
Your arrival helped us to discover the secret to 

eternal happiness, a happiness datum line if you 

will. Of course, this happiness datum line sounds 

a little abstract to say the least but it truly does 

exist in each and every person’s heart. It points to 

the answer to the question: “What is it that I must 

possess in order to be truly happy?”

Class Notes
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We had decided that from that point on, every day that we had together 

was like a precious jewel that had been rediscovered after being lost.

It had seemed that you were about to leave us, but now we had the 

wondrous surprise of having you stay around for a little while longer. 

We were all so thrilled. None of us knew exactly how long our little VIP 

planned to stay with us but we were happy to have you for as long as 

you wanted to stick around. There was absolutely no way that you could 

overstay your welcome! The joy that you brought us far outweighed any 

effort needed to look after you.

It was so amazing to wake up each morning and rush over to your 

bedside to watch your little pink face as you breathed in and out. There 

was no need for you to do anything extraordinary, just to see that vitality 

in you was reward enough for us. The situation was different than before, 

Whenever we 
hollered, “Family”, 
the four of us would 
squeeze in close 
together to enjoy that 
irreplaceable joy that 
we possessed
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you were not just surviving but now, that previously fragile little body 

of yours was alive and kicking right before our very eyes. At that point, 

we saw every movement that you made or posture that you took as an 

absolute miracle. 

It always amazed us that such a delicate little thing like yourself, living 

such a miraculous life, was able to face the world with such a valiant look 

in her eyes. Perhaps it was because it was difficult for you to produce 

sound, you really did not cry very much at all. Since it was difficult for 

you to express your needs to us, you just simply endured the hardships 

with an amazing amount of patience. There were very few moments 

without pain or labored breathing, but you would just sit quietly and try 

to entertain yourself. It didn’t matter what it was, even a simple little toy 

could bring that sweet smile to your little face. 

Since watching TV was your favorite activity, we decided to buy 

you your very own portable DVD player so that you could watch your 

favorite videos wherever you were: in the hospital, on your bed, or in your 

therapy chair. You quickly learned how to manipulate the DVD controls 

in order to play, fast forward, or pause the video. If you happened to be 

positioned in such a way that you were unable to use your fingers to press 

the buttons, you would work very diligently to extend your legs and press 

the controls with your toes. There were mornings when we would find 
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that you had turned your little body 90 degrees, with your legs at the side 

of the TV screen; we could see that you had been testing the boundaries 

of your locomotor limitations. When you were tired of a certain video, 

you would tap the screen again and again to let us know that we should 

change the disk. It was both touching and amusing to see these methods 

of expression that you had come up with all by yourself. You never once 

felt sorry for yourself. It always seemed that you felt it completely natural 

to do everything to the best of your abilities.   

Seeking Simple Pleasures

Perhaps it was through your influence, always strong in the face 

of adversity, that during our time spent together it was no longer a 

question of acceptance or denial of difficult circumstances, but more an 

appreciation of what we had and what we could still accomplish. We 

were able to thoroughly appreciate what we had at that moment, and find 

happiness within the particular life situation in which we found ourselves. 

Within the suffering, we were still able to try to make merry, or perhaps 

even really experience happiness.  

Because we spent a lot of time at home, Mommy and I joked that 

we had become a couple of real homebodies. Even still, we were able 

to find pleasure in this new lifestyle as well. The Internet is amazingly 



Lesson Five    Happiness 99

convenient; I remember that during 

that period we did most of our 

shopping on-line. Mommy would 

sometimes try her hand at on-line 

auctions; there were often packages 

delivered to or picked up from the 

house. There was little time for 

cooking, so we began to explore 

the world of microwavable food 

products, and even had a go at many of the different brands sold here in 

Taiwan. Grandma often worried that we weren’t eating healthily enough 

so she would occasionally cook up some yummy, nutritious dishes and 

leave them in our fridge. Whenever we wanted to treat ourselves to 

something a bit more exciting, we would go out and get some tasty treat, 

rent a movie on the way home, and enjoy dinner and a movie with you in 

your little bedroom. 

In order to better meet your needs, we set up an air-conditioning unit 

with a special temperature control in your room. So your room was 

always kept at a very comfortable temperature. It actually became our 

favorite room to gather in as a family. You would sit with your bottle 

while watching your favorite DVD; your sister would sit and draw in her 

Qing Qing, 
Mommy loves you. 
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own little corner; and Mommy and I would enjoy a meal while watching 

a movie. It was nice because we were all gathered together in the same 

room so it was easy to attend to your needs whenever necessary, as well 

as accommodate your sister whenever she came over to show us her 

artwork and asked us to hold her. Mommy and I both felt that although it 

was not always ideal for us to have to spend so much time in your little 

room, it was still very nice to have the opportunity to enjoy such intimate 

interaction with our children. 

These experiences helped us to realize that one does not need a huge 

house to feel happy and blessed. Not only did we decide not to get cable 

installed in the house, but we even gave away our big TV set. We could 

find anything we wanted to see on the Internet anyway. As a result, 

we had made a commitment to take advantage of our intimate family 

interactions, instead of the more common practice of channel surfing, 

After returning home with us, your energy level continued to improve. Whenever 
I lift you up in my arms, your sister comes along and wants to play house with you. 
That is her favorite game to play. She comes over to you and cuts an imaginary slice 
of her favorite strawberry shortcake and hands it to you. Out of curiosity you take 
the imaginary cake and pretend to eat it. Xin Xin really enjoys looking after you; 
imitating Mommy, she caringly helps you with your exercises, pats you on the head, 
and gives you a kiss on the cheek. 

A Note From Mommy 2005.8.10
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as a means of relieving the str-

esses of daily life; the results 

really were far better. 

Family Hug

In order to fully enjoy the 

irreplaceable happiness that our 

family possessed, we invented 

something called the family 

hug. Anytime that any two of 

us embraced, the rest of the 

family would quickly be drawn 

in and it would just become one big hug, with everyone kissing each 

other so much that each person’s face would be covered with wet kisses. 

Therefore, whenever any one of us shouted, “Family”, we all knew it 

meant that the whole family would come together in a family hug. Your 

sister really loved the family hug. Sometimes, she would even come and 

ask us, “Can we have a ‘family’ now?” Of course, one can never get 

enough of  this sort of parental joy. It just felt as if we had the whole world 

in our arms, not lacking anything. 

During that time, you continued to make steady progress. We even 

Qing Qing out on a date with us.
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returned the oxygen unit that we had rented in case of emergency. You 

began to be able to have a good night’s sleep even without the additional 

aid of the oxygen unit. We were also very excited to see that you were 

starting to be able to move your limbs with more and more vigor.   

Exploring A New World

Even though we realized the severity of your illness, we were determ-

ined not to fall into the trap of treating you as some frail little invalid 

who would be permanently bed-ridden and thus need to be protected 

from all possible danger. Instead, we hoped to a certain extent to use the 

natural healing power of exercise and sunlight in order to unlock the vast 

potential that lay dormant in your own little body. 

Whenever the weather was fair, we would do our best to take you out 

to the park, and if time permitted, we would even take the whole family 

in the car to give you chance to get out into the world. Of course, you 

did not get out as much as the average child your age but you still really 

enjoyed any chance you could get to explore the outside world. Anytime 

we instigated the large production of getting things organized for an 

outing and took you into the elevator to head down stairs, you would clap 

your hands and beam with excitement. Once we had all piled into the car, 

it was so cute to see how much you enjoyed it when I would either speed 
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up or make a quick a turn; you would even clap your hands to encourage 

me, the ever cautious motorist, to remember to take some chances so as to 

give you a little stimulation.

I remember that on one particularly sunny day, Mommy and I took you 

along on a date with us to a beautiful garden spot. We sipped champagne 

while we munched on fruit and pastries. It was a great chance for you 

to not only sit quietly and play with your toys, but also to have the 

opportunity to enjoy your picnic bottle while sitting out of doors in God’s 

wondrous natural creation.

Once your condition stabilized a little, our family would attend church 

together so that all of our friends would have an opportunity to see how 

active and energetic you had become. Since everyone was so excited to 

see you, your stroller was always surrounded by many people. Anytime 

that you made the slightest movement with your arms or legs, shouts of 

A Note From Mommy
I was so excited today because Daddy had planned a family trip for us; it would be 
your first time on an airplane. Of course, the first thing that Mommy did was to 
make sure that you had been fed. Once on the plane, you very nicely curled up on 
Mommy’s lap and fell asleep. Arriving at our destination, we stayed at the Splendor 
Kaohsiung Hotel, the tallest hotel in Kaohsiung. Our room was on the 54th floor. 
The view was fantastic! We had hoped to take you swimming, but unfortunately you 
did not meet the height requirement to use the swimming pool. I guess we’ll wait 
until you're a bit older. 

2005.8.14
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praise and excitement would sound; it was as if you had just scored a 

perfect 10 as a gymnast in the Olympics. We firmly believed that as long 

as you could continue to grow up in this kind of environment, you would 

surely become a unique and very confident young girl.

The weather that summer was very pleasant; as long as you could 

avoid catching any cold virus, the conditions were quite suitable for 

maintaining your body in order to begin a more rigorous physiotherapy 

regime. It was encouraging to see that your needs had begun to shift from 

those of basic care to those of a more health-oriented physical therapy 

routine. The therapist in charge of your physio program had become a 

family friend. Since she was concerned that going to the hospital for 

physio treatments might increase the chances of you contracting some 

kind of infection, she began traveling to our house, paying out of pocket 

for her own transportation, in order to help you with your exercises, as 

well as evaluate your progress. It really was a very touching gesture. 

A Fruitful Period of Physiotherapeutic Treatment 

It was around that time that you were starting to be able to recognize 

people. Whenever you woke in the morning and saw our faces, you 

would give us a big, bright smile. On the other hand, anytime that the 

physiotherapist came by, you would cry throughout the entire therapy 
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session and even refuse to do any of the 

exercises. However, the therapist, as 

much as she loved you, did not just sit 

by idly while you refused to cooperate, 

instead, she unrelentingly insisted that 

you do all the necessary exercises. She 

unwaveringly stuck to her view that 

you could always improve, and that we 

should spare no effort in helping you 

to perform your physiotherapy routine 

because this program would help you 

to be able to swallow and walk on your 

own one day. Your therapist set very 

definite goals for you, and although she 

was a very softhearted person she still 

would not allow your tears to dissuade 

her efforts. Mommy and I always felt 

that although she was so strong while 

she was working with you, perhaps she 

would have a little cry after returning 

to her own house.

Qing Qing pulling the elastic 
therapy-band just like a pitcher 
training his pitching arm. 

The continued efforts of physical 
therapy began to show obvious 
results. It was amazing! 
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Apart from your therapy time, you usually remained quite valiant and 

really never cried very much at all. In order to help with your training, I 

attached an elastic band to a piece of wood that was fastened to the front 

of your physio-chair. This contraption offered some extra resistance 

when you did your kicking exercises. You were also able to use your 

shortened suction catheter to calmly suction yourself while you practiced 

your kicking exercises at the same time. You were so cute; there were 

even times when you would reach up for the elastic bands that we used 

to hang your feeding syringes and pull them up and down just like a 

pitcher training his pitching arm.

It became very obvious that the physio really paid off; you started to 

be able to control your head movements and could even sit up straight, 

placing your little hands on a table to allow you to watch your favorite 

DVD, Teletubbies. It was absolutely incredible for us to see you develop 

to that degree of independence. The physiotherapist’s belief that one day 

you would be able to swallow and walk independently of any assistance 

now seemed to be a real possibility. As I watched you grow, I could not 

help but think that if we had merely treated you as some sort of invalid 

and never challenged you to improve, we probably would have never 

had the opportunity to witness this kind of amazing progress; our fears 

and concerns would have probably hindered your growth very much. 
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The time that you spent doing physiotherapy was certainly well worth 

it, and it really passed quite quickly. Our memories of those times were 

like scenes right out off a Rocky movie, with inspirational music playing 

in the background and all. They rapidly propelled us forward to the next 

memorable moment: Your 1st birthday, definitely a hard-earned day!

Christmas Miracle

How could anyone ever forget your birthday? After all, you were born 

on Christmas Day! 

A few days prior to your first birthday, the husband of a friend from 

church called and explained that his family had heard about you at the  

Qing Qing able to sit up to watch TV.

Qing Qing loved to play on Daddy’s 
computer. She had the strength to 
keep her neck up and to sit up straight 
while she was playing. 
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church and been very mo-

ved by your story. He was 

a journalist and hoped to 

publish your story in a local 

newspaper. I told him that 

if he thought that the story 

would somehow be helpful 

to others then he should go 

ahead and publish it. After 

all, the unusual facts that you were born on Christmas Day, had to live 

with such a rare illness, and were so different from the average child, all 

pointed to the fact that you truly were a precious gift that God had given 

to this world. We could not just keep this wondrous gift all to ourselves. 

The morning that the story came out in the paper, reporters from a 

variety of different television stations around the island also began calling 

the house in order to learn more about this story of the Christmas miracle. 

They also hoped to use your story to spread some warmth during the 

chilly Christmas season. We were all a bit surprised by all the attention 

that your story received. However, even though we were not accustomed 

to having so many media personnel in our home, we still decided to do 

what we thought was best and just follow along. That experience really 

December 25th, 2005: The first time that your 
story appeared in a newspaper.
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helped to strengthen our belief that God truly had a special plan for your 

life. 

Your First Birthday

That night, once all the reporters had cleared out, we finally had some 

time to ourselves so that we could hold a birthday party in your honor. 

We invited all the family and friends who cared about you and had helped 

us the most over the period of that first year. Even some of the nurses 

who had taken care of you in the hospital came over. Those who were 

invited but could not make it sent birthday cards for you. We especially 

made a point of offering many thanks to both your maternal and paternal 

grandparents because they had given us so much encouragement and 

support all along. They were always very understanding about the fact 

that we were not able to spend as much time with them as usual because 

of our extra duties and responsibilities in taking care of you.

We invited many friends and 
family members to attend your 
1st birthday party. 
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 It has been our experience that some people who have had to deal with 

illness not only suffer physically but also must face harsh criticism from 

elders who hold fast to traditional Chinese concepts regarding congenital 

sickness. According to their views, illnesses like yours either arise as a 

result of karma or from some sort of curse. It is as if they are only willing 

to put up with a sick child in order to pay back the debt accrued in a 

previous lives. We were very grateful that your grandparents did not share 

such traditional views; instead, they stood by us and even joined in our 

great appreciation of your uniqueness. 

The day of the party, I also showed a short film that I had put together 

from the videos and photos that we had taken over the first year of your 

Evelyn (Jia Xian), a friend from church 
who was studying Biochemistry at 
National Taiwan University, used to 
visit the hospital on a daily basis to help 
with your physiotherapy. Even after you 
had returned to the house with us, she 
would still come to see you every day; 
it was really very touching. 

Yi Xuan, a nurse at the National 
Taiwan University Hospital, at 
Qing Qing’s 1st birthday party.
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life. I tried to present all the little miracles that had happened to us over 

that first year, but from your perspective. Even though the overall tone 

of the film was kind of humorous, everyone at the party was still very 

moved by the presentation as a whole.

At the party, we also announced the English name that Mommy and 

I had chosen for you. We had thought long and hard in order to choose 

a name for you that would be meaningful. Finally, we had made the 

decision to name you after someone who we thought was very special. 

We decided to name you after our friend Jia Xian from the church. She 

was the one who had been so kind and caring as to put so much effort into 

helping with your physiotherapy treatment. We had always felt that her 

English name, Evelyn, was as lovely as she was, and we hoped that when 

you grew up, you would remember her and try to become as loving and 

kind as she was. When we made the announcement that day at the party, 

Jia Xian was so touched that she cried her contact lenses right out of her 

eyes! 

Jia Xian was so moved by her experience helping with your physio-

therapy treatment that she eventually decided to change career paths and 

began to work for the Taiwan Foundation for Rare Disorders. This new 

work allowed her the opportunity to spend more time caring for patients 

like you, ones with rare illnesses. At the party that day, Jia Xian took a 
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beautiful picture of you that truly 

captured your angelic nature. 

That image of you has been shar-

ed with many people and has 

spread to many different corners 

of the world. 

Your first birthday party was 

such a success. You entertained 

everyone by clapping your hands 

and making funny sounds for all to hear. Family and friends were able 

to spend time together and encouraged one another to remember the 

good times. We even made a short impromptu video of the event and 

pledged to play it for you on your third birthday. It was so nice to have 

friends and family come together like that, we even received many text 

messages congratulating you on your birthday and thanking you for 

your part in helping everyone to grain a greater appreciation for the true 

meaning of Christmas.

All in all it was a wonderful day! Even so, Mommy did do her share 

of crying. We just felt so amazed as to how things had transpired over 

Qing Qing: 
as pure and innocent as 
a little angel.  
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that first year. We all came together to pray and to thank God for giving 

us such a special little Christmas present. That first year was so jam-

packed full of wonderful, memorable moments. All of those times that 

we shared, either alone with you, as a family, or even with the friends 

that were drawn to us through you, helped us to realize that although 

life can be bitter at times, surprisingly, it still holds so much sweetness 

that may be savored. Our life with you was so full of that sort of zest 

that it seemed as if our life prior to your arrival did not really offer us 

the opportunity to experience such richness of flavor. Furthermore, 

experiencing this bitter-sweetness of life gave us a real sense of what it 

truly means to be alive.

This past year has been amazing! Xin Xin, Daddy, and I have all been around 
you to take care of you and to love you. You were also fortunate enough to have 
many of our family friends to care of you, pray for you, and to show their concern 
for you! Every day, I thank God that we have you in our lives. Although we have 
encountered a lot of hardship and challenges over the course of this year, our lives 
have become so much richer because of it. So, we have decided to use your 1st 
birthday party as a venue to show our gratitude to all those who have stood by us 
over the past year. Qing Qing, Mommy wishes you a very happy birthday!

A Note From Mommy 2005.12.25
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Happiness Redefined

As we spent more and more time with you, Mommy and I began to 

realize that our own notion of the term happiness was constantly being 

redefined through our interactions with you. 

Both Mommy and I grew up in very favorable circumstances. We both 

came from happy, financially-stable families. Throughout our youth, 

we were always able to attend the best schools in Taipei: Jianguo High 

School, Taipei First Girls High School and National Taiwan University. 

Even though we were extremely thankful for our good fortune, both of 

us still felt that something was missing in our lives. Since we couldn’t 

really pinpoint what was missing, we just accepted it and thought that 

we shouldn’t really complain. After all, we were doing what we wanted 

to do and had all that we wanted in life. We should have been happy, 

right?

While in university, Mommy and I began to attend church activities 

and were both baptized. That was also the time when we met, and 

began dating. We both feel that the faith that we developed during that 

time was truly transformational. That newfound faith enabled us to 

reflect more clearly upon our past experiences, develop a new system 

of values, establish a new direction in life and begin to establish life-

long friendships. Eventually, Mommy and I began to get more and more 
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involved in the church. In the beginning, we took on leadership roles in 

the small groups that were organized in the church; this also led us to 

the opportunity of receiving training for full-time ministerial positions. 

Ultimately, while we were still quite young, we were given a special 

opportunity to go to Tainan, a city in the southern part of Taiwan, to help 

with the establishment of a new church.

My own parents got married at a very young age. Based on what I 

observed from their life and their marriage, I too felt that I wanted to 

get started early in finding a partner with whom I could settle down. I 

imagined that we would work together to build our life up from scratch; 

we would struggle with life’s challenges together, and work together to 

reach our goals.

So, during the year that we went to Tainan together to establish a 

church, Mommy and I decided to tie the knot. We were both around 

twenty-two years old at the time; we became the first among our 

university classmates to get married. Many of them wondered if we 

were getting married because Mommy was pregnant. Over time, since 

Mommy’s figure remained as shapely as ever, their suspicions began to 

dissipate. 

At the time, since our parents were not Christians, they had the added 

pressure of having to try to comprehend these two unique decisions that 
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we had chosen to make: to wed 

young and to become full-time 

ministers at the church. However, 

instead of giving us any pressure, your grandparents, after some 

discussion with Mommy and I, decided to support us in these important 

decisions. We have always been very grateful for the encouragement and 

trust that they have given us along the way. Their trust in us has given us 

the courage to feel free to do whatever it is that we feel passionate about 

and it has also helped us to learn the importance of taking responsibility 

for our own choices.

Up to that point, we still hadn’t had to face any real obstacles in our 

lives. As usual, we still got the opportunities that we hoped for, and really 

just did whatever we wanted to do. It wasn’t until you came along that, for 

the first time in lives, we felt as if we had to accept a set of circumstances 

that, if given a choice, we would have absolutely tried to avoid dealing 

with. Your arrival totally turned our lives upside down. Even though this 

meant an end to the charmed existence of our youth, amazingly your 

Qing Qing sitting on the sofa 
listening to Daddy chatting 
with his friends. 
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arrival helped us finally 

find what was missing 

from our lives. This 

all-important element 

was the secret that we 

would learn from you, the secret to everlasting happiness: The happiness 

datum line. 

The Happiness “Datum Line”

Of course, this happiness datum, or base, line sounds a little abstract 

to say the least but it truly does exist in each and every person’s heart. 

It points to the answer to the question: “What is it that I must possess in 

order to be truly happy?”

When a person is still a child, the happiness datum line is fairly clear 

and easy to equilibrate. In other words, something as simple as a piece 

of candy from the corner store would be enough to bring the happiness 

datum line into full equilibrium at the level of utter contentment! 

Qing Qing, Xin Xin, and 
Mommy.
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However, as that person grows into adolescence, they start to take notice 

of their classmate’s dazzling new bicycle or the latest video game to 

hit the market, and these then become the things that are necessary to 

keep that datum line equilibrated somewhere at the level of happiness. 

Later still, that same person starts to try to get into the schools that 

they want to get into, buy the kind of cell phone that they like, or 

get a date with the guy or girl that they have eyes for, and in turn the 

happiness datum line rises to an even higher level. After graduating 

from university and going out into the world, this datum line starts to 

fly off the charts; attending a school reunion for example, one starts to 

compare the salaries that everyone is making, the cars that they drive, 

the clothes and accessories that they wear, or even the dates that each 

of them has brought to the reunion. All of these things begin to raise the 

requirements needed to bring that happiness datum line into equilibrium 

at a satisfactory level. Many of us even begin to feel that these things 

that we are able to possess are still not enough to satisfy our desire for 

happiness.

Finally, everyone reaches that stage in their lives when they begin 

to have children of their own and start their own families. You would 

think that at that point people would be able to be happy and satisfied 

with their lives, but as it turns out people just continue to chase after 
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happiness, if it isn’t concern for their own success, it becomes concern 

over the success of their children: which schools they attend, which 

skills or talents they possess, who their friends are, and so on and so 

forth. When the children grow up, the parents even begin to fret about 

their child’s choice of careers or the amount of money or gifts they can 

give over the holidays.

Strangely, at some unknown juncture, our happiness datum line begins 

to float ever higher up into the sky, just like a kite that has broken away 

from its string. Put plainly, we all work our fingers to the bone trying 

to reach these goals that we set before ourselves earlier in life, but 

each time that we are able to reach one of these sought after goals, in 

the blink of an eye, that datum line mercilessly soars higher into the 

distance, making it more and more difficult to bring it back into a happy 

equilibrium. In the end, all we can hope for is to be given a grand funeral 

to attest to the fact that our life was not lived in vain.

Dear Qing Qing, Mommy and I have been blessed by fact that our 

faith has helped us to learn how to steer clear of such desires for material 

gain. We realize that people really need very little in order to experience 

happiness. But because we have always believed in progress, there have 

been times that we have forgotten to just stop and appreciate what we 

already have, and to give thanks to God for all that He has given us.
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 The fact that we learned not to desire after material possessions does 

not mean that we have had to lead an austere life, refraining from all 

kinds of pleasure. In fact, whenever we have the time and the means to 

do so, we still enjoy travelling, sampling gourmet cooking, making new 

friends, and just taking pleasure in all the goodness that God has given 

us in this life. It is also important to realize that choosing to live this sort 

of lifestyle does not mean that we do not set goals for ourselves. We still 

have dreams, and a great deal of drive for the future.

 The main point is really that once you came into our lives, we were 

given the opportunity to see more clearly that happiness is not something 

somewhere far off in the distance in need of chasing. The feeling of 

satisfaction that you brought to our little family, those rich moments 

when we persevered in our love for you, and the network of warm-

hearted friends that were brought together through your presence, these 

were all elements that helped us to begin to truly feel happy and blessed. 

That is the sort of happiness which can never be taken away from us. 

Those Who Are Able To Give Are Happier People

During our time together, we grew more and more sure of the fact that 

a person’s happiness datum line should actually equilibrate somewhere 

in a place that is simpler and much more fundamental. With respect 
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to where that place might be, I am sure that each of us could offer our 

own suggestions. The answer that you have given us is one that has 

crystallized through those many trials and tribulations that we faced 

together. We have attempted to put into words the answer that you 

shared with us: those who are able to give are happier people. 

With this notion as the guiding principle for the equilibration of 

the happiness datum line, it becomes very easy to have a sense of 

contentment and happiness, to be encouraged by what is going on around 

us, to appreciate those around us, and to offer them affirmation. Since 

happiness becomes something that is so easily attained, it no longer 

makes sense to harbor the fear of loss, or the fear of the unknowable, 

uncontrollable future. Instead, we become more open-minded and the 

result is that all of the positive thoughts that we now possess begin to 

produce an even greater amount of positive results, enabling us to feel 

even more grateful for the gift of life. Even though we are not able 

to predict the ups and downs that lie ahead, with the above notion set 

clearly in our minds we will no longer allow the happiness datum line to 

drift up and down like a wayward kite. 

Although this seems to be an easy concept to grasp, if it were not for 

you acting as an anchor to hold our datum line to a more stable and 

fundamental locale, we might still chase after a sort of happiness that in 
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fact was already right there at our side. It was thanks to you, Qing Qing, 

that we were able to make this grand realization. Thank you! 

Moreover, coming to this realization has helped me to love your 

Mommy even more than I did before.

Falling in Love with Mommy All Over Again

Although Mommy and I have been married now for ten years, we still 

feel that we are best friends. But once I got used to having her in my life, I 

started to take for granted those attributes that most attracted me to her so 

many years ago. At the same time, I had begun to pay closer attention to 

those aspects of her personality that I didn’t like so much. I still remember 

that in the beginning, one of the things that I most adored about Mommy 

was her independent nature, and her toughness. However, after we got 

married, I sometimes feel frustrated because I had hoped that she could be 

more expressive of her softer, emotional side. 

The truth is, Mommy was the same person before, as she was after we 

were married. Each of her unique personality traits, as with anyone’s, 

has two aspects to it. Since she can be very strong and independent, 

I had to learn to accept the fact that it may also be difficult for her to 

give in and express her more sensitive, emotional side. Just as I am not 

able to transform myself into everything that Mommy wants me to be, 
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neither should I expect that she could make that transformation for me. 

Fortunately, thanks to the fact that you came into our lives, I have become 

more aware that my relationship with Mommy must never stop growing, 

and that I must make sure to cherish everything that she has to offer. I 

came to realize that the more I grew to love her, the more I was able to 

love you. So, I made a secret wish to God that I would be able to get to 

know her all over again, and to fall in love with her again.

 There were times when I observed that Mommy cared for you so 

tirelessly, and whispered into your little ears so gently; that was when I 

could see the softness in her heart. Moreover, I saw her holding back the 

tears as she went above and beyond the call of duty as your mother, or 

even as your nurse, to perform tasks that caused you pain but at the same 

time proved to be essential to your survival at the time. Throughout all 

of this, she also managed to keep the home running smoothly. These 

were the things that made me even more grateful for her independent 

nature and her toughness. On several occasions, when I looked at 

this amazing woman, a certain passage from the Bible came to mind. 

The passage reads, “An excellent wife who can find? She is far more 

precious than jewels. The heart of her husband trusts in her, and he will 

have no lack of gain. She does him good, and not harm, all the days of 

her life.” (Proverbs 31:10-12). In fact, I feel truly thankful that I was so 
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lucky as to marry someone like your Mommy. 

Of course, we do have our little disagreements every once in a while, 

and we lose our temper with each other at times. But amazingly, it turned 

out that during the time that we spent caring for you, we had many 

meaningful heart-to-hearts, and even went out on some of the best dates 

that we had ever been on. We also felt that those three years spent with 

you were some of the best times of our entire ten-year-long married 

life. Thanks to you, Mommy and I were not only able to experience 

friendship, romance, and family bonding but we also had the opportunity 

to experience true gratefulness.

So, how can we feel anything but blessed? If there is anyone who has 

reservations or doubts about the true significance of the existence of trials 

and tribulations in this life, I hope that the blessings that you have given 

to us will serve as encouragement to enable that person to adjust his or 

her own happiness datum line, and to gain the courage to be able to find 

those blessings that are like diamonds hidden in the rough of hardship and 

misfortune. 



Being overly concerned about the unknown is just not 

helpful. Instead, facing it straight on may be the most 

effective tactic. If difficulties arise, we must do our best to 

master them. At the very least, once we have struggled 

through these difficulties, just as Jesus said, we can turn 

back and help to give strength to our brothers. In this way, 

we are able to help those that come after us.

Class Notes
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Unfortunately, since your 

birthday lands right near the 

end of December, the months 

immediately following it can 

get pretty cold and damp here 

in Taipei. With such a sensitive respiratory system as yours, it is almost 

impossible to avoid a stay in the hospital as the result of catching a cold 

during this chilly time of the year.

On Chinese New Year’s Eve, we went to your grandparent’s house for 

the traditional family reunion dinner. We found that you were having 

difficulty breathing and were suffering from a build up of phlegm in your 

chest. By the time we had finished dinner, your limbs were beginning to 

turn quite cold, which meant that your blood circulation was impaired. 

In order to compensate for the drop in blood oxygen saturation levels, 

your little heart was forced to speed up and work harder than usual. It 

seemed that the oxygen unit that we had taken along with us was not 

Your auntie Xian gave you a 
new clothe book and a new hat. 
You were happy to have the 
new book to play with, but you 
always tried to pull the hat off.
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going to be adequate enough to fulfill your increased demand for oxygen. 

Unfortunately, we didn’t even have an extra unit at our house either since 

it had been quite some time since you had really needed to depend on the 

oxygen unit. It became imperative that we go out to search for somewhere 

to purchase a larger oxygen unit.

It was Chinese New Year’s Eve. Everyone would be celebrating at 

home with his or her family, and almost all the shops would be closed. 

Where could possibly we find a place to buy an oxygen unit? We searched 

through the yellow pages, and actually found them quite useful for once; 

in the past they had only come in handy to line the bottom of our lunch 

boxes. We tried to find a shop somewhere in the neighborhood, and made 

some phone calls; but most shops were closed because of the holiday. 

Finally, we found one, and set off immediately with the address in hand. 

We searched anxiously just like ants on a hot pan. Since Chinese New 

Recently you have been suffering from cold symptoms. I am so worried. Everyday 
I have been massaging your chest as much as possible in order to help bring 
the phlegm up, hoping you won’t have to stay in the hospital again. We went to 
grandma’s house in Taoyuan for Chinese New Year’s Eve; we made sure to take with 
us all the equipment that we thought you might need. That evening, we noticed that 
your limbs were starting to feel a little cool. The next morning when I felt your hands 
again, both hands were freezing cold. We had to rush you to the emergency ward at 
the NTU Hospital.

A Note From Mommy 2006.1.29
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Year’s Eve is a time that is usually celebrated at home with the family, 

the streets of Taipei were more quiet than usual that evening. I felt 

overwhelmed with a mix of emotions. Experiencing peace and being able 

to reunite with one’s family are things that do not come easily; they really 

are worth cherishing.

Finally, we arrived at the store that sold the oxygen units. The owner 

was kind enough to help us into the car with the new unit, even though he 

and his family were just in the middle of having their own Chinese New 

Year’s Eve dinner. We were so relieved to finally get you back home and 

get you all hooked up with the new, larger, unit. Even so, we still decided 

to get up early the next morning to take you to the emergency ward at the 

NTU hospital. 

Entering into the emergency room that morning, we heard the doctor 

shout out, “It’s Zeng Qing!” Knowing how rapidly your condition might 

deteriorate, the doctor quickly called for her colleagues to come over to 

assist. It went without saying that you would have to be sent directly to 

the intensive care unit.

The experience of rushing you to the hospital on several different occ-

asions eventually helped to give us a clearer picture about the processes 

and procedures involved in emergency medical care. We started to have a 

better understanding of the types of questions the medical staff would ask, 
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the kind of information that we should 

provide, and what sort of things to take 

with us to the hospital; these were all the 

sorts of things that we could prepare in 

advance. 

When a person becomes more familiar 

with the obstacles that they must face, 

their fear of or stress about the unknown 

is lessened. However, you couldn’t really 

say that we were fully prepared, or for that 

matter, completely rid of our fears or worries. It was at the moment that 

you were just coming out of the emergency room, and we were helping 

the medical staff to push your gurney toward the ICU, that our fears and 

worries all came rushing back to us.

As we helped to push the gurney along the corridor, on the one hand 

our attention was focused on the monitors that were keeping track of 

your vitals, and at the same time we were trying to be very careful as to 

avoid bumping the gurney into the walls. Moving along the corridor, the 

beeping of the monitors seemed to be keeping time with the squeaking of 

the gurney’s wheels, the scuffing of rubber-soled shoes against the floor, 

and the sound of the nurses’ voices shouting for people to get out of the 

Anything could happen on the 
other side of the iron door of 
the intensive care unit.
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way. Without realizing it, this cacophony of noises and movements forced 

our hearts to beat faster and faster. 

The chaos was always cut short when we reached the thick, electric 

door of the ICU; we were not allowed to follow you past that point.

 What followed was a sudden silence.

Leaving it All in God’s Capable Hands

As I gradually regained my composure, I started to be able to pay more 

attention to the more discrete sounds that could be heard around us. 

As usual, the staff at the nurses’ station behind me were working away 

quietly. The whole atmosphere just seemed to bring to mind the calm 

surface of a pond; it was that sort of calmness that follows just after the 

ripples, created by a stone being dropped into the water, have dissipated 

from the surface. It was as if nothing whatsoever had happened. But we 

knew the nothingness was deceiving. On the other side of that thick door 

anything could be happening. As always, we prayed and asked God to 

look after you.

After some discussion with the medical staff, we again signed a do 

not resuscitate (DNR)1 form to confirm that we did not want you to be 

resuscitated. This was only a precautionary measure. We all knew that 

your condition could deteriorate quickly and just in case there was not 
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enough time to contact us beforehand, this release form would be used 

to direct the medical staff as to the appropriate course of action. In the 

case that any kind of misunderstanding or dispute occurred, the procedure 

laid out in the DNR form would take precedent. Of course anytime that 

there was any concern that your condition might be worsening, the doctor 

would always try her best to give us as many details as possible. But it 

didn’t really matter too much because we had already prepared ourselves 

mentally, and when it really was your time to go, we felt that you should 

leave this world in the most natural way possible. Besides, we knew that 

the horrific procedure involved in any resuscitation attempt would be just 

too much for your frail, little body to handle.

Letting go is very different from giving up. The wording of the DNR 

form was such that it basically emphasized that we were representing you 

in choosing to relinquish the right to resuscitation. The concept relinquish 

seemed so terrifying to us. Perhaps the DNR form was written in such a 

way so as to scare some sense into those people who might be thinking 

of giving up the right to resuscitation without thorough and thoughtful 

consideration. However, for those of us who have never really given any 

thought to the idea of giving up, signing this form was just our way of 

leaving things in God’s capable hands. That is the way we thought about 

it, that is why we chose to sign the form, and that is where our fears and 
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worries came to an end. We were at peace.

After that particular stint in the hospital, there were still many more 

times in which you were able to be gradually weaned from the respirator, 

allowing us more time to together, and more time to learn your wondrous 

teachings. 

Even so, each time that you had to stay in the hospital, we had to pre-

pare ourselves for the worst-case scenario. We knew that any one of those 

visits could have been the last.

Although we had to prepare ourselves for the worst, we still hoped that 

you could be as lucky as your fellow MTM sufferers abroad. According 

to some reports, there were several cases of children suffering from MTM 

who, after reaching the age of four or five, had begun to be able to avoid 

extended stints in the hospital because their immune systems had become 

more robust, and it was easier for them to stay healthy. If you were able 

to build up your strength as they had, you would be able to live a more 

normal life without having to spend half of your time fighting off illness 

on a hospital ward. We felt that this was the only way for you to be able 

to have the kind of life that the average child enjoyed: able to learn new 

things and to make friends. After seeing you fight your way back from 

illness so many times, we began to really comprehend the tenacity of your 

willpower. Perhaps it really would be possible for you to go on in this 
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fashion, going back and forth from the house to the hospital, and still hang 

on until the turning point of four or five years of age so that your immune 

system could become stronger and more robust.

Facing It Straight On

After a few bouts of pneumonia and several rounds of intubation 

treatments, your respiratory system was badly beaten up. It was so 

bad that you were forced to continue using the respirator even after 

returning home from the hospital. The fact that you would no longer 

have the opportunity to be gradually weaned from the support of the 

respirator was something that gave us reason for concern. The reason 

for our unease was twofold: Firstly, we were unsure as to the nature of 

the respiratory therapy you would need to receive. Secondly, we were 

unsure as to how this increased reliance on the respirator would affect 

A Note From Mommy

We finally made it back home. Even though you still had to wear the respirator, 
which we called the piggy nose, you appeared to be pretty happy. Your sister was 
quite happy, too. At times you would kicked your feet and even  mischievously try 
to pull the piggy nose off. Despite the fact that the piggy nose was such a hassle, I 
was still very happy to have you home again.

2006.5.2
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the possibility of continuing 

with your physiotherapy tre-

atments in order to get you 

to the point of our initial op-

timistic aim of being able 

to swallow all by yourself, 

and walk independently of 

any assistance. As I looked into those courageous eyes of your, I was 

still so unsure as to how to proceed. Being overly concerned about the 

unknown is just not helpful. Instead, facing it straight on may be the most 

effective tactic. Aside from the tried and trusted technique of relying 

upon my strong faith in God’s kind will, I also decided to try to learn as 

much as I could about respiratory therapy and physiotherapy techniques. 

I also continued to scour the Internet for related resources from overseas 

websites in order to learn more about the treatment process. If difficulties 

arise, we must do our best to master them. At the very least, once we have 

struggled through these difficulties, just as Jesus said, we can turn back 

We finally made it back home. 
Even though you still had to wear 
the piggy nose, you appeared to be 
pretty happy. Your sister was quite 
happy, too. 
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and help to give strength to our brothers. In this way, we are able to help 

those that come after us.

I Was Afraid I Would Not Be Able to Save You In Time

Although my time as a student took me to several different colleges, I 

did not have the opportunity to study at medical school. Therefore, my 

knowledge of medicine is extremely limited. However, as the saying 

goes, “Great oaks from little acorns grow” and being a little acorn, I was 

willing to ask as many questions as it took to increase my knowledge base 

so that I could try to find out if there was any way in which we could help 

you.

As I continued my research, I began to notice some information coming 

from overseas that I hadn’t seen before, including newly published 

research papers and new organizations that had been founded by families 

of MTM sufferers. Of course, I did run across my share of bogus reports 

as well.

  During that time, I always kept my English-Chinese dictionary on 

hand as I worked through the related literature. Since I knew the clock 

was ticking on your chances for survival, I would stay up almost every 

night searching through piles and piles of information. Even though I 

was still in graduate school and had a proposal coming due in the not so 
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distant future, I still couldn’t help but devote the majority of my time to 

this search for information pertaining to your disease. I was compelled to 

continue to learn as much as I could about the disease. Each new piece 

of information would bring with it more information, with more new and 

exciting background information to be studied. There were times that I 

found some treatment or information that seemed helpful, but I didn’t 

have a clue as to how to make the best use of it. The papers began to pile 

up on my desk. I even sat in on classes at one of the medical schools here 

in Taipei, hoping to have a chance to talk to some of the faculty members 

directly.

Perhaps I was placing too much pressure on myself. One evening, I 

found some information that I thought might be helpful and gleefully 

shared it with Mommy, but after delving into it a bit more deeply, I 

realized that it was little more than a tiny piece of the puzzle. I began to 

comprehend the sad reality that there was still a long way to go before any 

of this information could be used in any practical therapeutic setting. I sat 

there in silent despair. When Mommy asked me what was wrong, I was 

able to do little more than just sit there with my eyes filling with tears. I 

remained silent for some time before explaining to her that I was starting 

to fear that we would not have enough time to find a way to save you. I 

wasn’t even able to finish what I was saying before I just broke down and 
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began to cry hysterically in Mommy’s arms. That was probably the first 

time in my life that I had ever been that upset and that full of worry. 

With the vast sea of information regarding your disease all set out there 

in front of me, the small amount of time and energy that remained for 

me seemed miniscule and inconsequential. Although I would be glad to 

sacrifice everything just to help you, I was still afraid even that would 

not be enough to save you. Once I had regained my composure, Mommy 

joined me in a prayer asking our Almighty Lord to grant us the wisdom 

that we would need to carry on.

After letting out all that emotion, and saying some prayers, I finally 

began to calm down again. After all, we just had to take things one-step 

at a time. We knew that worrying would not do us any good anyway. 

In fact, the most important thing for us to do at that time was to just try 

to get some sleep. As it states in the Bible, “Sufficient for the day is its 

own trouble.” (Matthew 6:34) I just tried to remind myself that God was 

able to care for you more than I ever could, and that He was able to offer 

assistance in so many different ways. I needed to get some rest and just let 

things run their natural course. 

In fact, it was truly amazing how much I had learned during that period 

of intense study and research. Not only did I learn a lot about your illness, 

but I was also greatly inspired by the way that the families of some of 
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those overseas MTM sufferers dealt with the hardships that they had to 

face. 

Finding Support Groups
 
In the beginning, I was only able to find information about a single 

support group that had been established for MTM sufferers, and that 

particular group had gone out of existence several years before. At that 

time, there really wasn’t much interaction within the community of 

MTM sufferers. However, during that period of intensive research, I did 

eventually find several support groups that were actually still in existence. 

Two such groups were the Joshua Frase Foundation (JFF) in the U.S., and 

the Myotubular Trust based in the U.K. 

Since MTM was such a rare disease, it was difficult to attract any 

substantial investment from the health care industry in order to fund 

research and development projects. Even academic institutions, free from 

the burden of commercial concerns, could not get the funding necessary 

to support long term research projects. Thus, the two aforementioned 

support groups were both established by family members of individual 

MTM sufferers. Together with local laboratories, these families dedicated 

themselves to the cause of raising funds to support MTM-related 

research. For example, it was thanks to the help of these foundations that 
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the Alan Beggs Lab in Boston and the Francesco Muntoni Lab in London 

were able to have the results of their research published. Moreover, 

these foundations also helped to organize social gatherings and seminars 

related to MTM.

The JFF was named after the founder’s son, Joshua. Joshua had a long, 

slim face quite similar to the shape of your face, and heavy eyelids. These 

sorts of features were typical of MTM sufferers. He was born in 1995, and 

was already more than ten years old by the time we found out about the 

JFF. I looked at a video about Joshua and even some of the artwork that 

he had created, hoping that one day you too would be able to enjoy such 

freedom. 

Joshua’s Father, Paul, had been a famous football player in the States. 

After Joshua had been diagnosed with MTM, Paul came to realize that 

there really wasn’t any funding out there for MTM research. So, he 

decided to take matters into his own hands and try to raise some funds 

himself. Thanks to his background in professional sports, he was able 

to encourage other athletes to join in his quest to raise funds for MTM 

research. As I read up about the JFF, I came across a very touching 

photograph of Paul giving his son a hug. It was obvious that with that sort 

of love, Joshua would really have a bright future.

The second group, the Myotubular Trust, was founded by the parents 
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of a young boy named Tom. Although Tom passed away in May 2007, 

his parents and friends continue to raise funds for MTM research. The 

organization also continues to get involved in bringing together the 

families of MTM sufferers living in the UK, as well as keeping in touch 

with the many friends of the organization. Every year, this organization 

holds many different kinds of fund-raising activities such as running 

races and fund-raising dinners. The people that participate in these 

events are just common folk. Some of the race-participants were even in 

wheelchairs. It seemed like everyone had a lot of fun at these events. It 

was so great to see everyone, both those that were healthy and those that 

were suffering from illness or disability, getting along so well together. 

That is the way that all societies should function.

I also found out that there was another MTM sufferer, Toni, who was 

also from the UK and had worked independently to set up an information 

A very touching photograph of 
Paul giving his son Joshua a hug. 
Such powerful fatherly love will 
indeed enable Joshua to have a 
bright future.  (Picture provided 
by the Joshua Frase Foundation)
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exchange center that functioned to gather the latest information pert-

aining to MTM research, MTM research seminars, and even news about 

other MTM sufferers.

 

MTM Group on Yahoo

The MTM group on Yahoo has gradually become a more and more 

active place for information exchange online. Every so often, newcomers 

would log on to the site asking about how to care for their sick newborns. 

It was so great to see the more experienced parents using the site to help 

comfort and offer advice to these newcomers. It was even possible to 

keep track of the progress of each child as he or she came in and out of 

the hospital. Of course, there was also news about those children that had 

passed away. Each time that a child passed on, comforting words and well 

wishes would absolutely flood the site.

The families that had established the different MTM foundations 

around the world were also very active with the Yahoo group. They would 

often make inquiries of the other members of the group in order to garner 

suggestions as to how they should work with the different foundations to 

most effectively assist MTM sufferers and their families. 

The site was also used by the parents to share and discuss issues 

pertaining to care, medication, nutrition, therapy, assistive devices, 
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schooling and so on. There were times 

when people had differing views and 

opinions regarding a particular treatment 

method. After all, each child’s condition 

is slightly different from another’s, and 

each geographical region favors its own 

therapeutic practices, and is governed by 

its own set of health care regulations. A 

practice that works for one child may not 

necessarily be suitable for another. 

Although we all know that it is the 

parents who spend the greatest amount 

of time caring for their child and best 

understand their own child’s condition, it is still useful to hear the 

experiences of other parents. I really felt that my own understanding was 

greatly broadened by observing the way in which the more experienced 

parents were able to offer such expert guidance to the other less 

experienced members of the group. The fact that we were able to learn 

about all of these support groups, and even make contact with other MTM 

sufferers here in Taiwan, gave us the opportunity to share and learn so 

much; it was all so encouraging.

Our fingers touch. Zap! An 
electric shock! You really 
enjoyed that game.
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From all of this networking, I came to know an American mother who 

worked as a physiotherapist. Because of her professional background, 

she was able to share a great deal of information with us all. Her child 

was also diagnosed with MTM, and suffered from the same muscle 

aches that many of the other children were experiencing. This mother’s 

innovative technique for helping her child to deal with these muscle aches 

was to implement a massage technique known as myofascial release 

therapy. She was able to master the technique by carefully taking note 

of her child’s reactions during each session and adjusting the therapy 

accordingly. Eventually, she even received some kind of certification to 

practice as a therapist. Upon hearing about the technique, many of the 

parents became very interested in learning more. Based on our requests, 

the mother provided information about other certified myofascial release 

therapists working in different areas around the world.

Xin Xin also learned how 
to give you a massage.
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After having a look at the information myself, I found out that even 

though Taiwan didn’t have a myofascial release therapist accreditation 

system per se, it seemed that there were some physiotherapists in Taiwan 

who were familiar with the technique. At one point, I remember asking 

the physiotherapy instructor at the NTU hospital, who just happened to 

be making her daily rounds at the time, and to my surprise she too was 

able to perform the myofascial release therapy techniques. Using you 

as her patient, she offered to teach me the technique right there on the 

spot while also instructing her own students about the procedure. As the 

therapist worked on your little body, I could literally see your muscles 

become more and more relaxed. It was really quite amazing! I was also 

very pleased to have finally observed the practical and beneficial effects 

of some of the information that I had gathered on the Internet.

Recently you have become increasingly active, and more responsive. Daddy 
has come up with some new ways to interact with you. Everyday, he gives you 
massages, teaches you to clap your hands, and helps you to extend your index 
fingers to meet his. You are so happy! What a cute little girl you are.

A Note From Mommy 2006.5.2
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Breaking New Ground for Rare Disease Sufferers

Having spent a good deal of time anonymously exploring the world 

of the online support groups, I finally decided to formally introduce 

you and myself into this vast group of people; in the hope that we too 

could become a member of this wonderful community. Everyone was 

quite surprised since we were the first Asians, living in Asia, to join 

the community. I knew that there were probably many other Chinese-

speaking people who would be interested in joining these groups but 

unfortunately the language barrier would pose as a major hurdle. Once 

I had provided a brief overview of your story, one of the mothers asked 

me for your photograph, and posted it, along with the information that 

I had provided, in one of the member’s e-newsletters. This was all very 

Daddy taught you how to 
play catch. You sat in your 
little chair and happily 
grabbed at the ball, and then 
pushed it back to Daddy, 
keeping your eye on the ball 
the entire time.



Fragile Y
et Stron

g

The 8 Lessons that 

     Qing Qing Taught Me146

new to us. Perhaps the other members did not really know where Taiwan 

was located, but many of them were still very excited to send you a quick 

hello. Exploring the world in this way, we found out that you really were 

not alone in your battle against this rare disease.

Along with the general support offered by the online community, I 

also found out that some of the more experienced parents had started to 

take note of the fact that your story was being covered by Taiwan’s local 

media. They encouraged me to use the opportunity to educate the public 

about rare diseases. They felt that this was the only way that w could 

gather together the necessary resources, and to lend a strong enough 

impetus to drive local research, until one day we could find a cure for 

these kinds of rare diseases.

Frankly, when the media reported on your story for the first time, 

though we were deeply moved, we still hadn’t considered the educational 

potential of such coverage. However, through our sustained contact with 

those devoted parents, we started to realize the importance of the advice 

they had given us. They helped us to understand that although we were 

taking the road less traveled, and our own strength was limited, if each 

person who walked this path would help to maintain, and even widen 

it, those that followed would have a broader, more manageable road to 

traverse.
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Cough-Assist Machine Seminar

One day, I saw information about something called a cough-assist 

machine posted by one of the support group members on the site. I 

decided to post a question about it myself in the online forum. Many 

of the members responded to my query, and joined in the discussion by 

sharing their own experiences. In light of this enthusiastic discourse on 

the topic of cough-assist machines, the JFF decided to invite doctors, 

technicians, and respiratory therapists to speak at a seminar for all of us 

care-givers.

JFF sponsored the event and took advantage of state-of-the-art 

teleconferencing technology to present the program. One of the mothers 

who worked in a teleconferencing company helped to coordinate the 

logistics so that families around the world could participate in the 

seminar; each family was given a special phone number and code so that 

they could use their home telephone to connect with other participants. 

Due to the fact that the seminar was scheduled so as to accommodate 

those participants living in the US, it actually ended up taking place 

during the wee hours of the morning Taiwan time. So, I stayed up past 

midnight, sitting in front of the computer and using the Internet phone 

system to attend my very first, formal, lecture on an MTM-related topic. 

As I participated in the seminar, I not only took notes, but also made an 
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audio recording of the entire event. Afterward, Scott, a friend from the 

church and a medical school student, assisted me to translate my notes 

from English into Chinese. I also gave a copy of some of the notes to the 

doctors who were looking after your case so that they could have some 

extra information for future reference. This seemed like an excellent way 

to help us all to have a better understanding of your condition. I was never 

this good of a student when I was at university! Considering how difficult 

it was for you to communicate with us, these sorts of activities were one 

way that we could learn more about your disease, and how to take better 

care of you.

Following the seminar, I began to look into whether or not anyone 

here in Taiwan was selling the cough-assist machine. Unfortunately, I 

was unable to find anything over the Internet. After making some further 

inquiry, I found out that the company that we had been renting the 

The nurses all loved you. They 
would even put your hair in 
cute little pigtails.
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respirator from was actually a Taiwanese distributor of the cough-assist 

machine. It was just that at that time there were very few doctors making 

use of these machines. So, the few machines that were around were still 

sitting on the warehouse shelves. 

If we could obtain our doctor’s approval, the company would be willing 

to let us try out one of the machines. Obviously, the doctor’s attitude 

toward the whole thing was going to be the key factor in deciding whether 

the machine would be of any help to you or not. So, I mentioned the 

machine to the pediatric thoracic physician in charge of your care, Dr. 

Lu. He told me that he had seen one of these machines overseas, but was 

unaware that it was being imported to Taiwan. He was more than willing 

to help us to learn more about it.

Dr. Lu was a very good doctor. He knew we were eager to learn as 

much as we could about your condition, and he was always very patient 

Recently, Daddy told me about a machine, which he heard about from an overseas 
MTM conference, that can be used to help children with weak respiratory 
muscles, like you, get rid of phlegm without having to endure the discomfort of 
suctioning. With Dr. Lu’s approval, Ms. Huang from RTsystem has kindly loaned 
us one of these cough-assist machines in order to let you try 

A Note From Mommy 2007.1.20
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with us when discussing any details pertaining to your case. He even 

traveled down to the southern part of the island to attend an entire seminar 

regarding the cough-assist machine. He found out that at that time there 

was not a single person in Taiwan who had any experience using the 

machine for pediatric therapy. It seemed that you would be the first child 

in Taiwan to try out the cough-assist machine. Given that doctors are 

always very busy, it was very touching that Dr. Lu was willing to devote 

his precious time to help you out in that way.

Also around that time, several foreign families who had used the 

machine with their children began to share with us their own experiences, 

including when to use the machine, how to adjust the pressure, how to 

choose the best posture for the patient, how long to make each session, 

how to help the patient to more easily tolerate the discomfort of the 

therapy, and so on. We even received several lengthy letters form these 

overseas users. Although we hadn’t actually been formerly acquainted 

with each other, these people were so kind and warmhearted toward us. 

It was amazing! Actually, their own experience with the cough-assist 

machine had come from discussions with their local doctors, as well as 

practical use of the machine under the doctor’s supervision. We too would 

need to have some practice with the machine, making adjustments along 

the way, and working closely with the doctors to find the methods that 
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were best suited for you.

Hardship Brings About Growth

Without a doubt, you kids really are the motivational force that make 

people put everything else aside and get down to helping. It was because 

of you, that we learned how to grow as we did. Moreover, the sparks of 

learning, which you helped us to ignite, would return again to motivate us 

even more to find a way to help you.

Eventually, the cough-assist machine arrived at our house. After about 

a month of use, we began to observe that it was really helpful for you. 

From that point onward, the machine was always at your side, helping to 

extract all of that excess phlegm and bacteria that would build up in your 

chest. Due to the success of your case, Dr. Lu began to recommend the 

cough-assist machine to other children who suffered from neuromuscular 

problems that affected breathing.

Mommy and I were so thrilled by the whole thing; we were truly 

thankful to the Lord for His miraculous guidance in this matter. It was 

just so amazing that within such a short period of time, God had been able 

to transform us, nursing-newbies, into experts of taking care of our little 

girl. Of course, studying all of those new things did not win us any special 

certifications or the like, but it did allow us the opportunity to watch you 
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progress little by little, and to help 

you to avoid a lot of discomfort. 

That was gratification enough for 

us.

I truly believe that when we 

finally make up our minds to face 

our difficulties head-on, and start 

asking the right questions — not 

“Why me?” But instead, “What 

else can I do?”— our difficulties 

will gradually be transformed into 

something of a lesson that can 

help us to grow and learn without 

us even knowing it. Of course, this 

kind of education is often difficult, 

but it is never lonely. Based on my 

own experience, an individual just 

needs to decide to join in the class, 

and he or she will soon realize 

that there have always been fellow 

classmates sitting in on classes to 
Mr. Wu, Yi-Hsin Wu, and Mrs. Wu 
(first three standing from left to right).  
We always offered one another 
encouragement.

Ms. Serena Wu, one of the founders 
of the Taiwan Foundation for Rare 
Disorders (first on the left).
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learn life’s little lessons, who are there to help each other out and to cheer 

each other on. This sort of support has always been there; we just don’t 

notice it until we decide to sit down and start learning.

Friends from the Taiwan Foundation for Rare 
Disorders

I was deeply impressed by Serena Wu from the Taiwan Foundation 

for Rare Disorders. It was because her child was diagnosed with a 

rare disease that she went all over the place trying to assist in the 

establishment of this important foundation. At that time in Taiwan, 

medical and legal assistance for people suffering from rare disorders was 

almost non-existent. Whenever Serena talks about those times, she breaks 

out in tears. The effort that she put forth in order to fight for the rights of 

all those people in Taiwan that were suffering from rare disorders was 

truly amazing. She had to be such a strong, courageous person to do the 

things that she did. The foundation really offered us a lot of support. Aside 

from the basic practical assistance that we received; there was also the 

fact that the foundation was full of people who really cared for you.     

Whenever we attended the activities organized by the foundation, we 

would have the opportunity to meet many individuals who were suffering 

from rare disorders. For example, there was the beautiful spokeswoman 
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for the cause, Ms. Yu-hsin Yang, whose optimistic outlook made it 

difficult to believe that she too was suffering from a rare disease called 

miyoshi myopathy. I truly believed that if you were given the opportunity 

to continue living, you would probably grow up to be just like Ms. Yang. 

While attending another one of these events put on by the foundation, 

we had the opportunity to meet the lovely Wu sisters. They were both 

diagnosed with Niemann-Pick disease. Their loving parents, Mr. and Mrs. 

Wu, were also in attendance; Mr. Wu a very affectionate father, always 

loved to wear brightly colored shirts when he attended these events. He 

shared many touching stories with me, and he was really looking forward 

to the establishment of the Never-Run-Away Fathers Club that we had 

hoped to organize. Indeed, I too hoped that more and more fathers would 

break away from the traditional role as the intractable male, struggling 

alone in the face of adversity, and learn to share their experiences with the 

other fathers so as to work together to fight for you poor little angels.

Dear Qing Qing, sitting in on the lessons that you offered us I had the 

rare opportunity to get to know so many wonderful classmates. Many of 

these comrades shared their enthusiasm with me in order to encourage 

me never to lose faith, and to remain in class so as to continue learning 

from you. The more I learned, the more I realized that what you had 

already taught me was truly beautiful. I began to realize that the world 
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was already quite different than I had originally assumed it to be. It 

seemed that there were more people than I had originally expected 

who were unafraid of hardship or imperfection, and many more who 

were striving to make their dreams a reality. Thanks to your teachings, 

I gradually began to understand that any person who was willing to see 

life’s challenges as learning opportunities would never be alone.

1. Eventually, NTU Hospital did change the wording of the patient-consent from something that 
read, ‘Relinquishment of the right to resuscitation’, to something like, ‘Consent for a nonviolent 
reduction of care’. The Department of Health also has some policies and regulations pertaining to 
the gradual standardization of the wording of these forms throughout the hospital system here in 
Taiwan.
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