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A therapist manual for End of Life Care
 Mrs. Helen Payne at a family picnic(Summer 1997)
 Sophie Guellati-Salcedo Fall 2002
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Purpose of the Manual
 • Provide therapists with individual intervention techniques applicable in the context of Hospice Care
 • Provide therapists with guidelines on how to educate and accompany the patient and family in end of life care issues and procedures
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Definitions (1)
 End of Life“that time period when health care
 providers would not be surprised if death occurred within about 6 months” (APA Online, 2002)
 Includes Hospice Care Palliative Care
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Definitions (2)
 • Hospice Care = Programs of care“A model for quality, compassionate care at the end of life”. Emphasis on:- pain and symptom management- psychosocial/spiritual support.
 • Palliative Care = Type of careCannot be dissociated from the modern concept of hospice care. Combines active and compassionate therapies to comfort and support individuals and families facing terminal illness.
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Some Facts & Figures (1)
 • 3,200 US hospice programs admitted 775,000 patients in 2001
 • In 2000, median length of service = 25 days – 33% died in 7 days or less
 • In 2000, 96% of the days of service were routine home care, 3% inpatient care, and 0.3% was continuous home care.
 • Conditions to eligible for Medicare Hospice Benefit (1983): Medicare Part A, terminal condition, prognosis 6 mo. (natural course)
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Some Facts & Figures (2)
 In 2000,
 • 2.4 Million Americans died - mostly, 65+ yrs old< 50% in hospital/ 25% at home/ 25% in nursing facil.
 • 600,000 (1/4) of them were receiving hospice care
 50% died at home/ 19% in nursing home/ 12% inpatient facility
 • 57% hospice patients diagnosed with cancer upon admission
 • 82% were 65+ yrs old - 82% White/Caucasian
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Some Facts & Figures (3)
 • According to a survey conducted by the NHPCO- 75% did not know that hospice care can be provided in the home- 90% did not realize that hospice could be fully covered through Medicare- Most people are referred too late to hospice or palliative care
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Some Facts & Figures (4)
 • Elderly commonly fear that their wishes (advance directives) will be ignored and that they will die alone
 • Poor communication on Advance care planning (formulation, language, focus on cure)
 • Still under-treatment of pain and related symptoms
 • Importance of patients’ culture and preferences
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The Role of Mental Health Professionals
 “Psychologists can make significant contributions to improve the quality of end-of-life decision-making and care by actively engaging these issues in the context of practice, education, research, and public policy.”(APA Online, 2002)
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A Role with Specificities
 • Advocacy interventions
 To assure quality of care
 • Psycho-educational interventions
 to improve understanding about dying and death
 • Systems interventions
 to facilitate communication
 • Non-traditional settings
 • Holistic and multidisciplinary approach
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Overview of the Manual
 Hospice and palliative care framework Address quality of life
 Main focus of clinical work:• Emphasis on decision-making• Emotional coping and support• Existential concerns and spiritual beliefs• Bearing witness at the end of life
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Components of Intervention
 1) Understanding of medical condition2) Advance Care Planning3) Palliative Care
 • Pain and Symptom Management• Supportive Psychotherapy / CBSM• Psychosocial Intervention• Spiritual Intervention
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Understanding of medical condition
 • Assess cognitive functioning• Discuss diagnosis and course of
 illness with patient• Communicate with family members
 and treatment team Determination of
 Decisional Capacity
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Assessment of Decisional Capacity
 Three questions:
 • Does the person understand that s/he is ill and the implication of her/his illness?
 • Does the person understand that there are different choices of treatment available?
 • Does the person understand the risks and benefits of the treatment selected?
 Remark: Capacity Competence
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Advance Care PlanningA process in three steps:
 • Thinking through one’s values and
 preferences
 • Talking about them with others
 • Documenting them Executing Advance Directives
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Advance Directives• Usually written documents
 • Provide information about the patient’s wishes regarding future health care
 what kinds of treatments are or are not wanted (e.g., living will)
 designated spokesperson, health care surrogate or proxy (e.g., durable power of attorney)
 • In effect if the person is no longer legally competent to make her/his own decisions
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Psychologist’s role in the process
 • Clarify the purpose and function of advance directives; implies to address diversity issues, including beliefs
 • Facilitate discussion of Advance Care Planning b/w, patient, family, and treatment team
 • Advocate on the patient’s behalf
 • Provide support to proxy decision makers
 • Promote values of self-determination, shared decision making, respect for individual autonomy
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Palliative Care
 • Pain and symptom management • Supportive psychotherapy / CBSM• Psychosocial Intervention• Spiritual Intervention Addressing quality of care
 and sources of suffering
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Some challenges in end of life care
 • Assessment of pain
 • Distinction between depression and normal grieving processes, between anxiety and fear of abandonment or separation, between emotional distress and spiritual distress (loss of meaning, purpose)
 • When the level of consciousness does not allow “to do”…
 • Dealing with one’s own loss and grief
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Coping with Dying and Death
 • Life review to give positive meaning to one’s life• Put one’s life in order• Come to grips with the meaning of death• Reconcile differences and past hurts with family
 members (Positive reframing, forgiveness)• Belief in life after death (hope for reuniting with
 loved ones)
 Understand their suffering through the spiritual dimension of their lives
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The Spiritual Realm• Often expressed as a relationship with
 God, but can also be about nature, art, music, family, or community
 • Spirituality = Whatever beliefs and values that give a person a sense of meaning and purpose in life
 • Why me? Why now? Why this? How will my loved ones survive my death? What will happen to me when I die? What’s next?
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Spiritual Assessment• F like Faith
 Do you consider yourself spiritual or religious? What gives your life meaning and purpose?
 • I like Importance or InfluenceHow do these beliefs influence the ways you are coping with dying? The ways you are making end-of-life decisions?
 • C like CommunityAre you part of a spiritual community? Is this of support to you and how?
 • A like AddressHow would you like my to address these issues in your healthcare?
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Nature of Suffering• Dimensions of personhood attacked:
 sense of self, occupational identity, social activities, not able to fulfill family responsibilities [Cassell, 1982]
 • Dimension of the future compromisedNo more hopes and plans
 • Dimension of meaning: central to the human experience of sufferingDichotomy b/w physical pain and sufferingPhysical pain can be endured when it is for a purpose (e.g., give birth) [Frankl, 1984 – Logotherapy: focuses on helping the person find meaning in one’s life experience]
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Types of Spiritual Care• Listening to patient’s story• Being present to the person• Explore patient’s feelings and thoughts• Allowing time and space for ritual, guided
 imagery, prayer, meditation• Referral to chaplains Team effort to support and
 encourage people as they search for their owns answers
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A Developmental Model (Byock, 1996)
 • Dying = part of living, a stage in life
 • Development as a lifelong process
 • Conceptual framework more important than the specific landmarks and task work
 • Landmarks = diagnostic tools to be used to anticipate issues that can be the sources of suffering and that could be addressed in the intervention Recognize opportunities

Page 26
                        

Opportunities at the end of life
 • Experience of a sense of wellness (benefit finding) reported by those who- transcended the suffering- found new meaning in life
 • “What would be left undone if you were to die before important things were said?”
 • Acceptance of care from others = a form of self-care for the patient + a means of completing their relationship and grieving the loss of their loved one for the family
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Therapy Goals• Completion of past relationships• Acknowledging achievements• Savoring sense of accomplishment and
 satisfaction• Coming to terms with life’s frustrations
 and disappointments• Accept one’s own imperfections (“only
 human”)
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A Therapeutic ToolLife Review“Opportunity to reexamine the whole of
 one’s life and to make sense of it” Identity restructured Old problems resolved Make amends and restore harmony with friends
 and relatives
 Storytelling = A form of life review To regain a sense of tangible meaning in the effort
 to preserve and transmit one’s story
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Conclusion
 “We may not have answers for the existential questions of life and death any more than the person dying. We may not be able to assuage all feelings of regret or fears of the unknown. But it is not our solutions that matter. The role of the clinical team is to stand by the patient, steadfastly providing meticulous physical care and psychosocial support, while people strive to discover their own answers.” (Ira Byock, 1996).
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