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Palliative Care Definition I

“The active total care of patients whose disease Is not responsive
to curative treatment.

Control of pain, of other symptoms, and of psychological, social
and spiritual problems, Is paramount.

The goal of palliative care is achievement of the best quality of
life for patients and their families.

Many aspects of palliative care are also applicable earlier in the
course of the illness in conjunction with



Introduction to Palliative Care I

Palliative Care is an attempt to improve the health and

wellbeing of patients with incurable illness.

= Through addressing biological, psychological, social, and

spiritual determinants of the iliness experience
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—
Course of illness
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The Palliative Care Team

Community resources

Dietician

Volunteers Occupationa
Therapist

/Physician\

social Fall Sl Chaplain

Worker family

Administration Physiotherapis

Nurses

Other therapies Pharmacis

Other health care professional




Primary Care can deliver Palliative Care

patients

0ld concept Death
Cancer (n=5) = a5
=== Organ failure (n=6) §
------ Physical and cognitive frailty (n=7) =
Other (n=2) Curative care Palliative care
High
Time -
. - L, Better concept »/Deam
= 1.All ilinesses
. &

Disease modifying or
potentially curative

=2 All times
= 3.All dimensions

=4 All settings

= 5.All nations

Time

Social Spiritual




1. All illnesses

3 illness trajectories

= «Acute —typically cancer

= o|ntermittent —typically organ failure

= «Gradual decline —typically frailty, dementia



Acute Trajectory |_

Generally predictable course, lung, stomach, bowel,

brain, breast, cervix

High

Function

Low

Onset of incurable cancer HEEEp Time

Cancer

Spedalist palliative care
available

_— Death

-- Often a few years, but
decline often <4 months



Organ System Failure Trajectory

Conditions: Heart, lungs, liver, renal failure, drug
resistant TB

High (heart, lung, liver ... failure)

=
-
\

Low Death
issi ~ 2-5 years, but
Frequent admissions, self- ; ’
care becomes difficult - Time  death usually

seems “sudden”




Dementia/Frailty Trajectory

Conditions: Dementia, frailty, stroke, progressive
neurological

High

Function

‘\—f'_H—-__________-_-_-__“-—__-

Low

Onset deficits in activities of daily - . Variable -
living, speech, ambulation Time up to 6-8 years



Worldwide Palliative Care Need —World I-
Atlas 2020

Diseases of liver 2.4

\ { Renal failure 1.0
Chronic ischaemic heart diseases 0.8% | [

Lung diseases 5.0%

Premature birth and birth trauma 0.0*

Congenital malformations 0.1%

Non-ischaemic heart diseases 1.8% \ \ | !,/[/
\ | /\ Injury, poisoning, external causes 6.4

Arthrosclerosis 0.2%
Musculoskeletal disorders 0.5%

Protein energy malnutrition 0.2

Cerebrovascular diseases

Degeneration of the o
CNS diseases 2.2 14.1

X

Haemorrhagic fevers 0.0%
Tuberculosis 2.1%
HIV disease

Inflammatory diseases
of the CNS 0.2%

Dementia

Leukaemia 0.5*

28.2%
\

Malignant neoplasms




Who will benefit from palliative care?

= Cancer: Improved the prognosis and pain control strategies
= COPD

= CHF

= Dementia

= Renal Failure

= Diabetes

= AIDS

= Multiple sclerosis (MS)



2. All times

*From diagnosis to death
= +Needs early identification
= Caring for people with organ failure: 3 stages

High | stage 1 - Physically well
Stage 2 - Active supportive and palliative care

Stage 3 - Terminal care

Care Plan

Sentinel events

FnERen Last weeks or days of care
T Death
Gold standards Framework /
Low

Time
Boyd K and Murray SA. Recognising andmanaging key transitionsin end of life care. BMJ2010;341:c4863.



2. All times I

When is a patient palliative?

= Would you be surprised if Mrs A were to die within the next
12 months?

= Avoid “prognostic paralysis*
= Can start and then stop of person improves
= According to need not prognosis or diagnosis



1o

3. All settings

* Primary care -in clinics, at patients’ homes, in care homes

—nursing and residential
 In hospital wards and clinics —a palliative care approach
* In hospices -but remember all illnesses

* Unscheduled/Out-of-Hours/Emergency Care
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3. All settings

Scottish Care Homes project

= Routine advance care planning from admission to care
homes

= [ncrease in DNAR status documented from 8 to 71% In
patients who died

= Reduction of nearly 50% (from 15% to 8%) of residents
dying in hospital

= Interviewed bereaved relatives reported better care



4. All nations

All Nations and Countries

= High income

= Low and middle income

" International Inequities and Differences




4. All nations

Edinburgh, Scotland

Main issue existential or
spiritual distress

*Analgesia effective
*Anger in the face of iliness
«“Just keep it to myself”

*Spiritual needs evident but
unmet

23

Chogoria, Kenya

main issue physical suffering, especially
pain

= analgesia unaffordable

= acceptance rather than anger

= community support accepted

= patients comforted and inspired by
belief in God



I Approaching integration (n=4)
l Localised provision (n=11)
| Capacity building activity underway (n=11)

No hospice-palliative care activity yet
dentified (n=21)
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=Wellbeing trajectories in patients with conditions such
as cancer causing rapid functional decline.

5. All domains

Physical === Social === Psychological = = Spiritual
Wellbeing
‘ ~~~“\
| - oy, - P — \'\
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N
\\
Distress . ' .
Diagnosis Return Recurrence Terminal Death
home decline

Weeks, months, or years
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5. All domains

=Wellbeing trajectories in patients with intermittent
decline (typically organ failure or multimorbidity).

Physical === Social ==== Psychological = = Spiritual
Wellbeing
----u--\ P,
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5. All domains

=Wellbeing trajectories in patients with gradual decline
(typically frailty or cognitive decline).

Physical === Social === Psychological = = Spiritual
Wellbeing
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Months or years



Palliative Care: Targets for Care |.

= Addresses needs in the multiple domains inherent in
quality of life
= Physical: Symptoms, progressive impairments

= Psychological: Symptoms, psychiatric disorders, mood and
worries, adaptation and coping, body image, sexuality



Palliative Care: Targets for Care |ES

= Addresses needs in the multiple domains inherent in
quality of life
- Role functioning, family integration, intimacy

: Religion and faith, meaning, values, need to
contribute, transcendence

o Economic



Palliative Care: Targets for Care jo

= Addresses needs that may become most prominent as
death approaches
= Assurance of comfort

= Support for autonomy, decision making consistent with values,
and preparation for surrogate decisions

= Intensifying family support



Spec_ifically: Palliative Care Is NOT |
Palliative Care Is

v'Excellent, evidence- % Not “giving up” on a
based medical treatment patient

v"Vigorous care of
pain and symptoms
throughout ilIness

xINot in place of curative
or life-prolonging care

v Care that patients %] Not the same as hospice
want at the same time as X1 Does not require a DNR
efforts to cure or prolong order

life, when appropriate






Physical Aspects of
Palliative Care



Symptoms Experienced by Patients At I
the End of Life

= \Whether the disease is curable or not, we should be able to
control symptoms

= Pain

= Fatigue

= Nausea Vomiting

= Fungating Wounds
= Bed sores

= |ncontinence

= Confusion

= Breathlessness



symptom prevalence in advance care

Symptom Number of patients | Percentage with symptom
Pain 10,379 35to 96
Depression 4378 3to 77
Anxiety 3274 13to 79
Confusion 9154 6 to 93
Fatigue 2888 32to0 90
Breathlessness 10,029 10 to 70
Insomnia 5606 9to 69
Nausea 9140 6 to 68
Constipation 7602 23 to 65
Diarrhea 3392 3to 29
Anorexia 9113 30to 92




Cancer %

[« Pain 88
[« Breathlessness 54
[«] Nausea and vomiting 59
[«] Difficulty swallowing 41
[« Constipation 63
[«] Mental confusion 41
[«] Pressure sores 28
[« Urinary incontinence 40
[«] Bowel incontinence 32
Total Number 2063

Heart disease %

T
60
32
16
38
32
1
30
17

683

Stroke %

66
37
23
23
45
50
20
56
37

229

Addinﬁtlon-Hall, J. (1996). Heart disease and stroke: lessons from cancer care. In G. Ford, & |. Lewin, Managing Terminal

ness London: Royal College of Physicians.



Physical Care IE2

= The assessment and management of symptoms and side
effects are contextualized to the disease status.

= Treatment plans are developed In context of disease,
prognosis, and functional limitations

= Patient and family/surrogate understanding of illness is
assessed In relation to patient-centered goals

= Patient/family understanding of illness and treatment
options assessed with consideration to culture, cognitive
function, and developmental stage






Soclal Aspects of Palliative Care




Social Well Being |

Addressing social determinants of suffering

Social i1solation

*Problems caused by gaps in social cohesion around
the patient

*The final solution is a society which

*\Works towards the well being of all its members
Fights exclusion and marginalization

Creates a sense of belonging

*Promotes trust

«Offers 1ts members the opportunity of upward
mobility



Social Well Being

Relationship/role description
«Caregiver burden

«Sexuality concerns

*Impact on children
*Financial concerns



GENERAL PROCESSES OF CARE I

=Enable patients to make informed decisions about
their care by educating them on the process of their
disease, prognosis, and the benefits and burdens of
potential interventions.

=Provide education and support to families and
unlicensed caregivers based on the patient’s
Individualized care plan to assure safe and
appropriate care for the patient.



=

SOCIAL ASPECTS OF CARE

= Conduct regular patient and family care conferences with
physicians and other appropriate members of the
Interdisciplinary team to provide information, discuss goals of
care, disease prognosis, and advanced care planning, and offer
support.

= Develop and implement a comprehensive social care plan
which addresses the social, practical and legal needs of the
patient and caregivers, including but not limited to:
relationships, communication, existing social and cultural
networks, decisionmaking, work and school settings, finances,
sexuallty/mtlmacy, caregiver availability/stress, and access to
medicines and equipment.



b

SIS I SQ plaS 45 (ul 03 (pbg) s e 9 woUS 15T (55535 5 b DYI5an I o5kl =
Dl 1) Coglyl o b pol> Jl> o Wy

ad 3 S Jlow Slx 1) 293 s Joen pac ®

513 (00 395 8319ilS b el 1) 9l Jlows 4S5 (63 08 & jgua> ®

JLss ol jigs 45 4SS o2l Jlgbl 9 (oon colo Gand Sl j%0S) Jlows 835Leudl poc Ol juo 3591 0 poc
Sl ld ciwlss 39T 9 59 plrzl 9 i) T 9 sl (5l eails Olsi J3 46T 9 eabls i Liaws
B (5o plil

i p panod OIS (Ju o' a5 LBl 4 495 Wio Jlow (Sl9) 9 S0 st L Az g5 "

9 S 5l9) Lo yglins jl s p9 i) & )gu0 ) i pltay (S50 b (Sl9) DUSL 4 bgy jo Slolo3l
DS )8 Az 95 3 )90 (S9iRe S0

0315l 9 slow b byl g Al



O mxpye="900

Setting and listening skills

Patient’s perception of condition/seriousness

Invitation from patient to give information

Knowledge in giving medical facts

Explore emotions and empathize as patient

responds
Strategy and summary

Baile et al., 2000

|






Psychosocial Aspects of
Palllatlve Care




Psychosocial Care

=Basic communication skills to talk to the patient and
family In a supportive way

= Health Care professionals involved in the care

=Family, friends, neighbors, colleagues with whom the
patient spends most of his/ her time




Psychosocial Care

= Cancer affects people and families

=35-70% of people with cancer suffer from anxiety and
depression

=Communication impacts patient and family outcomes
Including adjustment and healing.



Improving Psychosocial Outcomes

= Nurses often hear the concerns of patients and families

= Nurses often lack confidence in addressing psychosocial
concerns

= Nurses communication often improves quality of life and
adjustment.

= Nurses have flexible communication styles to meet patient
needs.




Psychosocial Issues

= Concerns

= Fears

= Distress

= Anxiety (Suicide thoughts)
= Sadness and depression

= Grief

= Anger
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Spiritual Aspects of Palliative Care




|52
What is Spirituality?

= A personal search for meaning and purpose in life, which may
or may not be related to religion

= “Spirituality” is rarely used — difficult to understand
= Stories about life

= Relationships with self and others

= Relationships with music and nature

= Relationship with God or a higher being
= Hope, meaning, and purpose in life

= Religion
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