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A Glance to the History of Palliative care
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* In 1948

* She fell in love with a
patient, David Tasma, a
Polish-Jewish

(4

* "a window in your home"*

* In 1967, St Christopher's
Hospice the world'’s first
purpose-built hospice,
was established.

David Tasma Dame Cicely Saunders
1911-1948 1918-2005
Inspirer of the Founder of the
modern hospice and palliative modern hospice and palliative
care care

movement movement


https://en.wikipedia.org/wiki/St_Christopher's_Hospice
https://en.wikipedia.org/wiki/St_Christopher's_Hospice




“I will be a u'r'
the

David T “‘

who died ~\“ |
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* Hospital care is a type of care involving cure-oriented or
disease-modifying treatments

* Hospic is a type of care involving palliation without curative
Intent.


https://en.wikipedia.org/wiki/Hospice
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* Palliative care is an interdisciplinary approach to specialized medical
and nursing care for people with life-limiting illnesses.

* The goal is to improve quality of life for both the person and their
family.

* Providing relief from the symptoms, pain, physical stress, and mental
stress at any stage of illness.
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EVOLVING MODEL OF PALLIATIVE CARE

“Active Palliative
Treatment” Care

Cure/Life-prolonging




Psychosocial and Spiritual Support

. . D
Disease-Focused Care E |2
/ Al %,
T :
Comfort-Focused Care H %L
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Palliation, palliative nursing, palliative services
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BOX 20-1 CONDITIONS CONTRIBUTING
TO CHILDHOOD DEATH

Cancer
Complications of prematurity
Congenital anomalies
* Trisomy 13, 18
= Anencephaly
= Holoprosencephaly
= Lissencephaly
# Inbormn errors of metabolism
Cystic fibrosis
Human immunodeficiency wirus infection/acquired
syndrome
Major organ dysfunction or failure
= Congenital or acquired heart disease or defects
= Liver defects
= Renal failure
MNeurodegenerative diseases
* Muscular dystrophy
= Spinal muscular atrophy
= Adrenoleukodystrophy
= Ataxia-telangiectasia
Severe neurologic and/or physical disability
severe gastrointestinal disorder or malformation
Epidermolysis bullosa
severe immunodeficiencies
severe forms of osteogenesis imperfecta
Trauma
= Accidents

immunodeficiency




Hospice
Bereavement

Palliative Care

-

T T

Diagnosis Death

— MODIFIED FROM NATIONAL CONSENSUS PROJECT FOR QUALITY PALLIATIVE CARE.
CLINICAL PRACTICE GUIDELINES FOR QUALITY PALLIATIVE CARE. 2008,



BOX 20-6

EPP v ¥ I o mds

COMMON SYMPTOMS
EXPERIENCED BY DYING .
CHILDREN Respiratory

Cough
Cangestion
Integumenta Secretions
Dw:f-..l o Shortness of breath
Rash, itching 'I'I'|'EE|Ii|'i§|
Pressure soras
Ed L‘.‘u.nml Nervous System
Fatigue
Emotional Favars, chills
Faar Sleap disturbance
Arxiety Rastlessness, agitaton
Deprassion Selnures

Dr.Rahkar Farshi

Gastrointestinal
Anoraxia

Mausea and vomaiting
Constipation
Drrhaa

Genitourinary
Urinary tract infectons
Urimary ratentian
Hematologic

A rermaa
Bleading
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Comparative pain scale chart (pain assessment tool)

® 5.3
XXXXXX

PanFroa Vary Mid

No Pain Minor Pain Moderate Pain
Feeling Nagging, annoying, but Interferes significantly
perfectly doesn't interfere with with daily living activities.
normal most daily living activities. Requires lifestyle changes
Patient able to adapt to pain but patient remains
psychologically and with independant. Patient
medication or devices unable to adapt pain.

such as cushions.
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Q) L

Interventional therapy | 4 » Neurolyti blocks,
*Non-opioids spinally-administcred Opioid for moderate
+ Adjuvant drugs opioids to severe pain 3
+/— Nonopioid

+/— Adjuvant

Opioids for modcrate to Pain persisting or increasing
SCVCrC P*{in 3 c.g. Morphinc, oxycodonc .
+Non-opioids Opioid for mild to moderate pain 2
* Adjuvant drugs +/~ Nonopioid

+/= Adjuvant

7

Opioids for mild to Pain Persisting or increasing
moderatc pain 2 c.g. Codeing
* Non-opioids
* Adjuvant drugs Nonopioid
+/- Adjuvant !
Non-opioids 1 Paracctamol and/or NSAIDS
* Adjuvant drugs

=
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TABLE 20-1 COMMON ETHICAL DILEMMAS IN CARING FOR TERMINALLY ILL CHILDREN

RATIOMALE IN PROVIDING TO PATIENT RATIOMALE IN WITHHOLDING FROM PATIENT
Pain Control

Comfart (the primary gaal) aide effects af apioids

Impraved guality of life Decreased level of cognition

Easier dying process if child is pain fres Fear of addiction (unfounded for terminally ill patients)

Chemotherapy or Experimental Therapy
Pralonged life span Decreased blood counts, increased risk of infection, blesding
Poszible increase in quality of life aide effects of treatment that may be painful, uncomfartable
Pravision of sense that family has dane everything they

can to save the child

Supplemental Mutrition and Hydration (Intravenous, Masogastric, Gastrostomy Tube)

Belief that the child is hungry or thirsty aupplemental feedings beyond what child can ingest may actually cause nausea or vamiting
Inability or urmwillingness of child 1o eat Increase in tumor growth (feeding of the tumar)

Fear that child will “starve™ to death Increase in fluid wolume may result in congestive heart failure, increased respiratory secretions,
Primary role of parent to feed and nourish child andfor pulmonary congestion, which leads to guestions af whether to implement divresis
Parental guilt Increased risk of skin breskdowen if child is incontinent, due to increased urinary output

Risk of third spacing
Mare comfortable and natural death
Camplaint of thirst is associated with dying praocess, not level of hydration

Resuscitation
Unwillingness of family 10 give up Allows nature to take its course
Conflicts with cultural ar religious beliefs Family believes child has suffered enaugh, does nat want aggressive intersentian

Denial that child is actually gaing ta die Relieves family of respansibility 1o stap interventians that might prolang life
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Bereavement Theories

* Elisabeth Kiibler-Ross
* Lindemann’ theory

* Bowlby’ theory

* Parkes’ theory
 Worden’ theory

e Stroebe and Schutt




Elisabeth Kuibler-Ross theory

(1969)

Denial — The first reaction is denial. In this stage, individuals believe

the diagnosis is somehow mistaken, and cling to a false, preferable reality. ;&
/ \\ Y
Anger — When the individual recognizes that denial cannot continue, /' ,
they become frustrated, especially at proximate individuals. /. ‘ -

Bargaining — The third stage involves the hope that the individual can avoid a cause of grief. Usually, the
negotiation for an extended life is made in exchange for a reformed lifestyle.

Depression —During the fourth stage, the individual despairs at the recognition of their mortality. In this
state, the individual may become silent, refuse visitors and spend much of the time mournful and sullen.
Acceptance —People dying may precede the survivors in this state, which typically comes with a calm,

retrospective view for the individual, and a stable condition of emotions.

Dr.Rahkar Farshi



Erich Lindemann theory (1944)

Lindemann (1944) developed a theory of grief with five distinct phases, including:

= Somatic disturbance, for example, tightness in the throat, shortness of breath or
choking.

= Preoccupation with the image of the deceased.

= Guilt, for example, reviewing behavior that occurred before the death for evidence of
negligence and/or failure.

= Feelings of hostility or anger.

= Difficulty in carrying out everyday routines.

Dr.Rahkar Farshi



John Bowlby’ attachment theory

(1973)

Bowlby’s (1973) theory of attachment emphasizes the
importance of human attachments and bonds that are
developed early in life. Grief evolves through a sequence of four
overlapping, flexible phases. These are:

* Shock. (4dda 3 U 1) LS ¢ AR S (S gdi o
* Yearning and protest. (ola 4 U 4ida 3) PRT gy cadd (@l ) (& pun o
. Eespaif- ola (14 G 4) sualli ¢ SI8ET ¢ B oy o
* Recovery. . .

Y (e AT U ole 14) Gil a cdggm o
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PHYSICAL SYMPTOMS OF NORMAL GRIEF

Psychological responses to loss

Dr.Rahkar Farshi



social withdrawal

Guilt Loneliness sense of unreality
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FIG. 20-4 For the dying child there is no greater comfort than ~ F1G. 20-1 Young children’s greatest fear conceming death is

the security and closeness of a parent.

separation from parents.
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CARE CITATIONS: 1971 - 2017

(.
IIi:Ii:ll[iilII:Ii:II:II:II:I 19
13
15
MMEmEmE 13
e 13
ommn 7

MO 16
MM 13
M 13
NEmmm 12
DM E 20
MR ERNEEmE 26
[T 12
[lII:III][l[l[I][I][IIl 19
[EmmEE 11
LRI R I 75
HINEEEEnmEnEm 24
BRI RN EE 20
W 35
2

[ IR IR ETIRT -|-|||||| 30

R 51

[IIEEmmnm - 149

IIIIIIIII]IIIII][I]IIIIIII[E]III]IIII[III[IIIIIII]IIII[I 31
T IR 35

HIH II[IIIIIIIIIIIIIIIII.'IIIII]II] 24

| A 30

IRTRTITTTEA TR TTRTRTRTTETRTRTTATTNTTO1 |

[ [ R T 34

I'III'II TN e e 43

:fl..l.iI.II:II EI.II.II.I:.II:II:I:.I.ZIEIIiiI.ZI.EI.IIZII :I II.II.IZ IHEHHnm : 59

T T T T T T T T e A ET T e 6.4
IR R R AT T )

YT 1 10 00 0 O 1R O R 95

U010 0 O O S S A BB B I 53

EIEIREN e IIIII AR i R 70

BT R A O E R S B I 50 .
[ IR IR TN ET T TRATET) IIIII|||IIII|IIIII|I [ R e e R e IR T TETIRT AT H

1 0 0 010 0 100 0 00 101131 O B0 0100 1815103 TR BRI 113
1 0 N1 0 0 11 R TV RTERTFO A U O S I ] (s

IR II[I.I]]I.IJI:I:I.I]IJI:II.I].IJIiIllI.lI.I.IIIII[I.IIIlIJIllIIII]IIIlI.I.I]I!IlI.I].I:I.ll]lll:l.ll]mﬂﬂﬂmmmlﬂmmmﬂﬂmﬂlﬂﬂ]lmmmmmﬂ]ﬂwlﬂ 142

TV T T K T R I e T . 111 ¢
TR T 1 T T I R . 108

0 20 40 &0 80 100 120 140

MNumber of publications

1a0



9 @lﬂé Qﬁb Al PRVZS ‘543",‘ JT. 55)‘9" OJSQ”
OUT Slod1gils o alS (p0 30 (Il jb 4 Wino (181595 &) (iuSnd

io:\_jr.,al.; uf._)ji)l" cr*‘ij}q?-t_bibf QL?'JA cvv.;..l.a 0 ) g2p c\)ﬁ_.ls m’?La

Sdosis (GLadewS 5 Ak (548 b g 5,8 )t wdd olnil (Sl byl 53 S 59 alS L)l el by olj 5 S
il 3y Yo )Ll g ol J3 08 0l A Sl (ks Sl g2 53 A S WL ] ST ol s (5 IS
Continuous ambulatory peritoneal dialysis: ) gl s plds i 3l 31 ati cadyl 3l 7lls ool I OS5
4JS W gw Wl GV @ 195 0 Oy Sy 3 B sl sl jans 5L fL?_ﬂd‘ Sy > Jos oo |y (CAPD
28 O die polis e i Loy S A S jas 5 pasd Sl L) slay 5 Lol ol cplly bl s



(_,IJT \

¢

S glac S g L.
Cmils 34 g VU O
Continuous ambulatory |

S &g LA VL

25 opdy

WS s Sl s elel Il el
Secadle 5 Ly 1 Glos blosl sl G 015k s
Sledss Olgeds (63,0 md Ool LL ASd 5 Sles
oo 53 5 dl sl 53 (0F) W et OF 0SSl
sule= (godd akilosle sasl »p O sds 5o Jlas &S

ails Lg.)l""‘::’ o pde D W r.e...« .,bbsd “_5;:1“‘3 3
5 obee Sl palr Gl e (oS sl asl ol A3
asl p pl Clas Cod &S Shlas .l (65 (el S

(Y) as S5 50 slenl s 51 rs cdles 5L e

[ A

UL,

S Lolpes gl
ol 1 s OS5
¢ & |y (CAPD

uf-:’_) u{_.\."l_}l.ﬂ‘ .J}..j'a



* The care may be oriented toward confirming a prenatal diagnosis and
exploring care options, or be directed at the baby’s comfort while not
taking on intensive or invasive technological care.

* In the latter situation, time with parents, human contact, warmth,
and symptom relief may be the predominant mode of support.

* For others, such as a newborn with hypoplastic left heart syndrome,
there may be intensive care provided while the neonatal, cardiology,
and cardiovascular surgical specialists confer about palliative surgical
options

palliative care

* interdisciplinary team: psycho-social-spiritual support, and expert
pain and symptom management ® enhancing the baby’s and family’s
quality of life



Palliative Care in Neonatal Intensive Care Units:
Challenges and Solutions

Table 1. Barriers to Implementation of Palliative Care for Neonates

Barriers to Implementation of
Palliative Care for Neonates

Main Barriers

Type of Barriers

Barriers Attributed to
Parents

Parental request for continuing treatment
Parental cultural background and religious beliefs

Barriers Attributed to
Healthcare Providers

Attitude of healthcare providers toward palliative care, death, and
life values

Religious beliefs of healthcare providers

Poor knowledge and skills in palliative care

Ethical distress

Barriers within Healthcare
systems

Unclear strategies and policies regarding the implementation of
palliative care

Inadequate support from caretakers

Lack of education regarding palliative care

Unprepared physical environment

Insufficient personnel

Technological imperatives

Lack of access to consultants







