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President’s Letter
Dear Friends,
We are excited to announce
this year’s annual meeting to
be held in Detroit, Michigan,
on September 15 and 16. We
have planned what we think
will be a highly informative
Dr. Frances Benham
program of great interest to
you. Please look in this issue
for biographical data on each of our speakers.
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In addition to these presentations, we expect to
demonstrate several screen reading software
programs which may be of great help to those who
have access to a computer. We will also demo our
own website which now includes newsletters in
natural voice for those who have a computer
equipped with speakers. We hope over time to have
every item on our website available in natural voice to
provide as much help as possible for our low vision
readers. We want to make sure that you know of this
new feature.
Please also read the article, “The Promise of Avastin,”
which is reprinted with permission from the
Association for Macular Diseases, Inc. We are very
grateful for their generosity in allowing us to provide
this news about their trial with Avastin which is
causing quite a stir among physicians and their

patients around the country. For the first time, we
are hearing conservative doctors speak with hope
about this new treatment.
Please also note the brief statement from a PXE
patient who has been treated with Avastin and who
has recovered sight as a result of this after two years
of other treatments which had not been effective. If
you have been treated with Avastin and would be
willing to share your outcome, please contact the
NAPE office.
I continue to hear from our members concerning the
high cost of available eye treatments. We know that
Macugen is now covered by Medicare. Lucentis and
Avastin are not yet approved by the FDA and thus
have not been reviewed by Medicare. You may wish
to write your U.S. representative and senator urging
that they support Medicare coverage of these
medications. If you use Medicaid or know anyone
who does, please understand that this program is
controlled at the state level. You might wish to write
a letter to your state representative, senator and
governor urging that your state Medicaid program
include the cost of these expensive treatments.
We can agree it to be a tragedy when a treatment
that might help someone is not available because of
its cost. In the NAPE Office, we do contact elected
officials regarding this and other issues related to
those who suffer from low vision and blindness. I
hope you will join with us as I know that elected
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officials do respond when they hear from enough
voters.
If you are uncertain about how to contact your elected
officials, a good source of information is your public
library. If that fails, you might check in your phone
book to see if you have an AARP unit or a Lion’s
Club. Most representatives have their own website
and typically can be found with a subject search using
their names. Federal and state governments both
have websites for their elected members so you can
tap into your state government organization. If all this
fails, please feel free to contact the NAPE office so
that we can provide this information for you.
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Finally, we are deeply grateful to members who have
responded to our first request for donations since
2000. We ask those who can afford to help to send
your gift in the envelope provided in the last
newsletter issue. Thank you in advance for your
support of NAPE’s mission.
Frances Benham, PhD
President

Detroit Conference Presenters
Dr. Kenneth Neldner was one
of the founders of NAPE.
Prior to that, he worked
intensively with PXE patients
and published in 1988 the first
extensive research regarding
PXE. Clinics in Dermatology:
Pseudoxanthoma Elasticum
remains the basic text for
researchers interested in
PXE. Dr. Neldner will set the
stage on Friday evening,
preparing for more fruitful discoveries and
understanding of Saturday’s program.
Dr. Berthold Struk,
Cardiologist, Max-Delbruck
Center for Molecular Medicine
and Franz-Volhard Clinic for
Cardiovascular Disease in
Berlin, Germany, will be
present throughout the
conference and will present
information about the impact
of PXE on the cardiovascular
system, basic care procedures
to be followed by patients and
their physicians and his most recently published
research regarding the inheritance of PXE. Dr. Struk
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will also be available to talk with conference
participants as time permits.
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Lylas G. Mogk, MS, MD, is an
ophthalmologist, Director of the
Henry Ford Health System
Visual Rehabilitation and
Research Center and Chair of
the American Academy of
Ophthalmology’s Vision
Rehabilitation Committee and
SmartSight Taskforce. Inspired
by the experience of her father
and her many patients with
AMD, she co-authored with her daughter, Marja
Mogk, PhD, the award-winning book for patients,
families and health professionals, Macular
Degeneration: The Complete Guide to Saving and
Maximizing Your Sight, now in its second edition
(Ballantine, 2003). Dr. Mogk is a frequent speaker to
professional and lay audiences worldwide on macular
degeneration, the impact of vision loss and vision
rehabilitation.
Wanda Smith, MS, OTR, CLVT, is
an occupational therapist with the
Henry Ford Health System Visual
Rehabilitation and Research
Center. She has practiced in a
variety of rehabilitation settings in
her seven years with the Henry
Ford System and finds vision
rehabilitation truly the most

inspiring of her career endeavors. Wanda has spoken
to professional and lay audiences on vision
rehabilitation and issues of vision and driving. She
holds a Masters degree in Education from Wayne
State University and Low Vision Therapist certification
from the Academy for Certification of Vision
Rehabilitation and Education Professionals.

NAPE Address Change
The St. Louis Society for the Blind and VisuallyImpaired asked us to move to a new location in their
building in order to accommodate other needs. The
NAPE Office has moved downstairs to the main floor
and our address has changed to:
8760 Manchester Road
St. Louis, MO 63144
We are enjoying our new space and thank the Society
for handling our move.
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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 onsite 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 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 1-734729-2600 or 1-800-227-6963 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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David Sarraf, MD, on New Vision
Research and Treatments
By Frances Benham
David Sarraf, M.D., Ophthalmologist, School of
Medicine, UCLA, is a clinical practitioner, researcher,
teacher and guide to the formation of new
physicians. In this work he encounters many
patients struggling with the tragedy of Age Related
Macular Degeneration (AMD). Rarely does he deal
with those who suffer from PXE though he is quite
familiar with its impact and therapies, which
generally result from research for AMD treatments.

12

Dr. Sarraf presented to our Los Angeles Conference
a comprehensive overview of PXE and its
manifestation in the skin, heart and circulatory,
gastric and vision systems. He focused on the eye,
providing detailed examples of damage resulting
from neovascularization in the classic or wet form of
macular degeneration, also seen in PXE. This
selective review of Dr. Sarraf’s presentation
highlights information which may be new to our
readers.
Among the most important discoveries in our
understanding of neovascularization is the recent
identification of VEGF, a protein produced in the
body, as a stimulus for the growth of the blood
vessels which develop in the retina where they leak
and damage the retina, including the macula. The
identification of VEGF stimulated research efforts
which have, in rapid succession, produced three

promising therapies. These are chemicals which,
injected into the eye, inhibit VEGF’s ability to
stimulate new blood vessel growth. In addition,
some patients have enjoyed improved vision.
Unfortunately, these therapies are not permanent.
After a time, VEGF levels increase and new blood
vessels again develop. Injections must be repeated
at intervals with research in progress to increase
interval periods.
Macugen, injected at six-week intervals, was
approved by the FDA for the treatment of AMD in
January 2005. PXE patients also are offered the
treatment. At the time of Dr. Sarraf’s report (July
2005) only a few PXE Macugen-treated patients
were known about, and those had recently started
the process. Since July 2005, other reports have
been received with one known case of improved
vision.
Two other injected treatments are in clinical trials –
Lucentis and Avastin. Early reports also indicate
vision improvement. The trials also look at safety
with reports of a few problems of inflammation
and/or infection. Most patients tolerate treatment
well even with reservations regarding injection
directly into one’s eye. Treatment costs and
whether they will be covered by Medicare, Medicaid
and other insurance programs is a concern.
Macugen is covered by Medicare at a cost of
around $900 per treatment.
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Reports of the efficacy of Lucentis and Avastin are not
yet available other than scattered indications that they
have been tried in PXE. Dr. Sarraf noted that these
encouraging efforts should be followed closely for
possible treatment of PXE.
NAPE will continue to follow these efforts and
welcomes reports by readers of their experiences with
Macugen, Lucentis or Avastin. Several patients have
called indicating concern that after one or two
treatments they saw no improvement. It should be
understood that this is not unusual. Those who are
being treated should work with their doctors to
achieve an optimal outcome.
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**********************************************
Late Breaking News
As PXE Awareness was going to press, the NAPE
Office received from a PXE patient news of a new
drug, VEGF Trap, developed by Regeneron
Pharmaceuticals, which inhibits the VEGF stimulus of
blood vessel growth under the retina. Regeneron’s
preliminary single-dose treatment of 21 patients was
quite positive. Regeneron reports that 95% of those
receiving the single dose treatment experienced
stabilization and/or improved visual acuity. A Phase 2
trial will begin soon with 150 patients. The NAPE
Office will follow this study very closely and you can
do so, too, with an initial look at Regeneron’s website
at www.regeneron.com.

The Promise of Avastin: Reprinted With
Permission from Eyes Only
Eyes Only, the newsletter of the Association for
Macular Diseases, Inc., is published whenever
information is deemed valuable to association
members. It is a large-type, four- to six- page
publication. Membership in the Association, which
will provide you all issues of Eyes Only, is available
for $20 per year, from
Association for Macular Diseases, Inc.
210 East 64th Street
Manhattan Eye, Ear & Throat Hospital
New York, NY 10021

The Promise of Avastin
(Excerpted from a report)
By Richard Spaide, MD
Attending Surgeon, Manhattan Eye, Ear & Throat
Hospital
and Vitreous-Retina-Macula Consultants of NY
Avastin (Bevacizumab) is a drug designed to inhibit
the growth of blood vessels. It was initially
developed to treat cancer. In order to grow, cancer
cells need food and oxygen delivered by blood
vessels. Cancer causes new blood vessels to grow.
If we can stop the blood vessels from growing, then
we may be able to slow the growth of cancer.
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Avastin has been used in a variety of cancers with
good effect and its use as a drug, given by
intravenous injection, was approved by the United
States Food and Drug Administration (FDA). Avastin
binds to a chemical released by cells, called
Vascular Endothelial Growth Factor (VEGF). VEGF
is a protein that promotes cell growth in the human
body. Macular degeneration is caused, in part, by
abnormal growth of blood vessels under the macula.
Because Avastin blocks the growth of new vessels in
cancer patients, it has been used in patients with
macular degeneration, with positive results.
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Because we want the effect only in the eye, injection
of the drug into the eye would allow us to target the
drug, using an extremely small dose. This is the
basis of intravitreal (injection into the eye) Avastin.
When we give Avastin directly into the eye, we use
about 1/500th of the intravenous dose. The injection
delivers the drug directly into the eye, bypassing
systemic circulation. While Avastin is approved by
the FDA for cancer treatment, its use for macular
degeneration is what is called an “off-label
application.”
In our practice, we have given some 1,200 injections
so far. We have not seen much in the way of any
significant intraocular or systemic problems in our
patients. We are constantly on the lookout for these
problems because of safety concerns. Other
practices around the country have also given large
numbers of Avastin injections and have anecdotally
reported similar positive experiences. By contrast,

cancer patients being treated with intravenous
Avastin while undergoing chemotherapy sometimes
suffered serious side effects. These included blood
clots, hypertension and nose bleeds.
In our patients with macular degeneration, we have
seen a significant proportion that have either
stabilized or shown improvement of visual acuity
after injection of Avastin into the eye. We see
secondary improvement in the results of tests that
we commonly perform, such as fluorescein
angiography and optical coherence tomography
(OCT). We have not had such positive experiences
before in treating macular patients. We have also
had good results in patients with central retinal vein
occlusion and proliferative diabetic retinopathy.
Although this drug seems to be a miracle of sorts,
the company that makes it, Genentech, is putting its
efforts behind another drug for use in the eye called
Lucentis. The aims of Lucentis and Avastin are the
same – namely, to bind VEGF. This is not
surprising, because Lucentis and Avastin are
essentially the same drug. Lucentis is a fragment of
Avastin. Compare a grain of table salt with a grain of
sea salt. Lucentis, developed as a specific product
for the eye, has been undergoing clinical trials for
some time, with positive results. Because of these
results, Genentech has applied for FDA approval for
Lucentis.
Avastin is still a new drug and many doctors are
working on evaluating its ability to work in the eye.
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Publication of these results will help everyone
understand the risks and benefits of intravitreal
Avastin. Until published results exist, Medicare will
not pay for Avastin injections, so the cost is out of
pocket.
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PXE Patient Avastin Experience
My husband has PXE and has been battling vision
loss for almost two years. His retina specialist has
fought hard to stabilize his vision with Kenalog
injections, Photodynamic Therapy and a clinical
study involving anecortave acetate. But to no avail,
his vision continued to get worse. In August 2005
his vision was around 20/150. In November 2005,
my husband started receiving Avastin intravitreal
injections. He has received a total of six injections
and is happy to report his vision has improved to
20/70 and stabilized. He is currently on an “asneeded” basis and at $280/shot, we will continue
treatments and financial burden as long as he
benefits.
We recently heard from his doctor’s office, Medicare
is in the process of approving Avastin for its “offlabel” use, however they could not tell us whether
Medicare will approve it for just AMD or for all
inflammatory choroidal neovascularizations –
including PXE. Have you heard anything regarding
this pending approval? Is NAPE advocating this
treatment for patients with PXE?
- Patient Name Withheld On Request
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Body Mass Index
By Linda Austin
In the last issue of PXE Awareness, Dr. Berthold
Struk’s report on PXE-Related Cardiovascular
Manifestations contained reference to body mass
index, or BMI. His article included a BMI calculator
which proved difficult for some of our readers. Here
we present other ways to calculate BMI which may
help.
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Maintaining a normal BMI is one factor which helps
prevent cardiovascular diseases. Other factors in risk
assessment for diseases are diet, exercise, waist
circumference, blood pressure, blood sugar,
cholesterol and family history. The National Institutes
of Health estimates that “more than 300,000 lives
could be saved in the U.S. each year if everyone
maintained a healthy weight.”
The following formula is the measurement calculation
in pounds and inches for BMI:
BMI = body weight in pounds
(height in inches) 2
The metric calculation is:
BMI = body weight in kilograms
(height in meters) 2

X 703

For those with computer access, you may log on to
the web page for the Center for Disease Control and
Prevention, www.cdc.gov. Click on the “A-Z Index”
heading in the black bar at the top of the screen.
Scroll down the list and click on “Body Mass Index”
to read about BMI and find a calculator to
automatically compute your BMI based on figures
you enter.
BMI
Below 18.5
18.5 – 24.9
25.0 – 29.9
30.0 and Above

WEIGHT STATUS
Underweight
Normal
Overweight
Obese

Be aware that BMI calculations may underestimate
body fat in older persons (over 65 years of age) who
have lost muscle mass, and overestimate body fat in
those with very muscular builds. Appropriate BMI for
children and teens is gender and age specific and
should be discussed with a pediatrician.
Dr. Struk requests that NAPE members with PXE
send him their BMI’s. You may email your BMI to
him at bstruk@mdc-berlin.de, or you may send it by
mail to the NAPE office at the St. Louis address and
we will pass your information on to Dr. Struk.
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Request For Old Newsletters
While packing up for our move down to the main floor
of our building, we discovered we were either missing
or in short supply of several issues of old newsletters.
As we would like to have at least a handful of each
newsletter available for reference and for historical
value, we are sending out this request to all members
to please send us copies of the listed newsletters that
you may have buried somewhere in your files – if you
are willing to part with them.
Vol. 9, Issue 1, Spring 2001, Fruits and Veggies

22

Vol. 8, Issue 2, August 2000, It Was a Wonderful
NAPE Weekend in St. Louis
Vol. 7, Issue 2, 1999 Summer Edition, Treatment of
Choroidal Neovascularization in PXE
September 1997 Special Edition, PXE Genetic Locus
Found
Vol. 2, Issue 1, April 1993, Denver Becomes New
Headquarters for NAPE
Any issues older than April 1993
Send to:
NAPE, Inc.
8760 Manchester Road, St. Louis, MO 63144

NAPE Q & A

Q A 60-year-old male PXE patient was recently
informed that he has small vessel disease in his
heart and stomach. He asks, “What is small vessel
disease and what impact will it have?”

A As the term “small vessel disease” implies, it
means arteriosclerosis of small arteries within a
major arterial supply bed. The important
implication of this term is that small vessel
disease is not treatable by interventional
techniques (balloon, laser, stent, etc.) and it
might only be treatable by certain drugs (nitrates,
calcium antagonists, etc.). It might be
responsible for certain symptoms of patients like
angina pectoris of the heart, angina abdominalis
(intestinal cramps one to two hours after a meal),
or intermittent claudication of the legs (muscle
cramps in the calf or foot of patients after a
certain walking distance that is relieved after
stopping the exercise).
By Berthold Struk, MD

Q A NAPE member experiencing a stubborn ear
infection for the past two years asks, “Has anyone
seen ear problems related to PXE?”
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A Ear infections are not directly a complication of
PXE. A culture and sensitivity study should show an
antibiotic that would clear it up in a week or two. A
serious problem should be diagnosed by an otologist.
This will usually be an Ear, Nose and Throat doctor.
By Kenneth Neldner, MD
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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
Also, if you have had unusual experiences with PXE –
good or bad – we would like to hear from you. It is
important for us to learn from each others’
experiences since most physicians know so little
about PXE. Write, email or call us and we will seek
an answer for you.

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. 2 nd Street, Montrose, CO 81401
Phone: 970-249-8731
Email: sboyle@bio-geo.com
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)

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

