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Introduction
The article to be critiqued is ‘Inclusion: the role of special and mainstream schools’ by Anne Shaw (2017). It appeared in 2017 in the British Journal of Special Education, a peer reviewed journal published by Wiley-Blackwell on behalf of the National Association for Special Educational Needs [NASEN].
The title of the article informs the reader about the nature of the discussion, but it could be considered vague as it does not specifically suggest whether a conclusion is to be drawn about which setting is best or whether it will simply be a review of available literature.
The author draws from a variety of research papers providing information and insight of the subject. It considers if there is still a place for special schools in the current climate of inclusion; if all children should be able to access mainstream provision if they want to, and if there can be cases where mainstream inclusive provision is not appropriate for meeting a child’s academically or socially and emotionally needs.
The article is informative and thought provoking; it leaves the reader contemplating the question of inclusion and it allows them to draw their own conclusions. Those conclusions will depend on the readers’ own experiences, but the research provided does give a range of interesting views, especially those that are given by pupils themselves. 

Summary
The author of the article, Anne Shaw, is a former teacher and SENCo in a mainstream setting. The time of her graduating in 1982 coincided with the publication of the Warnock Report (1978) which began to look at how ‘handicapped’ children were taught.  It started a discussion of the importance of integration for children with special educational needs into mainstream settings as opposed to segregation in special schools. As Shaw (2017) had trained in a school for ‘educationally subnormal’ children- a term that would be unacceptable today- she was very interested in the changes brought forward by Warnock.  

The abstract of the article expands on what Shaw (2017) is choosing to focus on through her article. It explains the purpose of her paper.  Shaw (2017) observes that despite Warnock’s vision for the move towards mainstream inclusion for children with additional needs, it appears that special schools have in recent years, seen an increase to their number of places. She investigates recent literature in several areas of the developed world to conclude why this might be so and discovers that special schools have a significant role for certain groups of children with additional learning needs (ALN) and that stronger links should be made between mainstream and special school settings. However, she also discovers that, it is the quality of the education provided by each individual setting that really provides the most overwhelming impact to children with ALN.
Shaw (2017) introduces her study by giving us some historical background information about the way children with additional learning needs have been educated. She cites the 1978 Warnock report as instigating how children with ALN were not only labelled and categorised, but how their education was considered as part of the education system as a whole. As a result of the 1978 Warnock report and the 1981 Education Act there was a shift towards inclusion, with children with ‘special educational needs’ becoming either fully or partial integrated into mainstream school settings. Shaw (2017) also introduces more recent research that looks at benefits and challenges faced by both special school settings and inclusive mainstream settings. As well as this she also looks at literature that asks the opinions of children and their families- currently known as pupil voice and pupil centred planning (PCP). 
Evaluation
The literature reviewed in this article is wide ranging, but each has its own merits regarding the subject matter. The research is taken from a variety of places around the world but all from developed countries where education systems and cultural issues are similar e.g. New Zealand, UK, Ireland, Norway, Netherlands, Germany and Denmark. Each piece is correctly referenced and credible and explores different learning and physical disabilities to discuss the overall topic of special educational needs within a comprehensive range of settings and provisions. It looks at evidence gathered through a variety of ways from interviewing current pupils, graduates, parents and teachers of schools; analysing performance data of pupils; observations of practice and record keeping of documentation; online surveys and questionnaires to pupils, teachers and other school stakeholders. The  research discussed is current and has been conducted within the last 15 years, but it has also been set into the background of more historical documentation such as the 1978 Warnock Report, the 1981 Education Act  and the UN ‘Convention on the Rights of the Child’ (1989).  All the elements and research papers help to give a broad and balanced look at the benefits and challenges of the role of the special school and mainstream in special needs education as presented in the title of the article.
The key words highlighted in the abstract of the article, remain of high significance throughout the piece. In each section the author refers to these terms enabling the reader to be signposted back to the focus of the article. Definitions of the key words are clearly given at the beginning of the discussion and, the word ‘inclusion’ is not only defined but placed in a historical framework, telling the reader how the word has  evolved from the term ‘’integration’ first used in the 1989 Education Act. The reader is explicitly told to think about the term inclusion in the context ‘inclusive education for children with special educational needs’ (Shaw 2017). The terms ‘special schools’ and ‘mainstream schools’ are considered self-explanatory. However, the author communicates when considering ‘mainstream schools’, specialist resourced provisions within a mainstream school should be included in that definition. The ‘child’s voice’ is also something that is referred to often throughout the article. pupil voice has become increasingly relevant within all areas of education. What is important to the child and what the child really wants or understands about being in a specific educational provision has become central to pupil centred planning. It is highlighted that Warnock (2005a) was considered not to have thought about what disabled children want and that children in this group are often seen as ‘objects of policy’ rather than ‘policy makers’ (Thomas, 2009). Shaw (2017) therefore chooses to consider pupil’s views in her research, through the form of interview or questionnaire. 
Shaw (2017) suggests that Ofsted (2006) views of the question of ‘inclusion’ as important to consider, and places it against various research projects. The Ofsted organisation has a huge amount of evidence to drawn on its visits to all provisions in England, and it could be argued that the data they collect from all stakeholders within schools should be a yardstick with which to measure other research. Shaw (2017) cites other key organisations such as the Department for Education (2011) and the House of Commons Education and Skills Committee (2006) which draw on evidence from the nationwide perspective. These pieces of literature should be considered as a background for all other individual research projects, as the Government will be the ones ultimately making the policy for special educational needs provision.
The author uses a range of research documents to source opposing views to the question at hand. There does seem to be an underlying assumption in most of the literature highlighted that ‘inclusion into mainstream’ is the best option for children with special educational needs, but Shaw (2017)  does show that the results of most of the cited research comes to the conclusion that there is a role for both settings depending on the individual child and their needs. The author uses language that is generally unbiased and is objective within her commentary therefore the article can be judged to be a fair piece, not leading the reader to have one conclusion or another.
Response
Much of the research in the section regarding ‘the advantages and challenges of special schools’ concludes in favour of special schools. There are often underlying judgements made that the number of children attending special schools should be reduced. Shaw (2017) references ALLFIE (2014) and CSIE (2004) that both disagree with the segregation of pupils with special educational needs. Stevens (2005) suggests that all special schools should be closed.  However, there needs to be a balance in the range of provision offered to children with additional learning needs and Shaw (2017) presents a range of evidence to prove this. For example, Parsons et al (2009), observed the parents who were most satisfied were those whose children were attending special schools. Parsons et al (2009) also argue against the assumption that parents of children who attend special schools often have lower expectations and aspirations for their children. The evidence that they bring, along with research from Reed et al (2012), suggests that children with PMLD and ASD who have significant social, emotional and behavioural difficulties do very well in special schools. As well as helping to reach their potential academically, factors such as a sense of belonging and the attention to social and emotional well-being of pupils, including supporting vulnerability, are a priority in special schools. Shaw (2017) considers the advantages of special schools and the links that are created with mainstream schools, colleges and other groups of their communities This generates a positive effect on all service users.  
The research regarding the advantages and challenges of mainstream provision for children with special educational needs is balanced but it does ask questions of the reader. It suggests that there are several challenges that need to be overcome for mainstream inclusive education to be successful. Shaw (2017) cites Stevens (2005), Simmons and Bayliss (2007) and Frederickson et al (2007) who are forceful with their views that mainstream education should be giving a ‘positive outcome’ for pupils with PMLD and ASD. They argue that mainstream provision can offer a greater feeling of belonging to society which is limited within segregated provision. They focus on the importance of training for staff in all provisions but do warn about the possibilities of bullying and how this should be monitored.  Mand (2007) focusses on the importance of mainstream pupils being good role models for language development but like O’Hagan and Hebron (2016) the conclusion is that specialist resource bases within mainstream provision may offer the best sort placement. Shaw (2017) goes onto cite Glazzard (2014) who also considers the advantages of learning resource classes within mainstream schools. However, these schools face difficulties when the academic performance of those pupils with additional learning needs affect the overall performance of the school (Glazzard 2014). Whilst the opportunities for inclusion and integration are excellent and give positive experiences for both learning resource classes and mainstream pupils, academic achievement and the effect it has on school data is problematic. Mainstream schools should not be penalised for poor results when good practice is ensuring all children are being provided with a good education. It also often does not give schools an opportunity to celebrate the progress that children in learning resource classes are making academically, as the rate of progress is usually much slower and at a lower level than can be reflected in mainstream data. However, this does not make it less significant. Shaw (2017) concludes this section of the article by suggesting that all her highlighted research papers underline challenges for a fully inclusive system to work- just as in society.
In the final section of article Shaw (2017) draws on research where the ‘child’s voice’ is heard. She cites Griffiths (2007) who speaks to children from special schools and mainstream schools about how they see themselves and each other. Also, Georgiadi (2012) asked children to comment and draw pictures of children with learning disabilities. Shaw (2017) comments that both pieces of research highlight how mainstream children often have a more positive view of inclusion than their special school peers have. Shaw (2017) explains that Georgiadi’s (2012) research also draws attention to the significance of the visibility of the disability. The more visible the disability the more accepted the child is. Again, this is also a reflection on society; a community is generally more likely to adjust for the need of their physically or sensory disabled members. However, it could be argued that more invisible disabilities are much harder to understand, and therefore greater support is required for those pupils or members of the community.	Comment by Rachel Johns: 

Conclusion
Shaw (2017) is a non-participant in this article but the area of this study is critical area of education and remains relevant. It fundamentally ties in with the UN Convention on the Rights of the Child (1989) to ‘a good quality education’ and ‘if you have a disability, the right to special education and care’. 
The gathering of the reviewed research is justified, and the conclusions drawn should be considered by all policy makers. Conclusions are drawn about the ongoing vital role of special schools and help to highlight the importance that all children are individuals with individual needs that can and should be met in the way that is best for that child. Shaw (2017) emphasises through her review of the literature that stronger links should be made between mainstream and special school settings.   Therefore, it is suggested that there needs to be a wide range of high-quality settings and a continuum of provision to cater for all. 
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Part 2:
 Carry out a small scale study evaluating one aspect of SEN
organization relevant to your role as a SENCO/ ALNCO/ Teacher in the context of your school/ setting.



















A study of parents’ reponses to their child’s diagnosis and a discussion of how home/ school partnership can provide support for parents with acceptance and understanding.

Introduction 
Multiagency working is often hailed as a good model of practice for supporting a child with additional learning needs, as it involves ‘a range of professionals working together in an integrated way in order to promote positive outcomes for children and young people (DfES, 2005). In this essay I aim to discus the vital role of parents within this model. Shumow (1998), argued ‘the more parents understand about their child’s needs and how those needs interact with the cognitive, social, emotional, and physical stages of child development, the easier and less stressful parenting can be’ and the more successful the outcomes are for the child. In my experience the more parents understand and accept their child’s diagnosis the greater the progress for the child.
My youngest son was born with a chromosome disorder, namely an unbalanced translocation of chromosomes 3 and 4. This has caused him to have a global developmental delay, a severe hearing impairment, severe learning difficulties and speech and language difficulties. He has also had several health issues, which may or may not be linked to his genetic disorder, but they have led to several operations and hospital stays, as well as us having to attend many, many appointments with a range of specialists on a regular basis. 
My professional role is teacher for children with profound and multiple difficulties in a a Learning Support Centre (LSC) within a mainstream school and ALNCo for the LSC pupils. The school is a large primary school, with 454 pupils on role, in an industrial town in South Wales. It is comprised of 15 mainstream classes as well as 6 learning support classes which provide education for 48 children with moderate, severe and profound and multiple learning difficulties, from across the authority. The school is situated very close to the beach but in the middle of a large housing estate. It has above the average number of free school meals with an average of 29% over the last 3 years, which is above the national average for Wales of 19%. The school also has 40% of pupils with ALN, both in the LSC classes and mainstream, which is much higher than the national average of 21%, but it has an extremely positive ethos for inclusion and integration. In a recent Estyn inspection report an ‘Excellent’ judgment was achieved in both ‘Wellbeing and attitudes to learning’ and ‘Care, support and guidance’ The report also stated that
        “Leaders and staff ensure an exceptionally caring, inclusive and nurturing learning environment for pupil. Irrespective of their needs and abilities, pupils in  **School, including those in the learning resource classes, believe that there are no barriers to learning and achievement.” (Estyn 2018)
 I spend a lot of time writing reports, liaising with teaching colleagues and outside agencies, as well as being a member of the school’s senior management team. However, I feel one of most important roles is to communicate with and support parents of our children with additional learning needs. This is particularly significant to me also being  a parent of a child with additional learning needs. I therefore feel that in my professional role I can offer a great deal of empathy and genuine understanding with the parents I work with. To this end that I have chosen to consider the importance of good home/ school partnership for parents with children who have additional learning needs, and how schools can provide invaluable guidance and information with regards understanding how their child’s needs can be best met.
In this assignment I am going to explore how important it is that parents are supported to understand and accept the diagnosis of their child who has additional needs and I will review literature that discusses the importance of this. I will reflect on conversations I have had with other parents about their experiences of being supported during those early confusing years and coming to terms with their child’s diagnosis. Finally, I will discuss what role schools have with this and the importance of parent partnership and collaboration.   

Broader context
Being told that your child has a life-long disability is an incredibly difficult thing to hear as a parent. 
     “Parents are frequently overwhelmed when raising a child with a disability because many feel ill-equipped to deal with the realities of effectively handling the child’s physical, psychological, and/or educational needs.” (Reio, Jr. & Fornes 2011 p 53). 
In my experience as a teacher for children with additional learning needs, I have seen first hand how the level of ‘acceptance’ of a child’s diagnosis by parents can directly affect the progress made by a child. Bringing up a child with a disability is often a challenging one.. All children attending  the LSC have a diagnosis of learning difficulties for example, Global Developmental Delay (GDD), Moderate Learning Difficulties (MLD), Severe Learning Difficulties (SLD), Profound and Multiple Learning Difficulties (PMLD) and often have an additional disability for example, Autistic Spectrum Disorder (ASD, Downs Syndrome, Cerebral Palsy, Attention Deficit (Hyperactivity) Disorder (AD(H)D). The families have had to come to terms, on some level, that their child does need additional support to meet their needs. However, all parents are at different stages along the path of understanding and accepting their child’s additional needs and assessing the support parents require for coping with this is often complex. Families have often had incredibly difficult experiences with their child: discovering that there was an abnormality with the foetus at a routine ante natal scan and having a difficult wait to see how their child was to be affected once they were born; experiencing a traumatic birth leading to premature birth  and  difficulties with bonding and attachment; facing that their child was born with an illness or disorder , e.g. Down Syndrome, Cerebral Palsy, or a sensory impairment; dealing with their child who is slow to reach their milestones therefore causing stress as other children around them were developing so differently. All these examples can lead to feelings of self-blame and severe stresses on family relationships (Midence and O’Neill 1999). During the period following the diagnosis, parents are faced with a wide range of concerns. Several important themes have been described, including the feeling of grief for the child they had do not have (Mansell and Morris, 2004).
 In their research about the journeys of parents of children receiving an Autistic diagnosis in North Wales, Midence and O’Neil (1999) discover that parents felt that accepting their child’s condition was of paramount importance (Midence and O’Neil, 1999). As with all diagnoses, being given ‘a label’ for your child has its advantages and disadvantages. “A diagnosis usually helps parents accept that they were not to blame for the condition” (Mansell and Morris, 2014) and can create a signpost towards information and support groups that can support them and their child. On the other hand, the diagnosis implies that the child will never be completely ‘normal’, and it creates worry about the future (Mansell and Morris, 2014). The new Additional Learning Needs and Education Tribunal (Wales) Act (2018) gives greater emphasis to  professionals to support parents/ families caring for children with additional learning needs in accepting their diagnosis and how it will shape their future. 
   “Children, their parents/carers and young people will be supported to understand and participate in the decisions which are taken that affect  them, provided with appropriate reassurance, and offered opportunities to raise concerns and have their questions answered” (Additional Learning Needs and Education Tribunal (Wales) Act 2018). 
Good communication with parents and understanding of their journeys with their children is to become even more vital to roles of schools and other professionals. Coming to terms with a child’s diagnosis is important to realise that the child has a limiting condition, but can allow for the correct support and provision to be provided to aid improvement. 

Small scale study
My personal experiences, and consequently interest in this topic, led me to complete a small evaluative study with a group of parents who are on a similar journey to myself, and the parents of the children I teach. As the purpose of this study was to obtain the parents’ views about their own experience, an experiential qualitative approach was taken, whereby the human element of the subject was considered rather than any numerical data collected. Four parents were individually interviewed for 20-30 minutes each with the following questions asked:
· Background information- What is your child’s age, place in the family and their diagnosis?
· At what point did you know/ feel there was something not quite right?
· How did you feel when you received confirmation from a professional that you may be right?
· How long did it take you to get a diagnosis? And what was that process like?
· When you were given a formal diagnosis for your child, did you see it as a positive or a negative thing?
· Did that make you feel differently towards your child?
· What are your main concerns for the future?
(see appendix for notes on the conversations)
The parents involved, have worked hard to accept and understand their child’s diagnosis and understand how to best to fit their child’s needs into their family routines. They have also forged positive relationships with other professionals that are involved with their children, e.g. school, physiotherapy, speech and language therapy, leading to a greater rate of progress of development. However, their journeys were not all smooth and they all had differing experiences at a very stressful time in their lives.
Each family had a different journey to the diagnosis of their child. Two families were given either ante-natally or at birth, and the other two following an ASD pathway once in the school system. However, the processes experienced by each family have had a profound effect on them.
 During the 6-8-month Autism diagnostic process experienced by B’s mother, she felt that it was moving quite quickly but also that at least her concerns were being taken seriously. When the diagnosis was given, B’s mother was both shocked but not surprised and she felt validated. She felt that she was not ‘a terrible mother’ and despite the feeling of being ‘kicked in the stomach’ she knew that it was going to be a positive thing for her daughter and the whole family. 
N’s mother had very similar mixed emotions. Although the diagnosis was something she was expecting, hearing the actual words from a professional was ‘heart-breaking’. However, N’s mother also saw it in a positive light as it allowed N to have greater access to what she needed to meet her needs i.e. the correct provision and placement.
The evidence from these parents highlights the importance of how a diagnosis is given to parents. The mothers of both B and N talked about the feelings about receiving the news as being devastating even though they had really been expecting it. Therefore, receiving a diagnosis when it is not expected as in E’s mother’s case was ‘complete disbelief’. E’s mother spoke of how ‘horrible’ the doctor was who initially gave her the information, focussing on the negative effects of the diagnosis rather than remembering that there is a child and a family who needed care and counsel.  J’s father also spoke of early genetic counselling that the family received when J was a few weeks old. Again, the nurse focussed only on the negative when discussing the impact of J’s diagnosis. 
All parents interviewed reported that they did not have any negative feelings towards their child after the diagnosis was given. However, they all felt a sense of being a failure or guilty about being responsible for their child’s condition. Two out the four parents questioned if they could have or should have done anything differently to prevent their child’s disability. The negative feelings the parents had were feelings about themselves and not about their child. Three out of four of the parents described feeling a grief for the child that they did not have, but all said it certainly did not make them love their child any less. In fact, most of them felt more protective and were keen to know what to do next. 
Each of the four parents interviewed appear to have come to terms with the diagnoses of their children. They have worked hard to accept their child’s needs despite the differing levels of support that were offered to them throughout the process. The overriding message from the four parents was, at the time of diagnosis, that they wanted to understand the implications of their diagnosis. They wanted to know what the diagnosis meant for their child in real terms. How would their child receive the support they required? What effect would their child’s diagnosis have on the whole family including siblings and grandparents? What would their child’s life be like in the future and how would their child be able to operate with their disability?

How does this study impact on the way parent partnership should work?
Schultz, et al (2016) conducted research into teachers perceptions of parental involvement and how a lack of involvement can often mean that the parent is not ready to accept their child’s disability diagnosis. Early years teachers interviewed for their research stated that “parents of children up to the age of 6 were often searching for information and resources while trying to accept and understand ASD and its implications for their children” (Schultz, et al 2016). This mirrors the study undertaken in this essay. Although all four diagnoses within the study were not ASD, the principle remains, that all four parents were keen to be given information to help them understand the next steps for their child.
     “As educators of children with additional learning needs it is our duty to help support parents with this as collaborative parent- teacher relationships can enhance the positive social and academic outcomes for children and youth with ASD” (Turnbull et al., 2007). 
There is now more information accessible for parents on line and through social media, but it is important that parents are guided and supported to choose the relevant information for their child
So how should this influence my practice? 
After interviewing the parents for the study, it is important to reflect on professional practice when supporting parents. What more could be tried to improve a more collaborative approach? An important tool is home/ school communication books to inform parents about their child’s day. The important message from the parents from the study was the need for information and support with next steps with their child’s development. Most of the children in my class are either pre-verbal or have language communication delay and unable to tell their families about their day. Through home/ school communication it is important to not only celebrate the pupils’ achievements of the day but to suggest what could be done at home to either reinforce something or take the child’s development further. For example, W has started to take his coat off on his own at school. He is 3 with Global Development Delay and an ASD diagnosis. He is also the very much younger sibling in the family. In this case it is important for W to be encouraged to become as independent as possible from an early age. It is tempting to do everything to be done for him and his parents are focussed on his ‘label’ and not his abilities as a person. It is important for   his parents to be taught how to have high expectations and to look at what he could do if encouraged. In collaboration with his parents we will work on the next steps- learning to do his zip up, learning to take his shoes on and off, learning to pick his bag up and carry it himself at home time. These short term goals are important for independence and success. This links very closely to the final question posed to the parents within the study- What are your concerns for the future? All four parents first concern that their children would be happy, as most parents, but all also commented on the desire for their child to be able to live a life as independently as possible. And despite the early age of W, this does need to be started now. He is W- he is not his disability, and his progress will depend on all working and living with him having high expectations for him. 
Individual Education Plans (IEPs) also provide a platform for parent collaboration. In Wales due to the Additional Learning Needs and Education Tribunal (ALNET) Act 2018 special educational statements and IEPs will be reforming to create Individual Development Plans (IDPs). Pupil centred planning will help to create IDPs along with the input of parents/ carers of children with ALN. Therefore, it will not only be good practice, but it will be ‘the law’ to include parent partnership more with individuals’ development. By focussing on what is working and not working for the pupil, and what is important for the pupil, everyone involved with that pupil, including the pupil themselves if appropriate, will be able to work out the next steps of how best to support them and ensure they make progress. 
Providing information to parents about other agencies and organisations that can also support their child is also an important part of home/ school partnership. In developing my own practice, I have established a termly coffee morning for parents of pupils in the LSC. The aim is for parents to meet and chat informally to staff from within the school, as well as from outside agencies. For example, ASD/ Hearing Impairment (HI)/ Visual Impairment (VI)/ Multi-sensory Impairment (MSI) teachers from the authority support for learning team; occupational and physio therapists; specialist health visitors; educational psychologist. It is also an important opportunity for parents to talk with other parents of pupils in the LSC, many of whom will be sharing similar concerns and difficulties and more importantly, solutions to those problems. For many parents it may be the first time they have spoken to another parent whose child has a similar diagnosis. One parent commented that this had been the case and how reassuring it was to know they were not alone in experiencing a specific challenge with their child. 
All the above examples, home/school books, person centred planning for IDPs and information meetings also provide us as teachers the opportunities for parents to share information about their children with us. It must be a two-way conversation. Although as professionals we may be knowledgeable about child development, and have understanding and experience of specific ALN conditions, Reio, Jr. & Fornes (2011)  remind us that “the parent is considered the expert on his or her own child” and this expertise should be nurtured and used to improve true parent professional partnerships.

Conclusion
Jago and Radford (2016) state “The concept of collaboration or partnership can arise in different ways, but it is always important as without it, the needs of the child cannot be fully met”. 
The better the parent- professional partnership, the better the outcomes for children with ALN. Following a diagnosis for a child with a disability, parents are usually consumed with a range of emotions, from grief, guilt, disbelief, frustration, to being scared what the future may hold, acceptance and looking forward. The parents interviewed for this study were no exception. The strongest message that they conveyed was their need for support to understand their child’s diagnosis and to know what the process for would be for meeting their child’s needs. 
Schools play a vital role in providing that support but the most effective way this can be given is through good parent/ school partnership. Schools need to be aware that parents are at different stages of the journey to fully accepting their child’s diagnosis and although many find it hard to come to terms with it, their perceptions and observations of their child should provide a basis to the collaboration. With this and the knowledge and understanding provided by schools, “parents can be made to feel empowered to become active collaborators in the child’s development” (Reio, Jr. & Fornes (2011) and ultimately creating greater opportunities for improvement and progress.
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Appendix

The first parent is the parent of a 7-year-old girl, B, who was diagnosed with ASD at the age of 6. B is the oldest within the family and has one younger male sibling. She attends a mainstream primary school, as does her sibling, and copes well academically but has some extra support for her social and emotional development through the ELSA programme. Her mother, who was interviewed for this study, is a professional who works full time. B’s mother felt there was something ‘not quite right’ when B was 18 months- 24 months old. The mother reports that B’s father did not see it, (or want to see it) but she was quite concerned; although B was hitting her milestones she was a poor sleeper, had a severely  restricted diet, had excessive vocabulary for a 2-year-old and was extremely reliant on routine. B was not a baby who liked to be cuddled and was much happier to be put down when she was upset. Mother recalled one evening that B had cried incessantly for 2 hours. Mother had tried everything to pacify her- including changing her, feeding her, rocking her, and soothing her but with little impact. B’s father returned home and suggested putting her down. B immediately stopped crying. B struggled to develop her early social skills, but at that point parents put her difficulties down to the fact she was an only child. 
The second parent is the parent of an 11 year old boy, E, who has a diagnosis of Agenesis of the Corpus Callosum (ACC), which was detected at routine scans during pregnancy. ACC is a rare birth defect which occurs when the corpus callosum, the band of white matter that connects the two hemispheres in the brain, does not develop normally, usually during pregnancy. E has severe learning difficulties and a diagnosis of ADHD, for which he is medicated.  E is the third of four children in the family, having one older brother and one older, and one younger sister. He attends a special school for children with severe and profound and multiple difficulties, aged 3-19. Prior to moving to this school, he attended an observation class that was attached to a mainstream infant school. His mother, who was interviewed for this study, is a professional who works 4 days a week. Having an ante natal diagnosis created its own difficulties including being offered the option of a termination. E’s mother underwent a number of er medical screenings, including MRI and amniocentesis most of which were  stressful and focussed on the needs of the baby and not supporting the parent with the devastating news. E’s mother was eventually seen by a Paediatric Neurologist and nurse prior to E’s birth who counselled her about other children who were also born with the condition.
The third parent is a parent of a 5-year-old girl, N, who was given a diagnosis of ASD at the age of 4. N is the younger of two children in the family and has one older female sibling. N now attends a speech and language unit that is attached to a mainstream primary school, but started school in a mainstream nursery class at the same school her sibling attends. N transferred to her current school at the start of her Reception year having received her diagnosis and a specialist placement. Her mother, who was interviewed for this study, works full time in a school. N’s mother reports that N was developing well socially, until the age of 15-18 months when she suddenly stopped mixing with others, became isolated and stopped responding to her name. N didn’t want to interact with anyone and appeared to retreat into her own little world. N’s mother contacted the Health Visitor, who provided a good level of support, and asked for her 2-year routine check up to be brought forward. N’s father was ‘in denial’ about N’s development and thought she would be fine, which made things more stressful for N’s mother.
The fourth parent is the parent of a 14-year boy, J, who has a chromosome disorder. He has global developmental delay, severe learning difficulties, speech and language disorder and a severe hearing loss. J is the younger of two children in the family and has one older brother. He attends a special school for children with severe and profound and multiple difficulties, aged 3-19. Prior to moving to this school, he attended an observation class within a mainstream infant school. His father, who was interviewed for this study, is a professional who works full time. J’s father described that the family were aware of a potential genetic disorder within the family.  During her pregnancy with J, his mother had serial scans which showed no cause for concern. The family had also been told that there was an expectation that the mother would miscarry if there was a developmental difficulty with the baby. Therefore, when the cord blood results came though a few days after J’s birth the news was a shock. Throughout the pregnancy J’s father reported the family had very good care from an ante-natal team from Medical Genetics. However after he was born, J’s father reports the post-natal team on the same department were not so supportive and the focus was on the needs of the baby, with very little support offered to the family on how to cope with J’s challenges.
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