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Objectives

1. Explore why the end-of-life conversation should occur
2. Recognize when to engage key players (who)
3. Discuss what adaptations are needed when dialysis is discontinued
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NEW YORKER

GOQOD GRIEF

Is there a better way to be bereaved?

Dr. Elisabeth Kiibler-Ross

By Meghan O'Rourke

ne autumn day in 1964, Elisabeth

Kubler-Ross, a Swiss-born psychiatrist,
was working in her garden and fretting about
a lecture she had to give. Earlier that week, a
mentor of hers, who taught psychiatry at the
University of Colorado School of Medicine,
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had asked her to speak to a large group of
medical students on a topic of her choice.
Kiibler-Ross was nervous about public
speaking, and couldn’t think of a subject that
would hold the students’ attention. But, as she
raked fallen leaves, her thoughts turned to
death: Many of her plants, she reflected, Nk il
would probably die in the coming frost. Her Elisabeth Klbler-Ross

own father had died in the fall, three years Born July 8, 1926
earlier, at home in Switzerland, peaceful and Ziirich, Switzerland

aware of what was taking place. Kiibler-Ross
had found her topic. She would talk about how American doctors—who, in her
experience, were skittish around seriously ill patients—should approach death

and dying.

Kiibler-Ross prepared a two-part lecture. The first part looked at how various
cultures approach death. For the second, she brought a dying patient to class to
talk with the students. Asking around at the hospital, she found Linda, a
sixteen-year-old girl with incurable leukemia. Linda’s mother had just taken out
an ad in a local newspaper asking readers to send Linda get-well and sweet-
sixteen cards. Linda was disgusted by the pretense that her health would
improve. She agreed to visit the class, where she spoke openly about how she
felt. The students, Kiibler-Ross observed, were rapt but nervous. They avoided
dealing with the source of their discomfort—the shock of seeing an articulate,
lovely young woman on the verge of death—by asking an abundance of clinical

questions about her symptoms.

“exiled (Death) from medicine

Feb 1, 2010

nn
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Why discuss the End-of-Life

Death (and dying) are inevitable in any medical practice

In Canada:
Mortality for ESRD  averages > 10% per year
Mortality for ARF requiring RRT averages 50%

And yet:
We have “exiled (Death) from medicine” (¢ kubler Ross)
We have NOT accepted Death as part of our work
We still view Death as FAILURE, as the ENEMY ,
even when death is inevitable
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m One third of Dx patients undergo an intensive proceedure in

their last 6m of life
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Figure 2. Proportion of patients receiving intensive proced-
ures in the last 6 months of life: 2000 to 2012. Abbreviation:

CPR, cardiopulmonary resuscitation. Eneanya, Am J Kidney Dis 2017
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Shared decision making & patient-centred care

* Ensure an openness & honesty
 Talk about dying (and the fear of death) openly
e Listen for fears, assumptions and misinterpretations

* Consideration and respect for culture, community and personal
belief
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Most Dx patients have no plan

Tahle 1. Demographic characteristics of the 808 study patients

Patients
Characteristic P Value
All, N=808 Without AD, n=412 With ADD, n=396

Age, yr, mean (S10) 68.6 (17.2) 65.4 (18.5) 745 (14.7) <0.001
Men, no. (%) 495 (61.2) 283 (58.7) 219 (55.3) <0.001
Race/ethnicity, no. (%)

White 699 (B6.5) 330 (80.1) 369 (93.1) =20.001

Other than white 109 (13.5) 82 (19.9) 27 (6.6) <0001
Residence, no. (%)

Minnesota 595 (73.6) 281 (58.2) 314 (79.3) <0.001

Other 213 (26.4) 131 (31.8) 82 (20.7) <0.001
Mortality status, no. (%)

Deceased 447 (55.3) 192 (46.56) 255 (64.4) =20.001

Palliative care consultation 135 (16.7) 55 (13.3) 80 (20.2) 0.01

AL, advanced directive.

[
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Advance Directives are often incomplete

Clin | Am Soc MNephrol 11: 2204-2209, December, 2006 Advance Directives of Patients Receiving Dialysis, Feely ef al. 2207

Table 3. Type of advanced directive and life-sustaining treatments addressed in the 396 advanced directives
Characteristic As, No. (%)
Type of AD
Combined (living will and power of attorney) 274 (p9.2)
Living will 31 7.8
POAHC 2 (8.1)
Other 59 (14.9)
POLST form 12 (3.00
NHMmome care resuscitation forms a8 (9.5)
Cuardianship papers 2(0.5)
Anatomic bequests 7i(1.8)
Life-sustaining treatment
General 316 (79.8)
Acrtificial nutrition or hydration 136 (34.3)
PR 175 (44.2)
Mechanical ventilation 147 (37.1)
[Dalysis 42 (10.8)
Dhalysis management at EQL stage 13 (3.0
Pacemaker & (2.0
EOQL treatment wishes
IPain control 172 (43.4)
Comfort measures 176 (44.4)
A, advanced directive; POAHC, power of attorney for health care; POLST, phvsician order for life-sustaining treatment; MH, nursing
home; CPR, cardiopulmonary resuscitation; EOL, end of life.
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W In Ontario, Advance Directives are not legally binding

but...

* A written advance directive is * Designation of a Power of
not legally binding but can Attorney for personal care is
inform decisions made by the nelpful, esp when the POA
SDM <nows the medical history &

nas been involved
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When?
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AUDIENCE PARTICIPATION

Do you own/drive a car?
1.Yes

2.No




—

AUDIENCE PARTICIPATION

Have you ever worried about having an accident?
1.Yes

2.No

Objecti & .
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AUDIENCE PARTICIPATION

When did you buy car insurance?

1.When | felt my driving was getting poor
2.In winter when the weather gets bad

3.At the start when | first bought the car

Objecti & .
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Societal Response to Adverse Events

e Often we recognize and plan for events we feel are an accident

* Often we do not recognize or plan for events we know will happen

Objecti & .
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How to start a discussion?



Talking about death and dying..

We think about it a lot..

— More than half of people have been bereaved in the last 5 years (54%), with a third
thinking about dying every week and 11% think about it daily and yet it remains a big
taboo for many to talk about..

But its hard to talk about..

— Its worse than talking about money, religion, politics or immigration, but better than

talking about sex, well we are
What worries people?

— People have concerns about quality of care (59%), being a burden (82%/) and about
what would happen to family after their death (74%) with 35% saying they would not be
able to afford a funeral if someone close to them died tomorrow, 28% would not know
what authorities to notify and 24% would not know how to organise the funeral itself

Not talking about it can have a lasting impact

— It has an impact in bereavement as well for example, only 25% of the bereaved feeling
they received the support they needed from their employer

Com Res/Dying Matters (2012)

Objectives & The When .
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My personal methods

* Include prognostication from the start

e At some stage it would be good to talk about how kidney disease affects day-to-day life ...

* Introduce the topic ‘casually’

* | know some of my patients have said...

e Use the words ‘death’ and ‘dying’

* Be clear about the interventions and what the patient will
experience

Objectives & The When .
[ Background I The Why The What Conclusion
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Mrs Roberta B

e 74 yr old paed psychologist
e Cardiorenal syndrome
e Started PD 4 years ago but transferred to my care 2 years ago

Objectives & The When .
[ Background I The Why The What Conclusion




AUDIENCE PARTICIPATION

When would you start this conversation?

1. When the patient is diagnosed at having CHF/CKD
2. At the first MCKC clinic visit |
3. At the start of dialysis @ A
. ®

Nope, give me other choices
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Talking about death

About our patients About us
*Normalize death * Ask questions of ourselves
* |ook for natural openings to bring up death and e Our own health (or of those we
dying
* Start with an impersonal approach care fOI")
* Be responsive * Qur own care
* Ask questions “What was it like when your parents o .
(or siblings) died?” Our own needs & decision makers

* Tell stories

Objectives & The When . .
[ Background I The Why The What Discussion
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Direct communication

* Ask! Explore cultural beliefs and expectations
» Address fears and misconceptions
* Talk about what will happen with the dialysis treatments

e Discuss what to expect over time, and give some guidance on how
long it takes

Objectives & The When .
[ Background I The Why The What Conclusion




How do | start these conversations?

* Early..

* “Are you the sort of person who ..

* “Kidney disease is a tough disease, and people don’t always
understand how you feel because its hard to see the disease itself”

* “at some stage I'd like to be able to answer your questions about the
future and what it may look like ... perhaps you can remind me at..”

Objectives & The When .
[ Background I The Why The What Conclusion




Talking about death with Roberta

* On transfer | estimated prognosis ~12-18mo
* Age & reduced gait speed
* On PD 2 years; 2 admissions in past 4 months
e Cardiac comorbidity

e Talked about cardiorenal disease

* Experience of PD — diet restrictions, time &organizat”
* Symptoms — dyspnoea, vascular disease (esp cognitive issues)
e Death & the Dying Process

Objectives & The When .
[ Background I The Why The What Conclusion




Who?
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AUDIENCE PARTICIPATION

Who should start this Who should you have this
conversation? conversation with?

1. The family doctor 1. The family doctor

2. The social worker 2. The social worker

3. The nephrologist 3. The nephrologist

4. The nephrology nurses 4. The nephrology nurses

5. The patient 5. The patient

6. The patients’ family 6. The patients’ family

Objectives & The When .
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Who?

... well, Youl
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Phrases | used with Roberta (possibly!)

“as we get to know each other, you may want us to sit down and talk
about .... your future/what to expect”

“right now | think | can help by....”

“there will come a time in the future when..”
“sometimes people gradually decline ... and we see...”
“what one thing do you think | can help with”

Objectives & The When .
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My personal system

=@ e- | HB | o2 Tools | Sign

Comment

MODIFED. renal P form to ke compleled pa - Adobe Reader
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Tool

o=@ | L& | kL

Fax to Dr. Mizdrak
Date of Birth: feels like yesterday
MRN 62578858

HOME PERITONEAL DIALYSIS CLINIC NOTE
Name: JASSAL V
Home phone:416 340 3196

Patient Goals: To ensure fitness for transplant

SDM: 0 POA: m Details: Son (Toronto); sister & step sister in Trinidad (Discussed with Dr. Bestest)

e Not for resuscitation
e No defibrillation, CPR or intubation

Sign  Comment

L]

Patient:

Primary care physician

My preference for involvement in this patient's care is (please check your
preferred option):

Option 1: Continued primary renal care by me

I will provide renal care either on my own or through my on call group. | will
be available to provide home visits and ensure the patient and family have
access to medical services 24/7. Renal palliative care follow up is not
needed at this time.

D Option 2: Consultative model
| would like a Nephrologist with experience in renal palliative care to see this
patient once in the office setting, and then provide ongoing advice to me and
provide patient follow up at my request. | will be the primary contact to the
patient and family, provide home visits and ensure that the patient has
access to medical services 24/7.

MEDICAL SUMMARY
ESRD 2ndry to: Lupus
RRT History: PD Cath (Dr. Penner) June 2017 (adhesionolysis & omenoplexy)
Comorbidity:
1. 2005 (villous adenoma splenic flexure)
2. Umbilical hernia 2017 *needs repair*
3. Periph Vascular disease

4. 2001 Motor vehicle accident (L arm/hand)
5. hypothyroidism, hypertension

Dialysis Prescription: APD 8 hrs 1.5] x 3 with 1.5%, 2L LF with ico
Transplant Status: Pending work up
Allergies: Pending immunology follow up

MEDICATIONS:
¢ Amlodipine 10mg daily » Calcitriol 0.25mcg MWF
e ASA 162.5mg daily * Fe fumarate daily
.y e 20 alls - H faWalwd =4 aladd

S
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Recognizing ‘“Triggers’

* Recurrent admissions
e Gradual physical decline
* Family expectations remain unrealistic

e “lLike you | see the deterioration .... I'm hoping we can get you well
enough to go home.... It bothers me to see (hear you say).... not yet
enter the dying process ..”

Objectives & The When .
[ Background I The Why The What Conclusion




Conservative care or
renal replacement therapy

End of
Life Care

Palliative Renal Care

Stage 4/5 Control » Comorbid Disease Progression m
Diagnosis >
lliness Trajectory

l

Levr-.'l Cff End-stage Heart or Lung Failure
Functioning

100% Gradual decline over years or
Normal activity months with intermittent
crises or seriour -~~~ -
more freque
ospitalizations in tF
50%
Mostly sitting or
lying down

30%
Bed bound

EEEEEE Usuallyyears IIIIIIIIIII.

——
Time (oo ] |
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Conservative care or
renal replacement therapy

End of
Life Care

Stage 4/5 Control Comorbid Disease Progression m
lliness Trajectory

ncion
Functioning Dementia and Frailty

1002 Gradual decline over years to

Wormal activity manths.
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Further progression — nearing Eol

“I wanted to talk to you because I’'m worried Roberta is declining a lot more than |
had hoped”

Objectives & The When .
[ Background I The Why The What Conclusion
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Further progression — nearing Eol

| wanted to talk to you because I’'m worried Roberta is entering the dying process”

“I want to stay as positive as | can, and keep trying the IV’s to control how
comfortable her breathing is but I’'m concerned that .”

“Do you have any ideas of what would help her the most ...”

Objectives & The When .
[ Background I The Why The What Conclusion




The What?



3 scenarios

Annie the Reluctant John the Prepared Andy the Rejector
e 82 yo mother of 3 * 56 yo father of 2 * 62 vyo father of 4
* Independent at home, with e Chronicillness since a MVA,  Ambitious, successful, driven
iIADL help for multiple admissions & business man

comorbidities incl end-stage

heart. Not for transplant * Hodkins lymphoma; CAD

with cardiac cirrhosis & ESRD

* Decides on CCRC pathway,
until nausea and anorexia ++.

Brother is V|cs].||t|rr11g fLom i . thrts fPll)l as acrj\ !n?\?lgigt z;\.ft.er * Aggressively wants
overseas and she changes her eing followed in clinics | ayerything done so he can
mind. for 8 mo

get to work, and The Game

* Starts PD emergently e Starts PD after unburied
catheter is exposed




3 scenarios

Annie the Reluctant John the Prepared Andy the Rejector
Demog | * 80+ e 50’s * 60’s
Aware | * Age related e Unexpected, traumatic e Childhood, chronic
_ * Had opted for CCRC until * Followed in MCKC but lots * Successful despite
Beliefs | recently going on; realistic longstanding ill-health




Level of
functioning

ZaN

Lev?l qf End-stage Heart or Lung Failure
Functioning

Gradual decline over years or
months with intermittent
crises or serious episodes;
more frequent crises &
ospitalizations in the last year

100%

Normal activity

50%
Mostly sitting or
lying down
30%
Bed bound

Last year

(LT Usually years

e

Time

Dialysis started Level of Dementia and Frailty
Functioning

Gradual decline over years to

1
Mormal sctivity manths,
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As patients deteriorate

* Explicit about dialysis * Explicitly start to transition care
continuing, start to modify it « Explicitly start to create
communication pathways

* Rejiggle medications, be explicit ¢ Home toolkit
about those that

e prevent future disease
* modify current disease
* modify the experience of disease

* Explicitly relax diet

Objectives & . .
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Recognizing End-of-Life (EoL

Care and support
through terminal iliness

Search... Q ate

- Jobs Shoponline Inyourarea Contactus
Marie
urie

How we can help v Who we are v Professionals v Get involved v

“Gut feeling” e e

Recognising the deterioration/dying
phase

Please be aware - this information is for healthcare professionals

L]
I n C re a S e d d ro WS I n e S S It is not always easy to tell when someone has entered the deteriorating/dying phase

and is now actively dying. This can be difficult even for an experienced or specialist
professional, as it is not an exact science. Sometimes a patient can appear to be dying

dth th toi lightly. th h this i Lis often brief Find more palliative care information on
and then they seem to improve slightly, though this improvement is often brief. symptom control, Final days, individuzl needs

. [] [} ° (] o
I and more.
It’s important to remember that no two deaths are the same and that although we always aim for a ‘good

death’ (one that is in general accord with the patient’s wishes), this is not always possible. The following
guidance should be considered in the context of local care pathways and individual local plans.

° °
. IFyou're not a healthcare professional, you might find it useful to read our information for people living with
W a O W I n g I S S u e S aterminal illness and their family and friends. This includes information about what to expect in

someone's last weeks and days and final moments of life.

Explore more topics

See all topics

How will | know when a person is dying?

There are some signs to look out for in the list below that can help you identify if the patient is in the final days
ar hours of their life. You should use a combination of the following signs rather than relying on one or two for

Breathing patterns

recognition of active dying, as there may be other causes for any symptoms you notice.

°
. I I I I l b I I l O V e I I I e n t S Semeone who is showing signs that they are in the last few days of life should be monitored to see if they are
nearing death, stabilising or recovering. They should also be given an opportunity to discuss their care,
including a chance to change their mind about the type of care they want. Any changes should be recorded in

their care plan. It is important that an individualised care plan outlining both personal and clinical care needs is
agreed and available for all involved to access.

Some people may have difficulties communicating what they want. As a healthcare professional, you should

B T S S RS S NP ST ST S TS S TN
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3 scenarios

Annie the Reluctant

John the Prepared

Andy the Rejector

Early as possible

Prognostication re function

Decides on palliative dialysis
pathway

9-10 months later incr.
nausea, anorexia, fatigue

Unable to tolerate exchanges
and stops

Early as possible

Prognostication re transplant

Does PD without
complication. Finds diet
restrictive =>palliative PD
approach. Open discussions.

Breathing continues to
worsen, hates the diet
restriction. Decides to
discontinue

Early as possible

Wife comes to meet at 6
months to further discuss
prognosis

Develops skin lesions,
progress; with pain.
Intensification of Rx leads to
distress

Stops dialysis close to end of
life




Conclusion - 4 common principles

» Offer a prognosis (and dialysis discontinuation)

* Listen

* Acknowledge the hardship(s) and change over time
* Be honest

[ OBbjeCtiveS& I The Why I The When I The What The End
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Inwaccepting deativas inevitable, we don't label it as
a good thing or o bad thing.

Ay one of my teachersy once said to-me, “Deativ
happens. It is just death, and how we meet it is up to-
M”

JoonHalifor



