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Abstract
Background: Patients with cancer are referred late to palliative care services (PCS). Aim: To 
analyse the time of referral to PCSs and the characteristics of patients that are referred. Methods: 
A retrospective cohort. All patients admitted in a single tertiary care institution were evaluated by 
the PCSs from February 1, 2018 to January 31, 2019. Findings: Among the 642 patients (557 
patients with cancer) referred to PCSs: 7.47% died before evaluation, 13.08% died before transfer, 
and 15.6% died within 8 days after transfer. Out of all the patients with cancer included in the study, 
85.28% had less than 2 months of PCS follow-up during their disease. In the last 30 days of life, 
96.26% had were readmitted to hospital. A total of 94.09% of patients with cancer died in a hospital. 
Conclusion: These findings suggest that patients with cancer in Brazil are not referred early 
enough to PCSs. Early integration with PCS must be sought to improve the accuracy of referral.
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Palliative care is recognised as an essential 
specialty to relieve suffering and enhance 
a person’s quality of life, especially in 

end-of-life care (Hearn and Higginson, 1998; Bell 
et al, 2009; Wright et al, 2010; Temel et al, 2010; 
Casotto et al, 2017). Unfortunately, the late 
referral to palliative care services (PCS) and the 
likely higher demand of palliative care needs of 
the population may even decrease palliative care 
access (Christakis and Iwashyna 1998; Wirth 
et al, 1998; Costantini et al, 1999; Lamont and 
Christakis, 2002; Good et al, 2004;  Schockett 
et al, 2005; Humphreys and Harman, 2014; Gu 
et al, 2016; Higginson, 2016; Santos et al, 2019; 
AlMouaalamy et al, 2020; Hausner et al, 2021). 
Palliative care should not be mistaken with end 
of life or terminal illness (Aldridge et al, 2016; 
Schreibeis-Baum et al, 2016; Dixe et al, 2020; 
Flieger et al, 2020). Patients  with cancer that 
had all their treatment followed by their surgeons 
or oncologists may often experience an abrupt 
transfer of care, or even an interruption of care 
from their previous doctors  once referred to 
PCSs (Casotto et al, 2017). 

Although early palliative care follow-up is 
systematically recommended in the literature, 
authors are not precise about when to start 
it and do not comment on how long patients 
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should be followed-up by assistant team. This 
study aims to analyse the time of referral to 
PCSs and the characteristics of patients that are 
referred, evaluating the worrisome situation for 
patients in palliative care, especially those with 
advanced cancer.

Patients and methods
A retrospective cohort of patients treated during 
hospitalisation at Hospital Nossa Senhora da 
Conceição (HNSC) by the PCS was performed, 
from February 1, 2018 to January 31, 2019, 
based on electronic medical records. All registers 
related to PCS consultancy requests and direct 
hospital admissions were included in this period. 
Type of consultancy requests were evaluation; 
attendance/co-management, procedure and 
care transfer.

Descriptive statistics (proportions, means, 
medians and standard deviations) were used 
to describe patient characteristics and disease 
features. After hospital discharge, patients were 
followed-up by outpatient consultation. The date 
of first contact with the PCS was considered for 
the first consultancy, outpatient consultation or 
hospital admission in the PCS. This criteria was 
also assumed to consider previous contact with 
the PCS.
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Cancer staging was performed according 
to American Joint Committee on Cancer 8th 
edition (Amin et al, 2018). Time of disease was 
calculated by the difference between death (or 
last contact) and the diagnosis data. Time of 
palliative care follow-up was calculated by the 
difference between death (or last contact) and 
the initial contact with the PCS. Follow-up data 
were collected until February 1, 2022. The study 
protocol was approved by the ethics committee.

Results
Electronic medical records were evaluated from 
01/02/2018 to 31/01/2019. There were 932 
records, including 833 consultancy requests 
and 99 PCS direct hospital admissions. The 932 
records correspond to 642 different patients (320 
women and 322 men). The mean age (n=642) 
was 64 years (SD +/-15, varying from 17 to 98 
years) and a median of 65 years. The data is 
summarised in the flowchart (Figure 1) and the 
indication for hospital admission is summarised 
in Table 1.

From the total  642 dif ferent  pat ients , 
557 (86.76%) had a cancer diagnosis. The 
cancer subtypes were distributed as Table 2. 
Type of consultancy requests (833) were for 
evaluation (45), attendance/co-management 
(371), procedure (19) and care transfer (398). 
Emergency doctors were responsible for 39.9% 
(372/932) of the solicitations. Care transfer to 
PCS was performed without consultancy request 
nor medical contact in 99 patients. It was the 
first contact with PCS for 95.3% (612/642) of 
patients. In addition, from the 99 patients that 
were transferred without medical consultancy 
request or medical contact, 55.1% (54) had no 
prior contact with PCS.

A total of 71% of patients were aware of their 
diagnosis in 71%, 85.2% of families were aware 
of the diagnosis (547/642). The disease prognosis 
was understood by 57.9% (372/642) of the 
patients and 81.4% (523/642) of their families.

Care transfer
From the total of 428 transfers to PCSs, 329 
patients were transferred after a consultancy 
solicitation and 99 were transferred without any 
consultancy request or medical contact. Some 
46.4% (199/428) and 59.5% (255/428) of PCS 
transfers did not have any previous PCS contact. 
From the patients transferred before a PCS 
evaluation, 58.8% (117/199) did not have any 
previous contact with a PCS.

Among the 642 patients: 7.47% of patients 
died before they were evaluated by the PCS and 
an additional 13.08% (84) died before they were 

effectively transferred to PCS. The median time 
of consultancy conclusion was less than a day 
(20 hours and 50 minutes). From all patients 
transferred to PCS (428), 15.6% (100) had 8 
days or less of PCS follow-up during life (SD 
211; median 16.6 days; varying from less than an 
hour to 2027 days).

The mean days of hospitalisation of patients in 
the PCS (n=428) was 8.6 days (SD 7.6, varying 
from 2 hours and 10 minutes to 46.4 days).

The patient
The performance status was evaluated by 
ECOG classification. There was 0.54% (five 
patients)  ECOG 0, 4.29% (40) ECOG 1, 
13.3% (124) ECOG 2, 32.83% (306) ECOG 
3, 38.73%. A total of 361 patients recieved 

Table 1.  The indications for hospital admission
Clinical worsening 507 (54.4%)

Refractory pain 193 (20.73%)

Elective procedures 
(surgery, chemotherapy and 
clinical investigation)

84 (9.02%)

Bleeding (urinary, digestive and 
cervical tumor)

67 (7.2%)

Limb ischaemia 25 (2.69%)

Acute abdomen 22 (2.36%)

Stroke 10 (1.07%)

Spinal cord compression 8 (0.86%)

Others causes or not hospitalised 16 (1.72%)

Table 2.  Cancer subtypes
Lung 120 (21.5%)

Colorectal 67 (12%)

Head and neck 43 (7.7%)

Breast 41 (7.3%)

Hepatobiliary 39 (7%)

Pancreas 37 (6.6%)

Oesophageal 33 (5.9%)

Hematopoietic 29 (5.2%)

Gastric 27 (4.8%)

Urinary system 26 (4.6%)

Prostate 24 (4.3%)

Unknown primary 19 (3.4%)

Cervix 17 (3%)

Sarcoma 9 (1.6%)

Ovary 7 (1.2%)

Uterus 5 (0.9%)

Central nervous system 4 (0.7%)

Others 10 (1.8%)
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an Eastern Cooperative Oncology Group 
(ECOG) score of 4, and 5.58% (52) an ECOG 
score of 5. There were 4.72% without ECOG 
classification. During the initial evaluation, 
24.5% (229/932) of patients were unconscious 
and 48 were already dead. The palliative 
performance scale (PPS) showed that only 
21.5% (201/932) of the sample had PPS >50. 
In sum, more than a half of patients stayed 
mainly in bed/sitting during the day.

There were a total of 826 consultancy and 
direct service admissions due to cancer. This 
data corresponds to 557 different patients. 
Accordingly to their cancer stage, 1.4% were 
stage I, 4.5% were stage II, 10.6% were stage 
III, 82% were stage IV, 0.3% had no cancer 
stage completed, 0.3% had haematologic 
mal ignancy and 0.7% (4)  primary brain 
tumor. Distant metastasis was present in 
76.3% of patients. Almost a half (44.7%, 
249/557)  o f  these  pat i ent s  had  no PCS 
follow-up during their disease. The median 
time of palliative care follow-up was 15 days, 
with a mean of 84.3 days. From all patients 
with cancer, 85.28% had less than 2 months of 
PCS follow-up during their disease. 

Patients with cancer received a median of 
15 days of palliative care follow-up (minimum 
1 hour and 40 minutes; maximum of 2027 
days). Since their diagnoses, they had a median 
of 307 days of cancer survival (minimum 1 
day; maximum of 8473 days). The median 
and mean proportion of palliative follow-up 
time during the length of their disease was 
respectively 0.33% and 10.26%.

End-of-life quality
There were 508 known deaths from the total 
sample. Loss of follow-up was evidenced in 
7.94% (51 patients), and no death registration 
in 12.93% (83 patients). In the last 30 days of 
life, 96.26% (489 patients) were readmitted to 
hospital and only 3.74% (19 patients) had no 
hospital readmission. From those with hospital 
readmission, 372 had only one, 110 had two 
and seven had three.

There were 476 known deaths from cancer 
patients. Loss of follow-up was evidenced in 
8.8% (49 patients) and no death registration 
in 5.75% (32 patients). In the last 30 days of 
life, 96.22% (458 patients) were readmitted to 
hospital and 3.78% (18) were not readmitted 
to  ho sp i t a l .  F rom tho s e  w i th  ho sp i t a l 
readmission, 347 had only one, 106 had 
two and five had three. Chemotherapy was 
performed, in the last 30 days of life to 8.19% 
(39) of the 476 cancer patients who died. 

The place of death was at the hospital for 
94.09% (448 in our hospital and 30 in other 
hospitals), and at home for 5.9%.

Discussion
The data demonstrated a worrying situation of 
end-of-life care and the stigmatised impression 
about palliative care as a synonym of end of life. 
Also, the data suggested a lack of concern about 
patients’ wills and necessities. This scenario was 
worsened by the estimate of palliative care needs 
for the next years (Higginson, 2016; Santos et 
al, 2019).

Care transfer was the main type of consultancy 
request (47.8%). For the other 435 solicitations, 
an additional 19% were also transferred. An 
additional 99 patients were transferred without 
any request, totalising a desire for care transfer 
of 62.2% (580/932). This data is much higher 
than the 22.9% of care transfer evidenced in 
the literature (ALMouaalamy et al, 2020). From 
the 428 patients effectively transferred, 46.4% 
(199 patients) were completed before the PCS 
team evaluation, and 59.5% (255) did not have 
any previous contact. Analysing deaths, 7.47% 
(n=48) died before PCS consultancy evaluation, 
13.08% (n=84) before care transfer to PCS was 
accomplished and 15.6% (100 patients) within 
8 days of PCS follow-up, totalling 36.1% 
(232/642). These findings are aggravated by the 
median time for consultancy’s response (<24h), 
suggesting a lack of empathy for patients’ and 
their families’ grief, and that the main objective 
of the attending physicians is the transfer of care 
of their terminally ill patients. The transition 
of care should be gradual, allowing the patient 
to establish a relationship with the PCS team, 
and, preferably, a co-management instead of 
care transfer.

Most of the consultancy requests were from 
emergency doctors (39.9%), differing from other 
services that were evidenced 38.6% by clinical 
oncologists, and 20.3% by emergency doctors 
(ALMouaalamy et al, 2020). In the hospital, the 
emergency doctor evaluated patients admitted to 
the emergency room, and decided which service 
each one should be transferred to, independent of 
the previous patient’s team relationship.

The late referral can also be evidenced by 
poor clinical conditions. This cohort showed 
that 71.67% were ECOG 3 or 4 and 5.47% 
were ECOG 5 at the time of initial evaluation. 
Ghabashi et al (2021) showed that 97.1% of 
their patients were ECOG 4 and 77.6% had PPS 
ranging from 30–50%. This cohort evidenced a 
PPS >50 in only 21.5% (201/932), confirming the 
poor clinical condition of patients referred.
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A total of 86.76% of the sample were patients 
with cancer (557/642). Other end-of-l ife 
pathologies (i.e. cardiac insufficiency and chronic 
obstructive pulmonary disease) should also be 
prevalent in care transfer solicitations. There are 
two main hypotheses to explain this discrepancy. 

One may be related to a greater difficulty 
to recognise end-of-life care in patients with 
chronic pathologies by emergency doctors 
(Christakis and Iwashyna, 1998). Furthermore, 
some authors had already shown that advance 
care planning may be completed closer to death 
for patients with cancer (Tros et al, 2022). 
Another hypothesis is that patients with cancer 
are still as stigmatised as terminal patients. The 
latter is related to additional concern of lack of 
knowledge in cancer staging and treatment.

Advanced cancer stage is another variable that 
indicates late referral. Stage IV was evident in 
82% of patients (457/557), and almost a half of 
patients (44.5%, 248/557) had no PCS follow-up 
during their disease. Late PCS referral seems to 
be a global reality (Christakis and Iwashyna, 
1998; Wirth et al, 1998; Costantini et al, 1999; 
Lamont and Christakis, 2002; Good et al, 2004; 
Schockett et al, 2005; Humphreys and Harman, 
2014; Gu et al, 2016; ALMouaalamy et al, 2020; 
Ghabashi et al, 2021). Patients with distant 
metastatic disease were 76.3% (425/557), similar 
to other services (Humphreys and Harman, 
2014; ALMouaalamy et al, 2020; Monsomboon 
et al, 2022). Although many patients at stage IV 
can still be treated (Pedrini Cruz, 2022).

Patients  with cancer had a median time of 
PCS follow-up of 15 days. During their disease, 
85.28% (475) had less than 2 months of PCS 
follow-up. The data imply not only a late PCS 
referral, but possibly a lack of benefit for transfer 
of care. Palliation in the last 2 months of life may 
be better accepted by patients and their families 
by the physician who had followed them during 
their illness, knowing their wills, fears and 
clinical condition.

The late PCS referral has already been 
associated with a worse quality of care (Earle 
et al, 2005; Hui et al, 2014; Davis et al, 2015; 
ALMouaalamy et al, 2020). However, a survey 
that had been conducted by European medical 
oncologists found that 75% of oncologists 
either agreed, or strongly agreed, that patients 
with advanced cancer should receive concurrent 
palliative care and 74.5% of the medical 
oncologists agreed or strongly agreed that the 
best person to coordinate the palliative care for 
a patient with advanced cancer is the medical 
oncologist (Cherny et al, 2003). Although this 
survey cannot be extended to Latin-American 

oncologists’ reality, this thought may also 
be present and could partially explain the 
late referral.

Ear ly  pa l l ia t ive  care  i s  recommended 
(Zimmermann et al , 2014; Bakitas et al , 
2015; Blackhall et al, 2016; Ferrell et al, 2017; 
McDonald et al, 2017; Bouleuc et al, 2019; 
Vanbutsele et al, 2020), although authors are 
not precise about when to start it, and how long 
patients should be followed. In this cohort, the 
proportion of palliative time follow-up by the 
PCS during the length of cancer had a median 
of 0.33% and a mean of 10.26%, suggesting 
that they are referred to PCS at the end of life. 
Fortunately, not all patients with cancer will 
evolve with metastatic and terminal disease, 
therefore, patients with increased risk factors 
for relapse or progression should be prioritised 
for referral.

Palliative care at the end of life depends 
on the  pat ient ’s  and fami ly ’s  ab i l i ty  to 
understand the disease and prognoses, and the 
misunderstandings of regarding prognosis have 
already been explored (Pronzato et al, 1994; 
Chan and Woodruff, 1997; Gattellari et al, 1999; 
Sapir et al, 2000; Chow et al, 2001; McGrath, 
2002; Clayton et al, 2005; Robinson et al, 2008; 
Temel et al, 2011; Chen et al, 2013; Ghandourh, 
2016). During the first PCS contact, 71% of 
patients and 85.2% of families were aware of 
pathology diagnosis, and the disease prognosis 
was known by 57.9% and 81.4%, respectively. 
A possible explanation about the difference 
between family’s and patient’s understanding 
can be related to Latin culture, which tends 
to give bad news to the family, establishing the 
conspiracy of silence (Lemus-Riscanevo et al, 
2019). This scenario, which combines a late PCS 
referral with the lack of disease understanding 
by patients and families, is inadequate to 
end-of-life care.

Some factors are associated with worse 
end-of-life care, such as hospital readmission 
in the last 30 days of life, chemotherapy in the 
last 30 days of life, low/absence follow-up by 
a PCS, number of transitions of care and place 
of death (Earle et al, 2003; Guo and Jacelon, 
2014; Prigerson et al, 2015; Bähler et al, 2016; 
Zhang et al, 2018, Abdel-Razeq et al, 2019; 
Soares et al, 2020;  Virdun et al, 2020; Gusmano 
et al, 2021; Johnson and Ellis, 2021; Woldie et 
al, 2020; 2022; Broekman et al, 2022; Formoso 
et al, 2022; Dowd et al, 2023). In the last 30 
days of life, 96.26% (489/508) had hospital 
readmission, and only 3.74% (19) died without 
hospital readmission. From those with hospital 
readmission, 372 had only one, 110 had two 
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and seven had three readmissions. Hospital 
readmissions are necessary due to clinical 
indications, but they clearly decrease a person’s 
quality of life, especially for those at the end 
of life.

Chemotherapy was administered to 6.07% 
of patients in the last 30 days of life, less 
than was previously reported (Earle et al, 
2004; Rochigneux et al, 2017; Low et al, 
2017; Abdel-Razeq et al, 2019; Zhang et al, 
2018; 2020; Soares et al, 2020; Broekman et 
al, 2022; Formoso et al, 2022; Woldie et al, 
2022). There are many variables that influence 
whether chemotherapy was adminstered in the 
last 30 days of a patient’s life, such as patient 
performance status, cancer type, cancer stage, 
comorbidities, cancer treatment accessibility, 
patient age and others. In this cohort, because 
only terminal patients were referred to PCS, it 
is possible that when analysing all patients with 
cancer,  the percentage of patients who had had 
chemotherapy administered in the last 30 days of 
life may increase.

The data showed that most patients died in a 
hospital (94.09%). Many doctors assert that the 
a person’s place of death is related to the quality 
of their end of life (Freund et al, 2012; Gomes 
et al, 2012; Jeurkar et al, 2012; Davies et al, 
2019; Verhoef et al, 2020). Recently, this belief 
has been questioned (Hoare et al, 2022). Some 
authors reported that 73.9% of their patients 
died at home or in a palliative care unit (Fauci 
et al, 2012). Unlike other countries, Brazil does 
not have hospices as part of public health, and 
this could explain the discrepancy between 
findings. Some have shown that end-of-life 
patients prefer to die at home, varying from 
49–100% (Higginson and Sen-Gupta, 2000; 
Gomes et al, 2012; Aoun and Skett, 2013; Gomes 
et al, 2013; Hunt et al, 2014; Davies et al, 2019). 
Unfortunately, the preference is not always 
possible (Bell et al, 2009), due to variable factors, 
including clinical symptoms’ home treatment 
limitations, specialised illness care needs, 
psychological and structural family capacity, 
costs for residence adaptation and caregiver and 
hospice availability and costs. A study in England 
showed that 73.9% preferred to die at home, but 
only 13.3% achieved it (Hunt et al, 2014). Also, 
a systematic review showed that the missing data 
in the studies could bias them to the agreement 
that ‘home is the preferred place of death’  
(Hoare et al, 2015).

Limitations and strengths
There are some limitations of the study. First, as 
a retrospective study, inherent bias is inevitable. 

Second, this  cohort is  based on a s ingle 
institution study involving one tertiary hospital, 
which may limit the study’s data generalisation 
to other services. Third, the study evaluated 
only patients that were referred to PCS, so it is 
not possible to generalise findings to the other 
patients not under PCS.

One strength of the study is the low loss of 
follow-up (8.26%). Another strength is that the 
study allowed all of the patient variables to be 
analysed, identifying risk factors that are not 
possible in the nationwide studies.

Conclusion
The present study evidences a worrisome 
situation for patients in palliative care, especially 
those with advanced cancer. These findings 
suggest that palliative care is perceived as a 
synonym of end-of-life care in Brazil. To change 
this paradigm, the accuracy of PCS referral must 
be improved, and PCSs must be integrated early 
in the treatment of patients with cancer. IJPN
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