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Abstract

Observational and interview data obtained from nurse caregivers and family members of patients with late-stage Alzheimer's disease were analyzed to explicate the nursing role in advance proxy planning. A four-phase model, Achieving Consensus: Decision Making to Determine Treatment Options for Patients with Alzheimer's Disease, was developed. Patient decline, family coping, professional development of nursing staff, and nursing unit philosophy were community characteristics found to be important antecedents to the process of reaching consensus. Achieving consensus constructs included interactive process components of patient, family, and staff adjustment, caring, and knowing. Timing and trust were influential catalysts to family and staff readiness factors for achieving consensus. Outcomes were the advice provided by staff and the family conference where treatment options were determined. Consequences included the advance proxy plan and patient care.


  End-of-life decision making is often difficult under the best of circumstances. Patients may not have given serious thought to such decisions before being diagnosed with a terminal illness. They may not have executed an advance directive (living will or power of attorney) or designated a surrogate decision maker (SDM) (ie, proxy) to make decisions for them when they became unable to do so. Hence, family members and caregivers often experience uncertainty about when and under what circumstances life-sustaining treatments should be withheld or withdrawn when patients lose their decision-making capabilities. [1,2]

  Even when patients have legally executed an advance directive or designated a surrogate decision maker, situations occur where the proxy decision maker is uncertain about what the patient would choose or makes choices he or she believes to be in the loved one's best interests, despite what the patient had previously indicated. [3] The difficulties experienced by proxies, family members, and caregivers when the patient no longer has decision-making capacities are a fact of modern health care delivery. [4-6] At issue are both the process and the substance of end-of-life decision making for incompetent patients. [7]

  The ethical standards that guide decision making in these situations support the self-determination of the patient (in the case of incompetent patients who executed advance directives before becoming incompetent) or the best interests of the patient (in the case of incompetent patients who did not execute advance directives before becoming incompetent and patients who were never competent). [8] These standards tend to prevail regardless of the diagnosis of the patient or the type of health care delivery system. Decision makers make a substituted judgment on behalf of the patient if the patient has adequately expressed his or her wishes in a clear and convincing manner before becoming incompetent. When the patient's wishes have not been adequately expressed in a clear and convincing manner, decision makers act in what they perceive to be the patient's best interests. [9]

  In the case of patients diagnosed with dementia of the Alzheimer's type (DAT), the same is true. Because of the nature of the disease, however, decision making tends to be made on the basis of what the proxy decision maker and the members of the health care team believe is in the best interests of the patient or that most protects his or her basic human welfare. DAT is a progressive, terminal neurologic disease that is characterized by deterioration in cognitive ability; intense self-care deficits; and predisposition to complications of falls, aspiration, and infections. [10] Currently, there is no known mechanism to cure or reverse DAT. The brain pathology of DAT does not affect autonomic functions but erodes memory, personality, and the ability to care for self. [11] As a result, most patients with DAT die from secondary complications rather than from a fatal respiratory or cardiovascular event caused by the disease. [12] Since DAT cannot be cured, the dying process of the patient with DAT is often prolonged and accompanied by ethical questions about when and under what circumstances to withhold or withdraw treatment.

  The roles of health care team members throughout the process of decision making by surrogates are poorly documented in the literature. Furthermore, the process of surrogates' decision making in conjunction with members of the health care team who care for the patient is not well understood. To explicate and understand the process of decision making for patients and the nursing role in these decisions, the authors conducted research studies in one 25-bed dementia special care unit (DSCU) that offers palliative care (a hospice approach) to patients with DAT. One outcome of that research is the model of the decision-making process reported in this article.
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  BACKGROUND

  The hospice approach to the care of patients with DAT offers five general levels of care. [13] These guidelines for planning and providing treatment are individualized for each patient according to the decision of the SDM. The five levels are arranged hierarchically from aggressive medical care to complete palliative care, and each level represents an additional treatment limitation. Aggressive medical care (level 1) includes aggressive diagnostic workups and therapy as indicated, resuscitation attempts if necessary, treatment of coexisting medical conditions including transfer to an acute care unit if indicated, and tube feeding if normal food intake is not possible. Other levels consecutively eliminate resuscitation attempts (level 2), transfer to an acute care unit (level 3), diagnostic workup and antibiotic treatment for life-threatening infections (level 4), and nasogastric or gastrostomy feeding tubes (level 5). Thus, level 5 eliminates all high-technology interventions and concentrates solely on comfort. [14]

  A family conference is held, and the SDM determines the level of care to be provided at this conference. This decision is the advance proxy plan (APP). Nurses in the DSCU participate in the development and implementation of the APP. [15,16] This nursing role has two components: helping the family SDM make decisions by providing a recommendation for his or her consideration and incorporating the SDM's wishes into the patient's treatment plan.

  When the nursing staff incorporate the SDM's wishes into the patient's care plan, [17] they use strategies specific to each limitation of medical treatment to promote comfort. For example, patients whose infections are treated without invasive antibiotic therapy are given liberal antipyretics and analgesics. [18] Patients with eating difficulties that are not managed by artificial feeding tubes are fed by natural means using special diets and supplements. [19-21] The hospice approach is not viewed in terms of withdrawing or withholding life-sustaining therapy, [22,23] but rather within a paradigm of high touch care. [14]

  Previous research examined outcomes of the hospice approach, [12,18-20,24,25] but the nursing role of helping the family SDM make decisions had not been explicated previously. To learn about the nursing role in the APP process, particularly how individual nurses made their decisions and how the staff collective came to a group decision to recommend to the SDM, we explored the perceptions of nurses and family SDMs using the grounded theory method. This method is the discovery of theory based in social process and was most appropriate to discover and seek to understand the sociological perspective of behavior of these decision-making processes. [26-29]

  Observational and interview data were obtained from nurse caregivers during 15 consensus meetings, [16] participant observation on the unit, individual interviews, and a focus group meeting. Family SDM data were obtained by participant observation, informal discussions, private interviews (n = 5), and written comments (n = 41). Additional patient data were abstracted from the medical record. Audiotape recordings of all interviews and meetings were transcribed verbatim and content analyzed.
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  ACHIEVING CONSENSUS MODEL

  To develop the model, we examined closed codes, derived from the data, within and across categories for possible data reduction and to achieve increasingly higher levels of abstraction. For instance, the six initial categories of patient ability, activities of daily living, decline, quality of life, dignity, and need for protection constitute the patient decline construct. In the provisional phase, 20 categories were derived from the data to describe the antecedents and processes by which individual nursing staff consider and weigh evidence to come to a personal opinion. These data were then considered or combined with opinions of others in a dynamic process to become the staff consensus. Key informants met with the principal investigator, confirmed that the provisional model accurately described the process according to their view, and provided suggestions for refinement.

  The refined model, Achieving Consensus: Decision Making to Determine Treatment Options for Patients with Alzheimer's Disease, has four phases Figure 1. Phases 1 and 2, community and consensus constructs, emerged from the data and were the focal points for this article. Phase 3 and 4, which include the actual advice provided, the family conference, the APP made by the SDM during the family conference, and care provided, were not examined in this study.

  [image: Figure 1]Figure 1. Achieving consensus: The process of recommending treatment decisions for patients with Alzheimers disease.
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  Phase 1: Community characteristics

  Phase 1 of the model comprises four person and environment constructs. These community characteristics emerged as antecedents to the consensus constructs. Patient decline influences family coping and the unit philosophy. Staff professional development and unit philosophy are reciprocal and also influence family coping.
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  Patient decline

  The first of the constructs, patient decline, is the meaning of and manifestations of the physical and mental deterioration secondary to the progression of DAT, the disease trajectory, disabilities related to activities of daily living and social interaction, and occurrence or increased risk of complications. The patient decline construct consists of the following concepts:

  •dignity: the recognition of intrinsic worth and external bearing that command respect for the patient's personhood;

  •need for protection: the constellation of staff behaviors or environmental interventions designed to provide physical safety, avert suffering, or prevent excess disability of patients;

  •quality of life: an inference made on the basis of appearance, dependence, suffering, and discomfort regarding the degree of patients' psychological and physical well-being; and

  •regression: increasingly impaired physical and mental status that predisposes the patient to the development of DAT sequelae.
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  Family coping

  Family coping is the degree to which staff believe that the family SDM has the psychological resources to plan and carry out strategies to problem solve the potential outcomes of the family conference. Staff are concerned about the well-being of the family SDM both during the patient's medical crises and after the patient dies. Vulnerability, strength, and realism about DAT are components of this construct. Family coping is considered within the constellation of the total family situation and patient-SDM dyad. To make an advance proxy plan, the SDM has to be able to visualize possible future scenarios. The level of care decided on will presumably have an effect on how well and how long the patient will live during his or her last months or years. [25]

  Staff consider many factors to make their appraisal of the SDM's coping and how it may be enhanced:

  •intangible assets and other family issues such as managing additional losses simultaneously,

  •guilt or the potential for regrets that might lead to panic when problems occur,

  •actual or implied family disengagement from the patient,

  •particular family concerns and other losses suffered due to the patient's DAT,

  •fear for the survival of the family SDM after the patient dies, and

  •the fact that in this setting it is often an elderly wife by herself making these decisions.
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  Staff professional development

  Staff professional development includes acquiring and enhancing the belief system that drives what staff consider and how they make decisions, their knowledge base of general "facts" and their application to specific circumstances, and a wide range of interpersonal and clinical skills. Staff professional development also includes the capacity for deriving knowledge from literal experiences and converting it to an operational principle for directing future actions. Therefore, staff development for this role begins with early childhood experiences and continues throughout practice to result in increased conceptual and operational capability. Subsumed in this construct are staff personal factors and professionalism. A staff person is a unique human being who brings his or her own experiential qualities to all roles, including being a hospital agent to apply nursing knowledge and respectful behavior in a caregiving role, and an individual moral agent.

  How staff influence family coping emerged from this construct. Staff influence family coping by

  •helping to build the self-esteem of SDMs (eg, by reinforcing that they were such good caregivers at home and that it now requires 24 hours of nursing staff to do what they had done before admission),

  •helping prepare the family SDM for making decisions,

  •assuring the family that because the patient is dying, staff will spend more time with the patient and intensify their nursing care, and

  •reinforcing that the SDM can change his or her mind at any time.
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  Unit philosophy

  Unit philosophy is based on the ethical and clinical principles that undergird the hospice approach to care. It includes the beliefs from which the operational procedures that affect patient care are derived. Subsumed in the construct is the psychological environment of the unit, a belief system of "we are a comfort unit." Elements of the psychological environment include harmony among staff and family members, formal and informal rules about the consensus conference and implementation of decisions, individuality but the ability to carry out a group decision that may differ from a personal opinion, and a conscientious attitude to work together to divide up the hard work and support each other.
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  Phase 2: Achieving consensus

  Four sets of constructs constitute phase 2: (1) interactive preparation, (2) catalysts, and (3) readiness factors, which prepare participants for (4) consensus.
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  Interactive preparation

  Adjustment is described as a becoming at ease with, or psychological and physical acclimation to, a decision or change in environment or role. Adjustment includes patient adjustment to the new environment and the staff on the DSCU; family adjustment to the patient's placement in the DSCU and to their decision; and staff adjustment to their roles in decision making, being part of a team, and carrying out the hospice approach.

  Caring means those sensitive actions and interactions carried out to meet comprehensive needs addressed by nurses. Caring includes both the esthetic and technical aspects of care. Caring includes being good to or hugging the patient or family, providing care when it is difficult on staff, working to get the highest level of participation from a patient, recognizing that sometimes the family needs attention more than the patient, acting compassionately, providing scrupulous physical interventions to prevent avoidable complications, providing specific comfort measures, helping patients rally from a complication, spending time with the family, or, to please the family, doing something for the patient that is not required by staff judgment.

  Knowing is the continuum of obtaining general and particular information, applying new information to what was previously learned extrapolating beyond specific events to new situations, and being able to ascribe meaning to events. Knowing includes that which is learned and that which is understood, specific information about the disease, and gut-level feelings about a person. Staff know about DAT, how to do their own job, and the ability and individual differences of staff members. Staff "know" the general and particular qualities of patients and families. Staff know very minute patient details as one knows close members of one's own family, and because of their contact, patients usually know staff better at the end of their life than they know their own families. Staff provide education about DAT and the hospice approach. Family members also learn by watching their own member and other patients decline, which is a step in the development of realistic thinking that leads to their readiness to make an informed decision.
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  Catalysts

  Timing refers to the correct psychological moment for achieving the most desirable effects. Timing involves avoiding pushing family or staff for a premature decision and gives a healing period after the SDM's decision to institutionalize the patient. Timing is needed to develop a trusting relationship with the family; it is all right not to rush the family conference because a family conference can be held immediately if a patient crisis occurs. Even though staff begin to reflect on their decision at admission, time is needed for staff to get to know the patient and family and to think about and discuss their decision.

  Trust is the establishment of purposive professional connections characterized by mutual respect and truth telling between and among nursing staff, patients, families, physicians, and individual members of the institution's hierarchy for the purpose of providing goal-directed care. Staff need to trust in their own caregiving ability, knowledge, and decision-making ability and those of their coworkers and to know that other staff will follow through. A special trusting relationship often develops between staff and patients during caregiving. There is a trajectory of family trust that develops over time until the point of trust is reached. Staff have to trust above them administratively as well as the ward physician.
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  Readiness factors

  To achieve consensus, family and staff must meet several readiness conditions.

  Family readiness is a state or quality in which staff describe the family SDM as emotionally and intellectually prepared to make an informed decision that fits within their family's value structure.

  Staff readiness is a state or quality characterized by a sense of completeness of all the conscious and unconscious preparatory work required to participate in the staff consensus. Staff preparatory work dates back to initial moral development beginning with personal family experiences and continues through phases of professional and clinical development achieved in their position in the DSCU.

  Back to Top

  Consensus

  Staff consensus, the goal of phase 2, represents the dynamic group decision-making mechanism that results in the initial recommendation for the SDM to consider at the family conference. The consensus process consists of the deliberations by the nursing staff. The process invokes the implicit moral foundations held by staff for their personal behaviors and interactions with others that pervade their nursing practice decisions. A personal opinion, through the mechanism of compromise, becomes the group decision. Staff get help from one another, listen to others, solicit additional information, and may state why their opinion is different. Knowing the basis for another's decision can make it easier when there is disagreement, but staff may choose not to reveal their reasons. Personal opinions can influence and are influenced by others, and the "work" of the meeting is to reach a shared opinion.

  Some staff discuss their initial opinions with others in advance of the meeting, a mechanism to share their rationale and learn others' opinions. Other individual preparation for a consensus meeting is a self-dress-rehearsal. There is no winning or losing or trying to change anyone's mind. Staff act to preserve their own integrity in the group meeting. The group recommendations is the staff consensus conclusion, which is presented as advice to the SDM at the family conference. During the family conference the SDM makes decisions about patient care to be provided.
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  DISCUSSION

  This model of achieving consensus was developed on the basis of interviews with staff and family who shared their personal experiences, observations, and perceptions about participation in the APP process at a site where palliative care options have been offered to patients with DAT and their family SDMs since the mid-1980s. This model explains the phenomenon of reaching staff consensus in one setting and has the promise of informing nursing practice and directing nursing education and future nursing research.

  Examination of the process of achieving consensus revealed that nurses held and acted on holistic views of the patient within a family constellation. As nurses discussed their individual opinions and presented a suggestion for the group or respond to the comments of others, patient decline and family coping were addressed concurrently. Staff did not separate potential patient outcomes from potential family outcomes. For instance, equal consideration was given to a desire to protect the patient from being transferred to an acute medical unit to have an infection treated and a judgment that the SDM was not prepared for the patient to die if death might be postponed by invasive antibiotic therapy.

  Also, staff did not separate their clinical judgment from their ethical judgment. Although staff did not use terms such as "ethical judgment" or voice ethical principles as reasons for their decisions, clinical and ethical judgments were inextricably woven together. For instance, some reasons for not wanting to transfer a patient to an acute medical unit were given the code "need for protection," which was a detailed clinical application of the ethical principle of beneficence.

  The concepts and constructs in the model were empirically grounded and linked systematically in the data, a criteria for judging the merits of a grounded theory study. [27] The categories are well developed, and conceptual density was illustrated. The results of the consensus conferences and further explication of the constructs will be reported elsewhere.
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  IMPLICATIONS FOR NURSING PRACTICE AND EDUCATION

  This model of achieving consensus has several implications for nursing practice and nursing staff education. First, nurses cannot realistically separate their assessments of the patient from their assessments of the family. In this study, it was clear that the surrogate's knowledge of patients and their condition was supported and enhanced by the nurse's knowledge of patients and their condition. Conversely, a nurse's knowledge of the patient was often influenced by interaction and discussion with the surrogate. Family coping and patient status were usually addressed concurrently, giving new meaning to the valued standard of holistic, patient-centered care by the nurse.

  Second, the model supports the integration of clinical and ethical judgments in designing patient care as described by Benner and colleagues. [30-32] Patient care that relies solely on nurses' clinical judgments will leave out important considerations that can potentially affect patients' quality of life and how they experience death. In this study, nurse caring, commitment to the patient, and nursing care plans for the best interests of the patient were ethical judgments that could not be separated from nurses' clinical judgments and overall nursing competence. Successful health care delivery systems should allow for the full expression of clinical and ethical judgments by nurses for optimal patient care. Competent nursing care should also be ethical care and vice versa.

  Third, practicing nurses need opportunities to make integrated clinical and ethical judgments appropriate to an APP and end-of-life patient care. Staff learned a great deal from participating in consensus meetings and modified their clinical and ethical judgments when presented with new information in the meetings. Opportunities could be provided through staff education where knowledge of ethics is presented in conjunction with clinical knowledge, rather than separately, as is so often the case. Such teaching could include strategies to develop staff skills in making clinical and ethical judgments, defending one's own judgments, and justifying those judgments by good clinical and ethical reasoning.

  Staff also need opportunities to help develop skills that facilitate consensus achievement among family members and staff. The ability to avoid unrealistic expectations of patients who are deteriorating from a progressive, irreversible disease without destroying hope of family members and other staff is a skill that can be enhanced by careful staff education. The ability to make compromises in the process of reaching consensus while preserving one's integrity and the integrity of other parties to the consensus agreement is another skill that can be developed and enhanced by staff education. Use of the Achieving Consensus model in such educational offerings will help staff focus their decision-making and group-process skills on reaching optimal patient outcomes, which is after all the goal of nursing care for patients with DAT.

  Even though the consequences of DAT and patient death are inevitable, an APP still abstracts the future into the present and thus must always remain hypothetical. The effects of actually invoking the APP on both staff and SDMs should be investigated in future nursing research. How SDMs make decisions at the family conference was recently studied, [33] but how SDMs cope after the death of the patient and if they have decisional regrets are not known.

  In the Achieving Consensus model, staff developed knowledge in their practice setting. One code, "on-the-job training-ethics," illustrates how experiences with specific patients or SDMs or staff were transformed from a literal experience to an operational principle for directing future actions, very similar to Benner et al's description of the expert nurse. [30-32] How ethics is learned in the workplace, with a comparison of long-term and acute care sites, should be studied. Last, the concepts that comprise the major constructs of the model should be made operational, and the process of achieving consensus should be examined in other settings.
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