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While working on the 2025 Statewide Needs Assessment Report: Understanding Needs, Identifying Priorities, and Shaping the Future for Tennesseans with Disabilities, researcher Emily Lanchak and her partner organizations heard a consistent message from people with disabilities across Tennessee: needs shift as individuals age. “The themes of continuity and flexibility came through loud and clear, but we also saw a significant gap between knowledge and access,” Lanchak said. She cited the fact that 63% of respondents knew where to find information about disability services. But only 16% said it was easy to access the help they needed. Lanchak spoke with THCC Communications Coordinator Lacey Lyons about the needs assessment. She said grassroots healthcare-access organizations have trusted volunteer and outreach networks with policy expertise. Because of this, they can communicate the needs of people with disabilities to community members. They can also help individuals learn to advocate for themselves in healthcare. “Advocacy is so personal,” Lanchak said. Whether it’s providing consumers with healthcare planning at different stages of life; coordinating disability and healthcare supports across programs; understanding eligibility; providing healthcare-advocacy workshops or telling stories of people affected by policies, partnerships between grassroots groups and the state are critical, Lanchak said.
This needs assessment surveyed people across age groups. How have the needs of the population evolved as they have grown? What needs to be done to better meet those needs?

     “Young adults with disabilities were more likely to report cost as a barrier. When we looked at older adults with disabilities, they reported more unmet needs in medical care. The barriers they were more likely to face related to technology access and staffing shortages. 

As people age, it’s inevitable they start to think about the future more, especially when it comes to the supports they need to live safely and comfortably. People who took our survey weren’t just thinking about their current needs. They were thinking about the future and how their needs will change over time. The findings suggest supports should be flexible, person-centered and responsive to changing needs across the lifespan.”

What gaps in care currently exist as people with disabilities transition from pediatric to adult healthcare systems?

     “We heard families talking about hitting a brick wall once their child turned 18. Pediatric care teams often have coordinated specialists, which may no longer be available once the child becomes an adult. The shift to adult care can feel abrupt. We heard about adult providers lacking the knowledge about specific disabilities, and countless stories of individuals and families having to educate medical professionals about their needs. 

     The other thing that came up was the complexity of insurance. Several spoke about how medical centers accepted their insurance when they were receiving pediatric care, but that changed when they aged into adult care. They were left on their own to find new providers who accepted their insurance and had the expertise to support their specific disability or complex needs. Families spend years building trust with their pediatric teams, only to start over with an adult provider. 

[Tennessee] needs more access to structured transition services in healthcare. We have that in schools, but we don’t always have that in healthcare. Better coordination would reduce the burden on families and individuals.”

Both adults with disabilities and family members rated self-advocacy as an area of life with high importance. What room to grow does Tennessee have in that area?

     “Overall, our participants defined ‘advocacy’ as the ability to protect and assert their rights and effectively communicate their needs. There’s a strong chance people with disabilities are going to have to educate providers on their needs and their care, so building tools and strategies can make those conversations easier. For example, you can create a one-page sheet that has the basics that you can hand over to a doctor. Something that says, ‘Here’s what you need to know about my condition, and my history, and what works well for me and what doesn’t.’ Some people do that ahead of time. In a perfect world, you shouldn’t have to do that, but the reality is, you often do. Those tools can set you up for success, even if the hope is you eventually won’t need to use them.”

The report found “information is more accessible than help.” Can you describe the relationship between the two?

     “That was one of the clearest findings from the report. People often know where to find information about services, but actually getting the help they need is much harder. Access barriers are multifaceted. First, there is a shortage of direct service professionals, often due to things like low pay and high turnover. Second, even in areas like healthcare, dental care or childcare, providers may be available but often lack the training or expertise to meet the needs of people with disabilities. Finally, navigating service systems adds another layer of complexity. People talked about weighing supports against each other, narrow eligibility requirements and the complex application process. In the age of the internet and smartphones, information is more accessible than ever, but receiving those services requires navigating complex systems. 

Getting help often requires strong advocacy skills. Individuals or their families may have to repeatedly push for the services they are entitled to and be that ‘squeaky wheel.’ This can be exhausting, and not everyone has that time or mental energy to do it consistently. That’s where educating could help. Education and practice in self-advocacy can help people navigate these challenges more effectively.”

     Lanchak closed the interview by stressing the importance of self-advocacy skills. These skills are too often learned only when a person with a disability first needs to use them. “Without the ability to speak up and navigate these systems, people can’t get the care they need and deserve,” she said. In healthcare settings, she said, some patients need communication supports, such as interpreters or materials in alternative formats, and often spend hours before appointments pushing for those accommodations to be made. “Those accommodations aren’t just extras. They are a right that people have. Self-advocacy is not optional. It’s essential to getting your healthcare needs met, but it’s really hard if the first time you have to do that is sitting in doctor appointments,” she said. One way she thinks grassroots healthcare organizations can be helpful is to give Tennesseans a space to practice self-advocacy. Over the next five years, the state’s developmental disabilities network will use the needs assessment to improve self-advocacy-building opportunities and other essential skills. Healthcare organizations are key partners in that effort, Lanchak said. 






