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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 

Other Barriers, Obstacles, Challenges 

Managed Medi-Cal programs have imposed huge barriers on access to specialty care. 

Less obstruction by uninformed Medical directors. More assistance with complicated social 
problems. More cordial interactions. 

It would make more sense for these patients to be in a regular Medi-Cal managed care program 
like CFMG or Alameda Alliance. 

The difficulty with the CCS program is making access to healthcare more difficult for these 
children.   

Eliminate the requirement to have biological parents sign over the "Educational Rights" to 
foster parents, before the children in foster care can receive ancillary therapies like Physical and 
Occupational and Speech Therapies.  I have been in several situation where the biological 
parents were dragging their feet to sign over their "Educational Rights" while the child became 
increasingly disabled.  It is extremely frustrating when these children cannot get the help they 
need just because the biological parents have not signed over the "Educational Rights." 

In situation as mentioned above, it would be extremely helpful if CCS can authorize for these 
children to receive the necessary services even without consent from biological parents. 

CCS is very helpful for our patients but there are still barriers to care for complex patients with 
medical conditions 

Less talk more action 

Communication 

easier acces 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.  

Eligibility 

More access to CCS. Wider diagnoses covered. 

Cover medications for CCS insured according to their FDA indication. 

Accept more patients with chronic, complex diseases, including genetic disorders not yet 
specified 

Ability to order  specialized genetic testing. 

some of my patients require CCS services right from birth (HIV-exposed neonates). it is often 
difficult for newborns to get CCS immediately active in time to cover their meds 

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 
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to keep costs down.   

Support of providing equipment as listed above 

Education/Knowledge 

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 undestanding of CCS regulations, eligibilty criteria, covered conditions, medications and 
treatments. 

Need easily available information about what is covered for CCS patients 

More doctor-insurance liaison person, explaining how the plan works or how to bill  

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

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.  

Coordination 

consistency 

Services would be better served removing obstacles intruding into coordination of care 
between multiple subspecialists and primary care providers 

coordination and reimbursement, timely evaluations and in home support for families 

provide more active case management, especially for families with limited English or 
organizational skills, accompanying patients and families to appointments; make it easier to 
create mutidisciplinary outpatient clinics 

Simpler procedures for care 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.  

Patient as the Priority 

willingness to put patient care as the first priority 

I treat CCS clients the same as non CCS clients. If I should treat them differently, I would need 
education about how. 

The systems need to be actually concerned about patient welfare, patient needs, and look 
beyond stiffling regulations. 

Fast track approval of necessary treatment or procedures 

Less paperwork and faster approval for tests 

easier approval for requested services 

Easy access for my patients to PT/OT. 

better case management and ability and streamlining the approval systems.  Luckily our CCS 
director is very accessible and responsive to his providers, but this may not be the case 
everywhere.  
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It should be standard of care that children with birth defects or genetic disorders who require 
coordinated care are followed when possible, in multidisciplinary team clinics but Medi-Cal will 
not reimburse for more than one specialist visit in one day. Therefore, only CCS approved 
patients are followed in the Craniofacial Clinic. This is only one of many examples in which the 2 
programs have conflicting protocols and children suffer because of them. These programs need 
to be designed to be complementary so that what one program does not cover will be picked 
up by the other. Instead it is a bureaucratic maze of denials and appeals which wears everyone 
out and serves to delay and deny care to our most vulnerable patients.   

Quicker authorizations and allowed the benefit of following these patients and getting them a 
diagnosis. This can be achieved by genetic testing and following patients. 

Easier and quicker access to authorizations for tests, medications 

It would be better if the system knew that these kids had multiple co-morbidities and 
complications that are time consuming and reimbursed accordingly 

emphasis on continuity of care  

Support and/or Additional Staff/Providers 

Support for physician extenders, e.g. NPs and other advanced practice nurses, to perform 
follow up for complex patients between physician clinic visits. 

Dentists and orthopedic surgeons for complex medical patients. 

The MTU services for PT and OT. 

More local resources such as community level clinics and hospitals to partner with. 

More mental health.  More mental health.  More mental health. 

Nutritionist that comes to every clinic.  

Other specialists 

support for neurocognitive assessment and integration with school resources 

access to mental health providers 

Support for care navigators 

Greater access to social work and psychological services would be helpful. 

Better therapy services 

Reimbursement, Financial - Family 

For some, the financial aide/insurance as well.  

Because of the extended length of hospitalization for a bone marrow transplant and the need 
for the patients to stay in close proximety to the hospital during the first few months after 
transplant, having housing stipend would be most helpful.  We subsidize the cost of local 
appartments to keep the cost to families less than $10/day but even that is often beyond the 
means of some of the families.  This can lead to longer hosptital stays to be sure the patient is 
stable enough to go back to home. 

provide transportation to clinics for families with transportation problems 

reimbursement for travel 

The largest obstruction to access quality care is financial.  If MediCal patients are reimbursed at 
MediCare rates, access to extremely high quality care becomes much less problematic. 

Reimbursement, Financial - Provider 
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We need fair reimbursement for inpatient and outpatient services that allow us to recover our 
costs. 

payment at a rate which prevents seeing patients as a loss 

need to increase reimbursement rates-to approximate mid - private payers. 

Better reimbursement for special services only a sickle cell center can provide. 

Payment 

An increase in reimbursement to reflect the additional time spent caring for complex patients.   

Access to resources for complex patients 

The clinics are run by non-physician personnel.  Physicians are typically dismissed if they don't 
agree with the PT or OT recommended therapy frequency.  Therefore rather than relying on the 
physician expertise, the physician's are attending the CCS clinics frequently to sign prescriptions 
and keep the clinics in compliance.  There needs to be access to interim medical information.  
That needs to be provided at the time of the clinic.  The physician cannot be expected to sign 
interim prescriptions for durable medical equipment and physical and occupational therapy 
outside of the clinic time.  The physician is responsible for following up on imaging and consults, 
so that information needs to be readily accessible from the CCS clinic, during the time of the 
clinic.    The physician's who attend the clinic should be given time to eat midday at least 15 
minutes and should not be penalized if they need to answer an important phone call, or go to 
the bathroom.  This time should not be deducted and they should be given 30 minute grace per 
8 hours that they are paid for.  all CcS clinics should be paid within 30 days of the clinic.  It is 
unreasonable to expect Drs. to wait first 3-6 months to be reimbursed for services that they 
provide.  The rest of the staff at the clinic for being paid bimonthly and the physicians should at 
least be paid within 30 days of providing the services. 

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

higher reimbursement 

We need to continue to have CCS funding to take care of these MediCal patients effectively. 
Without the funding, it would be almost impossible for us to keep our doors open. 

Some patient has both CCS and MediCal coverage. If I request  a test e.g MRI or return 
appointment.  CCS turn it down for reason that's is always vague-  not eligible for CCS.  Medi-Cal 
approve my request most of the time. Does the reimbursement the same for CCS and Medi-
Cal? 

The SAR process is extremely difficult to use and get paid.   

Better reimbursement to make care deliverable on the reimbursement provided by CCS.  
Because the payments don't match the salaries and benefits of trained, experienced staff, we 
CONSTANTLY have to look to other sources of fudning to keep our staffing.  Very frustrating to 
have to spend time fundraising to be able to deliver basic care to some of the sickest patients in 
our system.  

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. 

develop a system whereby CCS could pay primary care doctors for the services they provide  if 
related to the CCS qualified condition.  
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Medical reimbursement is not adequate and the disparity between FQHC and clinic payment is 
so vast that the overall care of these children may not be sustainable without a marked 
increase in payment that is at a FQHC level 

payment for those who do coordination of services 

Improving the transition from pediatric to adult care once the patient turns 21 y/o.  it is very 
difficult to find primary care providers for these patients.  Some of the reasons are financial - 
the primary care doctor just doesn't enough reimbursement for the amount of time a patient 
may need, specialists either are nor familiar with pediatric conditions that now can be survived 
into adulthood and/or unwillilng to accept the low reimbursement. 

Ongoing payments for pro-fee billing which are equal to payments for similar number of RVUs  
under the MediCare system. 
 


