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Not
invisible.

World Autism Awareness Day (WAAD) - 2 April

Giornata mondiale della consapevolezza sull’autismo

Il tema della campagna europea per il WAAD 2026 e “Non invisibili”, che reclama visibilita,
diritti e inclusione delle persone nello spettro autistico e delle loro famiglie.

#AutismNotinvisible #AutismDay2026 https://not-invisible.org/


https://not-invisible.org/
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Gruppo Asperger APS

“Autismo lieve” e fuorviante

| tre livelli di supporto nell’autismo:
@ Livello 1: autismo con necessita di supporto
@ Livello 2: autismo con necessita di supporto consistente (*)
@ Livello 3: autismo con necessita di supporto molto consistente (*)

Non esiste nei manuali “autismo lieve” ma “autismo con necessita di supporto”.
Non esiste nei manuali “autismo senza necessita di supporto”.

Non esiste nei manuali “autismo ad alto funzionamento”, anche se diffuso
negli articoli scientifici, non e mai stata un’etichetta diagnostica ufficiale.

(*) Cfr. LG autismo ISS



Modelli di disabilita A

DELLO SPETTRO AUTISTICO
Gruppo Asperger APS

Four approaches to disability
. Convention

Time 1

I
Charity approach
1

Medica. approach

social approach

|
Human rights approach
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Definizione di disabilita

“Le persone con disabilita includono quanti hanno minorazioni fisiche,
mentali, intellettuali o sensoriali a lungo termine che in interazione con varie
barriere possono impedire la loro piena ed effettiva partecipazione nella
societa su una base di eguaglianza con gli altri.” (*)

(*) UN Convention On The Rights Of Persons With Disabilities (CRPD)
social.desa.un.org/issues/disability/crpd/convention-on-the-rights-of-persons-with-disabilities-crpd

Termine piu moderno: persone in condizione di disabilita.


https://social.desa.un.org/issues/disability/crpd/convention-on-the-rights-of-persons-with-disabilities-crpd
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e L - - *
Qualita di vita (*)

Le scale di Qualita di Vita generica
(generic-QoL) misurano la
soddisfazione personale (soggettiva).

Rispondono alla domanda:
Quanto sono soddisfatto delle cose
che faccio?

Anche con un funzionamento inferiore
alla media potrei avere una buona QdV
se modifico il contesto di vita e provo
soddisfazione.

(*) Cfr. LG autismo ISS

Le scale di Qualita di Vita correlata
alla salute (HREL-QoL) misurano il
funzionamento (oggettiva).

Rispondono alla domanda:
Quali sono le cose che faccio?

Con un funzionamento inferiore alla
media avro una cattiva QdV,
indipendentemente dalla soddisfazione
che provo e senza indicazioni utili
sul contesto di vita.



A

Qualita di vita generica (*)

Le scale di Qualita di Vita generica
(generic-Qol) tipicamente misurano la
soddisfazione personale (soggettiva)
nei domini qui a destra.

Considerano quindi tutti i domini di vita
della persona e non solo quelli legati alla
salute, permettendo di individuare le
modifiche anche al contesto di vita
(supporti, accomodamenti,
sensibilizzazione ecc.) per migliorare la

QdV, cioe la soddisfazione della persona.

(*) Cfr. LG autismo ISS

¢ Benessere emotivo

¢ Relazioni interpersonali
¢ Benessere materiale

¢ Sviluppo personale

¢ Benessere fisico

¢ Autodeterminazione

¢ Inclusione sociale

¢ Diritti



Priorita della ricerca
per la comunita
dell’autismo

Nel 2016 Autistica, in collaborazione con la
National Autistic Society e altri partner, ha
chiesto a oltre 1000 fra persone nello
spettro autistico, genitori e professionisti
quali fossero le priorita della ricerca

sull’autismo.
www.autistica.org.uk/our-research/your-research-priorities

Your top ten questions for autism research:

1

Which interventions improve mental health or
reduce mental health problems in autistic people?
How should mental health interventions be adapted
to the needs of autistic people?

Which interventions are effective in the
development of communication/language skills in
autistic people?

What are the most effective ways to
support/provide social care for autistic adults?

Which interventions reduce anxiety in autistic
people?

Which environments/supports are most
appropriate for achieving the best education/ life/
social skills outcomes in autistic people?

How can parents and family members be
supported/educated to care for and better
understand an autistic relative?

N O o 0N

How can autism diagnostic criteria be made more
relevant for the adult population? And how do we
ensure that autistic adults are appropriately
diagnosed?

How can we encourage employers to apply person-
centred interventions & support to help autistic
people maximise their potential and performance in
the workplace?

How can sensory processing in autism be better
understood?

10

How should service delivery for autistic people be
improved and adapted to meet their needs?


https://www.autistica.org.uk/our-research/your-research-priorities

- e AUTISTIC PEOPLE'S PRIORITIES
Priorita della EUCAP SURVEY RESULTS

C I - - C
O m u n I a au I S I a Responses were collected during autumn 2021, through an

online questionnaire available in 12 languages. 2441 responses
were received from 31 countries. The main themes were:

« research priorities
« treatments and support received and/or wanted; 3 Y

Nel 2021 Eucap ha Chiesto a 2441 persone - representation of autistic people in decision-making )
europee nello spettro autistico quali fossero: mﬂ_} =
®c priorita della ricerca sull’autismo ;ﬁﬁ % ol

&

‘ = - - = = = 26.6% Female 17.3 years
37.6 years 61.6% : Government or
gli interventi e supporti ricevuti e/o of schooling  gznet
was the average age of 61.6% of the participants were 32.6%
. - the participants, ranging female, 26.6% male, and 11.8% This was the average number o .
d e S I d e ratl from 18 to 81. identified as 'other’ (referred of years the participants had For 46.3% of participants,
to later in this report as non- received education. employmgnt W U W
Sfer) source of income.
O rappresentanza delle persone autistiche E—————
. . . 4.94 more years of schooling 9.53% lower employment rate
n e I I e d e C I S I O n I than the average in Europe (12.36 years)1 than the average in Europe (55.83%)2
Data of 2021 for countries that participated in the survey - 1. Data by Global Data Lab ); 2. Labour O (ilostat.il data)

eucap.eu/projects/autistic-priorities p) @ g‘w

75%

0% 792%  g55%  712%
32 years 87.5% 2%
was the average age for of women had not been 0%
diagnosis, ranging from 1 diagnosed by the age of 18, Female  Male  Nonbinary
to19. compared with 72.4% of Nonbinary people were most
men and 79% of nonbinary often self-identified, especially

people. the younger ones.


https://eucap.eu/projects/autistic-priorities/

QUALITY OF LIFE

The “Cantril Ladder”, as adopted in the Gallup World Poll, was used to assess quality of life, by asking "Imagine an
eleven-rung ladder where the bottom (0) represents the worst possible life for you ad the top (10) represents the best
possible life for you. On which step of the ladder do you feel you personally stand at the present time."

THRIVING, STRUGGLING OR SUFFERING? COMPARISON OF INDIVIDUAL RESULTS WITH THEIR COUNTRY AVERAGE

When comparing the participants to their country average,

Suffering most had a below average quality of life (52.4%).
o ..
27.9% Thriving 40%
38.6% 30%
- 20%
10%
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COMPARISON OF COUNTRY RESULTS IN OUR STUDY AND WORLD HAPPINESS REPORT AVERAGE

Country mean in World Happiness Report = Country mean in this study The greatest differences between
8 the World Happiness Report
6 country values and our participant
4 values were seen in Sweden,
) followed by Denmark and Finland.
0 Results must be interpreted with
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Helliwell, J. F., Layard, R., Sachs, J. D., De Neve, J.-E., Aknin, L. B., & Wang, S. (Eds.). (2023). World Happiness Report 2023. New York: Sustainable
Development Solutions Network.



AUTISTIC PEOPLE'S PRIORITIES IN AUTISM RESEARCH - RESULTS FROM THE EUCAP SURVEY

WHAT TYPE OF (MEDICAL) TREATMENT DO YOU HAVE ORWOULD LIKE TO HAVE

Wants it = Doesn't wantit or need it

“ Has access

Medication
Treatment for my autistic core symptons 6.1
Treatment for my autistic traits/features

Treatment for my autism related mental health issues

17.7%
13.7%

25% 50% 75% 100%
Therapies Wants it = Doesn't want it or need it

Treatment for my autistic core symptons _ 33.4%

Treatment for my autistic traits/features _ 18.9%

Treatment for my autism related physical problems issues - 39.2%
Treatment for my needs for managing everyday life _ 41.9%

Treatment for my autism related physical health isssues

Treatment for my needs for managing everyday life

= Has access

Treatment for my autism related mental health issues

0% 25% 50% 75% 100%
Therapy for mental health issues was

72 _9% the most commonly received or
of survey participants wanted Wanted, being available to 40.3%.
Therapy for needs for managing
everyday life was most commonly
wanted bu not received (41.9%), while
therapy for autistic traits/features the
least wanted (35.8%)..

Medication for mental issues was

47_ 5% the most commonly received or
of survey participants wanted wani_:ed,_belng avalla_lble _to 32.7%.

some type of medication, but Medication for physical issues was
most commonly wanted but not
51.3% . y wan o

- (0] received (17.7%), while medication

of those who wanted it did not for autistic traits/features was the

have access to it lea St wa ntEd (7-9%).

access to therapy, but

71.3%

of those who wanted it did not
have access to it



WHAT TYPE OF SUPPORT DO YOU HAVE OR WOULD LIKE TO HAVE ACCESSTO

Professional support

Has access = Wantsit = Doesn't want it or need it
Support to cope with my autistic core symptons 28.0% 37.4% _
Support to cope with my autistic traits/features 24.9% 29.2% _
Support to cope with my autism related mental issues 41.5% -
Support to cope with my autism related physical problems issues = 13.4% 352% _
Support to manage my everyday life 15.5% 40% _
Support for identification and application of services 14.6% 52.5% _
0% 25% 50% 75% 100%
Informal support Hasaccess - Wantsit = Doesn't wantitor need it
Support to cope with my autistic core symptons 42.7% 23.9% _
Support to cope with my autistic traits/features 38.2% 21.3% _
Support to cope with my autism related mental issues 37.9% 19.9% _
Support to cope with my autism related physical problems issues = 13.3% 8.5% _
Support to manage my everyday life 35.5% 18.8% _
Support for identification and application of services 21.5% 17.9% _
0% 25% 50% 75% 100%

PROFESSIONAL SUPPORT

9 4 4(y Professional support for mental issues
= (1] was the most commonly rceived or
of respondents wanted Wwanted (81.9%), and the most frequently
access to professional  available (41.5%), while professional
support, but support for physical problems was the
least wanted (13.4%). Professional
43_2% support for finding services and applying
. for them was most frequently wanted
c_:f those who wanted '_t but not received (52.5%).
did not have access to it.

INFORMAL SUPPORT
Informal support for autistic core traits

84.4% -
= was the most commonly received or
of respondents wanted wanted (66.6%), and the most frequently
informal support, but available (42.7%), Informal support for
0 autistic core traits was most frequently
28.2 /0 wanted but not received (23.9%), while
ihDSen Mo antadlT informal support for physical problems
did not have access  Was the least wanted (21.8%).
toit



Autism Community Priorities for Suicide Prevention aes

An International Society for Autism Research Policy Brief |NS AR

April1,2021 International Society for Autism Research

autism-INSAR.org

Suicide in autism is a hidden crisis, overlooked by policy makers, clinicians and researchers worldwide. Population-wide
studies in the US, Sweden and Taiwan show that autistic people are up to seven times more likely to die by suicide’?
and six times more likely to attempt suicide than the general population.® The risk of death by suicide is even greater for
autistic people without intellectual disability. It is also greater among autistic women, who are 13 times more likely than
non-autistic women to die by suicide.’

Despite these powerful statistics, numerous barriers prevent autistic people at risk for suicide from getting the attention,
treatment and support they need. These barriers include a lack of evidence-based assessment tools and interventions to
identify and treat suicidal thoughts and behaviors;*® a lack of access to mental health services®™ and exclusion from
conversations about policies and guidelines that affect autistic people.

We must immediately address and remove barriers to effectively identifying, treating and supporting autistic people who

are at risk for suicide in order to save lives now.
ﬂ 1 Newcast]
» nc ewcaste University of
L Alliance UHIVQTS]ty Notungham
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Top 10 autism community priorities for suicide research 2021

1.  What barriers do autistic people experience when seeking help, which
may put them at greater risk of suicide?

2. What are the risk and protective factors for suicide in autism across the
lifespan?

3. Towhat extent are autistic people not believed about the severity of
their distress?

4. How can we further understand suicide where mental health is not a
factor, across the lifespan?

o(:2:)F
5. How can we best identify and assess suicidal thoughts and suicidal

behaviours in autistic people, in research and clinical practice?

How should interventions be adapted for autistic people and individual R

presentations? International Society for Autism Research

7. What is the experience of suicidality in autistic people? Is this

experience different to the general population?
How do autistic people seek help when they are in a crisis? Eﬁg“s‘:)"(:::l

. . . . . . L. R hC il
How well do existing models of understanding suicide apply to autistic SRS

people?

10. What is the impact of poor sleep on suicide risk in autistic people, and
how can this be measured?
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Autism Adapted Safety Plans for Suicide Prevention
A Participatory Study with Autistic Co-Researchers

Minio-Paluello I., Sodi A., Mastropasqua R., Cirrincione P.,
Baldi B., Chieregato S., Faggioli R., Gaetani E., Caretto F.

Participatory research

. 4 autistic co-researchers involved from the start, 2 with suic lived exp

| O\ V |

Y 5 additional autistic adults with lived experience of suicidality co-

design the study paradigm
4 non-autistic psychotherapists and 1 non-autistic researcher



Background

Autistic people

s 0o Asutfi:srgm lécliapted
< > afe ans
wwwwwwwww suicidal ideation ** safety plans reduce !

risk of death by suicider* self-harm and suicidal behavior feasible and acceptable
in non-autistic people ** for autistic people 2
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1.Train Italy-based clinicians in using the Italian version of
the AASP (AASP-IT)

2.Assess AASP-IT’s feasibility and acceptability for clinicians
and autistic patients

3.Explore help-seeking behaviors among autistic patients

4.Explore the impact of sleep quality on self-harm risk



Participants

50 psychologists / psychiatrists /
neuropsychiatrists supporting
1+ recruitable autistic patient(s)

50 autistic adults: >18 yrs, experience of
suicidality in the past year, no ID or psychotic
symptoms, active care under a clinician
participating in the study



Training and draft design

Clinicians’ online training on the AASP-IT with on-
demand materials, discussions and role-playing co-
developed with Sarah Cassidy (Nottingham
University - UK) and Darren Hedley (La Trobe
University - Australia).

A

forms.gle/DcNQoZRcXMagmPSn6

Pre-intervention Intervention Post-intervention

e Suicidal risk® Clinicians support ® Questionnaires and cognitive

® Burnout create their AASP-IT acceptability

e Masking® in 1+ session(s) ® Content analysis of the AASP-ITs:

help-seeking strategies
® 6 months follow up:
AASP-IT use when needed


https://forms.gle/DcNQoZRcXMagmPSn6
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A chirivolgersi?
Ecco gli indirizzi utili in Italia

N.b. | riferimenti dei centri specializzati e delle associazioni vengono talora da noi indicati sulla base di conoscenza
diretta, ma pid spesso su informazioni riportate da terzii non possiamo pertanto farcene garanti,_ma siamo ad

disposizione per fornire ulteriori informagzioni, come a recepire rettifiche da voi suggerite.

Carenza di centri pubblici di diagnosi per adulti
(precondizione per diagnosticare la loro salute mentale)

Clicca sulla regione interessata

Potrai avere notizie su:

L
¢ | nostri referenti regionali e\
S L \/ nte: f‘x\,
» | centri specializzati WS Er o/ tomaggal
* Le associazioni v,

o. Almeno un centro adulti
* Almeno un centro adulti
ma con limitazioni
@ . Nessun centro adulti

www.asperger.it/a-chi-rivolgersi

Map by Fla-shop.com

@ Abruzzo

@ Basilicata

€3 Calabria

€ Campania

@ Emilia-Romagna

@ Friuli-Venezia Giulia
Lazio

@ Liguria

@ Lombardia

& Marche

€9 Molise

& Piemonte

@ Puglia

€ Sardegna

@ Sicilia

@ Toscana
Trentino-Alto Adige

& Umbria

& Valle d’Aosta

@ Veneto


https://www.asperger.it/a-chi-rivolgersi/

La fatica nascosta

@ Burn out familiare — suicidi anche fra i genitori

@ Disoccupazione al 90% (per la disabilita in generale e al 50%)

@ (Cyber-)bullismo

@ Inclusione sociale

@ Tempo libero e sport (non esiste una categoria paralimpica per noi e nel
contesto ordinario siamo emarginati)

@ Accessibilita (sovraccarico sensoriale e sociale)

@ Dopo di noi

@ Ecc.

Gruppo Asperger APS
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www.asperger.it/wp-content/
uploads/2020/03/Linea-guida-
Linguaggio_accettabile.pdf

Gruppo Asperger onlus

Aggiornamento del 17/02/2024 all’adattamento in italiano della
LINEA GUIDA SUL LINGUAGGIO ACCETTABILE DI AUTISM-EUROPE

In base al principio del rispetto della diversita, & importante usare un linguaggio con cui le persone so-
no a proprio agio. Non esiste un termine universalmente accettato, tuttavia, ci sono termini che posso-
no offendere e che si consiglia di evitare. Nel 2015 una ricerca* nel Regno Unito ha indagato le prefe-
renze nell'uso del linguaggio fra le persone collegate all'autismo, unaltra ricerca? nel 2022 ha sondato
persone di lingua inglese in 30 paesi. Tra gli adulti, il termine persona autistica (IFL, identity-first lan-
guage) é stato il termine pill comunemente preferito, poi persona neurodivergente (la neurodiver-
genza comprende anche dislessia, ADHD...). In alternativa persona nello spettro autistico (PFL,
person-first language, forma alternativa).

Alcune persone si riferiscono a sé stesse e tra di loro con i sostantivi autisticolautie/aspie. Mentre &
accettabile che tali persone possano far riferimento a sé stessi e tra loro in questo modo, & spesso
meno accettabile e disumanizzante quando fatto da una persona neurotipica.

Ci sono alcuni termini che possono essere offensivi o stigmatizzanti e che vi invitiamo a evitare:
1. Persona che soffre di, affetta da oppure vittima di autismo, che ha I’autismo o con auti-
smo (“persona con autismo” & la forma originaria di PFL non pili accettabile®): vanno bene:
o persona autistica (aggettivo, IFL)
o persona nello spettro autistico (PFL)
o persona nella condizione dello spettro autistico (ASC) (Nota: il termine ASD & un’etichetta
medica, da evitare perché ha le connotazioni negative di disturbo).
Autismo di Kanner
La Sindrome di Asperger & una forma rara o lieve di Autismo
"L’autismo € una malattia e ha comorbidita (disabilita intellettiva, epilessia...)": usare invece:
o lautismo & una condizione/diversita e ha co-occorrenze o condizioni associate*
o l'autismo & una disabilita (quando appropriato)
5. Ritardato, handicappato, deficit/deficitario, anormale, aberrante: questi termini sono sem-
pre considerati dispregiativi e offensivi, si raccomanda di usare piuttosto (quando appropriato):
o Persone con disabilita dell’apprendimento
o Persone con disabilita dello sviluppo
o Persone con una disabilita intellettiva
6. Bambini, adolescenti o adulti con uno sviluppo normale: usare piuttosto i termini:
o Sviluppo tipico
o Sviluppo neurotipico (Nota: termine usato solo all'interno della comunita dell'autismo, quin-
di potrebbe non essere applicabile, ad esempio, nella stampa non specializzata).
Fonte: https://www.autismeurope.org/about-autism/acceptable-language/

~pON
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