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Abstract
Objective This research informs existing work by examining
the full scope of out-of-pocket costs and lost income, patients’
private insurance behaviors, and their overall management of
finances during their cancer treatment. The intent was to gain a
deeper understanding of patient circumstances and the related
costs.
Methods Participant qualitative interviews were conducted in
person during outpatient clinic visits or by telephone and were
recorded between June 2011 and July 2012. Interviews were
transcribed verbatim and subjected to a descriptive qualitative
analysis. The research team collaborated early in the process
(after three subjects were enrolled) to develop a preliminary
coding framework. The coding framework was modified to
incorporate additional emerging content until saturation of
data was evident. Transcripts were coded using the qualitative
software NVivo version 9.0.
Results Fifteen patients agreed to participate in the study and
14 completed the interview (seven breast, three colorectal, two

lung, and two prostate). Consistent with existing published
work, participants expressed concerns regarding expenses re-
lated to medications, complementary/alternative medicines,
devices, parking and travel. These concerns were exac-
erbated if patients did not have insurance or lost insur-
ance coverage due to loss of work. Although many
acknowledged in hindsight that additional insurance
would have helped, they also recognized that at the time
of their diagnoses, it was not a viable option. Previously
unidentified categorical costs identified in this study in-
cluded modifications to housing arrangements or reno-
vations, special clothing, fitness costs and the impact of
an altered diet.
Conclusion We confirmed the results of earlier Canadian
quantitative work. Additionally, cost categories not pre-
viously explored were identified, which will facilitate the
development of an improved and more comprehensive
quantitative questionnaire for future research. Many pa-
tients indicated that supplemental health insurance would
have made their cancer journey less stressful, highlight-
ing existing gaps in the government funded health care
system.
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Introduction

Limited published research exploring cancer patients’ out-of-
pocket costs (OOPC) for cancer and treatment-related services
has been undertaken in Canada. Especially absent are more in-
depth investigations on the nature of these costs and the im-
pacts they have on patient’s overall quality of life (QoL). The
most common perspective related to the economics of cancer
is a burden of illness study presenting total societal cost of all

* Christopher J. Longo
cjlongo@mcmaster.ca

1 Health Policy and Management, DeGroote School of Business,
Centre for Health Economics and Policy Analysis, McMaster
University, Hamilton, Ontario, Canada

2 Dalla Lana School of Public Health, University of Toronto,
Toronto, Ontario, Canada

3 Bloomberg Faculty of Nursing, University of Toronto,
Toronto, Ontario, Canada

4 Centre for Health Economics and Policy Analysis (CHEPA),
Department of Economics, Department of Health, Aging & Society,
McMaster University, Hamilton, Ontario, Canada

5 Toronto Central Regional Cancer Program, Toronto, Ontario, Canada

Support Care Cancer (2016) 24:4541–4548
DOI 10.1007/s00520-016-3293-0

http://crossmark.crossref.org/dialog/?doi=10.1007/s00520-016-3293-0&domain=pdf


cancer cases in one country. The most recent Canadian burden
of illness study estimated the direct ($4.2b) and indirect
($11.9b) burden of cancer at $16.1 billion [1]. Although these
figures are important to understand the total impact on our
health care system and society, they typically provide very
little detail on the financial impact of a cancer diagnosis on
patients and their families directly. It is important to under-
stand that although Canada has a publicly funded health care
system, there are still a number of aspects of care that are not
fully covered, and/or that vary by province in the comprehen-
siveness of the coverage. These financial costs include (but are
not limited to) prescription drugs that are not provincially
covered, and homecare beyond provincial funded limits. It is
recognized that private health insurance can mitigate some of
these gaps in coverage, and hence our interest in including an
evaluation of private insurance behaviors. Private insurance
comes in many forms and we inquired specifically about crit-
ical illness, long-term care, and supplementary care insurance
schemes. Each of these cover items typically not covered by
government and are either purchased separately or are part of
employer benefits. Critical illness policies are lump sum pay-
ments based on physician confirmed diagnoses including can-
cers; long-term care policies provide a monthly payout when
those insured require extended stays at health care facilities,
and supplemental policies cover a variety of items including
hospital room upgrades, non-funded drugs, and health care
devices. Recent trends in terms of the number of person’s
uninsured or underinsured in Canada suggest that private in-
surance coverage is lacking or unaffordable for some individ-
uals. This is supported by data showing increases in out-of-
pocket costs and insurance premiums in Canada between
1997 and 2009, and low participation rates particularly in
lowest income quartile of the population [2].

The indirect costs on patients can be substantial and
there is some literature that has examined the impact of a
cancer diagnosis on either patient out-of-pocket costs
[3–6], lost income [7, 8] or both [3, 9]. Several articles
have examined cancer related financial hardship [10], spe-
cific examinations of breast cancer patients costs [11], or
those of palliative care patients including those with cancer
[12]. This research on patient costs has consistently shown
that lost time from work and lost productivity are the most
significant of the financial issues, followed by travel costs,
and then medical costs not covered through the Canada
Health Act (government health coverage) nor by private
insurers. Each of these is important, but little investigation
into whether this represents all aspects of patients financial
burden has been undertaken in a Canadian context. It was
our intention to explore these under-examined aspects
more completely. Although some exploration of health in-
surance behavior has been published [13–16], there ap-
pears to be a paucity of information reflecting on insurance
behavior after a relevant health event has occurred.

One of our key objectives with this research was to examine
the full scope of out-of-pocket costs and lost income, patients’
private insurance behaviors, and their overall management of
finances during their cancer treatment.

It was hoped that this research project would not only in-
form the qualitative research literature related to the financial
burden of cancer but also inform future quantitative work in
this field by ensuring new emerging themes from this work are
appropriately measured in the quantitative research going
forward.

Methods

A qualitative descriptive design was used for this study [17,
18], engaging participants in an in-depth interview. This meth-
od was selected to facilitate exploration of patient perspectives
in an open manner so we could capture new insight regarding
financial challenges beyond that of previous quantitative ap-
proaches. All patients signed an informed consent. The study
and consent formwere approved byMcMaster University and
Sunnybrook Health Sciences Research Ethics Committees.

It was felt that a qualitative approach was warranted to
determine whether previous work in this area had accurately
captured the scope and impact of the financial burden to pa-
tients and their immediate families from their perspective. We
note that although the questions included in our research had
many categories of cost and income effects like lost family
income, we have focused this manuscript on areas where the
existing literature provides little or no information. Participants
for this study were selected on the basis of the following
criteria: on active treatment for cancer for at least a month,
could speak/understand English, between 18 and 80 years of
age, and able to talk comfortably about financial concerns. This
latter criteria was determined by a nurse or social worker who
provided care to the individual, or the research assistant, asking
them about their interest and comfort in participating in the
study. Details on stage of disease, time since diagnosis and type
of treatments were not captured as we believed these details are
not reliably reported by patients.

Participants were initially alerted to the study by a member
of their circle of care, a social worker or a nurse, or by posters
concerning the study hung in the cancer centre. Patients who
expressed an interest met with the study research assistant
who explained the study fully and arranged and conducted
the interview, following consent, at a mutually convenient
time.

The interviews were completed between June 2011 and
July 2012. Two interviewers, trained in qualitative interview
techniques and supervised by the investigators (MF, CL), com-
pleted all the interviews. All interviews were conducted in per-
son with one exception where the participant elected to have it
completed on the telephone. In several instances, a caregiver
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also was present during the interview and offered input. In the
instance where the caregiver had better knowledge and com-
prehension about the finances, because they actually managed
the family finances, their comments were included in the anal-
ysis of the interview transcript. All interviews were audio re-
corded and later transcribed verbatim.

The interview guide was semi-structured and crafted for the
purposes of this study. Participants were encouraged to share
their experiences related to several categories: costs they in-
curred related to their cancer and its treatment for drugs,
homecare, devices, travel/parking, other items; insurance pur-
chasing behavior; financial concerns; and the impact of these
financial concerns. Probes were only used to seek clarification
or confirmation of details. We were seeking to understand more
fully the financial challenges they experienced and how they
managed the concerns both financially and emotionally.

Following the completion of three interviews, the research
team (CJL, MF, AM, JR) reviewed the verbatim transcripts to
determine if the interview guide was effective or there was a
need to alter or add questions or probes. Each team member
reviewed the transcripts independently, making marginal
notes regarding significant categories or content areas. The
team discussed their observations regarding the interview con-
tent together, documenting the range of perspectives and cat-
egories. The resulting list of categories became the prelimi-
nary content codes, and the full list served as the initial coding
classification framework for the study.

Once it was determined that the interview guide was effec-
tive, the remainder of the interviews were conducted. Review
of the interviews as they were completed allowed on-going
identification of any new patient perspectives and insights that
would warrant adding content codes to the initial coding clas-
sification framework. After interviews with 14 individuals had
been conducted, it was evident no new content codes were
emerging and the team felt that data saturation had been
achieved.

Final analysis was conducted by three teammembers (CJL,
MF, AM). All verbatim transcripts were reread independently
by each teammember. Discussionwith the teammembers was
held to determine if the initial coding classification framework
needed any further content code additions. Subsequently, all
interviews were coded using the agreed upon final coding
classification framework. Interview transcript coding was
completed by the lead author (CJL) and reviewed indepen-
dently by the second (MF). Where discrepancies occurred,
agreement was reached through discussion between the two
investigators.

Once coding of the interview transcripts had been complet-
ed, the team members reviewed the content in each of the con-
tent codes and discussed together what significant idea or key
perspectives had been shared by the participants. Subsequently,
the team identified, through discussion and consensus, the
cross-cutting themes woven through the content codes.

The coding classification framework revealed broad con-
tent categories. The cross-cutting themes emerged as two
storylines or narratives: (1) there are personal financial costs
associated with having cancer and challenges in managing
those, and (2) financial burdens of cancer have a profound
impact on quality of life.

In order to do complete justice to the rich data within the
perspectives shared by our participants, we have elected to
present the results of each of these storylines in two manu-
scripts. The description of the impact of the financial burden
on quality of life is not included but will be the focus of a
future manuscript.

Results

There were a total of 15 patients who consented to participa-
tion with 14 completing an interview between June 2011 and
July 2012 (one consenting patients withdrew due to illness
complications). Duration of interviews varied from 23 to
53 min, and were on average about 35 min. The ages ranged
from 37 to 78 years and included seven breast, three colorec-
tal, two lung, and two prostate cancer patients. Family income
ranged from no income to >$80,000 with four patients declin-
ing to answer the income question. Seven were married or had
common-law partners, four were widowed or divorced, two
were single and living with family, and one was living alone
(Table 1). We did not capture details on the one caregiver that
participated with the patient. Initially, all participants de-
scribed the shock of their diagnosis and the challenges related
to treatment itself.

Table 1 Patient characteristics

Description Sample distribution

Female 11 of 14

Average age 51.4 years

Income <$40K 3 of 14

Income >40K, but <$80K 4 of 14

Income >80K 4 of 14

Income unknown 3 of 14

Education—university 10 of 14

Education—high school 2 of 14

Education—unknown 2 of 14

Tumor—breast 7 of 14

Tumor—colorectal 3 of 14

Tumor—lung 2 of 14

Tumor—prostate 2 of 14

Status—married/common law 7 of 14

Status—single/divorced/widow 7 of 14
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The participants were able to focus and describe their ex-
periences related to their financial concerns, at times showing
strong emotion when talking about the impact on themselves
and their families. Costs that are well described in previous
literature were not highlighted in this manuscript.

Financial challenges and financial management

One of the foundational issues for individuals was the actual
unexpected shock of the financial issues. Much of this shock
was a product of how they had been managing their overall
finances before their cancer diagnosis. We noted that partici-
pants were not particularly ready for the additional expendi-
tures and found there were challenges in dealing with them for
a variety of reasons. There were numerous examples where
participants were in a difficult financial situation due to lack of
financial planning generally in the period before their cancer
diagnosis. For example:

BI never look at money as my master…like, if I have 10
dollars, I spend 15^. (pt #1)

BWell, over, say the last 12 years, 15 years, since we got
a mortgage, we kind of just have been spending as if we
didn’t have one. So there’s money that’s accumulated.
[It’s} not that we can’t cover these cost and aren’t cov-
ering these costs^ (pt #11)

Many of these participants were also caught unaware or
unprepared for the financial expenditures that accompanied
their cancer diagnosis and its subsequent treatments. Many
expressed surprise that there were expenses they would have
to cover themselves.

“Well, I mean, certainly we got into unexpected…
financial…expenses that was not in, within our re-
source” (pt #12)

In some cases, the cancer diagnosis and treatment resulted
in a loss of job-security and economic self-reliance. In other
words, the cancer patients spoke of how they could feel they
are more reliant on others following the cancer diagnosis.

BSo, at that point, you become dependent on other
people. You know, like, I have worked hard my
whole life. I’ve paid into this system my whole life.
And now, because I’m critically ill, um, I’m told that
basically, you know, I’m given an income that is not
enough for me to live on, to pay rent, ah, to eat prop-
erly. And so you become entirely dependent. It’s a
very bleak outlook. And that’s been a real kick in
the teeth to me^. (Pt #7)

Insurance value and accessibility

Several participants suggested that although supplemental
health insurance made good sense, there were some financial
barriers making it difficult or impossible for them to consider
taking it up. In one particular case, the participant’s spouse
only tried to purchase insurance after her diagnosis and was
struck by the cost.

BI checked [with] the people from some private insur-
ance. It’s very expensive. I dunno if… the normal guy
like me who works can afford it for the family. It cost a
lot. I, I consider it, but it cost too much.^ (pt #9 spouse)

In other cases, participants stated they made decisions not
to purchase supplemental insurance as they did not think they
would need it. This was the case even in situations where their
employer would provide it as an option on their flexible ben-
efit plan.

“Also, it’s my choice when I picked it out onmy benefits
statement. I could have had more, but I didn’t expect to
be sick. I never expected to be on long term disability.”
(pt #13)

BIf someone had tried to sell me disability insurance, I
don’t think, I wouldn’t have taken it… because there is
not history of cancer in my family.^ (pt #7)

In other cases, as illustrated below, participants clearly saw
the value of supplemental health insurance and made it a pri-
ority purchase in order to mitigate risk.

BWell, I’m a believer in insurance. I think you can quite
tell that. …I think it’s important for everybody^ (pt #6)

It should be noted, however, this particular individual was
in a financially secure position and could afford the insurance.
This was not the case with all participants.

One patient highlighted that supplemental insurance
can be helpful and take many forms, not just extended
hospital care but coverage for critical illness or long-
term care as well. In this particular case, although she
was dealing with her own cancer, she had just helped
her mother through cancer in the recent past, so had
gained some valuable insights from the caregiving of her
mother.

BCritical care [insurance] was [purchased] with my
mom. [when i] was diagnosed, I thought of it. And then
the long term care [insurance] is because, since I’m not
working, I’m going to be paying...for medication, so I
thought maybe this would help.^ (pt #1)
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In this particular situation above, the participant had insur-
ance and recognized its value, its limitations, and that not all
scenarios or costs will be covered. In the example below, the
participant found that it was not clear what would be covered
and what would not be covered by her insurance.

BBecause, you know, in the insurance, [the] thing is
criteria in breast cancer and all, there are so many stages.
It’s not just breast cancer, there are so many things,
right? So they… it’s kind of approved and not, kind of
not approved. Is it enough? It’s never enough^. (pt #1)

Additionally, some patients often realize upon reflection
that additional insurance would have helped, whether they
were able to purchase the insurance or not.

B..you never expect it to, you know, have little expenses,
add up. And I think extra insurance should, would have
been really nice. Like, I was turned down for critical
illness one year before my diagnosis and would have
been paid $100,000 just for having a cancer diagnosis.^
(pt. 13)

What these patients often articulated was that they recog-
nized if they had chosen to, or were able to, purchase insur-
ance it would have minimized the financial challenges they
were currently experiencing.

Expenditures by type

Several types of expenditures were identified during these
interviews. Much of what was uncovered is consistent with
existing literature as it relates to items such as drugs, devices,
homecare, and homemaking expenses. New emerging ideas
not highlighted in the existing literature included financial
impacts/consequences related to residence changes, diet and
exercise choices, and clothing needs. These items are
highlighted in the following paragraphs.

Residence changes

In the case of several participants, either due to financial lim-
itations or because the living conditions were not suitable, it
became necessary to change their place of residence. In the
particular example below, where shared accommodation had
been the arrangement, it was clear that a new independent
residence was needed to reduce exposure to second-hand
smoke.

BI thinking of the new accommodation because my sis-
ter, they smoke... And I am the second hand smoker. So
I want to find a place to move because, during the winter

time, they would smoke in the house; but for summer,
it’s okay, they smoke outside^. (pt #2)

Experiencing decreasedmobility and wanting to be safe led
some participants to make alterations in their existing home
facilities. In this particular situation below, the participant was
speaking about her mother’s cancer diagnosis and treatment
that had occurred less than a year before she herself was di-
agnosed with cancer.

BSo, bathroom expenses, and those are not covered by
anything. You know, things like, I had to get the bath-
room all set up for her, with the hand thing…the one that
you put…on the tub for you to walk in and another hand
one… I changed it. Now, what I’ve done for me, is that
I’ve changed it to a hand shower. So I had to pay for
that.^ (pt #1)

In this second example below, the loss of income and the
additional expenses have resulted in the participant con-
templating selling their primary home in order to cover
living expenses.
BAll I have is my condominium and I’ve thought about
selling it, which I don’t want to. It’s the only thing I
have.^ (pt #3)

Diet and exercise choices

In several cases, either based on their own independent re-
search or on advice of a health professional, participants felt
compelled to improve their eating habits. In this first example,
the participant had decided to improve their nutrition in order
to improve their response to chemotherapy.

BSo basically, when I was first diagnosed, I started
spending more on anti-oxidant kind of, you know, the
food and stuff and researching on stuff I should be hav-
ing before I start my chemo, and changing my diet even
more during my chemo.^ (pt #13)

In this second example, a participant made a personal de-
cision to improve the chances of a successful outcome despite
knowing that there would be a financial cost.

BWell, I believe because I am going to be following a
cancer free diet the best way I can, it’s gonna be quite
expensive, because a lot of fresh food and salads and
things that are not going to be in season is going cost a
little bit of money. Yep, it’s gonna cost more to take care
of myself now that, I’ve been diagnosed with cancer.
I’m gonna follow the right way of eating according to
the cancer society.^ (pt #1)
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This third participant identified diet as a modifiable
risk factor, but recognized it added to the treatment
expense.

BOkay, the easiest thing to change is eating. So
you go on to these websites and they all saying
the same kind of food. So, you know, so it’s usu-
ally fresh this and fresh that. And to get that, it’s
expensive. Your gonna have to change your diet.
Not unless you ate like that already. I mean, some
people do eat like that. I never did. So you think,
okay, maybe it was that but you don’t know. So
you try to do everything you can yourself to avoid
getting cancer again. So drink lots of filter water,
change your diet to a lot of fresh vegetables and
fruits. And it’s basically what your diet is. It’s a
lot of fruits and vegetables And to get that, it’s
quite expensive.^ (pt #5)

Some participants believed a healthy physical regime is
important. For example, this participant felt yoga could help
manage chemotherapy.

B… that’s why I enrolled in yoga stuff. I don’t want
to be, like, I want to be strong enough to be able to
take chemo. But I see some people, when they
come, they are like so tired before they go inside
for the chemo. I don’t want to [be like that.] But, I
know it’s gonna be expensive for the next few
months^. (pt #1)

Clothing needs

Several patients highlighted that due to the frequent visits to
the clinic special clothing was needed.

B…because I am wearing to come [to treatment]…I
bought special clothes to come… when I come for che-
mo because they said to wear loose clothes,…^( Pt. #1)

In other cases, existing clothing was damaged and would
require replacement.

B… going back to my radiation treatments the one
that probably annoyed me the most was ruining two
bras as a result of being marked up for … the radi-
ation treatment.^ (Pt. #8)

In all cases, patients felt that investment in new or replace-
ment clothes was needed or required to accommodate their
ongoing care.

Discussion

Our qualitative investigation uncovered a rich and diverse set
of financial issues related to patients’ cancer treatment. Many
of these we expected to see and are consistent with existing
published literature [3–7], especially those expenses related to
drugs, devices, homecare, travel and parking. New insights
about financial burden, not before reported in the Canadian
literature, related to changes in living arrangements to accom-
modate cancer treatments, investment in a healthy diet and
exercise program, and investment in appropriate or new cloth-
ing. Although these can be significant expenditures they are
not costs governments or private insurers would normally
bear, but they still impact the disposable income patients have
including those funds needed for medical care. Discussions
regarding insurance behavior suggest that a number of those
interviewed were unprepared for the financial shock associat-
ed with a cancer diagnosis and treatment, and in hindsight, felt
some or more supplemental health insurance would have mit-
igated many of these concerns. In some cases, although they
recognized the value of the insurance, it was unaffordable for
them. Others felt that they never thought there was a need for
insurance as they were not in the Bat risk^ population.
Although this is a small sample, it might suggest that much
of the public is ill-informed about how much of health care is
covered by government or that the magnitude of patient costs
does not warrant the purchase of supplemental health insur-
ance. Previous literature for Ontario, Canada cancer patients
suggests that in fact non-government financed healthcare
costs was a Bsignificant or unmanageable burden^ for about
20 % of the population studied [3]. One possible solution to
mitigate these financial burdens would be to include public
education on both financial literacy and an understanding of
the options cancer patients have with private insurance.
Conversely, it also highlights that government programs for
some aspects of care are inadequate for the needs of cancer
patients.

An interesting finding in this research was around the
lack of financial literacy in many patients, and the impli-
cations this had once they developed cancer. We use the
term financial literacy to describe patient’s ability to ef-
fectively manage their household finances. This includes
exploratory retrospective questions on their financial de-
cisions before their cancer diagnosis. We define financial
literacy as the ability to comprehend and manage the im-
pact of household expenses and revenues on overall net
financial status [19]. It highlights that one area that cancer
centre support staff should consider is directing patients
and their families toward education in financial literacy
where it is clear that help is needed. It is less clear if this
type of assistance exists currently in some cancer centres,
what the best approaches are, when they should occur, or
whether further research on this is warranted. It also begs
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the question, who is responsible for this service? Should
government policy ensure financial literacy programs are
available to patients? In any case a greater emphasis on
improving financial literacy may prove beneficial to many
patients and their families regardless of how or who de-
livers it.

The intent when undertaking this research was twofold:
(1) to better understand personal financial costs associated
with having cancer and the decisions and challenges of
managing them and (2) to capture the financial burdens
of cancer and its personal impact on patients and families.
The research allowed us to obtain a deeper understanding
of how costs affected patients’ lives, their decisions about
insurance purchases, and the overall impact on the patient
and family’s lives.

This research allowed us to revisit questions on cate-
gories of cost, and current behaviors for financial man-
agement. The benefit of these findings will be realized
when we undertake subsequent quantitative examinations
of patients financial burdens by reframing some questions
and incorporating new questions that address these previ-
ously unexplored expense categories.

This research uncovered some new cost categories, not
previously explored, that could have potential implica-
tions for developing and offering of support programs to
patients and families at risk for financial challenges.

Limitations

As with all interviews and surveys we are relying on the
accuracy of a patient’s memory, and earlier research sug-
gests that patients tend to under-report or omit smaller
expenses so some minor financial categories may have
been missed [20, 21] so in this regard we expect these
results to be a conservative estimate of patient costs.
This is a relatively small sample, and drawn from a single
institution in an urban setting, with no information on
stage of disease so it would be inappropriate to assume
we could generalize this to all cancer patients at all stages
of disease. However, several of these findings occurred
multiple times, and it is plausible that these issues would
be likely to occur in other institutions and in both urban
and rural settings.

Future research

Applying these findings to current prospective quantita-
tive survey tools to more comprehensively capture patient
costs will allow researchers to determine how significant
these additional cost categories are, and provide a more
complete picture of financial impacts on patients and
families.

Conclusions

Our work confirms and supplements the results of earlier re-
search. Although literature exists providing analyses of the
magnitude of the costs associated with cancer treatment, this
research uncovers a number of issues not otherwise well de-
scribed. The research suggests that attention to issues of
changes in residence, food related expenditures, fitness and
special clothing needs may prove to be important aspects of
financial burden. Future quantitative work would be well
served by examining these types of qualitative studies to en-
sure all aspects of financial shocks to patients are captured.
This work also highlights the need to ensure cancer patients
are informed of the financial demands that accompany cancer
treatment and the ability of private health insurance to mitigate
these costs, even in an environment where public funding of
cancer care exists.
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