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STATE OF CONNECTICUT 
State Innovation Model 

Consumer Advisory Board 
 

Meeting Summary 
May 9, 2017 

 
Meeting Location: CT Behavioral Health Partnership, 500 Enterprise Drive, Rocky Hill 
 
Members Present: Jeffrey Beadle; Patricia Checko; Alan Coker; Alice Ferguson; Kevin Galvin; Linda 
Guzzo; Stephen Karp; Robert Krzys; Theanvy Kuoch; Nanfi Lubogo; Velandy Manohar; Arlene 
Murphy; Ann Smith; Denise Smith 
 
Members Absent: Michaela Fissel; Bonita Grubbs; Alicia Woodsby 
 
Other Participants: SB Chatterjee; Faina Dookh via conference line; Christine Nguyen-Matos via 
conference line; Mark Schaefer; Shiu-Yu Schiller; Quyen Truong 
 
1. Call to Order 
The meeting was called to order at 1:07 p.m.  Dr. Patricia Checko and Arlene Murphy co-chaired the 
meeting. 
 
2. Public Comment 
There was no public comment. 
 
3. Approve March 7th and April 11th Meeting Minutes 
Motion: to accept the minutes of the March 7, 2017 Consumer Advisory Board Meeting – Alan 
Coker; seconded by Velandy Manohar.  
Discussion: There was no discussion. 
Vote: All in favor.  
 
Motion: to accept the minutes of the April 11, 2017 Consumer Advisory Board Meeting – Alan 
Coker; seconded by Alice Ferguson.  
Discussion: There was no discussion. 
Vote: All in favor. 
 
4. April 28th Diabetes Support Forum 
Stephen Karp provided an overview of the April 28th Diabetes Support Forum.   Dr. Checko said 
diabetes is an important core component and one of the chronic health conditions being looked at 
across alignment.  She asked whether this model is something that might be adaptable to other 
populations. She asked what was learned and how do they translate the information and make it 
usable.  Mr. Karp said the event was held at AME Zion church in New Britain.  He said there were 
about 35 people in attendance.  He said the event was a dinner followed by an open discussion on 
diabetes.  Mr. Karp said they were looking for people to come forward to talk about their needs and 
experiences with diabetes.  He said there were a few recommendations that came out of the forum.  
 
Mr. Karp said among the recommendations that came out were to have more support groups, 
coordinated care, seeing more specialist, and additional screenings.  He said the original vision was 
to have just a conversation and not to have a professional expert present but Cindy Kazak of the 
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Department of Public Health (DPH) was there.  Ms. Kazak answered some questions during the 
forum and provided a helpful ten minute presentation at the end of the forum on DPH’s services 
and how people can obtain assistance.  Mr. Karp said the participants spoke about their experiences 
and also walked away with more knowledge about diabetes.  He said he thinks having a 
professional as a resource of information to speak during the event added dramatically to the 
success of what was originally envisioned.  Mr. Karp said Ms. Truong took notes on charts and put 
some notes together from the forum.    
 
Mr. Karp said the model is adoptable to other chronic populations.  He said he would personally like 
to do the same thing with asthma but with two groups: pediatrics and adults.  He said he would also 
like to do additional work on diabetes in other areas. Mr. Karp said forums provide an opportunity 
to hear consumers’ direct input.  He said it provided a voice or empowerment to the consumer.    
 
Members discussed the forum.  It was mentioned that someone from the church did all of the 
cooking for the dinner. The majority of the attendees belonged to the church.  The conversation at 
the forum started out with someone sharing their own personal history.  It was mentioned that it is 
important to have someone to set the stage as a model of what they hope people will talk about.     
Ms. Truong invited members to contact her for the notes from the forum.  Ms. Murphy said it would 
be helpful to have the notes and feedback from the forum. 
 
Dr. Schaefer said several people at the event talked about the cost barrier and what they needed to 
do to self-advocate.  He said Alphonse Wright, a consultant who helped to organize the Cross Street 
Forum, was there and shared a few key points that he wanted people to know.  One point was the 
right to have certain expectations from the amount of money put into healthcare coverage.  Another 
point was around the intimidation that people may feel during a doctor’s office visit.  Dr. Schaefer 
said it made the point that there are certain messages that may be important for people to receive 
in order to feel empowered regarding their expectations.  Mr. Karp said Mr. Wright also made a 
point about bringing someone with you to the office visit.    
 
The group discussed that maybe further probing would be needed to have a better understanding 
of the population.  There was a suggestion to have an anonymous questionnaire to indicate the 
various levels of diabetes if another Diabetes Support Forum is held.  Dr. Checko said the surveys 
may add a little bit of information about the population they are dealing with and it could be 
helpful.  Dr. Schaefer said he thought it was compelling that nobody had a health coach.  He said two 
people had a nutritionist that functioned as a health coach by helping with the management of diet 
and exercise.  He said it was significant that people felt that more guidance was needed between the 
clinical encounter and being off course.  He mentioned additional guidance is needed when people 
first find out about the diagnosis.  
 
Ms. Kuoch said testing is very expensive.  She said a lot of people do not know the difference 
between type 1 and type 2 diabetes.  Dr. Manohar said many insurance companies will know if 
members A1C levels are well controlled and if it is well controlled there will be less utilization of 
the emergency room.  He asked whether anyone brought up the topic about emergency room visits 
among the population of diabetics.  Mr. Karp said they did not bring the emergency room topic up 
and it wasn’t mentioned. Mr. Galvin said all of the participants could speak well about their 
condition, what they have been through, and what does and what doesn’t work.  He said it was a 
great event because of the amount of participation of the group.   
 
Dr. Checko suggested looking at the role of the nutritionist as they look at the care team while 
talking about person centered care. Dr. Schaefer said it is part of the primary care payment reform 
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(PCPR) conversation that will continue tonight at the Practice Transformation Taskforce (PTTF) 
meeting. He said they are looking at putting more money into primary care to enable a substantially 
more diverse team and the nutritionist is an example of part of the care team to support diverse 
populations. Dr. Checko asked if anyone brought up the topic of community health workers (CHWs).  
Mr. Galvin said nutritionists and physicians were the only terms he heard mentioned at the forum. 
 
Ms. Murphy said asked whether members were in agreement that these are the types of programs 
that CAB would like to do more of.  Members agreed.  Dr. Checko suggested having a hot wash 
around the pros and cons. Dr. Manohar suggested having multi-language programs.  There was 
another suggestion to have a program in the Hispanic community because they have diabetes 
issues.  Denise Smith said a CHW draws knowledge and health information down into the 
community.  She said when the expert is listening and connects with the language of the 
community, the expert can intervene.  She said some of the conversations may have to be had in 
nontraditional spaces.  Denise Smith suggested taking all of the notes and mapping them across a 
continuum. She said when it is mapped it in the way that people talk about it then how people 
perceived it can be heard.  
 
Mr. Karp expressed thanks to members for the opportunity.  Ms. Murphy said it is really important 
for members to participate in the events.  Ms. Lubogo asked how the notices are being put out. Dr. 
Checko said since it takes several months to plan the events, it would be helpful to ask staff and the 
overseer of the programs to push out the information three weeks before the event so that people 
will remember.  
 
5. May 13th CT KASA Youth Forum 
Nanfi Lubogo provided an overview of the May 13th CT Kids as Self Advocates (KASA) Youth Forum 
(see flyer here).  The 2nd Annual Youth event will be on May 13th, 2017 from 10 a.m. to 4 p.m. at St. 
Thomas Seminary in Bloomfield.  Ms. Lubogo said there is still time to register. She said there is a 
press release to give people a sense of the event for the entire day.   Ms. Lubogo said currently 103 
participants have signed up for attendance.  She said the event will be social media heavy and can 
be joined by Facebook live, Twitter, and Snapchat. There will be visual supports for the participants 
that are unable to speak.   
 
Mr. Galvin said they have a marvelous group of young people coming to the event in the age range 
of 13-26.  He said they will be obtaining information on transitioning and testing, and information 
on people with a variety of disabilities. They will be looking at how it works in to the mix of getting 
care and transitioning. Mr. Galvin said they have chosen technology as a way to do it. He said they 
will not be asking people to turn off their devices but rather to turn on devices and get involved.  
Mr. Galvin said Derrick Hall will be there and he is an expert in connecting with young people. He 
said a videographer and photographer will also be at the youth forum.   
 
Ms. Murphy said this is a good approach for this event.  She asked whether a possibility for peer 
leaders to join them after the event as a follow up.   Mr. Galvin said there is a governing body of 
about 20 young people and the group will be telling us what works and what doesn’t work.  He said 
it is a step by step process. Ms. Lubogo said they have a working core group and they have been 
helpful in planning the event.  She said they realized they had to plan the event nontraditionally. Ms. 
Lubogo shared a brief video of the planning for the Saturday event.  
 
Dr. Checko said the Community Catalyst meeting will be held on June 13th from 12-4 p.m.  She said 
there will be a maximum of 25 people and they would like to invite others to join in.  Parking will be 
provided free but will be limited. 

file://Doi-ap0006/OMCO/SIM/0.%20Consumer%20Advisory%20Board/Meeting%20-%202017-05-09/YouthSumitAlt.pdf
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6. CAB Consumer Engagement Plan 
Quyen Truong led the discussion on the consumer engagement plan, which will be submitted to 
CMMI and is based on the CAB’s communication goals and objectives (see discussion agenda here).  
Ms. Truong also provided a handout to everyone on the consumer engagement and communication 
plan summary of April discussions.   Members discussed the clarifying goal and the need to be 
change agents.  Denise Smith suggested clarifying what a change agent does.  She said people may 
not understand the term.  Ms. Truong said one of the things they can do to flesh out the first goal a 
little more is to bring it down to something they can really discuss. She suggested a discussion on 
fleshing out goals and strategies for goal #1 to help define it.    
 
Ms. Truong said they would like to figure out a broad strategy for goal #1. She suggested talking 
about what is the typical healthcare consumer today. She asked is meant when we say many 
consumers are not empowered and how consumers vary across the community.  She asked how 
they want to engage and empower consumers tomorrow.  Ms.  Murphy said she objects to the word 
typical. She suggested taking out the word “typical” because there is no typical healthcare 
consumer.  She said there is a range of consumer perspectives that need to be brought forward and 
understood for effective healthcare reform.  Ms. Murphy said they are trying to get the broad range 
of consumer needs. 
 
Denise Smith suggested a focus on people with the worst health outcomes such as people of color, 
low income people, immigrants, and people with limited English proficiency.  She said she agrees 
with not averaging consumers out. She said most people do not have their perspective of the health 
care system heard because there is no mechanism to collect the qualitative data.  Denise Smith 
asked about the concreteness of change agents.  She asked what it is that they want. She said there 
should be a feedback loop to let people know that they have been heard and something will be done 
about the issue.   Ms. Ferguson said there is a whole population that may be missed at the level they 
are on.   She asked whether something can be done with CHWs in this area.  She said CHWs may be 
able to receive the truest information from this population.  CHWs will be there as a strategy to 
implement the goals.  
 
Ms. Guzzo suggested restructuring and streamlining the goals and objectives to help fill in the 
blanks.  She said goal #1 could be to “improve and change how consumers and consumer advocates 
interface with the healthcare system”.  She said the next section could be the objectives and she 
would also add consumer advocates to each line.  Below each objective could be a list of strategies 
such as gather information from CHWs.  Ms. Ferguson said she has been in conversation with Mr. 
Krzys about doing a SIM CAB sponsored video that would focus on CHWs and their clients. She said 
it would be more permanent than things done in the past. She said information would need to be 
gathered and permission granted to do this project.  Ms. Truong said it could be a potential strategy 
to bring consumer voices forward with a video on how CHWs and consumers/consumer advocates 
interface with the healthcare system.  
 
Ann Smith said two different perspectives is a challenge to defining what they do.  She said they can 
look at their work and the impact on the individual and they can look at it from the impact on the 
system and it is two different perspectives. Ann Smith suggested defining a set of objectives for 
what they want to accomplish for the individual and defining a set of objectives for what they want 
to accomplish in terms of impacting the system. She said they can’t do one or the other but both. 
Dr. Schaefer said it may be helpful to have tools that speak to a particular community after an event 
such as three minute videos of people sharing their personal stories.  He said the question is can 
they build a library of culturally targeted resources that speaks to each and every significant 

file://Doi-ap0006/OMCO/SIM/0.%20Consumer%20Advisory%20Board/Meeting%20-%202017-05-09/CE_Communication_Facilitation_Agenda_20170509.pdf
file://Doi-ap0006/OMCO/SIM/0.%20Consumer%20Advisory%20Board/Meeting%20-%202017-05-09/CE_Communication_Plan_Discussion_Summary.pdf
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disenfranchised consumer community with champions from the community.  Ms. Lubogo said they 
are looking to have U-Tube segments and gather all of the data from KASA Youth forum and share 
it.  She said SIM can take the videos and use it for marketing or to inform others.  
 
Dr. Checko suggested teaming up with SIM initiatives to be collaborative. She said there are other 
initiatives with consumer boards and they may be a good partner. Mr. Galvin said people are 
touched best from people from their own communities and the best way to do it is through videos. 
He said videos would be more tangible than just a white paper after an event. It was noted that the 
videos are great at capturing information from the events.  There was a suggestion to meet with a 
community such as the diabetes group from Black Churches to plan and produce key messages for a 
particular community. 
 
Ms. Murphy asked regarding the next steps and whether an additional meeting would be needed. 
Dr. Schaefer, Mr. Galvin, Ms. Schiller, and Ms. Truong will caucus and circle back to the CAB with a 
proposed next step. Ms. Murphy said she would like for CAB to provide additional feedback in 
designing it.  Ms. Truong said this has been a rich discussion and she appreciates all of the feedback. 
Ms. Murphy asked whether the document being formulated from the discussions could be shared 
with CAB.  Ms. Truong said yes she will share it.    
 
7. Updates 
Updates were not discussed due to a lack of time. 
 
8. Next Steps and Adjournment 
Members decided to continue the consumer engagement discussion at the June 13th CAB meeting. 
There was a suggestion to allow additional time on the agenda for the consumer engagement 
discussion at the next meeting.  
Motion: to adjourn the meeting – Alan Coker; seconded by Stephen Karp. 
Discussion: There was no discussion. 
Vote: All in favor.  
 
The meeting adjourned at 3:19 p.m. 


