
own workers. On the other hand, permitting consumers to hire
family members or friends potentially adds to the pool of available
workers.

3. Concerns about the “woodwork effect.” State policy makers 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, policy makers worry that the total costs will increase,
even if the costs for these persons are less than current costs.

4. Fears for consumer safety. Program administrators, managers,
service coordinators, 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 to 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 policy makers, families and even consumers 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:

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

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

Discussion Guide: Understanding and Using the
Consumer Direction Tool
The Consumer Direction Tool will help you start a discussion between
people who run programs and people who are affected by them. Discussing
the tool with others will help you identify steps the state can take to better
assist people with disabilities. 

The tool asks how well programs are doing in respecting the right to choice
and control.  It asks for your judgments about the state’s progress in each
of the four areas: Opportunity, Meaningful Participation, Independence, and
Financial Security and Other Safeguards. Each part starts with a question.
Eight or more statements are listed under each question. The first statements
in each part are about making choices available. As you move toward the
end of the section, statements move from choice to consumer direction.   

At the end of each section is a place to add comments. This is where you can
suggest changes to better meet the needs of persons with disabilities. A fact
sheet about each section helps you know what changes can be made by your
state and what things need federal change. Some terms may be new to you.
The glossary is designed to clarify the meaning of the terms used in the tool.

Using the Ratings

Use these answers to rate whether your state offers consumer direction to
children (and their families), young and middle-aged adults, and elders with
all types of disabilities.

Opportunity

Participation

Independence
Se

cu
ri

ty

Consumer Direction Tool



1 =  We haven’t begun to work on this yet
2 =  We’re making progress but have lots more to do
3 =  We’re almost there
4 =  We recommend our state to others 

You may rate your state high for one age group (like children) and low for
another group (like elders.) Your state may have many service choices for
elders but not allow them to select (hire) or dismiss (fire) their workers.
Your state may offer consumer direction, but only in a small pilot program
that doesn’t reach very many people. You may feel that the state has done
well.  Or you may feel that the state is only beginning to move toward
consumer direction.  

You may feel that more can be done. 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.

Getting a Complete Picture of Programs That Are Available

The tool lets you look at programs for people of all ages.  There are three
age groups: children, adults, and elders.  The tool does not set ages for the
three groups, because different states set different age limits.  The tool lets
you decide the ages for each group.  You may know about some age groups
and not others.  Talk with people who know the other groups. That way,
you can include people of all ages.

You may know more about some disabilities than others. To mark the tool,
you should think about all people within each age group.  Make sure to
think about people with cognitive needs (due to autism, mental retardation,
mental illness, brain injury, substance abuse, or Alzheimer’s disease). Also
think about people with physical needs (due to accidents, injuries, illnesses,
age-related conditions, sensory impairments, and developmental conditions
like muscular dystrophy). That’s another reason to talk with other people. 

To evaluate your state, try to think about all programs that provide assistance.
This lets you see the big picture. Here is one way to do that. Think about the
different funding sources and groups of people who are eligible for services.
Chart 1 lists groups of people who need assistance and funding sources
available. You can use this as a checklist before you start filling in the tool.
This way you can make sure to include all programs in your review.

Using the Fact Sheets

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.
The fact sheets:

1. Identify the specific questions in the tool that address choice and
the questions that address both choice and consumer direction.

2. List possible issues to consider in your discussion with others. (You
may identify more.)

3. Include some specific information on Medicaid and state laws or
regulations that could impact a move toward consumer direction.

Broad Issues That May Impact Consumer Direction

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

1. 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. 

2. Worker shortages. Without an adequate supply of personal
assistance providers, consumers may not be able to choose their


