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Introduction
State CMS contracted with the Children’s Regional Integrated Service System (CRISS) for 2005-06 to collect and analyze data on family-centered care and transition activities for inclusion in the state’s Title V Block Grant report. CRISS staff agreed to collect, summarize and report on data concerning local CCS family-centered care, transition and related activities throughout the state. The data were collected by means of surveys distributed to all county CCS programs via e-mail. The surveys were distributed in November 2005 and most surveys were received back in our offices by February 2006.  Fifty-one of the state’s 58 counties completed and returned surveys.  (See appendix for the survey document as well as a list of respondent counties.)

Counties were asked a series of questions for each of four core performance measures:

1. The degree to which families of children with special health care needs (CSHCN) partner in decision-making at all levels of CCS and are satisfied with the services they receive. 

2. The degree to which CSHCN receive regular, ongoing and comprehensive care within a medical home.

3. The degree to which the local CCS program maintains collaborative relationships with other public health and community-based service systems so that services for CSHCN are better organized, more coordinated and easier for families to use.

4. The degree to which the local CCS program provides the services necessary to effect appropriate transitions to adult health care, work and independence for youth with SHCN.

Each performance measure was defined by a series of six to seven characteristics. Counties were asked to score their performance on each of the characteristics within each performance measure according to the following scale: 

· “Not Met” (meet the characteristic from 0-20% of the time or for 0-20% of their CCS-enrolled children);

· “Partially Met” (meet the characteristic from 21-50%);

· “Mostly Met” (meet the characteristic from 51-80%); and

· “Completely Met” (meet the characteristic from 81-100%).

Counties were told to feel free to provide actual percentages, if available; a “Not Applicable” box also could be checked. (The circumstances under which some counties checked this box are discussed below.) Counties also were asked to provide concrete examples of innovative activities within each performance measure.

CRISS staff entered and summarized the data and prepared the following analysis. (Score sheets displaying the raw scores of each responding county CCS program also are attached.) The raw scores and the analysis provide a baseline snapshot of individual counties’ performance and activities in the area of family-centered care as of December, 2005.

Analysis of Responses

Core Performance Measure I:  The degree to which families of children with special health care needs (CSHCN) partner in decision-making at all levels of CCS and are satisfied with the services they receive.

Trend Analysis:  This performance measure had six characteristics that we measured across all counties, both independent and dependent. In general, the counties were mostly or completely meeting 4 of the 6 characteristics:

· Families received some level of training and mentoring (#1);

· Families received financial assistance for parent activities/groups (#2);

· Families had opportunities to give feedback (satisfaction surveys) (#3); and 

· Families represented diverse cultures (#6). 

The two areas that brought this performance measure down were characteristics 4 and 5:

· Involving family members in parent/professional in-service training of CCS staff and providers was almost non-existent with rare exceptions (#4). 

· Increasingly, contracted or employed Parent Liaisons are cropping up throughout the state, as measured in characteristic #5. 

The use of Parent Liaisons seems to be the pivotal characteristic under this performance measure. If the county had a fiscal relationship with family groups or a parent member, they generally scored well in this category. Even some of the smaller dependent counties without the finances to contract or employ a parent liaison identified strong relationships with family organizations, and this association generally increased their overall score in this family-centered care measure. There was no significant distinction based on rural/urban in this performance measure. Of the 15 counties scoring 3 (mostly met) or above, nine were more populous counties and six were rural. Of the eight counties scoring 1.33 or below, four were rural and four were more urban. The average across all counties reporting for this performance measure was 2.32 on a scale of one to four. This equates to a score better than “partially met” (2) but still significantly below “mostly met” (3).

Innovative Practices:  A number of counties reported mentoring programs in which they match young clients with older clients and/or parents with parents and staff co-facilitate support groups. For example, Sonoma County reported having an 18 year old former client provide in-service training for staff on family-centered care practices.   

Focus on Pivotal Characteristic:  Do you have parent liaisons/advocates, either as private individuals or as part of an agency providing family centered care, who have experience with CSHCN and are hired or contracted as paid staff or consultants to the CCS program for their expertise?

With 51 of 58 counties reporting on the CMS Performance Measures survey, here is the breakdown for Parent Health Liaisons:

· Four counties have liaisons employed by CCS – Los Angeles, Santa Clara, Shasta and Humboldt

· One county employs a parent who used to work for an FRC and acts as an independent contractor for CCS – Mendocino 

· Eleven counties contract with local family support organization. 

· Alameda (Family Resource Network and Through the Looking Glass – social worker with cerebral palsy)

· Contra Costa (CARE Parent Network)

· Imperial (Exceptional Families Resource Center)

· Merced (Challenged Family Resource Center)

· Napa (Parents CAN)

· Orange (Family Support Network)

· Sacramento (Warmline Family Resource Center)

· San Diego (Exceptional Families Resource Center)

· San Francisco (Support for Families of Children with Disabilities)

· San Mateo (Community Gatepath)

· Yolo (Warmline Family Resource Center)

· Seven counties have strong but non-fiscal relationships (as far as we can discern) with local family support organization, such as family advisory groups, etc, but no PHL contract.

· Kern (H.E.A.R.T.S. Connection)

· Plumas (RAINBOW Family Support & Resource Network)

· Santa Barbara (Alpha Family Resource Center – Family First)

· Santa Cruz (Special Parents Information Network)

· Sonoma (MATRIX Family Resource Center)

· Trinity (SEA Center)

· Ventura (Rainbow Connection)

Core Performance Measure II:  The degree to which CSHCN receive regular, ongoing and comprehensive care within a medical home. 

Trend Analysis:  Interestingly enough, rural counties with smaller CCS populations demonstrated higher than or equal compliance with reporting of medical homes as did urban counties with active medical home projects. The rural counties seemed to have a more personal relationship with their small provider communities so that they had a mechanism to refer children and to answer individual provider questions. The average across 51 counties for this performance measure was 3.14, which equates to better than “mostly met”. The one characteristic that habitually scored low among most counties was #6, “local CCS program provides regular outreach and updating of CCS standards to pediatric providers in the local community”. The other characteristic scoring only slightly higher than #6 was #7, “CCS program requests annual report from primary care providers”. 
Innovative Practices:   As stated under trend analysis, urban counties with medical home projects or some other vehicle to communicate with providers (managed care plan updates) had higher scores as well as rural counties doing business on a much smaller scale   A number of counties mentioned some sort of child health record or family notebook as a means to have more coordinated care between CCS and the PCP. Families would bring their notebooks to visits and be able to relay messages and updates on their child’s health status.
Focus on Pivotal Characteristic:  Do the children enrolled in CCS have a documented medical home and/or primary care provider? Are the children enrolled in CCS whose conditions require CCS Special Care Center services seen at least annually at the Special Care Centers?
With 51 of 58 counties reporting on the CMS Performance Measures survey, here is the breakdown for the relationship between reported medical home and children seen for their annual visit at the Special Care Centers:

· 26 counties reported a range from 81% - 100% of their enrolled children with medical homes 

· 19 counties reported a range from 51% - 80% with medical homes

· Six counties reported under 50% with medical homes

· 27 counties reported that over 80% of children received annual SCC visits 

· 23 counties reported that between 50% and 80% received annual SCC visits 

· Only one county reported that fewer than 50% of their children received SCC annual visits (Shasta)

· 17 counties reported lower scores for medical homes than for annual special care center visits.  It is possible that the PCP information is not consistently being collected, the counties are applying a more precise definition of medical home, or the child’s primary care needs are being handled in the specialty care center. 

· 12 counties had less than a 30% differential between their reported percentage of children with medical homes and their percentage of children with annual SCC visits.

· Three counties had a 30% differential between medical homes and annual special care center visits, possibly indicating a shortage of PCPs in these rural areas (Del Norte, San Benito and Tulare).

· Two counties were at a significantly higher differential, both 55% points apart on medical home and annual special care center visit (Santa Clara and Solano) – the CCS client was generally receiving their annual specialty care visit (88%) but there was a low correlation to medical homes (only 33%) and thereby the inherent care coordination that is assumed between specialist and PCP.

· Nine counties reported a lower percentage of annual special care center visits than the percentage having a medical home or PCP of record.  (Of course, a PCP or medical home does not necessarily ensure referral, care coordination and continuity with the special care centers.) 

· Five counties reported a 25% differential (Fresno, Imperial, Mendocino, San Luis Obispo, and Trinity)

· One county was at a significantly higher differential, reporting that 90% of children had medical homes but only 35% had annual SCC visits (Shasta)

Core Performance Measure III:  The degree to which the local CCS program maintains collaborative relationships with other public health and community-based service systems so that services for CSHCN are better organized, more coordinated and easier for families to use. 

Trend Analysis:  The first three characteristics (memoranda of understanding with Regional Center and the managed care plans, participation in IFSPs and IEPs, and quarterly meetings with Regional Center) were uniformly met by almost all the counties reporting. Many county CCS programs participate in multi-agency groups in their communities (characteristic #4) ranging from Early Start councils to roundtables. A few counties excel in their co-sponsorship of community health fairs (#5) and their support of trainings and activities that benefit their clients and families (#6) but these were by far the most challenging characteristics in this performance measure. The average for the co-sponsorship (#5) performance measure was 3.09 and like the medical home measure, it means that it was better than “mostly met”. Rural counties (18) bested urban counties (13) in achieving average scores of greater than 3 in this #5 area.
Innovative Practices:  It was very exciting to have a number of community activities reported in the narrative sections of the individual county reports. Identifying recreational activities for CCS population, providing technical assistance for inclusive recreational options, and sponsoring summer camps and after school activities for children with physical challenges were just some of the reported activities (San Francisco, Santa Cruz, Shasta). Co-sponsorship of health fairs and scheduling equipment maintenance workshops were some other innovative programs. Participation in larger collaboratives like CRISS and the LA CCS Work Group also were reported. The spread of the roundtable concept was probably one of the more interesting trends identified.
Focus on Pivotal Characteristic:  Does the local CCS program participate in a multi-agency coalition, roundtable, or other multi-disciplinary body that meets regularly to improve care coordination for CSHCN. 

With 51 of 58 counties reporting on the CMS Performance Measures survey, here is the breakdown for coordination of services:

· Seven counties reported that the goal was not applicable (perhaps there were too few CCS clients) or “not met “

· Eight counties reported that the goal was “partially met”; e.g., Santa Cruz, where the supervising therapist participates on the board for the Special Parents Information Network that has representatives from most of the agencies serving CSHCN, and Tehama County, where CCS participates on a committee for wraparound mental health services 

· 36 counties reported that the goal was either “mostly” or “completely met”; 10 counties reported being actively involved in their Early Start interagency meetings while 4 counties had roundtables that meet and triage new referrals of CSHCN (Contra Costa, Marin, Riverside and San Francisco)  

Core Performance Measure IV: The degree to which the local CCS program provides the services necessary to effect appropriate transitions to adult health care, work and independence for youth with SHCN. 

Trend Analysis:  Rural dependent counties scored higher than larger urban and/or independent counties in the area of transition on a basis of 2 to 1. By and large, the rural counties did not hold transition clinics but they reported meeting with each transitioning youth (of which there might be only one or two per year as contrasted with the more urban counties). Across the board, the counties reported “durable medical equipment needs, self-help needs and other MTP skills are assessed in a timely manner so that the youth at 21 exits the program with appropriate supports” (characteristic #6). There was almost 100% compliance with this item. In stark contrast, many counties outside the CRISS counties and LA reported “no development or adaptation of transition materials” for use with their exiting young adults (#4). Identification of receiving adult providers (#5) was the second lowest mark for this performance measure. The average score for this performance measure was 2.53, right between “partially” and “mostly met”. 
Innovative Practices:  Besides the rural counties that appear to be handling transition on a very individualized basis, the more urban counties scoring above 3 (“mostly met”) were in the CRISS region, where transition has been a real focus. Transition plans were developed four years ago in the CRISS counties and Los Angeles and have been adapted over time. Those plans in the CRISS counties will be analyzed for their core critical elements and a boiler plate transition plan will be generated in the next couple of months.  Napa County has done an outstanding job of developing checklists and adapting materials for their transitioning population.
Focus on Pivotal Characteristic:  Do CCS social workers and other staff and/or SCC staff meet regularly with all transitioning youth who have a chronic condition that will extend beyond the 21st birthday? Does the CCS MTP hold transition conferences starting at age 18 or younger for every MTU client? 

With 51 of 58 counties reporting on the CMS Performance Measures survey, here is the breakdown for transition services for both medical CCS clients as well as Medical Therapy Program (MTP) clients. In general, transition clinics and services are targeted at MTP clients because of the direct service component, but we observed:

· 31 counties were providing the same level of service to both their medical and MTP populations 

· 17 counties “mostly” or “completely” met the goal of providing transition services equally to both populations 

· Two counties scored “mostly” or “completely” met for the medical population and marked “not applicable” for the MTP population, perhaps because they had no one in that category (Plumas, Siskiyou)

· One county marked NA for both medical and MTP (Sierra), perhaps because with a very small number of CCS children, there was no one of transition age

· Only one county felt it “mostly met” this goal with its medical population but only “partially met” it with its MTP population (Santa Barbara)

· 20 counties ranked either or both populations as not receiving transition services or only partially receiving this service 

Overall, the surveys indicate that the reporting counties seemed less challenged by the performance measure characteristics for medical home and collaboration and more challenged by family-centered care and transition services.
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