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Abstract

Health decisions, especially in the case of critical illnesses like cancer, are complex as
they are often taken under time constraints and high stakes. Such decisions are further
influenced by various social and structural factors, such as, healthcare infrastructure,
availability of resources, economic status of the patients, among others and involve
multiple agents, such as various medical experts, patients, and family caregivers. In the
Indian scenario, these decisions are further complicated due to conditions of high patient
load and limited resources and infrastructure, particularly in government hospitals.
Further, research in India also suggests that the patients and family caregivers often rely
on doctors to take critical decisions, particularly due to high trust in their expertise. The
decision research literature is predominantly based on experiments with predefined

alternatives and goals.

The major aim of the thesis is to investigate the decision process in cancer
treatment in real-life setting from the perspective of the three main stakeholders, that is,
patients, family caregivers, and doctors, as well as laypersons’ perceptions. It investigated
the critical decisions that arise during cancer treatment, the process of taking such

decisions, and the subsequent emotional experiences of these decisions.

Using a mixed method approach, three studies were designed to explore these
objectives. Study 1 and Study 2, both qualitative in nature, sought to understand these
perspectives from the viewpoints of doctors and then cancer patients and family
caregivers, respectively. Study 3 expanded upon some important findings of the
preceding studies and explored the influence of decision-making style (paternalistic vs.

shared) and the financial status of cancer patients on various aspects of the decision
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process, including trust in doctors, patient agency, emotional distress, and attribution of

responsibility.

It was found that the critical decisions that the doctors faced were treatment-
modality related dilemmas, resource allocation dilemmas, and difficulties in
communicating the illness to the patients and their family caregivers. Interestingly, for
patients and caregivers, most critical decisions related to handling logistical and financial
issues, rather than major treatment-related dilemmas. The doctor’s decision process
entailed two aspects: technical aspect consideration of evidence, literature, guidelines,
and discussion with panel experts, and communicative aspect, sharing the decision with
patients and families. Importantly, it was found that there are no single best or optimal
decisions, but rather iterations of these two steps that helped the doctors to personalise or
tailor the decisions according to the contextual realities of the patients and their family

caregivers.

Further, both family caregivers and patients primarily relied on the doctors’
advice for taking treatment decisions, to the extent that they were often unaware of crucial
treatment details. Family caregivers often played a significant role while the patients were
less proactive in the decision process. The three stakeholders also experienced a spectrum
of negative emotions throughout the course of treatment. The thesis further highlights the
complexities involved in the decision process, including, the role of trust on doctors,
extent of patient’s agency, involvement of multiple family caregivers, significance of
effective communication among the stakeholders, the need for social support structures,
reliance on cultural beliefs, and high financial burden of cancer. Moreover, it was found
that a shift towards shared approaches does yield qualitatively superior outcomes in terms

of increased trust in doctors and patients’ agency along with reduced emotional distress.



Overall, the findings illustrate that the decision process isn't a linear trajectory
from generating choice alternatives to reaching a final decision. Critical decisions are not
made in isolation solely based on evidence. Instead, it reveals multiple layers, where
experiences, new information, continuous communication with patients, family
caregivers, medical expert, and existing information and research literature, all within a
given social context, gradually amalgamate and culminate into the ultimate decision. The
thesis makes significant theoretical, methodological, and practical contributions for the

fields of healthcare, policy development, decision-making, and psycho-oncology.

Keywords: critical decisions, decision process, cancer, patients, family caregivers,

doctors, social context
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