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CYSHCN WORKGROUP NOTES
Meeting 2 - January 29, 2010


The workgroup session began with introductions and an ice-breaker. The ice-breaker was also used as a way to provide an overview of last meetings outcomes and attendant experiences with those who were unable to attend the previous meeting. The group was asked to describe in one word their experience of the last meeting. The following words were given: informative, interesting, positive, comprehensive, initial, productive, pleasant, and rewarding. Additional discussion about how “overwhelming” could have also been used. 

Garry provided an additional power point presentation and provided the group with the additional information that was requested at the last meeting. Garry provided additional data and support for the group to consider and think about when making their suggestions on priorities and goals for the next five years.
Comments made during the data presentation included clarification of definitions and clarity of information. There was additional discussion about school absenteeism and health insurance, medical home, mental health, dental services, and transition education. Group members were concerned with the minimal mental health data available and one group member offered assistance in obtaining this data (as it does exist within another state agency). 
REVISIT MEETING 1 INDICATORS
The group was asked to revisit the indicators from the first meeting to determine if these same indicators are still of interest and should be considered for priority selection. The group was broken down into teams of two. 

· Screening (CYSHCN 1 and 11)
This team felt that these indicators are important, but was unsure if the additional information needed to break it down further than it was provided. They reported that although KS is doing better than the national average, continued efforts are needed. 
· Disability (CYSHCN 19, 20, and 25)
The additional information requested was partially provided. They were still unsure of what medications are being prescribed and who is prescribing them, but the age breakdown was helpful. The data showed that KS children are using medication on a higher average, but it didn’t seem to be a huge statistical difference. It was also discussed that KS was higher in those who were being cared for by non-parental persons.  
· Chronic, Concurrent Health Conditions (CYSCHN 44)

This group acknowledged that asthma is a top health condition for children (even due to environmental factors), but the question of how any other agencies and programs are currently working on this same issue. It was suggested that maybe we need to recognize their strengths and offer support for these groups. The Bureau’s capacity to address this issue was also discussed. 

· Family Life (CYSHCN 63 thru 67)
This group reported that KS was comparable to the national average with the biggest difference being maternal health. This group suggested that although it is important, KS is doing pretty well and that there are other issues that would be better suited as a priority. 
· School and Community Life (CYSHCN 69, 75, and 76)
This group discussed how the data shows that KS has a much lower percent of CYSHCN who have to repeat at least one grade. A concern was addressed that this data report is not identifying if these kids are being pushed forward and graduating without the skills because of the push on “No Child Left Behind” and the monetary gain for not having kids repeat grades. 

· Child Health (CYSHCN 78 and 90)

This group identified that KS is lacking in this area with regard to CYSHCN whose health conditions affected daily activities. The data indicates that more males show an affect to daily living than females and that the older age groups showed a more consistent impairment than in the younger age groups. It was also discussed that the level of financial household income also may impact the level of impairment. 

· Health Insurance Coverage & Access to Care (CYSHCN 93, 95, 97, 103, and 106)

It was discussed how that KS is slightly below the national average and looking at the new information provided by Garry’s data presentation, 40% of CYSHCN do not have a medical home. With regards to CYSHCN not having a usual source for sick or well care, KS is much lower than the national average. In general, it was identified that KS is slightly better than the US regarding access to care and the percentage of unmet needs for specific health issues. KS is very similar among those needing specialty care and do not receive it, but KS is doing slightly better than those who do not have a usual source for sick or well care. 
· Impact on Family (CYSHCN 115 and 118)

This group discussed how KS is doing worse than the national average on the families’ financial impact due to child’s health needs.
· Core Outcome Measures (CYSHCN 124 thru 138)

It was identified that these measures are very broad and really need to be broken down more to be beneficial. Although care coordination and parents who reported concerns about physical, behavioral, or social development were below the national average, it was felt that overall KS is doing pretty well for most of these indicators. Another discussion about how transition services are still at only about 50%, which even though that’s better than the national average, it’s still not where we need to be. 

Additional Questions/Comments:
One group member wanted to know if we could see the tobacco use (CYSHCN 65) indicator broken down more. This way we could see what tobacco products are being used and included here. Does it include smokeless tobacco? The concern was that smoke tobacco is more likely to impact others than smokeless tobacco. Garry indicated that he did not believe this was broken down in this manner. 

There was a question about why alcohol was not included in the “Family Life” category, as alcohol certainly plays a large role in family life and can impact a variety of things related to the child’s health. It was suggested that we put this question in the “parking lot” and ask if other groups are addressing this. Donita spoke with Linda and other groups had discussed this throughout the day as well. 

It was also discussed that there was a change in screening protocols and requirements during the last five years. This was identified as a good example of an area that was looked at and policy changes were implemented from what we did five years ago. The group felt that we should feel proud in our accomplishments in this category. 

Summary: 

A summary of all the reports were given that indicated the areas that we would want to discuss further when determining our priorities for the next five years. Areas that were identified to continue to focus on were: screening, disability, child health, insurance and access to care, impact on family, and core outcome measures.
LOOK AT MCH 2010 PRIORITIES

The group was charged with reviewing the previous three priorities (from MCH 2010 Needs Assessment). The large group was split into 3 groups (one for each priority). Each group was to determine whether or not to keep the priority as it was from the last needs assessment. 
· Priority 1: Increase care within a medical home
· The group decided to keep this as a priority.

· Priority 2: Improve transitional service systems 
· The group decided to keep this, but maybe rephrase the priority a bit. 
· Priority 3: Decrease financial impact on families

· The group decided to keep this as a priority.

Although the consensus was that each of the priorities should be kept, the group wanted more information on what was actually done in the last 5 years to address this and what progress has been made. 
Further discussion about whether the indicators that were previously identified would be able to be addressed through these three priorities.
· Screening – Covered under priority 1 (medical home) 
· Disability – Would be covered under all 3 priorities

· Child Health – Covered under priority 1 and 2 (medical home and transition)

· Health Insurance and Access to Care – Covered under priority 2 and 3 (transition and financial impact)

· Impact on Family – Would be covered under all 3 priorities

· Core Outcome Measures – Would be covered under priority 1 (medical home) but will also show us what has been accomplished

Additional discussion on Priority 2: Transition
There was quite a bit of discussion about whether or not transition should be kept as a priority and that the wording from before was not sufficient. The HRSA Integrated Systems grant that CYSHCN received was discussed and decided that it should not play a role in the decision of this priority. One group member shared that if the goal is to get CYSHCN in and out of the system, and reduce financial impact, then transition should be kept as a priority. It was also brought up that transition needs to be addressed throughout the lifespan, not just from child to adult. There are transitions throughout the child’s life and a focus should be placed on each of those transition periods. 

It was decided that we would need to re-word the transition priority to say: “A needs exists to increase and improve comprehensive support systems for CYSHCN through their lifespan to achieve maximum potential.”
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