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About Sense International

Sense International (SI) is a global charity that supports persons with deafblindness/MSI in Bangladesh, India, Kenya, Peru, Romania, Tanzania, and Uganda. We provide expertise and training to local partners on models for delivering services to persons with deafblindness/MSI. We also advocate to governments to develop services and to promote the rights of persons with deafblindness/MSI. For more information, visit us at https://www.senseinternational.org.uk/.

About Deafblindness

Deafblindness/MSI
 is a combination of vision and hearing impairments. Some people with deafblindness/MSI are completely deaf and blind, but many have some residual sight and / or hearing that they can use. Many have other physical and learning disabilities in addition to their multi-sensory impairments. There are many causes of deafblindness/MSI, including infections and genetic conditions. Because 95% of what we learn about the world comes through sight and hearing, and given that it is quite often that persons with deafblindness have additional disabilities, people who are both deaf and blind face unique challenges in communication, mobility and accessing information, and thus they are uniquely vulnerable to social exclusion making deafblindness one of the most isolating of disabilities.
Persons with deafblindness/MSI face challenges understanding what is being communicated to them, expressing their own views and opinions as well as understanding their environment. Communication challenges also mean that getting information is very difficult, as not all persons with deafblindness/MSI communicate in the same way. There is a heavy reliance on family members to facilitate this. Unsurprisingly, this can lead to extreme isolation of the individual and their family, sometimes resulting in stigma and deliberate exclusion. These combined factors result in most persons with deafblindness/MSI lacking independence unless they receive some training and support. Persons with deafblindness/MSI are some of the most marginalised when it comes to participation in decision-making.
Key Gaps in the Enjoyment of Rights for Persons with Deafblindness in Uganda

The Right to Inclusive Education – Article 24

Uganda has a population of 35 million people, with an estimated 14,000 persons with deafblindness/MSI
. Unfortunately, very few of children with deafblindness/MSI receive any form of education
. Because deafblindness is a low incidence disability, the complexity of this impairment has confounded government and non-governmental organisations as well as schools and teachers. This has resulted in a systematic exclusion of these children from education, and there is little to no evidence of schools making an effort to reasonably accommodate children with deafblindness/MSI. There are many barriers to realising the right to education for children with deafblindness/MSI, including a lack of trained teachers, accessible learning materials and adequate or appropriate learning environments, especially teaching assistants.  For a child with deafblindness/MSI to be introduced into a mainstream school environment that is not adapted to his or her needs, it could have very negative consequences on his or her development, security and dignity. As a result, these children face barriers in acquiring knowledge, skills, attitudes and competencies, including basic life skills that are necessary for growth and development.  
The right to accessible, free and compulsory education for all is a well-establish human right
. Importantly, no child should be denied the right to education on the grounds of disability
, including multiple or complex disabilities. This requires the Ministry of Education, Sports, Science and Technology to apply reasonable accommodation of each individual’s requirements
 in order to enjoy the right to education, but it also requires the Ministry to consider effective individualised support measures
. In particular, the Ministry must ensure students with deafblindness/MSI are able to receive education “in the most appropriate languages and modes and means of communication for the individual and in environments which maximise academic and social development”
.  Practically, this requires a student with deafblindness/MSI to have access to a teaching assistant, a qualified and trained teaching staff that is prepared to deliver education to children with deafblindness/MSI, an adapted curriculum and learning materials, as well as a range of other learning environment supports, such as access to a sensory stimulation room and various therapies. 
Recognising that the mainstream education system in Uganda is not equipped for children with deafblindness/MSI, Sense International Uganda initiated a community-based education programme in 12 districts, reaching 340 children to fill this gap in education provision in some districts. Sense International Uganda has been working with the National Curriculum Development Centre on a non-formal curriculum for the community-based education programme to ensure that these children are included into the mainstream system, as the aim is to prepare them for education in mainstream schools. 

However, there is no indication that the Ugandan government is taking progressive steps to initiate the inclusion of children with deafblindness into mainstream schools
. More specifically, the mainstream curriculum has not been adapted; there is no provision of teaching assistants, which are essential to ensuring that children with deafblindness/MSI can learn and communicate; and there is insufficient teacher training to prepare teachers for children with deafblindness/MSI. For example, Sense International Uganda initiated a certificate module at Kyambogo University to develop skills in teaching children with deafblindness/MSI for Special Needs Education teachers. However, the continuation of this programme is dependent upon further grants, as there is no government funding to supports its continuation, despite the development of the module, and there appears to be no effort to adapt this module to train mainstream teachers. These types of initiatives, such as teacher training modules, should be incorporated into broader government training programmes for mainstream schools. We recommend that the Ministry of Education and Sports, Science and Technology begins to take steps to reasonably accommodate children with deafblindness in mainstream schools by ensuring the provision of teaching assistants, adapted curriculum and learning materials, appropriate teacher training, and adjustments to the teaching and learning environment, so that children with deafblindness can be included. We also recommend that the Ministry of Education and Sports, Science and Technology establishes a mechanism for including specialised modules, such as the Sense International Uganda’s module on teaching children with deafblindness, into core teacher training programmes. 
In 2011, the Ministry of Education, Sports, Science and Technology in collaboration with CSOs and other stakeholders drafted a policy on Special Needs and Inclusive Education intended to address concerns of access, quality and equality in education. Specific aspects that the policy will address many key areas for children with deafblindness/MSI, including specialised teaching materials and equipment, support services, curriculum adaptations, assistive devices, capacity building, assessment, infrastructure and funding. So far, this policy has not been approved by government for implementation, and while it sits idle, children with deafblindness/MSI continue to be excluded from education.  We recommend that the government of Uganda approves and implements the Special Needs and Inclusive Education Policy and ensure appropriate and progressive levels of funding to support its implementation.
The Right to Technical and Vocational Education and Training (TVET) and the Right to Work – Articles 24 and 27

There is a similar situation for young persons and adults with deafblindness/MSI as they transition from childhood to adulthood, primarily in the area of achieving successful employment and independent living. The Business, Technical, Vocational Education and Training Act 12 of 2008 (BTVET), promotes equitable access to education and training for all disadvantaged groups, including persons with disabilities; however, available statistics indicate that persons with disabilities are not very well included into in the mainstream system
, due to inadequate facilities, learning and instruction materials and curriculum, as well as a lack of trained instructors. Persons with disabilities, including persons with deafblindness/MSI, have the right to technical and vocational education and training
. As with primary education, the Uganda government must apply reasonable accommodations
 to ensure that persons with deafblindness have access to TVET, which practically will require adaptations to curriculum and learning materials, modifications to the learning environment, and training of teaching staff to equip them with the skills to teach persons with deafblindness/MSI. 
In an effort to achieve national development goals, the government of Uganda has embarked on a Skilling Uganda Strategy, which denotes a paradigm shift for skills development in Uganda. The main purpose of this initiative is to create employable skills and competencies relevant in the labour market. This is in line with the BTVET objective 3 of enhancing access of disadvantaged target groups to skills development, including persons with disabilities. 

However, this Skilling Uganda Strategy does not specifically address the learning needs of persons with deafblindness/MSI. Although there is some anecdotal evidence that the Strategy may improve access to technical and vocational education for some persons with disabilities, there appears to be very little impact on persons with multiple or more complex disabilities. Our experience at Sense International Uganda in a small pilot of vocational training for persons with deafblindness/MSI has demonstrated that it is possible to build the vocational skills of persons with deafblindness/MSI. Our experience with this module, which includes learning across seven skills areas, has revealed that current TVET curriculum will require significant adaptations in order to support persons with deafblindness/MSI, as well as training of instructors. We recommend that the government of Uganda initiates a review of current technical and vocational education and training systems to ensure that it is inclusive of persons with deafblindness.
The Right to Health - Article 25

Sense International Uganda recently initiated scoping of early identification and intervention services for a new programme. This scoping revealed that in Uganda, there are little to no early identification and intervention services for children with deafblindness/MSI. This means that new born babies are not screened for visual and hearing impairments, nor provided with appropriate support in these crucial early years of development. For example, therapy services, which are essential for early interventions, are missing from standard health services.  Early identification and intervention services provide long-term benefits to families and society. It reduces mental distress of families and the risk of the child requiring more intensive care (services) later. For society, the cost of intervening early in life far outweighs the costs of not. “A healthy cognitive and emotional development in the early years translates into tangible economic returns” (World Bank, 2014). Mortality for disabled children is as high as 80% even in countries where under-five mortality is below 20% (DFID, 2000). Latest available figures from Uganda show that 7% of the population do not reach their fifth birthday, with child mortality rates of 69 per 1,000 (World Bank, 2012).  
Without early identification and intervention services, living with a complex disability becomes even more challenging, given the difficulties persons with deafblindness/MSI face in communication, mobility, learning, forming social relationships and being included in their communities. Early identification and intervention services for new-borns and infants with deafblindness/MSI provides them with support as early as possible, giving them the best possible chance of survival and has the potential to reduce the need for more expensive medical interventions and care later in life, thus alleviating some of the extra costs that families incur. The right to health services needed by persons with disabilities includes those services specifically because of their disability, including early identification and intervention
.  This links very closely with the right to habilitation and rehabilitation “in order to attain and retain maximum independence, full physical, mental, social and vocational ability, and full inclusion and participation in all aspects of life”
. This right should begin at the earliest possible stages and be based on the multidisciplinary assessment of individual needs and strengths
. In other words, a simple screening is insufficient for babies and new-borns with deafblindness/MSI, as interventions will require on-going therapies and support to families to enable their children to develop fully.
Recognising this gap in health services, Sense International Uganda will be initiating a new programme of early identification and intervention launching in April 2016, reaching both urban and rural populations through four health centres in the Entebbe Region over the next three years. Sense International Uganda’s intention is to work with the government to demonstrate a model of early identification and intervention services. It will be important for the Ugandan Ministry of Health to scale up and operationalise this model and ensure funding to build the skills of health staff and to provide equipment and ensure staffing, especially of therapy specialists, in order to deliver its obligations under articles 25 (b) and 26. We recommend that the Ministry of Health establishes early identification and intervention services at lower level health facilities to ensure that newborns and infants with multiple sensory impairments are provided with appropriate support in their early years of growth and development.
Summary of Recommendations to the Committee on the Rights of Persons with Disabilities
 We recommend that the Uganda government:
· Begin to take steps to reasonably accommodate children with deafblindness in mainstream schools by ensuring the provision of teaching assistants, adapted curriculum and learning materials, appropriate teacher training, and adjustments to the teaching and learning environment, so that children with deafblindness can be included.

· Establish a mechanism for including specialised modules, such as the Sense International Uganda’s module on teaching children with deafblindness, into core teacher training programmes. 

· Approve and implement the Special Needs and Inclusive Education policy  and ensure appropriate and progressive levels of funding to support its implementation. 

· Initiate a review of current technical and vocational education and training systems to ensure that it is inclusive of persons with deafblindness.

· Establish early identification and intervention services at lower level health facilities to ensure that newborns and infants with multiple sensory impairments are provided with appropriate support in their early years of growth and development.

This briefing was prepared by Josephine Akiru (josephinea@senseint-ea.org), Country Representative for Sense International Uganda and Bailey Grey (bailey.grey@senseinternational.org.uk), Advocacy and Policy Manager for Sense International, and it is based on programme experience in Uganda.
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