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	Appendix C: Issues for Advocacy in Consumer Direction
Several issues are important to understand if you become involved in advocacy for increased consumer-directed services in your community. The issues discussed are: 

1) Stereotypes or assumptions about consumer direction related to the age of the consumer.

2) Controversy around paying family members as providers.

3) Assuring quality in home-based services. 

4) Performance of skilled nursing tasks. 

Each issue discussion includes references to recent research to illuminate the current state of knowledge about these important consumer direction issues.
 

Assumptions about Consumer Direction Related to the Age of the Consumer

Some people may question whether consumer direction is appropriate and desired by older persons. The preferences and experiences of those over age 65 may seem to differ in important ways from those of younger persons with disabilities. Older persons may be accustomed to services arranged by case managers and delivered by medically oriented home care agencies. 

The elderly may have more unstable medical conditions and thus may need more professional monitoring at home than is true for younger persons with disabilities. For elderly persons, the focus of support services has been to maintain current levels of functioning at home and to slow what is seen as inevitable decline. In contrast, younger persons with disabilities tend to view home-based services not as an end in themselves but as a means to a better life. For them, quality of life is defined not solely in terms of maintenance at home but of education, employment, recreation, and other activity outside the home. Younger persons with disabilities are seen as more grounded in “independent living” ideals and as having stronger preferences for directing their own lives. 

Research shows that consumer direction is appropriate and desired by persons across age and functional abilities: 

· Older persons are somewhat less enthusiastic about the benefits of self-direction, their expectations and experiences are similar to those of their younger counterparts.

· The preference for self-direction among older persons is similar to younger persons when choices involve daily living, personal services, and home settings. Like others, they prefer to have a say in what is done, when, and how.

· Older recipients may need more outside support in getting started and making consumer direction work.

· Older persons are more likely to prefer hiring family members as support workers.

Controversy Around Family Members as Providers 

Federal Medicaid regulations prohibit federal payment to “legally responsible” family members (such as spouses or parents of minors).  Some states will allow certain family members to be paid with other public (non-Medicaid) funds. Advocates of hiring family members argue that consumers must recruit their own workers and should not be limited in whom they may hire; in a tight labor market consumers need maximum latitude to recruit help. From a practical standpoint, family members represent a large pool of helpers for persons with disabilities.  

Using public funds to pay family members for services to their relatives is a controversial issue. Taking care of family members is generally seen as fulfilling a moral duty. Also, critics worry that public payment weakens the moral bonds that support family commitments. Critics (often state officials) also suggest that the opportunity is great for fraud and abuse by families, and that paying family members would require more administrative monitoring, thus would increase costs. Critics worry that costs will explode if the availability of public payment persuades large numbers of family members, now providing services out of moral duty, to demand payment instead. 

Debate about paying family members is further complicated by the argument from some disability advocates that family members should be the last choice in hiring, since familial ties complicate what should be an employer-employee relationship between consumers and workers. 

While there is relatively little research on payments to family members, the following studies give some interesting information: 

· In one study, about one in five paid family providers had not been providing unpaid services to the recipient prior to hiring, so the pool of available help expanded as a result of allowing payment to families.

· The same study found that certain outcomes (including a feeling of safety and choice) are more positive for consumers when the provider is a family member.

· The Cash and Counseling Demonstration (where consumers select their workers) found little fraud and abuse in either family or non-family provider arrangements.

· Few if any systematic data exist to compare abuse of consumers or program funds in agency care, services by consumer-hired non-relatives, and paid family arrangements.
 
Deciding What is Quality

Quality can mean many things. From a consumer perspective, quality is fairly simple. If you are the one who receives personal assistance, quality means: Does the worker do what you want, when you want it, and how you like it done? Is the worker respectful to you? You don’t need a professional licensing agency to tell you what is quality.

Advocates of consumer direction argue that uniform professional standards have only limited relevance to how people judge the quality of their support services and relationships with their workers. In this view, professional oversight may be unnecessary for services that are intimate and personal and only minimally medical or technical. Where personal services in the home are involved, values and preferences will vary about what are essentially quality-of-life issues, such as what is appropriate, adequate, comfortable, and secure. In this case, adequate performance can reasonably be judged by the person to whom services are provided. 

A few studies have looked at quality in home-based services. A small number of studies suggest that the actual risks to consumers associated with self-direction seem no greater than those with agency-based services.
· A study of elderly Medicaid recipients in three states found a strong association between participation in a consumer-choice program and recipients’ satisfaction with personal assistance services.
 

· A small study of younger recipients of consumer-directed services in Virginia found that they reported higher satisfaction and greater work productivity than those receiving agency or informal services.
 

· In a federally funded study of recipients assigned to agency-delivered versus consumer-directed services in California, service outcomes for the self-directing group were no different from those of agency recipients on measures of safety and unmet needs and more positive on measures of service satisfaction and quality of life.

· The same study found that home care agency workers received less service training than expected, while consumer-hired workers received more than predicted, although from diverse and unplanned sources (such as from a family physician or a home health nurse).

Performance of Skilled Nursing Tasks

A central assumption of consumer direction is that most personal assistance is not medical. Yet medically related procedures such as assistance with medications, injections, catheters, and ventilators are part of daily life for many persons with disabilities. Assuring the adequate oversight of medically related services delivered at home remains a challenge.  States have adopted nursing practice laws that define nursing tasks and prohibit non-licensed persons from performing them.

Although consumer-directed services reject the medical model, state laws and regulations about the performance of "skilled nursing tasks" make avoiding a medical model difficult. Federal Medicaid policy does not dictate who must perform skilled nursing tasks, only that such tasks must be performed in compliance with applicable state laws. But state laws and regulations often dictate that such tasks be performed by or closely supervised by a licensed nurse--thereby creating barriers to consumer direction.  Liability concerns sometimes also stand in the way of promoting consumer-directed service models.  

A 1999 HCFA State Medicaid Manual transmittal specifically states:  

"Services such as those delegated by nurses or physicians to personal care attendants may be provided so long as the delegation is in keeping with state law or regulation and the services fit within the personal care services benefit covered under a state's plan. Services such as assistance with medications would be allowed if they are permissible in states' Nurse Practice Acts, although states need to ensure that the personal care assistant is properly trained to provide medication administration and/or management.”

Most states restrict performance of medical or "paramedical" tasks to licensed medical professionals, although most physician and nurse licensing laws do permit individuals to be trained to perform skilled services for themselves or for close family members. Federal Medicaid law references state licensing laws by requiring that state Medicaid plans comply with all "applicable" state and local statutes. 

Under the Nurse Practice Acts in most states, tasks such as catheterization, injections, and administering medications are considered invasive procedures, which may be performed only by paid personnel who are registered nurses or persons supervised by registered nurses.  

In a 1997 Medicaid conference they identified two alternative approaches that several states use in addressing non-licensed persons performing nursing tasks. The two models are: delegation and exemption. 

Delegation

Registered nurses (RNs) may delegate “nursing” tasks to individuals they train and supervise. Accountability for delegated tasks remains with the RN. Some Nurse Practice Acts hold nurses strictly accountable for any negative outcomes of tasks performed by their delegates. If the worker to whom a task was delegated negligently harms the consumer, the RN would be liable only if it were established that his or her assessment, training, supervision, or other aspect of the delegating process were performed negligently.  Most Nurse Practice Acts do not differentiate between delegation in an inpatient setting, such as a hospital or nursing homes (as contrasted with nurse delegation in a home care setting).  

Exemption

The exemption alternative provides a way to deal with liability concerns. The primary difference between specific delegation and exemption is where the authority and responsibility lie. In an exemption approach, it is the implicit right of the person needing a service to manage provision of a service, as he or she prefers, as long as the provider of service falls within the exempt category. Nurses are not held responsible for provision of the service, but they may continue to play an important role in educating the provider and the consumer of the service--as well as, in some instances, monitoring the service over time.  Several states have dealt with the delegation issue by providing specific "exemptions" in their Nurse Practice Acts for consumer-hired personal attendants in Medicaid funded programs. (Most, if not all, states exempt family members.) This approach not only protects nurses, who may assist in training consumer-hired aides without assuming liability for the aides' subsequent actions; it also protects the state against liability for any harm that might be caused by consumer-directed aides.

Group Activity

Select one of the four Issues for Advocacy discussed in this appendix and discuss the questions below on your selected topic.

1. Stereotypes about Consumer Direction and Age of the Consumer

Do you know an elderly person who needs personal assistance at home? What are your assumptions about that person’s desire and ability to be self-directed? Does that person have family member(s) involved with caregiving?  Discuss what you think are differences in the desires and needs of elderly persons compared with younger adults who need personal assistance.

2. Paying Family Members

Do you think that the ability to pay a family member would encourage more people to become personal attendants?  What do you think about public officials’ concerns that if family members were paid, many who now provide support at no cost would expect to be paid, and the government costs for care would  ”skyrocket”? Is this a realistic concern?

3. Assuring Quality in Consumer-Directed Services

Do you know of instances where individuals with disabilities were abused or neglected by their paid caregivers?  Did this occur at home or in a nursing facility? Discuss the research finding that “home care agency workers received less service training than expected, while consumer-hired workers received more than predicted, although from diverse and unplanned sources.” 

4. Performance of Skilled Nursing Tasks

Discuss specific examples of routine services that individuals with disabilities might require that must be performed by a licensed nurse. What are the risks to the person with the disability in having someone without the proper skill perform the task?  Does a person with disability have the right to take the risk for him/herself?  

Research to see if your state allows Delegation or uses Exemption for individuals with disabilities to receive services covered by the Nurse Practices Act. What are the implications of either approach for the individual who needs the services?
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