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INTRODUCTION
Disclosure of diagnosis is a challenge for health care 
providers in India. (1) There is preference towards a family 
centred decision making in favour of a patient-centred 
process. Various socio-cultural factors are then at play in a 
doctor-patient interaction in India. With family playing a 
significant role in healthcare decisions, there is often 
collusion between the doctor and the family to withhold 
information from the patient.(2) 

Specific details of the disease are not uncommonly 
undisclosed to the patient; with relatives requesting the 
provider to withhold such information.  This is however in 
good intent and stems from the societal belief that the patient 
would be better served by ignorance rather than the 
knowledge which would drive him to disappointment and 
isolation.(3,4) An added factor to the prevalence of such 
practice is possibly the paternalistic doctor-patient relation in 
India fuelled by the faith in the beneficence of the doctor with 
acceptance to his choice of treatment. (5)

The fear of discrimination and stigma which are further 
accentuated when the diagnosis is cancer adds to this 
challenge. It is a disease with multiple treatment modalities 
requiring continuous surveillance associated with differing 
patterns of relapse, treatment effects and a pervading sense 
of inevitability .The diagnosis of cancer is often perceived 
with helplessness and could affect one's quality of life. (6,7)

The benefits in withholding the diagnosis disclosure and the 
paternalistic doctor patient relation in India possibly relates 
to the hierarchal pattern and illiteracy in the community.(5) It 
is a practice which does not appear to be supported by 
evidence. It is now known that diagnostic disclosure to the 
patient does not appear to worsen any dimension of quality of 
life in general and emotional state in particular (8). 

Instead, honest disclosure establishes a satisfactory 
relationship between the doctor, patient and family 
members(9). It is being increasingly advocated that the 
patient has a 'right' and not a 'duty' to know about the 
diagnosis. It entirely relies on the patient's will to whether he 
or she should possess such knowledge regarding him or her 

respectively(10). The choice of whether the patient wants to 
know the diagnosis is affected by the desire to protect his 
family and himself (11).

This contrast with evidence and practice in India requires a 
scientific analysis. In identifying with this goal we undertook a 
prospective descriptive study to assess and answer the 
decision making process and depth of diagnosis disclosure in 
patients with haematological cancers.  

METHODS 
This prospective study involved a questionnaire-based 
interview that assessed patient demographics, the 
information provided about cancer, patient preference about 
the diagnosis disclosure, and the roles of family and finances 
in treatment planning. Consecutive inpatients beginning 
August 2016 through June 2017 were interviewed in the 
absence of their relatives with the intent to derive genuine 
patient responses. The questionnaire was derived and 
modified from an extensive literature search, and its 
components had been validated elsewhere in the country. 
Informed consent was obtained prior to the interview.

Patients admitted for therapy were chosen as participants and 
were interviewed face to face in the absence of any relative. It 
was anticipated that admitted patients were best reflective 
ofthe cohort with most knowledge on their condition; and the 
intent of interviewing in the absence of relative was to derive 
genuine patient responses minimising reporter bias.

Statistical Analysis: 
This was a descriptive non-interventional study. Descriptive 
statistics summarised the demographic characteristics of the 
population studied. The comparisons were made using a 2 
or t-test or Mann-Whitney-U test as appropriate using the 
SPSS. The χ2 or fisher exact test was used to compare 
differences between those who were aware and those  
unaware of their diagnosis.

RESULTS
Demographics
100 consecutive patients were interviewed. The patient 
demographics are detailed in table1. The majority,93 were 
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from within the state. Fifty-four patients had completed their 
secondary education. The majority (80%) had been to other 
treatment centers before the current admission.  

Table1: Patient Demographics

Diagnosis Disclosure – Patient features
The current centre was the first centre where 42 (42%) 
patients had reached out for treatment. 90 (90%) patients 
responded as being aware of their disease, and 35 (35%) were 
clear that they were admitted with cancer.  Eight (8%) patients 
had doubts about their disease. The spouse was the most 
critical member in 47(47%) patients in making decisions on 
their treatment, . Twenty six (26 %) patients preferred Fig 1
having their consent taken prior to the physician discussing 
their illness with others.  lists the additional details on Table 2
the patients, nature, and delivery relating to disclosure of 
diagnosis.

Table 3: Comparison of patients according to need of 
diagnosis disclosure (N = 100)

Diagnosis Disclosure – Factors influencing patient 
preference
Of the 100 patients, 59 (59%) wanted to know about their 
disease. We compared their characteristics with those who 
did not want to know about their disease, table 3. The patients 
who wanted to know about their disease were significantly 
younger and more likely had graduate education, P <0.05.

DISCUSSION
This prospective study illustrates our center's attitudes and 
preferences towards diagnosis disclosure. This research 
aimed to understand the current Pattern in patients with 
hematological cancers in a contemporary setting in India. A 
more extensive study from multiple centers in India is 
required to conclusively state that the results of this study are 
truly representative of the country. Despite these limitations, 
there are interesting observations from our research.

This cohort's median age of 46 years (range: 15–83) is 
different from that routinely reported on haematological 
malignancies in the literature from developed countries (12). 
However, it is in continuation with the trend in India of patients 
presenting at a younger age (13) 

From our experience, it is clear that family-centric decision-
making is a common practice. This conforms with cultural 
practice in India of not burdening the patient with the details 
of therapy and treatment mentioned, which have been earlier 
reported (14,15). We observed that the spouse was the most 
influential member in our patients' treatment decision (47%). 

Though there is a belief that patients adopt a less active role in 
information needs on their cancer, reports from cancer 
centers in India have suggested that this cannot be 
generalized. We observed that patients tend to seek 
information on their disease, but not all patients wanted 
extensive information. 

Though forty one percent of patients did not want to know if 
they had cancer, 59 (59%) patients wanted to know some 
details of their illness. This is different from earlier reports 
from India which (7,16) have suggested a higher proportion of 
patients who sought to know about their disease in detail. This 
is possibly since our patients had a lower educational 
background, and more patients from such backgrounds have 
access to treatment at specialized centers. Our finding that 
not all patients wanted to uncover their disease details has 
been reported earlier (17).

In our research, we noted that two factors that influenced the 
patients' preference for disclosure of diagnosis were age and 
education. Younger and higher educated patients had more 
information needs regarding their disease. The mean age in 
patients who sought to know about their disease compared to 
those who did not wish to know about it were 42.6 ±16.7 and 
52.7 ±12.5 respectively, P=0.011. This is similar to earlier 
observations reported from the west and India (7,18). It has 
been postulated that elderly patients hesitate to seek out 
more information from doctors, reflective of their upbringing 
that asking too many questions would be seen as rude (19). It 
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Variable Patients (N=100) n (%) 
Median (Range)/Mean ±SD

Age 46 (17-83)
Gender (Male) 59 (59)
Monthly family Income ($) 410 (137 – 2048)
Family history of Malignancy 
(Yes)

5 (5)

Satisfaction with diagnosis 
discussion (Yes)

97(97)

Aware of disease as a 
malignancy (Yes)

73 (73)

Variable Patients (N=100) n (%) 
Median (Range)/Mean ±SD

Monthly family Income (₹) 30000 (10000 – 150,000)

Patient present at diagnosis 
discussion (Yes)

73 (73)

Patient has some idea of 
disease (Yes)

90 (90)

Patient aware that disease is 
cancer (Yes)

73 (73)

Duration of diagnosis 
discussion (mins)

15 (2-30)

Discussion all present (Yes) 94 (94)

Deciding member on 
treatment (Spouse)

47(47)

Variable Want to Know 
(N=59)
n (%) Median 
(Range)/Mean ±SD

Don't want to 
know (N=41)
n (%) Median 
(Range)/Mea
n ±SD

P
value

Age (years) 42.6 ±16.7 52.7 ±12.5 .011
Monthly family 
income (₹)

38000 (10000-
150000)

35000 (10000-
50000)

.241

Education 
(graduate)

20 (33.8) 4 (9.7) .000

Prior treatment 
centers

1 (0-2) 1 (0-2) .554

Duration of 
discussion (min)

16.5 ± 5.4 15.8 ±5.1 .736

Financial 
insecurity (No)

40 (67.7) 21 (51.2) .480

Treatment 
decision 
(Spouse)

10 (41.7) 15 (51.7) .012

Side effect 
information

49 (83) 17 (41.4) <.001

Type of therapy 
information

41 (69.4) 4 (9.7) <.001
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is also likely that there could be a feeling of inevitability 
among the elderly.

Thirty-three percent of our patients who wanted to know 
about their disease pursued graduation or had a higher 
qualification. This was significant compared to the 9% in the 
group who did not want to know about their disease, P <0.001. 
This subset of patients is likely to be more informed about the 
medical advances in diseases and seek out more information 
from alternate sources, reflective of their need for diagnosis 
disclosure. 

The group wanting to know about their disease also 
expectedly preferred to be active in other decision-making 
areas of their disease, as reflected by the higher number of 
patients seeking out information on their treatment (69.4%) 
and possible side effects (83%).

CONCLUSION
In conclusion, the majority of patients did not want to uncover 
information about their cancer though they wanted some 
information on their disease. The patient's spouse was the 
most influential member in deciding on their treatment. There 
also exists a group of patients who prefer diagnosis 
disclosure. This group was significantly younger in age and 
had a higher level of education.

Our study though limited by patient numbers and the single-
centered data collection reveals some valuable insights. 
There is a tendency in patients to seek some information 
regarding their illness, but the majority preferred not to know 
if their disease is cancer. Age and education influence patient 
preference to know about their disease. These observations 
must be tested in a larger setting and can guide future doctor-
patient interactions in India.
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