ACLP How To Guide: Death and Dying

| How to Manage Death and Dying on a Consult Psychiatry Service

Learning Objectives:
1) Understand how to approach and feel comfortable with the dying patient.
2) Learn to assess where the patient is at psychologically in this stage of their life.
3) Develop skills to help patients process their feelings and thoughts at the end of life.
4) Recognize and treat psychiatric comorbidities at the end-of-life.

Step 1: Setting the Scene
e C(Create an intentional space for openness and connection:
o Ensure privacy
o Physical presence
= Sit at the patient and family’s eye level to facilitate comfort, eye contact and
communication through body language (1).
= Establish social supports and discuss in advance who the patient wants
present/not present.

o Make clear the intentions of the time spent: to be open to the patient’s humanity and
individual experience of their illness (2). The purpose is not to solve the patient’s
problems or address medical concerns, but help synthesize and validate the patient’s
narrative (3).

o “To cure sometimes, to relieve often, to comfort always” — Hippocrates (4).

Step 2: Beginning the Conversation
e First, ask the patient about who they are or what is important to know about them.
e Next, ask the patient what is their understanding of their medical condition and prognosis.
e Then check in with the patient as to how much they wish to know.
e Depending on where the patient is at (see Step 3 below) and what they want to talk about,
make a space for the patient to express their feelings and thoughts.
e Keep in mind:
o Use clear, simple, and direct communication, use the words “death” and “dying” and
avoid euphemisms (5).
o Develop and sustain trust (6).
o Preserve dignity of the patient and family (6).
o Encourage the patient and family to tell their life story (6).

Step 3: Assessing the Patient’s Psychological State
e Stages of Grief (7):

o In Elizabeth Kubler-Ross’s work “On Death and Dying,” she described common
emotional themes based on interviews with terminally ill patients. These five stages,
which are not universally experienced nor necessarily experienced sequentially are:
denial, anger, bargaining, depression, and acceptance.

o Subsequent studies have reinforced that acceptance of illness and the fact that they are
dying is a critical step. Of note, application of this theory has a tendency to be more
prescriptive than descriptive, but since a patient may be familiar with this theory
already given its popularity, it is helpful to know the merits and drawbacks.
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e Erik Erikson’s stages of development listed below are a helpful guide to understanding what
key conflict a person may be facing depending on where they are in life (8). When facing
death, however, whatever age and stage they may be, they are often suddenly faced with the
final stage of integrity vs despair.

Developmental stage Key conflict Basic virtue
Infancy Basic trust vs mistrust Hope
Toddler Autonomy vs shame and doubt Will
Preschool-age Initiative vs guilt Purpose
School-age Industry vs inferiority Competency
Adolescence Identity vs identity confusion Fidelity
Young adulthood Intimacy vs isolation Love
Middle age Generativity vs stagnation Care
Older adulthood Integrity vs despair Wisdom

Existential/Spiritual State
o Spirituality is defined by the US consensus committee as “the aspect of humanity that
refers to the way individuals seek and express meaning and purpose and the way they
experience their connectedness to the moment, to self, to others, to nature, and to the
significant or sacred” (9). Spirituality may or may not include religion, which is a
social institution joined or organized by people with shared beliefs, traditions, and
rituals.
o Dimensions of spirituality to discuss with patients (10):
» Importance of spirituality and religiousness to the patient.
= Religious affiliation and degree of participation.
= Religious/spiritual coping with the stress of illness (positive or negative).
= Religious/spiritual values and beliefs related to their illness.

= Religious/spiritual practices. —
o Spiritual distress can result from: Inereased ynmet
ealthcare spiritual
» Fear of death or the unknown. utilization feeds
= Negative feelings including anger, guilt,
blame. ‘ l
= Loss of self, relationships, or meaning.
Increase in
phwsical and Spiritual
. . . .. emotional distress
o Recommended strategies for discussing spiritual symptoms

issues at end of life (3)
(11)

= Make a connection: attentive listening, acknowledging concerns, naming
emotions, making empathic statements.

= Avoid providing premature reassurance that can shut down further helpful
discussion.

= Follow hints to clarify the patient’s beliefs, concerns and needs.

= Appreciate the limits of expertise, role, and training and avoid the pitfall of
trying to solve the patient’s problems or resolve unanswerable questions (no
theological debates).
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= Mobilize sources of support for patients.

Step 4: Identify Psychiatric Disorders at the End of Life
e Psychiatric disorders are as or more prevalent at end of life as the general population.
However, mental health treatment is underutilized (12).

Disorder Screening instruments Clinical Pearls
Anxiety | e Fear of Disease Progression e Determine if the anxiety is an exacerbation of a

Scale pre-existing anxiety disorder, an adjustment disorder, or

® Generalized Anxiety Disorder if the anxiety is related to the disease or treatment itself.
Scale (GAD-7) o Consider psychological factors: fear of death, fear of

o State-Trait Anxiety Inventory separation, fear of disease progression, fear of financial
(STAID) consequences (13).

Depression | e Hospital Anxiety and e Beware the false assumption that depression is an

Depression Scale (HADS) unavoidable part of dying, or the opposite,

® Two-item depression pathologizing a normal response to terminal illness.
inventory (depressed mood e Anhedonia, self-esteem, hopelessness, and prolonged
and loss of interest in social withdrawal are symptoms more closely
activities) associated with depression than grief and may be

helpful to distinguish the two in palliative care (14).

Delirium | e Confusion Assessment e Delirium is the most common neuropsychiatric
Subtypes: Method (CAM) complication in advanced illness, with prevalence rates
Hypoactive, - o
hyperactive, | ® Montreal Cognitive of 19 to 58% (13).
mixed | Assessment test e Delirium is inextricable to the dying process, however
e Mini Mental Status Exam may also be reversible (15).

o Assessment: Conduct a clinical interview, obtain
collateral, and systematically assess patient’s cognition

e Prevention is key: see National Institute for Health and
Clinical Excellence (NICE) guideline for the prevention
of delirium (16).

Step S: Providing Support and Treatment
e Reframing Hope:
o Use wish statements to share a patient’s hope without setting unrealistic expectations
1.e. “I wish that you could also be able to go home.” This creates common ground to
progress to co-creating a clinical path forward (3).
o Keep in mind that disagreements with recommended medical interventions at end of
life are less commonly about lack of facts than different values.
e Lessons on Dignity:
o “For palliative patients, a sense of dignity is the feeling that they are respected and
perhaps even more so, worthy of respect, despite the physical betrayal of their bodies
and the psychological distresses their illnesses bring” (6).
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® Questions from Dignity Therapy (17):

Can you tell me a little about your life history; particularly those parts that you either remember
most or think are the most important?

When did you feel most alive?

Are there specific things that you would want your family to know about you, and are there things
you would want them to remember?

What are the most important roles (e.g., family, vocational, community service) you have played in
life?

Why are they so important to you and what do you think you accomplished in those roles?

What are your most important accomplishments and what do you feel most proud of?

Are there particular things that you feel still need to be said to your loved ones, or things that you
would want to take the time to say once again?

What are your hopes and dreams for your loved ones?

What have you learned about life that you would want to pass along to others?

What advice or words of guidance would you wish to pass along to your (son, daughter,
husband, wife, parents, other[s])?

Are there words or perhaps even instructions you would like to offer your family, in order to
provide them with comfort or solace?

e Meaning-based Therapy
o Core concepts (18):
* The will to meaning — finding meaning in life is a basic human drive.
= Life has meaning — even in the final months/days/hours of life.
* Freedom of will — we have a choice to make in how we find meaning in life
and frame our suffering.
o Join in search for meaning through (18):
= Historical sources — life as a legacy.
= Attitudinal sources — how do we choose to approach the different aspects of
life and suffering.
= Creative sources — explore creative endeavors as well as responsibilities in life.
= Experiential sources — connecting with life through love, beauty, and humor.
e Treatment of Psychiatric Comorbidities
0o Anxiety
= Pharmacological:

e Not much good evidence in the literature, though one systematic
literature review found that five studies showed morphine and
midazolam were effective for dyspnea, anxiety, or terminal restlessness;
furthermore, eight studies showed that midazolam was safe and did not
shorten survival (19).

= Nonpharmacological (6):

e Shift from focusing on antecedents and maladaptive coping to helping
patients ‘contain’ anxiety and manage the practical concerns and fears
around dying.

e Address the fear of death, help find a way to conclude unfinished
business, and restructure expectations for life to include short-term
goals.
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o Depression

* Pharmacological (6):

e Few studies in the terminally ill, therefore extrapolate from general
population.

e A role for psychostimulants (dextroamphetamine, methylphenidate)
exist due to the limited time-frame in which we have in this population
to achieve effectiveness of medication.

* Nonpharmacological (6):

e Multiple modalities of psychotherapy can be effective, most important
factor is staying with the patient as they approach the end-of-life so that
they don’t feel abandoned.

e Teaching distraction and relaxation techniques can be helpful.

o Delirium
» Pharmacological (6):

e Haloperidol can be used (can be administered subcutaneously).

e Second-generation antipsychotics (ie risperidone and olanzapine) may
have better side effect profiles and still be effective.

e Benzodiazepines may be used in terminal delirium to reduce distress.

e Ifterminal delirium and distress cannot be managed, sedation with
agents like midazolam or propofol may be appropriate.

* Nonpharmacological (6):

e Involving family to be present and help reorient the patient.

e Maintain hydration and nutrition.

e Address anxiety through frank discussions and supportive therapy.

e Address disorientation with visual aids (clocks, calendars, familiar
items).

Step 6: Practice Self-Care
e Remember that what we do in our daily practice is hard.
e Give yourself grace — allow for time to reflect, debrief, get support, and generally take
care of yourself.
e [t’s okay to grieve yourself.
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