
Kari Luther Rosbeck

Chief executive in a nonprofit organization with more than 35 years of progressive experience inspiring a top-
performing organization.  

KEY COMPETENCIES 
• Effective interpersonal, relationship-building,

leadership skills.
• Adept at relating to different internal and

external organizational audiences and bringing
consensus in difficult environmental situations.

• Results-oriented, grassroots coalition builder
with proven track record.

• Successful fundraiser with strong written and
oral communication skills.

• Ability to envision comprehensive
organizational plans with cost-effective budget
development and management.

• Proven ability to multi-task, provide vision for
volunteer coalition and oversee numerous
remote staff offices.

• Ability to create an environment conducive to
staff retention, organizational growth and
productive board leadership.

• Vast experience in management of national,
regional and local organizations.

PROFESSIONAL EXPERIENCE 

TSC ALLIANCE, SILVER SPRING, MD 
PRESIDENT AND CEO NOVEMBER 2007-PRESENT 
ACTING CEO JUNE 2007 – OCTOBER 2007 
EXECUTIVE VICE PRESIDENT   MARCH 2006 – JUNE 2007 
VICE PRESIDENT OF COMMUNITY OUTREACH  JULY 2002 - MARCH 2006 
DIRECTOR OF COMMUNITY ALLIANCES   JUNE 2001 - JULY 2003 
As CEO: 

• Responsible for the overall management and administration of the organization including strategic
planning, implementation of organizational strategies and evaluation of results to ensure the TSC Alliance
meets its mission.

• Developed a comprehensive research platform fostering collaboration with industry and academia to move
treatments for TSC forward in a more expedited way.

• Ensured an active role in educating the TSC community about clinical trials to diminish the time for
recruitment, including pivotal trials that have led to three FDA-approved drugs specifically for TSC.

• Developed grassroots Congressional Outreach that helped leverage $121 million since FY02 in new
research dollars directly to the scientific community from the Department of Defense Congressionally
Directed Medical Research Program.

• Launched a Research Business Plan with the goal to change the course of TSC for those living with it
today and for generations to come paired with an aggressive fundraising campaign leading to more than
$19.2 million raised between 2019-2024.

• Diversified funding sources by growing major donors and multi-year pledges, foundation grants and
industry partnerships, decreasing the reliance on community campaigns.

• Organized the most successful event in the organization’s history in 2024, raising $1.5 million at the 50th

Anniversary Gala
• Grew overall revenue from a $4.3 million annual operating budget in 2007 to $9 million in 2024.
• Greater than 80% annual staff retention.
• Heralded with top ratings by watchdog organizations.

Previous roles: 
Developed and implemented volunteer network and community campaigns that accounted for 60% of annual 
revenues and predominantly accounted for increase in organizational revenues from $2.1 million in 2001 to 
$4.3 million in 2007. 
• 34 volunteer branches with growth from 95 to more than 2,000 organizational volunteers.
• Created replicable models for Regional, National and World TSC Conferences.



• National Step Forward to Cure TSC walkathon program in more than 30 markets nationwide and producing 
more than $1 million in annual revenue. 

• Comedy for a Cure and its expansion from Hollywood into Boston and Chicago with more than $400,000 in 
annual revenue and national press exposure.  

• 30th Anniversary and Giant Steps to the Cure Galas raising a combined $750,000.  
 

Directed fund development with responsibility of raising $4.3 million in annual revenue in 2007.  
• Created and implemented first Annual Giving Plan including strategies and cultivation of major gifts, grants, 

membership, direct mail program, special events, federated funding, tributes, Endowment Fund marketing 
materials, conference sponsorships and the TSC Alliance store.   

• Established successful national partnerships with Niche Media (Gotham Magazine, LA Confidential, Boston 
Common), HatWorld, the Gap, and Buffalo Wild Wings.  

• Established partnership with Chris Hawkey in promotion of his CD, The Pursuit, with 100% of sales going 
to the TS Alliance and generating more than $17,000 in new revenue.  

• Managed Community Outreach and Fund Development staff of six as Executive Vice President including 
interviewing, hiring, staff orientation, individual performance plans, ongoing staff training/mentorship and 
annual reviews. 
 

INTERNATIONAL SERVICE AGENCIES, ALEXANDRIA, VA  
MIDWEST REGIONAL DIRECTOR  OCTOBER 1998 – MAY 2001 

• Managed public and private sector workplace giving campaigns in six states equaling $1.2 million in 
revenue.  

• Developed and implemented strategies for accessing new workplace giving campaigns through private 
sector and United Way partnerships.  

• Created and implemented strategies for accessing viable public sector campaigns including legislative 
initiatives.  

• Coordinated volunteer efforts of 50-member agency representatives. 
 

AMERICAN REFUGEE COMMITTEE, MINNEAPOLIS, MN  
DIRECTOR OF CORPORATE AND FOUNDATION RELATIONS  OCTOBER 1996 – SEPTEMBER 1998 
DEVELOPMENT MANAGER  MARCH 1995-OCTOBER 1996 

• Created and implemented strategies for unrestricted, restricted and event sponsorship funding from 
corporations and foundations, raising more than $1 million annually. Established fundraising luncheons in 
Minneapolis and Chicago that raised a combined $500,000. 

• Conducted prospect research and coordinated with headquarters and international field staff on 
appropriate projects for proposal submission.  

• Cultivated and solicited major donors. Coordinated a site visit to Croatia and Bosnia following the war with 
board members, major donors, and donor prospects.  

• Worked with regional board development committees on implementing plans and cultivation strategies. 

• Identified and helped recruit board prospects.  

• Managed interns, volunteers and supervised Development Secretary. 
 

PLAYWRIGHT’S CENTER, INC., MINNEAPOLIS, MN  
DEVELOPMENT DIRECTOR  SEPTEMBER 1994 - MARCH 1995 

• Planned, managed and implemented $648,000 fundraising budget contributed from local and national 
foundation, corporate, government, and individual sources as well as special events.  

• Oversight of volunteer special event planning committee and board development committee.  
 

JUNIOR ACHIEVEMENT OF THE UPPER MIDWEST, INC., MINNEAPOLIS, MN  
GRANTS WRITER/DEVELOPMENT ASSOCIATE  JULY 1993 – SEPTEMBER 1994 

• Wrote all proposals and supplemental information including quarterly newsletter for funders and volunteers.  

• Managed private foundation campaign.  

• Researched donor prospects for new funding sources.  

• Assisted in development, implementation and supervision of staff for economic education program for 
American Indian students in partnership with Minneapolis American Indian OIC. 

 



CRICKET THEATRE CORPORATION, MINNEAPOLIS, MN  
DEVELOPMENT CONSULTANT  NOVEMBER 1992 – MARCH 1993 
 

THEATRE DEVELOPMENT FUND, NEW YORK, NY  
DEVELOPMENT ASSOCIATE/TICKET REPRESENTATIVE  DECEMBER 1988 – SEPTEMBER 1992 
 

A/NY THEATRE COMPANY, NEW YORK, NY  
FOUNDER AND ARTISTIC DIRECTOR   FEBRUARY 1989 – APRIL 1992 

• Applied and received nonprofit and tax-exempt status. Filed all required annual federal and state regulatory 
reports.  

• Developed production budgets and bookkeeping processes for revenues and expenditures.  

• Hired directors, production staff and selected company members. 

• Cultivated partnerships for free performance space. Negotiated contracts with Actor’s Equity Association. 

• Developed new plays and playwrights.  
 
EDUCATION 
University at Albany, Albany, NY, 1988 
B.A. in Theatre – Summa Cum Laude  
Agnes E. Futterer Award Winner - given annually to the graduating senior who has made the most significant 
contribution to the theatre at the University at Albany in the undergraduate years as determined by the faculty 
of the Theatre Department.  
 
PROFESSIONAL AFFLIATIONS AND BOARDS 

• American Thoracic Society: Public Advisory Roundtable 2008 – 2023; Chair June 2019-May 2021; Board 
of Directors June 2019-May 2021 

• National Organization for Rare Disorders (NORD): Board of Directors 2013-2015 

• Rotary Club of Minneapolis: Member 1998 – 2007; Board Member 2002 – 2004; Chair of Rotary Club 
Discovery Grant Site Visit to Ecuador, 2001 

• Irwin Andrew Porter Foundation: Board of Directors 1998 - 2004  

• Actor’s Equity Association: Member 1987 – Present 
 
AWARDS 

• Manual R. Gomez Award, July 2022: Issued by the TSC Alliance (voted on by former Gomez Awardees) 
to individuals who have made a significant impact on our understanding of TSC in research, and/or have 
impacted the delivery of clinical care for individuals with TSC. 

• RARE Champion of Hope Award, September 2017: Issued by Global Genes to celebrate, honor and 
recognize those in the rare disease community who are raising the bar through their innovative approaches 
to research, programming and advocacy to create meaningful impact in the rare disease space.  

• 2014 Brava! Award, June 2014: Issued by SmartCEO to celebrate female CEOs who combine their 
irrepressible entrepreneurial spirit with a passion for giving back to the community. Brava! Award winners 
are exemplary leaders of both their companies and their communities. They encourage local philanthropy, 
mentor up-and-coming leaders and set their companies on the path to tremendous growth.  

• Parter in Epilepsy Award, December 2012: Issued by Lundbeck 
 
PUBLICATIONS 
• Schacter, S et al. Visions: The Inspirational Journeys of Epilepsy Advocates (December 2019) 
• Stanton T et al., Practice guideline summary: Sudden unexpected death in epilepsy incidence rates 

and risk factors: Report of the Guideline Development, Dissemination, and Implementation 
Subcommittee of the American Academy of Neurology and the American Epilepsy Society, 
Neurology (November 2017) 

• Dacks P et al., Partnering to support the next generation of epilepsy researchers, Epilepsy & Behavior 
(August 2017) 

• Wheless J et al. Infantile spasms (West syndrome): Update and resources for pediatricians and 
providers to share with parents, BMC Pediatrics (July 2012) 

 


