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WASOG SUMMIT UPDATE  

JUNE 19-22, 2008 

BAL INTERNATIONAL CONFERENCE 

WASOGBAL 2008 was endorsed by the Hellenic Thoracic Society in cooperation 

with the Turkish Thoracic Society.  It was the first time the two societies appeared to-

gether in a scientific meeting.  The meeting lasted two and a half days and the sessions 

were arbitrarily divided into BAL, Sarcoidosis, and IPP and other Interstitial Lung Dis-

ease topics.  

There were many distinguished physicians and scientists participating in the meet-

ings.  Among them, two very meticulous scholarsðProfessors Om P. Sharma (Los An-

gles) and Herbert Reynolds (NTH), who took the responsibility to close the conference.  

More than 200 international clinicians and scientists delivered lectures and con-

ducted poster discussions that explored clinical and basic science aspects of sarcoidosis 

and other interstitial lung diseases.  

Etiology of sarcoidosis was reviewed by Dr. Lee Newman from Denver.  He argued 

that sarcoidosis should be considered a disease with many causes, including bacteria,  

viruses, organic antigens, and inorganic dusts.  And we should use open-minded  

approaches to conduct future research in this open field.  Dr. Wonder Drake, from  

Nashville, demonstrated mycobacterium virulence factors, ESAT-6, and katG antigens in 

the context of DRB* 1101 are recognized by CD4+ T-cells from sarcoidosis patients.  

These antigens generate a CD4+ T-cell immune response in the context of DRN1* 1101, 

which plays a role in the pathogenesis of sarcoidosis.  These immune responses in sarcoi-

dosis to mycobacteriumðyet unspecified and unrecognizedðplaying a role.   

Dr. Anna Dubaniewicz, from Gdansk, Poland, forwarded an interesting data showing 

the immune response may be directed not to the whole mycobacterium but its antigens.   

Mycobacterium tuberculosis heat shock proteins (Mtb-hsp-70, Mtb-hsp-65, and Mtb-hsp-

1.6) can independently participate in sarcoidosis pathogenesis.  An undefined mycobacte-

rium may produce dissimilar syndromes.  Her studies on mycobacterium heat shock pro-

teins are designed to further explore relationships between sarcoidosis and tuberculosis.  

Dr. Johan Grunewald presented that patients with Lofgren's syndrome who are HLA-

DRB1*03 positive have a much better prognosis than patients who are about the disease 

HLA-DRB1*03 negative.  More than 90% of patients with DRB1*03 spontaneously   
 

Continued on Page 2 
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Spot a Stroke 

Save a Life 

 

If you think someone 

is having a stroke: 

1. Ask the person to 

smile 

2. Ask him or her to 

raise both arms 

3. Ask the person to 

repeat a simple 

sentence like 

ñItôs sunny out-

sideò 

 

If he or she has any 

problems,  

The American Stroke 

Foundation says 

think FAST: 

 

1. Facial droop 

2. Arm weakness 

3. Speech problems 

4. Timeðdonôt 

wait for symp-

toms to pass, 

5. Call 911 

       Immediately 

 

Remember, think 

FAST!   

WASOG Summit update from page 1  

subside, as opposed to only 50% of those with HLA-DRBI*03 negative genotypes.  This is 

an important development that allows physicians to tell the patient prognosis based on evi-

dence. Dr. Marjolein Drent, from Maastricht, the Netherlands, and Dr. Robert Baughman, 

from Cincinnati, Ohio, tackled the difficult problem of fatigue in sarcoidosis.   

Dr. Baughman emphasized that specific therapy may be useful in controlling symp-

toms of fatigue, whereas, Dr. Drent suggested that it should be more productive to treat the 

cause.  Both speakers, however, agreed that fatigue is an important cause of disability in 

these patients and required more attention and understanding.  

Majon Elfferich and her colleagues from Maastricht pointed out that the patients with 

fatigue and sarcoidosis have cognitive inefficiency, which usually remains unrecognized.  

Dr. Marc Judson, from Charleston, South Carolina, explored the mystery of three difficult 

problems of upper airway involvements, lupus pernio, and myocardial sarcoidosis.  In his 

experience, sarcoidosis of the head required no treatment if the patient had no irregular 

heart rate, arrhythmia, or electrocardiographic abnormalities.  Dr. Teruo Tachibana, from 

Osaka, Japan, described his experience with liver disease in the Japanese sarcoidosis  

patients.  He diagnosed hepatic involvement using peritoneoscopy and abdominal CT.   

Corticosteroids effectively controlled the liver inflammation.  

WASOGBAL 2008 was considered "memorable" or even "historical" by some of the 

leading personalities in the field, since it showed the way for the future.  The future for 

cooperation between the two groups for a stronger presence in the international scientific 

arena.  The second WASOGBAL meeting has been scheduled for 2011 in Maastricht, the 

Netherlands, and at least have two candidates for the 2014. The future looks promising.  
 

Summarized from the official journal of WASGO, ISSN1124-0490  

Volume 25 N-1 2008 1-68 http://sarcoidosisit  

 

 

 

 

Stop and Smell The Roses  
By Gloria Hooten 

 
If asked to describe your life in the last few years, what would you say? What would 

come to mind? Is it stressful, busy, overwhelming, or just boring?  

In today's society, everyone seems to be rushing to get to work, the gym, social activi-

ties, school functions, volunteer commitments, or other engagements.  It seems everyone is 

in a rush.  The one thing that seems to be forgottenðtime for ourselves.  We have lost the 

calmer, more satisfying life.  

When was the last time you read a book just for the pleasure of being taken away to  

another place or time?  There are so many ways to take time out for oneself and just enjoy 

the moment.  Take time to laugh and enjoy yourself, rent a good comedy or go to the  

movies.  Laugh at yourself.  We all need a sense of humor.  Treat yourself with a good 

massage or nice hot bath.  

Don't be a couch potato!  Exercise is important.  Any movement is better than no  

movement.  Experts say 30 minutes, 5 days a week is sufficient.  Get up and enjoy the out 

of doors.  Go for a walk in your neighborhood, check out the local park.  When was the last 

time you went to the beach?  Maybe do a little gardening.  You would have the enjoyment 

of the flowers to see and smell.  

It is important that we take care of ourselves, whether we are the ones being cared for or 

the caregivers.  Often we get caught up in the fast pace of life and forget the simple things.  

Remember the old saying, "you can't see the forest for the trees."  We are often blinded by 

our illness or symptoms. We just need to take the time to stop and smell the roses.  

Gloria Hooten 

 Secretary,  

Board of Directors 
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Steals Your Breath 
Sarcoidosis strikes often among people in Wooster 

 

by Melanie Payne 

Beacon Journal Staff Writer (Akron, Ohio) 

 

Phill Stillo always sounds out of breath.  At first, you think maybe you caught him 

exercising or hurrying to answer the phone.  But time after time, you hear it. 

Phil Stillo, struggling to breathe. 

The breathless sound is one of the hallmarks of the disease sarcoidosis.  An insidi-

ous disease, sarcoidosis strikes without warning and may never go away.  It can be physi-

cally disfiguring, as when little tumors appear under the skin.  The inflamed nodules are 

called granulomas. 

A sarcoidosis patient with granulomas on the face, arms, or chest is lucky, in a way.  

The diagnosis of sarcoidosis is often missed, the granulomas point to the disease.  The 

earlier it gets diagnosed and treated, the more like the patient is to recover. 

Most of the time the disease presents itself with such diverse symptoms that doctors 

canôt diagnose it right away.  It may start with vague pains, a fever, shortness of breathð

symptoms that mimic multiple sclerosis, rheumatoid arthritis, asthma, or cancer.  The 

granulomas donôt always appear under the skin; they can hide in the lungs, liver, or other 

vital organs, causing complications that can be fatal. 

The 56-year-old Stillo, who lives in Wooster, has had sarcoidosis for years.  It was 

diagnosed in 1993.  It killed his wife, Donna Nusbaum, in 1994.  Stillo tries to make 

sense of why he and his wife both developed the disease. 

Maybe there was something in the environment that caused it, he speculated.  They 

both lived near golf courses when they were children.  Maybe it was a fertilizer, some 

sort of chemical exposure.  The couple had been plagued with health problems before 

and after they met and married.  By the time Nusbaumôs sarcoidosis was diagnosed, her 

lungs were 85 percent blocked with the granulomas, her husband said.  They had to put a 

tube in her throat so she could breathe the oxygen from the tank she was hooked to 

around-the-clock. 

Stillo believes that sarcoidosis can come from exposure to some sort of contaminant.  

Another theory heôs heard is that it is caused by living around pine trees.  ñI wonder,ò he 

says, his voice trailing off. 

Stillo started a support group for people with sarcoidosis.  He spent $3,000 of his 

own money running ads trying to find people who have the disease.  He found a cluster 

of 10 people who lived, worked, or went to school right in Wooster, he said.  Textbooks 

tell him that 10 out of 100,000 people will get the disease.  ñWhen 10 out of 1,000 have 

it, somethingôs wrong.ò 

Wooster stands out 
For some reason, ñWooster has it bad,ò said Sandra Conroy, found and president of 

the National Sarcoidosis Resource Center in Piscataway, N.J.  But two people in the 

same house having it she chalks up to coincidence.  And thereôs a misconception that 

sarcoidosis is rare, Conroy said.  Itôs not.  She estimates that as many as 50 out of 

100,000 have the disease.  There could be even more, but often itôs not diagnosed, she 

said. 

The diagnosis and treatment of sarcoidosis is not being taught in medical schools, 

Conroy explained.  So physicians often learn about it from peers and, as a result, get mis-

information. 

Thatôs one of the reasons Conroy founded the Sarcoidosis Resource Center.  Conroy 

has suffered from sarcoidosis for nearly 20 years.  She started having symptoms in 1980 

and didnôt get a diagnosis until four years later.  She has weakness on one side of her 
(Continued on page 4) 
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existence .   
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body and uses a motorized scooter to get around.  ñIf I had gotten early medical care, that 

may not have happened,ò she said. 

Beth Copley, surgical nurse at Wooster Community Hospital, was diagnosed with 

sarcoidosis within a week of her first major symptoms. 

Copley got sick in 1995.  She noticed that she was tired, had a rash and joint and an-

kle pain.  Her doctor ran tests for a number of autoimmune disorders such as lupus and 

arthritis.  Then she developed a tell-tale signðgranulomas on her chest and arms. 

Copley took prednisone, the most common treatment for the disease.  ñProbably 

within one or two months, the bumps and lumps were gone, she says.  Six months later, 

she was off the prednisone.  She has been in remission for three years. 

The 46-year-old Wooster resident has learned to pace herself, she said.  ñEach year 

Iôve felt better.  In the last year and a half, I feel like my normal self.ò  If she feels tired, 

she slows down.  Sheôs not on any medication and sheôs not short of breath. 

Double-edged sword 
Prednisone, the treatment of choice for most sarcoidosis patients, is a steroid.  For 

Nick Terakedis of Wooster, a former athlete, prednisone has been ña double-edged 

sword,ò he said.  ñSteroids will help on one side and create problems on the other.ò 

The 5-foot-11-inch Terakedis went from a weight of 210 to 295 in six months.  In 

addition to the weight gain, he developed ñsteroid induced diabetes.ò  He now takes insu-

lin and has to wear glasses. 

Terakedis, 51, started taking calcium supplements to make up for the calcium heôs 

losing by taking the prednisone.  That caused kidney stones.  He stopped taking the cal-

cium and his bone density is dropping. 

The prednisone also caused moods swings, which Terakedis said he learned to con-

trol after a year of being on the medication. 

Terakedis was diagnosed with sarcoidosis in 1992.  He still has the disease and is still 

on prednisone.  Before 1992, he said, ñIôd never been sick a day in my life.ò  He was ac-

tive coaching basketball and teaching.  Now, walking up a flight of stairs leaves him out 

of breath. 

Because Terakedis isnôt emaciated looking and tries to maintain a good disposition, 

he shows few signs of how serious his illness is.  Thatôs the frustrating partðexplaining to 

people just what he has and how ill he really is.  Itôs not that Terakedis is looking for pity, 

he says, just understanding. 

Understanding a disease that seems to make no sense at all. 
 

Reprinted with permission of the Akron Beacon Journal and Ohio.com  
and Phil Stillo.  Thanks so much, Phil!   

Steals Your Breath é Continued from page 3) 
 

Symptoms 
 

Symptoms of  

Sarcoidosis: 

ÏFever, sweats, chills 

ÏEnlarged lymph nodes 

ÏShortness of breath, 

cough, wheezing 

ÏChest pain 

ÏSkin rash, tiny red 

nodules 

ÏJoint pain and swell-

ing 

ÏVisual disturbances 

with redness of the 

eye and pain 

ÏSeizures 

 

For more information 

on sarcoidosis, contact: 

 

National Sarcoidosis 

Resource Center 

P.O. Box 1593 

Piscataway, NJ   

08855-1593 

 

Phone:  732-699-0733 

Fax:  732-699-0882 

http://www.nsrc-

global.net 

"The way to 
develop  

self -
confidence 
is to do the 
thing you 

fear."  

William Jennings 
Bryan  

NOTES FROM THE DIRECTOR 
Lynn F Short, Executive Director  

 

Gloria Hooten and I went to the PIO meeting held in Bethesda, Maryland, on June 8-

10, 2009.  This is an invitational only conference sponsored by the NHLBI.  This year is 

the 10th year we have been invited to attend.  June 8th started with an all day meeting 

with the American Thoracic Society ATS Public Advisory Roundtable.  Dean Schraufna-

gel, M.D., ATS President-elect. talked about the new campaign for the ñYear of the Lung:  

2010.ò  This will be a worldwide campaign to educate everyone about a patient informa-

tion series, special topic education material, ATS PAR organization links and links to 

other Web sites.  For more information, please go to:  

        http://www.thoracic.org/sections/education/patient-education/index.html   

(Continued on page 7) 
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5 Meet the New Editor  

by Mary Prior 

 

The newsletter has a new volunteer editor from Seattle, Washingtonðme.  I was  

diagnosed with sarcoidosis in 2006 but probably has had for at least 10 years.  I canôt  

remember when people didnôt stop me and say ñAre you all right?  You are breathing 

really strange!ò  And I do.  I always just said, ñNot that I know.  I just breathe funny.ò  

I thought it was left over from my childhood trauma.  

Not only do I have sarcoidosis, but I was burned over 74% of my body in 1956 when 

I was 11.  We lived in Gold Beach, Oregon.  At that time, there were less than 1,000  

people in Curry County and Gold Beach had only a 24-bed hospital.   

No, we did not sue anyone.  We survived then the way most people did.  On our 

own.  I was in Curry General Hospital for about 4-1/2 months, before my wonderful  

doctor, Dr. Walter D. Cason, talked my mother into airlifting me to Portlandôs  

Dornbecker Childrenôs Hospital, where they actually had burn baths!  What a treat!  I had 

more than 25 surgeries, mostly debriding and skin grafting.  Most children burned that 

badly did not survive.   

From about 1956 until the 1970s, I seldom wore anything that would expose my 

body and ended up marrying three times by the time I was 30ðalways searching for  

acceptance.  And of course, in 1956, psychological counseling was not an option.   

In Germany, I watched 450 lb. women in string bikinis who seemed to be oblivious 

to anyone watching them and I lost whatever shyness I had about about my body!  My 

perception did have a radical change.  I finally returned to the Pacific Northwest in 1996, 

after my mother and brother and significant other passed away within less than 34 

months.   

Iôve had a partial hysterectomy, three caesarian sections, a rotator cuff injury (diving 

for a ball as a goalie).  I have had several minor surgeries for them to remove build-ups 

of calcium from underneath the keloid scarring on my legs, and will probably have to 

have another one in a few more months.  Iôve had blood clots in both lungs 2 years ago 

and a bout of acute pancreatitis.  And now, of course, I have sarcoidosis.  If it ainôt one 

damn thing, itôs another!   

Bad News:  They thought it was lung cancer and lymph node cancer.  Good News:  

Itôs only sarcoidosisðincurable but I can live with it.  So in the first few weeks before 

my actual diagnosis, I came to terms with my mortality.  I am a firm believer that oneôs 

attitude does influence oneôs physical healthðand that there is a mind-body-spirit  

connection.   

Where does that leave me?  Enjoying every moment I can.  Does it stop me?  No!  

When I do kick the bucket (yes, I have a bucket list), I intend to go out sliding down a 

water slide or a mountain side yelling WOO-HOOOOOO!  What it does mean is that I 

value my time more and want to make the most of this journey.  If we didnôt have speed 

bumps in this journey, it wouldnôt be a journeyðit would be monotonous and weôd all 

probably think, act, and be alike.   

And é since I didnôt know ANYTHING about sarcoidosis when I was diagnosed, I 

figure the best way to learn is to participate.  I always told my children they can survive, 

exist, or live life to the fullestðand I see no reason why I should change my mind about 

that now.  Iôve already done the first two, growing up in poverty in the ñbackwoods of 

(Continued on page 6) 

If it ainõt 
one 

damn 
thing,  
itõs  

another!   
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HELP US SAVE 

POSTAGE COSTS? 

 
Returned newsletters 

are costing SNA double 

fees.  We pay to mail the 

newsletters and the post 

office returns all mail not 

deliverable and charges us 

an additional first class 

mail price of 42 cents for 

each piece.  With the costs 

of  everything going up 

and donations going down, 

SNA has a very limited 

budget. 

Please mail, e-mail, or 

phone in your change of 

address.  Let us know if 

you are going to be tempo-

rally away so we can hold 

off sending you the news-

letter.  This will help us 

keep costs down and will 

let us mail more informa-

tion packages to those who 

request them. 

Prevention, Awareness, and Research of  Autoimmune Dis-
eases Act of  2009  - PARAiD  
 

While in Washington, D.C., we learned from Virginia Ladd of the AARDA about the 

PARAiD Act of 2009.  On April 23, 2009, Representative Patrick J. Kennedy  

(D-RI) reintroduced the PARAiD Act of 2009.  The act has the potential to infuse more 

the $43 million into new funding for autoimmune disease research, awareness, and  

education.  H.R. 2084ðalso called the ñPrevention, Awareness, and Research of  

Autoimmune Diseases Act of 2009ò (PARAiD)ðwill bring new funding to the following 

areas: 

Research on Environmental Triggers of Autoimmune Diseases 

Grants to increase awareness of autoimmune diseases 

Grants of education on relationship between autoimmune disease and mental health 

Loan repayment program regarding physician research on autoimmune diseases 

Research and database on biomarkers of autoimmune diseases. 

 

To read the complete text of the PARAid Act of 2009: 

http://frwebgate.access.gpo.gov/cgi-bin/getdoc.cgi?dbname=111 cong 

bills&docid=f:h2084ih.tex.pdf 

No one support group is going to be able to get this passed on their own.  We will 

need all of your help.  Please write an e-mail to your congressional representatives asking 

for their support of H.R. 2084 and request that they become a co-sponsor.  Be sure to in-

clude details of your story with sarcoidosis, letting your representatives know why this is 

important to you as a constituent.  We also need you for forward this message to friends 

and colleagues requesting that they do the same. The links with AARDA.org for the ad-

dresses are:  http://aarda.org/repbyzip/index.php. 

You can e-mail your letters of support to your congressional representative at: 

https://writerep.house.gov/writerep/welcome.shtml 

 

Here is a sample of the letter to send to your congressional representative: 
 

Dear Representative(NAME) __________: 

As a constituent of your congressional district, I would like to request your support for H.R. 

2084, cited as the Prevention Awareness, and Research of Autoimmune Diseases (PARAiD) act of 

2009. According to the National Institutes of Health (NIH), autoimmune diseases affect more the 

(Continued on page 7) 

southwestern Oregonò and raising three children by myself.  So now the only one left is to 

LIVE!   

What do I want from You?   
I want your stories, your input, your photos, your poetry, to share in this networking 

newsletter.  I have already asked my own doctor to write me an article for the next issue.  

Do you have information you can share with others?  Please get permission for us to re-

print and send anything you want to submit to: 
 

mgprior@comcast.net 

(NEW EDITOR é Continued from page 5) 

"An invest-
ment in 

knowledge 
always pays 

the best  
interest."  

Benjamin 
Franklin  
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Registry Online 

   The Sarcoidosis  

Registry is online:  

www.snaregistry.org.  

An improved, easier to 

download version is  

now available.  

We have received a large 

number of responses to the 

site and are preparing a  

follow-up for those  

who have already  

responded, as the  

original questions  

generated a need for  

more information.  
  

To contact  

Registry Director  

Kristi Anderson about  

the Registry, 

  

E-mail:  

admin@snaregistry.org   

 

Phone: 541-905-2092. 

 
 

Thanks to all  

who have responded.  

When we work together, 

we do make a difference! 

June 8th was also the opening evening event of the POI meeting.  The meeting con-

tinued all the next day, June 9th, until 4 p.m.  Gloria and I had a late afternoon meeting 

with Dr. Hebert Reynolds of the Division of Lung Diseases at the NIH.  Some of the 

questions we asked was why the NIH has had a 63% decline since 2005 in the number 

of grants that NIH has given out and why sarcoidosis has received a 38% decline in the 

overall number of federal grantsðand what we can do to change this decline around.  

That evening, after the PIO, Gloria and I met with many of the representatives of the 

other sarcoidosis support groups around the country (Emma Carroll, Brenda Harris, 

Glenda Fulton, Eddie Glenn Bryant, Debbie Durrer, Sandra Conroy, Ruth Jacobs and 

Jan Lugibihl).  We also learned about the PARAiD Act of 2009.  and how we can all 

help pass the bill. 

June 10th saw us up and ready to go by 8 a.m. to the NIH general counsel meeting.  

We listened while doctors and researchers presented their research for grants to the 

counsel.  They were given the approval to go ahead with the research or told that they 

could not be funded at that time. 

We left at 1pm to catch at 4 pm flight back to Seattle. It was a lot to see and hear in 

three days. Gloria and I will be reading many documents in the coming weeks about all 

the presentations and meeting we attended.  

NOTES FROM THE DIRECTOR é (Continued from page 4) 

We missed you at the picnic in July!   

Left to Right:  Debbie Davis; Gloria A. Hooten; Jay Davis; 

Hunter Ashley Coucher; and Lynn F. Short.   

23.5 million Americans and they have been shown to be on the rise. There is no cure for any of 

80-100 diseases classified as autoimmune such as, lupus, multiple sclerosis, sarcoidosis, type 1 

diabetes, rheumatoid arthritis, Sjogrenôs syndrome, vasculitis, vitiligo, psoriasis, and celiac dis-

ease. 

The $43 million that H.R. 2084 could authorize for autoimmune disease research, aware-

ness, and education has the potential to lay the foundation for new discoveries and understanding 

of autoimmune diseases. 

PERSONALðONE OR BOTH OF THESE STATEMENTSðYou fill in the blanks. 

PARAiD é (Continued from page 6) 

The discoveries and increased un-

derstanding that could be obtained 

through passage of H.R. 2084 

would affect my life throughé 

H.R. 2084 is important to me be-

causeé.. 

Rep. ______, in addition to my 

request for your support of H.R. 

2084, I would also like to ask that 

you become a co-sponsor of this 

landmark legislation. The funding 

authorized in H.R. 084 will not 

only positively affect my family 

and me, but the millions of 

Americans suffering from autoim-

mune diseases around the country. 

 

I look forward to hearing from 

you, 

First and last name,  

address,  

City, State, Zip  


