
2003
Brenda Conger, Wanda 
Robinson and Lisa 
Schoyer meet for the 
first time at the annual 
NORD Conference, and 
again at the Genetic 
Alliance Conference

Key: ASHG: American Society of Human Genetics; CFCS: Cardio-facio-cutaneous syndrome; CFCI: CFC  International; CS: Costello syndrome; CSFN: Costello Syndrome Famlily Network; 
CTF: Children’s Tumor Foundation (Neurofibromatosis type 1 (NF1)-focus); ICSSG: International Costello Syndrome Support Group; NCFC: neurocardiofaciocutaneous; NS: Noonan 
syndrome; TNSSG: The Noonan Syndrome Support Group

1963
NS 
recognized 
as a unique 
syndrome

1986
CFCS 1st 
described as 
a unique 
syndrome

1977
CS 
recognized 
as a unique 
syndrome

1996
Wanda Robinson starts NS listserv
----
Colin Stone starts CS website; Lisa Schoyer’s son 
provisionally diagnosed with CS at 13mo

1987
Wanda Robinson’s daughter 
diagnosed with NS at 1y 
--
Nancy Carlson’s daughter 
diagnosed with CFCS at 2y

1995
Colin Stone’s daughter 
diagnosed with CS at 
6mo. Colin starts CS 
listserv, Tammy Moore is 
1st parent to connect

1990 
Exceptional Parent 
(EP) publishes 
Nancy Carlson’s 
description of her 
child (CFCS)

1991
Nancy Carlson 
starts  CFCS 
listserv

1997
Brenda Conger takes CFC support 
group lead
----
1st NS Family ‘get-together’ turns into a 
Conference with international clinical 
researchers & families attending

1999
CFCI incorporated
---
Tammy Moore convenes 1st 
biennial CS family 
conference, Birmingham, 
AL; 18 families

2000
1st biennnial 
CFCI family 
conference, 
Salt Lake City, 
UT; 37 families 
attended, 
Colin Stone 
(ICSSG)  and 
Wanda 
Robinson 
(NSSG) also 
attend

2005
CS HRAS gene identified 
by Aoki et al.
---
Lisa Schoyer & Dawn 
Macready-Santos attend 
ASGH mtg via Genetic 
Alliance Fellowship

2004
CFCI & TNSSG 
become founding 
members of Genetic 
Alliance BioBank
---
ICSSG becomes a UK 
Charity - Colin Stone

2006
CFC  BRAF, 
MAPK2K1/2 genes 
identified by 
Katherine Rauen in 
collaboration with 
CFCI’s Biobank

2007
1st CS Family & 
International 
Research 
Symposium, 
Portland, OR

2008
Katherine Rauen is 
keynote speaker at 
CTF Conference, 1st 
describes 
“RASopathies”

2001
PTPN11 gene 
identified for ½ of 
those  clinically 
diagnosed NS by 
Marco Tartaglia et 
al.
--- 
CSFN incorporated

2009
1st International RASopathies Symposium, Berkeley, CA
with CFC International, TNSSG, and CSFN Family Conferences held 
concurrently at the same location, Dr. Rauen & Lisa Schoyer, Chairs
---
Lisa Schoyer convenes 1st meeting on RASopathies at ASGH mtg; vote to 
name RASopathies (v. NCFC syndrome); CFCI, CSFN, ICSSG, and TNSSG 
leadership encourage her to set up RASopathies Network

2010
RASopathies 
Network 
incorporated

RASopathies Network 
Timeline

8/31/23

1993
Brenda Conger connects with 
Carlson after son is diagnosed 
with CFC and finding Carlson’s 
CFC description in Exceptional 
Parent 

2009
Publication by 
Tidyman & Rauen, 
formally naming 
“The RASopathies”


