	
“The day the agency sent another new aide to assist me was the time I finally decided to take charge of my life.”  


in this module


Consumer direction means that as an individual with a disability, you can plan and direct your own services.


Term Definitions:
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self-determination: 

“Determination of one’s own fate or course of action without compulsion; free will.”

American Heritage Dictionary

consumer direction: 
When a person needing services (a “consumer”) is allowed to arrange and supervise (i.e., “direct”) the services they receive.


“Nothing about us without us.”  

-- Judy Heumann


BIO

Begin video
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Exercises

Exercises cont’d


“It’s not doing things by yourself; but being in charge of how things are done.”

~Judy Heumann  



A person with a disability should be a full participant in their community and have control over the types of services they receive and how these services are provided.


“As a person with a disability, do I have to do everything?”


NOTE:  Consumer control is an extension of family-centered care philosophy first used by the Federal Maternal and Child Health Bureau in working with children and youth with special health care needs.  



Aide, attendant, assistant, and worker are terms commonly used to refer to a person who is paid to deliver personal assistance.   



The law requires that students be involved in the development of their individualized education program (IEPs), as members of their own IEP teams. 


Exercises

Exercises Cont’d


The consumer direction philosophy says consumers should have more control and choice in their own routine daily living supports.



An aide does not need a professional license to perform most routine personal daily living tasks. 



Some people want a high level of control.

Some prefer a provider agency.

Others prefer mixing the control.



Flexible supports allow her to hire her own attendants, to set their wages, and to arrange their schedules around her own busy life…



A social worker from Community Support Agency arranged for a person-centered planning meeting with Marty’s friends to figure out how Marty could get the help he needs and remain as independent as possible…



As more people with disabilities choose the consumer-directed approach, they have found that new skills are needed to learn how to be the employer of the worker(s) who provide services.

Exercises

Early reports suggest that some consumers make very different choices than professionals, especially home modifications and furniture purchases that facilitate mobility.


Begin video
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Exercises


There are agencies that can help individuals who are willing to take on some consumer direction tasks.  



Remember to check with your state Medicaid agency to find out what the provider qualifications are for a particular Medicaid service.



A consumer may require a worker to have other skills or abilities in addition to the basic minimum qualifications for a provider.  


Exercises

summary & Preview


	
	Olmstead, Advocacy, and Community 

Module 3:  Consumer Direction:

Taking Control

Workbook

Introduction

“The day the agency sent another new aide to assist me was the time I finally decided to take charge of my life.  This was the sixth different aide that I had had in four weeks.  They were all nice and willing to help, but I was tired of training them!  With my disability, it is very difficult for me to move and I need assistance in just a certain way.  It would take me several days (and a lot of unnecessary pain) before the aide was able to position me correctly.  Then the aide would be gone and I had to start with another one.  My neighbor in the apartment upstairs had always been willing to assist me when I needed help and I realized that if I could pay her as a personal assistant, then I would have a lot more consistency in my life and less stress.”

What you just read is an example of a person who decided to plan and direct her own services.  She realized she could have control and she could practice consumer direction. 


Objectives


In this module, you will learn about consumer direction.  Consumer direction means that as an individual with a disability, you can plan and direct your own services.  Individuals with disabilities have been requesting greater control over their own services in recent years.  This module explains why many consumers want to direct their own services, and also describes some of the supports that are available for consumer direction.  

Self-determination and consumer control are related concepts.  By increasing your understanding of these approaches, you can advocate for more consumer direction, self-determination, and consumer control in your community.  These are the key principles you will learn:

· Understand the philosophy of consumer direction.

· Learn about the related concepts of self-determination and consumer control.

· Learn how home and community services can be provided through consumer direction.

· Learn more about advocacy issues in consumer direction.

· Compare consumer-directed approaches with professionally-managed services.

· Understand the supports that may be available to help consumers who desire to direct their own services.

Consumer Direction 


As you read before, consumer direction means that as an individual with a disability, you can plan and direct your own services.  Within this section, you will read about the factors that influenced the expansion of consumer direction and you will get to hear Suzanne Crisp define consumer direction. 
Expansion of Consumer Direction

Consumer direction did not occur suddenly, but rather was the result of advocacy and pressures within society itself.  Benjamin (2001) identifies these as:

· Three decades of aggressive advocacy by non-elderly persons with disabilities increased political pressure to expand publicly-funded, personal-assistance services that give consumers more autonomy to direct their own care. 

· Consumer movements called for the “demedicalization” of some conditions (such as disability, old age, and pregnancy) and services (such as supportive home care and childbirth) so the message of consumer direction has a broader context. 

· Concerns about the costs of long-term care made federal and state policymakers receptive to home-based service approaches considered to be less costly.  Because consumer direction reduces or eliminates the need for home care agencies and case managers, service costs are expected to be lower. 

· The recent shortage of front-line workers also increased receptivity to new strategies for recruiting long-term care providers.  For example, if recipients can hire family and friends as workers, this may help to address widespread difficulties in attracting workers to low-paying jobs in home care.

· The Supreme Court’s 1999 Olmstead decision has put additional pressure on states to consider diverse approaches to providing community placements and services for persons with disabilities. 

Advocacy pressures, cost issues, and lack of personnel in traditional services have all been instrumental in providing more opportunities for consumers to direct their own services.

Defining Consumer Direction

Read Suzanne Crisp’s biography and listen as she discusses and defines consumer direction and self-determination in this section of the video.

Biography

Suzanne Crisp 

Suzanne directed a Cash and Counseling Demonstration Project in Arkansas that enabled participants to gain greater control in decision-making, including hiring their own workers, determining which services they need, along with how much service they actually receive.  Suzanne is currently the Senior Research Leader for The MEDSTAT Group and is engaged in addressing a variety of fiscal management services for persons with disabilities who choose to direct their own services.
Play the video, Module 3, Section 1: “What is Consumer Direction?” (5 minutes). When she is finished, proceed to the exercises below.

Application and Discussion

1.  Towards the beginning of the module some factors that contributed to the expansion of consumer direction were listed.  What are some other factors in our country today that are helping the movement toward greater consumer control and direction? 

____________________________________________________________________________________________________________________________________________________________________________________________________

2.   How is quality of life enhanced by consumer direction?

__________________________________________________________________________________________________

3.  What is your opinion of Judy Heumann’s description of self-direction: “It’s not doing things by yourself, but being in charge of how things are done?”  ______________________________________________________________________________________________________________________________________________________

4. When Suzanne Crisp was describing the stereotypes for elderly people who needed care, she sarcastically used this statement: “It’s okay to be a mind reader for an aged person.”  What does this mean?
______________________________________________________________________________________________________________________________________________________ 

5. Are consumers the best judge of what their needs are and the approach to meeting those needs?  Why?  Why not?

____________________________________________________________________________________________________________________________________________________________________________________________________

6.  Can you provide an example of an instance where you were the best judge of your needs?  And an instance when you weren’t the best judge of your needs? 
________________________________________________________________________________________________________________________________________________________________________________________________________


7.  What is a cross-disability advocate?

____________________________________________________________________________________________________


8.  In each of the scenarios below, what are these people practicing? 

--An elderly person who has severe arthritis and can’t cook has an aide help her fix her favorite recipes.  

--A man who uses a wheelchair hires his nephew to come by each morning and help him get ready for work.  

--A young woman with cognitive disabilities has hired her sister to help her balance her checkbook and make her weekly grocery list.

--Parents of a child with a disability have employed the child’s aunt to help bathe and dress her each day. 

___________________________________________________________________________________________________________________________________________________

Self-Determination and Consumer Control


Before looking at specific steps for achieving consumer direction, we will briefly discuss the philosophy of other related concepts that Suzanne mentioned in the video: self-determination and consumer control.  These terms reflect a consumer focus in services and advocacy that is having a significant impact on home, school, and community services for people of all different ages with all types of disabilities.  After that, we will examine how these concepts are a critical component of transition.

It is important to understand that the values underlying these interrelated concepts are the same:  A person with a disability should be a full participant in their community and have control over the types of services they receive and how these services are provided.
Self-Determination

The idea behind self-determination is that a person with a disability, regardless of the severity of the disability, has choices, preferences, and dreams. These choices, preferences, and dreams must be respected and should also serve to guide the services and support that people need. The skills that promote self-determination include self-management, self- advocacy, choice making, problem solving, decision-making, and goal setting.

With the opportunity of self-determination, also comes responsibility that can sometimes be frightening.  Some may ask “So, as a person with a disability, do I have to do everything?” People with disabilities should not have to make all their decisions by themselves, just as people without disabilities rely on others to support them.

In self-determination, an individual may invite friends and family members (in a “circle of support”) to assist in directing and managing services. Various methods have been developed, such as “person centered planning,” to help the person clarify and express his personal preferences. 

“Person centered budgeting” is an approach to help the person use public resources to help achieve their goals.  The person's legal representative, family members, or substitute decision-maker may assist and advise the individual and help with management tasks. 
Consumer Control 

Self-determination and consumer control are not totally different.  Consumer control is just another way of describing who should be in charge.  

· Consumer control implies that individuals with disabilities should have control over their own services based on their choices, preferences, and dreams.  

· Consumer control means that the power and authority within organizations that provide services to enhance independence and to advocate for social change should be directed by consumers. 

· Individuals with disabilities should have the power to decide the priorities and the activities of the organization in overcoming the community barriers encountered by its consumer population.

· In the school system, the “parents as expert” philosophy means that for younger children, the special education services should be designed and guided by the family who know their child best and a team of qualified professionals.  

Self-Determination: A Critical Component of Transition

The transition from school to work and community is one of the first times in their life when youth have the opportunity to assume a more adult role and thus, more responsibility and control.  To promote self- determination during transition, it is important for families and the person’s support system to:

· Assist students to develop greater self-awareness and to learn decision-making. 

· Provide opportunities for youth and young adults to learn other skills that they need to plan their future, such as goal setting and negotiating.

· Allow youth to make decisions and experience consequences of their actions.  By doing this they can learn the skills needed to become self-directed.

What’s exciting is that the Individuals with Disabilities Education Act (IDEA) Amendments of 1997 clearly support student self-determination. IDEA requires that: 

· Students are involved in the development of their individualized education program (IEP) as members of their own IEP teams and that they attend their IEP meetings as an active participant. 

· Student’s educational programs must be based on the student’s preferences and interests.

As the philosophy of consumer direction becomes integrated into more and more disability programs and policies, it is important for youth to develop these crucial skills.  Consumer direction is not just a concept for health services.  It applies to a broad range of services and supports for persons with disabilities.

Application and Discussion

1.  What do you think about Judy Heumann’s quote “Nothing about me without me”?  How does this relate to the old paradigm?  To the new paradigm?  

________________________________________________________________________________________________________________________________________________________________________________________________________


2.  Have you heard the term ‘self determination’ used in another context?  What does it mean to you?  Is there a self-determination project in your state?

________________________________________________________________________________________________________________________________________________________________________________________________________

3. At the Center for Independent Living, several consumers serve on the Board of Directors and are responsible for setting the governing policies and priorities for the Center.  Is this an example of consumer direction?
__________________________________________________


4.  Can you see evidence of consumer control in organizations you belong to?  Explain.

______________________________________________________________________________________________________________________________________________________

5.  How effective are your local schools in supporting self- determination for youth and young adults?  Can you think of examples?
________________________________________________________________________________________________________________________________________________________________________________________________________

6. What are some strategies that parents can use to assist youth to assume consumer direction in their lives?  Is this a simple one-step process?  Why?  Why not?
________________________________________________________________________________________________________________________________________________________________________________________________________

7.  Scenario: John is 29 years old and has lived in a nursing home since he was 10 years old.  He has a severe spinal cord injury and needs oxygen, uses a wheelchair, and cannot speak.  He has a head pointer and a communication board.  He wants to live in the community. 

How easy do you think it would be for John, who has not been accustomed to making decisions himself, to become self-directed?  What problems do you think he may experience? Provide examples.

______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

What role might a CIL play in helping John learn the skills he will need to live in the community?  Can you think of specific activities for advocates to help John?

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Consumer-Directed Home and Community Services


Home and community service programs funded by Medicaid are frequently criticized for operating under a so-called “medical model” or professionally-managed model.  In this model, professionals decide what services will be provided, how they will be provided, and who will provide them. 

Many individuals with disabilities feel that current agency-directed approaches for home and community services do not meet their needs. Consumer direction is a trend that separates needs for medically trained providers from needs for routine daily living supports. All people have preferences for how personal-care tasks should be done.  The consumer direction philosophy says consumers should have more control and choice in their own routine daily living supports.

One of the most commonly used services required by individuals living in the community is personal assistance.  Personal assistance refers to non-medical services that a person needs to live including help with personal activities and other routine living needs such as: 


· bathing

· dressing

· eating 

· cooking 

· shopping 

· housekeeping 

When service needs are greater than what family members or friends can provide, these services typically have been provided by home care agencies.  These agencies send nurses, therapists, and aides into the home to deliver both medically related home health services and non-medical personal assistance. 
Consumer Direction to Professional Management: A Continuum 

Consumer-directed services and professionally-managed services represent two ends of a continuum.  It is important to understand that consumer direction does not have to be an “all or nothing” choice. Individuals and families differ in the extent to which they want to take on full management of their services.  Some people want a high level of control over their services and supports, while others prefer a provider agency to manage their services – so long as the agency is responsive to their needs and preferences.  Still others prefer to mix their control, with agencies providing some supports, and the individual directing others.  See Figure 1 for how the continuum works.

                                            Continuum

  Consumer Direction                                          Professional Management


Figure 1. Consumer Direction to Professional Management Continuum.  People have a choice on how much control they want to maintain, and it can vary for circumstances and situations.
To help you understand the differences between consumer direction and professional management, an example of each is provided below:


Consumer-Directed:  Clara Jones is 24 and has cerebral palsy that requires use of a power wheelchair and assistance in bathing, dressing, and meal preparation.  Clara lives in her own apartment down the street from her parents.  She works part-time and attends college.  Clara receives self-directed home and community supports from Medicaid. These flexible supports allow her to hire her own attendants, to set their wages, and to arrange their schedules around her own busy life.  At first she had difficulty finding dependable workers that she could rely on.  But she found someone who was willing to live in her apartment and help her in the mornings and evenings in exchange for rent.  Her family members are near in case her attendant isn’t available.  


Professionally-Managed:  Marty Jasper is 31 and has a brain injury from a car accident 10 years ago.  Marty needs reminding to take his medications for seizures, and needs help in managing his money.  Marty receives SSI and has a job stocking parts at a hardware store.  Marty lived with his mother in the family home until she died last year.  A social worker from Community Support Agency arranged for a person-centered planning meeting with Marty’s friends to figure out how Marty could get the help he needs and remain as independent as possible.  The biggest challenge was figuring out how to pay for support services because Marty did not qualify for Medicaid home and community services.  The social worker helped Marty write a PASS plan to enable Marty to hire an assistant to help with his medications, the household bills, and home maintenance so he could continue to live in his home.

Consumer as Employer: A Big Responsibility

As an increasing number of people with disabilities choose the consumer-directed approach, they have found that new skills are needed to be the employer of the worker(s) who provide services.  If you think about what it means to be an employer, there are a lot of responsibilities. Individuals who want greater self-direction need to understand the extent of the responsibility involved with being an employer. 

Table 1 lists the tasks that are necessary to employ a person to perform personal assistance services.  The left column lists the responsibilities, the middle lists who is responsible under a strict consumer-directed approach, and the right column lists who performs the task in a purely professionally-managed approach.
Comparison of Consumer-Directed Services with 
Professionally-Managed Services


Consumer-Directed Services
Professionally- Managed Services
Recruiting / Hiring/ Firing

Consumer locates, interviews potential workers, makes hiring decision, and may fire worker.

Agency recruits, hires, 
assigns worker ,
and may fire worker.

Supervising / Scheduling

Consumer tells worker what to do, negotiates schedule, evaluates performance.

Agency establishes worker tasks, sets staff schedule,
evaluates worker performance.

Training the Worker

Consumer responsible for training worker in specific job duties.

Agency responsible for training worker in general job duties.

Paying the Worker

Consumer responsible for worker paychecks, payroll taxes, filing government reports.

Agency responsible for  worker paychecks, payroll taxes, filing government reports.

Setting Provider Qualifications

Consumer sets qualifications (within Medicaid requirements).

Agency sets qualifications
(within Medicaid requirements).

Decisions About Quality

Consumer decides if he/she is satisfied with worker performance.

Agency has quality standards (within regulations) for worker performance.

Table 1. Comparison of Consumer-Directed Services with Professionally-Managed Services.  The left column lists the responsibilities, the middle lists who is responsible under a strict consumer-directed approach, and the right column lists who performs the task in a purely professionally-managed approach.

Application and Discussion

1.  What is exciting about consumer-directed services for consumers?  Families?  CIL staff?

________________________________________________________________________________________________________________________________________________________________________________________________________

2.  What is challenging about becoming an employer?  For consumers?  Families?  CIL Staff?

________________________________________________________________________________________________________________________________________________________________________________________________________


3.  Should all services be consumer-directed?  Why?  Why not?

________________________________________________________________________________________________________________________________________________________________________________________________________

4. If a youth with a disability has difficulty communicating their wants and needs, is consumer direction still possible?

____________________________________________________________________________________________________

Myths of Consumer Direction


A consumer-directed, federal demonstration project known as Cash and Counseling has been tested in three states (Arkansas, Florida, and New Jersey).  In this model, consumers receive a monthly cash allotment that can be used to purchase any services or goods they consider essential.  

Early reports suggest that some consumers make very different choices than typical professional choices.  Consumers used the cash for home modifications and furniture purchases that facilitate mobility but are not covered by Medicaid.  Recipients can manage cash directly or pay a small fee to have a certified fiscal agent manage the funds.  Most have chosen to use the fiscal agent.  The counseling part of the program involves peer professionals who are available to provide consumers with information to enable them to make informed decisions.   

Watch Suzanne Crisp discuss the myths about consumer direction that she has encountered in her experience in the Cash and Counseling program in Arkansas.   

Play the video, Module 3,  Section 2: “Myths about Consumer Direction” (2 minutes).  Then proceed to the exercises.

Application and Discussion

1.  Do the myths reflect the old paradigm or the new paradigm? Why?

______________________________________________________________________________________________________________________________________________________


2.  How would you respond to each of the myths?  Are they myths or are they truths?  Write M for myth or T for truth.

___  Misuse of money

___  Abuse and exploitation

___  Not interested

___  Lack ability

___  Health will decline

___  Too vulnerable

___  Case managers know best

___  Agency services are superior

3.  Why did you answer the way you did?  Have you or anyone you know had experiences with people believing some of the myths?

______________________________________________________________________________________________________________________________________________________

Consumer Direction Supports 


Many states and communities have been trying out various ways to support consumers who want to have more control over their services, yet do not want to take on all of the responsibilities.  Some consumers are afraid of the risks involved with consumer direction, while others feel they don’t have the necessary knowledge and skills.  

There are agencies that can help individuals who are willing to take on some consumer direction tasks.  Supports for consumer direction can lessen the risks and burdens on the consumer or family.  Not all of these supports may be available in your community, so you will have to investigate to find out what is available.  The supports we will discuss are supports for coordinators (brokers, agents, and counselors), recruiting and hiring, scheduling, training, paying workers, and setting worker qualifications.

· Coordinators (Brokers, Agents, and Counselors): Assistance for individuals in managing and directing their home and community services and supports can be provided by paid professionals who are variously termed service coordinators, support brokers, personal agents, or counselors.  This new terminology underscores the philosophical differences between professional case/care management as typically practiced and supporting individuals in directing and managing their own services.  Assistance can also be provided through peer counselors and staff at independent living centers.

· Recruiting and Hiring: Public programs may help in identifying potential personal assistants by maintaining a worker “registry” or list of available or qualified candidates.  Programs may help the consumer perform a criminal background check for potential employees.
· Scheduling:  Consumers negotiate with workers for the times they need them, although Medicaid will limit the maximum number of hours authorized in a time period (e.g., in a month).   However, sometimes workers do not show up or the consumer needs emergency assistance. An emergency backup plan should be developed. 

Sometimes agencies will agree to be part of a backup plan in emergencies (with the understanding the consumer is responsible for their fee).

· Training: Two types of training are available.  Training for the consumer to learn how to direct his/her own services may be offered through an independent living center or other community organization. 

Training for the personal assistance worker may be available through a local community high school or college, or the Internet, such as Certified Nurse Assistant (CNA) training, or First Aid training.

· Paying Worker(s):  Consumers who use the self-directed model say that the most difficult task is paying the employee and handling all of the associated paperwork.  This paperwork includes preparing paychecks twice monthly, figuring the right amount of payroll taxes to take out, filing reports with the Internal Revenue Service, figuring out how much money is left to pay for services, making reports of how the money was spent, and so on. 

Fortunately, some organizations are developing special services to assist consumers with these financial and reporting tasks.  There are several terms used for these kinds of organizations. Intermediate Services Organization (ISO) is the term used by the federal Internal Revenue Service.  Other terms used are Fiscal Intermediaries, Personal Services Agents, or Fiscal Agencies. 
· Setting Worker Qualifications:  Services that are paid for with Medicaid funds must have minimum qualifications for providers of any service, whether consumer-directed or professionally-directed.  Medicaid is a public program and is accountable to taxpayers for how money is spent.  But qualifications for providers (workers) are in the domain of the state according to state and local laws and regulations. Your state Medicaid program may have different qualifications for providers within consumer-directed programs than it does for providers in professionally-managed services.  We have listed some examples of minimum provider qualifications for personal assistance services; however, you will need to contact a representative of your state Medicaid program to learn what the provider qualifications are in your area. 

Examples of minimum provider qualifications for personal assistance services: 
· 18 years of age or older.

· Social Security number.

· Ability to understand verbal instructions.

· Ability to record written notes.

· First Aid Certification.
· Willingness to undergo criminal background check.
Remember to check with your state Medicaid agency to find out what the provider qualifications are for a particular Medicaid service.

A consumer may require a worker to have other skills or abilities in addition to the basic minimum qualifications for a provider.  For example, the ability to transfer a 180 pound adult in and out of bed or to have a driver’s license. An employer (consumer) can require certain qualifications to meet her needs for assistance.  Suggestions for relevant provider qualifications may come from other consumers who have used personal assistance.

Application and Discussion

1.  Read through the supports for consumer direction.  How many of these are available in your community?  Is there a registry or list of personal assistants?  Do you know what agency(ies) maintain a list?  Is training or preparation for consumers offered? 

________________________________________________________________________________________________________________________________________________________________________________________________________

2. Invite a consumer who is using one or more of these supports to meet with your group to describe how they work. 


3. Does your state offer Fiscal Agency services?  Invite a representative of the Fiscal Agency or someone who uses the service, to your group to explain how it works.  Ask them to bring a brochure, forms, or a packet of information about Fiscal Agency services.

4. Based on this module, how do you feel about consumer-directed services?  Why?

____________________________________________________________________________________________________

Beyond Consumer Direction—What’s Next?


This module discussed consumer direction, self-determination, and consumer control; or ways that consumers can have a say in what their services are and how they are provided.  It compared consumer-directed services to professionally-managed services, and discussed supports that may be available to help consumers direct their own services.  Understanding these concepts will help you understand the direction you need to—or want to take in developing your plan for advocacy.  For more information on issues for advocacy in consumer direction, see Appendix C: Issues for Advocacy in Consumer Direction.

Module 4-IL: Getting People Out of Nursing Homes and Other Institutions will provide real experiences of two advocates from Texas and Kansas in moving people from institutions into the community. 
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