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Sarcoidosis as a Cause of Diabetes Insipidus
By Norman T. Soskel, MD, FACP, FCCP

There are a variety of causes of diabetes insipidus, one of the less common is
sarcoidosis. Not everyone who has sarcoidosis will also develop Diabetes Insipidus (DI). To
learn about DI, go to: http://www.diabetesinsipidus.org/whatisdi.htm

Sarcoidosis is a multi-system disorder characterized in affected organs by a type of
inflammation called granulomas (a mass or nodule of chronically inflamed tissue). The cause of
this inflammation is unknown. Sarcoidosis can occur in any part of the central or peripheral
nervous system. When sarcoidosis affects the central nervous system, various cranial nerves can
be damaged and may paralyze specific areas of the body. The most common is a facial palsy
causing part of the face to droop, which may be temporary or permanent, or it may recur.
Sarcoidosis is diagnosed by finding a type of inflammation called non-caseous granulomas on
biopsy of various tissues and ruling out tuberculosis and fungal diseases in the biopsy with
special stains and cultures.

Diabetes Insipidus (CDI) develops when sarcoidosis involves the posterior part of the
pituitary gland. This gland is located just under the brain and just behind the eyes. The back part
of the gland is in intimate association with the part of the brain called the hypothalamus.
Together they use a hormone called vasopressin, an antidiuretic hormone (ADH) that regulates
how the body uses water. When not enough vasopressin is produced, then the body tries to
eliminate more water than is normal. Frequency of urination occurs and the urine produced is
very dilute. If this is allowed to occur unchecked, very serious dehydration can occur and might
even lead to decreased blood pressure and death.

Frequent urination is called polyuria (usually defined as urine output of at least three
liters a day). It is important to remember that there are a number of causes of polyuria, diabetes
insipidus being just one. Someone experiencing polyuria should get correctly diagnosed so that
he or she can receive the appropriate therapy. In patients with sarcoidosis who are exhibiting
symptoms of DI, such as polyuria, it is important to know which form of DI is present because,
although extremely rare, sarcoidosis can cause both nephrogenic DI and central DI. Of course,
diseases other than sarcoidosis can also cause DI, and the habitual drinking of fluids including
just water, (polydipsia), can lead to polyuria, without DI really being present. When DI is caused
by an abnormality in the central nervous system, such as sarcoidosis granulomas in the pituitary
gland or hypothalamus, it is CDI.

There may other causes of polyuria in sarcoidosis, such as hypercalcemia (increased cal-
cium in the blood) caused by increased calcitrol made by the granulomas, which results in
nepherogenic DI (NDI). Hypercalcemia and hypercalciuria (increased calcium in the urine) can
occur as a result of the sarcoidosis itself and they can also cause polyuria, This is related to
effects on the kidneys and can result in NDI.

(Continued on page 2.)

A
A
A
A
A
A
A
A
A
A
A
i
A
A
A
A
A
A
A
A
..

Annual Sarcoidosis Conference
CELEBRATING 15 YEARS OF
KNOWLEDGE AND PROGRESS*

October 5-6, 2007

Radisson Gateway Hotel, Seatac WA
(*See page 6 for details.)
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(Continued from page 1)

To diagnose DI and determine whether it is CDI or NDI, a water deprivation test is usually
needed. During this test the patient is requested not to take in any water for a prolonged period of time
until the urine becomes concentrated to a certain degree. Then a substance like vasopressin is given
and the lab tests are repeated. Depending on the changes in lab tests that occur, the distinction can
usually be made and the correct diagnosis and therapy initiated. [Editor's note: For more information
about the water deprivation test, please refer to DI's web site at www.diabetesinsipidus.org.

In a patient with sarcoidosis and polyuria, usually the patient has sarcoidosis documented by
biopsy elsewhere and the involvement of the pituitary gland is surmised to be related to the
sarcoidosis. If CDI is the only manifestation of the disease, then the diagnosis of sarcoidosis becomes
difficult because a biopsy of that gland is not often possible. Frequently in the literature, pituitary
involvement is associated with uveoparotid fever (Heerfordt's syndrome) in which a number of craniel
nerves may be affected as well as swelling of the parotid gland and ocular disease (such as uveitis) as
well.

In the case of sarcoidosis, use of steroids often will be sufficient to treat the condition. Replacing

the vasopressin with the synthetic form of that hormone, desmospressin, may also be used or needed.

References:
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2. Scadding JG. Sarcoidosis, pp. 161, 307-314, Eyre and Spottiswoode, London, 1967.

3. Sharma OP. Sarcoidosis: Clinical Management, pp. 114-115, 168-169, Butterworths, London, 1990.

After 10 years as Executive Director, Dolores O'Leary has stepped down. The Board of
Directors (BD) selected Lynn F. Short to become the third Executive Director (ED) in its 15 year
history. SNA's founder, Ed Girven was the first director. (1992-94)

Lynne is no stranger to SNA, having served the past 3 years as president of the BD. She will
remain as accountant for the Association, which she has done as a volunteer for nearly six years.

At the January 2007 SNA BD meeting,, John Lehde was elected President of the Board of
Directors. Lehde joined the SNA Board in 2004, He is a Sarcoidian and long time SNA
networker. Elected as Treasurer is Pat Lehde. She will take over from Don O'Leary, who has held
that position since SNA's inception. Don O'Leary retired from the Board after 15 years of service.

Gloria Hooten was elected as Secretary for the Board. She had joined the SNA Board in
2005. Gloria fills the vacancy left when Kristi Anderson, who joined the Board in 2001, assumed the
position of Vice President.

For a smoother administrative transition , Dolores O'Leary accepted a one year term. During the
past 10 years, Dolores has served as Director of Operations. She was one of the original Charter
Board members. Jerry Hansen and Theresa Lirette retired from the Board in 2006.

Vacancies on the Board of Directors were filled at the May 6, 2007 meeting. with the
appointment of Jim Hooten of Spanaway, WA and Barbarita Gately of Vancouver WA.

With her retirement from administrative duties, Dolores transferred the responsibilities as
Conference Coordinator to Lynne, the newly elected ED. Both have collaborated on the past 4
conferences. O'Leary has also stepped down as Editor of the newsletter, a
position she has held since 1992. "Actually" she said, " The newsletter began as correspondence with
other Sarcoidians. I found myself duplicating information and then letters. When we formed SNA
(then Pacific NW Sarcoid Assoc.) it became a regular newsletter." Dolores will continue to volunteer
in the SNA office as Resource Coordinator.

As the Board and new Executive Director have not yet filled the Editor's position, Dolores has
offered to again serve as Editor for this issue only. Anyone interested in this volunteer position
should contact Lynn Short at 253-826-7737 or email: lynn@sarcoidosisnetwork.org. Those
interested in serving a term on the Board of Directors should contact John Lehde or Lynn Short at the
SNA office or Email: sarcoidosis_network@prodigy.net for more information and an application.
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Since 1994, Dolores O’Leary has served as Executive Director. Her wish for some sem-
blance of retirement has led her to relinquish many of her duties and responsibilities within SNA.
Thankfully, she continues as the telephone hot line response person. I hope and will strive to
continue on the path that she has blazed for us.

I have volunteered as an accountant with SN'A, and it has been my pleasure and privilege to
have served as the President of the Board of Directors for the past three years. The time since
January has been a unique experience as I learn the realities, legalities and nuances of operating a
non-profit support organization, committed to promoting awareness through education and
advocacy.

SNA subscribes to the adage: “Knowledge is power.” We maintain that power is enhanced
by sharing. In this light, we mention three publications, which have come to our attention:

! and "# 1 , published by the
Foundation for Sarcoidosis Research. Similar information can be found at our website:
www.sarcoidosisnetwork.org or the . SNA’s materials and the resource library are
available to all who ask.

Likewise, if you should become aware of a sarcoidosis-related item, that you wish to share,
call us at 253.826.7737, or send it to us at: SNA 5302 South Sheridan Ave., Tacoma WA 98408-
3565

We often receive telephone calls from various areas of this and other countries, asking for a
referral to healthcare providers who are interested in working with Sarcoidians. The SNA office
does have a list of such clinical and research physicians, providers and caregivers. However, you
are the ones who truly are aware of such dedicated professionals. Let us know about such
physicians, so that we can share with other Sarcoidians and their loved ones, who often struggle
through the confusing, frustrating and exhausting processes that Sarcoidosis entails.

Help us to help you and others meet the challenges of the disease that has been labeled an
enigma ... “a mystery disease”

Lynn 7, Stont,

Sarcoidian and Executive Director,
Sarcoidosis Networking Association

-+ - 8% §

Providing a referral, prescription, lab work, x-ray or other healthcare service.
Sending an itemized bill to your insurance company.
Determining the quality of care at a hospital or clinic.

Providing appointment reminders or information about alternative treatments,
benefits or services.

Collecting information for research or databases.

Releasing information required by federal, state, or local law,
including workers compensation laws.

Preventing threats to your or another's health or safety.
Reporting medication errors.
Compliance with audits, investigations, inspections and licensure.

Responding to court or administrative orders.
# $ % & May,2006
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CONTRIBUTING
GUEST

Norman T. Soskel,
M.D.



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 Sarcoidians,
their families, friends and
caregivers.

Requirements include, but
are not limited to: a home
computer and the capabil-
ity to use the PUBLISHER
and related programs.
The ability to function with
deadlines, collaborate
with copy editors
and the webmaster.
Respond to the SNA
Board of Directors.

If interested, please con-
tact Lynn Short by email:
lynn@sarcoidosis
network.org

Golden Oldies
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Food and Drug Administration (FDA) requires that generic drugs sold in the United States be as
safe and effective as brand-name medications. (Both the brand/market and the generic versions
are tested by the FDA before becoming available for prescription.) However, your doctor may
have reasons not to prescribe the generic form. If you are interested in using generics, ask your
doctor or pharmacist the following questions:

\
>
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Currently, about half the drugs on the market are available in generic form.
,— $ +- &+, =

If you’ve been taking a brand name drug without problems your doctor may want you to
stick with it. Although the active ingredients in generic and brand-name drugs are the same,
inactive ingredients can be different-- which, in rare cases may cause you to have an adverse
reaction or a side-effect(s).

/- 1,-1 §,+2 + &1 & &% ?% /=

Many prescription plans ask for higher co-payments on brand -name drugs... others will

cover only the generic form, if such is available.

1 $ L
Prescription drugs can be costly. To make sure you are getting your medications at the
best possible prices, ask your doctor to write prescriptions permitting generic drug substitutions
when appropriate. To learn more about generic drugs, talk to your doctor, pharmacist or health

insurance provider, or visit the FDA Web site at: www.fda.gov/cder/ogd/index.htm.
T C ) § April 2006

Edited for publication.

MRIs and Claustrophobia

If you have claustrophobia, sliding feet first or headfirst into the long tube of a magnetic reso-
nance imaging (MRI) machine may be more than you think you can handle. But, if you discuss
your fears with your doctor and the MRI Technologist in advance of the appointment, you can
usually get the medical scan you need by:

X Arriving early - then the MRI Staff can familiarize you with the procedure.

X Finding a way to calm yourself - A number of techniques may be used, including blindfolds,
earmuffs, a cool washcloth on your forehead or calming music. Most facilities have a varied li-
brary, or you can bring your own personal favorite.

X Bringing someone with you - A friend can accompany you into the scanning room and hold a
hand or a foot. If you, or the staff, decide that sedation is your best option, the person will drive
you home.

X Communicating - Ask the MRI Technologist to talk you through the scan or take short breaks.
You can talk to the Tech during the exam.

X Considering sedation - Sedating drugs that your doctor can prescribe, such as lorazepam
(Ativan), may help.
X Using an "open" MRI - These are less confining and either open on three sides, or are shorter
and larger in diameter. They are not available everywhere. Their image quality may not be as
good.

In extreme cases of anxiety, it may be necessary for an anesthesiologist to completely sedate.

Mayo Clinic Health Letter, May 2007
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It pays to organize your approach to heart disease or any chronic problem.

Dealing with the pain and aggravation of a fractured bone or plantar fasciitis isn't easy. But at
least there's an end in sight. Once the bone or foot heals, you’re pretty much back to normal.
That's not true for high blood pressure, heart failure, diabetes, arthritis, osteoporosis, sarcoido-
sis ,or other chronic conditions. With no "cure" in sight, they usually last a lifetime.

You can live with a chronic condition day to day, responding to its sometimes swiftly changing
symptoms and problems. Or you can take charge and manage the disease instead of letting it rule

you.

Earlier this year, the pharmaceutical company GlaxoSmithKline commissioned a Harris poll to
survey 3,000 adults and 1,000 doctors about living and coping with chronic conditions. The re-
sults, presented as a report called "Chronic Care in America," offer five helpful strategies for cop-
ing with a chronic condition. We've included four of these and added six of our own.

1.

, + , 8§ $ , # The more you know about your condition, the bet-
ter equipped you'll be to understand what's happening and why. Instead of turning to the
Internet — the Wild West of health information — direct your questions to your doctor or
nurse. If you want to do more in-depth research , ask them about trusted sources of
medical information on the Web.

$/ % &+, 3 4 2/ %,- $ , 1% &, you might want to start look-
ing for another doctor.

/% & , + # We'd put this one more bluntly. Take responsi-
bility for your care, and don't leave everything to your doctor. One way to do this is to
listen to your body and track changes. If you have hypertension, learn to check your
blood pressure. If your heart has rhythm problems, check your pulse. For heart failure,
weigh yourself everyday and chart your symptoms. This kind of home monitoring lets
you spot potentially harmful changes before they bloom into real trouble.

%l& o, # Doctors don't have all the answers. Seek out the real experts. A nurse
might be a better resource for helping you stop smoking or start exercising. You'll get
the best nutrition information from a dietitian.

& , / % + # Inanideal world, the specialists you see for your heart, your
diabetes and your arthritis would talk with each other every now and than about your
medical care. In the real world, this doesn't usually happen. A primary care physician
can put the pieces together to make sure your treatments are good for your whole being,
body and mind.

b - -/ 2, .,/ % % Part of the treatment for almost any chronic
condition involves lifestyle changes. You know the ones we mean - stop smoking, lose
weight, exercise more, and shift to healthier eating habits. Although these steps are
sometimes relegated to the back burner, they shouldn't be. In the Chronic Care of Amer-
ica survey, the people who made such changes were more likely to be successfully man-
aging a chronic condition than those who didn't. Investing the time and energy to make
healthy changes usually pays handsome dividends, ranging from feeling better to living
longer.

b ., $§ I/ $§ ¢ The lifestyle changes you make to ease a chronic condition
such as high cholesterol or heart disease are good for almost everyone. Instead of going
it alone, invite family members or friends to join you.

(Continued on page 6.)

One of the

deep secrets of life
1S
that all that 1s
worth the doing
1s what
we do for others.

Lewis Carrol



HEARING QUIZ

If you answer yes to three
or more of these questions,
you may have a hearing
problem that should be
checked by a professional:

* Do you have problems
hearing on the telephone?

* Do you have trouble hear-
ing when there is noise in the
background?

* Do you have to strain to
understand a conversation?

= Do many people you talk
to seem to mumble or not
speak clearly?

* Do you misunderstand
what others say and

respond inappropriately?

* Do you often ask people
to repeat themselves?

* Do you have trouble
understanding the speech of
women and children?

= Do you often hear a
ringing, roaring or hissing
sound in your ear (s) ?

* Do some sounds seem too
loud?

C )
§ April 2006.

(Continued from page 5.)

8 " /% &+, # Remembering to take just one pill a day can be tough; but
managing ten or more is daunting. Knowing about the drugs you take — why you take
them, how best to take them, and what problems to watch for — is as important as learn-
ing about your condition. Merely reading a book about prescription drugs sometimes
prompts more worries than it allays. Talking with your doctor, nurse, or a pharmacist
can put drug information into perspective.

9. +- %,# Doctors, nurses, and other healthcare professionals aren't always the best
resource for information about what it's like to recover from open-heart surgery or live
with heart failure. To get the scoop, look for a support group in your area and talk with
people who have been through what you are facing.

10. 7! § & Py &+ # If the diagnosis of a chronic condition, or life with one,
has you thinking about death, channel those thoughts to the kind of care you want at the
end of your life. Spelling out your wishes in appropriate documents about whether you
want the most aggressive care until the very end, or whether you'd prefer hospice care
and a do-not-resuscitate order, can save you and your loved ones a lot of confusion and
anguish later on.

© 2004 by the Presidents and Fellows of Harvard College.
Used with permission of (C . Allrights reserved.
By Harvard Health publications

+ + & $ +
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The Sarcoid Networking Association has been
proud to sponsor educational events over the years.
The 15th Sarcoidosis Conference celebrates
"Knowledge and Progress". It will be held at the
Radisson Gateway Hotel,(opposite the entrance to
SEATAC Airport), where we have held the event for
the past 5 years.

On the Oct.6,2007 agenda will be Dr. Robert
Baughman M.D. University of Cincinnati Medical Center and Dr. Ganesh Raghu M.D.
University of Washington Medical Center. The physicians are Sarcoidosis experts and
are members of WASOG(World Association of Sarcoidosis and other Granulomatous
Disorders) as well as members of SNA's Scientific Advisory Board since its inception.
Baughman, is known in the Sarcoid world for his advancements in the treatment of
Sarcoidosis. Dr. Raghu is Chief of the Chest Clinic at UW Medical Center in Seattle.
Both physicians have spoken at previous Sarcoid conferences and their return has been
requested by many.

Other presentations will include"Effect of Medications on Hearing"; "Stomach/
Intestinal Symptoms in Sarcoidosis" and "Impact of Strokes with Compromised Immune
Systems."

The SNA Board of Directors is concerned with the rise of travel expenses and that it
will impact the decision of many who wish to attend this educational event. Therefore,
the suggested registration donation will not be increased and the cost of food will remain
the same.

For more detailed information about this Sarcoidosis conference, contact
the SNA office by email: sarcoidosis_network@prodigy.net or phone: 253-826-7737.
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As a single mother with seven children, I was relieved to learn the cause of the pain that I had
been living with for two years. The diagnosis of Sarcoidosis was made in 1988, durng the pre-op test-
ing for my hysterectomy due to endometriosis.

An x-ray noted nodules on my lungs. On the way into the operating room, my doctor told me I
had Sarcoidosis; it was nothing to worry about; and that he would talk to me after surgery. Post-op,
an EEG and pulmonary function tests were done. Signs of epilepsy and other changes served to con-
firm the diagnosis of Sarcoid. Again, I was told I’d be fine. I had no symptoms other than a flutter-
ing in my lungs when I overexerted, and some soreness in my shoulder and knees, which were as-
sumed to be caused by bursitis.

I had always been a very active person., but it had become unusually tiring to interact with my
children. Over time, I began to have shortness of breath and more aches than before. Eventually, I
found it hard to cope with the 17 grandchildren and 8 great grandchildren. But I still liked having
family around and staying busy.

I relocated. The new doctor prescribed two kinds of inhalers and medicine for arthritis. In the
late fall of 1996, I developed a rash on my lower right leg. While at work one day, I began feeling
sick and lethargic. The next day I noticed a red line going up the inside of my leg to my groin. Anti-
biotics were prescribed antibiotics for the suspected cellulitis.

My leg became huge, covered with sores, and extremely painful. I couldn’t wear shoes or long
pants. I continued working and attending college, eventually I developed pneumonia. In frustration, I
called the American Lung Association. I was told that I should insist on a doctor who was familiar
with Sarcoidosis and its treatment. When I finally found one, he took me off the inhalers and started
me on Prednisone. I took it for two years with no benefits. Gained 50 pounds and stopped Prednisone.
High blood pressure and acid reflux remain..

Since that time I have had a recurrence of the cellulitis which put me in the hospital for a week
and left my leg with a damaged lymph system. The leg is a constant source of pain and I keep it hid-
den because of the scarring and swelling. The Sarcoidosis has spread to many other areas of my body
and I have had to change my life in many different ways. Once I was very active and physical, par-
ticipated in aerobic classes, worked while attending college and was very active in my church. I have
had to scale back on all the activities I can do in a day.

Through all of this, I realize that I am still who I always have been. I am still active in my
church and with my family. I continue to work. I just do everything on a different scale and speed. I
am active in the Sarcoid Networking Association and serve on the Board of Directors. In addition, I
am the Director of the Sarcoid Registry and a church’s mission Board. Proud mother and grand-
mother, I will always happily be. I facilitate two support groups for the Sarcoid Network and work
full-time for Head Start as a Special Services Coordinator.

Sarcoidosis is not my whole life! When it comes down to what I do and why I do it, it cannot be
about how I feel or how this disease affects me. I have to take time to look outside of myself and de-
cide how I want my life to affect others. There are times I tell my body I have something to do and it
just has to go along. Someone once said, “I am so tired of dragging this old body around!” Well, 1
get that way too.

Sometimes we just have to take a day here and there to rest and care for ourselves. But not let
Sarcoid take over our life. Let people see you smile now and then. Let them hear you laughing and
make others laugh. “Laughter doeth good like a medicine.” “A bitter spirit dries the bones.” True
sayings!

There is far too much to do in this life to allow my spirit to be controlled by how I feel. Are
there days I feel sad or frustrated? Sure there are! I am human. I get very tired. I hurt and am limited
in movement and energy. But that does not mean that my demeanor should be depressing? No! I am
not always Sally Sunshine, but I’'m called Pollyanna sometimes. Life is a whole lot easier to deal with
when we see its positive as well as its negative aspects. I receive strength from those, who through
me, become aware of Sarcoidosis and consequently learn coping skills.

Without God, this journey would be much more difficult. I know there are people a lot sicker
than me and some not as sick, but in knowing God I gain great hope in His Love and Mercy ... and
Comfort in prayer. Allow Sarcoidosis to take over my life? Never! !

AR

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,

Tel: 541-905-2092.

Thanks to all
who have responded.
When we work
together, we do make
a difference!
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Phone Hours 9 AM-5 PM
T-W-Th

Pacific Time
253-891-6886
or E-mail:
sarcoidinformation@
sarcoidosisnetwork.org

SNA Website:
www.sarcoidosisnetwork.org
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No two snowflakes are identical
and no two individuals with
Sarcoidosis appear to
have identical symptoms.
Therefore, snowflakes have been
chosen to symbolize Sarcoidosis.
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If unable to make a gift at this time,
know that no one is refused
the newsletter.
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Newsletters are not held by the Post
Office, but returned to SNA requiring
the organization to pay a first class
postage fee. Newsletter service will
not be resumed unless the subscriber
notifies the office. Please notify the
Editor when and where to deliver
your newsletter after +- - 1&

Sarcoid Networking Association
5302 South Sheridan Ave
Tacoma WA 98408-3565
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Place label here

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.
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