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Ask the Expert

Michele King of Red Deer, Alberta was diagnosed with the ultra-rare,
progressive and fatal blood disease known as paroxysmal nocturnal
hemoglobinuria (PNH) in 1990.

What You’re

Over time, Michele began to see and feel her body deteriorate and her quality of life diminish.
She lived with a constant fear of developing a deadly blood clot.

What’s Happening?

Telling Us
Our most recent poll feature
on www.pnhca.org asked how
visitors to our website are linked
to PNH. The majority of visitors
(53 per cent) are PNH patients
themselves, followed by family
members of PNH patients
(26 per cent). Nine per cent
of visitors are friends to PNH
patients, six per cent are
caregivers to PNH patients,
and six per cent are doctors
or hematologists treating PNH
patients.
Many thanks to those who
responded. Our next poll
question is up on pnhca.org.
Don’t forget to check it out
and cast your vote!
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When Michele first began treatment with Soliris, her condition improved with her first infusion.
“I never had stomach pain or esophageal spasms ever again,” she says. “The pain went away.”
Though Michele had access to treatment, she constantly feared that her coverage would end
at any time – and without public funding, she would have had no safety net.
When all provinces (except for Quebec) announced that they would provide public access to
Soliris for PNH patients in July 2011, Michele was ecstatic. Her partner’s insurance benefits had
just recently been cut off, so the funding agreement came at a perfect time.
Today, Michele has never felt better, and has regained her strength and energy. As a result,
she is able to work full-time and participate in the same activities that a normal, healthy adult
would. Michele rides her horse at least four times a week, and competed in – and won – her
first horse show in June 2012.
When Michele’s health was deteriorating, her family and friends were extremely understanding
of her condition. “They were fabulous and understood what I was going through when I didn’t
feel well.” As Michele adjusted to life on treatment, she began to accept the twice-monthly
infusions as part of her routine. “I remember how
I felt before the drug, accept it, and move on.”
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After living with PNH for over 15 years, Michele joined a clinical trial for a new therapy called
Soliris, a life-saving treatment for PNH that was approved by Health Canada in 2009. Once the
trial ended, Michele was one of the lucky few PNH patients to receive funding for the drug
through private insurance, but most patients in Canada did not have access to Soliris, either
through private insurance or through their provincial drug plans.
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Michele played an important role in urging
the Alberta government to ensure that all
PNH patients in the province had access to
Soliris. She met with her MLA and shared her
story with local media. Michele is discouraged
that there are still some patients in Canada
who may not know about Soliris, or are without
access. “I believe anyone who needs access to
the drug should get it,” she says. “It can make
you a productive, healthy member of society
that can contribute positively to a community.”
Michele is excited about what her future holds.
“I do anything I want to, now that I live pain-free.”
EDITOR’S NOTE: If you (or someone you know) have PNH and are having trouble accessing treatment through either
private or public funding, please contact us at info@phnca.org.
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Can I manage my PNH
through diet?
While there is no special diet that can
alleviate your PNH symptoms, experts
recommend eating a healthy, wellbalanced diet containing lots of fruits and
vegetables. Your doctor can help find the
best eating plan for you. To ensure your
body gets enough folic acid and iron,
your specialist will likely recommend a
man-made supplement. Folic acid and
iron help your body make red blood cells.
Always talk to your doctor to see which
supplements are right for you, and before
taking any supplements, medicines,
vitamins or herbs.

Does an alkaline diet decrease
symptoms or improve PNH?
The alkaline diet is based on the belief
that certain foods can affect the
acidity of bodily fluids, including the
urine or blood, and can therefore be
used to treat or prevent diseases. While
there is no documented evidence that
shows an alkaline diet (a mostly
vegetarian diet consisting of fruits and
vegetables) to improve PNH symptoms
than a more acidic diet (including meats,
dairy, processed foods), your doctor
may recommend a diet similar to an
alkaline diet to ensure your body’s
health is optimal.
To share your tips for coping with PNH
and its symptoms, send your suggestions
to info@pnhca.org or join our forum.

Barry Katsof recognized at
CORD Gala

On Wednesday, February 27, the
Canadian Organization for Rare
Disorders held their Rare Disease
Day Awards Gala Celebration.
The Canadian Association of PNH
Patients is happy to report that our
founder and president, Barry Katsof,
was recognized as a rare hero for
his contributions to the rare disease
community in Canada. Along with
four other individuals, Barry was
recognized with a special certificate
for his efforts on behalf of PNH
patients across Canada. Many of us
know first-hand that Barry Katsof
epitomizes a true champion for
rare diseases, demonstrating a
relentless commitment to improving
the lives Canadians living with PNH.
To this day, Barry continues to work
to ensure all patients with PNH have
access to life-saving treatment.
Congratulations, Barry!

On Saturday, October 19, the Aplastic
Anemia & Myelodysplasia Association
of Canada will hold its annual national
patient education day in Montreal,
Quebec. Canadians living with PNH,
aplastic anemia and myelodysplastic
syndrome will have the opportunity to
meet other patients and caregivers, and
see presentations by an outstanding
group of physicians and experts. PNH
specialist Dr. Thomas Kiss will be one
of the presenters. Complimentary
breakfast, coffee breaks, and lunch will
be served, and travel sponsorships are
available for those attending from
outside of the greater Montreal area.
Please register for this event before
Friday, October 8, 2013. To view the
event agenda and registration forms,
click here.

Baby Announcement!
Carrie Richards,
a PNH patient and
vocal advocate who
was instrumental
to our successful
campaign for
access to Soliris,
has given birth to a
happy and healthy
baby girl! Miss
Ava Leigh Morgan
was born on
September 9, 2013 at McMaster
University Hospital, weighing in at
5 lbs 7 oz. Both Carrie and baby are
doing well. In our next issue, look out
for a profile on how Carrie is living
well with PNH. Congratulations!

What does it mean if my clone size and platelet count have both been steadily
decreasing?
A reduction in granulocyte/monocyte clone size is sometimes reported in patients
with PNH, but rarely drops below 10 per cent, and seldom occurs alongside a falling
platelet count. When a significant spontaneous change is observed in these two test
results, it likely reflects a change in the bone marrow that corresponds with a less
hospitable environment for PNH stem cells. Speak with your specialist about having
a bone marrow exam to check for an associated bone marrow disease.
This information was prepared by the Canadian Association of PNH Patients and reviewed by: Dr. Richard A. Wells MD, D.Phil., FRCP(C)
Hematologist, Sunnybrook Health Sciences Centre and assistant professor, Department of Medical Biophysics, University of Toronto

Questions, comments or ideas for the next issue? Please send us an email at info@pnhca.org.

