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Social and Economic Barriers to Receiving Optimal Services Along the Cancer Continuum
Research Study for Individuals who had Cancer or are Living with Cancer and their Caregivers

Objective: This research study, funded by the CDC (The Centers for Disease Control and Prevention), will
examine the social and economic barriers that individuals who are newly diagnosed with colorectal,
breast, and cervical cancer face at each stage of the cancer care continuum, from screening through
survivorship. We are also interested in learning about caregivers’ experiences including social and
economic barriers they faced, as well as barriers they perceived their care recipients faced.

Public Health Impact: This project will improve our understanding of the cancer care experience, and
how experiences may vary across the cancer care continuum and for different populations. The results
will produce data-driven evidence that inform efforts aimed at increasing access to cancer care services,
reducing the burden of cancers, and closing the disparities gap.

Methods: We will use a mixed methods data collection approach. First, we will use cancer registry data
to identify eligible participants who are recently diagnosed with cancer. We will survey individuals who
had cancer or are living with cancer and then administer a follow-up survey to respondents. We will
administer a survey to caregivers of individuals who went through cancer treatment. All survivors and
caregivers will initially be invited to complete an online survey in English or Spanish; the final reminder
will be accompanied with a paper survey. We will conduct interviews with selected survivors and
caregivers who completed a survey. Finally, we will conduct focus groups with representatives from
various patient/survivor advocacy organizations to hear their perspectives on the barriers that
individuals who had cancer or are living with cancer face.

Inclusion criteria: Our research focuses on individuals who had or are living with breast, cervical, or
colorectal cancer and their caregivers. We will also collect data from representatives of cancer
patient/survivor advocacy organizations. We are conducting these surveys among individuals who had
cancer or are living with cancer and caregivers in Greater California, North Carolina, and Texas.

Number of anticipated participants: 3,000 individuals diagnosed with cancer for the Wave 1 Survey,
1,200 individuals diagnosed with cancer for the Wave 2 Survey; 900 for the Caregiver Survey, 20
individuals diagnosed with cancer and 20 caregivers for interviews, and 16 advocacy group
representatives for focus groups.

Timeframe: February 2024 - June 2025

Data Collection and Analysis

Type of data collection Time commitment

Wave 1 Survey on the social and economic barriers faced by cancer survivors during their 20 minutes
screening, diagnosis, treatment, and follow-up experiences.

Wave 2 Survey on further social and economic barriers faced by cancer survivors during 20 minutes
their screening, diagnosis, treatment, and follow-up experiences.

Caregiver Survey on the social and economic barriers faced by caregivers of individuals who | 15 minutes
had cancer or are living with cancer during their screening, diagnosis, treatment, and follow-




up experiences, as well as barriers that caregivers perceived their care recipients faced.

Qualitative Interview with individuals who had cancer or are living with cancer to
understand key themes from the Wave 1 and Wave 2 Surveys.

1-hour virtual interview

Qualitative Interview with caregivers to understand key themes from the Caregiver Survey.

1-hour virtual interview

Focus group discussion with representatives from patient/survivor advocacy groups to
understand how organizations identify and meet the needs of patients facing social and
economic barriers.

60-minute virtual focus group
with advocacy organization
representatives

CDC Point of Contact: Florence Tangka fbt9@cdc.gov

Implenomics Point of Contact: Sujha Subramanian (sujha.subramanian@implenomics.com) or Nathan

Heffernan (nathan.heffernan@implenomics.com)
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