Fact Sheet 2:
MEANINGFUL PARTICIPATION


Consumer Choice vs Consumer Direction

In the Tool:
§	Statements 1, 2, 3, & 4 address consumer choice issues.
§	Statements 5, 6, 7, 8, 9 & 10 address both consumer choice and consumer direction issues.

Issues to Consider as you discuss the tool:

§	Extent to which consumers control decisions about their services
§	Role of substitute decision-makers
§	Support available to consumers who want to direct their services
§	Case management policies
§	Consumer participation on advisory committees
§	Ways to get consumers' feedback (opinions and experiences with their services)
§	Grievance, complaint and appeals procedures
§	Due process protections for consumers
§	Advocacy programs that help consumers with problem-solving
§	Consumers' participation in advocacy groups

Who Makes Choices?  Who Directs Care?
Many people with disabilities who live in the community and get home and community based services live in families.  Consumers and their families often share responsibility for making decisions about the consumer's life, including where to live and what services are needed.  Some consumers want to make decisions about all aspects of their lives, while other consumers prefer to let someone else - like a family member - handle some decisions.  The important thing is that the consumer chooses which decisions they want to make. 

Home and community based service programs, in particular programs that offer consumers more choice and control, may have adopted rules about who may make decisions about the consumer's life and services.  Some consumer-directed programs require consumers to be able to make decisions on their own about their services.  Such programs may choose not to serve persons with dementia or mental disabilities.  Other consumer-directed programs recognize that decisions affecting the consumer's life and services may be made by the consumer with help from family members or friends.  Some of these programs may require consumers who need help with decision-making to have a guardian/conservator, power of attorney or other legally recognized substitute decision-maker. 

Medicaid and State Rules That May Impact Consumer Direction

Decisions about the amount and type of services
§	Medicaid does not require a doctor or nurse to complete the service assessment or approve a consumer's need for services.

§	Medicaid requires the state to approve the consumer's plan of care.

§	States may choose to have case managers officially approve, or "authorize," Medicaid payments for home and community based services.  

Choice of service coordinators
The Medicaid Program typically uses the term "case management" to describe what service coordinators do (see the Glossary for a list of other terms that may be used).  Under Medicaid, consumers must be given a choice of service coordinators when the state offers "case management" as a waiver service.  However, states may receive approval from CMS, under particular circumstances, to designate only one service coordinator in a local area.

Complaints and appeals
§	Medicaid requires that consumers who apply for services be given information on their rights, including the right to make complaints and file an appeal.

§	Medicaid requires that consumers who apply for services must be notified if they are eligible or not within a set number of days.  

§	Consumers who apply for services but are found not eligible may file an appeal and have a right to a fair hearing.

§	Under Medicaid, consumers have a right to make complaints about their services.  If they are not satisfied with the program's response to their complaint, they may file an appeal under certain circumstances.

§	Some states have created ombudsman or other advocacy programs to assist consumers who have complaints about home and community based services.


