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Abstract

Background: Hematological malignancy and its treatment produce multiple symptoms that significantly
distress patients and impair function. Symptoms caused by treatment may delay treatment or lead to
premature treatment termination and residual treatment-related symptoms often complicate post treatment
rehabilitation. When treatment is no longer possible, symptom control becomes the focus of cancer care.
Objectives: The study was aimed to determine the symptom burden of the haematological
malignancy patients.

Methods: A cross sectional study was conducted from July 2015 to June 2016 among the haematological
malignancy patients. A total of 316 hematological malignancy adult (age >18 years) patients were
purposively selected from haematology department of two tertiary level of hospitals in Dhaka city. Face to
face interviews were taken from the diagnosed haematological malignancy patients admitted in the hospital
and attending outdoor using questionnaire based on symptom distress scale (SDS).

Results: Mean age was 39 years and most of the patients suffering from Acute Leukemia 162 (51.3%).
Mean monthly family income was around 22235 taka and 120 (37.9%) patients were unemployed. Patients
with haematological malignancy had a considerable physical and psychological symptom burden which
ranged from 94.3% for fatigue to 8.5% for difficulty in concentration. Physical symptoms such as fatigue
127 (40.2%), change in appetite 86 (27.2%), painl 81 (25.6%), insomnia44 (13.9%) caused severe distress
and psychological symptoms include change in appearance 37 (11.7%) and outlook 33 (10.4%) were sever
distressing. Significant association (p<0.001) was to be found between occupation and symptom distress
where 82 (68.4%) unemployed and 51 (66.3%) housewife had moderate/sever symptom distress.
Respondents who managed their treatment expenditure by loan and asset sell 11 (84.6%) had
significant(p=0.004) moderate/sever distress. Patients having less than one month of diagnosis 47(72.3%)
and admitted in inpatient 114 (66.6%) had significant higher moderate/sever symptom distress(p=0.03) and
(p<0.001) respectively.

Conclusion: Patients with haematological malignancy were likely to have multiple symptoms and
comprehensive symptom assessment was suggested throughout. The introduction of supportive or palliative
care services during times of increased symptom burden may assist haematologists and other careers in the
management of their patient’s distress and quality of life.
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Introduction

The global burden from cancer is rising, especially
low income countries like Bangladesh. WHO
predicts that the number of blood-related cancer
cases would increase about 48% in least developed
countries by 2030 as compared to 2012.
Hematological malignancies (HM) comprise

approximately 6.5% of all cancer incidences
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worldwide in 2012.! The symptom burden in
patients with hematologic malignancies s
attributable both to diseases as well as their
treatments. Cleeland defines “Symptom Burden” as
the combined impact of all symptoms related to the
disease or the therapy on a person’s ability to
function as he or she did before the cancer journey
begun.? Dimensions of the symptom experience
include symptom occurrence, frequency/duration,
quality/intensity, interference  with  function,



distress and bother.® The disease is aggressive,
requiring treatment that is often extensive and
debilitating, and sometimes involving long periods
of inpatient care (e.g. bone marrow transplant and
chemotherapy).*® Treatment is equally variable and
may include “watchful-waiting”, chemotherapy,
radiotherapy, immunotherapy and bone marrow
transplant.* The disease process in hematological
malignancy and the intensive treatment regimens
that are typically employed can result in substantial
symptom burden. Physical and psychological
distress were high and varied significantly
according to disease stage and patient location.®

Different studies in these patients have revealed
that in the last month of life, pain is reported by
27-76%, shortness of breath by 44-50% and
fatigue by 88%.%" Psychological symptom
prevalence was also high, with at least 30% of
patients feeling nervous, irritable, or sad, and 50%
of patients feeling worried at least ‘‘occasionally’’
or ‘“‘frequently’” in greater than 75% of patients
recruited.®® The cause of this findings may be the
diagnosis of cancer itself, a fear or uncertainty of
disease recurrence, and unemployment and
financial strain associated with cancer diagnosis
and treatment.1° The pattern of symptom prevalence
fluctuates significantly depending on patient
location, in hematological and advanced cancer
patients. Inpatients reported significantly more lack
of energy, drowsiness, dry mouth, feeling nervous,
lack of appetite, sweats, mouth sores, feeling
worried, cough, and weight loss than
outpatients.'>1? These differences are likely because
inpatients represent a more unwell population with
increased  uncertainties regarding treatment,
procedures, and outcome. Inpatients often undergo
more intensive treatment regimens that carry an
increased likelihood of side effects, complications,
and/or infection compared with outpatients. The
patients with newly diagnosed, refractory or
relapsed disease, a poorer performance status, and
inpatients had higher global distress.!! The physical
and psychological symptom burden have a high
impact on diseases and treatment outcomes which
contribute to increase distress and adversely affect
quality of life!* and increase health care cost.*®

Assessment of symptom prevalence, severity and
distress might help the physicians and nurses to
identify the high risk patients and facilitate earlier

intervention and increased support, including
palliative or supportive care, for the patients and
carers. Supportive care or palliative care is a
multidisciplinary model of care for the prevention
and treatment of pain, symptoms, and stress among
patients and families facing serious illness and
should be applied concomitantly from the outset of
a cancer diagnosis.” Assessing symptom distress
experienced by the supportive care patient presents
an opportunity for the physician to develop a plan
of care that is addresses the unique needs of the
individual. An important task of the healthcare
system is to assess, monitor, and prevent such
symptoms and problems in order to help patients
live as fully as possible with their disease.?
Therefore, the aim of this study was to determine
the symptom burden of the haematological
malignancy patients.

Materials and Methods

This cross sectional study was carried out on 316
adult (age >18 years) patients with diagnosis of
haematological malignancy attending the outdoor
and admitted in the indoor of the hematology
department of Dhaka Medical College and Hospital
and Bangabandhu Sheikh  Mujib  Medical
University between July 2015 to June 2016. Data
collection period was 3 months and each week
there was a six working days. It was about 72
working days. To interview each questionnaire, it
was taken 30-45 minutes. For that, each day
maximum 5 questionnaires were interviewed and
the sample size was 72 X 5 = 360, finally 316
samples were taken.

Seriously ill patients who were unable to take part
in the interview were excluded from the study.
Patients were purposively selected and face to face
interviews were taken from the patients, using a
pretested semi structured questionnaire. Ethical
Clearance was obtained from the Institution
Review Board (IRB) of National Institute of
Preventive and Social Medicine, (NIPSOM) and
permission was also obtained from hospital
authority for conducting the study. Perspectives of
the study were explained to the respondents and
informed consent was taken from each respondent.
The questionnaire included symptom distress scale
(SDS).** socio demographics characteristics,
diseases specific characteristics including types of
hematological malignancy, patient location at the



time of assessment, duration of diagnosis, treatment
received over the past month and supportive care
taking by the patients. Symptom Distress
Scale(SDS) is a cancer-specific tool for assessing
cancer-related symptoms and was developed by
Professor Ruth McCorkle in 1977 based on
interviews with patients between 1973 and1976.*4
As a measure of overall symptom distress, the SDS
has demonstrated evidence of reliability and
validity in a wide variety of patients with cancer
including those with hematological diseases.'#%®
The SDS is a 13 item self-report questionnaire
designed to identify physical and psychosocial
symptoms of patients and the degree of distress
associated with 11 symptoms.** Subjects respond
about how they have been feeling during the
preceding week. For each symptom, participants
rate “how they have been feeling lately” on a Likert
scale with 1 indicating no problem with the
symptom and 5 indicating the maximum amount of
problems. Symptom prevalence was defined by a
participants’ rating of > 2 for any of the 11
symptoms on the SDS. It provided a measure of the
severity of symptom distress in which symptom
was indicated as mild (item score of 2), moderate
(item score of 3) or severe (item score of 4 or 5).
The total SDS score range from 13 to 65 with
higher scores indicating a greater degree of distress.
Total SDS score less than 25 indicates low
symptom distress,25 to 32 indicates moderate
distress, and 33 and above indicates severe
distress.'4

Analyses of data were done by "Statistical Package
for Social Science” (SPSS) version 21. Descriptive
statistics were used to describe the socio-
demographic and diseases characteristics of
participants and characterize their symptom
experience as derived from the SDS at each time
point. SDS interpretive guidelines were used to
create the following clinically meaningful symptom
distress groups: low (SDS total score < 25) and
moderate/severe  (SDS  total score  >25).
Relationships between symptom distress groups
and selected socio-demographic and diseases
characteristics variables were determine by using
Chi Square test, as appropriate. p<0.05was
considered statistical significance.'*

Results

Among 316 respondents, maximum 97(30.7%)
patients were completed secondary and higher

secondary level of education and 120(37.9%) were
unemployed. Mean monthly family income of the
respondents were 22235.7taka and majority of them
were married 214 (67.7%). Maximum patients
268(84.8%) managed their treatment expenditure
from multiple sources and about 171(54.1%) were
in inpatient department. Most of the patients
186(58.9%) were suffering from Hematological
malignancy for one year and mean duration of
confirm diagnosis was 9.9 months. Majority of the
patients 248 (78.5%) were received treatment over
the past month. (table I)

Table I: Descriptive Statistics of Hematological Malignancy
Patients (n=316)

Patients information n (%)
Marital status

Unmarried 80(25.3)
Married 214(67.7)
Others* 22(7.00)
Education

Iliterate and primary level incomplete 75(23.7)
Primary complete and Secondary level 90(28.5)
incomplete

Secondary and Higher secondary 97(30.7)
complete

Graduate and above 54(17.1)
Occupation

Unemployed 120(37.9)
Housewife 77(24.5)
Service 61(19.3)
Student 37(11.7)
Farmer 21(6.6)
Monthly family income of the patients (in taka)

<10000 98(31)
10001-25000 134(42.7)
26000-45000 57(18.0)
>46000 26(8.2)
Mean+SD 22235(+x20294)
Source of treatment expenditure of the patients

Own money 14(4.4)
Family member 21(6.6)
Loan 7(2.2)
Asset Sell or mortgage 6(1.9)
Multiple sources 268(84.8)
Hospital status of the patients

Inpatients 171(54.1)
Outpatients 145(45.9)

Duration of diagnosis of the patients (in completed month)

<1 65(20.6)
1-12 186(58.9)
13-24 34(10.8)
25-36 15(4.7)
>36 16(5.1)
Mean+SD 9.9(x19.5)
Treatment received over the last month

Treatment received 248(78.5%)
Treatment not received 68(21.5%)

Others*- Separated / Divorced, Widow / Widower.
Note: Information about age, sex and different types of
Hematological Malignancy Patients are given in table II.



Mean age of the patients were 39.2 years and most
of them suffering from Acute Leukemial62
(51.3%). Maximum Acute Leukemia patients
51(31.5%) were in 21-30 years, chronic Leukemia
15(30.6%) were in 31-40 years, Multiple myeloma

10 (35.7%) were in 51-60 years and Lymphoma
and other types of Hematological malignancy were
more common 3(27.3%) in old aged 51-60 years.

All types of Hematological

predominantly observed in male. (table I1)

malignancy were

Table II: Cross tabulation between age and sex distribution of different types of haematological malignancy patients

(n=316)
Characteristics Acute leukemia Chronic leukemia Multiple Lymphoma Others* Total
n (%) n (%) myeloma n (%) n (%)
n (%)
Age (in completed year)
<20 years 36(22.2) 2(4.1) 0(0.00) 15(22.7) 0(0.00) 53(16.8)
21-30 51(31.5) 8(16.3) 1(3.6) 12(18.2) 2(18.2) 74(23.4)
31-40 24(14.8) 15(30.6) 3(10.7) 4(6.1) 2(18.2) 48(15.2)
41-50 22(13.6) 13(26.5) 7(25.0) 10(15.2) 2(18.2) 54(17.1)
51-60 23(14.2) 7(14.3) 10(35.7) 18(27.3) 3(27.3) 61(19.3)
>60 6(3.7) 4(8.3) 7(25.0) 7(10.6) 2(18.2) 26(8.2)
Total 162(51.3) 49(15.5) 28(8.9) 66(20.9) 11(3.5) 316(100)
Mean+SD 39.20+16.18
Sex
Male 99(61.1) 34(69.4) 17(60.7) 47(71.2) 9(81.8) 206(65.2)
Female 63(38.9) 15(30.6) 11(39.3) 19(28.8) 2(18.2) 110(34.8)
Total 162(100) 49(100) 28(100) 66(100) 11(100) 316(100)

Others* --Myelodysplastic syndrom, Myelofibrosis, Polycythaemiavera

Level of symptom distress is shown in figure 1. Mean symptom distress score of the patients was 26.63
and most of them 138(43.7%) had low symptom distress.

160

138(43.7%)
140

120

100

80

Number of Patients

60
40

20

Low(<25)

116(36.7%)

Moderate(25-32)

mean=26.63
SD+67.99

62(19.6%)

Sever(>33)

Level of symptom distress

Figure 1: Level of symptom distress(n=316)

The most common physical symptoms reported by
90% to 60% of patients included fatigue 298
(94.3%), appetite change 245 (77.5%), painl 239
(75.6%), pain2 222(70.3%), insomnia 218 (69%),
cough 156 (49.4%) and psychological symptoms
such as change of appearance 299(94.6%) and
outlook 305 (96.5%).Inpatients reported more
physical symptoms they were fatigue 162(94.7%),
appetite change 146(85.4%), painl 125 (73.1%),
pain2 117(68.4%), insomnia 135(78.9%), nauseal

90 (52.6),88 (51.5) and psychological symptoms
such as change in outlook169 (98.8%), appearance
165(96.5%) and concentration 20(11.7) than
outpatients. Physical symptoms such as fatigue
127(40.2%), change in appetite 86(27.2%), painl
81(25.6%), insomniad4 (13.9%) caused severe
distress and psychological symptoms include
change in appearance 37(11.7%) and outlook
33(10.4%) were sever distressing. (table 111)



Table I11: Proportion and degree of severity of symptoms in haematological malignancy patients

Symptoms Overall Inpatient Outpatient Mild Moderate Sever
n=316 n=171 n=145 n (%) n (%) n (%)
n (%) n (%) n (%)
Physical symptoms
Nauseal* 140(44.3) 90(52.6) 50(34.5) 86(27.2) 40(12.7) 14(4.4)
Nausea2** 135(42.7) 88(51.5) 47(32.4) 74(23.4) 34(10.8) 27(8.5)
Change in Appetite 245(77.5) 146(85.4) 99(68.3) 94(29.7) 65(20.6) 86(27.2)
Insomnia 218(69) 135(78.9) 83(57.2) 87(27.5) 87(27.5) 44(13.9)
Painl1*** 239(75.6) 125(73.1) 114(78.6) 130(41.1) 28(8.9) 81(25.6)
Pain2**** 222(70.3) 117(68.4) 105(72.4) 126(39.9) 68(21.5) 28(8.9)
Fatigue 298(94.3) 162(94.7) 136(93.8) 51(16.1) 120(38.0) 127(40.2)
Change in Bowel 145(45.9) 88(51.5) 57(39.3) 109(34.5) 31(9.8) 5(1.6)
Breathing difficulty 117(37) 72(42.1 45(31.0) 96(30.4) 18(5.7) 3(0.9)
Cough 156(49.4) 83(48.5) 73(50.3) 119(37.7) 20(6.3) 17(5.4)
Psychological symptoms
Change in concentration 27(8.5) 20(11.7) 7(4.8) 22(7.0) 5(1.6) 0(0.0)
Change in appearance 299(94.6) 165(96.5) 134(92.4) 191(60.4) 71(22.5) 37(11.7)
Change in outlook 305(96.5) 169(98.8) 136(93.8) 151(47.8) 121(38.3) 33(10.4)

Nauseal*--Time of occurrence of Nausea, Nausea2 *--Severity of Nausea
Pain1***--Time of occurrence of Pain, Pain2****--Severity of Pain

Significant association (p<0.001) was found
between occupation and symptom distress and
Majority of the Unemployed 82 (68.4%) and
Housewife 51 (66.3%) had moderate/sever
symptom distress. Moderate &Sever distress were
more common in patients who managed their

Table V: Association of symptom distress and diseases and
treatment characteristics

Characteristics Symptom Distress X2 p
low moderate
n (%) / Sever
n (%)

Types of haematological malignancy

treatment expenditure by loan and asset selling 11 ~ Acute .Leukemia 76(46.9)  86(53.1) 719 052
(84.6%) and these differences in proportion was Ezl:i';:f"a 22(449) - 27(55.1)
significant (p=0.004). (table IV) Multiple 6(21.4) 22(78.6)
Table IV: Association of symptom distress and occupation ~ Myeloma
and source of treatment expenditure Lymphoma 28(424)  38(57.6)
Occupation Symptom Distress x? p Others* 6(54.5) 5(45.5)
Low Moderate/Sever Duration of diagnosis (in month)
n (%) n (%) <1 18(27.7)  47(72.3) 17.08 0.3
1-12 80(43.0)  106(57.0)
Unemployed 38(31.7) 82(68.4) 3581 <0.001 13-24 22(64.7) 12(35.3)
. 25-36 10(66.7)  5(33.3)
H fi 2 . 1(66.
ousewife 6(33.8) 51(66.3) >36 8(50.0) 8(50.0)
Services 38(62.3) 23(37.8) Treatment received over the past month
Treatment 111(44.8)  137(55.2) 1.64 0.44
Student 23(62.2) 14(37.8) received
Farmer 13(61.9) 8(38.1) Treatment  not  27(39.7)  41(60.3)
Source of treatment expenditure recelv_ed
Hospital status
Oown & family  15(42.9) 20(57.1%) 15.44  0.004 Inpatient 57(33.3)  114(66.6) 17.27 <.001
member Outpatient 81(55.9) 64(44.1)
Loan and  2(15.4) 11(84.6%) Others*-Myelodysplastic syndrome, Myelofibrosis,
Asset Selling Polycythaemia vera
Multiple 121(45.1) 147(54.8)

sources

Majority of Multiple Myeloma patients have
moderate/severe distress 22(78.6%).

Higher proportion of patients having less than one
month of confirm diagnosis had moderate /severe
symptom distress 47(72.3%). These differences in
proportion was significant (p=0.03). Significantly
higher proportion of patients who received



treatment 137(55.2%) experienced moderate and
severe symptom distress. Moderate /severe
symptom distress were more common in the
inpatient 114(66.6%) and there different was
significant (p<0.001) (table V)

Discussion

Comprehensive symptom assessment is essential in
the care of all cancer patients, as symptom burden
has an impact upon patient distress, quality of life,
and survival.!617 In this study mean age of the
Hematological malignancy (HM) patients were
39.2 years and male 206 (65.2%) were twice than
the female 110 (34.8%). Hossain et al found that
median age at diagnosis was 42 years and men
were more involved than women, with male to
female ratio was of 2.2:1.8 In a recent study on
symptom burden of hematological patients by
Manitta et al (2011),fatigue was the most reported
symptom 124 (%69), followed by insomnia 74
(%41), pain 71 (%39), cough59 (%33) and lack of
appetite 48 (%27).11This study reported higher rates
of fatigue possibly because higher proportion of
patients being inpatients 171(54.1%) or on
treatment 248(78.5%). In this study change of
appearance (94.6%) and outlook (96.5%) were the
more common psychological symptoms. These
were also supported by the several studies, which
indicates that hematological malignancy patients
are at risk of psychological morbidity.1%1Probable
reason for this situation include the diagnosis itself,
a fear or uncertainty of disease recurrence, and
unemployment and financial strain associated with
cancer diagnosis and treatment in cancer survivors
1019 1n a study of 180 patients with hematological
malignancy conducted by Manitta et al reported
significantly more lack of energy, drowsiness, dry
mouth, feeling nervous, lack of appetite, sweats,
mouth sores, feeling worried, cough in inpatients
than outpatients which are most similar with our
findings. 1

Severe distressing symptoms in our study including
fatigue 127(40.2%), change in appetite 86 (27.2%),
painl 81(25.6%), insomnia 44(13.9%) and change
in appearance 37(11.7%) and worried or frightened
about future 33(10.4%). These findings is not
similar with Manitta et al where severe symptoms
had higher proportion than our study except fatigue
which was most distressing.!'This may be due to
patients with severe distressing symptoms were

excluded from our study due to their unstable
condition. Significant association (p<0.001) was
found between occupation and symptom distress
and majority of the unemployed 82 (68.4%) and
Housewife 51 (66.3%) had moderate/severe
symptom distress. Moderate & Sever distress were
more common in patients who managed their
treatment expenditure by loan and asset selling 11
(84.6%) and these differences in proportion was
significant  (p=0.004). Majority of Multiple
Myeloma patient had moderate/sever symptom
distress 22 (78.6%). Johnsen et al found in his
study that patients with multiple myeloma had most
symptoms and problems and their mean number of
symptoms was 5.6 ; severe symptoms score was 2.3
which was more than other hematological
malignancy.?’Patients on treatment, inpatients and
those with newly diagnosed had found high
physical and psychological distress in the study
conducted by Manitta et al which was similar with
our study. ! Possible explanation that inpatients
represent a more unwell population with increased
uncertainties regarding treatment, procedures, and
outcome and often undergo more intensive
treatment regimens that has increased side effects,
complications, and/or infection compared with
outpatients. A small proportion of patients were too
ill to participate in the study, thus the symptom
burden of these more vulnerable population may
not be fully understood.

Conclusion

The physical and psychological symptom burdens
experienced by haemato-oncological patients were
significantly moderate and severe distressing. Such
a symptom burden was likely to have a high impact
on disease and treatment outcomes, and adversely
affect quality of life in these patients. For better
control of the symptoms and reduce symptom
distress we should facilitated earlier intervention
and increased support, including palliative care, for
patients and careers.
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