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Psychosocial Care

] Rationale

This guideline is adapted for interprofessional primary care providers working in various
settings in Fraser Health, British Columbia and any other clinical practice settings in which a
user may see the guidelines as applicable.

[] Scope

This guideline provides recommendations for assessing and addressing psychosocial issues
of adult patients (age 19 years and older) who are facing a progressive life limiting illness. It is
designed to provide some general considerations and information about psychosocial care,
support and interventions to assist all health care providers within their scope of practice and
to enhance their engagement with patients and families.

This guideline is not intended to be prescriptive. While medically oriented clinical practice
guidelines tend to focus on specific disease sites and describe “which particular treatment is
most effective for which particular symptom” V), psychosocial care is contextually and historically
based in the unique experiences of patients and their families. This guideline is intended to assist
all health care providers to look beyond the physical aspect of a patient’s illness and explore the
patient’s perception of their illness and its impact upon them. The goal is to assist patients and
their families to find meaning within their situation using a holistic approach.

] Definition of Terms

Advance Care Planning is an ongoing process of reflection and communication in which a
capable adult makes decisions with respect to future health care in the event that they become
incapable of giving informed consent. The process should be placed in the context of one’s
values and beliefs and involve discussions with health care providers and significant others
with whom the person has a relationship.®

Burnout is a process in which one’s attitudes and behaviour change in negative ways
in response to job strain® arising out of work environment triggers such as frustration,
powerlessness and an inability to achieve work goals.®

Coping refers to unique and personal strategies used to manage stressful situations that could
be perceived by others as being positive or negative.®

Comfort Care refers to both a philosophy of care and a program of services aimed at relieving
suffering and improving the quality of life for persons who are living with, or dying from, a life
limiting illness or who are bereaved.®

O,
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Compassion Fatigue refers to emotional residue of exposure to working with those who suffer.
Natural consequent behaviours and emotions resulting from knowing about a traumatizing
event experienced by a significant other, the stress resulting from helping or wanting to help a
traumatized or suffering person.”

Complicated Grief is marked by the presence of symptoms such as intrusive thoughts of the
deceased, yearning and/or searching for the deceased and excessive loneliness since the death,
experienced daily or to a marked degree, for at least 6 months, causing clinically significant
impairment in social, occupational or other areas of functioning.®

Culture is not a single variable but is comprised of multiple variables, affecting all aspects of
experience. It is inseparable from economic, political, religious, psychological and biological
conditions. Cultural processes frequently differ within the same ethnic or social group because
of differences in age cohort, gender, political association, class, religion, ethnicity and even
personality. It is highly desirable for health care providers to be sensitive to cultural difference
by engaging in an ongoing process of exploring the patient’s lived experience of an illness,
trying to understand the illness as the patient understands, feels, perceives and responds to it."

Cumulative grief is the occurrence of multiple deaths, either at the same time or in serial
fashion. This often occurs in a hospital unit or hospice residence, and may lead to bereavement
overload, or what has been called cumulative grief. Cumulative grief is the caregiver’s
emotional response when there is no time or opportunity to completely or adequately grieve
for each person who has died.'?

Disenfranchised grief is when a person experiences a sense of loss but does not have a socially
recognized right, role or capacity to grieve.

Employee and Family Assistance Program offers confidential assessment, counselling

and referral services designed to assist with resolving problems that affect an individual’s
personal life and, in some cases, job performance. The service is provided at no cost to eligible
employees and their family members.('?

Family is a term that is used to describe those who are closest to a patient. It is not exclusive
to those who are related by blood or by marriage. It is a term used to describe someone that a
patient considers to be “like” a family member, regardless of blood relations.'®)

Life Review is a progressive return of the memories of past experience in search of meaning
and in striving for emotional resolution.

Quality of Life refers to an acceptable, if not desired, state of living that suggests fulfillment
for an individual. Quality of life is individually defined by each patient. The goal of hospice
palliative care is to “provide the best possible quality of life for the terminally ill by ensuring
their comfort, care, and dignity at their end of their lives.”>
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[] Standard of Care

Recommendation 1: Care for the Health Care Provider
» Reflective Practice
+ Self-Care

Recommendation 2: Care Considerations

« Understanding and Assessing Patient and Family Experience
» Understanding Grief and Loss

» Understanding Children’s Grief

+ Understanding Culture

Recommendation 3: Caring for the Patient and their Family
« Psychosocial Support

» General Strategies

« Communication

» Fostering Hope

» Helping Children

« Desire to Die Statements

Recommendation 4: Help for Challenging Care Situations

» Indicators for Specialized Consultation

Recommendation 5: Evaluation
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CRecommendation \l Care for the Health Care Provider

Reflective Practice

To provide effective, compassionate and comprehensive end-of-life care, health care providers
must develop a level of comfort with death and dying. Unfortunately “clinicians often do not
have the skill, comfort level, and experience needed to care for dying patients.”® As a result,
health care providers may end up avoiding uncomfortable or difficult conversations with
patients and family members and direct their attention towards more technical aspects of
care. Consequently, health care providers as well as patients and families may lose out on an
important opportunity to clarify their understanding and expectations of the current medical
situation with a view towards developing effective end of life care. Self-reflective practice is a
proactive process which seeks to overcome this reluctance and to enhance relationships with
particular people, events, or situations.

Reflection can take place not only retrospectively in thinking about an experience after it has
occurred, but also simultaneously as it is occurring, and even proactively before it occurs

(or is anticipated to occur), thus, critical reflection before, during and after the experience.
Being a reflective health care provider requires an “in-the-moment” awareness of our own
issues, attitudes, feelings, values and beliefs, both personal and professional, around death
and dying. Reflective practitioners are willing to explore and challenge their assumptions of
themselves and others where appropriate.'® It may help to engage in this process with others
on the team rather than exclusively on an individual basis. How does one become more
critically reflective in their practice around end of life care?

Think about the following questions:

« What are the assumptions, feelings, values, and beliefs guiding my current actions
and behaviours?

« How are my actions and behaviours influenced by these assumptions?

«  What do I know about the assumptions, feelings, values and beliefs of the patients and
families with whom I am working?

» How might their actions and behaviours be influenced by these assumptions?
« What strategies have been and/or are working, and which strategies are not?
By developing and using reflective practice consistently, you will be able to bring forward ideas

to help improve and enhance end of life practice. Effective professionals continually reflect on
their work and continue to do so throughout their careers.
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Self-Care

Although providing care to palliative patients and their families can be extremely rewarding,
it can also be stressful and emotionally draining. The chronic exposure to related stresses and
human suffering can lead to adverse physical, emotional, social and psychological effects.'”
This is commonly referred to as burnout or compassion fatigue.

“Working with the dying and the bereaved touches caregivers in profound ways...it makes
them painfully aware of the losses in their own lives; it increases anxiety regarding their
potential and future losses...and it arouses existential anxiety in terms of their own death
awareness.”® Qver time, as health care providers are exposed to multiple deaths, they can
become vulnerable to experiencing cumulative or disenfranchised grief. It is not uncommon
for this grief to be denied, displaced and/or distorted.t”

Without adequate coping skills to deal with the exposure of working with patients and families
at end of life, health care providers may begin to withdraw, have difficulty communicating and
avoid emotional involvement with patients and families, all of which affect the quality of care
they are able to provide.!®

Burnout may be experienced as a variety of symptoms including:

Physical Emotional

+ Headache « Depression

+ Nausea » Isolation and/or social withdrawal
« Dizziness « Emotional exhaustion

+ Insomnia « Discouragement

» Skin problems « Oversensitivity

» Gastrointestinal problems « Irritability

« Physical exhaustion « Anger™

It may be difficult to find encouragement to access outside forms of support due to the
generalized culture of health care. However, it is essential that health care providers have the
ability to identify the impact of their work and engage in efforts to recognize and address any
negative consequences. The use of self-reflective practice, as described in Recommendation 1,
can assist us in clarifying or identifying the source of any ‘burnout’ or ‘cumulative grief’

This can be done through a combination of self-reflection, education about the effects of caring,
development of effective coping skills, and the creation of a work culture that supports self-care.
(1020) Tt may mean that we need to take more time for ourselves, debrief with a trusted co-worker
around a specific patient, or utilize an Employee Family Assistance Program for counseling.(?

®
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Types of self-care activities:

« Basic Needs - nutritious food, exercise, adequate sleep.
« Balance - between personal life and work life.

« Relaxation and Self-reflection - taking time to assess personal feelings, might include
meditation, prayer and journaling.

» Informal Support - family and friends.

« Formal Support - peers, supervisor, debriefing, might include access to counseling and
support groups.

» Ritual - memorial services or other forms of remembering and providing closure.

» Education and Training - aimed at understanding issues regarding dying and grief, effects
of providing care, communication techniques.®”

(Recommendation yAll Care Considerations

Understanding and Assessing Patient & Family Experience

Living with a life limiting illness and awareness of approaching death creates unique stressors
and new challenges. Patients and families are faced with having to manage the new demands
associated with the illness while maintaining quality of life and meaning within their relationships.

Some of the unique stressors of living with a life limiting illness for patients and families
may include:

1. Coping with remission and relapses associated with the often uncertain course of the illness.
2. Experiencing grief associated with adjusting to multiple losses prior to the death.

3. Dealing with the demands of living with and caring for someone who, while is still living, is
slowly dying.

4. Managing and meeting the increased demands in all areas of living: financial, social, physical
and emotional.

5. Having to address long term family disruption and working at family reorganization to cope
with illness.

6. Feelings ofloss of control. Witnessing the progressive decline of a loved one and not being able
to stop it.

7. Managing psychosocial conflicts, emotional exhaustion, physical debilitation, social isolation,
family tension, and commonly experienced emotional reactions to loss (guilt, anxiety, sorrow,
depression, anger and hostility).

8. Managing intensive treatment regimens and their side effects.
9. Becoming familiar with health care systems, language, and professionals.

10. Confronting dilemmas regarding decision making and treatment choices.®"
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Understanding the factors related to a patient’s quality of life is paramount in providing comfort
care to patients and their loved ones. The provision of psychological support for patients and
families confronted with a life limiting illness is one that is often overlooked and can be even
more undermined when physical pain becomes the main focus of the treatment plan.(t®

The psychosocial assessment is focused more on the significance and functioning of the patient
in relationship to themselves, others and their environment. The assessment should ascertain
how quality of life is defined and experienced by the patient. Ideally it should identify their
goals, barriers to achieving those goals and strengths available to overcome and/or adapt in the
presence of constant change.

Assessment serves the purpose of understanding the illness from the perspective of patients
and families as well as articulating goals of care. A comprehensive assessment helps clarify and
identify strengths, challenges, areas of support and overall functioning. It is the groundwork
for planning interventions, addressing needs, assisting with informing decision-making,
facilitating care planning and delivery as well as contributing towards team functioning.*??
If applicable, the use of professional interpreters should be utilized so as to not place family
members (especially children) or even health care providers in the role of mediating decision
making or translating difficult or ‘bad’ news.

Questions which can help to obtain the patient and family’s perspective:

What is your understanding of the illness?

What do you think caused the illness?

What kind of impact has the illness had on you and your family?

How have roles and relationships changed within your family?

How would you describe your communication style?

What do you fear the most?

Who do you turn to for help?

Who should be involved in decision making?

© ® Nk DN

What is most important to you?
10. What would be most helpful to you at this time?(®2>24

The assessment may include patients and families’ competencies, interactions and
environmental influences that could hinder one’s abilities to adapt. The assessment is not a
diagnosis. The psychosocial assessment is an empowering and ongoing collaborative process
of moment by moment interactions that begins upon first contact.®

An effective assessment is guided by theories rooted in cognitive and behavioural therapy,
ego-psychology, family systems and social sciences.
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Considerations for a comprehensive assessment within the context of the patient’s life limiting
illness may include but is not limited to:

« Ecological factors - marital status, status of children, family, social support systems
(e.g., kin, co-workers, friends, and neighbors), pattern and style of communication, family
structure, roles, dynamics, abuse and/or violence, sexuality.

« Psychological factors - self-concept, self-esteem, coping abilities, affect, attitude, mental
status, substance abuse, developmental stage, defense mechanisms, cognitive abilities,
response to previous losses, social skills.

« Cultural factors - beliefs, identity, practices, rituals and values.

« Social factors - education, employment, housing, financial and/or legal status, leisure
activities, physical environment and health care experiences.

» Spiritual factors - meaning applied as to what gives purpose, hope.

There is no single, standardized instrument for psychosocial assessment currently being used
within the Fraser Health Hospice Palliative Care Program. However, through the use of various
techniques such as interviews, family meetings, questionnaires, and specific validated tools
such as the Beck Hopelessness Scale, Caregiver Burden Scale, Distress Thermometer, Fam-Care,
Herth Hope Index and the McGill Quality of Life questionnaire, the patient and family
perspectives can be elicited and shared with all involved interprofessional team members.?52%

Understanding Grief and Loss

Patients and family members, in their own way and in their own time, may be grieving many
different aspects associated with expected and actual losses. These losses go beyond changes
in health status and can include loss of capabilities, roles and responsibilities, employment
and income, residence of choice, leisure activities, social connections, sense of self, innocence,
faith, and expectations for the future.

Grieving can begin at the time when an individual is first diagnosed with a life limiting illness and
arises from an awareness that ‘the world that is’ and ‘the world that should be’ are different.”
Since this “should be world” is a unique construction of each person, the reactions to losing it can
be unique.?”

Grief and mourning are terms which are often used interchangeably. However, “grief” can be
defined as “the personal experience of loss’, while “mourning” is “the process which occurs after
aloss”®) “Mourning” can also be applied to more formal ways in which the larger community
(family, society and culture) addresses and expresses the experience of loss.

Grief is the emotional, physical, intellectual, behavioural and spiritual process of adjusting
to loss.?” It is an active process which can be experienced as the result of a loss or prior to a
loss, known as anticipatory grief.?® There have been many different models for describing
and understanding the grief experience. One of the most familiar is the 1969 work of
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Elisabeth Kubler-Ross which describes five stages of grief.®” These include denial, anger, bargaining,
depression and acceptance. Although the stages were not proposed to be sequential and mutually
exclusive, they were seen to be progressive with ‘acceptance’ as the goal or resolution of grief.¢”

In more recent years, grief models describe grief as a whole life process which varies in its intensity!'®
rather than a single experience or series of stages. The concept of ‘denial’ has been re-conceptualized
to recognize the griever’s experience of ‘setting aside reality’ while “..body, mind, and soul adjust to the
distressful situation by closing down to protect and rebuild in small increments”.®Y Various emotional
states are described as the reality of the loss is fully experienced including searching, yearning, anger,
disorganization, detachment and apathy. The outcome of grief work is not so much about ‘acceptance’
as itis about exploring and adjusting to life without the person who has died. For the griever this
involves taking on the changes the loss has created, developing a new sense of self and investing in
new roles and relationships. Rather than being a progressive series of stages these various emotions
and experiences can be concurrent, cyclical and overlapping. It is the hope that things will get better in
time, that there is a life after the death of a loved one, “..that all of this must have some meaning...”¢”
that enables grievers to heal, rebuild and begin focusing on future possibilities rather than past losses.

An important part of working with people who are grieving is to help “normalize” the experience.
Normalizing grief can provide reassurance and give people permission to acknowledge some of their
difficult feelings (i.e., anger and guilt).®? “Although grief can become prolonged or complicated it

is not an intrinsically pathological state, but rather a normal and needful adjustment response.”¢V

It is important to remember that each grief experience is unique and individual. Each person will
experience the above factors differently, so what may be very difficult for one person to experience
may not be as difficult for another.

The length of time required to move through these processes varies with each individual. Although
there is no “correct” time frame for mourning, an overly lengthy process may indicate complications
in grieving that should be addressed.

Factors that may contribute to complicated grief:

+ Sudden and unexpected death.

» Lossofa child.

» Death after a lengthy illness.

» Death that the mourner perceives as having been preventable.

« Arelationship with the deceased that was markedly angry, ambivalent, or dependent.

»  Multiple losses (past or present) or additional stressors.

» Mental health concerns.

« A mourner’s perception of lack of support.®

When grieving becomes more complicated, a referral for more intense grief counseling may be
required to help the person manage his and/or her grief.
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Understanding Children’s Grief

Much has been written on children’s grief but it is still an area that may be difficult for people to
address. As adults, we want to protect children. We may try protecting the child from pain by trying to
hide the reality of death. Research indicates that children grieve in a healthier way if the adults around
them are open, honest, and available to talk when the child is ready.®? Children need an opportunity
to say goodbye and can benefit from participating in funeral rituals. It is important to answer children’s
questions as honestly and age appropriately as possible because children can imagine things that are
often far worse than the truth. Children learn through example. If the adults in their lives are open with
their feelings, the children may feel more able to express their feelings as well.

Children’s grief is greatly influenced by their age and developmental stage.®® A chart from
The Hospice at the Texas Medical Center shows how concepts of death and grief responses
change as children age® (see Appendix A).

As children grow up they may re-grieve a loss that occurred at a younger age. With their new
understanding, knowledge, and sense of self, they may take another look at the loss and how it
affects them at each developmental stage. It is important for a parent to realize this may happen
because it can be stressful for the parent (who may also be grieving) to revisit the loss themselves.

It is important that we encourage family members of all ages to share stories and to talk with
one another, to the person who is dying, and to professional caregivers (re: questions, concerns
and requests). Knowing that someone you love is dying, gives you the opportunity to address
any “unfinished business” and to say good-bye. It can be a very rich time for families, as
members do their grief work together and spend time with their loved one who is dying.

Understanding Culture

Culture refers to commonalities around which a group of people have developed values,
norms, family styles, social roles and behaviours in response to the political, economic and
social realities they face.®¥ Culture is an important factor in determining how individuals
experience and express pain, maintain hope in the face of a poor prognosis, make end-of-life
care decisions, and respond to illness, treatment, grief and loss. However, culture is not

limited to ethnicity and may include categories such as age, gender, spirituality, faith, religion,
ablement, sexual orientation, gender identity, lifestyle, national origin, linguistic transition and
socioeconomic status.®>%

Health care providers are likely to care for persons with very different explanatory models
about illness, as well as different expectations about care and views regarding death. Given this
diversity, the process of assessment and intervention can present a challenge, and we, as health
care providers, may be tempted to steer patients and their families toward choices that suit us
instead of trusting and empowering them to make their own choices.
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Health care providers need to anticipate and address institutional barriers to caring for patients
with a life limiting illness. These barriers often include a lack of trained medical interpreters

and the predominance of the western biomedical explanatory model in the health care service
delivery with its inherent individualistic values and beliefs. These encourage health care providers
to, for example: openly disclose the diagnosis to the dying patient, ask that an advance care plan
be developed and minimize physical suffering through symptom management.

While these measures are generally very helpful to the patient, they may be inappropriate
Jor patients from a culture in which:

» Pain and suffering are expressed differently.
« Aserious diagnosis is not disclosed to the dying patient.
« Dying is not talked about openly.

« Itisunderstood that the family, and not the patient, makes the final health care decisions as
instructed by the patient.®®

Knowing the cultural formula does not always predict clinical success. Culture is most
meaningful when interpreted in the context of an individual’s unique history.

It is, therefore, helpful to meet with the patient privately and ask what she or he wants to know
about her or his condition; whom to talk to about her or his treatments and potential outcome;
and whom she or he wants to make health care decisions for her or him.

Health care providers must remember to ask questions which elicit the patient’s own perspective
toward their illness and expectations for care. They should offer to make all the information
available to the patient first, but allow her or him to decide. They should use professional
interpreters to facilitate communication with the patient and family and accommodate all
reasonable requests of the patient and their family to build a trusting relationship.

Cultural competence encompasses a set of values, behaviours, attitudes, knowledge and skills
which enable health care providers to offer patients the kind of care that is respectful and
inclusive of their cultural backgrounds.®® Understanding how to cope with differences in a
comfortable, skilled and competent way allows patients to receive the holistic care they need as
the end of their life approaches.
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(Recommendation L3 Caring for the Patient and their Family

Psychosocial Support

Psychosocial support of a patient and their family is a responsibility all health care providers share.
Supports are aimed at enhancing overall well-being for the patient and their family, strengthening
their own skills and abilities, and using their own resources for overcoming challenges. Psychosocial
support involves attending to the emotional, psychological, social, spiritual, practical needs and
wishes of the individual within the context of their community of family, friends, neighbors and
associations with others, such as pets. ®” To fully appreciate and provide support, health care
providers must attempt to comprehend all significant factors influencing patients and their families’
life progress.

Psychosocial interventions are implemented with specific goals in mind and often involve health
care providers with specialized knowledge and skills, such as Social Workers, Clinical Counsellors
and Mental Health providers. Interventions are agreed upon, ideally, with the patient and their
family, with the goal of overcoming barriers, resolving, stabilizing and/or bringing meaning to what is
causing distress.®? Intervention is distinct from diagnosis in that it is viewed as being a ‘process’ that
is put into effect as an ongoing outcome of our observation.®” Some interventions may be tangible or
information based, such as requiring information about different systems, benefits or resources that
impact a patient and their loved ones.

General Strategies

Exploring internal and external resources - Internal resources can include resiliency, one’s
honesty in facing challenging situations, having awareness of one’s limitations and ability to
express them, ability to cope.

External resources include tapping into patient’s supportive network, if one exists such as: family,
friends, organization and/or spiritual affiliations, work colleagues. It may include connecting with
new resources to assist with coping - counseling, spiritual care, and massage and/or therapeutic
touch. Exploring one’s internal and external resources can be helpful in assisting with addiction
issues and in crisis. Practical tips and suggestions, that is found in patient information handouts,
can be helpful to assist patients and families in coping with a life limiting illness (see Appendix B).

Enhancing the existing strengths of the patient and family - Through the assessment, one can
identify the history and current functioning of the patient and their family, areas of strength,
competence and skill. Discuss and explore ways these strengths can be maximized.®? Familiarize
the interdisciplinary team with patient and family strengths and make clear to each team member
roles in supporting optimal patient and family functioning.

Providing information - Gain understanding of what the patient and/or family already
understand or how much they want to know about their diagnosis, prognosis or other matters
related to their quality of life.
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Assist with decision making - Identify patient’s goals of care and end of life plans. If having
difficulty in ascertaining information, asking patients’ what is most meaningful to them or what
their biggest fears are can help prioritize needs. Utilizing communication tools such as the
Advance Care Plan, can help to promote discussions (see Appendix C).?

Teamwork - Good supportive palliative care is delivered by interdisciplinary teams.“” The
Hospice Palliative Care model is designed on the premise of providing interprofessional care in
order to approach each client in a holistic manner and provide “whole person” care. Each member
of a team will have a range of overlapping roles, some medical and some non-medical, each
focused on a specific state of patient needs. Even if a particular patient or family may choose to not
have a specific discipline involved, it can be helpful to include them in the discussion of providing
care to patients. Each discipline has their own approach to working with patients and families
which can be helpful in gaining a holistic perspective on the patient and their situation in context.

Advocacy - Advocate for the needs, choices, decisions and rights of patients and families
in palliative and end of life care. Advocacy should address clinical and social issues that are
affecting the life of the patient and foster human dignity and self-worth.®>

Resources - Utilizing community resources can play an integral part in stabilizing and/or
maintaining functioning of a patient and/or family. Social Workers are often familiar with existing
resources in the community as it relates to housing, financial benefits, guardianship for children,
food programs, and other means that can provide support and guidance for families.

Communication

Supportive/Adaptation Counseling - Counseling is a goal-oriented process which involves
employing active listening skills, reflection and exploring inner and external resources all of
which can lead to a powerful experience.? Often, people are not looking for their problems
to be solved, but for someone to deeply hear and be present to the depth of the pain they are
experiencing.“?

Companioning - An intention to bring a respectful, nonjudgmental presence to the dying
while liberating them from self-imposed or popular expectations to say or do the right thing.
The companioning model, adapted from renowned grief educator Dr. Alan Wolfelt’'s model of
caring for mourners, offers a refreshing departure from traditional counseling formulas and
prescriptions.“V

Active Listening - Listening and talking to patients is one of the key tasks in hospice palliative
care."Y Active listening is a valuable skill because it enables us to demonstrate that we
understand what another person is saying, through empathy, and how he or she is feeling
about it. Additionally, it also allows the health care provider to check whether their current
understanding is correct. Active listening does not mean the same as agreement but rather a
demonstration that you intend to hear and understand another point of view. Skills in active
listening include: restating, paraphrasing, reflecting back to confirm and ensure understanding

@)



57 fraserhealth L.

Psychosocial Care Hospice Palliative Care Program ® Symptom Guidelines

of what is being expressed, responding to feelings, summarizing, checking perceptions and
allowing for silence.

Normalizing - Discussing common and expected outcomes and responses to situations can be
helpful to decrease anxiety about the unknown, apprehension about what “comes next” and for
minimizing the common response that their feelings are not “healthy”.

Creating a safe space for the “telling of their story” - A life review can be an effective way of
allowing a person to have closure in their life, review life’s accomplishments and/or achievements,
highlight unresolved issues, and to provide an opportunity for forgiveness of self and others.“?)
Telling of one’s story can also be a useful tool to explore previous coping skills (that were either
helpful or not effective), when faced with hardship.“?

Family Meeting - In hospice palliative care, the family meeting can be an effective way to allow
for all members of the family to be heard and understood, allow for observations of relationships
among family members, and provide a forum to voice and acknowledge feelings.“® It is important
to prepare for family meetings and to decide, often with the patient, who should be there and
who should facilitate. In the presence of family conflict, the family should do most of the talking
as the aim is to help them solve the problem, not to solve it for them.“”

Fostering Hope

Learning to live with a life limiting illness involves patients, their loved ones and health care
providers in a continuous process of ‘meaning making’ and adaptation as they transition:

« From goals of cure to comfort care.
« Through shifts in hopes and expectations.
« With personal, psychosocial and spiritual issues.

» Possibly between care settings (home, hospital, residential care facility
and/or hospice residence).¥

Patients and families require time to adjust and cope with each change. At any stage it is
possible that a patient’s expressed understanding or disease experience may be different from
others, including family members and/or care providers. Identifying and appreciating the
‘truth’ about an illness within the context of the patient’s experience and from the perspective
of their loved ones helps to ensure that their values, goals, priorities and preferences will be
heard and respected. Throughout the progress of their illness, patients and families may even
express hope for outcomes that appear to be unrelated to what is expected based on test results
and physical functioning.

While health care providers have an obligation to provide patients and families with accurate
information about their disease, prognosis, treatment and/or care options (to the degree
desired by patient and family) it is not their responsibility to ensure that hope is ‘realistic.*
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If hope is defined solely in terms of cure or remission of disease, the hopes of terminally ill patients
might be viewed as a form of denial or false reality.* Hope for palliative patients needs to be
understood and supported as a dynamic process that shifts from hope for a cure to: 4647

« Hope for survival.

« Hope for comfort.

« Hope for the energy to keep going.

« Hope for dignity.

« Hope for intimacy, reconciliation with what gives meaning.

« Hope for a better day or better moments.

« Hope for a peaceful death.

« Hope that surviving family will not suffer after patient’s death.

» Hope for an afterlife.

For those in the terminal phase of an illness, hope can be a powerful coping mechanism, an inner
resource necessary to endure life circumstances. Hope can provide the psychological and physical
energy required to endure suffering and achieve goals. It can help people find meaning and direction,
“...to stay engaged in the living while shouldering the burden of an uncertain future”®® It is crucial to
approach each patient as a living human being who has the need and the right to maintain a sense
of hopefulness, and to be cared for by those who can maintain a sense of hopefulness, however
changing this may be, until the moment of their death.*?

Health care providers can foster hope by:

» Being authentic.

» Facilitating caring relationships.

» Using humour and play.

+ Encouraging determination and courage.

» Assisting patients and families to establish short-term, attainable goals.

» Supporting spirituality.

+ Engaging in reminiscing.

« Being physically present in crisis.

« Listening attentively.

+ Managing pain and other symptoms.“”

It is through these types of activities that health care providers can sustain their own sense of

hope while supporting the evolution of patient and family hope from a curative focus to one
that transcends the illness experience.
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Helping Children

Adults often struggle while talking with children about sickness, changes in the family and

the possibility of death. Adults often don’t want children to worry, become upset or they
themselves may not be comfortable with giving information because they may still be coming
to terms with the diagnosis of a life limiting illness, as well as feeling distracted by the emerging
decisions.” Despite these fears and feelings, adults can help children by knowing how to
provide them with information and support in healthy meaningful ways that respects their
experience of grief.

It is not an easy task to talk with children about death and dying and teaching them how to grieve
requires the adults supporting them to face those very issues and venture into the unknown
themselves.“ Adults are often in the position of role modeling for children and that happens with
one’s response to loss and grief as well. Children will often take cues of expressing emotion and
behaviour from the adults around them. Consequently, it is important for health care providers to
provide education, guidance and support to all of the adult caregivers involved with the children,
for their own grief as well as for understanding the developmental stages of children as it relates
to grief, loss, intellectual and emotional limitations."

The value of talking with children about the diagnosis, its implications and possible changes in
the family will increase their trust, lessen anxiety, promote their feeling of being a part of the
family and dispel any false imaginings as to what they may think is happening from what they
may have heard.®V

It is always good to begin with a plan before talking with children
and some things to consider are:

« Whatis known about the illness, treatments, and effects?

« Decide who will talk with the children and when.

« Decide what emotional support is needed.

» General knowledge of available age appropriate materials and community resources."

Suggested guide for talking with children:
1. Ask what they know so far.
« Clarify further by asking what the words mean, i.e., cancer.

» Clarify any misinformation or misunderstandings.

2. Encourage them to ask questions or share worries, reassuring that all are ‘okay’

« This includes information such as location of care, treatments, procedures, possible side
effects, physical appearance, etc.

3. Avoid minimizing fears or concerns.

» Tell them who will be there to take care of them and where.
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« Let them know of any changes to their day-to-day routine.

o Tell them that you will give regular updates as to what is happening.

4. Answer honestly, be clear and concrete. When you don’t have an answer, say so.(%%

Desire to Die Statements

Expression of wanting to end one’s life of living with a life limiting illness is not uncommon.
(525354) Byery individual adapts to the inevitability of death in many ways. When we are young,

we deny death through parental reassurance, transform death through personification, engage in
daredevilry, and when we are older; we transform it into a positive experience, “going home”®

It is imperative for health care providers to distinguish between patients who contemplate suicide
due to fears or questions that can be addressed by an interprofessional hospice palliative care
team and those who will, and have the means, to actively take their own life.

Expressing the desire to die surfaces from the need to find meaning within suffering and find
reason to live.®® Meaning is found within relationships which bring life, hope, strength and
a sense of completeness.® A goal of psychosocial care within hospice palliative care is to
support and assist patients and their families in achieving a peaceful awareness of death, life
that has been lived and life as it is by helping to sustain meaning.

Statements made by patients with a life limiting illness that either explicitly or implicitly suggests
a desire to die can have a variety of meanings. Some thoughts about death and dying are
appropriate and do not necessarily indicate suicidal ideation or depression.®” Typical concerns
may include fears around the dying process, contemplation of an afterlife, and other existential
issues.®” More simply, statements made by patients that they have a desire to hasten their death
may only be a request to be heard and to be understood.®?

The most common factors associated with patients expressing a desire to die include:

o Guilt.

« Being a burden to others.

« Loss of autonomy and control.

« Uncontrolled physical symptoms and/or discomfort.

« Depression and hopelessness.

» Existential concerns.

+ Fear of the future.®*5%

Most of the reasons commonly associated with a patient’s desire to die can be addressed,
however many health care providers often feel inadequately prepared to respond to such

statements.? Seeking to understand the meaning behind a patient’s desire to die is crucial to
formulate a professional response and appropriate intervention.®®

D,
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Health care providers can engage in meaningful communication when responding to a patient’s
statement of a desire to die by: inquiring about the patient’s emotional state, conveying a
willingness to talk about their distress, and helping them to identify their motivations for the
request to die. The very fact that there is communication and expression of wanting to die,
suggests the expectation of an interaction with the physician or health care team.®® The approach
to respond to patients, who express a desire to hasten their death, should be guided by a principle
that seeks to understand, rather than to act.

Suggested questions and phrases for responding to desire to die statements:

1. Exploring their current feelings and/or fears:

» “Sometimes people feel so overwhelmed by things that they feel everything is just
‘too much’ Would you say that you have felt that way?”

2. Assessing their state of suffering and distress (physical, emotional, spiritual):

+  “What do you feel could be improved in your care and treatment?”

3. Exploring their specific reasons and plan for suicide, if present:
« “Have you thought about or decided how you would end your life?”

« “Ifwe could relieve the problem, would you still be interested in ending your life?”

4. When they are seeking health care providers assistance with hastening death:

« “Canyou tell me how you've come to feel like this and why you want to take this action?”?

Through a thorough assessment, a health care provider should ascertain if the patient is an
immediate threat to themselves or to others. Health care providers must be careful not to
stigmatize their thoughts as suicide but to provide validation of a patient’s distress and a
commitment to respond to their suffering. If it is determined that there is an imminent threat,
one should contact an emergency response team (911 or local Mental Health Unit/Hospital) or
the patient’s Family Physician for direction.

(Recommendation .3 Help for Challenging Care Situations

Indicators for Specialized Consultation

There may be instances where psychosocial intervention is not necessary, but a hospice palliative
care Social Worker or Counsellor may be helpful (see Appendix D). Based on assessment, some
of the following factors may be present that could indicate a greater likelihood of a need for
psychosocial support/intervention:

« Emotional anguish experienced by the patient and/or family.
» Feeling overwhelmed and/or unable to make decisions.

» No caregiver in home, caregivers’ ability is compromised or patient is primary
care provider for another.
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Language, cultural considerations.

Change in family function e.g., tension, conflict, new roles and responsibilities
taken on reluctantly by family members.

Guardianship with children, young children in the home.

Unresolved grief from previous and/or traumatic losses (date of identified
loss may not be relevant).

Thoughts of meaninglessness, suicide (either passive or active).

Concerns regarding active or historical use and/or presence of: alcohol, substance abuse,
physical or emotional abuse.

Concerns regarding physical, psychological and/or financial abuse, neglect and/or
self-neglect of adults age 19 and older (see Appendix E).

Absence of advanced end of life planning (i.e., such as personal, health care, financial, legal).

Spiritual needs, concerns or questions. See Fraser Health Hospice Palliative Care Symptom
Guideline for Spiritual Distress.

Educational needs related to community resources and methods to access.
Mental Health concerns and/or maintenance of mental health wellness.
Presence of cognitive impairment, learning disability.

Financial and practical stressors.

CRecommendation 5

Palliative and end of life care situations are complex and marked by ongoing changes in
patient and family needs, goals and priorities.®” It is important to have a process that supports
the continuous evaluation of interventions and outcomes to ensure that needs are clearly
identified and responded to as effectively as possible.®” Monitoring the efficacy of selected
interventions and the progress towards stated goals of care can:

Enhance and assure consistent quality of care.®

Recognize successes.

Indicate when a redirection of efforts may be needed.

Assure that health care providers remain accountable to patients.
Facilitate hope.

Help patients mark the completion of important end of life tasks.

A collaborative process for assessing and reassessing interventions recognizes patients and families
as “their own best experts”® and actively seeks their guidance and feedback. Evaluation processes
might also include the use of open-ended interviews, formal assessment tools to monitor pre-and-

post intervention changes and clinician self-reflection.

(9)
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Questions that can help guide evaluation processes include:

1. Was the desired goal of care reached? (Effectiveness)

2. Was the goal of care reached in the most direct way? (Efficiency)

3. Was the patient’s autonomy ensured? Were others’ autonomy ensured? (Impartiality)©
Opportunities may also arise during the course of evaluating outcomes for a specific patient

to identify themes, issues or patterns on a global level that can be useful in looking at program
policies and procedures for working with the palliative population.
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Tools for Coping with Serious lllness

The following are ideas that you may find useful in assisting you while coping with a serious
illness, whether it is for yourself or a loved one. These ideas/tools may trigger or reinforce some

of your own. They are not all inclusive nor do they corner the market on truth. If some of these
ideas do not work for you, ignore them. Take only what fits. Each of us is unique in how we handle

difficult situations. Use these ideas to stimulate more of your own.

Deal with your emotions: Allowing ourselves to
deal with our emotions, whether they are up or
down, is a part of the healing process. When we
have a lot of stress in our lives, our defences are
down and emotions are closer to the surface.

Drink water: Dehydration occurs when we are
under stress of any kind. This can affect our energy
level, etc.

Eat healthy: This is tough when you don’t feel
like eating. When you are stressed, your appetite
is affected. Follow any guidelines given to you by
your doctor or health care professional, but eating
small amounts more often is usually better than
trying to face a big meal. Food replacements such
as Ensure’ or Boost® may be helpful.

Enlist the support of others: Studies show that a
support network can be helpful in coping with this
situation. Because your friends and family may not
be able to support you as often, or in the way you
would like, or may be struggling to cope as well, it
may be helpful to utilize additional resources such
as religious or community supports, health care
staff, etc.

gl Also....for family and friends:

Take a deep breath: When under stress we tend to

breathe very shallowly, which doesn’t allow enough
oxygen to the brain. Breathing deeply every so often
helps to maintain that balance and give you an edge.

Personal coping kit: Based on what gives you
energy; put together a kit. This kit may contain
pictures, mementos, videos, letters, crossword
puzzles, a good book, magazines, etc. - whatever
you think would help you through the difficult
times.

Write down your thoughts: A journal is one way of
sorting through your experiences. Sometimes ideas
and thoughts run around in your mind and it is hard
to get a handle on what really is happening for you.
Writing is one way to help with this. You cannot write
as fast as you think and, as a result, your mind is
forced to slow down.

Utilize your sense of humour: Humour will go a
long way to carry you through this stressful time.
Laughter creates a release of tension and releases
endorphins into the system to give you a sense of well
being. This will help to cope with the stress of dealing
with serious illness.

Being there for someone who is ill is difficult work at any time. However, when faced with a
life-threatening situation, things are even more complex, and events may take on a different
meaning. While the ideas above may apply to you, also remember the following:

Time out: Take breaks to allow your body time to rejuvenate. Take short walks, get some
fresh air, even if only for 5 minutes at a time. A change of scenery gives you a break from the
intensity of the situation and can give you renewed energy to continue to be present.
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Common Reactions when Coping with Serious llIness

Information for individuals, friends and family

There are a wide variety of feelings and reactions that come into play when you are facing a
serious iliness either yourself or of someone you love. It is important to note that no two people
react in the same way to a crisis like this. Everyone is unique and, as a result, will handle the
situation somewhat differently.

As you go through this experience, you may find yourself reacting in ways that are very
uncharacteristic for you. This does not mean that you are “losing it”; it does mean, however, that
your reactions are “normal” or can be “expected” given these unusual circumstances. Be gentle
with yourself, give yourself permission to take breaks, and ask for support from those around you.

You can expect that there will be some emotional reaction to this situation. Some of the common
reactions you may experience include:

—

¢ Inability to focus or concentrate: Things which ¢ Difficulty in making decisions: Sometimes
may have been routine in your daily life are now what once seemed the simplest of decisions
difficult, such as reading, etc. becomes a challenge.

e Poor memory: Even such things as a familiar ¢ Change in sleeping patterns or difficulty
phone number may be a challenge to recall. sleeping: When you try to sleep or rest, your

thoughts may run all over the place. (A health
care professional may be able to give you some
suggestions to help deal with this).

¢ Physical reactions: Reactions such as tight
muscles, headaches and exhaustion may also be
a part of this experience. If you are experiencing
these symptoms, it is a good idea to check with

Sense of unreality: “This can’t really

your family doctor. be happening!”

¢ Increased irritability: Your tolerance level may ¢ Feelings of helplessness: The feeling that there
not be as high as it used to be. This may be must be something you could do to make a
particularly true within your own family, or with difference to the situation.
those you care about. Feelings of being “on alert” at all times: You may

e Confusion / disorientation: You may find find that you are easily startled and that it is hard
yourself losing track of place/ time. to settle yourself down, particularly at night.

¢ Less self-confidence than usual: This e Being on an “emotional roller coaster”: You may
incident has turned your world upside down feel that you are never quite sure what is going to
and has shaken up your beliefs, including happen day by day as you deal with the situation.

what you believed about yourself.

This is not a complete list and you can add many other things that you experience. Use only
what works or fits for you.
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Advance Care Planning

* Respect * Trust « Caring

Advance Care Planning is an on-going process that involves encouraging capable adults to have
meaningful discussions about personal values, beliefs and possible future medical decisions
with their loved ones and physicians/health care team.

Fraser Health Authority in British Columbia has developed an Advance Care Planning program
that promotes:

e Advance Care Planning conversations throughout the continuum of care,

e standardized education for health care professionals,

e information and education for the public in community settings, and

e development of systems that honours wished.

A variety of tools and materials are available at: www.fraserhealth.ca (search “Advance Care
Planning”) and include:

e My Voice Workbook®

e Information Booklet for Advance Care Planning Brochure

e Making Informed Decisions About Cardio-pulmonary Resuscitation Brochure

e Let's Talk DVD

e Planning in Advance for Your Future Health Care Choices e-book

e Posters

e Wallet card

For further information, please call: 1-877-825-5034 (toll free within BC)
or email: advancecareplanning@fraserhealth.ca

1-877-825-5034 ki’fraserheall bt el e
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When to Call the Hospice Palliative Care Social Worker and/or Counsellor...
Fraser Health Hospice Palliative Care Consultation Services

For consultation on any aspect of psychosocial assessment &/or care planning regarding the
provision of care to hospice palliative care patients & their families/caregivers.

For information & resources (i.e., pamphlets, books, referrals) for clients and families/
caregivers regarding palliative care, grief & bereavement, financial & community resources.
For collaboration with primary care staff in a joint visit or family meeting to:

» Assist with assessing psychosocial needs.

« Discuss goals of care.

« Provide support with challenging psychosocial situations.

« Describe the hospice palliative care program to a patients and/or family members.
For specialized support & counselling in complex situations where assistance is
needed regarding:

« Difficult family dynamics and/or adjustment to illness.

« Exploring and/or assisting patients and their family/caregivers in the expression
of emotions such as anxiety, anger, depression, meaningfulness and hope.

« Financial and/or legal planning options related to end-of-life.

« Ethical dilemmas including conflicting expectations regarding treatment and/or
care planning.

o Cultural issues.

« Caregiver issues (i.e., Protection concerns of young children or dependent and/or
vulnerable adults including issues of abuse or neglect).

« Advance Care Planning or discussions regarding end-of-life decision making.

To facilitate case reflections (staff ‘debriefings’) regarding complex and/or challenging
hospice palliative caregiving situations, current or recent.

To discuss any personal/professional challenges you may be experiencing in working
with hospice palliative care patients & families — including grief or boundary issues.

*Please contact your local Hospice Palliative Care Team Social Worker and/or Counsellor:

http://www.fraserhealth.ca/Services’THomeandCommunityCare/HospicePalliativeCare/
Pages/ContactUs.aspx

Approved by: Hospice Palliative Care, Social Work/Counsellor Committee, April 2009

)



Appendix E
57 fraserhealth L.

Psychosocial Care Hospice Palliative Care Program ® Symptom Guidelines

-~
re: o Response Flow Chart

ABUSE INDICATORS ‘

SUSPECT ABUSE DOCUMENT
NEGLECT AND/OR Physical): (assault, sexual assault, physical restraint, physical AT EACH STEP
coercion) bruises, welts, swelling, lacerations, punctures,
SELF-NEGLECT? fractures, restricted movement, repeated falls, internal injuries,
burns, venereal disease, genital infections, vaginal/anal CONFIDENTIALITY:
bleeding
Neglect/Self Neglect: malnourished, emaciated, dehydrated, A person must not
confused, inappropriate clothing, squalor, under/over disclose or be
medicated, absence of required hearing, visual and mobility
AND aids, skin sores, malodorous, no follow through on medical compelled to disclose

services, abandonment

the identity of a person
Psychological: agitation, fearfulness (especially in presence
SUSPECT COGNITIVE of caregiver), low self-esteem, sleep disturbance, withdrawal, who makes a report or
PHYSlCAL, MENTAL deference to caregiver offers collateral

) . "
IMPAIRMENT? Financial: unpaid bills, change in living conditions, no information.

money/food/clothes, absence of aids and services, refusal to
spend money without agreement of caregiver, sudden
appearance of previously uninvolved relatives, abrupt changes
in willlaccounts, forged signature, sudden debt accrual POLICE REPORTS:

FH is required by law
to report to the police
suspected crimes

ASSESS: Ask questions related to the suspected committed against

abuse and neglect and further assess the
A%IE?S%E'ETK adult's capability, insight and judgment. adults that are unable
to seek support and

SUPPORT AND
assistance on their own.

FH STAFF TO
TREAT

SUPPORT ASSISTANCE See RE:ACT Quick Assessment Guide.

ON THEIR OWN?

EMERGENCY

DETERMINE IF IDENTIFICATION:

THERE IS A LEGAL
REPRESENTATIVE :
SR GWEREE It is necessary to act
ATTORNEY OR without delay in order
COMMITTEE/ \
DESIGNATED RESPONDERS: GUARDIAN to preserve the adult's
Social Worker, I 7
Home Health Case Manager, life, prevent serious
Mental Health Clinician, physical or mental
Residential Care Coordinator,
harm, or to protect
e —-— assets from significant
damage or loss.

Licensing Officer.

REFER TO
DESIGNATED
RESPONDER

CRIMES ARE
REPORTED TO POLICE

ADVISE
MOST RESPONSIBLE
PHYSICIAN OF
SITUATION AND
ACTIONS TAKEN

Every FH

Employee has a

Responsibility to Act

= ok
re:

Adult Abuse & Neglect - Response Resource

in Situations of

DESIGNATED
RESPONDER TO
REFERENCE
RE:ACT MANUAL
FOR STAFF

MOST RESPONSIBLE

PHYSICIAN TO k;’

REFERENCE RE:ACT

QUICK ASSESSMENT
GUIDE fraserhealth &imiotce

Betfer health.

Adapted from Vancouver Coastal Health.(®



