Children with additional support needs: Inclusion, advocacy and equity. 

Part A

Dr Harding. (2015) states that Fragile X, also known as FXS is an inherited condition which presents with typical behavioral, developmental and physical problems. A UK screening study in August 2003 by the National institute for Health research estimated the overall occurrence of FXS to be in the general population of every 1 in,4,425. FXS can affect both male and females. The data has since been looked at by the Fragile X society who now believe that It affects around 1 in 4000 boys and men, as well as 1 in 6000 girls and women. Fragile X is the most common inherited cause of learning disabilities, as it passed genetically through the family. Although having FXS does not mean your child will to, they may also just become carriers. FRAXA (2019) has explained how fragile X is caused by a mutation in one single gene. In people with fragile X, a defect or mutation causes the gene to turn off. A person with FSX would typically experience issues with language, emotions, attention, behaviour and social interactions. This is why the importance of early intervention is crucial for the child and their families, the term early intervention refer's to services given to very young children with special needs, with the purpose of lessening the effects of the condition (The special needs child, 2010). Early intervention helps keep children who have been diagnosed at a young age with an additional learning need (ALN) on a path to making the most of their abilities and skills developed during the early years. TEISINC (no date) describes how early intervention services also support the parents and siblings of children with special needs. In most cases of Fragile X diagnosis’, it is health professionals who identify the potential syndrome with the child, as children with FXS tend to have physical similarities, large fore heads, flat feet and large ears. Once a full diagnosis has been given by doctors, parents are then encouraged to seek early interventions to begin assisting with the child, but at this stage some parents decided not to accept this offer of help and therefore go without intervention for a few months or years until they sometimes change their mind. The Special needs child, (2010) has described how parents are naturally worried but the idea of getting help, it is just as scary because then they feel they will be admitting that there is actually something wrong. It can be so tempting for them to just carry on as they are and hope for the best. Some parents even refuse early intervention because they feel that their child will catch up on his own. This may be the case, but parents are also taking a huge risk in waiting. The Special needs child, (2010) explains that if a child that has been denied early intervention by their parents, and the child is still showing signs of delay when they are six years old, there is no turning back the clock and trying to intervene then as it will be to late. Early intervention for children with Fragile X will do them no harm but may do a great deal of good in the long run. Early intervention can include a range of different therapies and programs that focus on the areas that the child is struggling with depending on their diagnosis. Carvajal and Aldridge (2011) have highlighted a list of common nonphysical symptoms of fragile X syndrome which include include, developmental delay, poor eye contact, hyperactivity, echolalia, short attention span and may respond negatively to touch or be tactile defensive. Some of the areas that a child with FXS would require intervention could be due to them having poor communication skills due to their developmental delay or their tactile defensive symptoms may be causing issues for the family, in regard to dressing the child or getting them to go new places. Using early interventions such as speech therapy, occupational or play therapists or even allowing the child to access applied behaviour analysis therapy (ABA). All of these programs should be research based and tailored to the child’s needs by professionals advising parents from in that specific field. Carvajal and Aldridge (2011) explain how a child with FXS being tactile defensive not only means that they are sensitive to being touched but also become fearful walking into situation unknown to them and can often lead to physical aggressive behaviours.  (Steinburg behaviour solution, 2019) claims that when offering children with FXS early intervention, they should include an adult from the child’s life not only to offer reassurance and keep them settled but also so the parents can learn skills and encourage communication. The wait to access these services and often a long time which causes a lot of frustration to the families of the child. Camarata (2014) highlights that in America a number of states have passed legislation requiring private insurance companies to cover intervention services for children with ASD. Although this is not the case for parents in the UK because of the National health service, however waiting lists to access professionals are often 6-12 months or longer. Fifield, N (2015) has reported that currently services are so underfunded that it is estimated that almost 40 percent of children under 18 years old are unable to a speech therapist and around 30 percent of under four-year old’s are receiving no help. With NHS services being so over stretched children are missing out on the vital early interventions they require to assist them in life.  Early intervention from all of the services that on which families of children with Fragile X rely on is essential, but the effectiveness of this support is undermined if it doesn’t reflect each families circumstances. Professionals must remember that one way of supporting a child with Fragile X and ASD will not work for all children and their families. It is crucial to families that these services work well together and that parents are empowered to make decisions about their child. Unfortunately this is not what many families experience. Children with Fragile X commonly tend to have autism aswell due to FXS being a genetically defined condition. Some children having both diagnosis’ makes it more important that families access the early intervention programs provided to them. In 2009 the University of Washington published a five-year study demonstrating that the IQs of the children in the early intensive intervention group had improved an average of approximately 18 points. This was compared to a little more than four points in the comparison group where children went to community- based programs alone (Steinburg behaviour solution, 2019). This study highlights the important of children with Fragile X and ASD accessing early interventions and the impact it can have on their lives. 
Part B. 
There are many barriers that children with Fragile X syndrome and ASD may experience daily both within school and at home. Fragile X can cause children to have same similar physical characteristics, but other individual differences can be widely different. however this is not the same for their intellectual development. Children with Fragile tend to display a similar weakness across all language and literacy areas compared to peers of the same chronological age with a typically developing cognitive and language development (Finestack et al, 2010). The difficulty with language and literacy can be one of the most common barriers that they face especially when accessing early years services or education. Fragile X is not a common diagnosis, therefore professional practitioners are not as familiar on the techniques needed to teach a child with FXS as they would be a child with ASD. Many of the behaviours associated with FXS are autistic like, such as the avoidance of eye contact, communication difficulties and repetitive behaviours. The fragile X society (2018) explains how around 1 third of people with FXS have enough characteristics to meet the criteria of being diagnosed with autism and FXS as a joint diagnosis on their statements. This is supported by (Martin et al, 2005) who published that Language and cognitive delays also tend to be more pronounced in individuals with combined diagnoses of autism and FXS.  Educational settings commonly use schemes of work such as Jolly phonics and Read, Write, Inc to begin teaching letter and sound recognition and blending for typically developing children as a way of starting to read. These schemes have been proven successful when teaching children with Autism as programs like read, write, Inc allow children to memorise, and play multi-sensory games and activities related to a specific letter sound or through the use of repetitive rhyming phrases. ‘Reading and phonics programs designed for kids with autism are most effective when they present information visually and provide opportunities for kinesthetic reinforcement of skills.’ (Barroso, 2017). Although this way of working has been proven to assist children with ASD it is not the case for children with FXS. Professionals need to know that, although a child’s diagnosis may state they have FXS and ASD this does not mean they can use the same techniques to learn literacy and language as a child with a single diagnosis of just ASD would.  Specific interventions that are designed for autism or general learning disabilities do not necessarily work for children with Fragile X. This is because they are much better at sight words and backwards chaining. A child with FXS might be able to read a list of words but would be unable to break them down or spell them in a way a typical child learning to read would. The crossover of having a combined diagnosis of two different learning disabilities that contradict the way the learner should learn and the fact that children with FXS learn and develop their language and literacy skills much slower than a typically developing child or a child with just one of the diagnosis can cause a huge barrier to them in life as they are taught and encouraged to learn. 
 A second barrier to learning a child with Fragile X syndrome might encounter is extreme heightened anxiety. Children with Fragile X syndrome are often anxious and overwhelmed in a variety of situations. They may fall apart during a transition they have never had an issue with before for example leaving the house, moving from classroom to classroom or even going outside to play. If there is a lot of built up anxiety in the school day children with fragile X may then typically come home and release that frustration by biting and hitting family member’s as described by Schafenaker and Stackhouse, (No date).  These behaviours are rarely willful and usually arise from the serious anxiety and arousal issues that are characteristic to this syndrome. The national fragile X foundation, (no date) has explained how hyperarousal can lead to fear and a fight or flight state which may cause children to aggress, run away or refuse to comply with instructions. Children with FXS tend to have maladaptive behaviors meaning that their brains are not providing adequate or appropriate adjustment to the environment or a situation (Webster, 1828). This can then be observed through screaming, trying to flee a situation or through a sense of panic. The hyperarousal then leads to a disorganised state with decreased self-regulation, decreased access to language and communication and reduced attention. Once this process begins, it can be hard to avoid an explosive outburst. This causes a huge barrier to learning for children with FXS in school-based settings whether that be mainstream or in special schools. This is because when a child with Fragile X suffers from extreme hyper arousal or anxiety it can often be difficult to identify as practitioners what has affected the child at that moment as often it can be something so trivial to us but can have huge impact on the child. When a child has then reached this fight or fight mode it can often to impossible to identify what has caused the reaction as they tend to reduce their language making it hard for them to communicate their feeling at that time. In most cases this can cause a knock on affect for other children in the class who maybe don’t like noises and can at times prohibit the learning of others if staff have to remove the other children from the class due to their safety and also the attention staff can give to other pupils in the class when this is happening. This behaviour can also affect the child with FXS as they will then miss out on a large period of learning time in class. However Sparks, 2013 believes that a child’s ability to learn depends not just on the quality of their textbooks and teachers, but also on the comfort and safety they feel at school and the strength of their relationships with adults and peers there. This statement is also supported by the Thrive approach (No date) who believe that through the use of the thrive approach you can work with children who have troubling or disruptive behaviour to help-re engage them with life and learning. This is because while a child does not feel safe and secure in their school life then they are unlikely to succeed academically because practitioners will always be dealing with behaviour rather than the reason behind the behaviour. As anxiety and hyperarousal can cause extreme behaviours at home and be a barrier to them in school it is important that children with Fragile X are taught different strategies that focus on preventing the escalation of anxiety and maladaptive behaviors by planning ahead and using strategies to keep children, parents and practitioners dealing with the child calm (Esptein, 2018).

Part C. 
[bookmark: _GoBack]Due to the complex needs a child with a joint diagnosis of FXS and ASD endure, there are many ways that you can support them through the early years however finding the right method for that individual child is imperative. This section will critically analyse the use of attention autism as a way of supporting a child with FXS. As mentioned in the previous section young children with Fragile X and autism can find it difficult to access a classroom for typical literacy and numeracy learning. Often even sitting at a table for a few minutes can be a challenge, this is why the use of Attention autism is used in settings. It is a intervention that is run by a teacher or teaching assistant in the class who has received the appropriate training and it focuses on the practical aspects of intervention, working in a team and offering an irresistible invitation to learn (Gina Davies, 2013). The Attention Autism programme progresses through a series of stages, building on each skill level. Each new stage is introduced when the child is ready to expand attention skills. 
The autism page (no date) has explained why getting a child’s attention is so important before you can encourage the, to learn. It is important to work on shared attention and communication skills early on.  You need to gain someone’s attention before they can listen to you. All children need to develop attention skills. This intervention can be used through out early years setting right through to college ages or for anyone who has autism or additional learning needs. Simpson, (2004) has described how a child with autism may have a strong ability to maintain attention on a task that is motivating to them, like talking about dinosaurs or repetitively opening and closing doors however when asked to attend to a task that they are not particularly interested in like matching or sorting their attention can become fleeting. This view is supported by Garretson et al who carried out a study in 1990 that revealed that ‘autistic children’s difficulties in sustaining attention on imposed tasks may be attributable partly to a developmental delay and partly to the motivational contingencies of a task rather than to a primary impairment in the ability to sustain attention’. To successfully use Attention autism as a way of supporting a child with Fragile X syndrome it is important to understand what the child likes and takes a particular interest in. Is it messy items, light up items etc. The sessions carried out needs to be irresistible to the child if you want them to engage with you. As children under five can rarely focus on more than one thing, you need to remove all other distractions from the room. For example, closing the curtains, turning of Tv’s or interactive boards because you need the person leading the session to be the most exciting thing in the room (The autism page, no date).  Gina Davies the creator of Attention autism describes how the sessions look at ways in which communication development can be targeted and nurtured within sessions ensuring the needs of the child are being met. The main focus is to support children by building functional social communication, understanding and spontaneous communication. By introducing language and basic communication skills to children with additional learning needs such as Fragile X syndrome and Autism through the use of a fun attention filled session, it aims to encourage and support children in the early years who are unable to access more curriculum-based learning. 
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