
Herpes virus infections, including 
Epstein-Barr virus (EBV), 

cytomegalovirus (CMV), herpes 
simplex, and varicella zoster  

(chicken pox or shingles)

Once you or someone in your family has been diagnosed 
with APDS, which is a genetic disorder, you may have 
questions about whether or not someone else in your family 
could also have APDS.

APDS is a genetic condition with an autosomal dominant inheritance pattern. This means 
that only one parent needs to have the altered gene for APDS to be inherited. Simply put, 
people with APDS have a 50% chance of passing it on to their children.

APDS Diagnosis:  
Family Discussions

People with APDS experience a wide variety of  
symptoms that may include: 

What does this 
mean for my 

family?

Who should be 
tested?

Ear, sinus, and respiratory tract infections

Enlarged tonsils, lymph nodes,  
or spleen

Chronic cough

Nodules in the airway or  
digestive tract

Autoimmune and 
autoinflammatory disorders 
such as rheumatoid arthritis,  

lupus, and celiac disease

Lymphoma

Low numbers of blood cells

Developmental delay

Gastrointestinal (digestive)  
tract issues 



Family Mapping
Once someone in your family has a diagnosis, it is important to recognize and evaluate 
the symptoms that other family members may be experiencing as well. Immediate family 
members, such as parents, siblings, and children may need to be genetically tested, but 
this may also apply to extended family members such as aunts, uncles, grandparents, and 
cousins. 

Differences are  
seen even within the 
same family, which 

emphasizes the need 
for genetic testing 
even among family 

members. 

Onset of APDS 
symptoms often start 
very early in a child’s 
life and continue into 

adulthood.

APDS symptoms can 
get worse over time and 
may be underdiagnosed.

People with APDS may have very different symptoms  
that vary in severity
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Ask your APDS Clinical Educator (ACE) about the “Family Health 
Tree.”  They can also help you fill it out and work through the 
next steps for discussing genetic testing with your family.

Be Prepared in 
an Emergency
The emergency leaflet 
summarizes key 
information that can be 
used in the ER, with a 
school nurse, or with any 
medical provider who is 
not familiar with APDS.

APDS Assist is a trademark of Pharming Intellectual Property B.V. 

living with
APDS

What you need to
know about me

My APDS
Symptoms

AM IMMUNOCOMPROMISED

APDS (activated delta
syndrome), a rare primary

immunodeficiency.

My Allergies Critical Points
Please take all fevers

seriously.

Lack of fever may not be
an indication of severity.

| may be neutropenic,
and/or

thrombocytopenic.

Antigen/antibody tests for
infection may not be accurate.

Infections may be caused
by atypical organisms.

| may be more at risk for
severe complication

symptoms with COVID.
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I MAY BE MORE
COMPLICATED OR SICKER

THAN I APPEAR

Please consult with my physician
below for specific information

about my care.

Medication
Instructions

Please do not administer oral
steroids without consultation

with my
Other special instructions:

What is a Primary
Immunodeficiency

(Pl)?
Pls are chronic disorders
where part of the

immune system is missing or
functions improperly.

They present clinically as
increased susceptibility to
infections, autoimmunity,
autoinflammatory diseases,
allergy, and malignancy.

My Critical
MedicationsWhat is APDS?

APDS is an underrecognized,
rare caused by variations
in the PIK3CD or PIK3R1
genes, causing immune
deficiency and dysregulation.
Patients with APDS can
present with a wide variety
of symptoms.

n Name

Phone

Find out more at
AllaboutAPDS.com
or scan the QR code

Provider & Policy #

Isolation Required?
Please do NOT discontinue

any of my medications without
consultation with my physician. NOYES
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Isolation Required?

My Allergies Critical Points
Please take all fevers

seriously.

Lack of fever may not be
an indication of severity.

| may be neutropenic,
lymphopenic, and/or
thrombocytopenic.

Antigen/antibody tests for
infection may not be accurate.

Infections may be caused
by atypical organisms.

| may be more at risk for
severe complication

symptoms with COVID.

Medication
Instructions

Please do not administer oral
steroids without consultation

with my physician.
Other special instructions:
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What is a Primary
Immunodeficiency

(Pl)?
Pls are chronic disorders
where part of the body’s

immune system is missing or
functions improperly.

They present clinically as
increased susceptibility to
infections, autoimmunity,

autoinflammatory diseases,
allergy, and malignancy.
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My Critical
MedicationsWhat is APDS?

APDS is an underrecognized,
rare PI caused by variations
in the PIK3CD or PIK3R1
genes, causing immune
deficiency and dysregulation.

Patientswith APDS can
presentwith a wide variety
of symptoms.

Find out more at
AllaboutAPDS.com
or scan the QR code

Please do NOT discontinue
any of my medications without
consultation with my physician.
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