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Communication and Shared Decision Making

Presenter
Presentation Notes
“What matters to you?” is an essential question to help guide care planning but there is clear evidence that values and goals guide as few as 10% of clinician recommendations. Grounded in emotional intelligence, we will delve into the skills of decision-making and reality testing to support clear, empathetic dialogue. You’ll learn how emotions influence decision-making and how you communicate impacts outcomes. Join us to explore resources and techniques to support meaningful conversations about illness understanding, care preferences, trade-offs and choices, that keep individuals and their families at the centre of decision-making.  




Land Acknowledgement

We recognize with humility and 
gratitude that Canada is located in the 
traditional, historical and ceded and 
unceded Lands of First Nation, Inuit and 
Métis Peoples.  

On behalf of us all, we acknowledge 
and pay respect to the Indigenous 
peoples past, present and future who 
continue to work, educate and 
contribute to the strength of this 
country. 

Turtle Island By Patrick Hunter (www.patrickhunter.ca)
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Patrick Hunter is a two-spirit, Ojibwe painter, graphic designer from Red Lake, Ontario.
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Karine Diedrich
Director, Advance Care Planning 
Canadian Hospice Palliative Care 
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Karine Diedrich is the Director, Advance Care Planning at the Canadian Hospice Palliative Care Association (CHPCA). She joined after serving as Vice-President, Public Engagement and Knowledge Mobilization at Volunteer Canada, following a long-standing role as National Priority Advisor at the Canadian Center on Substance Use and Addiction. She has worked in the non-profit sector for over 15 years, leveraging her skills in partnership development, strategic planning, and communications to tackle complex social challenges. Karine has held several volunteer positions including Partnerships and Sponsorships Lead for Hacking Health Ottawa and Vice President for the Gloucester Recreation Development Organization. She has a BA in Criminology from Carleton University and a Professional Certificate in Partnership Management from the Norman Patterson School of International Affairs (NPSIA).




Checking In C Check-In With 
Yourself

A Acknowledge Your Feelings

L Listen to What You Need

M Make Time
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Presentation Notes
Connect to self-care
Importance of checking in with yourself before providing care/the importance of being fully present, especially for compassionate communications





Objectives 1. Understand two types of care planning conversations 
(Preparing and Deciding).

2. Understand how wishes, values, and beliefs can be 
integrated into care planning through personalized care 
plans and regular check-ins with patients and families.

3. Recognize your role in collaborative communications 
to support care planning, such as active listening, 
empathetic responses, and sharing information with the 
care team.

Presenter
Presentation Notes





Communication is essential in care of those 
affected by life-limiting illness. The person, their 
designated family or caregivers, and team may 
experience uncertainty and strong emotions. 
Effective communication helps to establish 
therapeutic relationships, ensures that people, and 
families and caregivers understand and participate 
in decision-making, enables interdisciplinary 
teamwork, and facilitates smooth transitions 
between care settings.

Good communication contributes to good care planning & collaboration -  
enabling integrated, coordinated, person-centred care that optimizes comfort 
and quality of life.

Communication
Care Planning & 
Collaborative 
Practice



Competencies

5.3 Promoting Advance Care Planning
• Respect the person’s and their designated family or caregivers 

preferences for care and collaborate to ensure care plans are 
consistent with goals of care preferences 

5.2.1 Evaluate communication (with team, person/family/caregivers) to 
ensure that their care plan meets the persons’ identified needs.
5.3.4 Support the person (and/or their family or caregivers, SDM) in 
decision-making including withholding or withdrawing an intervention.

3.1 Promoting ongoing collaborative communication
• Recognizing and respecting that each person…has a unique 

perspective
3.5  Communicate health changes and concerns of the person and their 
designated family or caregiver(s) with the rest of the health care team.

Presenter
Presentation Notes
Touching on a lot of the competencies in Communications as well as Care Planning and Collaborative Practice

In summary – it’s about how you ask and share information about a person’s wishes, values, beliefs and preferences for care and use that to guide care planning.




Competency 
Development 
and EI

Emotional intelligence isn't inherited, it's developed. The brain's neuroplasticity 
allows us to learn and improve our emotional skills throughout our lifetime.
Dr. Richard Davidson
Neuroscientist and Founder and Chair of the Center for Healthy Minds
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Presentation Notes
In the past two knowledge seminars we talked about the importance of EI and communication: Recognizing and understanding your own emotions, managing your emotions in healthy ways. Empathy and understanding the emotions of others and then using this awareness and your social skills to support effective communication: active listening, providing emotional support, adjusting your tone and pace to meet people where they’re at. 
Interpersonal Skills and Valuing Voices (EI Course 5)
Acknowledging the influence of emotions when planning care and working in a multidisplinary care team. 
Knowing how to actively seek and valuing the input and perspective of others improve collaboration








Two Kinds of 
Care Planning 
Conversations

(Advance Care 
Planning)

(Goals of Care)
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ACP and Goals of Care




What is Advance Care Planning? Advance Care 
Planning (ACP)

ACP is the process of thinking about 
what matters to you. Your values, goals 
and preferences, and the care you 
would like to receive at any age/stage 
of your adult life. 

ACP is also about talking to the people 
who matter most to you. Those you 
trust most — as well as your health 
care professionals — about your 
wishes.



Five key elements of Advance Care Planning Advance Care 
Planning (ACP)

Think about what is important to you.

Learn about the care you want.

Choose your decision maker.

Share your wishes and preferences.

Record your preferences and decision 
maker(s).



John’s Story

John was an active and independent man in his late fifties 
when he was diagnosed with Parkinson’s Disease. One of the 
first things he learned about his illness was that the medication 
he would need to manage his physical symptoms could impair 
his thinking. He realized the day could come where he would 
have to make a choice. Mobility or mental clarity. 

Advance Care 
Planning (ACP)
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John was an active and independent man in his late fifties when he was diagnosed with Parkinson’s Disease. One of the first things he learned about his illness was that the Dopaminergic medication he would need to manage his physical symptoms could impair his thinking. He realized the day could come where he would have to make a choice. Mobility or mental clarity. 
For John, the choice was simple: Walking – being able to move, to maintain some autonomy –was more important than having a sharp mind. When he talked to his family about it, he was surprised to learn they had assumed the opposite. 
That’s when he decided to create an advance care plan. It was simple but powerful, stating that if there came a time when his family or medical team had to choose between mobility or cognitive sharpness, he wanted them to prioritize mobility.
As John wrote:
“ ‘At first, there were tears. ‘Dad, are you sure?’ My daughter asked. ‘What if you can’t recognize us?’
‘I might not always recognize you,’ I admitted, ‘but I’ll still be me. And if I can hold your hand and walk with you, that’s what matters to me.’
My son nodded slowly. ‘I get it, Dad. You want to live, not just exist.’ ”
By making these choices proactively, he was able to maintain autonomy, ease the burden on his family, and ensure that his wishes were honoured. His story is a reminder that planning is not just about medical decisions – it’s about dignity, self-determination and reducing unnecessary suffering.




Why is ACP important? Advance Care 
Planning (ACP)

Ensures the people most important to a 
patient know what they value when it 
comes to their health and wellbeing.

Reduces anxiety for the patients, those 
closest to them and the health care 
team.

Empowers people to reflect on what 
matters to them, and support decisions 
that reflect what is best for them.



2024 National ACP Poll – Highlights

• 80 per cent of Canadians say they believe it is important to have 
conversations about future health-care decisions.

• 82 per cent of Canadians agree that documenting their 
preferences would help relieve the burden on loved ones.

• 77 per cent agree having an advance care plan gives them a 
sense of relief that their wishes are understood.

• 80 per cent agree there is a need for more acceptance around 
sickness, death, dying and expressing health or personal care 
needs in our society. 

• However, only 17 per cent have documented their wishes in an 
advance care plan.

Advance Care 
Planning (ACP)
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According to a 2024 national survey by Advance Care Planning Canada:
80 per cent of Canadians say they believe it is important to have conversations about future health-care decisions.
82 per cent of Canadians agree that documenting their preferences would help relieve the burden on loved ones.
77 per cent agree having an advance care plan gives them a sense of relief that their wishes are understood.
80 per cent agree there is a need for more acceptance around sickness, death, dying and expressing health or personal care needs in our society. 
However, only 17 per cent have documented their wishes in an advance care plan.
These statistics highlight the gap between understanding the importance of ACP and taking action. The reluctance to engage in these discussions often stems from discomfort with discussing death, lack of awareness, or misconceptions about ACP’s role in health care.




Jan’s Story

I never thought my faith would be tested in such a stark, cold 
room. The sterile smell of the hospital clung to the air, mixing 
with the quiet hum of monitors. My heart pounded harder than it 
should, a reminder of why I was here. At 64, facing a sudden 
heart condition wasn’t part of my plan, but life rarely consults us 
on such things. 

Advance Care 
Planning (ACP)
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The doctor’s words echoed in my mind: “Jan, you need immediate surgery. There’s a high chance you’ll require a blood transfusion.” His eyes had softened, thinking he understood the dilemma. But he didn’t know the half of it. 
“No blood,” I’d replied firmly. The words sat heavy in the air. “It’s against my faith.” 
After he left, I sat alone, clutching the small, well-worn Bible that had seen me through countless storms. My daughters, Emma and Lucy, would arrive soon. I’d seen their confusion before when I explained my beliefs. They didn’t understand my devotion and weren’t always nice about it. This would be another battle. 
I took a deep breath, trying to steady my nerves. I knew what was coming. Emma, the eldest, was practical and protective. Lucy, the free spirit, saw life as an endless series of choices—choices she thought should always lean toward survival. Neither understood why I would refuse something as seemingly simple as a blood transfusion. 
My hands tightened around the edges of my Bible as the door opened. They walked in, their worried expressions softening only slightly when they saw me sitting up. Emma’s eyes were sharp, already searching for answers. Lucy’s shoulders slumped; her frustration barely hidden. 
“Mom,” Emma started, her voice controlled but strained, “the doctor called us. He says you’re refusing the surgery.” 
I nodded, meeting her gaze. “I’ve chosen to have stents put in instead. It’s a less invasive procedure, and it doesn’t require a transfusion.” 
Lucy’s eyebrows shot up. “But that’s not as effective! Why take the risk?” 
“Because my faith is not negotiable,” I replied, my voice calm but firm. “You know that.” 
Emma crossed her arms. “Mom, we love you. We want you to live.” 
“And I love you both more than anything,” I said, my voice softening. “But this is my decision.” 
Silence filled the room. I could feel the weight of their concern, their fear of losing me. I wanted to reach out, to reassure them, but I also needed them to understand. 
“I’ve made arrangements,” I continued. “I’ve named Brother Mark as my substitute decision-maker. He understands my beliefs and will make sure they’re upheld if I can’t speak for myself.” 
Emma’s eyes widened. “Brother Mark? From church? You chose him over us?” 
“Yes,” I confirmed. “I’ve put it all in my advance care plan and I have a copy for each of you. It’s not because I don’t love you—I do. But I know you don’t understand why my beliefs are so important to me, and I know if something goes wrong during the procedure you’ll want to save me at all costs. I know how hard this is for you both. I don’t want you to have to carry this burden.” 
Lucy shook her head, tears brimming in her eyes. “It feels like you’re shutting us out.” 
“No, sweetheart,” I said gently. “I’m protecting you. If the time comes when I can’t speak for myself, I don’t want you to have to make choices that go against everything I believe. I don’t want you to carry that guilt. And I can’t live with the aftermath even if it’s done out of love.” 
Emma’s gaze softened, her arms uncrossing. “We just… we don’t want to lose you.” 
I reached out, taking both their hands in mine. “I know. And I’m doing everything I can to stay here with you. The stents are a good option. The doctors believe they’ll help. But if things go wrong… I need you to know that I’m at peace with my choices.” 
“This doesn’t make any sense”, Lucy cried and turned and walked out. Her sister followed.  
At the time, I didn’t know if they would come back, part of me wanted to relent. What if the procedure didn’t go well and this was our last conversation? Then James 1:2-4 came to me: ““Consider it all joy, my brothers, when you meet with various trials, knowing as you do that this tested quality of your faith works out endurance.” And I knew I was doing what was right for me.  
A few moments later my daughters came back into the room. 
Lucy wiped her eyes. “We don’t understand it, but… we respect it. We just wish it didn’t have to be this way.” 
“It’s not easy,” I admitted. “But faith rarely is. This isn’t just about me—it’s about living in a way that honours my beliefs, even when it’s hard.” 
The door opened again, and Brother Mark walked in, his presence steady and reassuring. He nodded to the girls, then turned to me. “Jan, I’ve spoken with the medical team. They’re preparing for the stent procedure.” 
“Thank you,” I said, relief washing over me. 
Emma and Lucy exchanged a glance, then looked back at me. “We’ll be here,” Emma said. “Every step of the way.” 
“And we’ll respect your wishes,” Lucy added, her voice thick with emotion. 
Tears filled my eyes as I squeezed their hands. “That’s all I ask.” 
In the days that followed, the procedure went smoothly. The stents did their job, and I felt stronger than I had in weeks. My daughters stayed by my side; their support unwavering. Conversations that had once felt like battles turned into moments of connection and understanding. 
Advance care planning had given me more than just a document—it gave me a way to bridge the gap between my beliefs and my daughters’ love for me. It had taken the burden of impossible decisions off their shoulders and allowed them to focus on what truly mattered: our time together. 
Now I feel a deep sense of peace. My journey isn’t over, but I know I’m not walking it alone. My faith, my family, and my plan are guiding me forward. 
And that is enough. 




Intersectionality and ACPAdvance Care 
Planning (ACP)

It’s important to understand that 
one identity alone does not define 
someone. 

All of a person’s identities connect 
and affect the challenges or 
advantages they may have.

Presenter
Presentation Notes
You need to know the person in order to provide person centred care. Intersectionality is a key component to this.



Supported Decision MakingAdvance Care 
Planning (ACP)

• We all turn to the most important 
people in our life when facing difficult 
decisions. 

• It helps everyone talk openly about 
health and care plans together.

• This is a person-centered approach; 
the person you are supporting is in 
the driver's seat.

• Discussions and decisions might 
need to be made with extra supports.



Paula and Lindsey’s Story

My name is Paula, and I recently accompanied my big sister 
Lindsey through her ovarian cancer experience. Lindsey was 
57 when she died this spring, and she was also autistic.

I was honoured to be her person, the person she chose to help 
her create a will, help her create supportive decision-making 
documents, medical representation agreements, and the 
person she chose to include in discussions about how, when 
and which treatments to proceed with, and when Hospice care 
was best.

Advance Care 
Planning (ACP)

Presenter
Presentation Notes
I’m proud of the fact that Lindsey made all of her own medical decisions right until her last day, and that she died in peace, comfort, and with me by her side. It comforts me that in the end, she was in charge. We were all on Team Lindsey, and that when medical information was presented to her in a quiet, calm and supported environment, not only could she understand what was being conveyed, but she asked intelligent questions and again, crucially, made her own decisions about medications, end of life care, even who she wanted to be around her and how she wanted to be treated in her last months.
To see her blossom like that was a gift, of course to her, but also to me as her loved one. My job was to walk beside her, help her if she needed it, and defend her right to make her own decisions at every step.
Autistic people, no matter what their level of support needs, can and should be full participants in their own medical decisions. Women in abusive relationships must be recognized and their medical decision-making abilities and rights protected. I encourage us all to remember Lindsey’s story and use advance care planning as an act of equity and protection for the most vulnerable of Canadians.




Remember the Platinum Rule

Golden rule: treat people as we would want to be 
treated

Platinum rule: treat patients as they would want to be 
treated

The Platinum Rule: A New Standard for Person-Centred Care, Harvey Max Chochinov

Advance Care 
Planning (ACP)
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https://www.liebertpub.com/doi/10.1089/jpm.2022.0075

How decisions are made and patients cared for are often guided by the Golden Rule, which would have us treat patients as we would want to be treated in similar circumstances. But when patients' lived experiences and outlooks deviate substantively from our own, we stop being a reliable barometer of their needs, values, and goals. Inaccurate perceptions of their suffering and our personal biases may lead to distorted compassion, marked by an attitude of pity and therapeutic nihilism. In those instances, The Platinum Rule, which would have us consider doing unto patients as they would want done unto themselves, may be a more appropriate standard for achieving optimal person-centered care. This means knowing who patients are as persons, hence guiding treatment decisions and shaping a tone of care based on compassion and respect.




Collaborative Care 
Planning 

Conversations

©2022 Dr. Jeff Myers, Dr. Leah Steinberg, Dr. Nadia Incardona, Dr. Jessica Simon & Dr. Justin Sanders.)



Collaborative Care 
Planning 

Conversations

Presenter
Presentation Notes
Why this is important? – Most Canadians will die from serious illnesses yet most seriously ill people do not appreciate that their illness is progressive and not curable. This means that most of their decisions are inadequately informed. Many clinicians worry that by talking about the illness and its progression, the patient and their SDM will lose hope. Most patients and SDM who have conversations about serious illness however experience less anxiety when they understand their illness and how it will progress. 
How to do this? – This is not about teaching a person day-to-day self-management strategies for their illness. This is about the big picture of what to expect. Start by asking: “What do you know or have been told about your illness?” Listen carefully to a person's answer as this will give you a sense of how much and what kind of information to offer. When providing information, share small chunks at a pace that makes sense for the person. Use non-technical language and check that the person understands
What are the tasks? – When preparing, the tasks are to improve what the patient and substitute decision maker understand about the illness trajectory and what is expected to happen in the future. When deciding, the tasks are to assess for and address any information gaps to ensure the decision is informed.



Collaborative Care 
Planning 

Conversations

“Given what you know now, when you think about the future, what 
matters to you? What is important for us to focus on?”

“What do I need to know about you as a person to give you the 
best care possible?”

Presenter
Presentation Notes
How can you provide patient centred care if you don’t know anything about the person
If I was responding to this question…. I like to know what is going on/having a sense of control is important to me/I get anxious if things feel pressured or over-scheduled/ I love painting, reading and most music (except country), I love to share meals with family, I am most concerned about not being alert and able to have conversations with my friends and family, early riser…What could you use from this to integrate into my care plan? 

Why this is important? – Thought Experiment: You were recently diagnosed with a neurodegenerative disorder. You are offered a new medication that halts disease progression for most people. Most however also experience a 30% loss of cognition. Would you take the medication? The only way you could make a decision for this scenario was to consider and apply what matters to you, or what you value. Ideally, all medical decisions are guided by our patients' own values & goals. Our tasks are to explore these then ensure our recommendations align.

Preparing – ensuring patients & SDMs have the information that would guide future decision-making. (Karine’s info on ACP) 
Deciding – Elicit information you can use to determine which treatment or care option to recommend based on how it aligns with the patient’s views and goals.

We want to have this conversation with you so that we have all of the information we need to give you the best care possible and focus on what is most important to you.
What is most important for us to focus on?”/ “What are your most important goals?
What does a good day look like for you? How can we support you to have more of them?

Hospice family dinner example




PSWs/HSWs are often 
the members of the care 

team with the most 
knowledge about the 
unique perspective of 
each person and their 
designated family or 

caregiver(s)

Collaborative Care 
Planning 

Conversations

A Team Approach
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Reminder one of the principles of a palliative approach
Staff, family members and residents/patients all have a role in a palliative approach/Having a range of experiences can lead to the best quality of care
The role is intended to support the care team and quality of life for the clients. 
Understand the role of each team member
Communicate health changes and concerns of the person with the rest of the team
Understand interdisciplinary collaboration 
Contributing to interdisciplinary care planning by offering observations to the health care team about challenges the person/caregivers may be experiencing, or any opportunities to provide support using standardized tools, recording, reporting




1) Checking In with Yourself/Self-Care

2) Mindfulness and Social Skills
• Noticing/Listening (at all three levels)
• Adapting 

• ACT 
• DISC
• 3 Ws and 6 Cs

• Being With Strong Emotions

3) Collaborative Conversations
• Integrating the Conversation Guides
• I wish/worry/wonder
• Exploring Illness Understanding
• Identifying “What matters to you?”
• Sharing information as a team

Practicing

What are 
you going to 

practice? 

Presenter
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ACT – Acknowledge, Control, Taylor
Being with strong emotions (Presence, acknowledgment)
Make it small, experiment, anchor into existing practices
& have you had ACP conversations with your friends, families, loved ones?



• Hope for the Best, Plan for the Rest
• The Waiting Room Revolution 

(podcast) & Resources
   (www.waitingroomrevolution.com) 

• Help me Ask the Right Questions
• What are Some Practical Things to Think 

About?
• Illness Roadmaps

• Advance Care Planning Canada 
   (www.advancecareplanning.ca)
• Health Canada – Palliative Care for 

Professionals Providing Care 
(www.canada.ca)

• Dignity in Care (www.dignityincare.ca) 

Resources

Presenter
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How we Feel App

http://www.waitingroomrevolution.com/
http://www.advancecareplanning.ca/
http://www.canada.ca/
http://www.dignityincare.ca/


Questions?

“Do your little bit of good where you are; it’s those little bits of good put together that overwhelm the world.”
-Desmond Tutu



Upcoming Knowledge Webinar

Production of this material has been made possible through collaboration and financial 
support from the Canadian Partnership Against Cancer Corporation and Health Canada.
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