Disability and the Global South, 2023 OPEN ACCESS
Vol.10, No. 2, 2334-2358 ISSN 2050-7364
www.dgsjournal.org

Challenges and forms of coping and support in the daily lives of Nepali
mothers of children with intellectual disabilities: a qualitative study

Namrata Pradhan®*, Gerill Haugan®, Jennifer Infanti®

@b¢ Norwegian University of Science and Technology (NTNU), Faculty of Medicine and Health
Sciences, Department of Public Health and Nursing. Corresponding Author- Email:
namrata.pradhan@ntnu.no

The purpose of this qualitative study is to investigate the experiences and perceptions
of Nepali mothers who care for their children with intellectual disabilities. These
children require lifelong care that places significant emotional, social and financial
burdens on their caregivers, who are predominantly mothers in low-income countries
such as Nepal. In these contexts, cultural and social factors, such as gender inequalities,
discrimination, exclusion and poverty, can exacerbate the caregiving challenges faced
by these mothers. Therefore, the study aims to explore the specific challenges, the
coping strategies and supports that these mothers use to manage them. Fourteen mothers
were recruited through local disability organisations in Province 3 and interviewed
individually. Using a systematic approach to thematic analysis, we identified numerous
challenges associated with caregiving, including emotional, social and financial
burdens. Despite limited formal caregiving support, the mothers relied on emotion-
focused solutions to challenges as coping strategies, such as acceptance, peers and
family as forms of support, resourcefulness and spiritual beliefs. These findings
highlight the critical roles of mothers of children with intellectual disabilities in Nepal
and the need for advocacy, research and interventions to promote the health and well-
being of these caregivers and their families.
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Introduction

Intellectual disability (ID) encompasses a broad range of neurobehavioral conditions, including
autism, Down syndrome and cerebral palsy, that reduce an individual’s ability to comprehend
new or complex information, learn and apply new skills, function independently, communicate
and socialise (Schalock, 2011). Impairments related to ID typically emerge during childhood
and persist throughout an individual’s life (ibid, 2011). Because ID affects many aspects of
daily life, it can have a great impact on families and caregivers, resulting in negative effects on
social and leisure time, interpersonal relationships, personal health, economic circumstances
and educational and employment opportunities (Baxter et al., 2000; Mbugua et al., 2011;
© The Authors. This work is licensed under a Creative Commons Attribution 3.0 License
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McConnell et al., 2015).

Caring for children with ID (CWID) is a lifelong commitment that profoundly impacts all
family members, although caregiving responsibilities are often unequally distributed and
influenced by gender dynamics (Hassall et al., 2005). Mothers frequently bear the primary
burden of providing intensive and unpaid care alongside other responsibilities, such as formal
employment, household chores and the care of other family members, including other children,
the ill and the elderly (Ghosh et al., 2017; Seedat et al., 2021). Care of CWID requires
substantial resources and is undervalued globally. This lack of recognition perpetuates gender
and economic inequalities, harming health, widening gender disparities in employment and
wages, amplifying vulnerabilities, and reducing women’s opportunities for rest due to time
constraints (Coffey et al., 2020; Glenn, 2010). Furthermore, despite not having a disability,
mothers of CWID can face discrimination and prejudice based on their association with
disability (Ryan et al., 2008; Runswick-Cole et al., 2018), which affects the highly nuanced
nature of care in different contexts.

Research conducted worldwide, although primarily in high-income countries, demonstrates
that the unpaid domestic care of CWID can impose mental health burdens and adversely affect
the quality of life for primary caregivers (Caputo et al., 2016; Ghosh et al., 2017). Studies
conducted in low- and middle-income countries (LMICs), including Nepal, have also
highlighted the negative impacts of informal caregiving within families, often carried out by
mothers. These effects encompass overall health, including psychological distress (Maridal et
al., 2021; Rydzewska et al., 2021; Scherer et al., 2012).

In LMICs, women and girls who care for CWID can face additional challenges due to a lack
of social welfare systems and services, inadequate health facilities and limited infrastructure
(Maridal et al., 2021; Thrush et al., 2014; Vadivelan et al., 2020). As a result, these caregivers
often must sacrifice their basic rights to education, healthcare, employment and leisure time.
The challenges of living in poverty further intensify or compound the physical and
psychological stress experienced by primary caregivers of CWID (Lundy, 2012; Thrush et al.,
2014). Moreover, inequitable policies related to CWID, particularly exclusion from education
and employment, may disproportionately affect primary caregivers who are predominantly
mothers in LMICs. While such exclusions can be observed in various regions worldwide, the
challenges faced by these mothers in LMICs can be magnified and more burdensome due to
specific contextual factors.

Nepal is recognised as one of the poorest countries, with approximately one-quarter of its
population living below the poverty line (Government of Nepal [GoN], 2020). Illiteracy rates
for women in Nepal are high, with approximately 40% unable to read or write (GoN, 2020). In
addition, Nepal is a patriarchal society in which women bear the primary responsibility for
unpaid care and household work, often in addition to their work in formal sectors. This burden
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is further exacerbated by the lack of availability and access to public resources, services, high
levels of migration of men, family structure and discriminatory gender norms and roles (Ghosh
et al., 2017). As a result, mothers of CWID in Nepal face significant challenges that have a
profound impact on their well-being.

Research on disabilities, particularly ID, in Nepal has historically been neglected (Aryal et al.,
2022; Sonpal et al., 2012). Current evidence concerning the daily experiences of and
psychological distress among mothers and other caregivers of CWID is still scarce, with some
notable exceptions shedding light on these topics (Archarya et al., 2021; Maridal et al., 2021).
Nevertheless, given that the specific factors affecting the stress and coping resources of mothers
of CWID vary widely based on individual and family resources, among other factors, there is
a need for further research that captures the diverse daily experiences of these caregivers. Such
knowledge is a crucial starting point for raising awareness and informing the development of
culturally relevant and context-specific interventions and policies that address the unique
challenges faced by mothers and their families within the setting. In the longer term, this can
contribute to the creation of more equitable and inclusive societies.

Within this context, this study explores the experiences and perceptions of Nepali mothers who
care for their CWID, delving into the challenges they encounter and the forms of support they
use.

Methods
Study design

Considering the diversity of experiences and perceptions associated with parenting CWID, we
selected a qualitative design to explore the many subjective realities of Nepali mothers of
CWID. Qualitative methods are useful for uncovering the meaning and context of people’s
experiences and for facilitating an in-depth exploration of individual perspectives and emotions
(Maxwell, 2013). By using in-depth individual interviews, we aimed to capture the nuanced
and complex nature of the daily experiences of 14 caregivers.

Study setting, participant recruitment and demographic profiles

We used purposive sampling to recruit participants for this study. The leaders of CWID day
care centres and the nongovernmental organisation Parents Federation of Persons with ID
(PFPID) in Nepal helped identify potential participants who met the inclusion criteria. PFPID
comprises parents and family members of CWID throughout Nepal, providing support and
advocacy. They have an extensive network with other parents of CWID in Nepal and are
involved in running local day care centres in and around the study setting, Province 3. These
day care centres were established by parents due to the lack of inclusive schools for their
CWID. Collaborating with PFPID was a vital step in contacting and recruiting parents of CWID
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in the setting.

Province 3, located in the central region of Nepal, is one of the most populous of the country’s
seven provinces, with a population of 5.5 million and characterised by rich geographic, ethnic
and cultural diversity. It encompasses the Kathmandu Valley, a historical and urban hub, along
with surrounding hills and mountains. Province 3 hosts high numbers of internal migrants in
search of job opportunities and faces complex factors contributing to poverty, including a lack
of social welfare programs, and gender and social inequality (Government of Province 3, 2019;
Gyawali, 2020). While Province 3 represents an area with high socioeconomic development
compared to other districts in Nepal, around 15% of the province’s population lives below the
poverty line, and 16% is absent due to foreign employment (Govt of Province 3, 2019).

To be included in the study, participants had to be primary caregivers for CWID residing in
Province 3, have CWID aged 518, have CWID admitted to day care centres and were willing
to be interviewed via Zoom or telephone with audio recording. Recruitment continued until we
reached data saturation, which occurred when no new information or themes emerged from the
data.

The final sample comprised 14 volunteer participants who were mothers of CWID aged 7-18,
representing different socioeconomic and educational backgrounds, including illiteracy. Table
1 presents some demographic characteristics of the study participants. All participating
caregivers were mothers, reflecting the patriarchal nature of Nepali society. The mothers’ ages
ranged between 25-50 years. Half of the mothers had completed at least primary education and
reported more stable living conditions, while the other half had no formal education and
reported a poor socioeconomic background. A few mothers were engaged in some form of
income-generating activity, such as teaching or small-scale businesses.

Table 1: Demographic profiles of participating mothers of CWID

No. Age Education Occupation
1 50 Higher secondary =~ Homemaker
2 32 Bachelor’s degree  Homemaker
3 30 No education Housekeeper
4 45 Master’s degree Teacher

5 35 Higher secondary ~ Shopkeeper
6 34 Higher secondary =~ Homemaker
7 35 Master’s degree Homemaker
8 36 Higher secondary =~ Homemaker
9 50 No education Homemaker
10 34 No education Homemaker
11 45 No education Homemaker
12 40 Bachelor’s degree ~ Banker
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13 33 Bachelor’s degree Homemaker
14 30 Primary Shopkeeper

Data collection procedures

We conducted 14 individual interviews over a three-month period in the spring of 2021. Each
participant was assigned a unique study number and provided informed consent before the
interviews.

We developed an interview guide based on the study aims, which was reviewed by a panel of
experts in qualitative research. The guide was piloted with two participants who met the
inclusion criteria but were not included in the final sample. The questions in the guide were
open-ended, focusing on the following questions: ‘How does a typical day look for you? Can
you take me through it?’. Additional questions addressed the participants’ everyday caregiving
challenges, personal well-being, family interactions, resources and support.

The interviews were conducted in the Nepali language. One mother preferred to use the local
language of Newari. The first author, who conducted all the interviews, was fluent in both
languages. The interviews lasted between 45 minutes and two hours, with an average duration
of one hour. The first author took written notes during each interview, and all conversations
were recorded offline on a Dictaphone. To ensure the validity and reliability of the data, the
interviewer confirmed her understanding of the participants’ statements several times during
each interview. Thereafter, member checking was performed by sharing the preliminary
findings with some of the participants to validate the interpretation of their data.

Because of the COVID-19 pandemic, we conducted interviews via Zoom or telephone. The
leaders of the local day care centres collaborated with the PFPID to arrange the time and place
for the interviews. The local day care centres arranged telephone interviews or Zoom calls for
the participants who did not have smartphones or internet access. The participants without
literacy were assisted by leaders of the day care centres in using the digital platform for the
online interviews. The Zoom cameras were on during the online interviews, but the participants
were allowed to turn them off if they preferred.

Ethical considerations

The study received ethical approval from the Nepal Health Research Council (reference
number 4063) and was registered with Sikt—the Norwegian Agency for Shared Services in
Education and Research (reference number 735910). Prior to participation, the first author
verbally informed the participants about the study, while the day care centre leaders provided
detailed explanations about the nature of the interviews, recording process, the voluntary nature
of participation and the participants’ right to withdraw from the study at any time without facing
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any consequences.

To address potential concerns about confidentiality and anonymity, pseudonyms were assigned
to each participant, ensuring confidentiality throughout the study to protect the participants’
privacy. Additionally, the audio recordings of the interviews were securely stored in
compliance with the institutional policy of the Norwegian University of Science and
Technology (NTNU), and access to the recordings was limited only to the first author.

Verbal consent was obtained from the participants, considering the low literacy rates prevalent
in Nepal, especially among women, and cultural attitudes that often foster scepticism and
mistrust towards signing formal documents. The informed consent process involved clear
explanations of the study procedures, risks and benefits, and the participants provided their
consent directly to the researcher prior to the interviews. Furthermore, the first author ensured
that the participants received compensation for the internet/data usage on their smartphones
during the Zoom interviews. No additional financial payment was provided to ensure that their
involvement in the study remained voluntary and unbiased. By implementing these ethical
measures, we aimed to protect the rights, confidentiality and well-being of the participants
while ensuring the scientific rigour of the study.

Data analysis

During the data collection, the first author conducted a preliminary analysis, constantly revising
the interview guide, taking reflective notes and recording keywords for each interview. The 14
interviews were transcribed verbatim in Nepali and then translated into English by the first
author and a research assistant (RA), both fluent in Nepali. The first author reviewed the RA’s
translations to ensure accuracy. To protect the participants’ confidentiality, their personal
information was removed from the transcripts.

The data were analysed using Clarke et al.’s (2015) five-step thematic analysis. During the first
step, the first author read and reread each transcript to become familiar with the text and
identify important quotes and phrases. The author made reflective notes, documented
similarities among transcripts and described notable characteristics of the participants’
experiences. During the second and third steps, the researchers collectively generated codes by
examining the transcripts for identifiable topics or aspects. Then they compared and related the
text in different transcripts, asking questions about the data and writing notes. Emerging themes
were reviewed in relation to existing literature on the caregiving experiences of mothers of
CWID in LMICs (see for example Fernandez-Alcantara et al., 2017; Oti-Boadi, 2017;
Rodrigues et al., 2019) and compared across the 14 transcripts to identify connections and
revise into sub-themes. In the final stage, the sub-themes were aggregated into superordinate
themes and given descriptions, resulting in a thematic network.
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Figure 1 below summarises the progression of the data analysis from codes to sub-themes to
descriptive superordinate themes. The first column shows the codes representing broad
identifiable topics or aspects generated from the transcripts. The second column provides the
codes grouped into sub-themes, such as ‘emotional burden’, ‘social hardships’ and ‘family,
community, peer support’. The third column shows the sub-themes further aggregated into the
descriptive superordinate themes of ‘challenges’ and ‘forms of coping strategies and support’
used by mothers of CWID.

Figure 1: Data coding process and theme development

Codes Sub-themes Descriptive superordinate themes
sadness, constant worry, Emotional burden Challenges affecting the daily lives of
depression, fear, stigma, Social hardships mothers of CWID -

discrimination,

exclusion, fatalism,
unpaid caregiving, loss
of employment,
financial strains, out-of-
pocket healthcare costs,

Poverty and financial
hardships

Mothers of CWID experience unending
care, fear, worry, and negative emotions.
They also face exclusion, stigma,
discrimination, financial losses and

which
negatively affects their emotions and

relentless unpaid caregiving,

rehabilitation overall well-being.

acceptance, gratitude, Emotion and solution- Forms of coping and support in the daily
children provide life focused coping lives of mothers of CWID -

purpose, helpful family Family, = community Mothers of CWID focus on positive
and peers, spiritual and peer support aspects of their lives, such as having
beliefs, self initiation, Spiritual beliefs supportive families and spiritual beliefs.
resourcefulness They use coping strategies actively and

passively, and initiate efforts to provide
care for their CWID, including opening
day care centers and supporting other
mothers in similar situations.

Finally, two in-depth interviews with mothers referred to as ‘Deena’ and ‘Rita’ were selected
for presentation as extended narratives in the following section. These accounts provide a
comprehensive and poignant summary of the challenges (Deena) and supportive factors (Rita)
experienced by most of the participants, thus serving as summary frameworks or references for
the study findings.

Findings

In the interviews, the participants revealed a nuanced and complex picture of their everyday
caregiving experiences of their CWID. These caregivers appear to face a multitude of
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challenges and stressors that impact their emotional, social and financial well-being. However,
we also observed that these challenges co-exist alongside a range of forms of support,
acceptance, spiritual beliefs and adaptive coping strategies that enable mothers to navigate their
caregiving responsibilities.

To illustrate these findings, Figure 2 depicts the interconnected challenges and forms of support
that shaped the caregiving experiences of the participants. In the remainder of this section, we
first present the challenges these mothers face, highlighting the emotional, social and financial
dimensions of their experiences. Then, we turn to the ways in which mothers use or receive
support or draw upon other resources to manage their challenges.

Figure 2: Interconnected challenges and forms of support and coping described by mothers of
children with intellectual disabilities

* Emotional burden: for e.g., stigma, discrimination,
shame, fear etc.

+ Social hardships: for e.g., constant care requirement, lack
of respite, lack of external resources etc.

* Poverty and financial hardships: for e.g., unpaid
caregiving, lifelong caring requirements, unemployment
etc.

CHALLENGES

« Emotion and solution focused coping: for e.g., children
providing source of life purpose, acceptance of child’s
FORMS OF COPING disability, being resourceful etc.
AND SUPPORT U Fam'lly, coml-nunlty and peer support
* Spiritual beliefs

Challenges experienced by mothers of CWID

The mothers of CWID in this study described facing various and persistent challenges in the
caregiving context, from discriminatory social perceptions of disabilities to present and
anticipated future financial concerns, insufficient time for other children and a lack of social
support. These challenges were presented as significantly impacting the mothers’ emotions,
social lives, finances, health and well-being. We present the described challenges below,
drawing on the voices and experiences of the participating mothers to illustrate their impact.

Emotional burden and social hardships

Deena’s story exemplifies some of the stressful daily realities of life for mothers of CWID.
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Deena has a 10-year-old son diagnosed with Down syndrome. Her husband began working
abroad four months after their wedding, leaving her lonely and without a confidante. She
struggled to care for her son, who was often sick and frail, and moved to the capital city to
access better healthcare facilities. Deena’s in-laws taunted her after learning about her son’s
diagnosis, adding to her emotional distress. Deena shared the following information:

I look after my son and help my husband in the shop besides household chores. We used
to live in the village. My husband went abroad for a better job four months after our
wedding, when I was only two months pregnant. I felt lonely after that, and there was no
one to talk to. Village life is hard; I hardly had time to rest. My in-laws never cared for
my well-being. After the birth, I felt lonelier, there was no one I could confide in...I was
in so much pain due to loneliness.

My son was frail and sick all the time. I hardly had time for my son due to household
chores, and nobody in the household helped me. Therefore, I decided to move to the
capital with my son, where I have access to better healthcare facilities and could spare
more time for my child. Now my husband is back and runs a shop in Kathmandu. I am
relieved that he is with me and my child. However, catering to the well-being of my child
and his constant needs is very stressful for me.

In addition, my in-laws taunted me, used harsh words, and tortured me mentally after
they learned about my son’s diagnosis. They said that my son inherited it from my side
of the family. Even though I know it’s not true, I can’t say anything, and I know they will
not understand. I have never had their support. All [ have is my husband.

My son’s health has improved; he is better than before. But, whenever he is away or at
school [day care centre], I constantly worry about his well-being.

[ used to get negative thoughts all the time. I constantly thought of killing myself and
felt that living a lonely and hard life like I do has no meaning. Before [marriage], I used
to be strong, but my son’s condition has made me very weak, and I worry about his future
constantly.

Two years ago, I started having neck pain...My husband took me to the doctor. The doctor
prescribed some medicines [that] caused side effects like gastritis. But still, the pain on
one side of my body remained; medicines didn’t help me at all. I wanted to cry all the
time, especially when I saw my son. But now I am on a different medication, which
makes me calm, and my pain has disappeared. I am quite dependent on this medication,
but I take it for my son.

Deena’s situation was not unique among the research participants. All the mothers in our study
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whose husbands worked abroad expressed similar challenges and experienced many negative
emotions that affected their mental well-being. Some mothers expressed that a lack of
awareness about disabilities among family members and others in their lives caused them deep
pain and sorrow. For example, Maya, a 29-year-old mother who was a housekeeper, also
described her constant fear and anxiety regarding her son’s well-being while she was working:

It is difficult for me. Wherever I go, I can’t stop thinking about my son’s whereabouts.
I am constantly worried, but it’s not possible for us to always be with him due to work.
Sometimes when I must leave, I seek help from different households in the
neighbourhood.

In addition, mothers of daughters with ID expressed concerns about sexual abuse, rape and
violence towards their daughter with ID. This extended to a sense of distrust among relatives
and family members. For example, Rama, a 50-year-old mother, expressed:

I do not want to leave my daughter alone with anyone, we hear a lot of cases of rape
and abuse, and unwanted pregnancy among daughters with ID. I don’t even trust my
close male relatives.

There was a strong desire among these mothers to protect their children from negative
behaviours and attitudes. The mothers perceived their children as vulnerable to violence. As a
result, constant worry and fear were common emotions among the mothers in our study. Several
mothers also reported experiencing emotional pain that manifested in physical symptoms, for
example, as described by Deena whose neck pain subsided only after taking a ‘calming
medication’.

All the mothers in this study mentioned encountering insults, shame, blame, cruelty, rudeness,
exclusion and discrimination due to the prevailing social perceptions and stigma surrounding
ID. These negative attitudes were often attributed to a belief in curses or sins from previous or
present lives, which caused the mothers significant social and relational stress. These
experiences were so devastating that some of the mothers expressed a sense of regret or
despised having given birth to a CWID. Particularly mothers from lower castes described
experiencing discrimination from strangers. Maya, the 29-year-old domestic worker previously
mentioned, stated the following:

Giving birth to [a CWID] is accompanied by a lot of contempt and discrimination. Even
though it’s my village and community, people’s thoughts, perceptions, and the way they
talk...they despise (hela) us and discriminate...People say things like... ‘she gave birth
to such a child’ in a very negative way and state whatever they like about us.

The mothers participating in this study were excluded from social events and felt isolated
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because they could not bring their children. They reported being physically and mentally
bullied and being stigmatised because of cultural beliefs related to sin and karma. For example,
Tara, a 40-year-old teacher, expressed:

One of my relatives said that your child was born “like this” [with an ID] because you
have sinned. It was hurtful. It felt like a deeper cut, more than a pinch, but I think it’s
okay letting people talk whatever they want to...I still remember it though—it still
hurts.

There is the social stigma and shame of having CWID, which significantly stresses mothers
and makes them even more vulnerable to poor health. A number of mothers reported receiving
direct or indirect support from their families and in-laws, and for many, family members were
a source of stress. Swara, an employed 40-year-old mother, expressed sorrow about how others
avoided and stigmatised her CWID, leading to social isolation:

They avoid her [daughter] and treat her badly. A couple of times, people have dragged
her out of functions, gatherings. I couldn't tolerate it. That’s why I only attend those
ceremonies that must be attended compulsorily. Otherwise, I have cut such gatherings
and parties out of my life.

Poverty and financial hardships

The mothers in our study reported that financial hardships and poverty were their main life
stressors. The constant need to provide care caused many of these mothers to lose employment.
Similarly, they mentioned that because they had to stay at home to care for their children, they
could not seek employment. Unplanned expenses on treatments, rehabilitation, transportation
costs and loss of employment pressured the mothers to make ends meet, which left them in a
vulnerable position and caused them more stress.

Rashmi, a 50-year-old housewife residing in a suburban area in the Kathmandu Valley,
described that she has faced financial hardships in feeding four children, one of whom required
constant care. She desired to make some income on her own to support her family and stated:
‘I just wish if my child had been healthier and normal like other children, I could work and
make some income...This would have made our life so much easier.” Several mothers also
mentioned that the loss of employment opportunities because of their caregiving demands was
anticipated to last for their lifespan.

Other mothers shared that their husband provided just enough income for the family but said
that they experienced abuse and hurtful behaviour because of their financial dependence. For
example, Sobha is a 35-year-old mother who cares for a child with multiple disabilities,
including an ID. She is also her husband’s second wife. Sobha lived in the same household
with her 14-year-old son and her husband’s first wife. Sobha described her husband as abusive
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and unsupportive and explained that he had abandoned her in many ways. While he provided
for Sobha’s basic needs, he was hardly present at home. He complained or made her feel guilty
about any extra or unplanned expenses, even though they were for their only son. Sobha shared
the following:

My son also gets seizures. The doctor changes his medicine often. It is very costly. We
never have money. He used to get admitted to a hospital a lot. So, on these instances,
my husband always complains about expenses due to hospitalisation [of] our son. It
hurts a lot. I always think if my son was normal, everything would have been better. I
don’t work, so I must depend on my husband. If I had some income, I wouldn’t have
to hear anything from him. If only I had a paying job, I could say the money that is
mine. Now it’s not my money. When the expenses are high, my husband says a lot of
hurtful things.

Some mothers were highly educated but chose to stay home to give their full attention and care
to their CWID. Salana, a 38-year-old homemaker, made it clear in her interview that she was
ambitious when she pursued her master’s degree but stayed at home after that to care for her
child because it made her feel better and she did not want anyone else to care for her child.
Salana said, “When I found out about [my son’s] condition, I left my job and invested all of my
time [in] him.’

Forms of coping strategies and support used by mothers of CWID

Despite the multitude of challenges, the mothers of CWID in our study coped with their
situations. Some expressed that they felt a sense of purpose and reward when they saw their
children progress. Swara, a 45-year-old mother, expressed pride in her daughter as she
improved her social behaviour and became independent in various activities of daily living.
When Swara’s daughter was first diagnosed with ID, she felt devastated for many months.
However, she found parenting to be a purpose in life and explained, ‘I have trained her well,
and now she is independent and healthy...Nobody can tell she has an ID.” This helped Swara
develop a sense of purpose, contentment and pride, and she focused on the positive aspects of
helping her daughter learn life skills.

Similarly, other mothers intentionally focused on the positive aspects of their lives. Those with
well-employed husbands mentioned that they could care for their children exclusively and did
not need to obtain formal employment. Some living with in-laws said that their extended
families were understanding and that helpful friends were critical sources of stability and
support. Rama, aged 50, indicated that she had supportive relatives and friends who loved her
daughter and a large family to help when needed. She expressed that her husband was
supportive and caring and loved their daughter. She felt lucky to have a supportive family.
According to Rama, having a supportive family and focusing on the positive aspects of life
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helped her cope with the stressors of caregiving:

[Our daughter] is the centre of our lives. She makes us happy; she makes everyone
around her happy. I like to be with her, and I am happy that I can stay at home taking
care of her, and I do not have any pressure to earn a living. My husband has been
supportive, as well as my family.

Rama’s words indicate that acceptance from family and the community can play a critical
positive role in coping. It is a resource for mothers who have it, helping them develop feelings
of purpose, contentment and pride.

Some mothers indicated that they accepted their children’s disabilities as part of life.
Connecting with other parents of CWID through the day care centres reminded these mothers
that they were not alone. Shoba, a 34-year-old homemaker, explained that her thoughts, feelings
and perceptions about her child’s multiple disabilities changed after she began to work as a
caregiver at a day care centre, where she learned about different kinds of disabilities and
realised that there were more severe and challenging conditions. Most importantly, Shoba
recognised that she was not alone and that other parents had challenging life situations. Shoba
stated:

I used to work as a caregiver at the day care centre where my son was admitted...
[Previously], I thought it’s just my child like this...but I met lots of children like
him...and I finally realised it is not just my child, but there are several others with worse
conditions. I don’t cry anymore.

This realisation articulated by Shoba was also mentioned by other mothers; it seemed to help
them gain perspective and made it easier for them to adapt to their children’s disabilities and
caregiving needs. In addition to acceptance, the mothers in this study used spirituality as a
coping tool. Maya, a 40-year-old teacher, believed that she had a spiritual purpose in life and
that she was chosen for her parenting role. She described her coping as follows:

I am from a religious family. My father [a devout Hindu man] gives me motivation
whenever I feel low. Therefore, I can cope with the pain. Now I also think God gives
special children to parents who can take care of them and are strong enough to care for
them.’

The findings in our study suggest that acceptance, hope, spirituality, and supportive peers and
family are essential coping strategies for mothers of CWID. The mothers also showed
resourcefulness by learning more about disabilities and caregiving and helping the community
and other mothers in similar situations. For example, the mothers established day care centres
to support CWID with limited resources. Reena, a 36-year-old homemaker and former day care
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centre leader who has two CWID, started a local day care centre in the absence of inclusive
education. Reena reported that she felt like a resource to parents in similar situations. This self-
empowerment was part of Reena’s coping, as she redirected her energy and focus to helping
other CWID and their families. She discussed starting a day care centre:

I contacted the local public school to give us a small space for CWID...We
cleaned...painted and decorated rooms...I am grateful to the principal of the school
who agreed to my proposal, and of course, it is a great relief to all the parents of CWID
in our municipality.

Other mothers also stated that they redirected their energy and focus to cope, expressing pride
in their resourcefulness in caring for their CWID. Rita’s story exemplifies many of the support
systems and coping resources used by the mothers in this study. Rita, a banker and the mother
of a CWID, explained how she eventually accepted her circumstances:

We were not aware of [my son’s] condition until he was six months old. He looked like
any other normal kid, but as he was growing up, he couldn’t do many activities like
other kids. When he couldn't talk, we realised that he was perhaps not normal. The
doctors couldn’t diagnose him.

He looks normal. He needs help with his toilet activities still, but lately, he has been
able to use a spoon to feed himself. It’s only when he talks that he appears different. He
1mitates others, makes noises and voices. Sometimes, I feel it would have been better if
he was enrolled in a typical school since he has a habit of imitating others, and he could
learn a lot, but typical schools do not take him. However, he likes the day care centre.

One of my relatives asked us to go to church and confess and told us that ‘this will make
your child normal’. This surprised me because Christianity is not even our faith, but we
did it. We did everything we could, whatever people suggested to us. We performed
many rituals, like puja [a worship ritual], donating, reciting mantras. We did everything
they said. We went to doctors, to God-women, to priests, and what not. My co-workers
sometimes say, ‘Poor you’, but this does not upset me. I can understand why they say
that, and even though they say, ‘Poor me’, I don’t feel that. Now this is my normal.

Young children from our neighbourhood used to misbehave with my son because they
[didn’t] know him. However, others who know him, like him. He is social and has a
great affinity for the elderly, and everyone in our life loves him. I feel that my husband
and I bonded a lot more because of our son. When we just had our eldest, we were both
in our own worlds, but with my younger son, we bonded more as a family.
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Discussion

This study aims to explore the experiences and perceptions of Nepali mothers of CWID,
including their daily challenges, unmet needs, coping strategies and supports, ultimately to
better understand the dynamic and multifaceted nature of their caregiving journeys within
Nepali society. The findings demonstrate that these mothers face a range of difficulties
compounded by cultural norms, constant caregiving demands, worry, stigma and financial
hardships. Such challenges align with findings from studies in various contexts that link similar
factors with higher risks of stress, anxiety and other forms of mental distress among caregivers
of CWID compared to caregivers of children without disabilities (see for example Altiere et
al., 2009; Ambikile et al., 2012; Magana et al., 2020; Seedat et al., 2021; Tomanik et al., 2004).
Moreover, the intersectionality of social determinants, such as gender, stigma, poverty and the
caring of CWID, further exacerbates the vulnerabilities already faced by these mothers in a
patriarchal context. In response to these challenges, the mothers employed emotion- and
solution-focused coping strategies. They were acceptance, spirituality, peer support, family
support, search for purpose in life, management of day care centres in the absence of inclusive
education and kindergartens, and pride in behavioural improvement and independent activities
of daily living of their CWID.

Challenges: emotional burden and social hardships

One of the major challenges experienced by the mothers participating in our study is gender
inequality, which is pervasive in Nepali society and perpetuates a lack of female autonomy
(Acharya et al., 2021). In Nepal, women are often perceived as liabilities and expected to carry
out domestic duties solely (Dahal, 2022; United Nations Population Fund [UNFPA], 2012).
Motherhood is a primary source of status and security, with a strong preference for male heirs,
which places mothers of only daughters in disadvantaged positions. Mothers are frequently
blamed for their children’s upbringing and being unsuccessful (Prajapati, 2008; UNFPA, 2012;
Vaidya, 2016).

The mothers participating in this study face a multitude of burdens and responsibilities in the
realm of caregiving and household management, which are deeply influenced by the cultural
context of a patriarchal society and one wherein family care serves as the primary means of
support for CWID. Specific caregiving tasks such as feeding, bathing, dressing and toileting
are predominantly assigned to mothers due to gendered social norms. In addition, mothers must
assume domestic chores and engage in activities outside the home, such as making
appointments, ensuring and providing transportation and income generation (Kaniamattam et
al., 2022; Ryan et al., 2008). Collectively, these tasks become limitless and can also be
experienced as repetitive and physically demanding (Seedat et al., 2021). In Nepal, this burden
can be particularly pronounced among impoverished women, for whom this type of caregiving
and domestic work can be overwhelming, time-consuming, arduous and unrelenting due to lack

2348



Disability and the Global South

of trained health professionals, inclusive education and well-implemented social benefits
(Seedat et al., 2021). Consequently, these mothers endure the need to provide constant care and
support for their children throughout their entire lives, with little respite (Vaidya, 2016).

Furthermore, these mothers expressed constant preoccupation with the well-being and safety
of their children, even when they were away due to work. Their concerns about potential abuse
and violence against their daughters align with reports and studies indicating increased risks of
rape for females with ID (Puri et al, 2015; Save the Children and Handicap International, 2011).
This highlights a pressing need for future research on violence experienced by CWID in a
country like Nepal with high prevalence rates of all forms of gender-based violence (Clark et
al., 2019; Lord et al., 2016; Puri et al., 2015; Van der Mark et al., 2019).

Our findings also illuminate the profound impact of Nepal’s cultural context on how disability
is perceived, as well as the attitudes and stigma by mothers in these circumstances. Within the
Nepalese context, deeply ingrained fatalistic attitudes, rooted in concepts like karmic ties and
the interconnectedness of past lives, along with the belief in the predetermined nature of events
and outcomes beyond individual control, contribute to a sense of resignation and limited
agency concerning disabilities of all kinds (Aryal et al., 2022). This fatalistic perspective,
identified as a prevailing worldview in Nepal by anthropologist Dor Bahadur Bista in 1991, is
further supported by the results of a study conducted by the United Nations Children’s Fund
(UNICEF) in 2001. This report revealed that nearly one-third of Nepali people attributes
disability to metaphysical causes (UNICEF, 2001). Within this worldview, disability is seen as
the manifestation of destiny, divine will, or karma, fostering a conviction shared by some of
our study participants that little can be done to alter or improve the situation. This fatalistic
mindset finds reinforcement in social interactions, shared narratives and cultural norms that
permeate society (Solomon, 2003). Additionally, Gutierrez et al. (2017) found that perceived
fatalism tends to be more pronounced among women and individuals with limited education, a
pattern that aligns with our own findings. However, research across diverse context challenges
the conventional view by suggesting that has fatalism might also positively impact mental
health and motivation by fostering acceptance of challenging circumstances
(Kizilarslan, 2020). This perspective could have significance in alleviating caregiving burdens
(Demir and Yilmaz, 2023) and potentially enhancing coping abilities. These contrasting
perspectives emphasise the need for additional research and interventions supporting
caregivers of CWID in Nepal, potentially leveraging fatalistic attitudes for effective coping and
societal benefits.

As argued by Ryan et al. (2008), the mothers of CWID in this study face forms of disablism
despite not ‘being disabled’ themselves. Disablism refers to discrimination and prejudice based
on disability or association with disability, which the mothers in this study encounter through
societal attitudes, inadequate support systems and challenges in navigating their environments.
More recently, Runswick-Cole and Ryan (2019) introduced the concept of ‘unmothering’,
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which disrupts the idea that the mother alone is solely responsible for raising children and calls
for collective activism to challenge individualisation and power imbalances within families and
society. Exploring these ideas in future theoretical and empirical research may be particularly
relevant in Nepal, a collectivist society, where valuable insights can be gained into the diverse
realities faced by mothers of children with all types of disability, the impact of disablism on
their lives and the importance of support and recognition (Kaniamattam et al., 2022).

Furthermore, the association of shame with having CWID and the resulting social exclusion
and isolation experienced by mothers in our study highlights the intersecting dimensions of
stigma and social identity (Aryal et al., 2022; Buettgen et al., 2010; Oti-boadi, 2017). The
presence of a child with a disability challenges societal norms and threatens the perceived
social order (Aryal et al., 2022). Reports from Human Rights Watch in Nepal demonstrate the
stigmatisation and exclusion faced by families of all types of disabilities, reinforcing strong
societal beliefs that disabilities result from sins in a past life, fate or God’s will (GoN, 2020).
This also corresponds with studies in other contexts documenting the systematic
discrimination, stigmatisation, negative community attitudes and societal myths that can cause
intense emotional distress for mothers of CWID and contribute to stress and depressive
symptoms (Masulani-Mwale et al., 2016; Ngo et al., 2012; Oti-Boadi, 2017).

Poverty and financial hardship

Unpaid but constant caregiving, places women in precarious economic situations, intensifying
their financial reliance or dependence on husbands or other household members (Seedat et al.,
2021). Our findings underscore that mothers experienced economic distress due to leaving their
jobs to meet the caregiving demands of their CWID and manage additional out-of-pocket
expenses like medical and rehabilitation costs. This scenario echoes other studies that
emphasise the enduring financial strain borne by mothers of CWID, which often persists
throughout their lives (Masulani-Mwale et al., 2016; Neoh et al., 2022; Oti-Boadi, 2017;
Vadivelan et al., 2016). The strong connection between disability and economic poverty is also
evident in a recent systematic review on poverty and disability in LMICs (Banks et al., 2017a).

Shrestha et al.’s (2009) study revealed that 75.7% of people with disabilities in Nepal were
considered as the ‘poorest of the poor’ in the country, highlighting poverty’s multidimensional
aspects. These encompass limited access to education, employment, health care and
participation in social, family and political spheres (United Nations Development Program
[UNDP], 2010). In such a context, poverty extends beyond mere economic hardship to
encompass social exclusion and marginalisation among society’s most impoverished, including
families and individuals with disabilities (Banks et al., 2021). Recognising poverty as a pivotal
factor in the experiences of these mothers is crucial in comprehending the breadth and depth
of the challenges they confront. However, the interplay between poverty and caregiving in
Nepal is complex, underscoring the necessity for further research and the establishment of
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comprehensive support systems, interventions and policy actions. These measures are
necessary to alleviate the burdens experienced by mothers of CWID in Nepal, and ultimately
to enhance their overall well-being.

Coping strategies and support

Despite facing challenges, the mothers in our study exhibited various coping strategies and
drew upon social support mechanisms, including peer support and social networks, which have
been identified as essential positive factors influencing individual responses to stress and the
ensuing distress (Beighton et al., 2019; Shorey et al., 2019). These strategies can also act as
protective factors, aiding individuals in navigating through stressful situations and mitigating
negative psychological impacts (Shahrier et al., 2016; Furrukh et al., 2020). Our findings align
with this perspective, as some mothers engaged in emotional expression, sharing solutions, and
seeking emotional support within their peer networks, leading to positive coping. Similarly,
some mothers turned to passive or emotion-focused coping strategies rooted in acceptance,
spirituality, religious practices, hope and gratitude. These commonly adopted strategies can
serve as coping mechanisms for emotional adjustment to stress (Karaca, 2021), potentially
altering perceptions of adversity and fostering pleasant emotions (Wu et al.,, 2014).
Additionally, some mothers demonstrated solution-focused coping strategies, proactively
seeking knowledge and solutions to manage challenges associated with their children’s ID and
leverage family and peer support, for instance, establishing the day care centres and active
listening and sharing, which had meaningful impacts. This resourcefulness mirrors findings
from other studies of mothers and primary caregivers of CWID in different LMIC contexts,
underscoring caregivers’ capabilities in managing their challenges and stressors (Adithyan et
al., 2017; John, 2012; Luong et al., 2009; McNally et al., 2013; Oti-Boadi, 2017; Tilahun et al.,
2016; Wang et al., 2011).

Furthermore, our study revealed the significant positive role and influence of peer support and
social networks among mothers of CWID. The informal support of peers through the day care
centres served as a crucial coping strategy, offering a platform for active listening, sharing
experiences and worries, and practical exchange of advice and emotional support with other
parents who had travelled similar journeys. These interactions provided reassurance, validation
and a sense of belonging, social companionship and community, helping to reduce feelings of
isolation. Peer support also enhanced mothers’ self-efficacy and sense of fulfilment in their role
as mothers. Research by Bray et al. (2017) further highlights the transformative impact of peer
support on caregivers’ emotional and psychological well-being, while other studies emphasise
the importance of maintaining stable social networks and peer support for family adaptability
and well-being (Bray et al., 2017; Peer et al., 2014).

The study findings also highlighted that coping strategies are influenced by living situations
and available family support. We must acknowledge that some of the mothers in our study did
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not have positive experiences with their family, partners, friends, neighbours, and community.
Mothering a child with a disability is a complex and often contradictory experience at many
levels, shaped by varying perspectives within families and communities (Ryan et al., 2008). In
addition, as our findings highlight, coping is not a ‘one-size-fits-all’ approach. Different coping
strategies can be adaptive in different situations. Nevertheless, recognising the adaptability and
resourcefulness and uncovering the diverse coping strategies used by of mothers caring for
CWID is important for developing targeted interventions and support programs tailored to
caregivers’ specific needs. Further research is needed to delve into the nuanced coping
strategies and support of mothers of CWID in Nepal and other LMIC settings.

Study limitations and future research

This study has some limitations that should be acknowledged. First, it was conducted in an
urban and semi-urban setting among a specific population utilising day care facilities in
Province 3 of Nepal, and we did not consider the severity and level of dependency of CWID.
Consequently, the findings may not be generalisable to mothers of CWID who do not attend
day care facilities or reside outside the setting. Additionally, most of the population in Nepal
resides in rural settings that are not represented in this study, thus limiting the broader
applicability of the findings. Furthermore, the study’s qualitative design and the constraints
imposed by the COVID-19 pandemic necessitated conducting interviews online or by
telephone rather than in person. While efforts were made to establish strong relationships with
the participants through communication in their mother tongue and introductions from trusted
organisations, the absence of face-to-face interactions may have impacted the depth and
richness of the collected data. These limitations indicate the need to consider broader social
and structural contexts when interpreting the findings.

Future research should encompass diverse geographic areas and participants from rural
settings, adopt inclusive and participatory approaches that empower participants (for example,
peer interviewing) and employ methods that facilitate in-depth data collection. Since informal
supports were seen as crucial for the mothers in this study, these could be further developed as
mothers’ support groups, peer-mentoring groups or activities, self-care and ID awareness-
raising initiatives. Policies for families of CWID and people living with ID should also be
reviewed to address stigma and to provide low-cost, accessible services.

Conclusion

The findings of this study elucidate complex and culturally specific challenges faced by Nepali
mothers caring for their CWID, particularly in the context of gender inequality, societal
discrimination, stigma towards disability, financial hardships and limited access to formal
support and resources. We also gained insights into some forms of coping strategies and support
that these mothers use to manage their challenges, such as peer support, pride in
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resourcefulness and spirituality. These findings indicate a pressing need for culturally
appropriate and targeted support, resources and interventions to help these mothers manage
emotional and social hardships and thus establish themselves as valued caregivers and
advocates for their children.
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