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SPAIN PSM REPORT
Claudia Avella, PC Parent
‘ ~ == A mini Pa-

g tient Sup-
M port Meet-
¥ ing was

' held in Ma-
‘drid on the

22nd of Oc-
tober. It
was the first time that a PSM was
organized in Spain. We were met
on the first day with a lovely wel-
come by PC Project staff and ex-
perts. We had dinner and after-
wards we were up past midnight
talking and getting to know each
other.

We found out about PC Project’s
latest initiatives such as updating
the web page and translating ma-
terials to different languages. We
learned that the IPCRR registry is
our best tool for research into pos-
sible future treatments and that
this is one of the reasons that it's
important to update the registry
regularly, so that changes along
PCers’ lifespan can be document-

s %”3" :'&““":'
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ed. We heard how using social
media to spread the PC message
is another thing that we can do
and that we should do it proudly.
In addition, we were able to ask a
panel of experts our questions and
learn about the latest research
advances related to PC.

One PC patient shared her life sto-
ry with us, starting with her diag-
nosis during early infancy, and she
did it from the heart. | am very
grateful to her for doing such a
good job in bringing together and
mentioning so many of the
things that | have felt,

thought or wondered about

in my (as yet) limited experi-
ence with PC. One of her
conclusions was that it's .
better to try and see things 4
with a little humour and not
dwell on the difficulties. | will

do my best to carry this out and
teach my toddler the same way.

The kids who attended the meet-
ing also enjoyed some great activi-
ties during the sessions. | think
this was an amazing solution for
the families that participated and
that both parents and children
were more comfortable this way.
The children dressed up as scien-
tists and had a good time making
toys and customizing their own
caps amongst other fun things.
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For me, personally, as a mother of
a toddler with PC, it was great to
get to know others in the same
shoes. It was a valuable oppor-
tunity to be able to talk to other
parents with children with PC and
to meet PCers who did their best
to describe their symptoms and
what things help them so that |
can try to understand and manage
my own child’s symptoms better.

One of the best things that has
happened as a result of this meet-
ing is the creation of a WhatsApp
group including the participants at
the meeting. This has allowed us
to keep in touch with each other
since the meeting and share rele-
vant information. Being able to
help each other is essential be-
cause what makes PC project suc-
cessful is that we all work togeth-
er. PC patients, family members
and scientists can all contribute
and work as a team, supporting
each other to achieve our common
goals and not less importantly, by
“just being there” for each other.

EDINBURGH PSM REPORT

Julie Peconi, PC Parent Advocate
We have just re-
turned from a fan-
tastic 3 days in Ed-
inburgh in Scotland
attending the 15th
Annual Pachy-
onychia Congenita
Patient Support
Meeting (PSM). The
conference was fit-
tingly called PC:
The Power of You!

Julie

Before the official meeting started,
on Friday afternoon there was a
training session for new PC advo-
cates. These 10 individuals, from
all over Europe and the UK, have
volunteered to take a more recog-
nised role in representing the PC

Project and in teaching others in
their communities about PC. (Dec
NewsBrief will introduce these
new advocates.) In this training,
the PC Advocates were taught
how to best explain what PC is,
the clinical symptoms of PC and
the importance of telling their own
PC stories. Many clinicians and
physicians were also on hand to
help with this training. (We will be
starting another group of US Ad-
vocates. If you are interested in
training and being a PC Advocate,
please email info@pachyonychia.org.)

Friday evening was the drinks re-
ception and dinner. For many of
us it was the first time that we got
to meet Cindy Atha, the new Exec-
utive Director of PC Project. And,
it was a pleasure! Cindy’s enthusi-
asm and passion are a perfect fit
for PC Project and it was nice to
meet her in person. Mary
Schwartz was deeply missed and
everyone is grateful that she will
remain a resource to PC Project
Staff. Friday’s dinner was also a
fantastic opportunity to see other
PCers we hadn’t seen since the
last European PSM and to meet

- =
Cindy Atha and Dr. Eulalia Baselga
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Above: PC Advocate Train-
ing; Below: Sweat Test

many who had come to a PSM for
the first time.

On Saturday, there was a full day
of presentations. These ranged
from understanding PC and the
genetic causes of PC to a discus-
sion of how PCers manage and
deal with their pain. We also
learned of some of the exciting
research that is going on as scien-
tists work towards effective treat-
ments to PC. This included re-
search into the role of keratin and
also microneedle delivery systems
and sweat tests. In the afternoon,
Dr. Phil Gard gave a brief over-
view of Patient Reported Outcome
Measures (PROMs). These are
typically questionnaires which can
help measure how well a treat-
ment is working for a specific pa-
tient group. We then split into our
mutation groups to discuss and
identify possible outcome
measures for PC. This is an ex-
tremely important task as these
outcome measures will be needed
to assess the effectiveness of any
experimental treatments for PC.
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Following this, PCers shared their
care tips and there was a panel
discussion question and answer
session.

Saturday night was a really special

evening. After the raffle (which
raised an impressive £195!), we
were treated to a piano concert by
Paolo David Cognetti. His perfor-
mance was simply amazing and
so heartfelt.

On Sunday, there was another
great discussion on Patient Re-
ported Outcome Measures as the
scientists and clinicians in the
room sought feedback from the
delegates. We also learned of the
next stages in the proposed re-
search. There are so many excit-
ing things going on! This was fol-
lowed by a presentation on the
importance of fundraising for the
PC Project and information on
how to effectively tell one’s PC
story. These are both important
topics as they present a chance to
tell people of the burden of PC
and the burden that a rare disease
can bring. The meeting closed
with the presentation of the first
ever PC Spirit Award which was
awarded to Sylvie Potier for her
great work in recruiting PC pa-

Attendees during main session Saturday morning.

Saturday nights amazing
Piano Concert by Paolo

| X S A

tients to join the International PC
Patient Registry. Well done Sylvie!

The PC children and their siblings
were treated throughout the meet-
ing to a fabulous kid’s programme.
They did all sorts of activities in-
cluding building with marshmal-
lows, science experiments and
volleyball! Holly and Angie, thank
you- you did an amazing job or-
ganising it!

g . Throughout the whole meeting the
2016 PC Spirit Award: Sylvie Potier amazing drive, commitment and
. dedication to finding

effective treatments to
PC was everywhere!
We learned so much
from not only the won-
derful scientists and
physicians that were
there, but also fellow

_‘\ ".»,
ﬂ ‘/ > o b \ PC patients and their
/ 2 \' ‘? friends and family

= members. As one
P s newly diagnosed dele-
O
\§

=" g Jate said: “This was
/ | my first meeting, and
f 2 although it seemed

daunting at first, I'm so
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glad | went. | met some amazing
people, learnt a lot, and it has in-
spired me to share my story and
fundraise for the project. It's a very
scary prospect to let everyone in
on my secret, but | feel it needs to
be done to get knowledge of PC
out there. Definitely attending the
next meeting?’

The overall message of our time in
Edinburgh was one of unity and
empowerment- each of us has the
power to make a difference and
with so many of us working toward
the same goal, this power is
strong! Thank you so much to the
PC Project for bringing us all to-
gether!

Hope to see you at the next PSM!

Late Night Piano Concert by
% | Lorraine (We caught you!) L
I :;{‘I
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RESEARCH THROUGH BIOPSIES
New PC Publication

In 2014, 16 PC patients and 3
'normal control’ subjects
(husbands of PCers) donated bi-
opsies. Ten of these were sent to
Johns Hopkins University (Michael
Polydefkis/Mike Caterina) for a
Neuroanatomy Study searching
for understanding of PC pain. In
2016, Michael Polydefkis conduct-
ed follow-up exams on PC Pa-
tients to further this research. The
findings have now been published
in the leading pain journal and are
available on the Pachyonychia.org
research articles section.

B Pam, K Byrnes, M Schwartz, CD
Hansen, CM Campbell, M Krupi-
czojc, MJ Caterina, M Polydefkis.
Peripheral neuropathic changes
in pachyonychia congenita.
PAIN. 2016 Oct 20.

RESEARCH THROUGH BLOOD

PC and Itch Continued

Two more blood samples were
donated by PCers at Dr. C. David
Hansen'’s clinic. The samples have
shown promising results. Now, the
researchers are planning the steps
forward that will require additional
samples and information. We may
be contacting you for some blood
in the future.

The Clark Brothers

COoPING WITH PC WHILE WORKING

EVERYDAY

Stephen Wittmer, PC Advocate

At first thought, | was going to
write an article of instruction for
PC patients on how to cope with
our rare disease while working
every day. Then it occurred to me
that all of you already experience
the same pain that makes it diffi-
cult (to say the least) to get mov-
ing after a couple days of work. |
am going to tell about my life
these past couple of months in the
hope that it will encourage others
who are in the same boat as | am
in. For some reason, if we know
that others are out there experi-
encing the same, it helps us to
deal with it better. It being Pachy-
onychia Congenita, of course.

Back in August, | decided to make
a big change and try a new adven-
ture. With several issues pressing
me, | wanted to leave for a while.
So | decided to try a new profes-
sion. As a child, | loved shows like
“B.J. and the Bear” and movies
like “Convoy” and “Smokey and
the Bandit”. Back in those days,
even my Grandpa’s Cadillac had a
CB radio. So against the wishes of
my wife, | signed up for trucking
school and nine months of “on the
road” experience. | knew, howev-
er, that | could pull the rip cord and
bail at any time. And, oh how |
wanted to do that after the first
couple of days! And, oh how |
wanted to do that after the first
couple of weeks. | thought this
would be a good job for my feet
because of all of the sitting while
you drive, but what | found out
was that there are long hours with-
out changing your socks, and
miles of walking at truck stops and
customer yards. At the Walmart
distribution centers, for example, |
would have to walk a half mile

from my loading dock to the office
for paperwork.

A far cry from the pampered world
| had created back in Texas, a
place where | never had to walk
more than a few steps from my car
to wherever. Even working on a
ranch wasn't bad with an all-
terrain vehicle toting me around.
But now | had done it. | had to dig
down deep and find another gear.
Was | too old for this? Could my
feet handle this at my age? | knew
that | had pushed my feet much
farther in the past. | have always
had a difficult time finding the
sweet spot of not being on my feet
enough (which caused them to be
too tender for me) and being on
my feet too much. This time, | was
going to find a healthy median, but
it required some honesty with my
co-driver. | swallowed my pride,
and | told him what | was dealing
with. | said it wasn't pretty, but
since we are going to live 24/ 7
with each other, he was going to
see it. | would have to let my feet
air out for a while everyday. |
would have to trim my feet in the
truck, but | would clean it up. | was
born with this problem, and it is
not contagious. Three of my five
children have it...This was all it
took. Being honest with him in-
stead of trying to hide my PC. My
whole life, | have had the tendency
to hide my disorder. Now, | am
being more like my children. They
don't mind wearing flip flops in
front of strangers. They don't cov-
er up their feet when a house
guest walks into the room. And
everyone loves them!

After three months of the trucking
life, | have crisscrossed the coun-
try a dozen times, and | have
found that there is still more life
left in me. | probably won't be do-
ing this a year from now, but it has
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opened new doors and new op-
portunities for me. | am currently
spending a week at home after
being gone for the past six weeks,
and not only do my feet feel good,
but my overall health is better. |
have lost weight, and | am full of
energy. | am thrilled to know that |
still have a lot left in me, and | am
looking forward to the years
ahead, for me and for PC Project.

RAISE FUNDS BY SHOPPING
Online shopping USA & UK
Pachyonychia Congenita Project
Europe is now listed on Give as

you live. A UK site to raise a por-
tion of your online shopping to be
donated to PC Project Europe.

:\*_')
Give as you Live®
iGive.com is the USA site to raise

funds while you shop or search
online.

iGiye

Aate Monev Ear E

yr Charity Gets N

For Free

Please remember to use these
sites when you shop online. It
costs you nothing extra and helps
PC Project raise funds.

For those not in the USA or UK, if
you know of a online shopping site
for your country, that we should
join, please let us know.

2017 UTAH PSM

The 2017 Patient Support meeting
will be held June 15-17, 2017 in
Salt Lake City, Utah. Save the
date! Watch for registration and
more information next month.

QuicK PC SURVEY RESULTS—We received responses from 72 PCers from October’s NewsBrief survey.

When was the last time you visited a physician specifically to treat your PC?

Never

7PCers  within a month

10%

Over 6 years
(many were
20+ years)
20 PCers
28%

2-5 years
15 PCers
21%

72 Responces

14 PCers
19%

within a year
16 PCers
22%

What specialty was this physician that you visited to help manage your PC?

Dermatologist, 38 PCers, 57.6%

Podiatrist/Chiropodist, 23 PCers, 34.8%

Primary Care Physician/GP, 13 PCers, 19.7%

-pecialis , 3 PCers, 4.5%

murse Practitioner, 1 PCers, 1,5%

Emergency Care Physician, 0 PCers, 0%

0.0% 10.0% 20.0% 30.0%

40.0% 50.0% 60.0%

How many times have you seen this physician regarding your PC?

72 Responses

N/A- 1 do not

see a physician :
for my PC, 1time
19 PCers

26.4%

5 or more times
25 PCers
34.7%

Has this physician prescribed any medications to help with your PC pain?

68 Responses

Yes
25 PCers
36.8%

No
43 PCers
63.2%
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