PXE International
August 2022
eNewsletter

international Volume 15 No. 7

GLOBAL
PXE MEETING

SAVE THE DATE: NOVEMBER 11TH and 12th

Multiple events, multiple languages, multiple time zones.

Interact with all of the PXE researchers in the world, and
PXEers from 17 countries. Hear the latest in treatment
discovery, and understanding PXE.

Register Now for the PXEer Meeting

Registration is open for the 2022 PXEer Meeting! Join us, and learn from PXE
clinicians and researchers. Agenda coming shortly.

Date: November 11th and 12th
Time: 10 AMET to 3PMET

Tell us about your PXE Vascular Symptoms

We know that PXE affects your legs and your peripheral vascular arteries. We want to
know just how much PXE impacts your life as it progresses. Tell us about your
experience, whether you have pain or not.


https://forms.gle/iPx5pYq6ALGFVrZg8

Who will be studying your vascular experience?
Meet our intern, Asghar Shah!

We are so fortunate that Asghar Shah, a student from Brown University, has come
forward and volunteered to analyze your data to understand intermittent claudication,
that pain some PXEers get after walking a few minutes. Asghar applied for and
received a grant from the Program in Liberal Medical Education at Brown University
to support his study of PXE this year. Currently studying biology, he aspires to be a
physician. He comes from Long Island, New York. Asghar says, “After meeting Dr.
Lionel Bercovitch, | realized that there is still much to learn about PXE. | want to
investigate aspects of PXE that are important to individuals with it to better improve
their lives.” In his free time, Asghar enjoys reading all sorts of things, including the
news, novels, etc., and learning languages. He is currently learning Turkish and Urdu.

Ways to Donate to PXE International

Smile.Amazon.com Facebook iGive.com
Last month we told you Many of you also donate Another easy website to
about smile.amazon.com  through Facebook, and help us earn money is
and how you can help PXE these donations are also igive.com, they are

earn money by using the  anonymous, so again we offering a $15 bonus if
smile.amazon.com website can’t thank you personally. you join by Sept 30. This

rather than amazon.com.  We got the last financial site offers stores that
report in May, and we give discounts and

While we can’t thank you  received $618.00 in donate money per your

individually for doing this ~ donations. purchase. This is a good

(donors are anonymous), alternative for those who

we are thrilled! We can tell
you we receive funds
quarterly, and in March
alone, we received
$365.00 from shoppers
who designated PXE
International as their
charity. Since we started
doing this, we have
received $5,253. That is a
big help to PXE
International.

don’t like Amazon. Also,
if you use their browser,
we get .05 a search, and
this is through a browser
extension, which is easy
to setup, and you can
turn it off and on if it
becomes a bother.


https://id.lunadna.com/referrer/pxe-international-registry?studyName=pxe-peripheral-vascular-study
http://smile.amazon.com/
http://smile.amazon.com/
http://smile.amazon.com
https://www.igive.com/kCJ0yrP

Catch Up on Past Research

Get ready for this year's PXEer meeting by watching past videos. View them on
our YouTube Channel. You will find videos from past conferences, research
presentations, and old webinars. Watch them all and get yourself up to speed
with PXE research and care!

2020 Conference Playlist 2021 Conference Playlist

Contact Us

We love to hear from everyone and help you in any way we can! Email us at
info@pxe.org. Staff read emails daily. Or call us at202.362.9599 x208. If it is
outside of office hours, leave a message and we will get back to you as soon as
we can.
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