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Children with Special Health Care Needs.

For the purpose of this survey, children with special health care needs include those children with an age range from birth to 21 years who have ongoing health conditions or disabilities that have lasted or are expected to last for at least one year.  Such health conditions result in one or more of the following limitations or health service needs:
· Limitation of physical function, activities of daily living, or social role in comparison to age peers

· Need for one or more of the following:

· Therapeutic services (physical therapy, occupational therapy, speech therapy)

· Home health care

· Use of durable medical equipment or assistive devices

· Medications

· Special diets

· Medical technology

· Personal care assistance

· Multidisciplinary assessments

· Specialized mental health interventions

· Care coordination among multiple providers

· Enhanced medical care above the usual for the child's age

	Sample diagnoses to assist in using this definition include, but are not limited to, the following:

	· ADHD

Autism/pervasive

 
developmental disorder

Cancer

Cerebral palsy

Chronic liver disease

Chronic renal disease

Chronic respiratory disease

Cleft lip or palate

Congenital heart disease


	Cystic fibrosis

Developmental delay

Diabetes mellitus

Down syndrome

Eating disorder

Failure to thrive

Head trauma

Hemophilia

HIV/AIDS


	Juvenile rheumatoid arthritis
Lead poisoning

Mental retardation

Muscular dystrophy

Obesity 

PKU

Seizure disorder

Severe allergy

Severe asthma


	Severe emotional


disturbance
Severe hearing loss

Severe vision loss

Sickle cell disease

Spina bifida

Spinal cord injury

Technology dependence

Traumatic brain injury


1. Using the above definition, please estimate the percent of your time in clinical practice that was spent caring for children with special health care needs during the last 12 months.

(
None

(
1-10%

(
11-25%

(
26-50%

(
51-75%

(
More than 75%

Primary Care Provider Information.

2. What is your profession (please check one)?

Physician

(
Pediatrician

(
Family Practitioner

(
Pediatric sub-specialist

(    Other physician  (please specify): 


Nurse

(
R.N.

(
Nurse Practitioner

(
Other nurse  (please specify): 


Other

(
Physician Assistant

(
Other (please specify): 


3. What is your principal place of work?

(
Individual/group medical practice

(
Hospital

(
Community health center

(
Other (please specify):
4. How long have you been a primary care provider with ____________ Health Plan?

(
Less than 1 year

(
1-2 years

(
3-5 years

(
More than 5 years

5. 
Do you know which of the children you care for have ____________ Health Plan as their health plan?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

 Primary Care Services.

The following questions ask about your ability to provide quality care to children with special health care needs who are enrolled in ____________ Health Plan.  We recognize that not all providers will know their patients’ insurance coverage.  If you are not aware of this information, please answer the questions throughout the survey based on your experience providing care to all children with special health care needs in your practice.
Please rate your satisfaction with the following aspects of primary care provided to children with special health care needs in your practice during the past 12 months.

6. I will answer the questions throughout the survey:

(
Based on my experience with ____________ Health Plan only

(
Based on my overall experience providing care to children with special health care needs

7. Are you satisfied with the written information available to you to share with families about their child’s specific medical condition?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

8. If not satisfied, please list the specific condition(s) for which you would like 

better written information for families.

9. Are you satisfied with your ability to obtain consultation with pediatric specialists about a child’s health condition, when needed?

(
Always

(
Usually

(
Sometimes

(
Rarely

(       Never

10. Do you develop a written health care plan for children with special health care needs?  (A written health care plan describes all needed medical care & other health services planned for an individual child.)
(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never 

11. 
What would make it more feasible for you to for you to develop a written health care plan?  (Check all that apply.)

(
Additional compensated time

(
A format for a written plan

(
   Training on how to develop a written plan

(
Other (please describe):

12. If you do develop a written health care plan, do you give a copy to the child’s family?

(
Always

(
Sometimes

(
Never
13. Are you satisfied with the time available to meet with children with special health care needs and their families?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

14. Are you interested in increasing the number of children with special health care needs in your practice?

(
Yes

(
Yes, with additional supports

(
No



15. If not interested in increasing the number of children with special health care needs in your practice, please indicate reason(s):
16. What are three things ____________ Health Plan could do to improve primary health care for children with special health care needs?

 Care Coordination.

The following questions ask about your own ability or that of your office staff to provide care coordination services to children with special health care needs.  Please rate your satisfaction with the quality of care coordination services provided to children with special health care needs in your practice during the last 12 months.

17. Are you satisfied with your ability to assist families to coordinate their child’s health services with schools (e.g., by advocating for health services at school, communicating with families about school issues, or offering consultation to school personnel)?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

18. Are you satisfied with your ability to arrange home health care services for families in your practice?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

19. 
Are you satisfied with your ability to assist young adults with special health care needs to make the transition to appropriate adult services?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

20. Have you used ____________ Health Plan’s case management services to help coordinate care for children with special health care needs in your practice?

(
Yes

(
No

21. How useful have these case management services been?

(
Always useful

(
Usually useful

(
Sometimes useful

(
Rarely useful

(
Never useful

(
Never used case management




22. What are three things ____________ Health Plan could do to improve care coordination and case management for children with special health care needs?

 Specialty Care.

Please rate the accessibility and quality of specialty physician services provided to children with special health care needs in your practice during the last 12 months.


Circle your rating
	Access to and Quality of Specialty Physician Services
	Excellent
	Very Good
	Satisfactory
	Fair
	Poor
	Don’t 

know

	23. Your ability to make referrals to pediatric

specialty physicians when needed
	1
	2
	3
	4
	5
	(

	24. Range and quality of choice of pediatric specialty 

physicians within the network
	1
	2
	3
	4
	5
	(

	25. Timely access to pediatric specialty physicians
	1
	2
	3
	4
	5
	(

	26. Adequacy of number of specialty care visits
	1
	2
	3
	4
	5
	(

	27. Overall skill and ability of available pediatric specialty physicians
	1
	2
	3
	4
	5
	(

	28. Your communication between you and specialty physicians at time of referral and after
	1
	2
	3
	4
	5
	(


29. What are three things ____________ Health Plan could do to improve the quality of specialty physician services provided to children with special health care needs?

 Mental Health Services.

Please rate the accessibility and quality of mental health services provided to children with special health care needs in your practice during the last 12 months.

                                                                                                                                  Circle your rating

	Access to and Quality of Mental Health Services
	Excellent
	Very Good
	Satisfactory
	Fair
	Poor
	Don’t 

know

	30. Your ability to make referrals to pediatric mental health providers when needed
	1
	2
	3
	4
	5
	(

	31. Range of choice of pediatric mental health providers within the network
	1
	2
	3
	4
	5
	(

	32. Timely access to pediatric outpatient mental health services
	1
	2
	3
	4
	5
	(

	33. Adequacy of number of mental health visits
	1
	2
	3
	4
	5
	(

	34. Overall quality of outpatient pediatric mental health services
	1
	2
	3
	4
	5
	(

	35. Availability of pediatric inpatient psychiatric care
	1
	2
	3
	4
	5
	(

	36. Overall quality of inpatient psychiatric care
	1
	2
	3
	4
	5
	(

	37. Availability and quality of pediatric/adolescent substance abuse services
	1
	2
	3
	4
	5
	(

	38. Communication with mental health providers at time of referral and after
	1
	2
	3
	4
	5
	(


39. What are three things ____________ Health Plan could do to improve the accessibility and quality of mental health services provided to children with special health care needs?

 Inpatient Hospital Care and Emergency Services.

Please rate the following aspects of inpatient hospital care and emergency services provided to children with special health care in your practice during the last 12 months.









   Circle your rating
	Emergency and Inpatient Hospital Services
	Excellent
	Very Good
	Satisfactory
	Fair
	Poor
	Don’t 

know

	40. Timely notification when your patients are admitted to a hospital
	1
	2
	3
	4
	5
	(

	41. Timely receipt of a written report or discharge summary on your patient’s stay
	1
	2
	3
	4
	5
	(

	42. Timely access to results of diagnostic testing and consultations during your patient’s stay
	1
	2
	3
	4
	5
	(

	43. Timely notification when your patients receive care in Emergency Department
	1
	2
	3
	4
	5
	(

	44. Timely receipt of written report or diagnostic test results during emergency care


	1
	2
	3
	4
	5
	(


45. What are three things ____________ Health Plan could do to improve emergency care provided to children with special health care needs?

46. What are three things ____________ Health Plan could do to improve inpatient care provided to children with special health care needs?

 Other Health Care and Therapeutic Services. 
Please rate the quality of the following health care and therapeutic services provided to children with special health care needs in your practice during the last 12 months.  Please consider both the adequacy of the number of visits approved as well as other aspects of quality care, including availability of appropriately trained pediatric providers.

                                                                                                                                  Circle your rating
	Quality, Adequacy and Availability of Other Health Care and Therapeutic Services
	Excellent
	Very Good
	Satisfactory
	Fair
	Poor
	Don’t 

know

	47. Occupational therapy
	1
	2
	3
	4
	5
	(

	48. Physical therapy
	1
	2
	3
	4
	5
	(

	49. Speech therapy
	1
	2
	3
	4
	5
	(

	50. Specialized dental care or orthodontic services
	1
	2
	3
	4
	5
	(

	51. Nutrition counseling and other nutritional services
	1
	2
	3
	4
	5
	(

	52. Genetic counseling and testing services
	1
	2
	3
	4
	5
	(

	53. Home nursing services
	1
	2
	3
	4
	5
	(

	54. Personal care attendant services

	1
	2
	3
	4
	5
	(

	55. Respite care
	1
	2
	3
	4
	5
	(

	56. Dental care
	1
	2
	3
	4
	5
	(


57. What are three things ____________ Health Plan could do to improve the quality and availability of other health care and therapeutic services provided to children with special health care needs?

 Medical Supplies and Equipment.
Please rate ____________ Health Plan’s ability to provide needed medical supplies and equipment for children with special health care needs in your practice during the last 12 months. 


Circle your rating
	Supplies and Equipment
	Excellent
	Very Good
	Satisfactory
	Fair
	Poor
	Don’t 

know

	58. Choices within formulary for prescription medications
	1
	2
	3
	4
	5
	(

	59. Coverage for disposable medical supplies  (such as: gloves, syringes, needles, catheters, diapers)
	1
	2
	3
	4
	5
	(

	60. Coverage for durable medical equipment (such as: wheelchair, braces, hearing aids, nebulizer, ventilator)
	1
	2
	3
	4
	5
	(

	61. Coverage for individualized adaptive equipment (such as:  orthotic devices, communication devices, assistive technology, feeding and bathing aids)
	1
	2
	3
	4
	5
	(

	62. Choice of vendors or providers for durable or adaptive equipment
	1
	2
	3
	4
	5
	(

	63. Coverage for nutrition products and specialized diets
	1
	2
	3
	4
	5
	(


64. What are three things ____________ Health Plan could do to improve coverage and access to medical supplies and equipment for children with special health care needs?

 Plan Management and Administration.

The following questions ask you how well the management and administration of ____________ Health Plan supports you in serving children with special health care needs in your practice.  This includes your satisfaction with policies for authorization of health services, processes for appeals and financial incentives.  Please base your ratings on your experiences during the last twelve months.
65. Are you satisfied with the ease and timeliness of authorizations for outpatient diagnostic testing or specialized medical procedures?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

66. 
Are you satisfied with the ease and paperwork for pre-authorization for scheduled inpatient care?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

67. Are you satisfied with the length of stays approved for inpatient care?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

68. Are you satisfied with the ease and timeliness of the appeal process available to families and providers when children with special health care needs are denied authorization for services?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

69. Do any of the payment methods used by ____________ Health Plan have an adverse effect on your ability to provide quality health care for children with special health care needs?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

70. 
 Do any of the payment methods used by ____________ Health Plan have a positive effect on your ability to provide quality health care for children with special health care needs?

(
Always

(
Usually

(
Sometimes

(
Rarely

(
Never

71. Which of the plans that you contract with is best able to serve children with special health care needs?

(
Plan name:


(
There is no difference

(
Don’t know

72. In what ways does this health plan best serve your pediatric patients with special health care needs?
 Provider Comments.

73. What are the strengths of ____________ Health Plan in serving children with special health care needs?

74. What are the weaknesses of ____________ Health Plan in serving children with special health care needs?

75. What are the three most important things ____________ Health Plan could do to support you as a primary care provider for children with special health care needs?

76. What are the three most important things ____________ Health Plan could do to improve its support of families of children with special health care needs?

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 Primary Care Provider Survey is designed to be used as a mailed survey to pediatric primary care physicians, nurses, or physician assistants.  The survey should be sent to all known pediatric primary care providers with a cover letter describing how the results will be used by the health plan, and a stamped pre-addressed return envelope.  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 Primary Care Provider 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 or organization on the cover. 





The Shared Responsibilities Primary Care Provider Survey is designed to be used in conjunction with the Shared Responsibilities Family 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


Care Coordination


Specialty Care Services


Mental Health Services


Inpatient Hospital Care and Emergency Services


Other Health Care and Therapeutic Services


Medical Supplies or Equipment
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