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Context

This symposium consists of four studies from a broder research that resulted in
an article entitled : Quality of life of French Canadian parents of children with
autism spectrum disorder and effects of psychosocial factors.

A part of this research was funded by the Social Science and Humanities
Research Council of Canada




Objectives

e Specify the availability and the quality of social support in parents of children with autism spectrum
disorder

e |dentify the impact of autonomy among adolescents with autism spectrum disorder on parental
stress

e Know the coping strategies of parents of children with autism spectrum disorder in a special needs
classroom in elementary and high school

e Clarify the quality of life in parents of children with autism spectrum disorder compared to parents
of children with intellectual disabilities




Method

Participants :

199 parents with a child with ASD aged between 3-21

Questionnaires :

e Appraisal of Life Events Scale

e Adaptation of the Cancer Locus of Control Scale

e Perceived Social Support Questionnaire

e Ways of Coping Checklist-Revised

® Quality of Life Scale for Parents of Children with Pervasive Developmental Disorders
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Background

* The presence of an adequate and quality social support
e Contributes to improve the parent’s quality of life
* Influences in a decisive way the well-being and health
* Is associated to a better mental health and lower stress levels

» Studies done with parents with children with ASD show that they rarely receive the support level that
they really need

1. Daily care given to the child requires a lot of time and energy; therefore they need a high
support level

2. Appropriate resources are rare and often difficult to access

Benson, Karlof et Siperstein, 2008 ; Boyd, 2002 ; des Rivieres-Pigeon, Courcy et Dunn, 2014 ; Sénéchal et des Rivieres-Pigeon, 2009



Social support

* Main forms of social support:

Esteem support (ex., to encourage et reassure someone about his abilities)
Informative support (ex., to offer information, advices or approbation)
Emotional support (ex., to confess or talk about personal stuff)

B w N e

Material or financial support (ex., to offer material things, like money, rest, babysitting or help
with domestic life)

» Different sources of social support (formal and informal):

Colleagues
2.  Friends
3.  Family members
4. Healthcare professionals

Cappe, Wolff, Bobet et Adrien, 2012 ; des Rivieres-Pigeon, Courcy et Dunn, 2014




Quality of life

e Quality of life of parents of children with ASD is influenced
1. By ASD characteristics and special needs of the child

2. By transactional psychosocial variables like perceived social support, perceived stress, perceived
control and coping strategies.

* Social support is an effective adaptation mechanism to face daily stress caused by the fact of being
the parent of a child with special needs, such a child with ASD

Cappe, Wolff, Bobet et Adrien, 2012 ; Dunn, Burbine, Bowers et Tantleff-Dunn, 2001



Objectives

1. Describe the availability and the social support quality based on social support
principal that forms (esteem, informative, emotional and material or financial)

1. Explore if there is associations between the availability, the social support quality, the
scores obtained in the seven domains of the parent’s quality of life and the global
score of parent’s quality of life

A\




Participants

* 161 parents of children with ASD have
participated in this study
* 91.7 % are mothers

e 8.3 % are fathers

* Average age of parents = 41 years old

e Parental situation

* 81,6% live together (in a relationship or married)
* 18,4% are single, separated, divorced, widowers

or in another parental situation

* Time spent at work
*41,1% have a full-time job
*35,4% have a part-time job
*23,4% are at home, students, on welfare or retired

* Family income
*14,2% have an income lower than 35 000S
*19,5% have an income between 35 000 and 50 000S
*25,3% have an income between 50 000 and 80 000S
*14,3% have an income between 80 000 and 100 000S
*26,6% have an income higher than 100 0005



Method

* Perceived Social Support Questionnaire (PSSQ)
* Allows to evaluate perceived social support

* Allows to establish two social support scores
1. Availability (quantity) : Number of persons
2. Quality : Level of satisfaction with the help obtained

* The higher the availability score is, the more the parents can count on an important number of persons to
help them.

* The higher the satisfaction score is, the more the parents are satisfied of the help received from his
surrounding (varies between 0 and 20)

Cappe, Wolff, Bobet et Adrien, 2012 12




Method

* Quality of life scale for parents with children with ASD
* Allows to evaluate the consequences of an ASD diagnostic with 7 areas of parent’s quality of life
* Allows to establish a general score of quality of life and a score for each of the 7 areas of quality of life

Psychological well-being
Self-fulfilment

1. Daily activities
2. Activities and professional relationships
3. Activities and social relationships
. . AAANA e
4.  Activities, family and love relationships a—dmasas
5. Activities and relations with the child with ASD “wa—
6.
7.

* The higher the scores are, the more the child’s difficulties have an impact on the daily life of his parent’s

Cappe, Wolff, Bobet et Adrien, 2012 13




Results

* In average, parents have
e 7 available people to offer esteem support
* 4 available people to offer informative support
* 5 available people to offer emotional support
* 2 available people to offer material or financial support

* Thereby, the average number of available people varies between 2 for material
support and 7 for esteem support

* Parents are usually satisfied of the support they received and that is true for the

four principal forms of social support : ml
7




Results

* Availability is significantly and positively associated to the quality of the social
support

* Social support quality is significantly and negatively associated to
e Daily activities
e Activities and social relationships
* Activities, family and love relationships
e Activities and relations with the child with ASD R

e Global quality of life

* Thus, the more satisfied the parents are of the help they received from their é ] ml

surrounding, the lower is their global quality of life




Discussion

* Important variation of the average number of available people according to the type of social support
e Corroborates the results of Nader-Grosbois and Cappe (2015)
e Average number of available people varies a lot
* Availability changes according to the type of social support
* 1,7 available persons for social support to 10 available persons for esteem support

* Family is the most important source for the three forms of social support, which are esteem support,
emotional support and financial support
e Supports the results of Poirier and des-Rivieres-Pigeon (2013)

 First place = common-law partner
* Second place (at equal levels) = other children amongst the family and maternal grandparents

Nader-Grosbois et Cappe, 2015 ; Poirier et des Rivieres-Pigeon, 2013



Discussion

* Healthcare professionals are the most important source of informative support

e The importance to evaluate the social support with quality over quantity
e Corroborates the results of Siklos and Kerns (2006) and Cappe and Poirier (2014)

* The most important element about mothers’ well-being is their perception of the
support given by the common-law partner, family and healthcare professionals

* Importance of the satisfaction is about the received social support more than the
availability of the social network

Siklos et Kerns, 2006 17




Discussion

» Significant and negative correlation between social support quality and-quality of life of
parents

e Supports the results of Belzil, Poirier and Cappe (2016)

* The more satisfied the mothers are of the help they obtain from their social network,
the lower is their quality of life

e This network doesn’t count a lot of people
e This network includes healthcare professionals

e Opinions and recommendations from everyone around them negatively affect the
parents’ quality of life

Belzil, Poirier et Cappe, 2016 18




Conclusion

* The help from the social network does not palliate the overload caused by having a child
with ASD

* Parents don’t have time for their daily activities and to maintain their social relationships
(friendships, family and love relationships)

* Importance to bring support in the daily life of these parents, mostly for their child’s
cares (ex., an educator at home, respite services) to give them more social opportunities




References

Belzil, A., Poirier, N. et Cappe, E. (2016, décembre). La qualité de vie des méres d’enfants présentant un trouble du spectre de I'autisme en classe spéciale au primaire et au
secondaire. Communication orale présentée au symposium TCC et psychoéducation ciblant les enfants et les adolescents; bénéfices cliniques et psychosociaux, Paris,
France.

Benson, P., Karlof, K. L. et Siperstein, G. N. (2008). Maternal involvement in the education of young children with autism spectrum disorders. Autism, 12, 47-63.

Boyd, B. A. (2002). Examining the relationship between stress and lack of social support in mothers of children with autism. Focus on Autism and Other Developmental
Disabilities, 17(4), 208-215.

Cappe, E. et Poirier, N. (2014). Qualité de vie et processus d’ajustement de parents d’enfants ayant un trouble du spectre de I'autisme : une étude exploratoire
franco-québécoise. Dans V. Christophe, C. Ducros et P. Antoine (dir.), Psychologie de la santé : Individu, famille et société. Villeneuve
d’Ascq, France : Presses Universitaires du Septentrion.

Cappe, E., Wolff, M., Bobet, R. et Adrien, J-L. (2012). Etude de la qualité de vie et des processus d’ajustement des parents d’un enfant ayant un trouble autistique ou un
syndrome d’Asperger : effet de plusieurs variables socio-biographiques parentales et caractéristiques liées a I'enfant. L’Evolution Psychiatrique, 77(2), 181-199.

des Riviéres-Pigeon, C., Courcy, |. et Dunn, M. (2004). Chapitre 1. Les parents d’enfants ayant un TSA au Québec — Portrait de la situation. Dans C. Des Riviéres-Pigeon et .
Courcy (dir.), Autisme et TSA — Quelles réalités pour les parents au Québec? Québec, Québec : Presses de I'Université du Québec.

Dunn, M. E., Burbine, T., Bowers, C. A. et Tantleff-Dunn, S. (2001). Moderators of stress in parents of children with autism. Community mental health journal, 37(1), 39-52.

Nader-Grosbois, N. et Cappe, E. (2015). Chapitre 8. Etre parent d’un enfant présentant un trouble du spectre de Iautisme : du stress... 3 une vie de meilleure qualité. Dans I.
Roskam et M. Mikolajczak (dir.), Stress et défis de la parentalité. Louvain-la-Neuve, Belgique : De Boeck Supérieur.

Poirier, N. et des Rivieres-Pigeon, C. (2013). Les aspects positifs et les difficultés de la vie des parents d’enfants ayant un TSA. Revue québécoise de psychologie, 34(3), 1-8.
Sénéchal, C. et des Rivieres-Pigeon, C. (2009). Impact de I'autisme sur la vie des parents. Santé mentale au Québec, 34(1), 245-260.

Siklos, S. et Kerns, K. A. (2006). Assessing need for social support in parents of children with autism and Down syndrome. Journal of Autism and Developmental Disorder, 36(7), 921-

20




Impact of Autonomy Among
Adolescents with Autism Spectrum
Disorder on Parental Stress

Carolanne Ponton, B.S. — Doctoral candidate in Psychology at the Université du Québec a Montréal

Nathalie Poirier, Ph.D - Professor at the Université du Québec a Montréal
Emilie Cappe, Ph.D — Professor a I’Université Paris Descartes
Kathleen Carvajal, B.S. - Doctoral candidate in Psychology at the Université du Québec a Montréal



Transactional stress model of Lazarus
and Folkman

e The effect of a stressful event on an individual responses takes place
sequentially

o Evaluation stage (primary and secondary)
o Development of one or more coping strategie

Flokman, & Lazarus, 1985 22




Transactional stress model of Lazarus
and Folkman

e Primary evaluation

O The individual assesses the stakes of the situation that he is confronted with (stressful
event can be perceived in different ways)

m Perceived as a challenge
m Perceived as a loss
m Perceived as a threat

e Secondary evaluation

O The individual draws up an inventory of the resources available to him
m Personal (perceived control)

m Social (perceived social support)

Flokman, & Lazarus, 1985




Parental stress

e Parents of children with ASD have a significantly higher stress level than parents:
O neurotypical children
o children with another type of disability

e Several events can be stressors for parents of children with ASD
O Example:
m Conjugal Stress
m Daily overload
m Etc.

e In the context where the children of the family have a typical development
O Parents experience more stress during adolescence than in early childhood
m Concords with the developmental, psychological and social changes that accompany
adolescence

Beaud, & Quentel, 2011; Jarbrink, 2007 ; Pastor-Cerezuela,Fernandez-Andrés, Tarraga-Minguez, & Navarro-Pefia, 2016 ; Small, Eastman, & Cornelius, 1988 ; Sim,

Cordier, Vaz, & Falkmer, 2016 ; Yamada, & al., 2012



Adolescence and Autism Spectrum
Disorder (ASD)

e Adolescence
o Developmental period characterized by several changes in various sphere

e With ASD
O An increase in interest in social relations
o Evolution of symptoms
m Conflicting result in studies

5

Chowdhury, Benson, & Hilier, 2010 ; Schumann, & al., 2010 ; Shattuck, & al., 2007



Autonomy

Autonomy is defined by the emotional detachment, self-regulation and decision-making

e The development of autonomy is a fundamental task in adolescence
O Explains the difficulties of the parent

O This change in concern is influenced by the changing responsibilities of the parent

e Achieving a certain level of independence and autonomy is an important concern for parents

e Families of children with disabilities want their child to become independent and actualize

Claes, 2014 ; Conseil canadien sur |'apprentissage, 2009 ; Polio, North, Reid, Eyrich, & McClendon , 2006; Small, Eastman, & Cornelius, 1988;



Problematic

1. Few studies
assess the
adolescence
period in a
population with
ASD

2. The few studies
relating to this
period mainly
explore the
characteristics of
the adolescent

3. Few studies
target parental
stress or the
overall quality of
life of parents of
such population

27



Goal of the study

This study aims to better understand the sources of stress in parents of teenager with ASD

e This study is exploratory in nature
O ltis the first study of this type that is done only with parents of teenager with ASD

e It aimsto determine if autonomy influences the different sources of perceived stress by
these parents

c)




Participants

e Characteristic of adolescents
O Average age: 14

o Sex
e Criteria for inclusion of participants m 32 boys
O Be ateenager's parent aged 12 to 18 m 2girls
o The teenager must have a diagnosis of o Level of communication
ASD m 10 do not speak or only a little

m 24 speak fluently
e 34 teenage parents participated o Presence of an associated disorder

m 21 have one or more associated
disorders
m 13 have no other diagnosis




Questionnaires

e ALES (Appraisal of Life Event Scale)
O Quantitative measures
m Experience perceived as a challenge
e The experience is perceived as: enjoyable,
stimulating, rewarding, exciting, informative and
exciting.
m Experience perceived as a threat and a loss
e The experience is perceived as: threatening,
panicking, disturbing, destructive, painful,
depressing, unhappy, frightening, overwhelming
and unbearable.
O Qualitative measure
m Briefly describe how the presence of your child with
ASD can sometimes be a source of stress in your daily
life.

e Personal Identification Sheet
O Associated disorders
o Level of communication
o Level of autonomy

Cappe, Wolff, Bobet, & Adrien, 2012




Statistical analysis

e SPSS Statistics Software

e To analyze differences in parents' perceived stress according to the
characteristics of adolescents

O Nonparametric Mann-Whitney U test




Table 1. Quantitative analysis of descriptive ALES stress scores

Maximum Minimum Average

Score of stress perceived as a threat or a
loss

Score of stress perceived as a challenge

Quantitative Results




Table 2. Mann-Whitney analysis between perceived stress of parents and autonomy
level of teenager

A o A bit less
utonomy leve Totally dependant / :
autonomous/

Way less autonomous
As autonomous

Score of stress perceived as a threat ora LXK 16,61 0,034%*
loss

Score of stress perceived as a challenge 12,13 17,44 80,50 0,028*

Quantitative Results

33



Qualitative results

Availability, fear of the future and development of autonomy - 4 parents, (12%)

"This stress has diminished, that is, he is fortunate to have a strong family base and specialized
services, and today he is independent.”

"I am especially worried about his future. We put a lot of effort so that she becomes autonomous
and that she has appropriate behaviors as much as possible, but it is not always easy. "
"Our son with ASD requires close and constant supervision he is no consciousness of danger. "




Discussion

e Data shows that adolescent autonomy is a source of significant stress for parents

o Corroborates the results of Small, Eastman, & Cornelius (1988)

e The level of adolescent autonomy perceived by the parent significantly influences the two stress
scores
O A higher score of stress perceived as a threat and as a loss is correlated with a low level of
autonomy

O A higher score of stress perceived as a challenge is correlated with a higher level of autonomy

e The lack of autonomy of the teenager brings overwork in parents

e Many parents are also worried about whether their child will develop their independence in the
near future




Conclusion

e This study provides

O Interesting insights into the adolescent population with ASD
o Data to guide clinical interventions
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Parental Stress

e Due to its many peculiarities, ASD causes stress to the children’s entourage

e Stress and mental health issues affect parents of children with ASD more
strongly than parents of children with other neurodevelopmental disorders

or developmental disorders

Dabrowska & Pisula, 2010; Eisenhower, Baker, & Blacher, 2005; Griffith, Hastings, Nash, & Hill, 2010; Olsson & Hwang, 2001




Parental Stress

e Parents who have a child with ASD experience two types of stress

1. Stress related to the child himself 2 Stress related to the social

- Low self-sufficiency environment

- Behavior problems - Disapproval of the child’s behaviors by
- Physical development the society and/or family members
- Social skills - Insufficient professional support

- Permanence of his disorder

e Parents of adolescents with ASD report more stress than parents of younger
children

Baker-Ericzen, Brookman-Frazee, & Stahmer, 2005; Bristol, 1979; DeMyer & Goldberg, 1983; Sharpley, Bitsika, & Efremidis, 1997



Parental Stress

e No consensus on parental stress strongest predictor
O Behavior problems in children predict maternal stress better than
adaptive behaviors or the severity of ASD symptoms
O ASD severity in children is the strongest and most consistent predictor of
parental stress
o Combination of behavioral problems of children with ASD and the

severity level of their disorder predicts parental stress

Bromley, Hare, Davison, & Emerson, 2004; Hastings et al., 2005; Herring et al., 2006; Konstantareas & Papageorgiou, 2016; Lecavalier, Leone,

& Wiltz, 2006; Lyons, Leon, Phelps, & Dunleavy, 2010



Coping strategies

Coping refers to «the person’s cognitive and behavioral efforts to manage
(reduce, minimize, master or tolerate) the internal and external demands of the
person-environment transaction that is appraised as taxing or exceeding the
person’s resources»

e Coping strategies have two major functions
1. Dealing with the problem that is causing the distress /
Modification of a situation - Problem-focused coping

2. Regulating emotion - Emotion-focused coping

Folkman & Lazarus, 1980; Judge, 1998; Lazarus & Filman, 1984; Paulhan, 1992



Coping strategies: Parents of ASD
children

e The well-being of mothers with children with ASD is associated with a low
level of emotion-focused coping strategies and a high level of problem-
focused coping strategies, regardless of the level of symptomatology of their
child

e Emotion-focused coping strategies are associated with higher levels of
parental stress

e According to a longitudinal study, support from family members remains an
important coping strategy for many parents over the years and emotion-
focused coping is the most used form of coping

Gray, 2006; Hastings et al., 2005; Smith, Seltzer, Tager-Flusberg, Greenberg, & Carter, 2008



Objective

This study aims to document the coping strategies of parents with children
with ASD in special needs classroom in elementary school and high school to
better understand the interactions between the coping strategies, parent’s

sources of stress, their stress level and their child’s school level.




Method: Participants

e Criteria of inclusion of participants
o Parent of a child with ASD attending a special need class in a regular
elementary school or high school
o Francophone
O Living in the greater Montreal area

e 31 parents
O 16 parents - Elementary school
O 15 parents = High school




Method: Instrument

e Ways of Coping Checklist-Revised (WCC-R)
O Qualitative measure
m Describe briefly a stressful situation related to their child’s ASD,
experienced in recent months
O Quantitative measures
m Level of stress
m Coping strategies scores
e Problem-focused (0-27)
e Emotion-focused (0-27)
e Seeking social support (0-21)

Cappe, Wolff, Bonet, & Adrien, 2012 a7




Results

Distribution of stress categories

Stress categories Elementary school High school Total
Did not describe a stressful situation or do not experience stress 2 3 5
Behavior problems 2 0 2
Teaching staff and professionals competencies 4 2 6
Transitions 2 2 4
Difficulties / Regression 2 2 4
Intimidation / Violent peers 3 3 6
Autonomy 0 2 2
Physical or mental health 1 1 2




Results

Distribution of stress categories

- Stress related to the child himself : - Stress related to the social environment :

- Behavior problems : .- Teaching staff and professionals competencies :
- Difficulties / Regression - - Transitions :
- Autonomy . . - Intimidation / Violent peers

- Physical or mental health

Stress categories Elementary school High school Total
Did not describe a stressful situation or do not experience stress 2 3 5
Stress related to the child himself 5 5 10

Stress related to the social environment

- ]




Results

t-test
School level [\ ET Std. Deviation t df Sig.
Elementary school 17.50 5.65
Problem-focused -1.465 29 n.s.
High school 20.13 4.21
Elementary school 11.31 5.71
Emotion-focused 716 29 n.s.
High school 10.00 4.34
Elementary school 14.88 5.67
Social seeking support -451 29 n.s.
High school 15.67 3.89
Elementary school 1.73 0.80
-3.106 26 <.05
High school 2.54 0.52




Results

Mixed ANOVA with repeated measures

Tests within-subjects effects

Source

Coping strategies Greenhouse-Geisser 1.430 26.547 <.001

Coping strategies * Stress categories Greenhouse-Geisser 2,860 .533 n.s

Tests of between-subjects

Source

Stress categories 2 .019 n.s




Results

Mixed ANOVA with repeated measures

Pairwise comparisons

(1) Types of coping (J) Types of coping Mean difference (I-J)
Emotion-focused 275* <.001
Problem-focused
Seeking social support -.044 n.s
Problem-focused -.275%* <.001
Emotion-focused
Seeking social support -.320* <.001
Problem-focused .044 n.s
Seeking social support
Emotion-focused .320* <.001




Results

Repeated measures ANOVA

Stress categories and coping strategies
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Discussion

e 8 sources of stress were raised by the parents

Difficulties / Regression
Intimidation / Violent peers

Did not describe a stressful situation or do not experience stress

Behavior problems
Autonomy

Physical or mental health.

Teaching staff and professionals competencies
Transitions

P w NP
N o wu

O Corroborates the results of Sharpley et al. (1997) and Baker-Ericzen et al. (2005)

O Parents who have a child in elementary school are most stressed by the
teaching staff and professionals competencies

O Parents who have a child in high school are most stressed by intimidation and
violent peers

O Overall, for half of the parents, their stress is related to their child’s social

environment

Baker-Ericzen, Brookman-Frazee, & Stahmer, 2005; Sharpley, Bitsika, & Efremidis, 1997




Discussion

e There’s no differences in the use of coping strategies between the two
parents groups
O This result does not corroborates with previous research on coping
e Stress level is significantly different between the two parents groups
O Parents who have a child in high school have a higher stress level than
parents who have a child in elementary school
O Corroborates the results of Bristol (1979) and DeMyer & Goldberg
(1983)

Bristol, 1979; DeMyer & Goldberg, 1983; Gray, 2006



Discussion

e The average scores for the coping strategies are significantly different
o The emotion-focused coping scores are lower than problem-focused
coping scores and seeking social support coping scores

O Emotion-focused coping is less efficient

Judge, 1998; Paulhan, 1992; Smith, Seltzer, Tager-Flusberg, Greenberg, & Carter, 2008



Conclusion

e This study provides several interesting contributions
O It links the coping strategies of parent of children with ASD attending a
special need classroom in a regular school, the school level of these
children, as well as the stress level felt by the parents

O It raises parent’s sources of stress

O Contributes to filling the lack of data in the scientific literature on

parents of adolescents with ASD and on coping strategies
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Parents of children with disabilities

e Parents of children with ASD and parents of children with intellectual disabilities go
through difficult and stressful times

O Child with ASD may have several unusual behaviors (lack of social or emotional
reciprocity, agitation, difficulties related to feeding and toilet training, disturbed

sleep, etc.)

O As for the children with intellectual disabilities, they have a delay in all areas of their
development, need stimulation and often have motor problems that undermine their
autonomy.

O Basic needs + special needs

O Caring for a child with special needs demand a lot of time and energy and this could
affect the quality of life of the caregiver

e Most research has focused on their coping strategies of these parents, but little
research has focused on their quality of life from a multidimensional perspective




Quality of life

e The quality of life of parents of children with special needs is influenced by the characteristics of their
child’s disorder and the special needs of the child

e Studies support that the severity of the symptoms has a direct effect on the quality of life of the
parents, mainly mothers, since they are the ones who care for the child the most




Objective

e The primary objective of this study was to
compare the quality of life of parents with
children with autism spectrum disorder to
parents whose children have an intellectual
disability




Method & Participants

* Seven Quebec mothers with a child with ASD and
seven Quebec mothers with a child with
intellectual disabilities aged between 4 and 21
years old

* The mothers were asked to rate their agreement
for 102 situations presented regarding 10 areas of
their quality of life, using a four-point Likert scale
ranging from "strongly disagree" to "strongly
agree"

Cappe, 2009




Quality of life from a multidimensional perspective

10.

Daily life activities

Leisure activities and relaxation
Job and professional relationships
Social activities and relationships [
Friendly relations PN
Family activities and relationships

Parent-child relationships (relations with the
child who has ASD or an intellectual disability )

Couple relations
Well-being
Self-fulfilment




Quality of life scale for parents

n e Quality of life scale for parents

o 1. Scale designed to assess the consequences of disability on the
L
[ ]

daily lives of parents having children with special needs such as
ASD or intellectual disability

0 — 2. The parent is asked to give their degree of agreement on for each
— of the 102 situations presented that reflect the 10 areas
CEEEE— mentioned earlier

* The higher the score, the more the diagnosis of the child interferes with
the daily life of the parent as a whole

Cappe, 2009 67




Results

* Differences in average scores for each of the domains were noted between mothers who have a child
with ASD and mothers whose child has a developmental disability

* Among the 10 areas of quality of life that were assessed:

1. Mothers of children with ASD report a higher score in 8 out of 10 domains, which means that
these 8 domains are more affected in mothers who have a child with ASD than in those with a
child who presents an intellectual deficiency because the behaviors or gains associated with the
development of ASD are unpredictable, strengths and weaknesses, not like children with
intellectual disabilities, who are late but stable, affecting more areas of quality of life




Quality of life from a multidimensional perspective
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Results

* Differences in average scores for each of the domains were noted between mothers who have a child
with ASD and mothers whose child has an intellectual disability

* Among the 10 areas of quality of life that were assessed:

2. Daily life seems more affected for the mothers of a child with an intellectual disability
compared to those who have a child with ASD

3. Well-being is similarly affected in mothers who have a child with ASD and those with a
child with a developmental disability




Results

eDifference between the 10 domains of quality of life of mothers
of children with ASD and mothers of children with intellectual
disabilities : not statistically significant

eDifference regarding the overall quality of life of mothers of
children with ASD and mothers of children with intellectual

disabilities : not statistically significant

- ]




Discussion

e Despite the fact that the diagnosis of their child is not the same, the fact that children
have the same level of autonomy could underline the influence on the quality of life of

the mother

e Given the very small sample that we had access to, the differences we found were not
statistically significant




Conclusion

e Mothers of children with ASD report a higher score in 8 out of 10 domains, which
means that these 8 domains are more affected in mothers who have a child with ASD
than in those with a child who presents an intellectual deficiency

e The parents of children with autism are often confronted to painful situations such as
sleep disorders, agitation, stereotyping, self-mutilation, learning difficulties, difficulties
in feeding and sphincter education, temper tantrums, lack of reciprocity and unusual
behaviors. The repercussions are economic, physical, social and psychological and the
family’s life tends to be organized entirely around the child and his future
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