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Parental awareness towards policies and schemes for hearing impaired: a qualitative study across Delhi/NCR

Abstract: Families of children with special needs often fail to avail the special schemes and policies by the government agencies due to existing gap in the communication of information from policy makers, administrators and law makers to persons with disabilities as well as their family members, organizations and other concerned groups and institutions. This study aims to identify parental awareness regarding schemes and policies for children with hearing impairment (CWHI) among parents of CWHI residing in the National Capital Territory. 52 number of parents of children with hearing impairment (CWHI) residing across Delhi/NCR were interviewed following an informal interview modality. It is extremely important to bridge this information gap in order to enable persons with disabilities to participate equally in development of country.
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Introduction:

Indian civilization is one of the longest continuous civilizations in the world and at the same time homes one of the largest populations of Persons with Disabilities (PwDs) including children. Children with special needs (CWSN) require educational and health supports to be in mainstream and/or special settings. Even in conditions where there exits certain rule, schemes, policies, guidelines etc., information about these measures is not readily available to CWSN and their family members, who consequently fail to avail of these in time. The present research work aims to focus some light on certain schemes and policies by the Govt. Of India in the sector of education, vocation, social security and recreation, accessibility and certification, etc. those have been brought in place to provide a better inclusion of CWSN in the society and assist in their independent living. 
Education: 

Under the Revised Persons with Disabilities (RPwD) act, 2016[1] all educational institutions funded or recognized by the appropriate government and the local authorities need to provide inclusive education to the children with disabilities. The admission procedure should be without discrimination and equal opportunity should be provided for education and for sports and recreation activities. Building, campus and various facilities should be accessible, education to persons who are blind or deaf or both to be imparted in the most appropriate languages and modes and means of communication. Establishing transportation facilities, adequate number of resource centres, providing books, other learning materials and appropriate assistive devices to students with benchmark disabilities free of cost up to the age of eighteen years are mandated under the act. Suitable modifications in the curriculum and examination system such as extra time for completion of examination paper, facility of scribe or amanuensis, exemption from second and third language courses has also been recommended in the act providing scholarships and reservation in higher education

National Scholarship for Persons with Disabilities  
Scholarship is awarded to PwDs for pursuing post matric / professional / technical courses of duration more than one year. For students with autism / cerebral palsy / mental retardation / multiple disabilities the scholarship is provided from Class 9 onwards. 

Inclusive Education for the Disabled at Secondary Stage (IEDSS) 

This scheme provides opportunity for CWSN of age 14 years and above for completing their secondary education from Class 9 to Class 12 in government, local body and government aided schools. 

  
Rajiv Gandhi Fellowship scheme 
All students with disabilities admitted to M. Phil / Ph. D programmes of any university or academic institution meeting the requirements of the scheme are eligible to receive the fellowship. 

Vocational training and self-employment 
In order to facilitate and support employment of persons with disabilities especially for their vocational training and self-employment RPwD Act, 2016 mandates government to formulate schemes and programmes including provision of loans at concessional rates aiming for inclusion of person with disability in all mainstream formal and non-formal vocational and skill training schemes and programmes. Disability in no condition can be the ground to deny promotion to a person nor can be an employee reduced in rank on acquiring a disability during his or her service. Provisions such as disability pension, unemployment allowance, and insurance allowance schemes are also there for persons with disabilities. There is also a provision of age relaxation by the appropriate Government by notification for employment of persons with benchmark disability, as it thinks fit.

National Policy for Persons with Disabilities, 2006

The policy focuses on undertaking measures for the prevention of disabilities and rehabilitation. The principal areas of intervention under the policy are:  prevention, early-detection and intervention, programmes of rehabilitation, human resource development, education of PwDs employment, Barrier free-environment, social protection, research, sports, recreation and cultural activities.


National Fund for Persons with Disabilities 

Section 86 of RPwD Act mandates the Central Government to constitute the National Fund for Persons with Disabilities. Financial assistance under the Fund could be considered for the areas/activities including exhibitions/workshops to showcase the products including paintings, handicraft etc made by the PwDs, supporting persons with benchmark disabilities excelling in sports or in fine arts/music/dance at the State level to participate in the 3 National/International events, supporting certain exclusive needs of persons with high support needs as recommended by the Assessment Boards on specific recommendation by the States on a case to case basis.
Special Schemes and General Entitlements of PwDs

 Under ‘special schemes and development programmes, RPwD Act, 2016 directs the appropriate Government and the local authorities to make schemes in favour of persons with benchmark disabilities, providing  five per cent reservation in allotment of agricultural land and housing in all relevant schemes and development programmes, with appropriate priority to women with benchmark disabilities.

Under Section 80U, PwDs are eligible for income tax deduction of Rs. 50,000 to those with disability in the range of 40 per cent to 80 per cent and of Rs. 1, 00, 000 to those with more than 80 per cent disability. Legal guardians of dependant PwDs can avail the benefits of income tax deduction under section 80DD for expenditures incurred on medical care, training and rehabilitation expenses or annuity paid. Under the issuing authority of Ministry of Finance, PwDs are exempted from payment of professional tax deduction under 80U, 80DD.

Social Security, Health, Rehabilitation and Recreation

The Indira Gandhi National Disability Pension Scheme (IGNDPS): 

Included as a component of the National Social Assistance Programme on 17th February, 2009 by the Secretary, Ministry for Rural Development, the scheme provides central assistance of Rs. 300 p.m. per beneficiary to persons with severe or multiple disabilities in the age group of 18-79 years and belonging to a household living Below Poverty Line (BPL) as per criteria prescribed by Government of India. 

Composite Regional Centres for Persons with Disabilities (CRCs) and District Disability Rehabilitation Centres (DDRCs): 

Dearth of adequate facilities for rehabilitation of PwDs, has lead the Ministry to set up multiple CRCs & DDRCs for PwDs at Srinagar, Sundernagar (Himachal Pradesh), Lucknow, Bhopal, Kozhikode, Ahmedabad (No. 6-9/2009-NIs) and Guwahati to provide both preventive and promotional aspects of rehabilitation like education, health, employment and vocational training, research and manpower development, rehabilitation for the PwDs. 

Public Sector Banks: 

Under the ‘Scheme for Public Sector Banks for Orphanages, Women’s Homes and Physically Handicapped Persons’, the benefits of the differential rate of interest are available to physically handicapped persons as well as institutions working for the welfare of the handicapped. Rate of interest will be uniformly charged at 4% per annum keeping in view the social objectives. 

The National Handicapped Finance and Development Corporation (NHFDC): 

The schemes include loans for setting up small business in service/trading/industrial units, for higher studies/professional training, for manufacturing /production of assistive devices for disabled persons, for agricultural activities, for self-employment amongst persons with mental retardation, Cerebral Palsy and Autism.

Deen Dayal Disabled Rehabilitation Scheme (DDRS): 

It is a scheme to promote voluntary action for PwDs through which financial assistance is provided to PwDs through NGOs for various projects for providing education, vocational training and rehabilitation of persons with disabilities. 

Indira Awaas Yojana: 
It is a housing scheme which is centrally sponsored for providing dwelling units free of cost to the rural poor living below the poverty line at a unit cost of Rs. 20,000 in plain areas and Rs. 22, 000 in the hill/difficult areas. Three percent of its funds are reserved for the benefit of disabled persons living below the poverty line in rural areas.

Scheme of National Awards for the Empowerment of Persons with Disabilities:
Recognizing their effort and encouraging PwDs, professionals and others awards are being presented to the most efficient/outstanding employees with disabilities, best employers, best placement agency/officer, outstanding individuals, outstanding institutions, role models, outstanding creative disabled individuals and for outstanding technological innovation and adaptation of innovation to provide cost effective technology. 

Trust Fund for the Empowerment of Persons with Disabilities: 

The National Trust is a statutory body of the Ministry of Social Justice and Empowerment, Government of India, set up under the “National Trust for the Welfare of Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities” Act (Act 44 of 1999) with a fundamental purpose to create an enabling environment, providing opportunities for PwDs through comprehensive support systems achieved by collaborating with other Ministries, leading to the development of an inclusive society.
Accessibility

Department of Empowerment of Persons with Disabilities (DEPwD), Ministry of Social Justice and Empowerment, Govt. of India has launched ‘Accessible India Campaign’ (Sugamya Bharat Abhiyan) as a nation-wide Campaign for achieving universal accessibility for Persons with Disabilities (PwDs) on 3rd December 2015.The RPwD Act, 106 through Sections 40-46 mandates accessibility to be ensured in all public centric buildings, transportation systems, Information & Communication Technology (ICT) services, consumer products and all other services being provided by Government or other service providers in a time bound manner.
Certification

According to RPwD Act, 2016, any person with specified disability, may apply in a manner prescribed by the Central Government, to a certifying authority having jurisdiction, for issuing of a certificate of disability that will further assess the disability of the concerned person in accordance with relevant guidelines notified under section 56. The DEPwD, Ministry of Social Justice and Empowerment, Govt. of India has initiated Unique Disability ID Project wherein the validity of UDID card is applicable throughout the country (Seventh report standing committee on Social Justice and Empowerment, 2019-20, MSJE, DEPwDs demands for grants 2020-21 presented on Lok Sabha on 03.03.2020 laid in Rajya Sabha on 03.03.2020)
ADIP Scheme 

The ADIP scheme[3] came into operation since 1981 with the main objective to assist and enable the needy PwDs in procuring durable, sophisticated and scientifically manufactured, modern, standard aids and appliances to improve their independent functioning and to arrest the extent of disability and occurrence of secondary disability.  Up to a total income of Rs. 22,500/- per month assistance is provided to cover full cost of aid/appliance while if the total income falls between Rs.22,501/- to Rs. 30,000/- per month, assistance covers 50% of the cost of aid/appliance. Various types of aids and appliances including hearing aids, (Behind the ear etc), educational kits, assistive and alarm devices are provided under the scheme

Children up to the age of 5 years congenital deafness (since birth) or upto 12 years for child with post lingual deafness i.e. after development of speech & language, fulfilling other criteria of the scheme are eligible to apply for ‘cochlear implant’. Also, the Delhi government is planning to introduce cochlear implants for free of cost to patients under Delhi Arogya Kosh scheme[2] 
Aim and objectives:  

To study awareness regarding schemes and policies for children with hearing impairment (CWHI) among parents of CWHI residing in the National Capital Territory

Methodology

Participants constituted of mother, father and in few instances both parents together of CWHI aged below 8 years (Table-1), having congenital sensorineural hearing loss of moderate to profound degree (Table-2). Associated special needs such as visual impairment, cognitive deficits, physical impairment or other developmental disorders were excluded from this study. Participants family income varied from less than Rs10, 000/- to above Rs20, 000/- (Table-3) and they belonged to occupational backgrounds including, service, business and some of them being unemployed at the time of interview (Table-4). Educational details of the participants are given in Table-5.
Method: 52 number of interview sessions were carried out over a period of 2 years 4 months (June 2018 to September 2020) through an informal interview schedule constructed for the purpose with an informed consent via direct and online mode (when the whole country came to standstill with a sudden appearance of global pandemic in the face of COVID-19, beginning in the month of March 2020). 

Findings obtained from the participant interviews were analyzed qualitatively to maximize the inclusion of even the smallest detail shared.

Results:
Parents of CWHI were asked to share their knowledge and awareness about the available schemes and policies by the Government of India for CWHI and also other disabilities. Being more specific, they were asked to elaborate under specific categories such as education, aids and appliances, financial assistance (pension), for higher education of their child, or any other. The findings are discussed as followed:

 Awareness about schemes and policies for CWHI by the Government of India 

Initial response of 39 out of the 61 respondents regarding the schemes and policies for CWHI by the Government of India indicated nearly no awareness. Remaining 22 respondents expressed awareness, only to the extent of naming a scheme such as ADIP through which they get free hearing aid and out of these 22 respondents only 10 were aware that cochlear implant is also included under the scheme. This lack of awareness about the govt. schemes and policies often lead to delayed intervention and often result in missed deadlines to avail the available services. Nearly in 13 out of the 21 interviews conducted with parents of children aged between 5.1 to 8 years, respondents expressed their willingness to go for cochlear implant though they admitted exceeding the maximum age criteria i.e. 5years for pre lingual HI, under the ADIP scheme and the reason cited ranged from late identification, family ignorance, improper referrals, long dated appointments at government hospitals visited, poor information on cochlear implant etc. During 2 of the interview sessions, respondents reported receiving behind the ear digital hearing aids (one for each ear) from the school where the child was studying. 

None of the respondents expressed any information or knowledge on schemes and policies regarding higher education, vocational aspects, any other general/special schemes and policies for CWHI.

Awareness about place of service availability of schemes and policies for CWHI by the Government of India 

Of those who responded of having some awareness (22 respondents) about the service availability of schemes and policies for CWHI by the Government of India, they were asked about their knowledge of place of these services availability. 16 out of the 22 respondents could name few government centers where they can avail the benefits of getting BTE digital hearing aids under ‘sarkari yojna’(in their own language), while 7 respondents could name ADIP scheme also though the complete information regarding candidacy, benefits available, documents required to avail the scheme etc was still unknown to a great extent among them. The sources of this awareness of place of service availability among the respondents were referrals from the doctors visited. Other sources of information reportedly included relatives, neighbors, and parents of other children with HI whom they met at some hospital or health care centers. During 20 interview sessions with parents of CWHI who had either an elder child with HI or a HI child in close family were relatively more aware of the places of service delivery for these children. Some parents reported to be referred to private clinics for purchasing hearing aids through the doctors they visited at government sectors. During 7 parent interview sessions, it was revealed that while they were referred for private clinics following diagnosis of HI, while 4 of them were again referred to the government set-ups on being unable to afford the highly expensive hearing aids. These repeated and not so necessary referrals not only cost them financially but lead them towards delay of early intervention with its own adverse effects. 6 out of the 9 respondents with monthly family income of more than Rs. 20,000/- reported their knowledge about availability of hearing aid free of cost at certain centers though they preferred purchasing the hearing aids from private clinics for availing more options in technological advancement. 

Experiences in availing government schemes and policies for CWHI:

As mentioned in the above sections, the awareness about availability of government schemes and policies is not widespread among the respondents, though there were those who narrated their experiences on availing these services. A father narrated his long and exhaustive journey of procuring hearing aids under ADIP scheme of Govt. of India. According to him it took more than one year to collect the required documents to avail the scheme for his 6 year old child with HI. The most difficult to procure was the ‘disability certificate’ from a reputed government hospital of Delhi for which he had to visit multiple times for either hearing testing of the child or the procedural delay in issuing of the certificate. For another couple of parents of a CWHI, getting income certificate was an additional concern as the parent/s were daily wagers or were enrolled in petty jobs from where there was no scope of getting an income certificate issued. 18 out of 25 parents who reported their child using hearing aid had utilized ADIP scheme of Govt. of India. However, few of them also raised concern over getting the hearing aid again under the scheme in case child lost or broke the previous one (which was more commonly reported in children in the age range of 5-8 years) either at school or while playing outdoors, though for children below 12 years of age the scheme has provision for providing assistance again after 1year.

In comparison to procuring hearing aids, more concerns were raised  in procuring Cochlear Implant under the under the ADIP scheme. One of the major issues of concern among parents was the upper age limit for eligibility for getting the CI under the scheme i.e. 5 years in case of pre-lingual HI. The decision for getting the child cochlear implant often took longer and reasons behind the same comprised of various factors, the most common including fear of surgery, an external device to be placed inside ‘head’ probably for lifelong, myths regarding health hazards linked with CI, to name a few. Not only pre-surgical, but post-surgical issues were reported by some parents such that mother of a 6 year old child who after getting CI under ADIP scheme at a Delhi hospital, went back to her native place in Bihar for a duration of approximately a year. During this time the child could not avail the services of speech and language therapy and more importantly the mother faced a lot of difficulty in purchasing the batteries for the device after the ones given free of cost under the scheme got exhausted. She was disappointed to the extent that wished she had not chosen the cochlear implant for the child. Though, responses like this were not frequent and there were more success stories told after the CI under ADIP scheme. During 11 out of 15 parent interviews, significant development in speech and language was reported in the children with the combined effort of parental and professional support.

Though not much aware about the details of government schemes and policies for education of CWHI, nearly 13 respondents reported difficulty seeking admission in regular schools across Delhi/NCR that ranged from denial of admission, stating inadequate infrastructure as reason of their inability to give admission of CWHI, all seats already occupied, dearth of special educators to name a few.

Parental suggestions towards government schemes and policies for CWHI 

A general observation under this section of the interview schedule was that there is a vast gap in the existence of government schemes and policies for CWHI and its awareness among the beneficiaries seeking the services. As evident from the responses obtained from the parents of CWHI, only a limited area of the existing schemes and policies for the welfare of CWHI is known among the beneficiaries and those too are limited. Thus, many of the respondents choose not to comment or suggest anything towards government schemes and policies for CWHI. Though some of the respondents gave their feedback and suggestions which are compiled as below:

a) There should be more efforts from government towards spreading awareness about schemes and policies for the disabled among masses.

b) Procedural delay in diagnostic procedures should be reduced with special emphasis on reducing the time delay due to long dated appointments in government centres

c) Widespread availability and distribution of aids and appliances to the needy.

d) Educational institutions should be more equipped to provide admission to CWSN and should more strictly abide by the legal guidelines towards admission procedure and to maintain adequate sustainability of these children in school.

e) Relaxing the age criteria for cochlear implant under ADIP scheme for pre-lingual hearing impairment.

f) Ensuring vocational habilitation of CWSN.

Conclusion: 

Despite the existence of rules/ schemes/ procedures/ it may still be difficult for persons with disabilities to benefit from them. There exist a huge gap in the communication of information from policy makers, administrators and law makers to persons with disabilities as well as their family members, organisations and other concerned groups and institutions. It is extremely important to bridge this information gap in order to enable persons with disabilities to participate equally in development. Better access to information will enable them to avail of schemes/provisions for their benefit and will consequently enable governments to assess whether they have made adequate provision in various domains as well as identify gaps which need to be addressed. Finally, accessibility of information will also facilitate the participation of government and persons with disabilities in implementation of measures and increase transparency and accountability.
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	Age of Child

(in Years)
	Gender of the child
	Respondents of the case interviews 

	
	Male 
	Female
	Father
	Mother
	Both

	<1
	6
	4
	3
	6
	1

	1-5
	12
	9
	8
	9
	4

	5.1-8
	10
	11
	7
	10
	4

	Total
	28
	24
	18
	25
	9


Table-1 details of respondents of the present study and age, gender details of the CWHI

	Degree of Hearing Loss
	Type of hearing loss

	Moderate to Moderately Severe
	Severe
	Profound
	Mixed
	Sensorineural

	5
	20
	27
	14
	38


Table-2 degree and type of HI of children of the respondents of the present study

	Family income

(per month)(in Rupees)
	No. of Respondents

	<10,000/-
	26

	10,000-20,000/-
	17

	20,000/-and above
	9

	Total
	52


Table 3 family income of the respondents of the present study.
	Occupation
	Respondent’s details

	
	Father
	Mother

	Service
	17
	10

	Business/self employed
	6
	2

	Unemployed
	4
	22

	Total
	27
	34


Table-4 occupational details of the respondents of the present study

	Education level
	Respondent’s details

	
	Father
	Mother

	<10th standard
	6
	13

	Between 10th and 12th Standard
	8
	12

	Graduate and above
	9
	7

	No formal education received
	4
	2

	Total
	27
	34


Table-5 educational details of respondents of the present study

	Categories 
	Age (in years and months)

(no. of children under each age category)

	
	    < 1
	1.1-2 
	2.1-3
	3.1 
	Total

	Suspicion
	13
	23
	11
	5
	52

	Diagnosis
	5
	21
	14
	12
	52

	Intervention
	2
	16
	19
	15
	52


Table-6: age of suspicion, diagnosis and intervention of CWHI reported by the respondents



