Ethical Issues in Stroke
Care: Working with
Substitute Decision Makers
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Event objectives:

|dentifying ethical issues

Clarify consent, capacity and substitute decision-making

When do you turn to substitute decision maker for care decisions

How does cognitive impairment and aphasia impact consent and capacity?

Navigating ethical dilemmas surrounding feeding tube and issues at discharge



Role clarity for everyone involved in decision-making
can go a long way




What decisions require
consent under the Health
Care Consent Act?

TREATMENT, PLACEMENT, PERSONAL ASSISTIVE SERVICES




® means assistance with
hygiene, washing,
dressing, grooming,

e done for a therapeutic, ® Long-term Care
preventive, palliative,

diagnostic, cosmetic or

to LTC

Treatment

other health-related g eating, drinking,

purpose 5 elimination, ambulation,
2 positioning or any other
_g routine activity of living
<

Personal Assistance Services




No Consent
needed for ...

Emergencies
Leaving the hospital
Going to retirement home

Going home

Taking alternative medicines




When can a client/patient
Make decisions about
themselves?

ALL PATIENT/CLIENTS ARE PRESUMED CAPABLE




Capacity = Ability to understand the
situation & ability to appreciate the
consequences of making a decision
about the situation

A PERSON CAN BE CAPABLE AND HAVE COGNITIVE DEFICITS, CHALLENGES
SPEAKING, MENTAL ILLNESS, OR PSYCHIATRIC ISSUES, AND BE CAPABLE

MUST HAVE THE ABOVE TO BE CAPABLE




Who and how does one

determine capacity for
decision-making?

PRACTITIONER PROPOSING THE PLAN EVALUATES CAPACITY.




How do you evaluate capacity
when there is aphasia,
communication challenges or
cognition issues?

CAPACITY = ABILITY TO UNDERSTAND THE SITUATION & ABILITY TO APPRECIATE
THE CONSEQUENCES OF MAKING A DECISION ABOUT THE SITUATION

COMMUNICATION TOOL ARE KEY & PRIOR EXPRESSED WISHES




Can a family member make
decisions for a patient
when the patient/client is
capable?

NO — NOT VALID CONSENT




“Just talk to my
daughter, please”

DEFERRING TO A FAMILY MEMBER IS COMMON BUT IS THE
CONSENT VALID?




A patient cannot defer
consent

HCP are required to obtain consent from the
patient if capable for the consent to be valid

A HCP can encourage patients to speak to
family or daughter but the patient must be
the one who hears about and assesses the
risk and benefits in order for the decision to
be informed and valid consent obtained

Consent to Treatment:

. Do tha Hewith Care Consent Act, 1996 [HOCA) specify an

2.The College’s policy advisas physicians to consider and ad-

“age of consent” for treatmant? dress languags andior ation issuas jo.g., ph

Me. The FHCCA dos not specify am ageat which a minor and patient do rot speak a commean languags, patient b5
is capable of providing consent to trestment, nor does the diaf or has difficulty speaking communicating, paticnt has
HOCA defime “mimoe”. acognitiva imp wbe). Wihat techniquas

Asmated im the Collegee’s policy, the west of @padity to mn- can | usato halp overcoms thass issues?
sent 1o treatment is 2 fiencional cest and s not ape-dependent.  Physicians may want to cossider using the following. resources
The HOCA and che Collepe's policy e thar 2 patien is or toals 1o helip overcome amy lanpuage andior communics-
capable with respect to a creatment if they are bl 1o undes- 1o i
siamd the information that is relevant to making 3 dedision

about the trestment, and able to appeeciate the reasonably = Family members or thind panty interpreiess.
foreseeshle comssqmences of 3 dedision or ladk of decision. The = Speech lanpuape pathologiss.
same test for capacity applies o both minors and aduhs. = Ocooparional therpiss.
= Commumication techmigques.
2. Aru thers any resources regarding conssnt to trestment o Writing
‘that mireors and their familiss might find halpful? o Typing
Physicians may want in cossider referring minoss and their o Non-verbal communication
Families to existing resownoes, such as the Proviecial Advocte Irg., band sjuesving, blinking, eic )
foe Childeen & Youths The Ultimsie Health Rights Survival

Guide: A siep-by-siep puide for young people for making your 5.Tha Collega’s policy requirss that physiclans taks raason-
mwn healt| hmmmummmwmmmxm abla staps to faciltats tha comprebension of tha infonma-
your own decisons. tion provided. What factors limit comprohansionT What
staps should ba takan to faciltata the comprahansion of

T

3. My patiant ks refiing to consant to & thatl
‘think they should hava. Does this maan thay ara incapablet There are 2 mumber of facioes tha may limit comprehension,
Me. Paticats and substitnie decision-makers (SDM) havethe  induding, but not limited to:
lepal right to refise, withhold or withdraw consenc.  Patiesis
or SDMs m;mmrrd:d::ﬁumdmmmu’y = Languape and comemanication isawes (25 desoribed in
II:: physician’s trestment advice. Physicians @nnet automati- Cluestion 4].
ﬂymdubmm:d:tpﬂr.nmcSDM making a = Literscy imawes, incheding issues with numericl literacy
decigion they do not speee with, that they are imcpable of {ep., diffioky umderganding probabilitie) and medic]
making thar decision. linemacy (e p., difficulty underganding medical terms).
Whilz 2 refisal to consest to 2 recomenendad trestment is = Preferences for different kaming modalivies (eg.,
not auromatic prounds for 2 fAindisg: of incxpaciy, it i possible wisual, audipory, etc).
that 2 patiest’s decision that is costrary 1o 2 physician advice = Presence of pain, mood diseders, or biass {ep.,
may cause the physician 1 question whether the parient ha heightened emotion, foonsing on shon-term concems,
the capaciry 1o make the decigion (e, the physician is mon- being infinenced by uncelzed past events, mc ).
cemed that the patient may not truly usdersand the conse. * Lack of time (2., not allowing for time to process'mn-
qquences of mot peoceeding with the rreatment ). Wheere thic sidher the information).

is the case, the physician may want 1o consider doing a mone
thorouph investigation of the patiest’s capacity to exsure the T hedp facilitate the comprehension of the infiormation
patient’s decision is informed and walid. provided, physiciass may wast o2
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Can a
patient/client
refuse the
practitioner’s

Anvy ti
treatment Y HmE

It is assault to treat without consent

plan?

If you don’t give consent then the

patient/client will not get treatment (unless
its an emergency)




When does a SDM get
involved in decision-

making?

ONLY WHEN THE CLIENT/PATIENT IS INCAPABLE OF MAKING A
DECISION BASED ON THEIR ABILITY TO UNDERSTAND AND

APPRECIATE




So what if the
patient/client is not
capable to consent?

WHAT THEN — WHO DO YOU TURN TOO?




Substitute
Decision-maker

(SDM)

Section |

Rank of Substitute Decision-Makers
from the Health Care Consent Act

|.A guardian with the authority to
give or refuse consent to
treatment

3.A representative appointed by
the Consent & Capacity Board

4.A spouse or partner

5.A child or parent

6.A parent who has only a right of
access

7.A brother or sister

8.Any other relative (related by
blood, marriage or adoption)

9. Public Guardian and Trustee




Before we turn to this
hierarchy ...

DOES THE PATIENT/CLIENT GET A CHANCE TO CHALLENGE?




Patient/client must be
told they are incapable

THEY CAN CHALLENGE THROUGH A FORM A AT THE CONSENT &
CAPACITY BOARD




Substitute
Decision-maker

(SDM)

Section |

Rank of Substitute Decision-Makers
from the Health Care Consent Act

|.A guardian with the authority to
give or refuse consent to
treatment

3.A representative appointed by
the Consent & Capacity Board

4.A spouse or partner

5.A child or parent

6.A parent who has only a right of
access

7.A brother or sister

8.Any other relative (related by
blood, marriage or adoption)

9. Public Guardian and Trustee




How often does a person
have to be assessed to be
determined to not have

capacity?

EACH TIME THERE IS A NEW DECISION
CAPACITY IS MEASURE FOR EACH DECISIONS
INCAPACITY IS NOT GLOBAL




Can a patient have capacity
for some decisions and not
for other decisions?

YES — AND THERE IS NO REQUIREMENT TO BE CAPABLE ALL THE
TIME




't there are two equal standing
SDMs e.g. siblings and they
disagree on the plan of care,
whose direction do you take?

PGT




What if you can never
reach the SDM?

GO DOWN THE HIERARCHY
SDM MUST BE WILLING, CAPABLE & AVAILABLE




Who do you turn to if
poth patient and
partner is not capable?

NEXT PERSON ON THE HIERARCHY
THE SDM CANNOT APPEAL THIS DECISION




Can patients/clients
choose their own SDM?

YES — THIS PERSON IS CALLED A POA

HIGHLY VALUABLE WHEN PATIENT/CLIENT DOES NOT TRUST ANYONE ON THE
HIERARCHY TO FOLLOW HIS/HER WISHES WHEN THEY ARE INCAPABLE




Complete POA Kit - Appoint someone

Ontario You can appoint someone

specific

Powers of Attorney

This booklet contains forms for e POA only makes decisions
o o O omey for Property on your behalf when you
o of Aremey for ersonal Caie become incapable — not
before
o e Can be appointed anytime
RS e And be changed anytime

Mz IME

e Do not need a lawyer




Patients/clients should
choose someone who
they trust will follow
their wishes when they .
become incapable {m{' ‘
4

e




“| know my daughter
won’t follow my wishes
—she told me”

WHAT NOW? THIS A SINGULARLY IMPORTANT ROLE FOR POA KIT




Can a friend be an
SDM?

CAN BE APPOINTED A REPRESENTATIVE USING A FORM C AT THE
CONSENT & CAPACITY BOARD




Can an SDM override

the wishes of an patient
at EOL?

IF THEY NO LONGER APPLY TO THE CIRCUMSTANCES
USUALLY NOT
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Outline the role of SDM when you first meet them and set
yourself up for success



Role of SDM

Prior expressed wishes of patient
Best interests of patient
Must be willing, capable and available

Only active when there is a decision requiring
consent

Only active when patient is incapable
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The Role of the
Substitute

Decision-Maker
(SDM)

Making decisions
for ather people
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Here for you...caring for vou




What do you do when
the team has a
difference of opinion?

DO YOU KNOW THE WISHES, VALUES, BELIEFS OF THE
CLIENT/PATIENT




What should happen
when the family and
patient disagree?

ROLE CLARITY IS KEY — THE PATIENT/CLIENT WISHES, BELIEF AND
VALUES GUIDE DECISION-MAKING




How do you determine
best interest of the

client?

BEST INTERESTS ARE DETERMINED BY CONSIDERING THE VALUES &
BELIEFS OF THE PATIENT/CLIENT AND THOSE DECISIONS THAT PROMOTE

BENEFITS AND REDUCE DECLINE FOR THE PATIENT/CLIENT




What is required for
consent regarding a
feeding tube?

INFORMED CONSENT FROM PATIENT/CLIENT
PROPOSAL BY PRACTITIONER — INDICATED
CONSENT




What do you do when
then team is struggling
with the SDM’s decision

CLARIFY WHO PROPOSED TREATMENT PLAN
ISIT IN LINE WITH CLIENTS/PATIENTS WISHES
IS IT IN BEST INTERESTS




Can the SDM name
someone else in their
absence?

NO - YOU HAVE TO GO DOWN THE HIERARCHY
AND THE PERSON ASKING NEEDS TO BE TOLD THIS




What do you do when
SDM is not following
incapable person wishes?

CONSENT & CAPACITY BOARD




What happened when
there is no SDM?

HCP WILL GO TO PUBLIC GUARDIAN & TRUSTEE




Going home ...

ISSUES AT DISCHARGE




No Consent
needed for ...

Emergencies

Leaving the hospital

Going to retirement home

Going home

Taking alternative medicines




Can someone be held in hospital
under the Health Care Consent Act
against their will when the
discharging MRP feels they are not
capable of managing on their own in
the community?

NO
MHA — FORM 1 — BUT THERE MUST BE PSYCHIATRIC ISSUES




How do teams manage when
there is risk associated with
discharging patients and the
patient is capable?

CLARIFY THE RISKS — IS THE PATIENT/CLIENT ACCEPTING OF THESE RISKS
SET UP SUPPORTS & MAKE REFERRALS




What to do when a
patient/client has impaired
cognition but is still capable to
make a poor decision to
discharge home alone

OFFER AVAILABLE SUPPORT AND OUTLINE POTENTIAL RISKS TO
SUPPORT INFORMED DECISION-MAKING




s there such a thing as
“to high a risk to go
home?”

WHEN THE TEAM HAS WORRIES ABOUT WHAT MIGHT HAPPENS
WHEN AT HOME




What do you do when
clients make risky
decisions?

MAKE SURE THEY ARE INFORMED OF THE RISKED THEY ARE
DECIDING ABOUT




QUESTIONS



Case Study

Patient/client asking to go home

Team thinks it is too risky
Family agrees with team

The patient/client is attempting to leave on his own and
falling

What should we do?



