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It is often difficult for people with cancer to make decisions for their care. The aim of this review is to understand the importance of shared
decisionmaking (SDM) in Indian clinical scenario and identify the gaps when compared to practices in the Western world. A systematic search
(2000-2019) was executed in Medline and Google Scholar using predefined keywords. Of the approximate 400 articles retrieved, 43 articles
(Indian: 5; Western: 38) were selected for literature review. Literature review revealed the paucity of information on SDM in India compared
to the Western world data. This may contribute to patientreported physical or psychological harms, life disruptions, or unnecessary financial
costs. Western world data demonstrate the involvement and sharing of information by both patient and physician, collective efforts of the
two to build consensus for preferred treatment. In India, involvement of patients in the planning for treatment is largely limited to tertiary
care centers, academic institutes, or only when the cost of therapy is high. In addition, cultural beliefs and prejudices impact the extent of
participation and engagement of a patient in disease management. Communication failures have been found to strongly correlate with the
medicolegal malpractice litigations. Research is needed to explore ways to how to incorporate SDM into routine oncology practice. India
has a high unmet need towards SDM in diagnosis and treatment of cancer. Physicians need to involve patients or their immediate family
members in decision making, to make it a patient-centric approach as well. SDM enforces to avoid uninformed decisionmaking or a lack of
trust in the treating physician’s knowledge and skills. Physician and patient education, development of tools and guiding policies, widespread
implementation, and periodic assessments may advance the practice of SDM.
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involvement of both patient and physician to mutually build a
consensus preferred treatment. The positive outcomes, virtue,
and ethical essence of patient-centered care reinforce the need
for SDM and integration of the same in health-care practices.”!

INTRODUCTION

Background: What is shared decision-making
Considering the life-threatening course of cancer and its
emotional impact, sometimes, it is difficult for patients

to identify the most suitable treatment for them. Shared
decision-making (SDM) is an evolving practice in medical care,
and one of the several models discussed during patient treatment.
SDM is a key component to health-care policies and is being
increasingly adopted by physicians, patients, and policymakers.
The key characteristics of SDM include involvement of both
physician and patient, sharing of information by both patient
and physician, collective efforts of the two to build consensus
for preferred treatment, and mutual agreement for the planned
treatment and its implementation.!"? Figure 1 shows the
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People facing serious illnesses such as cancer have a great stake
in the decision-making process. Cancer treatment can result in
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Figure 1: Correlationship between patient and physician to build a
consensus

toxicity and lifestyle disruptions.F*! Patients are at the center
of the framework of patient-centered care, which conveys the
most important goal of a high-quality cancer care delivery
system: meeting the needs of patients with cancer and their
families. Such a system should support all patients and families
in making informed health-care decisions that are consistent
with their needs, values, and preferences.™!

Over the last decade, SDM has been gaining trends in many
countries. In the USA, the Patient Protection and Affordable
Care Act supports the patient-centered medical home models of
care to strengthen the primary health-care system in the country.
In the UK, the National Health Services has emphasized upon
the importance of SDM in health care and has enabled access
to patient decision-making aids. Patients are being informed
and physicians are being trained for collaborative planning
for care and treatment.’) The Norwegian government gives
the highest priority to health-care system, where a national
health portal is in function, having corresponding guidelines
for a standard patient pathway. Similar “Patient Rights Acts™ is
in use in Germany where informed decisions, comprehensible
information for patients, and decisions based on a clinician—
patient partnership are enforced.[¥) The Governments of
the Netherlands, Spain, and Italy have considered patient’s
right as a legal system and implementing the SDM in their
corresponding health-care systems.

In India, implementation of SDM is a challenge, knowing the
cultural and behavioral differences existing between patient,
the immediate family members, and physicians. In this review,
our aim is to identify the gaps existing between Indian and
Western world data on SDM and steps to bridge the gap
between the two.

The PRISMA guidelines for meta-analyses were adopted for a
study that was conducted in accordance with a predetermined,
nonregistered protocol. We performed an extensive literature
PubMed and the Google Scholar library database for articles
published between 2000 and December 2019. In addition,
we checked the reference lists of the reviews available for
authentication as well. Figure 2 describes the details of the
PRISMA flow and article selection. We included articles
reporting search terms “Shared decision making,” “Patient
engagement,” and “Patient empowerment.” The search results
were first screened for relevance. After reviewing, appropriate
articles were considered for study inclusion, and the data were
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Figure 2: Flow diagram of the study selection process

extracted. A total of 421 articles were retrieved, and these were
further shortlisted for patient engagement, decision-making
aids, and patient empowerment. Out of 100 articles shortlisted,
full texts of 43 articles were selected for this review after
excluding the duplicates (India: 5; Western world: 38) by
using predefined criteria. The data on SDM in Western world
and India were compared, gaps were identified, and possible
future strategy was discussed.

The growing focus on patient-centered oncology care is
increasing the demand on physicians’ time and effort to engage
patients and their families in treatment decision-making. Western
world data demonstrate that there is an increasing participation
of patients in the decision-making for the management of
disease. Patient decision roles and preferences were evaluated
in a systematic review of 115 studies from 1980 to 2007.1" The
authors reported patient preferences for shared decisions in most
patients, in 63% of the studies. Majority of the patients preferred
sharing decision roles in 71% of the studies from 2000 and later
compared to only 50% of studies dated before 2000.

Oncologists are increasingly making efforts to integrate
with patients and their families to help them with treatment
decisions. Multiple effective therapies, the complex interplay
between benefits and risks, compliance with treatment
recommendations based on evidence, and access to an
affordable option complicate the planning and implementation
of chemotherapy in cancer patients.® In an interview-guided
survey on patients from a Canadian ambulatory oncology
program who were undergoing chemotherapy or radiation
therapy (RT), or both, for cancer, of the 192 participants,
98 (51%) perceived that they were offered treatment choices
for their cancer treatment. When offered choices, patients were
more active in decision-making.

The desire and extent for participation in treatment planning
has been found to vary according to age, educational status,
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disease severity, and cultural background. People’s preferences
may vary according to the stage in the course of a disease
episode and the severity of their condition. Every patient
is unique in their own views, values, preferences, and life
circumstances. This has a strong bearing on the choices they
make when it comes to choosing an appropriate treatment
for their condition. Patients may be attracted to use a newer
treatment option, but their understating of the safety and dosing
objectives may remain suboptimal. Any uncertainty of benefit,
likely adverse effects, and estimated prognosis should be
clearly communicated and understood by the patients before
any decisions are made for proceeding to treatment.” Hence, it
is not just a question of clinical effectiveness, but of balancing
the potential benefits and harms of different available options to
find what is most appropriate for the individual, and sometimes
clinical practice guidelines not that effective in communication
with patients.['%

Decision aids or tools designed to help people participate
in decision-making about health care options are also being
applied, to help patients with advanced cancer plan and choose
and implement the required chemotherapy. One recent study
shows the involvement of patients based on the questionnaire
for SDM in a oncology setting.!''! The decision aids were
reported to be associated with stronger treatment preferences
and increased subjective knowledge. Though decision aids
only marginally improved the decision-making process,
patient well-being was not adversely impacted due to their
application.!'?!

Research has demonstrated that two-way communication,
shared understanding, and trust between patients and
health-care providers are paramount to the success of treatment.
An online survey was conducted in October 2016 showing that
out of 166 respondents (various health-care professionals),
133 from 30 different countries showed interest in joining
International SDM (ISDM). This shows that critical amounts
of health-care professionals are eager to start ISDM. 3 There
is information available on how to provide information and
engage patients in making decisions. The optimal approach
depends on the extent of participation (active, collaborative,
or passive) the patient wants or needs.

SDM is gaining acceptance in the Western world, leading
to improved communication and treatment results.

SDM in India is recognized as a key factor influencing the
doctor—patient relationships, even though it is not part of the
health-care policies.!' Limited publication by Indian authors
on SDM was found as compared to that of the Western world.
Such inadequate knowledge and lack of data may lead to
patient-reported harms including physical or psychological
harm, life disruptions, and unnecessary financial costs. India
is majorly a self-pay (out of pocket) market, and currently
involvement of the patient and family in SDM is limited.
Involvement of patients in the planning for treatment is largely

limited to tertiary care centers or academic institutes. Further,
the influence of beliefs and culture on practices and decisions
is more likely in India.['¥

Only limited studies for the application of SDM in cancer
patients in India are available. Malik et al. assessed decision
control preferences and quality of life in thirty breast cancer
patients who underwent hypofractionated RT at a tertiary cancer
care center at Hyderabad, India.l') The Control Preferences
Scale scores indicated that about 50% of the patients preferred
the treating physician to lead the decision-making and 40%
patients preferred to share the decision-making. An active
decision-making was reported in only 10% of patients.
Decisional conflicts were reported in majority of the patients.
Actual treatment decisions were made by the patient (n = 11)
or family (n = 8) alone or collaboratively by the two (n = 11).
This study reported younger age and better educational and
socioeconomic status to be significantly associated with SDM.

In a questionnaire-based study in a North Indian population, breast
cancer patients undergoing breast-conserving surgery (BCS)
versus modified radical mastectomy (MRM) revealed that
only 50% versus 30% patients (BCS vs. MRM) had a clear
understanding of the risks and benefits of both procedures in
the two arms. Surgeon alone made the decision, 54% versus
73% of BCS versus MRM procedures, showing that most of the
decisions were taken by the surgeon on behalf of the patient.!'®!

In many circumstances, patients are only involved in the
decision-making when the cost of the therapy is high. Based on
the clinical practice observation of authors of this manuscript,
they feel that there is very limited communication between
patient and health-care professionals, and in certain situations,
even the family members do not communicate the safety and
efficacy concerns of the treatment with the patient. SDM should
be encouraged because not only it benefits the patients, but
it also makes the therapy more affordable, especially in the
Indian scenario.l'”

Lack of SDM in the Indian scenario raises a poor
mental and emotional health status of patients and their
immediate family members. Hence, there is a huge
unmet need on SDM, which needs to be discussed and
implemented in India.

More than one million cases of cancer have been reported
to be diagnosed every year in India. According to the
International Agency for Research on Cancer GLOBOCAN
project, the burden of cancer in India is likely to double
in the next 20 years to more than 1.7 million by 2035. It
is important to focus on the social determinants of good
outcomes in addition to the defining the best approach to
treatment. Education is one such area that needs focus and
dedicated efforts, for example, education interventions and
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cessation assistance can improve the outcomes in smokers
with lung cancer.[']

Financial distress is a crucial factor which patients and their
family members face during the long-term cancer treatment.
Physicians make attempts to determine and help patients plan
the affordability for cancer treatment. This is primarily because
one of the key contributors to the economic burden of cancer
is the direct cost for chemotherapy. The cost of treatment is a
determinant for formulary decisions and cancer policies.!') The
rising costs of novel therapeutic agents’ limit patient access to
adequate treatment.?” The growing focus on patient-centered
oncology care is increasing the demand on physicians’ time
and effort to engage patients and their families in treatment
decision-making.

The advantages of SDM are manifold. SDM has triggered the
need for reforms in policies and treatment trends to customize
solutions for individualized patient care.'! This will make
care in oncology more focused and targeted. SDM strengthens
the bond between the patient and the treating physician and
enhances mutual respect and understanding due to collaborative
efforts.!) Decision-making aids help to optimally use time and
efforts, as these are specifically designed for components that
are clearly associated with benefits. These tools provide a
structured guidance for SDM and help to eliminate any options
that are not likely to benefit.®! Table 1 shows the advantages
and disadvantages of SDM in practice.

SDM, when effectively incorporated into clinical practice for
oncology, can help to optimize the use of available resources in
cancer management. SDM helps to choose cost-effective options
in diagnosis and treatment. These are important in conditions
like cancer, which may have a prolonged course. SDM is

Table 1: Advantages and disadvantages of shared
decision-making in practice

Advantages Disadvantages
Trigger of reforms in policies ~ Extended involvement of family,
and trends care providers, and extended health-

care teams may lead to differences in
opinions
Focused and targeted cancer Need for extensive trainings and

care effective communications
Bond between patient and Intense on time and resources
treating physician
Mutual respect and
understanding

Physician skills need to be developed

Optimal use of time and
efforts with decision tools

111 health, compromised quality of life,
and emotional distress due to cancer
may interfere with SDM
Cost-effective management
in cancer care

Inherent complexity due to the
behavioral traits and attitudes of
physicians and patients
Patient-centered care Patient preferences versus guidelines
may lead to conflicts

Quality of life for patients

SDM: Shared decision-making

also reported to improve the quality of care and life in cancer
patients.”?? SDM is central to and fosters patient-centered care.”!

SDM, however, is not devoid of limitations and disadvantages.
The extended involvement of family, caregivers, and extended
health-care teams may invite differences in opinions.** SDM
is an acquired skill and calls for extensive training and effective
communication. Time and resources need to be allocated for
SDM in treatment planning in oncology practices.?* 11l health,
compromised quality of life, and emotional distress due to
cancer may interfere with the decision-making capabilities of
the patient. Physicians should make a careful evaluation of
the support needed in patients and offer the same in a timely
manner. Moreover, not all physicians may be skilled enough
to help patients participate in decision-making.

Despite the availability of decision-making tools, there is an
inherent complexity in SDM due to the behavioral traits and
attitudes of physicians and patients.”” Oncology practices are
driven by guidelines. The compatibility of SDM with clinical
practice guidelines is still evolving, and the integration of the
two needs sustained efforts by clinicians and researchers.

From legal communication perspective, informed consent
is a technical term being used in order to secure the highest
regulatory standards, a person deserves, and there are different
models of informed consent and decision-making. Now,
patient’s involvement in decision-making is not only restricted
to informed consent, but has also involved principles of patient
autonomy and control and challenging the physician’s authority.

It is established that communication failures were found
to strongly correlate with the medicolegal malpractice
litigations. Studies have highlighted that ignoring or failing to
identify patient preferences puts clinicians at a higher risk of
litigation.””’ Poor communication with the patient and paucity
of information are the most commonly reported sources of
patient dissatisfaction in health care. Physicians’ inability to
clearly communicate with their patients due to various reasons,
to disclose the potential risks and benefits of the treatment,
and to answer their questions to the satisfaction, are common
predictors of medical malpractice claims.?* Documentation
of the use of decision support interventions in patients’ notes
could offer some level of medicolegal protection.

In India, while policies are evolving to reflect a progressive
shift in medical practice toward patient-centered care, the
approach of SDM has yet to be incorporated as standard care.
The task of training physicians with skills and techniques
required to facilitate SDM and encouraging patients to
express their view is not easy, but the rewards for both can be
considerable if implemented.

There is a large unmet need for SDM in the current clinical
scenarios in India, and gap from the Western world is high.
As compared to the Western world, in India, decision support
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Table 2: The gaps from the Western world and its possible implementation

Gaps identified

Lack of communication

Possible approach to bridge the gap

More frequent and transparent communication between patient and health-care professionals required; this includes the

involvement of immediate family members, Discussion on the pros and cons of each therapy, invite for more and more
questions (Ask-inform-Ask policy), consensus on treatment and clinical re-evaluation of the combined decision

Poor decision support system

Development of decision tools to improve the communication with patients for their preferences, for example, accredited

e-learnings for health-care professionals and patients

Health-care support is
underresourced collaborating to define valid indicators

Lack of policies or guidelines

Reform of health professionals’ curriculum, patient federation, professional bodies and insurance companies

Formation of guideline, implementation, and its periodic assessment for improvement. Inclusion of patient

representatives and industrial designers toward creating “Patient Decision Aids”

Lack of implementation in
cancer care
SDM: Shared decision-making

systems are poor, majority of patients are poor, health-care
support is underresourced and underdeveloped, and there are
lack of polices and guidelines. Majority of the Indian population
are rural in nature and majority of the focus is on just health
care rather than involvement to sacred decision-making.'*! In
addition, patients come from different cultural backgrounds;
hence, each patient should be assessed individually before
involving them in SDM. While patients feel comfortable and
empowered about knowing the disease and treatment details,
they are not willing to take the responsibility for the treatment
of choice, due to unavailability of structured support in India,
when it comes to SDM. Table 2 summarizes the gaps from the
Western world and its possible implementation.

Though the SDM in India is emerging, moving ahead requires

a structured 5-point SHARE approach to achieve the unmet

needs:

i.  Include your patient in decision-making

ii. Discuss the various treatment options for efficacy and
safety, and its comparison with others

iii. Assessment of patient’s preferred treatment

iv. Reach a consensus on the treatment

v. Evaluation of the mutual decision taken.

Health-care providers have to involve themselves to integrate
with patients more actively as partners, in decision-making
for cancer care. The integration of artificial intelligence will
aid in treatment planning, dose optimization quality, safety,
and efficiency of care.’U A collective effort of policymakers,
caregivers, and patients is required to bridge the gaps from the
Western world. Chances are high that millions of Indians are
already eager to have the conversation.

SDM is an important tool of decision-making during
cancer treatment. In India, efforts are required from
all stakeholders involved in the treatment decision, to
enforce a clearer communication to patients and their
family members.

There is a large unmet need for SDM in the current clinical
scenarios in India, and gap from the Western world is high.

Specialized training to health-care professionals on SDM in life-threatening diseases such as cancer. Train the trainer,
designing of personalized aids having risk estimates, include family members

SDM has evolved during the advancements in the diagnosis
and treatment of cancer. With an array of instruments and a
plethora of treatment options and modalities, it is important
to inform the patient and invite the patient and/or family for
the preferred choice of one over the other. Further research on
patient-centered cancer treatment outcomes and the value of
cancer treatment plans is required to fill the gaps between the
two. We also propose that a questionnaire-based future research
on oncologist’s attitude would add value further in this area.
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