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Freedom for Journalists:
Living reality
Previously, the best result scored by the local
press freedom in international reports described
it as “acceptable”; however, Jordanian journalists
are currently expecting to start living within a
new status of freedom after receiving a clear royal
vision...Page 6

Legislature out of
quorum, in disarray
In what many see as yet another monkey wrench
flung in the wheel of democracy, the Lower
House of Parliament canceled its session on
Wednesday because of lack of quorum. …Page 7

Living with Pompe

also this week ...

This courageous lady, who arrived in Amman
to participate in a one day seminar to spread
awareness about AMD, remembered how her
physician told her and her parents that she had
Pompe disease …Page 8
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G20:
All talk,
no action
As the world slips into the doldrums of
recession, with Germany having become the
first EU nation to officially declare it, and facing
the gravest economic crisis in decades, the
leaders of 20 countries met in Washington on
Saturday…Page 3
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Maryze Schoneveld van der Linde

Living with Pompe
By Mike V. Derderian
BEFORE MEETING Maryze
Schoneveld van der Linde at the
lobby of Royal Hotel I knew nothing about Acid Maltase Deficiency
(AMD) or what is known as Pompe disease.
The wheelchair bound woman
had a set of lively eyes that spoke
words doused with courage even
before we boarded the elevator
and descended to a more quite
level where our interview took
place.
“When you are diagnosed as a
baby it means that without treatment you will die within a year.
Your muscles begin to deteriorate
and your respiratory system becomes affected. You become dependent on a ventilator because
you are not able to breathe any
more,” 39-year old van der Linde
told The Star.
Pompe disease is also known
as Acid Maltase Deficiency or
Glycogen Storage Disease type
II. It affects an estimated 5,000 to
10,000 people in the developed
world. According to Acid Maltase
Deficiency Association (AMDA)
website, Pompe is caused by a
complete or partial deficiency of
the lysosomal enzyme, alphaglucosidase, which is necessary to
break down glycogen and to convert it into glucose. Without this
enzyme, glycogen, a thick sticky
substance, accumulates in the lysosomes (sacs within the muscle
cells) and leads to severe muscle
degradation. It predominately affects the heart, skeletal and respiratory muscles of the patient.
“It becomes more and more
difficult to eat because eating requires so much energy. You have
to put food in your mouth, chew
it, swallow it and digest it. At a
certain moment that doesn’t work
any more and you need to be fed
through a tube that goes to your
stomach,” van der Linde, who at many predicted would take her
a certain point weighed no more own life at a young age.
than 30 kg, describes the effects of
“As I grew older the disease
the disease on a person, “I was di- became more and more severe
agnosed at the age of eight years. but my parents always treated me
I was a little girl and there was as if I was a healthy and normal
nothing to do.” This courageous child. Of course there were some
lady, who arrived in Amman to restrictions as I couldn’t do everyparticipate in a one day seminar thing. My parents where always
to spread awareness about AMD, there for me telling me ‘you must
remembered how her physician do what you can do and we’ll suptold her and her parents that she port with the rest’,” she added.
had Pompe disease. Her parents
Her parents encouraged her
quickly examined her brother, to persevere and concentrate, as
who luckily turned out to be free she wasn’t able to use her hands,
of this hereditary disease.
“You can always use your brains
Eyeing her young sister, sit- because you don’t need muscles
ting behind her, van der Linde for your brains.”
also thanked God that her sister
The moral and physical supwasn’t afflicted by the disease that port paid off. Since her gradua-

tion from the University of Leiden in The Netherlands with a
degree in cultural anthropology
in 1995, van der Linde has been
working with migrant and refugee women from Turkey and the
Middle East on empowerment related issues and activities. AMDA
was established in 1995 to assist
in funding research and to promote public awareness of Pompe
disease. Pompe disease is one of a
family of 49 rare genetic disorders
known as Lysosomal Storage Diseases or LSDs.
According to the website, in
1999 the first human clinical trials
for Pompe disease with enzyme
replacement therapy began in the
Netherlands with four infantile

patients at Sophia Children’s Hospital in Rotterdam. Six months
later another clinical trial was
started in the Netherlands with
three delayed onset patients. At
the same time Duke University
Medical Center in the US initiated
a new infantile clinical trial with
three patients. There are five sites
conducting clinical trials with enzyme replacement therapy. Genzyme Corporation, the sponsor of
the clinical trials, plans to start expanded clinical trials at additional
sites in 2003. They are currently
working with regulatory authorities in the US and in Europe to
obtain approval for enzyme replacement treatment (ERT) for
Pompe disease and hope to have

an approved product available for
world-wide marketing in 2005.
According to Maryze, ERT is
not a cure but she hopes to live
until the day when a cure is announced to the world and to Pompe disease patients, who hold online forums through which they
support each other.
All the angst, pain and hopelessness that Maryze suffered, I
read about in only three pages
that ended with the following
quote, “Unfortunately, Pompe disease has been in my life for a long
time. A lot of my muscles have
been destroyed already but I can
tell you from my own experience
that enzyme replacement therapy
for Pompe disease does work!”

