Building a Common Framework: Working Together to Define and Report Data

16 Sep 2025 02:30 PM 

MARY-KATE WELLS: 
Welcome everyone. Welcome. Alright, as folks trickle in I would love to see where folks are coming from. If you are coming from a SILC or CIL feel free to put that in the chat. Alright, we have one after, well welcome everyone to today's SILC connection: Building a Common Framework: Working Together to Define and Report Data. 
 
I want to welcome everyone to BIL Training & Technical Assistance Center 
connection series. The centers available to you through contact with the Department of human services. The centers operated by the University of Montana's rural Institute for inclusive communities. 
 
My name is Mary Kate Wells, I am the director of programs at the National Council of Independent Living on assignment for this project. I use she/her pronouns. I am a white woman with red-ish pulled back hair wearing a black shirt in a blurred background. Next slide please. 
 
Before we get started, just want to start with our housekeeping and accessibility notes. We do have ASL and CART available today. The ASL interpreters are labeled on the screen, but you could also access them through the interpretation channel by clicking interpretation at your resume bar menu. 
 
In that menu, you can also access closed captioning by clicking the CC button located in your resume window. We will also have-- zoom window. We will also have 2 CART links in the chat one English captioning and one Spanish captioning where you can adjust the size and your preferences. 
 
We do hope we have an active shearing portion after we hear from our 2 speakers. We ask that you use the zoom raised hand feature or you can also use the chat to ask questions or share comments. And just while the presentation is going on, just if you can remain muted. 
 
Also, if you choose to verbalize your questions, just remember to please state your name and organization before speaking. That just helps with interpreting and captioning as well. Throughout the call, you are welcome if you are having any technical or accessibility issues just messaging any of us that are labeled IL T&TA.  
 
And we will be happy to support you and make sure that we can work any tech issues out with you. Throughout the call, we will be using the chat feature. So you're welcome to throw questions in their throughout the call, and we will be sure to verbalize any questions or comments that are put in the chat. 
 
I will also put a reminder we get to the --peer discussion, if you are joining by phone you can press *6 to mute and unmute yourself. That will enable you to participate. And finally, we appreciate when you all fill out our evaluation form. 
 
Especially on this topic of data today. This information really helps us bring to you information and topics that are vital to your work. So, next slide. We are going to start with hearing from Tyler Morris, the director of training at the IL Training & Technical Assistance Center just to set the foundation of the technical piece of the topic today. 
 
Before we jump into some examples from our 2 speakers. 
 
TYLER MORRIS: 
 
Thanks Mary-Kate, I appreciate it. This is Tyler Morris the Director of training for the Independent Living Training & Technical Assistance Center. Is really good of you all to join us this afternoon. I am really excited for the content that our presenters have developed just for you all today. 
 
So, before we hop in to that real world case scenario, we are going to go over some of the regulatory context that is helping to shape today's presentation. Data is often not at the forefront of what we can see, but if it is used well, liquor presenters will demonstrate how they have incorporated it. 
 
It will really be helpful in the work that we do on the day to day. The first regulation that is on the screen is 45 CSR 13 29.15 C5, that states that SILCs must monitor, review and evaluate SPIL limitation. Which allows for consistent data collection and is the foundation for compliance and evaluation. The second is 45 CFR 13 29.17. 
 
That is that's SPILs must include measurable goals and timelines that helps us with reliable reporting strengthens a valuation and also highlights progress. 
 
The 3rd bullet point on the screen is the Rehabilitation Act, and it states that SILCs must be consumer controlled, which allows for data to reflect diverse voices and lived experience. Especially from underserved populations. Next slide please. 
 
2 last points for the technical assistance side of things is 45 CFR 13 29.15 C6 where it says SILCs must work with the DSC on joint resource planning. Sharing impact data in clear and persuasive ways helps secure resources and influence funding. And lastly, SILC indicator and assurance for the designated state entities, where data must demonstrate outcomes, not just outputs. 
 
Where we are turning numbers into stories, making the impact real the stakeholders that we work with. So, with the technical side of things out of the way, I'm going to pass it back over to Mary-Kate introduced today's speakers. 
 
MARY-KATE WELLS: 
Awesome, thank you Tyler. Yeah, and what we are really trying to connect is all those pieces together with regulations and examples, and why we are asked to do different reporting requirements and such. Next slide please. 
 
Alright, so today we are hoping that you will be able to apply some strategies for consistent data collection and reporting to strengthen SPIL evaluation. And that also develop strategies for sharing impact with stakeholders in a clear, accessible, and persuasive way. 
 
So, as we typically do with these SILC connections. We will have about 20 minutes of content from our speakers followed by peer discussion. With that, next slide. I'm going to welcome Molly Cole from the Executive Director of the Connecticut Statewide Independent Living Council was going to kick us off. 
 
Followed by Michele, and Molly before you get started just to let you know we do have mostly from the chat mostly SILCs from the call, we do have a few DSC and folks from CIL's as well.--DSE 
 
MOLLY COLE: 
Thank you, next slide please. Thank you everyone for joining. We are happy to share the stated journey that we have launched on about 18 months ago. We are excited to talk to you more about it. A little bit about Connecticut, in the Northeast. 
 
We are a small state, you can get anywhere in about 2 hours, if you drive on the highway can be a little bit faster we have 5 centers for CIL's in the state, and they have some commonalities that they are using as a data jewel but beyond that it was a challenge. 
 
There was some early collaboration, I came on as a CIL director in early 2021. There was a standing date tech committee, it was the 5 directors of the CIL's the SILC Director and a few other identified staff from the SILC centers. All meeting monthly, and they've been meeting monthly on and off for a period of time. 
 
There was clearly an interest in wanting to improve their data collection. In addition to that, the 5 CIL's also met is the Connecticut Association of Centers For Independent Living or CACIL I met with them but I never stayed through the whole meeting because it was their meeting but at least reported the meeting. 
 
What I found in those meetings it's that they had prioritized increasing their state funding. We were all looking at how we could really expand the awareness of Independent Living in the state and what the centers and CIL. Do. They wanted to develop better outreach materials but to do that they really needed better data to share with legislators. 
 
I began to pull aggregate data reports, it was really clear that there was a lot of discrepancies in the way that things were defined. It was difficult to pull from that aggregate data, the kind of stories that we really needed to be able to tell to expand our presence in the state. 
 
And it raised a lot of concerns about accuracy, and the effect of accuracy on funding. So, we've been puzzling over what we are going to do with this, and we all agreed that there was a need for greater data consistency, without exception. Every center agreed that this was something that we needed to do. 
 
And I had explored a lot of possibilities but frankly with limited staffing it was very difficult to do that. Our breakthrough came when our DSE offered some significant I and E funding. So I worked with CACIL and develop a whole data project proposal which was approved by the DSE and the focus of that was really on building trust and relationships. 
 
In growing the whole data collection process into a more uniform model than what it was. They were all well-intentioned centers but frankly the data was scattered everywhere. So, this is about not just numbers and not just a data system, but relationships that would all feed into building a better system. Next slide. 
 
So, here were the elements of what we propose. We had a half-time data core Nader overseeing the initiative. And then-- data coordinator and then we asked that each center identify a data coordinator who could train staff, manage data entry and troubleshoot issues. 
 
 So there was consistency being brought back from the state group that they would all meet into each center. So that they could share information. We had regular coordination meetings biweekly or weekly. I will say over the summer that was not as frequent because people were on vacation. 
 
But for the most part they have been at least several times a month, sometimes more that those data coordinators meet with Michele, our state so they collaborated, they developed a scope of work and timelines-- state coordinator and through the SILC I developed contracts with each CIL. 
 
We decided that if we were going to ask for CIL's there were already understaffed in a lot of ways to designate some the who could put some time into data, that we at least needed to offset that with some additional dollars that they might be able to use to expand hours for a person. Or to do something else that might assist them in meeting their other needs. 
 
So each CIL got a contract for a little over $11,000 a year. Not a lot of money, and that was to offset those coordinator costs. In return, they provide quarterly summaries to me on what that data coordinator has done. Progress, any training that they had done. Any documents that they have developed. 
 
So, it is worked out to a nice time and flow. Next slide please. So, as we launched it we finalized the contracts in the first month, that was pretty basic. Then we hired our statewide coordinator, and I have to tell you although (Laughs) I've worked another of years, data is not my strong suit. It's really important we are doing this that you recognize I really need someone who knows data much better than I do. We were very fortunate in getting Michele, his background is not in disability is in data. 
 
However, she is a lot of personal and familial linkage to disability and the disability world. So it was a great fit for us and we are very fortunate to have her. She convened the first meeting of the statewide coordinators in month 4, and then we both worked to secure copies of CIL's First for us so we had access to the same database that everyone else was using and we could action monitor and look at what is happening. 
 
Next slide, and I believe we are on to Michele. 
 
MICHELE DUBOIS: 
Hi everybody, I am Michele DuBois I am the data coordinator for the Connecticut silk. For visual description and I am short with dark blonde hair. It pulls below my shoulders. I wear glasses. Just for transparency purposes I have severe anxiety, so if I lose my train of thought bear with me. 
 
So, I'm really glad to be here, when I started in this role I knew how important good data was. And how it can help reach our goals. What I didn't realize at first was how rare it was for the SILCs and CILs to come together in a project with this. Damn going to share that journey of how we began gathering information, building connections and learning what it takes to create more consistent data. So we can tell her story in a stronger way. 
 
When I first visited each center I was struck by how welcoming and open everyone was. I met with the executive directors, their designated data cord meters and the program managers. They were eager to share, walking me through their systems and explaining the programs they have in place to support independent living. 
 
And they also showed me glimpses of their database. Each center had customized a little differently to meet their needs, which was both interesting and eye-opening. Before I came on, the SILC had already had access to aggregate data, that gave us a high level picture. But to really understand the story I needed to look deeper. 
 
To see how the different details are being collected at each center. At first there were concerns about consumer privacy, and about how the data might be shared amongst each other. The centers. To address that, we created a confidentiality agreement. It reassured everyone the privacy would be protected and made it possible for me to access the database and start comparing practices. 
 
That is only began to notice differences in how definitions were interpreted. Which led us to face some challenges. Next slide? As we moved forward, we continue to face common challenges, ones that many of you may recognize.  
 
Staff in general are balancing many responsibilities. An immediate consumer needs often take priority over data entry. For example some staff find it quicker to jot down information on a piece of paper or in a notebook while taking multiple calls, then entered into the system later. 
 
Sometimes entering it right away it just is impossible in vacuuming the data is delayed, or that it can be lost. Time is another challenge. We have 6 data coordinators one in each center plus myself that meet weekly. 
 
It is essential to have all of them at the table for these discussions, and decisions. But if someone is sick or with a consumer, or if we have a situation that needs to be addressed immediately and we have to reschedule it can be hard to find another time, and everybody is already jampacked their calendars. 
 
The section that we are working on right now is consumer goals. At first we thought this would be straightforward. As the goal category is that all the centers were pretty aligned with some minor to easy to agree on changes. Only dug deeper we found very different approaches across the sectors. 
 
Some track both short and long-term goals, others track only one. In some cases what I might think is a step towards larger outcome, this step is basically entered as the goal itself. And when we looked up, when we looked at our different resources for guidance, the resources available didn't provide one clear perspective on which is correct, or if both approaches are acceptable. 
 
This is the task we are currently working on together. Another challenge I don't want to forget is software customization amongst each center. The benefit of customization is clear when you're capturing center specific information. But I want to know it is a challenge in the statewide exercise.  
 
The centers vary in their customization was something more complex than others. All of them had good reasons for each level of complexity but what we had noticed was that they don't always capture the same data in the same way. It has muddied up the overall statewide story. 
 
How we implemented decisions a team makes to each one of these customizations, it's achievable but it has some challenges. These challenges remind us that consistency takes effort, patience and ongoing collaboration. But naming them openly, or being open has helped us keep moving forward. Next slide. 
 
So, successes. Even with the challenges we face, we've seen real successes, and they are worth celebrating. First, we now have a statewide data coordination structure in place. Each center has a designated data coordinator, who is becoming the expert at their center. And will be providing guidance to staff. 
 
All of us are meeting regularly as one team, and I couldn't say that more strongly. We are a team, the success or the failure will be on how we perform as a team. Through the confidentiality agreement, and open discussions we've been able to build trust. People feel more comfortable sharing, and that collaboration has really helped us move forward. 
 
A great example of this is data sharing. At first, centers were hesitant to share their data points with one another. So even though the confidentiality agreement helps, we were sharing the data points but not which centers data it was. 
 
 So, I would come up with a scenario of questions and I would say "one center does it this way" or "center one does it this way, center to does it this way and center 5 does it this way." Then we would have a discussion. They were concerned about how this data or how this information might be used were compared. 
 
But now centers are sharing openly so that they can learn from each other. Seeing where one center excels, and where another has strengths to offer. That willingness to be transparent has been so powerful and is helping everyone grow together. We've also made progress on aligning definitions and practices across centers. And as a team, we agreed not to get stuck in the differences or even in the reasons each center has taken its own approach. 
 
Instead, we are defining the best path forward and committing to and fomenting that together. What has been most inspiring to me is the openness. Members are speaking up. They are sharing information and they are supporting one another. And people are bringing unique strengths whether it's technical knowledge, attention to detail, accessibility awareness or problem-solving and sharing that expertise across centers. 
 
Next slide. We have set clear next steps and goals for this project. The project is ongoing. First, we are committed to continuing regular meetings. So we can sustain collaboration and consistency. These meetings keep the conversation moving, and help us work through challenges as they come up. 
 
We will be developing tools to support staff, like reference guides on boarding materials and training supports. These will have the information needed to constantly apply the data collected. But we will have to further categorize each of those training materials to their centers and systems. This will make it easier for new staff to step in and for current staff to have resources at their fingertips.  
 
Another important goal is strengthening peer to peer support. Each-- coordinator brings unique expertise, we want to and they are continuing to share them. We also have goals and consumer goals, and we want uses data to paint a clear statewide picture of what's working, where the needs are and why more resources and funding are so important. That picture will highlight not only outcomes but also consumer needs and underserved areas where Independent Living services can make the greatest difference. Next slide please. 
 
When we think about the long-term vision, it is not more than just fixing definitions or cleaning up reports. It is about creating a system that stays strong Willms the future. That means keeping collaboration between the SILC and the 5 centers active and ongoing and continuing to monitor and adapt as these times and circumstances change.  
 
It means having the tools and training in place some new staff can help comic and stepping easily and keep the work moving without losing momentum. With consistent data we will be able to show the true statewide impact of independent living, we will be able to not only highlight outcomes but also consumer needs and underline areas where services are most needed. 
 
By doing that we strengthen the case for resources and staffing to meet those needs. The long-term vision is clear consistent data that doesn't just sit in a system, but helps tell us a powerful story, and to bring the support the independent living consumers deserve. Next slide please. 
 
As we move forward together our strength is in collaboration by working together be SILC and 5 centers are showing what is possible when we treat data not as a burden but as a tool to tell our story. This partnership, we can use data clearly show the needs in our communities. Bringing resources to meet those needs and connect more people with independent living services. 
 
Consistent data also helps shape policy, define were systems need to be changed, and strengthen our advocacy for the future. Moving forward together means that every step that we take whether it is aligning a definition, creating a guide or sharing data makes the entire Independent Living network in Connecticut stronger. 
 
Thank you for taking the time to listen to our journey. Toda! 
 
MICHELE DUBOIS: 
Awesome, thank you so much Molly and Michele. It's really cool to hear kind of the whole process that y'all are continuing to work on. So, before we move into our peer discussion I -- just wanted to highlight some of our additional resource guides on the screen. They have some links in the material for SILC indicators and assurances. 
 
Guidebook for SILC chairpersons, members and administered us. High performance measurement framework for SILCs and strengthening relationships between CILs and SILCs. Next slide? 
 
Alright, so we are going to transition into the peer discussions. I hope folks have some questions, thoughts or comments for Michele and Molly. We are going to stop the recording. 
