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INTRODUCTION

Providing high-quality palliative care specific to the needs of individuals at the end of life and their families
is imperative. The nursing community at the Wales Home is showing its commitment to and passion for
excellence in nursing care by applying this program called “End of Life Care During the Last Days and
Hours”. The program is a modified version of the Registered Nurses’ Association of Ontario (2011), who
has implemented the guideline End of Life Care During the Last Days and Hours (Best Practice Guidelines,
WWW.rnao.org).

The Wales Home is building its capacity to ensure that end of life care is accessible to all residents, with
the exception of sudden death individuals. A person with life-limiting illness and/or their family members
with end-stage disease, frailty, or terminal iliness are identified as potentially benefiting from end-of-life
care.

1. CONTEXT

Nurses and professionals find caring for individuals during the last days and hours of life challenging and
most of them feel ill-prepared to provide end-of life care.

Palliative care is both a philosophy and an approach to care. A palliative approach to the care of people
facing a life-limiting disease is the common philosophical basis. (see terminology Annex 1)

WHO (2002) defines palliative care as an approach to care that aims to “improve the quality of life of
patients and their families facing the problems associated with life-threatening illnesses, through the
prevention and relief of suffering by means of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychosocial and spiritual.” (p.14).

2. EOL TRAJECTORIES & CARE

End-of-life trajectories (Figure) can assist clinicians in identifying individuals who may benefit from hospice
palliative care. The trajectories show three typical patterns of decline for individuals with cancer, chronic
illness and frailty:

1. For most cancers there is a short period of obvious decline leading to death;

2. The trajectory for patients with chronic organ failure is characterized by long-term disability with
periodic exacerbations and unpredictable timing of death;

3. For those with frailty and dementia, the pattern is characterized by a slow dwindling course to
death.
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Figure 1. The role of hospice palliative care during illness
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The term end of life care refers to the care that is provided to a client at the end of his or her life. The
goal of end of life care is to improve the quality of living and dying, and minimize necessary suffering.
It encompasses the physical, spiritual, social, psychosocial, cultural, and emotional dimensions of client
care.

While palliative care can be a component of end of life care, end of life care also includes aspects that
are beyond the scope of palliative care, such as advance care planning.

Within the palliative care philosophy, death is viewed as a normal process; thus, the aim of palliative
care is to neither hasten nor postpone death.

3. PALLIATIVE CARE

Palliative care aims to relieve client suffering and improve the quality of living and dying. It strives to
help clients and families address physical, psychological, social, spiritual, and practical issues, and their
associated expectations, needs, hopes, and fears. Palliative care prepares the client and others for
managing self-determined life closure and the dying process. Palliative care is appropriate for any
client and/or family living with, or at risk of developing, a life-threatening illness due to any diagnosis,
with any prognosis, and whenever they have unmet expectations and/or needs and are prepared to
accept care, regardless of age
The Canadian Hospice Palliative Care Association (CHPCA) defines hospice palliative care as an
approach to care that aims to, “Relieve suffering and improve the quality of living, and dying. Such a
care approach strives to help patients and families:

1) Address physical, psychological, social, spiritual and practical issues, and their

associated expectations, needs, hopes and fears;
2) Prepare for and manage self-determined life closure and the dying process;
3) Cope with loss and grief during the illness and bereavement” (Ferris et al., 2002, p. 17).

Palliative Care objectives are:
e Encompass the care of the whole person, including his/her physical, psychological, social,

spiritual and practical needs

Ensure that care is respectful of human dignity

Support meaningful living as defined by the individual

Tailor care planning to meet the individual’s goals of care

Recognize the individual with life-limiting disease and his/her family as the unit of care

e Support the family to cope with loss and grief during the illness and bereavement periods

e Respect the individual’'s personal, cultural and religious values, beliefs and practices in the
provision of care

e Value ethical principles of autonomy, beneficence, non-maleficence, justice, truthfulness and
confidentiality

e Recognize the individual as autonomous, who has a right to end of life care and to make
decisions regarding his/her care to the degree he/she desires

e Recognize the importance of a collaborative inter professional team approach to care, and also
recognizes the efforts of non-health-care professionals (e.g. volunteers, faith leaders)

4. INTERDISCIPLINARY CARE

The number of people dying at home or in long-term care settings is also increasing. Only a small
proportion of people actually receive end of life care in specialized settings and the vast majority of
these people die from advanced cancer (Canadian Institute for Health Information, 2007). Although
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individuals with frailty and noncancerous life-limiting illnesses could benefit from end of life care,
clinicians are faced with such challenges as identification of the terminal phase of the disease, changing
symptoms, and a short period of active dying (Doyle, Hanks, & MacDonald, 1993; Plonk & Arnold,
2005). Improving education on the signs of impending death and integrating the palliative philosophy
of care earlier in the disease trajectory, are strategies that could improve care of individuals living with
life-limiting illnesses across health-care settings.
Due to the frequency of interactions with individuals, nurses are likely to be the first health-care
professionals to recognize that the person is reaching the last days and hours of life. It is at this pivotal
time that nurses can make a significant contribution to the life of an individual nearing death and to
his/her family before, during, and after death
Nurses are not the only care provider since there are many issues associated with illness and
bereavement:
e Disease management issues;

Physical issues;
Psychosocial issues;
Spiritual issues;

Loss and grief issues

Dizease managemeant
Primiary diagnosis, proonosis,
evidence

Secondary diagnosis (e.g.
demantia, substance usa)
Comaorbidities

(e_g. delirium, seizuras)

= Adverse events

{e.g. side effects)

= Allergies

Loss, grief

Loss

Griaf {a.g_ acute, chinomnic,
anticipatoryl
Borcavement planming
Kourning

Care giving and practical issues;
End of life and death management issues;

Physical

Pain and other symptoms
Level of consciousmess,
cognition

Function, safety, aids (motor,
senses, physiologic, saxual)
Fluids, murtrition

Wounds

Habits

End of life carer

Deoath managemeant

Life dosure

Gift giving

Legacy creation

Preparation for expected daath
Antidipation and management
of physiological changes in the
last howrs of life

Ritas, rituals

Promnouncement, certification
Parideath care of family,
handling of body

Funerals, services
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Parson and family

= Damographics

Culhtura
Perzonal values, beliefs,
practices and strengths

= Davelopmental stage,

education, literacy
Disabilities

Psychological

Porsonality, strengths,
behavicaws, motivation
Depression, anxiety

Emotions

Faars

Contral, dignity, independenca
Conflict, guilt, stress, coping
responses

Self-imaoe

Practical

= Activities of daily living

(e_g. personal care, housshold
activitias)

= Dependents, pets

= Telephone access, transpartation

E
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Social

Cultwral walues, beliefs,
practices

Relationships, roles with
familyfriends, community
solation, abandonment,
recondliation

Safe emviromnment

Privacy, intimacy

Routines, recreation, vacation
Legal issues
Familyfcaregiver protection
Guardianship, custody izswes

Spiritual

= Meaning, value
= Existential, transcendenta
= Values, beliefs, practices,

affilations

= Spiritual advisors, rites, rituals
= Symbols, icons
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5. COMPONENTS OF A PROGRAM FOR BETTER CARE IN THE LAST DAYS AND HOURS

5.1 TRACKING & SCREENING TOOLS FOR ESTIMATING LENGTH OF SURVIVAL FOR INDIVIDUALS AT

THE END OF LIFE

Here are the instructions for Using the Palliative Performance Scale (PPS), Version 2:

1.

PPS scores are determined by reading horizontally at each level to find a ‘best fit’ for the patient,
which is then assigned as the PPS% score.

Begin at the left column and read downward until the appropriate ambulation level is reached;
then read across to the next column and downward again until the activity/evidence of disease
is located. These steps are repeated until all five columns are covered before assigning the actual
PPS for that patient. In this way, “leftward” columns (columns to the left of any specific column)
are ‘stronger’ determinants and generally take precedence over others.

Example 1: A patient who spends the majority of the day sitting or lying down due to fatigue from

advanced disease and requires considerable assistance to walk even for short distances, but who
is otherwise fully conscious with good intake would be scored at PPS 50%.

PPS scores are in 10% increments only. Sometimes, several columns are easily placed at one
level, but one or two which seem better at a higher or lower level. One then needs to make a
‘best fit" decision. Choosing a “half-fit” value of PPS 45%, for example, is not correct. The
combination of clinical judgment and “leftward precedence” is used to determine whether 40%
or 50% is the more accurate score for that patient.

PPS may be used for several purposes. First, it is an excellent communication tool for quickly
describing a patient’s current functional level. Second, it may have value in criteria for workload
assessment or other measurements and comparisons. Finally, it appears to have prognostic
value.

Ambulation Conscious level
100% Full Normgl activity & = Full Normal Full
No evidence of disease
Normal activity & work
90% Full e Full Normal Full
Some evidence of disease
Normal activity with effort Normal or
80% Full i L Full Full
Some evidence of disease reduced
70% Reduced UnaF)le Pormal {ob!work . Occasional Normal or Full
Significant disease assistance necessary reduced
60% Reduced Unal:rle l'}obby'!hctuse work (Iionsiderabl.e Normal or Full or confission
Significant disease assistance required reduced
Unable to d k N 1
50% Mainly sit/lie naple 0, ° a‘ny wor Mainly assistance ormator Full or confusion
Extensive disease reduced
A0% Mainly sit/lie Unable to dlo molst activity Total care Normal or Full or dr(?wsy
Extensive disease reduced + confusion
Totally Unable to do any activity Normal or Full or drowsy
e bedbound Extensive disease Total care reduced + confusion
20% Totally Unable to do any activity Total eI Full or drowsy
? bedbound Extensive disease ottt care fnimatto sips + confusion
Totally Unable to do any activity Drowsy or coma
e bedbound Extensive disease o e I + confusion
0% Death - - = -
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PALLIATIVE PROGNOSTIC INDEX (PPI)

The PPI relies on the assessment of performance status using the Palliative Performance Scale (PPS,
oral intake, and the presence or absence of dyspnea, edema, and delirium).
Scoring will provide the prognosis (Journal of Pain and Symptom Management, Vol. 35, No. 6, Stone,
C., Tierman, E., & Dooley, B., Prospective Validation of the Palliative Prognostic Index in Patients with
Cancer, 617-622, Copyright (2008)):

e PPl score > 6 = survival shorter than 3 weeks

e PPlscore >4 = survival shorter than 6 weeks

e PPl score <4 = survival more than 6 weeks

Performance status/Symptoms Partial score

Palliative Performance Scale

10-20 4
30-50 25
>60 0
Oral Intake

Mouthfuls or less 2.5
Reduced but more than mouthfuls 1
Normal 0
Edema

Present 1
Absent 0

Dyspnea at rest

Present 35
Absent 0
Delirium
Present 4
Absent 0
Scoring
Nursing
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CLINICAL INDICATORS OF DECLINE

The Edmonton Symptom Assessment System (ESAS) can monitor the overall clinical situation.

Appendix F: Edmonton Symptom Assessment
System (revised version)

Please circle the number that best describes how you feel NOW:

No pain 1 2 3 4 5 6 7 8 9 10 | Worst popsible
pain
Mo tiredness 1 2 3 4 5 6 7 a 9 10 | Worst possible
Tiredness = lack of energy tiredness
Mo drowsiness 1 2 3 4 5 6 7 ] 9 10 | Worst possible
Drowsiness = feeling sleepy drowsiness
Mo nausea 1 2 3 4 5 6 7 a 9 10 | Worst possible
nausea
Mo lack of appetite 1 2 3 4 5 6 7 a 9 10 | Worst possible lack
of appetite
Mo shortness of 1 2 3 4 5 6 7 ] 9 10 | Worst possible
breath shortness of breath
Mo depression 1 2 3 4 5 6 7 a 9 10 | Worst possible
Depression = feeling sad depression
No anxiety 1 2 3 4 5 6 7 a 9 10 | Worst possible
Anxiery = feeling nervous anxiety
Best wellbeing 1 2 3 4 5 6 7 8 9 10 | ‘Worst possible
Wellbeing = how you feel averall wellbeing
Mo 1 2 3 4 5 6 7 a 9 10 | Worst possible
Other problem
(e.g. constipation)
Patient’s name: Completed by (check one):
[ Patient
Date: O Family caregiver
Time: [ Health-care professional caregiver
[ Caregiver-assisted

Nursing
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General indicators of poorer prognosis (life expectancy of only weeks to many weeks) include poor
performance status, impaired nutritional status and a low albumin level.

Diseases such as chronic obstructive pulmonary disease or congestive heart failure run a more
fluctuating course and result in death in a less predictable timeframe than diseases such as renal
disease or dementia. Each exacerbation can lead to remission (and future exacerbation) or death;
knowing which will occur on any given admission is extremely challenging.

Here are some clinical indicators for less than 6 months life expectancy:
Chronic obstructive pulmonary disease

Less than 6 months of life expected:

1. Disabling dyspnea at rest, unresponsive to bronchodilators, resulting in decreased functional
activity, bed to chair existence, often exacerbated by other debilitating symptoms such as
fatigue and cough;

2. FEV1 after bronchodilators <30%;

3. lIncreased visits to emergency department/hospital for pulmonary infections and/or
respiratory failure;

4. Pulmonary hypertension with cor pulmonale/right heart failure;

5. 24-hour home oxygen with pO2 <50 mmHg and/or pCO2 >50mmHg and documented evidence
of cor pulmonale;

6. Oxygen saturation <88% with supplementary oxygen.

7. Unintentional weight loss >10% over preceding 6 months.

8. Resting tachycardia >100/min.

Congestive heart failure

< 6 months of life expected:
1. Chest pain, dyspnea at rest or minimal exertion and already optimally treated with diuretics
and vasodilators;
Congestive heart failure >2 hospitalizations in the year;
50% increase in dose of oral medication or adding new class of drug;
Left ventricular ejection fraction <20%;
Creatinine >350 umol/L.

ukhwn

Only a few weeks remaining:

History of cardiac arrest and resuscitation.
History of unexplained syncope.

Resistant dysrhythmias.

Hypertension.

Insulin-dependent diabetes.

Nicotine use.

Prior coronary artery bypass.

NouswnNE

Dementia

A Month to several months of life expected (all predictors should be present):
Mini-Mental State Examination <12.

Unable to ambulate without assistance.

Unable to dress without assistance.

Unable to bathe without assistance.

Urinary and fecal incontinence.

ukhwnN e
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Unable to speak or communicate meaningfully.

Unable to swallow.

Increasing frequency of medical complications (e.g. aspiration pneumonia, urinary tract
infections, decubitus ulcers).

Renal disease
Weeks to several month of life expected:

1.

Stroke

LN U Bk WN

Creatinine clearance < 10cc/min (<15cc/min for diabetics.
Serum creatinine > 700 umol/L ( >530 umol/L for diabetics)
Confusion and/or obtundation (less than full mental capacity)
Intractable nausea and vomiting

Generalized pruritus

Restlessness

Oliguria (urine output <40cc/24 hr)

Intractable hyperkalemia (>7 mmol/L)

Intractable fluid overload

Days to weeks of life expected:

During the acute phase any of the following:

Coma beyond three days duration and dense paralysis
Comatose patients with any four of the following on day 3:
Abnormal brain stem response

Absent verbal response

Absent withdrawal response to pain

Serum creatinine >130 umol/L

Age >70

Imaging findings such as:

Large hemorrhage, with ventricular extension

Midline shift >1.5 cm or bi-hemisphere infarcts, cortical and subcortical infarcts
Basilar artery occlusion

5.2 EOL PROGRAM AND ITS COMPONENTS

Assessment at the End of Life

e Nurses identify individuals who are in the last days and hours of life.

o Use clinical expertise, disease specific indicators and validated tools to identify these
individuals.
o Understand the end-of-life trajectories.

e Nurses understand the common signs and symptoms present during the last days and hours of
life.

o Common signs of imminent death, may include, but are not limited to:
=  Progressive weakness;
= Bedbound state;
= Sleeping much of the time;
= Decreased intake of food and fluid;

Nursing
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= Darkened and/or decreased urine output;
= Difficulty swallowing (dysphagia);
= Delirium not related to reversible causes;
= Decreased level of consciousness not related to other causes;
= Noisy respiration/ excessive respiratory tract secretion;
= Change in breathing pattern (Cheyne-Stokes respiration, periods of apnea); and
=  Mottling and cooling extremities.
Nurses complete a comprehensive, holistic assessment of individuals and their families based on
the Canadian Hospice Palliative Care Association Domains of Care, which include the following:
o Disease management;
Physical;
Psychological;
Spiritual;
Social;
Practical;
End-of-life care/ death management; and
Loss, grief.
Include information from multiple sources to complete an assessment. These may include proxy
sources such as the family and other health-care providers.
Use evidence-informed and validated symptom assessment and screening tools when available
and relevant.
Reassess individuals and families on a regular basis to identify outcomes of care and changes in
care needs.
Communicate assessments to the inter-professional team. (See Annex 2)
Document assessments and outcomes.

O 0 0O O O O O

Reflect on and are aware of their own attitudes and feelings about death (See Annex 3)
Assess individuals’ preferences for information

Understand and apply the basic principles of communication in end of life care

Communicate assessment findings to individuals (if possible and desired) and the family on an
ongoing basis

Educate the family about the signs and symptoms of the last days and hours of life, with
attention to their: faith and spiritual practices; age-specific needs; developmental needs;
cultural needs

Evaluate the family’s comprehension of what is occurring during this phase

Decision Support at the End of Life

Nurses recognize and respond to factors that influence individuals and their families’
involvement in decision-making.

Nurses support individuals and families to make informed decisions that are consistent with
their beliefs, values and preferences in the last days and hours of life.
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Care and Management at the End of Life

e Nurses are knowledgeable about pain and symptom management interventions to enable
individualized care planning.

e Nurses advocate for and implement individualized pharmacologic and non-pharmacologic care
strategies.

e Nurses use effective communication to facilitate end of life discussions related to:

O

O O O O O O

O

Reconciliation of medications to meet the individual’s current needs and goals of care;
Routes and administration of medications;

Potential symptoms;

Physical signs of impending death;

Vigil practices;

Self-care strategies;

Identification of a contact plan for family when death has occurred; and

Care of the body after death.

e Nurses educate and share information with individuals and their families regarding:

O

O O O O O O o0 O O

Cultural and spiritual values, beliefs and practices;
Emotions and fears;

Past experiences with death and loss;

Clarifying goals of care;

Family preference related to direct care involvement;
Practical needs;

Informational needs;

Supportive care needs;

Loss and grief; and

Bereavement planning.
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Comfort, Care and Countryside

5.3 MODEL FOR QUALITY PALLIATIVE CARE

According to Ferris, FD., Balfour, HM., Bowen, K., Farley, J., Hardwick, M., Lamontagne, C., Lundy, M.,
Syme, A. West, P (2002) . A Model to Guide Hospice Palliative Care. Ottawa, ON: Canadian Hospice
Palliative Care Association,), a client-family square can ensure quality care. See Figure 1)

The components of the model called “client-family square ae presented in Annex 4

Figure 1

[T e B SRy E

Assessment Informiation-sharing Decisimmaking‘ (Care Planning ‘ (Care Delivary | Confirmation

FROCESS OF PROVIDING CARE

Primary diagnasis, prognosis, evidence Disease

Secondary diagnoses- dementia,  Management
substance use, Tauma
Co-marbidities- delirium, seizures
Adverse events- side effects, toxicity
Allergies

Pain, other symptoms Physical
Cognition, level of consdousness
Function, safety, aids, Fluids, nufrition
‘Wounds, Habits- alcohol, smoking

Personality, behaviour  Psychological
Depressian, ansdety
Emations, fears
Control, dignity, independence
Conflict, guilt, stress, coping responses
Seff-image, self esteem

Cultural values, belied, practices Social
Redationship, rokes
Isolation, abandonment, recondiliation
Safe, comforting environment
Privacy, intimacy
Routines, rituals, recreation, vocation
Financial, legal
Family caregiver protection
Guardianship, custody issues

Patient/Family

COMMON BSUES

Meaning, valua Spiritual
Existential, Transcendental
Walues, beliefs, practices, affiliations
Spiritual adwisors, rites, rituals
Symbals, icons

Activities of daily fiving Practical
Dependents, pets
Telephone acoess, transportation

Life closure, gift giving, legacy creation End of lifal
Preparation for expected death Death
Management of physiclogical changes in~ management
st howrs of living
Rites, rituals, Death pronouncement,
certification, Perideath care of family,
handling or body
Fumerals, memarial

Loss, Grief- acute, dwonic, antidpatory Loss, Grief
Bereavemnent planning, Mourning
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Strategies to help individuals engage in decision-making at the end of life are outlined in the following

tables:

Patient Engagement in Decision-making

Nurse/patient relationship
Promote discussion if families are
struggling with conflict

(Hsigh, Shannon, & Curtis 2006).

Sharing of power and control

Emphasize the need to consider
what information was essential for
patients and relatives, use concrete
examples and lay langnage, and
provide time for decision-making
(Hanna-Mari & Marja-Liisa, 2006).

Communication and assessment
Offer emotional and existential
support through discossion, listen-
ing, being present and attending to
patients and relatives (Hanna-Mari &
Marja-Liisa, 2006).

Raise issues related to end-of-life
care early in the course of a life-
threatening illness (Thelen, 2005},

Provide resources on how to access
reliable trustworthy information
(Mational Advisory Committee:

A Guide to End-of-life Care for
Seniors, 2000).

Evaluate patients/ and their relatives’
competence for decision-making
and support them in accepting the
medical facts (Hanna-Mari & Marja-Liiza,
2006).

Approach the topic sensitively
{Mational Advisory Committee:
A Guide o End-of-life Care for
Semiors, 2000).

Be aware of influence providers have
in influencing decisions by critically
analyzing /reflecting on extent to

which they have control over patient/

situation (Hilden & Honlasalo, 2006).

Clarify patients’ and relatives’ views
(Hanna-Mari & Marja-Liisa, 2006).

Be available to listen to concerns
and provide uninterrupted time
(Mational Advisory Committee:
A Guide to End-of-life Care for
Semiors, 20003 ).

Reframe decisions regarding
withholding sustaining treatment
as allowing the disease to take its
course rather than “not continuing
treatments that merely prolong
suffering.” (Lyness, 2004)

Patient’s and their family’s need to
understand their overall medical
condition to plan effectively and
how their illness and various treat-
ment options will affect them within
the context of their daily lives (Davison
& Torgunrud, 2007).

Recognize that each person has
unique tolerance for discomfort and
a unique drive to live (Loomis, 2009).

Recognized that people may choose
to endure physical or emotional
distress as part of their spiritual
journey (Loomis, 2009).

Facilitate frank assessment of the
likelihood of whether withholding
or stopping sustaining treatment
will be beneficial (Lyness, 2004).

Nursing
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5.4 END OF LIFE CARE DURING THE LAST DAYS & HOURS — NURSING

Nurses communicate the goals of care and treatment by:

a. Using professional judgment to determine how the inter-professional team needs to be involved in
discussions about the client’s end-of-life care wishes

b. Assessing whether the client has sufficient and relevant information to make an informed decision17
about treatment and end-of-life care, including resuscitation

c. Providing an opportunity to discuss, identify, and review the client’s end-of-life care wishes

d. Identifying the client’s wishes about preferred treatment and/or end-of-life care as early as possible,
while considering the client’s condition and the degree to which the therapeutic nurse client
relationship has been established

e. ldentifying and using appropriate communication techniques when discussing treatment and end-of-
life issues with the client

f. Helping and being involved in client and family discussions about treatment and/or end-of-life care

g. Consulting with other health care team members as required, to identify and resolve treatment
and/or end-of-life care issues. (For example, a nurse could present a client situation during a team
meeting or rounds or include an ethicist on the care team, if it is appropriate)

h. Knowing the end-of-life care wishes of the client or obtaining that knowledge from:
i. The client’s direct instructions (which include non-verbal means)
ii. The client’s advance directive (such as a living will or power of attorney for personal care)
iii.  The substitute decision-maker’s instructions, if the client is incapable, or
iv. Documented instructions from another member of the health care team

i. Explaining the client’s wishes to all members of the inter-professional care team

j- Maintaining records of client and inter-professional team communications about treatment and end-
of-life care decisions according to organizational policies and procedures as well as the Wales Home's
Documentation practice document

k. Contributing to ongoing communication about end-of-life care wishes and implementing the client’s
wishes by:

i. Reviewing the client’s plan of treatment including resuscitation wishes as needed or when
required by organizational policy. (For example, in long-term care settings, the review could be
part of the regular client health review)

ii. Documenting the relevant information

iii. Communicating any changes in client’s wishes to the inter-professional team and ensuring the
wishes are included in the plan of treatment
I. Advocating for the creation or modification of practice-setting policies and procedures to support
client choices during treatment and end-of-life care, based on Wales Home documents.

Nurses implement a client’s treatment and end-of-life care wishes by:

a) Ensuring that the creation of the plan of treatment has involved both the inter-professional team and
the client, and that the client has given informed consent for the plan of treatment before
implementation;

b) Acting on behalf of the client to help clarify the plans for treatment when:

i The client’s condition has changed and it may be necessary to modify a previous decision
ii. The nurse is concerned the client may not have been informed of all elements in the plan of
treatment, including the provision or withholding of treatment
iii. The nurse disagrees with the physician’s plan of treatment
iv. The client’s family disagrees with the client’s expressed treatment wishes
c) Initiating treatment when:
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i The client’s wish for treatment is known through a plan of treatment and informed consent
ii. The client’s wish is not known, but a substitute decision-maker has provided informed consent
for treatment, or
iii. It is an emergency situation, there is no information about the client’s wish, and a substitute
decision-maker is not immediately available

d) Not initiating treatment that is not in the plan of treatment, except in emergency situations, when:

h)
i)
j)

k)

i. The client has not given informed consent, and/or the plan of treatment does not address
receiving the treatment
ii. The incapable client’s wish is not known, and the substitute decision-maker has indicated that
he or she does not want the client to receive the treatment
iii.  The attending physician has informed the client that the treatment will be of no benefit and is
not part of the plan of treatment that the client has agreed to. In this situation, the nurse is not
expected to perform life-sustaining treatment (for example, resuscitation), even if the client or
substitute decision-maker requests it, or
iv. The client exhibits obvious signs of death, such as the absence of vital signs plus rigor mortis and
tissue decay
Documenting in a written plan of treatment all information that is relevant to the implementation of
the client’s wishes for treatment at end of life
Following the client’s wish for no resuscitation even in the absence of a physician’s written do-not-
resuscitate (DNR) order
Engaging in the following when a client’s death is expected or unexpected:
i. ldentifying whom to notify when the client dies
ii. Identifying the most appropriate category of health care provider to notify the family
iii. Identifying the client’s and family’s cultural and religious beliefs and values about death, and
management of the body after death
iv. ldentifying whether the family wants to see the body after death
v. Documenting according to policies and procedures
Possessing the knowledge, skill and judgment to determine that death has occurred
Deciding, if necessary, the category of health care provider that will pronounce the death
Recognizing that all nurses have the authority to pronounce death when clients are expected to die
and their plan of treatment does not include resuscitation. While RNs and RPNs do not have the
authority to certify death in any situation, Nurse Practitioners do have the authority to certify an
expected death, except in specific circumstances
Advocating for the creation or modification of practice-setting policies and procedures on the
implementation of clients’ treatment and end-of-life care wishes that are consistent with College
documents.

Summary of Steps in Advance Care Planning

e Think about your own values and wishes.

e Consult people who can provide advice and guidance, such as your doctor, lawyer, or faith
leader.

e Think about the people that you trust to make personal care decisions on your behalf, in
accordance with your wishes.

¢ Decide who your substitute decision-maker should be.

e Appoint your substitute decision-maker to act for you, if necessary.

e Make your care wishes clear to your substitute decision-maker and others close to you.
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* Ifyour care wishes change, let your substitute decision-maker know. Revise any written or taped
instructions.

¢ Fill out and carry with you the wallet card provided in this booklet to identify your substitute
decision-maker and tell others how to reach them if needed.

6. FORM

The form here attached in Annex 5 will be used.
The Annex 6 is providing guidelines for psychosocial care.

7. RESPONSIBILITIES

NURSE CASE MANAGER
Needs assessment, coordination and authorization of services to support the client and family
in an appropriate care setting
Authorization of VIHA Home Support Workers based on client need
REHAB: OCCUPATIONAL THERAPY / PHYSIOTHERAPY staff
Functional assessment of mobility, safety and equipment needs to safely remain at home
Arrange equipment loans such as hospital bed
DIETITIAN (if available)
e Assess, review and support for dietary issues, including enteral nutrition need and impaired
swallowing
e Support care team with symptom management e.g. nausea, cachexia and dehydration towards
the end of life
SOCIAL WORKER
e  Family conflict resolution
e Assist with legal documentation, and support client/family with EOL paperwork
e Support with Advance Care Planning, Living Wills and bereavement issues

CONCLUSION

Palliative care focuses on helping people with a life-limiting illness live well day to day. It includes care for
the person and his/her family. Palliative care can be given at the same time as treatment to cure or control
disease. End-of-life care is a part of palliative care that occurs during the last days and hours of life.
Palliative care continues beyond a person’s death to support family and friends during bereavement. This
is shown in the diagram adapted from: Ferris, FD. Balfour, HM. Bowen, K., Farley, J., Hardwick, M.,
Lamontagne, C., Lundy, M., Syme, A. West, P. A Model to Guide Hospice Palliative Care. Ottawa, ON:
Canadian Hospice Palliative Care Association, 2002. Palliative care can be provided by all of the members
of your health-care team, and may also include volunteers, spiritual care providers and other members of
your community.
Palliative care aims to:

e Relieve pain and other distressing symptoms.

e Help you to be involved in decisions about your care and treatment.

e  Work with you to solve problems.

e Provide emotional support.

e Assist you in finding information and resources.

e Support your family during the illness and after death.
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e  www.ohsu.edu/ahec/pain/paininventory.pdf

e  Care Search, Palliative Care Knowledge Network

e  www.caresearch.com.au

. Common Signs and Symptoms During the Last Days of Life
www.cancer.gov/cancertopics/pda/supportivecare/lasthours/HealthProfessional/page3

. Complementary and Alternative Medicine

. http://nccam.nih.gov/health/whatiscam/

e  www.cancer.gov/cancertopics/cam

e  Edmonton Symptom Assessment System

o  www.palliative.org/PC/Clinicallnfo/AssessmentTools/ESAS.pdf

e  FICA (Faith, Importance, Community Address) Spiritual Assessment Tool

e  www.hpsm.org/documents/providers/End of Life Summit-FICA References.pdf

. Fraser Health Hospice Palliative Care Symptom Guidelines www.fraserhealth.ca/professionals/hospice palliative care/

. Symptom Assessment and Management Tools www.cancercare.on.ca/cms/One.aspx?portalld=1377&pageld76967

. Collaborative Care Plans

. www.cancercare.on.ca/common/pages/UserFile.aspx?fileld=13618

e  The Victoria Hospice Society’s Palliative Performance Scale
www.cancercare.on.ca/common/pages/UserFile.aspx?fileld=13380

e  World Health Organization Pain and Analgesic Ladder www.chcr.brown.edu/pain/FASTFACTS3.pdf

e  www.who.int/cancer/palliative/painladder/en/

e AP Educational ResourcesPENDICIES

e Canadian Association of Schools of Nursing- The Principles and Practice of Palliative Care Nursing and Palliative Care
Competencies for Canadian Nurses

e www.casn.ca/len/Whats new_at CASN_108/items/81.html

. Canadian Virtual Hospice

. www.virtualhospice.ca

. Edmonton Palliative Care Program

. www.palliative.org

e  End of Life Curriculum Project

e  http://endoflife.stanford.edu/eol toolbox/intro_eol_toolbox.html

e  End of Life Nursing Education Consortium

e  www.aacn.nche.edu/ELNEC

. International Hospice Institute and College

. www.hospicecare.com

e  Learning Essential Approaches to Palliative Care (LEAP)Education

. www.pallium.ca

. National Action Planning Workshop on End-of-life Care

e  www.hc-sc.gc.ca/hcs-sss/pubs/palliat/2002-nat-planpalliat/index-eng.php

e  Health-care Professional End-of-life Educational Resources and Programs

e  http://palliative.info/pages/Education.htm

e  Promoting Excellence in End-of-life Care

e  www.promotingexcellence.org

. Toolkit for Nurturing Excellence at End-of-life Transition

e  www.tneel.uic.edu/tneel.asp

e  Toolkit of Instruments to Measure End-of-Life Care

e  www.chcr.brown.edu/pcoc/toolkit.htm

Approved by:

Date:

Note: The masculine form is used herein merely for the sake of brevity, it encompasses both men and women.
The Résidence Wales Home and CHSLD Wales Inc. shall herein be referred to as the Wales Home.
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ANNEX 1

TERMINOLOGY

e Actively Dying or Imminently Dying: A prognosis of death is expected to occur within hours to days.

e Advance Care Planning: A process that involves understanding, reflection, communication, and
discussion between a patient and their family/health-care proxy for the purposes of prospectively
identifying a surrogate, clarifying preferences and developing an individualized plan of care as the
end of their life nears. Advance care planning establishes a set of relationships, values, and processes
for approaching end of life decisions, and is specific to a patient’s goals and values, age, culture, and
medical conditions. The focus of advance care planning is not merely death and the right to refuse
treatment, but rather about living well and defining good care as a patient nears the end of life.

e Bereavement: The entire experience of family members and friends in the anticipation of death, the
death itself, and the subsequent adjustment to life surrounding the death of a loved one.

e Complementary Therapies: An independent healing outside the realm of conventional medical
practice and theory It focuses on the following: the whole person as a unique individual; the energy
of the body and its influence on health and disease; the healing power of nature and the mobilization
of the body’s own resources to heal itself; and the treatment of underlying causes, rather than
symptoms, of disease Examples of complementary therapies include therapeutic touch massage,
aromatherapy, music therapy, or biofeedback.

e Delirium: A mental disturbance that is sudden in onset and usually fluctuates, which is characterized
by confusion, disordered speech, and hallucinations.

e End of Life: There is no exact definition of end of life; however, evidence supports the following
components: (1) the presence of a chronic disease(s) or symptoms or functional impairments that
persist but may also fluctuate; and (2) the symptoms or impairments resulting from the underlying
irreversible disease require formal (paid, professional) or informal (unpaid) care and can lead to
death. Older age and frailty may be surrogates for life-threatening illness and comorbidity; however,
there is insufficient evidence for understanding these variables as components of end of life.

e End of life Care. For the purpose of this practice document, the term end of life care refers to the
care that is provided to a client at the end of his or her life. The goal of end of life care is to improve
the quality of living and dying, and minimize unnecessary suffering. It encompasses the physical,
spiritual, social, psychosocial, cultural, and emotional dimensions of client care. While palliative care
can be a component of end of life care, end of life care also includes aspects that are beyond the
scope of palliative care, such as advance care planning.

e Existential Distress: The experience of life with little or no meaning. It is defined as a state of
powerlessness that arises from one’s confrontation with one’s own mortality and results in the
consequent feelings of disappointment, futility, and remorse that disrupt one’s engagement with and
purpose in life

e Expected Death. For the purpose of this practice document, the term expected death refers to when,
in the opinion of the health care team, the client is irreversibly and irreparably terminally ill; that is,
there is no available treatment to restore health or the client refuses the treatment that is available.

e Grief: The normal process of reacting to loss. The loss may be physical (e.g. death), social (e.g.
divorce), or occupational (e.g. a job). Emotional reactions of grief can include anger, guilt, anxiety,
sadness, and despair. Physical reactions of grief can include sleep disturbances, changes in appetite,
and physical problems or illness

e Hospice Palliative Care: An approach to care that aims to “relieve suffering and improve the quality
of living and dying. Such a care approach strives to help patients and families: 1) Address physical,
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psychological, social, spiritual, and practical issues, and their associated expectations, needs, hopes
and fears; and 2) prepare for and manage self-determined life closure and the dying process; and 3)
cope with loss and grief during the illness and bereavement.”

e Intractable or Refractory Symptoms: Symptom that cannot be adequately controlled despite
aggressive efforts to identify a tolerable therapy that does not compromise consciousness.

e Pain: A state of physical, emotional or mental lack of well-being or physical, emotional or mental
uneasiness that ranges from mild discomfort or dull distress to acute, often unbearable, agony. Pain
may be generalized or localized.

o Palliative Care: Care that improves the quality of life of patients and their families facing life-
threatening illnesses. Particular attention is paid to the prevention, assessment, and treatment of
pain and other symptoms, and to the provision of psychological, spiritual, and emotional support.
Palliative care is guided by the following principles:

~ A focus on quality of life, which includes good symptom control;

~ A whole person approach, which takes into account the person’s past and current situation;

~ Care that encompasses the person with life-threatening illness and their family, friends, and
caregivers;

~ A respect for the patient’s autonomy and choices (e.g. place of care, treatment options);

~ An emphasis on open and sensitive communication (AVERT: Averting HIV and AIDS, n.d).

¢ Palliative Sedation: The intentional administration of sedative drugs in dosages and combinations
required to reduce the consciousness of a terminal patient as much as necessary to adequately
relieve one or more refractory symptoms (Palliative Care Network, n.d.).

e Power of Attorney for Personal Care: A legal document that names a substitute decision-maker
(called an attorney) and may contain directions about future health-care treatment and issues
related to personal care.

¢ Quality of Life: The ability to enjoy normal life activities.

e Spirituality: An ultimate reality or transcendent dimension of the world; an inner path enabling a
person to discover the essence of his or her being, or the deepest values and meanings by which
people live

e Terminal Restlessness: See “Delirium.”

e Total Pain: A concept that describes pain from physical, psychological, social, emotional, and spiritual
perspectives. Under the “total pain” model, pain assessment in people who are dying requires
multidimensional assessment that includes the patient’s biomedical, psychological, and psychiatric
characteristics, as well as social, family, existential, and spiritual influences.

e Vigil: The practice of being present at the bedside for extended periods of time prior to death.

e Wishes. What a capable person expresses about treatment, admission to a care facility or a personal
assistance service. Wishes may be expressed to a power of attorney, in any written form, oral form,
or in any other manner. The most recent wishes a client expresses while he or she is capable prevail
over any earlier wishes the client may have given to the power of attorney.
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ANNEX 2

INTERDISCIPLINARY & FAMILY APPROACH

Tips for Conducting a Family Conference are listed below and are adapted from Ambuel B and Weissman
DE. Moderating an end-of-life family conference, 2nd Edition. Fast Facts and Concepts. August 2005; 16.
Available at: http://www.eperc.mcw.edu/fastfact/ff 016.htm

1. Pre-Conference:
a. Clarify conference goals and roles with the health-care team.
b. Identify participants (health-care team, individual and family).
c. Organize date, time, and location (private space when available).

2. Conference with individual capable to make decisions and family if desired:
a. Introduce self and others.
b. Review meeting goals; clarify if specific decisions need to be made.
c. Determine urgency of decision-making.

i. Establish ground rules: Each person will have an opportunity to ask questions and
express views without interruption. A legal decision-maker will be identified; and the
importance of supportive decision-making will be described.

d. Review health status:

i. Determine what the patient and their family already know: “Tell us what you
understand about your current situation.”

ii. Review current health status.

iii.  Ask individual and family members if they have any questions about the current
situation.
e. Clarify expectations.
Clarify beliefs and values to determine what goals are most important to avoid or achieve.
g. Discuss practical implications of preferences and expectations (i.e. are goals realistic and
achievable?).
h. Allow time for private discussion.
i. Review and/or set goals of care.

—h

3. Conference with substitute decision-maker(s) and others as identified:

a. Introduce self and others.

b. Clarify role of substitute decision-maker(s) and confirm willingness to participate in decision-
making.

c. Review meeting goals; clarify if specific decisions need to be made.

d. Determine the urgency of decision-making.

e. Establish ground rules: Each person will have an opportunity to ask questions and express
views without interruption; a legal decision-maker will be identified; and the importance of
supportive decision-making will be described.

f. Review health status.

i. Determine what the substitute decision-maker(s)/family already know: “Tell us what you
understand about the individual’s current situation.”
ii. Review current health status.
iii.  Ask the substitute decision-maker(s) and family members if they have any questions
about the current situation.
g. Clarify expectations:
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i. Ask substitute decision-maker(s): “What do you believe the individual would choose if
he/she could speak for him or herself?”
ii. Based on what the substitute decision-maker(s) understand about what the individual
would have wanted, ask he/she: “What do you think should be done?”
h. Clarify beliefs and values to determine what goals are most important to avoid or achieve.
i. Discuss practical implications of preferences and expectations (i.e. are goals realistic and
achievable?).
j. Allow time for private discussion.
k. Review and/or set goals of care.
4, Wrap-up:
Summarize consensus, disagreements, decisions and goals of care.
Caution against unexpected outcomes.
Identify family spokesperson for ongoing communication.
Document in the health care record: who were present, goals of care, what decisions were
made, follow-up plan.
e. Maintain contact with individual, substitute decision-maker(s), family and health-care team.
f. Schedule follow-up meetings as needed.

a0 oo

N.B. When there is no consensus:
¢ Determine unmet needs for information and support.
e Assist the individual/substitute decision-maker(s) to access resources to address unmet needs.
» Reinforce role of substitute decision-maker if applicable.
¢ Schedule a follow-up conference.
Communication and assessment

Nurse/patient relationship Sharing of power and control

Encourage family members to spend
time at the bedside and talk with
them about their perceptions

Identify potential conflicts
in advance care planning and
effectively manage conflicts

Offer clear, thorough information,
rather than requiring family members
to ask (Meeker & Jezewski, 2005).

Review the patient’s preferences on a
regular basis and update documenta-
tion — Patient should be reminded
that advance directives can be revised
at any time (Davison & Torgunrud, 2007;
Kass-Bartelmes & Hughes, 2004)

Allow family members time to arrive
at consensual decisions (Meeker &
Jezewski, 2005).

Assess for conflict within family
(Meeker & Jezewski, 2005).

Look at the patient through both Facilitate the process of substitute Frequently explain and update

their own eyes and the eyes of the
patients and family members (Mazanec
& Tyler, 2003).

decision-making (Meeker & Jazewski, 2005).

patient and their substitute
decision-maker about the patients’
current health status (Gillick, 2006)

Apply the patient’s desires to actual
circumstances (Davison & Torgunrud, 2007)

Helping achieve consensus among
family members and act as an
arbitrator between family members
(Thelen, 2005).

Engage the patient in prioritizing
their goals of care (Gillick, 2006).

Treat the family with compassion and
respect (Thelen, 2005)

Conversations about difficult issues
may be started by asking the patient
open-ended questions and listening
attentively to their responses (Griffie,
Melson-Marten, & Muchka, 2004)

Initiate a guided discussion which
involves sharing medical knowledge
and treatments applicable to a
patient’s particular situation and
find out the patients’ preferences for
providing or withholding treatments
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Comfort, Care and Countryside

ANNEX 3
ATTITUDE TOWARDS CARE OF THE DYING

This scale’s purpose is to determine how nurses focl about certain situations in which they are imvolved with patients. All
stalemients concern nursing care given to the dying person and/or his'her family. Where there is reference to a dying patient,
assume it refers to a porson who is considered to be terminally ill, with six months or fewer to live.

Please circle the ketter following cach statement that corresponds, to your own personal fedings about the attitude or situation
prescntod. Please respond to all 30 statements on the scale.

Pasitive items anc scored one (strongly disagroe) to five (strongly agroe). Scores are reversed for negative items, Possible
scores can range from 30-150. A higher scone indicates a more positive attitude toward caring for this patient popalation.

SD = Strongly Disagree D = Disagree U = Uncertain A = Agree SA = Strongly Agree
1. Giving narsing care o the dying person is a worthwhile learning experience. SD(D | U] A |SA
2. Death is not the worst thing that can happen to a person. SD| D (U SA
3. | would be uncomfortable talking about impending death with the dying person. SD|D|U| A [SA
4. Nursing care for the patient’s family should contimae throughout the period of gricf solplul alsa

and bercavemenlt.

5. I would not want to be assigned 1o care for a dying person. SD D | U] A |SA
6. The nurse should not be the one to talk about death with the dying person. SD(D | U | A |SA
7. The length of time required Lo give nurdng care to a dying person would frustrateme. | SD ( D | U | A | SA
&. 1 would be upsct when the dying person [ was caring for gave up hope of getting better. SD|D|U| A [SA
9. It is difficalt to form a close nelationship with the family of a dying person. SDI D |[U | A |[SA
10, There arc times when death i welcomed by the dying person. SD|D|U | A |SA
11. When a patient asks, “Muarse am [ dying?”, | think it is best to change the subject to sololul alsa

something cheerful.
12. The family should be involved in the physical care of the dying person. SDID|[U | A |[3A
13. | would hope the person I'm caring for dies when | am not present. SD|ID|U| A [SA
14. | am afraid to bocome friends with a dying person. SD|D|U | A |SA
15. | would feed like ranning away when the person actually died. SD|ID|U| A [SA
16, Familics need emotional support to accept the behavior changes of the dyingpersen. | SD | D [ I ) A | SA
I?.ilﬁmudﬂ.dﬁemﬁmﬁ%ﬂ&nmmwm solplul alsa
l!.FfmllicuMu.ldbecmnedaboul helping their dying member make the best of solplul alsa

his'her remaining life.
19. The dying person should not be allowed to make decisions about his/her physicalcare. | SD | D | U | A | SA
20. Families should maintain as normal an environment as possible for their dying member. | SD | D | U | A | SA
21. It is beneficial for the dying person to verbalize his/her feelings. SD(D | U | A | SA
22. Nursing care should extend to the family of the dying person. sD| D | U| A sA
23. Nurses should permit dying persons to have flexible visiting schedules. SD| D | U | A |SA
24. The dying person and his/her family should be the in-charge decision-makers. SD| D | U | A |SA
P 2;:1:;:;(:11 :}c: f‘:mﬂ;;];e:;r;gn Tnedication should not be a nursing concern when sl D|lul Alsa
26. ;;D;ngrlzi ;::-)mfortable if I entered the room of a terminally ill person and found sololul alsa
27. Dying persons should be given honest answers about their condition. SD(D | U | A |SA
28. Educating families about death and dying is not a nursing responsibility. SD| D | U | A |SA

TTTT——— 29. Family members who stay close to a dying person often interfere with the

professionals job with the patient.

30. It is possible for nurses to help patients prepare for death.
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ANNEX 4
COMPONENTS OF THE CLIENT-FAMILY SQUARE

Disease Management

e Primary diagnosis, prognosis, evidence
e Secondary diagnoses- dementia,

e substance use, trauma

e Co-morbidities- delirium, seizures

e Adverse events- side effects, toxicity

o Allergies
e Physical
Physical

e Pain, other symptoms

e Cognition, level of consciousness

e Function, safety, aids, Fluids, nutrition
e Wounds, Habits- alcohol, smoking

Psychological

e Personality, behavior

Depression, anxiety

Emotions, fears

Control, dignity, independence
Conflict, guilt, stress, coping responses
e Self-image, self esteem

Social

e Cultural values, belief, practices

e Relationship, roles

e |solation, abandonment, reconciliation
Safe, comforting environment

Privacy, intimacy

Routines, rituals, recreation, vocation
Financial, legal
e Family caregiver protection
e Guardianship, custody issues

Spiritual

e Meaning, value

e Existential, Transcendental

e Values, beliefs, practices, affiliations
e Spiritual advisors, rites, rituals

e Symbols, icons

Practical

e Activities of daily living

e Dependents, pets

e Telephone access, transportation

Nursing
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EOL-Death management

Life closure, gift giving, legacy creation

Preparation for expected death

Management of physiological changes in last hours of living
Rites, rituals, Death pronouncement,

Certification, Peri-death care of family,

Handling or body

Funerals, memorial

Loss- grief

Loss, Grief- acute, chronic, anticipatory
Bereavement planning, Mourning

Assessment

History of issues,

Opportunities, associated expectations,
Needs, hopes, fears

Examination- assessment scales,
Physical exam,

Laboratory,

Radiology, procedures

Information-sharing

Confidentiality

Limits

Desire and readiness for information
Process for sharing information
Translation

Reactions to information
Understanding

Desire for additional information

Decision-making

Capacity, Goals of care, Requests for withholding/withdrawing,
Therapy with no potential for benefit,
Hastened death,

Issue prioritization,

Therapeutic priorities,

Options

Treatment choices,

Consent, Surrogate

Decision-making

Advance directives

Conflict resolution

Nursing
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Care Planning

e Setting of care

e Process to negotiate/Develop plan of care- address issues/opportunities
e Delivery

e Chosen therapies,

e Dependents, backup coverage, respite
e Bereavement care

e Discharge planning

e Emergencies.
Care Delivery

e (Care team composition

e Leadership

e Education, support

Consultation

Setting of care

Essential services
e Patient, family support
e Therapy delivery
e Errors

Confirmation
e Confirmation
e Understanding
e Satisfaction
e Complexity
e Stress
e Concerns, issues, questions
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ANNEX 5 PALEO FORM (SYSTEMATIC FOLLOW-UP)

PALLIATIVE CARE AND END OF LIFE CARE DURING THE LAST DAYS AND HOURS

Assessment form of individuals and their families

Palliative Performance Scale (PPS): functional level : Score: % Symptom Assessment System (ESAS): Score: /100
PALLIATIVE PROGNOSTIC INDEX (PPI): Score: No CPR form & EOL cart No YES
Systematic follow-up (nurse)
Findings: Specify (if applicable) Not applicable Done Date Initials

Assessment

History of issues,

Opportunities, associated expectations,

Needs, hopes, fears

Examination- assessment scales,

Physical exam,

Laboratory, Radiology

Procedures

Information-sharing

Confidentiality

Limits

Desire and readiness for information

Process for sharing information

Translation

Reactions to information

Understanding

Desire for additional information

Decision-making

Capacity, Goals of care, Requests for withholding/withdrawing,

Therapy with no potential for benefit,

Hastened death,

Issue prioritization,

Therapeutic priorities,

Options

Treatment choices,

Consent, Surrogate

Decision-making

Advance directives

Conflict resolution

Care Planning

Setting of care

Process to negotiate/Develop plan of care- address issues/opportunities

Delivery

Chosen therapies,

Dependents, backup coverage, respite

Bereavement care

Discharge planning

Emergencies.

Care Delivery

Care team composition

Leadership

Education, support

Consultation

Setting of care

Essential services

Patient, family support

Therapy delivery

Errors

Confirmation

Confirmation

Understanding

Satisfaction

Complexity

Stress

Concerns, issues, questions
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Interdisciplinary Intervention Plan

Info. Decision Care Care Confirmation Date Initials
sharing making plan delivery

Disease Management

Primary diagnosis, prognosis, evidence

Secondary diagnoses- dementia,

substance use, trauma

Co-morbidities- delirium, seizures

Adverse events- side effects, toxicity

Allergies

Physical

Pain, other symptoms

Cognition, level of consciousness

Function, safety, aids

Fluids, nutrition

Wounds

Habits- alcohol, smoking

Psychological

Personality, behavior

Depression, anxiety

Emotions, fears

Control, dignity, independence

Conflict, guilt, stress, coping responses

Self-image, self esteem

Social

Cultural values, belief, practices

Relationship, roles

Isolation, abandonment, reconciliation

Safe, comforting environment

Privacy, intimacy

Routines, rituals, recreation, vocation

Financial, legal

Family caregiver protection

Guardianship, custody issues

Spiritual

Meaning, value

Existential, Transcendental

Values, beliefs, practices, affiliations

Spiritual advisors, rites, rituals

Symbols, icons

Practical

Activities of daily living

Dependents, pets

Telephone access, transportation

EOL-Death management

Life closure, gift giving, legacy creation

Preparation for expected death

Management of physiological changes in last hours of
living

Rites, rituals, Death pronouncement,

Certification, Perideath care of family,

Handling or body

Funerals, memorial

Loss- grief

Loss, Grief- acute, chronic, anticipatory

Bereavement planning, Mourning

Signature/title Date/Time Signature/title Date/Time | Signature/title Date/Time
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Palliative Performance Scale (PPS): functional level:
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Ambulation

Activity & evidence

Self-care

%

Policies and Procedures
Section: Nursing

Intake

Conscious level

of disease

1009% Full Norma!l activity & s Full Normal Full
No evidence of disease
909 Full Normal activity & work Full Normal Full
Some evidence of disease
Normal activity with effort Normal or
Ll sl Some evidence of disease Sl reduced Sl
70% Reduced Unal?!e !wrmal {obfwork ; Occasional Normal or Fall
Significant disease assistance necessary reduced
Unable hobby/house work Considerable Normal or .
o Reduced Significant disease assistance required reduced Fallor confsion
. . Unable to do any work : : Normal or -
50% Mainly sit/lie nsive disease Mainly assistance reduced Full or confusion
. ... | Unable to do most activity Normal or Full or drowsy
L DMatnly sit/lie Extensive disease Total care reduced + confusion
Totally Unable to do any activity Normal or Full or drowsy
R bedbound Extensive disease otal care reduced + confusion
Totally Unable to do any activity . i Full or drowsy
Cl bedbound Extensive disease otal care Minirzal to stps + confusion
Totally Unable to do any activity Drowsy or coma
i bedbound Extensive disease otal care Moath care anly + confusion
0% Death - = - -

PALLIATIVE PROGNOSTIC INDEX (PPI): score:

PPl score > 6 = survival shorter than 3 weeks; PPl score >4 = survival shorter than 6 weeks; PPl score <4
= survival more than 6 weeks

Performance status/Symptoms Partial score

Palliative Performance Scale

10-20 4
30-50 25
>60 0

Oral Intake

Mouthfuls or less I5
Reduced but more than mouthfuls 1
Normal 0
Edema

Present 1
Absent 0

Dyspnea at rest

Present 35

Absent 0

Delirium

Present 4

Absent 0
Scoring

Nursing
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Comfort, Care and Countryside

Symptom Assessment System (ESAS): score /100

Policies and Procedures
Section: Nursing

Score Date Signature

Appendix F: Edmonton Symptom Assessment
System (revised version)

Please circle the number that best describes how you feel NOW:

No pain 1 2 3 4 5 6 7 & 9 10 | Worst posible
pain
No tiredness 1 2 3 4 5 [ 7 8 9 10 | Worst possible
Tiredness = lack of energy tiredness
No drowsiness 1 2 3 4 5 6 7 8 9 10 | Worst possible
Divowsiness = feeling sleepy drowsiness
No nausea 1 2 3 4 5 [ 7 8 9 10 | Worst possible
nausea
No lack of appetite 1 2 3 4 5 [ 7 8 9 10 | Worst possible lack
of appetite
No shortness of 1 2 3 4 5 [ 7 8 9 10 | Worst possible
breath shortness of breath
No depression 1 2 3 4 5 [ 7 8 9 10 | Worst possible
Depression = feeling sad depression
No anxiety 1 2 3 4 5 6 7 8 9 10 | Worst possible
Anxiety = fecling nervous anxiety
Best wellbeing 1 2 3 4 5 [ 7 8 9 10 | Worst possible
Wellbeing = how you foel overall wellbeing
No 1 2 3 4 5 6 7 8 9 10 | Worst possible
Other problem
(e.g. constipation)
Patient’s name: Completed by (check one):
O Patient
Date: O Family caregiver
Time: O Health-care professional caregiver
O Caregiver-assisted

Nursing

— Palliative Care and End of Life
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Family & Interdisciplinary conference form

Conference Findings if applicable (specify) Date Initials

Meeting goals; clarify if specific decisions need to be made.

Determine urgency of decision-making.

e  Establish ground rules: Each person will have an
opportunity to ask questions and express views without
interruption. A legal decision-maker will be identified;
and the importance of supportive decision-making will
be described.

Review health status:

e  Determine what the patient and their family already
know: “Tell us what you understand about your current
situation.”

e  Ask individual and family members if they have any
questions about the current situation.

Clarify expectations.

Clarify beliefs and values to determine what goals are most
important to avoid or achieve.

Discuss practical implications of preferences and expectations (i.e.
are goals realistic and achievable?).

Review and/or set goals of care.

Conference with substitute decision-maker(s)

Clarify role of substitute decision-maker(s) and confirm
willingness to participate in decision-making.

Review meeting goals; clarify if specific decisions need to be
made.

Determine the urgency of decision-making.

Establish ground rules: Each person will have an opportunity to ask
questions and express views without interruption; a legal decision-
maker will be identified; and the importance of supportive
decision-making will be described.

Review health status.

Clarify expectations:

Clarify beliefs and values to determine what goals are most
important to avoid or achieve.

Discuss practical implications of preferences and expectations (i.e.
are goals realistic and achievable?).

Review and/or set goals of care.

Wrap-up:

Summarize consensus, disagreements, decisions and goals

Caution against unexpected outcomes.

Identify family spokesperson for ongoing communication.

Document in the health care record: who were present, goals of
care, what decisions were made, follow-up plan.

Maintain contact : individual, substitute decision-maker(s), family

Schedule follow-up meetings as needed.

Signature/title Date/Time Signature/title Date/Time | Sjgnature/title Date/Time
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ANNEX 6
TRANSITIONS IN PALLIATIVE CARE
THE PALLIATIVE PERFORMANCE SCALE AND PSYCHOSOCIAL CARE

Psycho-social care of dying patients and their families includes emotional, spiritual, and practical support
and counselling through the process of dying, death and bereavement. It is a key component of palliative
care that becomes increasingly important as the end of life approaches. Indeed hope for healing of family
and personal issues often become the priority as hope for a cure for disease disappears. Good psycho-
social care can also support good symptom management.

The Palliative Performance Scale (PPS) can be used to predict the timing of specific emotional, social and
spiritual challenges and responses for patient and family, as they are tied to physiological changes.

This section presents the key transition points that occur along the continuum of a terminal illness using
the PPS through to death and is summarized in the table below. It looks at basic physical changes,
emotional, spiritual and communication issues for the patient and family, as well as psychosocial
interventions. These include planning for care, teaching, counselling and mediation. Following this
expedited table is an expanded description of care implications for the latter half of the palliative journey
for both patients and their families (from 50% PPS through to death).

BEGINNING THE JOURNEY PPS 100-90%

Patient is able to live normally with some evidence of disease.

A time of early diagnosis and treatment. Key psycho-social care considerations:

1. Becoming a Patient — entering the unfamiliar world of health care
Interventions - normalize feelings, validate experiences and provide information.

2. Receiving the diagnosis — shock, disbelief, denial.
Interventions: clarify patients understanding of the diagnosis, express practical concerns and offer
quiet and calm.

3. Fear and powerlessness Interventions — address the fears, create opportunities for support, and
examine strategies for coping.

4. Making critical decisions — patients and family may disagree with treatments.
Interventions — normalize different perspectives and offer support for whatever decisions patient
makes.

5. Dealing with the impact of treatments Interventions — rebuild self-esteem and accommodate the
demands and effects of treatment. Offer peer support, relaxation skills and opportunities for
communication.

THE PATH NOT CHOSEN PPS 80-70%

Patient has some normal activity with effort, to reduced activity, to significant disease. Key psycho-social
care considerations:
1. A new awareness — recurrence of disease.
Interventions — explore the impact on the patient/family, support their reactions and provide
information as needed.
2. Family dissonance —Interventions — explore family stresses, their changing roles and new issues.
3. Isolation — reduction of activities and social life.
Interventions — help patients and their families identify supportive activities and people in their lives.
Offer resources.

Nursing
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4. Uncertain time —future uncertain Interventions — help patients understand the emotional and physical
fatigue, open opportunities for discussion
5. The faces of hope —Interventions — normalize feelings of hope and despair, give understanding that
hope can change and identify small hopes, (hopelets)
6. Explore spiritual aspects — values, beliefs and rituals

ENTERING THE UNKNOWN PPS 60-50%

Patient is unable to do any work, experiences extensive disease, may see a change in appetite, may be
confused. Key psycho-social care considerations:

1.

Change in Focus — toward hospice, palliative care. Interventions — highlight patient/family strengths,
identify supports/resources.

Patient/family grief — anticipatory grief

Interventions — allow for exploration of thoughts and feelings, provide opportunities for life review and
support the completion of unfinished business.

Emotions — anger, fear, powerlessness, denial, unpredictable and suppressed emotions. Interventions
— listen, normalize feelings, introduce coping strategies, and accept the patient’s feelings.

. Communication Interventions - normalize differences, light and easy conversation and sometimes

indirect communication.
Family issues Interventions — acknowledge conflict, facilitate resolution, protect patient autonomy
and cultivate therapeutic relationships between patients/families

THE LONG AND WINDING ROAD PPS 40-30%

Patient is mainly in bed with extensive disease, normal or reduced intake, may be confused. Key psycho-
social care considerations:

1.

Change in mobility — Interventions — provide outside resources to assist with physical care and educate
regarding expectations.

. Dependence and withdrawal — Interventions — social system diminished, some care decisions now

revert to the family.

Developing a death plan — where do they wish to die? Interventions - explore the patient’s wishes
about his/her remaining life, provide resources.

Family stress — caregiver burnout, family dynamics. Interventions —explore feeling and thoughts about
care-giving burnout and facility placement.

Family grief Interventions — normalize feelings, acknowledge mixed feelings, and allow expressions of
joy and sorrow.

Family fatigue Interventions — evaluate family members eating and sleeping routines, legitimize rest
and relaxation. Is respite needed and available?

WATCHING AND WAITING PPS 20-10%

Patient has no activity, intake sips to mouth care only, consciousness is full - to drowsy - to coma. Key
psycho-social care considerations:

1.

Doing to being — family shifts from doing to being Interventions — encourage people to take regular
breaks from the vigil.

Communication Interventions — tailor communication to fit the patient’s consciousness level; patients
may talk of travels, familiar events and places or going on a journey. Delirium, restlessness and
hallucinations are some of the most difficult reactions for families to encounter.

Making decisions — now shifts to the family Interventions —encourage a family spokesman and support
decisions. Preparation for death, supply resources.

Nursing
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4. Expectations about dying Interventions — explain pre-death changes in breathing, pulse, color and
awareness.

THE PARTING OF THE WAYS (DEATH) PPS 0%

Key psycho-social care considerations (now for family):

1. Family reactions — shock, crying, sobbing, anger — varies with culture.
Interventions — stabilize shock and support and normalize reactions; inquire about rituals the family
would like to honor

2. Nature of death — sudden death, suicide versus expected death
Interventions — communicate and support. May need counseling referrals

3. After death details Interventions — may need to wait for out of town family members to arrive. Inform
families what to expect as they enter the room and ways to be with their loved one. Explain after death
procedures such as pronouncement and removal of the body

CONSIDERATIONS IN PSYCHOSOCIAL CARE AT PPS 50% AND BEYOND FOR PATIENTS
AND FAMILIES

A. The Patient (at 50% PPS)

1. Responses

When the reality of disease sets in, a patient finds that earth-shattering psychosocial changes and shifts
are triggered. The prospect of cure is unlikely. Along with a loss of control and autonomy come shifts in
family roles and responsibilities. This is a time of overwhelming and mixed emotions; panic, confusion,
fear, resignation, helplessness, hopelessness.

Patients face fears of suffering and dying. Spiritual questions arise about the meaning of life and meaning
of death. There is a shift in hopes, dreams and expectations. Patients have a need to continue engaging
with life in a meaningful way through activities that have particular value for them, such as, pursuing
alternative healing methods, holding on to hope, or maintaining social contacts and relationships.

At this time, the difficulties that arise tend to be based on pre-existing family style and patterns. Between
patient and family there will be differences in grieving process, and issues around dealing with illness or
expected death can surface.

2. What Helps

Planning and Teaching: Involvement in planning for care, family future, and other issues can help patients
maintain areas of control. Decision making about palliative care and symptom management often occurs
at this point. Information about supports and resources available [medical, emotional, spiritual, practical],
in the time ahead, is helpful at this time.

Counselling: Building a solid, safe relationship is important now, as is information and support to address
feelings of being overwhelmed. Offer available resources; ensure beliefs and understanding arc accurate;
consult with appropriate team members. Begin to explore what lies ahead. Determine what is predictable
and known, and what cannot yet be known; explore fears of dying, of pain and of suffering.

Exploration and validation of feelings and emotions can help to give reassurance and normalize their
experience. Life review and reminiscence offer meaning and perspective to present circumstances.

B. The Family (@ 50% PPS)

1. Responses
When the patient is at PPS 50%, the family often are unable to recognize the physical impact on
themselves of providing care to the patient. They may be unable to pace themselves, feeling totally
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responsible, wanting to maintain control, and unaware of the demands of ongoing care. These factors
often lead to poor self-care, especially through poor sleep, nutrition, and lack of exercise.

Similarly to the patient, when reality of the disease sets in, major psychosocial changes and shifts are also
triggered within the family. As the prospect of cure is recognized as unlikely, shifts in family roles and
responsibilities take on new significance. This is a time of overwhelming, often mixed emotions. Families
may be needing information and/or a prognosis but afraid of the answers, feeling unsure and insecure.
Despite having fears of the future, they are starting to plan for it. As the focus on the patient’s needs and
situation increases, less importance is placed on family members’ own feelings and concerns. They put
their own needs on hold, in part to protect the patient.

The impact of the disease may become more apparent to the children in a family, prompting questions,
fears, and changes in behavior.

2. What Helps

Planning: This is when family need to be talking to the professional caregiving team; to get information
about the disease process, to plan for help with care, to coordinate resources. Family conferences are an
excellent way to get everyone involved directly discussing concerns, needs and plans.

Teaching: There is a lot of new information to be absorbed during this time; information about resources
and care options that are available in the community, the workings of the various systems family must
deal with, and self-care issues and approaches. The adults may need information about children’s
understanding of illness and their developmental needs; modelling of appropriate attitudes and language
may help. Direct support may be appropriate.

Counselling: A number of areas need to be addressed with family. Intense feelings of being overwhelmed
by changes in disease and condition may need to be explored and supported. Fear of not knowing what
lies ahead and loss of control need to be discussed. The family’s ways of dealing with this new reality
[denial, avoidance, hope, and acceptance] need to be acknowledged. The impact on the family and its
functioning brought about by changes, needs to be addressed in terms of the dynamics of the family in
the present situation.

CARE AT PPS 30%
A. The Patient (at 30% PPS)

1. Responses

As the disease progresses and its impact continues to be felt, the patient may experience waves of
helplessness and hopelessness. The ability to adjust to the dramatic changes now, the loss of
independence and control, will depend on how well the patient was able to accept and move through the
psychosocial shifts that occurred at PPS of 50% and 40%.

Concerns about dependency and being a burden to others often arise with the recognition of increasing
care needs. The patient can feel emotionally worn out, tired or drained and often experiences increased
periods of drowsiness, sleepiness and confusion. They may begin to think about letting go - of life, of the
fight, of worries.

Along with this, unresolved concerns can become an emotional burden and there may be a sense of
urgency to bring closure to these issues. This is the time when a shift from fearing death to an acceptance
of death often occurs for the patient.

At this PPS level, intake will be significantly reduced to small amounts of soft or liquid foods, such as food
supplements or a few spoonfuls of soup, ice cream, and yogurt.

The patient’s conversations are often impeded by sleepiness, wandering attention, and lack of focus or
energy. Also, the patient may find it hard to discuss their fears or feelings with family due to the family’s
usual communication style and boundaries.
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At this time, the patient and family may find themselves in very different places along the acceptance-
denial continuum, making communication difficult between them. This is affected by the patient and
family having different opinions, concerns or feelings about care, different hopes or expectations, and
different information.

The patient is often more familiar with the reality of their disease and its progression than is the family.

2. What Helps

Planning: It is helpful to the patient that attention is given to addressing family support during and after
death. Concerns often include reviewing practical matters, such as will, power of attorney, and
funeral/memorial planning, especially if these matters have not already been attended to. This is a time
to re-evaluate plans for care and death: the patient will choose their level of participation in this process.
Discussion about family visiting or attendance during the time that remains is important.

Teaching: The patient will appreciate helpful hints on adjusting their life style to suit changed abilities and
energy levels. Times spent conversing with the patient or addressing issues will need to be managed
according to the energy levels of the patient. This is a time to introduce and provide opportunities for the
patient to experience the benefits of touch therapies, guided imagery, and relaxation.

Information about individual differences, in terms of coping, grieving, and processing one’s experience,
and information about family systems, in terms of communication and the roles of children, can ease
tensions for the patient in relation to the family.

Counselling: The patient may wish to explore the meaning of life and death through expressing their
thoughts and feelings about death, dying and spirituality. This can include exploration of religious
concerns or beliefs with a spiritual counsellor or leader. As fears and concerns are explored, appropriate
reassurance can be provided about the dying process, emotional and physical suffering, and separation.
Assistance can be given to facilitate some kind of closure for unfinished business, whether that is
resolution, letting go, or acceptance of the situation that causes distress. Offer times for the identification,
acknowledgement, and expression of the losses experienced through the progression of the disease.

Mediation: The patient may appreciate help to address differences with or within the family.
B. The Family (at 30% PPS)

1. Responses

The family continue to be fatigued and weary through responding to the various demands of the situation.
Family will be dealing with a dilemma — how to start separating emotionally from the patient, while
wanting to be physically present and needing to be more involved in care. They are also attending to
current and ongoing family needs and making necessary arrangements for the approaching death and the
future thereafter.

As stress increases, different coping styles, personalities, life experiences influence family relationships
and dynamics, often quite dramatically.

Children, similarly to other family members, adjust according to life experience, developmental level,
available support and information, and their ongoing involvement with the patient.

At this time, family may struggle when patient begins the process of letting go as they perceive this as
giving up or giving in. Family caregivers may reach the end of their tether, physically or emotionally,
becoming overwhelmed by the demands of care and no longer able to manage. Requests for admission
into a care facility or for increased home supports are common at this level.

Family may want a prognosis or time frame now as they shift from long-term hopes to wanting the patient
to live until a particular day or event, or until the arrival of certain family members. Concerns are often
expressed about how to handle out-of-town family who may need time to adjust and integrate the
changes.
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When the patient is at PPS 30%, pre-existing family strengths and stresses are intensified or heightened
as they cope with the situation. Their ability to support and work together and their individual
personalities and coping styles will be apparent.

2. What Helps

Planning: As the care needs of the patient increase, it is important to help the family to liaise with Home
Care Nursing, Long Term Care, and/or the palliative team for on-going care. Plans for unit admission or
increase in home supports should be discussed in terms that are realistic considering the wishes and
abilities of both the patient and family. Offer information that allows family to make decisions, which
require a specific timing, i.e., planning events or family visits.

Teaching: It is helpful to model and support care for the patient and the family that includes therapeutic
touch, gentle massage, and relaxation techniques. Information about symbolic communication, reduced
consciousness, or patient withdrawal, can help to prepare family for the changes ahead.

Counselling: At this juncture, it is imperative that channels of communication are kept open to ensure
that information is shared and questions are addressed. Ensure that questions about the disease,
prognosis, and medications are asked and that answers are understandable. Family will need support
around the issues of out-of-town family, symbolic language and prognosis. There may be specific fears or
incorrect assumptions about starvation and dehydration as the patient becomes unable to eat and drink
so that reassurance about reduced intake must be provided. Be open to attend to any further concerns
and issues that may arise at this time.

Talking about family self-care, that is individual and mutual self-care, is critical for their physical and
emotional health, now and after the death. Help parents and other family members to understand
children’s needs and behaviors, at this time.

Families find it helpful and positive to explore hopes and dreams in the context of the current situation.
Reframing the tasks that they are facing, like letting go and making adjustments, help family to gain new
perspectives on their experience and the situation.

Mediating: Family may need and want help to deal with misunderstandings and issues that arise.

PSYCHOSOCIAL CARE AT PPS 10%
A. The Patient (at 10% PPS)

1. Symptoms and Responses

If the patient displays occasional unexpected agitation, which is not directed at anything observable,
consider whether it may be expressions of thoughts and feelings, or completion of some necessary
internal work. The patient, at this point, may be focusing on the journey ahead of them, that is, the
transition of leaving the body. At this time, only mouth care is provided.

Levels of consciousness or mental functioning can vary so that patients may be alert until moment of
death, move between levels of consciousness, or become increasingly drowsy. There may have been
moments of alertness in which the patient roused to say a few words or communicate using symbolic
language. Such efforts to communicate may be increasingly difficult to understand. Pre-death restlessness
is common and is sometimes interpreted as confusion or poor symptom management.

Although either verbal or non-verbal communication is rare when a patient reaches a PPS of 10%, the
patient does maintain their connection with the people around them through the sense of hearing.

2. What Helps

Counselling: What is helpful to the patient at PPS of 10% is to respond to whatever seems to be offered
in the moment. Approaches such as Therapeutic Touch, Reiki, guided imagery and gentle massage allows
the patient to receive support in a non-demanding way. Be present and comfortable, and speak quietly.
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Acknowledge and validate any metaphorical communications by listening and trying to understand their
meaning, rather than dismissing them. Family often are able to interpret these communications from their
intimate knowledge of the patient.

B. The Family (at 10% PPS)

1. Responses

The family may be operating on “auto-pilot,” as they are exhausted physically and emotionally. They
experience increasing difficulties with sleep, relaxation and taking time away as they may prefer to be
continually by the patient’s bedside. There is an increased risk of injury or broader health consequences
for family caregivers at this time due to physical stressors and general self-neglect. Some families arrange
a rotation of family visiting to allow for some rest. Often family members experience loss or increase of
appetite, causing a disruption of usual eating patterns.

Families will have struggled with a number of emotional conflicts as this time approached. Their
awareness that death will be soon conflicts with not being ready to let go. They may be wanting the death
to occur, yet holding on; wanting suffering to be over, yet not wanting the person to die. They may be
feeling angry or relieved about the death, yet guilty about wanting the death to come soon.

There may be a range of feelings about the death, from letting go, to holding on, to withdrawal. An
increased awareness of the impending losses and life without the patient is common. If the dying process
has lingered on, family may feel extremely weary and empty. Feelings of abandonment may occur at being
excluded by patient’s withdrawal. Some family may have feelings of fear and anxiety about being present
at time of death. As death approaches, family members who are aligned with what is happening may
experience a profound sense of peacefulness. At the time of death, feelings of relief are common,
accompanied by feelings of sadness and loss.

2. What Helps

Planning: This is the time to plan for death: gathering family, discussing what to expect, and reviewing
what to do when death occurs. In preparation for death, plan what needs to be done, including a review
of funeral planning, keeping both patient wishes and family needs in mind.

Teaching: Model respectful behaviors by speaking directly to the patient to acknowledge their presence
and addressing them by name. Providing information on the dying process is very important. Family need
to know about physical changes that indicate death is approaching, about communication with the patient
and among themselves, and about choices concerning what they want to do at the time of death.

Counselling: It is helpful to listen to and normalize feelings of loss, abandonment, and fear. Offer
opportunities for family to talk about present thoughts, concerns and feelings. This time can be an
opportunity for life review and reminiscence, for humor as well as sadness. Ensure children are included
in ways that are comfortable for them and that their questions are answered, their presence is
encouraged, and that they have space where play is permitted. Acknowledge the family’s grief: provide
support and information about what is normal at this time.

Part of this will be to address the fears or concerns there may be about being present at the time of death.
It is helpful at this time to acknowledge and validate differences amongst family members as each person
has their own particular grief process, readiness for death, and their own feelings about their person
dying. If necessary, address emotional conflicts: give information and opportunities for expression.

Mediating: This is a time to check out any unfinished business family members may have with the patient
or with each other that is affecting their ability to be present and peaceful.
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PSYCHOSOCIAL CARE FOR FAMILY MEMBERS AFTER DEATH
The Family

1. Responses

The family may have varying needs at this time. For example, they may wish to stay close to the person
who died and have private time with them. Time to say goodbye may include prayers or rituals,
preparation of the body, reminiscing and spending family time. It is common for family to repeatedly
check the body and review the time of death. Sometimes family will not want to be in the presence of the
body but will want time for these same closure activities.

2. What Helps

It is helpful to provide opportunities for family to acknowledge their particular needs at this time. As
mentioned above, these may include time with the deceased, preparing the body, rituals, prayers, and
saying goodbye. Opportunities for family to come together and support one another in a comfortable way
will be appreciated. Privacy, respect, unlimited time, and easy access to the deceased are aspects that
need to be considered. This is a time to review information about the steps to be taken in completing
funeral arrangements. Provide information about the grieving process and normalize what the family
members are experiencing. It will be helpful to let family know how to access bereavement services.
Both grief handouts and discussion are helpful sources of information. Written information is appreciated
as it can be referred to later, in a less stressful moment.

THE NEEDS OF THE DYING PATIENT

PHYSIOLOGICAL
¢ Good symptom control

SAFETY
¢ A feeling of security

BELONGING
* The need to be needed
¢ The need not to feel a burden

LOVE
* Expression of affection - human contact (Touch)

UNDERSTANDING
e Opportunity to discuss process of dying
¢ Explanation about the disease and its symptoms

ACCEPTANCE
* Regardless of mood and ability to socialize

SELFESTEEM
* Involvement in decision-making, esp. as physical dependence on others increases
¢ Opportunity to Give as well as Receive

Source: Dr. Michael Downing, Medical Care of the Dying; Hospice Resource Manual, 1989
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