LIFECOURSE — VISIT FRAMEWORK

This visual of the semi-structured visit framework offers amore in depth view of how the LifeCourse approach
operationalizes the domains of palliative care in the context of the visit. Beginning with what matters mostand
goals allows the care guide to keep these factors in mind as they move furtherinto the discussion.

There are specificquestions and assessments that care guides use to explore the palliative care domains.
Assessments includestandard measures such as the ESAS, PPSand FICA. Boththe questionsetsandthe
assessments can open the doorto conversations and can also trigger follow up with a patient’s provider.

Afterthe sixthvisitthe use of question sets become more individualized, whereas the use s of assessment tools
are regularly scheduled.

The care guide istrained to listen, observe and recognizeinformation and changesin the patients’ condition.

Theythen empower patients and families to optimize their existing social support network, link to system
resourcesand care team membersand follow up with their provider.
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LIFECOURSE — CORE QUESTIONS AND ASSESSMENTS

LifeCourse recommends that questions and assessments occur during the visitindicated. However, care guides
should use theirown judgment to determine whether or not this orderis appropriate forall patients. All
guestions and assessments should be completed by the end of Visit6.

VISIT 1

‘ Topic Questions and Assessment Tools

Assessment Patient-reported Health Outcomes Measurement Information System (FACIT-Pal
Quality of Life Survey —patient self-assessment)

Gettingto KnowYou | = Tellmealittle aboutyourself. Whatinterests you about LifeCourse?

=  What wouldyou like your healthcare team to know about you?

Physical: Medical = What do you understand aboutyourcurrentcondition?
Condition

=  Givenyourcurrentunderstandingof yourillness, what does the future look like
foryou?

=  What symptoms do you experienceorare most bothersome?

= Do yoursymptomsseem manageable? How are they are affecting yourdaily life?

= How wouldyoudescribe yourcurrent care plan?

Physical: Life
Changes = How haslivingwith [yourillness] changed yourlife?
= Areyou abletolive independently ordoyou need help from others?
Assessments Edmonton Symptom Assessment System (ESAS —patient self-assessment)
Palliative Performance Scale (PPS —observational assessment)
Family: Support =  Whoisinvolvedinyourcare and support? (names and relationship to patient)?
System

=  Who wouldyoulike ustoinclude as the main personfor communication?
= How doyour familyand friends supportyou?

= Inwhatareas (if any) doyou need additional support?

=  What strengths doyour family and friends have?

=  What challenges are yourfamily and friends facing (if any)?

What Matters Most =  What matters most toyou? What is most importanttoyou?

and Goals = Whatare youfocusedon?

‘ VISIT 2

‘ Topic Questions and Assessment Tools

Setting Intention =  Whatisnew or has changedsince we last met?

= |sthere anythingyouwouldliketo coverinour visittoday?
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What Matters Most

® You said what matters mostto youis . Is thisstill true foryou?

and Goals = Arewe workingtogetheron what matters most to you? Is there anything new to
add?
= Yousaidyouare focusedon . Is thisstill true foryou? Has anything
changed?Isthere anything new to add?
Assessment Palliative Performance Scale (PPS —observational assessment)

Psychological:
Mental Health and
Grief

= How wouldyoudescribe your overall mental health and wellbeing?
= Do youhave any worries about your mental health orwellbeing?

= Haveyou experienced feelings of grief overrecent or past changes or losses?

Ethical: Advance
Care Plan

VISIT 3

Topic

Setting Intention

For patients with existing ACP documents in their medicalrecord:

= Arethese ACP documentsfromyourmedical record the current documents for
you?

= Havethere beenanychangesinthese documentsorinyour health care agent?

= Haveyou discussed your ACP documents with your healthcareagent (s)? Does
your agent(s) have copies?

For patients without ACP documents in their record:
= Haveyou completedanadvance care plan?
o Ifyes,doyouhave a copy? Would you like it scanned into yourrecord?

o If no,can | schedule an advance care planning session with you and your
health care agent?

Questions and Assessment Tools

=  Whatisnew or has changedsince we last met?

= |sthereanythingyouwouldliketo coverinour visit today?

What Matters Most

® You said what matters mostto youis . Is thisstill true foryou?

sl Gl = Arewe workingtogetheron what matters most to you?Is there anything new to
add?
= Yousaidyouare focusedon . Is thisstill true for you? Has anything
changed?Isthere anythingnew toadd?
Assessments Who's at Your Table Activity (patientand care guide discussion tool)

ACP:Validation, Reconciliation, and Clarification (as appropriate)

Palliative Performance Scale (PPS —observational assessment)

Social: Support
System Challenges

= How wouldyoudescribe yoursupportsystem?

=  Whatis most challenging foryou now?
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= How have you managed to overcome the challenges that you have faced?

= Who or whathelpsyouthrough difficult times?

Cultural: Decision = How you prefertomake decisions?

LR = Do youwantserious healthinformation shared with you?

= Do youpreferserious health conversationsto be simple, detailed, softened,
direct, or somethingelse?

= |sthereanyone else youwantserious health information shared with?

Ethical: Decision =  Duringthe past 12 months, have you experienced confusion or memory loss that
Making Capacity ishappening more oftenoris gettingworse?

VISIT 4

Topic Questions and Assessment Tools

SettingIntention = Whatisnewor has changedsince we last met?

= |sthereanythingyouwouldliketo coverinour visittoday?

What Matters Most ®  You said what matters mostto youis . Is thisstill true foryou?
sl ozl = Arewe workingtogetheronwhat matters most to you?Is there anythingnew to
add?
=  Yousaidyouare focused on . Is this still true foryou? Has anything

changed?Isthere anythingnew toadd?

Assessment Edmonton Symptom Assessment System (ESAS —patient self-assessment)
ACP:Validation, Reconciliation, and Clarification (as appropriate)

Palliative Performance Scale (PPS —observational assessment)

Spiritual: FICA F: Faith, Belief, Meaning

e Do youconsideryourself spiritual orreligious? Do you have spiritual (or other)
beliefsthat help you cope with stressful or difficult times?
e What givesyourlife meaning? Doyou have a religious or spiritual affiliation?

I: Importance/Influence

e What importance doesyour spirituality have inyourlife?
e Has spirituality influenced how you take care of yourself, your health?
o Doesyour spirituality influence youin your healthcare decision making?

C: Community

e Areyou part of a spiritual orreligious community? How is this of supportto you?
e Isthere agroupor community of people youreally loveorwho are importantto
you?

A: Address/Actionin Care

e How wouldyoulike yourcare team to address these issuesinyour care?
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VISIT 5

‘ Topic Questions and Assessment Tools

SettingIntention = Whatisnew or has changedsince we last met?

= |sthereanythingyouwouldliketo coverinour visittoday?

What Matters Most =  You said what matters mostto youis . Is thisstill true foryou?
i) Geells = Arewe workingtogetheron what matters most to you?Is there anything new to
add?
=  Yousaidyouare focused on . Is this still true foryou? Has anything

changed?Isthere anythingnew toadd?

Assessment ACP:Validation, Reconciliation, and Clarification (as appropriate)

Palliative Performance Scale (PPS—observational assessment)

Financial/Legal = Do youhave a planfor taking care of things such as household bills if you were
away fromhome?

= Haveyou determinedifyouneedalegal will?

Legacy = How wouldyoulike toshare your memories with family and friends?

VISIT 6

‘ Topic Questions and Assessment Tools

SettingIntention | = Whatisnew or has changedsince we last met?

= |sthere anythingyouwouldliketo coverinour visittoday?

What Matters = You said what matters mostto youis . Is thisstilltrue foryou?

Hlestene Cesls = Arewe workingtogetheronwhat matters most to you? Is there anything new to

add?

= Yousaidyouare focused on . Is thisstill true foryou? Has anything
changed? Isthere anything new to add?

Assessments ACP: Validation, Reconciliation, and Clarification (as appropriate)

Palliative Performance Scale (PPS—observational assessment)

Physical: Medical | = Whatdo youunderstandaboutyourcurrentcondition?
Condition (repeat

from Visit #1) = Givenyourcurrentunderstanding of yourillness, what does the future look like for

you?
=  What symptomsdoyou experienceorare most bothersome?
= Do your symptomsseem manageable? How are they are affectingyourdaily life?

= How wouldyoudescribe yourcurrentcare plan?
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Physical: Life
Changes (repeat = How haslivingwith [yourillness]changed yourlife?

RIS = Areyou abletoliveindependently ordo you need help from others?

Care at the End =  What wouldyou hope forif you had a complication, orif yourillness was worsening?

sifliis = What experiences have you had with family orfriends who have died or are living

with seriousillness? If youwere in a similarsituation, what would you want or not
want?

= What fearsor worries do you have about future medical care?
= |fyou were at the end of your life, what would bring you comfort or support?

= What have you heard about palliative care/hospice? Would you like to learn more?

ONGOING

‘ Topic Questions and Assessment Tools

SettingIntentions | ® Whatisnew or has changedsince we last met?

= Isthere anythingyouwouldliketo coverinour visittoday?

What Matters ® You said what matters mostto youis . Is thisstill true foryou?

et Cealls = Areweworkingtogetheronwhat matters most to you?Is there anything new to

add?

® Yousaidyouare focused on . Is thisstill true foryou? Has anything
changed?Isthere anythingnew toadd?

Assessment ACP:Validation, Reconciliation, and Clarification (as appropriate)
Every month Palliative Performance Scale (PPS —observational assessment)
Every 3 months Edmonton Symptom Assessment System (ESAS —patient self-assessment)

Every 6 months FACIT-Pal (Quality of Life Survey —patient self-assessment)

Revisit question sets (as needed)

TIME OF DEATH

Bereavement See Bereavement Domain Summary
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