Institute for Child and Family Policy, Muskie School of Public Service, University of Southern Maine
Child Care and Children with Special Needs: Challenges for Low Income Families

Parent/Primary Caregiver Survey
Who: Phone survey the primary caregiver of child with specials needs (the parent or guardian who provides most of the care to the child with the most severe special needs/disability; if respondent answers that two parents split care-giving 50/50, survey either one); have them answer questions based on their experience with the child with the most severe special needs.
Interviewer: 

"This questionnaire is designed to gather information about how families balance caring for children with special needs and employment.  Completion of this survey is voluntary and is completely confidential. The information you provide to us is kept secure and confidential. We assign all respondents a random identification number so that we do not have to store any of the information collected from you under your name or any other self-identifying information.  Reports will not include any information that will make it possible to identify a participant.  If you have any questions about this research project, you may contact Lisa Morris at 780-5876. We appreciate your taking the time to help us with this important study."

1.  What is your relationship to (child’s name)?

1  MOTHER OR FATHER 


2  GRANDPARENT


3  AUNT OR UNCLE


4  OLDER BROTHER OR SISTER


5  OTHER RELATIVE


6  LEGAL GUARDIAN


7  FOSTER PARENT

2.  How many children live in your household? 

1  1
(Q4)


2  2


3  3

4  4


5  5


6  6


7  7 or more

3.  Do you have more than one child with a disability or special need?

1  YES


2  NO

4.  Are you currently married or living with a partner?


1  YES
   

2  NO

5.  Is there another adult living in your household?


1  YES


2  NO

6.  How old is (child’s name)?
__________ 

7.  What is his/her disability or special needs diagnosis?
 ___(3 fields)___________________________________________
8.  Does (child’s name) have social and/or behavioral problems that go with this 
    diagnosis?  (IF NECESSARY, PROMPT: “for example - hyperactivity, trouble getting  

    along with others, withdrawn, fearful of others, bullying or hitting others, etc.”) 

1  YES


2  NO

9. Does he/she require medicine (PROMPT: “for example, oral/pills, 
    inhalation/nebulizer, injections/shots) or medical procedures (PROMPT: for example, 
    intubation, catheterization, etc.”) on a regular basis during the work day? 
1  YES

2  NO
Child Care 

Next, I will be asking you about child care for (child’s name). 
When we talk about child care, we mean any time “Mary” is in the care of someone other than yourself or your partner/spouse. This could be formal or informal  child care or special care arrangements like:
· School

· Special preschools only for children with special needs
· Preschools that serve disabled and non-disabled children together (e.g. School Readiness programs) 
· Head Start, Early Head Start
· After school programs 
· Respite care
· Day care centers and Family Day Care Homes

· Friend, relative or neighbor taking care of the child either in the child’s home or in theirs

10.  Is (child’s name)currently receiving any child care? 

1  YES

2  NO    
(Q32 )

11.   During a typical week (in which she is in child care), how many hours is he/she in child care?


___________

12.  Do you regularly, at least weekly, use more than one child care provider for (child’s 
name)?

1  YES

2  NO

13.  What type of child care provider or school arrangements do you use most often?


1  FAMILY MEMBER, NEIGHBOR OR FRIEND IN THEIR HOME  (Q15)

2  FAMILY MEMBER, NEIGHBOR OR  FRIEND IN YOUR HOME   (Q15)

3  FAMILY DAY CARE HOME  (Q15)

4  DAY CARE CENTER  
        (Q15)

5  PROGRAM ONLY FOR CHILDREN WITH SPECIAL NEEDS  (Q15)

6  HEAD START                            (Q15)

7  NURSERY SCHOOL/PRESCHOOL  (Q15)

8  ELEMENTARY SCHOOL
      (Q15)

9  AFTER SCHOOL PROGRAM            (Q15)

10 OTHER



   (NEXT)  

14.  What is that other child care provider or school arrangement?


______________________________________

15.   Please rate how well your current primary child care arrangement is meeting your 
needs (hours, cost, location, etc.).  Would you say the arrangement is . . .


1  Excellent


2  Good


3  Fair, or


4  Poor

16. Please rate how well your current primary child care arrangement is meeting (child’s 
 name)’s  needs.  (provider's understanding of special need, structure, appropriate 
 activities, safety, etc.)  Would you say the arrangement is . . .

1  Excellent

2  Good

3  Fair, or

4  Poor
17.  (ASK IF Q12=YES) 

  What type of child care provider or school arrangements do you use second most often?

      1  FAMILY MEMBER, NEIGHBOR OR FRIEND IN THEIR HOME (Q17)

2  FAMILY MEMBER, NEIGHBOR OR FRIEND IN YOUR HOME  (Q17) 

3  FAMILY DAY CARE HOME   (Q17)

4  DAY CARE CENTER                (Q17)

5  PROGRAM ONLY FOR CHILDREN WITH SPECIAL NEEDS  (Q17)

6  HEAD START   (Q17)

7  NURSERY SCHOOL/PRESCHOOL  (Q17)

8  ELEMENTARY SCHOOL                  (Q17)

9  AFTER SCHOOL PROGRAM            (Q17)

10 OTHER       (NEXT)
18.  What is that other child care provider or school arrangement?


______________________________________

19.  Please tell me if you have had any of the following problems with a child care arrangement for (child’s name),  now or in the past.

  First- they wouldn't administer medications . . .
  Have you ever had this problem with (child’s name) child care?

1  YES

2  NO

20.  Next, they didn't include (child’s name) with other children in play
 or educational activities . . .Have you ever had this problem with (child’s name) child 
 care?


1  YES


2  NO

21. Lack of special services on-site . . .  (Have you ever had this problem with
     (child’s name) child care?)


1  YES

2  NO

22.  Lack of safety . . . .  


1  YES


2  NO

23.  Lack of accessibility . . . .  


1  YES


2  NO

24.  Lack of support from provider concerning (child’s name)’s special needs  . . . .  


1  YES


2  NO

25.  Too many transitions for him/her during the day . . .  .  


1  YES


2  NO

26.  Child care providers hours of operation didn't match your work hours . . . .  


1  YES


2  NO

27. Too expensive or you had to remove him/her due to cost . . . .  


1  YES


2  NO

28.  Provider called me more often than I felt necessary regarding (child’s name) . . .

1  YES


2  NO

29. Have you ever had any other problem with (child’s name) child care?

1  YES   (NEXT)
2  NO     (Q31)
30. What is that other problem?

_______________________________________

31.  Have you ever lost your child care because a provider asked you to take (child’s
 name) out of the program? 
1  YES
2  NO

32.  Does he/she receive special services, such as occupational therapy (OT), physical therapy (PT), speech therapy, counseling or “talk” therapy, etc.?

1  YES


2  NO   (Q34)
33.  Are his/her special services delivered at . . .(check all that apply)
1  Child care

2  Home

3  A specialist's office, or
4  Some other place
Income and Assets

"I now have some questions about your family’s income. The reason we ask these questions is to better understand how families of different income levels adjust their work and family schedules to accommodate the special needs of their children. Remember, all of your answers will be kept strictly confidential. We appreciate your sharing this information that is critical to our study."

33.  During the previous year, 2002, what is your best estimate of your family’s total annual income, including income from work, the work of  your partner, spouse or other household members, SSI, TANF, public assistance, etc. We don’t need exact figures, just tell us which category your family's income was in.  Was it . . .
1   less than 20,000 

2   $20,001-45,000, 

3   $45,001-65,000, 

5   $65,001-80,000, 

6   $80,001-100,000, 

7   more than $100,000, 

8  don’t know

9  refused to answer

34.  What was your household’s total income last month from all sources?
  ________________

35.  In the past year, did you or anyone in your household participate in any of the following programs? (CHECK ALL THAT APPLY):
1  Food Stamps, Women, Infants, and Children Nutrition Program (WIC)

2  TANF 

3  ASPIRE

4  Maine Care, Medicaid

5  Child care assistance through STEP, ASPIRE, or another program, or
6  Some other program

36.  Does your family own a car? 
1  YES
2  NO

Employment

Now I would like to ask a few questions about your employment and the employment of others adults in your household.

37.
Are you currently employed outside the home?

1 YES  
(Q47)

2  NO

38.
Did you work outside the home up until having a child with special needs?

1  YES  
(Q44 )

2  NO

39.
Have you ever worked outside the home?

1  YES

2  NO

(Q55)
40.
If you are not working now, is the reason related in any way to (child’s name)’s 
special needs? 

1  YES

2  NO

41.   What is the main reason that you are not working now? 
WILL TEST FIRST AS OPEN-ENDED: Interviewer writes in exactly what respondent says
 (Or, DO NOT READ - CHECK ONLY ONE)
1  I prefer to stay home and care for my child with special needs

2  Taking care of home/other children

3  Taking care of some other ill or disabled family member

4  I would prefer to work outside home, but there no child care providers willing    to take my child  because of special needs

            5  I would prefer to work outside home, but available child care is too 
                 expensive/lack of affordable child care

6  I would prefer to work outside home, but there are no providers equipped to
                  care for my child's special needs

7  I do not feel comfortable leaving my child with special needs with others 

8  I would prefer to work outside the home but I can't work and be able to attend 
      my child's  scheduled meetings/appointments for services

9  I would prefer to work, but I cannot find any work 

10  Suitable job not available/can't find a job with flexible hours

11 Lack of transportation to appropriate child care/services

12 Receiving SSI or other public assistance/don’t want to lose benefits

13  On layoff (temporary or indefinite)

14  Disability/illness/unable to work for reasons related to my own 
        ability/disability.

15  Pregnancy/maternity leave.

16  New job to begin within 30 days

17  I was working but my job ended; I am currently looking for work.

18  Going to school.

19  Other (specify)_________________________________

20  Don’t know

21  Refused to answer

42. For the next few questions, please describe your current work status, based on your 
      primary job -the job at which you work the most hours.
     (INTERVIEWER: IF R HAS A JOB, BUT IS TEMPORARILY NOT WORKING 

     BECAUSE OF SICKNESS, STRIKE, BAD WEATHER, ETC., COUNT AS 

     EMPLOYED AND HAVE R ANSWER FOR TYPICAL WORK WEEK.)

First, what kind of job do you have (interviewer: prompt with asking them for “job title” and/or “job description”)?


___________________________

43.  How long have you been working in this job?

___ so many years
___ so many months
___ so many weeks
44.  In a typical work week, how many hours do you work?

       _______

45.  Do you have a second job?


1  YES


2  NO  
(Q49)

46.  What is your second job (interviewer: prompt with asking them for “job title” and/or “job description”)?


____________________
47.  How long have you been working in this second job?

___ so many years

___ so many months
___ so many weeks
48.  In a typical work week, how many hours do you work?


______

49.  Does your entire workday or shift usually fall between 6am and 6pm?


1  YES


2  NO  

50.  (ASK IF Q4=YES)  Does your partner/spouse work outside the home?


1  YES
  (Q57 )

2  NO
  (Q66)

51.  Please describe his/her current work status for his/her primary job. What is his/her job (interviewer: prompt with asking them for “job title” and/or “job description”)?

_____________
52.  How long has he/she been working at this job?

___ so many years

___ so many months
___ so many weeks
53.  In a typical work week, how many hours does he/she work?


_____

54.  Does he/she have a second job?

1  YES

2  NO   
(Q58)

55. What is his/her second job?


    ____________

56.  How long has he/she been at this second job?

___ so many years

___ so many months
___ so many weeks
57.  In a typical work week, how many hours does he/she work at this second job?


   ______

58.  Does his/her entire workday (for all the jobs combined)  or shift usually fall between 6am and 6pm?


1  YES


2  NO
59.  (ASK IF Q5=YES)  Does the other adult in the household work outside the home?


1  YES   


2  NO
   (Q66 )

60. (If respondent works outside the home). If you were to have an unexpected or sudden change in your work schedule, do you have someone that you can rely on to help you cover child care or otherwise help you to accommodate this change in work schedule?
1 YES

2 NO

61.  (ASK IF Q39=2 AND/OR 3) Have you currently or within the past year participated 
        in Maine’s ASPIRE welfare-to-work Program?
1 YES  

2  NO  (Q69)
62.  While on TANF or ASPIRE have any of the following happened? Would you say ….(get yes/no on each item)
      1  I’m able to meet ASPIRE work requirements                             (Q69)
      2  I am not required to work (I am exempted from work requirements)   (Q69)
      3  I had to reduce hours of work




        (Q69)
      4  Sanctioned/benefits reduced because I couldn't meet the work requirements(Q69)
      5  Sanctioned/lost all benefits because I couldn't meet the work requirements, or (Q69)
      6  some other situation (NEXT)
63.  What is the other situation that occurred on TANF or ASPIRE?

______________________________________________
64.
For reasons related to (child’s name)’s special needs, have you or your partner/spouse ever . . .not taken a job in order to care for him/her?
1  YES

2  NO

65.
For reasons related to his/her special needs, have you ever . . .


quit working other than normal maternity leave?


1  YES


2  NO

66.
(For reasons related to (child’s name)’s special needs, have you ever . . .)


changed jobs?


1  YES


2  NO

67.
lost or been fired from a job?


1  YES


2  NO

68.
changed work hours to a  different time of day?

1  YES


2  NO

69.       turned down a better job or promotion?


1  YES


2  NO

70.
worried that you were at risk of losing your job?


1  YES


2  NO

71.   
How often are you disrupted at work by having to meet (child’s name)’s special needs?          

1  OFTEN (Q72)

2  OCCASSIONALLY (Q72)

3  RARELY 


4  NEVER   
72. 
How often does this happen during a typical week?


_____

Demographics/Background Information
The last few questions about you and your family.
73.  In what year were you born?


_______

74.  What is the highest grade or level of education you have completed, so far? 

1  less than high school graduate 

2  high school diploma graduate, including tech H.S. or GED
3  some college/some post-secondary vocational courses

4  4yr college degree 

5  some graduate level courses

6  graduate degree 

7  don’t know

8  refused to answer

75. (ASK IF Q4=YES)  What is the highest grade or level of education your spouse or 
     partner has completed, so far?
1  less than high school graduate 

2  high school graduate, including tech H.S. or GED 

3  some college/some post-secondary vocational courses

4  4yr college degree 

5  some graduate level courses

6  graduate degree 

7  don’t know

8  refused to answer

76.   IWER: ENTER GENDER OF RESPONDENT.

1   MALE


2   FEMALE
Those are all the questions I have for you today. Thank you very much for your time.
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