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Statement of language

There is no universally agreed consensus on which terminology to use in relation to
disability. However, there are two main approaches which are commonly referenced
both in the literature and in the consultation findings. These are often referred to as
the ‘person-first’ approach and the ‘identity-first’ or ‘social model’ approach. Person-
first language places a reference to the person before the reference to the disability.
Examples of person-first language include terms such as ‘people with disabilities’.
This approach seeks to emphasise that a person is first and foremost a human being
entitled to human rights. Person-first language is favoured by the United Nations and
appears within the United Nations Convention on the Rights of Persons with
Disabilities. However, it is not a universally accepted approach.

The second common approach is often referred to as identity-first or social model
language. Examples of this include terms such as ‘disabled person’. Identity-first or
social model language instead seeks to emphasise that people are disabled by
barriers in the environment and in society, rather than their impairment.

The National Disability Authority recognises both person-first and identity-first/social
model language. For more information refer to NDA Advice Paper on Disability
Language and Terminology - National Disability Authority. For this Report on a
Consultation, we are utilising identity-first/social model language.



https://nda.ie/publications/nda-advice-paper-on-disability-language-and-terminology
https://nda.ie/publications/nda-advice-paper-on-disability-language-and-terminology
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Executive Summary

Ireland's unwavering commitment to human rights, social equity, and justice
underscores the imperative to amplify the voices of all individuals, irrespective of
their unique experiences or age. The Department of Children, Equality, Disability,
Integration, and Youth (DCEDIY), Hub na nOg, and the National Disability Authority
(NDA) sought the views of children and young people. They wanted to create
guidance documents for policy makers and those who facilitate the participation of
disabled children and young people in decision making, with a particular focus on
those who use augmentative or alternative communication. The aim of these
documents is to provide advice on approaching participative consultations and
initiatives in the most accessible and inclusive way possible.

Guided by international agreements such as the United Nations Convention on the
Rights of Persons with Disabilities (UNCRPD) and the United Nations Convention on
the Rights of the Child (UNCRC), along with national policies including the National
Framework for Children and Young People's Participation in Decision-Making 2021,
this guidance will offer vital support and recommendations for policy makers and
facilitators involved in the participation of disabled children and young people in
decision-making.

Young people (aged 15-24) were consulted in order to understand their perspectives
on what works and what does not work when asking disabled children and young
people to have a say in decisions that impact their lives. We also sought participants
recommendations on what should be included in guidance documents.

The key findings for the three question areas were

What works?

Theme 1: Including children in decision making
Theme 2: Creating a safe and inclusive environment
Theme 3: Adequate time for preparation

Theme 4: Thoughtful planning and flexibility

Theme 5: Inclusive language

Theme 6: Being open to learning and corrections
Theme 7: Supports for communication

Theme 8: Recognising rights

Theme 9: Presuming competence
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What doesn’t work?

Theme 1: Underestimation
Theme 2: Failure to acknowledge expertise by experience
Theme 3: Limited communication options and lack of clear explanation

What else should the guidelines include?

/ Recommendation 1: Empowering disabled children and young \
people with knowledge and autonomy

Recommendation 2: Inclusive spaces

Recommendation 3: Inclusive language

Recommendation 4: Considering individual needs
Recommendation 5: Acknowledging individual identities and
understanding intersectionality

Recommendation 6: Training for professionals

N /

Next Steps

Full details of the findings are provided in the report. The findings outlined, informed
and were included within the content of guidance documents for policy makers and
those that facilitate the participation of disabled children and young people in
decision making, with a particular focus on those who use augmentative or
alternative communication.
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Section 1: Introduction and background

The Department of Children, Equality, Disability, Integration, and Youth (DCEDIY),
Hub na nOg, and the National Disability Authority (NDA) sought the views of children
and young people on creating guidance documents for policy makers and those who
facilitate the participation of disabled children and young people in decision making,
with a particular focus on those who use augmentative or alternative communication.
The aim of the documents is to provide advice on approaching participative
consultations and initiatives in the most accessible and inclusive way possible. This
included exploring and outlining specific methodology for this purpose as well as
highlighting practical considerations needed to ensure accessibility for all children
and young people, including children and young who are non-speaking. A steering
group with representatives from Disabled Persons Organisations (DPOs) and a team
from Dublin City University’s School of Inclusive and Special Education (DCU)
supported the creation of the guidance documents.

Hub na nOg is a national centre of excellence which supports Government
Departments, State Agencies and non-government organisations in children and
young people’s participation in decision-making on issues that affect their lives, with
a particular focus on seldom-heard children and young people.

The NDA is an independent statutory body, providing evidence-based advice and
research to the Government on disability policy and practice and promoting
Universal Design.

Three individuals with relevant specialist expertise in youth participation and
consultation, behaviour analysis, communication strategies, health psychology, and
implementation science from DCU co-authored the scoping document which
informed the creation of the guidance documents.

The steering group comprises a number of stakeholders. This included
representatives from Disabled Person’s Organisations (DPQO’s).

How did the consulted young people’s views have an
influence?

Young people were consulted in order to understand their perspectives on what
works and what doesn’t work when asking them to have a say in decisions that
impact their lives and their recommendations on what should be included in the



HUB An Roinn Leanai, Comhionannais,
6 Michumais, Lanphairtiochta agus Oige
na nUg Department of Children, Equality,

Disability, Integration and Youth
YOUNG VOICES

IN DECISION MAKING

guidance documents. The findings from this consultation (see pages 13-21) informed
and were included within the content of the guidance documents. Direct quotes from
young people consulted were also included in the guidance documents. The
guidance documents created are to be used in conjunction with the National
Participation Framework.

Section 2: Methodology

To design and implement the online and in-person consultations, Hub na nOg and
the DCEDIY worked in partnership with two organisations that are members of the
Guidance Steering Group (see Appendix 1 for membership of the Project Group who
designed and/or facilitated the consultation).The team from Hub na nOg followed
best practice in consulting with children and young people, guided by the principles
of the Lundy Model (see Figure 1), and the Participation Framework. In addition, Hub
na nOg sought guidance from the NDA, a steering group with representatives from
DPOs, and a team from DCU on best practice for the inclusion of disabled children
and young people in decision-making. All Hub na nOg consultations take measures
to maximise the voice of the child and young person, ensuring they are fully informed
on the reason for the consultations, and how their views and opinions will be given
due weight within the decision-making context.

The starting points were Hub na nOg drafting online and in-person interactive
consultation methodologies following discussions with the working group with
representatives from the NDA, DPOs, and a team from DCU. The consultations with
young people were designed to gather their perspectives and insights on how to
include disabled children and young people effectively in decision-making processes
and ask young people what they felt should be included in the guidance documents.

To ensure inclusivity and facilitate meaningful participation, the questions were
provided in advance of the consultations and were framed in ways that allowed
participants to reflect and prepare their responses in advance. The question areas
were structured to address the key aspects of effective inclusion of disabled children
and young people in decision-making. Choices of questions to answer were provided
in each question area, as was suggested by representatives of the Steering Group.
The questions were divided into three distinct areas, as follows:

Question Area 1. What Works?

A. What helps when giving your views or thoughts and opinions
to adults making decisions?

B. What would help you communicate your views or opinions?
C. What works for you when you are telling an adult making a
decision what you think?
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Question Area 2: What Doesn’t Work?

A. What challenges are there when giving your views or
opinions?

B. What is not helpful when you are giving your thoughts to an
adult making a decision?

C. What makes it difficult when you are telling an adult making
a decision what you think?

Question Area 3: What else should we put in our
guidelines?

A. Is there anything else you would like to add?

B. Is there anything else you think we should put in the
guidelines?

C. What else should be in our guidelines?

2.1 Online and in-person consultations:

The consultations were conducted through a participatory approach that valued the
lived experiences and perspectives of the young people. The consultations were
facilitated using a combination of online and in-person platforms, ensuring
accessibility, preferences, and comfort for all participants.

Two of the consultations were conducted virtually using the Zoom Platform. These
consultations took place between June and July 2023. An organisation
representative was present at both online consultations to provide additional support
to the young people.

To ensure the needs and preferences of the young people were supported, an in-
person consultation also took place in July 2023. An organisation representative was
available at this consultation, if any of the young people wanted to talk with them. A
parent of one of the participants was present at this consultation to provide support
to their child.

Prior to all the sessions the young people, their parent/guardian and/or an
organisation they engaged with, received invitations to participate with details of
when and how the consultations were taking place, together with all the questions
listed above and a visual information guidebook. The visual information guidebook
contained information about the nature and purpose of the consultation, photographs
of and youth friendly biographies of the facilitators. For the in-person consultation,
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photos of the venue, the front door, and the space the consultation would take place
in were also included in the information guidebook. Options for young people were
also included in the visual information guidebook, for example the use of ear
defenders, fidget toys and a quiet space.

Both in on-line and in-person consultations the facilitators welcomed the participants
to the session and introduced the other adults in attendance: the organisation
representative and notetaker during the online sessions, and the parent, second
facilitator and note taker in the in-person consultation. They outlined why the
consultation was taking place, how the young people’s opinions will be sought and
recorded, and the audience for these views and how their views would receive due
weight in influencing decisions (i.e., Project Group creating the Guidance
Documents). Before commencing each session, to place the young people at their
ease, a short icebreaker was used after the initial introductions. At this point one of
the facilitators explained and shared the Safeguarding Statement. The facilitator
asked the young people to be respectful, share opinions in the chat box (online
consultations) and via the graffiti wall and/or post-its if it was their preference rather
than speaking (in-person consultation). They reminded the group that participation is
voluntary, all the children and young people were free to get up and walk in the
space, stim?!, use the provided sensory toys and/or use a separate space, where the
organisation representative was situated should they need them.

2.2 Data collection and analysis

Responses to the questions were collected through various methods, including
written responses (graffiti wall and post-it exercise see Figure 1 and 2) and verbal
discussions. A facilitated communication method was utilised by a parent of one of
the young people in the in-person consultation to ensure their insights and
recommendations were captured. The facilitators and note-taker ensured that all the
young people had the opportunity to express themselves in the format that best
suited their communication needs.

1 Stimming (Self-Stimulatory Behaviour): Stimming, short for self-stimulatory
behaviour, is a form of self-regulation often characterised by repetitive actions,
movements, or sounds. Examples of stimming include hopping from one foot to
another, repeating words or phrases, hand-flapping, or even subtler actions like
playing with one's hair. Stimming is crucial for autistic individuals as it helps them
regulate their emotions, navigate their environment, and manage sensory
sensitivities. Stigma and judgement often accompany public stimming, so it's
essential to normalise and accommodate this behaviour in participatory spaces to
support autistic individuals in authentic self-regulation.
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Figure 1: Graffiti wall




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

@

YOUNG VOICES
IN DECISION MAKING

Figure 3: Post-it exercises

The responses from each consultation were analysed thematically to identify
insights, challenges, and recommendations provided by the young people. The data
analysis process involved coding and thematic categorisation of each consultation
followed by synthesis of these thematic responses to distil key consultation findings.

10
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2.3 Findings presentation

The results from the consultations are presented in three main sections,
corresponding to the three question areas. Each section includes a synthesis of the
young people's responses across the three consultations, highlighting their
experiences, challenges, and suggestions related to effective inclusion of disabled
children and young people in decision-making processes. Additionally thematic
analysis of each of the consultation findings can be found in Appendices 2 to 4.

2.4 Considerations

While efforts were made to include a diverse range of young people, the
consultations might not capture the full spectrum of experiences and perspectives of
all disabled children and young people. However, the insights provided by the
participants of the consultations offer valuable guidance on how to improve the
inclusivity of decision-making processes.

Section 3: Consultation findings

3.1 Who was consulted

A total of thirteen young people (aged 15-24 years) were consulted from across the
country either via Zoom or in-person. The young people came from three out of four
of the provinces. Seven identified as female, four identified as male, two preferred
not to say.

3.2 Questions areas

The consultation findings are organised according to the three question areas
provided in advance of the consultations and then presented again during the
consultations.

11
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Question Area 1: What works?
Question Area 2: What doesn’t work?

Question Area 3: What else should we put in our guidelines?

3.3 Question area 1: What works?

The responses in this area highlighted key factors that facilitate effective inclusion of
disabled children and young people in decision-making processes. Nine themes
were identified by the young people across all the consultations.

Theme 1: Including children and young people in decision making

The young people who were consulted emphasised the importance of involving
children and young people directly in decision-making, creating an environment
where their voices are valued and respected.

"There’s no point making a decision about a child... they need to actually be
in the room saying 'this is what | think, this is how | feel'... They need to
make an environment friendly, welcoming, and understanding.”

Theme 2: Creating safe and inclusive environments

The young people advocated for an atmosphere that ensures children and young
people feel supported and allows them to share their thoughts and feelings without
judgement.

"Make sure the child feels supported, feels like they are not being judged...
It’s about creating that atmosphere”

12
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One young person highlighted the importance of creating positive experiences in
decision-making as it will enhance children and young people's confidence and
ability to engage effectively. A positive experience was believed to have both short-
term and long-term impacts.

“Promoting positive experiences in decision-making that empower the child
or young person, enhancing their confidence and ability to engage in future
decisions”.

Theme 3: Adequate time for preparation

The young people stressed the significance of providing sufficient time for disabled
individuals to prepare their responses in advance of consultations. They
recommended sharing agendas ahead of meetings to enable thoughtful and
meaningful participation.

"Having time in advance to prepare an answer... Having multiple days, even
a week, to have answers ready and how we want them is important.”

Theme 4: Thoughtful planning and flexibility

Thorough planning and consideration of individual needs were deemed crucial. The
young people suggested adapting the decision-making process to accommodate
diverse communication and accessibility requirements.

"Plan and think ‘what are these person’s needs’?... You need to take time...
Thought and planning are really important... It’s about making stuff really
flexible."

Flexibility in terms of meeting format and duration was also highlighted as beneficial.

"Different people have different opinions in terms of wanting to meet in
person, or online, or over a series of days or weeks... It's about making
stuff really flexible."

13
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Theme 5: Inclusive language

Inclusive communication practices, including using respectful and disability specific
language, were highlighted as crucial for creating a comfortable environment that
promotes open dialogue by the children and young people. One young person noted
the importance of asking children and young people how they describe themselves,
as they observed that individuals may have their own preferences regarding identity-
first or person-first language.

"Identity is first. Anyone with autism will have a different view. You can't
say it’s just one way."

Another young person emphasised the impact of professionals not using inclusive
language when consulting with them.

“They shouldn't have to face this other issue of trying to get someone to
change their language so that they feel comfortable in the space."”

Young people also mentioned that being asked about their pronouns helps them feel
at ease and comfortable.

Theme 6: Being open to learning and corrections

The importance of being open to learning from the expertise of those with lived
experiences, accepting corrections, and actively engaging with feedback was
emphasised.

“If something harmful or incorrect is said, if the young person can say
‘that isn’t correct'.... Receiving corrections, actively learning and
engaging.”

The young people underscored the need for professionals to recognise their own
limitations and willingness to learn.

14
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"Professionals might have lots of qualifications but might not understand
autism. They don’t have the lived experience."

Theme 7: Supports for Communication
Providing appropriate communication support, such as allowing time for spelling,
utilising communication aids and/or a communication partner were recommended.

"Given time to spell and, if needed, a partner to hold the laminate
board."

The young people also highlighted the need to accommodate different
communication methods and technologies, and the importance of having a trained
support person in the room.

"Do they need easy-to-read materials? Do they use assistive and
augmentative technologies?... Will a support person who is trained
to help them communicate be in the room? If not, do |, or one of my

colleagues, need to meet with them beforehand and be trained in

helping them to communicate?"

Theme 8: Recognising rights

Acknowledging and respecting the rights of children and young people was
highlighted. One young person expressed their desire for a world where everyone’s
human rights were met, where they did not need to advocate for themselves.

“f people looked at the person and gave them a chance, it would be
a better world.....we would not have to advocate for our needs, which
are human rights needs”

The children and young people urged decision-makers to consider the holistic
identities of children and young people, fostering an inclusive and understanding
world where all human rights are met.

15
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Theme 9: Presuming competence

Treating disabled children and young people with respect by presuming their
competence and communicating with them respectfully was considered essential.
One young person called for communication that mirrors interactions with any other
individual.

"... do not be condescending... Always presume competence. Talk to us
like you talk to any of your colleagues or adults.”

3.4 Question Area 2: What Doesn’t Work?

The young people shared challenges they face in being included effectively in
decision-making processes. Three themes were identified across all the
consultations.

Theme 1: Underestimation

Underestimation and condescending attitudes were identified as barriers to having a
say in decision-making. This impacted how people communicated with the disabled
children and young people.

One young person pointed out that sometimes people automatically speak slowly
when they notice their disability.

"No need to talk slowly... There’s nothing worse than being condescending
and talking to us like we’'re different, because we're not."

Another young person noted they were discriminated against due to their limited
speech.

“Some experts think that limited speech means no brain function either... |
need you to know that | have a brain exactly similar to NT [neurotypical]
people.”

16
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These sentiments regarding being underestimated were also mirrored by a parent of
a non-speaking young person who attended the in-person consultation as a support
person.

"People often assume what [daughter] is going to say and will interrupt to
say what they think she is trying to say instead of waiting... Being shoe-
boxed into a label." (Mother of a non-speaking young person)

The consulted young people discussed experiences of others underestimating their
capabilities and it impacted the opportunities they could take part in, particularly
when they have visible disabilities.

For this young person they wanted people to stop underestimating them and provide
them with equal opportunities.

"People underestimate me because I'm a wheelchair user. | should have the
same chance as an able-bodied person. They underestimate me for being
an Irish Traveller. My disability isn’t my persona. Don’t look at the chair.
Look at me. I'm very proud of my chair. They don’t see me though, they see
the chair”.

Theme 2: Failure to acknowledge expertise by experience

Some adults may not acknowledge the importance of lived experiences and may not
fully recognise that they cannot fully comprehend the realities faced by disabled
children and young people due to the unique barriers they may encounter.

One young person stressed not only should professionals acknowledge when they
do not have the same lived experience as the child or young person, but they should
also explain that they will be non-judgemental regarding what that child or young
person has to say.

"... there is a part of our daily lives that a non-disabled adult wouldn’t be able
to understand or fully empathise with....The person meeting the child won't
necessarily be able to fully understand what the person is feeling, but
acknowledging that and saying because of that, they are not going to judge,
or react, or be condescending."

17
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Another young person spoke about the impact of professionals lacking empathy or
not fully grasping their experiences.

“Lack of empathy when facing new experiences... It's a smack in the
face when you’re trying to be open about yourself and what you have
experienced in life.”

Another young person observed that though professionals can have a lot of
knowledge and understanding of theories, gaps still exist due to a lack of lived
experience.

"There can be gaps, not necessarily gaps in knowledge, but gaps in
experience because again it is that lived experience point. If you've never
lived it, yeah you can understand it in theory, but never in practice”

Theme 3: Limited communication options and lack of clear explanation

Participants pointed out challenges related to limited communication options and a
lack of acceptance of diverse communication methods.

"Only accepting one way of communication... When they assume you don't
understand and treat you like a baby."

Failure to provide clear explanations and establish trust with participants was also
mentioned.

"Not having a clear explanation... Not knowing the adult (trust)."

18
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3.5 Question Area 3: What else should we put in our
guidance?

The young people who were consulted provided additional recommendations
regarding what should be put in the guidance for including disabled children and
young people effectively in decision-making processes. There were six
recommendations in total.

Recommendation 1: Empowering disabled children and young people with
knowledge and autonomy

Informing and educating disabled children and young people about how policy
decisions could affect their lives and their rights to have a say in decisions that
impact their lives were highlighted as important elements to include in the guidance
documents.

"Disabled people need to know from as early as possible... how these
decisions are going to affect them. They need to know that they do have
the right to talk."

Recommendation 2: Inclusive spaces

The creation of inclusive and engaging spaces was also recommended to be
included in the guidance documents. One young person focused on the need to
create positive, engaging spaces where no one felt othered.

"Positive spin on things and point out similarities in people rather than
differences... Make sure content is presented in an engaging way."

Another young person spoke about establishing a comfortable and inclusive
environment for discussions and considering sensory needs and preferences.

"Help people be at ease. [The charity] provides noise-cancelling
headphones and fidget toys. It puts me at ease and takes worry off me. To
let people know stimming is okay and getting up. Put that out there at the
start."

19
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Another young person was explicit about professionals’ practices being UNCRPD
compliant.

"It’s really important that everything that the professional does with the child
is based on the UNCRPD... practices are UNCRPD compliant.”

Recommendation 3: Inclusive language

The young people who were consulted emphasised that using respectful and
inclusive language in decision-making contexts was important to include in the
guidance documents. This language should reflect what the individual being
consulted wants to use. This would limit distress and avoid alienation of disabled
children and young people.

"If the language used makes the child feel under pressure, or it’s
condescending... it’'s deeply, deeply, draining, and very, very difficult...
Language is so important.”

Recommendation 4: Considering individual needs
Considering individual needs of children and young people was also recommended
to be included in the guidance documents.

Tailoring communication aids and methods to individual children and young people’s
needs was recommended by one young person.

"A range of different communication aids and approaches based on the
young person’s individual communication needs."

Another young person also recommended using technology to support different
needs and preferences.

"Using different ways to ask people and different methods. Using
technology to have different ways to engage. Asking people who don'’t
want to attend a place like this [DPO building] or a school, via online
platforms, social media, or surveys."

20
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Recommendation 5: Acknowledging individual identities and understanding
intersectionality

The young people consulted also recommended including the importance of seeing
the whole person, all aspects of their identity when consulting with them in the
guidance documents.

This young person urged that they would be asked questions about their disability
but that it should only be one part of the dialogue, if you want to have an open
discussion all aspects of a disabled child or young person are important.

"Be humble. Ask questions... It's also about, when meeting them, they
may have other aspects to their identity that are relevant to our
conversations... It's having a really good open discussion with the child,
giving them a chance to tell someone about themselves, having an open
discussion with the child, letting them express themselves how they
want."

This young person highlighted intersectionality, how who you are is multifaceted and
all aspects of your identity are of value.

“For me and many people, being disabled isn’t just a thing of being, it's
a part of my identity, but on top of that I'm a woman, I'm a feminist, a
proud Irish speaker. I've got loads of different parts to my identity. It’s a
tapestry. None of them are less than each other, none of them are
greater in value than the other.”

Recommendation 6: Training for professionals
The young people consulted recommended that professionals who engage with
disabled children and young people should undergo specific training.

"Training should be done on how to talk to a person with a disability...
They spoke to me differently than they’d speak to a regular student.”
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3.6 Conclusion:

These views and opinions collectively provide valuable insights into the perspectives
of disabled young people on how to effectively include disabled children and young
people in decision-making processes. The findings emphasise the importance of
inclusive participative environments and approaches, respectful communication, and
a comprehensive understanding of individual needs and identities.

Section 4: Consultation evaluations

At the end of the sessions, participants were asked for their feedback on the
consultation.

Space: The majority of participants, totalling 95.8%, responded with ratings of four or
five stars in the 'space’ category. This high rating indicates that participants felt both
comfortable and included throughout the consultation process. They noted feeling
listened to from the very start, having a safe environment to express their opinions,
and appreciating the diversity of voices included. Additionally, the majority scored
five stars for feeling comfortable giving their opinions. While only a few respondents
gave lower ratings of three (2.1%) or two stars (2.1%).

Voice: In the 'voice' category, 98.6% of participants awarded four or five stars. This
underscores the participants' belief that they had ample opportunity and ways to
express their opinions and sufficient time to do so. Participants also expressed
satisfaction with the support provided to ensure their voices were heard and their
clear understanding of the discussions. Most participants indicated they had enough
information to help give their opinions, with the majority rating this section with four
or five stars. Only one participant responded with three stars in this regard.

Audience: The 'audience' category garnered positive responses, with 88.9% of
participants giving ratings of four or five stars. This indicates that most participants
had a clear understanding of who sought to hear their opinions and the reasons
behind it, contributing to a sense of transparency and purpose. Some, 8.3% of
participants responded with three stars and 2.8% responded with two stars in this
section. Most participants knew why the opinions of young people were wanted, with
the majority scoring this section five and four stars. One participant responded with
one star here. Most participants believed that facilitators were honest about what
they would try to do regarding participants' opinions. While the majority responded
with ratings of four or five stars, one participant scored this section with three stars.
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Influence: In the ‘'influence’ category, 88.9% of participants responded with ratings of
four or five stars, highlighting their understanding of the next steps for their opinions.
Similarly, most participants understood how they would be informed about the
outcomes of their opinions, as demonstrated by their ratings of four or five stars for
this statement. Most participants felt confident that what they said during the
consultation would be taken seriously, with ratings of four or five stars. Only one
participant responded with three stars in this section.

Participant Comments: Some participants provided additional comments. One
young person expressed a desire for 'more time to discuss thoughts and ideas.’
Another participant suggested an 'earlier start time," proposing '1 o’clock’ as an ideal
time. One participant wished they had 'talked more." When asked about the best
aspects of the day, one participant mentioned 'getting to discuss what works for me
and for other autistic people when speaking about autism." Another praised the 'time
given to prepare answers' and the 'different ways to communicate opinions.' A
participant highlighted that 'everyone got a chance to speak," which stood out to
them. The 'format’ of the day also received praise, with one participant expressing
'the ice breaker and sticky/graffiti wall to write on’ were the best things about the day.

In conclusion, the collated evaluation from the young people paints a favourable
picture of the consultations. The feedback highlights a sense of inclusion, safety, and
understanding that permeated the discussions. The participants appreciated the
opportunity to voice their opinions, the supportive environment that facilitated their
input, and the transparent communication about the purpose and how their views
would be shared and given due weight.

23



(5)

YOUNG VOICES
IN DECISION MAKING

Section 5: Appendices

Appendix 1: Project group members

The project team was:

Shane Kelly- DCEDIY

Darragh McCabe- DCEDIY
Kate Jones- Hub na nOg
Bernie Mc Hugh- Hub na nOg
Deborah Sheridan- Hub na nOg
Sarah Quigley- Hub na nOg
Maeve O Reilly- NDA

Niamh Mellerick- AS | AM
Paula Soraghan- ILMI

Claire Kenny- ILMI

Dr. Alexis Carey-DCU

Dr. Sylwia Kazmierczak-Murray-DCU
Kathryn O’ Mahony-DCU
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Appendix 2: Coding of Consultation One 7/07/23

Question 1: What works

Theme: Inclusive communication and pronoun awareness

The importance of inclusive communication and being mindful of pronouns to create
a welcoming and comfortable environment.

Example Quote:

"Because | had the chance to give my pronouns... It makes me feel at ease,
comfortable and like my wellbeing is being looked after.”

Theme: Listening and asking questions
The significance of actively listening and asking questions to understand the needs
and perspectives of disabled children and young people.

Example Quote:

“Being asked questions shows listening and thinking about what was being said.

Theme: Providing support for communication

The need to provide appropriate support for communication, such as allowing
sufficient time for spelling or using communication aids.

Example Quote:

"Given time to spell and, if needed, a partner to hold the laminate board."
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Theme: Awareness of assumptions and prejudices
Highlighting the importance of professionals being aware of their assumptions and
prejudices about disabled individuals and being open to learning.

Example Quote:

"Professionals might have lots of qualifications but might not understand autism.
They don’t have the lived experience.”

Theme: Recognising individual identities
Acknowledging and respecting the individual identities of disabled children and
young people, beyond their disability.

Example Quote:

"ldentity is first. Anyone with autism will have a different view. You can’t say it’s
just one way."

Theme: Providing adequate time for preparation in advance of the consultation
Allowing sufficient time for disabled individuals to prepare their responses and
providing agendas in advance for meetings.

Example Quote:

"Having time in advance to prepare an answer... Having multiple days, even a
week, to have answers ready and how we want them is important.”

Theme: Being open to learning and corrections
Encouraging adults to be open to learning, the expertise of those with lived
experience and accepting corrections when needed.

Example Quote:

“If something harmful or incorrect is said, if the young person can say “that isn't
correct’.... Receiving corrections, actively learning and engaging.”
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Theme: Creating familiar and accessible environments
Ensuring that the meeting space is familiar and accessible for disabled individuals.

Example Quote:

"I need a place that is familiar to me... | need people to respect me as | am a
lovely girl."

Question 2: What doesn’t work

Theme: Assumptions and prejudices
Negative assumptions and prejudices about disabled individuals, such as assuming
their capabilities based on visual appearance or preconceived notions.

Example Quote:

"People often assume what [daughter] is going to say and will interrupt to say
what they think she is trying to say instead of waiting... Being shoe-boxed into
a label.”

Theme: Negative media representation
The negative impact of media representation of autism, which can perpetuate
stereotypes and affect how others perceive and treat autistic individuals.

Example Quote:

"Negative representation in the media... Most characters with autism are
similar in media, but in real life they are different.”

Theme: Lack of understanding and empathy
Lack of empathy and understanding when facing new experiences or discussing
challenges faced by disabled individuals, leading to undermining their experiences.

Example Quote:

"Lack of empathy when facing new experiences... It's a smack in the face
when you’re trying to be open about yourself and what you have
experienced in life”
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Theme: Dismissing experiences
Dismissing or downplaying the experiences of disabled individuals because they
might not be perceived as severe as others.

Example Quote:

"People dismissing our experiences because they’re 'not as bad as other

peoples'.

Theme: Limited communication options
Restricting communication options and not accepting various ways of communication
used by disabled individuals.

Example Quote:

"Only accepting one way of communication... When they assume you don't
understand and treat you like a baby."

Theme: Lack of clear explanation and trust
Not providing clear explanations or building trust with the individuals involved in
decision-making.

Example Quote:

"Not having a clear explanation... Not knowing the adult (trust)."

Theme: Underestimating capabilities
Underestimating the capabilities and intelligence of disabled individuals based on
limited speech or visible disabilities.

Example Quote:

"Some experts think that limited speech means no brain function either... |
need you to know that | have a brain exactly similar to NT people."
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Question 3: What else should we put in the guidelines?

Theme: Encouraging open conversations

Encouraging open and inclusive conversations where children and young people feel
comfortable expressing their thoughts and opinions without fear of judgement or
consequences.

Example Quote:

"Encouragement to have an open conversation. You assume they’re going to
ask questions and you answer. It’s like a cop/criminal thing. It’s like being in
the principal’s office."

Theme: Providing potential options and solutions
Offering potential options and solutions to discussions rather than just listing
problems, promoting a positive and proactive approach to decision-making.

Example Quote:

"Share options potential and solutions... If someone says ‘| don't like this’ |
immediately think of a solution. So in these situations, | want to suggest solutions."

Theme: Diverse communication aids
Recognising and supporting diverse communication aids and methods for children
and young people to ensure their voices are heard and understood.

Example Quote:

"A range of different communication aids and ways of talking. Not just getting
one opinion."

Theme: Creating a comfortable environment
Establishing a comfortable and inclusive environment for discussions, considering
the sensory needs and preferences of children and young people.

Example Quote:

"Help people be at ease. [The charity] provides noise-cancelling
headphones and fidget toys. It puts me at ease and takes worry off me. To
let peonle know stimmina is okav and aettina up. Put that out there at the
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Theme: Focusing on similarities and engaging content
Emphasising similarities among individuals and presenting engaging content to
foster understanding and inclusivity.

Example Quote:

"Positive spin on things and point out similarities in people rather than
differences... Make sure content is presented in an engaging way."

Theme: Using multiple communication methods
Utilising various communication methods and technology to engage different
individuals, ensuring inclusivity in decision-making processes.

Example Quote:

Using different ways to ask people and different methods. Using technology
to have different ways to engage. Asking people who don’t want to attend a
place like this or a school, via online platforms, social media, or surveys."

Theme: Promoting an open mindset
Encouraging the audience/facilitator to approach discussions with an open mind and
willingness to learn about autism and individual experiences.

Example Quote:

"Encourage the audience to have an open mind about autism... It’s not
maths class, we don’t need to focus on a discussion. We can just come
toaether.”
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Theme: Considering individual communication needs
Recognising the importance of individualised communication approaches tailored to
each young person's specific needs.

Example Quote:

"A range of different communication aids and approaches based on the
young person’s individual communication needs."

Appendix 3: Coding of Consultation Two 28/06/23

Question 1: What works

Theme: Child-centred decision making

Involving the child or young person directly in the decision-making process,
acknowledging their knowledge and experiences as the most crucial input for
decisions that affect them.

Example Quote:

"There’s no point making a decision about a child... they need to actually be
in the room saying 'this is what | think, this is how | feel'... They need to
make an environment friendly, welcoming, and understanding."”

Theme: Presuming competence and avoiding condescension

Treating disabled children and young people with respect, presuming their
competence, and communicating with them in a manner similar to how one would
talk to any other person without condescension.

Example Quote:

"For the love of Jesus, do not be condescending... Always presume
competence. Talk to us like you talk to any of your colleagues or adults."
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Theme: Thoughtful planning and flexibility

Conducting thorough planning for the decision-making process, considering
individual needs and preferences, and offering flexibility in various aspects to
accommodate diverse communication and accessibility requirements.

Example Quote:

"Plan and think ‘what are these person’s needs’?... You need to take time...
Thought and planning are really important... It’s about making stuff really
flexible."

Theme: Creating an inclusive environment

Ensuring the decision-making environment is inclusive, safe, and supportive,
considering different communication aids and providing support persons when
needed.

Example Quote:

"Make sure the child feels supported, feels like they are not being judged...
It’s about creating that atmosphere, watching the language that’s being used,
making sure it is appropriate language for the age of the child and their
maturity level."

Theme: Offering various communication options
Providing a range of communication options and methods to facilitate effective
communication during the decision-making process.

Example Quote:

"Create, for lack of a better term, a menu of options... You can pick two
starters, you can throw one of the options out the window if it doesn’t work the
first time. We won't judge you. We’ll go back to the drawing board and find
another option."
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Theme: Addressing accessibility and accommodations

Addressing specific accessibility needs and accommodations, such as providing
easy-to-read materials, using assistive technologies, and arranging different meeting
formats based on individual requirements.

Example Quote:

"Do they need easy to read materials? Do they use assistive and
augmentative technologies?... Will a support person who is trained to help
them communicate be in the room? If not, do |, or one of my colleagues, need
to meet with them beforehand and be trained in helping them to
communicate?"

Theme: Considering diverse perspectives and preferences

Recognising that different individuals may have varying communication preferences
and needs and ensuring these are considered and respected during the decision-
making process.

Example Quote:

"Different people have different opinions in terms of wanting to meet in
person, or online, or over a series of days or weeks... It's about making stuff
really flexible."

Theme: Empowering positive experiences
Promoting positive experiences in decision-making that empower the child or young
person, enhancing their confidence and ability to engage in future decisions.

Example Quote:

"If they have a positive experience... that will have a positive impact on the
child, not just in the short term, but in the long term."
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Question 2: What doesn’t work

Theme: Lack of understanding and empathy

Non-disabled adults lack a full understanding of the barriers and challenges faced by
disabled children, leading to a lack of empathy and difficulty in fully grasping their
experiences.

Example Quote:

"... there is a part of our daily lives that a non- disabled adult wouldn’t be able
to understand or fully empathise with.... The person meeting the child won'’t
necessarily be able to fully understand what the person is feeling, but
acknowledging that and saying because of that, they are not going to judge, or
react, or be condescending."

Theme: Failure to acknowledge lived experience can cause young people to
feel isolated

Some adults may not acknowledge the importance of lived experiences and may not
fully recognise that they cannot fully comprehend the realities faced by disabled
children due to the unique barriers they encounter.

Example Quote:

"It is about the person being open about that and being willing to accept
that...They are to facilitate and be a support to somebody instead of working
against them and making them feel isolated."

Theme: Condescension and stereotyping
Some adults may be condescending and treat disabled children differently,
perpetuating stereotypes.

Example Quote:

"No need to talk slowly... There’s nothing worse than being condescending and
talking to us like we’re different, because we’re not."
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Theme: Failure to recognise knowledge gaps

Some adults may not acknowledge the gaps in their understanding of the
experiences and perspectives of disabled children, leading to potential
misunderstandings or misjudgements.

Example Quote:

"There can be gaps, not necessarily gaps in knowledge, but gaps in experience
because again it is that lived experience point. If you've never lived it, yeah you
can understand it in theory, but never in practice."

Question 3: What else should we put in the guidelines?

Theme: Conducting research and seeking understanding

Adults should take the initiative to research and understand the specific disabilities of
the children they are working with to facilitate effective communication and decision-
making.

Example Quote:

"Just because you’re qualified, doesn’t mean you know each disability... Be
humble. Ask questions."

Theme: Acknowledging multiple identities and values

It is essential to view disabled children as full human beings with multiple aspects to
their identities, and to consider their values and personal beliefs when making
decisions.

Example Quote:

“For me and many people, being disabled isn’t just a thing of being, it’s a part of
my identity, but on top of that I'm a woman, I'm a feminist, a proud Irish
speaker. I've got loads of different parts to my identity. It’s a tapestry. None of
them are less than each other, none of them are greater in
value than the other”.
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Theme: Empowering disabled children with knowledge and autonomy
Disabled children should be informed and educated about the decisions being made
that may impact their lives, and they should be given the autonomy to express their
preferences and patrticipate in the decision-making process.

Example Quote:

"Disabled people need to know from as early as possible... how these
decisions are going to affect them. They need to know that they do have the
right to talk."

Theme: Utilising disability equality training and human rights principles
Professionals involved in decision-making should undergo disability equality training
and base their practices on human rights principles, specifically the UN Convention
on the Rights of Persons with Disabilities (UNCRPD).

Example Quote:

"It’s really important that everything that the professional does with the child is
based on the UNCRPD... practices are UNCRPD compliant.”

Theme: Mindful language and communication

The language used in decision-making contexts should be respectful, empowering,
and inclusive, avoiding terms that might make disabled children feel othered or
condescended.

Example Quote:

"If the language used makes the child feel under pressure, or it'’s
condescending... it's deeply, deeply, draining, and very, very difficult...
Lanauaae is so important.”
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Appendix 4: Coding of Consultation Three: 4/07/23

Question 1: What works

Theme: Use simple and accessible language

Adults should use simple and easy-to-understand language when communicating
with children and young people to ensure they can actively participate in decision-
making.

Example Quote:

"Use simple language as much as possible. As in, ‘easy read’. Like that.
Children and young people won't understand a lot of technical long words or
verv specific terms."

Theme: Respect and involve the disabled individual

Medical professionals and educators should treat disabled children and young
people as individuals with autonomy, seeking their input and consent rather than
directing conversations towards their parents or guardians.

Example Quote:

"l understand some of the lingo from being in the hospital a lot, but even with
basic terms, they would direct it to my mam... She would say to them that |
understand and to direct it to me, but they didnt."

Theme: Empowerment and autonomy

Disabled children and young people should be encouraged to be independent and
take charge of their healthcare and decisions, without constantly relying on their
parents.

Example Quote:

"We shouldn’t have to have our parents with us or rely on them for absolutely
everything... It's time for them to have a break and not have to worry that | am
being looked after by my doctor."
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Theme: Improve communication skills

Medical professionals and practitioners should improve their communication skills,
make eye contact, and actively listen to the disabled person to create a more
positive and inclusive experience.

Example Quote:

"If they gave you eye contact and asked 'How can we help you?'... I've had
SO0 many experiences and that stuck with me - ‘they don’t want to look at me".
It’s very uncomfortable.”

Theme: Supportive peer networks

Peer support networks, like the (name removed) and Disabled People's
Organisations (DPOs), can provide a sense of belonging, understanding, and
empowerment for disabled young individuals.

Example Quote:

"The (name removed) makes me feel less lonely in the world... I've made so
many good friends since joining the (name removed) and DPO. Even one
year ago | didn’t know many people.”

Theme: Utilising written communication
Written communication, such as email, can be a helpful tool for disabled individuals
when discussing important matters like funding, hours, or other relevant issues.

Example Quote:

"Having it in an email if it’s for professors or government people, like hours,
etc. It’'s a good way to show you have proof that you did email."

Theme: Ensuring Accessible Facilities
Ensuring accessibility, such as accessible toilets with a hoist, can promote inclusivity
and accommodate the needs of disabled individuals.

Example Quote:

28 "Having accessible toilets with a hoist”
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Question 2: What doesn’t work

Theme: Lack of communication and explanation
Adults often fail to communicate effectively with disabled children and young people,
leading to confusion and frustration in accessing necessary supports and services.

Example Quote:

"If they were giving answers, they wouldn’t explain why it’s so complicated. If
they explained why, it might make more space."

Theme: Limited autonomy and rights

Disabled individuals are still not seen as fully autonomous beings, and their rights to
necessary assistance and support are not recognised adequately, leading to barriers
in education and other areas.

Example Quote:

"Disabled people still aren’t viewed as full autonomous beings... Assistance
still isn’t a right in Ireland... It’s more beneficial when they’re linked into the
DPO."

Theme: Challenges in accessing support

Disabled individuals face difficulties in accessing personal assistants (PAs) and other
support services, hindering their ability to pursue education and participate in social
events independently.

Example Quote:

"It’s sickening to me that | can’t just go to college. | have to prepare every part
of life just to get education... If there was a wheelchair user, for example, and
they’re new to this. It might scare you off."
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Theme: Underestimation and stereotyping

Disabled individuals often face underestimation and stereotyping, leading to unfair
judgments about their abilities and potential.

Example Quote:

"People underestimate me because I'm a wheelchair user. | should have the
same chance as an able-bodied person. They underestimate me for being an
Irish Traveller. My disability isn’t my persona. Don’t look at the chair. Look at
me. I’'m very proud of my chair. They don’t see me though, they see the chair.

Theme: Inadequate accessibility

The lack of accessibility in public spaces, transportation, and facilities creates

significant challenges for disabled individuals, limiting their freedom and
independence.

Example Quote:

"Even though there’s wheelchair accessible toilets, a lot of the time on a long
day trip, 99% of the time | don’t use the bathroom. There’s no accessible toilet
in Kerry with a hoist."

Theme: Exclusion from decision-making
Disabled individuals are often excluded from conversations and decisions that
directly impact their lives, leading to the neglect of their needs and rights.

Example Quote:

"If a disabled person was part of the conversation, these problems would not

exist. We would not have to advocate for our needs, which are human rights
needs."

40




HUB An Roinn Leanai, Comhionannais,
6 Michumais, Lanphairtiochta agus Oige
na nUg Department of Children, Equality,

Disability, Integration and Youth
YOUNG VOICES

IN DECISION MAKING

Question 3: What else should we put in the guidelines?

Theme: Training on communication and inclusion

Adults should receive training on how to communicate effectively with disabled
children and young people, avoiding condescension and treating them equally in
educational settings.

Example Quote:

"Training should be done on how to talk to a person with a disability... They
spoke to me differently than they’d speak to a regular student.”

Theme: Improving accessibility
Guidelines should prioritise accessibility to enable disabled children and young
people to participate fully in various activities without facing barriers.

Example Quote:

"l can only get the train, | need to look for a wheelchair-friendly taxi. It’s
discouraging. It goes back to my point that we cannot be spontaneous
because Ireland is not set up and supports aren’t set up to support us."

Theme: Challenging low expectations

Guidelines should address and challenge the low expectations and assumptions
placed on disabled individuals, providing equal opportunities for education and
employment.

Example Quote:

"There’s low expectations placed on a lot of us and assumed that we won'’t
be able to do a lot... Often they’re not getting the same education or job
prospects because of the opinions able-bodied people place on them."
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Theme: Advocacy and clear communication

Advocacy and clear communication play a crucial role in ensuring that disabled
individuals receive the necessary support and services, and guidelines should
emphasise the importance of transparent communication.

Example Quote:

"Advocating and clear communication plays a big part. My Tuesday and
Thursday hours are only coming in with the (name removed). They were
granted a few months ago, but only starting to be used because it’s still
in the planning process. | wish people gave good communication from
the get-go.”

Theme: Personalised support

Guidelines should recognise the need for personalised support and accommodations
for disabled children and young people to ensure their full participation and
independence.

Example Quote:

"Even going to someone’s house, what if the doors are narrow?"

Theme: Dismantling stereotypes

Guidelines should promote dismantling stereotypes about disabled individuals,
encouraging inclusivity and providing equal opportunities for social engagement and
participation.

Example Quote:

“This speaks to the limited decisions we can make in life. There’s low
expectations placed on a lot of us and assumed that we won't be able to
do a lot. A lot of disabled people can internalise that and think that we’re
the problem, particularly as it’'s an adult/professional saying it. It’s not the

case though”
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