Living with cancer and other chronic conditions:
Patients’ perceptions of their healthcare experience

by Kia Duthie, Fay J. Strohschein, and Carmen G. Loiselle
ABSTRACT

Multimorbidity is known to contribute to the complexity of care
for patients with cancer. This qualitative study begins to explore
cancer patients’ experience with multimodal treatments, that is,
treatments for multiple chronic conditions, as well as issues related
to navigating the healthcare system. Participants (n=10) were
recruited from an ambulatory cancer centre in a large, universi-
ty-affiliated hospital in Montreal, Quebec. Important challenges
were reported in terms of striking a fine balance between acute
health needs and underlying ongoing chronic condition(s), expe-
riencing unforeseen treatment complications, and negotiating silos
across medical specialties. Participants also wished to be better
known by the healthcare team. When reporting a positive care coor-
dination experience, participants often attributed it to the inter-
vention by a nurse navigator. Lastly, participants expected a more
personalized care approach and would have liked to be included
in multidisciplinary board meetings. Study results underscore the
impetus to better integrate care across diseases, enhance person-cen-
tred care, and support patients who strive to balance competing
needs when facing multimorbidity.

INTRODUCTION

he number of adults diagnosed with cancer who concur-

rently have one or more chronic conditions is steadily
growing. Aging is associated with a higher incidence of can-
cer and other age-related chronic conditions such as diabe-
tes, chronic obstructive pulmonary disease, heart disease,
arthritis, and hypertension (Canadian Cancer Society, 2012).
At least 78% of older individuals with cancer (aged 60 and
older) are also living with one or more chronic conditions
(Deckx et al., 2012; Ritchie et al., 2011). Older individuals with
three or more chronic conditions have nearly three times the
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number of healthcare visits than individuals with no chronic
conditions (Canadian Institute for Health Information, 2011).
Given a growing population living with cancer and co-oc-
curring conditions (Canadian Cancer Society’s Advisory
Committee on Cancer Statistics, 2015), a better understand-
ing is needed of the healthcare experiences for this complex
needs group.

Multimorbidity and the Cancer Trajectory

Multimorbidity is defined as the coexistence of two
or more chronic or acute conditions within one per-
son (Marengoni et al., 2011; van den Akker et al., 1996).
Multimorbidity can significantly influence patients’ experi-
ences with a chronic illness such as cancer and their interac-
tions with the healthcare system (Smith et al., 2008; Geraci et
al., 2005). Several studies have documented that co-occurring
diseases often negatively impact the cancer trajectory at every
stage including diagnosis, prognosis, treatment, and survival
(Extermann, 2007; Louwman et al., 2005; Meyerhardt et al.,
2003). Co-occurring conditions can also worsen the patient’s
cancer treatment response, prognosis, survival rate, and sub-
sequent health outcomes (Extermann, 2007; Meyerhardt
et al., 2003; Wolf et al., 2005). Elderly cancer patients are
less likely to receive aggressive, curative-intent treatment
(Canadian Partnership Against Cancer, 2016a), which may be
due, in part, to co-occurring chronic conditions (Chen et al.,
2012; Srokowski et al., 2009).

Multimorbidity and Treatment Planning

Treatment planning is one area of concern when address-
ing complex interactions between cancer and concurrent
illnesses. When an individual with multiple diseases is diag-
nosed with cancer, treatment decisions must integrate, coor-
dinate, and prioritize treatment modalities (Boyd et al., 2005;
Yancik et al., 1998). For example, the healthcare team needs to
be mindful of possible medication interactions during the can-
cer treatment process as current clinical practice guidelines
only focus on one illness at a time (Lee et al., 2011; Lindenfeld
& Kelly, 2010; Tinetti et al., 2004). Failing to address complex
patients’ needs may result in undesirable outcomes (Boyd
et al., 2005). Due to the limited availability of resources and
standards for healthcare teams, there is an increased risk of
unforeseen treatment complications and suboptimal quality of
care and life for these patients.

Multimorbidity and Challenges with Care Coordination
Challenges in incorporating cancer treatment plans into
the primary care of chronic conditions relates to the involve-
ment of multiple clinicians, potential medication interactions,
side effects, and competing healthcare needs. Optimal health
management requires frequent communication among clini-
cians, patients, and family members. Unfortunately, efficient
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Table 1: Participant Characteristics

Age | Gender |Cancer Types Chronic Conditions

62 F Breast cancer, colorectal cancer | Autoimmune myesthenia gravis

55 F Endometrial cancer Diabetes

68 M B cell lymphoma Diabetes, hypertension, high cholesterol, haemochromatosis (requiring Coumadin)
62 M Prostate cancer Chronic depression

67 M Colorectal cancer Hypertension, diabetes, pacemaker (requiring Coumadin)
52 F Colorectal cancer Diabetes, high cholesterol

7 F Breast cancer Peripheral neuropathy, osteoarthritis, basal cell carcinomas
79 M Multiple Myeloma Glaucoma, hypertension, high cholesterol

70 M Chronic lymphocytic leukemia Hyperthyroidism, hypertension, high cholesterol

73 F Follicular and B cell lymphoma Cutaneous lupus, Sjogrens syndrome

coordination of services and communication often do not
occur, resulting in unmet patient needs and negative health
outcomes (Burgers et al., 2010; Jabaaij et al., 2012). Studies
indicate that individuals with a higher number of chronic con-
ditions report less favourable experiences with healthcare pro-
viders (Bowker et al., 2006; Burgers et al., 2010).

Several studies address cancer patients’ perceptions of care
and services (Sitzia & Wood, 1998; van Der, 1999; Saultz &
Albedaiwi, 2004; Puts et al., 2012), but few studies have thor-
oughly explored the needs of patients with cancer and co-oc-
curring conditions. This qualitative study was designed to
obtain rich descriptions from the patient perspective (Magilvy
& Thomas, 2009) of their experience with multimodal treat-
ments, often complex healthcare needs, and navigating the
healthcare system. While striving to maintain an exploratory
approach that allowed for the emergence of participant con-
cerns and perspectives, the literature suggesting the complex-
ity associated with multimorbidity, outlined above, as well as
the values associated with person-centred care (Kitson, et al.,
2013; Lusk & Fater, 2013) formed the conceptual frame for this
study. By identifying common themes associated with multi-
morbidity, the study results may inform current clinical prac-
tice and how healthcare teams could better meet the complex
needs of this specific patient population.

METHODS

Participants

Patients diagnosed with cancer and at least one co-occurring
chronic condition were approached at an ambulatory cancer cen-
tre in a large, university-affiliated hospital in Montréal, Québec.
This ambulatory cancer centre provides comprehensive cancer
care including cancer screening, diagnosis, treatment, pain and
symptom management, palliative care, and psychosocial sup-
port. Nurse navigators in the oncology departments recruited
participants who met the following criteria: 50 years of age or
older, English-speaking, diagnosed with cancer and at least one
co-occurring disorder, and had undergone cancer treatment
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(chemotherapy, radiation, and/or surgery) within the last 12
months. Exclusion criteria included any serious pre-existing
physical or mental health condition that would affect the partic-
ipant’s ability to complete the study. Ten of the 14 patients who
were approached agreed to participate (4 patients declined due
to self-reported time constraints). The enrolled participants (5
females and 5 males) were between the ages of 52 and 79 (p = 66)
and self-reported cancer diagnoses included: colorectal, breast,
B cell lymphoma, endometrial, prostate, multiple myeloma, and
chronic lymphocytic leukemia (Table 1).

Interview Protocol

Participants were interviewed individually for 40 to 80 min-
utes at the hospital, in a private location, or in the participant’s
home. The semi-structured interview format included open-
ended questions such as, “Can you tell me about your expe-
rience with your cancer treatment?”, “Can you tell me about
other health conditions or concerns you have been diagnosed
with?”, and “What do you do to take care of this/these condi-
tion(s)?” Socio-demographic information was collected using a
self-report questionnaire.

The interviews were digitally audio-recorded, transcribed
verbatim and analyzed using applied thematic analysis, an
exploratory approach that focuses on the description and
understanding of people’s feelings, thoughts, and behaviours
within a specific context (Guest et al., 2011). It integrates key
methodological techniques to offer “a rigorous, yet inductive
set of procedures designed to identify and examine themes
from textual data” (p. 15, Guest et al., 2011). Central to this
approach is open coding of transcripts to reduce data to short
descriptions or phrases and identify key concepts. Related
descriptions or phrases are then grouped together into cate-
gories, studied for patterns of similar concepts and meaning,
and regrouped into key themes (Magilvy & Thomas, 2009;
Guest et al., 2011). To ensure data trustworthiness (Lincoln
& Guba, 1985; Polit & Beck, 2010; Tuckett, 2005; Koch, 2006),
the first author discussed the emerging analysis with peers
and academic supervisors throughout data collection and
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analysis, integrated emerging analyses into subsequent inter-
views to check analytic concepts with participants, and kept an
audit trail that included all audio-recordings, transcripts, and
detailed records of the research process including the steps
involved in collecting and analyzing data.

RESULTS

Data analysis revealed several key themes. The most salient
was related to participants’ need to establish a ‘fine balance’
between the demands of their cancer treatment and those of
their other chronic conditions. Participants who reported more
equilibrium between cancer treatment demands and other
chronic condition management described their experience as
a ‘holistic, personalized, and caring approach. Whereas par-
ticipants who reported negative experiences expressed con-
cerns over ‘not feeling known or heard by the healthcare team.
Participants in both groups also spontaneously identified the
nurse navigator (a healthcare provider who accompanies and
supports patients and families throughout the trajectory of the
cancer experience) as an essential positive factor in the qual-
ity of their care and their experience of managing multimor-
bidities. An additional theme emerged around participants’
expressed need to be present during multidisciplinary meet-
ings, also called medical rounds or tumour board meetings.

Striking a Fine Balance: Concrete challenges associated with
multimorbidity

Data analysis suggested that participants’ ability to man-
age cancer treatment was more difficult in the presence of cer-
tain chronic conditions, including diabetes and those requiring
medication such as Coumadin. Participants with diabetes, for
instance, reported salient challenges including self-care issues,
medication interactions, painful and worrying side effects, care
and/or medication errors, financial concerns, and poor care
coordination. These participants reported challenges in diabe-
tes management due to cancer treatment. For example, a partici-
pant who was prescribed prednisone as part of cancer treatment
struggled with elevated blood glucose levels. Participants also
reported challenges with managing Coumadin dosages as a
result of cancer treatment: “Now everything is upside down
because of the chemotherapy.” One participant reported side
effects from increased dosages of Coumadin such as delayed
clotting and healing and another participant reported significant
financial concerns when he was forced to switch medications
due to Coumadin incompatibility with his cancer treatment,
stating that the new medication was “extremely expensive” and a
major source of stress for him.

Participants with other chronic conditions such as cutaneous
lupus, hypertension, hypercholesterolemia, hyperthyroidism,
depression, and osteoarthritis reported that cancer treatment
did not have a significant impact on the management of their
chronic condition. They described a relatively steady balance
and felt able to focus on their cancer treatment as the new prior-
ity: “I take my other medication, like I have to. But I don’t focus
on that much because this [cancer] supersedes it all.” They also
described, in general, positive experiences with the healthcare
system, with most of their needs being met. Three participants
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reported, “The nurses, the way the system is working here, it’s
excellent,” “The care and the coordination of the treatment I've
gotten have been unbelievably good,” and “I think I'm being
well, very well taken care of.”

Not Feeling Known or Heard by the Healthcare Team

In addition to challenges for some to balance the demands
from multimorbidities, participants with health-related unmet
needs described obvious gaps in care despite their requests
for additional support. They expressed concerns of “not feel-
ing known” and “not feeling heard” by the healthcare team.
These participants felt that their healthcare providers did
not thoroughly read their medical file or have a good grasp
of their overall medical situation: “I had the feeling at times
that they don’t have all the information, that many people who
did look at my file didn't read the file carefully.” One partici-
pant reported being frequently asked the same questions and
providing the same medical information “all over again.” He
expressed being frustrated about this: “You [the provider] have
this bloody record, you should go into the records and check!”

Participants reported a desire for clearer communication
and engagement around treatment planning and acknowl-
edgement of their healthcare needs. One participant felt sur-
prised and grateful about a particular surgeon who took the
time to thoroughly explain the treatment plan to him, saying,
“He is the [only one] over six to seven years of my life that took
so much time explaining.” This participant discussed how
important it was to take time with patients to get to know them
and help them feel at ease: “You are dealing with people, and
dealing with people takes time.” He felt that taking this time
to address patients’ concerns was “very unique to certain peo-
ple who really, really care.” This illustrates the importance of
improving provider-patient communication.

When clear explanations and information were not pro-
vided, participants felt anxious, confused, and stressed, mostly
as a result of not understanding certain treatment decisions
and processes. One participant was informed that her cancer
was aggressive and fast growing, yet had to wait to start che-
motherapy and she wondered, “How can you wait like that [to
start treatment]?” She also mentioned not understanding why
she had not yet gone through surgery, saying, “I'm a little ner-
vous and upset about these things.”

A Comprehensive Personalized Care Approach

Participants who did not experience complications with man-
agement of their chronic conditions reported appreciating a
‘holistic personalized caring approach’ from the healthcare team
that addressed their concerns: “I was told, ‘If you have any situ-
ation, financial situation or so, you should let us know about it,
it’s something we can help you with” and “They don’t want you
to have anything to worry about.” These participants also men-
tion valuing the time healthcare providers took to tailor the care
to patients’ individual needs: “He gets to know his patients, and
knows how to give you just the amount of information you can
handle.” They also mentioned being made to feel very secure
and comfortable by members of the team: “When I first walked
in here, I was the [most scared] person in the world. And now I
feel so comfortable, because of you people [the healthcare team].”
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The Nurse Navigator as Essential Component of Quality Care

Participants identified the nurse navigator in oncology
as one of the most important resources to go to for informa-
tion, emotional support, and improved continuity of care
while going through the complexities of cancer treatment.
Participants often expressed their appreciation for the nurse
navigator: “It’s a saviour, to have a system like that. Any issue
that I've had, any question, I'm home and I'm concerned or
whatever, I call her. And she calls back,” “She knows every-
thing, she’s there for everything. I think I talk to her more than
I talk to my doctor. I am more comfortable with her”, and “She
has lots of answers clearly for me.” These quotes highlight
the central role the nurse navigator played. Participants also
described valuing the nurse’s role in facilitating communica-
tion amongst healthcare team members as it related to their
care: “She’s my liaison”, “[She is] intervening, making sure all
the people treating me are talking together,” and “You need
somebody who can talk to everybody.”

Being Included in Multidisciplinary Meetings

A salient desire expressed by participants was to be invited
to meetings with the entire healthcare team, including nurses,
oncologists, surgeons, and even the hospital ombudswoman.
They described wanting an opportunity to share with the
team their personal experiences and challenges: “This is how
I react, this is my problem, this is how my body reacts, this is
how my intellect reacts, this is how my emotional state is react-
ing.” Participants shared that they also wanted the opportunity
to increase their health knowledge by asking questions to the
whole healthcare team and be more involved in the treatment
planning process. The possibility of participating in multidis-
ciplinary meetings was also described as enhancing patients’
feelings of being heard and known. One participant reported
not being consulted during an extensive assessment and eval-
uation by the team, stating, “I know myself better than any-
body... I know how my body reacts to certain things.” Another
mentioned feeling frustrated about not being invited to con-
tribute to his treatment plan and care decisions, when “in the
end it’s my life ... [ know myself, I know what'’s best.” This
underscores the need for the healthcare team to recognize the
importance and value of involving patients in making treat-
ment decisions and developing care plans.

DISCUSSION

In exploring healthcare experiences of patients with cancer
and other chronic conditions, key aspects related to striking
a balance between chronic and more acute healthcare needs,
as well as feeling better known and heard by the healthcare
team. The latter issue is actively being addressed through a
strong movement towards person-centred care (Canadian
Partnership Against Cancer, 2016b)—an individualized and
holistic care approach that is customized to an individual’s
unique needs, values, and perspectives (Kitson, et al., 2013;
Lusk & Fater, 2013). Participants described valuing or desir-
ing an approach from the team that focuses on their personal
needs and preferences. Despite recent efforts to shift the focus
of cancer care away from the traditional paternalistic approach
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towards a more person-centred approach, studies suggest that
person-centred care continues to be a challenge particularly for
patients with multiple medical conditions (Bayliss et al., 2008;
Fashoyin-Aje et al., 2012). It is vital to systematically include
patients in defining and operationalizing what person-centred
care means to them, in order to improve support and overall
quality of care.

Corroborating our findings, other studies have found that
participants with multiple conditions report problematic
interactions with the healthcare team and feelings of being
neglected (Noél et al., 2005), as well as unmet health needs and
lack of comprehensive medical care due to time constraints
during provider consultations (Clarke et al., 2013). Another
study identified clear communication, individualized care
plans, and healthcare provider acknowledgement of patient
needs as care processes strongly desired by patients with mul-
tiple conditions (Bayliss et al., 2008). This goal could be accom-
plished by providers being more acquainted with patients’
medical history, having a good understanding of the whole
medical picture before meeting with the patient, and being
aware of patients’ individual preferences for cancer informa-
tion (Lambert, Loiselle, & Macdonald, 2009).

In addition, clear provider-patient communication regard-
ing treatment decisions, potential side effects, and possi-
ble drug interactions is essential. Healthcare providers could
also periodically verify with patients if gaps in care coordi-
nation exist to reduce the risk of unmet needs or complica-
tions (Extermann, 2007; Louwman et al., 2005; Meyerhardt
et al., 2003). Poor care coordination may result in patients
being asked repeatedly for the same medical information,
and neglecting the next steps in care, it seems key to rephrase
certain healthcare questions and subsequently validate with
patients such as “I saw in your chart that... is this still the case
for you?” (Clausen et al, 2012). Care providers are thus offering
reassurance to the patient that the care provider is aware of the
information in the chart while also inviting the patient’s input
and perspective on their current health concerns.

Participants also expressed a desire to be included in mul-
tidisciplinary discussions, which may address communication
gaps, as well as the need to be better known to the health-
care team, as identified above. There is limited literature on
including patients in these meetings, but the important role
for patient participation in developing interdisciplinary care
plans has been identified (Clausen, et al., 2012). Also, research
undertaken on family-centred rounds at the bedside (or more
recently on nursing rounds) found that involving patients
improved communication between families and the health-
care team and correlated with increased quality of care ratings
and patient satisfaction, as well as decreased anxiety (Delgado
et al., 2009). Despite efforts to promote patient involvement in
healthcare delivery, studies are often lacking attention to what
particular roles patients wish to play (Thompson, 2007). Our
findings identify one clear participant preference, which is to
increase involvement in healthcare team venues or meetings.

A promising strategy to improve communication and care
coordination is to involve nurse navigators (also called pivot
nurses in Québec) across phases of the cancer/multimorbidity
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healthcare experience. The nurse navigator accompanies
patients with complex needs through the cancer journey,
assessing and managing patient and family needs, providing
information and education, providing support, and helping
coordinate care and services (De Serres & Beauchesne, 2000;
Horner et al., 2013). Participants identified the nurse naviga-
tor as an essential resource for emotional support, information
needs, and continuity of care while navigating the complexi-
ties of the healthcare system. Patients whose chronic condition
management became more complicated specifically men-
tioned appreciating the role of the nurse navigator in help-
ing facilitate communication among providers, and having
this one ‘point of focus’ or ‘hub’ at the center of the healthcare
wheel.

It is important to consider that participants herein were
recruited by nurse navigators, so they may have a closer rela-
tionship with these nurses, thus holding more positive views
or feeling the need to provide positive feedback (demand char-
acteristics). However, Bayliss et al. (2008) also found patients
with multiple conditions desired “support from a single coor-
dinator of care who could help patients prioritize the compet-
ing demands from their multiple conditions and continuity of
relationships” (p. 289). Other studies have found that oncology
nurse navigators help patients manage their symptoms and
other conditions, reduce patients’ cancer-related distress, and
increase patient satisfaction and overall quality of life ratings
(Swanson & Koch, 2010; Jennings-Sanders & Anderson, 2003).
Nurse navigators should be encouraged to also communicate
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