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Shi Shuo’s Testimony
Hello, everyone. My name is Shi Shuo Wong. I am 32 years old, and I am a young man with autism.

I usually attend the AHRC day program. And I also participate in many activities organized by CPC. For
me, CPC is more than a place just organizes programs. It is a place where I feel welcomed. Where I feel
understood. And where I am encouraged to be myself. They give me opportunities to learn, to grow, And to
be a part of my community. That has made a big difference in my life.

Earlier this year, I traveled with CPC to Albany. We went to advocate for people with disabilities. I stood
alongside other self-advocates and families. It was my first time participating in something like that. And it
changed me.

It showed me that my voice matters. It showed me that I can help make a difference.

As I get older, I think a lot about my future. Like many adults with disabilities I want more than just
services. | want opportunities to continue learning. I want to be included in my community. And [ want to
live a meaningful life. I know that many families worry about the future. They worry their children become
adults. They worry about who will support them. That is why CPC are so important. They don’t just
provide services. They help people like me build confidence. They help us find our voice. They connect us
with our community. And they help us believe in our future.

Speaking is not always easy for me. But I have dreams, just like everyone else. I hope people will see our
abilities, not only the disabilities. I hope every person with disabilities has the opportunity to belong. To be
respected. And to reach their full potential.

I want to thank you CPC give me this opportunity to speak today, I want thank you everyone here to
listening our stories.

Thank you for listening the autism’s voice.

THANK YOU!
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Xin’s Testimony
Hello everyone.

I am the mother of two children with autism.

My older son is 12 years old and has moderate autism. My younger son is 10 years old and has severe
autism. He also has epilepsy, congenital kidney disease, sleep disorders, and significant behavioral
challenges. Many people see that our children need care, but very few truly understand what a caregiver
goes through every single day.

From the moment I open my eyes in the morning until I finally go to bed at night, I am caring for my
children. There is never a real end to my work. There are no days off.

When my children were younger, our home often felt like a battlefield. I would finish cleaning the living
room, only to turn around and find that my son had pulled every piece of clothing out of the closet. After
cleaning that up, I would have to deal with bedwetting, change the sheets, and clean everything again.

The nights were the hardest. My younger son would often wake up at one or two o’clock in the morning
and stay awake until four or five. I couldn’t sleep because I was afraid he might wander out of the house or
get into something dangerous. I have lost count of how many nights I went without a full night’s sleep.

Later, I found a part-time job, hoping to ease some of our family’s financial burden. But my younger son
needed frequent appointments with specialists, and the school often called me to pick him up early. There
was a period when, out of five school days, I received calls on almost four of them. It became impossible to
keep working, so I had no choice but to quit my job and become a full-time caregiver.

One experience that I will never forget happened when my younger son was hospitalized because of his
epilepsy. The doctors admitted him for two days to complete a continuous 24-hour EEG. As his mother, I
needed to stay with him at the hospital the entire time. But at home, I still had another child with autism
who also needed constant care and could not come to the hospital. We have no relatives or extended family
here to help us, and my husband’s job made it very difficult for him to take time off. In the end, my
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husband had to quit his job so he could care for our older son.

That was the moment I realized just how vulnerable a family like ours can be during a medical emergency.
It wasn’t because we hadn’t tried hard enough. It was because when all of the caregiving responsibilities
fall on one family, there is almost no room for anything unexpected.

After I stopped working, our financial situation became even more difficult. Every day, in addition to
caring for my children, I also had to help my older son with his schoolwork. Assignments that might take
another child twenty or thirty minutes often took him two or three hours. While I was helping my older son,
I constantly felt guilty that I wasn’t spending enough time with my younger son. I often felt like I was
failing both of them.

The chronic lack of sleep, the endless caregiving, the financial stress, and the constant worry about my
children’s future all built up over time. Eventually, it felt like there was no room left to breathe.

Sometimes the exhaustion is not just physical—it is emotional.

There were moments when I even found myself thinking,

“Maybe if I took my two children with me to heaven, we wouldn’t have to struggle like this anymore.”

I know those words are difficult to hear. But I believe many parents who have spent years caring for
children with significant disabilities have experienced moments of profound despair like this, even if very

few of us ever say it out loud.

Today, I simply want people to know that families like ours have never stopped trying. We continue to do
everything we can for our children.

But sometimes, we need someone to catch us when we are falling, too.
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Kaiming’s Testimony
Hi.

My name is Kai, and my daughter, Charity, is three years old. She was born with a rare genetic condition
called AUTS2 syndrome, which is characterized by global developmental delays and intellectual
disabilities. Beyond that, she is medically fragile, facing challenges with her vision, bones, digestion,
nervous system, and muscles.

Today, I’'m honored for the opportunity to share my journey as the parent of a child with special needs—
and as a new immigrant learning to navigate a completely unfamiliar system. To keep this short, I will
share 3 challenges as a whole.

The first challenge was the overwhelming emotional stress.

When I realized that my daughter would live a very different life than I had imagined—not a healthy and
ordinary childhood, but one filled with medical, physical, and developmental challenges—I was
heartbroken. It took me nearly two years to truly accept that Charity would face lifelong challenges
mentally, physically, and medically. I think many parents of children with special needs go through the
same painful stage of asking, “Why me? Why my child?” That was the darkest period of my life. But over
time, I learned that acceptance didn’t mean giving up. It meant learning how to move forward and become
the parent my daughter needed. Once I have overcome this barriers I used all my time and energy to help
Charity.

The second challenge was navigating an incredibly complex service system.

EI, CPSE, OPWDD, Waiver, HCBS, DOe, DOH, CM, CAS, CANS, each term sound like a brand new
world to me. Every agency seemed to have different paperwork, different eligibility requirements, different
waiting lists, and different timelines. Sometimes it felt like I needed a roadmap just to figure out who to
call next. Today, Charity is in good shape now. She will transition out from EI services and ready to start
schooling this September.

The third challenge was the combination of language barriers and cultural differences.

Understanding medical terminology, educational evaluations, insurance paperwork, and government
documents in a second language was already difficult. Again, infilled estropia, 6 nerve pyslse, silence
aspiration, G-tube, GJ-tube, NG-tube, Atropin, AFO, SMO, are the medical conditions associated with
Charity’s daily life. Even when I understood the words, I wasn’t always sure what they meant or what I
was supposed to do next. But language wasn’t the only barrier. The bigger challenge was learning an
entirely different way of interacting with the system.

Growing up in China, I was taught to trust professionals and not question authority. In the United States, I
gradually learned that parents are expected to ask questions, request evaluations, challenge decisions when
necessary, and advocate for their children every step of the way.
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Very few would teach immigrant parents how to do that. Looking back on the past three years, [ am
incredibly grateful for the services and professionals who have helped my daughter grow. But I also think
about the many immigrant parents I have met along the way. Trying to navigate the same complicated
system. Learning a culture that is completely new to them. All while carrying the emotional weight of
raising a child with special needs.

No family should have to walk this journey alone. Whether you are a parent, an educator, a healthcare
professional, a policymaker, or a community member, each of us has a role to play. "It takes a village” For
children with special needs, it takes an even stronger village. A village that informs. A village that
supports. A village that listens. And a village that believes every child deserves the opportunity to reach
their fullest potential.

My hope is that the next immigrant parent who receives a diagnosis won’t have to spend months figuring
out where to begin. Instead, they’ll find a community ready to guide them from day one.

Because if not us, then who? If not now, then when?

Thank you.
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