
Your Partners in 

PROS
(PIK3CA-Related  

Overgrowth Spectrum)

Meet the specialists who may be involved in your patient’s PROS journey

Diagnosis

Symptom management2,4-14

PROS disorders are complex because of their highly variable clinical presentation and overlapping features. As a result, 
patients with PROS will typically see multiple specialists to manage all affected organs and potential complications.1,2

Visit PROSspectrum.com to learn more

*Clinical diagnostic criteria were determined after a 2-day workshop that included several researchers who have been studying this group of disorders and three 
parent representatives of patient-family support and advocacy organizations for individuals with these conditions. These criteria may change as research develops.

HME, HemiMegalEncephaly/DMEG, Dysplastic MEGalencephaly.

Pediatrician/Internist3 Geneticist1,3

Confirms a patient's malformation and often refers the patient to 
a symptom-specific specialist who then may refer out to a VAC

Confirms molecular diagnosis  
and assists in patient's care plan

National Institutes of Health (NIH) Workshop recommended clinical diagnostic criteria for PROS1*:
Presence of a somatic PIK3CA mutation
•  When a PIK3CA mutation is not identified, a presumptive diagnosis can be considered based on features
Congenital or early childhood onset
Overgrowth that is sporadic and mosaic
Either of any 2 features from Category A (spectrum) or any 1 feature from Category B (isolated features)

Category A (spectrum)

• Overgrowth: adipose, muscle, nerve, skeletal

• Vascular malformations: capillary, venous,
arteriovenous, lymphatic

• Epidermal nevus

• Large, isolated lymphatic malformation

• Isolated macrodactyly or overgrown,
splayed feet/hands, overgrown limbs

• Truncal adipose overgrowth

• HME (bilateral)/DMEG/focal cortical
dysplasia type ll

• Epidermal nevus

• Seborrheic keratoses

• Benign lichenoid keratoses

Category B (isolated features)

Hematologist/Oncologist
Consulted for hematologic complications from vascular 
malformations (including lymphatic malformations) and surgery; 
determines management plan

Interventional radiologist
Performs procedures, such as sclerotherapy, percutaneous drainage, 
and radiofrequency ablation for venous malformations

Dermatologist
Performs procedures to remove overgrowths and lesions in skin 
disorders, such as epidermal nevus, benign lichenoid keratosis, 
and seborrheic keratosis

Surgeon
The surgical specialists who typically 
remove PROS-related overgrowths include 
orthopedic surgeons, vascular surgeons, 
and neurosurgeons.

Surgical and radiologic embolization 
procedures are currently the most common 
approaches to managing PROS. These 
procedures, however, may be unsuitable 
for some patients based on the risk-benefit 
profile. Patients may experience recurrence 
following surgery, and repeat surgeries are 
frequently required.

Physical therapist
Helps with mobility issues and 
pain commonly seen across 
PROS disorders

Neurologist
Manages brain disorders, such as MCAP or M-CM and HME/DMEG

While the following specialists most often manage PROS disorders, others may be needed depending on the individual 
patient’s manifestations.

MCAP or M-CM, Megalencephaly-Capillary Malformation; VAC, Vascular Anomalies Center. 
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Patients with PROS can experience disfiguring, function-limiting, and 
life-threatening effects1

Select complications and associated consultation patterns2,11,12,15-17

ABNORMAL  GROWTH 
can cause:

• Pain
• Reduced mobility
• Scoliosis
• Spinal compression

VASCULAR  MALFORMATIONS 
can cause:

• Internal bleeding
•  Blood clots (eg, DVT or PE)

LYMPHATIC  MALFORMATIONS 
can cause:

• Cellulitis

OTHER  COMPLICATIONS 
include:

• Urinary incontinence
• Abnormal kidneys

• Seizures
• Intellectual disability

Neurologist

Nephrologist

Orthopedic 
surgeon

Interventional 
radiologist

To date, there are no approved therapies for PROS that aim to affect its root cause: PIK3CA mutation.
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• Varicose veins

Nurse
Can help with implementation 
of symptom management and 
coordination of patient care

Can assist with daily living issues, such as psychosocial 
support, insurance questions, and transportation 
coordination to and from medical appointments

Social worker

Support specialists who may be available at every stage of your patient’s 
PROS journey18

Physical 
therapist 

Dermatologist

Hematologist/
Oncologist

DVT, deep vein thrombosis; PE, pulmonary embolism.




