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NEED FOR PALLIATIVE CARE -~

= WHO ALTAS
GLOBAL INDIA

20 million patients need
Palliative Care

Equal number of
families

69% are over 60 years of
age
6% are children.

About 78% of adults in
need of palliative care at
the end of life live in low
and middle-income
countries.

3 million patients with
cancer at any point of
time.

3 million cardiac,
respiratory, neurological

5.1 million with
HIV/AIDS

Children with HIV,
Thalessemia,
Neurological, Sickle cell
etc

Aged population with
morbidities



""ROLE OF A PHYSICIAN

Cure sometimes, treat often, comfort always.

(Hippocrates)

izquotes.com




THE WORLD HEALTH ORGANIZ
(WHO)
DEFINES PALLIATIVE CARE AS:

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 spiritual.
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'GOALS OF PALLIATIVE*CARE~

Provides relief from pain and other distressing
symptoms;

Affirms life and regards dying as a normal process;
Intends neither to hasten or postpone death;

Integrates the psychological and spiritual aspects of
patient care;

Offers a support system to help patients live as
actively as possible until death;

Offers a support system to help the family cope during
the patients iliness and in their own bereavement;
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Uses a team approach to address the needs of
patients and their families, including
bereavement counseling, if indicated;

Will enhance quality of life, and may also
positively influence the course of iliness;

Is applicable early in the course of illness, in
conjunction with other therapies that are
intended to prolong life, such as chemotherapy
or radiation therapy, and includes those
investigations needed to better understand and
manage distressing clinical complications.



“TRAJECTORY OF ILLNESSES

High

Function

Low

High
\\

Chraonic,
consistent
with usual role

Chronic, progressiva, Low
eventually fatal iliness

Function

High

Function

Mostly cancer
Death
— Time
Short period of evident decline
Maostly heart and lung failure
Death
—- TiTiE s
Long-term limitations with intermittent serious episodes

Mostly frailty and dementia
——-

Prolonged dwindling

Living Well at the End of Life

Adapting Health Care to Serious
Chronic Illness in Old Age

Joanne Lynn, David M. Adamson

Rand Health White Paper WP-137
(2003)



SUMMARY RECOMMENDATIONS

* Advanced cancer can take many trajectories;
understanding the trajectory of illness is key to
utderstanding the gpal of anlicancer Llrealmenl.
Performance status can help suide treatment
decisions, as well as provide important informa-
tion aboul prognosis.

Treatment of symptoms (physical, social, psycho-
logical, and spiritual) is important when treating
advanced discase.

An integrated palliative care and oncology
approach is best practice to provide quality
care that is in line with patiecnt-centric goals and
values,



COMMON SYMPTOMS IN PATIENTS WITH
ADVANCED CONGESTIVE HEART FAILURE

MANIFESTATIONS OF ADVANCED DEMENTIA
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RADBOUD- INDICATORS-FOR PALLIATIVE CARE-N EEﬁS
Co;gestive heart failure (RAD PAC)

The patient has severe limitations, experiences
symptoms even while at rest; mostly bedbound
patients (NYHA? |V)

Ther)e are frequent hospital admissions (>3 per
year

The patient has frequent exacerbations of
severe heart failure (>3 per year)

The patient is moderately disabled; dependent;
requires considerable assistance and frequent
care (Karnofsky score <50%)

The patient’s weight increases and fails to
respond to increased dose of diuretics

A general deterioration of the clinical situation
(oedema, orthopnoea, nocturia, dyspnoea)

The patient mentions ‘end-of-life approaching’

Chronic obstructive pulmonary disease

The patient is moderately disabled; dependent;
requires considerable assistance and frequent
care (Karnofsky score <50%)

The patient has substantial weight loss (¥10%
loss of body weight in 6 months)

The presence of congestive heart failure
The patient has orthopnoea
The patient mentions ‘end of life approaching’

There are objective signs of serious dyspnoea
(shortness of breath, dyspnoea with speaking,
use of respiratory assistant muscles and
orthopnoea)

Cancer
Patient has a primary tumour with a poor
prognosis
Patient is moderately disabled;
dependent; requires considerable

assistance and frequent care (Karnofsky
score <50%)

There is a progressive decline in physical
functioning

The patient is progressively bedridden
The patient has a diminished food intake
The presence of progressive weight loss

The presence of the anorexia-cachexia
syndrome (lack of appetite, general
weakness, emaciating, muscular atrophy)

The patient has a diminished ‘drive to live’

Ref: Thoonsen B, Engels Y, van Rijswijk E,
Verhagen S, van Weel C, Groot M, et al.

Br J Gen Practice. 2012 Sep;62(602):e625-31.


http://www.ncbi.nlm.nih.gov/pubmed/22947583
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~—— PROGNOSTIC INDICES

Gold Standards Framework, Prognostic Indicator Guidance (PIG)

The 'surprise question': For patients with advanced disease of
progressive life-limiting conditions - Would you be surprised if
the patient were to die in the next few months, weeks, days?

The answer to this question should be an intuitive one, pulling
together a range of clinical, co-morbidity, social and other
factors that give a whole picture of deterioration. If you would
not be surprised, then what measures might be taken to

improve the patient’s quality of life now and in preparation for
possible further decline?

NHS

Thomas K. 4th ed.

The Gold Standards Framework Centre in End of Life Care. 2011 Oct [cited 2014
Sep 29]. (642kb pdf)


http://www.goldstandardsframework.org.uk/
http://www.goldstandardsframework.org.uk/cd-content/uploads/files/General Files/Prognostic Indicator Guidance October 2011.pdf

PALLIATIVE PROGNOSTIC.INDEX

FPALLIATIVE PERFORMANCE SCALE (PPS)
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[a) Survival post-admissicn to an inpatient palliative wnit, all disgnoesas (Wick 2002
(B} Days until inpatient death following admission to an acute hospice unit, diagnoses not specified

(Anderscn 19556).

(o) Survival postl admission to an inpatient palliative unit, cancer patients only (Morita 1995).
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Anderson F, Downing GM,
Hill J. Palliative
Performance Scale

(PPS): a new tool.

J Palliat Care. 1996;
12(1): 5-11.

Morita T, Tsunoda J,
Inoue S, et al. Validity of
the Palliative Performance
Scale from a survival
perspective. J Pain Symp
Manage. 1999; 18(1):2-3.

Virik K, Glare P.
Validation of the Palliative
Performance Scale for
inpatients admitted to a
palliative care unit in
Sydney, Australia. J Pain
Symp Manage. 2002;
23(6):455-7.

Myers J, Kim A, Flanagan
J. Palliative performance
scale and survival among
outpatients with
advanced cancer.
Supportive Care in
Cancer 2015; 23.4: 913-
918.



HOLISTIC ASSESS

- DISTRESS THER

/
Natiomal
Comprehanstve
Network® NCCN Distress Thermometer and Problem List for Patients
NCCHN DISTRESS THERMOMETER PROBLEM LIST
Pleaze indicate if any of the following has been a problem for you in
the past week including today.
Be sure to check YES or NO for each.
YES MO Practical Problems YES NO Physical Problems
Instructions: Please circle the number (0—10) that best O 0O Child care O 0O Appearance
describes how much distress you have been experiencing in O O Housing O 0O Bathing/dressing
the past week including today. O O Insuranceffinancial O O Breathing
O O Transportation O O Changes in urination
W ) O O Workschool O O Constipation
Extreme distress 10 2 O O Treatment decisions O O Diarhea
Q O Eating
i Family Problems O O Fatigue
8 1 |— O O Dealing with children Q O Feeling swollen
O 0O Dealing with partner O 0O Fevers
T4 = O O Ability to have children O O Getting around
64 = O 0O Family health issues O 0O Indigestion
O 0O Memonyconcentration
54 — Emotional Problems O O Mouth sores
4 = O O Depression O 0O Mausea
O O Fears a O Mosedry/congested
34 - O 0O MHNervousness QO O Pain
O Q Sadness a QO Sexual
24 - O O Wormry O O Skin dryfitchy
1 O O Loss ofinterestin O O Sleep
usual activities O O Substance abuse
Mo distress 0 O @O Tingling in hands/feet
O 0O Spiritualireligious
—
CONCErNSs
Other Problems:

Yersiom 1.6, DSAOEMHE. The NCCH Cinlcal Pracice THCCHN G ™ are & sialement of evidenos and ¢ g5 of B garding thelr wiews. of cureniy aco=pted approaches o Ay cliniciam i g b
apply o consult the NCON Guidelines s evpecied o use independent medical judgment in the contest of individual dinical crcumestanoes o determine sy pabent's cane or reafment. The NaSonal Comprehensive Canosr Netaork® (NCONT)
makes RO rEp or of any knd thedr content, wse or application and discaims. any nesporsbility for Tweir applcation or use: In any wag. The NOCH Guldelines are copyrighied by National Comprefensie Cancer

Metwork™. A rights reserved. The NCCH G and the Feerein may not be reproduced Inamy fomm without e express weilen permission of NCON. S2016.




COMMUNICATI

Communication About Diagnosis: Giving Bad News

Recommenadations

Find 2 comfortable and private place 1o alk

Ask whether the patient would Hke to have others present
Minimize inferruptions

Assess the patient’s understanding of the situation

Lt the patient know explicitly that bad news is forihcoming
Provide imformation bogestly and in simple language

(ibve time for questiors

Encourage patient o express emations and respond empathicall
Check understanding

Tahle 3. Content-Based Codes for Transitions

to Palliative Care

Parlicipant Bekavior Example of Dalogue

Slep Code Coded Positively
Asspst perception Astesses the patent’s “Tedl me: whial your
perception of the tenderstanding is at
= 1H )] this posing.”
Discuss bby picture  Blicies the pathent's “What is most lrmppetant
vallEs or goals 10 W0l a0 7"
Ask aboul worries Asks aboul worries, “Do you have amy
fears, or COncerms particular concems?"
Fespand o Fesponds to the “I= there znyihing in the
emotional coment guastion “How much Tutwre wou are thinking
of difficult time do | have T aboutt specificably ™
guestions includimg an empathic
rEspanse
Responds to tha “There ars many hings
gueston “lsn® wie can dio o help
thesa anyihing
THIOFE Yol can
#0?" including an
ermpathic
TESHONSE
Proposz careplan  Not assessed
Checks for Checks that the patiens “Tell me what yvou are
unsdersianding has understood the taking aweany fram aur
canversation tadk."”

Arvanige i clear follow-up plan

Communication About Cancer Near the End of Life. Anthony L. Back,
Wendy G. Anderson, Lynn Bunch, Lisa A. Marr, James A. Wallace, Holly
B. Yang, Robert M. Arnold,

, 2008

Efficacy of Communication Skills Training for
Giving Bad News and Discussing
Transitions to Palliative Care

Anthony L. Back, ; Robert M. Arnold,; Walter F.
Baile, ; Kelly A. Fryer-Edwards,D; Stewart C.
Alexander, ; Gwyn E. Barley, ; Ted A. Gooley,
James A. Tulsky
ARCH INTERN MED/ VOL 167, MAR 12, 2007



http://onlinelibrary.wiley.com/journal/10.1002/(ISSN)1097-0142
http://onlinelibrary.wiley.com/doi/10.1002/cncr.v113:7+/issuetoc

~ TRANSITIONS

ESS

1. Best 2. Decision 4. Futility 6. Palliative
interest making Sedation
Early Disgase Decompensation Dependency and Declin_e and Death and
containment Experiencing life  Symptoms increase terminal bereavement
Maintaining limiting illness
function
P
| | | I
Transitions Transitions Transitions Transitions Transitiops
| | |
3. Conflict 5.Resuscitation

Beauchamp TL, Childress JF.

Principles of Biomedical Ethics, 6th ed, Oxford University Press, 2009. p.336. 13



~ TRANSITIONS

ESS

1. Best 2. Decision 4. Futility 6. Palliative
interest making Sedation
Early Disc_aase Decompensation Dependency and Declin_e and Death and
containment Experiencing life  Symptoms increase terminal bereavement
Maintaining limiting illness
function
A
| | | I
Transitions Transitions Transitions Transitions Transitiops
| | |
3. Conflict 5.Resuscitation
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1. Determining the best interest

Autonomy versus Palliative Paternalism
Health care professionals sharing the burden of
responsibility

Autonomy and Beneficence
Patient’s right to choose

Autonomy and Non-Maleficence
Doctor’s right to refuse

Non-Maleficence and Non-Abandonment

Continue to treat even if the physician feels that health
demands are inappropriate



~ TRANSITIONS | '

Early

|
Transitions
|

1. Best 2. Decision
interest making

Disease Decompensation

containment e
Experiencing life

Maintaining limiting illness
function

|
Transitions
|

Dependency and
symptoms increase

Transitions

3. Conflict

ESS

4. Futility 6. Palliative

Sedation

Decline and Death and

terminal bereavement

Transitions Transitio||s

5.
Resuscitation
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2. Decision making

Jonsen's four box model for medical decision making

Medical Indications Patient/Family Preference
What is the prognosis? Decision making capacity
What are the tr‘tment options? Surrogate d%'sion making

Benefits/burden of treatment? Expressed wishes/Preferences

Me 10N

Quality of Life Contextual factors
Appropriateness for the patient ~ Resources/ Eco’)mic/ Religious
Trade offs Legal factors

Patient hopes/fears/expectation Conflict/Conflict of interest



2. Decision making contd.

Surrogate Decision making — Ethical Dilemmas ' °
Surrogate not aware of patient wishes

Surrogate not competent to make/participate in medical
decision making

Surrogate not acting in accordance to patient wishes

Surrogate not acting in best interest of patient’s clinical
situation

Surrogate has a conflict of interest
Surrogate facing conflict
Surrogate feeling burdened

1. Shalowitz DI, Garrett-Mayer E, Wendler D. The accuracy of surrogate decision makers: a systematic review. Arch
Intern Med 2006; 166:493.

2. Kelly B, Rid A, Wendler D. Systematic review: Individuals' goals for surrogate decision-making. J Am Geriatr Soc
2012; 60:884. =
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|
1. Best 2. Decision
interest making

Early Disc_aase Decompensation
containment : : :
Experiencing life
Maintaining limiting illness
function
I |
Transitions Transitions

Dependency and
symptoms increase

Transitions

3. Conflict

Friday, January 22, 2016 Naveen Salins. 1st UAE Palliative Care Conference

ESS

4. Futility 6. Palliative

Sedation

Decline and Death and

terminal bereavement

Transitions Transitio||s

5.
Resuscitation
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Fronllict =

Demand for a specific medical therapy that is devoid
of clinical evidence in that given clinical situation.
What should the doctor do? ’

Request from family to withhold medical information
from the family? How to respond to these demands?

Conflict of opinion among the family
Conflict of opinion among health care providers

1. The Hastings Center. Guidelines on the termination of life-sustaining treatment and the care of the dying, The
Hastings Center, Briarcliff Manor, NY 1987. p.32.

2. When the family requests withholding the diagnosis: who owns the truth? McCabe MS, Wood WA, Goldberg RM. ]
Oncol Pract. 2010 Mar;6(2):94-6.

22
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1. Best 2. Decision 4. Futility 6. Palliative
interest making Sedation
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containment Experiencing life  Symptoms increase terminal bereavement
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A
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P4 Futility =

Excessive/Aggressive medical interventions in
terms of efforts and resources utilized having little
or no clinical outcomes.

Ethical Dilemmas '

How to know that an intervention is futile?

Who should determine futility?

Should patients and families participate in futility
discussions?

How to adhere to institutional policy/standpoint
on futility?

Swetz KM, Burkle CM, Berge KH, Lanier WL. Ten common questions (and their answers) on medical futility.
Mayo Clin Proc 2014; 89:943.

24



~ TRANSITIONS IN L

NESS

|
1. Best 2. Decision 4. Futility 6. Palliative
interest making Sedation
Early Disc_aase Decompensation Dependency and Declin_e and Death and
containment Experiencing life  Symptoms increase terminal bereavement
Maintaining limiting illness
function
A
| | | I
Transitions Transitions Transitions Transitions Transitiops
| | |
3. Conflict 5.Resuscitation
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5. Resuscitation =

Discussion and application of anticipatory not for
resuscitation orders — When to discuss and how to
discuss? ’

Withholding versus withdrawing life sustaining
treatment 2

Time limited trial (middle path) °

Discontinuation of life sustaining treatment (pace
makers/defibrillators, dialysis, NIV etc.)

Hydration and Nutrition

1. 2005 American Heart Association Guidelines for Cardiopulmonary Resuscitation and Emergency Cardiovascular Care. Part 2: Ethical issues.
Circulation 2005; 112:1V.

2. Ditto PH, Jacobson JA, Smucker WD, et al. Context changes choices: a prospective study of the effects of hospitalization on life-sustaining
treatment preferences. Med Decis Making 2006; 26:313.

3. Quill TE, Holloway R. Time-limited trials near the end of life. JAMA 2011; 306:1483.

26



~ TRANSITIONS IN LIFE-L

Early

|
Transitions
|

ILLNESS

1. Best 2. Decision 4. Futility 6. Palliative
interest making Sedation
Disc_aase Decompensation Dependency and Declin_e and Death and
containment Experiencing life  Symptoms increase terminal bereavement
Maintaining limiting illness
function
A
| I I
Transitions Transitions Transitions Transitiops
| |
3. Conflict 5.Resuscitation
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6. PALLIATIVE SEDATION -

Is it Euthanasia? No it is not Euthanasia

Management of intractable refractory symptoms in
terminally ill dying patients who otherwise would have
died with poorly controlled symptoms and distress '

Palliative sedation is a humane, ethical and moral
approach towards relief of severe uncontrolled symptom
and distress by lowering consciousness with one and
only intent of relief of symptoms and distress

Founded on principles of doctrine of double effect where
the positive outcomes of intervention outweigh the
negative consequences.

Extent of sedation proportional to severity of symptoms
with a scope for reversibility of sedation

. Maltoni M, Pittureri C, Scarpi E, Piccinini L, Martini F, Turci P, et al. Palliative sedation therapy does not hasten death: results from a prospective
multicenter study. Annals of oncology : official journal of the European Society for Medical Oncology / ESMO. 2009;20(7):1163-9.

. Cherny NI, Radbruch L. European Association for Palliative Care (EAPC) recommended framework for the use of sedation in palliative care. Palliative
medicine. 2009;23(7):581-93. 58



~— CONCLUSIONS

Different diseases have different trajectories of
iliness

It is important to recognize when the transitions
are occurring

At this point, different decisions are appropriate

These should be guided by principles of Medical
Ethics

Death and bereavement are also part of
Comprehensive Palliative Care



