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By Judith Houlihan, RN
Nova Scotia Coordinator
Lower Sackville,

Nova Scotia

One thing we can count on is
change. Look at many of the diseases
and conditions people are living with
today. Not too many years ago people diagnosed with epilepsy
were not allowed to operate mechanical equipment (cars), be-
cause of the inability to control their seizures. That thought is
now archaic. Diabetes has had major advancements and
changes from its original treatments. Thank goodness for
change. Changes are what we hope for with porphyria, too, but
it won’t happen overnight and it won’t happen if we don’t talk
about it.

Changes come from information collected and ana-
lyzed by people interested in a subject. There are some new
treatments out there. We must embrace change, but not blindly.
When we hear about a new treatment, drug, or alternative
medicine, listen with an open mind, ask questions, digest the
information, talk about it and then react. We never know when
the right answer will be found.

Recently some new treatments are being assessed to
treat porphyria. There is a “vitamin” treatment, but it could be
years away before it receives Canadian Drug Approval. The
pros and cons must always be weighed carefully. We know
“natural cures” are available, but keep an open mind and read
all labels. For example sulfa and aluminum are possible trig-
gers in porphyria and in combination you may not get what you
bargained for.

A company called Zymanex is now in clinical trials for
Porphozym (an enzyme replacement therapy for Acute Inter-
mittent Porphyria {AIP} treatment). Zymanex was granted a
worldwide patent on this method of treatment in Europe, United
States, Australia and South Africa. Due to the small size of the
patient groups that are involved in the trials, the development of
such products is classed under “Orphan Drug” programs. Two
of the drugs Zymanex is developing are Porphozym, for treat-
ment in hospitals and Porphogen, for early treatment of an AIP
attack at home. This sounds wonderful, but could be years
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away. Could it be possible in the What’s Inside:
future that we take a pill for a por-

phyria attack just like we do for a2 Singer Inspired by

headache? What a change that Very Real Pain

would make in our lives! Butitis|3  pour Comprendre

only a dream at this point. La Maladie Por-
My sister almost died in hvri

1965 from Acute Intermittent Por- phyrie . .

phyria. Her triggers were a com- 4 Porphyria - Five

Generations

bination of drugs prescribed by a
doctor for her escalating symp- |3 Airborne Endo-
toms. Due to her mentally con- crine Disrupters
fused state of mind she continued

to take each drug as prescribed until the vial was empty. Her
diet was pills. Nobody told her to stop any one drug when an-
other was added. This cocktail almost ended her life. Once a
porphyria diagnosis was made and all pills were stopped, she
slowly recovered. At the time the doctors recommended that
she not have children for the safety of her health and that of any

Continued on page 6...
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Everyone is welcome to come
learn, listen & respond. We value
all of our supporters’ ideas
and information.
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Slnger Inspired by Very Real Pain

North Shore singer-composer Dana
Jefferson recently released his first
CD, “Take Me Home”, with $2 of
each sale going to the Canadian Por-
phyria Foundation

Dana Jefferson often finds himself
awake in the wee hours, feeling unwell, so
he composes music.

On those nights, he plays the tunes on his 12-string
guitar, singing the lyrics as the words come to him.

“The worst part is trying to remember what I sang
when morning comes, so I can write it down,” he said.

The middle-of-the-night inspiration has resulted in a
self-produced album of original compositions, “Take Me
Home”.

Some of the proceeds from the CD’s sales will go to-
wards awareness of the medical condition that keeps Mr. Jeffer-
son awake at night, porphyria.

The genetic disease causes debilitating attacks of se-
vere pain and an episode this past spring spurred him to fulfill a
long time dream of recording his music. While facing the pros-
pect of possible surgery himself, Mr. Jefferson heard of a West
Coast man who recently died from a porphyric reaction to anes-
thetic.

“I figured, if 'm going to do this, maybe I shouldn’t
wait too much longer,” he said.

Renting a recording studio was too costly, so Mr. Jef-
ferson invested in a small digital recording studio and brought
his backup artists into a music room in his Marshville home,
east of Tatamagouche, Nova Scotia.

He originally intended to do a recording with his cover
band, Route Six. But that meant either the other members had
to learn his compositions or they had to go through a lengthy
process acquiring the rights to record other people’s music.

“It takes months of red tape,” he said, adding that that
will be his next project.
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i Canadian Adverse Reaction Monitoring

°
Health Canada monitors health and safety risks related to
the sale and use of chemicals, drugs and vaccines, food,
pesticides, medical devices and certain consumer products.
e Health professionals and consumers can report adverse
reactions to Health Canada.

i To report an adverse reaction or request further informa-

® tion about the Adverse Reaction Program visit Health Can-
ada’s web site at: www.HealthCanada.ca and click on the

i Adverse Reaction box. You can also telephone the Cana-
dian Adverse Reaction Monitoring for more information at

® 1-866-234-2345 and you will be automatically diverted to
your regional center.

Friends, his band and family members are featured
prominently on Take Me Home. Mr. Jefferson’s frequent per-
forming companion, Alvin Heighton sings the title song, which
his daughter, Trudy Heighton, composed.

Mr. Jefferson’s son, Dustin, an accomplished musician
in his own right, plays lead guitar and mandolin on the album
and Dana’s father, Terry, performs two songs he composed as a
teenager.

The CD also features Heather Watt singing Mr. Jeffer-
son’s composition “Forever and a Day”. Bassist Darryl Heigh-
ton and lead guitarist Rick Lamey sing backup on several
songs. One piece, “If it’s the Last Thing I Do”, was composed
by Mike Hiltz, once Mr. Jefferson’s guitar student and later
accompanist for George Canyon.

Since the CD was recorded earlier this summer, Mr.
Jefferson has written several new pieces.

“It takes me less than five minutes to do a song. It just
comes to me — it’s how you feel I can’t explain it,” he said add-
ing that he needs to have his guitar in his hands to compose.

He comes from a musical family — his father is from
Bridgewater, his mother from Margaree — and doesn’t remem-
ber learning to play the guitar.

“I just always played,” he said.

He dedicated a portion of the CD profits to the Cana-
dian Porphyria Foundation to raise awareness because, he said
the agency was instrumental in helping him understand his con-
dition.

“You hear about support groups, but you never realize
how much they mean until you have to use it yourself,” he said.
“It’s so important to talk to someone who knows what your
talking about.”

“They probably saved my life.”

Written and reprinted with permission by Monica Graham.

To purchase “Take Me Home” email Dana at:
d.jefferson@ns.sympatico.ca
©); ©
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Thank You

Ovation Pharmaceuticals’ generous
donation to help produce the CPF’s
newsletter means a lot to our organi-
zation.

The CPF would like to thank you and
express our great appreciation for
your financial support.
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Pour Comprendre La Maladie Porphyrie

La Fondation Canadienne de
La Porphyrie (FCP) a connu
ses débuts dans la pensée
d’une femme qui avait vécu
I’absence de connaissance et
d’appui. En 1988, un groupe
de six volontaires armés de
$350 et d’une mission
“améliorer la qualité de vie
des personnes affectées par
la porphyrie” ont formé la Fondation Canadienne de La Porphy-
rie avec |’office national basé a Neepawa, Manitoba.

La FCP est la seule organisation de son genre au Cana-
da et est dédiée a pourvoir une qualité de service et un support
pour les patients souffrant de la porphyrie, non seulement au
Canada mais aussi mondialement. Récemment la FCP a publié¢
ses guides éducationels bilingues et aura bient6t la liste de mé-
dicaments, sans danger et ceux dangereux, mise a date et aussi
bilingue. Il y a plusieurs médications prescrites et aussi celles
achetées sans prescription qui peuvent causer une attaque de
porphyrie, donc il est vitalement important que ceux qui ont la
porphyrie ou soupconnent qu’ils 1’ont soient conscients de ces
médicaments. Dans un cas, un homme de 26 ans, pére de deux
enfants, est mort suivant une chirurgie mineure pour réparer
une coupure, causée par un fil de cloture, au dessus de ’ceil. 11
fut découvert, par aprés, que la porphyrie intermittente aigiie
avait été¢ transmise héréditairement dans sa famille aprés que
plusieurs autres membres de la famille furent décédés soudaine-

Translated by
Sherry Obsniuk Rita Gordon
Neepawa, MB  Neepawa, MB

Written by

ment. Inconnu des médecins, les anesthésiques et les sulfami-
des causaient des attaques qui pouvaient risquer leur vie.

Plusieurs personnes, méme celles dans la profession
médicale, n’ont jamais entendou parler de la porphyrie et ne
connaissent pas que c’est une maladie. Ce n’est pas une mala-
die unique mais consiste d’au moins huit variétés différentes.
C’est le résultat d’une accumulation de porphyrines dans le
corps, causée par un manque d’enzyme di a un défaut généti-
que. Les porpyrines sont des produits chimiques normaux que
I’on retrouve dans les plantes et les animaux. Elles sont produi-
tes dans le foie et la moelle osseuse et sont nécessaires pour la
production de I’héme qui devient ensuite 1’hémoglobine. Les
hémoglobines sont les cellules rouges qui transportent 1’oxy-
gene des poumons a tous les autres tissus du corps.

La porphyrie est une maladie héréditaire mais peut
aussi étre acquise aprés une exposition a des produits chimiques
toxiques. Les symptomes de la porphyrie peuvent comprendre
une photosensibilité extréme au soleil, douleurs abdominales,
nausée/vomissements, douleur et faiblesse de muscles, psy-
chose, hallucinations, convulsions, paralysie de membre ou
respiratoire.

Généralement les porphyries sont divisées en deux
catégories. FElles sont les porphyries aigues et les porphyries
déclenchées par la lumiére du soleil mais il se peut qu’une per-
sonne souffre d’une porphyrie aigue et aussi soit photosensible
au soleil.

Dans le cas de la photosensibilité solaire, les rayons
ultra violets créent le début des symptomes. Dans les cas

Continued on page 7...

A Special Thanks
for the “Porphyria Medical Information Form”

Julie Ann
Purcha, Regis-
tered Nurse
LaSalle, MB

Laurie DeVlieger
CPF Coordinator
Winnipeg, MB

Over the past years many people diagnosed with por-
phyria have suggested that the Canadian Porphyria Foundation
should have a medical information form for them to carry in
their wallet or purse for use during doctor’s visits or emergency
entrances.

Laurie DeVlieger and Julie Ann Purcha accomplished
this task for the Canadian Porphyria Foundation and it can be
viewed and printed from our web site at: www.cpf-inc.ca, then
link to “Medical Form” for viewing and printing. Or you can
call the office at 1-866-476-2801 and we will be happy to send
you a copy .

The CPF extends a warm and sincere thank you to
both Laurie and Julie Ann for their many hours of volunteer
work preparing the “Medical Information Form”. This much
needed medical form will help people with porphyria keep track
of all their medical information including current medical infor-
mation, special needs and surgery history.

ANNOUNCEMENTS

National Porphyria Day June 1st, 2007
Theme: “Children with Porphyria” '

At the National office - Open House with Refreshments all Day
“Come and bring a friend

National Office, Neepawa, Manitoba

487 Walker Avenue

Thursday, June 1st, 10 a.m. - 4 p.m.

National Porphyria Day Winnipeg

At Teddy Bear’s Picnic

“Distribution of CPF pamphlets and stickers for children and
their teddy bears”

Assiniboine Park, Winnipeg, Manitoba

Sunday, May 28

National Porphyria Day Nova Scotia Support Group Meeting
Theme: “Learn how to be sun safer”

Superstore in Bedford, Nova Scotia

(Next to the Bedford Place Mall)

Saturday, May 27, from 2 - 4p.m.

See you there!
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Thank You to Our Editors
-2

The CPF would like to express our appreciation to Karen Aitken and John Oslund for
their generous spirit and editing skills that make our newsletter the professional resource that it is.

John and Karen have taken on the wonderful task of editing each newsletter the CPF
produces. They are always ready to help in the kindest way possible and we want to let them
know that we are grateful for their gracious correction of errors.

At the CPF office we prepare the newsletter the best we can and then Karen and John put

their professional skill to work and the newsletter ends up as the wonderful product that you

Neepawa, MB Maple Ridge, BC read.

Porphyria - Five Generations

By: Doreen Boak
Carberry, Manitoba

We are a family with many members living with por-
phyria. We weren’t aware of it in our earlier years, at least |
wasn’t, but my mother often talked of her “sickly” mom who
never ventured outside because of an allergy to the sun. Her
parents lived in Africa. Mom’s father was in the First World
War.

Mom seldom complained, but she did have some ill-
nesses we couldn’t explain. One time after mom was out pick-
ing saskatoons in a ragweed patch she became very ill and her
legs developed such huge blisters that she had to use pillows
under them to relieve some of the pain. The doctors or mom
didn’t know of porphyria at that time.

Mom lived to be 99 years old and passed away De-
cember 12, 2000 from a stroke. Her doctor mentioned to me
that she had the “beginnings” of cancer. I mention this only
because I had a brother pass away recently who had been hospi-
talized last winter with pneumonia and then passed away very
quickly from what the doctors said was a heart attack and can-
cer. My brother’s wife had died suddenly years before in
Saskatoon and he came home to Carberry, Manitoba still griev-
ing. He ended up in the hospital and the doctors said he had
had a heart attack. Our family feels, however that it was a por-
phyria attack brought on by the stress of his wife’s passing.
Often my brother had huge blisters on his hands caused from
sun exposure. Sometimes his fingers would be welded together
the blisters were so large. He didn’t know about porphyria. He
had never had any heart problems that our family knew about.
He was a construction worker who was diagnosed with cutane-
ous porphyria.

My older sister would never go out in the sun as it
made her ill. She passed away after a long struggle with can-
cer. Her daughter was diagnosed in Winnipeg, Manitoba and
has one son with porphyria.

My twin sister and [ were born in 1941. She has been
diagnosed with porphyria. In her younger years she had a very

bad eczema in her ears and she could never go out in the sun or
she would suffer from stomach pains, nausea, and dizziness.

One day she was walking home in the sun and became
overheated — she ended up in the hospital and was told she had
a heart attack. Recently a heart specialist told her an angiogram
revealed that she had never had a heart attack.

She has one daughter we believe has porphyria be-
cause over the years she has had many reactions to pills and
medications, but has not been diagnosed.

As for myself, I have never had a positive porphyria
test result, but I do display the symptoms that my twin sister has
been diagnosed with. Several years ago my doctor said there is
no doubt I have porphyria. Over the years I have had a few
attacks and ended up having my gall bladder out — afterwards
the doctors’ told me it was a healthy gall bladder. I can under-
stand this now because I have since learned that porphyria can
mimic other health problems.

I can’t stand the sun or being overheated as it results in
prickly skin, agitation and stomach cramps. Last summer my
mouth blistered after being outside in the sun on a fair day .

My children have diagnosed inherited porphyria. I
have two sons and two daughters with Acute Intermittent Por-
phyria. One daughter-atsohas-fibromyatgta—She feels unwell a
lot of the time.

My other daughter displays the same blisters and her
daughter was diagnosed two weeks ago with very high porphy-
rin levels. She was tested because she had stomach pains and
was often sick to the stomach.

My son has not been diagnosed, but his son has been
diagnosed with hepatic porphyria. He has to be very careful not
to get overtired, overheated or exposed to the sun as he gets
weak very fast. He has two other children who appear symp-
tom free of porphyria.

My older son as he was growing up often had blisters
on his body. He recently was tested in Flin Flon, Manitoba and
was diagnosed with cutaneous porphyria.

Porphyria has and is affecting five generations of our
family.

Thanks “Winnipeg Field of Dreams” for your

sponsorship on June 1st, 2006 of porphyria

awareness stickers for Teddy Bear’s Picnic
at the Winnipeg Assiniboine Park

CPF Donors Helping Others

Your generous gifts transform into maintaining and expanding
support and educational programs that have a direct effect on
people suffering with porphyria. The CPF wants to thank all of
our donors for your important role in helping others.
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Airborne Endocrine Disrupters

Part II (continued from CPF Winter 2005 newsletter)
By Betty Taylor, Florida, USA

With encouragement from a friend, I have been inves-
tigating research in recent years on a type of chemical called
endocrine disruptors. Much of this research has been published
by the U.S. center for disease control and the National Institute
of Environmental Health Sciences, a part of the U.S. National
Institute of Health. Some of this research has demonstrated that
some chemicals are becoming airborne and thus inhaled in sig-
nificant quantities. The reason this research is interesting to me
is because I have an illness called Multiple Chemical Sensitivi-
ties (MCS). One of the distinguishing symptoms of MCS is a
reaction to airborne chemicals from common products. Some of
the symptoms include; headaches, dizziness and something that
is often referred to as brain fog. Other illnesses where people
experience reactions to common airborne products include the
porphyrias, chronic fatigue syndrome, fibromyalgia and endo-
metriosis (illness affecting women, that causes infertility). After
part one of my article, “Airborne Estrogenic Compounds, MCS
and Porphyrinopathy” that was published in the CPF’s Winter
2005 newsletter, I heard from readers who experienced similar

reactions to airborne chemicals. It seemed to be very important
to them and comforting that other people experienced these
symptoms as well. My investigation has led to several models
or possibilities for why these reactions may occur. They include
porphyrinopathy (see CPF Winter 2006 newsletter), neurogenic
inflammation (inflammation involving the nervous system),
endocrine disruption and missing metabolites. My goal is to
write articles that make more people aware of the research that
has already been done on airborne chemicals. Hopefully as
more people become aware of the research already being done
there will be additional research to determine why these types
of reactions occur.

Some of the new research on airborne endocrine dis-
ruptors is on Phthalates (colorless, odorless chemicals). Diethyl
phthalate (DEP) & dibutyl phthalate (DBP) are found in fra-
grances like cosmetics and plastics. A new study published in
Environmental Science and Technology on endocrine disrupters
in indoor air, found phthalates in unexpectedly high quantities.
The study report concludes from their findings that inhalation
may be a significant source of phthalates. This new study states,
“... actual exposure by inhalation is likely to be higher than
would be estimated on the basis of ambient indoor air concen-
trations because phthalate-containing product use may result in

Continued on page §...

IT’Velcome!

We are pleased to announce that Sherry Obsniuk, Neepawa, MB and Carol Bannerman , Neepawa, MB, have joined the Cana-
I dian Porphyria Foundation’s Board of Directors. Carol is National Treasurer and Sherry is National Secretary, temporary until the

end of the year.

_———————————————d
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A Special Thank You to 2006 National Sﬁb
Porphyria Day Sponsors: git
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Thornley Advertising, Surrey, BC &\D
Kwikshade Window Film, Roseville, CA 8\
&\b CounterCare Pharmacy, Winnipeg, VIB 8*\b
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KAITEN MADE A DIFFERENCE

Kaiten Critchlow, Neepawa, MB, started volunteering for the CPF in 1992 when he was 5 years old. At that time to get our organiza-
tion’s newsletter in member’s mailboxes it took eight or 10 volunteers, four hours in an evening, sitting around a ping pong table, folding
the newsletters, manually addressing the envelopes and then stuffing the newsletter into the envelopes. Kaiten's job was to stamp the
envelopes. He had an old fashioned stamp machine to help him and on occasion it caused him a lot of grief!

Seven years later in 1999, when our office moved into a business setting with another foundation, Kaiten took on the job of custodian.
Three years ago, in grade ten, he agreed to put his computer and creative skills to work and became the CPF’s Newsletter Producer.

It is with deep appreciation the CPF recognizes Kaiten’s contribution of “making a difference” to our semi-annual educational newsletter, a tidy clean of-
fice and good memories of helping us get those first newsletters to the post office.

We wish Kaiten success and lots of fun in his first year at the University of Alberta, in Edmonton, AB

Canadian Porphyria Foundation

Winter 2006 National Newsletter



Question, Analyse, Share Your Knowledge

...Continued from page 1

possible children. She made the choice based on the informa-
tion known at the time. Today we know that we can safely
carry babies to term. Genetic counseling is available to help us
make informed decisions about the chances of passing this gene
on to our children. The choice is ours.

Thirty years later, our mother had acute attacks of AIP.
The doctor gave her blood intravenously (i.v.) every six months
because she was anemic. He tested her for bleeding and could
not find any cause. She grew weaker and our family finally
insisted she be transferred to a larger hospital. We had repeat-
edly told the doctor that she had porphyria and were told that
we were considered to be interfering. She was barely breathing
when she arrived at the hospital and was put on a respirator.
The doctor gave her hematin through her i.v. It was a very
thick black blood product that had to be purchased and brought
in to Canada. My understanding of how the blood product
worked was that it fooled the body into believing it had high
hemoglobin levels. The brain then shut down production of
hemoglobin. That shut down the porphyrins that were created
to help make the hemoglobin. The body then had to deal with
all the excess porphyrins that were already in the body waiting
to “hook up” to the substances needed to make hemoglobin.
Once the porphyrin levels in her blood and urine dropped, she
was able to slowly regain use of her muscles. I remember her
telling me “It was like a fog lifting in my head”. Porphyrins
“coat” nerve pathways and block their ability to use muscles.
The brain is a muscle, so it, too, can be affected. I could tell by
the dark amber color of my mother’s urine when her porphyrin
level was rising. She became weaker and unable to focus on
conversations. When the porphyrins decreased her urine was a
lighter color. It took a long time for Mom to regain her muscle
strength, memory, and concentration.

Mom had spent a lot of time in hospital so I was able
to create my own notes and graphs. I noted blood and urine test
results, urine color, infections, temperature, medications and
any changes to try to correlate cause and effect. The hospital
staff was supportive of my efforts. One doctor helped by trying
to filter out some of the unrelated things and made a copy of my
graph to add to the chart. The doctor noted a change to the po-
tassium levels during the attacks. Eventually Mom didn’t re-
quire hematin because we kept an eye on her symptoms and
reacted to prevent a severe attack.

The Internet is a wonderful tool, but you must use cau-
tion. Check the source and research information. For example,
there is an iron pill called Hematin — not to be confused with
the liquid blood product used in hospitals to treat AIP. There is

Chantelle Unger
Student Assistant

heoeoeeseoeccccccccccccccogy

also another “heme” product that is available from a drug com-
pany in Illinois that requires a smaller dose for AIP. Collect
your information. Read and reread it. Ask your doctor about it.
Hopefully, your doctor will investigate further and get back to
you with more information. There are so many changes hap-
pening, that it is hard to stay on top of all of it.

If I were offered a chance to try a new treatment, I
would have many questions: who, what, where, when, why,
and how. Is the treatment or cure going to be worse than the
condition? What are the side effects? Is it a cure or a tempo-
rary fix? Who tested it, how was it tested and does it meet
Canadian Standards? How is it administered? How long does
the treatment take? How often is it given? Who will monitor
it? I would be full of questions and expect answers. I believe
the only stupid question is the one you don’t ask!

Until someone creates a way to change, remove, alter,
or replace the “aberrant” gene or the enzyme that causes por-
phyria, we must help in any way we can to make that dream
come true. Embrace change! Talk about porphyria.! Someday
it will be as understood as diabetes, epilepsy, cystic fibrosis and
other diseases.

I hope this article encourages people with porphyria to
take initiative and question what they hear. Sometimes we only
hear what we want to hear. My “understanding” of information
may not always be correct. When family members are involved
we do not always focus and fully comprehend all that is going
on. Sharing what we know is important. It is a way to im-
prove, change and learn more.

Remember — sharing is caring.

The CPF Cookbook will make an Ideal Gift for your Family
and Friends. It is also perfect for Birthdays, Holidays, Anni-
versaries, Showers, Weddings.

i Cookbook Order Form

i Canadian Porphyria Foundation Inc.

1 PO Box 1206

i Neepawa, Manitoba, Canada, R0J 1H0
i Phone: 1-866-476-2801

i E-mail: porphyria@cpf-inc.ca

' Website: www.cpf-inc.ca

i Make cheque payable to: Canadian Porphyria Foundation Inc.
i Please send copies of this cookbook @ $15.00 each
i which includes shipping and handling

i Name
' City

| Province

Postal Code

0060000000000 00000000000000000000000000000000000000000000000000000000000000000000000000c0000ccsoccssoc0sony
Chantelle Unger worked as Student Assistant for the CPF for the past year. Her dedication and «
assistance with general office duties during July and August was invaluable. She distributed bys
post porphyria educational guides and drug guides to all poison control centers across Canada. §
She also provided the drug guide to a huge number of anesthesiologists in all of the provinces to help provide aware- «
ness of the importance of knowing which drugs are safe or unsafe in porphyria. She assisted with the raffle ticket draw E
and the updating of our website. Chantelle also completed a rather large job of transferring our office files over to ¢
larger filing cabinets to make more room for our ever increasing members. In celebration of National Porphyria Day Chantelle
talked to local children about the importance of applying sunscreen and distributed small samples of sunscreen to the children.
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Pour Comprendre La Maladie Porphyrie
...Continued from page 3

bénins, le soleil peut étre toléré pour des courtes périodes de
temps. Cela peut causer des picotements ou des sensations de
bruliire cutanée. Dans des cas plus extrémes, le soleil n’est pas
toléré et cause des vésicules douloureuses et des cicatrices.
Ceci n’est pas causé seulement par le soleil mais aussi par d’au-
tres rayons ultra violets, ce qui inclus lumicres fluorescentes et
lumieres de salles d’opération. Dans un cas, un nouveau-né
prématuré a souffert de brilures au troisieme degré sur son
corps, causées par les lumieres dans I’incubateur, ceci avant que
les médecins découvrent qu’elle avait la porphyrie érythropoie-
tique congénitale.

En 2005, pour la premiere fois dans 1’histoire médi-
cale, le 1% juin fut déclaré le Jour National de la Porphyrie. Des
cérémonies inaugurales furent célébrées a travers le Canada.
Le théme était "Enfants avec la Porphyrie Photosensitive So-
laire". En 2006 nous célebrerons a nouveau le Jour National de
la Porphyrie et invitons tous et chacun a nous joindre.

Si vous étes intéressé a en appredre plus sur la Fonda-
tion Canadienne de la Porphyrie, vous pouvez entrer en contact
avec la Fondation Canadienne a 1-866-476-2801. Nous avons
aussi un site web que vous pouvez visiter 8 www.cpf-inc.ca ou
un courriel a porphyria@cpf-inc.ca.

Glossary

Enzyme - a complex protein that is produced by cells and
starts chemical reactions in the body.

Gene Mutation - a permanent change in a gene that can be
passed on to offspring.

Latent - Dormant, existing as a potential. A person with
latent porphyria will not experience symptoms unless they are
somehow triggered.

Hepatic - pertaining to the liver.

Beta-Carotene - a yellow pigment that gives color to plants
such as carrots and tomatoes. It is often used as a treatment for
sun-sensitive porphyria.

UV _Rays - (Ultraviolet Rays) Invisible radiation wavelengths
of light that are harmful to the skin.

Correction
In our last newsletter— Summer 2006—on page 8, at the
end of Dr. Michelene Mathews-Roth’s article titled,
“Children with Erythropoietic Protoporphyria”, the web-
site address was incomplete.
The address should have gone on to read:
www.brighamandwomens.org/eppref
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Look us up online!

www.cpf-inc.ca

Veg! 1 want to help the CPF continue to
improve the quality of life for people affected by
Porphyria!

This newsletter receives many compliments
from individuals and medical specialists about its
valuable, understanding, and compassionate arti-
cles. It expresses our values, accomplishments, and
hopes for the future. Your financial gift expressed
in a donation, bequest, or planned giving will ensure
our newsletter continues.

Gifts can be made using a credit card by:
Calling toll-free: 1-866-476-2801

Emailing: porphyria@cpf-inc.ca
Faxing: 1-204-476-2800
Or Mailing:

Canadian Porphyria Foundation
P.O. Box 1206

Neepawa, MB, Canada

ROJ 1HO

Donor Information:

Name

Address

Postal Code

City Province
Phone No

E-mail Address

Payment Information:

Donation Amount

$25 $50 $100 $200 Other

Credit Card Type

VISA  MasterCard

Card Number

Name on Card .
¢ Expiration Date
¢ Signature .

s oo

Gifts made by cheque (made payable to the Canadian
Porphyria Foundation) should be mailed directly to the
Canadian Porphyria Foundation’s national head office.
. Registered Charity # 11883 5305 RR0001 .
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Prizes

¥ 1st Barbecue

N
CONGRATULATIONS

TO THE WINNERS OF
THE 2006 RAFFLE

3rd Paper Tole picture

6th Quilt & Shams

2nd $200 Gift cert. from future shop

4th Roots Unisex Watch
5th Woodscape Mallards Picture

7th Large wooden Binder

8th $50 Petro Canada Gas Card
9th $50 Petro Canada Gas Card
10th Woodscape Seascape Picture

Names Address

John Furness St., Fort Erie, ON
Casey Grant Emo, ON
Dorothy Lyons Neepawa, MB
Kie Chan Fort Erie, ON
Teresa Campbell Forrest, MB
Mackenzie McGinnis Onoway, AB
Sherry Phillips Tracy, NB
Deborah Driessen Deroche, BC
Peter Milonas St. Laurent, QC
Gary Wiegand Fort Erie, ON

AIRBORNE ENDOCRINE DISRUPTERS

...Continued from page 5

personal air concentrations that are much higher than ambient
concentrations.” The study cites consumer products as the
source of phthalates in indoor air. In another study published in
Environmental Health Perspectives, National Institute of Envi-
ronmental Health Issues (NIEHS) and the National Institutes of
Health (NIH) found that; “Inhalation appears to be a significant
route of exposure, given the high correlations between air and
urine measures for DEP, DBP, and BBzP.” The Center for
Disease Control (CDC) found evidence of phthalates in humans
at levels much higher than expected. The CDC study on
chemicals and human exposure, measured phthalate metabolites
in urine as a way of determining exposure to phthalates. Me-
tabolites are thought to mediate toxicity. The first CDC report
questions what would happen then if a person is missing phtha-
late metabolites.

Polybrominated diphenyl ethers (PBDE) are flame-
retardants, which were first introduced in the mid 70’s and are
being found in humans in levels causing concern. Concern for
toxicity and levels in humans have generated discussion for
bans and market withdrawal for some PBDE’s (penta and octa).
Penta and octa are small particles thought to waft airborne from
electronics and furniture, attach to dust and get inhaled.
PBDE’S were found in household dust in the indoor air study
for endocrine disrupters. Penta PePDE’s are porphyrinogenic.
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PeBDE studies on rats and mice, “...indicated that the liver is
the key target organ affected.” “The effects observed included
increases in liver weight and hepatocytomegaly (inflammation
of the liver), cellular microscopic changes, induction of a range
of liver enzymes, and disturbances in cholesterol and porphyrin
synthesis.” PBDE’s induce [changes the genetic code to allow
faster reproduction] CYP1A (a cytochrome liver enzyme).
Cytochrome liver enzymes break down hormones and chemi-
cals.

As a reporter put it when discussing PBDE’S on the
news, “It’s hard to believe that something could be coming out
of this computer case and winding up in my body.” Hopefully,
by illustrating the inhalation concept, this new research will
make it easier to understand and believe that chemicals are be-
coming airborne from common products. The focus for these
chemicals has been on whether or not they are toxic. Some in-
vestigation needs to be done on how these chemicals may effect
people who are already ill. One relatively simple subject for
research would be to determine if people suffering from reac-
tions to common products are missing phthalate metabolites.
Another research subject would be on the effects of PBDE
damage to cytochrome liver enzymes. Endocrine disruption
could also be explored as a mechanism for reactions. More in-
formation on the chemicals included in this article may be ob-
tained from the Environmental Working Group at ewg.org.

For further information contact: Betty Taylor: Von34(@aol.com
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GAAPHIC COMMUNICATIONS SOLUTIONS

Neepawa United Way

Disclaimer
Viewpoints and opinions expressed in this newsletter are those of interested
individuals and do not necessarily reflect the judgment of the Canadian
Porphyria Foundation. This newsletter is provided for general information
only, and by reading it, you agree not to hold liable any of its contributors.
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