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Account
Chapters 1–3 introduce the main themes and theoretical concepts of this thesis. Part 1 of the
thesis captures the mental health landscape in India, social determinants of mental health
and factors influencing the experiences of caregiving, such as stigma. Part 2 captures an
innovative community-based response to support caregivers. Chapters 4–8 are based on
five articles that have been published or submitted to peer reviewed journals.

PART 1: EXPERIENCES OF FAMILY CAREGIVERS OF PEOPLE WITH
MENTAL ILLNESS AND NEEDS FOR SUPPORT STRUCTURES
Chapter 4
Dijkxhoorn, M. A.*, Padmakar, A.*1, Jude, N., Regeer, B.J, & Bunders, J.G.F. (2018). Understanding
caregiver burden from a long-term perspective: The Banyan model of caregiver
experiences. Perspectives in Psychiatric Care, 1–11. https://doi.org/10.1111/ppc.12299

Chapter 5
Dijkxhoorn, M.A., Padmakar, A., Regeer, B.J., Bunders J.G.F. (accepted) Loneliness, stigma,
lost opportunities and caregiver growth: understanding experiences of caregivers of
persons with mental illness in Tamil Nadu, India Transcultural Psychiatry

Chapter 6
Padmakar, A.*, Dijkxhoorn, M.A.*, de Wit, E.E., Bunders, J.G.F., Regeer, B.J., (under review)
Reducing family burden: needs and strategies for responsive support structures for
caregivers of persons with mental ill health in Tamil Nadu, India

* Authors share first authorship
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PART 2: BARRIERS TO SUPPORT STRUCTURES AND COMMUNITYBASED STRATEGIES TO IMPROVE ACCESS
Chapter 7
Krishnadas, P., Dijkxhoorn, M.A., Bunders, J.G.F., Regeer, B.J. (under review) Understanding the
complexities of accessing social protection by persons with mental illness and their
families in Tamil Nadu, India

Chapter 8
Dijkxhoorn, M.A., Ethiraj, N., Koning, M., Bunders, J.G.F., Regeer, B.J. (under review) Lay workers
as boundary spanners to facilitate support for families of persons with mental ill health
in a rural area in Tamil Nadu, India

Chapter 1
Introduction

I consider my mother the bravest of all her seven brothers and sisters. After she got married,
she did all the work on her own, while my father wasted his time and drank a lot. When he
was drunk, he would fight with my mother. She is a very talented person, but for the last
ten years, her mental illness has made her life very diﬃcult. She even got lost for two years
and only returned to the family after she stayed at The Banyan, and they found us. When she
was gone, I was a teenager, and my brother and I had to take care of ourselves, because our
father did not. A church pastor helped us to pay for school. After my mother came back, she
would sometimes stop taking her medicines and would wander away from home. When
this happened, I had to look for her on the streets after coming back from school. She went
missing five or six times, for a few months at a time. When she did stay home, neighbors
complained about her behavior, because she shouted at people, threw stones, and took oﬀ
her clothes. Most relatives do not speak to us anymore, or invite us for celebrations. None of
our relatives have ever helped us. I have to take care of both my parents now. Even though
my mother’s symptoms have stabilised and I have a job, I still need to take care of her and I
lose out on earnings when I need to be at home instead of at work. She wants me to spend
a lot of time with her, and does not want anyone else taking care of her. This is causing me
stress, because all the responsibilities fall on my shoulders. (Raja, son, 33 years old)
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1.1

MENTAL HEALTH CAREGIVING IN INDIA

Raja’s story illustrates that the experience of caregiving by family members of people with
mental health issues is emotionally and financially demanding. The circumstances can be
especially trying for caregivers who are also living in poverty, as with Raja’s family, where
one family member is the sole breadwinner. Mental health care in India is often diﬃcult
and expensive to access (particularly in rural areas) (NIMHANS 2016, Patel et al. 2016), and in
many areas access relies on non-government organisations (NGOs) (Gopikumar et al. 2012,
Thara and Patel 2010). As Raja’s story illustrates, caregiving often implies incessant anxiety,
seeking help in various places, losing social connections and opportunities. The need for
support in order to cope with the evident and multi-faceted distress caused by caregiving.
Raja’s story also showcases the loving connections between family members and the positive
intentions to provide care and support over an extended period of time. While not all families
continue to provide care for their relatives with mental illness, and abandonment does occur,
family members more often consider it their duty to take care of them (Narasimhan et al.
2020). They stand by their relative from the onset of symptoms and for many years, through
many trials and tribulations. Most families are intimately involved in areas of the relative’s
life, including living together, providing or sharing finances, deciding on marriage partners,
providing much social interaction, taking responsibility to find treatment, attending sessions
with psychiatrists and social workers, learning about the symptoms of mental illness, paying
for medication, ensuring medication compliance, and encouraging the relative to go to work.
Diﬀerent family members, such as spouses, parents, siblings and adult children, frequently
end up being the primary caregiver for their relative, depending on family circumstances.
As Raja’s story exemplifies, the experiences of caregivers of people with mental illness in
India are lived out in the context of the country’s very complex landscape of mental health. It
highlights intersections of poverty and mental health, lack of mental health services, cultural
and family structures and norms, the pressures of social interactions and expectations;
high reliance on caregivers in the mental health services and/or strong family ties; and the
emotional and practical challenges of family care.This means that any study on caregiver
experience must take into account the complex intersections of numerous factors in
addition to an individual’s health.
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In this thesis, I attempt to explore these intersections and the place of the caregiver in them.
I suggest that attending to the changing experiences of caregivers is a rich site of study,
in that it oﬀers us the ability to consider changing needs of caregivers, and work towards
developing adaptive, flexible, and inclusive support structures. A central aspect of this thesis
is to understand and gauge the types of support structures caregivers need, and to examine
the barriers to accessing them. The thesis will focus on a particular type of support structure,
namely social protection measures, and also examine the role of community-based workers
in minimising those barriers.
In this chapter, I will outline important aspects that aﬀect the lives of caregivers in India,
including stigma and awareness of mental health, socio-cultural context of mental health
caregiving, and mental health services. Next, I will outline the social determinants of mental
health and how the poverty that caregivers experience mental health.

1.2 SOCIO-CULTURAL CONTEXT OF MENTAL HEALTH CAREGIVING
IN INDIA
It has been suggested that caregivers play an especially large role in non-Western countries
in supporting a relative with mental illness, both because of close family ties that often exist
in many of these societies (Faqurudheen et al. 2014, Aggarwal 2011, Avasthi 2010,), as well as
the lack of facilities and services for persons with mental illness (Kakuma et al. 2011).
In India, for instance, in most families the concept of dharma (which can be translated as
fulfilling one’s social and religious duties) is strong, and taking care of family members is
expected and preferred (Koschorke et al. 2014). Moreover, India’s prevalent patriarchal
norms and structres influence caregiving roles, with highly gendered and demarcated roles
between men and women, with the latter expected to provide most of the care to family
members (Mathias et al. 2018).
Other issues also define the experience of caregiving in India, including awareness of mental
illness and stigma, interface with government services, non-governmental services and
families, and long-term care challenges.
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1.2.1

Stigma and lack of mental health awareness

Stigma related to mental health plays an important role in the lives of caregivers, since it
aﬀects multiple areas such as social connections, access to (mental) health care, employment,
and marriage prospects.
When a family experiences a hardship such as mental illness, the eﬀects of stigma not only
aﬀect the person with mental illness, but the whole family is often seen as problematic,
and aﬃliate stigma (Mak and Cheung 2012) can result in loss of social connections with
extended families and friends, as well as conflict with neighbours. Moreover, as a country
where arranged marriages are very common, prospective marriage partners of children and
siblings may hesitate to make a commitment to a family with a member who has mental
illness (Mishra et al. 2012, Lauber and Rössler 2007).
Very low levels of awareness about the nature of mental illness prevail in India, including
myths about its causes and treatment (Mathews et al. 2019, Joy et al. 2017, Kishore et al.
2011). Given the various belief systems on the causes and treatment systems of mental illness
in India, it is unsurprising that families access various types of treatment systems (Mathews
et al. 2019, Dijkxhoorn et al. 2018, Padmavati 2005, Chowdhury et al. 2001). It is estimated
that a large percentage (45–69%) of the people going to a Western-style psychiatric facility
had consulted a religious healer before seeking psychiatric help (Schoonover et al. 2014,
Lahariya et al. 2010).
A review of qualitative studies found that people seek faith-based healing if it is perceived
to be eﬀective (van der Watt et al. 2018) and a quantitative review showed that faith-based
interventions can relieve distress and reduce symptoms in common mental disorders, but
that no evidence was found for long-term improvement in severe mental disorders (Nortje
et al. 2016). Schoonover et al. (2014) found that people in Gujarat considered the treatment
provided by doctors more eﬀective than traditional healers. This plethora of treatment
options and explanations of mental illness can make decisions on where and when to seek
treatment confusing for caregivers, especially in the absence of substantive information
channels, which can make finding eﬀective treatment a long and expensive process.
Despite the valuable contributions of these above-mentioned studies, there is a lack
of evidence on the lived experiences of caregivers in navigating these diﬀerent types of
treatment systems, which will be addressed in this thesis.
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Stigma and lack of awareness of mental illness aﬀect people from all social sectors in India.
But to understand the lives of the participants in the studies undertaken for this thesis,
examining the intersections between poverty and mental illness is particularly relevant.

1.3

SOCIAL DETERMINANTS OF MENTAL HEALTH

Global estimates of people experiencing mental illness in their lifetime range from one in
four to one in two (depending on the definition of mental illness) (Steel et al. 2014, Ginn and
Horder 2012). Recent studies estimate the global share of mental and addictive disorders in
disability-adjusted life years (DALYs) to be 16.0%, making it a leading cause of DALYs, at the
same level as cardiovascular and circulatory diseases (Rehm and Shield 2019). In addition,
mental disorders occur in persons of all genders, ages, and socio-economic backgrounds.
Nevertheless, there is limited evidence on the relation between poverty and mental illness
in low- and middle-income countries (LMICs), since the research in this field is still emerging
(Maselko 2017, Lund 2018, 2015, 2014). Most studies on social determinants of mental health
were conducted in high-income countries and the findings cannot be easily translated to
LMICs (Maselko 2017) in view of the diﬀerences in income inequality, levels of poverty and
education (Maselko 2017). In addition, most studies focus on common mental disorders,
such as depression and anxiety (Burns 2015).
The two-way relationship between socio-economic circumstances and mental health has
also been established in recent years. Many studies have found that the risk to experience
mental illness appears to be higher among the poor, homeless, unemployed and persons
with low education (NIMHANS 2016, WHO 2014). For example, the National Mental Health
Survey of India (NIMHANS 2016) found that people with only primary education had the
highest mental health morbidity, as well as people in the lowest income quintile. A review
of 115 studies (WHO 2014) found that depression or anxiety was 2.5 times higher among
young people with low socioe-conomic status than those with high socio-economic status.
Greater risk of depression was identified in populations with higher income inequality (Patel
et al. 2018a), with a greater impact on women and low-income populations. A populationlevel study in Indonesia found that a 1% decrease in household income, was associated with
a 0.05% increase in the CES-D scale for depressive symptoms (Tampubolon and Hanandita
2014). These findings indicate that poverty and mental health are interlinked and need to
be studied at their intersection. An aspect of this intersection is the availability of aﬀordable
mental health services in LMICs and, in this thesis, in India in particular.
5
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1.4

MENTAL HEALTH SERVICES IN LMICS AND INDIA

The high incidence and burden of mental health issues in countries across the world, in
particular in LMICs, is not reflected in the response and priority awarded to mental health
within health systems, budget allocation, and training of human resource. The global median
of budgets allocated to mental health is 2.8% of total government health spending (Vigo et
al. 2016), and across international development assistance for the health sector, only 0.4%
was allocated to mental health (Vigo et al. 2016).
In LMICs in particular, there is a glaring lack of infrastructure, funds and political support for
mental health care (Bhugra et al. 2018, Semrau et al. 2018, Pathare et al. 2018, Gopikumar et
al. 2015). For example, a study among 52 Commonwealth countries found that 11 had no
mental health policy at all (Bhugra et al. 2018). While India has a fairly recent mental health
policy (Government of India 2014) less than 1% of the national health budget is allocated
to mental health. (Patel et al. 2016). India has an estimated 9,000 psychiatrists (Garg et al.
2019), which is about 0.75 psychiatrists per 100,000 head of population, while the desirable
number is above three psychiatrists per 100,000.

1.4.1 Mental health treatment gap
This lack of mental health resources results in a treatment gap for persons with mental illness.
A review of under-treatment of people with a major depressive disorder in 21 countries
showed that on average one person in five in high-income countries and one person in 27 in
LMICs countries received minimally adequate treatment (Thornicroft et al. 2017). While there
are no studies on the exact treatment gap for India, it is estimated to be 70–92% for diﬀerent
disorders (NIMHANS 2016). Contact coverage is estimated to be highest for schizophrenia
(40–50%), with significant diﬀerences between rural and urban areas and between socioeconomic groups. The review showed highly variable rates of eﬀective coverage, which is
mainly attributed to the range of indicators used to quantify ‘eﬀective coverage’ (Patel et
al. 2016). In general, it has been established that the rates of eﬀective coverage, treatment
retention and adherence are low (Pathare et al. 2018, Patel et al. 2016, Gopikumar et al. 2015,
Hanlon et al. 2014, Eaton et al. 2011). The treatment gap is the result of a complex interplay
not only of the lack of allocation of government resources, but also linked to the rural-urban
distribution of mental health services, the influence of stigma, and explanatory models of
mental illness on health-seeking behavior (Patel et al. 2016).
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1.4.2

PUBLIC MENTAL HEALTH CARE

As explained above, mental health services in India are insuﬃcient to address the need and
are concentrated in urban areas, and often oﬀered by private practitioners (Patel et al. 2018,
Patel et al. 2011). Public mental health services are oﬀered by the government through the
National Mental Health Programme (NMHP), which is developed by the central government
and implemented by the states.
One of the components of the NMHP is the District Mental Health Programme (DMHP),
which is designed to provide mental health care at the primary level, with referrals to
tertiary facilities as necessary. Currently, the programme is implemented in 241 out of 707
districts (Directorate General of Health Services, Government of India2). The gap between the
programme design and its implementation is well documented, and is reportedly caused by
issues ranging from irregular funding, irregular supply of medication, lack of mental health
training of primary doctors, doctors’ lack of confidence in treating mental illness and lack
of availability of psychiatrists at the tertiary level, especially in rural areas. In practice, the
programme changed from being a referral model (from primary to tertiary care and back),
to a ‘camp’ model, with psychiatrists visiting primary care facilities at set times every month
(Isaac 2018, Shidhaye et al. 2016, Lund et al. 2012, Petersen et al. 2011, Goel 2011, Kumar
2005).

1.4.3

Non-governmental mental health care

Besides government, private and faith-healing facilities, non-government organisations
(NGOs) play an important role in providing mental health services in India. NGOs often
develop innovative models to provide various kinds of mental health care services, including
community mental health programmes for remote and marginalised communities (ShieldsZeeman et al. 2017, Nimgaonkar and Menon 2015), livelihood facilitation, and social care
(Narasimhan et al. 2020, Narasimhan et al. 2019, Patel et al. 2016, Gopikumar et al. 2012).
Many NGOs also engage in providing long-term care (in the community or in institutions)
for people for whom returning to their families is no longer possible (Narasimhan et al. 2019,
Gopikumar et al. 2015).

Department of General Health Services, Government of India https://dghs.gov.in/content/1350_3_NationalMentalHealthProgramme.aspx

2
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1.4.4

Long-term care

Long-term care is a pressing concern for most poor caregivers. In the event that families
are no longer able to provide care, options are very limited. Most facilities charge high
fees or are non-existent, especially in rural areas. Extended family members, besides the
immediate family, often neither wish nor have the capacity to take on the care of the relative
with mental health issues. NGOs oﬀering long-term options often have limited capacity.
Other alternatives are government mental hospitals, where human rights violations have
frequently been reported and which are unsuitable for long-term care, or the streets, which
leave people vulnerable to hunger, abuse, lack of access to basic facilities and health care
and even death (Gopikumar et al. 2015, Mander 2009, Thornicroft and Tansella 2004).

1.5

PROBLEM STATEMENT

In the Indian context, where professional support structures for persons with mental illness
are insuﬃcient to meet the needs of most people, as is described above, family members are
the main source of emotional, financial and physical support (Mahomed et al. 2018, Mathias
et al. 2018, Murthy 2016). It is estimated that 90% of people with mental illness live with their
families (Thara 2004, Chadda 2001, Thara 1994).
It has been suggested that caregivers play a larger role in non-Western countries in supporting
a relative with mental illness, because of closer family ties (Avasthi 2010, Faqurudheen et al.
2014), as well as the aforementioned lack of professionals to deliver these services (Kakuma
et al. 2011).
In a situation where providing minimal mental health care services is a challenge, the
(unacknowledged) burden on caregivers receives little attention in clinical practice, policy
development and budget allocations.
Several studies have observed that caregivers of persons with mental illness have higher
levels of depression and lower levels of psychological well-being (Shah et al. 2010, Steele et
al. 2010). This observation is consistent in several diﬀerent settings, including high-income
countries (Bui et al. 2018, Hayes et al. 2015, McCann et al. 2015, Gonçalves-Pereira et al. 2013,
Hanzawa et al. 2013, Tan et al. 2012, Goossens et al. 2008) and LMICs (Akbari et al. 2018,
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Dadson et al. 2018, Ehsan et al. 2018, Mathias et al. 2018, Nhlabathi et al. 2018, Wong et al.
2018, Marimbe et al. 2016).
Though these findings are valuable and have established a clear connection on the
increased risk of psychological distress among caregivers, the types of psychological distress
experienced by caregivers from low socio-economic backgrounds as they change over time,
as well as the consequences of this distress, have received less attention in studies.
Providing care to a person with mental health issues can also aﬀect families in other domains,
such as financial burdens, employability, social isolation and stigma, and educational
opportunities (Chen et al. 2019, Gania et al. 2019, Han et al. 2019, Minichil et al. 2019, Pierce
et al. 2019, Labrum 2018, Hsiao and Tsai 2017, Joy et al. 2017, Lloyd et al. 2013, Chan 2011).
This, in turn, can influence the ability to provide long-term care to their relative with mental
illness, meaning that providing support to caregivers is in the interest of the individual, the
family and society at large (Lund 2015).
In order to provide appropriate support, it is imperative to understand the experiences
of diﬀerent types of caregivers, and how their needs change over time. Caregivers may
experience diﬀerent types of needs, depending on, for example, their socio-economic
status, education, understanding of mental illness, and stage of life. It is unclear from the
empirical evidence what type of support is required for these diﬀerent circumstances and
how support can be tailored to the needs of a particular family. The available evidence
mostly describes support needs in general terms, without specifications for particular types
of families (including families from low-income families), and uses mostly quantitative
measures to indicate the needs for support structures, without describing the changes in
the lives of caregivers that warrant a need for a particular type of support structure.
The studies comprising this thesis were conducted with families accessing the mental health
services of The Banyan, an NGO founded in 1993. The Banyan provides comprehensive
mental health services in institutional and community settings for people experiencing
poverty and homelessness in the states of Tamil Nadu, Kerala and Maharashtra. Starting in
1993 with a crisis intervention and rehabilitation centre for homeless women with mental
illness in the city of Chennai, The Banyan’s continuum of care currently has three major
services: Emergency Care and Recovery Services, Inclusive Living Options and NALAM:
Community Mental Health Programme. The Banyan employs mental health professionals
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and NALAM workers (community-based lay-workers who receive a combination of formal
and practical training in mental health) (Narasimhan et al. 2019, Narasimhan et al. 2020). All
participants in the studies included in this thesis accessed services in and around Chennai in
Tamil Nadu. The Banyan’s free outpatient psychiatric clinics are located in various locations in
Chennai and Thiruporur block, Kanchipuram district in Tamil Nadu. The clinics treat people
with psychiatric disorders, substance abuse, intellectual disability and dementia.
As is described above, the needs of caregivers in LMICs are often ignored or given scant
attention in clinical practice and the development of mental health policy (Government of
India 2014, Jagannathan et al. 2011), as well as in research. Based on this context of caregiving
and mental health in India, the main question explored in this thesis is:
How can we understand the experiences of caregivers of people with mental illness in a
low-resource context, and address these needs with the design and implementation of
support structures?
The thesis considers the experiences of caregivers accessing services of The Banyan, an NGO
based in Tamil Nadu and the strategies it employs to address issues of access to support
structures by caregivers in an attempt to answer the main question.
The following chapter will expand on the underlying theoretical frameworks of this thesis,
including family burdens, positive aspects of caregiving, stigma, the social and cultural
context of caregiving, access to social protection, and boundary spanning.

10
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Chapter 2
Theoretical Concepts

In this chapter, I present the theoretical concepts that guide this thesis and the subquestions. In section 2.1, I present concepts related to understanding caregivers’ experiences
in mental health in the context of Tamil Nadu, while section 2.2. concerns the approaches
to support structures for caregivers, and barriers to those support structures. Section 2.3 lays
out concepts related to community-based approaches to support structures.

CAREGIVER EXPERIENCES IN MENTAL HEALTH
A person’s diagnosis of mental illness has an impact on all family members, and aﬀects
diﬀerent family members in various ways that can change over time (Chen et al. 2019,
Han et al. 2019, Ntsayagae et al. 2019). The lived experiences of caregivers often represent
a complex set of stressors, feelings, responsibilities, positive experiences, and love for the
relative (Ntsayagae et al. 2019). It is important to understand these complexities of conflicting
feelings and emotions in the lives of caregivers in order to gain a deeper insight into the
factors that influence the caregivers’ experiences from the onset of mental health issues and
the years that follow. In particular, it is relevant to examine these experiences in the cultural
context of India in view of the dearth of empirical data in this area. This thesis employs a
theoretical framework that conceptualises the caregiver experience as multi-faceted and
that includes both positive and negative experiences. In the following sections, I present
the theories and concepts that frame this research: family burden, caregivers’ experiences,
stigma, positive aspects of caregiving, and phases of caregiving.
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2.1

FAMILY BURDEN

The family burden borne by caregivers started to be studied as a phenomenon in the
1950s, as a result of patients’ discharge from mental hospitals into the community and
deinstitutionalisation (Chan 2011). The research focus shifted from exclusively studying the
patient to include the eﬀects of mental illness on the family as a subject of interest. ‘Family
burden’ is the term most frequently used to describe these eﬀects on primary caregivers
and the immediate family (Chan 2011, Awad 2008) and is defined as ‘the influence of giving
care to a person with a mental health problem on the living situation of their caregiver and
the emotional, psychological, physical and economic consequences thereof’ (WHO 2004:12).
Family burden is often described in two categories, namely ‘objective’ and ‘subjective’.
Objective burden comprises the concrete and observable negative eﬀects of the mental
illness, such as financial burdens, time spent on caregiving, disturbance of family life and
negative health outcomes for the caregiver. Subjective burden is defined as the extent
of burden experienced by the caregiver as a result of caregiving and as the caregivers’
feelings as they fulfill their caregiving functions (Flyckt et al. 2015, Chan 2011). A number
of studies have documented that the immediate family faces tangible impacts of mental
illness. These impacts include tension, stress, anxiety, resentment, depression with feelings
of hopelessness and powerlessness, a sense of entrapment, disruption in their family life
and relationships, financial diﬃculties, physical ill health, restrictions on social and leisure
activities and an overall decline in the quality of life as a result of having a family member
with mental ill health (Minichil et al. 2019, Ignatova et al. 2018, Petrowski 2016, Hanzawa et
al. 2013, Grandón et al. 2008, Jungbauer et al. 2003, Lauber et al. 2003).

2.2

EXPERIENCES OF CAREGIVING

Several studies have observed that caregivers of persons with mental illness have higher
levels of depression and lower levels of psychological well-being (Shah et al. 2010, Steele et
al. 2010). This observation is consistent in several diﬀerent settings, including high-income
countries (Bui et al. 2018, Hayes et al. 2015, McCann et al. 2015, Gonçalves-Pereira et al. 2013,
Hanzawa et al. 2013, Tan et al. 2012, Goossens et al. 2008) and LMICs (Akbari et al. 2018,
Dadson et al. 2018, Ehsan et al. 2018, Mathias et al. 2018, Nhlabathi et al. 2018, Wong et al.
2018, Marimbe et al. 2016).
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However, while these aspects of burden are an undeniable part of caregivers’ lives,
studies suggest that focusing solely on burdens does not accurately represent caregivers’
experiences. Instead, a more comprehensive approach is proposed in order to understand
the experiences of caregivers (Mathias et al. 2018, Mavundla et al. 2009, Szmukler et al. 1996).
The issues with the concept of ‘family burden’ are related to taking only negative experiences
into account, without considering positive experiences. In addition, family burden considers
changes in the life of the caregiver as solely related to the relative with mental illness, while
those changes may have also occurred in other situations, as a part of the normal life cycle.
Similarly, understanding caregivers’ experiences as they change over time is a missing element
in studies on he concept of family burden. Moreover, the concept of family burden often
does not take intersectionality into consideration, i.e. the variation in experiences between
diﬀerent types of caregivers based on gender, socio-economic background, age, and the
relationship to the person with mental illness. The proposed framework of ‘experiences of
caregiving’ focuses on the caregiving experiences as an appraisal of its demands (Szmukler et
al. 1996), which means taking the caregiver’s feelings and opinions about a certain situation
at face value, rather than analysing caregivers within the parameters of a fixed framework.
Table 2.1 reiterates the diﬀerences between ‘family burden’ and ‘experiences of caregiving’
perspectives.
Table 2.1

Family burden and experiences of caregiving (based on Szmukler et al. 1996)

Family burden

Experiences of caregiving

Only negative domains are considered in the model

Negative and positive domains are integrated in the
model

Burden is considered constant

The nature of experiences is expected to change over
time

Does not consider intersectional experiences of
caregivers

Recognises variation in intersectional experiences
among diﬀerent types of caregiver

Considers caregiving a disruption of ‘normal’ life

Caregiving as an integral part of the life cycle of families

Studying burden in a defined framework of domains

Accepting testimony of caregivers’ experiences

As most research on experiences of caregiving has tended to come from high-income
countries, questions remain about the manifestations of caregivers’ experiences in the
socio-economic contexts of LMICs such as India, and especially among low-income families.
There is a dearth of research on the lived experiences of caregivers in low-income families,
such as how stigma aﬀects mental health issues and the social life of caregivers, and the
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positive aspects of caregiving (including examining whether and how post-traumatic
growth manifests itself ). Moreover, while a large number of existing studies use quantitative
methods, and assess the types and levels of family burden or stigma, there is a need for a
more detailed understanding of how stigma or socio-economic circumstances contribute to
aspects of the caregivers’ burden described.
In this thesis, I aim to understand caregivers from the paradigm of experiences of caregiving, which encompasses family burden, with the addition of positive experiences, an
intersectional approach, and the experiences of caregivers as part of the life cycle. I believe
that the ‘experiences of caregiving’ framework fits the approach to understanding caregivers
as complex human beings with a range of emotions, reactions to caregiving responsibilities
and variation in family structures and family situations.

2.3 STIGMA
In this section, I elaborate on stigma as one of the aspects that aﬀects the experiences of
caregivers. It is an important concept, since stigma influences many domains related to
people with mental illness, such as how such people are perceived by society, their access
to treatment, opportunities available, and changes in social interactions. In turn, stigma
often extends to family members and can aﬀect their lives. The cultural and socio-economic
context greatly influences how stigma aﬀects people’s lives, which is why there is a particular
focus in this thesis on how stigma aﬀects families from low socio-economic backgrounds.

2.3.1

Concept of stigma

Goﬀman in his seminal work on stigma described stigma as an “attribute that is deeply
discrediting” (1963:3) and that reduces the bearer “from a whole and usual person to a
tainted, discounted one” (ibid.). Goﬀman asserts that a person with a stigma is perceived
by society as “not quite human” and as a result, experiences various forms of discrimination,
which “reduces his [sic] life chances” (ibid.:5). Following Goﬀman, scholars over the years
have recognised the importance of theorising and describing stigma in the socio-cultural
context, and considering the interface between societal structures and stigma (Livingston
and Boyd 2010).
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In this section, I focus on stigma related to mental health in particular, and in particular
on stigma experienced by family caregivers of a person with mental illness. This is referred
to as aﬃliate or courtesy stigma (Mak and Cheung 2012, Angermeyer et al. 2003). Stigma
aﬀects persons with mental health issues and their families in various domains, including
psychological, physical, social and financial (Dadson et al. 2018, Hamilton et al. 2016, Singh
et al. 2016, Pescosolido 2013). Various studies have aimed to investigate demographic
predictors of stigma. For example, Grover et al. (2017) reported on a multi-centric study
in India showing that high caregiver stigma was found in all the diagnostic groups
(schizophrenia, bipolar disorder and recurrent depressive disorder). Caregivers of relatives
with schizophrenia experienced the highest level of stigma, followed by bipolar disorder.
Another study from Ethiopia showed that 89.3% of caregivers perceived stigma at various
levels. Female caregivers were three times more likely to perceive stigma and caregivers
with weak social support systems were five times more likely to perceive stigma (Ergetie et
al. 2018).
Stigma has been conceptualised at diﬀerent levels: public stigma and personal (or vicarious)
stigma (Singh et al. 2016, Corrigan and Miller 2004). Public stigma refers to “the impact
wrought by subsets of the general population that prejudge and discriminate against
family members” (Corrigan and Miller 2004: 1). Public stigma can aﬀect the life of caregivers
as a decline of support and interaction with family and friends (Wong et al. 2018, Yin et
al. 2014, Akbari et al. 2018, McCann et al. 2015, Karnieli-Miller et al. 2013). The eﬀects of
stigma permeate the public lives of people with mental health issues and their families,
often resulting in reduced social contact and support. Stigma is frequently presented in the
literature as the cause of this social exclusion (Greenwood et al. 2018).
Personal or vicarious stigma refers to suﬀering experienced by the family member in
witnessing the stigma experienced by relatives with mental illness. Finally, self-stigma, an
important aspect of personal stigma, refers to feeling responsible when caregivers have been
treated in a way that reflects discrimination of mental health issues (Hamilton et al. 2016).
Anticipated stigma is another aspect of personal stigma, which means avoiding certain
situations and people in the anticipation of experiencing stigma. It is clear from the literature
that internalised stigma impedes recovery and compounds suﬀering among people with
mental illness (Livingston and Boyd 2010). Self-stigma can increase psychological distress in
both people with mental illness, as well as caregivers (Grover et al. 2017, Hasson-Ohayon et
al. 2011, 2014, Jacobsson et al. 2013, van der Sanden et al. 2013).
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2.3.2 Addressing the causes of caregivers’ burden and stigma in the cultural
context
I focus in particular on the cultural dimensions of caregivers’ experience. This is important,
because many studies on these experiences are from high-income Western countries, such
as the Australia, the Netherlands, the United Kingdom and the United States. Taking into
account cultural factors related to the ‘self’ and family structures (Splevins et al. 2010) in India
can give us a more accurate perspective on how families react to and cope with the mental
illness of a family member in the country. For instance, strong family ties and a sense of duty
towards family members are found in most families in Tamil Nadu and across India in general
(Faqurudheen et al. 2014). The concept of ‘dharma’ (i.e. meeting social role expectations and
fulfilling one’s duty) is embedded in families across generations (Koschorke et al. 2014), even
though the extent of expectations placed on family members may change over time. While
the lack of mental health services and facilities contributes to the reliance on the family for
care and support, this is not the only explanation. Families often choose to provide care to a
person with mental illness, because of the sense of duty.
The understanding of stigma in the local context is important (Mathias et al. 2015, Abdullah
and Brown 2011), because the daily manifestations of stigma and the lived experiences
of family members of people with mental illness are highly influenced by the cultural
understanding of and explanations for mental illness, as well as family and social structures
within which the lives of people with mental illness and their families are experienced and
constructed. Stigma of mental health is influenced by the extent to which society perceives
certain behaviour as a deviation from socio-cultural norms (Semrau et al. 2015, Abdullah
and Brown 2011, Rao et al. 2007). Since such norms diﬀer across cultures, it can be expected
that the degree to which a person with mental illness is devalued and the resulting stigma
also varies across cultures. Lack of awareness of the manifestations and causes of mental
illness can contribute to experiences of stigma. An important issue aﬀecting levels of stigma
is that magico-religious explanations for mental illness are very common in India and other
South Asian countries (Mehrotra et al. 2018, Makanjuola et al. 2016, Mullick et al. 2013), which
means that symptoms of mental illness are explained as the result of demon possession,
black magic or the evil eye. This can lead to fear and avoidance of people with mental illness
and their families.
Another issue contributing to stigma is the common perception that most people with
mental illness are violent. This is despite the evidence that people with mental illness are
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at significantly higher risk of violent victimisation than the general population. Women in
particular are at greater risk than men with mental illness of violence, especially domestic
and sexual violence (Khalifeh et al. 2015, Khalifeh and Dean 2010).
It is also fundamental to understand family structures and dynamics in order to analyse
stigma in a particular context. For example, studies among Filipino (Tanaka et al. 2018) and
Vietnamese-American families (Bui et al. 2018, Han et al. 2014) describe mental illness being
considered a disease of the family and hence aﬀecting social perceptions and attitudes
towards all family members. A few studies have considered this aspect of stigma in India. For
example, Mathias et al. (2015) describe the complex connections between people with mental
illness, family members and the larger community, with mostly experiences of exclusion,
although instances of inclusion were also described. They briefly describe instances related
to stigma and discrimination, for example other family members prohibiting caregivers from
using the bathroom and an example of a family that was disinherited by the extended family.
These types of studies, which outline the day-to-day lived experiences of family members
of people with mental illness and how stigma influences diﬀerent domains in their life, are
important in generating an understanding of caregivers’ experiences in the cultural context.
Another important aspect of such experiences is how the perception of being a caregiver
changes over time, which will be conceptualised in the next section.

2.4

PHASES OF CAREGIVING

In addition to the factors already mentioned that influence caregivers’ experiences, such
as stigma and cultural norms, the duration of mental illness can also be considered an
important factor. The duration of illness has been studied to a limited extent and studies
suggest that longer duration of caregiving indicates higher burden and lower positive
coping abilities (Gania et al. 2019, Aggarwal et al. 2011, Lim 2003), even though there is no
conclusive evidence.
In order to consider the influence of the duration on the caregiving experience, understanding
the lived experience of caregivers over time is a useful framework. Several researchers have
proposed phases of caregiver frameworks, although they are predominantly from North
America (Milliken and Northcott 2003, Muhlbauer 2002, Rose 2002 Karp and Tanarugsachock
2000, Tuck et al. 1997, Gubman and Tessler 1987), with two exceptions from middle-income
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countries, Thailand (Napa et al. 2017) and Botswana (Seloilwe 2006). Muhlbauer (2002) focused
on the reactions to the diﬀerent situations that need to be confronted as a caregiver, using
the analogy of weathering a storm. The caregiver moves through six phases as if through
a storm, from awareness, through crisis and instability, finally to mastering the storm and
sailing through it. The framework developed by Gubman and Tessler (1987) identifies nine
stages of the family response, many of which focus on the relationships and interactions
with mental professionals: (1) initial awareness of a problem; (2) denial of mental illness;
(3) labelling; (4) faith in mental health professionals; (5) recurrent crises; (6) recognition of
chronicity; (7) loss of faith in professionals; (8) belief in the family’s expertise; and (9) worrying
about the future.
Karp and Tanarugsachock (2000) described four stages in the caregiver’s experience:
experiencing emotional anomie, getting a diagnosis, perceiving illness permanency, and
acceptance, while Milliken and Northcott (2003) describes the journey of the caregiver’s
identity, going from marginalisation, through disenfranchising, to emancipation.
Similarly, Seloilwe’s (2006) Botswana-based study on the perspective of caregivers, includes
the initial response of confusion, sadness, emotional pain and uncertainty, followed by
the search for help, including visiting traditional healers first, often followed by ‘Western’
treatment. The next phase was endless suﬀering, struggle and agony, and concludes with a
phase of living with it, often by employing strategies that can be described as ‘compassionate
deceit’, by playing tricks on their ill relatives, being dishonest, being manipulative, being
accommodating, and accepting and negotiating the situation.
These models have been helpful in understanding the range of perspectives on the caregiver’s
experience that can be explored, from describing the initial uncertainty about the symptoms
of mental illness, to seeking help (Napa et al. 2017, Seloilwe 2006), to showcasing the process
of personal growth (Milliken and Northcott 2003, Rose 2002, Muhlbauer 2002, Karp and
Tanarugsachock 2000). These models have contributed to understanding the of range of
issues that are concerned with caregiving, such as detailed phases of change in parental
identity (Milliken and Northcott 2003), managing emotions (Karp and Tanarugsachock 2000),
the changing perspectives on how to approach the illness (Rose 2002) and how to navigate
the ‘storm’ of mental illness (Muhlbauer 2002).
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One particular aspect in the phases of caregiving framework requires a deeper
conceptualisation, namely the positive aspects of caregiving and post-traumatic growth,
which is discussed in the next section.

2.4.1

Positive aspects of caregiving and posttraumatic growth

Compared to studies on family burden, studies pay scant attention to the positive aspects
of caregiving. Those studies that do investigate positive aspects of caregiving have found
that these are important experiences for caregivers and that positive aspects are of diverse
nature. Understanding the positive aspects of caregiving is important, because it contributes
to a more complete and holistic understanding of the lived experiences of caregivers. This
can result in the design of more appropriate support structures, by building on caregivers’
existing strengths. Positive aspects of caregiving have more often been studied for those
caring for people with dementia and cancer than of people with mental illness. Positive
aspects of caregiving found in the literature include personal growth (increased patience,
self respect, being more self-aware) (Lloyd et al. 2016), developing more empathy, becoming
closer to the relative, feelings of satisfaction and pride, emotional rewards such as feeling
appreciated, the social honour of caring for a loved one and enjoying spending time with a
relative (Quinn and Toms 2019, Lloyd et al. 2016, Burgio et al. 2016).
Theories on post-traumatic growth investigate a particular type of positive experience,
namely “positive psychological change experienced as a result of the struggle with highly
challenging life circumstances or traumatic events” (Calhoun and Tedeschi, 1999, p. 1 in Hallam
and Morris 2014). While caregivers of people with mental illness are generally not included
in studies on post-traumatic growth, it can be argued that theories of post-traumatic growth
apply to caregivers in general, since becoming a caregiver can be considered a “highly
challenging life circumstance” for some. Caregivers of people with a physical illness such
as cancer, stroke and HIV/AIDS have been included in studies on the topic (e.g. Hallam and
Morris 2014, Cormio et al. 2014, Thombre et al. 2010, Cadell and Sullivan 2006). Theories of
post-traumatic growth are based on core assumptions about the self, general benevolence
and the meaningfulness or predictability of events (Splevins et al. 2010). When unexpected
or unanticipated events disrupt life, such as a diagnosis of mental illness in a relative, one’s
worldview and anticipated life path may need to be revised (Triplett et al. 2012).
Although positive experiences and post-traumatic growth in relation to caregivers of people
with mental illness have been studied to a lesser extent than studies on family burden, there
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is little empirical evidence on the positive experiences of caregivers in LMICs. Investigating
the positive aspects of the caregiver’s experience is important in the context of this thesis,
since the aim of understanding this is linked to providing support structures to caregivers. In
particular, I aim to understand the types of support structures that are most appropriate at a
given point in time, which requires an understanding of complex family situations and their
multi-faceted experiences. I will discuss support structures in more detail in a later section.
When considering holistic experiences of caregivers, it is important to take positive as well
as negative experiences into account, which I will consider in this thesis.
While the nature of caregivers’ experiences have been described in some of the literature,
including a limited number of studies in India, the findings are generally inconclusive
regarding the nature and level of burden, and the inclusion of positive experiences.
In order to address this, the thesis conceptualises caregivers’ experiences as changing over
time, and includes both positive and negative aspects of their lives. We recognise that the
concepts described in this section all influence caregivers’ experiences in various ways. In
this thesis, I will lay out the connections between caregivers’ experiences, stigma, positive
aspects and post-tramatic growth in the context of caregivers from low socio-economic
backgrounds in Tamil Nadu.
When considering caregivers’ needs for support, this framework extends to conceptualising
their needs as a broad range of support structures that correspond with the areas of life that
are aﬀected by being a caregiver, as presented in the previous sections. The next section
expands on the requirements for a broad range of types of support structures in response to
the complexity of caregivers’ experiences.

2.5

SUPPORT FOR CAREGIVERS

Support for caregivers is a vital aspect of mental health care, particularly in India, where they
are the main source of support for most people with mental illness. Therefore, it is imperative
to understand the needs for support structures that address the multi-dimensional aspects
of the caregiver’s experience. Support structures can take various forms, including financial,
vocational, educational, psychological and legal. The dominance of the stress-burden model
in family services has meant that interventions have focused almost exclusively on reducing
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stress, with little attention paid to a wider range of outcomes (Nolan 2001). However,
fostering hope and positive experiences among caregivers are increasingly considered to be
elements of support structures, both by mental health professionals and informal support
systems (Chan 2011).
Support for caregivers is a complex issue that requires a dual exploration of their needs and
strengths, particularly in a low-income setting like India. Perceived strengths and positive
experiences can give meaning to life (Quinn and Toms 2019, Lloyd et al. 2016) and these
feelings can encourage caregivers to continue providing care. Hence, the need for support
has to be understood in relation to individual agency and personal resources. Providing
support to caregivers has broader implications than only helping an individual, and is of vital
importance to the person with a mental illness, the caregiver and the health system at large
(Murthy 2016, Gopikumar et al. 2015, Avasthi 2010, Read et al. 2009).

2.5.1

Social protection: requirements and barriers

The previous sections have discussed the experiences of caregivers, both positive and
negative, as well as the support structures required by caregivers. A particular need of families
with a person with mental illness is support in the form of social protection schemes. In
practice, it has been observed that social protection measures are highly prone to multiple
barriers (Banks 2017). Despite the critical importance of social protection, there is little
empirical evidence on the barriers to access social protection, and is particularly limited for
people with mental illness and their families.
Social protection (also referred to as social welfare or social security) takes diﬀerent shapes
and forms depending on the resources available and the national political climate (Barrientos
2011). Norton et al. (2002: 543) propose the following definition of social protection: “Social
protection refers to the public actions taken in response to levels of vulnerability, risk and
deprivation which are deemed socially unacceptable within a given polity or society”. Similarly,
in a report published by the United Nations Research Institute on Social Development
(UNRISD) on combating poverty and inequality, social protection is defined as “concerned
with preventing, managing and overcoming situations that adversely aﬀect people’s wellbeing. It helps individuals maintain their living standard when confronted by contingencies
such as illness, maternity, disability or old age; market risks, such as unemployment; as well
as economic crises or natural disasters” (UNRISD 2010: 135).
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Three broad types of social protection instruments (Barrientos, 2011) can be identified. The
first is labour-market interventions, which aim to promote employment and protect workers.
These schemes include labour standards, minimum wage legislation and other labourmarket policies. The second focuses on social insurance to mitigate risk, such as health
insurance. The third group covers social assistance, where transfers (in cash or kind) are
made to particular vulnerable groups, such as single-parent households. Social protection
programmes of all kinds often aim to promote access to basic services, including education,
employment and health care (Gentilini & Omamo, 2011). Social assistance and insurance
are the most common models for providing social protection. Social assistance (i.e. noncontributory cash or in-kind programmes for groups deemed eligible due to deprivation and
poverty) is the most common model in LMICs (Barrientos & Hulme 2009, Gentilini & Omamo
2011). Forms of insurance, e.g. health insurance, have recently become more frequently
adopted in middle-income countries (Banks et al. 2017).
Approaches taken by governments of LMICs vary in commitment: from a minimal role to a
state-led rights-based approach. An example of the minimal role adopted by governments is
the ‘safety net’ approach, which was commonly advocated in the neo-liberal era of structural
adjustment programmes (SAPs) and reduced government spending in the 1970s and
1980s. Safety-net approaches are designed to meet only the most basic needs of vulnerable
populations (Babajanian 2012, Barrientos and Hulme 2008, Grosh et al. 2008).
As a response to the failure of SAPs and safety-net approaches, social protection and povertyalleviation/reduction programmes are now increasingly designed and implemented in a
rights-based framework, with the aim of creating an enabling environment for individuals to
protect their livelihood (Palmer 2013, Babajanian 2012) and addressing social equity concerns.
Palmer (2013: 141-142) describes the aspects of a rights-based framework as follows: “The
mitigation of economic risk through diversification of livelihood strategies, drawing upon
savings and cultivating social ties; improved access to, and equality of opportunity in, basic
services, including access to adequate levels of nutrition, education and health; heightened
levels of social solidarity and cohesion through the development of increased capacity for
economic and social exchange, as well as lower levels of social inequality and poverty”.
The main argument for providing social protection within a rights-based approach centres
on the obligation of the state to provide social protection to citizens who require assistance
(Barrientos & Hulme 2008). This includes making application processes easier and linking
demand to supply (Devandas Aguilar 2017, Piron 2004).
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Another framework to analyse diﬀerent types social protection that can contribute to change
in social structures is proposed by Devereux and Sabates-Wheeler (2004). They developed
the following typology of social protection measures: protective, preventive, promotive and
transformative. Protective measures include social assistance and are aimed at providing
relief from deprivation and are often for the ‘chronically poor’ or targeted groups, such as
persons with disability, single parents, and the elderly. The aim of preventive measures is to
avert deprivation by providing social insurance and opportunities for saving. Encouraging
people to diversify their sources of income is also considered preventive. Promotive measures
aim at enhancing opportunities and income through livelihood-enhancing programmes,
such as vocational training and microfinance. Finally, transformative measures address larger
issues of social equity and exclusion and include changes to regulatory frameworks and
collective action.
In practice, however, the development of social protection measures have been largely
inadequate to address the needs in LMICs due to lack of resources (Slater 2011). A major
concern is the long-term sustainability of social protection programmes, since many LMICs
are unable to finance these programmes through payroll-based income tax (Barrientos 2011).
In addition, the proportion of people requiring social protection is generally greater than
in high-income countries, since social insurance and labour-market regulations are often
insuﬃcient to ensure minimum living standards for the majority of citizens (Barrientos 2011).

2.5.2

Social protection for disability and mental illness

Anecdotal evidence supports the idea of a two-way relationship between poverty and
disability (Kuper et al. 2016, Groce et al. 2011), but there is a lack of available data and research
in this area. Data on the financial impact on families with a relative with mental illness is even
scarcer, although financial impact has been recorded in a number of studies (e.g. Addo et al.
2018, Chavan et al. 2018, Dijkxhoorn et al. 2018).
Existing data shows that financial support is needed owing to the costs incurred to obtain
treatment and medication, the loss of employment of the caregiver and/or the person with
mental illness, and the lack of vocational training facilities to cultivate employable skills,
among other factors. For families who live at or near subsistence level, any change in income
can prove catastrophic.
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Mitra et al. (2011) showed in a review of household data in LMICs that having a person
with a disability in the family increased the likelihood of experiencing multidimensional
poverty. Another review showed that additional expenses for disability range from 14% in
Vietnam to 40% in Ireland (Mitra et al. 2017). A mixed-method study from Tanzania found
that households including a person with a disability were poorer on average when assessed
through the mean poverty score or the proportion of households in the lowest quartile of
poverty, and had more older people (Kuper et al. 2016).
In the context of social protection for people with mental illness, the discourse on disability
is an important consideration, since it informs the types of social protection that are
available. Mental illness is considered a disability in most legislation on social protection
related to disability, including in India (in the Rights of Persons with Disabilities Act 2016).
Two discourses on the meaning of disability are prevalent, namely the medical and the social
models (Haegele and Hodge 2016).
The medical model of disability focuses on disability as a deficiency or abnormality and has
negative connotations. Doctors and medical professionals are considered the cognitive
authorities and interventions are focused on normalising function in order to be able to
adapt to the existing society. In the social model, a disability is considered merely a diﬀerence
rather than a deficiency. The aim of interventions is to reduce barriers and to create a more
inclusive society for all. People with disabilities are considered the cognitive authorities in
the social model (Haegele and Hodge 2016).
On the other hand, in the context of social protection, the social model of disability focuses
on social empowerment, access to services and economic security (Gooding and Marriot
2009). To achieve these goals, social protection measures need to be responsive, aﬀordable,
sustainable, mainstreamed and flexible (Norton et al. 2002). Other prerequisites include
strong legal foundations to make social protection a right and entitlement; participation
of persons with disabilities in design, implementation, and evaluation of social welfare
programmes; and a framework that considers social protection as a means and not an end
(Gooding and Marriot 2009). This approach requires a social protection administration that
pursues these goals in designing social protection measures and facilitating access.
The capabilities approach is another useful framework for analysing social protection, since
it points to the ways in which the experience of both poverty and disability limit capabilities
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and the ability to convert opportunities into improved functionings, which is influenced by
economic opportunities, political freedoms, social powers and the enabling conditions of
good health and basic education (Sen 1999 in Graham et al. 2013). This approach leads to the
recognition of additional support for persons with disabilities to reach the same capabilities
(Rohwerder 2014).
The second important debate related to social protection for people with disabilities centres
on whether benefits should be mainstreamed or disability-targeted and whether people
with disabilities are to be considered the same as other groups at risk of poverty or whether
there ought to be specific benefits for people with disabilities, in addition to general povertyalleviation measures. A central premise of mainstreaming is removing or reducing barriers
that prevent people with disabilities from participating in society and thereby increasing their
inclusion (WHO 2011), which is in line with the social model of disability. In mainstreaming
approaches, disability is considered as one of the factors contributing to vulnerability and
poverty (along with gender, caste, age etc.) (Schneider et al. 2011).
Disability targeting, on the other hand, rests on the argument that people with disabilities
experience additional economic disadvantages, which are unique to their particular group
and cannot be considered on a par with other people living in poverty (Mitra 2005). A person
with a disability may require a larger ‘basket’ of primary goods and still have less chance to
pursue their objectives than a person without disability (Mitra 2006).

2.5.3

Access framework

In order to analyse and categorise the barriers to accessing social protection measures for
people with mental illness, I will use the access framework developed by Levesque et al.
(2013). While this framework was developed to address barriers related to access to health
care, it can be adapted to analysing similar barriers to social protection measures. The access
framework developed by Levesque et al. (2013) addresses barriers related to accessing
health care from the supply and demand side, and makes it possible to analyse barriers at
the macro and micro levels.
The framework adopts a broad definition of access by including the perception of need, as
well as the consequences of access to services. The framework goes beyond merely describing
the nature of services, and also considers the concept of uptake as realised access. The mere
existence of services is irrelevant if people are unable to make contact and obtain health
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care. In addition, this framework considers access to be the result of a complex set of factors
related to the macro and micro levels. Barriers to access can be identified at every transition
to the next phase in the care-seeking process. “Access is seen as resulting from the interface
between the characteristics of persons, households, social and physical environments and
the characteristics of health systems, organisations and providers” (Levesque et al. 2013: 4).

Figure 2.1

2.5.4

A conceptual framework of access to health care (Levesque et al. 2013)

Strengths-based approach

In earlier sections, I discussed the multi-dimensional aspects of the caregiver’s experience,
the various domains of life that it aﬀects, and both positive and negative aspects. Following
this perspective, when considering caregivers’ needs for support structures, it is important
to adopt a similar multi-dimensional perspective. This includes designing support structures
that build on existing strengths. The strengths-based approach became widespread in social
work practice in the 1990s. The approach is based in humanist philosophy, ecosystem theories
and the concept of empowerment. Rather than only focusing on a person’s problems and
deficits, the strengths perspective focuses on their capabilities, talents and resources. While

32

the approach has faced criticism, such as placing too much responsibility on the individual
to solve their own problems and that it does not lead to the anticipated reduction of costs
(Slasberg and Beresford 2017), I perceive the strengths-based approach to be valuable in
a resource-scarce and medicalised setting where the main focus is often on deficits and
problems, rather than on strength and resilience.
This thesis conceptualises support to caregivers in a framework that takes into account of the
problems and strengths, as well as the socio-economic backgrounds, of families participating
in this study and the particular barriers they face in accessing support structures and in
particular social protection measures.

2.6

COMMUNITY-BASED SUPPORT STRUCTURES

In a resource-scarce setting like India, it is vital to design cost-eﬀective, culturally appropriate
solutions to facilitate support structures for family members in their own communities. In
this last section, I will examine models that can provide a framework for community-based
support structures.

2.6.1

Ecological model

The ecological framework (which was developed by Bronfenbrenner in the 1970s and
subsequently expanded and refined) allows for and encourages taking specific local
conditions into consideration, for example gender and family structures, or caste relations
in the case of India. Bronfenbrenner (1979 in Greene 2017:199) explained the ecological
framework as the “scientific study of the progressive, mutual accommodation, throughout
the life course between an active, growing human being and his or her environment”.
Although most of Bronfenbrenner’s work focused on child development, his theories have
been adopted in general theories of social work (Greene 2017)
The ecological framework is particularly useful in social work, since “[t]he ecological approach oﬀers the benefits of an extensive, integrated knowledge base for practice, because
it focuses on a blend of concepts that describe the degree of person-environment fit, the
reciprocal exchange between person and environment, and the forces that support or inhibit
that exchange” (Germain 1973 in Greene 2017). The ecological perspective assumes that the
person and the environment mutually influence each other and that transactions between

33

2

a person and their environment have the potential to bring about changes, which is also
called reciprocal causality (Greene 2017: 207). I will use the ecological perspective to analyse
the interactions between family members, community members, government oﬃcials and
health providers, the transactions between the family members and these three groups of
people, and how community-based NALAM workers aim to facilitate change between them.
The broad mandate given to NALAM workers to assess the situation of the entire family and
to assist families with multi-faceted types of problems fits the ecological perspective, since
“[i]n social work, the ecological framework is an approach that encourages social workers to
adopt [a] unified method of social work practice […], with all workers needing to have the
skills necessary to intervene at any point that is indicated” (Peterson, 1979: 595 in Greene
2017).

2.6.2 Task-shifting and boundary-spanning
While the ecological model outlines a general approach to designing and implementing
support structures around an individual, this thesis will also include an exploration of taskshifting in the realm of social work through community-based workers.
Task-shifting is defined as the “rational redistribution of tasks among health workforce teams,
involving the appropriate transfer of specific tasks from specialists to those with abbreviated
training” (WHO 2008, Lehmann et al. 2009). Task-shifting has been used in particular in the
health sector in LMICs to bridge the gap between available health personnel and the need
in communities.
In order to succeed in task-shifting, one of the strategies that could be employed is boundaryspanning, which denotes a strategy to navigate unfamiliar territory in the workplace, while
still being able to negotiate with various actors and discourses (Engeström et al. (1995) in
Akkerman and Bakker (2011)). “Boundary spanners” are defined as facilitating “transactions
and the flow of information between people or groups hindered by some gap or barrier”
(Long 2013: 158).
One tool for boundary-spanning is the use of boundary objects, or “those objects that both
inhabit several intersecting worlds and satisfy the informational requirements of each of
them” (Star & Griesemer, 1989: 393 in Akkerman and Bakker 2011). The boundary object is
an intermediary that creates alignment with the epistemic culture of both parties (Regeer
and Bunders 2009). Boundary objects can be material objects, processes or discourses
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(Edelenbosch et al. 2015). Besides introducing boundary objects, boundary spanners can
create alignment between diﬀerent worlds by reframing concepts to suit the understanding
and conceptual framework t of various stakeholders (Hoes and Regeer 2015).
In the context of task-shifting in mental health, boundary objects and boundary-spanning
are relevant concepts. The enquiry on the strategies used by community-based lay-workers
involves facilitation of support structures across boundaries between families, health
providers, communities and government agencies. Boundaries often constitute barriers to
access much-needed support structures,

2.7

SUMMARY

In sum, this chapter indicates that caregivers’ experiences are complex, multi-faceted and
context-specific, so that the approach to studying their experiences needs to allow for this
complexity. It is important to study the experiences of caregivers of people with mental illness
from a perspective that takes several types of experiences into account, and to consider
how experiences may diﬀer between types of caregivers, as well as recognising the range of
experiences within one caregiver. Finally, I hypothesise that designing appropriate support
structures and exploring approaches that are acceptable to communities to facilitate access
to services are vital to provide useful support to caregivers.
The next chapter will introduce the research design of the following five chapters, including
the research questions, the study area and study population, and the methods used in each
study.
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Chapter 3
Research design

The previous chapters outlined the present gaps in knowledge of the experiences of
caregiver of people with mental illness in a low-resource setting such as India. Chapter 1
outlined the global mental health scenario, and the social determinants of mental health.
In particular, the chapter illustrated the context of mental health in India and the lacunae in
service provision for people with mental health issues and consequently the high burden it
places on families, while also highlighting the importance of family ties and sense of duty
towards one’s relative to provide care.
Chapter 2 considered the theoretical concepts that guide the studies. This thesis employs
a theoretical framework that conceptualises the caregiver’s experience as multi-faceted,
including both positive and negative experiences. It also conceptualises support to
caregivers in a framework that takes into account the social and economic backgrounds of
families, their problems and strengths.
This chapter presents the research methods of this study. First, I present the main research
question and sub-questions, followed by the study area and the study population. I then
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discuss the research approach, and the methods used. This is followed by questions of
validity and ethical considerations.

3.1

RESEARCH QUESTIONS

The main research question of this thesis is:
How can we understand the experiences of caregivers of people with mental illness in a
low-resource context and address these with the design and implementation of support
structures?
The thesis is divided into two parts. Part 1 explores the experiences of caregivers, including
both negative and positive aspects, as well as the support structures needed during the
long duration of caregiving. Part 2 considers the barriers to providing required services, in
particular social protection measures, followed by an exploration of the community-based
strategies that aim to address these barriers.
This study seeks to advance the understanding of the experiences of caregiving for family
members of people with mental illness who access the services of The Banyan.
This led to the first sub-question:
1. How can the challenges faced by caregivers of people with mental illness from low-resource
families be understood in the cultural context of India?
Understanding the experiences of caregivers was the first step, in order to gain insight
in the complex landscape of families, mental health services and communities. This
understanding then formed the basis of the second sub-question, which focuses on the
urgent need for support structures among caregivers to continue providing care.
2. What is the nature of support structures required by caregivers?
Following the exploration of the needs for support structures and the possible design
and implementation of support structures, the question of access to support structures
becomes important. It is clear that caregivers are unable to receive the necessary
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support structures, including in some cases, assistance to cover basic needs. In order to
investigate these barriers, I focused on a particular area of support structures, namely
social protection measures. This led to the following sub-question:
3. What are the challenges in accessing social protection measures for people with mental
illness and their family members?
The issue of barriers to social protection measures begs the question of how these can
be addressed and what strategies community-based resources can employ to assist
family members in overcoming these barriers. This leads to the last sub-question:
4. Which strategies can be employed by community-based health workers to address the
challenges of access to support structures for caregivers of people with mental illness?

3.2

STUDY AREA

The study was conducted among caregivers of people with mental illness in a rural (Thiruporur
block in Kancheepuram District) and urban area (Chennai) of the South Indian state Tamil
Nadu (TN). These areas are relevant because the study participants, families accessing clinics
of the non-governmental organisation The Banyan, live in these areas. Section 1.5 in Chapter
1 expanded on the work of The Banyan in mental health.
In social and economic terms, Tamil Nadu is often considered an outlier among states in
India. The state has a population of 72.15 million people, with a sex ratio of 996 females
per 1000 males, which is well above the national average of 943 females per 1000 males
(Government of India Census 2011). Tamil Nadu’s literacy rate was 80.09% in 2011, which is
higher than the national literacy rate of 74.04% and the poverty headcount ratio at 11.71%
is lower than India’s average of 21.9% (Government of India 2014). While not at the same
dramatic levels as certain states in North India, in Tamil Nadu son preference and daughter
aversion is observed in rural areas, due to drastically falling fertility rates and higher dowry
demands than in previous decades (Pande et al. 2012, Diamond-Smith et al. 2008). In general,
Tamil Nadu is a patriarchal society, illustrated in the division of labour in the household and
workforce, patrilocal practices, as well as patterns of male domestic violence (Chokkanathan
2012). Women in low-income households work mostly in informal jobs in agriculture,
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construction and home- or factory-based manufacturing (Government of India 2014, Keiko
2011). Women make up 34.82% of the workforce in TN (Government of India Census 2011).
It has been reported that 95% of women had married by age 35 (Yeung 2018). Arranged
marriage, while on the decline, is still the most prevalent system of finding a spouse in India
(Allendorf and Pandian 2016). Seeking a spouse for an arranged marriage in India is based
on considerations both of the couple as well as family members. Caste endogamy is still
highly prevalent (Allendorf and Pandian 2016) and class, education, income, health status
and family structure of the future spouse are important considerations.
According to the National Mental Health Survey of India 2015–2016 (NIMHANS 2016),
Tamil Nadu has a far higher reported suicide rate than the national average, namely 23.4
per 100,000 population versus 10.6 for India. Tamil Nadu also reported a high prevalence of
mood disorders and depressive disorders (4.62%), compared to the national prevalence of
2.8% (NIMHANS 2016).
As described in Chapter 1, the District Mental Health Program (DMHP) is the government
programme to provide mental health services at primary health centres. The (DMHP) is
operational in 16 districts in Tamil Nadu, including Kanchipuram district. As has been reported
in other parts of India, the DMHP is not consistently functional and provides psychiatric
services in limited areas of districts (Gupta and Sagar 2018, Jacob 2017, Hanlon et al. 2014,
Jain and Jadhav 2009). In the area of this study, mental health services are available at the
Kanchipuram and Chennai government hospitals, the Institute of Mental Health in Chennai,
at private clinics and at NGOs. Despite relative proximity to Chennai, parts of Thiruporur block
are remote and not served by public transport, making access to health facilities expensive
and time-consuming.
Several NGOs work on mental health in Chennai and Kanchipuram district, oﬀering services
ranging from clinical treatment and community awareness, to vocational training and
advocacy. Limited long-term care facilities are available in Chennai and Kancheepuram
district, both non-governmental and for-profit, but their fees are beyond the means of the
families included in this study. The Banyan is one of these NGOs, and the studies in this thesis
were conducted with participants who access its services.
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3.3

STUDY PARTICIPANTS

Caregivers and people with mental illness
All caregivers and people with mental illness who participated in the study access the NGO’s
free outpatient clinics in and around Chennai in Tamil Nadu. Outpatient clinics are located in
Chennai and Kovalam (a semi-urban area in Kancheepuram District). All participants are from
low socio-economic backgrounds, including many from scheduled castes and scheduled
tribes. All caregivers included in the studies are close relatives of a person with mental illness
and live together.
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NALAM workers
The Banyan began the NALAM project (Tamil for ‘wellbeing’) in 2013 in Thiruporur Block
(population 162,000) (Government of India 2011), where it had been providing clinic-based
and outreach mental health services since 2005. The NALAM project sought to establish a
multi-intervention framework of services provided by lay-workers, which combined social
and mental health care. At the end of the programme, The Banyan employed full-time
NALAM workers in both rural and urban areas. NALAM workers attended a six-month diploma
course conducted by The Banyan Academy of Leadership in Mental Health (BALM). All of the
NALAM workers who participated in these studies are women who live in or around the
villages where they work in Thiruporur Block, Kancheepuram District, Tamil Nadu.

Mental Health Professionals
The mental health professionals who participated in the focus group discussions (FGDs) are
employed at The Banyan and included psychiatric nurses, psychologists, social workers and
an occupational therapist.
More details on the study participants are included in section 3.4.

3.4

RESEARCH APPROACH

In transdisciplinary research, it is recognised that unstructured, complex and persistent social
issues require engaged and embedded processes of evolving innovative solutions (Popa et
al. 2015, Broerse and Bunders 2010). The transdisciplinary research process entails crossing
boundaries of diverse disciplines and adopting participatory mechanisms to include both
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scientific and non-scientific actors to produce knowledge with the aim of influencing
research agendas and policy (Bunders et al. 2010).
The transdisciplinary approach is integral to this thesis. Caregiving and mental health are
complex and persistent social issues that demand a research approach with the potential
to consider experimentation, collaboration, democratic learning and reflexivity – invaluable
attributes to ensure that empirical knowledge is embedded and contextualised within the
realities of grassroots constituencies. This process also encourages the creation of solutions
during the research phase (Popa et al. 2015).
In order to answer the main and sub-questions in this thesis, a mixed-method approach was
used, using both qualitative and quantitative methods. In most studies, sequential methods
were used to validate the findings of an earlier phase of data collection with another research
method. Sequential methods are commonly used in mixed-method studies and three types
have been identified:
– qualitative before quantative
– quantitative before qualitative
– quantitative and qualitative concurrently (Gray 2018: 201).
In the former, the qualitative data is used to provide direction to the quantitative data
collection, while in the latter, qualitative data is used to gain more in-depth knowledge and
add more lived experiences to the quantitative data analysis. In the third type of sequential
data collection, both methods are conducted simultaneously and analysed concurrently.
The five studies included in the thesis, the corresponding methods, and the participants in
each study are summarised below.

PART 1 – EXPERIENCES OF FAMILY CAREGIVERS OF PEOPLE WITH
MENTAL ILLNESS AND NEEDS FOR SUPPORT STRUCTURES
The first part of the thesis concerns the experiences of caregivers over time, as described in
a phases of caregiving model. Caregivers’ need for support structures corresponding with
these phases are elaborated on in part 1 of the thesis.
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The first enquiry (Chapters 4 & 5) aims to answer the following sub-question:
How can the challenges faced by caregivers of people with mental illness from lowresource families be understood in the cultural context of India?
The sub-question focuses on the experiences of caregivers as they change over time, in
particular on the concepts in caregiver’s experience, such as stigma, loneliness, and personal
growth in the context of Tamil Nadu. In Chapter 4, we describe the development of The
Banyan model of caregivers’ experiences. The model was developed based on sequential
mixed-method research, which followed this trajectory:
– Semi-structured interviews with 29 caregivers of women accessing The Banyan’s
outpatient services. The interviews included Life History Timelines.
– Administration of the Experiences of Caregiving Inventory (ECI) to 117 caregivers
– Focus group discussions (FGDs) with caregivers (n=20), community-based workers
(n=22) and mental health professionals (n=18).
In Chapter 5, we elaborate on selected themes related to The Banyan model of caregivers’
experiences, namely stigma, loneliness, lost opportunities and personal growth. We describe
how they are particular to the context of Tamil Nadu and how these experiences change
over time.
The findings in Chapter 5 are based on the same semi-structures interviews and FGDs as
analysed in Chapter 4.
The second enquiry (Chapter 6) investigates the following:
What is the nature of support structures required by caregivers?
Chapter 6 is based on an investigation into the domains of support structures that address
the needs of caregivers. We also explored the changing needs for support structures in the
diﬀerent phases.
Chapter 6 is based on the semi-structured interviews, FGDs described in Chapter 4, with the
addition of a survey on support structures with 117 caregivers.
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PART 2 – COMMUNITY-BASED STRATEGIES TO IMPROVE ACCESS TO
SUPPORT STRUCTURES
The second part of the thesis focuses on barriers to accessing support structures and
strategies employed by local community members to span barriers to facilitate support
structures for families, including access to social protection measures.
In Chapter 7 we investigate challenges in providing support structures for caregivers, in
particular by gaining insight into the third sub-question:
What are the challenges in accessing social protection measures for people with mental
illness and their family members?
Chapter 7 studies the barriers to accessing social protection measures facing people with
mental illness. The chapter is based on a survey of 209 users and caregivers, followed by four
FGDs with users, caregivers and community-based workers.
Chapter 8 focusses on the following sub-question:
Which strategies can be employed to address the challenges of access to support structures
for caregivers of people with mental illness?
The chapter focuses on boundary-spanning strategies employed by community-based
lay-workers known as NALAM workers. The study is based on interviews and FGDs with 19
NALAM workers.

3.5

Data collection, research phases and timelines

Data for Chapters 4–6 were collected between January 2015 and November 2016 and
were collected using a sequential mixed methodology (Chapter 4 and 6) and a sequential
qualitative methodology (Chapter 5). Figure 3.1 indicates the sources of data for each
chapter, and the sequence of data-collection phases.
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Chapter 4

Chapter 4
Chapter 5

Chapter 5
Experiences of
Caregiving
Inventory

Semi-structured
interviews
Support
structures
survey
Chapter 6

Chapter 6

January – March
2015

January – March
2016

Figure 3.1

Chapter 4

Chapter 4

Chapter 4

Development of
The Banyan model
of caregiver
experiences

Editing and
finalising
The Banyan model
of caregiver
experiences

Focus Group
Discussions
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Chapter 6
September
2016

October –
November 2016

January –
August 2017

Data collection for Chapters 4–6

Data for Chapters 7 and 8 were collected between March 2015 and July 2017, through
overlapping data-collection processes, including sequential mixed methodology in Chapter
7 and sequential qualitative methodology in Chapter 8. Figure 3.2 indicates the sources of
data for Chapters 7 and 8, and the sequence of data-collection phases.

Chapter 7

Chapter 7

Chapter 7

Semi-structured
interviews

Barriers to and
relevance of social
protection survey

Focus Group
Discussions

Semi-structured
interviews

Chapter 6

Chapter 8

May – July
2016

July 2017

Chapter 8
March – July
2015

Figure 3.2

January – March
2016

Data collection in Chapters 7–8
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3.6

RESEARCH TEAMS

Three research teams were engaged in this thesis.
The first team (Chapters 4, 5 and 6) comprised the principal researcher (social anthropologist),
a clinical psychologist, a social worker, a mental health wellbeing researcher, and the two
thesis supervisors.
The second team (Chapter 7) comprised the principal researcher (social anthropologist), a
social worker, and the two thesis supervisors.
The third team (Chapter 8) comprised the principal researcher (social anthropologist), a
social worker, and the two thesis supervisors.
As the principal researcher, I conceptualised and designed the research jointly with the coauthors, coordinated all data collection and transcription and participated in most interviews
and FGDs. The code books were developed in collaboration with a co-author, following
which I did the data coding and data analysis was done jointly through deliberations. The
quantitative data was jointly analysed with the co-authors. All articles were co-written with
and approved by the thesis supervisors.
For Chapters 4 and 5, I was the co-principal researcher, and wrote the articles, integrating
inputs from the co-authors.
For Chapter 6, in my role as co-principal researcher, I wrote the initial drafts, integrating
inputs from the co-authors and the final version was written and edited by the first and third
author, with inputs from the co-authors and me.
For Chapter 7, in my role as co-principal researcher, I wrote the article with the first author,
integrating inputs from the co-authors.
For chapter 8, I was the principal researcher and wrote the article, integrating inputs from
the co-authors.

3.7 VALIDITY
Both quantitative and qualitative data can have a number of limitations that may reduce
validity. In this thesis, I attempted to enhance validity through a range of strategies.
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I aimed to achieve triangulation through both methodological and investigator triangulation.
The former by using sequential mixed methods in order to confirm and check data from
previous data collection and methods. The latter by involving multiple researchers in the
design of the study, the data collection, analyses and interpretation of the data. Special
attention was paid to looking for discrepancies in the evidence or negative cases that might
provide new insights.
Tools, including interview guides and surveys, were piloted and changes were made in
response to feedback from participants, data collectors and research team members.
Furthermore, saturation of the data was sought as much as possible. Interviews and FGDs
were generally conducted until no new issues arose. All interviews and FGDs were audio
recorded and these were transcribed and translated into English.
Prolonged fieldwork was an important aspect of the data collection. As a white person from
the Netherlands, building rapport with participants was vital in collecting accurate data.
I lived in Chennai for nine years and was employed full-time with The Banyan when the
data collection took place. While not fluent, I could understand basic Tamil, which helped
during the interviews with co-researchers and research assistants. The fact that I had lived
in Chennai since 2007, was married to a Tamil and was employed at The Banyan, assisted
in building rapport with participants, some of whom I would meet repeatedly at clinics
and events organised by the NGO. Prolonged residence in Tamil Nadu also helped with
gaining an understanding of the cultural nuances of families and the broader society.
The collaboration with colleagues at The Banyan who were involved in clinical work also
contributed to creating a deeper understanding of family contexts, as well as the mental
health sector in Tamil Nadu described in the studies.

3.8

ETHICAL CONSIDERATIONS

The Institutional Research Review Board of The Banyan and The Banyan Academy of
Leadership in Mental Health (BALM) evaluated and approved each study in the thesis prior
to the start of the studies. The Review Board comprises external reviewers representing a
range of professions related to the research conducted.
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All study participants remained anonymous, and no names were used in the reporting of
study results. All materials are stored in locked cupboards and password-protected databases,
which cannot be accessed by external parties.
Written consent was obtained from all participants before the commencement of data
collection. Consent forms were translated into Tamil from English. For participants who were
unable to read and write, oral consent was obtained, and a witness signed the consent form.
Before the start of the interviews and focus group discussions, participants were informed of
their right to refuse to participate in the study, to refuse to answer any of the questions and
to discontinue the interview at any time. Time was provided for participants to ask questions
about the study and the data collection process.
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Part 1 – Chapter 6
Reducing family burden: needs and strategies
for responsive support structures for
caregivers of persons with mental ill health in
Chennai, India
Part 2 – Chapter 7
Understanding the complexities of accessing
social protection by persons with mental
illness and their families in Tamil Nadu, India
Part 2 – Chapter 8
Lay workers as boundary spanners to facilitate
support for families of persons with mental ill
health in a rural area in Tamil Nadu, India

Sub-question 3:
What are the challenges in accessing
social protection measures for people with mental
illness and their family members?

Sub-question 4:
Which strategies can be employed by communitybased health care workers to address the
challenges of access to support structures for
caregivers of people with mental illness?

Qualitative descriptive
analysis
(semi-structured interviews,
FGDs)

Mixed methods
(survey, FGDs)

Mixed methods
(semi-structured interviews,
survey, FGDs)

Qualitative descriptive
analysis
(semi-structured interviews,
FGDs)

Part 1 – Chapter 5
Loneliness, stigma, lost opportunities and
caregiver growth: understanding experiences
of caregivers of persons with mental illness in
Tamil Nadu, India

Sub-question 2:
What is the nature of services required
by caregivers?

Mixed methods
(semi-structured interviews,
survey, FGDs)), qualitative
model development

Part 1 – Chapter 4
Understanding caregiver burden from a
long-term perspective: The Banyan model of
caregiver experiences

Sub-question 1:
How can the challenges faced by caregivers of
people with mental illness from low-resource
families be understood in the cultural context of
India?

Type of study

Part / Chapter

OUTLINE OF THESIS

Sub-questions

3.9

19 NALAM workers (semi-structured
interviews)
19 NALAM workers (FGDs)

45 users, 101 caregivers and 63 users and
caregiver together (survey)
35 caregivers, 10 users (FGDs)

29 caregivers (semi-structured interviews)
117 caregivers (support structures survey)
20 caregivers, 18 mental health
professionals, 22 community-based
workers (FGDs)

29 caregivers (semi-structured interviews)
20 caregivers, 18 mental health
professionals, 22 community-based
workers (FGDs)

29 caregivers (semi-structured interviews)
117 caregivers (Experiences of Caregivers
Inventory survey)
20 caregivers, 18 mental health
professionals, 22 community-based
workers (FGDs)

Participants & data sources

3
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Part 1:
Experiences of family caregivers of
people with mental illness and
needs for support structures

Chapter 4
Understanding caregiver burden from a longterm perspective: The Banyan model
of caregiver experiences

ABSTRACT
Purpose: A multi-phase model for experiences of family members of persons with mental
illness that considers both positive and negative aspects is proposed.
Design and Methods: Mixed-methods (semi-structured interviews, life history timelines,
focus group discussions and the Experience of Caregiving Inventory) were used with
caregivers accessing outpatient services of a non-governmental organization in urban and
rural locations around Chennai, India.
Findings: Based on our results, we constructed a multi-phase model, which we named
The Banyan model of caregiver experiences. The phases are 1. Manifestation of symptoms
2. Seeking help 3. Helplessness and attribution 4. Relative control and insight 5. Loss and
worries 6. Finding new meaning.
Practical Implications: Our multi-phase model allows us to identify in more detail the
needs of caregivers at various stages.
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INTRODUCTION
The experiences of caregivers of people with a mental health issue have been described
in a significant body of research, mostly from western countries (Baronet 1999, Rose 1996,
Chan 2011), and to a smaller extent from low resource countries (den Hertog 2016, Bhandari
2015, Chadda 2014, Monyaluoe 2014, Chan 2011, Mavundla 2009, Nyati 2002, Ohaeri
2001). Most studies focus on measuring the negative aspects of caregiving, called ‘family
burden’, which is usually defined as the influence of giving care to a person with a mental
health problem on the living situation of their caregiver and the emotional, psychological,
physical and economic consequences thereof (Awad 2008, WHO 2004:12). A distinction is
often made between ‘objective’ and ‘subjective’ burden. Objective burden are the concrete
and observable negative eﬀect of the mental illness, such as financial burden, time spent
on care giving, disturbance of family life and negative health outcomes of the caregiver.
Subjective burden is defined as the extent of burden experienced by the caregiver as a result
of caregiving (Chan 2011).
An alternative approach to understanding caregiver experiences was developed by Szmukler
(1996). The notion of caregiver ‘burden’ was rejected and instead, a ‘stress-appraisal-coping’
framework was developed, which encompasses both positive and negative experiences.
(Szmukler 1996: 138). Szmukler developed a 66-item Experience of Caregiver Inventory (ECI)
in consultation with caregivers, focusing on a wider variety of domains of burden as well as
on positive experiences of caregiving. This is important because ‘the extraordinary power of
love’ is often a sustaining force to continue caregiving duties (Karp 2002:16).
While love and positive experiences can be vital aspects of caregiving (Awad 2008, Liu
2007, Chen 2004, Schwartz 2002), it is undeniable that caregiving can cause significant
distress to family members. Tension, stress, anxiety, resentment, depression with feelings of
hopelessness and powerlessness, a sense of entrapment, disruption in their family life and
relationships, financial diﬃculties, physical ill health, restrictions in social and leisure activities
and an overall decrease of quality of life have been reported as aspects of burden (Yin 2014,
Grandon 2008, Magliano 2000, Jungbauer 2003, Lauber 2003). Despite family burden being
studied frequently, there is no conclusive evidence of the extent of, and contributing or
predicting factors of burden. This has been attributed to studies being conducted in diﬀerent
settings, varying instruments and the lack of a uniform definition of burden. However,
certain findings have been concluded across studies. Symptomatic behavior, for example
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violence, excessive demands and high dependency (Baronet 1999, Chan 2011, Shibre 2003,
Grandon 2008) and low levels of functioning (Chan 2011, Tarricone 2006) seem to be a major
contributor to family burden. It is hard to link a specific diagnosis to higher burden, as most
studies focus on people diagnosed with schizophrenia (Lowyck 2004, van Wijngaarden
2009), thereby making comparison diﬃcult. Burden appears to be higher amongst female
caregivers (Chan 2011, Flyckt 2011, Hsiao 2010), caregivers with higher education (Aggarwal
2011, Chan 2011) and young age of the person with a mental illness (McDonell 2003, Harvey
2001).
The duration of illness as a factor influencing family burden is studied to a limited extent, with
varying results. Some studies have shown that longer duration of caregiving indicates higher
burden and lower positive coping abilities (Aggarwal et al. 2011, Lim 2003, Chakrabarti et
al. 1992, Tarricone 2006, van der Voort 2007, Harvey 2001), while others have not found a
positive correlation (Ricard 1999, Schene 1998).
In sum, while predictors for family burden have been studied, the outcomes are nonconclusive or contradictory and hence, do not produce a set of indicators useful for practical
application. More research is warranted, in order to gain deeper insight into caregiver
experiences and potentially identify additional factors and patterns. Furthermore, duration
of caregiving has emerged as a potential predictor of caregiver burden, but only to a limited
extent has this been studied. It might be, however, a relevant factor; one could imagine
that caregivers in diﬀerent phases of caregiving, experience diﬀerent levels and types of
burden. Existing frameworks for phases of caregiving are predominantly from North America
(Gubman 1987, Tuck 1997, Karp 2000, Muhlbauer 2002, Rose 2002 and Milliken 2003), with
one exception from a middle-income country, Botswana (Seloilwe 2006).

Caregiver experiences in low- and middle-income countries
It has been suggested that caregivers play a large role in non-Western countries in the
re-socialization, vocational and social skills training of the person subjected to caregiving
(hereafter referred to as ‘relative’), not only because of closer family ties that exist in many
non-Western societies (Avasthi 2010, Faqurudheen 2014), but also because developing
countries lack rehabilitation professionals to deliver these services (Kakuma 2011). There is a
glaring lack of infrastructure, funds and political support for mental health care in developing
countries (Gopikumar 2015, Saraceno et al. 2007). In India, an estimated 90% of people with
chronic mental illness live with their families (Thara 1994, Chadda 2001).
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Chadda (2014) showed that non-acceptance of the relative by members of society led to
feeling of isolations, including hiding the mental illness in order to preserve the chance of
marriage. Blaming persons with mental illness and lack of appreciation from the society
also contributed to caregiver burden. An ethnographic study in India by Addlakha (1999)
illustrated interpersonal tension between siblings as a result of existing economic hardship
being exacerbated by caregiving.
Since mental illness is often attributed to demon possession or black magic, the first course
of treatment is frequently with faith healers. Some places require families to accompany
their relative for extended periods of time and rituals performed are often expensive. Many
caregivers subsequently seek treatment at medical facilities, or continue treatment at both
types of facilities simultaneously (Lahariya 2010).
In this context, it is important to understand the experiences of caregivers in a low-resource
setting such as India, over a period of time.

Methodology
The study employed a mixed-method research methodology, through semi-structured
interviews, life history timelines, the Experience of Caregiving Inventory (ECI) administration
and focus group discussions in order to provide a multidimensional approach aimed at
gaining insights in the burden experienced by caregivers of persons with mental illness.

Sample
The study was conducted amongst caregivers of people accessing free mental health
outpatient clinics of The Banyan in urban and rural location around Chennai, Tamil Nadu,
India. The Banyan is a non-governmental organization, founded in 1993, which addresses
issues of homelessness, poverty and mental health through emergency mental health care,
outpatient psychiatric treatment, social care, vocational training, research and advocacy. A
multi-disciplinary team of psychiatrists, social workers, psychologists, occupational therapists
and community workers is available to clients, with or without the caregiver’s presence.
The sample population of the interviews consisted of caregivers of women with severe
mental health concerns from low socio-economic groups. Out of 29 caregivers from the
qualitative sample, relatives of 24 access the outpatient clinics of The Banyan and five access
government psychiatric services in Kancheepuram district, Tamil Nadu.
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Maximum variation purposive sampling (Padgett 2012:73, Palinkas 2013) was employed
to select the participants, from four categories: (a) Spouses, (b) Adult Children, (c) Siblings,
(d) Parents. Maximum variation purposive sampling has been chosen in order to gain a deeper
understanding of the experiences of diﬀerent types of caregivers of women with mental ill
health. In order to choose caregivers who would be able to verbalize their experiences of
caregiving, a minimum of two years of caregiving was required.
The Experience of Caregiving Inventory (ECI) was administered to 117 caregivers of clients
(male and female) accessing The Banyan’s outpatient psychiatric clinics in urban and
rural areas. The caregivers were selected randomly, choosing every second caregiver who
attended the clinic. If a caregiver did not give consent to participation, the next caregiver on
the list was approached. Caregivers of clients diagnosed only with an intellectual disability
(and not a psychiatric illness) were excluded, as well as caregivers with less than one year of
caregiving experiences.
The investigators developed the model of caregiving. In order to understand the more
detailed experiences of caregivers during each phase, focus groups (FGDs) were conducted
with diﬀerent types of participants, comprising of caregivers accessing the Urban Mental
Health Program of The Banyan (parents and spouses) (n=12), mental health professionals
(n=8) and NALAM community workers3 from urban (n=10) and rural areas (n=12).
Finally, the findings of the modeling phase were consolidated and presented in two focus
groups for validation. Participants of the FDGs were: caregivers accessing the Rural Mental
Health Program of The Banyan (siblings and adult children) (n=8); and mental health
professionals (n=10).
All caregivers participating in the study regularly access treatment at The Banyan or a
Government hospital. All mental health professionals and community workers are employed
at The Banyan. The methodology evolved over time, since queries arose during the analysis
phase, which led to the theory building phase, followed by the validation phase.

NALAM workers, which means wellbeing in Tamil, are community level employees of The Banyan, who have
attended a six-month training program. Their responsibilities range from identification, referral and follow up, to
facilitation of social entitlements for people with all disabilities, and addressing other issues in the community, such
as substance abuse and domestic violence.
3
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Data collection and analysis
Understanding burden
Semi-structured interviews were conducted with caregivers at their home or at a private place
at the clinic. The interview schedule was prepared by the investigators, and was adapted
from an interview schedule developed by The Banyan Academy of Leadership in Mental
Health in 2009. The schedule was used as a topic guide for the interview. Appreciative inquiry
(Regeer 2009) was used as a method to assist caregivers in framing their own experiences
without the more rigid format of a structured interview. In addition, the investigators used
Life History Timeline (LHT) exercises to collect retrospective event data, as it has been shown
that this method elicits more detailed data than regular semi-structured interviews (Axinn
1999). Participants created timelines with positive and negative events since the onset of
the illness.
The interviews were audio-recorded and transcribed verbatim from Tamil or English to
English by a professional service. Transcripts were read and coded through open coding by
the first two authors, and verified by the third author. The coded data was then discussed to
create a list of categories to be used in the phase of axial coding (Strauss and Corbin 2008).
The emerging patterns were used in the development of the phases of caregiving.
The ECI is a 66-item survey, with more conventional domains related to burden (diﬃcult
behavior, negative symptoms, eﬀects on family), as well as problems with services,
dependency, need to back up, and loss (Szmukler (1996), in addition to two domains
with positive experiences of caregiving (positive personal experiences and good aspects
of relationship). Answers were rated on a 5-point scale (0=never, 1=rarely, 2=sometimes
3=often, 4=almost always). The ECI has been shown to have good internal consistency
(Szmukler 1996, Joyce 2000) and has previously been used in India (Aggarwal 2011). However,
the instrument has not been validated for use in India.

Developing a model for phases of caregiving
The authors developed the phases of caregiving according to the analysis of the qualitative
and quantitative data from the first phase, by identifying common experiences and themes
amongst caregivers and preparing names and descriptions for each phase.
Consequently, four homogenous focus group discussions were conducted at The Banyan
locations to validate the structure and names of the phases. Participants prepared charts in
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small groups that elaborated on the feelings of the caregiver in each phase, the available
treatment and information, needs and support structures4. The charts and discussions
were analyzed by comparing the most frequent themes in the discussion with the model
proposed.
Finally, two homogenous focus group discussions were conducted at The Banyan locations
to validate the model by presenting a summary of the findings of the previous focus group
discussions to participants, followed by a discussion on whether the themes and needs
identified were congruent with their experiences.

Ethics
Approval for the study was obtained from the ethics committee of The Banyan, which
consists of external reviewers. After explaining the details of the study, consent forms were
signed by participants in Tamil or English.

RESULTS
The study involved 29 caregivers in interviews, 117 in the Experience of Caregiving Inventory
and 21 caregivers in the focus group discussions. Characteristics of caregivers, the person
subjected to caregiving, and duration of caregiving are presented in Table 4.1.
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The latter two categories will be discussed in a separate article.
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Table 4.1

Characteristics of caregiver, person subject to caregiving and duration of caregiving
Interviews
(n=29)

ECI
(n=117)

Focus Group
Discussions (n=21)

Mean age caregiver

48.8 (SD=17.6)

47.3 (SD=14)

52.4 (SD=13.5)

Mean age relative

46.1 (SD=11.8)

39.8 (SD=11.7)

Gender caregiver
• Female
• Male

62.1%
37.9%

57.3%
42.7%

61.9%
33.3%

100%
0%

65.8%
33.3%
0.9%

85.7%
14.3%

27.6%
20.7%
27.6%
24.1%

35.9%
30.8%
12%
15.4%

23.8%
38.1%
28.6%
9.5%

Education caregiver
• No education
• Up to 5 years
• Up to 8 years
• Up to 10 years
• Up to 12 years
• Higher education
• Unknown

10.3%
24.2%
20.7%
24.2%
0%
20.7%

8.5%
17.9%
12%
23.1%
9.4%
17.1%
12%

4.76%
9.52%
33.3%
42.9%
4.8%

Marital status caregiver
• Unmarried
• Married
• Widowed
• Divorced or Separated
• Unknown

17.2%
48.3%
27.6%
6.9%

12%
62.4%
10.3%
4.3%
11.1%

4.8%
81.0%
14.30%

Gender relative
• Female
• Male
• Unknown
Type of caregiver
• Parent
• Spouse
• Sibling or sister/brother-in-law
• Adult child or son/daughter-in-law

Diagnosis relative
• Schizophrenia
• Psychosis NOS
• Depression
• Bipolar disorder
• Intellectual disability with psychosis
• Unknown

Unknown

Mean duration of caregiving in years
• Longest duration
• Shortest duration

14.2 (SD=9.49)
40 years
2 years
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4.8%

Unknown
34.2%
26.5%
17.1%
13.7%
3.2%
1.7%
8.3 (SD=6.5)
32 years
1 year

14.0 (SD=9.96)
39 years
2 years

The demographic details of the mental health professionals who participated in the study
are presented in Table 4.2.
Table 4.2

Mental health professionals and community workers information

Participants Focus Group Discussions

Mental health professionals and community workers (n=39)

Location
• Rural Mental Health Programme
• Urban Mental Health Programme

19
20

Occupation
• Social Worker
• Psychologist
• Senior community worker
• NALAM worker
• Nurse
• Occupational therapist
• Vocational Trainer
• Health Care Worker

4
2
2
21
2
1
2
2

Mean years of experience

3.6 (SD=3.09)

Mean number of clients assisted

241 (SD=259.93)

4

Below, we will report the findings of the Experience of Caregiving Inventory, followed by an
explanation of The Banyan model of caregiver experiences.

Experience of Caregiving Inventory
The findings of the Experience of Caregiving Inventory (ECI) are presented as total scores of
grouped domains. Since each domain has a diﬀerent number of questions, and therefore
varying possible total scores, the total possible score per domain is also presented.
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Table 4.3

Results of the Experience of Caregiving Inventory (ECI)

Variables

Mean (SD)

Total possible score per domain

Negative domains
• Diﬃcult behaviour
• Negative symptoms
• Stigma
• Problems with services
• Eﬀects on family
• Need to back up
• Dependency
• Loss

5.87 (6.76)
8.06 (7.06)
3.29 (4.16)
1.69 (4.17)
4.42 (5.60)
9.20 (4.72)
8.51 (5.07)
7.80 (7.40)

32
24
20
32
28
20
20
28

Positive domains
• Positive personal experiences
• Good aspects of relationship

18.27 (6.91)
17.06 (5.34)

32
24

Overall, the results show that negative domains scored considerably lower than positive
domains, indicating that being a caregiver has positive aspects in addition to burden.
When examining individual items within domains, high scores were observed for a number
of items within the categories ‘need to back up’, ‘dependency’, and ‘loss’ domains, which are
shown in Figure 4.1 below.

Figure 4.1 Experience of Caregiving Inventory (ECI) results per item in the domains of ‘Need to back
up’, ‘Dependency’ and ‘Loss’
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Regarding ‘need to back up’ we observed a large diﬀerence between the items, explaining
relatively low scores, while high scores have been observed for ‘have to support him/her’,
‘backing up when he/she runs out of money’, and low scores for ‘him/her keeping bad
company’ and ‘has diﬃculty looking after money’. ‘Always at the back of my mind’ and ‘having
to help him/her fill in the day’ scored high in the ‘dependency’ domain. Similarly, in the ‘loss’
domain, the overall score is low, while ‘what sort of life he/she might have had’ and ‘thinking
about lost opportunities’ have scored high.
Even so, the levels of burden found through the ECI were relatively lower than expected. This
positive result was not congruent with that of interviews conducted, during which, although
positive aspects of caregiving were mentioned and caregivers generally expressed that they
had a good relationship with the person subject to caregiving (referred to as ‘relative’ below),
aspects of burden, and at times high burden, were also undeniably present.

4

One reason for this discrepancy could be that the sample of the ECI consists of caregivers who
regularly visited the health unit, and had done so for at least one year of caregiving. These
conditions are expected to lead to most relatives being less symptomatic and caregivers
more experienced in dealing with symptoms and crisis situations. Therefore we can expect
that the experiences and needs of caregivers evolve and change over time.

Phases of caregiving
Based on the timeline interviews, the ECI and the FGDs, we constructed a multi-phase model
of caregiver experiences, which we named The Banyan model of caregiver experiences. The
model states that the experience of caregiving changes over time and is influenced by the
psychiatric condition of the relative, the available medical services and information about
mental illness, and the changes in the life of the caregiver as a result of caregiving. This
process is not necessarily linear and depends on the individual’s circumstances. As shown
in Figure 4.2, the experiences of caregivers can follow various trajectories, and phases may
recur over time. Some caregivers may not experience all phases and some phases may never
be left behind.
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1
Manifestation of symptoms
2
Seeking help

3
Helplessness and attribution
4
Relative control and insight
5
Loss and worries

Figure 4.2 The Banyan model of caregiver experiences.
6
Finding new meaning

Table 4.4
Phases

Description of phases of The Banyan model of caregiver experiences
Feelings and emotions of
caregivers

Phase 1
• Sleeplessness/agitation/
Manifestation of
nervousness / mental disturbance
symptoms
• Helplessness / confusion
• Fear
• Sadness
• Loneliness
• Anger
• Loss of honor in society
Phase 2
Seeking Help
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Phases

Feelings and emotions of
caregivers

Phase 4
Relative control
and insight

• Self confidence / confidence about
how to administer medicines
• Faith in medication
• Less experience of stigma
• Hope
• Relief
• Positivity

• Anxiousness / depression/
Phase 5
mental disturbance
Loss and worries
• Feeling upset about employment
disturbance
• Questioning the possibility of a cure
• Fear of stigma
• Resolve that the relative should not
be abandoned
• Lack of knowledge about mental
illness and available treatment
facilities

• Hollow feeling / anxiety / sleep
disturbance / frustration / loss of
peace/ depression / hopelessness /
feel like giving up
• Loss of relationships / loneliness
• No freedom
• Inferiority complex
• Social fear/ losing honor in society
• Suicidal
• Worries about potential suicide of
the relative

Phases

Feelings and emotions of
caregivers

Phase 3
• Depression / frustration / irritation
Helplessness and • Anger about treatment not
Attribution
working
• Guilt about not seeking help on
time
• Loneliness / inability to share
experiences with others
• Fear of chronicity of illness

Phases

Feelings and emotions of
caregivers

Phase 6
Finding new
meaning

• Self-confident/ feeling experienced
and able to help others
• Feeling pride and accomplishment
• Seeking to help others and share
knowledge
• Become active in the community
• Desire to gain new knowledge

The feelings and emotions outlined in Table 4.4 are as experienced in each phase by
caregivers. They are described and illustrated in the section below.

Phase 1: Manifestation of symptoms
As emerged from the analysis, the initial time when the mental health symptoms of the
relative become manifest, is experienced as confusing and frightening for caregivers,
because the cause for the changes in behavior is unknown. One caregiver described the
initial two years of his wife’s illness as follows:
‘I used to wonder why she was constantly talking about unrelated things that do not make
sense, did not talk to us and refused to eat. Staying with her for those initial two years has
made me feel mentally sick too. The reason of her behavioral changes was unknown to
me, which was annoying me very much’. (Husband, 69 years old)
The changes were often attributed to religious reasons, black magic or fate or ascribed to
personal traits of the relative, such as laziness, stubbornness, ‘being diﬃcult’. A mother and
a husband recalled:
‘We saw that some black magic had been done to the food she had eaten. (…) She would
run, laugh, beat others, shout, throw mud and stones on people and be irritated’.
(Mother, 65 years old)
‘I just ignored her strange behavior, thinking: “Ok, this is how she is.” But I never knew that
she was mentally disturbed’. (Husband, 70 years old)
The first phase is also described as a time when the family experiences dishonor, since the
behavior of the relative can be embarrassing at times. In some situations, family relations
are disrupted, because caregivers cannot participate in events and celebrations. In addition,
the employment of the caregiver is frequently disrupted, due to the need to stay at home
to take care.
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Phase 2: Seeking Help
After the manifestation of symptoms and the realization that the change in behavior
indicates a serious problem, caregivers aim to seek help, at various types of facilities (faith
healing centers, government hospitals, private practitioners, non-governmental clinics). A
brother remembers:
‘We went to churches where she was chained, and we visited temples, but nothing helped.
When she was admitted to the Institute of Mental Health (IMH) (Government Hospital,
MD) in Chennai, she recovered. But IMH was too far and we lost hope’.
(Brother, 51 years old).
Caregivers shared they had feelings of despair, frustration and a sense of loneliness during
this phase. Caregivers expended time and money in order to seek help, which was often
beyond their means, as was shared by a mother:
‘When she became ill in 1993, we spent a lot of money on her treatment, we even sold
property. Even then, we had a lot of loans and debt.’ (Mother, 67 years old)
Some caregivers indicated that they experienced hope of recovery during this phase,
considering the financial and time investments made, while also experiencing fear about
the future. Some caregivers shared their strong determination not to abandon the relative.
During this time, the employment of the primary caregiver is often aﬀected, since he or she
needs to take time oﬀ work to travel to places of treatment. Most inpatient facilities require a
caregiver to be present (including The Banyan) and faith healing centers can require people
to stay for extended periods of time.

Phase 3: Helplessness and Attribution
Despite seeking help, a complete cure of mental illness is not always feasible, due to the
nature of mental illness, delayed start of treatment and experimentation to find the right
type and dosage of medicines. This can give rise to a feeling of helplessness, characterizing
phase three, since the relative may not be recovering, as shared by two mothers: ‘
She relapses every 6 months, treatment is not working for her’. (Mother, 67 years old)
‘She used to beat me. I had no support from relatives and earning money was diﬃcult. (…)
Now I need to take care of her children as well. I tried fighting for her disability allowance,
but that didn’t work out either.’ (Mother, 80 years old)
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After accessing several types of treatment and facilities, caregivers often loose the stamina to
continue accessing treatment, given the paucity of money and time. A son recalls:
‘We tried many places for treatment, starting with the mental hospital in Chennai. That
didn’t help, so then we didn’t go anywhere. Later she got shock (ECT) treatment, but that
didn’t help either. She relapsed in 2005 and again from 2013 onwards.’ (Son, 31 years old)
In this phase of helplessness, caregivers also try to find answers about what caused the
mental illness. They attribute the onset of mental illness to a particular event in the life of
the relative, such as losing a baby, domestic violence by a spouse or losing large amounts
of money.
Family members shared their thoughts about possible causes:
‘She was married and her baby died when she was three months. After that, she became
like this.’ (Brother, 50 years old)

4

‘She got mentally ill, because her husband used to beat her on the head often.’
(Mother, 80 years old)
In addition, in India, mental illness is often attributed to black magic, cast on the family
because of jealousy about success or good fortune. Possession by demons is also cited as
one of the reasons for mental illness.

Phase 4: Relative control and insight
During this phase, caregivers experience a sense of control and stability, after the volatile
phases described above. Stability is often aided by reduction of symptoms and increased
self-confidence of the caregiver in dealing with diﬃcult situations. The term ‘relative
control’ indicates that caregivers may not be able to exercise complete control over their
situation, since circumstances such as mental health status of the relative, decisions made
by the relative about his or her own wellbeing, the clinical decisions made by mental health
professionals, and personal circumstances of the caregiver, all influence the sense of stability
and control experienced by the caregiver.
At times, medication makes the relative more sleepy or less active, which contributes to
the sense of relative control, even though this is not necessarily in the best interest of the
relative.
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A mother and daughter-in-law shared their experiences:
‘When she takes medicines, she sleeps. If she doesn’t take medicines, she screams with hair
open and wanders’. (Mother, 55 years old)
‘[S]he doesn’t give me any trouble. She is always very silent and does her work and doesn’t
trouble anybody at all.’ (Daughter-in-law, 26 years old)
Caregivers indicated that they gained self-confidence by living with the relative every day
and dealing with situations as they arise. Learning by trial and error was identified as an
important process in gaining self-confidence. Caregivers also indicated that they gained
more insight in the nature of the mental illness, symptoms, warning signs and coping
mechanisms, which helped with early identification of relapses.
Caregivers expressed hope in the eﬀectiveness of medicines and felt life was normal again
in this phase:
‘I have no problems with her. She helps us with the work in the field, just like others in the
family.’ (Brother, 31 years old)
‘There is no problem now, because she goes to work and earns money. It is actually the
other way around, she earns money and takes care of me.’ (Father, 60 years old)
Caregivers also seek to share their situation with relatives and hope for acceptance from
society by inviting the relative for family celebrations and to their homes.

Phase 5: Loss and Worries
Even if caregivers experience relative control in phase four, they shared that loss and worries
can be felt simultaneously, which is not often acknowledged. Loss of the life the caregiver
and client could have had, loss of relationships and fear for loss of life of the client can all be
part of the caregiving experience.
Loss and worries can be experienced in all phases, but are especially prominent after a longer
duration of caregiving, when permanent changes in life become manifest.
A mother reflected on her particularly diﬃcult life:
‘There is no happiness in my life, I have so many problems. It’s better to die than to live. So
I feel very exhausted and wish I was no more.’ (Mother, 55 years old)
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Caregivers experienced various types of loss, including the loss of the opportunity to get
married, have children, pursue higher education, experience a regular life as spouses, loss of
relationships with relatives and friends, loss of employment.
Caregivers reflected on their own loss of opportunities or that of others:
‘I think about my marriage and the need for a companion in my life who would take
care of me. But people say that it is not possible in my life, so I feel constantly upset and
depressed.’ (Daughter, 26 years old)
‘My daughter and son wanted to study more after 10th Standard, but because of financial
diﬃculties and loans for medical costs, they both have to work now.’
(Daughter, 37 years old)
‘Sometimes my friends ask me why I look like an old person. Friends my age have small
children, while I have so many responsibilities. I am a fun-loving person, and like to joke
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and chat, but all that is for some time only.’ (Daughter, 36 years old)
Caregivers also grieve the loss of opportunities in the life of the relative, similar to their own
losses mentioned above, and the kind of life they could have lived had they not experienced
mental ill health. A mother and shares her worries:
‘I don’t have income, no food and many things but all that does not worry me as much as
my daughter’s plight. She is very young, but she never lived her life. Seeing her like this is
very diﬃcult.’ (Mother, 60 years old)
Similarly, a husband expresses his grievance:
‘And now that we finally have enough money and live well, she is not able to enjoy this
happiness. This bothers me very much’. (Husband, 70 years old)
Almost all caregivers expressed worries about who will take care after the caregiver is no
longer able to.
‘She is an orphan if I am not there.’ (Sister, 50 years old)
Caregivers worry about the physical safety of the relative, especially when he or she wanders
out on their own without informing anyone in the family. Caregivers of women are especially
afraid of physical or sexual abuse when she goes out on her own, or when she has to stay at
home alone.
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Phase 6: Finding new meaning
Despite the distressing experiences described above, some caregivers were able to redefine
aspects of their life positively, as a result of the caregiver role. Firstly, many caregivers were
seeking stability and a ‘manageable’ relative, who did not trouble anyone, even if that meant
not being meaningfully engaged and always staying at home. However, caregivers who
did manage to facilitate the independence and productivity of the relative, felt a sense of
accomplishment and pride, thereby finding new meaning in their role as a caregiver.
A daughter shared her learning during the caregiving process:
‘She started having bath on her own. It was told to us in the meeting [at The Banyan]
that we have to let them be independent and allow them to do their work on their own.’
(Daughter, 38 years old)
Secondly, some caregivers indicated that they helped others by referring them to mental
health clinics, or gave others advice on how to deal with crisis situations or diﬃcult behavior,
both in their own communities and at the waiting rooms of the outpatient clinics.
A husband remembered: ‘The Banyan used to have a monthly support group. I was the
president. I liked that work very much, because I could help people.’
(Husband, 70 years old)
Caregivers also expressed interest in increasing awareness about mental illness in the
community, since they experienced the eﬀects of lack of awareness and societal stigma
personally. Some caregivers were able to put this in practice by becoming salaried community
mental health workers with The Banyan, as one of them shared:
‘My life changed when I started working at The Banyan as a community worker. I always
liked to help people and now I can do it every day.’ (Father, 59 years old)
This phase was recognized less than other phases, with some caregivers not observing any
positive change. This could be explained by the poor living conditions of many caregivers,
when survival takes precedent over helping others and personal development. However,
many derived strength out of the ability to facilitate changes in the life of their relative or to
advice others.
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DISCUSSION
As other studies concluded, the experience of caregiving is a complex phenomenon to
understand, especially when considering both negative and positive aspects of caregiving.
The Experience of Caregiving Inventory (ECI) was earlier administered at a hospital in
Chandigarh, India (Aggarwal 2011). A diﬀerence in findings was observed in this study, with
the mean scores for the negative domains lower in this study, and the positive domains
higher. This could possibly be explained by the diﬀering demographics of the sample
population, or cultural diﬀerences between Chandigarh and Tamil Nadu. Another explanation
for the diﬀerence could be that the sample in Chandigarh consisted of only caregivers of
persons with schizophrenia, while the sample in Chennai consisted of caregivers of persons
diagnosed with diﬀerent types of mental illness.
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When comparing other frameworks of phases of caregiving, common themes and diﬀerences
can be identified. Certain frameworks (Gubman 1987, Tuck 1997, Muhlbauer et al. 2002,
Milliken 2003) include the diﬃculties encountered by caregivers in accessing treatment and
finding one’s way in the mental health system, including financing the treatment. All four
frameworks explain that caregivers sought more information about and involvement in the
treatment, which was not provided by mental health professionals, thereby leading to a loss
of faith in mental health professionals and the mental health system itself. This loss of faith
was not reflected in our study, even though the lacunae in the Indian mental health system
are well documented (Saraceno 2007, Gopikumar 2015).
Other frameworks (Tuck et al. 1997, Muhlbauer 2002, Rose 2002, Milliken et al. 2003) focus
in more detail on the personal transformation of the caregiver over time. While The Banyan
model does include ‘finding new meaning’ as an integral phase, this aspect was not stressed
upon in detail by many caregivers. This could be indicative of the low-income status of
caregivers in this study, for whom making ends meet and curing the mental illness were the
main priority, while personal growth and self-discovery are considered secondary or not at
all. Karp and Tanarugsachock (2000) stressed the importance of distancing oneself from the
relative with a mental illness, in order to maintain one’s own mental and physical health. In
the Indian context, some caregivers did discuss the need for long-term facilities in order to
reduce their burden, which may not be a realistic option, considering the lack of aﬀordable
long-term care facilities. Abandonment, possibly leading to homelessness, is then the only
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option, which is mostly unacceptable to caregivers. Instead, caregivers focused their energy
on coping with the current situation, instead of seeking ways to distance themselves from
the relative.
Compared to the phases frameworks developed in western countries, we found considerable
diﬀerences, most notably in domains of losing faith in the health system, the importance of
receiving a diagnosis, the emphasis on personal transformation of the caregiver and the
need to distance oneself from the relative with a mental illness.
The framework developed by Seloilwe (2006) for caregivers in Botswana is similar to the
framework proposed in this study, without the additions of phase five ‘Loss and Worries’ and
phase six ‘Finding new meaning’. It was seen in this study that acknowledging the loss and
worries of a caregiver is important, since their life altered drastically as a result of being a
caregiver, while also emphasizing the possibility for positive change seen in phase six.
The Banyan framework emphasizes that the experiences of caregivers evolve over time and
are influenced by many factors: the availability of facilities and the quality of treatments,
the psychiatric status of the person subject to caregiving, the personal capacity of the
caregiver to acquire skills to handle diﬃcult situations, the acceptance level of the family
and community as well as the desire of caregivers to help others. It should be noted that
the sample group exhibited specific characteristics, such as most relatives being women
who were diagnosed with severe mental illnesses. This may have aﬀected certain outcomes.
For example, since women are usually not the main breadwinners in the family, a loss of
income from the person with mental illness may have been experienced less severely, while
the feelings of loss about the person subject to caregiving being divorced or never married
may be experienced more acutely in this study population (see also Thara 2003). Secondly,
the caregivers in this study take care of women with severe mental illness, associated with
symptomatic behavior and lower functioning, which has been shown to result in higher
levels of burden amongst caregivers (Chan 2011).
Mental health professionals and community workers may use the framework to determine
the type of support caregivers require, based on the phase(s) they are experiencing. However,
the framework has not been tested for use as an assessment tool. The study was confined to
caregivers who have sought help and are regularly accessing treatment. Studying caregivers
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who have not been able to take care of their relative would be valuable, in order to evaluate
the applicability of this model.
The study was limited to caregivers in Tamil Nadu, which is culturally distinct from other
parts of India. Studying caregivers in other resource-deficient settings, both in India and
other parts of the world would strengthen the model. Another limit of this study can be
represented by not having applied the same multidimensional evaluation through diﬀerent
instruments (semi-structured interviews, focus group discussions and the Experience of
Caregiving Inventory) to all caregivers involved in the study, in order to highlight correlations
and diﬀerences of assessment.

CONCLUSION

4

As is clear from the literature, caring for a person with a mental health issue taxes caregivers
in financial, emotional and social domains of life. Even though many caregivers provide care
out of choice, with love and aﬀection, and positive aspects are experienced, the diﬃculties are
also undeniable. In order to understand the holistic experience of caregivers of persons with
a mental health issue, we developed a framework of six phases that caregivers commonly
experience over the years of being involved in the care for a person with a mental health
issue, which goes beyond the singular concept of burden, to include positive aspects of
caregiving as well. When the caregiver experience is considered as a process that changes
over time, support structures can be provided according to the requirements of a particular
phase. It is our hope that this framework contributes to a more detailed understanding of
the caregiver experience and can serve as a basis for an assessment tool to provide support
to caregivers, tailor-made to their specific situation and circumstances.

Implications for nursing practice
Our multi-phase model can be utilized in nursing practice to understand the experiences
of caregivers, and their needs and potential aspirations for the future at diﬀerence phases
of caregiving. Attention for the caregiver experience by psychiatric nurses can improve
the relationship with the patient and, at the same time, support coping mechanisms of
caregivers, potentially contributing to mental illness recovery of patients.
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Chapter 5
Loneliness, stigma, lost opportunities
and caregiver growth: understanding
experiences of caregivers of persons with
mental illness in Tamil Nadu, India

ABSTRACT
This study aimed to address gaps in understanding of the lived experiences of caregivers in
various phases of caregiving and was conducted among low-income caregivers of persons
with mental illness who were making use of a free non-governmental clinic in and around
Chennai, India.
The study adopted a qualitative methodology (semi-structured interviews and life time
history exercises (n=29) and six focus group discussions (FGDs) with caregivers (n=21) and
mental health professionals and community-based workers (n=39)). The experiences of
caregivers were analysed in the framework of ‘The Banyan model of caregiver experiences’,
which identifies six phases. Major themes experienced by caregivers were embarrassment
& losing honour; fear; awareness, stigma & social exclusion; and reduced social interaction
& loneliness. Posttraumatic growth was considered as the result of caregiver experiences
and was found to mostly consist of personal growth, focusing on life’s positives etc. Lost
opportunities particular to the context of Tamil Nadu are described as the inability to get
married, obtaining less education than desired, and loss of employment. It was observed
that siblings faced lower levels of burden, while especially elderly mothers experienced
high levels of burden and lack of happiness in life. Caregiver gains were identified as more
compassion for other people with disabilities, resulting in a desire to help others, as well as
increased personal strength and confidence. Understanding the nuances of the caregiving
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experiences over time can provide a framework to devise more fine-tuned support structures
that aim to prevent reduced social interactions and lost opportunities, and improve a sense
of meaning, in order to assist caregivers to continue providing care for their relative with a
mental illness in a context with scarce mental health resources.

INTRODUCTION
In India, caregivers of family members with mental illness provide invaluable and irreplaceable
support for an estimated 90% of persons with mental illness (Thara et al. 1994, Thara 2004).
This dependence on the family for care and support is a result of a lack of mental health
services in India as well as close-knit and dependent family structures (Aggarwal et al. 2011,
Faqurudheen et al. 2014). The absence or collapse of family support has been shown to lead
to disastrous consequences, such as homelessness and dire poverty (Gopikumar et al. 2015),
especially in contexts where mental health services are inaccessible or non-existent.
India adopted a well-thought out and comprehensive mental health policy in 2014, which
includes support structures for caregivers (Government of India 2014). In practice, the policies
are not fully adopted or poorly implemented. India is a country with enormous cultural,
socio-economic, and rural-urban disparity in medical and social services and improvement
is expected to be a lengthy process. Care for persons with mental illness falls upon family
members, who lack necessary support structures since the needs of caregivers are given
scant attention in clinical practice (Jagannathan et al. 2011). It is equally important to design
culturally sensitive support structures for caregivers, taking into account the social relations
and lived conditions that frame family life. Towards this, qualitative understanding of the
lived experience of caregivers, both in terms of burden and personal growth, as well as their
relationship, as it changes over time is required. This is precisely the gap that this study tries
to fill with a specific focus on urban and rural areas in and around Chennai, Tamil Nadu.

BACKGROUND
When faced with the reality of a family member with mental illness, caregivers experience
both positive and negative changes in their life. The extent of the impact has been established
in numerous studies, which have investigated the scale of burden in various domains
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(physical, social, financial, emotional) (e.g. Hsiao & Tsai 2017, Joy et al. 2017, Shah et al. 2010,
Chan 2011, Awad & Voruganti 2008) or have compared burden for diﬀerent illnesses (Hastrup
et al. 2011, Nehra et al. 2005). Others have widened the scope to understand potential gains
to caregivers (Monyaluoe et al. 2014, Aggarwal et al. 2011, Chen & Greenberg 2004, Szmukler
et al. 1996). The results of these studies point to demonstrable diﬀerences between highand low-income countries. Studies in European and North-American settings identify issues
such as lack of involvement of caregivers in the treatment process (Friedrich et al. 2014, Chen
& Greenberg 2004, van der Voort et al. 2007), impact of deinstitutionalisation (BlanthornHazell et al. 2018, Awad & Voruganti 2008), high financial burden (Ignatova et al. 2018, Perlick
et al. 2007), diﬃculties related to dealing with behaviour of the relative (Blanthorn-Hazell
et al. 2018, Perlick et al. 2007, Magliano et al. 2005) and emotional reactions of caregivers
to the trajectory of mental illness of their relative (Dharmi et al. 2017, Dunkle et al. 2015,
Karp & Tanarugsachock 2000). On the other hand, within the significantly smaller body of
work on caregiving in low- and middle-income countries (LMIC), the concerns focus on the
involvement of other community members in care (den Hertog & Gilmoor 2016, Monyaluoe
et al. 2014, Seloilwe 2006), families seeking out varying systems of treatment for the person
with mental illness (religious, private and government) (Azman et al. 2017, Faqurudheen et
al. 2014, Monyaluoe et al. 2014, Jack-Ide et al. 2013, Quinn & Evans 2010), religious coping
strategies (Azman et al. 2017 Chadda & Deb 2014), lack of locally available treatment (Chadda
& Deb 2014, Jagannathan et al. 2011), high levels of stigma and social exclusion (Jack-Ide
et al. 2013, Chang & Horrocks 2006, Thara et al. 2003), and financial circumstances limiting
access to mental health services for the aﬀected person (Chen et al. 2019, Addo et al. 2018,
Quinn 2010, Seloilwe 2006).
The next section will look at India specifically and the contextual factors related to family
structures, stigma and aspects of caregiver growth.

EFFECTS OF CAREGIVING ON FAMILIES IN INDIA
Negative effects of caregiving
Caregiver experiences are shaped by the cultural context, family structures and societal
perceptions of mental illness. This section focuses on caregiving in the Indian context, and
explores the special contextual and cultural factors that impact caregivers’ lives.
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Caregivers and stigma
In many parts of India, stigma related to mental illness is a major concern, aﬀecting persons
with mental illness, as well as their family members. Courtesy stigma, as described by
Goﬀman (1961), also called aﬃliate stigma (Mak & Cheung 2012), is an important aspect
of caregiver burden. It refers to stigma experienced by someone who is associated with
another person aﬀected by stigma, such as someone with mental illness. Despite providing
essential financial, physical and emotional support to their relatives, many family members
report experiencing disapproval and devaluation by society (Lauber & Rössler 2007, Thara et
al. 2003). The eﬀects of stigma on caregivers however remain understudied in many LMICs,
including India, and negative consequences for family members as a result of stigma have
been less well understood (Tanaka et al. 2018, Semrau et al. 2015, Koschorke et al. 2014,
Loganathan & Murthy 2008, Lauber & Rössler 2007).
In India, mental health stigma is related to lack of awareness about mental illness, as well as
various religious and magical explanatory models for the causes of mental illness, such as
demon possession and black magic (Lahariya et al. 2010, Padmavati 2005). The incidence,
predictors and consequences of stigma include social ostracisation, loss of relationships and
the inability to marry (Ergetie et al. 2018, Wong et al. 2018, Mishra et al. 2012, Chan 2011,
Macleod et al. 2011, Chien et al. 2004). The inability to marry can have severe consequences
for caregivers, and particularly for women. The expectation of marriage for women is high
in India, with almost 95% of women marrying by age 35 (Yeung et al. 2018). Arranged
marriage, while on the decline, is still the most prevalent system of finding a spouse in India
(Allendorf & Pandian 2016). Caste endogamy is still highly prevalent (Allendorf & Pandian
2016) and class, education, income, health status and family structure of the future spouse
are important considerations.

Positive effects of caregiving
Negative eﬀects of caregiving have been the main focus of studies on caregiver experiences
and are important to recognise as a crucial part of the caregiving experience. Meanwhile,
positive eﬀects of caregiving or growth as a result of caregiving are equally important to
take into consideration. It was found that negative eﬀects of traumatic experiences are a
necessary aspect of posttraumatic growth and must occur before growth can take place
(Shakespeare-Finch & Copping 2006).
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The relation between caregiver burden, positive aspects and personal growth is conceptualised in several models, of which we will discuss a selection below.
One example of a model that includes the positive aspects of caregiving was developed by
Szmukler et al (1996), namely the ‘experience of caregiving model’. This model goes beyond
the commonly used ‘stress-burden-coping’ model, which focuses on negative aspects of
caregiving and includes two areas of gains, namely ‘positive personal experiences’ and ‘good
aspects of the relationship’.
Moving beyond the identification of positive experiences, theories of posttraumatic growth
conceptualise domains of personal growth following a traumatic experience.

Posttraumatic growth
Posttraumatic growth (PTG) is defined as ‘positive psychological change experienced
as a result of the struggle with highly challenging life circumstances or traumatic events’
(Calhoun & Tedeschi, 1999, p. 1 in Hallam & Morris 2014). Several studies show that the
concept of posttraumatic growth is not only relevant for people experiencing traumatic
events themselves, but also for caregivers (e.g. Hallam & Morris 2014, Cormio et al. 2014,
Thombre et al. 2010, Cadell & Sullivan 2006).
Theories of posttraumatic growth are based on core assumptions about the self, general
benevolence and the meaningfulness or predictability of events (Splevins et al. 2010). When
unexpected or unanticipated events disrupt life, one’s worldview and anticipated life path
may need to be revised (Triplett et al. 2012).
Analysing posttraumatic growth in specific cultural contexts is highly important, since
posttraumatic growth is intrinsically linked to the sense of ‘self’ of a person. In more
collectivistic or interdependent societies such as India, the ‘self’ is generally more defined in
relational terms linked to family members and others in society instead of considering the
individual as the primary entity of consideration of growth (Splevins et al. 2010). Behaviour
in such societies is driven by the goal of upholding expected social norms as a means of
maintaining social harmony (Splevins et al. 2010). In this context, not reaching society’s
expected milestones and adjusting one’s life path can be considered a life major disruption
and a cause of great distress to the individual.
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A majority of the literature on posttraumatic growth, however, is based in western and highincome settings, where growth is considered an individual process. For instance, a framework
for posttraumatic growth, contextualised by Shakespeare-Finch & Copping (2006) for the
Australian context, does not only comprise the concepts of ‘compassion’ and ‘focus on life’s
positives’, but also ‘personal strength’ and ‘eﬀortful reinvention of self’. In a more collectivistic
society, like India, the self and personal growth may acquire a diﬀerent meaning and urgency,
which we will examine in this study.

Aims of the study
Considering the knowledge gaps related to the social and cultural aspects of the caregiver
experience in India, we aim to investigate the lived experiences of caregivers of people with
mental illness in a low-income setting, across the stages of their care journey, with particular
focus on stigma, loneliness, lost opportunities and caregiver growth.

METHODS
Study setting and population
The study was conducted among caregivers of people with mental illness in a rural (Thiruporur
block in Kancheepuram district) and urban area (Chennai) of the South Indian state Tamil
Nadu (TN). In social and economic terms, TN is often considered to be an outlier among states
in India. It has a population of 72.15 million people, with a sex ratio of 996 females per 1000
males, which is well above the national average of 943 females per 1000 males (Government
of India Census 2011). TN’s literacy rate was 80.09% in 2011, which is higher than the national
literacy rate of 74.04% and the poverty headcount ratio at 11.71% is lower than India’s rate of
21.9% (National Sample Survey 2011–2012). While not at the same dramatic levels as certain
states in North India, son preference and daughter aversion was observed in rural areas, due
to drastically falling fertility rates and increased dowry demands over the previous decades
(Pande et al. 2012, Diamond-Smith et al. 2008). In general, TN is a patriarchal society, which
manifests in division of labour in the household and workforce (Government of India 2014,
Keiko 2011), patrilocal practices, as well as domestic violence patterns (Chokkanathan 2012).
According to the National Mental Health Survey of India 2015–2016 (NIMHANS 2016), TN has
reported a higher suicide rate than the national average, namely 23.4 per 100,000 population
versus 10.6 for India. TN also reported a high prevalence of mood disorders and depressive
disorders (4.62%), compared to the national prevalence of 2.8% (NIMHANS 2016).
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Mental health services are available at the Kancheepuram and Chennai government hospitals,
the Institute of Mental Health in Chennai and at private clinics. Despite relative proximity to
Chennai, parts of Thiruporur block are remote and not serviced by public transport, thereby
making access to healthcare facilities expensive and time-consuming.
Several mental health non-governmental organisations (NGOs) are operational in Chennai
and Kancheepuram district, oﬀering services ranging from clinical treatment and community
awareness, to vocational training and advocacy. Limited long-term care facilities are available
in Chennai and Kancheepuram district, but they charge high rates, which are unaﬀordable
for many of the families included in this study.
The caregivers who participated in this study make use of the free outpatient clinics
provided by The Banyan, an NGO. The aim of the organisation is to oﬀer comprehensive care
by a multi-disciplinary team, including medical treatment, emergency and long-term care,
psychological services, employment and skills development, as well as facilitating access
to social protection measures. In 2018, 959 (402 male and 556 female) people accessed the
rural clinics and 1323 (698 female and 625 male) accessed the urban clinics.

5

Study design
This study used a qualitative methodology, with semi-structured interviews, life history
timelines and focus group discussions (FGDs) (Padgett 2012), in order to provide specific
information that could provide an in-depth understanding of the lived experiences of
caregivers in TN. In order to examine how caregivers give meaning to the experience of
caregiving, the phenomenological perspective was used. In this perspective, human
experiences are viewed as dynamic, complex, and continually moving (Gray 2018). The
phenomenological perspective also provides opportunities to consider the cultural context
as an influence on the human experience. This approach suited the aim of this study, which
included understanding the cultural meaning of being a caregiver of a person with mental
illness in a low-income family in India, and the changing nature, in both positive and negative
terms, of caregiver experiences over time.
Semi-structured interviews were conducted with 29 caregivers using an interview guide
prepared by the researchers. Questions pertained to financial, social, emotional aspects of
caregiver burden; stigma and social life; positive aspects of caregiving; relationship with
the relative with mental illness; the trajectory of illness; requirements from the relative
for care; help from other relatives or community members; treatment sought; long term
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care plans; support structures required. The guide was piloted with five interviews, after
which the researchers discussed the interview guide and restructured questions that were
misunderstood and added items for additional information.
Life history timelines with positive and diﬃcult experiences for the period of the mental
illness of the relative were prepared with the 29 participants. Life history timelines have been
shown to be an eﬀective interview technique to help participants to remember past events
(Adriansen 2012). The events in the timelines were then used as a starting point for additional
questions. Appreciative inquiry (Whitney et al. 2019, Regeer & Bunders 2009) was chosen as
a result of ethical considerations related to the chosen methodology. The caregivers were
given the chance to share both negative and positive experiences during the interviews
and focus group discussions. This aim was not only to gain a multi-faceted understanding of
the caregiver experience, but also to provide the caregivers an opportunity to share positive
experiences and strength derived from their experiences, as opposed to singularly reliving
distressing memories.
Based on the interviews and life history timelines, the authors developed a model of phases
of caregiving, which is described elsewhere (Dijkxhoorn et al. 2018) and in the data analysis
section below. Following this, six focus group discussions (FGDs) were conducted with
caregivers (n=21), mental health professionals and grassroots workers (n=39). The aim of the
FGDs was to verify the accuracy of the phases of caregiving and to understand the feelings
and experiences of caregivers in each phase, since this was not included in the interviews.

DATA COLLECTION
For the interviews and FGDs, purposive sampling (Gray 2018) was employed to select
participants from caregivers making use of The Banyan’s outpatient mental health clinics.
Maximum variation sampling (Padgett 2012) was chosen to include four types of caregivers
of people diagnosed with mental illness in the interviews, in order to gain a variety of
perspectives: (a) parents; (b) adult children; (c) spouses; and (d) siblings. All participants had
been caregivers for at least two years and lived with the relative. All relatives with a mental
illness of the caregivers participating in the interviews were female. The aim of the first study
phase was to understand the experiences of caregivers of women exclusively. After the
development of the model of caregiver experiences, caregivers of men were included in the
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focus group discussions to elicit a broader perspective of caregiver experiences and to make
the model applicable to caregivers of persons of both genders.
The interviews were conducted in the homes of participants, or at a private space at The
Banyan clinic.
After the interviews and the development of the model of caregiver experiences, six FGDs
were conducted with caregivers of men and women diagnosed with mental illness making
use of The Banyan’s Urban Mental Health Programme (parents and spouses (n=12)) and Rural
Mental Health Programme (siblings and adult children (n=8)), mental health professionals
and NALAM5 community workers from urban (n=10 and n=10) and rural areas (n=8 and
n=12).
During the FGDs, the investigators explained the phases of caregiving model, following
which participants created charts in small groups of two or three participants that detailed
their feelings and experiences during each phase, which were then discussed in the larger
group.

5

The first two authors conducted the interviews and FGDs. The first author (MD) is a social
anthropologist from the Netherlands and has lived in India since 2006. She has a basic
understanding of Tamil. The second author (AP) is a clinical psychologist from Tamil Nadu
and speaks Tamil fluently. The last two authors (JB and BR) are from the Netherlands and have
spent extended periods of time in LMICs as researchers.

Data analysis
All interviews and FGDs were audio recorded and professionally transcribed, and if not in
English, translated from Tamil to English. In addition, notes were taken during each interview
and FGD. Inductive coding was employed by the first two authors and a codebook was
developed using Dedoose software. After creating codes individually for five interviews, the
authors compared codes and discussed the final codebook. Thematic analysis was conducted
in order to identify common themes that caregivers indicated were most important in their
experience (Gray 2018). Relevant codes were then assigned to each theme after discussion

5
NALAM community workers are laypersons from the community who have received six months training in mental
health care and social entitlement facilitation and employed by The Banyan to address mental health in assigned
villages around their residence.

95

between the authors, and the themes were examined in more detail to describe the most
important aspects of each theme. Data saturation was discussed.
The charts prepared in the FGDs with feelings and experiences of caregivers in each phase
were tabulated and items with the highest incidences were included in the description of
the phases, in addition to identification of codes and quotes that corresponded with each
phase. Frequently recurring themes that spanned various phases were identified from the
data.
The results were analysed using a framework developed by the authors, named ‘The Banyan
model of caregiver experiences’ (Dijkxhoorn et al. 2018), which emphasises the diﬀerent phases
caregivers experience over time. Six phases were identified as is shown in Figure 5.1 and
described in Table 5.4. Phases do not necessarily follow a linear succession. Moreover, not all
caregivers experience all phases, and certain phases may never be left behind.
1
Manifestation of symptoms
2
Seeking help

3
Helplessness and attribution
4
Relative control and insight
5
Loss and worries

Figure 5.1 The Banyan model of caregiver experiences
(from Dijkxhoorn et al. 2018)

6
Finding new meaning

This model of caregiver experiences is a useful framework for analysing changes in
experiences over time, as well as identifying common themes across phases. Whereas the
purpose of the first study (Dijkxhoorn et al 2018) was to construct and present a phased
model of caregiving experiences, the purpose of this study is to gain in-depth insight in
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the lived experiences of caregivers, how experiences change over time, which themes are
common across phases and how experiences relate to each other.
We will also use the posttraumatic growth framework developed by Shakespeare-Finch
& Copping (2006) to examine whether and how caregivers in this study describe the four
domains identified in their model and/or whether other areas of personal growth are
relevant in the Indian context.

Ethical considerations
The Institutional Review Board of The Banyan approved the study (Approval number: EEC2015-2). The purpose of the study was explained in writing or orally to participants in Tamil
or English and written consent was obtained after the option of non-participation or refusal
to answer questions was explained to participants. If a participant was non-literate, their
thumbprint was obtained and a witness signed. All data was anonymised during data
analysis and the hardcopies of interview notes were stored in locked cupboards.

Table 5.1

5

Example of coding and thematic development process

Original text

Code

Theme

I think about my marriage and the need for a
companion in my life who would take care of me.
But people say that it is not possible in my life.
In that case I feel constantly upset and depressed.

Life changes because of caregiving
Psychological problems of the caregiver

Lost opportunities

RESULTS
The characteristics of caregivers, mental health professionals and community workers who
participated in the interviews and FGDs are recorded in Tables 5.2 and 5.3.
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Table 5.2

Characteristics of caregivers.
Interviews (n=29)

Focus Group Discussions (n=21)

Mean age caregiver

48.8 (SD=17.6)

52.4 (SD=13.5)

Mean age relative

46.1 (SD=11.8)

Gender caregiver
• Female
• Male

62.1%
37.9%

61.9%
38.1%

Gender relative
• Female
• Male

100%
0%

85.7%
14.3%

Type of caregiver
• Parent
• Spouse
• Sibling or sister/brother-in-law
• Adult child or son/daughter-in-law

27.6%
20.7%
27.6%
24.1%

23.8%
38.1%
28.6%
9.5%

Education caregiver
• No education
• Up to 5 years
• Up to 8 years
• Up to 10 years
• Up to 12 years
• Higher education
• Unknown

10.3%
24.2%
20.7%
24.2%
0%
20.7%

4.76%
9.52%
33.3%
42.9%
4.8%

Marital status caregiver
• Unmarried
• Married
• Widowed
• Divorced or Separated
• Unknown

17.2%
48.3%
27.6%
6.9%

4.8%
81.0%
14.30%

Mean duration of caregiving in years
Longest duration
Shortest duration

14.2 (SD=9.49)
40 years
2 years

14.0 (SD=9.96)
39 years
2 years
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4.8%

Table 5.3

Characteristics of mental health professionals and community workers.

Participants Focus Group Discussions

Mental health professionals and community workers (n=39)

Location
• Rural Mental Health Programme
• Urban Mental Health Programme

19
20

Occupation
• Social Worker
• Psychologist
• Senior community worker
• NALAM worker
• Nurse
• Occupational therapist
• Vocational Trainer
• Health Care Worker

4
2
2
21
2
1
2
2

Mean years of experience

3.6 (SD=3.09)

Mean number of clients assisted

241 (SD=259.93)

All participants in the study are from low- or middle-income households (with monthly
family incomes of INR 1500 (approximately USD 21) to INR 15,000 (approximately USD 210)6.
The family income was self-reported and not independently verified.
When analysing the experiences of caregivers, four themes were identified, namely
embarrassment & losing honour; fear; awareness, stigma & social exclusion; and reduced
social interaction & loneliness. The themes and manifestations in the diﬀerent phases are
shown in Table 4 and explained below. We describe how embarrassment, fear and stigma
manifest in the daily life of caregivers, and how these issues lead to reduced social interaction.

Below Poverty Line certification is provided to households with incomes of INR 27,000 (INR 2250 per month) or less
per annum (Source: Government of India – Ministry of Electronics and Information Technology. https://digitalindia.
gov.in/content/below-poverty-line-certificate)

6
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Phase 1
Manifestation of
symptoms

Embarrassment
& losing honour
Relative or caregiver
not adhering to
society’s expectations
(eg. marriage,
education, jobs)

When seeking
help does not
yield the expected
level of recovery,
caregivers experience
helplessness.
Attribution of the
causes of the mental
illness to experiences
in the past often
occurs as a coping
strategy.

Phase 3
Helplessness
and attribution

Perceived loss of honour when the relative wanders away and the
caregiver feels judged by the neighbourhood

Embarrassing
behaviour of the
relative

The caregiver aims
to seek treatment
and help for the
relative’s symptoms,
often at various
types of treatment
facilities (faith-based,
government, private).

Phase 2
Seeking help
When symptoms stabilise
with treatment and
caregivers learn how to
recognise and deal with
the changed behaviour
of the relative, they
experience a sense of
mastery and relative
control, as much as
is feasible with the
unpredictability of the
course of mental illness.

Phase 4
Relative control
and insight

Changes in themes over time in The Banyan model of caregiver experiences.

Phase description Changes in behaviour
and early symptoms
of mental illness
are observed in the
relative. The caregiver
faces uncertainty
about the cause and
places for treatment of
the symptoms.

Table 5.4

Relative or caregiver
not adhering to
society’s expectations
(e.g. marriage,
education, jobs)

Caregivers recognise
opportunities lost in
their own life, due to
assuming caregiver
duties, as well as in the
life of the relative due
to mental ill health.
Caregivers also worry
for the safety of the
relative, as well as who
will provide care after
they are no longer
able to.

Phase 5
Loss and worries

Caregivers can find new
meaning in life as a
result of providing care,
in the form of helping
others, being able
to help their relative
achieve independence
or employment, or
finding employment as
a mental health worker.

Phase 6
Finding new meaning

Reduced social
interaction and
loneliness

Awareness,
stigma & social
exclusion

Fear

Phase 2
Seeking help

Nobody to share the
caregiver’s worries
about changes in the
relative with

Nobody to advice
about treatment
facilities

Stigma attached to
seeking treatment

Expectations of stigma Lack of awareness on
in the community
treatment facilities

Fear for the safety of the relative

Fear of the future and whether a cure is possible

Fear of the relative when he or she is violent

Fear that the relative is possessed by demons or
evil spirits

Phase 1
Manifestation of
symptoms

Phase 5
Loss and worries

Supportive relatives,
friends & communities
help to alleviate
feelings of loss

Fear of the future and who will take care after the
caregiver

Phase 4
Relative control
and insight

Nobody to share
Caregivers start sharing
Mourning the loss of
feelings of helplessness experiences of the mental contact with friends
with
health issues of the
and relatives
relative with others

Stigma attached to
seeking counseling by
the caregiver

Phase 3
Helplessness
and attribution

5
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Create new social ties
with other caregivers
or people in the
community

Caregivers desire to
spread awareness and
reduce stigma

Caregivers want to
help other caregivers
through peer groups

Caregivers develop
more sensitivity towards
people with disabilities

Phase 6
Finding new meaning

Embarrassment and losing honour
Caregivers expressed apprehension about losing honour (

– mariyathai in Tamil)

in phases one (manifestation of symptoms), two (seeking help) and five (loss and worries).
In particular, certain public behaviour caused embarrassment, such as verbal abuse of the
caregiver or others, shouting, or going outside naked.
‘[S]he was asking everyone for money, which is very embarrassing. Sometimes when she
gets angry, she verbally abuses and even beats us.’ (Sister, 50 years)
‘She used to dance, with her clothes in disarray. The house owner asked us to vacate the
house, because if anything happens we might blame the house owner.’
(Husband, 57 years)
Loss of rented housing as a result of having a family member with mental illness was a
common occurrence for many families, following complaints by neighbours or worries by
house owners about their property.
In addition, when the relative did not attain normal social expectations, such as marriage,
having children, employment, education, or if the caregiver’s expectations for the relative are
not met, the family perceived a loss of honour. Being married is an important social status, as
it is considered necessary to fulfil one’s social and religious duties (“dharma”). Therefore, the
inability to marry as a result of mental illness can in itself be a form of stigma. The family as a
whole can also experience loss of honour when siblings of the relative with a mental health
issue become less eligible for arranged marriages, because of stigma, worries about the
hereditary nature of mental illness and having to accept caregiving duties. Some caregivers
shared that having a person with mental illness in the family was considered a sign that the
family as a whole had bad luck (thurathishtam –
by bad spirits (ketta katru –

in Tamil) or was surrounded

).

Wandering from home and getting lost or walking around the roads the whole day by the
relative was also mentioned as a cause for loss of honour, because others in the community
consider this a sign of inadequate care.
Honour was not just considered an individual issue by caregivers; actions of one family
member aﬀect others in the family too. Family members shared that the need to discipline
the actions of the person with mental illness is not only in the interest of the individual,
but is aimed at maintaining the honour of the whole family. Loss of honour has potentially
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devastating consequences, such as social isolation and loss of relationships, as is described
below, in addition to potential loss of housing.

Fear
Caregivers experience fear and worries in almost all phases, namely one (manifestation of
symptoms), two (seeking help), three (helplessness and attribution), four (relative control and
insight) and five (loss and worries). Caregivers expressed fear of the relative being possessed
by demons or evil spirits in the first and second phase, since they did not know what caused
the symptoms. Signs of mental illness are often attributed to demon possession and black
magic in TN.
In the first phases (one, two and three), some caregivers shared being fearful of the relative
when s/he is violent. Caregivers also experienced fear of the future and whether the relative
would ever recover, fearing the worst. The safety of the relative is a constant worry. Caregivers
of female relatives worry about sexual assault when they are alone at home or out on their
own.
‘Safety is a major concern. We are scared to leave her alone anywhere, because she is a
woman.’ (Sister-in-law, 29 years old)
In the later stages (four and five), caregivers experience fear of the future and uncertainty
about who will take care of the relative when they are no longer able to. Caregivers often
have no plan for who will take over in their absence, especially if there are no close relatives
or if relatives have disengaged. Some caregivers expressed the hope that an NGO like The
Banyan would take care of the relative and some left the future up to fate or God’s will,
without having concrete plans for an alternative arrangement.
‘After me, I don’t know who will take care of my wife. My son and future daughter-in-law
may not take care of her. Because we are not able to say how people will change in the
future.’ (Husband, 70 years)
Awareness of mental illness in the community, stigma and social exclusion
Due to stigma and lack of awareness on mental health, caregivers often do not share their
struggles with other family members.
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A daughter shared her wish for community acceptance:
‘If people understood that she is diﬀerent than others, but they do not need to be scared or
ignore her, life would be much easier for me’. (Daughter, 32 years)
A husband describes the impact of his wife’s illness on their son:
‘My son is the most aﬀected person. The people around keep talking to our son about
our state and tell him that we are sinners and that is why we are being punished like this.’
(Husband, 56 years)

Reduced social interaction and loneliness
Reduced social interaction, fear of social situations and loneliness were dominant themes
for caregivers, as also described by community workers and professionals. Loneliness can be
a result of a breakdown in family relations or, more subtly, as a result of ceasing to receive
invitations to family functions or no longer receiving visitors at home.
At times, caregivers exhibit signs of self-stigma by avoiding social gatherings.
‘My relatives do invite me to celebrations. But if we go there, they might talk about mother,
so I do not go to such programmes.’ (Son, 31 years)
In other cases, they miss social events because of caregiving duties, which could lead to loss
of relationships.
‘I explain to my friends about my wife’s condition and tell them that she is psychologically
aﬀected and that is the reason I will not be able to come to the function, they understand.
Even if I go to any function, I return early.’ (Husband, 57 years)
Almost all caregivers interviewed spend the entire day with the relative, except when going
to work or on an occasional outing. In many cases, the relative preferred the caregiver to
be at home at all times, and in some cases, there were concerns of seizures or potential
problems with neighbours that prevented the caregiver from leaving the relative alone.
‘I spend the entire day with her attending to all her needs. I cook for her, boil water for her
bath. She goes on asking for food, which I make for her.’ (Mother, 55 years)
[I spend the w]hole day, 24 hours with her. I put a chair next to her and sit down.
(Daughter, 38 years)
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The claim on the caregiver’s time was related to the need of the caregiver to keep the relative
happy and avoid violent outbursts or mental health relapses. While this may not be in the
best interest of the relative, because independence is not fostered, caregivers felt it was
necessary to keep the peace. In addition, caregivers, and in particular female caregivers,
shared that it was their duty to do whatever necessary for their relative, even if that meant
putting their own lives on hold.
Loneliness was also voiced in the context of receiving family support. In the first three phases,
caregivers described how they felt lonely in the process of caregiving. ‘Nobody to help’,
‘nobody to guide’, ‘nobody understands the mental strain’, were frequently used phrases.
The feeling that they are solely responsible for finding successful treatment and the financial
resources, without having information about mental illness or sources of support, caused
them distress. Due to lack of awareness about the nature of and sources of treatment for
mental illness among the general public, extended family members of caregivers are unable
to provide support in this area, as are most community health personnel and village leaders.
However, not all caregivers voiced loneliness. Some did not lose relationships with family
members or friends and said that their social life was not aﬀected. In some cases, the relative
with a mental illness was the only person in the family to face stigma.
‘Everything is normal. We go to all functions and family members come home to visit.
Sometimes she also comes with us.’ (Brother, 30 years)

Lost opportunities
In addition to the four themes identified above, we found that lost opportunities took
various forms for diﬀerent kinds of caregiver. We will first describe the experiences of adult
children, since their life trajectory seemed invariably aﬀected. Reasons included interrupted
education, having to take care of themselves from a young age, or because they had not
been able to get married. In a country where arranged marriages are common, finding a
spouse, in particular for female caregivers, was problematic. The first reason is the older age
of the caregivers when they initiate the search for a spouse, since they spent their earlier
years providing care. Mid- or late 20s is considered an advanced age for marriage for women
by many. After this, finding a spouse is not impossible, but poses more challenges. Secondly,
having a relative with mental illness carries a stigma that aﬀects all family members. Lastly, in
the patrilocal kin structures in TN and most other states in India, women are expected to live
with the husband’s family after marriage and prioritise their needs her own. In this scenario,
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finding a spouse who takes full responsibility for his mother-in-law can be considered nearly
impossible.
Adult daughters shared their feelings about their inability to marry:
‘I think about my marriage and the need for a companion in my life who would take care
of me. But people say that it is not possible in my life. In that case I feel constantly upset and
depressed.’ (Daughter, 26 years)
‘I have got many proposals [for an arranged marriage], but I have told them that I will get
married only if I can keep my mother with me. Another problem is that I am getting older
and there is no need for me to get married. Now my thought is only about my mother and
brother and I will lead my life by taking care of them.’ (Daughter, 38 years)
Disrupted education was another lost opportunity. Some adult children were forced to
abandon the education of their own children because of financial diﬃculties:
‘Because we have a lot of debt for my mother’s medical expenses, my children could not
study after 12th standard and they had to start working.’ (Daughter, 37 years)
‘Because of this, our sons had to change their school from private to government schools’.
(Sister, 30 years)
Moving frequently, because of the mother’s illness, also aﬀected the children’s education.
‘My mother used to come to the school and create problems, because of which we had to
move to a village from the city, where the education was not as good.’
(Daughter, 25 years)
Many caregivers lost their jobs as a result of being a caregiver, either because their presence
was required at home or as a result of taking time oﬀ to seek treatment. In other cases, the
relative created embarrassing situations at the caregiver’s workplace. A mother explained:
‘I lost my job, because my daughter behaved badly when I was there’. (Mother, 59 years)
Two husbands pondered on their change in life plans as a result of losing employment:
‘Sometimes I feel bad, because I used to have a decent income and a good life. Now I have
lost everything, because I have to take care of my wife’. (Husband, 67 years)
‘I had plans in my life about what kind of work I wanted to do and how to live. I always
wanted to buy a house. But when my wife fell sick, I had to constantly look after her and
search for her when she wandered away. So I don’t think I will be able to buy a house.’
(Husband, 57 years)
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Caregiver growth
Even though caregivers most frequently described aspects of burden, and some caregivers
reported no gains at all, positive aspects and perceived personal growth were also shared.
We will describe these positive aspects in the framework developed by Shakespeare-Finch
& Copping (2006), which consists of the domains personal strength, focus on life’s positives,
compassion and eﬀortful reinvention of self.
Increased personal strength and confidence, as a result of providing care and facing
diﬃculties in life was an aspect of growth often mentioned by caregivers:
‘[Being a caregiver] has made me strong, because I had to overcome a lot of problems. I
feel good when I think about what I was able to do for my family.’ (Daughter, 37 years)
‘I have more patience now, and I am more thoughtful about the way I do things in life’.
(Sister, 36 years)
Caregivers focussed on positive aspects of caregiving by appreciating praise or being able
to learn from mistakes made by their relative. Two daughters share their experiences below.
‘Many relatives praised me at a recent family celebration for the way I take care of my
mother. They said she looked much better than before and that it is admirable that I am
able to handle her. That made me very happy.’ (Daughter, 38 years)
[My mother’s] life has been a big example for me, because I now know how not to lead my
life. (….) She got severe depression, because my father betrayed her and spoiled her life. So
I do not want to choose a wrong person like my father and I want the support of my family
when I choose someone to marry.’ (Daughter, 26 years old)
These aspects of perceived personal growth and strength linked to adverse experiences
indicate the building of resilience among caregivers. Caregivers referred to resilience as a
necessity to survive being the sole caregiver for their relative. Personal growth and resilience
were positive side eﬀects of an otherwise distressing situation.
Another positive aspect of growth was strengthening of the relationship between caregiver
and relative. We observed that caregivers in this particular sample (who have continued
caregiving responsibilities) also showed love, aﬀection and a sense of responsibility as a
constant drive for continuing. The main reason why most caregivers took care of and did not
abandon the relative was because they felt love and aﬀection for their relative. In addition,
a strong sense of familial responsibility was observed, and caregivers considered providing
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care as natural and expected, instead of an extraordinary altruistic eﬀort, despite the often
great cost to their personal lives. Siblings and adult children emphasised that their parent
had stressed the importance of being a caregiver over the years. Most spouses considered
caregiving a normal consequence of being married and would have expected their spouse
to do the same if the situation was reversed.
Caregivers also found that they had more compassion for and desire to help others in similar
situations:
‘When I see someone in a similar situation, I try to speak to them and tell them to get
treatment as soon as possible.’ (Brother, 51 years)
‘While we are waiting at the clinic, I talk to new families and try to answer their questions. I
like to help others, because we all had so many questions when we first came to the clinic.’
(Husband, 58 years old)
Reinvention of self was the domain that was least discussed by caregivers. During the
interviews we found that many caregivers expressed diﬃculties with reflecting on how
caregiving aﬀected their sense of self and how they changed as an individual. Most caregivers
in the study live in poverty and are struggling to survive and manage their daily lives. In
those circumstances, expending eﬀorts on personal growth were not priorities. In addition,
many caregivers described changes in terms of the impact on the whole family, not on them
as individuals.
Nevertheless, some caregivers were able to reinvent themselves and their careers by
obtaining jobs in mental health, as nursing assistants or community outreach workers (see
also Dijkxhoorn et al. 2018).
‘I have learnt a lot about mental stability and psychiatric problems by observing my
mother. Now I work as a nursing assistant with people with mental illness. The personal
experiences with my mother helped me in this job.’ (Daughter, 26 years old)
Although caregiver experiences diﬀer among individuals and families, we found common
themes across phases. We also found that these themes are highly intertwined. Many of
the experiences result in reduced social interaction and lost opportunities, both leading
to loneliness (see Figure 5.2). Decreased social interaction was preceded by fear of social
situations, social exclusion, stigma, time to be spent with the relative, embarrassment and
losing honour, which in turn could lead to loneliness. Aspects of lost opportunities (inability
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to get married and loss of employment) were found to contribute to loneliness. Caregiver
gains included more personal strength, compassion for others who experienced the same,
focussing on life’s positives and reinvention of the self, which all resulted in a sense of
meaning.

Fear of social situations
Social exclusion
Self-stigma

Decreased social
interactions

Time to be spent with relative
Loneliness

Embarrassment and
losing honour

Being a
family caregiver

Lost opportunities

5

Inability to
get married
Less education
than planned
Loss of
employment
Caregiver growth

Meaning

Personal
strength
Compassion
Focus on life’s
positives
Eﬀortful
reinvention of self

Figure 5.2

Links between caregiver experiences
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DISCUSSION
This study adds to the existing empirical work on caregivers’ experiences by considering
the context of South India and how family structures and stigma influence caregivers’
life experiences and decisions. In particular, we described the changing experiences of
caregivers over time in a phase-based model.
Embarrassment and losing honour have been described in the context of mental illness as
a factor of burden among caregivers. The relative’s embarrassing behaviour has commonly
been identified as a source of losing honour (Awad & Voruganti 2008, Chang & Horrocks
2006, Thara et al. 2003). Caregivers in this study uniquely identified wandering, which
caregivers perceived as causing gossip amongst neighbours about lack of care, as a source
of embarrassment and losing honour, as well as the perception that the relative does not
comply with social expectations of education, employment and marriage. A study by Thara
& Srinivasan (1997) showed a marriage rate of 70% among persons with schizophrenia in
TN over a 10-year period, which is high compared to studies conducted in western settings.
Pinto (2011) described the fraught relationships between families and women with mental
illness, and in particular scrutiny of families related to love and marriage. Both studies
indicate the importance of marriage within families, as was conveyed by caregivers in this
study; both related to attributing mental illness to marriage troubles, as well as considering
of the unmarried status of their relative a failure. The high importance given to fulfilling
societal expectations in some cases trumps the needs of the individual (Thara & Srinivasan
1997, Pinto 2011).
Courtesy stigma was observed to aﬀect family members across the world. Studies in China
(Hsiao & Tsai 2017), Sweden (Östman & Kjellin 2002) and a review of studies among caregivers
of persons with bipolar disorder (van der Voort et al. 2007) revealed the presence of courtesy
stigma. Public stigma (Corrigan & Miller 2004) was experienced by caregivers in the form of
diﬃculties in finding a spouse, branding the entire family as sinners, stigma in interpersonal
interactions and disintegration of social connections (Angermeyer et al. 2003). Studies on
stigma conducted in India mostly focus on the eﬀects on people with mental illness, instead
of the stigma experienced by families (Koschorke et al. 2014, Loganathan & Murthy 2011,
Loganathan & Murthy 2008). We found that courtesy stigma aﬀected families in various ways:
stigma related to cultural beliefs about causes of mental illness caused loss of relationships,
the inability to participate in social events and cessation of visits by family members and
friends. Some family members lost their employment, which created great financial hardship.
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Another aspect of stigma was a sense of loss of honour by families, since the relative with
mental illness did not comply with societal expectation, in particular with regards to the
inability of the person with mental illness and certain caregivers to get married. Since
marriage is an important aspect of the expected life path of both men and women in India,
the inability to marry caused great distress to caregivers, which has not been prominently
described in studies in high-income countries.
Loneliness as a result of reduced social interactions was an important theme shared by the
participants, which is consistent with other literature (Chan 2011). Reduced social support
networks have been shown to increase the burden on caregivers (Brijnath 2014, Grandon et
al. 2008, Chan 2011, Chien & Norman 2007, Chen & Greenberg 2004). Unlike findings from
studies in South Africa and Botswana (den Hertog & Gilmoor 2016, Seloilwe 2006), which
showed that family and community members often share care for a person with mental
illness, caregivers in this study mostly lacked such support. This could be related to an
increase in nuclear families and decline of extended family ties in India (Chadda & Deb 2013).
We did not find that stigma directly led to lost opportunities (except when related to
marriage) and instead were a result of the demands of caregiving and time and resources
required to provide treatment and care for the relative with mental illness, which is similar to
findings in North India among caregivers of people with dementia (Brijnath 2014).
The acceptance of the caregiver role by husbands in this study is not the norm. Abandonment
of wives upon the onset of mental illness is common across India, as is remarriage by men
after women become homeless (Gopikumar et al. 2015a).
Caregivers identified aspects of posttraumatic growth, which, as expected, focussed more
on family relationships and needs of others than on the development of the individual.
Accordingly, ‘compassion’, entailing empathy for others in the same situation and the
willingness to help, was most prominent in the caregivers’ stories. In addition, earlier untapped
‘personal strength’ was developed as a result of the caregiver experience. Together with love
for their relatives, ‘personal strength’ provided an important resource for perseverance and
to carry out familial duties. ‘Personal strength’ mostly did not lead to a process of ‘reinventing
the self’, unlike findings in western settings. Lack of focus on ‘eﬀortful reinvention of self’ can
also be explained by the larger focus on the needs of family members (Bauer et al. 2012,
Shakespeare-Finch & Copping 2006, Chen & Greenberg 2004).
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The findings warrant new avenues for further longitudinal research on caregivers’ experiences,
in order to develop and test support structures that address the main issues (fear, stigma and
loneliness) and to prevent lost opportunities as a result of caregiving. The extent to which
new social relationships (e.g. in the context of helping others, or peer support structures) can
contribute to a greater sense of meaning and counterbalance loneliness needs to be further
investigated. While this study was conducted with caregivers who have continued to provide
care, understanding the lived experiences of caregivers who have stopped providing care
would be informative, in order to devise strategies to prevent the collapse of care by family
members.

Limitations
While lack of access to mental health care is a major concern for large number of families
of persons with mental illness, particularly in rural areas of India (Gupta & Sagar 2018, Jacob
2017), this particular sample accesses services of the NGO. Therefore, the experiences shared
here exclude current issues with access to mental health care.

CONCLUSION
Providing care for a person with mental illness has the potential to alter the course of the
caregiver’s life drastically, including lost opportunities and reduced social interactions,
resulting in loneliness. The consequences of lost opportunities can be particularly profound
for families living in poverty, including loss of employment, housing, inability to marry.
Nevertheless, the opportunity to help others, love and strong family ties have the potential to
create positive experiences for caregivers and support structures can therefore be designed
to strengthen these areas.
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Chapter 6
Reducing family burden: needs and
strategies for responsive support structures
for caregivers of persons with mental
ill health in Chennai, India

ABSTRACT
Family caregivers are still the primary source of support of people with mental illness in lowincome countries such as India. However, without guidance and support, there is a risk of
families becoming fatigued, and in no shape to provide the care their loved ones need. In the
context of social-economic deprivation, social stigma regarding mental illness, the plurality
of cultural and religious approaches, and a slowly developing mental health system in India,
organizing support for families is urgently needed, but also complex. Appropriate timing
of a range of sources of support to family caregivers is important, but too little is known
about the needs of Indian families as they initially encounter, and then proceed to seek
help for, dealing with mental illness in the family context. This study aims to explore when
and how to support families in their process of understanding and taking care of mentally
ill relatives, and what specific strategies might be employed throughout the caring process.
The study was conducted in the context of a mental health organization in South India, The
Banyan. In-depth interviews and focus group discussions (FGDs) were held with some 29
caregivers, and five senior mental health professionals (MHPs). The results depict the intricate
experiences, ways of interacting, and need for support in the caretaking process of families,
particularly in relation to earlier phases. Although the caretaking process is often chaotic, the
results reveal a progressive line in the type of psycho-education and therapeutic support as
families advance in their caretaking experience. The article concludes by sharing strategies
on how mental health-care systems can further improve family-based care in India.
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1

INTRODUCTION

Family caregivers of relatives with mental illness provide invaluable support, especially
in low- and middle-income countries (LMICs) where mental health professionals and
inpatient mental health services are scarce or non-existent. In the Indian context, where
the development of mental health system has been relatively poor (Srivastava, Chatterjee
& Bhat, 2016), family caregivers are a given, but neglected, form of support. Ninety per cent
of people with mental illness live with their family (Thara 1994, 2004), often due to the lack
of alternative options for mental health users (MH users). The literature also shows that
families in India commonly maintain a collective orientation to life, within which they can be
relatively tolerant of persons with mental illnesses (Heitzman & Worden, 1995; Avasthi, Kate &
Grover, 2013). Indeed, as described by Jiloha & Kukreti (2016), Indian families may ‘regard their
caregiving as a reflection of the cultural ethos of interdependency and reciprocity’.
Still, the burden of family caregiving is often incredibly high, as well described by Chadda
(2014); in their caring roles, families generally take on the full responsibility of responding
to the day-to-day needs of their relatives with mental health issues, trying to understand
patterns of early onset, relapse, and decline, and finding access to services, looking for
employment options – sometimes to the extent of taking over their own lives. Studies in
India find that the proportion of caregivers experiencing moderate to severe burden varies
from 55% to 90%, while in some studies all caregivers express at least some degree of burden
in giving care (e.g. Gautum & Nijhawan, 1984; Moily, Murthy & Nagarajaiah, 1997; Nehra,
Chakrabarti, Kulhara, et al., 2006). Related to caregiving, the objective and the subjective
burden can be distinguished (Hoenig & Hamilton, 1966). Objectively, or more directly,
families experience the impact of caregiving in issues such as everyday practical problems,
dealing with symptoms, greater domestic responsibilities, less leisure time, reduced social
engagement and hobbies, etc. Few caregivers are able to sustain their job, social and/or
leisure activities and make progress in life. Financial debts arise from the unemployment
of the caregiver and due to the fact that they have huge debts as well as finding access to
treatment for their family members (Chakrabarti, 2013). In India, there is also considerable
social burden for families as there is little awareness of mental health issues while there is a
high level of stigma (Kishore, 2011; Chowdhury, 2001; Thara, 2000).
In the context of families’ objective and subjective burden, various studies have suggested
that mental health professionals should be more sensitive and inclusive with regard to
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the social, cultural and spiritual context of the families that they aim to support (Basheer
et al., 2015; Buhse, 2008). The mental health of caregivers is often not addressed as an
integral component of mental health care in India (Chadda, 2014), despite the evidence
that caregiving can impose an emotional burden, manifesting itself in the form of anger,
irritability, depression, and ultimately lead to bad care provision (Steele, 2010; Awad, 2008;
Lauber, 2003; Tsang, 2003). To complicate matters further, there is a lack of understanding of
how support should ideally be provided to meet the specific needs of families, particularly
as these needs (e.g. for knowledge, therapeutic help, socioeconomic or legal support), might
vary from family to family, depending on where they are in the caregiving process. This study
aims to look at the patterns of coping and adjustment in marginalized caregiving families in
South India, and understand the various diﬀerent types of support that can be provided to
eﬀectively help them.

1.1

Gaps in support structures for family caregivers in India

Family caregivers are members of any primary intimate group who take care of a person
to whom they are directly related (either through blood or intention), mostly parents,
spouses, adult children and siblings. Support for caregivers is a complex issue that requires
exploration of both their needs and their strengths. Perceived strengths and positive
experiences can give meaning to life and encourage caregivers to continue providing good
care (Dijkxhoorn et al., 2018; Chadda, 2014). The combination of reduced family incomes and
increased expenditure on care is obviously particularly stressful in LMICs, where so many
households exist at or near subsistence level. Poverty can be a very severe and significant
problem in addition to the absence of family support (Prince, 2004). In India, marginalized
populations with mental health issues need financial assistance but there are limited welfare
schemes for the caregivers of those with a chronic mental and physical health illness. There
is a clear distinction between needs for individual agency and personal resources regarding
the caregiving needs. Individual agency involves the level of control caregivers experience
with regard to the situation. Caregivers would prefer to have an active role and be informed,
rather than being spectators during a clinical consultation, which requires psycho-education
and early counselling for the family (Kulhara et al., 2009). Jagannathan, Hamza, Thirthalli et al.
(2010) found that Indian caregivers would prefer to understand the nature of illness, social
stigma, and ways to manage the behaviour of their loved ones (including, for instance,
symptoms related to hallucinations, excessive spending, decreased appetite, behavioural
problems, poor concentration, inappropriate sexual behaviour, and the like). The impact of
caregiving on one’s personal (tangible and intangible) resources is crucial and requires social
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support, and also guidance about how, for example, to increase financial stability by using
public support schemes, how to find work again, how to maintain and enrich the quality of
life (e.g. through marriage), especially in the face of stigma and discrimination (Murthy, 2011;
Jagannathan et al., 2010). The required resources are related to the phases of caregiving, i.e.
the duration of caregiving as well as how the caregivers currently view their role and the
impact of the illness on their everyday life. Still, in India, professional support for the such
needs is rarely available (Chadda, 2014; Jagannathan et al., 2014).

Relationship between caregivers and mental health professionals
The availability of mental health care and for the caregivers of those with mental illness is
underdeveloped in India. Although family interventions commenced in the 1950s in India
(Chadda, 2013), and more recent eﬀorts have been made to understand how families’ can
be supported (e.g. through self-help groups and family intervention experiments), most
of the pilot studies refer only to a few selective centres (e.g. NIMHANS) and too little has
been implemented to an eﬀective scale (Shankar & Rao, 2004). An additional problem is
the quality of mental health care, as in India there is a range of diﬀerent belief systems and
approaches to psychological suﬀering. In this context of diversity, the interactions between
caregivers and mental health professionals becomes problematic when professionals
employ either a ‘laissez-faire’ model, to avoid disagreement, or hold on too tightly to a onedimensional (Western) explanation of health and neglect the potential power of embedding
psychotherapy in the religious context of the patients and their caregivers. According to
Murphy (2011), caregivers require dialogue and more exploration of their own needs so that
mental health services can be adapted appropriately. There is often a lack of information
about mental illness provided to caregivers and a failure to involve them in the treatment
process. Globally, caregivers are unaware of what a diagnosis means, the scope for recovery,
and the appropriate use and side-eﬀects of medication (Seloilwe, 2006; Ohaeri, 2003; Lim,
2003; Karp, 2000). Similarly, caregivers are found to have little involvement in the treatment
process (van der Voort, 2007; Rossler, 2006; Chen, 2004; Milliken, 2003). Caregivers have
expressed the wish to participate in decision-making of the treatment process at the time of
admission and being available during consultations (Chadda, 2014; Srinivasan & Thara, 2002;
Nunley, 1998).
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1.2

Caregiving phases and needs for support

In the wider literature on caregiving it has been well documented that caring for a person
with mental illness can give rise to varying degrees and types of burden and support needs,
largely depending also on how far they are in the process of coping with their (new or more
established) role as a caregiver (Hsiao, 2017; Joy, 2017; Lloyd, 2013; Chan, 2011; Steele, 2010;
Awad, 2008; Nehra, 2005; Jungbauer, 2003). A model that explains this well is the ‘Timing
it Right-model’, developed by Cameron and Gignac (2007), to understand the needs that
arise over time in families taking care of stroke survivors. Although this model has not been
employed directly to understand the (more complex) nature of caring for mentally ill relatives,
it does a good job depicting the various stages of, for instance, intense concern, uncertainty,
grief and slowly developing confidence, that families go through when progressing in their
role as caregiver. It also sheds light on the importance of various types of support required
to accommodate families in their caregiving journey (Cameron & Gignac, 2008). It follows
five stages:
1. Event/diagnosis (requiring diagnosis, prognosis and someone to talk to).
2. Stabilization (requiring information on cause of event and current needs, someone to talk to,
and some initial training).
3. Preparation (information on available treatment and rehabilitation support, increased
emotional support, training and appraisal).
4. Implementation (requiring information on everyday management, potential impact of
caregiver’s role).
5. Adaptation (supporting the family’s interest in maintaining their own life, future planning
activities, support groups for emotional support, training in continuing family integration,
and appraisal).
Although it is useful as it is based on a review of caregiver’s needs, this model is limited in
the sense that it focuses on caregiving specifically in relation to stroke, and is embedded in
the socioeconomic and political context of a high-income, western country, very unlike that
of low-income families in South India.
A study conducted in India by The Banyan (Dijkxhoorn et al., 2019) captures the various
phases of caregiving that can be inferred from the experiences of Indian families. It was
observed that most caregivers enter an intense process of grief as they first encounter
mental illness in a family member (Table 6.1: phase 1), and realize they might be the only
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person able to help this person (potentially for a lifetime) (Abdollahour et al., 2010). This
grieving process is similarly described in many other studies as an ongoing process (Ponder
and Pomeroy, 1996; Liew, 2017)) but varying in intensity. The information- and help-seeking
(phase 2) that follows involves the various ways in which families aim to understand and
find help for the problem, and can cause much confusion and often various moments of
disappointment. Subsequently, the burden of taking day-to-day care of a family member
with mental problems and sometimes lack of progression or change (phase 3), can lead
to fatigue and desperation in families. With the first signs of stabilization or even some
improvement (phase 4), families might (re)experience a sense of control and greater insight.
With the stabilization, however, families might also gain more time and space to live through
a sense of loss connected to the illness (e.g. a job or sense of childhood) (phase 5). Finally,
as caregivers continue to take care of their relatives, they may find diﬀerent ways to give
meaning to their role, and thus experience more positive emotions as well. The Banyan
model thus emphasizes the positive and negative experiences of caregivers over time, but
does not claim that the phases necessarily follow a linear model. Indeed, not all caregivers
experience every phase, and some might continue to stay in the same phase for a longer
period of time for various reasons.
Table 6.1 The Banyan model of phases of caregiving (adapted from Dijkxhoorn et al., 2018).
Phase 1
Manifestation of
symptoms

In the initial phase, changes in a relative’s behaviour and early symptoms of mental illness
are observed. The caregiver is uncertain about the cause and available treatment for the
symptoms.

Phase 2
Seeking help

The caregiver aims to seek treatment and help for the relative’s symptoms, often at various
types of facilities (faith-based or psychiatric treatment at government and private facilities).

Phase 3
Helplessness and
attribution

When seeking help does not yield the expected level of recovery, caregivers experience
helplessness. Attributing the causes of the mental illness to past experiences is often a coping
strategy.

Phase 4
Relative control
and insight

When symptoms stabilize with treatment and caregivers learn how to recognize and deal
with the relative’s changed behaviour, they experience a sense of relative control, to the
extent possible given the unpredictability of the course of mental illness. Caregivers also have
more knowledge of and insight into mental illness and medication, which contributes to a
sense of mastery.

Phase 5
Loss and Worries

Caregivers recognize their own lost opportunities due to assuming caregiver duties, as well as
in the life of the relative due to mental ill health. Caregivers worry about the relative’s safety,
and about who will provide long-term care after they can no longer do so.

Phase 6
Finding new
meaning

Caregivers can find new meaning in life as a result of being a caregiver, in the form of helping
others, being able to help their relatives achieve independence or employment, or finding
employment as a mental health worker themselves.
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It is in relation to the caregiving phases as depicted by Dijkxhoorn et al. (2018), and in spirit of
the ‘Timing-it-Right’ model, that this study aims to derive useful strategies and responses to
the needs of family caregivers in India. The study hopes to understand (1) the strengths that
are experienced by caregivers in their role; (2) the specific needs that come up in each phase
of the caregiving process; and (3) how health professionals might best respond accordingly,
in the context of low-economic status in South India.

2

METHODS

This study was guided by the following research questions:
1. What are the experienced strengths and most commonly practised coping strategies of Indian
caregivers in the study context?
2. How can we understand the specific needs of caregivers in diﬀerent phases of their caregiving
process?
3. What support strategies exist, and are preferred in diﬀerent stages of the caregiving process?
The study was conducted among family caregivers and mental health care providers
associated with a non-government organization (NGO) called The Banyan in the Indian State
of Tamil Nadu. The Banyan was founded in 1993 and provides emergency, rehabilitation
and long-term services for homeless persons with mental illness, as well as free community
mental health clinics in urban and rural areas, mental health awareness, facilitation of social
entitlements, peer-support groups, skills development, employment programmes and
advocacy (Narasimhan et al., 2019). The Banyan employs mental health professionals (MHPs),
as well as community-based NALAM (Nalam means wellbeing in Tamil) workers, who are
community members who have received six months training in mental health care and
facilitating access to social entitlements.
The study used a mixed methodology, in order to understand the need for support
structures, as articulated by various stakeholders in mental health. Support structures here
are considered sources provided by MHPs that could possibly benefit the caregiver. Both
data-source triangulation (semi-structured interviews, survey and focus group discussions
(FGDs)), as well as triangulation of participants in the study (caregivers, mental health
professionals and community-based workers) were employed.
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First, semi-structured interviews as well as historic time-line interviews (Carey, 1997), were
conducted with 29 caregivers of women with mental health issues, using a guide developed
by the researchers. We recruited 24 caregivers who attend the outpatient services of The
Banyan, as well as five caregivers who are supported by government mental health services, in
order to grasp the experiences of caregivers who access diﬀerent types of services. Interviews
were conducted in January and February 2015. Maximum variation purposive sampling was
chosen for the semi-structured interviews and the FGDs, recruiting families who were in
diﬀerent phases of the caregiving process, in order to gain a deeper understanding of the
development of needs in family members caring for a person with mental ill health (Padgett,
2012). Caregiver participants included spouses, siblings, adult children and parents.
Second, based on the findings from the qualitative interviews, the researchers developed
a list of potentially beneficial support structures, which was then member checked by
ten mental health professionals and community workers. One hundred and seventeen
caregivers attending the free outpatient clinics of The Banyan in urban and rural areas were
asked which support structures they most need. In addition to the list of support structures
generated by researchers the list was shown to caregivers so that they could possibly
add other support structures. The data were analysed using percentages. The survey was
conducted from January to March 2016. Every second caregiver attending the clinic and
meeting the criteria was requested to participate. If a caregiver refused, the next person on
the attendance list was approached. Caregivers of relatives with an intellectual disability
were excluded from the sample, and a minimum of one year as a caregiver was required. Two
graduates in development studies and in social work administered the survey, after being
trained by the first two researchers.
Subsequently, we aimed to understand the necessary support structures in the context of
the phases model. To this end, nominal group interviews (Rice et al., 2018) were conducted
with caregivers accessing the Urban Mental Health Programme (parents and spouses) (n=12),
mental health professionals (n=8) and NALAM community workers from urban (n=10) and
rural areas (n=12) to validate the phases model and to elicit the needs and required support
structures for caregivers in each phase. Participants were asked to list support structures
for each phase, in order to verify the most urgent needs at each stage. A second round
of nominal group interviews was held with caregivers attending the Rural Mental Health
Programme of The Banyan (siblings and adult children) (n=8); and mental health professionals
(n=10) to verify the findings of the first round. The FGDs were held between September and
November 2016.
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Finally, in addition to interviews with caregivers, semi-structured interviews with five senior
mental health professionals were conducted to understand the support structures oﬀered
by The Banyan in more detail, including successes and learning experiences (December
2016–January 2017). This was in order to understand the significance of support structures
from the perspective of practitioners who have been part of the system oﬀering services to
caregivers.
All interviews and FGDs were transcribed from Tamil or English to English by a professional
transcription service. The transcripts were read and coded by the first two authors. For
the qualitative analysis thematic analysis was done using open coding (Gray, 2018) which
was employed in order to identify recurring broad themes in the transcripts, followed by
axial coding (ibid.) to identify more detailed patterns in the types of support structures
needed. The data was analysed by two independent researchers to derive categories and
themes, and discussed in various meetings before writing up the results. The quantitative
data were analysed using SPSS 22.

Ethical considerations
The institutional review board of The Banyan approved the study (Approval Number EEC2015-2). All participants signed translated consent forms after being informed about the
content of the study. The voluntary nature of participation and the possible eﬀects were
explained in Tamil or English. If written consent could not be given because a participant
was non-literate, oral consent was given in the presence of a witness, who signed, in addition
to taking the participant’s thumbprint.

3

RESULTS

The study involved a number of caregivers and mental health professionals, whose
demographic characteristics are presented in Tables 6.2 and 6.3.
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Table 6.2

Caregivers’ demographics
Interviews (n=29)

Support structures
survey(n=117)

Focus Group
Discussions (n=21)

Mean age caregiver

48.8 (SD=17.6)

47.3 (SD=14)

52.4 (SD=13.52)

Mean age relative

46.1 (SD=11.8)

39.8 (SD=11.7)

45.3 (SD=12.01)

Sex of caregiver
• Female
• Male

62.1%
37.9%

57.3%
42.7%

61.9%
33.3%

100%
0%

65.8%
33.3%
0.9%

85.71%
14.29%

27.6%
20.7%
27.6%
24.1%

35.9%
30.8%
12%
15.4%

23.81%
38.10%
28.57%
9.52%

Education of caregiver
• No education
• Up to 5 years
• Up to 8 years
• Up to 10 years
• Up to 12 years
• Higher education
• Unknown

10.3%
24.2%
20.7%
24.2%
0%
20.7%

8.5%
17.9%
12%
23.1%
9.4%
17.1%
12%

4.76%
9.52%
33.33%
42.86%
4.76%

Marital status of caregiver
• Unmarried
• Married
• Widowed
• Divorced or Separated
• Unknown

17.2%
48.3%
27.6%
6.9%

12%
62.4%
10.3%
4.3%
11.1%

4.76%
80.95%
14.29%

Sex of relative
• Female
• Male
• Unknown
Type of caregiver
• Parent
• Spouse
• Sibling or sister/brother-in-law
• Adult child or son/daughter-in-law

Diagnosis
• Schizophrenia
• Psychosis NOS
• Depression
• Bipolar disorder
• Intellectual disability with psychosis
• Unknown

Unknown

Mean duration of caregiving
• Longest duration
• Shortest duration

14.2 (SD=9.49)
40 years
2 years
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4.76%

Unknown
34.2%
26.5%
17.1%
13.7%
3.2%
1.7%
8.3 (SD=6.5)
32 years
1 year

13.98 (SD=9.96)
39 years
2 years

Table 6.3

Mental health professionals’ and NALAM workers’ demographics
Focus group participants:
Mental health professionals and
community workers (n=39)

Interview participants:
Mental health Professionals (n=5)

Location
• Rural Mental Health Programme
• Urban Mental Health Programme

19
20

2
3

Occupation
• Psychiatrist
• Social Worker
• Psychologist
• Senior community worker
• NALAM worker
• Nurse
• Occupational therapist

4
2
2
21
2
1
2

1
3
1
1

Mean years of experience

3.6 (SD=3.09)

13.6 (SD=12.4)

Mean number of families assisted
per participant

241 (SD=259.93)

2160 (SD=1681.7)

3.1

Caregivers’ strengths

When considering caregivers’ needs for support structures, it is important to approach the
issue from a multi-dimensional perspective. In addition to understanding their burden,
the caregivers’ existing strengths should be considered, in order to design appropriate and
helpful support structures. Therefore, before describing the support needs, this study looked
into the strengths caregivers experienced in their role.
First, with regard to their subjective burden, an apparent strength was finding a way to give
meaning in adopting the role of a caregiver. Caregivers find diﬀerent ways of approaching
their role, but the strongest asset here was their relationship with God. Spirituality and
religious faith were the most frequently mentioned sources of strength, and sometimes the
only source of emotional support available. As expressed by two caregivers:
‘I am able to face all the troubles in my life, only because of the courage God has given me.’
(CG 9, daughter, aged 38)
‘God will take care of us.’ (CG 18, brother, aged 51)
Caregivers also identified ‘reflecting positively on their own character’ as a source of strength,
which they developed as a result of dealing with adverse circumstances in their own lives.
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Taking pride and confidence from their ability to take care of another person in complex
situations helped them. Two caregivers explained this:
‘Three people in my family are aﬀected [by mental illness]. I had to manage and look after
all three on my own without anyone’s help. It was only possible because of my own selfconfidence and courage.’ (CG 1, mother, aged 58)
‘My heart gives me courage and I console myself and try not to let the diﬃculty make me
a coward. That is the reason I am still with her […]. I feel like I am the sole king of my life.’
(CG 7, husband, aged 70)
Further reflection on individual strengths, a number of participants stressed the role of social
values instilled by their parents. Family-related values were carried out in action through
caregiving responsibilities. This included being responsible to care for the person with a
mental illness and express worry about long-term care options after the parents died. Again,
knowing that caregiving makes you ‘a good person’ helps caregivers continue to take on their
role with greater responsibility:
‘From childhood my dad taught me that no matter what comes in your life, you should
[…] always look after your mother to the best of your abilities. According to God’s word, we
will be happy only if we look after our parents and I believe in that strongly.’
(CG 10, daughter, aged 25)
‘My parents always told us that we must support each other. So, I will always take care of
my sister, no matter what happens.’ (CG 22, brother, aged 30)
Objective burden was countered by a variety of diﬀerent and unique sources of support.
Many caregivers experience economic hardship and have diﬃculties in making ends meet.
Still, there were various ways family members were able to cope financially, e.g. through
accessing a network of friends and extended family, finding access to small monthly
allowances, managing to find a part-time job or even starting a small enterprise for their
mentally ill relative. Stigma and coping with the illness-related behaviour was considered very
diﬃcult, but some caregivers found strength in meaningful relationships with sometimes
just one friend or a family member. As one caregiver explains:
‘My own family disowned me and my siblings wanted me to abandon my wife. As I did
not do so, they cut oﬀ all family ties. My mother supported me for a year by taking care of
my wife and having one parent to support me was of great help!’ (CG, husband, aged 70)
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3.2

Needs as experienced by caregivers in each phase of the caregiving process

The personal resources and strengths experienced by caregivers notwithstanding, there
were also various needs for external support structures. This study elaborates on the needs
families experienced from the moment they encounter symptoms of mental illness in their
relative towards a more advanced stage of the caregiving process. As mentioned earlier, the
caregiving process is often messy and chaotic, and the needs of caregivers do not progress
as neatly as delineated in the six phases of caregiving. Indeed, we see that certain questions
or requests for support are maintained, while families also tend to regress from time to time
in their development (e.g. finding acceptance but also continuing to grieve and/or falling
back into denial). Still, we see that some needs are most vital at the beginning, while others
become more important in later stages. This is clearly expressed in the stories of one family
and their caregiving process, as depicted in Box 6.1, and reflected on by a mental health
professional.

Reflection of a mental health professional (MHP)
With regard to Sneha’s story, as well as many other such cases, the MHP explains that the aim
of work based on principles of positive psychology is to stimulate acceptance and a sense of
well-being in the present situation. The family initially felt it was easier to accept Sneha when
she could be considered as having been punished by God, and looked for various ways to
‘quickly fix’ her (phases 1 and 2). When this did not work, the family felt hopeless and fatigued
(often seen in phase 3). There was a great need for mental support, psycho-education and
positive feedback on their caregiving abilities. The MHP said:
‘When families are burnt out, they have diﬃculty to assimilate practical solutions
immediately, they need somebody to actively and empathetically listen to them’.
Also hearing back from the MHP that Sneha was doing relatively well, and that the intensity
of her symptoms had reduced, was helpful. There was also a need to understand Sneha’s
physiological needs and to perceive and understand these from a non-judgmental
perspective. The Banyan repeatedly met the family to explain the diﬀerence between illnessrelated behaviour and behaviour that was secondary to her personality, complex family
dynamics and human needs for intimacy. The sessions always ended with brainstorming
strategies to reduce the objective burden, such as the possibility for marriage for Sneha. This
case illustrated that discussions about marriage can be an important part of user-centred
care packages in a mental health-care system, particularly in a country like India, where there
are high social expectations tht women will marry.
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Box 6.1

Ms Sneha, aged 27

Sneha is a 27-year-old woman who was diagnosed with Psychosis Not Otherwise
Specified (NOS) and Dull Normal Intelligence at the age of 17 years. In her family in Tamil
Nadu there is a history of alcohol abuse (the father) as well as a highly critical attitude
on the part of the mother and the older (experienced by Sneha as the ‘preferred’) sister.
The family was a typical patriarchal household, which was later described by Sneha as
‘a nightmare to live in’. The family was concerned about her when she would leave the
house occasionally to seek out physical intimacy from strangers. Over time, she started
to show symptoms of severe mental health issues independent of the behavioural issues.
Like many families in Tamil Nadu, Sneha’s family first looked for consultation and healing
from faith healers to ‘make her normal again’. This did not help, and Sneha started to
wander away from home, until she was eventually brought to The Banyan. The Banyan’s
mental health-care team worked with Sneha intensively until her family expressed the
wish to take her back home as they saw considerable improvement in her. She then went
through multiple re-admissions, particularly as the family had great diﬃculty in accepting
and understanding her behaviour, both as expressed by her illness and also because of
the complex family dynamics. They would say: ‘we didn’t raise her to behave this way, please
take her back’. There was a great need to contextualize Sneha’s behaviour, particularly her
sexual promiscuity, which brought shame and harmed the family’s reputation. There was
a great need for psycho-education for the family, as well as positive reframing, emotional
support and brainstorming ideas along with the family to deal with these issues. This
increased the family’s tolerance and acceptance. Currently, Sneha lives with the family
and again it is going relatively well. At times, her distress is manifested through pseudosymptoms in order to be re-admitted to the Emergency Care and Rehabilitation Centre
(ECRC) of The Banyan, which is a safety net to protect herself from the hostility of her
family and neighbourhood. Therefore, there are currently discussions about trying to
get Sneha to talk about marriage, how to cope with this new relationship and her new
role, understand the shift in roles and the consequences of getting into a long-term
relationship, as she believes that marriage will bring her a great sense of social identity.
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According to MHPs, the needs of the family caregivers should not be perceived in isolation
but as inherently related to what is needed to sustain and improve their caregiving. In other
words, understanding and supporting the needs of family caregivers should eventually and
ideally lead to enhanced caregiving and a more wholesome family experience. Implicit to this
ideal the MHPs considered that several principles of caregiving were important, including
‘helping caregivers understand and accept the behaviours of the patient as expressed
both as an ‘illness’ (e.g. such as diabetes) but embedded in a context (e.g. of certain family
dynamics), encouraging the creation of a safe environment, stimulate autonomy and
independence, sustain continuity of care as long as needed (including medical care), and
understanding the bodily needs of clients.’
According to the MHPs, caregivers often struggle to realize that their own role as well as the
family culture can be a conducive or obstructive factor in the mental health status of their
relative. Family members have often experienced pain and adversity in their own history,
which influences how family dynamics develop. Therefore, family caregivers often need
individual interventions and emotional support themselves. Personal behavioural patterns
are diﬃcult topics to discuss, but support cannot easily be provided without looking at the
family as a whole. In fact, as one MHP says:
‘Clients and their families need psycho-education, but when it is done as it is usually
executed, by giving information about statistics and symptoms, it is a waste of time. It
only helps to look at what is happening in the family dynamics, and what they need
to understand their situation in a helpful way. Sometimes this means you first need to
conceptualize what is happening as a normal illness, before moving on to a diathesisstress model where families can reflect on their own role. Especially when families are
holding on to finding quick healing through faith healers, you first need to talk to them
about alternative ways of looking at the situation and their role. It takes a lot of time and
diligence’.
Although each story is unique, we find some common features among families in their
caregiving needs. These are depicted in Table 6.4.
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Table 6.4

Caregivers’ Support Needs

Phase of caregiving

Commonly found needs in caregivers

1. Manifestation of symptoms

• Finding a cause for the situation (often sought in religious context)
• Needing more information about the illness and prospects of recovery

2. Seeking help

• Finding a ‘quick fix’ or way to heal the situation
• Finding ways to give responsibility to an external institution
• Finding socioeconomic support (e.g. to compensate for loss of income,
parental role, etc.)
• Receiving financial and medical support

3. Helplessness and attribution

•
•
•
•

4. Relative control and insight

• More insights into possible alternatives to solve small day-to-day
problems
• Finding ways to better live together in the current situation
• Need to focus on themselves again, besides being a caregiver
• Need to rebuild a life for themselves

5. Loss and worries

• Need to talk to others in a similar situation
• Need to mourn lost childhoods, lost opportunities (such as education or
career, married life)
• Continued need for practical support such as economic and
psychological

6. Finding meaning

• Need to share new insights with others
• Need to find ways to continue care after the death of the primary
caregiver

3.3

To be attended by listening and given emotional support
Positive feedback and reframing
Rejuvenating positivity
Finding more sustainable, explanatory models that match the situation
of mental illness
• Need to overcome ‘learned personal and universal helplessness’

Suggested and currently practised support strategies by phase

To understand the support structures ideally provided to family caregivers at various
stages, we first look again at the qualitative data to understand the complex combination
of psychotherapeutic, medical, social, economic and legal support that is required to
help caregivers in their role. The previous section shed light on caregivers’ needs, and this
section describes the strategies that mental health professionals use to meet these needs
eﬀectively, as well as what might still be missing. In the first two phases, MHPs agreed that
it is important to provide psycho-education to families in a way that meets their needs.
This is when information about symptoms of mental illness, availability of treatment centres
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and side-eﬀects of medicines is shared. Similarly, plans are devised on how to obtain
access to continuous care and counselling sessions. NALAM workers emphasize the need
for psychosocial support (to complement faith healing, in cases where families also have
recourse to it).
For people who were homeless, were admitted at the ECRC and are then prepared to return
to their families, many adjustment issues arise. Both families and patients often require
monthly counselling sessions, with the aim of optimizing reintegration. Issues addressed
include stigma in the society and within the family (see Box 6.2). In such situations, MHPs
need to oﬀer a positive, patient and creative approach to maintain hope of recovery in the
family. This is vital, as one MHP expressed:
‘Family caregivers are an incredibly important stakeholder in the caregiving of patients. In
the end, it is the most natural place for people to be. So, we will have to keep making that
eﬀort’.
Box 6.2

Mrs R, aged 48

Mrs. R was diagnosed with paranoid schizophrenia and has many delusions about being
married to a film celebrity. She was hospitalized at the ECRC of The Banyan and, when
she was more stable, was reunited with her family. The reintegration was troublesome
for a long time, because her mother and her brother were initially very resistant to her
return. They were ashamed by her behaviour and perceived it as damaging their family’s
reputation. In addition, Mrs R refused to work, because she believed she was rich, which
intensified the family’s animosity towards her. The Banyan designed family interventions
during monthly meetings and in phone conversations to help the family to better
understand their daughter’s symptoms. In order to show the family how well she was
doing in The Banyan, where she was supported properly, the MHP showed them a video
of her working at the ECRC. The video included positive testimonials by other patients
and staﬀ, which helped the family to feel less helpless and more positive about their ill
family member.

The importance of counselling for families who are ready to take on more responsibility in
caring for their mentally ill family member (often starting from phase 3, with acceptance of
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the illness, overcoming helplessness, and then increased control in phase 4), is also depicted
in the story of another woman with mental illness and her family (see Box 6.3). Here again,
the creative, patient and empathic approach required in counselling families shines through,
as well as the ability to time various types of support appropriately. In the case described
in Box 6.3, the mother was raised by very authoritarian parents, and was married to a man
whom she disliked. She had a hard life, and was therefore very critical of her daughter. The
MHP said about this:
‘Softening’ in attitude is very important, so that parents can move forward in a more
positive manner’.

Box 6.3

Mrs D, aged 55

Mrs D is the mother of Yazhini, who is 32. Yazhini was diagnosed with paranoid schizophrenia.
Mrs D was open to having her daughter reunited with the family, but she was initially
very resistant to understanding her own role in her daughter’s recovery. She could not
understand her daughter’s slow progress and during counselling sessions accused her of
procrastination. The mother referred to her daughter in negative terms, both during the
sessions and to her daughter directly, which distressed Yazhini. During initial sessions, Mrs
D. was very irritated with the MHP, saying: ‘Who are you to give me advice? I curse you and
your family!’ The MHP gauged that it was important for the mother to understand that
her negative attitude could contribute to her daughter’s slow progress, so she included
role play in the sessions. The mother would play the daughter, and the MHP would take
on the role of a mother. When the MHP played the role of a mother who is rejecting her
daughter, Mrs D said: ‘This mother should not exist. She should be more considerate!’ This
provided an opportunity to reflect on her own patterns of communication.
In later sessions, the MHP included Yazhini in the role-play sessions. During one session,
she told her mother: ‘But mummy, I only have you’, after which the mother’s attitude
towards her daughter softened and their relationship improved.
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The support structures currently in place at The Banyan are depicted in Table 6.5.
Table 6.5

Needs and strategies at each caregiving phase

Phase of
caregiving

Commonly found needs in caregivers

1. Manifestation
of symptoms

• Finding a cause for the situation (often • Empathetic listening
sought in religious context).
• Unconditional attitude towards redundant
• Psycho-education
complex problems within the socio-cultural
context
• Providing information about symptoms of mental
illness, information, on the availability of other
treatment choices and centres, availability and
side-eﬀects of medicines
• Stimulating and enhancing holistic
understanding of the ‘illness’

2. Seeking help

• Finding a ‘quick fix’ or way to heal the
situation
• Finding ways to give responsibility to
an external institution
• Finding social-economic support (e.g.
to compensate for loss of income,
parental role, etc.)
• Receiving financial and medical
support

• To be attended by listening and to be
3. Helplessness
and attribution
given emotional support
• Positive feedback and reframing
• Rejuvenating positivity
• Finding more sustainable, explanatory
models that match the situation of
mental illness
• Need to surpass ‘learned personal and
universal helplessness[3]’

Support structures offered by The Banyan

•
•
•
•

Being available whenever there is a crisis
Oﬀer relevant skill-development training
Help making plans for continued (medical) care
Help in access to financial allowances for
marginalized families
• Create more awareness of potential stigmatizing
practices of extended family and society and
strategies to generate coping mechanisms
• Formulate plans for continued psychosocial care
• Helping families to reframe their expectations
• Acknowledge their state of helplessness and
understand the diﬀerent styles of attribution
• Reassurance and positive feedback on the
competence of caregivers
• Capacity-building sessions of caregivers
• Intense dialoguing with caregivers to enhance
their ability to face challenges

4. Relative control • More insights into possible alternatives • Assist the caregiver to enable the relative to
and insight
to solve small everyday problems
improve skills of emotional regulation and
• Finding ways to better live together in
decision-making
the current situation
• Share strategies to
• Need to focus on themselves again,
• assist the relative in recovery (MHP’s discuss
besides being a caregiver
strategies with caregivers at clinics and during home
• Need to rebuild a life for themselves
visits)
• Brainstorm on strategies to relieve caregiver’s
burden (hobbies, time out, etc.)
• Facilitate local peer groups

• Need to surpass ‘learned personal and universal helplessness’
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Phase of
caregiving

Commonly found needs in caregivers

Support structures offered by The Banyan

5. Loss and
worries

• Need to talk to others in a similar
situation
• Need to mourn lost childhoods, lost
opportunities (such as e.g. education
or career, married life)
• Continued need for practical support

• Facilitate local peer groups
• Stimulate meaningful relationships between
family members
• Channel loss into a productive situation through
skill-building or oﬀering support to re-initiate lost
opportunities such as employment, educational
support etc.
• Discussions with caregivers by community-based
workers and mental health professionals on
options for long-term care in their absence
• Oﬀer capacity-building sessions to caregivers
towards self-eﬃcacy

6. Finding
meaning

• Need to share new insights with others • Long-term care options
• Need to find ways to continue care
• Facilitate local peer groups
after one’s own death

Peer-support groups can be an important support structure for caregivers in the later stages
(phases 4, 5 and 6). People in the later phases have a greater need to share their lessons with
others, which can be met through peer groups. Weekly discussions in peer-support groups
include a range of topics, including sexuality in ill relatives, stigma, arranging extra funds,
mourning loss, starting enterprises, etc.

3.4

Support as explained and emphasized by caregivers

Finally, the importance of particular support structures in general and as emphasized by
caregivers was understood by analysing survey data (prioritization of support structures),
and later on in the FGDs and interviews (particularly reflecting on the required strategies
for each phase). The most prominent findings from mixed-methods analysis are described
below.
1. Visiting places of worship and entertainment
Given that religion is an important source of strength for caregivers, being able to go to a
place of worship can be a powerful support structure, as requested by 98.3% of caregivers. In
phase 3, due to the state of helplessness, there was a need to vent by visiting religious places.
Barriers to visiting a place of worship are financial constraints and being unable to leave the
relative alone at home; 76.9% of caregivers indicated that a ‘buddy system’ would be helpful,
as would organizing joint outings of peer-support groups. Similarly, requests for recreation
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for the caregiver and relative (70.9%) indicate the need for joyful activities, as well getting
outside the home, often small and congested. In phase 5, the need for entertainment and
recreation was expressed due to feeling house-bound.
2. Alternative arrangements for respite and long-term care
Many caregivers spend most of their time with the relative. In phases 4 and 5, caregivers
expressed a need for temporary respite care, either with family members (58.1%) or at an
institution (29.1%). In phase 5, caregivers raised long-term care in their absence (‘who after
me’) as an important issue since aﬀordable quality long-term care facilities are very scarce
in India. Hence, assistance to plan for the future (financially and to identify those who can
provide long-term support) (91.5%) or long-term care facilities for the relative (90.6%) were
frequently requested.
3. Financial, employment and government assistance
Caregivers emphasized that free or aﬀordable general health services for all members of the
family (87.2%), financial support (87%), being a member of a micro-finance self-help group
(76.1%), facilitation of government entitlements (68.6%), housing support (67%), access
to loans with reasonable interest rates (65%), free products provided by the government
(kitchen appliances, TV, groceries) (61.5%) and employment facilitation (for salaried jobs or
self-employment, both for the relative (59.8%), and for the caregiver (60.7%) are important
from the first phase onwards. Many caregivers preferred home-based work to salaried jobs
or starting a business for the relative.
Financial strain on the family is experienced from the manifestation of illness onwards, due
to the loss of employment of the relative or the caregiver, the need for the caregiver to spend
time with the relative, and the cost of treatment. While most government services (and some
non-profit services) are free, seeking treatment involves transport and medical costs as well
as forgone wages. Going to faith-based healing centres is often very expensive and can
require long periods of stay. In phases 3 to 6, financial support and employment facilitation
continued to be important.
4. Peer and social support
Caregivers indicated the need for support structures that increase social interaction beyond
family members, such as a peer-support group (69.2%), more visitors (65%), and more
home visits (53%) from representatives of the organization. A husband shared how social
interaction helps:
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‘We get mental relief and peace when we come out of the house and speak to people.’
(CG 14, husband, aged 63)
Relatives were mentioned as useful sources of support, but some caregivers shared that they
did not expect much financial or emotional help from them:
‘Expecting help from relatives is foolishness. Some people might oﬀer help financially but
nobody will give the moral support that I need.’ (CG 10, daughter, aged 25 )
‘My relatives … taunted me for looking after my wife. [They said:] “What good is it for you
to have a wife like her.” They kept saying that, so I completely stopped seeing my relatives.’
(CG 4, husband, aged 57)
5. Increasing awareness
Community awareness about mental health issues was considered important in the early
phases (1 and 2), in order to create an environment where there is no need for secrecy about
mental illness, and stigma, social exclusion and abuse are reduced. In addition, caregivers seek
to avoid the breakdown of meaningful relationships with friends and families, especially in
phase 5. Helping others in the community (82.1%), being part of an advocacy group (82.1%)
and peer support (69.2%) were identified as priorities. Generating awareness, helping others
and being part of an advocacy group are deemed important mostly in phase 6, while peer
support was requested in phases 4 to 6, when the volatility and uncertainty of the first three
phases have stabilized.
6. Mental health education and information
Among caregivers, 51.3% indicated requiring more information about the nature and
symptoms of mental illness. In the first three phases, caregivers primarily require information
about mental illness, as well as about available treatment centres, medication and sideeﬀects. In stages 4 and 6, caregivers need education about strategies to facilitate the relative’s
recovery (including employment and independence).
Given that caregivers were unable to seek help or information from relatives or community
members, due to stigma and lack of awareness, they experienced loneliness, mostly in the
first three phases. Caregivers expressed the need for informed local persons who could
be consulted about the symptoms, and who could refer the family to a suitable place of
treatment.
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7. Treatment and care
Caregivers expressed the need to be treated with dignity while seeking treatment, as well
as wishing to be involved in the treatment process. ‘Being spoken to with love’ (
in Tamil) or ‘be spoken to politely’ contribute to the perception of being
treated with dignity. Reassuring caregivers during crises and stressing that mental health
professionals and community workers are available for help, as well as appreciating and
recognizing the caregivers’ eﬀorts, can help in ensuring that the caregivers’ dignity is
maintained. A husband shared how dignity influenced his experience:
‘The services from The Banyan are very helpful. I don’t know how to read and write, (…)
and at The Banyan they clearly write the prescriptions and give us the medicines sorted
out already. And unlike at the government hospital, they don’t confuse us with which
room to go to. They treat everyone with love and kindness, like relatives and friends.’
(CG 21, husband, aged 70)
8. Counselling and other mental health services for the caregiver
Among caregivers, 68.4% said that focused attention and therapeutic interventions to
address their experiences and distress are required in all phases, and 72.6% also identified
learning about breathing and relaxation techniques as a helpful strategy. Support is especially
needed during the first two phases of the illness, when caregivers experience uncertainty,
confusion, loneliness and denial. In the third phase, caregivers require assistance to deal
with feelings of helplessness and with addressing the irrational attributions of the cause
of mental illness, which may hinder acceptance. Similarly, in the fifth phase, caregivers are
helped when their sense of loss is acknowledged and with strategies on how to deal with
loss and regain hope. Lastly, addressing suicidal ideations in all phases is vital.

DISCUSSION
While support structures for caregivers of people with mental illness are described in the
literature (Akbari, 2018; Walke, 2018; Worall, 2018; Purba 2017; Bhandari, 2015; Jeon, 2005)
this study adds to the current body of knowledge by recognizing the strengths of caregivers,
their evolving needs and strategies for support structures in a low-income setting. We
recognize the complexities and ambiguity of the burden on caregivers and the various
aspects of life that are aﬀected.
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Caregivers’ strengths were identified as being connected to religion and having a relationship
with God; personal strength and character; and values of continued care for the person
with mental illness instilled by the parents of the current caregivers. These strengths are
also reflected in other studies (e.g. Pearce, 2005; Banjeree & Dixit, 2012; Mehrota & Sukumar,
2007; Walke, Chandresekaran & Mayya, 2018), but this study emphasized how these sources
of strength played a distinct role in relieving the subjective burden of caregivers through
the positive self-appraisal of their role. We would add to this that these sources of strength
show up diﬀerently throughout the caregiving process. While in the first phase, spirituality is
mainly sought as potential explanatory model for the mental illness of a family member (and
so causes ambiguity and confusion when these explanations do not fit the concrete reality
of the disease), during the third phase caregivers start to rely on their faith for strength to
continue giving care. It is important for mental health professionals to be able to make such
distinctions in order to know how to complement these strengths eﬀectively, rather than
negate them. While other studies (e.g. Grover et al., 2015), emphasize the need for clinicians
to systematically assess and support the wide range of coping mechanisms caregivers
employ, this study thus provides more insight into the variety of strengths used over time.
This study also brought to the fore the variety of needs that are experienced by caregivers as
part of their trajectory of caregiving. While every family is unique, and the caregiving process
is far from linear (see Dijkxhoorn et al., 2018), families generally feel a strong need to find
a quick solution for the situation in the first and second phase. This is when mental health
professionals should be present to provide psycho-education (when the caregiver is ready),
listen emphatically, and slowly help the caregiver to reach more long-term understanding.
While this is somewhat similar to the phases described in the ‘timing it right’ model by
(Cameron et al., 2008), the specific context of mental illness in an Indian social-cultural
context requires more sensitivity from clinicians to work with the explanatory models that
are most comfortable for families. In the first stages, it is not advisable to employ a strictly
psycho-medical model, which will alienate the family from the mental health system, but
to be able to oﬀer diﬀerent frames as complementary. Other studies confirm the benefits
of such integration, such as cultural acceptability, increased accessibility, less stigma, and
better use of services by patients and their families (e.g. Gurejee, Nortje & Makanjuola et al.,
2015).
This study furthermore found that the third stage of helplessness, though intuitively this
phase seems most dysfunctional, is a good starting point for a better therapeutic relationship
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between caregivers and professionals. At this stage, there is a need for psychosocial support
to the family, and strategies to relieve their subjective burden. The mental framework of
families in the third stage is of universal helplessness (nothing works) or personal helplessness
(I cannot make it work). It is at this stage that caregivers are more likely to abandon their
role, either actively or passively (Contador et al., 2012). It was deemed important for mental
health professionals to be receptive to the caregiver’s need for listening, reassurance,
positive appraisal, and perhaps more personal counselling to increase their well-being. In
the third stage, there is little scope for practical solutions, which becomes more sensible
when caregivers feel more confident again and have moved into the fourth or fifth stage.
Again, while this is also described in the preparation phase of the ‘timing it right’ model
(Cameron et al., 2007), the needs for psychosocial support were much more emphasized,
and the strategies employed by The Banyan are more focused on increasing the caregivers’
personal and subjective well-being. It is important to highlight here that a positive attitude
is not reinforced by negating the pain or suﬀering of caregivers, but, on the contrary, by
showing compassion and oﬀering encouragement for what is still going well. As stated by
Fernandez-Calvo, Castillo, Campos et al. (2016):
’the intention is to care for the caregiver by increasing his or her subjective wellbeing’.
Finally, this article displays how mental health strategies can reinforce the more problemsolving and meaning-focused coping that become more actively accessible to caregivers in
the last two stages, by giving more support to the positive beliefs and existential goals that
motivate and sustain their role. This is the time where many practical support strategies can be
oﬀered to relieve caregivers of their objective burden, including help with obtaining financial
support, employment, marriage consulting, etc. The role of mental health professionals from
various disciplines in the Indian context is experienced as being more versatile. This is also
described in van Ginneken et al. (2017), which addresses the multifaceted nature of mental
health-care provision in India and other LMICs. Within a country as complex as India, it is
unlikely that more specific roles for mental health workers will work at present, and there are
various studies that emphasize the need to expand the roles of both professional and layworkers to work eﬀectively in the face of limited resources (e.g. Kohrt et al., 2018; GOI, 2014).
However, besides relying on creative and versatile mental health workers, caregivers
also benefit from being part of peer-support groups (particularly in the last few stages),
which other studies have found improved relationships between family members and
the mental ill relative (Worrall et al., 2018; Brister, 2012; Chien, 2009; Heller, 1997). Despite
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the known benefits, peer-support initiatives are scarce in India (Hanlon, 2014) and not an
integral element of care provision. Strategies found useful in this study for peer-support
groups include organizing local meetings, which are facilitated by community workers and
caregivers themselves, discussing employment opportunities and having the chance to
share problems.

Limitations and suggestions for further research
This study was conducted with caregivers who already receive psychiatric treatment and
other support at The Banyan’s free clinics. Hence, the support structures identified often
exclude basic requirements of psychiatric treatment and the results may not be generalized
to populations who have no access to any services, or who have ceased to provide care for
their relative. Possible further research includes evaluating the reduction of the burden on
caregivers through the suggested support structures, such as local peer-support groups and
facilitation of social entitlements, as well as developing and evaluating an assessment tool
for caregivers’ needs in the phases framework.

CONCLUSION
The needs of caregivers of those with mental illness are often not recognized or addressed
in low-income settings, due to the lack of human and financial resources. At the same time,
particularly in such settings, people with mental illness depend heavily on their family
members (caregivers). It is suggested that support structures should reflect these needs
by addressing various domains of caregiving (financial, social, psychological, spiritual and
related to long-term care), as well as considering the phases of caregiving experienced at
the time and oﬀering support from the first phase onwards. In addition, designing support
structures in order to build upon the strengths and positive experiences of caregivers and
strengthen family support is vital in a low-income setting. Locally trained community-based
lay-workers could facilitate this support, in addition to that provided by mental health
professionals.
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Part 2
Community-based strategies to improve
access to support structures

Chapter 7
Understanding the complexities of
accessing social protection by persons
with mental illness and their families
in Tamil Nadu, India

ABSTRACT
Social protection is vital for people with mental illness and for their family. This article
reports on a study that examined the relevance of and barriers to access to social protection
schemes in the Indian state of Tamil Nadu through a survey, interviews and focus group
discussions. The relevance of social protection programmes is described along the two axes
of protection and promotion and mainstream and disability-targeted measures. Although
all types of scheme were deemed important, social protection measures in the protective
and mainstream quadrant were considered the most important. Barriers are described in five
domains: Low awareness of disability-related schemes, low acceptance of mental illness as
a disability, complicated and resource-intensive application procedures, and the low priority
of mental health-related social protection in budgets and advocacy. We recommend twintracking social protection schemes to address both immediate poverty and the long-term
improvement of socio-economic status.
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1

INTRODUCTION

Mental disorders occur regardless of a person’s sex, age and socio-economic background,
but the risk is higher among the poor, homeless, unemployed, and persons with little formal
education (WHO 2014). In addition, severe mental health issues often create barriers that
prevent people from fully participating in their community. The inability to work and earn a
living, in addition to the cost of treatment, aﬀects the family’s economic status (Mitra et al
2017). Most countries have disability-related social protection measures in place, designed
to relieve the resulting economic hardship, and yet have seen major barriers to access these
measures, particularly in low- and middle-income countries (LMICs) (Banks et al., 2017, Ulrichs
2016). In the following paragraphs, we will outline the key principles of social protection for
persons with disabilities, including a classification of the types of social protection schemes,
and the main barriers to access.

1.1

Social protection for persons with disabilities

On an average, persons with some kind of disability comprise 10–15% of the population,
and are among the poorest and most economically disadvantaged groups in society (World
Health Organisation and World Bank 2011). Given the multi-dimensional nature of poverty,
persons with disabilities often rely on social protection (Devandas Aguilar 2017, Mitra
and Vick 2013, Devereux and Sabates-Wheeler 2004). Although the relationship between
poverty and disability is not definitively established in the literature (Banks et al., 2017, Banks
and Polack 2014, Braithwaite and Mont 2008), primarily owing to lack of available data
and dedicated research (Groce et al., 2011), anecdotal evidence supports the idea of a bidirectional relationship between poverty and disability (Groce et al., 2011, Mitra 2005). This
highlights the importance of an intersectional approach to social protection for persons with
disabilities (Schneider et al., 2016), which aims to implement targeted disability programs
and mainstreaming eﬀorts simultaneously (Graham et al., 2013, Lord et al., 2010, Mwendwa
et al., 2009).
A multi-country review of household data showed that persons with disabilities and their
families are more likely to experience multidimensional poverty in LMICs (Mitra et al., 2011).
Disability can influence a family’s learning capacities, as well as the direct and indirect costs
incurred. Disability can also result in loss of employment for both the person with a disability
(due to lack of transport, lack of re-training facilities, or workplace accommodations) and
their family members (due to time spent in caregiving activities) (Grosh et al., 2008). The few
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studies on the economic impact of disability on families (Banks & Pollack 2014, Braithwaite
and Mont 2008), focus mainly on income levels (Mitra 2006), and empirical data on the
relation between poverty and mental illness are equally scarce, although studies have
indicated increased financial burden for families who have a relative with mental illness in
LMIC contexts (Addo et al., 2018, Chavan et al., 2018, Dijkxhoorn et al., 2018).
In India, where the current study took place, the Persons with Disabilities (PwD) Act 1995 was
replaced by the 2016 Rights of Persons with Disabilities Act (RPWDA). The latter, based on
the United Nations Convention for the Rights of Persons with Disabilities Act (UNCRPD) 2016,
covers a wide range of topics related to the rights of persons with disabilities, and explicitly
includes persons with mental illness. The Act addresses issues such as social inclusion, legal
capacity, inclusive education, social security, health care, insurance schemes, rehabilitation,
employment and registration of institutions.
Despite progressive policy frameworks in mental health and disability policy and legislation
in India, limited evidence shows that implementation and enforcement have proven diﬃcult
(World Bank 2007, Mander 2008). For instance, both the PWD Act 1995 and the RPWD Act
2016 allow for individual states to provide social security within the limits of their economic
capacity and development. This has led to unequal provisions of benefits across the country.
In addition, determination of the percentages of disability certification and exclusion of
certain mental health diagnoses remain problematic (Math and Nirmala 2011). A study
conducted by the World Bank (2007) showed that 32% of people with disabilities in Tamilnadu
were unaware of the disability certification, while another shows that people with mental
illness rated the need for welfare benefits above access to treatment or information about
mental health (Kulhara et al., 2010). Similarly, another study highlighted that employment
and marriage were of greater concern than medical rehabilitation (Lang 2001). These studies
notwithstanding, there is a dearth of empirical data on barriers to accessing social protection
among people with disabilities, including mental illness. A comprehensive understanding of
the macro- and micro-level factors that hinder access is required in order to make changes
in the implementation of social protection measures.

1.2

Principles of social protection for persons with disabilities

An important debate related to social protection and disability is whether benefits should
be mainstreamed or aimed specifically at disabilities, i.e. whether persons with disabilities
should be considered like other groups at risk of poverty and receive the same types of
benefits, or whether there should be separate benefits for persons with disabilities.
155

7

Proponents of targeting argue that additional social safety nets are required for persons
with disability, since they have greater economic disadvantages than other disadvantaged
groups, which can lead to increased inequality between persons with disabilities and those
without (Mitra 2005). A person with a disability may require a larger basket of primary goods
and still have less chance to pursue their objectives than a person without disability (Mitra
2006).
The disability-targeted approach also has disadvantages, for example that disability
assessments are often very subjective, especially for invisible disabilities such as mental
illness. There are more chances of errors in inclusion (providing benefits to people who are
not disabled) and exclusion (excluding people with disabilities from receiving benefits).
These schemes are often subject to fraud, and face challenges of determining income in
means-tested programmes (Schneider et al., 2011, Mitra 2005). Lastly, it could be argued that
disability-targeted programs have the potential to hamper progress towards mainstreaming
(Bruijn et al., 2012).
On the other hand, in mainstreaming approaches, disability is considered as one of
the factors contributing to vulnerability and poverty (along with gender, caste, age etc.)
(Schneider et al., 2011). A central premise of mainstreaming is to remove or reduce barriers
that prevent people with disabilities from participating in society, and thereby increasing
their inclusion (WHO 2011). Barriers can be reduced by adaptations to the built environment,
inclusive education, rehabilitation and vocational training services, and the enactment and
enforcement of disability-related legislation (Rohwerder 2014).
To address the potential tensions between these approaches (Palmer 2013), twin-tracking
has been proposed as a means to implement targeted disability programmes and
mainstreaming eﬀorts simultaneously (Lord et al., 2010, Mwendwa et al., 2009, Graham et al.,
2013). This recognises the practical reality in which the goal of mainstreaming has not yet
been reached, and in which disability-targeted programmes are required in order to address
poverty among people with disabilities.
Similarly, social protection measures at the protective side of the protection-promotion axis
are aimed at providing relief from deprivation, and are often for the ‘chronically poor’ or
targeted groups, such as persons with disability, single parents, and the elderly (Devereux and
Sabates- Wheeler 2004). Promotional measures aim to enhance opportunities and income
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through livelihood-enhancing programmes, such as vocational training, microfinance and
school feeding.

1.3

Barriers to social protection access for persons with disabilities

Following our discussion of diﬀerent types of social protection for persons with disabilities,
we now turn to frameworks that examine the types of barriers to access these measures
in LMICs. Gooding and Marriot (2009) developed an overview of the practical barriers
facing persons with disabilities in accessing cash-transfer schemes, which resulted in the
identification of five categories:
– Low funding levels for providing social protection measures
– Complex and unaccountable administrative systems
– Requirement of ID documents
– Complicated procedures
– Corruption
– Physically inaccessible or unavailable services
– Limited awareness
– Conditions attached to cash transfers
In addition, there can be significant administrative diﬃculties in accurately measuring
income, maintaining up-to-date information systems, and selecting the poorest amid
widespread poverty (Gooding and Marriot 2009, Grosh 2008). As an example, Carswell et
al., (2019) illustrated the realities of time spent in application procedures and waiting for
meetings with oﬃcials and confirmation of the receipt of benefits.
In order to analyse the diﬀerent types of barriers in accessing social protection measures
we use an adapted version of the access to health care model (Levesque et al., 2013), which
considers both supply (government agencies and agents) and demand (people with mental
illness and their families) barriers to access to health care in five domains:
– Approachability (supply) and ability to perceive (demand)
– Acceptability (supply) and ability to seek (demand)
– Availability (supply) and accommodation and ability to reach (demand)
– Aﬀordability (supply) and ability to pay (demand)
– Appropriateness (supply) and ability to engage (demand)
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We also examine whether the social protection measures and perceived barriers to access
diﬀer for mainstream and disability-targeted measures and for protection and promotional
measures.

2
2.1

METHODS
Study Design

A sequential mixed methodology (Padgett 2012) was employed in the study, including
a survey to understand the barriers to access experienced by a large group of people. In
addition, focus group discussions (FGDs) and semi-structured interviews were conducted to
obtain an in-depth understanding of these barriers.

Survey
The principal researchers designed the study, which included general and disability-specific
social protection measures relevant to persons with mental illness, and aimed to understand
their awareness of, access to, barriers to and relevance of social entitlements. The survey was
member-checked by 10 mental health professionals employed at The Banyan.7 Clustered
sampling (95% confidence level, confidence interval of 5) was chosen to sample respondents
from three clinic locations of The Banyan (urban, rural and aftercare8). The survey was
conducted between January and March 2016. The sample was selected randomly among
caregivers and users at the clinic, requesting every second person to participate. The survey
was administered to users, caregivers, or both together, depending on who attended the
clinic. The demographics of the participants are detailed in Tables 7.2 and 7.3 in section 3.

Focus Group Discussions
Following the survey, the results were discussed in four FGDs with users and caregivers at
the Banyan clinics, to gain a deeper understanding of barriers and requirements for social
entitlements in relation to mental ill health. Users and caregivers who attended the clinic
were requested to participate in the FGDs. They are not the same as the survey participants.



The Banyan, an NGO in Tamilnadu state of India oﬀers Mental Health care.

After care clinics are accessed by women who were previously homeless and subsequently housed at the emergency care and recovery centre of The Banyan. After returning to their families, they attend the monthly clinic for
psychiatric care.

8
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Semi-structured interviews
Semi-structured interviews were conducted with mental health professionals and NALAM
mobilisers in order to gain their perspective on barriers to social protection, in view of their
work experience with a large number of users and caregivers. The authors interviewed 10
Mental Health professionals and 14 Nalam mobilisers.

2.2 Data Analysis
Descriptive statistics were used to understand the basic background demographics of the
population interviewed. Either means and standard deviation, or median and inter-quartile
range were obtained based on the normality of the continuous variables. The normality of
the continuous variables was determined using Q-Q plots and histograms. Cross-tabulation
was performed on nominal variables to obtain proportions (percentages). Further analysis,
using a simple cross-tabulation, was run to compare awareness of the benefits between
those using The Banyan services in the rural and urban centres. Barriers to access for those
who had not taken advantage of benefits at the time of the interview were also identified
using cross-tabs. The perceived relevance of the social protection measures was obtained
using a likert scale (1=Not at all relevant, 2=Somewhat relevant, 3=Relevant, 4=Very relevant,
5=Extremely relevant). The average response for perceived relevance was determined for all
the social entitlements.
All interviews and FGDs were recorded and professionally transcribed; and translated
from Tamil to English as necessary, following which data was coded and a codebook was
developed. Thematic analysis was conducted in order to identify common themes (Gray
2018) for the needs and barriers to social protection, which were then examined further in
order to describe the categories of barriers and explanations for the findings from the survey.
Quantitative data were analysed with SPSS 22 and qualitative data with Dedoose software.

2.3

Ethics

Permission to conduct the study was obtained from the institutional review board of The
Banyan (EEC-2015-3). Written consent (the consent form was translated into Tamil) was
obtained from all participants before commencing data collection. Non-literate participants
gave verbal consent with a witness’ signature. Data was anonymised and kept in locked
storage.
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3

RESULTS

Study participants
The tables below outline the characteristics of the participants in this study.

Table 7.1

Participants in the survey and FGDs.

Survey
• Users
• Caregivers
• User and Caregiver
Total
Focus Group Discussions
• Users
• Caregivers

Table 7.2

Urban

Rural

Aftercare

Total

17
48
42
107

21
49
15
85

7
4
6
17

45
101
63
209

10
14
24

0
9
9

0
12
12

10
35
45

Characteristics of participants.

Characteristics

Mean

SD

Age of service user

42

13

Age of caregiver

50

17

Median

IQR

Duration of illlness (in years)

9

12

Number of people in the family

4

2

Number of adult women

2

2

Number of adult men

2

1

Number of male children

1

2

Number of female children

0

1

Number of elderly persons

0

1

Number of earning members

1

1

Combined monthly family income(INR) (approximate amount in USD)

10000 (142)

9000 (128)

Monthly expenditure of the family (INR) (approximate amount in USD)

5000 (71)

8000 (114)
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N

%

Sex of respondent
• Male
• Female

209
66
143

31.7
68.3

Marital status of respondent
• Single
• Married
• Widowed
• Divorced
• Separated

209
64
97
29
2
17

30.6
46.4
13.8
1.0
8.2

Education of service user
• No Education
• Up to class 5
• Up to class 8
• Up to class 10
• Up to class 12
• Higher Education

209
44
46
38
41
21
19

20.7
22.2
18.2
19.7
10.1
9.1

Diagnosis of service user
• Schizophrenia
• Bipolar Disorder
• Depression
• Intellectual Disability with Psychosis
• Psychosis NOS
• Anxiety
• OCD
• Other

29
8
36
3
15
5
3
34

21.8
6.0
27.1
2.3
11.3
3.8
2.3
25.7

Caregiver with disability
• None
• Poor vision
• Hearing impairment
• Loco-motor disability
• Leprosy-cured
• Other

90
16
2
2
1
3

78.9
14.0
1.8
1.8
0.9
2.7

Combined family income per month
• Greater than 10,000
• Less than 10,000

54
151

26.3
71.6

7

All families included in the study were from low socio-economic backgrounds, and often
had poor literacy and income levels. Around 20% of caregivers had received no formal
education and 22% had only primary schooling. Around 70% of families had a combined
monthly income of INR 10,000 (approx. USD 144) or less.
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Types of social protection measures
This study includes diﬀerent types of citizenship, mainstream, and disability-related social
protection measures available to people in Tamilnadu. They are explained in Figure 7.1, and
classified along the two axes (disability-mainstream and protective-promotive).

Figure 7.1 Citizenship and social protection measures in Tamilnadu.

3.1

Barriers to accessing social protection measures

We will now examine the barriers to social protection and place them in the access framework,
followed by the results on the need for diﬀerent types for social protection measures that
were identified by users, caregivers, NALAM mobilisers and mental health professionals.
Each measure is placed along the disability-mainstream and protective-promotive axis in
Table 7.3, in order of respondent’s perceived relevance. In addition, Table 7.3 shows how far
respondents were aware of the measures and the extent to which they accessed them. For
those that respondents did not access a given measure, the two main reasons are indicated.
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3.2

Disability aids &
appliance

Relevance

3.5

45

3

Not necessary

16.1

84.4 Lack of
Knowledge

9.6

Not Necessary 19.9

66

52.6 13.9 Lack of Knowledge

Awareness %

Public transport

Access %
50.8 Not eligible

%

Not necessary 12

2nd barrier

Lack of Knowledge 61.4 Not Necessary 30

44.5 1.9

Marriage
Assistance

3.5

62.7 12.4 Lack of Knowledge 85

Educational 3.4
Support

Relevance

57.4 14.4 Lack of Knowledge

%

67.8 Not necessary 19.5

Lack of Knowledge

53.6 9.6

If not, why?
1st barrier

63.5 Not necessary 35.3

Lack of Knowledge

45.5 7.6

Awareness %

3.7

3.6

35.3 Housing

%

2.8

29.4 Legal aid

%

55.6 Not necessary 16.1

2nd barrier

58.4 23.4 Lack of Knowledge

Disability targeted – Promotive

3.5

18.6 MNREGA

%

66.7 Not necessary 12.4

If not, why?
1st barrier

58.4 32.1 Lack of Knowledge

Access %

Disability
allowance

2 barrier

3.8

Widow Pension

%

36.4 Not eligible

Lack of Knowledge

68.4 6.7

3.9

Old age pension

If not, why?
1st barrier

35.9 Not eligible

77.5 12.4 Lack of Knowledge

4

nd

51.2 Lack of
Documents

75.1 Lack of Knowledge

89

Relevance

Free Products

3.6

Relevance

27.3 Medical
Insurance

%

Mainstreaming – Promotive
Awareness %

Disability targeted – Protective

47.7 Lack of
Documents

2 barrier

84.2 71.3 Lack of Knowledge

%

Awareness %

4.1

Access %

Free Rations

If not, why?
1st barrier
nd

Barriers to access and relevance of social protection measures

Mainstreaming – Protective

Table 7.3

Access %

7
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Administrative
Access %

2nd barrier

%

Lack of Documents & Knowledge

26.67

Awareness %

%

Relevance

If not, why?
1st barrier

Ration card

4.3

98.1 91.4 Cumbersome process

40

Voter ID

3.9

95.7 84.2 Lack of Knowledge

31.3 Lack of Documents

25

Bank account

3.8

90.9 66

55.9 Not Necessary

20.6

Aadhar card

4

90.4 79.9 Lack of Knowledge

33.3 Cumbersome Process

28.21

Disability ID card

3.6

62.7 26.3 Lack of Knowledge

53.8 Not Necessary

18.9

Lack of Knowledge

To illustrate the precarious situation facing families when trying to access social protection,
we present the case study of Fatima.

Fatima (a pseudonym) is 30 years old, separated, and from a disadvantaged Muslim
community. She was diagnosed with intellectual disability with psychosis and lives with
her mother and brother. The brother does not support them financially. Fatima’s mother
works as a housemaid. Fatima often had no money to travel to her monthly psychiatrist
appointment. Despite the great need for the disability card, allowance and transport
pass, they did not know how to apply for them and could not aﬀord photographs for the
ID. Fatima and her mother visited the Tahsildar (the local revenue oﬃcer) oﬃce to apply,
but found the oﬃcials were unresponsive and did not oﬀer appropriate guidance. The
mother said that she finds it intimidating to speak to government oﬃcials and prefers to
avoid doing so. After three visits, she decided not to pursue it any further as she worried
about losing her job. A NALAM worker was assigned to help them with every step in
the process, which was eventually successful. However, they lost the disability ID in the
course of moving house. Back at Tahsildar’s oﬃce, they were informed that the list of
people eligible for the disability allowance was being revised, because fraud had been
detected. Her name would be added only if they paid a bribe, which they were unable
to do. Eventually, they perceived the application process as too burdensome, both
financially and emotionally, to persevere with no guaranteed outcome.

164

This case study illustrates the barriers faced by Fatima and her family. They had low awareness
of the existence of schemes and their process. In addition, the application procedures were
cumbersome and she needed not only guidance, but also financial and in-person support
to be able to apply. Even though the financial need was high, she felt that accessing social
protection schemes was too diﬃcult a task to achieve. Even though people with intellectual
disability are eligible and have clear guidelines to receive the disability allowance, she still
faced practical challenges to access the scheme. If she were only diagnosed with mental
illness, barriers related to lack of clarity on eligibility and application procedures would have
been additional barriers.
In the following section, we classify and analyse the multi-faceted nature of these barriers
along the domains developed by Levesque et al. (2013), including both systemic (supply)
and individual (demand) barriers, as indicated in Figure 7.2.

7
Figure 7.2

Access to social protection schemes framework.

Below we describe each of these categories of barriers and highlight examples from our
study to illustrate their meaning in our study context.
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3.1.1

Approachability and ability to perceive

This domain relates to the extent to which people with mental illness and their families
are able to identify the existence of social protection measures and weigh their feasibility
(Levesque et al., 2013: 5).
Barriers described for this domain are low awareness on the existence of schemes, as well as
not considering mental illness as a disability.

Low awareness on the existence of schemes
A lack of awareness of welfare schemes and application procedures was observed as one
of the main barriers to accessing social protection measures. Knowledge of the existence of
certain schemes varied across the types of benefits studied. General ID cards and benefits
that are available to any person in India were generally well known (for example, the national
ID card, ration card for food provisions, the voter identity card, free food provisions and free
products), while the awareness of disability-specific benefits was much lower.
During the FGDs, caregivers revealed that awareness of disability-related benefits is very low
and the most common source of information on social protection schemes is The Banyan
outpatient clinic. The caregivers were also uncertain about what kind of benefits they could
demand from the government. This shows that the caregivers and clients have very low
awareness of their rights, policies and welfare measures.

Low awareness of mental illness as a disability
We found that awareness of the fact that mental illness is considered a disability in the Rights
of Persons with Disabilities Act of 2016 was fairly low among people with mental illness and
their families, so there was little ability to perceive applying for disability benefits. Families
did recognise the need for support but they were often unaware of the social protection
measures for people with disabilities.

3.1.2

Acceptability – ability to seek

Acceptability in this framework refers to the cultural and social factors that influence whether
people accept the nature of the service provided and whether it is considered appropriate
for a given individual to seek services (Levesque et al., 2013). We examined the cultural and
social aspects of accessibility and ability to seek social protection schemes.
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Low acceptance of mental illness as a disability
It was found that it was diﬃcult to accept the term “disability’ to describe a person with
a mental illness. Caregivers expressed concerns about being vulnerable to stigma and
prejudice when accessing disability benefits.
The word ‘disability’ ((

in Tamil) invoked stigma in the minds of caregivers. As one

mother said:
‘Some people call it a disability. But this is about our children, so we don’t think that it
should be called a disability. It makes me sad when I hear that word.’
(FGD, aftercare, CG-1)
From a practical viewpoint, some caregivers said that they considered mental illness a
disability, since it impairs functioning and requires extra support, while many caregivers felt
that since it is not a physical disability and can be cured, mental illness is not a disability.
Participants shared having heard similar views about mental illness not being a disability
from state government oﬃcials.

Low expectation of social protection
Caregivers shared diﬃculties in gauging what can be expected from social protection
schemes. Since families are unaware of the range of available benefits, they are unsure what
to advocate for. Similarly, some family members explained that they do not want to appear
‘greedy’ by consistently asking for benefits, because they did not consider disability-related
social protection schemes a right, but a favour conferred by the local leader.
‘We do not know what [benefits] to ask for from the government. Only when someone
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teaches us, will we know what to ask for. We do not want to seem greedy.’
(Caregiver, Rural Mental Health Programme FGD, CG-3)

3.1.3

Availability and Accommodation – Ability to reach

Complicated application procedures
Although low awareness is considered to be one of the most critical barriers, complicated
application procedures are another major obstacle. We identified several issues related to
complicated application procedures.
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First, families need to apply for benefits at diﬀerent departments, which are located across
the city. This makes applying for benefits a resource-intensive process, both physically and
financially. Families who live in semi-rural or rural areas and have to travel long distances,
often by foot and several buses to reach oﬃces. Some families spoke of diﬃculties in bringing
the relative with mental illness on the bus, because the person did not want to travel or
were exhibiting disturbing behaviour. Second, multiple visits to a psychiatrist are required
to receive disability certification, which contributes to the resource-intensive application
process.
The third issue relates to the application process and completing forms. We found that
various departments do not have clear guidelines or procedures for accessing these benefits.
A NALAM worker shared the problems she encounters:
‘“You have to fill in the form correctly, submit it at a specific time, and then you get redirected
from one person to another. […] One scheme is not more diﬃcult to get than the other.
They are all diﬃcult. We do not receive the benefits from [the government’s] hands easily,
we have to pry it from their hands.’ (NALAM mobiliser, 44 years old-NW1)
Families and NGO staﬀ found that obtaining general benefits and ID cards is easier than
accessing disability-specific benefits. Most families have access to ID documents, ration cards
and the rural employment programme (if eligible)9. However, certain diﬃculties remain,
especially for migrant families or marginalised groups, such as the Irulas, a scheduled tribe,
who often cannot obtain ration cards owing to the lack of domicile or land documents. This
leads to lack of access to food support, despite being ultra-poor. Ration cards can also be
hard to obtain or change when someone gets married, moves away, or divorces and returns
to their parents.
Another barrier to availability is the strict eligibility criteria. Participants said that they were
denied general or disability-specific benefits, because upon inspection, their house was
deemed too large, irrespective of their actual current income. Similarly, expectations of
family support can hinder access, since eligibility criteria exclude persons who are expected
to receive financial support. For example, elderly women who have adult sons reported that
they were denied old age or widow’s pensions on these grounds, even though their son
gives them no financial assistance.
Tamilnadu has mandated modified work criteria for persons with disabilities in the Mahatma Gandhi National Rural
Employment Guarantee Scheme (MGNREGS), which reaches a large number of families.

9
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3.1.3

Affordability –Ability to Pay should be 3.1.4

Families said that travelling to multiple oﬃces forces them to incur costs for transport, food
and loss of daily wages. Besides the obvious economic loss, this also acts as a barrier, because
family members give up on applying due to lack of time or money. In addition, applications
are often pending for long periods of time without a decision, or require many follow-up
visits to check on the status of the application. Caregivers mentioned in the FGDs that it
would be beneficial to have one designated place in the community to obtain information
and apply for benefits.
A delicate issue discussed by caregivers and Nalam workers is bribery. While not all
participants experienced this, some spoke of the need to bribe oﬃcials in order to be
considered for social protection schemes. Without a bribe, applications may be delayed, or
simply not processed.
From the supply angle, the state government has been hesitant to provide social protection
for people with mental illness, which is excluded in Tamilnadu’s budget for most disability
benefits (Government of Tamilnadu 2017, Equals 2017a).
Objections to including mental illness in disability social protection programmes are
threefold:
1. Since there are no reliable numbers on how many persons with mental illness live in the
state, the financial implications of providing disability benefits are unknown.
2. The perception is that mental illness can be cured and does not require support, either
temporary or permanent.
3. Certifying persons with mental illness is resource-intensive, because it requires several
visits to a psychiatrist, as well as certification every three years.
The exclusion from the budget means that despite mechanisms to facilitate access through
the government Commissionerate for the Welfare of the Diﬀerently Abled, as well as nongovernmental community mobilisers and mental health professionals in certain areas,
obtaining social protection is nearly impossible for most people with mental illness. After
many rejections, most Nalam workers said that they have stopped applying for the disability
allowance and other benefits for persons with mental illness.
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3.1.4

Appropriateness – Ability to engage should be 3.1.5

Local socio-political structures
The local panchayat leaders are important gatekeepers in the application process. They
forward applications for some benefits to the respective departments and are responsible for
providing verification documents. Political party allegiances, caste dynamics, favouritism and
corruption were cited as influencing factors, which can prevent easy access to the welfare
benefits. If a limited number of applications are allowed, panchayat leaders often forward
applications from people from their own caste or political party first, possibly leading to
delays for families who are not favoured in this way.
A caregiver shared how this can lead to problems:
‘Only the panchayat leader can do all this for us. If the leader wants, he or she can do
anything for you to get the benefit schemes. […] If we have a problem [with getting
benefits], we ask the panchayat leader, but if nothing happens we cannot go anywhere
else. It stops there.’ (Caregiver, Rural Mental Health Programme FGD, CG- 4)

Status of people with mental illness
The low priority given to addressing the needs of persons with mental health issues from
low socio-economic backgrounds is evident, and translates in practice to the lack of benefits
for persons with mental illness. We found that the ability of families to advocate for their
needs was limited, due to their low socio-economic status, as well as the stigma related to
mental illness. Support for people with mental illness and their families is low on the agenda
in both the social protection and health sectors.
After examining the barriers to accessing social protection benefits, the question remains,
which social protection measures are relevant to families in addressing distress and poverty,
both in general and as a result of disability. We discuss the results from the survey and FGDs
on the relevance of each item in the next section.

3.2

Relevance of social protection schemes

If the aim of social protection is to relieve poverty and contribute to an inclusive society,
it is important to understand which types of social protection are relevant to people. In
this study, relevance of social protection measures was gauged from both quantitative data
(survey) and qualitative sources (FGDs). In the survey, after being asked about the awareness
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of, access to and barriers to each social entitlement, participants were asked about the
relevance of the benefit on a five-point scale. Following the analysis, the authors placed
the social protection measures (except for administrative items, such as ID cards and bank
accounts) along two axes: mainstream – disability and protective – promotive (see Table 7.4),
along with the average relevance of each benefit.
The average relevance of most social protection measures was high. It was found that
participants attached greatest relevance to benefits placed in the protective-mainstream
section, followed by benefits in the protective-disability-targeted section. When analysing
the diﬀerence between urban and rural participants, it was found that ‘extremely relevant’ (5
on the five-point scale), was indicated more often by urban than rural participants, although
the diﬀerence was not significant.
When asked in FGDs how participants would spend money from disability allowance, the
most frequent answers related to common household expenses, such as food and clothes.
Some caregivers mentioned buying special food or drinks for the relative with mental illness,
to make them happy. This indicates that direct cash allowances can be helpful towards
fulfilling basic requirements, but may not be used to advance families opportunities.
Oﬀsetting the costs of accessing treatment was also mentioned as a use for the allowance.
Medical insurance (3.6) scored high for relevance, and both medical insurance and free
treatment were frequently requested in the FGDs.
In the FGDs, many families stressed the importance of employment, both for the person
with mental illness and the caregivers. Some participants indicated preferring employment
over receiving an allowance or hand-outs. The need for vocational training, business
opportunities and loans to start a small business (with or without support from family
members) was highlighted. The high relevance of the MNREGS10 (3.5) also indicates the
importance of employment. In the FGDs, families of persons with mental illness identified
permanent housing as an important need. Families often experience diﬃculty in finding
rented accommodation, or landlords ask them to leave when neighbours complain about
‘disturbing’ behaviour.
Public transport passes were deemed relevant, because patients need to attend monthly
psychiatric clinics, which is generally not a requirement for other disabilities. Public
10

Mahatma Gandhi National Rural Employment Guarantee Scheme (MNREGS).
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transport passes were also required to reach places of employment. The relevance of agerelated schemes, such as an old age pension or widow’s pension was highly rated (3.9 and
3.8 respectively). Certain benefits had lower relevance ratings, such as bank accounts for
persons with mental illness (because of lack of income), legal aid (because most people do
not require legal advice for disputes).
Overall, we found that both users and caregivers felt that most schemes listed in the survey
are needed, but emphasised that they prefer schemes that are unrelated to disability.
To conclude, we recognise that families often face multiple barriers to surmount in accessing
social protection, which are interconnected with larger issues such as poverty, stigma and
bureaucracy.

4

DISCUSSION

The study aimed to understand the barriers to accessing social protection measures by
persons with mental illness and their families in Tamilnadu, as well as the relevance of social
protection measures for such persons. In this section, we first discuss the implications of
the findings related to the issue of mainstreaming disability in general poverty-alleviation
schemes versus targeting disability-specific social welfare, followed by a discussion on the
relevance of social protection measures.
It was found that when families have access to mainstream social protection, such as food
support, housing, employment support, old age and widow’s pensions, they may not always
require disability-specific support. In addition, most barriers were linked to disability targeting,
such as the lack of social protection measures available to persons with mental illness, the
lack of awareness of mental illness as a disability, the time and eﬀort required to obtain
disability certification, and lack of employment support for persons with mental illness. It
was also found that families could obtain mainstream benefits relatively easily, including
general ID cards, food support, rural employment programmes and health insurance.
This should not, however, be interpreted as a rejection of the disability-targeted approach,
since it was also found that families of a person with mental illness incur extra costs,
related to seeking treatment and loss of employment, as has been found elsewhere (Mitra
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2017, Schneider et al., 2011b, Palmer 2011, Mont and Cuong 2011, Quinn and Evans 2010,
Braithwaite and Mont 2008, Burchardt 2004). Rather, it can be considered an indication that
the twin-track approach is required to advance poverty alleviation and social inclusion of
persons with mental illness.
Similarly, it was found that social protection measures that are required, as identified by
families, mental health professionals and community workers, include both protective
schemes that contribute to survival, such as cash allowances, nutrition support and
transport concessions as well as promotional schemes, which are aimed at increasing selfreliance and independence, such as employment support, vocational training and support
to start entrepreneurial (micro-)ventures. The need to balance the two types of measures
has elsewhere been identified as a key feature of eﬀective disability policy (Drake et al.,
2012). For example, it was found in South Africa and Zambia that comprehensive social
protection interventions included both cash transfers and services particularly for persons
with disabilities (Schneider et al., 2011a, Schneider et al., 2011b).
Lack of education and access to information can lead to low levels of awareness, both of
the existence of social protection (and in particular disability-related) schemes, as well as of
the application procedures, as was found in Kashyap et al. (2012) and the World Bank (2007).
While the mainstream ID cards and schemes included in this study were quite well known,
it was found that awareness of disability ID measures and benefits was low. In addition,
the application processes are unclear, time- and resource-intensive, as was identified for
disability benefits in general (Gooding and Marriot 2009).
This study found that the local political and social environment often presented significant
barriers, manifesting in the form of the power held by local leaders, caste dynamics and
favouritism in the community and lack of dignity experienced by low-caste groups at
government oﬃces.
Vulnerable groups, including low-income families, people from scheduled castes or tribes
and persons with disabilities, are most in need of social protection, but experience barriers
related precisely to this vulnerability, such as discrimination, low levels of formal education,
lack of disposable income and lack of social networks, as was found in a study in Tanzania
(Kuper et al., 2016). In addition, vulnerable groups lack advocacy power in their communities
to initiate and achieve change in access to appropriate support structures (Mosse 2010). This
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lack of power and ability to expand capabilities associated with both poverty and disability
perpetuates the cycle of poverty (Graham et al., (2013).

5

RECOMMENDATIONS

We can gauge key recommendations arising from the study. Firstly, creating systems
to increase awareness to inform people on the existence of and procedures to apply for
schemes will increase access, e.g. training a cadre of community-level workers who are able
to assist families. Secondly, involving non-government organisations (NGOs) in certifying
people with mental illness, as well as creating a single window system for all social protection
measures are expected to reduce barriers related to complicated bureaucratic procedures.
Thirdly, promoting inclusion of people with mental illness in social protection schemes, i.e.
livelihood, employment, housing, and medical insurance. Lastly, including mental illness
as an eligibility category in implementation rules for disability social protection schemes is
highly important.

6

LIMITATIONS AND FURTHER RESEARCH

A limitation of the study is that all participants are located in one state in India and are
all accessing the services of a non-profit organisation, which could indicate a higher level
of awareness of schemes and perhaps increased access. Suggestions for further research
include conducting similar studies in other geographical areas in India and other LMICs
would provide a comparative perspective on barriers to access to social protection measures
for persons with mental illness. In addition, employing ethnographic methods could provide
a more in-depth understanding of the social, political and administrative factors which
contribute to barriers to accessing social protection measures, from the perspectives of
families, NGOs and the government.
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CONCLUSION

When people with mental illness are not considered eligible for benefits at the same level
as other disabilities, systemic social exclusion persists in public institutions, at the local
governance level and in communities. Participants in the study experienced a lack of access
to social protection at multiple levels, related to disability, poverty, education and caste. This
translates into a reality in which the most vulnerable groups lack access to social protection,
precisely because of issues related to their vulnerability and marginality in society.
In order to address poverty and deprivation of persons with mental illness and their
families, it was found that ‘twin-tracking’ can be a vital strategy to improve access to social
protection, by both mainstreaming persons with mental illness in general poverty alleviation
programmes and ensuring access to disability-targeted schemes.
When considering the reality of abject suﬀering and economic hardship of poor households
with a family member with mental illness in LMICs, it is imperative to aim and advocate
for programmes that provide support to enhance livelihood opportunities and long-term
improvement in socio-economic status.

7
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Chapter 8
Lay workers as boundary spanners
to facilitate support for families of
persons with mental ill health in
a rural area in Tamil Nadu, India

ABSTRACT
The needs of caregivers of people with mental illness in low-resource contexts are complex
and multi-faceted. Given the dearth of mental health professionals in low- and middleincome countries (LMICs), task shifting is commonly used to address needs in health care.
We describe the strategies to shift tasks from social workers to community-based NALAM
workers in a rural area in the Indian state of Tamil Nadu. These workers aim to address
the medical, financial and social needs of people with mental illness and their families by
spanning boundaries between families and communities, and between (mental) health care
providers and government agencies.
The qualitative study included 19 semi-structured interviews and two focus group discussions
(FGDs) with NALAM workers. The article presents four boundary-spanning strategies:
information sharing, the NALAM worker as boundary object, creating physical inclusive
spaces and reframing. The NALAM workers span boundaries between families and clinicians
by providing information on patient histories, and on mental illness and disability framed
in locally relevant terms. Between families and communities, NALAM workers contribute
by reducing stigma by creating physical inclusive spaces where people with mental illness
and their families are accepted, can share their experiences and be employed. Stigma and
discrimination at government agencies, which is particularly experienced by people from
scheduled tribes and castes, is addressed by the NALAM worker as a boundary object by
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creating rapport with government oﬃcials through frequent visits and mutual assistance, as
well as accompanying families to apply for social protection schemes.
We argue that community-based workers can deploy culturally appropriate strategies to
cross boundaries and address the complex needs of caregivers of people with mental illness.

INTRODUCTION
The burden borne by family members of persons with mental health issues is generally
onerous and of a diverse nature (Hsaio and Tsai 2017, Joy et al., 2017, Lloyd et al., 2013, Chan
2011, Steele et al., 2010, Awad and Voruganti 2008). In order to relieve this burden, a range of
issues needs to be addressed. For instance, the needs of family members in low- and middleincome countries (LMICs) include medical treatment (Patel et al., 2018, Patel et al., 2016,
Funk et al., 2012, Petersen et al., 2011), financial support (Addo et al., 2018, Monyaluoe et al.,
2014, Mitra et al., 2013), social support (Dijkxhoorn et al., 2018, Dunkle et al., 2015, Chien and
Norman 2009, Magliano et al., 2002), and employment facilitation (Ebuenyi et al 2018, Drake
et al., 2012, Jagannathan et al., 2011, Awad and Voruganti 2008).
Despite the need for support in various areas, the provision of support structures is
limited in LMICs owing to the lack of financial and human resources. In addition, families
face numerous barriers to accessing existing support structures, such as those related to
stigma and lack of awareness (Semrau et al., 2015, Koschorke et al., 2014, Read et al., 2009,
Lauber and Rössler 2007, Quinn 2007, Krishnadas et al. submitted). Between families and
the health system, barriers have been identified as lack of access, awareness, and human
resources in mental health care (Patel et al., 2018, Petersen et al., 2011, Eaton et al., 2011).
Barriers between families and government agencies include ignorance of available social
protection schemes, and complicated and resource-intensive application procedures (Kidd
2017, Gooding and Marriot 2009, Grosh et al., 2008). It may be concluded that many barriers
are related to families’ inability to cross boundaries with communities, health providers and
government agencies.
This article discusses the eﬀorts of trained lay-persons employed by The Banyan, a nongovernment organisation (NGO) in Tamil Nadu, to address these barriers through boundaryspanning strategies both between families and communities, and mental health providers
and government agencies.
180

The Banyan and the NALAM project
The Banyan, founded in 1993, provides services for homeless persons with mental illness,
and community-based treatment and social care for such persons living with their
families, in and around Chennai in Tamil Nadu (Narasimhan et al., 2019). Its services include
emergency admission, treatment and rehabilitation, as well as long-term community living
arrangements.
The Banyan began the NALAM project (Tamil for ‘wellbeing’) in 2013 in Thiruporur Block
(population 162,000) (Government of India 2011), where it had been providing clinic-based
and outreach mental health services since 2005. The NALAM project sought to establish a
multi-interventional framework of services provided by lay-workers, which combined social
care with mental health care. The NALAM action – research project was funded by Grand
Challenges Canada11, with the authors’ institute, as the research partner. Social care under
this project comprises two components – welfare entitlement facilitation and livelihood
facilitation.

Task shifting and boundary spanning
The NALAM project is built on the concept of task shifting, defined as the ‘rational
redistribution of tasks among health workforce teams, and involves the appropriate transfer
of specific tasks from specialists to those with abbreviated training’ (WHO 2008, Lehmann
et al., 2009). Task shifting has been used as a means to bridge the gap between available
services and persons in need in LMICs, particularly in the health sector. In the mental
health sector in LMICs for instance, task shifting is of vital importance because of the lack of
qualified mental health professionals to provide treatment and support structures (Patel et
al., 2016, Kakuma et al., 2011, Saraceno et al., 2007). One of the core principles of task shifting
involves the training and subsequent involvement of community-based lay-workers in order
to address the community needs, particularly where formal health services are diﬃcult to
access (Hartzler et al., 2018, Scott et al., 2018).
It should be noted that community-level mental health workers in LMICs are still scarce
and insuﬃcient (Hanlon et al., 2014), although several studies on task-shifting programmes
for mental health in India have shown favourable outcomes. A trial in India with local nonspecialists, in collaboration with specialists, proved to be a feasible model to address the
treatment gap (Balaji et al., 2012). Lay-workers were able to improve recovery from common
Grand Challenges Canada – The NALAM study: Village workers promoting mental health. https://www.grandchallenges.ca/grantee-stars/0332-04/
11
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mental disorders in public health facilities (Patel et al., 2010). Other programmes have shown
success in increasing knowledge about mental health and literacy among lay CHWs through
short-term training programmes (Paudel et al., 2014, Armstrong et al., 2011). In India, other
programmes, such as Ashwini in Tamil Nadu, have successfully integrated psychiatric care
in general medical care through Village Health Workers (VHWs), Health Animators and
tertiary care provided by psychiatrists at Ashwini’s non-profit hospital in a tribal area of
Tamil Nadu (Nimgaonkar et al., 2015). Similarly, the Atmiyata programme in Maharashtra
(Shields-Zeeman et al., 2017) is a volunteer-focused programme providing informal care at
the community level and simple psychosocial interventions, in addition to facilitating access
to social protection.
In a similar fashion, NALAM workers are charged with assisting families in various domains
of their life, including those not directly related to a family member’s mental health
issues. This approach can be described by using the ecological perspective developed
by Bronfenbrenner (1979 in Tudge et al., 2016) which assumes that the person and their
environment (family, community, health providers, government) mutually influence each
other and that transactions between a person and their environment have the potential
to bring about changes in both – sometimes called reciprocal causality (Greene 2017: 207).
Rather than using a disciplinary and segregated perspective (i.e. social workers attend
to social issues, psychologists to mental health issues, psychiatrists to pharmacological
treatment), the ecological perspective makes the person central and assumes that the
case manager (e.g. social worker) examines all the dimensions of a person’s life and plans
integrated support in various areas (Greene 2017: 208). This implies that social workers are
required to work across a range of institutional, disciplinary and organisational boundaries,
and can be considered boundary spanners (Oliver 2013). In practice, however, the mandate
of social workers is often fragmented, being assigned a particular domain of intervention,
such as home care, child-related issues, or financial planning, as well as high volumes of
administrative tasks and overreliance on procedures and tools (Caﬀrey 2020, Carey 2014).
This can lead to the loss of relationships with clients and may hamper an eﬀective or reliable
service.

Boundary spanning and boundary objects
The circumstances of many families with a person with mental illness are complex. In the
Cynefin framework, the complex domain represents the ‘unknown unknowns’, for which
reductionist approaches are inadequate (van Beurden et al., 2011). This contrasts with
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‘complicated’ domains, in which clearly links between cause and eﬀect can be identified.
In order to address complex problems, a process called ‘probe-sense-respond’ is suggested,
in an environment in which experiments are encouraged and are safe should they fail. This
process is applicable in the context of NALAM workers, since strategies to help families are
not clearly identifiable; and, in order to create change, NALAM workers need to be able to
experiment with ways to help families in various aspects of their life.
The term ‘boundary crossing’ was introduced to denote how professionals may need to be
able to navigate unfamiliar territory in which they may not be fully qualified (Suchman (1994)
in Akkerman and Bakker (2011)), while still being able to negotiate with various actors and
discourses (Engeström et al., (1995) in Akkerman and Bakker (2011)). ‘Boundary spanners’ are
defined as facilitating ‘transactions and the flow of information between people or groups
hindered by some gap or barrier’ (Long 2013: 158).
One tool for boundary spanning is the use of boundary objects, which are ‘those objects that
both inhabit several intersecting worlds and satisfy the informational requirements of each
of them’ (Star & Griesemer, 1989: 393 in Akkerman and Bakker 2011). The boundary object is
an intermediary who creates alignment with the epistemic culture of both parties (Regeer
and Bunders 2009). Boundary objects can be material objects, processes or discourses
(Edelenbosch et al., 2015). Besides introducing boundary objects, boundary spanners can
create alignment between diﬀerent worlds by reframing concepts to suit the understanding
and framework of thought of various stakeholders (Hoes and Regeer 2015).
Within existing task-shifting programmes, the work of community-level workers is often
limited to bridging the treatment gap and providing clinical mental health services. In
this study, we describe the expansion of the task-shifting mandate to assume boundaryspanning tasks that are typically considered in the domain of social workers, including
employing strategies to cross boundaries between families and communities, (mental)
health care providers, and government agencies. Through a study of NALAM workers, we
highlight the uniqueness of this approach within social work and community-based mental
health programmes.

Context
The study was conducted among NALAM workers who operate in semi-urban and rural areas
around Chennai in the Indian state of Tamil Nadu.
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Tamil Nadu is often considered a socio-economic outlier compared to other states in India.
The state has a population of 72.15 million (Government of India Census 2011) and the state’s
poverty headcount at 11.71% is lower than India’s of 21.9% (World Bank 2017). Nevertheless,
a section of Tamil Nadu’s population experiences severe deprivation on multiple levels,
which is exacerbated for families who have a member with a disability.
When considering mental health, Tamil Nadu has a reported a higher suicide rate than the
national average, namely 23.4 per 100,000 people versus 10.6 for India (NIMHANS 2016).
Tamil Nadu also reported a high prevalence of mood disorders and depressive disorders
(4.62%), compared to the national prevalence of 2.8% (NIMHANS 2016).
The state has several social protection measures in place for low-income residents (such
as food and fuel assistance in kind, various pensions, and health insurance schemes),
disability-specific benefits (such as a monthly allowance, travel passes, disability appliances,
marriage and funeral allowances) and a rural employment scheme sponsored by the central
government that includes accommodations such as lower hours of work for the same pay
and adjusted types of jobs for people with disabilities12.
Anecdotal evidence, however, indicates that many benefits are not accessible to persons
with mental illness, because they are deemed ineligible for disability benefits by government
decrees (Government of Tamil Nadu 2017)13, or because of bureaucratic and financial barriers
(Math and Nirmala 2011). Many government doctors do not consider mental illness a
disability (as was found in Kenya (Ebuenyi et al., 2018a)) and consequently do not provide
disability certification, despite evidence of high levels of disability as a result of mental
illnesses (Chaudhury et al., 2006).

‘Diﬀerently-abled, who are able to carry out physical work can be utilized for earth work related activities like
jungle clearance, desilting work, planting and refilling, watering etc. In terms of earthwork, the diﬀerently-abled
workers are required to make 50% outturn only or work continuously for 4 hours only.’ Source: Centrally Sponsored
Schemes: Mahatma Gandhi National Rural Employment Guarantee Scheme (MGNREGS) by the Rural Development
and Panchayat Raj Department, Government of Tamil Nadu. https://www.tnrd.gov.in/schemes/cen_nrega_13.html
12

The ‘Welfare of the diﬀerently abled person Performance Budget 2017–2018’ excludes people with mental illness
from eligibility. Page 1 states: ‘Aim of the scheme: The scheme provides maintenance allowance of INR 1,500/- per
month to severely aﬀected diﬀerently abled persons with disability percentage of 75% and above who cannot be
rehabilitated by any other means like education, training, assistance for self-employment, placement etc. Mentally
retarded persons with a disability percentage of 45% and above are also eligible for this benefit.’
13
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METHODS
Study design
The study adopts a qualitative phenomenological methodology (Gray 2018: 31) using
semi-structured interviews and focus group discussions (FGDs) with NALAM workers. These
methods are aimed at gaining an understanding of the perspectives of NALAM workers on
the types of strategies employed to act as boundary spanners between families and mental
health care providers, and between community members and government agencies. The
aim of the study is showcasing the types of innovative strategies that can be employed
by community-based lay workers by spanning identified boundaries that hinder family
caregivers when seeking to provide care to their relative with mental illness.
Nineteen semi-structured interviews with NALAM workers were conducted, 14 were
conducted in 2015 by the third author (guided by the last author), and five additional
interviews in 2017 by the first author. Tamil–English translators attended all interviews. The
interviews focused on the experiences of being a NALAM worker, as well as the strategies
adopted for boundary spanning.
In order to verify and deepen the findings, two FGDs (n=10 and n=9) were conducted with
the NALAM workers who were interviewed to discuss their roles as facilitators of access to
mental health care, family support and social protection facilitation.

Analysis
We identified boundary-spanning strategies in the literature, and selected appropriate
boundary objects and reframing strategies in this context through discussions among the
authors. The first author generated initial open codes, following which thematic analysis
was conducted by all authors to identify boundary-spanning strategies employed by
NALAM workers, which led to the identification of two additional strategies (NALAM worker
as boundary object and facilitating inclusive physical spaces). Interviews and FGDs were
transcribed from Tamil into English by a professional translation service.

Ethics
The nature of the study, confidentiality and the right to decline to answer questions were
shared with participants before written consent was obtained.
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RESULTS
We first describe the nature of boundaries that need to be spanned in this context, as
conveyed by the NALAM workers, followed by the strategies employed to address the
boundaries.

Boundaries
Boundaries can be identified both between families and their communities and the (mental)
health care providers that provide services to their aﬀected family member and also the
government agencies that they encounter when accessing social protection schemes. These
boundaries can be divided into three categories: lack of awareness and understanding
of mental illness; discrimination and stigma related to mental illness; and socio-cultural
structures aﬀecting disadvantaged groups.
First, NALAM workers observed that a lack of awareness about the nature of mental illness
results in boundaries between families and government agencies when determining
eligibility for disability benefits, as well as fear of people with mental illness, which creates
boundaries between families and community members.
‘For example, children with MR (mental retardation, i.e. intellectual disability [MD]) are
incurable since birth. So, they get allowances easily. But they say that mental illness can
be cured. So, they will not get the allowance and it is hard.’ (NW-6, 2 years’ experience)
Second, stigma is a key cause of several boundaries, often resulting in, for example, social
isolation of families, diﬃculties with finding housing, and lack of employment opportunities
for people with mental illness. Furthermore, boundaries between family members and
health providers are exacerbated when stigma attached to mental health care facilities
hinders people from seeking help.
‘If I go to someone’s house, people ask me: “Why do you go to that house?” There is stigma
among the people in the village. Even though there is some awareness, people separate
people with mental illness, because they believe that they are aﬀected by witchcraft.
Families also don’t bring them to the clinic.’ (NW-7, 3 years’ experience)
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Lastly, disadvantaged social groups, including people from scheduled castes and tribes,
and people living in poverty, experience barriers when accessing government services,
both bureaucratic as well as those resulting from discrimination and oﬃcials’ disrespectful
attitudes.
‘Oﬃcials discriminate those who are financially backward. They respect people who are
financially equal to them. [..] They give more respect to the rich.’ (NW-1, 3 years’ experience)

The NALAM workers’ approach
In order to address these issues, NALAM workers operate in and around their own villages,
addressing the population of two or three villages, with a population of approximately
10,000–15,000. NALAM workers engage in a wide range of activities, including identification
and referral of people with mental illness, psychiatric emergency response, engagement with
homeless people, awareness programmes, family counselling, child and adolescent mental
health, support group meetings, social protection applications and livelihood facilitation.
They approach mental health issues from within a larger framework of social issues, rather
than as isolated medical issues. As a result of this perspective, NALAM workers consider, for
example, family dynamics, economic issues and social identities related to caste and gender.
NALAM workers assess the situation and determine the issues in the life of the individual and
the family that most urgently need attention.
A NALAM worker shared an example:
‘A 21-year old woman’s husband committed suicide, leaving her a widow with three
young children. She developed depression and suicidal tendencies, which she shared in a
community support group meeting. Instead of referring her to the clinic, I spent time with
her and discovered that she had grave financial issues due to a loan her husband had
taken on a motorbike. The lenders harassed her frequently and her sister-in-law had taken
possession of the motorbike. She did not have money to feed herself and her children. I
decided to speak to the panchayat leader, who was very supportive. He spoke to the
lenders, who waived the loan amount, and to the sister-in-law, who agreed to return the
motorbike, so it could be sold. We enrolled the children in school. After solving these issues,
she was doing much better and did not need any medication.’
(NW-11, 5 years’ experience)
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Taking this integrated perspective, NALAM workers are in a position to span boundaries
between families and health care providers, as families do not present mental health issues
or financial issues in isolation. Unravelling the multiple facets of an issue is an essential first
step, following which actors from diﬀerent institutional settings need to be approached to
address the most pressing issues. An example of this situation was conveyed by a NALAM
worker:
‘A family of elderly parents and their three sons with mental illness was struggling with
hunger and lack of food. Despite the mental illnesses and suspected intellectual disability
of the three adults, treatment was the last thing on their mind. They said that even if they
get medicines, they will not have enough food, so the medicines will not be good for them.
Travel to and from the clinic would cost too much. We first tried to help them with access
to free food staples provided by the government. That worked, and then we also tried to
get disability cards for the sons. The next step is for them to visit the clinic.’
(NW-1, 5 years’ experience)

Boundary-spanning strategies by NALAM workers
We identified four specific strategies that span boundaries between families of people
with mental illness and three social sectors: community, (mental) health care providers
and government agencies. The four strategies are information sharing, the NALAM worker
as boundary object, reframing, and facilitating physical inclusive spaces. They are shown in
Figure 8.1 and explained below.

Information exchange
A common task performed by community-based lay-workers is information exchange. In
this case, NALAM workers facilitate exchange of information in diﬀerent settings, including at
the clinic, in communities and in government oﬃces, which they achieve by spending time
in each of the settings, getting to know the people, the terms they use, their priorities, etc.
At the clinic, NALAM workers contribute detailed knowledge of the family dynamic and
circumstances, which they obtain during frequent home visits and extended periods of time
spent with the family. Social workers and psychiatrists have limited time to speak to the
families at the clinics, due to the large number of people who need to be seen, so NALAM
workers provide added value. A NALAM worker shared an example of this exchange:
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‘A client diagnosed with schizophrenia did not have a job, which bothered his father very
much. I observed their home situation and noticed that the father did not let the son help
with cooking and chores in the house. When we got the son a disability card to work in the
MNREGS scheme with reduced hours – the father said his son did not have to go, because
he might feel drowsy. After a discussion with the case manager, we decided to speak to the
father. He understood that it would be helpful to give his son a chance at independence by
helping at home and to get a job’. (NW-6, 3 years’ experience)
Another example was a story of a young girl who came to the clinic with her mother, because
she engaged in self-harm:

8
Figure 8.1

Boundary spanning strategies in each domain
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‘Her mother had an aﬀair and ran away. Her father had a very negative attitude towards
her and told her often: “You are just like your mother, you will also run away”. The girl
ran away to her mother, but her mother’s boyfriend abused her. She found her own
boyfriend and ran away with him, but he turned out to be an alcoholic. In this situation,
she cut herself whenever she thought about her situation and when she missed her
mother. NALAM workers worked with the mother to address the abuse, with the father
to address his negativity towards the daughter and with the grandmother to support her
granddaughter. The NALAM worker was aware of the background of the girl, details of
which may not have surfaced at a simple intake interview in the clinic.’
(PM-1, 4 years’ experience)
Having spent time in the community with this family, the NALAM worker brought detailed
and valuable information to the clinic that was essential in order to formulate an eﬀective
strategy.
In addition to the work at clinics, NALAM workers also span boundaries between families
and government agencies, such as providing information about social protection schemes
to help families access schemes. A large component of this work is filling out forms with
family members, and accompanying them in person to government oﬃces to submit
applications, in order to show them where to go and how to get there. NALAM workers
also share information about government schemes at the request of oﬃcials. They convey
information about the number of people with disabilities in their village to government
oﬃcials. They thus span boundaries between families in need of social protection, but who
lack specific information on availability of and access to schemes, and government oﬃcials
that have specific protocols, terms, and conditions.

The NALAM worker as boundary object
NALAM workers employ several strategies simultaneously to achieve their goals. While
information exchange is vital, earning trust and respect for their role is equally important,
in order to be considered a credible source. The NALAM worker can thus be considered a
boundary object, having meaning for various stakeholders. The mere presence of a NALAM
worker in certain situations provides an opportunity to span boundaries and overcome
barriers that would otherwise prohibit access.
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In addition to sharing information at clinics, discussed in the previous section, the presence
of a NALAM worker at the clinic may make it more approachable. Some people are hesitant
to access a clinic that has ‘English medicine’ and where staﬀ are considered ‘outsiders’. Some
people check whether the NALAM worker is present before they attend the clinic. Second,
NALAM workers are able to follow up on the interventions prescribed at the clinics, and
may therefore broaden the understanding of the caregivers’ lived experience, by following
up on the eﬀect of interventions and conveying the results to the clinic case manager and
psychiatrist. A NALAM worker said:
‘A nurse cannot go and see a government oﬃcer all of a sudden, but we can. We can also
follow-up to make sure someone applies for benefits. In the same way, a nurse cannot get
into the field and identify a person with mental illness. I mean, they can, but we are better
suited to deal with those kinds of issues.’ (NW-3, 3 years’ experience)
In addition to being present at the clinic, NALAM workers aim to span boundaries between
families and government agencies in order to obtain social protection benefits, where their
presence at government oﬃces is an important strategy. NALAM workers make focused and
persistent eﬀorts to build rapport with government oﬃcials. They often visit local oﬃces,
speak to oﬃcials to get to know them, thank them for their helpfulness, and help them,
for example by organising registration drives. Many NALAM workers experienced an initial
lack of respect for their position from panchayat leaders and government oﬃcials. Some
suspected that NALAM workers were paid by families to help them; others perceived them
as a threat, because they were doing the work panchayat leaders were supposed to do. But
other leaders appreciated the support and oﬀered help in return. NALAM workers also gained
respect from oﬃcials through their detailed knowledge of application procedures, as well as
representing a well-known NGO in the area. For families, the presence and intervention of
NALAM workers helps in the transactional space between them and government agencies.
NALAM workers said that their presence is welcomed by some families who feel insecure
about travelling alone with the relative with mental illness. A NALAM worker elaborated:
‘They are worried he [the relative with mental illness] will wander away somewhere, and
they said that he would listen to me to some extent. So, we are the ones who get them the
forms and take them with us and help them’. (NW-4, 2 years’ experience)
Another reason why NALAM workers need to accompany families is to avoid distressing
experiences in government oﬃces. As a project manager said:
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‘Especially people from scheduled castes or scheduled tribes face discrimination and rude
behaviour in government oﬃces. A NALAM worker has already established a connection
with the people in the oﬃce. So, if she accompanies them, they do not need to deal with
rudeness.’ (PM-1, 4 years’ experience)
Lastly, NALAM workers use their presence to facilitate employment for people with mental
illness. They found that employers are more willing to hire someone who was referred by
them than an unknown person with a disability.

Facilitating inclusive physical spaces
The third strategy employed by NALAM workers is aimed at creating spaces where people
can interact without having to face the stigma of a mental health facility, and thereby
enabling boundaries to be crossed between families and the community.
The support groups for vulnerable people facilitated by NALAM workers are a successful
example. The groups have been aimed at people with mental illness, caregivers, elderly
people, and people from tribal groups. While the support groups were meant for these
specific groups, it was observed that the meetings also attract other community members,
since they are held in public places. In this capacity, the meetings provided an opportunity
for people from vulnerable groups to share their problems in a neutral setting, where
community members might better understand their situation, as well as share their own
problems with mental health. In addition, NALAM workers were able to identify people with
mental health issues in the community through such meetings.
Another example is employment facilitation, as described above. In addition to addressing
financial needs through employment, NALAM workers describe employment facilitation
in terms of reducing stigma. When people with mental illness are employed, repeated
interactions and sharing physical spaces with community members can reduce stigma
and misconceptions about their abilities. In order to achieve this, NALAM workers combine
strategies. First, they refer people to potential employers in their network, in sectors such as
agriculture and manufacturing. In addition to referring clients to private-sector employers,
NALAM workers also refer people to the government-run Mahatma Gandhi National Rural
Employment Guarantee Scheme (MNREGS). They assist by explaining the adjustments made
in the scheme for people with disabilities to the supervisors and encourage them to provide
access to people with disabilities.
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Reframing
Lastly, NALAM workers use reframing strategies in order to increase understanding and
acceptance of mental health issues. They do this by involving three boundary objects: the
use of colloquial Tamil terms, the framework of faith healing and the concept of disability.
By using colloquial Tamil terms rather than English medical jargon regarding mental health,
families are able to relate to concepts and names of mental illness. For example, NALAM
workers use terms such as

(a mental health problem),

(the mind is not normal) and

(mind problems)

which families, community members and clinic staﬀ can understand rather than using
clinical terms.
The presence of NALAM workers at clinics provides an opportunity for reframing. NALAM
workers understand the language that needs to be spoken to mental health professionals
to convey clinical symptoms, while they are also able to convey information about mental
illness, medication and counselling to families in a language they understand. An example of
this is the case of a young man diagnosed with bipolar disorder. He understood the doctor’s
explanation about the diagnosis, but his father did not. The NALAM worker told him that
‘we all have two minds. Sometimes we feel worthy and sometimes we feel worthless. For people
without bipolar disorder, the change between these moods is frequent, but for your son, it takes
him a few months to change from one to the other, which is really hard for him. Medicines will
help him change this pattern’. After this, the father was able to support his son.
In order to span the boundary between the families’ understanding of the health care
system based on ‘Western’ or ‘allopathic’ medicine and local systems of faith healing, NALAM
workers explain causes and treatment of mental illnesses in both frameworks. Most NALAM
workers tell patients that they should go to the temple, church or dargah, but should
also take medication if they need it, by explaining: ‘Both God and medicines will help’. This
perspective shows respect for people’s belief systems, and families reportedly feel happy
about hearing these perspectives. Many NALAM workers themselves visit religious places
first before seeking ‘Western’ treatment. By providing culturally appropriate explanations and
options for treatment, NALAM workers are able to oﬀer acceptable pathways to treatment
facilities to people with mental illness and their families.
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The third use of reframing is related to the term ‘disability’. The concept of disability does
not have the same meaning for diﬀerent stakeholders, namely government oﬃcials, NALAM
workers, people with mental illness, and their families. However, by using the term ‘disability’
and encouraging families to apply for the physical disability ID card, a common understanding
is created of the need and the stepe to follow in order to obtain disability-related social
protection. For government oﬃcials, the existence of a disability card satisfies bureaucratic
criteria to determine eligibility for benefits. For families, the disability card in itself holds little
or no importance, but for many people it represents the possibility of receiving benefits.

DISCUSSION
We considered the strategies employed by lay-workers in mental health care through the
use of boundary spanning. Lay mental health workers have been shown to be eﬀective in
improving mental health outcomes (Patel et al., 2011, van Ginneken et al., 2013), by focusing
on identification, referral and follow up. This study suggests that the scope of more lay
mental health workers should be expanded to include a wider range of support structures
for people with mental illness and their families, including aiding access to social protection
and social networks, increasing inclusive spaces in the community, facilitating employment,
and reducing stigma.
The needs of persons with mental illness and their caregivers often extend beyond medical
treatment to the need to access social protection and other social support structures, such
as employment, education and social networks. The results suggest that lay-workers have
the potential to complement existing mental health services provided by social workers and
other mental health professionals, with the aim of reducing distress of persons with mental
illness and their caregivers.
We found that NALAM workers are uniquely placed as boundary workers, because they
inhabit a space in which they are able to understand the diverse needs, requirements,
language, and discourses of communities, mental health providers and government oﬃcials.
In line with the ecological perspective, NALAM workers make the person central, consider
diﬀerent dimensions of the person’s life, and plan integrated support for the whole family.
In addition, NALAM workers seek to assist government oﬃcials, community members
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and mental health providers by sharing information, increasing understanding of mental
health and making clinics more accessible for people in the community, thereby aiming for
reciprocal causality (Greene 2017: 207). In addition, the approach taken by NALAM workers
respects the complexity of the families’ lives. Rather than considering a set protocol for
interventions, and an overemphasis on bureaucracy, as is often common in social work
(Caﬀrey 2020, Broadhurst et al., 2010), the informal and relational aspects take precedence.
NALAM workers assess the family situation and decide on the areas in which the family most
needs help. They experiment and are engaged with families on a long-term basis.
In order to span boundaries, NALAM workers employ diﬀerent types of strategies. We
described information sharing, the NALAM worker as boundary object, facilitating inclusive
physical spaces and reframing as the most important strategies.
NALAM workers often act as a boundary object themselves, in particular when aiming to
reduce discrimination faced by marginalised groups. The finding that discrimination and
rude behaviour at government oﬃces experienced by people from scheduled castes and
tribes acts as a barrier to accessing social protection has not been extensively described
in the literature, although the relation between caste and access to government agencies
has been the focus of studies in India (Akerkar et al., 2016, Mamgain and Diwakar 2012,
Kruks-Wisner 2010, de Haan et al., 2009, Bosher et al., 2007). It was found that persons
from scheduled castes and tribes have less access to government services as a result of
discrimination, often related to issues of ‘untouchability’, particularly in food and nutrition
programmes. In health care, Thorat and Sadana (2009) describe rude behaviour by health
staﬀ at clinics and during home visits as a deterrent to people from scheduled castes seeking
health care. We found that the presence of NALAM workers at government oﬃces has the
potential to reduce discrimination, particularly for families from scheduled castes or tribes.
We described peer-support groups as an example of the facilitation of physical inclusive
spaces. The public, open-air nature of the meetings facilitates inclusion of diverse community
members, although it should be kept in mind that this may also prohibit caregivers from
sharing more personal information with people who are not caregivers. Although peer
support among caregivers is acknowledged as a successful support strategy (Worrall et al.,
2018, Chien and Norman 2009, Chien et al., 2004) it has not yet been widely introduced in
India. Further research is required to study the long-term sustainability and outcomes of the
peer-support groups in low-income settings in India.

195

8

Lastly, the use of locally relevant terms and explanations of mental health jargon is of vital
importance to ensure repeated visits to the clinic and treatment compliance. Jain and
Jadhav (2009) described the problems that occur when clinical teams, patients and families
have diﬀerent frames of reference related to mental health and medication. We found similar
issues in this context, but the NALAM workers’ ability to use local terms in mental health and
validate other systems of treatment contributed to bridging this divide.
We aimed to highlight the importance of combining strategies by NALAM workers to
achieve their goals. Strategies are less eﬀective when employed in isolation. For example,
sharing information works when the NALAM worker is respected by all parties, and reframing
is eﬀective when conditions for information sharing have been created. It should be
noted that the NALAM workers are able to span boundaries in this specific context, where
psychiatric services and social protection schemes are to some extent available. The absence
of disability-related measures of social protection for persons with mental illness hampers
NALAM workers’ ability to achieve the desired results. The nature of available (mental) health
care services and social protection measures, as well as responsive welfare administration
and governance structures, may be integral to the failure or success of interventions made
by lay-workers in this domain (Gopikumar et al., 2015).
A limitation of the study is the lack of perspectives of other stakeholders, such as family
members, community members and government oﬃcials. The study did not aim to evaluate
the programme and assess impact but to consider the perspectives of NALAM workers in
order to understand the strategies they use. Further research is needed to measure the
impact of NALAM workers on the quality of life of family members and access to services
and benefits.
In addition, it would be useful to evaluate the outcomes of boundary-spanning eﬀorts in
various domains by community-based workers in mental health care over a longer period
of time in diﬀerent contexts to assess the usefulness and feasibility of scaling up this type of
lay-worker intervention.
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CONCLUSION
The study examined the strategies employed by lay-workers to act as boundary spanners to
provide support to persons with mental illness and their families, to whom they were able
to provide a range of support. It was found that NALAM workers were able to contribute to
bridging the gap between families of persons with mental illness, and health care providers,
communities and government agencies by assisting when families experience barriers such
as illiteracy, discrimination or bureaucratic barriers. It was also apparent that the possibility
of lay-persons to act as boundary spanners is contingent on the availability of treatment
centres, support structures and welfare benefits for persons with mental illness, as well as
responsive and accountable governance structures at local and state government agencies.
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Chapter 9
Discussion and conclusions

This chapter represents the conclusion to my thesis, drawing from the main findings in
relation to the research question:
How can we understand the needs of caregivers of people with mental illness in a lowresource context, and address these needs with the design and implementation of support
structures?
In order to address this question, the thesis first focused on the experiences of caregivers,
and examined the changes in these experiences over time, in the particular context of the
Indian state of Tamil Nadu. Second, the thesis developed an understanding of the various
types of support needed. Subsequently, the barriers to accessing a particular type of support
structure, namely social protection measures, were examined. The final section aimed to
address how a task-shifting initiative with lay-workers can help caregivers overcome barriers
to obtaining support structures. The thesis was divided into two parts. Part one (Chapters
4, 5 and 6) explored the experiences of caregivers, including both negative and positive
aspects, as well as the support structures needed during the long duration of caregiving,
while Part 2 (Chapters 7 and 8) examined barriers to accessing social protection measures
and considered a strategy involving community-based people to improve access to support
structures through the use of boundary objects.
In this chapter, I first summarise the findings and conclusions by sub-question and reflect on
their contribution to the main research question and to the current body of knowledge. This
is followed by the overall conclusion of the thesis. Next, I discuss considerations regarding
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the methodological approach, validity, ethics and the social contribution of the studies. The
chapter concludes with suggestions for future research.

9.1

SUMMARY OF FINDINGS AND CONCLUSIONS

Sub-question 1: How can the challenges faced by caregivers of people with mental
illness from low-resource families be understood in the cultural context of India?
Chapters 4, 5 and 6 set the scene of this study by oﬀering a broad perspective on the
experiences of caregivers in an urban and semi-rural area of Tamil Nadu, India. These chapters
aimed to understand the lived experiences of caregivers and the aspects of Indian society
and culture that contribute to the experiences of this particular group of caregivers. More
specifically, these chapters aimed to address three key themes in caregivers’ experiences that
have hitherto been inadequately addressed in the literature: the importance of considering
the changing nature of caregivers’ experiences over time; how family structures aﬀect these
experiences and their positive aspects; and how caregiving can lead to personal growth. In
this thesis, I aimed to gain more understanding of each of these issues.
In order to gain insights into the first issue, we developed a phase-based model based
on the experiences of caregivers of persons with mental illness in Tamil Nadu, India. The
resulting ‘The Banyan model of caregiver experiences’ outlines six phases of the caregiving
experience.

Phases of caregiving experiences model
Our six-phase model contributes to the growing body of literature on caregivers’ experiences
by aiming to reflect the impacts of having a person with a mental health issue on family
members over the years they spend providing care and navigating treatment and recovery.
We aimed to contribute to the existing phases of caregiving by focusing on both its negative
and positive aspects and by specifying aspects of caregiving unique to India, such as seeking
treatment by multiple systems of care (i.e. faith healers, clinics based on Western medicine,
NGOs and government hospitals), the influence of stigma and lack of awareness of mental
illness among community members, and how the marriage prospects of siblings and adult
children are aﬀected. In addition, we described a deeper understanding of how personal
growth and sources of strength manifest among the caregivers.
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The phases described in The Banyan model of caregiver experiences (Chapter 4) are:
1. Manifestation of symptoms
2. Seeking help
3. Helplessness and attribution
4. Relative control and insight
5. Loss and worries
6. Finding new meaning
1
Manifestation of symptoms
2
Seeking help

3
Helplessness and attribution
4
Relative control and insight
5
Loss and worries

Figure 9.1 The Banyan model of caregivers’
experiences (Dijkxhoorn et al., 2018).

6
Finding new meaning

The model (described in Chapters 4 and 5) elaborates on the lack of mental health awareness, which means that many family members are not aware that their relative’s behaviour
is a symptom of mental illness. Instead, many families attribute the behaviour to magicoreligious reasons, which leads them to seek treatment in faith healing centres first, as was
also described in Mathews et al., (2019), Napa et al., (2017), Seloilwe (2006) for families in
India, Thailand and Botswana respectively.
The cultural manifestations of stigma result in lack of knowledge on mental health (phases
1 and 2), the hesitation of caregivers to ask extended family members for help because they
fear negative reactions (phase 2), loss of relationships and worries about the safety of the
relative (phase 5).
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Personal change is described in phases 4 and 6 of the model, where we discuss how
caregivers learn about how to deal with the challenges of caregiving and getting used to
the treatment of mental illness (phase 4) and how caregivers use their experiences to find
new meaning in life by helping others, becoming employed as a community mental health
worker or experiencing positive change in their personality and character (phase 6).
The experiences of caregivers of people with mental illness and physical illnesses have
been described in quite an extensive body of research. Although most of the studies
describe experiences in Western or high-income settings, more research on the experiences
of caregivers in LMICs has been published in recent years. The current understanding of
caregivers’ experiences includes the impact on their physical and mental health (Minichil
2019, Han et al. 2019, Mathias et al. 2018, Kumar et al., 2017, Murthy 2016, Zauszniewski
and Bekhet 2014), financial burden (Chen et al. 2019, Addo et al. 2018, Mitra et al., 2017),
experiences of stigma and impact on social relationships (Han et al., 2019, Gania et al.,
2019, Lempp et al., 2018, Ignatova et al., 2018, Dadson et al., 2018) and positive aspects
of caregiving (Petrowski and Stein 2016, Monyaluoe et al., 2014). Despite the far-reaching
impact of these studies, many tend to focus on a fixed point in time to assess the burden of
caregiving, without taking the changing nature of caregiver feelings and needs over time into
account. In contrast, a phase-based model recognises the changing nature of experiences of
caregivers and the corresponding changing needs in each phase.
Frameworks from Western contexts stressed the importance of letting go of control and
distancing oneself from the relative with a mental illness, in order to maintain one’s own
mental and physical health (Milliken et al., 2003, Muhlbauer 2002, Rose 2002 Karp and
Tanarugsachock 2000, Tuck et al., 1997). In the Indian context, some caregivers did discuss
their desire to find a long-term care home for their relative, and they requested The Banyan
make such provision. However, considering the lack of aﬀordable long-term care facilities,
this is not a realistic option for most caregivers, nor is the relative’s independent living. In this
context, abandoning the relative is the only option for the caregiver to maintain distance,
which participants in this study did not consider a viable option (although not unheard
of ) (Narasimhan et al., 2020, Lauber and Rössler 2007)). In these circumstances, caregivers
focused their energy on how to cope with the current situation rather than seeking ways to
distance themselves from the relative.
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The framework developed by Seloilwe (2006) for caregivers in Botswana is similar to the
framework proposed in this study, but without the additions of ‘Loss and worries’ and ‘Finding
new meaning’. The two additional phases in our study indicate the potential to gain a deeper
understanding of the range of caregivers’ feelings, emotions and experiences. In addition, it
can expand the areas that support structures aim to improve, e.g. providing the space for
caregivers to share their feelings about loss and worries, or helping them realise what could
bring them a sense of new meaning.
Phases of caregivers’ experiences have been described for various physical and mental
conditions, including dementia (van Wijngaarden et al., 2018, Llloyd et al., 2016), intellectual
disability (Jokinen et al., 2018) and stroke (Cameron and Gignac 2008). Various diﬀerences can
be observed between models related to caregivers of people with other illnesses and the
model we have developed. For example, studies on the phases of experiences of caregivers
of people with dementia or Alzheimer’s often include an end phase of caregiving (Jokinen et
al. 2018, van Wijngaarden et al., 2018), when the relative is placed in an institution or dies. The
experiences of caregivers of people with mental illness are often markedly diﬀerent, since
the caregiving tasks mostly continue throughout the person’s life and start at a young age.
In the context of India, where institutionalisation of people with mental illness is a virtually
non-existent option (Murthy and Isaac 2016) for people from low-resource backgrounds, the
phase of placing somebody in an institution is largely irrelevant. Another diﬀerence with the
experience of caregivers of people with other conditions is that even though people with
mental illness have lower life expectancy than the general population (Vigo et al., 2016),
most caregivers do not have to come to terms with their relative’s death as those caring for
people with a terminal illness have to.
Another crucial diﬀerence between caregivers of people with mental illness and people with
physical illnesses is the level of stigma they need to contend with. I will now elaborate on
what we learned from the studies presented in this thesis on how stigma regarding persons
with a mental illness, and their family members, manifests in the Indian context and how our
findings relate to what is known about this.

Caregiving and social relations in India
One of the central aspects of our phase-based model of caregiving experience was a focus
on how social and cultural norms and expectations shaped the experiences of caregivers.
We observed that such norms and expectations, coupled with lack of awareness, stigma

207

9

and discrimination, not only influenced how families viewed their role as caregivers, but also
significantly aﬀected their life course.
We found that stigma played a large role in a plethora of consequences of caregiving,
including loss of social relationships and loneliness (as described in Chapter 5), as was found
in other settings such as China (Wong et al., 2018, Yin et al., 2014), Ethiopia (Ergetie et al.
,2018) and North India (Singh et al., 2016)). Koschorke et al., (2014) highlighted the impact
of others finding out, and negative views about the self as consequences of stigma. Mathias
et al., (2018) highlighted the diﬀerential experience of social exclusion between men (who
did not report social exclusion) and women in the Indian state of Uttar Pradesh. Despite the
availability of some evidence, the study of manifestations of stigma in daily life requires more
attention in India.
When we examined stigma, we found that the loss of social relations, as a result of stigma
and community members’ lack of awareness of mental illness, aﬀected families greatly. While
not all caregivers reported loss of relationships, most families did and this resulted in loss of
employment, the waning invitations to celebrations by extended family members, being
shunned by neighbours and general isolation of the family by society.
Particularly painful experiences reported were related to marriage. Adult children and siblings
of people with mental illness reported being unable to find a partner whether through
an arranged marriage or a ‘love marriage’, since potential partners were unwilling to bear
responsibility for the relative with a mental illness or were worried about whether mental
illness was a genetic condition. This aspect of caregivers’ experience is barely acknowledged
in other studies (Mishra et al., 2012, Lauber and Rossler 2007). A general sense of shame and
unwillingness to be associated with mental illness was also observed. This led to certain
caregivers being unmarried against their wishes, even though they were at or past the
eligible marriageable age. These manifestations of courtesy stigma were incredibly painful
and life-altering for these caregivers.
Similarly, shame about the inability of the relative with a mental illness to attain certain
social expectations, such as education, employment or marriage, resulted in embarrassment
for some caregivers. Caregivers also shared embarrassment as a result of their relative’s
behaviour, such as verbal abuse of the caregiver or others, shouting, or public nudity. Public
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embarrassment caused families to perceive a loss of honour, which was a painful experience
for caregivers.

Post-traumatic growth and positive aspects of caregiving
An important component of the phases model as presented in Chapter 4 is the consideration
of the positive aspects of caregiving. In Chapter 6, we examined how the changes observed
in the individual caregiver relate to theories of positive aspects of caregiving and posttraumatic growth.
Existing theories on positive aspects of caregiving and post-traumatic growth (Lloyd et
al., 2016, Petrowski and Stein 2016, Jayawickmere and Blackie 2014) have been useful in
understanding the diﬀerent aspects of growth experienced by caregivers of people with
diﬀerent conditions and disabilities.
In our phases of caregiver model, based on our findings, we included a phase that described
positive aspects of caregiving and how caregiving led to gaining a sense of meaning
in life (phase 6 – finding new meaning). In Chapter 6, we also described four aspects of
finding meaning as a result of being a caregiver, based on a framework contextualised by
Shakespeare-Finch and Copping (2006), which includes the domains of personal strength,
compassion, focusing on life’s positives and eﬀortful reinvention of the self. We also examined
the caregivers’ sources of strength in their life. We found that in many cases, religion was
an important source of strength and resilience, which has been identified as a common
coping mechanism for caregivers (Walke et al., 2018). In addition to religion, a sense of duty
towards family members was mentioned as a source of strength. Caregivers said that their
parents taught them that family needs to care for each other in all circumstances, which
reflects the great importance placed on family responsibility in India (Sanyal et al., 2015,
Pinto 2014). Lastly, caregivers described that they developed personal strength as a result of
experiencing hardships.
While the findings of the possibility of post-traumatic growth and finding new meaning
in life are encouraging and could be considered an important goal of providing support
structures (as described in Chapter 5), it should also be recognised that many caregivers
were not able to name any positive aspects of caregiving or any examples of growth and
were solely experiencing a heavy burden. This could be indicative of the greater struggle for
survival among caregivers accessing The Banyan, all of whom are from low-income families.
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Making ends meet and curing the mental illness was the main priority, while personal
growth and self-discovery could be considered secondary and are often not explored at all.
Nevertheless, it is important to include the positive aspects of caregiving and highlight the
strength caregivers can derive from positive experiences, since it can provide hope to new
and long-term caregivers alike.

Sub-question 2: What is the nature of support structures required by caregivers?
As described in the section above, we found that the experiences of caregivers change
over time. It follows from this finding that requirements for appropriate support structures
change along with the shift in perspectives on their role as a caregiver.
In Chapters 4 and 5, we described the breakdown of social relations as a consequence
of caregiving. With the loss of social relations, due to stigma and lack of awareness about
mental illness, caregivers experience isolation and loss of support from relatives, neighbours
and friends (Chan 2011, Read 2009, Quinn 2007).
We elaborate on the necessary support structures in Chapter 6, in which we consider a
broad range of support structures, which address more obvious financial and medical needs,
as well as social needs that reflect the complex social fabric that is the context of caregivers.
Although support structures can aim to replace the collapsing social structures to provide
social support that caregivers need, such support structures ought to be aimed at preventing
the breakdown of existing social support structures in the first place.
We found that caregivers require a wide range of support structures, such as educational,
psychological, social, financial and peer support. Since families included in the study are all
from low-income groups, some of the support structures they need are related to general
conditions of poverty and social deprivation. However, we found that being a caregiver of
a person with mental illness compounded the challenges facing people living in poverty.
The lack of support structures (medical, financial and social) for people with mental illness
in India results in the accumulation of responsibility on the shoulders of family caregivers,
which can be too much to bear for those who simultaneously experience poverty and social
exclusion.
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Medical support
An important support structure is access to medical treatment for mental illness. While
this aspect was not a focus of our thesis, since all participants had access to treatment at
The Banyan, practically all participants mentioned the importance of treatment, which has
been reflected in the phases model, with the search for appropriate treatment forming an
important aspect of the initial phases (phases 1 (manifestation of symptoms) and 2 (seeking
help)) described, as well as the relative stability experienced when treatment was found that
reduced symptoms (phase 4 (relative control and insight)). In a multi-country study, Gopal
et al., (2017) found a reduction of the burden on caregivers following improved medical
interventions and advances in psychotropic medication, although another study showed no
significant reduction of family burden following the reduction of clinical symptoms (Rhee
and Rosenheck 2019).

Social support
The need for social support was very evident from the findings, as was found in studies in
other contexts and for caregivers of diﬀerent conditions (Han et al., 2019, Marima et al., 2019,
Galvin et al., 2018, Dadson et al. 2018, Greenwood et al., 2018). We found that the causes and
instances of stigma mentioned above aﬀected the level of social support that caregivers
received. We have described the initiation of community peer support groups, facilitated
by caregivers and NALAM workers in Chapters 6 and 8, and the positive reactions to these
groups. We propose that peer support groups can contribute to addressing the breakdown
of social structures. It was observed that peer support groups have the potential to increase
social interactions between caregivers, their relatives, and the larger community, provide a
platform for caregivers to ask questions about mental health and ask for advice on diﬃcult
situations, as well as reduce stigma in the community. The need for peer support groups
for people with mental illness has been recognised in India (Pathare et al., 2018), but peer
support for both people with mental illness and their families is an underused resource.

Leisure support
A related, but less expected, finding was the importance of access to places of worship and
entertainment. In part, the lack of access is a result of poverty and lack of resources to spend
money on entertainment. However, it is also a particular feature of being a caregiver for
many participants. Since many caregivers were housebound most of the time, they missed
opportunities for visiting places of worship or to simply have fun somewhere outside the
house. Loss of social contacts also resulted in fewer opportunities to attend joyful events
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such as weddings. Innes et al (2016) described similar barriers to participating in leisure
activities related to social exclusion of caregivers of people with dementia in the UK, but
this aspect of caregivers’ needs is given scant attention in studies. While this may seem like
a trivial need, some caregivers stressed how boring and isolated their life had become and
how they missed spending time with friends or being able to go out to have fun and how
it aﬀected their happiness and quality of life. We described how peer support groups have
addressed these needs by facilitating social interactions, entertainment and group trips.

Long-term support
The need for respite and long-term care are complex issues that require extensive resources.
In particular, long-term institutional care is virtually non-existent for people living in poverty,
except for the availability of government mental health institutions, which are not ideal
environments for long-term care. The Banyan and a few other non-profit organisations in
India have expanded long-term community-based care for people who have been longterm residents of mental institutions. However, this is only at a limited scale and does not
yet provide an option for families who need long-term care for their relatives when they
are unable to provide this care themselves. In this context, oﬀering support to caregivers
to continue providing care for their relative is very important, since the alternative, in many
cases, is homelessness.

Sub-question 3: What are the challenges in providing these services, with particular
focus on social protection measures?
While the need for financial, employment and government assistance are shared needs with
people who live in poverty, caregivers shared the need for additional financial resources, due
to the expenses incurred to access treatment, as well as loss of employment and income of
both themselves and their relative. The need for financial support is not a surprising finding,
considering the existing evidence on financial hardships experienced by caregivers (Chen
et al., 2019, Addo et al., 2018, Mitra et al., 2017). The limited availability of disability-related
social protection benefits was an important finding, particularly given the financial burden
associated with being a caregiver. The barriers described in Chapter 7 relate to policy decisions
by state governments that exclude people with mental illnesses from being eligible for
disability benefits, despite inclusion of mental illness as a disability in the Rights of Persons
with Disabilities Act 2016. In addition, other social and stigma-related issues reduce access
to social protection for people with disabilities, such as lack of awareness of application
procedures, diﬃculties in travelling with the relative, caste-based discrimination, corruption
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and the low social status and power of people with mental illness. We have described these
in an access framework (adapted from Levesque et al., 2013) that considers barriers from
both the demand and supply perspective. Some of these barriers can be addressed by
relatively simple assistance provided by a community-based worker (described in Chapter
8), while others are systemic issues related to caste, class and bureaucratic processes, which
are more complex to remedy.

Sub-question 4: Which strategies can be employed by community-based health care
workers to address the challenges of access to support structures for caregivers of
people with mental illness?
When the normal social fabric of a caregiver’s life breaks down, because of stigma related
to the relative’s mental illness, resulting in the loss of relationships and social connections, it
can cause distress on many diﬀerent fronts. We described that the aim of support structures
should be to address these diﬀerent aspects of distress and lack of social support, which
makes it a complex task. If the aim is to truly support caregivers to meet their most pressing
needs, the requirements of the health and social work system, as well as community
members, can be daunting. This is particularly the case in a low-income setting, where many
other priorities, diseases and social injustices vie for precious time, financial and human
resources. In this context, we presented the NALAM worker model in Chapter 8 as an example
of community engagement and people who aim to address a wide range of problems in the
lives of families. NALAM workers act as boundary-spanners in order to bridge some of the
gaps which become apparent when families are faced with caregiving responsibilities.
A body of research has investigated community-based strategies in health care. Findings are
generally that community-based interventions can be of great value to the community and
society as a whole by increasing access to services and providing culturally appropriate and
cost-eﬀective services (Bain et al., 2019, Kohrt et al., 2019, Scott et al., 2019, Woldie et al., 2018,
Munodawafa et al. 2017, Shidhaye et al. 2017, Shields-Zeeman et al. 2017, Casillas et al. 2016,
Saprii et al., 2015, Chatterjee et al., 2014, Balaji et al., 2012, Buttorﬀ et al., 2012).
Community-based workers have been presented as a feasible addition to health and mental
health professionals in other settings in India and other LMICs. For example, a task shared
psycho-social intervention for perinatal depression in South Africa proved to be feasible,
acceptable, and eﬀective, if supervision of the counsellors and the cultural and social context
were taken into account (Munodawafa et al., 2017).
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An example in general health is ASHA workers, who work in communities in most states
in India (Scott et al., 2019, Woldie et al., 2018, Saprii et al., 2015)). ASHA workers focus on
physical health issues, and it was found that they are able to achieve the desired results with
careful recruitment, training, quality supervision and monitoring (Bain et al., 2019, Scott et
al., 2019), as was also found in other health-related areas, such as child malnutrition (Casillas
et al., 2016).
An evaluation of the competencies of non-specialists in mental health care in Uganda,
Liberia and Nepal showed that they were competent only in 65% of skills, in particular
communication skills and empathy, and were less competent in assessing physical and
mental health (Kohrt et al., 2019).
In mental health, various trials (including COPSI, VISHRAM and MANAS) developed lay-health
workers to make collaborative community-based interventions, as described by Shidhaye
et al. (2017), Chatterjee et al. (2014) and Balaji et al. (2012). These trials have shown positive
results in increasing access to mental health care, as well as being cost-eﬀective (Buttorﬀ
et al., 2012). Another example is the Atmiyata Project in Maharashtra, which expanded the
scope of community-based lay-workers to include facilitation to social protection (ShieldsZeeman et al., 2017), which was similar to the NALAM workers’ mandate. The Atmiyata
project highlighted the importance of collaborating with the public health system, and
showed the possibility community-based workers identifying people with mental health
issues. The use of low-cost digital tools also proved successful. Similarly, a mental health
intervention involving lay health workers in Jammu and Kashmir in India (Malla et al., 2019)
showed success in identification and basic counselling in challenging circumstances.
However, despite many successful pilot projects, the issue of scaling up and bridging the
care gap in mental health treatment and care continues to be a major obstacle in mental
health (Betancourt and Chambers 2016).
While the NALAM project faces similar challenges, The Banyan’s model of community
engagement has the advantage of planning for long-term engagement. When The Banyan
starts a project that proves successful, even if it is a pilot project with a limited running
time, the organisation aims to continue engagement with the community in the long term
to ensure the continuation of services (Narasimhan et al., 2019). In the case described in
this thesis, the NALAM project continued beyond the trial period and the NGO raised the
necessary funds for NALAM workers to become full-time employees. In addition, the team
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employs action-reflection-learning (Narasimhan et al., 2019, Kemmis et al., 2014) as a strategy
to continue to evolve and improve the work of the NALAM workers, in order to address the
challenges faced by caregivers and people with mental illness.
The concept of a NALAM worker could prove useful in other contexts, such as the scaling up
of other community-based projects like The Banyan’s ‘Home Again’ initiatives, where people
who have lived in mental institutions for extended periods of time move to small family-like
units in communities (Padmakar et al., 2020). The NALAM worker is part of the larger model
of responsive mental health systems (Narasimhan et al., 2019) that The Banyan embodies,
since NALAM workers have a flexible mandate and are able to respond to families’ specific
needs in order to reduce their burden. These needs may span economic, medical, social
and vocational domains, which NALAM workers are able to address by acting as boundaryspanners between families, communities, health care providers and government agencies.
I described specific strategies, including information sharing, reframing, presence and
facilitating inclusive physical spaces.
It should be recognised that the implementation of a project like NALAM could present
challenges in communities where NGOs are not yet embedded, or where there are no other
available referral services. The complex needs and consequently complex solutions require
the availability of basic services in order for NALAM workers to be able to span boundaries,
since providing medical services or other types of support structures, such as vocational
training or social protection, is virtually impossible for NALAM workers as individuals.
Although it may be beyond the capacity of individual NALAM workers to change existing
mental health provisions and structures, the existence of NALAM workers in resource-poor
areas may ensure that families are able to make use of available resources, however scarce,
to the fullest extent possible.
The mental health sector as a whole has attempted to expand access to care through the
formulation of the mental health policy, which also includes some attention to the needs of
caregivers and recommends the inclusion of community-based lay-workers in programme
design (Government of India 2014).
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9.2

OVERALL CONCLUSION

In the previous section, I have described how the answers to the sub-questions contribute to
the main research question on how to understand the needs of caregivers of people with mental
illness in a low-resource context and address the needs with the design and implementation of
support structures? In this section, I formulate my final conclusion.
The answers to the sub-questions pertained to the importance of considering experiences
of caregivers in a phases model, as their experiences and need for support structures change
over time. I also described experiences peculiar to the Indian context, such as lack of mental
health knowledge the search for mental health treatment across various belief systems and
issues faced by siblings and children related to finding a marriage partner. I elaborated on
the range of support structures required by caregivers in order to be able to provide care
to their relative, which included the more obvious financial and medical support, but also
described the need for social relationships, entertainment, and access to places of worship. In
addition, I complement the answers to the sub-questions with three insights that contribute
to answering the main research questions.
First, I found that new social support structures are required as a response to a complex
process of the breakdown of existing social support structures that would normally be
provided by relatives, neighbours, and friends, but which has often reduced because of
stigma and social isolation. This does not necessarily make the provision of support structures
resource-intensive or time-consuming. I aimed to showcase a wide range of options for
support structures, of which some are one-oﬀ simple interventions that have the potential to
make a large impact. An example of this is assistance provided by NALAM workers to obtain
government benefits, such as a ration card for food staples, old-age or widow’s pensions.
Another example is securing educational scholarships for the children of clients, or referring
clients for employment. Obtaining a disability allowance proved to be more diﬃcult, since
the barriers to obtaining this entitlement were found to be systemic and were the result of
exclusion of people with mental illness. This demonstrates and highlights the need for a
responsive and inclusive government system that includes persons with mental illness as
eligible for social protection measures. Other support structures are more long-term and
require consistent investment of time and financial resources, such as vocational training,
increasing social support and reducing stigma in the community. Providing adequate
support structures has to overcome various types of barriers, including lack of financial
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resources, low literacy level among some caregivers, lack of trained professionals and lay
people, and finally, stigma related to mental health.
Secondly, as my research has shown, the complexity of envisaging and implementing support
structures, and the need for multi-faceted support structures, present both a challenge and
an opportunity. Challenges include the need to address multiple crisis areas at once, which
may seem like a daunting and overwhelming mandate. On the other hand, organisations or
agencies committed to reducing the burden on caregivers have ample angles from which
help can be oﬀered, depending on the capabilities, resources, and organisational philosophy.
This provides opportunities for experimentation, as well as of collaboration among various
actors, including non-profit organisations, government agencies, private entities and
individuals to address the burden borne by caregivers.
Finally, an important finding of the studies is that drawing on the strengths of caregivers, as
well as community resources, is an important angle in envisaging support structures. Existing
resources (such as medical care, social protection, vocational training) are available, but
they need to be channelled to and tapped by innovative and inclusive strategies. From this
perspective, appreciating the willingness of families to support their relative, as is common
in India, is a valuable source of strength when considering the options for support for a
person with mental illness. Considering the very important and prominent role that families
play in decisions about treatment, providing financial aid and housing to the relative, as well
as providing most of the social support for a person with mental illness, supporting them
is of vital importance. In particular, it is imperative to provide support structures that are
appropriate and appreciative of their struggles and resilience in the face of distress and that
aim to assist families in continuing their caregiving responsibilities.

9.3

SOCIAL RELEVANCE

Concerns about improving society and mental health care were at the heart of this thesis.
While certain chapters are not geared towards immediate practical application, I aimed to
include recommendations for practice in most chapters. Here I will summarise the social
relevance of the studies included in the thesis. Social relevance includes practical suggestions
generated by the studies, to the recognition of systemic issues in relation to caregiving.
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Stigma
One of the findings of this study was that stigma greatly aﬀects various aspects of the daily
life of caregivers, including loss of family relationships and friendships, isolation, loss of
employment, ostracisation in the community and inability to marry. Addressing stigma and
improving acceptance of people with mental illness is a complex issue and involves various
sectors of the community.
Given that lack of awareness is one of the root causes of stigma related to mental illness,
the expansion of awareness programmes and peer support groups facilitated by caregivers
and NALAM community workers may have the potential to reduce stigma. We found that
community meetings and peer support groups, as described in Chapter 8, provide avenues
for community members to forge social relationships with caregivers and people with
mental illness, and to gain a deeper understanding of their experiences through personal
engagement.

Support structures
Understanding the experiences of caregivers in more detail is the precursor to designing and
implementing appropriate support structures. Currently, support structures for caregivers
are minimal or non-existent. While I recognise the resource limitations in providing helpful
support structures to caregivers, I also acknowledge the benefits that supporting caregivers
can bring to society at large. This is particularly important in low-income settings where
caregivers are often the only available options for care. If caregiver support fails, homelessness
often follows.
Since we recognise that certain types of support to caregivers can be provided with minimal
investment of resources, such as social entitlement facilitation and employment referrals,
it would be worthwhile to increase focus on reducing the burden on caregivers by all
practitioners in mental health. We have made recommendations related to the simplification
of the application process for social protection measures, since that was found to be a major
barrier for families of people with mental illness.

Community resources
The involvement of community resources in the form of trained lay-workers is not a new
phenomenon in health care. For example, ASHA workers are available in most states to
provide basic health care services in rural areas. Trials involving mental health lay-workers
have been conducted in India with promising results.
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In this thesis, I have highlighted the use of lay-workers in mental health, but in a broader
sense than typically employed, since the NALAM workers focus on areas related to the whole
family, including social protection facilitation, education and employment. Showcasing the
possibility of training lay-women who are able to provide complex assistance to families of
people with mental illness provides possibilities in expanding the range of support that can
be oﬀered to low-income families.

Public policy
The needs of caregivers are generally given scant attention; evidenced by the passing
mention in the Mental Health Policy of the Government of India and lack of the description
of specific needs of caregivers in other policy documents. Specific needs include counselling
programs for caregivers, establishing peer support networks, as well as attention for the
physical health issues of caregivers require dedicated support structures. I would suggest a
system in which the needs of caregivers are assessed and planned for, independent from the
needs of people with mental illness, while implementation can be mainstreamed in health
and social protection programs, where appropriate.

9.4 VALIDITY
9.4.1

Internal validity

The internal validity is concerned with the role of the researcher in the data-collection and
analysis process and the possibility of bias as a result of the researcher’s background and
characteristics. In this section, I will reflect on this, the presence of the researcher and the
research methods employed.
The presence of the researcher – a white Dutch woman – presented a potential threat to
internal validity, since it could result in participants withholding more personal stories, or
could result in socially desirable answers. I was present at most interviews and FGDs and
took notes during the interviews. Because I was able to follow the basics of Tamil and the
co-researcher or research assistant translated more complicated answers, I was able to ask
additional questions for clarification or for new information. I consider the fact that I worked
for the organisation involved in the research was an advantage and potentially reduced
of the threat to internal validity, for two reasons. The first reason is that I was seen as an
integral part of the organisation and not an outsider who swooped in to collect data and
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then disappear. Secondly, many participants had already interacted with me in previous
programmes or at clinics, which fostered a sense of familiarity.
The co-researchers are all employed by the organisation and had varying levels of familiarity
with participants. Some researchers had worked with participants as case managers, while
others are managers of other projects at The Banyan and hence had no direct contact before
the interviews. In these cases, we were introduced by the community workers of The Banyan,
who coordinated with the participants about their availability for an interview. Research
assistants were not employed by the organisation, but the data collection they conducted
was done at the clinics, thereby ensuring that families were aware of the organisational
approval of conducting this research.
The fact that we conducted the interviews and FGDs as representatives of the organisation
could have influenced the findings about the need for support structures, since people may
have felt at liberty to ask for a range of support structures, based on the expectation that
all kinds of structures may be provided. We aimed to address this bias by sharing at the
beginning of each interview and FGD that the aim of the research is to better understand
the needs of families, and did not represent an assessment of families eligible for support.
The research methods used are an important consideration in internal validity. We aimed to
include triangulation at various stages in the research process, as well as using mixed methods
in most chapters. For part one of the thesis, semi-structured interviews were supplemented
by life-time histories, which provided a broad perspective on the journey of caregiving as it
changes over time, as opposed to a static reflection of caregiving experiences at a certain
point in time, after treatment was sought and received, often for extended periods of time.
These interviews were followed by administering the Experience of Caregiving Inventory,
which was then followed by conducting FGDs to share the phases model, developed from
the earlier data analysis, to gain participants’ feedback on the model, and to enrich the
description of each phase. Similarly, the list of support structures shared in the first phase,
supplemented by the interviews and followed by the FGDs, formed the basis for the chapter
on the need for support structures (Chapter 6).
In part two of the thesis, the chapter on the barriers to social protection measures (Chapter
7) was based on a survey of caregivers and clients, then followed by FGDs, which were aimed
at triangulation and increasing validity, as well as improving understanding of the details of
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barriers to access. The chapter on the role of NALAM workers in boundary-spanning (Chapter
8) with the aim to increase access to services, was based on two rounds of interviews with
NALAM workers and supervisors, thus creating a long-term perspective on how their role
changes and triangulating the data from the first round.

9.4.2

External validity

In order to ensure external validity, the research teams conducted mixed-methods studies
and aimed to include a large number of participants.
This study aimed to include perspectives of a variety of actors, including caregivers, people
with mental illness, mental health professionals and community-based staﬀ, as well
caregivers from both urban and rural settings. In addition, we aimed to include a fairly large
sample, which represented the types of families accessing services of The Banyan.
The participants in the study almost exclusively accessed facilities of The Banyan at a
particular location in Tamil Nadu, which means the results cannot be completely generalised
to the broader Indian context, or the context of other LMICs, given the variations between
Tamil Nadu and other states in India in terms of culture, demographics and economic status,
as well as the diﬀerences between India and other LMICs. Despite this, we argue that the
broad findings demonstrated in this thesis reflect experiences and barriers faced by families
of people with mental health issues in India and other similar contexts.
The lack of mental health facilities, lack of awareness and stigma are reported in other areas
of India and other LMICs. In fact, many high-income countries also report diﬃculties with
providing adequate mental health care and reducing stigma.
Within India, the availability of mental health facilities in our area of study (urban and rural
areas around Chennai) is less limited than it is in most other areas in the country.
The needs of caregivers described in this thesis have also have been identified in other
contexts. However, the particular focus of this thesis was to present a comprehensive
overview of a range of support structures required by caregivers, as well as categorising the
types of support structures required during each phase of caregiving.
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We have contributed to a body of research that encourages approaching the design of
support structures from the perspective of considering the needs of caregivers as they change
over time, as well as the possibility to use lay community-based resources as boundaryspanners that are able to facilitate access to services for families who may otherwise struggle
with finances, finding treatment options, social relationships and employment. Communitybased solutions to improve access to mental health services have been described in various
contexts and trials. In this thesis, I have aimed to describe an approach that incorporates
commonly implemented aspects of community-based lay-workers and expanded the
mandate of the NALAM workers to include other interventions that can reduce burden for
families who are struggling with finances, finding treatment options, social relationships and
employment. These interventions could also be applicable in other low-income contexts.

9.5

ETHICAL CHALLENGES

While no adverse experiences occurred in the course of the research, as far as we know, we
do recognise the potential ethical dilemmas in conducting research of this nature.
The first dilemma relates to visiting people in their homes to conduct interviews. While most
caregivers were comfortable with visits to their homes for interviews, because neighbours
were aware of the mental illness of their family member, others expressed discomfort about
home visits because they did not want to draw attention to themselves. Those interviews
were then conducted at the clinics instead.
While we did not provide payment for interviews, we did try to minimise caregivers’
outgoings in order to participate. For the first round of interviews, we brought small tokens
of appreciation, such as fruit when visiting people at home. When requesting caregivers
travel to The Banyan’s locations for FGDs, we provided a travel reimbursement, or aimed to
coincide the FGD with clinic visits. The surveys were administered at the clinics, with the aim
of minimising the time spent on travel for caregivers.
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9.6

FUTURE RESEARCH

Considering the dearth of empirical studies in the field of caregivers in a low-resource setting
like India, the scope for future research is considerable and multi-faceted. I will describe the
main areas for future research as related to the studies conducted as part of this thesis.
Using the phases of caregiver model to study caregivers’ experiences in other areas in India
and in other LMICs would provide additional validity and provide an opportunity to enrich
the descriptions and analysis of the lived experiences of caregivers in various settings.
Developing the phases of caregiver model into an assessment and design template for
support structures for caregivers would aid in the practical application of the phases model.
Understanding the content and potential of peer support groups in more detail would add
to the knowledge on suitable support structures for caregivers. In particular, examining the
activities and focus of peer support group meetings that contribute to reducing caregivers’
burden and encouraging positive aspects of caregiving and using caregivers’ existing
strengths would be a valuable addition to the existing knowledge on peer support groups,
which is quite scarce. In addition, the two-way interactions with community members,
as observed in certain support group meetings described in Chapter 8, would be worth
exploring through ethnographic research to understand the potentially positive eﬀects on
community acceptance and early identification of mental illness in the community.
With regard to the study of NALAM workers, an extension of the study conducted in the
initial years of the NALAM programme, as described in Chapter 8, would be beneficial. Our
study focused on mental health outcomes of people diagnosed with mental illness as a
result of the interventions of NALAM workers. It would contribute to the understanding of
the NALAM model to examine the impact of the NALAM workers on the reduction of family
burden, improved access to social protection and employment and reduction of stigma in
the community.
While advances in medical treatments for mental illness were not the focus of this thesis,
nor were its eﬀects on caregivers’ burden, it would greatly benefit families and people with
mental illness if research conducted in medical sciences continues to focus on improving
eﬀective treatment options for mental health issues.
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Summary
Family caregivers are the main source of support for people with mental illness in India.
Mental health care in India is often diﬃcult and expensive to access (particularly in rural
areas), and in many areas access relies on non-government organisations (NGOs). Caregiving
often implies incessant anxiety, seeking help in various places, losing social connections and
opportunities. The need for support in order to cope with the evident and multi-faceted
distress caused by caregiving.
The loving connections between family members and the positive intentions to provide care
and support over an extended period of time are equally important to recognise. While not
all families continue to provide care for their relatives with mental illness, and abandonment
does occur, family members more often consider it their duty to take care of them. They
stand by their relative from the onset of symptoms and for many years, through many trials
and tribulations. Most families are intimately involved in areas of the relative’s life, including
living together, providing or sharing finances, deciding on marriage partners, providing
much social interaction, taking responsibility to find treatment, attending sessions with
psychiatrists and social workers, learning about the symptoms of mental illness, paying for
medication, ensuring medication compliance, and encouraging the relative to go to work.
Diﬀerent family members, such as spouses, parents, siblings and adult children, frequently
end up being the primary caregiver for their relative, depending on family circumstances.
The experiences of caregivers of people with mental illness in India are lived out in the
context of the country’s very complex landscape of mental health. It highlights intersections
of poverty and mental health, lack of mental health services, cultural and family structures
and norms, the pressures of social interactions and expectations; high reliance on caregivers
in the mental health services and/or strong family ties; and the emotional and practical
challenges of family care. This means that any study on caregiver experience must take into
account the complex intersections of numerous factors in addition to an individual’s health.
In this thesis, I attempt to explore these intersections and the place of the caregiver in them.
Study participants included caregivers and clients who access mental health clinics of The
Banyan, a non-governmental organisation providing mental health care to low-income
group in and around Chennai, Tamil Nadu.
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I suggest that attending to the changing experiences of caregivers living in poverty is a rich
site of study, in that it oﬀers us the ability to consider changing needs of caregivers, and work
towards developing adaptive, flexible, and inclusive support structures.
While studies on the experiences of caregivers have been conducted in various contexts,
this thesis attempts to contribute to this body of knowledge by understanding and gauging
the types of support structures caregivers need, and to examine the barriers to accessing
them. The thesis will focus on a particular type of support structure, namely social protection
measures, and also examine the role of community-based workers in minimising those
barriers. The thesis will attempt to answer the following research question:
How can we understand the experiences of caregivers of people with mental illness in a
low-resource context and address these with the design and implementation of support
structures?
In order to answer the main research question, four sub-questions were addressed through
the research presented in diﬀerent chapters in this thesis. They are the following:
5. How can the challenges faced by caregivers of people with mental illness from low-resource
families be understood in the cultural context of India?
6. What is the nature of support structures required by caregivers?
7. What are the challenges in accessing social protection measures for people with mental
illness and their family members?
8. Which strategies can be employed by community-based health workers to address the
challenges of access to support structures for caregivers of people with mental illness?
In order to address these sub-questions, the thesis largely employed mixed-methods,
including semi-structured interviews, life history timelines, focus group discussions and
surveys. In most studies, sequential methods were used to validate the findings of an
earlier phase of data collection with another research method. The thesis aimed to achieve
validity through methodological and investigator triangulation, piloting instruments, data
saturation, and prolonged fieldwork and residence in the study area.
Study participants included caregivers and clients who access clinics of The Banyan, a nongovernmental organisation providing mental health care to low-income group in and
around Chennai, Tamil Nadu.

230

Findings
The thesis is divided into two parts. Part 1 explores the experiences of caregivers, including
both negative and positive aspects, as well as the support structures needed during the
long duration of caregiving. Part 2 considers the barriers to providing required services, in
particular social protection measures, followed by an exploration of the community-based
strategies that aim to address these barriers.
In Part 1, chapters 4, 5 and 6 set the scene of this study by oﬀering a broad perspective on the
experiences of caregivers in an urban and semi-rural area of Tamil Nadu, India. These chapters
aimed to understand the lived experiences of caregivers and the aspects of Indian society
and culture that contribute to the experiences of this particular group of caregivers. More
specifically, these chapters aimed to address three key themes in caregivers’ experiences that
have hitherto been inadequately addressed in the literature: the importance of considering
the changing nature of caregivers’ experiences over time; how family structures aﬀect these
experiences and their positive aspects; and how caregiving can lead to personal growth. In
this thesis, I aimed to gain more understanding of each of these issues.
In order to gain insights into the first issue, we developed a phase-based model based
on the experiences of caregivers of persons with mental illness in Tamil Nadu, India. The
resulting ‘The Banyan model of caregiver experiences’ outlines six phases of the caregiving
experience.
The phases described in The Banyan model of caregiver experiences (Chapter 4) are:
7. Manifestation of symptoms
8. Seeking help
9. Helplessness and attribution
10. Relative control and insight
11. Loss and worries
12. Finding new meaning
The model (described in Chapters 4 and 5) elaborates on the lack of mental health awareness,
which means that many family members are not aware that their relative’s behaviour is
a symptom of mental illness. Instead, many families attribute the behaviour to magicoreligious reasons, which leads them to seek treatment in faith healing centres first.
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The cultural manifestations of stigma result in lack of knowledge on mental health (phases
1 and 2), the hesitation of caregivers to ask extended family members for help because they
fear negative reactions (phase 2), loss of relationships and worries about the safety of the
relative (phase 5).
Personal change is described in phases 4 and 6 of the model, where we discuss how
caregivers learn about how to deal with the challenges of caregiving and getting used to
the treatment of mental illness (phase 4) and how caregivers use their experiences to find
new meaning in life by helping others, becoming employed as a community mental health
worker or experiencing positive change in their personality and character (phase 6).
We found that stigma played a large role in a plethora of consequences of caregiving,
including loss of social relationships and loneliness (as described in Chapter 5). Loss of
social relations, as a result of stigma and community members’ lack of awareness of mental
illness, aﬀected families greatly. While not all caregivers reported loss of relationships, most
families did and this resulted in loss of employment, the waning invitations to celebrations
by extended family members, being shunned by neighbours and general isolation of the
family by society.
Particularly painful experiences reported were related to marriage. Adult children and
siblings of people with mental illness reported being unable to find a partner whether
through an arranged marriage or a ‘love marriage’, since potential partners were unwilling
to bear responsibility for the relative with a mental illness or were worried about whether
mental illness was a genetic condition.
A general sense of shame and unwillingness to be associated with mental illness was also
observed. This led to certain caregivers being unmarried against their wishes, even though
they were at or past the eligible marriageable age. These manifestations of courtesy stigma
were incredibly painful and life-altering for these caregivers.
Similarly, shame about the inability of the relative with a mental illness to attain certain
social expectations, such as education, employment or marriage, resulted in embarrassment
for some caregivers. Caregivers also shared embarrassment as a result of their relative’s
behaviour, such as verbal abuse of the caregiver or others, shouting, or public nudity. Public
embarrassment caused families to perceive a loss of honour, which was a painful experience
for caregivers.
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In Chapter 6, we described four aspects of finding meaning as a result of being a caregiver,
which includes the domains of personal strength, compassion, focusing on life’s positives
and eﬀortful reinvention of the self. We also examined the caregivers’ sources of strength
in their life. We found that in many cases, religion was an important source of strength and
resilience. In addition to religion, a sense of duty towards family members was mentioned
as a source of strength. Caregivers said that their parents taught them that family needs to
care for each other in all circumstances, which reflects the great importance placed on family
responsibility in India. Lastly, caregivers described that they developed personal strength as
a result of experiencing hardships.
We found that caregivers require a wide range of support structures, such as educational,
psychological, social, financial and peer support. Since families included in the study are all
from low-income groups, some of the support structures they need are related to general
conditions of poverty and social deprivation. However, we found that being a caregiver of
a person with mental illness compounded the challenges facing people living in poverty.
The lack of support structures (medical, financial and social) for people with mental illness
in India results in the accumulation of responsibility on the shoulders of family caregivers,
which can be too much to bear for those who simultaneously experience poverty and social
exclusion.
In Part 2, in Chapters 7 and 8, I examined barriers to accessing social protection measures
and considered a strategy involving community-based people to improve access to support
structures through the use of boundary objects.
The barriers described in Chapter 7 relate to policy decisions by state governments that
exclude people with mental illnesses from being eligible for disability benefits, despite
inclusion of mental illness as a disability in the Rights of Persons with Disabilities Act 2016. In
addition, other social and stigma-related issues reduce access to social protection for people
with disabilities, such as lack of awareness of application procedures, diﬃculties in travelling
with the relative, caste-based discrimination, corruption and the low social status and
power of people with mental illness. We have described these in an access framework that
considers barriers from both the demand and supply perspective. Some of these barriers can
be addressed by relatively simple assistance provided by a community-based worker, while
others are systemic issues related to caste, class and bureaucratic processes, which are more
complex to remedy.
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We presented the NALAM worker model in Chapter 8 as an example of community
engagement and people who aim to address a wide range of problems in the lives of
families. NALAM workers act as boundary-spanners in order to bridge some of the gaps
which become apparent when families are faced with caregiving responsibilities.
NALAM workers have a flexible mandate and are able to respond to families’ specific needs
in order to reduce their burden. These needs may span economic, medical, social and
vocational domains, which NALAM workers are able to address by acting as boundaryspanners between families, communities, health care providers and government agencies.
I described specific strategies, including information sharing, reframing, presence and
facilitating inclusive physical spaces.

CONCLUSION
The answers to the sub-questions pertained to the importance of considering experiences
of caregivers in a phases model, as their experiences and need for support structures change
over time. I also described experiences peculiar to the Indian context, such as lack of mental
health knowledge the search for mental health treatment across various belief systems and
issues faced by siblings and children related to finding a marriage partner. I elaborated on
the range of support structures required by caregivers in order to be able to provide care
to their relative, which included the more obvious financial and medical support, but also
described the need for social relationships, entertainment, and access to places of worship. In
addition, I complement the answers to the sub-questions with three insights that contribute
to answering the main research questions.
First, I found that new social support structures are required as a response to a complex
process of the breakdown of existing social support structures that would normally be
provided by relatives, neighbours, and friends, but which has often reduced because of
stigma and social isolation. This does not necessarily make the provision of support structures
resource-intensive or time-consuming. I aimed to showcase a wide range of options for
support structures, of which some are one-oﬀ simple interventions that have the potential to
make a large impact. An example of this is assistance provided by NALAM workers to obtain
government benefits, such as a ration card for food staples, old-age or widow’s pensions.
Another example is securing educational scholarships for the children of clients, or referring
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clients for employment. Obtaining a disability allowance proved to be more diﬃcult, since
the barriers to obtaining this entitlement were found to be systemic and were the result of
exclusion of people with mental illness. This demonstrates and highlights the need for a
responsive and inclusive government system that includes persons with mental illness as
eligible for social protection measures. Other support structures are more long-term and
require consistent investment of time and financial resources, such as vocational training,
increasing social support and reducing stigma in the community. Providing adequate
support structures has to overcome various types of barriers, including lack of financial
resources, low literacy level among some caregivers, lack of trained professionals and lay
people, and finally, stigma related to mental health.
Secondly, as my research has shown, the complexity of envisaging and implementing support
structures, and the need for multi-faceted support structures, present both a challenge and
an opportunity. Challenges include the need to address multiple crisis areas at once, which
may seem like a daunting and overwhelming mandate. On the other hand, organisations or
agencies committed to reducing the burden on caregivers have ample angles from which
help can be oﬀered, depending on the capabilities, resources, and organisational philosophy.
This provides opportunities for experimentation, as well as of collaboration among various
actors, including non-profit organisations, government agencies, private entities and
individuals to address the burden borne by caregivers.
Finally, an important finding of the studies is that drawing on the strengths of caregivers, as
well as community resources, is an important angle in envisaging support structures. Existing
resources (such as medical care, social protection, vocational training) are available, but they
need to be channelled to and tapped by innovative and inclusive strategies. Specific needs
include counselling programs for caregivers, establishing peer support networks, as well as
attention for the physical health issues of caregivers require dedicated support structures.
I would suggest a system in which the needs of caregivers are assessed and planned for,
independent from the needs of people with mental illness, while implementation may be
mainstreamed in health and social protection programs, where appropriate.
From this perspective, appreciating the willingness of families to support their relative, as is
common in India, is a valuable source of strength when considering the options for support
for a person with mental illness. Considering the very important and prominent role that
families play in decisions about treatment, providing financial aid and housing to the relative,
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as well as providing most of the social support for a person with mental illness, supporting
them is of vital importance. In particular, it is imperative to provide support structures that
are appropriate and appreciative of their struggles and resilience in the face of distress and
that aim to assist families in continuing their caregiving responsibilities.
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