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Autism Spectrum Disorder

This essay will seek to examine and propose strategies for the role of health, care and family services in promoting health, well-being and development of children and young people with Autism Spectrum Disorder (ASD).  Firstly, a brief overview of ASD will be offered.  Followed by definitions of health, well-being and development.  Current legislation, policies, strategies and therapies that are available in place in the United Kingdom (UK) will be examined.  Recommendations will then be put forward to offer new ways of supporting ASD.
Naidoo and Wills (2009) note health to be a natural phenomenon.  World Health Organization (2019) express ‘Health is a state of complete physical, mental and social well-being and not merely the absence of disease or infirmity.’  This definition was provided in 1948 and health has subsequently changed definition through the years.  Seedhouse (1986) criticises this view as it suggests the idea of picture-perfect health, which for so many is unrealistic and unachievable as people could become ill, whether severe or mild, permanent or temporary at some point in their life – noting nothing is complete.  World Health Organization (2019b) later in 1986 changed its definition of health to one that recognises it to be a ‘resource for everyday life, not the objective of living’.
Jinks, Ong and O'Neill (2010) discuss the work of Dahlgren and Whitehead who believe health can be determined by numerous factors including education, employment, housing, health care, lifestyle and genetics.  Health and well-being can often be used interchangeably and frequently are interlinked.  Well-being is described as the state of feeling happy and healthy (Cambridge Dictionary, 2019) so, it could therefore be argued that a person does not have to be healthy but feel healthy, which could be considered more important as a person with an illness or impairment could still feel healthy.  Children’s well-being is judged to be important as it plays into the nation’s well-being.  A happy and healthy childhood leads onto a happy and healthy adulthood as constructive life experiences will allow individuals to develop (Office for National Statistics, 2018).
[bookmark: _Hlk29587348]Development as defined by Lindon and Brodie (2016) is the sequence of physical or psychological changes.  Development can be affected by health, socio-economic stance and life experiences. So, it could be suggested having autism could potentially affect development as the child’s health is already affected by ASD.  Bogdashina (2016) discusses the work of Morris (1999) who trusts a person with ASD develops differently to their peers because they have a distinctive set of SPATS (Senses, Perception, Abilities and Thinking Systems).  The United Nations Convention of the Rights of the Child (UNCRC) advocates that under Article 6 of the human rights treaty, children should be given the right to develop, within their capabilities and to their greatest potential (United International Children’s Emergency Fund, 2020).
The UK currently has an estimated 700,000 people living with autism, of which 150,000 are children, birth to seventeen (National Autistic Society, 2018).  However, this is number is conservative as it is believed there could be a lot more children and adults living with ASD who are undiagnosed.  Autism is a developmental disability that affects how a person perceives and interacts with others and the world around them (National Health Service, 2019).  Autism is a complex condition and differs from person to person.  An ASD diagnosis can be perceived as a loss for the family.
The grieving process associated with the birth of a child with disabilities is complicated by the parents’ grieving the death of the ‘expected’ baby while at the same time trying to accept the ‘imperfect’ baby. Even though they have the joy of being able to hold and love their baby, their life is suddenly and drastically changed 
                                                                                                  (Hooyman and Kramer, 2006, p. 200).
[bookmark: _GoBack]Whilst ASD can affect the life of the child and lives of family members, there are therapies, policies and legislation that can support the child’s development, health and well-being so the child can live their best life.
Parenting a child with ASD can be stressful due to the complexity of the condition.  Parenting classes which deliver advise and support on how to live with ASD can be beneficial by aiming to reduce parental stress, Koegel et al, (1989) believe these improve the quality of life for the entire family by reducing parental stress.  Parents are taught coping strategies, which if applied can enhance a happier family environment.  Benson (2010) notes these strategies are strongly linked to having a positive effect on both well-being and mental health.  Freedman (2012) acknowledge that caring and supporting a child with ASD places added pressure on relationships and unfortunately a high proportion of parents separate or divorce.  Theunissen et al (2017) agrees noting families who support a child with any disability are likely to have a break down in their relationship.  Children, as a result, could display emotional and behavioural problems, thus leading to negative health and well-being impacted upon the children.  
[bookmark: _Hlk29588337]Early diagnosis is key with ASD, once diagnosed interventions can be put into place to support the child to develop notes Elder et al (2017).  Once a child has received a diagnosis of ASD a further Educational, Health and Care Assessment can be arranged and completed, usually within a twenty-week period to assist and support the child further.  It can be argued if a plan is being designed for the child then they should be heavily involved, especially as it will be tailored to their needs.  UNCRC believes the views of the child is imperative and Article 12 promotes this right (United International Children’s Emergency Fund, 2020). 
[bookmark: _Hlk29144574]Furthermore, EHC plans use a person-centred approach which is rationalised in the Children and Families Act 2014 (UK Government, 2014).  This approach moves away from professionals making decisions about the child, instead favouring they be included and consulted (Social Care Institute for Excellence, 2020).  It could therefore be suggested that this could make the child happier which in turn has a positive effect on their health and well-being.  Underdown (2007) trusts that part of children’s well-being stems on being able to express their views, opinion’s and beliefs which validates the person-centred approach.
As autism is a spectrum condition the severity differs from person to person, whilst some can attend mainstream school and embrace school-life, gain employment plus live independently others may struggle with these and need support (National Health Service, 2019).  ASD can affect a child so severely that they could require continuous care, by family members or medical professionals Bardhan-Quallen (2005).  Article 24 of the UNCRC promote the need and the right of every child to have access to health services (United International Children’s Emergency Fund, 2020).  Every person in the UK can receive free at the point of delivery health care courtesy of the National Health Service.  A child with ASD could receive care from doctors, nurses, psychologists, psychiatrists, physiotherapists, occupational therapists, speech therapists and social workers, this list is not exhausted and depends on the severity of the ASD as too how many professionals will support the child (National Autistic Society, 2018).
Education, regardless of disability is a right for every child, articles 23 and 28 endorses this (United International Children’s Emergency Fund, 2020).  ASD is also a recognised disability, and disability is a protected characteristic under the Equality Act 2010.  Schools, as well as public spaces and transport, must make reasonable adjustments so the child can attend their chosen school.  Schools must consider changes to the building, policies, procedures and the training of staff (UK Government, 2010).  Pianta (1997) notes the importance of early education for children with ASD, more so the significance of building good relationships not only with the child but the parents or carers too.  Myers (1999) concurs, adding having well-built and supportive relationships is one of the strongest predictors of well-being, continuing to record it has a notably positive effect. 
Glazzard et al (2015) believes a crucial component of the Additional Learning Needs Coordinator is to encourage positive attitudes towards children with disabilities within the school from both peers and adults alike.  An inclusive environment should be created by all so children can flourish and become the best version of them.  Over half of the children with ASD reported falling victim to bullying, in both verbal and physical forms notifies Alexa (2016).  Children who are bullied can suffer physical, emotion and mental health difficulties, at its worst bullying can lead to suicide (Vanderbilt and Augustyn, 2010).  All schools should have bullying policies in place with clear guidelines on how to eliminate bullying, however it should also lay procedures to follow if bullying should occur.  Children should have access to information that increase awareness of ASD.  There are some books which reveal an insight on what it is like having a family member with autism (Gorrodd, 1997).  Reading books like this could increase peers understanding of ASD and possibly increase empathy and decrease discrimination and bullying.
Typically, throughout UK schools, children will be continuously tested and required to take exams during their school life, with expected levels and outcomes to be achieved.  This can cause a lot of stress and anxiety for a child with ASD.  McQuinn (2002) believes the education system does not fully support children with ASD as it bears a ‘one size fits all’ attitude for pupils.  The new curriculum for Wales steers away from this and now focuses on the achievements the child is making, rather than the target they are or are not attaining.  The new curriculum for Wales places the child at the heart of the learning, allowing them to progress at their own pace, which could prove beneficial for so many children with ASD (Welsh Government, 2019).  Health and Well-being is also at the core of the Welsh curriculum, it is also devised with a child-centred approach.
Some children will continue their education in College, choosing their own potential career path.  The SEND code of practice 0-25 offers support for those who wish to attend College (Department for Education, 2014).  Yet, support is not extended to those with ASD who elect to attend University, therefore many will not pursue their dreams of attending University but instead seek employment.  Briel and Getzel (2014) review that there is a significant lack of support for the young people, with regards to the higher education as well as limited work experience opportunities available.  Consequently, possibly leaving young people with ASD in the wrong professions as they have not had enough experience to explore varied fields to discover where their talents lie.  Lyubomirsky, King and Diener (2005) believe well-being is defined by having a good job.  If a person has a good, steady job they are more likely to be able to afford better things, enjoy social activities and potentially have better health and well-being.  Still so many young people are not given the opportunity to achieve and fulfil their desired occupation.
As children with ASD can sometimes have difficulty regulating their feelings and emotions they could act inappropriately by screaming, shouting even more become aggressive, damage property or show physical violence towards others.  Teaching staff feel they do not have sufficient experience or the skills to properly support children with ASD, nor is there enough training available (Sulek et al, 2019).  The result of the child’s behaviour could lead to suspension or expulsion from school.  Which could be seen as taking away the child’s right to an education.  However, Applied Behavioural Analysis (ABA) could decrease the chances of exclusion, it involves teaching linguistic, cognitive, social and self-help skills.  These are broken down into small achievable steps, tailored to each child’s needs, its aim is to discourage unwanted or inappropriate behaviour.  This is achieved by rewarding desired behaviour and redirecting unwanted behaviour (Kearney, 2015).  If the child has not yet reached school age then Lovaas, a form of ABA, can be delivered at home - again with the desired outcomes.
ASD itself is complex condition, yet children often present cooccurring illnesses.  Mental health illnesses such as anxiety, depression and obsessive-compulsive disorder (OCD) may transpire.  Epilepsy and attention deficit hyperactivity disorder (ADHD) could also be present (Rosen et al, 2018).  Anxiety conditions are almost three times more prevalent in ASD.  Whilst medication is available for most of these conditions, they can all possess side effects.  Cognitive behavioural therapy (CBT) can be used when treating anxiety conditions.  National Autistic Society (2018) record that specialised CBT is proven to be effective when working with people with ASD, resulting in better quality of life.
Children with ASD can often have difficulties with communication, they could be verbal or non-verbal.  The Picture Exchange Communication System (PECS) is a widely known and used augmentative system for teaching functional communication skills and potentially providing a bridge to support speech for children with ASD acknowledges Schwartz, Garfinkle and Bauer (1998).  However, some children will never be able to communicate and can therefore not be involved in decisions made for and about them.  Some families have felt excluded when making decisions for their child.  Furthermore, it is claimed that professionals lack sensitivity and understanding of the family’s situation and continue forward disregarding parental input (Marshall and Goldbart, 2008).  If communication development is not successful for the child this could lead to detrimental consequences with a recent report acknowledging children with ASD have been let down by schools, these negative experiences results in harmful long-term effects.  A staggering sixty percent of offenders have communication issues notes Rogers (2020).  It could therefore be argued more needs to be done to support ASD children with communication problems. 
There are various therapies that could support a child’s health and well-being, these could include drama, music, son-rise and rebound.  As every child and their needs are different not all therapies will be suitable.  Results can vary depending on each child.  Massage or touch therapy could be an option available to some children, massaging of the vagus nerve has proven to reduce anxiety, sleep and seizures notes Lee, Kim and Ernst (2011).  Better sleep and less anxiety could improve health and well-being.  Occupational therapy intervention is also believed to have a positive impact on improving the communication, interaction skills and motor skills of children with ASD.  After numerous sessions children are more regulated which in turn reduces anxiety and increases these children’s opportunities to flourish and succeed in many environments (Laurie, 2014).  Sensory rooms, in school or home, are believed to prove invaluable to a child with ASD as they benefit from tactile stimulation Godwin Emmons and McKendry Anderson (2005).  It could then be reasonable for every school to provide a sensory room.
[bookmark: _Hlk29921292]Wales was the first country not only in the UK, but worldwide to set a strategic plan specifically to focus on ASD in 2008.  The Autism Act 2009 then followed and is specifically designed to help and support services for one disability (UK Government, 2009).  The Autism Act has a duty to support and make provisions for adults with autism.  Wales also has its Social Services and Well-being (Wales) Act 2014 in place.  Well-being in this document places an emphasis of the individual’s feelings.  Good well-being according to the UK Government (2014) means; you are healthy, you feel good about your life and you are safe, or you can learn new things.  Again, placing the feeling of well-being in the individual’s hands. 
Despite having both the Autism Act and Social Service and Well- Being (Wales) Act in place many adults with ASD are suffering, more so with mental health problems, consequently leading to them dying much earlier than those without ASD (Hirvikoski et al, 2016).  More support should be readily available for adults to cope with adult life, as it is currently a post code lottery and a funding issue.  Taylor and Marrable (2011) grant more needs to be achieved, especially with regards to social activities and gaining employment.  A justifiable reason for the lack of support is both education and health sector professionals feel they do not have adequate knowledge or experience to fully support a person with autism (Helps, Newsom-Davis and Callias, 1999).  If this is to change professionals and trainees should be offered training on ASD, including how to best support the person within the limits of their role.
This paper has reviewed ASD and the legislation, policies and therapies available to support development, health and well-being and proposes these recommendations.  Firstly, offer emotional support for the parents after the initial diagnosis of ASD.  Secondly, schools need to educate their children with regards to ASD, possibly holding ‘Autism Days’ where children with ASD could explain what its like to have ASD and how they could be supported by peers.  Sensory rooms should be compulsory in all school, and a wide range of child friendly literature should be accessible.  
If a child is eligible for support in school, they should have input on who they would like to support them, with reference to Learning Support Assistants and Support Workers.  More work experience opportunities should also be available, as well as opportunities to gain further education.  Regular, friendly social events should be arranged.  After all a person’s well-being is based their health and happiness.  Better education and jobs lead to better health and happiness, so they are all interlinked. 
Legislation is designed to protect, enhance and support children and adults with ASD.  The Equality Act 2010 enhances the accessibility to schools, buildings and public spaces, it is also designed to eliminate discrimination, yet so many children are being bullied.  The Children and Families Act 2014 has made changes, from statements to EHC plans, to support not only the educational needs of the child but also health needs too.  This can only benefit the child so long as the plan is specific to the child’s needs.  
[bookmark: _Hlk30172504]The Autism Act is specifically designed to support adults.  Therapies can prove beneficial for children with ASD however, they are not all readily available.  It is important to note that ASD is an exceptionally complex condition and to fully support a child or adult the individual needs of the person must be identified, and a plan must be designed tailored for their needs.  Professional from all sectors should have training so they can fully support a person with ASD.  This paper draws to a conclusion whilst there is some support for child and young people, there is not enough support for adults with ASD which could potentially affect health, well-being and development. 
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