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CALIFORNIA STATE UNIVERSITY Ca|lf0rnla pSYChcare
SAN BERNARD] NO Applied Behavior Analysis Across the Lifespan

Dear Parent/Caregiver,

We invite you to participate in a study about the day-to-day stressors of families coping with a
‘child diagnosed with autism, especially how his or her siblings may be impacted. This study is being
carried out by Teresa Orozco, a graduate student in the M.A. program in Child Development at
California State University, San Bernardino working under the supervision of Prof. Laura Kamptner.
Participation simply involves filling out a questionnaire about your family and one of your autistic
child’s siblings, which will take approximately 15 minutes.

Please be aware that your responses will remain absolutely confidential. At no point during the
survey will you be asked to write your name, your children’s names, or any other identifying
information. Your responses will not be analyzed individually; all responses will be pooled and analyzed
as a group.

Your participation is completely voluntary and you are free to discontinue at any time, or to
leave any items blank if you don't want to answer them. If you choose not to participate in the study, it
will not affect your current services provided through California Psychcare. Though there are no direct
risks or benefits to you and your family for your participation, the information you provide will assist
professionals in becoming more aware of the needs of families with autistic children. The goal of this
information is to coordinate services to better fit families of children with autism.

This project has been reviewed and approved by the Institutional Review Board at California
State University, San Bernardino. and a copy of the official Psychology IRB stamp of approval should
appear on this consent form.

If you have any questions about the project, or wish to receive a copy of the results when they
become available, please feel free to contact Dr. Laura Kamptner at (909) 537-5582.

Thank you!

I acknowledge that I have been informed of, and understand the true nature and purpose of this
study, and I freely consent to participate. I acknowledge that I am at least 18 years of age. Please
indicate your desire to participate by placing and “X”" on the line below.

65



APPENDIX G

INSTRUCTION FORM

66



[\

EZALIFORNIA STATE UNIVERSITY

SAN BERNARDINO california psychcare

Applied Behavior Analysis Across the Lifespan

Thank you for participating in this study!

Instructions: The primary parent/caregiver (i.e., the adult who spends the most time with the
Children) should fill out the attached questionnaire.
Included are:

1) Family background form

2) Child Checklist: Please read each phrase and mark the response that best describes

how your year old child has behaved in the last several months

When you have completed these forms, please mail them back to us in the enclosed postage-

paid, addressed envelope.

Sincerely,
ieresa Orozco 2 DrAaura KEnptney’
M.A. Candidate in Child Development Professor, Human Develppment
Dept. of Psycholo;
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CALIFORNIA STATE UNIVERSITY

SAN BERNARDINO

california psychcare

Applied Behavior Analysis Across the Lifespan

Dear Parent/Caregiver,

A questionnaire about the day-to-day stressors of families coping with a child diagnosed
with autism was sent to your home several weeks ago. We would greatly appreciate it if you
could please mail back the questionnaire as soon as possible. If you have already mailed it back
to us, I'd like to take a moment to say thank you!!

If you have misplaced the questionnaire, please contact the Riverside office at (951) 346-
4860 and I will be happy to mail you another.

By participating in this project, you are assisting professionals in becoming more aware
of ASD families’ needs. This information will ultimately be useful for coordinating services to
better fit families.

Your participation is greatly appreciated!

Sincerely,

7

Dr. Laura Kamp er
M.A. Candidate in Child Development Professor, Hum; velopment
Dept. of Psychology
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; : ) 18,2013
california psychcare s

Applied Behavior Analysis Across the Lifespan

To whom it may concern:

This letter is being provided to indicate that California Psychcare, Inc. will support Teresa Orozco's
research. Our Quality assurance team will contact all families to identify interest to participate in the
study. California Psychacare also takes all measures to ensure the confidentiality of all the participants.
If you have any question please contact us at 951 346-4860,

Be Blessed

Stephanie Richardson, MA, BCBA
Certified Autism Specialist
Director of Clinical Services
California Psychcare

Riverside (951) 346-4860

Srichardson@calpsvchcare.com
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Human Subjects Review Board
Department of Psychology
California State University,

San Bernardino

Pl:

From:

Project Title:

Project ID:

Date:

Orozco, Teresa and Kamptner, Laura

John P. Clapper

Impact of birth order on ASD children's typically-developing siblings
H-13SP-17

6/4/13

Disposition: Administrative Review

Your IRB proposal is approved. This approval is valid until 6/4/2014.

Good luck with your research!

Pt

Il

John P. Clapper, Co-Chair
Psychology IRB Sub-Committee

73



REFERENCES

Allik, H., Larsson, J., & Smedje, H. (2006). Health-related quality of life in parents
of school-age children with Asperger syndrome or high-functioning autism.
Health &Quality Of Life Outcomes, 41-8

Altiere, M. J., & von Kluge, S. (2009). Family functioning and coping behaviors in
parents of children with autism. Journal Of Child And Family Studies, 18,
83-92.

Bachman, S. S., & Comeau, M. (2010). A call to action for social work:
Minimizing financial hardship for families of children with special health
care needs. Health & Social Work, 35, 233-238.

Badger, J., & Reddy, P. (2009). The effects of birth order on personality traits and
feelings of academic sibling rivalry. Psychology Teaching Review, 15, 45-
54.

Baio, J. (2014). Prevelance of autism spectrum disorder among children ages 8
years — autism and developmental disabilities monitoring network, 11
Sites, United States, 2010. MMWR Surveillance Summaries, 63, 1-21.

Baker-Ericzen, M. J., Brookman-Frazee, L., & Stahmer, A. (2005). Stress levels
and adaptability in parents of toddlers with and without autism spectrum
disorders. Research and Practice for Persons with Severe Disabilities
(RPSD), 30, 194-204.

Baron-Cohen, S. (2004). Autism: research into causes and intervention. Pediatric
Rehabilitation, 7, 73-78.

Begue, L., & Roche, S. (2005). Birth order and youth delinquent behavior testing
the differential parental control hypothesis in a french representative
sample. Psychology, Crime & Law, 11, 73-85.

Benjak, T., Mavrinac, G., & Simetin, |. (2009). Comparative study on self-
perceived health of parents of children with autism spectrum disorders and
parents of non-disabled children in Croatia. Croatian Medical Journal, 50,
403-409.

Berthelsen, D., & Walker, S. (2008). Parents' involvement in their children's
education. Family Matters, 79, 34-41.

Booth, A. L., & Hiau Joo, K. (2009). Birth order matter: The effect of family size

74



and birth order on educational attainment. Journal Of Population
Economics, 22, 367-397,

Bromley, J., Hare, D.J., Davison, K., & Emerson, E. (2004) Mothers supporting
children with autism spectrum disorders: Social support, mental health
status, and satisfaction with services. Autism. 8, 409-423.

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

Cripps, K., & Zyromski, B. (2009). Adolescents psychological well-being and
perceived parental involvement: implications for parental involvement in
middle school. Research In Middle Level Education Online, 33, 1-13.

Cunningham, C. E., Benness, B. B., & Siegel, L. S. (1988). Family functioning,
time allocation, and parental depression in the families of normal and
ADDH children. Journal Of Clinical Child Psychology, 17(2), 169-177.

Davis, K., & Gavidia-Payne, S. (2009). The impact of child, family, and
professional support characteristics on the quality of life in families of
young children with disabilities. Journal Of Intellectual & Developmental
Disability, 34, 153-162.

Dempsey, A., Llorens, A., Brewton, C., Mulchandani, S., & Goin-Kochel, R.
(2012). Emotional and behavioral adjustment in typically developing
siblings of children with autism spectrum disorder. Journal Of Autism &
Developmental Disorders, 42, 1393-1402.

Dillenburger, K., Keenan, M., Doherty, A., Byrne, T., & Gallagher, S. (2010).
Living with children diagnosed with autistic spectrum disorder: parental
and professional views. British Journal Of Special Education, 37, 13-23.

Dodd, D. H., Zabriskie, R. B., Widmer, M. A., & Eggett, D. (2009). Contributions
of family leisure to family functioning among families that include children
with developmental disabilities. Journal of Leisure Research, 41, 261-286.

Durand, T. M. (2011). Latino parental involvement in kindergarten: Findings from
the early childhood longitudinal study. Hispanic Journal Of Behavioral
Sciences, 33, 469-489.

Dymond, S. K., Gilson, C. L., & Myran, S.P. (2007). Services for children with

autism spectrum disorders. Journal of Disability Policy Studies, 18, 133-
147.

75



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 & Developmental Disorders, 40, 1274-1284.

El Nokali, N. E., Bachman, H. J., & Votruba-Drzal, E. (2010). Parent involvement
and children’s academic and social development in elementary school.
Child Development, 81, 988-1005.

Falco, M. (2011, November 8). New study suggests autism starts in the womb.
In CNN Health. Retrieved December 12, 2011, from
http://thechart.blogs.cnn.com/2011/11/08/new-study-suggests-autism-
starts-in-the-womb/

Fantuzzo, J. W., Davis, G. Y., & Ginsburg, M.D. (1995). Effects of parent
involvement in isolation or in combination with peer tutoring on student
self-concept and mathematics achievement. Journal Of Educational
Psychology, 87, 272-281.

Feldman, M. M., MacDonald, L. L., Serbin, L. L., Stack, D. D., Secco, M. L., &
Yu, C. T. (2007). Predictors of depressive symptoms in primary caregivers
of young children with or at risk for developmental delay. Journal of
Intellectual Disability Research, 51, 606-619.

Gau, S., Chou, M., Chiang, H., Lee, J., Wong, C., Chou, W., & Wu, Y. (2012).
Parental adjustment, marital relationship, and family function in families of
children with autism. Research in autism spectrum disorders, 6, 263-270.

Gevir, D., Goldstand, S., Weintraub, N., & Parush, S. (2006). A comparison of
time use between mothers of children with and without disabilities. OTJR:
Occupation, Participation And Health, 26, 117-127.

Gilmore, L,. Campbell, J., & Cuskelly, M, (2003). Developmental expectations,
personality stereotypes, and attitudes toward inclusive education:

community and teacher views of down syndrome. International Journal of
Disability, Development & Education, 50, 65-76.

Gray, D. E. (2002). Ten years On: A longitudinal study of families of children with
autism. Journal of Intellectual and Developmental Disability, 27, 215-22.

Gugl, E., & Welling, L, (2010).The early bird gets the worm? Birth order effects in
a dynamic family model. Economic Inquiry, 48, 690.703.

Hartley, S. L., Barker, E. T., Seltzer, M., Greenber, J., Bolt, D., Floyd, F., &

76



Orsmond, G. (2010). The relative risk and timing of divorce in families of
children with an autism spectrum disorder. Journal of Family Psychology,
24, 449-457.

Hastings, R. P. (2003a). Brief report: behavioral adjustment of siblings of children
with autism. Journal Of Autism & Developmental Disorders, 33, 99-104.

Hastings, R. P. (2003b). Behavioral adjustment of siblings of children with autism
engaged in applied behavior analysis early intervention programs: the
moderating role of social support. Journal Of Autism & Developmental
Disorders, 33, 141-150.

Hastings, R, P. (2007). Longitudinal relationships between sibling behavioral
adjustment and behavior problems of children with developmental
disabilities. Journal of Autism and Developmental Disorders, 37,1485-
1492.

Hirst, M. (1991). Dissolution and reconstitution of families with a disabled young
person. Developmental Medicine & Child Neurology, 33, 1073-1079.

Johnson, N., Frenn, M., Feetham, S., & Simpson, P. (2011). Autism spectrum
disorder: Parenting stress, family functioning and health-related quality of
life. Families, Systems, & Health, 29, 232-252.

Kaminsky, L., & Dewey, D. (2001). Siblings relationships of children with autism.
Journal Of Autism & Developmental Disorders, 31, 399-410.

Kamphau, R. W., & Reynolds, C. R. (1984). Development and structure of the
kaufman assessment battery for children. Journal Of Special Education,
18, 213-228.

Kaufmann, W. E., & Silverman, W. (2010). Searching for the causes of autism.
Exceptional Parent, 40, 30-38.

Keller, H., & Zach, U. (2002). Gender and birth order as determinant of parental
behavior. International Journal of Behavioral Development, 26, 177-184.

Kenny, J., & Corkin, D. (2011). The challenges of caring for an exceptional child.
Learning Disability Practice, 14, 14-18.

Lagacé-Séguin, D. G., & Case, E. (2010). Extracurricular activity and parental

involvement predict positive outcomes in elementary school children. Early
Child Development & Care, 180, 453-462.

77



Landry, S.H., Smith, K. E., & Swank, P. R. (2003). The importance of parenting
during early childhood for school-age development. Developmental
Neuropsychology, 24, 559-591.

Lundeby, H., & Tossebro, J. (2008). Family structure in norwegian families of
children with disabilities. Journal Of Applied Research In Intellectual
Disabilities, 21, 246-256.

Lyons, A. M., Leon, S. C., Roecker Phelps, C. E., & Dunleavy, A. M. (2010). The
impact of child symptom severity on stress among parents of children with
ASD: The moderating role of coping styles. Journal Of Child And Family
Studies, 19, 516-524.

Mascba, K., & Boucber, J. (2006). Preliminary investigation of a qualitative
method of examining siblings' experiences of living witb a cbild witb ASD.
British Journal of Developmental Disabilities, 52, 19—2

Mates, T. E. (1990). Siblings of autistic children: Their adjustment and
performance at home and in school. Journal Of Autism And
Developmental Disorders, 20, 545-53.

Matson, J., & Sipes, M. (2010). Methods of early diagnosis and tracking for
autism and pervasive developmental disorder not otherwise specified
(PDDNOS). Journal Of Developmental & Physical Disabilities, 22, 343-
358.

McBride, B. A., Dyer, W., Liu, Y., Brown, G. L., & Hong, S. (2009). The
differential impact of early father and mother involvement on later student
achievement.Journal Of Educational Psychology, 101, 498-508.

McWayne, C., Hampton, V., Fantuzzo, J., Cohen, H. L., & Sekino, Y. (2004). A
multivariate examination of parent involvement and the social and
academic competencies of urban kindergarten children. Psychology In
The Schools, 41, 363-377.

Meadan, H., Halle, J. W., & Ebata, A. T. (2010). Families with children who have
autism spectrum disorders: Stress and support. Exceptional Children, 77,
7-36.

Meadan, H., Stoner, J., & Angell, M. (2010). Review of literature related to the
social, emotional, and behavioral adjustment of siblings of individuals with
autism spectrum disorder. Journal Of Developmental & Physical
Disabilities, 22, 83-100.

Meyer, K. A., Ingersoll, B., & Hambrick, D. Z. (2011). Factors influencing

78



adjustment in siblings of children with autism spectrum disorders.
Research In Autism Spectrum Disorders, 5, 1413-1420.

Moyson, T., & Roeyers, H. (2011). The quality of life of siblings of children with
autism spectrum disorder. Exceptional Children, 78, 41-55.

Mulroy, S. S., Robertson, L. L., Aiberti, K. K., Leonard, H. H., & Bower, C. C.
(2008). The impact of having a sibling with an intellectual disability:
parental perspectives in two disorders. Journal Of Intellectual Disability
Research, 52, 216-229.

Newman, J.J. (1996). The more the merrier? Effects of family size and siblings
spacing on sibling relationships. Child: Care, Health And Development,
22, 285-302.

Ozonoff, S., Garcia, N., Clark, E., & Lainhart, J. E. (2005). MMPI-2 personality
profiles of high-functioning adults with autism spectrum disorders.
Assessment, 12, 86-95.

Parker, J. A., Mandleco, B., Olsen Roper, S., Freeborn, D., & Dyches, T. (2011).
Religiosity, spirituality, and marital relationships of parents raising a
typically developing child or a child with a disability. Journal of Family
Nursing, 17, 82-104.

Pollard, C., Barry, C., Freedman, B., & Kotchick, B. (2013). Relationship quality
as a moderator of anxiety in siblings of children diagnosed with autism
spectrum disorders or down syndrome. Journal Of Child & Family Studies,
22, 647-657.

Pilowsky, T., Yir miya, N., Doppelt, O., Gross-Tsur, V., & Shalev, R.S. (2004).
Social and emotional adjustment of siblings of children with autism.
Journal Of Child Psychology & Psychiatry, 45, 855-865.

Price, J. (2008). Parent-child quality time: Does birth order matter? Journal Of
Human Resources, 43, 240-265.

Rao, P. A., & Beidel, D. C. (2009). The impact of children with high-functioning
autism on parental stress, sibling adjustment, and family functioning.
Behavior Modlification, 33, 437-451.

Resch, J., Mireles, G., Benz, M. R., Grenwelge, C., Peterson, R., & Zhang, D.
(2010). Giving parents a voice: A qualitative study of the challenges
experienced by parents of children with disabilities. Rehabilitation
Psychology, 55, 139-150.

79



Rohde, P. A., Atzwanger, K., Butovskayad, M., Lampert, A., Mysterud, .,
Sanchez-Andres, A., & Sulloway, F.J. (2003). Perceived parental
favoritism, closeness to kin, and the rebel of the family: the effects of birth
order and sex. Evolution And
Human Behavior, 24, 261-276.

Ross, P., & Cuskelly, M., (2006). Adjustment, sibling problems and coping
strategies of brothers and sisters of children with autistic spectrum
disorder. Journal of Intellectual & Developmental Disability, 31, 77—-86.

Schuntermann, P. (2007). The sibling experience: Growing up with a child who
has pervasive developmental disorder or mental retardation. Harvard
Review Of Psychiatry, 15, 93-108.

Sobsey, D. (2004). Marital stability and marital satisfaction in families of children
with disabilities: Chicken or egg? Developmental Disabilities Bulleting, 32,
62-83.

Solish, A., Perry, A., & Minnes, P. (2010). Participation of children with and
without disabilities in social, recreational and leisure activities. Journal Of
Applied Research In Intellectual Disabilites, 23, 226-236.

Stainton, T., & Besser, H. (1998). The positive impact of children with an
intellectual disability on the family. Journal Of Intellectual And
Developmental Disability, 23, 57-70.

St. John, D., Pai, L., Belfer, M. L., & Mulliken, J. B. (2003). Effects of a child with
a craniofacial anomaly on stability of the parental relationship. Journal of
Craniofacial Surgery, 14, 704-708.

Susan Shur-Fen, G., Miao-Churn, C., Ju-Chin, L., Ching-Ching, W., Wen-Jiun,
C., Ming-Fang, C., & ... Yu-Yu, W. (2010). Behavioral problems and
parenting style among Taiwanese children with autism and their siblings.
Psychiatry & Clinical Neurosciences, 64, 70-78.

Tomanik, S., Harris, G., & Hawkins, J. (2004). The relationship between
behaviors exhibited by children with autism and maternal stress. Journal
of Intellectual & Developmental Disability, 29, 16-26.

Tomeny, T. S., Barry, T. D., & Bader, S. H. (2012). Are typically-developing
siblings of children with an autism spectrum disorder at risk for behavioral,
emotional, and social maladjustment?. Research In Autism Spectrum
Disorders, 6, 508-518.

Toth, K., Dawson, G., Meltzoff, A., Greenson, J., & Fein, D. (2007). Early social,

80



imitation, play, and language abilities of young non-autistic siblings of
children with autism. Journal Of Autism & Developmental Disorders, 37,
145-157.

Urbano, R. C., & Hodapp, R. M. (2007). Divorce in families of children with down
syndrome: A population-based study. American Journal on Mental
Retardation, 112, 261-274.

Verte, S., Roeyers, H., & Buysse, A. (2003). Behavioral problems, social
competence and self-concept in siblings of children with autism. Child
Care Health and Development, 29, 193-205.

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.

Westling, D. L. (1997). What parents of young children with mental disabilities
want: The views of one community. Focus On Autism & Other
Developmental Disabilities, 12, 67.

Xiong, N., Yang, L., Yu, Y., Hou, J., Li, J., Li., Y., &...diao, Z. (2011).
Investigation of raising burden of children with autism, physical disability
and mental disability in china. Research In Developmental Disabilities: A
Muiltidisciplinary Journal, 32,
306-311.

Zeanah, C. H., Gunnar, M. R., MacCall, R. B., Kreppner, J. M., & Fox, N. A.

(2011). VI. Sensitive periods. Monographs of the Society For Research In
Child Development, 76, 147-162.

81



