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,Fokusera” a hamingju og ad lida vel.
Peter Vermeulen, PhD

* Einhverfumidstod i Belgiu www.autisme.be

e Skilgreina velgengni hja einhverfu folk ut fra
60ru sjonarhorni.

(Defining outcomes for autistic people from a different perspective).


http://www.autisme.be/

Hvernig skilgreinum vid einhverfu?

Vid einblinum (fokuserum) a pad sem er
d0ruvisi, ekki pad sem vid eigum sameiginlegt

Vio einblinum a vontun, raskanir, vandamal
og ,issues”

Vio einblinum a pa hluti sem eru sagdir byroi
eda vandamal fyrir umhverfio

Pannig ad: Vid virobumst einblina a ranga hluti



Hvernig skilgreinum vid einhverfu?

 Oeinhverfa skilgreiningin a einhverfu leidir
einnig til ,,neurotypical” skilgreiningar a pvi
hvad sé ,,askileg utkoma” fyrir einhverft folk.

* (The non-autistic definition of autism also leads to neurotypical
definitions of what the ‘desired outcome’ in autism should be).



Rannsoknir a ,,outcome”

* Metid hvernig einhverfu folki vegnar a
fullordinsarum.

* Review of outcome studies: Magiati, |., Tay, X.
W., & Howlin, P. (2014). Vitsmunalega,
malfaerni, félagslega og hegdunarlega hja
fulloronu folki a einhverfurofi.

A systematic review of longitudinal follow-up

studies in adulthood. Clinical Psychology
Review



En hver eru viomidin?

Atvinna

Sambond / vinir

Heilsa

Vitsmunaleg faerni

Hvernig viokomandi byr (living situation)
Einhverfueinkenni



Hlutlzeg viomid segja ekki mikid til um
lifsgaedi...

* Of mikill ,,fokus” a félagsleg viomiod.

(Henninger, N. A., & Taylor, J. L. (2013). Outcomes in adults

with autism spectrum disorders: A historical perspective.
Autism, 17(1), 103-116).

* Onnur mynd pegar midad er vid ad lifsgaedi sé
utkoman.

(Billstedt, E., Gillberg, I. C., & Gillberg, C. (2011). Aspects of

quality of life in adults diagnosed with autism in childhood A population-based
study. Autism, 15(1), 7-20.)






This is how many think it works
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* EKki minna einhverfur heldur
hamingjusamur a einhverfan
hatt.



How can we achieve this?
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Hvernig getum vid nad pessu?

« Anaegjulegt lif * Innihaldsrikt lif
— Jakveedar tilfinningar — AQ vera sattur,
— Gledi - dn=gja naegjusamur, anaegour
— Orygg (contentment)
— Taka patt i pvi sem mann — Hafa tilgang i lifinu

langar — A0 vaxa sem manneskja
(personal growth)

— Pjéna 6drum
— Lifsfullnaegja (life
satisfaction)



Emotional wellbeing: very personal!
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Avoid forcing a w
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into
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Af hverju a0 “fékusera” a lidan?

e Huglaeg vellidan er minni hja einhverfu félki

e Jakvaedar tilfinningar leida til tilfinningalegrar
vellidunar.

Positive feelings trigger a virtuous circle towards emotional wellbeing (Fredrickso
n & Joner, 2002).

e Leidir til betri utkomu a mérgum svidum
lifsins: Vinna, heilsa, félagsleg sambond.

It leads to better outcomes in many areas of life: employment, health, social relati
onships (Lyubomirsky et al., 2005).



AD “fostra” jakvaedar tilfinningar

Fredrickson & Joner (2002)

e Tengsl a milli neikvaedra tilfinninga og
,detail focus” + dsveigjanleika i hugsun.

e Jakvaedar tilfinningar auka
— Vitsmunafaerni
— Sveigjanleika
— Adlégunarfaerni

e bannig a0: Betri lidan - ,minna einhverfur”



A0 meta hamingju

|H

e Fordist ,,neurotypical”,vorpun” (projections),

lidan er mjog huglaeg
e Fordist stadalimyndir um einhverfu
e Einhverfuvaent mat: ,,Concrete” og sjonraent



Lifsgaedi (Robert Shalock) Shalock
(1994; 2000)

* AOQ lida vel tilfinningalega: Emotional wellbeing
— Andlega (spirituality)
— Hafa tilgang (meaningfulness)
— Oryggi (safety)
— Laus vio stress (freedom from stress)
— Jakvaed sjalfsmynd (positive self-esteem)

— A0 vera sattur, naegjusamur, anagour
(contentment)



Gott og innihaldrikt lif

“A good and a meaningful life”

eEinhverfuvant (autism friendiiness): Hvernig getum vio
studlad ad anaegju og gledi hja einhverfu folki
—hamingju? (Gott lif)

e Autistic friendliness: Hvernig getur einhverft

folk gert annad folk hamingjusamt?
(Innihaldsrikt lif)



Ekki minna einhverfur
heldur hamingjusamur a
einhverfan hatt

(Not less autistic,
but
,autistically happy”)



Umgjoro fyrir patttokulyoraedi

(Participtory framework)

e Liz Pelicano professor vio midstod um
rannsoknir innan einhverfu og menntunar i
London

* https://autism-

europe.insightmobilecms.co.uk/uploads/1F1B
BA24-1765-4936-C1E7-7EEBA3FAC41F.pdf



https://autism-europe.insightmobilecms.co.uk/uploads/1F1BBA24-1765-4936-C1E7-7EEBA3F4C41F.pdf

Ny patttokuvisindi i einhverfu

New participatory science of autism

* 3 spurningar
1. Hvada viohorf mdéta einhverfurannsdéknir?

2. Hver akvedur hvada hugtok eru notud i
umfjollun um einhverfu?

3. Hver akvedur ,kind of practice” sem notud er i
starfi med einhverfu folki?




Hver akvedur hvad er rannsakad?

Pad sem er mest rannsakad i UK:
56% liffraedilegir paettir

18% medferd og inngrip

15% orsakir

5% greingar

5% pjonusta

1% samfélagslegir paettir



e Mjog mikid misraemi a pvi sem er rannsakad
og pvi sem folk vill Iata rannsaka

* Einhverft folk mjog sjaldan fengiod til samvinnu
vio rannsoknir eda sem medrannsakendur.
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betta vill folk lata rannsaka
1600 manns spuroir

Hvernig getur pjonustukerfid best maett
borfum einhverfs folks?

Hverjar eru bestu leidirnar til ad auka lifsleikni
einhverfs folks?

Hvernig hugsar og laerir einhverft folk?

Hvernig er framtidin hja fullordnu einhverfu
folki?



Tilvitnanir

« Egheld ad mérgum rannsakendum finnist
beir ekki geta talad vid einhverft folk eins og
bad skipti mali, peir eru of uppteknir vio ad
rannsaka pad eins og tegund eda ad leita ad
lekningu”. [patttakandi]

e ,Stundum erum vid dalitid lik 6pum i
dyragardi”. [fullordinn einstaklingur]
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Ordrae0da um einhverft folk

* Vera med einhverfu — folk fyrst
* Hafa einhverfu

* \era einhverfur



Rannsokn Kenny et al., 2016, Autism
Bretland

3400 medlimir Bresku einhverfusamtakanna,
fullordio einhverft folk, foreldrar og fagfolk

Spurd um ordraeduna med einhverfu-
einhverfur-hafa einhverfu

Fullordio einhverft folk og foreldrar vilja nota
einhverfur

Fagfolk vill nota med einhverfu - hafa
einhverfu



Hvaod er til rada?

e Alltaf spyrja folk hvernig pad vill Iata tala um
Sig.

* Mjog audvelt ad rokstydja ad folkio sem um
reedir skuli rada for vardandi ordraedu um pad.



Placation

Consultation

_ Degrees of

citizen power

pegrees of
tokenism

3 \ No power
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Umraedur um laekningu versus
,acceptance”

e MOOir
e Freedimadur Jonathan Green
e 3 einhverfir:

— Ros Blackburn
— Martijn Dekker
— Damian Milton



| Cure vs acceptance:
a false dichotomy ?
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Sjalfsstjorn og ograndi hegdun: The whys and
what’s of behaviour management in autism

Bo Hejlskov Elvén kliniskur salfreedingur starfar i Svipjéad.
Vinnur vio ad fa folk til ad minnka égrandi hegdun.

Bo hefur gefid ut allmargar baekur um milda nalgun vid
ograndi hegdun ,low arousal approaches to behaviour that
challenges.”

Mestoll dgrandi hegdun er til ad halda sjalfsstjorn.

Vid purfum ad breyta syn okkar a hegdun og okkar
hegdunarstjérnunaradferdir (behaviour management
methods).

Godar adferdir i hegdunarstjornun stydja hinn einhverfa i
a0 stjorna sér sjalfur i stad pess ad stjorna honum.



Fyrirlestur Bo Hejlskov Elvén

* https://www.youtube.com/watch?v=cBOIE1K
XXkU

* Einstaklega skemmtilegur fyrirlestur, meeli
eindregid med pvi ad horfa.


https://www.youtube.com/watch?v=cBOIE1KXXkU

Afmaelisveisla Onnu

Anna er 55 ara einhverf kona greind med
mikla proskahdmlun, parf mikinn studning.

2011: Byrjadi a0 nota iPad, tolvur med
snertiskja, gagnvirkt ,white board®, myndir o.
fl. til ad tja sig og eiga samskipti vid adra.

bridja radstefnan sem Anna talar a

Fyrsta skipti sem Anna skipuleggur sjalf veislu
A saeti i panel verkefnis hja National Autism
Tveir af vinum hennar padan meettu i afmaelid



Afmaelisveisla Onnu

Katie Nurse lykilstarfsmadur Onnu

Jnnido med henni fra 2010

Hun hefur MA i ,Education Autism
(fullordnir)” fra Birmingham

Hun hefur fengid tvenn verdlaun fyrir pessa
vinnu

https://autism-
europe.insightmobilecms.co.uk/uploads/DB5A
/BF5-6E9C-7ADB-7B45-D191B7EC169A.pdf



https://autism-europe.insightmobilecms.co.uk/uploads/DB5A7BF5-6E9C-7ADB-7B45-D191B7EC169A.pdf




SENSORY OVERLOAD ACTIVITY

In groups of 5, each person plays a specific role. Start when given the signal

Person #1: You play the role of a person with autism. Your job is to listen to what
Person #5 is reading to you so you can take a test on the material. Try
to ignore everyone else.

Person #2: Stand behind the student playing the fpart of someone with autism. Rub
the ed%c(a of an index card (or piece of cardboard) against the back of their
neck. You do not need to rub hard, but keep doing it over and over.

Person #3: Grab a book (any book will do), lean close to Person #1 and read in a
loud voice the entire time.

Person #4: Pat Person #1 on the head and shoulder the entire time.

Person #5: Using a normal voice, read a paragraph to Person #1 then ask them
questions about what you read. Do NOT try to drown out the other noises.

Have all the group members take a turn being Person #1.

« How did it feel to have so much commotion going on?

« Did it make you want to scream and run away?

« Was Person #1 able to concentrate on the paragraph being read?
« What might have helped?

Adcock, B., & Remus, M. (2006). Disabilities awareness activity packet: Activities and resources for teaching students about disabilities. Possibilities, inc, p.
4. Available on February 19, 2011 at http://www.vcu.edu/partnership/C-SAL/downloadables/PDF/DisabilityAwarenessPacket.pdf.






Wenn Lawson

Ageing with autism SPect

By Dr. Wenn B. Lawson




Wenn Lawson

Salfraedingur, fyrirlesari og rithofundur,
einhverfuradgjafi i 20 ar (eigin rekstur),
fyrirlesari vio fjolmarga haskola og a
radstefnum

Var greindur tveggja ara med proskahdomlun

Greindur 17 ara med gedklofa, var inn og ut af
gedheilbrigdisstofnunum naestu 20 arin

Loks greindur einhverfur 42 ara, med ADHD og
namsorougleika



Wenn Lawson

e A 4bdrn, pad yngsta a einhverfuréfi
A 3 barnabdrn, tvo d einhverfuréfi

e Mikill barattumadur fyrir réttindum peirra a
einhverfurofi sem geta ekki talad



Wenn Lawson

e Leggur ut fra 5 pattum
— Minni
— Hreyfing
— Skynjun
— Mal
— Sjalfvirkni



ALOOF?
mbarrasable?

t? Easily anxious?

| -Highly €
. Avoid the Jlimeligh
. Tactile avoidant

- Might not answer to name?

- Might not answer the door?
- Might not answer the phone

-How will I
k. ill 1 be able to seek help & supportas I










Takk fyrir



