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Buenas Practicas Profesionales en
Intervencion en personas con TEA
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Antes, el profesional... Ahora, la profesional...

m Dificultad de accesoala

informacién

Modelos de pensamiento
lineales

Es quien sabe

Ostenta el poder

Consideracidon secundaria
del papel de la relacidn

Accidn en soledad

Priondad de resultados
profesionales

Sesiones clinicas
Centrados en el trastorno
Técnica

En comun, siempre: pasion,
actualizacién, compromiso..

Informacion al instante
Modelos de pensamiento
complejo

Colaboracion y saber
compartido

Pérdida de poder, poder
compartido

La ética del cuidar
Equipo transdisciplinar

Prioridad de resultados
personales

Meétodos deliberativos
Centrados en la persona
Sabiduria
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John O’Brien
FEAPS, enero 2014

“La contribucion de la
planificacion centrada en la
persona a cambios
significativos depende de los
valores, propodsitos,
compromisos, relaciones y
creatividad de quienes estén
implicados”
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Wolf Wolfensberger...

-“La aplastante mayoria
[de los cambios
positivos]| derivaba de
dos estados mentales
gue estan disponibles

por doquier en

oracticamente cualquier
persona. imaginacion y Wolf Wollenshergl:

. 7 “Im n; "T oF
una actitud humana. e mag e
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GAP celebrating the first 10 years of the journal

What makes a ‘good’ practitioner in the field of autism?

What makes a ‘good’ —_
practitioner in the field of Emal: riterordan@gmal.com

autism? “Gente extraordinaria

necesita profesionales
Theo Peeters and Rita Jordan, Belgium and UK extraordinarios...”

First edition of GAP, published by the University of Birmingham in April 1999, prior
to the founding of the GAP Journal

“se es consciente de que algunas personas

Editorial comment pueden escribir buenos articulos académicos,
In this paper and the following paper, the

professionals to adopt a significantly—diﬁi pero no necesariamente son profesionales
individuals with autism and suggest that § afactivos, y otros, que pueden ser excelentes

sort of person. They list those characteris

important in those working in this field. Th¢ profesionales, pero no pueden hacer sus
by Helen Green Allison which follows, w{ conocimientos y habilidad explicitos para los

points for staff debate within services ¢

———————iiie] demas en un formato académico”




. Cual es el secreto?
I Pagters y R Jordan, 1999

Sentirse atraida por las diferencias
Tener una gran imaginacion
Ser capaz de dar sin esperar nada a cambio

Estar dispuesta a :td:;tp'mr el aﬂiln_pr‘np io natural de
comunicacion e interaccion social

Tener valer para 'trabajar en el desierto’
Me estar nunca satisfecha con lo que sabe

Aceptar que cada pequefio progrese trae un nueve
problema

Tener extracrdinarias c:upucid:tdas analiticas y
pedagogicas

Estar dispuesta a trabajar en equipe
Ser humilde

Ser profesional




La persona de apoyo

- Una buena persona de apoyo...

- ...es paciente, ayuda a la persona a elegir, a ponerse en la piel
de los demas, actua para gue las cosas ocurran, da poder, deja
asumir riesgos...

- Una mala persona de apoyo...

- ...hace las cosas, piensa que es la que mas sabe, actua como
un dios, no escucha, no deja tiempo, dice a los demas lo que
tienen que hacer...

Adaptado de Goodley y cols. 2003



AVaANCEeS @n
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3.-COMPETENCIAS GENERALES Y ESPECIFICAS 1.

3.1.-Competencias generales ‘“
Competencias y actitudes a promover y desarrollar en e ado. h
Con el curso se pretende mejorar las competenci=—= a que posibiliten u |

ks |

una mejora en el ejercicio de la acti**~ad
respeto vy la dignida oo @

1.

de una practica basada en el

ddaa I A, especificamente: 4“
Saber | lentos y ser capaz de formular juicios que incluyan
reflexionessabre las responsabilidades sociales y éticas vinculadas a la aplicacion

de sus conocimientos

Saber aplicar y articular los conocimientos adquiridos a las caracteristicas

especificas de la persona, su familia y su contexto.




3s_gestion

Gestion de
competencias clave
en las organizaciones

del Tercer Sector Social

Equipo de Consultoria Social de Sartu y
Equipo del Observatorio del Tercer Sector
de Bizkaia

observatorio del
tercer sector de bizkaia



o

- Las competencias son un conjunto complejo de atributos y
capacidades que tenemos individualmente las personas.

- Las podemos adquirir y desarrollar con diferentes grados de
Intensidad, y una vez adquiridas son estables, perduran en el
tiempo.

- Las convertimos y reflejamos en comportamientos concretos.

- Estos comportamientos:

- Los pueden observar las personas que nos rodean.

- Los realizamos en un contexto concreto (personal, social,
profesional u organizativo) en el que nos desenvolvemos.

- Nos permiten dirigirnos hacia lo que hemos definido como
eficaz o exitoso.



[

- Asi, trabajar “por competencias” tiene mucho que ver con
gestionar expectativas, con crear un escenario, una vision que
nos sirva de guia, referencia y contraste para la practica y
contribuye al despliegue de nuestra misidn como organizacion.

- Las competencias de las personas que trabajan en una
organizacion deben contribuir al desarrollo de su mision y al logro
de su vision, en coherencia con los valores.



Competencias son...

- “los conocimientos, actitudes, habilidades, capacidades,
valores, comportamientos y en general, atributos
personales que se relacionan (de forma causal) mas
directamente con un desempeno exitoso de las

personas en su trabajo, funciones y responsabilidades”
(Aridon Consultores)




INICIO FEVAS BLOG PROYECTD 5 VIDEOS CONTACTO

IJE(H labé’—

ideiacom Buscar... Q u

En ideiacom trabajamos para identificar aquellas competencias

que caracterizan a nuestros profesionales para poner en valor el
trabajo que nuestras organizaciones v profesionales hacen con
las personas, mediante el impulso en la creacion de
Comunidades de Practica.

Cuando hablamos de Comunidades de Practica (CoP), hablamos de un grupo de
personas que comparte una inquietud, un problema, una pasion sobre algo que
saben como hacer y que interactiian para aprender como hacerlo mejor

Tienes disponible en este espacio nuestro maletin, el maletin de IdeiaCom, con '=

las herramientas que te permitiran echar a andar en el proceso de
implementacion de un modelo de gestidn por competencias en tu organizacion.

..
5in duda, uno de nuestros objetivos es la transferencia del conocimiento y
experiencia que desde FEVAS hemos ido acumulando con la puesta en marcha
de este provecto.

http://fevasideia.org/?page _id=48




Competencias

transversales:
Empatia

- Comunicacion

efectiva
Flexibilidad

- Trabajo en

equipo

- Compromiso

ético

cto n®: 2012-1-FR1- LEOOS-34952

4 ASD

Rformn: 6n rapida
ef € profesionales
- las especiflcldades de

:1 y servicio a las
personas que sufren de ASD

{Help forinstant Professional Efficiency for ASD)

HIPEG <) IS

Coordinador: SAL (Sesame Autism Languedoc).
Paises colaboradores en el proyecto: Espana, Italia, Francia, Grecia y Dinamarca.

Objetivo General: Transferir el curso existente en Francia desarrollado por SAL (5 dias) y que
se basa en &l nicleo comdn de conocimientos y practicas validadas por Autismo Europa.

Duracion: 2012 - 2014

OBJETIVOS ESPECIFICOS

Validar un conjunto de conocimientos y habilidades para cualquier profesional gue trate con

coherencia del modelo francés, con los diferentes niveles de competencia de
profesionales objetivo,

Que los dnatmatanm del curso adquieran una "inmediata eficacia profesional” que les permi-

ta trabajar con las personas con TEA

BASE DE LA TRANSFERENCIA

La transferencia de un curso creado en Francia a partir de conocimiento base y practicas ya
reconocidas en Europa que se utiliza con éxito desde hace 5 afos.

EL PROYECTO SE PROPONE

Una mejor comprension de los diversos aspectos del autismo

Mejorar y personalizar la atencion que se brinda a las personas con TEA
Tener una mejor comunicacion

Desarrollar la cooperacion entre padres y profesionales

FUNDACIO
PERE TARRES

Competencias
especificas:
- comprension de
la especificidad
de los TEA
habilidades
para interactuar
de acuerdo a las
necesidades de
la persona
- capacidad para
adecuar el
entorno a las
necesidades de
la persona con
TEA
- colaboracion
con las familias



rautism ey
p&)éramme | & Department for Education

home schools earlyyears post16 parentguide local avthorities tools for teachers

schools early years post 16

local authorities tools for teachers

http://www.aettraininghubs.org.uk
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national autism standards

| A% Department for Education

AET national autism standards
for schools and educational settings

Developed by: Dr Glenys
Jones, Lesley Boker, Annefte
English, and Linda Lyn-Cook

{in consultation with children
and young people with
autism, parents, corers and
practitioners).

-
—1

e— .y
www.aettraininghubs.org.uk/schools/national-autism-standards/




utism

education trus!

national autism standards

D. What is covered in the Standards?

There are 43 Standards in total and it is highly unlikely that any school or sefling — even a school which specialises in autism, will
have all these Standards well established as it takes fime for staff to discuss, develop and resource these. The aim is that over time, a
school or setting will increase the number of Standards rated as established and

enhanced. Using these Standards will enable a school or sefting 1o creale @ whole school development plan.

The Standards are divided into 4 main groups which focus on:
1. The individual pupil [how to understand and address their strengths and needs)
2. Building relationships (with siaff; parents/carers and peers)

Curriculum and learning [adjustments to the way in which activities are presented, selection of priorities and modifications to
the timetable)

4. Enabling environments (how to create good classroom and school environments
for pupils with autism).

Each Standard is linked to resources which show how a school or sefiing might evidence the Standard. Users can click on the
link and the resource will open if you are on the Inlemel. These resources include published papers, photographs, other
guidance and reports on the autism spectrum, accounts from pupils and short video clips.

| Resources which illustrate the Standard Priority | Type of evidence
rating
H ¥ N/A please
The individual M [Ae—
l D = Document
pupi © = Observed
V = Verbal report
1 Your sefting obiolns Inlarmﬂon&nc‘y i H Wackly teom
from the pupll on thalr srengths, nforasts, ; I 1.2 Jou's passpant moofings with
noods and emational wellbelng, 1o odd 1 13 p . puplls, TA ond
formation given by parents/corers and Slocco - GAP paper "My comprahansive school SENCO's
siaff. 14 m&bmﬁw
at Univorsity
o o OO 89, | ] A;.‘ Y DCH S OOrg

www.aufismeducationtrust.org.uk



+autism
education trus!

national autism standards

The individual pupil

Autistic adults and pupils tell
us that it is vital for staff to get
to know their pupils as
individuals and to find out
from them what their interests
and needs are and how they
would like to be supported in
school.

' /4

Listen to me, help
me, and | will enjoy

school , ,

Pupil with autism, aged 13 years

www.aufismeducationtrust.org.uk

16
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education trus!

national autism standards

Building relationships

Building relationships
between the team and
the child and family
should mean that
all involved share
commitment,
1 4 4

responsibility and have
gogd comm?:lnicaﬁon. My life is so much better when

all those involved with my
daughter are approachable and
open, and when they listen to
my views on what might be best.
When people move on and
communication breaks down, |
feel abandoned and anxious,
which really affects my capacity

to support her. , ,
Parent of a 14 year old girl

www.aufismeducationtrust.org.uk 21



+autism

education trus!

national autism standards

Curriculum and learning

All pupils are entitled to a broad
and relevant curriculum. Pupils
on the autism spectrum have
specific learning needs and
styles that must be addressed if
they are to access the curriculum in
a meaningful and successful
way.

14 4

| like Maths and IT best.

| like it when we do

things. | don't like to sit

and listen all the time.
77

Pupil aged 13 years

www.aufismeducationtrust.org.uk

25
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education trus!

national autism standards

Enabling environments

The general ethos should be
to adapt the setting to the
needs of the individual pupil
with autism rather than
making the pupils fit the
setting.

{4

If | get anxious | have
my time out card,
school is now a safe

place. Y /4 4

Pupil with autism, aged 11 years

www.autismeducationtrust.org.uk 29



rautism Supported by

education trus!

competency framework | 8% Department for Education

AET Professional Competency Framework

Developed by: Kerstin
Wittemeyer, Annette English,

Glenys Jones, Linde LlynCook
ond Damian Milton

’

www.aettraininghubs.org.uk/schools/competency-framework/
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utism

education trus!

competency framework

D. What is covered in the Competency Framework?

There are 57 competencies in total, 33 addressing core skills and
24 advanced competencies. The Competency Framework is designed
to be used as an ongoing tool to help focus staff on which aspects of their
autism practice require further development. Using this framework should
help individuals create a CPD plan that is part of the setting’s performance
management system.

The competencies are divided into 4 main topic areas which have
also been used in the AET National Autism Standards and the AET training

materials:

1. The individual pupil (how to understand and address their
strengths and needs)

2. Building relationships (with staff; parents/carers and peers)

3. Curriculum and learning (adjustments to the way in which
activities are presented, selection of priorities and modifications fo
the curriculum)

4.  Enabling environments (how to create good learning
environments for pupils on the autism spectrum).

www.autismeducationtrust.org.uk




+autism

educallan il

competency framework

Each compelency statement is linked to resources which show how a siaff member might evidence and
improve their knowledge and skills in this area. Users can click on a link and the resource will open if they are
connected to the Internet. These resources include published papers, audio-visual material and a
range of reports and guidelines related to the competency’s topic.

Competency Prhm!erlgtf m of Resources and links which lllustrate the competency
Medium/ (Docwment”
Low) Obsarved, /
Voice)
H D = Document
. duc M 0 = Dbserved
. L V = Voice
1 You can identify the key ths la. The four key areas of difference.
and challenges faced by pupils on 1b. Milton, D. So what exactly is autism?
the autism spectrum in the areas of le. The autiem lens
communication, social inferaction, dl . ide
information pracessing, inferests 1d. AET Teacher's Guide
and sensory processing and know AET Mational Autism Standard 7, p. 19 c
how these can affect pupil's actions ore
and leamning. competencies
9 You hove o good undersiandi 9a. Milon, D, So whot exacly is aufism? Advanced
;ﬂh& rnuiFnhr:n-gniHve uﬂﬁxiu . 9h. Faba belief 1ask competencies
eofies of how autism o pupils’ P "
ceation parcepsion, lucrsing and Fe. pu,s - "Think dllFFm:mrlv about autism” compaigne.
relofionships. Your knowledge of ‘Misimderstanding'?
these theories should influence your
educational planning for pupils.

www.aulismeducationtrust.org.uk 7
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competency framework

The individual pupil

V/4

By understanding the hopes,
dreams, strengths and
weaknesses of autistic people,
society can gain a deeper and
rounder view of human nature.

{4

Lawson, W (1998)
Life Behind Glass. London: Jessica ll

Kingsley. p.ii.

Listen to me, help
me, and | will enjoy

school , ,

Pupil with autism, aged 13 years

www.autismeducationtrust.org.uk 10
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competency framework

Building relationships

Building relationships between
the team and the child and
family should mean that all
involved share commitment
responsibility and have

good communication.

{4

My life is so much better when
all those involved with my
daughter are approachable and
open, and when they listen to
my views on what might be best.
When people move on and
communication breaks down, |
feel abandoned and anxious,
which really affects my capacity

to support her. , ’
Parent of a 14 year old girl

www.autismeducationtrust.org.uk

26
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competency framework

Curriculum and learning

77

| like Maths and IT best.

| like it when we do

things. | don't like to sit

and listen all the time.
77

Pupil aged 13 years

{4

Teaching children with autism
gives you a crucial opportunity to
re-evaluate your teaching of all

children and to reassert the
values and goals that most of us

believe should be at the heart of
education. Y/

Jordan R
[2002) Autistic Spectrum Disorders in the

Early Years: A Guide lor Practitioners.
lichfield: Qed. p.42

www.autsmeducahontrust.org.uk
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competency framework

Enabling environments

The general ethos should be
to adapt the setting to the
needs of the individual pupil
with autism rather than
making the pupils fit the
setting.

{4

If | get anxious | have
my time out card,
school is now a safe

place. Y 4 4

Pupil with autism, aged 11 years

www.autismeducationtrust.org.uk a



Sugporiod by

-"i Department for Education

Working together with
your child’s school.

An AET auhsm guide for parents and carers
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early years programme

D. What is covered in the AET early years autism competency
framework?

There are 37 competencies in total and it is highly unlikely that any individual member
of staff — even a person working in a specialist unit or setting, will have established all
these competencies. The aim is that over time, a person will increase the number of
compelencies they have developed.

The early years autism competency framework is divided into 4
main headings which focus on:

1.LA eeudnique child (how to understand and address each child’s strengths and
needs)

2. Positive relationships (with staff; parents/carers; other agencies and peers)

3. Enabling environments (how to create good indoor and outdoor environments
for children with autism).

4. Learning and development (priorities in autism; adjusiments that can be made
fo activities)

Each competency statement is linked to resources which show how a staff member
might evidence and improve their knowledge and skills in this area. Users can click
on a link and the resource will open if they are connecled to the internet. These
resources include published papers, audio-visual material and a range of
reports and guidelines related to the competencies.

These standards have been developed referencing the SEND code of practice: O to 25
Eears (2014) introduced as a result of the Children and Families Act (2014), however
ause these standards were developed during a period of transifion some of the

resources linked to in these standards may reflect the previous code.

The AET does not promote any specific approaches to education intervention for
children and young people on the autism spectrum, our programmes, research and
materials illustrate/include a wide range of good practice.

AET early years autism competency framework
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early years programme

D. What is covered in the AET early years autism standards?

There are 34 standards in tolal and it is highly unlikely that any sefling — even one which specidlises in autism, will have ALl these
standards well established as it takes time for staff to discuss, develop and resource these. The aim is that over time, a sefting will
increase the number of standards rated as established and enhanced.

The AET early years autism standards are divided into 4 main groups which focus on:

1. A unique child (how to understand and address each child’s strengths and needs)
2. Positive relationships (with staff; parents/carers; other agencies and peers)
3. Enabling environments (how to create good indoor and outdoor environments for children with autism).

4. Learning and development (priorifies in autism; adjustments that can be made to activities)

Fach standard is linked to resources which show how a setting might evidence the standard. Users can click on the link and the resource
will open if you are on the Inlemet. These resources include published papers, photographs, other guidance and reports on the autism
spectrum, accounts from individuals with autism and short video dips.

These standards have been developed referencing the SEND code of practice: 0 to 25 years (2014) introduced as a result of the
Children and Families Act (2014), however because these standards were developed during a period of transition some of the
resources linked to in these standards may reflect the previous code.

The AET does not promote any specific approaches to education intervention for children and young people on the autism spectrum,
our programmes, research and materials illustrate/include a wide range of good practice.

AET early years autism standards
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D. What is covered in the post 16 autism competency framework?

There are 64 competencies in total, 36 addressing core skills and 28 advanced
competencies*. The post 16 autism competency framework is designed to be used as an on-
going fool to help focus staff on which aspects of their autism practice require further development.
Using this framework should help individuals create a CPD plan that is part of the sefting’s
performance management system.

The competencies are divided into four main topic areas which have also been used in the AET
post 16 autism standards and the AET post 16 training materials:

1. The individual {how fo undersiand and address their sirengths and needs, including developing
understanding of autism).

2. Building relationships (with staff, parents/carers, peers and the wider community including the
workplace).

3. Curriculum and learning (preparation for adult life, including adjustments to the way in which
activities are presented, selection of prioriies and modifications to the curiculum).

4. Enabling participation (how fo enable participation in a wider range of environments for young
people on the autism spectrum by making adjustments fo the physical, sensory, social and communica-
tive environments).

Each competency statement is linked to resources which show how a staff member might evidence and
improve their knowledge and skills in this area. Users can click on a link and the resource will open if they
are connecled fo the Infernet. These resources include published papers, audio-visual material
and a range of reports and guidelines related to the competency’s topic.

The AET does not promote any specific approaches to education intervention for
children and young people on the autism spectrum, our programmes, research and
materials illustrate/include a wide range of good practice.

AET post 16 autism competency framework
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D. What is covered in the post 16 autism standards?

There are 48 standards in tofal. It is highly unlikely that any sefting, even an ISP which specialises in
autism, will have all these standards well established as it takes time for staff 1o discuss, develop and
resource these. The aim is that over time, a seffing will increase the number of standards rated as
established and enhanced. Using these standards will enable a seffing to create a whole organisation

davelopmenl plan.
The standards are divided into four main topic areas:

1. The individual (how fo understand and address their strengths and needs, including developing

an understanding of autism).

2. Building relationships (with siaff, parents/carers and peers and the wider community, including
the workplace).

3. Curriculum and learning (preparation for adult life, including adjusiments to the way in which
adlivilies are presented, selection of priorities and modifications to the curriculum).

4. Enabling participation (how to enable participation in a wider range of environments for
young people on the autism spectrum by making adjusiments fo the physical, sensory social and

communicative environments).

Fach standard is linked fo resources which show how a sefting might evidence the standard. Users can
click on the link and the resource will open if you are on the Internet. These resources indude published
papers, photographs, other guidance and reports on autism, accounts from individuals on the autism
spectrum and short video clips.

The AET does not promote any specific approaches to education intervention for children and young
people on the autism specirum, our programmes, research and materials illustrate/incdlude a wide range

of good practice.

AET post 16 aufism standards
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Akiko Ida y Pierre Javelle - www.minimiam.com






Serviclos
centracos en la
PErsona






“The transformation of disabilities organizations”

- Proceso multifase
- Clara vision compartida
Comunicacion sencilla y clara
Compromiso —implicacion- constructivo (equipos de alto rendimiento)
Logros a corto plazo
Anclar la transformacion

- Resultados personales
- logrados con equipos con alta satisfaccidon y buenas condiciones

- Creatividad
- La creatividad no es un proceso solitario. Requiere pensamiento divergente

- Requiere identificar e involucrar a personas que son autonomas, introvertidas (tener un
sentido interno de las cualidades esenciales de algo, analiticos, l0gicos, objetivos,
capaces de encontrar relaciones en sistemas complejos, capaz de detectar
Inconsistencias), abiertas a nuevas experiencias, que dudan de las normas, seguras de
si mismas, que se aceptan a si mismas, con impulso y ambiciosas.

Schalock y Verdugo, 2013. Intellectual and Developmental Disabilities, 51, 4, 273-286



Eudaimoniay bienestar. La ética en relacion a la discapacidad.

- Personas con motivaciones especialmente
Intrinsecas vs extrinsecas: impacto en las
socledades ¢ Impacto en las organizaciones?. La
relevancia en los procesos de seleccion y
capacitacion.

- El peso de la cultura:

- Dar y recibir

- Razon y ciudadania

- Monstruos de la civilizacion (mujer y cuidado social)




Pam Walker (2012). Strategies for organizational change from group homes to
individualized supports. Intellectual and Developmental Disabilities, 50, 5, 403-414

- Mas alla de |la formacion / capacitacion de los
profesionales: nutrir el compromiso de los equipos

- Desde una perspectiva relacional-emocional, con formacion
basada en valores (siempre y cuando se asegure la
competencia tecnica),

- Promover el compromiso de los equipos, desde un sentido de
trabajo en equipo, lo que alimenta la confianza y el
compainerismo

- Oportunidades para el desarrollo del liderazgo de los equipos

- Oportunidades para participar en el cambio de la vida de
personas concretas, asi como en el cambio organizacional



Calidad de servicio y calidad de vida: El “survey
feedback"” como estrategia de cambio
organizacional

v ey 7
u
S,POr que transirormacion
| | Vicente Martinez-Tur, José M*® Peird, Carclina Moliner y Kristina Potocnik
oleccion FEAPS. Madrid: FEAPS, 2010

- “La caracteristica distintiva de la transformacion es el
cambio cultural de la organizacion” (Martinez-Tur y
cols., 2010, p. 27)

- Facilitadores de la transformacion:
- Permeabilidad, procedimientos que no constrifiien

- Compromiso de valor competitivo o reformador de la cultura
existente

- Organizaciones democraticas, horizontales
- Empoderamiento de las personas, poder para actuar



SerViCiO
en la persond?




En un Servicio Centrado en la Persona...

..
£ —

Liderazgo de las
personas con
discapacidad

Sistemas de apoyo
personalizados
1. Promover un liderazgo
visionario y diverso 5 CLAVES

.................................................................

2. Compartir valores y
creencias en el dia a dia

.................................................................

-----------------------------------------------------------------

3. Contar con una estructura
i organizacional flexible y fluida

-----------------------------------------------------------------

Maximizar

o W oportunidades de
participacion y
i d

esarrollo comunitario

-----------------------------------------------------------------

-----------------------------------------------------------------

aprendizaje individual y

S arganizacional ... ;
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Models of intellectual disability: towards a perspective
of (poss)ability

). A. Mckenzie

Postdoctoral Research Fellow, School of Health and Rehabilitation Sciences, University of Cape Town, Cape Town, Western Cape,
South Africa

- La discapacidad intelectual implica una ética del cuidado que
reconoce la contribucion a la comunidad y la reciprocidad de las
relaciones. De ser mera receptora de apoyo a ser contribuyente
al bien comun.

- La competencia no es una propiedad de la persona, sino una
construccion de participantes en contexto, “es un producto
colaborativo de la interaccion social” (p. 378)



De la loglca
gerenclal v la
loglica e la
Intervenclion



5. Metaconsideraciones para la planificacion y funcionamiento de los servicios
de apoyo a personas con discapacidad intelectual o del desarrollo

AAIDD, 2011



5. Metaconsideraciones para la planificacion y funcionamiento de los servicios
de apoyo a personas con discapacidad intelectual o del desarrollo

- Neoliberalismo: el mercado

- Cambios en el rol profesional: al servicio del sistema vs. la autoridad, la
persona como cliente - tiempo necesario para la gestion, la gestion es
parte de la profesidon, ademas de las actividades de apoyo. “La prestacion
de servicios se ha transformado en un asunto econémico”

- Insistencia en la reduccion del gasto: la clave esta en optimizar, no en
minimizar.
- Pero... la ética y la entrega profesional ;donde estan?



5. Metaconsideraciones para la planificacion y funcionamiento de los servicios
de apoyo a personas con discapacidad intelectual o del desarrollo

- Profesionalismo: el profesional como colaborador, fiable y
estable, de la persona y/o su familia.

El profesionalismo es una actitud, no un conjunto de competencias

Los apoyos son el resultado de un dialogo entre quien los da y quien los
recibe

Hay que satisfacer las necesidades de apoyo (y los derechos), no
meramente los deseos

Hay que evitar la rotacion de profesionales
Integrar responsabilidades morales



L
Measuring Medical Professionalism (Stern, 2006)

-“La profesionalidad se demuestra a través de un
fundamento de la competencia clinica, las
habilidades de comunicacion y la comprension
ética, sobre lo que se construye la aspiracion ay
la sabia aplicacion de los principios de
profesionalidad: la excelencia, el humanismo, la
rendicion de cuentas y el altruismo.”



Blue-Banning, M; Summers, J. A.; Frankland, H. C.; Nelson, L. L. y Beegle, G. (2004).
Dimensions of Family and Professional Partnerships: Constructive Guidelines for
Collaboration. Exceptional Children, 70, 2, 167-184

- La asimetria de poder y autoridad es la principal dificultad en las
relaciones entre profesionales y familias.

- El principal problema para el desarrollo de una verdadera
asociacion entre familias y profesionales es el fracaso en
establecer relaciones de colaboracion, empoderamiento y
confianza entre las familias y los profesionales que prestan
servicios de apoyo.



Lo que la propla

persona cemamncea
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Autism Spectrum Disorders: Ten Tips to
Support Me

Adolescence and Advenily

lebepsy sty Teme b Corvmet
wbcand Trwotrwst
ot koo

By

ot Sdboonvca U

5 4'veur Followllp

Child and Adolescent Psychiatry  Practice
Parameter for the Assesament and Treak-

mend of Childnen and Adolesdamngs Wikth Avtism
Spectrum [Hsorder’ highlights the importance of
climicians maingaining an active side in family and
inddividunl support, Ms evidence-bassd mecom-
meredations coircide with thase of the Intema
tiomal Association for Chikl ard  Adelescert
Peyehintry are! Allied Professives, the Europsan
Sochety for Child and Adolescent Psychiatry, and
Autisen Er_mpc.: [n contrast, in Furope, there s a
greater emphasis on an approach to children ard
adplescents with autism spectrum: disorder that
is based on righls. participation, and quality.
Ircduisiom El.l'upe" lepads & campaign for making
information easily understandable as an essential
mechanism ko foster clbzen participation, ensune
indormed chaide, arsd protedt haman mghts

Eegognizing the complementary strengghs in
these approaches, my colleagues and | have pro
gt a ool o empover Sakeholders, puide came-
givers, arsd prosvide o rationale for advocates, The
document was erginally produced by its author
and then revieswed, edited, and formally endpesed
by a sellepport proup of young persone with
Asperger disorder and by the Board of Famibies
from the Gipurkona Autistic Socety, the largest
aubiEm oomanmnity program in southemn Europe

It is huopesd that this dooument, alss accessible
in Basque, French, and Spanish in Supplement 1
{nvailable oolinel, will became a framwwork for
climical practioe ared global advosnoy

T he recendly revised American Academyy of

AUTISM SPECTRUM DISORDERS: 10 TIPS
TO SUPPORT ME

1. T am not “autistic.” T am frst, foremaost, ard
always a pemsan, g ostudent, o child, g ] have

Jooauin Fuenias, w

autism. Do not confuse me with my coneds
tion. And, please, do not use the fcrm in a
regative or mamssderate way, | deseroe fo b
remprehid

L [ am an individual. Havirg a2utisen docs not

make me the same as olber people with
matism, Make @ oelfort $0 know me as an
individial, to understard my strengths, my
wgakmisses, ard ome Ask me—ared my
friemds andd my Somdly, i canmot reply—
about my dreams.

3. 1 dieserve servicos, just like all childnen. Ser.
wicem for me begin early, Astism is—aor it will
be, when recognized-—a public health issue in
many omuntries of the world. There are
iratruments b0 screen it They should be
applied in the framewark of screening for
other developmental disabilites. If you stan
s, vy Bk will b different] And rememnber
that st one quarter of mmy siblings will
have awtism ar ather problems. Help them;
thery ame an impostant part of my life
T beelory i e health came sysbemy, just lke 20
children. Include me in regular health care.
The health cane system should adapt 1o me,
I:.|||:.1ir|3 u'.-lil:iug R arwl! l,lll_l.l,lriﬁs thaat
I understand what is to be done, by using, for
examiple, casy-loeread materials, pictograms,
techralogic mwars, amd w0 forth,. Other
patierts also will benwedit

. | belomg with other children. Do not scparate

i Frommy Ehern becaase you wand f treat me,

educate me, o dare for e | ocan, and

I should, be placed in regular schools and

regular  community  seltings, and  special

suprpoat should be provided to me in those
places. | have something to teach ather chil
drem and something fo leam from thesn.

r';,u.lk“lg with ﬂl]"'.llr_'il:,l Plan with mwe for my
future and my transitioms. [ am the ooe who
should decide, and, when my ability to do so

o

o,

s onel Macas Arorg Youk Mo Acalysis of fval
Wit ADHOY ormakotes in ASO g

is limitedd, my family ared friends will speak
for me. o govemnment agency can take the

| Adwncng b scimce o pechotic mentl healh ard promoling e core o youh ond her fomtes |
J Am Acad Child Adolesc Psychiatry. 2014; 53:1145-1146

E Supplemental material ciled in this arficle is available online.

http://www.jaacap.com/article/S0890-8567%2814%2900614-5/pdf
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Jorraibide Lagundu Mozazun

1Ml ez ralz "auctista”. Lehendk efz bohing
“pertama”, “Tkasle” edo “haur”™ bat naiz, ot
aptismon dut, Ex nazasu nine asakluranekin
nahast Btz mesedezx, o erzbili hilza modu
erezker odo beginune guixd emabuisiz. Mik
errespetua memesi dut

2 Indibiduo bat naiz. Autismpa imateak cx du
emin mahi autismedun guztiok  berdinak
garenik. Epin ecgeu esfortzo bat indibiduo
Ervala eeaguin nasearn, rire alkde indartsuak,
aheltasunak etz ni neu wlertzen, Galde eza-
dasi—eta nik eein badut erantsun, galde
ieaiery mire serdtorbekos eta [apgunei—eire
desio cta 2metsed burue.

3 Nik, haur guzticn antzera, zerbitruak merezi
ditizt, Behar ditudan lagunteak pazaiz eman
behar zaizkic. Autismea, murduko herrialde
askntan oeasun publikoari dagekdon gal bat
la—ecdi Beango da ainteatetsia fraten denean
Eta rahasmendu hiu antoemabeko trisnak
badituge, beste garapen gaitasun emk cre
wderdifikateeko erabili behar direnak. Caraiz
hasten bazara, n wArgn

da! El gogomatu rdre
anahi-arreben lag beste
arazn bateak ed nanidu
Wzalozu; nire ndxitwu
bat dira

4. Beste huurrak bezala, osasun sisteman saindu
behar naute Sar nazaru ochizko osasun
programetan. Osasun sistemak egokitu egin
behar du, fxaron denborak musgatas eta
egingo dena ulerizen dudala Zurtathar, adi-
bidez, irakur errazak diren materialak, pik-
foggrarmak, edo tresna eknologikoak eratilse
Beste gine batzuk erc onurak jasoke dituzte.

5. Mik beste haurrekin egon behar dut. Ex naz-
an Byl beraiengandik fratahy, beei edo
lagundu rahi rauzelake. Wik gizarteloo lelu
armundetan cfa chizke skeletan egon naitehoe
ety epon bebarra dut, eta Jeko horietan
laguniza berezia jase behar dut. Beste haerned
zer crakutsia badut o beraiengandik mer
ikasia e,

£, Mire Familsak
i naiz erabal
mirg gaitasurs
eta lagunek 1
agentxi  publi
orderkatu eta,
gisarteak, nire
raucnean, b
Fartein duela
7, Ebidenteis sia
rurerak men
errzza havoek
resary, aska e
botilorkin nire
lagurizak. Bo
lowg ik tratame
dut, baina an
erabileran. Ej
proiekiuetarny;
deak era bat |
beake lagundu |
B, Gizarte hanita
dizean bideran
rahi ditut. Mi
dian zerbiteual
Farremanek. «
parie hartw ah
Zure helburua
bebar dicdan
ela jarrerzk a
Fobetuko du
W Mire pie e
askarengatik
Cutarika asko
gy lagmardt
e patxiengy
barme. Futsi g
dun neskel ¢
keria,  lemioak
arrisku handis
10 Mundu honet
Bat pokiatock:
ordezkarick, |
recan eta ehalt
Fuk mire lag
behar den §
Cognrate oz
mitas, ni pabe
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Trostonces del Espectra del Awtismo: 10 Paulas
g Agyim

L Yo mo sy “aubsta”, Sow, primers yoopow
erwirma de fod, uma “pesona”, o un Vb
diante” oun “nihn”, ¥ lengo aulisma. Mo me
corhandms con mi trastome, Y, por Bvor, no
ukilioes @ Wirmvino die manera reativa o oo
corsiderada. Yo merezoo ser espetado.

2 Soy un individwo, El fener autismo o me
husie Sgual g ofras pemsonas oom aabsme, Hae
un esfuerzen en conpoermne onmie individuo, en
enitender mis fortalezas v debibdades v en
comprerslermw. Frigumbtame—y a mi familia
¥ a2 mis amiges, si yo no pusdo responder
sobre mis deseos ¥ suchos.

3 W0 menesio servicios, oom badas los ninoes
Mis apopos deten empesar pronto, E
aubismn es—o serd cuando se reconoeca-—un
asurthy dle salud pablica en machos pases del
muncle, Y Bememim instrumenios para detec-
farlo, gue deben aplicarse para identificar
también alras discapacidades del desarmallo
i erpivcss pronto, mi vida serd o
recuerda que alrededor de una ooarta
de mis hermanes tendrdn aubismo o
problermas, Ayudales son una pare |
tange de mi vida

4 Debo ser atendido cn ol sistema sa
comir bos demas nines. Inchipems e los
programas regulanes de salud, Bl sistera
sanitaric s¢ debe adaplar, mitando los
tempis de espera v aseparando goe endiends
Jor quer s va a bacer, wtilzzarsdo, por ejemplo,
mateziales die bectura ficll, pactogramas o
herramienitas lecnalégicas, Oires pacienies se
benidiciarin tamiién

5 Yo deba de estar con bos demis nifios. Mo me
separes de ollos porgue guicras tratarme,
educarme o apovarme, Yo pueda, v debn,
estar on las esoucles ordinamas v los lugares
normales de la comunidad, v lengo que neci-
biir el apoyo especial en esos agares, Tengo
algi cpue ensetiar @ los demsds nifos y dete
aprender algo de elles.

i,

i

w

L1LIMICA] "I:W‘I:'C'l'-"tﬁ-

Yo agy parte de mi familia, Flanifica conmigo
mi future ¥ mis ransicienes. Yo soy quicn
debo decidir v, cuando md apacided para
Facerky s rdtads, mi farmilia v mis amigos
hablarén por md. Minguna agencia pdblica
puctie ocupar el sitic de mi familia v, paor
favier, aseprura que ruestra sociedad valors [a
pereervsidacd de mi famdlia coando me spopan
cn su bugar.

Yo merseor ks servicios cormecton, basados
en by evidenaa clentifica, Fuede no ser Rl
temerhos, pore canda ks tengo mie ayuadan
mucha. Mo substituyas mis apoyos educa-
tivos, sanibarios o soadiales am e medicacaim,
Pucdio neccsitar medicamentos ¥ deseo que
haya nuewvos tralamientos binldgicos, peno
difes tener precandcian al wsarlos, Cuenda
oonmign on provectos de irvestgacidn;
implicame con una plna proteccidn de mds
derechos. Yo qaiens ayudar a oo fambidn
Soy parte de la sociedad, Hae gue tenga for-
mackin prafesional. Yo desen contribuir. Los
serccios e revesito oemomi vida adulta
puiarse por mi aato-deserminacion,
refacienes v mi inclision en todas las
ilades de mi comunidad. Tu objetvo
ser adaptar el evtomma gue debo afnone
F modificar los lugares y las actihedes. Ezo
hard nuestra sociedad migar.

Yo tengo mis dereches bumanes, Y sufno
discriminaciin por muochos mattves. Muchas
de moseiras vivimns on la pobreza sin apovo
camrmnitario, Algumos soms erdgrantes o
mirearias,  inclopersdo  minorias  sexuales,
Mantén una perspectiva de génern, las chicas
¥ b mgjeres oo autiamd tienen a menudo
an rigago mayor de violendia, lesion o stnaso,

10, Pertenezon a esic mundo. Y tenge un papel

gue jugarn Mosotros, ¥ omis nepreseriiardes
legales, guersmos estar dmgplicados en la
claboracién de las peliticas. su desareello v =0
cvaluacidm. Tu necesitas mi ayuda para saber
que et Fuscerse, Empadierame, Recwerds mi
lemiz: mada sebee mi, sn mi
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1.

s dévider of, lomkue ma capacibé est
limitée, ma famille © mes amis parkeront
pour mol. Aucunc institution publique ne
preat pus s substibaer & ma famille o, 25
phit, vérific que notre socétd apprécie la
genérosité de ma famille guand clle me
somitiertt b aa prlace

Je mirite Jes services appropriés, busds sar
des prowves scientifiques. 1L nest peut-fire
s Bl ehie T avin, s quimad jir lis g, i
mrmiderdt vraiment, Ne renplse pas mes
soubiers dducaliss, sanitaines pu soclaux par
des maidicaments. e peux avodr besoin de
mitdicaments o Jespene quiil v aura de nou-
veaux  tradtements  binlogiques, mais spis
prudent en les utilisant. Comgbe sur mel pour
les procviets e mecherche fmplicue-mod tout en
velllant & la pleine protection de mies draits.,
e veux zider les autres aussi.

e Fais parte e la societd, Abde-mai b avodr

wni formation professionnelle, Je souhaite
comtribuer. Les services dont |2l besnin tout
be lomg de ma vie daivent Stre guidés par
man auto-détermination, mes melations et
man inclusion dars foubes les  activives
de ma collectivibd, Ton objectif dait e

igm [ Ape aaiuel je dois
t des lewx ot des
meillcure  nnfre

me Bt jo souffre de
nombreses rasms,
Betagiomp  denbne noms vivent dans T
vt sans be soukien de la communate,
Certains sort des émigrants ou font partie de
minarites, ¥ compris b ominorise sexelle,
Momiblie pas T difiénence hommes-lemmees,
car les filles et les femmes atbeintes d’autisme
sont somventt plia exposbes B ln vicdeno, b
blessures et les abas,

T'appartiens 3 co monde. Et jai un rile 2
jouer. NMpus, ot nos représentants légau,
soahaitans Btee implicquis dans ['dabaration
des polifiques, lewr mise en place et lewr
tvaluation. Tu as besain de mon alde pour
savair v que vous dever faine, Donne-mid
le powvoir qui me oormespord. Rappelle-
tol e ma devises Aucune décision sur mod,
s o,
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