
Become a research partner and improve 
treatment for kids with Chiari & 

syringomyelia. Talk to your 
neurosurgeon today.

Finding a  

better way.

Together.

                                          The goal of this random- 

                                          ized controlled trial, or    

                                          "RCT", is to find the 

best surgical approach (PFD or PFDD?) to min- 

imize complications and potential harm to patients. 

The study results will determine which surgery 

maximizes symptom relief, produces the best 

syrinx resolution and provides the highest quality 

of life to patients!

GOAL
Questions?

You can also contact someone at the Chiari & 

Syringomyelia Foundation directly: 

Phone: (718) 966-2593 

Email: info@csfinfo.org

29 Crest Loop, Staten Island, NY 10312 

(718) 966-2593  |  info@csfinfo.org 

Talk to your neurosurgeon today. You can also find 

more materials and information at:  

csfinfo.org/pfdtrial  

the process
    A surgical RCT takes two groups and compares how 

they do after different surgeries. For this study, patients 

will either be in the PFD or PFDD group. An RCT allows 

for the absolute best statistics that can prove, once and 

for all, which surgery is better -- or if neither is better! 

Watch Dr. David Limbrick talk about the study, learn 

more about the medical sites and ethics involved and 

find out more about how patients and caregivers are 

involved every step of the way: csfinfo.org/pfdrct

want to do more?
    Get involved in more Chiari, syringomyelia and related 

disorder research by joining an international patient 

registry, which helps researchers all around the world 

learn more about these conditions. To join, 

visit: csfinfo.org/bethekey



why we did it

     The diagnosis of a symptomatic Chiari malformation 

(CM) with syringomyelia may require surgical treatment. 

When treatment is indicated, most neurosurgeons agree 

that posterior fossa decompression is the treatment 

of choice to create more space so that CSF flow is 

restored to the area blocked by cerebellar tissue. 

the problem

how to help

find answers

Are <= 21 years old 

Have a Chiari with cerebellar tonsils at 5mm or below  

the foramen magnum 

Have a syrinx less than 10mm in diameter 

A participant is eligible if they: 

Have a syrinx greater than 10mm in diameter 

Have neuroimaging that shows certain skull base

parameters 

Have had prior CM/SM decompression surgery 

Do not wish to participate 

A participant is ineligible if they: 

These operations are likely to have different risks and 

benefits.  So… which is better? PFD or PFDD?  

The trouble is... we just don't know.

     Other neurosurgeons suggest a posterior fossa 

decompression with duraplasty (PFDD). In addition to 

the steps of the PFD, this procedure involves opening 

the dura and sewing in a small patch graft to create 

more space for CSF flow. 

    Your neurosurgeon is participating in a research study 

to find an answer to this question and your participation 

can help solve this problem, once and for all.  

     Some neurosurgeons suggest an extradural posterior 

fossa decompression (PFD). This procedure involves 

removal of bone at the base of the skull and sometimes 

the upper cervical vertebrae as well as any constrictive 

ligaments or soft tissue. The dura, a protective layer 

enclosing the brain and spinal cord, is left intact. 

the disorders

the families

Chiari I malformation is malformation in which the back 

compartment of the skull is too small, resulting in 

crowding of neurological tissues, preventing the flow of 

cerebrospinal fluid (CSF).  

Syringomyelia occurs when a cavity (or "syrinx") forms 

inside the spinal cord, resultant from a blockage of CSF 

flow. It can cause stretching and, eventually, permanent 

injury to nerve fibers. 

    If you would like to participate in this study, ask your 

neurosurgeon to discuss it with you. Your doctor will be 

able to answer any questions you may have. If you need 

more information, CSF has some materials available at: 
csfinfo.org/pfdtrial.

    It's normal to feel nervous about participating in a trial. 

Hear from other parents and kids who have already par- 

ticipated in this study and what it means to them.  Watch 

stories from families like the O'Keefe's at:

csfinfo.org/pfdpatients

     To make sure this study provides results that will 

help children with CM and syringomyelia, researchers 

are seeking patients to participate in this trial. Criteria 

have been set up that make participants eligible to 

enroll.


