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Prognosis does not change the landscape: ==

palliative home care clients experience
high rates of pain and nausea, regardless
of prognosis
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Abstract

Background: Most individuals who typically receive palliative care (PC) tend to have cancer and a relatively short
prognosis (<6 months). People with other life-limiting illnesses can also benefit from a palliative care approach. How-
ever, little is known about those who receive palliative home care in Ontario, Canada’s largest province. To address this
gap, the goal of this project was to understand the needs, symptoms and potential differences between those with a
shorter (< 6months) and longer prognosis (6+ months) for individuals receiving PC in the community.

Methods: A cross-sectional analysis was conducted using interRAI Palliative Care (interRAI PC) assessment data col-
lected between 2011 and 2018. Individuals with a shorter prognosis (< 6 months; n=48,019 or 64.1%) were compared
to those with a longer prognosis (64 months; n=26,945) across several clinical symptoms. The standardized differ-
ence (stdiff), between proportions, was calculated to identify statistically meaningful differences between those with
a shorter and longer prognosis. Values of the stdiff of 0.2 or higher (absolute value) indicated a statistically significant
difference.

Results: Overall, cancer was the most prevalent diagnosis (83.2%). Those with a shorter prognosis were significantly
more likely to experience fatigue (75.3% vs. 59.5%; stdiff = 0.34) and shortness of breath at rest (22.1% vs. 13.4%;
stdiff =0.23). However, the two groups were similar in terms of severe pain (73.5% vs. 66.5%; stdiff = — 0.15), depres-
sive symptoms (13.2% vs. 10.7%; stdiff =0.08) and nausea (35.7% vs. 29.4%; stdiff =0.13).

Conclusions: These results highlight the importance of earlier identification of individuals who could benefit from a
palliative approach to their care as individuals with a longer prognosis also experience high rates of symptoms such
as pain and nausea. Providing PC earlier in the illness trajectory has the potential to improve an individual’s overall
quality of life throughout the duration of their iliness.
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have a chronic illness, with 70% of all deaths occurring
from a chronic disease [1]. Many organizations that pro-
vide care to these individuals agree that it is important to
integrate a palliative care (PC) approach as early as possi-
ble for those with a life-limiting illness [2]. PC that is pro-
vided earlier in the illness trajectory has the potential to
improve overall quality of life, reduce symptom burden,
fulfill goals and wishes of the dying individual and may
lead to reduced health care service use [3, 4].

In 2008, it was estimated that only 16 to 30% of individ-
uals had access to formal palliative care services [5], the
majority of whom had a cancer diagnosis [6]. In 2011, in
Ontario, 80 stakeholders came together to develop a dec-
laration of understanding, which outlined a new vision
and plan for how PC should be delivered in the prov-
ince. In this plan, it was stated that the availability of PC
should not be restricted to individuals in the final weeks
of life with a cancer diagnosis. Instead, PC would ideally
be available for all adults and children with a progres-
sive life-limiting illness and offers support to the patient
and their family throughout the entire spectrum of care.
Additionally, anyone who wishes to remain at home
should be able to access the care they need through pri-
mary care providers within the community [6].

Even though there is strong evidence that providing a
palliative approach to care that starts early in the illness
trajectory is beneficial, the literature still shows that the
majority of care is focused on the last weeks or days of life
[4, 7]. There are a number of obstacles that may prevent
a timely approach to care, including the lack of stand-
ardized criteria to determine eligibility. The trajectory of
chronic life-limiting illnesses are often unpredictable and
can therefore make it difficult to identify the most appro-
priate time to initiate PC [2, 8]. As a result, clinicians
have often relied on prognosis (e.g., death foreseeable in
short term) rather than on palliative care needs. The use
of the “surprise question” (i.e., “Would you be surprised
if the person died in the next 12 months?”) [9] alongside
other palliative care needs assessment tools (i.e., Pallia-
tive Performance Scale) [8, 10] have been proposed as a
means to identify eligibility to receive PC in an earlier
stage. In practice, their application in standard care has
been rather limited.

For the most part, older adults prefer to “age in place”
and remain in their own homes for as long as possible
[11]. This is also true as it relates to the place of death
and where the vast majority of individuals would pre-
fer to receive PC [1, 12]. Even though the majority of
Canadians express a wish to receive palliative care at
home, there is little information within the literature
around the symptom burden and care needs of these
individuals. A recent population-level retrospective
cohort study for all decedents in Ontario between 2010
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and 2012 found that PC services are more infrequently
delivered in community settings, especially for those
with other life-limiting illness, besides cancer [13]. In
2017, all provinces and territories in Canada agreed
to a common statement of principles on shared health
priorities, highlighting the need to improve access to
home and community care, including palliative home
care [14]. In order for health care professionals and
policy makers to provide quality palliative care in the
home environment, more information is needed on
exactly who is receiving PC in Ontario, Canada’s largest
province.

Currently, the interRAI Palliative Care (interRAI
PC) assessment is only used in Ontario to assess indi-
viduals receiving PC in the community. The interRAI
PC was developed in 2003 by interRAI, a non-profit
organization of roughly 100 clinicians and research-
ers representing 35 countries who develop and test
standardized assessments for use in various popula-
tions, including palliative care. The interRAI PC offers
a wealth of data at the person-level and offers insights
in the needs of individuals receiving PC in the com-
munity. The current body of literature has limited
information on who is receiving PC in the community
in Ontario. To address this gap using existing inter-
RAI PC data, the current study aims to understand the
needs, symptoms and potential differences in charac-
teristics for those with both a shorter and longer prog-
nosis for individuals receiving palliative care in the
community.

Methods

Study design

This cross-sectional study utilized secondary data
collected using the interRAI Palliative Care (inter-
RAI PC) assessment in Ontario. The interRAI PC is a
comprehensive assessment instrument that identifies
person-specific palliative care preferences, symptoms
and needs to support health professionals in the care
planning process [15, 16]. The assessment covers key
domains such as prognosis, cognitive and functional
status, communication, mood, psychosocial well-being
and spirituality. A number of studies support the valid-
ity and reliability of the interRAI assessments [17, 18].
Assessments are completed in the individual’s home
by trained assessors (e.g., registered nurses and other
allied health professionals) in the form of a semi-struc-
tured interview. Answers on the interRAI PC are based
on information from direct observations with the indi-
vidual, discussions with informal caregivers, and other
health professionals (e.g., primary care physician), and
review of available medical records, as needed.
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Sample

All interRAI PC clients who had a completed assessment
between 2011 and 2018 were included, representing the
most recent information available for Ontario. For indi-
viduals with multiple assessments completed within this
time frame, the most recent assessment was retained for
analysis. This resulted in a total sample of 74,964 unique
individuals. This sample represents a mix of individu-
als that have been on service for a longer period of time
(e.g., had more than one assessment; 24.8% of the sam-
ple), as well as those that would have recently started ser-
vice (75.2% of sample). We ultimately decided to utilize
each individual’s most recent assessment for analysis in
order to take a cross section of all clients on service that
is as close to the current landscape as possible. The data
were de-identified before being shared with the research
team. Prognosis was captured with a single item on the
interRAI PC with four response options including death
imminent (within days), less than six weeks, six weeks
or longer, but less than six months and six months or
longer to live. To differentiate those with a short versus
long prognosis, we decided to collapse and dichotomize
the prognosis variable comparing those with less than six
months to live (n=48,019; 64% of the sample) to those
with more than six months to live (n=26,945; 36%). Eli-
gibility for PC has often been determined by proximity to
death and tends to fall within the last weeks or months
of life [5]. This is also consistent with previous research
that has used the surprise question: “would you be sur-
prised if this patient were to die within 6-12 months?” to
determine initiation of palliative care [19]. The project
was reviewed and approved by the Research Ethics Board
at Wilfrid Laurier University (REB #5844).

Measures

There are five health index scales embedded within the
interRAI PC assessment which are automatically gener-
ated upon completion of the assessment:

1. The Cognitive Performance Scale (CPS) is scored
from zero to six and includes four items, namely,
short-term memory, cognitive skills for daily deci-
sion making, expressive communication and inde-
pendence in eating. A cut-point of two or higher
was used to indicate at least moderate impairment
in cognitive functioning. The scale has been vali-
dated against the Mini Mental State Exam (MMSE)
[20] and is correlated with the Montreal Cognitive
Assessment (MoCA) [21].

2. The Pain Scale includes two items which cap-
ture both the frequency and intensity of pain. The
scale is scored from zero (no pain) to three (severe/
daily pain) and has been validated against the Vis-
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ual Analog Scale [22]. A score of two or higher was
used to indicate severe/daily pain, since research
has shown an important increase in the VAS score
among those with a score of 2 or higher [22].

3. The Activities of Daily Living Self-Performance Hier-
archy Scale (ADL-H) is scored from zero (independ-
ent) to six (total dependence) for items including
bathing and dressing. In line with previous research,
a cut-point of two or higher indicated at least mod-
erate difficulty completing ADL tasks independently
[23, 24]. The ADL-H is a valid and reliable measure of
functional ability [25].

4. The Depression Rating Scale (DRS) is scored from
zero to fourteen and includes items pertaining to
both mood and behavior. A score of three or higher
has been found to be predictive of a clinical diagnosis
of depression [26].

5. The Pressure Ulcer Risk Scale (PURS) is scored from
zero to eight and includes items such as impaired bed
mobility, bowel incontinence, weight loss and history
of a resolved pressure ulcer [27]. In line with previous
research, a cut-point of three or higher was used to
indicate those at moderate risk of developing a pres-
sure ulcer [28].

Other measures

Several other dichotomous variables (yes/no) around
physical, psychosocial and spiritual characteristics were
examined including a recent fall in the last 90days, dif-
ficulty falling asleep/staying asleep, too much sleep,
shortness of breath, fatigue, nausea, vomiting, fluctuat-
ing state of consciousness, acute change in mental status,
hospital and emergency department visits, a wish to die
now, being at peace with life, finding guidance in religion
or spirituality, being accepting of their situation as well
as having a sense of completion on transfer of financial,
legal and other formal responsibilities.

We also explored diagnosis, which is collected on the
interRAI PC in a free-text format. A detailed descrip-
tion on how free-text entries were recoded into 11 diag-
nostic groups can be found elsewhere [29]. In summary,
the free-text data were coded into categorical variables
based on the International Classification of Diseases,
Tenth Revision (ICD-10) categories. Since it was common
for individuals to have multiple diagnoses, the diagnos-
tic groups are not mutually exclusive. The 11 diagnostic
groups included cancer, circulatory diseases, respiratory
diseases, nervous/mental disorders, digestive disorders,
metabolic/endocrine diseases, musculoskeletal diseases,
as well as diseases of the skin, eye, ear and congenital dis-
eases. We also explored the number of comorbid chronic
conditions present (0-2 vs. 3+). Finally, in terms of
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caregiver characteristics, we examined the Caregiver Risk
Evaluation (CaRE) algorithm, which is a decision-support
tool that is used to assess the risk of caregiver burden,
ranging from low risk to very high risk [30].

Clinical assessment protocols (CAPs)

Within the interRAI PC, eight Clinical Assessment Pro-
tocols (CAPs) can be generated from data elements
found in the assessment. CAPs are used to assist care
coordinators who complete the interRAI PC with care
planning and can also highlight areas of need that may
benefit from treatment, additional assessment or referral
[16]. The eight CAPs that can be generated include the
following domains: delirium, dyspnea, fatigue, mood,
nutrition, pain, pressure ulcers and sleep disturbance.
Each CAP stratifies individuals into distinct triggering
categories based on their level of difficulty with the prob-
lem. Individual CAP triggering is unique to each CAP,
and the language used to determine who triggers each
CAP is slightly different. For example, the delirium CAP
has two triggering levels (not triggered/triggered), while
the mood CAP has three triggering levels (not triggered/
triggered with single mood symptom/triggered with mul-
tiple mood symptoms; Additional Table 1). Details on the
full CAP development can be found elsewhere [31]. Since
we were interested in comparing those with a shorter
vs. longer prognosis, and not the individual triggering
rates, we decided to collapse the CAP triggering catego-
ries to triggered (yes/no). Additional Table 2 includes a
full breakdown of the CAP triggering rates for the overall
sample.

There was some degree of missing data in seven of the
eight CAPs, however the number of missing data is due
to how the assessment is completed. For example, the
delirium, fatigue, sleep disturbance and mood CAPs are
not calculated for individuals who are considered coma-
tose (missing=636). For the pressure ulcer and nutrition
CAP, some of the specific items required to populate the
CAP were missing. Case managers in Ontario have the
option of using an abbreviated version of the interRAI
PC assessment, based on their clinical judgement (i.e.,
do they feel the full interRAI PC is warranted or not for
this individual). This shorter version does not include the
comprehensive set of items, resulting in an inability to
calculate some of the CAPs.

Analysis

Demographic and clinical characteristics between indi-
viduals with a prognosis of at least six months to live
compared to those with less than six months to live
were analyzed using the chi-square statistic. Given the
large sample size and potential for type I error, we used
an absolute standardized difference (stdiff; similar to a
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z-score) of 0.2 or higher to identify statistically mean-
ingful differences between those with a shorter and
longer prognosis. This cut-point was used to represent
at least a small effect size [32]. The standardized differ-
ence is the difference in the two proportions, divided by
an estimate of the prevalence of the covariate in each of
the two groups [33]. Standardized differences are one
metric to understand the effect size when comparing
two proportions. All statistical analyses were completed
using SAS, version 9.4 [34]. The study followed the
REporting of Studies Conducted using Observational
Routinely-Collected Data (RECORD) guidelines [35],
which is an extension of the STrengthening the Report-
ing of OBservational studies in Epidemiology (STROBE)
guidelines [36].

Results

In the sample of 74,964 individuals, 64.1% had a progno-
sis of less than six months to live, which included individ-
uals that had death listed as imminent (2.4%; n=1839),
six weeks or less to live (10%; n=7515) and longer
than six weeks to live, but less than six months (51.6%;
n=138,665). The remaining group (35.9%) had a progno-
sis of six months or longer to live (n=26,945). Overall,
nearly half (44.4%) of the sample were 74years or older,
49.5% were female and 62.5% were married or had a part-
ner. There were no significant differences between those
with a longer or shorter prognosis in terms of age, sex,
marital status or living arrangement (stdiff <0.2 in all
cases; Table 1).

Cancer was the most prevalent diagnosis in the over-
all sample (83.2%), however both circulatory (46.2%)
and musculoskeletal (18.5%) diseases were also highly
prevalent. Diseases of the eyes, ears, skin as well as con-
genital diseases all had a prevalence of less than 5% in
the sample and are therefore not reported in Table 2.
Individuals with a shorter prognosis were more likely
to experience higher rates across a number of variables,
including having shortness of breath at rest (22.1% vs.
13.4%; stdiff=—0.23), ADL impairment (57.5% vs. 32.0%;
stdiff=—0.53), and moderate to severe symptoms of
fatigue (75.3% vs. 59.5%; stdiff = — 0.34; Table 2).

Although some key differences existed, based on prog-
nosis, the two groups were very similar (i.e., stdiff <0.2
in all cases) across multiple health-related outcomes. For
example, the groups experienced similar and high rates
of severe/daily pain (73.4% vs. 66.5%), nausea (35.7 vs.
29.4%), hospital admissions (49.8% vs. 39.8%), emergency
department visits (26.9% vs. 22.6%), and having at least
three co-morbid chronic conditions (48.3% vs. 48.2%).
While those with a shorter prognosis were statistically
more likely to have a caregiver being at high or very high
risk of caregiver burden, a large proportion of caregivers
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Table 1 Demographic characteristics of palliative home care clients in Ontario, stratified by prognosis

Variable Overall study Prognosis > 6 months Prognosis < 6 months Standardized
populationN =74,964 (n =26,945) (n=48,019) difference
Column % (n)
Age group
18-44 2.9(2193) 3.6 (958) 2.6 (1235) —0.06
45-64 25.9(19,397) 28.2 (7602) 24.6 (11,795) 0.08
65-74 26.9 (20,136) 27.7 (7470) 264 (12,666) 0.03
74-84 27.7 (20,754) 26.2 (7065) 28.5(13,689) —0.05
85+ 16.7 (12,482) 14.3 (3849) 18.0 (8633) —0.10
Sex
Male 51.5(37,844) 48.5(13,079) 51.6 (24,765) —0.06
Female 49.5 (37,120) 51.5(13,866) 484 (23,254) 0.06
Marital status
Never married 55(4119) 6.2 (1681) 5.1(2438) 0.05
Married/partner 62.5 (46,834) 62.0 (16,693) 62.8 (30,141) —0.02
Widowed 22.8(17,116) 21.4(5773) 23.6(11,343) —0.05
Separated/divorced 9.2 (6895) 10.4 (2798) 8.5 (4097) 0.07
Living arrangement
Alone 18.0 (13,475) 19.8(5323) 17.0(8152) 0.07
With others 82.0(61,489) 80.2 (21,622) 83.0(39,867) —0.07

to those with a longer prognosis also fell into this group
(53.8% vs. 40.2%; Table 2).

In terms of the CAP triggering rates, we again found
that both groups experienced similar rates of trigger-
ing across four of the eight (62.5%) CAPs. Both groups
triggered the following CAPs at rates that were consid-
ered not statistically significant, including pain (45% vs.
34.5%), mood (42.4% vs. 32.3%), sleep disturbance (31.8%
vs. 30.6%), and nutrition (27.3% vs. 20%). The exceptions
to this were the fatigue CAP, delirium CAP, dyspnea
CAD, and pressure ulcer CAP which were all significantly
higher in the short prognosis group; Fig. 1).

Discussion

To date, there are limited studies that touch on the expe-
riences of individual’s receiving PC in their own homes
in Ontario. While these studies have utilized interRAI
PC data in Ontario, almost all of them were based oft of
early pilot data, which included a limited sample size and
focused on very specific aspects of PC [37-40]. There-
fore, this study represents an important step in trying to
better understand the overall needs and symptom burden
of individuals receiving care in the community, and high-
lights their complex clinical needs, regardless of prog-
nosis. In the current study, we found that most clients,
regardless of prognosis, experienced high rates of severe
pain, nausea and caregivers being at a high risk of experi-
encing burden.

Pain is one of the most common symptoms experi-
enced by palliative home care clients with a life-limiting
illness [41]. It is often present with multiple diagnoses
and tends to increase in prevalence during the dying
process [42]. A recent study by Davidson et al., (2017)
found that almost 70% of seriously ill home care patients
in Ontario experienced some degree of pain [43]. This is
in line with our results as individuals with both a shorter
(73%) and longer (67%) prognosis experienced severe/
daily pain. Uncontrolled or unaddressed pain can nega-
tively affect not only the individual’s physical function-
ing, but also their psychosocial well-being and overall
quality of life. Additionally, inadequate pain control has
been associated with experiencing a “bad death” as most
individuals fear dying in pain [41, 44]. It is therefore
important to continue to screen for and address all types
of pain for any individual with a life-limiting illness, irre-
spective of prognosis.

The majority of Canadians prefer to “age in place” and
remain in their own homes for as long as possible [11].
This means that most individuals with a life-limiting ill-
ness would prefer to receive care at home, which often-
times is provided by an informal caregiver such as a
family member or friend. These individuals typically do
not have any formal training on how to care for an indi-
vidual with a life-limiting illness and have to balance not
only the physical care for the individual, but also the
financial, psychological and emotional aspects of caregiv-
ing. This additional strain may increase the likelihood
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Table 2 Physical, psychosocial and spiritual characteristics among palliative home care clients by prognosis

Variable Overall Prognosis  Prognosis<6months Standardized
study >6months (n=48,019) difference
population  (n=26,945)

(N=74,964)

Column % (n)

Disease Diagnoses®

Cancer 83.2(62,394) 82.9(22,326) 83.4(40,068) —0.01

Circulatory 462 (34,614) 458(12,332) 46.4(22,282) —0.01

Musculoskeletal 185 (13,861) 19.3(5208) 18.0 (8653) 0.03

Diabetes 183 (13,691) 18.1(4874) 184 (8817) —0.01

Respiratory 17.8(13,344) 17.7 (4760) 17.9 (8584) —0.01

Nervous/mental disorders 176 (13,155)  18.6 (5005) 17.0 (8150) 0.04

Metabolic/endocrine 13.9(10,382) 143(3865) 13.6(6517) 0.02

Digestive 12.2(9237) 8(3174) 12.6 (6063) —0.02
Number of co-morbid chronic conditions

0-2 51.8(38,803) 51.8(13,955) 51.7(24,848) 0.02

3+ 48.2(36,161) 482(12990) 483(23,171) —0.02
Activities of Daily Living (ADL-H) Scale

Independent/minor supervision (0-1) 517 (38,726) 68.0(18,317) 42.5(20,409) 0.53

Moderate/severe impairment (2-6) 483 (36,238) 32.0(8628) 57.5(27,610) —0.53
Pain Scale

No pain/less than daily (0-1) 29.1(21,801)  33.5(9035) 26.6 (12,766) 0.15

Daily/severe pain (2-3) 709 (53,163) 66.5(17,910) 73.4(35253) —0.15
Cognitive Performance Scale (CPS) Scale

No/mild impairment (0-1) 73.8(55316) 804 (21,650) 70.1(33,666) 0.24

Moderate/severe impairment (2-6) 26.2(19,648) 19.7(5295)  29.9(14,353) —0.24
Depression Rating Scale (DRS)

No signs/symptoms of depression (0-2) 87.7 (65,759) 89.3(24,068) 86.8(41,691) 0.08

Signs/symptoms of depression (3-14) 12.3(9205) 10.7 (2877) 13.2 (6328) —0.08
Pressure Ulcer Risk Scale

Low/mild risk (0-2) 67.6(50,693) 79.7(21,486) 60.8(29,207) 042

Moderate/high/very high risk (3-8) 324(24271)  20.3 (5459) 39.2(183812) —042
Health-related outcomes

Fell in last 90 days 25.8(18,253)  22.0(5865) 28.0(12,388) —0.13

Experiences too much sleep 29.2(21,899) 194 (5225) 34.7 (16,674) —0.35
Shortness of breath

Absent 33.0(24,763) 39.0(10,518) 29.7 (14,245) 0.20

Absent at rest, present during moderate/day-to-day activities 48.0(35979) 47.5(12,809) 483 (23,170) —0.01

Present at rest 19.0 (14,222) 134(3618)  22.1(10,604) —-0.23

Moderate to severe fatigue 69.6(52,184) 59.5(16,044) 75.3(36,140) —0.34

Nausea (present during last 3 days) 334(25,052) 29479290  35.7(17,123) —-0.13

Vomiting (present during last 3 days) 153 (11,468) 12.1(3266) 17.1(8202) —-0.14

Fluctuating state of consciousness 7.8 (5816) 2.7 (738) 10.7 (5078) —-032

Acute change in mental status from person’s usual functioning 10.5 (7815) 45(1212) 13.9 (6603) —-033

One or more hospital admissions in last 90 days 46.1 (34,521) 394 (10617) 49.8 (23,904) —0.19

One or more emergency department visits in last 90 days 25.3(18,987) 22.6(6075)  269(12912) —0.10
Psychosocial/Spiritual

Has a sense of completion on transfer of financial, legal and other formal 709 (52,665) 64.4(17,341) 745 (35324) —022
responsibilities

Individual is accepting of the situation 81.9(60,849) 81.4(21,903) 82.2(38946) —-0.02

Finds guidance in religion or spirituality 42.8(31,837) 43.1(11,610) 42.7(20,227) 0.01
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Table 2 (continued)
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Variable Overall Prognosis  Prognosis<6months Standardized
study >6months  (n=48,019) difference
population  (n=26,945)

(N=74,964)
Column % (n)
Expresses a wish to die now 45 (3407) 1.7 (469) 6.1 (2938) —-0.23

Other outcomes

Caregiver Risk Evaluation (CaRE)

Low/moderate risk (1-2) 51.3(35994) 59.8(15842) 46.2(20,152) —0.28
High/very high risk (3-4) 48.7 (34,141) 402 (10627) 53.8(23,514) 0.28
Person believes performance in physical functioning can still improve 27.2(19,297) 382(10,193) 20.6(9104) 0.39
Care professional believes person is capable of improved physical function-  12.3(8719) 229 (61 ) 59(2610) 0.50
ing
Individual is aware of their prognosis 394 (27,950) 19.2(5126) 51.6(22,824) —0.72
? Disease diagnoses groups are not mutually exclusive
100
O Long prognosis (6+ months)
90 —
° g O Short prognosis (< 6 months)
0]
| .
o *
g 70
S 60
p —
S 50
8 * .
c 40
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S 30
G
o 20
X E 3
. | (] []
Fatigue Dyspnea Pain Mood Sleep Nutrition Delirium Pressure
disturbance ulcer
CAP
* indicates stdiff > 0.2
Fig. 1 Proportion of individuals that trigger a Clinical Assessment Protocol (CAP) stratified by prognosis

for the caregiver to experience burden [45, 46]. In the
current study, we found that 53.8 and 40.2% of caregiv-
ers were categorized as being at high or very high risk
of experiencing caregiver burden, for both the short and
long prognosis groups, respectively. Caregiver burden is
correlated with poor mental [47] and physical health [48]
and is associated with an increased risk for mortality [49].
Since PC is meant to be holistic in nature and encompass
care for the person as well as their family, it is critical to
identify caregivers who are at risk of experiencing burden
so that appropriate supports can be put in place.

Palliative care is often provided to those with a cancer
diagnosis compared to other chronic life-limiting ill-
nesses due to the predictability of decline [4]. Although
the PC community is shifting towards providing PC to
those with non-cancer diagnoses, in the current study,
we still found that approximately 80% of individuals
had a cancer diagnosis, regardless of prognosis. How-
ever, there were still a number of other life-limiting
diagnoses present in this sample, including circulatory
diseases (46%), nervous/mental disorders (18%) and
metabolic/endocrine disorders (18%). Identifying the
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appropriate time to initiate PC for those with a non-
cancer diagnosis can be challenging due to the com-
plex and unpredictable trajectory of the illness. For
most other life-limiting diseases besides cancer, there
are no reliable models for identifying prognosis [50]. A
recent population-based cohort study for decedents in
Ontario examining access to PC by disease trajectory
found that those with a terminal illness such as can-
cer had PC initiated four times earlier than those with
other life-limiting illnesses [4]. Prognosis should not be
the sole determinant of when PC is initiated, but rather
it should be made available based on the needs of the
individual and their family [51]. There is no accepted
definition of what constitutes early PC, however it has
been suggested that PC can begin at the time of diag-
nosis and can be provided in conjunction with curative
treatments [6].

There is a common misconception with some
patients and health care professionals that PC is syn-
onymous with end-of-life care. This misconception
can lead to individuals not having access to PC until
late in their illness trajectory when symptom burden
is high [52]. However, there has been a recent shift in
the discipline of PC which supports the idea that PC
should be available for anyone who could benefit from
a palliative approach to their care. This shift has been
observed in multiple countries, including Canada, the
United Kingdom, the United States, Australia, New
Zealand and Belgium [53-58]. The initiation of early
PC has been found to improve overall quality of life,
reduce rates of depressive symptoms and utilization
of health care services [3, 4]. The results of the cur-
rent study demonstrate that individuals with a longer
prognosis experience similar negative health-related
outcomes as those with a shorter prognosis. It is
important that these individuals continue to be iden-
tified early in the illness trajectory so their complex
needs are identified, discussed with them and their
family and then addressed through a comprehensive
and patient-centred care plan.

A potential limitation of the current study is the
decision to use everyone’s most recent assessment as
we may actually be capturing individuals as they are
closer to death. This sample represents a mix of indi-
viduals who have been on service for a certain length
of time as well as those that were recently referred.
We felt it was important to get a cross section of all
clients currently on service that was as close to the
current situation as possible, as this study serves as a
foundation in understanding who receives home PC
in Ontario, Canada’s largest province. The majority of
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individuals (73%) only had one assessment available,
therefore even if we used a different assessment (i.e.,
an individual’s first assessment in the data), we would
still be capturing the majority of the same individuals
as in the current study. We also completed a sensitiv-
ity analysis comparing the results using an individu-
al’s first assessment in the data and found that in the
vast majority of circumstances (94%), the difference
between proportions when using the first vs. most
recent assessment was less than 5%.

Additionally, we recognize that this paper is focused
on Ontario, but from an international point of view,
this is the only interRAI PC data that is available. Cur-
rently, New Zealand is in the process of rolling out the
interRAI PC assessment country wide, therefore in the
future, our research team plans to do multi-country
analysis. Finally, we were unable to examine the person’s
primary diagnosis, based on how the diagnoses were
captured. However, we were still able to identify the
most prevalent diagnoses in the sample, including can-
cer, circulatory and musculoskeletal diseases. There are
also a number of strengths in the study, including the
large sample size, which represent all regions in Ontario
as the vast majority of regions are using the interRAI
PC assessment. The interRAI PC assessment has a
large variety of data elements that are not often found
in administrative data, which is typically what has been
used to look at PC services in the past [59, 60]. Adminis-
trative data does not capture information on symptoms
such as pain and nausea and no information is captured
on caregiver burden, therefore making the interRAI PC
an important assessment tool for those receiving PC.

Conclusion

The needs of home care clients receiving palliative care
in Ontario are complex and the results of this research
highlight the importance of providing PC to any individ-
ual who could benefit from a palliative approach to their
care, regardless of diagnosis or prognosis. This informa-
tion is needed as it allows health care professionals and
policy makers to better understand the care needs of
individuals being treated in the community. While those
with other life-limiting illnesses tend to have a longer
prognosis compared to individuals with a cancer diag-
nosis, these individuals still experience similar issues as
those with a shorter prognosis. Therefore, it is vital that
anyone living with a life-limiting illness be identified as
someone who could benefit from PC as it has the poten-
tial to improve their overall quality of life throughout the
trajectory of their illness.
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