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Presenter
Presentation Notes
These powerpoint slides can be used either as a guide for the presenter or as a visual power point presentation.  We generally don’t use a visual powerpoint with small groups, for example, less than 12  people.  We also recommend doing this presentation with another facilitator, especially with a larger group. 

If you are planning to use this powerpoint as a visual, you  will probably wish to enhance it with a some pictures illustrating the themes thinking, talking & planning. There is a file of pictures within the resource package  that facilitators  received that has some pictures that could be used. 


Welcome and Introductions

« QDHPCA Board Members:
CL Smith

* Presenter:
Deborah Pedersen
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Presenter
Presentation Notes

-tailor this slide to you (the  presenter(s)) & your group
-use this slide to introduce any housekeeping items e.g. parking, washrooms

-review with the group the materials which you have brought for them and that you will be referencing during the talk  For example, a handout which aligns with the talk and a My Voice document  (Don’t include any additional references now---too overwhelming; discuss more resources at the end)


Housekeeping

« This will be an interactive presentation and we
will take questions throughout

« We encourage open participation and ask that
you are respectful of how individual we are in
processing this information

 Please also respect the confidentiality of others
in the group
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Advance Care Planning supports

you to:
v Think about what matters most to you and who could
be your voice

v Talk with those closest to you about your thoughts and
if you have chronic or serious illness, talk with your health-
care team

v Plan, learn about the options and best ways for you to
plan; share your plan with your family, substitute decision
maker and your health-care team.
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Presenter
Presentation Notes
Reinforce  the framework of Think, Talk, Plan which will reflect the steps of advance care planning in the new My Voice. People more easily remember 3 things & we want them to remember these 3 things—think, talk, plan—as the basis for advance care planning.


Public polls tell us that people know that there is something  good about talking to their families about future health care, for example Angus Reid Poll in 2007 that 71 % of people had either written or spoken to their families about their wishes in the event of a serious accident. (We can add the BC-CPC 2016 data when the data is public)  But people  don’t know that conversation  is part of Advance Care Planning---working on public awareness that ACP is thinking, talking & planning about their health care.

Reinforce the revolving nature of it----ongoing process of thinking, talking, planning



Our focus for today’s session.

We want to support you in your advance care
planning by:

 sharing information about advance care planning—
the “why”, the “what %, and “how” of it!

* increasing your comfort in talking to those closest to
you--your family, friends-- and the health care team

 providing you with resources to support your
planning
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Presenter
Presentation Notes

  Importance of preparing the group for the focus of this session—this session focusses on information about advance care planning and conversations, with yourself and others.  We want to help you start those conversations.
Our emphasis today is on the thinking and talking — then introducing the planning and providing you with resources to support your work.


Why Is advance care planning
iImportant?

¥R
Talking About End-of-Life Care 3

11
-

Speak Up

Start the comersation
about end-of life care

Presented by www.advancecareplanning.ca

https://www.vyoutube.com/watch?v= 6gFzCiMnlg
BC Centre
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Presenter
Presentation Notes
Tailor this slide to whatever is “your hook”… A compelling video or story about ACP (even yours!) that caters to the group you are speaking with.  Ensure the story links values and beliefs to healthcare and reinforces the message about the importance of conversations.
In our demonstration, in addition to a personal story, we used  the “Eight Minutes that could change your life” video clip http://www.nbcnews.com/video/rock-center/50112401#50112401 

Another option for a hook:
Read the three paragraphs  on Page 183 – of Atul Gawande’s Being Mortal.  Susan Block’s story about her father.  Ask people what their chocolate ice cream  is?
Reinforce the importance to: the person---expressing your wishes---autonomy—piece 		of mind
		the family—a gift—satisfaction in honoring wishes;
		reducing conflict within the family; Reducing  guilt
		the health care providers—helps  the hcps to work 		with Family & SDMs  as everyone is being guided by 		your  voice;  can reduce conflict within the team which 		arises if the patient wishes aren’t known


https://www.youtube.com/watch?v=_6gFzCiMnlg

Getting started: Think about what
matters most to you

What makes each day worthwhile?
What makes you happy?
What matters most to you?

What beliefs guide you?
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Presenter
Presentation Notes
The What's
Acknowledge these are hard questions—why not jump right to interventions & skip these?    We need to start here & help our substitute decision makers understand us better. It is hard to know what exact  decisions will need to be made given the changing nature of our situation & the health care choices that might be available to us…
Stress that this is something all healthy capable adults should be thinking about. Emphasize it’s important to begin advance care planning conversations before you face a crisis or become seriously ill. It’s never too early, until it’s too late!





What do I value most in terms of
my mental and physical health?

Examples:
« being ab
« being ab

* being ab
others

e to live independently,
e to recognize others,
e to communicate with
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Presenter
Presentation Notes
The next 5 slides are taken directly from The Speak Up Canada Advance Care Planning National Workbook which is available to download at Speakup.ca


What would make prolonging
life unacceptable for me?

Examples:

» Not being able to communicate with
those around me

» Being kept alive with machines but
with no chance of survival

« Not having control of my bodily
functions
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When I think about death, I worry
about certain things happening

For example:

« Struggling to breathe
* Being in pain

» Being alone

* Losing my dignity
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If I were nearing death, what would I
want to make the end more peaceful
for me?

For example:

« Family and friends nearby

* Dying at home

« Having spiritual rituals performed

BC Centre
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Do I have any spiritual or religious
beliefs that would affect my care at
the end of life?

For example:

 Beliefs about the use of certain
medical procedures
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Think about who could be your voice

« A good substitute decision maker(s)
is someone who could your honor
your wishes and instructions (this is
their legal role), even if they are
different from their own, are calm in
a crisis and able to handle conflict.
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Presenter
Presentation Notes

The Who’s  But before you think about who, think about what you are wanting from “your voice” 
Discuss the roles and responsibilities of substitute decision maker(s).  Substitute decision maker(s) is your voice and their job is to make sure your voice is heard.  They must honor your wishes and instructions.
 
Research (article by Silviera NEJMN 2010)—decisions required in 42.5 % of deaths  & 70.3%  of patients lacked the capacity to make decisions, so   substitute decision-making is important.

Stress that thinking about  this part of advance care planning , your voice, is  for all capable adults
It’s never too early, until it’s too late!






Think about who could be your voice

« Who knows what gives your life
meaning, joy and purpose?

 Who do you trust to respect your
wishes and make decisions you
would make for yourself?

BC Centre
for Palliativ
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Presenter
Presentation Notes

The Who--  the importance of them knowing you as well as their role in speaking for you. 

These questions are in the handout for participants.  Discuss these questions.  Give examples from your own life or your parents, children or examples from educational sessions  you have done.  If you are using other people’s stories, share them in ways that the persons in the story are not personally identified (for confidentiality) .  



Think: who could be your voice?
The choices....

Temporary Substitute Decision Makers-
The law ensures you always have a substitute

decision maker(s). If you haven’t chosen a
representative ahead of time, your health care
provider will follow the Temporary Substitute
Decision Maker (TSDM) list. This is a legal list.
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Presenter
Presentation Notes
Comment:  This is an important piece for many people—You can ask if they were aware of  this BC legislation?   Usually they aren’t aware of this list and it really engages them.--  



B
Temporary Substitute Decision

Maker List

Spouse (common law, same gender)
Adult children (equally ranked)

Parent (equally ranked)

Brother or sister (equally ranked)
Grandparent (equally ranked)

Grandchild (equally ranked)

Anyone else related by birth or adoption
Close friend

A Person immediately related by marriage

0. Public Guardian and Trustee or another person
appointed by them

* To qualify, the person must: be 19 or older, be capable,
have no dispute with you, and have been in contact with
you in the past year.

HOXNQUTAWNH=
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Presenter
Presentation Notes
Review the list and ask if there are questions about this—stress the criteria: 19 yrs., capable, had contact with you within the past year and no conflicts.   

The list isn’t currently on the handout so will need to be read or noted in the My Voice book

Engage people by asking them to reflect on who would be on their Temporary Substitute Decision Maker  (TSDM)  list and how they feel about that.  If they were writing the list is there anyone they would exclude on the basis of disputes etc.  Let them know that they can indicate this on their list of  TSDM.   Think about how you might discuss this TSDM with your family….If the TSDM list does not match who you want to be your voice, important to consider a representation agreement.  Then introduce the representation agreement…



Think: who could be your voice?

Representation Agreement

* |f you know who you would like to be your
voice, you can name them ahead of time by

completing a Representation Agreement.
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Presenter
Presentation Notes
Our focus is a representation agreement  section 9.  A  Representative under a Rep 9 has ability to speak to health & personal care

You can also name an alternative.— – what if your Representative is not available and you don’t want the next person on the TSDM list to be your SDM

We’ll talk more  about rep agreements in planning….need to talk with your family and substitute decision makers first!!  


Talk to those closest to you

* Pick a time when you feel relaxed and have
time to talk. Choose a place where you are
comfortable.

e Share your thoughts about what is important
to you and what your goals are. Talk about what
your biggest fears and worries about your future
health.

* Discuss who could speak for you and how you

hope that person(s) will be supported
BC Centre

for Palliative Care
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Presenter
Presentation Notes
Now you have done your thinking, the importance of sharing…..
Those closest to you includes whoever you choose to be SDM but also important for you to talk with other members of your family / “your circle”.

Setting the stage for conversations—need to prepare yourself and those you want to talk with;   helping both you & them be at ease

You might want to give your family some info about acp using aides such as websites, pamphlets, videos , conversation cookies
Ask participants  for ideas about other conversation starters….  


Talk to those closest to you—starting the
conversation....

* | want you to be prepared if you had to make
decisions on my behalf.

* | want to make sure you understand and could
honour my wishes.

* | want to talk with you about what is important to
me.

* | would like you to go with me to medical
appointments.

e [think it’s really important all of the family

understand my wishes.
i BC Centre
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Presenter
Presentation Notes

Sample  conversation starters….
Ask if people have had conversations with their friends and family.  Ask how that went.  Be prepared for stories that didn’t go well.  Ask what people would do differently…..encourage sharing.

Often helpful ways  to start are with the present rather than move directly  to the future, such as anticipating dying, as decisions may need to be made for you in situations other than end-of-life,  such as surgery where there may be a good likelihood of recovery….so you can describe situations as 
“right now, I’m living with x illness, and I expect……  Is this what you understand too?”….

“Right now I’m healthy, but I’m wanting to think ahead  and be prepared if something unexpected should happen….and how we might want to handle that situation….”





Talk with your healthcare team

* Many Canadians, 60 per cent, either have a
chronic illness or someone in their family
does.

* |f you are living with chronic illnesses such as
heart, lung or kidney disease, cancer, diabetes
— what you think matters most and your
wishes for your health care may change and
become more treatment specific over time.
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Presenter
Presentation Notes
Emphasize how this information about chronic illness is important. This is more than half of us in this room that will  be affected by chronic illnesses.  Even if we do not have a serious chronic illness, many of us will be substitute decision makers for those with such an illness, so we can consider what is important for  us to know  from  that perspective too.  

This is a good opportunity to share a story about someone living with a serious chronic illness who changed their mind as their experience with their illness and treatment changed their decisions—this is to be expected and why advance care planning is a process. Persons who may have started dialysis but decided to withdraw  as their burden of illness increases;  people who had chemotherapy for cancer who changed their mind about further chemotherapy;  people who decided at a certain age or stage of illness that they would not want cardio-pulmonary resuscitation.


D
For those with illnesses, talk with your
healthcare team

Review with the team what is important to you,
what living well means to you, how you want to
spend your time, and what treatments you are

willing to go through.
You could ask:

 Are my illnesses easily treatable?
 What do my illnesses look like for me in one, two or five years

from now?
 What possible interventions and complications may | face in

the future?
X, BC Centre
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Presenter
Presentation Notes
Illnesses might be illnesses such as diabetes where it is important to be pro-active in your managing your health as well as preparing for the future.
For healthy people, it is harder to imagine talking with your health care team. For healthy people, sharing who is their  SDM and questions such as organ donation or If there is a really clear instruction for current care such as a Jehovah Witness refusing blood transfusions.  If you are contemplating an Advance Directive, it is important to talk with your health care team first, to help you in expressing your ideas about consenting or not consenting to treatment.

For folks with serious illnesses, it is really important to understand your illness—
Refer to handout for all the questions.   These questions can also be used when talking to your  family so that they have the same information that you have about your illness.  It is  helpful to have a family member with you for this conversation with your hcp.  




Planning Options

 Depending on where you are in life and
how you like to plan, what and how you

decide to plan will be different.

M
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Presenter
Presentation Notes

We’ve done our thinking & talking , now we can do planning 
Discuss different phases—
Early adulthood/ healthy adult …the who and issues such as decision-making related to catastrophic accidents, thoughts about organ donation
Serious illness, aging & frailty, more focussed on thinking about the trade-offs—for example, between living longer vs living with what we would consider better quality…recognizing our changing notions towards the end of our lives
 Dying experience —what would we consider a good death---include in our acp….. —notions about comfort, avoiding suffering, trying to have the dying experience that we would like for ourselves and those closest to us. You could provide  an  example, such as the  letter from mom which supports her family in making decisions for her at the end of life





Planning Options
All advance care plans should include:

V documenting or recording your wishes &

V list of your temporary substitute decision
makers

BC Centre
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Presenter
Presentation Notes
You can express your wishes in video/audio recording or using a smart phone application that is shared with your family, friends and substitute decision makers. You don’t have to document but it can be really helpful to your decision makers.

Provide a  list of temporary substitute decision makers—especially if you don’t have a representative—something may change with your rep—availability etc.
Refer to the letter as an example of how simple it can be.  But you may wish  to prepare some documents as well such as a representation agreement or an advance directive. 



Planning Options

A Representation Agreement

e This is a legal document completed by you as
a capable adult. You do not need a lawyer or
notary but you may wish to involve one.

e Alternate representatives can be included in
this document.

* http://www.health.gov.bc.ca/library/publications/year/2013/
MyVoice-AdvanceCarePlanningGuide.pdf

page 25.

BC Centre
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Presenter
Presentation Notes
Refer to document—where will it be?    Important papers place---e.g. like My Voice personal planning   page 25 of current My Voice
If doing it without a lawyer or notary public,  will  need  witnesses
 Choices—money not a barrier, but if concerned for whatever reasons, you can use a lawyer or a notary 


http://www.health.gov.bc.ca/library/publications/year/2013/MyVoice-AdvanceCarePlanningGuide.pdf

Planning Options

Advance Directive

* Your advance directive is your voice when you
are no longer capable. It’s like a consent form
ahead of time. Your substitute decision
maker(s) and health-care provider must honour
the instructions you put in your advance
directive, as long as what is written is current
and addresses the treatment you need at the

time. BC Centre
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Presenter
Presentation Notes
The advance directive form is in the My Voice workbook, p.50.  Because it is like consent in advance, the form is set up for you to either consent to certain  treatment or to refuse certain  treatment.  It is important that it is clear to health care providers so it is helpful to discuss an advance directive with your health care team. If you complete an advance directive, you may also want to ask your healthcare team about medical orders. 
Also, it is hard to cover every decision in an AD so who is your voice is still important….
Examples of circumstances where people have decided to  do advance directives:
I have lung disease and have been on a breathing machine four times. I know I’m not well and have decided that I want to be free of pain but don’t want a breathing machine again. I want the doctor to talk about my care with my friends and family but I don’t want them to ask them to make this decision for me. It’s not easy but it’s right for me. I’ve decided to make an Advance Directive.
I do not have any family to make my health-care decisions. I have lived with kidney disease for 10 years. I want to prepare for a time when dialysis is not working so I made an advance directive to provide for refusal  of dialysis if  I am not able to provide consent and dialysis is prolonging my suffering rather than promoting my health.  


Planning Options

Medical Orders

* All health authorities have medical orders that
guide the treatments you get in an emergency
when you can’t speak for yourself. Depending on
where you live or get care, this is known as
medical orders for scope of treatment (MOST),
goals of care, options for care, or No CPR.
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Presenter
Presentation Notes
If you have an Advance Directive, important to discuss with your medical team as to how that gets translated into your care now or could be translated into care  in the future.  Your team also needs to know if you have a representation agreement and if your representation agreement allows for your advance directive to be used  without your representative.  MOST and no CPR forms are often kept in or near the fridge for easy access for first responders.

If our wishes aren’t current, but are for the future ….the ACP wallet card which is in the My Voice book is a good way to let people know of your planning  if you aren’t at a stage where medical orders will be written.  



Planning Options

* |In Northern Health, physicians use a form
called MOST, Medical Orders for Scope of
Treatment

* The doctor completes the form which is a
record of the patient’s wishes after a
discussion with the patient or their substitute
decision maker
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Planning Options

This is the link to the MOST form on Northern
Health’s website:

https://northernhealth.ca/Portals/0/Your Health/Ad

vanceCarePlanning/10-111-
5171%20Medical%200rders%?20for%20Scope%20

0f%20Treatment%?20(2).pdf
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Presenter
Presentation Notes
You can also get to this link without typing that long address by going to NorthernHealth.ca, clicking on Your Health, Advance Care Planning then you’ll find a link to the MOST form on the right side of the page

https://northernhealth.ca/Portals/0/Your_Health/AdvanceCarePlanning/10-111-5171%20Medical%20Orders%20for%20Scope%20of%20Treatment%20(2).pdf

Planning Options

Medical Orders

* |f you have heart, lung or kidney disease,
cancer, Parkinson’s disease, ALS — your health-
care team might talk with you about specific
treatments and complete a medical order. Most
often these orders are done if you have chronic
or life-limiting illness.
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Presenter
Presentation Notes
Do they have any experience with MOSTs?   Examples of the MOST orders can be found on the health authority websites…which are listed on the BC-CPC website. 

Bring samples of your health authority’s MOST so that people can see what it looks like and the way questions are phrased. 

Share a story about how Medical Orders have been helpful to the person or the family member.


We hope we have supported you
to begin the process!

v Think about what matters most to you and who could
be your voice

v Talk with those closest to you about your thoughts and
if you have chronic or serious illness, talk with your health-
care team

v Plan, learn about the options and best ways for you to
plan; share your plan with your family, substitute decision
maker and your health-care team.
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Presenter
Presentation Notes
Emphasize that there are lots of resources to help you with planning


Resources

BC Centre for Palliative Care:
www.bc-cpc.ca/cpc/

BC Ministry of Health:

www.seniorsbc.ca
www.healthlinkbc.ca

Northern Health:

https://northernhealth.ca/YourHealth/AdvanceCarePI
anning.aspx
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Presenter
Presentation Notes
A lot of resources have been listed on the www.bc-cpc.ca/cpc/ca website and we are hoping there will be a lot more.  The BC Centre for Palliative Care site has links to a number of other websites including the  BC Ministry of Health, & the  BC Public Guardian & Trustee.  Other good websites are the national Speak Up site which includes an online work book…Speak Up BC.  There are also videos such as one about CPR (cardiopulmonary resuscitation) to help you understand more about different interventions.  

You may also want to bring some copies of resources such as a MOST  form or any other helpful documents you have gathered.  If you have used the Letter from Mom, you may have requests for copies so helpful to have those.  Some facilitators keep “a box” of helpful materials that they take with them for each session.   

http://www.bc-cpc.ca/cpc/
http://www.seniorsbc.ca/
http://www.healthlinkbc.ca/
https://northernhealth.ca/YourHealth/AdvanceCarePlanning.aspx

Resources

Speak Up

www.advancecareplanning.ca

Quesnel & District Hospice
Palliative Care Association

www.QDHPCA.org/advance-careplanning
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http://www.advancecareplanning.ca/making-your-plan/
http://www.advancecareplanning.ca/making-your-plan/

THANK YOU!

» Closing remarks, summary

 Evaluations
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Presenter
Presentation Notes
Encourage people to do evaluations;  “we are always wanting to improve  these sessions and your feedback is important to us”
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