What causes a UCD?

A UCD is inherited, meaning it is something a
person is born with. Inherited UCDs occur when
one or both parents pass a copy of an abnormal
UCD-causing gene on to their child. However, it
is also possible for a UCD to occur randomly
while a developing baby's cells are forming,
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UCD Genetic Testing
Program

Sponsored, no-charge genetic

testing for urea cycle disorders
(UCDs)

The UCD Genetic Testing Program,
sponsored by Horizon Therapeutics
and performed by Invitae, provides
access to genetic testing for patients
in the US suspected of having a
UCD and their family members, at
no charge to patients.

What is UCD?

* A UCD is a rare genetic disease that

affects about 1 in 35,000 births in the
United States.

* UCDs occur when a person's urea cycle
does not work correctly and the body
is unable to change ammonia into urea
so it can be removed from the body
through urine. This leads to toxic levels
of ammonia in the body that can cause
symptoms like vomiting, confusion, and
swelling in the brain.

To learn more about UCDs, visit
www.UCDinCommon.com.

It is important for you to get tested for
a UCD if you experience any of these
common symptoms:

* Feeling very tired or sluggish
e "Zoning out"
* Headaches, fatigue, nausea, or vomiting

Note: Children who exhibit these symptoms or
developmental delays, including autism, should
also be tested.

How long will it take to get results?

Once Invitae receives your blood or saliva sample,
your results will be available in 10 to 21 calendar
days, on average.

What do | need to know when | get
my results?

Whether your results are positive or negative, they
provide important information that can help you
make decisions about your healthcare and family
planning. Knowing this information can also help
you educate others in your family about UCDs and
the importance of genetic testing.

What are the potential results?

POSITIVE means that you carry the abnormal
gene that causes a UCD.

If you have a positive result, talk with your doctor
about the UCD gene you tested positive for and
what having the gene means for your health.

NEGATIVE means that the test did not find the
abnormal gene that causes a UCD.

If you have a negative result, the genetic test did not
find an abnormal gene that causes a UCD. However,
if you are still experiencing health problems, your
doctor may still suspect you have a similar disorder.
He or she may want to discuss further testing and
possible management options with you.

UNCERTAIN means that the test found something
abnormal but it is not medically known whether
the specific abnormality found causes a UCD.

In this case, your doctor may want to order
additional testing to find out if you have a UCD.

Genetic testing with
Invitae

. Visit your healthcare provider

Talk to your healthcare provider
about testing through the UCD
Genetic Testing Program.

. Provide a sample

Provide a sample of your DNA.
This is usually done through a
blood draw or saliva sample,
which will be sent to Invitae's
lab for analysis.

. Get your results

Receive your results. Invitae will
send your results to your doctor,
who will share them with you.

. Make your plan

Talk to your healthcare provider
to understand your results and
what they mean for you.
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