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[bookmark: _Toc179376006][bookmark: _Toc196921390][bookmark: _Toc223604956]Statement on Language
[bookmark: _Hlk187930732]In this report, we use the terms “persons  with disabilities” and “disabled people” interchangeably. This reflects the use of person-first and identify-first language within Ireland. Person-first language is commonly used in disability services and reflects the language used in the UNCRPD (persons with disabilities). Identity-first language acknowledges the fact that people with an impairment are disabled by barriers in the environment and society and so aligns with the social and human rights model of disability (disabled people). We also acknowledge that some people do not identify with either term.
For further information on disability-related language and terminology, please refer to the NDA’s Advice Paper on Disability Language and Terminology.[footnoteRef:1] [1:  https://nda.ie/publications/nda-advice-paper-on-disability-language-and-terminology ] 



[bookmark: _Toc223604957]Abbreviations 

	Abbreviation
	Definition 

	AAC
	Augmentative and Alternative Communication 

	ACCPC
	Augmentative Communication Community Partnerships Canada

	AGOSCI
	Australia’s Group Supporting Communication Inclusion

	AASPIRE
	Academic Autism Spectrum Partnership in Research and Education

	ASAN
	Autistic Self-Advocacy Network

	CRC
	Cooperative Research Centre 

	DCEDIY
	Department of Children, Equality, Disability, Integration and Youth

	DSMAT
	Disability Services Application Management Tool

	ESRC
	European Social Research Council 

	HSE
	Health Service Executive

	IASLT
	Irish Association of Speech and Language Therapists

	ISL
	Irish Sign Language 

	NASS
	National Ability Support System

	PECS
	Picture Exchange Communication System

	RCSLT
	Royal College of Speech and Language Therapy 

	RPM
	Rapid Prompting Method

	UK
	United Kingdom

	UNCRPD
	UN Convention on the Rights of Persons with Disabilities 




[bookmark: _Toc223604958]Executive Summary
[bookmark: _Toc223604959]Introduction 
This literature review was conducted to support Action 82 of the Autism Innovation Strategy which involves examining best practice in providing public services to non-speaking or minimally speaking autistic people. The needs of non-speaking and minimally speaking persons with disabilities have been established as a priority due to a growing awareness of the barriers they face when accessing mainstream public services. 
Aim 
The aim of this review was to provide a robust evidence base for neuro-affirmative practice in supporting non-speaking and minimally speaking autistic and disabled people to access public services. The aim was also to examine best practice in providing public services to this group of the population. This information will inform the development of good practice guidance for communicating with non-speaking or minimally speaking autistic and disabled people.  
The research questions are:
1. What does it mean to be non-speaking or minimally speaking?
2. What percentage of the autistic community falls within this category? 
3. What is the extent of the overlap between autism and other disabilities which may result in communication needs? 
4. What is Augmentative and Alternative Communication?  What guidance exists in relation to communicating with AAC users? 
5.  What guidance or good practice exists in relation to AAC users accessing public services? 
6. To what extent are non-speaking or minimally speaking people  represented within the literature? Why do gaps exist and how might these be bridged? 
[bookmark: _Toc223604960]Methodology
A systematic search was performed across a number of electronic academic databases, and grey literature sources. Studies were included if they met the following criteria: (a) Focused on public services (b) Focused on the engagement of autistic people and other persons with disabilities who are non-speaking or minimally speaking. 
The selected studies were screened for relevance based on the titles and abstracts. Full-text articles of potentially relevant studies were retrieved and further assessed for eligibility according to the inclusion and exclusion criteria. 
After screening against eligibility criteria, data extraction was performed to capture key information, including the type of article and the jurisdiction. A narrative synthesis approach was employed to summarize and integrate findings across the included studies.
[bookmark: _Toc223604961]Findings
This review found that while a relatively small number of autistic people lack functional speech, the term non-speaking or minimally speaking also extends to those who cannot speak reliably or completely. Different terminology is used to describe this group, which falls into the category of a communication disability. Philosophies of total or inclusive communication can support autistic people.  Communication disabilities are common among those with neurodevelopmental disabilities, such as intellectual disabilities, who may also be autistic. 
Many non-speaking or minimally-speaking people use or could benefit from some form of Augmentative and Alternative Communication (AAC) in their daily life, such as sign language, communication boards or speech-generating devices or apps. This review found examples of good practice relating to health and social care settings in UK, Australia and the USA. This included the use of communication passports, health toolkits and guidance for professionals. In Ireland, the HSE’s health passport includes a section on communication supports. There was also good practice for communication disabilities more generally in Canada, Victoria Australia and the UK, relating to accessibility standards. However, little of this related to accessing mainstream public services. 
In terms of healthcare, the literature identified the importance of providing reasonable accommodation and being flexible in meeting the communication needs of autistic people and other AAC users. In the employment context, training for job coaches was found to improve attitudes towards AAC users. The literature highlighted the importance of a strengths-based approach which respects the right of autistic people to use different types of AAC on their own terms. This means recognising that non-speaking individuals may wish to use different types of AAC at different times and should not be discriminated against for doing so. The literature also identified examples of AAC etiquette. While not specifically relevant to public services, the same principles can be applied in different contexts. For example, allowing additional time to communicate, speaking directly to the AAC user in a respectful way, and discussing one topic at a time. 
 
Within the literature there was a lack of information about the nature of the communication needs that autistic people have. This posed a challenge for the research team when identifying relevant studies. Notably, those with cooccurring conditions, such as intellectual disabilities also tended to be excluded from studies altogether, or to participate by proxy. Ethical and logistical challenges explain the poor representation of this group within the literature. It is important to recognise the capacity of non-speaking people to make decisions and to represent their own views with appropriate support. Researchers should develop inclusive methodologies to facilitate meaningful participation. 
[bookmark: _Toc223604962]Conclusion
This review was limited by a lack of information around the communication profiles of participants included in the studies reviewed. A broad understanding of what it means to be non-speaking or minimally speaking was developed from the literature. This includes AAC users with different types of communication disabilities. Ultimately, the bulk of international good practice for this group was located within health and social care settings, rather than mainstream public services. Non-speaking people are poorly represented within the literature and further work is required to ensure they can engage with inclusive research. 


[bookmark: _Toc223604963]Introduction
In August 2024 the then Department of Children, Disability and Equality (DCEDIY) published Ireland’s first Autism Innovation Strategy. (1).[footnoteRef:2] This literature review was developed to support Action 82 of this strategy which is  [2:  Now called the Department of Children, Disability and Equality] 

“To provide a robust evidence base for neuro-affirmative practice in supporting non-speaking and minimally speaking autistic people to access public services, we will commission research to examine best practice in providing public services to non-speaking or minimally speaking autistic people. This research will be co-designed with autistic people.”  
This action arose from the consultations conducted with autistic people to inform the strategy. The initial consultation report identified the need for public services to better align with the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) Article 21(Access to Information) for non-speaking or minimally speaking autistic people. It also recognised the importance of fostering respect and understanding for those who use alternative and augmentative communication (AAC). This includes ensuring access to robust communication options. (2) A targeted consultation was also carried out with autistic non-speaking or minimally speaking individuals.(3) 
The Autism Innovation Strategy clearly outlines the challenges autistic people face across all sectors of society including in education, employment, social participation and in accessing relevant supports.(1) Research from AsIAm, a national autism charity in Ireland, highlights negative experiences autistic people have in accessing public services.(4) People who are minimally speaking or non-speaking face even more challenges and exclusion. 
This paper set out to further knowledge around non-speaking and minimally speaking people and was used to inform guidance for public services when communicating with non-speaking or minimally speaking disabled people.[footnoteRef:3]   [3:  NDA Guidance to Support Non-Speaking and Minimally Speaking People to Access Public Services ] 

Aim
This aim of this literature review is to provide a robust evidence base for neuro-affirmative practice in supporting non-speaking and minimally speaking people to access public services. It will examine best practice in providing public services to non-speaking or minimally speaking people. 
The research questions are:
1. What does it mean to be non-speaking or minimally speaking?
2. What percentage of the autistic community falls within this category?
3. What is the extent of the overlap between autism and other disabilities which may result in communication needs? 
4. [bookmark: _Hlk211586299]What is Augmentative and Alternative Communication?  What guidance exists in relation to communicating with AAC users? 
5.  What guidance or good practice exists in relation to AAC users accessing public services? 
6.  To what extent are non-speaking or minimally speaking people represented within the literature? Why do gaps exist and how might these be bridged? 
[bookmark: _Toc223604964]Methodology 
[bookmark: _Toc223604965]Search strategy
A search was performed using the following electronic databases; Medline, SocIndex, and Google Scholar. A librarian was also consulted on the search terms and executed a search across the database platforms EBSCO and ProQuest.
The search strategy utilised a combination of relevant keywords, such as
“non-speaking autistic” “minimally-speaking autistic” “communication disability” “non-speaking disabled person”  “Alternative and Augmentative Communication” “AAC users” “public services” “best practice” and variations thereof.[footnoteRef:4] [footnoteRef:5]  Boolean operators (e.g., AND, OR) were employed to refine the search and maximize the retrieval of pertinent literature.  [4:  The review used variations of key terminology to reflect the variation in language used today. For example, autism/autistic, non-speaking/non-verbal, person with a disability/disabled person ]  [5:  This review uses a broad definition of public service. This includes areas such as housing, social protection, heritage and local government. ] 

The reference lists of key documents were searched for additional relevant documents. Grey literature sources were also searched for guidelines regarding providing public services to autistic and disabled AAC users who are non-speaking or minimally speaking. These include government websites, advocacy organisations and research collectives. 
The research team also searched the websites of representative bodies of speech and language therapists in Ireland, UK, USA, Canada, Australia and New Zealand for relevant documents. 
[bookmark: _Toc223604966]Inclusion and Exclusion Criteria 
[bookmark: _Hlk198282704]Studies were included if they met the following criteria: (a) Focused on public services, (b) Focused on the engagement of autistic people and other persons with disabilities who are non-speaking or minimally speaking. 
Studies were excluded if they met the following criteria: (a) Primarily focused on disabilities not related to communication (b) Primarily focused on autistic or other disabled people who have little or no communication needs.
[bookmark: _Toc197417191][bookmark: _Toc223604967]Data Extraction 
The selected studies were screened for relevance based on the titles and abstracts. Full-text articles of potentially relevant studies were retrieved and further assessed for eligibility according to the inclusion and exclusion criteria. Data extraction was performed to capture key information. 
[bookmark: _Toc223604968]Synthesis 
A narrative synthesis approach was employed to summarize and integrate findings across the included studies. Themes, patterns, and commonalities were identified to highlight the current knowledge and gaps in the literature regarding the needs of non-speaking autistic people when accessing public services. 
[bookmark: _Toc223604969]Findings
[bookmark: _Toc223604970]Definition
The definition of non-speaking or minimally speaking used within the Autism Innovation Strategy is as follows: 
“autistic people who may not use spoken words, who may use some spoken words, or who may not use spoken words all of the time.”
Donaldson suggests considerable variation in definitions of speech capability and preference within the autistic community.(5) In one instance, minimally speaking was described as fewer than twenty functional words,(6) whereas, in another case, minimally speaking  was described as using less than fifty words, with limited speaking defined as using more than fifty words.(7) Zisk and Dalton propose three useful subcategories of speech experienced by autistic adults.(8) For the purposes of this literature review, these may be encompassed within the term minimally speaking: 
A) Intermittent speech: The person can speak sometimes, but not always. 
B) Unreliable speech: The person may say things which do not match their preferences or intended meaning. 
C) Insufficient speech: The person can speak orally and accurately, but not completely. 
Autistic people who are minimally speaking can engage in several different types of speech. These can be spontaneous or scaffolded[footnoteRef:6], and may or may not form part of a dialogue. For example, self-initiated conversation is part of a dialogue, while echolalia (the repetition of words spoken by another) is not.(9) [6:  Scaffolds are informal frameworks that support language acquisition. For example, social scripts or supported conversation. https://www.bell-foundation.org.uk/resources/great-ideas/scaffolding/ ] 

[bookmark: _Toc223604971]Prevalence
This section presents the prevalence of non-speaking or minimally speaking autistic people and also examines levels of co-occurrence with other conditions. 
The UK based Health Policy Partnership notes that approximately 25-30% of autistic people do not have functional speech.(10) Previously, this figure was thought to be as high as 50%. The change is due to increased recognition of autism among those capable of speech, as well as improved early intervention for those who may not have otherwise developed spoken language.(11)
Age and number of words used combine to determine whether someone is non-speaking or minimally speaking. This is because while toddlers may be considered pre-speaking, older children are much less likely to learn to speak if they haven’t started from a young age. (11)
Among those autistic people who can speak to a certain extent, there is a cohort whose ability to speak may be negatively impacted due to stress or anxiety, including in healthcare settings. Situational mutism is a type of intermittent speech, where autistic people are unable (not unwilling) to speak with words or their ability to use words is significantly impeded. It is often associated with reduced processing capacity due to sensory overload. The experience of situational mutism emphasises  the need for professionals to understand communication differences and promote the use of AAC.(12,13)
Research shows a high level of co-occurring conditions among autistic people. Figures from the National Ability Support System (NASS) from 2022 show that 58% of children presenting for disability services who were registered on the system[footnoteRef:7] were autistic of which 53% had a primary diagnosis of autism and 5% had a secondary diagnosis of autism. One-third of children registered on NASS had a primary diagnosis of intellectual disability. This compares to two-thirds of adults on NASS having a primary diagnosis of intellectual disability with just 5% of adults having a primary diagnosis of autism.(14) [7:  Note that at the time of reporting, the data returned for children by the newly established Children’s Disability Network Teams (CDNTs) was less complete than the data provided by service providers for adults accessing HSE disability-funded services.] 

NASS figures showed that almost two-fifths of registered adults had an additional disability recorded, including 10% with a speech or language disability. Figures also showed 6% of registered children had an additional speech or language disability.(15) 
In 2019, up to 40% of new Adult Day Service users were autistic. Figures from the Disability Services Application Management Tool (DSMAT) in 2021 show that 30% of those seeking disability services had an autism diagnosis, three-quarters of those were assessed as needing higher staff ratios due to challenging behaviour, with 46% needing at least 1:1 staffing.(14) 
The literature suggests that between one-third and half of autistic people have an intellectual disability.(16) A similar number of people with Down Syndrome have a dual diagnosis of autism. Historically, recognition rates were lower as children were diagnosed with Down Syndrome at birth and professionals tended not to look for other reasons for developmental delays.(25) This is a type of diagnostic overshadowing.(26) The HSE estimates that up to 90% of adults with intellectual disabilities require support with communication. (17)
Many different types of neurodivergent people may be minimally speaking or non-speaking, autistic or otherwise. For instance, one in five people with Cerebral Palsy have communication issues. The severity of these issues can be measured using an assessment tool such as the Communication Function Classification System.(18) Research from the Autism and Developmental Disabilities Network in the United States shows that 7% of people with CP are also autistic.(19)
Other examples of different neurotypes which may result in communication-related disabilities include Tourette’s syndrome, apraxia of speech, traumatic brain injuries, Parkinson’s disease or Multiple Sclerosis.(20) 
The National Disability Survey 2006 in Ireland provided a snapshot of more than 35,000 people with speech difficulties in Ireland. Almost half, 48% had a moderate level of difficulty in being understood, 34% reported a lot of difficulty and the remaining 18% reported that their speech could not be understood by others at all. Of the speech difficulties identified, 7% were attributed to being autistic. Half of people with a speech difficulty had a lot of difficulty or could not communicate at all with persons providing everyday services. Less than half (40%) of people reported using at least one communication aid (including speech therapy) while a further 27% reported needing at least one aid.(21) 
Some autistic people who are non-speaking may exhibit what can be described as challenging, concerning or distressing behaviour. All behaviour serves a function and not being able to communicate experiences or needs can cause frustration or anger, resulting in distressed behaviour. This can be physically aggressive or otherwise harmful to the person, or those around them. (22)
[bookmark: _Toc223604972]Language & Terminology
This paper makes conscious use of the term non-speaking, as opposed to non-verbal. That is because to say that someone is non-verbal is to say that they are without words or language generally. This may not be the case because someone who is non-speaking may have words and language but doesn’t use spoken language.(23)
There is a lack of literature which refers explicitly to the communication needs of those autistic people who are non-speaking. Instead, general guidance is provided for professionals working with autistic people with regard to communication and interaction. (24) The NDA’s Customer Communication Toolkit for the Public Services takes a Universal Design approach to communication, referring to different types of communication rather than different types of disabilities.(25)
The literature also refers to those with communication support needs. These are people who “need support with understanding, expressing themselves or interacting with others.”(26) Other commonly used terms include communication disabilities or speech disabilities.(23,27)
Autistic people have spoken out against the use of terms such as “profound autism” to describe those with co-occurring conditions who may require different types and levels of support, including communication support. Some autistic people also dislike saying people have complex communication needs, They suggest it may be more practical to use descriptive statements, (28) for example, people that use AAC, or people who cannot rely on speech alone to be heard or understood.(23)
Types of Communication 
There is some overlap in the use of the terms ‘inclusive communication’ and ‘total communication’ within the literature. Both are communication philosophies, rather than methods of communication. 
Within the UK, inclusive communication is the term preferred by the Royal College of Speech and Language Therapists (RCSLT). It is described as creating a “supportive and effective communication environment, using every available means of communication to enable individual users to understand and be understood.”(29) Inclusive communication means sharing information in a way that everyone can understand. The Scottish government has developed the following principles of inclusive communication:(30)
· Communication accessibility and physical accessibility are equally important
· Every community or group will include people with different communication support needs
· Communication is a two-way process of understanding others and expressing yourself
· Be flexible in the way your service is provided
· Effective user involvement will include the participation of people with different communication support needs
· Keep trying 
In Ireland, the term total communication is used more widely, including by members of the National Federation of Voluntary Service Providers. (31) This is an approach which values all forms of communication equally. It emphasises that communication is about more than speaking, recognising the role of body language, gestures, signs and symbols. 
[bookmark: _Toc223604973]Alternative and Augmentative Communication
Augmentative and Alternative Communication (AAC) is a general term for strategies and tools that can be used to solve communication challenges. Everyone uses multiple forms of communication every day.(32). Unaided AAC requires no tools or materials. That is, body language, gestures, facial expressions or Lámh.[footnoteRef:8] Aided AAC can be high tech or low tech. It can be symbol or text-based. Examples include:(33)  [8:  Lámh is a manual communication system used to help children with intellectual disabilities to communicate. Other systems are used internationally, such as Makaton in the UK. https://www.lamh.org/ ] 

· Communication boards 
· Communication books (including PODD)[footnoteRef:9]  [9:  Pragmatic Organisation Dynamic Display is a communication system using symbols. https://www.novitatech.com.au/podd-communication-books/ ] 

· Choice cards 
· Keyboard or alphabet charts
· Speech generating devices 
· AAC apps 
UK data from 2013  reported  that 0.5% of the population with a significant communication disability could benefit from using aided or powered AAC. This figure describes demand for services, rather than service use.(34,35) A comparable estimate from the Irish Association of Speech and Language Therapists (IASLT) from 2022 would suggest that approximately 25,000 Irish people (also approximately 0.5%) could benefit from using the same type of AAC. (36) Trinity College Dublin is developing a prototype for an Irish language AAC system.(37)
In light of the Assisted Decision Making (Capacity) Act 2015 (as amended in 2022), it is important to recognise that everyone is presumed to have capacity to make decisions about their own life, unless demonstrated otherwise. The Act requires that people are supported to make their own decisions as far as possible, and that a person should not be presumed to lack decision-making capacity simply because others perceive their decision to be “unwise”.(38) Access to appropriate AAC can help disabled people to express their will and preference and support them in exercising their decision-making capacity.(43,44)
Some methods of communication are more controversial than others. For instance, the Picture Exchange Communication System (PECS) was developed as part of Applied Behavioural Analysis (ABA).(39,40) This is a type of therapy which many autistic people and their allies now consider harmful.[footnoteRef:10] However, PECS is now used more widely beyond ABA.(41)   The Irish Association of Speech and Language Therapists (IASLT) has taken a position against the Rapid Prompting Method (RPM). This type of communication involves pointing to letters to form words on a letter board. IASLT note that RPM is linked to facilitated communication, which they suggest is “ineffective and not evidence-based.”(42) This is due to the potential for facilitators to influence outputs through movement, undermining the voice of the user.(43,44) However, the Autistic Self-Advocacy Network (ASAN) has spoken out about a similar position statement adopted by the American Speech-Language-Hearing Association (ASHA). They noted that blanket statements about the supposed inauthenticity of specific communication methods rob autistic people of the right to communicate.(45)  [10:  AsIAm statement on ABA https://asiam.ie/advice-guidance/faqs ] 

 

AAC users suggest that family members should be communication partners, rather than the voice of non-speaking people.(46,47) Therefore it is important that autistic and disabled people are supported with AAC where appropriate. 
The US based Autistic Self-Advocacy Network (ASAN) has highlighted that a “robust” AAC system is characterised by the following features:(48)
· Contains thousands, not dozens, of words 
· Is language-based 
· Supports language development and the full use of syntax and grammar
· Enables a person to communicate across the full range of communicative functions–not just requesting and labelling 
· Is accessible to the person and adapted to their specific accessibility needs
· Matches the individual’s communication preferences.
For speaking autistic adults, AAC use can vary based on one’s mental or physical capacity at a given time. For example, individual energy levels or sensory challenges. Different modes may also be chosen depending on how their features interact with the environment. For example, using durable low-tech communication systems outdoors, or in situations where batteries may be damaged by water. When opting to use AAC, it is important to feel safe and comfortable doing so. (5)
When it comes to respecting communication choice, Donaldson et al. had the following recommendations: (5)
· Promote use of all communication
· Presume competence
· Allow adequate time and attention 
· Increase education around AAC
· Talk to AAC users 
The Scottish government has issued guidance on supporting individuals who use AAC.(49) This includes a framework for joined up multiagency service delivery at a local, regional and national level comprising of educators, practitioners, specialists and experts. The guidance also recommends a partnership approach to ensuring equitable, efficient AAC provision among local authorities and health boards. The guidance recognises the role of national bodies in providing strategic advice. 
Part 4 of Scotland’s Health Act 2016 refers to the provision of Communication Equipment and Support. This legislation mandates that health boards provide or secure communication equipment and support in using that equipment for children and adults with disabilities. Implementation is supported by updated guidance and an AAC core pathway for service users.(50)
There are some notable resources and initiatives for those with communication disabilities. In Ireland a speech-generating application called Geabaire which allows users to construct sentences using words/images on a digital communication board is being developed. (37) Communication access symbols  have been developed in Australia, Canada and the UK.(27,51,52) 
Within Victoria Australia the Communication Access Network is a government funded service which developed a communication access symbol and accompanying standards. Persons with communication support needs are trained to carry out the audit process for customer services within public and commercial settings. Compliant organisations are awarded a license agreement for the use of the symbol.(53) At a federal level in Canada, the Accessibility Act 2019 makes reference to communication impairments. The legislation prioritises the identification, removal and prevention of barriers in relation to communication. (54)
[bookmark: _Toc223604974]Accommodating communication differences 
The literature referring explicitly to non-speaking or minimally speaking autistic people accessing public services is limited. In the UK, some resources were developed for local authorities around supporting autistic people. One guide acknowledges that some autistic people will not communicate via spoken language.(55) However, resources typically provided examples of supports for autistic people who do not experience problems with speech.(56) The limited literature that provides guidance on communicating with AAC users, while not always specific to public services is generally applicable to public services. 
With regard to healthcare, an Autistica policy brief highlighted the need for tailored reasonable adjustments to reflect the communication needs of autistic people in general. The autism research charity also stressed the importance of flexibility and extra time, as well as  ensuring that there is more than one way to access an NHS service.(57) Research by Howard and Sedgewick indicates that autistic people prefer to use email, text message, online message or face-to-face communication rather than phones. Participants highlighted that written communication was especially valuable in that it allowed a structured interaction, providing autistic people with time to think and opportunities to meet sensory needs.(58) In terms of supporting autistic people to access primary care, the literature highlights general communication accommodations, such as encouraging AAC use or allowing patients to identify the reason for the consultation via email in advance. (59)  Charlton et al. note that service passports may be a useful tool for autistic people with complex communication needs engaged in social prescribing. They note that as well as providing an overview of relevant information, this could serve as a mechanism to review the efficacy of service received or assess the need for additional referrals.(60) In the Victorian Autism Plan in Australia autism communication passports have been piloted also within a hospital emergency department.(61) It is unknown whether this was continued after 2019. Within Ireland, the HSE’s health passport was launched in 2025. The app contains a customisable section on communication supports, examples are provided within the accompanying guidance document.(62)  
Analysis of the literature found that few studies explicitly referred to non-speaking or minimally speaking individuals within the autistic community. Only a couple of studies explicitly reported on the types of communication used by autistic people in everyday life. For instance, Nicolaidis’ et al. study of the healthcare needs of adults on the autism spectrum indicated that 13% of participants primarily used AAC during appointments, as opposed to 87% that used speech.(63) The findings of the study illustrated many communication barriers faced by autistic people, such as health providers mis-interpreting behaviour as a characteristic of autism, rather than a symptom of ill health. Respondents experienced mixed reactions when using AAC, with some healthcare providers acting in what was perceived to be a condescending way, which discouraged them from using their device, while another autistic person had their attempts to communicate via text disregarded. One respondent explained that if they displayed a basic spoken vocabulary, their communication needs would be ignored. So, they would often be forced to choose between displaying their full capabilities and being subject to distress or appearing non-speaking and being infantilised.(63) 
Research by Cummins’ provides a breakdown of the diverse communication needs of autistic adults. This study related to adults’ views of their communication skills and needs, albeit primarily in a social context.(64) Of the 18 participants 10 were previously diagnosed with Asperger’s syndrome.[footnoteRef:11] In total, more than three-quarters of participants used speech, with almost 40% using speech only. The reminder used a combination of gestures (50%), low-tech assistive technology (22%) Sign Language (11%) or high-tech assistive technology (6%). The results showed that autistic people were aware of their strengths and difficulties, especially as they related to specific modes of communication. Effective communication can be limited where the autistic person experiences anxiety or finds the environment overwhelming. For example, loud group settings. Participants recognised the role of like-minded communication partners in facilitating meaningful conversations. They called for non-autistic people to adapt their communication styles and to respect communication differences. This includes providing clarification/repetition upon request, and not putting individuals under pressure to engage via speech.(64)  [11:  This diagnostic term was retired in 2013, now falling into the broader category of ASD. https://www.autism.org.uk/advice-and-guidance/what-is-autism/the-history-of-autism/asperger-syndrome ] 

Toolkits have been developed for healthcare providers and autistic patients to support communication. For example, the AASPIRE Health Toolkit contains a customisable section on information to assist with communication, such as capabilities for expressive/receptive speech, alternatives to speech, reading/writing/telephone use. This can include information for healthcare providers on how to help the autistic person understand what they are saying and communicate information more effectively.(65) 
[bookmark: _Toc223604975]Training
The Core Capabilities Framework for Supporting Autistic People was commissioned by Health Education England. It was developed to achieve their workforce development mandate with regard to autism training, under the England’s 2014 autism strategy.(24,66)
This includes professionals who require a general understanding of autism, and the support autistic people may need (Tier 1). This first tier includes an understanding of differences in non-speaking communication and the different types of communication that autistic people may use.(24)
In relation to employment, research has indicated the value of professional development for job coaches supporting non-speaking or minimally speaking people. This includes those engaged in publicly funded vocational rehabilitation, as well as private sector. (67) The results showed that participants who took part in an online training programme reported increased knowledge and self-efficacy with regard to using behaviour skills training and evidence-based practice to support AAC users in the workplace. The latter led to an increase in positive beliefs regarding the potential for non-speaking autistic people to be successful at work.(67) 
[bookmark: _Toc223604976]AAC Etiquette 
This review found several examples of guides, checklists, essential tips and key messages for communication partners engaging with AAC users in everyday contexts. A communication partner can be anyone who interacts with you. Communication is a two-way process, and both parties are responsible for successful communication.(68) Some were published by national or international advocacy organisations, representative bodies, or disability service providers.(47,68–72) Others were created by companies specialising in AAC technology.(73,74)  As such, they were general resources, aimed at members of the public rather than mainstream public service providers. While the application across settings may differ, the principles remain the same.  
Enable Ireland promotes the use of multimodal communication for parents whose children are AAC users. That is, all modes of communication within a person’s skills and abilities, which can be used to send and receive messages.(72) Suggestions include taking a position at eye level, to enable the reading of unspoken cues and body language. They also highlight the need to check and clarify if messages have not been fully understood, such as asking AAC users to tell you in a different way or show you what they mean.(72) 
As part of a research seminar on AAC, Inclusion Ireland highlighted some top tips for communication partners. First, the role of these partners in honouring communication by acknowledging any attempts. Inclusion Ireland also expressed the importance of celebrating and valuing AAC. Furthermore, they felt that positive beliefs and high expectations were important, for example, not giving up on AAC users and providing them with extra time.(71)
The UK charity Communication Matters published a guide to speak to individuals who use AAC. This document highlights the importance of getting to know individual AAC preferences. For example, establishing relevant information about the person’s communication, such as how they indicate yes or no.(69) The guide also notes the importance of addressing barriers, such as background noise before giving relevant advice for the different stages of conversation. For example, letting the AAC user know if it’s your first time having this type of conversation, discussing one topic at a time and acknowledging if you need to pause and return later due to time constraints and/or fatigue.(69)
Australia’s Communication Hub was created as a joint initiative between Speech Pathology Australia and Australia Group for Supporting Communication Inclusion (AGOSCI) funded by the Australian government. Their website highlights several key requirements for supportive communication partners. These include being respectful, for instance, learning the person’s name and asking how you can help. Furthermore, by avoiding talking about the person in front of them or speaking to their companion instead. Another key reminder was to speak normally. For example, using a relaxed, welcoming tone and giving plenty of time for the conversation. Furthermore, speaking clearly, but not overly loudly or slowly, unless requested.(68) 
Augmentative Communication Community Partnerships Canada (ACCPC) has also published an AAC etiquette guide for justice professionals. This offers some generic communication strategies, such as giving them opportunities to communicate and using open-ended questions so as not to be restricted to yes/no answers. They suggest avoiding asking individuals how their device works, touching the device, or examining the vocabulary on display unless invited to do so.(75) 
The International Society of Augmentative and Alternative Communication (ISAAC) previously  published an AAC etiquette guide as part of a research project on AAC users taking a leadership role within the organisation.(70) As such, many of the strategies mentioned  are aimed at hosting inclusive and supportive group meetings with AAC users.  These include taking notes before and after meetings to allow preparation and recall the topics discussed. Other points made include being patient, understanding that AAC takes longer than speech, and that technology glitches can occur. The guide also underscores that it can be difficult to ask for additional supports; these should be offered, with the knowledge that the AAC user may accept or decline.(70)
[bookmark: _Toc223604977]Lessons from inclusive research
As previously mentioned, there is a lack of research into the needs of non-speaking or minimally speaking people when accessing public services. Arguably, this is illustrative of a larger problem relating to the inclusion of autistic people and other AAC users within participatory research. To address this, it is important that researchers are trained and supported to include more non-speaking and minimally speaking people in research. 
The under-representation of autistic people from harder-to-reach groups is demonstrated by a literature review on the quality of life and wellbeing of autistic people with complex support and/or communication needs.(76) Of the 236 studies identified 10% excluded autistic participants due to an intellectual disability, while more than 30% of studies provided no information on the co-occurring conditions of autistic participants.(76) Therefore, the latter figure may be an under-representation of those with complex support or communication needs and should be treated with caution. Proxies provided information in more than 30% of studies, with 83% of these reporting on children. Similarly, more than half of these studies did not identify whether the children had co-occurring conditions.(76) 
The European Social Research Council (ESRC) notes the challenges with conducting qualitative research with those that have learning or communication disabilities.(77) Gatekeeping can be an issue, where access must be facilitated by a third party. An ethical dilemma exists in that participants require high levels of support to communicate, the nature of which can lead to questions/answers being distorted. This underscores the need for “intentional communication” as opposed to views being inferred by others. (77) 
However, there is good practice and developments in relation to more inclusive research that could be applied when considering the needs of minimally speaking or non-speaking people in their interactions with public services. 
Australia’s Cooperative Research Centre for Living with Autism (Autism CRC) made the following recommendations with regard to future research and practice:(76) 
· Presume competence, respecting that every autistic person has the right to take part in all aspects of their life;
· Ensure that the autistic person has the opportunity to communicate using their preferred means of communication. This is likely to be different for every person and may require flexibility of presentation, time, processing, and response;  
· Appreciate that an autistic person’s level of support is not a static construct. The type and amount of support may vary across environments, people, and time; 
· Ensure consistent and genuine participation with the autistic community, and with the autism community where appropriate, as partners at each part of the study.
Walsh et al. note three key elements of accessibility in their framework for involving people who use AAC as research participants.(78) These are collaboration, acquiring skills and knowledge to adapt research and materials, and dedicating sufficient time to enable contributions from AAC users.(79) 
In short, achieving inclusive methodologies requires addressing power imbalances, utilising different data collection techniques and/or adapting study materials.(79–81) Another key aspect is respecting the “voice” of the individual and the many forms which it may take. This means ensuring that autistic people and others with disabilities can have a say and be heard.(82)
Multiple strategies have been employed in participatory research with autistic people. For example, the use of cue cards to indicate a wish to stop, start or pause during interview. Traffic light systems have also provided an insight into communication and interaction preferences within group settings.(83) Notably, extra time is required at every stage. This includes time to process and respond to questions, as well as advanced preparation and follow-up afterwards. (59,63)
Incongruent behaviour means that an autistic person’s actions may not always align with their wishes. Hills et al. note that to avoid  mis-interpretation, it is important to rely on what the person is communicating directly, or defer to their communication partner’s knowledge, if necessary.(80) 
AASPIRE’s guidelines to promote the inclusion of autistic adults as study participants offer some useful considerations for researchers.(84) They recommend offering multiple modes of communication, including asynchronous/synchronous[footnoteRef:12] written and oral options for interviews. They also recognise the importance of distinguishing between supported participants and proxies. This means preferably limiting the use of proxies and allowing supporters a space in which to share their personal views.  [12:  Asynchronous means that conversation participants can respond in their own time. For example, email or text messaging. Synchronous means that they need to engage at the same time. For example, telephone or in-person. ] 

[bookmark: _Toc223604978]Limitations
There was a lack of research into the needs of non-speaking or minimally speaking people, particularly when accessing public services. This review was also limited by a lack of information regarding the communication profiles and speech capabilities of autistic participants within relevant studies. This review did not make any findings specific to children and young people, though this group was not excluded from the research.
Our search strategy focused on identifying studies of AAC users and therefore did not examine issues such as abandonment of AAC due to difficulty using it or lack of support. Another reason for abandonment could be stigma but, in our review, stigma only came up on the context of not being supported to use AAC or feeling pressured to use speech. Further research is required to examine these issues further. 
[bookmark: _Toc223604979]Conclusion 
This literature review provided an overview of non-speaking or minimally speaking individuals, including autistic people and other AAC users.  As established above, it is a broad category which encompasses more than a quarter of autistic people with different levels of functional speech. Many disabled people have communication support needs, including those with other neurodevelopmental disabilities who may or may not be autistic. Being non-speaking does not mean being without words. Many autistic and/or disabled people use different forms of augmentative and alternative communication. To do this, they may benefit from support or training and/or access to equipment for use in everyday life. 
Unfortunately, there is a lack of literature in relation to non-speaking or minimally speaking people. Much of the literature referenced here relates to health and social care rather than other public services or refers to autistic people more broadly. Nonetheless, information is available as to AAC etiquette and being a good communication partner in general, with many of the principles being applicable to public service settings. There is also good practice relating to communication access and AAC provision in general, particularly in Scotland, Canada and Victoria Australia. There is a tendency within the literature to not report on the communication profiles of participants, or to exclude certain groups from studies altogether. As described above, there are several strategies which can be employed to maximise the inclusion of autistic people and other AAC users. There are lessons from inclusive research practice that can be applied in day to day engagement with minimally speaking or non-speaking people. However, logistical and ethical challenges remain, which explain why AAC users  are under-represented in research. 
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