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Background: In resource-poor countries, including in Latin American and the Caribbean, empirical 
information about the characteristics and incidence of medical end-of-life decisions (MELDs)—withholding 
or withdrawing potentially life-prolonging medical treatments—is largely absent. 
Methods: The aim was to describe the incidence and decision-making characteristics of MELDs taken 
prior to the death of people who died at home in Trinidad and Tobago (T&T). A mortality follow-back 
study was used where a representative sample of deaths occurring at home in 2018 was drawn from death 
certificates at the national death registry. The general practitioners who certified the deaths were sent a 
questionnaire. 
Results: The sample consisted of 309 adult deaths and the response rate was 31% (N=96). Physicians were: 
mostly male (79.2%), practiced medicine for more than twenty-years (63.5%), had no formal palliative care 
training (69.8%). Non-sudden deaths represented 76% (N=73), of these, medications to alleviate pain and 
symptoms in the last 7 days of life were administered in 65.8%, including opioids 21%. Potentially life-
prolonging treatments were withheld in 9.6% but none withdrawn. No physician/patient discussions about 
various end-of-life treatment options occurred in 61.6%. Compared to physicians with no formal training 
in palliative care, those with training more often: prescribed or administered opioids in the last 7 days of 
life (35.7% vs. 11.1%, P=0.01), had discussions with patients about end-of-life treatment options (60.7% vs. 
24.4%, P=0.002), and discussed medication use to alleviate pain and other symptoms with patients (50% vs. 
17.8%, P=0.004). 
Conclusions: Differences in the care and treatment general practitioners provided to their patients could 
be associated with them having been formally trained in palliative care. The necessary support to further 
develop palliative care in T&T is needed. 
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Introduction

Advances in modern medicine can prolong life including 
the life of persons with degenerative or incurable illnesses. 
Medical end-of-life decisions (MELDs) are a hotly debated 
topic because prolonging life of terminally ill patients may 
not be the most appropriate or desired goal, but rather 
the quality of their life in the final days or weeks (1-4). 
MELDs can include: non-treatment decisions such as 
withholding or withdrawing potentially life-prolonging 
treatments no longer considered beneficial, intensification 
of medications administered to alleviate pain or other 
symptoms that may have unintended side-effect (rendering 
a patient unconscious or influence the timing of death), 
and physician-assisted suicide or euthanasia in countries or 
territories where this is legal (3-5). 

Several factors are identified with influencing MELDs 
including attitudes and preferences of patients, their families 
and health care providers towards death and dying, and 
patient characteristics like age, gender, level of education 
and socio-economic status (6). Communication about end-
of-life care and MELDs can be difficult for physicians, 
patients, and their families as decisions are often perceived 
as ‘life or death’ (7). Increasing evidence suggests that 
appropriate care with low medical intensity near death is 
associated with more discussions between patients and their 
physicians about goals and expectations for medical end-of-
life care (8,9). In fact, communication and shared decision-
making involving patients’ input in planning their treatment 
promotes their satisfaction and compliance with care, 
improves relationships between health care providers and 
patients and is increasingly recognised as a quality indicator 
for care (10).

The need for good end-of-life care may be greatest in 
resource-poor countries, including Latin American and the 
Caribbean (11,12), yet many who need it do not benefit 
because services are either limited or non-existent (11,13). 
Resource-poor relates to the limited capability to provide 
appropriate care for life-threatening illness due to a lack 
of necessary human and material resources, inadequate 
education and training for health care providers, and a 
lack of governmental policies supporting the provision 
of palliative care (12,14), including access to opioids for 

medical use (11). A good example is Trinidad and Tobago 
(T&T), a small Caribbean nation where the provision of 
palliative care is considered “Isolated”, that is, lacking a 
national commitment to palliative care and practice (12), 

absence of palliative medicine curricular at local universities, 
and data and infrastructure to generate reliable empirical 
information about the circumstances of dying from terminal 
illness is lacking (14,15).

In countries with developed palliative care services 
general practitioners manage out-of-hospital care, they are 
instrumental in providing and coordinating palliative and 
end-of-life care for their patients preferring to stay at home 
(16-18), and can be supported by specialised palliative care 
providers (16). The use of specialist palliative care in home 
settings may be beneficial to patients and caregivers (19),  
but in resource-poor countries specialist services and 
support is lacking and people rely mostly on their general 
practitioners to provide home-based (generalist) care, 
supported by informal carers including family members. 
Research showed that general practitioners were the 
predominant provider of formal palliative care to persons 
dying at private homes from terminal illnesses in T&T (20). 

In this study, we focus on MELDs taken prior to death 
in T&T, and will address the following research questions: 
(I) what is the incidence of different types of MELDs made 
for persons dying at home? (II) What are the characteristics 
of the decision-making process at the end of life? (III) 
Does end-of-life decision-making differ depending on 
the physicians’ formal palliative care training? We present 
the following article in accordance with the STROBE 
reporting checklist (available at https://apm.amegroups.
com/article/view/10.21037/apm-21-1793/rc).

Methods

Design 

A population-based mortality follow-back study based on 
death certificates was done, where general practitioners had 
certified a sample of deaths occurring at home. In the last 
days or months of life, a retrospective design is an unobtrusive 
method to collect robust population-based information (21).  
A modified design of a European study protocol (22) was 
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used. The study was conducted in accordance with the 
Declaration of Helsinki (as revised in 2013).

Setting and participants 

A systematic random sample of T&T residents aged  
18 years or older, who died between March 1 and August 
31, 2018 at a private home was drawn from death certificates 
at the Central Statistical Office (CSO), the national death 
registry. In T&T physicians are obliged to certify a death 
and complete a death certificate, which is sent to the CSO 
for mortality statistics purposes. The sampling fraction, or 
the ratio of the sample to the population from which the 
sample will be drawn was 1 in 2, where every other case 
was selected from eligible death certificates. The general 
practitioner who certified a death in the sample was sent a 
questionnaire by postal mail about the care and decision-
making in the specific case and invited to complete and 
return it. Multiple deaths could have been certified by the 
same general practitioner in our survey. 

Our intended study included sampling home and 
hospital deaths. To test the feasibility of doing such a study 
at a hospital, a pilot study of deaths at a main government-
hospital was attempted. However, data collection was 
impeded by many structural barriers at the hospital 
including: time physicians had allotted to complete the 
questionnaire were delayed or interrupted because patient 
files were unavailable upon their request, and physicians 
either transferred between departments or from the 
hospital, which complicated the process of their receiving 
and completing a questionnaire. Consequently, this arm 
of the study became impractical to continue and was 
abandoned, we therefore focused only on home deaths.

Survey instrument 

A questionnaire was developed building on a study in the 
Netherlands (4). By cognitive testing and validation, it 
was modified to ascertain it was suitable and relevant to 
the T&T context, a previous study (23) explained and 
described the process in detail (including a version of the 
final questionnaire). Two filtering questions were asked at 
the beginning of the questionnaire, “was the patient death 
sudden”, that is, totally unexpected due to natural causes 
and end-of-life care could not be ascertained (answer 
options: yes; no), and “when was the first contact the 
physician had with the patient” (answer options: at the time 
of or after death; before death). If answers were, respectively 

no and before death, general practitioners were asked 
to complete a three-page questionnaire on the care and 
treatment that preceded the death involved. Otherwise, they 
were asked to only provide sociodemographic information 
about themselves. Some key MELD questions considered 
in the questionnaire are shown in (Figure 1). 

Data collection procedures 

The sociodemographic information contained in death 
certificates includes the: sex, age, usual place of residence, 
date and cause of death of a decedent; the certifying 
physician completing a death certificate (which is paper-
based) is also obliged to include their name and professional 
address. A maximum lag of three months between death 
of a patient and the general practitioner being asked to 
complete the questionnaire was allowed to minimise 
recall bias. The Trinidad and Tobago Medical Association 
(T&TMA), an independent third-party, was involved in 
the mailing procedure. Their intermediary role between 
responding general practitioners, researchers and the 
CSO was to maintain physician anonymity and guarantee 
that completed questionnaires could never be linked to a 
particular patient or general practitioner. Moreover, patient 
sociodemographic information was anonymised and linked 
to the corresponding completed questionnaires (Figure S1). 
A maximum of three sampled cases with the same certifying 
physician was allowed, if a fourth case was sampled it was 
rejected but another case was resampled from deaths that 
occurred in the same month of the excluded case. Therefore, 
at most three questionnaires followed by two reminders (per 
questionnaire) were mailed to any one general practitioner. 
Additionally, resampled cases were excluded when the 
number of substituted cases were exhausted within the same 
month or the cut-off three-month time elapsed between 
a death and a questionnaire mailed to a physician. Also 
excluded from the sample were death certificates completed 
by community based primary care physicians who did not 
have access to the medical records of a decedent, such 
as county or district medical health officers. Death cases 
certified by; a post-mortem examiner, physicians who could 
not be contacted at their professional address or had retired 
during the data collection period, or who turned down 
voluntary participation in the study were also excluded. A 
delay of death certificates received by CSO from various 
district offices impeded our ability to sample cases, and 
data collection (sampling deaths and mailing questionnaires 
occurred between May 8 and December 27, 2018) was 

https://cdn.amegroups.cn/static/public/APM-21-1793-supplementray.pdf
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delayed due to a two-month lag in the CSO processing death 
records. Disruptions in the mail service also necessitated a 
one-month extension of the survey period. Microsoft Excel 
spreadsheets were used to record and collate questionnaire 
data that was sent and received by postal mail, which was 
later linked to the death certificate information by the 
T&TMA. Ethics approval for the study was granted by the 
Ministry of Health of T&T in January 2018.

Statistical analysis

Both SPSS and Excel were used for data cleaning and 
analysis. Sociodemographic information of attending 
general practitioners responding to the survey were 
grouped into the following categories: sex (female, male) 

and years of practice (less than 5, 5–10, 11–15, 16–20 years, 
more than 20 years). Their formal palliative care training 
was dichotomised; “no” and “other” were condensed into 
(no) and “yes, as part of my medical degree” and “yes, 
postgraduate training” into (yes). Frequency and cross 
tabulation analysis was used to describe associations. Chi-
square tests were used to assess bivariate differences between 
end-of-life decision-making by general practitioners in 
relation to their formal training in palliative care, P values 
<0.05 were considered significant. SPSS 25 was used to 
compute these analyses. 

Results

The sample drawn from available death certificates consisted 

15. Did you withhold and/or withdraw any of the following

      potentially life-prolonging treatment(s)?

No: go to Question 16

Yes: if yes, please tick the appropriate box(s) multiple answers possible

Antibiotics

16. In your opinion, could the withholding and/or withdrawing of treatments have influenced the timing of death?

     No influence on timing of death

     Yes, possibly brought forward the timing of death

     Yes, certainly brought forward the timing of death

17. Did you discuss with the patient the various options related to end-of-life treatments?

(multiple answers possible)

     Yes, about withholding treatment(s) go to Question 19

     Yes, about withdrawing treatment(s) go to Question 19

     Yes, about giving drug(s) to alleviate pain and/or symptoms go to Question 19

     No, no discussion: go to Question 18

18. Why was there no discussion with the patient about the various options related to end-of-life treatments? (multiple answers

possible)

     Patient was unconscious: go to Question 19

     Patient had significant cognitive impairment: go to Question 19

     Patient had a psychiatric disorder: go to Question 19

     Other (please specify).................................

19. With whom, of the following, did you discuss the end-of-life treatment options for this patient? (multiple answers possible)

     With your medical colleague/s

     Nursing staff

     Another caregiver

     The patient's partner or relatives

     Other person (please specify).........................................

Withheld

Withdrawn

Artificial
hydration

(intravenous
line,

subcutaneous)

Artificial
nutrition

(parenteral
nutrition,

P.E.G. tube

Chemo-
therapy
or other
cancer
therapy

Transfusion
of blood
products

Cardio-
pulmonary

resuscitation
(CPR)

SurgeryDialysisArtificial
ventilation
(intubation
or BPAP)

Figure 1 Key medical end of life decision-making questions. Questionnaire for mortality follow-back studies on end-of-life care and 
decision-making in a resource-poor Caribbean country, by Jennings et al., 2020, BMC Palliative Care. Copyright 2020. Reprinted with 
permission by the author(s) (23).  
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of 309 deaths, which represents 21% of all recorded adult 
deaths that occurred at a private home during the study 
period. 96 questionnaires (31%) were returned completed 
(Figure S2). There was no significant difference in cause 
of death and sociodemographic characteristics between the 
obtained sample and all home deaths in the corresponding 
period (Table S1). The attending general practitioners of 
the included cases were mostly male (79.2%), practiced 
medicine for more than 20 years (63.5%), and had not 
received any formal palliative care training (69.8%). 
Most considered that their communication expertise with 
patients 78.1% and patients’ family members 84.4% was 
gained through experience and informal training (Table 1).  
Additionally, 75.5% of physicians feel unsupported by 
current national protocols concerning the preferred medical 
management of their terminally ill patients. 

Seventy-three (76%) deaths were reported as non-
sudden, hence, a MELD by the general practitioner was 
theoretically possible in these cases. In 34.2% of these no 
medications were used to alleviate patient symptoms in 
the last 7 days of life (Table 2). But when given, the most 
common were Morphine or other opioids 20.5% and 
Diazepam or other benzodiazepines 17.8%. In over 82% 
of the cases when medications were administrated in the 
last 7 days of life, they had no influence on the timing of 
death, or possibly delayed the timing of death. Of the non-
treatment decisions, no treatments were withdrawn but life-
prolonging treatments were withheld in 7 (9.6%) deaths. 
The most common withheld treatments were artificial 
hydration and artificial nutrition 6.8% followed by artificial 
ventilation and cardio-pulmonary resuscitation 4.1%. 

There were no discussions between general practitioners 
and patients about decision-making on various end-of-
life treatment options in 45 (61.6%) deaths, but when 
discussions occurred, the most common were about giving 
medications to alleviate pain and/symptoms 22 (30.1%), 
withholding treatments 10 (13.7%) or withdrawing 
treatments 3 (4.1%) (Table 3). Apart from the general 
practitioner, other caregivers involved in discussions were, 
the partner or relatives of the patient 55 (75.3%) or medical 
colleagues 8 (11%). Some patients 8.2% did express a wish 
for the end of life to be hastened, but only 2.7% did so 
explicitly to their general practitioner. 

General practitioners who had formal training in palliative 
care, either as part of their medical degree or through a 
postgraduate programme, were more likely to prescribe 
or administer opioids in the last 7 days of life 35.7% than 

Table 1 Characteristics of all general practitioners who responded 
to a questionnaire 

Variables
Total (N=96)

N† %

Sex 

Female 20 20.8

Male 76 79.2

Years of practice

Less than 5 years 1 1.0

5–10 years 10 10.4

11–15 years 8 8.3

16–20 years 16 16.7

More than 20 years 61 63.5

Formal training in palliative care‡

No§ 67 69.8

Yes 44 45.8

As part of my medical degree 22 22.9

Post graduate degree 22 22.9

Expertise in communicating with patients at the end of life‡

No 15 15.6

Yes 86 89.6

Through experience/informal training 75 78.1

Through formal training 11 11.5

Expertise in communicating with family of patients at the end  
of life‡

No 10 10.4

Yes 90 93.8

Through experience/informal training 81 84.4

Through formal training 9 9.4

Physician feeling of support by current protocols of care in 
Trinidad and Tobago preferred management and  
decision-making¶

No 71 75.5

Yes 23 24.5
†, total numbers represent death cases, hence, the same general 
practitioner might have reported on multiple cases (maximum 
of three cases per general practitioner); ‡, multiple answers 
possible, hence percentages do not add up to 100%; §, an 
“other” category was included as an answer option, however, 
responses (continuous medical education, conferences and 
workshops and seminars) suggested no formal palliative care 
training; ¶, 2 missing.

https://cdn.amegroups.cn/static/public/APM-21-1793-supplementray.pdf
https://cdn.amegroups.cn/static/public/APM-21-1793-supplementray.pdf
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those who had no formal training 11.1% (P=0.01) (Table 4). 
In general practitioners with formal training, compared to 
those without, discussions with patients about withholding 
treatments (25% compared to 6.7%) and about giving 
medications to alleviate pain or symptoms were more likely to 
occur. Those without formal training tended more often not 
to discuss any treatment options (75.6% vs. 39.3%, P=0.002). 
The proportion of general practitioners who had palliative 
care training also had discussions with other caregivers about 
end-of-life treatment options more than general practitioners 
with no training (Table 4).

Table 2 Types and frequency of end-of-life decisions made by 
general practitioners for non-sudden deaths

End-of-life decisions
Total (N=73)

N %

Medications administered in the last 7 days of life

No 25 34.2

Yes† 48 65.8

Morphine or other opioid 15 20.5

Diazepam or other benzodiazepine 13 17.8

Antiemetic 10 13.7

Laxative 9 12.3

Dopamine or other vasopressors 1 1.4

Other‡ 20 27.4

Influence on timing of death in the last 7 days of life§

No influence on timing of death 48 65.8

Possibly delayed timing of death 12 16.4

Possibly brought forward timing of death 0 0

Certainly brought forward timing of death 0 0

Treatments withdrawn 0 0

Treatments withheld

No 66 90.4

Yes† 7 9.6

Artificial hydration (intravenous line, subcutaneous) 5 6.8

Artificial nutrition (parenteral nutrition, P.E.G. tube) 5 6.8

Artificial ventilation (intubation or BPAP) 3 4.1

Cardio-pulmonary resuscitation 3 4.1

Antibiotics 2 2.7

Dialysis 2 2.7

Transfusion of blood products 2 2.7

Chemo-therapy or other cancer therapy 1 1.4

Surgery 1 1.4
†, multiple answers possible, hence percentages do not add up 
to 100%; ‡, other medications include: nonsteroidal analgesics, 
antidiarrheal, antibiotics, steroids and vitamins; §, 13 missing. 
P.E.G., percutaneous endoscopic gastrostomy; BPAP, bilevel 
positive airway pressure.

Table 3 Characteristics of end-of-life decision-making by general 
practitioners for non-sudden deaths

Decision-making
Total (N=73)

N %

Discussion with patient on end-of-life treatment options

No discussion 45 61.6

Yes, discussed with patient† 28 38.4

About giving medications to alleviate pain and/
or symptoms

22 30.1

About withholding treatment(s) 10 13.7

About withdrawing treatment(s) 3 4.1

Other caregivers included in discussions on end-of-life 
treatment options†

Patient’s partner or relatives 55 75.3

Medical colleague/s 8 11

Nursing staff 6 8.2

Another caregiver 5 6.8

Patient request for hastened end-of-life

No 57 78.1

Yes† 6 8.2

But not explicitly 4 5.5

Explicitly 2 2.7

I don’t know 10 13.7
†, multiple answers possible, hence percentages do not add up 
to 100%.  
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Table 4 End-of-life decisions and decision-making for non-sudden deaths in relation to general practitioners’ formal training in palliative care 

Types of end-of-life decisions

Formal palliative care training

No Yes
P value

n % n %

Medications administered in the last 7 days of life

No medications were used to alleviate symptoms 17 37.8 8 28.6 0.42

Yes, medications were used to alleviate symptoms†

Morphine or other opioid 5 11.1 10 35.7 0.01*

Diazepam or other benzodiazepine 9 20 4 14.3 0.54

Dopamine or other vasopressors 0 0 1 3.6 **

Laxative 4 8.9 5 17.9 0.26

Antiemetic 5 11.1 5 17.9 0.41

Other‡ 13 28.9 7 25 0.71

Treatments withheld

No 40 88.9 26 92.9 –

Yes† 5 11.1 2 7.1 –

Antibiotics 2 4.4 0 0 **

Artificial hydration (intravenous line, subcutaneous) 4 8.9 1 3.6 0.34

Artificial nutrition (parenteral nutrition, P.E.G. tube) 4 8.9 1 3.6 0.34

Artificial ventilation (intubation or BPAP) 2 4.4 1 3.6 0.52

Chemo-therapy or other cancer therapy 1 2.2 0 0 **

Dialysis 2 4.4 0 0 **

Transfusion of blood products 2 4.4 0 0 **

Cardio-pulmonary resuscitation 3 6.7 0 0 **

Surgery 1 2.2 0 0 **

Discussion with patient on end-of-life treatment options

No 34 75.6 11 39.3 0.002*

Yes† 

About withholding treatment(s) 3 6.7 7 25 0.07

About withdrawing treatment(s) 0 0 3 10.7 **

About giving medications to alleviate pain and/or symptoms 8 17.8 14 50 0.004*

Discussion with other caregivers on end-of-life treatment options†

Medical colleague/s 3 6.7 5 17.9 0.14

Nursing staff 3 6.7 3 10.7 0.54

Another caregiver 1 2.2 4 14.3 0.05*

Patient’s partner or relatives 31 68.9 24 85.7 0.11
†, multiple answers possible, hence percentages do not add up to 100% (Percentages are column); *, P values <0.05 were considered 
significant; **, P values could not be calculated due to empty cells; ‡, other treatments include: nonsteroidal analgesics, antidiarrheal, 
antibiotics, steroids and vitamins. P.E.G., percutaneous endoscopic gastrostomy; BPAP, bilevel positive airway pressure.
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Discussion

Summary of main findings

This study provides the first data on MELDs on a 
representative sample of decedents who died at a private 
home with an end-of-life trajectory in T&T. Our data 
shows that most general practitioners (69.8%) had no 
formal palliative care training, and their expertise in end-
of-life communication with their patients was self-taught 
and developed through experience over the years. The most 
prevalent MELDs were the administration of morphine or 
other opioid 20.5% and withholding artificial hydration and 
nutrition 6.8%. A large majority of general practitioners 
(61.6%) did not have any discussions with their patients on 
end-of-life treatment options but did include the patient’s 
partner or relatives in discussions in most cases (75.3%). 
General practitioners trained in palliative care were more 
likely to prescribe or administer opioids to their patients 
in the last 7 days of life, 35.7% (training) vs. 11.1% (no 
training), and discuss with patients about giving medications 
to alleviate pain or symptoms, 50% (training) vs. 17.8% (no 
training), than general practitioners without training. 

Strengths and limitations

The mortality follow-back approach used in this study 
is an efficient means to collect national information 
and to describe the last days and months of life—a time 
when interviewing dying persons is sensitive, potentially 
inappropriate and logistically challenging (21).  A 
questionnaire was developed based on an existing validated 
questionnaire (4) and further validated in T&T for this 
study (23). Our sampling frame was (1:2), which is similar 
to that used in studies done in countries with advanced 
palliative and end-of-life care systems (1,24), and improves 
the opportunity for comparison of our findings. Some study 
limitations include the drawbacks inherent to postal surveys 
like, recall and response bias (25) and our study cannot 
exclude such limitations. To mitigate this a reasonably 
short 3-month lag between a death and the physician 
receiving a questionnaire was allowed. Possible recall bias 
could probably be reduced with a shorter delay but was 
not possible due to the necessary time between a death, 
medical certification and the CSO receiving the completed 
certificate. Despite a carefully applied Total Design Method 
including follow-up mailings (26) our response rate is low 
(31%) compared to similar studies in other countries (1,24). 

The response rate could be related to the efficiency of the 

postal service, or possibly because general practitioners 
were unfamiliar with the mailing procedure or a survey 
on palliative and end-of-life care, or possibly because the 
cultural norm in T&T is non-participation in voluntary 
postal surveys. Although our analysis of the non-response 
did indicate that the responding population is similar to 
the non-responding in terms of the known characteristics, 
we cannot exclude a selective non-response in terms of 
unknown characteristics. For instance, our obtained sample 
could be biased toward people who died with a predictable 
end-of-life trajectory, and responses could have been biased 
to general practitioners that have an interest in the field of 
palliative medicine. Also, the sensitive nature of questions 
could have affected physician self-reporting, as they may 
have felt they could not be truthful about their own end-
of-life practices (27). Additionally, selection bias due to 
sampling cannot be ruled out as incomplete information on 
some death certificates (for example, decedent age or sex 
were missing or the certifying general practitioners’ name 
or contact details were illegible) excluded such cases.

Interpretation of the results

The importance of provider education and training 
in palliative care can play a critical role in the quality, 
availability of and access to care, particularly in resource-
poor countries  where pal l iat ive care services  are 
underdeveloped. Our study shows that relatively few general 
practitioners have any formal palliative care training and 
when compared to general practitioners without training, 
there is a notable difference in MELDs. For example, the 
former seem to give their patients morphine or other opioid 
to alleviate pain and symptoms in the last 7 days of life, or 
discuss with their patients end-of-life treatment options 
more frequently than general practitioners without training. 
A cross-national European study that looked at physician 
attitudes towards end-of-life discussions similarly found 
an association between palliative care training and their 
likelihood to discuss the potential life-shortening effect of 
treatments with patients (28). In another study, palliative 
care experts, compared to non-experts, withheld artificial 
nutrition and/or hydration more often and were more 
inclusive of the patient or family in decision-making (29). 
Unsurprisingly, this difference might be explained by the 
better understanding gained from postgraduate training 
in palliative and end-of-life care, which improved not only 
physicians’ awareness of a problem and willingness to act 
but also their ability to optimally communicate to the 
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benefit of the patient. General practitioners are the main 
source for formal palliative and end-of-life care provision 
in T&T reflecting their important role (20), but to further 
develop a palliative care culture crucial steps, for example, 
compulsory formal postgraduate training may be needed to 
improve end-of-life care capacity and the manner of dying 
from a terminal illness. 

General practitioners involved the patient in discussions 
on end-of-life treatment options in 38% of non-sudden 
death cases, which is higher than similar studies found in 
Spain (7%), Italy (10%), and Belgium (25%) but lower than 
in the Netherlands (47%) (30). The patient’s partner or 
relatives were more often consulted in MELDs 75% and 
may reflect a societal norm of not openly discussing death 
and dying with patients as a means of maintaining hope (31),  
or possibly because patients prefer not to receive bad news 
and physicians avoid giving it (32). Further research is 
warranted to identify associated factors why patients are 
mostly excluded from MELDs. 

Our survey data showed that non-treatment decisions 
occurred infrequently for home deaths, particularly those 
that may hasten death, and no life-prolonging treatments 
were reportedly withdrawn. Compared to a similar study 
of six western European countries where the average non-
treatment decision to withhold treatment was (49%) (33),  
our proportion was low 9.6%. Although guidelines are 
ambiguous (34), forgoing end-of-life treatments like 
artificial hydration or nutrition could be a cultural taboo 
in the Caribbean (35) and withholding treatments may 
be considered life-shortening by physicians and family 
members (36,37). Evidence supports this notion as 40% of 
the goals of care in the last 30 days of non-sudden home 
deaths in T&T were to prolong life, maintain function, or 
even cure (20).

Conclusions

This study suggests  discuss ions between general 
practitioners and their patients about end-of-life treatment 
options is uncommon but general practitioners trained in 
palliative care appear to share end-of-life decision-making. 
If they are to continue as the predominant formal care 
provider, they need appropriate training and policy makers 
must provide the necessary regulatory support to develop 
palliative care in T&T. 
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Supplementary

Figure S1 Schematic of mailing procedure.  In each rectangular box, the sequence of activities flows from top to bottom, some activities 
are done intermittently. Palliative and End-of-Life Care in a Small Caribbean Country: A Mortality Follow-back Study of Home Deaths, 
by N. Jennings et al, 2020, Journal of Pain and Symptom Management. Copyright 2020. Reprinted with permission by American Academy 
of Hospice and Palliative Medicine, (20). Pbd, population database; Sdb, survey database; ID, identification; Qdb, questionnaire database; 
∆Mdb, merged database.
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Figure S2 Flowchart of sampled death certificates. Palliative and End-of-Life Care in a Small Caribbean Country: A Mortality Follow-back 
Study of Home Deaths, by N. Jennings et al, 2020, Journal of Pain and Symptom Management. Copyright 2020. Reprinted with permission 
by American Academy of Hospice and Palliative Medicine, (20). *, other includes: physician certifying the death case had indicated to not 
want to participate, physician could not be located, illegible writing on death certificate, and saturation of questionnaires per physician; †, 
cases ineligible for resampling because: death certificates certified by a district or county medical officer, cases transferred for post-mortem 
examination, cases were past the three-month cut-off time, and reasons listed as ‘Other’ above (physician did not want to participate, 
physician could not be located, illegible writing on death certificate, and saturation of questionnaires per physician); ‡, resampled cases were 
sequentially selected within the same month of the case that a sample was removed.
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Table S1 Sociodemographic distribution of characteristics of all home deaths surveyed and for all cases that a response was received. Palliative 
and End-of-Life Care in a Small Caribbean Country: A Mortality Follow-back Study of Home Deaths, by N. Jennings et al., 2020, Journal of 
Pain and Symptom Management. Copyright 2020. Reprinted with permission by American Academy of Hospice and Palliative Medicine, (20)

Variables
Cases surveyed Cases with response

P value
*N % †N %

All deaths 309 100 96 100

Sex 0.12

Male 142 46.3 52 55.3

Female 165 53.3 42 44.7

Age 0.62

18 thru 49 10 3.3 5 5.3

50 thru 59 20 6.5 6 6.4

60 thru 69 49 16.0 9 9.6

70 thru 79 74 24.2 22 23.4

80 thru 89 95 31.0 34 36.2

90 thru highest 58 19.0 18 19.1

Cause of death 0.85

Cardiovascular diseases 84 27.4 30 31.9

Malignancies 69 22.5 17 18.1

Diabetes mellitus 67 21.8 21 22.3

Cerebrovascular diseases 27 8.8 6 6.4

Liver and kidney diseases 21 6.8 9 9.6

Nervous system diseases 18 5.9 6 6.4

Other causes of death 21 6.8 5 5.3

Sudden ‡

Yes NK NK 23 24

No NK NK 73 76

*, 2 missing cases for sex and cause of death, 3 missing cases for age; †, 2 missing cases for sex, age and cause of death; ‡, P values 
could not be calculated due to empty cells. % are valid percentages. P values <0.05 were considered significant. NK, not known. 
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