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Imagine two 60-year-old men with
end stage heart failure
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Medicare Mandate

@ Decision Memo for Implantable Cardioverter Defibrillators (CAG-00157R4)

For these patients identified in B4, a formal shared decision making encounter must occur between the patient and a physician (as defined in
Section 1861(r)(1)) or qualified non-physician practitioner (meaning a physician assistant, nurse practitioner, or clinical nurse specialist as
defined in §1861(aa)(5)) using an evidence-based decision tool on ICDs prior to initial ICD implantation. The shared decision making
encounter may occur at a separate visit.

“For these patients identified in B4, a formal shared decision making
encounter must occur between the patient and a physician (as defined in
Section 1861(r)(1)) or qualified non-physician practitioner (meaning a
physician assistant, nurse practitioner, or clinical nurse specialist as
defined in §1861(aa)(5)) using an evidence-based decision tool on |CDs
prior to initial ICD implantation. The shared decision making encounter

may occur at a separate visit.”

Centers for Medicare & Medicaid Services



Parts of an LVAD

Driveline
A cord that connects the
pump to the outside. This
passes through the skin
and holds important
electrical wires.

Batteries
A power source for the
pump. The pump must
always be plugged into
either batteries or an

electrical wall outlet.

Pump
A motor placed inside the
chest. It pushes blood from
the heart to the body.

Controller
A computer that operates
the pump. The controller
displays messages and
sounds alarms about the
device.
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DECIDE-LVAD Trial

0.7
JAMA Internal Medicine | Original Investigation
Effectiveness of an Intervention Supporting Shared Decision
Making for Destination Therapy Left Ventricular Assist Device 0.6
The DECIDE-LVAD Randomized Clinical Trial
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Secondary Outcomes: 6-month implant

P=0.008

1
F ‘|

100%
80%

710%
60%
50%
40%
30%
20%
10%

0%

26% decrease in
} patient going on

to LVAD

Control Intervention

B LVAD ONo LVAD

‘(‘ Colorado Program for
b \ Patient Centered Decisions




Implementation is hard!




| DECIDE: LVAD — Decision Aid Dissemination

Go BIG!

Implement the decision aid atall - ' : i 4 i :
175 CMS-certified LVAD programs DA R
in the United States
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Adoption

* “The good about the [industry] video is it shows you all the things people can
do. The bad thing is it looks like it was a vacation and everything is perfect.”
-LVAD coordinator

* |dentify a site contact
e Surveys with four societies, networking at conferences, cold calls, “Academic detailing”

e Offered a box of ~¥50 LVAD decision aids with a “quick start” guide and some
light swag

* Had several ways to support implementation — used minimally

* |f they said yes, we considered them an “adopter”



Network Building + Adoption

Adoption Over Time
Adoption 180
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* Contacted every program 16 IIII
e 169 adopted decision aid **

(were interested in and 12

received 50 free hard copies 14
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Implementation

Reported use of decision aid by primary clinician contact at each program
every 4-6 months over project period.

Always, as
standard care, 80

Frequently, 23

Did Not
Refused | "GEHelelyfe )

Decision Missing response, 2
Aid, 6

Total number of hard copy decision
aids sent to programs: 18,090
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What It Looks Like in Real Life:

* RN Coordinator’s Experience with Shared Decision Making

Jessica Byrd, RN, BSN, VAD-C

Mechanical Circulatory Support (LVAD) Coordinator



Presenter Notes
Presentation Notes
Thank you Dr. CAL-AH-Gar-EE and Dr. Matlock.
My name is Jessica Byrd, and I have been working with advanced heart failure and Left ventricular Device patients for 16+ years.
We’ve already heard some great data and framework from our first two presenters.
I’d like to bring this down to my experience using the iDecide Shared Decision making tool in everyday practice.�


“Maybe a Used Car Salesman
isn’t the best job for me.”


Presenter Notes
Presentation Notes
I’d like to share a short story that I hope provides an example of why shared decision making is so important.
Several years ago I cared for a patient with an LVAD who had ongoing medical complications (some LVAD related, some not), and required multiple readmissions.
At every admission, he and his wife would say something similar to “ we were sold on this LVAD like you sell a used car” or “it feels like we were sold a lemon.”
For this patient and his wife, they felt convinced into LVAD therapy, instead of supported, like they had bought into something without truly understanding. 
�


Why use a shared decision
making tool?

Not just facts = It’s aligning with goals, values, and
reality

A collaboration, not a persuasion
Patient + caregiver = experts in their lives

We bring medical knowledge + compassion

Where We Struggle

Limited time in consults

Providers unsure how to use tool

Skepticism about value

No EMR integration

Fear of “slowing things down”



Presenter Notes
Presentation Notes
Why do we use iDecide?
From my view, shared decision making is about co-creating a path forward.
It means making space for patient and caregiver voices, especially when the choice is heavy, scary, complex, and uncertain– Like LVAD therapy or End of Life Care.

Where we struggle:
When we talk about implementing shared decision making into everyday practice, these are some of the common barriers that come up- lack of time, unsure of how to use, skepticism about value.
As we all know, making change really does require us to change the way we practice


Using iDecide in “Real Life”

Making Shared Decision Tools Work in Practice

* Give tool EARLY Revisit during follow-up: “Did this help clarify things?”

e Use to guide conversations—not to *replace* them Revisit regularly

e Make it EASY (pre-built links in EHR) * Normalize: “This is how we care for patients”
» Utilize many different team members (Bedside use, e Celebrate when it helps, including if there is negative
schedulers, ect) feedback

* Include caregivers

Normalize: “This is how we
care for patients”

18 _uchealth


Presenter Notes
Presentation Notes
How do we over come those common struggles?�
Make the tool part of the routine:
Introduce the idecide website early!�
During a visit the provider might say something like: “You have advanced heart failure, and we may be getting close to needing treatment beyond medications.  I’d like to send you a link about Left Ventricular Assist Device therapy so you can start your own research while we continue to build your treatment plan.�
Make it EASY: we use already built phrases in our EHR to quickly introduce the iDecide website with a link, this message can be sent to the patient through the EHR, or added to the patient’s after visit summary right then. �
Our new patient visits are currently 40 mins long.  40 mins to meet your patient, assess them, review their history, and decide on a treatment plan that may possibly involve a transplant and LVAD therapies evaluation. Oh yeah, and answer any questions the patient has been saving for this specialty appoint for months. �
Make it easy for the entire team to use: When starting the advanced heart failure therapy evaluation for LVAD and transplant, our schedulers include the iDecide information along with our education material when setting up the appointment.  The heart failure nurse navigators might send the patient a chart message based on a decision tree when review notes for follow-up.  �
I would frequently use the iDecide aid when I was working night shift years ago.  Families would have gone home to sleep and patients were often awake at 2am pondering the information they received.  When they would ask me questions about what the “right choice” was, I could share this tool and know I was giving consistent and unbiased information. 

When to Revisit:
Revisit during the follow-up appointment-”do you have any questions about the LVAD information at this time?” or with a follow-up chart message encouraging the patient to send questions (these can be passed on to the LVAD RNs, this won’t add more to the providers plate)�
I visit iDecide when I meet the patient and caregiver during our LVAD education session. I start simple: I start simple: ‘Have you heard of an LVAD before? What information were you able to review? Did you get a chance to watch the video?’”�
Then I ask: ‘Do you have any burning questions right now? And is there anything you’d like me to know about you?’”

Why it matters:
Shared Decision making helps the patients and caregiver process some of the shock and scare that comes with finding out they are nearing the very end-stage of their disease and remaining options are limited to major surgery with long-term life style changes or palliative care.  We are still available to support them during that processing, but it also allows our scheduled education session to be less one-way teaching… and more about a meaningful, guided conversation.�
There is a world of difference in these sessions for a patient who has looked at the LVAD information before our session and a patient who is hearing about the therapy for the very first time out of my mouth during our session. Our session isn’t just about WHAT an LVAD is, it’s about what it would look like for THIS patient and their caregivers to live with one.

Normalize its use in patient care: 
For me, any time a patient uses the decision aid, regardless if the feedback about the aid is positive or negative, I feel it’s a win.�
Positive feedback I receive frequently from patients and caregivers is something along the lines of, ‘This really helped me feel prepared,’ that’s something worth celebrating.�
And if the feedback isn’t positive, that’s still helpful. It gives me insight into their perspective and potential barriers for the patient.

One example that actually comes up a lot — even here in our very landlocked state — is swimming.�
Sometimes a patient will say: ‘I read the decision aid, I watched the video, and I just can’t imagine not being able to swim with an LVAD.’ LVAD patients can shower, but they cannot submerge in water so no swimming or water sports.�
So I’ll ask: ‘How often are you swimming right now?’�
“And often the answer is… ‘Oh, I haven’t been in a pool for five years because of my heart failure.’�
That opens the door to talk about their current reality, their prognosis, and the risks and benefits of treatment.  I can then fill in any knowledge gaps present.
�

�


Why Shared Decision Making Matters in LVAD Care

* Provides Clinician Support

Treatment Cross Road: LVAD vs. Hospice
care (Life and Death Decision)

Conversation can be very emotionally
charged and information about the
realities of current options can get lost.

iDecide lays out all the information, helps
take emotional charge out

Not just “do or don’t”—it’s “how do we
live with this?”

Decision aid helps clarify stressors and
fears

Lays information out for all treatment
options

* Provides Patient and Caregiver
Support

Conversations have a strong emotional
impact

High complexity, often compressed into
limited time

Helpful near end-of-life (not just surgery
survival, but living life with the device)

Empowers caregivers to be advocates

Reduces misinterpretations of the role of
caregiver for the patient/caregiver/and
team

Reduces decisional regret for ALL
Parties
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Photo: Abbott Cardiovascular HeartMate 3
https://www.cardiovascular.abbott/us/en/hcp/products/heart-failure/left-
ventricular-assist-devices/heartmate-3/about/system-overview.html


Presenter Notes
Presentation Notes
Story of patient/family getting VAD����
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