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Abstract

Parents of children with disabilities share the concerns of all parents about child-rearing, about
education and also have additional concerns related to their children's disabilities. Understanding the
concerns and perspectives of these parents is essential to working with them effectively as partners in
their children's education. Just as it is unwise to generalize about students as if all students were the
same or about parents as if all parents or all families were the same, so it is unwise to generalize about
all parents of children with special needs, assuming that they are all the same. Not only is the range of
special needs and disabling conditions vary, but parents and families also vary in their identity, styles,
concerns, approaches, values, involvement, and backgrounds. Having said that, it is possible to
articulate a set of issues and concerns that commonly arise for many parents of children with
disabilities. Not every concern will apply to every child and every child's family; however, it is useful
for re/habilitation professionals as well as paraprofessionals to sensitize and orient some common
concerns that are unique to families of children with disabilities. Parents play the most important role in
the overall development of their child with disability. It is the right guidance of parents that develops
the character as well as the overall development of the child. Rout and Khanna (2012) found that in
India, the mean age of detection of hearing loss among children is approximately 3 year (standard
deviation: 1.3 year) and habilitation begins on average at the age of 7.4 year (standard deviation:
4.1year). The majority of published research studies investigating cochlear implantation in children
have focused on children’s audition, speech production, speech perception, spoken language
development as well as. Cognition. As time goes on, it is becoming more possible to report on longer-
term outcomes of children’s functioning in their everyday lives at home, at school, and in the
community. The present research study aims to study the challenges faced by parents in post-operative
rehabilitation of children with cochlear implantation under ADIP scheme.

Keywords: Post-operative rehabilitation, parents of cochlear implant children, rehabilitation professionals,
challenges

Introduction

The efficacy of cochlear implant in children is becoming increasingly well established,
particularly in terms of auditory and speech perception outcomes (Nikolopoulos et al., 2001
(21 and speech production (Robbins et al., 1994) (81, The success of pediatric cochlear
implants has also been documented in terms of language skills (Hasensteb and Toby, 1991;
Robbins et al. 1994) [*31 and educational achievement (Selmi, 1985) [*61. Hearing loss causes
difficulties in the ability of understanding speech sounds and, hence, result in social and
family withdrawal, low self-esteem isolation, loneliness, depression, and irritability. All
these factors affect the quality of life (QoL), for they impaired socialization and individual’s
participation in the group the person belongs to severe and or bilateral profound
sensorineural hearing loss has been long regarded as a change that does not allow the
individual to communicate or even identify environmental sounds such as alarms and siren,
which limits their social activities. Currently, electrical inputs stimulate the remaining nerve
fibers of the cochlea. Assistance to Disabled persons for purchasing/fitting of aids/appliances
(ADIP) scheme is to assist the needy disabled persons in procuring durable, sophisticated
and scientifically manufactured, modern, standard aids and appliances that can promote their
physical, social and psychological rehabilitation, by reducing the effects of disabilities and
enhance their economic potential. Cochlear Implantation under ADIP Scheme: The objective
of inclusion of cochlear implantation under the revised ADIP Scheme (effective from 2014)
is to provide cochlear implant to children and support for auditory verbal habilitation to
operated children through empanelled rehabilitation centers.
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Need for the Study

Hearing parents with a recently diagnosed child with
deafness generally find themselves negotiating with a world
previously unknown to them. After the diagnosis of their
child’s deafness, parents may be presented with, or need to
seek out, a great deal of information about deafness and the
educational, communication, and technological options for
deaf children. Given the need to integrate and assimilate so
much information at a time when they are likely to be
experiencing heightened emotions, making decisions about
cochlear implantation is often difficult and stressful for
parents. Parent engagement in schools is a shared as well as
collective responsibility in which schools and other
community agencies and rehabilitation professionals are
committed to reaching out to engage parents in meaningful
ways, and parents are committed to actively supporting their
children’s learning and development. This relationship
between rehabilitation professionals and parents rather than
stakeholders cuts across and emphasis children’s health and
learning in multiple settings like; at home, in school, in out-
of-school programs, and the community. Parents play the
most important role in the overall development of their child
with disability. It is the right guidance of parents that
develops the character as well as the overall development of
the child. Parenting is an ongoing job. It is not something
one can get away from once the time comes, because
children need their parents from time to time, to stay on the
right track. Parenting and child development in the domain
of disability go hand in hand. The proverbs that the apple
does not fall far from the tree and that the branch grows as
the twig grows can well-describe the effects of parenting
styles on child growth and development. All development is
interrelated and cannot be defined under water-tight
categories. The role of parents in child development is
responsive, responsible, and never-ending. It governs the
responses, actions, thinking, and decision-making of a child
in all the areas of personality. While children are, in many
respects, the primary most direct consumers of such
services, parents or carers are also users of thesis services.
Parents or carers are also often more able to comment on
their experiences and those of their children than the
children themselves, who are typically too young to do so.
This is particularly true of deaf children, who have
additional communication difficulties. The implant of CI in
children and adolescents with severe of profound hearing
loss goes beyond improvement in the perception and
production of speech and language development, thus
encompassing physical and mental health, that is QoL.
Parents can provide a good evaluation of the process of
therapeutic intervention evaluation with their children. Their
satisfaction is a marker for the development of children and
shows that CI reaches or exceeds intervention expectations.

Explanation of Key Terms

1. Children with Cochlear Implant: For the present
study, children with cochlear implant refers to children
who are surgically implanted with cochlear implant by
the Doctors registered with AYJIJNISHD (D) under
ADIP scheme who are under the age range of two to six
years residing in Mumbai.

Post-operative  Rehabilitation  Services:  Those
children who are operated under ADIP scheme availing
services which includes mapping, language, and speech
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therapy by the rehabilitation professionals those who
are registered under AYJNIHSD (D) ADIP scheme in
Mumbai.

Parents of Cochlear Implant: For the present study,
those parents whose child has been surgically implanted
and are taking post rehabilitation services under ADIP
scheme in Mumbai.

Rehabilitation Professionals: For the present study,
rehabilitation professionals refer to professionals who
are registered with AYJINISHD (D) under ADIP
scheme in Mumbai.

Challenges: For the present study, challenges refer to
the score obtained by parents of children with cochlear
implant in researcher made tool in the domain of
services and care and maintenance.

Aim of the study: To study the level of challenges
among the parents of children with cochlear implant
availing post-operative rehabilitation services under
ADIP Scheme.

Research Questions

The study addresses the following research questions:

RQ1: What is the level (h/m/l) of challenges in services
faced by parents of Children with cochlear implant availing
post-operative rehabilitation services under ADIP Scheme?

Review of Literature

The identification of a child’s hearing loss is a distressing
time for parents, often electing intense emotional responses
to diagnosis (Koester and Meadow-Orlans, 1990).
Following these initial responses, parents must undergo a
process of adaptation to the various challenges uniquely
associated with raising a child who is deaf, which include
modifying communication strategies, becoming involved in
medical and educational decision making, working with
professionals across a range of disciplines, learning about
technological support, obtaining appropriate intervention
programs and services, and dealing with additional financial
and childcare pressures (Calderon and Greenberg, 1993;
Sass- Lehrer, 2012) B 1 Today, one of the first
rehabilitation decisions that parents must be faced is
whether or not to select a cochlear implant (CI) as the
sensory aid of choice for their child who is deaf- an
increasingly common pediatric rehabilitation option
(Spencer and Marschark, 2003) 1. Following the stressful,
taxing decision to implant their child (Incesulu, Vural and
Erkam, 2003; Li, Baind, and Steinberg, 2004; Ruben, 1995;
Spencer, 2004) [22 7. 191 these parents confront other unique
challenges. They must cope with considerable anxiety and
fear before and during their child’s surgery (Chute and
Nevins, 2002; Perold, 2000) 2 followed by an extremely
demanding rehabilitation process that requires extensive
parental involvement (Christriansen and Leigh 2002; Chute
and Nevins, 2002) % Parents must also gain knowledge
about ClI’s maintenance and troubleshooting (Incesulu et.
Al; 2003) 22, The philosophy of family-centered early
intervention  emphasizes  families'  strengths,  the
empowerment of parents to support their children's current
and future learning and development, and the enhancement
of parent-professional collaborative relationships (Bruder,
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2000) [, If these are desired outcomes of early intervention
programs, then, adopting an agentic perspective in practice
and research is warranted. As illustrated in this study, action
theory provides insight into the daily actions and processes
of parents and children that foster the enactment of the
agency. Our view is that parents, in concert with important
others (their children, family members, and professionals)
take an active stance toward their parenting practices and
the promotion of their children's outcomes following
cochlear implantation.

Archbold et al. (2008) ™ found that parents visiting their
cochlear implant center had concerns about long-term
re/habilitation support, lack of qualified professionals, and
further education support. Information obtained from such
studies conducted by a cochlear implant center would help
support the parent and the CI user through the process,
strengthen the re/habilitation program, and maximize
benefits derived from a CI.

The cochlear implant has provided the clinical audiologist
with a tool that can bring sound to many of these children
with profound hearing loss. With early identification
provided by newborn hearing screening programs and
cochlear implants, the therapeutic landscape for a
profoundly deaf child has improved immensely. Many
audiologists have embraced cochlear implants so
enthusiastically that they have begun to persuade parents of
their value, sometimes at the time of diagnosis. It is very
tempting for audiologists to assuage parents’ pain by
suggesting an implant right away, as if this could cure the
deafness (Luterman, 2003) ¥, Parents face practical tasks
following implantation surgery. Transporting a young child
to and from clinic visits may involve special arrangements
and costs, especially when private transportation is not
available or the travel distance is considerable (Sach &
Whynes, 2005) 61,

Methodology

The purpose of this research is to review the challenges of
parents of cochlear implant children under the scheme of
ADIP. The method of study was a descriptive survey using a
researcher-made tool having a three-point rating scale. The
sample consists of 30 parents of cochlear implant children
under ADIP scheme. Five experts working in the field of
Deafness were asked to list out the major areas and sub-
areas under challenges of cochlear Implant. As the list
received from the experts, researchers developed tool
accordingly in each area and sub-area. The tool was
administered to parents of cochlear implant children (n=30)
facing the challenges in ADIP scheme. With the parents’
consent, the researcher administered the tool, and data was
collected using a survey method in Mumbai. The data
gathered was analyzed in terms of qualitative analysis.
Descriptive and Inferential statistics were used to analyze
the data in the study. Means and standard deviations were
used to analyze the distribution of the values of each item. t-
test and one-way analysis of variance (ANOVA) along with
Post-hoc test was used to draw the inferences on stated
hypotheses.

Results and Discussions

Table 1: Data with regard to ADIP Challenges in Services

Descriptive Statistics
N [Minimum|Maximum|Mean | Std. Deviation
ADIP
Challg In Serv 30, 1.00 9.00 |4.9667 2.05918
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From the table No 1.1 it can be stated that the number of
participants (N) was 30, Mean obtained is 4.9667 and
Standard Deviation is 2.05918.

Table 2: Data with regard to ADIP Challenges in Care and
Maintenance

Descriptive Statistics
N|Minimum|Maximum| Mean | Std. Deviation
ADIP
Challg In CM 30| 2.00 7.00 |4.2667 1.41259

From the table No 2 it is can be stated that number of
participants (N) was 30 Mean obtained is 4.2667 and
Standard Deviation is 1.41259. Assistance to disabled
persons for purchasing/fitting of aids/appliances (ADIP)
scheme of Government of India is to support the indigent
individual with disabilities in procuring durable,
sophisticated and scientifically manufactured, modern,
standard aids and appliances that can promote their physical,
social and psychological re/habilitation, by reducing the
consequences of disabilities and augment their economic
potential. This scheme aims in facilitating the individual
with disabilities by bringing suitable, durable, standard aids,
and appliances within their reach.

The present study aimed to study the challenges level about
the post-operative rehabilitation services among parents of
ADIP CI beneficiaries. Upon data analysis, it was seen that
the null hypothesis are accepted but yet, parents have also
reported various challenges during therapy and mapping of
the child as well as vary in the individual responses to the
satisfaction level among the parents. The parental outlook
presented in this study succors to develop a better
understanding of parental needs and therefore gives ideas of
improving services and support during the different stages
of post-operative rehabilitation.

Parents are the critical evaluator of their children's well-
being following therapeutic intervention. This perception is
critically important in the assessment of outcomes as formal
objective measures may not reflect the child's functioning in
everyday situations like at home and school environment.
Therefore, a parent is in the position in the household that
makes them uniquely placed to assess the impact of
implantation in the context within which the child grows up.
This broader view of outcomes can complement the
assessments measured by the professionals at the implant
center, school, or home. ADIP CI scheme was launched
with the purpose to help the hearing-impaired children of
the lower socioeconomic family.

The parental outlook presented in this study helps to
develop a better understanding of parental needs and
therefore ideas of improving services and support during the
different  stages of  post-operative  rehabilitation.
Furthermore, parents as a stakeholder can stipulate a good
estimation of the process of therapeutic intervention about
their children. Their challenges level is an indicator and sign
for the development of children and shows that CI reaches
intervention goals set by the Government of India under the
ADIP scheme.

Recommendations

1. There was emphatic agreement among parents,
advocacy groups, rehabilitation professionals as well as
schools that early identification of difficulties for the
child was essential. Parents and advocacy groups
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