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A 36-year-old male with Intraabdominal

Lymphangioma presented with Severe Pain
and Partial Bowel Obstruction

He requested palliative sedation.

How to response to his request and provide

proper care? | |
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Interesting case conference

November 30, 2022
12.00-13.30

Spiritual Pain and Palliative sedation

How to response to the patient’s

request and how to provide proper
care?

Suchaphak Patchimkul, PC Fellowship
Karunrak Palliative Care Center




. Case
- Knowledge

- Psychosocial and
Spiritual Pain

- Palliative sedation

- Grief and Bereavement
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Presentillness

1. Malignant lymphangioma of abdomen
Dx: 12548 present with melena 3 mo PTA

S/P EL ¢ Bx ¢ XRT (48151 157)
Onco #@ni1 no role of further Treatment for
systemic chemotherapy/ targeted therapy

--> Best supportive care



Presentillness

2. Obstructive jaundice due to mass
S/P Lt PTBD (02/62)

MRCP (23/01/62) :Dilate bilat IHD , enhancing mass
at hilar , causing obstruction

ERCP : cannot pass scope due to mass effect



Presentillness

3. Hx of Gastric Outlet Obstruction

Long Gl study (12/1/64) : Evidence of partial high-graded duodenal
obstruction s/p Gastrojejunostomy (18/1/64)

4. Hx of colonic obstruction with
tumor progression at RUQ

S/P EL with lysis adhesion band with ileocolostomy (sigmoid part)
bypass (26/6/65) ->abdominal wall abscess

S/P EL c abdominal wall irrigation with abdominal wall debridement
(21/7/65)



Presentillness

5. Enterocutaneous fistula from duodenum
S/P EGD c NJ insertion (3/8/65) --> NJ tube kinking

S/P EGD c OJ insertion (10/8/65)
Last visit OJ kink--> off OJ ,try feed oral suls



Presentillness

CC : 4 Uasniiuiiad liong winnganls ldaniasy

suasduann fistula 2 sunauunnw.

Pl : 2 sunausnom. ﬂqml,iiuﬁmﬁhjﬁm ldrsaaanse Tdunaan
lienimeu Widtld content ann enterocutaneous
fistula aanunau 50-->200 ml

Admit 25 na65



Past History

Underlying diseases:

Malignant lymphangioma of abdomen
Dx: 1 2548 S/P EL ¢ Bx ¢ XRT

Social History :
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Physical Examination

GA: Cachexic male, good conscious ,BW40kg Ht164cm

VIS : BT37.3 HR110 RR22 BP137/97

HEENT: Mild pale conjunctiva, anicteric sclera,SCLN
can’t palpable

Heart: Normal s1s2, no murmur

Lung: equal breath sound,no adventitious sound

Abdomen: surgical midline scar marked distension,
palpable mass at RUQ abdomen size 10cm,
hypoactive bowel sound,

PR: balloon rectum c feces

Ext: no deformity ,capillary refill<2 sec



Investigation

LAB
CBC: Hb7.7 Hct22.8 [BL30] WBC 7370 N80%
L2% PIt 116
BUN 37.7 Cr 1.36 [BL 1.0] eGFR 66.47
Na 133, K 4.1,CO 24.3,CI 98, ,Ca 8.6, PO 3.8,Mg 2.1
LFT: TB 3.7DB 3.2 ALT 12 AST 26 ALP 169 Alb 2.1

DTX 128 Lactate :16.5
UA:prot.2,Wbc0-1,Rbc0-1,bile2+,mocous1+



Current Medications

- Empiric ATB

- Retain NG for decompression

- IV hydration

- Creon to 40000U/meal ,MTV, Bco, VitD,
calcium supplement

- ONCE peptide 6 scoop x 2 feed/day oral

- Kapanol 20 mg BID

- Morphine syrup (2 mg/ml) 3 ml po prn g2hr



Investigation

CTWA (20/07/65)

- 1.1*4.9*8.4-cm extraperitoneal abscess at right lower
abdomen with sinus track, opening to skin at right lower
- intra-abdominal collection at right lower abdomen,
about 7.979.8%4.2 cm.

- focal bowel wall disruption of large bowel loop at right
lower abdomen

- increased amount of diffused ascites.

- Loculated right pleural effusion.



Investigation

Film acute Abdomen 18/10/65



Problem Lists

1. Partial small bowel obstruction with
intraabdominal collection with

severe malnutrition

2. Abdominal Pain

3. Malignant lymphangioma of abdomen
with obstructive jaundice S/P PTBD
with enterocutaneous fistula



Management

1. Partial small bowel obstruction with intraabdominal
collection with malnutrition

U/D Malighant lymphangioma of abdomen with

obstructive jaundice S/P PTBD with enterocutaneous fistula
- NPO

- Retain NG tube

- Film Acute abdomen series

- Ringer lactate 1000 ml iv drip 100 ml/hr

- Ceftriaxone 2 g iv OD (28/9/65 - 4/10/65)

- Metronidazole 500 mg iv g8hr (28/9/65 — 4/10/65)

Progress note : inaswinrpdin wiussluies s liiudauuds 2-3fau nnaanls
Lifld ,NG content \uin lawddu lufidan duaz 1000 ml ,Fistula idudwdedu
50-100 ml ,PTBD bilelsa 100-200 ml|



Management

2. Chronic intestinal failure (type Ill) with
severe malnutrition with failed EN

- Nutrition suggests permanent catheter for TPN

(S/P Hickman 6/10/65)

-  Smof-Kabiven (1300 kcal/1904 ml) iv drip in 24 hr
(29/9/65-3/10/65)

- Oliclinamel N4 1500 ml (910Kcal)+ soluvit10 ml + B CO
2ml +Addamel-N 10 ml +vital lipid 10ml iv 90 ml/hr
(4/10/65-6/10/65)

- Oliclinamel N12 1500 ml (1720Kcal) iv via Hickman 60

mli/hr (7/10/65-28/10/65)
- 1200 ml x 3 feeds via oral



He has severe malnutrition and -
failed enteral feeding
Dose the patient need TPN?

el

-



Nutritional Management

Prognosis-Based Decision Making Regarding Artificial Nutrition

S1gmificantly compromused oral mntake
(e.g. dysphagia, severe mucositis) and
normal absorption

Sigmficantly compromused absorption
(.. bowel obstruction) or failure of
enteral nutrition

Consider enteral nutrition

Consider parenteral nutrition

Nutritional State Life expectancy: months or longer (active Life expectancy: days to weeks (progressive
cancer freatments considered; pre-cachexia/ | cancer with no standard treatment options;
cachexia state) refractory cachexia)

Reduced oral intake and normal Continue with oral intake, consider nutritional | Continue with oral mtake, consider nutritional

absorption supplements supplements

Conservative measures Consider parenteral
hydration Artificial nutrition not
recommended

Conservative measures Consider parenteral

hydration Artificial nutrition not
recommended




Management

3. Abdominal pain

Consult OPD Pain |
> (7/06/65) Tramol (50) 1x3 1an 6/10 Autleesnansdu Uandias

Nntuiunasanensinan ldansu Ne.65

> (23/06/65) MST (10) 1 tab q12hr,MO syr(2mg/ml)
2 ml prn for BTP Auiuaz 3-4 a5

> (1/09/65) Kapanol(20) 1 tab hs
,MO syr (2mg/ml) 3 ml prn for BTP q2hr

> (22/09/65) Kapanol(20) 1 tab po bid
,MO syr (2mg/ml) 3 ml prn for BTP q2hr

Uhauwinvaaingy PS 6/10 fwemisn (NJ ,OJ s



Management

3. Abdominal pain

Consult IPD Pain
> Admit 28/9/65 Aulils MO iv 10mg/day

> (8/10/65) MO 1 2mg/day ;PS 6/10 haudugniitlurfes
lLithndiy ‘laitln3n mneauld dnafeuiiu-atau 2355

» (12/10/65) MO18mg/day MO3mg iv q4hr
2a MO2mg iv prn *2-3a5 (TD22mg)

> (15/10/65) MO 18mg/day + MO2mg iv*5dose (TD
28mg/day)

» Pain clinic suggested consult PC
--> Sx notify PC 16/10/65



How to manage his
abdominal pain ?

-



Management

» Surgery plan best supportive care

» Consult Palliative care for symptoms control

(Pain, Partial gut obstruction, Nutrition) and
ACP
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How does Palliative care team
assess and manage
the patient
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PC Assessment and Management

Bio: Medical condition

Partial small bowel obstruction with intraalbdominal collection
with malnutrition

Abdominal Pain

Malignant lymphangioma of abdomen with obstructive jaundice
S/P PTBD with enterocutaneous fistula

Assess Pt status: ADL IADL

Prognostication: ECOG KPS PPS

Psychosocial: 2Q 9Q , Caregiver Burden, Stage of Grief

PC symptoms: Pain,Bowel Obstruction; Medical futility: TPN, ATB, PCD
Family Meeting and ACP



PC attending Day 1 at 16/10/65

1. Assess Medical condition and PC symptoms
PPS 50

- Pain : dqnwiu ﬂfmﬁﬂmmuﬁm qn vsnamiwiesdiuaenuing NRS 3-4/10 best,
7110 worst

- Constipation : 7/10 ithe 5 5u usnnaasld lsidnaulden@emn

Mx: - MO 30 mg + NSS up to 24 ml iv drip 1 mi/hr

MO S5mgivprnforBTPq2hr

- Unison enema stat >> tneiflutaudneiia fideatu Procto: internal

hemorrhoid gr.l (3,70’clock) , no active bleeding
,Hct 22 >> PRC 1uiv drip in 3hr >>Hct 28.5



PC attending Day 2 at 17/10/65

Assess Psychosocial and ACP

Patient’s Family

62

Amne
OTOP

s
ﬂﬂﬂﬂﬂﬂﬂ



Shared decision-making and Advanced care plan

Pt Preference : Family :
aennlinnelag Tdmaanie IEtaemanu
lsifaannsila q1na1N19lan
Goal Of care Comfort care End Of |ife
Less suffering
Not Prolong

No Hastening



PC attending Day 3 at 18/10/65

1.Pain : ianuduficluies Wldlaatu PS 710 diadudewsn wildneas 2eMO prn 3 dose
-MO 50mg +octreotide 300 mcg NSS up to 48 ml iv drip 2 ml/hr.

-MO 8 mg+ NSS up to 10 ml.. iv prn for pain/dyspnea q 2 hr

2. Infection : {11 HR 52146 , RR16-24,BT 36.2-38.2 ,monitor EKG

Mx : NPO , Hold TPN ->on IVF , Septic W/U -> H/C from aa hickman,
#U/IC , CTWA

UA: WNL , Lactate 18.7 ,PT 17,INR1.58 CBC: Hct 26.2, Hb8.9,
WBC12840, Pit125000 ,PMN 92 ,lymp 3.8

- -> start Meropenem 1 givqg8hr

3. DVT Rt leg --> enoxaparin 0.4 mg SC off NG :blood clot 50 mi >
irrigate then clear --> Pantoprazole 80 mg stat then 40 mg iv OD



PC attending Day 5 at 20/10/65

= [nfection extraperitoneal abscess

CTWA (18/10/65) : increased size of multiloculated
extraperitoneal abscess with sinus track opening to skin

at Rt. lower abdomen about 276 ml
Mx : - PCD at RLQ
- Meropenem 1 g iv q8hr (18/10/65 — 25/10/65)



PC attending Day 8 at 23/10/65

s:amih NG tube saas bag huin lidenlsimiulifiidenaa
fnegaaszle 1-2 Aiasu Wiuseamaamiieniinu

Visceral abdominal pain: AvPS 5-6/10

Lil# 421 PRN dose PPS 40

mﬂfmmﬂwﬂmmmuﬂummuﬂfmmuumﬂ Unmuiu luneg @mmmﬂ%imm

Hunaliaulivdudienateau 01ue “aasilviuauvad liliagla lyu”

Mx : - Morphine 50 mg iv/iday, MO8 mgivprnq 2 hr
- Advice maeaudilan pron wezdsu Total dose MO

- Lorazepam (0.5) 1 tab SL prn for dyspnea q4hr
- Jsziiu spiritual suffering



He requests Palliative Sedation
What should we do?

-



PC attending Day 9 at 24/10/65

» Pain : thawiudsluias Wlddaeinu PS 8/10 (avPS 6/10 waatfl#)
drendufewdng 3 Swass Guilunzan 22 MO prn 2 dose ,PPS 30

- MO 80mg +octreotide 300 mcg NSS up to 48 ml
ivdrip 2 ml/hr.

- MO 8 mg + NSS up to 10 ml. iv prn for pain/dyspnea
q 2 hr.

PC attending Day 10 at 25/10/65

» Sx plan Best supportive care
> PC su¢18 PC WARD for symptoms control

and re-assessment of spiritual suffering



How to assess Psychosocial
and Supportive Pt and Family
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Preparation
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Tnueiiazldfe empathic listening (active listening vie
reflective listening)

Support & Encouraging

aualamuasieunuadau fedRatudiasuazanu
Symptom control liarawdlilyaae

deld focus fu Genogram wsnszawlinaludedidunndlula
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PC attending Day 11 at 26/10/65

Patient
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Objective

dumos Isiuanfivssauiesnndudinuazvaldun [Wanaly
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Situation
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ith Death

Accept the reality of the loss

Dealinc

- Conduct life closure work

=

sSSP X

’ P -
b -
-9
i

oy Unfinished business
- = Financial

1

P
T o
o —

Expeérience the pain of the loss

v

- Farewell

Adjust to a new reali

Reinvest in the new reality

“I've had a good cry, now
I'm going to clean the
. s Wik y =~ S yile kitchen.” A simple example.
Oscillating between the “doing” and the “feeling” is very common. How

would it be if we stayed in one process or the other all the time??? Integration
Exhausting... As we continue to oscillate, we begin to integrate our grief.

Intensity lessens
Reconnecting with life and
relationships
Reinvestment of energy

Focused on the loss:

Focused on ‘getting

Waves of grief and Controntation

on’ with life:

sadness. Overwhelming and intense
feelings

Anger & guilt

Going over details of the loss
Experience deep pain,

yearning and despair

Attending to tasks, Avoldanica

Anxiety and fear

Shock, denial and numbness
Avoiding loss — sense of
unreality

doing new things,

distraction,

reminiscing, )
N avoidance.
confrontation.

A suimsausng p PALLIATIV ssion better ;N NS —— 4 S AT
 AQ T abgs,g:?‘g tomo rlrbtv\} === é‘ RRATH



PC attending Day 13 at 28/10/65

1.Pain : danuiuialuies ilgdaniy PS 8/10 geunaauniy PPS 20

- MO 120mg +octreotide 300 mcg NSS up to 48 ml iv

drip 2 mi/hr.
- MO 8 mg + NSS up to 10 ml. iv prn for pain/dyspnea

q 2 hr.

2. TPN: Nutrition and PC Jszifiu prognosis: wks.
Advice Pt and Family accepted off TPN



PC attending Day 14 at 29/10/65

flaeaveumiiesnniy el @air hunger ,PPS10

A % Y 9:/ 1 dl = v
ﬁ]’ﬂ%ﬂ@’]ﬂﬂuﬁﬂﬂiﬂ FOLALTENIDUNYNAY — 191

intake 2143 ml urine 200 ml

Mx : - Best Supportive Care

- Lasix 40mg IV stat

- 151 MO 170 mg+ octreotide 600 iv rate 2 ml/hr.

- 15 Midazolam 0.5 ml/hr.




Palliative Sedation




What is Palliative Sedation J

- The use of sedating medication is intended to decrease

a Patent’s level of consciousness to mitigate the experience
of suffering, but not to hasten the end of life

(The American Academy of Hospice and Palliative medicine)

- The monitored use of medications intends to induce
varying degrees of unconsciousness, but not death, for relief
of refractory and unendurable symptoms in imminently dying
patients. (The Hospice and Palliative Nurses Association)



Indication in Palliative sedation

- Refractory Pain
- Agitated delirium
- Breathlessness
- Restlessness

Sedation use in Palliative care

Transient sedation for noxious procedures

Sedation as part of burn care

Sedation use in end-of-life weaning from ventilator support
Sedation in the management of refractory symptoms at
the end of life

Emergency sedation: massive hemorrhage ,stridor
Respite sedation

Sedation for psychological or existential suffering ex.
Spiritual suffering?



Evaluate before
Palliative Sedation

Pt medical history,Physical
examination and all
relevant investigation
Psychosocial Spiritual
evaluation , consult
specialist as need
Prognosis assessment

Pt capacity to make
decision and on going care
Involve of Pt’s Family in the
decision making process

Consider before
Palliative Sedation

Inadequate Pt assessment in
which potentially reversible
cause of distress are
overlooked

Failure to engage with expert
clinician in the relief symptoms
(not consult the expert)
Fatigue and Frustrate of
physicians by the care of
complex symptomatic patient
Situation in which the demand
for sedation is generated by the
patient’s family and not the
patient him/herself



NHPCO Position statement: Indication
and Recommendation Process

Indication : Pain ,Dyspnea ,Delirium ,Agitate ,Restless with
refractory to appropriate treatment

Life-support treatment : All patients should have DNR order
in effect

Artificial nutrition and hydration : eat drink as desire in light
sedation ,but limited in heavy sedation

Patient’s status : actively dying (hours to days ,Less than 2

We e k S ) Indicatilt\)lrl;isP g(OR:géi:ri\?r?ei?atgr:: rl?’?ocesses
Level of sedation : sufficiently relief symptom e S, =
Education and clinician support :those involved in pall oo

sedation must have additional and specific competency
,and on going education

on the Use of Palik Sedation. J Pain Symp Manage 2010:39:914

NHPCO Position Statement:
Indications & Recommmendation Processes

* maimwaaMaiuasmsaiuayuyasInTInsume: dildauieados

aghesiailas

NHPCO Position Statement on the Use of Polliative Cave Sedation. J Pain Symp Manoge 2010:39:918



Palliative Sedation VS Euthanasia

Goal

Intension
Effect

Outcome

Legal

Frequency of use

Palliative Sedation

Reduce suffering

To sedate

Sedative drugs

Reduce
consciousness

Not illegal

Common

Euthanasia

Reduce suffering

To kill
Lethal agent
Death

Legalized in few
countries

Uncommon



Palliative Sedation VS Euthanasia
Dilemmas

-
In your Opinion ?

o

)

Is it Euthanasia? M

Physician Assisted Suicide?

Continuation of life supporting measures like
Nutrition/Hydration /Artificial Ventilation ?
Palliative sedation in non physical suffering ?



Medication in Palliative Sedation

Medications and Starting Doses for IV/SC Palliative Sedation

Medication Initial Bolus Continuous Infusion Usual Maintenance Dose
Midazolam 0.5-5 mg IVISC 0.5-1 mg/h IVISC 20-120 mg/d

Lorazepam [-5 mg IVISC 0.5-1 mg/h IV/5C 4-40 mg/d

Haloperidol I-5mg IVISC > mg/d IV/5C >-13 mg/d

Pentobarbital 2-3 mglkg IV | mglkg/h IV NA

Phenobarbital 200 mg IV/5C 600 mg/d IV/SC 600~ 1600 mg/d

Propofol 20-50 mg IV in emergency [0 mg/h IV, titrate by 10 mg/h every 15-20 min NA

NOTE: If possible, the health care professional should consult with a pharmacist and palliative care consultant before using these medications.

Adapted from Rousseau PC. Palliative sedation in the management of refractory symptoms. ) Support Oncol 2004;2:185. Copyright © 2004, with
permission from Elsevier.



Ethical in Palliative Sedation

- Principle of double effect

- The action must not be immoral in itself

- The action must be undertaken with the intention of
achieving only good effect or effects. Possible bad effects may be
foreseen but must not be intended.

- The action must not achieve the good effect by means of
a bad effect.

- The action must be undertaken for a proportional grave
reason (the rule of proportionality)
- Inform-consent is very important

- Double effect

- Decision surrogate
- Withhold and withdraw of artificial nutrition and hydration

- Correlated with patient goal

- Continue is not prohibited if it is patient goal



Total Pain Model




The Total Pain Concept

- By Dr. Cicely Saunders
- The intense suffering frequently experienced by
dying patient and their family members as they
transverse the continuum of living the last
months of life ,dying ,death and bereavement
- Total Pain consists of at least 4 contributors :
- Physical pain
- Social pain
- Psychological pain
- Spiritual pain



Disease management
= Primary diagnosis, prognosis,
evidence

Physical
= Pain and other symptoms
» Level of consciousness,

Psychological
Personality, strengths,
behaviour, motivation

= Secondary diagnosis (e.g. cognition = Depression, anxiety
dementia, substance use) = Function, safety, aids (motor, = Fmotions
= Comorbidities senses, physiologic, sexual) = Fears
(e.g. delirium, seizures) = Fluids, nutrition = Control, dignity, independence
= Adverse events = \Wounds = Conflict, guilt, stress, coping
(e.g. side effects) = Habits responses

= Allergies

Self-image

Loss, grief Social
= Loss = Cultural values, beliefs,
= Grief (e.g. acute, chronic, Person and family practices

anticipatory)
Bereavement planning
Mourning

End of life care/
Death management

= Life closure

= Gift giving

= Legacy creation

= Preparation for expected death

= Anticipation and management
of physiological changes in the
last hours of life

= Rites, rituals

= Pronouncement, certification

= Perideath care of family,
handling of body

= Funerals, saervices

= Demographics

Culture

= Personal values, beliefs,
practices and strengths

= Developmental stage,
education, literacy

= Disabilities

Relationships, roles with
familyffriends, community
Isolation, abandonment,
reconciliation

Safe environment

Privacy, intimacy

Routines, recreation, vacation
Legal issues

Family/caregiver protection
Guardianship, custody issues

Practical

= Activities of daily living
(e.g. personal care, household
activities)

= Dependents, pets

= Telephone access, transportation

Spiritual

Meaning, value

Existential, transcendental
Walues, beliefs, practices,
affiliations

Spiritual advisors, rites, rituals
Symbols, icons

Figure 2. Domain of issues associated with illness and bereavement

Farris, FD., Balfour, HM., Bowen, K., Farley, )., Hardwick, M., Lamontagne, C., Lundy, M., Syme, A. West, P A Model to Guide Hospice Falliative Care.
Ottanewa, OM: Canadian Hospice Palliative Care Association, 2002,

Reprinted with Permission from Canadian Hospice Palliative Care Association



TOTAL PAIN—PHYSICAL PAIN

Neurophysiologic Mechanisms

B Somatic Pain
] Nociceptor stimulation of skin and
deep musculoskeletal tissues

[J] Well localized as “deep, aching
feeling,” tender to palpation

M Visceral Pain
[] Difficult to localize

[J] Felt as “deep pressure,” “cramping,”
“spasms” associated with nausea,
diaphoresis, and emesis

5
O]

O
]
O

Neuropathic Pain

Damage to the peripheral or the
central nervous tissue

Along the same nerve distribution
pattern as a sensory peripheral nerve

Described as “sharp,” “electric,”
“burning” pain

Deafferentation pain arises from the
central nervous system, partially or
completely separating central from
the peripheral nervous system

Central pain is “viselike,”
“throbbing”; the headache is “dull”
and “never relenting “




TOTAL PAIN

Anxiety

Interpersonal Interactions

|

|

O OO0 OmoodoOm

Inadequate Pain Control
Verification patient is receiving pain
medication(s), dosage, and/or
frequency as ordered

Assessment for new physical cause of
pain, opioid tolerance, and
breakthrough or incident pain
episodes

Altered Metabolic States

Medical conditions such as coronary
occlusion, hypocalcemia,
hypoglycemia, hypoxia, delirium,
occult bleeding, and sepsis
Hormone-Secreting Tumors
Pheochromocytoma
ACTH-producing tumors

Thyroid tumors

Parathyroid tumors

Anxiety From Medications

Rapid tapering of prednisone,
bronchodilators

Alcohol withdrawal

Akathisia associated with
metoclopramide hydrochloride
Preexisting Anxiety

Supportive therapy or medication (or
both) helpful

o000 Omo00 O00Om

Individual

Concern about changing appearance
Fear of abandonment with isolation
from others

Fear of loss of career or job status
Fear of substance abuse
Interpersonal Interactions
Intensification of previous marital
discord

Estrangement from family or origin
Isolation from spouse and children
Conflicts with coworkers

Mounting financial stress

Nonacceptance

| |

|

Spirituality

Personal values of self and life’'s
experiences, which are not specific
religious tenets

Three-Stage Model

A guide to anticipate difficulties with
greater sensitivity:

initial stage: the patient faces the
threat of death;

middle stage: a universal depression
that the patient now knows the
disease will cause death;

third stage: the patient’s acceptance
of imminence of own death




Approach Spiritual Pain

What is spiritual pain?

Spiritual pain is the pain that comes from the “hidden”
areas of our life. It can’t be pointed to on a pain scale,
but it is still very real and can impact our physical and
emotional

Spiritual need : |

1. Cognitive aspects nisfufanuuuigaasdinn Anuime wazAua:

alaa
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2. Experiential &emotional aspects arsunlpanuidniinan
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Table 30. Three Dimensions of Spiritual Need*

Situational Transcendence: In this dimension,
patients want to make sense of and transcend their
current situation. They often desire

® purpose

¢ hope

¢ meaning and affirmation

* mutuality

¢ asense of connection

¢ social presence.

Moral and Biographical Transcendence: In this
dimension, patients want to “put things right” to
make sense of their own lives and to develop a
sense of transcendent meaning for their existence.
They often desire

peace and reconciliation

reunion with others

prayer

moral and social analysis

forgiveness

closure.

.« & o & & »

Religious Transcendence: In this dimension,

patients want to achieve a sense of religious

transcendence. They often desire

¢ religious reconciliation

¢ divine forgiveness and support

* religious rites and sacraments

* yisits by clergy

* religious literature

¢ discussion about God, eschatology, or eteral life and
hope.

3. Behavioral aspects nmsuansaanniauaniuaaiule
AAAARANTIL ANITALATANZNNY T UIR9FD e

Meanin, glessness

Total spiritual pain

Emotional withdrawal

/Spectrum of Spiritual Pain and Spiritual WeII-beinh

Spiritual struggles Total spiritual well-being




Table 31. A Guide to Spiritual Assessment®

Assessing the Spiritual Issues Raised by Serious lliness, Especially at the End of Life

First, establish an empathic connection with the patient (or the patient’s family). Often, nothing more will be required to

engage the patient in significant spiritual sharing. Only then, consider moving to more specific questions.

Opening

"It must be very hard for you to find yourself (your loved one) so sick. How are you holding up?”

Questions of Meaning

Patient/family questions

“What is the meaning of my illness?”

"What is the meaning of my suffering?”
“What is the meaning of my death?”

"Will any meaning persist beyond my death?”

Questions of Value

Clinician questions
"Have you thought about what all this means?”

"Would there be anything for which you might hope even if you {your loved

one) are not cured?”

"Do you attach any spiritual significance to the word "hope'?”

Patient/family questions

"How does my value relate to my appearance?”

“ ... my productivity?"”
* .. myindependence?”

“Is there anything about me that is valuable
when these are threatened?”

“Is there anything valuable about me that will
persist beyond death?”

Questions of Relationship

Clinician questions
"Are you able to hold onto a sense of your own dignity and purpose?”

“Do you feel that people in the hospital/your family/your friends/your
congregation really care about you (your loved one) as a person?”

“Are there any spiritual or religious resources upon which you can draw to

help see you through this?”

Patient/family questions
“Am | estranged from any family or friends?”

“Who have | wronged? Who has wronged me?”

“Am | loved? By whom?”
“Does love endure beyond the grave?”

Closing Comments

“I'can't do everything—that's why we work as a team. | think we've covered some very important ground here, but there's
so much more to talk about. If it's okay with you I'm going to send Rev S to see you later today. Also, I'd like to tell her a

Clinician questions
"How are things with your family and friends?”

“Is there anyone with whom you need to ‘'make up'?”
“Is there anyone to whom you need to say ‘I love you’ or ‘I'm sorry?”
“If you're a religious person, how are things between you and God?”

little about what you've just shared with me, so she can be better prepared. Would that be okay?”

Table 32. FICA: A Spiritual Assessment Tool'”

F: Faith or Beliefs

Specific questions to elicit responses:

* Do you consider yourself spiritual or religious? Both?
Neither?

¢ \What things do you believe in that give meaning to
your life?

* What is your faith or belief?

I: Importance and Influence of Beliefs

Specific questions to elicit responses:

® |s your faith or belief important in your life?

¢ What influence does your faith or belief have on how
you take care of yourself?

¢ How have your beliefs influenced your behavior during
this illness?

* What role do your beliefs play in regaining your health?

C: Community

Specific questions to elicit responses:

¢ Are you part of a spiritual or religious community?

* Does the community provide support for you? How?

* |s there a person or group of people you really love or
who are really important to you?

A: Address Care Issues

Specific question to elicit responses:

¢ How would you like me, as your healthcare provider, to
address these issues while caring for you?
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| learn

Strength of people and
supportive of Family

How to prepare for a good death
Palliative sedation Medical ethics
Double effect

SATIR approach Total Pain

Pain and PC symptoms control
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Table 3. Total Pain: Basic Assessment Guidelines

Suspect Total Pain

The index of suspicion for the presence of total pain should be high and should increase when the following occur:
* The patient’s physical symptoms are unexplainable and do not respond to usually effective interventions.

* The patient’s emotional responses seem out of proportion to the loss.

¢ (oncordance with treatments is erratic.

Establish a Conducive Atmosphere
* Establish a comfortable and unhurried atmosphere.
* Show concern for nonphysical sources of pain.

Express Interest and Ask Specific Questions
* Ask specific questions about psychological, social, and spiritual concemns.
* Be aware that patients often give the following factors stronger importance ratings than do physicians:
— making funeral arrangements
~not being a burden to others
— helping others
— coming to peace with God
— being mentally aware.

Listen for Broader Meanings

* Avoid deconstructing an illness (separating it into discrete, smaller parts) when assessing for total pain.

* Assessments should include specific questions designed to elicit a patient’s feelings and thoughts about the broader
meanings of the illness and the illness’s affects on the patient's entire life.




Table 29. Four Interrelated Dimensions of Spiritual Pain and Helpful Interventions

I. Spiritual Pain Related to Individual and Community Issues. Spiritual development occurs within the context
of the human community.

Signs and symptoms of spiritual pain related to individual and community issues:

Physical pain not controlled by usual means

Torment and anguish

Complicated reactions to loss

Hopelessness, pervasive existential guilt

Fear and dread

Moncompliance with care plan

Sense of abandonment and betrayal

Isolation and withdrawal from support communities, breakdown of relationships

. Spiritual Pain Related to General Issues of Meaning. Spiritual development occurs within the context of a

search for meaning.
Signs and symptoms of spiritual pain related to issues of meaning:

Expressions of life's meaninglessness and loss of faith

Questioning the adequacy of present belief system, world view, or philosophy, whether religious or nonreligious
Expressions of desire for a belief system, waorld view, or philosophy to help to cope with spiritual pain

Presence of unresolved religious issues (eg, "If only | had enough faith, | would be cured”).

Guilt associated with religious beliefs

Isolation from religious or spiritual communities with similar beliefs

Helpful interventions:

Encourage reflection on past, current, or desired belief systems, philosophies, or world views.

Encourage practical application of the patient’s belief system or philosophy to the current situation.

Identify elements of past or current belief system or philosophy that provided support in the past; encourage
reestablishment of these elements.

Explore the patient’s religious history as a cause of pain. Some patients may feel terribly wounded by the religion of
their childhood and need to come to terms with their anger and sense of rejection.

Encourage patients to tell their life stories as a way of helping them to recognize themes of purpose, value, worth, and
meaning.

I1l. Spiritual Pain Related to Religious Needs. Religious beliefs shape the search for meaning; religious rites
and rituals provide concrete means of expressing spirituality.

Signs and symptoms of spiritual pain related to religious needs:

Desire for devotional expressions of religion

Lack of participation in religious and/or spiritual practices and rituals

Absence of a religious leader or teacher and separation from previous religious affiliations
Desire to practice religious and spiritual disciplines such as prayer, meditation, and yoga

continued




Table 29. Four Interrelated Dimensions of Spiritual Pain and Helpful Interventions® (continued)

Helpful interventions:

e (Observe each patient’s special holy days, dietary restrictions, needs for daily prayer or meditation, hygiene and modesty
requirements, and other important religious precepts.

* Remember the power of religious rituals and observances and, when appropriate, provide or arrange for the following:
—  Prayers that focus on healing and reconciliation
— The sacraments of baptism, confirmation, marriage, reconciliation, and the sacrament of the sick
— Ritualized confession, reconciliation, absolution of sins, asking for forgiveness
— Laying on of hands
— Devotional practices (eg, meditation, prayer, turning toward Mecca, and reading religious scriptures from sources such
as the Hebrew and Christian bibles, the Vedas, and the Koran)

IV. Spiritual Pain Related to Inner Resource Issues. Spiritual disciplines enhance the capacity to transcend

life’s difficulties, they are defined as any personal practice or activity that animates, inspires, or motivates a

person to aspire, hope, and participate in living. Examples include prayer, yoga, thinking, reading, walking,

playing, making love, enjoying nature.

Signs and symptoms of spiritual pain related to lack of inner resources:

e Sense of purposelessness and lack of fulfillment

e Feelings of being overwhelmed, helpless, and out of control

e [ack of awareness that anger, hurt, guilt, and fear can isolate people from their deepest selves, from others, and from
ultimate reality

e Unfamiliarity with spiritual disciplines such as prayer or meditation

¢ |nadequate use of techniques that help people to adapt to difficult circumstances (eg, sharing feelings with others,
humor, relaxation, meditation, prayer)

Helpful interventions:

e Help patients identify elements in the past that have given meaning to their lives and helped them to feel more
alive and empowered (eg, use of spiritual and religious practices, contact with nature, reestablishing and enhancing
relationships, meaningful communication with significant others)

* Encourage life review and exploration of sources of meaning in life.

* |f the patient desires, arrange for access to books or meditation tapes to enhance inner resources.

* Encourage greater use of adaptive techniques such as relaxation, imagery, music, poetry, and devotional readings that
focus on healing rather than cure. (If the patient desires, arrange for access to spiritual or religious teachers who use
meditation, prayer, and religious scriptures to focus on healing instead of physical cures.)

* Help patients to reframe goals into short-term tasks that can be accomplished, such as going on a trip or saying good-
bye to friends and family.
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