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For further information, please contact: 

New England SERVE

101 Tremont Street, Suite 812

Boston, MA 02108

info@neserve.org
 Please Help Us Serve Families Better!.
____________ Health Plan wants to improve services to children with special health care needs and their families.  To do this we need your help.  Please complete this survey and tell us about the health services your child receives or needs.  All of your answers will be kept confidential and anonymous and will not affect your child’s health coverage or benefits.  Your answers will help us to serve families better, so please be as honest as you can. 

Completed surveys are sent to ____________, not to your child’s doctor or to ____________ Health Plan.

 Who Should Answer this Survey?.
This survey is about children with special health care needs.  You should answer this survey if you are the parent or responsible adult caring for a child who:

· Is under age 21

· Has a health condition or disability that has already lasted at least one year or is likely to last at least one year

· Is enrolled in ____________ Health Plan
 Directions.
· Please answer all of the questions.

· Mail the survey in the stamped envelope provided.

· If you need help with the survey, call ____________ at 1-800-_ _ _ _.

(
If your child is not a member of ____________ Health Plan, please do not complete the survey.

(
If you have more than one child with special needs, please answer all questions in the survey with only one of your children in mind.

(
If you have more than one child with special needs and you want to complete more than one survey, call 1-800-_ _ _ _.

Thank you!

If your child is not a member of ____________ Health Plan, do NOT complete this survey..  
 Information About Your Child with Special Health Care Needs.

1. Our records show that your child is now in ____________ Health Plan.  Is this correct?

(Yes              (  No

2. How many months or years in a row has your child been in ____________ Health Plan?

(
Less than 12 months
(
12 to 23 months

(
2 to 5 years

(
6 to 10 years

(
More than 10 years

(
Not continuously enrolled

3. Is ____________ Health Plan the plan that you use for all or most of your child’s health care?

(  Yes              (  No

4. 
My child is:

(   Male            (Female

5. My child’s age:

( Less than one year old

_____ years old (write in)

6. My child has a medical, behavioral, or other health condition that has lasted or is expected to last at least one year.

(
Yes
(
No
(
Don’t know
 Primary Care Services.
The primary care site is the place where your child sees his/her doctor or nurse for regular check-ups or minor illnesses.  Please tell us about the care your child received at his/her primary care site during the last 12 months.

7. I have enough time to meet and talk with my child’s primary care doctor.

(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never

8. In addition to office visits, I also get help or information from my child’s primary care doctor or nurse on the telephone or in writing:

(
Weekly
(
At least once a month
(
6-10 times a year
(
1-5 times a year
(
Never

9. 
My child’s primary care doctor or nurse gives me enough information about my child’s medical condition.
(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never

10. My child’s primary care doctor or nurse includes me in decisions about my child’s care.

(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never


11. My child’s primary care doctor or nurse respects my family’s culture and ethnic background.

(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never

(
Not needed

12. My child’s primary care doctor or nurse is involved in the planning and delivery of all of my child’s health care.

(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never

(
Not needed

13. My child’s primary care doctor or nurse helps me to understand my child’s emotional needs.

(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never

(
Not needed

14. My child’s primary care doctor or nurse gives me information about family support and parent-to-parent services.

(
Yes
(
No
(
Not needed
15. My child’s primary care doctor or nurse shows concern about the impact of my child’s health condition on our family.

(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never

16. I need my child’s primary care doctor or a member of his/her staff to visit my child in our home.

(
Yes
(
No, already receive home visits
(
Not needed
17. The primary care office my child visits is set up so that my child and his/her equipment can get in and around easily.

(
Yes
(
No
(
Don’t know
(
Not needed

18. If there is a problem with your child being able to get around easily, please identify the primary care site(s).

19. I have asked to see a copy of my child’s medical record.

(
Yes
(
No
(
Not needed
20. When I look at a copy of my child’s medical record, my child’s primary care doctor or nurse helps me understand the information in my child’s medical record.

(
Yes
(
No
(
Not needed
21. I am able to get a copy of any information in my child’s medical record that I request.

(
Yes
(
No
(
Don’t know
(
Not needed

22. My child’s primary care doctor or nurse helped to develop a written health care plan for my child.  (A written health care plan describes the medical care and all health services planned for your child.)

(
Yes
(
No
(
Don’t know
(
My child does not have a written care plan.
23. I have a copy of the written health care plan that was developed for my child.

(
Yes
(
No
(
My child does not have a written care plan.
24. 
Please rate the overall quality of primary care your child received in the last 12 months.  Think about the questions above as well as anything else that you think is important.

(
Excellent
(
Very Good
(
Satisfactory
(
Fair
(
Poor
25. Please tell us how the primary care services your child receives could be improved.

If your child has not needed any mental health services in the last 12 months, please skip to the next section, Question 32 on page 4.
 Mental Health Services.

Please tell us about the mental health services your child received from a psychiatrist, psychologist, social worker, or mental health counselor during the last 12 months.

26. I am satisfied with the choice of doctors or mental health counselors available to my child.

(
Yes
(
No
27. My child’s mental health services are coordinated with his/her primary care and
other medical services.

(
Yes
(
No
(
Don’t know

28. 
My child’s primary care doctor or mental health provider(s) has prescribed medication to treat his/her emotional or behavioral needs in the last 12 months.

(
Yes
(
No
29. I received information about the medication prescribed for my child, including risks, benefits or any possible side effects.

(
Yes
(
No
(
Not needed

30. Please rate the overall quality of the mental health services your child received in the last 12 months.  Think about the questions above as well as anything else that you think is important.

(
Excellent
(
Very Good
· Satisfactory

(
Poor
· Fair
31. Please tell us how the mental health services your child receives could be improved.

If your child has not been seen by a specialty care doctor in the last 12 months, please skip to the next section, Question 45 on page 6.
 Specialty Care Services.

A specialty care doctor has training in a specific area of health care or a specific illness.  Examples of a specialty care doctor are:  orthopedist, neurologist, cardiologist, and endocrinologist.  Please tell us about the specialty care your child received over the last 12 months.  Chose the one specialty care doctor that your child saw the most during the last year, even if your child sees many specialty care doctors.

32. The specialty care doctor that I am describing is a specialist in:

33. I am satisfied with the choice I had in selecting a specialty care doctor for my child through ____________ Health Plan.

(
Yes
(
No
(
Don’t know
(
Not needed
34. In addition to office visits, I usually receive help or information from my child’s specialty care doctor:

(
Weekly

(
At least once a month

(
6-10 times a year

(
1-5 times a year

(
Never


35.
When we need to see my child’s specialty care doctor, the amount of time it takes  to get an appointment is:

(
Acceptable
(
Long, but acceptable
(
Unacceptable
(
Don’t remember

36. My child’s specialty care doctor talks with my child’s primary care doctor on a regular basis.

(
Yes
(
No
(
Don’t know

37. 
My child’s specialty care doctor includes me in decisions about my child’s care.


(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never

38. My child’s specialty care doctor gives me information about current research on my child’s condition.

(
Yes
(
No
(
Not needed
39. My child’s specialty care doctor shows concern about the impact of my child’s health condition on our family.

(
Always
(
Usually
(
Sometimes
(
Rarely

(
   Never
40. My child’s specialty care doctor respects my family’s culture and ethnic background.

(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never

(
Not needed

41. 
The places where my child receives specialty care are set up so that my child and his/her equipment can get in and around easily.

(
Always
(
Usually
(
Sometimes
(
Rarely

(
Never

(
Not needed

42. If there is a problem with your child being able to get around easily, please identify the specialty care site.

43. Please rate the overall quality of the specialty care your child received in the last 12 months.  Think about the questions above as well as anything else you think is important.

(
Excellent
(
Very Good
(
Satisfactory

(
Fair

(
Poor

44. Please tell us how the specialty care your child receives could be improved.

 Care Coordination.

Please describe the help you receive or may need to coordinate or arrange your child’s care.

45. I need help to coordinate my child’s health care among different doctors and other health care providers.

(
Yes
(
No
(
Not needed

46. Who usually helps you to coordinate your child’s care?  (Check all that apply.)
(
Someone from my child’s primary care site.
(
Someone from my child’s specialty care office.
(
Someone from ____________ Health Plan.
(
Someone from a hospital.
(
Someone from a state agency.
(
Other (please specify): 

(
Do not receive help coordinating my child’s care.

47. My child receives services from the following state agencies: (Check all that apply)
(Note: Individualize for your state, including abbreviations.)

(
Department of Public Health (DPH)
(
Department of Mental Retardation (DMR)
(
Department of Mental Health (DMH)
(
Commission for the Blind
(
Commission for the Deaf and Hard of Hearing
(
Department of Social Services (DSS)

(
Other state agency (please specify): 

(
My child does not receive services from any state agency

48. I need help to coordinate my child’s health care with his/her school or day care.

(
Yes
(
No, already receive help
(
Not needed
(
Don’t know

49. 
My child’s school or day care providers need more information about my child’s special health services and health needs.

(
Yes
(
No, already receive information
(
Not needed
(
Don’t know
	50. I need help in finding the following services for my child:


	
	
	

	
	Yes 
	No
	Don’t Know

	
	(1) 
Supplemental Security Income (SSI)
(A federal disability assistance program that provides monthly financial assistance to families caring for eligible children with disabilities.)
	(
	(
	(

	
	(2) 
Special Education 
	(
	(
	(

	
	(3) 
Early Intervention (birth to 3 years)
	(
	(
	(

	
	(4) 
Special summer camps
	(
	(
	(

	
	(5) 
Special day care
	(
	(
	(

	
	(6) 
After school programs
	(
	(
	(

	
	(7) 
Home nursing services
	(
	(
	(

	
	(8) 
Transportation to medical appointments
	(
	(
	(

	
	(9) 
Medical equipment
	(
	(
	(

	
	(10) 
Mental health services
	(
	(
	(


51. Please rate the overall quality of the care coordination your child received in the last 12 months.
Think about the questions above as well as anything else you think is important.

(
Excellent
(
Very Good
(
Satisfactory
(
Fair
(
Poor
(
Not needed
52. Please tell us how care coordination for your child could be improved.

If your child has not used any inpatient hospital care or emergency services in the last 12 months, please skip to the next section, Question 63 on page 9.

 Inpatient Hospital Care and Emergency Services. 
Please tell us about the overnight hospital stays your child had in the last 12 months.

Circle your rating

	Quality of inpatient hospital services:
	Not Needed
	Excellent
	Very Good
	Satisfactory
	Fair
	Poor
	Don’t Know

	53. Communication form inpatient hospital staff with you and your child
	(
	1
	2
	3
	4
	5
	(

	54. Communication between inpatient hospital staff and your child’s primary care doctor
	(
	1
	2
	3
	4
	5
	(

	55. Participation by your child’s primary care doctor during inpatient hospital stay
	(
	1
	2
	3
	4
	5
	(

	56. Help from hospital to stay overnight with your child (parking, meals, laundry)
	(
	1
	2
	3
	4
	5
	(

	57. Satisfaction with length of hospital stays
	(
	1
	2
	3
	4
	5
	(

	58. Location of hospital
	(
	1
	2
	3
	4
	5
	(

	59. Information and training you received about your child’s needs after discharge
	(
	1
	2
	3
	4
	5
	(


60. Please rate the overall quality of the inpatient hospital care your child received in the last 12 months.

(
Excellent
(
Very Good
(
Satisfactory
(
Fair
(
Poor
(
My child did not use inpatient hospital care during the last 12 months.

61. 
Please rate the overall quality of the emergency medical services your child received during the last 12 months.

(
Excellent
(
Very Good
(
Satisfactory
(
Fair
(
Poor
(
My child did not use emergency services during the last 12 months.
62. Please tell us how the inpatient hospital care and/or emergency services your child receives could be improved.

 Other Health Care and Therapeutic Services. 

Please rate any of the following health services that your child received through ____________ Health Plan in

the last 12 months.


Circle your rating
	Quality of other health services:  
	Not Needed
	Excellent
	Satisfactory
	Poor
	Needed but

not available

	63. Occupational therapy
	(
	1
	2
	3
	(

	64. Physical therapy
	(
	1
	2
	3
	(

	65. Speech therapy
	(
	1
	2
	3
	(

	66. Specialized dental care or orthodontic                  services
	(
	1
	2
	3
	(

	67. Nutrition counseling
	(
	1
	2
	3
	(

	68. Genetic counseling and testing
	(
	1
	2
	3
	(

	69. Home nursing
	(
	1
	2
	3
	(

	70. Personal care attendant
	(
	1
	2
	3
	(

	71. Vision related services
	(
	1
	2
	3
	(

	72. Hearing related services
	(
	1
	2
	3
	(

	73. Pain Management
	(
	1
	2
	3
	(

	74. Acupuncture
	(
	1
	2
	3
	(

	75. Massage Therapy
	(
	1
	2
	3
	(

	76. Other Alternative Therapies
	(
	1
	2
	3
	(


77. My child used the following other health services during the last 12 months that were not paid for by ____________ Health Plan:

78. Please tell us how the health care or therapeutic services that your child receives could be improved.

 Medical Supplies or Equipment.
Please rate your satisfaction with the medical supplies and/or equipment that your child received through

____________ Health Plan during the last 12 months.

                                                                                                             Circle your rating
	Coverage or payment for:
	Not Needed
	Excellent
	Satisfactory
	Poor
	Needed but not available

	79. Prescription medicines
	(
	1
	2
	3
	(

	80. Over the counter medicines
	(
	1
	2
	3
	(

	81. Disposable medical supplies

(such as: gloves, syringes, needles, catheters, diapers)
	(
	1
	2
	3
	(

	82. Durable medical equipment

(such as wheelchairs, braces, hearing aids, nebulizers)
	(
	1
	2
	3
	(

	83. Adaptive equipment 

(such as: orthotic devices, communication devices, feeding and bath aids)
	(
	1
	2
	3
	(

	84. Nutrition products and special diets
	(
	1
	2
	3
	(


                                                                                                            Circle your rating
	How much of a problem was it for you to do the following:
	Not Needed
	Not a Problem
	Small Problem
	Big problem

	85. Fill prescriptions
	(
	1
	2
	3

	86. Get equipment when needed
	(
	1
	2
	3

	87. Get equipment repaired when it was broken
	(
	1
	2
	3

	88. Replace outgrown or broken equipment
	(
	1
	2
	3

	89. Use an equipment company or provider of your choice
	(
	1
	2
	3

	90. Get training on how to use specialized equipment
	(
	1
	2
	3


91. Please tell us how we can improve how your child gets needed medical supplies and equipment.

 ____________ Health Plan’s Member Services.
The following statements ask you about your direct experiences with ____________ Health Plan.

92. The written materials that I receive from ____________ Health Plan (newsletter, provider directory) are in my primary language.

(
Yes
(
No
(
Have not received any materials
93. The written materials that I receive from ____________ Health Plan help me get services that my child needs.

(
Yes
(
No
(
Have not received any materials
94. There is a language or sign language interpreter available, if needed, at ____________ Health Plan to help me get information.

(
Always
(
Usually
(
Sometimes
(
Rarely
(
Never
(
Not needed
95. I can get approval from ____________ Health Plan to use a doctor, other providers, or other companies who are not part of the plan, if I think it is needed.

(
Yes
(
No
(
Don’t know
(
Not needed

96. 
How easy or difficult is it to get approval to use a doctor or other providers or companies who are not part of ____________ Health Plan.

(
Very easy
(
Somewhat easy
(
Difficult
(
Very difficult

(
Don’t know

(
Not needed

97. I have used the complaint and/or appeal process at ____________ Health Plan.

(
Yes
(
No
(
Not needed
98. I was satisfied with the outcome of the complaint and/or appeal process.

(
Yes
(
No
(
Not needed
99. The reason I did not use the complaint and/or appeal process was:

(
It took too much time
(
It was too confusing
(
I was afraid I might lose services
(
I didn’t think it would do any good
(
I didn’t know it existed
(
There was no one at the plan who spoke my language
(
Other (please specify): 

(
Not needed
100. Please add any other comments about the help and information you get from ____________ Health  Plan.

 Additional Information About Your Child and You.
Your answers to all questions on this survey are confidential.  No information will be given to your child’s health plan that could be used to identify your child or family.  We have included the following questions to make sure that we hear from families of all backgrounds and income levels.

101. In general, how would you rate your child’s overall health now?

(
Excellent
(
Very good
(
Good
(
Fair
(
Poor

102. My child currently needs or uses medicine prescribed by a doctor (other than vitamins).

(
Yes ( Go to Question 102a
(
No ( Go to Question 103
102a. Is this because of any medical, behavioral, or other health condition?

(
Yes ( Go to Question 102b
(
No ( Go to Question 103
102b. Is this a condition that has lasted or is expected to last for at least 12 months?

(
Yes
(
No
103. My child needs or uses more medical care, mental health or educational services than is usual for most children of the same age.

(
Yes ( Go to Question 103a
(
No ( Go to Question 104
103a. Is this because of any medical, behavioral, or other health condition?

(
Yes ( Go to Question 103b
(
No ( Go to Question 104
103b. Is this a condition that has lasted or is expected to last for at least 12 months?

(
Yes
(
No
104. My child is limited or prevented in his or her ability to do the things most children of the same age can do.

(
Yes ( Go to Question 104a
(
No ( Go to Question 105
104a. Is this because of any medical, behavioral, or other health condition?

(
Yes ( Go to Question 104b
(
No ( Go to Question 105
104b. Is this a condition that has lasted or is expected to last for at least 12 months?

(
Yes
(
No
105. My child needs or gets special therapy, such as physical, occupational, or speech therapy.

(
Yes ( Go to Question 105a
(
No ( Go to Question 106
105a. Is this because of any medical, behavioral, or other health condition?

(
Yes ( Go to Question 105b
(
No ( Go to Question 106
105b. Is this a condition that has lasted or is expected to last for at least 12 months?

(
Yes
(
No
106. My child has an emotional, developmental, or behavioral problem for which he or she needs or gets


treatment or counseling.

(
Yes ( Go to Question 106a
(
No ( Go to Question 107
106a. Has this problem lasted or is expected to last for at least 12 months?

(
Yes
(
No
107. My child’s primary language is:

(
English 

(
Spanish

(
American Sign Language

(
Portuguese

(
French Creole

(
Cape Verdean

(
French

(
Russian

(
Vietnamese

(
Cantonese Chinese
(
Mandarin Chinese
(
Other: 

108. My child’s racial/ethnic background is
(please check one):
(
White
(
Black/African American
(
Haitian
(
Hispanic
(
Asian/Pacific Islander
(
Southeast Asian
(
American Indian

(
Mixed Racial

(
Cape Verdean

(
Other: 

(
Unknown



109. My child receives Supplemental Security Income (SSI).

(
Yes
(
No
(
Don’t know

110. I have had continuous telephone service in my home for the last 6 months.

(
Yes
(
No
111. Please estimate how much you have spent out-of-pocket in the last 12 months for medical treatments, services, equipment, or medications for your child that were not reimbursed for by your child’s health plan.

(
$0 - $99
(
$100 - $499
(
$500 - $1000
(
More than $1,000
112. My education level is:

(
Less than high school graduate
(
High school graduate or technical school graduate

(
Some college
(
College graduate
(
Graduate school

 Family Comments.

113. What do you like best about the services your child receives through ____________ Health Plan?

114. What do you like least about the services your child receives through ____________ Health Plan?

115. What changes would you make in how ____________ Health Plan works for you and your child?

Thank you for taking the time to complete this survey!
Please return completed survey to:


Name/address of

Data Management Group







Instructions to Health Plan








The Shared Responsibilities Family Survey is designed as a mailed survey that is sent to pre-identified families caring for children who are likely to be children with special health care needs.  The mailing should include a cover letter describing how the survey results will be used by the health plan, guaranteeing confidentiality and urging families to participate, along with a stamped pre-addressed return envelope.  Health plans may choose to have completed surveys returned to a mailbox number, data management group or collaborating agency to reassure families regarding confidentiality.  We recommend that the cover letter carry the Pediatric Medical Director’s signature as well as name(s) of family advisors to the health plan.  A reminder postcard at two weeks and a second mailing of the survey at four weeks are recommended to increase response rates.





The Shared Responsibilities Family Survey can be personalized with the name and logo of the health plan on the cover and the name of the health plan repeated throughout the survey items.  There is also room to include a collaborating agency such as a family advocacy group or family support organization on the cover.





The Shared Responsibilities Family Survey is designed to be used in conjunction with the Shared Responsibilities Primary Care Provider Survey.  Key findings from each survey can be compared within the following seven content areas to identify priority areas for quality improvement:


Primary Care Services


Mental Health Services


Specialty Care Services


Care Coordination


Inpatient Hospital Care and Emergency Services


Other Health Care and Therapeutic Services


Medical Supplies or Equipment














