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Abstract
Background: The Palliative Care Early and Systematic (PaCES) program implemented an early palliative care pathway for

advanced colorectal cancer patients in January 2019, to increase specialist palliative care consultation and palliative homecare

referrals more than three months before death. This study aimed to understand the experience of patients with advanced

colorectal cancer and family caregivers who received early palliative care supports from a specialist palliative care nurse

and compared those experiences with participants who experienced standard oncology care prior to implementation of

early palliative care.

Methods: This was a qualitative and patient-oriented study. We conducted semi-structured telephone interviews with two

cohorts of patients with advanced colorectal cancer before and after implementation of an early palliative care pathway. We

conducted a thematic analysis of the transcripts guided by a Person-Centred Care Framework.

Results: Seven patients living with advanced colorectal cancer and five family caregivers who received early palliative care

supports expressed that visits from their early palliative care nurse was helpful, improved their understanding of palliative

care, and improved their care. Four main themes shaped their experience of early palliative care: care coordination, percep-

tion of palliative care & advance care planning, coping with advanced cancer, and patient and family engagement. These findings

were compared with experiences of 15 patients and seven caregivers prior to pathway implementation.

Conclusion: An early palliative care pathway can improve advanced cancer care, and improve understanding and acceptance

of early palliative care. This work was conducted in the context of colorectal cancer but may have relevance for the care of

other advanced cancers.
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Background
Patients with advanced cancers often experience high symptom
burden, and trouble coping with their illness (Greer et al., 2013;
Kotronoulas et al., 2017). Patients with advanced colorectal
cancer specifically experience high symptom burden such as
pain, and other challenges such as obstruction and nutrition
(Delisle et al., 2019). For patients with advanced cancers,
early palliative care involvement has been associated with
reduced hospitalizations, lower healthcare utilizations (Delisle
et al., 2019), more community-based care consistent with
patients preferences (Maltoni et al., 2016; Morrison et al.,
2011), higher quality of life (Bakitas et al., 2009; Haun et al.,
2017; Temel et al., 2010), and patient and family caregiver
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satisfaction (Kavalieratos et al., 2016; Prescott et al., 2017;
Temel et al., 2010). Palliative care has been defined as
patient and family centred care that improves quality of life
and addresses physical, emotional, social, and spiritual needs
of patients (Arora et al., 2017). A palliative approach to care
is recommended to optimize patient outcomes (Canadian
Institute for Health Information, 2018; Ferrell et al., 2017;
Kaasa et al., 2018; Simon & Sinnarajah, 2018; Ziegler et al.,
2018), and organizations recommend early integration eight
weeks into diagnosis of advanced cancer (Ferrell et al.,
2017). However, access and delivery of palliative care varies
across jurisdictions (Canadian Institute for Health
Information, 2018) and those with advanced cancers are
often referred late to palliative care or not at all (Earp et al.,
2021; Simon & Sinnarajah, 2018; Wentlandt et al., 2012).
With sufficient palliative care resources, earlier referral to pal-
liative care is possible (Hausner et al., 2021).

The few qualitative studies that explored impact of early
palliative care on patients and families, report positive experi-
ences including improved communication, care coordination,
patient engagement, and advance care planning discussions
(Fliedner et al., 2019; Hannon et al., 2017; Maloney et al.,
2013). Only one of these studies compared patients with and
without experience of a palliative care intervention, and they
found intervention participants’ felt supported, gained self-
management skills, and were empowered in participating in
their care (Maloney et al., 2013). However, their intervention
was conducted primarily over the phone as most patients
were unable to travel to the clinics for the in-person consulta-
tions. The authors recommended the need for community-
based palliative care for patients. Within our cancer center,
an early palliative care pathway was implemented in 2019
for advanced colorectal cancer, led by the addition of specialist
palliative care nurse consultations in addressing the following
components: understanding of illness and coping with
advanced cancer, advance care planning and shared decision
making, attending to symptoms and functional status, and
coordination of care (Figure 1) (Temel et al., 2010). This
study was a follow up to our previous publication that informed
the development of the early palliative care pathway, through
understanding the experiences of advanced colorectal cancer
patients as they received standard oncology care (without
early palliative care supports) (Ahmed et al., 2020). We identi-
fied gaps in their cancer care that included poor communication
with patients and among healthcare providers, misunderstand-
ing of palliative care, and lack of advance care planning discus-
sions (Ahmed et al., 2020). The implementation of an early
palliative care pathway with the introduction of a specialist pal-
liative care nurse was meant to address these gaps in cancer
care. Thus, the present study aimed to understand the experi-
ences of advanced colorectal cancer patients and caregivers
after receiving early palliative care support from a specialist
palliative care nurse, and then compare their experiences to
those patients who previously received standard oncology
care prior to implementation of early palliative care.

Methods

Study design
We conducted a qualitative patient-oriented study, of patients
and family caregivers who experienced care after the implemen-
tation of an early palliative care pathway (described below) for
advanced colorectal cancer. This study was patient-oriented as
we engaged patients and families as partners to inform the
research project (Canadian Institute for Health Research,
2014). In this case, patient and family advisors were members
of the project team, were involved from the start of the
project in grant development, they informed the development
of interview guides, attended and participated in team meetings.

We employed semi-structured telephone interviews. We chose
telephone interviews because they were suggested by patients
who found comfort and convenience sharing their experiences
over the phone (Ahmed et al., 2020). The interview guide was
developed in collaboration with palliative care specialist clinician-
researchers and three patient and family advisors on the team. The
interview guide consisted of questions on the experience of early
palliative care supports received, introduction and timing of pallia-
tive care, copingwith cancer, discussions about advance care plan-
ning and end of life planning (Appendix A). The Health Research
Ethics Board of Alberta Cancer Committee provided ethics
approval (ID: HREBA.CC-18-001, February 2018).

Description of the palliative care early and systematic
(PaCES) care pathway
All patients interviewed in this study had received early pal-
liative care through implementation of the PaCES, an inte-
grated early palliative care pathway for advanced colorectal
cancer. The PaCES pathway was a province-wide initiative,
that engaged multiple stakeholders (clinicians, knowledge

Figure 1. Early palliative approach to care.
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end users, researchers and patient and family advisors). The
PaCES pathway followed an integrated model of care,
through early referral of advanced cancer patients to special-
ist palliative care nurse consultative visits and palliative
homecare supports more than three months before death.
The early palliative care pathway for advanced colorectal
cancer (implemented in January 2019) included guidance
for clinicians caring for patients and a process for screening
of patients likely to benefit from early palliative care (meta-
static cancer / starting second line chemotherapy / no sys-
temic therapy options / high symptom distress (Edmonton
SymptomAssessment System (ESAS) scoring of >7) / deteri-
orating function / patient request). The early palliative care
pathway also consists of identifying patient needs, primary
palliative care management of unmet patient needs and
having advance care planning discussions with patients and
family caregivers (by family physicians, oncologists, and
nurses) (Simon & Sinnarajah, 2018). Care coordination and
communication was facilitated by a templated “shared care
letter” from the oncologist to the family physician and
patient, which outlined the role of each healthcare provider
in palliative care (Alberta Health Services, 2019b; Simon
& Sinnarajah, 2018). The process encouraged timely referral
to a specialist palliative care nurse to provide support and
ensure all elements of an early palliative approach to
care were addressed (Alberta Health Services, 2019a;
Simon & Sinnarajah, 2018). Most of the palliative special-
ist nurse’s visits occurred in the patient’s own home, with
templated consult notes shared with both the oncologist
and family physician and made referrals to homecare as
needed. Standard palliative homecare with functional and
psychosocial supports remained available to all patients
with these needs before and after the pathway implementa-
tion (Figure 1).

Recruitment and data collection
Eligible interview participants were adults (>18 years) with
advanced colorectal cancer, who had at least one visit with the
specialist palliative care nurse. Additionally, caregivers were
also invited to participate. A caregiver was defined as an adult
relative or friend, whom the patient described as their primary
caregiver (someone providing unpaid assistance to the patient).
The caregiver did not need to live in the same residence as the
patient. Participants were informed about the study by the pallia-
tive care nurse during a visit in-person or on the phone.
Participants completed a ‘consent to contact’ form if interested
in being interviewed. They were followed up by the researcher
for more information about the study (include sending the
consent form via email) and to schedule an interview time.
Both types, dyad participants (patient and their caregiver, but
interviewed separately), and non-dyad participants were
recruited. Participants were offered a $20 gift card as compensa-
tion for their participation. Interviews were conducted with con-
senting participants from September 2019 to February 2020 by

the qualitative researcher (MSc), and were audio recorded and
transcribed. Interviews ranged from 20 to 70 min, that included
obtaining informed consent as well as demographic information.

Data analysis
We conducted a thematic analysis of the transcripts to allow for
the identification of themes and patterns, using the six-step the-
matic analysis process described by Braun and Clark (Braun &
Clarke, 2006). We utilized the qualitative analysis software,
NVIVO to aid in data analysis (QSR International, 1999).
Coding was performed by two study researchers (with qualita-
tive research background, MSc and BCr), using a mix of
deductive, inductive, and iterative coding strategies. The
domains from the Person-Centred Care (PCC) Framework
(Santana et al., 2018) were used to guide deductive analysis
because of the patient and family-centered nature of palliative
care. Specific domains from the PCC framework, and codes
developed from the previous cohort interviews informed
codes for the interviews conducted in this study. Domains of
person-centred care include cultivating communication,
access to care, and engaging patients in managing their care
(Santana et al., 2018). However, coding was also inductive
as new codes were identified from the data that were not
already included in the coding book. The coding process was
iterative because when a new code was identified, the tran-
scripts were read once again to ensure codes were not
missed. Transcripts were read multiple times to generate
codes and differences in coding were resolved through discus-
sions between the two researchers who coded the data. After
organizing codes into themes, they were presented to the
research team, including patient and family advisors for feed-
back. We employed strategies to increase credibility, such as
member checking (asking participants to clarify responses
during the interviews), and peer debriefing between team
members to discuss themes identified. Afterwards, themes
identified were compared to the themes from the previous
study conducted, including identifying similarities and differ-
ences in the findings. Complete records of the start of the
research project to the end were kept, with transcripts and
notes. This audit trail process was important in providing a
transparent research process and increasing dependability.

Findings
A total of 12 participants (seven patients, five caregivers)
were interviewed. There were two dyad pairs interviewed
(one spouse pair, and one child-parent pair), however each par-
ticipant was interviewed separately. Participant age ranged from
36 to 86 years. Interviews were conducted eight months after
implementation of early palliative care support. At the time of
the interview, patients reported having received palliative care
support from one month to 12 months.

Patient and family caregiver experiences with early pallia-
tive care supports can be summarized into the following main
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themes: (1) Care Coordination, (2) Perception of Palliative
Care & Advance Care Planning, (3) Coping with Advanced
Cancer, and (4) Patient and Family Engagement.
Associated sub-themes were identified and summarized in
Tables 1 and 2 with supportive quotes. Figure 2 presents a
visual summary of the findings.

Care coordination
Within the theme care coordination, we identified the follow-
ing subthemes: communication between healthcare provi-
ders, role of family physician, and relationship with
palliative care nurse. Participants mentioned their healthcare
providers worked together to provide their care. Most partici-
pants mentioned instances where they perceived teamwork
and communication between the care team, especially
between the oncologist, palliative care nurse, and family
physician. Participants referred to the palliative care nurse
as someone who aided communication and helped with
coordination. One caregiver perceived communication
between their palliative care nurse and oncologist as neces-
sary to provide patients with the best quality of life:

“We don’t always see the direct interaction but we do get the
feedback that the care staff (palliative care team) has been in
touch with the doctor (oncologist)[…]The doctor (oncolo-
gist), will mention—she reviewed the palliative care report
and understands the circumstance, a little bit more thorough.
I think that’s good right now, your primary doctor under-
stands the specialty treatment, the treatment is for the phys-
ical too, but if your doctor also understands the mental—
how your patient’s doing […] better prepared to design the
treatment that’s going to provide the best quality of life.”
[C5]

The family physician was another healthcare provider that
most participants mentioned as an important member of their
care team. Most participants saw their family physician and
wanted their family physician to be informed about their
cancer care. The role of the family physician was identified
as someone who provided emotional support, managed
pain, ordered prescriptions, went over reports during appoint-
ments received from other healthcare providers (bloodwork,
scans, etc), and managed other healthcare conditions. One
patient mentioned her preference for involvement of her
family physician:

“Yes, he’s involved and informed, and I make sure that when
they ask me about CT scans or MRIs—if I want any other
doctor to look at them, I send them to him. Because he
phones me a lot to see how I’m doing.” [P7]

Patients and family caregivers developed a bond with their
palliative care nurse and communicated with her about their
care. Participants mentioned the palliative nurse was a liaison
to other services and helped to coordinate their care. One

family caregiver described the care provided by the palliative
care nurse as genuine and thorough:

“She seems to have a genuine care for her, takes notes and
asks a lot of questions. She touches my mom, basically to
see how she’s doing—her hands, with the numbness and
cracks in her fingers, and in her last visit my mom told her
she had trouble with bowel movements so and she’ll kind
of check on my mom and rub her stomach and refer some
meds she should take. She’ll talk to the doctor about
having some new meds.” [C4]

There were also opportunities for improvement in care
coordination identified by two family caregivers. One
family caregiver brought up a recommendation for the care
team to outline the specific responsibilities of each service
that is introduced to mitigate confusion for patients and fam-
ilies. Another family caregiver described the care as being
coordinated, until the last day of the patient who passed
away without being able to reach the early palliative care
nurse that day, resulting in the patient dying in hospital.

Perception of palliative care and advance care
planning
The addition of a palliative care nurse in cancer care
impacted participants’ perception of palliative care and
advance care planning. Within perception of palliative care
& advance care planning, we identified the subthemes:
timing of palliative care, meaning of palliative care, and
advance care planning discussions. Most participants found
the timing and introduction of early palliative care to be
appropriate, and participants emphasized early integration
of palliative care to be very beneficial for patients and care-
givers. One caregiver mentioned early palliative care did
not diminish hope for his wife’s care, but rather reassured
them they were going to receive care to improve quality of
life:

“For myself and my wife, the sooner we understood what was
happening and what services were available, it gave us a
piece of mind and it didn’t diminish the hope for best
quality of life and what’s ahead. It did give us a chance to
be a bit more prepared in our minds of what to expect and
to know there’s services out there” [C5]

Most participants viewed the term palliative care to mean
care that was broad, supportive, and improved quality of life.
For some participants, their view of palliative care changed
after speaking to the palliative care nurse. One patient
noted the change in perception:

“Mostly just supporting with symptoms so that the life you’re
living is a good life […] I did initially think end of life when I
was referred to them, but they’ve since explained that it’s
during life, not just ending of life.” [P2]
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Table 1. Themes Identified (Care Coordination and Perception of Palliative Care & Advance Care Planning).

Theme: Care Coordination

Subthemes Description Selected Quotations

Communication between

healthcare providers

(PC Nurse, Oncology

team, and FP)

All participants perceived

communication between their

healthcare providers, and spoke

positively about their care being

coordinated. (n= 12)

“everybody is involved and everyone seems to know what’s going on- like

all three branches- the RN who visits her at home or calls her, or the

[Cancer Centre], or the GP. So that seems to be working well”

(Caregiver 2, dyad)

“I think later on when we spoke with the palliative homecare team they

would get in touch with the doctor- for instance to make something

happen. That they knew medical oncologist would have the best chance

at making it happen. They were able to intervene in the system and make

something happen which we could never do. We were very grateful, so I

guess it worked there for them to talk to one another.” (Caregiver 3,

dyad)

“The oncologist asked me, that they have a nurse who deals with palliative

care, and if she could visit me. And I agreed to that, and she told me

when I last spoke to her, that she checks up about me with the

oncologist, so they’re in contact.” (Patient 4)

“I’m glad that my doctor- oncologist talked to my doctor and asked if he

would be willing to look after some of the cancer- stuff and he said yes-

he’d be more than happy to do it. So everybody really has been so

good.” (Patient 5, dyad)

Suggestion: “Some way to represent how the services plug into each other

and where the boundaries are of the services—cause that’s probably

one thing that’s a little bit confusing.Wewould be offered a service from

one part of the organization and it would be referred to another part…

full time caregiving at times is stressful, and these folks are busy so

playing the telephone tag and messaging, it gets—it adds a little bit of

stress to the home environment. There’s only so much you can

remember as you get older.” (Caregiver 5)

Role of Family Physician Most participants perceived their

family physician to be involved in

their care, and preferred having

their continued involvement

throughout their cancer

journey. (n= 8)

“he’s been mum’s physician for a long, long time. So just having him

support anything that’s going on is, you know…my mom’s very

comfortable with him. And so, it just and it helps support the treatment

he manages. You know, does the reorders for her steroids and that kind

of stuff.” (Caregiver 1)

“_____ was happy to have the GP in her team because the GP was able to

provide a far more general, holistic, common sense sort of perspective

in the landscape as opposed to a specialist. You know we were grateful

for the specialist but it was almost like a man with a hammer- who sees

everything with a nail…GP that we had- excellent in that regard, great

emotional support and a great help in providing comfort and advice on

how to proceed and how to make a decision.” (Caregiver 3, dyad)

“yes he is he’s a longtime family doctor and has become a personal friend

over the years and is very concerned about my case so yes he’s involved

and informed, and I make sure that when they ask me about CT scans or

MRIs—if I want any other doctor to look at them- I send them to him-

because he phones me a lot to see how I’m doing… I know he thinks he

let me down because we didn’t find it sooner, but it’s not his fault. That’s

to say he’s very involved and concerned.” (Patient 7)

“he (FP) talks to me haha… and then he always goes over the results of any

tests and that- and I mean the oncologist always goes over the tests from

the scans and then he follows through and wants to know how I’m doing

with this and that and the others, so he’s following. If I have any

problems and …if he doesn’t know the answer, he’ll get in touch with

the oncologist.” (Patient 5, dyad)

(continued)
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Table 1. Continued.

Theme: Care Coordination

Subthemes Description Selected Quotations

Relationship with

Palliative Care Nurse

This subtheme highlights how

participants perceived the

introduction of an early

palliative care nurse, who visited

patients in their homes and was

a key member of their cancer

team. Most patients and

caregivers found the addition of

the early palliative care nurse to

be helpful, and were grateful for

the support (n= 10).

“I think my concerns- she takes note of it and she has told me personally

that she would pass on the information to the oncologist. And it’s been

helpful too, when I had a fever and she came in to check on me, she

directly called my doctors office….It puts my mind to rest I think, having

that extra support because I’ve had to call the triage and so that takes

hours for them to call back, and you know they’re busy so for a nurse to

call back and that nurse that may be calling me back from the office, may

have never seen me before. So I like the idea that I can call the palliative

care nurse, and you know I can get a hold of them right away or they’ll

call me back shortly thereafter.” (Patient 1)

“____(PC nurse) is somebody that I’ve been so impressed with, and I

really enjoy her, quite lovely, but also what she recommends and

anytime she does make a recommendation it’s actually quite solid and

down-to-earth and practical I really like that. And you know she just

really wants to see how I’m doing and make sure that I’m right on track

with what they’re offering me and it’s been working out really really well.

She’s also a really great conduit to all the other people because you

know if I have to go call the clinic, If I have to dial into clinic and get

answers and help, It can always get into a giant game of telephone you

know what I mean?” (Patient 6, dyad)

“she’s very experienced in what she does, you know quite organized…she

came very well prepared, considering what the situation was and what

we’re dealing with. And then just listened and asked some really probing

questions about where we are at physically and psychologically, our

home design, are we set up, and she had a bit of a checklist and pamphlet

that gave us more information that we could follow- it wasn’t a one time

sales pitch, it was delivered with kindness and empathy and well thought

out conversation” (Caregiver 5)

Theme: Perception of Palliative Care & Advance Care Planning

Subthemes Selected Quotations

Timing of Palliative Care Participants were asked about

their thoughts on the timing of

the early palliative care support.

Most participants found the

timing of introducing early

palliative care to be appropriate

and needed to ensure supports

are available from when they are

diagnosed. (n= 9).

“then more recently when we were put with the palliative homecare team,

then again made sense the timing was correct- xxx (patient) was starting

to weaken and when it was suggested during a regular appt with the

medical oncologist, everybody was in agreement that this was the right

time to get back in touch with those folks to maybe look into some

things to help us out. So I would say the timing is appropriate.”

(Caregiver 3, dyad)

“I feel like it’s pretty good, I think the earlier the better. Even though

there’s some stigma associated with it, if you’re talking to someone

about palliative care that means you’re down the path along that end of

life journey. For us, and I can’t speak for anyone else. For myself and my

wife, the sooner we understood what was happening and what services

were available, it gave us a piece of mind and it didn’t diminish the hope

for best quality of life and what’s ahead. It did give us a chance to be a bit

more prepared in our minds of what to expect and to know there’s

services out there” (Caregiver 5)

“I think earlier on is better. Yeah, so that was right after the diagnosis that I

had that it had spread right to my liver. It wasn’t stage 3 anymore, it was

stage 4. So, at that point, and it was early on so that’s better so you kind

of get accustomed to it. And earlier on I think is better than later.”

(Patient 1)

“I don’t know how she could provide a key that I don’t need right? I could

do everything myself right now, and I would not want to waste anyone’s

(continued)
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However, there were still some participants that found the
term held stigma and associated it with end of life. One care-
giver did not consider the support his mom received as pal-
liative care, but rather as preparation for palliative care.

For most participants, the palliative care nurse facilitated
advance care planning discussions. Most participants had
discussed their goals of care, wishes and preferences,
values, and end of life planning with their care team

(including with family members). Participants described dis-
cussions with their palliative care nurse were helpful and they
did not feel pressured during the process. One caregiver
described the process of revisiting their goals of care:

“Recently we changed those goals of care with the help and
advice of the palliative care nurse we found that very helpful.
Again, they had a holistic landscape of the situation to help

Table 1. Continued.

Theme: Care Coordination

Subthemes Description Selected Quotations

time if they just come to check up on me. If I felt the need for a person,

you know and I’m very grateful that there are people to help if you need

the help, but I also feel that I don’t want to waste anyone’s time by… you

know, feeling that they have to do anything for me when I don’t need it.”

(Patient 4)

Meaning of Palliative Care Participants mentioned what

palliative care meant to them.

Most participants viewed the

term palliative care to mean

care that was supportive

(emotional, physical,

psychological), brought comfort

to patients, and improved their

quality of life (n= 9). Some

participants also mentioned

palliative care as necessary for

end of life (n= 5).

“we had lots of discussions about this because mom was quite upset about

being followed by palliative care. So, we certainly had the discussion that

this is not end of life care, but this is more about controlling your

symptoms. But palliative care claim to fame is to make people

comfortable and more ethical with what we’re trying to do” (Caregiver

1)

“quality of life, there’s no remission- palliative, well you’re terminal not

immediately necessary, you’re not at the end stage. It’s quality of life as

disease progresses. So, it’s dynamic and not linear thing” (Caregiver 2,

dyad)

“Mostly just supporting with symptoms so that the life you’re living is a

good life…I did initially think end of life when I was referred to them, but

they’ve since explained that it’s during life not just ending of life.”

(Patient 2)

“palliative care is someone that comes in and helps you adjust to what you

do living day to day and I know it can mean that you may have to go into

palliative care somewhere. But I think its just the first step in looking

after the treatment as it goes along.” (Patient 5, dyad)

Advance Care Planning

Discussions

Participants spoke about whether

advance care planning

discussions took place, and if so

how they perceived those

discussions. Most participants

had advance care planning

discussions with their cancer

care team. (n= 10)

“recently we changed those goals of care with the help and advice of the

palliative care nurse we found that very helpful. Again they had a holistic

landscape of the situation to help you make that decision. And the

implications of those various choices. And they helped us to change the

goals of care at the XXX (name) hospital” (Caregiver 3, dyad)

“At first I just looked at it, didn’t wanna do it. it took me time to accept as

your mind kind of relaxes, and you think yea maybe we should plan for it.

It’s going to happen so it’s good to be prepared. So yea I said I was going

to take care of it, and gave my mom and dad the official sign, and put it in

place” (Caregiver 4)

“She’s [PC nurse] very good at being- she’s frank but kind, and has no

problem with having these kind of conversations whatsoever, she seems

very good at it which is a huge comfort to have somebody been assigned

to help you dance around the issue all the time and poking at it for both

of us we’d rather have it on the table and be aware of what is available to

us and what else we might need.” (Patient 6, dyad)

“it was tough, emotionally difficult, but was handled well and was handled

in a way—she [PC nurse] said you don’t have to focus too too hard on it

right now, but something to think about. There wasn’t too much

pressure or anything.”(Patient 2)
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Table 2. Themes Identified (Coping with Advanced Cancer & Patient and Family Engagement).

Theme: Coping with Advanced Cancer

Subtheme Description Quotations

Support from family

and friends

In coping with their advanced cancer, almost all

participants mentioned having the support of family and

families. (n= 11)

“my parents have a lot of friends, they have a huge social

—it definitely made it easier for us, because they’ll

come by and take my mom and dad out for like coffee.

My mom loves ping pong and there’s a club where they

all have their friends, so that’s where she’ll meet, and

go and play some ping pong. If it was just the family, it

would be really hard. So it’s nice to have friends who

step up to the plate and make it easier” (Caregiver 4)

“a really good home caregiver is also a really good gate

keeper. If you got somebody who can manage, and it

could be a friend doing it too, it could be your spouse,

but the gate keeper who says ‘she’s not having

company today, she’s too tired’” (Patient 6, dyad)

Support from

healthcare system

Some participants described instances where they

received support from services (n= 6) (examples

include counselling & through their pharmacist)

“But for myself I could use a bit of support and it’s

nothing to do with the cancer, but more so my

relationship with my mom, so I don’t what they do

there- I can find out by going, I’m sure I can find a

counsellor” (Caregiver 2, dyad)

“She (oncologist) was accepting of the fact that xxx

(patient) was talking to the herbalist- and was okay

with that- as well as the naturopath who was giving her

vitamin c- umm the herbalist xxx had been seeing for

years and the naturopath xxx sought out and started

to see. None of these were referrals from the

conventional medicine world. What she did wind up

with is someone from the conventional medicine

world who was tolerant and sympathetic.” (Caregiver

3, dyad)

“when I was on the pills, I found quite reassuring that the

pharmacist would call and see how you’re doing on the

medication and give you some, you know, things

weren’t working quite right? They would give me

some ideas, and that’s very reassuring. In spite of

having kids and friends and that, it’s a lone journey.”

(Patient 5, dyad)

I met with her at the beginning just to make sure that

my…financially I was able to handle this. And she

supported with some of the paperwork required for

my disability and had the doctor fill it out on my behalf

and submitted it. It just took a little bit of the

coordination away from me, which was helpful.”

(Patient 2)

Strength in faith Some participants spoke of how their faith helped them to

cope with their cancer (n= 3)

“I’ll also wish to mention here that I’m a bible believing

Christian. I live my entire life by faith. F A I T H not F A

T E. I don’t live my daily life by hope, I live my life by

faith in the lord Jesus Christ. And it has been that way

not since I’ve had cancer but from the very beginning

of my life, I grew up in a Christian family and still do it

that way.” (Patient 4)

“I just take it as it comes that way and I have a pretty

strong faith…I go to church too that supports me as

well.” (Patient 1)

Patients and caregivers spoke about continuing to be “I don’t feel I need anything. Because if I ask somebody

(continued)

Ahmed et al. 117



Table 2. Continued.

Theme: Coping with Advanced Cancer

Subtheme Description Quotations

Value in

Independence

independent in their daily lives (n= 6). For two

patients, this meant not perceiving the need for early

palliative care supports or homecare.

come cut my grass, I just love cutting my own grass.

Cooking, my wife and I do the cooking, the washing up,

everything, I don’t feel that I am at that stage yet that I

need any homecare, I do not need any. My wife and I

do everything that needs to be done, without a

struggle, or that it’s difficult for us to do- we just do it

as we always have.” (Patient 4)

“xxx (patient) always took responsibility for all the

decisions that were made uhh we both felt that

because it’s her body and her life so it’s really her

decision but I believe she was always grateful to have

me present and attended any sessions of any

significance” (Caregiver 5)

Theme: Patient and Family Engagement

Subtheme Description Quotations

Taking initiative and

being informed

Most caregivers expressed being actively involved in their

loved ones’ care, through ensuring they were informed

about their care and treatment plans & engaged in

shared-decision making (n= 5). Some patients also

described being well informed about their cancer care,

and services offered to them. (n= 3)

“I probably ask way too much, I get copies of the blood

work…It’s almost like if you’re interested and take an

interest in understanding the disease and symptoms

and treatment management, then the doctors are

really helpful. They know that you want to learn and

understand and how you can be of help to them and

the patient… I am, and also how available. I also think

I’m very fortunate because I am retired and can spend

that. I’m not sure what I would do if I was still working.

We would have to have made some serious changes,

and serious decisions.” (Caregiver 5)

“We had to make decisions and decide for ourselves

whether things that were recommended to us were

right or not and then if we felt that the option wasn’t

right we always investigated further or figured out

what to do ourselves. So it was important to us to

have that advice and support” (Caregiver 3, dyad)

Patient Advocacy Some participants mentioned the importance of

advocating for their care. (n= 3)

“You know if there was one thing that could be added on

is the you know for somebody who doesn’t have that

kind of support- some kind of patient advocate being

assigned to somebody who doesn’t have that kind of

support. I think it’s really important for them not to go

to the appointment by themselves” (Caregiver 2,

dyad)

“The patient is the quarterback. And whether we like it

or not, we have to get educated on what’s going on

because decisions will be made that we don’t

understand or might not like.” (Caregiver 3, dyad)

“but the medical side, they were fighting me so that was

tough it was very tough to stand up to that medical

team when you know this is a very personal decision

do you know what you do here in the circumstances

and I said I know what I need to do and I’m doing it,

but they really had a hard time with it really, really had

a hard time with it.” (on choosing to stop chemo)

(patient 6, dyad)
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you make that decision. And the implications of those various
choices” [C3, dyad]

However, for two patients, they did not feel they needed to
have advance care planning discussions early and had not yet
engaged in any discussions. One of the patients associated
palliative care and advance care planning with end of life
care, which may have impacted his readiness for advance
care planning,

“It’s difficult for me to say where I would end my life. How
or where I would like to be or go and so on but none of that, I
don’t have any interest in that […] To end in a hospital that’s
okay for me I told that, if it’s at home that’s okay. I just
cannot plan that. It’s something I don’t believe I have any
control over—planning” [P4]

Coping with advanced cancer
We identified the following subthemes within coping with
advanced cancer: support from family and friends, support
from healthcare system, strength in faith, and value in inde-
pendence. Some participants mentioned how their palliative
care nurse specialist facilitated access to different resources
such as a psychologist. Participants appreciated both the
informal and formal supports they received throughout
their care. One patient described respectful and personalized
care from two healthcare providers, the pharmacist and diet-
ician as they helped her with the side effects from
chemotherapy:

“I wasn’t able to eat very well when I was on chemo[…]I
contacted the dietitian and she was super helpful[…]She
sent me recipes, she talked to me over the phone and the phar-
macy—after the chemotherapy which was really powerful, I
had neuropathy in my feet[…]she [pharmacist] would call
every week to see how I was doing with the neuropathy,
what was changing. She was absolutely fantastic.” [P7]

Some participants also talked about valuing their inde-
pendence and being able to do things on their own. For
one patient, this meant he did not feel he needed the
support from the palliative care nurse and homecare, due to
being able to work on his own and having the support of
his wife.

Patient and family engagement in care
We identified the following subthemes within this theme:
taking initiative and being informed, and patient advocacy.
Most participants described being well informed about their
cancer care, and services offered to them, even before
seeing the palliative care nurse. This information helped par-
ticipants to make decisions about their care. Some partici-
pants talked about feeling engaged in their care and
supported in decision-making. For instance, one patient men-
tioned the palliative care nurse supported her in the decision-
making process:

“He’s [husband] here pretty much every visit that she comes
for so he can be part of the discussion […] She’s [palliative

Figure 2. Patient and family caregiver experiences after early palliative care.
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care nurse] very good at sharing all kinds of information, very
good at giving us space to make decisions. There’s never
been any question on who’s making that decision. We’re
given time, we’re given space, and we can ask questions.
I’ve stumbled into a team with really good folks” [P6, dyad]

Some participants also mentioned the importance of advo-
cating for their care, and some patients and caregivers
recounted past experiences of feeling pressured into deci-
sions on treatments. Some family caregivers brought up the
need for a patient advocate/navigator in the healthcare
system from the start of the patient journey, especially if
patients didn’t have a support system:

“When I’m dictator, there will actually be a patient navigator
who actually acts like that who can navigate the system, and
has a holistic view of the landscape and can say this, now we
know who you are and what your wishes are” [C3, dyad]

Comparison with patient experiences prior
to palliative care pathway
We compared these interviews to those conducted by our
team with another cohort of patients living with advanced
colorectal cancer receiving care prior to implementation of
the early palliative care pathway (Ahmed et al., 2020).
Demographic details of both interviews and the comparison
of the experiences before and after implementation of the
early palliative care pathway are summarized in Table 3.
The experiences of participants who received early palliative
care support from a specialist palliative care nurse were dif-
ferent than those described by a cohort interviewed prior to
pathway implementation. From our interviews, we identified
improvements in care coordination. Involving the oncologist,
family physician, and palliative care nurse specialist made
participants feel they were well supported. The role of their
family physician was more readily perceived and valued.
Participants interviewed prior to the palliative care pathway
expressed frustrations with poor communication among
care providers. Whereas, after the implementation, partici-
pants perceived the palliative care nurse as a liaison, who
facilitated and supported access to care and ensured patients
received timely care. Additionally, there were also differ-
ences in how participants perceived palliative care and
advance care planning between the two participant cohorts,
with most participants who received care after implementa-
tion, described palliative care as supportive and encompass-
ing quality of life. Participants identified the palliative care
nurse as someone they spoke to about advance care planning,
who helped to facilitate this process. After implementation,
more patients reported discussing advance care planning
with their care team. In both cohorts, patients and family
caregivers mentioned being engaged in their care, and
valuing their independence and autonomy.

Discussion
This study described the experiences of patients with
advanced colorectal cancer and caregivers who received
early palliative care and compared those experiences with
another cohort of patients and caregivers who received stand-
ard oncology care prior to implementation of early palliative
care. The four main themes identified in the cohort who
received early palliative care (care coordination; perception
of palliative care and advance care planning; coping with
advanced cancer; and patient and caregiver engagement)
aligned with domains included in the Person-Centred Care
Framework such as communication, care coordination, and
patient engagement in care (Santana et al., 2018).
Participants in our study described a positive patient
centred relationship with the palliative care nurse, and
described the interactions as supportive and caring. Patient
contact with early palliative care nurses have been described
as supportive and helpful in other studies conducted as well
(Fliedner et al., 2019; Maloney et al., 2013). Also, after the
implementation of the early palliative care pathway, we iden-
tified improvement in care coordination. Similarly, in
Hannon et al.(Hannon et al., 2016) early palliative care inte-
grated with oncology care improved the coordination of care.
In their study, participants described the relationship with
their palliative care physician as comfortable and personal
(Hannon et al., 2016). The palliative care nurse fulfilled a
key role in care coordination, supporting patients through
their cancer trajectory. The role of the nurse was critical in
enhancing communication amongst other clinicians, patients
and caregivers, and improving patient and caregiver under-
standing of palliative care. Improved communication
between patients and healthcare providers was also found
in other studies integrating palliative care (Akyar et al.,
2018; Rugno et al., 2014). The integration of early palliative
care through specialist palliative care teams (such as nurse
specialists) in cancer care was found to be beneficial for
patients in our study. Integrated care models have been
recommended by Hui & Bruera (Hui & Bruera, 2015) as it
ensures standard access to early palliative care concurrent
with cancer care.

Most participants had an improved understanding of pal-
liative care after discussions with the palliative care nurse,
similar to the study by Fliedner et al. (Fliedner et al.,
2019). However, few participants noted that the term pallia-
tive care carried stigma, as did Zimmermann et al.
(Zimmermann et al., 2016). The study by Hannon et al.
(Hannon et al., 2017) also found some participants perceived
palliative care negatively, impacting how comfortable they
were with palliative care supports. Negative perception of
palliative care can be a barrier to effective referral.

The importance of the role of the family physician in their
cancer care was clearer to participants interviewed after the
early palliative care pathway. This finding was similar to a
survey conducted in Germany where 85.5% of patients
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Table 3. Comparison of Experiences Before and After Implementation of the Palliative Care Pathway.

Themes- comparison

Before Pathway Implementation (May–November

2018)

After Pathway Implementation (September 2019–

February 2020)

Demographic Details of

participants interviewed

15 advanced colorectal cancer patients, 7 family

caregivers (13 women, 9 men)

Dyads: 3 pairs (spouses)

Age range: 43–72

7 advanced colorectal cancer patients, 5 family

caregivers (8 women, 4 men)

Dyads: 2 pairs (1 spouse pair, 1 child-parent pairing)

Age range: 36–86

Perception of palliative care Confusion and association with end of life/death for

some patients

“somebody who is dying on their last legs, cannot do

anything for themselves and end up in the

hospice.” (Patient G)

Holistic, encompassing quality of life for most

patients

“we had lots of discussions about this because mom

was quite upset about being followed by palliative

care. So, we certainly had the discussion that this

is not end of life care, but this is more about

controlling your symptoms. But palliative care

claim to fame is to make people comfortable and

more ethical with what we’re trying to do”

(Caregiver 1)

Care coordination and

communication with

healthcare providers

Some participants mentioned lack of communication

and team work between healthcare providers

“We found that there’s a real challenge in

communication in terms of some departments in

[health organization]. And so, if we have the

oncology team and palliative team both involved in

care… they need to be in sync.” (Caregiver B)

Involving the oncologist, family physician, and

palliative care nurse specialist made participants

feel they were well supported

Palliative care nurse specialist acted as a liaison to

other care providers, and helped coordinate care

among care providers

“everybody is involved and everyone seems to

know what’s going on- like all three branches- the

RN who visits her at home or calls her, or the

[Cancer Centre], or the GP. So that seems to be

working well” (Caregiver 2, dyad)

Involvement of family

physician

Mixed responses regarding relationship with family

physician,

Lack of clarity of family physician role

Some patients did not see their family physician

routinely

“he should be made aware and you

know be on top of it but it’s sort of a specialized care

and once he knows for sure that we’re in the right

hands there’s really not much that he can do that a

specialist couldn’t do” (Caregiver E)

Most participants found their family physician was

well informed and involved in their care

Participants identified clear roles for their family

physician in cancer care including providing

emotional support, managing physical symptoms,

and informational support (going over their

reports with them)

“yes he’s involved and informed, and I make sure

that when they ask me about CT scans or MRIs—

if I want any other doctor to look at them- I send

them to him- because he phones me a lot to see

how I’m doing… I know he thinks he let me

down because we didn’t find it sooner, but it’s

not his fault. That’s to say he’s very involved and

concerned.” (Patient 7)

Discussions about advance

care planning

Most participants did not have advance care planning

discussions

Mixed views on readiness and timing regarding these

discussions

“probably not until it’s actually necessary. I know that

sounds terrible, but I don’t know if I could deal

with it right away…I think it’s one of those things

that information can be provided and when I’m

ready, or you know at least provided to my family.”

(patient H)

Most participants discussed advance care planning

with their care team, including close family

Wishes documented

Participants identified the palliative care nurse as

someone they spoke to about advance care

planning, who helped to facilitate this process

“it was tough, emotionally difficult, but was handled

well and was handled in a way—she said you

don’t have to focus too too hard on it right now,

but something to think about. There wasn’t too

much pressure or anything.” (Patient 2)
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wanted their family physician to be informed about their
cancer therapy on a regular basis, and were supported by
their family physician in cancer care (Lang et al., 2017). In
Zimmerman et al. (Zimmermann et al., 2014) early palliative
care trial, where routine communication with family phys-
ician was a component of the intervention, patient satisfac-
tion with care significantly improved as well. In Canada,
this shared care model for cancer care is recommended,
with some oncology programs involving family physicians
in integrated palliative care (Fassbender & Watanabe, 2015).

Engaging patients and families in their care was important
to the delivery of early palliative care. Some participants
recounted past experiences of feeling pressured in making
decisions, and mentioned lack of early support to navigate
the cancer care system. Advance care planning discussions
were an important component of an early palliative care
approach, and most participants interviewed after pathway
implementation positively described their experiences with
these discussions. Similarly, other studies that delivered
early palliative care supports also found advanced cancer
patients were able to engage in discussions about advance
care planning and found them beneficial (Fliedner et al.,
2019; Hannon et al., 2017).

Strengths and limitations
This study provided in-depth understanding of the care
experiences of patients and family caregivers, identified
aspects of the PaCES early palliative care pathway that
were beneficial, and aspects of care that they valued. A
strength of this study design was that it allowed for compari-
son of care experiences before and after implementation of
the early palliative care pathway, and identified potential
impact of the pathway from the perspective of patients.
Another strength was that all patients were similar in their
health condition, advanced colorectal cancer, which affects
both sex and genders equally. A potential limitation of this
study was that a different cohort of participants were inter-
viewed before implementation of the care pathway and
after, so we could not observe differences in perceptions
and experiences among the same participants. However,
our participants had an advanced cancer diagnosis (with a
prognosis of 6 to 24 months), therefore it was not possible
for the same participants to participate in the time frame of
the two studies. Additionally, participating in the first study
interview included hearing a definition of palliative care
that could be seen as influencing participants’ subsequent
perceptions, therefore it was important to interview a differ-
ent set of participants after implementation of the care
pathway to mitigate interview influence on participant
views. During recruitment, the specialist palliative care
nurse informed potential participants about the study,
which may have resulted in those with a positive bias
towards their experiences participating. Through our com-
parison, we identified differences and similarities in the

care experiences of the two cohorts of participants, rather
than understanding whether care experiences have changed.
Qualitative studies do not seek to be generalizable, and the
experiences of early palliative care may be different for
other cancers and populations.

Conclusions
Early palliative care delivered by a specialist palliative
care nurse may improve advanced cancer care, including
an improved understanding and acceptance of early pallia-
tive care. This study used a patient-oriented approach in
the design and in identifying what matters to patients
and family caregivers in early palliative care. This study
was novel in comparing experiences of patients and
family caregivers before and after implementation of an
early palliative care pathway for advanced colorectal
cancer in a health system. The sustainability of integrating
early palliative care in cancer care is currently being
studied within our cancer centre. Different cancer
centres need to consider various factors when implement-
ing an integrated model including the availability of staff
and resources and patient needs. Future studies could use
a similar method to examine whether this care pathway
can be implemented in other cancers and non-cancer dis-
eases and compare the experiences of patients across dif-
ferent conditions.
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