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People on the Go Maryland (POG)
Maryland’s statewide self-advocacy and systems advocacy organization run for and by those with intellectual and/or developmental disabilities.
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On September 23, 2026, a federal district court in Texas v. Kennedy set aside parts of the federal health department’s Section 504 rules on community integration nationwide. Community integration means living and taking part in everyday life alongside people without disabilities. The judgment did not overturn Olmstead, repeal Section 504 or the Americans with Disabilities Act (ADA), or order Maryland to cut services. [1]
These protections, together with the Individuals with Disabilities Education Act (IDEA), remain central to POG’s work. Our question goes beyond one court case: will people have the support they need to live in their communities? [1]
This is a nonpartisan concern across service systems. Maryland Medicaid is broader than the Developmental Disabilities Administration (DDA). People seeking health care, disability services and other supports tell POG they feel neither heard nor valued.
Your services do not erase your rights
These concerns affect both DDA service models. In the provider supported model, an agency employs direct support professionals and helps manage supports. In self-direction, you are the boss: you or your designated representative are the employer of record, with help and responsibilities under program rules. [2]
Our self advocacy message is clear: you have the right to decide who attends meetings about you and what personal information they receive. You should have support to make those decisions. [2]
Accepting services from DDA or anyone else is not a blanket surrender of privacy or other fundamental rights. Specific lawful requirements still apply, and some information sharing is allowed without separate permission. Ask what rule allows it and how to raise a concern. [2, 10]
You have the right to ask for the rule. If someone says something is required, ask: “Please show me the rule and explain it in a way that makes sense to me.” This applies across services, not just to assessments. Ask for your language, communication style or an accessible format, with support as needed. [2, 10]
Use the team’s knowledge and protect relationships
DDA describes the Supports Intensity Scale (SIS) as a required interview about support needs, separate from a person centered planning meeting. It includes a trained assessor and people who know you. [3]
Some POG members say their services have worked for years, but they are now being told to take SIS for the first time. They also report being told it will not affect their funding or level of services. Yet DDA’s public information describes using SIS alongside other information to establish staffing support and link funding to needs. These messages need a clear explanation. [3]
What happens if an outside SIS assessor or another professional sees the support you receive and believes you could manage alone or with “natural supports,” meaning unpaid help? Could that view affect your services, even without directly setting your budget? Doing well with support is not the same as no longer needing it. When your team already knows you, what does another assessment add, and what does it cost? [3, 12]
A Coordinator of Community Services (CCS) helps a person plan, obtain services and advocate. POG is concerned that pressure to meet DDA requirements and contain costs leaves less time to build trust. Maryland’s rules address the person’s needs and goals as well as cost. Our concern is about that balance, not the dedication of every CCS. [4]
Relationships and the risk of relying on unpaid help
A friend, coworker or family member may choose to take you to an appointment or read your mail occasionally. POG does not accept “natural supports” as a reason to expect ongoing unpaid support. When help is needed consistently, POG’s position is that it should be paid. [12]
Relying on that help without pay can strain the relationship. What happens if the person becomes burned out and decides they cannot keep helping? The person receiving support could be left without essential help, putting their health and safety at risk. This is about protecting relationships as well as securing reliable support. [12]
Can people actually obtain the help they need?
POG has received reports that requests for dedicated hours in the provider supported model are not being approved. These are personal accounts, not statewide data. Dedicated hours are extra approved staffing hours based on a person’s needs, beyond the support normally shared in a home. They often mean one or two direct support professionals helping one person. Some arrangements allow sharing. What happens when the person needs this help but cannot get it? [5]
Members also raise concerns about awake overnight help, when a direct support professional stays awake to respond at night, and technology replacing needed human support. DDA asked me for a fading plan, meaning a plan to reduce my ongoing job support. My supports were eventually approved after I supplied my justifications. That outcome matters, but so does the unnecessary effort required to explain why I still needed help. This is my experience, not a universal rule. [10]
National findings add context. ANCOR, a national provider advocacy organization, surveyed 524 disability service providers in 2026. Among respondents, 85% reported moderate or severe staffing challenges, 55% turned away new referrals and 29% discontinued programs or services because of staffing challenges. These are national provider reports, not Maryland rates. [11]
How can people respond when they cannot reach help?
After my brother’s Medicaid denial, he asked for a phone number for the professional handling his case so he could provide needed information. He was told he would not get it. Publicly funded programs ask for sensitive information. How can we respond in good faith when we cannot reach someone? I appreciate Senator Charles E. Sydnor III’s office helping us seek answers. [10]
What happens when someone needs communication support, an interpreter, time to process information or help managing anxiety? People need a working contact route, accessible instructions and a response, not anyone’s private phone number. Medicaid rules require accessible information and language assistance. Reports of appeals exceeding the usual 90 days need review under the applicable rules and exceptions. [10]
Work, fair pay and the loss of needed benefits
POG championed Maryland’s Ken Capone Equal Employment Act, which phased out disability based subminimum wages. Our members wanted fair pay. Yet people tell us they fear losing Medicaid and other support if they work or earn more. Working does not automatically end every benefit, but the rules can be difficult to navigate. [6, 7]
Maryland’s Employed Individuals with Disabilities (EID) Medicaid buy-in helps eligible people who work keep Medicaid despite earnings, with premiums when required. It ends at 65. Other coverage may be available, but different rules can pressure people to reduce work or retire. Legislation to remove the age limit has not been enacted. Medicare does not replace most ongoing personal care. [7]
Social Security’s full retirement age already reaches 67. A federal official’s 2025 comment about raising it further was later withdrawn, not enacted. Why does EID stop at 65 when people may need or want to keep working? [8]
A meaningful voice, not responsibility for every system problem
People with disabilities want to help shape services and policy, not simply be asked to accept decisions. We did not create the service system’s problems, yet too often we are asked to solve them while struggling to get help ourselves. We welcome partnership. It must include a meaningful voice in decisions and shared responsibility for making the system work.
Count the full cost and listen to people’s experiences
Budgets have limits. But what happens when providers, families and people who self-direct cannot arrange needed help? Could people enter institutions or nursing homes even when community living is possible? What would that cost, including lost employment for people with disabilities and family members providing unpaid support?
A federal study found lower average spending after participants moved into the community, although not every arrangement costs less. Comparing the cost of EID expansion and other supports with the cost of losing them requires that fuller picture. Rights and dignity do not depend on employment or financial return. [9]
POG encourages people with disabilities, families, providers and supporters to tell their stories, sharing only what they choose to make public. We will bring these questions to state, local and national leaders regardless of party. Respectful self-advocacy does not require silence.
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