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ADVANCE SERIOUS ILLNESS PLANNING:
PREPARING FOR THE UNEXPECTED

Please follow us on:

Facebook: @planwellguide

Twitter: @plan_well_guide

Instagram: @plan_well_guide

LinkedIn: https://www.linkedin.com/in/daren-heyland-2b674a185/

To live well and die well, 
you need to plan well!
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Webinar 
Instructions

• Everyone will remain muted and cameras 
will be off

• You will be prompted to reflect and provide 
feedback through the presentation – please 
use the ‘Chat box’ feature

• There will be a 10-minute question period at 
the end. Please use the Q and A feature to 
ask questions anytime and the questions will 
be responded to during the question 
portion. 
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Territorial Acknowledgement 
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About Family Caregivers of BC

• Family Caregivers of BC (FCBC) is a non-profit charity 
dedicated 100% to the well being of family caregivers

• 30 years – 1st of its kind in Canada and only 3 
provincial organizations across Canada

• Serving across B.C. since 2010, past 5 years as part of 
the Ministry of Health’s Patients as Partners Initiative

• Three pillars include, caregiver support, education 
and engagement and collaboration 
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FCBC Webinar Review - Definitions

Definition of Advance Care Planning (BC):

Advance care planning is the process of thinking and writing 
down wishes or instructions for present or future health care 
treatment in the event of becoming incapable of deciding 
yourself. It is important to have conversations with close family, 
friends, and health care providers, so that they know health care 
treatment one would agree to, or refuse. An advance care plan 
should include information for a variety of situations which 
includes:

• hospital care during and after routine surgery, 

• care in the event of an accident, or 

• end-of-life decisions
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What will happen to me if I get very sick?
What treatments might be right for me?
How will I turn out?
Who will make decisions for me if I am too sick to speak?

ADVANCE SERIOUS ILLNESS PLANNING:



OBJECTIVES

• Define advance care planning and 
advance serious illness planning

• Highlight current deficiencies in 
communication and decision-making 
process related to serious illness

• Introduce you to Plan Well Guide 

• Discuss future collaborations

Plan Well
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Substitute Decision-Makers can be:

• ill prepared

• have negative experiences that have lasting impact.  



BMJ Qual Saf. 2016

• Of 80+ aged patients in ICU on life-
supports, 25% families stated 
preference was for ‘comfort measures’

• Spent on average 10 days in ICU before 
death

• Of patients who preferred not to have 
CPR, 174 (35%) had orders to receive it. 

• Considerable variability in overtreatment 
rates across sites (range: 14–82%). 

• 26% of family conferences didn’t 
address patient values and preferences

• Only 8% of decisions grounded on 
patient values and preferences

JAMA IM 2019

THE PROBLEM



CONSEQUENCES OF POOR PLANNING MAY INCLUDE:

• You are more likely to receive the ‘wrong’ care when you may be dying

• You are more likely to experience an “intensification of care” at the end of 
life, which increases pain and suffering

• Your family experiences greater stress, anxiety, and depression on the short 
and long-term

• Your family experiences greater PTSD and regret long-term

• Negative effects on health care system
• Health care professionals experience greater moral distress, job 

dissatisfaction, and fatigue 

• Wasted resources (care provided that was not wanted or no effect)



CONSEQUENCES OF POOR PLANNING

Dear Dr. Heyland
Almost 1 year ago, my husband died at KGH of lung and 
heart disease. He was 78. I recently read an article you 
wrote in the Kingston Whig standard. I am one of those who 
are still suffering from seeing a loved one have to endure the 
pain of mechanical ventilation when he should have been 
offered palliative care. Someone in Emergency should have 
known that we needed this, based on the medical evidence 
and his history of many admissions in the previous year…

Letter Addressed to me May 2012



It’s about conversations.
It’s about decisions.

It’s how we care for each other.

www.advancecareplanning.ca

Sponsored by the Canadian Hospice Palliative 
Care Association

( is it plausible that ACP makes things worse?)



• I remember talking to an older lady in her home about her advance medical care plans. 
• She emphatically stated, “I would never want to be on machines”
• I asked, “So, what if, when you were sick there was a probability of recovery in which we could get you better 

and back to your baseline function, would it be worth it to you go on machines temporarily?” 
• The previous look of determination vanished and gave way to a wide-eyed, almost panicked look as she said, “I 

don’t know- what do you think?”
• I went on to explain the nature of serious illness, that we don’t always know if patients will recover or die, and if 

they recover, what kind of shape the person will be in. 
• She later confessed that she thought we were talking about her end of life, that when she was dying she didn’t 

want to have her dying experience prolonged with machines.



BARRIERS TO PLANNING 
YOUR MEDICAL CARE IN ADVANCE

“No need to, because I was in good 
health. I am 83, but slowing down and 
still playing golf. It hasn’t been a 
priority.”

“Did not see this as necessary. I think it 
a bit too soon. I am only 80.”

Simon BMJ Palliative Supportive Care 2013

Patients don’t see it as relevant to them because we frame this as 
‘end of life care’ (and patients say “not sick enough”)



BARRIERS TO PLANNING 
YOUR MEDICAL CARE IN ADVANCE

“I can’t tell you how many times I have been in a 

family meeting explaining the poor chances of a 

good outcome of a critically ill patient who is now 

unable to speak and I look to the family for input 

and they say something like, “Oh, we’ve never 

talked about this! I don’t know what [the patient] 

would have wanted.” And their anxiety and stress 

were palpable.”

Critical Care Doctor

“My family knows me. They will do right by me and make the best decisions 
for me.” Patient



BARRIERS TO PLANNING 
YOUR MEDICAL CARE IN ADVANCE

“If you think it is too costly or time consuming to 

take care of these matters while they are alive, 

think of how timely and costly it will be to settle in 

the courts when you are gone. Most court cases to 

do with these personal care or estate matters 

could have been solved by pre-emptive 

communication. Gather the family around now 

and talk about your medical wishes and estate 

plans.” Litigation Lawyer

“My family situation is too complex and contentious. I don’t want to talk to 
my spouse and children about this personal stuff.” Patient



BARRIERS TO TO PLANNING 
YOUR MEDICAL CARE IN ADVANCE?

Simon BMJ Palliative Supportive Care 2013

“If it were 
important, why 
doesn’t the doctor 
bring it up?”



FAILURE TO ENGAGE HOSPITALIZED ELDERLY 
PATIENTS AND THEIR FAMILIES

Multicentre survey (ACCEPT) of 283 80+ year olds on hospital wards

Majority had thought of end of life (EOL) wishes and could express preference for 

treatment at EOL

Less than 1/3 had spoken to health care professional

Fewer than 20% acknowledged a prognostic disclosure (expected health outcome)

Expressed preferences and documents ‘goals of care’ only agreed 1/3 time

Heyland JAMA Int Med 2013





1255 Health Care Professionals from 13 sites across Canada (DECIDE STUDY)

You, JAMA Inter Med Feb 2015

Patient/family 
related factors

Patients and Families 
not prepared to have 

these discussion







Death is not a certainty at the door of the ICU

End of life instructions not helpful!

“She said she and her husband 
had discussed that, if he were 
terminally ill, he preferred no 
life-sustaining treatments; 
however, she foresaw some 
difficulty in determining
whether her husband was 
terminal ill.”

Su, Patient Edu & Counselling 
2020
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Your own negative experience 
can motivate you to better 
prepare so your children don’t 
have to experience as much 
stress (Yolanda’s story)

FACILITATORS TO PLANNING YOUR MEDICAL CARE 
IN ADVANCE



HOW DOES PLAN  
WELL GUIDE 

DIFFER FROM ACP
CONCEPTUALLY?

Advance Care Planning Advance Serious Illness Planning 

• Focus is on ‘the conversation’ • Focus is on planning and preparation

• Geared towards older persons • Applicable to all adults

• In relation to end of life care • In relation to future serious illness

• Done under conditions of 
certainty, “When I am dying, this 
is what I want or don’t want…”

• Done under conditions of uncertainty, 
where there is a probability of death but 
ALSO a probability of recovery.

• Framed as a ‘decision’ made in 
advance (advance directives)

• Framed as preparing people for future 
serious illness decision-making (not 
making decisions in advance)

• Done without input from health 
care professionals or particularly 
doctors

• Done in advance but designed to enhance 
collaboration with health care team and 
the treating doctors

• Not useful in serious illness 
decision-making but death is not a 
certainty at the point where 
doctors need to decide about the 
application of life-sustaining 
treatments (such as ICU admission 
and mechanical ventilation)

• Useful to inform future serious illness 
treatments and may be useful in end-of-
life scenarios. 



www.planwellguide.com



If we ask, “What treatments do 
you want when you are seriously 
ill?”

They would say, “Well, just 
keep me comfortable.”

Because they hear “What 
treatments do you want when 
you are dying?”



TERMINAL VS. SERIOUS ILLNESS

Important to help lay people understand the difference between planning for 
terminal care vs. serious illness.

Serious Illness:

• Like bad pneumonia or major heart attack or 
serious accident 

• Don’t know the outcome
• Death is not certain but is a probability
• Probability of recovery
• Important because you likely won’t be able to think 

or speak when it occurs
• Even young people ‘at risk’!



If we ask, “What treatments do 
you want when you are 
seriously ill?”

Some would say, “Well, that 
might depend on what will 
happen to me.”



And I will respond, “I can’t be 
sure but here is my best 
guess……”

And you have to say your preferences 
without knowing for sure what will 
happen to you.



WEATHER MAN 
ANALOGY



PREPARING TO MAKE DECISIONS 
WITH YOUR DOCTOR(S)

Not talking about 
“Instructional or 
Advance 
Directives or 
making decisions 
in advance”



Values are the things you consider most 
important as you consider the kinds of medical 
care you wish to receive when seriously ill.

The doctors will want to understand your 
values so they can make the right decision(s) 
with you about what care should be provided 
when you are seriously ill. 



I want to live as long as possible.

I want to avoid the use of machines in order to keep me alive.

I want to avoid symptoms such as pain and shortness of breath.

I want to live as independently as possible.

I want to continue to be able to participate in the activities I like  to do.

I want to be able to think clearly and not be confused.

I want treatment consistent with my religious and spiritual beliefs.

Examples 
of Values…



• The values may compete or 
conflict. 

One’s values can conflict with each other

• For example, ‘achieving a 
natural death’ competes with 
‘keeping you alive at all costs’

• Often, it will not be possible 
to achieve all the things that 
are important to you when 
seriously ill. 



TRAJECTORY OF LIFE

QUALITY OF 
LIFE

BIRTH DEATH

Worse than Death

QUANTITY OF LIFE OR TIME



Today, given your current health state, please tell us 
what is most important to you when considering the 
treatment options for serious illness: 





COMPETENT TO EXPRESS A MEDICAL 
PREFERENCE?

Patients are ill-informed about 
medical treatments related to 
serious illness.

And yet Doctors position them as 
autonomous agents asking, 
”What do you want us to do?”



INADEQUATE KNOWLEDGE OF CPR

Most members of the general public base their understanding of CPR on 
medical TV programs which often do not portray CPR accurately in process or 
outcome. 

The general public does not understand ”being revived” successfully results in 
being kept alive on life support.



Multicenter survey of 440 seriously ill hospitalized patients

INADEQUATE KNOWLEDGE OF CPR

What treatments are performed during CPR?

Artificial Breathing 45%

Chest compressions 45%

Defibrillation 12%

Drugs 5%

Don’t know 38%

knew all 4 items 2%

Heyland Chest; 2006;130:419



Out of 100 patients like you, how many do you think would 
survive  CPR and be discharged home ?

INADEQUATE KNOWLEDGE OF CPR

90 out 100 4%

75 … 8%

50… 8%

25 … 5%

10 or less 3%

Don’t know 63%
Heyland Chest; 2006;130:419



DURING A SERIOUS ILLNESS, WHICH TYPE OF 
TREATMENT IS RIGHT FOR YOU?

INTENSIVE
CARE

COMFORT
CARE

MEDICAL
CARE

How do patients come to understand the risk, benefits, 
outcomes of different options?

Video CPR Decision Aid 
also available on 
planwellguide.com



SUMMARY

• Preparing for medical decision-making (GCD) seems inadequate
• Confusion around end of life vs. serious illness
• Decisions under conditions of uncertainty
• Wishes are not valid medical decisions
• Patients/families not grounded in authentic values
• Uniformed about their treatment preferences

Need greater support in shared-
decision making related to serious 
illness (GCD)



www.planwellguide.com

http://www.planwellguide.com/


Output of the Plan Well Guide Planning Process



FREQUENTLY ASKED QUESTIONS:
”I am relatively well right now. Do I answer these questions based on how I am 
today or thinking when I am seriously ill?”

Response:
• You are planning your future care based on how you are today
• Remember, you will need to update this plan if your health or 

circumstances change.
• If you are worried about ‘future’ conditions that are unacceptable to 

you, answer this question in Plan Well Guide:

”Some people feel like there are conditions or health states that are ‘worse than death’, 
such as being in a long-term coma or not being able to recognize family members. Please 
describe conditions or health states that you consider to be unacceptable?”



FREQUENTLY ASKED QUESTIONS:
”How can I answer these questions when I don’t know how I will turn out?”

Response:
• At the point where the doctors need to make decisions about the use 

(or non-use) of life sustaining treatments, they won’t know how you 
will turn out. 

• As your prognosis becomes clearer, they will work with your substitute 
decision-maker to possibly change your goals of care based on your 
stated values and preferences.



Patient
Maintaining my quality of life (at the expense of the 
quantity of my life) is most important to me. But if I 
were to get seriously ill today, I would want a chance 
at recovery and would want to go to ICU. But I am 
worried that 3 months later, I would still be in 
bedridden and on a ventilator and I wouldn’t want 
that! I don’t want to go through a prolonged illness 
only to end up in worse condition than I already am.  

Doctor
Don’t worry. Your substitute decision-maker working 

with your doctor can always change your goals of care 
and have the life-sustaining treatments removed and 
the focus shift to comfort measures if it looks like you 
won’t recover quickly from your serious illness or that 
you might end up in a health state that you consider 
worse than death. A short-term trial of ICU care may 

be the right option for you? 

ANXIOUS ABOUT FINALIZING YOUR PLAN?



PAPER VERSION AVAILABLE AS WELL

Found on www.planwellguide.com

A pamphlet were last 4 pages 
serve as ‘Dear Doctor’ letter



OPTIMAL 
PREPARATION
FOR SERIOUS 

ILLNESS

Note: 
Even if no doctor or no 
‘form’, the naming and 
preparation of the substitute 
decision-maker still very 
important!





CONSEQUENCES OF PLANNING WELL

Dear Dr. Heyland

I just wanted to thank you for involving us in your planning seminars.

A few months later, my husband hit his head and ended up in a life-threatening situation with a severe brain 
trauma. 

Although this was one of the hardest experiences of my life, it was made easier by our planning exercise with 
you. When the doctor’s approached me to make decisions on Gary’s behalf, I didn’t want the stress of taking that 
responsibility all by myself and was so grateful that I heard Gary’s voice and was able to communicate his wishes 
to the doctors. The planning helped me understand what he would have wanted. And because he had already 
discussed those wishes with our children, they also understood what was best to do. 

I feel it is so important to talk about these things. You don’t want to feel guilty about what was done. You want 
to feel like you honored your loved ones’ last wishes. 

I strongly encourage others to engage in this planning exercise- don’t procrastinate this task because you never 
know when you will need it!

Karma Alberta Canada



FINAL REQUEST

• Will you engage with Plan Well Guide for yourself?

• Will you promote amongst your family, friends, networks?

• Would you be interested in helping out providing FEEDBACK on our tool 
development? (email: dkh2@queensu.ca)

• Please follow us and interact with us on:

• Facebook: @planwellguide

• Instagram: @plan_well_guide

• Twitter: @plan_well_guide

www.planwellguide.com



FCBC Resources
Caregiver Toll-Free Support Line
• 1-877-520-3267
• 1-1 Emotional Support
• Help with navigating the health care system
• Access to support groups
• Referral to community resources 

Caregiver Education
• Caregiver Connection Newsletter
• FCBC Monthly Enews 
• Caregiver Tips and Tools (webinars, articles, 

podcast, booklets)
• FCBC Social Media (FB Lives and YouTube 

Channel) 

www.familycaregiversbc.ca



Access to Resources:

Below is a list of resources that British Columbian’s can access:

• Provincial Government Advance Care Planning – Making Future 
Health Care Decisions

• HealthLink BC Advance Care Planning 

• Advance Care Planning Frequently Asked Questions

• My Voice Advance Care Planning Guide Quick Tips

• Introduction to Advance Care Planning Brochure

• Aboriginal Health Advance Care Planning Brochure 

• Advance care planning information from BC’s health authorities: 
• Fraser Health
• Interior Health
• Northern Health
• Vancouver Coastal Health
• Vancouver Island Health
• First Nations Health

https://www2.gov.bc.ca/gov/content/family-social-supports/seniors/health-safety/advance-care-planning
https://www.healthlinkbc.ca/health-topics/aa114595
https://www2.gov.bc.ca/assets/gov/people/seniors/health-safety/pdf/faqadvancecareplanning.pdf
https://www2.gov.bc.ca/assets/gov/people/seniors/health-safety/pdf/advancecareplanningquicktips.pdf
https://www2.gov.bc.ca/assets/gov/people/seniors/health-safety/pdf/advancecareplanningbrochure.pdf
https://www2.gov.bc.ca/assets/gov/people/seniors/health-safety/pdf/aboriginaladvancecareplanningbrochure.pdf
http://www.fraserhealth.ca/acp
https://www.interiorhealth.ca/YourCare/PalliativeCare/ToughDecisions/Pages/Advance-Care-Planning.aspx
http://www.northernhealth.ca/YourHealth/AdvanceCarePlanning.aspx
http://www.vch.ca/public-health/health-topics-a-z/topics/advance-care-planning
http://www.viha.ca/advance_care_planning/
http://www.fnha.ca/wellness/sharing-our-stories/my-journey-into-advance-care-planning


Recent work by the BC Palliative Care Group:
• BC Palliative Care Advance Care Planning Resources – Understand 

how to do advance care planning: think, talk, plan 

• My Wishes, My Care: Thinking it Through: a step-by-step guide to 

help individuals think about and record what matters most to a 

person – values, beliefs, and wishes for future health care and 

personal care. This guide can help an individual create a written, 

or audio/video record of what matters most.

• Temporary Substitute Decision Maker Contact List – a template to 

help individuals record their contact information of potential 

temporary substitute decision makers, with notes on who does 

not qualify.

• Wallet Card – an optional, wallet card that an individual can use 

to record their advance care planning information

• Starting the Conversation

https://bc-cpc.ca/all-resources/individuals/acp/acp-resources/
https://bc-cpc.ca/wp-content/uploads/2021/03/My-Wishes-My-Care-Thinking-it-Through.pdf
https://bc-cpc.ca/wp-content/uploads/2021/03/TSDM-list-1.pdf
https://bc-cpc.ca/wp-content/uploads/2021/03/Walelt-Card.pdf
https://bc-cpc.ca/wp-content/uploads/2021/04/Conversation_Starter_Feb_2021_v2.pdf


Recent work by the BC Palliative Care Group:
• Starting the Conversation

• Make a representation agreement – guides to help individuals 

understand enhanced representation agreements (Section 9):

• What an individual needs to know about enhanced representation 

agreement (Section 9)

• What an individual needs to know about being a representative in 

an enhanced representation agreement

• Guide to the Enhanced Representation Agreement form provided 

by the B.C. Government

• Understand the role of a substitute decision maker – guide to help 

individuals understand enhanced representation agreements 

(Section 9):

• What you need to know about enhanced representation 

agreements (Section 9)

https://bc-cpc.ca/wp-content/uploads/2021/04/Conversation_Starter_Feb_2021_v2.pdf
https://bc-cpc.ca/wp-content/uploads/2021/03/RA9Doc1-General.pdf%20https:/bc-cpc.ca/wp-content/uploads/2021/03/RA9Doc2-SDM.pdf%20https:/bc-cpc.ca/wp-content/uploads/2021/03/RA9Doc3-Form.pdf
https://bc-cpc.ca/wp-content/uploads/2021/03/RA9Doc2-SDM.pdf
https://bc-cpc.ca/wp-content/uploads/2021/03/RA9Doc3-Form.pdf
https://bc-cpc.ca/all-resources/individuals/acp/health-care-decision-making-and-the-law/#representation-agreement


For more B.C. resources on Advance Care 
Planning and times when you need health care 
and can’t speak for yourself visit: 

https://www2.gov.bc.ca/gov/content/family-
social-supports/seniors/health-safety/advance-
care-planning

To register for more Patients as Partners 
educational sessions, including sessions offered 
by Family Caregivers of BC, go to 
https://events.gov.bc.ca/patientsaspartners/

https://www2.gov.bc.ca/gov/content/family-social-supports/seniors/health-safety/advance-care-planning
https://events.gov.bs.ca/patientsaspartners/


Images Referenced from Plan Well Website, 
www.planwellguide.com

http://www.planwellguide.com/
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Daren Heyland
dkh2@queensu.ca


