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Necrotizing enterocolitis (NEC) is a devastating 
intestinal disease that affects medically fragile infants 
in their first weeks and months of life. While NEC 
is not rare in the NICU, it is a rare disease because 
it affects fewer than 200,000 people in the United 
States. Undoubtedly, there are universal challenges to 
understanding, treating, and preventing an overall rare 
disease such as NEC. 

Similar to other patient-led rare disease organizations, 
the NEC Society is continually working to accelerate 
research, secure funding, and build a sense of 
community. Yet, it is challenging to know where to 
start when the disease remains poorly understood 
with significant research gaps. That’s why the NEC 
Society built a prioritized research agenda for the 
NEC community. By identifying the most urgent and 
impactful research needs, we know where and how to 
strategically invest our limited time and resources.

Through support from the Patient-Centered Outcomes 
Research Institute and Chan Zuckerberg Initiative, the 
NEC Society strategically identified and prioritized 
research needs. Other rare disease communities are 
encouraged to learn from our project’s process, 
challenges, and success. 

We are eager for other organizations to benefit from 
our experience, thus increasing the pace and efficiency 
of finding solutions to many of the most complex 
problems in the rare disease community. 

As you use this guide, we’d love to hear your feedback 
on what’s working and what you’ve done differently! 

Before getting started, commit to every step of the 
project:

Lessons from the NEC Society

Building a prioritized research agenda:

Maintain a growth-mindset1  

Intentionally invest in your team2

Work toward consensus3

1Brief explanation: change is challenging but that’s where growth and improvement happens
2Brief explanation: build trust and rapport
3Brief explanation: 100% agreement is unlikely, but strive to ensure everyone feels valued, heard, safe to speak up, and comfortable with the group’s 
decisions

NEC Society Research Prioritization team

10-step guide for rare disease communities
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1. Integrate patient-families and stakeholders who are  
most affected  
• Prioritize well-being and recognize the potential for re-

traumatization among patient-families. Support participants 
by providing meeting agendas and expectations ahead 
of time. For virtual meetings, allow for multiple means 
of participation (speaking live, using a chat function, or 
emailing after the meeting). 

• Follow the NEC Society’s guide to All-In Meetings

2. Strategize 
• What are the vision and goals of the project?
• Who do you need on your core team?
• Does your team reflect your disease community? 
• Define team members’ expectations and duties.
• What is your project timeline? 
• How will you know when you’re successful? 
• Review possible protocols for ranking research questions, 

and achieve team consensus on the chosen method.
• How specific will you get? Will you rank general research 

topics? Or specific research questions?

3. Build an empowered and connected team
• Encourage your team to participate in PCORI’s Research 

Fundamentals training.
• Cultivate team rapport by engaging in team building 

exercises throughout the project. Give 1-2 people the 
responsibility of planning these activities, to ensure they 
happen.

• Intentionally empower patient-families. Use first names to 
break down hierarchies. 

• Encourage those who speak often to “step back”, and 
welcome those who are more quiet to “step up”, to ensure 
all are heard.

4. Review the literature
• Scholarly journals
• Non-scholarly sources (Reviewing patient-family stories, 

blogs, social media posts, or simply verbally shared 
personal experiences may uncover novel research topics 
that have not been previously included in the literature.) 

5. Identify research gaps 
• Are there research questions that have not yet been taken 

up in the scientific literature?

6. Engage your community
• What’s important to your broad community, beyond your 

core team? Reach out for input via a webinar, blog post, 
social media, or virtual meeting.

7. Begin to rank research priorities 
• Now that you have collected potential research topics 

from the literature and from your community, follow your 
chosen protocol to begin ranking the topics.

8. Refine and narrow research priorities
• Recognize that every research gap is important and then 

build a process that allows the core team to further refine 
and narrow the list.

• The NEC Society used a 2-round modified Delphi method 
to rank research topics. We utilized both a numerical 
ranking system and a second “choose your top 4” ranking 
system. The first method is well established in the literature, 
and we found that the second method made choosing topics 
somewhat easier for patient-families, so we employed both.

9. Reflect and evaluate your work
• Solicit anonymous feedback from all project participants 

during the work and at the conclusion of the project.
• Consider partnering with an independent evaluator at the 

launch of the project, and review their findings now.

10. Galvanize sustained action
• Disseminate your list of research priorities widely and rally 

your community around the most important topics.
• Find ways for your team to continue to stay engaged after 

the prioritization project. This could include participating 
in other research projects, serving on your organization’s 
patient-family council, or acting as “Ambassadors” in the 
community.

10 Steps to building a prioritized research agenda:

Identifying research priorities with a team that engages all 
stakeholders will catalyze research in your disease community!

https://necsociety.org/2019/07/12/nec-societys-10-step-guide-for-an-all-in-meeting/
https://www.pcori.org/engagement/research-fundamentals
https://www.pcori.org/engagement/research-fundamentals

