
What is Research?

Research is a way to learn new things and find
answers to questions. Research is a planned and
organized way of looking for new information. It
includes testing new ideas or looking for new
facts to try and understand something better.1

Research helps us understand things. When we
understand something better, we can improve
things like healthcare, laws, schools, and
workplaces. Research teaches us what people need
and helps find ways to meet those needs. These
changes can make life better for people with Down
syndrome.   2

 

Because of research, people with Down syndrome
live much longer. Many people with Down
syndrome live into their 60s! This is because
researchers found better ways of treating
conditions that are dangerous for people with
Down syndrome. Things like congenital heart
defects and thyroid disorders can now be treated
by surgery and medicines.

How Does Research Help My
Loved One with Down Syndrome? 
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What are the Different Types of Research? 

Two types of research studies you might hear about are 
observational and interventional research. 
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Observational Research 
Observational research studies
things as they happen naturally
without making any changes.
Researchers can get information
in many ways.

3

4

People in the study might be
asked to complete a survey by:

answering questions on
paper or online
be watched by researchers
while doing things in real life
provide researchers with
reports like school records
and medical f iles
be in a small group to discuss
what they think and feel
or answer questions about
their experiences.

Interventional Research 
An intervention is something done
on purpose to see if it makes a
difference. It could be trying a new
medicine, trying a therapy, or
changing one or more things in the
environment to see what happens. In
interventional research, researchers
study how these changes impact
people.  3

For example, a study might test an
exercise program to see if it helps
people with Down syndrome feel
better.  

In this type of research, researchers
get information from taking samples
of blood, hair, or saliva, doing health
check-ups by a doctor or nurse, or
asking people to complete a survey.   4
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Is Research Safe?

Why the researchers
are doing the study

 

How long will the
study last 

What will happen
during the study 

Letting you know that
being in the study is
your choice. You can
leave at any time.  

What to do if you have
any questions  

Before joining a study, 
a person needs clear
information on the study
and has to agree to take
part in the study.  This is
called informed consent.
Informed consent should
(or usually) include: 

7

It is important to think about whether participating in research is right for
you and your loved one. There are many ways to get involved in Down
syndrome research, and all of them are an important part of helping the
Down syndrome community to live better, longer lives. 

In the U.S., researchers must get permission
from a group called the Institutional Review
Board (IRB) before they can start.  6

IRB groups protect people who take part in
research studies. They make sure studies are
safe, fair, and respectful. IRBs review each study
to confirm that risks are as low as possible,
benefits are clear, and participants understand
what they are agreeing to. 

As part of the IRB process, the study team
decides who can and cannot be in the study
before it starts. 

Only people who meet the study rules set by
the researchers can be a part of the study.
This includes one or more things a person
must have (like having Down syndrome and
a thyroid disorder) as well as things that
would keep you from being in a study (like
already taking another medication that
would not work well with the treatment in
the study).
They do this to make sure the study is safe
and effective.   
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