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To the Editors: 

 

Rasmussen encephalitis (RE) was first described in 1958 by Theodore 

Rasmussen and colleagues at the Montreal Neurological Institute. RE is a very rare 

neuro-inflammatory disease characterized by intractable seizures and progressive 

unilateral neurological deficits. For most diagnosed cases, resection or disconnection of 

the affected cerebral hemisphere is the only effective treatment. The extreme rarity of the 

disease has hampered efforts to understand the cause of RE and to develop alternative 

non-surgical treatments. Usually only one or two RE cases may been seen annually at a 

pediatric epilepsy surgery center, thus it may take many years to accrue enough surgical 

specimens for research studies, especially those involving modern molecular techniques. 

In   2011,   The   RE   Children’s   Project   (www.REChildrens.org),   a non-profit 

organization founded to increase awareness of the disease and support research focused 

on finding a cure, brought together investigators from around the world to launch the RE 

Children’s Research Consortium and discuss ways to accelerate the pace of RE 

research. With the support of the RE Children’s Project, Johns Hopkins and UCLA 

launched an international Tissue Transfer Program and data bank to speed up the pace 

of RE research. The goal of the Tissue Transfer Program is to collect RE surgical 

specimens from epilepsy centers around the world and make biological samples and 

clinical data available for RE research. Between 2011 and 2012 the program was initiated 

with coordination managed at Johns Hopkins and in 2013 the role was transferred to 

UCLA. A central repository for the collected samples was established within the Rare 

Epilepsies and Brain Disease Tissue Bank in the Department of Neurosurgery at UCLA 
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planned epilepsy surgery that would otherwise be discarded, per institutional guidelines, 

would be collected for this purpose. All logistics would be handled by the Rare Epilepsies 

and Brain Disease Tissue Bank Coordinator at UCLA, who would liaise with donor 

institutions to facilitate the transfer of surgical specimens at no cost to the participating 

institution. IRB approval was obtained to collect surgical specimens from outside 

institutions, and to distribute material to other centers with institutionally approved 

research studies. 

Since the inception of the Tissue Transfer Program, RE specimens have been 

collected from 33 surgeries at 19 epilepsy centers in six countries (Figure 1). Stored 

specimens include both fixed and frozen brain tissue, cerebrospinal fluid, whole blood, 

plasma, purified peripheral blood mononuclear cells and brain-infiltrating lymphocytes. 

With increased awareness of this program, we hope that the pace of RE research 

will be accelerated. Epilepsy surgery centers around the world are invited to contribute 

samples and participate in this international effort to cure RE. Applications to access the 

RE repository should be directed to the Rare Epilepsies and Brain Disease Tissue Bank 

Coordinator at UCLA  (http://neurosurgery.ucla.edu/rare-epilepsies-tissue-bank-contact- 

us). The Scientific Advisory Board of the RE Children’s Project will review applications for 

 

research studies to ensure a fair and rigorous assessment of the proposed work. 

 

In addition to RE, the Rare Epilepsies and Brain Disease Tissue bank is actively 

collecting specimens from other rare or uncommon pediatric epilepsy surgery cases 

including Hemimegalencephaly (HME), Focal Cortical Dysplasia (FCD), Tuberous 

Sclerosis (TSC). For more information visit http://neurosurgery.ucla.edu/rare-epilepsies- 

tissue-bank 
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Figure Legend: 

 

Figure 1:  Rasmussen Encephalitis tissue acquisition timeline June 2012 - June 

2015 
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