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Context: There is a significant need for palliative care for patients living in low- and middle-income countries. The presence and intensity
of physical symptoms is a major factor influencing the suffering of patients at the end of life. Objectives: The primary aim of this study was
to determine the prevalence and characteristics of common physical symptoms experienced by patients with advanced, incurable illness in
a developing country. Method: This study used semi-structured interviews in patients with advanced cancer or HIV/AIDS in Bangladesh.
Results: Pain was the most common symptom (70.6%) and was frequently reported to be severe (62.6%). Very few patients received strong
opioids to treat their pain (13.7%). Other frequent symptoms included loss of appetite (23.5%) and fever (19.9%). The average number of
physical symptoms reported was 3 (range: 0-23). The majority of patients rated their most recent symptom (excluding pain) as severe (64.3%),
with 35.8% continuing to have severe symptom intensity despite treatment. Conclusions: This study reveals the significant burden of symptoms,
and the associated suffering for patients living with incurable illness, in a developing country. Very few patients received strong opioids,
despite frequently having severe pain. Frequently, the treatments that patients received did not alleviate their symptoms. Palliative care is vital
for the relief of suffering for patients with advanced and incurable diseases, especially in low- and middle-income countries where access to
curative treatments may be limited and patients often present to medical personnel when their illness is in an advanced stage or incurable.
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Palliative care remains in a very early stage of development
in Bangladesh. A recent global mapping exercise found that
there are seven palliative care services (public and private)
operating in Bangladesh.!” There is one specialized palliative
care institution, the Centre for Palliative Care (CPC) at
Bangabandhu Sheikh Mujib Medical University (BSMMU)),
which provides outpatient consultations, inpatient services,
and home care.

INTRODUCTION

Palliative care is focused on providing relief of physical,
psychological, social, and spiritual symptoms for patients with
life-limiting illness and their families. There are 159 million
people in Bangladesh, and the gross national income per
capita is US$1080."" Annual health expenditure per capita
is US$16.20, 64% of this spending is out of pocket.?! In the
past 20 years, Bangladesh has made remarkable progress

in the field of maternal and child health, and in 2014, the
majority (59%) of deaths were due to noncommunicable
diseases.

Bangladesh is estimated to have more than 600,000 people in
need of palliative care at any point in time.*! Annually, there
are 140,000-200,000 patients newly diagnosed with cancer and
100,000 deaths attributable to cancer.>>%! Experience from a
local cancer hospital (National Institute of Cancer Research
and Hospital) found that 80%—90% of patients with cancer
present to oncologists with incurable disease.
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Sustained-release oral morphine tablets have been available
in Bangladesh since 2006. More recently, immediate-release
oral morphine has become available. Restrictive drug control
policies; a lack of training among doctors; and myths regarding
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morphine among health professionals, patients, and the general
public prevent many patients from accessing this essential
medication.!?]

The WHO has highlighted the importance of improving access
to palliative care in low- and middle-income countries.!"!
Providing palliative care early in the course of illness is a key
public health measure as it can reduce health-care spending
on unnecessary care and avoids needless hospitalizations.!'!!
Understanding the needs of patients with advanced, incurable
illness will assist with planning for the provision of palliative
care services.

Existing studies have primarily focused on the symptom
burden of patients living in high-income countries, and recent
systematic reviews found that fatigue, pain, dyspnea, lack of
energy, weakness, and loss of appetite were frequent in patients
with incurable cancer and other incurable illnesses.!!>!¥!
Existing studies from Kerala, India, and Dhaka, Bangladesh,
have found that pain, anorexia, insomnia, anxiety, constipation,
weakness, and dyspnea were the most common symptoms
in patients referred for palliative care services in these
settings.[14-1¢]

The primary aim of this study was to better understand the
symptom burden of patients with advanced, incurable illness
living in Bangladesh. This information will assist in planning
of palliative care services in Bangladesh. Our secondary aims
were to study the types of treatments which patients received
to address their symptoms and their efficacy.

This study is based on data collected from interviews with
221 patients in public hospitals in the seven administrative
divisions of Bangladesh. All interviews were completed between
May and June 2014. The study was approved by the Directorate
General of Health Services (DGHS) of Bangladesh as well as
all the institutions and programs involved in the study. Ethical
approval was granted by the Institutional Review Board of
BSMMU and the Research Review Board of the DGHS, Ministry
of Health and Family Welfare. A participant information sheet
was given to each participant and all participants provided
written informed consent prior to participation.

Patients were invited to participate if they had a confirmed
diagnosis of advanced cancer or HIV/AIDS. Additionally,
the patient was required to be aware of his or her diagnosis.
It is common in Bangladesh for family members to insist
that health-care providers do not tell patients their diagnosis.
Patients were excluded from the study if they had evidence of
cognitive impairment or did not give consent. Patients were
informed that they were free to discontinue the interview at
any time. No patient requested this and many showed a keen
interest to share their experiences with interviewers.

Interviews took place in each of the seven administrative
divisions of Bangladesh. Participants were invited to

participate from the major city for each division as well as
one smaller city in an Upazila (subdistrict of the division).
This sample is intended to be representative of patients from
across the country. Participants with cancer were recruited
from the oncology departments (inpatient and outpatient areas)
of the respective hospitals in each division and participants
with HIV/AIDS were recruited from local HIV/AIDS support
organizations.

Participants were interviewed using a standardized interview
questionnaire. The initial interview questions were developed
from the protocol for rapid situational analysis of palliative
care in Vietnam and were adapted to be culturally sensitive
and translated into Bengali language.!'” The initial interview
questionnaire was piloted with ten individuals and further
refined. The interview format was semi structured. Interviews
were 20—45 min in duration. All interviews were conducted
with a trained member of the research team. Interviews were
audio recorded and transcribed verbatim.

Demographic information, including age, gender, occupation,
religion, and marital status, was collected. Each participant
was asked about the type of treatment he or she had received
and the health facility where treatment was obtained.
Patients were asked about the presence, severity, duration,
and frequency of pain as well as pain treatments and their
efficacy. Symptom severity was assessed using a numerical
rating scale. Participants were also asked about the presence
of other physical symptoms, their severity, treatments, and the
efficacy of treatment.

Data were expressed as either mean or as a percentage of the
total number of patients who provided a response.

Actotal of 221 patients with incurable illness were interviewed,
119 females and 102 males. There were 181 patients with
cancer and 40 with HIV. The average age of the study
participants was 45.5 years (range: 7-95 years). The average
number of family members in the patients’ household was
5.9 (range: 1-18). The majority of patients (66.8%) reported
that the main place they had received medical care was from
a publically funded hospital, while a small minority primarily
visited a community clinic or subdistrict (Upazila) health
center. All the HIV/AIDS patients reported receiving care
from one of the several local charitable organizations which
exclusively helps patients with HIV/AIDS. Table 1 shows the
characteristics of the patients.

Ninety-eight percent of patients received some treatment
for their disease. Patients reported that they were using
Western medicine (80.9%), traditional medicine (5.9%),
or both (3.2%). The remainder of patients (10.0%) did not
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know which type of treatment they were receiving. Table 2
shows the common treatments which patients reported that
they had received.

One hundred and fifty-six patients (70.3%) reported that they
had experienced pain during their illness. About half of these
patients (51.3%) reported that they had constant pain, while an
additional 27.9% reported feeling pain almost every day. Pain
which occurred less than daily, but at least once a week (14.9%)
or once a month (4.5%), was less common.

The majority (94.2%) of patients received some treatment for
their pain; however, most (57.1%) could not remember the
names of the medications that they had received. The types
of medications which patients reported receiving are listed in
Table 3. Patients were asked to rate the intensity of the pain,
using the numerical rating scale: mild (1-3/10), moderate
(4-6/10), and severe (7-10/10). Table 4 shows the change in
pain intensity with treatment.

Table 1: Characteristics of patients
Number of patients (%)

Marital status

Married 178 (80.5)
Single 19 (8.6)
Widowed 19 (8.6)
Separated/divorced 5(2.3)
Highest level of education
No formal education 85 (38.5)
Primary school 115 (52.0)
Secondary school 14 (6.3)
College, university, or higher 7(3.2)
Occupation
Homemaker 66 (29.9)
Unemployed 48 (21.7)
Farmer 30 (13.6)
Public or private sector worker 40 (18.1)
Small business owner or self-employed 19 (8.6)
Student 9(4.1)
Other 9(4.1)
Religion
Muslim 201 (91.0)
Hindu 17 (7.7)
Christian, Buddhist, or other 3(1.4)

Table 2: Treatments for primary disease

Type of treatment Number of patients (%)

Chemotherapy 107 (48.1)
Radiotherapy 70 (31.5)
Antiretroviral therapy 37 (16.7)
TB treatment 6(2.7)
Other treatments 2(0.9)

Total >100%, as some patients reported more than one type of treatment.
TB: Tuberculosis

Pain was the most commonly reported symptom. The
frequency of common physical symptoms is shown in Table 5.
The average number of physical symptoms reported was
3 (range: 0-23). There were 31 patients (14.0%) who reported
no physical symptoms. The change in symptom intensity with
treatment is shown in Table 6.

A number of studies have investigated the symptom prevalence
in patients with advanced cancer and other incurable illnesses.
However, the vast majority of these studies have focused on
the symptoms of patients in high-income countries where
access to health care is generally relatively affordable, and
there is a relatively comprehensive social security system, and
basic needs such as running water, adequate food, sanitation
facilities, and electricity are available for all. Providing
palliative care in low- and middle-income countries is much
more challenging, as poverty limits treatment options, and in
addition to medical care, patients often have more basic needs
for food and shelter. This study demonstrates the high burden
of symptoms of patients with incurable illness in Bangladesh.

In Bangladesh, where almost half of the population lives on
<$2/day, health-care expenses can be financially devastating
for a patient and his/her family.!"! Health-care costs are a major
reason for a family to fall back into poverty due to the high cost
of care and the loss of livelihood.!'!) The majority (66.8%)
of patients reported using public hospitals, which are the main
health service provider in Bangladesh. Bangladesh provides
an extensive range of free or low-cost medical services at the
community level; however, despite being publicly funded,
health care from public hospitals is not free of cost; patients

Table 3: Medications which patients reported receiving to
treat their pain

Number of patients (%)

Medication 73 (100)
NSAIDs* 26 (35.6)
Paracetamol 16 (21.9)
Morphine 10 (13.7)
Tramadol 9(12.3)
Neuropathic pain agents** 3(4.1)
Other medications (vitamins, sucralfate, 9(12.3)

domperidone, and others)

*Ibuprofen, naproxen, diclofenac, ketorolac, aceclofenac, ** Amitriptyline,
pregabalin. NSAIDs: Nonsteroidal anti-inflammatory drugs

Table 4: Pain intensity before and after treatment

Pain intensity Before treatment After treatment
(n=155), n (%) (n=116), n (%)
Mild (1-3/10) 20 (12.9) 30 (25.9)
Moderate (4-6/10) 38 (24.5) 39 (33.6)
Severe (7-10/10) 97 (62.6) 47 (40.5)
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Table 5: Frequency of physical symptoms

Symptom Number of patients (%)
Pain 156 (70.6)
Loss of appetite 52(23.5)
Fever 44 (19.9)
Abdominal symptoms (including bloating, 38(17.2)
dyspepsia, diarrhea, or constipation)

Insomnia 34 (15.4)
Nausea 33 (14.9)
Cough 33 (14.9)
Headache 32 (14.5)
Vomiting 28 (12.7)
Weight loss 28 (12.7)
Dyspnea 25 (11.3)
Pruritus 25 (11.3)
Diarrhea 23 (10.4)
Fatigue 21 (9.5)
Bone/joint aches 17 (7.7)
Sore mouth 16 (7.2)
Neurological symptoms 15 (6.8)
Anxiety 9(4.1)
Bed sores/skin ulcers 9(4.1)
Hiccup 7(3.2)
Rash 6(2.7)

Table 6: Change in most recent symptom intensity with
treatment

Symptom Before (1=126), n (%) After (1=95), n (%)
intensity

Mild (1-3/10) 10 (7.9) 26 (27.4)
Moderate (4-6/10) 35(27.8) 35(36.8)
Severe (7-10/10) 81 (64.3) 34 (35.8)

must often pay for medical tests and medications, leading to
a substantial financial burden for most patients.?*?!) Lack of
money often prevents patients from taking regular treatment
and many patients simply cannot afford the medications which
they are prescribed. The financial situation of most patients
is further worsened by the fact that many undergo expensive
treatments, such as radiation and chemotherapy, which, given
their advanced stage of disease, will not be curative.

Almost all patients (98%) we surveyed were receiving treatment
for their primary disease, and the use of cure-oriented treatments
such as chemotherapy (48.1%) and radiotherapy (31.5%)
was frequent. This finding highlights our own observations
in Bangladesh that medical professionals do not consider
symptom management and palliative care as important aspects
of care, even for patients with incurable illness. Doctors
also give little consideration to the financial impacts of their
medical recommendations and often recommend invasive and
expensive treatments that will not be curative.

Indeed, our previous work has shown that oncologists may
perceive the provision of palliative care and pain management

as a threat to their career and income.®™ This highlights the
urgent need for palliative care training, especially in sensitizing
professionals to the importance of palliative care, emphasizing
that relief of suffering is a professional responsibility.

Pain was the most commonly reported symptom in our study,
with 62.6% of patients reporting that their pain was severe.
Even after treatment, 40.5% continued to have severe pain.
Despite the frequency of moderate or severe pain, very few
patients we surveyed had received strong opioids (13.7%).

In Bangladesh, knowledge among physicians of how to
appropriately prescribe opioids is limited. Our previous work
reveals that concerns about addiction and the potential side
effects of morphine persist, even among health professionals.®
Most professionals are unaware of the therapeutic potential of
morphine, and many physicians do not know that morphine is
available in an oral form and can be used for pain management
outside of anesthesiology.® Even at a tertiary-level hospital
in Bangladesh, the majority of faculty did not feel adequately
trained to prescribe oral morphine for cancer pain.l¥! A
recent study showed that 92% of doctors did not have any
prior training in pain management, despite the fact that 47%
stated that they would see five or more incurably ill patients
a month.”’

In Bangladesh, none of the undergraduate medical colleges
have incorporated palliative care into their curriculum.? A
comprehensive approach to pain management and the important
role of opioids in palliative care must be included in medical
education to reduce the suffering of patients. Additional efforts
are needed to include palliative care in the training of nurses
and other health-care workers. Recently, the CPC at BSMMU
has started providing introductory palliative care education
courses for doctors, nurses, social workers, pharmacists, and
volunteers. In addition, a program has been developed to
train palliative care assistants to address the critical shortage
of trained basic health-care workers. A 5-year residency
program in palliative medicine has also been recently started
at BSMMU.

Adequate pain treatment is also affected by difficulties in
accessing opioids due to problems with drug availability.
Although morphine is listed on the Bangladesh Essential
Drug List, morphine is only available in Dhaka, the capital
city. Even within Dhaka, there are only a few hospitals and
retail pharmacies where morphine is readily available. For
many patients residing outside of Dhaka, the patient or
a family member must travel long distances to purchase
morphine. Transdermal fentanyl is available, but is
prohibitively expensive for most patients. Tramadol, which
12% of patients reported using, is not a restricted drug and
is widely available in most areas of Bangladesh without a
doctor’s prescription. Despite this, few patients reported
taking tramadol.
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Cultural and societal expectations about pain, suffering, and
illness mean that patients are unaware that relief of pain is
possible and that advanced illness should not mean a life
filled with intolerable suffering. Our previous work showed
that patients were often concerned about addiction and other
potential side effects from morphine, and in many cases,
patients view death as a respite from their pain.’®! We found
that paracetamol (21.9%) and nonsteroidal anti-inflammatory
drugs (35.6%) were the most frequently used analgesic
medications. This may be because these medications can be
obtained from local pharmacies without a doctor’s prescription.
Patients may choose to use these medications when they are
unable to access medical care due to financial and logistical
barriers. On the other hand, these findings also support a
previous study which showed that more than 90% of physicians
in Bangladesh do not have any training in pain management.®

In this study, we evaluated the presence of 21 core symptoms
which are common in patients with advanced illness. Pain,
followed by loss of appetite, fever, abdominal complaints, and
nausea, was the most frequent complaint. Several other studies
have examined the symptoms of patients with advanced cancer
in South Asia.["*16] Seventy-one percent of patients in our study
reported pain, similar to these studies where pain was present
in 87%—-100% of cases.

Loss of appetite is a common symptom across all studies,
occurring in 23.5% of patients in our study, compared with
42%—53% in other studies.!'>!*15 As in many cultures, food and
nourishment are very significant for patients in Bangladesh,
families often feel that it is vital to feed the patients as their food
intake decreases. As the appetite diminishes, family members
can become preoccupied with this, spending large amounts of
time and energy devoted to preparing food and coaxing the
patient to eat. When a patient develops cachexia, families often
express feelings of frustration and powerlessness in the face
of advancing illness.

Overall, the majority of symptoms were much less common in
our study, compared to other studies of patients in South Asia.
Our patients had an average of three symptoms, with 14%
reporting zero symptoms, compared with an average of seven
symptoms in a previous study in Bangladesh.' The lower
rates of pain and other symptoms observed in our study may
be due to the way study participants were selected. In our
study, we recruited patients with advanced illness from across
the country, not restricting our study to those presenting to a
palliative care service. Many of our patients may have been at
an earlier stage of illness, when the symptom burden is lower.
Additionally, variation in assessment methods and difficulties
in defining symptoms may also lead to this observation.!'”

This study reveals the significant burden of symptoms and
their lack of adequate treatment for those living with incurable

illness, across Bangladesh. Our study provides data which
can be used to advocate with policymakers about the critical
need for palliative care and relief of suffering for patients with
advance and incurable illnesses. A comprehensive analysis of
the palliative care needs of patients is a valuable tool which
can support the development and implementation of national
policies for palliative care within a country.

This study was funded by the National Institute of Population
Research and Training of Bangladesh.
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