Palliative Care in Chronic Kidney Objectives

Disease . PGST Successes = Highlight the relevance of palliative care to ESRD.
Remalnlng Challenges m Describe successes in renal palliative care

+ Ethical guideline development

+ Framework to integrate renal palliative care

+ Advances in prognosis estimation and advance care
planning (ACP)

+ Pain and symptom assessment and management

= Remaining challenges

# Determining who will benefit from conservative
management

Sara Davison + Systematic integration of ACP

Renal Education Davs. Kelowna. BC + Symptom management (non- pain, spirituality)
YS, ! + Palliative care education for renal staff

April 30, 2010 + Barriers to hospice for dialysis patients

Palliative Care Curative / Remissive Therapy

Palliative care is an approach that improves the
quality of life of patients and their families
facing the problem associated with life-threatening
illness, through the prevention and relief of
suffering by means of early identification and
impeccable assessment and treatment of pain
and other problems, physical, psychosocial and Presentation Death
spiritual.
Palliative Care EOL/Hospice
World Health Org atio care

The ESRD Population Unadjusted Survival Probabilities
P (%) for Incident ESRD Patients

= Significant co- " =
' L years

® 50% patients '- e 40-49 (896 (816 | 619 377
starting dialysis > ¢ .
65 yrs

= Patients > 75 yrs:
fastest-growing
group of dialysis
patients.

USRDS, 2008



The majority lack capacity at the time the
decision to yithdraw dialysis is mad

Only 6-51% of HD patients have advance directives
+ Address only limited treatment options
. pically do not address withdrawal of dialysis
* Most do not cheose DNR

Dialysis patients typically do not view themselves as terminally ill

Davis TR et. al. KI 2008 Lai, 1999

How EOL Decisions Are Being Made

m By family and health care providers
= Surrogates lack the knowledge of patients’ preferences
+ Includes wishes for ongoing dialysis

+ Family consistently overestimates patients’ desires to
continue dialysis across hypothetical health conditions

Miura y et al. AJKD 2006

Moss AH, 1992

Patient Preferences for CPR
n=584 Davison CTASN 2010

Patients with an advance directive (38%)
m 37% were a “full code”
= 18% were unsure what their AD stated

Current preference for resuscitation (all patients)
m 39% wanted full resuscitation
= 19% were unsure

Current preferences for EOL care

m <18% preferred a course of treatment focused on
extending life at the expense of suffering, functional status
and QOL

Theoretical Trajectories of Dying

Lunney, J. R. et al. JAMA 2003;289:2387-2392.
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Symptom Burden in Dialysis Patients Severity of Pain: Brief Pain
Inventory Scores

M itching

O anxious

Cause of pain is NOT predictive for severity of pain

D | KI 21 169:1621
avison, et al 006;69:16. Davison, AJKD 2003

The Impact of Pain and Overall Point Prevalence of Analgesic
Symptom Burden for ESRD Patients Use: DOPPS

Any analgesic 30.2% 243%
Davison JPSM 2005 18.0% 14.9%
Symptom burden accounted for 29% of the impairment in Any NSAID

physical HRQL and 39% of the impairment in mental HRQL Any 11.1% 6.3%
Davison JPSM 2005 acetaminophen

Change in symptom burden accounted for 34% of the change in 3/ e e . .
physical HRQL and 46% of the change in mental HRQL. ¥4 of patients reporting moderate to severe pain were
: Davison JPSM 2005 not prescribed analgesics




Shared Decision-Making
in the Appropriate Initiation of
+ Identification of the problem and Withdrawal from DiaIYSis

Successes

Ethical euideline devel 1: Shared Decision-Making
+ Ethical guideline development : Informed Consent or Refusal
. . : Estimating Prognosis

+ Formation of frameworks to integrate renal . Conflict Resolution

palliative care : Advance Directives

. ) ) : : Withholding or Withdrawing Dialysis
+ Advances in prognosis estimation

: Special Patient Groups
+ Advance care planning : Time-Limited Trials IQ PA

+ Pain and symptom assessment and management : Palliative Care Renal Physicians Assoc

rpa@renalmd.org

Establishing a Palliative Care

Framework for Advanced CKD

Advance Care Planning
« Surrogate decision-maker
* Goals of care

Patient Identification
« High mortality risk
* High need

« Suffering

* Goals of care

* Decision making

Bereavement

(initiation or

Management of Suffering
withdrawal of

« Physical
« Emotional/psychosocial
* Spiritual

* Anticipatory grief

dialysis)

Davison et al. Nephrologists’ Reported Preparedness for End:
Decision-Making. Clin J Am Soc Nephrol. 2006;1:1256-1262.

Predictors of Poor Prognosis Charlson Comorbidity Index sesm s aso 200
for ESRD Patients

Age
Nutritional status
+ Serum albumin < 35g/L
+ ~50% mortality at 1 year
+ 17% at 2 years
Comorbid Illnesses — Charlson Comorbidity Index 2 points each for: hemiplegia, moderate-severe renal disease, DM
¢ CCI>8~50% 1 year mortality

4 http://www.medalreg.com/qhc/medal/ch1/1 13/01-13-01-
Beddhu S AJKD 2000

1 point each for: CAD, CHF, PVD, dementia, chronic pulmonary
disease, connective tissue disorder, peptic ulcer disease, mild liver
disease, DM

1 point for every decade over 40

Surprise Question
Functional Status

opriate Initiation of

and Withdrawal from Dialysis. 2




Survival by Comorbidity Score

CCi< 8

CCI=8

Mean Days Alive

“CCI<8"= 357.4+2.6

“CCI=8"= 344.0£6.4
P=0.006

Proportion Survival

¥
300

Days Alive

Older age

Lower serum albumin

Greater comorbidity — CCI

‘Survival by Surprise Question Responee Higher pairl levels

Greater functional impairment — Karnofsky
Mortality at 1 year =29.4% v. 10.6%; OR 3.5

Would you be surprised if the patient
died in the next year?

The odds of dying (within 1 year) for the patients in
the “No, I would not be surprised” group were 3.5
times higher than for patients in the “Yes, I would
be surprised” group

i

“The surprise question helps identify patients for
whom palliative care is appropriate.”

Infegr'ated Prognosﬁc Model Remaining Challenges: determining who will benefit

from conservative management v. dialysis
Cohen CTASN 2009 Murtagh FE et al. Nephrol Dial Transplant 2007;22:1955-1962.

ble ter | Predicted Survival
ue m Pts > 75 yrs, eGFR < 15 ml/min
35

Albumin
(enter raw albumin level; if <

= Conservatively managed patients: older (83.0 v. 79.6);
2.5, enter 2.5; if > 4, enter 4) Dialysis | Conservative | All patients
i - o
(enter 1 if not surprised, 0 if 1 . 0 0

surprised) _
(enter actual age)

Dementia 12 month | 74.4% . . .
(011 = s, O =) . “.... survival advantage [for dialyzed patients] was lost

- - - in those patients with high comorbidity scores,
LRET e s e G R especially when the comorbidity included ischaemic

(1=yes, 0=no) heart disease.”




Survival in elderly patients with CKD stage 5
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Fig. 3. Kaplan-Meier survival curves for those with high
comorbidity (score=2), comparing dialysis and conservative
groups (log rank statistic <0.001, df I, P=0.98).

Advance Care Planning

m A process that involves
understanding, reflection,
communication and discussion
between a patient, the
family/health care proxy, and
staff for the purpose of
prospectively identifying a
surrogate, clarifying preferences,
and developing individualized
plans for care near the end of life.

The focus is not merely death and the right to refuse
treatment but rather about living well and defining
“good care” for each patient near the end of life.

Patients' Desires for Treatments
in Various Health States (%)
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Goals of Care and ACP

“Goals of care are inextricably linked with patient

and family understanding of illness and

expectations. In the context of facilitated ACP, it
is clear that goals must reflect expectations that
are in balance with adequate knowledge.”

This includes prognostic information

Talking About Prognosis & EOL Issues

“Yikes! Oky, I'm going to pretend | didi't see that”




Nephrologists should voluntarily
divulge survival data to potential

dialysis patients.

Fine PDI 25 269 2005

= 100 non dialysis CKD pts during 1%t nephrology visit

97% want prognostic info without the MD being asked
(only 3% did not want to know life expectancy with and
without dialysis)

They want as much info both good and bad

Only 11% said that that they did not need to know
prognosis to make a decision on whether to start dialysis

ARTICLE

Annals of Internal Medicine

Hope, Truth, and Preparing for Death: Perspectives of Surrogate
Decision Makers

Lattt Apativa, BA: Fhzabath & Doy, PAD; Grace Mabust, BA: Lash B Bvams, Ik Sohn AL Liss, WD; Bermuesd Ls, MO dnd

Ann Intern Med, 2008;149.86 1-868.

Conclusion: Most surrogates of critically ill patients do not view
withholding prognostic information as an acceptable way to main-
tain hope, largely because timely discussions about prognosis help
families begin to prepare emoctionally, existentially, and practically
for the possibility that a patient will die.

The Impact of ACP on EOL Care in
Elder'ly Patients: RCT BMJ. Detering et al. 2010

m Respecting Choices Program
= N =309

m EOL wishes more likely to be known and
followed (86% v. 30%, p < 0.001)

= For family members after patient death, less stress,

anxiety and depression in the intervention group

Information-Giving within ACP Enhances Hope

Davison, BMJ 2006

m Less fear: early information, especially prior to RRT
Empowerment
Enhanced relationships
Type of information

+ Impact on daily life

+ Helps patients see future possibilities consistent with
their values — essential in maintaining hope

Giving “bad prognostic” information does not result in
harm and can have positive outcomes

Associations Between End-of-Life Discussions, Patient
Mental Health, Medical Care Near Death, and Caregiver
Bereavement Adjustment

Alexi A, Wright; Baohui Zhang; Alaka Ray; etal.
JAMA . 2008;30C(14) 1665-7673 (doi 10.10C1/amz.3D0.14.1665)
iscussions are associated with less dgg!’ESSIVE medical care

s En
near death .Jnd earlier hospice referrals. Aggressive care is associated with worse pa-
tient quality of life and worse bereavement adjustment.
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Impact of Disease-Specific
ACP: RCT

Kirchhoff et al JAGS 2010 in press

m N = 313 surrogate pairs (43% had ESRD)

m Surrogates demonstrated significantly better
understanding of patient goals

m First step toward ensuring patient goals for care
are known and honoured



Key Elements to Facilitate
Effective ACP

Patient participation

. Determine the patient’s ability to be involved in /

. Determine the patient’s interest in participating in ACP

. Determine the patient’s perception of potential benefits of
participation in ACP

. Determine the patient’s perception of level of control and
power

. Determine the patient’s resources to participate in ACP

. Identify whom the patient wishes to engage in ACP

Davison CTASN 2007, AJKD 2007

making and defining priorities for goals of care
. Measure understanding of illne
. Determine how patients expect to make dec
. Determine expectations regari
care
4. Determine patient values that d end-of-life preferences

Key Elements to Facilitate
Effective ACP

Patient-physician relationship

. Use of lay language to promote understanding

. Empathetic listening

. Affirm patients’ self-worth

. Maintain trust, honesty, promise keeping,
confidentiality, and caring

Davison CTASN 2007, AJKD 2007
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Documentation

1. Easily identifiable

2. Travel with the patient across health care settings so it
is available for all professional caregivers involved in
the care of the patien
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Additional Challenges to Overcome

Facilitation
+ Consensus on when to start discussions, who to include
stematic Integration

+ Providing the necessary resources: including reimbursement
for the time involved

Professional Training

+ Respecting Choices Program
Cultural differences that influence ACP

+ Concept of autonomy
+ Decision-making models
+ Communication of bad news
+ Attitudes towards ACP and end-of-life care
Davison Adv Chronic Kidney Dis 2008
ystems to increase the uptake & effectiveness of AC




Interventions to Increase Uptake
and Effectiveness of ACP

= Written material on ADs does not alter attitudes to ADs; only
transiently improves understanding of end-of-life care issues.
Holley AJKD 2003
m Peer mentoring: RCT of 203 dialysis patients - increased
completion of ADs, increased comfort discussing ADs, improved
subjective wellbeing among the African American participants.
Perry AJKD 2005

= Multi-component approaches “Respecting Choices”
+ AD completion increased from 15% to 85%
+ Median time between AD and death was 1.2 years.

+ Almost all ADs requested that treatment be forgone as death
neared and treatment followed these instructions in 98% of cases
Hammes. Archives of Int Med 1998

[ =

Successes

# Identification of the problem
+ Ethical guideline development
+ Formation of frameworks to integrate

renal palliative care

+ Advances in prognosis estimation
+ Advance care planning

# Pain and symptom assessment and
management

Behavioural Change

m Health Information Technology
+ Identify at risk patients
+ Provide automated reminders for ACP
+ ~ 8-fold increase in having an AD discussion with 45% of
these discussions resulting in the completion of an AD.
+ Share information across providers with a uniform instrument.
+ Promote adherence to guide-line based care.

= Social Marketing
+ “Respecting Choices”

m Legislative & Policy Change
+ POLST (Physicians Orders for Life Sustaining Treatment)

D ot [ £t b 7 i e e it = e

Initial Symptom Screening - ESAS

Onset
Location

Character

Duration

Intensity

Severity — impact on HRQL
Temporal characteristics
Triggering/relieving factors

Type (nociceptive,
neuropathic)
Psychologic symptoms

= Treatment (duration, dosage,
side-effects)

Goals & expectations of
treatment




Y, " Freedom from pain

Efficacy of the WHO Analgesic
Ladder to Treat Pain in ESRD

OPIOID FOR MODERATE
TO SEVERE PAIN
+ NON-OPIOID

+ ADJUVANT 45 HD patients

=
(=]

g or increasing

WEAK OPIOID FOR MILD TO
MODERATE PAIN
+ NON-OPIOID
+ ADJUVANT

- M nitial Pain Score (0-10)

Post Treatment Pain
Score (0-10)

Pain persisting or increasing
18

Neuropathic Pain Nociceptive Pain

“NNNNNNNY

Type of Pain Barakzoy, JASN 2006

Clinical Algorithm &
Preferred Medications
to Treat Pain

in Dialysis Patients

Devebaped by the Mid-Atlantic Renal Coalstion cegnitively
and the Kidney End-of Life Coalition

http://www.kidneyeol.org/painbrochure9.09.pdf.

OVERVIEW OF ESSENTIALS OF PAIN MASAGEMENT PREFERHED MEDICATIONS B CKD
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Remaining Challenges

m Enhance management of other symptoms,
including spiritual distress

= End-of-life care training for nephrology staff

m Increase access to palliative care including hospice
for dialysis patients

ALGORITIN 10 TREAT SEVERE CHROMC
P 1 D s PATIENTS

ManacIuENT 08 OF0m Amvinst ELCTs
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Spiritual/Existential Needs in
Chronic and Terminal Illnesses

Finding hope

Finding meaning in my life now
Dying and Death

Finding peace of mind
Overcoming my fears

The meaning of life

Finding spiritual resources




Spiritual Needs in Patients with CKD

N=253; pre-dialysis (stage 4&5) and dialysis patients
Patients reported a mean of 3 (out of 7) spiritual needs

End-of-life Care Training in

Nephrology

Hemodialysis

Distal RTA

AJKD2003;4: 320

End-of-Life Care

69.1% of patients reporting at least 1 spiritual need.

32% of patients had high spiritual needs (defined as
reporting > 5 of the 7 needs).

Spiritual care needs were not associated with age, gender,
race, marital status, dialysis modality, time on dialysis, or
comorbidity.

100% 100%
O Teaching

0% 0%

509, B Preparednes 8%

70%

60%
50%

Conclusions
m These patients had substantial spiritual care needs.
m There were no clear predictors of high spiritual care needs

= Highlights the importance of evaluating all CKD patients
for unmet spiritual needs.

s 2
Davison JPSM 2010 0 = no teaching or completely unprepared 10 = a lot of teaching or completely prepared

Dialysis Withdrawal and Hospice Status of
Deceased Patients: usrDs 2001-2002 Cohort

Dia thdrawal Deceased Patients Percent Mean Age in
and Hospice Status (N=115,239) Years

73.4+11.0 *
68.6+13.4
72.7+11.8

ok

Hospice Yes 15
Hospice No 99,674

Withdrawal Yes 25,075

Hospice Yes 10,518 73.9+10.6
14,557 VAWED VK]
81,624 68.0+13.4
2,751 71.7£11.7
67.9+13.5
71.1£13.2

Withdrawal No

“There’s no easy way I can tell you this, so I'm Unknown

sending you to someone who can.”

Costs Associated with Hospice Use in
ESRD: UsrDS 2001-2002 Cohort

BC Renal Agency

sis Withdrawal S Mean cost Mean cost Mean Provincial End_of—llfe Care Initlative
and Hospice Status last 6 last week hospital
months of of life day:
life (US$) (US$)
6 month cohort 91,687 64,461

Patients who withdrew

Questions?

Hospice Yes
Hospice No
Withdrawal No

Hospice Yes

8,200
11,317

2,165

65,868

Murray and Moss, N 2006




