
Connecting Researchers and Patients: 
Practical First Steps

Bob Riter
Cornell University

Physical Sciences Oncology Center



Research Review Panels:
Decisions to Fund Research 



Realizations

• Consumers on the panels are afraid of scientists.
• Scientists on the panels are just as afraid of consumers. 



Further Realizations

• Many doctoral students and postdocs in the basic 
sciences never meet patients affected by the disease 
they are studying

• Engaging with interested non-scientists should be part of 
their professional development
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Moving Upstream

• We know it’s good to connect researchers with the 
patient community

• Why not connect researchers-in-training with the patient 
community? 



Objectives for students

• Training and experience in science communication
• Exposure to the human side of disease



Idea #1: Keep it Simple

• Connecting scientists and patients doesn’t have to be 
complicated.

• It can begin with one interested patient.



Idea #2: Begin by listening

• Begin by organizing a session in which 
patients/survivors/family members can share their 
personal stories with researchers.







Idea #3: Ask the patients/survivors what they 
want to learn
• Ask the patients/survivors if they’d be interested in 

learning more about the science of their disease.
• Have doctoral students and postdocs make 

presentations on these broad topics on regular basis, 
e.g., once a month. (Do not have them present their own 
research – they’ll get too technical).
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Special Instructions for Community Members

• Don’t ask for medical advice. The students aren’t 
physicians, and the physicians who do attend are 
not there for that purpose.

• Ask questions. Part of the rationale for the course 
is to give students practice in explaining science 
to the public.

• If you have a science background, remember that 
we’d rather learn about the science from the 
students and faculty.



Special Instructions for Community Members (cont.)

• Remember that the students are students. Be supportive and kind.
• Don’t focus exclusively on your own illness.
• We encourage community members to share their own medical 

experiences throughout the semester, but don’t overshare. These aren’t 
medical students. They don’t need to know every gory detail.

• Bring positive energy to the class.



Special Instructions for Students

• Be professional. Always follow-through with your commitments.
• Be engaged during the class. Don’t go through your email or otherwise 

distract yourself and your neighbors.
• Know that it’s ok to ask questions to community members. We want to 

share with you.
• Bring positive energy to the class.



Idea #4: Recruit for patients/survivors on campus

• Any large research university will have a sizeable 
population of patients and survivors on staff who are 
interested in learning more about their illness and in 
nurturing the next generation of researchers.

• Welcome family members as well. Their perspective is 
just as important.



Idea #5: Make it a big tent

• Many universities engaged in basic medical research 
don’t make an effort to connect students from different 
academic disciplines.

• Hearing from patients cuts across disciplines and 
connects students who otherwise may not meet one 
another.

• Invite everyone.



Idea #6 Make it Fun - Speed Dating



Idea #7: Create a “People’s Choice” Award for 
Scientific Posters
• Organize poster sessions in which the students present 

their work – in lay language – to advocates. Have the 
advocates select prize winners in such categories as 
clearest explanation, most enthusiastic presenter, best 
visuals, etc. 



The People’s Choice Committee



Idea #8: Offer a Lay Abstract Contest

• Community members can review lay abstracts written by 
researchers-in-training and recognize those that are truly 
written for a lay audience.
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Idea #9: Identify students for leadership roles

• Most students become involved in medical research 
because they are passionate.

• Consider giving one or two committed students a stipend 
and/or title to assist in coordinating the program.



Alexandra 
McGregor

Peter DelNero



With permission from our advisers, 

we contacted the director of a local 

cancer center to find out whether 

he might be interested in working 

with us. He was enthusiastic about 

connecting scientists-in-training 

with the cancer community; in 

fact, he was already discussing 

this idea with another group at 

our university. Together, we started 

hosting monthly seminars where 

researchers and patients interact 

and learn from each other. Some 

months, a graduate student gives 

a lay-language presentation about 

an important aspect of cancer re-

search. Other months, community 

members describe their experi-

ences of living with cancer. We also 

organize informal activities that 

promote patient-researcher dia-

logue, such as lab tours, book clubs, 

and participation in cancer support groups. One lung can-

cer survivor even spent a summer conducting experiments 

with us. Our relationship with the cancer center has cre-

ated a continuous stream of new opportunities.

The partnership with the patient community has deeply 

influenced our formation as scientists. Our conversations 

have revealed gaps in our knowledge, exposed biases and 

assumptions, and even opened new paths for inquiry. We 

have learned about the hidden costs of cancer and the 

day-to-day obstacles patients face with their work, health 

insurance, family life, and plans for the future. By speak-

ing with cancer patients, we have also learned to exercise 

openness, empathy, and reflective listening. Over time, 

we have fostered special relationships with patients and 

family members, and many have become our closest friends. 

Occasionally, we come face-to-face with the devastating 

reality that current treatments are not good enough. 

The patient-researcher partnership transformed our re-

search from an intellectual exercise into a deeply personal 

endeavor. It reminds us that people 

with cancer are not merely cells 

or molecular pathways. They are 

neighbors, colleagues, friends, and 

relatives. They are valued partners 

in the fight against cancer. As one 

of our colleagues explained, “I used 

to care about accomplishments and 

great publications, but now I simply 

want to generate data that will be 

most reliable and important for im-

proving cancer therapy.” 

Early in the process, we felt ner-

vous about taking time and energy 

away from our lab work to develop 

this program. We felt we were 

“breaking the rules” for graduate 

student conduct. But we decided 

to ignore this nagging anxiety, and 

we gave ourselves permission to 

continue. With help from a team of 

faculty members, the partnership 

evolved into a formal curriculum for public engagement 

in cancer research. This aspect of our work became a high-

light of our graduate experience. 

Through our partnership, we discovered that research 

is not the only way that scientists can make a positive dif-

ference in the fight against cancer. Outside the lab, we can 

nurture personal relationships with individual patients, 

survivors, and families. Researchers are well placed to dis-

seminate information, dispel common misconceptions, and 

share the scientific process with the cancer community. Most 

importantly, we can be good, supportive listeners. As we pur-

sue the next phase in our research careers, we know that our 

patient involvement will continue. For us, it has become an 

integral part of what it means to be a cancer scientist. ■

Peter DelNero and Alexandra McGregor are doctoral 

students at Cornell University. They gratefully acknowledge 

Bob Riter, Robert Weiss, and all the community members 

and students who have been involved in the partnership.

“The patient-researcher 
partnership transformed 

our research.”

From patients to partners

W
hen we started graduate school 5 years ago, we were determined to learn everything 

we could about cancer. We spent all our time in the lab developing an arsenal of ex-

perimental techniques. However, in our daily work with petri dishes and microscopes, 

we felt that something was missing. We learned all about tumor biology, but we knew 

very little about the human dimensions of cancer. Even though our research is far from 

the clinic, we believed that interacting with patients and survivors would improve our 

understanding of cancer and the quality of our science.

By Peter DelNero and Alexandra McGregor
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Idea #10 Create an Education Day for 
Community Members
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Idea #11: Provide lay language talks before 
scientific presentations
• When a scientific lecture is scheduled on-campus, 

provide a lay-language talk, led by a doctoral student or 
postdoc, on the general topic for advocates and 
interested members of the public. 







Idea #12: Piggy-back onto other Community 
Events
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Idea #13: Explore other community 
collaborations
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Idea #14 Talk about your interest in science
2/12/20



Idea #15: Connect patients with other classes
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Idea #16 Encourage Personal Connections
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