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Abstract

Background In Colombia, cancer incidence is increasing, as is the demand for end-of-life care. Understanding how
patients who die from cancer experience this phase will allow the identification of factors associated with greater
suffering and actions to improve end-of-life care. We aimed to explore associations between the level of suffering of
patients who died from cancer and were cared for in three Colombian hospitals with patient, tumor, treatment, and
care characteristics and provided information.

Methods Data on the last week of life and level of suffering were collected through proxies: Bereaved caregivers

of patients who died from cancer in three participating Colombian hospitals. Bereaved caregivers participated in a
phone interview and answered a series of questions regarding the last week of the patient’s life. An ordinal logistic
regression model explored the relationship between the level of suffering reported by bereaved caregivers with

the patient’s demographic and clinical characteristics, the bereaved caregivers, and the care received. Multivariate
analyses were adjusted for place of death, treatments to prolong of life, prolongation of life during the dying process,
suffering due to prolongation of life, type of cancer, age, if patient had partner, rural/urban residence of patient,
importance of religion for the caregiver, caregivers’ relationship with the patient, and co-living with the patient.

Results A total of 174 interviews were included. Median age of the deceased patients was 64 years (IQR 52-72 years),
and 93 patients were women (53.4%). Most caregivers had rated the level of suffering of their relative as “moderately
to extremely” (n=139, 80%). In multivariate analyses, factors associated with a higher level of suffering were: unclear
information about the treatment and the process before death Odds Ratio (OR) 2.26 (90% Cl 1.21-4.19), outpatient
palliative care versus home care OR 3.05 (90% Cl 1.05-8.88), procedures inconsistent with the patient’s wishes OR 2.92
(90% Cl 1.28-6.70), and a younger age (18-44 years) at death versus the oldest age group (75-93 years) OR 3.80 (90%
C11.33-10.84, p=0.04).

Conclusion End-of-life care for cancer patients should be aligned as much as possible with patients” wishes, needs,
and capacities. A better dialogue between doctors, family members, and patients is necessary to achieve this.
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Background

The demographic transition due to the aging of the popu-
lation has brought changes in the leading causes of death,
including the increase in mortality from cancer. World-
wide, it is estimated that by 2020, there were 9.9 million
deaths from cancer, excluding non-melanoma skin can-
cer [1].

Cancer often has extended end-of-life processes. Con-
tinuous technological advances have allowed the devel-
opment of treatment strategies that prolong survival,
including in “incurable” settings, when death is inevitable
but can be postponed [2, 3]. Whereas this postponement
of death may be desirable in some situations, it may be
undesirable if it prolongs suffering or results from non-
acceptance of imminent death, sometimes reflecting fail-
ures in the information process regarding the prognosis
with the treating physician [4], or denial of a natural pro-
cess of life by patients and family members.

Palliative care is care without curative intentions,
focused on symptom relief, and can be offered to patients
at any stage of the disease, helping to improve quality of
life and coping with grief [5]. Palliative care was born in
the mid-20th century to achieve adequate control of all
kinds of disease symptoms and an accompaniment to rel-
atives and patients in the process of coping with the end-
of-life and death—aiming to improve both quality of life
and quality of death. Despite the benefits that palliative
care offers, referral is often in late stages [6] and many
cancer patients receive treatments with curative intent
even at the end-of-life stage without referral to palliative
care — both situations have been described to be associ-
ated with unnecessary suffering [6].

Suffering is a multidimensional concept that is not just
influenced by physical manifestations, but also by other
factors such as disease status, social and physical envi-
ronment, received care and the loss of roles (social roles,
identification within groups, relations with self and body,
etc. [7-9]. The probability of receiving palliative care
differs by type of cancer: patients diagnosed with hema-
tological cancer are less likely to receive palliative care
than those with a solid cancer and more likely to receive
intensive treatment at the end of life and to die in hospi-
tal [10-12].

Colombia has recently implemented legislation to
guarantee access to palliative care but access is “univer-
sal” only on paper [13], even though its healthcare sys-
tem covers to 99.4% of its population. This coverage is
through two major insurance schemes: The subsidized
scheme (47.2%), for people without payment capacity,
and the contributory scheme (48.5%), which is financed
by contributions from the labor force (employees and

employers), there is also an exceptional regime (4.2%)
for workers from the public force and some institutions
[14, 15].The offer of medical services between regions
of Colombia varies substantially, with absence of many
services in many regions, implying patients from more
remote areas move to major cities to receive treatment
and care. This situation translates to differences in the
opportunity to access palliative care [13], even among
those affiliated, and may lead to hospital deaths far from
the patients” homes or homes deaths with an absence of
medical care [12].

Being able to decide on the preferred place of death is
internationally considered an indicator of the quality of
the end of life, with most patients usually stating a prefer-
ence to die at home [16, 17]. In Colombia, of all patients
who died from cancer between 2014 and 2017, 31.1%
died at home, most of whom were patients with low
educational level, living in rural areas and many with-
out social security system affiliation; their place of death
likely reflects difficulties in access to medical treatment
rather than “a death at the preferred place’, although this
aspect has not yet been explored in depth [12].

Another important factor during cancer patient care is
proper patient-doctor communication. However, many
Colombian health care professionals indicate not to feel
prepared to communicate with the patient and fam-
ily, especially during the first interactions [18] or when
they must inform the patient that there are no curative
options, and that patients will probably die due to their
cancer.

We know very little regarding the context and quality
of dying of cancer patients in Colombia. The aforemen-
tioned factors, added to the characteristics of our popu-
lation, may affect the level of suffering experienced by
cancer patients at the end of their life. As a first approxi-
mation to these topics, our aim was to measure suffering
at the end of life of patients who died of cancer and were
attended for in three Colombian hospitals. We explored
associations between this suffering and place of death,
rural/urban residence of patient, type of cancer, clarity in
the information received by the doctor, greater suffering
due to prolongation of life, procedures inconsistent with
the wishes, treatments to prolong of life, prolongation of
life during the dying process and palliative care modality.

Methods

Study design

We conducted a cross-sectional study as part of a larger
study: “Medical decisions at the end of life in cancer
patients in Colombia” [19]. In this study, between 2019
and 2020, caregivers were contacted of deceased adult
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cancer patients who received care at one of the three par-
ticipating hospitals (Hospital Universitario San Ignacio
(HUSI) in Bogota, Instituto Nacional de Cancerologia
(INC) in Bogota, and Hospital Universitario San José
(HUSJ) in Popayén). Caregivers who voluntarily agreed
to participate by means of a recorded verbal consent were
eligible for our research; those who did not complete the
global measurement of suffering question were excluded
from the analysis.

Variables

In our study, we included as independent variables some
questions from the Caregiver’s Evaluation of the QUality
of End-of-Life care scale (CEQUEL) [20], and the Quality
of Dying and Death scale (QODD) [21]. In addition, we
included some questions that corresponded to the demo-
graphic and clinical characteristics of the patients (See
additional file 1, supplementary Table 1) [19].

We measured suffering at the end of life using the fol-
lowing question: “From 1 to 7, to what extent do you
think [patient’s name] suffered in dying?” [22]. This ques-
tion performs a global measurement of suffering at the
time of death of a patient as reported by the caregiver —
and as a proxy to the construct of suffering proposed by
Cassell [7].

Data collection and management

Three trained health professionals conducted the inter-
views through telephone calls, they had a script to invite
and explain the project to the caregiver. Data was col-
lected digitally through the SurveyMonkey platform; no
identifying data of neither deceased patient nor caregiver
was recorded and each interview was given an alphanu-
meric identifier. The present study’s database was trans-
ferred to our analysis and guarded with an access code to
restrict its use.

Data analysis

The R software (version 4.0.2 (2020-06-22) [23]), was
used for the analyses. To verify a potential influence of
non-response bias, a X* distribution homogeneity test
was performed between identified patients. We were
able to obtain a response from a family member or care-
giver (responders) versus those who did not respond
(non-responders). We compared the following variables
that were extracted from the clinical history of deceased
patients for both groups (responders and non-respond-
ers): sex, whether they had a partner or not, type of affili-
ation to the social security system, type of cancer, age,
and center of care of a patient.

Frequency of responses given to the global mea-
surement of suffering question was calculated after
recategorizing the response options as follows: where
1&2=suffered minimally, 3-5=suffered moderately,
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6&7=suffered extremely. We established these thresh-
olds for re-categorization, as they more accurately
reflected the distribution of scores, avoiding floor-to-ceil-
ing effects.

To evaluate associations between the outcome (level of
suffering) and demographic characteristics, character-
istics of the caregiver, and type of treatment, a bivariate
analysis was initially performed with a chi-square test. If
a variable presented an expected frequency of less than
five in more than 20% of the cells, a Fisher exact test was
performed.

We performed an ordinal logistic regression model to
study the relationship between the level of suffering of
patients who died from cancer with the factors of inter-
est that had previously been reported in the literature:
rural/urban residence of patient [12, 13], place of death
[16, 17], type of cancer [10-12], clarity in the information
received by the doctor [3, 18], greater suffering due to
prolongation of life [2—4], procedures inconsistent with
the wishes [3], treatments to prolong of life [6], prolon-
gation of life during the dying process [2—4, 6], palliative
care modality [6].

The reference categories of the ordinal logistic regres-
sion model were chosen according to the categories that
we expected to have the least suffering. The estimates of
the model were presented as ORs and their uncertainty
by 90% CI. The alpha level of 0.1 and corresponding 90%
confidence intervals were chosen to reduce the probabil-
ity of type II errors, which we considered of importance
in this exploratory study.

The following independent variables were considered a
priori as potential confounding variables: the patient had
a partner (with partner/single), care center (HUSI/HUS]/
INC), sex (man/woman), and age of the patient (18—44;
45-59; 60-74; 75-93), educational level achieved by the
patient (no formal education; basic; university-higher
education; unknown), patient’s health care affiliation
scheme (contributory; subsidized) [13], the time between
the patient’s death and the interview (in weeks), caregiv-
ers’ relationship with the patient (other; partner; father-
mother-son-daughter; brother-sister), coliving with the
patient (yes/no), the importance of religion for the care-
giver (very important; important; not important), and
gender of the caregiver (male; female). Variables on this
list were included as confounding variable if excluding
them had an effect of 20% or more in the parameter esti-
mates of the factors of interest. Factors of interest were
maintained in the final model regardless of their statisti-
cal significance.

The following interactions between some indepen-
dent variables (factors of interest) and some covariates
were proposed a priori: (a) as we expected the educa-
tional level might influence the perception of the clarity
of information: interaction between clear information
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received by the medical staff and educational level of
the patient; (b) A less close relationship between the
caregiver and patient may have influenced the caregiv-
ers’ knowledge regarding whether or not procedures
that were performed were inconsistent with patients’
wishes: interaction between caregivers” relationship with
the patient and report of procedures inconsistent with
patients” wishes; (c) as the type of contracting of health
insurances with cancer centers may influence which
modality of care is offered, we explored the interaction
between care center and palliative care modality; and
finally, (d) as a lack of clarity of information received by
the doctors may lead to procedures inconsistent with
patients” wishes we explored the interaction between
these variables.

We evaluated compliance with the assumption of pro-
portionality of odds through the Wald test for each inde-
pendent variable. A likelihood ratio test was performed
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to assess whether the fit of the reduced model is as good
as that of the entire model.

The hypothesis contrast for each one of the estimators
of the coefficients was made using the Wald test with
a=0.10, for the other tests a=0.05 was used.

Results
Study population
We tried to contact all 348 caregivers of patients who
died of cancer, identified in the main study [19], and
managed to establish contact with 263 of them. In total,
176 interviews were conducted, and those who did not
answer the global measurement of the level of suffering
were excluded (n=2) (See Fig. 1). We used the available
data of the 174 caregivers who answered the level of suf-
fering question.

The comparison between the baseline characteris-
tics of the responders and the non-responders shows a

85 No response from

348 ldentified deceased
cancer patients

caregivers, no contact

A

details or wrong

contact detalls i

263
Caregivers contacted

33 did not accept
29 was not possible to |«

schedule interview

201
Scheduled interviews

176
Interviews conducted

2 Interviews excluded

—| no response in global
measurement of suffering

174
Interviews Included

Fig. 1 Identified deceased cancer patients and interviewed caregivers
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Table 1 Comparison of characteristics between patients with
and without a response from caregivers and results of test of
homogeneity

Answered Answered Overall p-value*
No Yes (N=348)
(N=174) (N=174)
Age 0477
18-44 35 28 63
(20.1%) (16.1%) (18.1%)
45-59 35 43 78
(20.1%) (24.7%) (22.4%)
60-74 62 68 130
(35.6%) (39.1%) (37.4%)
75-93 42 35 77
(24.1%) (20.1%) (22.1%)
Sex 0914
Male 79 81 160
(45.4%) (46.6%) (46.0%)
Female 95 93 188
(54.6%) (53.4%) (54.0%)
Patient had partner <0.001
Yes 77 120 197
(48.7%) (69.0%) (59.3%)
No 81 54 135
(51.3%) (31.0%) (40.7%)
Type of cancer 0.723
Hematological 18 7 (9.8%) 35
(11.1%) (10.4%)
Solid 144 157 301
(88.9%) (90.2%) (89.6%)
Center of attention 0.842
HUSI 77 73 150
(44.3%) (42.0%) (43.1%)
HUSJ 17 (9.8%) 15(8.6%) 32(9.2%)
INC 80 86 166
(46.0%) (49.4%) (47.7%)
Health affiliation 0319
scheme
Contributory 103 104 207
(59.2%) (59.8%) (59.5%)
Special/exceptional 3(1.7%)  0(0.0%)  3(0.9%)
Private 1 (0.6%) 0 (0.0%) 1(0.3%)
Subsidized 67 70 137
(38.5%) (40.2%) (39.4%)

HUSI: Hospital Universitario San Ignacio, Bogota; HUSJ: Hospital Universitario
San José, Popayan; INC=Instituto Nacional de Cancerologia, Bogota

*Test for homogeneity

comparable distribution of most measured character-
istics between both groups, except for the living situa-
tion of the deceased patient: The group of responders
presented a higher percentage of patients with a partner
(n=120, 69.0%) compared to non-responders (n=77,
48.7%, p<0.001), (see Table 1).

Demographic characteristics of the deceased patients
for whom we obtained a response from the caregiver are
described in Table 2. The median age of the deceased
patients was 63.5 years (IQR 52-72 years), 103 patients
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Table 2 Demographic variables of the deceased patients

Variables Overall (N=174)
Age*

Median 63.5
Q1,03 520,720
Age

18-44 28 (16.1%)
45-59 43 (24.7%)
60-74 68 (39.1%)
75-93 5(20.1%)
Sex

Male 81 (46.6%)
Female 93 (53.4%)

Patient had partner

Yes 120 (69.0%)
No 54 (31.0%)
Type of cancer diagnosed

Solid 157 (90.2%)
Hematological 17 (9.8%)
Health affiliation scheme

Contributory 104 (59.8%)
Subsidized 70 (40.2%)
Educational level reached

No formal education 20 (11.5%)
Basic** 4(65.5%)
University/higher education 8 (21.8%)
Unknown 2(1.1%)
Rural/urban residence of patient

Urban 132 (75.9%)
Municipal head 18 (10.3%)
Scattered rural 24 (13.8%)
Offspring

Yes 161 (92.5%)
No 13 (7.5%)
Children’s ages

Children aged>18 129 (74.1%)
Children< 18 30 (17.2%)
Does not know 2 (1.1%)
Living condition

Other(s) 69 (39.7%)
Lives alone 10 (5.7%)
Lives with partner 28 (16.1%)
Lives with partner and children 55 (31.6%)
Lives with children 10 (5.7%)
Lives with parents 2(1.1%)

*Normality test result: W=0.97957, p=0.01
**Primary, secondary, and technical education

(59.2%) were 60 years of age or older, 93 patients were
women (53.4%), most (n=157, 90.2%) had solid cancer,
104 patients (59.8%) were from the contributory regime,
and 20 patients (11.5%) had no formal education.

Most of the patients with participating caregivers had
children (n=161, 92.5%), mostly adults (n=129, 74.1%).
The vast majority of patients lived accompanied by
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someone from their nuclear family (n=164, 94.2%), and
most patients lived in urban areas (n=132, 75.9%) and
had a partner (n=120, 69.0%).

The median number of weeks elapsed between the
patient’s death and the interview with caregivers was 23.8
(IQR 22.0, 27.8). The interviewed caregivers were family
members (n=127, 73.0%) or partner (n=33, 19.0%) of the
patient, the vast majority were women (n=132, 75.9%),
and they were “very much involved” in the care for the
patient (n=161, 92.5%). Half of the caregivers lived with
the patient (n=88, 50.6%) and, for most, religion was
essential (n=165, 94.8%).

The participation of caregivers by center was simi-
lar with 48.7% (N=73) from HUSI 51.8% (N=86), from
INC, and 46.9% (N=15) from HUS]J. Most patients died
in hospital (n=148, 85.1%) and were accompanied at the
moment of death (n=159, 92.4%).

The distribution of the patient’s level of suffering at
death according to their caregivers was: 1&2=minimally
(n=35, 20.1%), 3-5=moderately (n=56, 32.2%) and
6&7 =extremely (n=83, 47.7%).

Regarding medical care received during the last weeks
of life, most patients (n=154, 88.5%) received palliative
care in its different modalities. A considerable number
of caregivers (n=60, 34.5%) stated that the patient’s life
was prolonged while they were in the process of dying,
and that having performed interventions to prolong the
patient’s life had increased their suffering (n=41, 23.6%).
Of these 41 patients, 35 (85.4%) received palliative care.

The information provided by the doctors was quali-
fied as “unclear” by 51 caregivers (29.3%); in addition, 25
(14.4%) of caregivers said that procedures inconsistent
with the wishes of the patient were performed.

The bivariate analysis results showed no differences in
patients’ and caregivers’ sociodemographic characteris-
tics between the level of suffering. Regarding treatment
received in the last week of life, results showed a relation-
ship between the level of suffering and the clarity of the
information received by the doctor (p=0.038), (Tables 3
and 4).

The outcome variable level of suffering was initially
recorded on a scale from 1 to 7, which was reduced to 3
categories. As the statical model complied with the pro-
portionality assumption (see additional file 1, supplemen-
tary Table 2), the Odds Ratios (ORs) can be interpreted
dichotomously, meaning that we can assume that the
probability of minimally or moderately versus extremely
equals the probability of minimally versus moderately or
severely.

The factors associated with a higher level of suffering in
the multivariate ordinal logistic regression model were:
unclear versus clear information received by the medi-
cal staff (OR 2.26 (90%CI 1.21-4.19)), ambulatory versus
domiciliary palliative care (OR 3.05 (90%CI 1.05-8.88)),
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and the patient having received procedures inconsis-
tent with his/her wishes (OR 2.92 (90%CI 1.28-6.70))
(Table 5).

A younger age (18—44 years) at death was associated
with a higher reported level of suffering compared to the
oldest age group (75-93 years) (OR 3.80 (90% CI 1.33—
10.84, p=0.04)). Age confounded the relations between
the level of suffering and the variables: “type of cancer’,
“palliative care modality” and “prolongation of life dur-
ing the dying process” None of the proposed interactions
was statistically significant.

The partnership status of the patient was included in
the final model, even though it did not behave as a con-
founder. This decision was made because of the different
distribution among responders vs. non-responders. Care-
givers of patients who did not have a partner reported a
higher level of suffering (OR 1.93 (90%CI; 1.01-3.67)),
adjusting for all other variables.

The results of the likelihood ratio test in which the
reduced model was compared to the full model with all
variables mentioned in the methods section showed no
statistically significant differences between the two mod-
els (p=0.85). There were no problems of collinearity
between the included variables.

Discussion

The results of our study showed a high level of suffering
in patients who died of cancer in the participating insti-
tutions, which was associated with unclear communica-
tion with the doctor, treatments inconsistent with the
wishes of the patient, palliative care in an outpatient set-
ting, and a younger patient age. The scarce international
literature on this topic reports moderate to severe levels
of suffering in 27 to 81% of cancer patients attended in
secondary care centers [8]. The proportion in our study is
higher, perhaps related to the fact that our patients were
attended in a tertiary care setting, were all patient at the
end of their life. The high proportion of suffering may
also be related to the high proportion of hospital deaths
in our study: other studies have previously reported an
intermediate level of suffering [24] and variations in the
level of suffering during the last year of the patient’s life
associated with hospitalizations and the use of palliative
or hospice care [9].

The high amount of reported suffering may also be
related to reports by proxies, potential suboptimal symp-
tom control or suffering from things that palliative care in
Colombia is currently not focusing on, such as suffering
from the knowledge of imminent death, from worries for
those who are left behind, financial worries [25], suffering
from having to go to the palliative care services in often
suboptimal circumstances. These issues may increase
suffering, and may even be a threat to the integrity of the
patient, but are cannot be solved completely [26]. Ruijs
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Table 3 Bivariate analysis with demographic variables and caregiver characteristics

Variable Minimally (N=35) Moderately (N=56) Extremely (N=83) p-value
Patient age* 0.157
18-44 2(5.7%) 6 (10.7%) 20 (24.1%)

45-59 10 (28.6%) 13 (23.2%) 20 (24.1%)

60-74 17 (48.6%) 24 (42.9%) 27 (32.5%)

75-93 6(17.1%) 13 (23.2%) 16 (19.3%)

Sex* 0.195
Male 21 (60.0%) 25 (44.6%) 35 (42.2%)

Female 14 (40.0%) 31 (55.4%) 48 (57.8%)

Type of cancer diagnosed** 0.841
Solid 31 (88.6%) 50 (89.3%) 76 (91.6%)

Hematological 4 (11.4%) 6 (10.7%) 7 (8.4%)

Patient health affiliation scheme* 0.320
Contributory 20 (57.1%) 38 (67.9%) 46 (55.4%)

Subsidized 15 (42.9%) 18 (32.1%) 37 (44.6%)

The educational level reached by the patient** 0422
No formal education 6 (17.1%) 3 (5.4%) 11 (13.3%)

Basic 22 (62.9%) 39 (69.6%) 53 (63.9%)

University 6 (17.1%) 14 (25.0%) 18 (21.7%)

Does not know 1(2.9%) 0 (0.0%) 1(1.2%)

Rural/urban residence of patient** 0.827
Urban 27 (77.1%) 41 (73.2%) 64 (77.1%)

Municipal head 2 (5.7%) 7 (12.5%) 9 (10.8%)

Scattered rural 6(17.1%) 8 (14.3%) 10 (12.0%)

Offspring** 0414
Yes 32 (91.4%) 54 (96.4%) 75 (90.4%)

No 3(8.6%) 2 (3.6%) 8 (9.6%)

Children’s ages** 0.104
Does not have children 3(8.6%) 2 (3.6%) 8 (9.6%)

Children aged>18 30 (85.7%) 45 (80.4%) 54 (65.1%)

Children< 18 2(5.7%) 9(16.1%) 19 (22.9%)

Does not know 0 (0.0%) 0(0.0%) 2 (24%)

Caregiver characteristics

Importance of religion** 0449
Very important 24 (68.6%) 39 (69.6%) 52 (62.7%)

Important 11 (31.4%) 15 (26.8%) 24 (28.9%)

Not important 0 (0.0%) 2 (3.6%) 7 (8.4%)

Caregivers’ relationship with the patient** 0.661
Other 2(5.7%) 3 (54%) 9(10.8%)

Partner 7 (20.0%) 12 (21.4%) 14 (16.9%)
Father/Mother/Son 19 (54.3%) 36 (64.3%) 48 (57.8%)

Brother/sister 7 (20.0%) 5 (8.9%) 12 (14.5%)

Coliving with the patient* 0480
Yes 19 (54.3%) 31 (55.4%) 38 (45.8%)

No 16 (45.7%) 25 (44.6%) 45 (54.2%)

Sex* 0.144
Male 4(11.4%) 15 (26.8%) 23 (27.7%)

Female 31 (88.6%) 41 (73.2%) 60 (72.3%)

Weeks between the interview and the death of the patient 0616
Number 35 56 83

Median 245 231 238

Q1,03 217,287 214,275 22.2,27.1

*Pearson’s chi-squared test

**Fisher’s exact test
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Table 4 Bivariate analysis with treatment received in the last
week of life

Variable Minimally Moderate- Extremely p-

(N=35) ly (N=56) (N=83) val-
ue

Place where the 0.829

patient died*

Home 6 (17.1%) 9(16.1%) 11(13.3%)

Hospital 29(829%) 47(83.9%) 72 (86.7%)

Center of 0.760

attention**

HUSI 15(42.9%) 26 (464%) 32 (38.6%)

HUSJ 4 (11.4%) 5(8.9%) 6 (7.2%)

INC 16 (45.7%)  25(44.6%) 45 (54.2%)

Treatments to 0.650

prolong of life*

Yes 8(22.9%) 9(16.1%) 18 (21.7%)

No 27(77.1%) 47 (83.9%) 65 (78.3%)

Prolongation of life 0.526

during the dying

process*

Yes 10 (28.6%) 18(32.1%) 32 (38.6%)

No 25(71.4%) 38(67.9%) 51(61.4%)

Procedures incon- 0.141

sistent with patient

wishes*

Yes 2 (5.7%) 7(125%) 16(19.3%)

No 33(943%) 49(87.5%) 67 (80.7%)

Palliative care 0.341

modality**

Domiciliary 5(14.3%) 4(7.1%) 7 (8.4%)

Ambulatory 6(17.1%) 22(39.3%) 27(32.5%)

Hospitalized 19 (54.3%) 26 (46.4%) 38 (45.8%)

Did not receive 5(14.3%) 4(7.1%) 11(13.3%)

Greater suffering 0.291

due to prolonga-

tion of life*

Yes 5(143%) 13(23.2%) 23(27.7%)

No 30(85.7%) 43 (76.8%) 60 (72.3%)

Clarity in the infor- 0.038

mation received by

the doctor*

Yes 28 (80.0%) 44 (786%) 51 (61.4%)

No 7(200%) 12(214%) 32(38.6%)

*Pearson’s chi-squared test
**Fisher's exact test

et al. described similar symptoms of unbearable suffering
for patients in the Netherlands, who described among
the unbearable aspects impaired activities, feeling depen-
dent, help needed with housekeeping, not being able to
do important things, trouble accepting the situation,
being bedridden and loss of control [8]. The high propor-
tion of suffering observed is certainly a matter of concern
and reason to keep focusing on improving the end-of-life
care for cancer patients in Colombia.
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Our results may not reflect the reality for Colombia as
a whole: patients in our study had a higher probability
of receiving palliative care as they had been cared for in
institutions that provide these services — which in many
parts of the country are absent — therefore the level of
suffering in more remote areas may be even higher.

In our study, unclarity in the communication pro-
cess with the medical professionals was associated with
increased suffering. Communication has been recognized
as a challenge for health professionals worldwide [18, 27].
A poor communication regarding the prognosis and the
preferences of care during the end-of-life between doc-
tor and patient, increases the risk of the use of medical
procedures which are inconsistent with the wishes of the
patient [3], which is known to cause suffering [28].

The wishes of the patient could include stopping treat-
ments with curative intent at the end of life, or intensi-
fying measures to prolong life [29]. In our study, the
application of procedures inconsistent with the patient’s
wishes were reported in 15% of the deceased. This rela-
tively high frequency may be due to a lack of commu-
nication and knowledge on the part of physicians of the
wishes for end-of-life care [10]. Another study investi-
gating the treatment decisions made for the deceased
patients of this study [19] reported that only 6% of doc-
tors were aware of the presence of advance directives
in their patients [30], which aligns with our findings
as reported by caregivers. Unfortunately, we did not
have information regarding the content of the patients’
wishes: stopping interventions with curative intent at the
end of life, or intensifying measures to prolong life. Given
the importance of this information, we suggest includ-
ing these among the variables to be measured in future
studies.

Early and systematic referral to palliative care has
shown benefits in increasing its use and reducing aggres-
sive treatments at the end-of-life [31]. Patients who
received palliative care have been shown to have a better
quality of life [32-34]. Our results showed that most of
the patients (n=155, 88.6%) received palliative care in its
different modalities, yet the majority suffered moderately
to severely, even a considerable percentage of patients in
whom was reported suffering due to life prolonging treat-
ments had received palliative care too. Unfortunately,
the information available did not permit distinguishing if
they received timely care, nor the frequency or content of
the information provided.

Our data showed a higher level of suffering at the end
of life of patients who received palliative care in an outpa-
tient versus home-based setting. A plausible explanation
for this finding is the lack of continuous schedules in the
outpatient clinics (only day-time attention); patients can
go to the emergency room to manage their symptoms,
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Table 5 Results of the ordinal logistic regression model

Variables OR’ 90% Cl p-value
Place where the patient died

Home (reference)

Hospital 1.18 (0.50; 2.79) 0.74
Clarity in the information received by the doctor

Yes (reference)

No 2.26 (1.21; 4.19) 0.03*
Palliative care modality

Domiciliary (reference)

Ambulatory 3.05 (1.05; 8.88) 0.09*
Hospitalized 142 0.47; 4.30) 0.60
Did not receive 1.56 (0.40; 6.08) 0.59
Procedures inconsistent with the wishes

No (reference)

Yes 292 (1.28; 6.70) 0.03*
Treatments to prolong of life

No (reference)

Yes 098 (0.46; 2.09) 097
Prolongation of life during the dying process

No (reference)

Yes 144 (0.75; 2.74) 0.36
Greater suffering due to prolongation of life

No (reference)

Yes 133 (0.62; 2.84) 0.53
Type of cancer

Solid (reference)

Hematological 0.52 0.21; 131) 0.24
Rural/urban residence of patient

Urban (reference)

Municipal head 1.01 (0.40; 2.54) 0.99
Scattered rural 0.58 0.27; 1.26) 0.25
Importance of religion for the caregiver

Very important (reference)

Important 1.24 0.68; 2.26) 0.55
Not important 3.32 0.79; 13.91) 0.17
Caregiver’s relationship with the patient

Partner (reference)

Father/mother/son/daughter 0.96 (0.44; 2.07) 0.93
Brother/sister 047 0.14; 1.59) 031
Other 1.53 (0471; 5.61) 0.59
Patient age

Age 75-93 (reference)

Age 18-44 3.80 (1.33; 10.84) 0.04*
Age 45-59 0.77 (0.34; 1.71) 0.58
Age 60-74 061 (0.30; 1.24) 0.25
Coliving with the patient

No (reference)

Yes 0.56 (0.30; 1.04) 012
Patient had partner

Yes (reference)

No 1.93 (1.01; 3.67) 0.09*

An OR greater than 1 indicates a higher level of suffering
Sample size for analysis (n=174), with a=0.10
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but, unfortunately, the perceived quality of care through
this route is not always the best [35].

High rates of in-hospital deaths among cancer patient
have been linked to increased unnecessary use of che-
motherapy and diagnostic imaging before death [36], and
thus have been identified as an indicator of poor qual-
ity of life at the end of life [17]. Our study had a higher
proportion of hospital deaths than the average in the
country. The fact that patients were identified at the end-
of-life in the three participating hospitals is likely to have
created a selection bias—with a higher probability of
including patients who would die in the hospital.

It is important to remember that home may not always
be the appropriate location for the patient’s death [37];
some hospital deaths may be associated with require-
ments for optimal symptom control that can only be
obtained in a hospital setting. Additional reasons for
patients to prefer hospital deaths in Colombia include
fear of not knowing how to react to the events that
accompany death, the relationship and opportunity with
the palliative care specialist, non-acceptance of the end-
of-life process [18, 35], and even includes worries regard-
ing difficulties of obtaining the death certificate for home
deaths— (personal communication with Dr. Sanchez,
clinical oncologist).

The distribution of patient characteristics such as age,
sex, and type of cancer were similar to those reported
in the literature [36]. In our study, a patient age range
between 18 and 44 years was associated with a higher
reported level of suffering compared to an age range of 75
to 93 years, probably related to greater psychosocial and
spiritual suffering among bereaved caregivers of losing a
dear one who is perceived to not have been able to com-
plete their life [38].

Strengths and limitations

This is the first study from Latin America on factors
influencing the suffering of patients who died from can-
cer. The results of this study may serve as input for stud-
ies that evaluate causality, as well as programs that seek
to improve end-of-life care.

One of our limitations is that we do not know the state
of preparation of the caregiver for the moment of death,
whether there was psychological support for the patient
and the family, in addition to the multidisciplinary man-
agement that could provide support to the cancer patient.
We believe that this information, given its relevance,
should be considered in future studies.

The mentioned question of the global measurement of
suffering does not include the answer option of “no suf-
fering at all”’—which may have influenced results. In addi-
tion, the time horizon of this question is related to the
exact moment of the patient’s death; if other time frames
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had been used, the perception of the suffering reported
by the caregiver may have been different.

Another limitation of these studies is that the level of
suffering of the patients during their last week of life was
measured through the opinion of proxies (caregivers). It
would be helpful to be able to count on the patient as the
primary source of information about their own experi-
ences, since the caregiver may report a lower quality of
life than would be reported by the patients themselves
[39]; this could be influenced by bereavement, the time
that caregivers could share with the patient and their per-
spectives on the experience lived by the deceased patient.
It is for this reason that it is advisable to carry out mea-
surements in longitudinal studies that allow knowing the
level of agreement between both [39]; Unfortunately, in
our study we do not have these measurements.

The study designs favor recall bias: those family mem-
bers who reported a higher level of suffering may have
had a greater tendency to remember the factors associ-
ated with suffering compared with the family member
who reported a low level of suffering. However, as most
participating caregivers were very close relatives of the
patient, we feel the information provided is sufficiently
reliable.

The global measure of the level of suffering may be
underestimated due to a greater representation of
patients with a partner in the group of responders whose
level of suffering is usually reported as low.

Clinical implications

Understanding the factors associated with the suffering
that patients who die of cancer is very relevant-recent
discussions have arisen in Colombia about “death with
dignity”—. A dignified death basically consists of “dying
in peace’; and avoiding futile suffering, which in turn are
the central foundations of a good death.

It is necessary to maintain continuous communication
throughout the disease with the patient and his family,
the progression of the disease requires that conversa-
tions be periodically addressed regarding the prognosis
and goals of care, these moments will also allow explor-
ing situations that may be triggering anguish and suffer-
ing in the patient and his family. There are interventions
to improve this communication [40]; some focused on
improving the management of difficult conversations
between doctors and their patients [41], others seek to
guide the patient in the questions to ask their oncologist
during consultations and help improve the agreement
between doctors and patients regarding the treatments
received at the end of the life [29, 42]. The use of such
interventions should be evaluated in Colombia and, if
effective, should be integrated in the training of profes-
sionals, and in the care of cancer patients.



Arango-Gutiérrez et al. BMC Palliative Care (2023) 22:48

Work must continue to strengthen the infrastructure of
palliative care units in all its modalities, diseases such as
cancer that are associated with a high level of suffering at
the end of life require comprehensive care. The strategies
that could provide a great benefit to the patient and their
family include telephone counseling without restrictions
on their time availability, in addition to a palliative emer-
gency service that provides a more comfortable environ-
ment for the management of medical complications and
even an end of life worthy with better accompaniment
and privacy.

Conclusion

Our results show high levels of suffering of cancer
patients at the moment of death, which seem to be
related to unclear communication with the physician,
treatment inconsistent with the patient’s wishes, and
having received outpatient palliative care. Diseases such
as cancer associated with a high level of suffering at the
end-of-life require comprehensive care and a work con-
tinuum in the strengthening of the palliative care capa-
bilities in Colombia.
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