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Statement of the Problem

Terminally ill persons undergo many physical changes throughout the progression of the disease.  One particular change that many patients experience is the development of dysphagia, a condition marked by difficulty with proper swallowing (Mann & Hankey, 2001).  A dysphagic patient is at risk for aspiration (food and fluids are inhaled into the lungs) if he or she continues to take food orally (Hudson, Daubert, & Mills, 2000).  Hospice patients generally do not opt for PEG (stomach) tube placements, as this would be considered aggressive and invasive treatment.  The most common method in place to treat patients with dysphagia is to feed them liquids thickened to a consistency that they are able to safely swallow (J. Long, personal communication, March 5, 2002).  

Nursing homes will automatically begin thickening the liquids for patients with dysphagia in order to encourage them to eat.  The facility would not want to be held liable if the patient began losing weight due to malnutrition caused by the dysphagia.

The Case of Fred Rogers

Fred Rogers is an 85-year-old married Caucasian male, diagnosed with Parkinson’s disease and dementia.  He is a resident at a nursing home in Oklahoma City, and has been on hospice services for approximately two months.  During his time on hospice, his Parkinson’s has progressed to the end stages, and he has developed dysphagia.  Mr. Rogers does not have a PEG tube placement; therefore, the nursing home has contacted his wife, Ruth, to inform her that they are planning to thicken his liquids in order to keep his weight and energy level up.  Mr. Roger’s dementia has progressed to a state where he is no longer able to make decisions for himself.  Ruth has contacted the hospice social worker, Jim Price, to find out if there is any way to stop the home from administering thickened liquids, as she believes her husband does not enjoy the taste or consistency of the treated liquids.  She would like for him to be able to continue to eat the foods he prefers.

Jim explained to Ruth the reasoning behind the nursing home’s decision to thicken the liquids and also explained the risk Fred would be taking for aspirating if he continued to eat regular foods.  Ruth was adamant about her feelings related to her husband’s preferences, and asked for assistance in ensuring her husband could eat the foods he likes.  Jim presented her with a nutritional waiver that would allow Fred to eat what he wanted and would clear the nursing home from any liability.  Ruth was happy to have the form; however, her Power of Attorney for Fred did not allow her to make healthcare decisions on his behalf.  Fred did not have a Living Will, nor had he ever designated a Health Proxy to make medical decisions for him.  Ruth felt at a loss as to how to proceed with the waiver now that it was apparent that she could not legally make this decision on behalf of her husband.

Hospice endeavors to include as many members of the family as is possible in decision-making when there is no person legally designated to do so.  A person’s values are shaped in part by the family in which he or she is reared.  Even if a person is unable to express his treatment preferences directly, as is the case with Fred Rogers, his family can speak from the same context and approximate his wishes (Safford, 1997).  The Rogers have three children, all living out of state with families of their own.  Jim explained that if he contacted each child and they agreed to the nutritional release, Ruth could sign it on the family’s behalf.  Ruth disclosed to Jim that their oldest children would be willing to allow her to sign the waiver, but their third child was estranged from Fred, and may not wish for him to have the waiver.  Jim promised he would explain the situation fully to all of the Rogers’ children, and proceeded to call them.

Ethical Considerations

There are several ethical implications for this case.  The issue of client self-determination is of prime importance.  The nursing home strives to prolong the lives of its residents, and is not always supportive of the hospice philosophy to withhold aggressive therapy.  They also do not want to be held responsible if Mr. Rogers aspirates on his food.  The National Association of Social Workers’ [NASW] Code of Ethics (1999) stresses a commitment to clients as the primary responsibility of members of the profession.  Jim must advocate for his client, Mr. Rogers.  He must convince the nursing home to honor Mr. Rogers’ wishes, even if he risks aspiration.

Quality of life versus quantity of life is also important to consider.  Is it more important for Mr. Rogers to live longer if it means he cannot enjoy the foods he favors, or is it better for him to eat the foods he wants at the risk of jeopardizing his health?  Jim must also consider what might happen if the Rogers’ youngest child does not agree to have Ruth sign the nutritional waiver, and how this decision will affect Mr. Rogers’ health and well-being.

Implications for Care Planning

Jim must make many considerations within the context of this case.  Mr. Rogers is unable to make decisions for himself.  He has no Power of Attorney for health care, nor a health proxy.  Therefore, the responsibility for making decisions regarding his care falls back on his family.  The Rogers’ family dynamics directly affect the outcome of this case.  If the youngest Rogers’ child does not agree with the decision of the rest of the family, Mr. Rogers will remain on a diet of thickened liquids.  

Due to the legal state of affairs, alternative options for the family are few.  Ruth could seek guardianship over her husband.  However, this process is often complicated, time consuming, and expensive.  Jim should be aware of whose objectives are of greater importance, and how each possible outcome will affect Mr. Rogers and his family.

Implications for Social Work Practice

The social worker in this case clearly must educate the family regarding the consequences of the decision they choose to make.  Both the short-term and long-term consequences should be examined fully before any decision is finalized.  The social worker should also determine the overall goal of treatment.  When Mr. Rogers signed on to hospice, he elected a plan of palliative care that will allow him to remain comfortable and pain free while continuing to live with dignity as he interprets it.  According to his wife, Mr. Rogers would have wanted to be able to eat the foods he liked in the way he liked them prepared until the day he dies.  As a patient advocate, it is the social worker’s responsibility to see that Mr. Rogers’ wishes are carried out to his satisfaction.
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