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ADOS [Autism Diagnostic Observation Schedlile
a20At f yNOK R2 @SRysSR$Bpial Bkl
wl GAy3 ]T{eé_JE$QN.y2éﬁ I

iTSys Tteayeg + NRIARYN
Jy2aGA01éYA &aiddzlyA OS®A
ZLIY A OSYA NBLISGAGADBYNK?Z2
12dz BBR] K2BYRIOSYN 26
w/ K A-BrAwI®RsesaivEpnplilst/e Scale]

17.YE AYAOT ¢t

03dzA RSt AYSO 2G+ 1T 11

5SGA || R2&LINDGI2NON 62R yI NB$S
NET &1 Kdz NERIT dzY 2 géejih ratliyK @ LI % &
1/22KtéF“eyN asS 1 @ttt O yppdpdry2 (i njSo @
1 RSiUM KNI RYN @éeOK2@yS LIS6A Y
P | POPULACE/PACIENT 1 A1 dlAye LInAadSK201t O4s
f RSGA & NBINBaN @ R2OSRy2a
aST A Qeft2dz6SyS aldzLlAye LI GnjNY
f R2ALISEN 62R mdop fSiG0
| INTERVENCE .A2YSRAONY&1S AYUSNBSYyOS 11 Y4
O9ELRT AQStK LYHI dziA&dYdz 2112 LInfNYé ySo62 ySLnN
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+28Kf SRt 0t yN SEA&Gdz2NONOK NBf SOOI vy

+2Kf SRt 0t yN SEA&Gdz2NONOK 1tAyA01e0K R2LRNH2SyéO
126RIF GF ot T NOKX NBLRTAGENNOK | yI 6S020e0K &GN}yl
YNOSO® bl TH1EFRS LINAYI NYNOKEAYKAYEaBRNORNOKI 3 NN G &
e Kf SRt g ON A0GNFX GS3IAS a7 fdaRdme padiptiay a6&nnds, oRe®OK G 2 1
cAsperget, oPD, opervasive child development disordérs2 S2A OK S1 A Gl ft Sy A @ R
/| St120S ad¢e#BYWREYAM f yS NBft SO yiyNOK 1tAyAO]eOK
ytat SRyYyS {(2yGNRfyN (12YAAN I 6ftSye LINIO20yNKz2 |
NRPodzZalGy280GA | NAI2NWH Y2 aid RNED2EP & RYIFF RRE WS L2
K2RY20SYyN LRY2O0KT Wwi2d ENBR2ROIDWIRAYAO] S R2LIZ2NHz:SYS
keS2A0KO LRdzOAGN oefl T1F12dzSyl fAO0SyOS nSOAGSE S

%P2t SYyS R2LRNUzSYS LRaddzalky

9 Autism spectrum disorder in under 19s: recognition, referral and diagnosis a Clinical guideline
[CG128]

T Autism spectrum disorder in under 19s: support and management, Clinical guideline
[CG17(}

{STYlFY LINRKf SRt @l yeOK T RNR24& LINR ARSYy!

Arbeitsgemeinschaft der Wissenschaftlichen https://www.awmf.org/awmf-online-dasportal-der-
Medizinischen Fachgesellschaften (AWMF) wissenschaftlichemedizin/awmtaktuell.html

The Agency for Healthcare Research and Quality https://www.ahrg.gov/research/findings/evidence
(AHRQ) basedreports/search.html

Australian Clinical Practice Guidelines https://www.clinicalguidelines.gov.au/

Basque Office for Health Technology Assessmel http://www.euskadi.eus/information/clinicabractice
(OSTEBA) guidelines/web01a3ikeost/en/

Belgian Health Care Knowledge Centre r;g)osr.t/ékce.logm.kanooh.be/en/publlcatlons/all
A0t A2GS0OF RS DdzNI & R http://portal.guiasalud.es/web/guest/guiapractica
Nacional de Salud clinica

A0t A20GKS81jdzS YSRAOIt S http//iwww.bmlweb.org/consensus.html
BIGG international database of GRADE guidelin http://sites.bvsalud.org/bigg/biblio/

BMJ Practice https://bestpractice.bmj.com/topics/ergb/595
https://www2.gov.bc.ca/gov/content/health/practitio
British Columbia Guidelines ner-professionalresources/beguidelines/guidelines

by-alphabeticallisting#D
Canadian Agency for Drugsd Technology in
Health
/a1l t23dz28 3 LYRSE RSa
Francophones (CISMef)

https://www.cadth.ca/

http://www.chu-rouen.fr/cismef/

CPG Infobase: Clinical Practice Guidelines https://joulecma.ca/cpg/homepage

Domus medica Belgium https://domusmedta.be/richtlijnen

Dynamed https://www.dynamed.com/

ECRI Guidelines Trust https://guidelines.ecri.org/

Epistemonikos GRADE Guideline Repository gtetri)r?g/www.eplstemon|kos.org/en/groups/grade_gu
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DdzNI & RS LIN} OGAOI Of
DdzNIa RS LIN} OGAOI Of
DdzNIF & RS LN} OidAOF Of
DdzNIFa RS LIN} OGAOI Of
DdzNIF & RS LN} OidAOF Of
DdzNIa RS LIN} OGAOI Of
DdzN I BNIRGG A OF Of Ny AOI
DdzNIa RS LIN} OGAOI Of
DdzNIa RS LIN} OGAOI Of
Guidelines

Guideline Central

HTA Austria Austrian Institute for Health
Technology Assessment

I FdzGS ' dzi2zaNAGS RS {1}

Health Quality Ontario

Ny
Ny
Ny
Ny

Ny
Ny

Ny

Ny
Ny
Ny

Ny
Ny

Ny
Ny

y i

Health Technology Assessment Section, Ministry
of Health Malaysia (MaHTAS)

Health Informationand Quality Authority
YIEGAZ2YIf

LyadAaddzi
services sociaux

RUSE

Institute for Clinical Systems Improvement (ICSI)
International HTA database
Irish Healh Repository
Royal Dutch Society for Physical Therapy (KNG}

MAGICapp

aAyAaidSNR2

RI

Ministry of Health New Zaland
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https://www.fda.gov/regulatoryinformation/search
fda-guidancedocuments#guidancesearch
https://guidelines.international/gpc
https://www.argentina.gob.ar/salud/calidadatencion
medica/guiaspracticaclinica
http://www.afam.org.ar/guias.html
http://mww.msal.gob.ar/ent/index.php/informacion
equiposde-salud/guas-de-practicaclinica
http://www.hospitalneuquen.org.ar/institucional/siste
ma-de-salud/gpc/?cp_gtasde-pr-ctica-cl-nica=1
https://unisalud.unal.edu.co/guiapracticas
clinica.html
http://www.iets.org.co/Busqueda/FrmResumen.asp»
valor=Gu%C3%ADa%20de%20Pr%C3%Alctica%?
C3%Adnica
https://sumimedical.comfuiasde-practicaclinica
gpc/

https://coosalud.com/documentogecnicosripss/
http://gpc.minsalud.gov.co/gpc/SitePages/buscador,
pc.aspx
https://diprece.minsal.cl/programasle-salud/guias
clinicas/
https://www.salud.gob.ec/guiagle-practicaclinica/
https://web.ins.gob.pe/saluepbublica/publicaciones
unagesp/guiasie-practicaclinica

http://www.essalud.gob.pe/ietsi/guias_pract_clini.ht
ml;
https://www.gub.uy/ministeriosaludpublica/areas
programassalud
https://www.guidelines.co.uk/summaries
https://www.guidelinecentral.com/

http://eprints.aihta.at/

https://www.has-sante.fr/
https://www.hqgontario.ca/Evidencedo-Improve
Care/HealthTechnologyAssessment/Reviewand
Recommendations
http://www.moh.gov.my/index.php/pages/view/1357?
mid=67
https://www.higa.ie/reports-and-publications/guides
https://www.inesss.qc.ca/outilgliniques/outils
cliniques/outilspar-types/guidesdusageoptimal.html
https://www.icsi.org/guidelines/
https://database.inahta.org/
https://www.lenus.ie/communitylist
https://kngf.nl/kennisplatform/richtlijnen
https://app.magicapp.org/app#/guidelines

. http://www.saude.gov.br/protocolose-diretrizes

https://www.health.govt.nz/publications
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Ministry of Health Singapore

National Clinical Guidelines Qatar

National Health and Medical Research Council,
Australia
National Institute for ClinicaEvidence (NICE)

National Patient Safety Office, Ireland

Nederland huisartsen genootschap
Norwegianinstitute of Public Health (NIPH)
PAHO guidelines

Registered Nurses Association of Ontario
Scaottish Intercollegiate Guidelines Network
(SIGN)

Socialstyren
{b[ D RStfOLalGAGdzG2 { dzL
Sundhedsstyrelsen, Denmark

{d2YFtlAaSy [ NN{NNRaSd
Swedish Council on Health Technology
Assessment (SBU).

~FyRFNRYS LRaldzae o 1

The Canadian Task Force on Preventive Health
Care

The GIN international guideline library
TRIPdatabase

UnitedHealtcare

VA/DoD Clinical Practice Guidelines
Washington State Health Care Authority

World Health Organisation

Irish Institute of Clinical Neuroscience

[ {20ASRIFIR 9&aLJ 32t F
The Association of British Neurologists

maid SNNBAOKAZOKS DSastt
5Sdzi a OKS DSasSttaoKI T
Canadian Neurological Sciences Federation
Australian and New Zealand Association of
Neurologists

2Sal1t ySdaNeRf23A011
American Association of Neuromuscular &

Electrodiagnostic Medicine
European cademy of Neurology

C
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https://www.moh.gov.sg/hpp/alihealthcare
professionals/guidelines/GuidelineDetails/clinical
practiceguidelinesmedical
https://www.moph.gov.ga/health
strategies/Pages/nationatlinicatguidelines.aspx

https://www.nhmrc.gov.au/

https://www.nice.org.uk/guidance
https://health.gov.ie/nationatpatient-safety
office/ncec/nationaiclinicatguidelines/
https://www.nhg.org/
https://www.fhi.no/en/gk/HTA/
https://www.paho.org/hg/index.php?lang=en
http://www.rnao.org

https://www.sign.ac.uk/

https://www.socialstyrelsen.se/regleoch
riktlinjer/nationella-riktlinjer/
https://snlg.iss.it/?cat=59
https://www.sst.dk/da/Opgaver/Patientforloefng-
kvalitet/NationalekliniskeretningslinjeeNKR
https://www.duodecim.fi/

" https://lwww.sbu.se/en/publications/

https://www.standardnepostupy.sk/standardne
postupyv-zdravotnictve/
https://canadiantaskforce.ca/guidelines/published
guidelines/

https://guidelines.ebmportal.comy,
https://www.tripdatabase.com/
https://www.uhcprovider.com/en/policies
protocols/clinicalguidelines.html
https://www.healthquality.va.gov/index.asp
https://www.hca.wa.gov/abouthca/health
technologyassessment
https://www.who.int/publications/guidelines/en/
https://www.iicn.ie/education/practice_guidelines.48
5.html

http://w ww.sen.es/profesionales/guiagprotocolos
https://www.theabn.org/page/abnguidelines
https://www.oegn.at/neurologiein-
oesterreich/leitlinien/leitlinienschnellsuche/
https://www.dgn.org/leitlinien
http://www.cnsfederation.org/cnsf/cpd/clinical
practiceguidelines/

https://www.anzan.orgau/
https://www.czechneuro.cz/
https://www.aanem.org/Practice/Guidelines

https://www.ean.org/ReferenceCenter.2699.0.html
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The Peripheral Nerve Society

American Academy of Neurology

Australian neuromuscular network

The European Federation of Neurological
Associations

TREATNMD

The Honk Kong Society of Neuromuscular
Diseases

World Federation of Neurology

{t20Syait
American Academy of Neurology

2841t ySdNBf23AO01H

2Sa1t €A3Il LINRGA
ILAE:International league against epilepsy
American Epilepsy Society

World Federation of Neurology”

European Academy of Neurology
{t20Syait
Neurocritical Care Society

[ {20ASRIFIR 9a&aLJ
{20AS0S CNIycel Aa
Epilepsy Foundation

International Bureau for Epilepsy
International Federation of Clinical
Neurophysiology

American Clinical Neurophysiology Society

t I

32
S RS

Pharmacist advancing healthcare

SA Health Clinical Practice Guidelines

CHEST Guidelines and Consensus Statement

AUTiISM EUROPE

Groupement National des Centres Ressources

Autisme (GNCRA
Autistica

hRoO2NYy+ tS1Fnatt

US Preventive Services Task Force

American College of Physicians
2Sa1t LISRAFGNRO{!
American Academy of Pediatrics
{20AS0S CNIyoeAras
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https://www.pnsociety.com/ida/pages/index.cfm?pay
eid=3309

https://www.aan.com/policyand
guidelines/guidelines/
https://www.ann.org.au/guidelines/

https://www.efna.net/about-us/annuatreports/
https://treat-nmd.org/aboutthe-treat-nmd-network/
https://www.hksnmd.org/en/

https://wfneurology.org/
https://www.sksnes.sk/Slovenskaeurologicka
spolocnost.htm

https://www.aan.com/policyand
guidelines/guidelines/
https://www.czechneuro.cz/pro
odborniky/doporucenepostupy/klinickestandardy/
http://www.clpe.cz/dokumenty.htm
https://www.ilae.org/guidelines
https://www.aesnet.org/clinical_resources/guidelines
https://wfneurology.org/
https://www.ean.org/ReferenceCenter.2699.0.html
http://sls.sk/snes/odporucania/
https://www.neurocriticalcare.org/resources/guidelin
es
https://lwww.sen.es/profesionales/guiag-protocolos
https://www.sf-neuro.org/
https://www.epilepsy.com/
https://www.ibe-epilepsy.org/

https://www.ifcn.info/index.asp

https://www.acns.org/practice/guidelines
https://www.ashp.org/PharmacyPractice/Policy
Positionsand-Guidelires/Browseby-Document
Type/Guidelines
https://www.sahealth.sa.gov.au/wps/wcm/connect/P
ublic+Content/SA+Health+Internet/Clinical+resource
SA+Health+Clinical+Practice+Guidelines/
https://journal.chestnet.org/guidelines
https://www.autismeurope.org/

https://gncra.fr/

https://www.autistica.org.uk/

http://lwww.cls.cz/
https://www.uspreventiveservicestaskforce.org/usps
/

https://www.acponline.org/clinical
information/guidelines

https://www.pediatrics.cz/

https://www.aap.org/

https://www.sfpediatrie.com/
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5AS 5SdziaOKS DSaud f a4 OK https:/iwww.dgkj.de/

Jugendmedizin

European Paediatric Association http://www.epa-unepsa.org/

Polskie Towarzystwdediatryczne https://ptp.edu.pl/

{t20Syalt LISRAFGNROLt  http/iwww.sls-sps.sk/

The International Pediatric Association (IPA) https://www.ipa-world.org/

Royal College of Paediatrics and Child Health https://www.rcpch.ac.uk/

The AmericarAcademy of Pediatrics https://www.aap.org/

Canadian Paediatric Society https://cps.ca/

Irish Paediatric Association https://www.irishpaediatricassociation.ie/
Royal Australasian College of Physician, https://www.racp.edu.au/about/college
Paediatrics & Child Health Division structure/paediatricschild-health-division

+é6af SRS|1 ©OeKf SRt gt yN

HSEA&Gdz2eS NBt SOFyliyN Y5t
HeS 1Bt AGYN L2 K2RYGNOBKRN Yyt adNRB2A ' Dw99 LL
m FRFELIGFOS Y5t LRY2ON a&0FyRIFNRAT 208 ySK2 yit ail

2013)
5 YySYN 1@t AGYN L2 K2RY20SyN yt adNR2A ! Dw99 LI
8 SEAaGdz2S NBtSGOIyliyN I 1 OLtAGYN aeadsSyl da
M dzLIRFGS aeadSYFIGiAO] SK2 NBGASGg || GO2NDI V'
5 ySSEA&Gdz2eS NBtSOFYydyN + (1 QGFHftAGYyN daeadasSyl
M §P2NDI y20SK2 Y5t
5 neexistub NBt SOFyGyN Y5t
5 SEA&Gdz2 S NSfS@IyGyN 1ot AGYN aeadsSyYlraaols
M dzLJIRFGS a28aGSYFrGAO1ISK2 NBGASSG | (QG2NDI y20SH
5 ySSEA&Gdz2eS NBtSOIYyGdyN | 1 GFEtAGYN aeadasSyl daoj
M (P2NDF y20S$SK2 Y5t
F t NPOSRS 48 geKft SRi yN YEe DG EYILORBODPEND { NBOXS aInj@ LLIRISHT BEKIERZ R2:
a0 yRFNRAT 20 yeyYy ytaiNereSy RtS YSiG2RA1 & Y5t
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1. Metodika tvorby KDP

t NLINI @I (2K23G2 1fAYAOYSK®2 RSLIDNRGSYS 2 NPIRY NdzLIE
130SNY Onetodiky GRADHGrading of Recommendations Assessment, Development and
Evaluation; www.gradeworking group.octf

Z1tAYAOl 8 0OK R2 LIZENHzE 8 WKSE R MBSl 2zl IR TGN o+ T NOKEZ NBLR &
$S02 @O y1+ OK T RNI @21ily2200yR 10K R NEG VAT $ ONPBRY 2 OSy
adaptacityto dvaR 2 LJ2 NHz6 Sy S LJ2 doibdzLigA 2ay11326 t S 6yya208A00Adz0 Sy DBRI | St
(NICE

1 Autism spectrum disorder in under 19s: recognition, referral and diagnosis, Clinical guideline
[CG128]
1 Autism spectrum disorder in under 19s: support and managent@imical guideline [CG170]

{t20SYyN LINI O20yNK2 OGQDBANBNK20 (GéYdz Y5t

¢ BANBN Gey Y5t oéf &at208Sy 1T LN} O20yNK2 &e& Ydz 2R
& LIS OA | dbdrdch Geprolo@le RS G § StdzN2 f 23AS> RSGa1t | R2NRAaG2C
neurofarmakologie, psychologie, logopedie, pedagobikaY SG2RK MR f YN 1 2YA &S LINER
R2LI2NHz SYyS LlRalddzLled +OAOKYA 6fSy2@3S @eL) yAt A LINE
C2NXNdzf t nj LINPKf | 2B yijNB® K&aliR)Sa dd 162 WA (OJANBNK2 (éY
Tt2Yad {2dz6t &GN OANONK2 GeéevYdz LINE (@2Nbdz Y5t oeéf
zZLR2 Kf SRdz NPRAGAS LINI O2Q0y- NGkt BOE@OAtL f yYNOK &f dzOot O

Metodika GRADE

Jistotao | Ot Allbét RAKRIRE20Syl RfS YSi2RA1& Dw!59 2AC
L2 aGdydd Ry iNRE 20t yl YSi2RA1&@ Y5t & a Ri22 RBAGEN] DYWNR5ZD
nejen s ohledem na desig@ (i daRVUIN R2 YR 2 Z ONB't 2 B yt &0 dzRAS 2S5 LINR
@peaz20S alLRtSKtAGtI 20aSNIDI 6N Sa bdefesy BYILISIHIZ2 G § 8 &y
ONRT AL 2 TINBatSyNs ySLInNY2aidszZ AVy[025NBA &i2&K208 SLI2y63 |
kvalitdz & yTijfakiorio St (@ NRIT a4l K 6 Ao @8 NEKARY KA Bl i 2 &OP|
mohouy I 2 LJF | | Ot @d@@AaiRd 1 121S&4 y I T y6ds Sty126 dyf I | 2 auNtt T dgdiz R
2SRy2Gt Agdée ORAYINRPO YRt 2ARWI2T R D
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1. 2 3.
Urceni pocatecni uroven Posouzeni snizeni ¢i zvyseni stupné Finalni uroven
spolehlivosti spolehlivosti spolehlivosti
Prvomi Ditvody pro snizeni éi zvyseni stupné \ Spolchlivost odhadu
Design studie spolehlivost kvality védeckého dikazu S¥nko s zhklads
odhadu u¢inku Snizuyici faktory Zvyanjici faktory techto posouzeni
Randomizovane Vysoka Riziko zkresleni Velky rozsah Vysoky
kontrolovane studie spolehlivost vysledki ucinnost ——
chonzistcncc Gradient davky a Sticdui
Nepiimost odezvy @ @ @ e
Nepiesnost Veérohodné matouci
Observacni studic Nizka Publikatni Zkresleni  faktory: Nizky
spolehlivost . bysaitoval (CIGISIS]
prokazanou uéinnost,
- l,}
nazmadovaly falednon
udinnost, v piipadé. ze
ncbyla 24dna W mnost
Zjasténa. }
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Diagnostic tool Quality assessment Summary of findings
Number | Diagnostic accuracy
Studies | Design | Limitations | Inconsistency | Indirectness | Quality | ASD | Controls | Sensitivity Specificity
(95% Cl) (95% CI)
Pre-school children (0-5 years)
Failure to perform protodeclarative | 1 Con Some NA Neone Very 10 23 100 (100, | 100 (100, 100)
pointing, gaze monitoring and obs low 100)
pretend play*®
Failure to perform protodeclarative | 1 Con Some NA None Very 10 23 100 (100, | 70 (51, 88)
pointing or protodeclarative pointing obs low 100)
and pretend play*®
No pretend play*” 1 Con Some NA Neone Very 10 19 90 (71, 100) | 63 (41, 85)
obs low
No functional play*? 1 Con Some NA None Very 10 19 40 (10, 70) 84 (68, 100)
obs low
No facial concern in response to | 1 Con Some NA Neone Very 10 19 100 (100, | 68 (48, 89)
others distress?’ obs low 100)
No attention to distress*? 1 Con Some NA Neone Very 72 39 21 (11, 30) 100 (100, 100)
obs low
Atypical use of object*! 1 Con Some NA Neone Very 9 47 78 (51,100) | 77 (64, 88)
obs low
Lack of orienting to name®*4® 2 Con Some NA None Very 25 78 B84 (43, 82) 88 (79, 94)
obs low
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Diagnostic tool

Quality assessment

Summary of findings

Number Diagnostic accuracy
Studies | Design | Limitati Inconsistency | Indirectness | Quality | ASD | Controls | Sensitivity Specificity
(95% CI) (95% CI)

Primary school children (6—11 years)

No sacial play*® 1 Con Serious NA None Very 20 37 90 (77, 100) 100 (100, 100)
obs low

Sacial isolation** 1 Con Serious NA None Very 20 37 80 (62, 98) 100 (100, 100)
obs low

No respect for personal boundaries*® | 1 Con Serious NA None Very 20 37 50(28,72) 100 (100, 100)
obs low

Socially inappropriate behaviour*? 1 Con Serious NA None Very 20 37 40 (19, 61) 100 (100, 100)
obs low

Unable to follow rules of a game*? 1 Con Serious NA None Very 20 37 100 (100, | 41 (25, 46)
obs low 100)

Doesn't respond to winning/losing a | 1 Con Serious NA None Very 20 37 100 (100, | 46 (30, 62)

game*? obs low 100)

Doesn't initiate communication with | 1 Con Serious NA None Very 20 37 80 (62, 98) 100 (100, 100)

peers*? obs low

Doesn't sustain conversation with | 1 Con Serious NA None Very 20 37 100 (100, | 100 (100, 100)

peers* obs low 100)

Gross motor inco-ordination*® 1 Con Serious NA None Very 20 37 65 (44, 86) 100 (100, 100)
obs low

No functional use of playground | 1 Con Serious NA None Very 20 37 50 (28,72) 68 (52, 83)

equipment?? obs low

Diagnostic tool Quality assessment Summary of findings

Number Diagnostic accuracy
Studies | Design | Limitations | Inconsistency | Indirectness | Quality | ASD | Controls | Sensitivity Specificity
(95% CI) (95% CI)

Secondary school children (12-19 years)

No studies identified for this age-group

Mixed age groups (primary and secondary school children)

Repetitive talk about 1 topic*® 1 Con Some NA None Very 40 21 83 (71, 94) 386 (71, 100)
obs low

Difficulty trying new activities*® 1 Con Some NA None Very 40 21 78 (65, 90) 95 (86, 100)
obs low

Abnormally obsessional interest*? 1 Con Some NA None Very 40 21 70 (56, 84) 100 (100, 100)
obs low

Watches same video constantly*® 1 Con Some NA None Very 40 21 65 (50, 80) 368 (71, 100)
obs low

Insistence on cerfain routines /| 1 Con Some NA None Very 40 21 53 (37, 68) 95 (86, 100)

rituals*® obs low

Lining objects in rows / patterns*® 1 Con Some NA None Very 40 21 50 (35, 56) 90 (78, 100)
obs low

Spinning / banging / twiddling*® 1 Con Some NA None Very 40 21 48 (32, 63) 95 (86, 100)
obs low

Pacing / stereotyped walking*® 1 Con Some NA None Very 40 21 60 (45, 75) 100 (100, 100)
obs low

Compulsion (contamination 11 Con Some NA None Very 40 21 50 (35, 66) 86 (71, 100)

order)*? obs low
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Diagnostic tool Quality assessment Summary of findings
Number Diagnostic accuracy
Studies | Design | Limitations | Inconsistency | Indirectness | Quality | ASD | Controls | Sensitivity Specificity
(95% CI) (95% CI)

Hand / finger mannerisms*® 1 Con Some NA None Very 40 21 48 (32, 63) 95 (86, 100)
obs low

Vocal / motor tics*® 1 Con Some NA None Very 40 21 45 (30, 60) 95 (86, 100)
obs low

Sucking objects (eg shirts, pencils)*® | 1 Con Some NA None Very 40 21 48 (32, 63) 81 (64, 98)
obs low

Rocking/ spinning?® 1 Con Some NA None Very 40 21 45 (30, 60) 100 (100, 100)
obs low

Self-injurious behaviour* 1 Con Some NA None Very 40 21 42 (27, 58) 95 (86, 100)
obs low

Intellectual disability

No studies identified for this group
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Diagnostic tool (score) Quality assessment Summary of findings
Number of | Diagnostic accuracy
participants
Studies Design Limitations | Inconsistency | Indirectness | Quality ASD | Non- | Sensitivity | Specificity
ASD | (95% CI) (95% CI)

All studies
SCQ (215)5668:697374 5 Uncon obs Not used Not used Not used Very low 590 | 365 | 71(67,75) | 62 (57,67)
M-CHAT (22 of )57 2 Uncon obs Not used Not used Not used Very low 95 43 74 (64, 82) | 42 (27, 68)
ABC-Teacher (267)7"72 2 Uncon obs Not used Not used Not used Very low 1 103 | 46 (17,77) | 96 (90, 99)
ASSQ (Teacher, 222)"° 1 Uncon obs Not used Not used Not used Very low 21 a8 71(52,91) | 91 (85, 97)
ASSQ (Parent, 219)"0 1 Uncon obs Not used Not used Not used Very low 21 88 62 (41, 83) | 90 (83, 96)
DBC-ES (cut-off: 11)57 1 Uncon obs Not used Not used Not used Very low 142 | 65 83 (77,89) | 48 (35, 60)
Pre-school children (5 years and under)
SCQ (cut-off: 15)58737 3 Uncon obs Not used Not used Not used Very low 232 | 127 | 69 (63,75) | 61 (52, 69)
M-CHAT (22 of )57 2 Uncon obs Not used Not used Not used Very low 143 | 117 | 74 (64,82) | 57 (41,72)
ASSQ No study met the inclusion criteria for this review
DBC-ES (cut-off: 11)¢7 1 Uncon obs Not used Not used ‘ Not used ‘ Very low ‘ 142 ‘ 65 ‘ 83 (77, 89) ‘ 48 (386, 80)
Primary school children (6-11 years)
SCQ (cut-off: 15)8972 2 Uncon obs Not used Not used ‘ Not used ‘ Very low ‘ 200 ‘ 166 ‘ 69 (62, 75) ‘ 62 (54, 70)
M-CHAT No study met the inclusion criteria for this review
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Diagnostic tool (score) Quality assessment ‘ Summary of findings
Number of Diagnostic accuracy
participants
Studies . Design . Limitations | Inconsistency Indirectness Quality ASD | Non- | Sensitivity . Specificity
ASD | (95% Cl) (95% ClI)
ASSQ No study met the inclusion criteria for this review
DBC-ES No study met the inclusion criteria for this review
Secondary school children (12 years and over)
SCQ (cut-off: 15) No study met the inclusion criteria for this review
M-CHAT No study met the inclusion criteria for this review
ASSQ No study met the inclusion criteria for this review
DBC-ES No study met the inclusion criteria for this review
Children with intellectual disability
SCQ (cut-off: 15)7 1 Uncan obs Nat used Not used Not used Very low ‘ 205 ‘ 52 ‘ 80 (75, 86) ‘ 69 (57, 82)
M-CHAT No study met the inclusion criteria for this review
ASSQ No study met the inclusion criteria for this review
DBC-ES No study met the inclusion criteria for this review

SCQu { 2 OA I ¢

/LY AydSNDI ¢

I 2 YYdzy A Of MiIGHATE av2dRSaF IAASRY VT FKASNDS o A & ;0ABGD2! Ndlzii! AddiYA & YS KAy A¢2s
| KSOASQ@ib @zi A &Y { LISOG NHzy { ODREERNY Aay53S @rSdzS2al IVASyyiy! | § NIERE [& & K DdebBIS/y K S

ALt SKEAG2a0AT

YEAYAOT W] Bt AYyF20NYT OS

az
diagnostiky?

2SK2

NERAYS

a) WAT A120S TIF102Ne

1 @& Odz2 N

2 RNGSGAZ

LyO2y 20aY 12yi0NBt 20y
dz ySK2O
LIN} ORSLI2ZR20y 24l

TabulkaB3.2.Dw! 59 (G odzf || ! aRENFAAZRN | S NINBE ¥ 21 A @ww 0
Ghwo LINEB NRTA{120S FlL{1G2NE | dziAaYdz
Factors Quality assessment Summary of findings
Studies | Design Limitations | Inconsistency | Indirectness | Quality | Number of Adjusted OR/RR
participants (95%Cl)
ASD Non-ASD
Familiar or parental factors
Maternal age over 40 years®® 1 Con obs None NA None Low 12,159 | 4,935,776 | Adj OR 1.51 (1.35, 1.70)
Mother's race (black)®*° 2 Con obs None Not used None Low 4957 3,498,470 | AdjOR 1.66 (1.48, 1.85)
Paternal age over 40 years®® 1 Con obs None NA None Low 12,159 | 4,935,776 | Adj OR 1.36 (1.26, 1.47)
Perinatal or neonatal factors
Birthweight under 2500 g77:80 2 Con obs None Not used None Low 855 90,358 Adj OR 2.15 (1.47, 3.15)
Prematurity (under 37 weeks)™ 1 Con obs None NA None Low 182 85,628 AdjOR 2.3 (1.5,3.7)
Admission to neonatal intensive | 1 Con obs None NA None Low 461 461 AdjOR 1.8 (1.3,2.7)
care unit®
Male gender734%0 3 Con obs None Not used None Low 5439 | 3,584,098 | AdjOR 4.28 (4.02, 4.57)
Serum bilirubin test undertaken®' 1 Con obs None NA None Low 461 461 Adj OR 3.7 (1.3, 10.5)
Hypertonic/hyper-reflexive/jittery®! 1 Con obs None NA None Low 461 461 Adj OR 6.7 (1.5, 29.7)
Pregnancy-related factors
No studies found for this analysis
Environmental factors
No studies found for this analysis
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Factors Quality assessment Summary of findings
Studies | Design | Limitations | Inconsistency | Indirectness | Quality | Number of Adjusted OR/RR
participants (95% CI)
ASD ‘ Non-ASD ‘
Familiar or parental factors
Sibling history of autism™ 1 Con None NA None Low 818 942,836 Adj RR 22.27 (13.09,
obs 37.90)
Sibling history of ASD™ 1 Con None NA None Low 818 942,836 Adj RR 1340 (6.93,
obs 25.92)
Parental history of schizophrenia-like | 1 Con None NA None Low 698 17,450 Adj RR 3.44 (1.48,
psychosis 8 obs 7.95)
Parental affective disorder™ 1 Con None NA None Low 698 17,450 Adj RR 291 (1.85,
obs 5.14)
Parental history of other mental and | 1 Con None NA None Low 698 17,450 Adj RR 2.85 (2.20,
behavioural disorder diagnosis 7 obs 3.89)
Paternal age 40-49 years® 1 Con None NA None Low 110 132,161 Adj OR 575 (2.85,
obs 12.46)
Paternal age 31-35 years® 1 Con None NA None Low 1227 | 30,693 AdjOR 1.7 (1.3, 2.1
obs
Paternal age 36-40 years® 1 Con None NA None Low 1227 | 30,693 AdjOR 1.8 (1.4, 2.4)
obs
Paternal age 41-50 years® 1 Con None NA None Low 1227 | 30,693 Adj OR 1.9 (1.4, 2.5
obs
Paternal age 50 years or older®2 1 Con None NA None Low 1227 | 30,693 AdjOR 2.7 (1.5,4.8)°
obs
Factors Quality assessment Summary of findings
Studies | Design | Limitations | Inconsistency | Indirectness | Quality | Number of Adjusted OR/RR
participants (95% CI)
ASD | Non-AsSD
Maternal history of neurotic/personality | 1 Con None NA Nene Low 1227 | 30,693 AdjOR 1.7 (1.3, 2.2)
disorders 82 obs
Parental mental and behavioural disorder | 1 Con None NA None Low 1227 | 30,693 AdjOR 1.7 (1.5, 2.0)
diagnosis®? obs
Perinatal or neonatal factors
Multiple birth defects92 2 Con None Not used None Low 882 2548 Adj OR 273 (1.37,
obs 5.42)
Prematurity (under 28 weeks)®’ 1 Con None NA Nene Low 1251 | 253,347 AdjOR 2.5 (1.8, 3.9)
obs
Prematurity (under 35 weeks)™® 1 Con None NA Nene Low 595 14,875 Adj OR 245 (1.55,
obs 3.86)
Any birth defects’592 2 Con None Not used None Low 882 6380 Adj OR 17 (1.31,
obs 52.20)
Male gender®” 1 Con None NA None Low 1251 | 253,347 AdjOR 4.2 (3.7,4.9)
obs
Pregnancy-related factors
Threatened abortion at before 20 weeks™® | 1 Con None NA Nene Low 485 1313 Adj OR 209 (1.32,
obs 3.32)
Elective caesarean’ 1 Con None NA Nene Low 465 1313 Adj OR 1.83 (1.32,
obs 2.54)
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Factors Quality assessment ‘ Summary of findings
Studies | Design | Limitations | Inconsistency | Indirectness | Quality | Number of Adjusted OR/RR
participants (95% CI)
‘ ASD | Non-ASD
Environmental factors
Residing in capital city™ 1 Con None NA None Low 818 942836 Adj RR 2.05 (1.67,2.51)
abs
Residing in capital city suburb™ 1 Con None NA None Low 818 942836 Adj RR 1.67 (1.35, 2.06)
obs
aNBTSNBYGSYyRIlet| dzZLIA Y+ mMp
bNB T S NB YN al1dzZAyl wp 804G ySo2 Yt RON
/

YONRE 2 O Wot applicablé NIt REN B REBAGE Ob MR T b 6 MDYy N2 NBENA DB

b) PoruchykJ2 2 Sy @éa&8 yNAHAS | SY

TabulkaE3.4.D w !

59

GFodf 1t 2KNEDKEN SRRBBISYSY &S

Coexisting conditions Quality assessment Summary of findings
Studies | Design Limitations | Inconsistency | Indirectness | Quality | Autism | Non- Prevalence | Unadj RR
autism (range, %) (range)
Intellectual disabilitys2:s 2 Uncon Not used Not used Not used Very 161 1076 10.9-27.9 31.3-99.1
obs low
Fragile X% 1 Uncon Not used Not used Not used Very 4 13 24 79
obs low
Tuberous sclerosis®® 1 Uncon Not used Not used Not used Very 7 7 50 256
obs low
Neonatal encephalopathy / epileptic | No studies were identified for this disease.
encephalopathy / infantile spasms
Cerebral palsy No studies were identified for this disease.
Down'’s syndrome No studies were identified for this disease.
Muscular dystrophy'05 1 Uncon Not used Not used Not used Very 2 22 8 23
obs low

Neurofibromatosis

No studies were identified for this disease.

Fetal alcohol syndrome

No studies were identified for this disease.
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Coexisting conditions | Quality assessment | Summary of findings
Studies Design Limitations | Inconsistency | Indirectness | Quality | ASD Non-ASDs | Prevalence | Unadj RR
(range, %) (range)
Intellectual disability53:51:64:65 4 Uncon Not used Not used Not used Very low | 341 2208 8-17 17
obs
Fragile X*8-50.101 4 Uncon Not used Not used Not used Very low | 95 129 30-60 37-130
obs
Tuberous sclerosiss 535887 4 Uncon Not used Not used Naot used Very low | 72 66 36-79 48-322
obs
Neonatal encephalopathy /| 2 Uncon Not used Not used Not used Low 25 346 4-14 4-14
epileptic  encephalopathy / obs
infantile spasms34-56:93
Cerebral palsy®® Uncon Not used Not used Nat used Very low | 19 107 15-15 15-15
obs
Down’s syndromg®!:82:98:99:102 5 Uncon Not used Not used Not used Very low | 91 829 6-15 5-15
obs
Muscular dystraphy82:100:104 3 Uncon Not used Not used Not used Very low | 38 528 3-37 3-50
obs
Neurofibromatosis®’ Uncon Not used Not used Not used Verylow | 3 7 4-4 4-4
obs
Fetal alcohol syndrome Uncon Not used Not used Not used Very low | 6 617 1-1 1-1
obs
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Diagnostic tool Quality assessment ‘ Summary of findings
‘ Number Diagnostic accuracy
Studies | Design Limitations | Inconsistency | Indirectness | Quality Cases Controls | Sensitivity (%) | Specificity (%)
(95% CI) (95% CI)
All studies
ADI/ADI-R4873106-113 | 10 ‘ Uncon obs | Not used ‘ Not used ‘ Not used ‘ Very low ‘ 716 ‘ 871 ‘ 84 (81, 86) ‘ 87 (84, 71)
3di No study met the inclusion criteria for this review
GARS No study met the inclusion criteria for this review
DAWBA No study met the inclusion criteria for this review
PIA No study met the inclusion criteria for this review
DISCO No study met the inclusion criteria for this review
ADOS48.73,106;107,109- 9 Uncon obs | Not used Not used Not used Verylow | 716 871 91 (89, 94) 75 (72, 80)
13
ADI/ADI-R + ADOST? | 1 Uncon obs | Not used Not used Not used Very low 274 297 85 (81, 89) 87 (83, 91)
Subgroup analysis — children with intellectual disability
ADI/ADI-R07 1 ‘ Uncon obs | Not used ‘ Not used Not used ‘ Very low ‘ 120 ‘ 89 ‘ 77 (88, 84) 70 (59, 79)
3di No study met the inclusion criteria for this review
GARS No study met the inclusion criteria for this review
DAWBA No study met the inclusion criteria for this review
PIA No study met the inclusion criteria for this review
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Diagnostic tool

Quality assessment

‘ Summary of findings

‘ Number Diagnostic accuracy
Studies | Design Limitations | Inconsistency | Indirectness | Quality Cases Controls | Sensitivity (%) | Specificity (%)
(95% CI) (95% CI)
DISCO No study met the inclusion criteria for this review
ADOS107 1 Uncon obs | Not used Not used Not used Very low 120 89 85 (77,91) 89 (80, 95)
ADI/ADI-R + ADOS™ | 1 Uncon obs | Not used Not used Not used Very low 274 297 85 (81, 89) 87 (83,91)
Subgroup analysis — pre-school children (5 years or under)
ADI/ADI-R107- 5 Uncon obs | Not used Not used Not used Low 200 308 80 (75, 84) 77 (72,82)
109;112;113
3di No study met the inclusion criteria for this review
GARS No study met the inclusion criteria for this review
DAWBA No study met the inclusion criteria for this review
PIA No study met the inclusion criteria for this review
DISCO No study met the inclusion criteria for this review
ADOS107:108:112:113 4 Uncon obs | Not used Not used Not used Low 290 308 89 (84, 93) 76 (70, 82)
ADI/ADI-R + ADOS™ | 1 Uncon obs | Not used Not used Not used Very low 274 297 85 (81, 89) 87 (83,91)

Subgroup analysis — primary school children (6-11 years)

No study met the inclusion criteria for this review

Subgroup analysis — secondary school children (12 years or over)
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Diagnostic tool Quality assessment Summary of findings
Number ‘ Diagnostic accuracy
Studies Design Limitations | Inconsistency | Indirectness | Quality Cases Controls | Sensitivity % Specificity %
(95% CI) (95% CI)

All studies
ADI/ADI-R 9 Uncon abs | Not used Not used Not used Very low 1009 471 78 (77,82) 71 (66, 75)
48.73;106;107,109-113
3dit4 1 Uncon obs | Not used Not used Not used Very low 27 33 100 (100, 100) 94 (86, 100)
GARS110 1 Uncon obs | Not used Not used Not used Very low 56 19 39 (27, 52) Not calculable
DAWBA No study met the inclusion criteria for this review
PIA No study met the inclusion criteria for this review
DISCO No study met the inclusion criteria for this review
ADOS#87H 108107108 9 Uncon obs | Not used Not used Not used Very low 1009 471 87 (85, 89) 73 (B9, 76)
113
ADVADI-R+ADQS™ | 1 Uncon obs | Not used Not used Not used Very low 274 297 83 (79, 87) 86 (81, 92)

Subgroup analysis — children with intellectual disability

ADI/ADI-R'®7 1 Uncon obs | Not used Not used Not used Very low 143 66 73 (65, 80) 77 (65, 87)
3di No study met the inclusion criteria for this review
GARS No study met the inclusion criteria for this review
DAWBA No study met the inclusion criteria for this review
PIA No study met the inclusion criteria for this review
Diagnostic tool Quality assessment Summary of findings
Number Diagnostic accuracy
Studies Design Limitations | Inconsistency | Indirectness | Quality Cases Controls | Sensitivity % Specificity %
(95% CI) (95% CI)
DISCO No study met the inclusion criteria for this review
ADOS107 1 Uncon obs | Not used Not used Not used Very low 143 66 76 (68, 83) 94 (85, 98)
ADVADI-R +ADQS™ | 1 Uncon obs | Not used Not used Not used Very low 274 297 383 (79, 87) 86 (81, 92)
Subgroup analysis — pre-school children (5 years or under)
ADI/ADI- 4 Unconobs | Not used Nat used Nat used Very low 382 186 70 (65, 74) 77(71,83)
R1EI7 108,112,113
3di No study met the inclusion criteria for this review
GARS No study met the inclusion criteria for this review
DAWBA No study met the inclusion criteria for this review
PIA No study met the inclusion criteria for this review
DISCO No study met the inclusion criteria for this review
ADOS107:109:112.113 4 Unconobs | Not used Not used Not used Very low 382 186 84 (79, 87) 77(71,82)

ADVADI-R + ADOS™

Unconobs | Not used Nat used Nat used Very low 274 297 83 (79, 87) 86 (81, 92)

Subgroup analysis — primary school children (6—11 years)

No study met the inclusion criteria for this review

Subgroup analysis — secondary school children (12 years or over)

No study met the inclusion criteria for this review
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Diagnosis Quality assessment Summary of findings

Agreement
Studies | Design Limitations Inconsistency | Indirectness | Quality Number Age (months) Kappa (%)

ASDE® 1 Uncon obs Not used Not used Not used Very low 143 29-482 55%

Autism11® 1 Uncon obs Not used Not used Not used Very low 143 29-482 56%

Non-ASD'1® 1 Uncon obs | Not used Not used Not used Very low 143 20-482 81%
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Diagnostic Quality assessment Summary of findings
criteria
Diagnosis at Time 2
Studies | Design Limitations | Inconsistency | Indirectness | Quality | Age Autism % ASD % Non-ASD %
(N) (months) | (95% CI) (95% CI) (95% ClI)
Stability if diagnosed at 24 months or under
Autism
DSM-IV-TR 2 (64) Uncon Not used Not used Not used Very low | 35.9 + 1808 (B64.1,119.2(6.9,359) |0
121,126 obs 38 to | 93.1)
469 +
77
ICD-10M&12 2 (35) Uncaon Not used Not used Not used Very low | 42-854 839 (705,1134(45,260) (38
obs +85 93 8)
Other ASD
DSM-IV-TR 2 (24) Uncon Not used Not used Not used Very low | 35.9 +|126(1.8,31.0) | 874 (690,10
12,126 obs 38 to 98.2)
469 +
77
ICD-10" 1(3) Uncon Not used Not used Not used Very low | 42 333 66.7 0
obs
Non-spectrum
DSM-IV-TR 2(32) Uncon Not used Not used Not used Very low | 35.9 + |36 12.5(1.7,31.0) | 85.8(72.3,95.3)
121:126 obs 38 to
469
77
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Diagnostic Quality assessment Summary of findings
criteria
Diagnosis at Time 2
Studies | Design Limitations | Inconsistency | Indirectness | Quality Age Autism % ASD % Non-ASD %
(N) (months) | (95% CI) (95% CI) (95% CI)
ICD-10" 1(34) Uncon Not used Not used Not used Very low | 42 0 267 735
obs
Stability if diagnosed at 25-36 months
Autism
DSM-IV-TR 6(260) Uncon Not used Not used Notused Verylow | 45 £ 64 | 751 (624, | 16.7 (10.2, | 10.1 (3.1, 20.6)
109,116;117,122,123,125 ohs t0112.8 + 859) 246)
15.6
ICD-10708:120 2(32) Uncon Not used Not used Not used Very low | 458 +|854 (718, | 114(31,241) |63
obs 53t053 | 951)
Other ASD
DSM-IV-TR 6(100) Uncon Not used Not used Notused Verylow | 45 £ 64 | 31.2 (13.0, | 34.7 (26.0, | 32.5(15.9,51.9)
109;116;117;122;123;125 obs 01128+ 53 |) 440)
156
DSM-IV-TR124a 1(73) Uncon Not used Not used Not used Very low | 537 +|822 7.8
obs 7.9
ICD-10708:120 1(3) Uncon Not used Not used Not used Very low | 458 £ | 67 33 0
obs 531053
Non-spectrum
DSM-IV-TR 4 (142) | Uncon Not used Not used Not used Verylow | 53 +810 | 0 105(0.1,35.1) | 92.8 (77 4,99.8)
109;116;117;125 obs 112.8 +
15.6
Diagnostic Quality assessment Summary of findings
criteria
Diagnosis at Time 2
Studies | Design Limitations | Inconsistency | Indirectness | Quality Age Autism % ASD % Non-ASD %
(N) (months) | (95% Cl) (95% CI) (95% CI)
DSM-IV-TR1242 1(17) Uncon Not used Not used Not used Verylow | 537 =+|0 100
obs 7.9
ICD-1Q08120 2 (15) Uncon Not used Not used Not used Verylow | 458 +| 143 0 83.7 (63.1,96.9)
obs 531053
Stability if diagnosed at 37-48 months
Autism
No studies met the inclusion criteria for this analysis
Other ASD
No studies met the inclusion criteria for this analysis
Non-spectrum
No studies met the inclusion criteria for this analysis
Stability if diagnosed at 49-60 months
Autism
No studies met the inclusion criteria for this analysis
Other ASD
No studies met the inclusion criteria for this analysis
Non-spectrum
No studies met the inclusion criteria for this analysis
FCHid2 addRAS 12YoAy20Ftl ldziAavyda | t!{ R2 2SRyS 1}
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Examples Study quality Supporting quotes from parents
Numbe | Study Limitations | Inconsistency | Indirectnes | Qualit
r of design s y
studies
Good practice
A 1 Uncon Not used Not used Not used Very ‘Diagnosis for my son was made by a senior Clinical Medical Officer, a
multidisciplinar obs* low Behavioural psychologist and a Speech and Language Therapist when he
y team who was four and half years old. (k) invoived a day-long series of tests and
listened to detailed information from myself and my husband. We were invited to a
parents’ ‘feedback’with the above people present and were asked what we thought
views'?® was wrong with our son and then we were told he had autism. We were
glad that P. had a diagnosis’
Providing 1 Uncon Not used Not used Not used Very ‘Why couldn’t someone have spotted his autism earlier?... We look
family with a obs low forward to the future in a much more positive and reassuring way becatise
clear and quick of the diagnosis. Life s much more relaxed and obviously
diagnosis understandable ’
result’?
Poor practice
Professionals’ 1 Uncon Not used Not used Not used Very ‘Whenever | have asked anyone for a definite diagnosis | have been told
reluctance to obs low it is wrong to label children and a diagnosis isn’t important. No one has
give a used the word autism unless | force the issue — then they look shifty!”
diagnosis’®
Told there is 1 Uncon Not used Not used Nat used Very ‘At the beginning we thought perhaps it's Fragile X gene. This doctor did
“nothing obs low not know what | was doing, he said it was me who had the problem. We
wrong” with a were told that she would never speak. They kept saying to me. perhaps
child 130 she is probably deaf. | said that she was not because she could hear
everything, she was not deaf because she had speech. You were called
a liar. We went to the doctor time and time again, and they said no, there
15 nothing wrong with the child. The GP wrote in the medical records: her
mother is neurotic, because he thought, she is off the wall this woman.’
Examples Study quality Supporting quotes from parents
Numbe | Study Inconsistency | Indirectnes Qualit
r of design s y
studies
Delay in 1 Uncon Not used Not used Not used Very ‘The whole process is far too slow and seems to depend on the parents’
diagnosis’®? obs low persistence in pushing for a diagnosis. Months seem to go by wailing for
appointment after appointment. This really prolongs the agony of what is,
inevitably in any case, a painful process.’
Professionals’ 1 Uncon Not used Not used Not used Very I was fed up with professional pussyfooting around, afraid fo say the
reluctance to obs low dreaded word ‘autism’. It seems that the very word autistic is taboo.’
give a
diagnosis of
ASD132
Inadequate 1 Uncon Not used Not used Not used Very ‘when [ got an assessment of him (my son) from them (the professionals),
explanation as obs low really | just took it with a pinch of salt, | didn’t take it very seriously because
to how a | thought the people that are writing about him () they didn’t get to see
diagnosis was the real Brian, | knew that they were seeing just the surface.”
reached 1%
Inadequate 1 Uncon Naot used Not used Not used Very “You just didn’t get any feedback (...) that was frustrating fo me, because
response to obs low it was ftke, why the bloody hell can't you tell me what’s going on here?
queries during [faughs] this is my child that I'm bringing to you.’
assessment’?®
Did not invalve | 1 Uncon Naot used Not used Not used Very ‘They (professionals) know all the facts and all the details and they
parents in the obs low perhaps decide right we'll give you that fact, just one fact and perhaps not
decision- necessarily give you all the options to weigh up, | don’t know, perhaps it's
making better [laughs] it's very complicated.’

pracess'?®

246
C) Nérodni portal t N22S{dY YEAYAO1S R2LRNM
A&

u
klinickych doporugenych postupli  w S 3 A & (i NEAOB.R 630 N/E.0/15 Y39/0008221



~

* % a i —

7 EVTOPSK§ um‘e’ i re " MINISTERSTVO ZDRAVOTNICTVI 4

* * Evropsky socialni fond ‘E’ e = MINIST

Faaxt Operann2? progra - CESKE REPUBLIKY
~—

Examples Study quality Supporting quotes from parents
Numbe | Study Limitations | Inconsistency | Indirectnes Qualit
r of design s y
studies
Giving people 1 Uncon Not used Not used Not used Very If | had said anything, as | felt | should have done at the time but didn't
an impression obs low have the bottle to do it, | was thinking if | say anything, will that make them
that horrible to Adam? Will that make them against him? Will that affect a report
professionals on him? So you don't’
have power
and control
over the
parents'?®
No prior 1 Uncon Not used Not used Not used Very ‘More time and information should be given to parents at diagnosis. | was
warning of ASD obs low informed of the diagnosis and told | would be seen by the family services
befare the worker in a month. That was it. Not explanation. No hope. It was obvious
disclosure of that they knew what diagnosis they were likely to make prior to the play
ASD3 session but | had no prior warning. No one had the decency to tell me what
might be wrong. At that point I needed to believe there was a future and |
was appalled at the way [ was treated. | should have had counselling there
and then and lots of information given to me.
Lack of 1 Uncon Not used Not used Not used Very ‘| don’t feel | came away knowing anything about autism’
information obs low
about the
condition when
conveying the
diagnosis 13
Inappropriate 1 Uncon Not used Not used Not used Very ‘The manner in which the diagnosis was given to us would have been, |
manner when obs low suppose, in one sense, quite cold and calculating, it sort of accounted this
conveying the is the problem, that's it, goodbye’
diagnosis’®®
Delay in 1 Uncon Not used Not used Not used Very ‘All you get is delay, after delay, after delay’
diagnosis’® obs low
Examples Study quality Supporting quotes from parents
Numbe | Study Limitati Inconsist Indirectnes Qualit
r of design s vy
studies

Parents’ expectations — how should diagnosis be communicated

Reassure 1 Uncon Not used Not used Not used Very ‘I believe that when parents are fold during diagnostic assessment that
parents that obs low their child is autistic, they should be reassured that there are things they
there are can do, e.g., Lovaas, PECS, change of diet, to make a huge difference.
things they can Obviously don’t mislead them to think these things are a cure, but don’t
dot® lead them to believe that the future is bleak, and doom and gloom, as |
was.’
Offer more 1 Uncon Not used Not used Not used Very ‘The people that we went to, | think are very good at diagnosing, but | don’t
than just the obs low think that they really thought about the outcomes. They were thinking
diagnosis ' about the diagnosis right now and what this child had. ...[They] mentioned

absolutely nothing about what we could look for down the road with him
and | don't even think that was on their minds at that point.”

Open- 1 Uncon Not used Not used Not used Very ‘a general openness all round’

mindedness’*® obs low

Provide written | 1 Uncon Not used Not used Not used Very The study authors reported participants views in summary only, without
reports, obs low supporting quotes

especially of
assessment’®

Involve parents | 1 Uncon Naot used Not used Not used Very The study authors reported participants views in summary only, without
in discussion obs low supporting quotes
after the

assessment,
as this would
help parents to
understand
professional
‘findings'1%¢
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Examples Study quality Supporting quotes from parents
Numbe | Study Li Incor y | Indirectnes | Qualit
r of design s vy
studies
Talk to parents 1 Uncon Naot used Not used Not used Very The study authors reported participants views in summary only, without
as ‘equals’, use obs low supporting quotes
language that
can be
understood
and is not
technical*®
Take more 1 Uncon Not used Not used Not used Very The study authors reported participants views in summary only, without
opportunities to obs low supporting quotes
discuss the
child’s
progress with
the individual
professionals
(e g individual
reports should
be
discussed)!®
Only have 1 Uncon Not used Not used Not used Very The study authors reported participants views in summary only, without
professionals obs low supporting quotes
present who
have
involvement
with the child1%®
Interview 1 Uncon Naot used Not used Not used Very The study authors reported participants views in summary only, without
parents without obs low supporting quotes
the child being
present!3€
Examples Study quality Supporting quotes from parents
Numbe | Study Limitations | Inconsistency | Indirectnes Qualit
r of design s y
studies
Assess the 1 Uncon Not used Not used Not used Very The study authors reported participants views in summary only, without
child obs low supporting quotes
separately’®
Know whao is 1 Uncon Not used Not used Not used Very The study authors reported participants views in summary only, withaut
going to be obs low supporting quotes
present to
prepare
questions to
ask'™®
Donot makea | 1 Uncon Not used Not used Not used Very The study authors reported participants views in summary only, without
telephone call obs low supporting quotes
ta parents to
inform them of
an
appointment’?®
See the childin | 1 Uncon Not used Not used Not used Very The study authors reported participants views in summary only, without
various obs low supporting quotes
settings12®
Make 1 Uncon Not used Not used Not used Very The study authors reported participants views in summary only, without
appointments obs low supporting quotes
less formal,
allow parents
more time to
ask
questions®
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Quality assessment | Summary of findings
| Number | Prevalence
Studies (N) Design ‘ Limitations Inconsistency Indirectness Quality | | Pooled % (95% CI)
All studies
Mental and behavioural disorders
Behaviour problem# 1(12) Uncon obs | Not used Not used Not used Very low 1 8
ADHD™#4 1(12) Uncon obs | Not used Not used Not used Very low 1 8
Emotional difficulties No studies have been identified

Neurodevelopmental problems

Language prablem No studies have been identified.

Developmental 2(42) Uncon obs | Notused Not used Not used Very low 3 6(1,15)
disorder/delay 08144

Medical or neurological

Rett syndrome?® 1(30) Uncon obs | Not used Not used Not used Very low 3 10
Motor problem1%8 1(30) Uncon obs | Not used Not used Not used Very low 3 3
Other

Abuse/neglect No studies have been identified.

Subgroup analysis: children referred on suspicion of autism only

Mental and behavioural disorders

Behaviour problem™* 1(12) Uncon obs | Notused Not used Not used Very low 1 8
ADHD## 1(12) Uncon obs | Not used Not used Not used Very low 1 8
Quality assessment ‘ Summary of findings
‘ Number | Prevalence
Studies (N) Design ‘ Limitat Inconsist Y Indirectness Quality ‘ | Pooled % (95% CI)

Neurodevelopmental

Developmental 2(42) Uncon obs | Not used Not used Not used Very low 3 6 (1, 15)
disorder/delay 108144

Medical or neurological

Rett syndrome'®® 1(30) Uncon obs | Not used Not used Not used Very low 3 10
Motar problem%® 1 (30) Uncon obs | Not used Not used Not used Very low 1 3
Other

Abuse/neglect No studies have been identified

Subgroup analysis: children referred for developmental problems

No study met the inclusion criteria for this review

Subgroup analysis: children referred for behavioural problems

Na study met the inclusion criteria for this review

Subgroup analysis: children referred with positive ASD screening results

No study met the inclusion eriteria for this review
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Quality assessment ‘ Summary of findings
‘ Number ‘ Prevalence
Studies | Design Limitations | Inconsistenc | Indirectnes | Qualit Pooled %
(N) y s y (95% CI)
All studies
Mental and behavioural disorders
Behaviour problem%74 2(192) Uncon Not used Not used Not used Very 61 24 (1, 80)
obs low
ADHDT3138141:142145:145;148 7 (1052) | Uncon Not used Not used Not used Very 112 14 (6, 24)
obs low
Emotional difficulties?:13%143 3(755) | Uncon Not used Not used Not used Very 33 6(2,10)
obs low
Neurodevelopmental
Language problem®8877374137138-141143:145:147:148 | 12 Uncon Not used Not used Not used Very 447 21 (5, 43)
(1728) obs low
Developmental 13 Uncon Not used Not used Not used Very 255 15 (8, 23)
disordenﬂde‘aySEﬁFTD?B 74;138;138;142,143;145,147-149 (1754) obs low
Medical or neurological
Down's syndrome’® 1 (580) Uncon Not used Not used Not used Very 18 3
obs low
Foetal alcohol syndrome™ 1(580) Uncon Not used Not used Not used Very 18 3
obs low
Motor problem™ 1(82) Uncon Not used Not used Not used Very 2 2
obs low
Other
Quality assessment | Summary of findings
| Number Prevalence
Studies | Design | Limitations | Inconsistenc | Indirectnes | Qualit Pooled %
(N) y s y (95% Cl)
Abuse/neglect!# 1(50) Uncon Not used Not used Not used Very 13 26
abs low
Subgroup analysis: children referred on suspicion of ASD only
Mental and behavioural disorders
ADHD73:13814 1144 3(795) | Uncon Not used Not used Not used Very 49 6(2,13)
abs low
Behaviour problem™ 1(82) Uncon Not used Not used Not used Very 3 4
abs low
Emotional difficulties™:13¢ 2(730) | Uncon Not used Not used Not used Very 29 4 (3, 6)
abs low
Selective mutism” 1(82) Uncon Not used Not used Not used Very 1 1(1,1)
obs low
Neurodevelopmental
Language problem?3 7413713141147 6(985) | Uncon Not used Not used Not used Very 73 9(3,17)
abs low
Developmental disorder/delay?>74139:147 4(883) | Uncon Not used Not used Not used Very 39 5(3, 6)
abs low
Medical or neurological
No study met the inclusion criteria for this review
Other
No study met the inclusion criteria for this review
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Quality assessment

| Summary of findings

| Number Prevalence
Studies | Design Limitations | Inconsistenc Indirectnes | Qualit Pooled %
(N) y s v (95% CI)
Subgroup analysis: children referred for developmental problems
Mental and behavioural disorders
Emotional difficulties’? 1(25) Uncon Not used Not used Not used Very 4 16
obs low
Neurodevelopmental
Language problem®e:7:140:143 4 (636) | Uncon Not used Not used Not used Very 349 41 (2, 89)
abs low
Developmental disorder/delay®&em138;143 4 (587) Uncon Not used Not used Not used Very 164 28 (21, 36)
abs low
Medical or neurological
No study met the inclusion criteria for this review
Other
No study met the inclusion criteria for this review
Subgroup analysis: children referred for behavioural problems
Mental and behavioural disorders
Behaviour problem™ 1(110) Uncon Not used Not used Not used Very 58 53
abs low
ADHD™& 1(115) | Uncon Not used Not used Not used Very 40 35
abs low
Neurodevelopmental
Quality assessment | Summary of findings
| Number Prevalence
Studies | Design Limitations | Inconsistenc Indirectnes | Qualit Pooled %
(N) y s y (95% CI)
Developmental disorder/delay™ 1(110) Uncon Not used Not used Not used Very 31 28
obs low
Medlical or neurological
No study met the inclusion criteria for this review
Other
No study met the inclusion criteria for this review
Subgroup analysis: children referred with positive ASD screening results
Mental and behavioural disorders
ADHD142145:148 3(142) | Uncon Not used Not used Not used Very 23 17 (11, 23)
obs low
Tourette syndrome'*® 1(50) Uncon Not used Not used Not used Very 2 4
obs low
Neurodevelopmental
Language problem™s142 2 (105) | Uncon Not used Not used Not used Very 25 24 (17, 33)
obs low
Developmental disorder/delay142:145:148:143 4 (174) | Uncon Not used Not used Not used Very 21 12 (6, 19)
obs low
Medical or neurological
No study met the inclusion criteria for this review
Quality assessment ‘ Summary of findings
‘ Number Prevalence
Studies | Design | Limitations | Inconsistenc Indirectnes | Qualit Pooled %
(N) y s y (95% CI)
Other
Abuse/neglect'® 1(50) Uncon Not used Not used Not used Very 13 26
obs low
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Coexisting condition Quality assessment | Summary of findings

| Number Prevalence

Studies (N) | Design ‘ Limitations ‘ Inconsistency | Indirectness ‘ Quality ‘ Cases g;m"’d! 95%

Mental and behavioural disorders
ADHD 50178 2 (117) Uncon obs Not used Not used Not used Very low 43 41 (21, 63)
Self-injurious 1(222) Uncaon obs Not used Not used Not used Very low 109 49
behaviour's¢
Anxiety™® 1(101) Uncon obs Not used Not used Not used Very low 63 62
oDD'Te 1(86) Uncon obs Not used Not used Not used Very low 6 7
Tic No studies were identified
ocpe 1(94) Uncon obs Not used Not used Not used Very low 35 37
Depression'’® 1(109) Uncon obs Not used Not used Not used Very low 14 13
Seizures'>? 1(187) Uncon obs Not used Not used Not used Very low 34 18
Tourette syndrome No studies were identified.
Conduct disorder No studies were identified.

Neurodevelopmental

Intellectual 9(2032) Uncon obs Not used Not used Not used Very low 1618 76 (61, 89)

disability153:158-
158;163;169;176;184,185

Coexisting condition Quality assessment | Summary of findings

| Number Prevalence

Studies (N) | Design Limitations Inconsistency | Indirectness Quality Cases 5;;""“'! 95%

Medical or neurological
Cerebral 4 (1371) Uncon obs Not used Not used Not used Very low 63 5 (4, 6)
palsy153157:170:185
Sleep problem 181175184 3 (397) Uncon obs Not used Not used Not used Very low 146 37 (11, 68)
Gastrointestinal 1(96) Uncon obs Not used Not used Not used Very low 3 3
problem17
Epilepsy 5158 7 (1710) Uncon obs Not used Not used Not used Very low 342 24 (8, 46)
158;169;170;185
A motor prablems? 1(187) Uncon abs Not used Not used Not used Very low 25 13
Vision deficits!93157:185 3 (1348) Uncon obs Not used Not used Not used Very low 65 7 (0, 26)
Auditory deficits133:157:185 | 3 (1348) Uncon abs Not used Not used Not used Very low 29 3(0,9)
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Coexisting condition Quality assessment Summary of findings
Number Prevalence
. . (Pooled,
Studies (N) ‘ Design | Limitations | Inconsistency | Indirectness | Quality | Cases 95% CI)
Mental and behavioural disorders
ADHD 15416217 11731174177:183 T (3373) Uncon Notused | Not used Not used Very low | 1182 45 (24, 67)
obs#
Self-injurious behaviour's® No studies have been identified
Anxigty 191:154162,171,177,178,183 7 (2952) Uncon Not used | Not used Not used Very low | 357 27 (10, 49)
obs
ODD14162171177,183 5 (2862) Uncon Not used | Not used Not used Very low | 342 23 (6, 47)
obs
Tig184158:171:173,177,180 6 (2348) Uncon Notused | Notused Not used Very low | 248 19(2,47)
obs
QCDeZ1T1177180 4 (2346) Uncon Notused | Not used Not used Very low | 61 8(2,17)
obs
Depression181154182171177:178 6 (2469) Uncon Notused | Not used Not used Very low | 58 9(3,19)
obs
Tourette syndrome?39:171:180 3 (226) Uncon Notused | Notused Not used Very low | 15 12(2,28)
obs
Conduct disorder!s+182171:177 4(2379) Uncon Notused | Notused Not used Very low | 17 3(0,9)
obs
Neurodevelopmental
Intellectual 9 (3683) Uncon Notused | Notused Not used Very low | 1256 65 (38, 87)
disability!52160:165:166:172,177:161:166/188 obs
Coexisting condition Quality assessment Summary of findings
Number Prevalence
(Pooled,
Studies (N) ‘ Design | Limitations | Inconsistency | Indirectness | Quality | Cases 95% CI)
Medical or neurological
Cerebral palsy!52155:177:178 4 (2791) Uncon Not used | Notused Not used Very low | 91 5(1,13)
obs
Sleep problem!s+180:168 3(113) Uncon Not used | Not used Not used Very low | 64 61 (31, 88)
obs
Gastrointestinal problems?®? 1(100) Uncon Not used Not used Not used Very low | 62 62
obs
Epilepsy!52155:184.165,177,179.157.168 8 (4734) Uncon Not used | Not used Not used Very low | 922 15 (7, 26)
obs
Seizures'72179;181 3(791) Uncon Not used | Not used Not used Very low | 47 5(2,9)
obs
A motor problem15215%168 3 (499) Uncon Not used | Not used Not used Very low | 113 25 (0, 75)
obs
Vision deficitg!32177:187 3 (2615) Uncon Notused | Notused Not used Very low | 77 6(0,21)
obs
Auditory deficitg!52:155:177.180 4 (2530) Uncon Not used | Not used Not used Very low | 84 8(1,20)
obs
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| Biomedical investigation

Quality assessment

Summary of findings

Studies | % of Design | Limitations | Inconsistency | Indirectness | Quality % of total participants
(N) participants in studies with
tested abnormal test results
(95% CI)
EEG
Performed routinely!58:199 2 (178) 100% Uncon | Not used Not used Not used Very low | 11 (6, 63)
obs
Performed based on clinical judgement No studies were identified.
Performed for research G (1432) | 959% Uncon Not used Not used Not used Very low | 47 (20, 76)
DUFDOSGSWSAAN‘:OD 202,207,210 obs
MRI
Performed routinely No studies were identified.
Performed based on clinical 2 (196) 21.4% Uncon Not used Not used Not used Very low 0(0, 1)
judgement99:200 obs
Performed for research purposes202212 2(99) 100% Uncon | Not used Not used Not used Very low | 29 (7, 59)
obs
CT/CAT/PET/SPECT
Performed routinely No studies were identified.
Performed based on clinical judgement'® [ 1 (132) 27 3% Uncon Not used Not used Not used Very low 0
obs
Performed for research purposes®2 1(22) 100% Uncon Not used Not used Not used Very low | 32
obs
Biomedical investigation Quality assessment Summary of findings
Studies % of Design | Limitations | Inconsistency | Indirectness | Quality % of total participants
(N) participants in studies with
tested abnormal test results
(95% CI)
Metabolic tests
Performed routinely?®8212 2 (123) 100.0% Uncon | Notused Not used Not used Verylow | 0(0,2)
obs
Performed based on clinical judgement'®® | 1 (132) 40.2% Uncon Not used Not used Not used Verylow |0
obs
Performed for research purposes No studies were identified.
Blood tests
Performed routinely's8 1 (46) 100.0% Uncon | Notused Not used Not used Verylow |0
obs
Performed based on clinical judgement No studies were identified.
Performed for research purposes®'® 1(43) 100.0% Uncon Not used Not used Not used Very low 21
obs
Urine tests
Performed routinely!s3 1 (187) 100.0% Uncon | Notused Not used Not used Verylow |0
obs

Performed based on clinical judgement

No studies were identified.

Performed for research purposes

No studies were identified.
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| Biomedical investigation Quality assessment Summary of findings
Studies % of Design | Limitations | Inconsistency | Indirectness | Quality % of total participants
(N) participants in studies with
tested abnormal test results
(95% CI)
Genetic tests
Performed routinely's? 1(187) 100.0% Uncon | Notused Not used Not used Very low | 12
obs
Performed based on clinical 2 (1030) | 324% Uncon Not used Not used Not used Very low 3(2,4)
judgementi9e:220 obs
Performed for research purposes?!#221 2(816) | 97 2% Uncon | Notused Not used Not used Verylow | 5(1,27)
obs
99DY StSTUNRSYOSTI{23INFFAS 6099DOT awLyY YIIySiadlt NBI 2yl yOS§
t9c¢yY LRITAGNRY2Ot SYAAYN (2Y23 886y NTiptveANYTASRY2F202y 20t §°
/LY AYGSNBIE alLRfSKEAG2aGAT | yO2y 20aY ySl12yiNBf20tyt 20485
TabulkaE7.2.Dw! 59 G 6dzf { | t NE XSz Nzt Mn\u LBRNE Foy2NYiEyp
2w XA~ - A > s A = 2 ~ ' ~
B@eOSiGnSYN dz RSIRAYYS02 R2ALINGIF 2NONOK &
‘ Biomedical investigation | Quality assessment | Summary of findings
Studies | % of Design | Limitations | Inconsistency | Indirectness | Quality % of total participants in
(N) participants studies with abnormal
tested test results (95% CI)
EEG
Performed routinely!8%195:196,198,204 4 (191) 100% Uncon | Not used Not used Not used Very low | 7 (0, 25)
obs
Performed based on clinical judgement 3 (356) 43.8% Uncon Not used Not used Not used Very low | 10 (2, 21)
193;194,205;206 obs
Performed for research purposes 9 (3154) | 99.6% Uncon | Not used Not used Not used Very low | 40 (31, 49)
152;186;190;192;197,201;203;208;209 obs
MRI
Performed routinely?89:204 2(117) 100% Uncon | Not used Not used Not used Verylow [ 3(1,7)
obs
Performed based on clinical judgement 3 (395) 22.0% Uncon | Not used Not used Not used Very low | 2 (0, 8)
195;196;205;206 obs
Performed for research purposes'®® 1(81) 100% Uncon | Notused Not used Not used Very low | 12
obs
CT/CAT/PET/ISPECT
Performed routinely No studies were identified.
Performed based on clinical judgement'®3- | 3 (205) 43 9% Uncon Not used Not used Not used Very low | 7 (2, 38)
196,208 obs
Performed for research purposes No studies were identified.
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‘ Biomedical investigation | Quality assessment | Summary of findings
Studies | % of Design | Limitations | Inconsistency | Indirectness | Quality % of total participants in
(N) participants studies with abnormal
tested test results (95% CI)
Metabolic tests
Performed routinely85188:1937194:204 4(322) 100.0% Uncon | Notused Not used Not used Very low | 0(0, 1)
obs
Performed based on clinical judgement 4 (508) 46.2% Uncon Not used Not used Not used Very low | 2 (0, 6)
152;165,195:196;205.206 obs
Performed for research purposes?'? 1(56) 100.0% Uncon | Not used Not used Not used Very low | 100
obs
Blood tests
Performed routinely204 1(32) 100.0% Uncon | Not used Not used Not used Very low | 3
obs
Performed based on clinical judgement No studies were identified.
Performed for research purposes?'® 1(48) 100.0% Uncon Not used Not used Not used Very low | 58
obs
Urine tests
Performed routinely204 1(32) 100.0% Uncon | Notused Not used Not used Very low | O
obs
Performed based on clinical judgement No studies were identified.
Performed for research purposes No studies were identified.
Biomedical investigation Quality assessment Summary of findings
Studies | % of Design | Limitations | Ir istency | Indirectness | Quality % of total participants in
(N) participants studies with abnormal
tested test results (95% CI)
Genetic tests
Performed routinely 8204 2(117) 100.0% Uncon | Notused Not used Not used Very low | 14 (7,22)
obs
Performed based on clinical judgement 3(319) 52 1% Uncon | Notused Not used Not used Very low | 4(1,8)
195/196,205;216 abs
Performed for research purposes 5(1723) | 95.8% Uncon Not used Not used Not used Very low | 11 (3, 23)
181,188,190,193;194,217 obs
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‘ Biomedical investigation ‘ Quality assessment ‘ Summary of findings
Studies | % of Design | Limitations | Inconsistency | Indirectness | Quality % of total participants in
(N) participants studies with abnormal
tested test results (95% CI)
EEG
Performed routinely's8:199 2(178) 100% Uncon Not used Not used Not used Very low 4(2,26)
obs
Performed based on clinical No studies were identified.
judgement
Performed for research 5(1410) | 95.8% Uncon Not used Not used Not used Very low 24 (10, 41)
purposesiﬁlﬁJBl,ZﬂD 207,210 obs
MRI
Perfarmed routinely No studies were identified.
Perfarmed based on clinical 2 (196) 21.8% Uncon Not used Not used Not used Very low 00, 1)
judgement!#%:200 obs
Performed for research purposes?'? 1(77) 100.0% Uncon Not used Not used Not used Very low 0
obs
CT/CAT/PETISPECT
Performed routinely No studies were identified for this analysis
Performed based on clinical 1(132) 27 3% Uncon Not used Not used Not used Very low 0
judgement® obs
Performed for research purposes?®? No studies were identified.
Biomedical investigation Quality assessment Summary of findings
Studies | % of Design | Limitations | Inconsistency | Indirectness | Quality % of total participants in
(N) participants studies with abnormal
tested test results (95% CI)
Metabolic tests
Performed routinely!s8212 2(123) 100.0% Uncon Not used Not used Not used Very low 0(0, 2)
obs
Performed based on clinical 1(132) 40.2% Uncon Not used Not used Not used Very low 0
judgement?9? obs
Performed for research purposes No studies were identified.
Blood tests
Performed routinely's? 1 (46) 100.0% Uncon | Not used Not used Not used Very low 0
obs
Performed based on clinical No studies were identified.
judgement
Performed for research purposes?'® 1(43) 100.0% Uncon Not used Not used Not used Very low 21
obs
Urine tests
Performed routinely's® 1(187) 100.0% Uncon Not used Not used Not used Very low 0
obs

Performed based on clinical
judgement

No studies were identified.

Performed for research purposes

No studies were identified.

Narodni portal

@

klinickych doporucenych postupl

257

GY YEAYAO1S R2LI2 N
NI Z0B.R.636 J/6.0/15 ¥39/0008221



" PR
*H Evropskéa unie

~ 2

PN Evropsky socidlni fond ‘E)AZ\/ ( R Va "1 MINISTERSTVO ZDRAVOTNICTVI

Fax” Operann? progra - CESKE REPUBLIKY
—

| Biomedical investigation Quality assessment | Summary of findings
Studies | % of Design | Limitations | Inconsistency | Indirectness | Quality % of total participants in
(N) participants studies with abnormal
tested test results (95% CI)

Genetic tests

Performed routinely's3. 1(187) | 100.0% Uncon | Not used Not used Not used Very low 9

obs
Performed based on clinical 2 (1030) | 32.4% Uncon Not used Not used Not used Very low 3(2,4)
judgement?99:220 abs
Performed for research 2(816) a7.2% Uncon Not used Not used Not used Very low 4(0,21)
purposes?®22! obs

EEG: elektroencefalografie9 9 DO T awLY YIF3IySGiA01t NBI2ylyOST /¢Y LRSENG 62 O
t9¢yY LRTAGNRY20t SYAAYN (2Y23aINFXFAST {t9/¢Y 2SRy2F2i(G2y20t S
/LY AYOGSNBIE &Lkt SKEAQG2A0AT ! yO2y 2064aY yS{2yiNRf20Fytl 206481
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‘ Biomedical investigation | Quality assessment | Summary of findings
Studies | % of Design | Limitations | Inconsistency | Indirectness | Quality | % of total participants in
(N) participants studies with abnormal test
tested results (95% CI)
EEG
Performed routinely89:195:196:198:204 4 (191) 100.0% Uncon Not used Not used Not used Very 7(0,24)
obs low
Performed based on clinical 3 (356) 43.8% Uncon Not used Not used Not used Very 4(1,11)
judgement'9%194:205.208 obs low
Performed for research 8 (3073) | 99.6% Uncon Not used Not used Not used Very 23 (14, 34)
PUFPOSEes152:190:182,197,201,203,208;209 obs low
MRI
Performed routinely8%:204 2 (117) 100.0% Uncon Not used Not used Not used Very 3(1,7)
obs low
Performed based on clinical 3 (395) 22.0% Uncon Not used Not used Not used Very 00, 1)
judgement'9%:196:205,208 obs low
Performed for research purposes No studies were identified
CTI/CAT/PETISPECT
Performed routinely No studies were identified for this analysis
Perfarmed based on clinical 3 (205) 43.9% Uncon Not used Not used Not used Very 0(0,2)
judgement'93-196:208 obs low
Performed for research purposes?®? Na studies were identified for this analysis
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Biomedical investigation

Quality assessment

Summary of findings

Studies | % of Design | Limitations | Inconsistency | Indirectness | Quality | % of total participants in
(N) participants studies with abnormal test
tested results (95% CI)
Metabolic tests
Performed routinely165:189:193:134:204 4(322) 100.0% Uncon | Not used Not used Not used Very a0, 1
obs low
Performed based on clinical 4 (508) 46 2% Uncon Not used Not used Not used Very 1(0, 6)
Judgen]enﬂﬁ;’ 165;195;196;205;206 abs low
Performed for research purposes?'* 1(56) 100.0% Uncon Not used Not used Not used Very 100
obs low
Blood tests
Performed routinely?®* 1(32) 100.0% Uncon Not used Not used Not used Very 3
abs low
Performed based on clinical No studies were identified for this analysis
judgement
Performed for research purposes?'® 1(48) 100.0% Uncon Not used Not used Not used Very 58
obs low
Urine tests
Performed routinely2 1(32) 100.0% Uncon | Not used Not used Not used Very 0
obs low
Performed based on clinical No studies were identified for this analysis
judgement
Performed for research purposes No studies were identified for this analysis
Biomedical investigation Quality assessment Summary of findings
Studies | % of Design | Limitations | Inconsistency | Indirectness | Quality | % of total participants in
(N) participants studies with abnormal test
tested results (95% CI)
Genetic tests
Performed routinely!8%:204 2(117) 100.0% Uncon Not used Not used Not used Very 14(7,22)
obs low
Performed based on clinical 3(359) 52.1% Uncon Mot used Not used Not used Very 3(1,7)
judgement'95:198:205:218 obs low
Performed for research 5(1723) | 95.8% Uncon Mot used Not used Not used Very 10 (2, 24)
DUTDOSGS‘E‘:133‘19&‘93:194:2‘7 obs low
99DY SftS]TUNRBSYOSTFI{23aNITAS 06099D0OT awLyY YIFI3IYySuAoit
t9¢yY LI21 AUNRY 2 0t SYAayN 02Y23aINFXFAST {t9/ ¢Y 2
Cl: interval spolehlivosti; Uncon obs: nekénfr 2 g1 y+ 20a SNXIF 6y N addzRAS
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Examples Study quality Supporting quotes from parents
Number | Study | Limitations | Inconsistency | Indirectness | Quality
of design
studies
Good information
None identified
Poor information
Not providing parents | 1 Uncon | Not used Not used Not used Very ‘I didn’t realize he could have had help’
with information about abs low
what kinds of help are
available's
Delay in diagnosisi32 1 Uncon | Notused Not used Not used Very ‘The whole process is far too slow and seems to depend on the
abs low parents’ persistence in pushing for a diagnosis. Months seem to
go by waiting for appointment after appointment. This really
prolongs the agony of what is, inevitably in any case, a painful
process.”
Professionals’ 1 Uncon | Notused Not used Not used Very ‘I was fed up with professional pussyfooting around, afraid to
reluctance to  give obs low say the dreaded word ‘autism’. It seems that the very word
diagnosis %2 autistic is taboo.”
Information throughout | 1 Uncon | Notused Not used Not used Very ‘More time and information should be given fo parents at
the diagnostic process obs low diagnosis. | was informed of the diagnosis and fold | would be
and at the time of seen by the family services worker in a month. That was it. Not
diagnosis'® explanation. No hope. It was obvious that they knew what
diagnosis they were likely to make prior to the play session but
I had no prior warning. No one had the decency to teill me what
might be wrong. At that point | needed fo believe there was a
future and | was appalled at the way | was treated. | should have
had counselling there and then and lots of information given to
me.’
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