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BACKGROUND 

The Texas State Independent Living Council organizes the development of the Texas State Plan for Independent Living (SPIL) by publicizing how to become involved . 
The three-year SPIL defines funding distribution (which agencies are funded, and how much they receive), shared goals and who is responsible for carrying out each part of the plan, service regions, rules and backup plans for handling funding changes.   
The SPIL is a federally required, consumer-driven roadmap co-authored by Centers for Independent Living (CILs), consumers, and TXSILC, with the assistance of the the state agency that has distributed the funds for many years. 
Consumer input is the starting point and centerpiece of the SPIL. TXSILC conducted a statewide survey and three focus groups, with survey responses shaping the focus-group questions. REACH Inc. hosted a session in Dallas, the Valley Association for Independent Living hosted one in Alamo, and a third was held virtually statewide. Participants included people with disabilities, family members, service providers, and CIL staff.
Discussions were semi-structured and transcribed. The transcripts were analyzed thematically to identify patterns across participants and sessions. Participants described critical independent living supports that remain unevenly available, difficult to navigate, and increasingly strained by demand. The Executive Summary and Full Report present the themes identified across the three focus groups. Note that consumer and community input is sought throughout the process of writing the SPIL. 


EXECUTIVE SUMMARY 
The focus groups found that independent living support is essential but uneven across Texas. Rural service gaps, fragmented systems, rising costs, limited capacity, and inaccessible infrastructure make services difficult to obtain and place more consumers in crisis.
· Local access matters. Ninety-two counties lack a Center for Independent Living (CIL). Purchased services (such as the purchase of equipment for people with disabilities) are most effective when delivered through the local CIL, where consumers can also receive guidance, training, referrals, and follow-through that strengthen independence.
· Fragmentation increases harm and cost. Consumers must navigate unanswered calls for help, multiple agencies, repeat difficult stories, while CILs cannot ensure that other providers deliver services.
· Demand is outpacing capacity. Housing, utilities, transportation, medication, equipment, staffing, and benefit losses are pushing CILs toward an unfunded crisis-response role.
· Emergency preparedness is an independent living priority. People with disabilities are at the greatest risk during disasters, but they are not prioritized, and emergency systems at the state, regional and local levels do not consistently coordinate with CILs and disability organizations. 
· Structural coordination offers the strongest response. Increased coordination, reductions in bureaucratic overhead both for agencies and consumers are imperative .  Centralized navigation, plain-language state and federal applications, cross-agency guidance, disability training, accessible housing and transportation, and unified advocacy led by people are critical for success. 
Key themes: Coordination requires shared goals, designated responsibilities, sustainable funding, measurable follow-through, privacy safeguards, and manageable administrative demands. Strategic partnerships can help address barriers that hinder success.
The crisis that consumers and the agencies that serve them are experiencing, along with the distances across Texas are barriers to critical consumer led advocacy. We must be firmly united and strategic in developing this SPIL and putting it into action.  


FULL REPORT
1) Access to Services Varies Widely Across the State
Participants consistently described uneven access to independent living services depending on where people live. Large areas of Texas, particularly rural and smaller communities, lack local CILs or clear entry points into services:
Dallas: an agency’s responsibility and funding to provide a service do not guarantee access.
“ In the last couple of months, we've referred consumers to the agency with the purchased service contract for this area, but consumers call and say that the agency doesn’t answer the phone and is not responding.”
Dallas: gaps in core service access or access to purchased services can result in mismatched support.
“I don't think you can really just say we get to give you one or the other (core or purchased services), because in rural areas, ,you meet people who have absolutely nothing in their house,- we buy them walkers, wheelchairs, because that's the first thing they need before we do anything else to help them.”
Alamo: a local CIL is essential for connecting consumers with purchased services and the support needed to use them effectively.
“What if that person who is deaf and hard of hearing lives in one of those 92 counties     that does not have a center… they're going to be left out. Even if they should have access to [purchased services] unless there is a local center providing them, they won’t know how to access [the purchased services] and won’t have the support to maximize their benefit.”
Alamo: need for more comprehensive, ongoing support rather than one-time assistance.
“Having a center, I think, far surpasses them just getting a purchased item. You know, because the purchased item can patch, do a band-aid, but what if the wound is deeper than that? They need to go to a place where they can get attention.”
Statewide: gaps in rural CIL coverage.
“… passing through some of the small towns…these little places that need and have actually no way or no knowledge as to how to get the help.”
2) Eligibility Rules are Complex, Unclear, & Often Exclusionary
Participants, particularly in the statewide session, described eligibility processes as difficult to understand and navigate:
“I think making the eligible requirements and application process clear and easy to understand. That would help more people access those services.”
Statewide: confusion around eligibility, transitions to adulthood, timelines, and documentation requirements:
“Medicaid… is a pretty opaque program… we're still trying to better understand how to get people on there.”
“ A lot of families are also unsure of waivers and where they're at on the the waiting list or if they fell off them. Streamlining  [the process] and the waitlists are important. 
“With social security, and the short time window to respond [to a letter]. The SSI process is very challenging.”
3) Services are Fragmented & Difficult to Navigate
Across all sessions, participants described fragmented, siloed systems that fail to connect consumers with coordinated, consumer-focused care. People in crisis must instead navigate these systems, often through painful and repetitive processes:
Dallas: fragmentation especially harmful because many consumers are in crisis. 
“Most people are coming to us in a place of crisis, and the faster we can work to get needs met and get them stabilized, the better, healthier, happier, safer they're going to be.”
Often we don’t hold the [purchased services] contract and don't have any ability to hold the other organization with the contract accountable when consumers aren't getting their needs met.  If we held the Center for Independent Living base contract and the purchase service contract, that's one relationship for the consumer, which makes it easy for them.” 
Dallas:  Difficult for consumers to ask for help and retell their story. 
“Its discouraging for consumers who must start over at the beginning and tell the story again, be vulnerable, and share things that are hard to share.  That forces consumers to go through the emotional labor of asking for help and needing something from somebody else and trying to prove that they need something again.”  


Alamo: Lack of plain language across systems.
“I've been physically disabled and in a wheelchair my whole life.  I needed my car to be accessible, but didn’t know the term “car modification.” Once I figured that out, all I saw was information on TWC’ VR program, not about how to purchase these services through CILs. So both language and resources were unclear.” 
“Well, with the forms, it'll be better to make sure the forms will be in plain, simple language that consumers can understand.”
Statewide: frustrating systems are barriers to critical services for people struggling to survive.
“A lot of families are struggling to even navigate the day-to-day concerns of their life… I am trying to figure out medical. And insurance and all of these other hard things, and I need someone to carry the mantle.” 
“I've learned to maneuver around the [system].  The minute you take their “no” and run with it, or let it sit there, you have to [start] over again.”
“In applying for Medicaid, it took four or five different times and I didn’t know why I kept getting disqualified.” 
4) The System is Slow to Respond
Participants across all regions described delays, long waitlists, and limited responsiveness:
Dallas: Unresponsive agencies.
“I agree there are many agencies that don't answer the phone, don't help. We refer people all the time, and they call us back saying no one's ever called me back from there.”
Statewide: People can easily be removed from waitlists for lifesaving services. 
“I had a family wait on the MDCP (Medically Dependent Children’s Program) list for three or four years. They responded [to the mail]too late, and even with advocacy, their son had to start over.”
5) The Proportion of Consumers in Crisis is Increasing
Participants across all sessions described a shift toward more urgent, crisis-driven needs. Rising costs, and reduced benefits and resources are contributing to increased demand for services:
Dallas: A combination of inflation, cutbacks, and reduced community resources is putting people in risky situations.
“In the last six months, [demand] has increased with the crisis from inflation and rent, medications, incontinent supplies, all the cuts that are coming down. We've seen a high rate of people that are in crisis.”
“In the first couple weeks of the month, we get so many calls where people are looking for resources for rent and utility, and those resources are just dwindling.” 
Statewide: financial barriers, unreasonable requirements, long waits.
“ I [should have] got my prosthetic, but I could not afford my copay.” 
“I applied for assistance [to hire] a caregiver, they finally told me ‘no’ because if the person you want to take care of you is living in your house with you, they can automatically say ‘no, we cant pay’. It's a dumb excuse.”
“It took over a year [to get medical] supplies from Harris [Health System], I had forgotten that I had asked for those things when they finally arrived.”
6) Infrastructure & Limited ADA Compliance Dampens Participation
Infrastructure challenges were raised across all sessions as major barriers to independence:
Dallas: unsafe and inaccessible sidewalks.
“Um, the sidewalks they don't even look like Legos, so they damage the wheels on the wheelchair and the walkers.  A lot of people have lost their wheelchairs and walkers because of it.”
South Texas: anxieties over workplace accommodations.
“So, that fear of being fired.  It keeps you in a weird position because if you share you need an accommodation, you might not get the job. If you get the job, but didn’t share that you need an accommodation,  you won't get it[the accommodation], and then if you're not as successful in the job, you're in trouble.” 

Statewide: accessible housing barriers and solutions.
“There are several places where [landlords] refuse to make it accessible based on the age of the building and I think it’s a pitiful excuse.”  
“Families have a hard time finding accessible housing.   We need to incentivize builders to include more [accessible] units, more first floor units, or access to higher units for apartments.”
7) Disaster Preparedness & Response Gaps Put People at Risk		   
Participants, particularly in Dallas and statewide sessions highlighted risks during extreme weather and emergencies:
“ Center staff are constantly aware of the potential impact of weather and power grid infrastructure challenges for people who are ventilator dependent, [or have] a medical device that's dependent upon electricity, or need access to refrigeration for medication storage.”
We've talked about opportunities across the state for Centers for Independent Living to be highlighted as emergency and disaster connections. There's lots of work that we could do as part of an infrastructure for communication during disasters.”
Dallas: Rural challenges especially acute:
“In the city, if our electricity goes down, there's a good chance it'll come back on in the next few hours. But rural areas, they're out for days.  In 2021,  they had nothing, and they're stuck out there.
“The same thing with tornado season and rural Texas. You've got people with motorized wheelchairs and they're out of electricity and they're stuck because they can't charge their legs. Basically they're stuck in bed.”
Statewide: Summer months present different challenges.
“Right now, I'm trying to get through the summer of the missing air conditioners. I'm not even sure if they were ever ordered by the city. So, I just need help. If there's somebody out there, I just need a little help.”
8) Services are impacted by Gaps in Disability Awareness & Training 
Participants across all sessions described gaps in training among agencies and service providers: 
Dallas: Agencies that are not disability organizations may lack knowledge about serving people with disabilities.
“The big issue is when you're calling other agencies, they are not familiar with what services [to deliver to people with disabilities] or how to deliver services to people with disabilities.” 
Dallas: Coordination with emergency responders needed on an individual level.
“I make sure that wherever I'm living, I meet with the police department and emergency services because I want to make sure that if something happens, they're already pre-prepared.”
Alamo: Expertise across disabilities is essential.
“Many CILs and other agencies don't know about the deaf. If you’re going to work at a CIL, you have to understand different nuances. The deaf needs are very different from the blind needs.We have to understand  perspective related to type, and if you don't know, then you better learn.”
Alamo: Blatant housing discrimination. 
“With housing, even when a consumer knows an apartment is available, when they show up, and the complex sees that the person has disabilities, all of a sudden, there's ‘no place available’.”
Statewide: Training needed across systems. 
“The problem that we ran into is there was services available with the Texas Workforce Commission. They're saying they have to help, but there's so much shifting around of personnel, [that its almost impossible to get it].”
9) Staff & System Capacity are Strained
Participants described increasing strain on CIL staff and systems due to rising demand and limited resources:
Dallas: Need staff support for retention. 
“ We have what's called Giving Day once a year, so we could do something just for the center staff, like maybe once a month, buy them lunch for a week, or here's a gas card because gas is expensive.  The little things add up, especially dealing with people with disabilities.”
“We are a staff of disabled people, and our insurance company is figuring that out and they’ll hike the prices. Any opportunity to pool our collective bargaining for health insurance is, in my mind, worth exploring. We can't take care of our communities if we are not also taking care of ourselves because we are also disabled people.”

Statewide: Staff turnover is a challenge.  
“The turnover has become quite  [a problem] in the CIL. I've seen the good ones go, and come [back], and then they're gone again because they're not getting the resources.” 
10) Need for Structured Advocacy & Community-Based Solutions
Across all sessions, participants expressed a need for stronger coordination between organizations, more opportunities to share knowledge and practices, and a more unified approach to advocacy:
Dallas:  Coordinated statewide advocacy needed for real change. 
“It would be really cool to see all the centers do more advocacy together, During the National Council on Independent Living conference, we had some good meetings[with legislative staff], but being able to do more than that would be really exciting.”
Dallas: greater consumer involvement in advocacy. 
“How can we get people in disability communities to be more involved in advocacy?  [Also] what are some ways that we can ensure visibility [of the efforts] as well as getting more individuals to participate with what we're doing with the forums [focus groups] here?”
Alamo: networking and coordination efforts. 
“Networking [can help us connect with other nonprofits and] figure out how other nonprofits can help [consumers].”
Alamo and Statewide: Structured statewide advocacy.
“I think that we need collective training on grassroots advocacy, and advocacy priorities. There's a lot of statewide coalitions in Texas that do advocacy training, teach people how to write testimony to our decision makers, those kinds of things.” 
So essentially, it's [creating] a statewide advocacy structure. Centers can identify one person from each CIL. Come up with three to five advocacy priorities, and then build that toolkit together.”
Statewide: community-based and collaborative.
“A representative from a local public library asked to join one of our peer support groups, where she asked consumers of REACH about accessibility concerns at the local library. Since that meeting, the library staff has increased their accessibility at that library.”

“I was thinking about centralized [options], and Findhelp.org as a starting point… There could be a partnership with them to create [a website] that is disability [focused] that could be a collective search site.”
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