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ABSTRACT

Functional communication is crucial for mental health and for coping with mental health problems.
People with disabilities are at increased risk of mental health problems, and people who use augmentative
and alternative communication (AAC) are reported to be at greater risk of depression and anxiety than
people without impairments. This scoping review summarizes existing knowledge about the mental
health and mental health problems of people who use AAC. The review includes nine publications,
published between 2001 and 2022. These mainly report on adults and elderly people who use AAC.
Four of the nine publications included people who use AAC due to acquired impairments. None of the
studies reported the prevalence of mental health problems and only a few addressed factors of positive
mental health. The results indicate a shortage of theoretical accounts for most of the publications
included, and the publications are not built on each other. The scarcity of knowledge is discussed in
relation to the idea that the need for communicative support is a need based on communicative
functioning rather than any diagnostic category and thus not visible in much of the health literature
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based on diagnostic categories. Several implications for practice and research are suggested.

Augmentative and alternative communication (AAC) includes
various means of communication other than spoken lan-
guage or sign language and “refers to the methods, tools,
and theories of nonstandard linguistic and nonlinguistic
forms of communication by and with individuals without or
with limited functional speech” (Loncke, 2019, p. 1). The prev-
alence of individuals having a need for communicative sup-
port strong enough to require AAC for functional
communication is not well known. This gap in knowledge
might be related to that AAC is a functional difficulty rather
than a diagnostic criterion. Much of health research is based
on investigating diagnostic groups. Since the establishment
of AAC as a professional field in the 1950s, mental illness has
been identified as a primary global health challenge (Vigo
et al,, 2016), accounting for up to 20 years' reduction in lifes-
pan and profound individual and societal costs (Wykes et al.,
2015). The significance of communication for mental health
and well-being in both general and clinical populations is
now well-established (Segrin, 2014), and a recent review
entrenched the association between a lack of social commu-
nication skills (excluding autism spectrum disorder) and men-
tal health problems from childhood to adulthood (Dall et al.,
2022). Access to mental health services for users of AAC has
been found to depend on many factors, including the com-
munication between the patient and therapist, the language
skills of the AAC user, the use of a communication assistant,
the skills of the therapist, the billing system for mental health

services, and the system and policy factors that influence
such services (Noyes & Wilkinson, 2022, 2024). There is lim-
ited knowledge about the well-being, mental health, and
mental health problems of individuals who use AAC. Although
the use of AAC may facilitate social interaction and mitigate
barriers (Cleary et al., 2018; Giroglu, 2022; King et al., 2016),
intervention research of AAC focuses mostly on communica-
tive aspects of AAC (Prinsloo et al., 2024), and less on partic-
ipation and related health outcomes (Light et al., 2019; Light
& Mcnaughton, 2015; McNaughton & Light, 2015). To provide
adequate services and care for individuals who need AAC,
knowledge is needed about the prevalence and predictors of
mental health and mental health problems in this popula-
tion. The current scoping review attends to this need by
summarizing what is currently known about the mental
health and mental health problems among users of AAC.

The point at which mental health problems are severe
enough to be diagnosed as a mental illness is arbitrary
(Dalman et al., 2015). Most mental health problems have a
shorter duration and less severity than a mental illness.
However, mental health problems may cause substantial
functional impairment despite the unfulfillment of diagnostic
criteria for psychiatric disorders and classification as a mental
illness. In this paper, mental illness is seen as a severe and
intensive type of mental health problem, situated within a
continuum from severe to no mental health problems
(Granlund et al., 2021).
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Because mental health involves more than the mere
absence of mental health problems (Keyes, 2005; WHO, 2005),
we investigate mental health as a concept in itself, separate
from the concept of mental health problems. People can
simultaneously perceive mental health problems and mental
health where mental health may protect from the conse-
quences of mental health problems (Westerhof & Keyes,
2010). Mental health may be conceptualized as a continuum
of subjective and psychological well-being (Dalman et al,
2015; Granlund et al, 2021), ranging from flourishing (i.e,
being filled with positive emotion and functioning well psy-
chologically and socially) to languishing (i.e., emptiness and
stagnation, constituting a life of quiet despair) (Granlund
et al, 2021; Keyes, 2006; Keyes et al., 2002). Psychological
well-being is also reported to be related to functional com-
munication (Wolters-Leermakers et al., 2022). Communication
is vital for the establishment of social relationships and close
friendships, which are important for the mental health of peo-
ple in general (Diaconu-Gherasim et al., 2023; Stancliffe et al.,
2010), including those with physical (Tough et al., 2017) or
intellectual (Cummins, 2020) impairments. However, for users
of AAC, there is a lack of knowledge about social relations
and friendships and how they are related to mental health
(Blackstone et al., 2007; O’'Keefe et al., 2007). The limited body
of research on AAC and social relations indicates that children
and adolescents who use AAC are at risk of few and/or super-
ficial friendships (Chung et al, 2012; Midtlin et al, 2015;
@stvik et al., 2018; Therrien et al.,, 2016), with potential nega-
tive effects on mental health. Loneliness is associated with
mental health problems (Beutel et al, 2017; Hards et al,
2022), and feelings of loneliness are apparent among children
(Raghavendra et al.,, 2013), young adults (Cooper et al., 2009),
adults (Stancliffe et al, 2010), and elderly people (Balandin
et al,, 2006; Ballin & Balandin, 2007) who use AAC. To better
meet the needs of AAC users, health and social workers need
knowledge about the current mental health and interventions
or factors associated with improved mental health such as
supporting social relationships in this population.

Users of AAC are a heterogenous group. The use of AAC
is not tied to any specific diagnosis, but rather reflects func-
tional problems that may occur within different diagnostic
categories, or even in people without a known diagnosis.
Some people have congenital functional impairments that
necessitate the use of AAC from early childhood and through-
out life (e.g., for some with autism spectrum disorder (ASD),
cerebral palsy (CP), or Down syndrome). Other people start
using AAC at an older age (e.g., following the acquired motor
impairment of amyotrophic lateral sclerosis (ALS)). It may be
the case that the mental health and mental health problems
of people with congenital needs for AAC differ from those of
people who develop a need for AAC later in life. To provide
adequate services, knowledge of the mental health and men-
tal health problems of both groups is warranted, and both
groups are therefore included in the current review.

Individuals with disabilities of all ages are at greater risk of
mental health problems in terms of anxiety and depressive
symptoms than typically developing peers (Augustine et al.,
2022; Oeseburg et al, 2010; 2011; Smith et al., 2019; van
Steensel et al, 2011). Among Australian adolescents and

adults with profound disabilities affecting their functional
communication, 50.2% self-report mental health problems
(Australian Institute of Health & Welfare, 2016). However, the
mental health problems are not necessarily caused by the dis-
abilities themselves. For deaf people using sign language, the
increased risk of mental health problems (de Graaf & Bijl,
2002; Fellinger et al, 2012; Kvam et al,, 2007; @hre, 2017) is
arguably not caused by the deafness, but rather mediated by
factors such as physical health problems, adverse living condi-
tions, and communication problems (van Gent et al., 2007). A
systematic review recently found that the trajectories of men-
tal health problems in children with disabilities are predicted
by the same factors as in children without disabilities (e.g.,
family circumstances and socioeconomic status) (Danielsson
et al., 2024). Most of the studies in the review were based on
proxy ratings, rather than self-reports, and persons in different
diagnostic categories were compared. Users of AAC, however,
were not a specified subcategory, and the predictors and tra-
jectories of mental health problems in children who need
AAC cannot be deduced from the data. A proxy “.. is a per-
son who reports an outcome on behalf of” another person
(Roydhouse et al., 2022, p. 318), and is often represented by
family members or staff (Bersani Jr, 1999). However, proxy
reports are considered to have limited reliability (Brewster,
2007; Eiser & Morse, 2001; @stvik et al., 2018), for example
due to emotional involvement, information interpreted as
substitutional, and lack of insights into other people’s lives.
Although research is scarce (Di Marco & lacono, 2007;
Enderby, 2014; Hourcade et al., 2004; McNaughton & Light,
2015), users of AAC may be at greater risk of mental health
problems (Smith, 2005) than people without disabilities due
to for example depression related to having a communica-
tion disability (Crawford, 1987), exposure to trauma and
abuse (Collier et al., 2006; Ottmann et al.,, 2017), and a lack
of reliable and competent communication partners in situa-
tions of grief and loss (Dark et al., 2011). Indeed, users of
AAC are reported to be at greater risk of depression and anx-
iety than people without impairments (Di Marco & lacono,
2007; Stransky et al., 2020) but comparisons of people with
disability with and without a need for AAC are rare. Overall,
the prevalence of mental health problems among people
who use AAC are uncertain (Di Marco & lacono, 2007).
Researchers have reported an increased need for mental
health services among users of AAC (Collier et al, 2006; Di
Marco & lacono, 2007; lacono et al., 2008). However, the uncer-
tain prevalence rates of mental health issues (Hagiliassis et al.,
2005) and challenges in identifying these issues are recognized
barriers to providing adequate mental healthcare for this pop-
ulation. These challenges include vocabulary limitations,
extended conversation times with AAC, communication break-
downs, and reduced ability to express emotions due to the
lack of prosodic and acoustic cues in speech-generating
devices (Noyes & Wilkinson, 2022). Importantly, there is limited
research about the provision of mental health care to people
who use AAC, and how this population perceive the provision
of such support (Noyes & Wilkinson, 2024). Other factors hin-
dering adequate healthcare include underreporting of mental
health needs when using speech substitutes (Di Marco &
lacono, 2007) and the lack of tools to assess mental health in



AAC users (Di Marco & lacono, 2007; Hagiliassis et al., 2005).
Lack of access to the vocabulary necessary to self-report on
mental health and well-being (Collier et al., 2006) might affect
how people who use AAC can manage their mental health
problems, and staff may lack the necessary skills to assess and
intervene concerning mental health problems for people using
AAC as their primary mode of communication. AAC has an
important function not only for expressive language to com-
municate wants and needs, exchange information, develop
social closeness, and participate in various contexts (Light,
1988), but is also vital for comprehension of verbal language
(Drager et al., 2010). This has implications for the beneficial
potential of health services provided to users of AAC. To ade-
quately tailor health care services to meet the needs of users
of AAC, stakeholders need knowledge not only about the lev-
els and characteristics of mental health and mental health
problems in this population, but also about what facilitates or
hinders improvements in mental health and reductions in
mental health problems for this group within the current ser-
vice system.

The current study therefore aims to review existing knowl-
edge about mental health, mental health problems, and pre-
dictors thereof, for people who use AAC. We aim to do so by
addressing the following research questions: Among people
who use symbolic or non-symbolic forms of AAC: 1) what
characterizes mental health as reported by users of AAC; 2)
what characterizes mental health problems as reported by
users of AAC; 3) which factors are reported to impact mental
health; and 4) which factors are reported to impact mental
health problems?

Method

Although this review followed the criteria for systematic
reviews as described by Schlosser et al. (2007) and the pro-
tocol was developed and registered in Prospero (https://
www.crd.york.ac.uk/prospero/display_record.php?RecordID=
368390), this study is characterized as a scoping review, due
to the relatively broad aim and research questions. A scoping
review differs from a systematic review in that it aims to
determine what range of evidence is available on a specific
topic, and to provide an overview of existing evidence
regardless of quality (Munn et al.,, 2018). The approach taken
by Arksey and O’Malley (2005) and extended by Levac et al.
(2010) was used.

Scope and selection principles

One inclusion criterion was the use of any type of unaided or
aided communication, including sign systems (e.g. signed
Norwegian, signed English and equivalent which is different
from sign language), among people with AAC as their main
communication form. The inclusion criterion for document lan-
guage was literature in English, Norwegian, Swedish, or Danish.
The publication types included peer reviewed articles, doctoral
dissertations, and master’s theses. The type of study was
restricted to recent empirical studies, and for pragmatic rea-
sons limited to those published in year 2000 or later. To the
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extent that older, relevant literature exists, it was expected to
be referred to in included publications. There were no delimi-
tations for age or geographic region, and publications based
on self-reporting and/or proxy-reporting were included.

The exclusion criteria encompassed AAC not used as the
main communication form, AAC used in a short time-
perspective (e.g., when in intensive care), sign language, facil-
itated communication, and the lack of mental health or
mental health problems as a topic. Publications in languages
other than English, Norwegian, Swedish, and Danish were
excluded. We also excluded publication types such as
non-peer reviewed publications, books, book chapters,
reports, government documents, bachelor’s theses, unpub-
lished material, conference papers, publications not reporting
new empirical data, other publication types not described in
the inclusion criteria, as well as reviews and other study
designs not resulting in empirical data, and publications
without full text available. However, some excluded publica-
tions were referred to in the introduction of this review.

Search strategy

The literature search was conducted by the first author in the
period August to October, 2022. The search terms and
Boolean operators were constructed in collaboration between
the authors and a librarian at the [name of the university]
and are presented in Table 1.

The search in English was conducted in 13 databases:
AMED, EBSCO Psychology & Behavioral Sciences Collection,
EMBASE, ERIC, Medline, PsycARTICLES, PsycINFO, PubMed,
ScienceDirect, Scopus, Social Services Abstracts, Sociological
Abstracts, and Web of Science. In addition, PROSPERO was
also searched. Equivalent search terms were developed in
Norwegian, Swedish, and Danish, and searches in the
Scandinavian languages were carried out in seven databases,
respectively: Bibliotek (dk), Bora (no), Diva (swe), Duo (no),
Idunn (no), NTNU Open (no), and SweMed+ (swe). Citation
searches (i.e,, searches for citations to locate additional rele-
vant literature) were conducted in Google Scholar alerts
during the search period once a set of articles that fully met
inclusion criteria was achieved.

Procedure

The literature search resulted in 4,798 publications. One pub-
lication identified through citation searching was manually

Table 1. Search terms.

Search Terms and Boolean Operators

("mental health" OR "mental disorder*" OR "mental health problems" OR
"mental illness" OR "psychological health” OR "psychological illness" OR
wellbeing OR "well being" OR depression OR anxiety) AND ("augmentative
and alternative communication” OR AAC OR "augmentative
communication” OR "Alternative communication” OR “complex
communication needs” OR CCN)

Note. The search terms and the boolean operators were used in the literature
search in all databases. Because of the conceptual overlap between mental
health problems and Neurodevelopmental disorders (NDD) search terms
directly related to NDD (e.g., ADHD, ASD) were left out when specifying search
words for mental health problems.
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added in Covidence. Covidence is a web-based collaboration
software platform that streamlines the production of system-
atic and other literature reviews. Bibliographical data, includ-
ing abstracts for the publications, were imported to Endnote.
After removing duplicates (n=1,317) and publications pub-
lished prior to year 2000 (n=641), full-text copies were
searched for in Endnote. In total, 2,840 references, abstracts,
and full text copies were exported from Endnote to Covidence.
First, publications were automatically checked for duplicates
that might have been missed in Endnote (n=251). Second,
the first author screened titles and abstracts for 2,573 publi-
cations. Of these, the second author screened 180 publica-
tions and the third author screened 175 publications. In this
phase, 17 duplicates were identified manually, and 2,476
publications were excluded in accordance with the exclusion
criteria. Third, all authors assessed full text publications
(h=97) for eligibility. Nine publications were included in the
review. After inclusion, the reference lists of the nine included
publications were reviewed to identify any additional publi-
cations relevant for inclusion in the study. However, none
were identified. The review process is illustrated in Figure 1.

Next, the authors completed the data extraction form for
each of the publications included (details below).

Data extraction and data analysis

A data extraction protocol was developed by the first and
second author, which included publication characteristics
(study ID in Covidence, author(s), publication year, title),
study characteristics (study design, aim of study, research
questions, hypotheses, methods (data collection methods,

Figure 1. The review process.

instruments/materials that include questions about mental
health and mental health disorders), country, setting/context
where the data collection took place, data analysis, data
reporting (self-reporting or proxy-reporting)), sample charac-
teristics (age, diagnosis/impairment, severity of diagnosis/
impairment, reported issues related to mental health and
mental health problems, number of participants, recruitment,
AAC system (representations of symbolic communication,
selection techniques, other relevant information)), results
from the study (main results, the authors’ conclusion of main
results, aspects of mental health and mental health problem
in the results, factors impacting on mental health and mental
health problems), interventions (aim, type, frequency, dura-
tion, content, measure of outcome, outcomes), theoretical
perspectives represented in the publications (definitions of
mental health and mental health problems, theory of mental
health and mental health problems, contextual factors, social
aspects (i.e, social relationships, friendships, loneliness)
related to the results, dimensions of well-being)), adaptations
for communication about mental health among AAC users
(e.g., organizing a pre-interview meeting to introduce con-
tent of in-depth interview and enable participants to prepare
responses in their AAC system, provision of access to graphic
symbols representing vocabulary related to feelings, speech
directed to parent who mediated communication with the
interview), and suggestions for future research. A data
extraction template was developed in Covidence (Version 2),
and the data extraction was conducted by all authors inde-
pendently. Discrepancies were identified and resolved
through discussion by the authors. The extracted data were
exported to Microsoft Excel for further analysis. The data
from each study that related to this study’s research



questions were analyzed using thematic analysis which is
adequate for literature reviews (Purssell & Gould, 2021), and
descriptive analysis (Lee, 2020). Due to the few included
studies and the few relevant results in the included studies,
thorough analyses as described by Aveyard (2019) could not
be conducted as planned, and we instead used a simpler
content analysis methodology to identify relevant themes. All
relevant findings in the extracted data were identified and
the reported results in the publications included in this
review were categorized in four main themes; Mental health
aspects, Research focus, Reports of mental health and mental
health problems, and Barriers and facilitators in accessing
mental healthcare. The content of the main themes was
checked for internal and external consistency. Demographic
data were then identified and categorized.

Results

Nine publications fulfilled the inclusion criteria and were
included in the review. The publications were issued between
2001 and 2022, all in the English language, and reported
results from studies conducted in eight countries (Australia,
Canada, Germany, Italy, Portugal, Sweden, Taiwan, and the
USA). Three studies were based on qualitative data, whereas
six studies made use of quantitative data. All data were
based on self-reports by participants who use AAC.

Participants

The age of the participants across the studies spanned 5 to
65+ years, with 5-12years (one study), 13-18years (one study),
19-65years (eight studies), and 65+ years (four studies). The
number of participants varied between 3 and 78. All studies
included participants with motor impairments, while auditory
impairments and intellectual impairments were each repre-
sented by one publication. The studies represented a range
of symbolic AAC systems, including speech generating device
(h=7), communication board (n=3), graphic symbols (n=2),
sign systems (n=2), pictures (n=1), communication book
(n=1), and orthography (n=1). In three studies, participants
made use of an interpreter (i.e, a communication assistant)
(Balandin & Morgan, 2001; Féldt et al., 2022; Watson et al.,
2021), and three studies made use of other communication
modes (i.e., speech, speech directed to parent who mediated
communication, laptop with software for communication,
and other systems not specified) (Balandin & Morgan, 2001;
Dattilo et al.,, 2008; Faldt et al., 2022).

Mental health aspects

Positive mental health (well-being) was the subject of seven
publications (all publications except for Balandin & Morgan,
2001, and Faldt et al.,, 2022), while eight publications encom-
passed mental health problems (all publications except for
Londral et al., 2015). A distinction between mental health
and mental health problems in the reporting of results was
made in five studies (Corallo et al, 2017; Hwang et al,, 2014;
Korner et al., 2013; Maresca et al., 2019; Watson et al.,, 2021).
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Only one publication defined mental health explicitly (Watson
et al, 2021, p. 102), referring to WHO's (2016) conceptualiza-
tion: “Mental health is foundational to our capacity to cope
with stressors, contribute to our communities, and manage
our emotional and physical wellbeing” Other publications
related mental health implicitly to positive attitudes (Dattilo
et al., 2008), positive mental health (Korner et al, 2013;
Maresca et al.,, 2019), and quality of life (Hwang et al., Londral
et al., 2015).

Research focus

Five studies made adaptations for communication about
mental health/mental health problems for participants using
AAC. Such adaptions related to: 1) Clinical practice, such as
bringing a trusted person to the doctor’s consultation for
communicative support (Balandin & Morgan, 2001). 2)
Research practice, such as arranging a pre-interview meeting
introducing the content of a later in-depth interview provid-
ing the possibility to prepare for the interview by generating
prepared responses in the AAC system (Watson et al,, 2021),
using a customized table with series of symbols representing
specific categories within a conceptual pyramid of human
need (Maresca et al., 2019), using an interview guide with
pictorial support by using symbols from bildstod.se (Faldt
et al,, 2022), using speech directed to parent who mediated
communication with the interviewer (Faldt et al., 2022), using
hand signs based on Swedish sign language (Faldt et al.,
2022), and using graphic symbols for communicating about
mental health and mental health problems (Corallo et al,
2017; Faldt et al., 2022). No publications defined mental
health problems. However, two publications gave an implicit
account of the concept by referring to the instruments used.
Five of the nine studies included interventions aimed at
improving communication by using AAC (Corallo et al., 2017;
Hwang et al., 2014; Koérner et al., 2013; Londral et al., 2015;
Maresca et al, 2019). Only two publications explicitly stated
that the aim was to investigate how the use of AAC impacted
mental health and/or mental health problems (Corallo et al.,
2017; Watson et al., 2021), while four publications stated that
the aim was to study how the use of AAC affected quality of
life (Hwang et al, 2014; Korner et al., 2013; Londral et al.,
2015; Maresca et al., 2019). Table 2 provides an overview of
the publications included.

Reports of mental health and mental health problems

No publications reported on the characteristics of mental
health or mental health problems among users of AAC, such
as prevalence or types of mental health problems. Concerning
factors with an impact on mental health, early intervention
implementing the use of communication devices was reported
to promote higher well-being rates among patients with ALS
than for a control group (Londral et al., 2015). The authors
concluded that the introduction of a communication device
in the early stage of bulbar-onset ALS might improve the
patients’ skills in using communication devices in later stages
of the disease, as more complex strategies for access to such
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devices become necessary. Similarly, Maresca et al. (2019)
reported improvements in well-being due to use of low-tech
AAC aids among ALS patients.

Several studies reported a reduction in symptoms of
depression and anxiety after introducing AAC to people with
acquired needs. Patients with ALS reported a reduction in
symptoms of depression after an intervention using AAC by
a speech generating device with a keyboard or scanner to
detect head/eye movement (Korner et al, 2013), an
eye-tracking assistive device (Hwang et al, 2014), or a
low-tech AAC device (Maresca et al., 2019). Other researchers
reported a reduction in symptoms of anxiety after AAC train-
ing among patients with locked-in syndrome (Corallo et al,,
2017) and ALS patients using a low-tech AAC device (Maresca
et al, 2019). The focus on acquired impairments in the stud-
ies can be explained by the change in functioning in these
persons (from verbal to nonverbal) as well as the fact that
the persons had a life-threatening condition, ALS. It is rea-
sonable to assume that for people born with impairments
drastic changes in functioning are more difficult to detect
because of the communicative impairments. No studies
explicitly linked the use of AAC to mental health or mental
health problems for persons born with impairments.

Barriers and facilitators in accessing mental healthcare

One study (Watson et al.,, 2021) described barriers and facili-
tators of access to effective support to enhance mental
health and well-being for adults using AAC. The following
factors were reported: 1) Policy: Access barriers related to
appointment time restrictions, a limited number of appoint-
ments available, and lack of training of staff to meet the
needs among people who use AAC during consultations. 2)
Communication partners’ practice: Barriers related to limita-
tions of choice and control among AAC users, which resulted
in lasting negative effects on their mental health and
well-being, experience of ignorance, and expression of feel-
ings and requests not taken seriously, and overreliance on
proxy reports among professionals. Reported facilitators in
practice were everyday communication partners who pro-
vided the time required to express their thoughts adequately
through additional appointment time, or by setting aside for
meaningful conversations on a regular basis, and the com-
munications partners’ ability to support AAC users in seeking
help. 3) Communication partners’ knowledge: The reported
barriers were lack of knowledge of AAC (e.g. reluctance to
accept AACQ), and lack of knowledge of mental health support
(e.g., not being offered emotional support or support to
manage responses to stressful situations, or support to locate
mental health support), indicating a shortage of mental
health literacy among professionals and caregivers.
Communication partners rarely had knowledge of both AAC
and mental health support. 4) Communication partners’ skills:
The reported skills that presented barriers were communica-
tion partners directing communication, dismissal of commu-
nication, and rushing communication. On the contrary, the
reported skills that facilitated effective support related to a
willingness to use AAC, AAC-specific skills, general
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communication skills, and support skills. 5) Communication
partners’ attitudes: Barriers related to devaluing attitudes
(e.g., being met with the expectation of having little mean-
ingful to say) and insufficient access to vocabulary to com-
municate about abuse and neglect, limited self-determination
and a sense of competence among users of AAC. Reported
facilitators were communication partners that had a
person-centered attitude, and who provided options and
respected the AAC users’ choices.

Discussion

The purpose of this study was to review existing knowledge
about mental health and mental health problems for users of
AAC, and the factors reported to impact these. Despite thor-
ough search strategies and the use of extensive search terms,
results included few and thematically fragmented studies,
indicating a general lack of research of mental health and
mental health problems among people who use AAC. In
addition, except for one publication (Watson et al., 2021) that
defined mental health explicitly, the lack of a theoretical
account of mental health and/or mental health problems
among persons using AAC was apparent in the reported
research. The included publications did not build on each
other, indicating an absence of systematic development of
knowledge within this field. The review process gained no
data to answer the question about what characterizes mental
health or mental health problems among people who use
AAC, leaving research questions #1 and #2 unanswered.
Research questions #3 and #4 could only be partly or weakly
answered, due to a shortage of relevant data. Nonetheless,
results indicate that the use of AAC technology in terms of
speech-generating devices and low-tech AAC devices may
improve mental health (well-being) among patients with ALS
(Londral et al., 2015; Maresca et al, 2019). AAC technology
was also part of the interventions to reduce symptoms of
depression among patients with ALS (Hwang et al, 2014;
Korner et al, 2013; Maresca et al, 2019) and of anxiety
among patients with ALS and locked-in syndrome (Corallo
et al, 2017; Maresca et al., 2019). These beneficial effects of
AAC technology are likely to be explained by the facilitation
of functional communication, which is known to be associ-
ated with positive mental health (psychological well-being)
(Wolters-Leermakers et al., 2022). The use of technology to
facilitate functional communication may promote a person’s
ability to live a happy or pleasant life (hedonic well-being)
and a meaningful and goal-directed life (eudaimonic
well-being) (Granlund et al., 2021; Westerhof & Keyes, 2010).
Since AAC is important for both expressive and receptive lan-
guage (Drager et al., 2010), the use of AAC may be crucial to
the understanding of an individual’s mental health and men-
tal health problems.

As for other populations, mental health would be expected
to vary from low well-being (languishing) to high well-being
(flourishing) (Granlund et al., 2021; Keyes, 2006; Keyes et al.,
2002) in persons who use AAC for everyday communicative
interaction. One study (Di Marco & lacono, 2007) that have
investigated mental health and mental health problems in
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people who use AAC reported that users of AAC have higher
prevalence rates for mental health problems compared with
people without disabilities. This corresponds with the
reported higher rates of mental health problems among peo-
ple with communication disorders in general (Stransky et al.,
2020). Well-being or positive mental health is less investi-
gated. Thus, to gain knowledge about what characterizes
mental health and what factors impact on mental health
among people who use AAC, we need to understand the
depths of what contributes to the perception of meaning in
the lives of people in this population.

The participants in the studies identified in this review
included mainly people who used AAC due to acquired
needs, with ALS as the most dominant diagnostic group.
Little attention was given to people who had used AAC
throughout their lives. It is noteworthy that people with
intellectual impairments were represented in one of the pub-
lications only, although they represent a large group using
AAC. Although this review cannot decipher why individuals
with intellectual impairments seem to be under-represented
in existing research, it clearly points to the need for increased
knowledge about the mental health and mental health prob-
lems of AAC users with, as well as without, intellectual
impairments. As persons using AAC are a heterogenous
group with great variations in the communication systems
used, and the reasons for and duration of the need for AAC,
it is important to gain knowledge about mental health and
mental health problems across a wide range of diagnostic
categories. Furthermore, to identify individual needs and pro-
vide relevant mental health support to individuals who use
AAC, knowledge is needed about the characteristics and pre-
dictors of mental health and mental health problems among
both people who use AAC for developmental reasons, and
those who need AAC due to acquired injuries. A special
problem is the lack of longitudinal studies delineating trajec-
tories of mental health and mental health problems in
users of AAC.

Also worth noting was the skewed age distribution in the
studies that were included. Children and adolescents were
represented in only one study (Faldt et al., 2022), while the
rest of the studies encompassed participants between 19 and
65+ years of age. Children and adolescents with disabilities
are at greater risk of mental health problems than typically
developing peers (Augustine et al, 2022; Oeseburg et al.,
2010; 2011; van Steensel et al., 2011). It is thus important to
gain knowledge about the mental health and mental health
problems of children and adolescents who use AAC. Such
knowledge is a prerequisite for preventive efforts and early
interventions to support positive mental health and reduce
mental health problems.

This review highlights the scarcity of published studies
reporting on the prevalence of mental health problems and
mental health for people who use AAC to communicate, and
that research on mental health and mental health problems
among people who use AAC in general is very limited. The
results confirm earlier reports of the lack of data considering
the size of and variations in the populations of people who
need AAC to communicate (CommunicationFIRST, 2023). In
the following, we discuss possible reasons for the lack of

research of mental health and mental health problems
among people who use AAC, and how to move the field
forward.

First, the communicative aspects (e.g., interventions for
supporting communication by use of AAC, use of
speech-generating devices, selection techniques for using
AAC, vocabulary selection) have dominated the research on
AAC (Light et al, 2019; Light & Mcnaughton, 2015;
McNaughton & Light, 2015; Prinsloo et al., 2024). Possibly,
because communicative aspects are a prerequisite for devel-
oping functional communication, the perceived importance
of studying communicative aspects may have overshadowed
the perceived importance of research on mental health
aspects. Future research may take advantage of existing
knowledge about the communicative aspects of AAC, for
example, to enable self-report of mental health and mental
health problems among people who use AAC.

Second, people with AAC may not be identified in the
research of mental health among people with disabilities.
People who use AAC are represented within many diagnos-
tic groups (e.g., cerebral palsy, intellectual disability, autism
spectrum disorder) while constituting only a small propor-
tion within each group. Hence, they may not be presented
or analyzed as a specific subgroup (Danielsson et al., 2024),
and therefore remain unidentifiable. To be identified, the
group needs to be defined based on functioning rather
than diagnosis. This functional approach is very much in
line with the contemporary trend in health research to add
the perspective of functioning to traditional indicators of
health as expressed by WHO, i.e., mortality and morbidity
(Bickenbach et al., 2023). In the last 50years there has been
an increasing discussion about WHO'’s definition of health
(WHO, 1948) “a state of complete physical, mental and social
well-being and not merely the absence of disease or infir-
mity”. Since 1948 the demography of populations and the
nature of disease in general have changed a lot. From pri-
marily acute diseases and long-term diseases that led to
early death to a large proportion of the population living
for many years with long term illness. Thus, many people do
not have complete health in terms of physical, mental, and
social health but still live a “healthy life". Therefore, Huber
et al. (2011, p. 2) suggest that health could be defined as
“the ability to adapt and to self-manage” In other words,
focus for health research should be on functioning in every-
day life as a supplement to mortality and morbidity. A focus
on functioning implies that people who function well can
be considered healthy despite having long term health con-
ditions. It also means that health systems need to focus on
functioning, not only on mortality and morbidity when
evaluating the effectiveness of health care interventions.
Bickenbach et al. (2023) discuss the human functioning rev-
olution and its implications for health systems and sciences
suggesting that functioning should be a third indicator of
health as a supplement to morbidity and mortality:
“Functioning includes the functions and structure of the
body that constitute the intrinsic health capacity as well as
the performance of simple and complex activities in interac-
tion with the person’s physical human built environment
and social environment” (Bickenbach et al., 2023, p. 2). One



of the conclusions is the need to prepare health care sys-
tems to focus on optimizing functioning (Bickenbach et al.,
2023). A focus on optimizing functioning requires that the
system is flexible enough to adapt to different difficulties of
functioning regarding both functioning as an outcome and
functioning as a means (tool) in collaborating with clients/
patients in planning and implementing intervention. People
who need to use AAC to communicate may have problems
with communicative functions necessary for interacting with
other people about mental health and mental health prob-
lems (communication as a tool/means). This can lead both
to an increased risk for mental health problems as well as
difficulties with obtaining support for building mental
health and decreasing mental health problems as reported
by Watson et al. (2021). People who use AAC may therefore
be seen as a group of people that have difficulties with
reaching good functioning in terms of positive mental
health and few mental health problems because of difficul-
ties with interacting with professionals within health care
systems. In our view, including functioning in the interpre-
tation of health will be important in further research among
people who use AAC. Thus, the field will benefit from inter-
ventions that provide relevant knowledge to strengthen the
accessibility to mental health care services for this
population.

Third, the difficulties using spoken language make it more
difficult to involve people who use AAC as respondents in
prevalence studies or as interviewees in qualitative studies or
partners in planning intervention. Research is needed not
only about how measures of mental health and mental
health problems can be adapted to persons that use AAC,
but also about how procedures for communicating with per-
sons who use AAC about their mental health can be imple-
mented by habilitation and mental health services.

Limitations

A limitation of this review is the small number of publica-
tions included. An extension of the publication period prior
to the year 2000 might have increased the number of rele-
vant studies. However, it is reasonable to argue that most
relevant publications issued before the year 2000 would most
likely have been referred to in the included publications, and
the lack thereof lends support to the credibility of our results.
However, the inclusion of publications reporting on short-term
use of AAC (e.g., use of AAC in intensive care), which were
excluded from this review (n=12), might have broadened the
findings of mental health and mental health problems among
users of AAC. An extension of the search terms to capture
relevant literature using alternative academic terms to those
chosen might have increased the number of publications
included (e.g., the inclusion of terms for communicative sup-
port among people with developmental disabilities or apha-
sia not described as use of AAC). Nevertheless, we argue that
the most relevant terms were included, and that the results
can be deemed trustworthy. One explanation for the scarcity
of studies is that many studies are based on diagnostic
groups with some individuals who use AAC to communicate,
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while others do not. Studies of identified users of AAC, inde-
pendent of diagnostic groups, are needed. In the initial
screening process, publications were evaluated by one of the
authors and excluded based on the exclusion criteria. The
lack of involving multiple evaluators at this stage introduces
a potential limitation to the study and deters any assessment
of the reliability of these initial exclusion decisions. However,
because the exclusion criteria were very specific and unequiv-
ocal, we consider the risk of misjudged initial exclusions to
be low. Later in the process, when the inclusion criteria were
applied together with the exclusion criteria, evaluations were
conducted by multiple authors as described, strengthening
the reliability of the final inclusion/exclusion decisions.

Although all the publications included in this review
reported on self-reports, the use of proxy reports is extensive
in AAC research (Curtis et al., 2022). Proxy reports may have
questionable reliability when assessing phenomena that are
highly dependent on personal experience and perceptions,
such as mental health problems and mental health. We
therefore view the use of self-report in the included publica-
tions as a strength and argue that future research should
seek to include self-reports in addition to proxy reports when
assessing the mental health and mental health problems of
people who use AAC.

The lack of theoretical linkages concerning mental health
and mental health problems in the publications that were
included made it difficult to have an in-depth discussion
about the results. Future research needs to investigate the
relationship between the two continua mental health prob-
lems and mental health. It might be the case that functional
use of AAC has a direct impact on well-being that, in the
long run, might mitigate the development of mental health
problems.

Given that the ability to communicate efficiently is of vital
importance to our mental health, the degree to which avail-
able AAC methodology improves a person’s ability to com-
municate is likely to be an important factor in the prediction
of mental health and mental health problems within this
population. Therefore, results are limited by the lack of eval-
uations of the effectiveness or success of the AAC systems
applied on well-being, which was considered beyond the
scope of this study.

Implications and future directions

The findings from this study have several clinical implications.
First, increased efforts to provide users of AAC with the neces-
sary vocabulary to self-report on mental health and mental
health problems (Collier et al., 2006; Watson et al,, 2021) may
promote their ability to exert autonomy and notify their men-
tal health support needs when necessary. Second, strengthen-
ing competency among communication partners may promote
communicative practices that acknowledge the expressions of
feelings, requests, choices, and controls of users of AAC regard-
ing their mental health and well-being (Watson et al., 2021).
Additionally, it is vital to provide everyday communication
partners with the skills necessary to communicate with users
of AAC, as well as basic knowledge about mental health and
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mental health support, to identify the need for, and facilitate
access to, mental health support. Third, it is important to
strengthen awareness of mental health problems and provide
equal access to mental health services for those using AAC
(Watson et al.,, 2021). There is a need to develop competence
among rehabilitation and mental health professionals in pro-
viding mental health support using AAC, both in to screening
for mental health problems among users of AAC, and with
respect to skills and knowledge about how to provide psycho-
therapy using AAC. In addition, country specific system barri-
ers to providing mental health support, such as the billing
health insurance in the US (Noyes & Wilkinson, 2022), need to
be considered. Finally, education and resources in mental
health that emphasize e-mental health and peer support need
to be developed (Watson et al., 2021).

Based on the current review, implications for future
research include the following: First, prevalence studies
acquiring knowledge about the status of mental health and
mental health problems among people who use AAC are
warranted. This review and other related research
(CommunicationFIRST, 2023) underpin this need. Second, to
acquire knowledge about mental health support for people
using AAC, it is important to develop strategies that support
awareness to mental health support based on collaboration
between researchers and people who use AAC and their
communication partners. Third, there is a need to identify
and explore predictors of mental health and mental health
problems among users of AAC. Fourth, it is essential to
engage in research that considers the diversity among peo-
ple who use AAC as a means of obtaining relevant knowl-
edge about mental health and mental health problems for
this heterogeneous group. Fifth, additional reviews on this
topic are warranted; particularly ones that explore literature
where mental health is the focus of interest and include
studies that describe users of AAC in other terms than the
inclusion criteria and the search terms in this review. Sixth,
there is a need to investigate how the therapeutic work
related to mental health is conducted among users of AAC;
how people who use AAC can be supported to communicate
about mental health and mental health problems; and the
consequences of not providing sufficient access to conversa-
tions about mental health for persons using AAC in families,
among friends, and in mental health care (cf. Noyes &
Wilkinson, 2022, 2024). Seventh, we know little about the
extent of loneliness among people who use AAC, and how
loneliness affects mental health/well-being and mental health
problems for this group. Additionally, a comparison of feel-
ings of loneliness among people who communicate with
speech and people who use AAC has not yet been con-
ducted (Smith, 2015). Eighth, the reported causal relationship
between the use of a communication device by persons with
ALS and the improvement of mental health should be inves-
tigated using prospective and longitudinal analyses (Korner
et al, 2013). These first eight research efforts should include
people in all age groups and people with respectively con-
genital and acquired communicative impairments. Finally, it
would be beneficial to conduct longitudinal studies delineat-
ing trajectories of mental health and mental health problems
among users of AAC in general.

Conclusion

The results from this review demonstrate that knowledge
about the mental health and mental health problems of peo-
ple who use AAC is very scarce. There is a need for substantial
research efforts in all age groups. In particular, the need for
knowledge about mental health and mental health problems
in children and adolescents who use AAC, as well as in adults
who use AAC due to congenital impairments, is paramount.
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