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POKING HOLES IN A LUNG MAY AID BREATHING

MEDICAL RESEARCH / A pilot study suggests the inative procedure may
offer relief to some patients suffering from chmabstructive
pulmonary disease.

By Lauran Neergaad, Associated Press

Washington - Poking holes in a lung is usually@idaa. But dozens of people suffocating from
a disease that traps stale air in their lungsa@tmteering to tnit. The idea is to cause a slow leak
in the lungs so over inflated that there's not ghaanom left to take a deep breath, and do so with-
out open surgery. It's called airway bypass, tadne of a trio of innovative experiments for
treating chronic obstructive pulmonary disease.

COPD—a term for disease once called emphysemahaoic bronchitis affects about 24 mil-
lion Americans and is the nation’s No. 4 killefthis a huge public health problem," said Dr
James Kiley, Lung-Disease Director at the Natitmstitutes of Health. "It's not going to get
better unless we do something very aggressively."

Yet half of COPD sufferers don't know they havedisease. People tend to shrug off the main
symptoms, shortness of breath, as poor fithesege aging until their lungs are ravaged.
Healthy lungs inflate and deflate like balloongrey take in oxygen and exhale carbon dioxide.
The windpipe feeds air into bronchial tubes thetmeble an upside-down tree with ever-smaller
branches. Among these airways are tiny air satastic bubbles that stretch as they fill with air
and then spring back into shape as unused airsrbsiok out.

COPD destroys that elasticity. Airways collapsachking the way out. Air sacs distend with stale
air, enlarging lungs and leading to COPD's distindtarrel chest. Eventually, it becomes physi-
cally impossible to inhale deeply enough to getaaihe lungs’ remaining working spots.

Continued on page 2
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Spot a Stroke
Save a Life

If you think someone

is having a stroke:

1. Askthe person
to smile

2. Ask him or her to
raise both arms

3. Ask the person to
repeat a simple
sentence like
“It's sunny out-
side”

If he or she has any
problems,
The American Stroke
Foundation says
think FAST:

Facial droop
Arm weakness
Speech problems
Time—don't
wait for symp-
toms to pass,

5. Call 911
immediately

pPwnE

(LUNGS) Continued from pagé
Those lungs need emergency exits, decided Dr.Clmgber of the University of Pennsylvania. Cooper
helped pioneer an arduous surgery that cuts out pedions of COPD patients’ lungs to make more
space for remaining working lung tissue.

But few patients qualify; most have such widespriead damage that there’s no logical spot to re-
move, or they couldn’t survive the operation.

With airway bypass, Cooper invented a differentrapph: He treads a tiny needle through a tube in-
serted in the windpipe, down to airways about tlaenéter of a pencil. Smaller airways downstream
are completely blocked. To route trapper air arotingan, he pokes up to a dozen holes through the
bigger airway's wall and into surrounding air s&ts.wedges those holes open with stents, the same
kind of metal scaffolding that cardiologists usetop open clogged heart arteries.

A pilot study of 28 patients treated abroad suggkgtcan help some people breathe easier. The firs
U.S. study, funded by stents makers Broncus Teolies, is just beginning at more than a dozen
hospitals.

There is a serious risk: Doctors must avoid pigrthre lung’s many blood vessels, something that
killed a German patient in that pilot study.

Other non-surgical options under study include:

- Suctioning out dead air sacs and squirtingoéogical glue into them—made of proteins like those
your body uses to heal itself— to seal theairagg more buildup.
Scientists are reporting some improvemeshiortness of breath and ability to walk.

- Threading one-way valves inside bronchial sule@ding to the worst-clogged lung spots,
to allow air and mucus to trickle out butmore air to be inhaled back in.

“Things like valves and stents and putting thesdolgical substances in, they're a heck of a lotezas
on a patients than surgery,” said Southern lllindiéversity’s Dr Stephen Hazelrigg, who is partici-
pating in some of the studies.

All three are still highly experimental—the reséais only for people who have run out of options,
cautions Tufts University’s Dr Bartholomew Celliher outlines the study trio at the American
Thoracic Society meeting last week.

But, “It is promising,” Celli said, “We know fronhe surgery data that a significant number of p&ien
do better. If we could do the same thing withougsuy, it follows that likely the results will be
positive.”

GOT CHRONIC ILLNESS?

Here’s How to Deal Like a cook trying out ingredients to get just tight flavor in a dish,
people with arthritis and related conditions mayehexperiment to find the best ways of
coping with fatigue, pain and difficult sleepingciieving a balance and rhythm to your life
may be difficult at times, but having a solid pfancoping should help. Here are some
tired and true tips:

Listen to your pain and fatigue: They're signals that you need to slow down. Igngithem may
make your condition worse.

Practice the four P’s:Plan, prioritize, problem solve and pace yourself.

Follow activity with inactivity : Rest to prepare for a busy day. Set aside titee af
active hour to take it easy.

Exercise at your own paceAlter your exercise program according to how jeel each day. You
may want to try swimming, yoga, tai chi or walking.

Learn to take the middle road Instead of thinking you can't do the things youel because of your
chronic illness, find creative ways to do what ymed to do.

SARCOIDOSIS NETWORKING SPRING 2008



FROM THE EXECUTIVE DIRECTOR
| find it hard to believe that | have held this jfas a year now. A lot has changed in the past.year

The biggest news is that on January 8th, 2008, 8Red from 3 private homes to one profes-

sion office. The move had been talked about flong time, but as you all know, when you SARCOIDOSIS
. ; . , ; NETWORKING
move, there is a lot of work involved, especialfyyears’ worth of files and records. We have STAFE:

kept the same phone number and are now settlitgytire new office.

With the move, new opportunities open up. One efrtiajor problems was that because we
operated from a private home, AARP , United Way athetr organizations could not send Lynn F Short
volunteers. We can now have volunteers that ddhvae¢ Sarcoidosis and can help with the paper
work and requests when Gloria and myself becowgle 8i prefect example of this is that Gloria
had surgery twice last year, and | fell and brokeigpht shoulder and tore the rotor cuff in 3
places. This put us both out of commission fobadypart of the year. Thing’s were done very Mary Leatherman
slowly last year.

As you may have heard, Dolores O’Leary retired Dawmer 31, 2006, after being the Executive WEBMASTER
Director for the past 14 years. She served a yedn@Board to oversee the change over of the . .
new Board Officers and Executive Director. Shegesil from the Board on December 31, 2007. Michael Lafreniere
Dolores will still be active with SNA networkingith Sarcoidosis members.

There are new changes at the web site. We haveldddeideo list with a order form and the

snowflake items for sale with a order form. We hauist of all Washington and Oregon support

meetings, date, times and places. And there isveenmail address to get a hold of us and a way

to e-mail me directly.

EDTOR-IN-CHIEF

COPY EDITOR

Lynn F Short
Executive Director

RESTRICTIVE CARDIOMYOPATHY

What is restrictive Cardiomyopathy?
Restrictive Cardiomyopathy is a serious problen thakes your heart muscle stiff. When your
heart muscle is stiff, it can’t stretch to allowoeigh blood to enter the ventricles, it's lower
chambers. So the blood that would normally erfterheart backs up in your circulatory system.

What causes restrictive Cardiomyopathy?
Often the cause is never found. But we do knowttherte are a number of diseases or problems

that can lead to restrictive Cardiomyopathy. Thaskide: CONTRIBUTING
Cardiac amyloidosis, a buildup of abnormal proteithe heart muscle. GUESTS:
Hemochromatosis, a buildup of iron in the heartcteus Lauran Neegaad
Sarcoidosis, a rare type of heart inflammation Associated Press
Radiation Therapy and Chemotherapy, used to tegater Rob Stein
Carcinoid Syndrome, a rare disease that causesrcettemicals to be released into the The Washington Post
blood stream. These chemicals can stiffen hearti®us Dr. Mark D Liponis,
Loeffler's Syndrome and Endomyocardial Fibrosigidition that can cause scar tissue in. Medical Director of Can-
the heart. yon Ranch Spas

Genetic factors. You can inherit diseases, inclydéaucher Disease and Fabry’'s disease,
that can lead to restrictive Cardiomyopathy. Besthdiseases can be treated to prevent re-
strictive Cardiomyopathy.
What are the symptoms?
You may not have any symptoms at first. Or you fimaye mild symptoms, such as feeling very
tired or weak. If your heart gets weaker, you délelop heart failure. When this happens, you
will feel other symptoms, including:

Continued on page 4.
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WANTED!
NEEDED!

EDITOR
FOR THIS
NEWSLETTER!

Others depend on
reliable Sarcoid
information!

An individual is needed
who is able to research and
select items of interest to
individuals who have sar-
coidosis and their families
and friends.

Qualifications include a
working computer and the
capability to work with
Publisher program or Word;
an ability to work under a
deadline and closely coordi-
nate with copy editors and
directions of the SNA
Board of Directors. You do
not have to live in Wash-
ington, can e-mail informa-

tion to the SNA..

If interested, please
contact
Lynn Short by
email:
lynn@sarcoidosisnetwork.

org

Golden Oldies

WHAT ABOUT GENERIC DRUGS?

Choosing Alternatives to Brand-Name or Market-NameMedications
The Food and Drug Administration (FDA) re@sithat generic drugs sold in the United States

be as safe and effective as brand-name medicaflBath the brand/market and the generic ver-
sions are tested by the FDA before becoming aMailfmls prescription.) However, your doctor
may have reasons not to prescribe the generic iéyou are interested in using generics, ask your
doctor or pharmacist the following questions:
Is a generic option available for any of the drug$ take?

Currently, about half the drugs on the market awmglable in generic form.
Are there risks if | change medications?

If you've been taking a brand name drug withoutbemns your doctor may want you to
stick with it. Although the active ingredients iereric and brand-name drugs are the same, inac-

tive ingredients can be different-- which, in raeses may cause you to have an adverse reaction
or a side-effect's).

Do my health benefits cover generic and brand-namérugs equally?

Many prescription plans ask for higher co-paymem$rand -name drugs... others will
cover only the generic form, if such is available
Getting Information

Prescription drugs can be costly. To make sureagyelgetting your medications at the

best possible prices, ask your doctor to write gripons permitting generic drug substitutions
when appropriateTo learn more about generic drugs, talk to yowtalg pharmacist or health in-

surance provider, or visit the FDA Web site at: wida.gov/cder/ogd/index.htm
Mayo Clinic Women's Health Sourdgril 2006

Edited for publication

Continued from page 3 (RESTICTIVE CARDIOMYOPATHY)
- Shortness of breath, especially with adfivit

Tiredness.

Trouble breathing when you lie down.

Swelling in your legs.

Chest pain.

Heart failure that suddenly gets worse is an enmergieGet medical help right away if:
have severe shortness of breath, have a fast senreartbeat, cough up foamy pink mucus
or have chest pain

How is restrictive Cardiomyopathy diagnosed?

Your doctor will ask questions about your symptand past health. He or she will know about
recent illnesses and about heart disease in ymitytaYour doctor will listen to your heart and
lungs and check your legs for fluid buildup. Youynzdso have other test, including:

Electrocardiogram, (EKG)

Check x-ray.

Echocardiogram. (ECG)

Routine blood test.
In some cases, a doctor may want to look at a saalple of the heart tissue, called a biopsy, to
make a definite diagnosis.

How is it treated?

You will probably need to take several medicineréat heart failure by restrictive Cardio-
myopathy. It is very important to take you medésrexactly as your doctor tells you to, and to
keep taking them. If you don't your heart failumutd get worse.
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5 Medical Tests That May Keep You Well

Like a scene out of Star Trek, someday our doctarg simply wave a handheld device over our bodies
and instantly diagnose any malady. In the meantiraeiever, it's of the latest tests that can help us
stray healthy—especially those that uncover riseite symptoms actually occur. The following five
tests are not yet considered as routine as chodésteblood-sugar tests, but chances are yourod@dt
ready is familiar with them. Not every test is nesay at every visit, and your insurance company ma
not pay unless it considers a particular test nadigic

necessary.” Still, ask about them. Here’s why thigyy be important to you.

CRP, OR C-REACTIVE PROTEIN

This is a simple blood test thaaswes the amount of inflammation in your body.

in many ways, CRP is the best $tayball” of health ever devised in a single blood
blood test. Elevated CRP levelgehiaeen shown to precede and predict heart
attack, stroke, colon cancer, diab, high blood pressure, Alzheimer’s disease,
aneurysms, sudden cardiac dehtigranal heart rhythms like atrail fibrillation

and even macular degeneratioeadihg cause of blindness. CRP is a protein made
by our immune system that fuebsfile of inflammation in our bodies. The higher
your CRP level, the more at riskiyare to develop problems. Optimal levels—less
than 0.7 milligrams per liter—pigcdgood health.

It's important to understand tB&P doesn't diagnose any particular conditions—it’g
not specific. It just identifiegether you're at risk for illness. It's best toeck your
CRP during your routine annual gibgl, when you feel fine. If you're sick with some
thing, your CRP probably will bieeated.

The good news is that CRP levalsloe lowered by exercise, modest weight loss,
taking a multivitamin, eating &diich in fruits and vegetables, and certain

medications such as aspirin aatrst (cholesterol-lowering drugs). One of the
VITAMIN D LEVEL deep secrets of life
Vitamin D is essential for healthy bones becatsenieded for calcium absorption, is
But new research also is identifiyan important role for vitamin D in the immune .
an imp that all that is

system and in the preventionasfaer , including breast and prostate. }
Studies show that more than hifmerican women don't get enough vitamin D. It WoOrth the domg
I;lr](rzwn as the “sunshine vitamirgthuse your skin makes it when you're out in the is what

That's why people who lack dailynseexposure or who use sun block when outdoor we do for others.
may be deficient in the vitamlits almost impossible to get adequate amounts froi

foods, despite fortification afid/ and some soy foods. All multivitamins contain Lewis Carrol
vitamin D, but for most peopleeauhat is not sufficient. You may need to take a

vitamin D supplement. Most peogieuld get between 1000 and 1500 Ul of

vitamin D3 daily. (d3 is the natbform of vitamin d. It's more easily absorbedlan

stays in the body longer.) Thetlveay to know if you're getting enough vitamin ® i

to get a blood test.

H.PYLORI TEST

About 20% of Americans may unknowingly be infectgth the bacteria responsible
for stomach cancer, heartbultens and even eye disorders. The discovery of H.
pylori (Heilcobacter pylori) ixtion as the primary cause of stomach ulcers world
wide earned Australian researslfbin Warren and Barry Marshall the Noble Prize
in medicine for 2005. The baiet@liso have been found to cause stomach cancer.
h.pylori is a chronic, potentydifelong infection of the stomach. It can cause
stomach pain, heartburn or iadtgn, but it's often silent, causing no symptoms.
Infection typically occurs wharperson eats contaminated food and ingests the

bacteria. The infection cancheed with a combination of antibiotics and antacid

continued on page 6
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6 Cont. from page 5 ( 5 Medical Tests That Maileep You Well)

4. ASPIRIN CHECK
Aspirin has been shown to be a powenfeentive measure for people at risk for
heart attack and stroke as well as éwrccancer, and it's estimated that as many as 50
million Americans take aspirin daily teepent a heart attack. What's not clear is the
optimal does of aspirin for preventionodtl people are taking a baby aspirin
(/81 milligrams), but research has shalwen10% to 20% of people are resistant to
aspirin and require higher dosages irotd benefit from it's protection effects.
An aspirin check is a test that determithe effectiveness of the daily aspirin for an
individual. This is important for peopldno are taking aspirin for cardiovascular disease
as well as those at increased risk farthdisease who are taking aspirin for prevention.
The test can be ordered by your doctbialso is available directly from an online lab.

5. INSULIN LEVEL

Type 2 diabetes is characterized by an excessofitnproduction in response to eating.
The glucose tolerance test has beenbeen the standard way to identify someone with
diabetes. Until recently, glucose tafere tests measured only blood sugar, or glucose
levels, which are raised when a petsmhdiabetes. But measuring your body’s insulin-
production levels improves the tesbking able to identify your risk of diabetes long
before symptoms emerge.
Typically, to do the test, your blogddrawn twice—first after fasting, then again two
hours later after a glucose drink. Yimsulin levels are recorded. If the results inthca
that you're at a higher risk for diadsgtthe good news is that you also have time ® tak
action Type 2 diabetes can be prevelyeaidopting a lifestyle that includes daily
exercise, weight control and a low-glytc diet that reduces the intake of sugar,
refined grains and starches.

If you answer yes to three

or more of these questions,
you may have a hearing
problem that should be

checked by a professional: Dr. Mark Liponis, a best selling author and wellsesivocate, is corporate medical director of Canfgamch spas.
DQ you have problems Article from Sunday, February 9th issue of Tacdmibune Parade Magazine
hearing on the telephone?

Do you have trouble

hearing when there is noise IS MODERN LIFESTYLE A SICKENING WAY TO LIVE?
in the back ground?
Do you have to strain to First, asthma cases, hay fever and other commergalireactions, such as eczema, shot up. Theatpedi
understand a conversation” cians started seeing more children with food aléergNow experts are convinced a suspected jurhp in
Do many people you talk pus, multiple sclerosis and other afflictions calisg misfiring immune systems is real.
to seem to mumble or not
speak clearly? Though the data are stronger for some disease®thars, experts estimate many allergies and immune
Do you misunderstand systems diseases have doubled, tripled or everrupiad in the last few decades,
depending on the ailment and country. Some studiesindicate more than half of the U.S. population
what others say and re-

. . has at least one allergy.
spond inappropriately? 9y

Do you often ask people some researchers suspect the trends all may hesrmon explanation rooted in aspects of modern liv-

to repeat themselves? ing - including the “hygiene hypotheses” that bésngrowing up in increasingly sterile homes chanmges
Do you have trouble un- diet, air pollution, and possibly even obesity amteasingly sedentary lifestyles.

derstanding the speech of

women and children? “We have dramatically changes our lives in the fsyears,” said Fernando Martinez, who studies-all
Do you often hear a ring- gies at the pniversity of Ariz_ona, “We are exposednore products, We have people With dif'fergrukba

ing, roaring or hissing grounds being exposed to different environmentsh@ilee made our lives more antiseptic, especially ea
I , in life... and we may be paying a price for that.”

sound in your ear's)?

Do some sounds seem  ajong with a flurry of research to confirm and eaipl the trends, scientists have also begun teptisgi-
too loud? ble remedies. Some are feeding high-risk childredggally larger amounts of allergy-inducing fookisp-
ing to train the immune system not to overreache® are testing benign bacteria or parts of abact
Still others have patients with MS, colitis andatel ailments swallow harmless parasitic wormsytaot
Mayo Clinic Women's Health calm their bodies’ misdirected defenses
Source April 2006.

Continued page 7
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(Is Modern lifestyle a sickening way to live?) Continued from page 6

Along with a flurry of research to confirm and exjol the trends, scientists have also begun teptisgible
remedies. Some are feeding high-risk children galiglarger amounts of allergy-inducing foods, hapto
train the immune system not to overreact. Othergesting benign bacteria or parts of a bactetit.ofh-
ers have patients with MS, colitis and related ailts swallow harmless parasitic worms to try tonctdeir
bodies’ misdirected defenses

Although hay fever, eczema, asthma and food allergéem quite different, they are all “allergicedises”
because they are caused by the immune system disgdn substances that are ordinarily benign, sisch

pollen or peanuts. Autoimmune diseases also realtsthe body’s defense mechanisms malfunctioning.

But in these diseases, which include lupus, MS eTypliabetes and inflammatory bowel diseasesnthe i
mune system attacks parts of the body such assi@ghepancreas or digestive tract.

“Overall, there is very little doubt that we haeens significant increases,” said Syed Hasan Arsbiathe
David Hide Asthma and Allergy Centre in Englandowbcuses on food allergies. “You can call it ar ep
demic.”

One reason that many researchers suspect somationg modern living is that the increases show up
largely in highly developed countries in EuropertNdAmerica and elsewhere, and have only starteib¢o
in other countries as they have become more desélop

“It's striking,” said William Cookson of the Impeli College in London. The leading theory holds et
modern medicine beats back age-old bacterial | aird parasitic diseases, immune systems mayofail t
learn how to differentiate between threats anddreitivaders, they overreact or even turn on the/'sod
own tissues.

Several lines of evidence supports the theory.dtérl raised with pets or older siblings are Idsalyito
develop allergies because they are exposed to miorebes. But perhaps the strongest evidence comes
from studies comparing thousands of people who giewn farms in Europe with those who lived in less
rural settings. Those reared on farms were oné+-@tikely to develop diseases such as asthmaand
fever.

“If kids have all sorts of exposures on the farnbbéng in the stables a lot, close to the animadsthe
grasses, and drinking cow’s milk from their owmnfiathat seems to confer protection,” said Erika von
Mutius of the Ludwig-Maximillians University in Mhich.

While the evidence for the hygiene theory is acdatmg, many say it remains far from proven.

“That theory is so full of holes that it's clearpt the whole story," said Robert Wood of the JaHapkins
School of Medicine.

“It does not explain, for example, the rise in asdlh because that disease is more common in pdersdity
areas where children are exposed to more cockreagfterodents that may trigger it.,” Wood and ather
said.

Several alternative theories have been presentede $esearchers blame exposure to fine particlas in
pollutions, which may give the immune system mdra bair trigger, especially in genetically predispd
individuals. Others say obesity and a sedentaggtife may play a role. Still others wonder whetrating
more processed food or foods processed in diffevags, or changes in the balance of certain vitartiat
can affect the immune system—such as vitamins CEaand fish oil -are a factor.

“Cleaning up the food we eat has actually changedtwe're eating,” said Thomas Platts-Mills of thei-
versity of Virginian.

But many researchers believe the hygiene hypottigske strongest, and the reason one person gesvelo
asthma instead of hay fever or eczema or lupus®idwecause of a genetic predisposition.

“We believe it's about half and half;” Cookson sdi&/ou need environmental factors, and you need
Genetic susceptibility as well.”

By Rob Stein
The Washington Post
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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, Email:
admin@snaregistry.

org,
Phone: 541-905-2092.

Thanks to all
who have responded.
When we work together,
we do make a difference!
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Sarcoid Networking Association

AR ({tﬁp 5302 South Sheridan Ave
E“* Far) Tacoma WA 98408-3535
(o)
% § RETURN SERVICE REQUESTED
p S

Office Hours 10 AM—4 PM
Tuesday, Wednesday & Thursday
Pacific Time
253-826-7737
or E-mail:
sarcoidinformation@
sarcoidosisnetwork.org

SNA Website
www.sarcoidosisnetwork.org

No two snowflakes are identical
and no two individuals with
Sarcoidosis appear to
have identical symptoms.
Therefore, snowflakes have been
chosen to symbolize Sarcoidosis.

You must be the change you
wish to see in the world Gandhi

YES! I'D LIKE TO
PARTICIPATE IN :
SARCOID NETWORKING
ASSOCIATION

Change of Address Residence or Email

(A Not-For-Profit Organization Sp 07)
An Annual Participation OLD ADDRESS HERE

Gift of $25 Name

A Special Gift of Address

Receive Newsletter. City, State, Zip

Sorry, | can't make a do- = Phone
nation now.

If unable to make a gift at this time, E-Mail

know that no one is refused

the newsletter NEW ADDRESS BELOW

Name
TEMPORARILY AWAY??

Newsletters are not held by the Post Address
Office, but returned to SNA requiring

the organization to pay a first class City, State, Zip
postage fee. Newsletter service will

not be resumed unless the subscriberPhone

notifies the office. Please notify the
Editor when and where to deliver E-Mail
your newsletter aftezach hold.

NON-PROFIT ORG.
US POSTAGE
PAID

Puyallup WA
98371
Permit #93

WHAT’'S SARCOIDOSIS NET-
WORKING ABOUT ?7??

The newsletter SARCOIDOSIS
NETWORKING is published by the
Sarcoid Networking Association for
individuals with Sarcoidosis and
those interested in this disease. Its
sole purpose has been to heighten
awareness and form a network with
each other, the medical community
and the general public.

It is not intended to replace the
advice and/or diagnoses by health-
care professionals.

You are advised to seek proper
medical attention whenever a
health problem arises requiring an
expert’s attention.



