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Statement of the Problem

When a person has been diagnosed with a terminal illness and no longer desires to seek aggressive treatment, hospice services are an alternative form of care. Rather than fight a disease through a series of heroic treatments, the focus of care is on providing comfort and support for the patient and family (Kropf, 2000). These services do not attempt to take the place of care provided to the patient by his or her family, physician, and/or nursing facility; rather, the agency functions as a support service (Sendor & O’Connor, 1997). This distinction must be made clear to caregivers upfront in order to avoid miscommunication about the purpose of hospice.
The stress of caring for the terminally ill patient can become overwhelming. The progression of a terminal disease, even when allowed to run its own course, is often a lengthy process. The body may continue its own fight against the disease for months or years following the cessation of aggressive treatment. It is painful for many families to watch their loved one succumb to the illness, especially when this process occurs over the course of multiple years. Because of the length and intensity of care, caregiving may become too much for the family to handle. The physical strain of providing total supervision, coupled with the mental anguish associated with anticipatory grief work, can jeopardize the the caregiver’s health.
The Case of Helen Thomas

Helen Thomas is a 94-year-old Caucasian widow who resides in a nursing home in Midwest City, Oklahoma. Mrs. Thomas suffered a Cerebral Vascular Accident (stroke) nine months ago, and entered the nursing facility three months later after fracturing her right hip and falling in her home. She has difficulty feeding herself, is nearly deaf in both ears, and suffers from poor vision. The stroke has left her extremely weak, and she is confined to a wheelchair. Mrs. Thomas’ children have noticed that the stroke has also affected their mother’s mental functioning. She continues to recognize her family, but has become increasingly confused to place and time. Mrs. Thomas’ 68-year-old daughter, Karen, devotes the majority of her time to attending to her mother’s care at the nursing home. Karen arrives every morning at 10:00 to visit her mother, and remains at the nursing home until 8:00 each night.  

Karen is in poor health herself, and has been diagnosed with Type II Diabetes, hypertension, and kidney problems. Since her mother started receiving hospice services, Karen has been hospitalized twice due to complications with her diabetes and a fall, which resulted in a broken ankle. She has lost almost fifteen pounds in the last five months. Karen has asked the hospice staff to provide her mother with volunteer sitters to keep her company during the day so that Karen can have some time to herself. The hospice is unable to comply with this request due to a lack of volunteers; however, Jenny Smith, MSW, visits Mrs. Thomas during the lunch hour twice each week.  

Rather than take the time off to herself as she wanted, Karen remains present in the nursing home or runs errands for her mother during the worker’s visits. The hospice staff feels that Karen is jeopardizing her own health by her constant attention to her mother, which some employees view as over-involvement. While Mrs. Thomas is benefiting from the worker’s interaction, Karen’s health appears to be declining. The hospice team has asked Jenny to address the situation with Karen.

Ethical Considerations

An important ethical consideration to make in this case involves the concept of self-determination. Jenny, as a hospice social worker, treats the emotional needs of the patient and family, in this case Mrs. Thomas and Karen. Although the hospice staff has endeavored to ease the burden of care placed on Karen, she appears to be refusing to accept this service. According to the National Association of Social Workers’ [NASW] Code of Ethics (1999), “Social workers respect and promote the right of clients to self-determination and assist clients in their efforts to identify and clarify their goals” (p. 7). Jenny must help the team realize that Karen has the right to follow her own actions, and is not officially a client of the hospice unless she considers herself to be one. However, if Karen’s health is being jeopardized by her own actions, Jenny may need to confront Karen.

Implications for Care Planning

This case involves many important issues. The social worker must examine the potential consequences of any action taken. Karen wishes to remain in charge of overseeing her mother’s care, but she does so at the risk of her own health. If Jenny chooses not to discuss this with Karen, Karen’s fragile state of health may worsen to the extent that she is re-hospitalized and unable to visit her mother at all. If Jenny does confront Karen, she will need to do so diplomatically. Karen may feel that Jenny is overstepping her boundaries, and may wish to remove her mother from hospice services. Perhaps the most prominent barrier to the resolution of this issue involves Karen’s perspective of the identified client. She believes that hospice is solely responsible for providing care for her mother. However, hospice, and particularly the social worker, are concerned about the welfare of the whole family.

Jenny must examine the resources available to her in this situation. Karen’s younger brother, Bob, lives in a nearby town, but travels frequently with his job, and is not available to help Karen with Mrs. Thomas. If Karen reaches a point where she is too exhausted to assist with any of her mother’s care, she may need some respite care for herself. Hospices generally offer a respite program for caregivers. Because the demands of twenty-four hour care can be quite extreme, caregivers are allowed to “cash-in” a voucher for up to five continuous days of respite (Sendor & O’Connor, 1997). However, this program is ordinarily used when a patient is being treated in his or her own home and has live-in help. Because Mrs. Thomas is a nursing home resident, Jenny will need to find out if Karen would qualify for the respite program before making this option available to her. Jenny should also consider Mrs. Thomas as a resource in this case. Karen is devoted to her mother’s care, and wishes for her to remain content and comfortable until she passes away. Perhaps Mrs. Thomas could discuss her concerns about Karen’s health with her daughter while she is still able to communicate them.

Another important issue to address concerns multiple points of view and needs in this case. Which objectives are most important to whom? The hospice team places an emphasis on providing good care for the patient and support for the family. Some of the team members assigned to this case feel that they are unable to adequately perform their jobs with Karen’s constant presence. Mrs. Thomas’ opinion should also be taken into consideration as well.  

Jenny will need to consider the outcomes that will most likely result from the decision she makes in this case. Karen has mentioned several times how exhausted she is when she goes home every night. She lives alone and has no one there to care for her after her long hours of caregiving. Her safety and potential jeopardy should be at the forefront of Jenny’s mind. Mrs. Thomas’ condition has declined at a relatively stable rate; however, she may deteriorate significantly if Karen were to become ill or injured.

Implications for Social Work Practice

This case offers some clear implications for social work with aging clients. Social workers must always be aware of the client’s right to self-determination. A client is not a client simply because the social worker is expected to work with him or her. Productive social work can only be done if the client chooses to participate in the relationship as well.  

The social worker in this case needs to examine the barriers to effective communication with this family.  Clients should be told upfront what services the agency they have contracted with will provide.  A clear understanding of each person’s role in the treatment process is vital to good social work.
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