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The concepts
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0 Raising a child with ASD is a major life
changing event /experience

= Intense emotional reactions
= New and life-long demands
= Restructuring of parental role

= Re-disposition of personal and social
relationships

Jones, 1997; Sharpley kou Bitsika, 1997; Zissi & Mavropoulou



Research review- 1

e
Autism is related with:

0 High maternal stress

(Bristol, 1987; Frey et al, 1989, Marcus, 1984, Yamada, Suzuki, Kato,
Suzuki, Tanaka, Shindo et al., 2007. Lee et al., 2009)

o High depression

(Carter, Martinez-Pedraza & Gray, 2009. Hastings, 2003, Ingersoll &
Hambrick, 2011)

0 Poor quality of life (QoL)



Research Review- 2
I S
QoL in ASD is affected by:
Socio-economic factors/parameters:
» Social status
~ Level of education
> Income
» Type of residence
» Access to resources

(Emerson, 2003; Hastings & Brown, 2002; Lee, Harrington, Louie &
Newschaffer, 2008; Nachshen & Minnes, 2005; Newland, Crnic, Cox, &
Mills-Koonce, 2013)



Research Review- 3
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Quality of life in ASD is affected by:
Intrapersonal factors: cognitive processes
> Beliefs
» Interpretations
» Expectations
» Personal values
» Personal efficacy
» Coping skills
» Positive outlook to life



Research Review- 4

e
Social support as a protective mechanism

» Resources (material, practical, socio-emotional)

» Self-perceptions about availability and quality

of resources

Dunn et al., 2001; Boyd, 2002; Bromley et al., 2004; Freedman &
Boyer, 2000; Gill & Harris, 1991; Gray & Holden, 1992; Siman-Tov &
Kaniel, 2010; Smith, Greenberg, Seltzer, 2012

» Social networks
Ekas, Lickenborck & Whitman, 2010; Weiss, 2002



Research Review- 5
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Quality of marital relationships

» Couple rapport

» Single parent families
Abbott & Meredith, 1986; Bromley, Hare, Davison & Emerson, 2004



Research Review- 6
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Social networks

Size

Density
Distance
Neighborhoods

Parent self-help/support groups
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Benson, 2012; Haines, Beggs & Hurlburt, 2002; Smith, Greenberg &
Seltzer, 2012; Zissi & Mavropoulou



Research Review- 7
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Personal self-related elements :

» Resilience

» Problem solving skills
» Perception of control

» Reflective life approach

Bristol & Schopler, 1983; Cappe, Woltf, Bobet & Adrien, 2011; King,
Baxter, Rosenbaum, Zwaigenbaum & Bates, 2009; Woodgate, Ateah &

Secco, 2008



The theoretical model
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Quality of life can be understood and interpreted as the

result of inter-relationships between a variety of
factors related with the individual:

= QObjective living conditions

= Soclo-psychological processes



The mediational model
(based on Zissi & Barry, 2006)
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The main premise of the study

e
= Motherhood and mental distress of mothers
are differentiated depending on household’s
position In the social stratification, reflecting
Inequities In various forms of capital
(symbolic, social, cultural, material) and
subsequent access to resources.



The approach and the method
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0 A qualitative approach to explore the
underlying mechanisms for the
interrelationships between social factors such
as social class, socio-economic status,
profession, social capital and mental distress
of mothers raising children with autism.

0 An in-depth semi-structured interview guide
was developed drawing from the biographical
method.



The central aims of the study
N
1. To offer an alternative research paradigm for the

study of mental health in the area of autism.

2. To extend the prevailing quantitative research on
the mental health of mothers of children with

autism.



The recruitment process
S
How:
» Formal letter
» Personal communication
Sources:
0 Special schools
o Parents” Associations in schools
o Day centres
0 Professionals (in private practice)



The participants: mothers
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SES & employment
e
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e

16 -

14 -

12 -

10 -
E Low

8 - B Low-middle
= Middle

6 - ® Middle-high

4 -

2

0 -

Gymnasium Private HE Public HE Postgrad




The participants: children

89 children
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The participants: children
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The thematic structure of the interview guide

I
= Review history: first experience, emotions, significant
facts (4 questions)

= Mental models, representations, theories and
transformations (8 questions)

= Present state, quality of life, relationships, social support
(10 questions)

= Qverall reflection on personal journey (4 questions)

= Overall/general evaluation of the school, educational and
therapeutic course and projection to the future/ future
expectations (5 questions)



The method of analysis
Bz

o Constant comparative method
0 Thematic analysis
0 Thematic nodes

0 Thematic codes



Thematic Nodes (1-3)
R

1.

First experience with Autism/ The “disclosure” of the
disorder (Al, A2, A3, A4)

Mothers’ representations for their child’s
communication with others and his self-awareness (B2,
BS5, B6) & Marital quality relationship and future
expectations (B1, I'l, I'2, 13, I'4, E4, ES).

Motherhood experience of raising a child with autism
(B3, B4, A2) & Mothers’ representations and processes
for restructuring their role (Al.1, A2.1).



Thematic nodes (4-6)
2264
+. Lay models for the interpretation of

autism (B7, BS, B8.1) & Therapeutic
pathways (E1, E2, E3, E3.1, E3.2)

5. Marital quality, social support and
networks (I'5,1'6, I'8, I'10)

6. Personal development and coping
strategies (A1,17,19)



Preliminary findings
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0 Interesting patterns emerged among mothers’

according to their child-rearing practices, their
everyday models for the explanation of
autism, their notions and experiences of
motherhood, their perceptions of the quality
of their marital relationship, their coping
strategies, the therapeutic paths and their
future expectations.



Thematic node 1:First experiences
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Thematic Units:

» First signs of autism
* Diagnostic experience
* Emotional reactions
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0 Thematic Unit: First signs of autism

Thematic Categories:
* Quality of mother reporting
* Description of first signs



=s
o Thematic Unit: Diagnostic experience

o Thematic categories:

» Positive diagnostic experience
* Negative diagnostic experience
JThematic code:

* Open/supportive vs Restrictive
communication



2 .
Hypotheses
1. Mothers from middle/upper-middle SES are
expected to be more observant and accurate in
their reports, while mothers from low SES may

lack the ability to process of first signs and
their reports may reflect confusion.

2. Mothers from middle/upper-middle SES are
expected to obtain a timely professional
diagnosis and guidance.

3. Social class variability is not expected about
the emotional reactions to the diagnosis.



Thematic node 5
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Thematic Unit: Coping strategies (range and types)

Thematic Categories:

* Problem-focused strategies
« Emotion-focused strategies
* Resilience

 Avoidance and rejection



ey
» Thematic Category: Problem-focused
strategies

Thematic codes:

= Type and range of therapeutic interventions
= Negotiation skills

= Changes In the environment

= Advocacy



=
0 Thematic category: emotion-focused strategies
Thematic codes:
* Spirituality
* Unrealistically optimistic perspective

» Unrealistic expectations for the future of the
child

* Open communication of feelings
* Hope for a miracle cure



o3 4
0 Thematic category: Resilience
Thematic codes:
* External vs internal locus of control
*  Commitment to a life course
« Cognitive restructuring
*  Reflective-Philosophical outlook to life

* Acceptance of autism and overall approach
to disability



S
0 Thematic category: Avoidance and rejection
Thematic codes:

* Avoidance

¢ Non-acceptance

* Social withdrawal

* Substance use

* Persistent distancing from the stressor



s g
o Thematic category: Social support
Thematic categories:
* Range-size of social networks
* Type of social support
Thematic codes:

» Restricted social support vs expansive social
support

» Satisfactory vs non-satisfactory social support



= .
0 Thematic unit: marital quality
o Thematic category: appraisal

o Thematic codes:
e Positive
* Negative



-=s.s
o Thematic unit: Responses from social
environment

0 Thematic category: appraisal

o Thematic codes:
* Negative

* Positive

* Neutral

* Combined



o
Hypotheses: social class may reflect differences.

» Mothers from low SES may report avoidance
strategies and appraise resilience.

> Mothers from middle high SES may report
greater ability to solve practicalities.



.,
Thank you for your attention!

Sotia Mavropoulou
smavrop@uth.gr



mailto:smavrop@uth.gr

References
Tap |

o Abbott, D.A., & Meredith, W.H. (1986). Strengths of parents with retarded children. Family
Relations, 35, 371-375.

o Benson, P.R. (2012). Network characteristics, perceived social support, and psychological
adjustment in mothers of children with autism spectrum disorder. Journal of Autism and
Developmental Disorders, 42, 2597-2610.

o Boyd, B. (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,
208-215.

o Bristol, M.M. (1987). Mothers of children with autism or communication disorders:
Successful adaptation and the double ABCX model. Journal of Autism and Developmental
Disorders, 17, 469-486.

o Bromley, J., Hare, J.D., Davison, K., & Emerson, E. (2004). Mothers supporting children
with autistic spectrum disorders. Autism, 8, 409-423.

o Carter, A.S., Martinez-Pedraza, F.L., & Gray, S.A. (2009). Stability and individual change in
depressive symptoms among mothers raising young children with ASD: Maternal and child
correlates. Journal of Child Psychology, 65, 1270-1280.



References
C43

o Dunn, M.E., Burbine, T., Bowers, C.A., & Tantleff-Dunn, S. (2001). Moderators of stress in
parents of children with autism. Community Mental Health Journal, 37, 39-52.

o Ekas, N.V., Lickenbrock, D.M., & Whitman, T.L. (2010). Optimism, social support, and well-
being in mothers of children with autism spectrum disorder. Journal of Autism and
Developmental Disorders, 40, 1274-1284.

o Emerson, E. (2003). Mothers of children and adolescents with intellectual disability: Social
and economic situation, mental health status, and the self-assessed social and psychological
impact of the child’s difficulties. Journal of Intellectual Disability Research, 47, 385-399.

o Freedman, R.1., & Boyer, N.C. (2000). The power to choose: Supports for families caring for
individuals with developmental disabilities. Health and Social Work, 25, 59-68.

o Frey, K.S., Greenberg, M.T., & Fewell, R.R. (1989). Stress and coping among parents of
handicapped children: A multidimensional approach. American Journal of Mental
Retardation, 94, 240-249,

o Gill, M.J., & Harris, S.L. (1991). Hardiness and social support as predictors of psychological
discomfort in mothers of children with autism. Journal of Autism and Developmental
Disorders, 21, 407-416.



References
I e,,—,—,

o Gray, D.E., & Holden, W.J. (1992). Psychosocial well-being among the parents of children
with autism. Journal of Intellectual and Developmental Disability, 18, 83-93.

o Haines, A.V,, Beggs, J.J., & Hurlburt, S.J. (2002). Exploring the structural contexts of the
support process: Social networks, social statuses, social support, and psychological distress.
Advances in Medical Sociology, 8, 269-292.

o Hastings, R.P. (2003). Child behaviour problems and partner mental health as correlates of
stress in mothers and fathers of children with autism. Journal of Intellectual Disability
Research, 47, 231- 237.

o Hastings, R. P. & Brown, T. (2002). Behavior problems of autistic children, parental self-
efficacy and mental health. American Journal on Mental Retardation, 107, 222-232.

o Ingersoll, B., & Hambrick, D.Z. (2011). The relationship between the broader autism
phenotype, child severity, and stress and depression in parents of children with autism
spectrum disorders. Research in Autism Spectrum Disorders, 5, 337-344.

o Lee, G.K., Lopata, C., Volker, M.A., Thormeer, M.L., Nida, R.E., Toomey, J.A., Chow, S.Y.,
& Smerback, A.M. (2009). Health-related quality of life of parents of children with high-
functioning autism spectrum disorders. Focus on Autism and Other Developmental
Disabilities, 24, 227-2309.



References
c4s

o Lee, L., Harrington, R.A., Louie, B.B., & Newschaffer, C.J. (2008). Children with autism:

Quiality of life and parental concerns. Journal of Autism and Developmental Disorders, 38,
1147-1160.

o Marcus, L.M. (1984). Coping with burnout. In: E. Schopler & G.B. Mesibov (Eds.), The
Effects of Autism on the Family (pp. 311-326). New York: Plenum Press.

o Nachshen, J.S., & Minnes, P. (2005). Empowerment in parents of school-aged children with
and without developmental disabilities. Journal of Intellectual Disability Research, 49, 889—
904.

o Newland, R.P,, Crnic, K.A., Cox, M.J. & Mills-Koonce W.R. (2013). The family model stress
and maternal psychological symptoms: Mediated pathways from economic hardship to
parenting. Journal of Family Psychology, 27, 96-105.

o Siman-Tov A., & Kaniel, S. (2011). Stress and personal resource as predictors of the
adjustment of parents to autistic children: A multivariate model. Journal of Autism and
Developmental Disorders, 41, 879-890.

o Smith, L.E., Greenberg, J.S., & Seltzer, M. (2012). Social support and well-being at mid-life
among mothers of adolescents and adults with autism spectrum disorders. Journal of Autism
and Developmental Disorders, 42, 1818-1826.



References

2 —

O

Weiss, M.J. (2002). Hardiness and social support as predictors of stress in mothers of typical
children, children with autism, and children with mental retardation. Autism, 6, 115-130.

Yamada, A., Suzuki, M., Kato, M., Suzuki, M., Tanaka, S., Shindo, T., Taketani, K., Akechi,
T., & Furukawa, T.A. (2007). Emotional distress and its correlates among parents of children
with pervasive developmental disorders. Psychiatry and Clinical Neurosciences, 61, 651-657.

Zissi, A., & Mavropoulou, S. (forthcoming). Objective conditions, quality of life and mental
health of mothers of children within the autism spectrum: A research review. Psychology.



