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[ Abstract ]

neurodiversity paradigm that values autism as an integral part of human diversity. Historically, the medical paradigm’s focus on “rescue”

Autism research is evolving from a medical paradigm, which emphasizes deficits and interventions, to a

efforts has distanced researchers from the autistic community, often failing to address the community’s real needs. In contrast, the
neurodiversity paradigm advocates a comprehensive understanding of autism and the adoption of participatory research practices.
This shift encourages active collaboration between researchers and autistic individuals, fostering inclusive knowledge production that
is both meaningful and impactful for the autistic community. However, achieving this collaborative approach requires dismantling
social barriers, such as power imbalances, that hinders effective partnership. This article explores the principles and practice of a
neurodiversity-aligned participatory research approach and proposes a co-production framework designed to support researchers and the
autistic community in advancing autism research that is relevant, respectful, and responsive.
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Table 2 Framework for collaboration between researchers and the autistic community

i H N A
(1) AT
A3 B WFE R EA B, 2 ) PIOMRE AU 28 SR U R A S R, 15 3R R IO R R A 1) S
AU
H I AE R RE TR SRR ME AR . MRS, SOt SRR L AP )
BRI BRI ST O RN

(2) EEAa
RIS

e B B

]

R4

eI i
BOIRE

(3) Wt
W HEZE

A ESA
(4) SRk
JSIRIa BN
R PEAL
(5) Fret ke
AL 5 5 5
R A

il B2 A i

XA ER B HARRFREN], JF R 651X 88 HARMIIE RS 7 i o
PPAGFERE S MR E 2 500 T RE I A DS RIXE CRTRIBEA RS SR AE5E ) il s AR 4 52 )y A
S X

AL AR 5 A R A VAR S, U BT 2 X IO 7F T TR A BN | 7F 5 I i
FERE A AT HERZ I

B P SRR f G, 5 AL A B A AT DUSRATH AT Rl S R 2 JBE B 2 55 BURIR SR
ALl RIR A 2 B i AR AR i), AR S 153 B LA s

FRAETEAN R R R R, M ORAE B ey H o T 3% .

A R T L B A O T T Je A AL AR

By B kT AR RS R AL Y A R A 2

o FHTAICA A A R 3 DA R AT, T B 2% B A i B 22 5

JH S b s 4 3R AU R IR B RO TE B e . 7R B OLT , 4RBEE L. AR IR
PR PRI DU B IMAE AL SR AR 2 OBk R, A A8 ) .

R LS HR, LR R R 0 28 BT AN TR 5 AR A JIUMURE AR 114028 JE A ] 233
AR SVEE RS S RE R, JFREEATR B CliR L sih - B, 30755 ) ©
FRAE S B B PG B BRI TR IE F e Canm)ea% ), ABLEGA ST X HEICAE SR TR
T T A A, AR IA BT X IR JL Y T3S AT ICAE A

B DR DICUAE A 5 A1 2 2 108 1 R 150 s ) ik B o

S AMAE AL R R LR BE S S AR ST N AL S .

RN . Bl BRI IS5 4R B A A B AT A A 2 8 [ iR 22 5%, IF7RA
KRBT S PATIRAFAE AU S A

DIEA RO E M =R R, SRR 5 [ i S AR i

A P B IR R P A e B, 3l B > AR R PR U 44 7 IO AR ol 57

TEAR UL WIS 88 S ) A2 LU R T RIS A J5EIA o
TEFRSE R B ATHT, IV A R A VR R T S5, AR DR R AT RS I o
SEPEAG A AR50, B ORIT TS SRS VR E S 53 Z 16 A0 ik e 5 O

WIS FURE 1) 12 4 07 LA IMURE AL B g ol
AT AE A A A 2 IE R B ] T AR 2 AR & B9 0 S RAS
VAR TS0 RS AT A3 09 B R, 38 BRI S0 45 A S e b A I AR

ST E WA LS, CERAE RS AR B X SR MG R M Rt
T S AR AR R 2

et (U L AV ESY i 7 S o

TR B BN TR T A

TRFGE R Z R HE, WIS 1 P55 HLI R

B “SIUMAE LTS /E” AR IR IF 5 8 B0 A L A9 00 2246 1F
) A PICAE A R 2 ) B i A AT 1A R

e IAE AR S AL IR AR TEE

B, IR MG A S 50 07 HRS AN EIERR, R EEERE

A BE I A BRSSP A et I B A4, ARSI A
3.1.2 GEERNEE [ A B 0 573 45 0 AERIE S 0 B A (RIS 0 X

AL R RBAPUAS GO AN TRUOTRRNZ 5AT0E0P S E S, X



976 HEE

2024 £ 12 A 5585 128

FEA RS T R —A R AP A 52

TEACIR)Z T, B985 o 2 PR 1 A )
BRI, IR E A RO B LR T R I b B
51 P 1 O 15 ) AR o W R A s W 1 e RS U |
et RS, oo AR I 8 E IO A
55 A IRARE AR =22 18] 3 38 AR 19 22 5%, DR 8
FEIRUERA 3K

AFF 5% A5 1 ) A 2 (1 AT R0 R 1 o 2 S A
XA AL A5 X 4 # 2 8] Y 3 7 P el Y, IS
HRERERE NS5, IR T A
(38 PR T JBT A

A T IRRE A X 2 5 0 I m T AR A
PR, BIF5E 8 I AE K — SRR e BRI, S AR
e AR, TRFIOMEATBES1EE F I R T
IR FNE RE . X PP R G RE 1 R AU B
TYHIO T AR, S RE AL S PIOBRE AE AR AR K
iz 5 3 S0 H .

HULFE, WF5E R e B A AU 22 5 615
FRIANFAE . TR, 2R EAEE Wi 15
P FE R B D3 A0 B R AR R S 1EA, I
HOROK A VR R AR AR B ek
AR AR DL, BHF5E 3 5 AIOCRE A A Ot ] o
EAVERE, A R I HLE AL ) o SR
P2 IHURE AR S B SO 9 AN R
B HA A 5 SR 0 sk ARk AR
3.1.3 AR

TEME ST S By Be, W0 B #8558 02 5 2 09 I v
TFF 5 3 B ] R 5 0 2 ) B AR 5 ) P 25 0 H
A, AR R AR S5 B TAE SR IIAAE ++ A
FHHW, WG ERBE Y H S TR, £
AT R, BEST RO S A R R AF
(A 8 1 T AR R
3.1.4  HUREAL

T B RE W J) AR IR AE 2= AR 2R L, 2
AR X IO A AL R A SEPR BT Rk | 7E R %1k
BB, WFoTE N5 ICE AR A VRS —, Ditt
B R oD JF R ARG 3G TR, IR 38 B 9T AR
IRTE S B AR 114 7 FH A 50 B X I AE 4 7= A 1
Al
3.1.5 FRELkE

FH R AR R AT RE S, WEIE A N ST A
PEAEBLE], S ARG R 0 R B
MG AR, RIERE S AEL % R Yl P 5 11
o TERIRIRRETT I, TR H T B R BLE N B

YIGEIRA T HAL, FoREEMAT L . 7Ebl
DT, 2FAR N R 5 IO RE AL R AR
VR ARFFE A8 B A S B B, IR B W5
5 PIMCRE A FE A VE 04 o bR v FPEAL AR R OB
TAEA RS TEL N AR BRI
32 SRR

RES 5w BAEL S, (HXFp L
A PR TR AR U T G R G RE &2, NS
5 R TG LA E Z A0 E] . &M ATT,
{HL 3 2 B A B A TE B AN 1A 3 rposfe DLAS 31 78 40
AT BREAES SR LR, FTFEEDSAM
ARG 2w L F AT AR, RS 505 B hES
PN A T IE MR R AAF LB SR

TCIS U], Sl ICRE A 1A R = I o A 14
L fa] S AE & LB HL 2 A A M A A R —
0L MR R A B AR L IR AL RS 5 1
IS s, Jhla] A P B ok o 5 A e
S F RIS AR, KA FAR MRS AR IR 2%
ZIEMZERE, N 2R BRI S

4 % &

M Z RPN 2 5 PR AT 510k T
FI AT IR BIF 7S A8 . X — e A AN It 1 3
fift AT 5T PIOMUAE AR A, L Bl — > A
Rt THLS . iz 20 P Y i 4] 25 5 A ik
HMA kT2, RN SCHEA 2 PREE X UAE
A . 25207 %800 T IO A B
Z 5305 R, IBEEh i TR R A R
Wiy E EAKAE, DA 4 v IF 52 A9 o f2 FAH S
SRIMT, XA AR WA R T PRI, BRI 2
P A SRR AR, RS EERE, JF
BLXF A AR R P R G, A, A
EHIERM, XEEREA B RS, ATk
7 A T SO 7 B R

AR IS I 1t — AR A AN A 25 s 2
AR AMS S ATEME S, D
B2 5T X Kb it B A 2 3
PESR BT TE S, B S BE IR AR 2= 5
SRR R AR, Hi IR T & AHOCHE ST 4
BIEAER SCESE T, A 2 2 R RS ARR
DA AR SO IR

it BRMPLRKFWELSERILELRF



2024 4E 12 A48 55 5455 12 8]

B

977

FAPCHE AN FHAAREREE L, N1A
AXRBETEFNENL, FERIXERZ T @LT
T BRI EGH

(3]

[4]

(5]

[7]

[9]

Z % X W

PELLICANO E, DEN HOUTING J. Annual research review:
shifting from ‘normal science’ to neurodiversity in autism
science[ J |. J Child Psychol Psychiatry, 2022, 63 (4): 381-
396. DOI: 10.1111/jepp.13534.

PELLICANO E, FATIMA U, HALL G, et al. A capabilities
approach to understanding and supporting autistic adulthood [ J |
Nat Rev Psychol, 2022, 1 (11): 624-639. DOI: 10.1038/
$44159-022-00099-z.

GESCHWIND D H, STATE M W. Gene hunting in autism
spectrum disorder: on the path to precision medicine [ J | Lancet
Neurol, 2015, 14 (11): 1109-1120. DOI: 10.1016/S1474-
4422 (15) 00044-7.

ZWAIGENBAUM L, BAUMAN M L, STONE W L, et al. Early
identification of autism spectrum disorder: recommendations for
practice and research[ J | Pediatrics, 2015, 136 (Suppl 1) :
S10-S40. DOI: 10.1542/peds.2014-3667C.

ZWAIGENBAUM L, BAUMAN M L, CHOUEIRI R, et al. Early
intervention for children with autism spectrum disorder under
3 years of age: recommendations for practice and research| J |
Pediatrics, 2015, 136 ( Suppl 1) : S60-S81. DOI: 10.1542/
peds.2014-3667E.

PELLICANO E, STEARS M. Bridging autism, science and
society: moving toward an ethically informed approach to autism
research[ ] . Autism Res, 2011, 4 (4): 271-282. DOI:
10.1002/aur.201.

MILTON D E. Autistic expertise: a critical reflection on the
production of knowledge in autism studies[ J . Autism, 2014,
18 (7): 794-802. DOI: 10.1177/1362361314525281.
CHOWN N, ROBINSON J, BEARDON L, et al. Improving
research about us, with us: a draft framework for inclusive
autism research [ J |. Disabil Soc, 2017, 32 (5): 720-734.
DOI: 10.1080/09687599.2017.1320273.

PELLICANO E, DINSMORE A, CHARMAN T. What should
autism research focus upon? Community views and priorities from
the United Kingdom[ J 1. Autism, 2014, 18 (7): 756-770.
DOI: 10.1177/1362361314529627.

BERTILSDOTTER ROSQVIST H, KOURTI M, JACKSON-
PERRY D, et al. Doing it differently: emancipatory autism
studies within a neurodiverse academic space[ J |. Disabil
Soc, 2019, 34 (7/8): 1082-1101. DOI: 10.1080/09687599.
2019.1603102.

GOWEN E, TAYLOR R, BLEAZARD T, et al. Guidelines for
conducting research studies with the autism community[J ].
Autism Policy Pract, 2019, 2 (1 A new beginning ) : 29-45.
DEN HOUTING J, HIGGINS J, ISAACS K, et al. ‘I’m not

just a guinea pig’ : academic and community perceptions of

[17]

[20]

participatory autism research [J ] Autism, 2021, 25 (1) 148-
163. DOI: 10.1177/1362361320951696.

BOTHA M, CAGE E. “Autism research is in crisis” : a mixed
method study of researcher’s constructions of autistic people and
autism research [ J | Front Psychol, 2022, 13 : 1050897. DOI:
10.3389/fpsyg.2022.1050897.

HAAR T, BROWNLOW C, HALL G, et al. ‘We have so
much to offer’ :
research [ J |. Autism, 2024 : 13623613241248713. DOI:
10.1177/13623613241248713.

MCVEY A J, JONES D R, WAISMAN T C, et al. Mindshift
in autism: a call to professionals in research, clinical, and
educational settings[ J |. Front Psychiatry, 2023, 14 : 1251058.
DOI: 10.3389/fpsyt.2023.1251058.

DWYER P. The neurodiversity approach (es) : what are they

. s . .
community members’ perspectives on autism

and what do they mean for researchers [J]. Hum Dev, 2022,
66 (2):73-92. DOI: 10.1159/000523723.

WOODS S E O, ESTES A. Toward a more comprehensive
autism assessment: the survey of autistic strengths, skills, and
interests [ J |. Front Psychiatry, 2023, 14 : 1264516. DOI:
10.3389/fpsyt.2023.1264516.

CASCIO M A, WEISS J A, RACINE E, et al. Person-oriented
ethics for autism research: creating best practices through
engagement with autism and autistic communities | J . Autism,
2020, 24 (7): 1676-1690. DOI: 10.1177/1362361320918763.
KENNY L, HATTERSLEY C, MOLINS B, et al. Which terms
should be used to describe autism? Perspectives from the UK
autism community [T Autism, 2016, 20 (4 ) : 442-462. DOI:
10.1177/1362361315588200.

BOTTEMA-BEUTEL K, KAPP S K, LESTER J N, et al.
Avoiding ableist language: suggestions for autism researchers [ J |
Autism Adulthood, 2021, 3 (1): 18-29. DOI: 10.1089/aut.
2020.0014.

NATRI H M, ABUBAKARE O, ASASUMASU K, et al. Anti-
ableist language is fully compatible with high-quality autism
research: response to singer et al. (2023 ) [ J |. Autism Res,
2023, 16 (4): 673-676. DOI: 10.1002/aur.2928.

BOTHA M. Academic, activist, or advocate? Angry, entangled,
and emerging: a critical reflection on autism knowledge
production[ J |. Front Psychol, 2021, 12 : 727542. DOI:
10.3389/fpsyg.2021.727542.

TAME . CPAE "/ H FAE” : G T HLEARTE “Autism” 1
AR ()] BEFHE, 2017, 33 (6): 64-70. DOI:
10.3969/j.issn.1002-8064.2017.06.010.

YU S M. Discussions on the standardization of the translation of
the term autism in Chinese[ J |. Educ Sci, 2017, 33 (6) : 64-
70. DOI: 10.3969/j.issn.1002-8064.2017.06.010.

Wik, FIZLEE . FES BRIt AR A T B0 24 PR LR
F—Lk Autism ZFRAITFNBIL T ] B2 5B,
2023 (1) :75-88.

LAN L, ZHOU H X. A study on disease name retranslation norms
from the perspective of social metaphor theory-taking the translation

of autism as an example [ J | Journal of Medical Language &



978

HES

2024 £ 12 A 5585 128

[27]

(28]

[32]

[35]

[38]

Culture, 2023 (1) : 75-88.

LAO U, DAL J, LIANG F, et al. Unveiling the perceptions of
autism-related Chinese language among the autism community
and the general public[ J . Autism Adulthood, 2024. DOI:
10.1089/aut.2024.0001.

KEATING C T, HICKMAN L, LEUNG J, et al. Autism-related
language preferences of English-speaking individuals across the
globe: a mixed methods investigation [J ] Autism Res, 2023,
16 (2): 406-428. DOI: 10.1002/aur.2864.

BUIJSMAN R, BEGEER S, SCHEEREN A M. ‘ Autistic person’
or ‘person with autism’? Person-first language preference in
Dutch adults with autism and parents[ J . Autism, 2023,
27 (3):788-795. DOI: 10.1177/13623613221117914.
TABOAS A, DOEPKE K, ZIMMERMAN C. Preferences for
identity-first versus person-first language in a US sample of
autism stakeholders[ J . Autism, 2023, 27 (2): 565-570.
DOI: 10.1177/13623613221130845.

MONK R, WHITEHOUSE A J O, WADDINGTON H. The use
of language in autism research [ J ] Trends Neurosci, 2022,
45 (11): 791-793. DOI: 10.1016/j.tins.2022.08.009.

ERPE, BT, NN, . POMRE R R B A4 LR
N5 A A PESERITE R RE T A &R [T ] B ES:, 2024,
55 (6): 430-436. DOI: 10.3969/j.issn.0253-9802.2024.06.005.
WANG T Z, HUANG H S, LIU L R, et al. The relationship
between sensory responsiveness and the development of initiating
joint attention in toddlers with autism spectrum disorder|[ J .
J New Med, 2024, 55 (6): 430-436. DOI: 10.3969/j.issn.
0253-9802.2024.06.005.

SEDOVA P. Human rights model of disability [ M }J/The Palgrave
Encyclopedia of Disability. Cham: Springer Nature Switzerland,
2024 : 1-9. DOI: 10.1007/978-3-031-40858-8_79-1.

PUKKI H, BETTIN J, OUTLAW A G, et al. Autistic perspectives
on the future of clinical autism research [ J | Autism Adulthood,
2022, 4 (2):93-101. DOI: 10.1089/aut.2022.0017.
CORNWALL A, JEWKES R. What is participatory research|[ J |
Soc Sci Med, 1995, 41 (12): 1667-1676. DOI: 10.1016/0277-
9536 (95) 00127-s.

VAUGHN L M, JACQUEZ F. Participatory research methods—
choice points in the research process[ J | J Particip Res Meth,
2020, 1 (1) . DOI: 10.35844/001c.13244.

REASON P, TORBERT W R. The action turn: toward a
transformational social science[ J |. Concepts Transform, 2001,
6 (1):1-37.

MILTON D. ‘Filling in the gaps’
of autism|[ J |. Autonomy, 2013, 1 (2): 1-7.

CASCIO M A, WEISS J A, RACINE E. Empowerment in

: a micro-sociological analysis

decision-making for autistic people in research [ J ]. Disabil
Soc, 2021, 36 (1): 100-144. DOI: 10.1080/09687599.
2020.1712189.

GILLESPIE-LYNCH K, KAPP S K, BROOKS P J, et al. Whose
expertise is it? Evidence for autistic adults as critical autism

experts | J |. Front Psychol, 2017, 8 : 438. DOI: 10.3389/fpsyg.

[39]

[43]

[47]

2017.00438.

SPRINGER M V, SKOLARUS L E. Community-based
participatory research[ J |. Stroke, 2019, 50 (3): e48-¢50.
DOI: 10.1161/STROKEAHA.118.024241.

JONES S C. Let’s talk about autistic autism researchers[ J |
Autism Adulthood, 2021, 3 (3): 206-208. DOI: 10.1089/
aut.2021.29012.scj.

FLETCHER-WATSON S, ADAMS J, BROOK K, et al. Making
the future together: shaping autism research through meaningful
participation [ J . Autism, 2019, 23 (4): 943-953. DOI:
10.1177/1362361318786721.

KEATING C T. Participatory autism research: how consultation
benefits everyone [J]. Front Psychol, 2021, 12 : 713982. DOI:
10.3389/fpsyg.2021.713982.

JOSE C, GEORGE-ZWICKER P, TARDIF L, et al. “We
are the stakeholders with the most at stake” : scientific and
autism community co-researchers reflect on their collaborative
experience in the CONNECT project[ J . Res Involv Engagem,
2020, 6 : 58. DOI: 10.1186/s40900-020-00233-2.
NICOLAIDIS C, RAYMAKER D M, ASHKENAZY E, et al.
“Respect the way I need to communicate with you” : healthcare
experiences of adults on the autism spectrum[ J |. Autism,
2015, 19 (7): 824-831. DOI: 10.1177/1362361315576221.
PELLICANO E, LAWSON W, HALL G, et al. “T knew she’d
getit, and get me” : participants’ perspectives of a participatory
autism research proje(:t[ J | Autism Adulthood, 2022, 4 (2):
120-129. DOI: 10.1089/aut.2021.0039.

MILTON D E M, RIDOUT S, KOURTI M, et al. A critical
reflection on the development of the participatory autism research
collective (PARC ) [ J |. Tizard Learn Disabil Rev, 2019,
24 (2): 82-89. DOI: 10.1108/tldr-09-2018-0029.

HOBSON H, LINDEN A, CRANE L, et al. Towards reproducible
and respectful autism research: combining open and participatory
autism research practices [ J | Res Autism Spectr Disord, 2023,
106 : 102196. DOI: 10.1016/j.rasd.2023.102196.

NICOLAIDIS C, RAYMAKER D, KAPP SK, et al. The AASPIRE
practice-based guidelines for the inclusion of autistic adults in
research as co-researchers and study participants [J]. Autism,
2019, 23 (8):2007-2019. DOI: 10.1177/1362361319830523.
STARK E, ALI D, AYRE A, et al. Coproduction with autistic
adults: reflections from the authentistic research collective[ J |
Autism Adulthood, 2021, 3 (2): 195-203. DOI: 10.1089/
aut.2020.0050.

CASCIO M A, WEISS J A, RACINE E. Making autism research
inclusive by attending to intersectionality: a review of the
research ethics literature[ J . Rev J Autism Dev Disord, 2021,
8 (1) :22-36. DOI: 10.1007/540489-020-00204-z.

PICKARD H, PELLICANO E, DEN HOUTING J, et al.
Participatory autism research: early career and established
researchers’ views and experien(:es[] 1. Autism, 2022, 26 (1):

75-87. DOI: 10.1177/13623613211019594.
AL BERIR )



