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DIRECTOR OF DEVELOPMENT
POSITION DESCRIPTION
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The best candidate for this position will welcome the 
opportunity to build deep relationships with families and 
friends connected to PKU. The successful candidate will 
have moved past entry-level development roles and be 
ready to apply fundraising experience to an organization 
with solid fundraising infrastructure, strong board 
engagement, and a constituency motivated to make a 
positive impact with their philanthropic support. 

NPKUA has raised several million dollars in the last 
decade through appeals and its signature regional gala 
event, Lifting the Limits, which has generated gifts to fund 
peer-reviewed and targeted research. This strategy has 
been effective, but now the organization is ready to take 
fundraising and relationship-building to a new level.

After three years working with Ter Molen Watkins & 
Brandt (TW&B), a Chicago-based fundraising consulting 
firm, NPKUA has developed a written case for support, 
established an effective fundraising committee, and has 
completed a database conversion from eTapestry to 
Bloomerang. Our TW&B consultant will continue to work 
with NPKUA to provide fundraising counsel and to support 
the success and professional growth of the selected 
candidate.

THE OPPORTUNITY
The National PKU Alliance (NPKUA) is a dynamic patient-
advocacy organization and a vital voice within and on 
behalf of the PKU community. Phenylketonuria (known 
as PKU) is an inherited metabolic disease affecting the 
brain through increased levels of a substance called 
phenylalanine (Phe) in the blood. An amino acid, Phe is a 
building block of protein and is found in all proteins, most 
foods, and in some artificial sweeteners.

NPKUA has a dual mission: improve the daily lives of those 
individuals and families affected by PKU and accelerate 
the timeline for a cure. The existing team members are 
passionate about the cause and have worked together for 
more than five years. The organization has a committed 
executive director who is well-respected by her board and 
is internationally recognized as an advocate for PKU and 
rare disease research. 

Last year, NPKUA celebrated its 10th anniversary and 
has many success stories thanks to patient-driven 
philanthropy. The Alliance now looks to expand on 
the success of the last decade and seeks a director of 
development (DOD) to join the team. This work-from-
home position reports directly to NPKUA’s Executive 
Director, Christine Brown, and will lead and execute 
fundraising strategy.
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• Provide leadership and support to affiliate 
organizations on fundraising messaging and 
opportunities.

• Manage and prepare materials for fundraising 
committee and fundraising reports in advance of 
board meetings.

• Research and write compelling fundraising 
proposals and requests targeted to individuals, 
foundations, corporations, and other entities in 
support of restricted and unrestricted foundation 
programs.

• Become well-versed with the features of 
Bloomerang, particularly as it relates to tracking 
fundraising volunteer activities and next steps.

• Perform other related management duties and 
responsibilities as required or assigned.

CANDIDATE PROFILE
This is an exciting opportunity for a development professional with at least three years of fundraising experience. The 
ideal candidate will demonstrate their knowledge of effective fundraising strategies and tactics. Candidates considered for 
this position will embrace the leadership opportunity this position will provide and will apply their knowledge of annual 
fundraising while building a major gift fundraising program.

DUTIES AND RESPONSIBILITIES

• Manage and direct donor communications 
supporting the fundraising program including 
the engagement and stewardship of donors 
through presentations, personal contact, 
fundraising collateral, and social media, as well as 
acknowledgement and recognition.

• Implement and execute an existing annual 
fundraising campaign while identifying 
opportunities to grow the donor base. 

• Develop and implement an aggressive fundraising 
strategy to secure increased gifts of $5,000+ from 
individuals while exploring opportunities to pursue 
viable grant opportunities from private foundations 
and corporate dollars from industry.

• Provide leadership and support for the fundraising 
committee of the NPKUA board.

• Be available to travel outside the state to engage 
the local affiliate chapters around the country
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QUALIFICATIONS

1.   Ability to lead and manage a fundraising program focused on relationship/major gift-driven fundraising.
2.   Bachelor’s degree required.
3.   Willingness and ability to travel overnight occasionally.
4.   Three or more years of professional experience in a successful fundraising environment. Experience in a   
      health-related environment is a plus.
5.   A commitment to the career in development with the willingness to accept increasingly broader levels of   
       responsibility.
6.   Experience in working with donor software and related CRM tools.
7.   Strong decision-making skills and creative thinking abilities.
8.   Working knowledge of quantitative/data-driven analysis with an emphasis on metrics, accountability, and   
      stewardship.
9.   Experience working with fundraising volunteers and identifying qualified members.
10. Ability to work independently in a remote office setting, seeking guidance when necessary. 

CHARACTERISTICS OF A
SUCCESSFUL CANDIDATE
• Commitment to a collaborative manner with colleagues 

combined with an ability to self-direct and effectively manage.
• Pro-active, results-oriented, problem-solver.
• Excellent interpersonal communication skills. Ability to manage 

all situations with tact, persuasiveness, and diplomacy.
• A willingness to embrace occasional travel.
• Ability to work well with donors, volunteers, and colleagues at 

all levels of engagement.
• A personality and outlook that is inclusive, positive, optimistic, 

and focused.

SALARY 

Salary will be commensurate with experience and qualifications.
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PROCEDURE FOR CANDIDACY
Recruitment will continue until the position is filled. Cover letters and resumes should be submitted via email to 
dsouhrada@twbfundraising.com.

Material that cannot be emailed may be sent to:

Director of Development 
National PKU Alliance
C/O Ter Molen Watkins & Brandt
Attention: Don Souhrada, President
2 North Riverside Plaza, Suite 1875
Chicago, IL 60606

Confidential inquiries and questions concerning this search may be directed to Don Souhrada via email at 
dsouhrada@twbfundraising.com.


