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The information contained on the American Porphyria
Foundation (APF) Web site or in the APF newsletter is
provided for your general information only.

The APF does not give medical advice or engage in the
practice of medicine. The APF under no circumstances
recommends particular treatments for specific individuals,
and in all cases recommends that you consult your
physician or local treatment center before pursuing any
course of treatment.

All information and content on this Web site are protected
by copyright. All rights are reserved. Users are prohibited
from modifying, copying, distributing, transmitting,
displaying, publishing, selling, licensing, creating deriva-
tive works, or using any information available on or
through the site for commercial or public purposes.

What’s New at the APF
www.porphyriafoundation.com

Doctors are Recruiting Patients Now for clinical research
studies. A $4.4 million grant from NIH has jump-started clinical
studies for PCT, EPP and acute porphyrias. Please call our office
for details to be contacted by researchers.

Holiday Gift Giving: Remember the APF in your holiday shop-
ping this year. Visit Amazon or other vendors via the APF web-
site, or honor a loved one with a donation. See page 1, or call
our office for details.

Tell your doctor about the Safe/Unsafe Drug Database for
Acute Porphyria and Emergency Room Guidelines for
Acute Porphyrias. All medical information we distribute is
written by porphyria specialists.

Is Your Membership Up to Date? Don’t miss a newsletter!
Please take a moment to renew at our website, or call us at the
office: 713-266-9617 or 866-APF-3635. Thank You.
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Porphyria Training Week
October 17-21, 2011 was Protect the Future Porphyria Training Week at the Porphyria
Center at the University of Texas Medical Branch in Galveston, Texas. Attending were young doctors
who were selected to participate in the PTF program to train future experts. Dr. Karl Anderson, who
is Director of the Porphyria Center, set up a week of training so that the young doctors could have
experience in the laboratory to understand the unique testing for porphyria and participate in the
research transpiring at UTMB. Dr. Anderson also scheduled patients with every type of porphyria so
that the doctors could meet the patients and hear their personal experiences with the disease.

Several of the young doctors mentioned that they had never met patients with certain extremely rare
porphyrias, like CEP. They also appreciated the opportunity to have such in depth training. Without porphyria experts, like Dr.
Anderson, volunteering to train these young doctors, their expertise would be lost. Like other porphyria experts who are concerned
that the present level of expertise will be lost as the present experts retire, Dr. Anderson has devoted his time to the PTF program and
has trained many of the PTF doctors. This Training Week will be an annual event at the UTMB Porphyria Center. The process to select
more young doctors is underway. Dr. Anderson deserves our thanks for his dedication to porphyria patients and his extraordinary
participation in the PTF training program to assure them that porphyria expertise will not be lost as our present group of experts
approach retirement.

The participants as shown in the photo were left to right front: Desiree Lyon Howe and Dr. Karl Anderson. Back row: Drs. Guilherme
Perini, Maged Rizk, Sahil Mittal, and Angelica de Lima. Dr. Amanpal Singh was not present.

EPP Documentary
APF member, Monica Fleegel and her family were the subjects of a recent documentary on how EPP affects families. Hans Huebner,

who is a producer with the RTL Television and Radio Network, contacted the APF as he had done in
years past. This time, he wanted to take a different slant. Instead of focusing his documentary on one
family member with EPP, Hans wanted to focus on family members who do and do not have EPP and
how they deal with the disease. We had just the right family for them. We contacted Monica Fleegel
who is from a family in which five out of nine children have EPP. The family agreed to work with Hans
and spent two days collaborating on a documentary revealing how people with EPP avoid the sun,
how families help them and how it is difficult on families who don’t have the disease, too. Monica
said it was good for the family “to be able to talk about EPP and what it has meant to us as kids and
adults.”

The RTL network is the number one TV and Radio Broadcasting network in Europe. Since RTL has 41 TV channels and
34 radio stations in 10 countries airing this documentary will greatly enhance EPP awareness. In the documentary,
viewers will see how the family with EPP protects themselves. Since the sun is the culprit, they dress in sun protective
clothing, play golf at night, and live a life that is mindful of every ray of sun. We are grateful to Monica Fleegel, Tom
Foley, Rita Kitzberger, Theresa Westrup and their families for participating in this wonderful opportunity to enhance
EPP awareness and allow people to understand what life is like to be severely photosensitive. We also thank the RTL
network, Hans and Brian, the cameraman. THINK EPP.

Lyons Share
I first want to update you on the Bill HR2674 related to the 340 B hospital drug pricing. WE ARE
GAINING GROUND. Congressmen have told us that they have heard from YOU. Please keep up
the good work—don’t stop! As your representative, I traveled to D.C. to tell Congressman for two
days straight that if they did not put an exclusion in this bill for rare disease, many rare disease drugs
will no longer be produced and people will DIE.

For those who do not know of this issue, in short, thousands of hospitals will be able to buy drugs
for less than it cost to manufacture the drugs. No company can continue to make a product for more

than they can sell it!!!!! Panhematin, for example, is a biologic and is very costly to manufacture. Many, many people are alive today
because of Panhematin, including me and so many of my APF friends. They need Panhematin to stay alive or lessen the suffering of
an attack. Yes, HR 2674 will lower the price of drugs to these hospitals. For blockbuster drugs, this is good for patients, but for rare
disease patients, this is a catastrophe!!! Please call your Congressman on this life and death issue. Call the APF office if you need
more info.



Porphyria Live DVD
Order one and get one free for your doctor. If you have not seen the APF DVD PORPHYRIA LIVE, you will
enjoy it immensely and be privy to an outstanding educational tool. Order PORPHYRIA LIVE today and receive
one free for your doctor or another family member. The DVD includes a number of exceptional interviews, includ-
ing porphyria experts, Dr. Robert Desnick, and Dr. Karl Anderson, who make outstanding presentations on each

of the porphyrias, explaining the differences in the types of porphyria and their ongoing research. The doctors also
take the viewer through their research laboratories and hospitals, namely Mount Sinai Medical School (Desnick) and

The University of Texas Medical Branch (Anderson). You can watch as laboratory technicians are hard at work running porphyria tests
and performing important research for improved diagnosis and treatment. Dr. Sylvia Bottomley, who was involved in much of this life
saving research and who continues to write porphyria chapters in medical text books, expands on the explanation and history of the
diseases. During her interview, she answers the questions we hear most often at the APF about diagnosis and treatment.

Patients with each type of porphyria are also interviewed at their homes and at the hospitals. Among them are Ann Warnke and Karen
Eubanks. Ann, who has EPP, is seen in her garden, well covered to protect her from the sun. Karen is filmed in her hospital bed receiv-
ing an infusion of Panhematin to stop her attack of AIP. Since being a "caretaker" for porphyria patients is very challenging and often
difficult, we interview the spouse of several patients and found these to be some of the most poignant moments. The DVD answers
most of the questions we hear when patients contact the APF. You and your doctor or additional family members will know the FACTS
about the different types of porphyria and will gain a greater understanding of the illness by watching this outstanding DVD, Porphyria
Live. Order the DVD for $20 and get one for your doctor or family members free. Remember to give us the additional address. Call
1 866.APF.3635 or email: porphyrus@aol.com.

Bargain Price, Last on the Shelf
You can also purchase Desiree’s book for yourself and family members and get a DVD free for only $20. Porphyria, A
Lyon’s Share of Trouble shares a history of the APF and great descriptions of each porphyria, as well as a lengthy selec-
tion of personal experiences from patients who suffer from each of the different porphyrias. Their stories on every type
of porphyria are educational, sad, heart wrenching, and often even humorous. Aside from the acute porphyrias,
Desiree also discusses the difficulties that people with EPP and PCT face. All proceeds go to the APF.

Research
Dr. Ryan Caballes, who is one of the APF/PTF doctors, at the Carolinas Medical Center joins Dr. Herbert Bonkovsky as one of the
researchers in a pilot study to investigate the circadian rhythms of patients with acute intermittent porphyria. The study will attempt to
determine whether circadian rhythms are altered in subjects with biochemically active AIP, which may possibly explain why such
patients complain of mood or sleep disturbances. Subjects are monitored by a member of the research team throughout the 24 hour
period to address any of their concerns and assure their safety and comfort.

They need to recruit eligible patients to participate in this study. After the day of the study, volunteers may either return home or choose
to stay in Charlotte for some rest and relaxation at their own expense. In addition to free travel, food, and lodging overnight, patients
will receive a $300.00 honorarium as a sign of appreciation for their time and effort. Please contact the APF if you want to partici-
pate in this study or study coordinator, Gale Groseclose at gale.groseclose@carolinashealthcre.org
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� With Love �
We are grateful when members choose to honor a friend or family member with a gift to the APF. It shows the donors love and also
their trust that the APF will fulfill the mission of bettering the world of patients.

� In Memory �
We are saddened to hear of the passing of dear friends. Some of their loved ones have chosen to honor a life by making a gift to
the APF. We sincerely appreciate their thoughtfulness. Please join us in thanking: Patricia and Roy Julius, Winona and Junior Pruitt,
Beatrice and Robert Darmon, Brenda and Robert Ferguson, Carolyn S. May, Dorothy Logan, Kitty Carriker and Gerry McCartney,
Miriam and Donovan Moore, Diane Z. Park for Bill Carriker; Kathleen Toelkes for Donna Pagano; Kitty Carriker and Gerry McCarney
for Willard M. Carriker; Dale Brehm for Geroge Brehm; Greg Williams and Jeff Jonas, Donna and Darnell Pettengill, Rebecca and
Michael Williams, Robert Arnold, Jim Rowles, Perry Cartlidge, Bridget Walker, Jo Still, Diane Hesselbein, Mack Stallings, Mamie
Douglas, Greg Tims, Henry Hamill for Deborah L. Williams; Margaret and Charles Renner for Jody Bela and Glenn Gentry. Marie
and Frank Jackson for Nancy Ford Drury.

� In Honor �
We are sincerely appreciate your honoring these beloved friend and family members: Sharon I. Koch for Jagger and Jake Liguori;
Carol Fontani for Mira Geffner; Eric S. Gray for Ralph Gray.



National Porphyria Registry
Porphyria experts have created a National Porphyria Registry—
a type of partnership between doctors and patients—a way for
those with porphyria to share information about their health and
treatment so physicians can learn from their experience and use
that knowledge to enhance care. Because porphyria is rare, it
can be hard for doctors to make fast and firm predictions about
how the disease will act in a given patient, or how a treatment
will affect an individual. A patient registry can help doctors learn
more about the porphyrias and helps them to help patients. The
contact registry is a way for patients to be contacted about clin-
ical research opportunities and progress. It is anonymous and
free of charge. All data will be stored in a secure, computerized
database. No personal identifying information (such as your
name, address, telephone number) will be given to anyone with-
out your expressed approval. People who join the Registry will
be contacted by one of the porphyria experts who are members
of the Porphyria Clinical Research Consortium.

The registry is not linked to APF membership, but we hope you
will join the American Porphyria Foundation too! Our diseases
are rare, so we need to speak up and represent our own con-
cerns. The APF has played an active and ongoing part in estab-
lishing and supporting the porphyria Consortium, and supports
porphyria patients and families through education, awareness
and advocacy in hospitals, funding agencies and the media.

Join the Registry by clicking on the Porphyria Registry tab on the
home page of the APF website.

NHGRI The National Human Genome Research Institute cre-
ated the Talking Glossary of Genetic Terms to help everyone
understand the terms and concepts used in genetic research. In
addition to definitions, specialists in the field of genetics share
their descriptions of terms, and many terms include images, ani-
mation and links to related terms. For this educational experi-
ence, go to www.genome.gov where you will find many more
interesting programs.

Canadian Support
For over twenty years, Canadians
have received information, knowl-
edge, understanding, and assistance
from the Canadian Association for
Porphyria. In 2010, the Canadian
Association for Porphyria ceased to
exist due to lack of support. In order

to continue their work, a small group of supportive people have
been meeting in Edmonton, Alberta to start a local, not-for-profit
organization. They are following, slowly but surely, in the foot-
steps of Lois Aitken, former organizer and president of the
Canadian Association for Porphyria. The Alberta Porphyria
Society (APS) formally emerged at their initial meeting on
Saturday, October 15th, 2011 in Edmonton, Alberta, Canada.
The interim board and members brainstormed about ways to ful-
fill the organization's goals and set the agenda for a general
meeting in the New Year. Of course, stories about living with por-
phyria were shared by those around the table. Members of the
APS look forward to providing support and information to those
with questions concerning this little-known disease. If you would
like more information, contact: albertaporphyria@gmail.com.
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Dr. John Phillips
In case you can’t see what is in Dr. John
Phillips’ hand, it is a First Place ribbon for
his delicious Honey. When he is not per-
forming important porphyria research, he
is enjoying his hobby as a Beekeeper!!!
Fortunately for all of us, Dr. Phillips is a
brilliant researcher in the Hematology
Department at the University of Utah at
Salt Lake City, Utah. Many of our mem-
bers know Dr. Phillips, especially those of

you who participated in the Afamelanotide clinical trials. In the
laboratory, he and his colleagues study the synthesis of heme. In
humans, defects in any of the eight steps involved in heme syn-
thesis are termed the porphyrias. The most common of the por-
phyrias is Porphyria Cutanea Tarda (PCT) that is due to reduced
activity of (URO-D).

His laboratory has primarily focused
on this fifth step using a combination
of biochemistry, mouse genetics and
structural studies to understand the
molecular basis of the disease. Since
there are both environmental and
genetic components to the develop-
ment of PCT, they have constructed a mouse model of the famil-
ial form of PCT and have also developed an environmental
model of PCT using environmental toxins such as polychlorinated
biphenyls (PCB’s). In all cases, the phenotype of PCT (blisters on
sun exposed areas of skin, excess porphyrins in urine and excess
iron) is due to an inhibitor of the enzyme. Using these mouse
models of PCT, they are identifying the changes that occur in the
liver that lead to the production of an inhibitor of URO-D. But how
does he also produce Blue Ribbon honey???
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APF 30th Anniversary
Good News!!! Next year is our 30th
Anniversary. We will have lots of events to
celebrate: Patient Meetings, Night-time Fun
Runs, and Conference Calls with Experts
and an opportunity for you to plan your
own FUNdraising events on the internet
with First Giving.

Take a look at what Rob Saupe is doing
http://www.tinyurl.com/3crd83l


