National Core Indicators 
Meeting Minutes
August 13, 2008

Baltimore, Maryland
Attendees
In person: Ging Fernandez and Terrie Qadura (North Carolina); Dana Olsen and Lee Stephens (Pennsylvania); David Heath and Jackie Olaveson (Wyoming); Kathy Luebbert (Ohio); Genny Gordon, Amanda Fullerton, and Sharilyn Edlund (Oklahoma); Margy Mangini and Cris Rodriguez (Missouri); Janet Adams (Washington); Christine Espinosa (Kentucky); Jeff Williams (Alabama); Sue Babin and Nicole Boisvert (Rhode Island); Nancy Thaler and Chas Moseley (NASDDDS); Val Bradley, Sarah Taub, and Josh Engler (HSRI)
By phone: Deb Duval (Connecticut); Ginny Carlson (New Jersey); Shelley Lee (Arkansas); Michael Hurt (Illinois); Brian Lensch (Arizona); Katie Hoffman (Delaware); June Bascom (Vermont); Lisa Weber (Washington); Phil Flohr and Rebekah Anderson (South Carolina)
1. Program Governance Restructuring 
a. NASDDDS Research Committee – new role and concentration
Chas listed the members of the NASDDDS Research Committee:

Steve Hall (Georgia), Stan Butkus (South Carolina), Kevin Casey (Pennsylvania), Linda Rolfe (Oregon), Katherine Dupree (Connecticut), Gary Lind (New York), Val Bradley (HSRI), Charlie Lakin (Univ. of Minnesota), Rick Hemp (Univ. of Colorado), and Bill Kiernan (Univ. of Massachusetts)
b. Operations Committee - shifting the focus from steering to implementation 
i. Working with the Project Team and the Research Committee
c. Subcommittees

i. Content Review and Field Testing

Chas indicated that the Content Review and Field Testing (CRAFT) subcommittee will soon be formed by voluntary States.  Member States will have 2-year terms on this subcommittee.  The CRAFT subcommittee will focus on assisting HSRI on any changes in the NCI tools and also testing these changes out in the field in their specific State.  The first main task of this subcommittee will be addressing changes to the Family Surveys.
ii. Ad Hoc to address specific and emerging issues
2. New Consumer Survey Form and Data Entry Application 
a. Review process used to revise tool, including NCI participant suggestions, feedback and responses and results of pilot test. Sarah went over the major revisions to the 2008-09 Consumer Survey.  She also discussed how the NCI States contributed to these changes, through the Consumer Survey Subcommittee, making suggestions on the new Health and Safety questions via survey monkey, making suggestions on the draft version of the entire survey.  Sarah described how HSRI staff, with the help of the Commonwealth of Massachusetts, conducted a pilot test of the survey that resulted in over 90% reliability.

b. Review/demonstrate new web-based application and gather feedback

Josh demonstrated the new web-based data entry application for the consumer survey- the ODESA (Online Data Entry Survey Application).  All States participating via telephone were asked to follow along as Josh showed the participants in Baltimore how to start entering data from a new survey, how to save a survey, download the survey data into a tab-delimited text file, and other system options.  Phil from South Carolina stated that he has been using the ODESA and he is satisfied with its simplicity and usability.  Dana from Pennsylvania stated that he is trying to get his State to use the ODESA as he believes that it would be the best system to use.  Brian from Arizona asked if one could go back and retrieve data that was accidentally deleted.  Josh said that he would have to consult HSRI’s tech expert Steve Noyes.  Sue from Rhode Island asked if any other States were using the Teleform software for their data entry.  Ginny from New Jersey said that they have been using Teleform and have found it very useful.  Josh reiterated that the ODESA is optional and States may use any data entry system they want as long as the variable names and numerical response codes align with HSRI’s.
3. 2008-09 Project Agenda  
a. Overall project plan for the year

b. Reviewing report formats for next year

c. Schedule for revising the Family Survey
Many States had opinions concerning the Family Surveys.  Sue from Rhode Island stated that the surveys were too lengthy for families.  Nancy from NASDDDS stressed the importance of collecting data from the Family Surveys as more and more persons receiving services are living with their families.  Jackie from Wyoming said that in her State, response rates are declining mainly because families think the surveys are too long.  Genny from Oklahoma indicated that unlike Wyoming, Oklahoma gets a better response rate from the Family Surveys than the Consumer Survey.  She said a key to the high response rates was that she puts her contact information on the survey so families can call if they have any questions.  Oklahoma uses some of the Family Survey data for their CMS requirements.  Janet from Washington said that their Family Survey response rates have increased due to: sending a follow-up letter; maintaining more accurate addresses of family members; and better communication within family coalitions that the family data collected is being used.  Margy from Missouri said that she gets a great response rate from the Family Guardian Survey but a weak response rate from the Adult Family Survey.  To combat this, she conducted several of the Adult Family Surveys over the telephone.  Ging from North Carolina stated that they have an over 50% response rate on the Family Surveys.  She sent out individual letters to each family.  If they did not get a response, a follow-up post card was sent.  And for those who still did not respond, phone calls were made to try and conduct the surveys over the phone.  June from Vermont indicated that they too have a response rate of over 50% and they have a similar system as Washington.  However, they have only conducted family surveys in four of the last ten years because they are worried of over-sampling.  Brian from Arizona said that his State alternates the Family Surveys and Consumer Survey by year.  Family members receive a report every year on the data collected.  Phil from South Carolina stated that they get a 40% response rate for each Family Survey.

d. Full Indicator List updates

Sarah indicated that revisions to the indicator list would be brought in front of the NASDDDS Research Committee in the coming weeks/months.
e. Operational changes
Val from HSRI asked all States if the main NCI State contacts were head of their State’s quality unit.  Over half of the responses were ‘yes.’

f. Teleconferences

The States seemed interested in regular teleconferences, depending on what the topics are.  Chas from NASDDDS suggested sending an email around with topics and asking States to see which ones they were interested in.  Sue from Rhode Island suggested publishing information that comes from the teleconferences on the NCI website.  Survey fatigue is a topic that is popular with a lot of States.
4. State Updates 
WA- 

· We do surveys every two years –all of the surveys

· Use as part of our waiver strategy 

· Sampling is a problem we’re facing  

· Works with DDC, they have put a lot of energy into this, they review the data from HSRI and then come back with recommendations to us

· Reports to QA advisory committee, People First of WA

· People First of WA is working on the loneliness issue

· Conduct “movers” survey

· NJ interested in information on the movers survey would WA be willing to share?  WA says they are willing to share.
· Also doing MFP survey and they are not very thrilled with the questions.  

MO-

· First year-definitely a learning year for us
· Learned a lot about the process and what worked and what didn’t 

· CS, AFS, FGS

· DDD is under division of MH

· MH commission is interested in results, Division wants to look at regions for planning purposes

· Cross walked with other tools and activities

· New Quality Assurance Advisory Council meets quarterly, consists of self advocates and families
· Post Steve’s QC Guide- we should put this up on the website
NC-

· 970 Consumer Surveys

· AFS, FGS

· We have not analyzed the data as of yet

· 24 LMEs-preserved their data to them so that they can do some planning on them
· We increased our sample for LMEs 

· Working under the Office of Disability and Health

RI-

· Posts national results on website
· PAL Annual report

· 5 year trends report 
· Relationships/friendships

· Employment

· Community Safety continues to be an issue
· Sexuality issues which did come up with some of the presentations this week
· Been using NCI for about 8 years now as part of our performance measures

· Individual completed surveys go directly to the state social case worker for that particular individual and it comes over to QA office in the event that we have to follow up on

· Budget report indicators

· Follow up on issues that come up in Consumer Survey

· Next year want to survey people in shared living and self directed

· SIS project -500 compare with tool they’ve been using

· Restructure rates

AL-

· CS-annually 
· Feel like we’re getting into a routine

· Mortality review
· Staff stability 
· BOFD

· Publish summaries to providers and other organizations, self advocates, families

· We require our providers to have QI plans

· We recently did a review of our waiver and used participation in NCI for CMS’ quality frameworks

· Quality council reviews info

· Uses mortality info

· Annual conference that ties everything together
· 2 initiatives- language bill to remove “R” word from all legislation and for the dept., the bill did pass.  The other was a hope to change the name of the dept, bill did not pass

DC-

· Add to map and list

· 5 regions, QE specialists

· Use data to develop QM plans with agencies

· Used NCI in waiver application

· SMART process budget

TX-

· 07/08 results done and results on website

· 08 we have 2 adult surveys NCI and PES/ED and we also have the NCI CF Survey 

· A lot of data and it is in now 

· Trends on CFS

· 09 surveys, 4000 surveys next year 
· Bumped up the time frame so we begin in OCT so we have results by March rather than July

OH-

· Planning to do all surveys

· New to NCI this year

· Will be using contractor to implement NCI
· Compliance monitors filed grievance because surveys were contracted out

· Substate interest and COGS interested in pulling sample

· CMS coming in for waiver review

· Using PES for compliance monitoring

NJ-

· Finished first year 
· QM Steering Committee who reviews data from the commission 
· Completed all surveys

· DD Planning Institute- helping analyze data and draft reports which we plan to share with our DD council and various public forums and on our website
· Lessons learned about data

· Shifting mail surveys every other year or to every 3 years 

KY-

· University of Kentucky Human Development Institute
· Staff stability on survey monkey, 2 years, 90% response rate

· Providers haven’t gotten feedback- will be starting to do this

CT-

· Survey fatigue

· CS every year

· Mail surveys rotate every other AFS/FGS

· Data has been looking worse nationally

· We have decided to compare CT just to CT to improve ourselves

· Not using for waiver QA plan

PA-

· Completed around 6500 surveys, 10% refusal rate

· Teams consist of many people with disabilities and families

· Used College of Direct Support as part of training

· Enhance the training component

· Reporting a lot 

· Biggest challenge continues to be using data in a systemic matter

· 3% raise for surveyors

· Revising EDE, separating out-or not

OK-

· Insurance policy

· NCI part of global QMS in CMS apps

· 2 in-home support waivers, adult 

· Quality management committee decides how it gets used

AZ-

· Part of QM plan

· Waiver requires PIP’s- uses NCI

· Do surveys alternate years

· Loneliness- people at home report this more often

· People First is working on it

· 86% of all people live at home or with family

SC-

· Phil/Joan

· TDSN

· Moving toward QI focus

VT-

· Theresa Wood retired this year

· Caregiver, health, self management, and length of time in service is cross tabbed with outcomes

· Looking at where person lives, guardianship and outcomes

· BOD Results

· DA’s must have a majority of BOD members as consumers

· CRAFT-should we remind people about entering comments

AR-

· Shelley Lee

· Proportional random sample

5. Discussion of NIDRR 5-year study - Dr.  Charlie Lakin

6. Next Steps 
a. 2008-09 Meeting Schedule for the Operations Committee
b. Teleconference topics and ideas 
Suggestions

i. Sampling considerations
ii. Involving self advocates
iii. Conducting Consumer Interviews

iv. Using NCI Data as a part of a comprehensive QM strategy

Nancy from NASDDDS asked if we can concentrate not just on the outcome (% up or down) but on the change/improvements in people’s lives

v. Validity and reliability

