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Abstract: Objectives: Despite calls for better supportive care, patients and families still commonly
bear significant responsibility for managing the physical and mental health and social challenges
of being diagnosed with and treated for cancer. As such, there is increased advocacy for integrated
supportive care to ease the burden of this responsibility. The purpose of this study was to understand
patient and caregiver experiences with supportive care to advance its delivery at a large provincial
cancer care organization in Canada. Method: We used a qualitative descriptive approach to analyze
focus groups with patients and caregivers from seven sites across the large provincial cancer care
organization. Results: Focus group participants (n = 69) included cancer patients (n = 57) and
caregivers (n = 12). Participants highlighted positive and negative aspects of their experience and
strategies for improvement. These are depicted in three themes: (1) improving patient and provider
awareness of services; (2) increasing access; (3) enhancing coordination and integration. Participants’
specific suggestions included centralizing relevant information about services, implementing a coach
or navigator to help advocate for access, and delivering care virtually. Conclusions: Participants
highlighted barriers to access and made suggestions for improving supportive care that they believed
would reduce the burden associated with trying to manage their cancer journey.

Keywords: supportive cancer care; cancer survivorship; qualitative research

1. Background

It is widely recognized that cancer treatments (i.e., chemotherapy, radiation, and
surgery) can be physically taxing and emotionally overwhelming for patients and their
family caregivers [1]. These multimodal treatments can extend over months and even
years. Many patients experience anxiety and depression, cognitive problems (e.g., im-
paired memory, attention, executive function), loss of appetite, weight loss, constipation,
diarrhea, fatigue, nausea, pain, and sleep problems. In addition, people who are diagnosed
and treated for cancer often face persistent practical and social problems such as finan-
cial concerns, reduced employment opportunities, stigma, social isolation, and spiritual
crises [1,2].

To address these challenges, there is an increasing demand for integrated and in-
terdisciplinary teams of healthcare providers to provide care that attends to patient and
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caregiver-supportive care needs [3–5]. Supportive care refers to any programs/services
that help improve quality of life throughout the patient experience, from the time of di-
agnosis and onwards. Supportive care can include psychosocial support (counselling,
social work, psychiatry, spiritual health), rehabilitation (physical and occupational therapy,
exercise, nutritional guidance, and speech-language pathologists), and pain and symptom
management/palliative care. The majority of oncology centres in developed countries
have developed and deliver supportive care, though there is variation in the types of
supportive care, processes of care delivery, and organizational systems of care. In Canada,
healthcare is publicly funded through the Canada Health Act and is implemented through
federal, provincial, and territorial relations. Cancer care services are provided within all
provinces and territories; however, dedicated entities exist in parallel in many provinces
and territories to provide services specific to diagnosis, treatment, and support of cancer
patients. Comprehensiveness, design, and delivery of cancer control programs vary be-
tween provinces and territories [6]. There is a lack of clarity among Canadian provinces
and territories and across cancer programs globally about optimal means of allocating
resources and integrating supportive care [7,8]. Thus, evidence, particularly reflecting
patients’ and caregivers’ perspectives, is essential for healthcare service re-design.

The study purpose was to describe patients’ and caregivers’ perspectives on the
current approach for delivery of supportive care in a large Canadian provincial cancer
care organization that provides care to the majority of people diagnosed in the province
each year, and how the current care model could be advanced to better meet patient and
caregiver needs.

2. Methods

We used a qualitative descriptive approach [9] to analyze focus group data gathered
from seven sites across the large cancer care organization in the province.

2.1. Study Participants

Patients and caregivers were recruited to participate in focus groups of between 6 and
8 participants. The following inclusion criteria were used to recruit patient and caregiver
participants: adults ≥ 18 years of age; have a diagnosis of any type of cancer or are a family
member or primary caregiver of a patient with a cancer diagnosis; able to provide consent
to participate in the research study; and able to provide signed/dated informed consent.

Convenience sampling was used to recruit participants. Clinical staff verbally in-
formed patients of the opportunity to participate in the study with an understanding
that participation or non-participation would not affect a patient’s access to, or quality
of, care they were receiving. Participants were also asked to extend the invitation to a
family member or primary caregiver. Advertisements describing the study were posted
at different offices across the provincial cancer care organization as an additional form of
recruitment. Potential participants were asked to contact the research coordinator who
answered questions, confirmed the participants eligibility, and discussed the consent pro-
cess. Signed informed consent was obtained in person or via mail prior to scheduling for a
focus group.

2.2. Setting

Canada has a public healthcare system wherein supportive cancer care is partially
paid for by each respective provincial healthcare agency. In the western Canadian province
where this study took place, supportive cancer care services are provided through a
referral from a registered healthcare provider or by self-referral for some disciplines.
Supportive care is divided into three different cancer care programs: (1) psychosocial
oncology (counselling, social work, psychiatry, spiritual health, vocational rehabilitation
counseling, art therapy); (2) dietitians and speech-language pathologists; (3) pain and
symptom management/palliative care (palliative care physicians, nurses, pharmacists).
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2.3. Data Collection

A total of 7 focus groups were conducted in-person between March and May 2018,
each lasting approximately 3 h. All but one focus group were facilitated in English with the
other conducted in Cantonese. Each focus group had a primary and secondary facilitator
responsible for asking probing questions, encouraging and maintaining respectful and
constructive discussions, and keeping the session close to a “naturally occurring interac-
tion” [10]. A focus group guide was used to facilitate an organized discussion around
the patient and caregiver experience of supportive care (Table 1). The focus group dis-
cussions were audio-recorded and transcribed verbatim by a professional transcription
company. The Cantonese transcript was professionally translated into English. A self-
reported demographic questionnaire was also completed by each participant prior to their
focus group participation.

Table 1. Focus Group Guide.

Topic Area Questions/Probes

Managing physical symptoms and side effects related to your
cancer and treatment

This refers to the physical feelings that you had or have related
to your experience with cancer. It can include things like pain,
nausea, dry mouth, or trouble with eating and physical activity.
Let’s share as a group. What are some of the physical feelings
that you had during your cancer treatment?
How did you cope with the physical feelings?
What services did you access to help you manage these
physical feelings?
What are some areas where you hoped to have more support?
Does anyone have anything further to add?

Emotional, social, and spiritual support

This theme refers to a lot of different things. For example, the
emotional feelings that you had or have related to your
experience with cancer, the relationships with your family and
friends, and questions that you had about the meaning of life.
Let’s share as a group. What are some of the emotional, social
and spiritual experiences that you had during your
cancer treatment?
How did you cope with these experiences and feelings?
What services did you access to help you manage these
emotional, social and spiritual experiences?
What are some areas where you hoped to have more support?
Does anyone have anything further to add?

Practical support

This refers to your practical needs such as financial struggles,
travel and transportation for appointments, child care or
caregiving that you had or have related to your experience
with cancer.
Let’s share as a group. What are some of the practical challenges
that you had during your cancer treatment?
How did you cope with these practical challenges?
What services did you access to help you manage these
practical challenges?
What are some areas where you hoped to have more support?
Does anyone have anything further to add?

2.4. Data Analysis

Each focus group was analyzed by two independent coders (J.A. and H.S.). Each focus
group transcript was read, and notes were made describing initial thoughts and overall
impressions of the contents of each focus group. Then, each focus group transcript was
reviewed line-by-line and/or in segments to identify and highlight codes and preliminary
categories. Constant comparative analysis [11] was used to identify codes and categories
and to group these into relevant themes, which were then compared and contrasted. Con-
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stant comparative analysis is a method that compares codes, categories, and themes across
each individual transcript to develop themes that represent each participant experience.
After coding each individual focus group transcript, J.A. and H.S. met to discuss the coding
to collaboratively develop and refine a coding framework. This framework was then dis-
cussed and reviewed by F.H. and K.L.C. to provide further insight. This process continued
until nothing new was being learned about the most relevant themes. Qualitative data
analysis software NVivo 10TM version 12 was used to help organize codes, categories,
and themes.

3. Results

Participant demographics and other descriptive variables are summarized in Table 2.
Participants were primarily individuals with a prior cancer diagnosis (n = 57) and 12 care-
givers also participated. The majority of participants were women (62%), and the average
participant age was 63. Overall, participants expressed positive and negative aspects of the
supportive care they received along with strategies for improvement. These are depicted
in three themes: (1) improving patient and provider awareness of supportive care options
services, (2) increasing access, (3) enhancing coordination and integration.

Table 2. Characteristics of focus group participants. Percentages are calculated based on the number of participants who
responded in each section.

Characteristic Participant Has Cancer or
Had Cancer (n = 57)

Participant Supported or Cared for
Someone with Cancer (n = 11 *)

Women—no. (%) 36 (63.2) 7 (70.0)

Age—mean yrs (SD) 62.3 (10.7) 64.9 (9.7)

Marital Status—no. (%)

Single 6 (10.5) 0

Married or Partnered 39 (68.4) 9 (90.0)

Separated or Divorced 9 (15.8) 1 (10.0)

Widowed 3 (5.3) 0

Number in Household (Including Participant
Responding)—no. (%)

Live Alone 16 (28.1) 2 (20.0)

2 People 28 (49.1) 7 (70.0)

3 or More People 14 (22.8) 1 (10.0)

Birthplace—no. (%)

Canada 35 (64.8) 6 (85.7)

Other, have lived in Canada for less than 5 years 0 1 (14.3)

Other, have lived in Canada for 5 to 10 years 1 (1.9) 0

Other, have lived in Canada for more than 10 years 17 (31.5) 0

Prefer not to answer 1 (1.9) 0

Highest Education Level—no. (%)

Grade school or less 1 (1.9) 0

High school ** 8 (14.8) 0

College or technical school/CEGEP ** 19 (35.2) 3 (42.9)

University education (undergraduate or graduate) ** 25 (46.3) 4 (57.1)

Prefer not to answer 1 (1.9) 0

Rural or Urban Living Status—no. (%) 0

Rural 3 (5.9) 0
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Table 2. Cont.

Characteristic Participant Has Cancer or
Had Cancer (n = 57)

Participant Supported or Cared for
Someone with Cancer (n = 11 *)

Town (less than 10,000 people) 11 (21.6) 4 (57.1)

City (10,000 or more) 37 (72.5) 3 (42.9)

Employment Status—no. (%)

Full-time or part-time work 4 (6.6) 1 (14.3)

Paid sick leave/disability leave 18 (29.5) 0

Homemaker/stay-at-home parent 3 (4.9) 0

Full-time student 1 (1.6) 0

Retired 29 (47.5) 4 (57.1)

Unemployed 5 (8.2) 2 (28.6)

Prefer not to answer 1 (1.6) 0

Total Household Income—no. (%)

Less than $25,000 9 (18.4) 2 (28.6)

$25,000 to less than $75,000 10 (20.4) 2 (28.6)

$75,000 or more 16 (32.7) 2 (28.6)

Prefer not to answer 14 (28.6) 1 (14.3)

Cancer Type of Participant or Patient Cared For—no.
(%)

Bladder 1 (1.5) 1 (9.1)

Blood cancer/haematological 5 (7.6) 0

Brain/Central nervous system 0 1 (9.1)

Breast 15 (22.7) 1 (9.1)

Colorectal (colon or rectal) 10 (15.2) 0

Gynaecological (cervical, ovarian, uterine, or fallopian
tube) 7 (10.6) 0

Melanoma skin cancer (not basal cell carcinoma or
squamous cell carcinoma) 3 (4.6) 1 (9.1)

Prostate 8 (12.1) 2 (18.2)

Sarcoma 0 1 (9.1)

Stomach or esophagus 0 1 (9.1)

Other cancer type 17 (25.8) 3 (27.3)

Treatment Type of Participant or Patient Cared For—no.
(%)

Surgery 39 (29.8) 5 (33.3)

Chemotherapy (intravenous or oral) 40 (30.5) 3 (20.0)

Immunotherapy/biologic therapy 4 (3.1) 1 (6.7)

Hormone therapy 13 (9.9) 1 (6.7)

Radiation therapy 23 (17.6) 3 (20.0)

Bone marrow or stem cell transplant 1 (0.8) 0

Alternative medicine 8 (6.1) 2 (13.3)

No cancer treatment but close monitoring in case
treatment is needed 3 (2.3) 0

Time Elapsed Between Primary Cancer Diagnosis and
Focus Group—no. (%)
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Table 2. Cont.

Characteristic Participant Has Cancer or
Had Cancer (n = 57)

Participant Supported or Cared for
Someone with Cancer (n = 11 *)

Less than 1 year 2 (4.1) N/A

1–2 years 24 (49.0) N/A

3–5 years 12 (24.5) N/A

Greater than 5 years 11 (22.4) N/A

Chronic Conditions (Before Cancer Diagnosis)—no. (%)

Arthritis, osteoarthritis, or other rheumatic disease 13 (15.7) N/A

Cardiovascular or heart condition; hypertension or high
blood pressure 17 (20.5) N/A

Chronic kidney disease 2 (2.4) N/A

Diabetes 2 (2.4) N/A

Osteoporosis 1 (1.2) N/A

Respiratory diseases 5 (6.0) N/A

Mental health issues 12 (14.5) N/A

No chronic conditions 17 (20.5) N/A

Other chronic condition(s) 14 (16.9) N/A

* One additional individual indicated that they were a caregiver of a deceased cancer patient. However, they did not complete the remainder
of the questionnaire. ** Including those individuals who completed some high school, college, or university, respectively, as well as those
individuals who completed these programs and received diplomas or degrees.

3.1. Improving Patient and Provider Awareness of Services

The participants emphasized that they felt ill-informed or not informed about what
supportive care programs or services were available to them as part of the cancer care sys-
tem, such as counselling, peer support, return-to-work information, or nutrition resources.
Comments from two participants typified this limited awareness, with the first stating “
. . . I did not realize that there was as much (support) through the Cancer Centre” (Site 4) and the
second stating “ . . . we did not know anything about any of these services . . . ” (Site 5).

This limited awareness arose from a number of circumstances. Participants described
moments when they thought certain clinicians lacked the detail or knowledge about
available supportive care to make appropriate recommendations or referrals, a sentiment
implied by a participant from site 2, who said: “My oncologist or my surgeon should be aware
of some of this stuff . . . to be aware of the places where we can go and get help.” At other times,
participants felt that the clinicians caring for them did not provide information about
available supportive care unless participants took the initiative to ask. In these instances,
participants perceived that supportive care was not a priority for a number of clinicians
they interacted with, even if they were aware of services, as evident in the comments from
a participant from site 3:

nothing was really offered to me . . . and I found this giant book that had 80 some odd
pages about returning to work. Well, nobody had given it to me. My oncologist hadn’t
given it to me. My counsellor hadn’t, and (when) I mentioned it, she says, ‘Oh, I was
meaning to give that to you’ . . .

This lack of being informed contributed to the anxiety felt by many participants as they
struggled to find support to cope with being diagnosed and treated for cancer. A participant
from site 7 explained that the lack of information about emotional support and cancer
rehabilitation contributed to their emotional distress, and as such, they refused to leave
their medical appointment until they received some information, saying: “Eventually I said
I’m not leaving until someone explains to me whether it is safe for me to travel on a plane . . . Why I
cannot walk, and how will I be able to walk (again)!”
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Based on these types of experiences, the participants believed that improvements in
the dissemination of information specific to supportive care programs and services across
all clinicians in the provincial cancer care system could function to reduce patient distress
arising from not knowing if and/or how to access supportive care. Other recommendations
focussed on synthesizing and curating relevant information to design more practical and
efficient ways to talk about supportive care programs and resources during appointments.
For example, a participant from site 2 suggested that they should receive “a little card . . .
that on the front tells you, eat eight to ten servings of fruit and vegetables a day. Exercise 30 min.
Don’t drink too much alcohol . . . Ten points or less . . . ” and then “ . . . Have a little conversation
about it (information on the card) . . . ” during their appointment. In addition, the participants
alluded to the need for information to be delivered in a way that is inviting and engaging,
a sentiment expressed by another participant from site 2, who said: “ . . . it is frustrating to
see that people do not use it (the patient library) . . . it is in a little corner there by the front door . . .
it does not feel welcoming . . . ”. Thus, making information easily accessible (i.e., a convenient
location that draws the attention of patients and caregivers), and providing information to
all patients without requiring a patient request, was essential to reduce the anxiety felt by
many participants as they struggled to find support to cope with being diagnosed with
and treated for cancer.

3.2. Increasing Access

Even when there was knowledge about existing supportive care services and pro-
grams, the participants described numerous circumstances when they were unable to access
these supports. Strategies to address these barriers to access included making attendance
accessible for all and encouraging rather than discouraging access to supportive care.

3.3. Making Attendance Accessible for All

The participants frequently described instances when they were unable to attend sup-
portive care programs and services as most were offered in-person and they lived too far
from the cancer centre and/or lacked the time and resources to access affordable transporta-
tion/parking. In addition, participants did not always feel physically and/or emotionally
well enough to attend appointments/programming in person. Poor weather and mobility
restrictions, fatigue, anxiety, and depression, and lack of transportation/parking were all
listed as factors that decreased the likelihood of attending in-person appointments, groups,
or programming. It was not a single factor but rather a combination of factors that together
felt insurmountable. A participant from site 2 listed several factors including emotional
distress, poor weather, and lack of parking, saying: “I was coming on a particularly bad day
emotionally . . . It was pouring rain. Moreover, you come and there were no (parking) spots. I’m
crying . . . and I’m 20 min late. Like I had to cancel . . . ”

To make attendance accessible for all, several participants suggested making trans-
portation and parking more accessible and affordable. Alternatively, many participants
suggested removing the need for transportation and parking altogether by developing
more virtual/online/telehealth supportive care programming that they could access from
their own home/community. Some participants were already accessing virtual services
and appreciated the convenience of never having to leave their places of residence to access
supports. A caregiver participant from site 7 described this benefit when their family
member was accessing pain management support over video conference, saying: “ . . . she
(the cancer patient) wasn’t able to get much out there (in their community), there was no option . . .
so they set up a video conference . . . ” explaining that “ . . . there could be (more) advocates (to
connect with online) . . . ” to receive more consistent and additional support without having
to commute outside of their community.

However, despite the possible benefits of virtual programming, one participant re-
mained hesitant about accessing this type of care. A participant from site 6 expressed
concern that virtual programming could limit access to supportive care for many people
because “unfortunately not everybody has access to Internet . . . And I do not know about you, but
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I do not feel real good about putting all my health information on the Internet . . . ”. Therefore, if
more virtual/online programming is provided, issues of Internet access and privacy need
to be assured to make access work for all.

3.4. Encouraging Rather Than Discouraging Access to Supportive Care

In addition to making access to supportive care work for all, participants described
moments when they felt discouraged by their clinicians to access certain types of supportive
care. For example, a participant from site 1 felt discouraged when their oncologist dismissed
the importance of speech and language pathology, saying: “The Doctors are very dismissive
about anything that has nothing to do with oncology and the chemotherapy . . . like about the
value of speech therapy . . . ”. Participants also described moments when they were told
they needed to be sicker to access certain types of supportive care, including psychosocial
support, reflective in the experience described by a participant from site 6: “ . . . I’m being
told, you’re not sick enough so if you want such and such (referring to psychiatric help) . . . ”. Some
participants also believed there was a conflict between the supportive care needs/interests
of patients and organizational policies around the types of supportive care that could be
provided or promoted through the cancer care system. For example, when discussing their
issues around nutritional supplementation, a participant from site 2 stated, “I think a really
important point is that the (organization) has policies about everything. Moreover, those policies are
so bureaucratic and are not necessarily in the best interests of the patient”, prompting them to
suggest that “what we want is more access to help . . . Or at least somewhere to go to get the help
we need . . . ”.

To help navigate these circumstances, participants thought that, overall, cancer care
organizations need to be more patient-centred in their approach to supportive care. A
participant from site 4 stressed that “ . . . we have to recognize it (care) is as a partnership”,
reflecting the importance of having open-ended conversations about different types of
supportive care so patients do not feel ignored or dismissed when they discuss or seek
the types of supportive care that might interest them. Participants also suggested creating
a dedicated supportive care position, an “in-between person” (i.e., a cancer coach or
navigator) to help them identify relevant supportive care services or programming and
facilitate access within and outside the cancer care system when/if they felt discouraged—
an idea expressed by a participant from site 1, who said: “Maybe having a layperson attending
with the medical oncologist or being accessible . . . because there should be a gatekeeper, a quarterback,
a coach” to encourage rather than discourage accessing the types of supportive care that
interests each individual patient.

3.5. Enhancing Coordination and Integration

Finally, participants described breakdowns in the coordination and continuity of care.
Constantly being referred from one supportive care or medical specialist to another caused
emotional strain on participants. As one participant from site 6 noted, “ . . . I talked to the
oncologist. The oncologist said, talk to your GP. I talked to my GP. He sent me to physio. I found it
(moving from one healthcare provider to another) tedious . . . ” to describe the burden of being
referred from one specialist to another. A participant from site 5 described their confusion
and emotional strain stemming from the contradictory advice they received from different
specialists to manage their urinary incontinence, as follows, “I have my urologist telling me
one thing, and I have my oncologist telling me something (else) about a drug to help with my bladder
control . . . this is really concerning . . . and can be very confusing”.

To address the strain and confusion associated with moving from one healthcare
provider or specialist to another, participants emphasized the need to enhance the integra-
tion and coordination of supportive care across all specialties. “There should be a mandatory
consultation process where the oncologist, the pharmacist, they get together, they discuss . . . ”
was an idea pitched by a participant from site 5 to develop a consistent care plan for the
patient to reduce unwarranted emotional distress and confusion from a fragmented and
siloed cancer care system. Other participants alluded to the benefits of having a “one-stop
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shop”, a central conduit/place where patients could connect and interact with clinicians
and specialists from different areas to obtain a more comprehensive understanding of the
different approaches or types of supportive care. A participant from site 4 said: “doctors and
nutritionists and exercise—it was very [integrated]” when describing the types of care received
in the community, concluding that “I’d love to see that type of thing here (at organization)”. Cre-
ating this type of integration and coordination within and across medical and supportive
care specialties was seen as a way to reduce unnecessary confusion and emotional distress
for patients.

4. Discussion

We have described the patient and caregiver experience of accessing supportive cancer
care at a large cancer care organization in a Canadian province and their perspectives on
strategies for improvement. Participants experienced a lack of coordination and integra-
tion of supportive care with their overall cancer care. This contributed to unwarranted
emotional distress and a sense of discouragement when participants attempted to advocate
for and/or express their interest in accessing certain types supportive care, such as nutri-
tional guidance, physical rehabilitation services and emotional/psychosocial support. In a
systematic review to identify patients’ perceived barriers to using psychosocial oncology
services, Dilworth et al. (2014) reported that the most common supportive cancer care
deterrents that patients and caregivers encountered were lack of information about services;
financial, logistical, and emotional strain associated with transport/travel/parking/to
treatment centers; and negative patient and clinician attitudes towards supportive care
needs [12]. More recent research has shown similar trends [13,14]. From our study findings,
we also drew similar conclusions.

Our study participants highlighted how the lack of information about existing support-
ive care resources was a significant deterrent to access, which diminished their motivation
to seek support. In addition, the lack of information was a source of emotional distress
because it left participants feeling helpless and unsure of where/how to seek the sup-
port they required either through the cancer centre or in the community. This distress
was accentuated in circumstances where participants thought they were discouraged by
members of their oncology team to seek out specific types of supportive care such as emo-
tional/psychological support, cancer rehabilitation, and dietary/nutritional counselling.

Although participants in our study did not explicitly state that they were influ-
enced/swayed to access certain types of supportive care over others, previous research
has demonstrated that clinician attitudes can fundamentally impact a patients’ ability
to access care [12]. For example, in their qualitative focus group study with oncology
patients and physicians, Neuman et al. (2010) found that physicians’ and nurses’ subjective
belief that supportive care is not integral to services influenced patients’ ability to access
said care [15]. Healthcare providers’ subjective beliefs of certain types of need and the
importance of certain types of supportive care based on their patients’ gender, age, and
ethnicity has also been shown to influence access to symptom management and palliative
care services [16,17]. This includes access to cancer care among Indigenous peoples in
Canada [18]. Systemic inequalities embedded within cancer care systems is not a new
phenomenon; instead, it is considered a foundational concept since how the intersection-
ality of different social categories could influence access to supportive care has yet to be
thoroughly explored in a Canadian context [19].

Although none of our participants suggested an explicit bias towards their care, there
was an overall sentiment that clinicians’ attitudes towards certain types of supportive care
and/or certain organizational policies around what constitutes appropriate supportive care
influenced their ability to access information and resources. These findings substantiate the
importance of exploring if/how clinicians’ attitudes and/or institutional policies regarding
certain types of supportive care or attitudes towards certain social categories may be
influencing access to supportive care.
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Suggestions provided by participants to improve integration and coordination in-
cluded centralizing information about supportive care services, developing virtual/online/telehealth
supportive care programming to minimize the need to travel/commute to the cancer
centre to access in-person programming, having dedicated professional patient naviga-
tors/coaches, and a “one-stop-shop” to access supportive care. These strategies have al-
ready been implemented/tested in various ways at different cancer care institutions [20–24].
For example, centralizing information about supportive care services has been developed
using eHealth (i.e., web-based Internet search engines or smartphone applications) [24,25].
However, these services are country/region-specific, and the efficacy of these services
remains unexplored. These tools would need to be adapted to the specific geographical
regions to maximize their potential and to provide information about services in a quick
and efficient way [26].

To address navigation and coaching, Howell et al. (2008) proposed and evaluated a
nurse-led community-based cancer-supportive cancer model [20]. This nurse-led support
model focused on direct care inclusive of teaching/coaching to enhance and then mobilize
supportive care services. The individualized and holistic approach to care proposed in
this model showed promise in reducing unmet supportive care needs and improving
continuity of care and overall health-related quality of life of patients. This model should
be tested in future trials to ensure that it can be incorporated into different institutional
structures including our own. Other models that integrate a navigator/coach have also
been implemented, including primary care physician- and oncologist-led models. A shared
care approach has also been proposed, where the responsibility for coordinating and
integrating medical and supportive care is shared between specialists and primary care
physicians [8]. Evidence varies as to which model is most effective [27], but nonetheless,
having a dedicated touchpoint for the patient and caregiver may be a critical component of
improving the integration and coordination of supportive cancer care services.

This study has some limitations. Although two individuals independently coded the
focus group data, those who facilitated the focus groups were not involved in the data
analysis. Their perspectives and observations from the focus group could have provided
additional context to clarify the interpretation of the data. In addition, participants were
recruited using convenience sampling, leaving the possibility of selection bias. It is also
unclear whether there was a relationship between those caregivers and patients that
participated in these focus groups. We acknowledge that this is a possible limitation.
Combining patients and family caregivers together might affect participant responses
given that they typically have different experiences and social positioning. For instance,
both patients and family members can often be quite reluctant to share their individual
experiences with each other openly and could impact the type of data emerging in each
focus group. However, the fact that similar themes were noted across each of the seven
focus groups from different treatment sites across the western Canadian province speaks
to the commonalities in the experience and the transferability of findings.

In summary, our results pinpoint several directions to advance the delivery of sup-
portive care in cancer. Future research could explore the implementation and feasibility of
virtual/online supportive care, coaching/navigation, and developing centralized ways to
ensure patients and healthcare providers are aware of what supports exist in each commu-
nity. In addition, an emerging insight from our focus groups highlights possible systemic
concerns around how subjective perceptions of what constitutes appropriate supportive
care may be inadvertently denying access to supportive care services. Future research
should also explore clinician perceptions to ensure that appropriate and timely access to
supportive care is provided to each individual patient.

Author Contributions: Conceptualization, A.B. and L.M.; Formal analysis, J.A. and H.K.S.; Supervi-
sion, K.L.C. and A.F.H.; Writing—original draft, J.A.; Writing—review and editing, J.A., H.K.S., K.L.C.,
A.B., L.M. and A.F.H. All authors have read and agreed to the published version of the manuscript.

Funding: This research received no external funding.



Curr. Oncol. 2021, 28 2237

Institutional Review Board Statement: The study was conducted according to the guidelines of the
Declaration of Helsinki, and approved by the Institutional Review Board (or Ethics Committee) of
the University of British Columbia (H18-00162 approved on 28 Feburary 2018).

Informed Consent Statement: Informed consent was obtained from all subjects involved in the study.

Data Availability Statement: The data presented in this study are available on request from the
corresponding author. The data are not publicly available due to restrictions (privacy and ethical).

Conflicts of Interest: The authors declare no conflict of interest.

References
1. Turnbull Macdonald, G.C.; Baldassarre, F.; Brown, P.; Hatton–Bauer, J.; Li, M.; Green, E.; Lebel, S. Psychosocial Care for Cancer:

A Framework to Guide Practice, and Actionable Recommendations for Ontario. Curr. Oncol. 2012, 19, 209–216. [CrossRef]
[PubMed]

2. Canadian Association of Psychosocial Oncology. Standards of Psychosocial Health Services for Persons with Cancer and
Their Families. 2010. Available online: https://www.capo.ca/resources/Documents/3.14.%20National%20Psychosocial%20
Oncology%20Standards%20%20.pdf (accessed on 21 January 2021).

3. Howard, A.F.; Smillie, K.; Turnbull, K.; Zirul, C.; Munroe, D.; Ward, A.; Tobin, P.; Kazanjian, A.; Olson, R. Access to Medical
and Supportive Care for Rural and Remote Cancer Survivors in Northern British Columbia. J. Rural Health 2014, 30, 311–321.
[CrossRef] [PubMed]

4. Institute of Medicine (US) Committee on Psychosocial Services to Cancer Patients/Families in a Community Setting. Cancer Care
for the Whole Patient: Meeting Psychosocial Health Needs; Adler, N.E., Page, A.E., Eds.; National Academies Press: Washington, DC,
USA, 2008.

5. National Cancer Policy Board. Committee on Cancer Survivorship: Improving Care and Quality of Life. In From Cancer Patient
to Cancer Survivor: Lost in Transition; Hewitt, M.E., Greenfield, S., Stovall, E., Eds.; National Academies Press: Washington, DC,
USA, 2006.

6. Sutcliffe, S.B. A Review of Canadian Health Care and Cancer Care Systems. Cancer 2011, 117 (Suppl. S10), 2241–2244. [CrossRef]
[PubMed]

7. Berman, R.; Davies, A.; Cooksley, T.; Gralla, R.; Carter, L.; Darlington, E.; Scotté, F.; Higham, C. Supportive Care: An Indispensable
Component of Modern Oncology. Clin. Oncol. 2020, 32, 781–788. [CrossRef] [PubMed]

8. Ristovski-Slijepcevic, S. Environmental Scan of Cancer Survivorship in Canada: Conceptualization, Practice, and Research; BC Cancer
Agency: Vancouver, BC, Canada, 2008.

9. Sandelowski, M. What’s in a Name? Qualitative Description Revisited. Res. Nurs. Health 2010, 33, 77–84. [CrossRef] [PubMed]
10. Morgan, D. Focus Groups as Qualitative Research, 2nd ed.; Sage Publications: Thousand Oaks, CA, USA, 1997.
11. Boeije, H. A Purposeful Approach to the Constant Comparative Method in the Analysis of Qualitative Interviews. Qual. Quant.

2002, 36, 391–409. [CrossRef]
12. Dilworth, S.; Higgins, I.; Parker, V.; Kelly, B.; Turner, J. Patient and Health Professional’s Perceived Barriers to the Delivery of

Psychosocial Care to Adults with Cancer: A Systematic Review. Psychooncology 2014, 23, 601–612. [CrossRef] [PubMed]
13. Senf, B.; Fettel, J.; Demmerle, D.; Maiwurm, P. Physicians’ attitudes towards psycho-oncology, perceived barriers, and psychosocial

competencies: Indicators of successful implementation of adjunctive psycho-oncological care? Psychooncology 2019, 28, 415–422.
[CrossRef] [PubMed]

14. Nascimento, A.F.; Tondorf, T.; Rothschild, S.I.; Koller, M.T.; Rochlitz, C.; Kiss, A.; Schaefert, R.M.; Meinlschmidt, G.P.; Hunziker,
S.; Gaab, J.; et al. Oncologist recommendation matters!—Predictors of psycho-oncological service uptake in oncology outpatients.
Psychooncology 2019, 28, 351–357. [CrossRef] [PubMed]

15. Neumann, M.; Galushko, M.; Karbach, U.; Goldblatt, H.; Visser, A.; Wirtz, M.; Ernstmann, N.; Ommen, O.; Pfaff, H. Barriers to
Using Psycho-Oncology Services: A Qualitative Research into the Perspectives of Users, Their Relatives, Non-Users, Physicians,
and Nurses. Support. Care Cancer 2010, 18, 1147–1156. [CrossRef] [PubMed]

16. Kamen, C.S.; Alpert, A.; Margolies, L.; Griggs, J.J.; Darbes, L.; Smith-Stoner, M.; Lytle, M.; Poteat, T.; Scout, N.; Norton, S.A. “Treat
Us with Dignity”: A Qualitative Study of the Experiences and Recommendations of Lesbian, Gay, Bisexual, Transgender, and
Queer (LGBTQ) Patients with Cancer. Support. Care Cancer 2019, 27, 2525–2532. [CrossRef] [PubMed]

17. Avery, J.; Geist, A.; D’Agostino, N.M.; Kawaguchi, S.K.; Mahtani, R.; Mazzotta, P.; Mosher, P.J.; Al-Awamer, A.; Kassam, A.;
Zimmermann, C.; et al. “It’s More Difficult . . . ”: Clinicians’ Experience Providing Palliative Care to Adolescents and Young
Adults Diagnosed With Advanced Cancer. JCO Oncol. Pract. 2020, 16, e100–e108. [CrossRef] [PubMed]

18. Horrill, T.C.; Linton, J.; Lavoie, J.G.; Martin, D.; Wiens, A.; Schultz, A.S.H. Access to cancer care among Indigenous peoples in
Canada: A scoping review. Soc. Sci. Med. 2019, 238, 112495. [CrossRef] [PubMed]

19. Varcoe, C.; Habib, S.; Sinding, C.; Fitch, M.; Gullatte, M.M.; Cummings, G.G. Health disparities in cancer care: Exploring
Canadian, American and international perspectives. Can. Oncol. Nurs. J. 2015, 25, 73–92. [CrossRef] [PubMed]

20. Howell, D.M.; Sussman, J.; Wiernikowski, J.; Pyette, N.; Bainbridge, D.; O’Brien, M.; Whelan, T. A Mixed-Method Evaluation of
Nurse-Led Community-Based Supportive Cancer Care. Support. Care Cancer 2008, 16, 1343–1352. [CrossRef] [PubMed]

http://doi.org/10.3747/co.19.981
http://www.ncbi.nlm.nih.gov/pubmed/22876147
https://www.capo.ca/resources/Documents/3.14.%20National%20Psychosocial%20Oncology%20Standards%20%20.pdf
https://www.capo.ca/resources/Documents/3.14.%20National%20Psychosocial%20Oncology%20Standards%20%20.pdf
http://doi.org/10.1111/jrh.12064
http://www.ncbi.nlm.nih.gov/pubmed/24483272
http://doi.org/10.1002/cncr.26053
http://www.ncbi.nlm.nih.gov/pubmed/21523740
http://doi.org/10.1016/j.clon.2020.07.020
http://www.ncbi.nlm.nih.gov/pubmed/32814649
http://doi.org/10.1002/nur.20362
http://www.ncbi.nlm.nih.gov/pubmed/20014004
http://doi.org/10.1023/A:1020909529486
http://doi.org/10.1002/pon.3474
http://www.ncbi.nlm.nih.gov/pubmed/24519814
http://doi.org/10.1002/pon.4962
http://www.ncbi.nlm.nih.gov/pubmed/30512208
http://doi.org/10.1002/pon.4948
http://www.ncbi.nlm.nih.gov/pubmed/30466146
http://doi.org/10.1007/s00520-009-0731-2
http://www.ncbi.nlm.nih.gov/pubmed/19727843
http://doi.org/10.1007/s00520-018-4535-0
http://www.ncbi.nlm.nih.gov/pubmed/30411237
http://doi.org/10.1200/JOP.19.00313
http://www.ncbi.nlm.nih.gov/pubmed/31765276
http://doi.org/10.1016/j.socscimed.2019.112495
http://www.ncbi.nlm.nih.gov/pubmed/31465937
http://doi.org/10.5737/236880762517381
http://www.ncbi.nlm.nih.gov/pubmed/26642496
http://doi.org/10.1007/s00520-008-0416-2
http://www.ncbi.nlm.nih.gov/pubmed/18335260


Curr. Oncol. 2021, 28 2238

21. Battaglia, T.A.; Freund, K.M.; Haas, J.S.; Casanova, N.; Bak, S.; Cabral, H.; Freedman, R.A.; White, K.B.; Lemon, S.C. Translating
Research into Practice: Protocol for a Community-Engaged, Stepped Wedge Randomized Trial to Reduce Disparities in Breast
Cancer Treatment through a Regional Patient Navigation Collaborative. Contemp. Clin. Trials 2020, 93, 106007. [CrossRef]
[PubMed]

22. Bender, J.L. The Internet as a Route to Health Information, Support, and Healthcare for Cancer Survivors. J. Natl. Compr. Cancer
Netw. 2020, 18, 1586–1588. [CrossRef] [PubMed]

23. Rushton, M.; Morash, R.; Larocque, G.; Liska, C.; Stoica, L.; DeGrasse, C.; Segal, R. Wellness Beyond Cancer Program: Building an
Effective Survivorship Program. Curr. Oncol. 2015, 22, e419–e434. [CrossRef] [PubMed]

24. Canadian Cancer Society. Support and Services. Available online: https://www.cancer.ca/en/support-and-services/support-
services/how-we-can-help/?region=on (accessed on 17 January 2021).

25. Macmillan Cancer Support. Cancer Information and Support. Available online: https://www.macmillan.org.uk/cancer-
information-and-support (accessed on 16 January 2021).

26. Eggersmann, T.K.; Harbeck, N.; Schinkoethe, T.; Riese, C. EHealth Solutions for Therapy Management in Oncology. Breast Cancer
Manag. 2017, 6, 101–106. [CrossRef]

27. Lawn, S.; Fallon-Ferguson, J.; Koczwara, B. Shared Care Involving Cancer Specialists and Primary Care Providers—What Do
Cancer Survivors Want? Health Expect. 2017, 20, 1081–1087. [CrossRef] [PubMed]

http://doi.org/10.1016/j.cct.2020.106007
http://www.ncbi.nlm.nih.gov/pubmed/32305457
http://doi.org/10.6004/jnccn.2020.7672
http://www.ncbi.nlm.nih.gov/pubmed/33152699
http://doi.org/10.3747/co.22.2786
http://www.ncbi.nlm.nih.gov/pubmed/26715879
https://www.cancer.ca/en/support-and-services/support-services/how-we-can-help/?region=on
https://www.cancer.ca/en/support-and-services/support-services/how-we-can-help/?region=on
https://www.macmillan.org.uk/cancer-information-and-support
https://www.macmillan.org.uk/cancer-information-and-support
http://doi.org/10.2217/bmt-2017-0005
http://doi.org/10.1111/hex.12551
http://www.ncbi.nlm.nih.gov/pubmed/28467626

	Background 
	Methods 
	Study Participants 
	Setting 
	Data Collection 
	Data Analysis 

	Results 
	Improving Patient and Provider Awareness of Services 
	Increasing Access 
	Making Attendance Accessible for All 
	Encouraging Rather Than Discouraging Access to Supportive Care 
	Enhancing Coordination and Integration 

	Discussion 
	References

