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The Rare Disease Com pany Coalition Announces 2021 Executive 
Com m ittee 
    
WASHINGTON -  June 8, 2021 -  The Rare Disease Com pany Coalition, a  unified  voice of life sc ience 
com panies com m itted  to d iscovering , develop ing  and delivering  ra re d isease trea tm ents, today 
announced appointm ents to its Executive Com m ittee for 2021, following  the Coa lit ion’s launch on 
May 13, 2021. 
 
The Rare Disease Com pany Coa lit ion was estab lished  to educate policym akers on the d ist inct 
considera tions of life sc ience com panies opera ting  in the ra re d isease space. The Coa lit ion believes 
tha t constructive d ia logue with well- inform ed policym akers will lead  to polic ies and regula tions tha t 
enab le continued innovation and the cost- effective and t im ely developm ent and 
com m ercia liza tion of result ing  trea tm ents for the one in 10 Am ericans living  with ra re d iseases. 
  
The Coa lit ion is governed by a  Board  of Directors and supported  by an Executive Com m ittee tha t 
p rovides oversight of the day- to- day opera tions of the Coa lit ion. In add it ion to nam ed elected  
posit ions, the Executive Com m ittee has representa tion from  each of the m em bership  c lasses of the 
Coa lit ion. 
  
The following  com pany representa tives were elec ted  to serve as Executive Com m ittee m em bers for 
the inaugura l year of the Coa lit ion: 

●   Chair: Betsy Ricketts, Ultragenyx Pharm aceutica l 
●   Vice Chair: Greg  Chesm ore, Acceleron Pharm a 
●   Secretary: Tim  Kanter, Orphazym e US 
●   Mem ber- at- Large: Christ ine Harrison, Orchard  Therapeutics 
●   Mem ber- at- Large: Deird re Parsons, Alnylam  Pharm aceutica ls 
●   Mem ber- at- Large: Geoff Werth, Harm ony Biosc iences 

  
Support ing  the work of the Coa lit ion, Taylor Mason was appointed  to serve as Executive Director of 
the Coa lit ion. In add it ion, the following  ind ividua ls have been appointed  Com m ittee Cha irs for 2021:  

●   Policy Com m ittee Chair: Diane Berry, Sarep ta  Therapeutics 
●   Operations Com m ittee Chair: John Jackim iec, Aeg lea  BioTherapeutics 

  
To learn m ore about the Coa lit ion and its com m itm ent to ra re d isease trea tm ent developm ent and 
com m ercia liza tion, p lease visit  ra recoa lit ion.com . 
  
About 
The Rare Disease Com pany Coa lit ion represents life sc ience com panies com m itted  to d iscovering , 
develop ing  and delivering  ra re d isease trea tm ents for the pa tients we serve. As an education and  
advocacy- focused coa lit ion of com panies, our goa l is to inform  policym akers of the unique 
cha llenges and prom ises of ra re d isease drug  d iscovery, developm ent and  m anufacturing  for sm all 
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popula tion sizes in order for crit ica l innovation to continue. To achieve this goa l, we will use our 
unified  voice to advocate for long- term , consistent, equitab le and susta inab le governm ent polic ies 
tha t enab le life sc ience com panies to continue to b ring  hope and provide access to approved  
trea tm ents to peop le living  with ra re d iseases. For m ore inform ation, p lease visit ra recoa lit ion.com  
  
Media  Contact: 
Anna  Sta llm ann 
m ed ia@rarecoa lit ion.com  
708- 476- 1258 
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