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Dear Chairman Cummings, Ranking Member Jordan, and distinguished members of the
subcommiittee, it is an honor to speak before the Committee today. Thank you for the opportunity
to share my story and to explain why medical deferred action is so important.

First, I would like to tell you about my life in Honduras, and then I would like to tell you how
much it has changed since I came to the United States. Right now, I am 16 years old. I was born
in Tegucigalpa, Honduras in 2003, and I lived there for the first 12 years of my life. When I was
just three months old, my parents sent a sample of my blood to the Genzyme Corporation in
Cambridge, Massachusetts, to see if I had Cystic Fibrosis (CF). The test results came back
positive. It was a very scary day for my parents.

It was particularly frightening because three years before I was born, my parents had a daughter
named Samantha. She was born with a problem with her intestines. My parents noticed that as
she was growing, her health was declining. It seemed like she was sick, but they did not know
what the problem was. My parents took her to two hospitals and unfortunately the doctors did
not know what was wrong with her. They did not know what to do to make her better.

The sickness was making her body weaker and she could not resist anymore. My parents did a
lot of research and thought she might have CF, so they sent a sample of her blood to get tested at
Genzyme. Six months and two days after she was born, Samantha passed away. My parents were
heartbroken. Then, one month after she died, they heard back from Genzyme and found out that
she had CF. So, when they found out I had CF, they were terrified the same thing would happen
to me.

They were right to be worried. Every day of my life in Honduras was a difficult and frightening
ordeal. Every day was a struggle. I could not do anything that an average person could do. I
could not walk too much. I could not run, jump, sprint, eat, or sleep the way other people do, and
even going to the bathroom was complicated.

Back then I had tons of problems with my lungs, my pancreas, and with my digestive system.
Every time I ate something with oil or fat, it gave me diarrhea. I constantly got extremely tired
and I could not do any type of exercise. I could not ride a bike or use things like skateboards or
roller skates like other kids did. I had tons of problems breathing and often got short of breath.
When I could not breathe, this made me feel incredibly exhausted. On top of the physical
struggles that I went through day-to-day, I also felt pretty bad mentally and emotionally.

I had all of these problems, but the doctors in Honduras could not help me. The doctors in
Honduras were so ignorant that some of them thought my CF would disappear over time, while
others thought I was exaggerating how I was feeling. They did not understand the disease or how
it would affect my body, and they did not know what to do to treat it.

There is just no training around Cystic Fibrosis (CF) in Honduras, there are no specialists, and
they do not have any teams to help address all of the problems that come from CF. They also do
not have the medicine, machines, or resources to properly treat CF. Without these things, a
person with CF will die very young.



When my parents found out that I had CF like my sister, they decided to investigate more and
learn as much about CF as they could. They took me to see as many doctors as they could but the
doctors felt threatened by their information about CF. They also tried to get me the proper
medicines, but many of them were just not available in Honduras. They tried everything, but
kept getting sicker.

Twelve years after my parents found out that [ had CF, they decided to try to get treatment for
me in the USA. They had learned on some websites that there were hospitals and medical centers
in the USA that could treat CF and extend people’s lives. There was nothing else they could do
for me in Honduras, so my parents wanted to see if there were any other treatment options here
in America.

We traveled to USA on tourist visas and visited different hospitals trying to find the right
treatment for me. Eventually we were sent to Boston Children’s Hospital. The first visit I had
there, I saw a lot of doctors on the same day. They were shocked and could not understand how I
had lived so long without proper CF treatment. They ran a pulmonary function test and the result
was that I had only 40-42 percent pulmonary function. They told my parents that my condition
was very bad and that I was basically a dying body; that I had come to the USA literally dying.

After the first visit at Boston Children’s, they sent me home with the essential CF medications,
many of which I had not been able to get in Honduras, like pancreatic enzymes, medication for
my stomach, and nebulizers. One month later they decided to admit me to the hospital for the
first time. They gave me medicine and antibiotics through what they call a “pickline.” They also
had me start seeing a physical therapist and a chest therapist.

The first few months after I started getting the proper treatment, I felt tired, but not as incredibly
tired as I had before. One week after I started the treatment, my doctors gave me another
pulmonary function test and this time it was at 60-69 percent. Now my baseline is 90-97 percent.
Once, I even got up to 107 percent, but that is rare and only happens once in a blue moon. I have
been using a special medication called Orkambi that is not available in most other countries in
the world, and this has really helped me.

CF requires daily treatment, so every day, [ spend a total of between two and four hours using
my chest percussion vest and nebulizers. I have to do this treatment in the morning, the afternoon
and at night. I take a lot of medications every day, too. If I miss a day, this could be very bad for
me. With CF, I also have to go to the hospital for regular check-ups, and sometimes if [ have a
respiratory infection, I have to be admitted to the hospital for a week or two.

Since I started getting treatment for CF, my physical and mental health has been better than
before. Now with the proper treatment I received at BCH I can do lots of things regular people
can do. About a year ago I went rock climbing. My primary nurse from the clinic saw me on the
top of the rock wall and she said to my mother, “How did he get up there?” and she only gave a
sign that meant, “I do not know.” Being able to do things that other normal children can do has
made me a lot happier. I have felt better about myself and have had more hope for the future.



However, since we got the letter denying our medical deferred action applications and telling us
we may have to leave the country in 33 days or be deported, my parents and I have felt stressed,
sad, scared, mad, and distressed. It is incredibly unfair to kick out sick kids who are in the

hospital or at home taking treatments and who are just trying to have better opportunities to live.

The day our lawyers called to tell us the medical deferred action program had been canceled, my
mom had her cell phone on speakerphone. [ was in the same room and listened to the whole
conversation. After the conversation ended, I started crying and said, “Mom, I don’t want to die!
I don’t want to die! If I go back to Honduras, I won’t survive.”

After that I felt so tired, both emotionally and mentally. I could not sleep well and was waking
up so many times during the night. I kept thinking, “What will happen tomorrow? Will I be alive,
or will I be dead? What will happen to me?” I feel disappointed in the United States because it is
supposed to be the county of opportunity. With this decision to end the medical deferred action
program, they are denying me the opportunity to stay alive. When we got the news I felt like I
was in Honduras again, where there is no justice or hope, where people do not care about the
lives of other people.

On top of this, the government is treating me as if my life is not worth the same thing as other
people’s lives. It feels like the people who made this decision do not care what happens to me in
the future. My mother and my father are so afraid for me that they have asked an American
friend of ours if she will adopt me, if it comes to that, so that I can keep getting treatment here.

I feel that if the medical deferred action program is not reinstated it would not benefit this
country to be known as they country that kicked out a lot of sick kids, one that decided to deport
children even though they knew those kids would likely die. In my point of view, deporting me
and other kids like me would be legal homicide. I do not feel that the rest of the world will
approve of this. If this decision is not changed, I do not think the rest of the world will see this
country as big anymore but will consider it small because they targeted weak people, and even
worse, weak children.

As Members of Congress and especially Members who sit on the powerful Oversight
Committee, I hope you will do everything in your power to fight for the reinstatement of this
important, life-saving program. You have the power to order an investigation into why this
decision was made and to tie funding to its reinstatement. If the program is reinstated, I will be
able to breathe and I will be able to live. I will also be able to show the world the abilities [ have
and what I am capable of. Please help me and other the many other people who are in the same
situation as me.

Thank you very much for your time.



Jonathan Sanchez
Biography

I am 16 years old. I was born in 2003 in Tegucigalpa, Honduras. I was born with Cystic Fibrosis.
I received the official diagnosis when I was three months old. After arriving in the U.S. in March
2016 to seek medical treatment while here on a tourist visa, I was seen by a number of doctors at
Boston Children’s Hospital. They confirmed my diagnosis of Cystic Fibrosis and also diagnosed
me with other medical issues: pre-diabetes, pancreatic insufficiency, and an enlarged heart,
among other things. I’'m going into the ninth grade and I enjoy learning about digital media. I
like American football and I have become a Patriots fan.



