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MCH 2015 Meeting 1 CYSHCN Workgroup Notes
November 6, 2009

CYSHCN Workgroup Session #1
Donita began by explaining the groups’ goals for the day. The group was charged with identifying and discussing what’s before them and what was needed to make an informed decision at the next meeting in January. The meeting began with a presentation from CYSHCN epidemiologist, Garry Kelley (power point slides available).
Throughout Garry’s presentation, group members asked questions and made comments based on the survey results Garry provided. Those questions/comments are listed below.

· Slide #6 – National Outcomes Measure 2: “Percent of CYSHCN who received coordinated, ongoing, comprehensive care within a medical home.”

· There was discussion on the definition of the medical home and how encompassing this definition was. 

· Medical home is defined by KS statutes as “a health care delivery model in which a patient establishes an ongoing relationship with a physician or other personal care provider in a physician-directed team, to provide comprehensive, accessible and continuous evidence-based primary and preventive care, and to coordinate the patient’s health care need across the health care system in order to improve the quality and health outcomes in a cost effective manner.” 

· Slide #8 – National Outcomes Measures 3b: “Percent of CYSHCN who have at least one unmet need.”

· The group questioned about what “unmet needs” meant and what those needs were. Garry said that the question was referring to all needs, including emotional, social, physical, etc. He also indicated that the National Survey unfortunately did not ask the families to break it down further to determine what specific needs had not been met, so he was unable to say what needs were unmet, however he would look further into it and let them know what he found out. 

· Slide #11 – National Outcome Measure 6: “Percent of YSHCN who receive the service necessary to make appropriate transitions to adult health care, work, and independence.”

· Garry commented on how he feels this is an area that could use further attention. 
· Slide #12 – Transitions: “Percent of disable (18-34) who attended college.”

· It was discussed that the national average for non SHCN children is around 46% who attend college, versus the 26.7% fro those with SHCN. 

· Slide #13 – Transition 2: “Percent of disabled (16-34) who are employed.”

· One group member questioned why the age range was so large and if that really showed transition outcomes for YSHCN accurately since transition will take place before the individual turns 30. Another member suggested that the upper 20s and lower 30s is actually a fairly good indicator of transition success because of the wait times (typically 5+ years) many YSHCN encounter when looking for support services. 

· One group member asked if this included those utilizing employment supports as well. Garry indicated that the survey was very encompassing and he did not remember this section breaking down employment in this manner, so he believes that those employed with and without employment supports are included in this measure. 

· It was also asked if this measure included part- and full-time employees. Garry said that this measure was looking at regular, steady employment where the individual had been employed for at least 3 months. 
· Slide #18 – Physical Fitness: “Percent of YSHCN who engage in rigorous physical activity at least 3 times a week.”
· One member made a comment that CYSHCN should have a separate rate for recreation activities because a lot of times they are unable to participate at the same level as non SHCN children. For example, swimming lessons for non SHCN children includes 10 weeks of lessons, but for a child with a disability it could be twice as long

· Slide #25 – School: “Percent of CSHCN who are always engaged at school.”

· The group wanted clarification on the question and what was meant by “engaged.” Garry said that it was asking if the parent felt their child was being engaged properly. He will look into this further for clarification.

· Slide #26 – School 2: “Percent of CSHCN who repeated at least 1 grade since Kindergarten.” 
· Several group members provided input and questions regarding this measure. The majority of discussion was focused on the school districts and how some districts will have students repeat grades more frequently than others and how some will do everything in their power to see that the child is not held back. 
· A comment was made that sometimes schools may lack appropriate measurement tools to determine the child’s ability to move on to the next grade and that other schools will repeat students in order to receive additional or increased funding for the school system. 
· It was also mentioned that many times CYSHCN will be in the hospital and not able to attend school for most of the school year. It was discussed how these students are not counted into the “repeat rate.” It is unclear if these students are included in the survey results. 
· It was also mentioned that the state policy is that schools promote progression with the students’ classmates as much as possible. Special education students are able to stay with the school system until they are 21, so it is likely that they will be separated from their classmates. However, there are times that the student can graduate/walk with their class, but then spend time afterward obtaining their GED. 
· It was also suggested that since KS is so far under the national average, that our school systems must be doing something to avoid holding students back. 
· One comment made was how within the regional state clinics, the parents are encouraged and urged to keep their children within the education system as long as possible, so the CYSHCN can continue to receive services. Another group member commented that it’s a catch-22 because if you keep them in so they can receive services, they may end up being “held back” or not transitioning properly. However, if they graduate, they will most likely lose services. It doesn’t present the most ideal situation in many cases. 

Additional questions regarding data and survey results are listed below.

· One group member was interested in seeing what the classification for CYSHCN was, as sometimes homeless children are automatically included in this category. Was this the case here? Is there additional data on CYSHCN within the homeless population? Garry will research this further and provide clarification and additional data found. 
· The difference between indicator 9 and 10 was discussed and determined that the difference was strictly the source the data came from. 
· Discussion on how these surveys were obtained also occurred. Garry explained that the National CYSHCN conducted phone surveys typical to the census process and that the individuals were randomly chosen from a phone list. Attempts to contact were made at various times of the day and week until the individual answered and either provided their responses or indicated they were not interested in participating. 
Donita identified some areas of interest from the CYSHCN Core Outcome Measures indicators 124-138. She addressed both areas where KS seems to be doing better than the National average, and then also areas the she felt we probably need to work on.
· Highlights – although improvement wouldn’t be a bad thing
· #131: % of CSHCN (10 months-5 years) who completed standardized developmental and behavioral screenings – KS 40%, US 23.9%
· Shows we are screening more frequently, better, and reaching more people
· #138: % disable (age 16-34) employed – KS 49.6%, US 40.8% 
· Show testament to the employment efforts of the state
· Things to work on
· #125: % of CHSCN (0-5 years) who visited a doctor but was not asked about parental concerns – KS 24.4, US 44.6
· One group member said it was hard to believe that many doctors are not asking parent concerns. In their experience, parents frequently do not feel comfortable telling their concerns or that they aren’t sure of what questions to ask. So maybe it’s not completely the doctors that aren’t asking, the parents just aren’t sure how to respond to their questions. 

· Another group member talked about a personal experience of how the doctor did not take the concern as seriously as the family felt was needed. Example given was the child was not speaking when they felt he should, but the doctors said it was just because he had an older sibling and that’s common. They later determined it was a developmental delay due to Asperger’s. So, it wasn’t that the parent wasn’t asked or that they didn’t speak up, it’s that the doctor didn’t address it appropriately. 

· One member identified the Count your Child program in the school systems is an excellent support. 
· Another member took a different approach to looking at this indicator. If you switch it around, it’s showing that 75.6% of parents ARE being asked about their concerns. This is a more positive approach, not saying it shouldn’t be higher, but that it’s a little different way of thinking of it. 

· There was a question regarding this same data for non-SHCN families. How does this compare to those who do not have a SHCN, are parents of non-SHCN being asked more frequently? It was suggested that we know more about this before we count this as a good (or bad) indicator. Garry will follow up.

· #128: % of CSHCN who needed but did not receive all elements of care coordination – KS 43.2%, U 40.7% 

· KS was higher than the national average, when we would like it to be much lower. 

· Clarity on the definition of care coordination for this survey was requested as well. 
· #132: % of CSHCN (4 months-5years) whose parents report concern about child’s physical, behavioral, or social development – KS 56.2%, US 60.2% 

· It was questioned if this is indicating that parents are not asking, or are they just informed enough to know what should be happening. 
· Again, more information and clarity of question is needed to determine if KS is doing better or worse than the national average. 

· #134: % of CSHCN (6-17 years) who consistently exhibit problematic social skills – KS 19.8%, US 17.9%

· The group wanted clarity on the question and wanted to know “what it means.”
~BREAK~
CYSHCN Workgroup Session #2
The group used Tool #1 to indicate where the focus should lie. Donita assigned each individual to a Health Indicator category (Screening, Demographics, Disability, Chronic, Concurrent Health Conditions, Children in Safe Environment, Family Life, School and Community Life (6-17 years), Child Health (age 0-17), Health Insurance Coverage (age 0-17), Access to Care (age 0-17), Family-Centered Care (age 0-17), and Impact on Family (age 0-17). 

Some worked independently, others collaborated to determine priority, however each category was supposed to report either 1 or 3 items (depending on the size of the category) that more information is needed in order to prioritize in January. At the end of the assessment, Garry will take each of these and find additional information and data, or determine that there isn’t any more out there regarding that area. 

It began by defining the powers used in Tool #1 to assist in narrowing the indicators to determine priority lists at the next meeting. 

· We defined communication power as the degree to which it can be communicated to where the public can understand it. 
· Proxy power was defined as the degree to which it can be used for leverage or how powerful is the data that’s been obtained? Will it actually show us something or help make a change happen? 

· Data power is the credibility, reliability, and accessibility of the data. The ability for the data to say what we think its saying.

Indicators identified as additional data or discussions needed. 

· Screening – Kayzy Bigler and Sabra Shirrell
· CYSHCN1 - % of children (4 months-5 years) whose parents report concern about child’s physical, behavioral, or social development. (KS 35.6, US 37.4 : Source 1)
· More specific data was requested regarding what types of physical, behavioral, and social development they are referring to.
· It was felt that KS is doing a pretty good job with this, so it may be something that won’t need a focus later on and it may even fit into other categories or indicators.

· Demographics – Kayzy Bigler and Sabra Shirrell
· CYSHCN11 – Race, specifically the Native America/Alaskan Native (Non-Hispanic) group (KS n/a, US n/a : Source 3)

· It was questioned that since no data is listed, that there is the potential that we are underserving this population. 

· Wanted Garry to find data regarding this population 

· Disability – Dona Booe and Steve Allen

· CYSHCN19 - % of children who take medication for ADHD, emotions, concentration or behavioral issues (KS 7.6, US 6.2: Source 1)

· This group wanted to break this down based on child’s age to see where the biggest need is.

· They also wanted to know more information about the medications being taken (who’s prescribing the medication, what medications are being used, etc). 
· CYSHCN20 - % with one or more current conditions that are moderate or severe (KS 11.3, US 10.6 : Source 1)
· Wanted definitions of “moderate” and “severe”
· CYSHCN25 - % of children (2-17 years) whose parents have or ever had reported developmental delays (KS 5.3, US 4.8 : Source 1)

· Wanted clarification on who has the developmental delays, the parent or the child. 

· Garry informed the group that this is referring to parent’s reporting their child’s developmental delay.

· CYSHCN26 thru 24 – The group wanted clarity on the indicator language for all of these. Unclear about who has the delay/disability based on the current language
· Chronic, Concurrent Health Conditions – Kathy Weno and Robbie O’Brien-Leighton

· Wanted data added regarding PKU and metabolic conditions. Wants information about how many are served, what age groups, other diagnosis/disabilities, etc.

· CYSHCN35 – Allergies (all) (KS 61.3, US 53 : Source 3)

· The group wanted to know what specific allergies were included in this category.

· They indicated that if this could not be broken down this way, we can delete it and no further information is required.

· CYSHCN44 – Asthma: Age Groups

· They wanted this broken down by geographic region if possible.

· Children in Safe Environment – Wendy Pickell
· This section was removed and no indicators were listed as needing additional information or as a priority.
· Family Life – Michael Sullivan, Jr. and Lynn Harter 

· The report for this will be emailed in, Michael and Lynn had to leave before this activity.

· School and Community Life – Teri Lavenbarg and Rebecca Reddy

· CYSHCN69 - % of CSHCN repeated at least one grade since Kindergarten (KS 7.1, US 18.5 : Source 1)

· This ranked low on power proxy. 

· They wanted to know why this was here and suggested more information was needed. 

· Would like to compare data across both similar and dissimilar states.

· CYSHCN75 – Part B (number age 6-21 years): % learning disabilities (KS 5 : Source 6)
· What tools or screenings were used?

· Break down for each learning disability

· Does being identified as having a learning disability translate to graduation rate?

· CYSHCN76 - % of CSHCN (0-5) who play with children their age at least 3 times a week (KS 65, US 70.5 : Source 1)

· This was identified as their top priority due to the age group
· They wanted more information on preschools, day cares, neighborhoods, what the children are doing instead, the family make up for these children, what questions were asked, etc in order to come to the conclusion that children are not playing with those in their own age groups. 

· Child Health – Krista Morris and Marcia McComas
· CYSHCN78 - % of CHSNC whose health conditions consistently and often greatly affect their daily activities (KS 19.8, US 21.2 : Source 3)

· They wanted a better definition of how the data is capturing daily activity, what questions are being asked to come to this conclusion?
· CYSHCN90 – Number of child abuse victims (Source 7)
· They indicate that there is substantial value in this measure; however there are limitations in the way it is reported. 

· Clarification is needed with regard to the layout (it was difficult to navigate) as well as the information presented. 

· They also felt that there needs to be a mechanism to identify the individual diagnosis in each category.

· They also asked if the number indicated is substantiated.

· Health Insurance Coverage  - Patrick Terick

· CYSHCN93 - % of CSHCN currently uninsured (KS 3.1,US 3.5 : Source 3)
· CYSHCN95 - % of currently insured CSHCN with coverage that is not adequate (KS 30.3, US 33.1 : Source 3) 

· Wanted to know why it was not adequate. Was it because of access, affordability, availability, etc?

· Access to Care – Melissa Trout and Brian Creager
· CYSHCN97 - % of CSHCN with one or more unmet needs for specific health care services (KS 12, US 16.1 : Source 3)
· They felt this was all encompassing, so that’s why they kept this one over others. Although, they requested more data regarding this measure.
· They also wanted to know what the “unmet need” was. Garry will try to break it down as much as possible, but it may not be available.
· CYSHCN103 - % of CSHCN needing specialty but did not receive it (KS 14.2, US 14.8 : Source 1) 
· Wanted to know the specifics, why did not receive it? Was it because there was no referral, no specialist available, etc? They also want to include why the parent felt the way they did about why they were not receiving specialty services.
· CYSHCN106 - % of CSHCN not have usual source for sick or well care (KS 2.6, US 5.2 : Source 1)
· They just want to look at this later, but no additional information is needed at this point.
· Family-Centered Care – Marc Shiff and Pam Hart
· CYSHCN113: % of CSHCN without family-centered care  (KS 31.7, US 34.5 : Source 1)
· Wanted to know the definition of “family-centered care” and what do they mean “without family-centered care?”
· Impact on Family – Marc Shiff and Pam Hart
· CYSHCN115 - % of CSHCN whose families experienced financial problems due to child’s health needs (KS 21.4, US 18.1 : Source 3)

· Noticed that the data was outdated…is there any newer data available for this measure

· CYSHCN118 - % of CSHCN whose health needs caused family members to cut back or stop working (KS 20.1, US 23.87 : Source 3)

· They are not requesting any additional information at this time; however they did want it to stay on the list for January.
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