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Abstract
Being diagnosed with cancer is a traumatic experience.
Often unexpected, a cancer diagnosis brings with it a host
of major life changes with which individuals are
unprepared to cope. When diagnosed with cancer,
patients progress through several different phases of the
cancer journey. These phases include: initial diagnosis,
acute care and treatment, no evidence of disease, chronic
disease and disease management. Within the acute care
and treatment phase of the breast cancer journey patients
also must learn to transition between treatment stages
such as surgery, chemotherapy, radiation, and medication
regimens. In our work we examine opportunities to
support patients as they learn how to manage their
diagnosis across these journey phases and treatment
stages. Specifically we uncover opportunities for
technology to ease patient transitions into living with and
successfully managing their lives with breast cancer.
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Introduction
Being diagnosed with breast cancer changes a person’s life
forever. In 2013, almost 300,000 people were diagnosed
with breast cancer in the United States alone [13]. A
cancer diagnosis is a major life disruption requiring
individuals to dramatically alter their routines and
identities to successfully transition into life as a cancer
patient and cancer survivor. Patients typically must learn
how to obtain health information regarding their diagnosis
and treatment plan, communicate their diagnosis and
medical information with friends, family and caretakers,
and coordinate treatments across multiple physicians,
facilities, and health professionals [6]. Patients are
subjected to emotional, financial, and logistical burdens
forcing them to adapt to the challenge of interacting with
the healthcare system on a daily basis and managing the
new demands placed upon their schedule [14]. Managing
health information needs across the breast cancer journey
is particularly challenging as it is a process that changes
over time based on a patients needs, goals, and health
status [12].

Designing for Disruptive Life Events
Recently, HCI researchers have started investigating how
technology can be used to support individuals as they
struggle to adjust to disruptive major life events such as
childbirth [2], marriage [11], divorce [15], and even death
and bereavement [8, 9]. Investigating ways of supporting
individuals as they progress along the breast cancer
journey provides a new case study for understanding how
technology can support people during major life
disruptions. Many of the challenges faced by breast
cancer patients (such as desiring privacy, experiencing
difficulty in explaining their condition to others, and
worrying about associated stigmas) parallel those of
people undergoing other life disruptions [3, 10]. Our hope

is that by exploring transitions into and throughout the
breast cancer journey, our work will contribute to the
ongoing research discussion of the methods and design
principles relevant to researchers investigating technology
to support life disruptions.

Supporting the Breast Cancer Journey
Newly diagnosed patients must change their daily routines
to account for new treatment regimens, obtain and
manage a large amount of health information, and deal
with the emotional impact of the diagnosis. These
challenges are further exacerbated by poor communication
and information sharing that characterize existing
healthcare systems [1]. In addition to all of the
adjustments patients must make in response to the initial
diagnosis, Hayes et al. identified a set distinct phases
within the cancer journey. The cancer journey begins with
screening and diagnosis, and then progresses through
initial information seeking, acute care and treatment, no
evidence of disease, chronic disease and disease
management [3]. Transitioning into and out of each of
these phases requires patients to adjust to a new set of
doctors, routines, medical treatments, as well as cope
with profound physical and emotional experiences.
Transitioning between any of these phases could be
considered a disruptive life event since patients often must
change their priorities and behaviors to adapt to the new
phase.

Though some work has already begun to examine the
ability for technology to support breast cancer patients
[4, 5, 7], exploring the potential to support transitions
within the breast cancer journey using technology remains
unexplored. During these transitions, individuals’ needs
and priorities will change significantly. By providing
patients with support during these transitions, patients



may be able to more directly engage with their healthcare,
experience greater self-efficacy, and circumvent the
obstacles typically experienced when working with existing
healthcare systems.

A major inspiration for our interest in and understanding
of the breast cancer journey is our work with cancer
navigators [5]. Cancer navigators support patients as they
progress through their personal cancer journeys. These
healthcare facilitators work alongside the traditional
healthcare system of physicians, oncologists, surgeons,
and nurses to assist patients in navigating the complex
journey of cancer diagnosis, treatment and survivorship,
with the goal of helping patients mitigate any barriers
along the way. Our work with the navigators has inspired
us to focus on phase transitions within the cancer journey
and, as such, in our future work, we examine how to
design tools to specifically assist patients manage phase
transitions over the course of their cancer journeys.

Current and Future Work
We are currently engaged in a multiyear project in which
we have partnered with a local health care system to
investigate the role and ability of technology to support
breast cancer patients as they progress through their
cancer journey. By learning more about how health
information tools can fit into the daily lives of breast
cancer patients, we hope to be able to develop improved
technologies and to more fully understand the potential
for these tools to directly impact patients’ health
outcomes. To that end, we are currently in the middle of
a longitudinal study in which we have given breast cancer
patients an android tablet equipped with a suite of health,
communication, and entertainment applications. Our
project, entitled “My Journey Compass,” provides breast
cancer patients with a mobile tool that incorporates both

health and non-health applications. Patients are allowed
to customize their experiences by adding or deleting
applications as they see fit. The tablets contain patients’
health records as well as a symptom tracker and
communication applications that allow the patients to
correspond directly with their healthcare providers. There
are currently over eighty participants enrolled in our study
and we are presenting the results from the first month of
our deployment at CHI this year [4]. One of the primary
goals of our project is to better understand the
opportunities and usage barriers associated with
integrating health management tools in patients’ daily
lives.

Our current work has already taught us a great deal about
how to design technologies to assist patients with their
transition into and through their cancer journey. For
example, cancer technologies need to be mobile to afford
spontaneous information seeking behavior. They need to
be customizable so that patients can adjust the tools as
they progress across cancer journey phases and treatment
stages. Cancer tools need to support patient privacy, and
they need to allow patients to balance information seeking
activities with communication and entertainment needs.

Moving forwards, we are interested in designing tools that
can assist patients in each of the phases of the cancer
journey. Our initial efforts will focus on exploring
opportunities to design technologies to support the
disruptive life transitions that occur when a patient enters
the “acute care and treatment” phase of the breast cancer
journey. This phase of the cancer journey is particularly
challenging for patients as they encounter and must learn
to transition between major treatment stages such as
surgery, chemotherapy, radiation, and medication. Each of
these treatment stages are accompanied with their own



set of emotional, social, and physical demands as well as
their own set of side effects. We are also interested in
better understanding patient transitions out of treatment
and into survivorship.

To be effective, health information management tools
must adapt to support patients’ as they progress through
their cancer journey. With the goal of being able to
contribute to the emerging research agenda on designing
for life disruptions, we hope to be able to develop tools
that directly impact patient health outcomes and improve
the patient experience as they progress through their
personal breast cancer journeys.
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