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Children with support needs: inclusion, advocacy and equity

Part a: 
According to NHS (2017) and  Mayoclinic.org (2017), as a routine part of prenatal care, all pregnant women are offered screening for down syndrome. Although screening tests can only identify the risk of carrying a baby with down syndrome, more tests can be done to confirm it. 

NHS (2017) continues, saying that most babies born with down syndrome are diagnosed soon after birth due to their distinctive features such as eyes that slant upwards and outwards, a small mouth with a tongue that may stick out and a flat back of the head. Children with down syndrome may be checked by a pediatrician more often than other children to pick up problems as early as possible. 

Children with Down syndrome are frequently more at risk medically than their healthy peers, according to Shira (2000). Evans-Martin (2009) agrees, saying that they are more likely to experience respiratory infections, heart defects, vision problems and hearing loss. If these issues are not detected early, they could result in serious health problems, or even death. Shira (2000) continues, saying that knowledge of secondary medical conditions and extensive skills are required to care for these children. Under the UNCRC article 24, every child has the right to the best possible health and health care (Unicef.org,no date).

Because of specific challenges associated with Down syndrome, babies are likely tp experience delays in some areas of development (National down syndrome society, 2019). They will eventually catch up  and achieve all of the same milestones as other children, however they will do so at their own pace. When supporting and monitoring the development of a child with down syndrome, it is more beneficial to look at the sequence of milestones achieved, rather than the age at which the milestone is reached. Due to these delays, early intervention is highly recommended. It can begin anytime after birth, but the sooner it starts the better. Evans-Martin (2009) agrees, saying that early identification and intervention should begin before 6 months and should continue into adulthood. 

According to both Downsyndrome.org (no date) and National down syndrome society (2019), early intervention is a systematic programme of therapy, exercises and activities designed to address developmental delays that may be experienced by children with Down Syndrome or other disabilities. It aims to minimize, if not prevent, the impact of the disability, and  continuously enhance development by building on a child’s strengths and further developing weaker skills. 

Early intervention for children with down syndrome is vital, as it allows children to 
lead healthy, fulfilling lives. This is supported by NHS. (2017) and Mayoclinic.org. (2017).  Most people with down syndrome live with their families or independently, go to mainstream schools, read and write, participate in the community and have jobs. 
According to Unicef.org (no date) and OHCHR (2019), both Article 23 of the UNCRC and Article 19 of the convention on the rights of persons with disabilities state that children with a disability has the right to live a full and decent life with dignity and independence. 

Children with down syndrome who receive early intervention are likely to be further ahead than those who don’t receive any help. This may be due to the fact that the first patterns of learning and behavior that influence the rest of development are set down in the early years. A child’s environment and early experiences have a major effect on development and learning, and the degree to which a child reaches their full potential (Downsyndrome.org, no date).  

Because each child with down syndrome is unique, support will depend on individual needs, and the age and stage of development, according to Mayoclinic.org. (2017).  NHS. (2017) agrees, saying that support may include access to good healthcare, support for the child’s development, and support groups such as the downs syndrome association. Mayoclinic.org. (2017) goes on to say that children with down syndrome are likely to rely on a team of specialists who can provide medical care and help them to develop their skills as fully as possible, as well as helping parents with important decisions about their child’s treatment and education. This doesn’t mention anything about the child being involved in any decisions, which goes against article 12 of the UNCRC (Unicef.org, no date),which states that the views of the child must be respected. However, article 3 of the UNCRC and article 7 of the convention on the rights of persons with disabilities (OHCHR, 2019) states that the best interests of the child must always be a top priority.

The most common early intervention services for babies with Down Syndrome are physical therapy, speech and language therapy and occupational therapy, according to the National down syndrome society (2019). This complies with article 24 of the UNCRC, as the best possible health care is being provided (Unicef.org, no date).

According to Shira (2000), families play a crucial role in the success of early intervention programmes for children with Down Syndrome. Family-centred care approaches provide the family with a feeling of control and empowerment, the ability to evaluate, make decisions and seek relevant information from available sources. Empowerment emphasises partnership and cooperation in decision making and programme planning, trust and respect between the family and services, and benefits both the child and family. 

[bookmark: _GoBack]Programs of early intervention offer parents a lot of support, encouragement and information, according to National down syndrome society (2019). They teach parents how to communicate with their children, how to meet their child’s specific needs and how to enhance development. 

Shira (2000) and Nawi et al. (2013) both agree, saying that the parents relationship and attachment to the infant was one of the main achievements of the programme. The parents demonstrated a greater awareness of the abilities, strengths and special health needs of their infant. 
Nawi et al. (2013) goes on to say that factors such as parental education level and average family income has a significant effect on the involvement of children in early intervention. Parents with higher education levels and families with higher incomes were more likely to refer their children to early intervention services. One of the reasons for this is that low income and limited resources make it difficult for the parents to fund the services needed by their children.  Also, poorly educated parents are usually found to have less knowledge about down syndrome compared to those who are well educated, and therefore are not aware of the advantages of these early intervention programmes.  OHCHR (2019) states that article 8 of the convention on the rights of persons with disabilities says that awareness should be raised at a family level regarding the person with disabilities. Professionals should work together to increase awareness about early intervention services to increase parents knowledge and understanding. 

Part B. 
 
Down syndrome is a developmental disorder that is normally identified before or at birth, According to Thiemann-Bourque et al, 2014.Children with down syndrome typically have a speech and language impairment. Their language delay is caused by a variety of factors, some of which are physical, and some are due more to cognitive problems. Physical problems include having a smaller mouth cavity and tongue muscles, which makes it harder to physically form words. This is supported by Alton (no date). 

Buckley (1999) said that most babies with downs syndrome gave very good early non-verbal skills. They are able to make eye contact with people, look and smile slightly later than the typical infant, but they are very social. They enjoy communicating, smiling and babbling games. This is a good foundation for communicating and being social, which for most children, continues throughout life. However, babies with downs syndrome are slower to move on to the next stage. 

Viootsak 2013 says that children with down syndrome produce their first words at a much later age than typically developing children, normally at approximately 21 months old. Once they begin to produce words, children with down syndrome continue to make small progress compared with their typically developing peers. Despite this, they are often very keen to communicate, according to the Down’s syndrome association (2011), and in spite of their difficulties, they are able to use and learn from sign and gesture, the written word, pictures and symbols extremely effectively. 

According to Buckley (1999), most children with down syndrome begin to imitate gestures from about 18 months, learning to wave and point. They may also begin to get frustrated by delays and difficulties in producing their first clear words, however they will be able to produce some signs instead, which is a helpful means of communication. 

According to Alton (no date), common features of delay in the language acquisition of down syndrome children include smaller vocabulary leading to less general knowledge, difficulty learning the rules of grammar, greater problems in learning and managing social language, more difficulty in understanding curriculum language, and difficulty in understanding and following instructions. 

Children with down syndrome’s receptive skills are greater than their expressive skills, according to Alton (no date) and Down’s syndrome association (2011). This means they understand language better than they are able to speak it. Down-syndrome.org (2019)   suggests that this gap causes them a lot of stress and frustration and can sometimes lead to behavior problems. It can also mean that their intellectual capabilities are overlooked. 

Any delay in learning to understand and use language is likely to lead to cognitive delay, according to Alton (no date).  Down-syndrome.org (2019) agrees, saying that language delay leads to cognitive delay as much human learning is through language and language is internalized for thinking, remembering and self-organization. 
The Down’s syndrome association (2011) also agrees, adding that it will have an impact on a child’s level of knowledge and understanding. The ability to understand more abstract language and concepts will be particularly affected. Accessing the curriculum therefore, will inevitably pose more difficulties and can also affect their behavior and confidence. 

These speech and language problems often mean that children actually receive fewer opportunities to speak to other people and develop language skills. This is supported by Alton (no date). It is harder for them to ask for any information or help. Adults tend to ask simple questions that don’t require much verbal answers or finish off their sentences without giving them the chance to answer on their own. This results in the child getting less language experience to enable them to learn new words and sentence structures, and less practice to improve their clarity of speech. 

Thiemann-Bourque et al. 2014 suggests that delayed and disordered speech is one of the main features of down syndrome, and is normally apparent in children with the condition’s early development. It is well known that children with down syndrome have oral motor problems, and these result in problems with the precise production of early speech sounds. These delays are difficult to improve through interventions. 
 
According to Evans-Martin (2009), around 53% of children with downs syndrome have small ear canals. This makes it difficult to examine the ears for wax build up and infection, which are more likely with down syndrome. Fluid build up can also affect the child’s hearing, and can cause permanent hearing loss if it remains for a long period of time. Hearing loss in children can contribute to language and speech difficulties as well as auditory attention. Early identification and intervention should begin before 6 months and should continue into adulthood. If early identification and intervention did not occur, both of these could result in serious health problems, and contribute to further language delay. 

Communication difficulties are very common in children with Downs syndrome, and can affect their lives in many ways. Their speech is delayed, meaning that their learning and development both affected. It also makes communication difficult, making it harder for them to gain communication skills and make new friends. All of these problems can cause developmental delays if they aren’t identified early. Early intervention it vital for these children to have the opportunity to be able to communicate effectively and develop the skills needed to grow up more independently alongside their peers. 

Part c) 

In the UK, most children with down syndrome begin their education in mainstream schools. (Fox et al. 2003), although they will need some support (Alton, no date). This is commonly provided through a teaching assistant. Lorenz (1999) shows that the majority of children with Down syndrome in mainstream schools are supported by a teaching assistant for between 20 and 27 hours a week. 

The main role of a teaching assistant according to Alton (no date) and Dolezalova (2018) is to directly support children with special educational needs. This support includes teaching them new skills, helping them develop independence, social skills and friendships, and support challenging behaviour. However, according to Dolezalova (2018), as teaching assistants are employees of the school, money is the main factor affecting them being provided for children. The amount of support provided is not based on detailed individual assessments of children’s needs, it is instead associated with the funding received by the school.  

Both Fox et al. 2003 and Alton (no date) agree that it is important that the teacher doesn’t place all responsibility for the child with down syndrome on the teaching assistant. However, Dolezalova (2018) states that teachers have been criticised for doing this. According to Lorenz (1999), 28% of children with down syndrome are taught by their class teacher less than once a week, and almost all direct teaching is carried out by their support assistants, even though most have no formal qualifications or training to do so. Dolezalova (2018) agrees, adding that despite teaching assistants lack of training and experience, teachers often see them as experts on the child with special needs.  

Fox et al, (2003) suggests that when a teaching assistant provides too much support, it can have a negative affect on how much a child participates at school. Alton (no date) advises that it is not wise to have only one TA to support a child. This can make the child too used to being with one adult, which may prevent children from learning to work with a any other adults and experiencing different ways of working. Two TAs would be advisable, as their time can be split so that they are with the child at different times of the day. This can also mean that if one TA is absent, the other may be able to cover.

Dolezalova (2018) and Fox et al, 2003 agree that communication and relationships between the support staff and the classroom teacher is vital. Teaching assistants should work with the classroom teacher to help differentiate lessons and activities and provide feedback (Alton, no date). The main part of a teaching assistants role, according to Dolezalova (2018) is to assist individual pupils, however they spend a lot of their time waiting for instructions from the class teacher. Due to the lack of time for joint lesson planning, assistants have to listen carefully during each lesson so that they know what they need to do, and misunderstandings can occur. In order for lessons to be effective, they need to be planned effectively, and teaching assistants need to understand the aims of the chosen activities. 
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