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Introduction

Anxiety disorders are up to six times more
common in children and young people with
intellectual disability (CYP+ID) than in the
general population#. Yet, clinically significant
levels are often not identified, in part because
measures used are unsuited for CYP+ID.>7

Aim
Identity questionnaires suitable for routine use that
accurately rate anxiety symptoms in CYP+ID.

Method

PROSPERO-registered, this review followed
PRISMA guidelines. Ovid MEDLINE,
PsycINFO, Embase, and Web of Science
databases were searched from 2010-2024.
Psychometric methods and results assessed with
ConPsy ChecKlist,® risk of bias with QUADAS-

2.2 and suitability for routine use with CAPs-
IDD.1Y

Results | |
 Most EFA and internal consistency
investigations met ConPsy's criteria, while

most CFA did not.

 No instrument was shown to have adequate
sensitivity and specificity. Five studies included
a broad age range, of which one evaluated age-
based measurement invariance. Two explored
known-groups validity.

* Seven instruments met convergent validity
criteria. Five met the discriminant validity
criteria against measures of mood, irritability,
pain, stereotypy or general physical health.

Discussion

Diagnostic test accuracy (D'TA) studies are
needed to indicate the relationship between the
anxiety questionnaires and anxiety disorders in
CYP+ID. DTA studies with CYP+ID are also
needed for the instruments used in the convergent
validity tests. Without those, the convergent
validity tests do not indicate an indirect
relationship between the instruments of interest
and anxiety disorders.

Measurement invariance studies are needed to
confirm the accuracy of the measures for different
age groups, genders and ID-levels of CYP+ID.

More information is needed to assess the
. ’ . eq e .
instruments suitability for routine use.
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There are promising measures of
anxiety symptoms in children and

young people with intellectual
disability.

None have been shown to screen
effectively for anxiety disorders.
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Identification of studies

Records identified from
databases
n = 6,126, of which:

Ovid MEDLINE® n = 2,076
APA PsycINFO n = 2,209
Embase n = 162
Web of Science n = 1,679

A 4

Records removed before
screening:
Duplicate records removed
by automation tools n =
2,130
Records marked as
ineligible by automation
tools or removed for other
reasons
n=o0

A

Records for which title and
abstracts screened
n = 3,996

Records excluded manually
n = 3,836

Reports sought for retrieval
n =160

Reports not retrieved
n=2

v

Reports for which full-texts
were reviewed for eligibility
n =158

\ 4

Reports identified from
reference lists n = 0

A

Reports for which full-texts
were reviewed for eligibility

Reports excluded n = 139
Duplicates n = 2
Criteria not met:

Population n = 45
Instrument n = 55

n=158 Analysis n = 25
Study typen =8
Languagen =7
Other = 2
v
Studies included in review
n=12
Reports of included studies
n=12

Instruments

[Unnamed], an unnamed survey for anxiety in FXS.
ABC-C-L/SW, Aberrant Behavior Checklist-Community-
Lethargy/Social Withdrawal subscale.

ABC-C-SA, Aberrant Behavior Checklist-Community-Social
Avoidance subscale.

ABC-I, Aberrant Behavior Checklist-Irritability subscale.
A-CareGI-C, Parent/carer Global Impression of Anxiety Severity
A-CGI-S, Clinical Global Impression of Anxiety Severity
ADAMS-D, ADAMS-Depressed Mood subscale

ADAMS-GA, Anxiety Depression and Mood Scale-General anxiety
subscale.

ADAMS-SA, Anxiety Depression and Mood Scale -Social
avoidance.

BPI-01-A/D, Behavior Problems Inventory-01-Anxious/Depressed
subscale

CBCL-1.5-5-AP, Child Behavior Checklist Ages 1 1/2-5-Anxiety
Problems Subscale.

CBCL-6-18-AP, Children's Behavior Questionnaire Ages 6-18-
Anxiety Problems subscale.

CBQ-3-7-AP, Child Behavior Questionnaire for Ages 3-7-Anxiety
Problems Subscale

CIASP-ID, Clinical Anxiety Scale for People with Intellectual.
Disabilities

CY-BOCS, Children’s Yale-Brown Obsessive-Compulsive Scale.
DBC-P-DAB, Developmental Behavior Checklist-Primary Caregiver
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Version-Disruptive/Antisocial subscale

GAS-ID (YP), Glasgow Anxiety Scale for Youth with ID.

HQ-CT, Hyperphagia Questionnaire for Clinical Trials.
InterRAI-Anx-DD, InterRAI Child and Youth Mental Health and
Developmental Disability-Anxiety Scale.

NCBREF-I/A, Nisonger Child Behavior Rating Form-
Insecure/Anxious subscale

NCBRF-S/R, Nisonger Child Behavior Rating Form-Self-
isolated/Ritualistic subscale

PADQ, Prader-Willi Syndrome Anxiousness and Distress. Behaviors
Questionnaire

RSBO-F/A, Rett Syndrome Behavior Questionnaire-Fear/Anxiety
subscale.

RSBQ-GM, Rett Syndrome Behavior Questionnaire-General Mood
subscale.

SCARED-DS(S), Screen for Child Anxiety Related Disorders for
Children and Youth with Downs Syndrome (Spanish).
SCARED-GA, Screen for Child Anxiety Related Disorders for
Children and Youth with Downs Syndrome (Spanish)-Generalized
Anxiety subscale.

SCARED-SA, Screen for Child Anxiety Related Disorders for
Children and Youth with Downs Syndrome (Spanish)-Separation
Anxiety subscale.

SCARED-SO/PA, Screen for Child Anxiety Related Disorders for
Children and Youth with Downs Syndrome (Spanish)-Somatic/Panic
subscale.

SCARED-SP, Screen for Child Anxiety Related Disorders for
Children and Youth with Downs Syndrome (Spanish)-Social Phobia

subscale.

SCAS(S), Spence Children’s Anxiety Scale (Spanish)
SDQ-IA-ID, Self-Description Questionnaire [—Individual
Administration for people with Intellectual Disabilities.
SLS, School Loneliness Scale.

SQ-SP-SA, Sleep Questionnaire-Simonds and Parraga-Anxiety

related to Sleep subscale.
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Study characteristics

Economic
and Social
Research Council

Participants
Study Lead author Instrument (s) Country Study Age group Aetiology N ID Male
number andyear design(s)
1 Barnes 2015 ABC-C-SA, ADAMS.- USA CS PS,C RTT 74 100% 0%
2 Esbensen2018 CBCL-6-18-AP USA CS CYP DS 88 97% 61%
3 Neo 2021 CBCL-1.5-5-AP USA CS PS NGSs 152 100% 55%
4 Roberts 2014 CBQ-3-7-AP USA CS PS,C FXS 90 99% 100%
5 Mingins 2024 ClASP-ID UK CS PS, CYP,A ID, GSs, ASD 311 100% 61%
6 Lozano 2022 [Unnamed] USA Q,Cs PS, CYP, A FXS 482 NR 77%
7 Maiano 2023 GAS-ID(YP) CA CS YP ID 361 100% 61%
8 Stewart 2020 InterRAI Anx-DD CA CS PS,C ID 657 100% 64%
9 Cotter 2023 PADQ USA, CA, AU Q,CS,L PS, CYP, A PWS 416 NR 50%
10 Oberman 2023 RSBQ-F/A AU, DK, UK CS PS, CYP RTT 323 100% NR
11 Sanchez-Teruel SCARED-DS(S) ES CS C DS 63 84% 41%
12 Maas 2011 SQSP-SA NL CS PS, CYP, A GSs 345 100% 54%
Instrument Characteristics
Study Population Anxiety  Rating
number  Instrument Scale of interest Full scale's purpose developed for Reporter items (N) scale Language
1 ABC-C-SA Social avoidance subscale Rates atypical behaviours ID Parent/carer 4 4 English
1 ADAMS-GA General anxiety subscale  Measures affective disorders; ID Parent/carer 7 4 English
not DSM-based
1 ADAMS-SA Social anxiety sub-scale Measures affective disorders; ID Parent/carer 7 4 English
not DSM-based
2 CBCL-6-18-AP Anxiety problems sub-scale Measures problem behaviours, GP Parent/carer 6 3 Enghsh _________
3 CBCL-1.5-5-AP child strengths and challenges 10 3
4 CBQ-3-7-AP  Anxiety problems sub-scale Rates problem behaviours, GP Parent/ carer 6 7 Engl|sh _________
child strengths and challenges
5 CLASP-ID Anxiety sub-scale Measures anxiety and ID Parent/carer 14 7 Enghsh _________
differential conditions
6 [Unnamed] Full scale Measures observable FXS Parent/carer 21 5 Enghsh _________
behaviours linked to anxiety
7 GAS-ID(YP) Full scale YP adapatation of adult ID Self 27 5 English
measures of worries, fears and
physiological symptoms
8 InterRAIl Anx- Anxiety subscale Measure of broad array of GP Self, informant, 6 5 Enghsh ________
DD mental health symptoms clinician
9 PADQ Full scale Measures observed anxiety- PWS Parent/carer 14 5 English
related behaviours
1 RSBQ-F/A Fear and anxiety subscale Measures observed behaviours RTT Parent/carer 4 3 __English
10 RSBQ-F/A English
11 SCARED-DS(S) Full scale DS adaptation of Spanish GP Self 41 3 Spanish
version measure of CYP anxiety
12 SQSP-SA Sleep anxiety subscale Rates behaviors related to ID Parent/carer 4 7 Dutch __________
sleep
Summary assessment of psychometric methods and results
Structure Reliability Validity
Conten Internal
Study t consis- Inter- Pre- Known-
number  Instrument Age group validity EFA CFA tency retest rater dictive  groups DTA
1 ABC-C-SA—PS;C
1 ADAMS-GA PS, C
1 ADAMS-SA PS,C
2  CBCL-6-18-AP  CYP e
3 CBCL-1.5-5-AP PS
4 CBQ-3-7-AP PS,C e
5 ClasP-iD  Ps,cyp, A I R 2 ] P
6 [Unnamed]  PS,CYP,A [ B
7 GASID(YP) vp I [
8  InterRAIANX-DD  PS,C e
9 PADQ ps,cyp, A [N 2
1 RSBQ-F/A PS,C
10 RSBQ-F/A PS, CYP
2 SCARED-DS(S) C
3 SQSP-SA PS, CYP, A -
(]

Convergent and discriminant validity

t
Study ComPara or . . Statistical Overall
Instrument Comparator applicable r p < Relationship i i
number rating rating
toID
ac-c-sA  ADAMSGA [N  0.19 ns. None |
RSBQ-F/A I 0.63 001 Convergent [N
1 ABC-I B 035 0.01  Discriminant
ADAMS-GA
ABC-C-sA [N 0.61 001 Convergent |
ABc- N 0.28 0.05  Discriminant SESESSINEE
ABc- N 0.68 001 Convergent [N
2 |(CBCLe18-AP  ascs I 0.16 0.05  Discriminant SN
NCBRF-Si/A S 0.42 0.01  Discriminant
ABc- RN 0.68 001 Convergent [N
ADAMS-GA I 0.77 0.00  Convergent NI
5 | ClaspiD  ADAMS-D N 0.47 0.00 None |
HQ BN 0.23 0.00  Discriminant SESESSSESNI
SDQ-IAID (E,F) B _0.29 0.01  Discriminant IR I
7 GAS-ID(YP) T
SLS(E.F) S 0.30 001 Discriminant SN
Ho-cT B 0.47 0.01 None |
9 PADQ T
CY-BOCS _ 0.39 0.01 Discriminant
ADAMS-GA B 0.63 001 Convergent |
1 RSBQ-F/A ST
ABC- B 0.33 0.05  Discriminant SESESSSENINEE
11 scareD-Ds©s)  scass) [ o 001 | Convergent [N

Colour code:
Fully or mostly met criteria
Partially met criteria
Did not meet criteria
Test not reported in study
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