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Background 

The Scleroderma Research Foundation (SRF) is the nation’s largest non-profit investor in scleroderma 
research. The SRF’s mission is to fund and facilitate the most promising, highest quality research aimed 
at improved therapies and, ultimately, a cure for scleroderma.  Founded in 1987, by patient Sharon 
Monsky (1954-2002), the SRF has raised over $42M and is internationally recognized as a leader and 
catalyst for innovation and excellence in scleroderma research.  

The SRF guides and funds an innovative research program, led by a Scientific Advisory Board, which 
includes some of the nation’s most accomplished scientists.  Through this program, the SRF has funded 
clinical Centers of Excellence, including the Center of Excellence at Johns Hopkins University, as well 
as a substantial roster of basic and translational research projects. The SRF also recruits elite scientists 
from other fields of research to focus their attention on scleroderma and these partnerships have resulted 
in publications in premier scientific journals and, in one case, the formation of a fibrosis-focused 
biotechnology company that has raised $50M to date.  The SRF has been the catalyst of several 
collaborative clinical research projects that have resulted in the creation of active clinical networks. The 
SRF hosts an invitation-only Annual Workshop where its funded investigators, Advisors and selected 
scientific guests meet to exchange data, ideas, and brainstorm.  

The SRF’s research program is funded by a range of activities, from direct solicitation to peer-to-peer 
fundraising, major donor cultivation, corporate partnerships and, importantly, a high-profile gala event, 
Cool Comedy-Hot Cuisine, which is held 2-3 times annually. 

The SRF also engages in a range of educational activities for patients, their care-givers, researchers and 
other constituents, such as a webinar series, and it maintains a website as a source of up-to-date 
information for these constituents. 



The Scleroderma Research Foundation has annual revenue exceeding $3M. To learn more about it, visit 
http://www.sclerodermaresearch.org    

Job Summary 

The Scleroderma Research Foundation is hiring a new Executive Director to lead and grow the 
organization. The Board is eager to work with an experienced professional who comes with expertise in 
building organizations, cultivating relationships and securing funding. This Executive Director will be 
responsible for working with the Board to raise the public profile of the organization, securing long- and 
short-term funding and managing the day-to-day activities of the organization. Working with the Board, 
the Executive Director will have the opportunity to develop and implement a five-year strategic plan, 
create a marketing and public relations strategy and to move the organization to a new level of 
prominence and impact. The Executive Director will coordinate and help to run all Foundation events to 
raise money and awareness and to bring together scientific and medical researchers in the field.  A 
successful candidate will be entrepreneurial in spirit, a collaborator, and flexible in working with a 
volunteer Board of Directors comprised of busy professionals. 

Reports To 

SRF’s Executive Director reports to the Board Chairman and works in partnership with an 11-member 
Board of Directors. The Executive Director will also work with a staff of 4-5, major donors, corporate 
partners, numerous volunteers and hundreds of donors who engage in our community. 

Responsibilities 

Leadership and Management 

Oversee and manage all aspects of day-to-day operations, including oversight of office administration, 
finance, and human resources. 

Work with the Board to develop a plan to maximize the profitability and impact of the Cool Comedy-
Hot Cuisine event, as well as other smaller-scale special events. 

Work with the Board to develop and implement a plan that will diversify the organization’s revenue 
stream beyond special events, including the development of a peer-to-peer fundraising community and 
enhancing support from foundations and major donors. 

Manage and direct the SRF’s marketing and public relations to increase awareness and advocacy. 

Work closely with the Board to recruit new board members and provide guidance on board policy, 
strategic planning, and fundraising initiatives. 

Provide support to the Board to ensure continued excellence in the SRF research program. 

Public Outreach 



Ensure the SRF’s mission, brand, story and program successes are effectively developed and 
disseminated through the press, SRF publications, external publications, online presence and social 
media. 

Ensure a robust website presence that provides up-to-date information to patients, caregivers, families, 
donors, and other constituents, and that deploys effective strategies to increase site visitors and 
awareness of the SRF’s role and work. 

Create new opportunities to engage with the population of scleroderma patients, families, and 
caregivers. 

Play a visible role within and outside of the scleroderma community so that others will know about the 
disease and the organization and support the SRF’s work. 

Advocate for scleroderma patients and the SRF in the patient community and in Washington. 

 

Fundraising 

Create a fundraising strategy with the Board to expand and diversify current revenue sources. 

Identify and cultivate individual, foundation and corporate donors and expand the donor base. 

Develop an effective peer-to-peer fundraising strategy and implement this strategy to enhance this 
important fund-raising community. 

Expand the visibility and profitability of the already-successful Cool Comedy Hot Cuisine events as well 
as smaller scale special events. 

Qualifications 

The SRF is seeking a collaborative leader and self-directed manager who will work with the Board of 
Directors to grow the capabilities of the organization as well as its base of financial and volunteer 
support. The incoming Executive Director will bring enthusiasm and his/her experience as a relationship 
builder, manager and strategic thinker to the organization. Concrete demonstrable experience and other 
qualities include: 

Excellent record of academic achievement; Bachelor’s degree required. 

Operating and management experience, including budget development and financial management. 

Experience in an entrepreneurial environment and building an organization; ability to point to specific 
examples of having developed strategies elevating organization to the next stage of growth. 



Proven track record of fundraising, which may include securing major gifts and developing relationships 
with key donors. 

Exceptional written and oral communication skills, including media relations experience. 

Ability to serve as a spokesperson and representative. 

Ability to develop and implement a marketing plan. 

Ability to work collaboratively with diverse groups of people. 

Strong leadership skills with a philosophy and style that encourages creativity, growth, collaboration, 
problem-solving, open communication, and accountability. 

 

Compensation 

Commensurate with experience. 

 

 


