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Literature Review on Palliative Care and Pain Treatment in India
Introduction

Over the past three decades, the problem of untreated suffering at the end of life and
during serious, chronic illness has risen in the consciousness of health care givers, global health
institutions and human rights advocates globally. In India, such untreated pain and suffering has
formed the impetus for sustained civil society efforts to improve palliative care provision
throughout the country and to make morphine —a strong opioid analgesic—accessible for people
with severe pain.

The World Health Organization (WHO) defines palliative care as “an approach that
improves the quality of life of patients and their families facing the problem[s] associated with
life-threatening illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and other problems, physical,
psychosocial and spiritual” (2002). The WHO estimates that 40 million people worldwide need
palliative care each year, yet only 14% of people dying with severe pain currently receive it
(2016a). While the availability of palliative care in India is even more limited, innovative models
have come from India, particularly from the southern state of Kerala (S. Kumar 2013).
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Figure 1: Map of India, including States and Territories (http://d-
maps.com/carte.php?num_car=24868&lang=en). See Kerala at India’s southern tip.




The goal of this literature review is to provide background in which to ground my
research on palliative care in the Indian states of Kerala and Uttarakhand. Specifically, my
research will seek to understand the barriers, strategies, strengths, weaknesses, and opportunities
facing palliative care and pain treatment efforts in these two states.

India is a country of tremendous geographic, linguistic, social and economic diversity.
This diversity manifests in many ways, including in state-level health and health care disparities
that include palliative care (McDermott et al. 2008). After a successful national campaign to
change morphine regulations, palliative care advocates in India appear focused on making state
by state progress (M. R. Rajagopal 2015a; Vallath et al. 2016). Therefore, empirical study of
inter-state variation in palliative care capacities and barriers is likely to be valuable and timely
for advocacy. This literature review aims to provide a foundation—in palliative care’s meaning
and history, in the Indian health care system, and in existing studies of Indian palliative care.
This foundation will support my original research.

Few robust, empirical studies and systematic reviews of palliative care outcomes in India
exist (Gielen, Bhatnagar, and Chaturvedi 2015; Singh and Harding 2015). Still, the founding of
the peer-reviewed Indian Journal of Palliative Care (IJPC) in 1994, as well as collaboration
between Indian palliative care doctors and international researchers have facilitated research and
publishing on palliative care in India (M. Rajagopal, Joranson, and Gilson 2001; Wright, George,
and Mingins 2004; M. R. Rajagopal, Karim, and Booth 2017). Furthermore, some young Indian
clinician-researchers are taking interest in the field of palliative care (M. Gupta et al. 2016;
Sunilkumar, Boston, and Rajagopal 2015).

Beyond empirical studies, a number of key “essays, commentaries and viewpoints on
emerging themes” in Indian palliative care exist (S K Chaturvedi 2008, 612; Jan Stjernsward
2005; S. Kumar 2013). Also, at least one non-academic empirical study on pain treatment and
palliative care—conducted by Human Rights Watch—has proven important for advocacy in
India (2009b). While not based in academic research, the insights and tensions within these
pieces are valuable windows into Indian palliative care, and can spark ideas for meaningful
research going forward. Therefore, I have cited some of these essays and viewpoints in this
paper, identifying when I am drawing from a perspective piece versus an empirical study.

This literature review will culminate in a survey of evidence on some key themes:

1) challenges, dilemmas or barriers to palliative care in India
2) strengths and weaknesses of palliative care in India
3) opportunities to advance and strengthen palliative care in India.

The above themes are adapted from the Strengths, Weaknesses, Opportunities and
Threats (SWOT) framework for strategic planning (Daemmrich 2016). Developed and refined
since the 1960s, the SWOT framework has become a cornerstone of strategic planning in many
fields, from business and non-profit management to health care (2016). The framework holds
that in order to improve a system, its members must reflect on the strengths and weaknesses
internal to the system, as well as the opportunities and threats facing the system from the outside.
Taken together, this evaluation provides essential background for strategic planning and
decision-making. Some health care researchers have used SWOT analysis to evaluate palliative
care capacity and plan for improvement in Europe and Latin America (Tomasovic 2005;
Pastrana, Centeno, and De Lima 2015). However, such an analysis has not been attempted in



India. Before investigating the literature for SWOT-related themes in Indian palliative care,
however, some background on palliative care and the Indian health care system is essential.

The first section of this literature review will discuss the definition and history of
palliative care, with special attention to India. Palliative care has certain defining principles,
many of which developed from the work of Dr. Cicely Saunders in 1960s. These principles have
informed the present WHO definition of palliative care, which resonates with diverse models
from around the world. However, the meaning of each element of the WHO definition —from
“life-threatening illness,” to “psychosocial and spiritual” problems, to “family” —can vary
greatly across socioeconomic and cultural contexts. Therefore, this chapter will describe some of
the models of palliative care developed in India, and the findings of some empirical studies and
commentaries on the meaning of palliative care’s different domains in India.

The second section will focus on the need for palliative care in India. Numerous
arguments regarding the need for palliative care around the world and specifically in India have
been made. This section will review issues of low morphine availability and consumption; the
rise of chronic non-communicable disease in India; empirical evidence of the needs and suffering
of Indian patients who reach existing palliative and tertiary care settings; and human rights-based
arguments for palliative care and pain treatment. This section addresses the “why” of my thesis.

The third section will discuss the structure of the Indian health care system. Palliative
care providers operate within and alongside the existing government and private health care
system in India. This system’s resources, capacities and shortcomings deeply affect palliative
care patients, families and providers. A primer in Indian health care will provide essential
background for understanding the fourth and final section: evidence about the challenges,
strengths, weaknesses and opportunities of palliative care in India.



Section 1:
Defining Palliative Care: History, Concepts and Indian Models

Across cultures and contexts, human beings have developed varied practices for
tending to the needs of people who are seriously ill and dying. Indeed, in India, “home-
based spiritual and religious care of the dying” has a long-standing history (S K
Chaturvedi 2008). Since the 1960s, movements to organize and improve care for people
with terminal illness have gained momentum globally. These movements have together
generated the concept of the modern Hospice—a place for residential, holistic, evidence-
based care for people with terminal illness. The ideas of Hospice eventually gave birth to
modern palliative care, whose basic goal is to improve quality of life for seriously ill
patients and their families by controlling burdensome symptoms and providing holistic
support. As palliative care has spread globally, it has taken distinctive forms to meet the
needs of diverse populations.

History of Palliative Care

The birth of present-day palliative care has been widely attributed to the work of
Dame Cicely Saunders in England in the 1960s (Clark 2016). Saunders —who trained as a
social worker, nurse, and eventually a doctor—wished to care for patients dying from
cancer. She set out to found a modern Hospice facility that would alleviate the suffering
of patients dying from cancer while researching and disseminating good practices in end-
of-life care. Christian faith was a central driver for Dr. Saunders’s work. However, the
eventual guiding values of the movement Saunders and her collaborators founded were
ecumenical (Saunders 2000).

Saunders and her colleagues researched the care needs of people with terminal
cancer in a manner that was vital to establishing palliative care as a distinct field of
medicine. Hospice historian David Clark has described how public attention to cancer
grew in Britain in the 1950s, but the medical system was more focused on seeking cures
than on attending to the distress of patients (Clark 2007, 431). However, studies by health
care providers and social scientists at the time began to generate evidence about the social
and clinical care needs of people dying from cancer (2007, 431). Saunders and her
supporters contributed to this momentum when they founded St. Christopher’s Hospice in
1967 in London. The Hospice became a center of groundbreaking research on end-of-life
care. In particular, the studies at St. Christopher’s on pain relief techniques were
particularly important in defining the field of palliative care.

The Significance and Interpretation of Pain

Saunders and her collaborators observed that unrelieved pain was a serious
problem facing many people with advanced cancer (Clark 2007, 432). She conducted
tape-recorded interviews with hundreds of patients to understand the factors contributing
to their pain (Saunders 2000, 9). From this process of listening to patients, Saunders
developed a concept that is foundational in palliative care to this day: “total pain.”



Total pain conceptualizes patients’ pain as having many domains, including and
beyond the physical. Saunders writes, “physical, emotional and social pain and the
spiritual need for security, meaning, and self-worth” all affect a patient’s pain experience
(2000, 9). This holistic understanding of pain offered a framework for caregivers to
understand and treat a patient’s suffering. This diagram by Dr. Robert Twycross, a St.
Christopher’s research fellow, demonstrates how different domains may contribute to
total pain (2005):

Physical

Other symptoms

Undesirable effects of treatment
Insomnia and chronic fatigue

'

Psychological Social

Anger at delays in diagnosis Total Worry about family and finances
Anger at therapeutic failure . Loss of job prestige and income
Disfigurement pain € Loss of social position

Fear of pain and/or death Loss of role in family

Feelings of helplessness Feelings of abandonment and isolation

Spiritual

Why has this happened to me?

Why does God allow me to suffer like this?
What’s the point of it all?

Is there any meaning or purpose in life?
Can | be forgiven for past wrongdoing?

Factors influencing perception of pain

Figure 2: Total Pain: Factors influencing the perception of pain come from physical, social,
psychological and spiritual domains (Twycross 2005, 22).

Research at St. Christopher’s hospice also contributed to understanding of pain
treatment, particularly the role of morphine in analgesia. In one of the Hospice’s first
studies, Twycross studied existing analgesic cocktails and identified morphine as the key
therapeutic component (Clark 2007, 432). He continued to study and then teach about the
safety and efficacy of oral morphine for alleviating pain in advanced cancer, and
eventually for breathlessness in advanced chest and neurodegenerative diseases
(Twycross 2005). Dr. Saunders also developed and taught the practice of administering
analgesics on a schedule to prevent the needless re-emergence of pain (Clark 1999, 731).



International Collaboration

Since its origins, palliative care has been formulated through collaboration and
correspondence between practitioners and advocates worldwide (Clark 2016). In a
retrospective essay, Cicely Saunders noted that the palliative care movement has “shown
it can flourish in different cultures, each initiative with its own characteristics, but with
the common aim that people should be helped not only to die peacefully, but to live until
they die with their needs and their potential met as fully as possible” (2000, 11).

From the 1970s onward, international conferences on end-of-life care took place
(Clark 2007, 434), and these began in India in the 1990s (Chaturvedi and Chandra 1998).
Over time, palliative care providers from different countries and regions developed
professional associations —from the United States and India, to Latin America, Asia-
Pacific and Africa—as well as international associations with global membership. These
groups have facilitated sharing of information and advocacy resources (2007, 434). They
also have undertaken studies of regional barriers to palliative care (Pastrana, Centeno,
and De Lima 2015).

Evaluating Palliative Care

In the twenty-first century, clinical researchers, particularly in the United States,
have studied the efficacy of palliative care interventions in terms of patient-reported
outcomes. Historian David Clark has argued that these studies have helped palliative care
become defined and recognized as a medical discipline (Clark 2016). For example, Temel
et al. conducted a seminal study of outcomes for patients with metastatic non-small-cell
lung cancer randomized to receive regular oncologic care alone or with early palliative
care (2010). In the study, palliative care was defined as meeting and having access to a
team of trained palliative care physicians and nurses focused on “management of
symptoms, psychosocial support, and assistance with decision making” (2010, 734). The
study found that patients receiving palliative care reported significantly better mood and
had more documentation of their care preferences. Patients also had both significantly
longer survival (on average 3 months) and less aggressive care at the end of their life.
This study has been widely cited by the palliative care community, and shows the
tremendous promise of palliative care. At the same time, it focused on one model of
palliative care and one specific patient group in a high-resource setting.

In India—a setting of diverse palliative care models and limited health care
resources—a 2015 systematic review found four studies reporting outcomes of palliative
care interventions (Singh and Harding 2015). These few studies also show promising
findings, which I will discuss later in this section.

A number of studies have attempted to compare palliative care activity
internationally. For example, the International Observatory on End-of-Life Care
developed a detailed methodology for categorization of countries (or states within a
country) into four groups: “no known hospice-palliative care activity,” “capacity building
activity,” “localized hospice-palliative care provision,” and “services...reaching a
measure of integration with mainstream service providers” (Wright et al. 2008;
McDermott et al. 2008). These categories do not assume that palliative care services are
structured a certain way, but rather express the degree of coverage and mainstreaming of



palliative care. In contrast, another study of palliative care capacity, conducted by the
Economist Intelligence Unit, is their “quality of death” index (2010; 2015). This index,
which was not peer-reviewed, uses a variety of quantitative and qualitative indicators to
rank countries around the world numerically based on overall “quality of death.” The
Economist Intelligence Unit’s reports have been cited by advocates of palliative care in
India as evidence of the need for more palliative care (M. R. Rajagopal 2016). At the
same time, Zaman et al. warns that this kind of study may contain an underlying
assumption of “one future” for palliative care globally (2017). In Zaman et al.’s view, the
Economist’s studies suggest that the highly medical and resource-intensive model of
palliative care predominating in Western Europe, the United States, and some other
wealthy countries is the model toward which all should be progressing. Zaman et al.
argues that palliative care providers should be open to innovation from all parts of the
world and to the idea that there are “multiple futures” for palliative care. This seems very
consistent with the ethos of “openness” propounded within palliative care itself (Saunders
2000, 8).

Involvement of the World Health Organization in Advancing and Defining
Palliative Care

The early research on end-of-life care at St. Christopher’s Hospice and other
institutions eventually spurred the World Health Organization’s (WHO) decision to take
up cancer pain as a global health problem. In the 1980s, the international non-
governmental organization acknowledged that an estimated 5.5 million people with
cancer were dying each year without adequate pain relief. They began to develop user-
friendly guidelines for pain treatment (World Health Organization 1986). They also laid
out three key domains for improvement of global pain treatment: 1) education of health
care providers, 2) public policy improvement, and 3) efforts to increase the availability of
essential drugs, specifically morphine (J. Stjernswird, Colleau, and Ventafridda 1996).
Initially, this effort was focused on treating cancer-related pain, with an intention to
extend into a holistic palliative care approach over time (1996).

The WHO facilitated international communication and idea sharing in pain
treatment through a growing network of collaborating centers and demonstration projects
(J. Stjernswird, Colleau, and Ventafridda 1996, 70). Collaborating centers developed
expertise in different domains like policy, research and training, while demonstration
projects created models for palliative care delivery in a range of countries and in low-
resource settings. Kerala, India is home to both an early demonstration project and
present-day collaborating centers (Ajithakumari, Kumar, and Rajagopal 1997; S. Kumar
2013).

The WHO Definition of Palliative Care

Through its global activities, the WHO has developed and updated its own
definition of palliative care. The first definition in 1990 focused on pain relief for cancer
patients not responsive to curative treatment. However, the present definition from 2002
reflects an evolution in thought over time, and is cited around the world (M. R. Rajagopal
et al. 2017). The 2002 definition is more expansive: it does not limit palliative care to a



specific diagnosis, and it includes the patient’s family, psychosocial needs and spiritual
needs as foci of care. The WHO now defines palliative care as “an approach that
improves the quality of life of patients and their families facing the problem[s] associated
with life-threatening illness, through the prevention and relief of suffering by means of
early identification and impeccable assessment and treatment of pain and other problems,
physical, psychosocial and spiritual” (World Health Organization 2002).

The definition enumerates specific aspects of palliative care, including “a support
system” for patients to live as actively as possible until death, and for families’
bereavement; “a team approach” to address needs holistically; and applicability of
palliative care “early in the course of illness, in conjunction with other therapies that are
intended to prolong life.” The definition notes that palliative care intends “neither to
hasten or postpone death,” but that it “will enhance quality of life, and may positively
influence the course of illness.”

This definition indicates much about palliative care. First, it describes the goal of
palliative care as “improved quality of life,” involving the assessment and holistic
treatment of suffering. With such a broad mandate, it is no wonder that palliative
caregiving requires a multi-disciplinary team. The definition also specifies that palliative
care aims not to prolong life but to help patients achieve comfort and function—the
ability to do daily tasks and things they love in their remaining lifespan.

The definition also describes the beneficiaries of palliative care as “patients and
their families.” This means that care for the patient extends to include family, guiding
them through caring for their ill family member and providing bereavement support after
a loved one’s death.

Furthermore, the definition also selects “life-threatening illness” as the indication
for palliative care, moving away from a disease-specific definition and allowing for a
context-dependent evaluation of which conditions are “life-threatening.” For example, in
India, some palliative care programs serve people with quadriplegia and paraplegia,
whose lives are indeed threatened by their condition in a setting without accessible
rehabilitation medicine programs (M. R. Rajagopal et al. 2017).

Importantly, the WHO definition also affirms that curative, disease-directed
treatment may continue alongside palliative care, as this globally popular illustration
depicts:



Continuum of Palliative Care

) ) Active Minimal No
Diagnosis disease disease disease
directed directed directed Death
treatment treatment treatment
Bereavement
Screening v!/ J’,
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EOLC
Curative Care

Course of illness

v

Figure 3: Continuum of Palliative Care (Indian Association of Palliative Care 2014). EOLC = End of
Life Care.

This concurrence with curative treatment means that palliative care both includes and
goes beyond the concept of hospice, which focuses on care at the end of life.

Defining Palliative Care Across Cultures and Contexts

The WHO definition of palliative care appears relevant across cultures. Empirical
studies have investigated variation and consistency in the core elements of palliative care
that are valued across cultures and ethnicities. For example, in 2010, a Canadian research
team systematically reviewed qualitative studies of how hospice and palliative care is
conceptualized by cultural minorities within pluralistic societies—including studies
focused on South Asians, African Americans, Latinos, Jews and others engaged in
palliative care in the US, UK, Canada and Australia (Bosma, Apland, and Kazanjian
2010). The main finding was a striking unity among concepts of hospice and palliative
care between these diverse groups. These concepts included (1) “pain and symptom
management,” (2) “tending to unfinished business,” (3) “spiritual and religious care,” (4)
“support to family, friends and professional care providers” and (5) “quality of life and
care choices,” informed by the patient and their families’ preferences and goals (Bosma,
Apland, and Kazanjian 2010, 512-17).

While core concepts may be shared, empirical studies have also demonstrated that
the meaning of “quality of life,” “spiritual and religious care” and a good death vary
between and within cultures (Venkatasalu, Seymour, and Arthur 2014). Therefore, the
WHO has sought to advance a definition and model of palliative care that is adaptable to
different circumstances around the world (Jan Stjernswérd, Foley, and Ferris 2007).

Defining Palliative Care as a Public Health Issue



Given the population-level need for supportive care in advanced illness and dying,
the WHO has advocated defining palliative care as a global public health issue.
Stjernswird et al. of the WHO have written that a public health strategy “offers the best
approach for translating new knowledge and skills into evidence-based, cost-effective
[palliative care] interventions that can reach everyone in the population” (2007, 486).
Sustainable, population-level coverage is the goal of this public health approach
(Sepilveda et al. 2002, 91).

Both Sepulveda and Stjernswird et al. from the WHO argue that the public health
approach requires commitment from governments to incorporate palliative care into all
levels of their existing health system —from primary to tertiary care. Stjernswérd et al.
add that programs are more likely to succeed when “owned by the community [and]
society through collective and social action” (2007, 486). This public health model of
palliative care implementation was recently endorsed by the World Health Assembly
(2014), and is in progress in Kerala, India and a few other settings globally (Jan
Stjernswird, Foley, and Ferris 2007).

The public health model has two distinctive pillars, 1) government enactment of
policies to make palliative care available at all levels of care—from primary care clinics
to specialty hospitals; and 2) community mobilization to provide and help people access
care. While this model has contributed to agenda-setting and progress in some countries,
including India, moving beyond localized palliative care projects to integration with
government health policies has been limited globally (Sepulveda et al. 2002, 91).
Furthermore, the issue of community involvement in palliative care—as endorsed by the
public health model —has been debated in India. We will examine this debate in
upcoming sections.

Defining Palliative Care as a Medical Specialty and Profession

Care of people with life-threatening illness has become increasingly
professionalized through research activities and the establishment of professional degrees
and associations for palliative care.

While the WHO definition does not emphasize professional caregiving, this
definition of palliative care published recently in the New England Journal of Medicine
does:

“Palliative care is interdisciplinary care (medicine, nursing, social work,

chaplaincy, and other specialties when appropriate) that focuses on

improving quality of life for persons of any age who are living with any
serious illness and their families. By treating pain, other symptoms, and
psychological and spiritual distress, by using advanced communication
techniques to establish goals of care and help match treatments to those
individualized goals, and by providing sophisticated care coordination,
palliative care provides an added layer of support to patients, their loved
ones, and treating clinicians. Ideally, palliative care is initiated at the time

of diagnosis and is provided concordantly with all other disease-directed

or curative treatments” (Kelley and Morrison 2015, 747).

While resonating with the WHO’s definition and Cicely Saunders’ early principles, this
definition of palliative care refers to “disciplines,” “specialties,” “advanced
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communication techniques” and “clinicians” —all indications of the need for special
training to provide palliative care. In a similar vein, Khosla, Patel and Sharma of the
Regional Cancer Center in Chandigarh, India began their definition of palliative care as
“a health care specialty” (2012).

A large body of palliative care expertise has been developed since the 1960s, and
there is some tension between considering palliative care primarily as a medical
profession or a community task. This debate is alive in India, where the most pressing
question is how to extend quality palliative care to a vast population in need (H. Gupta
2004b; Stjernsward 2005; M. R. Rajagopal 2015a). As we will explore more deeply in
Section II, the growing burden of non-communicable diseases such as cancer and stroke,
and the aging of India’s population have increased the need for palliative care services.
Furthermore, access to pain relieving medications is limited, and some states lack even a
single center for palliative care services (McDermott et al. 2008; S. Kumar 2013, 218).
Nevertheless, India is home to innovative and diverse models of palliative care. In order
to further define palliative care, we will now examine some of these models.

Models of Palliative Care in India

Descriptions of care models are a central part of the literature on Indian palliative
care. A recent systematic review of palliative care evidence from South Asia found that
most publications were descriptions of models of care in India (Singh and Harding 2015).
Since the late 1980s and 1990s, many programs—run mainly by private not-for-profit
organizations—have developed across the country, in Kerala, Maharashtra, Delhi,
Karnataka, Assam and more (McDermott et al. 2008). We will begin with Kerala, whose
distinctive model has been recommended by the WHO for implementation in other
developing countries (World Health Organization 2016b).

The Kerala Model: Community Participation and Public Health Integration

About two-thirds of India’s palliative care services are delivered in the southern
state of Kerala, which is home to only 3% of the country’s population (S. Kumar 2013,
218). Commentators have attributed the success of palliative care in Kerala to the state’s
high literacy rate (nearly 94%, whereas India’s average is 74%) and the presence of
ambitious leaders in palliative care (M. R. Rajagopal 2016). Together, doctors, nurses
and lay volunteers in Kerala developed a model of long-term and palliative care
emphasizing active participation of the community in providing home-based care. The
premise of the system is that the care of people with chronic and serious illness is a
community responsibility, because needed care goes beyond what medical personnel can
provide, especially where medical resources are scarce (Paleri and Numpeli 2005).

In 1993, two anesthesiologists and a layperson founded the Pain and Palliative
Care Society (PPCS), which began to operate a pain and palliative care clinic out of the
government medical college in Calicut, Kerala. This team included Dr. M.R. Rajagopal,
now considered the “father of palliative care in India.” PPCS was designated from its
early stages as a WHO Demonstration Project for palliative care in low-resource settings.
From PPCS’s spark, other non-profit palliative care services caught on throughout
northern Kerala.

11



Eventually, PPCS founders realized that outpatient activities in which volunteers
had only limited, prescribed roles were inadequate “in terms of coverage and... other
dimensions of total care” for patients (S. K. Kumar 2007, 624). According to Paleri and
Numpeli, PPCS founders noticed that new centers led by community volunteers rather
than doctors were more successful in reaching many patients and raising local funds to
support the services (2005). While medical personnel initially resisted, the leadership of
volunteers freed health professionals to focus on the medical needs of the patient.
Therefore, an emphasis on training thousands of laypeople in basic principles and skills
of palliative care began (2005).

To this day, trained volunteers are founding and leading the day-to-day operations
in a network of non-profit programs throughout Kerala (Paleri and Numpeli 2005). These
volunteers identify patients in need of care (anyone who is seriously chronically ill, frail
and bedridden), provide counseling, transportation and other social support to patients
and families, raise local funds to sustain free services, and invite specialized medical
personnel as needed to provide the medical aspects of palliative care.

As Kumar, a PPCS founder, has noted, “a good percentage of families are
financially broken by the cost of prolonged treatment by the time the patient registers
with the palliative care unit” (S. Kumar 2013, 219). Because the philosophy of palliative
care includes the total, psychosocial care of the patient and family, community-based
teams in Kerala seek to support those devastated by the cost of prior medical treatment.
Kumar (2013, 219) has written that they support needy patients and families with:

* Regular food rations to prevent hunger;
* Financial support for education of children in illness-affected households to
prevent school drop-out;
* Free transportation to the hospital when needed, which can otherwise be
prohibitively costly;
* Vocational rehabilitation and training of some patients and/or family members for
income-generation;
* Direct financial support to poor patients in emergencies;
* And linkage of patients with community institutions and government schemes that
can provide more help, including financial support for curative care.
These are considered important aspects of palliative care in the Kerala model, given the
effect of poverty on quality of life.

12



From the 1990s until 2008, nearly all palliative care programs in Kerala were not-
for-profit volunteer-led initiatives providing free services using locally available
resources. Proponents of this model emphasize that it aligns with principles of “Health
for All” expressed in the World Health Organization’s Alma-Ata declaration (S. K.
Kumar 2007, 624) and of Gandhian self-reliance (Stjernsward 2005). The WHO’s
Stjernswérd has also stated that the “community approach is the only realistic model for
achieving significant coverage of care for two thirds of the world’s terminally il —those
in low-and-middle income countries (2005). In fact, the public health approach to
palliative care advocated by the WHO suggests that the foundation of care should be a
community-owned approach like Kerala’s (Stjernsward 2007). In this model, palliative
care specialists have an important role, but one which is relatively smaller than the role of
the community.
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Figure 4: Public Health Framework of “Palliative Care for All” (J Stjernsward 2007, 53).

Ms. Harmala Gupta, a cancer survivor and founder of a home-based palliative
care service for cancer patients in Delhi, has articulated a critique of the community-led
Kerala model. She has questioned the quality of volunteer-led palliative care services
(2004b), and expressed concern for patient confidentiality and safety in this model
(2005). Indeed, she wonders if services led by volunteers rather than a professional multi-
disciplinary team can fulfill the definition of palliative care (2004b, 601).

Stjernswird of the WHO has responded by emphasizing the values of equity and
coverage, which are strong in the Kerala model and the WHO public health approach to
palliative care (2005). He argues that “quality” is not very meaningful without sufficient
coverage of people who are bed-bound and seriously ill. Stjernswird expressed doubt that
multi-disciplinary specialist palliative care—reliant on human resources with extensive
training —is a realistic model to reach all in need. Yet, as in the diagram above, he writes
that “both approaches are needed, and one should not exclude the other” (2005).
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Empirical studies of service quality and patient satisfaction in Kerala, and of
unmet need throughout India, are needed to inform this debate. Unfortunately, there is a
dearth of evidence on palliative care outcomes in Kerala. The one relevant study
identified by Singh and Harding had major methodological limitations, such as
convenience sampling and unclear data collection methods in a small, quantitative study
of patients in community-led home care (Santha 2011). However, a robust study from the
neighboring state of Tamil Nadu found that physical quality of life and perceived
psychological support were significantly higher among a random sample of the elderly in
46 villages with “community-managed palliative care,” in comparison to a sample from
47 control villages (Dongre et al. 2012).

Further Developments in the Kerala Model

In 2008, the Government of Kerala created a policy to increase palliative care
coverage in all of Kerala. The policy centers on provision of home care services by
trained community nurses connected to primary health centers at the village level
(Government of Kerala 2008). The policy also involves training of health care
professionals and volunteers in palliative care principles. In a situation unique in India,
the public sector now accounts for the majority of home care services delivered in Kerala.
According to Kerala palliative care pioneer Dr. Suresh Kumar, the government’s
involvement was sought to provide coverage and sustainability of services that NGOs
were not able to achieve (2013, 219).

From 2008 to present, government capacity for palliative care has grown
dramatically, but has not been evaluated much empirically. One proxy measure for
palliative care coverage and quality is per capita medical morphine consumption. A
quantitative study found that per capita morphine consumption in Kerala reached 1.56
mg/capita in 2015, with 48% of morphine provided by government palliative care
entities. 1.56 mg/capita is much higher than the national figure of 0.11 mg/capita,
indicating relatively more robust delivery of pain treatment in Kerala (M. R. Rajagopal,
Karim, and Booth 2017). At the same time, this is lower than the global mean
consumption level of 6.27 mg/capita, and much lower than the estimated need (2017, 3).
Therefore, despite the many positive aspects of Kerala’s palliative care progress, some
barriers remain to full coverage and access to pain relief.

The Kerala model of palliative care—both in community participation and
government support—is very much aligned with the public health model promoted by the
WHO. Indeed, the achievements in Kerala have shaped the WHO model and provided
organizational and training practices they now endorse for global implementation (World
Health Organization 2016b). Still, other models of palliative care also have an important
place in palliative care in India today.

Professional Home Care and Hospice Models

Beyond Kerala, many of India’s palliative care programs are home-visiting
services provided by multi-disciplinary teams (McDermott et al. 2008). This home care
model in India is very similar to models dominant in Western countries, and involves a
team with specialized palliative care training including a nurse and doctor (Kishore S.
Rao 2006; Rajvanshi, Sharma, and Mohan 2015; Dhiliwal and Muckaden 2015). Some
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programs, such as CanSupport in Delhi and Bangalore Hospice Trust include a trained
counselor in their home care teams to provide psychological assessment and support of
the patient and family (Kishore S. Rao 2006; Banerjee 2009). The vehicle driver is also
considered an essential member of the home care team (H. Gupta 2004a; Iyengar 2017).
While volunteers play various supporting roles in these programs, the team leaders are
palliative care professionals.

Professional-led home care programs may receive referrals from affiliated
hospitals, or by direct outreach of patients and families. This referral method contrasts
with the Kerala model, wherein community volunteers or government community health
workers often provide the initial contact between patients, families, and trained palliative
care teams. Another contrast with the Kerala model is that some prominent home care
programs focus exclusively on patients with cancer (Kishore S. Rao 2006; Rajvanshi,
Sharma, and Mohan 2015; Dhiliwal and Muckaden 2015), though their model could be
used to care for patients with other conditions.

Still, there are similarities between the community and professional-led models.
Both kinds of home care programs in India are broadly charitable and donor-funded
(Kishore S. Rao 2006; Rajvanshi, Sharma, and Mohan 2015). For example, the Rotary
Club supports the Bangalore Hospice Trust, and locally collected donations fund many
palliative care NGOs in Kerala. This allows programs to provide care and medicines for
free. Furthermore, community and professional-led programs both emphasize teaching
family members caregiving techniques, such as administering medicines, preventing
bedsores, and caring for nasogastric tubes and tracheostomies (Dhiliwal and Muckaden
2015; Rajvanshi, Sharma, and Mohan 2015). Some also offer extensive training to their
staff and to visitors wanting to replicate their programs elsewhere in India (Kishore S.
Rao 2006; Rajvanshi, Sharma, and Mohan 2015). Lastly, some home care programs have
relationships with inpatient hospice facilities to allow for round-the-clock care of patients
with symptoms that are uncontrollable at home (Kishore S. Rao 2006). However, there
are very few residential hospices in India (McDermott et al. 2008). Based on commentary
articles, the hospices that do exist appear to be innovative and tailored to the cultural
environment in which they have been built (Burn 2001, 161; Kishore S. Rao 2006).

There are few empirical studies of the outcomes of multi-disciplinary, specialized
home care programs in India, but the available evidence is encouraging. For example,
Dhiliwal and Muckaden found that pain and symptom burden among cancer patients
significantly decreased between the first and second visit of a palliative home care
program in Mumbai (2015).

Hospital-based Palliative Care Services

Some of the first palliative care programs in India were outpatient clinics of
tertiary hospitals, medical colleges and cancer centers (Ajithakumari, Kumar, and
Rajagopal 1997). These clinics can be important referral resources for clinicians who are
otherwise unfamiliar or uncomfortable with managing severe pain and other symptoms,
as well as for patients and families who feel their needs are not being met in the
mainstream system (Lebaron et al. 2014).

The formation of small consulting teams of palliative care nurses and physicians
within hospitals is also being considered as a model for improving pain treatment and
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introducing palliative care throughout India and parts of Africa. Additionally, the
Government of India has nominally incorporated palliative care as a pillar of its cancer
control strategy, so designated cancer centers across the country are expected to offer
palliative care services (Ministry of Health and Family Welfare 2008).

Few hospital-based programs in India have been studied empirically. One
prospective observational study of patients receiving palliative care in a teaching
hospital’s oncology clinic found significant improvements in quality of life and
reductions in pain (Bisht et al. 2010). However, the design of the palliative care
intervention was not clearly described in the article.

Given the limited empirical study of these care models, assessing their strengths
and weaknesses through a case study could be helpful. It may also lend new voices to
existing debates over the roles that different models should have in Indian palliative care
going forward. The question of whether palliative care ought to be a professional or
community-led service remains salient within Indian and global palliative care.

Conclusion

This section has examined some of the history, core elements and definitional
tensions in palliative care, particularly as manifested in India. While debates continue,
what is clear is the vast need for palliative care. The next section will describe empirical
evidence of this need, focusing on India. I will also touch on rights-based arguments for
pain and palliative care provision. This is the “why” of palliative care, and of this thesis.

: http://treatthepain.org/pain%20free %20hospitals.html, Accessed August 15,2017.
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Section 2:

What arguments have been made regarding the need for pain treatment and
palliative care in India?

The need for palliative care has gained increasing recognition around the world
since the 1970s (Clark 2016). The WHO estimates that 40 million people worldwide are
in need of palliative care each year, and only 14% of those in need of end-of-life care
currently receive it (World Health Organization 2016a).

Advancing understanding of the need for palliative care has occurred through
many synergistic efforts, including research, public awareness-raising, and transnational
collaboration between palliative care providers, policy analysts and human rights
advocates (S. Kumar 2013; Clark 2016; Vallath et al. 2016). These efforts have generated
diverse evidence —from clinical research to human rights investigations —that all
illuminate the need for palliative care.

This section will review key evidence of palliative care need. I will focus on
India, where this evidence includes epidemiologic patterns of rising non-communicable
disease burden; research on physical and psychosocial suffering of patients with
advanced diseases; data on the persistent lack of morphine accessibility; and efforts to
establish a right to pain treatment and palliative care based on international human rights
agreements and the Indian Constitution. As the reader will see, there are vast numbers of
people in India who need palliative care in order to live and die without needless
suffering; however, only 1-4% of those are estimated to be receiving palliative care (M.
R. Rajagopal 2015a; Human Rights Watch 2009b).

Evidence from Epidemiology and the Burden of Disease

Like many developing countries, India is experiencing an epidemiologic shift in
which chronic, non-communicable diseases (NCDs) such as cardiovascular disease and
cancer are becoming major causes of death and disability (Mallath et al. 2014; World
Health Organization 2014). Tobacco use, pollutant exposure, diets high in sugar, and
increasingly sedentary lifestyles are all noted risk factors in this transition. The growth of
the elderly population in India is also a reflection of a decreased communicable disease
burden, and it evidences the need for forms of long-term supportive and palliative care
for the elderly (National Sample Survey Office 2006). India’s population of older adults
is expected to reach 140 million by 2021 (S. Kumar 2013).

The distribution of the older adult population in India varies by state. States with
more robust social determinants of health often have more adults living into old age. In
addition, older adults in urban areas appear to have relatively more illness than those in
rural India (National Sample Survey Office 2006, 15). However, the need for supportive
care in rural areas is likely high due to urban migration of young people, which can
deplete direct family support for the aging, sick and bed-bound in villages (The
Economist Intelligence Unit 2010, 9).
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The Double Burden of Disease

In addition to the rise of non-communicable diseases, infectious diseases continue to be
prominent causes of death and life years lost in India. This co-occurrence of
communicable and non-communicable disease prevalence creates what public health
practitioners have called a “double burden” of disease in India and many low and middle-
income countries, presenting a health policy and resource challenge (Mallath et al. 2014,
4). Below is a chart representing the leading causes of mortality in India as of 2010,
which illustrates this double burden.

|Proportional mortality (% of total deaths, all ages) |

Injuries
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Communicable,

maternal, Cancers
perinatal and 6%
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diseases
11%
Other NCDs Diabetes
10% 2%

Figure 5: Mortality Distribution for India, 2010 (World Health Organization 2011). Dark blue pieces
represent non-communicable diseases, while light blue pieces represent other causes of death. CVD =
cardiovascular disease, NCDs = non-communicable diseases.

While infectious diseases continue to cause too many deaths, particularly among
the poor, non-communicable diseases and injuries now account for an estimated 53% of
all deaths in India, and 44% of disability-adjusted life years (Balarajan, Selvaraj, and
Subramanian 2011). As an example, the burden of life-limiting cardiovascular disease is
rising in India (World Health Organization 2011). Indeed, high blood pressure affected
over 30% of men and women as of 2008. In a remote area of central India, stroke was
found to be the leading cause of death, which was generally preceded by months of
disability and need for supportive care (Kalkonde et al. 2015).
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Furthermore, India faces rising incidence of cancer (Broom, Doron, and Tovey
2009; Mallath et al. 2014). The WHO’s GLOBOCAN Project determined that just over a
million new cancer cases were diagnosed in India in 2012, and cases are projected to rise
to 1.7 million by 2035 (Mallath et al. 2014, 1). Because measuring disease incidence
depends on diagnosis in a medical facility, these numbers underestimate the true cancer
burden. The cancer burden is also significant among children. A study based on a
national sample of verbal autopsies” estimated a pediatric cancer mortality rate of 37 per
million, which exceeds prior estimates even of incidence (S. Gupta et al. 2016).

For both adults and children, rates of cancer vary significantly by region, and this
may be due to disparities in socioeconomic status, access to trained medical practitioners
and diagnostic facilities, and variation in risk exposures (Mallath et al. 2014, 3—4;
Pramesh et al. 2014, e224). Additionally, India has a disproportionate number of people
affected by head and neck cancers due to oral tobacco use, and of cervical cancer due to
lack of access to vaccines and routine gynecologic care (Ministry of Health and Family
Welfare 2008). Complications from these cancers can be particularly distressing and
challenging to manage as they progress, requiring palliative care (de Souza and Lobo
1994).

Palliative care is most often associated with chronic, non-communicable diseases
like cancer. However, people with serious injuries or advanced, chronic infectious
diseases like HIV/AIDS often have a high symptom burden and require palliative care (J
Stjernsward 2007; Jain and Phutke 2017). In India, incidence of HIV/AIDS has fallen
remarkably since the early 2000s, but as of 2015, an estimated 2.1 million people in India
were living with HIV/AIDS.*

Advanced Disease at Diagnosis

Another vital argument for palliative care in India is the severity of non-
communicable diseases when they manifest. For example, the vast majority of people
with cancer in India are diagnosed in advanced stages, and an estimated 68% of people
diagnosed with cancer in India die within five years (Mallath et al. 2014). Approximately
85% of people with advanced cancer report experiencing pain, so palliative care is
particularly needed in a context of greater advanced illness (Kelley and Morrison 2015).
Also, Dr. M .R. Rajagopal has suggested that palliative care in India can play an important
role in mitigating physical and financial suffering due to futile medical treatment (2016,
26). With the majority of medical care in India provided in the largely unregulated
private sector, patients with advanced illness may receive invasive, costly treatments that
ultimately do not benefit them. This issue will be explored more in Section III of this
paper.

To better understand the need for palliative care and other improvements in
India’s health care system, we must examine the root causes of late-stage diagnosis of

? Verbal autopsy is a technique for assessing cause of death that relies on caregiver and family
recall rather than vital records.

3 The rate in the United States is approximately 17 per million, according to the American Cancer
Society (cancer.org/cancer/cancer-in-children/key-statistics.html, Accessed August 8, 2017).

4 http://naco.gov.in/hiv-facts-figures, Accessed August §,2017.
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illness in India. The WHO acknowledges that low-and-middle income countries have the
most people suffering from chronic, progressive illnesses, and yet “quite often there is
little accessibility to prompt and effective treatment for these diseases” (2002, 91). In
India, as in many low-and-middle income countries, lack of preventive care and disease
screening within a robust, affordable, accessible primary health care system is a root
cause of chronic disease burden (Sepilveda et al. 2002, 91). Tobacco cessation,
hypertension and diabetes management, vaccination and cervical and breast cancer
screening are all forms of preventive care that could decrease the burden of chronic
serious illness requiring palliative care.

The relationship between preventive, curative and palliative care can be
particularly fraught in places with low access and quality of curative care. For example,
the WHO has sometimes framed palliative care as a realistic alternative to curative
treatment in low-resource settings. Taking advanced illness presentation as a pre-
condition, the WHO has stated that “the development of palliative care through effective,
low cost approaches is usually the only feasible alternative to respond to the urgent needs
of the sick and improve their quality of life” (Sepilveda et al. 2002, 91). The urgent
needs of the sick certainly motivate palliative care practitioners in India and worldwide —
and effective, low-cost models of care exist thanks to their efforts (M. Rajagopal,
Joranson, and Gilson 2001; Joranson, Rajagopal, and Gilson 2002; Krakauer and
Rajagopal 2016; S. Kumar and Rajagopal 1996). However, global health equity leaders
such as Dr. Paul Farmer and Dr. Yogesh Jain have cautioned that lack of accessible
curative treatment should not be followed by a disproportionate emphasis on either
disease prevention or palliation (Farmer 1999; Jain and Phutke 2017). All three must go
hand in hand.

Farmer and Jain have argued —and their organizations, Partners in Health and Jan
Swasthya Sahayog have demonstrated —that the provision of quality, accessible, curative
health care services is feasible in low-resource settings (Farmer 1999; JSS Bilaspur
2017). Furthermore, India has innovative ideas and capacity to improve their health
system alongside the palliative care that is so needed (Pramesh et al. 2014, €229-31).
Based on past and recent writings, I believe that Farmer and Jain would argue for both
curative and palliative care as essential to protect the dignity and human rights of people
with serious illness (Farmer 2005; Felicia M. Knaul et al. 2015; Jain and Phutke 2017).
The intersection between poverty, curative care and palliative care seems to be an ethical
and practical challenge likely to emerge in empirical research on palliative care in India.

Evidence of Symptom Burden

We know that pain and other troubling symptoms are common in advanced stages
of non-communicable diseases and some chronic infectious diseases (Kelley and
Morrison 2015). Evidence on the consequences of persistent pain and symptom burden is
growing. For example, international studies on pain have indicated that people with
chronic, intractable pain report poor quality of life, and are four times more likely to
suffer from depression and anxiety (Gureje et al. 1998; Brennan, Carr, and Cousins
2007). Chronic physical pain may also distort the personalities of people who suffer,
thereby disrupting family relationships (Amon and Lohman 2011). Indeed, the problems
associated with pain go beyond the suffering patient. Caregivers of patients with
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persistent pain have been found to experience sleep deprivation, inability to work and
care for children and other family members, and diminished participation in social and
community life (Human Rights Watch 2009a, 6). Furthermore, studies of the relationship
between overall symptom burden and quality of life have found, unsurprisingly, that
lower symptom burden is associated with better quality of life (Deshields et al. 2014;
Astrup et al. 2017).

Research documenting the nature and severity of physical symptoms of patients
with serious illness has provided vital evidence of the need for palliative care around the
world (Saunders 2000; Clark 2007; Kelley and Morrison 2015; Jackson, Widera, and
Smith 2017). A number of observational studies conducted by Indian palliative care
providers have done just this (S. Kumar and Rajagopal 1996; Muckaden et al. 2005;
Santha 2011; Lal et al. 2012; M. Gupta et al. 2016). For example, a report based on
observation of over 2,000 patients in an inpatient hospice in Bombay described how head
and neck and cervical cancers—both disproportionately prevalent in India—produce
especially difficult complications and symptoms to manage® (de Souza and Lobo 1994).
Another study identified a high prevalence of pain, insomnia and loss of appetite as
common problems among new palliative care patients based at a cancer hospital in New
Delhi (Lal et al. 2012). The authors note that the prevalence of these symptoms is striking
because it means they were not being adequately managed in the existing cancer care
system (2012, 295). Making a similar point, a study of cancer patients in an Intensive
Care Unit (ICU) in Uttarakhand found that 70% reported moderate-to-severe
symptomatic distress on a validated scale (M. Gupta et al. 2016). Such studies are
building an important foundation in their respective settings for increased symptom
management, which is at the heart of palliative care.

While these studies have focused on patients with cancer, international studies
have also shown the burden of symptoms in other advanced, serious illnesses such as
AIDS and chronic-obstructive pulmonary disease. The graph below from a review article
by Kelley and Morrison depict these symptoms, which include pain in 70% of patients
treated for AIDS, 75% treated for congestive heart failure, and 85% of patients treated for
cancer (Kelley and Morrison 2015).

> These include lockjaw and dysphagia in head and neck cancers, and bleeding and the formation
of painful fistulae leading to persistent incontinence in cervical cancer (de Souza and Lobo 1994).
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Figure 6: Symptoms experienced by patients with different diagnoses at the end of life (Kelley and
Morrison 2015).

Taken together, these studies provide evidence of symptom burden in serious illness,
including in Indian health care settings.

Evidence of Psychosocial Burden of Serious Illness

Studies of palliative care in India also offer insights into the distinctive
psychosocial, economic and spiritual problems of patients enduring serious illness in
India. The holistic aims of palliative care make these domains especially important to
understand. Evidence of distress in these areas is a call for palliative care.

Psychosocial Distress

Empirical studies of psychosocial problems of seriously ill people in India have
provided some localized insights. Elsner et al. conducted in-depth interviews with 37
terminally ill patients receiving home care in Kerala, and found that certain fears were
common among patients. These included becoming bedridden, becoming a burden on
others, being abandoned, and dying (2012). Consistent with fears of abandonment,
Muckaden et al. found that abandonment by husbands was a major problem affecting
some women in palliative care for incurable cervical cancer in Mumbai (2005). They also
found that some psychosocial distress was rooted in physical symptoms. For example,

22



symptoms of incontinence and sexual difficulty in women with cervical cancer led to
feelings of “embarrassment” and “helplessness” for many patients (2005).

Indicating serious challenges to quality of life, both Elsner et al. and Muckaden et
al. identified the wish to die or to commit suicide as psychosocial problems. Elsner et al.
spoke to multiple patients who had attempted suicide or currently wished to die. Some of
the stated reasons were being a burden on their family, and feeling helpless or useless. In
comparison, a survey of geriatric cancer patients in Lucknow, India, found that 18 of 20
patients (90%) would like to undergo a procedure to prolong their life for 2 months, even
if no cure is possible. They note that those patients who did express “despair or desire to
die early [were] in pain or depressed” (V. Gupta et al. 2007, 76). The seriousness of this
psychosocial distress is further corroborated by a recent study, which found that one in
five suicides in India was related to chronic illness, including cancer, AIDS and paralysis
(M. R. Rajagopal 2016, 26). Taken together, these findings show the scope for palliative
care and the urgent need for total care of patients.

Roles and Responsibilities

Multiple studies of Indian palliative care patients’ fears have identified a major
fear of the effect a parent’s illness and death will have on their children’s future
(Muckaden et al. 2005; Elsner et al. 2012; Gielen, Bhatnagar, and Chaturvedi 2017).
Respondents in Kerala particularly worried about the education of their children and the
marriage of their daughters —the completion of these being major life tasks of a parent
(2012). At the hospice in Mumbai, women with cervical cancer feared for the safety of
their children and grandchildren (2005). Muckaden et al. describe one case of a woman
caring for her grandchildren who declined admission to hospice until the team promised
to protect and rehabilitate them (2005). In both studies, fears about children’s future were
intimately linked with financial concerns, debt and poverty. In fact, Elsner et al. found
that financial concerns were woven through all the domains of psychosocial suffering
among patients they interviewed (2012, 1189).

Economic Distress

Elsner et al. and Muckaden et al.’s qualitative findings that poverty and financial
stress are important problems for people with serious illness in India has been supported
by multiple other quantitative and mixed-method studies. In 1996, Kumar and Rajagopal
found that the majority (54%) of their palliative care patients in northern Kerala were not
able to afford basic analgesic medicines on the market, and that paying for prolonged
hospital care was a hardship or out of reach for 89% (1996, 294). A more recent study
found palliative care patients and caregivers reported decreased ability to work and earn,
and increased sale of assets or money borrowing (Emanuel et al. 2010). About one third
of Emanuel’s respondents even reported “feeling pressure to take a job hazardous to their
health or resorting to illegal activity” in order to address financial insecurity (2010). In a
survey of older cancer patients in Lucknow, India, the vast majority of patients expressed
equivalent fear of financial problems and of physical pain (V. Gupta et al. 2007).

Transportation over long distances was also found to be financially challenging
for patients and families, but often necessary to reach medical care in urban centers (S.
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Kumar and Rajagopal 1996). This continues to be the case in India, where nearly 70% of
the population lives in rural areas, but urban centers are home to most medical facilities
and trained personnel (Census of India 2011).

Based on these studies, financial distress is a clear cause of suffering for many
palliative care patients in India. Outside of India, a study of financial strain in cancer
found that patients with limited financial reserves had significantly worse pain, symptom
burden and quality of life than those with a year or more of financial cushion (Lathan et
al. 2017). Taken together, these findings evidence the need for palliative care to attend to
financial suffering as a part of total pain. From the models of palliative care described in
section one, it is clear that many existing palliative care programs in India seek to address
this problem. A study of the barriers and strengths of palliative care in India, as I am
proposing, could further illuminate the intersection of poverty and palliative care.

Spiritual Distress

Another domain of psychosocial suffering that palliative care aims to address is
spiritual distress. A recent study of 300 patients attending a cancer pain clinic in Delhi
found that 83% of patients reported persistent thoughts about why their illness happened
to them (Gielen, Bhatnagar, and Chaturvedi 2017). They also found a strong prevalence
of “existential explanations of suffering that directly or indirectly put the blame for the
illness on the patient.” These included the belief in 75% of patients that the illness was
related to karma, the concept that one’s prior actions come to fruition in later suffering or
wellbeing.

While this and the Elsner et al. study both found a burden of spiritual distress,
they also learned that religion and spirituality were important coping mechanisms and
sources of strength for a large majority of patients (Gielen, Bhatnagar, and Chaturvedi
2017; Elsner et al. 2012). Prevalent sources of coping reported in both studies included “a
belief in God or a higher power who somehow supports them,” and experiencing peace
while connecting with God through “prayer, chanting or puja®’ (2017). However, Elsner
et al. found that God could have varying roles—even multiple roles—in patients’ minds,
from causer or tormentor to savior or protector from illness (2012, 1187). While spiritual
needs and resources are likely to vary between individuals and places in a country as
diverse as India, the presence of similar findings across multiple studies from different
regions is notable.

Looking farther afield, a qualitative study of end-of-life preferences of older
South Asians living in East London found that the physical place of dying mattered less
to participants than the ability to perform cultural and religious practices at the end of life
(Venkatasalu, Seymour, and Arthur 2014). Most participants described religious rituals at
the time of death as very important to them, including prayer, taking water by mouth, or
facing Mecca. The participants (n=55) came from a variety of South Asian countries and
had emigrated abroad, limiting the generalizability of the findings to patients in India.
However, the participants came from diverse religious backgrounds (12 Muslim, 3 Sikh,
12 Hindu, 5 Christian, 1 mixed and 1 non-religious), which gives strength to the finding
of common themes.

6 Puja is a form of Hindu worship of God, involving prayer and other rituals.
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These studies together provide evidence of spiritual suffering, but also openness
to drawing strength from religious beliefs and practices. It seems that there is a broad
scope for religious care within palliative care in India, and that my case studies may find
themes in this area. In addition to these important psychosocial issues, access to a key
tool for physical pain relief is in short supply in India.

Lack of Morphine Accessibility

Lack of access to morphine is a serious impediment to palliative care (M.
Rajagopal, Joranson, and Gilson 2001). Morphine is considered an essential medicine by
the World Health Organization, and is indispensible for the treatment of severe pain and
for comfort care at the end of life (WHO Access to Controlled Medications Programme
2011; Longo, Blinderman, and Billings 2015). Furthermore, the 185 countries that are
party to the United Nations Single Convention on Narcotic Drugs are required to make
strong opioids available for medical and scientific use in their countries (United Nations
Conference for the Adoption of a Single Convention on Narcotic Drugs 1972).

Despite these norms, 74% of people dying with pain from cancer and AIDS are
located in low-and-middle income countries, yet these countries consumed only 7% of
medical opioids in 2013 (American Cancer Society 2016). India alone is estimated to
account for 23.8% of untreated deaths in pain globally (2016), and their per capita
consumption of medical morphine is extremely low, as shown below.
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Figure 7: Global Comparison of Medical Morphine Consumption (mg/capita), using 2011 data from
the International Narcotics Control Board (LeBaron et al. 2014).
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In India, a drug law enacted in the 1980s introduced complex licensing
procedures for strong opioids that essentially removed them from medical use (Joranson,
Rajagopal, and Gilson 2002; The Lawyers Collective 2014). While morphine continued
to be produced in India for export, Indian physicians could not provide it to their own
patients for pain relief. A generation of doctors and nurses did not learn to use morphine.
These disparities and policy barriers spurred advocacy for opioid access by palliative care
providers and civil society in India, which succeeded over time in transforming state
rules—and eventually the national law —to simplify licensing procedures (Human Rights
Watch 2011; Vallath et al. 2016).

Even in the state of Kerala, where government and civil society support for
palliative care is the strongest in India, morphine consumption per capita in 2015 was
1.56 mg, just one quarter of the global average (M. R. Rajagopal, Karim, and Booth
2017, 3). But 1.56 mg is thirteen times higher than India’s national average. Pallium
India, a palliative care training and advocacy organization based in southern Kerala, is
pursuing a mission of facilitating palliative care and access to pain relief throughout
India.

The stark inaccessibility of morphine for pain treatment in India and most low-
and-middle income countries emphasizes the need for palliative care. Palliative care and
human rights advocates have stressed this point, as we will now explore.

Rights-based Arguments

Since the adoption of the Universal Declaration of Human Rights in 1948, human
rights have served as a foundation for advocacy for freedoms and entitlements that
protect human dignity. These include the domains of public health and health care access
(Mann 1996a; Mann 1996b; Farmer 2005). Palliative care advocates in India and globally
have found human rights and other rights-based approaches to be essential in their
advocacy for palliative care (Lohman and Amon 2015; Vallath et al. 2016). For example,
notifications to the Indian government regarding their responsibility to make morphine
accessible have gained traction when grounded in human rights treaty obligations
(Human Rights Watch 2009b).

Since the 1990s, physicians have been making arguments for a human right to
pain treatment and palliative care (Brennan 2007). However, the efforts of Human Rights
Watch, and the statements of United Nations Special Rapporteurs’ on Health and on
Torture, have increased the rigor and impact of human rights-based arguments for
palliative care and morphine accessibility (Nowak and Grover 2008; Human Rights
Watch 2009a; Lohman et al. 2010; Amon and Lohman 2011).

Specifically, Human Rights Watch and the Special Rapporteur for Health have
laid out a right to palliative care under the International Covenant on Economic, Social
and Cultural Rights (ICESCR)—to which India is a party. Article 12 of the ICESCR
affirms that all member states must “recognize the right of everyone to the enjoyment of

" The United Nations defines Special Rapporteurs as “independent experts appointed by the UN
Human Rights Council to examine and report back on a country situation or a specific human
rights theme” (https://www .ohchr.org/EN/Issues/Health/Pages/SRRight HealthIndex.aspx,
Accessed August 15,2017).
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the highest attainable standard of physical and mental health” (ICESCR States Parties
1966). In defining this right, the Covenant explicitly requires that member states create
“conditions which would assure to all [people] medical service and medical attention in
the event of sickness” (1966). In more direct reference to palliative care, the Committee
overseeing implementation of the Covenant interpreted Article 12 to include “attention
and care for chronically and terminally ill persons, sparing them avoidable pain and
enabling them to die with dignity” (UN Committee on Economic Social and Cultural
Rights 2000, 8). Furthermore, the Covenant obliges member states to make drugs on the
WHO Essential Medicines List both available and accessible in their health systems
(2000). These arguments have underpinned a call for improved access to palliative care
services and to morphine, a WHO essential medicine.

Human Rights Watch and the UN Special Rapporteur on Torture have also argued
for a right to pain treatment within Article 5 of the Universal Declaration of Human
Rights, which prohibits cruel, inhuman and degrading treatment (Amon and Lohman
2011; Nowak and Grover 2008). They argue that governments who are aware of the
inaccessibility of pain treatment and fail to remedy it “raise questions as to whether they
have adequately discharged this obligation” to protect their people from cruel and
degrading treatment (2008).

Indian palliative care physicians and advocates have also developed and used
rights-based arguments for palliative care (Bollini, Venkateswaran, and Sureshkumar
2004; M. R. Rajagopal 2016; Shrivastava, Shrivastava, and Ramasamy 2016). As a
palliative care team based in Kerala, India wrote in a description of their work from the
early 2000s: “Being free from excruciating pain and dying in peace and dignity are basic
human rights that should be assured to all people with incurable diseases” (Bollini,
Venkateswaran, and Sureshkumar 2004, p.141). Furthermore, many states in India have
their own human rights bodies. For example, in Uttarakhand, a member of the state’s
Human Rights Commission recently filed a case with the state’s health system leadership
questioning why the government has no palliative care policy (Dhaundiyal 2016). Human
rights arguments may therefore have an important role in advancing palliative care at the
state level in India.

Indian palliative care advocates have also supported litigation in local courts and
the Supreme Court of India to press the government to amend restrictive drug control
laws (Vallath et al. 2016). These efforts have been based in part on the Constitution of
India’s statement that all citizens have an “equal right to life” (K. Sujatha Rao 2017, ix).
Specifically, various constitutional articles require that the government strive to ensure
“assistance in ‘cases of unemployment, old age, sickness and disablement, and in other
cases of undeserved want,”” indicating that citizens have a right to aid from the
government which directly flows from their health status (2017, ix). These legal efforts in
India have culminated in successful policy changes, removing de jure barriers to
morphine access in many states and at the national level (2016).

Narrative and Storytelling
A review of the evidence for need of palliative care would be incomplete without

a mention of patient narratives. Attending to patients’ narratives was a distinctive feature
of Cicely Saunders’s work on “total pain,” and remains important today (Saunders 2000).
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Indeed, documentation of patient experiences are yet another source of evidence on the
need for palliative care in India. For example, in their investigations of pain treatment
barriers in India and elsewhere, Human Rights Watch has interviewed patients and
included their narratives in public reports (Human Rights Watch 2009b). They quote
numerous patients in India, including this man with a painful leg tumor, describing his
suffering before he reached palliative care: “my leg would burn like a chili on your
tongue. The pain was so severe I felt like dying. I was very scared. I felt that it would be
better to die than to have to bear this pain” (2009b). Stories such as this patient’s are also
central to a forthcoming documentary on palliative care in India, called “Hippocratic,”
which features Dr. M .R. Rajagopal. In these ways, patient stories have an important role
in advocacy and awareness raising.

Conclusion

Now that we have developed some understanding of the multi-dimensional
suffering affecting people with serious and terminal illness in parts of India, I wish to turn
our focus to the medical system. Within the challenges of late-stage diagnoses and
financial stress due to health care costs, the health care system in India shows its
influence. Therefore, to understand the challenges faced by patients and palliative care
programs aiming to support them, a basic understanding of the health care system in
India is needed.

28



Section 3:
Background on the Health System in India

The health care system in India has a vast array of public and private players, with
striking regional variation in quality, availability and outcomes. As Mohanan et al. have
noted, India is home to premier public medical colleges and innovative, high-quality
private systems for advanced eye care and heart surgery (2016). At the same time, many
Indians, especially people living in rural areas and in poverty, experience ‘“unacceptably
low-quality primary and hospital care” (2016, 1753).

India’s constitution grants the leading role in health care planning, funding and
governance to the states. Therefore, state-by-state variation in the social determinants of
health, as well as funding and governing capacity, all contribute to these variations in
health services and outcomes.

All over the world, patients, families, and palliative care are affected by the
dominant medical systems, so having a basic knowledge of India’s health system is
essential. To build context for our understanding of palliative care in India, this section
will describe India’s health sector and significant health inequities. I will draw on
empirical public health research, as well as reflections by health sector leaders such as
former health secretary, K. Sujatha Rao. Her recent book explores the evolution,
shortfalls and successes of Indian health care since Independence, delivering both a
personal and scholarly perspective (2017).

A Note on Health Disparities

In India, as in other countries, striking disparities exist in health outcomes and
health care utilization amongst the population. Many of these disparities are based on the
social determinants of health—poverty, education, water and sanitation, nutrition and
social inequity around gender and caste® (Balarajan, Selvaraj, and Subramanian 2011, 2).

Caste, gender and wealth are among the chief contributors to socioeconomic
status and to health outcomes in India (Balarajan, Selvaraj, and Subramanian 2011). In
the domain of gender, for example, death rates from diarrheal disease and pneumonia are
twice as high in girls (S. Gupta et al. 2016, 407). Also, the National Sample Survey in
2014 showed that both rural and urban females were less likely than males to be treated
in private health facilities (Jana and Basu 2017, 4). These findings indicate that male lives
are disproportionately valued, as males receive more curative and costly treatment.
Similar disparities in health outcomes and access to care have been noted based on caste
and wealth (Balarajan, Selvaraj, and Subramanian 2011).

¥ Casteisa complex reality in India (Ambedkar 1916). It is an institution of social inequality and
inequity in which groups of people within Hindu society are accorded different occupational roles
and social standing. It is a persisting source of identity, discrimination and, more recently,
affirmative action in India.
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Mann has argued that such social disparities are critical to understanding and
effectively addressing the health status of populations (Mann 1996a; Mann 1996b). It is
likely that each of these disparities touch palliative care in some way, though a PubMed
search for “palliative care,” “India,” and “gender” or “caste” in August 2017 showed that
existing studies have not focused on these particular disparities.

Furthermore, socioeconomic conditions and health indictors vary markedly
between and within Indian states (Patel et al. 2015; K. Sujatha Rao 2017). For example,
there is an 18-year gap in average life expectancy between states, from 56 years in
Madhya Pradesh to 74 years in Kerala (Balarajan, Selvaraj, and Subramanian 2011, 2).

The central and state governments in India have attempted to guide health policy
to mitigate these disparities. Their approaches range from population-based public health
interventions for clean water and sanitation; individual preventive care activities such as
childhood immunization; and finally, health care services for illness treatment (Hammer,
Aiyar, and Samji 2007, 4050). The remainder of this section will focus on the last
domain, health care services, as this will prepare us best to understand palliative care’s
current and potential role.

Systems of Medical Care in India

Multiple systems of diagnosis and treatment coexist in India (M. Rao et al. 2011,
2). Allopathic medicine (a term for Western medicine) accounts for most health services
provided in India, with nearly 90% of the population seeking these services (Patel et al.
2015, 2427). At the same time, multiple systems of Indian medicine have coexisted for
centuries.

Systems of medicine in India that were practiced before allopathic medicine and
continue to be sought include Ayurveda, Unani, Yoga, Siddha, and Homeopathy, among
others. Ayurveda is an ancient Indian system of medicine that aims to restore balance
between fundamental bodily elements, called humors or doshas. Ayurveda has its own
textual tradition and a distinctive set of medicines derived from plants. Unani, a system
deriving from Arabic, Persian and Greek influence, was introduced to India in the
medieval period and also promotes balance of humors. Yoga is a spiritual and physical
practice involving postures and breathing exercises to support health and prevent disease.
Siddha is a healing system in Tamil-speaking regions employing certain medicinal
substances meant to prolong life. And Homeopathy, which originated in Germany and
involves administration of dilutions of disease-inducing substances in order to provoke
cure, is practiced widely throughout India (M. Rao et al. 2011, 2). These systems have
received public support by the Government of India, which created a Department of
Indian Systems of Medicine and Homeopathy in 1995 to study these systems and provide
accessible services (M. Rao et al. 2011, 2). There have also been efforts to
professionalize health care providers in these fields (2011).

Multiple studies have found that people commonly seek and use both traditional
and allopathic remedies for illness (Broom, Doron, and Tovey 2009, 698-99). However,
as mentioned previously, 90% of the population in both rural and urban areas seeks some
allopathic care (Patel et al. 2015, 2427). Furthermore, Broom et al. found that
marginalized groups such as women and the poor may disproportionately use traditional
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and home remedies due to lower priority of their care within the household, or to lack of
access to allopathic care (2009, 704-5).

History of Health Services in India

Allopathic medicine was introduced to India during the British Colonial period, at
a time when its therapeutic efficacy was modest. Its history in India is intertwined with
missionary presence and colonial governance, including public health and quarantine
measures (Pati and Harrison 2009). During the colonial period, the establishment of
public health efforts, allopathic medical education, and health care infrastructure varied
significantly across India.

At Independence, the Government of India appointed a committee to study the
health status of its people and make recommendations for health system development.
The Bhore Committee’s report in 1946 laid out an ambitious “vision and plan for
providing universal coverage to the population through a government led health service”
(1946; Balarajan, Selvaraj, and Subramanian 2011). Since this time, India’s health care
and other policy has occurred through “Five Year Plans,” created by the central policy
planning apparatus of the federal government. While the Bhore Committee’s and
subsequent plans have articulated the need for universal health care, multiple forces have
prevented this reality, which we will soon discuss.

In India, state governments, rather than the central government, have the
constitutional role of implementing health care services (Vallath et al. 2016, 522). While
the central government formulates many policies, the states are constitutionally
empowered to implement and run health programs, and to allocate funds as they see fit.’
The central and state governments jointly fund public sector health care throughout the
country, with the states bearing a greater share (National Health Systems Resource
Centre (NHSRC) 2016).

Following the Bhore Committee report, states began to create a tiered system of
government-run curative health services. Primary health centers and sub-centers at the
village level were to refer patients to block-level community hospitals and then to a
district-level tertiary care center as needed (Palat and Venkateswaran 2012, 212—13).
These tiers were meant to provide integrated preventive and curative services with
sufficient coverage in rural areas, where the vast majority of Indians live.

Over time, health care planners have also sought to respond to specific
burdensome diseases —from HIV/AIDS, to polio, to cancer. For example, a National
Cancer Control Programme was initiated in 1975, and it has designated specific hospitals
as regional cancer centers, providing them with boluses of funding (Varghese, n.d.). The
policy underlying this program was revised to emphasize screening and prevention, but
this continues to be lacking, as evidenced by the presentation of late-stage and
preventable cancers.

? Some notes on governance: India has 29 states and 7 union territories (UTs). The states were
organized based on linguistic and cultural boundaries, and are further subdivided into districts and
blocks. Each state and two of the UTs have their own elected assemblies and governments, while
the remaining UTs are governed by the center. In rural areas, elected village councils called
Panchayati Raj Institutions (PRIs) provide local governance. PRIs are overseen by the state
governments.
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The mandate that states control health services delivery has some benefits for
India’s health care system. For example, this allows states to tailor public health
interventions to their needs (S. Kumar 2013; K. Sujatha Rao 2017, 317; Parthasarathi and
Sinha 2016). When the central government developed an initiative to strengthen the
public health system in 2005,'° Kerala decided to focus on “issues related to old age and
non-communicable diseases, while Bihar, Madhya Pradesh and other backward states
focused on building up their broken-down rural health system” (K. Sujatha Rao 2017,
317). Furthermore, state-level innovation and testing of new models for health care may
inspire others to adopt them. For example, Tamil Nadu has built a public health system
that sets an example for other states to follow (Parthasarathi and Sinha 2016). At the
same time, state-level inequalities in resources, governing capacity and commitment to
public sector health care lead to vast disparities in quality of health services between
states.

Causes of Poor Performance in the Government Health Care Sector

Today, the ideals of a universal health care system are far from being realized in
India, as in many parts of the world. Despite the creation of a government-funded system,
about 70% of health services in India are currently provided in the private sector, with the
wealthy and poor both preferring to seek private care despite high out-of-pocket costs
(Jana and Basu 2017). The causes of this situation are varied and essential to explore.

A range of empirical studies, reviews and commentaries lend insight into the
causes of poor quality in India’s public health system (Hammer, Aiyar, and Samji 2007;
Patel et al. 2015; K. Sujatha Rao 2017; Mohanan, Hay, and Mor 2016). The most widely
cited cause of poor quality public health care services is underfunding (Jana and Basu
2017; K. Sujatha Rao 2017; Patel et al. 2015).

Funding of public health care

India’s per capita public health spending is among the lowest in the world (Patel
et al. 2015, 2428). Government funding of the health sector rose from under 1% to just
above 1% of India’s GDP in the 2000s, and has remained near that level (Ministry of
Health and Family Welfare 2009). State-wise disparities in resources contribute to this
problem, as states provide the majority of public health care spending. The table below
shows the share of central and state health expenditure in comparison to other sources,
including private entities.

10 The National Rural Health Mission (NRHM), which I will discuss later.
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Expenditure Percentage of

(rupees) total
Public funds
Central government 111552195 8:34%
State government 183444520 12:21%
Local bodies 12292886 0-92%
Total public funds 307289601 21-47%
Private funds
Households 951538903 7113%
Social insurance funds 15073973 1-13%
Firms 76643295 573%
Non-governmental organisations 7217434 0-54%
Total private funds 1050473 605 78:53%
Overall total expenditure 1357763206 100%

Figure 8: “Health Sector Expenditure by the Public and Private Sectors in India, 2010-11” (Pramesh
et al. 2014).

Impoverished states with large populations, such as Uttar Pradesh, Bihar, Madhya
Pradesh and Rajasthan face greater limitations in public sector health spending than
wealthier states. In addition to financing, governing capacity and commitment to the
health sector varies from state to state.

Human Resources

A recent review of evidence on human resources for health in India found that
overall lack of qualified health care providers—as well as disproportionate emphasis on
training and employing doctors over other cadres of health workers--has hindered public
health care delivery (M. Rao et al. 2011). An absolute lack of qualified nurses, dentists
and doctors limits the capacity of the health care system to reach all in need (2011).
Furthermore, nurses and allied care workers are more willing to serve in rural areas, but
for historical reasons there are fewer nurses than doctors in India (2011). This has
contributed to urban-rural health disparities, as many physicians do not wish to work in
rural areas after their training (2011).

Recently, a new cadre of community health workers has been successfully
introduced at the village level throughout the country under the National Rural Health
Mission (NRHM) (2011). Still, empirical studies have found that these workers—called
Accredited Social Health Activists (ASHAs)—are overburdened by the range of tasks
and vertical programs they must carry out (Scott and Shanker 2010; Mohapatra,
Nandakumar, and Dharmaraj 2017).
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Influence of Interests Opposing Government-led Health Services

Former central government health official K. Sujatha Rao has argued that
influence of international donor agencies such as the World Bank on health policy
agendas has contributed to the incomplete realization of a robust public health care
system (K. Sujatha Rao 2017). She notes that donor agencies, despite relatively low
contributions to overall spending, exercise “enormous influence on setting the agenda and
shaping policy” in India (2017, 116). Rao and others have noted that these donors have
particularly promoted vertical disease eradication agendas and policies favoring
privatization of the health sector (2017, 116; The World Bank Group 2016). Rao argues
that these agendas have undermined efforts to put primary health care and the social
determinants of health first.

Governance

At the same time, governance and management problems within the public health
sector have hindered performance. For example, health systems researchers have
identified corruption as a significant obstacle to quality public health services in India
(Hammer, Aiyar, and Samji 2007). They cite a stratified random sample survey of over
5000 people in rural and urban India, which found that respondents perceived heath care
as the most corrupt public sector, beyond police, education and others (Thampi 2002).
The most recent, tragic example of mismanagement comes from Gorakhpur, Uttar
Pradesh, where at least 30 children died at the government medical college due to an
oxygen stock-out when the hospital administrators did not pay overdue bills (Jadid 2017).
Additionally, absenteeism is common among public health sector staff, particularly at the
primary health center level (Hammer, Aiyar, and Samji 2007; K. Sujatha Rao 2017).

Overall, the low quality of many public health services has driven demand for
private care (M. Rao et al. 2011; Balarajan, Selvaraj, and Subramanian 2011; Pramesh et
al. 2014, e224; K. Sujatha Rao 2017, xvii). The central government has sought to
improve public health services in recent years, particularly through a program that has
also played a role in palliative care provision: the National Health Mission.

The National Health Mission: An Effort to Strengthen Public Health Care

To address some of the root causes of poor public health care services, the
Government of India in the 2000s formulated a program to support health system
strengthening. The program was initially called the “National Rural Health Mission,” and
focused on improving rural health infrastructure, as well as integrating leadership for
multiple, vertical disease control programs. In 2014, the National Urban Health Mission
was also initiated, and these programs are collectively known as the National Health
Mission (NHM).

Under the NHM, each state must develop implementation plans for their public
health sector, which the central government then partially funds. A number of disease-
specific vertical schemes now come under the NHM’s purview, including a National
Programme for Prevention and Control of Non-Communicable Disease (National Rural
Health Mission 2010). States may also seek funding for palliative care initiatives within
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their NRHM proposals. This requires proactivity by the state, and Kerala has done this
(S. Kumar 2013, 220-21; M. R. Rajagopal 2015a).

The question of whether the NHM is fulfilling its missions has been explored in a
number of studies (Dhingra, Dutta, and Hota 2005; Working Group 2011; Jana and Basu
2017). There is some evidence of increased use of public sector health facilities following
National Rural Health Mission implementation in 2005 (Jana and Basu 2017).
Nevertheless, “private facilities continue to dominate” among health care service
providers in India (2017, 7).

Growth of Private Sector

The private, for-profit sector now provides a large majority of medical care in
India. Some reasons for the sector’s growth include the attraction of human resources,
who experience higher salaries and better working conditions (M. Rao et al. 2011).
Furthermore, private health care is in demand for the perceived higher quality of services
(Das and Hammer 2007, 3). There is some evidence to back this perception. For example,
a robust empirical study based on unannounced visits with 305 medical practitioners in
rural and urban India found that practitioners in private clinics adhered to current clinical
guidelines more frequently than those in public clinics (Das et al. 2012). However,
quality in both sectors was found to be low, with frequent prescribing of unnecessary
medicines, particularly in the private sector.

While demand for private health care services is high, patients and families face
the risk of impoverishment and even mistreatment in the private system. These risks are
understood by health economists as “market failures” (Bhat 1996; Hammer, Aiyar, and
Samji 2007; K. Sujatha Rao 2017). A market failure is a specific way in which a private
market fails to protect consumers because of an inherent misalignment of interests. These
are characteristic of private health care generally, while having specific manifestations in
India that affect all patients, including those with serious illnesses and at the end of life.

Market Failure 1: The Burden of Out-of-Pocket Costs

The rise of private, for-profit health care in India has exposed the public to risk of
financial hardship from health expenditure (Krishna 2004; Hammer, Aiyar, and Samji
2007; Selvaraj and Karan 2009). Entry into the clinics and wards of the private system is
based on ability to pay. This places a high burden on the poor, who have increasingly
reported an inability to afford health care (Balarajan, Selvaraj, and Subramanian 2011, 6).
Furthermore, costs in the private sector have grown at a rate 100% faster than the public
sector, and overall costs are higher for care of chronic, non-communicable diseases than
infectious diseases (2011, 7).

As with all market failures, government intervention can mitigate them. Indeed,
K. Sujatha Rao links the government’s behavior directly to financial risk in the private
sector: “Low public spending [on health]”, she writes, “means that the burden of
financing is borne by individual households, resulting in their impoverishment and a
denial of care on the grounds of affordability” (2017, xiii). The central government and
some state governments have taken measures to mitigate out-of-pocket costs. These
include instituting insurance schemes, some of which are supported by the World Bank
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(The World Bank Group 2016). As of 2010, government insurance schemes covered
about 20% of India’s population, including many low-income and informally employed
people (La Forgia and Nagpal 2012). However, low coverage caps and a focus on tertiary
care at the exclusion of outpatient care and drugs have limited financial protection from
these schemes (2012). Some public health advocates have argued that these schemes
effectively transfer limited government funds to the largely unregulated private, tertiary
care sector at the expense of public and primary care (K. Sujatha Rao 2017, 92-93). Still,
health services researchers have argued that health insurance could be an important tool
for mitigating financial strain (Hammer, p. 4051). With limited insurance and acceptable
government health care options, households in India bore 71% of health care costs in
2010-2011 (Pramesh et al. 2014). Lack of insurance also limits funding options for
palliative care programs (Khosla, Patel, and Sharma 2012, 154).

Market Failure 2: Information Asymmetry

The next important drawback or “market failure” of the private, for-profit system
is asymmetry of knowledge between the patient and health care provider (Hammer,
Aiyar, and Samji 2007; K. Sujatha Rao 2017). As Rao writes: “asymmetrical information
endows providers with power and authority over the patients who have incomplete
information about what ails them” (2017). This means that patients have little ability to
gauge the correctness of the care they are provided. In an environment where the
government is not monitoring quality, Rao continues, “providers often take advantage of
such moments of vulnerability by ordering a battery of tests, unnecessary surgeries, or
prescribing high-cost medicines” (2017). These findings have been confirmed by
empirical studies of health care quality based on standardized patients in Delhi and other
regions of India (Das and Hammer 2007; Das et al. 2012). Additionally, private
practitioners have been found to prescribe more drugs than public ones, suggesting the
possibility of irrational prescribing (M. Rao et al. 2011, 8). Improper practices can inflate
the cost of health care and may endanger patients.

Furthermore, many providers of private medical care are not formally trained and
licensed, particularly in rural areas (R. Kumar et al. 2007; M. Rao et al. 2011). For
example, a review of evidence on delivery of cancer care in India noted that nearly 92%
of rural patients with cancer “first present... to private practitioners, most of whom (79%)
were not qualified in allopathic medicine” (Pramesh et al. 2014, €225). Patients may not
be aware that a provider is unqualified due to information asymmetry, and then
experience delay or denial of appropriate diagnosis and treatment. While the government
has passed some laws to regulate the private health care sector, these have not been
thoroughly implemented (Bhat 1996; K. Sujatha Rao 2017).

A Note on Public Health

Finally, another limitation of the private sector is that interests within the sector
may not be most aligned with public health goals (Reddy 2015). For example, in a
context of rising chronic, non-communicable illness, the for-profit health care sector has
a motivation to provide more costly care (eg. advanced procedures and medicines), rather
than cheaper and much needed prevention and screening.
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Palliative Care and the Private Sector

The rise of the private sector in Indian health care has some salient links to
palliative care. First, many people who need palliative care have undergone or are
pursuing treatments at costly private hospitals, putting them and their families at risk of
catastrophic financial loss (Hammer, p. 4051). Because this loss may be among the most
significant causes of suffering and poor quality of life for their patients, palliative care
providers in India must grapple with how to address this in their activities (S. Kumar and
Rajagopal 1996; S. Kumar 2013). Also, with the bulk of medical interactions in India
occurring in the private sector, private hospitals and clinics appear to be important sites
for advancing palliative care. At the same time, focusing palliative care initiatives in
private sector facilities will have the same pitfalls of inequity and inaccessibility.

Cross-Cutting Issues in Health Care Quality and Accessibility

Some key limitations within the private sector are also present in the public sector
due to common root causes. These include limitations produced by human resources and
geography. As we will see, these issues also affect palliative care, so an overview is
warranted.

Human Resources

The size and quality of the trained health care workforce is another core quality
issue India’s health system faces (M. Rao et al. 2011). The bar chart on the following
page (Figure 9) depicts the number of health workers per 10,000 people in India in 2005.
The chart identifies two issues I mentioned earlier: first, the public sector has
disproportionately focused on physician education, reflected in the physician-heavy
distribution of health care professionals (2011, 5). Also, unqualified medical practitioners
are more common than qualified ones (2011, 5). Furthermore, the availability of trained
human resources for health varies greatly between states. The map below (Figure 10)
depicts the disparities in concentration of medical graduates by state.
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Figure 9: “Number of Health Workers per 10,000 population in India in 2005’ (M. Rao et al. 2011,
5). “AYUSH” = ayurveda, yoga and naturopathy, unani, siddha and homeopathy. “Others” include
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Figure 10: “Number of Doctors per 10,000 population in India in 2005 (Rao et al. 2011).



Lack of trained human resources for health care places family members in a
pivotal role of delivering care. Both at home and in hospitals, families commonly provide
food, obtain medicines and attend to nursing tasks like maintaining the patient’s hygiene
and caring for wounds. This central role for family has also been reported in hospice and
palliative care settings (de Souza and Lobo 1994; Chellappan et al. 2013)

Geography

Another crosscutting challenge manifest in both the public and private sectors is
geography. About 70% of Indians live in rural areas. However, rural India has
approximately four times fewer qualified medical personnel —from nurses and doctors, to
laboratory technicians and pharmacists—than urban India (M. Rao et al. 2011, 4).
Vacancies in the public health system go unfilled much more often in rural areas, and
more rural private practitioners are untrained (M. Rao et al. 2011). This greatly impacts
access to quality health care.

Health Care Improvement

Certain ideas for improving health care in India have been popular at the central
level. These chiefly include decentralization of policy planning, promotion of community
participation, and partnership with the private sector to increase access to services'*
(Balarajan, Selvaraj, and Subramanian 2011, 2). The former strategies have been
formulated through engagement with public health advocates, and the latter with leaders
in private sector health care (K. Sujatha Rao 2017). These ideas are present in the 1983
National Health Policy and the 2005 National Rural Health Mission, which is being
implemented to this day.

Decentralization

Decentralization of resources and decision-making power for health was a core
value of the NHM. However, Rao notes that most states continue to conduct central
planning of health delivery, and have been reluctant to give control to districts and blocks
(K. Sujatha Rao 2017, 310). A few states have gone on to promote decentralized planning
of health services, including the states of Kerala (Elamon, Franke, and Ekbal 2004) and
Tamil Nadu (Parthasarathi and Sinha 2016). Interestingly, the World Bank has recently
contributed to capacity building for decentralized health services efforts, including in
Kerala (The World Bank Group 2016). This is relevant to palliative care, which is run in
a decentralized manner in Kerala (S. Kumar 2013).

A range of other approaches to health care improvement has been proposed. These include
training informal practitioners to provide evidence-based care (which has been attempted in West
Bengal and some other states with mixed results), and strengthening monitoring of quality in the
public and private sectors through computerization of medical records and formalization of
patient grievance and feedback mechanisms. (M. Rao et al. 2011; K. Sujatha Rao 2017).
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Public-Private Partnership (PPP)

Some health policy planners have supported public-private partnership as a way
to unburden the public system from directly providing services. PPP may include
insurance schemes or contracting for care. Public health scholars and advocates have
critiqued PPP for transferring public funds to private businesses without adequate
regulation and quality oversight (K. Sujatha Rao 2017). However, Rao presents a
nuanced view of public-private partnership, warning that advocates of government-led
health services should not throw the baby out with the bathwater (2017). She refers
particularly to the promise of partnership with private not-for-profit health care providers
in India. These organizations often serve marginalized and remote populations in
innovative ways, though they are a very small part of overall medical service provision in
India (National Health Systems Resource Centre (NHSRC) 2016).

PPP is relevant to palliative care, because almost all palliative care efforts in India
operate in the private not-for-profit sector (McDermott et al. 2008). In fact, Kerala may
be an important case study of the potential for PPP in palliative care. Though community-
run, private non-profit organizations initiated palliative care, local and state governments
now “play a major role in running palliative care services” in the state (S. Kumar 2013,
218). This potential for PPP matters, for as Kumar has noted, palliative care programs
ultimately need some manner of collaboration with government to ensure coverage and
longevity (2013).

New Cadres of Health Care Providers, and Competency-based Education

A couple of last proposals for improvement that I want to mention include the
creation of new categories of health care providers, and the training of existing providers
to provide evidence-based care. Initiatives to create new rural primary care providers and
public health administrators with a shorter period of training have helped fill extensive
public health care vacancies in Assam, Chattisgarh and West Bengal, for example (M.
Rao et al. 2011). Additionally, training of informal providers has shown promise, and
incorporation of key competencies into medical and nursing training can better align
workforce capacity with population health needs.

I mention these approaches because they are relevant to palliative care, as well.
As we are about to learn, palliative care has a number of strengths and weaknesses in
India, and efforts such as those above —the creation of brief training programs for
palliative care capacity-building; and attempts to incorporate palliative care competency
into medical and nursing education—have been used to advance palliative care.

Conclusion

Now that we have some context regarding the health care system in India, we are
ready to focus in on palliative care.
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Section 4:
Strengths, Weaknesses, Barriers and Opportunities facing Palliative Care in India

We have already explored palliative care’s definition, as well as India’s models, debates,
and need for palliative care. Next, we developed some understanding of the health care system in
India, and some of its key challenges that affect palliative care. All of this background provides
the perspective we will need to assess the small but valuable literature that has evaluated
palliative care in India for its strengths and weaknesses, as well as those studies and essays that
reveal barriers to palliative care and potential opportunities for it to grow. Building on the rest of
the literature review, this section will help to identify gaps in understanding and directions for
my research.

I have chosen the domains of strengths, weaknesses, barriers and opportunities to align
with a common framework for strategic planning in health, called SWOT (strengths, weaknesses,
opportunities and threats) analysis (Daemmrich 2016). I have changed the name of the “threat”
domain to better mirror the language used in articles. Understanding these domains can help
clarify the paths towards improvement of health services and organizations.

What can both empirical studies and commentaries tell us about the strengths and
weaknesses of palliative care in India?

According to a recent systematic review, few studies of palliative care outcomes in India
exist in the peer-reviewed literature (Singh and Harding 2015). As of February 2014, four studies
had reported outcomes from palliative care program evaluations. These studies, as I described in
Section I, focused on a single intervention at a single site. They give promising but localized
evidence of pain treatment and palliative care effectiveness in India. Rarely, studies have
collected data over multiple programs or regions, helping discern a picture of larger trends in
Indian palliative care (M. Rajagopal et al. 2014; M. R. Rajagopal, Karim, and Booth 2017).

At the same time, authors of numerous reflective essays and review articles describe
strengths and weaknesses of palliative care in India. These narrative sources are worth exploring,
as their claims suggest themes that may arise in my qualitative study.

Strengths

Some clear strengths of palliative care emerge from examining both empirical literature
and commentaries by leaders and friends of palliative care in India over time. These include 1) a
simplified national drug law, 2) the presence of an “alliance” of effective advocates for palliative
care in India, 3) the existence of innovative models for palliative care, and 4) efforts to improve
palliative care.

A simplified national drug law

Drug availability is a pillar of the WHO’s public health framework for palliative care,
and the amendment of a national drug control law in 2014 was welcomed as a major victory for
palliative care in India (Pallium India 2014; Human Rights Watch 2014).

Until 2014, the law governing opioid stocking and distribution in India was the Narcotic Drugs
and Psychotropic Substances (NDPS) Act of 1985.
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This Act set the standard that opioids were to be regulated by both the Department of
Health and the Department of Revenue —an approach that had its roots in the British colonial
period when opium was a cash crop (Joranson, Rajagopal, and Gilson 2002). The NDPS Act
instated a mandatory minimum sentence of 10 years imprisonment for violations involving
narcotic drugs (Human Rights Watch 2009b).

At the same time, complicated licensing rules varied from state to state. Clinics that
wanted to order morphine had to obtain separate licenses from the state-level departments of
Health and Excise'? for morphine possession, storage, and transport, as well as for import and
export if traveling across state lines (Joranson, Rajagopal, and Gilson 2002, p. 154-5). This
complexity made incidental violations more likely to happen. Furthermore, state-level rules
increased the amount of work for advocates, because they required distinct efforts in each state
(Joranson, Rajagopal, and Gilson 2002).

Even for the most persistent organizations, the NDPS and state-level regulations
essentially blocked the use of morphine throughout India—consumption dropped by 97% in the
years following the Act (The Lawyers Collective, 2014). Due to low and unpredictable demand,
the single manufacturer of morphine powder in the country —the Opium and Alkaloid Factory —
repeatedly ran out of stock to sell during the 1990s (M. Rajagopal, Joranson, and Gilson 2001, p.
143). Through persistent advocacy (which I will describe as the next strength of palliative care in
India), palliative care providers and their allies focused on amending the NDPS Act.

Eventually, in 2014, the amended act passed Parliament, creating a simplified, uniform
rule for the country and taking back regulatory power from the states. As long as clinics,
hospitals or medical non-profits maintained their official status as registered medical institutions
(RMI), they could engage in “possession, transport, purchase, sale, distribution” of opioids for
legitimate medical purposes (The Lawyers Collective, 2014). This victory occurred through the
effort of many groups working together.

Advocacy and Coalition Building

Since the late 1980s in India, pioneering Indian palliative care physicians and their allies
have formed a transnational network aiming to advance pain relief and palliative care in India
(Lohman and Amon 2015; M. R. Rajagopal 2015a; Vallath et al. 2016). The presence of this
effective team of advocates appears to be a true strength of palliative care efforts in India.
Thankfully, a recent article in the Journal of Pain and Symptom Management, co-authored by
many of these advocates, describes how they collaborated to achieve Amendment of the NDPS
Act in particular (2016). The article presents their work as a model for global advocacy to re-
orient drug control laws towards humanitarian rather than punitive ends (2016, 530).

Vallath et al. characterize their group of health professionals, lawyers, policy analysts, media,
government officials, human rights advocates and laypeople as an “informal civil society
movement” and an “Alliance” (2016).

The Work of the Alliance

'2 The name for revenue departments at the state level.
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From the beginning, palliative care in India has developed through the collaborative
efforts of Indian and foreign believers in palliative care. From early on, for example, the WHO
sent experts such as Dr. Twycross and Nurse Gilly Burn to teach about palliative care and
support nascent programs in India (Burn 1990; J. Stjernswérd, Colleau, and Ventafridda 1996).

Early practitioners of palliative care in India witnessed the suffering of patients during
morphine stock-outs, and decided this was unacceptable (M. Rajagopal, Joranson, and Gilson
2001; Joranson, Rajagopal, and Gilson 2002). The first hurdle they overcame, Vallath et al. note,
was “recognizing the multilayered complexities of the prior policy framework and understanding
their adverse impact on field practices to chart an appropriate and viable path for reform”
(Vallath et al. 2016, 518).

In this effort, palliative care providers in India received support from policy experts at
Pain and Policy Studies Group (PPSG) at University of Wisconsin, another WHO Collaborating
Center. The PPSG helped analyze India’s national and state-level drug policies to understand the
barriers described above (Joranson, Rajagopal, and Gilson 2002; M. R. Rajagopal and Joranson
2007).Vallath et al. describe this as a critical early partnership (2016). Together, PPSG and
Keralan palliative care leaders not only built a critical understanding of legal barriers to pain
relief in India, they also formed early transnational relationships that helped fuel effective
advocacy and policy change for many years (Vallath et al. 2016).

This coalition of domestic and foreign physicians and policy analysts reached out to
national and state officials, holding workshops on the need for opioids in palliative care and the
striking lack of access in India (Joranson, Rajagopal, and Gilson 2002). This led to fourteen
states simplifying rules by 2012 (Palat and Venkateswaran 2012, 215).

At the same time, a collaborative and diverse civil society within India—made up of
doctors, lawyers and more—was emerging. Vallath et al. note that the existence of the Indian
Association of Palliative Care (IAPC) helped in this regard. Both national conferences and the
IAPC’s peer-reviewed journal provided a “platform for regular discussions on opioid
availability, touching on the legal, policy, medical and human angles” (Vallath et al. 2016, 521)
Unsatisfied with progress at the state level, this alliance lobbied for simplification of the NDPS
Act (Vallath et al. 2016). Palliative care activists lobbied various committees of Parliament, the
Department of Revenue, and the governing political party at the time (The Lawyers Collective
2014).

Eventually, the Indian alliance introduced public interest litigation at the Supreme Court
of India. Petitioners in the case included a cancer survivor, a famil