Brown 803.324.1331
Judy1333@aol.com
Charlotte Support Group
Judy Brown  803.324.1331
judy1333@aol.com 
Simpsonville Support Group
Judy Brown 803.324.1331
Judy1333@aol.com

TENNESSEE
East TN Support Group 
Arlen Allen 865.428.0772
papawa@peoplepc.com

TEXAS
Austin Support Group
Chris Cosner 512.658.3734        
 ccosner92@gmail.com
Dallas Support Group  
Nicole Guerin  214.469.1911      
nicolecguerin@yahoo.com
Becky Edgars
bedgarrs@aol.com
El Paso Support Group
Dede Farmer 915.274.9241
robertanddede@gmail.com

UTAH
Salt Lake Valley Chapter 
Becky Brooks  801.726.7959
VFUtah11@gmail.com 
Wit Johnson
sarcasmisfluffy@yahoo.com

VERMONT
Upstate NY/VT Support Group 
Debbie Emrick 518.798.7565
emrickdebbie@aol.com

VIRGINIA
Hampton Roads Support Group
Greg Lesko,757.746.6936
Lynn Lesko,757.746.7122
HRVFChapter@gmail.com

WASHINGTON
Northwest Washington Support 
Group
Chelsey Lawrence
chelsey.lawrence@live.ca

WISCONSIN
SE Wisconsin Support Group 
Barbara DeYoung  262.436.0056
barbara.deyoung44@gmail.com

INTERNATIONAL CONTACTS
BRAZIL
Helena Borges Cunha
Sao Paulo
11.71710378
hbc50@hotmail.com

CANADA
VF Canada 
877.572.9474
www.vaculitis.ca
New Brunswick 
Valerie Beyea  506.696.3637
Ontario-Behcet’s 
Cindy Foster  519.658.2139
cindy@behcetscanada.com
www.vasculitis.ca

Ontario - Dr. Khalid A. Alnaqbi
Khalid.alnaqbi@utornoto.ca
Ontario-Toronto 
Jon Stewart  416.691.6500
jonstewart@rogers.com
Prince Edward Island
Support Group
Ann Francis   902.566.9848
amfrancis@eastlink.ca   
Linda Smith  902.892.9973
Lindarsmith35@hotmail.com
Saskatchewan 
Sharon Bourassa  306.384.9310
sbourassaster@gmail.com
GPA Support Group
British Columbia
Janice Warneboldt
thewarneboldts@gmail.com
Derrice Howard
dhoward1@telus.net
CHILE
Ximena Romo
Tel: 56.032.7934642
Cell:  8.41825964
Santiago, Chile
Ximena.romo@mi.cl

FRANCE
Wegener Infos Et Vascularites . 
M. Bernard Piastra
Isserpent  33.1470.413558
Wegener.infos.Vascularites@orange.fr

GERMANY
Vasculitis Support Group .  
Ute Garske 
0049.40.60950061
Fax: 0049.40.60950063
ute@4garske.de
www.vaskulitis.org

INDIA
Dr. Sandeep Saluja
Saran Ashram Hospital 
in Dayalbagh
doctorsaluja@gmail.com
P.V. Nagesh  Babu
Bangalore, India
91.934125692
puttunagesh@yahoo.co.in

IRELAND
Julie Power
07731.582.321 or 02844.842889
julie@vasculitis-ia.org
www.vasculitis-ia.org

JAMAICA
Ricardo Lee Vasculitis 
Foundation .
Olive Creary   876.845.4498
Jamaica, West Indies
crearyop@yahoo.com

MEXICO
Rafael Espeleta   52.55.5259163
Col.La Loma, Mexico D.F.
rafael.espeleta@somnio.com.mx

NETHERLANDS
Friedrich Wegener Society FWS
Maarssen   
0031.72.5090909 
Fws.info@vasculitis.nl 

PORTUGAL
Lucy Santos
Portugal Support Group
lucyvenera@gmail.com

continued on page 22

Note:  Due to space constraints, we are no longer listing area contacts.  Area contacts are listed on the VF website or call the VF office for assistance.
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VF Medical and Scientific Advisory Board
Forbess, Lindsy, M.D., MSc.

Rheumatology
Cedars Sinai Medical Center
Los Angeles, CA
310.854.3539

Garrity, James A., M.D. 
Mayo Clinic - Ophthalmology
Rochester, Minnesota 
507.284.8538 

Geetha, Duvuru, M.D., MRCP.
The Johns Hopkins University 
Vasculitis Center
Baltimore, Maryland
410.550.6825

Goeken, James A., M.D.
(Retired)
University of Iowa
Pathology
Iowa City, Iowa 
319.356.1966 

Gota, Carmen E. , M.D.
Department of Rheumatology
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland Ohio
866.275.7496

Grayson, Peter, M.D., MSc. 
National Institute of Arthritis 
and Musculoskeletal and Skin 
Diseases Bethesda, Maryland 
301.451.450

Gross, Wolfgang L., M.D., Ph.D.
(Retired) 
University of Lübeck
Dept. of Rheumatology
Bad Bramstedt, Lübeck, Germany

Guillevin, Loic, M.D. 
Groupe Francais d’Etude des 
Vascularities 
French Vasculitis Study Group
Hopital Cochin-Paris University
Paris, France

Hajj-Ali, Rula, M.D.
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland, Ohio 
216.444.9643

Hashkes, Philip J., M.D., MSc.
(For Pediatric Patients)
Shaare Zedek Medical Center
Pediatric Rheumatology Unit
Jerusalem, Israel
972.2.6666242

Heeringa, Peter, Ph.D.
Department of Pathology 
& Medical Biology, University 
Medical Center Groningen, 
The Netherlands
31.50.3610789 

Hellmann, David, M.D., MACP.
The Johns Hopkins University
Dept. of Medicine
Baltimore, Maryland 
410.550.0516

Hoffman, Gary S., M.D., MS., 
M.A.C.R.

Professor Emeritus
Cleveland Clinic Lerner 
College of Medicine
Center for Vasculitis Care 
and Research
Cleveland, Ohio 

Jayne, David, M.D.
Renal Unit
Addenbrooke’s Hospital
Cambridge, United Kingdom
44.1223.586796

Kermani, Tanaz, M.D.
Division of Rheumatology
UCLA Medical Center
Santa Monica, California
310.582.6350

Khasnis, Atul, M.D., MS.
Piedmont Peachtree City 
Rheumatology
Peachtree City, Georgia
770.506.1400 

Koening, Curry, M.D., MS.
University of Utah
Division of Rheumatology
Salt Lake City, Utah
801.581.4333

Koster, Matthew J., M.D.
Mayo Clinic 
Rheumatology
507.266.4439

Langford, Carol A., M.D., MHS. 
Cleveland Clinic - Center for 
Vasculitis Care and Research 
Cleveland, Ohio 
 216.445.6056

Lebovics, Robert S., M.D., FACS.
Otolaryngology/Head 
& Neck Surgery
New York, New York 
212.262.4444

Lee, Augustine S., M.D.
Mayo Clinic 
Pulmonary and Critical Care
Jacksonville, Florida 
904.953.2000 

Levine, Stuart, M.D.
MedStar Harbor Hospital
Baltimore, Maryland
410.350.3483

Lorenz, Robert R., M.D.
Head & Neck Institute
Cleveland Clinic Main Campus
216.444.3006

Mahr, Alfred, M.D., Ph.D.
Department of Internal Medicine
Hospital Saint Louis
Paris, France
33.142499780 

Maksimowicz-McKinnon,
Kathleen, D.O.
Rheumatology
Henry Ford Medical Group
West Bloomfield, Michigan
313.916.2631 

Matteson, Eric L., M.D.
Mayo Clinic
Rheumatology
Rochester, Minnesota 
507.284.8450

Maz, Mehrdad, M.D.
Allergy, Clinical Immunology 
and Rheumatology
KU Medical Center
913.588.6009 

Mcdonald, Thomas J., M.D., MS.
F.A.C.S. (Retired)
Mayo Clinic
Otorhinolaryngology
Rochester, Minnesota

Merkel, Peter A., M.D., MPH.
Division of Rheumatology
University of Pennsylvania
215.614.4401 

Molloy, Eamonn, M.D., M.S., FRCPI. 
Department of Rheumatology
St. Vincents University Hospital
Dublin, Ireland
353.1221.3142 

Monach, Paul, M.D., Ph.D.
Boston University Vasculitis 
Center
Boston, Massachusetts 
617.414.2501

Nachman, Patrick, M.D.
UNC Kidney Center
Chapel Hill, North Carolina
919.966.2561

Pagnoux, Christian, M.D., MSc., MPH. 
Division of Rheumatology, Mont 
Sinai Hospital, Toronto, Ontario, 
Canada
416.603.6751 

Sawalha, Amr, M.D.
Division of Rheumatology
University of Michigan Health 
System
Ann Arbor, Michigan
734.763.1858

Seo, Philip, M.D.
The Johns Hopkins University 
Vasculitis Center
Baltimore, Maryland 
410.550.6825

Silva, Francisco, M.D.
Vasculitis Unit of Pontificia, 
Universidad Catolica de Chile, 
Santiago, Chile
562.2354.3078; 562.2354.307 

Spalding, Steven J., M.D.
Pediatric Rheumatology
Cleveland Clinic   
Cleveland, Ohio  
216. 445.1099

Specks, Ulrich, M.D.
Mayo Clinic
Pulmonary and Critical Care
Rochester, Minnesota
507.284.4348

Spiera, Robert, M.D.
Hospital For Special Surgery
New York, New York 
212.860.2100

Springer, Jason, M.D., MS.
Allergy, Clinical Immunology 
and Rheumatology 
KU Medical Center
Kansas City, Kansas
913.588.6009 

Sreih, Antoine, M.D.
Medicine/Rheumatology
University of Pennsylvania
Philadelphia, Pennsylvania
312.942.6641

Stone, John H., M.D., MPH.
Massachusetts General Hospital 
Rheumatology Associates
Boston, Massachusetts
617.726.7938

Villa-Forte, Alexandra, M.D.
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland, Ohio 
866.275.7496

Warrington, Kenneth J., M.D.
Mayo Clinic
Rheumatology
Rochester, Minnesota
507.284.2970

Weisman, Michael H., M.D.
Rheumatology
Cedars Sinai Medical Center
Los Angeles, CA
310.423.2170

Weyand, Cornelia, M.D., Ph.D.
Immunology & Rheumatology 
Clinic
Stanford University
Stanford, California
650.723.5521

Yazici, Yusuf, M.D.
Rheumatology 
Hospital for Joint Diseases
New York, New York
646.356.9400

Yeung, Rae S. M., M.D., Ph.D., FRCP(C).
Paediatrics, Immunology, 
Rheumatology
The Hospital for Sick Children
Toronto, Ontario, Canada
416.813.8964.
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The VF Board of Directors is pleased to announce they have 
selected four new studies for funding in 2017.  The VF Research 
Program is funded through the generous donations of our members 
and extended vasculitis community.  We have 11 studies underway 
in the United States, Canada, Ireland, Italy, Netherlands, and 
United Kingdom.  

The four studies selected for funding are:

INVESTIGATOR:  MARK GORELIK, MD
Co-investigator:  Stephanie Davis, MS
Institution:  Pediatric Rheumatology, 
Baylor College of Medicine
Title:  Follistatin-Like-1 Protein 

Blockade in Kawasaki Disease
Award:  One-year, $25,000
Dr. Mark Gorelik and co-investigator, 
Dr. Stephanie Davis, were awarded 
a one-year grant to study the role of 
the Follistatin-like-1 molecule in the 
formation of coronary aneurysms and 

development of inflammation in children with Kawasaki disease.  
The leading cause of morbidity and mortality in children with 
Kawasaki is from coronary inflammation. 

Kawasaki disease is an illness that strikes children between the 
ages of six months and six years.  Although the acute phase of the 
illness is transient, the aftereffects can be devastating.  Up to one 
fifth of all patients with Kawasaki may develop aneurysms in the 
blood vessels of the heart, specifically the coronary arteries, and 
can become permanent despite the best current treatment. In many 
cases, the aneurysms require life-long therapy to prevent outcomes 

such as blood clots and heart attacks.  Many patients experience 
complications from the damage of this disease at some point in 
their lives. 
What this means for patients

Researchers have found that a particular molecule ‘Follistatin-
like-1’ is elevated in the blood of children with Kawasaki who 
develop these aneurysms. This molecule plays a major role in the 
development of chronic changes in organs targeted by chronic 
inflammation, such as the joints in arthritis and the lungs in 
asthma. The researchers hypothesize that Follistatin-like-1 
molecules may play a similar role in the chronic changes that occur 
in the heart after the initial inflammation of Kawasaki disease. 

Drs. Gorelik and Davis will use a mouse model of Kawasaki 
disease to block the Follistatin-like-1 gene.  The researchers hope 
to show that inhibiting the function of this molecule in Kawasaki 
significantly reduces the development of aneurysms.  This could 
open the door to additional ways to target aneurysm formation 
in this disease, potentially giving a way to treat this intractable 
complication of Kawasaki.  Success in this area will further our 
pathophysiologic understanding of Kawasaki and hopefully allow 
the development of targeted therapies.

INVESTIGATOR MARY H. FOSTER, MD
Co-investigators:  Amy Clark, PhD, Robert Tighe, MD  
Institution:  Nephrology, Duke University
Title:  Dual Humanization to Model Gene-environment 

Interactions in ANCA Vasculitis
Award:  One-year, $49,946
A type of protein called anti-neutrophil cytoplasmic antibody, 
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Mark Gorelik, MD

Saturday, April 29, 2017

Vino For Vasculitis
7:00 p.m. - 11:00 p.m.

The Junction Salon & Bar
327 W. Davie St., Ste 114

Raleigh, North Carolina  27601

Raising money and awareness 
for vasculitis research 

in honor of Danielle D’Haene. 
#CelebratingDanielle

http://www.vinoforvasculitis.com/
Jessica Foster

jessica.n.foster@gmail.com Sa
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Celeste Lee – a cherished wife, 
sister, daughter, and mother, 
faithful friend, and passionate 
patient advocate, passed away on 
February 9 at age 51.  Celeste 
was a longtime member of the 
Vasculitis Foundation and a 
founding member of the North 
Carolina VF Support Group.   

At the age of 17 Celeste 
was diagnosed with Wegener’s 
which shut down her kidneys 
the summer before her senior 
year of high school.  The kidney 

involvement transitioned her from a college-seeking young woman 
into a lifelong ESRD patient.  In 1983 Celeste attended college as 
a student on hemodialysis.

In 1986 Celeste received an amazing gift of life, a transplant.  
However, in 1995 when the kidney failed, she was devastatingly 
transitioned back to dialysis.  Celeste created an exceptional life 
with her mental fortitude and unparalleled passion for patient and 
family-centered care.  She dedicated her professional and personal 
life to employing the principals of patient and family-centered 
care: dignity and respect; sharing information; being an active 
participant in one’s health.

Tokens of wisdom from Celeste Lee to carry with you as a 
patient, a caregiver, a community member, and advocate:
ENGAGE IN YOUR HEALTH: BE THE DRIVER

You’re beginning your life-long journey with chronic illness, and 
you have two choices: be a passive observer, allowing others to 
take the driver’s seat, or be the driver, taking control of your 
life when you can, experiencing the adventure, and setting your 
limits.

MENTAL FORTITUDE: ONCE THE CANDLES HAVE BURNED 
DOWN, IT’S TIME TO MOVE ON.

The constant management of an illness can wear you down. 
When it gets the better of me, I know that it’s time to seek 
support by talking with a life coach, a counselor, or a friend; also, 
I focus on finding meaning and purpose in life. Sometimes I light 
candles, fill the bathtub, climb in, and have a good cry. Once the 
candles have burned down, I know that it’s time to move on.

ISOLATION: WHEN FEELINGS OF ISOLATION LINGER, 
DANCE.

Chronic illness can make us feel isolated—utterly alone—even 
when we’re surrounded by family and friends. For most of us, this 
feeling of loneliness is transient, but if it lingers, there are ways to 
deal with it: . Volunteering . Dancing (even cleaning the house to your favorite music to 

 get you moving and smiling). Laughing. Loving (embrace the miracle of love wherever you find it: in a 
 spouse, a child, or a pet; in friendships or strangers who need
 a hand or a compassionate glance) 

SUM OF THINGS: JOY
To sum it up --- my life is about the joy I have derived in sharing 
time and connecting with you.

Celeste was interviewed for our Extraordinary Video Series and 
discussed her journey with vasculitis and her work as a patient 
advocate.  

Watch the video here:  https://youtu.be/JVldYQ7uqmI  .

Celeste Lee
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Wisdom of a Ferocious Patient Advocate  | Celeste Benedict Castillo Lee  | 1965 - 2017

Celeste Benedict Castillo Lee
Memorial Scholarship
To honor Celeste and the impact she has had on the vascu-
litis community, the Vasculitis Foundation and the Vasculitis 
Patient-Powered Research Network (V-PPRN) have estab-
lished a scholarship for a newly diagnosed vasculitis patient to 
attend the 2017 International Vasculitis Symposium.

The Symposium will be held at the Chicago Marriott 
O’Hare in Chicago, Illinois, June 23-25, 2017.  The 
scholarship will cover symposium registration, travel, and 
lodging for a patient and companion.  
Application deadline: Friday, April 7, 2017.
http://www.vasculitisfoundation.org/2017-scholarship-
application/
The Scholarship recipient will be notified by Monday, 
April 24, 2017.
If you have any questions regarding the application process: 

Joyce A. Kullman
Executive Director
jakullman@vasculitisfoundation.org
816.436.8211

To make a donation in support of the scholarship: 
https://goo.gl/oQWTPm  .

18th International Vasculitis 
& ANCA Workshop

Diversity and Integration for Tomorrow
March 25 - March 28, 2017

Ito International Research Center
The University of Tokyo

Tokyo, Japan
http://www.anca2017.tokyo/program.html

The Road Map To Wellness 
Educational Webinar Series 2017

WATCH. LISTEN. LEARN.

Contacts | continued from page 21

SCOTLAND
The Lauren Currie Twilight 
Foundation
thelaurentwilightfoundation.org

SOUTH AFRICA
James Hughes
Johannesburg
27 82 8003050
mrjamesphughes@gmail.com
Peter Hughes  
27.13.745.7356 
Nelspruit
jphughes@soft.co.za

SWEDEN
Swedish Reumatikerförbundet 
Wegener and Småvaskuliter
John Nilsson 
and Björn Johansson
www.wegeners.
reumatikerforbundet.org/start.
asp?sida=0.

UNITED KINGDOM
Victoria Lown - nationwide contact
vlown@vasculitisfoundation.org
07872.699969

Bury Lancaster 
Mandy Mallia  0795.5475793
mandymallia@aol.com
Essex Vasculitis Support Group 
Jules Darlow 07789.113144
123tinkerbell@googlemail.com
Oxfordshire Vasculitis 
SupportGroup 
Sue Ashdown
01295.816841
oxfordvsg@hotmail.com 

Vasculitis UK (SSVT)  
John Mills 
West Bank House
Winster Matlock DE4 2DQ
01629 650 549
jandsmills@btinternet.com
www.vasculitis.org/uk
Surrey Vasculitis Support Group 
Victoria Lown  01373 727 833
vlown@vasculitisfoundation.org.
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Abdou, Nabih I., M.D., Ph.D.,
FACP. (Retired)
University of Missouri
Rheumatology/Immunology
Kansas City, Missouri  

Allen, Nancy B., M.D.
Duke University
Rheumatology/Immunology
Durham, North Carolina 
919.684.2965 

Benseler, Susanne, M.D., MSc., Ph.D.
Alberta Children’s Hospital
Rheumatology, Department 
of Paediatrics 
Calgary, Alberta, Canada
403.955.2253

Bradley, Elizabeth A., M.D.
Mayo Clinic - Ophthalmology
Rochester, Minnesota
507.284.8538

Brant, Elizabeth, J., M.D.
Nephrology and Hypertension
Dartmouth-Hitchcock Medical 
Center
Lebanon, New Hampshire
603.653.3830 

Cacoub, Patrice, M.D. 
Department of Internal Medicine 
La Pitié-Salpêtrière Hospital
Paris, France
33.142178027

 Capizzi, Stephen A., M.D.
Mid State Pulmonary Associates
Nashville, Tennessee
615.284.5098 

 Carette, Simon, M.D., FRCP(C).
Division of Rheumatology
University Health Network/
Mount Sinai Hospital, Toronto, 
Ontario, Canada 
416.603.6751

Cartin-Ceba, Rodrigo, M.D.
Division of Pulmonary and 
Critical Care Medicine, Mayo 
Clinic, Scottsdale, Arizona
480.301.1735

Chonko, Arnold M., M.D., FACP.
University Of Kansas
Nephrology/Hypertension
Kansas City, Kansas 
913.588.6074

 Chung, Sharon, M.D., MAS.
University of California - 
San Francisco
Division Of Rheumatology
San Francisco
415.514.1673 

Cid, Maria C., M.D.
University of Barcelona
Hospital Clinic
Barcelona, Spain
34.93.227.5774

 Dooley, Mary Anne, M.D.
Chapel Hill Doctors Health Care 
Center
Chapel Hill, North Carolina
919.929.7990

Falk, Ronald J., M.D.
University of North Carolina 
Nephrology/Hypertension
Chapel Hill, North Carolina 
919.966.4615 

Fervenza, Fernando, M.D., Ph.D.
Mayo Clinic - Nephrology
Rochester, Minnesota
507.266.7083

Flores-Suarez, Luis Felipe, M.D.
Primary Systemic Vasculitides 
Clinic
Instituto Nacional De 
Enfermedades Respiratorias 
Tlalpan, México
52.55.5536.3702/52.55.5536.5777 
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The Heart in Rheumatic, Autoimmune, and 
Inflammatory Diseases
Pathophysiology, Clinical Aspects and Therapeutic 
Approaches
Edited by: Udi Nussinovitch, MD PhD
Rambam Health Care Campus, affiliated with
the Technion Institute of Technology, Israel 
ISBN: 978-0-12-803267-1 
Feb 28, 2017 | $180.00 | Hardback | 766 pp
Publisher:  www.elsevier.com

Autoimmune rheumatic diseases can affect the coronary vessels, 
myocardium, pericardium, heart valves and the conduction system.  
The diagnosis of these unique cardiac complications necessitates 
medical awareness and a high index of suspicion.  The book aims at 
providing the readers with a state-of-the-art collection of up-to-
date information regarding clinically important topics based on 
experts’ perspectives.

This book is the result of an 
extended coordinated collaboration 
of 154 distinguished scientists from 
31 countries around the globe.
Key Features
•  A review of common as well as 
unusual (yet clinically significant) 
medical cardiac complications of 
prevalent rheumatic, autoimmune 
and inflammatory diseases. 
•  Focuses on aspects of 
pathophysiological processes, clinical presentations, 
screening tests, prognostic implications and novel therapeutic 
approaches.
•  Presents an up-to-date “level of evidence” and “strengths 
of recommendations” for suggested therapies and reviews all 
randomized clinical trials, meta-analyses and other supporting 
published clinical findings.   . 
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To submit items for the calendar,
please contact the VF office.

March Autoimmune Disease Month
March 11, 2017
Kansas/Missouri Chapter Meeting
1:00 p.m. - 3:00 p.m.
BEST Conference Center, Room 125
University of Kansas Edwards Campus
12600 Quivira Road
Overland Park, Kansas 66213
Denny and Ruth Hale
dhale3@kc.rr.com or 913.764.7557

March 12, 2017
Beer Tasting Fundraiser
Imperial Oak Brewing
3:00 p.m. - 6:00 p.m.
501 Willow Blvd., Willow Springs, IL  60480
Nina Adams
Nina@3wests.com or 708.246.0766

March 25-28, 2017
18th Vasculitis & ANCA Workshop
Tokyo, Japan
http://www.anca2017.tokyo/program.html

April 1, 2017
Registration 9:30 a.m.; 
Program: 10:00 a.m. - 2:00 p.m.
“Making the Most of Your Doctor 
Appointment”
UNC Wellness Center at Meadowmont
Chapel Hill, NC
Dr. Will Pendergraft - “How Does Your Doctor 
Think?” 
Jill Powell: jdcooper@email.unc.edu
Mary Zimmerman
maryzim0206@gmail.com or 919.946.2083

April 4, 2017
Cleveland Clinic Regional Conference
InterContinental Hotel
9801 Carnegie Avenue, Cleveland, Ohio 44106
Program:  1:00 p.m. - 5:00 p.m. 
Registration fee: $20/person
Registration deadline:  March 27, 2017
Online:  www.vasculitisfoundation.org
By phone:  816.436.8211

April 29, 2017
Vino For Vasculitis
7:00 p.m. - 11:00 p.m.
The Junction Salon & Bar
327 W. Davie St., Ste 114
Raleigh, North Carolina  27601
Raising money and awareness for vasculitis 
research in honor of Danielle D’Haene. 
#CelebratingDanielle
http://www.vinoforvasculitis.com/
Jessica Foster
jessica.n.foster@gmail.com

May 1-31, 2017
VASCULITIS AWARENESSS MONTH
vf@vasculitisfoundation.org

May 13, 2017
Kansas/Missouri Chapter Meeting
1:00 p.m. - 3:00 p.m.
BEST Conference Center, Room 125
University of Kansas Edwards Campus
12600 Quivira Road
Overland Park, Kansas 66213
Denny and Ruth Hale
dhale3@kc.rr.com or 913.764.7557

June 4, 2017
15th Annual Eastern PA/Western NJ Vasculitis 
Walk
Registration 11:00 a.m.; Walk at Noon
Ridley Creek State Park, Shelter #17
1023 Sycamore Mills Road, Media, PA 19063
Sharon Sirman
610.836.2455 or ssirman714@gmail.com
Ruth or Jack Falkenstein
484.461.6156 

June 23-25, 2017
2017 International Vasculitis Symposium
Marriott Chicago O’Hare
8535 West Higgins Road
Chicago Illinois

August 26, 2017
Nick  Pascente Memorial Golf Tournament  
10:00 a.m.
Prairie Isle Golf Course
2216 W State Rd, Crystal Lake, IL 60014
Golf, dinner, and raffle
Craig Alshouse
calshouse1@yahoo.com or 815.980.9870
Dave Schwanebeck

August 30, 2017
Chicagoland Golf Open.

REGISTERATION 
NOW OPEN!

LEARN. CONNECT. ENGAGE.

VASCULITIS SYMPOSIUM
2017

Chicago, Illinois, USA    June 23-25

INTERNATIONAL
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Dear Friends,
Learn. Connect.  Engage.  These are three 

components we encourage every patient to pursue, and 
the Vasculitis Foundation provides resources for each 
one!  

We urge you to learn as much as possible 
and attending our 2017 International Vasculitis 
Symposium in Chicago, June 23-25 is a great 
opportunity.  

We are building the symposium weekend schedule 
around the theme of Learn. Connect. Engage.  Learn 

from our vasculitis experts and special guest speakers.  Connect with other 
attendees to share your experiences and learn from each other about living with 
vasculitis.  The symposium offers a compelling opportunity to engage in Q &A 
with the doctors and researchers who will be spending the weekend with us. 

We will have general sessions for the whole group and separate tracks for the 
pediatric, young adults, newly diagnosed, and experienced patients.   We will 
offer individual disease-specific sessions to connect you with patients sharing the 
same form of vasculitis as you.  (We only hold the symposium every other year, 
so we hope you register today. Learn more about the meeting on page 7.)

Will you help us celebrate/recognize/acknowledge Vasculitis Awareness 
Month in May?  We encourage you to organize or attend a special event or 
participate in a virtual event.  Many of you host awareness campaigns through 
your social media channels, and we thank you.  Last year several members 
wore VF t-shirts to their doctors’ appointments to raise awareness of vasculitis 
and the organization and ended up meeting other patients waiting for their 
appointments. 

Sincerely,

Joyce A. Kullman
Executive Director  . 
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Mission Statement  |  The Vasculitis Foundation 
supports and empowers our community through 
education, awareness and research.

The Vasculitis Foundation is most grateful to authors who have shared their personal experiences with vasculitis in the newsletter. The reader should be 
aware that these contributions are personal reflections by the writer and do not represent medical scientific statements. Therefore, such information 
while being accurate perceptions of the writer, may not be scientifically accurate and may not apply to other patients.

Vasculitis Foundation 
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ccoxmar1@earthlink.net
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The deadline for the May/June 2017
Newsletter is April 1, 2017.
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PO Box 28660 . Kansas City, MO 
64188-8660 USA

www.VasculitisFoundation.org
vf@VasculitisFoundation.org

A Message from the Executive Director

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

Granulomatosis With Polyangiitis (GPA) 
and Microscopic Polyangiitis (MPA):  
Your Questions, Expert Answers 
Jonathan Scott Coblyn, M.D.
Director, Clinical Rheumatology
Brigham and Women’s Hospital, Boston

This is the first book written specifically for GPA 
and MPA patients and covers signs, symptoms, 
diagnosis, treatment options, complications, 
relapse and remission.  The book also discusses 
how to communicate effectively with your health 
care providers. 

If you would like a free copy of the book, please email 
the VF at vf@vasculitisfoundation.org or call 816.436.8211.  .
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15th Annual Eastern PA/Western NJ 
Vasculitis WalK
JOIN US * SUNDAY, JUNE 4, 2017 
Registration starts at 11 am * Walk at Noon 
Ridley Creek State Park, #17
1023 Sycamore Mills Rd., Media, Pennsylvania 19063

RAIN OR SHINE
Come by yourself, bring a friend or your family!
* Bring your lunch, grill available
* Playground and Restroom on Site
* Pets welcomed on a leash
* FREE TSHIRT

GREAT DOOR PRIZES
This walks supports the following diseases:
* Behcet’s disease
* Central Nervous System 
* Churg-Strauss Syndrome
* Cryoglobulinemia
* Giant Cell Arteritis
* Henoch-Schonlein purpura
* Hypersensitivity Vasculitis
* Microscopic Polyangitis
* Kawasaki disease
* Polyarteritis Nodosa
* Polymyalgia Rheumatica
* Rheumatoid  Vasculitis
* Takayasu’s Arteritis
* Wegeners’s Granulomatosis (GPA)

If you can’t attend the walk but would like to donate 
please make your check out to:

VASCULITIS FOUNDATION
P.O.Box 28660 
Kansas City, MO 64188
1.800.277.9474

Contact: Sharon Sirman * 610.836.2455
Ruth or Jack Falkenstein * 484.461.6156

VF Team Brandon 2017
We are continuing VF Team Brandon in 2017.  I’ll be moderating 
the new Victory Over Vasculitis:  VF Team Brandon 2017 
Facebook Group.   

 I’m excited because this new Facebook forum will allow us to 
interact with each other, participate in polls, and share news in 
real-time.  I will continue to issue Sweat/No Sweat Challenges 
and team members will be eligible for occasional prize drawings.  

I hope that each of you will join me in our new home on 
Facebook.  Please visit the VF Team Brandon website page to join 
the team and the FB group.

The group is private and you must be a member of VF Team 
Brandon to participate.

 If you have any questions, contact me at bdhudg@gmail.com.
Let’s lace up!  
Brandon Hudgins  .

VF 2017

Beer Tasting Fundraiser
for Vasculitis Foundation
Sunday, March, 12, 2017
3:00 p.m. - 6:00 p.m.
Imperial Oak Brewery, 
501 Willow Blvd., Willow Springs, Illinois  60480
Organizer:  Nina Adams:  708.246.0766; Nina@3wests.com
Enjoy samples of four craft beers of your choosing from Imperial 
Oak’s current weekly selection while listening to music, enjoying 
light snacks, and getting to know some new people.  A small table 
of handmade jewelry and pottery will be available for purchase 
with all sale proceeds going to the Vasculitis Foundation.  Note: 
Other drinks and additional beers will also be available for 
purchase!

Cost:  $30.00 per person
https://www.eventbrite.com/e/beer-tasting-fundraiser-for-the-
vasculitis-foundation-tickets-30964978083

HAVE CHAPTER NEWS you’d like to share? 
Contact the VF office at816.436.8211 or 800.277.9474  or vf@VasculitisFoundation.org

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

WALK FOR THE VF!

ALABAMA
Birmingham Chapter  
Kelli Morrow 205.616.9151
kelli.morrow@att.net

CALIFORNIA  
Orange County Chapter 
Babette House 714.952.0434
june1more@yahoo.com
Sacramento Chapter 
Hedy Govenar
hgovenar@govadv.com
San Gabriel Support Group  
Carol Benitz 760.912.4608
cbenitz1@yahoo.com

CONNECTICUT
Milford-New Haven 
Support Group
Helene Jackson 203.877.2151
helenesj123@gmail.com
Carrie Heirtzler  203.984.8714
carrie.a.heirtzler@gmail.com

D.C.
Baltimore-Washington, 
DC Chapter
Quinn Smith 202.294.4554
quinndarling2000@yahoo.com

FLORIDA
Central Florida Support Group 
Evelyn Silva  407.493.9195
blondie417us@yahoo.com
Tampa Support Group 
Norma Zayas-Lopez   
813.626.9408
The Villages of Florida 
Support Group 
Bob Sahs 352.328.2839
aagolf@aol.com

IOWA/E. NEBRASKA
Omaha-Council Bluffs 
Support Group
Amy Frahm-Mildward
402.426.8434
angusdr10@msn.com

KANSAS
Kansas City Support Group 
Dennis & Ruth Hale  913.764.7557
dhale3@kc.rr.com

MAINE
Maine Support Group 
Dick and Barb Burns
207.548.0059
barbdick65@gmail.com

MARYLAND
Baltimore-Washington, 
DC Chapter 
Quinn Smith 202.294.4554
quinndarling2000@yahoo.com

MASSACHUSETTS
Boston Chapter
Peter Capizzo  508.758.6433
capizzo1@yahoo.com 
Donna Martin 978.454.5854
Donna.martin@qualserv.net
donna.martin@wwts.com
North of Boston Chapter
Leslie Scott-Lysan 781.246.3046
ljscotty@aol.com
Boston Metro/West 
Support Group
Heather Krafian
hkrafian@yahoo.com

MICHIGAN
Flint-Lansing Support Group
Shari Struck  989.277.9696
sstruck.cot@gmail.com
Northern Michigan Chapter
Grace Eisen  231.394.1568
geisen@midmich.edu
SE Michigan Support Group
Ken Snodgrass  248.851.7618 
nosvamos@twmi.rr.com
Tina Tierney  586.336.0777
tinatierney@cavtel.net
Western Michigan Support Group 
Thelma Kunnen 616.457.0498
thel6257@sbcglobal.net
Earl Bouwer 616.554.2923

MINNESOTA
East Central MN Support Group 
Kami Schmidt & Haley Schmidt 
651.815.7543
ecmnvasculitis@yahoo.com

MISSOURI
Kansas City Support Group 
Dennis & Ruth Hale  913.764.7557
dhale3@kc.rr.com

NEBRASKA
Omaha-Council Bluffs 
Support Group 
Amy Frahm-Mildward 
402.426.8434
angusdr10@msn.com

NEW HAMPSHIRE
NH/VT Chapter
Catherine Keane  603.224.0937
cassiekeane@comcast.net
Howard Archibald 603.863.9332
papaa@comcast.net

NEW YORK
Brooklyn
Bruce Marks  718.309.7954
Long Island Support Group  
Gertrude Frein 631.757.2103
caprunner2@optonline.net
Rachel LeGris 631.335.0979
legriseve@yahoo.com
Upstate NY/VT Support Group  
Debbie Emrick 518.495.6254
debemrick11@yahoo.com
NY/NJ/CT Tri-State Chapter
Gail Schultz 732.287.5248
gail1370@aol.com

NORTH CAROLINA
NC/Raleigh Chapter 
Mary Zimmerman
maryzim0206@gmail.com
Joyce Parrott 919.845.6405
jparrot1@nc.rr.com
Charlotte Support Group
Judy Brown 803.324.1331
Judy1333@aol.com

NORTH DAKOTA
Tamara Wagner
701.412.4258

OHIO
West Central Ohio Chapter 
Glen Massie
gmassie215@gmail.com
937.631.4679

PENNSYLVANIA
Eastern PA/ Western NJ 
Chapter 
Jack & Ruth Falkenstein 
484.461.6156
thefalkensteins@rcn.com

Sharon Sirman and Stephanie 
Sherman 610.431.9612
ssirman714@gmail.com
Western PA Support Group 
Shannon Koprivnak 724.504.6331
skoprivnak@yahoo.com

SOUTH CAROLINA
Camden Support Group
Judy Brown 803.324.1331
Judy1333@aol.com
Charlotte Support Group
Judy Brown  803.324.1331
judy1333@aol.com 
Simpsonville Support Group
Judy Brown 803.324.1331
Judy1333@aol.com

TENNESSEE
East TN Support Group 
Arlen Allen 865.428.0772
papawa@peoplepc.com

TEXAS
Austin Support Group
Chris Cosner 512.658.3734        
 ccosner92@gmail.com
Dallas Support Group  
Nicole Guerin  214.469.1911      
nicolecguerin@yahoo.com
Becky Edgars
bedgarrs@aol.com
El Paso Support Group
Dede Farmer 915.274.9241
robertanddede@gmail.com

UTAH
Salt Lake Valley Chapter 
Becky Brooks  801.726.7959
VFUtah11@gmail.com 
Wit Johnson
sarcasmisfluffy@yahoo.com

VERMONT
Upstate NY/VT Support Group 
Debbie Emrick 518.798.7565
emrickdebbie@aol.com

VIRGINIA
Hampton Roads Support Group
Greg Lesko,757.746.6936
Lynn Lesko,757.746.7122
HRVFChapter@gmail.com

WASHINGTON
Northwest Washington Support 
Group
Chelsey Lawrence
chelsey.lawrence@live.ca

WISCONSIN
SE Wisconsin Support Group 
Barbara DeYoung  262.436.0056
barbara.deyoung44@gmail.com

INTERNATIONAL CONTACTS
BRAZIL
Helena Borges Cunha
Sao Paulo
11.71710378
hbc50@hotmail.com

CANADA
VF Canada 
877.572.9474
www.vaculitis.ca
New Brunswick 
Valerie Beyea  506.696.3637
Ontario-Behcet’s 
Cindy Foster  519.658.2139
cindy@behcetscanada.com
www.vasculitis.ca

Ontario - Dr. Khalid A. Alnaqbi
Khalid.alnaqbi@utornoto.ca
Ontario-Toronto 
Jon Stewart  416.691.6500
jonstewart@rogers.com
Prince Edward Island
Support Group
Ann Francis   902.566.9848
amfrancis@eastlink.ca   
Linda Smith  902.892.9973
Lindarsmith35@hotmail.com
Saskatchewan 
Sharon Bourassa  306.384.9310
sbourassaster@gmail.com
GPA Support Group
British Columbia
Janice Warneboldt
thewarneboldts@gmail.com
Derrice Howard
dhoward1@telus.net
CHILE
Ximena Romo
Tel: 56.032.7934642
Cell:  8.41825964
Santiago, Chile
Ximena.romo@mi.cl

FRANCE
Wegener Infos Et Vascularites . 
M. Bernard Piastra
Isserpent  33.1470.413558
Wegener.infos.Vascularites@orange.fr

GERMANY
Vasculitis Support Group .  
Ute Garske 
0049.40.60950061
Fax: 0049.40.60950063
ute@4garske.de
www.vaskulitis.org

INDIA
Dr. Sandeep Saluja
Saran Ashram Hospital 
in Dayalbagh
doctorsaluja@gmail.com
P.V. Nagesh  Babu
Bangalore, India
91.934125692
puttunagesh@yahoo.co.in

IRELAND
Julie Power
07731.582.321 or 02844.842889
julie@vasculitis-ia.org
www.vasculitis-ia.org

JAMAICA
Ricardo Lee Vasculitis 
Foundation .
Olive Creary   876.845.4498
Jamaica, West Indies
crearyop@yahoo.com

MEXICO
Rafael Espeleta   52.55.5259163
Col.La Loma, Mexico D.F.
rafael.espeleta@somnio.com.mx

NETHERLANDS
Friedrich Wegener Society FWS
Maarssen   
0031.72.5090909 
Fws.info@vasculitis.nl 

PORTUGAL
Lucy Santos
Portugal Support Group
lucyvenera@gmail.com

continued on page 22

Note:  Due to space constraints, we are no longer listing area contacts.  Area contacts are listed on the VF website or call the VF office for assistance.
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VF Medical and Scientific Advisory Board
Forbess, Lindsy, M.D., MSc.

Rheumatology
Cedars Sinai Medical Center
Los Angeles, CA
310.854.3539

Garrity, James A., M.D. 
Mayo Clinic - Ophthalmology
Rochester, Minnesota 
507.284.8538 

Geetha, Duvuru, M.D., MRCP.
The Johns Hopkins University 
Vasculitis Center
Baltimore, Maryland
410.550.6825

Goeken, James A., M.D.
(Retired)
University of Iowa
Pathology
Iowa City, Iowa 
319.356.1966 

Gota, Carmen E. , M.D.
Department of Rheumatology
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland Ohio
866.275.7496

Grayson, Peter, M.D., MSc. 
National Institute of Arthritis 
and Musculoskeletal and Skin 
Diseases Bethesda, Maryland 
301.451.450

Gross, Wolfgang L., M.D., Ph.D.
(Retired) 
University of Lübeck
Dept. of Rheumatology
Bad Bramstedt, Lübeck, Germany

Guillevin, Loic, M.D. 
Groupe Francais d’Etude des 
Vascularities 
French Vasculitis Study Group
Hopital Cochin-Paris University
Paris, France

Hajj-Ali, Rula, M.D.
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland, Ohio 
216.444.9643

Hashkes, Philip J., M.D., MSc.
(For Pediatric Patients)
Shaare Zedek Medical Center
Pediatric Rheumatology Unit
Jerusalem, Israel
972.2.6666242

Heeringa, Peter, Ph.D.
Department of Pathology 
& Medical Biology, University 
Medical Center Groningen, 
The Netherlands
31.50.3610789 

Hellmann, David, M.D., MACP.
The Johns Hopkins University
Dept. of Medicine
Baltimore, Maryland 
410.550.0516

Hoffman, Gary S., M.D., MS., 
M.A.C.R.

Professor Emeritus
Cleveland Clinic Lerner 
College of Medicine
Center for Vasculitis Care 
and Research
Cleveland, Ohio 

Jayne, David, M.D.
Renal Unit
Addenbrooke’s Hospital
Cambridge, United Kingdom
44.1223.586796

Kermani, Tanaz, M.D.
Division of Rheumatology
UCLA Medical Center
Santa Monica, California
310.582.6350

Khasnis, Atul, M.D., MS.
Piedmont Peachtree City 
Rheumatology
Peachtree City, Georgia
770.506.1400 

Koening, Curry, M.D., MS.
University of Utah
Division of Rheumatology
Salt Lake City, Utah
801.581.4333

Koster, Matthew J., M.D.
Mayo Clinic 
Rheumatology
507.266.4439

Langford, Carol A., M.D., MHS. 
Cleveland Clinic - Center for 
Vasculitis Care and Research 
Cleveland, Ohio 
 216.445.6056

Lebovics, Robert S., M.D., FACS.
Otolaryngology/Head 
& Neck Surgery
New York, New York 
212.262.4444

Lee, Augustine S., M.D.
Mayo Clinic 
Pulmonary and Critical Care
Jacksonville, Florida 
904.953.2000 

Levine, Stuart, M.D.
MedStar Harbor Hospital
Baltimore, Maryland
410.350.3483

Lorenz, Robert R., M.D.
Head & Neck Institute
Cleveland Clinic Main Campus
216.444.3006

Mahr, Alfred, M.D., Ph.D.
Department of Internal Medicine
Hospital Saint Louis
Paris, France
33.142499780 

Maksimowicz-McKinnon,
Kathleen, D.O.
Rheumatology
Henry Ford Medical Group
West Bloomfield, Michigan
313.916.2631 

Matteson, Eric L., M.D.
Mayo Clinic
Rheumatology
Rochester, Minnesota 
507.284.8450

Maz, Mehrdad, M.D.
Allergy, Clinical Immunology 
and Rheumatology
KU Medical Center
913.588.6009 

Mcdonald, Thomas J., M.D., MS.
F.A.C.S. (Retired)
Mayo Clinic
Otorhinolaryngology
Rochester, Minnesota

Merkel, Peter A., M.D., MPH.
Division of Rheumatology
University of Pennsylvania
215.614.4401 

Molloy, Eamonn, M.D., M.S., FRCPI. 
Department of Rheumatology
St. Vincents University Hospital
Dublin, Ireland
353.1221.3142 

Monach, Paul, M.D., Ph.D.
Boston University Vasculitis 
Center
Boston, Massachusetts 
617.414.2501

Nachman, Patrick, M.D.
UNC Kidney Center
Chapel Hill, North Carolina
919.966.2561

Pagnoux, Christian, M.D., MSc., MPH. 
Division of Rheumatology, Mont 
Sinai Hospital, Toronto, Ontario, 
Canada
416.603.6751 

Sawalha, Amr, M.D.
Division of Rheumatology
University of Michigan Health 
System
Ann Arbor, Michigan
734.763.1858

Seo, Philip, M.D.
The Johns Hopkins University 
Vasculitis Center
Baltimore, Maryland 
410.550.6825

Silva, Francisco, M.D.
Vasculitis Unit of Pontificia, 
Universidad Catolica de Chile, 
Santiago, Chile
562.2354.3078; 562.2354.307 

Spalding, Steven J., M.D.
Pediatric Rheumatology
Cleveland Clinic   
Cleveland, Ohio  
216. 445.1099

Specks, Ulrich, M.D.
Mayo Clinic
Pulmonary and Critical Care
Rochester, Minnesota
507.284.4348

Spiera, Robert, M.D.
Hospital For Special Surgery
New York, New York 
212.860.2100

Springer, Jason, M.D., MS.
Allergy, Clinical Immunology 
and Rheumatology 
KU Medical Center
Kansas City, Kansas
913.588.6009 

Sreih, Antoine, M.D.
Medicine/Rheumatology
University of Pennsylvania
Philadelphia, Pennsylvania
312.942.6641

Stone, John H., M.D., MPH.
Massachusetts General Hospital 
Rheumatology Associates
Boston, Massachusetts
617.726.7938

Villa-Forte, Alexandra, M.D.
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland, Ohio 
866.275.7496

Warrington, Kenneth J., M.D.
Mayo Clinic
Rheumatology
Rochester, Minnesota
507.284.2970

Weisman, Michael H., M.D.
Rheumatology
Cedars Sinai Medical Center
Los Angeles, CA
310.423.2170

Weyand, Cornelia, M.D., Ph.D.
Immunology & Rheumatology 
Clinic
Stanford University
Stanford, California
650.723.5521

Yazici, Yusuf, M.D.
Rheumatology 
Hospital for Joint Diseases
New York, New York
646.356.9400

Yeung, Rae S. M., M.D., Ph.D., FRCP(C).
Paediatrics, Immunology, 
Rheumatology
The Hospital for Sick Children
Toronto, Ontario, Canada
416.813.8964.

consultants
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conference

Cleveland Clinic Regional Conference (For Patients and Families)
The Vasculitis Foundation and the Cleveland Clinic Center for Vasculitis and Care Research 
is pleased to present the following educational symposium for patients, family members and caregivers.  
Tuesday, April 4, 2017
InterContinental Hotel
9801 Carnegie Avenue, Cleveland, Ohio 44106
Program: 1:00 p.m. - 5:00 p.m. 
Registration fee: $20/person  .  Registration deadline: March 27, 2017
Online: www.vasculitisfoundation.org
By phone: 816.436.8211  
Mail: Vasculitis Foundation, PO Box 28660  Kansas City, MO 64188-8660

MAIL TO:  Vasculitis Foundation  .   PO Box 28660  .  Kansas City, MO 64188-8660  .  USA
Last Name   First Name 
Last Name   First Name 
Address
City   State   Zip 
Phone (      )   Fax (      )   E-mail 
Diagnosed with 
PAYMENT METHOD:

 Check (payable to Vasculitis Foundation) Amount $
 Credit Card    Visa    MasterCard    Discover    American Express

Credit Card Number:  
Exp. Date    Amount $  
Name on Card 
Authorized Signature 

2017 CLeveland Clinic Regional Conference
TUESDAY, APRIL 4, 2017  |  $20/person  |  Registration Deadline: March 27, 2017

Registration: http://www.vasculitisfoundation.org/?p=1761548

Registration Form PLEASE PRINT CLEARLY 

Thursday, March 23, 12:00 p.m. noon (Eastern)
Topic: Managing Vasculitis:  A Patient’s Perspective
Presenter: Jennifer Gordon, PhD
Registration URL: https://attendee.gotowebinar.com/register/3959515475650264835

Dr. Jennifer Gordon will talk about her experiences as a patient with EGPA/Churg-Strauss syndrome, including the importance of 
setting priorities, tracking of symptoms, communicating with doctors, and developing critical thinking skills that can help in managing a 
complex disease like vasculitis.

Dr. Gordon holds a Ph.D. in Pathology and is on the faculty of a medical school in the Northeastern United States.  She is a NIH-
funded biomedical researcher studying neurological disorders and infectious diseases, including two rare diseases. 

She was diagnosed with EGPA/CSS in 2014 and recently become a patient-partner in the Vasculitis Patient-Powered Research 
Network (V-PPRN).  Dr. Gordon serves on the Research, Innovation, Planning, and Experiments (RIPE) Working Group, which 
is tasked with formulating ways to conduct clinical research trials and advancing a subset of these studies into project summaries or 
full research protocols.  These projects will range from surveys to observational studies to clinical trials of new treatments.  The RIPE 
Working Group will both generate research ideas within the group and solicit ideas from patients with vasculitis and prioritize a 
research agenda based on scientific merit, feasibility, and patient interest.

Dr. Gordon is committed to using her skills and knowledge for research and education toward improving the lives of people with 
vasculitis.   .           

The Road Map To Wellness 
Educational Webinar Series 2017

LEARN. CONNECT. ENGAGE.

VASCULITIS CONFERENCE
2017

VasculitisFoundation.org

REGIONAL

Amy Archer, MD . Northwestern University 
George Casey, MBA . V-PPRN Co-Investigator
Sharon Chung, MD . University of California - San Francisco
Geetha Duvuru, MD . Johns Hopkins University
Anisha Dua, MD . University of Chicago
Jeff Fishbein, PsyD . Fishbein & Associates, Performance Consulting
Peter Grayson, MD . NIAMS Translational Research Program
Tanaz Kermani, MD . University of California - Los Angeles
Carol Langford, MD . Cleveland Clinic 
Robert Lebovics, MD . Head & Neck Surgical Group
Peter Merkel, MD . University of Pennsylvania
Robert Micheletti, MD . University of Pennsylvania
Paul Monach, MD . Boston University 
Patrick Nachman . University of North Carolina
Christian Pagnoux, MD . University of Toronto
Eric Ruderman, MD . Northwestern University

Ulrich Specks, MD . Mayo Clinic
Jason Springer, MD . Kansas University
Tony Sreih, MD . University of Pennsylvania
Marinka Twilt, MD . University of Calgary
Alex Villa-Forte, MD . Cleveland Clinic 
Yusuf Yazici, MD . New York University
Kalen Young, MA . V-PPRN Network Manager

symposium
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UPDATES ON VF-FUNDED RESEARCH   Aramis Dermatology Study
 Diagnostic and Classification Criteria Update
 Impact of Healthcare Utilization and Informal 
Caregiving for Primary Systemic Vasculitis
 Longitudinal Study of patients with Vasculitis 
 Reports from the Fellows
 Vasculitis Patient-Powered Research Network 
(V-PPRN) Update
 VascWorks:  Impact of Vasculitis on 
Employment and Work Ability
 AAV-PRO: Quality of Life Study for Patients 
with ANCA-associated Vasculitis
 V-PREG Study: Pregnancy and Vasculitis

SPECIAL SESSIONS
 Fertility Issues for Male & Female Vasculitis 
Patients 
 Introducing Mindfulness into Your Life
 Introducing the Northwestern University 
Chicago Vasculitis Center
 Joys and Challenges of Caregiving
 Sunrise Yoga by the Pool
 VF Team Brandon: Get Moving!
 Wellness: Creating a Positive Lifestyle

2017 INTERNATIONAL VASCULITIS SYMPOSIUM
June 23-25, 2017
Chicago Marriott O’Hare
8535 West Higgins Road, Chicago, Illinois  60631

Join us for our 2017 International Vasculitis Symposium!  The symposium is a three-day opportunity to 
learn about new treatments and research advances from our vasculitis medical experts.  Learn about new 
research opportunities to participate in!  Connect with other patients and family members! Enjoy Chicago 
in the summer!  

DO YOU HAVE?  . Behcet’s. CNS vasculitis. Cryoglobulinemia. EGPA/Churg-Strauss Syndrome . Giant cell arteritis/Polymyalgia rheumatica. GPA/Wegener’s. Henoch-Schönlein purpura. Kawasaki disease. Leukocytoclastic/Hypersensitivity vasculitis . Microscopic polyangiitis. Polyarteritis nodosa. Takayasu’s arteritis. Urticarial vasculitis 

VASCULITIS AND ISSUES IN:  . Dermatology. Ear/Nose/Throat. Gastroenterology. Nephrology . Neurology . Nutrition, Exercise and Fatigue. Ophthalmology. Organizing Your Medical Team . Pain Management in Vasculitis. Pulmonology

VISIT www.vasculitisfoundation.org/2017symposium REGISTER TODAY

LEARN. CONNECT. ENGAGE.

VASCULITIS SYMPOSIUM
2017

Chicago, Illinois, USA    June 23-25

INTERNATIONAL

SCHEDULED SPEAKERS:
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in memoriam

What is the study about?

In partnership with the National 
Organization for Rare Disorders 
(NORD), this will be the first large-
scale study about the information and 
psychosocial support needs of people living with rare disorders.  The purpose of this 
research study is to assess these needs, from the perspectives of people with a variety of 
rare disorders, to find similarities and differences across disorders.  To ensure that results 
reflect the diversity of the rare disease community, it is crucial that as many people 
living with a rare disease as possible take part.
What would I do as a study participant?

There are two ways to participate.
1.  You can follow this link, www.bit.ly/2hWZLr2 to take a 40-minute online survey 

about your experiences with and information and support needs related to your rare 
disorder (paper forms are available by request).  If it is physically difficult to respond, 
someone may enter your responses for you.

2.  During the survey, you can opt to sign up for a second study, which involves an 
online focus group about the information and psychosocial support needs with others 
with rare disorders.  You must participate in the survey in order to be eligible for the 
focus group, but the focus group study is not required to participate in the survey.  You 
will be paid $20 for participating in the focus group.
Who is eligible to participate?

You must be an adult or the age of majority in your state, be able to communicate in 
English, and have a rare disease or disorder or undiagnosed rare condition.  Caregivers 
who do not have a rare disorder themselves are NOT eligible to participate at this time.  
A disease is generally considered rare if it affects fewer than 200,000 affected individu-
als in the United States or fewer than 1 in 2,000 in Europe.  A list of rare diseases can 
be found here: www.rarediseases.info.nih.gov/diseases/browse-by-first-letter.  Because 
rare disorders are discovered and prevalence estimates change frequently, you may par-
ticipate even if your disorder does not appear on the list.
What will we do with study findings?

We will send a summary of results to all participants.  To help NORD, rare disorder 
organizations, and healthcare professionals meet the needs of people with rare disorders, 
results will be shared through reports, conference presentations, scientific publications.
The investigators:

Kathleen Bogart, PhD, Principal Investigator, Assistant Professor of Psychology at 
Oregon State University, studies psychosocial needs of people with rare disorders and 
has a rare disorder herself. She also serves on the Board of Directors of a NORD mem-
ber organization. Contact her at kathleen.bogart@oregonstate.edu or 541.737.1357.

Veronica Irvin, PhD, MPH, Co-Investigator, is Assistant Professor of Public Health 
at Oregon State University.  She has experience analyzing information offered by 
support organizations.  .

Adults with Rare Disorders Support Study

Veronica Irvin, PhD, MPHKathleen Bogart, PhD

IN MEMORIAM  
   

Fred C. Adam
Glenda Albertson
Jennie Alexander

Jeffrey Michael Arthur
John M. Avery
Mary J. Bagley
Marlene Berres

Marie Boyer
Jeff Brax

Frank Buckles, Jr.
Joseph T. Buckley
Ryan James Bunck
Edward F. Burke

Sonya Johnson Burke
Samuel Caminiti

Frank, Lucy, and Ralph Cataldo
Mary E. Clarke
Anne Collings
William Crum

Calvin Cunningham
Barbara Daggett

Linda Dixon
Scott Donophan

Gwendolyn Dunbar
Robin Fields

James Fitzmaurice
David Ford

Richard R. Goulet
Rita Hamlin
Carole Harris
Bret Harwood

David Hasfurther
James Heard

Mildred Herbstman
Maryanne Heiser

Eduardo Torres Hilario, MD
Peter Hochreiter

Doris Holmes
Lois Hooper

Al Hric
Bruce A. Hudgens, MD
Bobby Vernon Hughes

Bob Jeppesen
Leo Jeyowski
Janice Jolly.

THANK YOU to all those who made 
donations to the VF in memory of a 

loved one. 
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Vasculitis Foundation Membership Campaign – JOIN!

Enclosed is my check or Please Bill My Credit Card (circle one).  Visa/MasterCard/Discover/American Express
Card #:  
Name as listed on Card:  
Signature:  
Exp. Date:   Total: $ 
Email: 

 I would like to make a monthly pledge of $  billed to my credit card.
 Check if you would like to designate the VF as a beneficiary in your will.

* This gift is:  In memory of    In honor of    A Gift Membership for 
Name:  
Address: 
City:  State:  Zip: 
Country (if outside the U.S.): 

I Am Pleased To Support The Vasculitis Foundation Through My Membership Dues.

DUES:   $35 U.S. for all members    $500 U.S. Lifetime Membership
In addition, I would like to make a tax-deductible gift * of:  $45     $60     $75     $100     $150     Other $ 
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PLEASE FILL OUT FORM COMPLETELY, DETACH AND SEND TO VF OFFICE
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The VF Webstore    SHOP NOW AND SAVE UNTIL THE END OF MARCH!     http://vfwebstore.com/

AmazonSmile is a simple and automatic way for you 
to support the Vasculitis Foundation every time you shop, 
at no cost to you.  You’ll find the exact same low prices, vast 
selection and convenient shopping experience as Amazon.
com, with the added bonus that Amazon will donate a 
portion of the purchase price to the Vasculitis Foundation.
https://smile.amazon.com/ch/43-1492959  .

Please recycle this newsletter to your 
physician’s office!  Contact the VF office 
if you’d like brochures to distribute.

Save BIG 
during the VF
SPRING
SALE!

Enjoy a 20% DISCOUNT on jackets, visors and caps through MARCH 31st! 
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education

2017 Bethesda Regional Conference a Success  |  Learn. Connect. Engage.
A capacity crowd of patients with vasculitis, caregivers, and medical 
professionals came together at the 2017 VF Patient and Family Vasculitis 
Regional Conference, on Saturday, February 4, in Bethesda, Maryland.  The 
day-long conference was a partnership between the Vasculitis Foundation 
and the physicians and nurses of the Johns Hopkins Vasculitis Center and 
the NIAMS Vasculitis Translational Research Program.    

The conference is part of the VF’s 2017 initiative to provide educational 
and networking opportunities for our vasculitis community.  The VF will 
hold a second 1/2 day conference in Cleveland, Ohio on Tuesday, April 4, 
and our three-day 2017 International Vasculitis Symposium in Chicago, 
Illinois, June 23-25.   

After welcoming the 90+ conference attendees, Joyce Kullman, Executive 
Director of the VF, turned the day’s hosting over to Dr. Peter Grayson, Head 
of the NIAMS Vasculitis Translational Research Program.  The conference 
featured nine presentations led by medical specialists who addressed the 
impact of vasculitis on various body systems and an update on the latest 
research studies and promising treatments for the disease.  .

 Conference attendees give the V for Victory Over Vasculitis sign at the VF Conference.

Presenters at the conference:  l-r:  Peter Grayson, MD, Marcela 
Ferrada, MD, Kaitlin Quinn, MD, Subhasree Banerjee, MD, Elaine 
Novakovich, RN, BSN, and guest, Wendy Goodspeed, RN.

MANY THANKS 
to the speakers:
Shubhasree Banerjee, MD
Marcela A. Ferrada, MD
Eric J. Gapud, MD, PhD
Duvuru Geetha, MBBS, MD
Peter Grayson, MD, MSc
Rebecca Manno, MD, MHS
Elaine Novakovich, RN, BSN
Kaitlin A. Quinn, MD
Philip Seo, MD, MHS

Tampa Chapter Meeting
The VF Tampa Chapter met on Saturday, February 4 
at the 78th Street Library in Tampa, Florida. 

 l-r:  Dr. Yih Chang Lin 
(USF Health 

Rheumatologist), 
J. Jesus Perez 

(patient), and 
Dr. Evelisse Capo, 
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North Carolina Vasculitis Group 
Meeting - April 1, 2017
Please join us for the next Vasculitis Support Group meeting 
focusing on “Making the Most of Your Doctor Appointment”. 
The meeting will be held Saturday, April 1, 2017 at the UNC 
Wellness Center at Meadowmont in Chapel Hill, NC.  The UNC 
Wellness Center is conveniently located near I-40 on Hwy 54.   

 We are pleased to have Dr. Will Pendergraft, Assistant 
Professor of Medicine at the UNC Kidney Center, as our speaker.  
Dr. Pendergraft will discuss, “How Does Your Doctor Think?” 

The meeting will run from 10 a.m. – 2 p.m., and include 
lunch.  Registration and coffee will begin at 9:30 a.m.  Look for a 
detailed meeting agenda and registration information in March.  
Please mark your calendars now for this exciting event!

 Hope to see you there! Please be in touch with any questions 
or concerns.

Jill Powell: Administrator - Vasculitis Support Group
jdcooper@email.unc.edu
Mary Zimmerman: Chapter Contact
maryzim0206@gmail.com or 919.946.2083
 Kristen Dill: Interim Leader
kristendill@icloud.com  .
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spotlight

Vasculitis Fails to Block Broadcasting Career Goals  
|  Ben Wilson  | Ed Becker

Tune into any of the sports broadcasts for KRES Radio in Moberly, Missouri, and 
you will likely hear the voice of Ben Wilson doing the games’ play-by-plays.  At 24 
years old, the University of Missouri Broadcast Journalism major already has built 
an impressive fast-track of broadcasting experience behind him.  

Ben’s journalism career is on an upward trajectory; however, it was only a couple 
of years ago, that the path was interrupted by a curve ball—a diagnosis of EGPA/
Churg-Strauss syndrome.  Despite the diagnosis and subsequent treatment for 
vasculitis, Ben is determined to follow his dream of being a professional sports 
broadcasting announcer.
Early Symptoms

His symptoms first appeared during the 2013 Spring semester at Mizzou.  “I 
developed a cough and some occasional wheezing but that was basically it,” Ben 
recalls. “I figured I had nothing more than an extended cold and that I would just 
need to get some rest for my symptoms to go away.  But through the rest of that 
semester, the symptoms continued to linger.” 

Over the summer, Ben’s condition didn’t improve.  His parents, Cory and Susan, 
who are both physicians, put him on a course of prednisone and an inhaler to 
treat the worsening asthma.  The results were immediate and positive.  However, it 
proved to be a temporary respite.  

“The thought was that as long as I was on a daily inhaler, my respiratory 
problems would be done,” says Ben.  “I felt great throughout that summer, and 
moved back into the fraternity house for my junior year in August.  But by mid-
September, some of the original symptoms started to come back and then get 
worse.”
Diagnosis

The symptoms impacted his performance and academic coursework.  Ben says 
the grueling broadcasting schedule and the extensive travel only exacerbated his 
symptoms.   

“Doing play-by-play is hard enough without being able to breathe while 
you’re on the air.  I can still remember struggling to get through some of those 
broadcasts, and it worsened the quality of my on-air work.  By the end of 
the year, I had made four trips to the Emergency Department, all for asthma 
attacks,” Ben explained.

Painful rashes, abdominal pains, and more respiratory problems eventually 
led to Ben getting a diagnosis of vasculitis in July 2014.  He was put on 60 mg 
of prednisone and Cytoxan and Ben returned to Mizzou for his senior year in 
2015.  Although the treatment helped him to feel “normal”, Ben says he quickly 
learned that he couldn’t return to the same social lifestyle that he had enjoyed 
before the illness.

Today, Ben is in remission.  He takes 5mg of prednisone, and CellCept.  It 
has been two years since his diagnosis and Ben says the biggest challenge has 
been finding the most effective type of chemo that will allow him to wean off 
prednisone. 

The diagnosis of vasculitis may have slowed Ben down at the beginning, but it hasn’t come close to ending his drive or passion for 
broadcasting.  He regularly works 50+ hours at the radio station, but he says it’s part of what he has to do to get the pay-off — a career as a 
professional sports broadcaster.

“Throughout the next few years, my goal is to keep improving my on-air demo, maintain and grow my current network of contacts in the 
industry, and put myself in a spot to get closer to my ultimate goal of calling games for a national network.” .

Beginning later this year, Ben Wilson will 
become a regular contributing writer to the 
VF newsletter.  Ben is especially passionate 
about using his journalistic experience to 
help raise awareness about the disease with 
a focus on how it affects youth and young 
adults.   

In future issues, Ben will share his own 
experiences and interview other young adult 
patients and their families as they deal with 
vasculitis.

Joyce Kullman, Executive Director 
of the Vasculitis Foundation, says that 
understanding and meeting the needs of 
young patients with vasculitis is a key focus 
for the organization in 2017.  “We are excited 
about having Ben contribute his talents 
to the VF because it directly connects to 
our outreach and engagement with this 
demographic.  Young adults with vasculitis 
have a host of issues and we want to give a 
voice to them so we can better understand 
their unique challenges.”

Ben Wilson

Personal Note  We received the following request:  
I would like to ask, did any other patients with Polyarteritis nodosa (PAN) have hepatitis B vaccine near the time they started getting 
their first PAN symptoms?  I had one when I was 16 and first had symptoms.  Thank you.

EzraEdwardHartz@hotmail.com  .
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with any significant problems besides in the skin.  To participate, 
you will need to have a diagnosis of either:. Isolated cutaneous small- or medium-vessel vasculitis . Cutaneous polyarteritis nodosa (PAN). IgA vasculitis (IgA, formerly Henoch- Schönlein purpura),  

without active kidney involvement. Having mild joint or muscle pains, leg swelling (edema), fatigue, 
mild weight loss, low-grade fevers, and mild anemia will be 
allowed.. Have a confirmed diagnosis of vasculitis by skin biopsy before 
enrolling in this study (earlier, at diagnosis, and/or just prior to 
enrollment) that confirms the diagnosis of vasculitis. Have active skin vasculitis lasting for at least 1 month 
continuously and/or have had 2 or more flares over the six 
months before enrolling . Have active/ongoing skin vasculitis lesions at the time of 
enrollment (old scars alone will not be considered active 
vasculitis). Be at least 18 years old

You may still be able to participate in the study if you meet the 
above requirements even if you have a previous bad side effect to 
one of the study drugs or were treated in the past with one of the 
study medications.
You are not eligible to participate if:. Your vasculitis has significant involvement of other organs 

besides the skin. You have been diagnosed with a form of systemic vasculitis such 
as granulomatosis with polyangiitis (Wegener’s, GPA), 
eosinophilic granulomatosis with polyangiitis (Churg-Strauss), 
microscopic polyangiitis (MPA), cryoglobulinemic vasculitis, 
central nervous system vasculitis, or hypocomplementemic 
urticarial vasculitis, or. Other diseases that can cause skin vasculitides such as systemic 
lupus erythematosus, Sjögren’s syndrome, some cancers, some 
infections, or some medications.

. You have had bad side effects to two or three of the study drugs 
(azathioprine, colchicine, or dapsone), or have been treated 
prior to enrollment with two or three of the study drugs but 
failed to respond to them, or had to stop two or three of them 
because of side effects.. You have evidence of significant liver disease.. You have evidence of significant low kidney function.. You have evidence of significant or symptomatic anemia.. You have another condition that has moderate or high 
likelihood or requiring treatment with prednisone during the 
study.. You have active cancer or history of malignancy within the 
previous 5 years. Note: If you have been in remission of a cancer 
for greater than 5 years, or have/had non-metastatic prostate 
cancer, treated basal or squamous cell carcinoma of the skin, or 
treated cervical cancer, you may still be able to be enrolled.. You have an active uncontrolled or serious infection that 
may stop you from taking or may impact the use of the study 
medications.. You are unable to consent (agree to be part of this study). You are pregnant or nursing

Note: There are other things that may stop you from being in the 
study.
How to participate

In order to participate in a study, you must personally contact the 
study coordinator of any of the participating institutions by phone 
or by e-mail. Please use the information below to inquire about 
participation.
University of Pennsylvania, Philadelphia
Study Coordinator:  Christopher Snider, MPH
Christopher.snider@uphs.upenn.edu
Phone: 215.662.6597
Source:  https://www.rarediseasesnetwork.org/cms/vcrc/Research/
Studies/5562  
Note: New sites will be added in the future.  .

ARAMIS | continued from page 14

Jane Jaquith, Study Coordinator
jaquith.jane@mayo.edu or 507.284.4502

Mount Sinai Hospital/Toronto
Samyukta Jagadeesh, Study Coordinator

sjagadeesh@mtsinai.on.ca or 416.586.8616
Oregon Health & Science University/Portland

Brenda Olmos, Study Coordinator 
olmos@ohsu.edu or 503.418.1065

McMaster University/Hamilton
Sandra Messier, RCT, Research Coordinator

smessier@stjoes.ca or 905.522.1155, Ext. 35873
University of California, San Francisco

Sharon A. Chung, MD MAS
Sharon.chung@ucsf.edu or 415.514.1673

University of Kansas
Caitlin McMillian, Research Business Coordinator 
cmcmillian@kumc.edu or 913.588.0681

University of Michigan
Emily Lewis, Study Coordinator 
eelewis@med.umich.edu or 734.936.4009

University of Pennsylvania
Roni Devassy, Study Coordinator 
roni.devassy@uphs.upenn.edu or 215.614.4407
Marina Fanous, Study Coordinator 
marina.fanous@uphs.upenn.edu or 215.614.4412
Jacquelyn Thomas, Study Coordinator 
jacquelyn.thomas@uphs.upenn.edu or 215.614.4406

University of Pittsburgh
Laurie Hope, RN, Clinical Research Coordinator 
hopelk@upmc.edu or 412.647.2638

University of Utah Vasculitis Center
Martha Finco, MS, Study Coordinator 
Martha.Finco@hsc.utah.edu or 801.585.6468

Jessica Gonzalez, Study Coordinator 
jessica.gonzalez@hsc.utah.edu or 801.585.0797 .

VCRC | continued from page 16

REGISTER
TODAY!

LEARN. CONNECT. ENGAGE.

VASCULITIS SYMPOSIUM
2017

Chicago, Illinois, USA    June 23-25

INTERNATIONAL
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conference

Cleveland Clinic Regional Conference (For Patients and Families)
The Vasculitis Foundation and the Cleveland Clinic Center for Vasculitis and Care Research 
is pleased to present the following educational symposium for patients, family members and caregivers.  
Tuesday, April 4, 2017
InterContinental Hotel
9801 Carnegie Avenue, Cleveland, Ohio 44106
Program: 1:00 p.m. - 5:00 p.m. 
Registration fee: $20/person  .  Registration deadline: March 27, 2017
Online: www.vasculitisfoundation.org
By phone: 816.436.8211  
Mail: Vasculitis Foundation, PO Box 28660  Kansas City, MO 64188-8660

MAIL TO:  Vasculitis Foundation  .   PO Box 28660  .  Kansas City, MO 64188-8660  .  USA
Last Name   First Name 
Last Name   First Name 
Address
City   State   Zip 
Phone (      )   Fax (      )   E-mail 
Diagnosed with 
PAYMENT METHOD:

 Check (payable to Vasculitis Foundation) Amount $
 Credit Card    Visa    MasterCard    Discover    American Express

Credit Card Number:  
Exp. Date    Amount $  
Name on Card 
Authorized Signature 

2017 CLeveland Clinic Regional Conference
TUESDAY, APRIL 4, 2017  |  $20/person  |  Registration Deadline: March 27, 2017

Registration: http://www.vasculitisfoundation.org/?p=1761548

Registration Form PLEASE PRINT CLEARLY 

Thursday, March 23, 12:00 p.m. noon (Eastern)
Topic: Managing Vasculitis:  A Patient’s Perspective
Presenter: Jennifer Gordon, PhD
Registration URL: https://attendee.gotowebinar.com/register/3959515475650264835

Dr. Jennifer Gordon will talk about her experiences as a patient with EGPA/Churg-Strauss syndrome, including the importance of 
setting priorities, tracking of symptoms, communicating with doctors, and developing critical thinking skills that can help in managing a 
complex disease like vasculitis.

Dr. Gordon holds a Ph.D. in Pathology and is on the faculty of a medical school in the Northeastern United States.  She is a NIH-
funded biomedical researcher studying neurological disorders and infectious diseases, including two rare diseases. 

She was diagnosed with EGPA/CSS in 2014 and recently become a patient-partner in the Vasculitis Patient-Powered Research 
Network (V-PPRN).  Dr. Gordon serves on the Research, Innovation, Planning, and Experiments (RIPE) Working Group, which 
is tasked with formulating ways to conduct clinical research trials and advancing a subset of these studies into project summaries or 
full research protocols.  These projects will range from surveys to observational studies to clinical trials of new treatments.  The RIPE 
Working Group will both generate research ideas within the group and solicit ideas from patients with vasculitis and prioritize a 
research agenda based on scientific merit, feasibility, and patient interest.

Dr. Gordon is committed to using her skills and knowledge for research and education toward improving the lives of people with 
vasculitis.   .           

The Road Map To Wellness 
Educational Webinar Series 2017

LEARN. CONNECT. ENGAGE.

VASCULITIS CONFERENCE
2017

VasculitisFoundation.org

REGIONAL
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UPDATES ON VF-FUNDED RESEARCH   Aramis Dermatology Study
 Diagnostic and Classification Criteria Update
 Impact of Healthcare Utilization and Informal 
Caregiving for Primary Systemic Vasculitis
 Longitudinal Study of patients with Vasculitis 
 Reports from the Fellows
 Vasculitis Patient-Powered Research Network 
(V-PPRN) Update
 VascWorks:  Impact of Vasculitis on 
Employment and Work Ability
 AAV-PRO: Quality of Life Study for Patients 
with ANCA-associated Vasculitis
 V-PREG Study: Pregnancy and Vasculitis

SPECIAL SESSIONS
 Fertility Issues for Male & Female Vasculitis 
Patients 
 Introducing Mindfulness into Your Life
 Introducing the Northwestern University 
Chicago Vasculitis Center
 Joys and Challenges of Caregiving
 Sunrise Yoga by the Pool
 VF Team Brandon: Get Moving!
 Wellness: Creating a Positive Lifestyle

2017 INTERNATIONAL VASCULITIS SYMPOSIUM
June 23-25, 2017
Chicago Marriott O’Hare
8535 West Higgins Road, Chicago, Illinois  60631

Join us for our 2017 International Vasculitis Symposium!  The symposium is a three-day opportunity to 
learn about new treatments and research advances from our vasculitis medical experts.  Learn about new 
research opportunities to participate in!  Connect with other patients and family members! Enjoy Chicago 
in the summer!  

DO YOU HAVE?  . Behcet’s. CNS vasculitis. Cryoglobulinemia. EGPA/Churg-Strauss Syndrome . Giant cell arteritis/Polymyalgia rheumatica. GPA/Wegener’s. Henoch-Schönlein purpura. Kawasaki disease. Leukocytoclastic/Hypersensitivity vasculitis . Microscopic polyangiitis. Polyarteritis nodosa. Takayasu’s arteritis. Urticarial vasculitis 

VASCULITIS AND ISSUES IN:  . Dermatology. Ear/Nose/Throat. Gastroenterology. Nephrology . Neurology . Nutrition, Exercise and Fatigue. Ophthalmology. Organizing Your Medical Team . Pain Management in Vasculitis. Pulmonology

VISIT www.vasculitisfoundation.org/2017symposium REGISTER TODAY

LEARN. CONNECT. ENGAGE.

VASCULITIS SYMPOSIUM
2017

Chicago, Illinois, USA    June 23-25

INTERNATIONAL

SCHEDULED SPEAKERS:
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in memoriam

What is the study about?

In partnership with the National 
Organization for Rare Disorders 
(NORD), this will be the first large-
scale study about the information and 
psychosocial support needs of people living with rare disorders.  The purpose of this 
research study is to assess these needs, from the perspectives of people with a variety of 
rare disorders, to find similarities and differences across disorders.  To ensure that results 
reflect the diversity of the rare disease community, it is crucial that as many people 
living with a rare disease as possible take part.
What would I do as a study participant?

There are two ways to participate.
1.  You can follow this link, www.bit.ly/2hWZLr2 to take a 40-minute online survey 

about your experiences with and information and support needs related to your rare 
disorder (paper forms are available by request).  If it is physically difficult to respond, 
someone may enter your responses for you.

2.  During the survey, you can opt to sign up for a second study, which involves an 
online focus group about the information and psychosocial support needs with others 
with rare disorders.  You must participate in the survey in order to be eligible for the 
focus group, but the focus group study is not required to participate in the survey.  You 
will be paid $20 for participating in the focus group.
Who is eligible to participate?

You must be an adult or the age of majority in your state, be able to communicate in 
English, and have a rare disease or disorder or undiagnosed rare condition.  Caregivers 
who do not have a rare disorder themselves are NOT eligible to participate at this time.  
A disease is generally considered rare if it affects fewer than 200,000 affected individu-
als in the United States or fewer than 1 in 2,000 in Europe.  A list of rare diseases can 
be found here: www.rarediseases.info.nih.gov/diseases/browse-by-first-letter.  Because 
rare disorders are discovered and prevalence estimates change frequently, you may par-
ticipate even if your disorder does not appear on the list.
What will we do with study findings?

We will send a summary of results to all participants.  To help NORD, rare disorder 
organizations, and healthcare professionals meet the needs of people with rare disorders, 
results will be shared through reports, conference presentations, scientific publications.
The investigators:

Kathleen Bogart, PhD, Principal Investigator, Assistant Professor of Psychology at 
Oregon State University, studies psychosocial needs of people with rare disorders and 
has a rare disorder herself. She also serves on the Board of Directors of a NORD mem-
ber organization. Contact her at kathleen.bogart@oregonstate.edu or 541.737.1357.

Veronica Irvin, PhD, MPH, Co-Investigator, is Assistant Professor of Public Health 
at Oregon State University.  She has experience analyzing information offered by 
support organizations.  .

Adults with Rare Disorders Support Study

Veronica Irvin, PhD, MPHKathleen Bogart, PhD
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THANK YOU to all those who made 
donations to the VF in memory of a 

loved one. 
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Vasculitis Foundation Membership Campaign – JOIN!

Enclosed is my check or Please Bill My Credit Card (circle one).  Visa/MasterCard/Discover/American Express
Card #:  
Name as listed on Card:  
Signature:  
Exp. Date:   Total: $ 
Email: 

 I would like to make a monthly pledge of $  billed to my credit card.
 Check if you would like to designate the VF as a beneficiary in your will.

* This gift is:  In memory of    In honor of    A Gift Membership for 
Name:  
Address: 
City:  State:  Zip: 
Country (if outside the U.S.): 

I Am Pleased To Support The Vasculitis Foundation Through My Membership Dues.

DUES:   $35 U.S. for all members    $500 U.S. Lifetime Membership
In addition, I would like to make a tax-deductible gift * of:  $45     $60     $75     $100     $150     Other $ 
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PLEASE FILL OUT FORM COMPLETELY, DETACH AND SEND TO VF OFFICE
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The VF Webstore    SHOP NOW AND SAVE UNTIL THE END OF MARCH!     http://vfwebstore.com/

AmazonSmile is a simple and automatic way for you 
to support the Vasculitis Foundation every time you shop, 
at no cost to you.  You’ll find the exact same low prices, vast 
selection and convenient shopping experience as Amazon.
com, with the added bonus that Amazon will donate a 
portion of the purchase price to the Vasculitis Foundation.
https://smile.amazon.com/ch/43-1492959  .

Please recycle this newsletter to your 
physician’s office!  Contact the VF office 
if you’d like brochures to distribute.

Save BIG 
during the VF
SPRING
SALE!

Enjoy a 20% DISCOUNT on jackets, visors and caps through MARCH 31st! 
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2017 Bethesda Regional Conference a Success  |  Learn. Connect. Engage.
A capacity crowd of patients with vasculitis, caregivers, and medical 
professionals came together at the 2017 VF Patient and Family Vasculitis 
Regional Conference, on Saturday, February 4, in Bethesda, Maryland.  The 
day-long conference was a partnership between the Vasculitis Foundation 
and the physicians and nurses of the Johns Hopkins Vasculitis Center and 
the NIAMS Vasculitis Translational Research Program.    

The conference is part of the VF’s 2017 initiative to provide educational 
and networking opportunities for our vasculitis community.  The VF will 
hold a second 1/2 day conference in Cleveland, Ohio on Tuesday, April 4, 
and our three-day 2017 International Vasculitis Symposium in Chicago, 
Illinois, June 23-25.   

After welcoming the 90+ conference attendees, Joyce Kullman, Executive 
Director of the VF, turned the day’s hosting over to Dr. Peter Grayson, Head 
of the NIAMS Vasculitis Translational Research Program.  The conference 
featured nine presentations led by medical specialists who addressed the 
impact of vasculitis on various body systems and an update on the latest 
research studies and promising treatments for the disease.  .

 Conference attendees give the V for Victory Over Vasculitis sign at the VF Conference.

Presenters at the conference:  l-r:  Peter Grayson, MD, Marcela 
Ferrada, MD, Kaitlin Quinn, MD, Subhasree Banerjee, MD, Elaine 
Novakovich, RN, BSN, and guest, Wendy Goodspeed, RN.

MANY THANKS 
to the speakers:
Shubhasree Banerjee, MD
Marcela A. Ferrada, MD
Eric J. Gapud, MD, PhD
Duvuru Geetha, MBBS, MD
Peter Grayson, MD, MSc
Rebecca Manno, MD, MHS
Elaine Novakovich, RN, BSN
Kaitlin A. Quinn, MD
Philip Seo, MD, MHS

Tampa Chapter Meeting
The VF Tampa Chapter met on Saturday, February 4 
at the 78th Street Library in Tampa, Florida. 

 l-r:  Dr. Yih Chang Lin 
(USF Health 

Rheumatologist), 
J. Jesus Perez 

(patient), and 
Dr. Evelisse Capo, 
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North Carolina Vasculitis Group 
Meeting - April 1, 2017
Please join us for the next Vasculitis Support Group meeting 
focusing on “Making the Most of Your Doctor Appointment”. 
The meeting will be held Saturday, April 1, 2017 at the UNC 
Wellness Center at Meadowmont in Chapel Hill, NC.  The UNC 
Wellness Center is conveniently located near I-40 on Hwy 54.   

 We are pleased to have Dr. Will Pendergraft, Assistant 
Professor of Medicine at the UNC Kidney Center, as our speaker.  
Dr. Pendergraft will discuss, “How Does Your Doctor Think?” 

The meeting will run from 10 a.m. – 2 p.m., and include 
lunch.  Registration and coffee will begin at 9:30 a.m.  Look for a 
detailed meeting agenda and registration information in March.  
Please mark your calendars now for this exciting event!

 Hope to see you there! Please be in touch with any questions 
or concerns.

Jill Powell: Administrator - Vasculitis Support Group
jdcooper@email.unc.edu
Mary Zimmerman: Chapter Contact
maryzim0206@gmail.com or 919.946.2083
 Kristen Dill: Interim Leader
kristendill@icloud.com  .
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spotlight

Vasculitis Fails to Block Broadcasting Career Goals  
|  Ben Wilson  | Ed Becker

Tune into any of the sports broadcasts for KRES Radio in Moberly, Missouri, and 
you will likely hear the voice of Ben Wilson doing the games’ play-by-plays.  At 24 
years old, the University of Missouri Broadcast Journalism major already has built 
an impressive fast-track of broadcasting experience behind him.  

Ben’s journalism career is on an upward trajectory; however, it was only a couple 
of years ago, that the path was interrupted by a curve ball—a diagnosis of EGPA/
Churg-Strauss syndrome.  Despite the diagnosis and subsequent treatment for 
vasculitis, Ben is determined to follow his dream of being a professional sports 
broadcasting announcer.
Early Symptoms

His symptoms first appeared during the 2013 Spring semester at Mizzou.  “I 
developed a cough and some occasional wheezing but that was basically it,” Ben 
recalls. “I figured I had nothing more than an extended cold and that I would just 
need to get some rest for my symptoms to go away.  But through the rest of that 
semester, the symptoms continued to linger.” 

Over the summer, Ben’s condition didn’t improve.  His parents, Cory and Susan, 
who are both physicians, put him on a course of prednisone and an inhaler to 
treat the worsening asthma.  The results were immediate and positive.  However, it 
proved to be a temporary respite.  

“The thought was that as long as I was on a daily inhaler, my respiratory 
problems would be done,” says Ben.  “I felt great throughout that summer, and 
moved back into the fraternity house for my junior year in August.  But by mid-
September, some of the original symptoms started to come back and then get 
worse.”
Diagnosis

The symptoms impacted his performance and academic coursework.  Ben says 
the grueling broadcasting schedule and the extensive travel only exacerbated his 
symptoms.   

“Doing play-by-play is hard enough without being able to breathe while 
you’re on the air.  I can still remember struggling to get through some of those 
broadcasts, and it worsened the quality of my on-air work.  By the end of 
the year, I had made four trips to the Emergency Department, all for asthma 
attacks,” Ben explained.

Painful rashes, abdominal pains, and more respiratory problems eventually 
led to Ben getting a diagnosis of vasculitis in July 2014.  He was put on 60 mg 
of prednisone and Cytoxan and Ben returned to Mizzou for his senior year in 
2015.  Although the treatment helped him to feel “normal”, Ben says he quickly 
learned that he couldn’t return to the same social lifestyle that he had enjoyed 
before the illness.

Today, Ben is in remission.  He takes 5mg of prednisone, and CellCept.  It 
has been two years since his diagnosis and Ben says the biggest challenge has 
been finding the most effective type of chemo that will allow him to wean off 
prednisone. 

The diagnosis of vasculitis may have slowed Ben down at the beginning, but it hasn’t come close to ending his drive or passion for 
broadcasting.  He regularly works 50+ hours at the radio station, but he says it’s part of what he has to do to get the pay-off — a career as a 
professional sports broadcaster.

“Throughout the next few years, my goal is to keep improving my on-air demo, maintain and grow my current network of contacts in the 
industry, and put myself in a spot to get closer to my ultimate goal of calling games for a national network.” .

Beginning later this year, Ben Wilson will 
become a regular contributing writer to the 
VF newsletter.  Ben is especially passionate 
about using his journalistic experience to 
help raise awareness about the disease with 
a focus on how it affects youth and young 
adults.   

In future issues, Ben will share his own 
experiences and interview other young adult 
patients and their families as they deal with 
vasculitis.

Joyce Kullman, Executive Director 
of the Vasculitis Foundation, says that 
understanding and meeting the needs of 
young patients with vasculitis is a key focus 
for the organization in 2017.  “We are excited 
about having Ben contribute his talents 
to the VF because it directly connects to 
our outreach and engagement with this 
demographic.  Young adults with vasculitis 
have a host of issues and we want to give a 
voice to them so we can better understand 
their unique challenges.”

Ben Wilson

Personal Note  We received the following request:  
I would like to ask, did any other patients with Polyarteritis nodosa (PAN) have hepatitis B vaccine near the time they started getting 
their first PAN symptoms?  I had one when I was 16 and first had symptoms.  Thank you.

EzraEdwardHartz@hotmail.com  .
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with any significant problems besides in the skin.  To participate, 
you will need to have a diagnosis of either:. Isolated cutaneous small- or medium-vessel vasculitis . Cutaneous polyarteritis nodosa (PAN). IgA vasculitis (IgA, formerly Henoch- Schönlein purpura),  

without active kidney involvement. Having mild joint or muscle pains, leg swelling (edema), fatigue, 
mild weight loss, low-grade fevers, and mild anemia will be 
allowed.. Have a confirmed diagnosis of vasculitis by skin biopsy before 
enrolling in this study (earlier, at diagnosis, and/or just prior to 
enrollment) that confirms the diagnosis of vasculitis. Have active skin vasculitis lasting for at least 1 month 
continuously and/or have had 2 or more flares over the six 
months before enrolling . Have active/ongoing skin vasculitis lesions at the time of 
enrollment (old scars alone will not be considered active 
vasculitis). Be at least 18 years old

You may still be able to participate in the study if you meet the 
above requirements even if you have a previous bad side effect to 
one of the study drugs or were treated in the past with one of the 
study medications.
You are not eligible to participate if:. Your vasculitis has significant involvement of other organs 

besides the skin. You have been diagnosed with a form of systemic vasculitis such 
as granulomatosis with polyangiitis (Wegener’s, GPA), 
eosinophilic granulomatosis with polyangiitis (Churg-Strauss), 
microscopic polyangiitis (MPA), cryoglobulinemic vasculitis, 
central nervous system vasculitis, or hypocomplementemic 
urticarial vasculitis, or. Other diseases that can cause skin vasculitides such as systemic 
lupus erythematosus, Sjögren’s syndrome, some cancers, some 
infections, or some medications.

. You have had bad side effects to two or three of the study drugs 
(azathioprine, colchicine, or dapsone), or have been treated 
prior to enrollment with two or three of the study drugs but 
failed to respond to them, or had to stop two or three of them 
because of side effects.. You have evidence of significant liver disease.. You have evidence of significant low kidney function.. You have evidence of significant or symptomatic anemia.. You have another condition that has moderate or high 
likelihood or requiring treatment with prednisone during the 
study.. You have active cancer or history of malignancy within the 
previous 5 years. Note: If you have been in remission of a cancer 
for greater than 5 years, or have/had non-metastatic prostate 
cancer, treated basal or squamous cell carcinoma of the skin, or 
treated cervical cancer, you may still be able to be enrolled.. You have an active uncontrolled or serious infection that 
may stop you from taking or may impact the use of the study 
medications.. You are unable to consent (agree to be part of this study). You are pregnant or nursing

Note: There are other things that may stop you from being in the 
study.
How to participate

In order to participate in a study, you must personally contact the 
study coordinator of any of the participating institutions by phone 
or by e-mail. Please use the information below to inquire about 
participation.
University of Pennsylvania, Philadelphia
Study Coordinator:  Christopher Snider, MPH
Christopher.snider@uphs.upenn.edu
Phone: 215.662.6597
Source:  https://www.rarediseasesnetwork.org/cms/vcrc/Research/
Studies/5562  
Note: New sites will be added in the future.  .

ARAMIS | continued from page 14

Jane Jaquith, Study Coordinator
jaquith.jane@mayo.edu or 507.284.4502

Mount Sinai Hospital/Toronto
Samyukta Jagadeesh, Study Coordinator

sjagadeesh@mtsinai.on.ca or 416.586.8616
Oregon Health & Science University/Portland

Brenda Olmos, Study Coordinator 
olmos@ohsu.edu or 503.418.1065

McMaster University/Hamilton
Sandra Messier, RCT, Research Coordinator

smessier@stjoes.ca or 905.522.1155, Ext. 35873
University of California, San Francisco

Sharon A. Chung, MD MAS
Sharon.chung@ucsf.edu or 415.514.1673

University of Kansas
Caitlin McMillian, Research Business Coordinator 
cmcmillian@kumc.edu or 913.588.0681

University of Michigan
Emily Lewis, Study Coordinator 
eelewis@med.umich.edu or 734.936.4009

University of Pennsylvania
Roni Devassy, Study Coordinator 
roni.devassy@uphs.upenn.edu or 215.614.4407
Marina Fanous, Study Coordinator 
marina.fanous@uphs.upenn.edu or 215.614.4412
Jacquelyn Thomas, Study Coordinator 
jacquelyn.thomas@uphs.upenn.edu or 215.614.4406

University of Pittsburgh
Laurie Hope, RN, Clinical Research Coordinator 
hopelk@upmc.edu or 412.647.2638

University of Utah Vasculitis Center
Martha Finco, MS, Study Coordinator 
Martha.Finco@hsc.utah.edu or 801.585.6468

Jessica Gonzalez, Study Coordinator 
jessica.gonzalez@hsc.utah.edu or 801.585.0797 .

VCRC | continued from page 16
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It is not uncommon for patients or 
caregivers to be faced with a critical 
question about whether or not to visit the 
Emergency Department for immediate 
medical care.  Vasculitis is a complex rare 
disease, so it is important to know how to 
prepare for such a visit.

Dr. Susan Wilson is an Emergency 
Medicine Specialist in Milwaukee, 
Wisconsin.  Her son, Ben, was diagnosed 
with EGPA/Churg-Strauss syndrome 
in 2014 at the age of 22.  During the 

webinar on February 7, Dr. Wilson outlined what she has learned 
as a physician over the past 22 years, and as a parent of a young 
adult seeking emergency medical treatment.  

Here are a few of the key discussion points:
What to do before visiting the Emergency Department

If possible, before going to the emergency department, contact 
your treating physician (rheumatologist, pulmonologist, or whoever 
is your primary care doctor) and ask them what you should do.  
Your doctor can contact the emergency department to alert them 
about your condition and in some cases, he/she may want to order 
certain medical tests run.

If you become sick after hours or you cannot get in touch with 
your primary care doctor in a timely fashion, it is best to just go to 
the emergency department.  Do not substitute immediate medical 
care by searching for advice on the Internet, or posting to social 
media asking whether you should go to the emergency room.  It is 
best to interact with a medical professional as quickly as possible. 
What to take with you to the Urgent Care or Emergency 
Department

Bring a list of your medications and your doctors’ contact 
information.  Create this list ahead of time—before you need 
it and keep it handy so you remember to take it with you.  It is 
always helpful to have a medical alert bracelet that outlines your 
underlying medical condition.  You may not always be responsive, 
and the bracelet gives medical professionals valuable information.  
Take along a brochure about your form of vasculitis.  This 
information can be very helpful to the triage nurse, or attending 
doctor, to better understand your condition, and do further research 
or seek a consultation with another physician.
Editor’s note:  Many thanks to Dr. Susan Wilson for sharing her 
knowledge and personal experience.  We are also pleased to share 
Ben’s story on page 8.  .

Seeking Unscheduled Medical Care:  An Interview with Dr. Susan Wilson
The following is information is from the VF’s February Road Map to Wellness Webinar by Dr. Susan Wilson.  
The webinar is available for viewing here:  https://youtu.be/vpV1kmmHI0o

Susan Wilson, MD

The Chair’s Corner is an educational podcast series hosted by 
Dr. Ron Falk, Department of Medicine Chair at the University 
Of North Carolina School Of Medicine.  Previous episodes 
include topics related to heart failure, HIV cure research, and 
ANCA vasculitis, and feature interviews with Dr. Falk and 
UNC physicians who specialize in those conditions.

This new series will bring you 12 weeks of episodes related 
to autoimmune disease -- from basic science information, to 
getting diagnosed with a disease, along with a special focus on a 
selection of diseases.  We welcome your feedback.  Please follow 
us on FaceBook to stay connected, and bookmark our site to 
listen and find transcripts.

We can’t see our immune system, but we know it’s there to 
defend the body against disease and infection.  What happens 
when our defense changes?  When autoimmune disease 
develops, the immune system attacks healthy cells by mistake. 
. Episode One:  The Science Behind Autoimmune Disease 

Dr. Ron Falk and Dr. Meghan Free begin this series with 
a conversation about what goes wrong in the cells of the 
human body during an autoimmune disease process.  Dr. 
Free is a basic science researcher whose work focuses on the 
autoimmune disease vasculitis; she is an Assistant Professor of 

Medicine in the UNC Division of Nephrology.
“We know in patients with autoimmune disease that there are 
breaks in tolerance, that there are certain genes or certain receptors 
or proteins that are either misfolded, dysregulated – there’s 
something amiss within those pathways that causes your body to 
mistake yourself for an antigen.”
~Meghan Free, PhD

. Episode Two:  Getting Diagnosed with Autoimmune Disease
Dr. Ron Falk and Dr. Patrick Nachman talk about the process 
of getting diagnosed with an autoimmune disease and what 
can help people get through this. Dr. Nachman sees patients 
who have vasculitis and other diseases that affect the kidney; 
he is a Marion Stedman Covington Distinguished Professor 
of Medicine in the University of North Carolina Division of 
Nephrology.
“Remember that you cannot do this alone. It’s very important to 
engage a confidante, a family member, a friend, a neighbor, who 
will walk this road with you.”
~ Patrick Nachman, MD
The podcasts are available here: 
https://www.med.unc.edu/medicine/news/chairs-corner  .

New UNC Podcast Series Focuses on Autoimmune Disease
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It was another exciting year for the 
Vasculitis Foundation and its research 
efforts.  The VF Research Committee, 
which is charged with overseeing the 
Research Program, received 27 grant 
applications from all over the world to 
be considered for the 2017 funding cycle.  
Researchers from China, Nigeria, and the 
Philippines submitted applications for 
the first time; we also continued to have 
a high volume of grant applications from 
our European, Australian, and Canadian 
colleagues, as well as great interest here in 

the United States.  
As funding sources for research become more limited and more 

competitive, the level of applications and prestige of the submitting 
medical institutions has increased. We received applications from 
institutions such as Duke, Harvard, Johns Hopkins, and Mayo, 
as well as continued interest from many of our internationally 
recognized vasculitis centers.

The variety of grant applications represented many of 
the vasculitides.  The breakdown included applications for 
Cryoglobulinemia, Kawasaki disease, Giant cell arteritis, ANCA-
associated vasculitis, Polyarteritis nodosa, general vasculitis, 
Behcet’s, and CNS vasculitis.  The applications reflected a wide 
spectrum of research techniques and fully reflected different 
approaches to investigating these vasculitides.  

The scientific inquiry delved into the fields of epidemiology; 
etiology/cause of disease; genetics; the pathogenesis of disease 
and diagnosis and treatment; and the biochemical basis for 
the disease.  Researchers had ideas for investigations involving 
infectious etiologies, urinary markers, extracellular part of the 
particles, genomic-associated syndromes, mice modeling for 
pathophysiology, imaging and diagnoses of the disease, an in-depth 
analysis of PR 3 ANCA, and specifically how this would further 

fine-tune rituximab therapy; and the biochemical intervention for 
disease.

Our research grants are awarded based on the point value they 
are given on the grant review by members of our VF Scientific 
Advisory Board and additional reviewers.  We wish to recognize 
their efforts and express our appreciation; all of these experts are 
clinicians and/or researchers who carry on full-time activities in 
the field of vasculitis. They voluntarily participate in the review of 
our applications during their spare time.  This means a markedly 
low overhead for our research program and a reflection that your 
research donation goes directly into funding research.

We make a conscious effort to support funding for several 
types of vasculitides and also represent the different approaches of 
scientific investigation.  The VF Research Committee completes 
a final evaluation of all the applications and reviews and then 
provides a written recommendation to the VF Board of Directors 
for final funding approval.  

In summary, the Vasculitis Foundation had another banner year 
for its research program.  It culminates our 30-year anniversary 
with an overall contribution of the $2.3 million mark distributed 
since we began funding research in 2002.    

This year we award four outstanding grants to bring forth the 
understanding and pathogenesis, treatment and diagnosis of 
vasculitis of all types. 

We cannot do this without your research donations.  With the 
outstanding level of grant applications, we could have easily funded 
more studies.  Please consider a generous donation to our VF 
Research Program.  Know that your donation goes directly to fund 
research grants with minimal administrative fees.

We wish to thank you for your generosity today.  I look forward 
to giving you exciting feedback on our research already in progress! 
Best wishes!

Christine Cox- Marinelli, MD
Chairman, VF Research Committee
VF Board of Directors  .

VF Research Program Update  | Chris Cox-Marinelli, MD

Chris Cox-Marinelli, MD

The 2017 United Way Workplace Campaign is underway in thousands 
of companies throughout the United States.  If you participate in 
the United Way Campaign, we ask that you make the Vasculitis 
Foundation your charity of choice.

SUPPORT THE VF THROUGH THE UNITED WAY
The Vasculitis Foundation is a registered 501 (c) (3)nonprofit.  
To designate the VF for your United Way support, please complete 
the appropriate form (provided by your employer or local UW 
agency) with the following information:
Vasculitis Foundation
PO Box 28660
Kansas City, MO  64188
816.436.8211
vf@vasculitisfoundation.org
For more information, visit:  
http://www.vasculitisfoundation.org/donate/united-way-giving/   .

JOIN TODAY!
www.vpprn.org

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

2017 United Way Workplace Campaign: 
Make the VF your Charity of Choice

Vasculitis Patient-Powered Research Network
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The Vasculitis Foundation is pleased 
to support the ARAMIS Study with a 
one-year grant of $50,000 through our 
Research Program. 

The purpose of this study is to 
evaluate different treatment options 
for patients with skin vasculitis (also 
called cutaneous vasculitis). Patients 
with small- or medium-vessel vasculitis 
that only involves the skin (“isolated 
skin vasculitis”), including some forms 
of polyarteritis nodosa or IgA vasculitis 

(Henoch-Schönlein purpura) can join this study.  There is not a 
common preferred or recommended treatment option for isolated 
skin vasculitis, and different doctors may advise using different 
drugs, based only on their personal experience.  The most frequently 
used treatments for skin vasculitis are colchicine, dapsone and 
azathioprine.  This study will compare how effective these three 
drugs are at treating isolated cutaneous vasculitis.
For Diseases. Isolated cutaneous small-vessel (SVV). Isolated cutaneous medium-vessel vasculitis (MVV). Cutaneous polyarteritis nodosa (cPAN). IgA vasculitis (Henoch-Schönlein purpura, IgAV)
Background

Vasculitis is the swelling or inflammation of your blood vessels.  
There are many forms of vasculitis, and the cause is unknown for 
most types of vasculitis.  Vasculitis can be isolated to a single body 
part, or it can involve many different parts of the body or organs.  
Vasculitis frequently affects the skin and causes different kinds of 
rashes (lesions).

Because no research studies have provided answers to the 
question of what therapy for skin vasculitis is best, treatment 
decisions for patients with skin vasculitis are made based upon 
the treating doctor’s experience and expert opinions.  The doctors 
involved in this study are hopeful that the information gathered 
from this study will help doctors and patients understand what the 
best treatment options are for patients with skin vasculitis.

This study will compare the effectiveness of the three different 
drugs for the treatment of skin vasculitis, look at how patients 
respond to the study drugs, and see if there are characteristics that 
predict which patients will respond to which drugs.
About this Study

About 90 people with skin vasculitis will take part in this study.  
If you take part in this study, you will be asked to complete a 
minimum of 6 study visits at the study site. The number of visits will 
depend upon which stage you enroll into the study and how your 
skin vasculitis responds to the treatments.  You may be in this study 
for up to 18 months.

This study has two stages, Stage 1 and Stage 2.  The study ends 
after Stage 2.  Each Stage is up to 6 months long.

If you are eligible for the study, you will be randomized to take 
one of the three study drugs: colchicine, dapsone, or azathioprine.  
You will take this drug for at least 3 months. After that time, if 
your skin vasculitis is responding (improving) to the drug, you will 

continue to take this drug for another 6 months (Stage 2), until the 
end of the study (shown below in Figure 1). 

If the treatment you are assigned to in Stage 1 does not help with 
your vasculitis, you will be randomized again and enter into Stage 2.  
In Stage 2 you will receive one of the other two treatments you did 
not receive (shown below in Figure 2).  If the new drug given to you 
in Stage 2 helps with your vasculitis, you can receive this drug for up 
to 12 months.  This means that you could be in the study for up to 
18 months.

You may also skip Stage 1 if your disease failed to respond in 
the past to one of the study drugs, or if you had a bad reaction to 
the drug.  If you skip over Stage 1, you enter the study directly 
into Stage 2. In Stage 2 you will be randomized to one of the two 
treatments that you previously did not receive.  You will take this 
drug for at least six months (shown in Figure 3).  If this drug helps 
your vasculitis, you will take this drug for a total of 12 months.

If you do not respond to the new treatment given in Stage 2, you 
will end your participation in this study and receive care from your 
treating physician outside of the study (as you normally do).
For each visit, you will be asked to:. Provide information about your medical history and history 

of medications used for both your vasculitis and any other 
medical conditions you may have. Have a physical exam performed. Get blood tests done as part of normal routine monitoring / 

standard of care. Give a urine sample (some visits). Have a chest x-ray (only at the first visit). Complete questionnaires about how your vasculitis impacts 
your life. Take photographs of your skin lesions. Complete a study diary to track the doses of the study drug(s) 
you are taking

Target Enrollment
To be eligible to participate, you must:. Have isolated skin vasculitis which is vasculitis not associated 

Now Enrolling: A Randomized Multicenter Study for Isolated Skin Vasculitis (ARAMIS)
New study to evaluate different treatments for patients with skin vasculitis has launched! 

Robert Micheletti, MD

Figure 1
Study Enrollment Stage 1 Stage 2

Randomized to drug A Take drug A Continue to take drug A

Figure 2
Study Enrollment Stage 1 Stage 2

Randomized to 
drug A

Drug A does 
not help your 
vasculitis

Randomized 
to drug 
B or C

Take drug 
B or C

Figure 3
Study Enrollment Stage 1 Stage 2

You cannot receive
drug A due to past 
history

Skip over 
this stage

Randomized 
to drug 
B or C

Take drug 
B or C

continued on page 17
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VCRC Update | Are you a member of the VCRC Patient Contact Registry?
https://www.rarediseasesnetwork.org/cms/vcrc/

The Vasculitis Foundation encourages patients to participate in research whenever possible.  Your 
participation will help researchers find better treatments and the cause and cure for vasculitis.  

The Vasculitis Clinical Research Consortium (VCRC) is an integrated group of academic medical centers, patient support organizations, 
and clinical research resources dedicated to conducting clinical research in different forms of vasculitis.  Funded by the National Institutes 
of Health, the VCRC is part of the Rare Diseases Clinical Research Network.

Research offers no guarantees, but research cannot move forward without your help. Every active role a patient takes may possibly play a 
part in discovering new groundbreaking research and finding new treatments.
Join The VCRC Contact Registry!
CURRENT VCRC STUDIES

AORTITIS
5507: VCRC Longitudinal Protocol for Aortitis
5511: Tissue Repository Protocol

BEHÇET’S DISEASE
5535: VCRC Validation of Patient-Reported Diagnostic Data

CRYOGLOBULINEMIC VASCULITIS (CRYOGLOBULINEMIA)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

CUTANEOUS VASCULITIS
5511: Tissue Repository Protocol
5562: A randomized multicenter study for isolated skin vasculitis 

(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

DRUG-INDUCED VASCULITIS
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)
EOSINOPHILIC GRANULOMATOSIS WITH POLYANGIITIS/CHURG-
STRAUSS
5506: Longitudinal Protocol for EGPA/Churg-Strauss
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

GIANT CELL (TEMPORAL) ARTERITIS (GCA)
5502: Longitudinal Protocol for GCA
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data

GRANULOMATOSIS WITH POLYANGIITIS (WEGENER’S/GPA)
5505: Longitudinal Protocol for GPA/Wegener’s
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5524: PEXIVAS: Plasma exchange and glucocorticoid dosing in 

the treatment of anti-neutrophil cytoplasm antibody 
associated vasculitis: an international randomized controlled 
trial

5525: RITAZAREM: An international, open label, randomized 
controlled trial comparing rituximab with azathioprine as 
maintenance therapy in relapsing ANCA-associated vasculitis

5526: The Assessment of Prednisone in Remission (TAPIR) Trial
5527: Abatacept (CTLA4-Ig) for the Treatment of Relapsing, Non-

Severe, GPA/Wegener’s (ABROGATE)
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

IgA VASCULITIS (HENOCH-SHOENLEIN PURPURA)
5562: A randomized multicenter study for isolated skin vasculitis 
(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

MICROSCOPIC POLYANGIITIS (MPA)
5505: Longitudinal Protocol for GPA/Wegener’s and MPA
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

POLYARTERITIS NODOSA (PAN)
5504: Longitudinal Protocol for PAN
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5562: A randomized multicenter study for isolated skin vasculitis 

(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

TAKAYASU’S ARTERITIS (TAK)
5503: Longitudinal Protocol for TAK
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5515: VCRC Imaging Protocol for Magnetic Resonance and Positron 

Emission Tomography in Large-Vessel Vasculitis (TAK): 
Development as Clinical Trial Outcome Measures

5535: VCRC Validation of Patient-Reported Diagnostic Data

URTICARIAL VASCULITIS
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

PARTICIPATING CENTERS | CONTACT INFORMATION
Boston University Vasculitis Center

Naomi Amudala, Study Coordinator
namudala@bu.edu or 617.414.2512

Cedars-Sinai Medical Center, Los Angeles
Javier Aché, Clinical Research Coordinator
javier.ache@cshs.org or 310.423.2979 

Cleveland Clinic Vasculitis Center
Katie Gartner, Study Coordinator
gartnek@ccf.org or 216.445.1397

Hospital for Special Surgery
Annel Fernandez, Study Coordinator
fernandeza@hss.edu or 212.774.2123
Eliza Pelrine, Study Coordinator
pelrineE@hss.edu or 212.774.2123

Instanbul University
Burak Erer, burakerer@yahoo.com
Bahtiyar Toz, bahtiyartoz@gmail.com
Burak Ince, drburakince@gmail.com

The Mayo Clinic College of Medicine
Sue Donlinger, Study Coordinator
Donlinger.SueAnn@mayo.edu or 507.284.9259

continued on page 17
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or ANCA, is produced in patients with 
ANCA-associated vasculitis. Genes and 
environmental exposures are believed to 
contribute to ANCA formation, although 
the mechanisms are unknown. ANCAs 
cause destruction of kidneys, lungs, and 
other organs in affected patients. Disease 
frequently recurs after treatment is 
stopped, such that it is often continued 
for months or years. Current drugs are 
very toxic, so there is an urgent need for 
better therapies. Studies to find and test 
new drugs require animal models faithful 

to the human disease. 
Optimal models of ANCA vasculitis do not exist.  The goal of 

this project is to develop a new humanized model, using a special 
type of mouse that expresses both a human vasculitis susceptibility 
gene and a human immune system including human T cells and 
B cells that make ANCA. The researchers predict that immunized 
silica exposed humanized mice will develop human ANCA 
and disease similar to that found in patients, thus providing an 
important new model for the vasculitis research community to 
study disease mechanisms.
What this means for patients

Should the research team be successful in developing the new 
model, this would be the first model available to allow for further 
research on new therapeutic agents that can arrest the disease and 
prevent relapse. 

INVESTIGATOR:  NATALIYA MILMAN, 
MD, FRCPC, MSC
Co-investigators:  Peter Merkel, MD, 
Annelies Boonen, MD, Peter Tugwel, 
MD George A. Wells, MD, Paula 
Patterson, MD
Institution:  Rheumatology, Ottawa 
Hospital Research Institute
Title:  ICF Core Sets for ANCA-

associated Vasculitis
Award:  Two-year, $20,000
In 2010 OMERACT developed a list 
of outcomes for measurement in clinical 

trials of ANCA-associated vasculitis (AAV), called the “AAV Core 
Set”. Since then the recommended procedure for selection of the 
core set has been updated, most importantly by encouraging that 
groups of individuals that are affected by the clinical trials take part 
in the process of outcome selection. Three preliminary studies were 
done to identify aspects of AAV: 1) studied in clinical trials, 2) 
considered important by patients, and 3) considered important by 
vasculitis experts. 

The new study represents the final step of development of the 
updated ICF-based AAV Core Set. A three-round questionnaire 
will be administered to several groups of individuals, including 1) 
patients and caregivers, 2) clinicians, and 3) researchers, industry 
representatives and policy makers.  

In the first questionnaire round participants will be shown the 
results of the preliminary studies and asked to select aspects of 
AAV they consider the most important to measure in clinical trials. 
In the second and third questionnaire rounds, participants will 
be shown the results of previous rounds and asked to repeat their 
selection. Aspects of AAV selected by at least 70% of participants 
in any of the three groups described above will be included in the 
ICF-based AAV Core Set.
What this means for patients

Adapting the updated core set should result in expanding 
outcome measurement in AAV-related clinical trials and capturing 
aspects of AAV that may be uniquely important to patients and 
other relevant groups.

INVESTIGATOR:  DIVI CORNEC, MD, PHD
Co-investigators:  Ulrich Specks, MD, 
Pers Jacques-Olivier, PhD
Institution:  Mayo Clinic, Rochester
Title:  In Depth Characterization of 

PR3-specific B Cells in ANCA-
associated Vasculitis

Award:  $50,000, one-year with a 
second year requested

Divi Cornec is a French rheumatologist, 
currently working at the Mayo Clinic as a 
Research Fellow with Ulrich Specks, in 

collaboration with Jacques-Olivier Pers, head of the Immunology 
research team U1227 in Brest, France. 

Since the pivotal RAVE study codirected by Dr Specks, 
rituximab has become the cornerstone of the treatment of many 
patients with ANCA-associated vasculitis. Rituximab acts by 
destroying a certain type of white blood cells called “B cells”, which 
are responsible for the production of our antibodies. Most B cells 
in the blood of patients with auto-immune diseases are normal, 
and secrete “good” antibodies (that protect against infections for 
example), and only a minority of their B cells are abnormal and 
make the autoantibodies (the ANCAs) that are associated with 
the disease and may cause the damage to different organs. Until 
now, very little is known about the differences between normal 
protective B cells and abnormal ANCA-producing B cells.
What this means for patients

The authors recently developed a method to recognize these 
ANCA-producing B cells among all other normal B cells in the 
blood of the patients. This method is a very promising tool. The 
main objective of the present research project is to determine 
whether the proportion of ANCA producing (PR3-specific) B cells 
in the blood of the patients is associated with disease activity and 
could predict the risk of relapse. If this is the case, this test could be 
very useful to guide treatment for each individual patient, in order 
to avoid unnecessary immunosuppressive therapy in some patients 
while preventing disease relapses in patients at risk.   .
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Research | continued from page 1

Mary H. Foster, MD

Nataliya Milman, MD, 
FRCPC, MSc

Divi Cornec, MD, PhD

As treatments for vasculitis have improved, more and more younger 
patients are healthy enough to have children. There is little guidance 
to either the doctor or the Mom-to-be on what happens during 
pregnancy in these women. 

Megan E. B. Clowse, MD, MPH from 
Duke University and colleagues from the 
University of Pennsylvania asked patients 
to complete an anonymous internet-
based survey. It included questions 
about pregnancy outcomes, timing of 
the pregnancy relative to diagnosis, and 
medication use. 
More Information on Pregnancy
Needed

“We don’t really have much information 
that we can point to about how vasculitis, 
in all its forms, impacts on pregnancy,” said 

Dr. Clowse. “This is an early attempt to try and answer some of the 
questions that both patients and their doctors have.”

Participants in the Vasculitis Clinical Research Patient 
Consortium Registry were invited to participate in the 2011 study. 
A total of 350 women and 113 men completed the survey. After 
a diagnosis of vasculitis women reported 74 pregnancies and men 
reported 18 conceptions. They compared pregnancy outcomes 
between those who conceived prior to their diagnosis with those 
who were pregnant during treatment for vasculitis. 
Pregnancy Loss Slightly Higher

For women, the rate of pregnancy loss was higher if conception 
took place after a vasculitis diagnosis than that seen in those who 
became pregnant before the disease was identified (33.8% vs. 
22.4%). Similar findings were seen in preterm births (22.3% after vs. 
11.4% before diagnosis). Among men, the timing of diagnosis did 

not have an impact on pregnancy outcomes.
“While we did have these increases, they were not huge,” said 

Dr. Clowse. “This gives patients hope that they can have successful 
pregnancies and that their vasculitis will not prevent them from 
getting pregnant and having a healthy baby.”

The researchers also asked Moms about what changes in their 
vasculitis were seen during pregnancy. The researchers were 
“pleasantly surprised” to see there wasn’t a high rate of flares while 
pregnant.
Next Step is More Structured Look

The next step is a closer look at these issues 
using more structured methods. This study 
was a survey and as such did not have access 
to medical records to better quantify things 
like disease severity, medication use, and other 
variables.
To address this, the Vasculitis Pregnancy 

Registry was started in 2015. Those interested in joining the 
Registry can enroll now through the Vasculitis Patient Powered 
Network (http://www.vpprn.org/vpreg). A person with any form of 
vasculitis who is pregnant or thinking of becoming pregnant is 
encouraged to go to the website to get more information. 

“A lot of women, especially those with severe vasculitis, are 
discouraged by their physicians and families from getting pregnant 
for fear their disease will get worse,” said Dr. Clowse. “Moms-to-
be are worried first and foremost about the health of their baby. 
By collecting more information about pregnancies in women with 
vasculitis, we will be able to guide patients as they make tough 
decisions on their road to having a family.” 

Clowse ME, Richeson RL, Pieper C, Merkel PA. Pregnancy 
outcomes among patients with vasculitis. Arthritis Care Res 
(Hoboken). 2013 Aug;65(8):1370-4. doi: 10.1002/acr.21983.  .
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Vasculitis Patient-Powered Research Network (V-PPRN)  | www.vpprn.org

The goal of the Vasculitis 
Patient-Powered Research 
Network’s (V-PPRN) 
research program is to 
conduct high quality 
studies that will improve 

the care and the health of patients with vasculitis by exploring 
research questions that matter most to patients and advance medical 
knowledge about vasculitis.
The Challenge

All the different types of vasculitis are rare diseases - this makes 
it especially hard to do research because it is difficult to find enough 
patients for research studies, patients are spread out geographically, 
and it is hard to get health information from physicians to 
researchers.
The Solution

Vasculitis is rare but vasculitis research doesn’t have to be! The 
V-PPRN will enroll more patients than ever studied in the past, 
from all parts of the country, and collect data on-line to break 

down barriers and involve patients in the research process so health 
information is easily shared with researchers.
Who Can Join the V-PPRN?

You can join the V-PPRN if:. You are a patient with vasculitis. You are the parent of a child with vasculitis. You are the caregiver of an adult patient with vasculitis. You have regular access to the Internet. A strong English proficiency.  The V-PPRN forms are currently 
provided in English and require a strong English proficiency.
Join the Network. As a patient, you will be a partner with investigators and 
clinicians in research and care.. You contribute your disease experience by providing patient-
reported data as well as electronic health data.. Together, we are making vasculitis research happen now!. Better studies, better treatments, because of you!

Join the www.vpprn.org today!

Pregnancy Possible for Women with Vasculitis  | Kurt Ullman, RN

Megan Clowse, MD, MPH

www.vpprn.org
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spotlight

Are you a warrior?  No doubt, you are.  We are all unique warriors, 
on this journey of journey’s with a vasculitis diagnosis.  The kind of 
warriors that despite pain, scars, and drudging, we keep going, keep 
fighting, keep living.  Yet, at times, on this mountainous journey we 
feel powerless, defeated and even very alone.  On the other hand, 
moments of what seem like a small victory to most, wells up the 
feeling of an enormous victory for us!  

My name is Desiree Kim and I’m a warrior diagnosed with 
Takayasu’s arteritis.  After 30+ years and a plethora of doctors 
(Western, Chinese, Ayurvedic) being dumbfounded by my 
symptoms, the journey felt like it ended and began in May 2015.  
In the hospital room, after a 2nd major surgery, I recall the initial 
feeling of disbelief when doctors shared my diagnosis.  There I was, 
confused and skeptical.  Why now, after all this time?  Were they 
for sure?  What took so long? 

Uncertainty, anger and a slew of racing emotions arose until 
I thought, “Wait, what if they are right?”  So, I began to search 
online and before long, I felt I was reading my life story written 
by others.  I moved from disbelief into a victorious sense of 
relief, almost a celebration!  But, soon after, the coming months 
of prednisone and other meds, would place me in a new kind of 
warrior mode for the ultimate fight of my life.  

The side effects began to cause increasing disruption, which 
eventually led to suicidal thoughts.  With my best friend’s suicide 
behind me, I had a distant voice of wherewithal not to succumb to 
the screaming for escape.  Being a warrior, I needed to find a way 
to win.  My diet was clean, free of gluten, dairy, sugar, alcohol and 
caffeine.  I needed something more.  

Choosing life balance became a laser focus.  I needed things I 
could do at home without much effort, and in some cases from 
a sitting position.  Since I was a child, I have turned to creating 
art for release and balance of swirling emotions.  More recently, I 
trained for certification in the ancient art of Qigong (chee-gong), 
a practice that balances and detoxifies the physical and emotional 

body using breath and gentle arm 
movements in meditative fashion. 

Qigong began to take the lead 
along with my art.  Doctors reported 
decreasing inflammation and I was 
tapering off medications.  Fatigue, 
anger, anxiety and depression were 
slowly becoming more manageable.  
Over time, numbness in my hands 
and feet saw improved circulation.  
The science behind Qigong was so 
personally impactful that in January 
2016 I received a deep sense of duty to 
share these gifts with others in need.  

By August, I took this calling to 
the next level and departed from 20+ 
years in the corporate world to start RisingZen.com.  Today, I teach 
at-risk kids and individuals with a variety of both virtual and 
in-person real-time Qigong, art and meditative programs.  Next 
steps in expansion are to connect with doctors that treat within the 
vasculitis sphere, so together we can present patients with Qigong 
as a quality of life enhancement to their prescribed therapy.  The 
first step was reaching out to the Vasculitis Foundation, which in 
turn honored my journey with this article.  

So now, I invite you warriors, whether you are doctors treating or 
patients receiving treatment, to request a free “Joyful Heart” session 
for Qigong demo.  Thank you for taking the time to read part of 
my journey.  Warriors, let’s fight the good fight together!

Your fellow warrior,
Desiree Kim
Owner/Operator at Rising Zen
754.367.9112
info@risingzen.com
www.RisingZen.com  .

Calling all Warriors  | Desiree Kim

Desiree Kim

$2,615,069.10: The amount donated for research.

$2,109,847.10: The amount of funding the VF has committed to 
vasculitis research since 2002.  

$349,615: The amount of funding committed to fellowships.

$200,000: The largest donation received for research.

5,000+: Donors who have donated to research.

42: The number of studies the VF has funded.

9: The number of countries with VF-funded studies: 
Australia, Austria, Canada, Germany, Ireland, 
Italy, The Netherlands, United Kingdom, 
and the United States.

5: The number of fellowships funded.

$.50: The smallest donation received for research.

VF RESEARCH by the numbers
CONNECT WITH US!  We are collecting 
members’ email and cell phone numbers to 

enable us to quicker communication and to help 
reduce postage costs!  Do we have your correct 

mailing address?  Phone number?  
Please send us your contact information 

and we will update your record!
vf@VasculitisFoundation.org 

JOIN THE V-PPRN TODAY!
www.vpprn.org
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Status: Recruiting
The purpose of this study is to take skin biopsy samples from 
participants with skin (cutaneous) vasculitis to see what vasculitis is 
doing to the skin.  The doctors in this study would like to describe 
the impact of vasculitis on the skin and to investigate the differences 
between the different types of skin vasculitis.  The research team 
hopes that this study will develop information about skin vasculitis 
that will allow researchers to learn about the causes, the disease 
process and potential treatments for skin vasculitis.
For Diseases. Cryoglobulinemic vasculitis (CV). Drug-induced vasculitis. Eosinophilic granulomatosis with polyangiitis (EGPA). Granulomatosis with polyangiitis (GPA). IgA vasculitis. Isolated cutaneous vasculitis. Microscopic polyangiitis (MPA). Polyarteritis nodosa (PAN). Urticarial vasculitis
Background

Vasculitis is the swelling or inflammation of your blood vessels.  
There are many forms of vasculitis, and the cause is unknown for 
most types of vasculitis.  Vasculitis can be isolated to a single body 
part, or it can involve many different parts of the body.  Vasculitis 
frequently affects the skin and causes different kinds of rashes 
(lesions).

A skin lesion due to vasculitis means that you have one or more 
of the following:. Purpuric macule (a red or purple discoloration that is flat, is less 

than 1 cm in diameter and does not change color when 
pressure is applied to the discoloration),. Palpable purpura (a red or purple area that is raised, can be 
touched and is 0.3-1 cm in diameter),. Retiform purpura (a red or purple discoloration with jagged 
edges which does not change color when pressure is applied to 
it),. Nodule (small round lump that is more than 1 cm), or. Ulcer (an open sore on the body that is caused by a break in the 
skin).

About this Study
About 56 people with vasculitis will take part in this study at 

approximately 20 medical centers across North America.  All 
participants will be asked to complete one visit. Some participants 
may be asked to return for another visit 6 months after the first 
visit to confirm the vasculitis diagnosis.  At the first visit, you will 
be asked to provide information about your medical history, the 
current medication you are taking for your vasculitis, and you will 
be asked to have a photograph taken of the skin lesions you have 
that are related to your vasculitis.  At this initial visit, you will also 
be asked to provide a skin biopsy sample on a skin lesion that is 
between 24-36 hours old or is not older than one week.  If you 
have more than one skin lesion, you will be asked if the doctor can 
take two skin biopsy samples.  One will be used for this study and 
the other will be evaluated as part of your standard care.  You will 
also be asked to provide blood samples for research.

Target Enrollment
To be eligible to participate, you must:. Have a cutaneous lesion (purpuric macule, palpable purpura, 
retiform purpura, nodule, ulcer, or urticarial) believed to be related 
to active vasculitis . Have a suspected or confirmed diagnosis of:. Cryoglobulinemic vasculitis (CV). Drug-induced vasculitis. Eosinophilic granulomatosis with polyangiitis (EGPA). IgA vasculitis. Isolated cutaneous vasculitis. Granulomatosis with polyangiitis (GPA) or microscopic 

polyangiitis (MPA). Polyarteritis nodosa (PAN). Urticarial vasculitis. Be willing and able to provide written informed consent (or 
assent for those under the age of 18)
You are not eligible to participate if:. You are less than five years old. You are considered not to be a candidate for a biopsy or have 

a higher risk of developing an infection, bleeding, etc., from the 
biopsy. A doctor believes that the risks for you participating in this study 
do not outweigh the potential benefit of learning information 
from your biopsy. You have a neutrophil count (type of white blood cell) less than 
1500/mm3, platelet count less than 50,000/mm3, or a 
hemoglobin less than 7 g/dL. You have an uncontrolled disease that could prevent you from 
completing the study procedures. You have an active infection at or near the potential biopsy site, 
have poor circulation, or have bony prominence or other 
structure that would increase your risk of complications if you 
participated in this study. You are pregnant or nursing. You are not able to provide informed consent

How to participate
In order to participate in a study, you must personally contact the 
study coordinator of any of the participating institutions by phone 
or by e-mail.  Please use the information below to inquire about 
participation.
University of Pennsylvania, Philadelphia
Study Coordinator: Christopher Snider, MPH
E-mail: Christopher.snider@uphs.upenn.edu
Phone: 215.662.6597  .

Vasculitis Clinical Research Consortium (VCRC) Announces New Study
Clinical Transcriptomics in Systemic Vasculitis (CUTIS)
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education

It is not uncommon for patients or 
caregivers to be faced with a critical 
question about whether or not to visit the 
Emergency Department for immediate 
medical care.  Vasculitis is a complex rare 
disease, so it is important to know how to 
prepare for such a visit.

Dr. Susan Wilson is an Emergency 
Medicine Specialist in Milwaukee, 
Wisconsin.  Her son, Ben, was diagnosed 
with EGPA/Churg-Strauss syndrome 
in 2014 at the age of 22.  During the 

webinar on February 7, Dr. Wilson outlined what she has learned 
as a physician over the past 22 years, and as a parent of a young 
adult seeking emergency medical treatment.  

Here are a few of the key discussion points:
What to do before visiting the Emergency Department

If possible, before going to the emergency department, contact 
your treating physician (rheumatologist, pulmonologist, or whoever 
is your primary care doctor) and ask them what you should do.  
Your doctor can contact the emergency department to alert them 
about your condition and in some cases, he/she may want to order 
certain medical tests run.

If you become sick after hours or you cannot get in touch with 
your primary care doctor in a timely fashion, it is best to just go to 
the emergency department.  Do not substitute immediate medical 
care by searching for advice on the Internet, or posting to social 
media asking whether you should go to the emergency room.  It is 
best to interact with a medical professional as quickly as possible. 
What to take with you to the Urgent Care or Emergency 
Department

Bring a list of your medications and your doctors’ contact 
information.  Create this list ahead of time—before you need 
it and keep it handy so you remember to take it with you.  It is 
always helpful to have a medical alert bracelet that outlines your 
underlying medical condition.  You may not always be responsive, 
and the bracelet gives medical professionals valuable information.  
Take along a brochure about your form of vasculitis.  This 
information can be very helpful to the triage nurse, or attending 
doctor, to better understand your condition, and do further research 
or seek a consultation with another physician.
Editor’s note:  Many thanks to Dr. Susan Wilson for sharing her 
knowledge and personal experience.  We are also pleased to share 
Ben’s story on page 8.  .

Seeking Unscheduled Medical Care:  An Interview with Dr. Susan Wilson
The following is information is from the VF’s February Road Map to Wellness Webinar by Dr. Susan Wilson.  
The webinar is available for viewing here:  https://youtu.be/vpV1kmmHI0o

Susan Wilson, MD

The Chair’s Corner is an educational podcast series hosted by 
Dr. Ron Falk, Department of Medicine Chair at the University 
Of North Carolina School Of Medicine.  Previous episodes 
include topics related to heart failure, HIV cure research, and 
ANCA vasculitis, and feature interviews with Dr. Falk and 
UNC physicians who specialize in those conditions.

This new series will bring you 12 weeks of episodes related 
to autoimmune disease -- from basic science information, to 
getting diagnosed with a disease, along with a special focus on a 
selection of diseases.  We welcome your feedback.  Please follow 
us on FaceBook to stay connected, and bookmark our site to 
listen and find transcripts.

We can’t see our immune system, but we know it’s there to 
defend the body against disease and infection.  What happens 
when our defense changes?  When autoimmune disease 
develops, the immune system attacks healthy cells by mistake. 
. Episode One:  The Science Behind Autoimmune Disease 

Dr. Ron Falk and Dr. Meghan Free begin this series with 
a conversation about what goes wrong in the cells of the 
human body during an autoimmune disease process.  Dr. 
Free is a basic science researcher whose work focuses on the 
autoimmune disease vasculitis; she is an Assistant Professor of 

Medicine in the UNC Division of Nephrology.
“We know in patients with autoimmune disease that there are 
breaks in tolerance, that there are certain genes or certain receptors 
or proteins that are either misfolded, dysregulated – there’s 
something amiss within those pathways that causes your body to 
mistake yourself for an antigen.”
~Meghan Free, PhD

. Episode Two:  Getting Diagnosed with Autoimmune Disease
Dr. Ron Falk and Dr. Patrick Nachman talk about the process 
of getting diagnosed with an autoimmune disease and what 
can help people get through this. Dr. Nachman sees patients 
who have vasculitis and other diseases that affect the kidney; 
he is a Marion Stedman Covington Distinguished Professor 
of Medicine in the University of North Carolina Division of 
Nephrology.
“Remember that you cannot do this alone. It’s very important to 
engage a confidante, a family member, a friend, a neighbor, who 
will walk this road with you.”
~ Patrick Nachman, MD
The podcasts are available here: 
https://www.med.unc.edu/medicine/news/chairs-corner  .

New UNC Podcast Series Focuses on Autoimmune Disease
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It was another exciting year for the 
Vasculitis Foundation and its research 
efforts.  The VF Research Committee, 
which is charged with overseeing the 
Research Program, received 27 grant 
applications from all over the world to 
be considered for the 2017 funding cycle.  
Researchers from China, Nigeria, and the 
Philippines submitted applications for 
the first time; we also continued to have 
a high volume of grant applications from 
our European, Australian, and Canadian 
colleagues, as well as great interest here in 

the United States.  
As funding sources for research become more limited and more 

competitive, the level of applications and prestige of the submitting 
medical institutions has increased. We received applications from 
institutions such as Duke, Harvard, Johns Hopkins, and Mayo, 
as well as continued interest from many of our internationally 
recognized vasculitis centers.

The variety of grant applications represented many of 
the vasculitides.  The breakdown included applications for 
Cryoglobulinemia, Kawasaki disease, Giant cell arteritis, ANCA-
associated vasculitis, Polyarteritis nodosa, general vasculitis, 
Behcet’s, and CNS vasculitis.  The applications reflected a wide 
spectrum of research techniques and fully reflected different 
approaches to investigating these vasculitides.  

The scientific inquiry delved into the fields of epidemiology; 
etiology/cause of disease; genetics; the pathogenesis of disease 
and diagnosis and treatment; and the biochemical basis for 
the disease.  Researchers had ideas for investigations involving 
infectious etiologies, urinary markers, extracellular part of the 
particles, genomic-associated syndromes, mice modeling for 
pathophysiology, imaging and diagnoses of the disease, an in-depth 
analysis of PR 3 ANCA, and specifically how this would further 

fine-tune rituximab therapy; and the biochemical intervention for 
disease.

Our research grants are awarded based on the point value they 
are given on the grant review by members of our VF Scientific 
Advisory Board and additional reviewers.  We wish to recognize 
their efforts and express our appreciation; all of these experts are 
clinicians and/or researchers who carry on full-time activities in 
the field of vasculitis. They voluntarily participate in the review of 
our applications during their spare time.  This means a markedly 
low overhead for our research program and a reflection that your 
research donation goes directly into funding research.

We make a conscious effort to support funding for several 
types of vasculitides and also represent the different approaches of 
scientific investigation.  The VF Research Committee completes 
a final evaluation of all the applications and reviews and then 
provides a written recommendation to the VF Board of Directors 
for final funding approval.  

In summary, the Vasculitis Foundation had another banner year 
for its research program.  It culminates our 30-year anniversary 
with an overall contribution of the $2.3 million mark distributed 
since we began funding research in 2002.    

This year we award four outstanding grants to bring forth the 
understanding and pathogenesis, treatment and diagnosis of 
vasculitis of all types. 

We cannot do this without your research donations.  With the 
outstanding level of grant applications, we could have easily funded 
more studies.  Please consider a generous donation to our VF 
Research Program.  Know that your donation goes directly to fund 
research grants with minimal administrative fees.

We wish to thank you for your generosity today.  I look forward 
to giving you exciting feedback on our research already in progress! 
Best wishes!

Christine Cox- Marinelli, MD
Chairman, VF Research Committee
VF Board of Directors  .

VF Research Program Update  | Chris Cox-Marinelli, MD

Chris Cox-Marinelli, MD

The 2017 United Way Workplace Campaign is underway in thousands 
of companies throughout the United States.  If you participate in 
the United Way Campaign, we ask that you make the Vasculitis 
Foundation your charity of choice.

SUPPORT THE VF THROUGH THE UNITED WAY
The Vasculitis Foundation is a registered 501 (c) (3)nonprofit.  
To designate the VF for your United Way support, please complete 
the appropriate form (provided by your employer or local UW 
agency) with the following information:
Vasculitis Foundation
PO Box 28660
Kansas City, MO  64188
816.436.8211
vf@vasculitisfoundation.org
For more information, visit:  
http://www.vasculitisfoundation.org/donate/united-way-giving/   .

JOIN TODAY!
www.vpprn.org

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

2017 United Way Workplace Campaign: 
Make the VF your Charity of Choice

Vasculitis Patient-Powered Research Network
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The Vasculitis Foundation is pleased 
to support the ARAMIS Study with a 
one-year grant of $50,000 through our 
Research Program. 

The purpose of this study is to 
evaluate different treatment options 
for patients with skin vasculitis (also 
called cutaneous vasculitis). Patients 
with small- or medium-vessel vasculitis 
that only involves the skin (“isolated 
skin vasculitis”), including some forms 
of polyarteritis nodosa or IgA vasculitis 

(Henoch-Schönlein purpura) can join this study.  There is not a 
common preferred or recommended treatment option for isolated 
skin vasculitis, and different doctors may advise using different 
drugs, based only on their personal experience.  The most frequently 
used treatments for skin vasculitis are colchicine, dapsone and 
azathioprine.  This study will compare how effective these three 
drugs are at treating isolated cutaneous vasculitis.
For Diseases. Isolated cutaneous small-vessel (SVV). Isolated cutaneous medium-vessel vasculitis (MVV). Cutaneous polyarteritis nodosa (cPAN). IgA vasculitis (Henoch-Schönlein purpura, IgAV)
Background

Vasculitis is the swelling or inflammation of your blood vessels.  
There are many forms of vasculitis, and the cause is unknown for 
most types of vasculitis.  Vasculitis can be isolated to a single body 
part, or it can involve many different parts of the body or organs.  
Vasculitis frequently affects the skin and causes different kinds of 
rashes (lesions).

Because no research studies have provided answers to the 
question of what therapy for skin vasculitis is best, treatment 
decisions for patients with skin vasculitis are made based upon 
the treating doctor’s experience and expert opinions.  The doctors 
involved in this study are hopeful that the information gathered 
from this study will help doctors and patients understand what the 
best treatment options are for patients with skin vasculitis.

This study will compare the effectiveness of the three different 
drugs for the treatment of skin vasculitis, look at how patients 
respond to the study drugs, and see if there are characteristics that 
predict which patients will respond to which drugs.
About this Study

About 90 people with skin vasculitis will take part in this study.  
If you take part in this study, you will be asked to complete a 
minimum of 6 study visits at the study site. The number of visits will 
depend upon which stage you enroll into the study and how your 
skin vasculitis responds to the treatments.  You may be in this study 
for up to 18 months.

This study has two stages, Stage 1 and Stage 2.  The study ends 
after Stage 2.  Each Stage is up to 6 months long.

If you are eligible for the study, you will be randomized to take 
one of the three study drugs: colchicine, dapsone, or azathioprine.  
You will take this drug for at least 3 months. After that time, if 
your skin vasculitis is responding (improving) to the drug, you will 

continue to take this drug for another 6 months (Stage 2), until the 
end of the study (shown below in Figure 1). 

If the treatment you are assigned to in Stage 1 does not help with 
your vasculitis, you will be randomized again and enter into Stage 2.  
In Stage 2 you will receive one of the other two treatments you did 
not receive (shown below in Figure 2).  If the new drug given to you 
in Stage 2 helps with your vasculitis, you can receive this drug for up 
to 12 months.  This means that you could be in the study for up to 
18 months.

You may also skip Stage 1 if your disease failed to respond in 
the past to one of the study drugs, or if you had a bad reaction to 
the drug.  If you skip over Stage 1, you enter the study directly 
into Stage 2. In Stage 2 you will be randomized to one of the two 
treatments that you previously did not receive.  You will take this 
drug for at least six months (shown in Figure 3).  If this drug helps 
your vasculitis, you will take this drug for a total of 12 months.

If you do not respond to the new treatment given in Stage 2, you 
will end your participation in this study and receive care from your 
treating physician outside of the study (as you normally do).
For each visit, you will be asked to:. Provide information about your medical history and history 

of medications used for both your vasculitis and any other 
medical conditions you may have. Have a physical exam performed. Get blood tests done as part of normal routine monitoring / 

standard of care. Give a urine sample (some visits). Have a chest x-ray (only at the first visit). Complete questionnaires about how your vasculitis impacts 
your life. Take photographs of your skin lesions. Complete a study diary to track the doses of the study drug(s) 
you are taking

Target Enrollment
To be eligible to participate, you must:. Have isolated skin vasculitis which is vasculitis not associated 

Now Enrolling: A Randomized Multicenter Study for Isolated Skin Vasculitis (ARAMIS)
New study to evaluate different treatments for patients with skin vasculitis has launched! 

Robert Micheletti, MD

Figure 1
Study Enrollment Stage 1 Stage 2

Randomized to drug A Take drug A Continue to take drug A

Figure 2
Study Enrollment Stage 1 Stage 2

Randomized to 
drug A

Drug A does 
not help your 
vasculitis

Randomized 
to drug 
B or C

Take drug 
B or C

Figure 3
Study Enrollment Stage 1 Stage 2

You cannot receive
drug A due to past 
history

Skip over 
this stage

Randomized 
to drug 
B or C

Take drug 
B or C

continued on page 17
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vcrc

VCRC Update | Are you a member of the VCRC Patient Contact Registry?
https://www.rarediseasesnetwork.org/cms/vcrc/

The Vasculitis Foundation encourages patients to participate in research whenever possible.  Your 
participation will help researchers find better treatments and the cause and cure for vasculitis.  

The Vasculitis Clinical Research Consortium (VCRC) is an integrated group of academic medical centers, patient support organizations, 
and clinical research resources dedicated to conducting clinical research in different forms of vasculitis.  Funded by the National Institutes 
of Health, the VCRC is part of the Rare Diseases Clinical Research Network.

Research offers no guarantees, but research cannot move forward without your help. Every active role a patient takes may possibly play a 
part in discovering new groundbreaking research and finding new treatments.
Join The VCRC Contact Registry!
CURRENT VCRC STUDIES

AORTITIS
5507: VCRC Longitudinal Protocol for Aortitis
5511: Tissue Repository Protocol

BEHÇET’S DISEASE
5535: VCRC Validation of Patient-Reported Diagnostic Data

CRYOGLOBULINEMIC VASCULITIS (CRYOGLOBULINEMIA)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

CUTANEOUS VASCULITIS
5511: Tissue Repository Protocol
5562: A randomized multicenter study for isolated skin vasculitis 

(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

DRUG-INDUCED VASCULITIS
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)
EOSINOPHILIC GRANULOMATOSIS WITH POLYANGIITIS/CHURG-
STRAUSS
5506: Longitudinal Protocol for EGPA/Churg-Strauss
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

GIANT CELL (TEMPORAL) ARTERITIS (GCA)
5502: Longitudinal Protocol for GCA
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data

GRANULOMATOSIS WITH POLYANGIITIS (WEGENER’S/GPA)
5505: Longitudinal Protocol for GPA/Wegener’s
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5524: PEXIVAS: Plasma exchange and glucocorticoid dosing in 

the treatment of anti-neutrophil cytoplasm antibody 
associated vasculitis: an international randomized controlled 
trial

5525: RITAZAREM: An international, open label, randomized 
controlled trial comparing rituximab with azathioprine as 
maintenance therapy in relapsing ANCA-associated vasculitis

5526: The Assessment of Prednisone in Remission (TAPIR) Trial
5527: Abatacept (CTLA4-Ig) for the Treatment of Relapsing, Non-

Severe, GPA/Wegener’s (ABROGATE)
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

IgA VASCULITIS (HENOCH-SHOENLEIN PURPURA)
5562: A randomized multicenter study for isolated skin vasculitis 
(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

MICROSCOPIC POLYANGIITIS (MPA)
5505: Longitudinal Protocol for GPA/Wegener’s and MPA
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

POLYARTERITIS NODOSA (PAN)
5504: Longitudinal Protocol for PAN
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5562: A randomized multicenter study for isolated skin vasculitis 

(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

TAKAYASU’S ARTERITIS (TAK)
5503: Longitudinal Protocol for TAK
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5515: VCRC Imaging Protocol for Magnetic Resonance and Positron 

Emission Tomography in Large-Vessel Vasculitis (TAK): 
Development as Clinical Trial Outcome Measures

5535: VCRC Validation of Patient-Reported Diagnostic Data

URTICARIAL VASCULITIS
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

PARTICIPATING CENTERS | CONTACT INFORMATION
Boston University Vasculitis Center

Naomi Amudala, Study Coordinator
namudala@bu.edu or 617.414.2512

Cedars-Sinai Medical Center, Los Angeles
Javier Aché, Clinical Research Coordinator
javier.ache@cshs.org or 310.423.2979 

Cleveland Clinic Vasculitis Center
Katie Gartner, Study Coordinator
gartnek@ccf.org or 216.445.1397

Hospital for Special Surgery
Annel Fernandez, Study Coordinator
fernandeza@hss.edu or 212.774.2123
Eliza Pelrine, Study Coordinator
pelrineE@hss.edu or 212.774.2123

Instanbul University
Burak Erer, burakerer@yahoo.com
Bahtiyar Toz, bahtiyartoz@gmail.com
Burak Ince, drburakince@gmail.com

The Mayo Clinic College of Medicine
Sue Donlinger, Study Coordinator
Donlinger.SueAnn@mayo.edu or 507.284.9259

continued on page 17
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or ANCA, is produced in patients with 
ANCA-associated vasculitis. Genes and 
environmental exposures are believed to 
contribute to ANCA formation, although 
the mechanisms are unknown. ANCAs 
cause destruction of kidneys, lungs, and 
other organs in affected patients. Disease 
frequently recurs after treatment is 
stopped, such that it is often continued 
for months or years. Current drugs are 
very toxic, so there is an urgent need for 
better therapies. Studies to find and test 
new drugs require animal models faithful 

to the human disease. 
Optimal models of ANCA vasculitis do not exist.  The goal of 

this project is to develop a new humanized model, using a special 
type of mouse that expresses both a human vasculitis susceptibility 
gene and a human immune system including human T cells and 
B cells that make ANCA. The researchers predict that immunized 
silica exposed humanized mice will develop human ANCA 
and disease similar to that found in patients, thus providing an 
important new model for the vasculitis research community to 
study disease mechanisms.
What this means for patients

Should the research team be successful in developing the new 
model, this would be the first model available to allow for further 
research on new therapeutic agents that can arrest the disease and 
prevent relapse. 

INVESTIGATOR:  NATALIYA MILMAN, 
MD, FRCPC, MSC
Co-investigators:  Peter Merkel, MD, 
Annelies Boonen, MD, Peter Tugwel, 
MD George A. Wells, MD, Paula 
Patterson, MD
Institution:  Rheumatology, Ottawa 
Hospital Research Institute
Title:  ICF Core Sets for ANCA-

associated Vasculitis
Award:  Two-year, $20,000
In 2010 OMERACT developed a list 
of outcomes for measurement in clinical 

trials of ANCA-associated vasculitis (AAV), called the “AAV Core 
Set”. Since then the recommended procedure for selection of the 
core set has been updated, most importantly by encouraging that 
groups of individuals that are affected by the clinical trials take part 
in the process of outcome selection. Three preliminary studies were 
done to identify aspects of AAV: 1) studied in clinical trials, 2) 
considered important by patients, and 3) considered important by 
vasculitis experts. 

The new study represents the final step of development of the 
updated ICF-based AAV Core Set. A three-round questionnaire 
will be administered to several groups of individuals, including 1) 
patients and caregivers, 2) clinicians, and 3) researchers, industry 
representatives and policy makers.  

In the first questionnaire round participants will be shown the 
results of the preliminary studies and asked to select aspects of 
AAV they consider the most important to measure in clinical trials. 
In the second and third questionnaire rounds, participants will 
be shown the results of previous rounds and asked to repeat their 
selection. Aspects of AAV selected by at least 70% of participants 
in any of the three groups described above will be included in the 
ICF-based AAV Core Set.
What this means for patients

Adapting the updated core set should result in expanding 
outcome measurement in AAV-related clinical trials and capturing 
aspects of AAV that may be uniquely important to patients and 
other relevant groups.

INVESTIGATOR:  DIVI CORNEC, MD, PHD
Co-investigators:  Ulrich Specks, MD, 
Pers Jacques-Olivier, PhD
Institution:  Mayo Clinic, Rochester
Title:  In Depth Characterization of 

PR3-specific B Cells in ANCA-
associated Vasculitis

Award:  $50,000, one-year with a 
second year requested

Divi Cornec is a French rheumatologist, 
currently working at the Mayo Clinic as a 
Research Fellow with Ulrich Specks, in 

collaboration with Jacques-Olivier Pers, head of the Immunology 
research team U1227 in Brest, France. 

Since the pivotal RAVE study codirected by Dr Specks, 
rituximab has become the cornerstone of the treatment of many 
patients with ANCA-associated vasculitis. Rituximab acts by 
destroying a certain type of white blood cells called “B cells”, which 
are responsible for the production of our antibodies. Most B cells 
in the blood of patients with auto-immune diseases are normal, 
and secrete “good” antibodies (that protect against infections for 
example), and only a minority of their B cells are abnormal and 
make the autoantibodies (the ANCAs) that are associated with 
the disease and may cause the damage to different organs. Until 
now, very little is known about the differences between normal 
protective B cells and abnormal ANCA-producing B cells.
What this means for patients

The authors recently developed a method to recognize these 
ANCA-producing B cells among all other normal B cells in the 
blood of the patients. This method is a very promising tool. The 
main objective of the present research project is to determine 
whether the proportion of ANCA producing (PR3-specific) B cells 
in the blood of the patients is associated with disease activity and 
could predict the risk of relapse. If this is the case, this test could be 
very useful to guide treatment for each individual patient, in order 
to avoid unnecessary immunosuppressive therapy in some patients 
while preventing disease relapses in patients at risk.   .
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Divi Cornec, MD, PhD

As treatments for vasculitis have improved, more and more younger 
patients are healthy enough to have children. There is little guidance 
to either the doctor or the Mom-to-be on what happens during 
pregnancy in these women. 

Megan E. B. Clowse, MD, MPH from 
Duke University and colleagues from the 
University of Pennsylvania asked patients 
to complete an anonymous internet-
based survey. It included questions 
about pregnancy outcomes, timing of 
the pregnancy relative to diagnosis, and 
medication use. 
More Information on Pregnancy
Needed

“We don’t really have much information 
that we can point to about how vasculitis, 
in all its forms, impacts on pregnancy,” said 

Dr. Clowse. “This is an early attempt to try and answer some of the 
questions that both patients and their doctors have.”

Participants in the Vasculitis Clinical Research Patient 
Consortium Registry were invited to participate in the 2011 study. 
A total of 350 women and 113 men completed the survey. After 
a diagnosis of vasculitis women reported 74 pregnancies and men 
reported 18 conceptions. They compared pregnancy outcomes 
between those who conceived prior to their diagnosis with those 
who were pregnant during treatment for vasculitis. 
Pregnancy Loss Slightly Higher

For women, the rate of pregnancy loss was higher if conception 
took place after a vasculitis diagnosis than that seen in those who 
became pregnant before the disease was identified (33.8% vs. 
22.4%). Similar findings were seen in preterm births (22.3% after vs. 
11.4% before diagnosis). Among men, the timing of diagnosis did 

not have an impact on pregnancy outcomes.
“While we did have these increases, they were not huge,” said 

Dr. Clowse. “This gives patients hope that they can have successful 
pregnancies and that their vasculitis will not prevent them from 
getting pregnant and having a healthy baby.”

The researchers also asked Moms about what changes in their 
vasculitis were seen during pregnancy. The researchers were 
“pleasantly surprised” to see there wasn’t a high rate of flares while 
pregnant.
Next Step is More Structured Look

The next step is a closer look at these issues 
using more structured methods. This study 
was a survey and as such did not have access 
to medical records to better quantify things 
like disease severity, medication use, and other 
variables.
To address this, the Vasculitis Pregnancy 

Registry was started in 2015. Those interested in joining the 
Registry can enroll now through the Vasculitis Patient Powered 
Network (http://www.vpprn.org/vpreg). A person with any form of 
vasculitis who is pregnant or thinking of becoming pregnant is 
encouraged to go to the website to get more information. 

“A lot of women, especially those with severe vasculitis, are 
discouraged by their physicians and families from getting pregnant 
for fear their disease will get worse,” said Dr. Clowse. “Moms-to-
be are worried first and foremost about the health of their baby. 
By collecting more information about pregnancies in women with 
vasculitis, we will be able to guide patients as they make tough 
decisions on their road to having a family.” 

Clowse ME, Richeson RL, Pieper C, Merkel PA. Pregnancy 
outcomes among patients with vasculitis. Arthritis Care Res 
(Hoboken). 2013 Aug;65(8):1370-4. doi: 10.1002/acr.21983.  .
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The goal of the Vasculitis 
Patient-Powered Research 
Network’s (V-PPRN) 
research program is to 
conduct high quality 
studies that will improve 

the care and the health of patients with vasculitis by exploring 
research questions that matter most to patients and advance medical 
knowledge about vasculitis.
The Challenge

All the different types of vasculitis are rare diseases - this makes 
it especially hard to do research because it is difficult to find enough 
patients for research studies, patients are spread out geographically, 
and it is hard to get health information from physicians to 
researchers.
The Solution

Vasculitis is rare but vasculitis research doesn’t have to be! The 
V-PPRN will enroll more patients than ever studied in the past, 
from all parts of the country, and collect data on-line to break 

down barriers and involve patients in the research process so health 
information is easily shared with researchers.
Who Can Join the V-PPRN?

You can join the V-PPRN if:. You are a patient with vasculitis. You are the parent of a child with vasculitis. You are the caregiver of an adult patient with vasculitis. You have regular access to the Internet. A strong English proficiency.  The V-PPRN forms are currently 
provided in English and require a strong English proficiency.
Join the Network. As a patient, you will be a partner with investigators and 
clinicians in research and care.. You contribute your disease experience by providing patient-
reported data as well as electronic health data.. Together, we are making vasculitis research happen now!. Better studies, better treatments, because of you!

Join the www.vpprn.org today!

Pregnancy Possible for Women with Vasculitis  | Kurt Ullman, RN

Megan Clowse, MD, MPH

www.vpprn.org
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Are you a warrior?  No doubt, you are.  We are all unique warriors, 
on this journey of journey’s with a vasculitis diagnosis.  The kind of 
warriors that despite pain, scars, and drudging, we keep going, keep 
fighting, keep living.  Yet, at times, on this mountainous journey we 
feel powerless, defeated and even very alone.  On the other hand, 
moments of what seem like a small victory to most, wells up the 
feeling of an enormous victory for us!  

My name is Desiree Kim and I’m a warrior diagnosed with 
Takayasu’s arteritis.  After 30+ years and a plethora of doctors 
(Western, Chinese, Ayurvedic) being dumbfounded by my 
symptoms, the journey felt like it ended and began in May 2015.  
In the hospital room, after a 2nd major surgery, I recall the initial 
feeling of disbelief when doctors shared my diagnosis.  There I was, 
confused and skeptical.  Why now, after all this time?  Were they 
for sure?  What took so long? 

Uncertainty, anger and a slew of racing emotions arose until 
I thought, “Wait, what if they are right?”  So, I began to search 
online and before long, I felt I was reading my life story written 
by others.  I moved from disbelief into a victorious sense of 
relief, almost a celebration!  But, soon after, the coming months 
of prednisone and other meds, would place me in a new kind of 
warrior mode for the ultimate fight of my life.  

The side effects began to cause increasing disruption, which 
eventually led to suicidal thoughts.  With my best friend’s suicide 
behind me, I had a distant voice of wherewithal not to succumb to 
the screaming for escape.  Being a warrior, I needed to find a way 
to win.  My diet was clean, free of gluten, dairy, sugar, alcohol and 
caffeine.  I needed something more.  

Choosing life balance became a laser focus.  I needed things I 
could do at home without much effort, and in some cases from 
a sitting position.  Since I was a child, I have turned to creating 
art for release and balance of swirling emotions.  More recently, I 
trained for certification in the ancient art of Qigong (chee-gong), 
a practice that balances and detoxifies the physical and emotional 

body using breath and gentle arm 
movements in meditative fashion. 

Qigong began to take the lead 
along with my art.  Doctors reported 
decreasing inflammation and I was 
tapering off medications.  Fatigue, 
anger, anxiety and depression were 
slowly becoming more manageable.  
Over time, numbness in my hands 
and feet saw improved circulation.  
The science behind Qigong was so 
personally impactful that in January 
2016 I received a deep sense of duty to 
share these gifts with others in need.  

By August, I took this calling to 
the next level and departed from 20+ 
years in the corporate world to start RisingZen.com.  Today, I teach 
at-risk kids and individuals with a variety of both virtual and 
in-person real-time Qigong, art and meditative programs.  Next 
steps in expansion are to connect with doctors that treat within the 
vasculitis sphere, so together we can present patients with Qigong 
as a quality of life enhancement to their prescribed therapy.  The 
first step was reaching out to the Vasculitis Foundation, which in 
turn honored my journey with this article.  

So now, I invite you warriors, whether you are doctors treating or 
patients receiving treatment, to request a free “Joyful Heart” session 
for Qigong demo.  Thank you for taking the time to read part of 
my journey.  Warriors, let’s fight the good fight together!

Your fellow warrior,
Desiree Kim
Owner/Operator at Rising Zen
754.367.9112
info@risingzen.com
www.RisingZen.com  .

Calling all Warriors  | Desiree Kim

Desiree Kim

$2,615,069.10: The amount donated for research.

$2,109,847.10: The amount of funding the VF has committed to 
vasculitis research since 2002.  

$349,615: The amount of funding committed to fellowships.

$200,000: The largest donation received for research.

5,000+: Donors who have donated to research.

42: The number of studies the VF has funded.

9: The number of countries with VF-funded studies: 
Australia, Austria, Canada, Germany, Ireland, 
Italy, The Netherlands, United Kingdom, 
and the United States.

5: The number of fellowships funded.

$.50: The smallest donation received for research.

VF RESEARCH by the numbers
CONNECT WITH US!  We are collecting 
members’ email and cell phone numbers to 

enable us to quicker communication and to help 
reduce postage costs!  Do we have your correct 

mailing address?  Phone number?  
Please send us your contact information 

and we will update your record!
vf@VasculitisFoundation.org 

JOIN THE V-PPRN TODAY!
www.vpprn.org
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Status: Recruiting
The purpose of this study is to take skin biopsy samples from 
participants with skin (cutaneous) vasculitis to see what vasculitis is 
doing to the skin.  The doctors in this study would like to describe 
the impact of vasculitis on the skin and to investigate the differences 
between the different types of skin vasculitis.  The research team 
hopes that this study will develop information about skin vasculitis 
that will allow researchers to learn about the causes, the disease 
process and potential treatments for skin vasculitis.
For Diseases. Cryoglobulinemic vasculitis (CV). Drug-induced vasculitis. Eosinophilic granulomatosis with polyangiitis (EGPA). Granulomatosis with polyangiitis (GPA). IgA vasculitis. Isolated cutaneous vasculitis. Microscopic polyangiitis (MPA). Polyarteritis nodosa (PAN). Urticarial vasculitis
Background

Vasculitis is the swelling or inflammation of your blood vessels.  
There are many forms of vasculitis, and the cause is unknown for 
most types of vasculitis.  Vasculitis can be isolated to a single body 
part, or it can involve many different parts of the body.  Vasculitis 
frequently affects the skin and causes different kinds of rashes 
(lesions).

A skin lesion due to vasculitis means that you have one or more 
of the following:. Purpuric macule (a red or purple discoloration that is flat, is less 

than 1 cm in diameter and does not change color when 
pressure is applied to the discoloration),. Palpable purpura (a red or purple area that is raised, can be 
touched and is 0.3-1 cm in diameter),. Retiform purpura (a red or purple discoloration with jagged 
edges which does not change color when pressure is applied to 
it),. Nodule (small round lump that is more than 1 cm), or. Ulcer (an open sore on the body that is caused by a break in the 
skin).

About this Study
About 56 people with vasculitis will take part in this study at 

approximately 20 medical centers across North America.  All 
participants will be asked to complete one visit. Some participants 
may be asked to return for another visit 6 months after the first 
visit to confirm the vasculitis diagnosis.  At the first visit, you will 
be asked to provide information about your medical history, the 
current medication you are taking for your vasculitis, and you will 
be asked to have a photograph taken of the skin lesions you have 
that are related to your vasculitis.  At this initial visit, you will also 
be asked to provide a skin biopsy sample on a skin lesion that is 
between 24-36 hours old or is not older than one week.  If you 
have more than one skin lesion, you will be asked if the doctor can 
take two skin biopsy samples.  One will be used for this study and 
the other will be evaluated as part of your standard care.  You will 
also be asked to provide blood samples for research.

Target Enrollment
To be eligible to participate, you must:. Have a cutaneous lesion (purpuric macule, palpable purpura, 
retiform purpura, nodule, ulcer, or urticarial) believed to be related 
to active vasculitis . Have a suspected or confirmed diagnosis of:. Cryoglobulinemic vasculitis (CV). Drug-induced vasculitis. Eosinophilic granulomatosis with polyangiitis (EGPA). IgA vasculitis. Isolated cutaneous vasculitis. Granulomatosis with polyangiitis (GPA) or microscopic 

polyangiitis (MPA). Polyarteritis nodosa (PAN). Urticarial vasculitis. Be willing and able to provide written informed consent (or 
assent for those under the age of 18)
You are not eligible to participate if:. You are less than five years old. You are considered not to be a candidate for a biopsy or have 

a higher risk of developing an infection, bleeding, etc., from the 
biopsy. A doctor believes that the risks for you participating in this study 
do not outweigh the potential benefit of learning information 
from your biopsy. You have a neutrophil count (type of white blood cell) less than 
1500/mm3, platelet count less than 50,000/mm3, or a 
hemoglobin less than 7 g/dL. You have an uncontrolled disease that could prevent you from 
completing the study procedures. You have an active infection at or near the potential biopsy site, 
have poor circulation, or have bony prominence or other 
structure that would increase your risk of complications if you 
participated in this study. You are pregnant or nursing. You are not able to provide informed consent

How to participate
In order to participate in a study, you must personally contact the 
study coordinator of any of the participating institutions by phone 
or by e-mail.  Please use the information below to inquire about 
participation.
University of Pennsylvania, Philadelphia
Study Coordinator: Christopher Snider, MPH
E-mail: Christopher.snider@uphs.upenn.edu
Phone: 215.662.6597  .

Vasculitis Clinical Research Consortium (VCRC) Announces New Study
Clinical Transcriptomics in Systemic Vasculitis (CUTIS)
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or ANCA, is produced in patients with 
ANCA-associated vasculitis. Genes and 
environmental exposures are believed to 
contribute to ANCA formation, although 
the mechanisms are unknown. ANCAs 
cause destruction of kidneys, lungs, and 
other organs in affected patients. Disease 
frequently recurs after treatment is 
stopped, such that it is often continued 
for months or years. Current drugs are 
very toxic, so there is an urgent need for 
better therapies. Studies to find and test 
new drugs require animal models faithful 

to the human disease. 
Optimal models of ANCA vasculitis do not exist.  The goal of 

this project is to develop a new humanized model, using a special 
type of mouse that expresses both a human vasculitis susceptibility 
gene and a human immune system including human T cells and 
B cells that make ANCA. The researchers predict that immunized 
silica exposed humanized mice will develop human ANCA 
and disease similar to that found in patients, thus providing an 
important new model for the vasculitis research community to 
study disease mechanisms.
What this means for patients

Should the research team be successful in developing the new 
model, this would be the first model available to allow for further 
research on new therapeutic agents that can arrest the disease and 
prevent relapse. 

INVESTIGATOR:  NATALIYA MILMAN, 
MD, FRCPC, MSC
Co-investigators:  Peter Merkel, MD, 
Annelies Boonen, MD, Peter Tugwel, 
MD George A. Wells, MD, Paula 
Patterson, MD
Institution:  Rheumatology, Ottawa 
Hospital Research Institute
Title:  ICF Core Sets for ANCA-

associated Vasculitis
Award:  Two-year, $20,000
In 2010 OMERACT developed a list 
of outcomes for measurement in clinical 

trials of ANCA-associated vasculitis (AAV), called the “AAV Core 
Set”. Since then the recommended procedure for selection of the 
core set has been updated, most importantly by encouraging that 
groups of individuals that are affected by the clinical trials take part 
in the process of outcome selection. Three preliminary studies were 
done to identify aspects of AAV: 1) studied in clinical trials, 2) 
considered important by patients, and 3) considered important by 
vasculitis experts. 

The new study represents the final step of development of the 
updated ICF-based AAV Core Set. A three-round questionnaire 
will be administered to several groups of individuals, including 1) 
patients and caregivers, 2) clinicians, and 3) researchers, industry 
representatives and policy makers.  

In the first questionnaire round participants will be shown the 
results of the preliminary studies and asked to select aspects of 
AAV they consider the most important to measure in clinical trials. 
In the second and third questionnaire rounds, participants will 
be shown the results of previous rounds and asked to repeat their 
selection. Aspects of AAV selected by at least 70% of participants 
in any of the three groups described above will be included in the 
ICF-based AAV Core Set.
What this means for patients

Adapting the updated core set should result in expanding 
outcome measurement in AAV-related clinical trials and capturing 
aspects of AAV that may be uniquely important to patients and 
other relevant groups.

INVESTIGATOR:  DIVI CORNEC, MD, PHD
Co-investigators:  Ulrich Specks, MD, 
Pers Jacques-Olivier, PhD
Institution:  Mayo Clinic, Rochester
Title:  In Depth Characterization of 

PR3-specific B Cells in ANCA-
associated Vasculitis

Award:  $50,000, one-year with a 
second year requested

Divi Cornec is a French rheumatologist, 
currently working at the Mayo Clinic as a 
Research Fellow with Ulrich Specks, in 

collaboration with Jacques-Olivier Pers, head of the Immunology 
research team U1227 in Brest, France. 

Since the pivotal RAVE study codirected by Dr Specks, 
rituximab has become the cornerstone of the treatment of many 
patients with ANCA-associated vasculitis. Rituximab acts by 
destroying a certain type of white blood cells called “B cells”, which 
are responsible for the production of our antibodies. Most B cells 
in the blood of patients with auto-immune diseases are normal, 
and secrete “good” antibodies (that protect against infections for 
example), and only a minority of their B cells are abnormal and 
make the autoantibodies (the ANCAs) that are associated with 
the disease and may cause the damage to different organs. Until 
now, very little is known about the differences between normal 
protective B cells and abnormal ANCA-producing B cells.
What this means for patients

The authors recently developed a method to recognize these 
ANCA-producing B cells among all other normal B cells in the 
blood of the patients. This method is a very promising tool. The 
main objective of the present research project is to determine 
whether the proportion of ANCA producing (PR3-specific) B cells 
in the blood of the patients is associated with disease activity and 
could predict the risk of relapse. If this is the case, this test could be 
very useful to guide treatment for each individual patient, in order 
to avoid unnecessary immunosuppressive therapy in some patients 
while preventing disease relapses in patients at risk.   .
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As treatments for vasculitis have improved, more and more younger 
patients are healthy enough to have children. There is little guidance 
to either the doctor or the Mom-to-be on what happens during 
pregnancy in these women. 

Megan E. B. Clowse, MD, MPH from 
Duke University and colleagues from the 
University of Pennsylvania asked patients 
to complete an anonymous internet-
based survey. It included questions 
about pregnancy outcomes, timing of 
the pregnancy relative to diagnosis, and 
medication use. 
More Information on Pregnancy
Needed

“We don’t really have much information 
that we can point to about how vasculitis, 
in all its forms, impacts on pregnancy,” said 

Dr. Clowse. “This is an early attempt to try and answer some of the 
questions that both patients and their doctors have.”

Participants in the Vasculitis Clinical Research Patient 
Consortium Registry were invited to participate in the 2011 study. 
A total of 350 women and 113 men completed the survey. After 
a diagnosis of vasculitis women reported 74 pregnancies and men 
reported 18 conceptions. They compared pregnancy outcomes 
between those who conceived prior to their diagnosis with those 
who were pregnant during treatment for vasculitis. 
Pregnancy Loss Slightly Higher

For women, the rate of pregnancy loss was higher if conception 
took place after a vasculitis diagnosis than that seen in those who 
became pregnant before the disease was identified (33.8% vs. 
22.4%). Similar findings were seen in preterm births (22.3% after vs. 
11.4% before diagnosis). Among men, the timing of diagnosis did 

not have an impact on pregnancy outcomes.
“While we did have these increases, they were not huge,” said 

Dr. Clowse. “This gives patients hope that they can have successful 
pregnancies and that their vasculitis will not prevent them from 
getting pregnant and having a healthy baby.”

The researchers also asked Moms about what changes in their 
vasculitis were seen during pregnancy. The researchers were 
“pleasantly surprised” to see there wasn’t a high rate of flares while 
pregnant.
Next Step is More Structured Look

The next step is a closer look at these issues 
using more structured methods. This study 
was a survey and as such did not have access 
to medical records to better quantify things 
like disease severity, medication use, and other 
variables.
To address this, the Vasculitis Pregnancy 

Registry was started in 2015. Those interested in joining the 
Registry can enroll now through the Vasculitis Patient Powered 
Network (http://www.vpprn.org/vpreg). A person with any form of 
vasculitis who is pregnant or thinking of becoming pregnant is 
encouraged to go to the website to get more information. 

“A lot of women, especially those with severe vasculitis, are 
discouraged by their physicians and families from getting pregnant 
for fear their disease will get worse,” said Dr. Clowse. “Moms-to-
be are worried first and foremost about the health of their baby. 
By collecting more information about pregnancies in women with 
vasculitis, we will be able to guide patients as they make tough 
decisions on their road to having a family.” 

Clowse ME, Richeson RL, Pieper C, Merkel PA. Pregnancy 
outcomes among patients with vasculitis. Arthritis Care Res 
(Hoboken). 2013 Aug;65(8):1370-4. doi: 10.1002/acr.21983.  .
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The goal of the Vasculitis 
Patient-Powered Research 
Network’s (V-PPRN) 
research program is to 
conduct high quality 
studies that will improve 

the care and the health of patients with vasculitis by exploring 
research questions that matter most to patients and advance medical 
knowledge about vasculitis.
The Challenge

All the different types of vasculitis are rare diseases - this makes 
it especially hard to do research because it is difficult to find enough 
patients for research studies, patients are spread out geographically, 
and it is hard to get health information from physicians to 
researchers.
The Solution

Vasculitis is rare but vasculitis research doesn’t have to be! The 
V-PPRN will enroll more patients than ever studied in the past, 
from all parts of the country, and collect data on-line to break 

down barriers and involve patients in the research process so health 
information is easily shared with researchers.
Who Can Join the V-PPRN?

You can join the V-PPRN if:. You are a patient with vasculitis. You are the parent of a child with vasculitis. You are the caregiver of an adult patient with vasculitis. You have regular access to the Internet. A strong English proficiency.  The V-PPRN forms are currently 
provided in English and require a strong English proficiency.
Join the Network. As a patient, you will be a partner with investigators and 
clinicians in research and care.. You contribute your disease experience by providing patient-
reported data as well as electronic health data.. Together, we are making vasculitis research happen now!. Better studies, better treatments, because of you!

Join the www.vpprn.org today!

Pregnancy Possible for Women with Vasculitis  | Kurt Ullman, RN

Megan Clowse, MD, MPH
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spotlight

Are you a warrior?  No doubt, you are.  We are all unique warriors, 
on this journey of journey’s with a vasculitis diagnosis.  The kind of 
warriors that despite pain, scars, and drudging, we keep going, keep 
fighting, keep living.  Yet, at times, on this mountainous journey we 
feel powerless, defeated and even very alone.  On the other hand, 
moments of what seem like a small victory to most, wells up the 
feeling of an enormous victory for us!  

My name is Desiree Kim and I’m a warrior diagnosed with 
Takayasu’s arteritis.  After 30+ years and a plethora of doctors 
(Western, Chinese, Ayurvedic) being dumbfounded by my 
symptoms, the journey felt like it ended and began in May 2015.  
In the hospital room, after a 2nd major surgery, I recall the initial 
feeling of disbelief when doctors shared my diagnosis.  There I was, 
confused and skeptical.  Why now, after all this time?  Were they 
for sure?  What took so long? 

Uncertainty, anger and a slew of racing emotions arose until 
I thought, “Wait, what if they are right?”  So, I began to search 
online and before long, I felt I was reading my life story written 
by others.  I moved from disbelief into a victorious sense of 
relief, almost a celebration!  But, soon after, the coming months 
of prednisone and other meds, would place me in a new kind of 
warrior mode for the ultimate fight of my life.  

The side effects began to cause increasing disruption, which 
eventually led to suicidal thoughts.  With my best friend’s suicide 
behind me, I had a distant voice of wherewithal not to succumb to 
the screaming for escape.  Being a warrior, I needed to find a way 
to win.  My diet was clean, free of gluten, dairy, sugar, alcohol and 
caffeine.  I needed something more.  

Choosing life balance became a laser focus.  I needed things I 
could do at home without much effort, and in some cases from 
a sitting position.  Since I was a child, I have turned to creating 
art for release and balance of swirling emotions.  More recently, I 
trained for certification in the ancient art of Qigong (chee-gong), 
a practice that balances and detoxifies the physical and emotional 

body using breath and gentle arm 
movements in meditative fashion. 

Qigong began to take the lead 
along with my art.  Doctors reported 
decreasing inflammation and I was 
tapering off medications.  Fatigue, 
anger, anxiety and depression were 
slowly becoming more manageable.  
Over time, numbness in my hands 
and feet saw improved circulation.  
The science behind Qigong was so 
personally impactful that in January 
2016 I received a deep sense of duty to 
share these gifts with others in need.  

By August, I took this calling to 
the next level and departed from 20+ 
years in the corporate world to start RisingZen.com.  Today, I teach 
at-risk kids and individuals with a variety of both virtual and 
in-person real-time Qigong, art and meditative programs.  Next 
steps in expansion are to connect with doctors that treat within the 
vasculitis sphere, so together we can present patients with Qigong 
as a quality of life enhancement to their prescribed therapy.  The 
first step was reaching out to the Vasculitis Foundation, which in 
turn honored my journey with this article.  

So now, I invite you warriors, whether you are doctors treating or 
patients receiving treatment, to request a free “Joyful Heart” session 
for Qigong demo.  Thank you for taking the time to read part of 
my journey.  Warriors, let’s fight the good fight together!

Your fellow warrior,
Desiree Kim
Owner/Operator at Rising Zen
754.367.9112
info@risingzen.com
www.RisingZen.com  .

Calling all Warriors  | Desiree Kim

Desiree Kim

$2,615,069.10: The amount donated for research.

$2,109,847.10: The amount of funding the VF has committed to 
vasculitis research since 2002.  

$349,615: The amount of funding committed to fellowships.

$200,000: The largest donation received for research.

5,000+: Donors who have donated to research.

42: The number of studies the VF has funded.

9: The number of countries with VF-funded studies: 
Australia, Austria, Canada, Germany, Ireland, 
Italy, The Netherlands, United Kingdom, 
and the United States.

5: The number of fellowships funded.

$.50: The smallest donation received for research.

VF RESEARCH by the numbers
CONNECT WITH US!  We are collecting 
members’ email and cell phone numbers to 

enable us to quicker communication and to help 
reduce postage costs!  Do we have your correct 

mailing address?  Phone number?  
Please send us your contact information 

and we will update your record!
vf@VasculitisFoundation.org 

JOIN THE V-PPRN TODAY!
www.vpprn.org
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Status: Recruiting
The purpose of this study is to take skin biopsy samples from 
participants with skin (cutaneous) vasculitis to see what vasculitis is 
doing to the skin.  The doctors in this study would like to describe 
the impact of vasculitis on the skin and to investigate the differences 
between the different types of skin vasculitis.  The research team 
hopes that this study will develop information about skin vasculitis 
that will allow researchers to learn about the causes, the disease 
process and potential treatments for skin vasculitis.
For Diseases. Cryoglobulinemic vasculitis (CV). Drug-induced vasculitis. Eosinophilic granulomatosis with polyangiitis (EGPA). Granulomatosis with polyangiitis (GPA). IgA vasculitis. Isolated cutaneous vasculitis. Microscopic polyangiitis (MPA). Polyarteritis nodosa (PAN). Urticarial vasculitis
Background

Vasculitis is the swelling or inflammation of your blood vessels.  
There are many forms of vasculitis, and the cause is unknown for 
most types of vasculitis.  Vasculitis can be isolated to a single body 
part, or it can involve many different parts of the body.  Vasculitis 
frequently affects the skin and causes different kinds of rashes 
(lesions).

A skin lesion due to vasculitis means that you have one or more 
of the following:. Purpuric macule (a red or purple discoloration that is flat, is less 

than 1 cm in diameter and does not change color when 
pressure is applied to the discoloration),. Palpable purpura (a red or purple area that is raised, can be 
touched and is 0.3-1 cm in diameter),. Retiform purpura (a red or purple discoloration with jagged 
edges which does not change color when pressure is applied to 
it),. Nodule (small round lump that is more than 1 cm), or. Ulcer (an open sore on the body that is caused by a break in the 
skin).

About this Study
About 56 people with vasculitis will take part in this study at 

approximately 20 medical centers across North America.  All 
participants will be asked to complete one visit. Some participants 
may be asked to return for another visit 6 months after the first 
visit to confirm the vasculitis diagnosis.  At the first visit, you will 
be asked to provide information about your medical history, the 
current medication you are taking for your vasculitis, and you will 
be asked to have a photograph taken of the skin lesions you have 
that are related to your vasculitis.  At this initial visit, you will also 
be asked to provide a skin biopsy sample on a skin lesion that is 
between 24-36 hours old or is not older than one week.  If you 
have more than one skin lesion, you will be asked if the doctor can 
take two skin biopsy samples.  One will be used for this study and 
the other will be evaluated as part of your standard care.  You will 
also be asked to provide blood samples for research.

Target Enrollment
To be eligible to participate, you must:. Have a cutaneous lesion (purpuric macule, palpable purpura, 
retiform purpura, nodule, ulcer, or urticarial) believed to be related 
to active vasculitis . Have a suspected or confirmed diagnosis of:. Cryoglobulinemic vasculitis (CV). Drug-induced vasculitis. Eosinophilic granulomatosis with polyangiitis (EGPA). IgA vasculitis. Isolated cutaneous vasculitis. Granulomatosis with polyangiitis (GPA) or microscopic 

polyangiitis (MPA). Polyarteritis nodosa (PAN). Urticarial vasculitis. Be willing and able to provide written informed consent (or 
assent for those under the age of 18)
You are not eligible to participate if:. You are less than five years old. You are considered not to be a candidate for a biopsy or have 

a higher risk of developing an infection, bleeding, etc., from the 
biopsy. A doctor believes that the risks for you participating in this study 
do not outweigh the potential benefit of learning information 
from your biopsy. You have a neutrophil count (type of white blood cell) less than 
1500/mm3, platelet count less than 50,000/mm3, or a 
hemoglobin less than 7 g/dL. You have an uncontrolled disease that could prevent you from 
completing the study procedures. You have an active infection at or near the potential biopsy site, 
have poor circulation, or have bony prominence or other 
structure that would increase your risk of complications if you 
participated in this study. You are pregnant or nursing. You are not able to provide informed consent

How to participate
In order to participate in a study, you must personally contact the 
study coordinator of any of the participating institutions by phone 
or by e-mail.  Please use the information below to inquire about 
participation.
University of Pennsylvania, Philadelphia
Study Coordinator: Christopher Snider, MPH
E-mail: Christopher.snider@uphs.upenn.edu
Phone: 215.662.6597  .

Vasculitis Clinical Research Consortium (VCRC) Announces New Study
Clinical Transcriptomics in Systemic Vasculitis (CUTIS)



5

www.VasculitisFoundation.org March/April 2017 . 9

education

It is not uncommon for patients or 
caregivers to be faced with a critical 
question about whether or not to visit the 
Emergency Department for immediate 
medical care.  Vasculitis is a complex rare 
disease, so it is important to know how to 
prepare for such a visit.

Dr. Susan Wilson is an Emergency 
Medicine Specialist in Milwaukee, 
Wisconsin.  Her son, Ben, was diagnosed 
with EGPA/Churg-Strauss syndrome 
in 2014 at the age of 22.  During the 

webinar on February 7, Dr. Wilson outlined what she has learned 
as a physician over the past 22 years, and as a parent of a young 
adult seeking emergency medical treatment.  

Here are a few of the key discussion points:
What to do before visiting the Emergency Department

If possible, before going to the emergency department, contact 
your treating physician (rheumatologist, pulmonologist, or whoever 
is your primary care doctor) and ask them what you should do.  
Your doctor can contact the emergency department to alert them 
about your condition and in some cases, he/she may want to order 
certain medical tests run.

If you become sick after hours or you cannot get in touch with 
your primary care doctor in a timely fashion, it is best to just go to 
the emergency department.  Do not substitute immediate medical 
care by searching for advice on the Internet, or posting to social 
media asking whether you should go to the emergency room.  It is 
best to interact with a medical professional as quickly as possible. 
What to take with you to the Urgent Care or Emergency 
Department

Bring a list of your medications and your doctors’ contact 
information.  Create this list ahead of time—before you need 
it and keep it handy so you remember to take it with you.  It is 
always helpful to have a medical alert bracelet that outlines your 
underlying medical condition.  You may not always be responsive, 
and the bracelet gives medical professionals valuable information.  
Take along a brochure about your form of vasculitis.  This 
information can be very helpful to the triage nurse, or attending 
doctor, to better understand your condition, and do further research 
or seek a consultation with another physician.
Editor’s note:  Many thanks to Dr. Susan Wilson for sharing her 
knowledge and personal experience.  We are also pleased to share 
Ben’s story on page 8.  .

Seeking Unscheduled Medical Care:  An Interview with Dr. Susan Wilson
The following is information is from the VF’s February Road Map to Wellness Webinar by Dr. Susan Wilson.  
The webinar is available for viewing here:  https://youtu.be/vpV1kmmHI0o

Susan Wilson, MD

The Chair’s Corner is an educational podcast series hosted by 
Dr. Ron Falk, Department of Medicine Chair at the University 
Of North Carolina School Of Medicine.  Previous episodes 
include topics related to heart failure, HIV cure research, and 
ANCA vasculitis, and feature interviews with Dr. Falk and 
UNC physicians who specialize in those conditions.

This new series will bring you 12 weeks of episodes related 
to autoimmune disease -- from basic science information, to 
getting diagnosed with a disease, along with a special focus on a 
selection of diseases.  We welcome your feedback.  Please follow 
us on FaceBook to stay connected, and bookmark our site to 
listen and find transcripts.

We can’t see our immune system, but we know it’s there to 
defend the body against disease and infection.  What happens 
when our defense changes?  When autoimmune disease 
develops, the immune system attacks healthy cells by mistake. 
. Episode One:  The Science Behind Autoimmune Disease 

Dr. Ron Falk and Dr. Meghan Free begin this series with 
a conversation about what goes wrong in the cells of the 
human body during an autoimmune disease process.  Dr. 
Free is a basic science researcher whose work focuses on the 
autoimmune disease vasculitis; she is an Assistant Professor of 

Medicine in the UNC Division of Nephrology.
“We know in patients with autoimmune disease that there are 
breaks in tolerance, that there are certain genes or certain receptors 
or proteins that are either misfolded, dysregulated – there’s 
something amiss within those pathways that causes your body to 
mistake yourself for an antigen.”
~Meghan Free, PhD

. Episode Two:  Getting Diagnosed with Autoimmune Disease
Dr. Ron Falk and Dr. Patrick Nachman talk about the process 
of getting diagnosed with an autoimmune disease and what 
can help people get through this. Dr. Nachman sees patients 
who have vasculitis and other diseases that affect the kidney; 
he is a Marion Stedman Covington Distinguished Professor 
of Medicine in the University of North Carolina Division of 
Nephrology.
“Remember that you cannot do this alone. It’s very important to 
engage a confidante, a family member, a friend, a neighbor, who 
will walk this road with you.”
~ Patrick Nachman, MD
The podcasts are available here: 
https://www.med.unc.edu/medicine/news/chairs-corner  .

New UNC Podcast Series Focuses on Autoimmune Disease
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It was another exciting year for the 
Vasculitis Foundation and its research 
efforts.  The VF Research Committee, 
which is charged with overseeing the 
Research Program, received 27 grant 
applications from all over the world to 
be considered for the 2017 funding cycle.  
Researchers from China, Nigeria, and the 
Philippines submitted applications for 
the first time; we also continued to have 
a high volume of grant applications from 
our European, Australian, and Canadian 
colleagues, as well as great interest here in 

the United States.  
As funding sources for research become more limited and more 

competitive, the level of applications and prestige of the submitting 
medical institutions has increased. We received applications from 
institutions such as Duke, Harvard, Johns Hopkins, and Mayo, 
as well as continued interest from many of our internationally 
recognized vasculitis centers.

The variety of grant applications represented many of 
the vasculitides.  The breakdown included applications for 
Cryoglobulinemia, Kawasaki disease, Giant cell arteritis, ANCA-
associated vasculitis, Polyarteritis nodosa, general vasculitis, 
Behcet’s, and CNS vasculitis.  The applications reflected a wide 
spectrum of research techniques and fully reflected different 
approaches to investigating these vasculitides.  

The scientific inquiry delved into the fields of epidemiology; 
etiology/cause of disease; genetics; the pathogenesis of disease 
and diagnosis and treatment; and the biochemical basis for 
the disease.  Researchers had ideas for investigations involving 
infectious etiologies, urinary markers, extracellular part of the 
particles, genomic-associated syndromes, mice modeling for 
pathophysiology, imaging and diagnoses of the disease, an in-depth 
analysis of PR 3 ANCA, and specifically how this would further 

fine-tune rituximab therapy; and the biochemical intervention for 
disease.

Our research grants are awarded based on the point value they 
are given on the grant review by members of our VF Scientific 
Advisory Board and additional reviewers.  We wish to recognize 
their efforts and express our appreciation; all of these experts are 
clinicians and/or researchers who carry on full-time activities in 
the field of vasculitis. They voluntarily participate in the review of 
our applications during their spare time.  This means a markedly 
low overhead for our research program and a reflection that your 
research donation goes directly into funding research.

We make a conscious effort to support funding for several 
types of vasculitides and also represent the different approaches of 
scientific investigation.  The VF Research Committee completes 
a final evaluation of all the applications and reviews and then 
provides a written recommendation to the VF Board of Directors 
for final funding approval.  

In summary, the Vasculitis Foundation had another banner year 
for its research program.  It culminates our 30-year anniversary 
with an overall contribution of the $2.3 million mark distributed 
since we began funding research in 2002.    

This year we award four outstanding grants to bring forth the 
understanding and pathogenesis, treatment and diagnosis of 
vasculitis of all types. 

We cannot do this without your research donations.  With the 
outstanding level of grant applications, we could have easily funded 
more studies.  Please consider a generous donation to our VF 
Research Program.  Know that your donation goes directly to fund 
research grants with minimal administrative fees.

We wish to thank you for your generosity today.  I look forward 
to giving you exciting feedback on our research already in progress! 
Best wishes!

Christine Cox- Marinelli, MD
Chairman, VF Research Committee
VF Board of Directors  .

VF Research Program Update  | Chris Cox-Marinelli, MD

Chris Cox-Marinelli, MD

The 2017 United Way Workplace Campaign is underway in thousands 
of companies throughout the United States.  If you participate in 
the United Way Campaign, we ask that you make the Vasculitis 
Foundation your charity of choice.

SUPPORT THE VF THROUGH THE UNITED WAY
The Vasculitis Foundation is a registered 501 (c) (3)nonprofit.  
To designate the VF for your United Way support, please complete 
the appropriate form (provided by your employer or local UW 
agency) with the following information:
Vasculitis Foundation
PO Box 28660
Kansas City, MO  64188
816.436.8211
vf@vasculitisfoundation.org
For more information, visit:  
http://www.vasculitisfoundation.org/donate/united-way-giving/   .

JOIN TODAY!
www.vpprn.org

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

2017 United Way Workplace Campaign: 
Make the VF your Charity of Choice

Vasculitis Patient-Powered Research Network
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The Vasculitis Foundation is pleased 
to support the ARAMIS Study with a 
one-year grant of $50,000 through our 
Research Program. 

The purpose of this study is to 
evaluate different treatment options 
for patients with skin vasculitis (also 
called cutaneous vasculitis). Patients 
with small- or medium-vessel vasculitis 
that only involves the skin (“isolated 
skin vasculitis”), including some forms 
of polyarteritis nodosa or IgA vasculitis 

(Henoch-Schönlein purpura) can join this study.  There is not a 
common preferred or recommended treatment option for isolated 
skin vasculitis, and different doctors may advise using different 
drugs, based only on their personal experience.  The most frequently 
used treatments for skin vasculitis are colchicine, dapsone and 
azathioprine.  This study will compare how effective these three 
drugs are at treating isolated cutaneous vasculitis.
For Diseases. Isolated cutaneous small-vessel (SVV). Isolated cutaneous medium-vessel vasculitis (MVV). Cutaneous polyarteritis nodosa (cPAN). IgA vasculitis (Henoch-Schönlein purpura, IgAV)
Background

Vasculitis is the swelling or inflammation of your blood vessels.  
There are many forms of vasculitis, and the cause is unknown for 
most types of vasculitis.  Vasculitis can be isolated to a single body 
part, or it can involve many different parts of the body or organs.  
Vasculitis frequently affects the skin and causes different kinds of 
rashes (lesions).

Because no research studies have provided answers to the 
question of what therapy for skin vasculitis is best, treatment 
decisions for patients with skin vasculitis are made based upon 
the treating doctor’s experience and expert opinions.  The doctors 
involved in this study are hopeful that the information gathered 
from this study will help doctors and patients understand what the 
best treatment options are for patients with skin vasculitis.

This study will compare the effectiveness of the three different 
drugs for the treatment of skin vasculitis, look at how patients 
respond to the study drugs, and see if there are characteristics that 
predict which patients will respond to which drugs.
About this Study

About 90 people with skin vasculitis will take part in this study.  
If you take part in this study, you will be asked to complete a 
minimum of 6 study visits at the study site. The number of visits will 
depend upon which stage you enroll into the study and how your 
skin vasculitis responds to the treatments.  You may be in this study 
for up to 18 months.

This study has two stages, Stage 1 and Stage 2.  The study ends 
after Stage 2.  Each Stage is up to 6 months long.

If you are eligible for the study, you will be randomized to take 
one of the three study drugs: colchicine, dapsone, or azathioprine.  
You will take this drug for at least 3 months. After that time, if 
your skin vasculitis is responding (improving) to the drug, you will 

continue to take this drug for another 6 months (Stage 2), until the 
end of the study (shown below in Figure 1). 

If the treatment you are assigned to in Stage 1 does not help with 
your vasculitis, you will be randomized again and enter into Stage 2.  
In Stage 2 you will receive one of the other two treatments you did 
not receive (shown below in Figure 2).  If the new drug given to you 
in Stage 2 helps with your vasculitis, you can receive this drug for up 
to 12 months.  This means that you could be in the study for up to 
18 months.

You may also skip Stage 1 if your disease failed to respond in 
the past to one of the study drugs, or if you had a bad reaction to 
the drug.  If you skip over Stage 1, you enter the study directly 
into Stage 2. In Stage 2 you will be randomized to one of the two 
treatments that you previously did not receive.  You will take this 
drug for at least six months (shown in Figure 3).  If this drug helps 
your vasculitis, you will take this drug for a total of 12 months.

If you do not respond to the new treatment given in Stage 2, you 
will end your participation in this study and receive care from your 
treating physician outside of the study (as you normally do).
For each visit, you will be asked to:. Provide information about your medical history and history 

of medications used for both your vasculitis and any other 
medical conditions you may have. Have a physical exam performed. Get blood tests done as part of normal routine monitoring / 

standard of care. Give a urine sample (some visits). Have a chest x-ray (only at the first visit). Complete questionnaires about how your vasculitis impacts 
your life. Take photographs of your skin lesions. Complete a study diary to track the doses of the study drug(s) 
you are taking

Target Enrollment
To be eligible to participate, you must:. Have isolated skin vasculitis which is vasculitis not associated 

Now Enrolling: A Randomized Multicenter Study for Isolated Skin Vasculitis (ARAMIS)
New study to evaluate different treatments for patients with skin vasculitis has launched! 

Robert Micheletti, MD

Figure 1
Study Enrollment Stage 1 Stage 2

Randomized to drug A Take drug A Continue to take drug A

Figure 2
Study Enrollment Stage 1 Stage 2

Randomized to 
drug A

Drug A does 
not help your 
vasculitis

Randomized 
to drug 
B or C

Take drug 
B or C

Figure 3
Study Enrollment Stage 1 Stage 2

You cannot receive
drug A due to past 
history

Skip over 
this stage

Randomized 
to drug 
B or C

Take drug 
B or C

continued on page 17
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vcrc

VCRC Update | Are you a member of the VCRC Patient Contact Registry?
https://www.rarediseasesnetwork.org/cms/vcrc/

The Vasculitis Foundation encourages patients to participate in research whenever possible.  Your 
participation will help researchers find better treatments and the cause and cure for vasculitis.  

The Vasculitis Clinical Research Consortium (VCRC) is an integrated group of academic medical centers, patient support organizations, 
and clinical research resources dedicated to conducting clinical research in different forms of vasculitis.  Funded by the National Institutes 
of Health, the VCRC is part of the Rare Diseases Clinical Research Network.

Research offers no guarantees, but research cannot move forward without your help. Every active role a patient takes may possibly play a 
part in discovering new groundbreaking research and finding new treatments.
Join The VCRC Contact Registry!
CURRENT VCRC STUDIES

AORTITIS
5507: VCRC Longitudinal Protocol for Aortitis
5511: Tissue Repository Protocol

BEHÇET’S DISEASE
5535: VCRC Validation of Patient-Reported Diagnostic Data

CRYOGLOBULINEMIC VASCULITIS (CRYOGLOBULINEMIA)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

CUTANEOUS VASCULITIS
5511: Tissue Repository Protocol
5562: A randomized multicenter study for isolated skin vasculitis 

(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

DRUG-INDUCED VASCULITIS
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)
EOSINOPHILIC GRANULOMATOSIS WITH POLYANGIITIS/CHURG-
STRAUSS
5506: Longitudinal Protocol for EGPA/Churg-Strauss
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

GIANT CELL (TEMPORAL) ARTERITIS (GCA)
5502: Longitudinal Protocol for GCA
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data

GRANULOMATOSIS WITH POLYANGIITIS (WEGENER’S/GPA)
5505: Longitudinal Protocol for GPA/Wegener’s
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5524: PEXIVAS: Plasma exchange and glucocorticoid dosing in 

the treatment of anti-neutrophil cytoplasm antibody 
associated vasculitis: an international randomized controlled 
trial

5525: RITAZAREM: An international, open label, randomized 
controlled trial comparing rituximab with azathioprine as 
maintenance therapy in relapsing ANCA-associated vasculitis

5526: The Assessment of Prednisone in Remission (TAPIR) Trial
5527: Abatacept (CTLA4-Ig) for the Treatment of Relapsing, Non-

Severe, GPA/Wegener’s (ABROGATE)
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

IgA VASCULITIS (HENOCH-SHOENLEIN PURPURA)
5562: A randomized multicenter study for isolated skin vasculitis 
(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

MICROSCOPIC POLYANGIITIS (MPA)
5505: Longitudinal Protocol for GPA/Wegener’s and MPA
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

POLYARTERITIS NODOSA (PAN)
5504: Longitudinal Protocol for PAN
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5562: A randomized multicenter study for isolated skin vasculitis 

(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

TAKAYASU’S ARTERITIS (TAK)
5503: Longitudinal Protocol for TAK
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5515: VCRC Imaging Protocol for Magnetic Resonance and Positron 

Emission Tomography in Large-Vessel Vasculitis (TAK): 
Development as Clinical Trial Outcome Measures

5535: VCRC Validation of Patient-Reported Diagnostic Data

URTICARIAL VASCULITIS
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

PARTICIPATING CENTERS | CONTACT INFORMATION
Boston University Vasculitis Center

Naomi Amudala, Study Coordinator
namudala@bu.edu or 617.414.2512

Cedars-Sinai Medical Center, Los Angeles
Javier Aché, Clinical Research Coordinator
javier.ache@cshs.org or 310.423.2979 

Cleveland Clinic Vasculitis Center
Katie Gartner, Study Coordinator
gartnek@ccf.org or 216.445.1397

Hospital for Special Surgery
Annel Fernandez, Study Coordinator
fernandeza@hss.edu or 212.774.2123
Eliza Pelrine, Study Coordinator
pelrineE@hss.edu or 212.774.2123

Instanbul University
Burak Erer, burakerer@yahoo.com
Bahtiyar Toz, bahtiyartoz@gmail.com
Burak Ince, drburakince@gmail.com

The Mayo Clinic College of Medicine
Sue Donlinger, Study Coordinator
Donlinger.SueAnn@mayo.edu or 507.284.9259

continued on page 17
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or ANCA, is produced in patients with 
ANCA-associated vasculitis. Genes and 
environmental exposures are believed to 
contribute to ANCA formation, although 
the mechanisms are unknown. ANCAs 
cause destruction of kidneys, lungs, and 
other organs in affected patients. Disease 
frequently recurs after treatment is 
stopped, such that it is often continued 
for months or years. Current drugs are 
very toxic, so there is an urgent need for 
better therapies. Studies to find and test 
new drugs require animal models faithful 

to the human disease. 
Optimal models of ANCA vasculitis do not exist.  The goal of 

this project is to develop a new humanized model, using a special 
type of mouse that expresses both a human vasculitis susceptibility 
gene and a human immune system including human T cells and 
B cells that make ANCA. The researchers predict that immunized 
silica exposed humanized mice will develop human ANCA 
and disease similar to that found in patients, thus providing an 
important new model for the vasculitis research community to 
study disease mechanisms.
What this means for patients

Should the research team be successful in developing the new 
model, this would be the first model available to allow for further 
research on new therapeutic agents that can arrest the disease and 
prevent relapse. 

INVESTIGATOR:  NATALIYA MILMAN, 
MD, FRCPC, MSC
Co-investigators:  Peter Merkel, MD, 
Annelies Boonen, MD, Peter Tugwel, 
MD George A. Wells, MD, Paula 
Patterson, MD
Institution:  Rheumatology, Ottawa 
Hospital Research Institute
Title:  ICF Core Sets for ANCA-

associated Vasculitis
Award:  Two-year, $20,000
In 2010 OMERACT developed a list 
of outcomes for measurement in clinical 

trials of ANCA-associated vasculitis (AAV), called the “AAV Core 
Set”. Since then the recommended procedure for selection of the 
core set has been updated, most importantly by encouraging that 
groups of individuals that are affected by the clinical trials take part 
in the process of outcome selection. Three preliminary studies were 
done to identify aspects of AAV: 1) studied in clinical trials, 2) 
considered important by patients, and 3) considered important by 
vasculitis experts. 

The new study represents the final step of development of the 
updated ICF-based AAV Core Set. A three-round questionnaire 
will be administered to several groups of individuals, including 1) 
patients and caregivers, 2) clinicians, and 3) researchers, industry 
representatives and policy makers.  

In the first questionnaire round participants will be shown the 
results of the preliminary studies and asked to select aspects of 
AAV they consider the most important to measure in clinical trials. 
In the second and third questionnaire rounds, participants will 
be shown the results of previous rounds and asked to repeat their 
selection. Aspects of AAV selected by at least 70% of participants 
in any of the three groups described above will be included in the 
ICF-based AAV Core Set.
What this means for patients

Adapting the updated core set should result in expanding 
outcome measurement in AAV-related clinical trials and capturing 
aspects of AAV that may be uniquely important to patients and 
other relevant groups.

INVESTIGATOR:  DIVI CORNEC, MD, PHD
Co-investigators:  Ulrich Specks, MD, 
Pers Jacques-Olivier, PhD
Institution:  Mayo Clinic, Rochester
Title:  In Depth Characterization of 

PR3-specific B Cells in ANCA-
associated Vasculitis

Award:  $50,000, one-year with a 
second year requested

Divi Cornec is a French rheumatologist, 
currently working at the Mayo Clinic as a 
Research Fellow with Ulrich Specks, in 

collaboration with Jacques-Olivier Pers, head of the Immunology 
research team U1227 in Brest, France. 

Since the pivotal RAVE study codirected by Dr Specks, 
rituximab has become the cornerstone of the treatment of many 
patients with ANCA-associated vasculitis. Rituximab acts by 
destroying a certain type of white blood cells called “B cells”, which 
are responsible for the production of our antibodies. Most B cells 
in the blood of patients with auto-immune diseases are normal, 
and secrete “good” antibodies (that protect against infections for 
example), and only a minority of their B cells are abnormal and 
make the autoantibodies (the ANCAs) that are associated with 
the disease and may cause the damage to different organs. Until 
now, very little is known about the differences between normal 
protective B cells and abnormal ANCA-producing B cells.
What this means for patients

The authors recently developed a method to recognize these 
ANCA-producing B cells among all other normal B cells in the 
blood of the patients. This method is a very promising tool. The 
main objective of the present research project is to determine 
whether the proportion of ANCA producing (PR3-specific) B cells 
in the blood of the patients is associated with disease activity and 
could predict the risk of relapse. If this is the case, this test could be 
very useful to guide treatment for each individual patient, in order 
to avoid unnecessary immunosuppressive therapy in some patients 
while preventing disease relapses in patients at risk.   .
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Mary H. Foster, MD

Nataliya Milman, MD, 
FRCPC, MSc

Divi Cornec, MD, PhD

As treatments for vasculitis have improved, more and more younger 
patients are healthy enough to have children. There is little guidance 
to either the doctor or the Mom-to-be on what happens during 
pregnancy in these women. 

Megan E. B. Clowse, MD, MPH from 
Duke University and colleagues from the 
University of Pennsylvania asked patients 
to complete an anonymous internet-
based survey. It included questions 
about pregnancy outcomes, timing of 
the pregnancy relative to diagnosis, and 
medication use. 
More Information on Pregnancy
Needed

“We don’t really have much information 
that we can point to about how vasculitis, 
in all its forms, impacts on pregnancy,” said 

Dr. Clowse. “This is an early attempt to try and answer some of the 
questions that both patients and their doctors have.”

Participants in the Vasculitis Clinical Research Patient 
Consortium Registry were invited to participate in the 2011 study. 
A total of 350 women and 113 men completed the survey. After 
a diagnosis of vasculitis women reported 74 pregnancies and men 
reported 18 conceptions. They compared pregnancy outcomes 
between those who conceived prior to their diagnosis with those 
who were pregnant during treatment for vasculitis. 
Pregnancy Loss Slightly Higher

For women, the rate of pregnancy loss was higher if conception 
took place after a vasculitis diagnosis than that seen in those who 
became pregnant before the disease was identified (33.8% vs. 
22.4%). Similar findings were seen in preterm births (22.3% after vs. 
11.4% before diagnosis). Among men, the timing of diagnosis did 

not have an impact on pregnancy outcomes.
“While we did have these increases, they were not huge,” said 

Dr. Clowse. “This gives patients hope that they can have successful 
pregnancies and that their vasculitis will not prevent them from 
getting pregnant and having a healthy baby.”

The researchers also asked Moms about what changes in their 
vasculitis were seen during pregnancy. The researchers were 
“pleasantly surprised” to see there wasn’t a high rate of flares while 
pregnant.
Next Step is More Structured Look

The next step is a closer look at these issues 
using more structured methods. This study 
was a survey and as such did not have access 
to medical records to better quantify things 
like disease severity, medication use, and other 
variables.
To address this, the Vasculitis Pregnancy 

Registry was started in 2015. Those interested in joining the 
Registry can enroll now through the Vasculitis Patient Powered 
Network (http://www.vpprn.org/vpreg). A person with any form of 
vasculitis who is pregnant or thinking of becoming pregnant is 
encouraged to go to the website to get more information. 

“A lot of women, especially those with severe vasculitis, are 
discouraged by their physicians and families from getting pregnant 
for fear their disease will get worse,” said Dr. Clowse. “Moms-to-
be are worried first and foremost about the health of their baby. 
By collecting more information about pregnancies in women with 
vasculitis, we will be able to guide patients as they make tough 
decisions on their road to having a family.” 

Clowse ME, Richeson RL, Pieper C, Merkel PA. Pregnancy 
outcomes among patients with vasculitis. Arthritis Care Res 
(Hoboken). 2013 Aug;65(8):1370-4. doi: 10.1002/acr.21983.  .
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Vasculitis Patient-Powered Research Network (V-PPRN)  | www.vpprn.org

The goal of the Vasculitis 
Patient-Powered Research 
Network’s (V-PPRN) 
research program is to 
conduct high quality 
studies that will improve 

the care and the health of patients with vasculitis by exploring 
research questions that matter most to patients and advance medical 
knowledge about vasculitis.
The Challenge

All the different types of vasculitis are rare diseases - this makes 
it especially hard to do research because it is difficult to find enough 
patients for research studies, patients are spread out geographically, 
and it is hard to get health information from physicians to 
researchers.
The Solution

Vasculitis is rare but vasculitis research doesn’t have to be! The 
V-PPRN will enroll more patients than ever studied in the past, 
from all parts of the country, and collect data on-line to break 

down barriers and involve patients in the research process so health 
information is easily shared with researchers.
Who Can Join the V-PPRN?

You can join the V-PPRN if:. You are a patient with vasculitis. You are the parent of a child with vasculitis. You are the caregiver of an adult patient with vasculitis. You have regular access to the Internet. A strong English proficiency.  The V-PPRN forms are currently 
provided in English and require a strong English proficiency.
Join the Network. As a patient, you will be a partner with investigators and 
clinicians in research and care.. You contribute your disease experience by providing patient-
reported data as well as electronic health data.. Together, we are making vasculitis research happen now!. Better studies, better treatments, because of you!

Join the www.vpprn.org today!

Pregnancy Possible for Women with Vasculitis  | Kurt Ullman, RN

Megan Clowse, MD, MPH

www.vpprn.org
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spotlight

Are you a warrior?  No doubt, you are.  We are all unique warriors, 
on this journey of journey’s with a vasculitis diagnosis.  The kind of 
warriors that despite pain, scars, and drudging, we keep going, keep 
fighting, keep living.  Yet, at times, on this mountainous journey we 
feel powerless, defeated and even very alone.  On the other hand, 
moments of what seem like a small victory to most, wells up the 
feeling of an enormous victory for us!  

My name is Desiree Kim and I’m a warrior diagnosed with 
Takayasu’s arteritis.  After 30+ years and a plethora of doctors 
(Western, Chinese, Ayurvedic) being dumbfounded by my 
symptoms, the journey felt like it ended and began in May 2015.  
In the hospital room, after a 2nd major surgery, I recall the initial 
feeling of disbelief when doctors shared my diagnosis.  There I was, 
confused and skeptical.  Why now, after all this time?  Were they 
for sure?  What took so long? 

Uncertainty, anger and a slew of racing emotions arose until 
I thought, “Wait, what if they are right?”  So, I began to search 
online and before long, I felt I was reading my life story written 
by others.  I moved from disbelief into a victorious sense of 
relief, almost a celebration!  But, soon after, the coming months 
of prednisone and other meds, would place me in a new kind of 
warrior mode for the ultimate fight of my life.  

The side effects began to cause increasing disruption, which 
eventually led to suicidal thoughts.  With my best friend’s suicide 
behind me, I had a distant voice of wherewithal not to succumb to 
the screaming for escape.  Being a warrior, I needed to find a way 
to win.  My diet was clean, free of gluten, dairy, sugar, alcohol and 
caffeine.  I needed something more.  

Choosing life balance became a laser focus.  I needed things I 
could do at home without much effort, and in some cases from 
a sitting position.  Since I was a child, I have turned to creating 
art for release and balance of swirling emotions.  More recently, I 
trained for certification in the ancient art of Qigong (chee-gong), 
a practice that balances and detoxifies the physical and emotional 

body using breath and gentle arm 
movements in meditative fashion. 

Qigong began to take the lead 
along with my art.  Doctors reported 
decreasing inflammation and I was 
tapering off medications.  Fatigue, 
anger, anxiety and depression were 
slowly becoming more manageable.  
Over time, numbness in my hands 
and feet saw improved circulation.  
The science behind Qigong was so 
personally impactful that in January 
2016 I received a deep sense of duty to 
share these gifts with others in need.  

By August, I took this calling to 
the next level and departed from 20+ 
years in the corporate world to start RisingZen.com.  Today, I teach 
at-risk kids and individuals with a variety of both virtual and 
in-person real-time Qigong, art and meditative programs.  Next 
steps in expansion are to connect with doctors that treat within the 
vasculitis sphere, so together we can present patients with Qigong 
as a quality of life enhancement to their prescribed therapy.  The 
first step was reaching out to the Vasculitis Foundation, which in 
turn honored my journey with this article.  

So now, I invite you warriors, whether you are doctors treating or 
patients receiving treatment, to request a free “Joyful Heart” session 
for Qigong demo.  Thank you for taking the time to read part of 
my journey.  Warriors, let’s fight the good fight together!

Your fellow warrior,
Desiree Kim
Owner/Operator at Rising Zen
754.367.9112
info@risingzen.com
www.RisingZen.com  .

Calling all Warriors  | Desiree Kim

Desiree Kim

$2,615,069.10: The amount donated for research.

$2,109,847.10: The amount of funding the VF has committed to 
vasculitis research since 2002.  

$349,615: The amount of funding committed to fellowships.

$200,000: The largest donation received for research.

5,000+: Donors who have donated to research.

42: The number of studies the VF has funded.

9: The number of countries with VF-funded studies: 
Australia, Austria, Canada, Germany, Ireland, 
Italy, The Netherlands, United Kingdom, 
and the United States.

5: The number of fellowships funded.

$.50: The smallest donation received for research.

VF RESEARCH by the numbers
CONNECT WITH US!  We are collecting 
members’ email and cell phone numbers to 

enable us to quicker communication and to help 
reduce postage costs!  Do we have your correct 

mailing address?  Phone number?  
Please send us your contact information 

and we will update your record!
vf@VasculitisFoundation.org 

JOIN THE V-PPRN TODAY!
www.vpprn.org
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Status: Recruiting
The purpose of this study is to take skin biopsy samples from 
participants with skin (cutaneous) vasculitis to see what vasculitis is 
doing to the skin.  The doctors in this study would like to describe 
the impact of vasculitis on the skin and to investigate the differences 
between the different types of skin vasculitis.  The research team 
hopes that this study will develop information about skin vasculitis 
that will allow researchers to learn about the causes, the disease 
process and potential treatments for skin vasculitis.
For Diseases. Cryoglobulinemic vasculitis (CV). Drug-induced vasculitis. Eosinophilic granulomatosis with polyangiitis (EGPA). Granulomatosis with polyangiitis (GPA). IgA vasculitis. Isolated cutaneous vasculitis. Microscopic polyangiitis (MPA). Polyarteritis nodosa (PAN). Urticarial vasculitis
Background

Vasculitis is the swelling or inflammation of your blood vessels.  
There are many forms of vasculitis, and the cause is unknown for 
most types of vasculitis.  Vasculitis can be isolated to a single body 
part, or it can involve many different parts of the body.  Vasculitis 
frequently affects the skin and causes different kinds of rashes 
(lesions).

A skin lesion due to vasculitis means that you have one or more 
of the following:. Purpuric macule (a red or purple discoloration that is flat, is less 

than 1 cm in diameter and does not change color when 
pressure is applied to the discoloration),. Palpable purpura (a red or purple area that is raised, can be 
touched and is 0.3-1 cm in diameter),. Retiform purpura (a red or purple discoloration with jagged 
edges which does not change color when pressure is applied to 
it),. Nodule (small round lump that is more than 1 cm), or. Ulcer (an open sore on the body that is caused by a break in the 
skin).

About this Study
About 56 people with vasculitis will take part in this study at 

approximately 20 medical centers across North America.  All 
participants will be asked to complete one visit. Some participants 
may be asked to return for another visit 6 months after the first 
visit to confirm the vasculitis diagnosis.  At the first visit, you will 
be asked to provide information about your medical history, the 
current medication you are taking for your vasculitis, and you will 
be asked to have a photograph taken of the skin lesions you have 
that are related to your vasculitis.  At this initial visit, you will also 
be asked to provide a skin biopsy sample on a skin lesion that is 
between 24-36 hours old or is not older than one week.  If you 
have more than one skin lesion, you will be asked if the doctor can 
take two skin biopsy samples.  One will be used for this study and 
the other will be evaluated as part of your standard care.  You will 
also be asked to provide blood samples for research.

Target Enrollment
To be eligible to participate, you must:. Have a cutaneous lesion (purpuric macule, palpable purpura, 
retiform purpura, nodule, ulcer, or urticarial) believed to be related 
to active vasculitis . Have a suspected or confirmed diagnosis of:. Cryoglobulinemic vasculitis (CV). Drug-induced vasculitis. Eosinophilic granulomatosis with polyangiitis (EGPA). IgA vasculitis. Isolated cutaneous vasculitis. Granulomatosis with polyangiitis (GPA) or microscopic 

polyangiitis (MPA). Polyarteritis nodosa (PAN). Urticarial vasculitis. Be willing and able to provide written informed consent (or 
assent for those under the age of 18)
You are not eligible to participate if:. You are less than five years old. You are considered not to be a candidate for a biopsy or have 

a higher risk of developing an infection, bleeding, etc., from the 
biopsy. A doctor believes that the risks for you participating in this study 
do not outweigh the potential benefit of learning information 
from your biopsy. You have a neutrophil count (type of white blood cell) less than 
1500/mm3, platelet count less than 50,000/mm3, or a 
hemoglobin less than 7 g/dL. You have an uncontrolled disease that could prevent you from 
completing the study procedures. You have an active infection at or near the potential biopsy site, 
have poor circulation, or have bony prominence or other 
structure that would increase your risk of complications if you 
participated in this study. You are pregnant or nursing. You are not able to provide informed consent

How to participate
In order to participate in a study, you must personally contact the 
study coordinator of any of the participating institutions by phone 
or by e-mail.  Please use the information below to inquire about 
participation.
University of Pennsylvania, Philadelphia
Study Coordinator: Christopher Snider, MPH
E-mail: Christopher.snider@uphs.upenn.edu
Phone: 215.662.6597  .

Vasculitis Clinical Research Consortium (VCRC) Announces New Study
Clinical Transcriptomics in Systemic Vasculitis (CUTIS)
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education

It is not uncommon for patients or 
caregivers to be faced with a critical 
question about whether or not to visit the 
Emergency Department for immediate 
medical care.  Vasculitis is a complex rare 
disease, so it is important to know how to 
prepare for such a visit.

Dr. Susan Wilson is an Emergency 
Medicine Specialist in Milwaukee, 
Wisconsin.  Her son, Ben, was diagnosed 
with EGPA/Churg-Strauss syndrome 
in 2014 at the age of 22.  During the 

webinar on February 7, Dr. Wilson outlined what she has learned 
as a physician over the past 22 years, and as a parent of a young 
adult seeking emergency medical treatment.  

Here are a few of the key discussion points:
What to do before visiting the Emergency Department

If possible, before going to the emergency department, contact 
your treating physician (rheumatologist, pulmonologist, or whoever 
is your primary care doctor) and ask them what you should do.  
Your doctor can contact the emergency department to alert them 
about your condition and in some cases, he/she may want to order 
certain medical tests run.

If you become sick after hours or you cannot get in touch with 
your primary care doctor in a timely fashion, it is best to just go to 
the emergency department.  Do not substitute immediate medical 
care by searching for advice on the Internet, or posting to social 
media asking whether you should go to the emergency room.  It is 
best to interact with a medical professional as quickly as possible. 
What to take with you to the Urgent Care or Emergency 
Department

Bring a list of your medications and your doctors’ contact 
information.  Create this list ahead of time—before you need 
it and keep it handy so you remember to take it with you.  It is 
always helpful to have a medical alert bracelet that outlines your 
underlying medical condition.  You may not always be responsive, 
and the bracelet gives medical professionals valuable information.  
Take along a brochure about your form of vasculitis.  This 
information can be very helpful to the triage nurse, or attending 
doctor, to better understand your condition, and do further research 
or seek a consultation with another physician.
Editor’s note:  Many thanks to Dr. Susan Wilson for sharing her 
knowledge and personal experience.  We are also pleased to share 
Ben’s story on page 8.  .

Seeking Unscheduled Medical Care:  An Interview with Dr. Susan Wilson
The following is information is from the VF’s February Road Map to Wellness Webinar by Dr. Susan Wilson.  
The webinar is available for viewing here:  https://youtu.be/vpV1kmmHI0o

Susan Wilson, MD

The Chair’s Corner is an educational podcast series hosted by 
Dr. Ron Falk, Department of Medicine Chair at the University 
Of North Carolina School Of Medicine.  Previous episodes 
include topics related to heart failure, HIV cure research, and 
ANCA vasculitis, and feature interviews with Dr. Falk and 
UNC physicians who specialize in those conditions.

This new series will bring you 12 weeks of episodes related 
to autoimmune disease -- from basic science information, to 
getting diagnosed with a disease, along with a special focus on a 
selection of diseases.  We welcome your feedback.  Please follow 
us on FaceBook to stay connected, and bookmark our site to 
listen and find transcripts.

We can’t see our immune system, but we know it’s there to 
defend the body against disease and infection.  What happens 
when our defense changes?  When autoimmune disease 
develops, the immune system attacks healthy cells by mistake. 
. Episode One:  The Science Behind Autoimmune Disease 

Dr. Ron Falk and Dr. Meghan Free begin this series with 
a conversation about what goes wrong in the cells of the 
human body during an autoimmune disease process.  Dr. 
Free is a basic science researcher whose work focuses on the 
autoimmune disease vasculitis; she is an Assistant Professor of 

Medicine in the UNC Division of Nephrology.
“We know in patients with autoimmune disease that there are 
breaks in tolerance, that there are certain genes or certain receptors 
or proteins that are either misfolded, dysregulated – there’s 
something amiss within those pathways that causes your body to 
mistake yourself for an antigen.”
~Meghan Free, PhD

. Episode Two:  Getting Diagnosed with Autoimmune Disease
Dr. Ron Falk and Dr. Patrick Nachman talk about the process 
of getting diagnosed with an autoimmune disease and what 
can help people get through this. Dr. Nachman sees patients 
who have vasculitis and other diseases that affect the kidney; 
he is a Marion Stedman Covington Distinguished Professor 
of Medicine in the University of North Carolina Division of 
Nephrology.
“Remember that you cannot do this alone. It’s very important to 
engage a confidante, a family member, a friend, a neighbor, who 
will walk this road with you.”
~ Patrick Nachman, MD
The podcasts are available here: 
https://www.med.unc.edu/medicine/news/chairs-corner  .

New UNC Podcast Series Focuses on Autoimmune Disease
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It was another exciting year for the 
Vasculitis Foundation and its research 
efforts.  The VF Research Committee, 
which is charged with overseeing the 
Research Program, received 27 grant 
applications from all over the world to 
be considered for the 2017 funding cycle.  
Researchers from China, Nigeria, and the 
Philippines submitted applications for 
the first time; we also continued to have 
a high volume of grant applications from 
our European, Australian, and Canadian 
colleagues, as well as great interest here in 

the United States.  
As funding sources for research become more limited and more 

competitive, the level of applications and prestige of the submitting 
medical institutions has increased. We received applications from 
institutions such as Duke, Harvard, Johns Hopkins, and Mayo, 
as well as continued interest from many of our internationally 
recognized vasculitis centers.

The variety of grant applications represented many of 
the vasculitides.  The breakdown included applications for 
Cryoglobulinemia, Kawasaki disease, Giant cell arteritis, ANCA-
associated vasculitis, Polyarteritis nodosa, general vasculitis, 
Behcet’s, and CNS vasculitis.  The applications reflected a wide 
spectrum of research techniques and fully reflected different 
approaches to investigating these vasculitides.  

The scientific inquiry delved into the fields of epidemiology; 
etiology/cause of disease; genetics; the pathogenesis of disease 
and diagnosis and treatment; and the biochemical basis for 
the disease.  Researchers had ideas for investigations involving 
infectious etiologies, urinary markers, extracellular part of the 
particles, genomic-associated syndromes, mice modeling for 
pathophysiology, imaging and diagnoses of the disease, an in-depth 
analysis of PR 3 ANCA, and specifically how this would further 

fine-tune rituximab therapy; and the biochemical intervention for 
disease.

Our research grants are awarded based on the point value they 
are given on the grant review by members of our VF Scientific 
Advisory Board and additional reviewers.  We wish to recognize 
their efforts and express our appreciation; all of these experts are 
clinicians and/or researchers who carry on full-time activities in 
the field of vasculitis. They voluntarily participate in the review of 
our applications during their spare time.  This means a markedly 
low overhead for our research program and a reflection that your 
research donation goes directly into funding research.

We make a conscious effort to support funding for several 
types of vasculitides and also represent the different approaches of 
scientific investigation.  The VF Research Committee completes 
a final evaluation of all the applications and reviews and then 
provides a written recommendation to the VF Board of Directors 
for final funding approval.  

In summary, the Vasculitis Foundation had another banner year 
for its research program.  It culminates our 30-year anniversary 
with an overall contribution of the $2.3 million mark distributed 
since we began funding research in 2002.    

This year we award four outstanding grants to bring forth the 
understanding and pathogenesis, treatment and diagnosis of 
vasculitis of all types. 

We cannot do this without your research donations.  With the 
outstanding level of grant applications, we could have easily funded 
more studies.  Please consider a generous donation to our VF 
Research Program.  Know that your donation goes directly to fund 
research grants with minimal administrative fees.

We wish to thank you for your generosity today.  I look forward 
to giving you exciting feedback on our research already in progress! 
Best wishes!

Christine Cox- Marinelli, MD
Chairman, VF Research Committee
VF Board of Directors  .

VF Research Program Update  | Chris Cox-Marinelli, MD

Chris Cox-Marinelli, MD

The 2017 United Way Workplace Campaign is underway in thousands 
of companies throughout the United States.  If you participate in 
the United Way Campaign, we ask that you make the Vasculitis 
Foundation your charity of choice.

SUPPORT THE VF THROUGH THE UNITED WAY
The Vasculitis Foundation is a registered 501 (c) (3)nonprofit.  
To designate the VF for your United Way support, please complete 
the appropriate form (provided by your employer or local UW 
agency) with the following information:
Vasculitis Foundation
PO Box 28660
Kansas City, MO  64188
816.436.8211
vf@vasculitisfoundation.org
For more information, visit:  
http://www.vasculitisfoundation.org/donate/united-way-giving/   .

JOIN TODAY!
www.vpprn.org

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

2017 United Way Workplace Campaign: 
Make the VF your Charity of Choice

Vasculitis Patient-Powered Research Network
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The Vasculitis Foundation is pleased 
to support the ARAMIS Study with a 
one-year grant of $50,000 through our 
Research Program. 

The purpose of this study is to 
evaluate different treatment options 
for patients with skin vasculitis (also 
called cutaneous vasculitis). Patients 
with small- or medium-vessel vasculitis 
that only involves the skin (“isolated 
skin vasculitis”), including some forms 
of polyarteritis nodosa or IgA vasculitis 

(Henoch-Schönlein purpura) can join this study.  There is not a 
common preferred or recommended treatment option for isolated 
skin vasculitis, and different doctors may advise using different 
drugs, based only on their personal experience.  The most frequently 
used treatments for skin vasculitis are colchicine, dapsone and 
azathioprine.  This study will compare how effective these three 
drugs are at treating isolated cutaneous vasculitis.
For Diseases. Isolated cutaneous small-vessel (SVV). Isolated cutaneous medium-vessel vasculitis (MVV). Cutaneous polyarteritis nodosa (cPAN). IgA vasculitis (Henoch-Schönlein purpura, IgAV)
Background

Vasculitis is the swelling or inflammation of your blood vessels.  
There are many forms of vasculitis, and the cause is unknown for 
most types of vasculitis.  Vasculitis can be isolated to a single body 
part, or it can involve many different parts of the body or organs.  
Vasculitis frequently affects the skin and causes different kinds of 
rashes (lesions).

Because no research studies have provided answers to the 
question of what therapy for skin vasculitis is best, treatment 
decisions for patients with skin vasculitis are made based upon 
the treating doctor’s experience and expert opinions.  The doctors 
involved in this study are hopeful that the information gathered 
from this study will help doctors and patients understand what the 
best treatment options are for patients with skin vasculitis.

This study will compare the effectiveness of the three different 
drugs for the treatment of skin vasculitis, look at how patients 
respond to the study drugs, and see if there are characteristics that 
predict which patients will respond to which drugs.
About this Study

About 90 people with skin vasculitis will take part in this study.  
If you take part in this study, you will be asked to complete a 
minimum of 6 study visits at the study site. The number of visits will 
depend upon which stage you enroll into the study and how your 
skin vasculitis responds to the treatments.  You may be in this study 
for up to 18 months.

This study has two stages, Stage 1 and Stage 2.  The study ends 
after Stage 2.  Each Stage is up to 6 months long.

If you are eligible for the study, you will be randomized to take 
one of the three study drugs: colchicine, dapsone, or azathioprine.  
You will take this drug for at least 3 months. After that time, if 
your skin vasculitis is responding (improving) to the drug, you will 

continue to take this drug for another 6 months (Stage 2), until the 
end of the study (shown below in Figure 1). 

If the treatment you are assigned to in Stage 1 does not help with 
your vasculitis, you will be randomized again and enter into Stage 2.  
In Stage 2 you will receive one of the other two treatments you did 
not receive (shown below in Figure 2).  If the new drug given to you 
in Stage 2 helps with your vasculitis, you can receive this drug for up 
to 12 months.  This means that you could be in the study for up to 
18 months.

You may also skip Stage 1 if your disease failed to respond in 
the past to one of the study drugs, or if you had a bad reaction to 
the drug.  If you skip over Stage 1, you enter the study directly 
into Stage 2. In Stage 2 you will be randomized to one of the two 
treatments that you previously did not receive.  You will take this 
drug for at least six months (shown in Figure 3).  If this drug helps 
your vasculitis, you will take this drug for a total of 12 months.

If you do not respond to the new treatment given in Stage 2, you 
will end your participation in this study and receive care from your 
treating physician outside of the study (as you normally do).
For each visit, you will be asked to:. Provide information about your medical history and history 

of medications used for both your vasculitis and any other 
medical conditions you may have. Have a physical exam performed. Get blood tests done as part of normal routine monitoring / 

standard of care. Give a urine sample (some visits). Have a chest x-ray (only at the first visit). Complete questionnaires about how your vasculitis impacts 
your life. Take photographs of your skin lesions. Complete a study diary to track the doses of the study drug(s) 
you are taking

Target Enrollment
To be eligible to participate, you must:. Have isolated skin vasculitis which is vasculitis not associated 

Now Enrolling: A Randomized Multicenter Study for Isolated Skin Vasculitis (ARAMIS)
New study to evaluate different treatments for patients with skin vasculitis has launched! 

Robert Micheletti, MD

Figure 1
Study Enrollment Stage 1 Stage 2

Randomized to drug A Take drug A Continue to take drug A

Figure 2
Study Enrollment Stage 1 Stage 2

Randomized to 
drug A

Drug A does 
not help your 
vasculitis

Randomized 
to drug 
B or C

Take drug 
B or C

Figure 3
Study Enrollment Stage 1 Stage 2

You cannot receive
drug A due to past 
history

Skip over 
this stage

Randomized 
to drug 
B or C

Take drug 
B or C

continued on page 17
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vcrc

VCRC Update | Are you a member of the VCRC Patient Contact Registry?
https://www.rarediseasesnetwork.org/cms/vcrc/

The Vasculitis Foundation encourages patients to participate in research whenever possible.  Your 
participation will help researchers find better treatments and the cause and cure for vasculitis.  

The Vasculitis Clinical Research Consortium (VCRC) is an integrated group of academic medical centers, patient support organizations, 
and clinical research resources dedicated to conducting clinical research in different forms of vasculitis.  Funded by the National Institutes 
of Health, the VCRC is part of the Rare Diseases Clinical Research Network.

Research offers no guarantees, but research cannot move forward without your help. Every active role a patient takes may possibly play a 
part in discovering new groundbreaking research and finding new treatments.
Join The VCRC Contact Registry!
CURRENT VCRC STUDIES

AORTITIS
5507: VCRC Longitudinal Protocol for Aortitis
5511: Tissue Repository Protocol

BEHÇET’S DISEASE
5535: VCRC Validation of Patient-Reported Diagnostic Data

CRYOGLOBULINEMIC VASCULITIS (CRYOGLOBULINEMIA)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

CUTANEOUS VASCULITIS
5511: Tissue Repository Protocol
5562: A randomized multicenter study for isolated skin vasculitis 

(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

DRUG-INDUCED VASCULITIS
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)
EOSINOPHILIC GRANULOMATOSIS WITH POLYANGIITIS/CHURG-
STRAUSS
5506: Longitudinal Protocol for EGPA/Churg-Strauss
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

GIANT CELL (TEMPORAL) ARTERITIS (GCA)
5502: Longitudinal Protocol for GCA
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data

GRANULOMATOSIS WITH POLYANGIITIS (WEGENER’S/GPA)
5505: Longitudinal Protocol for GPA/Wegener’s
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5524: PEXIVAS: Plasma exchange and glucocorticoid dosing in 

the treatment of anti-neutrophil cytoplasm antibody 
associated vasculitis: an international randomized controlled 
trial

5525: RITAZAREM: An international, open label, randomized 
controlled trial comparing rituximab with azathioprine as 
maintenance therapy in relapsing ANCA-associated vasculitis

5526: The Assessment of Prednisone in Remission (TAPIR) Trial
5527: Abatacept (CTLA4-Ig) for the Treatment of Relapsing, Non-

Severe, GPA/Wegener’s (ABROGATE)
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

IgA VASCULITIS (HENOCH-SHOENLEIN PURPURA)
5562: A randomized multicenter study for isolated skin vasculitis 
(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

MICROSCOPIC POLYANGIITIS (MPA)
5505: Longitudinal Protocol for GPA/Wegener’s and MPA
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

POLYARTERITIS NODOSA (PAN)
5504: Longitudinal Protocol for PAN
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5535: VCRC Validation of Patient-Reported Diagnostic Data
5562: A randomized multicenter study for isolated skin vasculitis 

(ARAMIS)
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

TAKAYASU’S ARTERITIS (TAK)
5503: Longitudinal Protocol for TAK
5510: VCRC Genetic Repository One-Time DNA Study
5511: Tissue Repository Protocol
5515: VCRC Imaging Protocol for Magnetic Resonance and Positron 

Emission Tomography in Large-Vessel Vasculitis (TAK): 
Development as Clinical Trial Outcome Measures

5535: VCRC Validation of Patient-Reported Diagnostic Data

URTICARIAL VASCULITIS
5563: Clinical Transcriptomics in Systemic Vasculitis (CUTIS)

PARTICIPATING CENTERS | CONTACT INFORMATION
Boston University Vasculitis Center

Naomi Amudala, Study Coordinator
namudala@bu.edu or 617.414.2512

Cedars-Sinai Medical Center, Los Angeles
Javier Aché, Clinical Research Coordinator
javier.ache@cshs.org or 310.423.2979 

Cleveland Clinic Vasculitis Center
Katie Gartner, Study Coordinator
gartnek@ccf.org or 216.445.1397

Hospital for Special Surgery
Annel Fernandez, Study Coordinator
fernandeza@hss.edu or 212.774.2123
Eliza Pelrine, Study Coordinator
pelrineE@hss.edu or 212.774.2123

Instanbul University
Burak Erer, burakerer@yahoo.com
Bahtiyar Toz, bahtiyartoz@gmail.com
Burak Ince, drburakince@gmail.com

The Mayo Clinic College of Medicine
Sue Donlinger, Study Coordinator
Donlinger.SueAnn@mayo.edu or 507.284.9259

continued on page 17
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2017 Bethesda Regional Conference a Success  |  Learn. Connect. Engage.
A capacity crowd of patients with vasculitis, caregivers, and medical 
professionals came together at the 2017 VF Patient and Family Vasculitis 
Regional Conference, on Saturday, February 4, in Bethesda, Maryland.  The 
day-long conference was a partnership between the Vasculitis Foundation 
and the physicians and nurses of the Johns Hopkins Vasculitis Center and 
the NIAMS Vasculitis Translational Research Program.    

The conference is part of the VF’s 2017 initiative to provide educational 
and networking opportunities for our vasculitis community.  The VF will 
hold a second 1/2 day conference in Cleveland, Ohio on Tuesday, April 4, 
and our three-day 2017 International Vasculitis Symposium in Chicago, 
Illinois, June 23-25.   

After welcoming the 90+ conference attendees, Joyce Kullman, Executive 
Director of the VF, turned the day’s hosting over to Dr. Peter Grayson, Head 
of the NIAMS Vasculitis Translational Research Program.  The conference 
featured nine presentations led by medical specialists who addressed the 
impact of vasculitis on various body systems and an update on the latest 
research studies and promising treatments for the disease.  .

 Conference attendees give the V for Victory Over Vasculitis sign at the VF Conference.

Presenters at the conference:  l-r:  Peter Grayson, MD, Marcela 
Ferrada, MD, Kaitlin Quinn, MD, Subhasree Banerjee, MD, Elaine 
Novakovich, RN, BSN, and guest, Wendy Goodspeed, RN.

MANY THANKS 
to the speakers:
Shubhasree Banerjee, MD
Marcela A. Ferrada, MD
Eric J. Gapud, MD, PhD
Duvuru Geetha, MBBS, MD
Peter Grayson, MD, MSc
Rebecca Manno, MD, MHS
Elaine Novakovich, RN, BSN
Kaitlin A. Quinn, MD
Philip Seo, MD, MHS

Tampa Chapter Meeting
The VF Tampa Chapter met on Saturday, February 4 
at the 78th Street Library in Tampa, Florida. 

 l-r:  Dr. Yih Chang Lin 
(USF Health 

Rheumatologist), 
J. Jesus Perez 

(patient), and 
Dr. Evelisse Capo, 
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North Carolina Vasculitis Group 
Meeting - April 1, 2017
Please join us for the next Vasculitis Support Group meeting 
focusing on “Making the Most of Your Doctor Appointment”. 
The meeting will be held Saturday, April 1, 2017 at the UNC 
Wellness Center at Meadowmont in Chapel Hill, NC.  The UNC 
Wellness Center is conveniently located near I-40 on Hwy 54.   

 We are pleased to have Dr. Will Pendergraft, Assistant 
Professor of Medicine at the UNC Kidney Center, as our speaker.  
Dr. Pendergraft will discuss, “How Does Your Doctor Think?” 

The meeting will run from 10 a.m. – 2 p.m., and include 
lunch.  Registration and coffee will begin at 9:30 a.m.  Look for a 
detailed meeting agenda and registration information in March.  
Please mark your calendars now for this exciting event!

 Hope to see you there! Please be in touch with any questions 
or concerns.

Jill Powell: Administrator - Vasculitis Support Group
jdcooper@email.unc.edu
Mary Zimmerman: Chapter Contact
maryzim0206@gmail.com or 919.946.2083
 Kristen Dill: Interim Leader
kristendill@icloud.com  .
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spotlight

Vasculitis Fails to Block Broadcasting Career Goals  
|  Ben Wilson  | Ed Becker

Tune into any of the sports broadcasts for KRES Radio in Moberly, Missouri, and 
you will likely hear the voice of Ben Wilson doing the games’ play-by-plays.  At 24 
years old, the University of Missouri Broadcast Journalism major already has built 
an impressive fast-track of broadcasting experience behind him.  

Ben’s journalism career is on an upward trajectory; however, it was only a couple 
of years ago, that the path was interrupted by a curve ball—a diagnosis of EGPA/
Churg-Strauss syndrome.  Despite the diagnosis and subsequent treatment for 
vasculitis, Ben is determined to follow his dream of being a professional sports 
broadcasting announcer.
Early Symptoms

His symptoms first appeared during the 2013 Spring semester at Mizzou.  “I 
developed a cough and some occasional wheezing but that was basically it,” Ben 
recalls. “I figured I had nothing more than an extended cold and that I would just 
need to get some rest for my symptoms to go away.  But through the rest of that 
semester, the symptoms continued to linger.” 

Over the summer, Ben’s condition didn’t improve.  His parents, Cory and Susan, 
who are both physicians, put him on a course of prednisone and an inhaler to 
treat the worsening asthma.  The results were immediate and positive.  However, it 
proved to be a temporary respite.  

“The thought was that as long as I was on a daily inhaler, my respiratory 
problems would be done,” says Ben.  “I felt great throughout that summer, and 
moved back into the fraternity house for my junior year in August.  But by mid-
September, some of the original symptoms started to come back and then get 
worse.”
Diagnosis

The symptoms impacted his performance and academic coursework.  Ben says 
the grueling broadcasting schedule and the extensive travel only exacerbated his 
symptoms.   

“Doing play-by-play is hard enough without being able to breathe while 
you’re on the air.  I can still remember struggling to get through some of those 
broadcasts, and it worsened the quality of my on-air work.  By the end of 
the year, I had made four trips to the Emergency Department, all for asthma 
attacks,” Ben explained.

Painful rashes, abdominal pains, and more respiratory problems eventually 
led to Ben getting a diagnosis of vasculitis in July 2014.  He was put on 60 mg 
of prednisone and Cytoxan and Ben returned to Mizzou for his senior year in 
2015.  Although the treatment helped him to feel “normal”, Ben says he quickly 
learned that he couldn’t return to the same social lifestyle that he had enjoyed 
before the illness.

Today, Ben is in remission.  He takes 5mg of prednisone, and CellCept.  It 
has been two years since his diagnosis and Ben says the biggest challenge has 
been finding the most effective type of chemo that will allow him to wean off 
prednisone. 

The diagnosis of vasculitis may have slowed Ben down at the beginning, but it hasn’t come close to ending his drive or passion for 
broadcasting.  He regularly works 50+ hours at the radio station, but he says it’s part of what he has to do to get the pay-off — a career as a 
professional sports broadcaster.

“Throughout the next few years, my goal is to keep improving my on-air demo, maintain and grow my current network of contacts in the 
industry, and put myself in a spot to get closer to my ultimate goal of calling games for a national network.” .

Beginning later this year, Ben Wilson will 
become a regular contributing writer to the 
VF newsletter.  Ben is especially passionate 
about using his journalistic experience to 
help raise awareness about the disease with 
a focus on how it affects youth and young 
adults.   

In future issues, Ben will share his own 
experiences and interview other young adult 
patients and their families as they deal with 
vasculitis.

Joyce Kullman, Executive Director 
of the Vasculitis Foundation, says that 
understanding and meeting the needs of 
young patients with vasculitis is a key focus 
for the organization in 2017.  “We are excited 
about having Ben contribute his talents 
to the VF because it directly connects to 
our outreach and engagement with this 
demographic.  Young adults with vasculitis 
have a host of issues and we want to give a 
voice to them so we can better understand 
their unique challenges.”

Ben Wilson

Personal Note  We received the following request:  
I would like to ask, did any other patients with Polyarteritis nodosa (PAN) have hepatitis B vaccine near the time they started getting 
their first PAN symptoms?  I had one when I was 16 and first had symptoms.  Thank you.

EzraEdwardHartz@hotmail.com  .
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with any significant problems besides in the skin.  To participate, 
you will need to have a diagnosis of either:. Isolated cutaneous small- or medium-vessel vasculitis . Cutaneous polyarteritis nodosa (PAN). IgA vasculitis (IgA, formerly Henoch- Schönlein purpura),  

without active kidney involvement. Having mild joint or muscle pains, leg swelling (edema), fatigue, 
mild weight loss, low-grade fevers, and mild anemia will be 
allowed.. Have a confirmed diagnosis of vasculitis by skin biopsy before 
enrolling in this study (earlier, at diagnosis, and/or just prior to 
enrollment) that confirms the diagnosis of vasculitis. Have active skin vasculitis lasting for at least 1 month 
continuously and/or have had 2 or more flares over the six 
months before enrolling . Have active/ongoing skin vasculitis lesions at the time of 
enrollment (old scars alone will not be considered active 
vasculitis). Be at least 18 years old

You may still be able to participate in the study if you meet the 
above requirements even if you have a previous bad side effect to 
one of the study drugs or were treated in the past with one of the 
study medications.
You are not eligible to participate if:. Your vasculitis has significant involvement of other organs 

besides the skin. You have been diagnosed with a form of systemic vasculitis such 
as granulomatosis with polyangiitis (Wegener’s, GPA), 
eosinophilic granulomatosis with polyangiitis (Churg-Strauss), 
microscopic polyangiitis (MPA), cryoglobulinemic vasculitis, 
central nervous system vasculitis, or hypocomplementemic 
urticarial vasculitis, or. Other diseases that can cause skin vasculitides such as systemic 
lupus erythematosus, Sjögren’s syndrome, some cancers, some 
infections, or some medications.

. You have had bad side effects to two or three of the study drugs 
(azathioprine, colchicine, or dapsone), or have been treated 
prior to enrollment with two or three of the study drugs but 
failed to respond to them, or had to stop two or three of them 
because of side effects.. You have evidence of significant liver disease.. You have evidence of significant low kidney function.. You have evidence of significant or symptomatic anemia.. You have another condition that has moderate or high 
likelihood or requiring treatment with prednisone during the 
study.. You have active cancer or history of malignancy within the 
previous 5 years. Note: If you have been in remission of a cancer 
for greater than 5 years, or have/had non-metastatic prostate 
cancer, treated basal or squamous cell carcinoma of the skin, or 
treated cervical cancer, you may still be able to be enrolled.. You have an active uncontrolled or serious infection that 
may stop you from taking or may impact the use of the study 
medications.. You are unable to consent (agree to be part of this study). You are pregnant or nursing

Note: There are other things that may stop you from being in the 
study.
How to participate

In order to participate in a study, you must personally contact the 
study coordinator of any of the participating institutions by phone 
or by e-mail. Please use the information below to inquire about 
participation.
University of Pennsylvania, Philadelphia
Study Coordinator:  Christopher Snider, MPH
Christopher.snider@uphs.upenn.edu
Phone: 215.662.6597
Source:  https://www.rarediseasesnetwork.org/cms/vcrc/Research/
Studies/5562  
Note: New sites will be added in the future.  .

ARAMIS | continued from page 14

Jane Jaquith, Study Coordinator
jaquith.jane@mayo.edu or 507.284.4502

Mount Sinai Hospital/Toronto
Samyukta Jagadeesh, Study Coordinator

sjagadeesh@mtsinai.on.ca or 416.586.8616
Oregon Health & Science University/Portland

Brenda Olmos, Study Coordinator 
olmos@ohsu.edu or 503.418.1065

McMaster University/Hamilton
Sandra Messier, RCT, Research Coordinator

smessier@stjoes.ca or 905.522.1155, Ext. 35873
University of California, San Francisco

Sharon A. Chung, MD MAS
Sharon.chung@ucsf.edu or 415.514.1673

University of Kansas
Caitlin McMillian, Research Business Coordinator 
cmcmillian@kumc.edu or 913.588.0681

University of Michigan
Emily Lewis, Study Coordinator 
eelewis@med.umich.edu or 734.936.4009

University of Pennsylvania
Roni Devassy, Study Coordinator 
roni.devassy@uphs.upenn.edu or 215.614.4407
Marina Fanous, Study Coordinator 
marina.fanous@uphs.upenn.edu or 215.614.4412
Jacquelyn Thomas, Study Coordinator 
jacquelyn.thomas@uphs.upenn.edu or 215.614.4406

University of Pittsburgh
Laurie Hope, RN, Clinical Research Coordinator 
hopelk@upmc.edu or 412.647.2638

University of Utah Vasculitis Center
Martha Finco, MS, Study Coordinator 
Martha.Finco@hsc.utah.edu or 801.585.6468

Jessica Gonzalez, Study Coordinator 
jessica.gonzalez@hsc.utah.edu or 801.585.0797 .

VCRC | continued from page 16

REGISTER
TODAY!
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conference

Cleveland Clinic Regional Conference (For Patients and Families)
The Vasculitis Foundation and the Cleveland Clinic Center for Vasculitis and Care Research 
is pleased to present the following educational symposium for patients, family members and caregivers.  
Tuesday, April 4, 2017
InterContinental Hotel
9801 Carnegie Avenue, Cleveland, Ohio 44106
Program: 1:00 p.m. - 5:00 p.m. 
Registration fee: $20/person  .  Registration deadline: March 27, 2017
Online: www.vasculitisfoundation.org
By phone: 816.436.8211  
Mail: Vasculitis Foundation, PO Box 28660  Kansas City, MO 64188-8660

MAIL TO:  Vasculitis Foundation  .   PO Box 28660  .  Kansas City, MO 64188-8660  .  USA
Last Name   First Name 
Last Name   First Name 
Address
City   State   Zip 
Phone (      )   Fax (      )   E-mail 
Diagnosed with 
PAYMENT METHOD:

 Check (payable to Vasculitis Foundation) Amount $
 Credit Card    Visa    MasterCard    Discover    American Express

Credit Card Number:  
Exp. Date    Amount $  
Name on Card 
Authorized Signature 

2017 CLeveland Clinic Regional Conference
TUESDAY, APRIL 4, 2017  |  $20/person  |  Registration Deadline: March 27, 2017

Registration: http://www.vasculitisfoundation.org/?p=1761548

Registration Form PLEASE PRINT CLEARLY 

Thursday, March 23, 12:00 p.m. noon (Eastern)
Topic: Managing Vasculitis:  A Patient’s Perspective
Presenter: Jennifer Gordon, PhD
Registration URL: https://attendee.gotowebinar.com/register/3959515475650264835

Dr. Jennifer Gordon will talk about her experiences as a patient with EGPA/Churg-Strauss syndrome, including the importance of 
setting priorities, tracking of symptoms, communicating with doctors, and developing critical thinking skills that can help in managing a 
complex disease like vasculitis.

Dr. Gordon holds a Ph.D. in Pathology and is on the faculty of a medical school in the Northeastern United States.  She is a NIH-
funded biomedical researcher studying neurological disorders and infectious diseases, including two rare diseases. 

She was diagnosed with EGPA/CSS in 2014 and recently become a patient-partner in the Vasculitis Patient-Powered Research 
Network (V-PPRN).  Dr. Gordon serves on the Research, Innovation, Planning, and Experiments (RIPE) Working Group, which 
is tasked with formulating ways to conduct clinical research trials and advancing a subset of these studies into project summaries or 
full research protocols.  These projects will range from surveys to observational studies to clinical trials of new treatments.  The RIPE 
Working Group will both generate research ideas within the group and solicit ideas from patients with vasculitis and prioritize a 
research agenda based on scientific merit, feasibility, and patient interest.

Dr. Gordon is committed to using her skills and knowledge for research and education toward improving the lives of people with 
vasculitis.   .           

The Road Map To Wellness 
Educational Webinar Series 2017

LEARN. CONNECT. ENGAGE.

VASCULITIS CONFERENCE
2017
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Amy Archer, MD . Northwestern University 
George Casey, MBA . V-PPRN Co-Investigator
Sharon Chung, MD . University of California - San Francisco
Geetha Duvuru, MD . Johns Hopkins University
Anisha Dua, MD . University of Chicago
Jeff Fishbein, PsyD . Fishbein & Associates, Performance Consulting
Peter Grayson, MD . NIAMS Translational Research Program
Tanaz Kermani, MD . University of California - Los Angeles
Carol Langford, MD . Cleveland Clinic 
Robert Lebovics, MD . Head & Neck Surgical Group
Peter Merkel, MD . University of Pennsylvania
Robert Micheletti, MD . University of Pennsylvania
Paul Monach, MD . Boston University 
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Eric Ruderman, MD . Northwestern University
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UPDATES ON VF-FUNDED RESEARCH   Aramis Dermatology Study
 Diagnostic and Classification Criteria Update
 Impact of Healthcare Utilization and Informal 
Caregiving for Primary Systemic Vasculitis
 Longitudinal Study of patients with Vasculitis 
 Reports from the Fellows
 Vasculitis Patient-Powered Research Network 
(V-PPRN) Update
 VascWorks:  Impact of Vasculitis on 
Employment and Work Ability
 AAV-PRO: Quality of Life Study for Patients 
with ANCA-associated Vasculitis
 V-PREG Study: Pregnancy and Vasculitis

SPECIAL SESSIONS
 Fertility Issues for Male & Female Vasculitis 
Patients 
 Introducing Mindfulness into Your Life
 Introducing the Northwestern University 
Chicago Vasculitis Center
 Joys and Challenges of Caregiving
 Sunrise Yoga by the Pool
 VF Team Brandon: Get Moving!
 Wellness: Creating a Positive Lifestyle

2017 INTERNATIONAL VASCULITIS SYMPOSIUM
June 23-25, 2017
Chicago Marriott O’Hare
8535 West Higgins Road, Chicago, Illinois  60631

Join us for our 2017 International Vasculitis Symposium!  The symposium is a three-day opportunity to 
learn about new treatments and research advances from our vasculitis medical experts.  Learn about new 
research opportunities to participate in!  Connect with other patients and family members! Enjoy Chicago 
in the summer!  

DO YOU HAVE?  . Behcet’s. CNS vasculitis. Cryoglobulinemia. EGPA/Churg-Strauss Syndrome . Giant cell arteritis/Polymyalgia rheumatica. GPA/Wegener’s. Henoch-Schönlein purpura. Kawasaki disease. Leukocytoclastic/Hypersensitivity vasculitis . Microscopic polyangiitis. Polyarteritis nodosa. Takayasu’s arteritis. Urticarial vasculitis 

VASCULITIS AND ISSUES IN:  . Dermatology. Ear/Nose/Throat. Gastroenterology. Nephrology . Neurology . Nutrition, Exercise and Fatigue. Ophthalmology. Organizing Your Medical Team . Pain Management in Vasculitis. Pulmonology

VISIT www.vasculitisfoundation.org/2017symposium REGISTER TODAY

LEARN. CONNECT. ENGAGE.

VASCULITIS SYMPOSIUM
2017

Chicago, Illinois, USA    June 23-25

INTERNATIONAL

SCHEDULED SPEAKERS:
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in memoriam

What is the study about?

In partnership with the National 
Organization for Rare Disorders 
(NORD), this will be the first large-
scale study about the information and 
psychosocial support needs of people living with rare disorders.  The purpose of this 
research study is to assess these needs, from the perspectives of people with a variety of 
rare disorders, to find similarities and differences across disorders.  To ensure that results 
reflect the diversity of the rare disease community, it is crucial that as many people 
living with a rare disease as possible take part.
What would I do as a study participant?

There are two ways to participate.
1.  You can follow this link, www.bit.ly/2hWZLr2 to take a 40-minute online survey 

about your experiences with and information and support needs related to your rare 
disorder (paper forms are available by request).  If it is physically difficult to respond, 
someone may enter your responses for you.

2.  During the survey, you can opt to sign up for a second study, which involves an 
online focus group about the information and psychosocial support needs with others 
with rare disorders.  You must participate in the survey in order to be eligible for the 
focus group, but the focus group study is not required to participate in the survey.  You 
will be paid $20 for participating in the focus group.
Who is eligible to participate?

You must be an adult or the age of majority in your state, be able to communicate in 
English, and have a rare disease or disorder or undiagnosed rare condition.  Caregivers 
who do not have a rare disorder themselves are NOT eligible to participate at this time.  
A disease is generally considered rare if it affects fewer than 200,000 affected individu-
als in the United States or fewer than 1 in 2,000 in Europe.  A list of rare diseases can 
be found here: www.rarediseases.info.nih.gov/diseases/browse-by-first-letter.  Because 
rare disorders are discovered and prevalence estimates change frequently, you may par-
ticipate even if your disorder does not appear on the list.
What will we do with study findings?

We will send a summary of results to all participants.  To help NORD, rare disorder 
organizations, and healthcare professionals meet the needs of people with rare disorders, 
results will be shared through reports, conference presentations, scientific publications.
The investigators:

Kathleen Bogart, PhD, Principal Investigator, Assistant Professor of Psychology at 
Oregon State University, studies psychosocial needs of people with rare disorders and 
has a rare disorder herself. She also serves on the Board of Directors of a NORD mem-
ber organization. Contact her at kathleen.bogart@oregonstate.edu or 541.737.1357.

Veronica Irvin, PhD, MPH, Co-Investigator, is Assistant Professor of Public Health 
at Oregon State University.  She has experience analyzing information offered by 
support organizations.  .

Adults with Rare Disorders Support Study

Veronica Irvin, PhD, MPHKathleen Bogart, PhD
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THANK YOU to all those who made 
donations to the VF in memory of a 

loved one. 
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Vasculitis Foundation Membership Campaign – JOIN!

Enclosed is my check or Please Bill My Credit Card (circle one).  Visa/MasterCard/Discover/American Express
Card #:  
Name as listed on Card:  
Signature:  
Exp. Date:   Total: $ 
Email: 

 I would like to make a monthly pledge of $  billed to my credit card.
 Check if you would like to designate the VF as a beneficiary in your will.

* This gift is:  In memory of    In honor of    A Gift Membership for 
Name:  
Address: 
City:  State:  Zip: 
Country (if outside the U.S.): 

I Am Pleased To Support The Vasculitis Foundation Through My Membership Dues.

DUES:   $35 U.S. for all members    $500 U.S. Lifetime Membership
In addition, I would like to make a tax-deductible gift * of:  $45     $60     $75     $100     $150     Other $ 
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PLEASE FILL OUT FORM COMPLETELY, DETACH AND SEND TO VF OFFICE
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The VF Webstore    SHOP NOW AND SAVE UNTIL THE END OF MARCH!     http://vfwebstore.com/

AmazonSmile is a simple and automatic way for you 
to support the Vasculitis Foundation every time you shop, 
at no cost to you.  You’ll find the exact same low prices, vast 
selection and convenient shopping experience as Amazon.
com, with the added bonus that Amazon will donate a 
portion of the purchase price to the Vasculitis Foundation.
https://smile.amazon.com/ch/43-1492959  .

Please recycle this newsletter to your 
physician’s office!  Contact the VF office 
if you’d like brochures to distribute.

Save BIG 
during the VF
SPRING
SALE!

Enjoy a 20% DISCOUNT on jackets, visors and caps through MARCH 31st! 
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education

2017 Bethesda Regional Conference a Success  |  Learn. Connect. Engage.
A capacity crowd of patients with vasculitis, caregivers, and medical 
professionals came together at the 2017 VF Patient and Family Vasculitis 
Regional Conference, on Saturday, February 4, in Bethesda, Maryland.  The 
day-long conference was a partnership between the Vasculitis Foundation 
and the physicians and nurses of the Johns Hopkins Vasculitis Center and 
the NIAMS Vasculitis Translational Research Program.    

The conference is part of the VF’s 2017 initiative to provide educational 
and networking opportunities for our vasculitis community.  The VF will 
hold a second 1/2 day conference in Cleveland, Ohio on Tuesday, April 4, 
and our three-day 2017 International Vasculitis Symposium in Chicago, 
Illinois, June 23-25.   

After welcoming the 90+ conference attendees, Joyce Kullman, Executive 
Director of the VF, turned the day’s hosting over to Dr. Peter Grayson, Head 
of the NIAMS Vasculitis Translational Research Program.  The conference 
featured nine presentations led by medical specialists who addressed the 
impact of vasculitis on various body systems and an update on the latest 
research studies and promising treatments for the disease.  .

 Conference attendees give the V for Victory Over Vasculitis sign at the VF Conference.

Presenters at the conference:  l-r:  Peter Grayson, MD, Marcela 
Ferrada, MD, Kaitlin Quinn, MD, Subhasree Banerjee, MD, Elaine 
Novakovich, RN, BSN, and guest, Wendy Goodspeed, RN.

MANY THANKS 
to the speakers:
Shubhasree Banerjee, MD
Marcela A. Ferrada, MD
Eric J. Gapud, MD, PhD
Duvuru Geetha, MBBS, MD
Peter Grayson, MD, MSc
Rebecca Manno, MD, MHS
Elaine Novakovich, RN, BSN
Kaitlin A. Quinn, MD
Philip Seo, MD, MHS

Tampa Chapter Meeting
The VF Tampa Chapter met on Saturday, February 4 
at the 78th Street Library in Tampa, Florida. 

 l-r:  Dr. Yih Chang Lin 
(USF Health 

Rheumatologist), 
J. Jesus Perez 

(patient), and 
Dr. Evelisse Capo, 
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North Carolina Vasculitis Group 
Meeting - April 1, 2017
Please join us for the next Vasculitis Support Group meeting 
focusing on “Making the Most of Your Doctor Appointment”. 
The meeting will be held Saturday, April 1, 2017 at the UNC 
Wellness Center at Meadowmont in Chapel Hill, NC.  The UNC 
Wellness Center is conveniently located near I-40 on Hwy 54.   

 We are pleased to have Dr. Will Pendergraft, Assistant 
Professor of Medicine at the UNC Kidney Center, as our speaker.  
Dr. Pendergraft will discuss, “How Does Your Doctor Think?” 

The meeting will run from 10 a.m. – 2 p.m., and include 
lunch.  Registration and coffee will begin at 9:30 a.m.  Look for a 
detailed meeting agenda and registration information in March.  
Please mark your calendars now for this exciting event!

 Hope to see you there! Please be in touch with any questions 
or concerns.

Jill Powell: Administrator - Vasculitis Support Group
jdcooper@email.unc.edu
Mary Zimmerman: Chapter Contact
maryzim0206@gmail.com or 919.946.2083
 Kristen Dill: Interim Leader
kristendill@icloud.com  .
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spotlight

Vasculitis Fails to Block Broadcasting Career Goals  
|  Ben Wilson  | Ed Becker

Tune into any of the sports broadcasts for KRES Radio in Moberly, Missouri, and 
you will likely hear the voice of Ben Wilson doing the games’ play-by-plays.  At 24 
years old, the University of Missouri Broadcast Journalism major already has built 
an impressive fast-track of broadcasting experience behind him.  

Ben’s journalism career is on an upward trajectory; however, it was only a couple 
of years ago, that the path was interrupted by a curve ball—a diagnosis of EGPA/
Churg-Strauss syndrome.  Despite the diagnosis and subsequent treatment for 
vasculitis, Ben is determined to follow his dream of being a professional sports 
broadcasting announcer.
Early Symptoms

His symptoms first appeared during the 2013 Spring semester at Mizzou.  “I 
developed a cough and some occasional wheezing but that was basically it,” Ben 
recalls. “I figured I had nothing more than an extended cold and that I would just 
need to get some rest for my symptoms to go away.  But through the rest of that 
semester, the symptoms continued to linger.” 

Over the summer, Ben’s condition didn’t improve.  His parents, Cory and Susan, 
who are both physicians, put him on a course of prednisone and an inhaler to 
treat the worsening asthma.  The results were immediate and positive.  However, it 
proved to be a temporary respite.  

“The thought was that as long as I was on a daily inhaler, my respiratory 
problems would be done,” says Ben.  “I felt great throughout that summer, and 
moved back into the fraternity house for my junior year in August.  But by mid-
September, some of the original symptoms started to come back and then get 
worse.”
Diagnosis

The symptoms impacted his performance and academic coursework.  Ben says 
the grueling broadcasting schedule and the extensive travel only exacerbated his 
symptoms.   

“Doing play-by-play is hard enough without being able to breathe while 
you’re on the air.  I can still remember struggling to get through some of those 
broadcasts, and it worsened the quality of my on-air work.  By the end of 
the year, I had made four trips to the Emergency Department, all for asthma 
attacks,” Ben explained.

Painful rashes, abdominal pains, and more respiratory problems eventually 
led to Ben getting a diagnosis of vasculitis in July 2014.  He was put on 60 mg 
of prednisone and Cytoxan and Ben returned to Mizzou for his senior year in 
2015.  Although the treatment helped him to feel “normal”, Ben says he quickly 
learned that he couldn’t return to the same social lifestyle that he had enjoyed 
before the illness.

Today, Ben is in remission.  He takes 5mg of prednisone, and CellCept.  It 
has been two years since his diagnosis and Ben says the biggest challenge has 
been finding the most effective type of chemo that will allow him to wean off 
prednisone. 

The diagnosis of vasculitis may have slowed Ben down at the beginning, but it hasn’t come close to ending his drive or passion for 
broadcasting.  He regularly works 50+ hours at the radio station, but he says it’s part of what he has to do to get the pay-off — a career as a 
professional sports broadcaster.

“Throughout the next few years, my goal is to keep improving my on-air demo, maintain and grow my current network of contacts in the 
industry, and put myself in a spot to get closer to my ultimate goal of calling games for a national network.” .

Beginning later this year, Ben Wilson will 
become a regular contributing writer to the 
VF newsletter.  Ben is especially passionate 
about using his journalistic experience to 
help raise awareness about the disease with 
a focus on how it affects youth and young 
adults.   

In future issues, Ben will share his own 
experiences and interview other young adult 
patients and their families as they deal with 
vasculitis.

Joyce Kullman, Executive Director 
of the Vasculitis Foundation, says that 
understanding and meeting the needs of 
young patients with vasculitis is a key focus 
for the organization in 2017.  “We are excited 
about having Ben contribute his talents 
to the VF because it directly connects to 
our outreach and engagement with this 
demographic.  Young adults with vasculitis 
have a host of issues and we want to give a 
voice to them so we can better understand 
their unique challenges.”

Ben Wilson

Personal Note  We received the following request:  
I would like to ask, did any other patients with Polyarteritis nodosa (PAN) have hepatitis B vaccine near the time they started getting 
their first PAN symptoms?  I had one when I was 16 and first had symptoms.  Thank you.

EzraEdwardHartz@hotmail.com  .
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with any significant problems besides in the skin.  To participate, 
you will need to have a diagnosis of either:. Isolated cutaneous small- or medium-vessel vasculitis . Cutaneous polyarteritis nodosa (PAN). IgA vasculitis (IgA, formerly Henoch- Schönlein purpura),  

without active kidney involvement. Having mild joint or muscle pains, leg swelling (edema), fatigue, 
mild weight loss, low-grade fevers, and mild anemia will be 
allowed.. Have a confirmed diagnosis of vasculitis by skin biopsy before 
enrolling in this study (earlier, at diagnosis, and/or just prior to 
enrollment) that confirms the diagnosis of vasculitis. Have active skin vasculitis lasting for at least 1 month 
continuously and/or have had 2 or more flares over the six 
months before enrolling . Have active/ongoing skin vasculitis lesions at the time of 
enrollment (old scars alone will not be considered active 
vasculitis). Be at least 18 years old

You may still be able to participate in the study if you meet the 
above requirements even if you have a previous bad side effect to 
one of the study drugs or were treated in the past with one of the 
study medications.
You are not eligible to participate if:. Your vasculitis has significant involvement of other organs 

besides the skin. You have been diagnosed with a form of systemic vasculitis such 
as granulomatosis with polyangiitis (Wegener’s, GPA), 
eosinophilic granulomatosis with polyangiitis (Churg-Strauss), 
microscopic polyangiitis (MPA), cryoglobulinemic vasculitis, 
central nervous system vasculitis, or hypocomplementemic 
urticarial vasculitis, or. Other diseases that can cause skin vasculitides such as systemic 
lupus erythematosus, Sjögren’s syndrome, some cancers, some 
infections, or some medications.

. You have had bad side effects to two or three of the study drugs 
(azathioprine, colchicine, or dapsone), or have been treated 
prior to enrollment with two or three of the study drugs but 
failed to respond to them, or had to stop two or three of them 
because of side effects.. You have evidence of significant liver disease.. You have evidence of significant low kidney function.. You have evidence of significant or symptomatic anemia.. You have another condition that has moderate or high 
likelihood or requiring treatment with prednisone during the 
study.. You have active cancer or history of malignancy within the 
previous 5 years. Note: If you have been in remission of a cancer 
for greater than 5 years, or have/had non-metastatic prostate 
cancer, treated basal or squamous cell carcinoma of the skin, or 
treated cervical cancer, you may still be able to be enrolled.. You have an active uncontrolled or serious infection that 
may stop you from taking or may impact the use of the study 
medications.. You are unable to consent (agree to be part of this study). You are pregnant or nursing

Note: There are other things that may stop you from being in the 
study.
How to participate

In order to participate in a study, you must personally contact the 
study coordinator of any of the participating institutions by phone 
or by e-mail. Please use the information below to inquire about 
participation.
University of Pennsylvania, Philadelphia
Study Coordinator:  Christopher Snider, MPH
Christopher.snider@uphs.upenn.edu
Phone: 215.662.6597
Source:  https://www.rarediseasesnetwork.org/cms/vcrc/Research/
Studies/5562  
Note: New sites will be added in the future.  .

ARAMIS | continued from page 14

Jane Jaquith, Study Coordinator
jaquith.jane@mayo.edu or 507.284.4502

Mount Sinai Hospital/Toronto
Samyukta Jagadeesh, Study Coordinator

sjagadeesh@mtsinai.on.ca or 416.586.8616
Oregon Health & Science University/Portland

Brenda Olmos, Study Coordinator 
olmos@ohsu.edu or 503.418.1065

McMaster University/Hamilton
Sandra Messier, RCT, Research Coordinator

smessier@stjoes.ca or 905.522.1155, Ext. 35873
University of California, San Francisco

Sharon A. Chung, MD MAS
Sharon.chung@ucsf.edu or 415.514.1673

University of Kansas
Caitlin McMillian, Research Business Coordinator 
cmcmillian@kumc.edu or 913.588.0681

University of Michigan
Emily Lewis, Study Coordinator 
eelewis@med.umich.edu or 734.936.4009

University of Pennsylvania
Roni Devassy, Study Coordinator 
roni.devassy@uphs.upenn.edu or 215.614.4407
Marina Fanous, Study Coordinator 
marina.fanous@uphs.upenn.edu or 215.614.4412
Jacquelyn Thomas, Study Coordinator 
jacquelyn.thomas@uphs.upenn.edu or 215.614.4406

University of Pittsburgh
Laurie Hope, RN, Clinical Research Coordinator 
hopelk@upmc.edu or 412.647.2638

University of Utah Vasculitis Center
Martha Finco, MS, Study Coordinator 
Martha.Finco@hsc.utah.edu or 801.585.6468

Jessica Gonzalez, Study Coordinator 
jessica.gonzalez@hsc.utah.edu or 801.585.0797 .

VCRC | continued from page 16

REGISTER
TODAY!

LEARN. CONNECT. ENGAGE.

VASCULITIS SYMPOSIUM
2017

Chicago, Illinois, USA    June 23-25

INTERNATIONAL
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conference

Cleveland Clinic Regional Conference (For Patients and Families)
The Vasculitis Foundation and the Cleveland Clinic Center for Vasculitis and Care Research 
is pleased to present the following educational symposium for patients, family members and caregivers.  
Tuesday, April 4, 2017
InterContinental Hotel
9801 Carnegie Avenue, Cleveland, Ohio 44106
Program: 1:00 p.m. - 5:00 p.m. 
Registration fee: $20/person  .  Registration deadline: March 27, 2017
Online: www.vasculitisfoundation.org
By phone: 816.436.8211  
Mail: Vasculitis Foundation, PO Box 28660  Kansas City, MO 64188-8660

MAIL TO:  Vasculitis Foundation  .   PO Box 28660  .  Kansas City, MO 64188-8660  .  USA
Last Name   First Name 
Last Name   First Name 
Address
City   State   Zip 
Phone (      )   Fax (      )   E-mail 
Diagnosed with 
PAYMENT METHOD:

 Check (payable to Vasculitis Foundation) Amount $
 Credit Card    Visa    MasterCard    Discover    American Express

Credit Card Number:  
Exp. Date    Amount $  
Name on Card 
Authorized Signature 

2017 CLeveland Clinic Regional Conference
TUESDAY, APRIL 4, 2017  |  $20/person  |  Registration Deadline: March 27, 2017

Registration: http://www.vasculitisfoundation.org/?p=1761548

Registration Form PLEASE PRINT CLEARLY 

Thursday, March 23, 12:00 p.m. noon (Eastern)
Topic: Managing Vasculitis:  A Patient’s Perspective
Presenter: Jennifer Gordon, PhD
Registration URL: https://attendee.gotowebinar.com/register/3959515475650264835

Dr. Jennifer Gordon will talk about her experiences as a patient with EGPA/Churg-Strauss syndrome, including the importance of 
setting priorities, tracking of symptoms, communicating with doctors, and developing critical thinking skills that can help in managing a 
complex disease like vasculitis.

Dr. Gordon holds a Ph.D. in Pathology and is on the faculty of a medical school in the Northeastern United States.  She is a NIH-
funded biomedical researcher studying neurological disorders and infectious diseases, including two rare diseases. 

She was diagnosed with EGPA/CSS in 2014 and recently become a patient-partner in the Vasculitis Patient-Powered Research 
Network (V-PPRN).  Dr. Gordon serves on the Research, Innovation, Planning, and Experiments (RIPE) Working Group, which 
is tasked with formulating ways to conduct clinical research trials and advancing a subset of these studies into project summaries or 
full research protocols.  These projects will range from surveys to observational studies to clinical trials of new treatments.  The RIPE 
Working Group will both generate research ideas within the group and solicit ideas from patients with vasculitis and prioritize a 
research agenda based on scientific merit, feasibility, and patient interest.

Dr. Gordon is committed to using her skills and knowledge for research and education toward improving the lives of people with 
vasculitis.   .           

The Road Map To Wellness 
Educational Webinar Series 2017

LEARN. CONNECT. ENGAGE.

VASCULITIS CONFERENCE
2017

VasculitisFoundation.org

REGIONAL

Amy Archer, MD . Northwestern University 
George Casey, MBA . V-PPRN Co-Investigator
Sharon Chung, MD . University of California - San Francisco
Geetha Duvuru, MD . Johns Hopkins University
Anisha Dua, MD . University of Chicago
Jeff Fishbein, PsyD . Fishbein & Associates, Performance Consulting
Peter Grayson, MD . NIAMS Translational Research Program
Tanaz Kermani, MD . University of California - Los Angeles
Carol Langford, MD . Cleveland Clinic 
Robert Lebovics, MD . Head & Neck Surgical Group
Peter Merkel, MD . University of Pennsylvania
Robert Micheletti, MD . University of Pennsylvania
Paul Monach, MD . Boston University 
Patrick Nachman . University of North Carolina
Christian Pagnoux, MD . University of Toronto
Eric Ruderman, MD . Northwestern University

Ulrich Specks, MD . Mayo Clinic
Jason Springer, MD . Kansas University
Tony Sreih, MD . University of Pennsylvania
Marinka Twilt, MD . University of Calgary
Alex Villa-Forte, MD . Cleveland Clinic 
Yusuf Yazici, MD . New York University
Kalen Young, MA . V-PPRN Network Manager

symposium
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UPDATES ON VF-FUNDED RESEARCH   Aramis Dermatology Study
 Diagnostic and Classification Criteria Update
 Impact of Healthcare Utilization and Informal 
Caregiving for Primary Systemic Vasculitis
 Longitudinal Study of patients with Vasculitis 
 Reports from the Fellows
 Vasculitis Patient-Powered Research Network 
(V-PPRN) Update
 VascWorks:  Impact of Vasculitis on 
Employment and Work Ability
 AAV-PRO: Quality of Life Study for Patients 
with ANCA-associated Vasculitis
 V-PREG Study: Pregnancy and Vasculitis

SPECIAL SESSIONS
 Fertility Issues for Male & Female Vasculitis 
Patients 
 Introducing Mindfulness into Your Life
 Introducing the Northwestern University 
Chicago Vasculitis Center
 Joys and Challenges of Caregiving
 Sunrise Yoga by the Pool
 VF Team Brandon: Get Moving!
 Wellness: Creating a Positive Lifestyle

2017 INTERNATIONAL VASCULITIS SYMPOSIUM
June 23-25, 2017
Chicago Marriott O’Hare
8535 West Higgins Road, Chicago, Illinois  60631

Join us for our 2017 International Vasculitis Symposium!  The symposium is a three-day opportunity to 
learn about new treatments and research advances from our vasculitis medical experts.  Learn about new 
research opportunities to participate in!  Connect with other patients and family members! Enjoy Chicago 
in the summer!  

DO YOU HAVE?  . Behcet’s. CNS vasculitis. Cryoglobulinemia. EGPA/Churg-Strauss Syndrome . Giant cell arteritis/Polymyalgia rheumatica. GPA/Wegener’s. Henoch-Schönlein purpura. Kawasaki disease. Leukocytoclastic/Hypersensitivity vasculitis . Microscopic polyangiitis. Polyarteritis nodosa. Takayasu’s arteritis. Urticarial vasculitis 

VASCULITIS AND ISSUES IN:  . Dermatology. Ear/Nose/Throat. Gastroenterology. Nephrology . Neurology . Nutrition, Exercise and Fatigue. Ophthalmology. Organizing Your Medical Team . Pain Management in Vasculitis. Pulmonology

VISIT www.vasculitisfoundation.org/2017symposium REGISTER TODAY

LEARN. CONNECT. ENGAGE.

VASCULITIS SYMPOSIUM
2017

Chicago, Illinois, USA    June 23-25

INTERNATIONAL

SCHEDULED SPEAKERS:
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in memoriam

What is the study about?

In partnership with the National 
Organization for Rare Disorders 
(NORD), this will be the first large-
scale study about the information and 
psychosocial support needs of people living with rare disorders.  The purpose of this 
research study is to assess these needs, from the perspectives of people with a variety of 
rare disorders, to find similarities and differences across disorders.  To ensure that results 
reflect the diversity of the rare disease community, it is crucial that as many people 
living with a rare disease as possible take part.
What would I do as a study participant?

There are two ways to participate.
1.  You can follow this link, www.bit.ly/2hWZLr2 to take a 40-minute online survey 

about your experiences with and information and support needs related to your rare 
disorder (paper forms are available by request).  If it is physically difficult to respond, 
someone may enter your responses for you.

2.  During the survey, you can opt to sign up for a second study, which involves an 
online focus group about the information and psychosocial support needs with others 
with rare disorders.  You must participate in the survey in order to be eligible for the 
focus group, but the focus group study is not required to participate in the survey.  You 
will be paid $20 for participating in the focus group.
Who is eligible to participate?

You must be an adult or the age of majority in your state, be able to communicate in 
English, and have a rare disease or disorder or undiagnosed rare condition.  Caregivers 
who do not have a rare disorder themselves are NOT eligible to participate at this time.  
A disease is generally considered rare if it affects fewer than 200,000 affected individu-
als in the United States or fewer than 1 in 2,000 in Europe.  A list of rare diseases can 
be found here: www.rarediseases.info.nih.gov/diseases/browse-by-first-letter.  Because 
rare disorders are discovered and prevalence estimates change frequently, you may par-
ticipate even if your disorder does not appear on the list.
What will we do with study findings?

We will send a summary of results to all participants.  To help NORD, rare disorder 
organizations, and healthcare professionals meet the needs of people with rare disorders, 
results will be shared through reports, conference presentations, scientific publications.
The investigators:

Kathleen Bogart, PhD, Principal Investigator, Assistant Professor of Psychology at 
Oregon State University, studies psychosocial needs of people with rare disorders and 
has a rare disorder herself. She also serves on the Board of Directors of a NORD mem-
ber organization. Contact her at kathleen.bogart@oregonstate.edu or 541.737.1357.

Veronica Irvin, PhD, MPH, Co-Investigator, is Assistant Professor of Public Health 
at Oregon State University.  She has experience analyzing information offered by 
support organizations.  .

Adults with Rare Disorders Support Study

Veronica Irvin, PhD, MPHKathleen Bogart, PhD

IN MEMORIAM  
   

Fred C. Adam
Glenda Albertson
Jennie Alexander

Jeffrey Michael Arthur
John M. Avery
Mary J. Bagley
Marlene Berres

Marie Boyer
Jeff Brax

Frank Buckles, Jr.
Joseph T. Buckley
Ryan James Bunck
Edward F. Burke

Sonya Johnson Burke
Samuel Caminiti

Frank, Lucy, and Ralph Cataldo
Mary E. Clarke
Anne Collings
William Crum

Calvin Cunningham
Barbara Daggett

Linda Dixon
Scott Donophan

Gwendolyn Dunbar
Robin Fields

James Fitzmaurice
David Ford

Richard R. Goulet
Rita Hamlin
Carole Harris
Bret Harwood

David Hasfurther
James Heard

Mildred Herbstman
Maryanne Heiser

Eduardo Torres Hilario, MD
Peter Hochreiter

Doris Holmes
Lois Hooper

Al Hric
Bruce A. Hudgens, MD
Bobby Vernon Hughes

Bob Jeppesen
Leo Jeyowski
Janice Jolly.

THANK YOU to all those who made 
donations to the VF in memory of a 

loved one. 

store

Vasculitis Foundation Membership Campaign – JOIN!

Enclosed is my check or Please Bill My Credit Card (circle one).  Visa/MasterCard/Discover/American Express
Card #:  
Name as listed on Card:  
Signature:  
Exp. Date:   Total: $ 
Email: 

 I would like to make a monthly pledge of $  billed to my credit card.
 Check if you would like to designate the VF as a beneficiary in your will.

* This gift is:  In memory of    In honor of    A Gift Membership for 
Name:  
Address: 
City:  State:  Zip: 
Country (if outside the U.S.): 

I Am Pleased To Support The Vasculitis Foundation Through My Membership Dues.

DUES:   $35 U.S. for all members    $500 U.S. Lifetime Membership
In addition, I would like to make a tax-deductible gift * of:  $45     $60     $75     $100     $150     Other $ 

VA
SC
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2
0

17  MEMBERSHIP D
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E

PLEASE FILL OUT FORM COMPLETELY, DETACH AND SEND TO VF OFFICE
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The VF Webstore    SHOP NOW AND SAVE UNTIL THE END OF MARCH!     http://vfwebstore.com/

AmazonSmile is a simple and automatic way for you 
to support the Vasculitis Foundation every time you shop, 
at no cost to you.  You’ll find the exact same low prices, vast 
selection and convenient shopping experience as Amazon.
com, with the added bonus that Amazon will donate a 
portion of the purchase price to the Vasculitis Foundation.
https://smile.amazon.com/ch/43-1492959  .

Please recycle this newsletter to your 
physician’s office!  Contact the VF office 
if you’d like brochures to distribute.

Save BIG 
during the VF
SPRING
SALE!

Enjoy a 20% DISCOUNT on jackets, visors and caps through MARCH 31st! 



2

Dear Friends,
Learn. Connect.  Engage.  These are three 

components we encourage every patient to pursue, and 
the Vasculitis Foundation provides resources for each 
one!  

We urge you to learn as much as possible 
and attending our 2017 International Vasculitis 
Symposium in Chicago, June 23-25 is a great 
opportunity.  

We are building the symposium weekend schedule 
around the theme of Learn. Connect. Engage.  Learn 

from our vasculitis experts and special guest speakers.  Connect with other 
attendees to share your experiences and learn from each other about living with 
vasculitis.  The symposium offers a compelling opportunity to engage in Q &A 
with the doctors and researchers who will be spending the weekend with us. 

We will have general sessions for the whole group and separate tracks for the 
pediatric, young adults, newly diagnosed, and experienced patients.   We will 
offer individual disease-specific sessions to connect you with patients sharing the 
same form of vasculitis as you.  (We only hold the symposium every other year, 
so we hope you register today. Learn more about the meeting on page 7.)

Will you help us celebrate/recognize/acknowledge Vasculitis Awareness 
Month in May?  We encourage you to organize or attend a special event or 
participate in a virtual event.  Many of you host awareness campaigns through 
your social media channels, and we thank you.  Last year several members 
wore VF t-shirts to their doctors’ appointments to raise awareness of vasculitis 
and the organization and ended up meeting other patients waiting for their 
appointments. 

Sincerely,

Joyce A. Kullman
Executive Director  . 
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Mission Statement  |  The Vasculitis Foundation 
supports and empowers our community through 
education, awareness and research.

The Vasculitis Foundation is most grateful to authors who have shared their personal experiences with vasculitis in the newsletter. The reader should be 
aware that these contributions are personal reflections by the writer and do not represent medical scientific statements. Therefore, such information 
while being accurate perceptions of the writer, may not be scientifically accurate and may not apply to other patients.

Vasculitis Foundation 
Board of Directors 2016-2017 .
KAREN HIRSCH, President
dutchblitz@aol.com
GEORGE CASEY, Treasurer
gcasey@vasculitisfoundation.org
ROBERT LEBOVICS, M.D., F.A.C.S., Secretary
JASON WADLER, Past-President
jwadler@gmail.com
RHONDA JOHNSON BYRD
rhonda.johnson.byrd@gmail.com 
CHRISTINE COX MARINELLI, M.D.
ccoxmar1@earthlink.net
JEFFREY FISHBEIN, PSY.D
jfishbein30@gmail.com 
PETER GRAYSON, MD, MSc.
PATTI KEMP
pattikemp@hotmail.com
GREGORY LESKO
galesko@mac.com 
PAMELA PEKERMAN
pamela.pekerman@gmail.com
BOB SAHS
aagolf@aol.com 
JASON SPRINGER, M.D., MS.
MARILYN SAMPSON, R.N., Founder (1933~1997)

JOYCE KULLMAN, Executive Director
jakullman@VasculitisFoundation.org

ED BECKER
Director of Marketing & Communications
724.719.1323 | ebecker@vasculitisfoundation.org

KALEN YOUNG
V-PPRN Network Manager
602.748.7615 | kyoung@vasculitisfoundation.org

SHANNON MORGAN
Patient Support Coordinator
117 South Street
Excelsior Springs, MO 64024
smorgan@vasculitisfoundation.org

The deadline for the May/June 2017
Newsletter is April 1, 2017.

1.800.277.9474
Phone: 816.436.8211  |  Fax: 816.656.3838
Vasculitis Foundation
PO Box 28660 . Kansas City, MO 
64188-8660 USA

www.VasculitisFoundation.org
vf@VasculitisFoundation.org

A Message from the Executive Director

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

Granulomatosis With Polyangiitis (GPA) 
and Microscopic Polyangiitis (MPA):  
Your Questions, Expert Answers 
Jonathan Scott Coblyn, M.D.
Director, Clinical Rheumatology
Brigham and Women’s Hospital, Boston

This is the first book written specifically for GPA 
and MPA patients and covers signs, symptoms, 
diagnosis, treatment options, complications, 
relapse and remission.  The book also discusses 
how to communicate effectively with your health 
care providers. 

If you would like a free copy of the book, please email 
the VF at vf@vasculitisfoundation.org or call 816.436.8211.  .
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news

15th Annual Eastern PA/Western NJ 
Vasculitis WalK
JOIN US * SUNDAY, JUNE 4, 2017 
Registration starts at 11 am * Walk at Noon 
Ridley Creek State Park, #17
1023 Sycamore Mills Rd., Media, Pennsylvania 19063

RAIN OR SHINE
Come by yourself, bring a friend or your family!
* Bring your lunch, grill available
* Playground and Restroom on Site
* Pets welcomed on a leash
* FREE TSHIRT

GREAT DOOR PRIZES
This walks supports the following diseases:
* Behcet’s disease
* Central Nervous System 
* Churg-Strauss Syndrome
* Cryoglobulinemia
* Giant Cell Arteritis
* Henoch-Schonlein purpura
* Hypersensitivity Vasculitis
* Microscopic Polyangitis
* Kawasaki disease
* Polyarteritis Nodosa
* Polymyalgia Rheumatica
* Rheumatoid  Vasculitis
* Takayasu’s Arteritis
* Wegeners’s Granulomatosis (GPA)

If you can’t attend the walk but would like to donate 
please make your check out to:

VASCULITIS FOUNDATION
P.O.Box 28660 
Kansas City, MO 64188
1.800.277.9474

Contact: Sharon Sirman * 610.836.2455
Ruth or Jack Falkenstein * 484.461.6156

VF Team Brandon 2017
We are continuing VF Team Brandon in 2017.  I’ll be moderating 
the new Victory Over Vasculitis:  VF Team Brandon 2017 
Facebook Group.   

 I’m excited because this new Facebook forum will allow us to 
interact with each other, participate in polls, and share news in 
real-time.  I will continue to issue Sweat/No Sweat Challenges 
and team members will be eligible for occasional prize drawings.  

I hope that each of you will join me in our new home on 
Facebook.  Please visit the VF Team Brandon website page to join 
the team and the FB group.

The group is private and you must be a member of VF Team 
Brandon to participate.

 If you have any questions, contact me at bdhudg@gmail.com.
Let’s lace up!  
Brandon Hudgins  .

VF 2017

Beer Tasting Fundraiser
for Vasculitis Foundation
Sunday, March, 12, 2017
3:00 p.m. - 6:00 p.m.
Imperial Oak Brewery, 
501 Willow Blvd., Willow Springs, Illinois  60480
Organizer:  Nina Adams:  708.246.0766; Nina@3wests.com
Enjoy samples of four craft beers of your choosing from Imperial 
Oak’s current weekly selection while listening to music, enjoying 
light snacks, and getting to know some new people.  A small table 
of handmade jewelry and pottery will be available for purchase 
with all sale proceeds going to the Vasculitis Foundation.  Note: 
Other drinks and additional beers will also be available for 
purchase!

Cost:  $30.00 per person
https://www.eventbrite.com/e/beer-tasting-fundraiser-for-the-
vasculitis-foundation-tickets-30964978083

HAVE CHAPTER NEWS you’d like to share? 
Contact the VF office at816.436.8211 or 800.277.9474  or vf@VasculitisFoundation.org

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

WALK FOR THE VF!

ALABAMA
Birmingham Chapter  
Kelli Morrow 205.616.9151
kelli.morrow@att.net

CALIFORNIA  
Orange County Chapter 
Babette House 714.952.0434
june1more@yahoo.com
Sacramento Chapter 
Hedy Govenar
hgovenar@govadv.com
San Gabriel Support Group  
Carol Benitz 760.912.4608
cbenitz1@yahoo.com

CONNECTICUT
Milford-New Haven 
Support Group
Helene Jackson 203.877.2151
helenesj123@gmail.com
Carrie Heirtzler  203.984.8714
carrie.a.heirtzler@gmail.com

D.C.
Baltimore-Washington, 
DC Chapter
Quinn Smith 202.294.4554
quinndarling2000@yahoo.com

FLORIDA
Central Florida Support Group 
Evelyn Silva  407.493.9195
blondie417us@yahoo.com
Tampa Support Group 
Norma Zayas-Lopez   
813.626.9408
The Villages of Florida 
Support Group 
Bob Sahs 352.328.2839
aagolf@aol.com

IOWA/E. NEBRASKA
Omaha-Council Bluffs 
Support Group
Amy Frahm-Mildward
402.426.8434
angusdr10@msn.com

KANSAS
Kansas City Support Group 
Dennis & Ruth Hale  913.764.7557
dhale3@kc.rr.com

MAINE
Maine Support Group 
Dick and Barb Burns
207.548.0059
barbdick65@gmail.com

MARYLAND
Baltimore-Washington, 
DC Chapter 
Quinn Smith 202.294.4554
quinndarling2000@yahoo.com

MASSACHUSETTS
Boston Chapter
Peter Capizzo  508.758.6433
capizzo1@yahoo.com 
Donna Martin 978.454.5854
Donna.martin@qualserv.net
donna.martin@wwts.com
North of Boston Chapter
Leslie Scott-Lysan 781.246.3046
ljscotty@aol.com
Boston Metro/West 
Support Group
Heather Krafian
hkrafian@yahoo.com

MICHIGAN
Flint-Lansing Support Group
Shari Struck  989.277.9696
sstruck.cot@gmail.com
Northern Michigan Chapter
Grace Eisen  231.394.1568
geisen@midmich.edu
SE Michigan Support Group
Ken Snodgrass  248.851.7618 
nosvamos@twmi.rr.com
Tina Tierney  586.336.0777
tinatierney@cavtel.net
Western Michigan Support Group 
Thelma Kunnen 616.457.0498
thel6257@sbcglobal.net
Earl Bouwer 616.554.2923

MINNESOTA
East Central MN Support Group 
Kami Schmidt & Haley Schmidt 
651.815.7543
ecmnvasculitis@yahoo.com

MISSOURI
Kansas City Support Group 
Dennis & Ruth Hale  913.764.7557
dhale3@kc.rr.com

NEBRASKA
Omaha-Council Bluffs 
Support Group 
Amy Frahm-Mildward 
402.426.8434
angusdr10@msn.com

NEW HAMPSHIRE
NH/VT Chapter
Catherine Keane  603.224.0937
cassiekeane@comcast.net
Howard Archibald 603.863.9332
papaa@comcast.net

NEW YORK
Brooklyn
Bruce Marks  718.309.7954
Long Island Support Group  
Gertrude Frein 631.757.2103
caprunner2@optonline.net
Rachel LeGris 631.335.0979
legriseve@yahoo.com
Upstate NY/VT Support Group  
Debbie Emrick 518.495.6254
debemrick11@yahoo.com
NY/NJ/CT Tri-State Chapter
Gail Schultz 732.287.5248
gail1370@aol.com

NORTH CAROLINA
NC/Raleigh Chapter 
Mary Zimmerman
maryzim0206@gmail.com
Joyce Parrott 919.845.6405
jparrot1@nc.rr.com
Charlotte Support Group
Judy Brown 803.324.1331
Judy1333@aol.com

NORTH DAKOTA
Tamara Wagner
701.412.4258

OHIO
West Central Ohio Chapter 
Glen Massie
gmassie215@gmail.com
937.631.4679

PENNSYLVANIA
Eastern PA/ Western NJ 
Chapter 
Jack & Ruth Falkenstein 
484.461.6156
thefalkensteins@rcn.com

Sharon Sirman and Stephanie 
Sherman 610.431.9612
ssirman714@gmail.com
Western PA Support Group 
Shannon Koprivnak 724.504.6331
skoprivnak@yahoo.com

SOUTH CAROLINA
Camden Support Group
Judy Brown 803.324.1331
Judy1333@aol.com
Charlotte Support Group
Judy Brown  803.324.1331
judy1333@aol.com 
Simpsonville Support Group
Judy Brown 803.324.1331
Judy1333@aol.com

TENNESSEE
East TN Support Group 
Arlen Allen 865.428.0772
papawa@peoplepc.com

TEXAS
Austin Support Group
Chris Cosner 512.658.3734        
 ccosner92@gmail.com
Dallas Support Group  
Nicole Guerin  214.469.1911      
nicolecguerin@yahoo.com
Becky Edgars
bedgarrs@aol.com
El Paso Support Group
Dede Farmer 915.274.9241
robertanddede@gmail.com

UTAH
Salt Lake Valley Chapter 
Becky Brooks  801.726.7959
VFUtah11@gmail.com 
Wit Johnson
sarcasmisfluffy@yahoo.com

VERMONT
Upstate NY/VT Support Group 
Debbie Emrick 518.798.7565
emrickdebbie@aol.com

VIRGINIA
Hampton Roads Support Group
Greg Lesko,757.746.6936
Lynn Lesko,757.746.7122
HRVFChapter@gmail.com

WASHINGTON
Northwest Washington Support 
Group
Chelsey Lawrence
chelsey.lawrence@live.ca

WISCONSIN
SE Wisconsin Support Group 
Barbara DeYoung  262.436.0056
barbara.deyoung44@gmail.com

INTERNATIONAL CONTACTS
BRAZIL
Helena Borges Cunha
Sao Paulo
11.71710378
hbc50@hotmail.com

CANADA
VF Canada 
877.572.9474
www.vaculitis.ca
New Brunswick 
Valerie Beyea  506.696.3637
Ontario-Behcet’s 
Cindy Foster  519.658.2139
cindy@behcetscanada.com
www.vasculitis.ca

Ontario - Dr. Khalid A. Alnaqbi
Khalid.alnaqbi@utornoto.ca
Ontario-Toronto 
Jon Stewart  416.691.6500
jonstewart@rogers.com
Prince Edward Island
Support Group
Ann Francis   902.566.9848
amfrancis@eastlink.ca   
Linda Smith  902.892.9973
Lindarsmith35@hotmail.com
Saskatchewan 
Sharon Bourassa  306.384.9310
sbourassaster@gmail.com
GPA Support Group
British Columbia
Janice Warneboldt
thewarneboldts@gmail.com
Derrice Howard
dhoward1@telus.net
CHILE
Ximena Romo
Tel: 56.032.7934642
Cell:  8.41825964
Santiago, Chile
Ximena.romo@mi.cl

FRANCE
Wegener Infos Et Vascularites . 
M. Bernard Piastra
Isserpent  33.1470.413558
Wegener.infos.Vascularites@orange.fr

GERMANY
Vasculitis Support Group .  
Ute Garske 
0049.40.60950061
Fax: 0049.40.60950063
ute@4garske.de
www.vaskulitis.org

INDIA
Dr. Sandeep Saluja
Saran Ashram Hospital 
in Dayalbagh
doctorsaluja@gmail.com
P.V. Nagesh  Babu
Bangalore, India
91.934125692
puttunagesh@yahoo.co.in

IRELAND
Julie Power
07731.582.321 or 02844.842889
julie@vasculitis-ia.org
www.vasculitis-ia.org

JAMAICA
Ricardo Lee Vasculitis 
Foundation .
Olive Creary   876.845.4498
Jamaica, West Indies
crearyop@yahoo.com

MEXICO
Rafael Espeleta   52.55.5259163
Col.La Loma, Mexico D.F.
rafael.espeleta@somnio.com.mx

NETHERLANDS
Friedrich Wegener Society FWS
Maarssen   
0031.72.5090909 
Fws.info@vasculitis.nl 

PORTUGAL
Lucy Santos
Portugal Support Group
lucyvenera@gmail.com

continued on page 22

Note:  Due to space constraints, we are no longer listing area contacts.  Area contacts are listed on the VF website or call the VF office for assistance.
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VF Medical and Scientific Advisory Board
Forbess, Lindsy, M.D., MSc.

Rheumatology
Cedars Sinai Medical Center
Los Angeles, CA
310.854.3539

Garrity, James A., M.D. 
Mayo Clinic - Ophthalmology
Rochester, Minnesota 
507.284.8538 

Geetha, Duvuru, M.D., MRCP.
The Johns Hopkins University 
Vasculitis Center
Baltimore, Maryland
410.550.6825

Goeken, James A., M.D.
(Retired)
University of Iowa
Pathology
Iowa City, Iowa 
319.356.1966 

Gota, Carmen E. , M.D.
Department of Rheumatology
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland Ohio
866.275.7496

Grayson, Peter, M.D., MSc. 
National Institute of Arthritis 
and Musculoskeletal and Skin 
Diseases Bethesda, Maryland 
301.451.450

Gross, Wolfgang L., M.D., Ph.D.
(Retired) 
University of Lübeck
Dept. of Rheumatology
Bad Bramstedt, Lübeck, Germany

Guillevin, Loic, M.D. 
Groupe Francais d’Etude des 
Vascularities 
French Vasculitis Study Group
Hopital Cochin-Paris University
Paris, France

Hajj-Ali, Rula, M.D.
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland, Ohio 
216.444.9643

Hashkes, Philip J., M.D., MSc.
(For Pediatric Patients)
Shaare Zedek Medical Center
Pediatric Rheumatology Unit
Jerusalem, Israel
972.2.6666242

Heeringa, Peter, Ph.D.
Department of Pathology 
& Medical Biology, University 
Medical Center Groningen, 
The Netherlands
31.50.3610789 

Hellmann, David, M.D., MACP.
The Johns Hopkins University
Dept. of Medicine
Baltimore, Maryland 
410.550.0516

Hoffman, Gary S., M.D., MS., 
M.A.C.R.

Professor Emeritus
Cleveland Clinic Lerner 
College of Medicine
Center for Vasculitis Care 
and Research
Cleveland, Ohio 

Jayne, David, M.D.
Renal Unit
Addenbrooke’s Hospital
Cambridge, United Kingdom
44.1223.586796

Kermani, Tanaz, M.D.
Division of Rheumatology
UCLA Medical Center
Santa Monica, California
310.582.6350

Khasnis, Atul, M.D., MS.
Piedmont Peachtree City 
Rheumatology
Peachtree City, Georgia
770.506.1400 

Koening, Curry, M.D., MS.
University of Utah
Division of Rheumatology
Salt Lake City, Utah
801.581.4333

Koster, Matthew J., M.D.
Mayo Clinic 
Rheumatology
507.266.4439

Langford, Carol A., M.D., MHS. 
Cleveland Clinic - Center for 
Vasculitis Care and Research 
Cleveland, Ohio 
 216.445.6056

Lebovics, Robert S., M.D., FACS.
Otolaryngology/Head 
& Neck Surgery
New York, New York 
212.262.4444

Lee, Augustine S., M.D.
Mayo Clinic 
Pulmonary and Critical Care
Jacksonville, Florida 
904.953.2000 

Levine, Stuart, M.D.
MedStar Harbor Hospital
Baltimore, Maryland
410.350.3483

Lorenz, Robert R., M.D.
Head & Neck Institute
Cleveland Clinic Main Campus
216.444.3006

Mahr, Alfred, M.D., Ph.D.
Department of Internal Medicine
Hospital Saint Louis
Paris, France
33.142499780 

Maksimowicz-McKinnon,
Kathleen, D.O.
Rheumatology
Henry Ford Medical Group
West Bloomfield, Michigan
313.916.2631 

Matteson, Eric L., M.D.
Mayo Clinic
Rheumatology
Rochester, Minnesota 
507.284.8450

Maz, Mehrdad, M.D.
Allergy, Clinical Immunology 
and Rheumatology
KU Medical Center
913.588.6009 

Mcdonald, Thomas J., M.D., MS.
F.A.C.S. (Retired)
Mayo Clinic
Otorhinolaryngology
Rochester, Minnesota

Merkel, Peter A., M.D., MPH.
Division of Rheumatology
University of Pennsylvania
215.614.4401 

Molloy, Eamonn, M.D., M.S., FRCPI. 
Department of Rheumatology
St. Vincents University Hospital
Dublin, Ireland
353.1221.3142 

Monach, Paul, M.D., Ph.D.
Boston University Vasculitis 
Center
Boston, Massachusetts 
617.414.2501

Nachman, Patrick, M.D.
UNC Kidney Center
Chapel Hill, North Carolina
919.966.2561

Pagnoux, Christian, M.D., MSc., MPH. 
Division of Rheumatology, Mont 
Sinai Hospital, Toronto, Ontario, 
Canada
416.603.6751 

Sawalha, Amr, M.D.
Division of Rheumatology
University of Michigan Health 
System
Ann Arbor, Michigan
734.763.1858

Seo, Philip, M.D.
The Johns Hopkins University 
Vasculitis Center
Baltimore, Maryland 
410.550.6825

Silva, Francisco, M.D.
Vasculitis Unit of Pontificia, 
Universidad Catolica de Chile, 
Santiago, Chile
562.2354.3078; 562.2354.307 

Spalding, Steven J., M.D.
Pediatric Rheumatology
Cleveland Clinic   
Cleveland, Ohio  
216. 445.1099

Specks, Ulrich, M.D.
Mayo Clinic
Pulmonary and Critical Care
Rochester, Minnesota
507.284.4348

Spiera, Robert, M.D.
Hospital For Special Surgery
New York, New York 
212.860.2100

Springer, Jason, M.D., MS.
Allergy, Clinical Immunology 
and Rheumatology 
KU Medical Center
Kansas City, Kansas
913.588.6009 

Sreih, Antoine, M.D.
Medicine/Rheumatology
University of Pennsylvania
Philadelphia, Pennsylvania
312.942.6641

Stone, John H., M.D., MPH.
Massachusetts General Hospital 
Rheumatology Associates
Boston, Massachusetts
617.726.7938

Villa-Forte, Alexandra, M.D.
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland, Ohio 
866.275.7496

Warrington, Kenneth J., M.D.
Mayo Clinic
Rheumatology
Rochester, Minnesota
507.284.2970

Weisman, Michael H., M.D.
Rheumatology
Cedars Sinai Medical Center
Los Angeles, CA
310.423.2170

Weyand, Cornelia, M.D., Ph.D.
Immunology & Rheumatology 
Clinic
Stanford University
Stanford, California
650.723.5521

Yazici, Yusuf, M.D.
Rheumatology 
Hospital for Joint Diseases
New York, New York
646.356.9400

Yeung, Rae S. M., M.D., Ph.D., FRCP(C).
Paediatrics, Immunology, 
Rheumatology
The Hospital for Sick Children
Toronto, Ontario, Canada
416.813.8964.
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The VF Board of Directors is pleased to announce they have 
selected four new studies for funding in 2017.  The VF Research 
Program is funded through the generous donations of our members 
and extended vasculitis community.  We have 11 studies underway 
in the United States, Canada, Ireland, Italy, Netherlands, and 
United Kingdom.  

The four studies selected for funding are:

INVESTIGATOR:  MARK GORELIK, MD
Co-investigator:  Stephanie Davis, MS
Institution:  Pediatric Rheumatology, 
Baylor College of Medicine
Title:  Follistatin-Like-1 Protein 

Blockade in Kawasaki Disease
Award:  One-year, $25,000
Dr. Mark Gorelik and co-investigator, 
Dr. Stephanie Davis, were awarded 
a one-year grant to study the role of 
the Follistatin-like-1 molecule in the 
formation of coronary aneurysms and 

development of inflammation in children with Kawasaki disease.  
The leading cause of morbidity and mortality in children with 
Kawasaki is from coronary inflammation. 

Kawasaki disease is an illness that strikes children between the 
ages of six months and six years.  Although the acute phase of the 
illness is transient, the aftereffects can be devastating.  Up to one 
fifth of all patients with Kawasaki may develop aneurysms in the 
blood vessels of the heart, specifically the coronary arteries, and 
can become permanent despite the best current treatment. In many 
cases, the aneurysms require life-long therapy to prevent outcomes 

such as blood clots and heart attacks.  Many patients experience 
complications from the damage of this disease at some point in 
their lives. 
What this means for patients

Researchers have found that a particular molecule ‘Follistatin-
like-1’ is elevated in the blood of children with Kawasaki who 
develop these aneurysms. This molecule plays a major role in the 
development of chronic changes in organs targeted by chronic 
inflammation, such as the joints in arthritis and the lungs in 
asthma. The researchers hypothesize that Follistatin-like-1 
molecules may play a similar role in the chronic changes that occur 
in the heart after the initial inflammation of Kawasaki disease. 

Drs. Gorelik and Davis will use a mouse model of Kawasaki 
disease to block the Follistatin-like-1 gene.  The researchers hope 
to show that inhibiting the function of this molecule in Kawasaki 
significantly reduces the development of aneurysms.  This could 
open the door to additional ways to target aneurysm formation 
in this disease, potentially giving a way to treat this intractable 
complication of Kawasaki.  Success in this area will further our 
pathophysiologic understanding of Kawasaki and hopefully allow 
the development of targeted therapies.

INVESTIGATOR MARY H. FOSTER, MD
Co-investigators:  Amy Clark, PhD, Robert Tighe, MD  
Institution:  Nephrology, Duke University
Title:  Dual Humanization to Model Gene-environment 

Interactions in ANCA Vasculitis
Award:  One-year, $49,946
A type of protein called anti-neutrophil cytoplasmic antibody, 
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Mark Gorelik, MD

Saturday, April 29, 2017

Vino For Vasculitis
7:00 p.m. - 11:00 p.m.

The Junction Salon & Bar
327 W. Davie St., Ste 114

Raleigh, North Carolina  27601

Raising money and awareness 
for vasculitis research 

in honor of Danielle D’Haene. 
#CelebratingDanielle

http://www.vinoforvasculitis.com/
Jessica Foster

jessica.n.foster@gmail.com Sa
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Celeste Lee – a cherished wife, 
sister, daughter, and mother, 
faithful friend, and passionate 
patient advocate, passed away on 
February 9 at age 51.  Celeste 
was a longtime member of the 
Vasculitis Foundation and a 
founding member of the North 
Carolina VF Support Group.   

At the age of 17 Celeste 
was diagnosed with Wegener’s 
which shut down her kidneys 
the summer before her senior 
year of high school.  The kidney 

involvement transitioned her from a college-seeking young woman 
into a lifelong ESRD patient.  In 1983 Celeste attended college as 
a student on hemodialysis.

In 1986 Celeste received an amazing gift of life, a transplant.  
However, in 1995 when the kidney failed, she was devastatingly 
transitioned back to dialysis.  Celeste created an exceptional life 
with her mental fortitude and unparalleled passion for patient and 
family-centered care.  She dedicated her professional and personal 
life to employing the principals of patient and family-centered 
care: dignity and respect; sharing information; being an active 
participant in one’s health.

Tokens of wisdom from Celeste Lee to carry with you as a 
patient, a caregiver, a community member, and advocate:
ENGAGE IN YOUR HEALTH: BE THE DRIVER

You’re beginning your life-long journey with chronic illness, and 
you have two choices: be a passive observer, allowing others to 
take the driver’s seat, or be the driver, taking control of your 
life when you can, experiencing the adventure, and setting your 
limits.

MENTAL FORTITUDE: ONCE THE CANDLES HAVE BURNED 
DOWN, IT’S TIME TO MOVE ON.

The constant management of an illness can wear you down. 
When it gets the better of me, I know that it’s time to seek 
support by talking with a life coach, a counselor, or a friend; also, 
I focus on finding meaning and purpose in life. Sometimes I light 
candles, fill the bathtub, climb in, and have a good cry. Once the 
candles have burned down, I know that it’s time to move on.

ISOLATION: WHEN FEELINGS OF ISOLATION LINGER, 
DANCE.

Chronic illness can make us feel isolated—utterly alone—even 
when we’re surrounded by family and friends. For most of us, this 
feeling of loneliness is transient, but if it lingers, there are ways to 
deal with it: . Volunteering . Dancing (even cleaning the house to your favorite music to 

 get you moving and smiling). Laughing. Loving (embrace the miracle of love wherever you find it: in a 
 spouse, a child, or a pet; in friendships or strangers who need
 a hand or a compassionate glance) 

SUM OF THINGS: JOY
To sum it up --- my life is about the joy I have derived in sharing 
time and connecting with you.

Celeste was interviewed for our Extraordinary Video Series and 
discussed her journey with vasculitis and her work as a patient 
advocate.  

Watch the video here:  https://youtu.be/JVldYQ7uqmI  .

Celeste Lee
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Wisdom of a Ferocious Patient Advocate  | Celeste Benedict Castillo Lee  | 1965 - 2017

Celeste Benedict Castillo Lee
Memorial Scholarship
To honor Celeste and the impact she has had on the vascu-
litis community, the Vasculitis Foundation and the Vasculitis 
Patient-Powered Research Network (V-PPRN) have estab-
lished a scholarship for a newly diagnosed vasculitis patient to 
attend the 2017 International Vasculitis Symposium.

The Symposium will be held at the Chicago Marriott 
O’Hare in Chicago, Illinois, June 23-25, 2017.  The 
scholarship will cover symposium registration, travel, and 
lodging for a patient and companion.  
Application deadline: Friday, April 7, 2017.
http://www.vasculitisfoundation.org/2017-scholarship-
application/
The Scholarship recipient will be notified by Monday, 
April 24, 2017.
If you have any questions regarding the application process: 

Joyce A. Kullman
Executive Director
jakullman@vasculitisfoundation.org
816.436.8211

To make a donation in support of the scholarship: 
https://goo.gl/oQWTPm  .

18th International Vasculitis 
& ANCA Workshop

Diversity and Integration for Tomorrow
March 25 - March 28, 2017

Ito International Research Center
The University of Tokyo

Tokyo, Japan
http://www.anca2017.tokyo/program.html

The Road Map To Wellness 
Educational Webinar Series 2017

WATCH. LISTEN. LEARN.

Contacts | continued from page 21

SCOTLAND
The Lauren Currie Twilight 
Foundation
thelaurentwilightfoundation.org

SOUTH AFRICA
James Hughes
Johannesburg
27 82 8003050
mrjamesphughes@gmail.com
Peter Hughes  
27.13.745.7356 
Nelspruit
jphughes@soft.co.za

SWEDEN
Swedish Reumatikerförbundet 
Wegener and Småvaskuliter
John Nilsson 
and Björn Johansson
www.wegeners.
reumatikerforbundet.org/start.
asp?sida=0.

UNITED KINGDOM
Victoria Lown - nationwide contact
vlown@vasculitisfoundation.org
07872.699969

Bury Lancaster 
Mandy Mallia  0795.5475793
mandymallia@aol.com
Essex Vasculitis Support Group 
Jules Darlow 07789.113144
123tinkerbell@googlemail.com
Oxfordshire Vasculitis 
SupportGroup 
Sue Ashdown
01295.816841
oxfordvsg@hotmail.com 

Vasculitis UK (SSVT)  
John Mills 
West Bank House
Winster Matlock DE4 2DQ
01629 650 549
jandsmills@btinternet.com
www.vasculitis.org/uk
Surrey Vasculitis Support Group 
Victoria Lown  01373 727 833
vlown@vasculitisfoundation.org.
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Abdou, Nabih I., M.D., Ph.D.,
FACP. (Retired)
University of Missouri
Rheumatology/Immunology
Kansas City, Missouri  

Allen, Nancy B., M.D.
Duke University
Rheumatology/Immunology
Durham, North Carolina 
919.684.2965 

Benseler, Susanne, M.D., MSc., Ph.D.
Alberta Children’s Hospital
Rheumatology, Department 
of Paediatrics 
Calgary, Alberta, Canada
403.955.2253

Bradley, Elizabeth A., M.D.
Mayo Clinic - Ophthalmology
Rochester, Minnesota
507.284.8538

Brant, Elizabeth, J., M.D.
Nephrology and Hypertension
Dartmouth-Hitchcock Medical 
Center
Lebanon, New Hampshire
603.653.3830 

Cacoub, Patrice, M.D. 
Department of Internal Medicine 
La Pitié-Salpêtrière Hospital
Paris, France
33.142178027

 Capizzi, Stephen A., M.D.
Mid State Pulmonary Associates
Nashville, Tennessee
615.284.5098 

 Carette, Simon, M.D., FRCP(C).
Division of Rheumatology
University Health Network/
Mount Sinai Hospital, Toronto, 
Ontario, Canada 
416.603.6751

Cartin-Ceba, Rodrigo, M.D.
Division of Pulmonary and 
Critical Care Medicine, Mayo 
Clinic, Scottsdale, Arizona
480.301.1735

Chonko, Arnold M., M.D., FACP.
University Of Kansas
Nephrology/Hypertension
Kansas City, Kansas 
913.588.6074

 Chung, Sharon, M.D., MAS.
University of California - 
San Francisco
Division Of Rheumatology
San Francisco
415.514.1673 

Cid, Maria C., M.D.
University of Barcelona
Hospital Clinic
Barcelona, Spain
34.93.227.5774

 Dooley, Mary Anne, M.D.
Chapel Hill Doctors Health Care 
Center
Chapel Hill, North Carolina
919.929.7990

Falk, Ronald J., M.D.
University of North Carolina 
Nephrology/Hypertension
Chapel Hill, North Carolina 
919.966.4615 

Fervenza, Fernando, M.D., Ph.D.
Mayo Clinic - Nephrology
Rochester, Minnesota
507.266.7083

Flores-Suarez, Luis Felipe, M.D.
Primary Systemic Vasculitides 
Clinic
Instituto Nacional De 
Enfermedades Respiratorias 
Tlalpan, México
52.55.5536.3702/52.55.5536.5777 

VF Medical and Scientific Advisory Board

international contacts

The Heart in Rheumatic, Autoimmune, and 
Inflammatory Diseases
Pathophysiology, Clinical Aspects and Therapeutic 
Approaches
Edited by: Udi Nussinovitch, MD PhD
Rambam Health Care Campus, affiliated with
the Technion Institute of Technology, Israel 
ISBN: 978-0-12-803267-1 
Feb 28, 2017 | $180.00 | Hardback | 766 pp
Publisher:  www.elsevier.com

Autoimmune rheumatic diseases can affect the coronary vessels, 
myocardium, pericardium, heart valves and the conduction system.  
The diagnosis of these unique cardiac complications necessitates 
medical awareness and a high index of suspicion.  The book aims at 
providing the readers with a state-of-the-art collection of up-to-
date information regarding clinically important topics based on 
experts’ perspectives.

This book is the result of an 
extended coordinated collaboration 
of 154 distinguished scientists from 
31 countries around the globe.
Key Features
•  A review of common as well as 
unusual (yet clinically significant) 
medical cardiac complications of 
prevalent rheumatic, autoimmune 
and inflammatory diseases. 
•  Focuses on aspects of 
pathophysiological processes, clinical presentations, 
screening tests, prognostic implications and novel therapeutic 
approaches.
•  Presents an up-to-date “level of evidence” and “strengths 
of recommendations” for suggested therapies and reviews all 
randomized clinical trials, meta-analyses and other supporting 
published clinical findings.   . 
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To submit items for the calendar,
please contact the VF office.

March Autoimmune Disease Month
March 11, 2017
Kansas/Missouri Chapter Meeting
1:00 p.m. - 3:00 p.m.
BEST Conference Center, Room 125
University of Kansas Edwards Campus
12600 Quivira Road
Overland Park, Kansas 66213
Denny and Ruth Hale
dhale3@kc.rr.com or 913.764.7557

March 12, 2017
Beer Tasting Fundraiser
Imperial Oak Brewing
3:00 p.m. - 6:00 p.m.
501 Willow Blvd., Willow Springs, IL  60480
Nina Adams
Nina@3wests.com or 708.246.0766

March 25-28, 2017
18th Vasculitis & ANCA Workshop
Tokyo, Japan
http://www.anca2017.tokyo/program.html

April 1, 2017
Registration 9:30 a.m.; 
Program: 10:00 a.m. - 2:00 p.m.
“Making the Most of Your Doctor 
Appointment”
UNC Wellness Center at Meadowmont
Chapel Hill, NC
Dr. Will Pendergraft - “How Does Your Doctor 
Think?” 
Jill Powell: jdcooper@email.unc.edu
Mary Zimmerman
maryzim0206@gmail.com or 919.946.2083

April 4, 2017
Cleveland Clinic Regional Conference
InterContinental Hotel
9801 Carnegie Avenue, Cleveland, Ohio 44106
Program:  1:00 p.m. - 5:00 p.m. 
Registration fee: $20/person
Registration deadline:  March 27, 2017
Online:  www.vasculitisfoundation.org
By phone:  816.436.8211

April 29, 2017
Vino For Vasculitis
7:00 p.m. - 11:00 p.m.
The Junction Salon & Bar
327 W. Davie St., Ste 114
Raleigh, North Carolina  27601
Raising money and awareness for vasculitis 
research in honor of Danielle D’Haene. 
#CelebratingDanielle
http://www.vinoforvasculitis.com/
Jessica Foster
jessica.n.foster@gmail.com

May 1-31, 2017
VASCULITIS AWARENESSS MONTH
vf@vasculitisfoundation.org

May 13, 2017
Kansas/Missouri Chapter Meeting
1:00 p.m. - 3:00 p.m.
BEST Conference Center, Room 125
University of Kansas Edwards Campus
12600 Quivira Road
Overland Park, Kansas 66213
Denny and Ruth Hale
dhale3@kc.rr.com or 913.764.7557

June 4, 2017
15th Annual Eastern PA/Western NJ Vasculitis 
Walk
Registration 11:00 a.m.; Walk at Noon
Ridley Creek State Park, Shelter #17
1023 Sycamore Mills Road, Media, PA 19063
Sharon Sirman
610.836.2455 or ssirman714@gmail.com
Ruth or Jack Falkenstein
484.461.6156 

June 23-25, 2017
2017 International Vasculitis Symposium
Marriott Chicago O’Hare
8535 West Higgins Road
Chicago Illinois

August 26, 2017
Nick  Pascente Memorial Golf Tournament  
10:00 a.m.
Prairie Isle Golf Course
2216 W State Rd, Crystal Lake, IL 60014
Golf, dinner, and raffle
Craig Alshouse
calshouse1@yahoo.com or 815.980.9870
Dave Schwanebeck

August 30, 2017
Chicagoland Golf Open.

REGISTERATION 
NOW OPEN!

LEARN. CONNECT. ENGAGE.

VASCULITIS SYMPOSIUM
2017

Chicago, Illinois, USA    June 23-25

INTERNATIONAL
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Dear Friends,
Learn. Connect.  Engage.  These are three 

components we encourage every patient to pursue, and 
the Vasculitis Foundation provides resources for each 
one!  

We urge you to learn as much as possible 
and attending our 2017 International Vasculitis 
Symposium in Chicago, June 23-25 is a great 
opportunity.  

We are building the symposium weekend schedule 
around the theme of Learn. Connect. Engage.  Learn 

from our vasculitis experts and special guest speakers.  Connect with other 
attendees to share your experiences and learn from each other about living with 
vasculitis.  The symposium offers a compelling opportunity to engage in Q &A 
with the doctors and researchers who will be spending the weekend with us. 

We will have general sessions for the whole group and separate tracks for the 
pediatric, young adults, newly diagnosed, and experienced patients.   We will 
offer individual disease-specific sessions to connect you with patients sharing the 
same form of vasculitis as you.  (We only hold the symposium every other year, 
so we hope you register today. Learn more about the meeting on page 7.)

Will you help us celebrate/recognize/acknowledge Vasculitis Awareness 
Month in May?  We encourage you to organize or attend a special event or 
participate in a virtual event.  Many of you host awareness campaigns through 
your social media channels, and we thank you.  Last year several members 
wore VF t-shirts to their doctors’ appointments to raise awareness of vasculitis 
and the organization and ended up meeting other patients waiting for their 
appointments. 

Sincerely,

Joyce A. Kullman
Executive Director  . 
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Mission Statement  |  The Vasculitis Foundation 
supports and empowers our community through 
education, awareness and research.

The Vasculitis Foundation is most grateful to authors who have shared their personal experiences with vasculitis in the newsletter. The reader should be 
aware that these contributions are personal reflections by the writer and do not represent medical scientific statements. Therefore, such information 
while being accurate perceptions of the writer, may not be scientifically accurate and may not apply to other patients.

Vasculitis Foundation 
Board of Directors 2016-2017 .
KAREN HIRSCH, President
dutchblitz@aol.com
GEORGE CASEY, Treasurer
gcasey@vasculitisfoundation.org
ROBERT LEBOVICS, M.D., F.A.C.S., Secretary
JASON WADLER, Past-President
jwadler@gmail.com
RHONDA JOHNSON BYRD
rhonda.johnson.byrd@gmail.com 
CHRISTINE COX MARINELLI, M.D.
ccoxmar1@earthlink.net
JEFFREY FISHBEIN, PSY.D
jfishbein30@gmail.com 
PETER GRAYSON, MD, MSc.
PATTI KEMP
pattikemp@hotmail.com
GREGORY LESKO
galesko@mac.com 
PAMELA PEKERMAN
pamela.pekerman@gmail.com
BOB SAHS
aagolf@aol.com 
JASON SPRINGER, M.D., MS.
MARILYN SAMPSON, R.N., Founder (1933~1997)

JOYCE KULLMAN, Executive Director
jakullman@VasculitisFoundation.org

ED BECKER
Director of Marketing & Communications
724.719.1323 | ebecker@vasculitisfoundation.org

KALEN YOUNG
V-PPRN Network Manager
602.748.7615 | kyoung@vasculitisfoundation.org

SHANNON MORGAN
Patient Support Coordinator
117 South Street
Excelsior Springs, MO 64024
smorgan@vasculitisfoundation.org

The deadline for the May/June 2017
Newsletter is April 1, 2017.

1.800.277.9474
Phone: 816.436.8211  |  Fax: 816.656.3838
Vasculitis Foundation
PO Box 28660 . Kansas City, MO 
64188-8660 USA

www.VasculitisFoundation.org
vf@VasculitisFoundation.org

A Message from the Executive Director

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

Granulomatosis With Polyangiitis (GPA) 
and Microscopic Polyangiitis (MPA):  
Your Questions, Expert Answers 
Jonathan Scott Coblyn, M.D.
Director, Clinical Rheumatology
Brigham and Women’s Hospital, Boston

This is the first book written specifically for GPA 
and MPA patients and covers signs, symptoms, 
diagnosis, treatment options, complications, 
relapse and remission.  The book also discusses 
how to communicate effectively with your health 
care providers. 

If you would like a free copy of the book, please email 
the VF at vf@vasculitisfoundation.org or call 816.436.8211.  .

4 . March/April 2017 Vasculitis Foundation . Providing Support . Awareness . Research

news

15th Annual Eastern PA/Western NJ 
Vasculitis WalK
JOIN US * SUNDAY, JUNE 4, 2017 
Registration starts at 11 am * Walk at Noon 
Ridley Creek State Park, #17
1023 Sycamore Mills Rd., Media, Pennsylvania 19063

RAIN OR SHINE
Come by yourself, bring a friend or your family!
* Bring your lunch, grill available
* Playground and Restroom on Site
* Pets welcomed on a leash
* FREE TSHIRT

GREAT DOOR PRIZES
This walks supports the following diseases:
* Behcet’s disease
* Central Nervous System 
* Churg-Strauss Syndrome
* Cryoglobulinemia
* Giant Cell Arteritis
* Henoch-Schonlein purpura
* Hypersensitivity Vasculitis
* Microscopic Polyangitis
* Kawasaki disease
* Polyarteritis Nodosa
* Polymyalgia Rheumatica
* Rheumatoid  Vasculitis
* Takayasu’s Arteritis
* Wegeners’s Granulomatosis (GPA)

If you can’t attend the walk but would like to donate 
please make your check out to:

VASCULITIS FOUNDATION
P.O.Box 28660 
Kansas City, MO 64188
1.800.277.9474

Contact: Sharon Sirman * 610.836.2455
Ruth or Jack Falkenstein * 484.461.6156

VF Team Brandon 2017
We are continuing VF Team Brandon in 2017.  I’ll be moderating 
the new Victory Over Vasculitis:  VF Team Brandon 2017 
Facebook Group.   

 I’m excited because this new Facebook forum will allow us to 
interact with each other, participate in polls, and share news in 
real-time.  I will continue to issue Sweat/No Sweat Challenges 
and team members will be eligible for occasional prize drawings.  

I hope that each of you will join me in our new home on 
Facebook.  Please visit the VF Team Brandon website page to join 
the team and the FB group.

The group is private and you must be a member of VF Team 
Brandon to participate.

 If you have any questions, contact me at bdhudg@gmail.com.
Let’s lace up!  
Brandon Hudgins  .

VF 2017

Beer Tasting Fundraiser
for Vasculitis Foundation
Sunday, March, 12, 2017
3:00 p.m. - 6:00 p.m.
Imperial Oak Brewery, 
501 Willow Blvd., Willow Springs, Illinois  60480
Organizer:  Nina Adams:  708.246.0766; Nina@3wests.com
Enjoy samples of four craft beers of your choosing from Imperial 
Oak’s current weekly selection while listening to music, enjoying 
light snacks, and getting to know some new people.  A small table 
of handmade jewelry and pottery will be available for purchase 
with all sale proceeds going to the Vasculitis Foundation.  Note: 
Other drinks and additional beers will also be available for 
purchase!

Cost:  $30.00 per person
https://www.eventbrite.com/e/beer-tasting-fundraiser-for-the-
vasculitis-foundation-tickets-30964978083

HAVE CHAPTER NEWS you’d like to share? 
Contact the VF office at816.436.8211 or 800.277.9474  or vf@VasculitisFoundation.org

LEARN. CONNECT. ENGAGE.

VASCULITIS AWARENESS
2017

VasculitisFoundation.org

WALK FOR THE VF!

ALABAMA
Birmingham Chapter  
Kelli Morrow 205.616.9151
kelli.morrow@att.net

CALIFORNIA  
Orange County Chapter 
Babette House 714.952.0434
june1more@yahoo.com
Sacramento Chapter 
Hedy Govenar
hgovenar@govadv.com
San Gabriel Support Group  
Carol Benitz 760.912.4608
cbenitz1@yahoo.com

CONNECTICUT
Milford-New Haven 
Support Group
Helene Jackson 203.877.2151
helenesj123@gmail.com
Carrie Heirtzler  203.984.8714
carrie.a.heirtzler@gmail.com

D.C.
Baltimore-Washington, 
DC Chapter
Quinn Smith 202.294.4554
quinndarling2000@yahoo.com

FLORIDA
Central Florida Support Group 
Evelyn Silva  407.493.9195
blondie417us@yahoo.com
Tampa Support Group 
Norma Zayas-Lopez   
813.626.9408
The Villages of Florida 
Support Group 
Bob Sahs 352.328.2839
aagolf@aol.com

IOWA/E. NEBRASKA
Omaha-Council Bluffs 
Support Group
Amy Frahm-Mildward
402.426.8434
angusdr10@msn.com

KANSAS
Kansas City Support Group 
Dennis & Ruth Hale  913.764.7557
dhale3@kc.rr.com

MAINE
Maine Support Group 
Dick and Barb Burns
207.548.0059
barbdick65@gmail.com

MARYLAND
Baltimore-Washington, 
DC Chapter 
Quinn Smith 202.294.4554
quinndarling2000@yahoo.com

MASSACHUSETTS
Boston Chapter
Peter Capizzo  508.758.6433
capizzo1@yahoo.com 
Donna Martin 978.454.5854
Donna.martin@qualserv.net
donna.martin@wwts.com
North of Boston Chapter
Leslie Scott-Lysan 781.246.3046
ljscotty@aol.com
Boston Metro/West 
Support Group
Heather Krafian
hkrafian@yahoo.com

MICHIGAN
Flint-Lansing Support Group
Shari Struck  989.277.9696
sstruck.cot@gmail.com
Northern Michigan Chapter
Grace Eisen  231.394.1568
geisen@midmich.edu
SE Michigan Support Group
Ken Snodgrass  248.851.7618 
nosvamos@twmi.rr.com
Tina Tierney  586.336.0777
tinatierney@cavtel.net
Western Michigan Support Group 
Thelma Kunnen 616.457.0498
thel6257@sbcglobal.net
Earl Bouwer 616.554.2923

MINNESOTA
East Central MN Support Group 
Kami Schmidt & Haley Schmidt 
651.815.7543
ecmnvasculitis@yahoo.com

MISSOURI
Kansas City Support Group 
Dennis & Ruth Hale  913.764.7557
dhale3@kc.rr.com

NEBRASKA
Omaha-Council Bluffs 
Support Group 
Amy Frahm-Mildward 
402.426.8434
angusdr10@msn.com

NEW HAMPSHIRE
NH/VT Chapter
Catherine Keane  603.224.0937
cassiekeane@comcast.net
Howard Archibald 603.863.9332
papaa@comcast.net

NEW YORK
Brooklyn
Bruce Marks  718.309.7954
Long Island Support Group  
Gertrude Frein 631.757.2103
caprunner2@optonline.net
Rachel LeGris 631.335.0979
legriseve@yahoo.com
Upstate NY/VT Support Group  
Debbie Emrick 518.495.6254
debemrick11@yahoo.com
NY/NJ/CT Tri-State Chapter
Gail Schultz 732.287.5248
gail1370@aol.com

NORTH CAROLINA
NC/Raleigh Chapter 
Mary Zimmerman
maryzim0206@gmail.com
Joyce Parrott 919.845.6405
jparrot1@nc.rr.com
Charlotte Support Group
Judy Brown 803.324.1331
Judy1333@aol.com

NORTH DAKOTA
Tamara Wagner
701.412.4258

OHIO
West Central Ohio Chapter 
Glen Massie
gmassie215@gmail.com
937.631.4679

PENNSYLVANIA
Eastern PA/ Western NJ 
Chapter 
Jack & Ruth Falkenstein 
484.461.6156
thefalkensteins@rcn.com

Sharon Sirman and Stephanie 
Sherman 610.431.9612
ssirman714@gmail.com
Western PA Support Group 
Shannon Koprivnak 724.504.6331
skoprivnak@yahoo.com

SOUTH CAROLINA
Camden Support Group
Judy Brown 803.324.1331
Judy1333@aol.com
Charlotte Support Group
Judy Brown  803.324.1331
judy1333@aol.com 
Simpsonville Support Group
Judy Brown 803.324.1331
Judy1333@aol.com

TENNESSEE
East TN Support Group 
Arlen Allen 865.428.0772
papawa@peoplepc.com

TEXAS
Austin Support Group
Chris Cosner 512.658.3734        
 ccosner92@gmail.com
Dallas Support Group  
Nicole Guerin  214.469.1911      
nicolecguerin@yahoo.com
Becky Edgars
bedgarrs@aol.com
El Paso Support Group
Dede Farmer 915.274.9241
robertanddede@gmail.com

UTAH
Salt Lake Valley Chapter 
Becky Brooks  801.726.7959
VFUtah11@gmail.com 
Wit Johnson
sarcasmisfluffy@yahoo.com

VERMONT
Upstate NY/VT Support Group 
Debbie Emrick 518.798.7565
emrickdebbie@aol.com

VIRGINIA
Hampton Roads Support Group
Greg Lesko,757.746.6936
Lynn Lesko,757.746.7122
HRVFChapter@gmail.com

WASHINGTON
Northwest Washington Support 
Group
Chelsey Lawrence
chelsey.lawrence@live.ca

WISCONSIN
SE Wisconsin Support Group 
Barbara DeYoung  262.436.0056
barbara.deyoung44@gmail.com

INTERNATIONAL CONTACTS
BRAZIL
Helena Borges Cunha
Sao Paulo
11.71710378
hbc50@hotmail.com

CANADA
VF Canada 
877.572.9474
www.vaculitis.ca
New Brunswick 
Valerie Beyea  506.696.3637
Ontario-Behcet’s 
Cindy Foster  519.658.2139
cindy@behcetscanada.com
www.vasculitis.ca

Ontario - Dr. Khalid A. Alnaqbi
Khalid.alnaqbi@utornoto.ca
Ontario-Toronto 
Jon Stewart  416.691.6500
jonstewart@rogers.com
Prince Edward Island
Support Group
Ann Francis   902.566.9848
amfrancis@eastlink.ca   
Linda Smith  902.892.9973
Lindarsmith35@hotmail.com
Saskatchewan 
Sharon Bourassa  306.384.9310
sbourassaster@gmail.com
GPA Support Group
British Columbia
Janice Warneboldt
thewarneboldts@gmail.com
Derrice Howard
dhoward1@telus.net
CHILE
Ximena Romo
Tel: 56.032.7934642
Cell:  8.41825964
Santiago, Chile
Ximena.romo@mi.cl

FRANCE
Wegener Infos Et Vascularites . 
M. Bernard Piastra
Isserpent  33.1470.413558
Wegener.infos.Vascularites@orange.fr

GERMANY
Vasculitis Support Group .  
Ute Garske 
0049.40.60950061
Fax: 0049.40.60950063
ute@4garske.de
www.vaskulitis.org

INDIA
Dr. Sandeep Saluja
Saran Ashram Hospital 
in Dayalbagh
doctorsaluja@gmail.com
P.V. Nagesh  Babu
Bangalore, India
91.934125692
puttunagesh@yahoo.co.in

IRELAND
Julie Power
07731.582.321 or 02844.842889
julie@vasculitis-ia.org
www.vasculitis-ia.org

JAMAICA
Ricardo Lee Vasculitis 
Foundation .
Olive Creary   876.845.4498
Jamaica, West Indies
crearyop@yahoo.com

MEXICO
Rafael Espeleta   52.55.5259163
Col.La Loma, Mexico D.F.
rafael.espeleta@somnio.com.mx

NETHERLANDS
Friedrich Wegener Society FWS
Maarssen   
0031.72.5090909 
Fws.info@vasculitis.nl 

PORTUGAL
Lucy Santos
Portugal Support Group
lucyvenera@gmail.com

continued on page 22

Note:  Due to space constraints, we are no longer listing area contacts.  Area contacts are listed on the VF website or call the VF office for assistance.
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VF Medical and Scientific Advisory Board
Forbess, Lindsy, M.D., MSc.

Rheumatology
Cedars Sinai Medical Center
Los Angeles, CA
310.854.3539

Garrity, James A., M.D. 
Mayo Clinic - Ophthalmology
Rochester, Minnesota 
507.284.8538 

Geetha, Duvuru, M.D., MRCP.
The Johns Hopkins University 
Vasculitis Center
Baltimore, Maryland
410.550.6825

Goeken, James A., M.D.
(Retired)
University of Iowa
Pathology
Iowa City, Iowa 
319.356.1966 

Gota, Carmen E. , M.D.
Department of Rheumatology
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland Ohio
866.275.7496

Grayson, Peter, M.D., MSc. 
National Institute of Arthritis 
and Musculoskeletal and Skin 
Diseases Bethesda, Maryland 
301.451.450

Gross, Wolfgang L., M.D., Ph.D.
(Retired) 
University of Lübeck
Dept. of Rheumatology
Bad Bramstedt, Lübeck, Germany

Guillevin, Loic, M.D. 
Groupe Francais d’Etude des 
Vascularities 
French Vasculitis Study Group
Hopital Cochin-Paris University
Paris, France

Hajj-Ali, Rula, M.D.
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland, Ohio 
216.444.9643

Hashkes, Philip J., M.D., MSc.
(For Pediatric Patients)
Shaare Zedek Medical Center
Pediatric Rheumatology Unit
Jerusalem, Israel
972.2.6666242

Heeringa, Peter, Ph.D.
Department of Pathology 
& Medical Biology, University 
Medical Center Groningen, 
The Netherlands
31.50.3610789 

Hellmann, David, M.D., MACP.
The Johns Hopkins University
Dept. of Medicine
Baltimore, Maryland 
410.550.0516

Hoffman, Gary S., M.D., MS., 
M.A.C.R.

Professor Emeritus
Cleveland Clinic Lerner 
College of Medicine
Center for Vasculitis Care 
and Research
Cleveland, Ohio 

Jayne, David, M.D.
Renal Unit
Addenbrooke’s Hospital
Cambridge, United Kingdom
44.1223.586796

Kermani, Tanaz, M.D.
Division of Rheumatology
UCLA Medical Center
Santa Monica, California
310.582.6350

Khasnis, Atul, M.D., MS.
Piedmont Peachtree City 
Rheumatology
Peachtree City, Georgia
770.506.1400 

Koening, Curry, M.D., MS.
University of Utah
Division of Rheumatology
Salt Lake City, Utah
801.581.4333

Koster, Matthew J., M.D.
Mayo Clinic 
Rheumatology
507.266.4439

Langford, Carol A., M.D., MHS. 
Cleveland Clinic - Center for 
Vasculitis Care and Research 
Cleveland, Ohio 
 216.445.6056

Lebovics, Robert S., M.D., FACS.
Otolaryngology/Head 
& Neck Surgery
New York, New York 
212.262.4444

Lee, Augustine S., M.D.
Mayo Clinic 
Pulmonary and Critical Care
Jacksonville, Florida 
904.953.2000 

Levine, Stuart, M.D.
MedStar Harbor Hospital
Baltimore, Maryland
410.350.3483

Lorenz, Robert R., M.D.
Head & Neck Institute
Cleveland Clinic Main Campus
216.444.3006

Mahr, Alfred, M.D., Ph.D.
Department of Internal Medicine
Hospital Saint Louis
Paris, France
33.142499780 

Maksimowicz-McKinnon,
Kathleen, D.O.
Rheumatology
Henry Ford Medical Group
West Bloomfield, Michigan
313.916.2631 

Matteson, Eric L., M.D.
Mayo Clinic
Rheumatology
Rochester, Minnesota 
507.284.8450

Maz, Mehrdad, M.D.
Allergy, Clinical Immunology 
and Rheumatology
KU Medical Center
913.588.6009 

Mcdonald, Thomas J., M.D., MS.
F.A.C.S. (Retired)
Mayo Clinic
Otorhinolaryngology
Rochester, Minnesota

Merkel, Peter A., M.D., MPH.
Division of Rheumatology
University of Pennsylvania
215.614.4401 

Molloy, Eamonn, M.D., M.S., FRCPI. 
Department of Rheumatology
St. Vincents University Hospital
Dublin, Ireland
353.1221.3142 

Monach, Paul, M.D., Ph.D.
Boston University Vasculitis 
Center
Boston, Massachusetts 
617.414.2501

Nachman, Patrick, M.D.
UNC Kidney Center
Chapel Hill, North Carolina
919.966.2561

Pagnoux, Christian, M.D., MSc., MPH. 
Division of Rheumatology, Mont 
Sinai Hospital, Toronto, Ontario, 
Canada
416.603.6751 

Sawalha, Amr, M.D.
Division of Rheumatology
University of Michigan Health 
System
Ann Arbor, Michigan
734.763.1858

Seo, Philip, M.D.
The Johns Hopkins University 
Vasculitis Center
Baltimore, Maryland 
410.550.6825

Silva, Francisco, M.D.
Vasculitis Unit of Pontificia, 
Universidad Catolica de Chile, 
Santiago, Chile
562.2354.3078; 562.2354.307 

Spalding, Steven J., M.D.
Pediatric Rheumatology
Cleveland Clinic   
Cleveland, Ohio  
216. 445.1099

Specks, Ulrich, M.D.
Mayo Clinic
Pulmonary and Critical Care
Rochester, Minnesota
507.284.4348

Spiera, Robert, M.D.
Hospital For Special Surgery
New York, New York 
212.860.2100

Springer, Jason, M.D., MS.
Allergy, Clinical Immunology 
and Rheumatology 
KU Medical Center
Kansas City, Kansas
913.588.6009 

Sreih, Antoine, M.D.
Medicine/Rheumatology
University of Pennsylvania
Philadelphia, Pennsylvania
312.942.6641

Stone, John H., M.D., MPH.
Massachusetts General Hospital 
Rheumatology Associates
Boston, Massachusetts
617.726.7938

Villa-Forte, Alexandra, M.D.
Cleveland Clinic - Center for 
Vasculitis Care and Research
Cleveland, Ohio 
866.275.7496

Warrington, Kenneth J., M.D.
Mayo Clinic
Rheumatology
Rochester, Minnesota
507.284.2970

Weisman, Michael H., M.D.
Rheumatology
Cedars Sinai Medical Center
Los Angeles, CA
310.423.2170

Weyand, Cornelia, M.D., Ph.D.
Immunology & Rheumatology 
Clinic
Stanford University
Stanford, California
650.723.5521

Yazici, Yusuf, M.D.
Rheumatology 
Hospital for Joint Diseases
New York, New York
646.356.9400

Yeung, Rae S. M., M.D., Ph.D., FRCP(C).
Paediatrics, Immunology, 
Rheumatology
The Hospital for Sick Children
Toronto, Ontario, Canada
416.813.8964.
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The VF Board of Directors is pleased to announce they have 
selected four new studies for funding in 2017.  The VF Research 
Program is funded through the generous donations of our members 
and extended vasculitis community.  We have 11 studies underway 
in the United States, Canada, Ireland, Italy, Netherlands, and 
United Kingdom.  

The four studies selected for funding are:

INVESTIGATOR:  MARK GORELIK, MD
Co-investigator:  Stephanie Davis, MS
Institution:  Pediatric Rheumatology, 
Baylor College of Medicine
Title:  Follistatin-Like-1 Protein 

Blockade in Kawasaki Disease
Award:  One-year, $25,000
Dr. Mark Gorelik and co-investigator, 
Dr. Stephanie Davis, were awarded 
a one-year grant to study the role of 
the Follistatin-like-1 molecule in the 
formation of coronary aneurysms and 

development of inflammation in children with Kawasaki disease.  
The leading cause of morbidity and mortality in children with 
Kawasaki is from coronary inflammation. 

Kawasaki disease is an illness that strikes children between the 
ages of six months and six years.  Although the acute phase of the 
illness is transient, the aftereffects can be devastating.  Up to one 
fifth of all patients with Kawasaki may develop aneurysms in the 
blood vessels of the heart, specifically the coronary arteries, and 
can become permanent despite the best current treatment. In many 
cases, the aneurysms require life-long therapy to prevent outcomes 

such as blood clots and heart attacks.  Many patients experience 
complications from the damage of this disease at some point in 
their lives. 
What this means for patients

Researchers have found that a particular molecule ‘Follistatin-
like-1’ is elevated in the blood of children with Kawasaki who 
develop these aneurysms. This molecule plays a major role in the 
development of chronic changes in organs targeted by chronic 
inflammation, such as the joints in arthritis and the lungs in 
asthma. The researchers hypothesize that Follistatin-like-1 
molecules may play a similar role in the chronic changes that occur 
in the heart after the initial inflammation of Kawasaki disease. 

Drs. Gorelik and Davis will use a mouse model of Kawasaki 
disease to block the Follistatin-like-1 gene.  The researchers hope 
to show that inhibiting the function of this molecule in Kawasaki 
significantly reduces the development of aneurysms.  This could 
open the door to additional ways to target aneurysm formation 
in this disease, potentially giving a way to treat this intractable 
complication of Kawasaki.  Success in this area will further our 
pathophysiologic understanding of Kawasaki and hopefully allow 
the development of targeted therapies.

INVESTIGATOR MARY H. FOSTER, MD
Co-investigators:  Amy Clark, PhD, Robert Tighe, MD  
Institution:  Nephrology, Duke University
Title:  Dual Humanization to Model Gene-environment 

Interactions in ANCA Vasculitis
Award:  One-year, $49,946
A type of protein called anti-neutrophil cytoplasmic antibody, 
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Mark Gorelik, MD

Saturday, April 29, 2017

Vino For Vasculitis
7:00 p.m. - 11:00 p.m.

The Junction Salon & Bar
327 W. Davie St., Ste 114

Raleigh, North Carolina  27601

Raising money and awareness 
for vasculitis research 

in honor of Danielle D’Haene. 
#CelebratingDanielle

http://www.vinoforvasculitis.com/
Jessica Foster

jessica.n.foster@gmail.com Sa
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Celeste Lee – a cherished wife, 
sister, daughter, and mother, 
faithful friend, and passionate 
patient advocate, passed away on 
February 9 at age 51.  Celeste 
was a longtime member of the 
Vasculitis Foundation and a 
founding member of the North 
Carolina VF Support Group.   

At the age of 17 Celeste 
was diagnosed with Wegener’s 
which shut down her kidneys 
the summer before her senior 
year of high school.  The kidney 

involvement transitioned her from a college-seeking young woman 
into a lifelong ESRD patient.  In 1983 Celeste attended college as 
a student on hemodialysis.

In 1986 Celeste received an amazing gift of life, a transplant.  
However, in 1995 when the kidney failed, she was devastatingly 
transitioned back to dialysis.  Celeste created an exceptional life 
with her mental fortitude and unparalleled passion for patient and 
family-centered care.  She dedicated her professional and personal 
life to employing the principals of patient and family-centered 
care: dignity and respect; sharing information; being an active 
participant in one’s health.

Tokens of wisdom from Celeste Lee to carry with you as a 
patient, a caregiver, a community member, and advocate:
ENGAGE IN YOUR HEALTH: BE THE DRIVER

You’re beginning your life-long journey with chronic illness, and 
you have two choices: be a passive observer, allowing others to 
take the driver’s seat, or be the driver, taking control of your 
life when you can, experiencing the adventure, and setting your 
limits.

MENTAL FORTITUDE: ONCE THE CANDLES HAVE BURNED 
DOWN, IT’S TIME TO MOVE ON.

The constant management of an illness can wear you down. 
When it gets the better of me, I know that it’s time to seek 
support by talking with a life coach, a counselor, or a friend; also, 
I focus on finding meaning and purpose in life. Sometimes I light 
candles, fill the bathtub, climb in, and have a good cry. Once the 
candles have burned down, I know that it’s time to move on.

ISOLATION: WHEN FEELINGS OF ISOLATION LINGER, 
DANCE.

Chronic illness can make us feel isolated—utterly alone—even 
when we’re surrounded by family and friends. For most of us, this 
feeling of loneliness is transient, but if it lingers, there are ways to 
deal with it: . Volunteering . Dancing (even cleaning the house to your favorite music to 

 get you moving and smiling). Laughing. Loving (embrace the miracle of love wherever you find it: in a 
 spouse, a child, or a pet; in friendships or strangers who need
 a hand or a compassionate glance) 

SUM OF THINGS: JOY
To sum it up --- my life is about the joy I have derived in sharing 
time and connecting with you.

Celeste was interviewed for our Extraordinary Video Series and 
discussed her journey with vasculitis and her work as a patient 
advocate.  

Watch the video here:  https://youtu.be/JVldYQ7uqmI  .

Celeste Lee
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Celeste Benedict Castillo Lee
Memorial Scholarship
To honor Celeste and the impact she has had on the vascu-
litis community, the Vasculitis Foundation and the Vasculitis 
Patient-Powered Research Network (V-PPRN) have estab-
lished a scholarship for a newly diagnosed vasculitis patient to 
attend the 2017 International Vasculitis Symposium.

The Symposium will be held at the Chicago Marriott 
O’Hare in Chicago, Illinois, June 23-25, 2017.  The 
scholarship will cover symposium registration, travel, and 
lodging for a patient and companion.  
Application deadline: Friday, April 7, 2017.
http://www.vasculitisfoundation.org/2017-scholarship-
application/
The Scholarship recipient will be notified by Monday, 
April 24, 2017.
If you have any questions regarding the application process: 

Joyce A. Kullman
Executive Director
jakullman@vasculitisfoundation.org
816.436.8211

To make a donation in support of the scholarship: 
https://goo.gl/oQWTPm  .

18th International Vasculitis 
& ANCA Workshop

Diversity and Integration for Tomorrow
March 25 - March 28, 2017

Ito International Research Center
The University of Tokyo

Tokyo, Japan
http://www.anca2017.tokyo/program.html

The Road Map To Wellness 
Educational Webinar Series 2017

WATCH. LISTEN. LEARN.

Contacts | continued from page 21

SCOTLAND
The Lauren Currie Twilight 
Foundation
thelaurentwilightfoundation.org

SOUTH AFRICA
James Hughes
Johannesburg
27 82 8003050
mrjamesphughes@gmail.com
Peter Hughes  
27.13.745.7356 
Nelspruit
jphughes@soft.co.za

SWEDEN
Swedish Reumatikerförbundet 
Wegener and Småvaskuliter
John Nilsson 
and Björn Johansson
www.wegeners.
reumatikerforbundet.org/start.
asp?sida=0.

UNITED KINGDOM
Victoria Lown - nationwide contact
vlown@vasculitisfoundation.org
07872.699969

Bury Lancaster 
Mandy Mallia  0795.5475793
mandymallia@aol.com
Essex Vasculitis Support Group 
Jules Darlow 07789.113144
123tinkerbell@googlemail.com
Oxfordshire Vasculitis 
SupportGroup 
Sue Ashdown
01295.816841
oxfordvsg@hotmail.com 

Vasculitis UK (SSVT)  
John Mills 
West Bank House
Winster Matlock DE4 2DQ
01629 650 549
jandsmills@btinternet.com
www.vasculitis.org/uk
Surrey Vasculitis Support Group 
Victoria Lown  01373 727 833
vlown@vasculitisfoundation.org.
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Abdou, Nabih I., M.D., Ph.D.,
FACP. (Retired)
University of Missouri
Rheumatology/Immunology
Kansas City, Missouri  

Allen, Nancy B., M.D.
Duke University
Rheumatology/Immunology
Durham, North Carolina 
919.684.2965 

Benseler, Susanne, M.D., MSc., Ph.D.
Alberta Children’s Hospital
Rheumatology, Department 
of Paediatrics 
Calgary, Alberta, Canada
403.955.2253

Bradley, Elizabeth A., M.D.
Mayo Clinic - Ophthalmology
Rochester, Minnesota
507.284.8538

Brant, Elizabeth, J., M.D.
Nephrology and Hypertension
Dartmouth-Hitchcock Medical 
Center
Lebanon, New Hampshire
603.653.3830 

Cacoub, Patrice, M.D. 
Department of Internal Medicine 
La Pitié-Salpêtrière Hospital
Paris, France
33.142178027

 Capizzi, Stephen A., M.D.
Mid State Pulmonary Associates
Nashville, Tennessee
615.284.5098 

 Carette, Simon, M.D., FRCP(C).
Division of Rheumatology
University Health Network/
Mount Sinai Hospital, Toronto, 
Ontario, Canada 
416.603.6751

Cartin-Ceba, Rodrigo, M.D.
Division of Pulmonary and 
Critical Care Medicine, Mayo 
Clinic, Scottsdale, Arizona
480.301.1735

Chonko, Arnold M., M.D., FACP.
University Of Kansas
Nephrology/Hypertension
Kansas City, Kansas 
913.588.6074

 Chung, Sharon, M.D., MAS.
University of California - 
San Francisco
Division Of Rheumatology
San Francisco
415.514.1673 

Cid, Maria C., M.D.
University of Barcelona
Hospital Clinic
Barcelona, Spain
34.93.227.5774

 Dooley, Mary Anne, M.D.
Chapel Hill Doctors Health Care 
Center
Chapel Hill, North Carolina
919.929.7990

Falk, Ronald J., M.D.
University of North Carolina 
Nephrology/Hypertension
Chapel Hill, North Carolina 
919.966.4615 

Fervenza, Fernando, M.D., Ph.D.
Mayo Clinic - Nephrology
Rochester, Minnesota
507.266.7083

Flores-Suarez, Luis Felipe, M.D.
Primary Systemic Vasculitides 
Clinic
Instituto Nacional De 
Enfermedades Respiratorias 
Tlalpan, México
52.55.5536.3702/52.55.5536.5777 
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The Heart in Rheumatic, Autoimmune, and 
Inflammatory Diseases
Pathophysiology, Clinical Aspects and Therapeutic 
Approaches
Edited by: Udi Nussinovitch, MD PhD
Rambam Health Care Campus, affiliated with
the Technion Institute of Technology, Israel 
ISBN: 978-0-12-803267-1 
Feb 28, 2017 | $180.00 | Hardback | 766 pp
Publisher:  www.elsevier.com

Autoimmune rheumatic diseases can affect the coronary vessels, 
myocardium, pericardium, heart valves and the conduction system.  
The diagnosis of these unique cardiac complications necessitates 
medical awareness and a high index of suspicion.  The book aims at 
providing the readers with a state-of-the-art collection of up-to-
date information regarding clinically important topics based on 
experts’ perspectives.

This book is the result of an 
extended coordinated collaboration 
of 154 distinguished scientists from 
31 countries around the globe.
Key Features
•  A review of common as well as 
unusual (yet clinically significant) 
medical cardiac complications of 
prevalent rheumatic, autoimmune 
and inflammatory diseases. 
•  Focuses on aspects of 
pathophysiological processes, clinical presentations, 
screening tests, prognostic implications and novel therapeutic 
approaches.
•  Presents an up-to-date “level of evidence” and “strengths 
of recommendations” for suggested therapies and reviews all 
randomized clinical trials, meta-analyses and other supporting 
published clinical findings.   . 
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To submit items for the calendar,
please contact the VF office.

March Autoimmune Disease Month
March 11, 2017
Kansas/Missouri Chapter Meeting
1:00 p.m. - 3:00 p.m.
BEST Conference Center, Room 125
University of Kansas Edwards Campus
12600 Quivira Road
Overland Park, Kansas 66213
Denny and Ruth Hale
dhale3@kc.rr.com or 913.764.7557

March 12, 2017
Beer Tasting Fundraiser
Imperial Oak Brewing
3:00 p.m. - 6:00 p.m.
501 Willow Blvd., Willow Springs, IL  60480
Nina Adams
Nina@3wests.com or 708.246.0766

March 25-28, 2017
18th Vasculitis & ANCA Workshop
Tokyo, Japan
http://www.anca2017.tokyo/program.html

April 1, 2017
Registration 9:30 a.m.; 
Program: 10:00 a.m. - 2:00 p.m.
“Making the Most of Your Doctor 
Appointment”
UNC Wellness Center at Meadowmont
Chapel Hill, NC
Dr. Will Pendergraft - “How Does Your Doctor 
Think?” 
Jill Powell: jdcooper@email.unc.edu
Mary Zimmerman
maryzim0206@gmail.com or 919.946.2083

April 4, 2017
Cleveland Clinic Regional Conference
InterContinental Hotel
9801 Carnegie Avenue, Cleveland, Ohio 44106
Program:  1:00 p.m. - 5:00 p.m. 
Registration fee: $20/person
Registration deadline:  March 27, 2017
Online:  www.vasculitisfoundation.org
By phone:  816.436.8211

April 29, 2017
Vino For Vasculitis
7:00 p.m. - 11:00 p.m.
The Junction Salon & Bar
327 W. Davie St., Ste 114
Raleigh, North Carolina  27601
Raising money and awareness for vasculitis 
research in honor of Danielle D’Haene. 
#CelebratingDanielle
http://www.vinoforvasculitis.com/
Jessica Foster
jessica.n.foster@gmail.com

May 1-31, 2017
VASCULITIS AWARENESSS MONTH
vf@vasculitisfoundation.org

May 13, 2017
Kansas/Missouri Chapter Meeting
1:00 p.m. - 3:00 p.m.
BEST Conference Center, Room 125
University of Kansas Edwards Campus
12600 Quivira Road
Overland Park, Kansas 66213
Denny and Ruth Hale
dhale3@kc.rr.com or 913.764.7557

June 4, 2017
15th Annual Eastern PA/Western NJ Vasculitis 
Walk
Registration 11:00 a.m.; Walk at Noon
Ridley Creek State Park, Shelter #17
1023 Sycamore Mills Road, Media, PA 19063
Sharon Sirman
610.836.2455 or ssirman714@gmail.com
Ruth or Jack Falkenstein
484.461.6156 

June 23-25, 2017
2017 International Vasculitis Symposium
Marriott Chicago O’Hare
8535 West Higgins Road
Chicago Illinois

August 26, 2017
Nick  Pascente Memorial Golf Tournament  
10:00 a.m.
Prairie Isle Golf Course
2216 W State Rd, Crystal Lake, IL 60014
Golf, dinner, and raffle
Craig Alshouse
calshouse1@yahoo.com or 815.980.9870
Dave Schwanebeck

August 30, 2017
Chicagoland Golf Open.

REGISTERATION 
NOW OPEN!
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