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President’s Corner
Dear NADF Members,
Happy back-to-school season! As a
reminder; if your child is adrenal
insufficient, please make sure you
visit the school’s administrative staff.
Let them know about your child’s
condition and the special treatment
that is required during emergencies. I
encourage you to visit our web site
http://www.nadf.us/tools-for-life/
and print the handouts Adrenal
Crisis Alert Poster and Endocrine Society Clinical Practice
Guidelines. Also, please make sure to update any and all
emergency contact information.
A note to support group leaders: We’ve received positive feedback
from you regarding our periodic conference calls. By hosting these
meetings we aim to improve communication and coordination
between support groups. To that end, we will begin scheduling
the calls quarterly. Please check your emails, and look for a calendar
invite. We hope you will join us.

Whether or not you are a member of a local support group,
I encourage you to visit the Addison’s Disease Support Group on
Facebook. You may be eligible to receive 20% off of Road ID
medical bracelets. The ADSG will purchase IDs for those who
truly cannot afford them. In addition, the group’s founder, Lisa
Markland, will be publishing a compilation of Addisonians
stories. All proceeds will be donated to NADF (Thank you Lisa!).
Another book I hope you will take a look at is The Beautiful
Disease: A Story About Addison. The books author is Judy
Coppock. In this autobiography, Judy reveals her wonderful
sense of humor and shows us how she learned to manage work,
family, and Addison’s. $1.00 from every book sold is donated to
NADF (Thank you Judy!).
Thank you to all NADF members for your on-going support.
Remember, no matter how small your contribution, it is priceless
to NADF and all adrenal patients.
Regards,
Kalina

Flu-Season is on its way!
NADF reminds our readers the importance of staying up to date
with a yearly flu-vaccination.
Potential Cause of Cushing Syndrome Found
Researchers at the National Institute of Health (NIH) have
conducted a study which suggests mutations in the gene
CABLES1 may lead to Cushing syndrome. The researchers
collaborated with other institutions in the US, France, and
Canada by scanning tumor and cell tissue from 146 children
with pituitary tumors evaluated for Cushing syndrome.
Additionally, 35 adult patients with Cushing syndrome and
pituitary tumors were also studied in France.
Mutated forms of the CABLES1 gene were found in four
patients to not respond to the presence of cortisol. Normally, the
protein associated with the CABLES1 gene slows the division
and growth of pituitary cells that produce adrenocorticotropin

(ACTH). ACTH stimulates the adrenal glands to produce
cortisol, which then triggers the pituitary to stop producing
ACTH-producing cells. Growth cells that are unaffected by
cortisol are thus more likely to become increasingly ACTH
producing tumors.
The mutations discovered in the CABLES1 gene represented
only a small number of the patients in the study, but is a notable
discovering in itself. Other genes have been implicated in
pituitary tumor growth, so potentially other gene mutations
have similar effects that can lead to Cushing syndrome.
For the original article about the study, visit:
https://tinyurl.com/yblml5q5

Emergency Injection Storage Idea
NADF affiliated Oregon support group leader Debbie Cheney,
recently offered some advice for our adrenal insufficient patients,
which she herself received from Adrenal Insufficiency United
(AIU). For those of you who have had trouble finding a convenient way to store your emergency injection of hydrocortisone,
you may want to try using a tall prescription bottle. Prescription
bottles, or vials, are often durable plastic containers, offering
water resistant and potentially child resistant storage for
injections. Some are large enough to fit an entire kit including:
the syringe, medicine vial, alcohol wipes, and perhaps other
helpful things like salt supplements. Labeling them, and even
decorating them with appropriate images, can help other people
find them when necessary.
Debbie was able to procure a large amount of these bottles at no
charge from her local Walgreens, and is planning to pass them
out at a support group meeting. Your local pharmacy may be
willing to simply give you an unused clean bottle for the
purposes of storing your emergency injections, but they are also
readily available and affordable on various online shopping sites,
including Amazon.com. To have a bottle large enough for the
entire injection kit, a “60 dram” bottle might be necessary. It is
important to measure your needed tools, such as the syringe and
vial, to see if they will fit in any container.

For a reminder of NADF’s instructions on emergency injections,
visit www.nadf.us/tools-for-life/ and look under “Emergency
Handouts.”

The Beautiful Disease
NADF is pleased to announce the release of the book The
Beautiful Disease by long-time friend of NADF, Judi Coppock.
Judi was diagnosed with Addison’s disease in 2001. She and her
husband have struggled to get proper treatment for her rare
condition. Through her experience she realized how others with
the same condition as her have been
largely ignored and even dismissed by
some people in the medical community.
She wrote her book to help raise
awareness of Addison’s disease, and the
way it affects the people it touches.
Judi is also helping support adrenal
disease patients in her area by working
with EMS in De Moines, Iowa. She
met with 85 of their employees to help
educate them about the specifics of
Addisonians in a crisis situation.
We cannot thank Judi enough for her
work in helping to raise awareness of
Adrenal disease. She is helping NADF raise funds with the sale
of her book as well. Visit www.judicoppock.com to learn more
and purchase her book, The Beautiful Disease. If you enter
“NADF” as the promotional code, $1.00 from the sale of each
book will be donated to NADF.

Medial Alert ID’s and
Death Prevention
EVERY person diagnosed with adrenal insufficiency
needs to be wearing a medical alert! If it’s not on you it
can’t help speak for you, and if it looks too much like
jewelry it may be missed. Medical alert bracelets and
necklaces should at a minimum state you have AI and
are corticosteroid-dependent, indicating you need
emergency stress dose steroids.
The Facebook based ADSG (Adrenal Diseases
Support Group, previously the Addison’s Disease
Support Group) will now have an ongoing 20%
discount for all members of their group with diagnosed
adrenal insufficiency, to make accessing a good quality
medical alert easier and more affordable. For those with
financial need, the group’s founder, Lisa J. Markland,
can also provide any diagnosed member an extra $10
gift card to use toward their purchase. If anyone truly
cannot afford their own, the ADSG will buy this for
them, asking the member to only cover the flat shipping
fee of $3 U.S. or $5 internationally. The ADSG does
not benefit whatsoever by offering this program, other
than knowing they are helping to save lives by assuring
nobody with AI is without a medical alert for financial
reasons. These medical alerts are purchased through
Road ID, a leading supplier of medical alerts, also
having an Interactive program which provides live 24/7
secure, worldwide phone and internet support to your
emergency profile (this is very much like traditional
MedicAlert’s program for less money and is just as
recognizable). We have seen these repeatedly save lives.
If you have questions or need this assistance, contact the
ADSG at www.facebook.com/groups/addisons.support.
Anyone can help donate to fund these lifesaving medical
alert bracelets by visiting:
https://www.facebook.com/ADSG.Fund
This page also has information for any diagnosed person
looking for a bracelet.

Great Non-Profits
If you love our work, then tell the world! Stories about us
from people like you will help us make an even bigger
impact in our community. GreatNonprofits – the #1
source of nonprofit stories and feedback – is honoring
highly regarded nonprofits with their 2017 Top-Rated
List. Please help us raise visibility for our work by posting a brief story of your experience with us. All content
will be visible to potential donors and volunteers. It’s easy
and only takes 3 minutes! Go here to get started:
https://tinyurl.com/y8late4p
The deadline for submissions is October 31st.
Thank you!
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NADF Financials
29,625.52

Expenses July '16 - June '17
Total Expenses: 53,079.45

Income - Other
921.00

Income - Dues
6,600.00

Income Donations
57,582.08

12.00

694.45

75.00

778.00

836.81

143.40

406.61

1,541.28

75.00

0.00

5,000.00

3,548.89

10,000.00

215.00

15,000.00

1,620.00

20,000.00

440.83

10,651.12

25,000.00

2,415.54

30,000.00

Income July '16 - June '17

0.00

Total Income: 65,103.08

Net Income: $12,023.63

Generosity Bestowed on NADF
MEMORIALS
In memory of Silvia Adams
Phillip Adams
In memory of Rhonda Bowyer
Betty Ackerberg
John Bowyer
Judy Martin
Michael & Lisa Ann Rensberger
John & Charley Socey
In memory of Karen Bridgers
Jan & Rob Judge
In memory of Cris Castetter
Linda & Herbert Bergman
Kit Castetter
In memory of Margaret Ann
Thomas-Cohen
Michael Horowitz
Elena Mullican
In memory of Sharon Danner
Charles & Diane Eppley
In memory of Karin Dreggors
Patricia Hansen
In memory of Fred Fell
Susan Fell
In memory of Debbie Franco
Alicia Met
In memory of John C. Gorman
Margaret Gorman
In memory of Justin Tyler Hensley
Alamo Manhattan
AMLI
Richard Arthur
James Beard
Lucy Billingsley
Billingsley Company

Justin Tyler Hensley (continued)
Catalyst Urban
Criterion Development
Greystar
Felicia Rollins Bryant
Kevin Bryant
Ryan Burkhead
Rose Dodson
Jack Dowling
Adrienne Faulkner
Ann Gallagher
Rick Gilbert
Jason Haby
Hensley, Lamkin, Rachel Inc.
Senee Holditch
JLB Partners, LP
JPI
Michael Jordan
Michael Levy
Leon Capital
Tricia Loe
Mill Creek Residential Trust, LLC.
James Conrad Morrison
Michale Nelson
Al Paniagua
Marty Pearson
Price Development Group
Anne Raymond
Kevin Sedwick
Sphinx Development
Carole Steadham
TCR Residential
Teeple Partners
Versa Development
Jing Xu
In memory of Phil Hobt
John & Cornelia Greaber
In memory of Stephen Howry
Cynthia Howry
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In memory of Michael Hutchinson
Carrie Chapman
In memory of Larry Robert Kendrick
Jennifer Brodka
In memory of Mary Lundy
The L’Altrelli Family
In memory of Onnie Mae Mathews
Roy Mathews
In memory of Barbara Maylor
Kathleen Coleton
Belle & Ed Elliott
Stephen Elko
Linda Hathaway
Derik & Marlene Kennedy
Nancy Reynolds
Mary Lou Stebbins
Christine Wax
In memory of June J. McCarty
Susan Schmidt
In memory of Sabrina Merrill
David Moser
In memory of Brittany Moser
Catheryn Hoehn
In memory of James R. O’Donnel
Mike Montalbano & Family
Sonny & Jan Thornton
Robert Troastle
In memory of Theresa Sagartz
Mathias Sagartz
In memory of Belenda Sue Ray
Vada Brown
Cole & Garret Funeral Home
Bonnell, June, Tine, & Jeff Ray
In memory of Corinne Scalzott
Leslie & Charlene Scalzott
In memory of Jane Schneeweiss
Judy & Elliott Bernstein
Continued on page 4

Generosity Bestowed on NADF continued from page 3

In memory of Mason Stein
Jay & Jeannette Adler
Affinity Federal Credit Union
Albany Fire Class 2011
Luanne & Jean Alexis
Arlene Peahota & Joann
Jean Becker
Jennifer Beaudry
Dennis & Laurie Bergeron
Lisa & Anthony Boyko
Kathleen Carlin
Kathy & Vince Carlin
Peter Catalano
Mr. & Mrs. Vito Catalano
J. Stanton & Lesley Chace
John Ciccarone
Nancy Conklin
Patricia & Michael Conklin
Ann Marie DeStefano
Gina Difazio
Gregory & Sharon Duggan
John & Johanna Duggan
Deirdre & Andrew Dunleavey
Michele & Keith Ender
Sylvie Erlich
Anne Fitzgerald
Joann Francis
Ashley Giordano
Rebecca Hayevy
William & Joan Hayevy
Megan Harvist
Hillsborough High School
David Herzog
Alessia Iacovo
Melissa Juhasz
Geraldine Keeley & Susan Stang
Anne & Ed Keim
Wendy Keller
Susan & Stu Kessler
Dina & Martine Koval
Kresloff & Young
Stefanie Loneker
Donna Lubin
Uncle Buddy & Aunt Marge Mackesy
George & Veronica Magargal
Josephine Manos
Annie Marcell
Karen Maxson
Michael Maziekien
Kathleen McAuliffe
Susan Mears
Christina Minardi
Nydia Monagas
Chris Mondellor
Kiley Munoz
Bret Musser
Donna Nelson
Bernard & Carol O’Keefe
Sandi & Stan Packman
Nicole Parsons
Carol Ann Pennacchio
Rose Pollzzie
Jennifer Powers
The Rainbow Bowling League
Angela Rakis
Jacklyn Rasmussen
Rebecca & Tim Reilly
Jennifer Rizzo

Mason Stein (continued)
Linda Roach
Loren Roscoe
Diane & Dean Ruderfer
SBMC PICU
Jaime Schilling
Ralph, Cathy, & Genie Segalowitz
& Lieberman
Kristen Shapren
Cate Simmons
Michael & Kelly Sinatra
Barry Smith
Shannon Smith
Marianne Speno
Joshua & Anindita Spielberg
Lela Spielberg
Ellie Spray
Ellen Storm
Eric Straus
Jennifer Strausbaugh
Vita Swartz
Lois & Henry Tannenbaum
Mark & Merle Tochterman
Elly Truesdell
Michael & Christine Vassalotti
Taylor Verni
Whole Foods Market Northeast
Alison Wilburn
Brittany Wilkerson
Mark Wilkins
Laura & Mark Ziminski
WFM Finance Team Thurber
In memory of Annalee Sullivan
Stephanie Sullivan
In memory of Jason D. Top
Arlene Feekes
Alan & Regina Mills
Marvin Van Bruggen
In memory of George “Eddie” Traxson
Presley Hatcher
In memory of Ryan S. Towle
CT Sports Management Group:
Pat, Ryan, Sandy, Bill, & Ben
Ellen & Charles Daley
Lois & Sandra Ferrin
Becky & Jeff Otterbein
Jose Scarpa
In memory of Dietrich Volkland
Clare Gmur
In memory of Benjamin Paul Wagner
Heather White
In memory of Christie Marie Williams
Jim & Charlene Williams
Large Donations
$2,000 - $2,999
Meredith Trim & James Robo
$1,000 - $1,999
Pat Evans
Dr. J. Morgan O’Donoghue, MD
Linda O’Leary
Bruno & Diane Moschetta
Rachel’s Garden, Inc. & Pattie Walton
James & Rebecca Morgan
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$1,000 - $1,999 (continued)
Elizabeth Regan
Sarah Rogers
John Wilkes
$800 - $899
Ted Newman
$700 - $799
John & Eva Healey
$600 - $699
Kalina & Andrew Warren
$500 - $599
George & Cynthia Driver
P. Martin Mauk, MD
Erik Perry
Mary Rence
Jennifer Straub
J.L. Teumer
$400 - $499
Doris & David Nierman
Margaret Zain
$300 - $399
Michael Baertschiger
Trice & Edward Roberts
Petra Schindler
Patricia Smith
Dr. Joanne Vizzini
$200 - $299
Walter & Susan Blake
Rita Boltezar
David Bonn
J.P. Carlin
Angelee & Tris Carta
Mary Case
James & Judi Coppock
The Dolan Family Foundation
Greg Fuss
Paul & Melissa Gentile
Stephen & Alexis Hellman
Hendersonville Community
Foundation in honor of
Christian Schuller
Darrell High
Roberta Lasky
Elizabeth Miller
Pasquale & DeLorres Pepicelli
Brian Schirmer
The Setton Foundation
Amber Severson
Michael Shutt
Timothy & Judith Skodon
Richard Thiermann
Jason Wedel
Steven Werlein
$100 - $199
Ezra Abrams
John Agius
C. Babcock
Jean Barker
Debra Baylis
Nancy, Gerold, & Amanda Blazek
Kathy Boswell
Donald & Brenda Boydston
Gary Brewster
Jack Bridge
Suzanne Bugbee
Continued on page 5

Generosity Bestowed on NADF continued from page 4

$100 - $199 (continued)
Donna & Glenn Campbell
Joseph Canfield
Susan Carpenter
Dave Chapple
Duane Chase
Rosemary Clark
Janet Clay
Phyllis Cohen
Frank Davis
Jacqueline Denn
David & Margaret Englert
A. Fernandez
Laura Figueiredo
Carol Fleming
Richard & Jeannine Florczyk
Hazel Furst
Paul & Frances Goldberg
Roni Goldberg
Robert Goodman
Gerald & Patricia Gundrum
Cindy & Kevin Hallquist
Dorothy Hill
John & Patti Holcomb

Robin & John Hovis
Donald & Jill Imig
Carolyn Jackey
Eugene Kelley
Jeffrey & Marilyn Lantzy
Nancy Sue & Cynthia Leonard
Suzanne Little
Neva McIlvaine
Mary & Bruce Merrill
Frederick & Susan Milliken
Frank & Monica Maloney Mitros
David & Erin Foley Moudry
Elizabeth Myers
Jackie Nelson
Scott Newman
Henry & Elisabeth Ochs
Michael & Virginia O’Connor
Violet Padasak
Frances Plotnik
David & Debra Riley
Thomas & Marry Sampson
Julie Ann Sarale
Lisa Savegnago & Ronald Johnson
Amy & Richard Schafrann

Carol Schneiderman
John & Kathleen Seibel
Helen Shierry
Vanessa Silva
Sheri Stanchfield
Norma & James Sumner
Barbara Thompson
Karen Uphouse
Barry & Diane Wallis
Nancy Weninger
Paul & Janet Weston
Richard White
Rebecca & William Wiemeyer
Advisors Capitol, Inc.
Advisors Capitol, Inc. makes donations
to NADF on behalf of their clients.
This was organized by Michael
Beechie, and raised $175 this year.
NADF would like to thank Brenda
Bosse for helping arrange a Tupperware
Party Fundraiser with Alabama support
group leader Dana Baker, and Ashley
Blake, raising $215.00.

Conference on Adrenal Insufficiency
We wanted to make people aware of the Adrenal Insufficiency conference that Adrenal Insufficiency United (AIU) is hosting in Kansas
City, MO, March 23 – 25, 2018. It will be their first stand-alone conference for adrenal insufficiency, and will include guest speakers.
At the conference, there will be sessions aimed at addressing the
needs of affected adults and children. It will be held at the

Embassy Suites Kansas City Airport Hotel.
Registration for the conference will open in September or
October of this year.
For more information on the event visit its Facebook page at:
https://tinyurl.com/y8xqrdra
Contact information for AIU can be found at: https://aiunited.org/

Patients’ Rights
We would like to help make our reader’s aware of their rights as
patients. In the 1970’s, the American Hospital Association
(AHA) introduced a Patients’ Bill of Rights, which was created
to help guarantee a certain consistent level of care. Since then,
the AHA has replaced this Bill of Rights with the Patient Care
Partnership, which is meant to be more easily understood. The
Patient Care Partnership details what rights a patient should
expect, covered under some basic headings:
• High quality hospital care.
• A clean and safe environment.
• Involvement in your care.
• Protection of your privacy.
• Help when leaving the hospital.
• Help with your billing claims.
The AHA offers the Patient Care Partnership online for free
in multiple languages, and can be found here:
http://tinyurl.com/h7eyjys
Since 2010, a newer Patients’ Bill of Rights was created with the
Affordable Care Act; the rights detailed are designed to give
protections to patients dealing with health insurance, and were
retrieved from the American Cancer Society (ACS):
• Annual and lifetime dollar limits to coverage of essential benefits
have been removed. (Essential benefits include doctor and
specialist visits, home and hospice services, emergency services,
hospitalization, preventive and wellness services, chronic disease
management, laboratory services, prescription drugs, maternity
and newborn care, pediatric services, mental health and substance
use disorder services, and rehabilitative services and devices.
Nonessential benefits include things like adult dental care.)
• People will be able to get health insurance in spite of preexisting
medical conditions (medical problems they have before getting
insurance).
• You have the right to an easy-to-understand summary of
benefits and coverage.

• Young adults are able to stay on a parent’s policy until age 26 if
they meet certain requirements.
• You’re entitled to certain preventive screening without paying
extra fees or copays.
• If your plan denies payment for a medical treatment or service,
you must be told why it was refused, and how to appeal (fight)
that decision.
• You have the right to appeal the payment decisions of private
health plans (called an “internal appeal”). You also have the
right to a review by an independent organization (called an
“outside review”) if the company still doesn’t want to pay.
• Larger insurance companies must spend 80% to 85% of their
premiums on health care and improvement of care rather than
on salaries, overhead, and marketing.
• If you made an honest mistake on your insurance application,
health insurance companies will no longer be able to rescind
(take back) your health coverage after you get sick. (They can
still cancel coverage if you don’t pay premiums on time, if you
lied on your application form, or if they no longer offer plans
in your region.)
• If a company does cancel your coverage, they must give you at
least 30 days’ notice.
• Premium increases of more than 10% must be explained and
clearly justified.
The source of this information can be found here:
http://tinyurl.com/hoguvje
Patients’ rights may vary from state to state, and various organizations recognize different rights pertaining to specific issues.
NADF recommends strongly that our readers be as familiar as
possible with their rights as patients, and understand that the
hospital care system is meant to serve them.
Further resources for understanding your rights as a patient can
be found here: https://medlineplus.gov/patientrights.html
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MAILBOX

Action for Adrenal Awareness

The following are excerpts from letters and emails sent in,
and do not necessarily reflect the beliefs or goals of NADF.

Kim Burnette and the other members of Action for
Adrenal Awareness on YouTube have been nominated for
two We Go Health awards: best team performance and
best in show YouTube. The Action for Adrenal Awareness
team have been recognized for their efforts to bring raise
awareness and shine a light on the struggles for adrenal
patients and their supporters. You can help endorse their
nomination and raise their online profile by visiting the
following link and clicking the orange “Endorse” button:
https://awards.wegohealth.com/nominees/12872
For their latest videos go to: https://tinyurl.com/jxn48lc

[…]I am forever indebted to whomever created this
website! (www.NADF.us) I desperately searched the web to
help save my mother’s life. I asked the doctor if it was possible
that she had primary adrenal crisis because she was taken of of
the prednisone 2 and a half weeks prior. The reply I received
was a condescending and arrogant "No, she’s just tired from
being in the hospital too much. And her blood pressure would
be low if she had it." Then I came across your website and
found a diagnosis for my mother. "It literally saved her life!"[…]
Please accept my undying gratitude for saving my mother’s life!
Thank you.

Shop Around For The Best Price
When Buying Solu-Cortef®

AmazonSmile
NADF would like to remind its readers about
AmazonSmile, offered by Amazon.com. AmazonSmile
allows people to raise money for their favorite causes, just
by making the purchases they usually would online; at no
extra cost! Just log in to your regular Amazon account
through smile.Amazon.com and select the National
Adrenal Diseases Foundation Inc. as your charity of choice!
Thank you for your generosity!

Solu-Cortef® injections provide life-saving medicine to people with
adrenal insufficiency during emergencies. Solu-Cortef® vials should
be replaced occasionally, either after use or when the medication
expires. (Have you checked the expiration date on your SoluCortef® lately?) When it’s time to refill, it’s a good idea to shop
around, regardless of whether your insurance covers costs or not.
Sales price can vary significantly between pharmacies. There may
even be occasions where cash price is lower than insurance
deductibles. To compare prices you can call around or use a search
site, such as GoodRx.com, to compare prices. The average price
range for Solu-Cortef® is currently $12-18 per vial. If you find pharmacies charging more than $54 or higher, we would like to hear from
you. Please contact Alex Farrell at alexfarrell.nadf@gmail.com with
the date of discovery or purchase, pharmacy name, and cost.

Websites of Interest
https://cushingsbios.com/
Cushing’s Bios is a collection of personal stories from Cushing’s
patients, about diagnosis and living with the condition.
I was diagnosed with Addison’s Disease when I was 23
years old. I’m a female and have since gone on to have
three healthy children and have led a very productive
life. For the first 20 years, I was treated with Prednisone and
Florinef. About 6 or so years ago, my doctor switched me to
15mg of Hydrocortisone a day, along with .1mg of the
Florinef. I also take 50mg of Zoloft (which was prescribed to
help deal with extra anxiety since I do not produce extra cortisone when I’m feeling stressed). I am now 49 years old and
feel that I might be entering menopause - I have been having severe irritability, and anxiety and depression. It’s like a
cloud has descended over me and I actually feel the weight
of it on my chest. I’ve always had short bouts of blueness but
they never lasted very long and I think they have been related to my cycle however now the bouts of blueness and
depression have settled in and aren’t lifting. I am wondering
if hormone changes will require additional help with my
steroid usage?

Q.

Q&A
By Paul Margulies, M.D., FACE, FACP
I’ve been having trouble with
levothyroxine lately. I think it’s
dosage by manufacturer differences.
Anyway, what the official word on brand vs. generic for
thyroid supplement? Is Synthroid thought to be preferable?

Q.

I like to use a brand and stay loyal to that brand for
consistency. The generics are OK, but the pharmacist
can switch to another generic without asking, and that
can cause a slight change in the blood level. In addition to
Synthroid, other good brands are Levoxyl, Unithroid, and a gel
capsule called Tirosint.

A.

Q.
A.

I’m traveling to Zika infested countries soon. Any
special considerations for adrenal insufficiency patients?

Q.
A.

Can “disseminated histoplasmosis” cause adrenal
insufficiency?

Menopause itself does not necessarily require an
adjustment in hydrocortisone dosage. However, I think
it is time to discuss with your endocrinologist how you
are feeling. Since all of the hydrocortisone is taken in the
morning, it might be worthwhile considering a restructuring of
the dosage to have some in the morning plus a little in the
afternoon. Also, consider a change in the Zoloft - perhaps an
increase in dose, or a change to something else. If the menstrual cycle has stopped and there are significant flushes and
night sweats that disturb sleep, consider adding a low dose of
hormone replacement therapy if there is no contraindication.
This may help with sleep, energy and mood.

A.

Zika virus infection presents no special risk to people
with adrenal insufficiency. Most get a mild brief illness,
or no symptoms at all. The real issue is pregnancy.
Pregnant women, those trying to conceive, and men who
might contribute to a conception within the next 6 months
should avoid areas of infestation.

Yes, although quite rare, disseminated histoplasmosis
has been reported to cause Addison’s disease by
destroying both adrenal glands.
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Medtronic Pump used for
Hydrocortisone
Connie Barczak, an NADF member, shared her personal story of
using the Medtronic pump to administer her doses of Solu-Cortef®:
I have had Addison’s for 8yrs. my endocrinologist put me on Solu-Cortef®
about 3yrs. ago. I administer it by using a Medtronic pump. The results
have been excellent. Every two days I add the Solu-Cortef® after I
mixed the formula put into the pump (it is like an insulin pump.) The
doctor regulated the amount and times I need a dose. I have had very
good results and my cortisol levels have been perfect. I hope you can pass
this on it does help with feeling tired and having to worry about my
blood sugars going high when I took the pills.
While Connie’s experience with using a pump to administer her
medication for adrenal insufficiency has been positive, the FDA
has not yet approved the pump for this purpose. As such, the
Medtronic pump may not be covered by some forms of insurance
for use as treatment for adrenal disease. We can only hope that
will change soon!

Adrenal Gland Responsiveness
Research at the University of Bristol, in collaboration with the
University of Exeter, have developed a novel mathematical
model for the molecular network controlling glucocorticoid
synthesis. This model was used to predict adrenal responses to
stress experimentally in rats.
This new study of adrenal glands shows how they dynamically
react to stress in the body, and how sensitive they are to such
stimuli. While emotional stress may be entirely contained to the
brain, the new model suggests the adrenal glands react directly
to stress such as inflammatory conditions like injury or major
surgery. Before this, there was little evidence to suggest that
anything but the brain was in charge of governing hormone
levels. This new research suggests otherwise.
It’s too early to tell how this information will help adrenal
patients, but any new discovery giving insight into how the
adrenal glands works can lead to further discoveries that would
be impossible before.
For more information, visit: https://tinyurl.com/y9tbw8v

SUPPORT GROUP UPDATES
Each support group has contact information provided on the page titled “NADF SUPPORT GROUP CONTACTS”. If a group does not have
an update below, if you have any questions about an individual group’s next meeting, or need directions, please contact the person(s) listed there.
California/San Diego: This support group held a meeting on
Saturday August 26th, where the focus was on helping new
members cope with prescriptions and lifestyle changes. Their
next meeting is currently scheduled for September 28th.
Michigan: This support group reported a very successful
meeting on July 22nd, with 5 members and 4 support persons
attending. The topics of discussion included diagnosis, current
medications/therapies, sharing experiences and symptoms,
review of emergency procedures, and review of NADF’s
educational literature. They are also discussing how to enhance
and grow the group to further assist themselves and others with
adrenal disease in their area. Their next meeting is scheduled for
October 14th, from 10:00 AM – 12:00 PM local time.

New Jersey/South/SE Pennsylvania: This support group is
planning on having their next meeting in October of this year.
Details are being worked out.
Ohio: This support group’s next meeting will be at the Blue Ash
Public Library in Cincinnati, OH, on September 23rd from
1:00 PM – 3:00 PM EDT.
Texas/Houston: This support group met in early August with
five people attending. Two of those people were parents to a
teenage son with Addison’s. They found the support group and
supplied literature on Addison’s extremely helpful.
Washington State: This support group held a meeting on
June 24th, 2017. Their next meeting will be on October 21st, 2017
at Kent Commons in Kent, WA, from 10:00 AM – 12:00 PM.
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Mike Shutt, MFT
Kalina Warren, President
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Jan Judge
Timothy Skodon, Treasurer Susan Milliken
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Edward
A. Wong
Elizabeth Farrell, Secretary Holly Jagger, MA
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Elizabeth Regan, M.D., Ph.D. Gavin Christensen
Pharmaceutical Company Liaison: Suzanne Bugbee
Erin A. Foley-Moudry, MPH
NADF Website: Edward W. Wong
Paul Margulies, M.D., FACP, FACE—Medical Director
Publicist: Ellen Whelan
Phyllis Speiser, M.D.—Medical Advisor
The
NADF
does
not
engage in the practice of medicine. It is not a
Melanie G. Wong—Executive Director
medical authority, nor does it claim to have medical knowledge.
Edward A. Wong—Executive Director’s Asst.
In all cases, NADF recommends that you consult your own
physician regarding any course of treatment or medication.

Dear NADF: Please accept my tax-deductible donation of: □ $25 □ $40 □ $50 □ $100 □ $250 □ $500 □ $__________
To donate using a credit card, please visit the NADF Website at www.nadf.us, and choose the one of options under the “Donate to NADF.”
THANK YOU FOR YOUR GIFT!
As always, a donation of $25 or more entitles you to an annual membership in NADF, and you will receive the NADF Newsletter quarterly. Please be sure we have
all of your current/correct information by filling in the form below. All information provided is confidential and will not be sold or rented under any circumstances.
NAME _____________________________________________________________________ TEL. NO. (

) _____________________________

STREET __________________________________________________________ CITY ________________________________________________
STATE _______________ ZIP ____________________ E-MAIL __________________________________________________________________
I RECOMMEND MY PHYSICIAN: Name ____________________________ Specialty _____________________ Location _______________
ADRENAL DISEASE: □ Addison’s □ Cushing’s □ CAH □ Other: ________________
□ I give NADF permission to share my contact information (e-mail & phone number) with other people with adrenal disease who might want to share.

Please make checks out and mail to: National Adrenal Diseases Foundation, 505 Northern Blvd., Suite 200, Great Neck, NY 11021

NADF SUPPORT GROUP CONTACTS
Alabama:

Dana Baker (334) 322-8150;
alabamaadrenaldz@gmail.com
Arizona/Phoenix:
Kay Campbell (602) 944-2863;
kcamp2468@aol.com
California/
Mike Shutt; mike_shutt@hotmail.com
San Diego:
Scott Booth; slbpix1@gmail.com
California/
Bethany Frederici;
Sacramento:
bfrederici@outlook.com
Colorado:
Pat Gurnick;
powerfulenergetics@gmail.com
Florida/Central:
Linda O’Leary (813) 264-6919;
irishgolfer48@gmail.com
Florida/Northeast:
Pam Kimball (904) 249-8531;
pam.kimball@comcast.net
Florida/Panhandle: Elizabeth (Alex) Farrell (850) 226-7681
Cell: (618) 581-8460;
efarrell.NADF@gmail.com
Illinois/Northern:
Melanie Wong (847) 726-9010;
internetlifer@aol.com
Indiana:
Cathey Weisbrod (513) 452-3589;
NADFIndiana@gmail.com
Kentucky:
Kim Wisner;
kmw62917@gmail.com
Michigan:
Dawn Orcutt (586) 295-2863;
Dawnorcutt55.nadf@gmail.com
Jennifer Morrison (248) 320-6167;
morrisonjennifer@hotmail.com
Minnesota:
Julie Zaruba Fountaine (612) 834-0178;
Julie_zaruba@yahoo.com
Missouri/So. Illinois Kandace Fisher;
St. Louis:
kandacef82@gmail.com
New England
Roberta Lasky (978) 658-3245;
(Boston):
Roberta.Lasky@att.net
New Jersey/North:
Diane Moschetta (973) 778-8440;
dmoschetta@yahoo.com
New Jersey/South/
Jan Judge (856) 354-6029;
SE Pennsylvania:
janjpt@comcast.net
New York City:
Lori Wagner (212) 861-5545;
lbwagner3@gmail.com
Ohio:
Susie Mathis (513) 290-5025;
nadfcincinnatigroup@gmail.com
Carol Nantz (513) 861-8317;
crrose1945@icloud.com
Oklahoma:
Jessica Elzi;
elzi.nadf@hotmail.com
Pennsylvania/
Holly Jagger (570) 289-6051;
NE:
hjagger@echoes.net
Catherine Yarmel (570) 851-1266;
catdancing24@hotmail.com
South Carolina:
Michele Gregory (864) 723-0075;
chele8367@gmail.com

Rocky Mountain
Sarah Reilley;
(Wyoming/Montana/Idaho): rmadrenaldisease@gmail.com
South Carolina/
Michele Torres (843) 524-5242;
Coast:
michelechs@live.com
Tennessee:
Brandi Taylor (615) 491-5886;
InspireNashville5@gmail.com
Frank Davis (865) 804-0656;
fwdavis@live.com
Texas/Austin:
Patricia Sengstack (512) 750-4727;
centexadgroup@gmail.com
Texas/
Tina Canary (361) 445-9889;
Corpus Christi:
coastalbendNADF@gmail.com
Texas/Dallas/
Sarah O’Neal;
Ft. Worth:
DallasNADF@yahoo.com
Texas/Houston:
Mary Case (409) 974-4233 Cell: (832) 647-7061
marycasetxtx@gmail.com
Washington State:
Cindy Boyd (206) 229-1190;
northwestaddisons@comcast.net
Wisconsin:
Elizabeth Davis (414) 308-0121;
edavis.NADF@gmail.com
Internet Support
Inspire : Jennifer Schutte - https://www.inspire.com/groups/cushingsdisease/
Twitter: Kalina Warren - twitter.com/NADF_President
Specialty Support Groups
Cushing’s Specialty Jennifer Schutte (862) 219-9062;
Support Group:
jenschutte@gmail.com
Rohnda McCloskey (330) 232-0011;
helpmerohnda@yahoo.com
Isolated Central
Sabra Rahel;
Adrenal Insufficiency: sabrarahel@yahoo.com
Spanish Speaking
Patricio Camacho (323) 919-7876;
Adrenal Patients:
camacho.patricio09@gmail.com
Kids’ Pen Pal E-mail If your child would like to sign on, please contact
Network (NKPPEN) NADF headquarters at NADFMail@nadf.us
AI Medical Doctor If you are a medical doctor with adrenal insufficiency,
Fellowship Group:
and would like to sign on, please contact
headquarters at NADFMail@nadf.us
Young Adults
If you are between the ages of 18 and 29, and would
E-mail List
like to sign on, please contact NADF headquarters
(ages 18-29):
at NADFMail@nadf.us
Loved Ones of
If you love an adrenal patient and would like to join,
Adrenal Insufficient please contact NADF headquarters at
Patients List:
NADFMail@nadf.us (Adrenal patients are excluded.)
Adrenal Insufficient If you serve as a Police Officer, Firefighter or have
Heroes List:
another high stress life saving job and would like
to join, please contact NADF headquarters at
NADFMail@nadf.us
Parents/Guardians of If you’re the parent or legal guardian of a child with
Children with
adrenal disease, and would like to join, please
Adrenal Disease:
contact NADF headquarters at
NADFMail@nadf.us

CONTACT YOUR GROUP ON FACEBOOK
Alabama: www.facebook.com/Alabama-Adrenal-Disease-Support-Group-641435065887735/
Georgia: www.facebook.com/ActionForAdrenalAwareness/
Indiana: www.facebook.com/events/231358943971934/?ti=cl
Kentucky: www.facebook.com/home.php?m2w&refid=18
Texas/Austin: www.facebook.com/groups/CoastalBendNADF/
Texas/Corpus Christi: www.facebook.com/groups/CenTexADSupport/
Washington State: www.facebook.com/groups/446690322114816/
Spanish Speaking Adrenal Patients: www.facebook.com/Enfermedad-de-ADDISON-221100347917247/
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