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From a mother

Journeys in hope
Urdu is my mother language. I don't know any Cantonese.

I came to Hong Kong from Pakistan with my husband fourteen years
ago. We had two little children, Mavish and Hamza. Every now and
then, we went to Pakistan to visit our relatives.

Yet, good times did not last long. My husband left us, after finding out
that our children had MPS when they were very young. Now I am only
left with my children.

What happened?

It all started when Mavish & Hamza were about 5 years old and 4
years old, they had knee pain so badly that it was too painful for them
to even put their heels on the floor. After seeing doctor at the Queen
Elizabeth Hospital Emergency Room, the doctors said, “Something is
wrong with your children.”

That's all they could tell me. In order to find out what was making
my children sick, the doctors sent their blood samples to Australia
for testing. It was found that they both had a chronic disease called
Mucopolysaccharidosis (MPS), a rare genetic disease, and they had
MPS type I. My heart sank even further.

Luckily their pain did not come often, and it did not last. They looked and
played just like other children. No one would think they were suffering
from a disease that is gradually taking them in.

When Mavish complained about knee pain one day, we were in Pakistan
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visiting relatives at the time. In my village, we have no hospital or
clinic, and the nearest place for medical help is four hours away in
Islamabad. Being a big city and the capital of Pakistan, Islamabad
offers everyone treatment if he/she can afford it. So I took Mavish to
the hospital there. Can you imagine how they treated her? They gave
her the medication for TB (Tuberculosis)! Even I know that TB is in
the lungs, not at the legs!

I also took my children to the Army Hospital, hoping it would be more
advanced and would therefor know how to treat my children. But even
they did not understand my children’s health problem. “We've never
heard of it in Pakistan.” There is no MPS patient in Pakistan.

The choice

We decided to come back to live in Hong Kong, because the doctors in
Pakistan did not understand my children’s medical problems.

Another reason of staying in Hong kong is the culture. It is very
common here for all adults in the family to work for a living. In
Pakistan, only the men in the family work and pay for expenses of the
whole family; the wives stay at home. So if we stay in Pakistan, with
just me raising my children, I cannot afford their treatment.

The weather, healthcare and education system, all prove that Hong
Kong is the right place for us to stay.

Another factor is the social welfare department, CSsA’ , has a rule
that welfare recipients cannot stay outside of Hong Kong for more

! Comprehensive Social Security Assistance (CSSA) Scheme
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than 60 days in a year. So we cannot obtain any regular treatment if
we live outside of Hong Kong.

Reaching out for hope

Yet, living in Hong Kong is not easy, especially I was shortly left to
sustain on my own with two young children.

I want to meet more patients and families going through life like me.
My children want to know more about why they are different from
other children.

It was through the Assessment Centre in Kowloon City that the social
worker gave me the contact number of Mr Stephen Ma to find more
support, saying that his child also had MPS and he was with the MPS
patient support group. Stephen explained to us about the different
types of MPS, introduced us to other families, and even helped us with
Chinese/English translation.

One day I surfed the Internet and saw that there was treatment!
It was called Enzyme Replacement Therapy (“"ERT” in short) from a
pharmaceutical company for patients with MPS. Mavish was around
7 or 8 years old back then, and Hamza a year her junior, both at the
suitable age for treatment. However the treatment was very costly
and we could not afford the cost of the drug which needs to be used
weekly for life.

I contacted the pharmaceutical company to send information to me
and my doctor about this treatment that we have been waiting for
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years. However, our doctor said that being a public hospital, they
could not take the treatment from private companies, so we could
not use it. Moreover, the Hospital Authority insisted that there was
no treatment for MPS, but some investigations were still going on for
ERT, so we may consider waiting for the ERT investigation results. All
we hoped for is to use it as soon as possible, at least try it and see
whether it can help my children.

As a single mother, I hope my children can get treatment soon, so
they will not be hindered by the disease, and so they can take care
of themselves and do not need to depend on me in case I am not
around.

Other parents would ask me why my children are different. But no
one knows the answer. My two children have different symptoms:
Hamza has breathing problem but not Mavish, while Mavish has vision
problems and Hamza can see clearly. Hamza needs to use C-pep
(breathing machine) when he sleeps, but during the day he feels tired
easily and cannot stand for a long time, so he cannot play or move
around much.

Journey to treatment

At first my children were seen at Queen Elizabeth Hospital (QE), so
was I, for many years.

When we wanted to get ERT, the doctor told us that it may be more
likely to have ERT successfully at Princess Margaret Hospital (PMH).
So I changed my children’s medical appointments to PMH, and their
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doctor made their first application to Hospital Authority for using ERT.
That was a few years ago.

PMH was closer to Mei Foo, where they both studied at the time. So
it was more convenient for me too in case they did not feel well at
school.

But soon we realised that since we were making the request for ERT
as individuals, our applications were not being considered as promptly
as we have wished. So instead of doing it on our own, we applied for
ERT again through the MPS patient group. Soon the Hospital Authority
started investigation on both my children.

Recent surprise

We have had our medical appointments with QE for 12 years, and they
have never investigated our family history or asked for genetic testing.
Recently they wanted me to do it, and I was surprised, thinking what
took them so long.

One week after the test, the doctor called me to the hospital and told
me that the genetic defects in my blood and Hamza’s blood were very
similar, so it's very likely that we had the same problem!

That means I may have MPS? But I had never had the problems that
my children have!

The doctor simply told me, “If you agree, we will send the blood
sample of yours and of the two kids’ to Taiwan to do a blood test to
confirm if you have MPS.”
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Twelve years! And we are still waiting for another report to come back
in two weeks! What we can only do now is to keep waiting and praying,
and visit the doctors when my children are not feeling well.

Worries, and moving on

I know that I need to stay healthy so I can take care of my children.
Sometimes my neck, back and knees become so tight, that recently I
begin to practise yoga every week. I help Hamza to do some yoga at
home as well, hoping to improve the flexibility of his body.

We live a simple life. My only hope is that with treatment, maybe my
children can live their life and enjoy things like other children. I know
they won’t be 100% treated and be like other children, but even if
90% similar to others, it will be good enough.

When I go to pick them up at school everyday, I really feel that I want
my children to be comfortable and happy. When I look at other kids their
age, I also wish that my children can play like them.

Mavish can take a bath by herself and do homework by herself. But
at school she is very afraid that her pony tail will come loose, and no
one would be there to help her tie her hair back up. She cannot do so
on her own because of her stiff joints and bones. If her arms are a bit
more flexible, she can take care of herself better.

Hamza only likes to play in two places in Hong Kong, Tokwawan and
Kwun Tong, where he has friends and his own cricket team. Playing
cricket, especially catching, improves his joints & arms, and he used
to like it a lot. Now he cannot move as swiftly as before, so his interest
in cricket is almost gone.



Hamza had once dreamed of being either a scientist or astronaut.
Now, he wants to take a computer course and become a car designer,
because he can just sit down at a computer to do it — that he can
manage, so he calls this his “final decision”. As his mom, of course
I support his dream. He is happy when he talks about his dream,
making me feel happy too.

Hamza usually has no strong feelings toward medical check-ups. But
the last time when we came back from the hospital for a check-up,
suddenly he cried, as he was upset that no doctor was trying to help
and he was worried that his condition was getting worse. All that the
doctors talk about every time is whether he needs surgery or not,
without any treatment in sight.

It worries my child, and me too. I love both of my children, and they
are both important to me. But being the boy in the family, Hamza is
special to me.

If my children can get ERT, may be there would be some improvement
to their bodies. I hope one day they can grow up to be independent
and can take care of themselves.

Mother Nighat Sultana
Daughter Mavish, aged 15, MPS I
Son Hamza, also had MPS I, deceased at age 13

* Post-interview notes:

In August 2009, Ms Sultana was relieved by the genetic test result
which confirmed she did not have MPS, although she carried the same
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genetic problems as her two children. Her doctor could not explain
why this was so.

In September 2009, the Hospital Authority’s “Expert Panel on ERT for
Lysosomal Storage Diseases” approved for Mavish & Hamza to use
ERT for treating their MPS 1.

In October 2009, ERT was also approved for both children at Princess
Margaret Hospital. Mavish began using ERT weekly and has been
making progress since then, while Hamza'’s case was pending further
medical evaluation and report.

In mid-November 2009, Hamza agreed to consider doing MRI after
returning from his trip to Pakistan for a family wedding in December.
The Sultana family had a joyful shopping day in Shenzhen before
Hamza went to Pakistan to represent his family at the banquet and
to bring holiday gifts to his grandparents and relatives there. He was
scheduled to fly back to Hong Kong in early January 2010 for MRI, and
to begin ERT soon.

Sad news hit the patient support group on 3 December 2009.
Hamza passed away - he fell while at home in Pakistan on 29
November 2009.
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