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 Survey respondents were recruited using snowball 
sampling with the help from 
◦ Children’s Specialty Care Coalition Board 
◦ LPFCH California Advocacy Network for CSHCN 
◦ CCS Title V Stakeholder 
◦ CCS County Administrators 

 Surveys completed online using Qualtrics 
 Survey open and responses collected during Nov. 
 Survey completed by 130 respondents 

 



Answer Response % 

Neonatalogist 15 12% 

Neurologist 1 1% 

Orthopedic Surgeon 1 1% 

Otolaryngologist  1 1% 

Oral-Maxillofacial Surgeon  0 0% 

Pediatrician 30 23% 

Pediatric Allergy Immunologist 1 1% 

Pediatric Cardiologist 9 7% 

Pediatric Critical Care Physician  9 7% 

Pediatric Endocrinologist 2 2% 

Pediatric Gastroenterologist 4 3% 

Pediatric Hematologist 5 4% 

Pediatric Infectious Disease Physician 3 2% 

Pediatric Nephrologist 3 2% 

Pediatric Neurologist 7 5% 

Pediatric Neurosurgeon 1 1% 

Pediatric Oncologist 7 5% 

Pediatric Pulmonologist 4 3% 

Pediatric Surgeon 3 2% 

Psychiatrist 1 1% 

Other 23 18% 

Total 130 100% 



Text Response 
Pediatric bone marrow transplant 

pediatric rehabilitation specialist 

Pediatric Geneticist 

Clinical Geneticist 

Clinical geneticist 

Pediatric Anesthesiologist 

NP 

Internal Medicine & Pediatrics 

CCS Medical consultant 

Pediatric Physiatrist (Rehabilitation) 

pediatric physical medicine and rehabilitation, providing MTU clinic care 

Pediatric plastic surgeon 

Pediatric Physiatrist 

Urgen Care Physician 



Answer Response % 
Yes 108 87% 
No 4 3% 
Don't know / Not sure 12 10% 
Total 124 100% 



Answer Response % 
Tertiary Medical Center (Non-Kaiser) 83 67% 
Kaiser Tertiary Medical Center 1 1% 
Stand alone specialty clinic 6 5% 
Primary care practice (private) 12 10% 
Primary care practice (public) 2 2% 
Federally Qualified Health Center 
(FQHC) 

14 11% 

Other 6 5% 
Total 124 100% 



Question <25% 25-50% 50-75% 75-100% Don't 
know/N
ot sure 

Total 
Respon
ses 

Mean 

Primary 
Care 

62% 7% 5% 22% 4% 92 2 

Specialty 
Care 

14% 4% 6% 75% 1% 111 3 



Answer Response % 
<25% 23 19% 
25-50% 34 29% 
50-75% 29 25% 
75-100% 19 16% 
Don't Know/Not Sure 13 11% 
Total 118 100% 



Answer (Rate from 0-5, with 5 being a very significant barrier) Ave.  Std. 
Dev. N 

f. Amount of resources needed to coordinate services for CCS children 3.6 1.5 94 

g. Amount of accessible and available resources (e.g. social services, 
mental health, respite care) for CCS children and families 

3.4 1.5 96 

e. Complexity of care needed by CCS children and amount of time 
needed to care for them 

3.4 1.7 93 

i. Working with managed care plans (e.g., Approval for services/special 
tests or procedures, reimbursement process) 

3.4 1.5 94 

a. Medi-Cal outpatient reimbursement rates for care of conditions NOT 
covered by CCS 

3.0 1.7 95 

d. Amount and difficulty of paper work to complete for reimbursement 2.8 1.6 91 
b. CCS reimbursement rates for the care of CCS-covered conditions 2.6 1.6 86 

c. Delay in payments for services provided to CCS children 2.5 1.7 89 
l. State capacity to quickly process applications to become a CCS paneled 
providers 

2.3 1.6 82 

h. Primary care physician’s ability to access electronic information from 
the specialty care providers that are also serving the same CCS children  

2.3 1.5 87 

m. Anything different from the list above that decreases your ability and 
willingness to participate in the CCS program (please describe): 

2.1 2.1 42 

j. State capacity to enforce CCS regulations 2.1 1.6 83 
k. State capacity to conduct facility assessments 1.9 1.4 77 



Reimbursement/Financial - Provider 
 General displeasure with the rates of reimbursement, which has led to 

challenges in making referrals, for patients to see specialists, and to 
recruit and retain providers: 
 

 Better reimbursement for specialists so they will want to take CCS 
patients and I can make referrals more easily 
 

 Because the payments don't match the salaries and benefits of trained, 
experienced staff, we CONSTANTLY have to look to other sources of 
funding to keep our staffing 

 
 Inadequate reimbursement for physicians which limits access to health 

care for some patients, and reimbursement for hospital visits and 
necessary procedures that puts Children's Hospital's at risk financially. 
 



Reimbursement/Financial - Family 
 General desire to see an increase in financial assistance to 

families seeking care and treatment: 
  
 Provide transportation to clinics for families with 

transportation problems. 
 

 We subsidize the cost of local apartments to keep the cost 
to families less than $10/day [when their child is 
hospitalized] but even that is often beyond the means of 
some of the families.  This can lead to longer hospital stays 
to be sure the patient is stable enough to go back to home. 

 



Support and/or Additional Staff/Providers 
  
 More mental health.  More mental health.  More mental 

health. 
  
 Support for care navigators...access to social work and 

psychological services...physician extenders (e.g., 
nurse practitioners and other advanced practice nurses to 
perform follow up for complex patients). 

  
 Nutritionists 

 
 Dentists and orthopedic surgeons 
 



Patient as the Priority 
Providers pushing for the focus to remain on the patient 
and a faster, more streamlined approval process: 
 [There needs to be a] willingness to put patient care 

as the first priority. 
 The systems need to be actually concerned about 

patient welfare, patient needs, and look beyond stifling 
regulations. 

 Less paperwork and faster approval...easier approval 
for requested services...easier and quicker access to 
authorizations for tests, etc. 

 



Coordination 
 CCS and Medi-Cal need to work together to provide comprehensive 

care for children with complex diagnoses and special needs. There is a 
lack of coordination and the result is that children are not well served.  

 Clear guidelines and staff to deal with all the paperwork and 
coordination. 

 
Education and Knowledge 
 There seems to be a level of confusion and lack of information about 

the CCS system, regulations, criteria, etc.: 
 It would be helpful to have a simple flowchart explaining the other (non-

clinical care) aspects of CCS including the relationship between CCS 
and the State and CCS and MediCal and who the key personnel are. 

 Clearer understanding of CCS regulations, eligibility criteria, covered 
conditions, medication, and treatments. 

 Need easily available information about what is covered for CCS 
patients. 

 



Eligibility 
 Increase/broaden covered diagnosis: 
 Accept more patients with chronic, complex diseases, 

including genetic disorders not yet specified. 
 More access to CCS...wider diagnosis covered. 
 CCS is a "Swiss cheese" program with so many holes in it that 

many children who need services are deemed "not eligible" and 
Medi-Cal which is mostly managed care just denies care as a 
way to keep costs down.   

Transition 
 I would love to see CCS services provide navigation for the first 

year of patients transferring to adult subspecialty providers. This 
would go a long way toward preventing drop out and 
unnecessary morbidity. 

 Patient support for maintaining insurance into adulthood 
 



Communication 
 Easier access to the decision makers in each county. often the problem is 

solved in a simple 2 minute conversation that makes clear the sticking point 
(either to approve or deny, it's better to be DONE) while getting to that 
person in power can take weeks of ferreting out the proper phone number 

 Assistance with the navigation of the CCS provider structure, more time 
meeting with the key players on a formal and informal basis, perhaps an 
email listserv type system where providers can problem solve together.  

Other Needs 
 Less obstruction by uninformed Medical directors. More assistance with 

complicated social problems. More cordial interactions. 
 CCS is very helpful for our patients but there are still barriers to care for 

complex patients with medical conditions 
 Less talk, more action. 
 Managed Medi-Cal programs have imposed huge barriers on access to 

specialty care. 
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To reduce fragmentation and improve efficiency and clinical 
outcomes, CCS should be responsible for ALL the medical care a 

child needs, including both primary and specialty care  
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b. CCS should develop regulations/number letters outlining staffing 
and necessary services to be provided to be considered a CCS client-

centered medical home. 





Question Regularly Sometimes 
based on 
needs 

Rarely Never Don't 
know/Not 
sure 

Primary care providers 56% 36% 5% 1% 2% 

Other specialty care 
provider, including special 
care centers 

56% 37% 4% 0% 3% 

Regional centers 23% 37% 29% 7% 4% 

Schools 17% 37% 29% 12% 4% 

CCS Medical Therapy 
Program (MTP) 

19% 33% 23% 13% 11% 

Mental Health Providers 8% 30% 32% 17% 13% 

Community-based 
Organizations 

9% 27% 36% 18% 10% 





  Yes % No % 
Don't know/ 
Not sure % Total N 

Tertiary Medical Center (Non-Kaiser) 39 42 19 69 
Kaiser Tertiary Medical Center 100 0 0 1 
Stand alone specialty clinic 50 50 0 4 
Primary care practice (private) 60 20 20 10 
Primary care practice (public) 100 0 0 1 
Federally Qualified Health Center 
(FQHC) 55 45 0 11 
Other 0 100 0 1 
Total 44 40 15 97 

  Yes % No % 
Don't know/ 
Not sure % Total N 

Tertiary Medical Center (Non-Kaiser) 39 42 19 69 
Kaiser Tertiary Medical Center 100 0 0 1 
Stand alone specialty clinic 50 50 0 4 
Primary care practice (private) 60 20 20 10 
Primary care practice (public) 100 0 0 1 
Federally Qualified Health Center 
(FQHC) 55 45 0 11 
Other 0 100 0 1 
Total 44 40 15 97 

Do you consider your practice to be a medical home? 



  
Yes No 

Don't 
know/Not 

sure Total 
Neonatalogist 7 5 1 13 
Neurologist 0 1 0 1 
Otolaryngologist  0 1 0 1 
Pediatrician 13 6 4 23 
Pediatric Cardiologist 4 2 3 9 
Pediatric Critical Care 
Physician  1 4 0 5 
Pediatric Endocrinologist 0 1 1 2 
Pediatric Gastroenterologist 1 2 0 3 
Pediatric Hematologist 5 0 0 5 
Pediatric Infectious Disease 
Physician 2 0 1 3 
Pediatric Nephrologist 0 1 1 2 
Pediatric Neurologist 1 5 1 7 
Pediatric Oncologist 2 3 1 6 
Pediatric Pulmonologist 2 1 1 4 
Pediatric Surgeon 1 1 0 2 
Psychiatrist 0 1 0 1 
Other 4 5 1 10 
Total 43 39 15 97 
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 Hospital discharge delays are a VERY frequent problem due to 
delays in obtaining DME.  Nothing happens (no progress) on even 
simple DME such as home 02 occurs after Wednesday until the 
next week 

 we have ONLY one provider of DME for Santa Clara County 

 Teaching families the use of DME has been a problem for two 
reasons: scheduling has not been family friendly. Teaching is not 
offered in family's language. 

 Apnea monitors are being rationed in San Bernardino County 

 main problem is Pulmo-Aides 

 patient after 21 years of age who are on home ventilator have no 
support, low reimbursement to adult providers impair the care. 



 The skill of DME providers is variable as well.  One issue is the 
need for some DME that isn't being provided.  For example, if 
someone has a home suction machine and needs a portable 
suction machine so that they can take their child into the 
community.  Another issue that myself and several of my 
colleagues think would be a good direction to move in would be a 
5 or $10 co-pay for all durable medical equipment.  This provides 
some ownership of the equipment by the family providing even a 
monetary amount of the overall price. 

 CCS not approving certain DME 
 Many DME vendors not wanting to serve remote family homes 

esp since care for these children is difficult and often lapse in 
DME function could be lethal for some patients. 
 















 Inadequate infrastructure including technological, 
personnel, lack of appropriate compensation for 
services. 

 Lack of uniform information / data platforms; concerns 
regarding liability and confidentiality 

 Telemedicine Equipment 
 Not sure about the legal and insurance issues 
 Equipment and training 
 HIPPA regulations. Hospital firewalls 
 We don't have the materials, scheduling, 

documentation, or reimbursement workflows set up. 



 Support for technological upgrades, hiring of nursing staff, fair 
compensation 

 Uniform data / imaging platforms; defined physician protection 
regarding liability and privacy 

 Provide training and equiptment and support services if needed. 
 More rural access to Telehealth equipment at dedicated sites. 
 Rates need to be increased and need to be able to charge for visits. 
 Better interpreter services integration; getting devices and bandwitdth 

into homes-- some families don't have electricity at home. 
 Involve the department and IT. 
 State mandated data communication standard. 
 Improving quality of telehealth infrastructure so that examinations 

would be of appropriate quality for diagnosis. 
 1. Having sufficient volume to allow time to be dedicated to project.  2. 

Collaborate on provision of technology to facilitate adoption.  3. Simplify 
the reimbursement process for telehealth visits. 

 Have codes to allow for billing telehealth services. 



Top 3 Priorities based on Frequency 
 1. Inadequate reimbursement for providers and 

families 
 2. Expansion of eligible conditions and services 

while eliminating one-time patients (e.g., fractures) 
that are consistent applied across counties 

 3. Extending coverage of young adults with 
chronic conditions beyond age 21 years, at least 
until 25 years, and some conditions until 65 years 
 



Other Priorities 
 Increase education and knowledge of CCS providers 

and families 
 Increase access to behavioral health services 
 Improve timeliness of approvals 
 Eliminate/reduce duplicative/redundant paperwork 
 Streamline services, care coordination 
 Improve communications between specialists and 

PCPs 
 Home-based services 
 DME exchange program 
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