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• THE ORGANISATION’S ROLE

Informing the public, the medical body as well 
as public health and social work organizations, 
in order to improve the state of scientific and 
medical knowledge, to facilitate diagnosis, and 
to bring awareness to White-Sutton syndrome 
(special days dedicated to educating the public, 
information booths at conferences, participation 
and representation in various public events).
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Our goal is to be there and listen to 
the patients and their families facing 
White-Sutton syndrome, and to 
arrange for the children and the 
families to meet. 

We wish to contribute to the medical 
research efforts and to help improve 
therapies applied to White-Sutton 
patients, for example by forging ties 
with different research networks, both 
nationally and internationally.

Karine JOBARD-GAROU
President of White-Sutton France

The organization is a member of the Rare 
Diseases Alliance (Alliance Maladies Rares), 
Eurordis and member of AnDDI-Rares and 

Défi Sciences branches.

• JOIN US
helloasso.com/associations/white-sutton-france/
adhesions/formulaire-d-adhesion

• SUPPORT US
helloasso.com/associations/white-sutton-france/
formulaires/1/widget

DONATIONS ARE 66% TAX-DEDUCTIBLE
(only in France)

“Awareness today,
recognition tomorrow.”
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• WHITE-SUTTON SYNDROME

White-Sutton syndrome is a rare neurodevelop-
mental disorder which affects different parts of 
the human body. Its principal characteristics are 
developmental delays, with or without intellectual 
disability, autism spectrum disorders, language and 
speech delays, motor difficulties, etc.

It was discovered by Professor Vernon Reid Sutton 
and Dr. Janson White in the United States in 2014. 

• THE CAUSE OF THE SYNDROME

A modification in the genetic code can sometimes 
lead to physical problems and/or developmental 
issues. White-Sutton syndrome occurs when one 
of the two copies of the POGZ gene has lost its 
normal function.

The wide majority of cases are what is known as 
“de novo”, meaning that the gene modification has 
appeared even though it is absent from the genetic 
code of both parents. More rarely, a parent can 
be affected and transmit the modification to their 
children. 

• A LARGELY UNKNOWN DISEASE

First described in 2016, only a few cases of the 
syndrome have been diagnosed. However, the 
broad adoption of new genetic sequencing 
techniques will likely make it possible to diagnose 
more people over the coming years.

In France, there were a total of
25 cases as of November 2019. 

• THE SYMPTOMS

The main characteristics resulting from this 
mutation are still poorly understood. However, the 
accumulation of several international studies on 
the role played by the POGZ gene has shed light 
on certain commonalities shared by individuals 
with this genetic anomaly:

•   DEVELOPMENTAL DELAYS 
AND/OR INTELLECTUAL DISABILITY

• SPEECH AND LANGUAGE DELAYS

• AUTISM SPECTRUM DISORDER

• OTHER BEHAVIORAL PROBLEMS

• MOTOR DIFFICULTIES

• DISTINCTIVE FACIAL FEATURES

• WEAK MUSCLE TONE

• TENDENCY TO BE OVERWEIGHT

• HEARING LOSS

• VISION PROBLEMS

• GASTRO-INTESTINAL PROBLEMS

• ANXIETY AND ATTENTION PROBLEMS

• SLEEP DISORDERS

• MIGRAINES AND SEVERE VOMITING

• A POSSIBLE TREATMENT ?

As of 2019, there is no medication or treatment 
specific to this syndrome. However, a diagnosis 
can allow for better observation of people 
affected, as well appropriate therapies (physical 
therapy, speech therapy, behavioral therapy, etc.) 
and adaptations based on the issues specific 
to the individual.


