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Abstract
BACKGROUND It is necessary to assess carer's understanding of palliative care. The objectives of this
study were to ascertain the attitudes and perceptions about the concept and components of palliative
care.
METHODS A cross-sectional survey was conducted. Data was collected from the Aga Khan University
Hospital in-patient and out-patient departments and home-based palliative care services from mid
2015 to 2016. All adult care-givers who met the inclusion criteria and gave informed consent were
approached by trained data collectors till the sample size was reached.Univariate and multivariable
analysis and results were reported as crude prevalence’s, crude and adjusted prevalence ratios with
95% confidence intervals using Cox-proportional hazard algorithm. Mean difference of knowledge and
attitude scores by care giver variables was assessed using one-way ANOVA. SPSS version 18 was
used and a p-value of less than 5 percent was treated as significant.
RESULTS Out of 250 care givers more than 60% were 40 years or less and the majority were males.
Majority were at least graduates. Approximately 70% of the respondents agreed with the opinion that
the person suffering from cancer should be informed about the diagnosis and disease
progression. About forty five percent (95% C.I.: 39.03%, 51.37%) of the study respondents had
correct knowledge about palliative care. Age and relationship with patient had the most variation in
response in terms of significance.
CONCLUSION Young individuals aged <40 years, with an education level of matric, children or
relations of the patient were found to have significantly more and correct knowledge. The majority
believed that the patient should be informed about the diagnosis and that patients should be
encouraged to carry out routine activities and be facilitated to fulfill their wishes. Two foundational
aspects showed a consistently good understanding and therefore correct knowledge across age
groups, gender, education level, and relationship with the patient. Firstly, that palliative care should
be offered to everyone suffering from an incurable disease and, secondly, that this approach
encompasses not just physical, but also psychological and social needs of the patient, in addition to
the needs of the family caring for the patient.
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Background
The World Health Organization (WHO) defines palliative care (PC) as “an approach that improves the
quality of life of patients and their families facing the problems associated with life-threatening
illness, through the prevention and relief of suffering by means of early identification and impeccable
assessment and treatment of pain and other problems, physical, psychosocial and spiritual?

(1)

Palliative care is a comprehensive patient and family-oriented approach that not only provides care
for physical symptoms but also identifies and addresses the psychological, social and spiritual needs
of the patient. Furthermore, this approach extends to include the family members not just during the
life of the patient, but also after the death of the patient. The palliative care approach, given its
holistic nature, is multi-disciplinary and is based on a team that includes physicians, nurses, social
workers and other as needed that work with the family member/carer. The team addresses and
prioritizes the patient’s needs pertaining to physical, emotional, social, and spiritual dimensions of
palliative care on a continuum while coordinating this care with all concerned as needed.[2]
By 2020, the WHO estimates that globally, more than 15 million people will experience cancer, and 10
million will die of it each year, which amounts to a 60% increase in deaths. By 2020, in North America,
the number of people who die annually of cancer will increase by 51% to just fewer than 1 million. An
83% increase is predicted for South America, a 31% increase for Western Europe, and a 66% increase
for sub-Saharan Africa and more than 80% of deaths globally will be in low and middle income
countries.(3–4)Palliative care includes the prevention and reduction of suffering by early identification,
assessment, and treatment of physical, psychosocial, and spiritual aspects of serious illness and
injury.5
Among several challenges to developing a public health approach, one is the paucity of public
awareness of palliative care, as demonstrated by numerous international surveys.

6–9

In Pakistan, the

situation is similar, however, the understanding of the situation is complicated by the lack of baseline
data.10,11
For any palliative care program to succeed, it should be available to all those who would benefit from
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it and patients and families should be able to understand the value of this approach in the care of the
patient and the family. Lack of knowledge and misconceptions are a barrier to the uptake and
meaningful utilization of this comprehensive approach by patients and families, leading to inadequate
funding and a dearth of resources.12 In Pakistan, there are only a handful of medical institutes
offering palliative care formally.13The stress and burden of care of the terminally ill patient is endured
by the family members, or informal caregiver/s, who lack training, experience or preparation for this
immensely onerous task. This often goes unnoticed and unrecognized increasing stress and fatigue in
the carer/s. It is imperative, therefore, to develop educational interventions and tools to enhance the
knowledge and skills of family caregivers.13–14)As there is very limited research on PC with family
members of the terminally ill in Pakistan, the first step in developing a strategy to support family
members while caring for a dying family member and educate them about PC, is to assess their
current understanding and attitudes towards this concept of actively caring for a dying relative or
person. In this survey, we explored variables regarding the understanding of the principles of PC and
attitude towards palliative care among carer’s of patients who are near the end of live.
For purposes of clarity we defined the caregiver/s, as a person/s who gives help and protection to
someone such as a child, an old person, or someone who is sick.15 In our setting, the primary care
giver is usually the family member who spends the most time with the patient and is involved in the
day to day care of the patient. However, there may be other care givers who would also be in
communication with the physicians and nurses and involved in making decisions about patient care.
In the context of palliative care, this would be any individual who spends time with the patient, may
be involved in feeding, dressing, or cleaning the patient, giving medicines and making day to day
decisions on behalf of the patient. This person may also be involved in discussing patient condition or
disease progress with the medical team or distant family members. In our socio-cultural system, this
is usually one or more close family member/s like, the spouse, son/s, daughter/s, brother/s and or
sister/s. However, occasionally, this individual may be a trained attendant, nurse or nursing assistant.

Methods
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A cross-sectional survey was conducted over a period of one year on two hundred and fifty primary
care-giver/s to assess their perceptions and opinions of palliative care and attitudes towards it after
obtaining approval from the Ethics Research Committee of the Aga Khan University Hospital (AKUH).
The study participants were recruited from the in-patient cancer, neurology, pulmonary and cardiac
wards, outpatient consultant clinics, and patient’s homes during home visits. The inclusion criteria
were any person (female or male) over the age of 18 years who was taking care of a patient
diagnosed with a life-threatening disease or condition including cancer, and who conformed to the
operational definition of care giver, and who gave informed consent. All care givers who were less
than 18 years of age, who refused consent, or did not conform to the operational definition of the
primary care giver/s were excluded from the sample. A specially designed pre-tested selfadministered paper questionnaire in Urdu and English, divided into sections was used for data
collection and consisted of questions related to the assessment of perceptions in terms of opinions
and attitudes of formal caregivers towards palliative care. The questions covered demographic and
social aspects like age, gender, educational qualifications, and relationship with the patient. All study
participants were approached by the nursing staff or the home-based family physician in the selected
study sites; all those who met the inclusion criteria and gave informed consent were given the
questionnaire till the sample size was reached. The confidentiality of the participants was ensured,
and all the data was collected anonymously with access to the principal investigator only.

Data Analysis
The data was double entered by two data entry operators in Epidata, then verified for data entry
errors and cleaned. The cleaned data was then converted into SPSS for analysis. Frequency
distributions of care takers’ age, gender, level of education, relationship with the patient, opinion
about whether the person receiving palliative care should be allowed to carry out normal routine
activities or to fulfill all his/her wishes and whether a person should be given a diagnosis of cancer or
disease progression were generated. Prevalence with 95% confidence interval for knowledge of
palliative care was also calculated. The association of knowledge of palliative care with care taker’s
age, gender, level of education and relationship with the patient was assessed using univariate and
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multivariable analysis and results were reported as crude prevalence’s, crude and adjusted
prevalence ratios with 95% confidence intervals using Cox-proportional hazard algorithm.
Each question related to opinion and attitude was given a score of 1 when positive otherwise a score
of zero was given. These scores were then aggregated to obtain final correct knowledge and attitude
scores for different aspects of PC, including ‘goals of PC’ score, ‘focus of PC’ score, ‘composition of PC
team’ score, ‘setting of PC’ score, ‘knowledge about hospice’ score, opinion about ‘provider of PC’
score, opinion about needs of patients suffering from a terminal disease or incurable disease’ score,
opinion about whether PC should be offered to people diagnosed with a terminal or incurable disease
score, opinion about ‘the best setting to provide PC’ score and opinion about ‘the best source for
obtaining knowledge about PC’ score. Mean difference of these scores by primary care giver’s age
group, gender, education level and relationship with the patient was assessed using one-way ANOVA.
SPSS version 18 was used to analyze the data. A p-value of less than 5 percent was treated as
significant.

Results
A total of 250 primary care givers were interviewed. More than 60% of them were 40 years of age or
less and the majority were males. More than 85% of them were at least graduates. More than 50% of
the carers were first degree relatives, like spouse, or a child. About forty five percent (95% C. I.:
39.03%, 51.37%) of the study respondents had correct knowledge about palliative care. Young
individuals aged <40 years, with an education level of matric, children or relations of the patient were
found to have significantly more knowledge about palliative care than their counterparts caring for
the patient. (Table 1)
More than half of them agreed that the person receiving palliative care should be allowed to carry out
normal routine activities or to fulfill all his/her wishes. Approximately 70% of the respondents agreed
with the opinion attitude/view that the person suffering from cancer should be informed about the
diagnosis and disease progression. (Table 2)
Differences in the mean scores of knowledge of different aspects of palliative care by age, gender,
level of education and relationship with the patient were observed. (Table 3)

6

Goals of PC Score (F = 13.23; df = 3,246; p-value<0.001), Focus of PC Score (F = 17.50; df = 3,246;
p-value<0.001), Team Members of PC Score (F = 31.08; df = 3,246; p-value<0.001), Setting of PC
Score (F = 18.15; df = 3,246; p-value<0.001), Hospice Knowledge Score (F = 4.58; df = 3,246; pvalue<0.001), Opinion about Provider of PC Score (F = 13.65; df = 3,246; p-value<0.001), Opinion
that Palliative Care should be Offered to Everyone Suffering from an Incurable Disease Score (F =
33.16; df = 3,246; p-value<0.001), Opinion about best setting to provide PC Score (F = 14.64; df =
3,246; p-value<0.001) and opinion about the best source of knowledge about PC Score (F = 4.89; df
= 3,246; p-value = 0.003) were found significantly different by age of the respondent except opinion
about the Needs of Patients Suffering from an incurable Disease Score (F = 0.233; df = 3,246; p-value
= 0.873).
Focus of PC Score (F = 17.02; df = 1,248; p-value<0.001), Setting of PC Score (F = 7.002; df = 1,248;
p-value = 0.009), Hospice Knowledge Score (F = 5.12; df = 1,248; p-value = 0.025), Opinion about
Provider of PC Score (F = 53.94; df = 1,248; p-value<0.001), Opinion about the Needs of Patients
Suffering from an Incurable Disease Score (F = 28.02; df = 1,248; p-value<0.001), Opinion Patient
best setting to provide PC Score (F = 3.93; df = 1,248; p-value = 0.049) and Opinion about the best
source of providing knowledge about PC Score (F = 11.09; df = 1,248; p-value = 0.001) were found
significantly different by gender of the respondent except Goals of PC Score (F = 1.177; df = 1,248; pvalue = 0.279), Team Members of PC Score (F = 3.55; df = 1,248; p-value = 0.061) and Opinion that
Palliative Care should be Offered to Everyone Suffering from an Incurable Disease Score (F = 1.69; df
= 1,248; p-value = 0.195).
Goals of PC Score (F = 8.80; df = 2,247; p-value<0.001), Focus of PC Score (F = 73.13; df = 2,247; pvalue<0.001), Team Members of PC Score (F = 8.03; df = 2,247; p-value<0.001), Hospice Knowledge
Score (F = 13.42; df = 2,247; p-value<0.001), Opinion about Provider of PC Score (F = 22.43; df =
2,247; p-value<0.001), Opinion about the Needs of Patients Suffering from an Incurable Disease
Score (F = 33.24; df = 2,247; p-value<0.001), Opinion that Palliative Care should be Offered to
Everyone Suffering from an Incurable Disease Score (F = 18.25; df = 2,247; p-value<0.001), Opinion
of Patient best setting to provide PC Score (F = 11.47; df = 2,247; p-value<0.001) and Opinion about
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the best source of providing knowledge about PC Score (F = 4.13; df = 2,247; p-value = 0.017) were
found significantly different by level of education except Setting of PC Score (F = 2.01; df = 2,247; pvalue = 0.136).
Goals of PC Score (F = 7.25; df = 2,247; p-value = 0.001), Focus of PC Score (F = 22.53; df = 2,247;
p-value<0.001), Setting of PC Score (F = 17.18; df = 2,247; p-value<0.001), Hospice Knowledge
Score (F = 20.15; df = 2,247; p-value<0.001), Opinion about Provider of PC Score (F = 11.03; df =
2,247; p-value<0.001) and Opinion Patient best setting to provide PC Score (F = 16.87; df = 2,247; pvalue<0.001), Opinion about the best source of providing knowledge about PC Score (F = 3.21; df =
2,247; p-value = 0.042) were found significantly different for relationship with patient except Team
Members of PC Score (F = 0.25; df = 2,247; p-value = 0.776), Opinion about the Needs of Patients
Suffering from an Incurable Disease Score (F = 3.01; df = 2,247; p-value = 0.051) and Opinion that
Palliative Care should be Offered to Everyone Suffering from an Incurable Disease Score (F = 1.58; df
= 2,247; p-value = 0.207). (Table 3)

Discussion
The concept of palliative care or palliative care as a formal approach towards patients diagnosed with
incurable and invariably progressive conditions, is relatively new to Pakistan, in the community and
also among physicians. Just a handful of studies have been done on this concept so far in
Pakistan.10,11,13 Aga Khan University Hospital recently set up a formal palliative care program
consisting of a section of palliative medicine in the department of Oncology, with dedicated clinics
and home based care services. At the same time an online course and workshops on palliative care
are being offered to health care professionals. However, awareness in the community at large
appears to be limited as it is new concept in Pakistan. All the respondents in this study were caring for
patients with incurable and/or progressive conditions and were therefore, able to assess the needs of
these patients in terms of symptom relief and providing comfort rather than futile attempts to cure
the disease. They were also aware of the care and treatment being provided for their patient. whether
in hospital, at home or in the outpatient clinics. The vast majority 223 (89%) out of the total 250 study
participants, were young adults upto the age of 50 years, whereas the remaining few were in the age
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range of 50 to 60 years. This is in keeping with the fact that carer’s are more likely to be younger and
able-bodied, as caring for patients on palliative care can be increasingly demanding as the patient’s
condition progresses.16 More than 50% of the carer’s were male while over 85% of the study
participants were at least graduates. A little over half of the carer’s were close relatives of the
patient, like wife, husband, sister or brother divided almost equally, while the remaining 54% of the
carer’s were nurses, nursing attendants or distant relatives.17, 18 This is in keeping with the Pakistani
cultural setting where close and sometimes even distant family members take over the role of carer/s
when a relative becomes ill. In fact, many consider the opportunity of caring for a sick relative an
honor and a privilege. (Table 1)
This broad, multi-contextual approach to PC requires a multidisciplinary group of trained and
experienced professionals to provide care across all aspects of the four domains of palliative care.
The PC approach stresses that the diagnosis of an incurable disease does not mean that nothing more
can be done for the patient, on the contrary, a great deal can still be done to decrease and control
physical and psychological symptoms, social issues and spiritual suffering of the patient.

2,3

It works

in tandem with the ‘patient centered approach’ that is based on the principle that the patient should
be given every opportunity to be involved in all aspects of care starting from complete information
about the life-threatening condition to decision making about treatment options, unless the patient
forgoes this right or defers it to a family member.

19

In keeping with this, the majority of the

respondents believed that the patient should be informed about the diagnosis of an incurable disease,
whereas 19% were unsure and only 7.6% felt that the patient should not be told of the diagnosis. This
response matches the findings reported in an earlier paper done in the community health center of
the same hospital and international studies done in hospitals and the community.20, 21 This finding
should give more confidence to physicians to ask the patient if s/he wants to know the diagnosis and
discuss the management options. This is especially relevant when relatives insist that it should not be
disclosed or discussed with the patient.18, 19 Similarly, the majority of the respondents believed that
patients should be encouraged to carry out routine activities and be facilitated to fulfill their wishes.
9

This is in accordance with the palliative care approach that patients should be enabled to live normal
lives and every effort should be made to fulfill their wishes to prevent helplessness and suffering.1
(Table 2)
The WHO definition of palliative care encompasses a holistic approach that enfolds the patient and
family while focusing on improving quality of life and preventing suffering in terms of four broad
domains; namely physical symptoms, psychological symptoms, social issues and concerns and the
spiritual beliefs and practices of the patient. The goals of palliative care, therefore, are to ease the
suffering of the patient and the family across all its domains, while remembering to stop and reassess
at every step to ensure that futile treatments and false hope are avoided so that the patient and
family do not suffer needlessly. This is in contrast to the focused medical approach, where the goal is
to cure or treat the patient with the much broader palliative care approach covering multiple domains
to ease the suffering of the patient and the family. Whereas PC can be provided in hospital, it can also
be provided at home, in the clinic or hospice, which is a place where people with incurable conditions
can pass their last months of life.

22

Younger age had significant relationship with correct perceptions

about PC, probably because this group was more likely to be educated and have greater exposure to
electronic media and other sources of information, even if they had been less likely to have had any
personal experience of caring for a relative suffering from a life-threatening disease. In contrast, the
oldest age group also had a good understanding of this concept and the obvious explanation was
their greater experience and therefore first-hand learning regarding this aspect of life, because by
this stage in their lives they would have been more likely to have observed and/or been involved in
the care of a family member or a friend suffering from a life-threatening disease. All age groups
believed that an essential aspect of PC was fulfilling the needs of patients suffering from life
threatening diseases. (Table 3)
Similarly, although the majority of the respondents were educated, participants educated to the
secondary level at the time of data collection were younger and had better understanding of this
concept in keeping with better knowledge in the youngest age group of carer’s, whereas respondents
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with a higher level of education were older and had less knowledge.
That there was less variation in correct perceptions about these components across gender is
understandable as both have equal opportunity to care for a dying relative, regardless of age and
relationship with patient. However, males had a better understanding of the focus of palliative care
whereas females had more correct understanding about where PC can be provided.
Children had significantly more correct information about PC compared to the patient or a spouse as a
carer. This is predictable in that younger carer’s have increased access to information technology like
the internet and social media along with the education and skills to use it. This is probably because,
although affected emotionally, children take on more responsibility in the practical and medical
aspects of caring for their parents as patients, are more involved in discussions and management
aspects with the medical team, and therefore actively seek information to enhance and improve the
care of their affected parent, sparing the other parent of this difficult task. This can also be
considered to be reflective of our cultural practices and the dearth of nursing homes and hospices so
that children take on the responsibility of caring for parents as they age and/or when they are sick.13,
14

Table 3

In terms of limitations, as this is a gradually expanding program, the carer’s in the study sample may
have acquired some information during the course of their interaction with the nurses and physicians,
therefore the results should be generalized with caution to carer’s receiving palliative care in settings
without formal programs. As the large majority of the carer’s were educated to at least the matric
level, the opinions and attitudes of carer’s without at least this level of education is not known.

Conclusion
Carer’s of patients affected by life threatening diseases have a good understanding of the holistic PC
approach, even though the discipline of PC does not exist in a formal or organized way in Pakistan.
Younger age groups have the greatest understanding of this broad-based concept although older
individuals have a reasonable level of knowledge also. Two foundational aspects showed a
consistently good understanding and therefore correct knowledge across age groups, gender,
education level, and relationship with the patient. Firstly, that palliative care should be offered to
11

everyone suffering from an incurable disease and, secondly, that this approach encompasses not just
physical, but also psychological and social needs of the patient, in addition to the needs of the family
caring for the patient. It is important and essential to develop palliative care services while
simultaneously making efforts to increase awareness about this holistic and multidisciplinary
approach to patient care in both patients and carer’s at a public health level.14, 23
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Tables
Table 1
Association of Different Socio-Demographic Distribution of Respondents with Correct
Understanding of the Principles and Concept of Palliative Care (Crude and Adjusted
Prevalence Ratios with 95%)
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Age Group (in
years)

Gender

Qualification

Relationship with
patient

Prevalence of
Palliative Care
Knowledge
(n= 113/250)

Crude Prevalence Ratio (95%
CI)

<30 (Ref.)

58.7%

1

30-40

62.3%

1.06 (0.70, 1.61)

40-50

12.9%

0.22 (0.11, 0.44)

50-60

44.4%

0.76 (0.40, 1.42)

Male

46.4%

1.07 (0.73, 1.56)

Female (Ref.)

43.4%

1

Up to Secondary

85.7%

1.79 (1.13, 2.83)

Graduate

31.1%

0.65 (0.42, 1.00)

Masters (Ref.)

47.9%

1

Self/Spouse (Ref.)

21.43%

1

Children

46.48%

2.17 (1.04, 4.53)

Others

51.82%

2.42 (1.21, 4.84)

Table 2
Frequency of Level of Agreement or Disagreement of Respondents with Core Concepts of
Palliative Care (n=250)
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CORE CONCEPT
Person receiving palliative care should be
allowed to carry out normal routine activities

RESPONSE
Strongly Agree

76 (30.4%)

Agree

76 (30.4%)

Disagree
Strongly Disagree
I Don't Know
Total
Person receiving palliative care should be
allowed to fulfill all his/her wishes

Person suffering from cancer should be given
diagnosis or disease progress information if
s/he wants to know.

N (%)

Strongly Agree

10 (4.0%)
19 (7.6%)
69 (27.6%)
250
130 (52.0%)

Agree
Disagree
Strongly Disagree

43 (17.2%)
11 (4.4%)
17 (6.8%)

I Don't Know
Total

49 (19.6%)
250

Strongly Agree

57 (22.8%)

Agree
Disagree
Strongly Disagree
I Don't Know
Total

102 (40.8%)
24 (9.6%)
19 (7.6%)
48 (19.2%)
250

Table 3
Score and Mean (SD) of Opinions about Different Aspects of Palliative Care by Socio-Demographic
Characteristics
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Characteristics.

Goals of PC
Score
Mean (SD)

Focus of PC
Score
Mean (SD)

Team
Members of PC
Score
Mean (SD)

Setting of PC
Score
Mean (SD)

250
92

1.37 (0.97)
1.80 (0.76)

2.21 (1.42)
2.33 (1.08)

2.23 (1.38)
2.51 (0.90)

1.95 (1.14)
2.15 (1.33)

1.17 (1.06)
1.32 (1.33)

30-40

61

1.34 (0.96)

2.00 (1.43)

1.07 (1.17)

1.10 (1.04)

0.75 (0.77)

40-50

70

0.93 (1.00)

1.66 (1.59)

2.97 (1.64)

2.29 (0.57)

1.23 (0.94)

50-60

27

1.11 (1.01)

3.74 (0.71)

2.00 (0.28)

2.30 (0.82)

1.44 (0.58)

Gender
Male

151

1.32 (0.99)

2.50 (1.43)

2.36 (1.41)

1.79 (1.04)

1.05 (0.86)

Female

99

1.45 (0.95)

1.77 (1.3)

2.03 (1.3)

2.18(1.26)

1.35(1.28)

Education
Upto Secondary

35

1.971(.38)

2.66(.99)

2.08(.44)

1.97(.38)

0.94(.48)

119

1.21(1.19)

1.32(1.36)

2.57(1.75)

2.08(1.18)

1.51(1.22)

Postgraduate & above

96

1.35(1.37)

3.12(2.21)

1.85(2.23)

1.77(1.95)

0.82(1.17)

Relationship
Self/Spouse

42

0.90(0.79)

2.93(1.04)

2.12(0.88)

2.83(0.69)

0.81(0.94)

Children

71

1.62(0.62)

2.76(1.20)

2.31(0.95)

1.72(1.13)

0.69(0.60)

137

1.39(1.12)

1.71(1.43)

2.23(1.66)

1.80(1.14)

1.53(1.14)

Overall
Age Group
<30

Inter. to Graduate

Others

n

Supplementary Files
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Knowledge
about Hospice
Score
Mean (SD)

