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Two focus groups were conducted in-person with two participants participating via phone in November 
and December 2014. The CCS Title V Stakeholders provided input on whom to invite to participate.  
Between the two groups, there were 14 participants from California’s Central Valley (CV) and the San 
Francisco Bay Area (SF) including local CCS program administrators, therapy managers, medical 
directors, and representatives from a children’s hospital and a health plans.  

Qs. #1: Biggest barrier to achieving the goal of CCS: to identify and enroll eligible children and ensure 
timely access to appropriate, multidisciplinary care to improve health outcomes for these children:  
• Lack of providers including DME providers to meet CCS needs; insufficient staffing levels and well-

trained staff 
o There are not enough providers, specialists, CCS-paneled, those with the expertise [to care for

CCS clients]…there is a shortage of providers, period.  (CV, 11/19/14) 
o Compounded by low MediCal reimbursement rates, which are lower in rural and other less

populated areas 
 The consequence is that there is an increased patient responsibility and workloads [for

providers] and are higher in rural areas.  (CV, 11/19/14) 
 Non-boarded physicians take care of the children, but don’t get [reimbursed] at

all…MediCal doesn’t pay, CCS doesn’t pay, and the institution or individual provider 
absorb the cost…it’s a big financial burden.  (CV, 11/19/14)  

o Low reimbursement rates impacts access and availability of home-health services
 Shift-care agencies are ‘cherry-picking’ the cases…they won’t accept MediCal, they

don’t have pediatric trained personnel, they claim it is ‘unsafe’ regardless of time of
day or night in certain urban areas, and adult services [and private insurance
reimburse] better.  (SF, 12/18/14)

• Transportation funds are available, but they are limited and insufficient to meet needs of CCS
patients and families

o Even though funds are available to pay for transportation, patients are not always able to get
to the public transit services.  (CV, 11/19/14)

• Psychosocial barriers including literacy, parents shifting care responsibilities onto their teenage
children who are not always compliant, substance use, homelessness, cultural influences,
immigration status, employment, level of education, etc.

o Example: female client requiring public transit for care cannot be in a car with a non-family
member male thus requiring CCS to find female drivers.  (SF, 12/18/14)

• Differences among local counties (e.g., local HMO works with 7+ counties and keeps a list of which
county will authorize services for which conditions)

o Gray area of diagnosis…depends upon the county and the medical consultant.  (SF, 12/18/14)
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o [Authorization] discussion goes back and forth between CCS, MediCal, [private insurance], 
etc., while the patient waits to receive services, and some providers will not accept a patient 
without the CCS authorization.  (SF, 12/18/14) 

• Telehealth in the Central Valley 
o Have the capacity and equipment 
o No reimbursement code, therefore no one can afford to use it 

 
Qs. #2 and #9: Care Coordination and Communication among Providers 
• Not enough staff, primarily putting out fires; treating the whole child could broaden coordination 

o Large caseload per nurse case manager; sometimes too large, up to 1,200/case manager 
o Even though it is their role to do care coordination, it cannot always happen due to case load 

size 
• Palliative care is a good model, but very expensive 
• Tiering by acuity rather than by a cookie-cutter approach that is supposed to fit everyone without 

any flexibility 
• Serious gaps in communication; some places better than others; could be better overall 

o Some PCPs do not know that their patients are seeing a specialist. (SF, 12/18/14) 
o Special Care Centers could and should do the care coordination.  They’re supposed to and they 

feel they are, but it doesn’t always happen. (SF, 12/18/14) 
o A centralized system of information… [and] a common consent form would be so much better.  

(SF, 12/18/14) 
o Breakdown in care coordination generally comes from a breakdown in communication 

• Patients are ‘ping-ponged’ between medical and insurance providers as to who is responsible for 
what part of the care of the child 

• Large administrative financial burden on hospitals and large amount of time and effort spent by the 
nurse case managers instead of care coordination 

o Hospital pays for services that have been delivered and are not reimbursed [at all].  (CV, 
11/19/14) 

o Need to have support in place for the [administrative] offices to focus on the administrative 
tasks to have reimbursements done timely…If this was more streamlined, care coordination 
efforts could be enhanced. (CV, 11/19/14) 

o Care coordination done by the providers is sometimes masked by the administrative process, 
so it makes sense that families feel as if they are doing the coordinating which can be helpful 
as they can say ‘this is why this was ordered’ and help direct the course of care.  (CV, 
11/19/14) 

• 3pm discharge on Fridays – care cannot be coordinated and children sometimes spend 2-3 more 
unnecessary days in the hospital while they wait for staff to return from the weekend away and then 
coordinate their care so they can go home 
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• Massachusetts, Wisconsin, and Utah have care coordination models that California should look in to 
 
Qs. #3: Experience with MediCal Managed Care Plans 
• General displeasure with the MediCal Managed Care programs; lots of ‘ping-ponging’ of patients 

(CV)  
o NOTE: the term ‘ping-ponging’ was used many times in reference to who is responsible for 

what part of the care of a child; for example, families being sent from regional center to 
private insurance to CCS and any number of other providers with no one taking ultimate 
responsibility for the care of the child. 

o Push-back from Independent Physician Associations (IPAs) 
o Need to be able, at a State level, to speak with MediCal Managed Care at the State level.  It is 

so difficult to get through an appeal…it really takes an act of g-d.  (CV, 11/19/14) 
• (SF) General positive experiences with local managed care programs and lots of difficulties with 

State- and nation-wide programs (e.g., Blue Cross) probably due to local programs being more 
vested in their communities 

o Biggest issue is the carved-in nature of CCS and the confusion as to how to pay CCS claims.  
(SF, 12/18/14) 

o Someone needs to decide whether the children should be cared for on the whole and take 
MCC out of the picture.  (CV, 11/19/14) 

 
Qs. #4: Case Management – Tiering and Barriers 
• It is happening and there is the desire to do it better by addressing acuity, home visiting, and 

transportation issues 
o It’s a county by county issue, heavily influenced by the amount of staff…less staff [means] less 

ability to meet the client’s need. (SF, 12/18/14) 
o It’s not always being done adequately…it’s like trying to plug up a hole or put out a fire.  (CV, 

11/19/14) 
• Whole child reviews at annual visits were great, but huge burden/workload put on nurses  

o It’d be better to split up the technical and care coordination/case management to relieve 
some of the burden for nurses…hire more technical folks, it’ll be cheaper and more efficient. 
(CV, 11/19/14) 

• Tiering can evaluate case managers to meet the needs of clients at differing levels of care 
• Not all of the players are at the table – developmental and cognitive centers – fragmentation is a 

problem; no one is talking with each other 
o Currently voluntary involvement in local collaborations of care (e.g., Children’s Round Table – 

Merced, MACPOC, etc.) – need to be mandatory 
• Major obstacle is the lack of an adequate shared data system; currently use CMS.net, but it doesn’t 

meet the need and are still using paper records that get lost, misread, etc. 
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o CMS.net is adequate, but not flexible… [it needs to have the] ability to upload outside 
documents and attach them to the report. (SF, 12/18/14) 

o Smaller providers don’t have the same access [as larger providers (e.g., Children’s Hospital)]. 
(SF, 12/18/14) 

o Technology aspect is an important one to improve case management across the State. (SF, 
12/18/14) 

• Psychosocial is and should be considered a major part of care coordination; CCS should care for the 
whole child including behavioral health 

o Families are stressed. (SF, 12/18/14) 
o Children and families are dealing with trauma [e.g., undocumented families]. (SF, 12/18/14) 

 
Qs. #5-7: Medical Home and Eligiblity – Medical and Financial 
• Some providers will not accept CCS clients either because they are unsure of how to care for the 

child (some fear) and/or the MediCal reimbursement rate is too low to cover their costs 
o How can you ask a MediCal provider, being paid $20/visit, to manage all of the care?  Some 

do it on their own time [and don’t get reimbursed].  It would require caring for the whole child 
[and it would have to be]…incentivized. (CV, 11/19/14) 

o A lot of issues in California with reimbursement rates.  (CV, 11/19/14)  
o Concern raised regarding MediCal providers seeing 60 patients/day who cannot stay abreast 

of latest information and who then become too scared to take on CCS children 
o MediCal reimbursements rates are SO, SO LOW!  (SF, 12/18/14) 

• Regulations for medical homes requires caring for the whole child.  (CV, 11/19/14) 
• FQHC can be a medical home for undocumented, MediCal, Children’s, private insurance and…the 

Kaiser model is built on the idea of a medical home. (SF, 12/18/14) 
o Challenges lie when collaborating with other agencies outside of the health providers (e.g., 

school districts) 
• All CCS clients have a medical home (aka PCP), but probably 90% are not acting as a medical 

home…but they do what they can to help.  (SF, 12/18/14) 
• Special Care Centers could be a medical home inconjunction with PCPs and need the following: 

o A social work component 
o Greater involvement from the community 
o A system-wide change (e.g., ‘one-stop shopping’ similar to Kaiser model) 
o Services need to be centralized 
o Remove some of the less complex conditions from CCS coverage 

 
Qs. #8: Experience with Clients Transitioning to Adult Care 
• Needs to be much more support for families as they transition in AND out of CCS 
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o Kern County has started a transition fair first by identifying CCS clients preparing to ‘age-out’ 
of CCS and invite them to meet with various agencies and providers at a fair 

o There are multiple times during the life of a CCS client where the client ‘transitions’; 
considering renaming these transitions as ‘milestones’ 
 Encourage families to come and celebrate the milestones of their child’s life and then 

use it as an opportunity to learn about the next phase/step.  (CV, 11/19/14) 
• 18-21 year olds fall into a gap – still ‘kids’, but want to be adults 

o Changing the age of CCS coverage 
 Stop CCS at 18 years of age so that clients can transition to adult providers at 18 
 Continue CCS until 25-26 years of age to maintain coverage similar to ACA 
 Maintain some conditions under CCS until age 65 when MediCare takes over (e.g., 

Sickle Cell Anemia)  
o Difficult to find appropriate providers; when providers are found, they are constant no-shows 
o Additional challenges 

 Pregnant and parenting CCS clients – who will see them and for what? 
 Involvement with the criminal justice system 

 
Qs. #10: Biggest Strength of CCS Program 
• Make the child the focal point; keep the patient at the center 

o CCS has wonderful principles.  (CV, 11/19/14) 
• Biggest strength is also biggest challenge – the standards 

o CCS standards have created a high standard of care that are not up to date and with no 
flexibility.  (SF, 12/18/14) 

o Standards that CCS developed are really good; services being done are really good, 
outstanding, generally speaking.  (SF, 12/18/14) 

 
Qs. #11: Biggest Problem/Drawback of CCS Program 
• Fragmentation of the system for both providers and patients 
• Paneling process take too long, the process is ambiguous, and the website is unclear 
• Inconsistent application of standards across counties due in large part to differing interpretations of 

the Numbered Letters 
o Whenever we have a question, we ask at least three counties how they addressed the issue 

before making our decision.  (CV, 11/19/14) 
o Resources available in larger counties may allow for conditions to be covered that may fall 

into the gray areas in smaller counties.  (CV, 11/19/14) 
• Greater family-centeredness  

o Appeal process is a great burden on families 
• Lack of leadership at the State level; leadership at the county-level seems to be taking over the role 
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• Medical eligibility needs to be updated to include more recently diagnosable conditions (e.g., genetic 

diseases and syndromes) and to remove those that are not complex (e.g., one-time fracture) 
 
Qs. #12: Priorities for Next 5 Years 
• Stabilize funding for staffing and recruitment 
• Maintain quality standards 
• Treat the whole child instead of just the CCS-eligible condition 

o This is the ‘root of all evil’ of CCS. (SF, 12/18/14) 
o Putting the value back into how useful CCS can be, there shouldn’t be a competition of 

resources.  (CV, 11/19/14) 
• Acuity tiering of complex cases, reassess medical eligibility including the psychosocial components of 

the child and their family to help reduce workload on nurse case managers so they can case manage 
• Care coordination; doesn’t have to be a nurse which are more expensive, part of the team, but no 

the lead 
o Some sort of true medical home with one person that is in charge and responsible for 

everything. (SF, 12/18/14) 
o There needs to be technology [databases] support this. (SF, 12/18/14) 
o Regionalized care centers to meet regional needs. (SF, 12/18/14) 

• Increased support/leadership from the State 
o More State support to do the job we need to do properly. (SF, 12/18/14) 

• Update CCS standards and numbered letters to meet acuity and technology 
• Information system needs to be improved  
• Streamline billing process and increase reimbursement rates for providers 

o [We are] losing providers because they don’t get paid [either timely or at all]. (CV, 11/19/14 
and SF, 12/18/14) 

 
Qs. #13: Other Feedback/Comments 
• Remove CCS from the rest of the public health budget; CCS is treated like the rest of public health 

when it is very different and cutting it can actually lead to loosing funds 
o What county finance people don’t understand is that fewer CCS staff means fewer funds that 

can be drawn from CCS, and that more staff could actually make money for the county. (CV, 
11/19/14) 

o NOTE: the funds are available at CCS to be drawn upon, but if there are no positions to fill at 
the county level, then the positions cannot be paid for; in theory CCS can make money for 
counties 

• CCS paneled website is not updated regularly, should be updated quarterly at least 
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• Recommendation: allow midlevel providers to order referrals, equipment, etc.; it would reduce work 

burden on paneled providers giving them more time to offer more appointments and provide more 
care 
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