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Abstract

Context. Pancreatic cancer presents a wide spectrum of significant

symptomatology. The high symptom burden, coupled with a rapidly fatal
diagnosis, limits preparation or time for adjustment for both patients and their
family caregivers. From the initial diagnosis and throughout the illness
experience, the physical and emotional demands of caregiving can predispose
caregivers themselves to illness and a greater risk of mortality. Understanding the
negative and positive aspects of caregiving for patients with advanced pancreatic
cancer will inform interventions that promote positive caregiver outcomes and
support caregivers in their role.

Objectives. To provide feasibility data for a larger, mixed methods, longitudinal
study focused on the experience of family caregivers of patients with advanced
pancreatic cancer and preliminary qualitative data to substantiate the significance
of studying this caregiver population.

Methods. This was a mixed methods study guided by the Stress Process Model.
Eight family caregivers of patients with advanced pancreatic cancer from oncology
practices of a university-affiliated medical center were surveyed.

Results. The pilot results supported the ability to recruit and retain participants
and informed recruitment and data collection procedures. The qualitative results
provided preliminary insights into caregiver experiences during the diagnosis and
treatment phases. Key findings that substantiated the significance of studying
these caregivers included the caregiving context of the history of sentinel
symptoms, the crisis of diagnosis, the violation of assumptions about life and
health, recognition of the circle of association, and contextual factors, as well as
primary and secondary stressors, coping strategies, resources, discoveries, gains
and growth, associated changes/transitions, and unmet caregiver needs.
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Conclusion. Findings indicated caregivers’ willingness to participate in
research, highlighted the negative and positive aspects of the caregiver
experience, and reinforced the significance of the future study and the need to
develop interventions to support family caregivers in their roles. J Pain Symptom
Manage 2014;48:385e399. � 2014 American Academy of Hospice and Palliative
Medicine. Published by Elsevier Inc. All rights reserved.
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Introduction
Pancreatic cancer is the fourth leading cause

of cancer deaths in the U.S.,1 and 80% of pa-
tients present with advanced stage (i.e., III,
IV) disease.2,3 Limited treatment options and
resistance of the disease to chemotherapy re-
sult in a 95% mortality rate within one year
of diagnosis and an estimated survival rate of
only 4%.2 The high symptom burden, coupled
with a rapidly fatal diagnosis, does not allow
preparation or time for adjustment for either
patients or their family caregivers. During
this compressed time frame, caregivers experi-
ence uncertainty, anger, depression, anxiety,
exhaustion, and anticipatory grief4 and also
may worry about their own genetic risk and
that of other family members.2

Family caregivers provide a broad range of
assistance to patients, which involves time
and logistics, physical care, emotional burden,
and financial costs that often lead caregivers to
neglect their own needs.5 Throughout the ill-
ness experience, the physical demands of care-
giving can predispose caregivers themselves to
medical illness and a greater risk of mortality.6

Emotionally, caregivers often become demo-
ralized and exhausted4 and may need to be
treated for psychiatric problems.7 Family care-
givers often abandon their own activities,
which create stress on themselves, and the fam-
ily as a unit.8 However, some researchers sug-
gest a focus on the benefits of the caregiving
experience and possible gains, which may act
as a buffer against overwhelming burden and
traumatic grief,9 and may motivate caregivers
to maintain their roles.10e12

Despite numerous studies focusing on care-
givers in general and caregiving in the context
of cancer,5,7,8,10,11,13e26 there is a dearth of lit-
erature regarding the experience of family
caregivers of patients with advanced pancreatic
cancer. Petrin et al. highlighted the distress
of first-degree relatives of patients with pancre-
atic cancer, who articulated the stress they
experience because of competing responsibili-
ties, unfamiliar physical care demands, and the
disruption of usual daily activities. In a longitu-
dinal study that included patients with ad-
vanced pancreatic cancer and their family
caregivers, Sherman et al.28,29 found that care-
givers themselves had significant physical and
emotional symptoms and lower quality of life
as the patient’s illness progressed.
Because there is ample evidence that family

caregivers are neglected by the health care
system and remain an at-risk and vulnerable
population,6 a future mixed methods longitu-
dinal study is planned to inform the develop-
ment of interventions aimed at reducing
negative consequences and promoting posi-
tive aspects of caregiving across the illness tra-
jectory.30,31 The knowledge gained based on
caregivers of patients with advanced pancre-
atic cancer may be applicable to caregivers
of patients with other solid tumors; Salpeter
et al.32 report the similarities in illness trajec-
tories when these tumors are in the advanced
stages.
Here, we report the results of a pilot study

designed to 1) examine the feasibility of
a larger, mixed methods, longitudinal study
of family caregivers of patients with advanced
pancreatic cancer, specifically the initial re-
cruitment and retention of participants, ease
of administration of selected instruments, eval-
uation of interview questions, and data collec-
tion procedures and 2) provide preliminary
qualitative data obtained during the diagno-
sis/treatment phases to gain insights into the
caregiver experience and further substantiate
the significance of research for this specific
caregiver population.
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Methods
This was a mixed methods pilot study of the

caregivers of patients newly diagnosed with ad-
vanced pancreatic cancer, from two oncology
practices at a northeastern U.S. university-
affiliated medical center and National Cancer
Institute-designated cancer center. This feasi-
bility study was conducted over a three-month
period. Pilot data were collected only during
the diagnosis and treatment phases because
of time constraints and limited funding.

The Stress Process Model33 (Fig. 1; Table 1,
available at jpsmjornal.com), which addresses
the negative and positive aspects of caregiving,
provided the theoretical framework that guided
the selection of study variables and instruments.
This model also informed the development of
the interview guide (Table 2, available at
jpsmjournal.com), with open-ended questions
that enabled participants to share their individ-
ual perspectives regarding the caregiving expe-
rience and reinforced the value of the model
for use in the study.

The quantitative component involved the
measurement of caregiver strain, mastery,
symptoms, post-traumatic growth, and quality
of life, using reliable and validated instru-
ments. The qualitative component was
Fig. 1. The stress pro
conducted immediately following administra-
tion of the questionnaires.

Informed consent was obtained from eligible
patients (to access their medical data) and their
family caregivers. The inclusion criteria for fam-
ily caregivers were 1) men or women aged
18 years or older (no upper age limit) and iden-
tified by a patient newly diagnosed with Stage III
or IV pancreatic cancer as a relative, partner,
friend, or neighbor with whom they had a per-
sonal relationship and who provided physical,
emotional, or practical assistance; 2) cognitively
intact or had no more than mild intellectual
impairment, according to the Short Portable
Mental Status Examination;34 and 3) spoke En-
glish. Exclusion criteria included caregivers 1)
of patients who had Stage I or II pancreatic can-
cer, 2) of patients who were seeking a second
opinion but were not treated at the institution,
3) who self-reported current treatment of a life-
threatening or terminal illness, and 4) who
self-reporteduntreatedpsychiatric illness or sub-
stance abuse. The institutional review board of
the affiliatedmedical center approved the study.

Before data collection, the researchers de-
scribed the goals and methods to the physician
and nonphysician staff of the oncology prac-
tices, who then mentioned the study to eligible
cess model.

http://jpsmjornal.com
http://jpsmjournal.com


Table 4
Caregiver Demographics (N ¼ 8)

Variables N %

Age, yrs, mean (range) 64.6 (37e74)
Gender
Female 7 87.5
Male 1 12.5

Marital status
Married 8 100

Race
Black 2 25.0
Caucasian 6 75.0

Education level
Less than high school education 1 12.5
High school education 1 12.5
Some college credits 1 12.5
Two years college degree 2 25.0
Four years college degree 2 25.0
Graduate degree 1 12.5

Employment status
Retired 3 37.5
Full-time 3 37.5
Unemployed 1 12.5
Disabled 1 12.5

Religious affiliation
Catholic 2 25.0
Jewish 1 12.5
Protestant 4 50.0
None 1 12.5

Income
<$30,000 1 12.5
$41,000e$60,000 1 12.5
$61,000e$75,000 3 37.5
$76,000e$90,000 1 12.5
>$91,000 2 25.0
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participants. If a caregiver expressed interest,
an initial meeting was held with the principal
investigator (PI), in a private setting in the
clinic, to describe the purpose of the study
and the time frame (diagnosis and treatment
phases of the patient’s illness). On obtaining
informed consent, the PI administered the De-
mographic and Clinical Data Form. A first in-
terview was then scheduled, which comprised
the completion of the questionnaire booklet
(quantitative component), followed by an
audiorecorded conversation based on the in-
terview guide (qualitative component). The
questionnaire booklet was read to participants
and took 20 minutes to complete; the qualita-
tive interview lasted 60e90 minutes.

Analysis
Descriptive statistics were used to analyze de-

mographic and clinical data. Qualitative data
were analyzed and interpreted based on the
principles set forth by Carini.35 The steps of
data analysis are outlined in Table 3 (available
at jpsmjournal.com). To ensure the trustworthi-
ness and scientific rigor of the qualitative data,
the researchers discussed and compared the
coding of the data and emerging themes and
resolved any discrepancies by consensus; cre-
ated an audit trail that documented analysis
methods, decisions made, and interpretations;
and used member checking, in which two care-
givers reviewed the results and substantiated
that they accurately represented the experience
of family caregivers.
Results
Description of the Pilot Sample

The patient sample comprised three women
and five men (age range 52e86 years). At the
time of study enrollment, two patients had
Stage III and six patients had Stage IV pancre-
atic cancer. The family caregiver sample com-
prised seven women who were wives or
daughters and one husband (age range 34e
74 years), all married, predominantly Cauca-
sian (Table 4), and who were in the caregiver
role from five to 48 months (Table 5).

Feasibility Data
The pilot study supported the feasibility of

a larger study in terms of ability to identify
and recruit eligible subjects. Over the first
month of the study, 13 patients were diagnosed
with advanced pancreatic cancer from the two
oncology practices, and 10 caregivers met the
study’s inclusion criteria. Nine caregivers
signed informed consent and completed the
Demographic and Clinical Data Form at the
time of enrollment; one potential participant
declined as he did not want to discuss his expe-
rience. One patient died before the interview,
thus his caregiver dropped out. The resulting
sample of eight caregivers was deemed ade-
quate to achieve the pilot study’s objectives.
At the time of caregiver enrollment, three of

the eight patients were recently diagnosed with
advanced pancreatic cancer but had been
treated for early-stage pancreatic cancer within
the last two years. Five patients received an ini-
tial diagnosis of advanced pancreatic cancer.
Given the short timeline between diagnosis
and treatment, all eight caregiver participants
were interviewed for the pilot study just as
patients were beginning treatment. Weekly
follow-up with oncology staff revealed that
one patient had died, but the other seven

http://jpsmjournal.com


Table 5
Caregiving Characteristics (N ¼ 8)

Variables N %

Time in current caregiving role,
months, range

5e48

Average daily care, hours, mean 9
Average hours of lost sleep per

night, hours, mean
5.6

Relationship to patient
Wife 4 50.0
Husband 1 12.5
Mother 1 12.5
Daughter 2 25.0

Caregiver and children
Some children at home 4 57.1
Some children not at home 5 71.4
Both of the above 2 28.6

Living arrangement
Does not live with patient 2 25.0
Living with the patient 5 62.5
Lives with patient as needed 1 12.5

History of family caregiving
No 5 62.5
Yes 3 37.5

Self-reported health status
Good 4 50.0
Excellent 4 50.0

Amount of support from others
No help 2 25.0
Some help 2 25.0
Adequate help 2 25.0
More than adequate help 2 25.0
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patients remained in treatment during the
three months of the pilot study. The need for
immediate notification of the PI by the oncol-
ogy staff when a patient was diagnosed was
recognized as a key aspect to participant re-
cruitment, enrollment, and data collection in
the short period between diagnosis and treat-
ment. Retention potential for the future was
supported as all caregivers expressed willing-
ness to continue participation in subsequent
interviews and articulated the value of sharing
their experiences and great appreciation that
their feelings and concerns were being
considered.

Based on the pilot results, other areas re-
lated to feasibility were addressed. The Demo-
graphic and Clinical Data Form was refined,
ease of participants’ comprehension of ques-
tionnaire items was confirmed, an appropriate
time allocation for the quantitative and quali-
tative components of the interview was estab-
lished as between 90 and 120 minutes, and
the interview guide was refined to ensure clar-
ity and avoid redundancy in the open-ended
questions. Although interviews were originally
to be conducted face-to-face in the clinic,
a decision was made to offer either in-person
or telephonic interviews according to the par-
ticipant’s preference.
Qualitative Data
The qualitative results provide a composite

picture of the caregiving experience. Repre-
sentative comments are found in Table 6. Anal-
ysis of the interview data revealed that they
were commensurate with the components of
the Stress Process Model33 (Fig. 1).
The Caregiving Context

1)History of Illness: The Sentinel Event of Signifi-
cant Symptoms. The symptoms that most of-
ten heralded the diagnosis of advanced
pancreatic cancer were pain, nausea/vom-
iting, weight loss, fatigue, and jaundice.
Coupled with worry and uncertainty, the
patient often tried to deny the symptoms
and engage in self-treatment, whereas the
family caregiver encouraged the patient
to seek a medical evaluation. Symptoms
were the sentinel event that initiated the
caregiving context and engagement with
the health care system, with the hope that
symptoms were caused by anything other
than cancer.

2) The Crisis of Diagnosis. The patient and
family caregiver awaited the results of ini-
tial tests, many participants stating that
they ‘‘kept calling the doctor for the test
results.’’ Some patients were ‘‘opened
and closed’’ during surgery without hav-
ing the cancer resected. As one caregiver
said, ‘‘The word cancer was never men-
tioned until the doctor came to speak to
us after the surgerydwe were in total
shock.’’ Immediate decisions needed to
be made regarding treatment. At this
point, caregivers expressed feeling ‘‘lost
in the health care system.’’ Family care-
givers searched for any information that
could offer ‘‘a shred of hope’’ but ‘‘were
quickly overwhelmed by the bleak and
discouraging results.’’ The health care sys-
tem offered little help in navigating the
system, ‘‘with no point person to serve
as coordinator.’’



Table 6
Representative Caregiver Quotes

The Caregiving Context
History of Illness: The Sentinel Event of Significant
Symptoms

‘‘He had stomach pains but thought it was because the stress of
workdso he took antacids. But when his eyes started to become
yellow, I knew it was something serious and begged him to go
see the doctor.’’

The Crisis of Diagnosis ‘‘We had no idea it could be cancerdwhen we were told, we were
like deer in headlights.’’

‘‘What should we do, who do we turn to, how do we proceed?’’
Patients and family caregivers were ‘‘emotionally unhinged,’’

asking ‘‘How could this be happening?’’
Family caregivers spoke of the ‘‘marathon waiting times,’’

‘‘differing medical opinions,’’ ‘‘inconsistent advice,’’
or ‘‘information overload or underload.’’

The Violation of Assumptions About Life and Health ‘‘An assumption that life will be long and that a person’s state of
health is within their control, dependent on their lifestyle and
behaviors’’ was violated.

‘‘He ran every day, ate well, and we thought he would have a long
healthy life and we would live into old age togetherdwe were
wrong.’’

The Circle of Association ‘‘Everyone in our family has their opinions and own experiences
with doctors, so at times it was too much.’’

‘‘My sister drove us crazy, always calling our mom and stressing
her out about what to do next.’’

Several participants expressed the distress of their young children
who ‘‘cried because they wanted to see grandma but she was too
sick.’’

Many participants spoke of how others within the circle were
‘‘significantly distressed, but we all came together, knowing how
bad the diagnosis was.’’

Contextual Factors of Family Caregiving ‘‘Dad takes care of her (mother) but I call every day and come
over a couple of times of week to help with doctor’s
appointments or help when she is sick from the treatments. As
the older sister, I have always felt it was my responsibility.’’

‘‘Above everyone else, mom knows that I have always been the one
to help herdshe can always count on me.’’

‘‘With everyone over, there is no private time and no place to
retreat.’’

‘‘He is the focus of my lifedI will take care of myself when it’s
over.’’

Primary Stressors Associated with Family Caregiving
‘‘Learning the health system was unreasonable given all that was

happening.’’
‘‘Physicians are just making educated guesses and no one really

has the answer.’’
‘‘You don’t know what to expect or have the bigger picture.

Information is important to understanding what to expect.’’
The caregiver was concerned that ‘‘hope would be taken away if

she knew it was cancerdbut yet she knew something was really
wrong.’’

‘‘I am most stressed now that the effect of cancer is seen on the
outsidedher color, her weight loss, and the falling out of her
hairdand the worst is that I can’t do anything to change it.’’

‘‘He is trying to protect me and still wants to be in charge so that I
am not as stressed but I want to do things for him because he is
the one who is sick.’’

One caregiver stated ‘‘I am trying to stay strongddespite
everything she is amazingdtogether we will fight this
disease to the very enddwhatever it takes.’’

Secondary Stressors Associated with Family Caregiving
Conduit of Medical Information ‘‘I spend hours on the phone telling everyone what is

happening.’’
‘‘Her whole family wants to visit when I just want to be alone with

her.’’
(Continued)
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Table 6
Continued

Social Life Became Limited One caregiver remarked, ‘‘I used to enjoy going to church but
now I don’t want to leave him home alone so I am missing my
church community.’’

The circle of associations and connections shrank as ‘‘there is no
time to spend with friends and who wants to be with Debbie
Downer.’’

Losing Pleasure in Life ‘‘Nothing matters anymore.’’
Caregiver Identity ‘‘I will have no one to care fordI won’t know what to do with

myself.’’
Financial Stress ‘‘I got enraged at the staff and it wasn’t a pretty picturedI just

couldn’t have them add to her pain and insecurity.’’
Coping, Resources, Discoveries, Gains and Growth

‘‘Sometimes you can’t believe what happens and the only thing
you can do is laugh.’’

People were ‘‘more supportive than could ever be imagined.’’
‘‘In the face of death, you learn to not sweat the small stuff’’
‘‘To let go of the negatives and focus on the positives in your life.’’
Learned to ‘‘ask for help.’’

Changes or Transitions ‘‘He loves me so much, he wants to make it easier for medgetting
everything fixed in the house’’ and ‘‘teaching me how to take
care of the bills.’’

‘‘She is telling me what she wants and as hard as it is to hear, it
helps me understand what I need to do.’’
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3) The Violation of Assumptions about Life and
Health. Family caregivers were shocked by
the ‘‘sudden and unexpected’’ diagnosis
of advanced pancreatic cancer. If the pa-
tient had a healthy lifestyle, it was unfath-
omable to both patient and caregiver that
the symptoms were from a life-limiting ter-
minal disease. Caregivers quickly learned
that lives can be ‘‘changed on a dime’’
and ‘‘that all bets are off.’’

4) The Circle of Association. Beyond the
patient-caregiver relationship, partici-
pants described a ‘‘circle of association’’
that included family, friends, and the
community. Several participants spoke
about how others enhanced or interfered
with interactions with health care profes-
sionals given their own expectations,
fears, and degree of trust of the health
care system. The relationship of patient
and family caregiver was of a patient-
child or patient-spouse; however, other
family members were secondarily in-
volved. Within the context of the pa-
tient/caregiver relationship, there were
varying ages and degrees of emotional
closeness dependent on the history of
the relationship. For example, their
mother was ‘‘their best friend’’ or the
illness brought about a sense of responsi-
bility although ‘‘the relationship was not
close before.’’

5) Contextual Factors of Family Caregiving. A
number of contextual factors were illus-
trated by participants. The family caregiver
may be the primary caregiver, who as-
sumed total responsibility on a 24 hours
basis. Alternatively, a caregiver may assume
secondary responsibilities for caregiving,
acting as support when the primary care-
giver needs relief, or there was a sharing
of responsibilities with other family mem-
bers. Often, physical proximity to the pa-
tient resulted in expectations by patients,
caregivers themselves, or extended family
that the member in closest physical prox-
imity would assume a direct caregiving
role. Family members who lived farther
away often were relieved that they did not
have direct responsibility for caregiving
but also expressed a sense of lack of con-
trol over the situation. Family caregivers
discussed openly either a willingness to care
born out a sense of responsibility or duty
or (less often) a sense of ‘‘being forced’’
to assume caregiving responsibilities, with
a perception of great personal sacrifice.
In several families, a sense of competition ex-
isted between caregivers, with a need to
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be viewed by the patient or other family
members as the one who wasmost commit-
ted and supportive. Increased family inter-
action at a time of heightened anxiety
exacerbated preexisting negative family
dynamics and issues. As the patient’s needs
increased and the final days approached,
with more family members in attendance,
family caregivers felt an invasion of their
personal space and a lack of privacy. Family
caregivers also spoke of competing priorities
when the patient’s needs were primary; fol-
lowed by the needs of children, spouses,
and others; and compounded by the de-
mands of work. Caregivers’ self-care was
not a priority.
Primary Stressors Associated With Family Caregiv-
ing. Along with the contextual factors were
the primary stressors that derive directly from
the patient’s illness and were sources of great
angst for caregivers. The lack of clear information
and support from health professionals was often
an intense source of distress. Caregivers also ex-
pressed great distress about revealing or conceal-
ing the diagnosis and the prognosis to patients.
This was particularly true when it was a parent-
child relationship and the patient was elderly.
Patients may have requested complete disclo-
sure related to the diagnosis, but caregivers
held steadfast to hope and asked the medical
team to conceal information from the patient.
As well, caregivers expressed a need to under-
stand the whole process. Given the grim prognosis,
another caregiver said ‘‘we dance around the
edges’’ with death looming near but ‘‘having
to put on a happy and positive face’’ to not fur-
ther frighten the patient. As such, the caregiver
served as protector of not only the patient but also
other family members who could not accept
and face the death of someone they love.

Although the unknown and uncertainty are
constant, the patient, family caregiver, and ex-
tended family strived to maintain a sense of nor-
malcy. However, the family caregiver and other
family members experienced reciprocal suffer-
ingd‘‘up when the patient is up and down
when the patient is down.’’ Just when care-
givers seem to achieve some equilibrium,
a new wave of bad news or unmanaged patient
symptoms overcomes them. One caregiver said
‘‘his pain is my pain’’ and others said that
‘‘watching hurts.’’ As the disease progresses
and the reality of the diagnosis and death takes
hold, caregivers became extremely distressed
by a sense of lack of control and often a sense of
failure. They could not control the disease,
were unsure about symptom management,
and ‘‘felt frustrated’’ if the patient was ‘‘not eat-
ing and not helping herself.’’
Distress also stemmed from the struggle of in-

dependence and dependence of the patients them-
selves. In striving for normalcy, many patients
wanted to remain independent in self-care
and maintaining their roles at home. Care-
givers, however, were ‘‘wanting to be helpful’’
and ‘‘take off the pressure,’’ which created
a sense of resentment on the part of the pa-
tient. Both the issues of protection and the
level of assistance create a ‘‘push-pull’’ dynamic
between caregivers and patients. Caregivers
understand the patient’s need for control but
also the ‘‘tension it creates in the relation-
ship.’’ Caregiver guilt was experienced, for ex-
ample, when ‘‘I pressure her to eat’’ or ‘‘get
angry and frustrated’’ when the patient
‘‘doesn’t have the energy to do things.’’ Care-
givers’ guilt also came from ‘‘pressuring her
to continue treatment’’ despite the symptom
side effects and patient’s feelings that ‘‘enough
is enough.’’ Anticipatory grief was manifested as
caregivers want to maintain hope when the pa-
tient was ‘‘ready to let go.’’ Maintaining hope
also involved believing in miracles. One caregiver
stated ‘‘if we stay positive, positive things will
happen.’’ However, for many caregivers, the
‘‘fear of being alone’’ was a driving force for
‘‘holding on.’’ The comments ‘‘I can’t let her
go’’ and ‘‘I don’t know what I’ll do without
him’’ were reflective of their anticipatory grief.
Caregivers also realized that the losses were in-
crementaldloss of companionship, normalcy,
physical intimacy, etc. Many caregivers
throughout the illness experience hoped or
believed that perhaps they could will them (the
patient) into wellness by making sure that the pa-
tient ate well, got rest, and maintained a posi-
tive attitude. The mutuality of the illness
experience also mandated that caregivers mir-
ror the courage of the patient when they are re-
ally ‘‘falling apart inside.’’

Secondary Stressors Associated With Family Caregiv-
ing. Family caregivers were the conduit of med-
ical information to other family members and
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friends, taking phone calls, and having their
lives disrupted by multiple visitors to the
home or trips to the hospital, which created
additional tension and conflict. The care-
giver’s own social life became limited as he or
she was consumed by the demands of caregiv-
ing. Caregivers related that ‘‘friends don’t
know what to say’’ or even worse ‘‘just don’t
ask’’ and that really hurts as ‘‘my mother is
now the center of my life.’’ Yet, caregivers can-
not find the time to de-stress and take time out to
care for their own physical, emotional, or spir-
itual needs. Caregivers also spoke about losing
pleasure in life and expressed concern that their
work suffered. On a philosophical level, care-
givers began to question ‘‘Who am I?’’ and
‘‘What will become of me when she is gone?’’
Caregivers’ identity and meaning and purpose
in life were intimately tied to the relationship
with the patient and, for the period of illness,
their identity is defined by the caregiving role.
Part of the angst expressed by caregivers was in
second guessing themselves as to whether they
had made the right decision. For some, anger
surfaced as they ‘‘have been dealt a bad hand,’’
and resent the injustices of life, for example, pa-
tients being asked to pay before they receive
treatment or fighting with insurance compa-
nies for coverage of medical bills. The financial
stress of the patient became the caregiver’s
responsibility.

Coping, Resources, Discoveries, Gains, and Growth.
With respect to coping with the illness experi-
ence, some commented ‘‘I have support from
the family,’’ ‘‘I have faith in God,’’ or ‘‘I get
praise for doing a good job.’’ Several partici-
pants cited laugher and humor as ways of cop-
ing. Despite little time to care for themselves,
participants spoke of ‘‘trying to exercise,’’ ‘‘go-
ing away for a day or two with the children,’’
and ‘‘going to the nail salon or window shop-
ping,’’ which provided a brief respite from their
worries and the demands of caregiving.

On a cognitive level, participants coped by,
for example, ‘‘getting good news,’’ ‘‘denial,’’
‘‘choosing not to think about it,’’ and ‘‘choos-
ing what to hear.’’ Participants also compared
their experience with other patients and care-
givers with advanced pancreatic cancer, particu-
larly those ‘‘who were sicker or who died.’’ This
engendered a ‘‘sense of gratitude’’ that ‘‘things
could be worse.’’ What was important to all
participants was ‘‘living in the present’’ and
‘‘looking for the good in every situation.’’
Speaking to ‘‘positive people’’ gave them
strength and offered a supportive perspective.
What was striking about the responses of partic-
ipants was that the idea of coping was not an ac-
tive process but something ‘‘you just have to
dodwhat other choice do you have.’’ A com-
mon response was that coping involved stifling
emotions and maintaining their composure,
particularly in the presence of the patient.

Despite many comments about positive ways
of coping, three of the participants were not
coping well. Their distress was apparent in their
words and voices. One participant expressed
concern about the amount of alcohol she was
drinking with the stress from her mother’s dy-
ing and having a sick husband and teenage
children. Another noted how withdrawn she
had become, focusing her entire life on her
mother’s needs to the neglect of her work and
family. She realized that she was extremely
depressed and would ask her physician for an
antidepressant. One wife said that she had
lost 30 lbs as she had no appetite and was chain
smoking. Similarly, a husband said that he was
smoking more as his way of reducing his stress.
To deal with the circumstances they faced, fam-
ily caregivers had to ‘‘adjust expectations’’ and
‘‘accept a new normal,’’ understanding that
life would never be the same but ‘‘you have to
make the best of a bad situation.’’

In terms of resources, participants discovered
their own strength, experienced the support of
others, appreciated time together, were strength-
enedby thepatients themselves, andhad adiffer-
ent perspective on life. For most, the response
was that they ‘‘were stronger than they realized,’’
reflecting an increased self-efficacy. To their
surprise, not only did immediate family and
friends offer support but also individuals from
the general community and church offered
words of concern and encouragement. By shar-
ing their personal stories, people tried to con-
nect and acknowledge the distress of illness for
both the patient and the family. Participants cap-
tured a central idea of ‘‘just appreciating being
together’’ for whatever timewas left. Awife stated
‘‘I have never spent this amount of timewith him
and I am grateful because we have actually be-
come closer.’’

When questioned about the discoveries,
gains, or growth experiencedduring theprocess
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of caregiving, participants quietly reflectedd
having to think about the answer. Discoveries,
gains, or growth were secondary outcomes
which could only be appreciated based on prior
lived experiences and losses. A remarkable dis-
covery was that patients were ‘‘amazingly brave’’
and demonstrated ‘‘courage’’ which helped the
family caregiver to remain strong. Reciprocal
strengthening was revealed as one participant
said ‘‘my mother has always been the backbone
of our familydher strength has strengthened
me.’’

When asked about the gains in caregiving,
the overwhelming response by family care-
givers was that there were no gains. However,
one participant said ‘‘I have faced a lot of
death in my career to know that in hindsight,
there will be recognition of something gained
even in the face of death.’’ Personal growth was
expressed as caregivers experienced new per-
spectives about life. One participant found
an answer to the question ‘‘why me’’ as her
mother said ‘‘no, why not me?’’ Another aspect
of growth was that although in the past they
took charge or managed on their own, now
they learned that although self-reliance is im-
portant, allowing others to help was necessary.

Changes or Transitions. When participants
were asked about the changes or transitions re-
lated to the illness that they were experienc-
ing, they did not seem to connect with the
question immediately. However, as they spoke
of the changes they were experiencing, the
sentinel transition was the diagnosis with pan-
creatic cancer, which led to an instantaneous
transition from a state of health to a state of illness.
Transitions were, for the most part, not specific
events but more gradual changes over time and
were more readily identified retrospectively.
The nature of transitions was as an insidious
evolutionary process of change in terms of life-
style, relationships, intimacy, and loss with
a shift toward an increasing internal focus of
thought and external locus of control. The
greatest transition was when it was clear that
the patient’s symptoms resulted from the dis-
ease rather than the treatment. This transition
involved the realization that there was no cure for
the disease, and with the ‘‘cancer showing on
the outside,’’ death would happen in the
near rather than distant future.
Psychologically and spiritually, another ma-
jor transition was a shift of focus from society,
the community, and family to a laser-like focus
on the patient and relationship. This turning
inward was because of a lack of psychic ‘‘energy
to focus on anything else’’ and a desire to put
‘‘every ounce of energy into sustaining the re-
lationship.’’ In the quiet moments of the day,
caregivers had fleeting thoughts about the pa-
tient’s death, and what this would mean in
terms of their own identity and life. Thoughts
about death surfaced when any hope for cure
was lost and the patients themselves had
started preparations for death. Caregivers con-
tinued the fight as long as the patient was en-
gaged in the battle; a major transition was
coming to a point of acceptance that death was
near and patients were ready themselves to
‘‘let go.’’ The transition was a shift from the
hope for a cure to the hope for a comfortable
death on one’s own terms.

Unmet Caregiver Needs. Caregivers could not
readily identify their own unmet needs, per-
haps because their focus was not on them-
selves. However, in listening to their stories
and the stressors associated with caregiving, it
was evident that caregivers’ unmet needs
were to have someone to address their feelings
and acknowledge the physical, emotional, so-
cial, and spiritual impacts associated with ill-
ness, loss, and the anticipated death of
someone they loved. The needs of the care-
givers were closely tied to the needs of patients
and others in their circle of association; yet, for
themselves, there was no true acknowledgment
of their suffering. The opportunity to share
their experiences and feelings was not a focus
of health professionals; no one asked about
what they felt and how they were coping with
the situation. In fact, all participants welcomed
the opportunity to share their true feelings,
one going so far as to say that participating
in the study ‘‘was a blessing.’’
Discussion and Implications
The results of the pilot study supported the

feasibility of a larger proposed study regarding
recruitment and retention of participants and
appropriateness of the selected instruments
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and interview guide and informed the data col-
lection processes. Results also reinforced the
rapid illness trajectory of patients with pancre-
atic cancer, given that most patients were ini-
tially diagnosed with advanced disease. The
time from diagnosis until treatment is ex-
tremely short, making it important for the on-
cology staff to immediately refer eligible
patient/caregivers to the research team. The
administration of the quantitative component
of the study before the qualitative interviews al-
lowed participants to develop a sense of com-
fort with the researcher. Although an
interview guide was developed to address the
components of the Stress Process Model,33

the open-ended questions and reflective inter-
viewing skills of the researcher encouraged
communication; the researcher was able to fur-
ther prompt the caregivers regarding the neg-
ative or positive feelings associated with
caregiving, and participants appeared relaxed
telling their stories.

In the interviews, the researcher brought the
conversation back to the perceptions and
needs of the caregiver rather than the patient.
As similarly reported by Edwards et al.,15 the
patient’s health governed the experience.
Pusa et al.36 and Petrin et al.27 also found
that caregivers were ambivalent about their
own needs as they believed that health profes-
sionals should focus on the needs of the pa-
tient rather than themselves. Stajduhar et al.24

described the ‘‘legitimacy of need’’ and recog-
nized that caregivers’ views of their roles and
needs would be important in understanding
the interventions that caregivers would accept
for themselves. The results of this pilot study in-
dicated that when asked to focus on their expe-
rience, caregivers felt a sense of care and
concern for themselves, which was not commu-
nicated to family or health professionals. Prior
studies conducted by the first author have iden-
tified the physical, emotional, and social needs
of family caregivers28,29,37 and their willingness
to participate in palliative care research.38,39

The pilot study also provided qualitative
data regarding family caregiver experiences
during the treatment phase of illness and rein-
forced the similarities to and differences from
other cancer caregiving populations. Similari-
ties relate to the primary stressors of direct
care demandsdphysical care, maintaining nu-
trition, and management of symptoms.18
Given et al.18 and Petrin et al.27 also reported
competing demands, the disruption of the
caregiver’s usual daily activities, and assuming
other household responsibilities as sources of
caregiver stress. Other studies have docu-
mented the secondary stressors of being the
conduit of information for the family and the
need to reduce work-time and deal with the fi-
nancial consequences of illness.18,21,40 As in
the pilot study, Edwards et al.15 indicated that
caregivers expressed concern if what they
were doing was right for the patient and if
they were second guessing the medical deci-
sions. Reciprocal suffering has been substanti-
ated by several caregiving articles,23,41,42

indicating that caregiver well-being decreases
as patient well-being decreases.

As reported in the caregiving literature,18,23

the caregivers in our study also often coped us-
ing cognitive strategies, drawing from internal
strengths, remaining positive, adjusting expec-
tations, and suppressing their own emotions.
Strang and Koop25 documented that care-
givers’ beliefs and commitment to caring
were important aspects of effective coping
and that the patients themselves assisted care-
givers in preparing for their death on practical
levels and offered moral support. Our results
support the work by Stajdhur et al.23 who rec-
ognized that caregivers with a positive ap-
proach to life were better able to cope with
the demands of caregiving. As with our partic-
ipants, other ways of coping were effective
problem solving, making meaning, comparing
the situation to others, and acting as advocates.
Downe-Wamboldt et al.13 found that caregivers
may view the disease as a challenge rather than
a threat. This mind set was initially expressed
by our participants but changed radically as
disease progression became evident and death
was imminent. As also reported by Given
et al.,40 our participants attempted to accept
a ‘‘new normal;’’ however, a few were not cop-
ing well as evidenced by unhealthy behaviors,
for example, poor nutrition and increased al-
cohol and cigarette consumption.

Remarkably, the qualitative data collected at
only one data collection point early in the
treatment phase reinforces the unique issues
of this caregiver population, which are differ-
ent from those of other cancer caregivers.
For patients with advanced pancreatic cancer
and their caregivers, the onset of physical
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symptoms heralds an advancing illness and
a change from a state of relative health. Al-
though DuBenske et al.,14 James et al.,43 and
van der Molen44 also found that caregivers
seek information about disease, treatment op-
tions, and prognosis, in the case of advanced
pancreatic cancer, a definitive diagnosis is of-
ten elusive and delayed. Caregivers express
a lack of clear information from health profes-
sionals. As recognized in Michel’s Theory of
Uncertainty, a state of uncertainty exists in
which both patients and family caregivers are
vulnerable and express significant distress.45

With a definitive diagnosis, the caregiver may
further grapple with revealing or concealing
the diagnosis from the patient. Caregivers
and patients feel that everything happens too
fast and they are overwhelmed.

With the condensed time frame-associated
advanced pancreatic cancer, emotional prepa-
ration for patients or their family caregivers
is also limited. It was astounding how, within
weeks of the diagnosis of advanced pancreatic
cancer, this sample of family caregivers could
provide such rich descriptions of the burdens
and benefits of the caregiving experience.
Caregivers described the need to become ‘‘la-
ser focused’’ on their relationship with the pa-
tient, with no time to waste to sustain the
relationship and express love and care. As re-
ported in other studies,18 the caregivers in
this pilot study attempted to maintain ‘‘hope’’
and ‘‘normalcy,’’ despite the odds. Yet, the con-
tradiction revealed in our study was that care-
givers’ psyches moved them into thinking
about their identity after their loved one’s
death, and almost prematurely, they articu-
lated the major changes and transitions associ-
ated with the illness experience and perhaps
the associated discoveries or gains. This is con-
trary to the results of Strang and Koop,25

which suggest that the gains of caregiving are
difficult to understand while the caregivers
are going through the experience, but may
be more readily identified retrospectively, as
family caregivers are given an opportunity to
reflect on their caregiving experience.

As potentially different from other caregiver
populations, caregivers in this pilot study also
mentioned a number of issues that are not per-
vasive in the caregiving literature. First is the vi-
olation of assumptions, also reported by Petrin
et al.27 based on relatives of patients with pan-
creatic cancer, that even health conscious indi-
viduals may rapidly succumb to a terminal
cancer. Furthermore, the family, extended
family, and community understand the serious-
ness of a diagnosis of pancreatic cancer and
collectively become quickly responsive. What
may be different is the urgency and intensity
of the response by caregivers with concern
about physical proximity to the patient, per-
ceptions about the need to care, competition
between caregivers, and the invasion of their
space and privacy. Also not described in the lit-
erature are the expressions of guilt as care-
givers describe the desire to ‘‘will the patient
into wellness,’’ their anger when the patient
will not eat, distress when the patient has pro-
found fatigue, and an inability to accept the
rapid changes in the patient’s health. For sev-
eral, there was recognition of the struggle for
patients to maintain independence, whereas
some caregivers became so protective that
they imposed dependency on the patient, cre-
ating conflict in the relationship. As described
by Petrin et al.,27 life was governed by the pa-
tient’s needs as caregivers dismissed their
own needs and neglected their work and other
important relationships.
The results of this pilot study align with the

key recommendations identified at the Na-
tional Institute of Nursing Research Palliative
and End of Life Care Summit related to family
caregivers, including use of a conceptual
framework and mixed methods approach to
explore caregivers’ experiences.46 The qualita-
tive data suggest that there are several urgent
needs of family caregivers of patients with ad-
vanced pancreatic cancer that warrant further
in-depth exploration in future studies and
have potential clinical implications. First is
the idea of a ‘‘warning shot’’ in which patients
and caregivers are told that pancreatic cancer
is a possibility, particularly when the constella-
tion of symptoms is suggestive. Perhaps the
patients and caregivers would prefer the un-
spoken truth. Second is honesty and openness
of health professionals in meeting informa-
tional needs regarding the progression of
symptoms and full disclosure of the benefits
and risks of treatment. Third is the use of an
institutional guide to help caregivers navigate
rather than feeling lost in the health care
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system; a person who recognizes and welcomes
them, personalizes the experience, and pro-
vides information and guidance. Fourth is
a health professional who teaches them about
the possible physical changes and manage-
ment of related symptoms. Fifth is providing
a direct opportunity to address the emotional
needs of family caregivers, with time separately
scheduled to listen to their concerns and feel-
ings. Sixth is assessing caregivers’ resources
and coping mechanisms, with a focus on not
only negative emotions and anticipatory loss
and grief but also the discoveries or gains re-
lated to the illness experience that may sup-
port their resilience. Seventh is assisting
caregivers in developing a plan that provides
practical relief from caregiving and gives per-
mission to take time to care for themselves,
while balancing work and sustaining important
relationships. Eighth is helping caregivers shift
from a hope for cure to a hope for a peaceful
death for their loved ones.

Not only is the proposed larger, prospective,
mixed methods study of the experience of
family caregivers feasible, it is critical if health
professionals are to truly provide care to the
unit of care, the patient, and the family. By
identifying and addressing the negative as-
pects, while simultaneously reinforcing the
positive aspects of caregiving, health profes-
sional can reduce the chance of physical and
mental illness of caregivers and can provide
the support needed so that caregivers can con-
tribute to the care of the patient in positive
and rewarding ways. Plant et al.22 remind
health professionals that delivering supportive
interventions for family caregivers involves pre-
dicting the nature of caregiver’s needs and
identifying the necessary knowledge and skills
to meet the demands of caregiving. The results
of this descriptive research will assist health
professionals in developing differing models
of care and tailored interventions to support
caregivers of patients with advanced pancreatic
cancer across the illness trajectory.
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Table 1
Components of the Stress Process Model

� Caregiving context that includes sociodemographic characteristics of the patient and caregiver, history of illness, history
of caregiving, and factors associated with the caregiving experience.

� Primary stressors that arise directly from the patient’s illness and may include the patient’s symptoms or impairment, ability to
perform activities of daily living, cognitive deficits, and behavioral problems, and stressors such as caregiver burden, including
the subjective assessment of the degree to which the caregiver perceives each event, including possible role overload (time and
energy), role captivity (trapped in the caregiving role), and the loss of relationship (lost intimacy and social exchanges).

� Secondary stressors that include tension and conflict in maintaining other roles in one’s life such as employment and family
relationships; interruptions in other areas of the caregivers’ life; and intrapsychic strains, which erode a person’s self-concept,
particularly related to a sense of caregiver mastery.

� Coping that includes the ways of handling caregiver stress. Resources that include social, financial, and the internal resources
that increase the ability to manage and cope with stressful experiences. Resources also include social support which involves
information, material or financial support, and instrumental or emotional support, as well as perceived discoveries or gains of
the caregiving experience, such as personal growth or sense of mastery.

� Changes/transitions, which are acute or gradual in nature, are experienced by the patient and caregiver during the
illness trajectory.

� Outcomes that include positive and negative health outcomes and identification of unmet needs.

Table 2
Interview Guide Based on the Stress Process Model

Stress Process Model (Pearlin et al., 1990) Qualitative Data

Caregiving context 1. Tell me about the history of your family member’s illness. (enrollment only)
2. Tell me about your history as a family caregiver. (enrollment only)
3. Can you tell me about what is involved in caregiving?
4. Tell me what your role has been in caring for your family member.

Primary stressors 1. What stressors have occurred due to the patient’s illness? (i.e., patient’s
symptoms, patient’s ability to perform activities of daily living, or thinking,
memory, or behavioral changes)

2. In what ways are you experiencing burden or strain as a caregiver?
3. Tell me about any losses that you are experiencing given your family

member’s illness.
4. Describe any gaps in the provision of care by health professionals for you as

the family caregiver.
Secondary Stressors 1. Tell me about any tension or conflict you have in maintaining other roles in

your life such as those related to work, family or social life.
2. What knowledge and/or skills do you need for caregiving?
3. What is difficult or what is easy with regard to your caregiving role?

Coping/resources/discoveries/gains 1. How are you coping with this experience?
2. What, if any, concerns do you have about the way you are coping?
3. What resources are needed to help you cope with this experience? (i.e.,

information, practical help, financial help, emotional support)
4. What have you discovered or learned through this experience?
5. Tell me about any positive aspects or possible gains associated with

caregiving.
6. In what, if any ways, have you experienced personal growth?

Changes/Transitions 1. What changes are you experiencing?
2. Are there any turning points or transitions in relation to the illness?
3. What meanings or expectations are associated with these changes?
4. How are you responding to these changes?
5. How do you plan on moving forward?

Outcomes 1. What are the negatives outcomes of caregiving?
2. What are the positive outcomes of caregiving?
3. What are your unmet needs?
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Table 3
Steps of Qualitative Data Analysis

1) Developing detailed knowledge of the content of the interviews and logs by reading line by line with the highlighting of
specific words or phrases

2) Noting impressions of the participant’s statements
3) Listing tentative headings and reflecting on recurring ideas
4) Analyzing verbatim statements and listing them under the identified headings with the grouping of similar concepts or ideas
5) Summarizing new impressions
6) Comparing the data so that the commonalities and differences in participants’ statements can be examined
7) Establishing themes based on analysis of the data
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