Questionnaire on the Provision of Support to Persons with Disabilities

1. Please provide information on the following services that are available for persons with disabilities in your country, including data on their coverage, geographic distribution, and delivery arrangements, funding and sustainability, challenges and shortcomings in their implementation:

A. Personal assistance

B. In-home residential and community support

C. C. Support in decision making including peer support

D. Communication support including support for Augmentative and alternative communication

Different means of Support services for persons with disabilities are usually provided on charitable basis and mainly depend on personal assistance through NGOs and community peers. In-home support services are provided through untrained peers, along with lack of trainings and assessment tools to human assistance measuring the quality and efficiency of such services. Despite being necessary, supporting services are still quite new, and thus have not yet gained the support of decision makers. This is basically due to lack of advocacy thereof. Regarding persons with hearing impairment, human assistance is limited to human intermediaries (sign language interpreters). It's worth mentioning the centralization of assisting services and sign language interpreters in Greater Cairo, resulting in a scarcity in numbers of sign language interpreters on the governorates level coupled by inefficiency and discrepancy in sign language in different governorates and across different age groups and sexes. As for funding and sustainability, sponsors do not give due consideration to human assistance and developing plans or projects proposals, ensuring sustainability and regularity which in turn resulted in a lack of efficiency, quality, and constant systems, including both sign language interpreters and escorts for the visually and Mobil disabled.

Generally speaking, human assistance in Egypt is based on a voluntary and random basis without any organizational structure is put in place. It's nonetheless essential and has a direct impact on persons with disabilities.

Regarding participation of persons with disabilities, an international CBR Strategic Framework project funded by Terre des Homes, Handicap International and Ministry of State of Luxembourg in partnership with two local NGOs, Giving with No Limits in Assiut and Vision for Participatory Development in Qena was concluded in 2013. The project took place in two governorates in Upper Egypt namely, Asssiut and Qena. The project outcomes were a developed criteria and quality standards for the CBR matrix component units which in return served as guidelines and training manuals for those working on each unit of the components. As a result, MOSS has decided to adopt CBR Strategies in its strategic plan in 2015. However, the developed quality standards still remain to be officially accredited and generalized throughout the governorates. 

Many barriers stand in the face of the widespread  implementation of the social component especially the personal assistance unit due to absence of any official regulating mechanism for this particular type of service provision which includes investigating criminal records of the service providers, assigning them social security status, paying  regular satisfactory salaries, delineation of mutual responsibilities of both the personal assistant and the person with disability and any legal implications of the work relationship. 

Residential and Community support is limited to learning support in schools. Shadow teachers are hired and paid by the families, they vary in competence and in the degree to which they can provide community support, some teachers receive formal academic training in university, others enroll in professional courses provided by NGOs, most of which are in academic support and behavioral management. There is no system provided by schools to ensure the regular provision of learning support teachers for students with disabilities and the onus lies on families to select and hire learning support teachers whether independently or through NGOs.  Moreover, there is a lack of an accredited curriculum and quality integrated professional training programs for residential and community service providers in universities and due to lack of trained professionals that can provide such services in general, and specifically those trained to address issues and needs of adults with disabilities and older persons with disabilities. Actually, persons with disabilities outside the school system do not enjoy any of these services. 

In general, there is no official mechanism for decision- making or peer support; persons with disabilities rely on family, friends, acquaintances, and their trusted professionals for consultation to help them reach important personal decisions. Some human right NGOs provide legal aid on legal affairs, but only very few of them are specialized in the rights of persons with disabilities.

Support for alternative and augmentative communication is not provided in mainstream schools, mainstream schools only accept students who are hearing impaired and whose result scores on tympanometry are no more than 70 decibels. Students with more severe hearing impairment are admitted to special schools for the hearing impaired where there are sign language interpreters.

Students on the autism spectrum who have little speech or are non- verbal are not generally accepted in mainstream schools without learning-support teachers who provide alternative or augmentative communication support and ease their integration into the classroom activities and school environment. Some schools do not welcome non –verbal children with autism. Special education schools have no official programs for students with autism and so do not accept them if they are non –verbal; however, they accept those who have an IQ score from 65-50 and are socially adaptable. Most students with autism who do not get accepted receive special education in NGOs which offer specialized programs for those with autism.

2. Please explain how persons with disability can access information without the existing service referred to in question (1) including refered procedures, eligibility criteria and application requirements
Some databases on relevant services are available on the official websites of the relevant ministries, but these databases are by no means exhaustive and sometimes not valid or updated and frequently inaccessible. Some websites even include application forms for some of their services, the required documents and the observed procedures to obtain their services. Problems arise when there is no publicity about the services in local media as the persons with disabilities may not know about the existence of certain services due to lack of access to internet, or illiteracy or simply not understanding the content on the websites.  Also there are no full- time or on demand assistants or sign language interpreters on government service sites to help clarify any issues of concern for persons with disabilities.  In response to lack of a national system of service referral, there has been a proposition of issuance of a disability smart card for every person with disability that includes all services needed by the individual. This is still very much a work in progress as there have to be prerequisite projects setting the scene for the readiness of   implementation of the disability smart card project. Such projects include the census of persons with disabilities, revisiting the definition of disability and unifying it across all government agencies, and mapping and equitable redistribution of all disability services and resources geographically.  
3. Please elaborate on how these services respond to the specific needs of persons with disabilities throughout their life cycle (infancy, childhood, adolescence, adulthood, and older age) and how is service delivery insured in the transition periods between life cycle stages?

Regarding services covering the full life span of persons with disabilities:

Infancy
· Health services:

All new-nettles are screened for hypothyroidism and some metabolic disorders, such as Phenylketonuria (PKU). 

· Social security insurance:

A child born with any kind of disability is entitled to social security disability benefits of no more than 325 EGP. As for those with intellectual disabilities, they are entitled to social security pension regardless of family income. This is more prevalent in rural areas and remote governorates. Infant and child health insurance is covered from birth to 6 years of age.

Childhood
· Health Insurance:

All children, including those with disabilities, enrolled in schools are covered by medical insurance. Those who have no access to schools, and thus are not enrolled within the schools system are not covered by any medical insurance. 

· Early education:

Ministry of education gives licenses to specialized nurseries for persons with disabilities; however, nurseries for typically developing children risk revoking their license when including children with disabilities among their children, due to commonly circulated regulations. Despite the fact that child law does not prohibit education of children with disabilities in mainstream education facilities from early childhood until the age of 18.  The ministry of Health and Population has taken many initiatives to train doctors, nurse aids, and midwifes on early detection of disability and some intervention programs. Ministry of Communication and Information Technology has collaborated with Ministry of Education to provide technological accessibilities of schools for blind and visually impaired and interpreting some subject curricula in sign language.

Adolescence

Ministry of Social Solidarity issues rehabilitation certificates for persons with disabilities and provide some vocational trainings, as well as prosthetic devices and certain assistive technologies for the blind and visually impaired, namely; magnifying glasses, white canes, and talking watches. Families of children with disabilities, who are included in mainstreaming schools, are responsible for selecting and high ring learning support teachers as the school system does not provide such service.

Adolescent services are limited to those who are enrolled in schools and include only learning support services in some schools. Moreover, some sporting clubs have teams for special needs. Lately, some youth centers mainly in Cairo and Alexandria have opened doors for persons with disabilities to use their facilities and participate in their activities. Still, there is no trained staff to provide support except in one or two centers nationwide.

Transition stages

There is no national official referral system of services and hence the onus falls on families to coordinate and look for services that match the emerging needs of their children with disabilities.

Adulthood

College admission Eligibility criteria impose many restrictions on persons with disability. Physical disabilities are restricted to faculties of liberal arts and humanities involving no practical aspects. Provision of supporting services is limited to medical insurance that is provided to all students, as well as prosthetic devices subject to case study. The same eligibility criteria apply to Persons with visual impairment. Universities have assistive technology support center for learners with visual disabilities providing accessible subject curricula and advise on exam paper standard form. The deaf and hard of hearing have recently been admitted to certain departments of the Faculty of Specific Education, namely five practical departments, such as Departments of Home Economics and Technology  according to an annual renewable ministerial decree. Sign language interpreters are provided by disabled people's organizations providing that the university bares no financial responsibility towards sign language interpreters. 

Older age
All old-age services are provided by civil society organizations and paid for by families. Persons with disabilities above the age of 65 or are incapable of being at any age due to degree of disability are eligible for Karama social solidarity pensions. Karama social solidarity pension is still in the process of implimintation on all governorates. Service delivery is only ensured for prosthetic services, social solidarity pensions and university assistive technology centers for learners with visual impairment.

4. Please provide information on the number of certified sign language interpreters and deaf-blind interpreters available in your country?

Number of sign language interpreters does not exceed 100 interpreters noting that they differ in their efficiency and competence. Highly and professionally competent sign language interpreters are no more than 10%, of the overall number of existing sign language interpreters, due to their upbringing by hearing impaired and hard of hearing parents and siblings. Others are motivated by their passion for social work. It's also worth noting, the non-existence of any accreditation quality standards; performance evaluation tool or criteria for the sign language interpreters. Civil society organizations lately step up to protect the rights of the sign language interpreters by establishing an independent syndicate for sign language interpreters.

Despite the remarkable increase in numbers of deaf-blind population, there is a scarcity in deaf-blind sign language interpreters, as well as supporting services for the deaf-blind community which most probably depend on individual efforts and initiatives. Additionally, there is only one NGO in Egypt that provides services for persons with deaf-blindness.

5. Please provide information on the existence of any partnership between state institutions and private service providers (E.G, non-governmental organizations, for-profit service providers) for the provision of support to persons with disability?

Some of the concerned ministries, such as the Ministry of Social Solidarity (MOSS) have devoted particular attention to organizing specialized forums with the aim of networking civil society organizations with social responsibility sectors of the for-profit organizations to ensure mutual alignment and dialogue on development projects and prospective funding opportunities for such projects. Certain government agencies encourage NGOs to partake in projects through funds provided by international donors, and so launch calls for proposals and eligibility criteria. One should note that funding agencies that have programs for democracy support, governance, and empowerment prefer to assign their projects to DPOs along with building their capacities, while other funders which do not have such programs on their agenda have their eligibility criteria primarily focused towards having previous work experience in implementing this type  of projects. As a result, organizations of persons with disabilities are usually excluded due to lack of expertise. It should be noted here that some governmental bodies outsource some specific services for persons with disabilities to private sector companies.

6. Please describe to what extent and how are persons with disability participate in decision, planning, implementation, and evaluation of support services?
After the Egyptian Revolution of 2011, there has been an escalation in the expectations of the persons with disabilities and their representative organizations demanding the full exercise of their right to participate in decision making, as stipulated in the United Nations Convention on the Rights of the Persons with Disabilities, especially after the establishment of the National Council for Disability Affairs. Their participation has been focused on inclusion of the disability component in national strategies. As a body concerned with disability issues, we are invited by some ministries to collaborate on joint executive plans. In order to ensure maximum participation from all groups of persons with disabilities and DPOs on improving the quality of supporting services for persons with disabilities, they were included in the disability law proposed for social dialogue by the National Council for disability Affairs and Parliament lately. Some authorities have collaborated with the council on planning and implementation of execution plans. Provision of support-service is usually implemented by qualified non-governmental organizations and disabled people's organizations based on meeting eligibility criteria laid out by both funding agencies and relevant ministries. 
7. Please provide any other relevant information and statistics (including surveys, censuses, administrative data, reports and studies) related to the provision of support to persons with disabilities in your country?
Up to this moment, there is a lack of census or accurate statistics indicating the numbers of persons with disabilities and data about their classification from the official governmental websites. Information resources about provision of supporting services for persons with disabilities are not readily available and frequently inaccessible. Nevertheless, it's worth noting that the government tries hardly to offer supporting services according to a random budget. Disability studies and researches made by individuals are often void of statistics and figures. In an attempt to recognize numbers of persons with disabilities, the Information and Decision Support Center has recently conducted a study using a representative sample methodology which indicated that the number of persons with disabilities has reached more than 10%. The National Council for Disability Affairs has participated by preparing the questions included in the study following Washington Group questionnaire.
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