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All active treatment

Ceilings of
active treatment

Comfort
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Lamont et al, Annals of Internal Medicine 2001; 134: 1096-1105.

Overestimate if:
Younger patient
Female physician
Least confident about prognosis

Most experienced physicians



Gwilliam B et al
Ann Oncol.2013 Feb;24(2):282-8

* Nurses
—No worse than doctors
e MIDT

— Better than doctors or nurses alone
e Patients

—61.4% want to know, but nearly all are over
optimistic
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Increased survival
Symptom management
Restore independence/function
/\ Decrease hospitalization

Expected death in the place of choice
(expressed preferences)
Expert symptom management
Holistic care — including spiritual support
Support for bereaved family/carers
Care of the body after death

—~ ?increased survival




Last hours of living,
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N PVIAE DTG (The terminal phase)
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Symptoms at First and Second
Assessments (N = 176)"

First Second
evaluation evaluation

Svmptoms n (%) n (%)

Asthenia 135 (76.7) 144 (B.18)
Anorexia 120 ) 141 (80.1)
Drv mouth 108 i 123 (69.9)
Confusional status h3 (30. 120 (68.2)
Constipation R7 (49, 97 (ha.1)
Dyspnea 70 . B2 (46.6)
Dysphagia 49 : 81 (16.0)
Anxiety 89 (h0.6) 80 (45.5)
Depression 93 (52.8) 68
Paralysis 36 (20.5) 57
Pain 92 (52.3) 53
Sleep disturbances 61 (34.7) 50
Cough 49 (27.8) 31
Nausea 46 (26.1) 23
Hemorrhage 28 (15.9) 21
Vomiting 33 (18.8) 18
Diarrhea 16 (9.1) 12
Dysuria 14 (8.0) 12

" The mean time interval between Arst and second

assessments was 6.5 weeks (range, 2-10 weeks). In the

majority of patients (56.2%), the secand assessment was

performed during the 48 hours of life. For the timing of the
H - - - o L

Conill et al. Symptom Prevalence in the Last Week of Life. Jnl Pain
Symptom Manaage. 1997







Prevalence

One of most common and most feared symptoms
associated cancer

59% of pt. on active anti-cancer treatment

64% of pt. with metastasis advanced, terminal disease
33% of pt. who have been cured of cancer report pain
21 in 100,000 population in Thailand died from cancer
And overall of 53%(range 28-87%)

>1/3 patients have moderately to severe pain

Specific cancer types: pancreas, head&neck (40%)



Cancer patient

At diagnosis, prevalence of PAIN is 30-40 %

With advanced disease, prevalence of PAIN is

70-80 %

95% of cancer patients can relieve pain but 50%
of cancer pain is good control
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Numeric Rating Scale
=

0O 1 2 3 4 5 6 7 8 9 10
T S *

None Mild Moderate Severe

http://0.tgn.com/d /pain/1/0/S/-/-/-/PainScale.gif



Morphine
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Fentanyl, Durogesic Patch
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End of life Pain

70% alternate route of opioid
Some cases are refractory
Total suffering assessment
Multidisciplinary assessment
Hours or months before death

Other symptoms: dyspnea, agitation, delirium and
anxiety

Sedation : bezodiazepines, neuroleptics



Dyspnea




Total {PC % of |LOS |[LOS |Dead CPR |MV |NIV [HFOC |Mask/canular
case PC ICU PC

Oct
Nov
Dec
Jan
Feb
Mar
Apr
May
Jun
July
Aug
Sep
Total

/3
51
66
62
60
68

57
55
57

27
20
20
16
18
17
20
17
17
25
14
226

36
39
30
26
30
25
36
31
30
31
22

29.7 2.41 3.56

2.47
2.68

2.45
2.48
2

2.09
1.84
1.86
1.82
1.78
3.01
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2.65
3-34
2.78
2.85
2.26
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4-45
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11

o H O O N 00 O N U

3

3
3

20
9% 57% 9% 17%

9 3

16 2
7 3 4
7 6
7 4 7
13

13

7 4 6
11 1 5
17 1 6
10 1 2
129 20 38

15

45
20%



pressure, flow, and
CO, sensors
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Patient 50 100
Female : Male 24 :26 49:51
Age mean 57.36 (24-81) 56.62 (30-90)
Bed : Nurse 8:17 5 nurses
Ratio of pt. PC: pt. IPD 30:22 : 100
Leading symptom for admission 70:9:5:5:11 Cancer pain 100,
ICU : dyspnea: bleeding: Neuropathic pain 30,
electrolyte : Drug reaction: Bone pain 15
sepsis Other pain 22 (gut obstruction,
brain metas, cord compression)
LOS (day) 9.64 (1-60) 91 (4-296)
MV : NIV : O2 Supplement 35:1:14 -
% CPR 16 (8) Home : Hospital 45:55
Cost average (bath/person) 93,494 (5,687 — Pain drug 10,459
433,654)
Cost average (bath/person/day) 9,689 Pain drug 116 (18 — 503)
% Advanced Care Plan (ACP) 66 (33) 84 (84)
% Bereavement 86 (43) 96 (96)



able. Signs of Active Dying in 100 Cancer Patients

Hours Prior to Death,
Mean/Median (SD)

Retained respiratory secretions audible (death 57/23 182)
rattle)

Respirations with mandibular movement (jaw 7.6/2.5(18)
movement increases with breathing)

Cyanosis of extremities 5.1/1.0(11)

Mo radial pulse 2.6/1.0 (4.2

Data from: Morita et al. A prospective study on the dying process in
terminally ill cancer patients. Am J Hosp Pall Care. 1998.



Ensuring Good Care

Make environment comfortable
Attentiveness, compassion and concern
Avoid burdensome care

Respect values

Working as a team

Encourage family to be with, touch,
speak to the patient; support them as
needed to do this

30



What is a good death?

Attributes Patients Members Physicians Providers
Freedom from pain : 2.99 (1) 2.83 (1)
At peace with God

Presence of family

Mentally aware

Treatment choices followed

Finances in order

Feel life was meaningful
Resolve conflicts
Die at home 7.03 (9) 6.89 (9) 6.78 (9) 7.14 (8)

*Attributes are listed in the mean rank order based on patient response. Numbers in parentheses are mean rank order,
with lowest rank score (1) indicating most important attribute and highest rank score (9) indicating least important.
Friedman tests were significant at P<<.001, suggesting that rankings by each group were different than would be
expected by chance alone.

Steinhauser et al. Factors considered important at the End of Life by Patient,
Family, Physicians, and Other Care Providers. JAMA 2000.




Barriers to Quality End Of Life Care

Lack of knowledge
on part of health
care professionals

Aging of the
population

Delayed access to
hospice &
palliative care

Realities of life
limiting diseases

Rules &
regulations




-acilitating Ethical and Legal
Practice

The 4 Box Method

Medical Patient
Indications Preferences
Quality of Contextual

Life Features

Jonsen et al., 2010



Self-determined Needs & Goals

 Assist patient in meeting end-of-life goals
- Who?

- What?

- Where?



Cultural Influences

Determine beliefs and values

Respect need to “die on his or her own
terms’

Never impose own beliefs
Avoid judging how family members cope



Family Needs

Do patient’s and family’s goals conflict?
Is there unfinished business?

Promote patient — family communication
Reassess patient goals and priorities



Assist Patients & Family In
"Reframing(slwi) Hope”

 Hope may begin with hope for a cure, but can
evolve into many things as patient and family
goals change

« There are many facets to hope. It's the desire
and the expectation that something is
obtainable

» Caution to not to promote “false hope”



Care Environment -
Physical Environment

“Sacred (’?‘Nﬁﬂa(, dnmsz) Space”
Objects and views

Lighting

Sound

Family space



Care Environment -
Staff behaviors and attitudes

Privacy and support

Sit, listen, convey compassion, concern
Importance of presence

Model behavior



Signs Associated with Actively
Dying Cancer Patients

Patient becomes bedbound
Patient IS semi-comatose
Patient able to take only sips of fluid

Patient no longer able to take oral meds

J Ellersaw and C. Ward. Care of the dying patient:
the last hours or days of life. BMJ. 2003. 326:30-34



ldentifying the Dying Patient

* Progressive, incurable, chronic medical

condition
— Progressive disease that no longer responds to life-
prolonging treatments
* Heart failure or COPD
» Metastatic cancer
« Chronic aspiration pneumonia
— Progressive decline in functional ability

— Psychological acceptance of imminent death



ldentifying the Dying Patient

 Syndrome of Imminent Death

— Early Stage - bedbound, loss of interest/abllity to eat/drink;
cognitive changes; either hypo/hyperactive delirium, or
sedation

— Mid Stage - further decline in mental status (obtunded);
‘death rattle’ or inability to manage oral secretions; fever

— Late Stage - coma, cool extremities, altered respiratory
pattern; fever

— Time Course - varies from less than 24hrs to 14days;
difficult to predict time course; family distress as patient
lingers.’

— CAPC: A Guide to Building a Hospital-based Palliative Care
Program, 2004.



Case 1

Mr. H 57 yrs. Male Advanced COPD and stage
4 CA Lung

Previous CMT, RT.
Admit with worsening dyspnea, cough.

RR 33/min, accessory muscle, can speak only
short sentences, panicked,

CXR : Right Middle lobe infiltrate, compressive

atelectasis, moderate size pleural effusion on
Rt. side



Case 1

 Mr. H and his son necessary to make decision
goal and expectation of medical treatment.

* His condition deteriorating rapidly respiratory
failure which may or may not reversible.

* You ask, he understands of his illness...... he
reply he know cancer cannot be cured, hope
will live to his 60 th Anniversary which is 3

years away.




Case 1

* His son : Dad has always been a fighter, so if
there is anything that will help him live longer,
he want to try it, even if it means going on
machines



Benefit, burdens and goal of care

* Disease modifying therapies may not be
nossible or burden may not fit goal of care

* |Intervention should be determined base on
the goal of care, feasibility and indication,

* Symptom should be modified regardless of
the goal of care



Case 1

Both feel strongly that trail Bi-PAP, ATB,
nebulizer, steroids prn MO

Thoracentesis is performed to help reduce
WOB.

Next few days, pt. feel better and able to take
Bi-PAP,
Bronchoscopy : endobronchial lesion : Cancer

Oncologist told pt. and his wife : No more
CMT.



Case 1

e Pt.: Dyspnea, cough and anxiety on exertion.

* You review: no using MO prn.
* To put you out in the end.



Evidence of Opioid

31 pt. CA Lung and Lung disease receive MO 90
mg/day oral form.

No significant differences in RR, ABG values, peak
flow rates.

Conclusion : safe, efficacious in.
Opioid naive : start low and go slow.

Drowsiness and nausea will attenuate after a few
days : explain to pt. and family

sleepier able to rest, comfortable for restorative
sleep



depression and dyspnea

> 50% of pt. with advanced COPD.

Treatment depression : beneficial (more than
anxiety)

> 75% in pt. with advanced and life-threatening
condition : has significant depression

Detection in early and repeated assessment for
depression.

Anxiolytic have not been proven efficacious in
treatment dyspnea



Case 1

A few day : pt recognize in everything

Make decision : shift to a purely comfort
approach

His symptom are better controlled, anxiety
with his wife difficulty handling his illness and
impending death.

His own feeling of sadness, regret, feeling he is
letting them down.



Case 1

Go home, free from Bi-PAP, on high flow
oxygen.

2 week after, he : lethargic and a death rattle
His family want to suction :afraid is drowning
Pt is active dying process

Pt want comfortable

Family is anxious : increase MO

And re-advise family.




-acilitating Ethical and Legal
Practice

The 4 Box Method

Medical Patient
Indications Preferences
Quality of Contextual

Life Features

Jonsen et al., 2010



Ethics: FOUR principles

1. Principle of AUTONOMY wsu.gunwuiiti
N1 8
It is understood that the individual is the only one

in his place, with his knowledge of his life, history,
and values.

IMPORTANT DRIVER FOR HOSPICE MOVEMENT



1 A I~ s
WTU.GUNTWLHIIA W.A. 2550 thuiivesynains

4 <7
NNMSUNNG tagiilu Advanced Care P/an
NIRST & PUNITUSNSAIBITURY UARINTATUAIITUFUADY

Y Yo

u@wawﬂmuﬂwmwmLnmmmnumi"lummﬁ"lwmummﬁmm
@muwmwammummmvh ﬂivnaumﬁmmﬂ@’lumﬁu

o Y

u“efa"l,mummﬁ“lm u,aJ’lunﬁmwmuUﬁn')ﬁ?_lﬁmﬁ'l&ié’uu?‘mﬁ"lm 9
Tiusnsuiuidls

oluﬂﬁ‘m‘i/llaﬂﬂﬂQﬁNLﬂﬂﬁﬁﬂﬁﬁ"ﬂ’ﬂumﬁ"]ﬂLLﬂ N‘é“l.l‘l.lﬁ‘ﬂﬁ%‘l;‘l/\lﬁ"lul,‘lﬁﬁl

ﬁﬁ%‘l.l‘l.l%‘ﬂ’]ﬁ‘ inilm °1I’ﬂLﬂQQSﬂﬂﬁluﬁtLﬂuﬂQﬁ‘U’ﬂﬂlﬁLL'Q\'i ‘I/Tﬁ"ﬂl,lﬂﬂ

il’aﬂrmfauu_lumq m‘lﬂﬂﬁ‘ﬂﬁ’ﬂuﬁlﬂﬁ SUNATaU lUANNLAKNE
Mﬁ"ﬂ’ﬂuﬂﬁ"\ﬂuu L’J‘I«!LLI?]Lﬂuﬂﬁ‘mﬂmﬁﬂﬁ‘ﬂ’]ﬁ‘ﬂﬁuu’lﬂLﬂuLﬂ’ﬂ'ﬂﬂ’N

FELL59

2



1 A I~ s
WTU.GUNWLHIIA W.A. 2550 thanivesynans

o I~
nmsunnd vaziih Advanced Care Plan
NPT cﬁuluﬂ']illﬁﬂ']ﬁﬂ']ﬁ']?mﬂ"ﬂ Uﬂﬂ7ﬂ?ﬂ7uﬂ7ﬁ7ﬁ‘mﬂﬂlﬁﬂ\7

LL’Q\?"ZI@?J@@’HJZWm’)W‘VILﬂEI’J"II@Qﬂ‘iJﬂ’]‘é‘ulMU%‘ﬂ’]%‘dlﬁﬁ?ﬂﬂﬁ‘ﬂ’)ﬁ‘?’lﬁ")ﬂ

a1 g nangsuLsnisazld Usznaunisanaulalunissy

Waa lNsULSINIS LA Lmz"lunimwmummﬁjgmﬁZmummﬁ"lm T

Tvvusnsiudla
dluﬂﬁ‘fﬁﬁtﬁﬂﬂ')ﬁuLa‘ﬂﬁ’lﬂﬂdﬁ"ﬂﬁumﬁ‘ﬁﬁlLLﬁEE%‘J‘LI‘LI?‘ﬂ’Iﬁ‘

ﬂfaﬁﬂuq'iﬁﬂuﬁqmm%ﬂ'qﬁuﬁunﬁzﬁﬁmﬂlﬂﬁ”
(o )mummsfaﬂ"lumqvwmmaum’mmmmu,avumw
niludadlianudaaiuaailunisTunau
(la) mu1_|'in']'i”luaﬂ"lumuquvﬁummmaua”lﬂ wazliana
Lm"luuﬂﬂ@sml,ﬂummwimzlﬁﬁumuﬂﬁvmangumﬂuwm@v
W’]m“liil Nﬂnﬂﬁm Nﬂnﬂﬁmmua ANNE USARAYLIAUDY
mumm's LALANT O ﬁummmaummﬂummwﬂﬂ



WL gUNINLHIA w.a. 2550 (right to self
determination and autonomy)

NIRFT ola YUAARNANTVINNUIRBLAALARUTbNLszR9A
azfuiiFnmsanarsugad Hulilifaaiatinnismely
2M9EAAMNEIRITINAY YiFBLNALANTNINIUANNMS
‘wuilagla

NIFANLUUNITATNNUNADUAAILAAUIATNITIAUUS bR
(] o ac Al o
ilulidanunaninamnuazignisniiuunlungnszngaa

WWagilsznavaridnauaiansuga ladJinais

IRAAUNTRILUAARATINITTAUUILAIN LI DRINTITNTSINUY
~ a v v v a &
iuAnudawazluNUaINANSURANILA9



Informed Consent

e patTunauaINan1sShE c:communication
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Ethics: FOUR principles

2. Principle of Beneficence

Doctor is expected to act and advocate in
the best interest of the patient despite any
influences to the contrary. Physician must
act to aid acutely injured, strive to cure
ilIness, provide comfort to dying. Do good,
act in the best interest of the patient.

One of the most important driving principles
of ethical behavior for physicians.



Ethics: FOUR principles

3. Principle of Non-Maleficence “First do no
harm”

Any action to be taken should be free of potential
harm to the patient. Physician may recommend
treatment which has some risk if the alternative is
WOrse.

Important counter to excesses of beneficence.

Previously felt to limit physician ability to control
pain with sedating or opioid medications.



Ethics: FOUR principles

4. Principle of JUSTICE
Synonymous with FAIRNESS

Fair distribution of scarce resources
(distributive justice)

Respect for people’s rights (rights based
justice)

Respect for established law (legal justice)



Principle of human dignity/value of
life

e Can be used to advocate for procedures that
prolong life even when subjectively
uncomfortable or no consciousness

* Hospice care has a philosophical
underpinning that speaks against the
artificial and uncomfortable measures that
are often recommended for the purpose of
extending life.



TUBE feeding/parenteral nutrition

* Often advised during treatment of curable
illness or early in treatment phase for
noncurable illness.

* When return to better quality of life or
substantial prolongation of life is expected.

* Prolongs survival for some patients with
neurological degenerative diseases such as
Alzheimers, ALS, MS.

e Becomes ethical dilemma later in course of
disease



Principle of Honesty(Veracity)/Truth
telling

Contemporary American culture puts premium on this
also.

Patient must be informed of his diagnosis and prognosis
unless he specifically requests not to be told.

Discussion should be in appropriate language, appropriate
timing and allow appropriate time to consider if choices
are to be made.

Patient may designate a surrogate who will be given full
information for decision making purposes.

If the patient is not capable of making decisions a person
may be designated to do so, may be a family member or
legal guardian.
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ETHICAL CHALLENGES AT THE
END OF LIFE

Assessing decision making capacity
Withholding vs. withdrawing treatment
Doctrine of double effect

Artificial nutrition and hydration

Futility

Physician assisted suicide and
euthanasia



ASSESSING DECISION MAKING
CAPACITY

Competent vs. decisional
The case of the demented patient

Who does it?

“Testing” decision making capacity
Ability to communicate
Ability to understand treatment options
Ability to grasp consequences of accepting
or declining therapy
Ability to reason




ASSESSING DECISION MAKING
CAPACITY

The case of the depressed patient

Usually decisional but preferences can be
clouded

by severe depression
Psychiatrist should be involved
Surrogate may need to be involved
Ethics Consultation
Careful with decisions to limit or withdraw

withhold care

Ethnic and cultural variations



WITHHOLDING VS. WITHDRAWING
TREATMENT

Morally and legally equivalent
Moral factors are the same including
Respect of patient autonomy
Intention of the physician
Consequences and cause of death

Withdrawing care is much more emotionally
difficult

Withdrawing care should be less controversial if it
does not

: produce the desired effect after a specified
ime



DOCTRINE OF DOUBLE EFFECT
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DOCTRINE OF DOUBLE EFFECT

Are you killing my father with too much
Morphine?

~Gliving a medication such as Morphine with the
Intention of maklng{ the patient comfortable at the
end of life, but with the foreseen consequence
(perhaps even likelihood) of hastening the patient’s
“death by_resplrator% depression is permissible
since The intention here is not to Kill The patient.

The clinical priority here Is to relieve suffering at the
end of life



ARTIFICIAL NUTRITION AND HYDRATION
Medical debate

Evidence supports the view that dehydration in terminally ill
patients helps symptoms
Less cough and chest congestion and pleural effusion
Decreased urine output and need for catheterization
Decreased Gl fluid and bloating and diarrhea and ascites
Decreased leg edema and pain
No thirst ( Poor correlation with hydration status in the
terminally ill)
Most patients dying in acute care hospital receive hydration until
death
Most patients who die in Hospice hospitals or at home receive no
fluids



Definitions of Medical Futility

* No widely-accepted definition for the
term “medical futility” exists.

* Physiologic futility: the desired outcome
cannot be met.

. |mminent(?\iﬂﬁ1ﬂ5‘wlﬁﬂ§u) —Demise(nsmne)
futility: in spite of intervention the
patient will die in the near future.

* Quantitative futility: anything less than
a 5% chance of success would be futile.

e Qualitative futility: the patient’s quality
of life is so poor that continued
treatment is not appropriate.



Examples of Medical Futility
Definitions

* “A treatment evaluated by the health
care team, the family, or both as being

non-beneficial or harmful to a dying
patient”.

* “Any treatment which fails to provide

either cure, restoration or palliation to a
patient”.



Benefits of Medical Futility Policy

e Effective conflict resolution tool.

* Permits all parties to compassionately(panuiuan
wula) arrives at consensus.

* Allows for appeal or patient transfer if consensus
cannot be reached.

» Creates a fair process and greater consistency
anuganpaasiy) in handling medical futility cases.

* Opportunity for justice and due process for all
the parties.

* More defensible than no process at all.



Risk of a Medical Futility Policy

No universally accepted definition of medical
futility, permitting inconsistent results.

No opportunity for a meaningful hearing.

Inherent@es\fulnfide) Conflict of Interest

between the healthcare facility and its ethics
committee.

Patient or family may suspect care is being
withdrawn due to cost.

Oklahoma law provides no protection from civil
or criminal liability.
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5 Things Families Can Say to
Loved Ones Near Death

* Please forgive me.
* | forgive you.

* Thank you.

* | love you.

« Goodbye

Attributed to Byock. The Four things that Matter Most.
New York, NY; Free Press; 2004
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