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CCS Title V Needs Assessment 2018-2020 
Executive Summary  
Background and Process Description: 
  Title V legislation requires each state to conduct a statewide, comprehensive Needs Assessment 
every five years. This process is a useful tool for strategic planning, strategic decision-making, and 
resource allocation, and provides a way for Title V programs to benchmark their status and assess 
progress over a five-year period. As part of this process, the Department of Health Care Services, 
Integrated Systems of Care Division (DHCS, ISCD) contracted the University of California at San Francisco, 
Family Health Outcomes Project (UCSF, FHOP) to conduct the 2018-2020 Title V Needs Assessment of 
the California Children’s Services  (CCS) Program. FHOP used the Health Resources and Services 
Administration (HRSA) Maternal Child Health Bureau (MCHB) goals on children and youth with special 
health care needs (CYSHCN) as the guiding framework for the needs assessment and facilitated the 
participation of a diverse group of Stakeholders identified by ISCD in an inclusive and systematic process 
of identifying issues to be assessed, gathering both primary data (quantitative and qualitative) and 
secondary data, analyzing and presenting data, identifying issues and needs, and setting priorities..  

Stakeholders included family members served by CCS, representatives from Family Voices and 
Family Resource Centers (who are usually themselves parents of a CYSHCN), professional and advocacy 
organizations (American Academy of Pediatrics, Children’s Specialty Care Coalition, California Children’s 
Hospital Association, Hemophilia Council of CA), physicians, local and state CCS program staff, state 
Maternal Child and Adolescent Health program staff, health plans, foundations, and academia. 
Stakeholders participated in an initial in-person Needs Assessment Kickoff Meeting, and were then 
recruited to serve on various Workgroups which met via webinar (18 Workgroup Meetings in total) to 
develop criteria for the Stakeholders to use for prioritizing problems/issues, to develop interview guides, 
focus group guides, and survey instruments, and action plans.  

In collaboration with the Stakeholder group, FHOP collected and analyzed qualitative and 
quantitative data for the needs assessment using an iterative approach that began with 16 key 
informant interviews with a total of 20 individuals from organizations that serve CYSHCN. Findings from 
the interviews helped inform the development of focus group guides, and a total of nine focus groups 
were held with 4-12 individuals in each group. These included: three focus groups with families of 
CYSHCN, three focus groups with medical providers who care for CYSHCN, one focus group with Whole 
Child Model Medi-Cal Managed Care health plans, and two  focus groups with County Administrators of 
CCS. Findings from both the interviews and focus groups were then used to develop three online 
surveys administered statewide, including a survey for providers that care for CYSHCN (261 
respondents), a survey for families of CYSHCN (completed in English and Spanish), and a survey for 
county CCS program administrators (44 respondents). After data cleaning to remove responses with 
significant amounts of missing data, 4,055 respondents were included in the final analysis of the family 
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survey data and 3,592 respondents1 (approximately 80%) had a child with CCS coverage. Program 
administrative data, such as amount of time between service request and service authorization, were 
analyzed to identify processes needing improvement. Finally, data and findings from the literature on 
CYSHCN were reviewed and incorporated into the needs assessment findings. 

Findings from needs assessment activities were shared with the Stakeholders via four webinars, 
a second in-person Stakeholder Meeting, and six issue briefs organized by HRSA MCHB CYSHCN goals. 
During the second in-person Stakeholder meeting, Stakeholders finalized a list of problems/issues 
identified during the needs assessment. Using the six criteria developed by the Stakeholder Workgroup 
on Problem/Issue Prioritization, Stakeholders were sent a Problem Prioritization Worksheet and rated 
each of the 26 problems/issues. Stakeholder workgroups were convened via webinar to work with FHOP 
and ISCD to develop action plans for the highest rated priorities. 

Brief Summary of Findings: 
Families as Partners 
 When it comes to partnering in the care of their child, data from the 2019 National Survey of 
Children’s Health (NSCH) indicates that 29.6% of families with CYSHCN felt that they partnered with 
health care providers in shared decision-making for their child's optimal health, which does not differ 
significantly from the national rate of 37.8%. The NSCH also indicates that in both California and 
nationally, parents with CYSHCN are significantly more likely to feel that they partner in shared decision 
making with their child’s provider than do non-CYSHCN Families. The CYSHCN Family Survey conducted 
for this needs assessment indicates that this is an area where medical providers in California are 
generally doing well. Approximately 87% of families felt that their provider always or usually worked 
with them as a partner to make health care decisions for their child, and 80% felt that their provider 
always or usually honored their requests for others (extended family, community elders, faith leaders or 
traditional healers that are designated by the family) to participate in the process that leads to decisions 
about care. 

 Approximately 51% of respondents to the family survey who have a CYSHCN covered by CCS 
report being assigned a case manager, and another 26% aren’t sure if they have a case manager or not, 
which indicates a need for better communication. For family survey respondents that did report having 
a case manager, satisfaction with their case manager was high, with 71% of families always being 
satisfied and about 22% usually being satisfied. In the family focus groups, some families said that they 
needed more communication from CCS while other families reported being very familiar with their CCS 
case manager and being extremely grateful for the help and support their case manager provides. In our 
focus group with families from a Whole Child Model (WCM) county, families reported not receiving the 
same level of case management that they did before implementation of the WCM. Finally, from our 
focus groups with families and CCS Administrators, we heard that case management services vary by 
county based on capacity, caseloads are high, and that some counties tier their case management based 

                                                           
1 Family Survey results presented in this report are limited to who have a child with CCS coverage. See Appendix 33 
for overall frequencies for respondents with and without CCS coverage. 
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on the complexity of the child’s needs and the family’s capacity to meet those needs. More 
standardization in case management and an adoption of best practices across counties is needed. 

In recent years, the CCS program has increased its family engagement efforts, and some county CCS 
programs have implemented family advisory committees. DHCS/ICSD is currently contracting with the 
California Family Voices chapter to educate families about the WCM and to be a liaison between 
families, Medi-Cal Managed Care Plans, and County CCS programs in the WCM counties. In addition, all 
Medi-Cal Managed Care Plans that are participating in the WCM are required to each have a family 
advisory committee. 

Medical Home 
 The NSCH indicates that approximately 42% of CYSHCN in California have a medical home, and 
this rate does not differ significantly from the national rate. Similarly, 48.8% of provider survey 
respondents agreed that their practice could be considered a medical home for CYSHCN based on the 
American Academy of Pediatrics’ Medical Home definition. While some pediatric practices and special 
care centers do consider themselves medical homes, this is an area where significant progress has not 
been made and many barriers remain. When asked on the Provider Survey what they would need for 
their practice to become a medical home for those that currently aren’t, 46.9% of respondents indicated 
additional resources, such as financial reimbursement and more staff. Provider survey respondents 
rated resources for enabling their practice to become a medical home as very important. The most 
highly rated included support staff for case management/care coordination (71.4%), availability of 
subspecialty pediatric providers in their network (67.7%), adequate reimbursement for care 
coordination and case management (65.1%), and reimbursement for longer office visits (61.3%). In focus 
groups with CCS Administrators and providers, we heard that electronic health records are not built to 
accommodate the Medical Home model, complicating tracking and implementation. Currently, only 
about 21% of providers report that a health plan is supporting their practice to become a medical home, 
but 58% strongly agree and 26% somewhat agree that it would be helpful for Medi-Cal Managed Care 
plans to fund pediatric practices to become medical homes. 

Additional findings on the sub-topic areas under Medical Home were as follows: 

• Access to Care Issues: While approximately 73% of families with CYSHCN reported that 
there was a place where their child usually goes when they are sick, as many as 20% 
reported not having a place. Many families reported good access to specialty care, with 
74% of Family Survey respondents reporting always being able to access specialty care 
in a quick and timely manner and about 19% reporting usually being able to do so. 
However, we also found 19% report not being able to access at least one or more 
specialists in quick and timely manner, with the longest wait times for neurology, 
ophthalmology, and urology. Data from the CCS Administrators Survey indicates that 
many counties, especially rural ones, are struggling with a lack of paneled providers and 
specialists. This is also an issue with accessing special care centers. Generally, we found 
that geography and safe transportation are also significant barriers to accessing care for 
CYSHCN, particularly in rural areas. Providers also report a lack of mental and behavioral 
health providers for CYSHCN and their families, and respondents to the Provider Survey 
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indicated that CYSHCN that have Medi-Cal or CCS have less access than privately insured 
CYSHCN. Telehealth, which is now expanding in the state, holds the promise of helping 
to alleviate some of these problems, especially if the need for funding to establish 
secure sites from which to conduct telehealth visits is addressed. 

• Durable Medical Equipment (DME): Families, providers, and administrators reported 
delays in getting DME, specifically because reimbursement rates for some items have 
not been high enough to cover the cost to the vendor and CCS is sometimes very slow in 
reimbursing vendors. Occasionally, hospitals will have to cover the cost of DME so that a 
child can actually be discharged—because this results in delays in discharge and higher 
overall costs.  

• Communication Between Providers: There is a need for better communication between 
providers (as has been noted in several of our other areas of findings), specifically when 
it comes to implementing Medical Homes. There is a need for ways to easily share 
information electronically and to be able to do so without fear of violating medical 
privacy laws.  

CCS Program Capacity: 
   All of the respondents to the CCS County Administrator Survey reported local challenges in 

capacity that impact their ability to implement the CCS program. These challenges include both the loss 
of skilled staff, including therapists in the Medical Therapy Units, and challenges with being able to hire 
staff. These challenges impact the ability to process eligibility determinations, requests for 
authorizations for services and DME, and to conduct annual medical reviews in a timely fashion. Our 
analyses of 2018 administrative data in comparison to 2013 data indicate that wait times have increased 
significantly since the last needs assessment. Administrators also cited communication challenges with 
DHCS/ISCD that impact timely authorizations and eligibility determinations, especially in smaller 
counties where DHCS/ISCD has a role in determining eligibility. DHCS is committed to addressing this 
issue. 

In addition, the implementation of the WCM, which affects approximately 30% of CCS clients, 
has taken considerable time at both the state and county levels. CCS Administrator Survey respondents 
from WCM counties stated that there is an unanticipated and unfunded workload that remains at the 
county level after implementing WCM and not enough staff.  

While a majority of respondents to the Provider Survey believe that facility site visits are 
important, 59% indicated that they don’t believe that the state CCS program has adequate capacity (i.e. 
staff, clinical expertise, funding) to conduct periodic facility site visits to monitor and enforce 
regulations/numbered letters. These regulations/numbered letters establish the standards for the CCS 
program and the regionalized systems of CCS-paneled providers and special care centers, all of which 
has been designed to help the most vulnerable CYSHCN in our state. Ensuring adequate capacity to 
enforce these standards is essential as improving the system of care for CYSHCN can maximize positive 
outcomes for women, pregnant women, and children in general, as “what works for the most vulnerable 
should work for all” (as stated in Title V Guidance). 
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Adequate Insurance 
 Overall, California has made great progress on increasing the number of children with health 
insurance. However, for some, there are challenges with maintaining coverage and ensuring that 
CYSHCN that do have insurance coverage are receiving all needed services. During Needs Assessment 
activities, we found that there are inconsistent practices for helping children maintain their Medi-Cal 
and CCS coverage, and this varied across California. This is often because different entities re-determine 
eligibility at different points in time and families can forget or have challenges providing needed 
documentation; some even told us that Medi-Cal does this on a monthly basis. County CCS 
Administrators referred to this as “Medi-Cal Churn” and expressed that it leads to poor case 
management and fragmented services for CYSHCN. For Family Survey respondents that do have CCS 
coverage, over 94% of families reported that their child’s insurance always or usually allowed their child 
to see the health care providers they needed. We also found that there were some needed services that 
insurance did not cover for families of CYSHCN, as follows: Durable Medical Equipment (19.7% did not 
receive when needed), eyeglasses or vision care (17.3%), medications (26.2%), dental checkup/teeth 
cleaning (13.6%), other dental care (13.0%), and physical/occupational therapy (11.9%).  

Early and Continuous Screening 
 Overall, California does a good job with newborn screening, but once a baby is discharged, 
subsequent screenings vary based on factors such as geography, insurance status, family structure, and 
other unknown factors. The quality of the state’s data on developmental screening has been lacking, but 
recent legislation and funding have been put in place to increase rates of developmental screening and 
improve data and tracking.  

California’s High Risk Infant Follow-up (HRIF) Program identifies infants who may develop a CCS-
eligible medical condition after discharge from a CCS-approved Neonatal Intensive Care Unit (NICU). 
HRIF clinics provide follow-up care to infants discharged from a CCS-approved NICU who were born 
before 32 weeks of gestation, or with a birth weight ≤ 1500 grams, as well as infants ˃ 1500 grams and 
gestational age ≥ 32 weeks with specific medical eligibility criteria which put them at risk for suboptimal 
growth and development. Tang et al. (2018) surveyed high-risk infant follow-up programs in California 
and found that 44% of programs estimated the first visit no-show rate is between 10-30%, with higher 
no-show rates for subsequent visits. Most programs (54%) did not have a strategy to help families who 
lived a great distance from the high-risk infant follow-up clinic. Hintz et al. (2019) did a study to 
determine how to prevent Loss to Follow-Up (LTFU), which can be detrimental to families and children, 
especially very low birth weight (VLBW) infants, and found that of the 80% of VLBW infants referred to 
HRIF in 2010-2011, 74% had at least 1 HRIF visit within 12 months. While these researchers identified 
some reason (e.g. parent refused - 6%, unable to contact - 14%), for the majority (48%), reasons for 
LTFU were unknown. Needs identified for the HRIF Program include 1) identifying family challenges in 
access and identifying resources for risk factors during NICU hospitalization, 2) providing families 
enhanced education about the benefits of HRIF screening and follow-up, and 3) creating comprehensive 
and consistent NICU to home transition approaches. Currently the HRIF Program is working to better 
characterize family and caregiver barriers to HRIF visits, better understand what program-level 



Title V 2018-2020 Needs Assessment of California Children’s Services (CCS) 
 

Prepared by the Family Health Outcomes Project UCSF   7 

resources are needed and what process challenges there are, and identify opportunities for intervention 
and strategies that need to be tailored to HRIF programs and regional needs. 

With regard to annual well-child visits during which screenings can occur, the Provider Survey 
data indicate that over 95% of providers feel that the annual well-child visit is important, only about 17% 
of providers don’t know if CYSHCN are receiving them, and 9% believe that the majority are not having 
these visits. Data for Family Survey respondents indicate that only 9.7% of CYSHCN did not have a well-
child visit in the previous 12 months. 

Community-Based Services 
When Family Survey respondents were asked how often their child’s services are coordinated in 

a way that makes them easy to use, 53% said always, and around 29% said usually, with 18% indicating 
sometimes or never. With regard to coordinating physical or occupational therapy in the school setting, 
53.4% of respondents said that is always easy, 24% indicated usually, 13% said sometimes, and 8.7% 
said never. Responses to both of these questions indicate that the state is doing pretty well but there is 
room for improvement. In the Provider Survey, about 42% strongly agreed, and approximately 32% 
somewhat agreed that dedicated funding for a CCS parent liaison ought to be a CCS program priority.   

Findings here also relate to families as partners in some ways because much of the qualitative 
findings touched on the need for better communication between county CCS programs, DHCS/ISCD, 
California Department of Public Health (CDPH), Medi-Cal Managed Care health plans, and families of 
CYSHCN. Lack of clarity and outdated numbered letters and regulations were often cited as a negative, 
but there was also recognition that DHCS-ISCD has improved upon these factors since the last Title V CCS 
Needs Assessment. Another common finding was that case management and care coordination have 
not been consistently implemented throughout the state. There are issues with implementing based on 
resources and capacity, which has been further stressed by the implementation of WCM in some 
California counties. One common example is that health plans have not always been able to understand 
lifelong needs for supplies or equipment associated with specific health care needs. This has led to some 
gaps in care that all parties involved consider unacceptable.  

Transition to Adult Care 
 Findings from the Needs Assessment on CYSHCN transition to adult care include the difficulty of 
finding adult providers that have the knowledge and expertise to work with individuals that have 
complex health care needs, especially needs that originated in childhood. This is sometimes why there is 
a lack of transition planning, because CCS providers do not know which providers will take care of these 
children after they age out of CCS at the age of 21. Most of the families that we encountered in focus 
groups did not have children over the age of 14 (the age at which CCS mandates families should begin 
discussing transition to adult care). We also found that, sometimes, Specialty Care Centers had amazing 
boot camps for transition, and some hospitals and health plans had transition plans in place for specific 
diagnoses. Those with plans in place were unsure of what to do once these specific providers retired 
because there aren’t many such specific providers for adults. Of the parents that completed the family 
survey and had a child that was 14 years or older, only 38.2% of CYSHCN had been spoken to about how 
their health care needs would be met when they turned 21. Of the families that had a child 14 or older, 
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only 22.6% had been helped by CCS to find an adult medical provider, and of those 22.6%, 61.4% of 
families were able to find an adult provider.  

Prioritization Methods and Final Priorities: 
 

To prioritize the needs and issues from the Title V CCS Needs Assessment activities, we worked 
with Stakeholders to implement a thoughtful and systematic process that began at the very first CCS 
Needs Assessment Stakeholder meeting in October of 2018. The process started with a presentation on 
the usefulness of developing criteria to prioritize problems, and how the use of criteria facilitates a 
systematic, rational and transparent decision-making process that is fair and inclusive, generates 
priorities reflecting values and opinions of all stakeholders, and results in the identification of a 
manageable number of priorities. We emphasized that group members bring a wealth of values, cultural 
experience, perspectives, educational and professional backgrounds, and that these are important to 
acknowledge. Criteria that had been developed in the previous needs assessment were shared with 
stakeholders as an example; discussion ensued, and suggested criteria were noted. We then explained 
the second phase of the process, which was to develop weights for the criteria, as not all criteria are 
equally important and adding weights to the criteria allows for the incorporation of Stakeholders’ 
values. Finally, we ended the meeting with a request for volunteers to serve on a Prioritization 
Workgroup via a series of webinar meetings to develop the criteria, including the definitions for the 
criteria, and weights and rating scales for each criteria. 
 

A total of five webinar meetings were held with the Prioritization Workgroup that resulted in the 
development of the six criteria, including working definitions for the criteria, and 4-point rating scales 
for each criterion that Stakeholders used to rate potential needs/issues identified in the course of the 
needs assessment. These are the criteria that were developed: 

1. What is the impact on children’s (CYSHCN) health of addressing the need/issue?   
2. Does addressing the issue reduce disparities in health care access and/or health outcomes?  
3. Do we have, or can we access, the financial resources to do what is needed to succeed? 
4. Do we have the capacity and will to do what is needed to succeed? 
5. Are there evidence-based or best practice strategies to address the issue? 
6. Will addressing the issue ease the burden on families?  

 
At the second, in-person Stakeholder meeting held approximately one year after the initial kickoff 

meeting, we shared a summary of the needs assessment findings along with a list of potential 
issues/problems that had been identified during the needs assessment. The potential needs/issues were 
grouped based on the MCHB goals for CYSHCN that we used as the framework for the needs 
assessment. We then asked Stakeholders to break into six groups based on the six goals to further edit 
and refine the needs/issues that the Stakeholders would ultimately be asked to prioritize. The result was 
a final list of 26 needs/issues. 
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To ensure that all Stakeholders had an opportunity to provide input on criteria weights, and that the 
weights would reflect the values of the Stakeholders, we set up an online poll and invited all 
Stakeholders to vote on weights for each of the criteria using a scale of 1 to 4 (with 4 being the most 
important). The final weight for each criteria was the weight that received the most votes. Finally, we 
put all the needs/issues, criteria, criteria ratings, and weights into an excel spreadsheet and distributed 
it to the Stakeholders to use to rate each need/issue. To make it as easy as possible for the Stakeholders, 
and reduce the chance of typos and mistakes, the excel file contained drop down menus with the rating 
scales for each criteria. Stakeholders were told to simply rate each need/issue using the six criteria, and 
that we would apply the weights after compiling all the ratings from the Stakeholder spreadsheets. 
 

After Stakeholders completed and returned their spreadsheets to FHOP, we transferred all data 
from the individual spreadsheets into one, added together the ratings for each criteria for each problem, 
multiplied the sum of the ratings for each criteria by that criteria’s weight, and then summed all the 
scores to arrive at a final score for each need/issue. The final list of needs/issues and scores for each one 
were then sent to DHCS/ISCD.  

 
DHCS/ISCD shared the top-scoring problems/issues with CDPH/MCAH and, together, they worked to 

develop two broad priorities for CYSHCN that encompassed the more specific problems/issues that were 
identified by the CCS Needs Assessment. These priorities are 1) make systems of care easier to navigate 
for CYSHCN and their families, and 2) family engagement and resilience. 

 Stakeholders were also asked to suggest potential strategies and activities for the CYSHCN 2020-
2025 Action Plan that address the problems/issues identified during the needs assessment. These 
suggestions were shared with DHCS/ISCD, reviewed with their leadership, and incorporated into the 
final Title V CYSHCN Action plan submitted to HRSA. 
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Title V 2018-2020 Needs Assessment of 
California Children’s Services (CCS)  
 

Introduction 
The goal of the Title V California Children’s Services (CCS) Needs Assessment report is to assess 

needs, capacity, strengths, and weaknesses of CCS, the state program for children and youth with 
special health care needs (CYSHCN), in order to meet its mission of providing a family-centered and 
community-based high quality organized system of care. The CCS program is located within the 
California Department of Health Care Services (DHCS), in the Integrated Systems of Care Division (ISCD). 
The CYSHCN Needs Assessment was conducted as a collaborative effort. DHCS contracted with the 
Family Health Outcomes Project (FHOP) at the University of California San Francisco (UCSF) to lead the 
assessment and facilitate the participation of CCS Stakeholders, including providers, administrators, 
families, health plan directors and local CCS programs.  

Population 
There are an estimated 1.3 million CYSHCN in California. CCS is a statewide program that 

provides standards for the vast majority of facilities and providers serving the infants and children with 
complex health conditions, including certain physical limitations and chronic health conditions or 
diseases. The CCS program serves approximately 195,000 clients who are eligible based on medical 
conditions and family income criteria.  

Program  
Title V of the Social Security Act is a federal-state partnership that provides for programs to 

improve the health of all mothers and children, including children with special health care needs. As 
specified in legislation, at least 30% of Federal Title V funds must be used for preventive and primary 
care services for children, and at least 30% for services for CYSHCN.   

In California, the California Department of Public Health’s Maternal, Child and Adolescent Health 
(CDPH/MCAH) Division allocates a portion of the 30% requirement to serve CYSHCN to the Integrated 
Systems of Care Division (ISCD). The ISCD/CCS program provides the infrastructure for local county CCS 
programs to facilitate access to care by determining eligibility for medically necessary services. These 
include diagnostic and treatment services, medical case management, and physical and occupational 
therapy services to children under age 21 with a CCS-eligible medical condition and whose family 
income is $40,000 or less, or for whom the expected percentage of yearly family income that is needed 
to treat the CCS-eligible medical condition is 20% or more. In short, the program serves predominantly 
children from low-income families that experience complex health problems, and covers about 15% of 
the state’s CYSHCN. The other portion of the 30 percent is used by CDPH/MCAH to support non-CCS 
eligible CYSHCN and their families with activities such as developing systems of care; interagency 
collaboration, especially with ISCD/CCS; assisting local health jurisdictions (LHJs) to develop programs 
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that identify and serve all CYSHCN, including non-CCS CYSHCN; home visiting; and screening and linking 
to appropriate services.  

CCS provides a statewide-organized, regionalized system of care for children with special health 
care needs. This includes establishing standards for hospitals (including standards for neonatal and 
pediatric intensive care units) and other Special Care Centers that include multidisciplinary care teams 
and access to appropriate specialists that have met CCS’ standards and have been paneled. While CCS 
only covers children who meet specific diagnostic and financial criteria, the standards and regionalized 
systems of care created to serve CCS clients benefit the broader group of CYSHCN receiving services in 
this regionalized system of care.  

County-based CCS programs provide local case management and care coordination services to 
help families navigate the system. In larger counties, CCS case managers make determinations about 
financial and medical eligibility and process requests for services and equipment for CCS clients, and 
issue service authorization requests (SARs) to providers. In smaller ‘dependent’ counties, this is done by 
DHCS.   

Starting in 2015, CCS updated and revised the facility review process, which has resulted in an 
increased number of comprehensive desk reviews and on-site visits to hospitals, pediatric intensive care 
units (PICUs), neonatal intensive care units (NICUs), and special care centers (SCCs). Starting from July 1, 
2018 (the start of FY 2018-19) until February 2020, 50 facilities have been recertified and 19 new 
facilities have been CCS-approved. 

CCS also partners with community organizations. Many local CCS programs maintain parent 
liaisons through Family Voices (FV) of California Member Agencies. These liaisons train CCS staff on 
family perspectives, help families access services, and provide conflict resolution assistance for CCS staff 
and family members.  Families have participated in NICU quality workgroups and hospital “length of 
stay” workgroups in collaboration with the California Perinatal Quality Care Collaborative (CPQCC). CCS 
has been working on increasing family representation on technical advisory groups. 

Another area where CCS has partnered with FV (FV)and parents of CYSHCN is on the 
implementation of the Whole Child Model (WCM) in 21 counties. In the WCM counties, the CCS children 
that are also eligible for Medi-Cal no longer get care for their CCS-eligible condition through their county 
CCS program; instead, these children access all care through their Medi-Cal managed care plan (MCP) 
providers . The CCS children in WCM who are not Medi-Cal-eligible continue to get care for their CCS-
covered condition(s) through their county CCS program. The intention of the WCM is for participating 
children to get all of their care through one system, which is their MCP. Since CCS only covers certain 
medical conditions, CCS children already get many non-CCS services through their health plan. The goals 
of WCM are for CCS children to get the care they need under one system to prevent confusion about 
where they get care, to have their care managed better, and to have better health results. An external 
evaluation of the WCM has recently begun and is expected to be completed  no later than July 1, 2022, 
the due date of the evaluation report to the Legislature. FV and parents of CYSHCN have provided 
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feedback on implementation of the WCM. FV has also been educating parents about the WCM in the 
counties where it has been implemented. 

Methods  
Framework 

The mission of the Maternal and Child Health Bureau  (MCHB) of the Health Resources and Services 
Administration (HRSA) is to improve the health and well-being of America’s mothers, children, and 
families. As part of its mission, MCHB supports states and jurisdictions through the Title V Maternal and 
Child Health Block Grant. MCHB has identified six goals of an effective system of care for CYSHCN, 
providing the guiding framework for assessing the needs of CYSHCN served by CCS, as follows: 

1. Families of CYSHCN partner in decision-making regarding their child’s health; 
2.   CYSHCN receive coordinated, ongoing, comprehensive care within a medical home; 
3.  Families of CYSHCN have adequate private and/or public insurance to pay for needed services; 
4. Children are screened early and continuously for special health care needs; 
5. Community-based services are organized so families can use them easily; 
6. Youth with special health care needs receive the services necessary to make transitions to adult 

health care. 
  

Stakeholders included family members served by CCS, representatives from Family Voices and 
Family Resource Centers (FRCs), professional and advocacy organizations (American Academy of 
Pediatrics, Children’s Specialty Care Coalition, California Children’s Hospital Association, etc.), physicians, 
local and state CCS program staff, state Maternal Child and Adolescent Health program staff, staff from 
other agencies such as the Department of Developmental Services, health plans, foundations, and 
academia. 

Needs Assessment (NA) activities included: 

• Recruitment of stakeholders, including state and federal agency staff, care providers, advocacy 
organizations, family members, and hospital associations  

• Stakeholder meetings (in-person or via webinar) at the start of the NA (Fall 2018) and, after 
many activities were implemented, another in Fall 2019 to share a summary of the NA findings 
and to develop potential program priorities. 

• Workgroup Meetings, which included stakeholders and families of CYSHCN. Workgroup 
meetings led, in part, to the production of the following: 

o Key Informant Interview Guides 
o Focus Group Guides (for families, providers, and county CCS administrators) 
o A survey for families of CYSHCN (available in English and Spanish) 
o A survey for providers that care for CYSHCN  
o Development of problem prioritization criteria 
o Action planning 

• Key informant interviews—16 interviews with 20 individuals in total 
• Focus groups—nine in total with four to twelve individuals in each: Focus group participants 

included: 1) families of CYSHCN (three focus groups), 2) providers (three focus groups) and 
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health plans (one focus group) for CYSHCN, and 3) County administrators of CCS (two focus 
groups). 

• Surveys—three surveys: the aforementioned family survey and provider survey, and a survey for 
county CCS administrators, which was created only with ISCD and was briefer than the others  

• Summaries of both key informant interviews and focus groups—detailed transcription was 
summarized for both and shared with ISCD. 

• Webinars on findings—four webinars were held on the summaries and findings of the key 
informant interviews and all of the focus groups. Two additional instructional webinars for the 
NA were held on how to administer the family survey.  

• Problem Prioritization—stakeholders, with FHOP, developed criteria to evaluate needs, weights 
for each criterion, and, working with a prioritization tool that encompassed the weights and 
criteria, prioritized needs and issues to address in the five-year Action Plan. 

• Action Planning & Written Action Plan—based on the findings and stakeholder-prioritized 
needs and issues, FHOP worked with ISCD to provide input on the five-year Action Plan for Title 
V CCS.  

 

Stakeholder Process 
During the initial Stakeholder Meeting in Fall 2018, the group 1) received information about the 

needs assessment process, the stakeholder group’s role and the process for selecting CCS Action 
Priorities from identified issues/problems; 2) participated in drafting criteria to use to determine action 
priorities; 3) was introduced to the iterative process FHOP would use to gather primary data; 4) 
participated in breakout groups to identify issues/problems of concern to stakeholders, relevant data, 
and potential data sources; 6) received information about the various NA Workgroups (e.g. Family Focus 
Groups and Survey Workgroup); and 7) viewed a slide show presentation of data highlights related to 
the MCHB core outcome indicators for CYSHCN, and potential priorities to address key issues (see 
Appendices 1 and 2).  

During the second Stakeholder Meeting in Fall 2019, the group 1) reviewed the proposed 
prioritization criteria, criteria definitions and rating scales; 2) viewed a slide show presentation of data 
highlights collected via needs assessment activities and their relation to the six MCHB goals for CYSHCN; 
3) reviewed and modified the draft list of identified issues and needs;  4) received an orientation to the 
methods of rating and ranking the identified issues/objectives, and instructions to complete and return 
their ranking of priorities to FHOP (see Appendices 3-4).  

To promote a successful process, the ISCD staff ensured that representative stakeholders were 
invited, provided the best and most appropriate data available to FHOP (within CCS resources and 
timeframe), were available to FHOP and stakeholders to answer questions, and articulated CCS program 
commitment to using results where funding and legislation permit. The stakeholders were asked to be 
open to the process, to provide their expertise during discussions, use data and expert knowledge to 
inform their decision-making, and agree to honor the group outcomes. FHOP’s role was to provide the 
NA framework; collect, review and analyze data; prepare a data packet and presentation; provide 
opportunities for stakeholder input; and facilitate a rational, inclusive stakeholder process.  
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Problems/Issue Selection and Methods for Gathering Additional Data 
FHOP used an iterative approach to collect and analyze qualitative and quantitative data for the 

needs assessment process that included key informant interviews, focus groups, and online surveys of 
respondents from key constituent groups. The process of identifying and learning about issues/needs 
included: a review of available sources of information about the needs of CYSHCN [e.g., the National 
Survey of Children’s Health (NSCH)]; a scan of relevant websites; interviews with CCS stakeholders; and 
review and clarification of information recorded during the CCS stakeholder meeting breakout groups. 
Key informant interviews and focus groups provided additional valuable opportunities to identify 
strengths of the CCS program and to explore current issues and challenges in greater depth. Because it is 
not appropriate to generalize from key informant interviews or focus groups, web-based surveys were 
developed and completed by many more respondents to provide additional quantitative and qualitative 
data. Survey data are more representative of the key constituent groups, including families, physicians, 
and county CCS program administrators. 

Stakeholder Subcommittees:  
At the first in-person meeting of stakeholders, five subcommittees were convened to provide 

input on the various assessment tools. These subcommittees were 1) Key Informant Interview Guides; 2) 
Focus Group Guides (for families, providers, and county CCS administrators); 3) Survey Development for 
Family Survey; 4) Survey Development for Provider Survey; and 5) Development of Problem 
Prioritization Criteria. Later, a sixth subcommittee was developed for Action Planning.  

Key Informant Interviews:  
The information initially gathered on issues/problems and opportunities for improvement within 

the CCS program was shared with the key informant subcommittee, and other relevant subcommittees. 
Issues identified informed the development of the key informant interview guide and selection of 
respondents to complete the key informant interview (see Appendix 5). Participants selected to 
complete the key informant interview represented county CCS programs, Medical Therapy Programs 
(MTPs), Regional Centers, specialty care physicians, primary care physicians, children’s hospitals, 
university-based researchers, professional organizations and family advocates. A total of 16 key 
informant interviews were conducted with 20 individuals (sometimes multiple key informants were on 
one call), with all interviews being conducted over the phone (see Appendix 15 –  Key Informant 
Interview Summary).  

Focus Groups:  
The focus group process was guided by a combination of subcommittee input, stakeholder 

coordination, and feasibility assessment. The focus group discussion guides created for each group 
category were developed and refined using key informant interview findings and stakeholder 
subcommittees input (see Appendices 6, 7, 8 and 9). The original list of potential groups was modified 
based on scheduling and on the availability of each group and FHOP staff. 

FHOP held nine focus groups in total with four to twelve individuals in each: Focus group 
participants included: 1) families of CYSHCN (three focus groups), 2) medical providers for CYSHCN 
(three focus groups) and health plans covering CCS children involved in the WCM (one focus group), and 
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3) county CCS administrators and Medical Consultants (two focus groups, with one being only for CCS 
administrators from counties using the WCM). (See Appendices 16 – 19 for summaries of the focus 
groups.) FRCs in Southern California and a local public health program in Northern California hosted the 
family focus groups. The resource centers and local CCS programs recruited families through phone calls 
and word of mouth. Translators, childcare, refreshments, and gift cards were provided to family focus 
group participants. 

Online Surveys:  
Each of the workgroups contributed to developing three web-based surveys administered to: 1) 

families who have a CCS or non-CCS CYSHCN (available in both English and Spanish), 2) county CCS 
administrators and Medical Directors, and 3) physicians and other care providers across the state of 
California (see Appendices 10, 11, 12 and 13). Topics covered in the web-based surveys included: access 
to medical care and durable medical equipment (DME); barriers to physician and DME providers 
participating within and outside  CCS and strategies to address the barriers; case management and the 
coordination of services; county variations in CCS services; conditions covered by CCS; transition of 
youth who age out of CCS; telehealth and palliative services; mental and behavioral health of CYSHCN 
and their families; social determinants of health for CYSHCN and their families; and access to and overall 
satisfaction with the CCS program. 

The English version of the family survey was completed by 4,048 respondents and the Spanish 
version was completed by 659 respondents. California regions covered by the survey included the Bay 
Area, Central Coast, Los Angeles, North Mountain, Orange, Sacramento, San Diego, San Joaquin Valley, 
and the Southeast. After data cleaning to remove responses with significant amounts of missing data, 
4,055 respondents were included in the final analysis and 3,592 respondents (approximately 89%) had a 
child with CCS coverage. Local CCS programs encouraged and assisted families in completing the survey, 
and many counties called CCS families and completed the survey over the phone. Some counties had 
families complete the survey when they came in for services. Family Voices of California and the Lucille 
Packard Foundation for Child Health also promoted the survey and included links to the survey in their 
newsletters that are distributed to many families of CYSHCN. While the use of a web-based survey for 
families can be a fairly quick and cost-effective method of obtaining data, there are limitations to this 
approach, including access to technology and literacy levels of families. The family survey results 
presented in this report are for families that have a child with CCS coverage. To view the overall 
frequencies from all families, including those whose CYSHCN does not have CCS coverage, see Appendix 
33. 

The provider survey was completed by 261 physicians and other care providers, the vast 
majority of whom are currently CCS-paneled physician specialists. The survey for county CCS program 
administrators has a final sample size of 44, representing 39 counties and regions. Respondents included 
a mix of county CCS administrators, county CCS Medical Directors/Consultants, county CCS RN case 
managers, and medical therapy program supervisors.  
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Additional Data Sources:  
The major source for data on children with special health care needs in California is the NSCH.  

In addition, the Children’s Medical Services (CMS) Net, a CCS administrative database, was used as the 
primary source of CCS-specific program data (see Appendix 14).  

It is important to note that the definition of CYSHCN used in the NSCH is much broader than the 
medical and financial criteria used to determine eligibility for CCS. These national surveys use the MCHB 
definition, which is very broadly defined as “children who have or are at increased risk for a chronic 
physical, developmental, behavioral, or emotional condition and who also require health and related 
services of a type or amount beyond that generally required by children.” Using the MCHB definition, 
California has approximately 1.3 million children with special health care needs. By contrast, annually, 
approximately 195,000 children (approximately 15% CYSHCN in the state) meet the medical and 
financial eligibility requirements to be covered by CCS. NSCH reports on the broader group of CYSHCN, 
including non-CCS children. 

All data collected for the needs assessment were analyzed and presented to stakeholders 
through a series of webinars (see Appendices 20 – 22) and at the two in-person stakeholder meetings 
(see Appendices 2 and 4). Data from the CCS Administrators Survey was summarized and sent to 
Stakeholders (see Appendix 23). The data for each MCHB core CYSHCN outcome were also compiled into 
data summary sheets for stakeholder review (see Appendices 24 – 29). Stakeholders were sent a data 
packet to use when prioritizing issues and needs to address over the next five years. 
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Results of the Needs Assessment 

The following sections include results from the Needs Assessment organized by the six MCHB goals for 
CYSHCN and their families, and subsequently by the key topics and data sources under each goal. 
 

FAMILY-CENTERED CARE:  
MCHB Goal: Families are partners in care. 

Family Engagement Definitions: 
 

“Family-centered care is a process to ensure that the organization and delivery of services, including 
health care services, meet the emotional, social, and developmental needs of children; and that the 
strengths and priorities of their families are integrated into all aspects of the service system.” 

-HRSA, MCHB 2013 

Potential impacts of family engagement: 
When it comes to their children, families are the ones that know their children best. Involving families in 
their child’s care, especially if their child has special health care needs, has many potential impacts: 

Impact on CYSHCN: 
• The care coordination of the child is improved. 
• It helps to reduce system fragmentation which removes barriers to health care for CYSHCN 
• Overall improved health and quality of care for CYSHCN because families are the experts on their 

child’s condition and care, and their engagement in the systems that serve them is pivotal.  
 

Impact on Families of CYSHCN: 
• By involving families at the systems level where policies and programs are created, not only do 

families get to share their opinions and grievances, their input also increases the likelihood that 
programs and policies will be successful. 

• Family engagement can lead to mitigation of economic and financial burdens on the families. 
• The mental health and well-being of the families are improved. 
• Families are more satisfied with the care provided by doctors and medical professionals. 
• Including families in decisions about their child’s care, and thoroughly explaining factors affecting 

these decisions, may help to reduce the frequency of emergency room visits.  
 

Findings and Data on Family Engagement from the Title V CCS Needs Assessment: 
 

Summary of comments from the Family Survey: 
• Many parents are very grateful for CCS, and focus group participants were particularly thankful 

that the DHCS/ISCD contracted with FHOP to conduct focus groups as part of the needs 
assessment. 

• Parents are confident in CCS providers. 
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• Parents with experience caring for CYSHCN can help other parents navigate the systems, learn 
what to expect, and provide support. 

• More parent groups and parent support are needed. 
• There is no statutory language specifying that when a child qualifies for CCS services, the local 

FRC will be sent a referral to follow up with the family (this does happen when a child receives 
Regional Center services). 

• There is some confusion about what services CCS covers and what Medi-Cal covers, and more 
confusion for those with both CCS and private insurance coverage. 

• “CCS has been a big help, major surgery at [local children’s hospital] recently that went really 
well. The OTs [occupational therapists] and PTs [physical therapists] are great and very 
knowledgeable about the MDs at [local children’s hospital]. No complaints about them. Only 
thing that is hard for me is that they don’t have after hours for therapy (OT), he has been 
missing school and getting depressed because he isn’t doing well in school.”  

Data from Family Survey (N = 3,592): 

Data on Families as Partners:  
As noted in Figures 1, 2, and 3 below, many families have positive experiences with their 

providers; over 65% feel that they are treated as partners in care with their child’s provider. However, 
Figure 2 indicates that 8.5% reported that their child’s provider only sometimes spends enough time 
during visits, while no families reported their provider never spending enough time.  

Figure 1. 

 
Figure 2. 
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Figure3.  

 

Data from Provider Survey (N = 161): 
One strategy that some county CCS programs have used to help them improve family-centeredness of 
care is convening a family advisory committee. When asked whether they thought families would 
benefit from county CCS programs being required to convene family advisory committees, over 60% of 
providers agreed (see Figure 4).  
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• Readily available treatment guidelines for patients with specific diagnoses/conditions, e.g., 
autism, developmental delay  
 

Comments from Focus Groups (Family, Provider, and County Administrator): 
• Some CCS programs support family involvement in program and policy development, but with 

some limitations and variation across counties (there is no standard or consistent example): 
o “There are some counties that I heard will have family groups to hear needs of families, I 

don’t know how much that goes into program and policy development. I attended a Family 
Voices meeting last year and they were very into getting families involved in policy. We 
don’t here in [redacted county name] and don’t know what counties might be doing that.” 

 

o  “Not very. It depends on the source of care. I would give it a low grade and would give a low 
grade to DHCS and state CCS staff. Until legislation was passed that required advisory 
groups, it wouldn’t happen. In county CCS, family-centeredness varies and lots of room for it 
[to improve].” 

 

• Suggestions to engage families in program and policy discussions in a meaningful way include:  
o Forge trusting relationships with parent communities and community liaisons:  

 “Supporting a parent liaison to speak for the other parents. Look in the communities 
where the parents are located and go to them.” 

o Compensate families for their input and engagement at the county level (and create 
guidelines on doing so): 
 “Having paid positions would really help. A guideline from the state about how to 

involve families at the local level…having paid parent position at state and local 
level.” 

o Create standards and/or guidelines for how to facilitate family participation at the local 
level: 
 “I don’t know myself as a [specialist] and a county employee, I don’t know how 

much I can even participate in policy, it is unclear to me so I don’t know how I would 
get families to participate if we don’t know ourselves.” 

o Meet families where they are at: 
 “Making it more accessible. We need more regional meetings or to let them be on 

the phone or skype – having them participate in that way because of distance and 
transportation [would help].” 

 

o CCS sometimes facilitates parent-to-parent support (mostly via special care centers), as do 
other organizations: 
 “There are in certain clinics and specialists [within CCS]. Pretty common to be 

offered.” 
 “I don’t know, can’t even think of one time. We try to hook them up with Family 

Voices (FV). Probably low. In [redacted county], there aren’t parent mentors that I 
know of, just the FRC and FV, which do have parent mentors.” 

 “Our infant program does, but that is part of the county Office of Education so it 
doesn’t really fit. But a parent mentor is the first to go and start the process.” 
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 “Packard does. They have a very formal parent mentoring program and they have 
asked for support to teach it to other children’s hospitals.”  

Services & Case Management:  
CCS families were largely satisfied with CCS services. Although dissatisfaction was rarely reported in the 
survey population; when it was discussed in focus groups, it was most often associated with losing CCS 
services, challenges getting medical equipment and supplies, and getting as much physical and 
occupational therapy as the family would like for their child. 

Data from Family Survey (N = 3,592): 
 About half of the respondents to the family survey indicated that their child had been assigned a 
case manager, while 26% didn’t know whether they had been (see Table 1). Of those whose children 
had been assigned case managers, 71% were always satisfied with how their case managers helped 
connect their child with services. About 24% of CCS families felt that they always or usually could have 
used extra help getting, setting up or coordinating their child’s care among the different health care 
providers or services, and 22.9% said they could sometimes use the help. Of the families who felt they 
could use extra help, 31.3% always received the help, 26.5% usually received it, 28.2% sometimes 
received it, and 13.9% never received the extra help.   

Question Responses N 
 

% 
Has your child/family been assigned a case 
manager?  

Yes 1,688    51.2  
No 752    22.8  
Do not know 857    26.0  
Missing 295      

If case manager assigned, how satisfied 
have you been in the past 12 months with 
how your case manager helps your child 
connect with services? 

Always 1,121    71.0  
Usually 345    21.8  
Sometimes 95    6.0  
Never 18    0.0  

          
In addition to yourself and your family, who 
helps to arrange or coordinate care for your 
child? Check all that apply: 

CCS 444    12.4  
Health Plan 303    8.4  
Child's primary care doctor's 
office 

570    15.9  

Special Care Clinic/Center 513    14.3  
County CCS Case Manager 745    20.7  
Child's school 169    4.7  
Nobody helps 1,245    34.7  
Don’t Know/Not Sure 308    8.6  

During the past 12 months, have you felt 
that you could have used extra help getting, 
setting up or coordinating your child’s care 
among the different health care providers or 
services? 

Always 436    15.1  
Usually 261    9.0  
Sometimes 664    22.9  
Never 1,535    53.0  
Not applicable 277      
Missing 419      

 
 
Families made many suggestions on how to improve coordination of their child’s services. The following 
quotes capture key themes: 

Table 1. 



Title V 2018-2020 Needs Assessment of California Children’s Services (CCS) 
 

Prepared by the Family Health Outcomes Project UCSF   24 

• “A portal that has ALL of my child information from services, to providers, to medication, 
everything that I could possibly need I could import.” 

• “A written notice or an email with this information that I can save and access when necessary 
would be greatly appreciated” 

• “A written online summary of covered services.  Then an online resource to find available 
providers. “ 

• “Having all appointments on the same date” 
• “An App might be helpful” 
• “If there was one person that could be coordinating all cares and services between provider, CCS 

and Medi-Cal that would be helpful.” 
 

Communication: 

Comments from Family Focus Groups on communication from CCS and what to expect from case 
management: 
• “My care coordinator doesn’t do much at all. My daughter had an emergency and they knew but 

they did nothing, they didn’t even care. After she was discharged I was the one that coordinated 
anything.” 

• “Nobody else knows how to get a case manager or if they have one.” 
• “When I got CCS they didn’t send a welcome letter or intro—they never said ‘here is your Case 

Manager’ or anything.” 
• “CCS never told us that we could also be with Regional Center—another parent at CHLA told us that 

when my daughter was a year. She should have been with Regional Center at birth.” 
• “My daughter’s case manager, an RN that had no idea what the medical conditions or treatments 

for my daughter’s diagnosis were—she didn’t understand them at all and it is her job to authorize 
treatments. She would never know what the diagnoses were, I had to end up calling up above her 
for adequate help. The PICU wouldn’t release my daughter without proper DME—and the case 
manager had no knowledge about it and we had to wait and pay for expensive equipment and an 
expensive hospital bed until I spoke with the MD directly.” 

• “First case manager that I had was male and he was very good, he helped with moving medical 
equipment. The one I have now seems like she hates her job and she doesn’t care, she doesn’t do 
anything to help, and she doesn’t try to communicate with us. Not only she doesn’t want to help, 
she doesn’t want to let the therapist help. Once her daughter lost a whole week of school because 
the breaks on the wheelchair were broken and my case manager said she didn’t care. The first one 
was very knowledgeable and helpful.” 

 
Family Satisfaction with CCS (Family Survey): 
 
“I would like to extend my heartfelt gratitude for the CCS program and everyone that worked with us. It 
was a well-oiled machine and worked here, even if not everywhere.” 

-Comment from Family Focus Group 
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Data from the Family Survey on overall satisfaction with CCS: 
 
As Figure 5 below illustrates, overall satisfaction with the CCS program is high, with 65% of CCS families 
rating 10 out of 10, and 77.3% rating it as a 9 or higher. There are significant race/ethnic differences in 
overall satisfaction, with Hispanic and Black families reporting the highest levels of satisfaction. 
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MEDICAL HOME:
MCHB Goal: Children and youth have 
access to an accessible, family-
centered, comprehensive medical 
home. 

Data on Medical Home (NSCH) 
Before facilitating the CCS Needs 
Assessment, we conducted a brief 
literature and data review in order to 
understand the current scope of health 
outcomes and issues facing CYSHCN in the 
past five years. One data source that we 
used was the National Survey on 
Children’s Health (NSCH) for the years 
2016 and 2017.1 

Medical Home for CYSHCN, from the 
National Survey of Children’s Health: 
 

o Only 42% of children in California receive their medical care in a medical home, and the 
proportion is even smaller among children with special health care needs (38%)  

o Nationally, children with private insurance are more likely to receive care in a medical home 
than are publicly-insured children (54% vs. 29%)  

o Most children in California (88%) have at least one usual source of sick care, privately-insured 
children more so than publicly-insured (95% vs. 80%) 

 
Note: According to the NSCH1, a child is defined as having a medical home if he/she has a personal 
doctor or nurse, a usual source of care, family-centered care, and if needed, having received needed 
referrals or care coordination service. However, in the survey, children with a valid, positive 
response to at least one of the components but were missing or skipped the other components 
were also counted as having a medical home. Also, while the National Survey on Children’s Health 
(NSCH) is representative of a little over 71,000 children nationally, only approximately 1700 children 
were surveyed from California, with a smaller percentage still of CYSHCN.  

 

Findings on Medical Home from the Title V CCS Needs Assessment 
 

Slightly less than half (48.8%) of provider survey respondents believed that their practices fulfill the 
American Academy of Pediatrics (AAP) definition of a medical home2, while almost a quarter (23.2%) 
were unsure. When asked what providers need for their practice to become a medical home, they most 
frequently responded “additional resources” (46.9%). From a list of possible resources to enable their 
practice to become a medical home, over 70% rated support staff for case management and care 
coordination as very important (see table below on rating of importance of resources).  
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CCS Needs Assessment Provider Survey  

(*Note: For medical home questions, survey results include only responses from physicians and nurses) 

• 48.8%  Consider their practices to be a medical homes for CYSHCN based on AAP definition of 
medical home 

• 28.0%  Do not consider their practices to be medical homes 
• 23.2%    Don't know/not sure 

 

  

 

 

• Are you currently part of a health plan that is supporting your practice to become a medical 
home?  

• 21.3%    Yes    
• 32.0%   No 
• 46.7%   Not sure/Don’t know  

 
While only 1 in 5 (21.3%) respondents indicated their membership in a health plan that is helping their 
practice become a medical home, 57.5% strongly agree and 26.4% somewhat agree that it would be 
helpful if Medi-Cal Managed Care Health Plans provided funding for pediatric practices that care for 
CYSHCN to become certified medical homes, and reimbursements to cover the costs of the additional 
staff and services needed to meet the requirements for such a certification. 

 

What would your practice need to become a medical home for CCS clients?
Additional resources (e.g. financial reimbursements, more staff) 46.9%
Nothing, I have everything I need to be a medical home for CCS clients 9.9%
Nothing, there are other reasons for my not providing a medical home for CCS clients 6.2%
Don't know/Not sure 29.6%

Ratings of importance of the following resources that could enable your practice to be a primary 
medical home for CCS clients:

Electronic medical record system that links primary care with pediatric subspecialty providers 58.7%
Ability to make informal consults and contacts with subspecialty providers (email,  phone consultation, 
and/or telemedicine) 57.1%
Reimbursement for longer office visits 61.3%
Support staff for case management/care coordination 71.4%
Adequate reimbursement for care coordination and case management services 65.1%
Readily available treatment guidelines for patients with specific diagnoses/conditions (e.g., 
neurofibromatosis, seizure disorders) 41.3%

Readily available community level resources (e.g., Regional Center, Family Voices) for my patients 
and their families to meet their social, psychosocial, and home health needs 51.6%
Availability of subspecialty pediatric providers in my network 67.7%
Direct mechanism for communication and interacting with the child’s school 31.8%

Table 2. 

Table 3. 
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CCS Needs Assessment Key Informants on Medical Homes for CYSHCN: 
During interviews with individuals from key organizations that serve CYSHCN or that work with California 
Children’s Services (CCS), respondents were asked whether the CYSHCN they serve had medical homes. 
As illustrated by the comments below, informants believed that some CYSHCN have a medical home, 
but most don’t.  

 Summary of comments on Medical Home for CCS and non-CCS CYSHCN: 
*Note: key informants were read the AAP definition of medical Home prior to this section of questions. 

• Not many children, CCS or non-CCS, have medical homes: 
o “Very few of the kids really have this. No one is driving a medical home plan for these 

families.” 
o “Not many. All have a Primary Care Physician, and in Medi-Cal Managed Care, they all have 

one in theory, but how functional in terms of the AAP definition, not very, not meeting.” 
o “As defined, NONE, I don’t think our primary care providers are set up to do this.” 

• Other hospitals mentioned that work as Medical Homes: 
o “Children’s hospitals and UC hospital – CCS designated centers. Both primary and specialty 

care all in the same environment. One stop shop for the families. Every center has the 
capability but doesn’t want to put in the resources. Funding from state and CCS to major 
centers (children’s hospitals). Centers should do this. In Southern CA, way more centers than 
there should be because everyone wants a piece of the pie.” 

o “Kaiser is a medical home. Working with kids who have Kaiser, challenge is when family 
wants a second opinion or want to see doc outside of Kaiser for sophisticate procedure, 
can’t. But that was a while ago and might have improved.” 

• If they knew of a medical home or worked with one, it was incomplete in some way: 
o “For those in [redacted county name], coordinate the diagnosis for them, but that’s not the 

definition of the full vision, but they are doing this.” 
o “We ran a study, did a survey based on the AAP definition [of medical home], and figured 

out that only 44% of CCS clients met criteria for a basic medical home.” 
o “With this definition, very few, maybe 20% and I’m being generous. We have pieces, we 

might have access to medical care, but might not be able to access early childhood 
education because of some health issue, or because the family doesn’t feel comfortable. 
Then who supports family around that issue?” 

• Sometimes, Federally Qualified Health Centers (FHQCs) are considered medical homes for CCS 
clients: 

o “I only know about CCS, all of our clients do because they are in the FQHC or RHC. For non-
CCS, I don’t know.” 
 

Focus Group Comments on Medical Homes for CYSHCN: 
CCS Administrators Focus Group 
• CCS county administrators did feel that many providers and health plans are trying to implement 

medical home models and practices, but they are not always successful: 
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o “I think the plan is trying to make that happen. It’s not happening. You can’t have it without 
all of the buy-in. They need to know what is expected of them. Nobody is informing them of 
that, there is a lack of education of the appropriate people. No, it’s not happening.” 

o “We’ve come up with a list of criteria for CCS medical homes that they [MDs] should meet, 
absolutely required, and then just desired criteria—when we showed this to the MDs in the 
community they said they couldn’t meet AAP criteria because the bar was too high, but they 
could meet our criteria. I think we are going to have [primary care providers] (PCPs) that are 
very interested in getting authorization because we can with our criteria and definition. 
[County name] developed a tool to evaluate medical home, validated the tool and 
administered it—the only problem is that it is entirely de-identified—but it does describe 
the quality of medical home services that kids in [county] are receiving.” 

• Some of the county CCS programs have their own protocols for trying to ensure that CYSHCN have 
medical homes: 

o “We had a person in our program who was running reports, so all of our kids in MTU 
(Medical Therapy Unit) have a medical home and we have a monthly report that reminds us 
“does this kid have a medical home?” So we are always reminding them. We only had one 
family that did not want a medical home. But because we have this report, we work really 
hard on getting them a medical home. Our goal is for the definition above, but sometimes is 
it just having a PCP—it depends on the care—of course our goal is to meet AAP definition—
but to some extent we just want to make sure they have somebody. We take what we can 
get and we are happy that we can at least get the kids signed up for something.” 

• Medical home capacity varies based on where CYSHCN and their families live: 
o “I think the answer varies with the geographic region you are talking about. We are a very 

pediatrician-rich community because of the hospitals that we have—have fed pediatricians 
into the community that have stayed. We are pretty lucky in that the pediatricians in our 
community are pretty good at providing care coordination, because our kids are low-income 
and the pay isn’t very good, and the private MDs can’t take too many kids with Medi-Cal so 
FQHCs cover the gaps because they are not scared of the low reimbursement rate.” 

• There are a lot of technical issues with implementing medical homes: 
o “One of our big problems is cleaning up the medical home database and E47. The problem is 

that, and IT people at the state know this, the medical home field can be completed by 
anyone that has access to E47, and every time someone is added—that variation of that 
person’s name is added multiple times there can be unlimited entries—the state is just 
beginning to work on this problem. Trying to clean that up. There is no mechanism of 
making sure that a different county doesn’t enter the same MDs name in a totally different 
way—it doesn’t allow us to map where our kids are going.” 
 

Capacity/Resource Needs to Implement Medical Home (CCS Administrators Focus Group): 
o “Care coordinators and case managers. Have been told that there isn’t funding for that.” 

 

o “If the physician does take it on, you need licensed people because these are complex kids. 
Needs more funding. MDs say they cannot afford to hire more staff.” 

 

o “That’s why the MOU required that CCS staff go in and case manage, and the state’s intention 
was that health plans would do that care coordination and case management, but that’s not 
happening.” 
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 “Our plan has told us that it is not them, it is the PCPs that do case management, but 

[the plan] didn’t tell [the PCPs] that...” 
 

Whole Child Model Medi-Cal Managed Care Plans Focus Group: 
• Some health plans are medical homes or provide the capacity for medical home: 

o “They do at [redacted health plan], they have a medical home, but they can also seek 
specialty care without requiring permission or referral authorization from their medical 
home. We definitely want and encourage medical home, but not necessarily in their 
capitated agreement without PCPs. We have one clinic that has been certified.” 

o “Medical home is a philosophy of Medi-Cal Managed Care, most that transitioned were 
linked to a medical home through their PCP and that was maintained. We promote that 
model of making sure that it is going to the PCP. PCPs are not paneled, but all of the 
specialists are paneled.” 

o “In terms of having a medical home, we feel better about people having ‘one stop 
shopping.’ We had patients in CCS that didn’t know that they had appeal rights. Now they 
know, and I don’t think we’ve had any grievances filed. We help them predominately to 
navigate the system.” 

• Primary care physicians (PCPs) from health plans are still learning how to work with CYSHCN: 
o “Not every PCP is as comfortable with a complex kid—sometimes specialists like Lucile 

Packard are used to that, they have PCPs that are used to it there.”  
o “I have talked to a few PCPs, and prior to Whole Child Model. I was told that sometimes 

they were left out.” 
• Partnering with PCPs or healthcare organizations has been a challenge, and a benefit: 

o “We could all benefit from a relationship with Kaiser so we are trying to partner with them. 
Very few PCPs in general that want to partner with us. When we have partnered with the 
medical home side of things, it has been extremely successful when they see smaller groups 
of kids...there are a lot of different programs out there that are trying to figure out how to 
partner with PCPs.” 
 

CCS Provider Focus Groups: 
• CYSHCN do not consistently have medical homes: 

o Sometimes reimbursement is part of the problem: “We’ve identified about 3,000 
special needs children in our program and only about 1,000 have an established medical 
home. Reimbursement plays a role in that we don’t reimburse for case management. 
We feel that the primary medical doctor (PMD) should be responsible. It would be 
helpful if they could be reimbursed to do case management and care coordination.”  

 
• CYSHCN can sometimes have medical homes through their specialty care centers (SCC) 

o “Our program director way back when CCS required this, made sure we were set up to 
be what is now called a medical home… In the past you didn’t get qualified as a SCC 
unless you had this in the past.” 
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• Some providers are concerned that taking on the medical home role may set patients and 
their providers up for having expectations for continuity of care that cannot be carried 
through to adulthood: 

o “If we do find one [an adult, primary care provider for a CYSHCN], we become a huge 
resource for that primary care MD because they don’t understand the patient as well as 
we do.” 
 

• Even though PCPs are meant to be medical homes, they sometimes do not succeed because: 
o Families seek PCPs to provide urgent, rather than on-going preventive care:  

 “At least for our patients, the PCP ends up being their urgent care—we have 
one sided information where we tell [the patients] what they need to do, but 
they don’t talk to us. [The PCPs] rarely get [the patients] for well-child visits. 
Sometimes [PCPs] see [the patients] for flu shots…” 

 “They [primary care providers] are coming to us for all of the things that they 
need because they have a money barrier, they [CYSHCN patients] have to come 
to us anyway, and when we give them PCP things such as flu shots then they 
don’t have any reason to go to them.” 

o Feeling unsure about how to treat children with complex medical issues: 
 “Difficulties with medical home is that some pediatricians are really afraid of our 

[CCS] patients—if our patients are immunosuppressed, that scares clinic 
pediatricians in the area. We don’t have a list of the ones that will take them 
and do well, and we don’t know which ones will work with our patients, and we 
also don’t know what insurance the good ones take. Patients in the farther flung 
communities have a harder time…” 
 

• What providers need to provide a medical home: 
o “We would need case managers that are skilled and know how to navigate through all 

of the systems that serve children with special health care needs.” 
o “Clinical nurse case managers are necessary; we need someone to be very responsive 

like that.” 
o In this case, they need a way to prevent burnout of nurse case managers: “Some 

concern about burnout of nurse case managers because they see so many patients and 
have to be in three places at once. Sometimes their jobs are also thankless and the 
“glory” goes to MDs for helping children.” 

 
Although for the purposes of this needs assessment, we used the American Academy of Pediatrics 
definition of a medical home, it is important to note that for many years, the state CCS program has 
used a child having a primary care provider as its working definition of medical home. Many agencies 
and providers working with CYSHCN still use this definition.  
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Access to Care 
 

Data from Family Survey (N = 3,592): 
 
Children in CCS generally have very good access to care, with 
72.9% of Family Survey respondents reporting that their child 
has a place they usually go for care and over 90% indicated 
that their child had a well-child check-up in the last year (see 
Tables 4 & 6). Many children also have a high level of service 
usage, with just over 50% indicating that their child has seen a 
health care professional five or more times in the last year, 
with 35.3% reporting seven or more visits (see Table 5). 
Furthermore, 45.9% reported that their child visited a hospital emergency room in the last year, and 
13% did so three or more times (see Table 7). 

  
 

 
 
 
 

 

 

 

  

We also asked families about services that their child 
needed in the last 12 months. Over 81% indicated that 
their child needed at least one of the services listed in 

Table 9, and 
approximately 

40% indicated that their child needed five or more of these 
services (see table 8). Medication was most frequently selected 
service, followed closely by dental checkup/teeth cleaning (see 
Table 9). The vast majority of families indicated that their child 
received all of the care they needed, 12.6% indicated that they 
got none of the other dental care that was needed, and 12.2% got 
none of the communication aids or devices needed. 

 

Number of Services Needed %
1 16.8  
2 15.8  
3 14.5  
4 14.2  
5-6 19.3  
7+ 19.3  

Yes 72.9%
No 20.9%
Do not know 6.2%

Is there a place that this child USUALLY 
goes when they are sick and you or 

another caregiver needs advice about his or 
her health?

0 9.7%
1 56.2%
2 17.4%
3+ 16.8%

During the past 12 months, how many times did 
your child receive a well-child check-up, which 

is a general check-up, when they were NOT 
sick or injured?

0 2.3%
1 9.8%
2 17.4%
4 18.4%
5 8.8%
6 7.0%
7+ 35.3%

During the past 12 months, how many times did 
your child see a doctor, nurse, or other health 
care professional for sick-child care, well-child 
check-ups, physical exams, hospitalizations or 

other kind(s) of medical care?

0 54.1%
1 21.3%
2 11.0%
3 5.8%
4+ 7.9%

During the past 12 months, how many times did 
your child visit a hospital emergency room?

Table 4. 

Table 6. 
Table 5. 

Table 7. 

Table 8. 
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CCS Administrator Focus Group: 
 
In the CCS administrator focus group, administrators of county CCS programs commented that the CCS 
children in rural and more remote counties face greater challenges accessing services, as the quotes 
below illustrate. 
 
• “Difficulty accessing local services - with the rural nature of our county, our children and families 
must travel anywhere from 4-6 hours to access specialty medical services. Because of this, our 
attendance to appointments is difficult and it can be hard to maintain services without regular 
appointments. Our families know the importance of attending regular appointments, but simply cannot 
make them due to distance, weather, inability to take time off work, and having multiple other children 
with some also having special medical needs”  

• “…we do pick up a lot of kids that have chronic infections in remote counties, we don’t send 
[those] kids home sometimes because they won’t be able to get what they need out there—we 
can’t find anyone out there that can do the dressing changes or get home care.” 

 
Administrative Issues Affecting Access to Care: 
 
Beside transportation, other issues impacting access to care included administrative and workforce issues, 
as described below. 

% Needed
Service All Some None 

Communication aids or devices 5.1 79.1 8.8 12.2
Dental checkup/teeth cleaning 18.0 87.6 8.0 4.4
Durable medical equipment 12.3 85.2 8.4 6.4
Eyeglasses or vision care 13.0 86.7 8.2 5.0
Hearing aids or hearing care 4.8 81.4 10.7 7.9
Home health care 5.2 80.1 9.9 9.9
Hospitalization (in-patient stay) 9.9 89.6 6.9 3.5
Medications 18.1 88.4 7.6 4.0
Other dental care 3.5 77.7 9.7 12.6
Pain management 4.0 84.3 7.8 7.8
Specialty care 11.9 87.0 9.9 3.2
Speech therapy 9.5 85.2 9.7 5.1
Substance abuse treatment/counsel 0.1 50.0 0.0 50.0
Well-child check-up 17.0 90.5 7.1 2.4
X-rays 11.9 89.9 6.7 3.5

During the past 12 months was there any time 
when your child needed the following services:

Received care (%)

Table 9. 
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CCS Needs Assessment Administrators Focus Group: 
• Vast inequality between independent and dependent counties regarding timeliness of 

authorizations and opening cases 

• Improved processing time needed for cases requiring ISCD review 

• “Better communication from ISCD regarding eligibility, annual renewals, and eligibility for new 
referrals. We are not receiving [replies to] emails.” 

• “Expiring annual renewals without a contact person to talk to. We have had three recently that 
expired without contact from the state though we submitted documents three months ahead of 
time.” 

Workforce Issues Affecting Access to Care: 
 
CCS Needs Assessment Provider Survey 
• 70% of providers agree that the Medi-Cal provider network has challenges due to limited availability 

and capacity of primary and specialty care providers  

 

CCS Needs Assessment Administrators Survey 
• Of the 44 respondents to the CCS Administrators survey, 100% stated that there are challenges in 

their program’s capacity to perform, including: 

 Difficulty hiring and retaining staff (such as physical and occupational therapists, nurse case 
managers, public health nurses, clerical staff) 

 State capacity to approve service authorization requests (SARs) in a timely fashion for 
dependent counties 

 Uncertainty about whether allocation to WCM county CCS programs will be adequate to 
cover minimum staffing standards 

 Unanticipated and unfunded workload in WCM county CCS programs 

 “There is unanticipated/unfunded workload remaining at the counties that was not planned 
as part of WCM, such as AMRs [annual medical reviews] taking much longer than the state-
allocated 12 minutes*, since the health plans are not able to provide medical records 
needed for AMR. Counties are also chasing the Medi-Cal churn as clients fall on and off of 
Medi-Cal. Inter-county transfers are significantly more complex, with difficulty obtaining 
records from the health plan. Complexities of straddling communication with the health 
plans, use of SFTP [secure file transfer protocol] for constant PHI [personal health 
information] data transfer, weekly, monthly, quarterly meetings with the health plans to 
troubleshoot and problem solve implementation and transition issues. 

2 

 

                                                           
*There is no specific DHCS requirement for AMR time allocation.  
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Barriers to Providing High Quality Care: 

Providers were asked about barriers to providing high quality care for their CCS clients. The most 
significant barrier identified was the amount of accessible and available resources (e.g. social services, 
mental and behavioral care, respite care), followed by transportation issues, resources need to 
coordinate care for CCS children, and working with Medi-Cal Managed Care Plans. 
 
CCS Needs Assessment Providers Survey: 

 
 
 
To qualify to treat a CCS child for a CCS-covered medical condition, medical providers must be “CCS- 
paneled”, meaning that they have submitted an application and have been determined by the CCS 
program to meet the advanced education, training, and/or experience requirements for his/her provider 
type in order to render services to a CCS applicant or client. The provider must also be certified as a 
Medi-Cal provider. The CCS child’s health insurance is responsible for covering medical treatment for 
non-CCS-covered conditions; this health insurance is Medi-Cal for 90% of CCS children. Rates paid to 
Medi-Cal providers have historically been very low and this limits the number of providers willing to 
become certified as a Medi-Cal provider. In the provider survey, we asked them about the availability 
and capacity of primary and specialty care providers in the Medi-Cal provider network. Almost 70% of 
providers strongly or somewhat agree that the network poses challenges (see Figure 8). 

Figure 7. 
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Access to Specialty Care: 

 
Data from Family Survey (N = 3,592):  
With the variety and complexity of medical 
conditions in the CCS population, consistent and 
reliable access to specialty care is essential. When 
asked about how many different specialists their 
child has seen in the last 12 months, over 91% 
reported that their child has seen at least one 
specialist, and 27.7% had seen four or more 
specialists. 
 
Over 30% of families said their child had seen 
specialists five or more times in the last year. The 
vast majority of survey respondents said that their 
child could always (74.1%) or usually (19.2%) see a 
specialist when needed. Just under 60% said their 
child could always see a specialist in a quick and 
timely manner, but 14.1% could only sometimes or 
never do so. 

0 7.3%
1 19.2%
2 19.9%
3 12.6%
4 10.4%
5+ 30.6%

How many times did your child see a 
specialist(s) in the last year?

0 8.7%
1 29.2%
2 21.6%
3 12.8%
4+ 27.7%

How many different specialist doctors has your 
child seen in the last 12 months?

Figure 8. 

Table 10. 

Table 11. 
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Of the families who could not always see a specialist in a 
quick or timely manner 65.5% could not see one specialist 
in a quick and timely manner, 21.1% could not see two, 
and 14.4% could not see three or more. The types of 
specialists that families most frequently reported they 
could see quickly include neurology (22.6%), 
ophthalmology (17.1%) and gastroenterology (15.3%). 
 
Family Focus Group: 
 
Families’ experiences with specialists varies: 

Some experience a great deal of trouble and delays in 
getting appointments with specialists: 

• “Lots of trouble with getting an appointment with a 
specialist, seven months it took to make the 
appointment—if they switch doctors they have to 
start that wait time over. Even if this is for a life-saving 
procedure, DME or medication.” 

• “Neurologist Specialist said that they don’t see 
children with autism so it took one woman a whole 
year before seeing her son. One specialist lost the 
results and so I waited two hours for them to have the 
results faxed—then the doctor gave the results in front 
of other people (not in private or confidential).” 

• “I tried to see a specialist at [local children’s hospital] and they flat out told me that there were no 
appointments there at all. [Hospital] told me that she was better off going somewhere else because 
they don’t have any appointments at [local children’s hospital] with specialists at all.” 

• “It took me six months to find out that my daughter didn’t have a brain tumor that would cause 
her to lose her sight—all because they didn’t have enough appointments.” 
 

Some families had positive experiences with most types of specialists, but most families have trouble 
with dentists or optometrists that are not well-equipped to handle CYSHCN: 

• “We have had mostly good experiences with specialists EXCEPT for dentists and optometrists.” 

Always 74.1%
Usually 19.2%
Sometimes 5.6%
Never 1.1%

In the last 12 months, how often was your child 
able to see a specialist when needed?

Always 59.4%
Usually 26.6%
Sometimes 11.3%
Never 2.8%

In the last 12 months, how often was your child 
able to see a specialist in a quick and timely 

manner?

Allergy/Immunology 4.8%
Cardiology 9.3%
Dermatology 6.0%
Developmental Medicine 5.9%
Endocrinology 10.3%
Gastroenterology 15.3%
General Surgery 3.6%
Genetics 7.1%
Gynecology 1.2%
Hematology 2.7%
Nephrology 3.7%
Neurology 22.6%
Neurosurgery 10.3%
Newborn Medicine 1.5%
Nutrition 4.8%
Ophthalmology 17.1%
Otolaryngology 10.3%
Plastic Surgery 2.3%
Psychiatry 5.6%
Pulmonology 8.5%
Rheumatology 1.5%
Sports Med/Orthopedics 10.1%

Type of Specialist not seen in a quick 
and timely manner

Table 12. Table 13. 

Table 14. 
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• “I had to wait five months for glasses that a five-year-old needed to see, Medi-Cal didn’t explain 
that if someone could call the specialist on their own and pay cash, they will be seen.” 

 

Family relationships with specialists vary, but they are best when specialists treat family 
members/caregivers as a part of the child’s care team, and can establish trust: 

• “The neurologist gave my granddaughter medication even when both me and my daughter 
disagreed that the medication was right for her, and told her just to give her the medication, even 
though it messes up her stomach. She [my daughter, the child’s mother] explained this to another 
doctor that would answer her questions and this new doctor [a new doctor that was not the 
neurologist that gave her granddaughter the medication that upset her stomach] said that the 
medication would have killed her granddaughter because it kills people with Mito.” Note: Mito is 
short for a particular mitochondrial disease that this person was referring to.  

• “My son has always seen specialist. Takes a long time to get the pharmacies to get approval for 
special formulas—pharmacies sometimes have made me pay out of pocket before authorization. My 
specialist always sends things before approval because she knows my son needs it.” 

 
Changes to services provided by specialists as a result of Whole Child Model: 

• “It used to be great. WCM doesn’t guarantee that the specialists will stay. Specialists don’t want to 
bill a million different medical plans.” 

• “I was told that I had to call the specialists and tell them that they had to work with the PCP. It didn’t 
used to be that way. In the past CCS, my case manager, they handled all that. We were able to see 
specialists when they needed to.” 

• “In the past I had a case manager that helped me to get to specialists. Now I have a pediatrician that 
keeps trying to make referrals that don’t get authorized.” 

 

Data from the California Children’s Specialty Care Coalition (CSCC), 2019: 
The California Children’s Specialty Coalition is association representing over 2,500 pediatric specialists in 
California. They are dedicated to ensuring children with complex health care needs have access to timely 
and high quality medical care, and that pediatric subspecialists are able to thrive in California’s health 
care environment, through strong leadership, education, and advocacy. They have shared with us the 
following information and data: 

• In the United States, approximately 1 in 25 children are considered medically complex. The 
number of children with complex health care needs is expected to double in the next decade, as 
advances in technology and medicine reduce mortality rates. 

• These children typically require care by one or more pediatric specialists, as well as access to 
services beyond the health care system.  

• Access to care is a multidimensional concept involving affordability, timeliness, frequency, 
geographic proximity, and cultural sensitivity. 
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In 2019, the CSCC conducted a survey of their membership. Below are their key findings: 

 

 
 

 
 
 

CCS Capacity  
All of the respondents to the CCS County Administrator Survey reported local challenges in capacity that 
impact their ability to implement the CCS program. These challenges include both the loss of skilled 
staff, including therapists in the Medical Therapy Units, and challenges with being able to hire staff. 
These challenges impact the ability to process eligibility determinations, requests for authorizations for 
services and DME, and to conduct annual medical reviews in a timely fashion and this impacts the care 
CYSHCN receive. Our analyses of 2018 administrative data in comparison to 2013 data indicate that wait 
times have increased significantly since the last needs assessment (see Table 17 and Appendix 14). DHCS 
is committed to addressing this issue. 
 

Average patient wait time for the 
following specialties that 

exceeded 15 business days for 
the 3rd next available initial 

appointment 
 

Average length of time CSCC members 
have been recruiting for certain 

subspecialties that exceed one year 
 

Table 15. Table 16. 



Title V 2018-2020 Needs Assessment of California Children’s Services (CCS) 
 

Prepared by the Family Health Outcomes Project UCSF   40 

 

 Administrators also cited communication challenges with DHCS/ISCD that impact timely authorizations 
and eligibility determinations, especially in smaller counties where DHCS/ISCD has a role in determining 
eligibility.  

Comments from CCS Needs Assessment Administrators Survey 
“It is very difficult for us to perform as a dependent county when SARs take anywhere from 1-3 months 
for approval. It has become so delayed that some service providers have asked to submit their requests 
directly to the state and pass our local office to try and cut back time. It is creating barriers to care and 
delaying care that these children need.” 

“Yes, pending SARS extended review time---they can sit in the queue up to 4 months....Need more nurse 
reviewers.” 

In addition, the implementation of the WCM, which affects approximately 30% of CCS clients, has taken 
considerable time at both the state and county levels. CCS Administrator Survey respondents from WCM 
counties stated that there is an unanticipated and unfunded workload that remains at the county level 
after implementing WCM and not enough staff.  

2 Days 
or Less

3 days to 
1 wk

Within 
1 week

Within 2 
weeks

2014 8.6% 30.0% 39.0% 65.0%
2018 5.9% 11.7% 17.6% 28.8%
2014 40.2% 25.0% 65.0% 79.0%
2018 16.9% 17.6% 34.5% 51.5%
2014 40.6% 33.0% 74.0% 86.0%
2018 25.1% 29.3% 54.4% 68.5%
2014 37.6% 21.0% 58.0% 73.0%
2018 25.9% 18.9% 44.8% 58.7%

Time from referral to CCS until processing of 
first Service Authorization Request (SAR)

Time from SAR to first authorization 

Time from request for home health 
assistance to authorization
Time from service authorization request for 
wheelchair to authorization

Table 17. Administrative Processing times from the Children’s Medical Services Case Management 
System 
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Data from Provider Survey (N = 161): 
While a majority of respondents to the Provider Survey believe that facility site visits are important, 59% 
indicated that they don’t believe that the state CCS program has adequate capacity (i.e. staff, clinical 
expertise, funding) to conduct periodic facility site visits to monitor and enforce regulations/numbered 
letters. These regulations/numbered letters establish the standards for the CCS program and the 

regionalized systems of CCS-paneled providers and special care centers, all of which has been designed 
to help the most vulnerable CYSHCN in our state. Ensuring adequate capacity to enforce these standards 
is essentials as improving the system of care for CSHCN can maximize positive outcomes for women, 
pregnant women and children in general, as “what works for the most vulnerable should work for all” 
(as stated in Title V Guidance). 

Provider Communication 
CYSCHN covered by CCS often have multiple diagnoses and need services from many providers, making 
communication from provider to provider an important aspect of adequately caring for these client both 
inside and outside of CCS’s systems of care for CYSHCN. However, from the key informant interviews 
and focus groups, we learned that there are communication gaps.  

Data from the provider survey indicates that providers communicate most with CCS Medical Therapy 
Programs (MTPs), and the least with community-based organizations and mental health providers.  

 
 

 

 

Figure 9. 
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Data from Provider Survey (N = 161): 
 

Barriers to provider communication: 

The most common barriers to provider communication with other providers are displayed below. Over a 
quarter of providers selected “time constraints” as a factor that is always a barrier to communication. 
Nearly half of providers said that HIPAA consent is sometimes a barrier to communication, and over 44% 
of providers said that a one-time use HIPAA form for provider-to-provider communication about 
CYSHCN would be very helpful.  

 

Figure 10. Communication with others serving the CCS Population 

Figure 11. Barriers to Provider Communication 
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Access to Mental and Behavioral Health Services: 
Mental and behavioral health needs and issues were incorporated in all components of the needs 
assessment because current literature and policy indicate their importance for the CYSHCN population. 

In the provider survey data, well over a quarter of care providers for CYSHCN strongly disagreed that 
CYSHCN served by any systems of care in California have adequate access to mental and behavioral 
health care. 

Data from Provider Survey (N = 161): 
 

 

Figure 12.  Strategies to Reduce Communication Barriers

 
 

      

Figure 13.  
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Families interviewed in our focus groups agreed with this data: 

Family Focus Groups: 
Families experience a lot of difficulties getting mental and behavioral health care for CYSHCN: 

• There is a lack of quality providers in general, and specifically few providers within a child’s 
insurance network, and few mental and behavioral health providers that can specialize in CYSHCN 
conditions: 

o “I called numerous times to get psychology or therapy for my son and I haven’t been able to 
find a good one, I found one once that works in the regional center and she told my son that 
he was “almost graduated from autism,” and even though she was nice and she gave him 
good tools I didn’t see a difference. CCS sent two new references to me by email, but one 
didn’t answer my calls and the other was difficult to get into contact with. It is hard to find a 
therapist for my son.” 

o “There is no psychiatric facility here and parents have to sit in the hall at the ER until they 
have a placement somewhere. Apparently they just built a facility. Still 20-35 minutes.”  

o “The entire mental health system in [county] is very poor. So many parents have called and 
they get no help. Even with suicidal, self-harm children.  We do have adults that are 
threatening to harm themselves and they only give them a hold for an hour and then turn 
them out.” 

o “The assessment they asked me about if she is depressed, but I don’t know if I could figure 
that out because she is non-verbal.” 

• Other times this is because behavioral health conditions are not covered, or the mental health 
condition is not considered part of the CCS condition: 

o “My daughter has multiple conditions that began with ADHD—it took six years to get proper 
machines for breathing at night—we’ve had issues with specialists saying that my child’s 
needs are not medical, just behavioral. They have told me all my children’s lives that if they 
didn’t have physical indicators of disability that they are not a priority—many of my children 
have attempted suicide—many employers won’t hire them with their disabilities. [Health 
insurance] has been one of the better places to bring them for mental and behavioral health 
issues where this is covered by Medi-Cal.” 

o “When my daughter tried to commit suicide, no hospital would take her for a psychiatric 
hold because she is autistic.” 

o “Not for my CCS child. CCS has said that it is not up to [CCS] to decide issues in mental 
health. CCS does not cover autism. ” 

o “Children with schizophrenia and bi-polar disorder are not being served by CCS and they are 
having a hard time.” 

 

Most seek out mental and/or behavioral healthcare from their county: 

• “Sees county psychiatrist. Not CCS, Medi-Cal covers cost of psychiatrist only once a month.” 
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Most families have found that parents and family members are not offered mental and behavioral 
health care through CCS or health plans: 

• “I saw someone at [health plan] and my son did too through [county clinic] to help my son and I had 
to leave [health plan] in order for my son to get mental health care. [County clinic] does 20 minute 
appointments and you wait for hours.” 

• “I don’t even know if I could get services.” 

• “Nobody asks me about my mental health.” 

• “The only people that asked me were my HHS [home health services] workers when she was born 
and then the CCS, nobody at the [health plan]. It was helpful in the beginning because I was 
depressed.”  

• “Our grief continues, am I sad about my child every day? No, they bring great things. Then there 
are those sneak attacks of grief that come and take you to the floor. So I think that mental health 
services would be great, especially for our young parents. Their wounds haven’t scabbed over 
even though it will never really heal.” 

• “Sometimes, but other times I’ve felt that I needed therapy and had no way of getting it. Social 
workers at [hospital] give personal cell phone sometimes to help with my child. But not for me 
personally to get access to therapy.” 

• “I have a therapist that is literally just helping me with paperwork to coordinate my child’s care, but 
we don’t talk about my issues or how to cope with everything and keeping everything afloat.” 

 

Screening for Mental/Behavioral Health and Social Determinants of Health 

Data from Provider Survey (responses from physicians and nurses) 
With the growing understanding of the impact of unmet mental and behavioral needs on health as well 
as the social determinants of health (SDOH), health care providers and health systems are increasing 
screening for social and mental health needs. Provider survey respondents were asked about screening 
for these needs (see 
Figure 14) and 
reasons for not 
screening (see 
Figure 15). 
Providers reported 
higher levels of 
screening for 
mental and 
behavioral health 
than for the SDOH. 

Figure 14: Mental Health and Social Determinants of Health Screening 
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Durable Medical Equipment (DME)  

In previous needs assessments, access to durable medical equipment (DME) has been an important 
focus. For CYSHCN who need DME, an inability to get the needed equipment in a timely fashion can 
delay discharge from a hospital or keep a child from being able to attend school. This problem not only 
increases costs for the healthcare system, but also decreases the quality of life for CYSHCN and their 
families. 

Data from the provider survey indicates that DME providers who refuse to provide certain types of 
equipment due to low reimbursement rates is frequently a problem.  

 

Figure 15: Reasons for not screening 
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Comments from Family Focus Groups: 

Families have had issues with getting access to supplies that are not DME with Whole Child Model 
health plans. There is often miscommunication or lack of communication between CCS and health 
plans and vendors: 

• “I never had a problem with the diapers before, they would come all of the time and on time and 
then we started to notice that they weren’t showing up. When June came, I called to find out and 
they said that she needed to get a prescription from the vendor. When I called the vendor they said 
that due to the changes they were not contracted with [health plan], and then I called CCS and they 
said that the vendor should be contracted and expected me to call and figure out who they are 
contracted with. Then finally, I got a list for three places in [my county], and they all said was “we 
don’t know why they keep referring you here, we don’t offer those services.” Then I finally called 
[health plan] and they were explaining she didn’t qualify for drugs. I had to go back to the original 
vendor to get the list of what they sent her in the past, and I had to go to the MD to get an 
authorization. Why do I have to keep asking for something that they know my daughter has a 
lifetime need for?  They didn’t even have my daughter’s chart in front of them. That is what the 
state is paying for. Do they want to pay for people that aren’t sufficient at their job? Or just cut 
everything? It is almost like they want to hide it from you, I feel like they’re not really there for you, 
why do I have to fight so hard? I have to fight a battle every day.” 

Families describe problematic practices: 

• One mother describes experiencing medical fraud: “I was charged for medications that were 
covered by Medi-Cal and then the place I was getting the medications was closed.” 

Data from Provider Survey (N = 161): 
Figure 16. How often are issues related to DME present problems for your patients? 
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DME provision is inconsistent across organizations, and lack of access to it outside of the CCS PT or 
MTU services can result in developmental delays for some CYSHCN: 

• “Most of the programs seem to be working well. The guidelines are constantly changing for CCS, and 
they don’t inform you. I went to college, but even for me it is confusing. The biggest issue that I had 
is that a lot of the treatments are not consistent—there was a period of time when my daughter did 
not get any therapy (5 years old, cerebral palsy) and I was given all of the excuses in the book. One 
thing is that they only allow you to get one necessary medical equipment and then are only granted 
one when the child is actively able to use it, for example a gait trainer. I had to get the Regional 
Center involved asking for medical equipment that CCS would not grant us (a light gate trainer). In 
therapy—they give her all kinds of equipment to use and then they tell the parents to duplicate it at 
home, but CCS won’t give them more than one piece of equipment—how are parents supposed to 
duplicate therapy at home so that she doesn’t lose what she has gained. Single mother, has nobody 
else to help. Other children with private insurance are surpassing my daughter and we lost a year 
because of CCS. A lot of the “prescriptions” they grant have to be signed off by an MD and there are 
always delays due to this. Long wait between prescription and administration, MDs sometimes don’t 
return authorizations don’t carry over, have to go back to the new MD for a new authorization.” 

Some families have positive experiences with CCS around DME: 

• “CCS helped us to get a wheelchair and delivered to the CCS office. [Our case manager] who was 
mentioned by two other parents today—very helpful with getting a proper wheelchair timely.” 

Comments from Provider Focus Groups: 
Provider Experiences with DME Timeliness/Delays: 

• Within in-patient settings, providers have begun establishing workarounds to better accommodate 
patients—sometimes at their own expense: 

o “In the inpatient side, we have set up workarounds for when a patient could go home but 
[they] are just waiting for equipment, we use internal funds to get the patient out of the 
hospital. This is because we see delays in DME. Medications and SARs can take days to get 
authorized, delays there as well. Historically we did have patients that had to stay for longer, 
then we set up this fund to try to help with the issue, but they are never reimbursed for this 
expedited service.” 

• Some providers have not ever heard of issues with reimbursement rates within their specific 
practices.  

• Some providers experience issues with authorization that lead to delays in DME provision: 

o Vendors sometimes take advantage of the system: “Some vendors seem to be adding lots 
of things, [a] ‘laundry list’ that seems to just be adding a lot to bill more when it isn’t 
something that a PT needs.” 

o Vendors also sometimes withhold equipment if they are not paid: “[There was a] patient 
that has [health insurer] and needed a safety bed and the vendor was trying to get three 
pieces of equipment and then held the bed hostage because [health insurer] didn’t pay for 
it. Then the mom went on social media, and then [health insurer] paid for it, and the child 
got the bed.” 
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• Getting access to DME can sometimes be a geography issue, with children in remote areas having 
less access: 

o “We also don’t have a lot, but we do pick up a lot of kids that have chronic infections in 
remote counties, we don’t send [those] kids home sometimes because they won’t be able to 
get what they need out there—we can’t find anyone out there that can do the dressing 
changes or get home care.” 

Provider Experiences with DME that is most difficult to get: 
Please note that the responses below actually fall under the category of supplies or medications, rather 
than DME, but we are presenting answers from our focus group participants. Also, these individuals 
mentioned that non-DME supplies were actually most difficult to get for them—they regularly had 
trouble getting them added to the formulary. 

• Lyrica, most commonly used to treat fibromyalgia 
• Formula 
• G-Tube supplies  
• Home Health Care (also not DME, but the provider expressed that there are large delays in their 

area)  

Telehealth 
Telehealth, the ability to meet with patients via phone or web conference, is important to CYSHCN and 
their families. This is especially because, as we’ve noted earlier in this report, CYSHCN and their families 
face transportation challenges that sometimes make traveling to medical appointments difficult. While 
some providers do provide telehealth services, not all do, and barriers remain. Suggestions from 
providers on how to reduce barriers to implementing telehealth are listed below.  

CCS Needs Assessment Provider Survey 
 (Note: Only including responses for doctors and nurses for telehealth questions) 

 
 

Barriers to providing telehealth: (open-ended, 
N = 95) 
 

• Reimbursement for staff and resources 
needed  

• Lack of patient access to needed 
technology 

• Up-to-date and secure (HIPAA- 
compliant) programs, portals, and 
electronic devices 

• “Very time consuming when using an 
interpreter” 

• “You can't do a physical exam” 

Figure 17. 
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What steps should be taken to reduce barriers to providing telehealth services? (open-ended, N = 72) 

• Improving reimbursement  

• Funding for secure technology needed to provide telehealth 

• “Eliminating the requirement that the telehealth services be provided at a health care 
center.  Wouldn't it be great to conduct telehealth visits using a patient's home???” 

• “Having a city- or county-based location a patient could go for a telehealth visit if they 
do not have access to the appropriate equipment or reliable internet connection” 

• “Encouraging ALL families to sign up for MyChart at the time of all new appointments 
and at the next available appointment when they haven't signed up yet.” 

• “Get up-to-date phone numbers at every encounter”  
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ADEQUATE INSURANCE 
MCHB Goal: There is adequate insurance and funding to cover services. 

Definitions: 
 

“Adequacy of insurance” is defined in the National Survey of Children’s Health as: 1) having continuous 
insurance in the past 12 months, and/or 2) having current insurance, which is adequate for the child’s 
healthcare needs.1 

The Association of Maternal Child Health Programs (AMCHP) defines this goal as: “All families of children 
and youth with special health care needs will have adequate private and/or public insurance to pay for 
the services they need (AMCHP, 2019).” 

Data on Adequate Insurance (NSCH): 
 

National Survey of Children’s Health  

• Insurance that is NOT adequate for 
CYSHCN is Purple/Blue 
• Confidence intervals for these rates 
do not overlap (not shown), indicating 
that California rates do not differ 
significantly from U.S. rates 
• CA ranks 5th for in non-adequacy of 
insurance compared to other states 
(and 47th for adequate) 
 
 

73.6%
68.4%

26.6%
31.6%

0%

20%

40%

60%

80%

CA US

Goal: Adequate insurance for CSHCN

Insurance is adequate for child's health
needs
Insurance is not adequate for child's
health needs

Source: NSCH 2016/2017 from CAHMI 

 

Figure 18. 
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• California does have significantly 
lower rates of uninsured CYSHCN 
than the U.S. 

• A large proportion of CYSHCN in 
California may be accessing both 
public and private insurance, similar 
to the U.S. as a whole 

• While CA’s combined insurance 
rate was unreliable, its large 
confidence interval overlapped with 
that for the U.S. rate, indicating that 
they are not statistically significant. 

 
 

Findings and Data on Adequate Insurance from the Title V CCS Needs Assessment: 
Data from Family Survey (N = 3,592): 
Note: All data reported from the Family Survey in this report is for families that have CCS coverage for 
their child. 

In addition to CCS coverage, most (90.7%) of our family survey respondents are also covered by Medi-
Cal, and some also have private insurance. For the vast majority of respondents, their child’s health 
insurance always or usually allows the child to see needed health care providers.  

   

 

 

 

 

 

 

Always 75.8%
Usually 19.1%
Sometimes 4.5%
Never 0.0%

Does your child’s health insurance allow your 
child to see the health care providers that your 

child needs?
CCS 100%
Medi-Cal 90.7%
Private 13.8%
Do not know 0.2%

Insurance Coverage

Always 36.2%
Usually 13.0%
Sometimes 4.6%
Never 3.3%
Don't Know/Not Sure 42.9%

Thinking specifically about this child’s mental or 
behavioral health needs, how often does this 

child’s health insurance offer benefits or cover 
services thatmeet those needs?

Source: NSCH 2016/2017 from CAHMI 

 

Figure 19. 

Table 18. 
 

Table 19. 
 

Table 20. 
 

Table 21. 
 

CCS 27.3%
Medi-Cal 24.2%
Private Insurance 2.2%
Do not know 2.3%
I do not need more 54.5%

Do you need more information about: 
(check all that apply)
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 We also asked respondents whether there were 
any services that their child needed in the last year 
that their insurance did not cover, and 18.7% indicated 
that there was. Of those respondents, 69.7% indicated 
that there was one service their child needed that 
their insurance didn’t cover, 16.7% indicated two, and 
13.6% indicated three or more services were not 
covered. The types of services that were most 
frequently needed and not covered by insurance 
include medications (26.2%), durable medical 
equipment (DME) (19.7%) and eyeglasses or vision 
care (17.3%) 

 Another insurance-related challenge identified 
by county CCS administrators is that CCS children 
losing their Medi-Cal coverage for reasons given 
below. 

 

Data from CCS County Administrators Survey (N = 44): 

Comments related to insurance: 
• “Create an aid code that pends the Medi-Cal for CCS eligible clients rather than dropping the 

Medi-Cal if pended so that folks do not experience a lapse in care”  

• “Stop the CHURN [children falling on and off Medi-Cal and CCS].  This leads to poor case 
management and fragmented services” 

•  “Require [Medi-Cal Managed Care Plan] to keep their children for 30-60 days when they fall off 
of [Medi-Cal Managed Care Plan] but still have fee for service Medi-Cal.” 

• “Difficulty with the managed care covering health care needs while waiting for CCS eligibility”  

Comments on CCS Financial Eligibility  
In addition to having a qualifying medical condition, a child’s family must also meet a financial 
requirement be to covered by CCS: a child’s family have less than $40,000 in annual income, regardless 
of household size, or medical costs for the child’s CCS-eligible conditions must comprise 20% or more of 
the household income. The CCS program is one of California’s oldest health-related programs and its 
goal was to keep middle class families with a CYSHCN from falling into poverty due to the expense of 
caring for their child’s special health care needs. Before the 1980s, a family could have an income up to 
$100,000 and still qualify for CCS. During the 1980s, California experienced a recession and lowered the 
eligibility threshold to $40,000 where it has remained since, while the alternative the 20% of income 
criteria remained unchanged. These financial eligibility criteria have been brought up in previous needs 
assessment, which we included again during this needs assessment.  

Communication aids or devices 7.2%
Dental checkup/teeth cleaning 13.6%
Durable medical equipment 19.7%
Eyeglasses or vision care 17.3%
Hearing aids or hearing care 5.4%
Home health care 3.7%
Hospitalization (in-patient stay) 3.9%
Mental/behavioral health care 4.8%
Medications 26.2%
Other dental care 13.0%
Pain management 1.8%
Physical/occupational therapy 11.9%
Specialty care 7.9%
Speech therapy 11.5%

In last year did your child need any services 
that their insurance did not cover? (Check all 

that apply)

Table 22. 
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CCS Needs Assessment Administrators Focus Group  
Financial eligibility criteria is far too low: 

• “That it is low. I talk to families that may not qualify because they are $100 or $200 over and 
then I’m looking what their out-of-pocket is going to be and it is right under 20%....the cost of 
living is so high and the $40K is so low.”  

• “If CCS would advocate for $300K then we (CCS) would be back in business!” 

• “YES YES YES—$40K is ridiculous, it hasn’t been looked at in many years. Needs to be increased.” 

• “I agree that $40K is ridiculous. So many families are losing their care. $50K is still a huge 
hardship if you have a child with a special health care need.  

Financial eligibility should not be a factor in whether or not a child receives care from CCS: 

• To me, the monetary figure is arbitrary and it should only have to do with medical need that 
should be the basis for CCS only.” 

CCS Needs Assessment WCM Health Plans Focus Group 

Health plans on Financial Eligibility: 
Financial eligibility criteria is inadequate: 

• “…You can also have someone fall off of financial eligibility and that doesn’t mean that they 
don’t still need it. So there is an inequity building because they have less funding support 
outside of CCS eligibility. I would love to have a pediatric team that doesn’t operate within this 
arbitrary line; I don’t think it benefits the children.” 

 

On Eligibility in General: 

Many health plans see the Whole Child Model as necessary to work around the restrictions put in 
place by the CCS medical or financial eligibility criteria: 

• “We have to think about it from the patient or family perspective, if a kid is having a negative 
experience, we want our team to be able to get involved regardless of eligibility. This is what the 
Whole Child Model allows us to act on. My son had very acute and time-related issues and was 
on CCS and it was terrible, and so I called the [the health plan] and they helped. And I would 
want to still be on [health plan] if I were still in need. I kept wondering ‘I work in this industry, 
how can other families that don’t have this knowledge navigate this?’” 

 

Health plans also indicated that because WCM may allow providers to deliver care to children who 
do not meet the CCS eligibility criteria, more providers may be willing to become paneled: 

• “One of the things that we have heard loud and clear from the providers is a sigh of relief 
because they don’t have to wait months to determine if they get approved for eligibility. This is 
one area that may be a benefit and maybe even entice providers to get paneled with us.” 
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• “We had one hearing aid vendor that was CCS-paneled and they refused to provide to CCS kids 
because they didn’t want to bill through the state, they only wanted to bill through [health 
plan]—now under Whole Child Model, they don’t have to do that.” 

 

Neonatal ICUs present issues for health plans because a child’s eligibility status fluctuates quickly: 

• “If I could be an advocate for any particular issue, it would be the NICU, we are literally afraid to 
touch it—there is a policy that is functioning well enough, but anything can change and cause a 
lot of confusion. Our CCS team receives all of the NICU requests to cover the expense or 
authorization request. The NICU complexity is all tied up in Medi-Cal eligibility and that 
changes, and trying to keep up with that on a day-to-day basis is difficult and these are some of 
the most expensive cases and they shift over time. There is no way to tell what the baby’s 
insurance will be after the first two months on the mom’s [insurance].” 
 

There are issues with Medi-Cal as secondary insurance: 

• “This brings up a problem, how to coordinate care when Medi-Cal operates as secondary 
insurance and there is a primary insurer? The system is only set up at the claims level and then 
we are held to requirements with an insurer that isn’t held to the numbered letters. Most all of 
them agree that this creates a lot of complications.” 
 

CCS Needs Assessment Key Informant Interviews 
• When the financial eligibility criteria was set, its designing body must have been considerate of the 

state’s financial capacity and therefore is fair and/or makes sense: 
o “It overlaps with Medi-Cal eligibility overall, and helps when people fall off CCS for money 

reasons.” 
o “I’m assuming that if there are still funds, that it must be appropriate.” 

 
• Financial eligibility criteria is widely outdated and does not adequately meet or consider the needs 

of low-income families in California with CYSHCN:  
o “It is pathetic – it is an insult and so unrealistic, especially with inflation. It shocks me really. 

Especially hard in high cost counties.” 
o “I wish that all kids had the same access as those that are financially eligible.” 
o “I did CCS 30 years ago in another county and then moved away. 40K is still the same 

amount as back then. Hasn’t kept pace with inflation.” 
o “Some families have to “spend down” to get on the program. One family member may quit 

their job to bring the family income down. This was extremely common before ACA, 
because the disease is catastrophically expensive (pre-existing conditions).” 

 
• Financial eligibility criteria could benefit from re-evaluation and a new perspective: 

o “I don’t feel qualified to know if the number or where to draw the line on income should be 
answered by those that need the care, not providers” 

o “They need to focus on coordination for those with private insurance or other insurance 
AND CCS and how much denial [patients that are denied based on financial eligibility but 
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would otherwise need CCS services] falls on CCS and public programs are asked to pick up 
services that the plans probably should cover.” 
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EARLY AND CONTINUOUS SCREENING 
MCHB Outcome 4: Children are screened early and continuously for special health care needs. 
 
Prevalence of CYSHCN 
Across the United States, almost 1 in 5 children aged 0-17 years have been identified with special health 
care needs. In California, almost 1 in 7 children are CYSHCN. Despite the lower prevalence of CYSHCN in 
California, the local population of CYSHCN is estimated at 1.4 million individuals. The estimated number 
of CYSHCN increases with the inclusion of eligible youth transitioning into adulthood (18-21 years). 
 
The identified population of both the nation’s and California’s CYSHCN has increased since 2001, but 
throughout this time California has had a significantly lower prevalence of CYSHCN that the U.S..i 

 
Prevalence of CYSHCN Over Time   
 2001 2005/2006 2009/2010 2011/2012 2016/2017 
California % 10.3+ 9.9+ 10.6+ 15.0+ 14.1+ 
U.S. % 12.8 13.9 15.1 19.8 18.8 

National Survey of CSHCN 2001, 2005/2006, 2009/2010, National Survey of Children's Health 2011/2012, 2016-2017 
+ Difference between CA and Nation significant at p < .05 
 
As children enter school, the prevalence of 
CYSHCN increases. In California, the 
population of CYSHCN doubles from infants, 
toddlers and preschoolers (0-5) to middle 
childhood (6-11) and slightly increases 
during adolescence (12-17). This increase 
mirrors the rise we also see nationwide.  

CYSHCN live within all household income levels, although slightly more children are reported within 
families with higher levels of poverty.  

 

Source: NSCH 2016/2017 from CAHMI                                                                                                     Note: FLP = Federal Poverty Level 
+ Difference between CA and Nation significant at p < .05 

Prevalence of CYSHCN by Age1 

 0 – 5 yrs. 6 – 11 yrs. 12 - 17 yrs. 
California % 6.6 17.0 18.8 
U.S. % 10.4 21.1 24.4 

Prevalence of CYSHCN by Household Income1  
 0 - 99% FPL    100-199% FPL 200 - 399% FPL 400% FPL or greater 
California % 17.3 15.2 12.4 12.2+ 
U.S. % 22.7 19.3 17.5 16.8 

Table 23. 

(Source: CAHMI 2016-2017) 

Table 24. 
 

Table 25. 
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Nationally and in California, 
Black children represent the 
largest race/ethnic cohort 
among children qualifying as 
CYSHCN.  
 
 
 
 
 

 
Prevalence of Conditions for CYSHCN in CCS 
 
All of the children covered by CCS are CYSCHN, but not all CYSCHN are covered by CCS. In addition to the 
financial criteria discussed previously, for a child to be covered by CCS, they must have a qualifying 
medical condition. Using data from the state CCS’s Children’s Medical Services data management 
section, we examined the prevalence of diagnoses by body system for children covered by CCS. While 
reviewing the table below, it is important to note that children in CCS, as well as many other CYSHCN, 
have more than one 
diagnoses. It is also 
important to note 
while the number of 
diagnoses by body 
system is large, and 
there are many 
diagnoses under 
each body system, 
the number of 
children with a 
specific diagnosis 
may be very small as 
many pediatric 
medical conditions 
are very rare. 

Source: NSCH 2016/2017 from CAHMI 

 

Prevalence of CYSHCN by Race/Ethnicity in the US and California 

Frequency of Diagnoses by Body System, Recorded >1% of the Time
Body System Diagnosis # with Diagnosis % of Diagnosed
Neoplasm 10,178 3.51
Endo Nutrition Metabolism Immunity 28,694 9.9
Blood/Blood-Forming 5,522 1.91
Mental Disorders 9,674 3.34
Nervous Sensory 76,012 26.23
Circulatory 11,623 4.01
Respiratory 7,263 2.51
Digestive 9,664 3.34
Musculoskeletal Connectivity 16,184 5.59
Congenital Anomalies 64,625 22.3
Perinatal 16,391 5.66
Injury/Poisoning 16,719 5.77
Source: CMSNet

Figure 20. 
 

Table 26. 
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The top two most commonly reported diagnoses by body system, requiring the support of California 
Children’s Services (CCS), are within the nervous system and congenital anomalies (see table 26).   
 
Early Continuous Screening Definition and Impact on Health Outcomes of CYSHCN: 
“Early identification allows communities to provide children with earlier treatment or 
interventions that are more effective in improving delays and disabilities and less costly than 
special education services in later childhood. It is also an integral function of the primary care 
medical home, and improving the developmental screening rate is a national performance 
measure for the Title V MCH Block Grant program (AMCHP, 2019).” 

Continuous Screening, Data from the National Survey on Children’s Health: 
A critical component of early identification of CYSHCN is developmental screening. Data from 
the NSCH indicates that both California and the U.S. have low rates of developmental screening, 
with only 22.2% of families in CA reporting having received developmental screening and 31.1% 
nationally. 1 Although CA appears to have a lower rate than the U.S., the differences are not 
statistically significant. Since only 136 families in CA responded to this question in the survey, 
the confidence intervals are large and resulting power to detect statistical differences is low.  

 

 

• California ranked 48th out of 50 for the proportion of parents indicating that their child received 
developmental screening. However, there was no data for rate of developmental screening 

Source: NSCH 2016/2017 from CAHMI 

Figure 21. 
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conducted for CYSHCN in California. Nationally, rates of developmental screenings among 
CYSHCN were low. 

• There was no data for California specific to parents of CYSHCN completing developmental 
screening, but the national rate for CYSHCN not being screened is high as well.  

Data on developmental screening in California’s Medi-Cal population is also problematic, as 
pediatricians and others who perform the screening have not been consistently using one code to report 
developmental screening. Fortunately, the state has introduced new efforts to increase rates of 
developmental screening by reimbursing providers to conduct developmental screening and use the 
correct CPT code. This will not only increase rates of developmental screening, but also provide the state 
with better data on these screening than has previously been available. 

Data from the California State Auditor’s Report Regarding Continuous Screening: 

• “An annual average of 2.4 million children who were enrolled in Medi-Cal over the past 
five years have not received all of the preventive health services that the State has 
committed to them.” (Source: California State Audit Report 2019) 
 

Findings from the High-Risk Infant Follow-Up Program (HRIF): 
The High Risk Infant Follow-up (HRIF) Program identifies infants who may develop a CCS-eligible medical 
conditions after discharge from a CCS-approved Neonatal Intensive Care Unit (NICU). The HRIF provides 
evaluation of the growth and development of infants and young children who are at risk for neurologic 
problems or developmental delays because of premature birth, low birth weight or other problems at 
birth. 

HRIF clinics provide follow-up care to infants discharged from a CCS-approved NICU who were born 
before 32 weeks of gestation, or with a birth weight ≤ 1500 grams, as well as infants ˃ 1500 grams and 
gestational age ≥ 32 weeks who meet specific medical eligibility criteria which put them at risk for 
suboptimal growth and development.  

HRIF is related the MCHB Goal of Early & Continuous Screening because it is meant to provide early 
screening and detection of a special health care need to a high risk population. 

• Tang et al. (2018) surveyed high-risk infant follow-up programs in California (56 out of 68 responded 
to the survey) 

o Forty-four percent of programs with higher no-show rates for subsequent visits estimated 
that the first visit no-show rate was between 10-30%. 

o Common strategies to remind families of appointments were phone calls and mailings. 

o Fifty-four percent of programs did not have a strategy to help families who lived distant to 
the high-risk infant follow-up clinic. 

 
• Hintz et. al. (2019) conducted a study to determine how to prevent loss to follow-up (LTFU), which 

can be detrimental to families and children, especially very low birth weight (VLBW) infants. They 
observed that: 
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o Of the 80% of VLBW infants referred to HRIF in 2010-2011, 74% had at least 1 HRIF visit 
within 12 months 

o Forty-eight percent of families had unknown reasons for LTFU. Other reasons for LTFU 
included: Parent refused (6%), family moved (5%), insurance authorization denied (3%), 
unable to contact (14%), other high risk follow-up (3%), other reason (8%) 

o More likely to attend the first HRIF visit was associated with: 

• Older maternal age, lower birth weight, private insurance, a history of severe 
intracranial hemorrhage, having two parents as primary caregivers, HRIF program 
volume, and lower birth rates 

o Less likely to attend the first HRIF visit with associated with: 

• Maternal race of African American or Black, or living a greater distance from the 
HRIF program 

 

HRIF Needs and Ongoing Efforts: 

Needs identified based on research findings: 

• Identify family risk factors and challenges in access and resource risk factors while infant is still 
hospitalized in the neonatal intensive care unit 

• Provide families with enhanced education about the benefits of HRIF  
• Create comprehensive neonatal intensive care unit-to-home transition plan 

 
HRIF program is working to: 

• Better characterize family and caregiver barriers to HRIF visits 
• Better understand what program-level resources are needed to address process challenges  
• Identify opportunities for intervention and strategies that need to be tailored to HRIF programs 

and regional needs 
 

Findings on Early Continuous Screening from the Title V CCS Needs Assessment: 
Data from Provider Survey (N = 161) 
Over 95% of providers feel that the annual well-child visit for CYSHCN is very important  

Are CYSHCN receiving well-child visits?  

• 50% said: Yes, most appear to be having these visits  
• 24.2% said: Yes, but only some appear to be having these visits         
• 9.1% said: No, it appears that most are not having these visits            
• 16.7% said: I don’t know whether they are having these visits   
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Who is providing these visits: (open-ended) 

• Almost all reported Primary Care Providers  

Comments from Key Informants: 
Some stakeholders stressed the contribution of the social, economic, and educational background of 
families in determining which children are screened, and how early: 

• “Real disparity in the success of the program depending on the social and economic status of 
the family they are from. There is a wide variety within CCS. Ability to navigate the system to 
some degree relates to privilege and education level, which extends to getting kids screened 
early, doesn't happen if children don't have a 'strong advocate'.” 

Stakeholders also expressed that screening needs are not being met: 

• “Given that we don’t have comprehensive care coordination, mental health or developmental 
screening…not doing well.” 

Comments from Focus Groups: 
• “…there is always a huge waitlist in getting kids into any kind of behavioral program. We’re not 

equipped to help families through this, that’s not our training. I see this as a real need.” (CCS 
County Administrators Focus Group) 

• “Mental and behavioral health of the child—it is lacking and has never been well-addressed.” 
(CCS County Administrators Focus Group) 

•  “Oftentimes that no-show is a ’solution’ to things that aren’t being managed: income, food, 
shelter, security, trauma—pediatric handholding, when you don’t have a family that is able to 
engage we have providers that can address these underlying basic needs. We need to do social 
screening and we need pediatric MDs that can address these social issues.” (Provider Focus 
Group) 

Recommendations from others: 
The California State Audit Report 2019 provided recommendations to help improve access to 
preventive health services: 

• Increase funding to help programs that implement a pay-for-performance program that will 
motivate plans to provide more consistent preventive services to children in Medi-Cal. 

• Assess travel distance and time for Medi-Cal beneficiaries and help obtain health services 
outside the plan.  

• DHCS can help by tracking and reporting utilization rates on performance measures, 
increasing providers where they are needed the most, conducting annual medical audits for 
the procedures, validating the accuracy of the directories, and identifying effective incentive 
programs at the plan level and sharing these results. 
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COMMUNITY BASED SERVICES 
MCHB Goal: Community-based services for children and youth with special health care needs are 
organized so families can use them easily.  
 

Community-Based Services Definition: 
 
“Services for CYSHCN and their families will be organized in ways that families can use them 
easily and include access to patient and family-centered care coordination (AMCHP).” 

 

A well-functioning system as defined by the NSCH survey is a system that includes family partnership, 
medical home, early screening, adequate insurance, easy access to services, and preparation for adult 
transition. 1 

National Survey on Children’s Health Data, 2016/2017:  

Both nationally and in 
California, only 1 in 6 
CYSHCN receive care in a 
well-functioning system; 
there are no significant 
differences between the 
nation and the state on 
this indicator. 

 

 

 

 

 
Findings and Data on Community-Based Services from the Title V Needs Assessment: 

 

Data from Family Survey (N = 3,592): 
Functionality of the system was assessed in the Family survey by asking families how they have been 
impacted by the system and having to care for their child. Below are highlights from their responses. 

 

Figure 22. 
 

Source: NSCH 2016/2017 from CAHMI 
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General family knowledge about systems of care for CYSHCN: 
• Over a quarter (27.3%) of families indicated that they needed more information about CCS 
• 24.2% needed more information about Medi-Cal 
• While 47.5% were aware of how to file a grievance or complaint about their child’s health care, 

35.8 % were not. 
 Out of those who knew how to file a complaint, 13.2% had and 86.8% had not 

filed a grievance or complaint 
• 77.4% knew who to call in order to get answers about their child’s care or insurance, 12.1% 

didn’t know, and 10.5% were not sure 
 
Care Coordination: 

• For most family survey respondents, English was the primary language spoken at home. English 
is not the primary language for 31%, and of these families, 50.1% always needed interpretation 
services, and 15.1% usually did, and 24.1% sometimes did.  

o Out of those that needed interpretation services, 69.5% always found them available 

• 52.3% of families felt that their children’s services were always coordinated in a way that makes 
them easy to use, 28.7% indicated usually, 14.7% indicated sometimes, and 8.7% indicated 
never. 

• For families with children having a need for these services, 53.4% of families indicated it is 
always easy to coordinate therapy (physical, therapy, occupational) for their child in a school 
setting, 24% indicated usually, 13% indicated sometimes, and 8.7% indicated never. 

• 15.1% of families felt that they always needed extra help getting, setting up or coordinating 
their child’s care.  

Case Management & Care Planning: 
• 34.7% of families indicated that nobody outside of the family helps to arrange or coordinate 

care for their child, 20.7% indicated that a received help from county CCS case manager.  

• 32.5% of families indicated that a health care provider or case manager had linked them to 
support and 36.7% said they did not; 30.9% did not know. 

Impact on Families: 
• 64.4% of families spend between 0-5 hours a week arranging or coordinating care for their 

CYSHCN 

• 14.0% of families spend between 6-10 hours a week arranging or coordinating care for their 
CYSHCN 

• 14.2 % of families spend between 20+ hours a week arranging or coordinating care for their 
CYSHCN 

• 50.8% of families spend 0-10 hours a week providing care for their child’s medical condition at 
home, 10.2% spend 10 to 20 hours, and 20.2% spend 70+ hours a week. 
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• 54.3% of families cut down on hours or had to leave their jobs because of their child’s health, 
and 43.1% did not 

We also asked families about their needs for the various community-based services and whether they 
were able to get all the help they needed. Approximately 17% of respondents indicated a need for at 
least one of the services, and of those respondents, 67.1% needed one service, 19.2% needed two, and 
13.7% needed three or more. The most-needed services were mental health care, emotional support or 
counseling, as well as respite care. The service needs that were less likely to be met include those 
addressing housing needs and respite care. Very few families received all of the services they felt that 
they needed. 

 

 

Data from Provider Survey (N = 161): 
We also asked providers about care coordination and navigation, which are important components of a 
well-functioning system. 

• Providers agree that care coordination is important, but a sizeable number of providers 
indicated that they are unaware of who pays for it, or that no one pays for it:  

      

 

• The majority of provider agree that parent liaisons to help families navigate the health care 
system should be a CCS program priority. 

% of Needed Received Service (%)
Services Always Usually Some Never

Respite Care 36.9 29.1 14.8 21.5 34.5
Genetic Counseling 16.2 50.0 6.1 17.3 26.5
Mental Health Care, Emotional Support or Counseling 37.7 36.0 12.3 26.3 25.4
Legal Issues 11.6 28.6 11.4 27.1 32.9
Housing Issues 12.7 29.9 11.7 18.2 40.3
Accessing Food Assistance and Other Government Benefits 18.2 55.5 9.1 20.0 15.5
Other 3.8 39.1 17.4 30.4 13.0

During the past 12 months was there any time when you or 
other family members needed the following services:

Table 27. 
 

Table 28. 
 

Table 29. 
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• Because of previous findings regarding youth who have aged out of CCS having a hard time 
finding adult providers and navigating that system of care, we asked providers about extending 
CCS coverage until 65 for certain CCS conditions. As the graph below demonstrates, most 
provides said yes or that they were not sure.  

 

Comments from Key Informants Regarding Family Engagement and Family-Centered Care: 
• Strength of CCS: Care Coordination/Case Management: 

o “Family-centered case management and care coordination works well for the most part” 
o “Attempts at care coordination – even if it does not always work.” 
o “Case management is a strength, having a pivot point to help guide family through dynamic 

and complicated process.” 

Figure 23. 
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o “Case management through the county-based system is essential to meeting the needs of 
kids, in [specialization center]—[providers] being able to communicate with multiple 
providers and have long-lasting relationships with our families.” 

o “Availability of coordination of care; point of contact with MD who can bill CCS.” 

• Challenges encountered or witnessed by key informants: 

o Non-CCS children miss out on quality care and care coordination: “I know that our [redacted 
hospital name] nearby tries to get a lot of children [CCS] eligible. For our children, because 
we provide comprehensive case management, I don’t know of any other programs that 
would provide this for children that aren’t insured, I’m not sure how that works, that might 
be a challenge for children not [CCS] eligible and uninsured.” 

 

Case Management/Care Coordination in County CCS Programs: 
• Major barriers: varies in quality and clarity on a county-by-county basis: 

o “Varies enormously. Huge case load differences across counties. Some places it is probably 
done well and some done minimally. No standardized way to stratify CCS clients.” 

o “If ‘case management’ falls under the umbrella of ‘care coordination’, then we are doing 
case management for eligible conditions.” 

o “Mostly observational, patients coming from dependent to a large county with more 
services and resources.” 

o “I would have at one time said that we do a great job, but we don’t. Within our county 
we’ve never been proactive in case management, it is almost crisis-driven which does not 
meet the definition of case management.” 

o “In my experience, I think we do a fantastic job of providing comprehensive case 
management for our clients.” 

• Major barriers: large and unmanageable caseloads, introduction to WCM, and losing case 
managers: 

o “We currently have one nurse case manager for 900 cases, they do they best they can. We 
have two social workers. They work very hard but hard to get to everyone. It is hard to do 
case management the way they want to. We had a case manager leave and it is hard to 
replace them because of Whole Child Model and job ending. State gives limited money for 
case management. I have heard that Partnership has 80 cases per case manager. Decreasing 
the caseload would be good.” 

o “The definition of case manager and what they do (the activities listed) are not aligned. They 
are the catalyst and the advocate, they are only supposed to have a few dozen cases, but 
CCS staff has hundreds of cases, as a result some get managed really well and others don't. 
The term case management doesn't make sense when the case load is so large.” 

• Family engagement and participation can be both a barrier to and a help for case management 
and care coordination: 
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o “Parents do and are helped by others. There are good outcomes because of a strong parent 
at the head of the table. But, should parents have to do that? Some parents wouldn’t give 
up leadership no matter how competent other people at the table are. But, this could help 
to lift the burden on families.” 

o “It varies. If you have a strong, decisive leadership from parents and other professionals 
around the table, you can have well-coordinated care, but there are other things that can 
get in the way, for example, [parents will have] problems getting DME.” 

o When asked who coordinates care for CCS clients: “I would be surprised if the answer was 
anything other than the parents. There isn’t a single care coordinator that I’ve ever seen 
for our children.” 

• Suggestions for improvement include:  

o Communicating and working with community partners: 

 “Get to know community partners and partner. Don’t be a closed system.” 

 “Too big a job for CCS to do with current capacity and coordination. What [redacted 
hospital] recommended to [redacted county name] CCS was build relationships with 
their community partners, counties don’t typically do that, it is a very isolated and 
closed system. They started to get results when they started helping [redacted 
specialty center] get to know the community partners. If they don’t know who is in 
the community, they can’t tell the family.” 

 “Part of the problem is that it involves lots of different agencies and hard to make it 
convenient for families. Incentives just aren’t there to be an active partner. To make 
it work, everyone needs to feel invested in getting best outcomes but no incentives 
other than meeting system needs. We need to prioritize family needs. How do we 
set better incentives for the right outcomes?” 

o Clearly defining roles in case management and coordination: 

 “Sorting out who should be doing what. For CCS kids, CCS should take the lead in 
sorting it out.” 

• Better train staff to conduct case management and/or care coordination: 

o “We need more and better trained, delegate tasks that don’t requiring nursing 
expertise” 

o “More case managers, making the primary care physician the pivotal point. The PCP 
could see the client in a different way.” 

o Additional state funding to bolster case management and care coordination staff 
and efforts: 

 “Reducing caseloads. More training in case management funded by state.” 

 “Getting there, but resources are allocated disproportionately.” 

• Do care coordination and case management with the specialists: 
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o “Looking at different model and actually doing care navigation and 
integration with specialist. We have done some of this in the past when in 
the program and working with hospital. It needs to be more holistic. We 
wanted the provider to take care of whole child, and not the health plan.” 

• Also important to note, some key informants thought that Whole Child Model will 
or already is improving these services: 

o “What they are trying to do with pilot [of WCM]. Focus, redirection and 
resources.” 

o “If we were not in our pilot [for WCM], care coordination [would be] anemic 
and not happening.” 

• Changes to care coordination, case management, and continuity of care for both 
CCS and non-CCS CYSHCN to make it more family-centered: 

o “Medical homes, regionalization of care to centers of excellence. Look at 
the data and use to improve outcomes.” 

o “Needs to be legislative advocacy at a really high level and family-
centeredness. Until systems are integrated and talking to each other – has 
to happen at top level, like making shared plan of care required by law.” 

o “Training for staff might help. Coming up with good behavioral questions 
to ask families to get a good assessment of what is going on. We have so 
many clients that can’t do it. When thinking of the child, think of whole 
families because it affects them too. When families are in the know, it is 
easier and better for the child.” 

o “Getting more involvement of families in advisory council. Also need to 
engage families differently to be more family centered – engaging a family” 

o “…do care planning, make sure every CCS client has a real care plan. What 
are family’s goals and priorities and what role do they want to play. If they 
required care plans, that would at least get the information. Needs to be 
standardized and comprehensive care planning. For both CCS and non, this 
would educate families to expect family centered care” 

 

Comments from Family Focus Groups: 
• “My 18-year-old grandchild (I am his guardian/conservator for 15+ years and have cared for him 

since birth) has been receiving CCS benefits since he was an infant. I honestly can say I don't know 
what I would have done back then without them.  He has a twin with the same muscle disease and is 
also a CCS client.  Their particular disease is known as one of the most under-diagnosed diseases due 
to the complexity of symptoms. It is genetic with each generation presenting more severe until 
finally a baby with the most severe form is diagnosed. We are so grateful to have our CCS manager 
who understands my grandsons' needs and helps us keep our team of doctors that care for them. 
And now with the new diagnosis of leukemia, it is even more important than ever that we keep 
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receiving our authorizations in a timely manner. It means so much to have a specialized group at CCS 
that truly understands complex diseases and knows the importance of keeping on top of the kids’ 
needs. We have never had a delay in a call back or authorization ever, and when you have a 
seriously ill child, that means a lot. We are also grateful to the Lucile Packard Children’s Hospital and 
Medical doctors that accept Medi-Cal/CCS. 

• “My nurse case manager always reached out to me and to my wife what we needed to do. For 
example, who to call, and what stuff we needed so that CCS can authorize services. My nurse case 
manager also kept us updated of what is going on so we know what to expect.” 

• “A lot of it is better communication. Even sending out what rights are in CCS, understanding of how 
program works. I didn't even know how my child qualified. It was a traumatic time when I signed the 
paperwork and I must've signed it not realizing. I'm sure someone told me because I was caught up 
in life. 

 

Many families feel that CCS has been supportive and helpful since their child was diagnosed. Most 
expressed feeling less supported with the Whole Child Model and health plans. 

Comments from families in Whole Child Model, Medi-Cal Managed Care health plan counties: 
• “It was wonderful, before the change. I liked CCS. They did the AFOs [ankle foot orthosis, they did 

the tubes, the diapers, they did PT, they were awesome. They were always there.” 

• “In the beginning, when you have a child with a life-changing, lifelong diagnosis, there are so 
many agencies coming at you. In CCS, my daughter had the same case manager the entire time, 
maybe two in all of her years, she had CCS until she turned 21. If I had a question, I could call 
Patty [case manager], if I had a “share of income letter” that scared me, I could call Patty. Supplies 
were covered very constantly. They even helped with transition.” Note: this person’s child aged 
out of CCS prior to WCM.  

• “All the people you dealt with had such great expertise.”.  

 

In particular, families indicated that health plans do not familiarize themselves at all with individual 
cases, which is problematic for the care of medically-complex children:  

o “I complained to [health plan] and I asked them why they were doing this, they aren’t 
becoming more familiar with my daughter—CCS used to be like my family away from 
family because I didn’t have to justify with them. They knew my child’s history; if they had 
questions, they’d call me and/or get back to me.  

o “One of the problems that [health plan] is having is that they hired people that don’t 
know what CCS does and they don’t provide direct care. If this is the same care, why do 
we have to work so much harder for it?  The [health plan’s] complaint department only 
keeps complaints for 24 hours.” 

o “The difference between CCS and [health plan] is that CCS errs on the side of the child, 
and [health plan] is cost-saving.”  
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Sometimes CCS (both with and without the WCM changes) is not modeled to take into 
consideration other issues aside from the child’s medical condition: 

• “My son had a neurologist in [a city over 100 miles from where we live], and he knew my son and 
his issues really well—but in order to see this same specialist, he has to go to his PCP for 
authorization first.” 

•  “After-hours therapy would have been helpful so that A) kids don’t get pulled out of school, and B) 
parents are able to be there to learn what they need to duplicate at home.” 

o Several other parents expressed that their children were being pulled out of class, and 
sometimes they didn’t have any idea of what CCS was doing in these sessions. Note: it is 
unclear whether or not this is an issue with CCS or the school district. 

o Other parents also mentioned children missing school for OT/PT and medical appointments, 
and being held back in school as a result.  

• “It is very hard to make appointments or schedule regular appointments. The employees are 
switched a lot. It doesn’t make sense why I can’t have a regular appointment (ex. regular 
appointment at 8 on Tuesdays).” 

• “They don’t cover vitamins and it gets very costly outside of CCS.” 

 
Comments from families that are not in Whole Child Model counties: 
 
• “Just started OT and PT through CCS, on campus where she goes to preschool. Have two 30 minute 

sessions each week—it has actually been going really well so far. There has been an issue with 
covering visits with specialists, but I feel good about that being covered.”  

One common theme in our Family Focus Groups was that families worried that they would be 
disqualified from receiving CCS services should the agency find out that they are also using private 
insurance services: 
 
• “CCS would not allow us to do private therapy as well as CCS—we found out that she would be 

kicked out of CCS if they found out that we were accessing private insurance too. Why couldn’t we 
take her to get extra therapy without keeping it ‘hush-hush’?” 
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TRANSITION 
MCHB Goal: Families and providers plan for transition to adult care and services. 
Transition Definitions: 
 

CYSHCN who are served by CCS are only eligible until they turn 21 years of age. CCS mandates that 
starting at age 14, the CCS children and their families should start being prepared for transition to adult 
care and should be adequately prepared by the time the child ages out of CCS. 

Data from the National Survey on Children’s Health, 2016/2017): 
The percentage of adolescents with SHCN who have received the services necessary to transition to all 
aspects of adult life, including adult health care, work, and independence is low.1  

 

• In order to meet the criteria for this measure, youth with special health care needs 12-17 years 
old must meet three components: 1) doctor has spoken with the child privately without an adult 
in the room during last preventive check-up; 2) a discussion about transitioning to adult care has 
transpired, if necessary; and 3) doctor has actively worked with a child to understand changes in 
their health care. If a child has at least one valid positive response to any of these components 
and the remainder of the components were missing or legitimately skipped, these children were 
categorized as receiving adequate transition to adult health care in the 2017 scoring of this 
measure. 

• Similar to the medical home data, confidence intervals are wide for both national and California 
prevalences, and do not differ significantly on this indicator.  

• California is ranked 19th at providing necessary transition to CYSHCN and their families in the 
2016/2017 NSCH.  

Findings on Transition from the Title V CCS Needs Assessment: 
 

Source: NSCH 2016/2017 from CAHMI 

 

Figure 25. 
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Data from Family Survey (N = 3,592): 

Only 30% of Family Survey respondents have a child 14 years or older. Of these families, only 38.2% 
report having had a doctor or other health care provider discuss transition with them.  

 

  

 

 

 

 

Twenty-three percent of families reported that CCS has helped their child find an adult provider. Some 
received assistance from their health plan (13.8%) or their pediatrician (13.5%), but the majority (47.4%) 
report that their child has not received help from any of these sources. Of those who have received 
help, 61.4% were able to find an adult provider. 

Family survey respondents with transition-aged youth were also asked to suggest helpful ways of 
receiving information about moving from child to adult services. Face-to-face communication with a 
provider was the top response 
(54.9%), followed by brochure 
or other reading materials (32.5%), and a letter in the mail (32.1%). Only 7.3% indicated that more 
information on transition would 
not be helpful. 

Data from Provider Survey (N = 
161): 
Providers were also asked 
about services that would 
benefit youth aging out of CCS 
that also have Medi-Cal; the 
overwhelming majority of 
providers agreed that they 
would benefit from finding 
specialty and primary care 
providers. They were also asked about other strategies that could help with transition; key themes are 
listed below.  

Yes 38.2%
No 50.3%
Do not know 11.6%

Have doctors or other health care providers talked with your 
child about how their health care needs will be met when your 

child turns 21?

CCS 22.6%
Health Plan 13.8%
Our Pediatrician 13.5%
None of the above 47.4%

Have any of the following people or organizations helped your 
child find an adult medical provider? Check all that apply:

Face-to-face with provider 54.9%
Brochure or other reading materials 32.5%
Letter in the mail 32.1%
At school 6.7%
At Medical Therapy Unit (MTU) 10.8%
Patient support group/services 8.5%
Workshop or info session 12.0%
More information would not be helpful 7.3%

If more information about moving from child to adult services would 
be helpful to you, in what ways would it be most helpful? (check all 

that apply below):

Yes 30.1%
No 69.9%

Is your child 14 years 
or older?

Yes 61.4%
No 12.8%
Do not know 25.8%

If yes, were you able to find 
an adult doctor or provider?

Table 30. 
 

 

Table 31. 
 

Table 32. 
 Table 33. 

Table 34. 
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Strategies to improve transition: 
• Pediatric 

providers/specialists see 
CYSHCN into adulthood 
• Telehealth  
• More family engagement 

from CCS 
• More collaboration and 

partnership between pediatric 
and adult providers 
• Providers need to start 

discussing transition at age 14 
• Outside funding for 

specialized transition programs 
(which some have already) 
 

 

 

Focus group participants and key informants were also asked about transition and the themes. Their 
comments and suggestions are summarized below. 

Provider Focus Group Comments: 
Focus group themes:  

• Very hard to find a provider to see CCS clients as they age out, especially with Medi-Cal 
insurance 

• Lack of transition planning 

• Lack of adult specialists with expertise in conditions originating in childhood 

 

Focus Group Comments: 

• “For pediatric and adult world, it is day and night. We noticed when they transition, it is 
hard to find a provider that understands the complexities of their disease, we have a lot of 
kids bouncing back and asking to be seen by us after transition. Need a smoother 
transition.”  

• “We are trying to partner with providers in outlying counties that may only see one HIV 
transition special health care needs kid, and they may only call them once and if they don’t 
show up, they say that is ‘too bad’ because they are adults and they can take care of 
themselves. We’ve had several patients die in the last ten years because of this, because 
they have had 10-12 regimens in their lifetime and the MDs don’t have the capacity or the 

Figure 26. 
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support groups to deal with the ‘born with HIV’ population, they don’t fit into the behavioral 
health support groups for this.” 

• “The cost of living in big cities is prohibitive so these complex patients are moving farther 
and farther from adequate children’s hospitals—so even if we could provide transition help, 
they aren’t close enough to help them.” 

CCS County Administrators and Health Plans Focus Group Comments: 
• “The other issue that we faced is that PCPs in the community were afraid to take on complex 

kids as adults.” 

• Unsure of how transition will be affected by WCM, but some health plans s have strategies in 
place: “Our plan has a three-year follow-up period. So at a minimum they have to check in once 
a year.” 

Key Informant Interview Comments: 
Summary of comments on how well families and adolescents are prepared for transition both in and out 
of CCS: 

• Transition is always complicated. It is difficult to find adult providers for individuals with special 
health care needs; however, some specialty centers or specialty programs create a ‘safety net’ for 
transition. These take years to establish and are only for very small portions of the special health 
care needs population. Sometimes these programs establishing transition safety nets under CCS 
direction, but this is not common or consistent: 

o “In specialty centers, we have a process to transition to adult specialty care but not so much 
with primary care. We have a good process and start early and document well…I’m not sure 
what CCS does with those transitioning. In pilot [WCM pilot], they should be working on 
both primary and specialty care get transition services.” 

o “Very difficult. There have been some efforts, but it is a systems issue and people have to be 
on the same page. If CCS is trying to get hospitals to play with them around transition and 
the hospital doesn’t want to do it, it is a big loss to kids. Not a requirement. Lots of work for 
CCS to do to change the system.” Please Note: it is, in fact, a requirement. 

o “So many working on it but not sure it gets done. There are three challenges: first, make 
sure kid is adequately engaged in providing their own self-care. Two, adequate adult 
providers to take care of kids – especially ones that take Medi-Cal, and three – couldn’t we 
all have a shared consolidated plan? Each entity could take a part e.g. health plan, SCC 
[special care center], etc.” 

o “I am unaware of any. But a good idea.” 

• The majority of CYSHCN and adults with SHCN experience gaps when they age out of CCS, and it is 
similar for non-CCS populations as well: 

o “Yes, gaps in every disease state. Not enough providers. If they had a common transition 
database that all could work with and the various agencies that work with child.” 

o “There is no system for kids aging out.” 
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o “On the private insurance side, there is such a lack of understanding about how this works, 
especially with SHCN, they are not prepared for what it takes to navigate and make this 
transition.” 

• Suggestions to improve transition services for CCS clients: 

o Keep patients into adulthood, forget about age requirements: 

 “In my practice, I treat the condition, not the ages. Patients don’t want to leave and 
we never ask them to. The majority of them over are 18, and I do take Medi-cal.” 

o Have dedicated staff whose only job is transition: 

 “[Redacted county] has someone dedicated to this.” 

o Create a training on CCS standards and guidelines for all staff and providers: 

 “There needs to be a curriculum for training staff and providers. Needs to start 
early, it always sneaks up on people.” 

 “Needs to be a definition of what are appropriate and best practice activities for 
transition. Statewide policies and guidelines.” 

o Teach families and teenagers how to advocate for themselves before transition age hits, 
because nobody else is there to help with transition: 

 “Building advocacy skills for child and family…But they are teenagers so there are 
challenges with self-care. Not a lot of follow-up to make sure that they are getting 
adult services and getting access – no accountability.” 

o Each county having a directory of providers that are comfortable with adult SHCN: 

 “Nice if each county could have a resources manual or list of PCPs comfortable 
taking care of aging out CYSHCN. For example, GYN is hard since most providers 
don’t feel comfortable seeing [special needs individuals for that]. Building out 
network of adult providers.” 

 “…There isn’t a warm hand off. It would be excellent if they all knew who each other 
was.” 

o Advocate for Medi-Cal to pay more for transition services: 

 “Not sure how to address the issue of finding adult providers – real dilemma. CCS 
could do training programs or get Medicaid to provide enhanced payment. 
Planning and educating would be easier. Also, other human services are paid for by 
the state think about transitioning.” 

 

Priority Development 
FHOP analyzed data from key informant interviews, focus groups, and surveys.  Using data collected 
through the needs assessment process and additional data from other sources, FHOP then worked with 
stakeholders and ISCD to identify issues and needs in the CCS program and those faced by CYSHCN and 
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their families, and propose priorities to address identified challenges. The proposed priorities were 
reviewed and revised by the stakeholders, which resulted in a final list of 26 potential priority needs (see 
Appendix 31).  

Prioritization Methods 
To prioritize the needs of the CCS program, we worked with Stakeholders to implement a thoughtful and 
systematic process that began at the first CCS Needs Assessment Stakeholder meeting in October of 
2018. The process started with a presentation on why it is useful to develop criteria to prioritize 
problems, and how using criteria facilitates a systematic, rational and transparent decision-making 
process that is fair and inclusive, generates priorities reflecting values and opinions of all stakeholders, 
and results in identifying a manageable number of priorities. We emphasized that group members bring 
a wealth of values, cultural experience, perspectives, education and professional backgrounds to the 
table, which is important to acknowledge. Criteria that had been developed in previous needs 
assessments were shared with stakeholders as an example. Discussion ensued and the first set of 
suggested criteria were drafted. We then explained the second phase of the process, which is 
developing weights for the criteria, as not all criteria are equally important and that adding weights to 
the criteria allowed for incorporating stakeholder values. Finally, we ended the meeting with a request 
for volunteers to serve on a Prioritization Workgroup to further develop and define the criteria. 

Five webinar meetings were held with the Prioritization Workgroup, which resulted in the development 
of the six criteria, including working definitions for the criteria and 4-point rating scales for each 
criterion that stakeholders used to rate potential problems/issues identified in the course of the needs 
assessment. These are the criteria that were developed (please see Appendix 30 for the criteria, rating 
scales and weights): 

1. What is the impact on children’s (CYSHCN) health of addressing the issue/problem?   

2. Does addressing the issue reduce disparities in health care access and/or health outcomes?  

3. Do we have, or can we access the financial resources to do what is needed to succeed? 

4. Do we have the capacity and will to do what is needed to succeed? 

5. Are there evidence-based or best practice strategies to address the issue? 

6. Will addressing the issue ease the burden on families?  

At the second in-person Stakeholder meeting, we shared a summary of the needs assessment findings 
along with a list of potential issues/problems that had been identified during the needs assessment. The 
potential problems/issues were grouped based on the MCHB goals for CSHCN that we used as the 
framework for the needs assessment. We then asked stakeholders to break into six groups based on 
each goal to further edit and refine the problems/issues that the stakeholders would ultimately be asked 
to prioritize. The result was a final list of 26 problems/issues. 
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To ensure that all Stakeholders had an opportunity to provide input on criteria weights and that the 
weights reflect stakeholder values, we set up an online poll after the second stakeholder meeting and 
invited all stakeholders to vote on weights for each of the criteria using a scale of 1 to 4 (with 4 being 
the most important). The final weight for each criteria was the weight that received most votes. Finally, 
we put all the problems/issues, criteria, criteria ratings, and weights into an Excel spreadsheet and 
distributed it to stakeholders to use to rate each problem/issue. Stakeholders were told to simply rate 
each problem/issue using the six criteria and that we would apply the weights after compiling all the 
ratings from the stakeholder spreadsheets. 

After Stakeholders completed and returned their spreadsheets to FHOP, we transferred all data from 
the individual spreadsheets into one, added together the ratings for each criteria for each problem, and 
then multiplied the sum of the ratings for each criteria by that criterion’s weight, and then add up all the 
scores to arrive at a final score for each problem/issue. The final list of problems/issues with the ranking 
of the top seven was then sent to DHCS/ISCD and distributed to the Stakeholders (see Appendix 32).   

The top seven priorities were:                                                                                                                                      

1. (tie) Integrate social services, and mental and behavioral health into CCS services;                                    
Expand or re-evaluate CCS financial eligibility thresholds*                                                                                                          
2. (tie) Improve support for transitioning youth and their families;                                                              
Close the loop to make sure that services are received after screening and referral for mental health 
services                                                                                                                                                                            
3.  Increase funding for addressing social needs                                                                                                        
4. Expand the network of adult providers that can take on patients with Special Health Care Needs          
5. Allow CCS specialists to continue to see Special Health Care Needs patients past the age of 21*           
6. Increase the accessibility of information to support families to be effective partners in their child’s 
care                                                                                                                                                                                   
7. Improve care coordination and case management by increasing staff that assist families in navigating 
systems                                                                              

 
DHCS/ISCD shared the top-scoring problems/issues with CDPH/MCAH and, together, they worked to 
develop two broad priorities for CYSHCN that encompassed the specific problems/issues that were 
identified by the CCS Needs Assessment. These priorities are 1) make systems of care easier to navigate 
for CYSHCN and their families, and 2) family engagement and resilience.  

Stakeholders were also asked to suggest potential strategies and activities for the CYSHCN 2020-2025 
Action Plan that address the problems/issues identified during the needs assessment. These suggestions 
were shared with DHCS/ISCD, and reviewed with their leadership.  

 

                                                           
* As these priorities are impacted by current state regulations, they will be referred to DHCS leadership for possible 
future consideration by the California Legislature 
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Conclusion 
 
The explicit legislative intent of CCS is to provide necessary medical services for children with CCS-
eligible medical conditions whose parents are unable to pay for these services, wholly or in part.  
Overall, the CCS program meets this goal, and parents are generally very satisfied with the services 
that their children receive. One of the main strengths of CCS that has been identified in this and 
previous needs assessments is its role in establishing, supporting and maintaining the statewide 
organized, regionalized system of care for children with special health care needs and the providers 
that work in that system. This includes standards for hospitals and other special care centers that 
involve multidisciplinary care teams and access to appropriate specialists. While CCS only covers  
children who meet specific diagnostic and financial criteria, the standards and regionalized systems of 
care created to serve CCS children are population-based and benefit the broader group of CYSHCN 
receiving services in this regionalized system of care.   
 
There are also many areas for program improvements noted in this report. CCS families expressed 
the need for improvements and assistance with care coordination, communication challenges among 
their child’s multiple providers, and navigation of the CCS system. Many CYSHCN and their families 
would benefit from better access to mental and behavioral health services and social support. CCS 
county administrators report staffing capacity challenges and delays in authorizations for services as 
CCS and the health plans covering the child’s non-eligible CCS conditions determine which entity is 
responsible for covering various services. Other areas identified for improvement by needs 
assessment focus group or survey participants include ensuring access to a primary care provider 
with the necessary skills and capacity to coordinate care for a special needs child, and increasing 
access to specialty providers, especially for clients far from specialty clinics through telehealth or 
other remote modalities. Improving transition services is also needed, and as youth age out of CCS, 
they need help finding adult providers with the necessary skills and willingness to take over their 
care.  Finally, all participants of the needs assessment process (families, county and health plan 
administrators, and providers) stressed the importance of more information about CCS and what it 
covers, more administrative and systematic support of care coordination, and greater involvement of 
CCS parents in future program and policy decisions at all levels.  

Given the findings of this needs assessment, we worked with stakeholders and DHCS/ISCD to ensure 
that we honor the needs and the issues represented here. Specifically, the next steps will be enacted 
under the two guiding priorities developed by DHCS/ISCD and CDPH/MCAH to make systems of care 
easier to navigate for CYSHCN and their families, and to work to promote family engagement and 
resilience in all aspects of the CCS program.  
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