
Discussion Guide:
Using the Consumer Direction Tool
to Increase Consumer Direction


The Consumer Direction Tool:  Helping You Talk with Others

The tool should help start discussions about steps the state can take to better assist people with disabilities. The tool asks for your judgments about the state’s progress in each area.  You may feel that the state has done well. Or you may feel that the state is only beginning to move toward consumer direction. Talk with others about the questions.  The tool can help point out where you agree or disagree.  

The tool asks how well programs are doing in respecting the right to choice and control.  The tool focuses on what we all have in common, not on specific disabilities or conditions. 

The tool will help you start a discussion between people who run programs and people who are affected by them.  Your state may offer consumer direction, but only in a small pilot program that doesn’t reach very many people.  You may want your state to expand the number of people who can qualify.  Or, you may want your state to offer consumer direction to groups who do not yet have that choice.   There are probably not enough funds to do everything at once, and change doesn’t happen immediately.  But by discussing the tool together, state policy makers and consumers may find ways to agree on the next steps.

Think about what changes will help improve consumer direction.  When you get to the end of each section, write notes about areas where more work is needed.  States that serve as models for other states will offer various levels of consumer direction in most or all of their programs.  Remember, the main purpose of the tool is to start discussions in your state. Use the tool to develop consensus about priorities for the future!

Organizing Your Discussion 

The four sections of the tool can be used to organize your discussion with others about how to increase consumer direction in your state.  Four Fact Sheets are included to aid the discussion.  The Fact Sheets identify factors that either help or hinder consumer choice and the move toward consumer-directed home and community based services (HCBS).  Each Fact Sheet is meant to be a companion to one of the four sections of the tool: Opportunity, Meaningful Participation, Independence and Financial Security and Other Safeguards. 

The Fact Sheets:
§	Identify the specific questions in the tool that address choice and the questions that address both choice and consumer direction.
§	List possible issues to consider in your discussion with others.  (You may identify more.)
§	Include some specific information on Medicaid and state laws or regulations that could impact a move toward consumer direction.

As you discuss what you learned from completing the CONSUMER DIRECTION TOOL, you should keep in mind: (1) the definitions of consumer choice and consumer direction; and (2) the broad issues that may impact your efforts to increase consumer direction in home and community based services.  A Glossary containing definitions of key words is also included.

Broad Issues That May Impact Consumer Direction

A number of broad factors, which potentially impact moving HCBS toward consumer direction, are discussed below.  As you consider the conditions in your own state, you may identify other factors which could impact moving HCBS toward more choice and consumer direction.

§	Funding.  This includes limited federal funds and lack of state dollars to use as match to draw down federal funds.  "Cost neutrality" or "cost effectiveness" requirements may mean that new programs or new ways of providing services will have to be done without any additional funding. 

§	Worker shortages.  Without an adequate supply of personal assistance providers, consumers may not be able to choose their own workers.  On the other hand, permitting consumers to hire family members or friends potentially adds to the pool of available workers.

§	Concerns about the "woodwork effect."  State policymakers are often concerned that people who are not now receiving publicly supported services will find those services more appealing if they can have more choices and control.  They assume that people will "come out of the woodwork" to apply for services.  Because new people will get services, policymakers worry that the total costs will increase, even if the costs for each persons are less than current costs.

§	Fears for consumer safety.  Program administrators, managers, care managers, providers, family members and consumers themselves may resist program changes that give consumers more choices or decision-making control.  They may fear that the new options will be more risky for consumers than current programs, even if there is no real proof that this is true.

Strategies for Overcoming Barriers

Once barriers that prevent consumer choice and direction are identified, it is important to also identify potential solutions to the barriers and to build broad-based support for consumer direction reforms.  It is recommended that specific strategies be developed for each barrier that is identified.  

Some stakeholders view consumer direction negatively, in part because they don't fully understand it.  Others who resist consumer direction may have some real concerns - about consumer protection and safety - which will need to be addressed if proposed changes are to move forward.  Broad strategies to build support for change include:

§	Education and advocacy - directed to all stakeholders in the HCBS system.  

§	Providing opportunities for dialog and obtaining  input from all stakeholders. 


