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Learning outcomes

Participants will be able to:

Understand the way the needs of all family members affect the experience of quality
of life

Develop knowledge and skills about recognising the needs of the family

Become more proactive in their daily plan
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SHAPING EVERYDAY LIFE

Improving the quality of life for all the family members:
The family as an active agent of change

Quality of life is a measure of individual well-being

broad multidimensional concept that usually includes subjective
evaluations of both positive and negative aspects of life

WHO defines Quality of Life as an individual's perception of their
position in life in the context of the culture and value systems in
which they live and in relation to their goals, expectations, standards
and concerns.
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®*  Figure |. Mean quality-of-life
* scores across the various
CFQL scales in families with
3 and without children
diagnosed with ASD. The
reduction in the family scale
score for ASD-affected
families was statistically
2 significant (*P < .05).
Reprinted from Markowitz et
al3 as originally published in
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SHAPING EVERYDAY LIFE

Improve the quality of life for all family members :

IT IS CRUCIAL

TO

XIPAT

Pair the traditional parent
training course, which focuses
on behavioral techniques for
managing the person with
autism spectrum disorder, with
a parental awareness course
that supports the family unit in
dealing with the prolonged
stress involved in the situation.



SHAPING EVERYDAY LIFE

What to keep in mind and what not to take for granted:

learn not to focus only on deficits — overcome the idea of
disability as a major limitation.

Cooperate: consult,
talk with family
members, friends,
professionals and
other parents in the
same situation

Develop a social
network of support
among families
managing the same
issues

Referral to specialized
services for treatment,
child and family support
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SHAPING EVERYDAY LIFE
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\Be proactive, not reactive: -




SHAPING EVERYDAY LIFE

How to avoid unnecessary confrontations :

_ Involvement in The search for a new
Self-confidence parent associations, meaning of family:
and the principle not intended as a after the crisis
of equality sense of social parents must be a,ble
among family belonging, but as an to restructure the
members aid for individual interpretation of
members to feel events and revise
part of the expectations
community in which
they live
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SHAPING EVERYDAY LIFE

The importance of the family: an Italian insight
The Italian Istituto Superiore di Sanita declares that from both

experience and research family members can play a positive role in
the therapeutic intervention.
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SHAPING EVERYDAY LIFE

* Inclusion of parents/family members in the
educational programme, with appropriate
training, increases the scope for intervention
outside specialist centres and allows for
improved interactions with the child/family
member, increasing the serenity of the whole
family's life path.

Source: https://www.iss.it/i-disturbi-del-neurosviluppo/-
/asset publisher/2CrcavX7aeS3/content/id/3482591
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Questions




BIBLIOGRAPHY

« Azar M., Badr L.K. (2006) “The adaptation of mothers of children with
intellectual disability in lebanon”, Journal of transcultural nursing, pp- 4, 17

- Banks M.E. (2003) “Disability in the family: a life span perspective”, Cultural
diversity and ethnic minority psychology, 9, 4

- Barcaccia B., Perdighe C. (2008) “ll processo di accettazione in pazienti affetti
da patologie organiche gravi: € davvero possibile?”, ??

« Cigoli V. (1993) “ll corpo ferito. Disabilita e relazioni familiari”’, Proposte
psicoterapeutiche per il ritardo mentale, I, 1

« Harris S.L., Boyle Th.D., Fong P., Gill M.J., Stanger C. (1987) “Family of the
developmentally disabled children”, in Wollraich M., Routh D.K. (eds)
Advances in developmental and behavioral pediatrics, JAl Press Inc., London

* Keller D., Honig A.S. (2004) “Maternal and paternal stress in families with
school-aged children with disabilities”, American journal of orthopsychiatry,
74, 3

« Markowitz LA, Reyes C, Embacher RA, Speer LL, Roizen N, Frazier TW.
Development and psychometric evaluation of a psychosocial quality-of-life
Godfunded by the questionnaire for individuals with autism and related developmental disorders.
ERsmUst Brogemne - Autism. 2015 Dec 10 XIPAT

of the European Union




