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Executive summary

Introduction

The Department of Children, Equality, Disability, Integration and Youth is coordinating
development of a new national strategy on autism, the Autism Innovation Strategy.

An initial public consultation on the Autism Innovation Strategy was held between April
and May 2022 to inform the preparation of an initial draft of the Strategy. A report
analysing the submissions was published in April 2023.

The draft Autism Innovation Strategy was published in February 2024. An easy-to-read
version of the draft Strategy was also published. In February 2024, a second
consultation process commenced to give the autistic community and their supporters
a further opportunity to have their say on the Strategy before it is finalised and
launched.

As part of the second consultation, the Department commissioned ACE
Communication to undertake targeted stakeholder consultations with seldom-heard
groups. These targeted stakeholder consultations complemented a wider public
consultation which was carried out through an online survey and written submissions.

This summary report outlines the findings of the targeted consultation with autistic
children and young people aged between 8 and 18 years.

The findings from this consultation will inform the finalisation of the Autism Innovation
Strategy. The findings will also be of interest to the National Disability Authority,
Ministers and Government Departments, Disabled Persons Organisations, schools and
educational settings, the disability community, public bodies, and other public service
providers.

Methodology

Information was gathered for this consultation through a focus group and individual
interviews. The consultation team worked with the Department to recruit children and
young people to participate. Information materials were prepared in easy-to-read, plain
English and photo story formats (Appendices 1, 2, 3, 4). In addition, information and
permission forms were developed for parents/guardians (Appendix 5 and Appendix 6).

All children and young people were offered the option of an individual interview if they
preferred this to a focus group. The interviews and focus group took place at times and
venues that best suited the children and young people.
|
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In total, 13 children and young people took part. One focus group was held in a
mainstream secondary school in Leinster. Nine young people took part in this group.
Four individual interviews were conducted — two with children attending special classes
in mainstream schools (both in primary school) and two with children attending special
schools (both secondary school age). Two interviews were in-person and two were
online. The children were from counties Donegal, Carlow, Dublin, and Wicklow.

The duration of the individual interviews was between 25 and 45 minutes. Two young
people completed the interviews independently. Two were supported by their parents
or siblings to recall and share information. This was agreed in advance as these
individuals would find it difficult to communicate on their own with an unfamiliar
person. Family members supported the child/young person to share their interests,
preferences, and lived experience. In some cases, this was with the help of photos or
key objects. In one interview, family members gave specific examples to support the
young person to describe their lived experience and to help identify key actions.
Throughout the interview, the views of the child/young person, rather than the views of
family members, were central.

Two participants in the interviews were users of Augmentative and Alternative
Communication (AAC), specifically Lamh sign language and a communication device.
They were supported by the facilitator to use these communication tools.

The individuals who took part in the interviews had limited experience of engaging in
consultations.

The consultation team followed best practice in consulting with children and young
people, and the maintenance of ethical standards. Consent to participate was
considered an ongoing process.

The consultation team developed a topic guide for the focus group and interviews in
collaboration with the Department. This was based on the broad themes and questions
raised in the online survey. The topic guide acted as a framework for the discussions.
The key questions for the interviews and focus group were as follows:

o What do you think about the draft Autism Innovation Strategy?

o What areas under the Strategy are important to you in your daily life?

. Do you face challenges or barriers in your daily life?

o What do you think people should know about autism?

J What messages would you prioritise in a public campaign about autism?
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The data collected were stored securely and in line with data protection and storage
policies.

The most important actions in the draft strategy

There are four pillars in the draft Strategy. The information gathered was collated and
organised under each of these pillars and matched to specific actions where possible.

The autistic young people attending a mainstream secondary school identified specific
challenges with the school curriculum, supports for State Examinations, access to
supports for further and higher education, managing stereotypes of autism, building
relationships, and a lack of access to mental health supports. They had a particular
interest in a public awareness campaign about autism.

By comparison, participants from special schools and classes, and their supporters,
reported challenges in relation to staff skills and understanding of autism; access to
technology and communication supports; accessible environments; access to therapy
supports; opportunities to engage in meaningful activities; and information and
supports for families. These were relevant to participants of both primary school and
secondary school age.

Pillar 1: Autism-affirming society
Under this pillar, participants identified the following actions as important to them:

e We will have a campaign to help the public understand autism. Autistic people
will help to design this campaign.

There was strong support for this action. Some participants had worked on campaigns
in their secondary school to develop awareness and understanding of autism. They
noted that these campaigns also supported other autistic students to recognise traits
of autism, to understand their responses to situations and events, to ask questions,
and to ask for support. They hoped that a public campaign could have similar
outcomes.

e We will support an autism training programme for staff working with autistic
people. This will be for staff in the Health Service Executive (HSE) and health
and social care organisations.

This action was particularly important for children and young people with more
complex needs. Itis important that staff can respond to these needs, and that they
have the knowledge and skills to give the best supports to autistic children, for
example, in relation to communication, technology, sensory needs and mental health
needs. Without skilled professionals, parents said they find it very hard to support their
child well.

5
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o We will tell people about, and give training on, the Autism Good Practice
Guidance for Schools.

Participants suggested that this training be given to school principals, teachers, special
needs assistants (SNAs), and other students. One young person suggested that the
focus should be on guidelines rather than training. This would be less prescriptive or
‘setin stone’. Participants would like autistic students to be involved in the training.

e We will support ideas and plans that show autism in a good way in the media.

This was a very popular action with young autistic people in a mainstream secondary
school. The participants felt it would be positive to have an autistic characterin a
television (TV) show, but without their autism being central to their role. They expressed
a preference for autistic characters to be played by autistic actors. If the actor is not
autistic, then they should have thoroughly researched the role. The participants would
also like to see more autistic people presenting shows on radio, TV, podcasts, etc.

Pillar 2: Equal access to public services
e We will show that the needs of autistic people are part of Universal Design.

Universal Design is important to children and young people in all of the environments
they use. These should all be wheelchair accessible. Space, clutter, lighting, noise,
temperature, and fresh air should all be considered.

The need for accessible toilets and changing places in toilets in all communities and
public buildings was also highlighted. Leisure centres should have appropriate
changing facilities — for example, hoists or quieter spaces —for all children and their
families.

e We will support autistic children moving from early learning and childcare
settings to primary school.

This was a key action for some children and young people. Some noted that the move
from primary to secondary school was much easier than the move into primary school.
Moving from one primary school to another was noted to be difficult by one individual.

It was suggested that children and young people need support to manage their anxiety
during key transition times. Children and young people said that moving with friends
and consistency —for example, having the same SNA — makes transitions easier. Visits,
introductory sessions, and camps were also highlighted as helpful approaches.
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e We will support plans for learning places that make everyone feel welcome and
included.

The children and young people talked a lot about the support of SNAs in school. The
young people acknowledged the supports provided by SNAs, and also spoke of the
challenges of having an SNA.

e We will look at supports for autistic people to take part in further and higher
education.

Mentors and guidance counsellors were identified as important supports in the
transition from secondary school to college. One young person recommended a
one-stop shop for college applications, grants, exemptions, and supports. Plain
English forms would also be helpful. The HEAR (Higher Education Access Route) and
DARE (Disability Access Route to Education) schemes were highlighted as positive
supports.

e We will make sure that words and language chosen by the autistic community
are used in the public sector to talk about autistic people.

The children and young people were not as interested in this action. They had different
preferences for the words used to talk about autistic people. A number expressed a
preference for ‘autistic spectrum disability’ as they believed the idea of a spectrum
helped people to understand the range of autism better. Most disliked the term
‘disorder’. Some disliked the term ‘neurodivergent’. They felt that too many different
disabilities are now under this ‘umbrella’ term, it is too broad, and it removes
individuality.

e We will work to have better therapy supports for autistic children.

There was a strong consensus that this is an important action. A number of children
and young people reported receiving little or no therapy supports aside from private
therapy paid for by their parents.

Several young people recalled receiving some group therapy as a child, for example,
speech and language therapy or occupational therapy.

Young people asked about the provision of alternative therapies, such as music
therapy, drama therapy, art therapy, or counselling. They said they would like to see a
broader range of therapies offered to autistic children and young people.

One young person reported receiving speech and language therapy supportsin a
special school setting to support the introduction of a communication device. Their
family emphasised the need for all therapists to work together to support the
achievement of goals for the young person.

_________________________________________________________________________________________|
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The need for multidisciplinary team supports, especially for autistic children and young
people with additional/complex needs, was highlighted by supporters. Family members
reported a lack of access to suitably qualified and experienced professionals who could
guide them on the best ways to support their autistic family member.

e We will support autistic children and adults to get the right mental health
services.

One young person highlighted a lack of mental health supports for all people in Ireland,
including autistic people. It was suggested that there are not enough mental health
professionals with the right knowledge and skills around autism to meet the mental
health needs in this country.

e We have actions to make sure that autistic people can use different types of
transport.

Wheelchair-accessible transport was important to some children, young people, and
families. Limited public transportin rural and remote areas was also highlighted as an
ongoing difficulty. Other issues that the children and young people raised in relation to
public transport included buses being too crowded, unreliable services, hard-to-follow
information, and travel applications not working correctly.

Pillar 3: Accessible, inclusive communities

e We want cultural places to be accessible and autism friendly, such as
museums and galleries.

There was agreement that all places should be accessible and autism friendly. Some
young people requested more opportunities for autistic people to take part in the arts,
for example, learning to play a musical instrument, joining a musical theatre group, or
taking partin a dance class. The provision of more arts-related activities in schools was
also requested. Skilled teachers and supporters are needed in order to make sure these
activities are accessible to all.

e We will support autistic people to use public libraries. We will think about the
needs of autistic people when we design public libraries.

Some participants were interested in using the public library and some were not. The
children and young people said they would welcome the opportunity to talk to
people working in their local libraries about the changes they would like to see in
libraries. Some suggestions included more space, quiet areas, sensory rooms, and
more books related to their specific interests.

¢ We will have communication boards in public playgrounds.
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The younger children were particularly excited by this action. Older children recognised
the importance of supporting non-speaking or minimally speaking children to access
facilities, such as a local playground.

e We will make sure that autistic people are supported and have a chance to take
partin sport.

Only a few participants had an interest in this action. Several children and young people
said that they enjoy being outside, in nature, going for walks, swimming and going to the
park. Itis important to consider the wide range of physical activities and sports that
autistic people might want or be able to engage in. Most said they did not enjoy team
sports. However, several young people described how much they enjoy individual
sports, such as fishing, horse riding, skateboarding, cycling and Taekwondo. The cost of
individual sports was identified as a barrier to participation.

Pillar 4: Building capacity and self-advocacy

e We will support people working in education, health and social care to learn
about technology and how it can support autistic children.

Among participants in special school settings, the importance of technology to support
communication was emphasised.

Technology needs to be available across the different environments that children and
young people use, and it needs to be used consistently.

e We will have a new HSE website with information about autism. This will give
support and information to autistic people and their families.

Family members supporting children and young people to engage in the consultation,
emphasised the need for good-quality information. Both young people and family
members suggested that a national phone line might be beneficial to answer general
queries and support people to access information about autism.

e We will research the best ways to give public services to autistic people who do
not speak.

In the focus group, the young people described public services as ‘loud’ and ‘busy’. Ear
defenders were noted to be very helpful to some autistic people. The children and
young people explained that they find it difficult to ask for help in public places.

What the public need to know about autism

The children and young people answered this question enthusiastically and put forward
several ideas for key messaging in a public campaign about autism. Many of the
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children and young people expressed frustration at the stereotypes of autism and
autistic people portrayed in the media and at the misconceptions about autism.

The children and young people suggested that any public campaign should give
information about the traits of autism, address the stereotypes, explain ‘stimming’
behaviours and why these happen, explain that autistic people may choose to
communicate in different ways, and promote autism in a positive way. A public
campaign should suggest practical ways that the public can support autistic people.

The campaign should be designed and led by autistic people, and feature autistic
people, their friends, family members, and others who are important in their life. It
should include personal stories from autistic people. It should include people of
different ages and with different profiles.

Conclusion

The children and young people welcomed the opportunity to be involved in this
consultation. They were excited that their views and ideas might influence the final
Autism Innovation Strategy.

In the focus group, the young people emphasised the need for more consultation with
autistic people, and the importance of including autistic people in the design, delivery,
and monitoring of public services, policies, and plans.

Many of the participants expressed a desire to get involved in more consultations or
to take partin public campaigns about autism.

10
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1. Introduction

The Department of Children, Equality, Disability, Integration and Youth (the
Department) has responsibility for the development of disability equality policy and
legislation. The Programme for Government: Our Shared Future contains a
commitment to action on autism. The Department is coordinating development of a
new national strategy on autism, the Autism Innovation Strategy.

The Autism Innovation Strategy aims to address the unique challenges and barriers
facing autistic people and to improve understanding and accommodation of autism in
society and across the public sector. The Autism Innovation Strategy contains actions
that will be undertaken across government to better support autistic people and their
families over an 18-month period. The Autism Innovation Strategy will complement and
enhance wider reform efforts by focusing on areas where unique challenges arise for
autistic people.

An initial public consultation on the Autism Innovation Strategy took place between
April and May 2022 to inform the preparation of an initial draft of the Strategy. Areport
analysing the submissions was published in April 2023.

The draft Autism Innovation Strategy was published in February 2024. An easy-to-read
version of the draft Strategy was also published. In February, a second consultation
process commenced in order to give the autistic community and their supporters a
further opportunity to have their say on the Strategy before it is finalised and launched.

As part of the second consultation, the Department commissioned ACE
Communication to undertake targeted stakeholder consultations with seldom-heard
groups, in recognition of the specific needs and views of different cohorts and the need
to ensure the widest possible reach of the consultation. These targeted stakeholder
consultations complemented a wider public consultation which was carried out
through an online survey and written submissions.

This summary report outlines the findings of the targeted consultation with autistic
children and young people aged between 8 and 18 years. This consultation provided an
opportunity for autistic children and young people to voice their lived experience, talk
about the barriers and challenges they face, identify the actions from the draft Strategy
that are most important to their lives, and put forward ideas to improve the lives of
autistic children and young people in Ireland.

The findings from this consultation with children and young people and the wider
consultation will inform the finalisation of the Autism Innovation Strategy.

11
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The findings from this consultation will be of interest to the National Disability
Authority, Ministers and Government Departments, disabled persons organisations,
schools and educational settings, the disability community, public bodies, and other
public service providers, in understanding the challenges and priorities of autistic
children and young people.

12
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2. Methodology

2.1 Recruitment

Information was gathered for this consultation through a focus group and individual
interviews. The consultation team worked with the Department to recruit children and
young people to participate. Collaboratively, contact was made with schools and
parents to explain the nature of the consultation and seek their support. It was
proposed that participants would be engaged through already established settings, for
example, schools.

The consultation team worked with a small group of young people to create an
information leaflet in easy-to-read and plain English formats, an expression of interest
form, and a photo story for younger children (Appendices 1, 2, 3, 4). In addition,
information and permission forms were developed for parents/guardians (Appendix 5
and Appendix 6).

School staff or parents supported the children and young people to review the
consultation information and complete the expression of interest form. All children and
young people were offered the option of an individual interview if they preferred this to a
focus group. Details of the interviews and focus group were communicated to the
children and young people via school staff or parents. The interviews and focus group
took place at times and venues that best suited the children and young people.

2.2 Sample size and participant profile

A sample size of approximately 8-12 autistic children and young people was agreed at
the outset. The aim was to include children and young people aged between 8 and 18
years. The consultation team and the Department agreed that there should be
representation from children of both primary and secondary school age, and from
children living in both rural and urban settings.

In total, 13 children and young people took part. One focus group was held in a
mainstream secondary school in Leinster. Nine young people took part in this group.
Four individual interviews were conducted — two with children attending special classes
in mainstream schools (primary school age) and two with children attending special
schools (secondary school age). Two interviews were in-person and two were online.
The children were from counties Donegal, Carlow, Dublin, and Wicklow.

The age and gender of the participants are outlined in Table 2.1.

13
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Table 2.1 Age range of participants

Age range Male Female Total number of
participants
8-12 years 1 1 2
13-15years 5 2 7
16+ years 2 2 4
Total 8 5 13

2.3. Consent

The consultation team followed best practice in consulting with children and young
people, and the maintenance of ethical standards.

The information materials on the consultation process were designed to ensure that
participants:

. Understood what the consultation was about

o Understood key information about the focus group or interview
. Were aware that they had a choice to participate or not

J Understood that they could change their minds at any time.

The children and young people, and their parents/guardians, were given the opportunity
to review the consultation information, to ask questions, and to contact the lead
facilitator prior to the focus group or interview. Consent to participate was considered
an ongoing process. The facilitator’s observations of the child/young person’s verbal
and non-verbal communication, along with the observations of the staff/parents
present, guided the team on the consent of the children and young people for their
participation. If there was any doubt about a child or young person’s consent to
participate, they were not included.

At the start of the focus group or each interview, the facilitator checked to ensure that
each child/young person still wished to take part. Participants were advised that they
could take a break or leave the interview/focus group at any time.

14
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2.4. Information gathering

The consultation team developed a topic guide for the focus group and interviews in
collaboration with the Department. This was based on the broad themes and questions
raised in the online survey on the draft Autism Innovation Strategy.

The topic guide acted as a framework for the discussions. The key questions for the
interviews and focus group were as follows:

o What do you think about the draft Autism Innovation Strategy?

. What areas under the Strategy are important to you in your daily life?

o Do you face challenges or barriers in your daily life?

o What do you think people should know about autism?

o What messages would you prioritise in a public campaign about autism?

The duration of the focus group was 90 minutes. One staff member attended the group
to provide extra support for the participants. The young people had experience of
discussing autism and of sharing their lived experience in their school community. They
had also undertaken some initiatives to educate people about autism. Towards the end
of the focus group, the young people asked for extra time to ensure they had an
opportunity to express all their views and ideas. They communicated their thoughts and
ideas with passion and confidence. The majority were delighted to have the opportunity
to take part in the consultation. They were given the opportunity to email or phone the
facilitator if they felt they did not get the chance to express all of their key points, or if
they remembered something important after the focus group session had concluded.

The duration of the individual interviews was between 25 and 45 minutes. Two young
people completed the interviews independently. Two were supported by their parents
or siblings to recall and share information. This was agreed in advance as these
individuals would find it difficult to communicate on their own with an unfamiliar
person. Family members supported the child/young person to share their interests,
preferences, and lived experience. In some cases, this was with the help of photos or
key objects. In one interview, family members gave specific examples to support the
young person to describe their lived experience and to help identify key actions.
Throughout the interview, the views of the child/young person, rather than the views of
family members, were central.

Two participants in the interviews were users of Augmentative and Alternative
communication (AAC), specifically Lamh sign language and a communication device.

They were supported by the facilitator to use these communication tools.
|

15



Report on a targeted consultation with autistic children and young people on the draft Autism Innovation
Strategy

The individuals who took part in the individual interviews had limited experience of
engaging in consultations.

The data collected consisted of audio recordings, written notes, and memory-based
analysis. All data from the project were stored securely and in line with data protection
and storage policies.

Personal or other identifiers are not used in this report. Codes were used for
participants during the data analysis. The coding information was stored separately
from the data and destroyed once the analysis was completed. Notes were prepared by
aresearch assistant and double-checked by the lead facilitator to ensure that no
identifying information was present. Audio recordings of the focus group and interviews
were deleted once written notes were completed.

The data were organised and coded manually. The key findings were collated and
summarised.

16
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3. The most important actions in the draft Autism Innovation

Strategy

It was not possible to discuss all actions in the draft Autism Innovation Strategy during
the focus group and interviews. The facilitator selected a number of relevant areas and
actions for discussion. In addition, the children and young people raised issues and
actions that are important to them, describing their lived experience, and explaining
why these actions are key to a good quality of life for themselves and other autistic
people.

The autistic young people attending a mainstream secondary school identified specific
challenges with the school curriculum, supports for State Examinations, access to
supports for further and higher education, managing stereotypes of autism, building
relationships, and a lack of access to mental health supports. They had a particular
interest in a public awareness campaign about autism. They strongly supported the
development of the Autism Innovation Strategy; they agreed with many of the actions in
the draft Strategy; and were very eager to contribute to the development process.

“l think it is a really good thing that we are having this strategy...and itis even
better that we are being asked to be part of it.”

By comparison, participants from special schools and classes, and their supporters,
reported challenges in relation to staff skills and understanding of autism; access to
technology and communication supports; accessible environments; access to therapy
supports; opportunities to engage in meaningful activities; and information and
supports for families. While welcoming the Autism Innovation Strategy overall, their
supporters emphasised that the Strategy must reflect the challenges faced by all
autistic people in society and not just those who can verbalise their needs.

There are four pillars in the draft Autism Innovation Strategy. The information was
collated and organised under each of these pillars and matched to specific actions
where possible. Quotes have been used to capture the voice of participants. Where
quotes come from a parent or supporter, this has been indicated.

3.1 Pillar 1: Autism-affirming society
Under this pillar, participants identified the following actions as important to them:

e We will have a campaign to help the public understand autism. Autistic people
will help to design this campaign.

There was strong support for this action. Some participants had worked on campaigns
in their secondary school to develop awareness and understanding of autism. They

noted that these campaigns also supported other autistic students to recognise traits
|
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of autism, to understand their responses to situations and events, to ask questions,
and to ask for support. They hoped that a public campaign could have similar
outcomes.

Some young people suggested that there should be more information on autism for
children in primary schools:

“l didn’t learn anything about autism in primary school...we just got put into a
group.”

“l was told | had ADHD [attention deficit hyperactivity disorder], and everyone just
moved on | only figured out | had autism in first year of secondary school.”

“My Mam told me | had autism when | was about 10...and then | thought that
makes sense why | am in learning support...that makes sense that is why we are
learning how to control our emotions.”

e We will support an autism training programme for staff working with autistic
people. This will be for staff in the Health Service Executive (HSE) and health
and social care organisations.

This action was particularly important for children and young people with more
complex needs. Itis important that staff can respond to these needs, and that they
have the knowledge and skills to give the best supports to autistic children, for
example, in relation to communication, technology, sensory needs, or mental health
needs. Without skilled professionals, parents said they find it very hard to support their
child well.

“As a parent you need to know how the world is for your child...without knowing
about autism we can do more damage than good. We needed professionals to
guide us, but they were not available or the ones that were didn’t know enough
about autism... Families need to know how to find autism professionals and
supports...people that really understand autism.” (parent of autistic person)

e We will tell people about, and give training on, the Autism Good Practice
Guidance for Schools.

“Oh my God yes...this is so needed.”

Participants suggested that this training be given to school principals, teachers, special
needs assistants (SNAs), and other students. One young person suggested that the
focus should be on guidelines rather than training. This would be less prescriptive or
‘setin stone’. Participants said they would like autistic students to be involved in the
training.
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“Students can help teachers to put this into practice, we are great examples...we
can show how teachers and students can work together to make school a good
place for autistic students.”

e We will support ideas and plans that show autism in a good way in the media.

This was a very popular action with young autistic people in a mainstream secondary
school.

“Oh certainly, yes...at least give a bit of recognition to people with autism...no
propaganda.”

“The most interesting portrayals of autism for the media are the most extreme
parts so this action could be hard to achieve realistically...if they were to show
more positive, less dramatised, then it might just be another person.”

Some students expressed concern that when television (TV) shows feature autistic
people, an image or video (meme) may be spread widely on the Internet, which is
altered for humorous effect. They explained how this affects their self-confidence.

“There have been shows with autism that have been memed out because they
show signs of autism...l hate it...it makes me feel so bad about myself.”

The participants felt it would be positive to have an autistic characterin a TV show, but
without autism being central to their role. They expressed a preference for autistic
characters to be played by autistic actors. If the actor is not autistic, then they should
have thoroughly researched the role. The participants would also like to see more
autistic people presenting shows on radio, TV, podcasts, etc.

“Itis just nice to have representation thatis what | think.”

3.2. Pillar 2: Equal access to public services
e We will show that the needs of autistic people are part of Universal Design.

Universal Design is important to children and young people in all of the environments
they use. In particular, the children and young people talked about schools, cafés,
cinemas, theatres, hotels, leisure centres, and outdoor public spaces (parks,
playgrounds, beaches). They recommended that these should all be wheelchair
accessible. Space, clutter, lighting, noise, temperature, and fresh air should all be
considered.

The need for accessible toilets and changing places in toilets in all communities and
public buildings was also highlighted. One young autistic person has to be changed in
the back of the family car or on the floor of a bathroom as there are no appropriate
changing facilities in their town.
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Leisure centres should have appropriate changing facilities — for example, hoists or
quieter spaces - for all children and their families.

e We will support autistic children moving from early learning and childcare
settings to primary school.

This was a key action for some children and young people. Some noted that the move
from primary to secondary school was much easier than the move into primary school.
Moving from one primary school to another was noted to be difficult by one individual.

It was suggested that children and young people need support to manage their anxiety
during key transition times. Children and young people said that moving school with
friends and consistency —for example, having the same SNA — makes transitions easier.
Visits, introductory sessions and camps were also highlighted as helpful approaches.

“Moving schools can be a traumatic experience...it helps if you are not changing
all the people surrounding you every day...like if you move with your friends or with
an SNA that you already know.”

“l came to this school for a day visit before | moved here. That really helped me. |
felt | knew the place a bit.”

e We will support plans for learning places that make everyone feel welcome and
included.

The children and young people talked a lot about the support of SNAs in school. While
the young people acknowledged the supports provided by SNAs, they also spoke of the
challenges:

“l didn’t really like having an SNA because they treated me like a child...| know |
was a child...but they treated me like | was a baby.”

“Sometimes having an SNA is like having another body part.”

“l wasn’t given any warning when my SNA stopped working with me...it just
happened.”

“When | was younger, | didn’t like having an SNA but now | have realised after the
fact that | kind of did like them and understand why they did things that annoyed
me...but right now | am very thankful because if it wasn’t for them, | wouldn’t be

where  am now.”

“l didn’t have an assigned SNA...there was just a person in the room thatyou
could ask if you needed help...that worked fine for me.”

“In 6" class, | had an outstanding SNA.”
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o We will look at supports for autistic people to take part in further and higher
education.

“That would be really nice because the transition between secondary school and
college is hard... | am only a second year, and | am already worrying about the
future.”

Mentors and guidance counsellors were identified as important supports in the
transition from secondary school to college. One young person recommended a
one-stop shop for college applications, grants, exemptions, and supports. Plain
English forms would also be helpful. The HEAR (Higher Education Access Route) and
DARE (Disability Access Route to Education) schemes schemes were highlighted as
positive supports.

“Having one place that could just tell me everything would be great. My teachers
tell me that | have everything done but | am still panicking and checking because |
have seven different websites and a million emails to keep track of.”

Confirmation that you have completed the required paperwork was another
suggested support to reduce stress and anxiety.

e We will make sure that words and language chosen by the autistic community
are used in the public sector to talk about autistic people.

The children and young people were not as interested in this action. They had different
preferences for the words used to talk about autistic people. A humber expressed a
preference for ‘autistic spectrum disability’ as they believed the idea of a spectrum
helped people to understand the range of autism better. Most people disliked the term
‘disorder’. Some disliked the term ‘neurodivergent’. They felt that too many different
disabilities are now under this ‘umbrella’ term, it is too broad, and it removes
individuality.

“l don’t really care about this action.”
“There is too much under the umbrella of neurodivergent.”

“Blunt clinical terms are an easier way to explain things to people...l don’t like
neurodiverse...itis long, and | don’t have a link to that word. It is very negative.”

“Honestly, | don’t like these safe words. | like blunt words rather than words that
soften things down...they are condescending.”

“Soft or safe words like special make autism seem more taboo.”

“Someone said autism is not a disability, it is a different ability, but people were
shiggering at that...do you have a different ability? It is patronising. | would rather
people just say autism.”

_________________________________________________________________________________________|
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“If you are not going to acknowledge autism as a disability then | think you just
don’t get it...autism stops people completing day-to-day tasks easily and if we get
rid of the word disability because some people don’t want to use it, that is fine but
people won’t understand how horrible some parts of autism can be and how
much people need help with it.”

“Just ask people what word they prefer...I am fine with that, but | don’t think ASD
should be erased.”

e We will work to have better therapy supports for autistic children.

There was a strong consensus that this is an important action. Several children and
young people reported receiving little or no therapy supports aside from private therapy
paid for by their parents.

Young people recalled receiving some group therapy as a child, for example, speech
and language therapy or occupational therapy. This was positive for some, but others
found it difficult to be with other children with more significant needs or with
behavioural support needs. Some remembered individual therapy sessions as being
like an exam or an interrogation and realised that these were probably assessment
sessions. With prompting, they recalled being given strategies to try by different
therapists — for example, strategies to aid concentration or breathing techniques to
reduce anxiety — but most of the young people felt these did not work. Young people
also recalled being taken out of school for therapy sessions, which they had mixed
views on.

Some children did not know why they were receiving therapy or how it was supposed to
help them. They also remembered being upset that their parents were told about things
they said in a therapy session, for example, a play therapy session. They did not
understand the dynamic of the child-therapist relationship.

Young people asked about the provision of alternative therapies such as music therapy,
drama therapy, art therapy, or counselling. They said they would like to see a broader
range of therapies offered to autistic children and young people.

The facilitator asked young people in the focus group if they thought an autistic person
working as a therapist could bring new insights. Several young people were enthusiastic
about this idea:

“l want to be a psychologist, so | am really interested in the question you have just
asked. | am really happy to hear that there are people with autism working in
careers like this.”

Some young people had concerns that an autistic person might not have the skills to be
a therapist, for example, emotional knowledge and understanding.

_________________________________________________________________________________________|
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One young person reported receiving speech and language therapy supportsin a
special school setting. This helped them to try out a new communication device.
Information sharing between home, school, and the therapist was key to success. The
family emphasised the need for all therapists to work together to support the
achievement of goals for the young person.

The need for multidisciplinary team supports, especially for autistic children and young
people with other support needs, was highlighted by supporters. Team members need
to understand autism and its impact on the child and family. Family members reported
a lack of access to suitably qualified and experienced professionals who could guide
them on the best ways to support their autistic family member. They identified a lack of
support post-diagnosis and the need for a clear pathway of support.

e We will support autistic children and adults to get the right mental health
services.

One young person highlighted a lack of mental health supports for all people in Ireland,
including autistic people.

“Itis very, very lacking...the only place where we could access supports was
Jigsaw, other than private ones that are ridiculously expensive.”

“You need to have mental health supports at the right time if you have autism and
anxiety or OCD [obsessive compulsive disorder] or something like that...being on
a waiting listis no good...it might be too late by the time you get an appointment
and things have gone too far when they could have been sorted out if you had the
right help when you needed it.”

One parent commented on the increased pressure and stress on families when their
autistic son, daughter, or sibling cannot access mental health supports.

“Itis very frustrating when you know that [name of child] needs professional help
with their mental health and you just cannot get it. You are left feeling very
isolated and scared when you don’t know how to help your child.” (parent of
autistic person)

It was also suggested that there are not enough mental health professionals with the
right knowledge and skills around autism to meet the mental health needs in this
country.

e We will have actions to make sure that autistic people can use different types
of transport.

Wheelchair-accessible transport was important to some children, young people, and
families. Limited public transportin rural and remote areas was also highlighted as an
ongoing difficulty.
]
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Other issues that the children and young people raised in relation to public transport
include buses being too crowded, unreliable services, hard-to-follow information and
travel applications not working correctly:

“Public transport is quite unreliable and that is hard for autistic people.”

“l can’t cope if | have plans and then itis all ruined because the bus does not
show up.”

“Public transport can make me quite anxious.”
“l have never been on public transport without my parents or a friend.”

“The buses are changing and that is really hard for me to deal with.”

3.3. Pillar 3: Accessible, inclusive communities

e We want cultural places to be accessible and autism friendly, such as
museums and galleries.

There was agreement that all places should be accessible and autism friendly. Some
young people requested more opportunities for autistic people to take partin the arts,
for example, learning to play a musical instrument, joining a musical theatre group or
taking partin a dance class. The provision of more arts-related activities in schools was
also requested. Skilled teachers and supporters are needed in order to make sure these
activities are accessible to all.

e We will support autistic people to use public libraries. We will think about the
needs of autistic people when we design public libraries.
Some participants were interested in using their public library and some were not.
“l want to use the public library definitely.”

“l have a library card and | want to use it. | did go with my sister and take out books
but then the problem is | forget to take them back.”

“l tend to buy my own books because the libraries tend to only have the tiniest
section for the books | like.”

The children and young people said they would welcome the opportunity to talk to
people working in their local libraries about the changes they would like to see in
libraries. Some suggestions included more space, quiet areas, sensory rooms and
more books related to their specific interests.
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e We will have communication boards in public playgrounds.

The younger children were particularly excited by this action. Older children recognised
the importance of supporting non-speaking or minimally speaking children to access
facilities such as a local playground.

“l loved playgrounds when | was a kid.”

“Communication boards are a really smartidea.”

One participant explained the challenges of using the playground with her younger
autistic sibling. She described how young autistic children can find it hard to wait to use
specific pieces of equipmentin the playground.

¢ We will make sure that autistic people are supported and have a chance to take
partin sport.

Only a few participants had an interest in this action. There was an audible groan in the
focus group when sport was mentioned.

Several children and young people said that they enjoy being outside, in nature, going
for walks, swimming, and going to the park. One young person enjoys using the beach
wheelchairs to access their local beach and the water. It is important to consider the
wide range of physical activities and sports that autistic people might want or be able to
engage in for this action. For example, some people might enjoy the sensory
experiences that moving around outside offers. Several young people described how
much they enjoy individual sports such as fishing, horse riding, skateboarding, cycling
and Taekwondo. The cost of individual sports was identified as a barrier to
participation.

The children and young people had mixed experiences of participating in sports lessons
such as swimming lessons. Most did not enjoy team sports. One child participated in
inclusive football in their local area. Another was part of a gymnastics team. Young
people identified the gym as a difficult environment for autistic people.

The young people in the focus group acknowledged that staying active and exercising
are important. They were asked how we could encourage more autistic people to
engage in sport. Suggestions included:

e Applications with specific goals, for example, to build uptoa 5 km run

e Sports coaches with the right attitude and skills to teach autistic children and
young people

e Financial support to cover the cost of individual sports

e Autism-specific groups for some sports activities
|
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e Education for teammates about autism

3.4. Pillar 4: Building capacity and self-advocacy

e We will support people working in education, health and social care, to learn
about technology and how it can support autistic children.

“In our school, | think they already have quite good knowledge and know what
they have to do to help us...they might need a little bit more | suppose.”

In the focus group, the participants were happy with the current provision of
technology.

Among participants in special school settings, the importance of technology to support
communication was emphasised. Technology needs to be available across the
different environments that children and young people use, and it needs to be used
consistently. One parent explained:

“We need all the therapists and teachers working with my child to agree to use the
same piece of technology to support their communication. We need
consistency...family have to be part of the discussion and professionals need to
support us if we make a decision to try a type of technology...not think that their
way is always better...Getting everyone on board is so important.” (parent of
autistic person)

“l use my iPad and app to talk to people. Itis very important to me that everyone
knows about it and helps me to use it.”

e We will have a new HSE website with information about autism. This will give
support and information to autistic people and their families.

Family members, supporting children and young people to engage in the consultation,
emphasised the need for good-quality information. Both young people and family
members suggested that a national helpline might be beneficial to answer general
queries and support people to access information about autism. The type of
information that participants felt would be useful included:

e The traits of autism and managing these

e How autistic people see the world

e Howto get an assessment for autism

e Where to find professionals with skills in autism

e Support networks for families

e Awareness and understanding of autism for professionals

_________________________________________________________________________________________|
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e Shared resources, such as visual supports
e New developments and research on autism
e Accessible services and places for autistic people around the country.
e We will research the best ways to give public services to autistic people who do
not speak.

In the focus group, the young people described public services as ‘loud’ and ‘busy’. Ear
defenders were noted to be very helpful to some autistic people. The children and
young people explained that they find it difficult to ask for help in public places.

Accessible environments and information were identified as important supports for
autistic people using public services. For autistic people who do not speak or require
communication supports, the following were highlighted as ways to help people engage
with public services:

e Sensory and quiet spaces
e Strategies to support autistic people to avoid queues
e Respectful staff who understand autism

e Staff who listen, acknowledge needs, and are willing to make changes, when the
person or their supporters tell them how they can provide the service in a better
way

e Staff who are willing to communicate with people in different ways, for example,
use Lamh signs, use photos and pictures, use videos to share information.

27



Report on a targeted consultation with autistic children and young people on the draft Autism Innovation
Strategy

4. What the public need to know about autism

The children and young people answered this question enthusiastically and put forward
several ideas for key messaging in a public campaign about autism. Some children and
young people were supported by parents or staff members to identify their key
messages. One child used their communication passport to tell the facilitator about
things that support them to engage and communicate with others.

Many of the children and young people expressed frustration at the stereotypes of
autism portrayed in the media and at the misconceptions about autism.

“The public’s view of autism is very skewed...they think if you have autism then
you cannot talk... they don’t understand that you can be slightly autistic.”

“Sometimes, the public are confused or not really informed... | remember when |
told my friends that | had autism, they said ‘you don’t look like you have
autism...my cousin has autism and he loves trains and is very hon-verbal’...and |
am like ‘I don’t like trains and | am verbal but | have autism’...and they are like
‘well | don’t think so’ and that makes me angry.”

“There is a strong stereotype that all autistic people are not social. This is just not
true...this is just a myth buster; we can be very social.”

“Some people think all autistic people look a certain way.”

“There is a misunderstanding that all autistic people cannot make eye contact...|
was misdiagnosed for seven years because | could make eye contact and | could
talk.”

“People expect autistic people to have certain behaviours like flapping your
hands, jumping up and down, shouting out and other stuff like that.”

“Sometimes people have a blasé attitude and don’t acknowledge the real needs
that autistic people have.” (parent of autistic young person)

The children and young people suggested that any public campaign should give
information about the traits of autism, address the stereotypes, explain ‘stimming’
behaviours and why these happen, explain that autistic people may choose to
communicate in different ways, and promote autism in a positive way. A public
campaign should suggest practical ways that the public can support autistic people.

“lt would be good if people could put themselves in the shoes of autistic people
and the people that support them.”
The campaign should be designed and led by autistic people, and feature autistic

people, their friends, family members, and others who are important in their life.

_________________________________________________________________________________________|
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It should include personal stories from autistic people. It should include people of
different ages and with different profiles. Several young people described how they
shared their autism diagnosis with others:

“l didn’t want people to know | have autism because | didn’t want them to change
how they view me or look at me...l actually only told my friends this year and they
were fine about it. They knew | was worrying all the time, and they help me so
much now.”

“l have been very open about having autism...I think if they don’t like me because |
have autism then we might as well just get that out of the way at the start...if they
don’t like me, they don’t like me... | have autism so what.”

The following quotes reflect the voice of participants, and summarise the ideas for key
messaging for an acceptance and understanding campaign on autism from the focus
group and interviews:

e “Autism is not something that you can see in someone...it does not change the
way that you look.”

e “Autism is to do with the brain...you may need help processing things and [have]
different ways to work.”

e “Autism is a disability and not a lifestyle choice.”

e “There are different autistic traits.”

o “Noteveryone with autism has all the traits of autism.”
e “Every autistic person is different and individual.”

e “Each autistic person will experience it very differently.”

e “Some autistic people are not social, and some are really social, some are rigid,
and some think ‘oh there is a change, thatis fine’...they can be opposites.”

e “Thereis alarge spectrum.”

e “ltwould be good if people could try to see the world from an autistic person’s
eyes.”

e “Autistic people can have a really special interest in a certain topic or a specific
part of a subject.”

e “People with autism may have a really good understanding about a certain
subject.”

e “People with autism may be hyper-fixated on a certain subject.”

“Autistic people can be really passionate about something.”

_________________________________________________________________________________________|
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e “Autism is not something that takes us down entirely...it is just something that
we need a little help with.”

e “Don’ttalk down to me just because | have autism.”

e “Donot make fun of people or bully people because they have autism.”
e “Don’tusethe word ‘autism’ as an insult.”

e “Autistic people are not all like Sheldon Cooper.”

e “Not all autistic people have meltdowns.”

e “Just because | find it hard to communicate, it doesn’t mean that | don’t want to,
or Il don’t have anything to say...l just need more time.”

e “Autistic people that are pre-verbal or non-speaking can be very happy and really
social.”

e “People with autism may have a stammer as part of their communication.”
e “Behaviouris just a way to try to communicate with people.”
e “Autistic people can make their own choices and decisions.”
e “Autistic people can express their choices in different ways.”

e “Noteveryone can fall within the standards of society. Some autistic people
have different standards to neurotypical people. They have good reasons for
this.”

o “Ifl say or do something inappropriate, | don’t mean to offend...itis not
personal...| might speak first and think later ...only ask me if you are looking for
an honest opinion.”

e “Autistic people might seem unfriendly and like they don’t care when they do
actually care.”

e “Autistic people can be blunt but don’t mean to be rude.”

e “ldon’t mean to invade your space...| am just trying to be friendly or don’t
realise...or if | send too many texts...we think that is normal maybe.”

e “Respect my personal space.”
o “We all need to be patient with each other.”

e “ltis OKtoremind us if we are talking over people...just be nice about how you
say it.”

e “lappreciate it so much when people tell me if | am doing something that upsets
them...for example, say kindly ‘could you just not do that’ because then | can

_________________________________________________________________________________________|
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use that and putitinto a list and memorise that...as long as it is reasonable
enough | am able to follow it...my friend expressed her boundaries and that really
helped me in the relationship.”

“Autistic people can have good days and bad days...just because | was a certain
way yesterday or coped with something yesterday doesn’t mean | can do the
same today.”

“If there is a change in routine or plans coming up, please let me know...I hate
when things change...even things like the weather changing can be hard for
me...don’t spring things on me.”

“Autistic people sometimes just need to relax and get away from everything.”
“Some autistic people find it hard to be in busy or crowded spaces.”
“l get overwhelmed...a sensory space calms me down so much.”

“Some autistic people canfind it hard to be in places that are visually cluttered
or chaotic, for example, shops and restaurants.”

“It would be helpful if other people could think about what the environment is
like for a person with autism...we are customers like everyone else.”

“Certain things in an environment can really upset an autistic person, for
example, lights, colours, noise, smells, temperature. We cannot control the way
we respond to this...we can’tjustignore these things.”

“Autistic people might only want to eat certain food, for example, only white
food. This is important to us...we can’t help this...we are not just being
awkward.”

“Education and information are key.”
“There are lots of good things about being autistic.”
“Autistic people have lots of great skills and talents.”

“Having autism is quite cool really most of the time.”
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The children and young people welcomed the opportunity to be involved in this
consultation. They were excited that their views and ideas might influence the final
Autism Innovation Strategy.

“Itis really helpful to have this chance to talk openly about autism.”

“l actually really like this because | feel more people are going to know and be
asking us to express our opinions.”

“This is a good chance for people to listen to my brother (autistic child) and to
show him respect. He has things to say, just not in the usual verbal way.” (sibling
supporting autistic participant)

“l am glad to take part and say what is important to me.”
The children and young people noted the importance of advocacy groups and

student forums in their school communities, and the opportunity for children and
young people to make their voices heard.

The young people in the focus group emphasised the need for more consultation
with autistic people, and the importance of including autistic people in the design,
delivery, and monitoring of public services, policies, and plans.

Many of the participants expressed a desire to get involved in more consultations or
to take partin public campaigns about autism.

“If we bring more awareness and acceptance to autism then we can make ita
more autism-friendly country.”
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6. Appendices

Appendix 1 — Expression of interest form
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Interest Form

| would like to take part in the consultation

on the draft Autism Innovation Strategy.

Sign your name:

Date:

34




Report on a targeted consultation with autistic children and young people on the draft Autism Innovation
Strategy

Appendix 2 — Easy-to-read information leaflet

An Roinn Leanai, Comhionannais,
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Department of Children, Equality,
Disability, Integration and Youth

Have your say on the draft
Autism Innovation Strategy

Plan
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This is Easy to Read information about a

consultation.

read information leaflet
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What is the
Draft Autism Innovation Strategy?

The Draft Autism Innovation Strategy is a
plan.
Draft means that the plan can change.

Lo LU o I O

This plan is about improving the lives of

autistic people and their families in Ireland.

We want a country where autistic people
have the same rights and opportunities as

everyone else.

The Autism Innovation Strategy can make a
difference to the lives of autistic people.
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What is the
Draft Autism Innovation Strategy?

The Department of Children, Equality, Disability,

2 An Koian Leana, ComAionannais,
.? Michamais, Linphairioches sgus

- Integration and Youth are putting the Strategy

Pvpur
Ciakility, [ntegrasion and

together.

This information leaflet is about a consultation.
A consultation is when you ask people for their

views.

The Department would like to hear what autistic
children and young people think about the

Strategy.
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Getting your views on the
National Disability Strategy

What do you think of the Draft Autism

Innovation Strategy?

What parts of the Strategy are most important

to you?

What do you think people should know about

-
—
==
==
——
g
e

autism?

—

We would like to hear your views.
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The Consultation

We want to talk to autistic children and young

people in different parts of the country.

You can give your views as part of a group.
This is called a focus group.

If you prefer you can have an interview on your

own.

\\\\\\ | H////

7 The focus groups and interviews can be at a

Y,

time and place that suits you.

They will last between 30 minutes and 1 hour.

\\\\\\llll//
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N
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The Consultation

If you are interested in taking part, please fill in

the interest form.

: Send the form to
acecommunicationireland@gmail.com

If you would like more information, you can
contact Teresa
085 141 0933

acecommunicationireland@gmail.com

taking part.

@ You can change your mind at any time about
You can leave the focus group or interview at

f
‘.

%n

any point.
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The Consultation

Report |

There will be a report at the end of the
consultation.

Your name will not be in the report.

We can send you a copy of the report if you

want.
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For more information

There is more information on the

= — Autism Innovation Strategy and the

Google
A_"\secrch consultation at:

https://www.gov.ie/en/consultation/f7f8d

-public-consultation-on-the-autism-
innovation-strategy/

An Roinn Leanaf, Comhionannais,
Michumais, Lanphiirtiochta agus Oige
Department of Children, Equality,
Disability, Integration and Youth
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Appendix 3 - Plain English information leaflet

An Roinn Leanai, Comhionannais,
Michumais, Lanphdirtiochta agus Oige
Department of Children, Equality,
Disability, Integration and Youth

Have your say on the Draft
Autism Innovation Strategy

Plan

NN

This is Plain English information about a consultation.
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What is the
Draft Autism Innovation Strategy?

The Draft Autism Innovation Strategy is a plan.

Draft means that the plan can change.

This plan is about improving the lives of autistic people and their
families in Ireland.

We want a country where autistic people have the same rights

and opportunities as everyone else.

The Autism Innovation Strategy can make a difference to the lives

of autistic people.

The Department of Children, Equality, Disability, Integration and
Youth is putting the Strategy together.

This information leaflet is about a consultation.

A consultation is when you ask people for their views.
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Getting your views on the
National Disability Strategy

The Department would like to hear the views of autistic people

that communicate in different ways.

What do you think of the Draft Autism Innovation Strategy?

What parts of the Strategy are most important to you?

What do you think people should know about autism?
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The Consultation

We want to talk to autistic people in different parts of the country.

You can give your views in an interview.

The interview can be at a time and place that suits you.

It will last between 30 minutes and 1 hour.

You can communicate your views in whatever way you choose.

If you are interested in taking part, please fill in the interest form.

You can change your mind at any time about taking part.

You can leave the interview at any point.
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The Consultation

Send the form to acecommunicationireland@gmail.com
If you would like more information, you can contact Teresa
085 141 0933

acecommunicationireland@gmail.com

There will be a report at the end of the consultation.
Your name will not be in the report.

We can send you a copy of the report if you want.
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For more information

There is more information on the

= — Autism Innovation Strategy and the

Google
A_"\secrch consultation at:

https://www.gov.ie/en/consultation/f7f8d

-public-consultation-on-the-autism-
innovation-strategy/

An Roinn Leanaf, Comhionannais,
Michumais, Lanphiirtiochta agus Oige
Department of Children, Equality,
Disability, Integration and Youth
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Appendix 4 — Photo story information

This is a photo story.

It tells you how you can share your experience and ideas.

49



Report on a targeted consultation with autistic children and young people on the draft Autism Innovation
Strategy

The Government is talking to people about a

new plan, called the Draft Autism Innovation

Strategy.
This plan will support autistic people and

their families in Ireland.
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We want autistic people to have the same

rights and opportunities as everyone else.

We want them to have the best life they can.
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We want to talk to autistic children and

young people.

We want to hear about your experience.

We want you to hear your ideas.
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What do you think of the Draft Autism

Innovation Strategy?

What are the most important things to you?

What do you think people should know about

autism?
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You can take part in a talking group, called a

focus group.

We can talk to you on your own if you prefer.
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The talking group or interview will take up to

an hour.
It will be at a time and place that is good for

you.
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If you would like to take part, you will need to

fill in our interest form.
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If you have any questions, you can contact

Teresa Gadd at Ace Communication
085 141 0933
acecommunicationireland@gmail.com
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Appendix 5 - Information for parents

ACE Communication

6-9 Trinity Street

Dublin 2

085 141 0933
www.acecommunicatienireland.com

Information for Parents and Guardians
Consultation with children and young people on the Draft Autism Innovation
Strategy

The Department of Children, Equality, Disability, Integration and Youth {DCEDIY)
has developed a Draft Autism Innovation Strategy.

This Strategy is a plan to improve the lives of autistic people and their families in
Ireland.

Consultation

The DCEDIY asked ACE Communicalion to carry out a consultation on the Draft
Strategy with autistic children and young people.

We would like to talk with children and young people to find out:

« What parts of the Strategy are most important to them

« What they think people need to know about autism

« About their experiences and any challenges they face.
Your child has been asked if they would like to participate and give their views. They
can choose to take part in a focus group or an individual interview. All members of

the research team have experience working with children and young people. The
focus groups and interviews will take up to an hour.

What will we do with the information that your child gives us?
There will be a report at the end of the consultation, made up of the information

collected during the consultation. Your child's name will not be used in the report.
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The DCEDIY will use the infermation from the consultation to inform the final Autism
Innovation Strategy.

We will keep all information safe and in line with GDPR. Information from the
consultation report can be given out under the ‘Freedom of Information’ Act. These
laws allow the public to see government records. You can talk to us if you are
waorried about any information being given out.

More information
I you would like more information about the consultation, you can contact Teresa
Gadd on 085 141 0933, or email acecommunicationireland@gmail.com.

Kind regards
Teresa Gadd
Lead researcher
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Appendix 6 — Permission form

The Draft Autism Innovation Strategy
Have your say

Please read the information leaflet about taking part in this
consultation.

If you give permission for your child to take part, please sign
below.

If you need any further information, please contact Teresa
Gadd at ACE Communication:

085 141 0933

acecommunicationireland@gmail.com

| give permission for my child to take part in the consultation
on the Draft Autism Innovation Strategy.

Name:
Date:

Name of child/young person:
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