UNDERSTANDING THE PSYCHO-SOCIAL CHALLENGES FACED BY
DEAFBLIND INDIVIDUALS: A SYSTEMATIC SCOPING REVIEW

Uttam Kumar! & Pallavee Trivedi?

!PhD Scholar, Charutar Vidya Mandal (CVM) University, Anand, Gujarat, India
2Research Supervisor, Charutar Vidya Mandal (CVM) University, Anand, Gujarat, India

Correspondence: Uttam Kumar, E-mail: uttamkum@gmail.com

ABSTRACT

Deafblindness is a complex sensory impairment that significantly impacts individuals’ psychosocial
well-being. Understanding the unique challenges faced by this population is crucial for developing
effective support services. This systematic scoping review aimed to synthesize existing research
on the psychosocial challenges experienced by deafblind individuals in India. A systematic scoping
review approach was adopted. A comprehensive search of electronic databases was conducted
to identify relevant studies. A total of 31 studies were included in the review. Data extraction
focused on study characteristics, participants, methodology, and key findings. The review identified
seven key psychosocial challenges faced by deafblind individuals: (1) social & emotional skills,
(2) psychological distress, (3) educational and occupational barriers, (4) social communication
challenges, (5) dependency and caregiving, (6) stigma and discrimination, and (7) harassment
and violence. Coping mechanisms and resilience were also explored. The findings emphasize
the need for comprehensive support services, including communication training, education,
employment opportunities, and mental health care. Further research is required to develop
culturally appropriate interventions and policies to address the specific needs of this population.
This review contributes to the growing body of knowledge on deafblindness by providing a
comprehensive overview of the psychosocial challenges faced by deafblind individuals. The findings
highlight the need for the targeted interventions and policies to improve the quality of life for
this marginalized population.

Keywords: Deafblindness, Mental health, Anxiety, Depression

INTRODUCTION

Deafblindness is a complex condition
characterized by the simultaneous impairment
of both hearing and vision (Kennedy & Smith,
2010). This dual sensory loss significantly
impacts communication, access to
information, and overall quality of life. It is
crucial to recognize that deafblindness is a
unique disability, distinct from the sum of its

individual components (Kennedy & Smith,
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2010).

The National Association for the Deaf-Blind
(NADB) defines deafblindness as a
combination of hearing and visual
impairments so severe that it cannot be
accommodated by programs solely for deaf
or blind individuals (NADB, 2023). This
emphasizes the specialized needs of
individuals with deafblindness and the
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necessity for tailored educational and support
services.
Deafblindness can be categorized as
congenital or acquired. Congenital
deafblindness occurs at birth, often due to
genetic factors or prenatal infections
(Kennedy & Smith, 2010; World Federation
of Deafblind, 2018). Acquired deafblindness
develops later in life due to conditions like
Usher syndrome, meningitis, or age-related
degeneration (Kennedy & Smith, 2010).
Further classification considers the severity
and timing of sensory loss:
Congenital deafblindness: Individuals
born with both impairments require
intensive support from early intervention.
Deafblindness with residual vision:
Those born deaf or hard of hearing who
later lose sight often rely on remaining
visual cues.
Deafblindness with residual hearing:
Individuals born blind who later
experience hearing loss can benefit from
auditory cues.
Late-onset deafblindness: Acquired
deafblindness in adulthood presents
unique challenges due to previous
independence.

Each type of deafblindness presents distinct
challenges and requires specific strategies for
communication and daily living. Therefore,
each category necessitates tailored support
and interventions to optimize the individual’s
quality of life.

Deafblindness, a complex sensory
impairment, presents unique challenges for
individuals, significantly impacting their
psychosocial well-being. There are studies on
psychosocial consequences of deafblind
individuals; however, are scattered.

OBJECTIVE
Objective of this review is to synthesize
existing research on the psychosocial
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experiences and their coping strategies used
by deafblind individuals.

METHOD

Design

A systematic scoping review (Peter et al.,
2015) was employed with an objective to map
and synthesize evidence on psychosocial
experiences of deafblind persons, their coping
strategies and provide strategic
recommendations.

An initial search of Indian databases yielded
a limited number of empirical studies. Given
the diverse nature of available research, a
traditional evidence hierarchy was deemed
unsuitable. Such an approach would have
restricted the review’s scope, excluding
valuable practitioner knowledge and user
perspectives. Recognizing the growing
importance of user perspectives in systematic
reviews (Pawson et al., 2003; Rutter et al,,
2010; Gough et al., 2012), a systematic
scoping review was adopted with an emphasis
on rigour, inclusivity, and transparency in the
search and synthesis processes.

Date Source and Search Strategy

To comprehensively capture the evidence
base, a search encompassing both scientific
and grey literature was conducted between
April 2013 and May 2024 across nine electronic
databases. Box 1 provides details of scientific
databases employed in this evidence
synthesis.

Box 1. Databases searched
PubMed
Cochrane

Scopus

Web of Science

Health Inter-Network Access to Research Initiative

PsycINFO

British Nursing Index (ProQuest)

Cumulative Index to Nursing and Allied Health Literature (CINAHL)

Google scholar

Grey literature included dissertations, theses, blogs, service provider websites, and
relevant reports. Box 2 provides details of internet search carried out for grey literature.
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Box 2. Internet search engines and websites

Search Engines Websites

Google Brunel Institute for Ageing Studies
BASE (Bielefeld Academic Search | Centre for Ageing Research, Lancaster
Engine) World Health Organization

Deafblind International

Sense International

Sense International India

National Consortium on Deafblindness
Blind Peoples Association

Christian Blind Mission

Patiala School for deafblind

National Institute for the Empowerment of

Persons with Intellectual Disabilities

Search terms were based on key concepts drawn from the review question and its
context. Search terms were developed in three thematic domains "deafblindness,"
"psychosocial challenges," and, resilience and coping strategies. Box 3 presents search
terms used for the systematic scoping review.

Box 3. Search terms used for systematic scoping review

Theme 1: Deafblindness

Deafblind OR deaf-blind OR “dual sensory loss” or “dual sensory impair* OR ‘hearing
and sight loss’ OR *hearing and sight impair*’ OR ‘hearing and visual loss’ OR ‘hearing
and visual impair*’ OR ‘deafness and sight loss’ OR ‘deafness and sight impair*’ OR
‘deafness and visual loss’ OR ‘deafness and visual impair*’ OR ‘blindness and hearing
loss’ OR *blindness and hearing impair*’ OR ‘vision and hearing difficulties’ OR ‘deafness
and blindness’ OR ‘deafness and vision difficulties’ OR ‘sight and hearing difficulties’
AND

Theme 2: psychosocial challenges

Psychosocial issues OR psychological distress OR emotional issues OR social issues OR
educational challenges OR occupational challenges OR vulnerab* OR maltreatment OR
harm OR abuse OR ‘at risk’ OR protect* OR safeguard*

AND

Theme 3: Coping

Resilience OR coping strategies OR coping mechanism

Selection of studies

Inclusion criteria focused on studies exploring
the psychosocial aspects of deafblindness and
their coping with psychosocial challenges.
Exclusion criteria included studies primarily
focused on medical or educational
interventions without addressing psychosocial
challenges, studies related only to those with
single sensory impairment, records available
in other than English language and records
without full-text access. Literature search was
carried out by two independent reviewers and
the conflict was resolved by the senior
evidence synthesis expert.

Data extraction

Two reviewers separately extracted the data
using a standardized data extraction form,
and one reviewer confirmed the results. Study
characteristics (author, year of publication,
country), study design, sample size, patient
demographics, psychosocial experiences,

coping strategies, recommendations were
taken from each included study or research.
Appraisal and synthesis of selected studies
To ensure methodological rigor, included
studies were initially appraised using the
TAPUPAS framework (Pawson et al., 2003),
assessing transparency —is it open to
scrutiny?, accuracy —is it well grounded?,
purposiveness— is it fit for purpose?, utility—
is it fit for use?, propriety— is it legal and
ethical?, accessibility— is it intelligible?, and
specificity— does it meet source-specific
standards?. Given the limited quantity of high-
quality research, a pragmatic approach
prioritizing relevance over methodological
stringency was adopted (Killick & Taylor, 2009;
Ploeg et al., 2009). An interpretive synthesis
approach was employed to understand the
complex experiences of deafblind individuals
(Bryman, 2008). This method involved in-
depth analysis of the included studies to
identify key themes and patterns, while also
considering the limitations and biases within
the research (Fisher et al. 2006). Drawing on
principles of critical interpretive
synthesis (Dixon-Woods et al. 2006), rather
than being a determiner of whether study or
record should be included or excluded, critique
of the literature is offered within the
synthesis.

RESULTS

Total thirty-one records met the inclusion
criteria. Of the total records included in the
review, about 11 records were primary
studies, and others included websites (7),
reviews (6), reports (3), thesis (2), and blogs
(2). Primary studies were observational
studies around psychosocial experiences of
deafblind persons, and coping responses.
The findings highlighted seven psychosocial
challenges, namely, social and emotional
skills, psychological distress, educational and
occupational barriers, social communication
challenges, dependency and caregiving,
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stigma and discrimination, harassment and
violence. Figure 1 presents psychosocial
challenges reported in existing literature.

Social and Psychological
Emotional skills distress
Dependency and Stigma and

caregiving discrimination

Figure 1.

Educational and Social

occupational communication
barriers challenges

Harrassment and
Violence

Psychosocial challenges faced by

deafblind individuals.

Social and Emotional skills

Deafblind individuals face significant
challenges in developing social and emotional
skills, often requiring direct teaching to
achieve a sense of emotional security and
identity. Without the ability to acquire these
skills incidentally, as most children do, those
with congenital deafblindness are slow to
develop the necessary competencies for a
fulfilling life. The establishment of basic trust
and emotional security within consistent,
loving relationships is crucial, as is the ability
to recognize and express one’s feelings
appropriately (Rees, 2007). Deafblind
individuals often experience profound
isolation and loneliness due to communication
barriers and limited social interaction
(Jaiswal, et al., 2018).

Psychological distress

Deafblind individuals experience
disproportionately high rates of psychological
distress, including depression, anxiety, and
reduced self-esteem (Arcos et al., 2023;
Jaiswal et al., 2022). Social isolation,
stemming from communication barriers and
limited social interaction, significantly
contributes to these mental health challenges
(Bodsworth et al., 2011; Sahoo et al., 2021).
The psychological impact of deafblindness
extends to experiencing isolation and barriers
in accessing mental health services.

Educational and Occupational Barriers
Access to education and employment remains
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limited for deafblind individuals in India
(Jaiswal et al., 2020; Jaiswal et al., 2022).
The absence of inclusive educational and
vocational opportunities perpetuates a cycle
of poverty and dependence, further
exacerbating psychosocial difficulties. As
reported by World Federation of Deafblind in
2018, persons with deafblindness in the UK
reported devoid of educational and
occupational opportunities. This lack of
inclusion can lead to low self-esteem and
economic hardship.

Communication Challenges

Effective communication is fundamental to
social interaction and well-being. Deafblind
individuals encounter substantial barriers in
developing and maintaining relationships due
to communication challenges (McDonnall et
al., 2017; Preisler, 2005). This isolation can
lead to feelings of loneliness and frustration.

Dependency and Caregiving

Many deafblind individuals rely on caregivers
for daily living activities, leading to a sense
of dependency and loss of autonomy (Hersh,
2013). This can negatively impact their self-
esteem and mental health.

Stigma and Discrimination

Deafblind individuals often experience stigma
and discrimination, which can exacerbate their
psychosocial challenges and limit their access
to support services (Arcous et al., 2024;
Bodsworth et al, 2011). Misunderstandings
about the capabilities of deafblind individuals
can result in lowered expectations and fewer
opportunities for social interaction. For
instance, the use of derogatory terms like
“deaf and dumb” persists, which not only is
incorrect but also harmful, as it perpetuates
the false notion that deafblind individuals lack
intellectual capabilities (Thomas, 2013).
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Harassment and violence

Deafblind individuals face a heightened risk
of harassment and violence due to their
unique vulnerabilities and societal
misconceptions. Their sensory impairments
can make it difficult to perceive or respond to
threats, leaving them particularly susceptible
to abuse.

Physical abuse, including hitting and restraint,
is prevalent (Arcous et al., 2024; Jaiswal et
al., 2018). Psychological abuse like
intimidation and emotional manipulation
further compounds their suffering (Arcous et
al., 2024; Bodsworth et al., 2018; McDonnall,
etal,, 2011).

Psychosocial toll on family and care
takers of deafblind individuals

The emotional toll for the family members of
deafblind individuals includes feelings of
resentment, exclusion, and anxiety due to
perceived inequities within the family
dynamics (Huus, et al., 2022). Siblings of
deafblind may also face social embarrassment
and anxiety about their future roles in
supporting their sibling with deafblindness
(Arcous et al., 2024). The family dynamics,
in return, impact the mental health of persons
with deafblindness.

Coping Strategies and Resilience

Despite facing numerous challenges, deafblind
individuals demonstrate remarkable resilience
and develop coping strategies. These include
strong support networks, adaptive
communication techniques, and a positive
outlook on life (Cameron, 2017; Cameron et
al., 2017). Despite adversity, deafblind
individuals exhibit remarkable resilience. They
develop adaptive strategies, such as strong
support networks, effective communication
techniques, and a positive outlook, to navigate
challenges (Cameron, 2017; Cameron et al.,
2017). Strategies used by deafblind persons
are described as follow:
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¢ Communication and community support:
Despite significant communication
barriers, deafblind individuals employ
various strategies to connect with others.
These include the use of tactile sign
languages, braille, and assistive
technology to facilitate communication and
social interaction (Warnicke, et al., 2022).
Developing strong support networks,
including family, friends, and support
groups, is crucial for maintaining
emotional well-being and accessing
necessary resources (Sahoo, et al,,
2021).

¢ Independence and Self-Advocacy:
Fostering independence is a key coping
strategy for deafblind individuals.
Developing self-advocacy skills enables
them to assert their needs, access
support services, and challenge
discriminatory attitudes (Sproston, 2021).
Assistive technology plays a vital role in
enhancing independence by providing
tools for communication, mobility, and
daily living activities (Dyzel et al., 2020).

¢ Positive Mindset and Problem-Solving:
Maintaining a positive outlook and
developing effective problem-solving skills
are essential for coping with the
challenges of deafblindness. Focusing on
strengths, setting achievable goals, and
seeking opportunities for personal growth
can contribute to overall resilience
(Allison, n.d.).

¢ Resilience and Adaptation: Deafblind
individuals demonstrate exceptional
resilience by adapting to their
circumstances and finding creative
solutions to overcome obstacles. Their
ability to find joy and meaning in life,
despite adversity, is a testament to their
strength and determination (Allison, n.d.).

Insights on support services and
professional development
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A global survey involving 324 professionals
across 36 countries, conducted by Monash
University (Willoughby et al., 2023),
highlighted the current state of support
services for deafblind individuals. The study
revealed significant gaps in professional
development, with high costs and limited
training opportunities as primary barriers. This
lack of formal education exacerbates
workforce shortages in the field, impacting the
quality of support provided to the deafblind
community.

DISCUSSION

Deafblind individuals encounter a myriad of
psychosocial challenges stemming from their
unique sensory impairment. Isolation,
communication barriers, and dependency on
caregivers significantly impact their quality of
life (McDonnell, Kennedy, & Murphy, 2017;
Preisler, 2005). Moreover, stigma,
discrimination, and limited access to support
services further exacerbate these difficulties
(Arcos et al., 2024; Bodsworth et al., 2011).
Despite these challenges, deafblind individuals
exhibit remarkable resilience. They develop
coping mechanisms such as strong support
networks, effective communication strategies,
and a positive outlook (Cameron & Cameron,
2017). However, the effectiveness of these
strategies is often hindered by limited access
to specialized support services. Research
indicates that a significant proportion of
service providers lack the necessary expertise
to address the unique needs of deafblind
individuals (McDonnell et al., 2017).
Communication cultural
misunderstandings, and the rural distribution
of populations contribute to the difficulties
faced by deafblind individuals in accessing
mental health support. Approximately 43.2%
of service providers have noted the absence
of professionals with the necessary expertise
as a primary challenge. Additionally, the high
costs and limited resources available to

issues,
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agencies exacerbate these accessibility issues
(Mcdonall, et al., 2017). These underscore the
urgent need for enhanced training and
standardized credentialing for professionals,
as well as the importance of community and
personal resilience in managing the
complexities of deafblindness.

Strategies to promote positive health
and mental wellbeing

Effective communication is foundational for the
well-being of deafblind individuals. Simple acts
like greeting and farewell can significantly
impact their daily lives, reducing anxiety and
fostering a sense of connection (Bond et al.,
2010). Inclusive communication strategies,
adapted to their specific needs, are essential
for promoting social interaction and reducing
isolation (Smith et al., 2015).

Creating inclusive environments extends
beyond physical accessibility. Societal
attitudes and practices must evolve to
accommodate the needs of deafblind
individuals. This involves raising awareness,
challenging stereotypes, and implementing
supportive policies (Jones et al., 2018).
Access to healthcare, particularly mental
health services, is crucial. While initiatives like
India’s ‘Kiran’ helpline offer support,
accessibility remains a challenge due to
communication barriers and a shortage of
specialized professionals (Sharma et al.,
2022). Bridging this gap requires increased
training and support for healthcare providers
to effectively address the unique needs of the
deafblind community.

By fostering inclusive communities, providing
accessible healthcare, and promoting mental
well-being, we can significantly enhance the
quality of life for deafblind individuals. There
is a need to address both the psychosocial
and environmental barriers and the social
attitudes that contribute to the isolation of
deafblind individuals, communities can foster
a more inclusive and supportive environment.
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This not only benefits those with deafblindness
but also enriches the community as a whole
by embracing diversity and promoting mutual
understanding.

Implications for future research,
programme and practice

The findings of this review underscore the
urgent need for comprehensive and targeted
interventions to address the multifaceted
psychosocial challenges faced by deafblind
individuals. Fostering collaboration among
researchers, policymakers, practitioners, and
deafblind communities is crucial for
developing effective solutions. Capacity
building initiatives for healthcare providers,
educators, and social workers are essential
to enhance their knowledge and skills in
supporting deafblind individuals.

Research should focus on developing and
evaluating interventions that are tailored to
the specific needs and preferences of
different subgroups within the deafblind
community. Advocating for policies that
promote inclusion and accessibility for
deafblind individuals is essential. Research
should highlight the policy gaps and
recommend evidence-based policy
interventions to address the challenges faced
by this population. Longitudinal qualitative
studies can help gain a deeper understanding
of the lived experiences of deafblind
individuals. Exploring their coping
mechanisms, resilience factors, and support
needs over time will provide valuable insights
for developing effective interventions. It is
imperative to evaluate existing support
services for deafblind individuals to assess
their effectiveness and identify areas for
improvement. This includes examining the
impact of these services on the quality of life,
independence, and social participation of
beneficiaries.

CONCLUSION

The study illuminates psychosocial challenges
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faced by deafblind individuals, experiences of
their family members and caretakers, and
their coping strategies. It highlights the
unique hurdles deafblind people confront
daily, from the profound isolation compounded
by public misconceptions to the pressing need
for specialized support services that
accommodate their complex communication
and mobility requirements. The study
highlights the importance of resilience,
community support, and innovative
technological aids in enhancing their quality
of life. It is a clarion call for enhanced
accessibility, increased awareness, and
comprehensive support to empower deafblind
individuals, enabling them to lead fulfilling
lives and contribute to their communities fully.
Prospective research is warranted in the area
of prevalence of mental health problems,
linkages to healthcare services and social
protection schemes and quality of life.
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