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DOMAINS of ILLNESS and BEREAVEMENT
ASSOCIATED WITH LIFE-LIMITING

ILLNESSES/CONDITIONS' DOMAINS

The palliative approach to care, also referred to as palliative care, is about

the care needed to live well with a life-limiting condition or serious illness. The palliative approach to
Although palliative care includes end-of-life care, that is not all that it is. care is sensitive to the
Palliative care is beneficial from the start of a life-limiting condition and is individual’s experience,
not limited only to the time preceding death. Palliative care, simply stated, [RCI-RCN TNV ATy]sETo:
is the best care for people living with conditions that may shorten a the iliness experience by
person’s life. identification, impeccable

assessment, and response to

. . . . S . needs present and future.
To relieve suffering and improve quality of living interprofessional team P utd

members must be able to identify and respond to the complex needs that . .
It ensures dignity and quality

people with intellectual and developmental disabilities (PWIDD), family of living

and their circle of support may face along a life-limiting/serious illness
journey. These needs can be categorized into eight equally important
domains representing holistic person-centred care.

While palliative care practice refers to the categories of holistic care as “domains of issues” (see
Appendix A), this resource adds an adapted version specific for PWIDD named “domains of care: holistic
considerations” (see Appendix B). “Issues” may carry negative connotations and stigma for PWIDD and
their circle of support. The use of the term “issues” in this section is consistent with existing palliative
care terminology. It remains important to understand that it does not refer to problems caused by the
person, family, or their circle of support but is referring to the complex care needs that arise from living
with life-limiting illnesses/conditions. Where possible the term “issues” has been replaced by the word
“needs”.

Ethics Pearl: At the heart of good care is respect for the dignity of the person. Dignity is an inherent right of ALL
human beings. Quality of life is defined by the person themselves and does not assume anything about their experience.

KNOWLEDGE POINTS:

P A palliative care approach identifies current and potential future needs that require treatment,
management, and care planning across all eight domains for holistic care’

1. Disease Management 5. Spiritual

2. Physical 6. Practical

3. Psychological 7. End-of-Life Care/Death Management
4. Social 8. Loss and Grief
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ACTION: “GOOD” PRACTICE STANDARD

P High quality palliative care for PWIDD"

e s sustainable, accessible, and continuous.

e Meets the same standards of care for all.

e Includes Advance Care Planning.

e Ensures the person and their Substitute Decision Maker (SDM)
understand the SDM role.

e Isdelivered earlier (proactively) with timely access to palliative
care support.

Ethical Reminder:
Communication with
PWIDD needs to be
guided by the person
in a way that’s
meaningful for them.

This may involve other

e Upholds the person at the center of every decision made. trusted members of
e Isindividualized, holistic, trauma informed, and dignity the circle of support
conserving. and use of adaptive
e Aligns with the person’s hopes, wishes, values, beliefs, and devices.
culture.

e |dentifies current needs and plans for the future.

e Ensures treatments and/or interventions are informed and
consented to using principles of Supported Decision-Making.

e Aims to relieve pain and symptoms.

e Uses communication the person uses and understands best.

e Provides seamless transitions between stages of illness and care settings.

e Is provided by an interdisciplinary team of Developmental Services, healthcare, and
Palliative Specialist providers functioning as one team.

e Involves ongoing discussions regarding goals of care and setting of care, including preferred
setting for end-of-life care.

e Optimizes available supports and access to resources (for the person and Circle of Support).

e Provides education for the person, SDM, family, and circle of support.

e Leverages cross-training between Developmental Services, healthcare providers, and
Palliative Specialists.

e |s a measurable quality standard.

NORMS OF PRACTICE""

Norms of practice guide organizations to standardize the palliative approach to care. All programs
should strive to achieve the norms of practice. This is important where palliative care is delivered by
various providers from Developmental Services and healthcare sectors uniting as one interdisciplinary
care team, legislated by two Ministries (Ministry of Children, Community and Social Services and
Ministry of Health).

The palliative care norms of practice is a 3-step process":

1. Identify and Screen using appropriate tools
2. Observe and Assess based on role scope of practice
3. Plan and Manage based on the assessed needs identified
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The aim is to identify who would benefit from a palliative approach to care _

earlier using a proactive, rather than reactive, approach. A proactive
approach allows for the time needed to be responsive and seamless in care NORMS OF PRACTICE
delivery. This includes care through the stages of iliness, transitions between
care settings, and as the care team evolves to meet the person’s needs. The
approach aims to avoid repeat crises, emergency transfers/hospital

dmissi hile al e in ad ¢ doof-lif Identify & Screen
admissions, while also preparing in advance for end-of-life. Observe & Assess
KNOWLEDGE POINTS: . Plan & Manage
A palliative care approach is beneficial during the entire illness journey —
through each stage of illness. Whether a new diagnosis, chronic stage, Ethical Reminder: The
advanced stage, or progressing to end-of-life, the goal is to ensure the right ‘standard of care’ is

care is provided in the right place, at the right time, by the right team who use the minimum of care

the right communication (5 Rs). that is expected.
PWIDD may require

» Right Care includes primary wellness checks, chronic/chronic increased specialized

progressive illness management, pain and symptom management,
end-of-life care, and meeting practical, psychological, social, and
spiritual needs.

care to realize

equitable palliative

care.

» Right Place is the person’s preferred care setting. It may be their
home, a clinic, hospital, in-patient palliative care unit, long-term care
home, or community-based palliative care residential hospice. The
care setting should enable Developmental Services supports to
continue being highly involved.

» Right Time recognizes changes from baseline that may be warning of a health concern or health
status decline early to meet the changing needs of the person. This requires understanding and
proactively considering the distinct needs of the person to ensure a timely care response.

» Right Team is interdisciplinary and formally unites Developmental Services with medical
healthcare providers as one team (professional care team).

» Right Communication acknowledges the personhood of PWIDD first. Communication is in the
manner the person communicates and understands best. It uses plain language principles free
of medical jargon — extending to family, the Circle of Support, and the professional care team
involved in care delivery.

Ethics Pearl: Implementing the 5 Rs for PWIDD requires tailoring our approach to the individual person. @

ACTION: “GOOD” PRACTICE STANDARD
Norms of Practice follows a 3-step process: Identify and Screen; Observe and Assess; Plan and
Manage"
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IDENTIFY and SCREEN

» Identify who would benefit from a palliative approach to care. Those people living with:

IDD conditions.

Life-limiting chronic conditions (comorbidities) that progress over time e.g. frailty,
neurodegenerative conditions, organ failure illnesses, and cancer.

Serious illness events that result in repeat ER visits and/or hospital admissions.

» Screen for needs in all eight domains for holistic person-centred care (See Appendix A and B)

Screening should address all domains to identify active concerns and potential needs,
including how the needs/concerns impact the person, family, and circle of support.
Screening must incorporate tools appropriate and specific for use with PWIDD.

OBSERVE and ASSESS

P Use the results from the Identification and Screening steps to inform those needs that should
be thoroughly explored by assessment

IDD Palliative Care Resource Guide and Toolkit, IDD Palliative Care Network, 2026

Observations made by the professional care team of Developmental Services Direct Support
Workers (DSWs) are the foundation to all assessment(s). DSWs intuition (‘trusting your gut’)
is encouraged. If something ‘feels off’ there likely is a concern and should prompt further
exploration and assessment.

Assessment(s) depends on the type of need or concern and is conducted by the appropriate
provider and discipline (Developmental Services, healthcare, Palliative Specialist).
Assessment must utilize communication the person uses and understands best.

DSWs are important as communication partners/translators for the person who uses non-
verbal behaviour(s) as their language.

For emergency, hospital or clinic-based assessments, ensure the primary DSW — who knows
the person best — remains present for translation, reassurance, and for the person to feel
safer.

Community Network of Specialized Care (CNSC) Healthcare Facilitators and Complex Support
Coordinators should be referred to for PWIDD with high support and complex care needs.
Referrals are made through Developmental Services Ontario (DSO).

Healthcare providers must utilize a trauma informed approach during assessment due to
high incidence of PWIDD’s experience of institutional, intergenerational, and medical
trauma.

Assessment incorporates use of IDD specific tools e.g. HELP, CPS-NAID, DISDAT, NTG-EDSD,
PALLI-Tool, SPICT-4-ALL. (See Module C and Module E for tools)

Assessment includes actual and anticipated health related needs, associated expectations,
hopes, and fears.

Use the results of any assessment to prompt Essential Conversations (See Module A) as part
of Advance Care Planning, Health Care Consent, and treatment decisions using Supported
Decision-Making to inform Goals of Care and Care Planning (both current and future) from a
capabilities approach lens.

Refer to appropriate providers to meet the needs in all eight domains for holistic person-
centred care (Developmental Services, healthcare, Palliative Specialists).



Continue to screen, observe, and assess regularly for needs or changes from baseline. (See
Module E)

3. PLAN and MANAGE

Plan and manage any current and possible future needs identified during the assessment. This includes
proactive, timely, and responsive referrals to the most appropriate providers to ensure seamless
continuity of care. (See Module C for information on various teams)

P Planning should include at a minimum:

Advance Care Planning.
Care of the family and circle of support.
Education to equip the care team to skillfully meet the palliative care needs of PWIDD.
Prompt management of pain and symptoms.
Coordination with other care providers on the interdisciplinary care team:

e Developmental Services, healthcare, Palliative Care Specialist providers
Essential steps of a therapeutic encounter. (See Appendix C)

P Information Sharing

PWIDD have a range of communication needs that must be recognised and taken into
consideration in the manner the person understands and communicates best.

PWIDD prefer their communication partner/non-verbal behaviour translator to be involved
in all healthcare encounters to feel safer. This will be the DSW when there is no family to
include.

For healthcare providers to better understand the person who is an atypical communicator
— whether the person’s language is verbal, non-verbal, behaviours or micro-gestures —
include the person’s communication partner/non-verbal behaviour translator at each
healthcare visit/encounter.

Information shared must be accessible and tailored to the person’s communication needs.
This can include allowing more time and involving their chosen and trusted people who
amplify the person’s voice and provide translation for atypical, non-verbal communicators
to resolve PWIDD’s report of being made to feel “invisible” in healthcare settings.

Create channels for close communication between Developmental Services and healthcare
delivering direct care.

It is recommended to use a standardized information sharing form for health and/or
hospital visits, e.g. “My Hospital Form” or “About My Health Form.” (See Resource Links and
Tools section)

P Decision Making

IDD Palliative Care Resource Guide and Toolkit, IDD Palliative Care Network, 2026

Advance Care Planning should utilize tools designed for PWIDD. (Module A)

Capacity is assumed for PWIDD until proven otherwise regardless of atypical communication
(verbal or non-verbal).

Supported Decision-Making models are good practice for PWIDD, where their most
trusted/chosen person — who knows them best —and SDM support their decision-making.
Need(s) prioritization is informed directly by the person.



e Goals of Care decisions, treatment choices, benefits, burdens, risks, and end-of-life decision-
making should utilize principles of plain language in a manner the person understands best.

e Diagnostic overshadowing and unconscious bias are avoided when considering withdrawal
or withholding of treatments. Quality of life is what the person says it is.

P Care Planning

e PWIDD participate in their plan of care to the extent they wish, along with their Circle of
Support.

e The plan of care is to meet the person’s needs, hopes, wishes, resolve fears, deliver chosen
therapies, and medication administration considerations.

e Includes preferred setting for care, whether home (private, family home, congregate living),
clinic, hospital/hospital-based palliative care unit (PCU), palliative care community-based
hospice, or LTCH.

e Includes plan for backup coverage, respite care, emergencies, dependents, and pets.

e For PWIDD living in congregate living homes, transfers from healthcare settings/discharge
planning must include the direct care Development Services provider.

e Refer to and include CNSC Healthcare Facilitators and Complex Support Coordinators for
PWIDD with high support and complex care needs.

e End-of-life care planning must include education for the development services provider

organization/direct support team on:
*  Home and Community Support Services (HCCSS) Expected Death Protocols
(EDP/EDITH).
* Rationale for when the plan of care does not include CPR.
* Healthcare provider use of DNR-C forms.
*  End-of-life palliative physician/nurse use of Symptom Response Kits (SRK).
Include loss, grief, and bereavement care.

» Care Delivery

e Confirm care team composition and best communication channels across the
interdisciplinary professional team of Developmental Services, healthcare and Palliative
Specialists involved. Secondary level palliative care specialists are required due to medical
complexity.

e The Developmental Services care team includes supported living home management team
(supervisor, manager, director) as key players to ensure care coordination.

e Reciprocal education and training support between Developmental Services, healthcare, and
Palliative Specialist providers is essential to positively impact the person, family, and Circle
of Support illness experience.

e Special attention to pain and symptom management is imperative given high incidence and
complexity of pain in PWIDD. (See Module F)

» Confirmation
e Effective care team function and seamless care coordination.
e Satisfaction with care, support, and future care planning.
e Confirmation should include:
e Understanding of illness.
e Understanding of what to expect as illness progresses.
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e What to watch for, when to be concerned.

e Understanding therapy/treatment option(s).

e Chosen therapies have met the identified need(s).
e Who to contact with concerns.

e Expected response time.

Ethics Pearls: Good practice is good ethics; through an ethical approach respecting autonomy, doing good, avoiding harm, and
being just.

”

“Any clinical act is an ethical act, as you’re making a judgment about the good you want to do.
— Dr. Elizabeth Peter, former Dean of Nursing, University of Toronto

RESOURCE LINKS and TOOLS
IDD Specific

» Consensus Norms for Palliative Care of People with Intellectual Disabilities, European
Association for Palliative Care (EAPC) Taskforce on People with Intellectual Disabilities (2015)
Palliative Care for People with Learning Disabilities Network and Resources (PCPLD)

Health Watch Tables, Developmental Disabilities Primary Care Initiative (2011), Surrey Place,
Toronto

Canadian Consensus Guidelines on Primary Care for Adults with Intellectual and Developmental
Disabilities (2018)

Developmental Services Ontario (DSO) and PASSPORT Funding

Community Networks of Specialized Care

Health Care Access Research and Developmental Disabilities (H-CARDD)

Communicate Care, Guidance for Person Centred Care of Adults with Intellectual and
Developmental Disabilities

My Hospital Form

About My Heath Form

Trauma informed care

Dignity conserving care

VVVV VVVYVY VvV VY
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https://www.researchgate.net/publication/281586519_Consensus_norms_for_palliative_care_of_people_with_intellectual_disabilities_in_Europe_EAPC_White_Paper
https://www.researchgate.net/publication/281586519_Consensus_norms_for_palliative_care_of_people_with_intellectual_disabilities_in_Europe_EAPC_White_Paper
https://www.pcpld.org/links-and-resources/
https://www.pcpld.org/links-and-resources/
https://ddprimarycare.surreyplace.ca/tools-2/health-watch-tables/
https://ddprimarycare.surreyplace.ca/tools-2/health-watch-tables/
https://ddprimarycare.surreyplace.ca/guidelines/
https://ddprimarycare.surreyplace.ca/guidelines/
https://www.dsontario.ca/how-to-access-services/the-application-process
https://www.community-networks.ca/network-regions/
https://www.camh.ca/en/professionals/professionals--projects/hcardd
https://ddprimarycare.surreyplace.ca/wp-content/uploads/2019/03/1.1CommunicateCare.pdf
https://ddprimarycare.surreyplace.ca/wp-content/uploads/2019/03/1.1CommunicateCare.pdf
https://ddprimarycare.surreyplace.ca/wp-content/uploads/2024/02/20231129_48a_HospitalTransferToolPatientsWDD.pdf
https://ddprimarycare.surreyplace.ca/tools-2/general-health/about-my-health/
https://ddprimarycare.surreyplace.ca/tools-2/mental-health/trauma-informed-health-care/
https://www.dignityincare.ca/en/approach.html

APPENDIX A': DOMAINS OF ISSUES ASSOCIATED WITH ILLNESS AND BEREAVEMENT

Figure #1: Domains of Issues Associated with Illness and Bereavement

DISEASE PHYSICAL
MANAGEMENT Pain and other symptoms*
Primary diagnosis, prognosis, Level of consciousness, cognition
evidence ) )
Secondary diagnoses (e.q., dementia, Function, safely, aﬁs:
psychiatric diagnoses, substance ‘ mig"}g" mability, swallowing,
use, trauma) « Senses (e.g., hearing, sight, smell,
Co-morbidities {e.g., deliium, taste, touch)
e ST « Physiologic (e.g., breathing,
Adverse events (e.g., side effects, circulation)
toxicity) « Sexual
Allergies Fluids, nutrition
. Wounds
AN Habits (e.g., alcohol, smoking)
LOSS/GRIEF
Loss
Grief (e.g., acute, chronic,
anticipatory) PATIENT AND FAMILY
Bereavement planning Ch teristics
Mourni
" Demographics (e.g., age,
gender, race, contact
information)
END OF LIFE CARE/ e
DEATH MANAGEMENT '
Life closure (e.g., completing Personal values, beliefs,
business, closing relationships, saying practices, strengths
gt,ml,w Developmental state, education,
Gift giving (e.g., things, money, Iiteracy
organs, thoughts)
Legacy creation Disabilities
Preparation for expected death
Anticipation and management of
physiological changes in the last
hours of life
o rracren.
A ivities of daily living (e.g.,
o || e et
eath care ily, ing o
the body Dependents, pets '
Funerals, memorial services, Telephone access, transportation
celebrations

* Other common symptoms include, but are not limited to:
Cardio-respiratory: breathlessness, cough, edema, hiccups, apnea, agonal breathing pattems

Oral conditions: dry mouth, mucositis
Skin conditions: dry skin, nodules, pruritus, rashes

insomnia, lymphoedema, myoclonus, odor, prolapse, sweats, syncope, vertigo

PSYCHOLOGICAL
Personality, strengths, behaviour,
motivation

Depression, anxiety

Emotions (e.g., anger, distress,
hopelessness, loneliness)

Fears (e.g., abandonment, burden,
death)

Control, dignity, independence
Conflict, guilt, stress, coping
responses

Se If—image, self-esteem

SOCIAL
Cultural values, beliefs, practices

Relationships, roles with family,
friends, community

Isolation, abandonment,
reconciliation

Safe, comforting environment
Privacy, intimacy

Routines, rituals, recreation, vocation
Financial resources, expenses

Legal {e.g., powers of attorney for
business, for healthcare, advance
directives, last will/ testament,
beneficiaries)

Family caregiver protection
Guardianship, custody issues

SPIRITUAL

Meaning, value

Existential, transcendental

Values, beliefs, practices, affiliations
Spiritual advisors, fites, rituals
Symbois, icons

Gastrointestinal: nausea, vomiting, constipation, obstipation, bowel obstruction, diarrhea, bloating, dysphagia, dyspepsia

General: agitation, anorexia, cachexia, fatigue, weakness, bleeding, drowsiness, effusions (pleural, peritoneal), fever/chills, incontinence,

© Canadian Hospice Palliative Care Association, Ottawa, Canada, 2013

A MODEL TO GUIDE HOSPICE PALLIATIVE CARE

From Canadian Hospice Palliative Care Association. (2013). Domains of Issues associated with illness and
bereavement. A model to guide hospice palliative care: Based on national principles and norms of practice, p. 5
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APPENDIX B: DOMAINS OF CARE: HOLISTIC CONSIDERATIONS FOR PEOPLE LIVING WITH IDD

IDD ETIOLOGIES/DISPARITIES

- Global developmental delay 30-50%
unknown etiology; Angelman; Autism
Spectrum Disorder (ASD); Deletion
Syndromes e.g. Angelman, Fragile X, Prader-
Willi, Rhett Syndrome, Smith Magenis;
Williams Syndrome; Down'’s Syndrome; Fetal
Alcohol Syndrome (FAS); Others

Access to care disparities:
- Shorter life expectancy, in part due to

healthcare inequities/barriers leading to
poorer health outcomes
- Diagnostic Overshadowing
- Late Identification; Late Referrals
- High dependency on ER for medical care
- Delayed Recognition of dying
- Policy makers should prioritise equitable

access to palliative care, committing to
adequate resource allocation

LOSS/GRIEF

- Loss and grief experience is same although
may be expressed differently or through
behaviors that challenge
- Unidentified and unaddressed; at a higher
risk of complicated grief
- Depression often triggered by bereavement
- Imperative able to access supports to
understand death and loss
- Be aware of and refer to Developmental

lict b

Services sp ber pport

- Opportunity to attend funerals is
important consideration for friends,

r Develop tal care team given
unique and often deep attachments

PHYSICAL

- Biological age est. 20 yrs. older than

Chronological age

- Median age of Death 50 —60's years of age

- Earlier onset Dementia/ Alzheimer’s, average

45 yrs. of age

- Medical Complexity/ Unique Frailty

- Leading causes of death Respiratory

Infection/ Aspiration Pneumonias; Heart/

Circulatory Disorders, followed by Cancer (Gl,

Pancreas; Gallbladder); Epilepsy (Refractory)

Complications

- High prevalence of Pain & Symptoms under

identified and under treated

- High prevalence of sleep disorders; Central

and Obstructive Sleep Apnea

- Range of Physical Disability (mild to profound)
requiring Communication aids; Assistive

devices; ADL Support; Visual and Hearing aids;

CPAP; BiPAP; Enteral Feeding tubes; Ostomies
-Develop close integration with

Developmental Services direct care team

END OF LIFE CARE/ DEATH
MANAGEMENT

- Use Supported Decision-Making for guiding
healthcare decision-making e.g. ACP, Goals of
Care discussions, and Healthcare Consent

- Support essential conversations for wishes
on Funeral services, Executor, and Will

- Coroner Policy in congregate living setting

- DNR-C; EDITH protocol; SRK

- Education for ALL providers to meet IDD
distinct needs at end of life

- Developmental Services
organizations/agencies providing care
services should be proactive in the planning
for the provision of end-of-life care

- Palliative care providers should overcome
access barriers (late referrals/no referrals
and limiting admission criteria)

- Integration of Developmental Services
expertise and healthcare providers should
be mandatory i.e. “The One Team”

PERSON & FAMILY
Characteristics

Demographics

(e.g., age, gender, race, contact info)
Culture

(e.g., ethnicity, language, cuisine)

Primary language

(Verbal; Non-verbal Behavior language; Sign
Language)

Personal

(Values, beliefs, practices, strengths)

Developmental

(Stage, education, literacy)

Disabilities (Intellectual +/- physical)

PSYCHOLOGICAL

- Assume competent until proven otherwise
- Mild to profound impairment; dynamics due
to neurological damage

- High prevalence Trauma History

- Fear of healthcare providers, lab coats,
uniforms

- Mental Health/dual diagnosis needs; PTSD
- Behaviors that Challenge; Repetitive self-
soothing, self-stimulation (STIMMING), Self-
injury behavior (SIB), akathisia, regression,
withdrawal

- Dementia in Alzheimer’s behaviors

- Affective Disorders; Depression; Anxiety
Dual Diagnosis; Schizophrenia;
Obsessive-compulsive disorders; ADHD;
Phobias

- Substance use

- FAS High risk behaviours due to frontal lobe
impairment, Impulse control disorder(s)

- Pain Behaviours; Distress Behaviors; Total
Pain suffering

- Include Behavior Specialists in care

- Include Pain Specialist in care

- Include Trauma Informed Care Approach
- Include Dignity in Care Approach

SOCIAL

- Family often aging/ elderly; parents or
siblings may be pre-decreased; History family
disenfranchisement; No family contacts

- Friends/roommates and Developmental
Services direct care team often are often
Chosen trusted people/Family, primary social
circle

- Prevalence of abandonment, neglect, abuse
history (institutionalized and other forms)

- DSO; PASSPORT funding; respite, short
term, crisis urgent response placement

- Emphasis needed on inclusion of personal
community and supports (Circle of Support)

PRACTICAL

- Avoid hospital use of restraints due to
institutional trauma history

- Facilitate access and funding for assistive
devices; equipment; transportation

- Facilitate DSO PASSPORT Funding optimized
- Facilitate medication access and payment

- ODSP dental coverage; OHIP dental services
in hospital clinics; ODSP Mandatory Special
Necessities (MSN)

- Mitigate ODB medication access barriers
and out of pocket payments through EAP
coverage; Palliative facilitated access; Home
& Community Care Drug Card as appropriate

SPIRITUAL
- Access to preferred spiritual care

- Attention to values, beliefs, culture,
traditions, Rites and Rituals

- Incorporate spiritual practices from
Individual Service Plans (ISPs) into care and
medical treatment along the illness journey
(Stages of lliness) and end-of-life care
planning

Adapted from Canadian Hospice Palliative Care Association. (2013). Domains of Issues associated with illness and
bereavement. A model to guide hospice palliative care: Based on national principles and norms of practice, p. 5
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APPENDIX C'

APPENDIX C': NORMS OF PRACTICE/ESSENTIAL STEP OF THERAPEUTIC ENCOUNTER

ASSESSMENT

* History of active and potential
issues, opportunities for growth,
associated expectations, needs,
hopes, fears

= Examine with assessment scales,

physical examination, 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 for care

* Issue prioritization

* Therapeutic options with potential
for benefit, risk, burden

» Treatment choices, consent

= Requests for:
- withholding, withdrawing therapy

- therapy with no potential for
benefit

- hastened death
* Surrogate decision-making
* Advance directives
* Conflict resolution

Figure #3: Essential and Basic Steps During a Therapeutic Encounter

CONFIRMATION

* Understanding

* Satisfaction

* Complexity

 Stress

* Concemns, other issues, questions

= Ability to participate in the plan of
care

CARE DELIVERY

* Careteam
= Composition
- Leadership, coordination,
facilitation

- Education, training
= Support

* Consultation

» Setting of care

= Essential services

 Patient, family, extended network
support
* Therapy delivery
- Process
- Storage, handling, disposal
- Infection control
= Errors

CARE PLANNING

» Setting of care

* Process to negotiate and develop
plan of care that:

* Addresses issues and
opportunities, delivers chosen
therapies

* Includes plan for:

- Dependents

- Backup coverage

- Respite care

- Emergencies

= Discharge planning
- Bereavement care

© Canadian Hospice Palliative Care Association, Ottawa, Canada, 2013

A MODEL TO GUIDE HOSPICE PALLIATIVE CARE page 11

From Canadian Hospice Palliative Care Association. (2013). Essential and basic steps during a therapeutic

encounter. A model to guide hospice palliative care: Based on national principles and norms of practice, p. 11
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