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Chat

Using the Chat feature, please
introduce yourself:

What does advance
care planning have to
do with your role?

Palliative Institute
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Outline

1. Advance care planning: concepts & current state
2. How are personal directives used in health care
settings?
3. Medical-legal collaboration on ACP in Alberta
a. Joint Practice Principles 2025
b. Recommendations for legal practice
4. Evaluation
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Advance Care
Planning
Concepts
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& THINK

Advance Care Planning

values & goals

LEARN

about your own
health

L
9
The process of preparing Ao
patients (people) and
alternate decision-makers for
communication and medical

decision-making. iy

trust & your

CHOOSE

' someone to make
- health & personal

choices for you

healthcare team

ACP 5 Steps From: Advance Care Planning Checklist on CompassionateAlberta.ca
RECORD -
your wishes in a w
personal directive



https://compassionatealberta.ca/sites/default/files/2023-06/20230613_ACP%20Planning%205%20Steps%20Checklist_Draft%2028_WEB%20%281%29.pdf

Benefits

Individual

Agent

Family/caregivers

Health care
providers

Review | > J Pain Symptom Manage. 2018 Sep;6(3):436-439.€25. Review > J Am Geriatr Soc. 2021 Jan;69(1):234-244. doi: 10.1111/jgs.16801. Epub 2020 Sep 7.

doi: 10.1016/j.jpainsymman.2018.05.016. Epub 2018 May 25.

Deconstructing the Complexities of Advance Care
Planning Outcomes: What Do We Know and Where
Do We Go? A Scoping Review

Overview of Systematic Reviews of Advance Care
Planning: Summary of Evidence and Global Lessons

Geronimo Jimenez 1, Woan Shin Tan 2, Amrit K Virk 2, Chan Kee Low 4,Josip Car 3,

Andy Hau Yan Ho 6 Ryan D McMahan 12 |smael Tellez ! 2, Rebecca L Sudore 1 2

Prepares for medical decision making
* in-the-moment and future
* illness understanding, prognostic awareness, trade offs
Improves communication and documentation
Dying in preferred place
Satisfaction with care

Reduces decision-making burden
Decreases anxiety, depression, PTSD, complicated grief

Decreases caregiver burden

Decreases moral distress

Palliative Institute
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A patient’s ACP journey

“With multiple components, the
interplay between personal, medical,
and legal factors, and the reality of a
complex health care system, how do
all of the pieces of ACP fit together?”

> ACP CRIO

Alwarice Care Plasning Collabenat e Revcarch
B Inndvatien Opportunilies Program

This is Alicia.
Alicia has diabetes and high
blood pressure. She is
thinking about her future and
advance cara planning.

Next, she visits
her lawyer.

Alicia decides to complata a PD

with a lawyer, naming her brother

as her agent, and documenting
her cara wishes.

Alicia is ordered a GCD.

-
Alicia keaps her Green Sleevea on tha o
fridge. She brings it with her to her family
doctor and specialist appoiniments. Each time they
discuss ACP, her dg:rorsdupda:e her Tracking
ecord.

At one visit, a doctor orders a GCD that best reflacts
her goals, wishes, and medical contaxt (R2).

Alicia returns home.

Alicia is permanenity disabled, but with
rehabilitation, she recovers enough to
go home with homecare supports.

She regains capacity, but has difficulty
communicating, and authorizes her
brother to be her supported deci-
shon-makar.

After a few years of deteriorating health,
Alicia decides to pricritize staying at
home through her final illness. Her GCD

ig changed from M1 to C1 to communi-
cate her desire to live and die at home.

First, she L g
goes to see her '
family doctor.

She learns about the likely course of her
iliness. They discuss her general goals and
wishes and who could be her agant. Her
doctor documents the conversation on
Alicia's Tracking Record.

Alicia leaves the doctor's office with a
Green Sleave.

Alicia tells her brother.

Alicia
agent and
about her wishes.

her brother to ba her
withi him

20

Alicia has a stroke. o

She loses the ability 1o speak and
move the right side of her body.

Paramedics take the Graan Sleawe

from her fridge and rush her to the
ospital.

Alicia is seriously ill.

At the hospital, Alicia can no longer communicate and is unlikely

to return 1o her previous functioning. Her PD is enacted.

Her health care team raview her Tracking Becord and Personal

Directive, and speak with her brother.

Informed by this conversaton and
her documents, her GCD is

changed to M1.

&t



approaches to care

GCDs
M1,M2
A Goals of Care
Designation order (GCD)
provides direction on:
e general intent of care
e specific health
Interventions
* transfer decisions
* locations of care R1, R2, R3

A Covenant Health
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Date (yyyy-Mon-dd) Time (hh:mm)

Goals of Care Designation Order
To order a Goals of Care Designation for this patient, check the appropriate Goals of Care Designation
below and write your initials on the line below it. (See reverse side for detailed definitions)

Check » OR1 O R2 OR3 O m1 O m2 oc1 oc2
G < D fo r I I I Initials »
Check v here O if this GCD Order is an interim Order awaiting the outcome of a Dispute Resolution -

Process. Document further details on the ACP/GCD Tracking Record.

Specify here if there are specific clarifications to this GCD Order. Document these clarifications on
the ACP/GCD Tracking Record as well.

Patient’s location of care where this GCD Order was ordered (Home; or clinic or facility name)

Indicate which of the following apply regarding involvement of the Patient or alternate decision-
maker (ADM)

[0 This GCD has been ordered after relevant conversation with the patient.

[0 This GCD has been ordered after relevant conversation with the alternate decision-maker (ADM),
or others. (Names of formally appointed or informal ADM’s should be noted on the ACP/GCD Tracking Record)
[ This is an interim GCD Order prior to conversation with patient or ADM.

History/Current Status of GCD Order

Indicate one of the following

[ This is the first GCD Order | am aware of for this patient.

[ This GCD Order is a revision from the most recent prior GCD (See ACF/GCD Tracking Record for details
of previous GCD Order).

[0 This GCD Order is unchanged from the most recent prior GCD.

Name of Physician/Designated Most Responsible Health Discipline
Practitioner who has ordered this GCD

e i WO b
- — i A

Signature Date (yyyy-Mon-dd)



Goals of Care Designation
Order Form

Site:

l.'l Alberta Healyy,

Serviges

Tracking Recorg for Advance Care Planning {Acp),
Goals of Care Discussions
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GeorgeTwo-IPRN
Doolin
Male, 60 y.0., 31/03/1964 f
MRN: 2160000021
ULE: Mo Value Set

EDM UAH WMC 3E4-TRN IPCD
GeorgeTwo IPRN-TRN IPCD
GeorgeTwo IPRMN

Cur Location: EDM UaH WMC
TRAMNSFUSION LAB

ACR/GCD: GCD-M1

Jther Clinical Systems: None
Zonsent & eForms Mavigator
Zollection: Unit

lsolation: Contact |

Whitecoat, Walt, MD
ap Attending

llergies
Jo Known Allergies

Zlient/Resident Safe Handling
itatus: Independent

Alerts from Patient FYls: Mone

ADMITTED: 31/03/2024 (2 D)
atient Class: Inpatient
“xpected Discharge: Today
dypertension

4t: 180.2 cm
-ast Wt: 86.2 kg
IMI: 26.50 kg/m* ¥

ﬁf_—I—?} @Summary Chart Re.. Results  Work List QMAR | % Flowsheets Avatar Intake/O..
Consents

A iNATE DECIS -

iseieszs | B Documents )

CapaciTy

Documents Consent Documents

Capacity Worksh. .. Document Type Status

Capacity Interview Advance Directives and Living Will

Over 18 Legal Inf.. Power of Attorney
Instructions . '

# Jump to Document List to update filed documents
Patient Capacity

Decision Makers

B Capacity Worksheet #

ComMsENT
Consent Forms

Consent Motes
Feference Links

ok Mew Reading
Mo data found.

MENTAL HEALTH AcT ——
MHA Forms

Feference Links

B\ Capacity Interview #

ok Mew Reading
LETTER FORMS
Letter Forms

Mo data found.

= Over 18 Legal Information

Ower 13 Legal information Flowsheet

E Capacity Status Instructions

[ Capacity Status #

You have not been granted the necessary security to edit Patient Capacity.

| Incapacitated ” MNeads review |

Mot Received
Mot Received



Assess care needs

Discuss health & treatment Provide advice on,
decisions, implement document health care &

financial agents
Capture values, wishes and goals in

Elicit values, )
EEEEEw . s

GCD & tracking record €**"""goals & wishes"™, Promote

agent/decision-maker

Locate & enact personal

directives

preparation

Assess
capacity
Prepare agent &

Address
family for

decision making

Obtain consent

influence,
abuse &
neglect

‘ Capture values & wishes in
valid personal directive

Provide a_dvic? on storage,
Enacting personal A & sharing of personal
+ dvocate for . .
for treatment directives St directive
health care
Navigate conflict, settings Anticipate family
anomalies (e.g. conflict
multiple personal
directives) Court

HEALTHCARE LEGAL
PROVIDERS

ADVOCATES

applications

Identify early
cognitive or
functional decline

Elicit goals &
preferences

Appoint health &
financial agents

Draft, enact and review legislation
relating to advance care planning

1ent

Act as decision-maker as designated
or appointed

Establish
care plans

Assist with Medicaid
Assess care needs

LTC planning
CONSORTIUM

Discuss treatment
decisions

Assess

Counsel/advocate
capacity

for SSI, pension, &
VA benefit rights

Provide resource
linkage

Address
abuse &
neglect

Counsel/advocate
for housing or LTC
facility rights

Maintain registry of personal
directives

Investigate
complaints



Complexity

“This process involves a
complex array of patient,
surrogate, and clinician
behaviours, health systems
workflows, interventions,
communities, and policy”

Received: 4 Noverber 2022 | Revised: 17 January 2023 | Accepted: 28 January 2023

DOL: 10.1111/jgs 18287
Journal of the
COMMENTARY American Geriatrics Society

The care planning umbrella: The evolution of advance care
planning

Susan E. Hickman PhD** @[ | Hillary D. Lum MD, PhD?*© |
Anne M. Walling MD* | April Savoy PAD***7 | Rebecca L. Sudore MD*

Readiness, decision-control

What does QUALITY OF LIFE
preferences, prognostic
mean to the person? ANENENeSS,
trade-offs

Family/Friend/Community Social Norms and Support

= @

®

HEALTHY ADULTS
et €3 smon O
CHRONIC ILLNESS
[e.g. diabetes treatment, (e.g. early stagedchronic cancer, (e.g end-stage cancer,
elective surgery) frailty, organ failura) frailty, and organ failure)
IM-THE-MOMEMNT DECISIONS IN-THE-MOMEMNT DECISIONS IM-THE-MOMEMT DECISIONS
e "Will this diabetes &2, “"Will this chemotherapy help e "Will this medical procedure
medication help me get the me get the quality of help me get the quality of life |
quality of life | want?" life | want?” want®
g "Will hospitalization for my e.g “Where do | prefer to be
heart failure help me return home at the end of life? Do | have
and live the life | want?” the support | need?”
ADVANCE DECISIONS ADVANCE DECISIONS ADVANCE DECISIONS
e. g “If something were to ep " o
2. "What if my condition g "What if my symptoms
happen to me, ""'h':_f"'”“ld worsens? What would be worsen. Do | want to come
speak for me? important to me and who will back to the hospital?”
speak for me?”
Community Community Community
Outpatient Outpatient Outpatient
Acute Care Acute Care
Long-term Care Long-term Care

Hospice




March 2024 |PSOS survey

Advance Care Planning Actions

I Most Albertans do not have a will (44% have one), a personal directive (28% have one) or an enduring power of attorney (27% have one).

Have a will

Have a personal directive

Have an enduring power of attorney

28%

27%

44%

Definition provided: A will is a document that outlines how
you would like your property and possessions distributed
after your death. It also allows you to name a guardian for
any children who are minors at the time of your death.

Definition provided: A personal directive is the legal
document in Alberta that records who you want to make
personal and healthcare decisions for you if you are
unable.)

Definition provided: An enduring power of attorney is a
legal document that gives another person the authority to
make financial decisions on your behalf.)

Palliative Institute
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How are personal
directives used in
health care
settings?
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Legislation and policy

3 Personal Directives Act é Health care policy & procedure
| a. Purpose and intent a. Coming into effect

b. Coming into effect b. Roles & processes
c. Authority

l.l Alberta Health

H Services

TiImLE
ADVANCE CARE PLANNING AND GOALS OF CARE DESIGNATION

ScopE DOCUMENT #
inci HCS-38

Alberta Health
'!' rdilie PROCEDURE

P E RSO NAL DI RECTIVES ACT RTI;;ANCE CARE PLANNING AND GOALS OF CARE DESIGNATION

AI Covenant Health
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ITLE

AD\mNCE CARE PLANNING AND GOALS OF CARE DESIGNATION

I'I Alberta Health
ACP & GCD Procedure é

* Where a PD is known to exist, reasonable effort shall be made to obtain it for the health record
* APD does not replace a GCD

 Where patient lacks capacity, but has previously expressed wishes (either directly orin a PD

(that is in effect)) to initiate, continue or limit an intervention that could be clinically
indicated:

* the Most Responsible Health Practitioner (MRHP) has a responsibility to comply, after
discussing with alternate decision-maker (ADM)

* Exception: where MRHP believes patient did not contemplate current clinically indicated

interventions, MRHP to discuss with health care team and ADM, and invoke dispute
resolution process if necessary

Alternate decision-maker means a person who is authorized to make decisions with or on

behalf of the patient. These may include: a minor's legal representative, a guardian, a ‘nearest

relative’ in accordance with the Mental Health Act, an agent in accordance with a personal

directive, a co-decision-maker, a specific decision-maker or a person designated in accordance A C lth
with the Human Tissue and Organ Donation Act. ¢ AL L R

Palliative Institute



Personal Directives: in reality

“Ideally, preferences are documented in an advance care directive
(ACD) and used by doctors to guide medical decision-making
should the patient subsequently lose their decision-making
capacity. However, studies demonstrate that ACDs are not always

adhered to by doctors in clinical practice.”

BMJ Open Doctors” perspectives on adhering to
advance care directives when making
medical decisions for patients: an
Australian interview study

Nadia Moore @ ,"? Karen M Detering © ,'? Tessa Low,'? Linda Nolte,?
Scott Fraser,"® Marcus Sellars®*

AI Covenant Health
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Difficulty locating

. Not provided

. No search (e.g. emergency, forget)
. Charts

. Paper (e.g. supportive and long-term
care sites)

. ConnectCare
 ADMISSION D PHYSICIAN

ASCULAR
ESS RECORD
#’ RECORD ORDERS

'{{_i.il.lii. .

LABORATORY \SOCIAL \HOSPITAL

SERVICE RECORDS
(:

.'-'-'-
¥
. [ i

AI Covenant Health
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Painting a picture: ICU




“it makes no sense to scoop
people out of the river when we
could go upstream and prevent
them from falling in in the first
place. The ICU is not the place
for these conversations to
begin, and yet that is where
they are often happening...”

Jessica Zitter, Extreme Measures:
Finding a Better Path to the End of Life

v




e “ \ostly, we are trained to resuscitate. | think we struggle to ——————
let people die. But reading this scenario . . . It’s different
when you’re physically there, with all the stressors, and it’s
all noisy and everything . . . It’s hard . . . We probably would
resus in ICU. Probably, because we have the support —and |
know it’s not necessarily the right thing to do by the patient,
but | actually think that would happen.”
(Cardiology resident)

BM) Open Doctors” perspectives on adhering to
advance care directives when making
medical decisions for patients: an
Australian interview study

Nadia Moore ©,'? Karen M Detering ©,'? Tessa Low,"? Linda Nolte,?
Scott Fraser,'® Marcus Sellars®*



Factors supporting adherence

 Desire to align care with patient’s preferences

* Avoid unwanted care

* Prioritise autonomy

* Anticipate family opposition

* Patient’s wishes confirmed by “human being” (decision maker,
family)

 Health care professionals were involved in rigorous advance care

planning

AI Covenant Health

Palliative Institute



Supporting adherence

“I guess | don’t really know the circumstances in which he said that. . . It doesn’t
really make sense to me if you’re 65, you’re young, you’re playing golf, everything’s
fine, to say ‘I don’t want to have resuscitation.” So, if someone really, really means it,
then his family or spouse or whatever will know all about it and they’ll be able to
confirm it.”

(Palliative care consultant)

“If | was confident about the advance care plan, if my team was involved in it, then
I’d respect it, regardless. But, if there was a question then I’d have to try and
revisit, have a family meeting, try and work out exactly what they situation is.”
(Infectious disease and general medicine consultant)

Palliative Institute

AI Covenant Health



Factors undermining adherence

1. Physician’s knowledge/confidence 6. Translating written preferences into

in enacting PDs practice
2. Length a. Contextualizing patient preferences
3. Outdated preferences b. Subjective terminology
4. Doubting rigour of ACP c. Emergency medical treatment
5. Patient’s understanding of 7. Advocating best interests
decisions a. Futile care

b. Clinical judgment
c. Unreasonable decision

A Covenant Health

¢ Palliative Institute



Decisional conflict “Context is everything”

It’s also useful to say, “I don’t want to be intubated’, but . .. [l]f they haven’t had much medical
experience or medical training, you’d want to know, well, what is it about intubation you don’t
like? Or, what have you heard? Their understanding of intubation might be very different to my
understanding of intubation.”

Infectious disease and general medicine consultant

“The difficulty with the specific statement is, with a patient with multiple problems, but is stable
at the time of your seeing them. You don’t know what specific scenario you’re thinking about.
Like, you know, what if you had a stroke? What is you had an AMI? What if you had an
arrythmia? What if you aspirated? What if you fell over and broke your hip? What if you were in a
car accident? What if you had anaphylaxis? Do you want an antibiotic? You know, very different

. . . . ”

scenarios in some situations. BMJ Open Doctors’ perspectives on adhering to
advance care directives when making

Ne P hrol Oogy consu Itant medical decisions for patients: an

Australian interview study

Nadia Moore ©,"? Karen M Detering © ,'? Tessa Low,"? Linda Nolte,?
Scott Fraser,'® Marcus Sellars™*



“Can you just replace all Mom’s organs?”

AI Covenant Health

Palliative Institute



OVERALL POPULATION PEOPLE WITH SERIOUS ILLNESSES

C P R like cancer, heart or kidney disease

EREGAREADE SEEBREBEQR
Sssssess: T
sssessssss |52 out of 100 sssessseses |90 out of 100
. [l ekalohiyn] Wi" die ssEosEaEED Wi" die
EHRURGOABR AERGREABOL
Va ila b | e LTI T : : soeuEeoERng _
sssesaseses 13 will survive CPR e eResss | 10 wil
and leave the hospital survive CPR
success rates
PEOPLE WHO HAVE CRITICAL ILLNESS OVERALL POPULATION
and are in the intensive care unit over age 75
PRHAGIBAE R D TrEITEYI Y
T S Sesesssses . -
11 VV PROERSESE0 out of 1 SS2GCRBEBO 5 out of 1
Living Well, sse2288228 | will die sesss88ess |will die
Plannlng Well BoEasesGea BOREOEEORE .
) _ ERIGoNPOEESR 2 Wl” IS EONESEEDR 1 5 WI"
An Advance Care Planning Resource PRERTOTODE - aREPa 4
PEEeBBOT survive CPR survive CPR

for Lawyers

Fall 2021

Palliative Institute
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Examples of health

care’s best practices
on ACP
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Serious lliness

Conversation Guide

 Essential steps
and sequence

* Critical topics
* Proven language

... in @ Process that
includes cuing and

documenting

Serious lliness Conversation Guide

CONVERSATION FLOW

1. Set up the conwversabion
» Introduwce purpose
» Prepare for future decisions
» Ask permission

2. Assess understanding
and preferences

3. Share prognosis
+ Share prognosis
» Frame as a “wish...wormy™,
“hope..worry” statement
+ Allow silence, explore emotion

4. Explore key topics
» Goals
+ Fears and worries
» Sources of stremgth
» Critical abilities
» Tradeoffs
» Family

5. Close the conversation
» Summarize
» Make a recommendation

» Check in with patient
= Affirm commitment

6. Document your Conversotiomn

7. Commumicate with key ciinicions

Eﬂ,‘-}}‘] € 2017 Ariadne Lats: & Joint Center
e i W B Lsceresasd Lmider the Cnesirve Commons

nmmlm i mrid Dera-Farber Csnoer nethute. Revised il 2047,
mmmm&ﬁﬂhum w!h'mimmnpﬂﬁqlhrmmfﬂw

PATIENT-TESTED LANGUAGE

“I'd like to talk about what is ahead with your illness and do some thinking in advance about what is important to you
=0 that | can make sure we provide you with the care you want — is this okay?™

“What is your understanding now of where you are with your iliness?*

“How much information about what is likely to be ahead with your illness would you like from me?”

“| wrant to share with you my understanding of where things are with your illness__"

LUincertain: “It can be difficult to predict what will happen with your illness. | hope you will continue to live well for
a long time but 'm wormied that you could get sick quickly, and | think it is important to prepare for that possibiliog.”
OR

Time: *l wish we were not in this situation, but | am worried that time may be as short as ____ (express as o range,
e.g. days to weeks, weeks to months, months to g year)” v
OR

Function: | hope that this is not the case, but 'm worried that this may be as strong as you will feel, and things are likely
to get more difficult”

“What are your mast important goals if your health situation worsens?”

“What are your biggest fears and worries about the future with your health?”

“What gives you strength as you think about the future with your illness?”

“What abilities are so critical to your life that you can't imagine living without them?”

“If you become sicker, how much are you willing to go through for the possibility of gaining more tim 77

“How much does your family know about your priorities and wishes?™

“I've heard you say that ____ is really important to you. Keeping that in mind, and what we know about your illness,
| recommend that we . This will help us make sure that your treatment plans reflect what's imporant to you.”

“How does this plan seem to you?*

“| will do everything | can to help you through this.”

R LA

5H0G 20d 7-0a3-18



Summary of Discussion:
Iconducted a Serious lllness Conversation with -on Nov §, 2023

Also present was her husband
Ireceived permission from the patient to proceed with our conversation.

The patient understands: prognosis of ALS - median survival 3-5 years from diagnosis

They wanted to know: they had a good understanding of what the future may look like

I shared: we would expect weakness to progress as well as further changes in respiratory
function

Goals: to maintain current quality of life for as long as possible

Fears: losing ability to communicate, being on a Ventilator,- does not want to suffer or to
be kept alive 'on a machme' when she is 'at the end' with her ALS

Strengths: the support of her family.

Critical functions: being able to communicate, being as independent as possible

Trade-offs: Currently -is willing to consider admission to hospital as well as most medical
interventions short of ICU care/CPR/intubation. She was clear that she expects that this will
change in the future and would want to be able to focus on comfort as her ALS progresses.
Family understands: ALS is progressive.

]

Next steps: she would like to revisit GOC at mtervals with me and I have said that if her wishes
change between clinic visits [am happy to discuss by phone.



: Is a treatment
VO VI n g or care decision |ECEEEG )

needed? g 3
Revisit as needed 3

~

. o Treatment or care
Preparing § Deciding

initiated or not
i ) J

‘...aquagmire of variable
. ” ACP for capable
terminology
creates uncertainty among clinicians as
ACP for capable
to the overall purpose, tasks and person with The POD mods! s tern and o0 agnosti

serious illness as all existing frameworks have a home

specific outcomes' of cc?nversatlons | ——
move forward serious illness education for future ACP SDM AGP GOCD Consent

decision-making PrepareForYourCare VitalTalk DNR
Five Wishes SICP ABCs Code status

and research as well as process
improvement efforts

ACP = advance care planning
SDM = substitute decision-maker

Figure 2. Expanded Preparing or Deciding model.

@) Current Oncology ﬁq\bzy
Commen tary

Simplifying Serious Illness Communication: Preparing

or Deciding

eff Myers '*, Leah Steinberg ', Nadia Incardona !, Jessica Simon 27, Justin Sanders * and Hsien Seow *
¥ s

Curr. Oncol. 2024, 31, 5832-5837. https:/ /doi.org/10.3390/ curroncol31100433



Medical-Legal
Collaboration on
Advance Care Planning
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Medical-Legal Collaboration on ACP in Alberta

* Began 2014
e Multi-sector, multi-disciplinary

- Continuin 2oy

Practice Legal guide for

Principles Edu:::atinn Alberta
on ACP Curriculum lawyers

Palliative Institute
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Survey of Alberta Lawyers

When you assist clients with planning for future health
care, how often do you discuss or provide guidance about

Selecting an agent  |IEEG—_S—_—

Valuesiwizhes about fufure care (eg,
rebgious ar lifestyle beliefs)

Who will consult with hesith cane team

Wishes about particular health care
interveniions

Whshes about organ donation

Wishes about future living arangements

‘Wishes about whic can access health
recnds

‘Wishes about participation in medical
research

o] 20

= Sometmes

40 &0 B0
= Seldom or Mewver

100 12

m Often or Always

How Do LAWYERS ASsIST THEIR CLIENTS
WiTH ADVANCE CARE PLANNING?
FinpinGgs FroMm A CROSS-SECTIONAL
SURVEY OF LAWYERS IN ALBERTA

ALBERTA Law REVIEW {2018) 55:3

To what extent do you think the following activities are
part of your professional role:

Drrafting specific documents {eg, personal
directive)

Encouragineg dscussions with key people

Initiating ACF corversations with clients

Prowiding ACE information to clients

Guidance on minimizing disputes

Ligising wiih health care provider
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How much do the following factors hinder you in assisting
your clients with ACP?

Lack of client preparedness [ aaaw
My lack of knowdedge about health
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My lack of knowledge about medical aspects of B 0000 |
ps =
A

Client unwilling to share personal details
Converations are time consuming/costly

Congcerns about upsetting the client

Concerns that ACP will not be used [lIF |-
My lack of experience with area of law 11 I ——
e e 1 |
characteristics
Conversations are upsetting/uncomfortable for -
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What resources would you find useful in your practice?
| | | | | |
GCD & PD function tog?
best practice guide
100
Info re: AHS/CH policy etc.
Worksheets for clients
Legal resources
Q & A or script
Explan of hc issues, language, treatment
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Opportunity

Albertans would most like to receive information about advance care planning from their healthcare provider (55%). Other top mentioned sources include
family/friends (40%) and lawyers/legal profession (33%).

Healthcare provider | 55
Family members or friends |GGG 20%

Lawyer/legal professional |GGG 35%
Government agency or office _ 22%

Financial advisor/planner [|INEGEGGEGEGEE 22%

Community group or organization [[J]]IIEGE 15%
Employer [ 11%
Faith or spiritual leader [N 9%

Funeral home/director [ 8% ALBERTANS’ VIEWS
Media [ 5% glr_«A ?.?.‘.’QE%E CARE
”"’“""'"”;’I‘: I'jf PALLIATIVE CARE

Public Poll Report

Do not want to receive information [ 5%

Don’t know [ 9%

May 6, 2024
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How might | better
ensure that my client’s
wishes for health care

are honoured?




Aligning practices

Alberta Joint Practice Principles on ACP & Recommendations for Legal Practice
Proxy Designation ACP Tools

ACP as Ongoing Process Role of Personal Directive

Focus on Beliefs, Values, Wishes Sharing Documents
& Goals

ACP in Serious lliness Care Health-Legal Collaboration

Role of Goals of Care Designation Order

&

Covenant Health
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#1. Proxy designation

* most important legal component of advance care planning

e careful selection

e appointment in a valid personal directive

e confirm agent is willing to act

* prepare agent by sharing with them the maker’s beliefs, values,
wishes and goals for health and personal care

* individuals who cannot identify an agent may designate the Public
Guardian

@ Covenant Health
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E q U I p p I N g d ge nt ( S) “You may assume your loved ones know what you would

want, but that’s not always true. In one study, people
guessed nearly one out of three end-of-life decisions for
their loved one incorrectly.”® National Institute on Aging

1. Confirm will act
. Help to understand the role (e.g. CPLEA guide)
3. Copy of personal directive
1. Who does/does not get notice of enacting, decisions
4. Consider advising all others

N

5. Have conversations about values, wishes, condition, prognosis
1. Early Living Well,
2. Ongoing Planning Well

3. Invite to appointments with health care provider? Lawyer? R e s b

for Lawyers

Fall 2021

Palliative Institute

https://www.nia.nih.gov/health/advance-care-planning/advance-care-planning-advance-directives-health-care#find
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#2 Ongoing
process

When to do advance care

planning

getling or renwing

turning 18 @ a driver’s license
y : becaming a
TIW ‘o Y S W P
rw ::I---. .1.r.-'..-: i b glﬂr-dl-il'l
T———— plan
chande in
cha,.-h?; L:, relationship
staltus
retirement,
financisl of @ § someone dies

job change

Palliative Institute
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3. Focus on Beliefs, Values, Wishes & Goals

In general, individuals should be encouraged to focus on
their overarching personal beliefs, values, wishes and
goals in the event of worsening health instead of specific
treatment or clinical interventions for hypothetical

situations

Palliative Institute
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#4. ACP in Serious lliness Care

* Focus of advance care planning may then move to specific treatment
preferences

e [Individual is encouraged to meet with their primary/key health care
provider to create a care plan that aligns with their beliefs, values,
wishes and goals

 Ongoing discussion between the individual, their agent, family, friends
and advisors about the individual’s beliefs, values, wishes and goals, (as
acceptable to them)

 The health care provider should be informative and willing to educate
the agent/alternate decision maker of their responsibilities.

NS




Limitations of hypotheticals

Clause in 2015 Personal Directive

Current Situation

“No life support by artificial means under any
circumstances”

Patient has diagnosis of ALS. She will very likely lose ability
to swallow in the near future and ability to breathe on own

Consider:

1. For clients with serious illness diagnosis (where trajectory is reasonably
foreseeable), draft to specific circumstances, informed by health care

provider(s).

2. For (majority) of “healthy” clients, draft “values directive”.

Palliative Institute
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Trajectories of decline at the end of life

Subjective terminology o<

= = = Organ failure
- == Physical and cognitive frailty

. High
* No drastic measures

 Near death, death imminent

* Recover or recovery

 Maintain my independence

 Don’t want to become a burden to my
family

* Irreversible Low

* No invasive treatments if ... ho pe, ess Adapted from Murray, S.A et al. BMJ 2008;336:958-959 Time
BM]

Function

Copyright ©2008 BMJ Pubsshing Group Lid,

Palliative Institute
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An example of a values directive

“If I'm faced with an incurable progressive disease, my main goals as my health deteriorates would be to
be able to speak and think as clearly as possible and be with my family.

| want to be able to listen to music and watch movies.

| fear loss of cognitive capacity.

I'm not afraid of loss of independence, but value my intellect, highly critical functions to preserve, if
possible, would be my hearing and cognitive functioning.

| am an introvert and enjoy time alone and time with my partner and immediate family, and close friends.
| love music and the arts.

| love a great movie.

| love to think about big ideas and come up with innovative solutions for the world's ills, especially for
healthcare and medical education.

If, due to illness or injury, | am left with profound cognitive deficits and am no longer able to engage in
complex thinking and debate, or I'm permanently not able to make medical decisions anymore, | would
not want life-prolonging treatments in that condition.

| would prefer palliative care and allowing the natural progression of disease and dying.”

A Covenant Health
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aw W VD e
My Wishes Alberta workbook

Thinking about your wishes for care
H H Next, think about your wishes for your care and what you value
Th I n kl ng a bo Ut yo u r the most. How would you like your physical, emotional, social, and

WiSheS for Ca re spiritual needs met?

If you were to get very sick, what would matter the most to you?

(For example: being able to spend time with your family and
friends, being in your own home, having people around you who

If yOU were to get SiCk, speak your language, being pain-free, being treated with dignity)
what would matter most
to you?

What would you want your care providers to know about you as
a person so that they could give you the best possible care?

If you were to get very
sick, what would you be
most worried about?

If you were to get very sick, what would you be most
worried about?

(For example: being in pain, being alone, needing to leave your
home or community to receive care, that the people you care for

What would you wa nt XS EERE ARG Akt | follow a traditional lifestyle and that IIY{Y WiShefs All\l/)[eréa:
your care providers to would be part of my expectations in my care - . Al
know about you as a that it would be incorporated into Western S
medical interventions. That might mean plant
p.e SONSS that they CO.U Id medicines, teas, or even ceremonies in a
give you the best pOSSIble medical context. | would want my health care '

Compassionate Alberta

care? providers to support this.” '



Learn about health

e “Learn”

Health
Trajectory
Prognosis
Uncertainties
Interventions

& THINK
about your
values & goals

m about your own
health
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SAMPLE LETTER TO PHYSICIAN

Dear Dr. Welby:

[ ] [ ]
Lette r to h S I C I a n I am enclosing a document executed under [your State’s Advance Directive
for Health Care Act with citation]. This was signed by my client and your
patient, [name of principal].

Although we started advance care planning in my office, your role in
explaining [name of principal’s] conditions and care and treatment options is
ADVANCE D|RECT|VES: - an important element for this ongoing shared, decision-making process. At

_ the next office visit, please consider discussing and documenting your
COU NSELING G UIDE e patient’s wishes as well as including your patients’ Directive in the medical

record.

FOR LAWYERS Of note, [name] state law defines terms such as [include relevant statutory
terms, e.g., terminal condition, life-sustaining treatment, permanent
unconsciousness, and end-stage condition]. See [include hyperlink to
relevant state law]. However, you are in a better position than legislative

drafters to help your patient understand these terms as they become
relevant to decision-making.

If upon further discussion you believe that the patient’s wishes do not
match the declaration on the Directive, please notify the patient and our
office. If you complete an updated Directive with your patient, please
consider forwarding a copy to our office.

I would be pleased to provide any further information that may be helpful.

Very truly yours,

A Covenant Health

Palliative Institute




#6: Role of Personal Directives

 |egal document appoints agent

* and/or records the maker’s beliefs, values, wishes and goals for
personal matters, including health care

e should result from a process of information reflection and
communication

* values-based statements & flexibility for agent to respond to new
circumstances

* For serious illness, provide personal and clinical context

Palliative Institute
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Who might be
making/influencing
decisions?

Other situations

Who might decide/influence

Agent is unfamiliar with
wishes/values, health situation,
uncomfortable making decisions

Family, friends (who are not
agents)
Health care provider

No agent (“solo ager”), agent
unable/unwilling to act

Substitute decision maker
Public Guardian

Agent is Public Guardian

Public Guardian

Family/friends oppose personal
directive instructions (or
selection/judgment of agent)

Family, friends (who are not
agents)
Public Guardian

Emergency

Emergency responders, Health
care providers (unfamiliar with
individual)

Transitions in care, change in
health condition, . ..

Nursing home staff, Health
care providers (unfamiliar)




Guidance on drafting Query: How to address physician

hesitancy over stale-dated PDs?

* Clear and concise
e Label “Personal Directive”, include summary of Personal Directive Act

* Provide context of wishes,
especially if unusual, futile or vs. clinical judgment

e Demonstrate tailored to health condition

* Demonstrate rigorous advance care planning:
“Based on ongoing and formal discussion with my physicians about
my health, which | understand, and about my goals of care, .. .”

@ Covenant Health
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Guidance on drafting

“When making decisions concerning life-sustaining treatment, | wish
the following factors to be taken into account: the relief of suffering,
the potential to restore functioning, the quality of my life, and the
realistic extension of my life.”

* Flexibility
* Anticipate opposition

by fami |y “I recognize that | cannot foresee everything that might happen or all
o options that may be available . ... My preferences stated in this
* Antici pate [Section reference] are meant to guide my agent and my health care

inte rp retation based on providers in making decisions on my behalf. It is my intent that my
agent and my health care providers follow my stated preferences if my

clinical Ju dgm ent or agent and my health care providers believe that doing so is in my best

“best interests” interest, but my agent shall have the discretion to make the decisions
that my agent believes to be in my best interest at the relevant time
regardless of what is otherwise stated in this [Section reference}.

A Covenant Health

Palliative Institute




7 Sharing, storage

 Maker share personal directive with agent and health care team

 Maker ensure the personal directive is part of health record, so adequately
informed before a crisis arises.

 Makers should also be encouraged to consider sharing the personal directive with
their family, trusted friends and advisors, as appropriate.

* (Green Sleeve You can get a MyAHS Connect account if you
» Have visited an AHS or partner site that is using Connect Care
* Upload PD to MyAHSConnect . Are over the age of 14

» Have an Alberta.ca Account

https://myhealth.alberta.ca/myhealthrecords#

Palliative Institute
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https://myhealth.alberta.ca/myhealthrecords

O Role of Goals of Care Designation Orders

a medical order

provides one set of short-hand instructions by which health care providers
describe and communicate general care intentions, specifically indicated health
interventions, transfer decisions and locations of care for a patient

can only be written by a physician or nurse practitioner

does not require patient consent.

strives to harmonize a patient’s values, wishes and goals for health care as it
relates to their current health care status and clinically indicated care.
individuals should be directed to their health care team for more information
about GCDs

Palliative Institute
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March 3: Symposium objectives and exercises

What do lawyers need to understand about health care?
How can they increase the likelihood that clients” wishes are honoured?
How do they create useful personal directives?
What is their role beyond drafting?

What do health care professionals need to understand about the lawyer’s role?
What interests are lawyers protecting?
What are clients” expectations?

What are the risks of not enacting personal directives?

To strengthen understanding, collaboration and aligned practices,

join us to exchange stories and map out concrete approaches.

Palliative Institute
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Workshopping language

“Prolonging my life would be unacceptable to me if . . .

A....lam not able to communicate with my family and friends.”
B. ... 1 nolonger have control of bodily functions.”
C. ...l am kept alive with machines but with no chance of survival if | am taken off the machines.”

....lam declared brain dead and my primary organs may or may not be substantially affected”

“I’d be willing to continue life prolonging treatments even if | can no longer provide myself with personal

care, as long as my cognitive ability remains intact so that | can converse, process emotions and
reflect.”

Palliative Institute
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Resources T

* Avoid overly long advance
directive documents. Clinical
| experience suggeststhat L

. . . . . . thelongeritis, theless
Aligning Practice to Reality: Understanding Advance Care Planning (LESA on- nkely'ilfmlfhecmulted.

dema nd course, Aprl| 2024) * Use plain language. Your

audience is nonlawyers
(family members, healthcare
providers), who must be able

Recommendations for Legal Practice (presented at LESA’s Aligning Practice to

Reality webinar, April 18, 2024.) to easily and quickly
understand the document. If
. your state statute requires
My Wishes workbook mandatory language,
. consider translating it into
AHS Web5|te simple terms in the document
or as a cover sheet.
American Bar Association: Advance Directives: Counselling Guide for Lawyers » How specific should health

care instructions be? Fora
healthy client, general. The
closer to an end stage

condition, the more specific

National Framework for Advance Care Planning Documents (AUS) e

details are known.

American Bar Association Advance Care Planning Practice Principles

Canadian Hospice and Palliative Care Association Living Well Planning Well:
An Advance Care Planning Resource for Lawyers

Palliative Institute
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https://www.lesaonline.org/product/aligning-practice-to-reality-understanding-advance-care-planning-on-demand/
https://www.lesaonline.org/product/aligning-practice-to-reality-understanding-advance-care-planning-on-demand/
https://www.lesaonline.org/product/aligning-practice-to-reality-understanding-advance-care-planning-on-demand/
https://www.lesaonline.org/product/aligning-practice-to-reality-understanding-advance-care-planning-on-demand/
https://www.lesaonline.org/product/aligning-practice-to-reality-understanding-advance-care-planning-on-demand/
https://covenanthealth.ca/about/centres-and-institutes/palliative-institute/compassionate-alberta/plan-ahead#my-wishes-alberta-workbook
http://www.albertahealthservices.ca/info/page12585.aspx
https://www.americanbar.org/groups/law_aging/resources/health_care_decision_making/ad-counseling-guide/
https://www.americanbar.org/content/dam/aba/administrative/law_aging/acp-practice-prinicples-final.pdf
https://www.health.gov.au/resources/publications/national-framework-for-advance-care-planning-documents?language=en
https://www.advancecareplanning.ca/wp-content/uploads/2024/08/LivingWellPlanningWell_LawyersToolkit-ENG_2021.pdf
https://www.advancecareplanning.ca/wp-content/uploads/2024/08/LivingWellPlanningWell_LawyersToolkit-ENG_2021.pdf

To provide feedback or precedents for discussion:

1.  Evaluation survey: https://redcap.link/mlprimer
2.  Email: maureen.douglas@covenanthealth.ca

The views and opinions expressed do not necessarily reflect A Covenant Health

Aperton

the official policy or position of the Alberta government. Palliative Institute


mailto:maureen.douglas@covenanthealth.ca
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