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Marginalised children and young people with autism spectrum disorders 
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Overview 

• Collaborative working is necessary to improve the patient experience 

and quality services for children and young people with autism.  

• The major challenges for children and young people with autism 

spectrum disorders relate to social interactions with people and the 

environment. These challenges are brought into sharp focus when 

the child/young person requires health care intervention.   

• Reasonable adjustments enable access and inclusion in children’s 

health services and are complemented by multi-agency collaboration 

thus delivering successful clinical outcomes. 

 

 

Introduction 

In meeting the needs of children and young people and their families, it is recognised 

that inequalities in distribution of resources limit the holistic care and development of 

treatment and support strategies available for children and young people / adults 

with Autism Spectrum Disorders (ASD). Evidence indicates that this results in 

patients, with and without a diagnosis of ASD having unmet needs (National Autistic 

Society, 2014; Kennedy and Binns, 2014; NICE, 2013, 2014). 

 

Autism is a spectrum of developmental disorders characterised by deficits in verbal 

and emotional communication, social reciprocal interaction with stereotyped, 

repetitive, or unusual behaviours or interests (Inglese, 2009; Levy et al., 2009; 
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Rapin, 2002).  Autism is referred to as a spectrum of disorders due to the way in 

which its manifestations can occur in a variety of combinations and be present in 

varying degrees of severity (Inglese, 2009). Although the term Autism will be used in 

this chapter, it also refers to children and young people with Asperger’s Syndrome, 

Pervasive Developmental Disorder and Learning Disabilities as there appears to be 

a strong correlation between learning disability and co-morbidly occurring as Autism.  

Although there is a dearth of specific data, it appears that children with learning 

disabilities may also have a reduced ability to understand new and complex 

information (DH, 2009).  This inability to comprehend complex information is related 

to limited language skills which reduces the child’s ability to report their symptoms or 

distress, which may be manifested as challenging behaviours (MENCAP, 2004). 

Autism is an increasingly recognised condition and it is suggested that 1–2 per cent 

of the primary school-aged population in the United Kingdom may be effected 

(Baron-Cohen et al., 2009).   

 

Within this chapter we will explore the complexities of meeting the personalised   

care, for a child or young person with a diagnosis of Autism. To place this into 

context, a child’s journey using a ‘virtual’ Radiology Department, focusing upon the 

patient/family journey, will highlight the inequalities of this diagnostic group of 

patients. 

 

Diagnosis  

Children and young people with Autistic Spectrum Disorders (ASD) have a range of 

symptoms, including experiencing increased levels of stress and distress when 

exposed to highly stimulating situations (Aylott, 2010; Kopecky et al., 2013). Autism 
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is a spectrum of developmental disorders characterised by deficits in verbal and 

emotional communication, social reciprocal interaction with stereotyped, repetitive or 

unusual behaviours or interests (Inglese, 2009; Levy et al., 2009; Rapin, 2002).  

Autism is referred to as a spectrum of disorders due to the way in which its 

manifestations can occur in a variety of combinations and be present in varying 

degrees of severity (Inglese, 2009). This affects the way in which a child and young 

person interacts with their surroundings and other people (National Autistic Society, 

2014). Prior to the National Service Framework (NSF) 2003 for Autism, children and 

young people who were suspected of having ASD received fragmented diagnosis 

and minimal intervention following their diagnosis, let alone continued support. This 

historically led to children and young people being labelled as ‘the naughty child’ 

(Brownson, 2014), due to a lack of multi professional and societal understanding, 

leading to inequitable delivery of care and support.    

 

A plethora of literature suggests that the prevalence of ASD continues to increase 

across the world in the second decade of the 21st century (Fujiwara et al., 2011; Chiri 

and Warfield, 2012; Baron-Cohen et al., 2009) with an estimated rate of 1 in 63 

being reported in the United Kingdom (UK) (Baron-Cohen et al., 2009). The ratio of 

individuals with ASD is reported to be 7:1 male to female (Whiteley et al., 2010) and 

this is anecdotally experienced in clinical practice. The implication of this increase in 

diagnosis is that young people (and their families) have a definitive diagnosis of the 

condition that they are living with, they have limited access to appropriate support 

and treatment to help them to understand and manage the condition (Baron-Cohen 

et al., 2009; Couteur et al., 2008). An increase in prevalence of ASD therefore 

equates to an increase in required resources and associated costs to meet the 
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increased needs (Briggs, 2014) yet the cost of heart disease, stroke and cancer 

combined is less than the health costs of ASD (London School of Economics and 

Political Science, 2014). Conversely, the amount of money committed to research for 

ASD is insignificant in comparison (£6.60 per person with ASD compared with £295 

per person with cancer). In the current economic climate, with dwindling, pressurised 

resources available, it can perhaps be seen how inequalities in health become 

manifest. 

 

 

Reflection 

 

How would you know that a child or young person was affected by autism? 

 

Now, think about a child or young person that you have come into contact 

with; think about how they communicate and interact with the world around 

them. Consider how this child, with a diagnosis of autism would interact. Do 

you think that this would impact upon your ability to communicate, or deliver 

equitable care? 

 

 

Associated comorbidities of ASD and medical intervention 

Evidence from literature demonstrates the increase in ASD when the associated 

comorbidities children and young people with ASD report are taken into 

consideration: for example, sleep problems, epilepsy, gastro intestinal problems, 

endocrine and many others (Parellada et al., 2013; Tregnago and Cheak-Zamora, 
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2012; Goulston et al., 2009; Bultas, 2012; Chiri and Warfield, 2012). The current 

estimate of 1 in 63 children and adults having ASD, and the subsequent increase in 

referrals for medical intervention and support, healthcare professionals are 

increasingly likely to work with children and young people and/or parent and carers 

with ASD. It is evident that this client group of children, young people and adults are 

increasing, and therefore there will be an impact upon the delivery of healthcare. 

 

Challenging behaviour may be the only indicator of a medical problem in a child or 

young person with ASD and this behaviour may not directly correlate with the 

medical situation (Parellada et al., 2013; Carr and Owen-DeSchryver, 2007). For 

example, for a child or young person/parent with ASD who does not communicate 

verbally, identifying the source of a clinical problem  is a significant issue. It is 

therefore imperative that healthcare professionals listen to children, young people 

and their families who invariably spend a considerable amount of time with their 

children and are ‘experts’ in recognising their child's behaviour patterns (Scarpinato 

et al., 2010).  

 

Economic impact and resources 

Children, young people and adults with ASD frequently have comorbidities 

associated with the spectrum, such as gastrointestinal, ophthalmological, endocrine, 

epilepsy, mental health and neurology problems (Bultas, 2012; O'Reilly, 2014) 

resulting in increased demand for healthcare and an increasing financial pressure on 

the National Health Service and other supporting organisations. Healthcare is 

defined as “benefits from health education, disease prevention, diagnosis, treatment, 

rehabilitation and terminal care” (Wright, Williams and Wilkinson, 1998: 1310). As a 
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result, services for children and adults with ASD cost more than several prominent 

diseases combined; yet proportionally ASD receives a small fraction in funding for 

research (Briggs, 2014). 

 

Failing to deliver 

Failure to overcome barriers and provide reasonable adjustments for children and 

young people with ASD equates to discrimination (Hebron, 2011). Evidence 

indicates the failure of organisations to make adjustments (Bultas, 2012; Goulston et 

al., 2009) and suggests that it is still not routine practice in the UK to develop 

reasonable adjustments for patients with ASD despite it being a legal requirement 

(The National Autistic Society, 2013). The Autism Act (2009) stipulates that 

healthcare staff working with adult patients with ASD should have specialist training 

about ASD; it is possible that children are not specified as it is assumed that 

paediatric teams already have the knowledge and experience to deal with these 

patients (Walsh and Hall, 2012). The Equality Act (2010) states that public services 

should make ‘reasonable adjustments’ for disabled patients in order to improve their 

care. In addition, several recent reports have highlighted poor practice for vulnerable 

patients, and have placed responsibility on public sector services to improve quality 

and patient safety (DoH, 2012; Francis, 2013; Berwick, 2013; Keogh, 2013).  These 

reports state that patients should be involved in decision making about their care. 

 

Equality in accessing healthcare  

Healthcare workers in the National Health Service (NHS) have a moral and ethical 

obligation to look after patients with ASD, yet reports published such as the 

Department of Health’s report into Winterbourne View Hospital unfortunately 
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illustrate that this is not always the case (DoH, 2012). Nevertheless, the media 

frequently report high profile cases where patients are not receiving the (basic) care 

that they are entitled to (ITV plc, 2014). Children, young people and adults with ASD 

are eligible to the same healthcare that the rest of the population is entitled to 

(Autism Act, 2009; Equality Act, 2010; Health and Social Care Act, 2012). Failure to 

provide appropriate healthcare to this cohort of patients amounts to discrimination 

(Autism Act, 2009) and may result in patients having delayed or missed diagnosis 

which negatively impacts on health outcomes (Rhoades, Scarpa and Salley, 2007).  

 

Brammer (2015) highlights that physicians do not listen to patients’ needs (Carbone 

et al., 2010; Bultas, 2012). Failure to listen to the needs of patients with ASD may 

result in the patient exhibiting challenging behaviour which in turn may negatively 

affect the clinical outcome of an investigation or treatment (Van Der Valt and Moran, 

2001; Kopecky et al., 2013). Several reports have been published which emphasise 

to healthcare staff the importance of listening to patients and their carers in a bid to 

improve not only quality of care delivered to patients but also patient safety (Berwick, 

2013; Francis, 2013; Keogh, 2013). Children, young people and adults with ASD 

have more unmet health needs than the rest of the population (Shieve et al., 2012; 

Tregnago and Cheak-Zamora, 2012; Chiri and Warfield, 2012). Chiri and Warfield 

(2012) described unmet needs in the following healthcare services: 

• Routine preventative care; 

• Specialist care; 

• Physical, occupational or speech therapy; 

• Mental healthcare or counselling. 
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Research findings demonstrate that there are unmet needs in relation to supporting 

families’ with financial problems (Shieve et al., 2012; Tregnago and Cheak-Zamora, 

2012). All of these findings originated in the United States, however these may be 

transferable to the United Kingdom population and consist of: 

1. low family income or inability to meet the cost of specialist care (Shieve et al., 

2012; Tregnago and Cheak-Zamora, 2012) (this phenomenon is unlikely to be 

reported in the UK due to the NHS and subsequent ‘free’ provision of 

services); 

2. a delay in care (Shieve et al., 2012; Tregnago and Cheak-Zamora, 2012). 

This is likely to be reported in the UK due to barriers accessing healthcare. 

 

In the UK it is recognised  that ‘hard to reach’ groups such as  homeless people, 

travellers or refugees (Pfeil and Howe, 2004) exist  and frequently do not receive 

equitable access to healthcare due the very nature of their background.  

 

Access and barriers to health and diagnostic treatments 

Research findings demonstrate that children, young people and their families with 

ASD reported difficulty accessing healthcare (Parellada et al., 2013; Tregnago and 

Cheak-Zamora, 2012; Bultas, 2012; Chiri and Warfield, 2012). There are a variety of 

factors described which contribute to this difficulty: 
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• Failure to make reasonable adjustments (Parellada et al., 2013; Tregnago 

and Cheak-Zamora, 2012). 

• Communication difficulties (Parellada et al., 2013). 

• Lack of expertise of clinicians (Parellada et al., 2013; Tregnago and Cheak-

Zamora, 2012). 

 

In addition to those noted above, barriers to healthcare (Parellada et al., 2013) may 

consist of: 

• long waiting times; 

• over stimulating environment; 

• lack of time = barrier to provision of primary care; 

• high out of pocket expenses/low income; 

• timing of appointments; 

• child's behaviour/characteristics of ASD;  

• bureaucracy/referral problems/ rigidity. 

 

Evidently, accessing routine healthcare treatment can often be complex, challenging, 

ineffective and costly for the child or young person with ASD. For example, 

accessing diagnostic images in a Radiology Department relies upon cooperation of 

the child and support from their family/carers. However, for many children and young 

people with ASD, the actual process can be fraught (Brammer, 2015). When arriving 

at the Radiology Department multi-sensory problems may trigger challenging 

behaviour, including normal everyday situations such as leaving home, getting in a 

car, visiting an unfamiliar place. When the child with ASD has arrived in the 

Radiology Department they may then be required to change into a hospital gown. 
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Many children and young people with ASD find the movement of clothes across the 

surface of their skin to be very sensitive and this may also become a barrier to a 

successful radiology experience (Grandin, 2006a).  

 

Goulston et al. (2009) specifically explored issues within the radiology environment 

and concluded that in addition to barriers already described, the following 

phenomena are present: 

• Seperation anxiety (the patient is asked to enter the examination room 

without their parent/carer); 

• Inadequate information essential for preparation for the child and young 

person from their parent/carer; 

• Staff attitudes including: lack of understanding of the child’s needs; 

lack of care; ‘controlling parent’ behaviour of helathcare professionals– 

encourages anxiety in the child; anticipatory fear of dealing with 

challenging behaviour. 

 

Goulston et al. (2009) suggest that these problems can be overcome with improved 

communication with the child and their parent /carer and also with carefully planned 

preparation. Lai et al. (2012) suggest that all healthcare professionals should have 

an awareness of ASD as determined by the Autism Act (2009) (Kennedy and Binns, 

2014). Within the specific setting of the radiology department, children and young 

people who are unable to tolerate radiology imaging have the following options: 

• Do not have a diagnostic test (Lyon and Reeves, 2006a). 

• Immobilisation for the imaging procedure (The Society of Radiographers, 

2012). 
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• Referral for therapeutic safe holding, sedation or general anaesthetic 

(chemical restraint) (Nordahl et al., 2008; Khan et al., 2007; Kennedy and 

Binns, 2016). 

• Hospital Play Specialists (HPS) utilised to enable cooperation (Kennedy and 

Binns, 2016; Pressdee et al., 1997). 

 

Reasonable adjustments 

It is difficult to find a decisive description of ‘reasonable adjustments’. However  

Atkinson (2011) discusses the implications of the Equality Act 2010, the Health and 

Social Care Act 2012 and the Autism Act 2009 in conjunction with recommendations 

made in the report ‘Healthcare for All’  (Michael, 2008) and clearly summarisies what 

constitutes a ‘reasonable adjustment’. In many respects, making reasonable 

adjustments requires a simple and straightforward approach, placing the child and 

young person and their family at the centre of everything. It is about them, their 

child’s treatment and how the organisation, or in the case study utilised in this 

chapter, the Radiology Department can fit in around them and meet their 

individualised specific needs, not how they ‘must’ fit in to depertmental ways of 

working that are often process driven and based upon historical, outdated methods 

of care delivery.  

 

Atkinson (2011) considers that enhancing co-ordination of healthcare by supporting 

the use of locally agreed portable portfolios, or ‘health passports’, which contain a 

brief outline of a person’s health issues and history and which people with learning 

disabilities can take to healthcare appointments will help in planning, communication 

and flexibility of care delivery whilst also ensuring that healthcare staff understand 
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and apply the principles of mental capacity legislation, including how to promote 

informed decision making, as well as how to make a decision in a person’s best 

interests when they cannot make their own choices. The availability of 

autism/learning disability liaison nurses, who support service users, carers and 

healthcare staff through communication, coordination and the application of 

specialist knowledge when children and young people attend acute hospitals is key 

to this. Part of the nurse specialist role would also be to ensure that children and 

young people can access annual health checks within primary care; awareness 

training for all staff in healthcare services; providing practical support and information 

to families and carers and providing information regarding services, health 

conditions, treatments and important health promotion messages in formats that are 

more accessible for children and young people with ASD and/or a learning disability; 

this could include the use of pictures, symbols, easy to follow language and DVDs. 

 

Reasonable adjustments to support equitable access to healthcare  

Some barriers could potentially be overcome by making ‘reasonable adjustments’ to 

accommodate children and young people with ASD. For example: 

• Bureaucracy could be reduced by improving communication between 

parents and healthcare providers, planning ahead and by the use of social 

stories (Aylott, 2010). 

• Patient condition issues could be improved by adapting communication 

methods to suit the child with ASD; listening to parents/carers as to what 

their childs ‘do’s and don’t’s are (Aylott, 2010); 

• Environmental problems could be addressed by more time for 

appointments, more convenient scheduling which suits the child and 
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family, the priotisation of children and young people with ASD to avoid 

lengthy waits, provision of a quite area to avoid over stimulation. 

• Healthcare profesional problems could be improved through training, 

utilising 'Positive about AutismTM' training and an ASD Champion model 

 (Aylott, 2010; Kennedy and Binns, 2014; Major, et al., 2013;The National 

Austistic Society, 2014). 

 

The literature stating what reasonable adjustments should be made for children and 

young people with ASD does not clarify if these adjustments have been discussed 

with the patient and/or their family/carers and it can be argued that healthcare 

professionals have assumed what reasonable adjustments should be made. This 

assumption should be tested by evaluating the impact of reasonable adjustments on 

access to healthcare for children, young people, adults and families with ASD. 

 

Person Centred Needs Assessments (PCNA) 

Health needs assessments emerged following reforms to the NHS in the 1990s 

(Wright et al. 1998) as an evidence based tool to deliver equitable and efficient 

healthcare being available for all, at a time when resources were becoming limited 

and members of the public were becoming more active in expressing their views 

about quality of service. Wright et al. (1998) state that identified health needs should 

be met with effective intervention, maintaining that there is an overlap with ‘need’, 

‘demand’ and ‘supply’. Health needs assessments are an opportunity to identify 

areas of unmet needs and to develop strategies to overcome these (Wright et al. 

1998). One important aspect of health needs assessments is the epidemiology of the 

disease (Williams and Wright, 1998) in order to develop strategies to cope with 
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specific ailments and many needs assessments were developed for populations of 

people (Wilkinson and Murray, 1998) with assessments being carried out at various 

levels. 

 

In the 21st century, needs assessments have become more ‘person centred’ in their 

approach (National Disability Authority, 2012); identifying what actions are required 

in order for the child to achieve a specific goal and this is recognisable in the person 

centred needs assessment (PCNA). Discussion in 1998, surrounding PCNA, 

debated the dilemma of which individuals had a greater health need in order to 

compete for limited resources (Stevens and Gillam, 1998) and were generally 

completed by medical staff to fight for individual cases, rather than to identify the 

quality of the hospital experience from the perspective of the child and family. 

Evaluation of health needs assessments to identify gaps in care was also deemed to 

be important (Wilkinson and Murray, 1998). 

 

 

Case study 1: David 

David, a 10 year old boy with ASD, was referred to the local hospital for 

radiographic exploration prior to having surgery to correct his kyphoscoliosis 

(curvature of the spine). His parents were both extremely anxious before attending 

the hospital as he had no previous experience of being an inpatient. David finds 

other life situations challenging due to his sensory processing disorder and limited 

mobility. The spinal surgeon informed his David’s parents during his outpatient 

consultation that he will require a pre-operative blood test and a further x-ray of his 

spine. He would also need to have a general anaesthetic for the spinal surgery. 
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As a health care practitioner, how could you: 

 

1. Prepare David for his admission and diagnostic tests? 

2. Prepare his parents/carers for the admission? 

3. Prepare the environment that David is in? 

4. In addition, what do you think are the family’s support needs? 

5. How would you know that you were listening and getting it right? 

Now consider the case study below. 

 

Case Study 2: Reflections from a member of staff involved in delivering 

support to a young person with Autism. 

 

"Rizwan arrived at the x-ray department for his appointment with his mum, dad, 

sibling and myself as his care support worker. The waiting area was very busy due 

to the Scoliosis clinic running. Nita (Rizwan's mum) informed me that it is always a 

very busy clinic. I asked the radiographers at the time how long it would be before 

Rizwan could be seen for his x-ray. I was informed that due to the number of 

patients waiting and the severity of some of the cases they had to be seen first.  

 

Rizwan appeared to be ‘ok’ for the first fifteen minutes after we arrived in the 

waiting area but soon became over stimulated, due to the high levels of noise and 

strange people. I suggested to his mother Nita that they could wait in the 

Ultrasound waiting area as there was nobody there, but this was going against the 

preparation that Rizwan had been shown, and would have upset him more. Due to 
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the nature of the clinic and being unsure who was doing the x-rays it was difficult 

to be able to pass on relevant information about Rizwan’s needs. I advised two of 

the radiographers not to speak to Rizwan as unfamiliar voices and faces often 

caused him to become very agitated and upset and to instruct mum what needed 

to happen. I also confirmed that the lights could be left on for Rizwan for his x-ray 

as I knew he did not like the dark. 

 

After an hour and a half of waiting, Rizwan could go into the x-ray room. I made 

sure that the room was as it was in the photographs Rizwan had been using, the 

Thomas the Tank video was also playing. Nita was anxious, as he had become 

over stimulated by this point, and  it was going to be very difficult to get him in the 

room and to settle him when he was in the room. 

 

Nita brought him down to the room, as two radiographers went into the room I 

waited outside the room. Rizwan was highly anxious by this point and did not want 

to be in the room. He attempted to bite one of the radiographers. The radiographer 

came out of the room after approximately 10 minutes, to allow some time for mum 

to try and calm Rizwan, but this was unsuccessful. Although he had approximately 

a 15 minute appointment, due to other patients waiting to be seen there was not 

the time for him to be able to acclimatise to the room. Also heightened by the 

length of waiting time, Rizwan’s anxiety levels were too high for him to be able to 

take everything in.  

 

Nita suggested that it would be appropriate for Rizwan to be able to attend the 

department outside the Scoliosis clinic times at a quieter time to be able to 
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accommodate his needs. Nita felt the preparation had been a waste of time. Nita 

felt that it would be more difficult for him to come back as it would become a game 

to Rizwan therefore becoming more difficult to gain his co-operation for the x-ray. 

Afterwards Nita said that “she was unhappy he could not be seen straight away 

and that his needs were not taken into account." 

 

Nita made a formal complaint. 

 

Reflection: 

 

1. Can you identify what went wrong? 

2. Can you indicate any reasonable adjustments required to meet Rizwan’s 

specific interests and needs? 

 

 

  

Transition to adult services 

With increased prevalence of ASD it follows that there will be an increasing number 

of children and young people moving into adult services (Parellada et al., 2013; 

Shieve et al., 2012; Bultas, 2012 ;Lai et al., 2012; Chiri and Warfield, 2012). 

Transition into adult services is a complex and confusing process involving families 

(Watson et al., 2011; Colver et al., 2013) and healthcare workers in the paediatric 

and adult field, requiring robust strategies to deal with the process (Hamdani, Jetha 

and Norman, 2011). Transition typically occurs between the ages of 16 and 18 years 

(Watson et al., 2011). However, there is evidence of extending this age range to 
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between 14 and 25 years (Watson et al., 2011). Failure to transfer to adult services 

may result in unmet health needs (Stevenson et al., 1997; Watson, 2000; Nakhla et 

al., 2009; Colver et al., 2013) as there are no transition models for children and 

young people with ASD (Watson et al., 2011; Hamdani et al., 2011; Colver et al., 

2013; Cheak-Zamora et al., 2014). There are suggestions that it should be a holistic 

approach (Colver et al., 2013). Paucity of transition models for children with ASD 

may be due to a lack of identified need and lack of availability of adult services 

(Department of Health, 2006b, 2010; Singh et al., 2010).  

 

To complicate the matter of transition further, definitions of adolescence vary 

between 10/12-19 years (World Health Organisation, 2015) and 10-19 years old 

(UNICEF, 2011) with additional definitions of youth and young people extending until 

the age of 24 (World Health Organisation, 2015; UNICEF, 2011; Colver et al., 2013). 

Additionally, improvements in healthcare resulted in improved lifespan expectances 

of children with disabilities causing an increased need for adult healthcare services 

as they were no longer eligible for paediatric care (Hamdani et al., 2011) which 

consequently led to unmet health needs. 

 

Many healthcare providers accept children up to the age of 16 years, yet in April 

2015, a paediatric surgeon at a local children’s hospital divulged that he is frequently 

asked to accept 19 year olds as new patients for surgery due to advances in 

medicine resulting in patients, who a few years ago would not have been expected to 

survive childhood, now surviving and needing continued care. The adult teams, 

having not dealt with this cohort of patients, do not have the skills and competences 

to look after these patients. This correlates with evidence regarding lack of 
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availability of adult services for this cohort of patients (Department of Health, 2006b, 

2010; Singh et al., 2010). 

 

Conclusion 

In summary, it is unequivocal that there is an increase in the prevalence of ASD, and 

the associated comorbidities result in an increase in the numbers of children and 

young people with ASD accessing healthcare. It is also well evidenced that children 

and young people with ASD struggle to tolerate the healthcare environment without 

demonstrating challenging behaviour which may negatively impact on the success of 

their treatment. Evidence also suggests that patients with ASD have problems 

accessing healthcare in the first place, and have more unmet needs. In order to 

ensure that patients with ASD are able to receive the healthcare that they are 

entitiled to, it is necessary, and a legal requirement, to provide reasonable 

adjustments whilst at the same time complying with legislation ensuring the rights of 

the patient are maintained. 

 

It has been demonstrated that some organistations are making reasonable 

adjustments for children and young people with ASD and there is literature which 

attempts to identify how access to healthcare can be improved for those with ASD. 

Brammer (2015) demonstrates that in order to deliver clinically effective and truly 

inclusive healthcare for all children and young people and their families with ASD the 

following recommendations must be followed: 

 

• Completion of individual needs assessment by all healthcare teams on 

admission to all areas of the health care practice. 
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• Implementation of personalised reasonable adjustments for children and 

young people with ASD. 

• Provision of quiet areas for children and young adults with ASD in all settings 

• Mandatory autism training for all staff working with children, young people and 

adults with ASD. 

• Improved use of communication tools for all individuals with ASD. 

• All environments should consider the model illustrated in figure 10 for working 

with children with ASD. 

• Communicating with and learning from each other locally and nationally to 

improve quality of care to children and young people with ASD and their 

families. 

 

Anecdotal evidence suggests that there remains a culture in some areas where 

medical staff and healthcare professionals are resistant to change and insist that 

they do not need to adjust their behaviour. This would appear to contradict the 

suggestion that children and young people's services have the knowledge and skills 

to deal with children and young people with ASD (Walsh and Hall, 2012). This 

approach frequently results in the child and family with ASD not receiving the 

treatment they attended for; invariably, once these areas experience an untoward 

clinical incident with a patient with ASD they become activists for change. 

 

 

Further reading 
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• Kennedy, R. and Binns, F. (2014) Communicating and managing children 

and young people with autism and extensive burn injury. Wounds UK , 10 

(3). 

• Page, A., Mcdonnell, A., Gayson, C., Moss, F., Mohammed, N., Smith, C. 

and Vanes, N. (2015) Clinical holding with children who display behaviours 

that challenge. British Journal of Nursing,  24(21): 1086-93. 

• Vaz, I. (2013) Visual symbols in healthcare settings for children with 

learning disabilities and autism spectrum disorder. British Journal of Nursing 

, 22 (3): 156-159. 

 

 

 

 

Relevant web links 

 

http://www.autism.org.uk/ 

http://www.positiveaboutautism.co.uk/ 

http://www.cmft.nhs.uk/childrens-hospitals/our-services/services-for-children-with-

autism 

http://www.cafamily.org.uk/ 
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