


Texas Governor’s Committee on People with Disabilities
QUARTERLY MEETING AGENDA
January 23rd & 24th 2025
The Lighthouse of Houston
Houston, TX 77019

January 23, 2025 – Day 1

1. Richard Martinez, Chair, called the meeting to order at 8:32 a.m.
Members present: Ellen Bauman, Kristie Orr, Billy Blanchard, Evelyn Cano, Neva Fairchild, Kori Allen, Eric Lindsay, Emma Faye Rudkin, Lauren Taylor, Benjamin Willis
Staff: Ron Lucey, Carolyn Saathoff, Rebecca Lopez, Matt Dickens
Ex officio Representatives: Emily Eisenmen – Texas Department of Criminal Justice (TDJC), Claudia Peden – Texas Workforce Commission (TWC), Clair Benitez – Health and Human Services Commission (HHSC), Brock Boudreaux – Department of Family and Protective Services (DFPS), Elyse Lieberman – Texas Education Agency (TEA)

2. Welcoming Remarks from Houston Lighthouse for the Blind – Jenna Dhayer, the Lighthouse of Houston President, welcomed members and provided a description of their services. For 85 years, they have been increasing products and services to develop jobs for people who are blind or have low vision. They have several contracts for the state use program WorkQuest. Lighthouse has a low vision clinic for adults, which serves the needs of the increasing number of older individuals with vision loss. The data indicates that 10% of adults over age 65 are experiencing life altering limitations from vision loss. The baby boomer generation is at the forefront of this population. The Lighthouse is currently developing independent living skills training on their property, including a state-of-the-art park with an accessible, inclusive and safe playground for the community.

3. Approval of Committee Member Absences as Submitted - No absences submitted.

4. Approval of Summary Minutes for October 2024 – A motion to approve the edited draft minutes was made by Dr. Orr and seconded by Mr. Blanchard. The Minutes were approved.

5. Listening to the Houston Disability Community
a. Houston Center for Independent Living, Dr. Stephanie Simmons, Executive Director
Dr. Simmons highlighted challenges and lessons learned from emergency management, particularly concerning the disability community during storms, the most recent being Hurricane Beryl. She pointed out that the citywide power outage exposed significant gaps in preparedness. Dr. Simmons pointed out issues such as inaccessible transportation and delayed rescue efforts. Reliable communication, culturally competent responders, and accessible shelters are crucial. Additionally, Dr. Simmons highlighted that emergency preparedness is a privilege, as many marginalized communities struggle to prepare for disasters. She called for practical and actionable solutions, rather than just theoretical plans. 
Dr. Simmons shared the resilience and community support after Beryl, including community members gathering food from their freezers and grilling on the streets to share a meal. She discussed the challenges independent living centers in Texas face, particularly in serving individuals with low vision under 55 and the limited funding they receive. Dr. Simmons called for actionable collaboration and resources to better support vulnerable communities in future emergencies. 
Ms. Allen, GCPD Member and ADA Coordinator for the City of Coppell, highlighted a successful partnership with nonprofit organizations in Coppell, where they assisted individuals in completing complex registry forms for emergency readiness. Ms. Allen also noted a collaboration with the city's gas and engineering departments to create a map based on a voluntary survey. The map identifies where individuals with disabilities live, congregate, and face access challenges, which is a valuable resource for the overall community.

b. Houston Mayor’s Office for People with Disabilities, Angel Ponce, Director and Houston Commission on Disabilities, Meredith Silcox, Chair
Mr. Ponce discussed the growth and goals of their department, highlighting the increase from eight members to a larger team focused on information sharing and community outreach. Key programs include accessible infrastructure, communication, and awareness initiatives. The team provides resources to the disability community, including accessible facilities and a referral program for vital services.
A major initiative is the citywide self-evaluation ADA transition plan, which involves reviewing and improving accessibility across Houston. The department is updating 40 pedestrian signals for better accessibility and has secured additional funding to improve infrastructure, including sidewalks.
The Mayor’s Office of Houston is also implementing disability etiquette training for city staff and conducting a survey to assess the city’s ADA compliance. The department aims to create inclusive employment opportunities, reduce barriers for applicants with disabilities, and hold job fairs. Additionally, they collaborate with various organizations to raise awareness and celebrate disability inclusion, with an upcoming focus on increasing employment access for individuals with disabilities. Mr. Ponce noted that they initiated the city’s self-evaluation and transition map, and hold an annual Disability Celebration, linked to the Houston Film and Arts Festival. 
This team provides information and referral services related to financial, housing, transportation, health inequities, equal assistance, and collaboration. They also provide employment and education assistance, assistive technology, and referrals. 
Ms. Silcox, Chair of the Houston Commission on Disability, emphasized their goal to provide information and feedback to the Mayor’s Office. This Commission will focus on immigration in 2025, working to connect new Americans in Houston with disabilities to services and ensure the disability voice is heard.
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6. Debriefing the Impact of Hurricane Beryl on People with Disabilities in the Greater Houston Area and Emergency Plans for DME Back-up Power –  
a. Stephanie Duke, Supervising Attorney, Disaster Resilience and Outreach Team 
Ms. Duke discussed the impact of Hurricane Beryl and the ongoing issue of emergency planning for people with disabilities. She highlighted the challenges faced during the hurricane, including power outages, lack of backup power, and facilities being unprepared, leading to deaths from heat-related illnesses, especially among those with disabilities. Ms. Duke emphasized that the issues are widespread, and not unique to Texas. She further stated that better preparedness is necessary, with a focus on inclusivity and recognizing the specific needs of people with disabilities. She noted that these challenges can be mitigated with proper planning, collaboration, and transparency from local authorities. Ms. Duke stressed the importance of educating communities on disaster preparedness, including resources like Medicaid for backup power sources. Inclusive planning processes will ensure that all individuals, especially those with disabilities, have access to critical resources during emergencies. Ms. Duke concluded by stressing the need for ongoing, year-round disaster preparedness and resiliency efforts.

b. Eric Cote, Power Outage Partners, Project Director 
Mr. Cote presented the results of his company’s pilot study of Louisiana disaster management, which focused on gathering data to determine the level of need for the most vulnerable members of society: individuals using ventilators 24/7. The data was collected from durable medical providers. The study provided governmental agencies with vital information that was not previously available. Mr. Cote noted they used the data to calculate the existing backup battery capacity for equipment, adding 20 hours of runtime for devices to use during evacuation. This information can make it easier for public health officials and emergency managers to prioritize these individuals for expedited evacuation assistance and funding to purchase batteries and perform wellness checks during disasters. 

7. Public Comment
Chenique Lewis, representing Lancaster Parent Support of Texas, addressed the need for hearing more information from Texas families experiencing fraudulent guardianship. There are several examples of supporting decision making not being honored. Ms. Lewis reminded the committee about the urgency of scheduling a meeting with the subcommittee on guardianship. Mr. Lucey informed her that recorded meetings can be obtained through an Open Records Request Process through the Office of the Governor. Ms. Saathoff shared the email address to use for the PIR request. 

Cindy Cox provided public comment about accessibility for people with disabilities and the need for more opportunities and tools to improve it. Her daughter has Lunenberg Dystrophy Type 2 and encounters multiple daily struggles. Ms. Cox made recommendations to the committee for improving restroom access including the installation of taller toilets for independence. She noted that people with muscular dystrophy have challenges with standard toilet heights and transfers. She cited waiting rooms in medical offices and showers in public gyms as other examples, and she wants appropriate equipment installed in a well-constructed environment.
Ms. Godeaux took notes and will research the information. GCPD staff will provide the contact information for TDLR to Ms. Cox.

Demetria Smith made public comment about guardianship in Texas, pointing out that the constitution is being violated. She noted that state-appointed guardians are overstepping authority, taking possession of all the individual’s property, and stripping that person (ward) of their rights. She requested GCPD review the state codes and recommend that the constitution be followed.

Allyson Singleton made public comment about her disability and how she has maintained independence most of her life. She explained during her divorce in Bexar County, she was targeted by guardianship, which illegally stole her rights. She stated that her property was stolen by the guardian, and this is a crime against humanity in addition to civil rights being stolen. 

LB provided public comment in support of Ms. Singleton.
He has known Ms. Singleton since childhood. He described the steps that occurred leading up to the guardianship, which included an unsolicited visit from a probate lawyer helping with finances. A court hearing followed. Afterward, she was labeled by a geriatric psychiatrist to be an incapacitated person, and guardians were assigned to live with her for a 60-day period. Ms. Singleton is not in the geriatric age group. The guardianship group now has complete control of Ms. Singleton’s home, finances, and personal freedom. LB asked the committee to work to right these wrongs, because they can happen to anyone.

[bookmark: _Hlk195603458]Dr. Hunter Gearhart, President-Elect of the Texas Academy of Audiology, provided an update on the Texas Medicaid Audiology crisis. More than six million Texans live with hearing loss. Texas Medicaid is not adequately compensating audiologists for services, resulting in delays and collapse in patient care, including failure to meet guidelines for early identification and intervention. Many audiologists stopped accepting Medicaid, and now there are very few across the state who will accept it, resulting in an increase in the number of children waiting longer or not receiving services. 
Dr. Gearhart’s Wi-Fi cut out, therefore, he offered to present more complete data at the next quarterly meeting. 

Pastor Deb Benario Martin, Zelma Friends of Houston, a small Quaker organization that improves social determinants and quality of life for the vulnerable and special needs, made a public comment. She expressed concerns about the lives of people who were abused and traumatized as children, and now have become addicted to substances or other compulsions in adulthood. Pastor Deb advocates for 1 in 6, a program specifically for men who were victimized in this way as children. She requested Texas think about its workforce and consider offering vocational programs to people with mental health disabilities.

Greg Atkins commented on a guardianship case where neglect, abuse, and unsanitary conditions existed in a warehouse utilized as a day-habilitation center. The parents have been denied visitation and additional injustices with guardianship cases around Texas.

Rick Black, Center for Estate Administration Reform (CEAR), national advocates for victims of fraudulent adult guardianships provided comment. In Texas, 80,000 adults are under guardianship, many of which are considered appropriate. Over the last two decades, there has been a growing number of fraudulent guardianships, led by predatory probate attorneys. They have created a profit center by exploiting the very people they claim to be protecting. Mr. Black stated nothing has been done to improve the situation. He requested that the Governor of Texas and the Mayor of Houston make this a higher priority for reforms and redress to protect these vulnerable adults.

BREAK 
8. Reports from Invited Ex officio Agency Representatives, includes follow up topics from previous meetings 
a. Department of Family and Protective Services – Brock Boudreau  
Mr. Boudreau highlighted educational efforts DFPS hosts on disability topics with SSC partners for community-based care for high-needs youth. They continue to work with the Children’s Commission on the Building the Bench Program, which aims to help judges gain knowledge of resources for youth with disabilities and how SSI works. DFPA continues working with HHSC to improve Medicaid waiver services. Under Child Protective Services, the Regional Developmental Disability Specialist moved to centralize management to improve efficiency and communications. He noted that they are cross-referenced youth in their case management system that connects to STAR health partners for services. Mr. Boudreaux gave the status on the FTE for the Deaf and Hard of Hearing point of contact, which is in the approval stages and will be posted for hire sometime early this year. He mentioned working with HHSC on the waiver referral process for youth aging out of care. 
Ms. Fairchild asked about awareness of children in the program who are blind or have low vision, whether DFPS has data, and if so, whether the children are being connected with HHSC and receiving services through STAAR Health. Mr. Boudreaux said each child is evaluated for the need for services.
Ms. Rudkin commented that she is still seeing a significant disconnect of people in the field in San Antonio who are unaware of the need for ASL interpreters and how to obtain them. She asked if there is training available for the field staff to get interpreter services for meeting with children who are deaf or have hearing loss. She stressed the importance of educating CPS workers on where to find the form on the website. Ms. Rudkin emphasized the legal requirement of access, which is the responsibility of CPS. The children need people to communicate in their own language. She reminded the group that this is not an option and is law. 
 
b. Texas Department of Criminal Justice – Emily Eisenman 
Ms. Eisenman reported on their performance measures, which serve special needs populations. She highlighted appropriation requests for mental health services, including the dual diagnosis residential program, post-relief, and community-based probation transitional services. She stated that all staff and teachers have completed training to meet the new multi-disciplinary team member requirements. TDCJ continues its rehabilitation and reentry programs, continuity and care planning, and health care access with the ACA Marketplace, especially with the pre-release population. Updates on disability programs include 284 students in the Special Education Program and 32 in Section 504 accommodations as of December 2024. TDCJ has 645 individuals in the developmental disabilities program. There has been an increase of 47.9 percent in their disabled population over the last ten years, while the overall incarcerated population has decreased. Increased diagnostics was noted as part of the reason for the growth. Ms. Eisenmen highlighted awareness training for all staff, which helps them learn different techniques for working with the incarcerated population. 
Mr. Lucey asked about the intellectual disability level that is required to be served by TDCJ. Ms. Eisenmen said they are mandated to accept the judiciary decisions and evaluation of functional levels occur within the first 72 hours. Ms. Eisenmen further stated that all inmates have access to a physical and to be examined by Ophthalmologists and Optometrists. 

c. Texas Education Agency – Elyse Lieberman 
[bookmark: _Hlk195603996]Ms. Lieberman provided policy updates, including new mental health training, emerging bi-lingual rule proposals, and special education related services personnel assignments. She noted there is a link in TEA’s Ex officio report. TEA will roll out new certification requirements for special education teachers in September. TEA also has new transition resources available in English and Spanish. Additionally, a new partnership was created with the Assistive Technology Industry Association, providing unlimited online access to courses for educators, support staff and parents of Texas students. The Supplemental Special Education Services is now called the Parent Directed Special Education Services. Ms. Lieberman stated these online accounts are useful for students and parents to shop for educational materials, resources, books, and assistive technology. This service is available from February 3 through March 31, 2025. In response to previous questions about SHARS, Dr. Lieberman reported that cost reporting is underway, and TEA has requests into the Legislative Session. She asked the GCPD to invite her to a proposed subcommittee regarding audiology services and Medicaid billing. Ms. Cano asked that the committee explore supported decision makers and how to help students understand how to proceed in making educational decisions, parental rights, and clarity about guardianship. Dr. Lieberman recommended that GCPD invite Elizabeth Danner, TEA, to a quarterly meeting to expand on this topic. 
 
d. Texas Workforce Commission – Claudia Peden announced that Tammy Martin is the new Director of the Vocational Rehabilitation (VR) Services Division. TWC is monitoring legislative actions on measures that would impact VR and other programs in the agency. Significant initiatives relating to disability programs are that TWC is participating in a system partnership and service coordination workgroup. This partnership aims to enhance customer referrals and streamline service coordination among Texas Workforce Solutions and the Workforce Development program. A pilot program is underway to optimize the referral process between VR and other workforce rehabilitation programs. Ms. Peden provided an update on the Deaf and Hard of Hearing Training workgroup. She stated the final modules have been completed and the pilot will be available to the rehabilitation division staff members during fiscal year (FY) 2025. Ms. Peden announced that Amy Archer is the new subject matter expert at the state office for Deaf and Hard of Hearing Services. In the first quarter of FY 2025, the online self-referral portal received 4,890 contact requests. Of those, 4,826 were for vocational rehabilitation services and 64 were for older individuals in need of blind services. The report has information on disability contacts.
Ms. Peden reported a follow-up from Mr. McKenzie, from the January meeting, regarding a vendor who had concerns about payment for VR services. She has shared the information with TWC leadership, and they are working with regional management to resolve. Ms. Peden stated that Aaron Humphreys is the new TWC VR Ombudsman.

e. Health and Human Services Commission – Clair Benitez 
Ms. Benitez provided updates at HHSC over the last quarter. She highlighted work from Navigate Life Texas, the online resource for families raising children with disabilities. In October, they completed a survey, which revealed content that is sought by families, including financial help and insurance, transitioning to adulthood, and their laws and rights. HHSC hosted a Braille Literacy Month in January and, Braille Discovery Day is scheduled for the last Saturday of January. Brain Injury Awareness Month is in March 2025. Home and Community Based Services is a quality measure set of nationally standardized quality measures for Medicaid-funded home and community-based services. Results of a media campaign to increase awareness of program services implemented by HHS yielded over 50 million impressions that resulted in over 1700 referrals in fiscal year 2024; this was an eight percent increase from 2023. 
Ms. Benitez followed up on the Specialized Telecommunications Assistance Program (STAP), which was noted at a previous quarterly meeting. Currently, STAP is finalizing policy revisions to outline the process where applicants can request to replace equipment lost during a state or federally declared disaster. Additionally, STAP is working to simplify the financial independence aspect of the program. Family support services have been transferred from DFPS to HHSC as of September 1, 2024. A multi-agency (HHSC, TWC, TEA) collaborative two-day conference was held recently to increase knowledge about employment services and improve service coordination between agencies. A new prevocational service called Employment Readiness has been implemented. The service prepares individuals for employment within the community and includes a person-centered activity to help develop basic skills.
Following up from previous public comment at the January 2025 quarterly meeting, Ms. Benitez reported on concerns with utilization review and electronic visit verification (EVV). She said this is a federally required program. HHSC conferred with staff in the utilization review and Medicaid division, and they were informed there have been no changes to the policy or UR process. The HHSC team reviewed and discussed policy enhancements that may be possible. They are collaborating with Long Term Supports & Services, UR, contract and provide monitoring to address issues and strategize future solutions. Contacts for program requirement detail questions are in the report.

9. Policy Recommendation to Address Timely Repair of Durable Medical Equipment – Nancy Crowther, ADAPT of Texas, proposed a resolution to a problem in the disability community regarding Durable Medical Equipment (DME). The issue is that equipment repair currently takes excessive time. For example, fixing a flat tire on a wheelchair or a seat cushion with a hole takes three to six months. For example, the DME providers in Austin provides medical equipment but not local repairs. Individuals on Medicaid or Medicare must pay out of pocket for repairs. There is a lack of repair services and delays in orders to get parts. The situation has caused people to develop secondary medical issues due to being immobile from these delays. ADAPT recommends a policy requiring a 10-day turnaround for DME repairs. Additionally, ADAPT recommends enforceable lemon laws for defective DMEs. Mr. Martinez commented that the committee will review the policy recommendation and take it under serious consideration. Mr. Lucy recommended hearing from the DME industry along with meeting with ADAPT to explore what can be achieved in resolving this issue. Ms. Lopez read the details of the policy recommendation. A meeting will take place after this quarterly meeting. Dr. Orr motioned that GCPD move forward with a subcommittee to refine the policy recommendation. Mr. Martinez seconded. No opposition, therefore, motion passed. 

10. Cerebral / Cortical Vision Impairment Policy Proposal – Mara LaViola, Texas Parent to Parent & Texans for Special Education Reform, presented a plan for advocating for early Cerebral Cortical Visual Impairment detection, (CVI), a neurological form of blindness. Ms. LaViola shared the reasons for early diagnosis and intervention; delays lead to cascading developmental challenges, standard eye exams cannot detect CVI, and the first decade of life is the most critical time for the maturation of visual function. She explained the important issues a child with CVI experiences in navigating daily life. CVI is often misdiagnosed and often entirely missed; this is a national emergency. 
Ms. LaViola outlined Legislative solutions for CVI screening. Key provisions are to mandate CVI screening for at-risk infants and toddlers, incorporate CVI screenings into developmental protocols for children under age 3, regular screening intervals during early childhood, develop physician, parent, and educator training materials to identify developmental histories and visual characteristics, create clear referral pathways and establish multidisciplinary teams, and increase public education and awareness efforts.
Ms. LaViola advocates for a screening mandate. Infants in the NICU can be examined and screened by a pediatrician who does not need to be an Ophthalmologist. 
Mr. Lucey asked who sets that standard of care and Ms. LaViola indicated she will research and find the entity. Ms. Lopez discussed proposed legislation information. 

11. Policy Discussion from Past Public Comment, Discussions, and Meetings 

12. Executive Director Report 
a. Review and Discuss Biennial Report to 89th Texas Legislature
b. GCPD Staff Activities – Mr. Lucey announced that staff will coordinate a celebration of the 35th anniversary of the Americans with Disabilities Act this July. He updated GCPD on Norman Keke’s departure and that the Community Outreach and Communications Coordinator position is posted on the Office of the Governor website. The plan is to fill the position by April. 
c. GCPD Subcommittee and Workgroup Reports – The Adaptive Sports and Recreation Subcommittee conducted a survey at 1,100 elementary schools in Texas to assess playscape accessibility. There was a low response rate.
There is a new subcommittee on deaf access, ASL Interpreter Subcommittee, that Matt Dickens is coordinating.

13. GCPD Administrative Policy Recommendations and Recommendations to the 90th Legislature 

14. Recess – Richard Martinez, Chair recessed the meeting at 5:00 pm. 

Day 2
15. Reconvene – Richard Martinez, Chair, called to order at 8:30 a.m.
Members Present: Neva Fairchild, Kori Allen, Benjamin Willis, Eric Lindsay, Billy Blanchard, Ellen Bauman, Kristie Orr, Evelyn Cano

16. Public Comment
Kerry Jill Perryman provided comment about her mother’s guardianship. Her mother suffered from neglect, abuse, isolation, and unsanitary living and hygiene conditions living in a nursing care facility, which resulted in malnutrition and dehydration. Ms. Perryman indicated that the guardianship managers, the attorney, and courts stole her mother’s assets and lied about her condition. The family continues to deal with issues and strain from the courts about this case of guardianship fraud.

Noreen Gill, Texas APSE (Association for Persons Supporting Employment First), expressed gratitude to GCPD for supporting appropriations requests for a 
Full funding of the state match for Vocational Rehabilitation services. Ms. Gill and APSE hope that these appropriations will fulfill the need for the next biennium. She said they want to avoid the order of selection by vocational rehabilitation. She invited GCPD staff to their conference in Galveston on September 22-24, 2025. 

Sherry Johnston, Harris County, gave public comment about her mother’s fraudulent guardianship case, detailing abuse, neglect, falsehoods, and trauma inflicted by the probate courts. 

Stuart Hanty provided comment on guardian probate fraud in Nevada. He related a story about how a combination of judges, attorneys, and law enforcement destroyed the life of an elderly woman. Mr. Hanty indicated that a solution to the devastating issues is to abolish guardianships. He expressed hope that GCPD can help.

Diane Diamond, a writer in New York State, has authored a book titled, We Are Here to Help When Guardianship Goes Wrong. Ms. Diamond shared facts about guardianship including when people are assigned guardians they have never even met, a lawyer to write a petition to the court stating a person needs a guardian, and then the judge assigns one. She highlighted how all their civil rights are removed. Mr. Lucey asked, if in her research, she found a model of a solution in another state. She recommends that states make it more difficult to assign guardians to people. In Nevada, everyone is provided an outside pro-bono lawyer to speak on their behalf.

Thomas Kelly, from San Antonio, shared his story about his father, who was a Tuskegee Airman in WWII. In later life, he was under a public guardianship that exploited and destroyed his life. Mr. Kelly said the guardian, Mary Warner, tossed his military mementos on the curb, and sold his father’s property, leaving him destitute. He pleaded with the state of Texas to do something about this and to make a temporary change to stop injustices while working on policy. 

Jodie Sussman thanked GCPD for looking into guardianship abuse matters. She related her family’s story. When her mother lived in another state, she was in a conservatorship and lost her rights, finances, and personal decision-making rights. Her case had a better outcome than most, because she moved to Texas and the judge allowed her to set up a Trust instead of guardianship.

Lettie Lonzario, Tarrant County, provided public comment about her son’s guardianship case. He has multiple disabilities, is nonverbal and has been living in a host family environment. There was an injury that took place in 2021, and he did not receive proper medical care. Ms. Lonzario has not been given opportunities to speak before any judge. She has never learned the facts of his injuries. It is mandatory for medical facilities with a nonverbal patient to contact Adult Protective Services. She requests information on what is being done to help vulnerable populations when injured and they are unable to provide important details for an investigation. She recommends better training for staff at medical facilities and for law enforcement.

Roger Hilligus shared his story about guardianship. His parents were placed in a guardianship that was unneeded. Mr. Hilligoss had their power of attorney, durable power of attorney, financial trustee and their medical advanced directives. The problem is that even with these legal documents in place, it did not matter in protecting his parents from the predatory guardianship. He believes that the harm caused by guardianships necessitate the need to abolish them. These guardianships create conflict amongst family and takes away all civil rights. Mr. Hilligoss said this is a billion-dollar industry and the financial incentive needs to be removed. His parents’ case was in northern Nevada. 
Ms. Bauman asked that anyone in the meeting who knows of any legislative remedy in any state to share with GCPD. Mr. Hilligoss recommended reaching out to the federal government.

Read by Ms. Lopez: A woman wrote an email describing her daughter’s experience being taken from Texas to Florida under an illegal guardianship. For 19 months, her daughter’s physical and intellectual capabilities declined after this abduction from Texas. This parent asked for a full investigation of her daughter’s case.

17. Texas Judicial Commission on Mental Health Legislative Recommendations - Kristi Taylor, J.D., Executive Director, JCMH, described the purpose of the Commission which was created out of need for a judicial arm to be part of the conversations around mental health and intellectual and mental disabilities. She described their goal to intercept someone moving into the judicial system and apply for services to prevent repeat situations. Ms. Taylor highlighted that Texas, and other states are facing issues with long wait lists for state hospital behavioral health services. The numbers of incarcerated individual with high and lower offenses are mixed, which results in people completing their maximum sentences without getting state hospital care. TJCMH has submitted proposals to the legislative council to be put into bill language. The status is the proposals are being written as bills. Ms. Bauman asked her to follow up with GCPD for support.

18. Texas Commission on Jail Standards IDD Subcommittee Legislative Recommendations – Brandon Wood, Executive Director, provided an overview of the statute that established an advisory committee regarding gaps and best practices for serving inmates with IDD. The advisory committee includes representatives from different sectors, including the Texas Commission on Jail Standards, behavioral health professionals, county sheriffs, and advocates for individuals with IDD. The Committee’s key recommendations include continued improvements to data collection, evaluation of screening tools, additional training for jail staff, and increasing community-based services for individuals with IDD, working with the LIDDAS supporting people with IDD in our county jails to provide care and resources while incarcerated and after discharge. There should be an ongoing investment in these community services. 

19. Prader Willi Syndrome (PWS) Waiver Carve Out – Tim Joniec, Parent Advocate, described Prader-Willi syndrome (PWS), a rare disorder that affects the hypothalamus, leading individuals to never feel full, which causes constant unrelenting hunger and potentially dangerous behaviors related to eating. These individuals struggle with obesity and diabetes. GLP-1 (for Diabetes), is not effective in addressing the core issue of hyperphagia (constant hunger), this medication slows gastric movement, increasing the risk of stomach rupture, which can be fatal. PWS is not just a rare condition, it’s a neurobehavioral, metabolic, and endocrine disorder that can have devastating outcomes. 
The policy proposal brought up by Mr. Joniec includes changes to existing waiver programs to provide exemptions for individuals with PWS from IQ-based eligibility requirements. This would recognize the unique and life-threatening challenges they face, particularly the need for constant supervision and care regardless of IQ. This change is being considered in several states, including Georgia and Illinois, and would aim for round-the-clock care, which is essential due to the severity of the condition. In Texas, there is ongoing research into the syndrome, with a focus on interventions for hyperphagia, because current treatments are not fully effective. Children with PWS can become extremely obese and require intensive care.
The requirements for individuals with PWS to qualify for waiver services are unfair and counterintuitive. The IQ requirement is an obstacle for people with PWS to receive disability services. A higher IQ does not mitigate symptoms or challenges, and it further complicates the issue due to the mastery of manipulation techniques and problem-solving skills, which cascades into every aspect of the person’s life. The goal is to ensure that individuals with PWS receive the continuous support they need to survive and manage their condition. Ms. Bauman encouraged Mr. Joniec and his team to seek a sponsor for a bill to change the eligibility requirements. Mr. Lucey asked if they have engaged with the Medicaid Policy Division at HHSC. Ms. Gutierrez noted a past report from HHSC that noted IQ was not a good metric for individuals with PWS, but no policy changes were made. Mr. Lucey stated that modifying the current waiver may not be effective and customizing a waiver for this population could be a better solution. Eight committee members voted to support for the PWS proposal.
20. Recommendations to Amend the 1915c Waiver's Annual Renewal Process – Vivecca Hartman, President, DBMAT and Linda Litzinger, Advocacy and Policy Director, Texas Parent to Parent
Ms. Litzinger and Ms. Hartman presented challenges facing the Texas' attendant workforce, particularly issues related to delayed wages and cumbersome paperwork. Attendants, often on SSI (Supplemental Security Income) due to low wages, risk losing benefits when paid late, as delayed wages affect bank account balances and cause their earnings to exceed the SSI limit. Efforts to address these issues include reviewing the process for wage delays and waivers, and correcting problems related to annual budget renewals and excessive documentation requirements. One significant issue requires attendants to sign out mid-shift for brief periods to do certain tasks, such as preparing meals or folding laundry. Signing out multiple times is unnecessary and unsafe. Attendants may lose pay for time they are still working, such as supervising clients or helping with activities of daily living (ADL). Another problem is the insistence on itemizing care minutes into 15-minute increments, which is redundant, leads to delays in payment, and increases the workload unnecessarily. The goal is to streamline the process, so attendants are paid fairly and promptly without losing their SSI benefits or facing undue documentation burdens. 
The committee voted on the first proposal: Texas should publish a policy to prevent the practice of requiring attendants, interveners, and nurses to sign out several times mid-shift, and to save Texas’ funding. 
Ms. Bauman motioned to support this recommendation. Mr. Blanchard seconded.
There was no opposition, therefore, the motion passed. The second policy proposal is to eliminate the remand asking that attendant minutes assigned by the nurse assessor be converted by the client into a weekly schedule in 15-minute increments. Ms. Bauman motioned to adopt this second proposal. Seconded by Ms. Fairchild. No opposition, motion passed.

Ms. Hartman presented a policy development proposal about keeping the person-centered approach to waiver services. HHSC Providers work directly with families and know the individual’s needs. A Utilization Reviewer (UR) at a desk who has not met the individual or seen them in their community is not familiar enough to deny services for the DBMD waiver. Recently, the renewal process has become very stressful for the families due to losing providers. Ms. Hartman urges GCPD support in asking HHSC to use the firsthand experience and knowledge of the service providers and families, not a distant reviewer to make those decisions to renew or deny. The proposal will keep the process person centered and not allow UR to override it. A motion to support was made by Mr. Blanchard, seconded by Dr. Orr. There was no opposition, motion passed.

Crystal provided public comment about issues resulting from remands in the Deaf Blind with Multiple Disabilities (DBMD) waiver program. Changes in the work schedule, delays in approvals, and then approvals not aligning with pay dates of interveners and caregivers, has caused significant issues resulting in non-payment to caregivers. The policy recommendation states that HHSC extend the automatic monthly extension on annual budgets to class and DMBD, or to start the annual Medicaid renewal process one month earlier than the current standard to ensure wages are not lost. This recommendation would have no increase in cost and continue vital services for the families. Dr. Orr motioned that GCPD move forward with supporting this policy proposal. Ms. Bauman seconded. There was no opposition, therefore, the motion passed.
The second item Crystal presented a proposed solution to require HHSC URs to keep their remands and follow up inquiries germane to the initial remand when the annual waiver renewal is in process. Families and providers that have been asked for multiple follow ups requests that were not germane to the initial remand which prolongs the renewal process, putting services at risk. Service providers can lose a month of pay without renewal. HHSC’s UR has increased the volume of remands and denials of services. Ms. Bauman motioned to support this proposal. Dr. Orr seconded. There was no opposition, therefore, the motion passed.

Additionally, Crystal asked that HHSC’s URs be required to track the remands and that services denied be made available to the public. Ms. Bauman motioned to support; Mr. Blanchard seconded. There was no opposition, therefore, the motion passed. Mr. Lucey asked that HHSC review this policy recommendation to determine which can be adopted administratively or legislatively.

21. Demonstration of Indoor Wayfinding Technology for People with Disabilities Terry Vaughn, Jr., VP, The Lighthouse of Houston and Idan Meir, Founder, Right Hear
Mr. Meir provided background on the technology used for Right Hear. He gave examples of how it may be used to further navigation for a person with vision loss or blindness. 

22. Future Agenda Items and Meeting Suggestions for the July meeting location was Corpus Christi and the October meeting to be in Denton. 

23. Adjourned at 1:55 p.m. – Richard Martinez, Chair 


Meeting Follow-up and Action Items
	Issue
	Action
	Person Responsible

	Backup power for DME batteries during natural disasters for 48 hours.

	Work with Eric Cote on plan proposal
	Ron Lucey 

	Audiology desert in Texas due to reduction in accepting Medicaid patients. This is a result of Medicaid not paying Audiologists adequately.


	Mr. Lucey asked staff follow up in preparation for next quarterly meeting to look at what solutions Mr. Gearhart proposes and to check with HHSC ExOfficio to learn how managed care organizations are addressing this problem.


	

	Emma Faye Rudkin noted the importance of the two issues audiology and guardianship and asked for the two public commenters contact information.




	Send Emma Faye Rudkin, GCPD, the contact information of Dr. Gearhart and LB, who made public comment.
	Carolyn Saathoff sent the email contacts to Emma Faye Rudkin.

	Issue of CPS staff in San Antonio not providing ASL interpreters to children. There is lack of knowledge on how to secure interpreters for communicating with the child and families.
	Mr. Boudreaux stated concern that this could be an agency wide problem, and he will work to resolve.

	Brock Boudreaux and Emma Faye Rudkin to discuss and address the training of staff to learn how to access interpreters.

	Transition services for students in special education.
	Expand transition services knowledge of parents of students in special education, including parental options besides legal guardianship as the child turns 18. 
Confirm if there is a required training component for the parent and the transition specialist.


	Elyse Lieberman will invite Elizabeth Danner, Transition leader at TEA to a future quarterly meeting. Dr. Lieberman will create a list of questions for Ms. Danner, invited committee members to email her with questions.

	Guardianship abuse and trauma epidemic.
	Add any other required participants; and schedule the Guardianship Subcommittee meeting for February. 

	GCPD staff coordinate with Ellen Bauman and Chenique Lewis

	High school student with disability taking AP courses facing struggles with school counselors giving information on accommodations for SAT, ACT and other examinations.
	Dr. Leiberman said there may be training issues in the school district. Students are not aware that they can ask for disability accommodations, like they receive in public school under IEP.
	Dr. Lieberman and Ms. Cano to discuss options at a separate conversation.

	Issues with public restroom height, brought up by Cindy Cox in public comment.
	Look at specs for commodes. IBC specifies commode height TAS and federal guidelines control.
Send Ms. Cox Technical Support contact for TDLR.


	Carolyn Saathoff emailed Ms. Cox with TDLR contact for tech support and customer service.

	DME issues with excessive delays in repair and replacement. 
Connecticut is filing a similar bill. 
	HHSC to identify staff from Medicaid Policy Division who can speak to Texas’ policy on DME replacement and repairs.
	Clair Benitez
GCPD subcommittee

	Prader Willi Syndrome history with HHSC.
	Locate HHSC research from the 83rd Legislative Session and bring to our April Quarterly Meeting. Determine relevant policy research and what you’re capable of doing to help this population.
	Clair Benitez 

	Prader Willi Syndrome
14 other U.S. states have recognized PWS as an automatic qualifier for services and programs.
	A policy to remove IQ requirements in in eligibility for waiver services. Explore policy change feasibility compared with building a new policy es. 
	Ron Lucey

	DBMD waiver issues – remands, denials of services, delays in payment, UR making decisions from desk review of a file, not seeing the individual. 
	Discuss with HHSC recommendations to amend the process.
	Clair Benitez, Ron Lucey



