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Glossary of Terms

About this Guidance
This guidance is issued by the Welsh Ministers to assist in the interpretation of the Code of
Practice on the Delivery of Autism Services in Wales (the Code), prepared under section 145 of
the Social Services and Well – Being (Wales) Act 2014 and sections 1 and 2 of the NHS (Wales)
Act 2006. Both the Code and this guidance will apply from September 2021.
This guidance will support the implementation of Welsh Government’s autism policy priorities,
currently published in the Autistic Spectrum Disorder Strategic Action Plan 2016. It will provide
local authorities and local health bodies with information on the level and range of services and
support they are expected to provide for autistic people under existing legislation:
• where autistic people have eligible care and support needs under the Social Services and
Well-being Wales Act 2014 (SSWBW Act), the relevant guidance and Codes of Practice which
accompanies this Act will apply
• where autistic people have health needs under the National Health Service (Wales) Act 2006
(NHS (Wales) Act), the relevant guidance which accompanies this Act will apply.
This guidance sets out:
• how providers of services should comply with the requirements imposed by the Code and
• how practitioners and individuals should comply with the requirements imposed by the Code.
This guidance has been produced with the engagement of autistic people, their representatives,
health and local authority stakeholders, third sector organisations and Welsh Government
departments. It covers services providing health or social care and support to autistic people
of different ages and with different aspirations and needs. It is detailed in part to ensure that
autistic people, particularly those who are more vulnerable, receive the right care to promote
their well-being and safety.
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Enforcement
The Code of Practice is prepared under section 145 of the SSWBW Act and sections 1 and 2 of
the NHS (Wales) Act 2006.
The Code of Practice gives rules and advice about the best ways of working when providing
services for autistic people. It explains how to follow the:
• NHS (Wales) Act 2006
• SSWBW Act and the relevant guidance and Codes of Practice which accompanies this Act
• Equality Act 2010.
At a national level, where the Welsh Government has serious concerns about an organisation’s
ability to meet the requirements in the Code, there are built in mechanisms within the SSWBW
Act for intervention and enforcement. Section 150 provides for Welsh Ministers to be able to
intervene in the event that local authorities fail to comply with a duty that is a social services
function, act unreasonably in the exercise of a social services function, or fail to perform a social
services function to an adequate standard. There is also provision for a warning notice to be
issued and further steps to be taken by Welsh Ministers by way of enforcement against a local
authority.
Similarly, under the NHS (Wales) Act 2006, there is provision to make an intervention order and
for further steps to be taken in the event that a local health board is not performing one or more
of its functions adequately or at all, or that there are significant failings in the way the body is
being run, and the Welsh Ministers are satisfied that it is appropriate for them to intervene.
The Welsh Ministers can and have taken action under these Acts to require statutory bodies to
review and improve services which are found to be unsatisfactory.
Further details of the enforcement mechanisms to ensure successful implementation of the Code
can be found in section 4 which relates to Monitoring of Services.
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Background and Context
Terminology
Throughout the guidance, as in the strategy, the term “autism” is used as an umbrella term for
all autistic spectrum conditions. Many autistic people also have related hidden differences
such as attention deficit hyperactivity disorder, dyspraxia, dyslexia, dyscalculia and language
differences as well as associated mental health conditions and linked differences.
This guidance will refer to the following as a definition of autism:
“The term autistic spectrum condition (ASC) is used to describe the group of complex neuro
developmental symptoms, of variable severity, that are characterised by challenges in social
interaction and communication and by restricted or repetitive patterns of behaviour, thought
and sensory feelings”.
Autistic Spectrum Disorder (ASD) Strategic Action Plan
The 2008 ASD Strategic Action Plan was updated in November 2016, and was accompanied by
a delivery plan setting out the actions the Welsh Government and partners are taking to improve
autism services in Wales. The progress is reported in an annual report which is published on the
Welsh Government website.
Children and Young People Neurodevelopmental Services
There are children and young people’s neurodevelopmental assessment and diagnosis services
in each local health board. There is a nationally agreed pathway, which has been agreed by all
seven regions.
Improvements for neurodevelopmental services for children and young people are being
progressed as part of the Together for Children and Young people Programme 2 (T4CYP2).
This programme is improving assessment and diagnostic services for all neurodevelopmental
conditions and services are linked at local level to ensure that there is a strong relationship with
the Integrated Autism Service (IAS). We are seeking ways to achieve closer join up between
these services in the longer term.
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Additional Learning Needs Reform
To improve educational support for children and young people up to 25 years, our Additional
Learning Needs (ALN) reform, underpinned by the Additional Learning Needs and Education
Tribunal (Wales) Act 2018, introduces a new system focused on ensuring all children and young
people that require support, including autistic learners, have that support properly planned for
and protected, and will have a statutory plan with equal rights of appeal. This Act puts learners
at the heart of the decision making process. Although it extends to meet the needs of autistic
children and young people it does not differentiate between different additional learning needs
because it seeks to ensure that all needs are met equitably and comprehensively.
National Institute of Health and Care Excellence
The National Institute of Health and Care Excellence (NICE) is a widely recognised body
providing authoritative advice and information on a range of health issues. In recent years NICE
has produced several guidelines on the diagnosis and management of autism. The purpose of
the NICE guidance is to drive and measure quality improvements and describe what a good
service should look like. Local health boards, NHS Trusts and local authorities should take the
guidance into account when planning autism services as they are the accepted benchmark of
what good services should aim to provide.
Equality of Access
The Equality Act 2010 places clear duties on public sector bodies to prevent discrimination
and promote equality for people with certain protected characteristics. These are – age,
disability, gender reassignment, race, religion or belief, sex, sexual orientation, marriage and
civil partnership, pregnancy and maternity. There are specific duties around the provision
of reasonable adjustments for disabled people, including autistic people, to assist them to
access the services they need. These duties are re-enforced through the SSWBW Act and NHS
(Wales) Act.
United Nations Principles and Conventions and Covenants
This Code supports the United Nations Principles and Conventions and Covenants as set out
in the SSWBW Act Part 2 Code of Practice. The Welsh Government works alongside the UK
Government to ensure Wales is fully represented in the presentation of international reports.
It will also help to ensure we meet our obligations in respect of human rights. The UK has
signed and ratified the following United Nations Conventions and Covenants:
• Covenant on Economic, Social and Cultural Rights
• Covenant on Civil and Political Rights
• Convention on the Elimination of All Forms of Racial Discrimination
• Convention on the Rights of Disabled People
• Convention on the Elimination of All Forms Discrimination Against Women
• Convention Against Torture
• Convention on the Rights of the Child.
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Women and Autism
The rate of autism diagnosis in girls and women has historically been much lower than for boys
and men. Although the research is limited, evidence and anecdotal clinical evidence suggests
that the disparity in diagnostic rates is caused by a number of factors1. These include the way
girls and women present themselves, they are often more able to mask behaviour through
observing and mimicking others around them. It is also suggested that standard diagnostic tools
are more tailored towards recognising classic autism more commonly seen in boys and men,
whereas girls and women’s presentation of autism may be more subtle making it more difficult
to diagnose. It is important that professionals understand how autistic girls and women may
present differently and that they can have different support needs. For example girls may appear
to be more able to sustain social relationships but in reality experience exhaustion when trying
to adapt their own behaviour to mirror that of others and what is seen as more acceptable.
Additionally, there are significant life milestones where women may require more individual
support such as, during puberty and pregnancy.
Gender Identity
There is increasing literature linking autism with gender identity/dysphoria, with a higher
incidence of autistic people reporting a psychological identify with a gender other than the one
they were born with. The Welsh Government has recognised the need to improve gender identity
services in Wales and have established the All-Wales Gender Identify Partnership Group to
provide advice. The Welsh Gender Team2 is based in St David’s Hospital in Cardiff.
Autistic people from Black, Asian and Minority Ethnic communities including Asylum Seekers
and Refugees
Autistic people from ethnic minority communities or who are asylum seekers and refugees and
their parents and carers can face additional challenges in accessing services and support. In
the report Diverse perspectives: The challenges for families affected by autism from Black, Asian
and Minority Ethnic communities (2014)3 the National Autistic Society highlighted the difficulties
which can be experienced by autistic people living in ethnic minority communities. In general
terms they experience the same difficulties accessing services and support as in other parts of
the community but issues are compounded by factors such as cultural views on disability in some
communities. In some groups there may be serious stigma associated with having a disabled
child, and parents reported they experienced feelings of shame as the community blame them for
the perceived poor behaviour in their autistic children and the communities were often looking
to finding a cure. Cultural assumptions and bias could also have a negative impact, for example
black boys being seen as more likely to be disruptive and language difficulties being wrongly
attributed to a child speaking English as their second language. Service providers should be
aware that cultural differences can have an impact on how autistic people are perceived and
supported and adapt their practice to recognise these differences.

1
2
3

https://www.autism.org.uk/about/what-is/gender.aspx
https://cavuhb.nhs.wales/our-services/welsh-gender-service/
https://www.autism.org.uk/advice-and-guidance/what-is-autism/autism-and-bame-people
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Welsh Language Services
Local health boards, NHS trusts and local authorities must make sure Welsh language services
are built into planning and delivery and that Welsh language services are offered to autistic
Welsh speakers without them having to request it. The Welsh Government has established
a Strategic Framework4 for Welsh Language Services in Health, Social Services and Social Care.
Practitioners need to acknowledge that some children and people may choose to speak Welsh
as their preferred language and this will impact on assessment outcomes undertaken through
the medium of English.
Complaints
The Code of Practice sets out the Welsh Government’s expectations about the planning and
delivery of autism services by local authorities and health bodies in Wales. There may be
occasions where individuals, including children and young people, may disagree with decisions
made about the range of services available in their local areas. Therefore complaints information
must be available in formats accessible to all.
When disagreements arise, individuals should first raise their concerns directly with the local
authority or health body at a local level, if agreements cannot be reached quickly, there will be
formal complaints procedures in each organisation. In line with the statutory guidance for public
service providers, complaints are not ‘appeals against properly made decisions’ but are a route
for individuals to express dissatisfaction or concern about a service providers lack of action or
the standard of service provided
If complainants continue to be dissatisfied or concerned about the outcome of a local authority
or health body investigation, they will then have recourse to go to the office of the Public Services
Ombudsmen5 to have their complaint assessed.

4 https://gov.wales/sites/default/files/publications/2019-04/follow-on-strategic-framework-for-welsh-languageservices-in-health-social-services-and-social-care-2016-2019.pdf
5 https://www.ombudsman.wales/complaints
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Section 1
Arrangements for
Autism Assessment
and Diagnosis
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This section describes the arrangements for:
1.1

Identification

1.2 Referral to Autism Assessment Services
1.3 Assessment and Diagnosis pathways for Autism
1.4 Autism assessment and diagnosis services
1.5 Autism assessment and diagnosis process
1.6 Support following an autism diagnosis.

1.1 Identification
Autistic Spectrum Condition (ASC) is a developmental condition that affects the way people
communicate, behave, or interact with others. Some people may have very noticeable
characteristics others may not. The common thread is differences in social skills, communication,
and behavior compared with people who are not autistic. In females the presentation can
be very subtle which makes it harder to spot the signs6 as females can become competent at
camouflaging symptoms and masking it from friends, family and especially health professionals.
A diagnosis can be an important step in ensuring that support takes account of how a person’s
autism affects them and their family, as well as their participation in learning, employment or
other activities. Some people with suspected autism may not need further support. However, this
does not mean that they should not have access to a diagnosis. For some people, simply having
a diagnosis of autism confirmed can be incredibly important, and can help them avoid needing
more intensive support at a later stage for example, if they hit a crisis point, are exhibiting
behaviour that may be challenging or have communication differences.
All staff working directly with children, young people or adults7 should undertake awareness
training. Understanding possible identification signs8 can help in facilitating referrals for
diagnosis. Adults, parents / carers who have significant concerns which meet the signs9 can also
make referrals. earch conducted by Cardiff University has led to the creation of SIGNS10 – a way
for frontline professionals to identify and understand the different behaviours in autistic children.
The signs are:
Differences or difficulties in:

S
I
G
N
S

=
=
=
=
=

Social Interaction and verbal communication
Imagination
Gestures or non-verbal communication
Narrow range of interests, routines and repetitive behaviours
Sensory responses

6 https://autismwales.org/en/community-services/i-work-with-children-in-health-social-care/the-birthday-party/
7 https://autismwales.org/en/community-services/i-work-with-young-people-adults-in-health-social-care/
practitioner-toolkit-support-and-interventions-for-adults-with-asd/
8 https://autismwales.org/wp-content/uploads/2020/09/asd-a4-poster_children_adolescents.pdf
9 https://autismwales.org/wp-content/uploads/2020/09/asd-a4-poster_older_adolescents_adults.pdf
10 https://eur01.safelinks.protection.outlook.com
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These signs may show themselves differently according to the age, gender, temperament,
social style and ability level of a child or adult, as follows:

S = Social Interaction behaviours can include:
• An avoidance of social interaction with other children, or interaction is unusual in some way.
• Little communication, or communication is one sided or unconventional.
• A reduced awareness of others’ feelings OR an unusual reaction to those feelings.

I = Imagination behaviours can include:
• In childhood, not playing with model toys, dolls, objects as if they are real (pretend play).
• In childhood having imaginative play that is sometimes very repetitive and/or solitary.
• At all ages, having imaginative activities with other people that lack an equal sharing
of creative ideas.

G = Gestural behaviour can include:
• An infrequent use of gestures.
• Gestures are used but they lack spontaneity, and may be immature or inappropriate.
• A reduced coordination of gestures with other forms of communication.

N = Narrow behaviours and interests can include:
• A narrow range of self-chosen interests.
• A dependency on routines and dislike of change.
• Repetitive motor behaviours.
• Insisting on eating only a small range of foods.

S = Sensory behaviours and interests can include:
• A high sensitivity to sounds, light, touch, smell or taste.
• Sensory avoiding behaviour.
• An unusual interest in sensory aspects of objects – sensory seeking behaviour.
A lack of sensory reactions and responses (e.g. to pain, temperature, sound).
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Case Study: 1
 y son was 20 months old and meeting all his developmental milestones. After a
M
hospital admission for an unknown virus I noticed some significant changes such as
loss of language, regression in physical ability and lack of eye contact when playing.
I spoke with my health visitor, who undertook developmental checks, observed
my son and gathered information from family. He was referred to a contact in the
neurodevelopmental team. He was then assessed by a multidisciplinary team –
paediatrician, speech and language, occupational therapist and educational
psychologist. He received an autism diagnosis at 2 years and 6 months.

Case Study: 2
I often suspected I might have autistic traits but dismissed it as I was able to function
well at times. However, after some difficult experiences and struggles with anxiety,
especially at work, I reluctantly entered the mental health system and had a working
diagnosis of bipolar disorder. But this didn’t really fit and after another meltdown
that I couldn’t attribute to whether a “high” or a “low” and having watched some
documentaries about autism that I related to strongly I decided to mention to the
mental health team that I thought I might be autistic.
Initially the psychiatrist disagreed with my assessment and was reluctant to make a
referral. He mentioned that my difficulties could be due to another psychiatric disorder
that I thought was an even worse fit than bipolar. I was very persistent and the referral
to the IAS was made. After a wait, I was assessed and diagnosed as autistic at the age
of 40. Then the long process of coming to terms with it and reassessing my whole life
through this new lens began.
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1.2 Referral to Autism Assessment Services
An autism referral pathway is a series of actions or steps taken after identifying a person has
the potential for an autism diagnosis. There are national referral pathways available which are
based on NICE best practice guidelines. These are intended to ensure that the individual is seen
by the right people at the right time. Referrals to assessment and diagnostic services can be
made through various routes.
Child
For preschool children; referrals can be made via the Pre-school Pathway by:
• health visitor
• GP
• therapist
• Paediatrician and directed to the Community Paediatrician.
For children who are attending school (including nursery pupils) the referral should be made
via the:
• School-age Assessment Pathway
• self-referral for older children or by parents for younger children – neurodevelopmental teams
state that they accept self-referrals. However they are keen to highlight that these referrals are
considered on a case by case basis because collating the information is difficult for individuals
and accessing some records for individuals is onerous and time consuming.
Adults
• GPs
• Medical practitioners for other conditions already been diagnosed and receiving treatment.
• Social care teams.
• Self-referral to Integrated Autism Service.
It is important that as much relevant information is captured in the referral to ensure informed
decisions can be made in a timely manner. Decisions to accept for assessment are based on the
provision of clear relevant information.
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Example: Referral Process for Children

Concerns identified
Enquire about signs and symptoms, taking into account:
• Range
• Number
• Severity
• Duration
• Pervasiveness
• Impact
Also take into account:
• Level of parental concern
• Any known risk factors for Autism

Regression of
language or social
skills without loss
of motor skills in
a child under
3 years old

YES

No regression of
language or social
skills noted

Regression of
language in a child
over 3 years old

Sufficient number of
signs and symptoms
identified to justify
referral?

Refer to paediatrician
or paediatric
neurologist for initial
opinion.

NO

YES

Refer for ASC
assessment

Parent remains
concerned?

12

Commence period
of watchful waiting

Example: Child Referral Pathway
Parental / guardians consent must be obtained prior to referrals being made.

Referral detailing signs and
symptoms, pervasiveness,
impact on functioning and
risk factors is made
(Standard 2)

Referrer advised
of additional
information
required
(Standard 3)

Referrer advised
to refer to other
service
(Standard 3)

Single Referral Point
(Standard 1)

Team discussion of
referral (Standard 2)

Not enough
Information to
make a decision

Unclear – further
assessment
needed
Does not meet
diagnostic
criteria's

Evidence of pervasive
signs and symptoms
that are impacting on
functioning

Referral more
appropriate for
another service

Child centered
assessment planned
by team is undertaken
(Standard 4)

Consolidation and
interpretation of
findings (Standard 5)
Meets diagnostic
criteria

Feedback on
assessment,
provided to
parents/carers

Feedback on assessment,
information on signposting/
support provided to parents/
carers and young person

Discharge
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Referrals for children11 should include information on:
• schools or playgroups attending
• any current medication / diagnosed medical conditions / investigations
• method of communication – verbal, non-verbal
• any agencies already involved – Flying Start
• any health risk associated to the family
• areas of differences:
» achieving milestones
» feeding / swallowing
» attention / listening
» interaction / play
» understanding / using spoken language / speech sounds
» sitting unaided / upset when moved
» respiratory complications / reoccurring chest infections
» equipment needed
» sensory differences – food intolerance, taste and textures, noise, touch, movement
» motor skills – handwriting, cutlery
» gross motor skills – hopping, skipping, crawling, balancing, jumping
» perceptual skills – spatial body awareness, knowing left and right, up and down, back and
front
» activities of daily living – independent dressing, undressing, eating, toileting
» any assessments.
Young adults12
Young adults may need a combination of adult/child approaches which may be facilitated by
the IAS. This is agreed locally in each region between the IAS and neurodevelopmental services.
Currently the referral age to the IAS to join the waiting list is 17 and 9 months. In most areas the
Neurodevelopmental team either expedite the referral to be seen as soon as possible or work
with the person past their 18th birthday.
It is also important at this stage that children and young adults have access to support whilst
awaiting diagnosis. This is in line with the No Wrong Door approach where ensuring that
meeting the child / young adults needs are the primary concern and not the diagnosis.

11 https://autismwales.org/en/community-services/i-work-with-children-in-health-social-care/clinicians-toolkitchildren/
12 https://autismwales.org/wp-content/uploads/2020/09/asd-a4-poster_children_adolescents.pdf
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Adults13
• Social interaction and verbal communication – use/understanding of language, lack of
interest in social interaction, difficulty with social communication, relationships, friendships,
awareness/response to others’ feelings.
• Imagination, ideas and creativity – lack of pretend play as a child, solitary imaginary activities,
lack of generating or sharing of creative ideas, inability to see consequences of actions,
expectations, intention of others.
• Gestures and non-verbal communication – infrequent use of pointing to objects, gestures
that lack spontaneity or appropriateness, particularly gestures expressing emotion, facial
expression, tone of voice, eye contact, body language, proximity.
• Narrow range of interests, routines and repetitive behaviours – arranging objects in patterns,
repetitive motor behaviours (hand flapping, spinning), repetitive routines/rituals, over-focused
interests.
• Sensory responses – sensitivity or avoidance of particular sensations (sight sounds, touch,
smell or taste) unusual seeking out of sensory sensations, reduced sensory reaction to pain
or temperature.
• Problems with employment, relationships.
• History of neurodevelopmental, mental health.
• Known to other services – social care.
• Family history of ASC.

Example
At present in some areas young people over the age of 16 or parents of younger
children can complete the referral and send it into the neurodevelopmental team.
Support is offered to the young person and the parent in this position, by phone or
email. They are encouraged to get support from others that know them well because
the neurodevelopment team will need information that they may not have already,
e.g. school reports, GP, professional recommendation. Young people would also be
encouraged to involve their parents in the process, if they hadn’t already discussed this
with them.

Self-referral to the adult IAS service should include:
• information from any professionals already involved
• information from any services already involved
• what would a diagnosis14 mean to the individual

13 https://autismwales.org/wp-content/uploads/2020/09/asd-a4-poster_older_adolescents_adults.pdf
14 https://www.autism.org.uk/advice-and-guidance/topics/diagnosis
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• development history
• social interaction – relationships, managing emotions, understanding others’ emotions,
understanding social norms
• communication – unusual speech, repetitive speech, unusual eye contact, difficulty
understanding (taking things literally)
• repetitive / restricted behaviour – highly focused on interests, resistance to change, inflexible
thinking, repetitive behaviour or rituals, adherence to rules
• sensory difficulties – textures, foods, tastes, smells, noise, temperature regulation, distressed
with sensory stimuli
• employment difficulties – sustaining jobs
• any familial risks to autism.
Information leaflets on a range of topics are available and can be found on the National Autism
Team website15.

1.3 Assessment and Diagnosis pathways for Autism
When a referral has been made and the individual accepted for assessment the individual
must be made aware of the process and journey for assessment, for children and young people
this should be in a format suitable to their age and maturity, to help them understand and
participate in discussions which affect them. NICE guidelines set out clear expectations on how
local services should be configured and pathways developed.
Each Regional Partnership Board in Wales should have an autism champion (see Section 4.6)
to inquire and report on their behalf regarding the implementation of national pathways in
their region.
Role of the Local Authority Autism Lead Officer
The first autism strategic action plan published in 2008 created a local authority infrastructure,
supported by Welsh Government funding which is now included in local authorities overall
annual revenue support grant. This infrastructure has supported the delivery of local action
identified within the Strategic Action Plan. Each of the 22 Welsh local authority areas has in
place an autism Local Action Plan which is developed, implemented and reviewed by a local
stakeholder group. In addition each local authority has in place an ASD Lead Officer.
The ASD Lead Officer’s role is central to the delivery of autism services at a local level by bringing
together professionals to work collaboratively in local authority areas as well as providing
a local point of contact for both autistic people and families/carers seeking support.
The ASD Lead Officers work through a network which meets regularly throughout the year
promoting collaboration and sharing good practice between services. The network is supported
by the National Autism Team.
NICE suggest that no patient should have to wait longer than three months between a referral
for diagnosis and first appointment.

15 https://autismwales.org/en/parents-carers/information-for-an-autistic-child/advice-sheets/

16

There is currently no waiting time policy for adults in Wales. However, Welsh Government,
although acknowledging the standards of NICE guidance have currently set the waiting time
policy at 26 weeks for children. Whilst children are awaiting diagnosis it is expected that
schools identify and develop any additional learning needs support following the timescales
within the ALN guidance and consider the T4CYP and Whole School Approach in meeting the
emotional and mental well-being needs of children and young people accessing their education
establishment.
Timescales for children’s neurodevelopment referrals are monitored by Welsh Government via the
NHS Wales Informatics Service (NWIS). Outcomes from referrals for adult assessments are being
monitored by Welsh Government via the Integrated Autism Service (IAS).
Private diagnosis
Private assessments will be accepted as long as it is agreed by the accepting NHS
neurodevelopmental team that NICE guidelines/All Wales standards have been met and that
the assessment is of a high enough quality. Section 1.4 describes the assessment and diagnosis
process in more detail.

1.4 Autism assessment and diagnosis services
In order to receive a diagnosis of autism, individuals need to be assessed by a multi-disciplinary
team of practitioners with specialist training in assessing for autism. NICE guidance is clear
that there should be integrated teams with age appropriate expertise in every area and that a
partnership board or local planning group should oversee the work of the team.
Prior to any assessment, consideration should be given to the way the assessment is undertaken.
Where appropriate, options for the interaction to take place via programmes such as Skype
or Zoom particularly if the individual is experiencing social anxiety in addition to autism would
be beneficial. Additionally, an option for assessment documentation to be sent out prior to the
assessment to enable robust responses should be considered.

Example
Children and young people
The core staff of the autism team for children and young people should include:
• paediatricians and/or child and adolescent psychiatrists
• speech and language therapists
• clinical and/or educational psychologists.
The autism team should either include or have regular access to:
• paediatricians or paediatric neurologists
• child and adolescent psychiatrists
• clinical and educational psychologists
• occupational therapists
• other professionals who may assist with the assessment, for example specialist health
visitors or nurses, specialist teachers or social workers.
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Example
Adults
A local adult autism team should include:
• clinical psychologists
• primary care services
• nurses
• occupational therapists
• psychiatrists
• social workers
• speech and language therapists
• support staff (for example, to support access to housing, educational and
employment services, financial advice, and personal and community safety skills).

It is important that all assessments are holistic and look at individuals’ strengths, barriers,
risks and existing support networks. This means looking at an individual in the context of health
and social care to evaluate the physical, emotional, mental health, spiritual, environmental,
social, sexual, financial, and cultural needs. This reinforces the expectation that teams are
multidisciplinary and multiagency.
Child
If the referral describes regression in language in a child over 3 or regression in motor skills
at any age, the referral should be seen by a paediatrician or paediatric neurologist for an initial
opinion.
If the referral describes regression in language in a child under 3, an autism assessment should
be undertaken.
If neither of above apply, then take into account the following when deciding whether to assess
for ASC:
• the severity and duration of the signs and/or symptoms
• the extent to which the signs and/or symptoms are present across different settings
(for example, home and school)
• the impact of the signs and/or symptoms on the child or young person and on their family
or carer
• the level of parental or carer concern, and if appropriate the concerns of the child or young
person
• factors associated with an increased prevalence of autism
• the likelihood of an alternative diagnosis.
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If there is insufficient information to make a decision, seek further information from the referrer
or other healthcare professionals.
If the referral is accepted, and if the parents/carers consent, also seek additional information
from school/college as well as any other involved health or social care professionals. This should
include results from any vision or hearing assessments.
Consider carrying out home or school observations of the child, or alternatively obtaining video
recordings of home or school.
Adults
For a diagnosis of autism to be made a person needs to have significant differences in:
• social interaction and communication and restricted and repetitive behaviours, interests or
activities – see table below for examples of the kinds of differences people may experience
• these differences have to be lifelong. This means that they will have started in childhood
• these differences need to be having an impact on multiple aspects of the individual’s life
(not just creating problems in one situation).
When a referral is accepted, a person to contact must be identified (to maintain continuity)
and the team must aim to begin diagnostic assessment as soon as possible. If the adult or their
family have identified needs, do not wait for diagnosis in order to put in place support. The role
of the contact should be to:
• act as a point of contact for the individual, parents or carers through whom they can
communicate with the rest of the autism team
• keep individuals, parents or carers up-to-date about the likely time and sequence of
assessments
• arrange the provision of information and support as directed by the autism team
• gather information relevant to the autism diagnostic assessment.
It is important that all practitioners avoid repeated information gathering and
assessments by ensuring effective and efficient communication between services.
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1.5 Autism assessment and diagnosis process
Whilst the assessment and diagnosis process is being undertaken individuals and their families/
carers should be able to obtain support from:
• GPs or social prescribers attached to the GP practice offering information regarding local
support groups
• referrers offering information regarding the Autism Wales website
• referrers offering information regarding third sector services
• where applicable parents talking to teachers or special educational needs (SENCO) staff
at the child’s school
• individuals speaking to student support services at college or university (where applicable)
• individuals speaking to a manager or human resources at work
• requesting a needs assessment16 from the local authority to see what support they can offer
during the process which may include Advocacy services.
With children, local health boards should offer early support for parents during this referral /
assessment period and should be linked to the first 1000 days Public Health Wales programme
in the context of the Wellbeing of Future Generations (Wales) Act 2015. This requires key
public bodies to make decisions that take into account the impact they could have on future
generations living in Wales. They must ensure that they think more about the long term, work
better with people and communities and each other, look to prevent problems and take a more
joined-up approach.
The assessment process:
Children and young people
The following should be included in every autism diagnostic assessment for children and young
people:
• Detailed questions about parents or carers’ concerns and, if appropriate, the child or young
person’s concerns.
• Details of the child or young person’s experiences of home life, education and social care.
• A developmental history, focusing on developmental and behavioural features consistent with
the International Statistical Classification of Diseases and Related Health Problems (ICD-10)
and the Diagnostic and Statistical Manual of Mental Disorders Fifth Edition (DSM-5) criteria
(consider using an autism-specific tool to gather this information).
• Assessment (by interacting with and observing the child or young person) of social and
communication skills and repetitive and stereotyped behaviours, including sensory sensitivities,
focusing on features consistent with the ICD-10 or DSM-5 criteria (consider using an
autism‑specific tool to gather this information).
• A medical history, including prenatal, perinatal and family history, and past and current health
conditions.

16 https://www.nhs.uk/conditions/social-care-and-support-guide/help-from-social-services-and-charities/getting-aneeds-assessment/
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• A physical examination.
• Consideration of the differential diagnoses (see NICE clinical guideline 12817,
recommendation 1.5.7).
• Systematic assessment for conditions that may coexist with autism (see NICE clinical
guideline 12818, recommendation 1.5.15).
• Developing a profile of the child or young person’s strengths, skills, differences and barriers,
including: ability and learning style, academic skills, speech, language and communication,
fine and gross motor skills, adaptive behaviour (including self-help skills), mental and
emotional health (including self-esteem), physical health and nutrition, sensory sensitivities,
and behaviour likely to affect day-to-day functioning and social participation.
• The profile should be used to create a personalised plan, taking into account family and
educational context. The assessment findings should be communicated to the parent or carer
and, if appropriate, the child or young person.

Example
Individual Profile
a) A profile for the child or young person, should include the following topics:
• intellectual ability and learning style
• academic skills
• speech, language and communication
• fine and gross motor skills
• adaptive behaviour (including self-help skills)
• mental and emotional health (including self-esteem)
• physical health and nutrition
• sensory sensitivities
• behaviour likely to affect day-to-day functioning and social participation
• socialisation skills.
b) Do-IT Neurodiversity Profiler19 is a web-based accessible translatable profiling system
that has been developed by the Welsh tech-for-good company Do-IT Solutions headed
by Professor Amanda Kirby.
It provides the means of gathering information from parents and the child to build
an understanding of their key strengths and any challenges and to aid clinical
decision‑making. At the same time, it provides practical child-centred functional
resources to aid the family and any carers who may be involved in the child’s care.
The system allows information to also be gathered from other sources such as school
to enhance the understanding of the child or young person.

17 http://www.nice.org.uk/guidance/cg128
18 http://www.nice.org.uk/guidance/cg128
19 https://doitprofiler.com/about-do-it-profiler/
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Adults
During a comprehensive diagnostic assessment, enquire about and assess:
• core autism signs and symptoms (difficulties in social interaction and communication,
stereotypic behaviour, resistance to change or restricted interests, and also strengths) that
were present in childhood and have continued into adulthood
• early developmental history, if possible
• behavioural concerns
• functioning at home and in the community (for example, in education or in employment)
• past and current physical and mental health problems
• other neurodevelopmental conditions
• hyper- and hypo-sensory sensitivities
• carry out direct observation of core autism signs and symptoms, especially in social situations
• include observation of risk behaviours and safeguarding issues.
Carers Assessments
Many carers find it easier to continue in their caring role if they can get some support. Local
councils can provide care and support for people who require care and their carers.
Carers’ assessments should be included in the assessment of an individual who has identified
strengths, barriers, risks and existing support networks.

1.6 Support following an autism diagnosis
Post diagnostic support for parents of children should be provided by neurodevelopmental
health services and the IAS for adults, parents of children, carers and professionals. Local
authorities, local health boards and Regional Partnership Boards need to ensure they support
local initiatives and local partnerships to maintain the level of support required in their areas.
The autism team and the case coordinator should meet with the individual, family and/or carer
as soon as possible after the assessment to explain the outcome of the assessment. They should
supply a written report on the outcome of the assessment, and with consent send a copy to the
GP. They should also send a copy to others involved in the care and support of the individual,
such as teacher or social worker. The team or the co-ordinator should also:
• give information about what autism is and what it might mean for the individual, family or
carer, now and in the future
• discuss plans for providing support for the autistic person and family
• offer information on local services
• arrange a follow up appointment. This should be within 6 weeks of the assessment ending but
should be mutually agreed and led by the autistic person and their family/carer and not purely
for the convenience of the service.

22

If the outcome is the individual is not autistic, the team should explain how they reached
this decision and discuss referral to other services that might help. Where possible children’s
neurodevelopmental teams should endeavour to provide an alternative diagnosis (if it is
apparent) as soon as possible. Where indicated, adults who have not received a diagnosis
of autism should be referred for additional assessments. This should be without further
unnecessary waiting.
If the individual, family or carer disagree with the outcome of the original assessment and
the disagreement cannot be resolved through discussion with the Clinical Lead for the
Neurodevelopmental Service or IAS they can request a second opinion.20

Protocol for reassessment with children
• The ND Service Manager and/or Clinical Lead are notified and identify a named person
to lead on the reassessment process.
• The family must be notified in writing of the protocol for reassessment and who will
conduct the reassessment and time frame.
• The request is initially considered by a second opinion panel. This panel will be made
up of several clinicians from across teams, but will not include anyone involved in the
assessment being considered.
• The ND Service Manager and Clinical Lead for the reassessment to liaise with clinician
and family – this will provide the opportunity to explore what the family is concerned
about in particular. It will also enable the opportunity to check that the feedback of the
assessment outcome was conducted appropriately.
• The panel will identify a Lead Clinician to conduct the reassessment / second opinion,
who will be from a different team to the first assessment to maximise objectivity and
will have support of the panel in making their decisions.
• Acceptance for reassessment / second opinion to be decided within 30 days of receipt
of request.
• Panel reviews the file and any information relevant to the assessments. In some
instances as Lead Clinician may be asked to view specific elements e.g. tapes of Autism
Diagnostic Observation Schedule(ADOS).
• Panel / Lead Clinician verifies that a sufficient assessment was conducted.
• Panel / Lead Clinician reviews the ADOS / Autism Diagnostic Interview-Revised / other
scoring based on information in the file.
• Lead Clinician may meet with the family to clarify any information.
• If there are any discrepancies in the overall conclusions, the Lead Clinician will
coordinate a full reassessment.
• If there are no discrepancies in the overall conclusions, then no further assessment will
be offered unless the criteria for reassessment above are met.
• Lead Clinician will meet with the family to explain their findings.

20 http://www.1000livesplus.wales.nhs.uk/sitesplus/documents/1011/2018-03-13 Protocol for second opinion-reassessment.pdf

23

Information, advice and assistance
Local authorities are required to provide a bi-lingual Information, Advice and Assistance (IAA)
service, to enable anyone to access relevant, clear information and advice about all of the
services available in the area. Staff providing IAA services should have their autism training
needs assessed and have access to training which meets these needs so they are able to assist
autistic people and adapt their practice where required.
Local authority IAA services must include, as a minimum, the publication of information and
advice on:
• how the care and support system operates with regard to autism services in the local authority
area
• the types of care and support available for autistic people
• how to access the care and support that is available
• how to raise concerns about the well-being of a person who appears to have unmet care and
support needs.
Local health boards or NHS Trusts providing services for autistic people in the area of a local
authority, must provide that local authority with information about the care and support
it provides in the local authority’s area. Other partner organisations, including third and
independent sector organisations, and citizens of the local authority’s area, including those in
prison, youth detention and bail accommodation, will have an interest in its content and delivery
and should be made aware of IAA service and have access to offering information or have equal
rights to access the information.
Disclosing diagnosis
Older children and adults may find it hard to share the diagnosis21 with friends, family and
colleagues. Disclosing to someone that you are autistic is a very personal decision. It will depend
on many factors including the person, the situation and how comfortable they are in discussing
it with other people.

21 https://www.autism.org.uk/advice-and-guidance/topics/diagnosis/disclosing-your-autism/autistic-adults
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Section 2
Arrangements for
Assessment and
Diagnosis
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This section will describe the arrangements for:
2.1

Accessing health and social care services

2.2

Advocacy

2.3

Preventative services

2.4

Eligibility and Intelligence Quotient (IQ)

2.5

Assessment for Local Authority care and support

2.6

Transition

2.7

Carer Assessment

2.8

Accessing health care

2.9

Support within secure estates

2.10

Mental health services for autistic children, young people and adults

2.11

Services for autistic people with co-occurring conditions

2.1 Accessing health and social care services
NICE sets out clear expectations on how local services should be configured.
Effective diagnostic and post diagnostic services must be developed in ways that achieve better
health outcomes for autistic people.
In order to avoid the duplication of assessments a local authority may carry out a number
of needs assessment at the same time. In such cases, the local authority may carry out the
assessment on behalf of or jointly with the local health board.
To help standardise and improve the care and management of autism, and to enable health
and social services to support people with autism more effectively, NICE has published clinical
guidelines on autism, which outlines the key actions that commissioners should take to deliver
the quality improvements outlined in the NICE quality standards.
• An Implementation Pack: Developing a multi-agency local autism team implementation pack.
• Developing a multi-agency local autism team, to support local areas.
• A series of costing tools; NICE guidelines [CG142]: Autism: recognition, referral, diagnosis and
management of adults on the autism spectrum – Support for Commissioning Autism: support
for commissioning.
Organisation and delivery of care
• Pathways should be:
» negotiable, workable and understandable for adults with autism, their families, partners and
carers, and professionals
» accessible and acceptable to all people in need of the services served by the pathway
» responsive to the needs of adults with autism and their families, partners and carers
» integrated so that there are no barriers to movement between different levels of the
pathway
» outcome focused (including measures of quality, service user experience and harm).
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• Local health boards, NHS Trusts, local authorities and/or Regional Partnerships Boards should:
» ensure the provision of multi-agency training about signs and symptoms of autism, and
training and support on the operation of any pathways
» make sure the relevant professionals (health, social care, housing, educational and
employment services and the third sector) are aware of the local autism pathways and how
to access services
» support the integrated delivery of services across all care settings
» support the smooth transition to adult services for young people going through the
pathways
» audit and review the performance of the pathway.
Pathways should promote access to services for all children and adults with autism, including:
» people with coexisting physical and mental disorders (including substance misuse)
» women
» people with learning disabilities
» older people
» people from black and minority ethnic groups
» transgender people22
» homeless people
» people from the traveller community
» people in the criminal justice system
» parents with autism.

Case Study: 3
Carmarthenshire County Council – Carmarthenshire Adult Autism Advice (CAAA)
project
We developed a well-attended Social group for autistic young people who were not
accessing other services and had become quite socially isolated. We met monthly
either to go bowling, to laser zone, or the cinema, this has been running for nearly
6 years. The group has evolved over the years with some moving on and other new
members joining. This group was run by our outreach workers and they used this group
to increase the young people’s confidence to attend other smaller offshoot groups
such as a photography project, a gardening volunteering project and a healthy eating
cooking course. We have worked together with the young people in the group and they
have recently developed enough confidence to start to take over the group themselves.
We have taken a co productive approach and held a number of meetings to plan how
they would continue the group independently. The first bowling meeting was a success
and they plan to continue to bowl but also to meet up to go to the cinema or some
other social activities. We continue to support as and when needed but delighted that
they were keen to take over!

22 https://eur01.safelinks.protection.outlook.com/?url=https://www.psychologytoday.com
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Case Study: 4
Cam Nesa Autism project – Our support workers have supported many autistic young
people on the project. For example, an autistic young person was in employment but
had to leave their job due to ill health and was then not in education, employment or
training.
Our service worked with the young person to build up their confidence and develop
social skills by supporting the young person to be able to go out in the community,
increase their independence, organisational skills and communicate with others.
Our support worker supported them to attend a range of courses and achieve a first
aid and cooking skills qualification. This increased their confidence and belief in
themselves and they were able to add these qualifications to their CV. They have
gained in confidence and developed their skills and gone on to gain a successful paid
work placement provided by another project with our support worker supporting as
and when needed.

2.2 Advocacy
Despite the barriers individuals may be experiencing, local authorities must involve people to
help them express their views, wishes and feelings, to support them to weigh up options and
to make decisions about their well-being outcomes. These requirements apply irrespective of
where an individual is living, including the secure estate. Effective advocacy should help promote
independence in individuals and give a voice to the most vulnerable including children.
The Code of Practice in relation to Advocacy (Part 10 of the SSWBW Act) sets out the
requirements for access to advocacy services and support. In responding to the population
assessment, Regional Partnership Boards will need to ensure they are able to respond to the
advocacy requirements for all individuals including autistic people of all ages. The Code of
Practice on Advocacy23 provides further advice on the key factors that impact upon individuals
and their needs for specific support.
Local authorities must arrange for the provision of an independent professional advocate when
an autistic person family/carer can only overcome any relevant barriers to participate fully in
a social care assessment, care and support planning, review and safeguarding processes with
assistance from an appropriate individual.
• Practitioners should be aware of what advocacy is and why it is important for autistic people
including children to have choice and control.
• The advocacy service must be trained to support autistic people of all ages.
• Advocacy services must be monitored for outcomes.
Local authorities must consider people’s needs for advocacy where a local authority exercises
a specific function in relation to that person. Third sector organisations can often offer advocacy
and support when an individual does not meet the criteria in statutory organisation and this
should always be a consideration by practitioners when dealing with autistic people and their
families/carers.

23 https://gov.wales/advocacy-services-code-practice
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2.3 Preventative services
The purposes of preventative services include contributing towards preventing or delaying
the development of people’s needs for care and support and reducing the needs for care and
support of people who have such needs. One of the other purposes is the promotion of the
upbringing of children by their families, where this is consistent with the well-being of children.
Local authorities have to consider the importance of achieving these purposes when exercising
their other functions. This means that it is the responsibility of the local authority as a whole,
not just the social services department, to consider the kind of preventative services which could
be provided.
Part 4 of SSWBW Act sets out how local authorities should go about fulfilling their
responsibilities and achieve the aims of promoting well-being and independence and reducing
dependency through preventative services both individually and in partnership with health,
other local organisations, communities, and people themselves.
The local authority’s responsibilities for prevention apply to all adults, including:
• people who do not have any current needs for care and support
• adults with needs for care and support, whether their needs are eligible and/or met by the
local authority or not
• carers, including those who may be about to take on a caring role or who do not currently
have any needs for support, and those with needs for support which may not be being met
by the local authority or other organisation.
In the same way, local health boards also have to consider the importance of achieving these
purposes when exercising their functions. This means that local health boards have to consider
whether there are things they can provide or arrange under their existing functions which would
achieve these purposes.
Both local authorities and local health boards must provide or arrange for the provision of
a range and level of services. The purposes of these services are to:
a) contribute towards preventing or delaying the development of people’s needs for care
and support
b) reduce the needs for care and support of people who have such needs
c) promote the upbringing of children by their families, where that is consistent with the
well‑being of the children
d) minimise the effect on disabled people of their disabilities
e) contribute towards preventing people from suffering abuse or neglect
f) reducing the need for:
» proceedings for care or supervision orders under the Children Act 1989
» criminal proceedings against children
» any family or other proceedings in relation to children which might lead to them being
placed in local authority care, or
» proceedings under the inherent jurisdiction of the High Court in relation to children
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» encouraging children not to commit criminal offences
» avoiding the need for children to be placed in secure accommodation
» enabling people to live their lives as independently as possible.
Where local authorities and local health boards have a mutual interest in commissioning
services, such as preventative autism services, they should work together to consider whether
alternative not for profit business models will best meet the well-being needs of their autistic
population. Regional Partnership Boards should be innovative in their approach to preventative
services, making best use of resources, achieving value for money and proactively engaging with
citizens, the third sector, social value organisations and other providers to meet identified need.
The Code of Practice on Part 2 of the SSWBW Act includes further advice on promoting social
enterprises, co-operatives, user-led services and the third sector.
Early intervention and prevention especially with children is intended to provide individualised,
focussed support to reduce the need for services or avoid more intensive interventions at
a later date.
Practitioners assessing the needs of autistic people their family or carers for preventative
services must have received appropriate training and understand the core features of autism.
It is important that conversations are documented to enable opportunities to take part in
age‑appropriate psychosocial interventions which will help address the core features of autism
and reduce the need for more intensive services can be offered.
Where preventative services are being accessed such as health prevention / promotion services,
adaptations to accommodate individual autistic needs must be made.

Example
Ensure the environment is quiet, times are scheduled and any changes relayed.
Information on what to expect offered prior to the appointment. These adjustments
should be made to routine appointments for instance:
Children
» immunization clinics
» health visitor appointments
» developmental assessments
» GP/ specialist appointment.
Adults
» cervical screening
» breast screening
» men’s health clinics.
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Residential environments
Commissioners of residential care should ensure that care environments include activities
that are:
• structured and purposeful for autistic people
• designed to promote integration with the local community and use of local amenities
• clearly timetabled with daily, weekly and sequential programmes that promote choice and
autonomy.
Care environments should have:
• designated areas for different activities that provide visual cues about expected behaviour
• adaptations to the physical environment for people with hyper- and/or hypo-sensory
sensitivities
• inside and outside spaces where the person with autism can be alone (for example, if they are
over-stimulated).

2.4 Eligibility and Intelligence Quotient (IQ)
IQ is not a good measure of functioning ability and services must not be based on a person’s
IQ. Additionally, it should not be replaced by diagnosis led assessments / services. A profile
of differences, strengths and needs would be more helpful although, it does depend on the
purpose (and age). IQ may be a useful tool to determine appropriateness of individual service
provision, in these instances a cognitive assessment could be instrumental instead of an IQ
assessment.
Section 63 of the SSWBW Act and its associated regulations made under Part 3 of the Act
introduce assessment and eligibility criteria based on a comprehensive analysis of five
inter‑related elements to ensure that a local authority considers the person’s circumstances
in the round. This requires a local authority to:
• assess and have regard to the person’s circumstances
• have regard to their personal outcomes
• assess and have regard to any barriers to achieving those outcomes
• assess and have regard to any risks to the person or to other persons if those outcomes are
not achieved
• assess and have regard to the person’s strengths and capabilities.
For autistic children and their parents/carers eligibility for support should not be diagnosis
based. If practitioners identify health or social care needs support should be provided to enable
and promote independent living and for the individual to reach their potential.
For autistic adults who are unable to access advice or support from statutory services due to
eligibility exclusion, (and where the provision is not available elsewhere) the IAS will provide:
• diagnostic assessment
• post diagnostic information and support
• social learning programmes based on developing social interaction
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• structured and predictable training programmes based on behavioural principles focussed
on improving daily living skills
• support to access leisure activity programmes to reduce social isolation
• emotional awareness and regulation interventions, adjusted to the needs of autistic adults
• anti-victimisation interventions based on teaching decision-making and problem solving skills
• evidence based interventions for distressing behaviour based on behavioural principles
• access to national autism programmes which promote awareness and acceptance in the
community, for autistic adults at a local level
• information, advice, training and support to family and carers of autistic adults.

2.5 Assessment for Local Authority Care and Support
It is essential that social care assessors understand the needs of autistic people, so they are
able to provide the most appropriate advice and support to individuals, parents and carers.
All practitioners undertaking assessments must be suitably skilled, trained and qualified in
undertaking assessments. This requirement is set out in regulation 3 of the Care and Support
(Assessment) (Wales) Regulations 2015. Appropriate levels of qualification for undertaking these
activities include:
• either a registered social work or social care practitioner holding a professional qualification
at level 5 or above
• or a person holding a social care qualification at level 4 or above, which includes knowledge
and skills undertaking person centred assessment, under the supervision of a registered social
work or social care practitioner.
Additionally, to meet suitably skilled, practitioners should have appropriate understanding and
training in autism and related behaviour support.
Direct Payments
The purpose of direct payments is to give recipients control over their own life by providing
an alternative to social care services provided by a local authority. A financial payment gives
the autistic person flexibility to look beyond local authority service solutions for certain housing,
employment, education and leisure activities as well as for personal assistance to meet their
eligible individual assessed needs. This will help increase opportunities for autistic people to
be independent, have social inclusion and enhance their self-esteem. Local direct payment
schemes can facilitate this by building links with health, housing, education and other agencies.
Duty to make direct payments
Where a local authority is under a duty to meet a person’s needs for care and support
(under section 35, 37, 39, 40 or 42 of the SSWBW Act), or has decided to meet the needs of
a person for care and support (under section 36 or 38 of that Act), or support in relation to
a carer (under section 45 of the Act) and the conditions in section 50, 51 or 52 of the Act (as the
case may be) are met, the local authority must make direct payments towards the cost of
meeting that person’s needs for care and support.
Not all social care services are included in the direct payments legislation so wherever a person
is assessed as needing social care services, the authority should check whether there is a duty
to offer a direct payment in respect of that service.
32

Continuing care packages
Services provided as part of the package for autistic children and young people with continuing
care needs24 will be arranged by the local health boards, local authorities and their partners as
appropriate, enabling the autistic child or young person to function optimally within their family,
community, education or care setting. The key point is the autistic child or young person’s needs
should be at the heart of the process.
Provision of services should not be delayed by issues around who will pay for particular aspects
of those services and Welsh Government expects all parties to consider the use of pooled
budgets where possible.
Unmet needs
When assessing individual needs, unmet needs must be recorded for service development.
Where services are currently not available the practitioner should be considering how else to
support the autistic person and where appropriate their families and carers to meet their needs.
For children they tend to be around:
• early intervention therapies
• speech and language
• support / knowledge / information for parents.
For adults they tend to be around:
• independent living skills and
• housing related support as well as
• employment related support and
• opportunities to socialise.

2.6 Transition
Moving between different stages of life, such as school, college and work, is especially hard
if you find change difficult, as many autistic people do. Therefore, there is a real need to
ensure that an autistic child or young person’s move between and through services is as well
coordinated as possible and that the autistic person has a say in the process.
Rather than take a strict age bound approach, the system must respond to the autistic child
or young person’s individual needs. A child’s experience of growing older into adulthood is a
process, not an event, and may span a wide age range.
Local authorities and local health boards need to ensure that a well-structured, effective process
is in place to meet the integrated health and social care needs of autistic children, young people
and young adults, promote quality and safety, access, autonomy and efficient care for improved
outcomes.

24 https://gov.wales/sites/default/files/publications/2020-03/the-children-and-young-peoples-continuing-careguidance.pdf
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NICE guidance25 on transition should be read in line with Welsh Government guidance and used
by all health services and local health boards to help young people and their carers have a
better experience of transition and handover by improving the way it’s planned and carried out.
For local authority practitioners the transition from child to adult constitutes a significant change
in circumstances and so creates a right to a re-assessment of needs.
All transitions must be carefully planned in advance to ensure a seamless service. At present, due
to long waiting lists, young adults can transfer from neurodevelopmental services to the IAS from
the age of 17 years and 9 months, however most neurodevelopmental services will work with
a young adult for a period of time past their 18th birthday.

2.7 Carers assessment
Local authorities must ensure that there is a named individual whose function is to co-ordinate
and facilitate or carry out the assessment. There must be a written record of the assessment
and a copy given to the carer. If the assessment involves a meeting, it should be carried out in
a convenient and private place. Assessments can be over the phone or online but this should
only happen if the carer agrees. Some local authorities carry out a supported self-assessment.
This involves the carer filling in a self-assessment questionnaire, and then being contacted by
the local authority to discuss what has been submitted. In some areas, local organisations carry
out the assessments on behalf of the local authority but arrangements should still be made
through the local authority and an explanation offered to the carer regarding who will carry out
the assessment. In these instances it is essential that the local authorities ensure that the social
care assessors understand the needs of autistic people, so they are able to provide the most
appropriate advice and support to parents and carers.
Not all carers will need an assessment and this needs to be clear, especially to referrers. Carers
also need to be aware of the assessment and the services available and the eligibility to access.
Outcomes from assessments may not always include offering services but may mean signposting
for training26 or further information to offer support27 and increase confidence to undertake
the role.
If the autistic person receives an assessment in their own right and for their own needs the local
authority can combine the assessment of the carer so that they are linked and complementary
but this should only be done with the carer’s permission. The assessors must not assume that
the carer can and is able and willing to meet any caring needs.
Carers do not need to be providing ‘regular and substantial’ care to be entitled to a carer’s
needs assessment. Carers of all ages are able to receive a carer’s assessment.
The assessment should include offering information and advice, training, emotional support
or a short break28.

25
26
27
28

https://www.nice.org.uk/guidance/ng43
https://eur01.safelinks.protection.outlook.com/
https://eur01.safelinks.protection.outlook.com/
https://www.dewis.wales/Short-breaks-for-carers
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The assessment should disclose:
• what the outcomes are for the carer
• whether the carer is able and willing to continue in the caring role
• how the carer can balance caring with other aspects of day-to-day life
• whether the carer wishes to work or continue to work
• whether the carer wants to participate in education, training or leisure activities.
Sharing the caring role
The demands of modern life can mean that families often share the caring role.
All carers are entitled to a carer’s needs assessment even when there are multiple carers looking
after one person.

2.8 Accessing health care / passport to health – Once for Wales Health
Profile / reasonable adjustments
An appointment at the hospital, optician or dentist can be extremely stressful to an autistic
person. They may experience sensory overload29 and subsequently exhibit behaviour that can
be challenging30. It is important to involve parents/carers in all aspects of the patient’s care as
appropriate with the consent of autistic adults.
Health bodies must ensure that all hospitals departments irrespective of the clinical provision,
develop strategies and make reasonable adjustments.
Where possible a practitioner with relevant experience of autism should be involved. If this is
not possible the practitioner should seek assistance from specialists with appropriate expertise,
but this should not be allowed to delay action that is immediately necessary.
Suggested strategies to adopt in primary, secondary and tertiary clinical areas:
Appointments
If possible:
• provide information / visual support31 in advance regarding accessibility and environment
• arrange an informal trip prior to actual treatment
• appropriately trained meet and greet staff at hospital entrance
• involve the health professional at these times so that the autistic person can get to know them,
their room and any equipment, a special chair or eye glasses
• allow the person to watch while a sibling or other family member is being treated
• information from the patient’s carer will help to inform the approach
• it may be helpful to book a double appointment to accommodate the patient’s additional
needs and ensure that you are not rushed

29 https://www.autism.org.uk/professionals/health-workers/guidance.aspx
30 https://www.autism.org.uk/about/behaviour/challenging-behaviour.aspx
31 https://www.autism.org.uk/advice-and-guidance/topics/communication/communication-tools/visual-supports
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• try to give the patient the first or last appointment of the day. Autistic people find waiting
around for an appointment extremely stressful
• if possible, find a small side room the family can wait in, alternatively, they may prefer to wait
outside or in the car and a member of staff should be identified to collect them when the
health professional is ready
• if the appointment is likely to be delayed, the family may wish to leave the building completely
and return at a later agreed time.
NEWS (National early Warning Score) charts
Wales was the first country to adopt NEWS and it is used across the nation – hospital wards,
Accident and Emergency, Welsh Ambulance Service etc. It provides frontline clinical teams with
a standardised approach to deteriorating patients, meaning life-threatening conditions like
sepsis are spotted earlier and stopped more quickly. Observations carried out and recorded
on NEWS chart.
There are two key reasons for delays in the provision of healthcare for people with learning
disabilities / autism:
• delays in recognising acute deterioration of health in a person
• a failure to recognise, escalate and respond appropriately which can cause preventable harm.
To mitigate these it was identified that:
• reasonable adjustments needed to be made, allowing effective use of NEWS and
• reasonable adjustments needed to be made to improve patient safety and the delivery
of basic care for all patients irrespective of any disabilities.
The RRAILS (Rapid Response to Acute Illness Learning Set) steering group recommended that
NEWS charts should offer clear direction in relation to reasonable adjustments. Every NEWS
chart in Wales now has the following wording:
“Concern about patient or difficulty obtaining any single parameter should lead to escalation
regardless of score”.
This means that whenever there is a difficulty obtaining any information such as pain score,
blood pressure or temperature the patient should be identified as a priority.
Once for Wales Health profile Communication Passport32
The passport is designed to help autistic patients to communicate their needs to doctors, nurses
and other healthcare professionals. When attending for a health appointment or when admitted
to hospital for treatment, arrangements should be made for the passport33 to be brought with
the patient and given to the practitioner responsible for the patients care. The passport should
be kept with the patient’s notes at all times.

32 http://improvementcymru.net/health-profile
33 https://www.autism.org.uk/about/health/hospital-passport.aspx
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There is also an electronic mobile phone and tablet app which improves information sharing and
support for children and young people with autism. ‘The About Me’ app aims to put the child
at the centre of clinical practice. The mobile app, currently available on the Android platform,
contains key information about a person with autism including a profile of their needs and
strengths, a progress tracker of the assessment process and information about support services
available. It can be downloaded free of charge from the Google Play Store, search for ‘About Me
(autism passport)’.
111 First– accessing urgent care
111 First models are being implemented locally by health boards to ensure patients with urgent
care needs are signposted to the right place, first time to enable improved clinical outcomes,
experience and value. The 111 phone number, website and online symptom checker will be
the contact points for the public to access urgent care. The models will enable people to:
• be signposted to community services
• advised to self-care
• for those who do need further advice or care; to be booked into an arrival time ‘slot’ at a:
» Minor Injuries Unit
» Urgent Primary Care Centre, or an
» Emergency Department.
Local models are being rolled out through a phased approach ahead of winter 2021/2022.
For people who may have difficulties communicating over the phone, local models will include:
• textphone
• video relay services
• access to BSL interpreters
• language lines.
Medical procedures and physical examinations
Practitioners should:
• always explain before starting any procedure or examination
• show a picture of what is going to happen or use a doll (if appropriate) to explain the
procedure
• physical examinations may prove very stressful to an autistic patient and it is essential to warn
them before touching them
• always explain what you are doing and why
• enlist the parent/carers help wherever possible, especially if the patient is non-verbal or uses
an alternative communication method or aid.
Language
• Use clear simple language with short sentences.
• Avoid using idioms, irony, metaphors and words with double meanings, for example “It’s
raining cats and dogs out there”.
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• Give direct requests, for example “please stand up.” If you say, “can you stand up?” this may
result in the person staying seated or the answer “yes”, as they may not understand you are
asking them to do something.
• Check understanding – some autistic people speak clearly but do not always have clear
understanding.
• Avoid using body language, gestures or facial expressions without verbal instructions –
they may not be understood.
• Ask for all information – an autistic person may not volunteer vital information without
being asked directly.
Response by patient
• There may not be eye contact especially if the patient is distressed – this does not mean they
are not listening.
• Allow the patient extra time to process what’s been said.
• Don’t assume that a non-verbal patient does not understand what is being said.
• Autistic people find it difficult to understand another perspective but may expect others
to know what they are thinking.
• They may not understand personal space – they may invade other, or may want their own.
Sensory stimuli
• Some autistic people are extremely sensitive to light and can discern the flashing of fluorescent
lights.
• Pen lights can trigger seizures in susceptible individuals. Seizures occur in 20-30%34 of autistic
people.
• The hustle and bustle of an A&E department, emergency lights and machines that emit
high‑pitched ‘whistle’ sounds can be agonising to autistic people.
• At the dentist, the noise of the drill and even the feel of cold instruments in the mouth can
all contribute to sensory overload. The strong taste of mouthwash or paste can also be
problematic. Similarly, the equipment used by the optician, such as the heavy eye glasses,
can be difficult for the patient to cope with.
• Where some autistic patient may withdraw (they might, for example, put their fingers in their
ears, close their eyes) others ‘stim’ (self-stimulate). This means they make motions such as
flapping hands, rocking or flicking fingers in order to stimulate sensation or to deal with stress.
This kind of behaviour may also be calming to the individual, or aid balance and posture,
so do not try and stop it unless absolutely essential.

34 http://journals.sagepub.com/doi/abs/10.1177/08830738050200030601
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Pain
• Autistic people can have a very high pain threshold. Even if the person does not appear to
be in pain, they may, for example, have broken a bone. They may show an unusual response
to pain that could include laughter, humming, singing and removal of clothing.
• Agitation and behaviour may be the only clues that the child or adult is in pain.
• Use of pain symbols may assist.
Injections/blood tests
• Use pictures or a doll to demonstrate what is going to happen, explain which part of the body
you are going to inject.
• Autistic people can be either under or over sensitive to pain so that some may feel the pain
acutely and be very distressed whereas others may not appear to react at all.
• It is advisable to assume that the patient will feel the pain and use a local anaesthetic cream
to numb the site of injection.
Paramedics
Sensory issues are particularly pertinent for the paramedic:
• the sound of a siren can be excruciatingly painful to autistic people, turn it off if at all possible
• some autistic people can be terrified by the restraints used to strap people to a stretcher.
They may become extremely agitated. Try and explain why you are strapping or get their
parent/carer to explain.
Accident and emergency
A&E is a very stressful experience for anybody, but for an autistic patient, it can be totally
overwhelming. Not only is it a strange place, and often apparently chaotic, but the sensory
experience of bright lights, bleeping monitors and other equipment can completely overload
their system causing a ‘meltdown’35, withdrawal, or challenging behaviour36:
• allow the parent or carer to take control, as they will know the best way to support the patient
• allow relatives/carers to stay if possible and with the consent of the patient if there is capacity.
This can help reassure the patient, and will also allow the relatives/carers to give valuable
information about the patient and their behaviour
• inform the triage nurse that the patient is autistic so that they can be given a higher priority
than would be normal. This is to minimise the time the patient has to wait
• allow the patient and carers to use the relatives room if it is free
• try to limit the number of staff caring for the patient. Predictability will help them understand
what is happening to them and to identify the roles of care providers
• allocate a key person to the patient if possible.

35 https://www.autism.org.uk/about/behaviour/meltdowns.aspx
36 https://www.autism.org.uk/about/behaviour/challenging-behaviour.aspx
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Dentistry
Autistic people should be cared for by dentists and dental teams who can demonstrate
appropriate skills and experience (specialist experience when required) and who work in
accessible, appropriate and safe environments. Their care may need additional clinical and
management resources/ support and local health boards should be sensitive to the additional
time and training needed to provide safe and effective care for people with different needs.
The Community Dental Service (CDS) has experience and developed skills, particularly in the
fields of Special Care Dentistry (SCD) and Paediatric Dentistry (PDS) to take a lead role in caring
for the most vulnerable people, including autistic children, younger adults and adults, working
in partnership with General Dental Services (GDS) health care professionals and a wide range
of other agencies. Consultants and specialists with advanced training and extended skills
have been appointed in some areas of Wales. They are able to provide and support delivery of
highly specialised care in community settings and the Welsh Government would like to see local
health boards maintain the momentum in planning service delivery to include consultants and
specialists in SCD and PDS. Where there is demonstrated need, specialists/consultants in other
dental disciplines may also be located in the CDS to promote close working with colleagues
in GDS and PDS teams to improve the quality of care provided and increase access to care
including other parts of the NHS, the third sector, education and social services.

2.9 Support within secure estates
Prisons, approved premises, bail accommodation and youth detention centres
The secure estate is defined as an establishment which accommodates children, young people
or adults where there is a restriction on liberty.
The SSWBW Act sets out the local authority duties under the act for:
• adults with care and support needs in prison, approved premises and bail accommodation,
including those over the age of 18 in youth detention centres
• children with care and support needs in youth detention, prison, approved premises or bail
accommodation in England and Wales.
Assessing need and undertaking assessments
• The local authority is responsible for the assessment of all adults in custody in their area,
who appear to have eligible needs regardless of the area the individual ordinarily resides or
they will be released to. Prison authorities should alert the local authority that an individual
appears to have an eligible need.
• Assessments should be carried out following the same procedure and criteria as if they
lived in the community. However, there may be some need to adapt delivery of assessment
arrangements to comply with the restrictions of the estate regime. In addition, the fluctuating
needs of an individual in custody may require assessments or reviews to be carried out at
different times during their detention or when transferring between establishments.
• Staff undertaking the assessment should have their autism training needs assessed and have
access to training which meets these needs so they are able to assist autistic people and
adapt their practice where required.
• Where prisoners are transferring across local authority areas, the relevant authorities should
liaise closely together to ensure continuity of services where care and support plans are
already in place.
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In the case of children the responsibility for care and support needs rests with the local authority
where the child was ordinarily resident prior to being in custody. If the child has no known
ordinary residence status, responsibility for their care and support falls on the local authority
where the child is detained.
Where a local authority has established that an individual has been receiving care and support
before entering the secure estate they will need to re-assess how their care and support needs
can be met within the secure estate setting.
If an individual refuses an assessment the requirement for the local authority to undertake an
assessment does not apply, except in circumstances where the individual is deemed to not have
capacity. Local Authorities should make a best interest decision under the Mental Capacity Act
for assessment and input and refer to an independent Mental Capacity Advocate.
Referrals
Referrals can be made by the individual or a member of staff to social care or medical staff
at the prison, this can occur at any time during the sentence.
Determining eligibility
The model of eligibility under SSWBW Act confers the eligibility on the individual need not on the
person. For individuals in the secure estate the eligibility of need is the same as for those in the
community. Where a person has been detained under a relevant provision of the Mental Health
Act 1983, section 117 of that Act comes into effect for their mental health needs, responsibility will
remain with the originating local authority area.
Care and support planning
Care and support plans for individuals detained within the secure estate are subject to the same
review process as all other plans and should be reviewed each time an individual enters custody
or is released into the community. Staff involved in preparing a care and support plan should
have their autism training needs assessed and have access to training which meets these needs
so they are able to assist autistic people and adapt their practice where required. The SSWBW
Act encourages the use of co-production to prepare care and support plans.
Charging and assessing financial resource
Individuals detained within the secure estate will be financially assessed in the same way as
any other citizen.
Provision of equipment
Where specialist equipment is required it is the responsibility of the local authority where the
person is detained to provide it.
Continuity of care
Individuals who are detained within the secure estate should receive continuity of care when
they are transferred to another secure setting or are released into the community. The local
health board (or prison health staff in private prisons), local authority and prison staff should
ensure there is communication between parties to facilitate continuity of care.
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People leaving prison
The social worker, health staff (where indicated) and probation officer will work together to plan
for the individuals release and provide input to a resettlement plan.
Partnership and governance
Local authorities should work in partnership with all relevant agencies to deliver safe and
effective care. A representative should attend the Prison Partnership Board.
Safeguarding
Safeguarding boards under the SSWBW Act are in place to protect adults who have care and
support needs and are experiencing or are at risk of abuse or neglect and to prevent such
individuals from becoming at risk of abuse or neglect. Children’s safeguarding boards have
a similar purpose to protect children who are experiencing, at risk of, abuse, neglect or other
kinds of harm and to prevent children from experiencing or at risk of abuse, neglect and other
kinds of harm.
Local health boards, NHS Trusts and local authorities are statutory partners on adult and
children’s safeguarding boards under section 134(2) of the SSWBW Act. Prison Governors are
not a specified board member but where there is a prison within the boundaries of the board
it would be helpful to invite the governor or a representative to sit on the board. Safeguarding
boards may take an interest in the safeguarding work undertaken in the prison and provide
advice and assistance on how safeguarding concerns are managed.
Safeguarding Adults
In line with instructions issued by NOMS (Prison Service Instruction 16/2016), now known
as HMPPS, prison governors must put in place processes to ensure that prisoners receive a level
of protection equivalent to that provided to adults in the community.
Safeguarding children
In 2002, the High Court ruled that duties placed on local authorities by the Children Act 1989
to provide an appropriate range of services for children in need also applied to children
detained in the secure estate. The court also ruled that the Human Rights Act 1998 applied to
children in custodial facilities. Whilst, the relevant provisions of the Children Act 1989 no longer
apply in relation to Wales, Part 11 of the SSWBW Act applies relevant provisions of that Act to
children and young persons detained within the secure estate.
Local authorities in Wales are required to visit any child who is ordinarily resident in their
respective area who are detained in the secure estate, this includes children who are being
detained in accommodation in England. The visit should be used to ensure the child’s welfare
is adequately safeguarded and to make arrangements for future visits and contacts and that
the child will be safeguarded following their release.
Transition
When a child detained within the secure estate reaches 18 they are legally regarded as an adult.
Generally there is no obligation upon the home local authority after the child reaches 18 unless
the same local authority would be responsible as a result of the adult being transferred into
their area. However local authorities must continue to meet their relevant duties in under Part
6 of the SSWBW Act in relation to children and young people who were formerly looked after
(care leavers) by that authority for the period they are detained.
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Care leavers
Where a young person is entitled to care and support services as a care leaver, their status
remains unchanged whilst they are in custody. The local authority responsible for the care leaver
prior to their detention will retain responsibility upon their release.
Information, advice and assistance
The local authority should work closely with HMPPS and prison staff to design and deliver an
IAA service which can be appropriately accessed by individuals within the secure estate.
Memorandum of Understanding
A memorandum of understanding must be agreed between the local authority, HMPPS, youth
justice boards and the secure estate facility, setting out how care and support services will
be delivered.
Advocacy
Where individuals need additional support to ensure they understand their needs, the services
available to them and how to access these services, advocacy must be made available to ensure
individuals can participate in the decision making process. Advocacy for people within the
secure estate must be delivered in the same way as it would be for those in the community.
Complaints and appeals
People detained in the secure estate are able to make a complaint about assessment and
provision of relevant services. Details on how to make a complaint should be made available.

2.10 Mental health services for autistic children, young people and adults
The definition of mental disorder within the Mental Health (Wales) Measure 2010, covers the
full range of ASCs including those existing alongside a learning disability or other mental health
problem. It is possible, but rare, for an autistic person to meet the conditions for treatment
under the Measure without having any other form of mental disorder.
ASC disorders are developmental difficulties and not mental illnesses in themselves. However,
people with an ASC may have additional or related problems which frequently include anxiety
or depression. It should be borne in mind that people with ASC may also have co-occurring
mental health conditions.
Compulsory treatment in a hospital setting is rarely likely to be helpful for a person with ASC,
who may be very distressed by even minor changes in routine and is likely to find detention
in hospital anxiety provoking. Wherever possible, less restrictive alternative ways of providing
support, should be found and provided by staff who have the appropriate skills.
Therefore, autistic people should only be detained in mental health facilities if there is a
co‑occurring mental health need. When this occurs a practitioner with relevant experience of
autism should be involved where at all practicable. If this is not possible practitioners should
seek assistance from specialists with appropriate expertise from neighbouring local health
boards but this should not be allowed to delay action that is immediately necessary.

43

Care and treatment
Generally, this includes:
• ensuring that if the assessors have only limited expertise with this patient group, they
seek advice from the local specialist service who should provide details of alternatives to
compulsory treatment and advice on good communication. This however should not be
allowed to delay action which is considered immediately necessary
• understanding that an autistic person may have additional sensory and motor difficulties,
which make them behave unusually and which could be interpreted as a mental illness but is
in fact a coping mechanism
• they may have sensitivity to light, sound, touch or balance, possibly resulting in a range of
regulatory behaviours, including rocking, self-injury and avoidance (such as running away)
• there can also be a repetitive element to behaviour where someone appears to be choosing
to act in a particular way, but their behaviour may distress themselves and may be driven or
made worse by anxiety and could lead to harm of self or others. Repetitive behaviour in itself
does not constitute a mental disorder
• an autistic person may show a marked difference between their intellectual and their
emotional development. They may be able to discuss an action intellectually and express
a desire not to do it, but not have the instinctive social empathy to keep to their intentions
• therapeutic teams should try to help the person to understand their behaviour and work with
them to minimise it. When the person is unable to prevent themselves from causing severe
harm to themselves or others, detention under the Act may become necessary
• autistic people with social and communication disorders can also become mentally ill and
this mental illness may need compulsory treatment. When someone is brought to hospital
under compulsion, they should be placed in a setting which can accommodate their social
and communication needs as well as treat the mental disorder
• it is important that consideration is given as soon as possible to whether the person with
social and communication disorders is eligible as a ’qualifying patient’ to support from an
independent mental health advocate.
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Example
1. Admission assessments should contain the following additional information for an
autistic patient:
• mode of communication – verbal, PECS, Makaton, BSL, non-verbal
• sensory difficulties – noise, light, touch, taste, smell
• repetitive routines – personal care routine, need to pace, jump (rebound therapy),
food presentation
• any relevant information from family/carer/significant other.
2. Have things in place:
• Some people with ASC take longer to process information and answer questions:
you will need to leave enough time to allow them to respond. This might mean
leaving extra time for consultation – especially for topics that might require a more
lengthy discussion (providing accessible written information and allowing for written
answers might be good practice). Find out what time works best for them. It’s really
important to get their input on timescales.
• Have a regular venue time and date for meeting is important as most people with
ASC like and need routine. Give plenty of warning if there are changes.
• Create supportive social environments that meet their sensory needs. Noise, lighting
and constant change to physical space can increase anxiety for people with ASC.
It’s important to be mindful of sensory need and how the environment may impact that.
• Try to find and hold a social group or 1:1 meetings in a room/space with low lighting or
ideally no fluorescent lighting, with a private area for quiet withdrawal. Rooms are not
always easy to control but if there are fluorescent lights try not to switch all of them
on. Lamps can sometimes be better than overhead lighting. To manage changes to the
environment, try to inform of changes in advance.

2.11 Services for autistic people with co-occurring conditions
Autism is often diagnosed alongside other conditions. It is important to support people with
more than one condition in a way that meets all their needs, while understanding that the needs
arising from autism are distinct.
Both neurodevelopmental and adult pathways currently include further investigations for
diagnosis of co-occurring conditions. These referrals should not delay any support interventions
that are immediately necessary.
Support can often be through advice on making environmental and emotional modifications.
Self-help groups, third sector organisation and charities or local activity groups can be sources
of assistance.
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Example
• The parents of an autistic child who may also be displaying symptoms of ADHD should
receive information and support in behaviour management / modification techniques
whilst awaiting further assessment.
• An autistic person who is displaying symptoms of severe anxiety should be offered
support to develop coping strategies whilst awaiting further assessment.
• Professionals must be aware of sensory processing differences between eating
disorders and autistic profiles ie sensitivity to tastes and textures.

Local health boards need to ensure that all health pathways are designed to ensure that autistic
people have access to a practitioner with relevant experience of autism where at all practicable.
If this is not possible practitioners should seek assistance from specialists with appropriate
expertise from neighbouring local health boards but this should not be allowed to delay action
that is immediately necessary.
Local health boards and local authorities already have partnership arrangements in place in
relation to mental health services and services for people with substance misuse issues which
should include adjustments for autistic people. There are also national partnership boards in
place for both of these services.
The Regional Partnership Boards should consider what additional or alternative arrangements
may be required to integrate services for co-occurring conditions to improve outcomes
for autistic people and/or make more effective use of resources. This should also include
consideration of what arrangements would be more effective at a national, rather than regional
or local level.
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Section 3
Arrangements for
Awareness Raising
and Training on Autism

47

This section describes the arrangements for:
3.1

Promoting Equality and Inclusion

3.2

Raising awareness of autism in the community

3.3

Workforce learning and development

3.4

Primary Care Health services

3.6

Social Care services

3.7

Educational Establishments

3.1 Promoting Equality and Inclusion
Health Inequalities
People with autism can experience health inequalities compared with other people, in accessing
health care and services. The causes of these inequalities are complex and multiple, and we
need a better understanding of the health, lifespan, health care and health inequalities of
autistic people to improve equality and access to services.

Example
A local service may not have the expertise to carry out a complex autism assessment
and an individual may need to be referred to a more specialist team. If there is not a
specialist autism team near their homes, and the individual has difficulty travelling long
distances (because of the financial cost or other reasons), support may be needed from
health or the local authority to help them access the service.

Good health depends on much more than the provision of good health services. The way a
society is organised; it’s economic prosperity; a person’s early life chances; their education and
employment opportunities; community support and cohesion; the food we eat; the homes in
which we live and many more factors impact on health and health inequalities.
Therefore, offering a holistic assessment to an autistic person is a proactive duty for local
authorities and local health boards. Because many autistic people might have complex health
and social care issues, assessments must ensure that any underlying support needs related to a
person’s autism are considered to ensure that people’s wellbeing is reflected in any assessment.
Autistic people can sometimes find assessments perplexing. While this in part relates to the
nature of autism, many carers also find assessment processes confusing, so the issue is one that
services should address. People have the right to independent advocacy if they need someone
to help them have their say about their care needs, though this role might be carried out by a
family member or friend. Assessments need to be carried out in a way that is appropriate for the
person being assessed.
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Example
Successful assessment
Preparing in advance and flexibility towards the autistic person may help the
assessment capture the right information, and the assessment must be proportionate
to the complex nature of autism. If you are conducting an assessment with an autistic
person:
• be clear about your role from the start
• consider sending a photograph of yourself in advance
• accept that you may need more than one or two meetings; autistic people can often
only manage short conversations
• be flexible about how information is recorded; use formats that the autistic person can
understand
• find out what would help the person feel in control of the meeting
• where appropriate, find out from the person’s family or carers how they best
communicate
• read about the person on their file, without fixing your views on the basis of what you
learn there
• ensure that you are punctual as lateness can cause anxiety
• focus on the person’s strengths and achievements.
You might also want to ask yourself:
• Does the person have special interests I could use to foster a good relationship?
• Does the person have sensory sensitivities; should I, for example, not wear perfume
or aftershave?
• Are there things that might trigger anxiety for the person?
• Do I have to do the assessment face to face, or could it be done by email, for example?
• Can I send the assessment questions in advance so the person can prepare their
responses?
• Does the person need extra time to answer questions?
• Have I been asking them questions while asking them to read something or fill out
a form?
• Does the person want a friend, family member or advocate with them?
• Is there a time of day that would suit the person well?
• Would the person prefer to be assessed while walking, for example, so that eye contact
need not be made so often?
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Example cont’d
There are also a number of issues, often connected to autism, which an assessor should
consider:
• sensory issues, both in the room at the time, but also as a factor in determining need
• other specific learning difficulties or conditions, such as dyslexia or attention deficit
hyperactivity disorder
• sleep issues – many people with autism have disrupted sleep patterns, which can be
difficult for them and their carers
• dietary restrictions.
Consider too whether the person with autism is also a parent or carer and, if so, how
their autism affects how they care for the other person.

NICE have developed a new indicator which is part of the NICE menu of indicators37 for General
Practice to encourage practices to record the diagnosis using appropriate clinical codes and
to proactively seek to understand the reasonable adjustments needed by these people in order
to access services. This helps assist autistic people to access primary care services. To date
Welsh General practices do not record the diagnosis of autism using clinical codes.

Example
A GP practice has placed a flag on the name of an autistic child to offer information to
the receptionist when a parent telephones the surgery. The receptionist will know:
• which GP has best knowledge and experience of the child and is first choice if available
• to try and accommodate appointments first in the morning or first after lunch
• when surgery is running late, the child and parent can be directed to a quiet waiting
area
• with the patient (or parents) permission this information can be shared with any
referrals to other services.
Wearing the hidden disabilities Sunflower lanyard discreetly indicates to people around
the wearer including staff, colleagues and health and social care professionals that
they may need additional support, help or a little more time.

37 https://www.nice.org.uk/standards-and-indicators
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Example cont’d
The Orange Wallet Scheme38 is a communication tool, which can be used by people
who sometimes find difficulty communicating their needs to staff when using public
transport. The wallet contains space for the user to insert written and/or visual prompts
to show staff. Staff in public transport services across Wales are trained to recognise
the wallet and know to be patient and provide appropriate help. The wallet will be
recognised by staff across all Arriva Train Wales lines and by major local bus services
including First Cymru, Stagecoach, Cardiff Bus, Newport Bus and Arriva Bus.
The Welsh Government operate two bus schemes:
1 – Mandatory Concessionary Bus Fare (free bus travel):
• in April 2002 the Welsh Government introduced a mandatory free bus travel scheme
for older or disabled persons including autistic people
• currently, this scheme is open to anyone residing in Wales who is aged 60 or over or
who demonstrates one or more of seven disability criteria detailed in legislation
• there is no age limit for those applying for a disabled free bus pass
• those qualifying for a disabled pass are, where a companion is required for bus travel,
able to apply to their local authority for a single companion travel pass to additionally
allow that person free travel: when accompanying the pass holder.
2 – Young Persons Discount Bus Scheme (Mytravelpass) (one third off) for travel
within Wales and these are detailed below:
• in September 2015 the Welsh Government introduced a voluntary discounted (one-third
discounts of the equivalent adult fare) bus fare scheme for 16 to 21 year olds resident
in Wales – “MyTravelPass”
• apart from residency, the eligibility criteria is solely age based: 16 to 21 years old
(i.e. to their 22nd birthday).
In the absence of necessary legislation, the scheme is voluntary on the part of bus
operators.

38 https://www.asdinfowales.co.uk/resource/04456--Orange-Wallet-Fold.pdf
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Case Study: 5
C was diagnosed by the Integrated Autism Service (IAS) in 2018. At the time he felt he
needed time to process his diagnosis, and made further contact with the service in 2019.
He self-referred to undertake the Post Diagnostic Course (PDC) which he completed in
October 2019. Following the course, C felt that he may need some support around his
confidence, in particular in relation to having some issues at work that he felt he could
not challenge.
In December 2019, the IAS made a visit to C to explore these issues further. They
advised C to make notes of his priorities that needed to be addressed, and making
consideration to what he had learned from the PDC in relation to addressing his sensory
needs. C’s employer initially told him he would have a lengthy wait for a full needs
assessment but when C provided his list of issues and solutions to his employer, he was
then assessed within a few days.
C has since had a height adjustable desk, a chair with lumbar support, a change to
lighting, agreed use of headphones at times if needed, and access to a break out area
in times of stress. All of this has meant C now looks forward to going to work.
C also reported that since doing the PDC on which he made friends, he has a life
outside of his immediate family, which has given him a greater sense of purpose and
wellbeing.

Employment
Employers39 may not realise that autistic people can be highly skilled and qualified, and may
be extremely employable40. Many are able to sustain employment41 and some are very high
achievers, holding senior positions in large companies.
Sometimes these roles are related to their special interests, where the individual may have spent
many hours over many years researching, learning and engaging in activities relating to their
specific areas of interest and therefore have an astounding wealth of knowledge in that area.
Other autistic people have great attention to detail and excel at roles requiring this skill, others
are able to sustain attention on repetitive tasks for long periods of time and would be an asset
in roles requiring sustained concentration.
Whilst some autistic people may need adaptations in the work place such as considering the
lighting or noise, often small adjustments such as providing clear explanations and setting clear
tasks and work plans or are all it takes.

39 https://eur01.safelinks.protection.outlook.com/
40
https://eur01.safelinks.protection.outlook.com/
41 https://autismwales.org/en/employment/
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3.2 Raising awareness of autism in the community
There is a welcome increase in awareness of autism in the community and many more
practitioners now understand the need to adapt their practice to meet the specific needs
of autistic people. The National Autism Team, has been very successful in raising awareness
of autism in the community and this work is being developed at pace with a specific aim of
involving autistic people in the development and dissemination of resources.
Both the National Autism Team and The National Autistic Society have Autism Friendly Awards
which champions premises such as businesses and public spaces that commit to making
sure that autistic visitors receive the same warm welcome as everybody else. Across Wales,
businesses, venues and tourist attractions have been taking dedicated steps to make themselves
more autism-friendly and help create a society that works for autistic people.
Equally, there are national and regional third sector organisations, charities and individuals
who undertake similar work in raising awareness.

Example
a. Services who have tele advertising in waiting rooms could link into national campaigns
and information sites.
b. Services can become Autism Aware Organisations and raise awareness through
displaying signage in public places. This accreditation will also be displayed on the
Autism Wales website to raise public awareness of autism friendly organisations.

Case Study: 6
The Can You See Me programme provides resources including information explaining
the experience of autistic people and the adaptations which can be put in place to
provide assistance. asdinfowales.co.uk/can-you-see-me

Case Study: 7
Wrexham AFC were awarded the Autism Friendly Award, after working closely with the
National Autistic Society Cymru’s Wrexham branch to understand how they could make
the match day experience more accessible for autistic people and families in the area.
The club have made a series of small but important changes, such as a making a
quiet room available, taking food and drink orders from the seats to avoid the busy
concourse and providing some sensory equipment and ear defenders. These have
meant that match days have become far more inclusive and can now be enjoyed by
many autistic supporters for whom watching their team might be otherwise impossible.
www.autism.org.uk/autismfriendly.
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DEWIS Cymru is a national well-being directory developed, owned and resourced by local
government in Wales. It shares information with the third sector’s directory “Infoengine” and
NHS Direct Wales’ directory of health services to provide a shared directory of local and national
services. The creation of this shared directory is significant to autistic people as it can help the
public and frontline staff to identify and connect with the right care, support or opportunity, from
the right service, organisation or person, at the right time.
A Health and Well-being Wales app provides off-line access to all the resources within the
shared directory, ensuring access to accurate and up-to-date information regardless of mobile
connectivity. Providing the app to frontline staff such as community connectors, GPs, blue light
services, health visitors, housing officers and hospital discharge teams, will enable them to have
immediate access to local, regional and national resources.42
Social prescribing
Those who could benefit from social prescribing schemes include people with mild or long-term
mental health problems, vulnerable groups, autistic people, people who are socially isolated,
and those who frequently attend either primary or secondary health care:
• social prescribing, sometimes referred to as community referral, is a means of enabling GPs,
nurses and other primary care professionals to refer people, including autistic people,
to a range of local, non-clinical services
• in addition to supporting individuals to take greater control of their own health, social
prescribing schemes may also lead to a reduction in the use of NHS services
• social prescribing is designed to support people with a wide range of social, emotional
or practical needs, and many schemes are focussed on improving mental health and
physical well-being.

42 http://www.dewis.wales/
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3.3 Workforce learning and development
Statutory bodies will be expected to undertake autism training needs analysis for their staff,
tailored to their professional needs.

Does this role have specific
and specialist responsibilities
in assessment, planning care
/ services for autistic people?

External training/CPD
specific role (Exempt from
mandatory training)

Does this role involve
particular or extended
contact with autistic people?

Bespoke training to be
arranged and knowledge
must be refreshed annually

Is the role involved with
planning programmes for
autistic people?

Does the role involve
infrequent contact with
autistic people but would
require understanding of
specific needs?

Level 2 training.
Should be updated every
3 years

Does the role involve
recruitment/human resources?

Is the role at board level?

Throughout the course of the
role will the post holder have
some contact with autistic
people (Face to face or
otherwise)

Level 1 Awareness
training. Possible
ELearning. Completed
every 3 years

It will be the responsibility of managers to evaluate the different roles within their department
and determine the level of training appropriate to the role. It is recommended that this should be
done at the recruitment stage to determine the level of autism training that is appropriate to the
role and to feed this into individual development plans.
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Example
Individual assessment tool:
Autism Aware
• I am likely to work in a public facing role but would only recognise if someone had
autism if I was made aware.
Autism Informed
• I am likely to work in a role where, as part of my day to day work, individuals may
present with possible features of autism although I may not be aware of it.
• I may come across individuals with autism in my day to day work and may need to be
able to identify when someone’s responses or behaviours appear unusual and to adapt
my own behaviour.
Autism Skilled
• I work in a service where I may come across individuals with autism. My work may focus
on specific aspects of the person, but I need to be able to identify possible autism to
be able to adjust my practice.
• I need to be aware of autism in order to adapt my practice and to refer on if I am
unsure or need clarification on diagnosis, the person’s support, management or
intervention.
Autism Enhanced
• As part of my role I may participate in team diagnostic assessments or conduct initial
screening of assessment of individuals in my service for referrals to specialist service for
differential diagnosis or 2nd opinion.
• I am likely to work in a team where, as part of my daily work, individuals are likely to
present with possible features of autism.
• In my regular management and interventions, I may need to consider that someone has
autism and conduct initial screening and assessment so as to adapt my practice.
• If it is a complex case, I may need to refer to a specialist services for a full assessment
or obtain specialist supervision in my assessment.
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Training plans
There must be minimum training standards for all staff in organisations. This training should
include foundation training around understanding autism, behaviour management and
communication. More detailed training, specific to specialisms must be offered to practitioners
working directly with autistic people.
At present training in autism is not mandatory in Wales. Health colleagues in England have
already agreed to mandate. As of February 2021 Wales have yet to decide.
However, equality training includes reasonable adjustments for people with identified needs and
this includes autistic people.
Teacher Training
Provision within the Additional Learning Needs and Education Tribunal (Wales) Act 2018 (ALN)
will support training for teachers in neurodevelopmental conditions and although not specifically
for autism there are developments in ITT training regarding the wellbeing of learners. As many
autistic children do not meet the ALN threshold but still have emotional and psychological needs
which impact their school experience the Whole School Approach embraces individual tailored
support. Positive relationships between school staff and pupils are at the heart of ensuring
a whole-school approach to emotional and mental well-being. However this is only possible if
staff have the confidence and time to actively listen to children and young people and respond
appropriately even to challenging or concerning topics and behaviour. Staff need appropriate
training for this and the space to put it into practice.
Teachers should be given opportunities and time to access training on children and young
people’s well-being. Some teachers may also wish to develop a greater knowledge and
professional understanding of more specific issues such as autism and should have access to
a range of resources and additional training43 to do so. Such professional learning opportunities
will also support the implementation and adherence to the new national curriculum.
Understanding and having a knowledge of the emotional and mental well-being of learners
as well as a need to recognise individual learner needs is a core part of the new programmes
in Initial Teacher Education (ITE). To support this and as part of our commitment to support
a consistent whole-school approach across Wales, the Welsh Government is working with
partners to develop training modules44 on child development, emotional and mental well-being,
neurodevelopment and pedagogy, and others that would be available to teachers from Initial
Teacher Training, through Newly Qualified Teachers and as part of continuous professional
development.
However, rather than limiting emotional and mental well-being training to teachers, it is
important that appropriate training resources are available for all school-based staff who work
directly with children and young people. They should be given time to allow them to support
learners and staff, working as part of multidisciplinary teams to provide consultation, liaison and
advice where appropriate. Joint training, to foster a greater understanding of the different roles
members of staff have and to build relationships, should also be considered.
Schools should ensure staff have access to refresher training, which could be run by well-being
co-ordinators on a train-the-trainer basis.

43 https://hwb.gov.wales/
44 https://hwb.gov.wales/
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Work Based Learning (WBL) guides
There are two guides that were co-produced with Autism Leads across Wales, the National
Training Federation for Wales, ACT Training and autistic people. One new guide is designed to
help work-based training providers to support autistic people. The other is aimed at the autistic
learner to assist them in successfully completing their work-based learning journey.
The resource pack form part of the Working with Autism scheme. The pack contains useful
advice, information, hints and tips for training providers to help create autism friendly
environments for learners in the workplace, ranging from sensory and communication
considerations, to task management and supporting learners with their work.
The learner pack contains information and advice on how to choose the right WBL placement.
Then once on placement there are advice sheets on how to organise their workload and time,
how to manage unstructured periods and where to get the advice and help they need. Both
guides45 follow the learner’s journey through the WBL process.

Examples
Best Practice would suggest the following should undertake training in autism:
• teachers – the new curriculum inset days – linked to whole school approach, equality
training
• those doing care and support assessments
• General Practitioners – they should be the gateway into services. As a minimum they
should know how the pathway works in their area
• mental health – children and adults
• substance misuse teams
• learning disability teams
• frontline staff
• Consortia
• local authorities – e.g. armed forces and domestic abuse training has been rolled out
to all staff
• nurses
• dentists
• paramedics
• leisure service personnel.

45 https://autismwales.org/en/i-am-autistic/education/work-based-learning
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3.4 Primary Care Health services
Our agreed approach to health and well-being is the Primary Care Model for Wales, which
supports the vision in A Healthier Wales.
Core to this model is integrated working where GPs, nurses, pharmacists, dentists, optometrists,
dentists, physiotherapists, occupational therapists, social workers and people working in the
voluntary sector work together in the local community to plan and provide people with a range
of ways to access seamless care and support so they receive the right care at the right time from
the right source at or close to home.
In line with data protection legislation, information about individuals should be shared between
agencies to ensure services are joined-up and provided in a seamless and timely way across the
community. Modern technology, local facilities and services should be used to help people lead
healthy lives and to support those who need care.

Examples
a) An example of good practice would be for primary care services to adopt an autism
friend in line with carers champion or dementia champion in GP practices who can
support the individual to access the service.
b) Swansea Bay University Health Board employ two autism specialist nurses who run adult
groups and raise awareness within the health board. This model could be expanded
nationally.

Two of the four objectives of the Regional Partnership Boards are to ensure the partnership
bodies work effectively together to:
• provide sufficient resources for the partnership arrangements, in accordance with their powers
under section 167 of the SSWBW Act
• promote the establishment of pooled funds where appropriate.
Regional Partnership Boards must also ensure that all partners work effectively together
to improve outcomes for autistic people in their region. They must ensure that services and
resources are used in the most effective and efficient way to enable this.
Regional Partnership Boards must prioritise the integration of services which include autistic
people and their family/carers in relation to:
• older people with complex needs and long term conditions
• people with learning disabilities
• children with complex needs
• carers, including young carers
• integrated Family Support Services
• there must be an integrated approach to the development of services, care and support,
which focuses on opportunities for prevention and early intervention.
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Children and young people:
• providing early help and support to prevent the emergence of more challenging needs
• providing support to families to prevent the need for children to become looked after
• where a child is looked after, providing models of care and support which deescalate need
and promote positive outcomes
• promoting approaches which prevent children ending up in custody.
In the first instance, Regional Partnership Boards need to consolidate the development of
Integrated Family Support Services and also to develop an integrated approach to delivering
services for children with complex needs. This includes supporting effective, integrated transition
arrangements from children’s’ to adults’ services.

3.5 Social Care Services
Regulation 3 of the Care and Support (Assessment) (Wales) Regulations 2015 (SI 2015/1503
(W. 111)), requires local authorities to ensure that any person carrying out an assessment under
the SSWBW Act has:
a. the skills, knowledge and competence to carry out the assessment in question, and
b. received training in the carrying out of assessments.
When carrying out an assessment, a local authority must consider whether the nature of the
person’s needs calls for the involvement of a person who has specialist skills, knowledge or
expertise.
If the local authority decides that such involvement is called for, it must either consult with
a person who it considers will be able to provide those skills or that knowledge or expertise
or arrange for the assessment to be carried out by a person with the required specialist skills,
knowledge or expertise.

3.6 Educational Establishments
The possibility that a child has autism and additional learning needs might be “brought to
the attention of” the school by the child themselves, by a parent or other family member, or
by an external body or professional, such as the local authority. If the school is aware of that
possibility, then the duty to decide applies (subject to the exceptions in the ALN Act). (Guidance
on the definition of ALN and identifying when a child may have ALN is set out in Chapter 7 of
the ALN Act46).

46 https://gov.wales/additional-learning-needs-and-education-tribunal-wales-act
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The new Additional Learning Needs guidance states: (draft)
The school must notify the child and the child’s parents that it is required to decide whether
the child has ALN. The notification must contain:
• the name and contact details of the designated co-ordinator
• information about how to access the responsible local authority’s arrangements for
providing people with information and advice about ALN and the ALN system. This could
be done by providing a local authority leaflet about the ALN system or the address of
the local authority’s relevant web pages and drawing attention to how to get further
information and advice
• it should also provide an indication of the likely timescales for the process.
Where it is brought to the attention of a school by a child or a child’s parent that the child
may have ALN but it has previously decided the issue is satisfied that the child’s needs have
not changed materially since that decision and there is no new information which materially
affects that decision it should communicate this to the child and the child’s parents and
should provide them with information and advice about ALN and the ALN system (including
rights of appeal) if it has not previously or recently done so.
• Consideration should be given as to whether the child has any engagement with or
support from other agencies and involve them as appropriate in the process of deciding
whether the child has ALN and in preparing any IDP. (Further guidance on the role of
different agencies and professionals is provided in Chapter 7 of the ALN Act).
• As described in Chapter 3 (ALN Act) there is a general duty to involve children and their
parents in decisions that relate to any ALN they might have and the preparation of IDP’s.
Furthermore, putting the child at the heart of the process that identifies their ALN and
determines their ALP is a fundamental objective of the ALN system. To fulfil this duty and
objective, the designated co-ordinator should normally arrange a meeting or meetings,
as appropriate, with the child and the child’s parents to discuss and decide the child’s
needs and if required, prepare an IDP for them. (Further guidance on these meetings are
in Chapter 18 of the ALN Act).
• The school must consider whether ALP should be provided to the child in Welsh and if it
decides that a particular ALP should be provided in Welsh, the body must specify in the
plan that it should be provided in Welsh.
Access to education for disabled children including autistic children means considering:
• the curriculum and how it is taught
• the accessibility of school buildings and their surroundings, school activities including school
trips and transport
• information and activities provided by schools and how easy it is for disabled pupils and/or
their disabled parents to understand.
The updated School Accessibility guidance helps schools and local authorities identify and
address the barriers which can prevent disabled children including autistic children and young
people having equal access to education, and ensure they have the same opportunities as
their peers to develop and achieve their potential. There are also duties which are a statutory
requirement of Schedule 10 of the Equality Act 2010.
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• At least every three years, each local authority must prepare, implement, review and
update a written accessibility strategy which identifies how strategic actions will improve
accessibility to education for disabled pupils against each of the three planning duties.
• At least every three years, the responsible body for a school must prepare, implement,
review and update a written accessibility plan which identifies how specific improvements
will improve accessibility to education against the three planning duties for existing and
prospective disabled pupils.
Children with an ASC present with a variety of strengths, differences and sometimes behaviour
issues. For these children the cause of behavioural difficulties usually relates to the core
symptoms of autism not being appreciated, and suitable support and adaptions not being put
into place, for instance transitioning47 from one school to another or between year classes.
By adapting your practice48, a child with an ASC will feel safer, less anxious and have an
increased understanding of what is expected of them. This in turn will mean that the child is
more likely to have increased attainment, improved engagement and is less likely to display
challenging behaviour.
All children with an ASC can have differences in social communication, social interaction, social
imagination and a preference for routines. Many have sensory issues and a restricted pattern
of behaviours. It is important to remember that the way in which this affects a child varies,
and strengths or weaknesses in one area are not necessarily accompanied by strengths or
weaknesses in other areas.
For example, children with ASC may also have good or above average use of language.
Having a complex vocabulary does not mean that the child will understand the same level
of vocabulary, nor that the child will understand the vocabulary that he or she is using.
We shouldn’t forget the many positive attributes of children with an ASC. Having an ASC often
means that children are skilled at paying attention to detail, follow clear rules and are honest.
These abilities can be used to encourage engagement, and enable them to make their own,
unique contribution within the setting.
Due to the issues children with an ASC experience, many have difficulties in accessing the
curriculum especially where play based and will need differentiation in teaching styles and
approaches.
The Learning with Autism49 programme has been developed to equip early years50 settings
with enhanced understanding of ASC and how to meet the needs of children with the condition.
Not all autistic children will have additional learning needs. However, there may be other
identified needs to consider to facilitate a conducive learning environment51.

47
48
49
50
51

https://www.autism.org.uk/advice-and-guidance/topics/transitions/wales
https://autismwales.org/en/education/
https://autismwales.org/en/
https://www.asdinfowales.co.uk/resource/A-Guide-for-Early-Years-Settings_Eng.pdf
https://www.estyn.gov.wales/thematic-report/pupils-special-educational-needs-mainstream-schools-goodpractice-report?_ga=2.140904946.1746621636.1616154685-1086531249.1616154685
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Wales has created ‘Our National Mission’52 for education, in which objective 3 (strong and
inclusive schools committed to excellence, equity and well-being) recognises that “all learners
must be supported to be emotionally and physically ready to learn in a safe and supportive
environment”. The new curriculum will be introduced from 2022, placing health and wellbeing
at its heart. It will ensure mental health is given equal priority to physical health, and that the
wellbeing of pupils is treated of equal importance to their academic attainment.
The Whole School Approach53 involves everyone within the school – students, staff and external
agency representatives – placing the wellbeing of students, teachers and all those involved in
the effective functioning of the school at the heart of all they do. It is an ethos which values
inclusion, where everybody works together, contributing their individual skills and resources
to the collective good. Fostering a shared understanding of what constitutes a supporting
environment where young people are encouraged to fulfil their personal and academic potential,
supported by teachers who operate in a culture which values their and others’ wellbeing.
Adopting these values will help support autistic children with the emotional and psychological
barriers that some face when managing their school life.
The Part 9 statutory guidance for the SSWBW Act states that Regional Partnership Boards have
a key role to play in relation to bringing together partners to determine where the integrated
provision of services, care and support will be most beneficial to children, young people and
adults, including autistic people. Regional Partnership Boards will need to ensure that all
partners work effectively together to improve outcomes. Regional Partnership Boards will
also play a vital role in the oversight and governance of partnership arrangements. The terms
of reference of the Regional Partnership Board should make clear whether members of the
board have delegated decision-making from their respective bodies, or organisations, where
appropriate. Membership of the board will now include:
• at least one senior local authority officer who has responsibility for education in one of the
areas covered by the Regional Partnership Board.

52 https://gov.wales/sites/default/files/publications/2018-03/education-in-wales-our-national-mission.pdf
53 https://eur01.safelinks.protection.outlook.com/
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Section 4
Arrangements for Planning
and Monitoring Services and
Stakeholder Engagement
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This section describes the arrangements for:
4.1: Population assessments
4.2: Autism data collection
4.3: Monitoring and service improvement for autism
4.4: Compliance with the Code
4.5: Autism stakeholder involvement
4.6: Regional autism champion role

4.1 Population assessments
Regional Partnerships boards must ensure they collect local information on the needs of
their local autistic population to inform the population needs assessment and to monitor
the delivery of the area plan as they relate to the needs of autistic people and family/carers.
The Regional Partnership Board will collect this information via their regional planning structure.
(see flowcharts in Section 4.6).
Local health boards and local authorities must collect information at a local level to support
the development of a population needs assessment in relation to autism. This will be facilitated
through the strategic autism group. (see flowchart in Section 4.6).
At present population assessments cover eight core themes, including learning disability/autism
as required by the Code of Practice on Part 2 of the SSWBW Act. For more information, read
the Part 2 Code of Practice (General Functions). There is a commitment by Welsh Government
to make autism a standalone theme, and questions will relate specifically to autism provision.
In preparation for this RPBs should consider developing the structures in section 4.6 of this
guidance.

4.2 Autism data collection
The Welsh Government currently collects high level data on autism as part of wider data
collections. This includes:
• SSWBW Act – People receiving Care and Support
• Neurodevelopmental 26 week waiting time standard – children (planned for adults)
• Schools – Pupil Level Annual School Census
• Wales Children Receiving Care and Support Census
• Outcomes based and throughput data from IAS
• NHS Planning Framework
• Health Integrated Medium Term Plans
• SAIL Databank (Swansea University) is an invaluable resource for its richness and breadth
of routinely collected data currently available for data linkage research. The vast array of
datasets ranges from GP records, hospital data and emergency services, through to mental
health, social services, education and national survey data
• WCCIS – Welsh Community Care Information System. The Code will inform the fields that would
need to be set in the system to collate evidence on Autism
• Welsh Government workforce data will be used to inform demand and capacity.
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4.3 Monitoring and service improvement for autism
Welsh Government are currently undertaking a demand and capacity review of service provision
throughout Wales. This will include both children and adult services. It will be followed by an in
depth review of UK wide and further service provision, offering models of best practice which will
include outcomes for autistic people.
Further guidance on monitoring and service provision will be aligned to the recommendations
made in the report.
Monitoring
Service Outcomes will be measured utilising an accredited tool. The IAS are currently using the
Outcome Star tool to measure individual outcomes. The demand and capacity review will discuss
monitoring of service provision in greater depth.
Service improvement
The nature and pace of the local service improvement plans will reflect local health and social
care needs and the nature of existing services.
The NEST Framework is a planning tool for Regional Partnership Boards. It aims to ensure
a whole system approach for developing mental health, well-being and support services for
babies, children, young people, parents, carers and their wider families across Wales.

4.4 Compliance with the Code
Enforcement of the Code
In a local authority’s case, breach of the Code may constitute a failure to perform a social
services function in accordance with a requirement in a code issued under section 145 of the
SSWBW Act. In the case of a local health board or NHS Trust, this may amount to a breach of a
direction made by the Welsh Ministers under the NHS (Wales) Act 2006. In both of these cases,
such a breach could result in enforcement action being taken by the Welsh Ministers. However,
the Code itself will not create any new remedies, or means of enforcement.
Welsh Government will be made aware of a failure to perform through:
• local authority and local health boards complaints / concerns
• current mandatory reporting to Welsh Government and
• engagement with autistic people and their representatives.
Social Services and Well-being (Wales) Act 2014
• When a local authority is not exercising its functions in accordance with the requirements
set out within the Code, it is possible that the authority is not acting in accordance with the
requirements of the SSWBW Act (section 145(3)).
• The Code contains both requirements and guidance for local authorities. The first are those
that must be complied with by local authorities and, the second are guidelines that a local
authority should HAVE REGARD to (should follow).
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NHS (Wales) Act 2006
• When a local health board is not exercising its functions in accordance with the requirements
set out within the Code, it is possible that the authority is not acting in accordance with the
requirements of the NHS (Wales) Act 2006 or the SSWBW Act (section 145(3)).
• The Code constitutes guidance for local health boards and NHS Trusts.
• The Welsh Ministers will therefore issue directions under sections 12 and 19 of the NHS (Wales)
Act 2006 to require that the health bodies have regard to the guidance contained within
the Code.
• A direction under section 12 or 19 of the NHS (Wales) Act must be ‘by an instrument in writing’.
An ‘instrument in writing’ includes a letter, a Welsh health circular or any written directions set
out in a format very much like that of a statutory instrument; whatever form the direction takes
it must be sufficiently clear so that the health body to which it is addressed knows exactly
what would be required of it.
• In the event that a local health board or NHS Trust does not comply with the directions, section
28 of the NHS (Wales) Act (default powers) contains powers which enable the Welsh Ministers
to take enforcement action against the defaulting health body.
Partnership bodies
In addition local health boards and local authorities must have regard to statutory guidance
issued under section 169 of SSWBW Act relating to partnership agreements.
Regional Partnership Boards are required to provide 6 monthly reports to Welsh Ministers
which demonstrate the impacts, outcomes and learning from the projects funded including any
autism related projects. Each report must be cumulative and summarise the overall position
at the specified point of the financial year in relation to frail and older people (which may
include autistic people), people with learning disabilities (which may also include autistic
people), children with complex needs including autism, carers (including caring for autistic
people), children at risk of becoming looked after, in care or adopted (all of which could include
autistic children). To assist with these reports and to ensure the voices of autistic people are
clearly heard, the role of the Autism Champion, the local authority ASD Leads, those with lead
responsibility for autism in the health boards, the IAS and third sector in co-ordinating the
gathering of the views of the autistic communities in which they work is vital.
Relevant parts of the RPB reports must include:
• A summary of key elements of progress on their Area Plan, including improvement in
autism services.
• It should also include, amongst other information, evidence of how it has engaged with
autistic people, carers, families, staff and general feedback to support the report
(see section 4.6).
Quarterly updates on the Integrated Autism Service should be sent direct to the Welsh Local
Government Association National ASD Lead using the email address: autismwales@wlga.gov.uk.
Regional Partnership Boards should confirm to Welsh Government that they have done this.
Regional Partnership Boards will also be required to provide information and evidence to
contribute to a Welsh Government annual report on the ICF delivery54 and impact in Wales.
This will include any autism services.

54 https://eur01.safelinks.protection.outlook.com/?url=https://gov.wales/integrated-care-fund-2021-2022guidance&&data=04|01|Jones.Neil@gov.wales|
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4.5 Autism stakeholder involvement
Regional Partnership Boards, local authorities, local health boards and NHS trusts must
ensure autistic people and their parents and carers have the opportunity to be involved in the
development and monitoring of autism services.
There are already established engagement groups that are making excellent contributions to
many different areas of autism provision. Standards to measure efficacy of engagement are:
1. We will identify and involve the people and organisations that are affected by the focus of the
engagement.
2. We will identify and overcome any barriers to participation.
3. There is a clear purpose for the engagement, which is based on a shared understanding of
community needs and ambitions.
4. We will work effectively together to achieve the aims of the engagement.
5. We will communicate clearly and regularly with the people, organisations and communities
affected by the engagement.
6. We will assess the impact of the engagement and use what we have learned to improve our
future community engagement.
Local stakeholder groups that bring together autistic people and a range of people with an
interest in autism will inform the work for the strategic autism group. These will be facilitated by
the local authority ASD lead who will be a member of the strategic autism group.

Examples
Annual reports should include brief updates from:
• the autistic community
• relevant information from professionals, third sector working with this group
• outcomes from consultation with autistic people, their carers and families
• identified gaps in service provision
• identified gaps in knowledge
• positive service experiences.

4.6 Regional autism champion role
The role of the Autism Champion will sit within the governance structure of the Regional
Partnership Boards to ensure that there is effective scrutiny of autism services in the region.
This person will have an equal voice to other Board members.
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Examples
a) In one region, the Regional Partnership Board’s Carer representative has been
nominated by the Board to be the Autism Champion. The individual happens to have a
particular knowledge and experience of autism as a parent, as well as knowledge of
local autism services in the county in which they live.
b) Another region has nominated the chair of the Regional Partnership Board as Autism
Champion, who is also Chair of the Health Board and has family experience of autism.
In this way, the Board’s membership numbers remain the same and someone is
nominated from within the Board to be Autism Champion.

Regional Partnership Boards Autism Champion Role Profile
Being an Autism Champion means being an advocate for awareness raising around the issues
faced by autistic people and parents and carers of autistic adults and children. It means being
interested and willing to learn more about issues facing autistic people.
What are the expectations of the role?
• To encourage colleagues on the Regional Partnership Board to raise awareness of autism and
the issues people face.
• To assist with awareness raising of the breadth of issues highlighted in the Autism Strategic
Action Plan.
• To be the key contact on the Regional Partnership Board for autism and to know who to
contact for more information.
• To be an advocate of service provision in your region.
What might you be asked to do?
• Positively promote your role and be a point of contact on the Regional Partnership Board in
relation to autism.
• Provide feedback on the progress of services and developments in relation to autism from key
RPB partners.
• Help to implement specific awareness raising initiatives at a regional level.
• Liaise with Autism Leads in the Local Authorities and other partner agencies as required.
Requirements
• Knowledge of issues in relation to autism or a willingness to learn is essential.
• The role will require approximately one hour per week, though if you wish to commit more time
this will help to improve the lives of autistic people in the community.
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Examples
The Autism Champion will collate the information from the strategic autism group and
feed it into the Regional Partnership Board. This will help inform the RPB’s annual area
plan and five year population assessments. The Autism Champion will cascade back to
the strategic autism group any relevant information.

Welsh Government
Regional Partnership Board/Autism Champion
Annual report /
population assessment /
area plans

Strategic Autism Group
LHB Senior representatives supported by the lead responsible for
implementing autism code
LA Senior representatives supported by ASD leads, IAS leads and specialist
practitioners
Third Sector Senior representative
Autism Champion
Annual report – input
into Population
assessment / area plans

Autistic People / Family / Carers
Engagement groups /
existing groups.
Information gathering
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Glossary of Terms
Term

Meaning

Additional Learning Needs
Co-ordinator (ALNCO)

Under the Additional Learning Needs Co-ordinator
(Wales) Regulations 2020 all maintained mainstream
schools and Further Education Institutions in Wales
must designate a person, or more than one person
who will have responsibility for coordinating provision
for learners with ALN. That person (or persons) will be
known as an ALNCo.

Additional Learning Provision (ALP)

“Additional learning provision” (“ALP”) has the meaning
given by of the Additional Learning Needs Act, namely:
(1) “Additional learning provision” for a person aged
three or over means educational or training provision
that is additional to, or different from, that made
generally for others of the same age in— (a) mainstream
maintained schools in Wales, (b) mainstream institutions
in the further education sector in Wales, or (c) places in
Wales at which nursery education is provided.
(2) “Additional learning provision” for a child aged
under three means educational provision of any kind.
(3) In subsection (1), “nursery education” means
education suitable for a child who has attained the
age of three but is under compulsory school age.

Advocacy

Process of supporting and enabling people to express
voices and concerns.

Assessment

A meeting or meetings with a health or social care
professional in which they ask questions about
a person’s mental and physical health, their family
background and everyday life, to establish what the
condition or problem is, how severe it is and what care
or support would suit them best.

Assessment Pathways

A multidisciplinary/agency tool which details the
different tasks or interventions to be taken by
professionals involved in a person’s care to optimise
outcomes and support. This will ensure that the
person’s neurodevelopmental needs and those of
their family/carers are met.
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Term

Meaning

Autistic Spectrum Condition (ASC)

A developmental condition which affects the way
a person communicates with and relates to other
people and the world around them. The way in which
people are affected varies from one individual to
another and by age and intellectual functioning.

Autistic Spectrum Disorder (ASD)

A developmental disorder which affects the way
a person communicates with and relates to other
people and the world around them. The way in which
people are affected varies from one individual to
another and by age and intellectual functioning.

Available information for assessment Educational reports, psychological reports, GP reports,
parent /carer observations, the individual’s perspective.
Care and Support Plans

A care and support plan is a written document which
sets out what has been discussed with you during your
assessment and what is going to happen as a result.

Carer’s assessment

A carer is defined in the SSWBW Act as a person
who provides or intends to provide care for an adult
or a disabled child. A carer’s needs assessment
is a legal entitlement and is available for all carers
who, regardless of their age, cares for someone who
is disabled, ill or elderly. The assessment is carried out
by a person from the carer’s local authority. The local
authority will assess the carer’s needs to see what
support or services may be needed to help carry out
their caring role.

Challenging Behaviour

Is defined as culturally abnormal behaviour(s) of such
an intensity, frequency or duration that the physical
safety of the person or others is likely to be placed in
serious jeopardy, or behaviour which is likely to seriously
limit use of, or result in the person being denied access
to, ordinary community facilities.

Children and Adult Services

The age at which a child is treated like an adult differs
depending on which legislation is being considered.
For the purpose of the Code transition from child to
adult will be at 18 years.
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Term

Meaning

Co-occurring Conditions

Is the presence of two or more conditions occurring
either at the same time, or successively (one condition
that occurs right after the other).

Co-production

A way of working whereby practitioners and people
work together as equal partners to plan and deliver
care and support.

Eligibility

An individual being allowed to do or receive something
because they meet certain conditions.

First Point of Contact

This is the initial person spoken to regarding the autism
concern. It could be an emergency or 111 call handler,
or a receptionist in a particular service such as local
authority or GP practice.

Health passport

Is designed to help autistic people to communicate
their needs to doctors, nurses and other healthcare
professionals. When attending for a health
appointment or when admitted to hospital for
treatment arrangements should be made for the
passport to be brought with the person and given
to the practitioner responsible for the person’s care.
The passport should be kept with the person’s notes
at all times.

Information, Advice and
Assistance (IAA)

The service offers a first point of contact with the care
and support system. Through signposting and referring,
Information Advice and Assistance workers are able
to provide individuals with choices about the support
and services available in their locality, giving them an
opportunity to talk through the options and be advised
on what is most likely to meet their particular care and
support needs, as well as discussing what resources
the individual themselves have available to secure this
support. The service is open to everyone, whatever their
circumstances.

Information and Support

This can be physical information such as leaflets, books
and publications as well as virtual sources such as
signposting to websites.

Lifespan services

From birth to older age health and care services.
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Term

Meaning

Local Health Boards

Local Health Boards are responsible within their area
for planning, funding and delivering of:
• P
 rimary care services – GPs, pharmacies,
dentists and optometrists
• Hospital services for inpatients and outpatients
• C
 ommunity services, including those provided through
community health centres and mental health services.

Multidisciplinary

A range of health professionals who are members of
different disciplines jointly providing specific services
to an individual.

Multiagency

A group of practitioners from more than one agency
work together such as health, social care, education.

NICE (The National Institute for
Health and Care Excellence)

NICE produce evidence-based recommendations
developed by independent committees, including
professionals and lay members, in consultation
with stakeholders.

Pathway

A pathway is a tool used across health and social care
in order to map out health, care and support journeys,
where the different steps an individual can expect to
pass through are defined and sequenced.

Personal outcomes

In relation to an adult, means the outcomes that the
adult wishes to achieve in day to day life;
In relation to a child, means—
vii. the outcomes that the child wishes to achieve; or
viii. the outcomes that any persons with parental
responsibility wish to achieve in relation to the child.

Personal Profiles

The aim of a personal profile is to give the most
detailed current picture of an individual’s strengths
and weaknesses. From this information reasonable
adjustments can be made to facilitate improved service
experiences for the individual.

Pervasiveness

Being present throughout and affecting all or many
aspects of a person’s life.

Practitioners

Individuals supporting autistic people.
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Term

Meaning

Preventative services

These are services which may be provided under
the SSWBW Act which will, for example, meet the
following purposes:
• c
 ontribute towards preventing or delaying the
development of people’s needs for care and support
• r educe the needs for care and support of people who
have such needs
• p
 romote the upbringing of children by their families,
where that is consistent with the well-being
of children
• m
 inimise the effect on disabled people of
their disabilities
• c
 ontribute towards preventing people from suffering
abuse or neglect.

Primary Care Services

These include GPs along with pharmacy, dentistry, and
optometry. They co-ordinate access for people to the
wide range of services in the local community to help
meet their health and wellbeing needs.
These community services include community and
district nurses, midwives, health visitors, mental health
teams, health promotion teams, physiotherapists,
occupational therapists, podiatrists, phlebotomists,
paramedics, social services, other local authority staff
and all those people working in voluntary organisations
which support people in our communities.

Quality and Impact

Children and Adult services must expect performance
to be monitored. The quality and impact of the services
received should be recorded using a nationally
recognised series of parameters to record this.

Reasonable Adjustments

Various sensory, social and cognitive issues may present
problems for autistic people. Employers/service providers
must consider different ways of working/accessing
services to ensure autistic people are fully included.

Reciprocal Social and
Communication skills

Having barriers to conducting mutual, two way
(reciprocal) social interactions and conversations.
Can include the inability or lack of desire to interact
with others including peers.
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Term

Meaning

Referrers

Anyone with the ability to refer an individual
for assessment, such as GPs, Paediatricians,
Health Visitors, Social workers, school nurses teachers,
nursery/pre-school staff, emergency personnel and in
some instances parents/carers or self-referral.

Regional Partnership Boards

Regulations made under Part 9 of the SSWBW Act
established seven Regional Partnership Boards.
These boards bring together health, local authorities,
the third sector, citizens and other partners.
Their purpose is to drive integration of health and social
care in order to improve the outcomes and well-being
of people and improve the efficiency and effectiveness
of service delivery. Co-production is a key principle in
the SSWBW Act and Regional Partnership Boards are
required to work with people to develop and deliver
integrated services.

Secure Estate

The secure estate includes prisons, approved
premises, bail accommodation and youth detention
accommodation.

Secondary health care

Health care provided by hospitals. Testing, diagnostics
and treatment usually overseen by a specialist.

Self Advocacy

Having the skills and knowledge to express their voice
and concerns themselves.

Service provider

The local authority, NHS body or third sector which is
responsible for providing care and/or support to an
individual.

Signs and Symptoms

Are a combination of differences in expected features
of development and the presence of unusual features,
and are intended to alert professionals to the possibility
of autism in a child, young person or adult about whom
concerns have been raised. They are not intended to
be used alone, but to help professionals recognise
a pattern of differences in reciprocal social and
communication skills, together with unusual restricted
and repetitive behaviours.

Single Point of Access

A single point within health or social care to accept and
action both adult and children/young people autism
assessment/diagnosis referrals.

Specialist

Services provided by a practitioner who has completed
advanced education and training specific to autism.
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Term

Meaning

Support

Autistic people vary greatly in their support needs.
Adults awaiting an autism assessment will be able
to get advice and support from adult autism services
without needing to be referred by someone else.
Section 2 of the Code of Practice provides details on
Care and Support.

Tertiary health care

Specialist health care including NHS Trusts.

Transition

Often there will be a movement from children to adult
or from secure to community services depending on the
age and situation of the individual. These services must
work alongside each other and the pathways must be
aligned as much as possible.

The SSWBW Act 2014

The Social Services and Well-being (Wales) Act 2014.

The NHS (Wales) Act

The National Health Service (Wales) Act 2006.
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