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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.
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Dr. Eric Gou Protect the Future’s Newest Doctor   The Protect the Future (PTF) program is one of the most 
important programs the APF. To explain, the present porphyria experts have been the major source of porphyria      

expertise for over thirty years. Having men and women of this caliber is an extraordinary treas-
ure, however, all of them are approaching retirement age.  When this occurs, their expertise will 
be lost if we do not train young experts as a means to protect the level of knowledge about por-
phyria already attained, as well as protect our future health.  Thus, the APF initiated the PTF      
program to have the present expert train the next generation of experts. These young men and 
women not only learn from mentors in the US, they are also included in the international confer-
ences where they receive in depth knowledge from some of the most esteemed porphyria      ex-
perts in Europe.  The PTF doctors and their mentors diagnose and treat patients together, as well 
as  collaborate on research projects, medical journals and medical texts.    
We are proud to announce that our newest future expert is Dr. Eric Gou.  A native of Houston, 
Dr. Gou moved to Austin at age twelve.  He spent a few years outside Texas for undergraduate 

studies at Johns Hopkins University in Baltimore, Maryland where he studied biology and psychology and graduated 
cum laude.  Next he attended the University of Texas Southwestern Medical School in Dallas, Texas and met Michelle, 
his "significant other" of four years.  Michelle is currently a second year resident in Pathology at the University of Texas 
Medical Branch in Galveston, Texas where Dr. Gou is pursuing porphyria research with expert, Dr. Karl Anderson.  
Dr. Gou loves road cycling, swimming and watching cooking shows and trying to replicate the dishes at home. He com-
bined his love of cycling with a challenging volunteer effort for the benefit of cancer research.  Dr. Gou biked from Bal-
timore to San Francisco to raise money for the American Cancer Society while teaching communities across the country 
about cancer awareness and prevention.  In addition, he organized transportation and lodging in the communities    
involved.   He also was worked with officers of the Asian Pacific American Medical Student Association to organize the 
Hepatitis B Awareness Forum, as well as organizing transportation and lodging for regional and national conferences. 
We are fortunate that young doctors of Dr. Gou’s experience are part of our PTF program.  

 
Dr. Ashwani Singal  is another PTF Doctor on our team.  We are very proud that an article 
about his research project, which began as Dr. Singal’s  MS thesis, Low-Dose Hydroxychloroquine 
is as Effective as Phlebotomy in Treatment of Patients with Porphyria Cutanea Tarda (PCT)  has 
recently been accepted by the prestigious journal, Clinical Gastroenterology and Hepatology. The 
paper describes initial findings from the study that will continue as a research project. PCT is an 
iron-related disorder caused by reduced activity of hepatic uroporphyrinogen decarboxylase 
(UROD); it can be treated by phlebotomy or low doses of hydroxychloroquine.  The research team, 
Csilla Kormos-Hallberg, M.D.; Chul Lee, Ph.D.; V.M. Sadagoparamanujam, Ph.D., James J. Grady, 

Ph.D.; Daniel H. Freeman Jr., Ph.D.; and Karl E. Anderson, M.D. also shares authorship on the journal article  and will 
perform the prospective pilot study to compare the efficacy and safety of both therapies.  The aim was to show that 
time to remission, as defined by a normal plasma porphyrin concentration, is noninferior for HCQ when compared to 
phlebotomy.  Phlebotomy is the more accepted treatment in the U.S. The data in the paper indicates they are equiva-
lent, but statistical significance for noninferiority was not achieved. The researchers analyzed data from 48 consecutive 
patients with well-documented PCT to characterize susceptibility factors; patients were treated with phlebotomy (450 
mL, every 2 weeks until they had serum ferritin levels of 20 ng/mL) or low-dose hydroxychloroquine (100 mg orally, 
twice weekly, until at least 1 month after they had normal plasma levels of porphyrin). The research team compared 
the time required to achieve a normal plasma porphyrin concentration (remission, the primary outcome) for 17 patients 
treated with phlebotomy and 13 treated with hydroxychloroquine.  The result was that the time to remission was a   
median 6.9 months for patients that received phlebotomy and 6.1 months for patients treated with hydroxychloroquine 
treatment , a difference that was not significant, 100 mg twice weekly, is as effective and safe as phlebotomy in      
patients with PCT, although noninferiority was not established. Given these results, higher-dose regimens of 
hydroxychloroquine, which have more side effects, do not seem justified. Compliance was better and projected costs 
were lower for hydroxychloroquine than phlebotomy treatment. Long-term comparative studies are needed.    
 
Support the PTF Program  You may ask how does the APF facilitate training almost 20 young doctors, which 
is a very costly program.  Like anything else the APF accomplishes, it is through your help donations and those of your 
family, friends, industry, donors and all who recognize that without training young doctors, porphyria expertise will be 
lost.  We need your help please.  Future experts are essential for your future health.  They are the ones who will be 
writing the text books your doctors will be reading to know how to treat you.  They will be performing the life saving 
research.  They will be the ones consulting with your physicians.  Please make a special contribution to this program 
and mark your special donation PTF. 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.

More Porphyria Research  The American Porphyria Foundation (APF) is very active in recruiting patients for 
research, as well as raising funds from members, private donors and industry to support life chang-
ing research. Below are a few of the recent research projects that need our members support.   
Dr. Herbert Bonkovsky and his research team at the Carolinas Health Care Systems in Charlotte, NC, 
plan to discover how heme exerts its beneficial, as well as its toxic effects, in order to improve their 
knowledge of the manifold effects of this primordial molecule and in order to improve the health 
and well-being of patients with porphyria. Heme is a molecule formed from iron and protoporphyrin 
upon which most life on earth depends. Heme makes our blood red and helps our hemoglobin to 
carry oxygen to our tissues and carbon dioxide away from our tissues. Normally, levels of heme in 

our tissues are closely regulated: Excesses of heme cause decreases in new hemesynthesis and increases in heme 
breakdown. How heme does this is not well understood as in the porphyrias in which heme synthesis is deficient and/or 
in which potentially toxic precursors of heme accumulate. Some of these diseases can be treated by giving heme intra-
venously, but excess heme, too, may be toxic, so there is much to learn in this new project.    
 
Dr. Karl Anderson’s research/laboratory center also has a longstanding interest in the human porphyrias. Their research 
focuses on developing new therapies and strengthening the evidence for existing therapies. They primarily design and 
conduct prospective studies, rather than retrospective studies of existing records.  This research requires significant 
numbers of well-characterized patients with whom they have positive ongoing relationships. Many patients with porphy-
ria are inadequately diagnosed and managed, because there are few specialists with adequate experience to oversee 
the complexities of porphyria diagnosis and treatment.  To engage enough patients countrywide, the research team 
needs to provide advice on what they need in terms of more accurate diagnosis and better treatment. Other centers 
have mostly emphasized nonhuman studies or molecular research that does not require prospective relationships.    
Engagement with the extended community of porphyria patients also highlights issues that the community thinks need 
further research.  To find and establish with enough patients for research, Dr. Anderson’s team interacts frequently 
with patients, family members and physicians at a distance and respond to their requests to provide advice on diagno-
sis and treatment. They also maintain the only laboratory in an academic institution in the US that is certified to accept 
samples for diagnostic biochemical testing and issue reports that include detailed interpretations of the results.  
For information about other clinical trials, see www.clinicaltrials.gov.  ClinicalTrials.gov is a registry and database of 
federally and privately supported clinical trials conducted in the United States and around the world. ClinicalTrials.gov 
gives you information about a trial's purpose, who may participate, locations, and phone numbers for more details. This 
information should be used in conjunction with advice from health care professionals. IF YOU HAVE AN IDENTIFIED 
MUTATION, PLEASE CONTACT THE APF AS THE CONSORTIUM NEEDS YOUR INPUT asap!! 

 
  PANHEMATIN®, a therapy for the Acute Porphyrias, is used effectively in treating attacks and 
preventing attacks.  Approved over 25 years ago as the first Orphan Drug, some doctors are still not 
familiar with treatment.  The APF continues to educate physicians on the benefit of Panhematin® and 
provides comprehensive information and instruction on its use.  If you would like your physician to 
receive this physician education packet, please contact the APF.  It is very important for all doctors to 
know about the clinical benefit of Panhematin®, because attacks of the Acute Porphyrias can pro-
gress to a point where irreversible neuronal damage can occur.  Panhematin® is intended to prevent 
an attack from reaching the critical stage of neuronal degeneration.  The clinical benefit depends on 

prompt administration of Panhematin®.   Unfortunately, Panhematin® is not effective in repairing neuronal damage.   
The exact mechanism by which hematin therapy produces symptomatic improvement in patients with acute attacks has 
not been determined.  However, your input on the Longitudinal Study and other studies being conducted by the re-
searchers should prove very helpful to answer these and other questions.      
 
If you want to visit an outstanding site featuring information for you and your physician on the Diagnosis and Treat-
ment of the Acute Porphyrias, see:  www.aiporphyria.com.  This website is filled with videos, images pertinent to the 
acute porphyrias.  Superb animations illustrating the normal and disease heme biosynthetic process, as well as the role 
of Panhematin® can be found on the same website at:  www.aiporphyria.com/heme-biosynthetic-pathway.html. You 
can also view a video of APF member, Tracy Yelen, as she describes her experiences during attacks and after treatment 
with Panhematin®.  Take a look at: www.aiporphyria.com/living-with-aip/real-patients-real-stories.html. Don’t forget 
that the APF website also has a Panhematin® section that includes the stories of patients who have been prescribed 
Panhematin® treatment.  Their stories will help answer many of your questions about the treatment.    
 



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.

The Rare Diseases Clinical Research Network (RDCRN) is com-
posed up of 18 distinctive consortia that are working in concert to im-
prove availability of rare disease information, treatment, clinical studies, 

and general awareness for both patients and the medical community. The RDCRN also aims to provide up-to-date in-
formation for patients and to assist in connecting patients with advocacy groups, expert doctors, and clinical research 
opportunities.  The Porphyria Consortium is one of these important research groups.  Despite their rarity, many funda-
mental advances in medicine have come from the study of rare diseases and these have benefited common diseases. 
The consortia will meet October 2, 2012 in Rockville, Maryland. Attendees will meet key leaders in rare diseases re-
search, engage in formal and informal networking and idea generation with trainees and investigators, discuss career 
development and strategic planning for academic success and explore research collaborations. 
The Porphyrias Consortium includes six of the leading porphyria centers in the United States.  These centers provide 
expertise and experience in the diagnosis and treatment of patients with porphyria. The staff in each Center includes 
porphyria physicians, researchers, research coordinators, and technical/laboratory staff. Together with the American 
Porphyria Foundation, the Porphyrias Consortium enables a large scale collaborative effort to develop new strategies 
and methods for diagnosis, treatment, and prevention of illness and disability resulting from these rare disorders. The 
Consortium website is a forum for disseminating information to porphyria patients and their families, healthcare profes-
sionals, and other interested parties. The website also provides a list of currently active studies with a description of 
each and contact information for those who are interested. Of particular importance is the Longitudinal Study with the 
objective of characterizing the long term course and outcomes of each porphyria. Clinical trials are being conducted to 
establish the safety and efficacy of new therapies leading to approval by the US Food and Drug Administration.  Our 
future health depends on the work of the Consortium.  To learn more or to join their research efforts, see the following 
website,    http://rarediseasesnetwork.epi.usf.edu/porphyrias/index.htm. 
Normosang comes to Canada.   Medunik Canada, is an orphan drug company dedicated 
to helping Canadians with rare diseases access therapies currently unavailable in Canada. 
Medunik Canada recently announced that it has signed an exclusive distribution agreement  
with Orphan Europe Recordati Group. Orphan Europe, a pharmaceutical company dedicated 

to the development and distribution of orphan drugs for the treat-
ment of rare diseases, was founded in 1990. It was a privately 
owned company until December 2007, when it was acquired by Recordati, a European phar-
maceutical group.  Under their agreement with Orphan Europe, Medunik Canada receives the 
exclusive Canadian rights to market and distribute Normosang (heme arginate).   Normosang, 
which is a hematin therapy similar to Panhematin®, is registered as a standard of care for 
acute porphyrias in most European countries. It is still not available in the USA due to FDA re-
quirements relative to the blood bank in Finland where Normosang is manufactured.   

 
Another Research Project is underway at five porphyria centers. If you live within driving distance of any of 
the following five Porphyria Centers, you are needed to participate in this important research:  
University of Texas Medical Branch, Galveston, TX; University of Alabama, Birmingham, AL; University of Utah, Salt 
Lake City, UT; University of California San Francisco, CA; Mount Sinai Hospital, New York City, NY. 
 
The official title of the study is Quantification of the Effects of Isoniazid Treatment on Erythrocyte and Plasma 
Protoporphyrin IX Concentration and Plasma Aminolevulinic Acid in Patients With Erythropoietic Protoporphyria (EPP).  
In EPP there is an accumulation of protoporphyrin IX in the plasma and liver. The reason it builds up is either the last 
step to make heme, insertion of iron into protoporphyrin IX, is rate limiting or there is an increase in activity in the first 
step in the heme pathway.  It may be possible to decrease the amount of protoporphyrin IX made and see a decrease 
in symptoms. The first step to make heme is the key step in the pathway and it uses vitamin B6 as a cofactor. If the 
investigators can limit the amount of vitamin B6 the investigators can possibly reduce the activity of this rate limiting 
step. With decreased activity of the enzyme it may be possible for the body to utilize all the protoporphyrin IX that is 
made so that none builds up. 

The researchers, Drs. Karl Anderson, Joseph Bloomer, Montgomery Bissell, Herbert Bonkovsky, and  Robert Desnick  
and John Phillips, Ph.D. who devised the study, will be studying the use of ISONIAZIDE, which is a drug currently used 
for Tuberculosis but in this case will be used for EPP. Patient volunteers will return to the center every two weeks for 
monitoring. All EPP patients are eligible for the study except those who are currently in the present Phase III clinical 
trials with Scenesse. Since RESEARCH IS THE KEY TO OUR CURE, everyone who participates in research as a patient 
volunteer is extremely valuable to the future of every person with porphyria.   If you are interested in participating, 
please contact the APF at porphyrus@aol.com or call 866 APF 3635. 



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

Nathan Wayne Carr  has quite the story to tell.  He was born in Germany, lived all around the US and now re-
sides in Charlotte, NC.  You will see from his story that despite his worldwide search for a correct diagnosis, he was not 
diagnosed properly until he was almost 40 years old. 
At an early age, Nathan says his skin looked like it had been eaten by bugs and was infected with sores.  This contin-

ued throughout high school and beyond that prevented him from being in the sun without burn-
ing terribly.  Then new symptoms were added, labored breathing, searing abdominal and leg 
pain, nausea, and a host of other symptoms all of which required medication and frequent 
lengthy hospitalizations. During his years at Howard University, Nathan was thought to have 
Sickle Cell, which proved false.   From ages 30 to 40, he had numerable surgeries, none of 
which helped his symptoms.  Finally, Dr. Marjorie Smith, Anchorage, Alaska discovered he had 
Hereditary Coproporphyria (HCP).  Life was still challenging, especially while trying to raise his 
children by himself and not miss work due to his many attacks.  His doctor tried to talk him into 
early retirement, he was proud to be working with two major companies.  Eventually, he had to 
retire because of his frequent attacks and severe photosensitivity.    Sadly, Nathan’s misadven-

tures, while wearing sun protective gear, included being mistaken as a robber at the bank ATM and chased by police in 
the car.  Such incidences have happened so often that Nathan has contacted the local police department to advise 
them of his circumstances and notifying businesses that he is coming that day.  Despite carrying his necessary paper-
work and medical alert bracelet and calling the North Carolina Disabilities Rights Office, he continues to be harassed so 
much he now only goes out if necessary.  Seven family members have had the genetics test and 5 are positive. His 
mother, 2 sisters, 1 niece and he, all suffer from this illness in their own way. For the past 2 years he can no longer 
tolerate sunlight, UVA/UVB rays. They did not understand at first because there was so little information.  See his full 
story on the APF website.  
 
Hollyanna Cougar Tracks de Coteau Pinkham is a power packed name for a power packed woman.  

Hollyanna is a Native American who hails from the Yamaka nation and is a dynamo for the 
people who need health care. Hollyanna discovered the APF when she joined the APF’s EPP 
FACEBOOK group while seeking to learn more about the disease.  After enduring four bouts 
of Melanoma, she was diagnosed with EPP after a lengthy series of misdiagnoses. Not want-
ing to let her photosensitivity and melanoma dictate her life, Hollyanna decided she would 
“work at living and not live at work.”  After time at the fire and police departments, she tired 
of having to work the graveyard shift to keep out of the sun and made some major life 
changing steps.  First, she decided to finish college and subsequently took on a position as 
the Homeland Security Emergency Management Planner.  At the same time, she began advo-
cacy efforts to improve healthcare on the reservation.  Her efforts have been so successful, 
she has been asked to testify for Congress on the lack of health care in rural areas, a fact she 
feels jeopardized her life after her melanoma and EPP diagnoses were missed. She feels her 

health advocacy and Homeland Security work are ensuring better life for her three sons and one daughter.    
For pleasure, Hollyanna loves to hunt, fish, play golf and build double plateau saddles, which is a dying art form.  In 
fact, Hollyanna is the last known traditional saddlemaker among Native Americans and is publically recognized for her 
talent.  These saddles are taller than regular saddles and have horns on both ends and were used by the plains and 
plateau tribes for packing three “rawhide packs” on each side of the horse.  Although her life seems to be one of teach-
ing, she says she learned a lot from her FACEBOOK friends like how to make her own photoprotective clothes with a 
Ritz sun block product and how to use prosthetic contact lenses.  She has even met other Native Americans on the Fa-
cebook group as well.  Welcome to the APF!  
 
 Margarita Cianchini will be helping the APF as a Spanish translator.   During the year, we have quite a few 

people from Mexico, and Central and South America who contact the APF for help, but they speak 
Spanish only.  Elizabeth Pettit, whom many of you know from the APF office, has done an excel-
lent job translating but sometimes the patient’s requests are too complex to understand.  We are 
very excited that Margarita has volunteered to translate for us.  Margarita has AIP and lives in Mi-
ami, Florida but is from San Juan, Puerto Rica and speaks Spanish.  Margarita is also promoting 
porphyria awareness within the Mount Sinai Hospital in Miami. The APF has repeatedly said that 
our members can change the world of porphyria one patient at a time. Not only can YOU teach 
your doctor about your type of porphyria, but you can take a tip from Margarita and solicit your 
hospital’s help to teach their entire medical staff.  Thanks Margarita!   



EPP Trials Show GOOD NEWS
Analysis of the data of the recent EPP trials show GOOD NEWS.

Clinuvel demonstrates positive treatment effect of afamelanotide
in U.S. Phase II study: http://www.clinuvel.com/resources/
cmsfiles/pdf/20111103USPhIIEPP.pdf

Victor Mejias, who was a patient vol-
unteer in the trials also shares GOOD
NEWS. He and his bride, Sue
Birmingham, celebrated their wedding
Nov. 5.

Congratulations!

Clara Hauke
I am 18 years old and am from Germany. I
have pain after staying in the sun since I’m
about 2 years old. All of a sudden, I started cry-
ing but nobody knew why. My parents even
wondered if I was pretending or not. Slowly

they figured it had to do with the sun. We tried so many things
and we went from doctor to doctor, but nobody had a clue what
exactly my problem was. Several times my eyes were so swollen
I couldn’t see anything. In summer, it was horrible. At night I
couldn’t sleep, I itched myself till I was bloody – awake or sleep-
ing. The only solution for me was to protect myself and stay out
of the sun. But I just didn’t want to be different from my friends,
and I didn’t want to be a burden for my family.

So I often crossed the “sun border,” to make it possible for my
family to take me with them. When I was about six or seven, I
met a doctor who guessed what my problem was. She sent me
to a university hospital, where my family and I got a diagnosis:
Erythropoietic Protoporphyria (EPP). Just this fact helped us a lot.

Mike Gaudino
I'm 17 years old and I am currently a senior in High School. I
was diagnosed with EPP when I was either three or four. My par-
ents said they would take me to the beach when I was little, and
all I would do was cry and scream. So I got tested and had EPP.
It really sucks because you can't do more than half the things a
normal teenager would be doing. I can't swim for long, I usual-
ly go in ten minute intervals. When I get a reaction it feels like
someone is sticking my hands in the oven, and freezing them at
the same time. The reaction for me takes about a week to get
back to 100%. The pain doesn’t go away in that week either, it
just kinda stays with me all of the time. I do golf and play base-
ball though with long sleeves, long pants, hat, gloves. It's hard
to golf because I've had to leave about five school golf matches
on the fourth hole which is no fun, and embarrassing. It limits a
lot of activities, but I'd rather me have EPP than someone else,
because I'd never want anyone to go through what it feels like.
I hate going to the beach because I sit inside all day, but I real-
ly take advantage of the winter, and go skiing.
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Poem about EPP©
Patricia Parsons-Beetschen
Normal…Who put the tag on that?
Certainly not me,
I have what is called, “EPP”.
Initials, you say, What does it mean?
Is it a texting shortcut?

Or something unseen?
Erythropoietic Protoporphyria, A poem? A disease?
Or a new type of Wisteria?
It means EPP. A rare genetic enzyme flaw
Totally misunderstood by all
Except for a selected few And, even they don’t know
what to do. Affected by sunlight By daily admission,
is delineated by This painful condition.
Laughter befalls the quickness of jest
Providing a proclamation of a “Vampire” at best.
Preferring the shadows than the light of day
Directing their lives in a deliberate way.
Misunderstood is hardly quite right
When daily a battle begins at dawn’s light.
Normal? My normal is living with EPP.
Educate yourself about it…Then you might understand
that part of me.

EPP © by Georgina Davies
Look at the lucky people having fun.
They can go out in the sun,
Scantily clad in the heat of the day.
If we did that, oh how we’d pay,
But, we are rare, not many like us.
Who, when the sun comes out,
We ‘make a fuss’.We have a genetic condition you see,
And it goes by the name of
Erythropoietic Protoporphyria aka EPP.
Isolation is its game. While others play and have fun,
We hide indoors away from the sun.
If we dare try to fit in,
My oh my, watch out for the pain to begin.
The slightest exposure can cause such pain,
That we don’t want to go out again.
Feeling as though our bloods on the boil,
And lack of understanding for all our toil.
Swelling and itching all part of the course,
When into the sun we are forced.
With large floppy hats, long sleeves and gloves,
Covered right up from our heads to our toes.
What a funny sight to see,
People, like us, who suffer from EPP.

EPP Poetry
TYLER ZOLLINGER says, “I am wired for Shadow Jumping” and have 
never known what it is like to live without EPP.  With four out of my seven brothers 
having EPP, too, sun protection was a way of life for us.  I live covered up and take 
precautions like a neoprene face mask, protective clothing and whatever it takes to pro-
tect myself, because I don’t let EPP slow me down.  To me, coping with EPP is like hav-
ing a “sun bank account.”  Tyler described his coping mechanism with EPP as having X 
number of “sun credits,” which he uses sparingly as he spends time in the sun.  “If you 
use too many, you will pay dearly, but if you use them wisely, you can spend more time 
in the sun.  Basically, you live with the sun in the middle of your life.”   That system and 

his protective gear enable Tyler to do the things he loves, like rafting, the ocean, and even camps by creating a “black-
out” tent.  Tyler has a perfect job for an outdoorsman. He is District Manager of Total Safety, US, a company that pro-
vides security for oil workers, environmentalists and scientists who are working in Alaska.  The above photo is of Tyler 
sitting by whale bones.  He is armed to protect the environmental researchers from the big bears who lived near their 
research spot.  He is also thrilled with his new opportunity to participate in the Scenesse clinical trials.  Despite the ar-
duous 4 1/2 hour flight one way from Anchorage to the Salt Lake City Porphyria Center, Tyler volunteered to join the 
clinical trials.  He received his first implant, which he says felt more like a small stick being implanted than a the usual 
grain of rice description.  Dr. Charles Parker inserted the implant and within a few days, Tyler felt his ability to stay in 
the sun has quadrupled and expects it to increase more in the next six months.  He is grateful for the opportunity to be 
a part of a trial that hopefully will lead to a new treatment for EPP.  Perhaps one day soon, Tyler will be walking in the 
full sun all day long instead of jumping from shadow to shadow as he has done his entire life. 

Carrie Hunter was diagnosed with genetic PCT last year at age 33.  Until December 2010, 
she had no signs of PCT.  Soon she began to notice her hands were getting cuts and blisters 
and were overly sensitive, but she didn’t know why and neither did the many doctors she visit-
ed, including a dermatologist who ran many tests and biopsies. Still there was no answer.  Even 
after being sent to the Comprehensive Cancer Center, it still took six months and four more doc-
tors to diagnose her correctly. That occurred only after a trip to the Caribbean and a subse-
quent hospitalization that her diagnosis was discovered and a treatment plan started. According 
to Carrie, “From September to December I had a phlebotomy every week to regulate my ferritin 
and porphyrin numbers.  My doctor consults with Dr. Karl Anderson to help keep my levels nor-
mal, especially since I still have major issues with sensitivity to iron and foods. I have made big 

changes.  I don’t drink alcohol, eat any meat or iron rich foods or eat things cooked in iron and I avoid the sun. I once 
heard someone describe it as shadow jumping... and that is exactly what I do.”  Despite her many ongoing challenges 
with PCT, Carrie volunteers at the Children’s Hospital near her home in Denver.  Carrie wants to give back because she 
says, “I have a beautiful husband and three children to be grateful for, and I live a fulfilling life.  Porphyria has been 
difficult to adjust to but has not ruined my life!!  I am grateful to Desiree Lyon and all the wonderful folks at the APF 
and my APF Facebook friends, who also have made this all easier to deal with--I finally don't feel so alone!”  

 
FACEBOOK  If you have not joined one of the APF FACEBOOK groups, you 
have missed the pleasure of getting to know people who have your type of por-
phyria and hearing their experiences while sharing your own.  We have almost 
1000 FACEBOOK members now, who participate in groups that represent every 
type of porphyria; AIP, VP, HCP, ALAD, EPP and PCT.  The main APF group is an 

“open” group, which means you can enter the group and see what is being said. This is a good option for people who 
have never been involved with FACEBOOK. The porphyria specific type groups, however, are closed, which means you 
must join the group to view what is being shared among the members and to post your own comments. This option is 
an excellent means of protecting your privacy while still sharing your experiences in a friendly, atmosphere.  The Ban-
ner was designed by Aletta Longari, a graphic artist, who shared her amazing talent to create our FACEBOOK banner.  
 
Friends Around the Globe  contact the APF for help--Argentina, Australia, Austria, Belgium,  Brazil, Canada, Chile, 

Czech Republic, China, Columbia, Costa Rica, Denmark, England, Egypt, El Salvador, Estonia, Finland, 
France, Georgia, Germany, Greece, Guatemala, Guam, Hungary,  India, Ireland, Israel, Italy, Japan, Mex-
ico, Netherlands, Norway, Pakistan, Paraguay, Peru, Philippines, Poland, Portugal, Qatar, Romania, Saudi 
Arabia, Scotland, Spain, South Africa, Sweden, Switzerland, and Wales.  The APF has helped many inter-
national friends when they were ill and also when they wanted to create an organization like the APF by 
sharing our information, organizational structure and tips to locate members and experienced doctors.  



Kathryn Nelson
My Porphyria Cutanea Tarda (PCT) experi-
ence began roughly seven years ago. At the
time, I was living in Irving, Texas. When
lesions appeared on my face, forearms and
legs, I thought that perhaps it was related to
Psoriasis, an autoimmune disorder I had since
I was a child. As a result, I resorted to a fair-

ly common approach to Psoriasis which is exposure to UV rays.
I spent an hour or so every afternoon in the sun, but more lesions
developed and the existing ones grew in size. Repeated visits to
my dermatologist resulted in a variety of misdiagnoses. I contin-
ued to use antibiotic ointments on the most severe patches and,
as a result of other health concerns, discontinued my efforts to
get a daily dose of UV rays.

Over time, the lesions began to shrink but a new symptom devel-
oped. My skin darkened dramatically in areas where there were
no blisters and where the blisters had healed, the skin turned
white, giving the appearance of vitiligo. I was seeing a
Rheumatologist for other autoimmune symptoms and he suggest-
ed I visit a dermatologist he knew who specialized in autoim-
mune skin disorders. Things changed for the better when I met
Dr. Melissa Costner in Dallas.

Angela Rossi
My name is Angela Rossi and I was diagnosed with AIP in 2003
and have been receiving Panhematin once a month for four days
straight and have not had a severe attack since getting the Pan-
hematin. I do get mild attacks every so often but not the bad ones
that I had previous to the Panhematin.

I went through so much testing before becoming diagnosed with
porphyria, including CT Scans, MRI'S, barium studies and hun-
dreds of blood tests. What I remember most was enduring an ex-
tremely painful Bone Marrow Biopsy. Angela said she would like
to hear from you via the APF.
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Patient’s Perspectives:
Andrew Turrell
Although I was not diagnosed with porphyr-
ia until I was 10 years old, I have always
suffered from the pain caused by spending
too much time in the sun. As far back as I
can remember beach vacations and sum-
mer camp were always linked with itching,
burning and sleepless nights. Before I was

able to verbally articulate the sensation, the only reason my par-
ents believed that the pain was real was because I would contin-
ue to scratch my hands and face even once asleep (fortunately,
I do not get blisters or other visible symptoms). I visited a number
of doctors and was tested for a variety of allergies, but nothing
stopped the reactions. Every summer, I would inevitably experi-
ence a handful of painful reactions that would last between two
and three days. Ice packs and cool wet towels were the only
things that could alleviate the itching and burning. Unable to
sleep, I would hole up in the basement because that was the
coolest place in the house.

By chance my parents after one of my reactions, were talking to
an acquaintance who is a dermatologist. She diagnosed me on
the spot without ever having seen me and suggested that I go to
see Dr. Vincent Deleo. I did so, and he diagnosed me, put me on
Lumitene and recommended certain sunscreens. Over time, I
learned to take better care of myself and prevent reactions by
reapplying copious amounts of sunscreen, wearing pants and
long sleeves and avoiding sun exposure whenever possible.
Even with all those precautions, I still continued to suffer a few
reactions each year.

Since I was a young kid, I have always loved baseball. Despite
my EPP, I have continued playing and have recently started
coaching as well. I wear long sleeved turtlenecks even on the
hottest days of summer, and while playing baseball has caused
the vast majority of my reactions, it has been worth it.

Last year, I participated in the Afamelanotide trials at Mount
Sinai Hospital in New York. That summer, I spent more time out-
side than ever before and yet I did experience one bad reaction.
Currently, I am a student at the University of Pennsylvania where
I am active in my fraternity, Psi Upsilon, and play on the club
baseball team, eagerly awaiting the approval of Afamelanotide
by the FDA. Andrew is the administrator of the new FACEBOOK
group for young adults called, 26° Below !

Read the rest of the following stories in the Members
Section of the APF website.

Vickie Coley Gehm
I was almost 16 when my mother passed away from porphyria
in 1982. She was technically diagnosed with PCT. At one point,
my mother was on the court of our town's 100th year celebration
and she looked absolutely beautiful. This was before I was born,
and she seemed extremely happy and radiant! From what I
remember, my mother always had something wrong, but local
doctors were diagnosing her incorrectly and really weren't sure
what was going on with her. Finally, someone sent her to Mayo
Clinic and they gave a name to her symptoms, Porphyria
Cutanea Tarda.

APF FACEBOOK GROUPS
Our newest APF FACEBOOK group is EPP PORPHYRIA 26°, which was created only for young adults with
EPP, thus the name 26° Below. To become a member of the group, you need a FACEBOOK account and go to
www.facebook.com/groups/190013374399363/?ref=ts. Join Andrew Turrell, who is the administrator, and a
number of other members from around the world. Addition to the main APF group that is open to all, there also
are separate groups for each type of porphyria; EPP & CEP, PCT, AIP, VP & HCP which are closed groups to better
protect the members privacy. You can join these groups on FACEBOOK:

http://www.facebook.com/pages/AmericanPorphyriaFoundation/269339899743266?sk=app_221460014534454est

 Aletta Longari, an active member of our APF VP/ FACEBOOK group.  She hails from 
South Africa where Variegate Porphyria is the most common genetic disease and has 
kindly shared her porphyria story below and in full on the APF website.   “Like a typical 
youngster, I rolled my eyes when my mom gave me ‘that look’ and said;  ‘Jy moet youself 
laat toets my kind!  Van lekker lag kom lekker huil.’ Translated:  ‘You have to get yourself 
tested, my child!  From too much laughter, comes crying.’  I grew up in a loving home.  My 
mother was a retired nurse with a passion for the medical field and a relentless urge to 
help people.  My father loved teaching, literature, fishing, rugby and a Sunday braai (bar-

beque) with friends.  I knew he had a blood condition that made him sick and he wore gloves when driving.    
I finished school a few days before my 18th birthday and was full of hope that my new life would be everything my 
teenage years weren’t, as they were riddled with depression, failure, pain and the unfounded thought I was dying of 
cancer.  Debilitating headaches, flank aches, constant nausea, fatigue, dizziness, anxiety, an itchy forehead and de-
pression made up an average day.  My pride, fear of judgement and simple teenage ignorance kept me from seeking 
help.  Despite my symptoms, I set out at 18 for a new life in the big city.  Again, I found myself alone and trying to live 
life as an adult while thinking like a child.  Stress, lack of sleep, alcohol, poor diet and too much sun turned my life into 
a misery.  The worse I felt, the harder I partied.  The harder I partied, the worse I felt.  
 
At 20 years old, I had a root canal that resulted in blinding pain.  The doctor promptly prescribed an anti-depressant 
which I took without thinking. That night, something that my mother said kept milling in my head, ‘Always take half of 
the prescribed dose!’  Even with half a pill, my world spiralled out of control again.  My third full-blown Porphyria attack 
was triggered by a bout of flu and the medication a geneticist who was writing a paper Porphyria prescribed for me.”  
Because of her health issues, Aletta was forced to resign her job and start her own business.  Soon, she ran into a 
business colleague, Roby, who became her husband. At the birth of their son and daughter, she suffered more attacks 
and post natal depression, both of which were hard on Roby, too, but he has remained her “emotional rock.”   
When asked how Porphyria affected her life, Aletta replied,  
~ “Personally; I lost my self-worth and confidence and guilt is an overwhelming reality. 
~ Spiritually; I lost my creativity and my passion and lived in self-conviction.  
~ Romantically; I lost simple moments to make lifelong memories that I could never re-claim. 
~ Socially; I lost the respect of many through the years, and still have to tolerate naïve comments. 
~ Physically; I lost my strength and became all I feared, such as being fat and full of scars. 
~ Financially; I lost jobs, business, and still loose clients and lack of money is a constant worry. 
But I gained a deep appreciation for life and a better understanding of the "Golden Rule"; the gift to help others which 
is a blessing itself; the ability to see beauty and celebrate it in everything and compassion and patience for the matters 
that matter. Above all, I regained my self-worth by sharing my story.”   (Aletta also created the FACEBOOK banner.)  
 

APF Pain Project   The APF has undertaken an enormous project—advancing awareness and un-
derstanding of porphyria pain among physicians.  As individual states have tightened their requirement 
regarding pain medication, porphyria patients are paying a terrible price for the misuse by other people.  
Patients contact the APF daily to report yet another sad story about treatment denials or under-treatment 
for pain.  To be sure, there are many drug abusers, but they should not be compared with people who 
are very ill with porphyria and suffering severe pain.    Preeminent pain expert and internationally recog-

nized neuro-oncologist, Dr. Kathleen Foley, is passionate about her work as a pioneer in the battle to avert needless 
pain and suffering and management of acute pain during the treatment process.  Dr. Foley is recognized worldwide for 
her extraordinary pain relief work and her focus that governments have.  The APF will be using much of her research 
and educational materials in the development of our PORPHYRIA PAIN PROJECT FOR PHYSICIANS.  She and other pain 
experts have addressed the issue that drug abuse has hindered the need of people who are suffering badly.  It is not 
infrequent that the APF receives a call with a person crying from the indignity of accusations that they were drug seek-
ers.  The APF will be distributing pain materials for physicians and hospitals, contacting state and national Health De-
partments, advancing awareness of porphyria pain at medical meetings and conventions and other national efforts.  
 
Testing Questions There are certain questions we hear every day and one is “What preservative is in the urine 
collection for PBG and what if it is not in the bottle?”   When you are given a brown or opaque bottle for a urine collec-
tion, it often has sodium carbonate– Na2CO3 in the bottom of the bottle.  If it is not in the bottle, that is OK, too.  
Many people have thought that their tests were no good, because they didn’t have the Na2CO3 in the bottle.  Don’t 
worry, the urine sample/test is good without it and your test results will be fine.   If you have other testing questions, 
call the APF or email:  porphyrus@aol.com.   



Lundbeck Visit
Because many of our APF members receive Panhematin as a life-saving and/or preventive measure, we invited
Paul Sticker to visit our office. Paul is the Vice President and General Manager of Hospital and Hematology for
Lundbeck, Inc., the company that manufactures Panhematin, which is the only drug for the acute porphyrias. Our
mission was to ask if Lundbeck had educational materials on AIP that we might study as we expand our physi-
cian education campaign. We also wanted to share patient stories about how Panhematin had saved their lives,
shortened attacks, prevented attacks, etc. Unfortunately, many people who contacted us were not able to receive

Panhematin even though they needed it. We are trying to understand those reasons more fully to better help YOU our members. If
you have been denied treatment for an acute porphyria, please contact Desiree at the APF.

FirstGiving is a easy, effective, and even fun way for you to raise money online. You can create your own fundraising activi-
ties using the internet with simple, yet powerful tools. You can create your own fundraising goals and track your own efforts. For exam-
ple, Rob Saupe is walking 100 miles in 45 days to support the APF physician education program. He sends a link to his FirstGiving
site to his email list where his friends can easily make a donation to support his WALK. Desiree will be sending her link to her email
list, too, asking her friends to also support the APF Protect the Future program. We need you to join us. It is an easy way to help physi-
cians understand and better treat porphyria. See: http://www.firstgiving.com/americanporphyriafoundation.

Amanpal Singh, MD, MS is one of our newet Protect the Future (PTF) doctors training with
porphyria specialist, Dr. Karl Anderson. Dr. Singh is a Gastroenterology and Liver expert at University of Texas
Medical Branch, Galveston, Texas where he serves as the Chief Fellow, in the Department of
Gastroenterology. After finishing medical school at the most prestigious institution in India, All India Institute
of Medical Sciences, he received a Master’s degree in Epidemiology from Harvard University.

Currently, Dr. Singh is collaborating with Dr. Karl Anderson to study the epidemiology of porphyrias and pat-
terns of care for porphyria patients in the United States using claims based database. He brings his wide expe-

rience working with large databases, like the national Medicare claims database, to help determine baseline data on the burden of
disease and quality of care that porphyria patients receive. Dr. Singh is also managing porphyria patients with Dr. Anderson.
Porphyria patients travel to the Texas Porphyria Center from around the nation and even internationally to seek expert care for their
particular type of porphyria. They come for diagnosis and treatment, thus, giving Dr. Singh clinical experience in all types of porphyr-
ia. In either case, most of the patients have endured a host of tests without receiving a diagnosis and are very grateful when they
receive a diagnosis at UTMB. Aside from his main medical interests, Dr. Singh is involved in performing comparative effectiveness
research and health services research and has accumulated an extensive list of peer reviewed publications and presentations Dr. Singh
recently attended the PTF Training Week with other PTF doctors at the UTMB Porphyria Center. We are grateful that he will be count-
ed among the future experts. We are proud to have a physician of Dr. Singh’s caliber. WELCOME !!!!!!!
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Medicare Changes
Porphyria specialist, Dr.Herbert Bonkovsky, represented porphyria patients, recently when he met with the Centers for Medicare and
Medicaid Services’ (CMS’s) to address the proposed rule titled “Medicare Program; Proposed Changes to the Hospital Inpatient
Prospective Payment Systems for Acute Care Hospitals and the Long-Term Care Hospital Prospective Payment System and Fiscal Year
2012 Rates.” In short, this is about how Medicare denotes and pays (MS-DRG) for certain diseases, so it was appropriate that Dr.
Bonkovsky be the expert explaining acute porphyria and its treatment, as he was the first physician to administer heme therapy (now
Panhematin). Desiree Lyon Howe, executive Director of the APF participated in a conference call with the CMS attendees.

The purpose of the meeting was to recommend that CMS create a new MS-DRG specifically for cases with a primary diagnosis of
porphyria to ensure appropriate payment for these more costly cases and to preserve patient access to necessary treatments. After
distributing and receiving several surveys to our members, we discovered that many of our members who were on Medicare were
not receiving the treatments they needed. Please contact the APF if you are on Medicare and were denied access to treatment, name-
ly Panhematin. Ask to speak to Desiree. We sincerely thank Dr. Bonkovsky for helping patients gain better access to treatment.

Dr. de Lima (Continued from page 1.)
As part of our Protect the Future program to train future porphyria experts, Dr. de Lima recently had the opportunity to train with Dr.
Robert Desnick at the Department of Human Genetics at Mount Sinai School of Medicine in New York City and with Dr. Karl Anderson
at the University of Texas Medical Branch in Galveston. She joined other PTF colleagues for Porphyria Training Week, October 17-
21, at the Porphyria Center at the UTMB. Dr. de Lima is single and lives with her two dogs: Bono, a chocolate Labrador Retriever and
“The Edge,” a Golden Retriever. According to Dr. De Lima, Bono and “The Edge” are two and a half years old and think they are
her kids!! When she is not working or caring for her two “kids,” she loves to watch movies, study photography and take photographs,
read and travel. Dr. de Lima joins our two other Brazilian PTF doctors, Dr. Guilherme Perini and Dr. Charles Lourenço. We welcome
her to our porphyria team.

EPP Hurts, Too!  With EPP, a few hours in the sun can cause terrible swelling and 
burning as seen on Ryan’s arm.   Adam is so photosensitive he has to use a body 
suit when he must go in the sun. Though rare, Adam’s case does illustrate the wide 
scope of photosensitivity among patients.  Despite the level of photosensitivity, EPP 
patients anxiously await the result of the new EPP Phase III clinical trials with 
Afamelanotide/SCENESSE and subsequent FDA approval to make it available to all.  

  
   When Your Doctor Won’t Treat You   Many of our members have reported that 
they have not been able to convince their physicians to prescribe treatment even though they suffer 
lengthy, severe attacks or painful bouts from sun and light exposure.  Some members tell us that 
doctors have refused to treat porphyria patients.  The APF believes that building better rapport and 
in turn, a good relationship will help gain access to better treatment. The physician/patient relation-
ship is central to the practice of medicine and is the subject of many articles in prestigious journal 

articles, like JAMA and Annals of Internal Medicine.  Most universities teach medical students before they enter hospi-
tals to maintain a professional rapport with patients, uphold patients’ dignity, and respect their privacy.  They contend 
that the better the relationship in terms of mutual respect, knowledge, trust, shared values and perspectives about dis-
ease and life, and time available, the better will be the amount and quality of information about the patient's disease 
transferred in both directions, enhancing accuracy of diagnosis and increasing the patient's knowledge about the dis-
ease.  Below are a few steps that will help the visit with your doctor: 
*Research your physician so that you choose the right physician for you.  Generally, doctors have never had a por-
phyria patient but sometimes you may find one who has some experience.  The APF has a list of experts and also a list 
of doctors who are knowledgeable about porphyria. Just call, and we will share our list of doctors.    
*Be prepared ahead of time with your list of questions and keep them very concise. This is the best way to show your 
doctor that you understand and respect his/her time constraints.  
*Be direct about your health situation and not chat aimlessly. Rather, briefly mention something friendly to lighten the 
visit.  Doctors spend their whole day under stress and time limits, so breaking that tension might be just what it takes 
to lighten the mood and free up your doctor to show his friendly side.  
*Ask questions and don’t be afraid to speak up and let your doctor know what you don’t understand.   
*Take notes and bring them home.  Write down the medication instructions and ask for brochures or other educa-
tional materials if they are available.   
*Do not bring materials printed from the internet. Most doctors do want to read prestigious medical journals and are 
usually very willing to read those that the APF provides.  If you have not asked the APF to send your doctor a physician 
packet, please call or email the APF with your doctor’s contact information.      
*Advise the doctor of the APF physician packet and the Health Professional Section on the APF website.  Be sure to 
note that the educational material is written by experts. 
*Tell your doctor about any current and past health care issues, concerns, past health history, your recent tests and 
x-rays, important personal information, a list of your current medications, vitamins and supplements. 
*Thank your doctor if you feel as if you've experienced that compassion and friendliness you've needed.  

 
In Memory  We are saddened to hear of the passing of dear family members and friends.  Some of you 
have chosen to honor a life by making a gift to the APF.  Your gifts will perpetuate the mission of the 
APF to enhance research, physician and patient education and provide patient support. Many of your 
loved ones have also become personal friends of our APF staff over the years. We have enjoyed the ca-
maraderie we developed after first talking about porphyria and then sharing our personal lives with each 

other.    Please join us in thanking:  Oksanna Wolowec, Yara North America, Inc., George Simpson, Jr., Carlos and Lin-
da Smith, Jerry and Martha Osborn, Mr. and Mrs. J.C. Cunningham, Valley Metal Services, LLC, LeRoy and Marlene 
Merkle, Wesley B Johnson, Jason Woulfin, Jane and Mark Goldman, Ann Underwood, Anthony J Haut for Terri 
Easterwood; Donald Johnson for Peggy Lewis Johnson; Janice Desilva-Aqui, Bill and Marge Clark for Norma Faggs-Fout; 
Randolph and Loretta Childs for Clara Gayle Mitchell; Rosalie Nielsen for Stephen Kancsar, R.Ph.; Kathleen Toelkes for 
Donna Pagano; Barbara Brown Witter for David Brown; George A Cortina for James Howell; Bob and Sandra Schuette 
for Robert Sauntmon; Fred L Story for Lavonne A Story; Roy and Joy Connell, Catherine and Robert Braddock, Amy 
Haussmann for Velma Key. Desiree Lyon Howe for Alan Hunter. 

 
In Honor  We also thank those who donated to the APF in honor of a friend or family members:  Carmille 
W Atwood for Cason and Caul Cook; Santa Sophia Academy for Megan McCarthy; Jerry Benedict, Rosalie 
Nielsen, Andrew Nielsen for Lisa Kancsar; Mary Ida for Jill Gould; Sharon I Koch for Debbie Koch; Eric S 
Gray for Ralph M Gray.   



Dr. Maria Angelica de Faria Domingues de Lima, who hails from Rio de
Jeneiro, Brazil is our newest Protect the Future (PTF) doctor. Dr. de Lima graduated from Medical School in
2004 at Universidade Federal do Estado do Rio de Janeiro. She then began her medical residency program
in Medical Genetics at Instituto Fernandes Figueira followed by her studies for a Master's Degree at Instituto
Fernandes Figueira in the field of genetics and public health. She finished her Residency in Medical Genetics
at the Instituto Fernandes Figueira – Fundação Oswaldo Cruz, Rio de Janeiro and her Fellowship in
Oncogenetics at the Instituto Nacional do Câncer and genetics at the Latin American School of Human
Genetis, Caxias do Sul. Her fourth year of medical residency was completed at Instituto Nacional do Câncer
where she specialized in oncogenetics. During the last few years, Dr. de Lima has served as a genetisist at
the Instituto Nacional do Câncer and a neurologist at the Hospital Universitário Gaffrée e Guinle, both of

which are in Rio de Janeiro. Dr. de Lima also works at the neurology out-patient clinic and at the Instituto Nacional do Câncer, which
is a hospital specializing in cancer with an oncogenetics out-patient clinic. Ever the busy doctor, she also practices at the Hospital
Universitário Gaffrée e Guinle in the genetics out-patient clinic. There she follows many genetic diseases and now she has added por-
phyria. (Continued on page 2, See Dr. de Lima.)

Merry Christmas, Happy Hanukkah, Happy Holidays
and A Happy, Healthy New Year
Your APF friends, Elizabeth Petit, Yvette Strange, Alexis Lockwood, Maria
Gonzalez, and Desiree Lyon wish you a blessed Christmas, Hanukkah, and
Holiday Season and a Happy, Healthy Joyous New Year. We have had the joy of
assisting you with your questions, sharing times of sadness and happiness, provid-
ing you with the news about your disease and so much more. We look forward to
helping you have a Healthy New Year.
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Future Porphyria Experts
Two young physicians were selected to participate in the APF Protect the Future (PTF) program to train future porphyria experts.
Because our own experts are approaching retirement, we must train young doctors to fill the void that will be created. Without them,
porphyria expertise will be lost. The only way we can continue to train these young doctors is with your support. We do not receive
any government funding yet they, too, feel that the approaching lack of future experts is a serious problem. But together we can assure
that future experts will be available to treat our children and our families. Otherwise, who will we turn to for help? Who will our doc-
tors consult with about your cases as they do now? Who will perform porphyria research? Who will write the medical text books and
medical journal articles to update primary care doctors on the disease? Without training young doctors, there will be no one. We
have done a good work with the training that is undergoing, but we must have your support to continue this training. Remember the
APF is YOU.

This is how our PTF training works. Outstanding young doctors are selected to participate in the PTF program. They work with some
of the most famous experts in the world who train them in each of the porphyrias, providing laboratory and clinical experience. The
PTF doctors, also attend porphyria national and international conferences and meetings. So your future health is in the hands of these
wonderful doctors who have completed training or are in training now: Drs. Manisha Balwani, Bruce Wang, Brendan McGuire,
Jennifer Guy, Jeffery Wickliff, Charles Lourenço, Angelica de Lima, Jennifer Lai, Lawrence Liu, Ryan Caballes, Tarun Narang, Manisha
Thaper, Gagan Sood, Sahil Mittal, Amanpal Singh, Ashwani Singal, Maged Rizk, Sherif Abdal-Rahman, Bradley Freilich, Sajid Jalil,
Chul Lee, Charles Parker, John Phillips, Guilherme Perini.

Funding for their training also must come from our members—YOU. The annual cost of this PTF training program is approximately
$300,000. Fortunately, we will receive a $100,000 matching grant as long as our members contribute the $100,000 to match that
grant. Their training would be a great Christmas or Holiday gift.
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Is Your Membership Up to Date? The APF is able to maintain 
our physician and patient education programs and many 
other services because of your support. We do not receive 
government funding to run the APF, rather we receive 
donations from you, your friends, your family and people 
interested in the porphyrias.   Now we need your support for 
several programs that are very special.   

First, our Protect the Future program to train future 
experts is important to our future health.  Without experts, 
our primary doctors have nowhere to turn for advice and to 
learn about porphyria.  This is a serious problem that we are 
trying to prevent by training young doctors, but we need 
your help funding this program.  

We also have an enormous physician education program that 
distributes exceptional educational materials to doctors.  
Please help us produce these materials.    


