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QUESTIONS AND CON-
CERNS ABOUT THE PC 
CLINICAL TRIAL OF 2008 
by Helaine Alessio 
Many of us already know that a PC 
patient is currently participating in a 
clinical trial. The clinical trial is a 
scientific milestone, because it in-
volves siRNA in skin. It is amazing 
that of all diseases, it is some-
one with PC that will be 
the first human to receive 
an siRNA drug which 
targets a specific mu-
tation. 
 
The goal is to deter-
mine if this siRNA is safe in human 
skin. Based on animal studies, the 
drug is safe. The first step towards 
human use of siRNA is a Phase 1B 
Clinical Trial —a safety trial.  
 
Experiments that were previously 
conducted on animals were very 
expensive. Experiments that can be 
performed on humans are even more 
expensive as the drug has to be 
manufactured to much higher stan-
dards than the drug quality used in 
animals. The current drug develop-
ment has taken four years and cost 
just over two million dollars. 
 
If this specific siRNA is found to be 
safe, the clinical trial is a success.  
And if it can be proven in this safety 
trial that the siRNA is not only safe, 
but also effective, then what? The 
next step is DELIVERY—how do 
you get siRNA to human cells other 
than through unacceptably painful 
injections? So this trial is the ‘door 
opener!’ If only safety is proven, 
that is wonderful and one door is 
opened. If more is proven (that 
siRNA works when targeted to a 

specific mutation), then many doors 
are opened and the focus on patient-
friendly delivery of siRNA will be a 
top priority for PC. 
 
Everyone, especially those with PC, 
wants the scientists to move quickly 
and find a cure for PC, as well as for 
other diseases. Unfortunately, scien-
tific discoveries take time. Here is 
why. 
 
Prior to a clinical trial, basic re-
search experiments are conducted to 
test different ideas and treatments 
related to a disease, first using cells 
and then using animal models. Im-
portant questions related to the dis-
ease include: what causes it, what 
hastens its progress, what slows 
down its progress, what are the best 
forms of treatment, and what are 
possible cures. Experiments that 
address these questions take time 
and money. 
 
After successful animal experi-
ments, clinical trials in humans are 
possible. This is happening with a 
PC patient now. 
 
Here are 4 typical questions about 
clinical trials: 
1. What is a clinical trial? 
A Phase 1 clinical trial is a research 
study where a small number of hu-
man volunteers are studied to find if 
a drug is safe. 
 
Of the different kinds of clinical tri-
als, the one that the PC Project is 
funding is designed to test a new 
treatment (specific siRNA) for peo-
ple who have a serious medical con-
dition (PC). For many reasons, the 
first human clinical trial using 
siRNA is being conducted on one 

patient who has agreed to abide by 
all of the rules set out by the proto-
col developed by the medical doc-
tors and scientists, including pre-
liminary and on-going tests, twice a 
week injections, photography, col-
lecting shaving samples, keeping a 
diary, and following all other proce-
dures for 14 weeks. 
 
2. Why are clinical trials done? 
Clinical trials are done to see if a 
new drug is safe and effective for 
people to use. For most trials, re-
searchers, doctors, and other health 
professionals administer the clinical 
trials according to strict rules which 
must be approved. In the US, the US 
Food and Drug Administration (US 
FDA) has very high standards for 
human clinical trials. In other coun-
tries, similar government agencies 
lead these efforts to make sure that 
people who agree to be in studies are 
treated as safely as possible. 
 
3. Who should consider clinical 
trials and why? 
Some people participate in clinical 
trials because they have exhausted 
standard (approved) treatment op-
tions - which either did not work for 
them, or they were unable to tolerate 
certain side effects. Clinical trials 
may provide another option when 
standard therapy has failed. 
 
It is important to test drugs and 
medical products in the people they 
are meant to help. It is also impor-
tant to conduct research in a variety 
of people because different people 
may respond differently to treat-
ments.  
 
Until the results of the first siRNA 
trial are known, it is unclear what 
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the next steps will be. Do other pa-
tients need to be tested?... One thing 
already proven is that no others will 
be tested with injections — that’s 
way too painful. So before another 
trial with siRNA, the delivery op-
tions must be improved. 
 
4. Are clinical trials safe? 
The FDA works to protect partici-
pants in clinical trials and to ensure 
that people have reliable information 
as they decide whether to join a 
clinical trial. The federal govern-
ment has regulations and guidelines 
for clinical research to protect par-
ticipants from unreasonable risks. 
 
Although efforts are made to control 
the risks to clinical trial participants, 
some risks may be unavoidable be-
cause of the uncertainty inherent in 
medical research studies involving 
new medical treatments. 
 
So, at this point, the clinical “trial of 
the century” is taking place as this 
article is being typed. Until the 
siRNA trial is completed, no results 
are to be released and no conclu-
sions should be reached, although 
the fact that the trial is continuing 
shows that no safety issues have oc-
curred to stop the trial.   
 
At the end of the trial, all results 
(photographs of the site on the foot, 
RNA testing of the shavings col-
lected weekly, clinician reports, pa-
tient reports, etc.) will be analyzed.  
The results will be made available to 
all PC patients either in the next 
newsletter, on the web, or through a 
mailing to the IPCRR members. 
 
All of the data will be presented at 
scientific meetings in May 2008 in 
Kyoto, Japan and in Hefei, China 
with PC researchers from around the 
world who will decide the best path 
forward. 

The plan for the next steps in re-
search will be developed and imple-
mented as funding permits. Is 
siRNA the best way forward? Do 
other drugs hold promise of being 
developed less expensively or more 
effectively? 
 
PC scientists continue to request 
funding from private and federal 
agencies to support research efforts. 
The PC Project continues to solicit 
contributions, no matter how small, 
from as many people, organizations, 
and other sources as possible to as-
sist in supporting on-going research 
to develop and delivery therapy for 
all PCers. 
 
For more information about clinical 
trials, go to: http://www.fda.gov/
oashi/clinicaltrials/clintrialdoc.html 
 
WHAT HAS THE SIRNA 
TRIAL ACHIEVED? 
by Mary Schwartz 
If you are not the patient in the 
siRNA trial, how is the clinical trial 
important to you? The world-wide 
interest in PC has risen more than 
we can describe because of this trial. 
Contacts from companies which of-
fer possibilities for development of 
other PC therapy, from physicians, 
and from patients are received daily 
because of the trial. Every single PC 
patient is being benefited by this 
trial — and all future achievements 
in development and delivery of PC 
therapies will be built on the founda-
tions established by the phenomenal 
achievement of reaching a clinical 
trial status for an ultra rare disease. 
It just doesn’t happen. Credit is due 
the incredible group of PC research-
ers and physicians — and without 
PC Patients, none of this would be 
happening. 
 
PC Project researchers are following 

many paths at the same time both in 
discovering and developing drugs, 
and in developing delivery systems. 
In addition to the siRNA being 
tested, siRNA drugs have already 
been designed for each PC gene 
(K6a, K6b, K16 and K17), other 
studies have already been completed 
on already approved drugs, and oth-
ers are underway. Those in the 
IPCRR are contacted when some-
thing pertinent for them is being 
studied and are given an opportunity 
to participate.  
 
That will continue to happen as we 
move forward. This first formal 
‘clinical trial’ is a milestone for all. 
 
TIPS AND TRICKS –  
LIVING WITH PC 
by Holly Jones 
When the Patient Advisory Board 
discussed pain, two facts were deter-
mined: 
1.  Pain is the common denominator 

among PC patients. 
2. Pain management is extremely 

individual. Don’t forget that 
what works for one person may 
not work for another! 

 
The Patient Outreach Working 
Group submitted some of their fa-
vorite ways for managing pain. 
More tips and tricks will be shared 
in our next newsletter. For additional 
ideas on pain management, please 
see the Patient-to-Patient tips on the 
PC Website under “Info For Pa-
tients.”  
(http://www.pachyonychia1.org/
TIPS/COPY.Tips.2007-11-
08.Expanded.html) 
 
• K16, K6a—Pop blisters and trim 

calluses regularly. “I drain the 
liquid in blisters as soon as pos-
sible.” (The pain relief is often 
immediate.) 
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• K16 —Don’t walk: “My main 
pain management is not to walk. 
It sounds blunt but I can cycle 
and can crawl on my knees, and 
I also try and 'save' my feet for 
when I really have to walk.”  

 

• K16—-Other ways to not walk: 
Internet shop, wheelchair, saddle 
or office chair in kitchen and 
have nice people in your life 
who help you in the following 
ways: 

• Gives piggyback 
rides 

• Drives you from 
door to  door and 
goes to park the 
car 

• Does chores/runs 
errands for you 

• Tells you to do 
nothing, just rest 

 
• K6a, K16 —Put feet in water: 

“When my feet are hot and sore, 
I give them a short dip in cold 
water.”   

 

• K6a—“I rest in a tub for some 
minutes in warm water (as warm 
as possible).” 

 

• K16—Roll a soft sock or insole 
and place it under the arch or the 
foot in a shoe to take the pres-
sure off of the ball of the foot 
where the pain usually is. I do 
this a lot, but I have formed cal-
luses under the arch with the 
approach. 

 

The specific mutation is not yet 
known for the following tip con-
tributors: 
 

• If feet are hot, use a relaxing/
refreshing foot spray or gel. 
They usually contain menthol or 
peppermint.  Use talcum powder 
or foot antiperspirant to keep 
feet dry 

 

• Disability parking badge – the 

best thing ever!!! [NOTE: PC 
Project has helped many patients 
with this application.] 

 

• In the shower, sit on a shower 
chair. 

 

• Odor-eating insoles to keep feet 
dry and to have something soft 
to step on, often 2-3 pairs at a 
time, sometimes the lower one is 
of other, even softer material.  If 
I know I’m going to a place 
where I need to take my shoes 
off and I can’t even wear my 
slippers there, I place odor-
eating insoles inside my socks – 
at least some cushioning instead 
of walking “barefoot.” 

 

PROFILE ON MARY 
SCHWARTZ 
by Dave Fowler 
One of the greatest mysteries about 
PC Project has always been the 
founder herself, Mary Schwartz.  
 
Just who is this “Grandma” who de-
veloped this organization from noth-
ing and has done 
everything possible 
to promote the de-
velopment of treat-
ments and ulti-
mately a cure?  
Now that the news-
letter is being written by PC patients, 
we can try to answer some of these 
questions. Mary was born in Florida 
and moved to California  on her 
own at a very young age.  

 
She and her husband, Joel, have 
been happily married now for 43 
years and are the parents of 4 boys 
and a girl. Raising a family was a 
full-time career while the children 
were growing up. 
 
Mary has always had an interest in 
family history (genealogy) and had a 
small research company in the late 
1970’s doing family history work. In 
1981, she went to work as a re-
searcher for a firm that conducts in-
ternational probate research 
(genealogy for the courts). When the 
owner decided it was time to sell, 
Mary had such a love for the busi-
ness and the library of old books, 
that she convinced him to sell it to 
her. Mary quickly developed a repu-

My name is 
Lorraine 
Hurley and 
I'm 12 years 
old. I live in 
Waterford, 
Ireland with 
my parents 

and my sister, Yvonne. I've had 
PC symptoms since I was about 
six and I'm the only person in 
my family with PC, so it was 
like a dream to meet Mary, Jan 
and everyone else in Scotland 
in 2006. I find that my feet hurt 
more in hot weather and when 
the calluses on my feet are 
smaller. I cut down the calluses 
with a safety scalpel, but I cut 
them down as little as possible 
because it's really sore when I 
do. I would love to hear from 
anyone. You can email me 
through the Patient Message 
Board email. I hope to meet you 
in Scotland in July, but until 
then, hang in there! 

 

LORRAINE HURLEY FROM  
WATERFORD, IRELAND 

KIDS CORNER 
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KIDS CORNER 

tation as an expert in the field of 
probate research. In 1991, the com-
pany opened an office in Utah. 
 
In 1993, when her son, David, fell in 
love with Janice, so did Mary and 
she decided to investigate what 
could be done about the skin condi-
tion that was affecting her daughter-
in-law. Many individuals and or-
ganizations advised Mary that PC 
research wouldn’t go anywhere be-
cause it impacts too few people and 
would never attract enough interest.  
As it turns out, telling Mary that 
something “can’t be done” was all 
the motivation she needed.  
 
With an incredible amount of tenac-
ity and determination, Mary has 
pushed the focus of PC research to 
the forefront for many groups.  
 
Through the great sacrifice of her 
own time and finances, she has 
brought PC project to the point of 
doing clinical trials in a third of the 
time it would normally take.  Mary 
herself describes the project as a bit 
of a miracle as the pieces have just 
fallen into place at times.  Whenever 
a roadblock appeared, a solution was 
not far off.   
 
Mary is very humble in describing 
what her role has been in the PC 
project and she’s probably not at all 
fond of having this article written 
about her.  The fact is, though, that 
without the drive and determination 
of Mary Schwartz, research into PC 
would be nonexistent.  On behalf of 
the entire PC community, Mary, you 
have our eternal thanks and appre-
ciation. 
 
IPCC ANNUAL MEETING 
MAY 18-20 
HEFEI CITY, CHINA 
by Dave Fowler 
The International Pachyonychia 
Congenita Consortium (IPCC) is a 

group of physicians and scientists 
who collaborate on PC related re-
search, clinical trials and other ef-
forts towards finding treatments and 
a cure for PC.  Through email and 
conference calls, members of the 
IPCC exchange research information 
frequently—sometimes daily. On an 
annual basis, this group comes to-
gether to review the latest findings 
and work cooperatively on setting 
strategies and goals. 
 
The meetings are sponsored by PC 
Project and this year will be hosted 
by Dr. Xue-Jun Zhang, President of 
the Chinese Society of Dermatology 
and President of the Anhui Medical 
University.  The meeting will be 
held in Hefei City, China on May 18 

– 20 and will focus on the following 
objectives: 

• Identifying additional PC pa-
tients 

• Setting goals for the next 2 to 
3 years for PC-related research 
to advance PC therapeutics 
and delivery to patients 

• Identifying the steps necessary 
to achieve the goals 

• Obtaining commitments for 
assignments and working 
group  

 
Also in attendance at this meeting 
will be Stephen Jiang and Dave 
Fowler from the Patient Advocate 
Board.  Stephen and Dave will lead 
a discussion group with the Chinese 
patients in attendance.  This will be 
the first time many of these patients 
will have met other PC patients and 
should prove to be very exciting.  
 
2008 PC PROJECT  
PATIENT SUPPORT MEETING 
by Nicky Smith 
This summer, the seventh PC Patient 
meeting will be held in Pitlochry, 
Scotland.  If you have never been to 
a Patient Support meeting before, 

and if you have not already booked, 
please consider being there – you 
will have a wonderful time!  
 
Prof. W.H. Irwin McLean and Dr. 
Frances J.D. Smith of the University 
of Dundee will again host the meet-
ing.  They will be joined by a num-
ber of outstanding 'experts' and more 
than 50 PCers from around the 
world. We are so grateful to all of 
them for giving their time to be with 
us. 
 
Where? The beautiful Atholl Palace 
Hotel located in Pitlochry, which is a 
lovely area near Dundee, Scotland.  
Take a look at the hotels website at 
www.athollpalace.co.uk - it looks 
like a stunning location! 

When? July 15-17.  For the Patient 
Support Meeting, you will need to 
check in on Tuesday, July 15th, and 
check out on Friday, July 18th (3 
nights).  If you wish to arrive early 
or stay later, you can make arrange-
ments with the hotel and pay for 
those extra nights. 
 
How? There are 4 easy steps. 
1. Go to the PC Project website at: 

www.pachyonychia.org. 
2. Pay the meeting fee – follow 

instructions on the screen. 
3. Complete the Registration Form. 

The registration form provides 
the meeting reference you will 
need to provide when you make 
your hotel reservations. 

4. Make your hotel reservation di-
rectly with the Atholl Palace 
Hotel; the phone number is  
(+44) 01796 472400.  Be sure to 
provide the meeting reference 
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found on the Registration Form 
so that your rooms will be billed 
to the meeting. If there are no 
rooms available at the Atholl 
Palace, please contact PC Pro-
ject for information on nearby 
alternate hotel sites. 

 
If you are unable to make your 
booking via the Internet, please con-
tact Mary Schwartz at PC Project, 
2386 East Heritage Way, Suite B, 
Salt Lake City, UT 84109 (Phone 
877-628-7300 toll free US/Canada.) 
 
What? The team is working hard 
planning the conference. The pro-
gram is not yet completely finalized, 
but the basic meeting schedule will 
be:  
 

• Tuesday, July 15th – Open-
ing ceremony & welcome 
dinner at 6:00 p.m. 

• Wednesday, July 16th – 
Breakfast, workshops & 
classes, lunch and dinner. 

• Thursday, July 17th – 
Breakfast, workshops & 
classes, lunch and dinner.  
Closing ceremony. 

 
There will also be plenty of extra 
'free' time – but there’s a lot to fit in!  
There will be sessions for children.  
A group of six volunteers will be 
there to staff the kids’ sessions.  
There will be three groups for the 
children, including a teen group (12 
and up).  
 
Theme?  This year, the meeting will 
have the theme of ‘The Olympics’.  
 
Why? If you have attended a PC 
meeting before, you will know ex-
actly why you should be there!  
However, if you are new to the PC 
Project – Welcome! I attended my 
first meeting two years ago in Dun-
dee.  It was so wonderful, for the 

first time in my life, to meet others 
that understood, even where lan-
guage may have been a barrier.  
From when I first met some of the 
other PC folk at the airport, every-
one was so welcoming and friendly.  
It was amazing to learn about all the 
work the brilliant scientists are doing 
on our behalf to find a cure.  It was a 
privilege to meet Mary, Jan and their 
family.  100 people are already 
booked to attend our 2008 meeting – 
it’s going to be great – why not reg-
ister today?  We look forward to 
meeting you in July! 
 
PHILLIP MAZZO  
SCHOLARSHIP AWARDS 
FOR 2008 PSM 
Following the April 1 deadline, the 
following scholarship applications 
have been reviewed and these indi-
viduals will receive funding. The 
committee will determine the 
amount of funding for each and their 
essays will appear in the next issue 
of the PC Patient Newsletter. 
Margaret Dobiech (age 9) 
Haley Northcutt (age 16) 
Holly Jones (adult) 
Bat-Hen Tenzer (young adult) 
 
YOUR DONATION MATTERS 
Here’s How YOU Can 
Make a Difference! 
by the Fundraising Team 
 Since our last update, the PC Pro-
ject Fundraising Team has been busy 
writing the official guide to raising 
money on behalf of PC Project.  The 
first draft is complete and currently 
being edited. Soon it will be sent to 
Mary and the PC Patient Advisory 
Board (PAB) for comment.  Our 
team’s goal is to publish the guide 
and have it available both on-line 
and in hard copy by May, just in 
time for summer events! 
 
But you certainly don’t have to wait 

for the guide to raise money for PC 
Project! 
 
As you have learned, the mission of 
PC Project is to find a cure.  The 
vision is to educate, inspire and con-
nect those touched by PC, and other 
related disorders, now and in the 
future.  PC Project is an advocate to 
increase awareness, provide emo-
tional support, and provide medical 
research funding.  PC Project seeks 
monetary assistance and pledges so 
that it can work towards improved 
treatments, genetic testing and a 
cure. 
  
PC Project is extremely fortunate to 
have assembled an elite team of na-
tionally and internationally recog-
nized physicians, researchers, scien-
tists and professors who are working 
tirelessly to develop new and more 
effective ways to help PC patients, 
and who are also very committed to 
sharing their ideas and treatments 
with each other.  The group collabo-
rates regularly to identify the spe-
cific challenges they face in bringing 
new treatments for patients with ge-
netic mutations in keratins, a major 
component in skin. Genetic testing is 
presently a crucial step in learning 
more about PC.  
 
The process of developing safe new 
treatments, clinical trials and finding 
a cure is a complex and time con-
suming process.  The main objective 
of PC Project is to develop and de-
liver therapeutics for PC.  The medi-
cal research grants are designed to 
test the latest ideas and increase ac-
cess to new treatments, not only 
across the country, but worldwide, to 
improve quality of life and find a 
cure.  Grants distributed from PC 
Project are designed to fill the criti-
cal gaps in funding as identified by 
doctors and researchers.  An amaz-
ing outcome to finding a cure for PC 
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will also assist and positively impact 
the treatment of so many other ge-
netic disorders. 
 
PC Project funds many PC research 
projects at noteworthy institutions 
across the United States, in places 
such as the University of Utah, Yale, 
Stanford, Baylor, the University of 
Colorado, and world-wide at the 
University of Dundee/Scotland, in 
Singapore, China, France and Ger-
many, to just name a few. PC Project 
also hosts annual Patient Support 
Meetings and IPCC scientific meet-
ings and funds the costs of the 
IPCRR (PC research registry includ-
ing genetic testing). 
 
PC Project goals require extensive 
funding, but every donation truly 
makes a difference.  So, what better 
way to show your support for PC 
Project than by planning a project or 
throwing an event designed to raise 
money for  PC Project and by donat-
ing yourself? 
 
Once you decide to conduct a fund-
raising project or event, please let 
Mary Schwartz know by contacting 
her at 1-877-628-7300 or email at 
mary.schwartz@pachyonchia.org  
so that details can be worked out 
regarding tracking individual dona-
tions, reports needed, etc. 
 
Good luck and look out for the guide 
this coming May! 
 
IRS APPROVES  PUBLIC 
CHARITY STATUS FOR  
PC PROJECT 
In November 2003, when PC Project 
was founded, the IRS granted a five-
year temporary public charity status  
under US law 501(c)(3). In Novem-
ber 2007, the US IRS required an 
extensive review of 2003-2007 to 
determine whether or not PC Project 
met the standards of a public charity 

under the law. From 2003-2007, PC 
Project received $2,398,177 in dona-
tions. Of that less than 3% of that 
funding was for overhead — and 
97%+ was spent for program ser-
vices.  
 
To qualify as a public charity only 
65% of funding can be from a single 
individual. Therefore, because 85% 
of all funding was donated by a sin-
gle individual, PC Project had to file 
a special report. Over a period of 
several months, PC Project staff pre-
pared an extensive (1” thick and 
over 150 pages)  “Facts and Circum-
stances” report for the IRS to estab-
lish the public nature of PC Project.  
 
 
 
 
 
 
 
 
 
 
In March 2008, the IRS granted 
permanent status to PC Project as 
a public charity! However, it is still 
necessary and important that PC 
Project have donations that demon-
strate support from (a) a wide vari-
ety of individuals and entities and 
(b) a growing percentage of the 
funding coming from varied sources 
and not from one individual. The 
Fundraising Team of the PAB has an 
essential and important role 
in generating fundraising ef-
forts by all those affected by 
PC.  
 
BOB MCLEAN— 
A FUNDRAISING 
HERO 
Many PCers who attended PC 
Patient Support meetings in 
Dundee, Niagara Falls or 
Park City, know Bob 

McLean. He is Prof. Irwin McLean’s 
brother, and a true hero for PCers. 
He provides every service needed at 
the meetings—driver, video camera 
operator, and general friend. Now, 
Bob has undertaken a new role as 
the LEADING fundraising guru for 
PC Project. Not only did he sell a 
beloved tractor and donate profits, 
but he held an amazing car rally 
event in his hometown of Bally-
money (a small village in Ireland.) 
Here’s the write-up from the local 
paper. 

Let’s follow the great example of 
our dear friend Bob McLean and 
have every PCer find some activity 
or event to sponsor in their own 
hometown or area for 
PC fundraising. Note the PC 

brochures on 
the car win-

dows and hood. 
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PC REGISRY IPCRR 
Are you registered in the Interna-
tional PC Research Registry? 
 

YES NO 
 

If you checked YES, then you are 
contributing in a major way towards 
finding a cure for PC. The IPCRR is 
the most important thing a patient 
can do. Because PC is so rare, par-
ticipation by each PC patient means 
a great deal. By gathering informa-
tion from PC patients in one interna-
tional registry (the IPCRR), physi-
cians and research scientists from 
around the world are able to effec-
tively study the disorder. 
 
If you checked NO, then please con-
sider doing one the following: 
 
E-mail PC Project at — 
a) IPCRR@pachyonychia.org. 

Please provide a telephone num-
ber, address and time when we 
may call you.  Please include 
your country code if out of the 
USA. 

b) Write to PC Project at IPCRR, 
2386 East Heritage Way, Suite 
B, Salt Lake City, UT 84109. 
Please provide a telephone num-
ber and time when we may call 
you. 

c) Call PC Project (toll free in US 
and Canada) at 877-628-7300. 

 
You will usually receive materials 
within a few days including a Con-
sent Form and Questionnaire and a 
request for photos of fingernails, 
toenails, palms, soles, heels, tongue, 
cysts, and other signs of PC.  
 
Once the paperwork is received at 
PC Project, a telephone consultation 
with a Board Certified Dermatolo-
gist will be scheduled at your con-
venience. If you request genetic test-
ing, the physician will make the re-
ferral for you. There is no charge to 

you for any of the services, includ-
ing the genetic testing, which can 
cost more than $2,000 per test. 
 
Those who participate in the IPCRR 
have access to the Special Section of 
the website; if you don’t have your 
username or password, let us know. 
 
The IPCRR is essential to gather 
accurate information directly from 
those with PC which really moves 
research forward. We encourage you 
to participate in the IPCRR.  
 
BENEFITS TO IPCRR 
PARTICIPANTS 
For patients who are part of the 
IPCRR, their 30 minutes of time to 
fill out the questionnaire provides 
many benefits directly to them. PC 
Project can help PC patients who are 
part of the IPCRR in many ways. 
Here are some examples: 
• Assist with SSDI disability let-

ters 
• Assist with UK disability 
• Disabled parking applications 
• Letter for adoption agency 
• Verify for insurance coverage 
• Letter to help with classroom 

assignment 
• Consultations with local physi-

cians before procedures are un-
dertaken 

 
If you are in the IPCRR and need 
assistance on decisions about care or 
other needs related to PC, please 
don’t hesitate to contact PC Project. 
If the information needed is on file 
through the IPCRR, in almost every 
case, one of the physicians will be 
able to assist you. 
 
PC TRUST 
In 2007, under the leadership of Ir-
win McLean, several PCers in the 
UK formed a committee to establish 
a UK charity called PC Trust to be 
able to do fund raising and utilize 

tax benefits of the UK system.  
Within the last days of March 2008, 
this special effort has evolved to 
something even more valuable. In-
stead of having to operate independ-
ently, the charity can now be estab-
lished under the University of Dun-
dee Trust Accounts program, which 
provides all of the benefits of a sepa-
rate charity, but with the assistance 
of the university accounting and 
fund raising expertise. This is an 
outstanding result.  
 
Our thanks to Prof. McLean, Suz-
anne Barrall, Tania Ryland, Nicky 
Spratt and others who caused this to 
happen. It is imperative that funding 
streams be established that are di-
verse and representative of the 
broader PC community. 
 
PC PATIENT 
NEWSLETTER 
The Newsletter is written by and 
intended for PC Patients and anyone 
else interested in advancing the 
treatment or a cure for this condi-
tion.  If you have any items you 
would like to see included in future 
newsletters or topics you would like 
to have covered, please let us know 
by e-mail at info@pachyonychia.org   
The Newsletter Team is internation-
ally represented by: 
 
Helaine Alessio       
Oxford, Ohio  
 
 
 

Dave Fowler 
Calgary, Alberta 
 
 
 
 

Holly Jones 
Clearwater, Florida  
 
 
 
 

Nicky Smith 
Sunbury-on-Thames,  
Middlesex  




