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Summary

Introduction

The absence of a clear definition of cognitive disability can have an impact on prevalence
rates and developing policies and programs. This study aims to analyze and discuss
definitions used in the scientific literature to describe individuals who may experience
cognitive disability.

Method

We conducted two scoping reviews of peer-reviewed studies. In each, we analyzed
definitions of cognitive disabilities, limitations and impairments.

Findings
Few papers defined cognitive disability, and existing definitions are inconsistent and do not
meet criteria for properly defining a clinical entity.

Conclusion

This review allows us to propose a definition that will help increase consistency in how we
define cognitive disability.

Key points

’ There is a lack of consistency in using the terms cognitive impairment,
limitation, and disability in research, which can be detrimental to those who
experience cognitive disability as it leads to inequities in how programs and
policies apply to them.

’ We propose a definition that increases consistency in how we define cognitive
disability and hopefully resulting into equity in how interventions, programs

and policies apply to individuals who may be referred to with this label.

’ This definition will also lead to a better understanding of cognitive disabilities.
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Introduction

Social inclusion

The social inclusion of individuals who experience challenges in their cognitive functioning
partially relies on supports and accommodations provided to alleviate obstacles (Cobigo & al,,
2016).

For example, work integration is facilitated when their needs for flexible hours, alternative
communication modes, control for external stimuli, and assistive technology are recognized and
addressed (Yalon-Chamovitz et al., 2016; Sauer et al., 2010).

However, access to accommodations and supports are dictated and guided by clinical and legal
definitions of disability that determine eligibility criteria for programs and services (Ilezzoni &
Freedman, 2008). Definitions resolve ambiguity by explaining the meaning of words (Department
of Justice, 2020).

Terminology

According to the WHO (2002), impairment refers to problems in body functions or structures.
Limitations refer to difficulties in executing activities. Finally, disability reflects a complex
phenomenon that precludes individuals to function at their best potential and participate
meaningfully in society because of environmental barriers.

Cognitive Term that should be used to refer to structural deficits or losses
impairment in the brain functions or structures.

Cognitive Term that should refer to difficulties in executing cognitive activities,

limitation or in how the brain processes information.

This should be the preferred term when referring to one’s

Cognitive . e : .
. - functioning and participation in society and to emphasize the
disability . .
social construction of the phenomenon.
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Conceptualization of disability

As we conceptualize disability as an experience of discrimination and unfair treatment, the term
disability is preferred in most circumstances to demonstrate an understanding of the entity as a
complex social phenomenon (Berghs et al., 2019).

Additionally, the Convention on the Rights of Persons with Disabilities (Guide, 2014) states that
“disability is an evolving concept and that it results from the interaction between persons with
impairments and attitudinal and environmental barriers that hinder their full and effective
participation in society on an equal basis with others”.

Cognitive disability, impairment and limitation
used as umbrella terms

Cognitive disability, impairment and limitation are umbrella terms used in legislative frameworks,
as well as in the scientific and gray literature.

For example, in the Accessible Canada Act (2019), disability means “any impairment,
including a physical, mental, intellectual, cognitive, learning, communication or sensory

impairment - or a functional limitation - whether permanent, temporary or episodic in
nature, or evident or not, that, in interaction with a barrier, hinders a person’s full and
equal participation in society”.

Conversely, the United Nations Convention on the Rights of Persons with Disabilities
(United Nations, 2013) states that the term “persons with disabilities includes, but is not
limited to, those who have long-term physical, mental, intellectual or sensory
impairments which in interaction with various barriers may hinder their full and
effective participation in society on an equal basis with others” (p. 4).

We note the juxtaposition of the adjectives mental, intellectual, and cognitive in the former
example, while mental and intellectual impairments are explicitly listed in the latter, but the
adjective cognitive is omitted.

The significant lack of consensus on definitions of cognitive impairments affects cognitive
impairment descriptors and categorizations (Lande & Wanless, 2015). Rehabilitation
professionals remain largely unaware of this discrepancy, which calls for education to decrease
the risks of miscommunication (Lande & Wanless, 2015).
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Definitions Change Over Time

The terminology used to refer to conditions associated with cognitive disability has changed over
time to reflect better clinical understanding and changes in social norms.

For example, the term “mental retardation” has been discarded and replaced by
EE@ “intellectual disability” because of its pejorative meaning and an intention to better
™ reflect the impact of intellectual and adaptive limitations on one’s functioning
(Schalock et al., 2007).

A critical analysis of current definitions of the terms cognitive impairment, limitation and disability
appears essential to determine whether they reflect changes in related terminology.

Social Model of Disability

The United Nations Convention on the Rights of Persons with Disabilities (CRPD) calls for policies
and laws to be informed by definitions that reflect the social model of disability. Disability does
not equate to deficits in individual's body functions, rather it is the result of external barriers
and discrimination. The explicit reference to barriers, external to the subject, as constituting
factors of disability represents an important step away from notions that equated disability
with functional limitations.

Difficulties in Establishing Prevalence Rates

Bouchet (2019) estimates that at least 10% of the French workforce

® 0 9 0 0 9 0 0 0 0
‘I“I“I“I“I“I“I“I“I“l‘ report have moderate to severe cognitive limitations.

A systematic review of studies in community dwelling older adults
m reveals prevalence rates of cognitive impairments ranging from
(6]

5.1% to 41%, with a median of 19.0% (Pais et al., 2020).

The lack of consensus on a definition makes prevalence rates difficult to estimate and leads to
concerns about the predictive validity of statistical models (Robertson & al., 2019).

Further characterizing the group labelled as having a cognitive disability is also instrumental to
design representative samples (Bonardi & Lauer, 2011).

Increase in prevalence rates of many of the conditions associated with cognitive disability
(e.g. Autism, ADHD, dementia) have been reported and add to the difficulties establishing
overall prevalence rates (Ouellette-Kuntz & al., 2014; Visser & al., 2010).
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Aim of this paper

This paper is built on the assumption that it is critical to revisit our use of the terms cognitive
impairment, limitation and disability to inform research, clinical practices, interventions and policy
development.

Lack of consistency in using these terms is detrimental to those who experience cognitive
disability as it leads to inequities in how programs and policies apply to them. The lack of clarity on
the boundaries of these terms also diminishes advocacy efforts since it is unclear whose voices
should be heard and the scope of reported inequities.

The overarching aim of this literature review is to inform a definition of cognitive disability.

Objectives of this paper

Explore how the terms cognitive impairment, limitation and disability are
used in the scientific literature.

Explore the evolution of the term cognitive disability in the scientific
literature

Critically appraise the definitions of cognitive impairment, limitation and
disability cited in recently published studies across disciplines

Findings will help enhance research quality and improve equity in how programs and policies
apply to persons with cognitive disability.

Method

This study was carried out in two different phases.

Phase 1 was an exploratory phase and it aimed to explore how the terms
cognitive impairment, limitation and disability are used in the scientific

Phase 1
literature. We included empirical, peer-reviewed research studies published
between September 2020 to March 2021.
Phase 2 focused on the term cognitive disability to determine if an

Phase 2 evolution could be observed in the use of this term to reflect current
understanding of the disability experience. We included empirical, peer-
reviewed research studies published between June 2022 to June 2023.
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Both phases were completed using scoping reviews. Scoping reviews provide an overview of a
broad topic and allow more flexibility than a traditional systematic review or meta-analysis
(Peterson et al., 2017). We used Covidence, a web-based platform, to streamline the process of

conducting a comprehensive literature review.

Each scoping review employed a 4-step analysis process.

Level 1 analysis Level 2 analysis Level 3 analysis Level 4 analysis
All definitions or Definitions excluded Definitions excluded if ~ Analysis of the
descriptions of if they were based only representing a sub- quality of definitions
terms included only on cognitive population or if only

assessment tools listed participants’

characteristics.

Please refer to Appendix A for a detailed description of the method.

] ]
Findings
In Phase 1, 750 studies were included in the review, with only 3 providing promising definitions of
cognitive impairment, limitation or disability (i.e., reaching level 4 of analysis). In Phase 2, we
reviewed 31 studies but only 1 provided a promising definition of cognitive disability. Findings
below are only reported for studies that were included in Level 2 analysis for both phases (Phase 1,
n=473; Phase 2, n=12). First authors’ geographic locations and disciplines are reported in the table
below.

Continents Disciplines

Phase 1: EXplOring 40% from Asia (n:189)

the terms cognitive 30% from Europe (n =‘142) 66% from He_olth and medicine (n=313)
impairment, 25% from North America (n =119) 30% from Science and Technology (n = 140)
limitation and 3% from Australia (n = 15) 5% from Social Sciences (n = 24)
disability 1% from South America (n=5) 1% from Other (n = 6)

1% from Africa (n=3)
Phase 2: Exploring 36% from Europe (n = 4) 46% from Health and Medicine (n = 5)
cognitive disability 36% from Australia (n = 4) 27% from Science and Technology (n = 3)
definitions 28% from North America (n = 3) 27% from Social Sciences (n = 3)

Table 3. Authors’ geographic locations and disciplines for Phase 1 and Phase 2.
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Participants’ Characteristics

Participants’ characteristics fell into two categories: (1) diagnosis(es) or (2) cognitive limitations
or impairments.

For Phase 1, 28.8% of selected studies (n = 136)

described participants according to a list of different
diagnoses, compared to 63.6% of selected studies (n =7)
for Phase 2.

Phase 1 Phase 2

See Figure 5 below for the list of diagnoses mentioned at least once in selected studies.

Conditions whose core features are cognitive Conditions whose core features
are not cognitive

Mental health conditions

Schizophrenia

Psychosis and delirium
Bipolar Disorder

Major Depressive Disorder

Medical conditions

Chronic Pulmonary Disease
Coronary Artery Disease

Etiology unknown or unspecified

» Amnestic mild cognitive impairment
(aMC

 Mild cognitive impairment (MCI)

« Subjective cognitive impairment
(SCI)

« Subjective and objective cognitive
decline

Normal aging

Figure 5. Summary of diagnoses associated with cognitive disability, limitation and impairment
and mentioned in reviewed articles after Level 1 analysis for Phases 1 and 2.
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Participants’ Characteristics Based on Diagnoses

Phase 1 Phase 2

For Phase 1, 57.3% (n = 193) of those studies used psychological

tests to determine whether participants had limitations in different
@ cognitive domains. The Montreal Cognitive Assessment—MoCA

(Nasreddine & al., 2005), the Mini-Mental State Exam—MMSE
(Folstein & al., 2010) and the Cognitive Abilities Screening
Instrument (CASI) (Teng & al., 1994) are the tests most widely used.

No study for Phase 2 used psychological tests results to assess if participants had a cognitive
disability.

Participants’ Characteristics Based on Cognitive Limitations or
Impairments

For Phase 1, 71.2 % of selected studies (n=337) used a description based on
@ difficulties presented in different domains of cognitive functioning.

For example, Chung & Kim (2020) define cognitive impairment as a condition in
which “a person has trouble remembering, learning new things, concentrating,
or making decisions that affect their everyday life” (p. 1).

Phase 1

For Phase 2, 45.5% of selected studies (n=5) used a description based on
@ difficulties presented in different domains of cognitive functioning.

For example, Alshenaifi et al. (2022) highlighted that "Cognitive disabilities
include difficulties related to cognitive functions such as learning,
Phase 2 communication, comprehension, attention, and memory” (p. 596).

Definitions’ Characteristics

Phase 1 — Definitions of cognitive impairment, cognitive
limitation and cognitive disability

Level 3 analysis

We removed 69 papers that only provided examples of conditions associated to cognitive
impairment, limitation or disability or examples of cognitive functions. For example, we removed
the following definitions at this step:
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“Common areas of difficulty for people with cognitive disabilities include problems
E@‘ with perception and information processing, memory, problem solving and
attention.” (Garcia-Catala & al., 2020, p. 880)

“Mothers with cognitive limitations include those with such diagnoses as mild
E@\ intellectual disabilities (IDs), autism and attention deficit hyperactivity disorder
(ADHD).” (Adolfsson & al., 2021, p. 79)

Level 4 analysis

We appraised the quality of remaining definitions of cognitive impairment, limitation or disability
using the criteria below (Luckasson & Reeve, 2001).

[ Does this definition indicate the boundaries of the term, that is, who or what is inside\
the boundaries and who or what is outside the boundaries?

Does this definition indicate the class of things to which it belongs?

Does this definition differentiate the term from other members of the class?

Hf W N R

Does this definition allow some generalizations about characteristics of the individual
or group named by the term? j

\_

We removed 19 definitions that did not meet all criteria, leaving us with three remaining
definitions (see table 4). For example, we removed the following definitions :

E@ “Cognitive impairment was characterized by reduced visuospatial ability, verbal
L > fluency, and attention” (Ciolac & al., 2021, p. 3)

“Cognitive impairment is an intermediate state between normal aging and

E@\ dementia. It signifies the transitional zone between normal cognitive function
and clinically probable Alzheimer’s disease (AD)” (Chireh & D’Arcy, 2020, p. 2)
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First First
authors' authors'
discipline country

Location of Definitions of cognitive disability, cognitive impairment, or

definition cognitive limitation

“According to the CDC, “cognitive impairment is when a
Janne person has trouble remembering, learning new things,
y - United . concentrating, or making decisions that affect their everyday
et al, Medicine Introduction e ; X . o
5021 States life”. Those with mental illness may experience cognitive
impairments due to medications, symptoms, substance

abuse or the disorder itself.” (p.1)

“Cognitive impairment, or cognitive dysfunction, has been
defined as “functioning below expected normative levels or
loss of ability in any area of cognitive functioning” (Evans,
Medical . 2010). Cognitive impairment may occur as the result of a
Synovec, . United . . . . . .
Respite Introduction  variety of diagnoses, such as traumatic or acquired brain
2020 States . .
Care injury, mental health disorders, long-term substance or
alcohol use, trauma, neurological disorders, and chronic
conditions, and can affect individuals across the life span.” (p.

332)

“In using the term “cognitive disability” (CD), we refer to
limitations that a person might have in their intellectual or
cognitive functioning. CD includes cognitive and adaptive
limitations with onset in childhood (e.g., Down Syndrome). It
may also result from brain injuries or a disease acquired later
in life, such as dementia. Cognitive disabilities exist in all age
groups, but become more prevalent in later life with nearly
one quarter of adults 65 years-old and older living with a
cognitive disability. People who have CD may experience
challenges in their daily living and barriers to social inclusion
due to limitations in their abilities to process and recall
information, or communicate with others.” (p.1)

Cobigo et

al., 2020 Psychology  Canada Introduction

Table 4. Definitions left after Level 4 Analysis for Phase 1.

We appraised the quality of the 3 remaining definitions based on the second part of Luckasson &
Reeve’s (2001) criteria listed below.

( 5 Does this definition use words that are no more complicated than the term itself? \

6 Does the definition define what something is, not what it is not?

7 Is this definition consistent with a desired theoretical framework?

8 Does this definition contribute positively to the portrayal of people included in the
\ term? /
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The analysis of the 3 remaining definitions revealed that only the definitions proposed by
Janney & al. (2021) and Cobigo & al. (2020) meet the following criterion: “Does this definition
use words that are no more complicated than the term itself?”

However, none of the definitions respect this criterion: “Does the definition define what
something is, not what it is not?”. Furthermore, none of the three definitions specified a
theoretical framework, so we were not able to determine if they met the following criterion: “Is
this definition consistent with a desired theoretical framework?”

Finally, only Cobigo & al.’s (2020) definition respected this criterion: “Does this definition
contribute positively to the portrayal of people included in the term?” since they
acknowledge that social barriers have an impact on the person’s functioning.

In summary, none of the definitions identified in the literature review met all the criteria
proposed by Luckasson & Reeve to help name and define a clinical entity.

Phase 2—-Definitions of cognitive disability

Level 3 analysis

We removed 7 papers that only provided examples of conditions associated to cognitive
disability or examples of cognitive functions. For example, we removed the following
definition:

gz@) “Children with cognitive disabilities (CD), including intellectual disabilities (IDs), and
L D cognitive impairment [...]” (Albani et al., 2022, p. 1784).

Level 4 analysis

For the remaining 4 definitions, we appraised their quality using the criteria listed on page 11
(Luckasson & Reeve, 2001), leaving only 1 study with a definition that attempted to define the
term in a clear and generalizable way (See table 5 next page).

We appraised the quality of the remaining definition based on the second part of Luckasson &
Reeve’s (2001) criteria listed on page 12.
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First First .
Location of

authors' authors' Definitions of cognitive disability

. . definition
discipline  country

“Definitions of cognitive disabilities include a wide range
of conditions that do not necessarily include intellectual
functioning. Issues with speech, memory,
communication and attention can all be defined as
cognitive impairments, with these conditions being

Woodlock . . .

ood .Oc Social . . permanent, short-term or intermittent. These
& Harris, . Australia Introduction . . . S
2022 Sciences impairments can be caused by acquired brain injuries,

dementia and stroke (Australian Commission on Safety
and Quality in Health Care 2020). Mental health
conditions, such as schizophrenia and depression, can
also be classified as cognitive impairments (Mental
Health Coordinating Council 2015)” (p.3)

Table 5. Definition left after Level 4 Analysis for Phase 2.

The analysis of the remaining definition revealed that it met the following criterion: “Does this
definition use words that are no more complicated than the term itself?” but not this criterion
“Does the definition define what something is, not what it is not?”.

Furthermore, this definition did not specify a theoretical framework, so we were not able to
determine if they met the following criterion: “Is this definition consistent with a desired
theoretical framework?”

Finally, it did not respect this criterion: “Does this definition contribute positively to the
portrayal of people included in the term?” since they used pejorative terms, such as issues, and
did not acknowledge the role of the environment in this definition.

In summary, none of the definitions identified in the second phase of this literature review met
all the criteria proposed by Luckasson & Reeve to help name and define a clinical entity.
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Lack of Clarity and Coherence in Definitions

Findings confirm that the terms cognitive impairment, limitation and disability are commonly used
in research, across disciplines, and across the globe. However, authors rarely define these terms
and when they do, it is with great inconsistency. This lack of clarity and coherence in definitions is
a major threat to scientific rigour, validity and generalizability. It also may limit in fundamental
ways access to services for individuals.

The number of conditions found to be associated with cognitive impairment, limitation or disability
prevent the use of definitions based on etiology. This list is too long and the conditions too varied
for etiological definitions to be used consistently and comprehensively. Indeed, our review of more
than 400 studies led to an incomplete list of diagnoses, with the notable absence of some learning
disabilities, or cognitive challenges related to human immunodeficiency virus (HIV) infection, post-
traumatic stress disorder (PTSD), anxiety disorders or Covid-19. From our review, no existing
definition can be recommended.

Importance of a Functional Definition

We argue that a functional definition would avoid inequities in how programs and legislative
frameworks are implemented and would significantly increase scientific rigour. A functional
definition is one that would define the concept based on functions impacted by the entity labelled
with the term.

According to the DSM-5 (American Psychiatric Association, 2013), cognitive
functions are divided in 6 domains:

1) complex attention; 4) language;
2) executive functions; 5) perceptual-motor skills;
3) learning and memory; 6) social cognitions.

Defining cognitive disability using domains of cognitive functioning that may be impacted helps set
boundaries and reflects the heterogeneity of the population labelled with the term. We note,
however, the circular definitions of cognitive, intellectual and mental.

For example, the APA Dictionary of Psychology defines intellectual functions as
gz mental functions (APA, 2022a), and mental processes as types of cognitions (APA,
L > (2022b). A critical analysis of these terms is required to determine whether they can

be used interchangeably.
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We propose the following definition to inform policy development and scientific rigour.

Cognitive disability is a situation of disadvantage experienced by individuals with
cognitive abilities that differ from what is considered typical, in one or more of the
following domains: (1) attention, (2) executive functions, (3) learning and memory, (4)
language, (5) perceptual motor skills or (6) social cognitions. People with cognitive
disability constitute a heterogeneous group with a range of co-existing cognitive
strengths and limitations that often evolve over time and can be persistent, episodic or
temporary.

Does the proposed definition meet Luckasson & Reeve's (2001) criteria ?

No. Comparable to all reviewed definitions, we acknowledge that the proposed definition
1 fails to indicate what is outside of the boundaries. This limitation stems from the
absence of a clear definition regarding what constitutes typical cognitive functioning.

Yes. The definition identifies individuals with cognitive abilities that differ from what
2 is considered typical. Once again, we acknowledge here that it remains unclear how
typical cognitive functioning can be described.

3 Yes. The definition differentiates cognitive disability from typical cognitive abilities
by specifying the domains in which differences may occur.

A Yes. The definition allows for generalizations about the characteristics of individuals with
cognitive disabilities, highlighting the range of strengths and limitations they may have.

5 Yes. The language used in the definition is clear, concise and does not introduce
unnecessary complexity.

6 Yes. The definition focuses on describing what cognitive disability is rather than what it
is not.

Yes. The definition aligns with the conceptualization of disability as a social
7 phenomenon influenced by interactions between individuals with cognitive disabilities
and environmental barriers.

Yes. This definition avoids negative stereotypes or stigmatization by highlighting
8 cognitive disability as a situation of disadvantage experienced by individuals, rather
than framing it as deficits and by highlighting it’s heterogeneous nature.
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We highlight here tensions between a need to identify who can be accurately labelled with
the term, and the reality of neurodiversity. On one end, clinicians and policy makers need to
determine what is not considered as typical to determine eligibility to resources and programs,
and researchers seek precision in their sample description. On the other end, neurodiversity
refers to different ways of perceiving, processing and retrieving information that are
distributed normally in the population (Armstrong, 2011). These tensions reveal the need to
pursue the conversation this paper aims to spark and provide definitions that would lead to an
equitable determination of resources and programs.

It remains unclear which societal norms might be used to determine what is typical cognitive
functioning, and the extent to which a deviance from these norms constitutes a limitation. In
the absence of such benchmarks, developing and relying on psychometric measures to classify
individuals as experiencing cognitive disability is flawed.

Furthermore, there are many contexts where an inclusive approach that does not dichotomize
the us and the they is legitimate and preferable, and arguably better than the absence of
definition. Emphasizing the difference to norms in definitions of disability is an ableist
approach, and refrains from conceptualizing disability as an experience of disadvantage and
inequity (Riddle, 2020).

Research Limitations

Although we used a comprehensive list of search terms and multiple databases, it is possible that
relevant articles were not included because they did not appear in our initial search or because we
restricted our search to publications between September 2020 and March 2021 (phase 1) and June
2022 and June 2023 (phase 2). It is likely that we have missed promising definitions, but our review
reveals that no authoritative and consensual definition exists. Additionally, only published articles
available in English were included in this scoping review.

Future studies should also determine how to translate cognitive disability in terms that are
culturally acceptable (Gjersing & al., 2010). For example, in French, the Processus de production du
handicap (Fougeyrollas & al., 2019) is an influential framework for understanding disability, but it is
unclear how the proposed definition would translate into this framework. However, a simple
translation of terms may lead to resistance in adopting the proposed definition because of the
pejorative connotation of some words in different languages and cultures.
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Conclusion

This review proposes a definition that will help increase consistency in how we define cognitive
disability, which in turn can result in equity in how interventions, programs and policies apply to
individuals who may be referred to with this label. However, existing definitions, including the one we
propose, were developed without directly consulting those who may be labelled with this term. Without
the direct input of individuals with cognitive disability, it is impossible to appraise quality as it refers to
the following criterion (Luckasson & Reeve, 2001): “Does this definition contribute positively to the
portrayal of people included in the term?” Amplifying the voices of persons with cognitive disability
through inclusive research methods is essential to provide crucial insights in how we refer to them
and apply this label in research and decision-making that affect their life (Ghaderi et al., 2023;
Walmsley & al., 2018).
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Appendix A

Phase 1: Exploring the terms cognitive impairment, limitation and
disability

Search Strategy

Two researchers conducted a database search using a variety of subject headings and keywords
that were combined using “OR” relations (see Table 1). Consistent with scoping review guidelines,
we included empirical, peer-reviewed research studies published between September 2020 to
March 2021.

Databases Search Terms

MEDLINE ((cognitive disabilit*[Title]) OR (cognitive impairment*[Title])) OR (cognitive limitation*[Title])
CINAHL TI "cognitive disabilit*" OR TI "cognitive impairment*" OR TI "cognitive limitation*"
PsycINFO title("cognitive disabilit*") OR title("cognitive impairment*") OR title("cognitive limitation*")

Web of Science

Core Collection “cognitive disabilit*” OR “cognitive impairment*” OR “cognitive limitation*” (Title)

TITLE ( "cognitive disabilit*" OR "cognitive impairment*" OR "cognitive limitation*") AND

Scopus PUBYEAR > 2019 AND PUBYEAR < 2022 AND PUBYEAR > 2019 AND PUBYEAR < 2022

AARP Ageline TI “cognitive disabilit*” OR TI “cognitive impairment*” OR TI “cognitive limitation*”

IEEE Xplore ("Publication Title":“cognitive disabilit*”) OR ("Publication Title":“cognitive impairment*”) OR
Digital Library ("Publication Title":“cognitive limitation*”)

Nursing and Allied

Health Source title("cognitive disabilit*") OR title("cognitive impairment*") OR title("cognitive limitation*")

CBCA Complete title("cognitive disabilit*") OR title("cognitive impairment*") OR title("cognitive limitation*")

Business Source

Complete TI “cognitive disabilit*” OR TI “cognitive impairment*” OR TI “cognitive limitation*”

Table 1. Specific search terms/keywords per database.
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After removing duplicates, we screened relevant papers based on titles and abstract reviews. We
excluded all studies on animals, studies that referred to cognitive disability as an exclusion
criterion and articles that could not be accessed through the institutional library.

Figure 1 provides an overview of this process.

Studies from databases (n = 1707)
e Medline (n=119)
CINAHL (n=161)
PsychINFO (n = 457)
Web of Science (n = 250)
AARP Ageline (n=75)
IEEE Xplore Digital Library (n = 28)
Nursing and Allied Health (n = 144)
CBCA Complete (n=1)
Business Source Complete (n = 8)

c
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(=}
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Studies screened (n = 1168)

Studies sought for retrieval (n = 780)

b

Studies assessed for eligibility (n = 750)

Studies included in review (n = 750)

Figure 1. Flow diagram of Phase 1 search strategy.
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Duplicates removed (n = 539)

Studies excluded (n = 388)
378 studies on animals
10 not peer-reviewed papers

Studies not retrieved (n = 30)

Studies excluded (n = 0)
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Data Extraction and Analysis

Figure 2 provides an overview of the approach used for data extraction and analysis.

It is possible to extract from the paper :
» asentence where the key terms were followed by “defined
5> as”, “described as”, “known as”, “represents”, “is

considered as”, “is a”, or similar phrasing or,
» adescription of participants in the method section.
285 articles removed because they did not meet this criterion.

The description of participants is not just based on the use of
P» cognitive assessment tools.
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345 articles

128 articles removed because they do not meet this criterion.

The term used is not a sub-definition of the terms”cognitive
impairment”, “cognitive disability” or “cognitive limitation” (e.g.
$ MCI, aMClI, CICI, VCI, etc.)

!

91 definitions extracted

Level 3 Analysis

254 definitions removed because they do not meet this
criterion.

The definition is intended to define the term and not just
¥ provide a description of the participants or its impact.

v
22 promising definitions

69 definitions removed because they do not meet this criterion.

Criterion 1 : The definition indicates the class of items to
which it belongs and differentiates the term from other items

6 promising definitions

> in the class.
16 definitions removed.

Criterion 2 : The definition allows for some generalization
about the characteristics of the person or group referred to by

o
"
>
o
c
<
<
]
>
()
|

3 promising definitions

P the term and it specifies the boundaries of the term (e.g. what
is included from what is not)
3 definitions removed.

Figure 2. Flow diagram of Phase 1 Levels 1, 2, 3 and 4 of analysis
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Level 1 Analysis: Extracting Definitions

We performed a search using the search tool of the PDF reader application of the terms “cognitive
impairment*”, “cognitive limitation*” or “cognitive disabilit*”. We only kept papers in which we
could extract a sentence where these terms were followed by “defined as”, “described as”, “known

”» o«

as”,

” o« ” o«

represents”, “is considered as”, “is a”, or similar phrasing.

Level 2 Analysis: Data Extraction

We extracted the following data from selected articles: (1) authors’ characteristics (first authors’
disciplines and country), (2) study characteristics (methods, participants, description of cognitive
impairment, limitation or disability status), (3) terms used to refer to cognitive impairment,
limitation or disability and related definitions. We also noted where the terms in which section of
the article the definition was found. At this stage, we excluded studies that only referred to a score
on a cognitive functioning assessment tool to determine a status of cognitive impairment,
limitation or disability, as these scores do not inform the development of a definition.

Level 3 Analysis: Removing Studies Without a Definition

We removed studies that only offered definitions of related terms, such as mild cognitive
impairment, chemotherapy-induced cognitive impairment, or vascular cognitive impairment. We
removed studies that used cognitive impairment, limitation or disability as an inclusion criterion,
without defining these terms. Articles and definitions were reviewed by 2 independent reviewers
who resolved disagreements by consensus and when consulting a senior author.

Level 4 Analysis: Selecting and Appraising the Quality of
Definitions

At this stage, we extracted and analyzed definitions of cognitive impairment, limitation or
disability, following the procedure described below, with the intention to appraise their quality. We
adapted a list of criteria proposed by Luckasson & Reeve (2001) to help name and define a clinical
entity (see Table 2 for the list of criteria). They were previously used to name, define and classify
the term “mental retardation” (Luckasson & Reeve, 2001). Authors highlighted that Questions 1 to
6 can help define a class of members with a disability. Additionally, they mentioned that Question
7 may be unique to each discipline, and that this creates tensions around a desired theoretical
framework. Question 8 questions whether the definition is respectful to those who would be
labelled using the term.
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At Level 4, we first applied 4 criteria chosen because they rely on an objective analysis of the
definition. One reviewer independently appraised definitions using these criteria. The remaining 4
criteria from Luckasson & Reeve’s (2001) list were applied to remaining definitions. Across the
different levels of analysis, we used an audit process to promote reflexivity and dialogue among
team members, as required for reliable data analysis and interpretation (Barry et al., 1999). The
audit process involved two research assistants and a senior researcher. Regular meetings were
held to discuss the different inclusion criteria for each step, as well as to discuss which papers and
definitions to keep/remove when conflicts arise. This process was repeated until a consensus was
reached.
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Phase 2: Exploring definitions of cognitive disability

Search Strategy

Phase 2 replicates Phase 1 search strategy but only using using the following keywords:
“("cognitive disabilit*"). We included empirical, peer-reviewed research studies published between
June 2022 to June 2023. See Figure 3.

Studies from databases (n = 90)
e Scopus (n =46)
e Web of Science (n =16)
e PsychINFO (n = 8)
MEDLINE (n = 8)
CINAHL (n=7)
IEEE Xplore Digital Library (n = 4)
Pro Quest (n=1)

(=
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)
(=]
2
=
)
[=
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—t

$» Duplicates removed (n = 38)

Studies screened (n = 52) =3 Studies excluded (n = 14)
Studies sought for retrieval (n = 38) =3 Studies not retrieved (n = 6)

Studies excluded (n = 1)

Studies assessed for eligibility (n = 32) - Not available in English or French (n = 1)

Studies included in review (n = 31)

Figure 3. Flow diagram of Phase 2 search strategy.
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Data Extraction and Analysis

We followed the same procedure as described in Phase 1 (see Figure 4) but including only
information and definitions on cognitive disabilities.

Level 1 Analysis

o
v
=
]
c
<
(o]
]
>
o
|

Level 3 Analysis

Level 4 Analysis

31 articles

It is possible to extract from the paper :
» asentence where the key terms were followed by “defined

” o«

as”, “described as”, “known as”, “represents”, “is

12 articles

considered as”, “is @”, or similar phrasing or,
» adescription of participants in the method section.
19 articles removed because they did not meet this criterion.

The description of participants is not just based on the use of

v
11 definitions extracted

P» cognitive assessment tools.
1 article removed because they do not meet this criterion.

The term used is not a sub-definition of the terms”cognitive

v
11 definitions extracted

¥» impairment”, “cognitive disability” or “cognitive limitation”.

0 definitions removed because they do not meet this criterion.

The definition is intended to define the term and not just

v
4 promising definitions

9 provide a description of the participants or its impact.

7 definitions removed because they do not meet this criterion.

Criterion 1 : The definition indicates the class of items to
which it belongs and differentiates the term from other items

v
3 promising definitions

> in the class.
1 definition removed.

Criterion 2 : The definition allows for some generalization
about the characteristics of the person or group referred to by

v
1 promising definitions

¥ the term and it specifies the boundaries of the term (e.g. what
is included from what is not)
2 definitions removed.

Figure 4. Flow diagram of Phase 2 Level 1, 2, 3 and 4 of analysis
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