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Directions for Participants

This study is interested in families of children diagnosed with autism (autism spectrum
disorder). Specifically, our goal is to understand your beliefs as a parent on a series of
items that deal with you, the parent, your family, and your child diagnosed with autism
(autism spectrum disorder). In order to understand your beliefs as a parent, we are asking
you to complete three packets of information. All five packets will take approximately 55
minutes to an hour to complete, combined.

First Packet
1) Contains questions about situations within your family that are common in
many
families.
2) Answer each question.

Second Packet
1) Contains specific life situations that may apply to you within the last 12
months.
2) Circle Yes (Y) or No (N) for the situations that apply to you.

Third Packet
1) Contains questions regarding your child’s functioning with having autism
(autism spectrum disorder.
2) Answer each question.

Fourth Packet

1) Questions about the types of social support needs that are met within your
family and the importance that you, as a parent, place on these needs in
relation to your child having autism (autism spectrum disorder).

2) Answer each question by circling the Importance (1 = Unimportant; 2 =
Slightly Important; 3 = Moderately Important; 4 = Important; 5 = Very
Important) of the need AND if by circling if the need is currently Met (Yes =
Y; No = N).

Fifth Packet
1) Contains questions about you, and your child who is diagnosed with autism
(autism spectrum disorder).
2) Answer each question.
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Life Experiences Checklist

During the last 12 months, have any of the following events occurred in your

immediate family? Please circle Yes (Y) or No (N) below to any that have happened
within the last 12 months.

N
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Divorce

Martial reconciliation

Marriage

Separation

Pregnancy

Other relative moved into household
Income increased substantially (20% or more)
Went deeply into debt

Moved to a new location

Promotion at work

Income decreased substantially
Alcohol or drug problem

Death of close family friend

Began new job

Entered new school

Trouble with superiors at work
Trouble with teachers at school
Legal problems

Death of immediate family member
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FAMILY NEEDS QUESTIONNAIRE

DIRECTIONS: The following statements describe needs that parents of children with autism (autism
spectrum disorders) sometimes have. Because many of these needs are likely to be important to you, please
respond according to how important each need is in relation to your overall needs. Also, these needs
normally change over time. We are interested in knowing how important they are to you at the present time
and whether they are being met. The information you provide will help us to understand the needs of your
family and other families of children with similar problems.

Please show how important you feel these needs are, relative to your overall needs, by using the scale
below and placing a circle around the number which best describes your answer:

1 2 3 4 5
Unimportant Slightly Moderately Important Very
Important Important Important

Use this scale to tell us whether each need is being met by circling: Y (Yes) or N (No):

Y N
Yes No
I NEED.... RELATIVE TO OVERALL
NEEDS, HOW IMPORTANT? NEED MET NOW?

1. to be well-educated about my child’s
autism (autism spectrum disorder)
in order to be an effective decision
maker regarding the needs of my child. 1 2 3 4 5 Y N

2. social services continuously rather than
only in times of crisis. 1 2 3 4 5 Y N

3. to have consistent physical therapy for
my child. 1 2 3 4 5 Y N

4. for my child to have friends of his/her own. 1 2 3 4 5 Y N

5. different professionals such as
psychologists/counselors to agree on
the best therapy options for my child. 1 2 3 4 5 Y N

6. different professionals such as physicians and
medical doctors to agree on the best treatment
options for my child. 1 2 3 4 5 Y N

7. to have a therapist/counselor to turn to
for advice or therapy services when
my child needs help. 1 2 3 4 5 Y N
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1 2 3 5 Y N
Unimportant  Slightly Moderately Important Very Yes No
Important Important
I NEED.... RELATIVE TO OVERALL
NEEDS, HOW IMPORTANT? NEED MET NOW?
8. to have a physician/medical doctor to
turn to for advice when my child
needs help. 2 3 4 5 Y N
9. for my child to have consistent
behavioral therapy. 2 3 4 5 Y N
10. support from other family members
in taking care of my child. 2 3 4 5 Y N
11. weekend and after-school social activities
for my child. 2 3 4 5 Y N
12. therapists or counselors who have
expertise working with children who have
autism (autism spectrum disorder)
like my child. 2 3 4 5 Y N
13. to have consistent occupational therapy
for my child. 2 3 4 5 Y N
14. to be educated as to why my child
acts in ways that are different,
difficult, or unusual. 2 3 4 5 Y N
15. for myself to have time to spend
alone with my other children in my family. 2 3 4 5 Y N
16. to be educated on what to do when my child
is acting unusually or is displaying difficult
behaviors. 2 3 4 5 Y N
17. to obtain information and knowledge
regarding my child’s therapeutic
or educational progress. 2 3 4 5 Y N
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1 2 3 5 Y N
Unimportant  Slightly Moderately Important Very Yes No
Important Important
I NEED.... RELATIVE TO OVERALL
NEEDS, HOW IMPORTANT? NEED MET NOW?
18. to be educated on how much to
let my child do by himself/herself. 2 3 4 5 Y N
19. for my child to engage in social activities
with others his/her own age. 2 3 4 5 Y N
20. to have my child’s school set up consistent
speech therapy for my child as part of
his/her education plan. 2 3 4 5 Y N
21. for myself to have help with housework. 2 3 4 5 Y N
22. for myself to get enough rest or sleep. 2 3 4 5 Y N
23. for myself to get a break from my
responsibilities. 2 3 4 5 Y N
24. for myself to spend time with my friends. 2 3 4 5 Y N
25. to understand if I am making good decisions
about my child. 2 3 4 5 Y N
26. for medical professionals working with
my child to understand the health needs
of my child. 2 3 4 5 Y N
27. for counselors or therapists working with
my child to understand the emotional needs
of my child. 2 3 4 5 Y N
28. for other children to feel comfortable
around my child when in social settings. 2 K} 4 5 Y N




Unimportant  Slightly Moderately Important

Important

I NEED....

Very

Important

Yes

RELATIVE TO OVERALL
NEEDS, HOW IMPORTANT?
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No

NEED MET NOW?

29.

to have other family members understand
my child’s problems.

2

3

4

5

Y

N

30.

to have my child’s after-school friends to
understand his/her problems.

31.

for myself to express feelings about my
child with a parent who has a child with
autism (autism spectrum disorder).

32.

my child’s social services to continue
throughout the summer months and school
breaks.

33. for myself to be reassured that it is not
uncommon to have negative feelings
about my child’s unusual behaviors.

34.

for myself to help deal with my fears
about my child’s future.

35.

for myself to have help in remaining
hopeful about my child’s future.

36.

for myself to be encouraged to
ask for help from others.

37.

my other children to have counseling.

38.

to obtain information about special
programs and services available to
my child for my own education.




Unimportant  Slightly Moderately Important

Important

INEED....

Very Yes
Important

RELATIVE TO OVERALL
NEEDS, HOW IMPORTANT?
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No

NEED MET NOW?

39

. to be personally shown respect by those

working with my child.

40.

to have my child’s teacher to be able

to teach other students in the classroom
about his/her unusual behaviors in

a constructive way.

41.

for myself to have time to spend
alone with my partner.

42.

my child’s school to set up an individualized
education plan for my child.

43.

my child to have a teacher’s aide with
him/her at school who has knowledge about,
or experience with, working with children
with the same disorder as my child.

44.

to have medical professionals address
my child’s medical needs on a
consistent basis.

45.

to have counselors or therapists
address my child’s emotional needs
on a consistent basis.

46.

for my family to agree on decisions
regarding our child with autism
(an autism spectrum disorder).

417.

my child’s physician or medical doctor
to have experience working with
children with autism

(autism spectrum disorders).
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1 2 3 5 Y N
Unimportant  Slightly Moderately Important Very Yes No
Important Important
I NEED.... RELATIVE TO OVERALL
NEEDS, HOW IMPORTANT? NEED MET NOW?
48. my child’s counselor or therapist to have
experience working with children
with the same disorder of autism
as my child. 1 2 3 4 5 Y N
49. for my family to go out for dinner
together a certain number of times
each week. 1 2 3 4 5 Y N
50. for my family to take more vacations
each year. 1 2 3 4 5 Y N
51. to take week-long vacations by myself
each year. 1 2 3 4 Y N
52. to have a range of medical services
available for my child. 1 2 3 4 5 Y N
53. to have a range of social services
available for my child. 1 2 3 4 5 Y N
54. hospital services that are readily
available for my child. 1 2 3 4 5 Y N
55. medical screening tests for my child
every so often. 1 2 3 4 5 Y N
56. a pediatrician who is able to help my
child meet his/her nutritional and
physical needs. 1 2 3 4 5 Y N
57. medical professionals to agree on
the best ways to treat my child. 1 2 3 4 5 Y N
58. to be educated regarding my
child’s therapeutic and
educational progress. 1 2 3 4 5 Y N
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1 2 3 4 5 Y N
Unimportant  Slightly Moderately Important Very Yes No
Important Important
I NEED.... RELATIVE TO OVERALL
NEEDS, HOW IMPORTANT? NEED MET NOW?

59. my child’s school environment

to have more structure or routine. 1 2 3 4 5 Y N
60. my child to have access to

visual aid teaching while at school. 1 2 K} 4 5 Y N
61. home-school collaboration

for my child. 1 2 3 4 5 Y N
62. my child to be in group therapy

for his/her behavioral issues. 1 2 K} 4 5 Y N
63. my child to have some type of

sensory integration therapy. 1 2 3 4 5 Y N
64. my child to have social skills training

by a licensed professional,

therapist, or counselor. 1 2 3 4 5 Y N
65. for my child to interact with

others his/her own age. 1 2 3 4 5 Y N
66. to have more structure at home

with my family. 1 2 3 4 5 Y N
67. for my child to desire social

interactions with other children. 1 2 3 4 5 Y N
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TO ENSURE CONFIDENTIALITY, DO NOT WRITE YOUR NAME
ANYWHERE ON THESE PAGES.

Please read each question carefully and check/write the appropriate
response. The first set of questions applies to you, as a parent, and the next
set of questions applies to your child who was diagnosed with autism
(autism spectrum disorder).

Questions about you (the parent):

1. Please indicate your gender:

[ ] Male
[ ] Female

2. Please indicate your marital status:

[ ] Married

[ ] Single
[ ] Separated
[ ] Divorced

3. What is your household size?
(number of people)

4. Please indicate the members who serve as a support for your family
(check all that apply):
[ ] Husband/Wife
[ ] Boyfriend/Girlfriend
[ ] A family member outside of your immediate
family (i.e., your mother/father, your
sister/brother, etc.)
|| Family friend
[ ] Neighbor
[ ] Other:
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5. What is the highest educational level you have completed in years?:

(years)

6. Please indicate your gross annual salary income:

[ I Less than $25,000

[ 1$25,000 to $50,000
[ 1$50,000 to $75,000
[1$75,000 to $100,000
[ ]Over $100,000

7. How many extended family members currently live in your home?

8. Do other children in your family have a diagnosis of autism or have
special needs?
[ ] Yes
If Yes, How many children?

[ ] No

Questions about your child with autism (or an autism spectrum
disorder):

9. Please indicate the age your child was diagnosed with autism:

(years)

10. Please indicate who made the diagnosis of autism for your child:
[ ] Medical professional (i.e., pediatrician, physician)
[] Psychologist
[ ] Psychiatrist
[ ] School/educational professional
[ | Other:
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11. Please indicate the current age of your child:

(years)

12. Does your child receive free or reduced lunch at school?

[ ] Yes
[ ] No

13. What age was your child when you first became concerned about
him/her?

(months) or (years)

14a. How many blood-related siblings does your child have?

14b. How many other siblings does your child have?
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Debriefing Sheet

Thank you for taking part in this research study. You have just responded to
statements that reflect common social support needs of families who have children with
autism spectrum disorders. You also reported on statements that discuss common family
situations and relationships. The researcher thanks you for expressing your beliefs as a
parent. Your responses will greatly benefit the study, especially for the autism spectrum
population. Should you have any questions about the procedures of the study, please
contact the researcher, Rachel Wolf. She is a graduate student at Western Kentucky
University in the Clinical Psychology program, and her contact information is found

below.

Rachel Wolf
Tate Page Hall, Room 253
Western Kentucky University
Phone #: 419-305-4702



Appendix E

Pearson Correlation Matrices for Exploratory Social Support Domains and Parental
Stress
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Exploratory Correlation Analysis for Domains of Met Social Support Needs

Parenting Stress Index

Short Form raw score Mean SD

Parenting Stress Index Short Pearson Correlation 1.00

Form raw score Sig. (2-tailed)
N 35
Family Domain Importance Pearson Correlation -60"" 2.60 1.50
Sig. (2-tailed) .00
N 34
Medical Domain Importance Pearson Correlation -.28 6.11 3.71
Sig. (2-tailed) 14
N 30
Educational Needs of Parent Pearson Correlation -.14 5.65 2.98
Domain Importance Sig. (2-tailed) 51
N 26
Educational Needs of Child Pearson Correlation 41 3.81 1.86
Domain Importance Sig. (2-tailed) 02
N 32
Social Services Domain Pearson Correlation 64" 5.33 3.26
Importance Sig. (2-tailed) .00
N 28
Personal Domain Importance Pearson Correlation 49" 1.95 1.17
Sig. (2-tailed) .01
N 29
Childs Social Network Pearson Correlation -.30 3.97 1.97
Domain Importance Sig. (2-tailed) 10
N 30

¥p < .05.%p < 0. **%p < 001.



Exploratory Correlation Analysis for Domains of Unmet, Important Social Support

Needs
Parenting Stress
Index Short
Form raw score
Parenting Stress Index Short Pearson Correlation 1.00
Form raw score Sig. (2-tailed)
N 35
Family Domain Pearson Correlation .30
Sig. (2-tailed) 14
N 25
Medical Domain Pearson Correlation .20
Sig. (2-tailed) .33
N 26
Educational Needs of Pearson Correlation .28
Parents Domain Sig. (2-tailed) 15
N 29
Educational Needs of Child Pearson Correlation 417
Domain Sig. (2-tailed) 04
N 27
Social Services Domain Pearson Correlation .36
Sig. (2-tailed) .07
N 27
Personal Domain Pearson Correlation 48"
Sig. (2-tailed) .03
N 21
Child’s Social Network Pearson Correlation .28
Domain Sig. (2-tailed) 14
N 30

¥p < 05. % p< 0l



