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ARG1-D is 
a rare condition

What is Arginase 1 Deficiency (ARG1-D)?

ARG1-D is 1 of 8 urea cycle disorders (UCDs). It is an inherited 
metabolic disorder affecting children, teens, and adults, and  
may significantly impact the patient’s health over time.

ARG1-D quick facts 
• Caused by the body’s inability to break down arginine

• High arginine levels impact a person’s ability to function

•  Symptoms typically appear between 2-4 years of age  
and persist through adulthood

• In rare cases, symptoms can present after puberty

But you’re not alone. The ARG1-D community is 
made up of patients, caregivers, doctors, and nurses. 

Are you 
a caregiver 

for someone 
with ARG1-D?

 Reach us at  
advocacy@aegleabio.com 

to share your story.
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ARG1-D is a different kind of urea cycle disorder

ARG1-D is distinct from other UCDs in that it is characterized 
by high levels of plasma arginine. These high levels of 
arginine may be toxic and have been known to cause 
serious, burdensome symptoms such as:

• Muscle tightness (spasticity)

• Missed developmental milestones

• Intellectual delays

• Seizures

Arginine reaches 
unhealthy levels in 

ARG1-D
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Symptoms 
typically appear 

at 2-4 years  
of age and 
progress

Delays in diagnosis

1 Year 2 Years 3 Years 4 Years 5 Years

~40% of patients

~25% of patients

How ARG1-D is diagnosed
• Blood test for amino acids that show arginine levels 

• Genetic testing

• Newborn screening in some states, but with limitations

Due to limitations of newborn screenings, ARG1-D may still 
be missed. When that happens, people with ARG1-D may be 
misdiagnosed with other conditions such as cerebral palsy or 
hereditary spastic paraplegia.

Testing for ARG1-D is easy and can help your child get the 
treatment he/she needs. Ask your doctor about testing if your 
child shows symptoms of ARG1-D.

Early detection is critical. For some, a gap in diagnosis can last  
2 or more years.
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*Protein intake amount varies by age and weight.

Physician-recommended
daily protein intake

ARG1-D patient
daily protein intake

10-53 g/day* 4-40 g/day*

~25-60% 
LESS 

PROTEIN

Managing ARG1-D 

The current standard of care for ARG1-D includes dietary protein restrictions, 
supplements, and other drugs. Although there are no FDA-approved 
treatments for ARG1-D that address the underlying cause of the condition, 
doctors may prescribe other treatments to help manage ARG1-D symptoms. 
ARG1-D treatments are also currently being researched and developed.  

Protein restriction is limited in effectively reducing arginine 
levels to the normal range

These limitations are likely due to both the difficulties of adhering to the 
diet as well as the fact that dietary restrictions do not impact arginine that 
is naturally produced by the body. If a protein-restricted diet is needed, 
consider working with a dietitian for guidance.

Living with ARG1-D

ARG1-D provides challenges for patients and caregivers, including:

• Worsening symptoms and complications as time passes

• Muscle tightness, affecting the ability to walk

• Problems with concentration and language skills

• Difficulty performing daily activities

Because of the difficulties in performing simple everyday tasks, 
people with ARG1-D can struggle to care for themselves and may 
require a caregiver. As the condition progresses, some people with 
ARG1-D even become unable to speak or to read. 
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ARG1-D is a rare disorder, and we understand the need for 
community. People with ARG1-D and their caregivers are  
a small community who face challenges, but research is  

being done to find a treatment.

We want to 
learn from you

Talk to your doctor  
about ARG1-D

Whether your loved one is newly diagnosed or has been previously 
diagnosed, be sure to discuss treatment options with your doctor.  
It’s also important to know that while the disorder is rare, there are 
others in the ARG1-D community that you can learn from. ARG1-D is 
typically diagnosed with the following symptoms:

To receive additional information, go to ARG1Dinfo.com, 
and complete the online form.

• Muscle tightness (spasticity)

•  Missed developmental 
milestones

• Intellectual delays

• Seizures

You’re not alone, and we encourage you to share your experience 
living with or caring for someone with ARG1-D. Please email 

advocacy@aegleabio.com to share your story. 

ARG1Dinfo.com
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