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for the Blind and Visually Impaired) hard at work recording the
current issue of PXE Awareness for NAPE’s website.
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President’s Letter
Dear NAPE Friends,
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The NAPE website began its
expansion in terms of
information content in 2002.
Prior to that time, there were few
pages on the website. Our
newsletter was not online. In
Dr. Frances Benham
2002, we scanned articles from
our newsletter collection and
added them permanently to the website. We did the
same with our popular Q&A section. Since then we
have added all new articles and Q&A’s. We next
began to record in audible natural voice current
issues so that those who have trouble reading print
can tap into the website and listen to the newsletter
read to them.
In 2001 we had perhaps two inquiries per month,
most via letter or telephone. Gradually we began to
receive most such contacts by email as members and
persons newly diagnosed found us on the internet.
Today we are receiving an average of five contacts
per week, most of which come to us via email from
people all over the world.
We respond to each request for information, most
requiring three to five interactions on the web or
telephone. We are excited about these improvements
as they clearly are helping us fulfill our mission to
education PXE patients and their families.

We invite you to visit our website (www.napxe.org) if
you have not yet done so. We hope many of you will
begin to listen to or to read our newsletter on the
internet. We have no plan to eliminate any of the
material once it is loaded on the website. Thus you do
not need to retain copies as you can use our website
as your NAPE library.
In the office we are busy with final preparations for
our September conference. Most of those who will
attend it will be from the Midwest and Upper Midwest.
This will provide them an opportunity to meet and
share experiences with others nearby who live with
PXE. We hope you will join us. Next year, we plan to
meet somewhere in the southeastern part of the
United States. We will announce that site at Detroit.
We hope that you are finding the information we
provide helpful. Please feel free to contact us with
questions or suggestions so that we can improve
services. See you in Detroit.
Sincerely,
Fran Benham, PhD.
President
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Oral Phosphate Binders in the Treatment
of Pseudoxanthoma Elasticum
By Joshua A. Zeichner, MD, Robin Blum, MD, and
Mark Lebwohl, MD

6

Pseudoxanthoma elasticum (PXE) is a systemic
connective tissue disorder in which the body's elastic
fibers become calcified and harden. Approximately 1
in 100,000 people are affected. The disease
manifests itself most prominently in the skin and blood
vessels. Yellow papules develop in the skin in a
cobblestone pattern, resembling "plucked chicken
skin." Calcification of arteries may result in
gastrointestinal bleeding, early heart disease
(including heart attacks), intermittent claudication and
worsening of vision.
Current treatment of PXE addresses specific
problems that develop as a result of calcification.
However, attention is turning towards treating the
calcification process itself, and recent clinical trials
have been performed using medicines that help to
normalized calcium levels in the connective tissue.
Two studies were conducted at Mount Sinai Medical
Center in New York to examine the reversibility of
elastic fiber calcification and visible appearance of
PXE. In a six patient pilot study, the investigators
used aluminum hydroxide (Amphogel(r)) to pull
calcium out of the tissues. The drug is a phosphate
binder, which lowers the total amount of phosphate
available to bind calcium in the body. Half of the

patients showed significant clinical improvement of
their skin, and some showed histological improvement
under the microscope.
Based on these preliminary findings, a larger, double
blinded placebo-controlled study was conducted. The
aluminum hydroxide drug used in the pilot was
discontinued by the manufacturer, so sevelamer
hydrochloride (Renagel(r)), an aluminum-free oral
phosphate binder, was selected as an alternative. The
study was divided into two parts. For the first year,
half of the subjects received real medicine and the
other half received placebo. During the second year
of the study, all subjects were given real medicine.
All of the patients were evaluated for changes in the
skin, eyes, bones and blood work. The skin was
photographed and examined for severity. Biopsies of
a target spot were performed and evaluated by a
pathologist for changes in calcium levels. All patients
were also required to have a low calcium diet during
the study.
Both the placebo and Renagel groups showed a
significant decrease in clinical scores and calcification
over two years, but the difference between the two
groups was not significant. Improvement in the
placebo group during the first year was likely due to
patient education and control over dietary intake of
calcium. One patient experienced clinically significant
improvement in symptoms of claudication and a slight
overall improvement in vascular studies. There were
no statistically significant changes in vision during the
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study.
While Renagel did not show a statistically significant
regression of skin lesions, there was a significant
change seen in the Amphogel study. The difference in
results between the two studies is hypothesized to be
due to a change in the phosphate binder used. While
Renagel is a safer medication, Amphogel is a more
effective phosphate binder. Alternative phosphate
binders, such as lanthanum carbonate, or higher
Renagel doses could be used in future studies.
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There is much promise for the future of the use of
phosphate binders in PXE. Treatment with both
Amphogel and Renagel led to clinical and histological
improvement. Future studies must be performed to
evaluate additional phosphate binders as well as
different dosing regimens to locate the ideal drug for
this disease.

2006 Conference Information
When:

Friday evening, September 15 through
Saturday afternoon, September 16. Complete
schedule with times will be posted on the NAPE
website and mailed to those who register by
September 1.

Where: Crowne Plaza Hotel
8000 Merriman Road, Romulus, Michigan
Room rate (single and double) $89 if reserved by
September 1, otherwise you will be charged the
going rate. Call 1-734-729-2600 or 1-800-2276963 and state that you are a NAPE conference
registrant.
Meals:

Conference registration fee of $45 includes
Friday evening dinner, Saturday lunch, plus
Saturday mid-morning and mid-afternoon snacks.
You are responsible for your own breakfast on
Saturday.

Air-travel: The Crowne Plaza Hotel is near the Detroit
Metro Airport (DTW) south of the city of Detroit. A
free shuttle is available to the hotel by pressing
the Crowne Plaza button at the airport hotel kiosk
near baggage claim to request transportation.
Driving directions: From Interstate 94, take exit 198
(Merriman Road North) to the Crowne Plaza
Hotel, just north of the Detroit Metro Airport.
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2006 NAPE Annual Conference
September 15 and 16
The conference will be held in Detroit, Michigan, at the
beautiful Crowne Plaza Hotel near the Detroit
Metropolitan Airport south of the city center. Free airport
shuttle, free on-site parking available.
Nearby attractions include The Henry Ford Museum,
Greenfield Village and Henry Ford Rouge Plant Factory
Tours

More information will be mailed separately to NAPE
members who register for the conference by
September 1. Conference registration form is at
the end of this issue.

2006 NAPE CONFERENCE SCHEDULE
Crown Plaza Hotel
Romulus (Detroit), Michigan
Friday, September 15, 2006
First Session
3:00-4:30pm

NAPE Board Meeting (visitors welcome)
First Floor Boardroom

5:00-5:15pm

Conference Convenes - Third Floor Ballroom
Welcome by Dr. Fran Benham,
NAPE President

5:15-6:30pm

Buffet Dinner (included in your registration)

6:30-10:00pm

PXE 101 – Dr. Kenneth Neldner

Saturday, September 16, 2006
Second Session
8:00-8:10am

Conference Reconvenes – Third Floor Ballroom
Opening remarks by Dr. Fran Benham
(please remember to eat breakfast
before coming to this session)

8:10-10:00am

Cardiology Care and Update on Scientific
Research Related to PXE Inheritance
– Dr. Berthold Struk

10:00-10:30am

Break (snacks and conversation with
PXE peers)
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10:30am-12:30pm

Vision Rehabilitation - Dr. Lylas Mogk and
Wanda Smith

12:30-2:00pm

Lunch (included in your registration)
Time for interaction with PXE peers;
Dr. Mogk will have copies of her book Macular
Degeneration: The Complete Guide to Saving
and Maximizing Your Sight, Second Edition
(2003), for sale and autograph as requested

Third Session
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2:00-2:30pm

Demonstration of NAPE Website with Audible
Natural Voice Feature

2:30-3:00pm

Demonstration of Screen Reader

3:00-3:30pm

Demonstration of Portable
Scanner/Reader

3:30-4:00pm

Break

Fourth Session
4:00-4:45pm

NAPE Business Meeting
(this is an opportunity for NAPE members to
ask questions and to provide
information/suggestions to the NAPE Board)

4:45pm

Adjournment

NAPE Q & A

Q Every time I turn on the TV I see an ad for
“HeadOn” which one rubs on the forehead, implying
it relieves headache. Is it safe to use if you have
PXE? I am afraid it may absorb into the body and
cause internal bleeding.

A “HeadOn,” available at Walgreens and WalMart,
comes in three formulas: migraine, sinus and extrastrength at $5-7 per package. It has created much
interest with its brief, repetitive ad to “just rub it on,”
implying that it will relieve headache pain. The ad
itself quickly became grist for the late night TV
comedy mill. It also became the topic of numerous
internet articles. The online encyclopedia, Wikipedia,
listed its active ingredients as bryonia alba (white
bryony), iris versicolor (blue flag), kali bichromicum
(potassium bichromate/dichromate), hydrastis
canadensis (golden seal) and sublimed sulphur.
A July 26, 2006, Better Business Bureau internet
posting indicated that the company, Miralus
Healthcare, had not provided any reliable clinical
proof that “HeadOn” works and the BBB ordered the
company to change its advertising to eliminate health
claims.
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A Walgreens pharmacist noted that over-thecounter products like “HeadOn” are not regulated
by the Food and Drug Administration as are
prescription drugs. He suggested that the
questions about ingredients and how the product
works should be addressed to the manufacturer
via its 1-800 number printed on the product
container. Repeated calls to the number received
a recorded invitation to leave a number for a
return call – which had not come five days later.
A WalMart pharmacist urged caution in taking
unregulated medication without prior approval by
one’s own physician.
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This is perhaps an extreme example of what can
happen in the over-the-counter medication
market. It came to public attention because of
television advertisement. It reminds us of the
adage, “buyer beware” and suggests the
importance of talking with our primary care
physicians before using such products.
By Fran Benham and Linda Austin
If you have questions you would like answered in
upcoming issues of PXE Awareness, please write to
us at
NAPE
8760 Manchester Rd., St. Louis, MO 63144-2724
Or email us at NAPEStLouis@sbcglobal.net

PXE Pals
If you would like a PXE friend with whom you can correspond, NAP E members listed
would like to hear from you. Please notify the NAPE office if y ou have trouble contacting
a PXE Pal.
Joan Bittner
111 Willis Drive, Tonganoxie, KS 66086
Phone: 913-845-2554
Steve Boyle
828 N.
Street, Montrose, CO 81401
Phone: 970-249-8731
Email: sboyle@bio-geo.com

Susan Golasz
2604 Nassau Bend, Apt. A2
Coconut Creek, FL 33066
Phone: 954-974-7630
Email: susang2604@bellsouth.net

2 nd

Kimerly Brewer
209 1⁄2 N. Nebraska St., Marion, IN 46952
Phone: 765-664-7786
Lydia Chang
77-11 35th Avenue, Apt. 2P
Jackson Heights, NY 11372
Phone: 718-898-1762
Email: stockchang@msn.com
Ron Dore
282 Ole Road, St. Augustine, FL 32080
Phone: 904-471-4662
Kimberly Edwards
744 Eayrestown Rd., Apt. 40
Lumberton, NJ 08048
Phone: 609 -702-9189
Email: kedwards0514@juno.com
Anita Fekkers
P.O. Box 40, Wauneta, NE 69045
Phone: 308-394-5917
Email: aefekkers@bwtelcom.net
Patricia Gadziala
5359 Ashleigh Rd., Fairfax, VA 27030
Phone: 703-263-7949
(has had translocation surgery)

Marilyn Grobeson
11256 Garfield Avenue
Culver City, CA 90230
Phone: 310-390-6087
Email: pxeladymg@webtv.net
Lindy Humphreys
Minnesota
Phone: 952-239-9495
Email: summitlokipj@hotmail.com
Christopher Leu
4455 Jefferson, Apt. 1
Kansas City, MO 64111
Phone: 816-931-3737/ 816-695-2831
Email: chris.leu@sbcglobal.net
Rosalie (Lea) McMurtry
1019 W. Pioneer Ave., Apt. 2
Puyallup, WA 98371
Phone: 253-845-2527
Jeff Parnell
1817 Primrose Avenue
Granite City, IL 62040
Phone: 618-931-3831
Email: par3jcn@forteisp.net
Michelle Strohl
96 Covington Place
Catasauqua, PA 18032
Phone: 610-264-1356
Email: janeland@rcn.com
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National Association for Pseudoxanthoma Elasticum
8760 Manchester Rd., St. Louis, MO 63144-2724
Donations, Subscriptions and Membership for 2006

One part of your contribution is for helping yourself; the other
part is for helping others, but no one will be turned down for
membership if no donation is received.
PLEASE PRINT LEGIBLY & MAKE DONATION IN U.S. CURRENCY

 Friend of NAPE Membership  Professional Membership
 $1,000 or more
 $100—$500
 $ 500—$1,000
 $ 25—$100

 New

 Renewal

Other:
$ ________

Donations can be made in Honor or Memory of a loved one, and also for the Research Fund and/or
the Low-Vision Fund. All donations are tax deductible in the USA.

Honor Memory General Fund Low-Vision Fund Research Fund
Name of Loved One:
Address for Acknowledgement:

↓ PLEASE COMPLETE THE SECTION BELOW IF YOU HAVE PXE, THINK YOU HAVE PXE, OR ↓
ARE FILLING THIS OUT FOR SOMEONE ELSE

Name:

Phone:

Fax:

Email:

Address:
City:
Male 

State:
Female 

Birthdate:

Zip:

Country:
______ Age:

I am diagnosed with PXE Yes

 No Occupation:
Are you legally blind?
 Yes  No Request Newsletter:  Printed  Taped
Do others in your family have PXE?  Yes  No If so, who? (Mother, Father, Sibling, etc.
& Name)

Please list any medical problem(s) you are experiencing: e.g., eye involvement, skin lesions,
gastric bleeding, etc., and comments/questions (use another page if required):

Are you willing to be contacted, for example, by someone in your area who wishes to talk with
someone else who has PXE?
 Yes
 No
Thank you for your contribution. It is deeply appreciated.

NAPxE – National Association for Pseudoxanthoma Elasticum
8760 Manchester Road
St. Louis, MO 63144-2724
Telephone: 314-962-0100
Website: www.napxe.org Email: napestlouis@sbcglobal.net

REGISTRATION FORM – 2006 ANNUAL MEETING
Friday, September 15 – Saturday, September 16, 2006
The registration fee is $45 per person and includes Friday evening’s reception/supper and the
Saturday annual meeting with guest speakers, Q & A sessions, lunch, and refreshments.
NAME ____________________________________

PHONE ____________________

ADDRESS _________________________________

FAX _______________________

CITY _____________________________________

EMAIL _____________________

STATE __________ ZIP ___________

COUNTRY __________________

ARRIVAL DATE __________________

DEPARTURE DATE __________

NAME(S) OF GUEST(S) ATTENDING WITH YOU:
___________________________________________________________________________
NUMBER ATTENDING MEETING ______ x $45.00 = AMOUNT ENCLOSED $________
You are responsible for making your own hotel reservations. Please call the Crowne Plaza, in
Romulus, Michigan, at 1-734-729-2600 or 1-800-227-6963. Be sure to call by September 1, 2006,
and say you are with NAPE to get the group rate of $89 per night (single or double) plus tax. Parking
onsite is free and hotel-airport shuttle is available free.
Check here ____ if you do not plan to stay at the Crowne Plaza and write in the telephone number
where you can be reached while in the Detroit area in case we need to get in touch with you.
Detroit telephone number ________________.
Payment of the registration fee must accompany this form. Please make your check payable to
NAPE, Inc., in U.S. currency. We cannot accept credit card payments. Mail your registration and
check to NAPE at the address shown above. Upon receipt, we will send you a confirmation packet.
If you require special assistance to participate fully, please provide a written description of your needs
on the back of this form. In addition, vegetarian meals can be arranged if you note your request on
this form.
SIGNATURE ________________________________

DATE _____________________

Please mail this form to NAPE with payment by September 1, 2006
CANCELLATIONS ARE NOT REFUNDABLE AFTER SEPTEMBER 1, 2006

Have You Changed Your Address?
Please help by letting us know. Please be sure to print your new zip code number, including the
extra four digits, if possible. When we use the full zip code, our costs of mailing in the United
States are lower. Please help.
New Address
Name:

___________________________________________

Street:

___________________________________________

City, State, Zip

___________________________________________

Old Address
Name, if different: ___________________________________________
Street:

___________________________________________

City, State, Zip

___________________________________________
PLEASE PRINT NEATLY

National Association for Pseudoxanthoma Elasticum
NAPE, Inc.
8760 Manchester Road
St. Louis, MO 63144-2724
ADDRESS SERVICE REQUESTED

