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President’s Letter
Dear Friends,
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The Los Angeles
conference in mid-July
started as a celebration
of the over thirty years of
PXE patient care and
Dr. Frances Benham
research by Dr. Kenneth
Neldner. His three
daughters and grand-daughter surprised him at
Friday’s reception to begin the celebration.
Please read the story in this issue. If you would
like to add to his PXE Memory Book, please send
a card, letter or photo to the NAPE Office for
forwarding to Dr. Neldner.
We were delighted to welcome Dr. Berthold Struk
after a long absence. Dr. Struk cares for
cardiology patients half-time and conducts
research during the remaining half at the FranzVolhard Clinic for Cardiovascular Disease and
Max-Delbruck Center for Molecular Medicine in
Berlin, Germany. His program on the care of
PXE patients was focused on information one
can use with one’s own physician. He also
discussed his most recently published research
on the inheritance of PXE. Please see the
abstract of the article in this issue. Participants
received his guidance with enthusiasm and

reported on his
willingness to
interact with
individuals
regarding their
situations.
Dr. David Sarraf
(right) of UCLA
School of
Medicine
discussed eye
implications and
the range of treatments which have recently
come onstream. Marie Dufour (bottom left), RD,
Nutritionist, described the new food pyramid, how
to use it and how to obtain an individualized copy
online. Dr. Neldner
gave a basic review
of PXE. Their
presentations, as
received, will be
posted on NAPE’s
website
(www.napxe.org).
There are several
basic PXE articles by
Dr. Neldner on the
website. They were
published in earlier
issues of PXE
Awareness.
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We continue to
improve our
website with
natural voice
audible access. It
was pleasing to
hear from
conference
participants that
audible access has been an improvement for
them. We intend for all website articles, Q’s and
A’s and other information to be made audible.
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NAPE has not requested donations from
members in several years. We are grateful to
those who send a check each year. Most
members have not given recently. We will never
fail to provide services
to anyone with PXE,
but we request of those
who are able to use the
enclosed donation
envelope. Almost all of
NAPE’s work is
provided by volunteers,
but we have expenses
related to rent,
equipment, printing,
postage, the
newsletter, the website,
and telephone and
email support services.

As well, we have the typical requirements of nonprofit organizations, including annual audits,
financial planning, budget management, and tax
reporting. Please help as you are able.
We hope the holiday season is bringing you great
joy and that the coming year
will be especially rewarding.
We hope many of you may be
able to join us at our next
conference, which will be
announced in the next issue of
PXE Awareness early in 2006.
Happy Holidays!
Frances Benham, PhD
President
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Celebrating Kenneth Neldner, M.D.
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The Los Angeles conference started with the
festive surprise recognition of Dr. Ken Neldner’s
over thirty-year commitment to PXE research and
patient care. As a very special surprise, Dr.
Neldner’s three daughters and granddaughter
were present at this event (see above).
NAPE began as a small New York support group,
which in 1989 was chartered as a nonprofit group
with Dr. Neldner’s encouragement and financial
support. Long before 1989, he worked with PXE
patients and conducted
research which resulted in
his 1988 ground-breaking
book, Pseudoxanthoma
Elasticum, which to this
day is the definitive
reference on PXE.
Dr. Neldner was presented
with a PXE Memory Book

of letters, cards, and photographs.
Anyone who wishes to add to it can
send a memory to the NAPE Office
for forwarding to Dr. Neldner. Dr.
Neldner was also presented a digital
camera to support his new interest.
Finally, a plaque commemorating
his importance to NAPE includes
the following inscription:

Presented to

Dr. Kenneth Neldner
in deep appreciation for your
life-long commitment to PXE.
Through your many years of research, clinical
studies, and patient education, those with PXE
are able to live a more fulfilled life, knowing that
the work you have accomplished has made such
a difference for so many.
Your work has increased awareness of PXE
among physicians worldwide. We are grateful to
you for your years of leadership and participation
in NAPE. Your continued friendship, involvement,
and educational presentations are invaluable.
You are truly the “Father of PXE.”
NAPE Board of Directors
July 15, 2005
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All conference attendees present were given tshirts with Dr. Neldner’s photo and the inscription
“Dr. PXE”. Members shared experiences with Dr.
Neldner, noting his exceptional care as they
learned to live with PXE.
Dr. Neldner also requested that his response to
his recognition be published as follows:
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Many thanks to NAPE for the surprise recognition
event at the meeting in LA (it was indeed a
complete surprise) and included the following: A
surprise appearance of my three daughters from
San Diego, Oakland and Longmont, CO; a
beautiful commemorative plaque; a digital
camera (in an effort to get me into the modern
era!); a memory book full of great memories and
new T-shirts commemorating the work on PXE
genetics. The genetics thank you really belongs

to Dr. Struk who did all the lab
work over the past 10 years to
identify the chromosome and
the genes responsible for PXE.
Special thanks to those who
did all the planning and
arranging. Claudia McCallister
was the prime mover, followed
by Marilyn Cheek, Carol
Daugherty and Elspeth Lax.
I’m sure there were others – so
thank you-thank you and thank
you- one and all.
Kenneth H. Neldner, M.D.
Professor and Chairman
Emeritus
Department of Dermatology
Texas Tech University Health
Sciences Center

Molecular Genetics of
Pseudoxanthoma Elasticum: Type
and Frequency of Mutations in
ABCC6
By S. Miksch, A. Lumsden, U. P. Guenther, D.
Foernzler, S. Christen-Zach, C. Daugherty, R. S.
Ramesar, M. Lebwohl, D. Hohl, K. H. Neldner, K.
Lindpaintner, R. I. Richards, and B. Struk
Hum Mutat 26(3), 235-248, 2005.
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RESEARCH ARTICLE ABSTRACT
Pseudoxanthoma elasticum (PXE) is a systemic
heritable disorder that affects the elastic tissue in
the skin, eye, and cardiovascular system.
Mutations in the ABCC6 gene cause PXE. We
performed a mutation screen in ABCC6 using
haplotype analysis in conjunction with direct
sequencing to achieve a mutation detection rate
of 97%. This screen consisted of 170 PXE
chromosomes in 81 families, and detected 59
distinct mutations (32 missense, eight nonsense,
and six likely splice-site point mutations; one
small insertion; and seven small and five large
deletions). Forty-three of these mutations are
novel variants, which increases the total number
of PXE mutations to 121. While most mutations
are rare, three nonsense mutations, a splice
donor site mutation, and the large deletion
comprising exons 23-29 (c.2996_4208del) were
identified as relatively frequent PXE mutations at
26%, 5%, 3.5%, 3%, and 11% respectively.

Chromosomal haplotyping with two proximal and
two distal polymorphic markers flanking ABCC6
demonstrated that most chromosomes that carry
these relatively frequent PXE mutations have
related haplotypes specific for these mutations,
which suggests that these chromosomes
originate from single founder mutations. The
types of mutations found support loss-of-function
as the molecular mechanism for the PXE
phenotype. In 76 of the 81 families, the affected
individuals were either homozygous for the same
mutation or compound heterozygous for two
mutations. In the remaining five families with one
uncovered mutation, affecteds showed allelic
compound heterozygosity for the cosegregating
PXE haplotype. This demonstrates pseudodominance as the relevant inheritance
mechanism, since
disease transmission to
the next generation
always requires one
mutant allelic variant
from each parent. In
contrast to other
previous clinical and
molecular claims, our
results show evidence
only for recessive PXE.
This has profound
consequences for the
genetic counseling of
families with PXE.
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Dr. Struk Reports on PXE-Related
Cardiovascular Manifestations
As written by Dr. F. Benham,
L. Austin, & Dr. G. Jolly
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Disorder & Epidemiology
PXE is a heritable systemic
disorder affecting the elastic
tissue, characterized by clinical
manifestations, typically first in
the skin, then in the eyes and
cardiovascular system. The
development of the disorder involves accelerated
aging of the organ systems.
PXE is prevalent in approximately 1 in 50,000 to
1 in 100,000, and has no racial predilection.
Although it has a mean onset age of 13 years
and has been diagnosed as young as 2 years
old, it is generally under-diagnosed.

PXE Retinopathy Characteristics. (left) Normal fundus, (middle) PXE fundus with angiod
streaks and atypical drusen, (right) PXE fundus with angioid streaks and retinal hemorrhage.

PXE Cardiovascular System

The PXE patient may acquire coronary
artery disease, endocardial thickening
or mitral valve prolapse.
Peripheral artery disease can affect
carotid arteries, gastrointestinal
arteries, or arteries of upper and lower
extremities. Small vessel disease may
affect the brain, the gut or the kidneys for
example.
PXE Cardiovascular Phenotype
The defining physical characteristics or
appearance of PXE (its phenotype) affect a
fraction of patients. Identifiable characteristics
include:
Intermittent claudication (20-30% of patients)
Hypertension, angina pectoris, heart attacks,
stroke (20%)
Gastrointestinal hemorrhage (5-13%)
Intermittent claudication and angina pectoris in
PXE become prevalent 10 to 20 years earlier
than in the general population.
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PXE Cardiovascular System. The PXE patient may acquire coronary artery disease (top
right). Small vessel disease can affect the brain (bottom left & middle left). Peripheral
artery disease can affect arteries of lower extremities (bottom middle right & right).
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PXE Pathology
Calcification of elastic fibers (top left), increases
in the elastic fibers of the skin’s elastic tissue (top
right) and increases in sugars
(glycosaminoglycans) commonly found on the
surface of cells in the eyes, connective tissue and
heart valves, are responsible for the development
of PXE phenotypes. Calcification of elastic
fibers, shown as the dark “spots” of calcium (top
right), accumulate gradually leading to loss of
function and the eventual destruction of the fiber.
PXE IVUS
The build up
of calcium in
blood
vessels can
be observed
using
intravascular
ultrasound
(bottom
right).

PXE Mutation Analysis
Mutations cause loss of protein function.
Previous investigations have examined the
molecular genetics of PXE and the type of
frequency of mutations including a paper (see
page 12 of this newsletter for the abstract):
Miksch S, Lumsden A, Guenther UP, Foernzler
D, Christen-Zach S, Daugherty C, Ramesar RK,
Lebwohl M, Hohl D, Neldner KH, Lindpaintner K,
Richards RI, Struk B. “Molecular genetics of
pseudoxanthoma elasticum: type and frequency
of mutations in ABCC6.” Hum Mutat. 2005
Sep;26(3):235-48.
This investigation involved 89 PXE-affected
individuals belonging to 81 families and
representing 170 distinct PXE chromosomes. Of
these individuals there were:
61 families (75%) with PXE in a sibling pair
of 1 generation (recessive inheritance)
11 families (13.5%) with PXE in 1 person of
a single generation (sporadic inheritance)
9 families (11%) with PXE either in first
degree cousins, or two or three family
generations (possible dominant inheritance).
Mutation Detection Rate
Potentially disease causing mutations were
identified in 97% of the disease chromosomes
analyzed, including one disease causing
mutation found in all 89 patients examined.
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Mutation Spectrum & Distribution in ABCC6
In the 170 PXE chromosomes identified so far,
the following mutations were recorded (illustrated
in the figure below):
5 distinct large deletions
32 mis-sense mutations
8 non-sense mutations
1 small insertion
7 small deletions
6 splice site mutations
The five most frequent mutations account for
close to 50% of mutations. Please refer to the
original research article for a table of the founder
alleles, or our website www.napxe.org.
Amino Acid Sequence of ABCC6 and Locations of PXE-Mutations

PXE From Bench to Bedside
Examining the genetic mark up of the individuals
in the study (their genomes) in the current set of
families reveals two things. First, all affected
individuals according to category I diagnostic
criteria always carry two mutation alleles
(homozygotes, compound heterozygotes).
Second, all affected individuals according to
category II diagnostic criteria always carry one
mutation allele (heterozygotes).
Homozygotes and compound heterozygotes
show the full expression of the disorder according
to category I diagnostic criteria:
Characteristic flexural skin lesions
Elastic fiber calcification of lesional skin
Ocular disease in adults (retinal
hemorrhages with subsequent central visual
field loss).
Heterozygotes can show the expression of a
forme fruste of PXE that is characterized by
category II diagnostic criteria, but not by longterm complications of the disorder:
Angioid streaks
Elastic fiber calcification of non-lesional skin
Family history of PXE in first degree relatives
No retinal bleeding and no central visual field
loss.
Therefore, PXE (full phenotype expression with
long term complications) is solely recessively
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inherited. This finding has profound
consequences for the correct genetic counseling
of families with PXE.
Bench to Bedside Conclusions
The Famillial PXE mutation analysis in ABCC6
that was undertaken has enhanced and refined
the clinical diagnostic criteria of the disorder. It
has demonstrated a recessive-only mode of
inheritance of the full phenotype expression
against the forme fruste. And therefore, it has
allowed early individual risk prediction with regard
to potential long-term disabling disease
complications.
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Simply, molecular analysis of PXE confirms that:
The skin tells it all.
You see it or you don’t.
However, the clinically blind will be safely
guided by molecular tools.
The study has established that there is no PXE
inheritance to the next generation through a
single parent.
Personal Cardiovascular Risk Control
It is important for a PXE patient to adjust her
lifestyle to minimize cardiovascular risk factors
including regular monitoring for cardiovascular
disease manifestations of PXE. To reduce the
impact of PXE, an affected individual should aim
to keep the body weight within normal range

(body mass index, BMI, of less
than 26 for males and 25 for
females). Regular exercise and
a healthy diet are also important
mitigations.
To calculate your BMI :
1. Measure your body weight
in kilograms (kg).
2. Measure your height in cm,
divide it by 100 to get your
height in meters (m) and
square it (m * m = m2).
3. Divide your weight (kg) by
the calculated square meters of your height.
BMI = body weight (kg) / [height (m)]2
You can also use the chart (nomogram) on
the next page to determine your BMI.
Place a ruler between the body weight in
kilograms or pounds (on the left-hand line scale)
and the height in centimeters or in inches (on the
right-hand scale). The BMI is read from the
middle of the chart and is in metric units.
Dr. Struk is interested in getting a sense of the
BMI of PXE patients, so please email your
current BMI to him at bstruk@mdc-berlin.de or
mail it by post to the NAPE office. Thank you.
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Body Mass Index (BMI) Chart

Professional Medical Cardiovascular Risk
Management
A physician providing care to a PXE patient
should ensure the following levels are tested
annually:
Cholesterol (HDL, LDL, VLDL,
Chylomicrons)
Triglycerid
Lipoprotein a [Lp (a)]
Homocystein
C-reactive Protein
Regular cardiological monitoring should include
annual echocardiography and stress testing. In
addition, 24-hour blood pressure monitoring
should be conducted twice a year. Diabetes
mellitus is an additional risk factor that requires
testing and careful management if tested
positive.
There is no causal treatment available for PXE.
Treatment of hyperlipidemia is recommended to
keep low-density lipoprotein (LDL) below 100
mg/dl. High blood pressure should also be
treated with blood pressure lowering drugs.
_____________
Please refer to the original research article for
more detailed medical information. Hum Mutat.
2005 Sep;26(3):235-48. You can also request a
copy of this article by email from the NAPE office:
NAPEStLouis@sbcglobal.net.
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My Pyramid: Not Just a
New Look at an Old Concept
By Marie Dufour, R.D.
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In the spring of 2005, the
USDA released its updated
version of the old food guide
pyramid originally released in
1992. More than an updated
look, this new pyramid is a
new concept of what and how
much Americans need to eat
in order to live longer, healthier lives. “My
Pyramid” entices people to make modest
improvements to their diets and to incorporate
regular physical activity into their lives.
The pyramid includes six unique features:
1. Personalization, demonstrated by the My
Pyramid website. People can log on
MyPyramid.gov, enter their age, gender,
and activity level, and the website offers
personalized recommendations of the kinds
and amounts of food to eat each day.
2. Gradual improvement, encouraged by the
slogan, “Steps to a Healthier You.” It
suggests that individuals can benefit from
taking small steps to improve their diets and
lifestyles each day.
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3. Physical activity, represented by the steps
and the person climbing them (see logo
above), as a reminder of the importance of
daily physical activity.
4. Variety, symbolized by the six color bands
representing the five food groups and oils.
Foods from all groups are needed each day
for good health.
5. Moderation, represented by the narrowing
of each food group from bottom to top. The
wider base stands for foods with little or no
solid fats, added sugars, or caloric
sweeteners. These should be selected

more often to get the most nutrition from
calories consumed.
6. Proportionality, shown by the different
widths of the food group bands. The widths
suggest how much food a person should
choose from each group. The widths are
just a general guide, not exact proportions.

26

The concept of energy balance is central to My
Pyramid and key to weight maintenance. My
Pyramid assigns individuals to a calorie level
based on gender, age, and activity level. The
goal is to match the energy intake to the energy
output. Gender makes a difference in caloric
needs. For example, a 52-year-old active male
will need 2800 calories a day, but his female
counterpart will need only 2200 calories for the
same activity level. Activity level also makes a
difference in caloric needs: a 52 year old male
needs 2200 calories if sedentary, 2400 calories if
moderately active, and 2800 calories if active.
Therefore, when considering an energy level, it is
most important to consider age, gender, and
activity level. Energy levels are accessible at
http://www.mypyramid.gov/downloads/MyPyrami
d_Calorie_Levels.pdf.
My Pyramid suggests 12 different food intake
patterns for 12 different energy levels. Each food
pattern specifies recommendations for the 5
basic food groups, their subgroups, and oils. In
addition, a vegetable subgroup guide includes

weekly recommendations for intake of dark
green, orange, starchy vegetables, and legumes.
For example, a 52 year old moderately active
female with a recommended intake of 2000
calories would follow the following daily food
pattern: 2 cups of fruits, 2.5 cups of vegetables, 6
oz-equivalent of grains, 5 1/2 oz equivalent of
meats and beans, 3 cups of milk, 6 tsp (2Tbsp) of
oils. Food patterns can be accessed at
http://www.mypyramid.gov/downloads/MyPyrami
d_Food_Intake_Patterns.pdf.
To help People plan their meals, My Pyramid
offers weekly menu samples that provide the
recommended amounts of nutrients and foods
from each food group. These menus can be
accessed at
http://www.mypyramid.gov/downloads/sample_m
enu.pdf. More than menus, these can be
considered as recipes for good health, with each
meal outlined by ingredient and serving as a
basis for a shopping list. These new
recommendations can support PXE patients in
their quest for wellness and healthy lifestyles.
The website is full of useful information and
downloadable meal plans and food and activity
records. But PXE patients should note that My
Pyramid calls for 3 servings of low-fat or non-fat
dairy per day. In general, 1 cup of milk or yogurt,
1 ounce of natural cheese, or 2 ounces of
processed cheese can be considered as 1 cup
from the milk group. Each contains about 300
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mg of calcium. Other non-dairy sources of
calcium are part of the general
recommendations, such as spinach (146 mg
calcium in 1 cup) or instant oatmeal (100 mg
calcium per packet). Calcium restriction is
common in PXE patients and the response to
calcium intake seems to vary among individuals.
The human body normally keeps a tight control of
circulating calcium and several hormones
regulate calcium levels. When calcium levels
drop below normal levels, parathyroid hormone
stimulates the kidneys to re-absorb calcium and
signals the bones to leech calcium out; at the
same time, calcitriol accelerates absorption of
calcium from GI tract. The net danger of underconsumption of calcium is osteoporosis. As
always, PXE patients should track their response
to calcium intake and discuss with their
physicians the options available to balance the
danger of over-consumption of calcium with the
risk of osteoporosis.
My Pyramid, a helpful tool for Americans in
search of dietary information, is user-friendly,
with downloadable meal plans,
trackers for food
intake and physical
activity: your veryown dietitian and
personal trainer
rolled into one neat
website!

NAPE Q & A
By Kenneth. H. Neldner, M.D.

Q An inquiry came to NAPE via phone
from a PXE patient with a brain
aneurysm. Her neurologist wants to
do coiling, where a wire is threaded
into the brain to plug the aneurysm.
This procedure requires the intake of
blood thinners. The patient is 68
years old and lost her central vision
when she was 50. She would like advice about
this procedure and how it would affect her PXE.
Her neurologist does not seem to know much
about PXE.

A As I understand it, you have PXE and also a

Dr. Kenneth Neldner

brain aneurysm for
which your
neurologist suggests
a coiling procedure
and anticoagulants.
I don't know whether
you have already
had a retinal
hemorrhage, which
is common in PXE
individuals at your
tender age of 68
years.

29

Insofar as the use of anticoagulants (blood
thinner medications) and PXE are concerned, we
usually do not recommend them for PXE
patients, primarily because their use may
increase the chances of retinal hemorrhage or
gastrointestinal bleeding.
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However, it's important to think of the severity of
the possible consequences of the use of
anticoagulants. If significant cardiovascular
problems exist-such as in your case, with an
aneurysm which could have much more serious
consequences than a retinal hemorrhageanticoagulants would be considered appropriate.
The same situation arises in those who have had
one heart attack and should be on anticoagulants
to prevent further heart attacks.
Stomach bleeding is a rare complication in PXE
at any age. Therefore any signs of vomiting
blood or passing black tarry-looking stools should
be reported immediately to your doctor. But as
stated, this is a very rare event in PXE and
should not stand in the way of using
anticoagulants to help prevent more serious
problems.
If I understand your situation correctly and I were
in your shoes, I would take the anticoagulant.
If you have additional questions, please call or
email us.

Q I am a male, 47 years old, and have PXE.
I have recently been diagnosed with
low bone density. There is no
explanation for this, other than PXE.
Is there any evidence to suggest that
the two may be related?

A Your question regarding bone
density and osteoporosis is not easy to answer
because there are still many things to be learned
about the disorder.
Osteoporosis is a very common condition and is
by no means restricted to PXE, although the
disorder is as common in PXE as it is in the
general population. As a dermatologist, I do not
personally treat osteoporosis, but do try to keep
up with the medical literature on the subject. I'll
try to summarize a few thoughts.
The bone density measuring machines are the
'gold standard' for the diagnosis. There is one
portable machine that measures only bone
density in the heel bone. It is highly unreliable
and should be avoided.
Bone density should be measured in the wrist,
lower spine and the hips. The machine then
creates a complicated print out (as you have
received) and makes a colored graph to show
normal values according to age and shows if you
have osteopenia or frank osteoporosis. It is then
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important to know if the tests are getting slowly
worse or holding steady, so it is important to
repeat the tests at 6-month intervals. If you are
'holding steady' in the osteopenia range, I
wouldn't recommend any of the new
medications. If slowly worse with time, then
consider the most recent and most potent of the
5 or 6 classes of meds being used. These range
from various estrogens, to Fosamax, Actonel,
Evista, Miacalcium injection and nasal spray.
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The cause of osteoporosis is basically unknown,
but relates to estrogens, exercise and dietary
calcium. Of the three the least important is
dietary calcium, i.e. you cannot increase your
dietary calcium intake and expect it to go to make
stronger bones. In my opinion, exercise plays a
strong role in the development and in the
treatment of osteoporosis. Any type of exercise
that puts mild stress on the bony skeleton is
helpful. Walking, (jogging if possible), mild weight
lifting, exercise machines, etc. are useful.
Walking downstairs is good and if done with
some degree of vigor, will produce a mild jarring
stress on the hip joints and prevents calcium
loss.
Oral Calcium supplements are, as stated, the
least helpful treatment. We all need calcium for
life, but more than the recommended daily
amount (RDA) of 800 mg daily or up to 10001200 mg for older individuals is not helpful.

Calcium absorption and utilization in the body is a
very complicated process and is poorly
understood.

If you have any 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 any unusual experiences
with PXE – good or bad – we would love to hear
from you. It is important for us to learn from each
others’ experiences since most physicians know
so little about PXE. Write to us or call us and we
will write your story.

33

PXE Pals
If you would like a PXE friend with whom you can correspond and talk, these
NAPE members would like to hear from you (please notify the NAPE office if
you have trouble contacting a PXE Pal so we can stay current):
Joan Bittner
111 Willis Drive, Tonganoxie, KS 66086
Phone: 913-845-2554
Steve Boyle
828 N. 2 Street, Montrose, CO 81401
Phone: 970-249-8731
sboyle@bio-geo.com

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

nd

Lydia Chang
77-11 35th Avenue, Apt. 2P
Jackson Heights, NY 11372
Phone: 718-898-1762
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
kedwards0514@juno.com
Anita Fekkers
P.O. Box 40, Wauneta, NE 69045
Phone: 308-394-5917
aef@bwtelcom.net
Patricia Gadziala
5359 Ashleigh Road, Fairfax, VA 27030
Phone: 703-263-7949
(had translocation surgery)

Marilyn Grobeson
11256 Garfield Avenue
Culver City, CA 90230-4810
Phone: 310-390-6087
pxeladymg@webtv.net
Lindy Humphreys
2845 Cambridge Lane
Mound, MN 55364
Phone: 952-239-9495
jay_lindy_humphreys@hotmail.com
Rosalie (Lea) McMurtry
1019 W. Pioneer Avenue, Apt. 2
Puyallup, WA 98371
Phone: 253-845-2527
Jeff Parnell
1817 Primrose Avenue
Granite City, IL 62040
Phone: 618-931-3831
par3jcn@forteisp.net
Michele Strohl
98 Covington Place
Catasauqua, PA 18032
phone 610-264-1356
mvstrohl@fastnet.com

National Association for Pseudoxanthoma Elasticum
8760 Manchester Rd., St. Louis, MO 63144-2724
Donations, Subscriptions and Membership for 2005

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
$1,000 or more
$ 500—$1,000


Professional Membership
$100—$500
$ 25—$100

New
Other:
$ ________

Renewal

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

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

Zip:

Birthdate:

Country:
______ Age:

I am diagnosed with PXE

Yes

No

Occupation:

Are you legally blind?

Yes

No

Request Newsletter:

Do others in your family have PXE?
& Name)

Yes

Printed

Taped

No If so, whom? (Mother, Father, Sibling, etc.

Please list the medical problems you are experiencing; e.g., eyes, skin lesions, gastric
bleeding, etc., and comments/questions:
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.

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

