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Parental Perspective on Future Adulthood of Children/ Adolescents with
Autistic Spectrum Disorder (ASD)

This research explores parental perceptions of future adulthood of their children/adolescents with ASD. Further, the investigation explores parental coping mechanisms and their preparation mechanisms for their children’s adulthood and parents’ expectations from special education programs.
Please answer the question that best pertains to you and your family. 

I.  Demographics
A.  Child

1. Current age

:     


2. Gender: 
Male 
 FORMCHECKBOX 

Female  FORMCHECKBOX 

3. Ethnicity:


White  FORMCHECKBOX 

African American  FORMCHECKBOX 

Hispanic  FORMCHECKBOX 
 
Asian  FORMCHECKBOX 


Other, specify:      
4. Parents’ education level-


Father         
Mother     
7. Do parent(s)/caregiver(s) work?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 



B.  Parent / Caregiver
5. Age of parents/caregivers:
Mother and /or primary caregiver:      
Father:       

6. Parents marital Status:
Married/Living in partner 
 FORMCHECKBOX 

Single


 
 FORMCHECKBOX 

Divorced  


 FORMCHECKBOX 

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 


If so, please specify: 

Mother’s occupation:     

Father’s occupation:     
8. How many hours a week do parents spend caring for the child diagnosed with ASD?

Mother:     

Father:     
C.  Family
9. What county do you live in? :     
10. Number of siblings :     


11. Family members currently living in household:     
12. Sibling order of child in family (first child, second child, etc)
:     
13.  Has parent(s)/ caregiver(s) obtained any formal skill training directly relating to child’s disability (e.g. self help books, classes, support group training, online training)?


Yes    FORMCHECKBOX 

No    FORMCHECKBOX 
      

If yes, through where
:     



When
:     



Type
:     
D.  Schooling
14. Is child enrolled in:     
        Public Education     FORMCHECKBOX 
      

        Private Education    FORMCHECKBOX 
     

 Other      FORMCHECKBOX 
    

Home School  FORMCHECKBOX 

Specify: 

15. If applicable, what is the current grade the child is enrolled in?                
16. What assistance does school provide (e.g. class/subject teacher, psychologist ,speech therapist, etc)? ____________________________________________________________________________________________________________________________________________________

II.  Characteristic of Child and Family
A.  Diagnosis

17. Child’s official diagnosis 


a) If your child has a developmental disorder, please specify which one(s) (e.g. Autism, Autism Spectrum Disorder, Asperger Syndrome, PDD, PDDNOS).

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

b) If your child has a developmental disorder, at what age was your child first diagnosed with this disorder?

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

18. Has your child been diagnosed with any other disorders (e.g. Attention Deficit 

      Disorder, Learning disability)?


Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

If yes, please specify which.

__________________________________________________________________________________________________________________________________________________________________________________________________________​​​​​​​​​​​​​​________________________________

19. Is there any other health issues (e.g. liver, asthma, vision, GI tract, etc)?
Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

If yes, please specify: ____________________________________________________________ ______________________________________________________________________________________​​​​​​​​​​​​​​________________​______________________________________________________
If applicable, have the medical issues been treated for?  If so, what effect did this treatment have on the child’s autism? ____________________________________________________ ______________________________________________________________________________________​​​​​​​​​​​​​​________________​______________________________________________________
20. What is the level of the disorder?


Mild
 FORMCHECKBOX 


Moderate      FORMCHECKBOX 


Severe     FORMCHECKBOX 

21. The types of specific challenging behavior of your child
None 
 FORMCHECKBOX 


Depression  FORMCHECKBOX 



Aggression
 FORMCHECKBOX 

Self-injury  FORMCHECKBOX 


Biting/Screaming  FORMCHECKBOX 


Bad Temper 
 FORMCHECKBOX 

Uncooperative  FORMCHECKBOX 

Tantrums  FORMCHECKBOX 



Sexual Issues  FORMCHECKBOX 

Any other, please be specific:      
21. How was the diagnosis presented (e.g. through school psychologist,Pediatrician,,family doctor, therapist)? :     
B.  Family Life
22. Due to the child’s disability, does family participate in the childrearing as a whole? 
Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

If yes, how do you rate the participation?

Please circle considering the following scale: 

(1 being little participation; 5 being moderate participation; 10 100% participation)
1
2
3
4
5
6
7
8
9
10

23. If applied, how do you rate the participation of sibling(s)?

a. Sibling number 1 (start with the oldest)

1
2
3
4
5
6
7
8
9
10

b. Sibling number 2

1
2
3
4
5
6
7
8
9
10

c. Sibling number 3
1
2
3
4
5
6
7
8
9
10

24. In your opinion what is/are the effects of the child’s diagnosis with ASD on the interaction with other sibling(s)? ______________________________________________________________________________________________________________________________________________________________________________________________________________________________
25. Does your child/adolescent attach him/herself to any other member of the household? 

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

If yes, please specify who
:     


III.  Current status
A.  Schooling
26.  Do you feel that the education the child is currently receiving from school is helping him/her 
a) to understand the disability; 


:     

b) with copying mechanisms; 


:     

c)  developing life skills; 



:     

 
d) providing spaces for social interactions? 
:     


e) Any other----- specify



:     

I . Mother and/or primary caregiver; Do you---
Please circle considering the following scale
(1 none provided, 5 adequate provided, 10 completely provided)

Understand disability (e.g. providing information and current research about disability)
1
2
3
4
5
6
7
8
9
10 
Have coping mechanisms that you use with child’s disability (e.g. study skills, stress management)
1
2
3
4
5
6
7
8
9
10 
type: _________
Have you aided in the development of child’s life skills (e.g. developing decision making, money management for child’s future)
1
2
3
4
5
6
7
8
9
10 
type: _________
 Provide social interactions (e.g. training of appropriate understanding of social interaction)
1
2
3
4
5
6
7
8
9
10

II. Father: Do you---
Please circle considering the following scale
(1 none provided, 5 adequate provided, 10 completely provided)

Understand disability (e.g. providing information and current research about disability)
1
2
3
4
5
6
7
8
9
10 

Have coping mechanism that you use with child’s disability (e.g. study skills, stress management)
1
2
3
4
5
6
7
8
9
10 
type: _________

Have you aided in the development of child’s life skills (e.g. developing decision making, money management)
1
2
3
4
5
6
7
8
9
10 
type: _________

Provide social interactions (e.g. training of appropriate understanding of social interaction)
1
2
3
4
5
6
7
8
9
10

If applicable, 
III.  Sibling number 1 (start with the oldest) : he/she----
Understand disability (e.g. providing information and current research about disability)

1
2
3
4
5
6
7
8
9
10 

Coping mechanism with disability (e.g. study skills, stress management)

1
2
3
4
5
6
7
8
9
10 

type: _________

Developed life skills (e.g. developing decision making, money management)

1
2
3
4
5
6
7
8
9
10 

type: _________

Provide social interactions (e.g. training of appropriate understanding of social interaction)

1
2
3
4
5
6
7
8
9
10
IV.  Sibling number 2 (start with the oldest) : he/she----
Please circle considering the following scale
(1 none provided, 5 adequate provided, 10 completely provided)

Understand disability (e.g. providing information and current research about disability)

1
2
3
4
5
6
7
8
9
10 

Coping mechanism with disability (e.g. study skills, stress management)

1
2
3
4
5
6
7
8
9
10 

type: _________

Developed life skills (e.g. developing decision making, money management)

1
2
3
4
5
6
7
8
9
10 

type: _________

Provide social interactions (e.g. training of appropriate understanding of social interaction)

1
2
3
4
5
6
7
8
9
10
V.  Sibling number 3 (start with the oldest): he/she----
Please circle considering the following scale
(1 none provided, 5 adequate provided, 10 completely provided)

Understand disability (e.g. providing information and current research about disability)

1
2
3
4
5
6
7
8
9
10 

Coping mechanism with disability (e.g. study skills, stress management)

1
2
3
4
5
6
7
8
9
10 

type: _________

Developed life skills (e.g. developing decision making, money management)

1
2
3
4
5
6
7
8
9
10 

type: _________

Provide social interactions (e.g. training of appropriate understanding of social interaction)

1
2
3
4
5
6
7
8
9
10

f. Child diagnosed with ASD-
Understand disability (e.g. providing information and current research about disability)

1
2
3
4
5
6
7
8
9
10 

 Has  developed coping mechanism to deal with disability (e.g. study skills, stress management)

1
2
3
4
5
6
7
8
9
10 

type: _________

Developed life skills (e.g. developing decision making, money management)

1
2
3
4
5
6
7
8
9
10 

type: _________

Provide social interactions (e.g. training of appropriate understanding of social interaction)

1
2
3
4
5
6
7
8
9
10
27. If age permits, does child ever blame oneself due to disability?


Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 

      Not applicable   FORMCHECKBOX 

28. Does child blame others?


Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 

29. How do  you rate your child self-esteem 

Please circle considering the following scale
(1 very negative, 5 indifferent, 10 very positive)

1
2
3
4
5
6
7
8
9
10
B. Professional Staff in the School System 
30. Currently, how do you perceive the school staff’s training as a whole?

Please circle considering the following scale
(1 no professional training, 5 sufficient professional training, 10 outstanding professional training)
1
2
3
4
5
6
7
8
9
10

31. Currently, how many professionals work with your child on a regular basis in the school setting? ___________________________________________________________________

Please specify (e.g. class/subject teacher, psychologist ,speech therapist, etc), __________________________________________________________________________________________________________________​​​__________________________________
32. How would you evaluate your association/communication with all the professionals involved with your child?

Please circle considering the following scale
(1 no communication, 5 some communication, 10 highest level of communication)
a. First specialist (specify): __________________

1
2
3
4
5
6
7
8
9
10

b. Second specialist (specify): __________________

1
2
3
4
5
6
7
8
9
10

c. Third specialist (specify): __________________

1
2
3
4
5
6
7
8
9
10

d. Fourth specialist (specify): __________________

1
2
3
4
5
6
7
8
9
10

C. Subjects and Contents of Education Program
33. For the current school year, please list all the subjects/ programs the child is enrolled in. 
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

34. Do you reinforce the subjects/ programs at home?
Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

35. If applicable, what subject does your child enjoy most 

at school? ____________________________________________
at home? _____________________________________________

36. What activities does your child participate the most in?
at school? ____________________________________________

at home? _____________________________________________
D. Social Behavior 
Please mark (x) the most appropriate response
	37. Apart from members of you family, does your child socialize with others?
37. Apart from members of your family, does your child socialize with members of the opposite sex?

39. Does your child show interest in social relationships with members of the opposite sex?

40. Does your child engage in activities outside of school?

If sometimes, often or always, what activities: _____________________
41.  Does your child engage in social activities outside of school with same age peers?

a. Does your child do this with members of the same sex?

b. Does your child do this with members of the opposite sex?
c. Does your child do this with both members of sex?


	       Rarely       Sometimes       Often       Always

           FORMCHECKBOX 
                  FORMCHECKBOX 
                 FORMCHECKBOX 
              FORMCHECKBOX 

       Rarely       Sometimes       Often       Always

           FORMCHECKBOX 
                  FORMCHECKBOX 
                 FORMCHECKBOX 
              FORMCHECKBOX 

       Rarely       Sometimes       Often       Always

           FORMCHECKBOX 
                  FORMCHECKBOX 
                 FORMCHECKBOX 
              FORMCHECKBOX 

       Rarely       Sometimes       Often       Always

           FORMCHECKBOX 
                  FORMCHECKBOX 
                 FORMCHECKBOX 
              FORMCHECKBOX 

       Rarely       Sometimes       Often       Always

           FORMCHECKBOX 
                  FORMCHECKBOX 
                 FORMCHECKBOX 
              FORMCHECKBOX 

       Rarely       Sometimes       Often       Always

           FORMCHECKBOX 
                  FORMCHECKBOX 
                 FORMCHECKBOX 
              FORMCHECKBOX 

       Rarely       Sometimes       Often       Always

           FORMCHECKBOX 
                  FORMCHECKBOX 
                 FORMCHECKBOX 
              FORMCHECKBOX 




42. Does child ever express concerns for trusting others? Outside of the family


Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 


If yes, what experience(s) have you seen of this?:     
43. Do peers maintain healthy relationship with your child?


Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 

44. Is your child aware of the social rules/ etiquettes about:

Please mark (x) the most appropriate response
	i.   Undressing in private

ii.  Not touching their private body areas in public

iii. Closing the door when using the bathroom or toilet

iv.  Not letting others touch their private body areas

v.   Knocking on closed doors
	YES      NO

 FORMCHECKBOX 

   FORMCHECKBOX 

 FORMCHECKBOX 

   FORMCHECKBOX 

 FORMCHECKBOX 

   FORMCHECKBOX 

 FORMCHECKBOX 

   FORMCHECKBOX 

 FORMCHECKBOX 

   FORMCHECKBOX 



D. Sexually Awareness 

45. If age appropriate, has your child/ adolescent received any sex education either by you or someone else (e.g. part of school program)?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Q. If  no, would you like him/her to receive sex  education?


At school-----

At home-------

 Both---------- 

Q. Have you or do you plan to give your child information to enable him/her to prepare for primary sex characteristics (spermarche/ menarche)?


Yes-------           No------

Q.----     Have you or do you plan to give your child the information necessary to prepare him or her for the development of secondary sex characteristics, such as pubic hair, breast development etc.

YES--- 

No—

46. Do you think your child/ adolescent has any knowledge about sexually related behavior?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

47. Do you think your child/ adolescent is aware of the different kinds of sexual relationships (e.g. dating, marriage, etc.)?
Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

48.  Do you think your child could benefit from sex education?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

E. Independent Functioning

49. Does your child/adolescent dress him/herself?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

50. Does your child/adolescent feed him/herself?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

51. Does your child/adolescent grooms him/herself?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

52. Does your child/adolescent go to the restroom by him/herself?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

53. Does your child/adolescent take a shower by him/herself?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

54. If age appropriate, does your child/adolescent prepare/cook any food him/herself?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

N/A     FORMCHECKBOX 

55. If age appropriate, does your child/adolescent help around the house?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

N/A     FORMCHECKBOX 

If yes, what activities does s/he takes part?

______________________________________________________________________________
H. Family Functioning 
54.  Family’s outlook towards life
(1 very negative, 5 indifferent, 10 very positive)
1
2
3
4
5
6
7
8
9
10

55.  How do your rate your current stress level?
(1 extremely  low, 5 moderate, 10 extremely high)
1
2
3
4
5
6
7
8
9
10
56.  How do you handle your stress and anxiety? 
a.______________________________________________________________________________________________________________________________________________________

b.______________________________________________________________________________________________________________________________________________________

c.____________________________________________________________________________________​​​​​​​​​​______________________________________________________________________
57. Other than stress and anxiety, does any other member of the family have any health issue?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

If yes, specify which member and the health issue

____________________________________________________________________________________________________________________________________________________________
58. Have you ever had concern(s) for trusting others when it comes to taking care the child diagnosed with ASD? Outside of the family



Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 


If yes what experience(s) have you had of this: ______________

59. Does family currently maintain healthy relationships with others outside of family?



Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 

60. Do you have any support system? 
(1 no support, 5 moderate support, 10 full support)
1
2
3
4
5
6
7
8
9
10
61. Who does your support system include?  

A.  Immediate Family 

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

B. Parents with ASD child(ren)
Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

C. Online support group

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

D. Other? Please specify, ____________________________________________________________________________________________________________________________________________________________
IV.  Parents’ perceptions  and expectations of  child’s adulthod
After secondary schooling has been accomplished, what expectations do you hold for your child.
62.  As an adult, do you feel your child will be self sufficient?


Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 


If no, what percentage of the time do you feel they will need assistance?
10%
20%
30%
40%
50%
60%
70%
80%
90%   100%
63. What type of services do you feel your child may need as an adult? ______________________________________________________________________________________________________________________________________________________________________________________________________________________________
64. As an adult, do you feel your child will maintain healthy relationships with other adults?


Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 

If no, what aspect(s) of relationships may he/she experience difficulty(ies) with?
__________________________________________________________________________________________________________________________________________________________________________________________________​​​​​_______________​​​​​​​​​​​​​​​​​_________________________
65. Are you concerned that your child may not find a life partner?

Yes  FORMCHECKBOX 


No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 

66.  As an adult, do you feel your child will maintain stable employment?


Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

Unsure    FORMCHECKBOX 

If no what aspect(s) of employment may he/she experience difficulty(ies) with?

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
67.  Would you like the special education curriculum in school to play a role in skill building for parents?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

If yes, what are they? (e.g. what kind of program or focus) ____________________________________________________________________________________________________________________________________________________

68. Do you believe that the current curriculum is sufficient to meet your child’s needs in developing a secure adulthood?

Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

If no, what changes would you suggest in the curriculum and in the school system, as a whole, to secure your child’s adulthood?
A. Curriculum_____________________________________________________________________________________________________________________________________________________________________________________________________
B. School system _______________________________________________________________________________________________________________________________________________________________________________________________________________
69. Do you believe the current healthcare system is fulfilling the needs of your child and you as a caregiver?
Yes    FORMCHECKBOX 

No    FORMCHECKBOX 

If no, what expectation do you have from the health care system to secure your child’s adulthood? ​​​​​​​​​​​​​​​​​​
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
70. What do you expect from society as a whole?


________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
71. Do you have any other comments or views regarding your child’s foreseeable adulthood? Please enlist ________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
Thank you for your participation in this survey.

We would like to explore qualitative aspects of perceptions.  Would you be willing to participate in an in-depth interview either via phone or in person? If interested please call or email.  

Rachel Kraus 

r.kraus@csuohio.edu 

440-212-2020
 Ipcé Maldonado
440-539-8045
i.maldonadosantoyo@csuohio.edu
 Swagata Banik
216-523-7254
s.banik@csuohio.edu 
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