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 Autism, participatory research methods, barriers 

  

 4C@I & NO<MO@? HT -C! DI ���1� & A@GO >JIAD?@IO OC<O OC@ <DHN <I? <KKMJ<>C JA HT 

M@N@<M>C M@AG@>O@? HT ?@NDM@ OJ H<F@ < KJNDODQ@ >JIOMD=PODJI OJ JPM PI?@MNO<I?DIB JA <PODNH
 

%JR@Q@M� & R<N IJO <R<M@ JA participatory research methods� <I? NP=N@LP@IOGT ?D? IJO 

DI>GP?@ OCDN DI HT M@N@<M>C KM<>OD>@
 -<MOD>DK<OJMT M@N@<M>C DIQJGQ@N >JGG<=JM<ODIB RDOC 

>JHHPIDOT H@H=@MN OCMJPBCJPO OC@ M@N@<M>C KMJ>@NN� <I? OC@M@AJM@ M@>JBIDN@N OC@ Q<GP@ JA 

GDQ@? @SK@MD@I>@N �@
B
� *<><PG<T� ��1�	
 &I OC@ ><N@ JA <PODNH M@N@<M>C� OCDN H@<IN BDQDIB 

<PODNOD> DI?DQD?P<GN <I <>ODQ@ MJG@ DI NC<KDIB OC@ M@N@<M>C <DHN <I? H@OCJ?JGJBT� 

DIO@MKM@O<ODJI JA M@NPGON� <I? ?DNN@HDI<ODJI JA ADI?DIBN
 1CDN OC@M@AJM@ @INPM@N OC<O M@N@<M>C 

DN M@NK@>OAPG� <>>@NND=G@ <I? NJ>D<GGT M@G@Q<IO �/<TH<F@M � +D>JG<D?DN� ��1�	
 

 4C@I GJJFDIB =<>F� & M@>JBIDN@? OC<O HT <KKMJ<>C JIGT DI>GP?@? <PODNOD> K@JKG@ <N 

K<NNDQ@ NOP?T K<MOD>DK<ION
 1CDN R<N <I PI>JHAJMO<=G@ M@<GDN<ODJI AJM H@� RCD>C A@GO @IODM@GT 

<O J??N RDOC HT DIO@IODJIN
 �ITJI@ ><I <KKGT >JM@ <NK@>ON JA OC@DM D?@IODOT OJ M@>JBIDN@ OC@ 

Q<GP@ JA K<MOD>DK<OJMT M@N@<M>C H@OCJ?N
 & R<N M@>@IOGT KMJQD?@? RDOC < KJR@MAPG <I<GJBT
 

1C<O DN� RJPG? & =@ ><PODJPN DI <>>@KODIB ADI?DIBN AMJH < M@N@<M>C KMJE@>O DIQ@NODB<ODIB jRC<O 

DO DN GDF@ OJ =@ < RJH<Ik DA OC@ M@N@<M>C O@<H R<N @S>GPNDQ@GT H<G@� 4JPG? & IJO A@@G OC<O 

OC@T ><IIJO OMPGT know RC<O DO DN GDF@ OJ D?@IODAT <N A@H<G@� <I? <N NP>C� OC@DM DIO@MKM@O<ODJI JA 

M@NPGON HDBCO =@ NF@R@? =T =D<N JM < G<>F JA GDQ@? @SK@MD@I>@� 1C@ <INR@M h JA >JPMN@ h DN 

T@N
  

#4*+89:'4*/4-��'8:/)/6':58?� +9+'8).�

 ,Q@M OC@ G<NO A@R T@<MN� & C<Q@ <OO@I?@? N@Q@M<G DINODOPODJI<G <I? >JIA@M@I>@�=<N@? 

RJMFNCJKN RCD>C C<Q@ KMJHJO@? OC@ Q<GP@ JA K<MOD>DK<OJMT M@N@<M>C H@OCJ?N
 (@T 

H@NN<B@N AMJH OC@N@ @Q@ION DI>GP?@? OC<O� ADMNOGT� OC@ K@JKG@ RCJ <M@ <AA@>O@? =T M@N@<M>C 

NCJPG? B@O OJ C<Q@ < N<T DI DO
 1CDN DN OC@ ><N@ RC@I D?@IODATDIB OC@ HJNO DHKJMO<IO OJKD>N� 

>JINOMP>ODIB OC@ <DHN JA OC@ M@N@<M>C� <I? O<DGJMDIB OC@ H@OCJ?JGJBT OJ OC@ NK@>DAD> I@@?N JA 

OC@ BMJPK
  JHHPIDOT H@H=@MN ><I <GNJ KMJQD?@ < PIDLP@ K@MNK@>ODQ@ h ?DAA@M@IO OJ OCJN@ DI 
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 1CDN ><I =@ JI < NH<GG N><G@� NP>C <N <?QDNDIB JI RCD>C G<IBP<B@ >CJD>@N HDBCO 

=@ >JIAPNDIB JM C<MHAPG
 �GO@MI<ODQ@GT� OC@T ><I RJMF RDOCDI < HP>C =MJ<?@M N>JK@� NP>C <N 

<D?DIB DI OC@ DIO@MKM@O<ODJI JA M@NPGON =T >JIO@SOP<GDNDIB M@N@<M>C ADI?DIBN RDOCDI OC@DM 

NP=E@>ODQ@ @SK@MD@I>@N
  

 & C<Q@ <GNJ NJPBCO JPO M@NJPM>@N RCD>C C<Q@ @SK<I?@? HT FIJRG@?B@ JA 

DHKG@H@IODIB OCDN DI KM<>OD>@
 &I K<MOD>PG<M� OC@ M@KJMO KP=GDNC@? =T #G@O>C@M�4<ONJI @O <G
 

���1�	 AJGGJRDIB OC@ Shaping Autism Research N@HDI<M N@MD@N JPOGDI@N < C@GKAPG AM<H@RJMF 

AJM K<MOD>DK<OJMT <PODNH M@N@<M>C RCD>C R<N >J�KMJ?P>@? =T <PODNOD> <I? IJI�<PODNOD> 

DI?DQD?P<GN RDOC <><?@HD>� >GDID><G� <I? GDQ@? @SK@MODN@
 0DHDG<MGT� OC@ ��0-&/" BPD?@GDI@N AJM 

DI>GP?DIB <PODNOD> K@JKG@ <N >J�M@N@<M>C@MN ><I <GNJ =@ PN@? OJ DIAJMH =@NO�KM<>OD>@ 

�+D>JG<D?DN @O <G
� ��1�	
  

 )@NNJIN OC<O & C<Q@ G@<MIO AMJH OC@N@ M@NJPM>@N DI>GP?@ OC@ NDBIDAD><I>@ JA =@DIB 

OM<INK<M@IO <=JPO OC@ BJ<GN JA >JHHPIDOT >JGG<=JM<ODJIN� <N R@GG <N >G@<MGT ?@ADIDIB OC@DM MJG@ 

DI OC@ M@N@<M>C KMJ>@NN �+D>JG<D?DN @O <G
� ��1�	
 %<QDIB NOMP>OPM@? ?@>DNDJI�H<FDIB 

KMJ>@NN@N ><I <GNJ A<>DGDO<O@ @AA@>ODQ@ >JHHPID><ODJI <I? KJR@M�NC<MDIB =@OR@@I 

DI?DQD?P<GN RDOC < RD?@ M<IB@ JA I@@?N �+D>JG<D?DN @O <G
� ��1�	
 &I APOPM@ KMJE@>ON� & RDGG <DH OJ 

JPOGDI@ F@T @G@H@ION JA >JGG<=JM<ODQ@ H@@ODIBN DI <?Q<I>@� DI>GP?DIB OC@ AJMH<GDOT� 

AM@LP@I>T� H@OCJ? �@
B
� JIGDI@ JM DI�K@MNJI	 <I? G@Q@G JA KM@K<M<ODJI I@@?@?
 #PMOC@MHJM@� 

DI?DQD?P<GN RDGG =@ <=G@ OJ @IB<B@ QD< < M<IB@ JA H@OCJ?N� <I? DIAJMH<ODJI RDGG =@ KMJQD?@? DI 

< Q<MD@OT JA H@?DPHN �@
B
� RMDOO@I� QD?@J� .�� N@NNDJIN	� OJ H<SDHDN@ <>>@NND=DGDOT
� 
 &HKJMO<IOGT� OC@ OC@H@ JA respect DN >@IOM<G OJ K<MOD>DK<OJMT M@N@<M>C
 1CDN DI>GP?@N 

@INPMDIB OC<O <PODNOD> >JHHPIDOT H@H=@MN A@@G OC<O OC@DM QJD>@N <M@ =@DIB C@<M?� <I? OC<O 

OC@DM JKDIDJIN <M@ =@DIB O<F@I N@MDJPNGT �#G@O>C@M�4<ONJI @O <G
� ��1�	
 &I HT APOPM@ RJMF� & 

RJPG? GDF@ OJ DHKG@H@IO K<MOD>DK<OJMT M@N@<M>C H@OCJ?N AMJH OC@ JPON@O h =@AJM@ < BM<IO 

<KKGD><ODJI DN RMDOO@I h OJ >M@<O@ < APGGT >J�?@NDBI@? KMJE@>O RCD>C DN ?MDQ@I <I? DIAJMH@? =T 

OC@ <PODNOD> >JHHPIDOT
 %JR@Q@M� OCDN H<T =@ ?DAAD>PGO OJ <>CD@Q@ =@AJM@ N@>PMDIB API?DIB <N�
+D>JG<D?DN @O <G
 ���1�	 <GNJ NPBB@NO OC<O A<DMGT >JHK@IN<ODIB <PODNOD> K@JKG@ AJM OC@DM 

>JIOMD=PODJIN DN <I @NN@IOD<G R<T JA ?@HJINOM<ODIB M@NK@>O h OC@M@=T @SKGD>DOGT M@>JBIDNDIB 

OC@ Q<GP@ JA OC@DM @SK@MODN@
 $JDIB AJMR<M?� & RDGG <GNJ I@@? OJ I<QDB<O@ OC@ <?HDIDNOM<ODQ@ 

>C<GG@IB@N JA K<TDIB >JIOMD=POJMN� DI>GP?DIB =@DIB <=G@ OJ AG@SD=GT JAA@M < Q<MD@OT JA K<TH@IO 

JKODJIN
 

"51+4/93�

 � F@T DNNP@ <NNJ>D<O@? RDOC K<MOD>DK<OJMT M@N@<M>C DN OC@ DIC@M@IO KJR@M DH=<G<I>@ 

OC<O @SDNON =@OR@@I M@N@<M>C@MN <I? >JHHPIDOT H@H=@MN
 �N NP>C� =PDG?DIB < N@IN@ JA 

OMPNO� <I? @NO<=GDNCDIB NC<M@? BJ<GN� DN @NN@IOD<G AJM A<>DGDO<ODIB <POC@IOD> M@G<ODJINCDKN RCD>C 

@HKJR@M <PODNOD> DI?DQD?P<GN �#G@O>C@M�4<ONJI @O <G
� ��1�� +D>JG<D?DN @O <G
� ��1�	
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 *T >JI>@MI DN CJR OJ @INPM@ OC<O >JGG<=JM<ODJI RDOC >JHHPIDOT H@H=@MN DN IJO 

K@M>@DQ@? <N OJF@IDNOD> h H@M@GT < lOD>F�=JSm @S@M>DN@ OJ N@>PM@ API?DIB JM @OCD><G <KKMJQ<G
 

#G@O>C@M�4<ONJI @O <G
 ���1�	 NPBB@NO OC<O @NO<=GDNCDIB <I JK@I ?D<GJBP@ RDOC >JHHPIDOT 

M@KM@N@IO<ODQ@N� RCD>C DN IJO >JINOM<DI@? =T < NK@>DAD> M@N@<M>C <B@I?<� DN < BJJ? NO<MODIB 

KJDIO
 &I HT APOPM@ RJMF� & RDGG <DH OJ NK@I? ODH@ RDOC <PODNOD> K@JKG@ h H@@ODIB OC@H DI OC@DM 

N<A@� >JHHPIDOT NK<>@N h DI JM?@M OJ G@<MI AMJH OC@DM @SK@MD@I>@N
 1CDN RDGG >M@<O@ < 

AJPI?<ODJI AJM M@N@<M>C RCD>C DN OMPGT NC<K@? =T OC@ <PODNOD> >JHHPIDOT
  

 #PMOC@MHJM@� OC@ PN@ JA M@N@<M>C K<NNKJMON RDGG <GNJ A<>DGDO<O@ M@G<ODJINCDK�=PDG?DIB DI 

HT APOPM@ RJMF
 %@M@� @<>C H@H=@M JA OC@ O@<H �M@N@<M>C@MN <I? >JHHPIDOT H@H=@MN	 ><I 

>JHKG@O@ < ?J>PH@IO RCD>C DI>GP?@N K@MNJI<G DIAJMH<ODJI� NP>C <N OC@DM GDF@N <I? ?DNGDF@N� 

OC@DM >CJN@I H@OCJ?N JA >JHHPID><ODJI <I? N@GA�M@BPG<ODJI� <I? RC<O OC@DM OTKD><G R@@F 

HDBCO DIQJGQ@
 �NFDIB <GG KMJE@>O >JGG<=JM<OJMN OJ >JHKG@O@ OCDN AJMH RDGG >M@<O@ @LP<GDOT RDOCDI 

OC@ O@<H� OC@M@=T M@?M@NNDIB <IT K@M>@DQ@? KJR@M DH=<G<I>@
 �T JPOGDIDIB OC@ KM@A@M@I>@N 

<I? @SK@MODN@ JA @<>C >JHHPIDOT H@H=@M� M@N@<M>C K<NNKJMON ><I <GNJ =@ PN@? OJ NC<K@ <GG 

DIO@M<>ODJIN OJ OC@ NK@>DAD> I@@?N JA OC@ DI?DQD?P<G
  

�/<+8-/4-�!:'1+.52*+8��6/4/549����./2*��'8:/)/6'4:9�

 �N < ?@Q@GJKH@IO<G KNT>CJGJBDNO� & =@GD@Q@ OC<O OC@M@ <M@ PIDLP@ =<MMD@MN OJ 

>JI?P>ODIB K<MOD>DK<OJMT M@N@<M>C RDOC <PODNOD> children
 1C@N@ DI>GP?@ <??M@NNDIB OC@ 

>JIAGD>ODIB QD@RN JM KMDJMDOD@N JA ?DAA@M@IO BMJPKN �>CDG?M@I� OC@DM K<M@ION� O@<>C@MN� <I? 

JMB<IDN<ODJIN	� <I? OC@ KM<>OD><G >JIND?@M<ODJIN <NNJ>D<O@? RDOC @GD>DODIB JKDIDJIN AMJH 

>CDG?M@I
  

 !P@ OJ OC@ C@O@MJB@I@DOT JA <PODNOD> @SK@MD@I>@N� <I? OC@ M<IB@ JA K@MNK@>ODQ@N AMJH 

NO<F@CJG?@MN RDOCDI OC@ =MJ<?@M <PODNOD> >JHHPIDOT� & A@<M OC<O DO HDBCO =@ >C<GG@IBDIB OJ 

H<I<B@ ?DN<BM@@H@ION =@OR@@I <I? RDOCDI BMJPKN
 %JR@Q@M� DO DN <GNJ DHKJMO<IO OJ 

M@H@H=@M OC<O OC@ BJ<G JA >JINPGO<ODJI RDOC >JHHPIDOT H@H=@MN DN IJO OJ AJM>@ < 

>JIN@INPN� =PO M<OC@M OJ B<DI < =<G<I>@? PI?@MNO<I?DIB JA <GG K@MNK@>ODQ@N �#G@O>C@M�4<ONJI 

@O <G
� ��1�	
 1CDN H@<IN OC<O R@ I@@? OJ @INPM@ OC<O BMJPKN RCJ <M@ JAO@I JQ@MGJJF@? DI 

<PODNH M@N@<M>C� NP>C <N OCJN@ RCJ <M@ HDIDH<GGT�NK@<FDIB JM C<Q@ DIO@GG@>OP<G ?DN<=DGDOD@N� 

<M@ <GNJ DIQJGQ@? DI OC@N@ ?DN>PNNDJIN
 �N NP>C� DO DN DHKJMO<IO OJ =@ HDI?APG JA OC@ >JBIDODQ@ 

<I? >JHHPID><ODJI ?@H<I?N JA K<MOD>DK<ODJI RCD>C H<T <>O <N < =<MMD@M OJ DI>GPNDJI
 

 #PMOC@MHJM@� OC@ KMDI>DKG@N JA K<MOD>DK<OJMT H@OCJ?N NCJPG? <GNJ =@ <KKGD@? OJ 

M@N@<M>C RDOC children� <GJIBND?@ ><M@APG >JIND?@M<ODJI JA CJR OJ @AA@>ODQ@GT @GD>DO OC@DM 

JKDIDJIN JM A@@?=<>F �(G@DI@� -@<MNJI� � -JQ@?<� ��1�	
 3DNP<G H@OCJ?N� RCD>C JAO@I C<Q@ 

GJR GDIBPDNOD> M@LPDM@H@ION� ><I A<>DGDO<O@ EJDIO FIJRG@?B@ KMJ?P>ODJI =@OR@@I >CDG?M@I <I? 

<?PGON �(G@DI@� @O <G
� ��1�	
 ,OC@M NOM<O@BD@N� NP>C <N KCJOJ�@GD>DO<ODJI JM ><M?�NJMO O<NFN� 
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C<Q@ <GNJ =@@I AJPI? OJ =@ @AA@>ODQ@ OJJGN AJM PI?@MNO<I?DIB OC@ NP=E@>ODQ@ @SK@MD@I>@N JA 

autistic >CDG?M@I �)@RDN� %<HDGOJI� � 3DI>@IO� ����	
 &I OC@ APOPM@� & RDGG OC@M@AJM@ @HKGJT 

>M@<ODQ@ H@OCJ?N OJ ><KOPM@ OC@ K@MNK@>ODQ@N JA <PODNOD> >CDG?M@I� NP>C <N OCMJPBC <MO� 

NOJMTO@GGDIB� JM KCJOJBM<KCT
 

�5/4-��58='8*�

 /@AG@>ODIB JI OCDN OJKD> C<N @HKJR@M@? H@ OJ M@>JBIDN@ HT MJG@ <N <I <GGT <I? 

<?QJ><O@ AJM OC@ <PODNH >JHHPIDOT
 &I HT APOPM@ RJMF� & DIO@I? OJ DI>GP?@ <PODNOD> QJD>@N <I? 

@SK@MODN@ <O @<>C NO<B@ JA OC@ M@N@<M>C KMJ>@NN
 ,Q@M<GG� HT BJ<G DN OJ >C<HKDJI OC@ MJG@ JA 

K<MOD>DK<OJMT H@OCJ?N DI AJMHPG<ODIB <I? >JI?P>ODIB NOP?D@N with <PODNOD> K@JKG@� IJO on 

OC@H� <I? OC@M@AJM@ KMJ?P>DIB M@N@<M>C RC@M@ R@ G@<MI from <PODNOD> K@JKG@� IJO for OC@H
�

 +,+8+4)+9�

#G@O>C@M�4<ONJI� 0
� �?<HN� '
� �MJJF� (
�  C<MH<I� 1
�  M<I@� )
�  PN<>F� '
� )@@F<H� 0
� 

*DGOJI� !
� -<MM� '
 /
� � -@GGD><IJ� "
 ���1�	
 *<FDIB OC@ APOPM@ OJB@OC@M� 0C<KDIB 

<PODNH M@N@<M>C OCMJPBC H@<IDIBAPG K<MOD>DK<ODJI
 Autism� �3��	� �������
  

COOKN���?JD
JMB�1�
11���1�����1�1������1 

(G@DI� !
� -@<MNJI� $
� � -JQ@?<� 0
 ���1�	
 Participatory methods: engaging children’s 

voices and experiences in research. $GJ=<G (D?N ,IGDI@
 )JI?JI 0>CJJG JA 

">JIJHD>N <I? -JGDOD><G 0>D@I>@
 

)@RDN� (
� %<HDGOJI� )
 $
� �  3DI>@IO� '
 �����	
  "SKGJMDIB OC@ @SK@MD@I>@N JA <PODNOD> KPKDGN 

OCMJPBC >M@<ODQ@ M@N@<M>C H@OCJ?N� /@AG@>ODJIN JI < K<MOD>DK<OJMT <KKMJ<>C
 Infant 

and Child Development, @����
 COOKN���?JD
JMB�1�
1����D>?
���� 

*<><PG<T� �
  
 ���1�	
 -<MOD>DK<OJMT M@N@<M>C� 4C<O DN OC@ CDNOJMT� %<N OC@ KPMKJN@ 

>C<IB@?�
 Family Practice, 34��	� ���h���
 COOKN���?JD
JMB�1�
1����A<HKM<�>HR11� 

+D>JG<D?DN�  
� /<TH<F@M� !
� (<KK� 0
 (
� �<BBN� �
� �NCF@I<UT� "
� *>!JI<G?� (
� 4@DI@M� 

*
� *<NG<F� '
� %PIO@M� *
� � 'JT>@� �
 ���1�	
 1C@ ��0-&/" KM<>OD>@�=<N@? 

BPD?@GDI@N AJM OC@ DI>GPNDJI JA <PODNOD> <?PGON DI M@N@<M>C <N >J�M@N@<M>C@MN <I? NOP?T 

K<MOD>DK<ION
 Autism, �3��	� �������1�
COOKN���?JD
JMB�1�
11���1�����1�1������� 

/<TH<F@M� !
� � +D>JG<D?DN�  
 ���1�	
 -<MOD>DK<OJMT /@N@<M>C RDOC �PODNOD>  JHHPIDOD@N� 

0CDAODIB OC@ 0TNO@H
 &I '
 !<QD?NJI� � *
 ,MNDID �"?N
	� ,orlds of Autism: Across the 

Spectrum of Neurological Difference �KK
1���1��	
 2IDQ@MNDOT JA *DII@NJO< -M@NN
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