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Abstract/ A theory-based intervention, the Living with
Hope Program (LWHP), was designed to foster hope in
caregivers of family members with advanced cancer.
The LWHP was developed from qualitative data and
using Harding and Higginson’s recommendations for
family caregiver interventions as a guide. The LHWP is:
a) focused specifically on the caregivers themselves,
b) theory based, c) feasible, d) acceptable, and e) pilot
tested. The program consists of a hope video and a
hope activity titled Stories of the Present. A mixed-
method, concurrent triangulation, pre- and post-test
design was used to pilot test the LWHP. The results of
the pilot test suggest the LWHP is easy to use, flexible,
and feasible, and shows promise in increasing hope
and quality of life scores in family caregivers.

Résumé / Le Programme Vivre d'Espoir (Living with
Hope Program), un programme d'intervention basé sur
une théorie de I'espoir, a été congu pour favoriser |'espoir
chez les soignants s'occupant des membres de leur fa-
mille atteints du cancer. Ce programme a été développé
A partir de données qualitatives et en ayant comme guide
les recommandations de Harding and Higginson sur la
fagon d'intervenir auprés des soignants familiaux. Vivre
d'Espoir est : a) principalement centré sur les soignants,
b) fondé sur une théorie, c} faisable, d) raisonnable, et
e) mis a l'essai dans un projet pilote. Le programme
consiste en un vidéo sur I'espoir et la tenue d’un joumnal
personnel. Le projet pilote a utilisé la méthode mixte, la
triangulation simultanée et le modéle pré- et post-tests
pour faire I'évaluation du programme. Les résultats in-
diquent que cette forme d'intervention est facile a utiliser,
flexible et faisable et porteuse de promesses pour aug-
menter |'espolr et la qualité de vie de ces soignants.

INTRODUCTION

It is not only the cancer patient who experiences
the crisis and distress associated with cancer; the
family member does as well (1,2). The stress of
caring for dying persons at the end of life has
been well documented (3-5). However, there is
very little research in the area of interventions to
support caregivers of family members with ad-
vanced cancer (6-8). A psychosocial supportive

hope-focused intervention may benefit family
caregivers. Hope is a psychosocial and spiritual
resource used by caregivers of family members
with advanced cancer to manage and deal with
the caregiver experience (9-11).

Research studies have suggested that hope
can be fostered by cognitive reframing interven-
tions in healthy older adults (12), veterans (13),
newly diagnosed cancer patients (14), adults
with recurrent cancer (15), and older palliative
cancer patients (16). These cognitive reframing
interventions, or hope-intervention programs,
involved a series of cognitive activities that as-
sisted individuals in maintaining and enhancing
hope and, in three studies, increased quality of
life for the subjects (14-16).

Hope has been described in four qualitative
studies of caregivers of family members with ad-
vanced cancer as important in helping them deal
with the caregiving experience (9-11,17). In these
studies, hope was defined as a dynamic process
that included faith, relationships, and need for
connection, as well as goal setting and cognitive
reframing. Their hope differed from that of other
populations as the objects of their hopes were to
continue caregiving and for the comfort of their
terminally ill family member. In a study compar-
ing the hope of caregivers and of the terminally
ill family member, levels of hope were found to
be significantly lower for the caregivers than the
family member with terminal illness (18). These
findings suggest that fostering hope in caregiv-
ers of family members with advanced cancer is
important. No reported studies have evaluated a
hope intervention to foster hope in family care-
givers. This article describes the development
of a theory-based intervention, the Living with
Hope Program, (LWHP) for caregivers of family
members with advanced cancer, and the results
of a pilot test evaluating its acceptability, ease of
use, and flexibility.
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THEORETICAL FRAMEWORK: HANGING
ON TO HOPE

Theories and conceptual models of hope have
tried to capture the complex, dynamic nature
of hope (19-25). These theories, however, were
developed using noncaregiver populations and,
thus, do not appear to be representative of this
population. As well, they do not appear to be
congruent with the findings from descriptive
studies exploring the hope experience of caregiv-
ers of family members with advanced cancer.

One new emerging theory of hope, Hanging
on to Hope, was developed from a grounded
study of hope in caregivers of terminally ill fam-
ily members by the research team. It was the
foundation for the development of the Living
with Hope Program (LWHP) (Figure 1) (16). The
processes of hope for caregivers were identified
as being: living in the moment, being positive,
and writing their own story. Hope was for the
future, but their future was defined in the mo-
ment. Spirituality and positive relationships
facilitated this process. These processes fostered
hope and, in so doing, positively influenced their
quality of life.

Developing the Living with Hope Program

Recommendations by Harding and Higginson
(7) for family caregiver interventions were used

as a guide to develop the LWHP. Following an
extensive review of family caregiver research,
Harding and Higginson suggested that inter-
ventions for caregivers of terminally ill family
members should be: focused specifically on the
caregivers themselves, theory-based, feasible, ac-
ceptable, and pilot tested. In keeping with these
suggestions, the LWHP is theory-based; focuses
on the caregivers themselves, their challenges
and hopes; and has been pilot tested. The LWHP
consists of Stories of the Present and the view-
ing a 17-minute video titled Living with Hope.
Stories of the Present is a hope-focused activity
in which family caregivers write in a journal for
approximately five minutes near the end of each
day, reflecting on their caregiver challenges and
what gave them hope that day (Figure 2).

Caregiver-Focused and Theory-Based

The critical inputs for the LWHP incorporated
three subprocesses of the Hanging on to Hope
theory (Figure 1): living in the moment, hav-
ing a positive approach, and writing their own
story. Critical inputs address the nature of the
intervention in terms of what is necessary to
produce the expected effects (26). The Stories
of the Present journal writings in the LWHP
reflect what is happening to the caregivers now
(living in the moment), an opportunity to write
their own story, and what gave them hope (a

Figure 1 / HANGING ON TO HOPE (adapted from Holtslander et al., 2005)

Living In the
Moment
- doing what you
have to do
- accepting
- knowing what you
have to do

!

Staying Positive
- looking for good
things
- putting away the gy
negatives
- appreciating life

I

Writing Your Own

- staying in control
- making decisions
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Figure 2 / INSTRUCTIONS FOR STORIES OF THE
PRESENT

Take 5 minutes near the end of the day to reflect.
Everyday, write in this binder; try to focus on:
reflections,
chalienges,
what gave you hope today.
Remember to focus on your experiences.
This is about you right now.
Write about your day in any way you'd like; use point form
if you'd like.
Don't worry about grammar or spelling.

positive approach). The benefits of keeping a
journal include helping individuals cognitively
organize stressful events (27). The instructions for
the Stories of the Present journal writing facilitate
the cognitive organizing of the caregivers’ chal-
lenges, including a cognitive reframing of what
gave them hope.

Another aspect of the LWHP is the viewing
of an international award-winning video devel-
oped by the research team based on qualitative
hope research. One of the strongest benefits of
videotaped presentations is video modeling,
which occurs when viewers identify with the
individuals on the videotape and perceive them-
selves as capable of performing specific tasks
(28,29). Video modeling has been used to foster
hope with a hope-focused activity in terminally
ill cancer patients (16). In order to achieve video
modeling, actual caregivers of terminally ill fam-
ily members were videotaped describing their
hope, and how they foster and maintain it.

Feasibility and Acceptability

Interventions must be flexible and easy to use in
order to be feasible or easily possible. The care-
giving experience is one of uncertainty (30,31)
and it is often difficult for caregivers to plan
activities or leave the person they are caring for
alone (32). The Stories of the Present can be writ-
ten in a journal at any time near the end of the
day. The caregivers are provided with journals
that are portable and can be completed any-
where. They are also asked to take five minutes
for this hope activity, but what they write and
how long they spend on the activity is up to the
individual. They are asked to keep a journal for
two weeks, considered the optimum length of
time for this activity (33). As the LWHP is brief,
it also makes it more acceptable to caregivers
because of their time demands. The LWHP is
also feasible because it is self-administered. A
self-administered intervention is more cost-ef-
fective than a one-on-one intervention, and can
be more readily integrated into health services
delivery (7).

PILOT STUDY

The purpose of the pilot study was to evaluate
the LWHP for ease of use, feasibility, accept-
ability, and potential influence on increasing
hope and quality of life for caregivers of family
members with advanced cancer. The specific
aims of the pilot study were to: a) evaluate the
study procedures (recruitment and data collec-
tion protocols) to determine if they are realistic
and workable; b) evaluate LWHP for ease of
use, acceptability, and feasibility; and c) collect
preliminary data to determine feasibility and po-
tential effectiveness of LWHP in increasing hope
and quality of life scores for family caregivers.
This study received ethical approval from a
university ethics review board.

Design

The pilot study used a mixed method, concur-
rent triangulation (34), pre- and post-test design.
Quantitative and qualitative data were collected
at the same time from all subjects. Baseline data
were collected, followed by data post-treatment
at one (visit two) and two weeks (visit three) after
the first visit. At visits two and three, qualitative
open-ended questions were used to evaluate the
LWHP and study procedures (Figure 4).

Sample and Setting

The pilot was conducted in the homes of family
caregivers caring for palliative patients receiving
services from a rural Canadian palliative home
care program. Inclusion criteria were: a) men or
women, b) English speaking, c) 18 years of age
or older, and d) residing with and providing
continuous care to a terminally ill family mem-
ber with cancer who was receiving services from
the palliative home care program.

Using convenience sampling, 10 family care-
givers completed the study. The sample size
of 10 was chosen based on Birkett and Day’s
recommendations for pilot sample sizes (35).
All who were approached agreed to participate.
Eight of the participants completed data collec-
tion for all three-time periods. One completed
only the first visit because of another death in
the family, and one participant did not complete
the third visit due to deterioration of the termi-
nally ill family member’s condition.

Measures

The data were collected using four different
tools, three of which were quantitative and one
qualitative.

a) Demographic Form. Information such as
age, gender, relationship to patient, occupation
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(current or past), ethnicity, income, religious af-
filiation, any medical conditions, and education
levels were collected. Family member’s informa-
tion was also collected, including age, sex, and
diagnosis.

b) Herth Hope Index (HHI). The Herth Hope
Index is a 12-item (14 point) Likert scale that
delineates three factors of hope: temporality
and future; positive readiness and expectancy;
and interconnectedness (36). The HHI has been
found to take approximately five minutes to
complete. Summative scores range from 1248,
with a higher score denoting greater hope. The
HHI has been found to be reliable (test-retest
r=0.91, p<0.05) and valid (concurrent validity
r=0.84, p<0.05; criterion r=0.92, p<0.05; diver-
gent r=-0.73, p<0.05) (36). The HHI has been
used successfully in studies with terminally ill
patients (36) and family caregivers (10,11).

Figure 3 / OPEN-ENDED EVALUATION INTERVIEW
QUESTIONS

What was it like to be part of this study?
Was there anything that helped you to participate?
Was there anything that hindered your participation?

What did you like best about the hope activities (including
the video)?
What did you like least?
Were there parts of the activities that were helpful or not
helpful?
{prompt) What were they?
(prompt) Why were they helpful or not?
Were there easy or difficult parts of the study?
Did you find the hope and quality-of-life questions easy or
difficult to complete?
How can the hope activities be improved?
Did working on the activities change your hope?
(prompt) Increase or decrease?
(prompt) Why did you think it changed/didn’t change
your hope?

Figure 4 / DATA COLLECTION PLAN FOR LWH- CAREGIVER

Introduce and describe the study.
Obtain written consent.

Does participant consent?

Does patient consent? Yes

y

No

!

Record reason why and

First Visit

participant.
Book second visit at end of first week.

Complete demographic information form, HHI, and QOLLTI-F.
Explain LWH Caregiver procedure; present binder and pens to

submit to principal
investigator (Pl).

A

Second Visit (end of week 1)
Discuss progress with binder, answer questions.
Complete HHI and QOLLTI-F.

Was participant able to complete LWH
exercise this week?

No

\

Record reason why unable to
complete.

Would s/he like to continue?

If yes, book third visit for end of next week.

———

y

Third Visit (end of week 2)
Discuss progress with binder, photocopy pages.
Complete HHI, QOLLTI-F, and qualitative evaluation.
Thank participant for his/her involvement.

Submit information, tools, and photocopied pages to Pl.

No

!

Record reason
unable to continue.
Give information to

the PI.
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¢) Quality of Life in Life Threatening Illness-
Family Caregiver (QOLLTI-F). The QOLLTI-F is
a 16 item (0-10) Likert scale comprised of seven
subscales representing the domains important to
the quality of life of caregivers of terminally ill
family members (37). The subscales are environ-
ment, patient state, own state, outlook, quality
of care, relationships, and financial worries. The
higher the total score, the higher the quality of
life. This scale takes approximately 10 minutes
to complete, and has established reliability (al-
pha=0.77-0.80) and validity (p<0.001) (37).

d) Qualitative Open-ended Evaluation Ques-
tions. Open-ended face-to-face audio-taped in-
terviews were conducted to evaluate the study
protocols and LWHP. The interview guide is
described in Figure 3.

Data Collection

The data collection procedure is illustrated in
Figure 4. Using the selection criteria, the pallia-
tive care program coordinator identified potential
participants and asked if they would like to speak
to a researcher about possibly participating in a
study. If they agreed the palliative care program
coordinator contacted the trained research assis-
tant (RA). The RA, who was a registered nurse,
contacted the potential subjects by phone and ar-
ranged to meet with them in their homes, at a time
convenient for them, in order to explain the study.
At the first visit, a written informed consent was
obtained from the subjects and permission from
the terminally ill family member was granted. The
subjects first completed the demographic form,
the HHI, and QOLLTI-F before viewing the Living
with Hope video. Following viewing of the video,
the RA asked the subjects to take five minutes at
the end of each day over the next two weeks to
write about their thoughts, challenges, and what
gave them hope. One week later, the RA visited
the subjects and asked them to complete the HHI
and QOLLTI-E, and made a photocopy of their
journal entries. The RA then returned one week
later to have the subjects complete the HHI and
QOLLTI-E and to evaluate the LWHP and study
protocols using open-ended questions.

Data Analysis

Audio-taped interviews were transcribed verbatim
by a transcriptionist and checked by the RA for
accuracy. Qualitative data was managed using
the Nonnumerical Unstructured Data Indexing,
Searching and Theorizing (NUD"IST) software.
The interview data was analyzed using Patton’s
thematic analysis methodology (38). Using this
methodology, patterns of main points and topics
were identified. From the main points and top-

ics, themes emerged. Quantitative data were
cleaned, checked, and entered into SPSS. De-
scriptive statistics were used to analyze recruit-
ment and retention data, demographic data, and
HHI and QOLLTIF-scores.

PILOT RESULTS

Sample

The demographic characteristics of the study par-
ticipants are presented in Table 1. The majority of
the caregivers were older (mean age: 60.3 years),
female, Caucasian, well-educated, and had a
range of incomes. They generally reported no
medical conditions and good health status. They

Table 1 / INFORMAL CAREGIVERS DEMOGRAPHICS

{n=10)
Mean Frequencies
Age (years) 60.3 (SD 15.46;
range: 38-87)
Years of education 13.5 (SD 2.014;
range:10-16)
Gender 8 female
4 male
Marital status 9 married
1 widowed
Relationship to 4 husband
patient 3 wife
2 daughter
1 daughter-in-law
Ethnicity 10 Caucasian
Religious preference 5 Protestant
4 Catholic
1 other
Occupation 4 professional
4 labourer
2 other
Current income 1 less than $10,000
1 $10,000-$19,999
4 $20,000-$29,999
2 $40,000-$49,999
1 $50,000-$59,999
Medical conditions 7 none
2 diabetes
1 heart condition
Any help with 4 yes (family and
caregiver home care)
6 no
Length of time 9 (SD.15.167;

caregiving (months) range: 1-41)

Length of time 4.03 (SD 3.335;
palliative (months) range: 1-13)
Using other 9 no
services 1 yes
Health status 2.9 (SD 0.738; 1 much better than
range:1-4) a year ago
8 the same
1 much worse than
a year ago
Gender of terminally 5 male
ill family member 5 female

Age of teminally i 69.4 (SD 16.440;
family member (years) range: 45-89)
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were caring for and living with a terminally ill
family member in their home. The majority of the
persons they were caring for were older (mean
age: 69.4 years), all had a diagnosis of cancer, and
all were receiving palliative home care services.

Study Procedures

The first aim of the pilot study was to evalu-
ate study procedures (recruitment and data
collection) to determine if they were realistic
and workable. Recruitment rates were high, as
all who were approached agreed to participate.
Only two subjects did not complete the study.
The overall evaluations of study procedures by
the participants were positive. Except for the
two participants who did not participate in all
three visits, there were no missing data. One
comment from a study participant regarding the
HHI and QOLLTI-F was that they found it diffi-
cult to choose a score on the hope and quality of
life questionnaires as the scores didn’t represent
the complexity of feelings they were experienc-
ing; they preferred the open-ended questions.
Participants said factors that limited their
participation were time, energy, fatigue, and
deteriorating condition of the person they were
caring for. Factors that enhanced participation
were contact with the RA, flexibility, ease of
activities, sharing their experiences with others,
experiencing a benefit from participation, and
feeling like this research would help others.

Living With Hope Program

The second aim of the pilot study was to
evaluate LWHP for acceptability and feasibility.
The participants described the LWHP video as
introducing the idea that there are many ways
to foster hope and that hope is not focused on
cure. None of the participants viewed the video
again, although a copy was left in their homes.

Study participants completed 101 journal en-
tries over the two-week period. On average, the
participants completed 5.5 journal entries per
week. While this is less than one per day, the
participants spent an average of 9.28 minutes
per journal entry, which exceeds the five minutes
requested. The qualitative data was very positive
in evaluation of the LWHP. It was described as
easy, short, and simple to do. One participant
said. “Oh, it was fairly simple to do. Like I mean,
it wasn’t a big deal.” Others said it was difficult
to begin journal writing, but it became easier
with time. Another said: “ The journaling itself
was very helpful, but in order to do it, I needed
someone to tell me I had to do it, you know.”
One participant did not enjoying writing in the
journal as it brought up bad emotions and they

did not want to reflect badly about their dying
loved one. Suggestions made by the study par-
ticipants to improve the LWHP included: to write
in the journal throughout the day, whenever there
was time, instead of at the end; to audio-record
journal entries instead of writing; and to have the
opportunity to share their journals with others.

Preliminary Data for Hope and Quality of Life

The third aim of the pilot was to collect pre-
liminary data to determine the feasibility and
potential effectiveness of LWHP in increasing
hope and quality-of-life scores. Table 2 pres-
ents the hope and quality-of-life scores for the
study participants. Although the sample size
precluded using statistical tests to determine
differences between the means, the mean scores
did increase over the duration of the program.

Qualitative data from participants suggests
that participating in the project had an influ-
ence on their hope. Themes identified were:
finding hope in different ways; looking for
positives; focusing on hope; and the benefits of
concentrating on themselves or of having their
feelings valued/heard. See Table 3 for examples

Developing a Living with Hope Program for Caregivers '3

Table 2 / MEAN HHI AND QOLLTI-F SCORES (n=10)

Baseline Visit 2 Visit 3
{pre) (one week (two weeks
post) post)
37 38.22 39.63
HHI (SD 4.269; (SD 3.346; (SD 2.973;
range: 29-43) range: 33-44) range: 34-43)
6.87 7.44 8.14
QOLLTI-F (SD 1.18; (SD 1.52; (SD 1.13;

range: 4.53-8.60) range: 5.73-10) range: 6.74-9.41)

Table 3 / THEMES AND DATA EXAMPLES FROM THE
QUESTION: DID WORKING ON THE ACTIVITIES
CHANGE YOUR HOPE?

Themes Data Examples

Finding “So in a sense the journal helped me to look
hope in dif- for hope and to see it in different ways other
ferent ways than...because there is no hope for recovery.”

Looking for “Thinking about the positive things—one of the
positives gifts to myself.”
“And the journaling, | found it was good for me
to take stock at the end of the day. | had to
look for some good things that happened.”

Focusing on “Hope is not just a big picture. You can hope
hope for little things too...the small things. And you
can take hope or positive, get positive feelings
and focus on the immediate.”

“Before actually you came and we did this |
was depressed. This...kind of enabled me to
think about me and my day in relation to Dad.”
themselves, “...the journaling felt like | was sharing my
or having thoughts with someone because | knew someone
their feelings was going to read it and that was important.”
valued/heard “...but to have someone read it...it kind of

shares the journey with you.”

The benefit
of concen-
trating on
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of qualitative data. Only one participant felt the
process did not help and that the experience did
not affect their hope. None of the participants
suggested that the LWHP had a negative effect
and all enjoyed participating in the study.
Limitations

There are several limitations to this pilot study
related to subjects and design. Sample size was
small, although sufficient for a pilot study (35).
The pilot study participants were homogeneous
in nature; results may differ with varying reli-
gious and ethnic participant backgrounds. The
wide age range may also have had an influence
on the pilot study results, as well as the length of
caregiving and the relationship of the caregiver
to the terminally ill family member. The pilot
study used a pre- and post- design because the
purpose of the pilot was to determine the ease of
use and feasibility of the LWHP. More advanced
testing of the LWHP should be longitudinal and
include comparison groups to determine the ef-
fectiveness of the LWHP in increasing hope and
quality-of-life scores.

DISCUSSION

The pilot study results suggest that the study
protocols were easy to use, and that the LWHP
is feasible and acceptable to caregivers. Using
qualitative, open-ended questions to evaluate
both the study procedures and the LWHP was
beneficial; several suggestions for improve-
ments were made, including to continue using a
mixed-method approach. Quantitative measures
may only explain one aspect of a complex phe-
nomenon, whereas a combination of quantita-
tive and qualitative information contribute to
a more comprehensive understanding of study
outcomes (34).

Missing data is a potential issue in any clini-
cal research study and the results of this study
suggest that missing data may be an issue with
caregiver research as well. Studies in palliative
care often have high attrition rates (39). This
should be considered in the design of a larger
study in terms of sample size and including sta-
tistical ways of handling missing data. Subject
recruitment for a larger study will need to in-
clude palliative home care programs with larger
populations. As well, continuing to keep the
study burden as low as possible may facilitate
recruitment and retention of subjects (40).

CONCLUSION

Suggestions from the study regarding the LWHP
will increase its flexibility by adding choices of

audio recording and also computer use for keep-
ing journals. The variability in days of journal
writing raises the issue of dosage. It is unknown
if the effectiveness of the intervention is related
to the number of times journal entries are made
or to the process. The theory Hanging on to
Hope (9) suggests that hope is a process, so that
the number of times may not be relevant. This
needs to be further evaluated in a larger study.

The process used to develop the LWHP from
qualitative data and using the criteria outlined
by Harding and Higginson for caregiver inter-
ventions (7) may have resulted in a promising
intervention. The LWHP is flexible and accept-
able to caregivers of terminally ill family mem-
bers, and may positively influence hope and
quality of life. Piloting the intervention using a
mixed-method approach has also provided im-
portant information for the further refinement of
the LWHP and study design. Further refinement
and testing of the LWHP has the potential to
result in a much needed intervention program to
foster hope in caregivers of terminally ill family
members.

Date received, June 14, 2006; date accepted, Decem-
ber 8, 2006.
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