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Abstract

Obijective: Cancer patients in India prefer full information regarding diagnosis and prognosis,
but evidence suggests poor insight. This study aimed to identify the role of health literacy among
adult patients living with cancer, their families and health professionals in decision-making and
treatment outcomes in India.

Methods: This cross-sectional in-depth study recruited patients, families and clinicians from
three centers. Inductive thematic analysis informed a novel conceptual model.

Results: We recruited /7= 34 cancer patients, /7= 33 family members, n= 11 doctors and /7=
14 nurses (V= 92). Principle emergent themes were the following: (1) Preferences and dynamics
of diagnosis and prognosis disclosure, for example, the dominant preference was for families
who held hope for cure to discourage disclosure; clinicians sometimes disclosed in line with
perceived ability to pay for treatment. (2) Understanding of disease and its treatment options
(etiology, potential trajectory, treatment options), for example, lay understandings of cancer
etiology as contamination from outside the home, and reluctance of patients to ask questions

of clinicians. (3) Priorities in decision-making, for example, not engaging patients due to fear

of patient distress, patients initiated on anticancer treatments without knowledge or consent,

Correspondence Richard Harding, Cicely Saunders Institute, Department of Palliative Care, Policy & Rehabilitation,
Florence Nightingale School of Nursing, Midwifery and Palliative Care, King's College London, London SE5 9PJ, UK.
Richard.harding@kcl.ac.uk.

CONFLICT OF INTEREST

None.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Harding et al.

Page 2

pursuing futile treatments. (4) Anxieties over finances and outcomes (disclosure, decision-making,
care pathways), for example, clinicians attempting to reduce families pursuing expensive and
inappropriate treatment options with patients who have poor insight, catastrophic spending based
on poor decisions.

Conclusion: The novel evidence-based health literacy model offers potential for feasible and
acceptable intervention to support families in communication, disclosure and decision-making.
This may improve patients' access to informed, appropriate care pathways.
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cancer; communication; decision-making; health literacy; India; information; oncology

11 BACKGROUND

In 2018, there were 1,157,294 incident cancer cases in India, and 784,821 deaths.! By 2060,
cancer will be the main driver of serious health-related suffering in low-income countries,
with an estimated 1.65 million decedents experiencing significant suffering in the last year
of life (a 407% increase from 2016).23

Indian cancer patients would prefer full knowledge regarding diagnosis and prognosis,*
while their family caregivers prefer the opposite.? Patients believed that knowledge of
diagnosis and prognosis might enable them to be prepared, know treatment options,
anticipate complications, and plan for future and family. The family caregivers thought
that patients knowing a diagnosis and prognosis may negatively affect the future course of
illness and cause patients to experience stress, depression, loss of hope, and confidence.
These findings were corroborated in a further Indian study, with most patients preferring

to know their diagnosis, prognaosis, treatment options and adverse effects of cancer directed
therapies.®

Patients require health literacy to make informed decisions. Health literacy is *“the degree
to which individuals have the capacity to obtain, process and understand basic health
information and services to make appropriate health decisions’ ® and is key to global health
systems strengthening.” Greater health literacy would support the WHO's “Strategy on
Person-Centred Care” in which “all people have access to health services that are provided
in a way that responds to their preferences”.

Low levels of patient health literacy are associated with avoidance of care seeking, increased
hospitalization and emergency care, poor medication adherence, higher mortality, and
decreased uptake of cancer screening.8-15 Indian studies have documented low levels of
health literacy among patients in tertiary care, breast cancer, tuberculosis care, and dental
care.16-20 |_ow health literacy in India has been associated with lack of vaccination uptake,
difficulty understanding medical regimens and missed medical appointments.19.21

Health literacy is crucial in the context of cancer, which carries clinical uncertainty, high
mortality risk, financial burden, and negatively impacts quality of life.22 Cancer patients and
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families are expected to process information and make complex, informed decisions while
facing overwhelming psychological, social, economic, physical and spiritual burden.23

While prior health literacy studies have focused on patients and described their preference
for full information regarding cancer diagnosis and prognosis, families in many non-Western
cultures are often decision-makers.24-26 A review of the evidence for non-disclosure of a
cancer diagnosis and prognosis found that non-disclosure is higher in “family-centric” Asian
cultures compared to the rest of the world.2” The findings suggest that while physician non-
disclosure remains common practice in collectivist cultures (such as India), there appears to
be a shift in attitudes towards disclosure may occurring. The review reports data from India
that family-centeredness leads to collusion between family and oncologist, but concludes
that research around disclosure of prognosis in under-researched in India. This is of specific
concern given the relatively high mortality rates.

Development of health literacy-promoting interventions in the context of cancer requires
an understanding of patients' and families' cultural preferences and practices in information
sharing, how health literacy is created and utilized in interactions with health professionals,
and the mechanisms by which it affects outcomes.

This study aimed to identify the role of health literacy among adult patients living with
cancer their families and health professionals in decision-making and treatment outcomes in
India.

21 METHODS
2.11 Setting

This qualitative cross-sectional study was undertaken at three hospitals in southern India.
These are not for profit, admitting patients under government health schemes that pay
patient fees. Ethical review and approval were provided by University California San
Francisco (ref: 288665) and Kasturba Medical College and Hospital (ref: 380/2018). The
Clinical Trials Registry India reference was CTR1/2019/03/018073.

2.2 1 Participants

Inclusion criteria (patients, family members and oncology staff): =18 years of age, able to
speak English, Malayalam or Kannada, and to provide informed consent.

Patients must have an established malignancy and attending a cancer center. The family
member was nominated by the patient as the person most involved in their care. Purposive
sampling criteria (patients and families): age, sex, primary malignancy and stage, family
member relationship to the patient, patient HIV status (given the high prevalence of

cancer among people with HIV in India, i.e., 10-17 times proportional risk increase for
non-Hodgkin lymphoma, 10 for anal cancers in men, 8 for vulva/vaginal malignancies, and
4 for cervical cancer).28

Criteria for staff were profession (medicine or nursing), experience with treating cancer
patients with HIV infection, and length of clinical experience. Nurses in the oncology
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centers are largely trained through experience within their job. We aimed to recruit until data
saturation, estimated at around 30 patients and 30 family members.

2.31 Procedure

Patients were referred by oncology and HIV colleagues, staff were recruited from
oncologists (including trainees) and oncology nurses at the recruitment sites. Following
screening, patients were asked to nominate a family member. Recruitment continued until
thematic saturation with respect to study objectives.2® Patients, family members and staff
gave written informed consent prior to data collection.

Interviews were conducted by Indian researchers with a Masters degree in Psychology or
Psychiatric social work and had never worked as hospital clinical staff. Data collection
took place face-to-face in a private room. Patient interviews were conducted separately
from their family members. The interview topic guide (addressed insight and understanding
of diagnosis and its implications and expectations for the future, decision-making and
information practices processes and preferences, social, psychological and economic
implications of decisions.

2.41 Data management and analysis

Verbatim transcriptions were translated by an independent professional translator within 48
h. Original and back-translated versions were then compared and discrepancies resolved

by consensus with the research team. Data were imported into NVIVO V12 for inductive
thematic analysis,3° drawing on social constructivism to understanding how participants
create their understanding. We built a single coding frame from all three samples (patients,
families, professionals) without a priori themes. The initial coding frame was presented

to the cross-national research team, and refined and revised before being applied to the
entire dataset by two researchers. The team members involved in analysis were an Indian
oncologist, an academic from the United States with over 25 years' experience in research in
Indian, and an United Kingdom academic The themes are presented with illustrative quotes
with participant ID numbers to demonstrate use of the sample breadth. Reporting is in line
with COREQ.

31 RESULTS

3.11 Sample characteristics

3.21

We recruited /7= 34 cancer patients (primary cancer diagnoses were mainly gynecological 7
=9 and breast 7= 6; Table 1); n= 33 family members; 7= 11 doctors and /7= 14 nurses
(Table 2). Interview duration was 25-69 min. Interviews were conducted in Kannada (7=
66), English (7= 24) and Malayalam (1= 2).

Main findings

Four main themes relating to health literacy were identified: (1) Preferences and

dynamics of diagnosis and prognosis disclosure, (2) Understanding of disease (etiology,
potential trajectory, treatment options, (3) Decision-making, (4) Cost-drivers and outcomes
(disclosure, decision-making, care pathways). A model of the data is presented in Figure 1.

Psychooncology. Author manuscript; available in PMC 2023 September 17.
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3.2.11 Preferences and dynamics of disclosure—Families overwhelmingly
preferred to manage information regarding diagnosis and prognosis, reducing the risk of
patient psychological distress,

“We don't do any such things in front of her, do not talk anything. We live happy.
She talks to us happily we also do the same. Actually, she does not know that she
has this disease we also stay with her like that only.”

(Family 405)
Even if a patient asks questions, the family choose to “protect” the patient,

“We haven't told her that it is not curable because she worries a lot. ..... She gets
tensed soon. So, we don't share anything with her, be it about the money or her
disease. We just talk something else and change the topic.”

(Family 403)
Information was withheld with the expectation of cure,

“So, | decided at that time itself and told the doctor also that ‘I don't like to inform
him now and | will inform him when he gets cured and comes out of the hospital.
At that time, | would patiently explain to him Sir. | request you also not to tell him
anything from your side.”

(Family 402)

A minority of patients used language of “power” “courage” and rights to full, direct
disclosure,

“P: No, no. It should be told to the patient.... We cannot cheat the patient because
everybody will have the right in their life. Everyone finds out himself and everybody go

on their own. So, when they have that right, it should not be hidden from them... It amounts
to cheating, like killing someone by cheating” (Patient 312)

Clinicians also reported that their professional view on patient disclosure was at odds with
cultural gender-based processes,

“As a physician, each and every patient has a right to know what they have.
Because eventually it will be the patient who will be getting cured or who will go
through all the side effects, might not get cured. But again in our part of the world
if you see the socio economic status of the patients which we deal with, the man of
the family has a final say in everything.”

(Staff 913)

3.2.21 Understanding of disease—Patients and families identified tobacco/beedi and
alcohol to be the main cancer risks. Common beliefs were also consumption of “outside
food” (particularly oily food), pollution and heredity,

“So, according to what I have read, it occurs because of the plastic consumption.
For example, it occurs because of having food and beverages outside.”

(Family 408).

Psychooncology. Author manuscript; available in PMC 2023 September 17.
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HIV acquisition was rarely associated with unprotected sex,

“P: Someone told that the disease comes sometimes, from the blood... and it comes my
stepping onto the urine, comes from mosquito bite. ...but sometimes it comes in those who
urinate, sometimes when people with such disease (HIV) spit, from that it comes, if people
step on to the dust of the nose, likewise if we come into the contact with their breath then
also it comes like this he told.” (Family 214)

Patients and families reported a passive approach to information acquisition from their care
providers,

“I: Have you spoken to the doctor?

P: The participant nods her head to indicate ‘no’...

I: You did not speak to the doctor at all, have you spoken to the sister?

P: No...

I: Why did you not speak?

P: They did not ask... That's why we did not speak about it...” (Patient 319)

Concerns were expressed that clinician time should not be wasted,

“l did not talk to the doctor about these things, because if we start talking more,
there will be many patients behind us. Poor things, they will be disturbed. So, |
thought that if | start speaking about it, it may amount to speaking unnecessarily.
So, he is one doctor handling hundred patients, as such I cannot speak more about
myself.”

(Patient 313)
Both medical and nursing staff reported only sharing positive information,

“But we will always give a positive attitude. Whatever stage it is in 2nd, 3rd stage,
we will give positive attitude only. To everyone we say, everything will be alright,
everything will be alright...like that only.”

(Staff 915)

3.2.31 Decision-making—Clinicians reported patients and families wanting to hand
decisions to the doctor,

“If you look at the Indian patients, most of the times they generally most of our
patients want us to take the decision. That's how it is. You know our patients are not
as aware and as educated as the patients in the west. So our patients mostly want us
to make the decisions.”

(Staff 903)

In terms of multiprofessional care, nurses were clear that they had no role in decision-
making and information sharing,
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“I never done. So mainly diagnosis, treatment options everything will be discussed
by doctors only. So we do only orders. We don't have any...when they ask us also
we don't have any right to explain them.”

(Staff 912)
Clinicians provide options relative to the perceived wealth of the patient and family,

“After seeing the patients, after talking with them, | get an idea about their financial
status. So, if a patient is in the low poor socioeconomic state, | don't tell them all
those expensive treatments you know. Which will again take them down, because
they will agonise that if I had money, | could have been saved. So | don't tell them.”

(Staff 910)
Anticipation of distress was the common driver for not involving the patient,

“She might feel more shocked hearing that the treatment given here is not working

out....So they should inform the husband and they could start the treatment in some
other way. If the lady gets to know it, her heart would be broken, and she would be

in complete shock.”

(Family 207)
As a result, the decision-making responsibility does not generally lie with the patient,

“Actually, as a son, | should only take the decision. We don't have anybody to guide
us. We should only take him to the doctors. So, | should only take the decision.”

(Family member interview 205)
Therefore, cancer treatment could be initiated without the patient knowing their diagnosis,

“So, if we tell her about this matter right now, she takes it to her mind which may
have side effects during her treatment time... So, like this, there is no problem for
her. We have told her that we are getting this treatment as it is necessary to prevent
any possible problem in future... So, that treatment has been started... Even at this
moment, she does not know that she has the first stage cancer”

(Family 402)

However, treatment initiation was also a route to disclosure,

“Patient: He did not say anything. He did not say that | had the disease. It appears the
doctor told my son, and he also did not tell me.

Interviewer: When did you come to know?
Patient: What is there to know? When we see the board, we will know.” (Patient 314)

There are serious implications from poor health literacy, including death when alternative
treatments are sought,

“too many patient bystanders are involved in a patient care and they force us, not
to impart the information to the patient that they have cancer. This puts us in, you

Psychooncology. Author manuscript; available in PMC 2023 September 17.
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know, because you see at the end of the day it is the patient who will be tolerating
the terrible side effects of the treatment, not the patient relatives. So they have a
right and it is our moral duty to inform them. What they are about to go through.
The thing that holds us back at times is that, if we actually tell the patient against
the patient relative's desire for the same, they can go to another centre. That is not
our problem. The problem is potentially curable cancer patients, may be taken away
from here (hmm) given some nonsense bull shit Babaji ki bhooti (hmm) and they
will lose their lives.”

(Staff 906)

In the scenario of disease not responding to treatment, patients would prefer to be told,
invoking their rights to information and decision-making,

“Every person will have that much right in their life. We cannot snatch it. It should
be told. When you know the truth now, you should tell him, because we come here
with a lot of trust in you. If the matter is hidden from the patient and tomorrow

if something happens it amounts to a greater crime than a murder. Since you don't
intend to take away my life, you will surely inform me. So, even in case of a
murder, it will be known that murder has been committed. So, if such a matter is
concealed, it becomes a serious crime. It should not be hidden.”

(Patient 311)

3.2.41 Cost-drivers and outcomes—The cost implications for treatment (drugs,
travel and accommodation) as well as opportunity cost (family travel with patients, lost
employment) exert strong influence on information-giving and decision-making processes.

Patients were able to articulate the trade-off between cost and potential effectiveness,

“In this case, both should decide about that. Since it is expensive, they might have
to think about it before choosing it, because if it doesn't work out then it would be a
waste of money. So, it is better they both decide about that.”

(Patient 311)
There were limits to the sources of finance

“They may get it done once [treatment] by taking the loan with great difficulty, they
cannot do it repeatedly Sir. It becomes a major problem for them. Now, the family
will face great amount of financial problem Sir.”

(Family 419)
The impact of choosing cancer treatment is family-wide and across generations,

“We sold our agricultural land... Now we raised the load for his check-up, followed
by this we sold the land... After selling it, he cleared the debt and about 3 lakh
rupees [$US 4,000] were left with us. ... We have done everything by taking the
loan...... It has made lot of effect on our family. Few persons have even supported
us thinking that my husband should become all-right... We were bringing money
from them, but we should return it also you know Sir... Then we sold our

Psychooncology. Author manuscript; available in PMC 2023 September 17.
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agricultural land and returned their money. Now, we don't have money, that's why
we stopped coming here.”

(Family 206).
Clinicians reported a responsibility for honesty to avoid inappropriate catastrophic spending,

“It is no use telling a lie today, 3 months later the patient is dead and the whole
family is in a state of denial, the kids are not school, all the property has been

sold off. Chasing of fruitless treatment. So it is required to be very truthful. It hurts
for a few days. But our psychosocial eh... assistants, they do a tremendous job by
helping the patient out of that (hmm).”

(Staff 906)

41 DISCUSSION

411

The model derived from our original data identifies the processes in communication,
disclosure and decision-making that lead to potentially poor outcomes in serious illness.
Health care providers are driven by professional values to disclose (though influenced by
perception of ability to pay for treatment). This is countered by family pressure to conceal,
driven by fear of invoking patient anxiety. Decisions are commonly taken by male family
members. Patients hesitate to ask questions and are often not invited to ask, and nurses do
not play a part in information sharing. The sequalae of these processes is that patients may
have poor insight into their disease. They often lack agency in decision-making, lack consent
to treatment, access potentially futile treatment, and suffer treatment poverty. Within the
oncology team these processes are led by the oncologist, with nurses not holding any role in
information sharing.

Prior studies have shown that 37% of advanced cancer patients in India had their prognosis
withheld by family caregivers with resulting poorer QoL, and that those with poorer
education were more likely to have prognosis withheld.31 Collusion between professionals
and families in India leads to prognosis being initially concealed for 40% of advanced
cancer patients.32 Our model illustrates the mechanisms and sequalae of these prior findings.
Due to the well-recognized common challenges of late cancer presentation in India, the
model addresses health literacy in relation to both diagnosis and prognosis.33 In our study
cancer was the index diagnosis, but comorbidity (such as those in our sample dually
diagnosed with HIV and cancer) will expose the patient to other clinical teams with
potentially different practices and preferences in disclosure and decision-making.

Clinical and research implications

To achieve health literacy, the individual must obtain, process and understand information.®
Our data suggest that current processes do not enable health literacy among patients with
cancer and suggest potentially feasible ways to improve health literacy. Firstly, clinicians
are motivated towards disclosure, and families are empowered to hold information.

Given that cancer patients prefer diagnostic and prognostic information, interventions to
support families to share information and engage patients in decision-making may be
appropriate. This is supported by the existing literature.2” In order for patients to follow
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Leventhal's model for self-regulation and disease self-management (awareness of health
threat, navigation of effective responses, formulate potential treatment actions, integrate
feedback on efficacy an progression),3* appropriate interventions to meet the first stage
(awareness) are crucial.

However, poverty will still mitigate against ability to achieve some treatment-related
decisions. The majority of the Indian population (64.5%) spend out-of-pocket for health-
related expenses.32:36 Health-related spending is a major driver of poverty, and is greater
for these with advanced disease.3” Moreover, low socioeconomic status was associated with
greater suffering at the end of life in Indian patients with advanced cancer.38

With respect to the further research necessary to improve care and outcomes, prior evidence
suggests that stigma regarding cancer and death may play a strong role in this process.3? The
data from our study suggest that causes of cancer, the diagnosis and poor prognosis may all
be stigmatizing.

4.21 Study limitations

Firstly, we recruited from three centers geographically co-located or within an hour's drive,
therefore we cannot extrapolate to other Indian regions. However, it is noteworthy that

our model explains findings from prior studies across India. Second, the interviewers were
careful to not disclose information related to their disease, but it cannot be ruled out that
the patients had more information than they were prepared to reveal and were colluding
themselves. Third, we do not have information on education and socioeconomic status of
patients or on disease stage and a larger study would be needed to identify the impact

of these characteristics on health literacy. Lastly, further research may reveal additional
challenges to health literacy among cancer patients with comorbid diseases other than HIV.

51 CONCLUSION

Universal Health Coverage requires access to essential health services, that is, prevention,
treatment, rehabilitation, and palliative care.4? This will require improved health literacy

to ensure appropriate access and decision-making, especially in light of the projections for
cancer mortality and suffering in low- and middle-income countries.3 Good communication
and informed decision-making are the hallmark of quality, person-centered care,*! and the
methods to achieve that must be feasible and acceptable for Indian clinical settings. Our
data suggest that families should play a central role in information sharing and that patient
preference must be established.
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FIGURE 1.
Model of health literacy and its impact on disclosure, decision-making and outcomes among

Indian patients and families living with cancer or cancer with HIV
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TABLE 1

Staff sample characteristics (17 = 25)

Professional designation
Doctor
Nurse
Gender
Male
Female

Institution

Kasturba Medical College?
Gov't Medical College Kerala
Father Muller Mangalore
Medical specialty
Oncologist
Radiation oncologist
Oncology surgeon
Age
20-29
30-39
240

Years of clinical experience: nurses

<5
5.1-10
10.1-15
>15

Years of clinical experience: doctors

<5
5.1-10
10.1-15
>15

11
14

16

18

3

4

(n=11, doctors only)

2

8

1

median = 35, range = 22-61
6

11

o B N W

N B~ wWwN

aOne in Mangalore and 17 in Manipal.
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TABLE 2

Patient (n7=34) and family (7= 33) sample characteristics

Type of patient
Cancer
Cancer + HIV
Gender
Male
Female
Type of family member
Spouse
Child
Sibling
Mother
Time since cancer diagnosis
<6 months
6-11 months
12-23 months

>24 months

Patients (n = 34)

20
14

12
22

17

4

5

8

Median = 52, range = 18-68
7

17

10

Family members (n = 33)

18
15

19
14

10
15

Median = 36, range = 18-66
18

12

3
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