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Overview

This decision aid is about outcomes for patients with severe COPD and includes language that you can use to talk about
these outcomes with your patients as well as age-specific estimates and resources for them to access from home.

First, lets review some general estimates of outcomes (based on clinical studies) for patients with sewvers COPD!

4 year survival
Cin avermge, patients have a less than 60% chance of being alive in 4 years time.

1 year hospitalization
Cin avermge, patients have a greater than 50% chance of being hospitalized for an acute COPD exacerbation within the next
e,

6 month survival
Of patients who are hospitalized and admitted to the G with respimtony failure due to SOPD, on avermge, patients hawve
& 62% six month survival.

Feferenceas:

Celif et & MEJSN 2004, 3 50100512

Fitzgerald et al. Can Respir f 2007 14(0): 145-152
Wildman et & Thoray 2009 64 128-32
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Goals
Of Decision Aid

Do you know if Jirn has stated to plan for when they become severelyf potentizlly terminal il (sormetimes known as "the end of
life"y?

Wihat if Jirn were admitted to the hospital tomormow for & severe acute SOPD exacerbation?

The goal of this decision aid is to facilitate advance care planning - to help patients plan for when they becarme sevenshy
potentially terminal ill (sometimes known as "the end of life").

It will provide vou and vour patients with estimates of outcomes with different advance directives specifically for mechanical
ventilation for SOPD exacerbation.

These estimates are individualized based on each patient's age.

Slick on the "nex«t" button to see estimated outcormes if Jim wene admitted to the hospital tormormew.

Back,
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Survival Comparison Full Code Vs. Dnr

What if Jirm were admitted to the hospital tomorrow for a severe acute COPD exacerbation?

Jim's estimated survival over the following 12 months if shefhe was admitted to the hospital for acute COPD exacerbation
i= shown below.

The survival cunses show estimated survival for Full Code versus Do Not Resuscitate (DNR) advance directives.

This graph is tailored to Jim's COPD severity and age.
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Full Code s a type of adivace directive that talls peopie thal ou would aliow treahment with a Greathing machine in case
ol Beoome vany siok and eannct Breatine on our ou.

Do Mol Resuscitale (DMR) [ ancther trpe of advance directive that tells people that vou would MOT allow a braathing
Macfiine Sut ol would alfow oxlagen through & mask and ofhar medications.

Full Code {Intubation allowed)

Back




COPD - Decision Aid x & ¥
= C [ copd-da.herckuapp.com/pageswolld-you-ike-help-com municating-these-estimates

H‘fu COPD Decision Aid @ Add a New Fatient & Existing Patient B Schedule # clinician Logout

Would You Like Help Communicating These Estimates?

If you would like, this decision aid can help you communicate these estimates with Jim, and help vou start to talk about
advance care planning.

Click an the "next" button for screens you can share with Jim.
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Patient Communication Script

(to the clinician: here are some suggested seripts for how to begin this comvarsation. Of course, feel free to
augrment as per vour clinical judgement and relationship with yvour patient)

Jirn, | weould like to take some time to talk to you about vour COPDYemphysema.

As you know, you have severe COPDYemphysema, and this may require that you use oxygen to help vou breathe.
COPDiemphyeema is a disease that unfortunately gets worse with time.
Hawve you given any thought to what vour wishes would be if vou were suddenly need to be hospitalized?

May | have yvour permission to discuss with vou what may happen if you weare to be hospitalized for difficulty
breathing (a COFPD exacerbation) ?

If yes, click "Next" to proceed,
If o [patient will be taken to the last page which is the list of resources with a blurb saying "Thanks for

considering talking about advance care planning. Here is a list of rescurces that vou may find useful. If, on the
next visit vou choose to talk more about this we can always try to use this decision aid again®]
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Treatment Choices

Patients with advanced lung disease, such as COPD may become wery il and unable to breathe on their own.
This iz called 2 severe COPD exacerbation and usually requires patients to be admitted o the hospital.

In the hospital, there are three types of reatments that can be given to patients:

Comfort Measures Only

BiF APICP AP Intubai
' HHERER (Palliative Care)

——

Infuboted ‘

Palliative care is any form of
BiPAP/CPAP is a breathing Intubation is a form of medical care or reatment that
machine that uses a mask o |breathing machine that requires [reduces the severity of disease
blow pressurized air into the |2 breathing tube to be inserted| symptom s, This can be given in
mouth and nose of the patient tointo the mouth and into the lungs addition to other reatments such
help them breathe. of the patient. as a breathing machine, or st
by itself

Doctors usualy choose this tyod
Doctors usualy by this second | of treatmeant [ comfort Measuras

Doctors usaaly try this first if BiPARCPAP doas not oty ), aftar discus sion with the
becausze thera are lass risks | work, because there ara more | patient, f they baleve they will
with thiz brasthing machine rizks with this braathing ned surviva, o will lave & poor
Machina. qualty of ifa with cthar
traatmeants

In the next slides we will see same benefits and risks of these different types of reatments

Back
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Benefits And Risks

BiPAP/CPAP has fewer nsks when compared to Intubation {the breathing tube). But BiP2P/ZP AP may not work - at that point patients and their doctors
need to decide if ey will mowe on o infubaton.

If they choose NOT to continue on to intubation (Do Not Resuscitate/ DNR), patients will very likely not sunvive - this is the main reason why intubation is
usualy the next (automatic) step in freatment.

The main benefit of Intubation therefore is that patients may survive longer - BUT you should know that intubation has fsks:

Main benefits of IMTUBATION Risks of INTUBATION

- Eireaﬂ'{lng iz easier I::ecause a machine is daing the DisEamIBEE i breathing fubs
breathing for the patent

« Patient may live longer + Motbeing able to talk

« MNotbeing able to eat food (Ethough they will 24l get
nufrients through a feeding tube or through their veins)

+ Usually not being able to walls

« They may not be able to come off of the breathing
machine and therefore may need to be placed in along-
term care home (nursing homey

In either case, with a breathing tube or with a mask, doctors will do their best to make sure they make all patients as comfortable as possible - even if the
freatments don't work and the patient is dying.

The reason we are talking about this today is so that - when the ime comes — you will know about your options and can tlk about this with their family. We
weould like to more sure you are prepared to make a decision that feels nght for you.

With wour permission, | can t2ll you about what might happen if you decide you would allow a breathing ube (Full Coded; or & breathing machine and mask
[CMNRY.

If yes, click Mext
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Survival Comparison Full Code Vs. Dnr Patient View

Ok, imzgine there were 100 people like you - your age and with CSOFPD.
If those 100 people had to go to the hospital because they couldn't breathe, this is what would happen within the next 12
months:

s |f they chose to have a Full Code advance directive (to allow a breathing tube), about 54 aut of 100 people would die.
¢ |f they chose to have @ DNR advance directive (to not allow & breathing tube but to allow a mask breathing machine
called BiFARCFAR), about 58 out of 100 people would die.
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Full Code (Intubation allowed)

On the next screen we will see a picture of how mainy people who survive will be living back at home 12 months after they
are hospitalized, and how many will need to be living in & nursing home.

A nursing heme is @ place where vou may need to live if vou became sick and unable to take care of yourself at home.

Back
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What
May Happen In The 12 Months After Hospitalization

Jirn, if 100 people -who wene your age and had your level of COPD wene hospitalized tomormow, 2hd had to choose between
whether they wanted to have = breathing tube or not, these pictures show what would likely happen in the 12 months after they
were hospitalized.

If patients decide to allow intubation this is called FULL CODE
If patients decide not to allow intubation this is called DNR

Futl Codes aneconeyour: N ot e Inubaton, e e your:
: * 48 ouil of 100 peopls will be lving o homae ' i 54 ot of 1083 people will b lving al homa
E.gwﬂﬂH{H}wﬁdmlrwmm:nurn-nqmnm B A ondl ol 100 poeopie will b dead
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Advance Directives Definitions

< rmoone I

Especially for people who havve serious conditions like CGOPD,

you can take time to gecide that, if you need to be in the Advance directives ane decisions patients make before
hospital, you either want or don't want 2 breathing tube, they become wvery sick so that their doctors and their
Ceciding beforehand often means making an Advance families can know what they would decide if they become
Directive. very sick and cannot speak for themselwes.

Full Code is a type of advance directive that tells people
that vou would allow treatment with the intubation form
of breathing machine in case wou becorme very sick and
cannot breathe on your own.
Do Mot Resuscitate (DNR) is another type of advance
directive that tells people that you would NOT allow 2
advance directive called Do Not Resuscitate, or DNR. breathing machine but you would allow the BIPAPGPAP
mask breathing and other medications.

¢ |f you want a breathing tube, you would have an advance
directive called Full Code.

s |f you dont watt a breathing tube, you would have an

Back,
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The
Start Of A Conversation

| know we have gone through & lot of information today and there will be a lot of guestions on vour mind. | would
wery much like for this to be the start of a conversation between us and also with your family.

Our goal today is NOT to persuade vou to make achoice. Instead, the goal is to make sure you are aware
that you have a choice and what those choices are. Also, | hope that this can invite vou to talk with me and
wour family about your thoughts and wishes.

W will give you a username and password that you can use from home to look at this intormation with your
farmily.

You will also s2e a list of several excellent resources for people who will be able to help you get more information

and help vou plan.
We should schedule another visit for vou to come back and talk to us about your guestions and plans if you

decide to make any.
You could bring your family members with vou at that time if vou would like as well,

Do vou have any guestions for me right now?
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Resources

Patient Resources about severe COPD exacerbation treatment options and Advance Care Planning
hitp:#idecisionaid .ohri caidocs/idasiSOPD pdf

Whatis advance care planning?
« Advance care planning is planning ahead for future medical care in case you are unable (oo sick) to make your own medical decisions.

How can | plan foradvance care?
« Talk to your doctor and your farmily about your values and your wishes for end-of-life care.
» Use the resources and websites listed on this sheet to find moaore information.

Where can | find out more about advance care planning?

« AtNYU Medical Center: N%U's Patient and Family Fesource Center
« Locaton: 820 First Avenue, Schwartz Health Care Building, First Floor - Room 102, Mew Yorks, MY 10016
= Phone: (212) 265-7455
s Wiebsite: htipipfrc. med nyu edu

e Online:
& WWWLC0M passionAndSupport.arg
+ wonw PrepareF oryourCare.org

How can | get help on how to you talk to love d ones about end-of-life wishes?
« Online: httpttheconversatonproject.orgfstarter-kitintras

Whatis an advance directive?
A0 advance directive is a fega’ documeant that allows wiou to put into words your choices about end-of-life care ahead of ime.
« With an advance directve, you can make your wishes known to family, friends | and health care providers ahead of ime. It tells your doctor what kind of
care you would like in case you are unable (oo sick) to make medical decisions.

Where can | find out more about advance directives ?
« Talk to your doctor.
« Confact the NYC Depariment of Health (Online: bttpiheeeew . iy gowhim idohihim bheasdvance-directives shiml)
+« Online: hitpfamilydoctor orgfamilydoctor fendhealthcare-managem entiend-of-life-issuesfadvance-directives-and-do-not-resuscitate-
orders printervies all.qiml

How can | get help creating an advance directive?
« Ask your doctor,
» o3l 311 and ask for Health Care Proxy forms
o Talk to a laeyer fwith your family members at your side if you choose)
« Online: htps Shesees making yoursishesknown cormn §
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