English Translation
Dear Carmen,
Hi, I have replied to you but I don’t know why I haven’t got your reply. Later Martin contacted me
and told me that you didn’t receive my mail. I guess it was due to the network problem. Are mails
from mainland blocked and treated as junk mails? If you receive this mail, please let me know.
Thank you.
Previously we came to Hong Kong. Thanks so much for sparing time to accompany us to meet
the three kids. You really gave me confidence. Lovely Kiu Kiu, Smart Chung Chung and brave
Howard are the greatest kids. It is not easy to take such good care of children with SMA type I.
This cannot be separated from parents’ effort. What I saw had strengthened my confidence to
carry on. I believe as long as our kids are living, there is always hope. There are so many things I
have to learn. Perhaps little Mia’s existence is to give me such a mission. This rare blessing does
not come to every family. I think the meaning of life does not depend on the result, but the
process of keep finding the meaning. When compare to the suffering of the kids, what we
experience is nothing. In others’ eyes, their little bit of improvement is nothing. But in our eyes, we
see their effort. And this confirms our belief. As the time staying in ICU becomes longer, seeing
breakups and deaths happened in split second made me know better how to cherish what I have
at the moment. I want to treat little Mia well and make her happy every day. Perhaps with my
effort, one day she can talk like Chung. I am looking forward to this miracle.
After the trip to Hong Kong, I really want to do something for SMA patients in mainland China. In
China, including Shanghai, doctors usually adopt passive treatment because of the incurability of
the illness. In October this year, there was a one-year-old child who was diagnosed with SMA
type I. His doctor did not do anything to his respiratory insufficiency and passed away. As I
haven’t known his mother at that time, it was a pity that I was not able to share my caring
experience with her and this little angel left the world. In China, they know nothing about taking
care of children with SMA type I. I hope I can do something on this area. I noted down my learnt
experience with my exploration, as well as the current state of China, taking notes about daily
caretaking. On the one hand this is a record of Mia’s growth; on the other hand, these
experiences can be shared to other parents to help them. So when they take care of their
children, they would not lose confidence. And more type I children can maintain in a good
condition before developing any breathing difficulties and avoid to use any mechanical ventilation
which causes a lot of pain.
Apart from that, we created a QQ group as a communication platform for SMA patients and
families to share information. It is only in a starting state. I hope it can encourage more parents
and give them confidence to overcome obstacles together. Martin is preparing the website, we
hope to unite to help more patients and the public to understand and be concerned with SMA.
It is getting cold. Carmen, may you please take care of yourself. I am also thankful to Mrs. Yim

and the driver for the caring to us. You all take care. Please also give my best regards to Mrs. Fok
and other parents. I will treat them as my role models and keep going. Thank you. I hope to see
you all again next year.
By the way, Carmen, do you know any kids there take Chinese herbal medicine to keep healthy? I
think huang qi (Leguminosae) is a very good herb to nourish one's vitality and strengthen one's
resistance against illness. I use it to make soup and use the soup to cook congee for Mia every
day. I think the effect is quite good. I recommend this to others to try. It is suitable for even the
elderly and young ones.
I also found a very good way of Chinese massage --pinching the back. I do this for Mia every day
as daily exercise. If doctors think it is possible, I recommend others to try.
Wish you all healthy and peaceful.
Mia’s mum
2nd December, 2010

