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Abstract

Background: Both the National Cancer Institute (NCI) and Institute of Medicine have stressed the importance of survivorship
care plans (SCP) for cancer patients/survivors and discussed the significance and importance of required input from survivors
and advocates. However, there are many barriers to cancer care coordination and the creation of SCPs, including oncology staff
time required to write them. Although survivors valued SCPs and liked them, few survivors or caregivers report receiving
survivorship information and in some studies, reported no receipt of an SCP. Digital platforms can support cancer survivorship
care by integrating with the existing Electronic Health Record and presenting information in a dynamic and user-friendly format
that improves coordination and communication.

Objective: In this paper, we describe our involvement of stakeholders, including medical staff, patients/survivors and informal
caregivers in developing a user-centered design for TOGETHERCARE, a smartphone app envisioned to provide critical functionality
including planning and sharing of the SCP among survivors, physicians, and informal caregivers.

Methods: Two interviewers conducted a total of nine semi-structured interviews, including a convenience sample of three health
care providers who work with cancer patients, three cancer patients/survivors, and three informal caregivers currently caring for
cancer patients/survivors. The interviews with Spanish-speaking patients/survivors and caregivers were conducted with a translator.
Notes from the interviews were transcribed into a prepared template. The results were compiled and coded by two members of
the core team.

Results: We identified areas of consistency in responses between the three different groups in terms of how the application
should work, as well as areas of difference. Additional suggestions for features for the application are also presented. Health care
providers focused on the efficiency of using the application, features that would improve follow-up visits with patients and reduce
the nursing triage, ER visits and readmissions. Survivors and caregivers were more focused on features that would provide
assistance with patient appointment schedules, at-home medical tasks and activities of daily living. Although all three groups
agreed that there is currently no systematic way for specialists to keep in touch with patients once they have moved to community
care, and that SCPs would be useful, the practice of providing SCPs is rarely implemented. Survivors, caregivers, and providers
all agreed that they have smartphones and that an app that includes the ability to communicate between the different groups, along
with other features such as guidance on assisting with daily medical tasks and activities of daily living would be useful.

Conclusions: The pervasiveness of mobile devices and mobile app use provides an opportunity to make survivorship information
and plans more readily available to caregivers and survivors, and to incorporate patient outcome reporting. Health care providers,
cancer survivors, and informal caregivers all responded positively to a variety of features that could improve the efficiency of
cancer care coordination and dynamic SCP provision.
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