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Abstract

We describe an online narrative and life review education program for cancer patients and the
results of a small implementation test to inform future directions for further program development
and full-scale evaluation research. The intervention combined three types of psycho-oncology
narrative interventions that have been shown to help patients address emotional and existential
issues: 1) a physician-led dignity-enhancing telephone interview to elicit the life narrative and
delivery of an edited life manuscript, 2) life review education, delivered via 3) a website self-
directed instructional materials and expert consultation to help people revise and share their story.
Eleven cancer patients tested the intervention and provided feedback in an in-depth exit interview.
While everyone said telling and receiving the edited story manuscript was helpful and meaningful,
only people with high death salience and prior computer experience used the web tools to enhance
and share their story. Computer users prodded us to provide more sophisticated tools and older
(>70 years) users needed more staff and family support. We conclude that combining a telephone
expert-led interview with online life review education can extend access to integrative oncology
services, are most feasible for computer-savvy patients with advanced cancer, and must use
platforms that allow patients to upload files and invite their social network.
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Introduction

Cancer is stark reminder of human mortality.l: 2 Treatments mitigate physical pain and
increase survivorship, but may increase death anxiety.3 In fact, existential pain (loss of
dignity, autonomy, purpose, and hope) contributes more to a wish for hastened death than
physical pain® ° and drives existential interventions.

Existentialism

Existentialism is an antidote to alienation associated with the scientific rationalism that
advances treatments, an extended lifespan, and death denial.® According to Kierkegaard,
“We either live as though we could not die and never really live, or we live fully in the face
of nonbeing.”” While imprisoned in a Nazi concentration camp, Frankl incorporated
existentialism into Logotherapy which focuses on making meaning of suffering and living
with more purpose.8 Existentialism underlies humanizing death and dying, research on

rowth in the face of illness, > *¥ +4 14 1% and narrative-based psycho-oncolo
th in the fi fill 510,11, 12,13 gnq tive-based h |
interventions.. 14 15, 16, 17, 18, 16, 19, 20

Life and lliness Narratives

Life review and illness narratives encourage living fully within the shadows of “mortal
time.” 21, 22,23, 24,25 | ife review is a systematic process that promotes Erikson’s later
lifespan stages of generativity (legacy) and life integration by focusing on values,
accomplishments, relationships, lessons learned through adversity, what needs to be
resolved. 26: 27. 28,29 Cancer (or illness) narratives focus on patients’ experience from
diagnosis through survivorship and can reestablish a sense of order and help identify
problems, solutions and resources.2® 30. 31, 32 Narratives can also stimulate imagination,
aesthetic expression, and a sense of connection to the human joy and suffering,2% 33 and
help people accept mystery and contradiction. 30 34, 35, 36

Narrative Interventions

Unguided narratives may increase despair and hopelessness.2L: 27 Instructor-led life review
education combines individual and group activities to help people construct, revise and
finalize their story and has reduced depression and improved agency in older adults. 37: 38 39
While the benefits of deep writing are well acknowledged, 31 40 it takes considerable skills,
time and energy to participate in weekly classes and write a coherent life story. Integrative
oncology clinicians use conversational techniques to elicit an illness narrative and explore
salient themes,*1: 4243 hut this does not result in a manuscript.

Chochinov combined the oral aspects of integrative oncology with the written aspects of life
review education. The clinician interviewed hospice patients to elicit a life story that focused
on role identity, mastery, purpose, generativity, and life completion goals.** The transcript
was edited into a well-honed life manuscript, read to the patient, and revised. The patient
was encouraged to share the final manuscript with loved ones. A non-randomized trial with
211 hospice patients found significant reductions in patient distress* and bereaved survivors
also benefited. The intervention is now being tested in a multi-national trial.#®

Internet Use among Cancer Patients

Integrative oncology and life review programs are not widely offered and many patients
cannot travel to available programs. Meanwhile, many patients use the Internet to gather
information, communicate with peers and their social network, or post their story on their
own websites.#6 But many other patients do not have adequate access to the internet or the
skills to create and post their stories. 47
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Conclusion and Study Aims

Taken together, we hypothesized that using technology to synthesize Chochinov’s
intervention, life review education, and eHealth could extend access and help patients earlier
in the cancer trajectory. We received pilot funds from the University of Wisconsin
Comprehensive Cancer Center’s Aging and Cancer program to (1) develop a prototype
program and (2) test program components and research tools with 10 midlife to old age
cancer patients, and (3) identify needed improvement and implications for further research.

Methods and Procedures

Intervention Components

The intervention included a telephone interview, life manuscript, and CHESS: miStory.

Telephone Interview—The interview questions, adapted from Chochinov#4 to reflect the
earlier phase in the cancer trajectory, included: Can you tell me about your life history (best
times, growth, change, overcoming difficult times)? What are the most important things you
have accomplished? What would you want your loved ones to remember about you? Is there
anything you’d like to say to someone? What have you learned about life that you want to
pass along to others? How has cancer affected you? (added) Is there anything else you’d like
to share? An integrative medicine physician (LM) at the cancer center conducted interview
by phone using active listening and relevant probes and prepared an interpretive summary of
the patient’s experiences, strengths and motivations.

Manuscript—The PI (MW), an adult educator and qualitative researcher, edited the raw
transcript to create a fluid story while maintaining the participant’s voice. For example,
when a patient endorsed the observation, “It sounds like you were very close to your sister,”
[“My sister and | were very close.”] was integrated into the narrative. The editor also
inserted comments, such as [You may wish to expand on what it was like to have an AFS
student live with you.] and prepared a summary document with observations and
recommendations. The manuscript and interpretive summaries were delivered via paper and
CHESS: miStory.

CHESS: miStory—CHESS: miStory, was built on a reduced platform of the
Comprehensive Health Enhancement System (CHESS) that has improved the well-being
and healthcare participation in cancer patients. 48: 4950 As shown in Figure 1, Tools
included “My Story in Text” and the editor’s notes in MS Word. Upon participants’ request,
we added My Final Story and My Images. ”Story Writing Tips” provided suggestions for
revising, adding images, and sharing the story. Links included websites for cancer, writing,
life review, history, genealogy, and quotations. This section also provided tools for
participants to add their own links. Support included the interviewer’s summary, internal
expert email (MW), and technical support. A researcher toolbox (not shown) allowed for
scheduling, uploading completed manuscripts and summaries, communication, and field
notes. This model is described in Wise et al. 2007. 51

Sample and Procedures

A convenience sample was recruited through a university-based comprehensive cancer
center according to the IRB-approved protocol. Physicians invited patients = age 40, who
had completed primary chemotherapy treatment for any stage and type of cancer. The PI
recruited by phone, explaining the study’s purpose and procedures, privacy protection and
compensation. Upon return of signed IRB-approved informed consent forms, patients
completed their telephone interview, received their life manuscript and home training on
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using CHESS: miStory, and the study Apple iBook laptop and scanner. The Pl conducted all
trainings and trained a student assistant in later implementations. At the end of the study, the
PI retrieved study equipment, conducted an audiotaped exit interview, and downloaded
revised documents and images. Participants received their files on CD and $20
compensation. Final story versions and images were uploaded and personal websites were
left active.

Evaluation Tools

Findings

Sample

In-depth exit interviews were used to evaluate experiences with each intervention
component. Questions asked about their experiences with each part of the study, how it
affected them, and how they could be improved. Survey questions asked about ease of use
and the helpfulness of each intervention component on a 5-point likert scale, but due to the
small sample and missing data they did not inform the question. We also administered a
long survey to inform measures for future studies, including the CES-D for depression and
the post-traumatic growth inventory, 10 demographics, and a multi-dimensional measure of
psychological well-being,>2

Thirteen patients were invited to participate in the study and eleven enrolled. Both refusers
objected to the website. One woman dropped due to a family problem that needed her
undivided attention and one man was too sick to participate in the exit interview.

We recruited a diverse sample to identify which type of patient would use and benefit from
the different intervention components.>* As shown in Table 1, the sample included four men
and seven women (mean = 67, 43-85). All were Caucasian; six were >70, six had a high
school degree and two had a post-graduate degree; six had an income of $40,000 or less. Six
had Stage | and five had Stage IV cancer. Two Stage | patients had significant comorbidities
and four (all >age 70) with no other health problems. Consistent with Pew research on
Internet penetration,>3 eight of the eleven participants had home Internet access. However,
only two over age 65 could actually use them without support and even they required more
staff and family support than their younger counterparts.

Three had baseline depression (>16, CES-D), but illness-related fatigue rather than sadness
or hopelessness may have accounted for at least one case. Baseline scores for post-
traumatic-growth, and psychological well-being were above the scales’ midpoints.

Participant Evaluation of the Study Components

We used dimensional analysis described by Strauss®* to analyze the exit interviews and the
story manuscripts to identify how people used and evaluated the study components. There
was too much missing survey data for meaningful quantitative analysis.

Telephone Interview to Elicit a Life Story—Everyone appreciated the opportunity to
tell their story. Most people praised the interviewer’s skill and ease in encouraging their
story. The original manuscripts indicate that people openly described their prior life
challenges (poverty, divorce, widowhood, alcohol and drug addiction) and the important
things they had learned, such as life is a gift, people are the most important priority, and “I
am a better person due to cancer.” When asked, no one objected to having the interview by
telephone and some preferred it. One woman fed her grandchild during the interview, noted,
“Women have always multi-tasked while telling their stories.”
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Receiving and Reflecting on the Manuscript—Everyone appreciated that their story
had been captured, packaged and delivered. An accomplished professional (age 43) with
metastatic breast cancer and debilitating medication effects said, “I could never have written
this, but these are my words!”

A few people noted that telling and reading their story caused agitation and eventual
resolution: “The question about what do | want to say to someone brought up the fact that |
had never told my family I love them. It really bothered me. A few weeks later | told my
sister and brother-in-law that | loved them and we all hugged. | am so glad | did this.”
Another revealed that in the days after the interview, “/ relived every bad thing I had ever
done.” Several months later (after recovery from his metastatic cancer treatments) he was
able to move on and reconnect with family and colleagues.

An 85 year-old man did not revise his original manuscript, because his once-high level skills
were rusty. But at the exit interview he elaborated on his key manuscript themes, including
how his parents’ love for each other and generosity had taught him to love. After describing
how his whole family had contributed to their community theater, he concluded: “This has
been so helpful. I always thought | had a pretty ordinary family, but it was really quite
different.” When asked if he had shared the manuscript with is large, tight-knit family, he
replied, “They can see it after | am gone.”

Revising the Story—Nine revised their original manuscript, four with minor computer
revisions. Five overhauled their original story or produced significant addenda. One woman
tripled the volume of her original story, including four original poems. Another left the
original story in tact and wrote four vignettes, including a family tree, family health and
cancer history, a day in the young family’s life, and hosting an AFS student (per the editor’s
suggestion).

An 82-year-old expanded his story considerably and scanned 45 photographs (with
considerable staff and family support). In an unsolicited email he wrote, “Now that this
project is nearing completion, | am glad that | did it. It will be a wonderful record for my
family and friends. Thank you for your help and patience.”

A 43 year-old with metastatic breast cancer borrowed a study scanner and noted, “This
summer my 6-year old daughter and I will work on this together. I can’t focus on writing,
but scanning photos and tweaking the text will be so fun for both of us.” She contacted us
later to note that she was pasting story excerpts to create a slide show for her funeral.

One woman (age 70) noted that, “Reading [the original manuscript] made me more
reflectiev.” and described the first draft as “just the shell and | want to get to the yolk.” But
she refused to use the computer to further explore how a childhood of serious illness and a
near death experience at age had affected her life purpose and choices. Instead she said, “I
made several copies; cut [them] into strips and am writing by hand and pasting things
together.”

CHESS: miStory—The communication tools and personal tools were most used and
appreciated. One woman noted, “The expert feedback was valuable. | asked, ‘What should |
do?’ You wrote, ‘Make it your own story.” | took out the interview questions and began
filling in details.” Web savvy users pushed us to expand the website capabilities so they
could upload their own files and share them with their social network.

Living Story—Unexpectedly, the stories lived on. A widow shared, at length, how the
story became part of the couple’s healing, forgiveness, peaceful death and bereavement.

J Soc Integr Oncol. Author manuscript; available in PMC 2012 July 30.
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Another caregiver called to tell us about the story left by the bedside in its original envelope
with a note that it be copied and distributed. This was from the man who had said, “7hey can
see it after 1 go.”

Implementation Costs—It took two physician hours, four undergraduate hours, and three
health-educator hours to elicit, transcribe and produce an edited story and expert summaries.
We have since tested less costly strategies: A health educator can conduct the interviews and
a trained and supervised undergraduate English or journalism major can do more extensive
editing. A voice recognition program to automatically transcribe the interviews, was found
too inaccurate. Finally, considerable staff time to train and support non-computer users
resulted in participant frustrations flat rejection of using it for story revision. .

Discussion

A narrative intervention for cancer patients that combined Chochinov’s “dignity” interview
and delivery of a life manuscript with a CHESS: miStory found that everyone benefited
from telling and receiving their story, some people revised it, families were engaged in the
process, and only people with prior computer experience used the web tools to revise or
share the story.

Possible Mechanisms of Effect

Life Review Interview—"Jump starting” the story with an interview was valuable
whether or not people went on to revise it. This is consistent with theories that humans are
hardwired to make meaning of life through stories,> and that constructing a story in
conversation is easier than writing, as noted by one participant, “/ could never have written
this. ”Polkinghorne and others suggest that storytelling and subsequent reflection allows for
appraisal, clarifying values, and taking action.21: 22: 25, 26, 31, 30 This was illustrated by the
woman who recognized her lack of emotional expression then was able say, “I love you”
and by the man who reviewed “every bad thing I did”’ before he was able to move on.

Manuscript—Consistent with Chochinov’s findings, receiving the well-honed life
manuscript may have been the most appreciated component of this intervention. Reading
their fluid life story in their own words may have instilled a sense of pride in their life
accomplishments, relationships and purpose in life.*4: 45By contrast, wading through the raw
transcript’s “ums,” tangents, repetitions and false start may have hampered these benefits.

Revising the story entailed self-reflection and generativity. Spending “time” with a long-
deceased father was described as “se/f-therapy ”illustrates how writing can deepen a sense
of self and connectedness.6: 57 Cutting and rearranging the first draft on the dining room
table, a process, similar to collage, stimulated creative pathways to move from the “egg
shell....to the yolk” of exploring the impact of a near-death experience.>8

Self and Others

Consistent with Chochinov, 4 families were woven into this patient-focused intervention.*
They were the most prominent story theme and helped with technology. Stories were
regarded as a “record for my family and friends” and shared via paper or the website. They
lived on with the bereaved.

Implications for Further Implementation and Research

This intervention seemed most beneficial and cost effective for computer-savvy people with
high death salience. In this small sample, people with Stage IV cancer or life-threatening
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comorbidity had more complex and emotionally involved stories (e.g., vivid vignettes or
poems to illustrate loss, falling in love or learning a lesson). By contrast, early stage patients
with low threat used simpler life chronology constructions. While suffering has been

associated with complexity and aesthetic expression, more research is needed in this
arena.30 33,35

Computers and the Reflective Learning Process

Non-computer users (> 70) rejected using the computer to revise their story in contrast to
prior studies where older patients learned to access CHESS information.8 We suspect that
information retrieval is more passive than articulating thoughts about life and death and
learning a computer may have hampered the reflective learning process. By contrast,
computer savvy patients challenged CHESS to provide web 2.0 tools used for self-made
websites, 13- 59 Future interventions, therefore, should focus on web-savvy advanced cancer
patients.

Costs and Implementation Issues

Next Steps

While Chochinov suggests that life review is cost effective,* the required staff time may
pose a barrier for implementation within cancer centers. On the other hand, some hospices
are training their skilled (and growing) volunteer corps to conduct life review.50

Training non-computer users was staff-intensive, frustrating for users who ultimately
rejected the technology. Thus training novices is neither feasible nor cost-effective.

While we did enlist the advice of our clinical co-investigators, we were keenly aware their
readiness to address patient distress was crucial given the depression, history of addiction,
and difficult illness and other life challenges within our sample.

Midlife adults use self-publishing and social networking tools and cancer prevalence will
increase among this age group,46: 61. 62, 63 \We thus developed, CHESS: miL ivingStory, on a
social networking platform that integrates the instructional content of CHESS. miStory, with
tools for users to upload their files and to manage their social network. We have proposed to
test whether the revised intervention will reduce distress and improve existential well-being
in midlife advanced cancer patients.
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CHESS: miStory personal homepage
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Table 1

Sample Characteristics

Gender 4Male 7 Female

Age(Mean 67) 2 (<55years) 3 (55-64 years) 6 (> 70 years)

Cancer Stage 6 (Stage I) 0 (Stage Il or 111) 5 (Stage IV)

Education 6 (HS) 3 (some college or BS) 2 (post grad)

Home Internet 8 (yes) 3(no)

Computer Comfort 5 (high) 3 (some) 3 (none)
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