
Figure 1—OCISS reporting process : At the time of diagnosis patient data is reported to the 
hospital’s cancer registry. The hospital registry sends this report to OCISS, where it is 
reviewed and combined with other existing records if needed. Ohio sends that information on 
to the CDC after updating their own records. Researchers can access patient information with 
proper IRB approval and can contact patients after perceiving passive contact from the 
patient’s listed provider. 
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Background
• Cancer survivors make up an estimated 5% of the 

population in the U.S.1

• This number is rising with aging population.2

• As of 1992, all states are required to maintain a state-wide 
cancer registry - collects all incident cancer diagnoses 
within 6 months of the date of diagnosis or date it is first 
reported.3-5

• Infrastructure for state cancer registries is provided by the 
Centers of Disease Control and Prevention (CDC) through 
the National Program of Cancer Registries (NPCR). 

• Policies regarding the education of providers and patients 
about the registry, and levels of approval needed by 
researchers to access data and contact patients for 
research, varies greatly by state.3,9

• The Ohio Cancer Incidence Surveillance System (OCISS) 
is Ohio’s cancer registry run by the Ohio Department of 
Health. 

• To contact patients listed in OCISS, researchers need 
passive approval of the patient’s physician.

• Passive approval means that when the research team 
requests permission, they can contact any of the 
patients whose physician responds “yes” or do not 
respond at all. 

• While this makes research on patients in the registry 
feasible, it does not consider the perceptions and 
beliefs of the patient. 

• Passive consent in Ohio is not well understood in 
terms of how physicians are notified, what their 
knowledge level is about OCISS, and if their patients 
receive education about the cancer registry. 

Population
• The survey was designed to be sent to a representative 

sample of providers listed in OCISS
• In OCISS, providers receive research requests for 

patient contact. 

Learning Objectives
• To understand the data utilization process in OCISS and 

how passive consent for patient contact works in Ohio.
• To design a survey that will evaluate provider knowledge 

of OCISS and the research approval process.
• To identify the proportion of respondents who self-report 

passive approval.
• To understand the barriers from the provider perspective 

of granting researcher approval to contact their patients. 

Deliverables
• The survey for providers designed to understand their 

knowledge of OCISS (Figure 2) on domains such as 
provider and patient knowledge of OCISS, data access, 
patient contact, and likelihood of approval. 

• Obtaining IRB approval from CWRU and Protocol 
Review and Monitoring Committee approval from 
CWRU's Comprehensive Cancer Center. 

Activities
• Researching relevant topics of cancer registry ethics 

and Ohio’s cancer research regulation (Figure 1).
• Designing the survey, email body, and consent form to 

be sent to providers (Figure 2).
• Completing the research proposals to Case Western 

Reserve University IRB, Case Comprehensive Cancer 
Center, and Ohio Department of Health IRB. 

Lessons Learned
• In designing the survey, I learned the importance of 

question wording to reduce participant confusion and 
potentially decrease missing data and bias. 

• Through my research and in conversations with OCISS 
staff, I learned more about OCISS and the passive consent 
process for research. 

• I learned that the process of passive consent is nuanced-
OCISS does not have contact information for the providers 
for researchers to contact. Instead, OCISS provides 
researchers with medical license numbers, and it is up to 
them to find contact information from there. 

• This impacted our research since we were not able to get 
contact information from providers directly from them, we 
could have done this project without ODH IRB approval. 
The OCISS staff members suggested obtaining the medical 
license numbers for physicians in oncology, radiation 
oncology, and surgical oncology from the State Medical 
Board. 

Public Health Implications
• This survey is part of a pilot study needed to contact and 

recruit OCISS registrants on their understanding and 
perspective of OCISS. 

• My capstone project is also part of the pilot research, 
looking at cancer registry data accessibility and patient 
education standards within state cancer registries across 
the US, specifically highlighting where Ohio falls by state. 

• Understanding the ethical concerns within cancer registry 
patient contact is important as technology continues to 
advance and genetic markers may soon be added to 
registry databases. 

• It is important that patient education is not overlooked as 
access to important research tools become more widely 
available. 

Figure 2—Provider Survey : The provider survey looked to the major categories of 
demographic/provider characteristics (questions 2-7, not shown), provider and patient 
knowledge of OCISS (questions 8-13), provider knowledge of the data access and patient 
consent process (question 14-19), and barriers to approval (20-32). Question 1 was the 
electronic informed consent document. 
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Purpose
• The purpose of this research is to begin to quantify the 

frequency of passive consent within Ohio and understand 
physician’s knowledge on the passive consent process.

• Overall, this project is part of a larger study which aims to 
understand the cancer patient and survivor perspective 
on the social and ethical implications of inclusion in 
OCISS.

Link for video walk-through: 
https://youtu.be/QE76PYIAakM
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