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Questionnaire for Parents and Caregivers of Children with Autism Spectrum Disorder (ASD):
Assessment of the Level of Comprehensive Support in the Health, Education, and Social Protection Sectors

The institution SDU University has launched a project titled:
“Integration of Children with Autism Spectrum Disorder into the Socio-Educational Environment through Comprehensive Support: Challenges and Benefits” (BR18574199).
The aim of our study is to examine the provision of comprehensive support from the healthcare, education, and social protection systems, including the financial well-being of families raising children with Autism Spectrum Disorder (ASD).
The questionnaire consists of four sections:
1.	Demographic data
2.	Healthcare
3.	Education
4.	Social protection
It contains a total of 54 questions.
We invite you to participate in this study.
Participation is voluntary and anonymous.
You may withdraw from the study at any stage. 
The information that you provide about you and your family will be used only for research purposes and generated data will be published in future.
Information that you provide to us will be recorded and stored securely. We understand that some information may be sensitive and we will keep your information confidential and use it only for our research. The anonymized, generalized and analyzed information will be used for publication.  

Consent to participation, Please click following part:

I informed that Participation is voluntary.
I informed that Participation is anonymous.
I informed that I can withdraw from the study at any stage
I informed that generated data result without my identification will be used in report and publication.

For more information, you may contact the principal investigator, Lyazzat Kosherbayeva
Phone: +7 705 120 46 52
Email: klk.lyazzat@gmail.com

DEMOGRAPHIC DATA

1.	What is your child’s age? ________________

2.	Age of parents:
 Mother        Father
a) 18–24        a) 18–24
b) 25–34        b) 25–34
c) 35–44        c) 35–44
d) 45–59        d) 45–59

3. Place of residence (city/town/village):
a) Regional center  b) City  c) Village

4. Your family type:
a) Two-parent family (full)
b) Single-parent family (incomplete)
c) Single-parent family with multiple children (incomplete)
d) Other: ________________

5. Do you have your own home?
a) Yes  b) No

6. Employment status:
a) Both parents work
b) One parent works
c) Neither parent works

7.	Your monthly household income:
a) Up to 70,000 KZT
b) 71,000–150,000 KZT
c) 151,000–250,000 KZT
d) Above 251,000 KZT

8. Please indicate your level of education:
a) Higher education
b) College/Technical education
c) Secondary education

FINANCIAL BURDEN
9. Approximately how much do you spend per month on caring for a family member with ASD?
a) Up to 50,000 KZT
b) More than 51,000 KZT
c) More than 100,000 KZT
d) No expenses

10. Please describe how caring for a family member with ASD has affected your family’s financial situation. Which expenses are not covered or insufficiently covered by the government? ______________________________________________________________________________________

11.	Is there anything else you would like to share about your family’s socio-economic status and care for a member with ASD?_____________________________________________________________________

12.	Have you or any of your family members had to adjust your work schedule to meet the needs of a family member with ASD (e.g., switch to night shifts, increase workload for financial support, reduce workload, switch to remote work, take unpaid leave)?
a) No
b) Yes, please describe in detail:

HEALTHCARE SERVICES
13. Who first noticed the early developmental changes in the child with ASD?
______________________________________________

14. How old was your child with ASD when you first saw change in development 

a) 0 to 6 months
b) 7 to 12 months
c) 13 to 24 months
d) 25 to 36 months
e) From 37-51 months
f) Over 52 months
15. Have you visited any doctors on your own initiative to diagnose ASD in your child? Whom? (You can choose more than one option)
a) Pediatrician
b) Neurologist
c) Psychologist
d) Speech therapist
e) Psychiatrist
f) No, we did not visit any
g) Other: _________________

16. Did your child with ASD receive any support before the age of 3?
a) Yes
b) No
16.1. If “yes”, what kind of support did you receive?_______________________
16.2. If “yes”, in which type of organization?
a) Public
b) Non-governmental

17. What was the first diagnosis given to your child with ASD?_____________

18. Please rate the effectiveness of the multidisciplinary team care provided child with ASD using a 5-point scale, where 0- is poor and 5 is excellent:

	
	1
Poor
	2
Somewhat poor
	3
Satisfactory

	4
Good

	5
Excellent

	Not applicable / Not visited

	In the polyclinic - Primary health care c
	
	
	
	
	
	

	In the hospital (inpatient facility)
	
	
	
	
	
	

	In the rehabilitation center
	
	
	
	
	
	

	Medical Advisory Commission
	
	
	
	
	
	

	Neurologist
	
	
	
	
	
	

	Speech therapist
	
	
	
	
	
	

	Special education teacher (defectologist)
	
	
	
	
	
	

	Psychiatrist
	
	
	
	
	
	

	Psychologist
	
	
	
	
	
	

	Pediatrician
	
	
	
	
	
	



19. Which of the following characteristics, if present in your child, create the greatest difficulties for you and your family? (Please select no more than five):
a) Social interaction and relationships
b) Communication difficulties
c) Does not respond to name
d) Does not take into account the social situation
e) Painful
f) Responds to sounds, touches and other influences
g) Does not obey
h) Inattentive
i) Language
j) Does not speak
k) Does not understand speech
l) Mental Development Delay 
m) Mental Development and Speech Delay 
n) Speech Development Delay 
o) Absense of Speech 
p) Speech Disorder 
q) Stereotypical behavior and actions
r) Shows aggression. Self-aggression
s) Attention deficit hyperactivity disorder
t) Stereotypical behavior. Interests. Habits. Rituals
u) Epilepsy
v) Epileptiform disorders
w) Motor skills
x) Lack of independence (lack of it)
y) Insufficiently independent at home
z) Disinhibited
aa) Motor
ab) Inhibited
ac) DECD
ad) Regulation
ae) Eating problems
af) Celiac disease
ag) Other: _______________________

SOCIAL SERVICE SUPPORT
20. Do you currently need consultative and diagnostic assistance on ASD issues
a) Yes
b) No
21. What kind of support do you need?
a) To help the child learn to interact with other children
b) To help the child become more independent (dress themselves, eat, use the toilet, etc.)
c) To help the child learn to follow rules
d) To help the child improve their speech
e) To help the child learn how to play
f) To help the child attend developmental classes
g) Other: _________________
21. Does your child attend an organization that provides special social services?
a) Yes
b) No
c) Attended previously
22. Please describe the social and pedagogical services you receive from organizations providing special social services:___________________________________________________________
23. Do you attend cultural events with your child (concerts, puppet theaters, and other activities)?
a) Yes
b) No
24. Do you attend any sports or other developmental activities (such as swimming, chess, etc.) with your child? If yes, please specify:_______________
25. Have you ever felt the need for consultations regarding document processing or other legal issues?
a) Yes
b) No
26. Please specify the financial and legal issues you would like to receive consultation on:
a) Processing documents with government authorities
b) Receiving child care allowances
c) Organizing documents for educational institutions
d) Opening a special bank account
e) Processing documents to access rehabilitation services in the healthcare or social protection systems
f) Other (please specify): _______________________
 
THANK YOU FOR YOUR CONTRIBUTION AND TIME!
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