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Abstract

Introduction: People try to explain their diseases through their own existing schema. That leads to
different perceptions of the diseased state among them. That, in turn, leads to different coping strategies &
different psychological consequences.

Materials & Methods: An open domain instrument, B-IPQ (Brief Iliness Perception Questionnaire) was
translated in the Bengali language. 198 diagnosed carcinoma patients were recruited from radiotherapy
OPD for the study. Measured illness perception isanalyzed for dependence on different demographic&
disease parameters.

Results: Translated instrument had a good internal consistency (o =0.82). TNM stage of the disease (p =
0.004) or education of the patient (p = 0.008), marital status (p= 0.015) and psycho-education status (p =
0.001) predict the illness perception.

Discussion & Conclusion: Less educated & widowed or divorced persons perceive the disease more
threatening. Retired persons seem to have more severe perceptions about the disease. Proper Knowledge of
the disease has a role in allaying fear about the disease. Psycho-education along with supportive therapy
can be very effective in this patient group. Further interventional study of the effectiveness of such modules
can be undertaken in future.

Keywords: Iliness perception, carcinoma, determinants, psycho-education.
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Introduction

From the onset of civilization, the humanhas tried
to explain all the incidents around him or within
him by their own intellect through forming
different models that seem logical to them. They
react to those incidents based on the schema they
have for those incidents. Human illness behaviors
are no different. Illnesses are stressful to any
human beings as it’s a deviation from normalcy.
So they try to explain their diseases by their past
experiences and cultural beliefs. They attribute
different probable causalities for the diseases and
use different coping strategies to deal with them.
Leventhal & colleagues proposed a model that is
widely known as Self-Regulation Theory &
Common Sense Model of illness
representation.™ It provided a framework of
understanding of how an individual person
experience symptoms and emotions during a
health threat. It explained, how a particular
diagnosis influences the perception of illness for
an individual and how their own personal beliefs
determine how they respond and cope with threats
to health. The concept of illness perception in
patients stemmed from this concept®®. Illness
perception questionnaire (IPQ) was developed to
measure this construct./! It was further modified
to improve the psychometric property to develop a
Revised Illness Perception Questionnaire (IPQ-R)
to cover 5 domains of perceptions, which are
causality, identity, timeline,  cure-control,
consequences™. Broadbent et. al. reduced the
scale to a 9 item short & fast assessment of
cognitive & emotional representation of the illness
called Brief IPQ™. This open domain tool has
been translated to many languages to facilitate
catching the cognitive representation of the
patients even the healthy adults!”? in those
languages®® and also adapted for different
diseases both acute™ & chronic™ 2. Iliness
perception has also been proven to modify the
psychological well-being, social functioning,

coping strategies, vitality, and disease outcome.
[13]

Carcinoma is a dreaded name from time
immemorial.  Though  with  the  striking
improvement of therapeutics, life expectancy has
improved, still good responses are more
exceptions than the rule. Carcinomas have
considerable therapeutic side effects that reduce
the quality of life. These factors induce stress in
patients that can result in psychological morbidity
in the patients. Iliness perception of the patient &
family can have a significant impact on the illness
behavior of the patient, psychological wellbeing &
quality of life of the patients. There are several
studies throughout the world addressing this area
(814191 |llness perception varies in different
societies according to the belief systems; hence,
this questionnaire (B-IPQ) has been translated in
different languages and used in different societies
[9.20-23] T hest of our knowledge, no study to date
targeted Bengali population for assessment of
illness perception in cancer patients with a
translated Bengali version of Brief-IPQ. Very few
studies tried to explore demographic & clinical
determinants of the B-IPQ measures 4. This
study aims to find out the determinants of illness
perception in patients with carcinoma in a tertiary
care hospital of eastern India.

Methods

Bengali translation of Brief-IPQ (generic form)
had been used to assess the beliefs and emotional
representations about the illness. This nine-item
questionnaire is an open domain questionnaire
available from http://www.uib.no/ipg/. First eight
items are numerical items and 9" is acausal item
which enumerates top three speculations of
causality. Each item of the Brief IPQ assesses one
dimension of illness perception. Each item to be
rated in a scale of 0-10. To compute the overall
score, item number 3, 4 and 7 are reversed and
added with thesum of items 1,2,5,6 and 8 to get
the total ‘illness perception score’(IPS) which
represent ‘overall threat perception’ regarding the
illness under consideration.

Three translation processes were employed to
translate the questionnaire (B-IPQ) to Bengali.
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Forward translation, committee translation, and
back translation, along with patient testing .
The last phase was done through this work.

First, three translators (bilingual to English &
Bengali) translated the original English version to
Bengali version. Then two experts of the subject
who had the experience to work with Bengali
patients reviewed all the translations to reach a
final approved Bengali form. After that, again one
bilingual translator, who was not acquainted with
the English form, translated back the final Bengali
translation to English. After that one English
language- expert was consulted to determine the
comparability of two English versions. Then the
final Bengali versions of the questionnaire were
finalized. The final patient testing part was done
during course of this study.

This interview-basedcross-sectional and
observational study had been done in oncology
and radiotherapy outpatient department (OPD) of
a tertiary care canter of West Bengal, India.
Consecutive patients coming to the OPD, who can
read or write the Bengali language were
approached for enrolment in the study. Those who
gave informed consent were given preliminary
data questionnaire along with B-IPQ. Post
graduate trainees of department of radiotherapy
applied these questionnaire, who were trained by
consultant psychiatrist regarding procedure of
administration of these questionnaires. Some
clinical information was filled in by treating team
according to patient’s treatment file. Altogether
198 diagnosed carcinoma patients were recruited
for the study.

Result & Analysis

Analysis reveals eight-item numerical scale,
except the causal items to have good internal
consistency (Cronbach's o 0.82) and inter-item
correlation 0.36 but coherence item (no 7), which
IS a reverse score item, had poor correlation with
other items, and dropping that item marginally
increases the Cronbach's a (0.867). But as here all
the items measure separate areas of disease
perception, and the scale has good internal

consistency as such, item 7 was kept for further
analysis.

Analysis using first eight numerical items of the
scale revealed, illness perceptions were not
significantly associated with on family income,
age, sex, religion ( Hindu or Muslim) treatment
modality chosen (radiotherapy, chemotherapy or
combined), histological (adenocarcinoma,
squamous cell carcinoma & others) diagnosis of
carcinoma, duration of the disease (<6mn or
more) and residential status (urban & rural) of the
patients, diagnoses of carcinoma (according to the
organ involved i.e. Genitourinary, Lung, Breast,
Head Neck, Gastrointestinal tract and others).
Occupation of the patient (eg. unemployed,
retired, housewife (females), self-employed or
service-holder) (Table 1).

On the other hand (Table 1) TNM staging of the
cancer significantly impacted overall threat
perception score (p=0.004).Post hoc test (Least
Significant Difference) showed, severity of illness
perception increases with increase stage of the
disease. Stage 1 has significantly less severe
illness perception from Stages 3 (p =0.039) & 4 (p
= 0.004). Stage 2 has significantly different from
stage 4 (p=0.002) only. Iliness perception
severities in other disease stages are not
significantly different mutually. Education of the
patient also had a significant impact on total
illness perception score (IPS) (p= 0.008). Post hoc
test (Least Significant Difference) persons with
education only up to ‘Primary’ has significantly
more severe illness perception than person’s with
education up to secondary (p=0.019),
undergraduate (p= 0.028), graduate and above
(p=0.009). Other groups don’t have significant
difference among them in this regard. Overall
threat perception (IPS) also significantly
dependant on marital status (p=0.015) (married,
single, single-again (divorced and widowed)).
Post hoc test (Least Significant Difference)
showed that ‘married’ persons have significantly
less severe illness perceptions from ‘single again’
(p= 0.004) group. ‘Single’ group itself is not
significantly differ in illness perception than both
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‘married” and ‘single again’ groups. Psycho-
education comprises of clear knowledge of the
diagnosis, likely management lines & prognosis.
Level of psycho-education was assessed by
interview technique in this study. We included all
patient irrespective of whether their psycho
education was complete or not. However
respective treating team was informed about the
status, and pursued so that psycho-education is
completed by them. Status of psycho-education
was also an important determinant for illness
perception. Those who were fully psycho-
educated, had less total threat perception (IPS
mean difference -6.899, p=0.001) than those who
had lacuna in their psycho-education.

Regarding causes, after assessment of themes
initially, eight themes for causes were identified
(Alcohol, anxiety, can’t say, wrong treatment or

nutrition, smoking, childbirth, lactation, smoking
& tobacco). But as some of the causes have very
low frequency; these causes were condensed into
5 main themes (can't say, addiction, environment,
and nutrition, feminine causes, others). When 1*
response only was considered, interestingly most
of the patients (54%) (Fig — 1) couldn’t say the
cause of illnesses. Addiction is the most frequent
putative reason (30.3%) that came first in their
minds, followed serially in frequency by external
factors like irregular food and nutrition or
pollution (7.1%), marriage, childbirth and
lactation (2.5%) and other factors like anxiety,
wrong treatment, excessive workload, and chronic
illness (6.1%). For the sake of better assessment
of considering all three responses of causality

‘can’t say’ was still the most frequent response
(46.1%) (Fig-2).

chronic problem, excessive workload, irregular

Table-1: Determinants of illness perception severity

Mean = SD Significance
(p- Value)
Age n=198 50.54 + 12.882 r=0.110, Pearson’s
p=0.123 Correlation
Income n=198 3662.35 + r=0.015, Pearson’s
5074.858 p=0.832 Correlation
Sex Male (n=107) 42.05 £ 14.819 p=0.680
Female (n=91) 42.92 + 14.959
Religion Hindu (p= 163) 41.75 £ 15.063 p =0.152
Muslim (p= 35) 45.71 £ 13.551
Psycho-education Complete (p= 109) 39.35 + 13.813 p =0.001
Not complete(n=89) 46.25 +15.269
Residence Urban (n=46) 40.98 + 15.207 P =0.445
Rural  (n=152) 42.89+ 14.765
Marital Status Married (n=158) 4113+ 14.714 p =0.015
Single (n=18) 43.78 £ 14.799 (ANOVA)
Single Again (n=22) 50.82 + 13.616
Duration <6 month (N=150) 41.60 £ 15.006 P =0.155
>6 month (N=48) 45.10+ 14.186
Occupation Unemployed (n=17) 40.35+11.516 p =0.323
Retired (n=11) 38.45 +15.731 (ANOVA)
House wives (n=74) 42.20 + 15.384
Self-employed (n=58) 45.62 + 15.160
Service (Govt + Private) 40.18 £ 14.190
(n=38)
Diagnosis of Genitourinary(n=39) 38.33+ 16.631 p =0.070
Carcinoma Lung (n=33) 44.88 + 14.622
Breast n=29) 37.79+ 13.574
Head & Neck(n=30) 4477+ 11.619
Gl tract (n=44) 46.07 + 14.850
Others (n=23) 41.87 + 15.546
Histological Adeno-Carcinoma (n=105) 15.790 + 1.541 P=0.171
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Diagnosis Squamous Cell Carcinoma 13.010 £1.578
(n=68)
Others (n=25) 15.026 + 3.005
Treatment Radio (n=9) 4556 + 14.570 p =0.204
Modality Chemo (n=37) 45.95 + 14.520
Combined (n=152) 41.41 + 14.887
Level of Primary (n=101) 45.79 = 14.677 p =0.008
Education Secondary (n=61) 40.25+ 14.714 (ANOVA)
Under Graduate (n=18) 37.56 £ 11.137
Graduate & Above (n=18) 36.06 + 15.761
TNM Stages Stage 1 (n=10) 33.90 £ 12.279 P =0.004
Stage 2 (n=83) 39.67 £ 15.259 (ANOVA)
Stage 3 (n=76) 44,00 + 13.501
Stage 4 (n=29) 49.28 + 15.156
Percentage of Top listed Causes RarEIy any StUdy tried to look into the socio-

childbirth relateg

athers

demographic variables as determinants for illness
perception. One study has found no correlations
between them[®l. But in this study, we have found
some clear trends in a case on carcinoma patients
in general. These may be clinically significant,
especially during planning psycho-education for
such patients.

Interestingly, according to this study, family
income, residential status (rural or urban), even
the disease duration does not have an impact on
the cognitive representation of the disease, but
education has an impact. Those who do not have
secondary education, have a significantly more
negative view of their disease. Among those
having secondary education or higher, if education
is more, then perception about their disease is
better, with less overall threat perception. This is
in consonance of other studies which also shown
if the education is positively correlated with
illness perception®. Here at least secondary level
education seemed to be beneficial for patients as
they may have a less catastrophic illness
perception.

Persons who were widowed or divorced seemed to
have significantly more threat perception. It is in
line with the Quebec Health Survey data, which
showed single females have more negative
perception of their general health!®®!.

food& pollution

Fig 1: First mentioned cause percentage

Percantage of Total Responses

childbirth rez

food & pollution

Fig 2 Total Causal response percentage In line of few other studies®*, this study also
shown that illness perception is dependent on
Discussion disease severity. Persons with advanced stage of
Many studies have proven that, illness perception disease, have more negative illness perception.
has significant role in treatment adherence 2 27,
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This study showed, those who had full knowledge
about their carcinoma diagnosis, perceived their
disease significantly less dreaded. This is
supported by a recent study indirectly which
showed in a real world study, a group psycho-
education program in patients with bipolar
disorder, multiple benefits resulted including
improvement in illness perception, medication
adherence, knowledge of the disease along with
final improvements in social functioning and self-
esteem. This improvement in functioning is
mediated by improvement in illness perception
only, rather than treatment adherence or
knowledge¥!. Hence it is necessary to properly
psycho-educate every carcinoma patient.
Regarding perceived causation, it seemed from
study result that popular notions of causalities of
common  carcinomas were  approximately
appropriate. The study showed addiction and
smoking as a cause of lung carcinoma or early
marriage as a cause of genitourinary carcinomas.
But most of the people also have no clue about
their disease causation. Some people also had
some wrong & dysfunctional belief, which needs
to be corrected through proper Psycho-education.
Study with a larger sample size can add more
value to the results as this has dealt with alarge
number of determining variables for illness
perception. But this study is unique as it has
explored the determinants of illness perceptions in
general and identify areas of future research.
Future studies with pre-post design with psycho-
education as the intervention strategy can prove
the point more comprehensively.

Conclusion

This study emphasized the need for proper
psychoeducation in carcinoma patients. Clear
communication and disclosure of the fact could be
beneficial for patients. Poorly educated, divorced
or widowed patients were at risk group with poor
illness  perceptions, who needs more
psychoeducation and psychological support.
Further studies with larger sample size would be
needed in future. Based on further qualitative

work with these patients some treatment module
can be devised. And with further study of changes
in illness perception with that treatment module
can be assessed to validate the treatment module.
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