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Executive Summary 
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Background   

Title V Needs Assessment 

Title V of the Social Security Act is a federal-state partner-ship that provides for programs to improve the 

health of all mothers and children, including children with special health care needs. California currently 

receives approximately $37.7 million in federal Title V funds that are jointly administered by the State’s 

Maternal Child Adolescent Health (MCAH) Branch and the Children’s Medical Services (CMS) Branch. 

Every five years the Federal Health Resources and Services Administration (HRSA) Maternal and Child 

Health Bureau requires that each State MCH agency funded through the Federal Title V MCH Block 

Grant Program complete a needs assessment. California’s MCAH Branch, which is a block grant 

recipient, must complete an assessment of the health problems and needs of the MCAH population and 

develop a FY2015-2020 5-year plan for addressing problems identified through this process. At least 30% 

of Federal Title V funds must be used for preventive and primary care services for children and at least 

thirty percent (30%) for services for CSHCN as specified in legislation.  Based on this requirement, it was 

has been the practice that the CMS Branch would identify two to three priority needs for the California 

Children’s Services (CCS) program that will be addressed in the 5-year plan and for which performance 

measures will be included.  

As part of the broader planning process and the identification of the priority CSHCN action areas, the 

Family Health Outcomes Project was contracted by CMS to conduct an assessment of the needs and 

systems issues related to delivering services to children and families eligible for CCS, California’s CSHCN 

program, is a statewide program that treats children with certain physical limitations and chronic health 

conditions or diseases. CCS children are a subset of the nationally defined CSHCN. Other California 

agencies and departments, such as the California Departments of Developmental Services and Mental 

Health and the California Department of Education (CDE) provide services to other CSHCN and may 

provide some services to CCS-eligible children as well. While CMS and stakeholders recognize that 

Federal Title V guidance promotes assessment and planning for the broader CSHCN population, CMS is 

limited in its capacity to plan across programs and Departments by limited funds as well as California’s 

separation of the responsibility for the delivery of health, mental health, developmental and social 

services for children and makes coordination among these services difficult. Other challenges faced by 

CMS included fallout from California’s fiscal crisis that resulted in reductions in programs staff at the 

Jennifer Rienks, MS, PhD 
Lindsey Clopp, MSPH, CHES 

Geraldine Oliva, MD, MPH 
Alexandra Silveanu, MA 
Ruth W. Long, MA, MPH 
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state and local level. In addition, the needs assessment was conducted against the backdrop of the need 

for reauthorization of California’s Medicaid 1115 Hospital/Uninsured Waiver and the Department of 

Health Care Services’ goal of redesigning the CCS program. 

CMS recognized that a critical aspect of the assessment process is to encourage and facilitate 

participation by stakeholders throughout the state to assist in identifying health and health systems 

problems/needs, prioritizing among the identified issues, developing strategies to intervene in 

prioritized issue areas and evaluating the effectiveness of intervention strategies.  Accordingly, CMS 

established a CCS Needs Assessment Stakeholders Group and contracted with the Family Health 

Outcomes Project (FHOP) at University of California, San Francisco to facilitate a stakeholder process to 

determine Action Priorities to address during FY2015-2020 and to assist in identifying the most 

important and potentially effective areas in which CCS can improve services for CCS-eligible children. 

Assessment Framework and Process 

Framework 

The Maternal, Child Health Branch’s (MCHB) 6 goals for CSHCN was the guiding framework used for 

assessing the needs of needs of CSHCN served by California Children’s Services (CCS). The goals are: 

1. Families of CSHCN partner in decision-making regarding their child’s health; 
2. CSHCN receive coordinated, ongoing, comprehensive care within a medical home; 
3. Families of CSHCN 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. 
 

The process for conducting the CCS Title V Assessment included contracting with the Family Health 

Outcomes Project at University of California, San Francisco, to facilitate the participation of a diverse 

group of Stakeholders identified by CMS 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 among them.  

Stakeholders included family members served by CCS, representatives from Family Voices and Family 

Resource Centers, professional and advocacy organizations (American Academy of Pediatrics, Children’s 

Specialty Care Coalition, California Children’s Hospital Association), physicians, local and state CCS 

program staff, state Maternal Child and Adolescent Health program staff, health plans, foundations, and 

academia. 

Needs Assessment activities included: 

 Two all day meetings of the Stakeholders were held to identify CCS CSHCN issues/needs, to 

recruit Stakeholders to participate in subcommittees during the needs assessment process, and 

to set action priorities among the identified issue areas. The first meeting was held on April 28, 
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2014 and the second on January 6, 2015.   

 Stakeholders participated in the following three subcommittees: Key Informant Interviews and 

Other Data, Family Survey and Focus Groups, and Provider Survey and Focus Groups.  

 Between the first and second Stakeholder meetings, the subcommittees held a total of 14 

conference call meetings and numerous e-mail follow-up communications as needed to review 

instruments and data.  

 Stakeholders were also invited to participate in a series of 4 webinars to provide them with 

additional data and information relevant to the needs assessment. 

 Topics and presenters for the webinars included Christy Bethel and Ed Shor on “Children with 

Special Health Care Needs: A Profile of Key Issues in California” and Dr. Lee Sanders on “Stanford 

Center for Policy, Outcomes & Prevention's Analysis of CCS Data.” FHOP staff presented two 

additional webinars – one on the results of the CCS Family Survey and one on the results of the 

CCS Physician Survey.  Three of the webinars were recorded and made available to Stakeholders 

via links on FHOP’s website so Stakeholders who missed the initial presentation could watch it. 

 

Stakeholder Process 

During the April 28 Stakeholders meeting, the group 1) received information about the needs 

assessment process, the stakeholder group’s role and the process for selecting CCS Action Priorities 

from among identified issues/problems; 2) participated in the selection of the criteria to determine 

action priorities; 3) was introduced to the iterative process FHOP would use to gather primary data; and 

5) participated in breakout groups to identify issues/problems of concern to Stakeholders, relevant data, 

and potential data sources (see  Appendices 2 and 3).  

During the January 6 meeting, the group 1) reviewed the criteria they had developed and weighted and 

the definitions and rating scales, 2) saw a slide show presentation of highlights of data related the MCHB 

core outcome indicators for CSHCN and potential priorities to address key issues,  3) reviewed and 

modified the draft list of identified issue,  4) revised and agreed on a final issue/objective list, and 5) 

received an orientation to the methods of rating and ranking the identified issues/objectives and 

instructions to complete and return to FHOP within a week their ranking of priorities (see Appendices 

23-26).  

To promote the success of this process, the State CMS Branch staff assured that representative 

Stakeholders were invited, provided the best and most appropriate data available (within CCS resources 

and the timeframe) to FHOP, were available to FHOP and Stakeholders to answer questions and 

articulated CCS program commitment to using the 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 outcome.  

FHOP’s role was to provide the framework; collect, review and analyze data and 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 CSHCN, e.g., the National 

Survey of CSHCN; 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 gather qualitative 

data to identify strengths of the CCS program and to explore current issues and challenges in more 

depth. As 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. This survey data is 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, three subcommittees were 

convened to provide input on the various assessment tools. These subcommittees were 1) a key 

informant and other data subcommittee of 9 members, 2) a family survey and focus group 

subcommittee of 18 members, and 3) a physician survey and focus group subcommittee of 8 members.  

Key Informant Interviews: The information initially gathered on issues/problems within the CCS program 

was shared with the key informant and other data subcommittee. This information informed the 

development of the key informant interview guide and selection of respondents to complete the key 

informant interview (see Appendix 4). 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 all 

interviews being conducted over the phone.  

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

stakeholder coordination, and assessment of feasibility. The development and refinement of the focus 

group discussion guides created for each group category was informed by the findings from the key 

informant interviews and with input from the stakeholder subcommittees (see Appendices 9, 13, and 

15). The original list of potential groups was modified based on scheduling and on the availability of each 

group and FHOP staff. 

Six focus groups were conducted with a total of 47 participants (see Appendices 10, 14, 16). Three 

groups were held in Southern California: two family focus groups and one provider group. The family 

groups were held at family resources centers in Culver City and West Covina. The resource centers 

recruited families through phone calls and word of mouth. At the Culver City group, 5 parents 

participated, including one Spanish-speaking woman who used a translator. At the West Covina group, 7 

parents participated. The physician focus group was held at Children’s Hospital Los Angeles, where 6 

physicians participated. 
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Two groups were conducted in Northern California. The first was at the Rowell Family Resource Center, 

where the director of the center recruited 13 participants that represented Shasta, Siskiyou, and 

Tehama counties. Two Spanish speaking families participated with the help of a translator. The center 

director was also able to provide transportation stipends and lunch for the participants. The second 

focus group was held at the Alameda County Health Department where 6 participants represented CCS 

programs from three counties and a health plan.   

The sixth focus group was conducted in Fresno at the Fresno County Health Department. This group 

included 7 participants that represented three county CCS programs, health plans, and a children’s 

hospital. It was organized with the help of the CCS County Administrator for Kern County. 

Online Surveys: Each of the subcommittees contributed to developing three web-based surveys 

administered to 1) families (available in both English and Spanish) who have a child covered by CCS, 2) 

CCS administrators and medical consultants 3), and physicians (see Appendices 6, 7, 11, 17). Topics 

covered in the online surveys include access to medical care and durable medical equipment, barriers to 

physician and DME providers participating in CCS and strategies to address the barriers, case 

management and the coordination of services, county variations in CCS services, conditions covered by 

CCS, transitioning of youth who age out of CCS, telehealth and palliative services, and access to and 

overall satisfaction with the CCS program. 

The English version of the family survey was completed by 3,236 respondents and the Spanish version 

was completed by 1,206 respondents, and after data cleaning we had a sample size of 4065 

respondents. Local CCS programs encouraged and assisted families in completing the survey, and many 

counties called CCS families and completed the survey over the phone and some counties had families 

complete the survey when they came in for services. 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 Physician survey was completed by 130 physicians; the vast majority of whom are currently CCS 

paneled physician specialists. The survey for county CCS program administrators has a final sample size 

of 82. County CCS Administrators accounted for 50% of responses, 9% of the responses were from 

County CCS Medical Directors/Consultants, 10% were from County CCS RN Case Managers, 7% were 

from County MTPS, and 23% were from others, including nurse case managers, public health nurses, and 

therapists.  

Additional Data Sources: The major source for data on children with special health care needs in 

California is the National Survey of Children with Special Health Care Needs (NS-CSHCN).  In addition, 

CMS Net and the paid claims data were used as the primary sources of CCS specific data (see Appendix 

20). Reports and issue briefs developed by the Center for Policy, Outcomes and Prevention at Stanford 

University and based on paid claims data were also used. See data source list in Appendix 19. 

All the data that were collected for the needs assessment were analyzed and summarized into data 

summary sheets for stakeholder review for each MCHB core CSHCN outcome. A data packet was 

provided at the prioritization meeting. 



Title V 2015 Needs Assessment of California Children’s Services (CCS) 
Systems Issues and Priority Action Objectives Narrative Report  

Prepared by the Family Health Outcomes Project UCSF   6 

Results of the CCS Needs Assessment and Prioritization Process 

Diagnosis Frequencies for Children Enrolled in CCS  

CMS Net 2013 data was analyzed to provide descriptive information on the diagnoses by body system 

and by major clinical condition for children covered by CCS. Diagnosis categories are not mutually 

exclusive and children covered by CCS often have more than one diagnosis. The most frequent 

diagnoses are as follows: 25% of clients have a diagnosis related to the nervous system; 22.4% have a 

congenital anomaly diagnosis; 10.5% have a endocrine, nutrition, metabolism or immune system 

diagnosis; 8.4% have an injury or poisoning related diagnosis, 6.6% have a diagnosis related to the 

perinatal period, 5.1% have a musculoskeletal diagnosis, 4.7% have a neoplasm diagnosis, 3.6% have a 

diagnosis related to their circulatory system, and 2.8% have a genitourinary diagnosis. 

Feedback 

CCS Families: Overall, families expressed a high degree of satisfaction with CCS with 82% of respondents 

to the FHOP family survey giving CCS an 8 or above on a scale of 0-10. Other strengths include: a high 

level of satisfaction with case management services (64% of those of the families that know they have a 

CCS case manager are very satisfied), 62% of families report that their children’s services were always or 

usually coordinated in a way that makes them easy to use, and 90% of families are satisfied or very 

satisfied with the services they receive at Special Care Centers. Weaknesses of the program and needs 

identified by families include: lack of communication from the CCS program to families – especially 

regarding what services are/aren’t covered by CCS, delays in accessing CCS paneled specialists (29% 

reported delays), lack of support for transportation to and from appointments and at hospital discharge, 

and variability in program implementation across counties. See results in Appendices 8, 8a, 8b and 10.  

 

CCS Administrators: When FHOP asked who should provide a medical home, CCS administrators and 

consultants believe that it should be the pediatric primary care provider for CCS clients with both 

chronic complex conditions (87%) and conditions of limited complexity or duration (91%). Local CCS 

administrators also report that there is a lack of CCS paneled physicians and subspecialist (82%) and 

therapists (80%). Of respondents to the CCS Administrators Survey, 70% indicated fragmentation of 

services would be reduced by having the CCS program cover the whole child instead of just the child’s 

CCS eligible medical condition. In working with MediCal managed care, administrators identified the 

frequency of the following problems as occurring always or very often: (1) delays in CCS clients receiving 

services as the managed care plan and local CCS program go back and forth figuring out who is 

responsible for authorizing and paying for services, (2) managed care plans insisting on receiving a denial 

of services from CCS before authorizing services for a specific child’s non-CCS eligible conditions, and (3) 

policies in place to refer all pediatric cases to CCS for denial before acting on them, regardless of 

condition. Administrators and medical consultants agree that it would be very helpful to expand 

telehealth options for CCS children, particularly in rural areas (42%), consider strategies to 

recruit/graduate more pediatric sub-specialists in CA (60%), and raise MediCal/CCS rates to encourage 

higher participation in the program (75%). See results in Appendices 16 and 17a. 
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CCS Physicians: When FHOP asked about providing medical homes for CCS clients, 44% of physician 

survey respondents consider their practice to be a medical home. 43% indicate that they would need 

more resources to become a medical home. The barriers to participation in the CCS programs as 

identified in the physician survey include low reimbursement rates, the resources needed to coordinate 

care for CCS clients, and challenges working with Medi-Cal Managed Care plans. Using a scale of 0-5 with 

0 being not a barrier and 5 being a very significant barrier, physicians gave “Working with managed care 

plans (e.g., Approval for services/special tests or procedures, reimbursement process)” a score of 3.35. 

This was seen as a bigger barrier than Medi-Cal rates. Other weaknesses identified by physicians include 

a lack of adequate data on program outcomes, and delays in accessing durable medical equipment, 

which can often results in longer hospital stays as discharges are delayed until the equipment is 

authorized and provided. Approximately 69% of respondents to the Physician Survey agreed that 

fragmentation of services would be reduced by having the CCS program cover the whole child instead of 

just the child’s CCS eligible medical condition. To address issues identified in the survey, physicians 

identified three priorities for the CCS program for the next 5 years including (1) addressing inadequate 

reimbursement for providers and families (2) expansion of eligible conditions and services while 

elimination one-time patients (e.g. fractures) that are consistently applied across counties (3) extending 

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

some conditions until 65 years. See results in Appendices 12, 12a, 12b and 14.  

 

Durable Medical Equipment 

Physicians and administrators identified significant problems for CCS patients experience in accessing 

Durable Medical Equipment including (1) too few DME providers willing to work with MediCal due to 

low reimbursement rates, (2) DME providers refusing to provide certain equipment due to low 

reimbursement rates, and (3) client discharges being delayed because of delays in getting DME (see 

Appendices 12a, 17a, 28).  

Transition to Adulthood 

Families, physicians and CCS administrator all indicated that when a child grows up and ages out of CCS, 

there are significant challenges find adult primary and specialty care providers, and over 80% of 

physician respondents to the survey believed that children would benefit by CCS helping to find adult 

providers. Of the respondents to the family survey with a child age 14 or older, 15% reported CCS 

helping them to find adult providers, and 80% of those helped report success (see Appendices 8, 12a, 

17a, 32). 

Title V Program Capacity 

During the needs assessment process, qualitative and quantitative data were gathered on the capacity 

of the CCS program at the state and local level. In the key informant interviews and focus groups, 

concern was expressed regarding the state not having the enough capacity and infrastructure to 

administer/enforce adherence to the CCS standards and to update the standards based on advances in 

medicine. Some believe that the state has lost a tremendous amount of expertise over the years and 

that the CCS program does not command that same respect that it used to and that the state and 
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funding agencies are focused on other hot topics. As one key informant put it, “It’s not sexy to talk about 

kids with chronic medical problems and they have been left behind.” At the local level, concerns were 

voiced regarding case management capacity and the substantial variation in case manager ratios across 

counties. “We need more state support to do the job we need to do properly.” Quantitative data from 

the survey of county CCS administrators indicates that:  

 69% report that the State’s capacity to enforce CCS regulations is a major or moderate problems 

 72% report that the State’s capacity to conduct facility assessments is a major or moderate 

problem 

 69% believe that the State’s capacity to quickly process applications to become a CCS paneled 
provider is a major or moderate problem 

 78% report the loss of skilled staff from local CCS programs in the last few years 

 52% report hiring freezes in the local CCS program in the last few years 

 82% report shortages of physicians, including CCS paneled pediatricians and subspecialists. 
 

A corner stone of the CCS program is referral of eligible children to the regionalized network of CCS 

paneled specialists in CCS approved special care centers. Quantitative data from the CCS’ administrative 

database (CMSNet) indicates that the program is falling short of its goal of referring 95% of children with 

the following qualifying diagnoses: acute lymphoid leukemia, brain cancer, cleft lip & palate, congenital 

heart disease, cystic fibrosis, hearing loss, and hemophilia. The statewide referral rate for 2014 is 71% 

compared to 59% in 2009. There is significant county variation in referral rates, with 10 counties 

referring 60% or fewer of eligible clients, 11 counties referring 61-70%, 22 referring 71-80% of clients, 6 

referring 81-90%, and 9 counties referring more than 90%. Overall, 51% of eligible children throughout 

the state have referral rates of 70% or less. There are many reasons why a referral may not be 

completed, including local CCS programs not receiving the medical information needed for making a 

referral and a lack of CCS paneled physicians to make the referrals.  

Title V Needs Assessment Priority Selection 

An initial draft list of program priorities was developed by FHOP, based on issues identified through the 

data collection and analyses processes discussed previously, as well as the list of program priorities 

developed during the 2010 needs assessment. This list was sent to Stakeholders prior to the January 6th 

Stakeholder meeting, and was then further modified and finalized by Stakeholders at the meeting 

following a presentation of data highlights from the needs assessment. Stakeholders prioritized a final 

list of 18 objectives (see Appendix 21). 

Top Five Priority Objectives: The Stakeholders individually used the weighted criteria they had developed 

together and a tool provided by FHOP to rate each of the objectives.  The individual rating scores were 

then summed resulting in an aggregate score used to rank the objectives. The resulting top five priorities 

ranked by Stakeholders are:  
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Rank Priority Objectives 

1.  Medical Home: Increase # of family centered medical homes 

a. Define criteria for a medical home in action plan  

2.  Organization of Services: Have CCS cover whole child (instead of just CCS condition) 

a. Development of care plan 

b. Care coordination across systems/partnerships with other services like RCs, Special 

Ed, Mental Health 

c. Regionalization of services and administration 

3.  Family Centered Care: Establish an Individualized CCS Plan (ICCSP)  for each eligible child.  

Plan will include: 

a. Case management:  accessing services, navigating services, coordinating services, 

goal setting 

b. Referral to services and resources offered by health plans, Family Resource Centers, 

Support Groups, etc. 

c. All aspects of ICCSP include cultural competency i.e. translation, interpretation, ADA 

compliance 

4.  Transition: Identify who needs transition help 

a. Use LA model to identify those with most need 

5.  Transition: Mandatory parent education/communication with checklists  

a. Include developmental transitions as well as transition out of the program 

 

Using the top priorities identified by stakeholders, CMS collapsed them into the following two broad 

priorities and specific objectives:  

Priority 1:  Provide a whole-child approach to services. 

To address Priority 1, objectives in the next five years include: 

1. Increase the percentage of CCS children who receive their primary and specialty care within one 

system of care 

2. Increase the number of CCS clients with a patient-centered medical home. 

3. Implement at least two strategies to increase family involvement at all levels. (not SMART but 

cannot have specifics until workgroup explores) 

4. Increase the number of clients with a Individualized CCS Plan (ICCSP) 

5. Explore methods to increase the number of CCS clients, ages 19 and 20 years, who receive at 

least one visit with an adult subspecialist.  

 
Priority 2:  Improve access to healthcare. 

To address Priority 2, objectives in the next five years include: 

1. Increase the number of CCS paneled medical providers. 
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2. Increase the number of telehealth services provided to CCS clients living in rural areas or far 

from SCCs. 

3. By June 30, 2020, all county programs will make medical eligibility determination based on a 

statewide CCS medical eligibility guide. 
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Introduction 

The goal of this portion of the 2015 Title V Needs Assessment is to assess needs, capacity, strengths, and 

weaknesses of the California Children’s Services (CCS), the state program for children with special health 

care needs (CSHCN), to meet its mission of providing a family centered community-based high quality 

organized system of care. The CCS program is located within the California Department of Health Care 

Services (DHCS), in the Children’s Medical Services Branch (CMS) Special Care Division (SCD). The CSHCN 

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 effort and 

facilitate the participation of CCS Stakeholders including providers, administrators, families, health plan 

directors and local CCS programs.  

Population 

There are an estimated 1,000,000 children and youth with special health care needs in California. CCS is 

a state-wide program that provides standards for the vast majority of facilities and providers serving the 

infants and children with more complex health condition including certain physical limitations and 

chronic health conditions or diseases. CCS is the ‘insurance company’ for around 180,000 clients who 

are eligible based on medical conditions and family income criteria. This includes approximately 125,000 

infants, children, adolescents, and youth, and 54,181 neonatal intensive care unit (NICU) cases.   

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. At least 30% of 

Federal Title V funds must be used for preventive and primary care services for children and at least 

thirty percent (30%) for services for CSHCN as specified in legislation.   

In California, the California Department of Public Health / Maternal, Child and Adolescent Health 

programs (CDPH/MCAH) allocates a portion of the 30 percent requirement to serve CSHCN to Systems 

of Care Division (SCD) through CCS. The SCD/CCS program provides 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 year family income that is needed to treat the CCS-eligible medical condition is 

20% or more. In short, the program serves predominately poor children experiencing complex health 

problems such as serious birth defects and pediatric cancers and covers almost 20% of the state’s 

CSHCN. The other portion of the 30 percent is used by CDPH/MCAH to support non-CCS eligible CSHCN 

and their families with activities such as developing systems of care, interagency collaboration, 

especially with SCD/CCS, assisting local health jurisdictions (LHJs) to develop programs that identify and 

serve all CSHCN, including non-CCS CSHCN, 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 standards for hospitals and other special care centers that include multidisciplinary 
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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 

benefit the broader group of CSHCN receiving services in this regionalized system of care. Twenty-six out 

of 28 pediatric intensive care units in the state are reviewed and approved by CCS including 100% of 

facilities providing the highest acuity services. CCS has approved 126 out of 128 NICUs.  

County based CCS programs provide local case management and care coordination services to help 

families navigate the system.  CCS case managers receive and process requests for services and 

equipment for CCS clients and then issue service authorization requests (SAR) to providers. 

Starting in 2012, CCS updated and revised the facility site review process, which has resulted in an 

increased number of site visits to Hospitals, Pediatric Intensive Care Units (PICUs), Neonatal Intensive 

Care Units (NICUs), and Special Care Centers (SCCs) by state CCS staff.  Currently, there are 

approximately 12-15 CCS site visits per year.  Since 2012, 51 new facilities (Hospitals, NICUs. PICUs and 

SCCs) have been approved and 23 facilities (Hospitals, NICUs. PICUs and SCCs) have been recertified.  

CCS partners with community organizations as well. Local CCS programs maintain parent liaisons 

through Family Voices of CA 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 work groups in 

collaboration with California Perinatal Quality Care Collaborative (CPQCC). CCS has been working on 

family representation on technical advisory groups and is seeking a way to offer legal protection to 

advisory group members. 

 

Methods 

Framework 

The Maternal, Child Health Branch’s (MCHB) 6 goals for CSHCN provided the guiding framework for 

assessing the needs of CSHCN served by California Children’s Services. The goals are: 

1. Families of CSHCN partner in decision-making regarding their child’s health; 
2.   CSHCN receive coordinated, ongoing, comprehensive care within a medical home; 
3.  Families of CSHCN 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. 
 
FHOP also considered the system standards from the Lucile Packard Foundation for Children’s Health 
and factored diversity into analysis and evaluation: 
 

7.  Culturally and linguistically appropriate services for CSHCN are expected to attend to racial, 
ethnic, religious, and language difference.  
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Data Collection  
 
The needs assessment process included state CCS identification of CCS stakeholders and the selection of 
a contractor, FHOP.  FHOP used an iterative, mixed-methods 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 (see Appendix 19 for the list of 
data sources used). The stakeholder process began with an initial meeting at which the concepts of the 
needs assessment were introduced and stakeholder subcommittees were convened to provide input on 
the various needs assessment tools, including key informant interviews, surveys, and focus groups.  
 
The contractor, FHOP, in partnership with the Systems of Care Division (SCD), also gathered preexisting 

primary and secondary data from the National Survey of Children with Special Care Needs and the 

National Survey of Children’s Health, as well as CMS Net, the case management data system and 

provider tracking system of CCS.  Reports and issue briefs developed by the Center for Policy, Outcomes 

and Prevention at Stanford University and based on paid claims data were also used.  

It is important to note that the definition of children with special health (CSHCN) care needs used in the 

National Survey of Children with Special Health Care Needs (NS- CSHCN) as well as the National Survey 

of Children’s Health (NSCH) is much broader than the medical and financial criteria used to determine 

eligibility for CCS, These national surveys use the Maternal, Child Health Bureaus’ (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 million children with special health care needs. By contrast, approximately 180,000 

children annually (or about 20% of CSHCN in the state) meet the medical and financial eligibility 

requirements to be covered by CCS. The National Survey allows for a much broader membership of than 

does CCS resulting in a larger data set within which roughly 20% can be estimated as CCS.  

Stakeholders 

CCS Title V CSHCN stakeholders included family members of children served by CCS, representatives 

from Family Voices and Family Resource Centers, professional and advocacy organizations (American 

Academy of Pediatrics, Children’s Specialty Care Coalition, California Children’s Hospital Association), 

physicians, local and state CCS program staff, state Maternal Child and Adolescent Health program staff, 

health plans, foundations, and academia (see Appendix 1). 

Needs Assessment activities included: 

 Two all day meetings of the Stakeholders were held to identify CCS CSHCN issues/needs, to 

recruit Stakeholders to participate in subcommittees during the needs assessment process, and 

to set action priorities among the identified issue areas. The first meeting was held on April 28, 

2014 and the second on January 6, 2015. Prior to the first meeting, stakeholders were contacted 

by phone and asked for their input into what needs and issues they thought should be 

addressed in the assessment and throughout the stakeholder process.  
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 Stakeholders participated in the following three subcommittees: Key Informant Interviews and 

Other Data (9 members), Family Survey and Focus Groups (18 members), and Provider Survey 

and Focus Groups (8 members).  

 Between the first and second Stakeholder meetings, the subcommittees held a total of 14 

conference call meetings and numerous e-mail follow-up communications as needed to review 

instruments and data.  

 Stakeholders were also invited to participate in a series of 4 webinars to provide them with 

additional data and information relevant to the needs assessment. Topics and presenters for the 

webinars included Christy Bethell and Ed Shor on “Children with Special Health Care Needs: A 

Profile of Key Issues in California” and Dr. Lee Sanders on “Stanford Center for Policy, Outcomes 

& Prevention's Analysis of CCS Data.” FHOP staff presented two additional webinars – one on 

the results of the CCS Family Survey and one on the results of the CCS Physician Survey.  Three 

of the webinars were recorded and made available to Stakeholders via links on FHOP’s website 

so Stakeholders who missed the initial presentation could watch it (see webinar slides in 

Appendices 8, 12, 18, and 34 or online: Archived Webinars on Data used in the Needs 

Assessment). 

 

During the April 28 Stakeholders meeting, the group 1) received information about the needs 

assessment process, the stakeholder group’s role and the process for selecting CCS Action Priorities 

from among identified issues/problems; 2) participated in the selection of the criteria to determine 

action priorities (see Appendices 2 and 3); 3) was introduced to the iterative process FHOP would use to 

gather primary data; and 4) participated in breakout groups to identify issues/problems of concern to 

Stakeholders, relevant data, and potential data sources.  

During the January 6 meeting, the group 1) reviewed and revised the criteria they had developed, the 

criterion weights definitions and rating scales (see Appendices 23, 24, and 26); 2) saw a slide show 

presentation of highlights of data related the MCHB core outcome indicators for CSHCN and potential 

priorities to address key issues (see Appendix 25);  3) reviewed and modified the draft list of identified 

issue and agreed on a final issue/objective list, and 4) received an orientation to the methods for rating 

and ranking the identified issues/objectives and instructions to complete and return to FHOP within a 

week their ranking of priorities.  

To promote the success of this process, the State CMS Branch staff assured that representative 

Stakeholders were invited, provided the best and most appropriate data available (within CCS resources 

and the timeframe) to FHOP, were available to FHOP and Stakeholders to answer questions and 

articulated CCS program commitment to using the 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 outcome.  

FHOP’s role was to provide the framework; collect, review and analyze data and prepare a data packet 

and presentation; provide opportunities for stakeholder input, and facilitate a rational, inclusive 

stakeholder process.  

http://fhop.ucsf.edu/resources-2014-2015-title-v-ccs-needs-assessment
http://fhop.ucsf.edu/resources-2014-2015-title-v-ccs-needs-assessment
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All data collected for the needs assessment were analyzed and summarized into data summary sheets 

for stakeholder review of each MCHB core CSHCN outcome. A data packet was provided at the 

prioritization meeting. 

Key Informant Interviews 

 16 Key Informant interviews were conducted from July through September 2014 

FHOP worked with SCD and the stakeholder subcommittees to develop content, select and conduct key 

informant interviews. 

The information initially gathered from stakeholders on issues/problems within the CCS program was 

shared with the key informant and other data subcommittee. This information informed the 

development of the key informant interview guide and selection of respondents to complete the key 

informant interview (see Appendix 4). 

Participants selected as key informants 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. All key informant 

interviews were conducted over the phone (see summary in Appendix 5).  

Surveys 

 4065 CCS Family Surveys 
 130 CCS Physician Surveys 
 82 CCS Administrators/Medical Consultants Surveys 

FHOP facilitated the participation of stakeholder subcommittees and the SCD to develop three online 

surveys: a CSS family satisfaction survey (see Appendices 6 and 7); a CCS physician survey (see Appendix 

11); an administrator / medical consultant survey (see Appendix 17). Surveys with web-based and 

telephone options were offered in both English and Spanish languages.  

Topics covered in the online surveys include access to medical care and durable medical equipment 

(DME), barriers to physician and DME providers participating in CCS and strategies to address the 

barriers, case management and the coordination of services, county variations in CCS services, Special 

Care Centers (health clinics and hospitals), conditions covered by CCS, transition services for youth who 

age out of CCS, interpretation services, telehealth and palliative services, and access to and overall 

satisfaction with the CCS program.   

The time frame for completing the family survey was 5 months (July – November, 2014). Local CCS 

programs encouraged and assisted families in completing the survey. Many counties called CCS families 

and completed the survey over the phone and some counties had families complete the survey when 

they came in for services. 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.  
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Approximately 31,200+ families were offered the opportunity to complete family surveys in a variety of 

ways including online, over the phone, in person, or mailed hard copy. All surveys were entered into an 

online database. A total of 4065 completed CCS family surveys, 3226 in English and 1206 in Spanish, 

were analyzed after data cleaning (see summaries in Appendices 8, 8a and 8b).  

The CCS physician survey was completed by 130 physicians over a three week period in November of 

2014. The vast majority of respondents are currently CCS paneled physician specialists. Stakeholders and 

professional organizations were sent information about the survey with a link to the online survey and 

were asked to distribute the link and encourage participation from physicians caring for CSHCN (see 

summary in Appendices 12, 12a and 12b). 

The survey for county CCS program administrators was online for two weeks with final sample size of 82 

used for analysis. County CCS Administrators accounted for 50% of responses. County CCS Medical 

Directors/Consultants completed 9% of the responses, 10% were from County CCS RN Case Managers, 

7% were from County MTPS, and 23% were from others, including nurse case managers, public health 

nurses, and therapists (see summary in Appendix 17a).  

Focus Groups 

 6 focus groups were conducted with a total of 47 participants in November and December 2014 
- CCS families (3 groups – 2 in Southern CA, 1 in Northern CA) 

- CCS providers (1 group in Southern CA) 

- CCS administrators and other managed care administrators (2 groups – 1 in Northern CA, 1 

in the Central Valley CA). 

Focus groups with CCS families, providers, and administrators provide an additional source of qualitative 

data to supplement survey findings. The focus group process was guided by a combination of 

subcommittee input, stakeholder coordination, and assessment of feasibility. The development and 

refinement of the focus group discussion guides created for each group category was informed by the 

findings from the key informant interviews and input from the stakeholder subcommittees (see 

Appendices 9, 13 and 15).  

Six focus groups were conducted with a total of 47 participants. Three groups were held in Southern 

California: two family focus groups and one provider group. The family groups were held at family 

resources centers in Culver City and West Covina (see results summary in Appendix 10). The resource 

centers recruited families through phone calls and word of mouth. At the Culver City group, 5 parents 

participated, including one Spanish-speaking woman who used a translator. At the West Covina group, 7 

parents participated. The physician focus group was held at Children’s Hospital Los Angeles, where 6 

physicians participated (see results summary in Appendix 14). 

Two groups were conducted in Northern California. The first was at the Rowell Family Resource Center 

with families. The director of the center recruited 13 participants representing Shasta, Siskiyou, and 

Tehama counties. Two Spanish speaking families participated with the help of a translator. The center 

director was also able to provide transportation stipends and lunch for the participants. The second 
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focus group was held at the Alameda County Health Department where 6 participants represented CCS 

programs from three counties and a health plan.   

The sixth focus group was conducted in Fresno at the Fresno County Health Department. This group 

focused on administrators and included 7 participants that represented three county CCS programs, 

health plans, and a children’s hospital (see results summary in Appendix 16). It was organized with the 

help of the CCS County Administrator for Kern County. 
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Narrative Results of Needs Assessment: Family Centered Care  

MCHB Outcome 1: Families of CSHCN partner in decision-making regarding their child’s health. 

According to the Maternal and Child Health Bureau and the Association of Maternal and Child Health 

Programs, family centered care is an approach by which families of children and youth with special 

health care needs partner in decision making at all levels of medical care. The outcome is achieved when 

families report satisfaction with the services they receive.  

To measure family center care, the National Survey of CSHCN provides a series of questions that ask 

CSHCN families if the child’s providers spend enough time with the family, listen carefully to the parents, 

make the parents feel like a partner in their child’s care, are sensitive to the family’s customs and values, 

and provide the specific information that the family needs.   

Family Centered Care in California 

California is lagging behind the national average in providing family centered care for CSHCN. According 

to the National Survey of CSHCN, California ranks last (51st) in the nation for ensuring CSHCN families are 

partners in shared decision-making.i  

Receives family centered care 

California % 

 
61.2 

Nationwide % 64.6 

National Survey of CSHCN 2009/2010 
 
 

Recipients of Family Centered Care 

Insurance type is a factor in family centered care. Private insurance surpasses public insurance to 

achieve higher rates of family centered care and outcome success for families with CSHCN in California 

and nationwide.  

 Private insurance  Public insurance  Both public & private insurance 

California % 68.4 49.8ii 55.0 

Nationwide % 72.5 55.7iii 61.0 

National Survey of CSHCN 2009/2010 

 
Race/ethnic disparities exist in the delivery of comprehensive family centered care. The lack of family 

centered care is reported at a greater frequency among Black families and those categorized as Other.  

 

Insurance Type by Family Centered Care Outcome  
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Race/Ethnicity: CSHCN Without Family Centered Care in California  

 

National Survey of CSHCN 2009/2010 

 
 

This shortcoming is also reported for shared 

decision making among California’s CSHCN 

families who have children with more complex 

health care needs - those requiring more than 

prescription medication to manage conditions. 

 
 
 
 
 

Shared Decision-Making by Complexity 

 
National Survey of Children’s Health 2011/12 

Barriers to Family Centered Care 
The 2014 FHOP key informant interviewsiv conducted with a range of CCS engaged administrators, 

physicians, providers and a CCS parent, raised several issues regarding family centered care.  

- Limited understanding among families about the 

program, participation and the scope of CCS services.  

- Not enough emphasis on self-advocacy skill building 

among CSHCN families. 

- Unrealistic expectations on specialists “to do it all.”  

- Insufficient engagement of primary care providers and local care providers in family centered care. 

- Increased staffing is required for more care coordination, family meetings and home visits. 

- Increased family engagement and representation is necessary on CSHCN committees, task forces 

and during program decision making.  

- Forms of direct communication and outreach with families must be evaluated and improved. 

- Inflexible scheduling and lack of attention to coordination of appointments at regional centers. 

 

30.1% 

41.5% 

48.5% 48.2% 
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CSHCN Without Family-Centered Care by Race/Ethnicity  

69.9 
57.3 
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California

Prevalence of Shared Decision-Making in 
California, by Complexity of Health Care Needs 

“If families don’t understand the 

program, how can they participate?” 
CCS Key Informant Interview 
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Satisfaction with Services and Case Management  

CCS families largely express satisfaction with all opportunities for treatment and support provided by 

CCS. Although dissatisfaction is rarely reported, it is most often associated with medical supplies. 

CCS Parent Satisfaction with Services/Care 

 
FHOP Survey of CCS Families 2014       No Services n=359 

 

For local CCS families who have and know their case managers, satisfaction is high with a 64% 

responding as very satisfied and a 25% responding as satisfied. 

FHOP CCS Family Survey 2014 

 

 

Does your child have a CCS Case Manager? 
 N % 

Yes 2,658 65 

No 526 13 

Don’t Know 698 17 

Missing 183 5 

 

Positive comments from CCS families include: 

- An appreciation for the mail and paperwork received from case managers.  

- A sense of being heard, helped and understood.  

 

However, not all CCS families have or know their case manager. Although 65% of CCS families surveyed 

through FHOP know their case manager, 17% report they do not know their case manager and 13% 

report they do not have a case manager. Other challenges raised by families includev: 

- Insufficient understanding of CCS services, how to access information and what to expect.  
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FHOP CCS Family Survey 2014 
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N %

Yes 1521 42

No 1462 41

Don't Know 611 17

- Limited engagement with case managers beyond travel/medical/supply requests and compliance 

requirements.  

- No CCS information accompanied the foster child when s/he arrived at foster family.  

Specialty Care 

CCS approved Special Care Centers (SCC) are organized around a specific condition or system. SCC are 

comprised of multi-disciplinary, multi-specialty providers who are expected to develop a family centered 

health care plan. 

SCC was accessed by half of the CCS families surveyed by FHOP in 2014. High satisfaction was reported 

with the frequency and scheduling of appointments as well as with the skills and experience among the 

providers. Less than 5% of CCS families expressed dissatisfaction with SCC.  

Special Care Center in 
past 12 months? 

 
N % 

Yes 1956 49 

No 1762 44 

Do not 
know 295 7 

Missing 52 1 
FHOP CCS Family Survey 2014 

 
 

Health Care Plans 

A family centered health care plan is developed by a team of providers to coordinate treatment. A 

health care plan for CSHCN was received by 42% of CCS families from a doctor, nurse or clinic. Almost as 

many CCS families, 41%, did not receive a health care plan for their child and 17% did not know if a 

health care plan had been provided.  

Health Care Plans 
Have you been provided with a plan for 
the health care of your child from your 
doctors or nurse’s office of clinic? 
 

 
 
 
 

Family / Parent Liaisons 

To help CSS families navigate the health care system, 81% 

of physicians surveyed agree that dedicated funding for 

county Parent Liaisons should be a CCS program priority. 

 Of the CCS families without 
a health care plan, 61% 
reported interest in one. 

FHOP CCS Family Survey 2014 

FHOP CCS Family Survey 2014 

“(Families) are working in isolation…they 

need someone who is advocating for them 

across all aspects of care…and connecting 

families with other families.” 

CCS Parent (Family Focus Group) 
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Preferably, Parent Liaisons have personal experience navigating the CCS system. 

 

“A family liaison function that is not 

associated with case management 

would connect families to the CCS 

program through a neutral party.  

Using a family liaison keeps the 

family advocacy out of the weeds 

(the details) of the program while 

giving families a voice in how 

things are going.   

       CCS Administrator 

 

Communication 

The lack of easy to read materials 

that explain to families how the CCS 

program works and what services 

are covered is considered a 

problem by the majority of CCS 

administrators/medical consultants. 

Of those surveyed about available 

forms of CCS program materials, 

22% consider it to be a major 

problem and 41% considered it to 

be a moderate problem.  

Communication as a concern wove its way through all areas of 

evaluation and among all stakeholders in the CCS system. 

Supporting parents in developing and asking questions through 

increased education about their children’s services and conditions 

requires serious consideration about the roles CCS providers and 

administrators play, and the role that family liaisons or Family 

Resource Centers could play. Although undeniable appreciation exists among CCS families for CCS 

services and support, confusion about the CCS system is common.  

Common Concerns about Achieving Family Centered Care 

Through the FHOP survey and focus groups with CCS families the following concerns were expressed: 

- Not enough/very little/poor communication between CCS providers and families. 

Parent Liaisons 

 
FHOP Survey of Physicians 2014 
 

Communication  

 
FHOP Survey of CCS Administrators/Medical Consultants 2014 

“There is a communication 

breakdown among providers… 

no on runs the system.”  

CCS Administrator 
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- Uncertainty regarding scope of services covered by CCS and/or service status.  

- Unclear who to contact and how to make contact.  

- Detrimental delays and difficulties in scheduling appointments, 

e.g., a 1lb. premature infant waited 10 months for a 

pulmonology appointment.  

- Inconsistency of information provided by CCS staff, e.g., CCS 

staff at the same facility provide different answers to the same 

question from the same family about the same child. 

- Lapse of services if family does not receive/respond to renewal notices. 

Overall Satisfaction with CCS Services 

●    10 being very satisfied    ●    0 being not at all satisfied 
 

 FHOP CCS Family Survey 2014 

 
 
Largely, families expressed overall satisfaction with CCS services. When CCS service components are 

investigated at greater detail, areas of communication breakdown emerge and challenges CCS families 

experience navigating the system are illustrated. Thirty percent of CCS families report not having or not 

knowing their CCS-sponsored case manage. A better understanding of the gaps in family centered care 

and the most effective professional roles to improve this approach across diverse contexts and among 

Black and Hispanic families, as well as families with children with more complex health needs is 

recommended.  

48% 50% 
47% 

62% 

47% 

16% 
11% 

16% 
12% 

19% 

13% 
13% 

19% 

9% 
14% 

9% 7% 5% 4% 3% 2% 2% 2% 1% 3% 4% 
1% 3% 3% 2% 

5% 
8% 

5% 4% 
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4% 
8% 

4% 4% 5% 
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30%
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White Black Asian/Pacific Islander Hispanic Other

10 - Max 9 8 7 6 5 4 or less Missing

“How would you (parents, 

families) know what 

questions to ask and how 

to ask the questions?” 
CCS Parent 
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Narrative Results of Needs Assessment: Medical Home 

MCHB Outcome 2: CSHCN receive coordinated, ongoing, comprehensive care within a medical 
home. 

 
The National Survey of Children with Special Health Care Needs (NS-CSHCN) provides estimates on 

medical home for the Maternal and Child Health Bureau, U.S. Department of Health and Human 

Services. The NS-CSHCN implements the America Academy of Pediatrics (AAP) definition of a medical 

home – medical care that is accessible, continuous, comprehensive, family centered, coordinated, 

compassionate, and culturally effective and delivered or directed by a well-trained primary care or 

specialty physician who helps to manage and facilitate essentially all aspects of care for the child.  

 
On the NS-CSHCN, medical home is a summary measure derived from responses to questions about: 

- accessibility to a personal doctor or nurse; 
- family-centered care and shared decision making; 
- comprehensive care (for both sick and well care) and referrals as needed; 
- coordinated services and communication; 
- culturally effective/sensitive care.vi 

 

Medical Home in California  

The National Survey of Children with Special Health Care Needs (NS-CSHCN) ranks and compares all 

states via a telephone survey. In California, the 2009/10 NS-CSHCN reached 750 children (0-17 years). vii  

Through this limited pool of respondents, the percentage of CSHCN with a medical home ranked 

California 44th in comparison to states nationwide responding to the NS-CSHCN. The overall medical 

home score is based on the ranking of subcomponents: 44th in family centered care; 46th in care 

coordination; and 50th in problems accessing needed referrals. 

According to the NS-CSHCN, California is behind the national trend - by almost 5% - for coordinated, 

ongoing, comprehensive care within a medical home. This deficiency is most prominent among the 

Black, Hispanic and Other (non-White, non-Hispanic) populations, mirroring race/ethnic trends 

nationwide.  

CSHCN who receive coordinated, ongoing, comprehensive care within a medical home: 

Outcome NOT achieved: 

California % 

 
61.7 

Nationwide % 57.0 
 

Outcome NOT achieved by race/ethnicity: CA Nationwide 

White, non-Hispanic %  54.7 51.2 

Hispanic % 65.1viii 66.8ix 

Black, non-Hispanic % 64.2x 66.5xi 

Other, non-Hispanic % 68.4xii 60.9xiii 
National Survey of CSHCN 2009/2010 
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A lower prevalence of medical homes for CSHCN in California is also revealed among more complex 

CSHCN - those requiring more than prescription medication to manage conditions.xiv A 25% gap leaves 

only 29.2% of more complex CSHCN with access to a medical home as compared to 54.2% of less 

complex CSHCN - referring to those primarily managed by prescription medications.xv 

According to CMS Net, the online Children’s Medical Services case management system for California 

Children’s Services and the Genetically Handicapped Persons Program, a medical home is defined as 

having the name of a primary care provider entered into CMS Net. Using this limited definition that is 

not based on the AAP definition of a medical home, data retrieved from CMS Net shows that California 

counties vary widely in their percentages of CCS children with a medical home during 2014, and the 

pattern is similar to how it was in 2010.  

 In 33% of counties, 80% or more of their CCS children have medical homes  

 In 47% of counties, between 60 to 79% of their CCS children have medical homes 

 In 14% of counties, between 40 to 59% of their CCS children have medical homes 

 In 5% of counties, between 20 and 39% of their CCS children have medical homes 

 In 0% of counties, fewer than 30% of their CCS children have medical homes. 
 
Within California, data collected for the FHOP’s CCS Title V Needs Assessment yielded additional 

information related to providing medical homes to CCS children. 

Of the CCS physicians surveyed by FHOP in 2014, 44% did consider their site of practice a medical home 

for CCS clients, 40% did not consider their practice a medical home, and 15% did not know. The majority 

of practice sites surveyed were tertiary medical centers (non-Kaiser). A greater percentage of primary 

care providers, including public, private, and Federally Qualified Health Centers (FQHC), provided 

medical homes compared to tertiary medical centers.  

 

Medical Home by Practice Site Yes % No % Don't know/Not sure % Total N 

Tertiary Medical Center (Non-Kaiser) 39 42 19 69 

Kaiser Tertiary Medical Center 100 0 0 1 

Stand alone specialty clinic 50 50 0 4 

Primary care practice (private) 60 20 20 10 

Primary care practice (public) 100 0 0 1 

Federally Qualified Health Center (FQHC) 55 45 0 11 

Other 0 100 0 1 

Total 44 40 15 97 

FHOP Survey of CCS Physicians 2014 
 
Among respondents, 43% of physicians and specialist did consider their professional practice as a 

medical home for CCS clients and 39% did not.  The professions to most often report their practice as a 

medical home included pediatricians and hematologists.  
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Medical Home by Type of Provider 
Do you consider your practice to be a medical home? 

Yes (n) No (n) 
Don't know / 
Not sure (n) 

Total (n) 

Neonatalogist 7 5 1 13 

Neurologist 0 1 0 1 

Otolaryngologist  0 1 0 1 

Pediatrician 13 6 4 23 

Pediatric Cardiologist 4 2 3 9 

Pediatric Critical Care Physician  1 4 0 5 

Pediatric Endocrinologist 0 1 1 2 

Pediatric Gastroenterologist 1 2 0 3 

Pediatric Hematologist 5 0 0 5 

Pediatric Infectious Disease Physician 2 0 1 3 

Pediatric Nephrologist 0 1 1 2 

Pediatric Neurologist 1 5 1 7 

Pediatric Oncologist 2 3 1 6 

Pediatric Pulmonologist 2 1 1 4 

Pediatric Surgeon 1 1 0 2 

Psychiatrist 0 1 0 1 

Other 4 5 1 10 

Total 43 39 15 97 
FHOP Survey of CCS Physicians 2014 

This variation within and across practice sites may indicate variation in 

the understanding of the medical home concept. Key informants 

acknowledge the need for state training, county accountability 

measures, and family education that defines the qualifications of a 

medical home. Interviewees also suggested that the role of medical 

home has fallen on Special Care Centers although this occurrence is 

“not ideal; not a role that centers want to take on.”xvi 

The overwhelming majority of CCS Administrators and Medical Consultants surveyed by FHOP in 2014 

agreed that Pediatric Primary Care Providers (PCP) should provide a medical home to CCS clients with 

both limited complexity or duration conditions and chronic complex conditions. Respondents also 

indicated that Family Medicine PCPs, Federally Qualified Health Centers (FQHCs) and Community Clinics 

that are not FQHC would be more appropriate as medical homes to clients with limited complexity or 

Who should provide a medical home? 
Check all that apply 

For CCS clients w/ chronic 

complex conditions 

For CCS clients w/ conditions of 

limited complexity or duration 

Pediatric Primary Care Provider 87% 91% 

Family Medicine PCP 35% 58% 

Federally Qualified Health Centers 

(FQHCs) 

44% 60% 

Pediatric Sub-Specialist 43% 25% 

Special Care Center 46% 15% 

Other 11% 6% 

A Community Clinic that is not an FQHC 17% 38% 

“Generally speaking, 

(there is) no true 

adherence to the medical 

home concept.”   

CCS Provider (Interview) 

FHOP CCS Administrators/Medical Consultants Survey 2014 
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duration conditions than for those clients with chronic complex conditions. The use of Pediatric Sub-

Specialists and Special Care Centers as medical homes was seen as more appropriate for those clients 

with chronic complex conditions as opposed to noncomplex or limited duration conditions.  

Special Care Centers 

A corner stone of the CCS program is referral of eligible children to the regionalized network of CCS 

paneled specialists in CCS approved special care centers. Quantitative data from the CCS’ administrative 

database (CMSNet) indicates that the program is falling short of its goal of referring 95% of children with 

the following qualifying diagnoses: acute lymphoid leukemia, brain cancer, cleft lip & palate, congenital 

heart disease, cystic fibrosis, hearing loss, and hemophilia. The statewide referral rate for 2014 is 71% 

compared to 59% in 2009. There is significant county variation in referral rates, with 10 counties 

referring 60% or fewer of eligible clients, 11 counties referring 61-70%, 22 referring 71-80% of clients, 6 

referring 81-90%, and 9 counties referring more than 90% (see chart below). Overall, 51% of eligible 

children throughout the state have referral rates of 70% or less. There are many reasons why a referral 

may not be completed, including local CCS programs not receiving the medical information needed for 

making a referral and a lack of CCS paneled physicians to make the referrals.  

 
CMS Net 
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According to Administrators/Medical Consultants: 

44%
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CCS should develop regulations/number 
letters outlining staffing and necessary 

services to be provided to be considered a 
CCS client-centered medical home.
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Barriers to Providing a Medical Home 

According to FHOP CCS Physician Survey, current financing, program structure and lack of understanding 

impede the development of medical homes for California Children Services (CCS) families. The majority 

of physicians, 43%, report the need for additional resources to allow their practice to be a medical home 

for CCS families. Uncertainty about how to become a medical home for CCS families exists for 27% of 

physicians surveyed. The remaining 17% of physicians surveyed report other reasons for not providing a 

medical home and only 13% have what is needed to be a medical home for CCS families.  

 
FHOP CCS Physicians Survey 2014 

 

The lack of medical homes is acknowledged as a serious concern 

through key informant interviews.xvii Two thirds of physicians, 

administrators and medical consultants surveyed agree that CCS 

should develop regulations outlining staffing and necessary services to 

be considered a CCS family-centered medical home.  

Medical Home Standards 
 

FHOP CCS Physicians Survey 2014  
 

FHOP CCS Administrators/Medical Consultants Survey 2014 

“Without it, quality of 

care erodes.” 
CCS Provider (Interview) 

According to Physicians: 
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Although CMS Net classifies a child as having a medical home if they have a primary care provider (see 

above) local CCS Administrators who participated in the focus group estimated “90% are not acting as a 

medical home.” 

One of the core principles of the AAP medical home model is care coordination and communication 

among providers. Respondents to the FHOP CCS Physician Survey were asked how often they 

communicate with a variety of other provides (see table below).  Regular communication was noted 

most with primary care providers and specialty care providers, including special care centers. 

Considerably less regularity of coordinated communication occurred in regional centers, schools, CCS 

Medical Therapy Program (MTP) and even less / rarely occurred among mental health providers and 

community-based organizations.  

 
FHOP Survey of CCS Physicians 2014 

 

Overall, CCS physicians reported through the FHOP 2014 survey the following top five barriers to 

providing quality care: 

- Amount of resources needed to coordinate services for CCS children; 
- Amount of accessible and available resources (e.g. social services, mental health, respite care) 

for CCS children and families; 
- Complexity of care and the amount of time needed to care for CCS children; 
- Working with managed care plans (e.g. approval for services/test/procedures, reimbursement); 
- Medi-Cal outpatient reimbursement rates for care of conditions NOT covered by CCS.  

 

Reimbursement Rates 

CCS Physician survey respondents highlight Medi-Cal reimbursement rates as a significant barrier to 

providing high quality of care for CCS families, generating obstacles throughout the CCS program. Low 

reimbursement rates discourage providers from entering the paneled network, reduce the opportunity 

for referrals for all kinds of health and social services, and can limit and delay access to durable medical 

equipment (DME).  

Low reimbursement rates results in delayed coordination of care. With too few providers and specialists 

willing to accept patients based on Medi-Cal reimbursement rates, a bottleneck with available providers 

Regularly

Sometimes 

based on 

needs

Rarely Never

Don't 

know/Not 

sure

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

Other specialty care provider, including special care centers 56% 37% 4% 0% 3%

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

Schools 17% 37% 29% 12% 4%

CCS Medical Therapy Program (MTP) 19% 33% 23% 13% 11%

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

Community-based Organizations 9% 27% 36% 18% 10%

Frequency of you/your clinic/practice communicating with 
other providers who are also serving your CCS Clients 
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and specialists can occur. Low reimbursement rates also pose obstacles for innovation, e.g., expanding 

telehealth.  

CCS families experience the challenges not only through wait times and/or rejection but also through 

their own financial distress. CCS care may require families to pay for services and equipment out of 

pocket in order to expedite critical services and receive life sustaining equipment for their children. 

Limited access to CCS providers has also been known to increase transportation and lodging costs for 

CCS families.  

 

Unmet Needs 
 
Unmet need is a direct measure of access to health care services.  Unmet service needs may affect 

severity of the disease, lead to more urgent care contacts and greater emergency department 

utilization, and ultimately reduce children’s physical and mental well-being. 

 

According to the National Survey of Children with Special Health Care Needs (NS-CSHCN), in both 

California state and nationwide, no unmet needs improved from 2001 to 2005/6, and no unmet needs 

dropped below 2001 levels in 2009/2010. 

CSHCN with no unmet needs for 
health care services 

 
2001 

 
2005/2006 

 
2009/2010 

California % 76.9 82.5 74.1 

Nationwide % 82.3 83.9xviii 76.4 
National Survey of CSHCN 2009/2010 

 

CSHCN populations with the lowest rates for no unmet medical needs were Black and Hispanic. Unmet 

needs almost doubled for CSHCN families without insurance. Those receiving care through a 

comprehensive medical home reported considerably less unmet needs than care without a medical 

home by almost 25%. 
 

 

CSHCN with no unmet medical needs, 
 by race/ethnicity 

 White Black Hisp  Other 

California % 78.1 73.2 69.9 77.0 
Nationwide % 79.4 71.5 71.6 73.9 

National Survey of CSHCN 2009/2010 

 
CSHCN in CA with no unmet medical needs,  
by medical home 

With a medical home % 88.9 
Without a medical home % 64.6 

National Survey of CSHCN 2009/2010 
 
 
 

 With 
Insurance 

Without 
Insurance 

California % 75.2 39.1 
Nationwide % 77.5 44.3 

National Survey of CSHCN 2009/2010 
 

CSHCN whose families have any unmet need 
for support service 

 2009/2010 

California % 10.3 

Nationwide % 7.2 

CSHCN with no unmet medical needs, 
by insurance status 

National Survey of CSHCN 2009/2010 
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Access to Care 

Lack of providers is a major problem for CSHCN families, reported by 57% of administrators/medical 

consultants in the FHOP CCS 2014 Survey. An additional 26% of administrators/medical consultants 

recognize this as a moderate problem.  

Barriers Families may Experience in Seeking Care for Their Child – Lack of Providers 

 
 FHOP CCS Administrators/Medical Consultants Survey 2014 

 
Respondents to the FHOP CCS Physician survey report that the providers who are most frequently or 

very often or always lacking for CCS families include, audiologists (67%), endocrinologists (63%), physical 

therapists (63%), occupational therapists (63%), orthodontists (62%) and pediatric neurologists (56%).  

 
How often are the following types of providers lacking? 

 
From the FHOP CCS Physicians Survey 2014 

 

 

Never Occasionally
Very 

Often
Always Total N Mean

CCS Paneled Audiologists 5% 28% 24% 43% 58 36

CCS Paneled Physical Therapists 14% 24% 32% 31% 59 36

CCS Paneled Occupational Therapists 14% 24% 31% 32% 59 36

CCS Paneled Primary Care Providers 21% 35% 30% 14% 57 35

CCS Paneled Registered Dietitians 19% 25% 15% 42% 53 36

CCS Paneled Respiratory Therapists 32% 16% 12% 40% 50 36

CCS Paneled Social Workers 29% 15% 8% 48% 52 36

CCS Paneled Orthodontists 17% 21% 17% 45% 53 36

CCS Paneled Otolaryngologists 29% 23% 17% 31% 52 36

CCS Paneled Pediatric Neurologists 9% 35% 30% 26% 54 36

CCS Paneled Endocrinologists 15% 23% 23% 40% 53 36

CCS Paneled Plastic Surgeons 16% 33% 22% 29% 51 36

CCS Paneled Pediatric Cardiologists 28% 40% 12% 20% 50 35

Other CCS Paneled Provider (please specify) 22% 15% 26% 37% 27 36
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Referrals 

According to the National Survey for CSHCN 2009/2010, one in three CSHCN families in California 

experience difficulty securing a referral for specialty care, surpassing the national standard. The most 

difficultly in California is experienced by Black and Hispanic CSHCN families. Nationwide this challenge is 

most prevalent among Hispanic and Other, non-Hispanic CSHCN families.  

CSHCN needing a referral for specialty care and having difficulty getting it 

California % 33.9 
Nationwide % 23.4 

 
CSHCN needing a referral for specialty care and having difficulty getting, by race/ethnicity 

 White, Non-Hispanic Black, Non-Hispanic Hispanic Other, Non-Hispanic 

California % 22.0 36.8 43.8 32.6 
Nationwide % 20.7 20.8 32.8 25.6 

National Survey of CSHCN 2009/2010 (both)
i
 

 

According to CMS Net, the average wait times from referral to first authorization for CCS services has 

decreased in most of California, dropping from an average of 32.5 to 21 days for all counties (excluding 

Los Angeles).  

Wait times from referral to first authorization for CCS services 

 2010 2014 

Counties All w/o L.A. L.A. All w/o L.A. L.A. 

Number Days Range 0-364 0-381 0-490 0-391 

Average number of days 32.5 12 21 17 
CMS Net 

 

FHOP compared wait times for dependent counties - where population size is under 200,000 and 

medical case management, eligibility and benefits are determined outside of the county in regional 

offices - with those of independent counties. Dependent counties are 1.9 times more likely to have a 

wait time longer than one month from referral to first authorization than in independent counties. This 

is an improvement from 2010, when dependent counties were 6.2 times more likely to have wait time 

longer than one month. 

Among CCS families surveyed by FHOP in 2014, 72% reported always seeing a specialist when needed 

and 71% reported never having delays or problems getting referrals to specialists within the past 12 

months. Ten percent of families report always or usually experiencing a delay getting referrals, and 13% 

report never or only sometimes being able to see a specialist when needed in the last 12 month. 

Perceptions among CCS families regarding coordination of care between primary care provider (PCP) 

and specialists for the child in the last 12 months were not as favorable with 14% sometimes and 8% 

never having felt the specialist and PCP were working together to provide care for their child.  



Title V 2015 Needs Assessment of California Children’s Services (CCS) 
Systems Issues and Priority Action Objectives Narrative Report  

Prepared by the Family Health Outcomes Project UCSF   33 

Specialists 

In the last 12 months, 

saw a specialist when 

needed? 

 

How often did you 

have delays or 

problems in getting 

referrals to CCS 

specialists? 

 

In the last 12 months, 
how often felt 

specialist and PCP 
were working 

together to provide 
care for child? 

 

      FHOP Survey of CCS Families 2014 (all) 

 

In northern and southern California, FHOP CCS family focus groups in 2014 revealed mixed experiences 

regarding communication and access to specialists. Some families expressed seamless experiences while 

other families faced an obstacle every step of the way. Regular obstacles in accessing specialists have 

been reported among families without private insurance. 

The majority of CCS administrators/medical consultants 

believe that an increase in access to primary care (74%) 

and specialty care (88%) for CCS families would help 

decrease high-cost ER visits and hospitalizations. Even 

more CCS physicians strongly and somewhat agree that an 

increase in access to primary (88%) and specialty care 

(91%) for CCS families would help decrease high-cost ER 

visits and hospitalizations. However, CCS physicians also 

report the current Medi-Cal network of primary and 

specialty care providers is shrinking, leaving fewer choices 

for CCS families. 

“Why should a CCS child on Medi-Cal 

have to wait 6 months see a specialist 

whereas if you have private insurance or 

cash [out of pocket], you can be seen 

right away?  A lot of people then go to 

the ER because they cannot wait for an 

appointment.  This clogs the ER, doctors 

there aren’t trained to care for CCS 

kids, so they are usually admitted and 

the cost of admission and treatment is so 

much more than preventing the child 

from going to the ER in the first place.” 

FHOP CCS Family Focus Group 2014 
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Increased Access Impact on High Cost Centers 

 
 FHOP CCS Provider Survey 2014 
 
 

To increase CCS paneled providers, CCS administrators/medical consultants suggest (1) raising Medi-Cal 

rates to encourage participation in the program, (2) developing strategies to recruit/graduate more 

pediatric sub-specialists in California, and (3) expand telehealth options for CCS children, particularly in 

rural areas.  

Durable Medical Equipment 

Durable medical equipment (DME) is equipment medically necessary to preserve bodily functions 

essential to activities of daily living or to prevent significant physical disability among CCS eligible 

families. This equipment is not disposable, and includes items such as wheelchairs.  

According to CMS Net, the average wait time between request for a wheelchair and authorization has 

been reduced over the past decade from 29 days in 2005 to 14 days in 2014, and continues to occur 

most frequently within one day.  

Request for DME (Wheelchair) 

Year 2005 2009 2014 

Counties All w/o L.A. All w/o L.A. All w/o L.A. 

Days 0-1838 0-321 0-2857 

Average 29 22.2 14 

Mode (most) 0 0 0 

Median  12  5 
CMS Net 

Results from the FHOP Survey of CCS families indicate that of the 2,564 California families that needed 

DME, 16% experienced problems getting medical equipment within the 24 months prior to the survey. 

Problems included the length of time to authorize (27%) and receive (42%) DME eligibility (15%), and 

DME providers refusing to provide the equipment (16%).  
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CCS Administrators/medical consultants 

and providers/physicians participating in 

FHOP’s 2014 CCS surveys offered insight 

into the DME issues and consequences for 

patients. Among CCS Administrators/ 

medical consultants, low Medi-Cal 

reimbursement rates were cited as 

frequently (56%) and occasionally (23%) 

discouraging provider willingness to work 

with CCS and resulting in too few DME 

providers. They also reported that DME 

providers refusing to respond to requests for certain kinds of equipment due to low reimbursement 

rates was frequently (42%) and occasionally (35%) a problem. DME providers refusing to repair or 

maintain equipment that they weren’t authorized to provide 

was also a frequently (29%) and occasionally (25%) perceived 

problem by CCS Administrators/medical consultants. Delays in 

being discharged from the hospital because of DME delays were 

seen as frequently (27%) and occasionally (50%) a problem.  

 
DME Issues presenting problems for patients as reported by CCS Administrators / Medical Consultants 

 
FHOP Survey of CCS Administrators/Medical Consultants 2014 
 

CCS administrators and medical consultants who offered 

comments through the FHOP survey recognize the scarcity 

of DME providers. This shortage of providers is an 

uncomfortably familiar problem reported in rural 
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because of delays
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that clients can be
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school due to

delays in getting or
repairing needed

DME.

f.DME providers
refusing to repair or
maintain equipment

that they weren't
authorized to

provide.

Frequently a problem Occasionally a problem Rarely a problem Never a problem Don't Know/Not Sure

  FHOP CCS Families Survey 2014 

 

“It’s a challenge for families.  

Certain providers are not taking 

CCS and much of the equipment is 

needed to prevent children from 

having to go to the hospital.”  
CCS Key Informant Interview 

“Some DME providers have changed 

their business model and have 

declined to take Medi-Cal altogether, 

resulting in providers who are no 

closer than 150 miles.” 
CCS Administrator 
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communities where suppliers are not only fewer, but “they buy in smaller quantities, their cost is higher 

and they need to be reimbursed at a higher rate.” 

CCS physicians, directly engaged with CCS families, reported higher rates of problems for patients in 

FHOP’s survey. The low Medi-Cal reimbursement rates were cited as frequently (65%) and occasionally 

(35%) discouraging DME provider willingness to work with CCS and resulting in too few DME providers. 

In Santa Clara County, for example, only one provider of DME exists. Concerned was expressed that in 

another county, it appears that apnea monitors are being rationed. DME provider refusal to respond to 

requests due to low reimbursement rates was frequently (61%) and occasionally (36%) a problem. DME 

providers refusing to repair or maintain equipment that they weren’t authorized to provide was also 

reported frequently (38%) and occasionally (42%).  

CCS physicians reported CCS patient discharges being delayed more often than CCS 

administrators/medical consultants, with 49% seeing it as a frequent problem and 35% as an occasional 

problem. The purchase of the DME directly by hospitals and families occurred frequently (33%) and 

occasionally (39%) so that CCS patients could be discharged in a timely manner. Physicians also reported 

CCS children missing school frequently (35%) and occasionally (44%) while waiting for the arrival or 

repair of needed DME. Other unspecified problems with DME resulted in frequent (33%) and occasional 

problems (42%). 

DME Issues presenting problems for patients as reported by CCS Physicians 

 
FHOP Survey of CCS Physicians 2014 

 

Investigating where these DME issues and consequences were rarely or never a problem could benefit 

the system as a whole. One provider suggested instituting a nominal co-pay for families for all DME to 

provide a sense of family ownership of the equipment and some cost-sharing.  
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Telehealth 

Telehealth (or telemedicine) is the use of electronic information and telecommunications technologies 

to support long-distance clinical health care, health education, and health administration. 

The 2014 FHOP survey of CCS administrators/medical consultants recorded a high level of uncertainty 

regarding perceived willingness of CCS paneled physicians to provide telehealth services. Almost two 

thirds (65%) of administrators/medical consultants weren’t sure is CCS paneled physicians in their 

county were willing to provide telehealth services. However, in the FHOP survey of CCS paneled 

physicians, 61% of reported a willingness to provide telehealth services.  

Barriers to providing telehealth identified by CCS providers/physicians include: 

- Inadequate infrastructure including technology, equipment, training, and personnel; 

- Lack of appropriate compensation for services or established reimbursement workflows; 

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

- Concerns about the legal and insurance issues as well as HIPPA regulations; 

- Hospital firewalls. 

 

Strategies for reducing telehealth barriers identified by CCS providers/physicians include: 

- CCS State and IT involvement; collaborate on provision of technology to facilitate adoption; 

- Support for local technological upgrades, training, equipment and support services as needed;  

- Improve technological infrastructure so examinations are of appropriate quality for diagnosis; 

- Uniform data and imaging platforms;  

- Hiring of nursing staff with fair compensation; 

- Simplify the reimbursement process for telehealth visits; 

- Introduce procedure to charge for telehealth services where it has not been established, codes 

to allow for billing telehealth services and increase rates as needed; 

- Defined physician protection regarding liability and privacy;  

- State mandated data communication standards; 

- Focus on rural access to telehealth equipment at dedicated sites; 

- Improve integration of interpreter services into telehealth services;  

- Providing devices and bandwidth into CCS family homes - some lack electricity. 

- Having sufficient volume (number of of families) to demonstrate need. 

 

Recommendations on what Physicians need to provide the best quality medical 

care for CCS patients  

CCS physicians offered FHOP the following suggestions regarding what they need from the system to 

provide the best medical care for CCS patients.xix 
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Increase Reimbursement Rates 

Currently, CCS and Medi-Cal reimbursement rates are 

inadequate to recruit and retain health care and medical 

equipment providers as well as negotiate referrals to specialists 

who command higher salaries. Low reimbursement rates 

constrains the network of CCS providers, limits access to timely 

health care for CCS families and creates burdens for CSS sites 

that must search for additional sources of funding in order to maintain staffing and services. Children’s 

Hospitals face financial risk because of insufficient compensation for visits and necessary procedures.  

Many CCS families, eligible for services due to limited income, are also in need of financial assistance. 

Transportation and lodging for long distance medical care “is often beyond the means of some of the 

families.” 

Increase Providers and Support Staff  

Essential health care providers considered scarce for CCS families include mental health and social 

workers, nutritionists, dentists and orthopedic surgeons, and physician extenders (e.g., nurse 

practitioners and other advanced practice nurses for follow-up with complex conditions). To help 

navigate the CCS system, families can benefit from parent/client navigators or liaisons who may be able 

to help facilitate an improvement in the overall coordination of services.  

Patient as Priority 

 CSS providers advise that the focus of CCS services must remain on the needs of the patient to 

encourage a faster, more streamlined approval process. Patient welfare may inadvertently be impacted 

by regulations that can hinder access to timely services.  The approval and authorization process, for 

example, can slow down the delivery of care.  

Communication and Coordination 

Improved cross-system communication across providers and across administrators (e.g. primary care 

providers and specialists, CCS and Medi-Cal), is necessary to develop more comprehensive care for 

children with complex needs. Creating clear guidelines as well as providing assistance to complete 

paperwork and building data systems to easily share information and facilitate necessary 

communication could improve health care service.  

Providers are requesting “easier access to decision makers in each county” as a proposed method to 

generate more clarity within the CCS system and across to Medi-Cal. Quick, immediate access helps 

improve the speed and fluidity of decision making at the level of direct service. Assistance from 

stakeholders on a formal and informal basis may expedite problem-solving. An online chat or listserve 

may offer sufficient forms of direct and unobtrusive communication.  

Education and Information Dissemination 

A general level of confusion and lack of information about the CCS system, regulations, eligibility 

criteria, conditions and treatments is acknowledged among parents and providers. Mapping the State 

system and key personnel, and indexing information notices and numbered letters may support 

“Reimbursement rates are not 

designed for optimal care 

outcomes; good providers cannot 

afford to accept Medi-Cal.” 

CCS Administrator (Interview) 
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administrators and providers in the facilitation and implementation of CCS. Easily available information 

about CCS is needed for families.  

Eligibility  

Expanding the scope of conditions for CCS eligibility would 

allow more patients with chronic, complex diseases, including 

genetic disorders not yet specified, to receive care. Many 

children who would benefit from CCS are deemed “not 

eligible.” At times, number letters cannot be found to approve 

patient conditions. 

 Some providers are under the impression that “Medi-Cal, which is mostly managed care, just denies 

care as a way to keep costs down.”  

Transition  

Support with navigation between child and adult subspecialty 

and insurance providers, especially during the first year of 

transition, can benefit patients transferring out of CCS. Transition 

can be considered “a big trauma” for CCS families. 

Key informants recommended training for CCS physicians, 

specialists, case managers and families as well as adult providers 

who will receive transitioning CSHCN. 

Other Needs – “Less talk, more action” 

 CCS physicians expressed concerns with the organizational culture and administrative authority. 

Barriers for “complex patients,” “specialty care” and through “managed Medi-Cal programs” generated 

requests for “more cordial interactions,” “more assistance with complicated social problems,” and “less 

obstruction by uniformed medical directors.” 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

“There was no CCS code that could 

explain my child’s condition. We had 

to stay in the hospital for 4 weeks at 

$4,000 a day.” 

CCS Parent (Focus Group) 

“I would love to see CCS 

services provide navigation 

for the first year of patients 

transferring to adult 

subspecialty providers. This 

would go a long way toward 

preventing drop out and 

unnecessary morbidity.”  

CCS Physician 
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Narrative Results of Needs Assessment: Health Insurance Coverage 

MCHB Outcome 3: Families of CSHCN have adequate private and/or public insurance to pay for 

needed services.  

Research shows that for the healthy development of all children, retention of health insurance coverage 

is important for health care continuity, quality of care, parent adherence to medical advice and parent 

self-management of children’s conditions.xx  

All the data in this report was collected prior to implementation of the Affordable Care Act. 

According to the National Survey of Children with Special Health Care Needs (CSHCN), insurance 

coverage has improved slightly since 2001 and as of 2009/2010 the rates of uninsured CSHCN have 

declined by 2.3% nationwide and 1.6% in California.  

 2001 2005/2006 2009/2010 

California % 9.9 8.0 8.3 

Nationwide % 11.6 8.8xxi 9.3 

National Survey of CSHCN 2009/2010 

 

Inadequate insurance poses a greater threat for CSHCN families. The most recent National Survey of 

CSHCN 2009/2010 reveals 34.4% of CSHCN nationwide and 37.2% of CSHCN in California have 

inadequate insurance. Across the nation the Hispanic population carries the highest rate of inadequate 

insurance coverage. Within California, the rate of inadequate insurance is significantly higher for Black 

families at 47.8%. 

 Overall Hispanic White Black Other. Non-Hispanic 

California %: 37.2 38.8 34.4 47.8xxii 33.6 

Nationwide %: 34.3 37.9 33.0 35.9 33.9 

National Survey of CSHCN 2009/2010 

 

California Health Insurance Coverage 

California ranks 34th in the nation in providing current and continual health care coverage for CSHCN. 

Nearly 1 in 9 of California’s CSHCN is currently uninsured or lacked coverage for at least part of the 

year.xxiii  

Consistent insurance does not guarantee medical services. Approximately  1 in 3 California CSHCN has 

insurance that is inadequate to meet his or her health care needs, ranking California as 46th in the 

nation.xxiv 

No Insurance Coverage during Past Year 
 

Current Insurance Inadequate Overall and by Race 
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Adequacy of children’s health insurance coverage in California 

 
National Survey of Children’s Health 2011/12

Public and Private Health Insurance Coverage in California 

Considerable differences in service provision and health conditions are reported between public and 

private health insurance coverage for CSHCNs.  

CSHCN with public insurance in California are more likely to experience four or more functional 
difficulties. Publicly insured CSHCN in California are less likely, by 14.3%, to receive routine preventative 
medical and dental care visits than privately insured CSHCN. Those with both public and private 
insurance are at an even greater disadvantage as providers are likely to debate over payment. 
 
Multiple functional difficulties by insurance type 

 
Data Source: National Survey of Children’s Health 2005/06 

“Children with Special Health Care Needs: A Profile of Key Issues 

in California” (Bethell, 2010) 

 

Preventive medical and dental care visits  

by insurance type 

 
Data Source: National Survey of Children’s Health 2005/06 

“Children with Special Health Care Needs: A Profile of Key Issues  

in California” (Bethell, 2010) 

 

Again, more privately insursed CSHCN in California are supported with a usual source of sick and well 

care at 94.3% than are publicly insured CSHCN at 87.6%.xxv 

Components of Care 

Data from the National Survey of Child’s Health 2011/12 reports over a fifth more privately insured 

CSHCN families (68.8%) report receiving family-centered care than CSHCN families who are publicly 

insured (46.8%)in California.xxvi 
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Additionally, 28.8% of privately insured and only 20.6% of publicly insured CSHCN in California received 

coordinated, ongoing, comprehensive care within a medical homexxvii 

Covering the Whole Child 

The concept of “whole child care” as an integrated health care plan that includes both primary and 

specialty care by CCS for CCS patients is considered a viable way to reduce fragmentation and improve 

efficiency and clinical outcomes. Most CCS physicians (69%) and CCS administrators/medical consultants 

(70%) agree, strongly and somewhat, that CCS should be responsible for all medical care a CCS child 

needs. However, strong disagreement is expressed by twice as many CSS administrators/medical 

consultants (19%) than CCS physicians (10%). 

 
CCS Responsibility to Cover the Whole Child - According to CCS Physicians 

 
FHOP Survey of CCS Physicians 2014 

CCS Responsibility to Cover the Whole Child - According to CCS Administrators/Medical Consultants 

 
FHOP Survey of CCS Administrators/Medical Consultants 2014 

 
Impact of Current Health Insurance Coverage on Family Finances  
 
Out of pocket medical expenses are a reality for most CSHCN families in California and nationwide. The 

expenses are perceived as always “reasonable” by 43.7%, usually by 26.8% and sometimes or never 

“reasonable” by 28.8%. 
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Prevalence & Expenditures by Complexity 
 

 
 

 
National Survey of CSHCN 2009/2010 

 

 

Parents of CSHCH who have private insurance pay more out-of-pocket expenses than those with public 

insurance; 23% of those with private insurance vs. 4.5% of those with public insurance pay at least $1,000 a 

year out-of-pocket. 

 

Out-of-Pocket Expenditures by Insurance Type           

 
Data Source: 2005/06 National Survey of Children with Special 

Health Care Needs, Data Resource Center for Child and 

Adolescent Health. Chi-square test p<0.001 

“Children with Special Health Care Needs: A Profile of Key 

Issues in California” (Bethell, 2010)  

 
*Non-CSHCN average expenditures: $856 

Data Source: National Survey of Children’s Health 2011/12; 

Expenditures Data: 2008 MEPS 

 
It is not uncommon among CSHCN families to see the need to 

care for and secure insurance converage as directing parent 

emplyment choices. In addition to medicals costs increasing 

overall expenses, CSHCN families can find themselves with 

less time, flexibility and career mobility as well.  

 

More than twice as many CSHCN with public (36.1%) vs. 

private (16.1%) insurance have parents who had to stop or 

cut back on work to care for their child.xxviii 

 

Are the costs not covered by health insurance reasonable? 

 No out of pocket  
expenses 

Never/sometimes 
reasonable 

Usually  
reasonable 

Always 
reasonable 

California 4.2% 28.8% 23.3% 43.7% 

Nationwide 5.5% 28.7% 26.8% 39.0% 

 

$4003 

$4866 

$6755 

The income level (for CCS eligibility) 

is too low at $40,000. My husband has 

denied raises at work so we could 

continue to qualify for the program. 

And it doesn’t matter how many 

people are in the family, which doesn’t 

make any sense. 

CCS Parent (FHOP Family Focus Group) 
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CSHCN family members have reported the decision not to change jobs due to health insurance coverage. 

More CSHCN families report making this choice in California (22%) than nationwide (17.7%). This is a 

more prevalent among California families who have children with more complex health needs (24.5%). 

 
 

Families Avoid Job Changes to Secure Health Insurance Coverage 

 
 “Children with Special Health Care Needs: A Profile of Key Issues in California” (Bethell, 2013)   
 Data Source: National Survey of Children’s Health 2011/12 
 
The 2014 FHOP survey of CCS administrators and medical 

consultants reveals that a series of barriers to accessing care are 

cost related. Resources necessary to support families traveling to 

and from CCS services pose the greatest problem (39% major 

problem, 33% moderate). Out-of-pocket family services as well as 

share-of-cost, co-pays and inadequate or absent coverage for 

primary care all pose additional financial problems. 

 

 
FHOP Survey of CCS Administrators/Medical Consultants 2014 

 

Analysis of CCS Inpatient Paid Claims 

The Center for Policy, Outcomes and Prevention at Stanford analyzed CCS inpatient paid claims data to 

provide a better understand of who is providing inpatient care for CCS clients. Most hospital claims for 

medically complex children in California (55%) are paid to the state’s eight, free-standing children’s 

hospitals, followed by non-profit and for profit hospitals, and the UC System. 

 The most expensive subset of inpatient paid claims, defined as the top 10% of claims, expanded this 

consolidation in free-standing children’s hospitals from 55% to 61% (data not shown). 

 Conversely, the majority of NICU claims (43%) were paid to non--‐profit and for--‐profit hospitals. 
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Family member(s) avoided changing jobs due to health insurance coverage, 
Nation vs. California and by Complexity of Health Care Needs 

Major 

Problem

Moderate 

Problem

Small 

Problem

Not a 

Problem

Don't 

Know/ 

Not Sure Total N

a. Availability of resources to support parents traveling to and from 

the hospital and medical appointments. 39% 33% 19% 6% 4% 70

b. Out-of-pocket expenses for family services 27% 37% 24% 3% 9% 70

c. Problems accessing primary care for child (e.g. share-of-cost Medi-

Cal, co-pays/deductibles, no primary care coverage) 26% 31% 26% 7% 10% 70

Cost related barriers to accessing care 
 

Nationwide California 

“When a different claim was 

recently denied for my son, we 

didn't even bother fighting it, 

but rather paid out of pocket, to 

avoid the frustration of trying to 

get an approval with CCS.” 
CCS Parent (FHOP Survey) 
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 The majority of claims for “high-cost” NICU patients, defined as those in 10% of paid claims, were 

paid to free-standing children’s hospitals (41%), followed by non--‐profit and for--‐profit hospitals 

(39%). (Data not shown). 

 Isolating medically complex, non--‐NICU claims, increases the percent of claims paid to free-standing 

children’s hospitals to 64%. 

 
 

 
“California Children’s Services: All Inpatient Paid Claims by Site of Care, 2009-2012” (Stanford Center for Primary Care and 
Outcomes Research, 2014) 

 

Common Concerns about Health Insurance Coverage and Eligibility  

The FHOP survey of CCS families in 2014 collected concerns and difficulties CCS families experienced 

with health insurance coverage. The following is an overview of the themes that emerged from CCS 

family feedback: 

- Lack of CCS emergency coverage. 

- Difficulty getting prescriptions approved and covered by 

CCS, including over-the-counter products. 

- Ambiguity about what medications are covered by CCS and 

what cost the pharmacy can charge. 

- Delays in obtaining approval for DME and prescriptions – 

reported at 2-3 months! Results in medicine and 

equipment that is out of date and/or the wrong 

size/quantity/dosage.  This is particularly a problem for children with rapid progression.  

- Authorizations and approvals take too long to achieve and are too vague regarding coverage.  

- Unclear what lab tests are covered or not and why. 

- Inconsistent coverage of diseases from county to county. 

- Poor communication and lack of follow up with DME vendors. 

- Discontinuation of therapies resulting from CCS child’s inability to meet set goals.  

 

 

“I feel that CCS should have a 

part in giving emergency 

coverage when there is a problem 

with insurance.  A child could 

very well end up dead without the 

treatment they may need!!” 

CCS Parent (Survey) 
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Narrative Results of Needs Assessment: Prevalence 

MCHB Outcome 4: Children are screened early and continuously for special health care needs. 
 
Across the United States, 1 in 5 children (ages 0-17 years) have been identified with special health care 

needs. In California, approximately 1 in 7 children are CHSHN. Despite the slightly reduced prevalence of 

CSHCN in California, the local population of CSHCN is estimated at 1.4 million individuals. The estimate 

of CSHCN increases with the inclusion of eligible youth transitioning into adulthood (18-21 years).xxix 

 

 
“Children with Special Health Care Needs: A Profile of Key Issues in California” (Bethell, 2013) 

 

The identified population of California’s CSHCN has remained relatively steady since 2001 as opposed to 

a steady rise nationwide.xxx 

 

Prevalence of CSHCN Over Time 

 2001 2005/2006 2009/2010 

California % 10.3xxxi 9.9xxxii 10.6xxxiii 

Nationwide % 12.8 13.9xxxiv 15.1xxxv 

National Survey of CSHCN 2009/2010 

As children age, the prevalence of CSHCN 

increases. The population of CSHCN doubles 

from infants, toddlers and preschoolers (0-5) 

to middle childhood (6-11) and slightly 

increases in adolescence (12-17).  

CSHCN live within all household income levels. In California, slightly more children are reported within 

families who are further above the poverty line. Across the nation, the opposite is reported. 

 

National Survey of CSHCN 2009/2010 Note: FLP = Federal Poverty Level 

 0 – 5 yrs. 6 – 11 yrs. 12 - 17 yrs. 

California % 6.3xxxvi 12.5xxxvii 13.1xxxviii 

Nationwide % 9.3 17.7xxxix 18.4 

 0 - 99% FPL    100-199% FPL 200 - 399% FPL 400% FPL or greater 

California % 8.6xl 8.4xli 12.5xlii 12.0xliii 

Nationwide % 16.0 15.4 14.5xliv 14.7 

Prevalence of CSHCN by Age  
 

Prevalence of CSHCN by Household Income 
 

National Survey of CSHCN 2009/2010
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In California, Black children represent the 

largest race/ethnic cohort among children 

qualifying as CSHCN, followed by White.  

 
 
 
 
 
 

Qualifying Conditions of CSHCN 
 
Nationally and locally within the state of California, prescription medications are the most frequently 

reported qualifying criteria for CSHCN. 

 

National Survey of CSHCN 2009/2010           Note: med = medication  

 

CSHCN who require more than prescription medications to manage conditions are considered more 

complex. Complexity of conditions increases with age and is reported most frequently among White 

children and males. Fewer Hispanic children are reported as CSHCN compared to their percentage of 

population - approximately 25% of the California population but only 17.4% reported as CSHCN, causing 

speculation that, culturally, Hispanic families may be less likely to disclose or perceive that their child 

has a special health care need than a parent of other race/ethnicity.lii 

Demographics:  

 
Non-CSHCN CSHCN CSHCN with Complex Health Needs 

Age 

0-5 years 36.2% 18.8% 18.1% 

6-11 years 32.0% 38.0% 38.8% 

12-17 years 31.8% 43.2% 43.1% 

Sex 
Male 49.4% 58.1% 60.4% 

Female 50.6% 41.9% 39.6% 

Race/ 

Ethnicity 

Hispanic 25.2% 17.4% 18.9% 

White, NH 51.5% 56.8% 55.9% 

Black, NH 12.8% 16.4% 16.0% 

Other, NH 10.5% 9.3% 9.2% 

Household 

Income  

Level 

0-99% FPL 22.2% 23.6% 27.5% 

100-199% FPL 21.5% 21.6% 22.4% 

200-399% FPL 28.3% 27.9% 26.7% 

400% or more 28.0% 26.9% 23.4% 

National Survey of Children’s Health 2011/12 

 

 Functional limitations 
(only or with other needs) 

Prescription med. 
 (no other qualifying needs) 

Above-routine services 
(no other qualifying needs) 

Prescription med. and 
above-routine services 

CA % 2.8
xlv

 3.8
xlvi

 2.1
xlvii

 1.9
xlviii

 

Nation % 3.5 6.0
xlix

 2.4
l
 3.2

li
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“CCS is a program dedicated to 

reducing disparities in the provision 

of specialty services.” 
  CCS Key Informant  

Prevalence of CSHCN by Race/Ethnicity 
in California 

in CA 

National Survey of Children’s Health 2011/12 
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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.   

 

Frequency of Diagnoses by Body System, Recorded >1% of the Time 

Body System Diagnosis # with Diagnosis % of Diagnosed 

Nervous Sensory 52,738 25.14% 

Congenital Anomaly 47,033 22.42% 

Endo Nutrition Metabolism Immunity 22,114 10.54% 

Injury/Poisoning 17,651 8.41% 

Perinatal 13,768 6.56% 

Musculoskeletal Connectivity 10,722 5.11% 

Neoplasm 9,994 4.76% 

Circulatory 7,552 3.60% 

Genitourinary 5,789 2.76% 

Digestive 5,705 2.72% 

Mental Disorders 5,599 2.67% 

Blood/Blood-Forming 4,994 2.38% 

Respiratory 2,478 1.18% 
CMS.net 
 
The top four most commonly reported diagnoses by major clinical condition, requiring the support of 

California Children’s Services (CCS), are congenital anomalies, cardiac anomalies, ear conditions and 

paralysis.    

 
Frequency of Diagnoses by Major Clinical Condition with Cross-Classification of Body System and 
Diagnosis Group, Recorded >1% of the time 

Body System  Diagnosis Group # with Diagnosis % of Diagnosis 

Congenital Anomaly 
Other congenital anomaly 19,503 9.30% 

Cardiac anomaly 18,435 8.79% 

Nervous Sensory 
Other ear and sense organ 
disorders 

16,964 8.09% 

Paralysis 14,477 6.90% 

Endocrine; nutritional; and 
metabolic diseases and 
immunity disorders  

Thyroid disorder 6,591 3.14% 

Diabetes mellitus without 
complications 

6,196 2.95% 

Nervous Sensory Other eye disorders 5,832 2.78% 

Injury/Poisoning Fracture of upper limb 5,380 2.56% 

Mental Disorders 
Screening and history of 
mental health 

5,211 2.48% 

Nervous Sensory Epilepsy; convulsions 4,857 2.32% 

Musculoskeletal Connectivity Other bone diagnosis 4,717 2.25% 

Congenital Anomaly 
Genitourinary congenital 
anomalies 

3,902 1.86% 

Perinatal 
Low birth weight 3,885 1.85% 

Respiratory distress 3,767 1.80% 

Injury/Poisoning Fracture of lower limb 3,766 1.80% 

Perinatal Other perinatal diagnosis 3,676 1.75% 
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Endocrine; nutritional; and 
metabolic diseases and 
immunity disorders  

Diabetes mellitus with 
complications 

3,452 1.65% 

Congenital Anomaly 
Nervous system congenital  
anomalies 

3,447 1.64% 

Nervous Sensory Other nervous diagnosis 3,418 1.63% 

Neoplasm Leukemia 2,926 1.39% 

Digestive Teeth diagnosis 2,823 1.35% 

Genitourinary Other kidney diagnosis 2,754 1.31% 

Endocrine; nutritional; and 
metabolic diseases and 
immunity disorders  

Other endocrine disorders 2,506 1.19% 

Blood/Blood-Forming 
Coagulation and hemorrhagic 

disorders  
2,187 1.04% 

CMS.net 
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Narrative Results of Needs Assessment: Organization of Services 

 
MCHB Outcome 5: Community-based services are organized so CSHCN families can use them easily. 

 
According to the national Maternal and Child Health Bureau (MCHB), a core outcome for CSHCN is that 

“community-based services for children and youth with special health care needs are organized so 

families can use them easily.” The Association of Maternal and Child Health Programs (AMCHP) system 

Outcome 5 specifies that “services for Children with Special Health Care Needs (CSHCN) and their 

families will be organized in ways that families can use them easily and include access to patient and 

family-centered care coordination.” 

 
The National Survey of Children with Special Health Care Needs (CSHCN) 2009/10 ranks California as just 

below the national average by .3% for successfully providing easy access to community based services 

for children with special health care needs (CSHCN). 
 

CSHCN who can easily access community based services  

California %: 64.8 

Nationwide %: 65.1 

National Survey of CSHCN, 2009/2010
liii

 
 

The Family Health Outcomes Project (FHOP) survey included a series of questions about care 

coordination, case management and system capacity to investigate the organization of CCS services.  
 
 

Care Coordination 
 
According to Bethell (2013), “care coordination is associated with a reduced impact of condition on the 

daily lives of CSHCN” and “reduced school absences among CSHCN.”liv 

The 2009/10 National Survey of CSHCN data for providing “effective care coordination, when needed,” 

shows California with a performance rate of 52.7%, lagging behind the national rate of 56.3% by 3.6%. 

This comparison ranks California 46th in the nation.  

The disparity is even greater for CSHCN with more complex health needs. As the need for more services 

(2+) increases and creates additional opportunities for assistance with coordination, satisfaction with 

communication and coordination is dramatically reduced for more complex CSHCN.  

 
 
 
 
 
 
 
 
 
 

 
Nationwide California 

Data Source: National Survey of Children’s Health 2011/12 
“Children with Special Health Care Needs: A Profile of Key Issues in California” (Bethell, 2013)   
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California CSHCN Receiving Care Coordination (CC)  
More Complex 

CSHCN 
Less Complex CSHCN 

% CSHCN 2+ services (qualify for CC items) 83.7% 59.5% 

% 2+ getting any CC help 22.2% 19.5% 

% very satisfied with doctor-doctor communication 44.8% 33.1% 

% very satisfied with doctor-school communication 52.8% 21.8% 

Summary Measure: % who received effective care 
coordination, when needed 

45.8% 70.1% 

 

 

The FHOP 2014 Survey for CCS families asked about family satisfaction with connection and coordination 

to services. More than half of all CCS families, regardless of ethnicity, surveyed always experience their 

child’s services as coordinated, resulting in ease of use.  

How often are child’s services coordinated in a way that makes them easy to use?  

 
FHOP Survey of CCS Families 2014 

 

Covering the Whole Child  
 

The majority of both CCS families (69%) and CCS 

administrators/medical consultants (70%) surveyed by FHOP 

are in agreement that by making CCS responsible for covering 

the whole child, both primary and specialty care can improve 

efficiency and outcomes by reducing fragmentation. 

 

CCS Families 

 
FHOP Survey of CCS Families 2014 

 

CCS Administrators/Medical Consultants  

 
    FHOP Survey of CCS Administrators/Medical Consultants 2014 
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The term ‘ping-ponging’ of patients 

refers to the process by which 

responsibility for parts of the care of 

a child is determined; for example, 

families sent between a regional 

center to private insurance to CCS 

and any number of providers with no 

one taking ultimate responsibility for 

the care of the child. 
CCS Administrator Focus Group 

 

Data Source: National Survey of Children’s Health 2011/12 
“Children with Special Health Care Needs: A Profile of Key Issues in California” (Bethell, 2013)   
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To reduce emergency room visits and/or hospitalizations along with improving quality of care, CCS 

administrators/medical consultants are in considerable agreement that increasing care coordination and 

family support would be helpful.  

 

Please indicate how much you agree or disagree with the following statement: 

 
FHOP Survey of CCS Administrators/Medical Consultants 2014 
 

 
Case Management 
 
County case management for CCS 

occurs in both independent and 

dependent counties. Dependent 

counties are those with a 

population size under 200,000 

and for which medical case 

management, medical eligibility 

and benefits are determined 

outside of the county in regional 

offices.lv In independent counties, 

CCS administrators/medical 

consultants reported in the 2014 

FHOP survey that caseloads can range from 50 – 1100 with the majority resting in the 300 – 600 range. 

In dependent counties, caseloads were reported by CCS administrators/medical consultants as a range 

of less than 50 to 440.  
 

Impact of Administrative Processes on Case Management 

  
FHOP Survey of CCS Administrators/Medical Consultants 2014 
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Variation in Case Loads in Independent and Dependent Counties 

               
FHOP Survey of CCS Administrators/Medical Consultants 2014 

 

More than two thirds of CCS administrators/medical consultants recognize that administrative processes 

to approve reimbursements can always (8%), very often (25%) and occasionally (36%) impede on case 

management for CCS families. One third of CCS administrators/medical consultants do not recognize an 

impact of administrative processes on case management or simply don’t know. 
 

Less than a third of CCS administrators/medical consultants surveyed by FHOP in 2014 report county 

tiering of case management services. Tiered case management distributes CCS staff time and resources 

according to the complexity of each case. Placement in a tiered service structure can be determined by 

the patient’s medical conditions, the family’s capacity to meet the child’s needs, and the social barriers 

the family encounters, e.g., poverty, employment, education level, transportation, non-English speaking, 

literacy level, housing status, immigration status, cultural influences, etc.  

 
Does county tier case management services based on: 

 
FHOP Survey of CCS Administrators/Medical Consultants 2014 

 

Over two thirds of CCS administrators/medical 

consultants are in agreement that case management for 

CCS eligible families should be tiered and the criteria 

must be more comprehensive than solely based on the 

child’s medical condition alone. 

 
 
 
 
 
 
 

Case Load

% of Independent 

County responses 

(N = 42)

50 - 300 14%

301 - 400 26%

401-500 24%

501-600 24%

601-800 10%

801-1100 2%

Case Load

% of Dependent 

County responses 

(N = 19)

50 or less 16%

51 - 100 26%

101 - 200 21%

201-300 16%

301 to 440 21%

Yes No

Don't Know/ 

Not Sure Total N

Medical conditions 30% 62% 8% 63

The families capacity to meet the child's needs 27% 61% 13% 64

Social barriers the family encounters (poverty, low education level, lack of 

transportation, non-English speaking, etc.)? 28% 61% 11% 64

“Staff have brought up that flexible hours 

at CCS offices would assist the working 

poor.  This would allow families to meet 

with case managers/ nurses face to face 

and allow more families to keep 

appointments with the CCS staff.” 
CCS Administrator 
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Should case management services be tiered? 

 
FHOP Survey of CCS Administrators/Medical Consultants 2014 

 

In-Home Support Services 

In-Home Support Services (IHSS) allows CSS patients to receive services at home. 

Some of the more medically complex children covered by CCS require the services of home health 

agencies. According to CMS Net, the average wait time between the request for IHSS and authorization 

has been reduced over the past decade from 24 days in 2005 to 9 days in 2015 and continues to most 

frequently occur within 9 days. 

Wait time between request for in-home support services and authorization 

Year 2005 2009 2014 

Counties All except LA All except LA All except LA 

Days 0-1469 0-303 0-382 

Average 24 18 9 

Mode (most) 0 0 9 

Median  5  3 
CMS Net 

Like all services provided to CCS clients, home health services must be requested by a CCS paneled 

physician and approved by CCS. The chart below shows regional data illustrating how quickly theses 

request are authorized.  

Strongly 

agree

Somewhat 

agree Neutral

Somewhat 

disagree

Strongly 

disagree

Don't know/ 

Not sure Total N

The provision of case management and care coordination services 

should be tiered based on the child's medical condition, the 

family's capacity to meet the child's needs and the social barriers 

they encounter (poverty, low education level, lack of 

transportation, non-English speaking, etc.). 41% 28% 13% 6% 6% 7% 54

The provision of case management and care coordination services 

should be based ONLY on the child's medical condition. 16% 5% 11% 32% 29% 7% 56
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CMS Net 

 

 
CCS Capacity and Partnerships 
 
System capacity to ensure CCS children receive high quality of care is recognized as a problem among 

administrators/medical consultants surveyed by FHOP in 2014.  

 

Of the CCS administrators/medical consultants who offered an opinion about state capacity, 69% 

reported major and moderate problems in state capacity to enforce CCS regulations and quickly process 

applications for CCS paneled providers. Major and moderate problems in state capacity to conduct 

facility assessments were reported by 72%. 

 
State capacity to ensure CSS children received high quality and well organized services 
(Frequencies after roughly 20% of respondents that didn’t know/weren’t sure about state capacity were removed) 

 
FHOP Survey of CCS Administrators/Medical Consultants 2014 
 

At the local level, CCS administrators/medical consultants identified shortages of qualified professionals 

as greatly impacting local capacity for high quality CCS care. Staff at the Children’s Hospitals having to 

spend more time filing authorizations for payment resulting in less time for care coordination of CCS 

0
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families was not considered as significant of an issue by CCS administrators/medical consultants. In 

focus group discussions with Children’s hospitals, however, this was identified as a problem and 

requests were made to simplify and streamline payment procedures.  

Local capacity to ensure CSS children receive high quality and well organized services 

44%

18%

31%

11%

9%

49%

20%

5%

3%

5%

8%

11%

17%

52%

52%

78%

64%

82%

80%

34%

28%

0% 10% 20% 30% 40% 50% 60% 70% 80% 90%

Hiring freezes in the local CCS program

Loss of skilled staff from the local CCS program

Difficulties recruiting staff for the local CCS program

Shortage of physicians, including CCS paneled pediatricians

and subspecialists

Shortages of CCS paneled therapists

Local CCS staff having to spend more time on utilization

review and less time on case management than they did

previously

Staff at the Children’s Hospitals that serve your CCS clients 

having to spend more time pushing through authorizations to 

get paid resulting in less time available for care coordination

Don't know/Not sure No Yes
 

FHOP Survey of CCS Administrators/Medical Consultants 2014 

 

The extension of capacity through established family and 

consumer partnerships is also considered. FHOP Key informants 

were asked about how well CCS partners with others at the state 

and local level. At the local level, key informants report some 

good partnerships in some counties, but that there is variability 

in this across counties. At the state level, some key informants 

commented that the state does not have adequate capacity to maintain partnerships and that it is “hard 

to manage partnerships when dealing with bureaucracy at the state level.” Another commented that the 

state does not actively seek feedback. The CCS executive meeting is seen as a place where good 

collaboration happens, but concern was expressed that not all state staff who should attend the 

meeting do attend the meeting. Suggestions for improving partnerships include interagency 

coordinating councils at both the state and local levels, more transparency as to what the state is doing 

and regular updates to local CCS medical directors and administrators, and the creation of a CCS 

advisory board that includes parents. 

Medical Eligibility and Consistency Across Counties 
 
The concept of a statewide medical advisory committee focused on standardizing medical eligibility 

determinations across counties was supported by 77% of CCS physicians surveyed by FHOP in 2014. 

Variation between county’s interpretation of medical eligibility determination is considered problematic 

by 73% of CCS physicians. Among 64% of CCS physicians, there is agreement to encourage state re-

“DHCS does a poor job of 

partnering across all children’s 

services, most notably CCS” 

Key Informant Interview 
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examination of CCS eligibility to focus on more complex conditions that need longer term, intensive case 

management and care coordination. Less support (57%) is given by CCS physicians to the idea of having 

regional or statewide consultants determine medical eligibility. There is considerable uncertainty (16%) 

and disagreement (16%) on this matter. 

 
Medical Eligibility and Consistency Across Counties 

  

FHOP Survey of CCS Physicians 2014  

 
 

 

  

FHOP Survey of CCS Physicians 2014 
 
 

Medi-Cal Managed Care Plans  
 
Using a scale of 0-5 with 0 being not a barrier and 5 being a very significant barrier, physicians gave 

“working with managed care plans (e.g., approval for services/special tests or procedures, 

reimbursement process)” a score of 3.35. This was seen as a bigger barrier than Medi-Cal 

reimbursement rates scored at 3.01 and CCS-covered reimbursement rates scored at 2.58. 
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Within the Medi-Cal provider network, 76% of 

surveyed CCS physicians experience the pool of 

primary and specialty care providers as 

shrinking, leaving fewer provider choices for 

CCS families.  

 

Medi-Cal Provider Network Choices 

 
From the FHOP Survey of CCS Physicians 2014 

 
The insistence by Medi-Cal Managed Care Plans (MMCP)* that they receive denial of services from CCS 

before MMCP will authorize or act upon the patient’s non-CCS eligible condition was recognized by CCS 

administrators/medical consultants. CSS administrators/medical consultants agreed that they see this 

requirement for denial by MMCP before allowing authorization of services for non-CCS eligible 

conditions always (31%), very often (25%), and occasionally (27%).  Slight uncertainly (12%) and very 

little disagreement (5%) was reported. This MMCP policy for documentation of denial was also observed 

through the referral of all pediatric cases to CCS, regardless of condition, before acting upon them 

always (19%), very often (31%), and occasionally (25%). Recognition of delays resulting from the back-

and-forth between MMCP and CCS was made by a majority of CCS administrators/medical consultants 

always (8%), very often (34%), and occasionally (36%). 

 
When working with Medi-Cal Managed Care Plan (MMCP) serving your CCS clients, do you encounter: 

 
FHOP Survey of CCS Administrators/Medical Consultants 2014 
 
*Note: The policies regarding MMCP insisting on a denial of services from CCS before authorizing services are policies 
originating in the state Medi-Cal program and MMCP are required to implement them. 
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Policies to refer all pediatric cases to CCS for denial
before acting on them, regardless of condition.

MMCP insisting on receiving a denial of services from
CCS before authorizing services for a specific child's

non-CCS eligible conditions.

Delays in CCS clients recieveing services as the
MMCP and the local CCS programs go back and forth

figuing out who is responsible for authorizing and
paying for the services.

Don't Know/Not Sure Always Very Often Occasionally Never

“Families and providers don’t understand 

CCS is carved out. A CCS kid can get lost 

in the web of who is going to pay because 

s/he didn’t get referred correctly.” 

CCS Administrator (Interview) 
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Regionalized Specialty Care 
 
The Stanford Center for Primary Care and Outcomes Research reported the following results in the 2014 

report, “Regionalized Specialty Care for California’s Children.” 

 In recent years, the number of hospitalizations at pediatric specialty care hospitals has increased.  

 The portion of all pediatric discharges and pediatric bed days from specialty care hospitals that are 
insured by public programs (e.g., California Children’s Services, Medicaid, State Children’s Health 
Insurance Program) has increased. 
o Publicly insured children are now more likely to be hospitalized at specialty care centers than at 

nonspecialty centers. 
o Privately insured children are less likely to receive care in a specialty care center than their 

publicly insured counterparts. 
 

Palliative Care 

The CCS palliative care program was recognized by 40% 

of surveyed CCS physicians and 44% of surveyed CCS 

administrators / medical consultants as a service 

received by CCS clients. Additionally, 31% of CCS 

physicians and 37% of CCS administrators/medical 

consultants believe that there are CCS clients who 

would benefit from but are not receiving palliative care. 

 
Palliative Care According to CCS Physicians  

CCS clients that got palliative care services in the 

CCS palliative care program 

 

Physicians that have CCS clients who would 

benefit from but are not receiving palliative care 

 
FHOP Survey of CCS Physicians 2014  

Palliative Care According to CCS Administrators/Medical Consultants  

CCS clients that got palliative care services in the 

CCS palliative care program 

 

Physicians that have CCS clients who would 

benefit from but are not receiving palliative care 

 

“Not many are doing it because they can’t 

get the financial information to do so.” 
CCS Key Informant Interview 
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FHOP Survey of CCS Administrators/Medical Consultants 2014  

Barriers to Providing Well Organized of Services 

Through FHOP CCS key informant interviewslvi conducted with a range of CCS engaged administrators, 

physicians, providers and parents, sources of confusion interfering with the delivery of CCS services are 

investigated. Variation in service provision is cited as occurring between health insurance plans, 

between counties, within a county and among individual professionals.  

 

Language ambiguity in “regulations” and “application of standards” are cited as obstacles for families 

and physicians and may cause “inconsistent” care. CCS eligibility and authorization has become a 

“discussion that goes back and forth between CCS, Medi-Cal and private insurance, while the patient 

waits to receive service. Some providers will not accept a patient without the CCS authorization.”  

 

To illustrate the vast differences by counties, members of the FHOP CCS administrators, hospitals and 

health plans focus group provided an example of a local HMO currently working with 7+ counties. To 

abide by local variation, the HMO maintains a list of which county will authorize services for which 

conditions. 

 

Case management is also “a county-by-county issue heavily influenced by the amount of staff.” Counties 

with less staff and high client to staff ratios are limited in their ability to meet the needs of the CCS 

families.  

 
County and regional “culture differences” may also lead to 

different interpretations of medical eligibility and “practice 

differences.” There is a perception that some counties 

initiate procedures according to “their balance sheet” while 

others are “just doing (what is needed).” An example was 

provided of a child in one county who would receive a 

wheelchair which in another county the same child would 

not receive a wheelchair for the same condition. Even 

“physicians within the same county do not always agree” and diagnosis itself is a “gray area.”  

 

Recommendations to Improve Organization of Services 

 

“Families find themselves in the 

middle of trying to figure out how 

to get care for their child instead 

of caring for their child.  They end 

up in the middle of disagreements 

between agencies with no ability to 

resolve the issue.” 
CCS Administrator 
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Suggestions come from FHOP CCS key informant interviews and focus groups conducted in 2014.lvii  

Funding for CCS Family Liaisons 

 County level and/or regional family liaisons that are not associated with case management. Establish 

dedicated funding for liaisons to train families how to navigate the CCS system and self-advocate for 

what they need.  

 
 
Decrease the “Ping-Pong” Effect 

 As coverage is negotiated between providers and 

insurance, families can experience a “back and forth” 

between services denials until approval is established. 

Delays increase anxiety and possible medical complications.  

 
Parent Partnership 

Improve parent engagement and partner with families at all levels of care – including discussions 

about standards, quality of care and systems, medical homes, transitions, organization of services, and 

screening. 

 
Adaptive Guidelines  

Physicians and families agree that state standards that set consistency for eligibility and care are 

desirable to develop “more unity/equality/consistency across the board in the counties.” Some 

professionals recognize that regardless of state policies that are currently in place, “my county follows 

their own reimbursement policy.” Physicians welcome 

“a more detailed guide” for regulation interpretation 

with a note of caution.  

More investigation and improved analytic capacity 

is encouraged “to see what is useful variation versus 

variation based on inefficiency and bad practices.” 

 

 

 

 

 

 

 

 

“Apply standards in a way that makes 

sense. It is important to permit variation 

because California is a big state and it is 

important that counties have the flexibility 

to respond to local needs.” 
CCS Physician 

“Develop a culture that delivers 

services to the child first and 

retroactively assigns the charges to 

the right payer source.” 
CCS Administrator (survey comment) 
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Narrative Results of Needs Assessment: Transition to Adulthood 

MCAH Outcome 6: Youth with special health care needs receive the services necessary to make 

transitions to adult health care. 

Children with special health care needs (CSHCN) are expected to receive services necessary to make 

transitions to all aspects of adult life, including adult health care, work, and independence.  

Nationwide, youth with special health care needs in families who are below the federal poverty line are 

the least likely to receive the services necessary to make transitions to all aspects of adult life. The 

higher the family income level, the greater the likelihood transition services will be received. Families 

400% over the federal poverty line are twice as likely to receive transition services as families below the 

federal poverty line.  

 
FPL = Federal Poverty Level.  In 2009, the DHHS poverty guidelines defined 100% of poverty as $22,050 for a family of four. 
National Survey of CSHCN 2009/2010 
 

 

California’s Transition to Adulthood 

California’s performance in transitioning CSHCN to adulthood ranks 36th in the nation.lviii According to 

the National Survey of CSHCN 2009/2010, for ages 12-17, 40.3% of youth nationwide and 37.4% of 

youth in California achieved this outcome.lix In California, CSHCN who have less complex health care are 

considerably more likely to transition services to adulthood while CSHCN who have more complex health 
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14 years 
or older 

    

    

Age of CCS Clients 

--- success 
finding an 

adult 
provider 

needs fare worse. 

 

Black non-Hispanic youth both nationally and in California are the least likely to receive services 

necessary to make appropriate transitions to adult health care, work, and independence.  
 

 

Youth (CSHCN 12-17 years only) Who Did Not Receive Services Necessary to Transition to Adulthood 

 Hispanic White, non- Hispanic Black, non-Hispanic Other, non-Hispanic 

California % 77.9^ 49.6 84.1^ 47.2 

Nationwide % 74.7** 54.3 71.9** 59.8 

National Survey of CSHCN 2009/2010 

 
 

The Transition Process 

Components of youth transition include anticipatory 

guidance and self-management skills. Anticipatory 

guidance involves discussions about the shift to adult 

health care providers, health care insurance for adults, 

and the changing needs as youth become adults. Over 

half of California adolescent CSHCN, 58.4%, did not 

receive needed anticipatory guidance. A better 

outcome is reported for self-management skills. Almost 

three out of four adolescents (73.7%) have doctors who 

encourage self-managements skills. Older youth, 15-17 

years of age are more likely to be encouraged (81.2%), 

compared to 12-15 year olds (65.4%).  

In the 2014 FHOP survey of 4,065 CCS families, one third 

(34%) of respondents has a child who is 14 years of age or 

older. Among those CCS families with children who are 14 

years or older, 28% report providers speaking with them 

about how their child’s health care needs will be met when 

turning 21 year of age. Help in finding an adult provider has 

been reported by 15% of CCS families with a child 14 years 

40.3 37.4 
49.3 

30.2 

0
20
40
60

Overall Overall Less Complex Health Needs More Complex Health Needs

Nationwide California

Prevalence of Youth Transition to Adulthood (CSHCN 12-17 years only), 
California vs Nation, by Complexity of Health Care Needs 

FHOP Survey of CCS Families 2014 
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and older. Among this cohort of families who received help in finding an adult provider, 80% were 

successful.  

For the majority of CCS families with a child 14 years or older, 71% would find more information about 

transition helpful.  

 

 

CCS Families Transition Challenges  
 
Through the FHOP Survey of CCS families (2014), comments were received regarding transition from the 

parent’s perspective. A lack of information was reported as well as dissatisfaction with the available help 

or lack thereof. Some Spanish-speaking families report experiences of discrimination by CCS staff. Fear 

lingers with the unknown of what will happen to the CCS child when s/he “ages-out” and the dubious 

quality or availability of care that will be provided during adulthood.  

 
Supporting CCS families with ongoing education about transition services and providing help to locate 

and secure appropriate adult providers has been suggested by CCS 

families. CCS families acknowledge what a “big difference” CCS 

provides in a child’s life and how hard life will be without it.  

 

FHOP focus groups with CCS families (2014) probed further into the 

process of clients transitioning into adulthood. Without sufficient 

information, “it’s a complicated process” and “so much paperwork” 

requires continued parent or guardian involvement. For those who 

transition as a dependent onto private insurance, the same scope of 

coverage is not guaranteed as was available through CCS.  

 

CCS Families Transition Recommendations  
 

CCS families insist better planning will make the transition “easier 

for everyone.”  

During the 2014 CCS Family Focus Groups, several CCS parents 

suggested extending coverage so that their children are not made ineligible for CCS services at their 21st 

birthday. For less complex conditions, e.g. diabetes, a client could be covered until 26 years of age. For 

those with more complex conditions, e.g. sickle cell anemia, an extension is recommended until 

MediCare provides takes over.  

 

“I am terrified of what’s 
coming. It’s an extreme 
problem and no one is 
telling anyone how to do 
it (transition). 

CCS Parent 

“My daughter is 23. She’s 
transitioned out of CCS and 
she has nothing. She figured 
out yesterday that she could 
do a needle exchange 
program for heroin addicts 
and exchange needles for 
diabetes.” 

CCS Parent 
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Language modifications may alleviate some fear. Reframing ‘transition’ 

as a meeting of ‘milestones’ instead of an age-related expiration date 

could generate a more celebratory process of moving from one phase to 

the next. ‘Milestones’ can “be at every age level, not just when aging 

out (e.g., early intervention, elementary school, etc.).” 

Maintaining therapy as an ongoing component of care throughout the 

life of an adult with special health care needs is also recommended by CCS parents during the CCS 

Family Focus Groups. One parent emphasized that the management of medical needs may be supported 

by therapy to address ongoing changes and complications of aging.  

Connecting CCS providers with other providers of services is also recommended by parents, to “to help 

them function in society so they can finish school and get a job.” 

 

Transition: From the Physician Perspective 
 
The majority of CCS physicians strongly agree that youth aging out of CCS would benefit from assistance 

in finding a new primary care provider and a new specialty care provider.  

 
Youth/young adults with Medi-Cal aging out of CCS would benefit from: 

 
FHOP Survey of CCS Physicians 2014 

 
The concept of a multidisciplinary team for transition age CCS clients is supported by 88% of FHOP 

physicians surveyed (2014) who believe both pediatrician(s) and an internist can help facilitate 

transition. However, assembling support is tremendously challenging.  

 
“It is very difficult to find primary care providers for these patients.  Some of the reasons are financial 

- the primary care doctor just doesn't receive enough reimbursement 
for the amount of time a patient may need, specialists either are not 
familiar with pediatric conditions that now can be survived into 
adulthood and/or unwilling to accept the low reimbursement.”   

CCS Physician  
 
Extending health care eligibility to 65 years for certain CCS condition is 

supported by 58% of surveyed CCS physicians. In the physician focus group, participants reported 

“There are no places 
that want to receive 

these kids.” 
CCS Physician 

“There is a lack of 

financial and overall 

incentive to make sure 

kids have a place to go. 

CCS Physician 

“Just because they’ve 
aged, their medical 
needs haven’t changed.” 

CCS Parent 
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pediatric nurses may not be comfortable providing care the adults (18+ years) and that the onus of 

continuing to work with patients from 21-25 years of age could place a strain on services as patients 

become even more complex with age.  

To improve transition, FHOP CCS physician focus group (2014) request: 

 Clearly defined transition programs with “a much more systematic method for transition of care.” 
Otherwise, “there is a no transition, CCS services end on the birthday.” 

 Including feedback from young adults who have transitioned to adult care. 

 Adult specialists willing to accept clients who have ‘aged-out’ of CCS – this is considered the greatest 
challenge.  

 MediCal Managed Care plans to take the lead and ensure there are transition plans and 
responsibility taken for CCS clients.  

 Appropriate training for providers and patients.  

 Alignment for CSS clients that occurs across the life span. For example, “Why is the CCS transition 
not the same as GHPP [Genetically Handicapped Persons Program]?  Why isn’t CCS taking the time 
to align kids as GHPP does?” 

 Some conditions to be considered as qualifying until 65 years of age and MediCare can take over 
(e.g., neurological conditions, Sickle Cell Anemia). 

 
 

Transition: From the Administrative/Medical Consultants Perspective 
 
CCS administrative/medical consultants are in agreement with CSS physicians that CCS clients aging out 

would benefit from assistance finding a new primary care provider and a new specialty care provider 

although their responses reflect slightly lower levels of agreement.  

 
Youth/young adults with Medi-Cal aging out of CCS would benefit from: 

 
FHOP CCS Administrators/Medical Consultants Survey 2014 

 
The concept of a multidisciplinary team for transition age CCS clients is supported by 65% of 

administrative/medical consultants surveyed who believe both pediatrician(s) and an internist can help 

facilitate transition. This is considerably less than the 88% agreement among physicians and comes with 

an uncertainty expressed by 29% of administrative/medical consultants who don’t know or aren’t sure. 

 
CSS administrative/medical consultants highlight areas of transition that are functioning adequately: 
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 An annual a transition conference has augmented the transition fair and explores “transitioning into 
and out of CCS.” 

 A parent liaison works closely with CCS families “and helps them with any problems they may 
experience in finding community resources. She also attempts to contact each young adult who is 
transitioning out of CCS to assist them with any transitioning problems or questions they may have.” 

 
 
 
Challenges recognized at the administrative level include: 

 Difficultly finding appropriate providers; “once found, patients are constant no-shows.” 
 Pregnant and parenting CCS clients; “who will see them and for what?” 
 CCS client involvement with the criminal justice system. 
 
To improve transition, CCS administrative/medical consultants request: 

 An updated Resource List outlining all the different 
agencies and programs available to transitioning clients 
with special needs. 

 A care coordination team for transitioning CCS clients to 
prevent a gap in services. 

 A transitional period in both CCS and GHPP programs in 
order to ensure clients do not experience a gap in 
services or the cancellation of authorizations due to case 
closure in CCS. 

 Hospital or tertiary care centers for 
emergencies/procedures and young adults with 
Oncology diagnosis who need lifetime surveillance. 

 Designated Special Care Centers as the location to 
actively transition CCS clients.  

 Train adult providers to accept CCS clients transitioning 
to adulthood through Special Care Centers “until we 
have [enough] trained adult providers.”   

 
Themes that match up with CCS family requests include: 

 The need for much more support for families as they transition 
both in and out of CCS. 

 Considering renaming transitions as ‘milestones’. Create 
opportunities to recognize the multiple transitions during the 
life of a CCS client. 

 
The age of transition for CCS clients generated debate during the FHOP focus groups for CCS 

administrators, hospitals and health plans. Suggestions regarding coverage and age eligibility include:  

 Reduce the age of CCS eligible clients. Cease CCS services at 18 years of age and transition to adult 
providers. CCS clients who are 18-21 year olds are “still ‘kids’, but want to be adults.” 

 Continue CCS coverage until 25-26 years of age to maintain coverage similar to ACA. 

 Maintain some conditions under CCS until age 65 when MediCare takes over. 

“Currently, the GHPP program 
requires the CCS case be closed before 
their program will accept a referral. 
CCS closes the day before their 21st 
birthday and a client only receives 
authorizations for medications and 
services until that day. Therefore the 
client transfers to a new program 
without any medications and no 
transitional plan to ensure expedited 
authorization or services are 
available. Clients go months without 
medications being authorized due to 
program regulations between 
managed care and GHPP.” 

CCS Administrator/Medical Consultant  

Encourage families to come 

and celebrate the milestones of 

their child’s life and then use it 

as an opportunity to learn 

about the next phase/step. 

CCS Administrator/Medical Consultant  
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Narrative Results of Needs Assessment: Culturally and Linguistically Appropriate 
Services 

 

Culturally and linguistically appropriate services for children with special health care needs (CSHCN) 

are expected to attend to racial, ethnic, religious, and language differences.   

 

Interpretation Services 
 

One in five CCS families surveyed by FHOP in 2014 

reported always needing an interpreter to help 

speak with a CCS specialist doctor or other health 

care providers during the last 12 months. The 

response rate increases to one in three families 

when including CCS families who report usually and 

sometimes needing an interpreter. Among CCS 

families who report the need of an interpreter, 95% 

require a Spanish-speaker. 

 

For CCS families who needed an interpreter while 

working with a CCS specialist doctor or other health 

care providers, three in four families received 

interpretation services by someone other than a 

family member. Interpretation was always available 

for 63%, usually for 13%, and sometimes for 18%.  

 

 

Access to Interpretation  
 
Varied experiences with language barriers were 

revealed during FHOP CCS family focus groups (2014): 

 In the best case scenario, “there is always someone who speaks Spanish, a nurse or receptionist 

that works there.” 

How often do you need an interpreter? 

 
FHOP CCS Families Survey 2014 

How often do you receive an interpreter? 

 
FHOP CCS Families Survey 2014 
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“All CCS staff, regardless 
of position (receptionist, 
case manager, provider, 
etc.) need greater 
sensitivity when speaking 
with families – people 
speak of children as 
objects.”   

CCS Parent, Southern CA 

 CCS is responsive to interpretation services requests. “When they go to the hospital, the hospital 

communicates with CCS and it’s taken care of right away.” 

 Interpretation is not always guaranteed. “[There have been] times when no one speaks Spanish 

and there is no way for us to communicate. It is extremely difficult with a medically fragile child.” 
 

Translation and Literacy Issues 

Families report that CCS benefits/services materials are not translated into other languages and/or 

made available at a literacy level that is accessible to 

everyone who needs it. The jargon within CCS is not 

commonly understood and makes it difficult, if not 

impossible, to “ask the questions to get the services 

needed” or infer policies.  

 

Cultural Sensitivity 
 

Participants expressed great appreciation for the providers, administrators, etc. who work very hard to 

serve CCS clients and insisted that greater sensitivity toward CCS clients, families, and other caregivers is 

needed. 

 Families would like greater compassion for the circumstances that 

require parents and caregivers to forfeit careers, income, and 

other family members in an effort to care for their CCS child. 

 The insensitivity experienced by one family has generated so much 

distress and hesitation that the parent is “considering dropping 

CCS because my child cries more when we go through CCS [for 

services].” 

 Politics and personal beliefs may also interfere with quality of CCS 

services. One CCS family describes a CCS provider as “being racist. 

My son has no legal documents here in the US. [The CCS provider] answered us very short and 

stated there are no other services once your son is 21 years old. I was very disappointed in her 

treatment towards us and felt very hopeless.” 

 

 

 

 

 

 

 

 

 

 

“I was hired by CCS to be a parent 

advocate to help change the language (in 

CCS materials – particularly denial letters) 

because it gives the feeling of no hope and 

it should be much clearer as to who is 

responsible for what.”  

Parent of deceased CCS client  
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Data Analysis and Priority Development 

FHOP analyzed qualitative data from key informant interviews and focus groups and both quantitative 

and qualitative data from surveys, as well as quantitative data from the sources described above.  To 

address the weaknesses in the CCS program, FHOP then worked with stakeholders and SCD to identify 

issues and needs and propose priorities based on needs assessment results.  The proposed priorities 

were shared with stakeholders, were modified and revised by the stakeholders and resulted in a final list 

of 23 potential priority needs (see Appendices 21 and 22). Stakeholders used the following list of 

previously agreed upon criteria to rank all the priorities. 

 
1. Does addressing the issue positively affect families, providers, and the program?  

Weight: 3 
Definition/Concept: Addressing the issue would increase satisfaction for one or more of these 
groups – families, providers, and programs. For example, improving access to specialists would 
increase satisfaction for families; reducing paper work burdens would improve providers work 
satisfaction; improving wrap-around services would increase program satisfaction. 
Rating Scale 

0 = Addressing the issue WOULD NOT positively affect any group (families, providers or the 
program) 

1 = Addressing the issue would positively affect ONE group (families OR providers OR the 
program) 

2 = Addressing the issue would positively affect providers AND the program 
3 = Addressing the issue would positively affect families AND one other group (providers OR the 

program) 
4 = Addressing the issue would positively affect ALL THREE groups 
  

2. Does addressing the issue reduce disparities in health outcomes?  
Definition/Concept: One or more population subgroups as defined by race/ethnicity, income, 
insurance status, gender, geography, or diagnosis are more impacted than the general group or 
have poorer outcomes and that addressing the problem would reduce unequal impacts. 
Weight: 2 
Rating Scale 

0 = No group is disproportionately affected by the issue 
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1 = One or more groups is disproportionately affected by the problem, but the differences are 
not statistically different. 

2 = Statistically significant differences exist in one group  
3 = Statistically significant differences exist in more than one group 
4 = Statistically significant differences exist in one or more groups and impacts a large portion of 

the affected population 
 

3. Does addressing the issue enhance the continuity and coordination of care? 
Definition/Concept: Enhancing continuity and coordination of care could mean making it easier for 

CCS children to regularly see the same provider, better coordinating of referrals among needed 

providers, making it easier for different providers to access and share a child’s health record, 

facilitating authorization and reauthorization of services; providing resources to help coordinate 

care and referrals. 

Weight: 3 
Rating Scale 

0 = Addressing the issue does not enhance continuity and coordination of care 
1 = Addressing the issue provides some enhancement to continuity and coordination of care 
2 = Addressing the issue enhances continuity and coordination of care for a small part of the 

population 
3 = Addressing the issue enhances continuity and coordination of care for more than half of the 

population 
4 = Addressing the issues assures continuity and coordination of care for all CCS clients 
 

4. Does addressing the issue increase the administrative timeliness and efficiency of providing care 
to CCS families to promote the quality of care and adherence to CCS standards? 
Definition/Concept: Increasing timeliness and efficiency can mean many things, including reducing 

the cost of care, more effectively deploying staff and other resources to save money and/or increase 

productivity, making it easier for families to navigate the system across counties and payers; and 

making it easier to administer the program. 

Weight: 1 

Rating Scale: 

0 = Addressing the issue will not improve the timeliness and efficiency of providing care  

1 = Addressing the issue improves the timeliness and/or efficiency of providing care for ONE 

group (families OR providers OR the program) 

2 = Addressing the issue improves the timeliness and/or efficiency of providing care for 

providers AND the program 

3 = Addressing the issue improves the timeliness and/or efficiency of providing care for families 

AND one other group (providers OR the program) 

4 = Addressing the issue improves the timeliness and/or efficiency of providing care for ALL 

THREE groups (families, providers, and the program) 

 

5.  Does addressing the issue enhance family-centered care?  

Definition/Concept: Family-centered care is a standard of practice in which families are respected 

as equal partners by health professionals. Families and providers work together to create a care plan 
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and families’ needs are incorporated into the delivery of health care services. Families also receive 

timely, complete and accurate information in order to participate in shared decision-making. Family-

centered care is based on the understanding that the family is at the center of the child’s health and 

well-being and emphasizes the strengths, cultures, traditions, and expertise that each individual 

brings to the relationship. 

Weight: 3 

Rating Scale: 

 0 = Addressing the issue does not enhance family-centered care. 

 1 = Addressing the issue partially enhances family-centered care in  

2 = Addressing the issue enhances family-centered care for less than half of the family 

population of the family population. 

3 = Addressing the issue enhances family-centered care for more than half of the family 

population. 

4 = Addressing the issue provides enhancements for the entire population. 

 

6.  Are there evidence-based/best practices to address the issue that will improve the health 

outcomes of the child enrolled in CCS? 

Definition/Concept: Health outcomes include physical and mental health as well as the overall 
quality of life for the child, their family, and their community. Evidence based means support in 
research/evaluation literature. Best practices have not been formally validated but are 
recommended by experts or by informal evaluations of local, state or national programs. 
Additionally expanding enrollment of CCS-eligible children may improve outcomes by providing 
access to needed care.   
Weight: 3 
Rating Scale: 

0 = There are no evidence-based/best practices available.  

1 = There is/are best practice(s) that have been shown to have a limited impact on health 

outcomes of the CCS-enrolled child. 

2 = There is/are evidence-based intervention(s) that has/have a limited impact. 

3 = There is/are best practices that has/have a broad impact. 

4 = There is/are evidence-based intervention(s) that have a broad impact. 
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