PALLIATIVE CARE CASE

28" February 2024

4 A 38-year-old pregnant woman, G1P0 at 27*! weeks gestation. Down h
syndrome was diagnosed by amniocentesis. Ultrasound revealed minor
abnormalities of arms and legs, no other major abnormality.

The mother wanted to terminate the pregnancy.

N Can this be done, legally, ethically ? y
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Patient identification

* wionanssn a1y 38 1

® IDTWNIN : FNIR

* QAANKT : WIRIAVDULAU

* ANDNIFINEN : UITNUFINY

® Admission date : 16 UnN31AN 2567

® Status : TIULRRNILDI LOUNG




Chief complaint
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Present illness
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Present illness
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Present illness
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Past and Social history

®*No known U/D
o b
* i asunNaILATDINIT
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Gyne History

e Y iasnsAInIIAUTIaN A

*LMP : 31 laila

® Menstruation : irregular cycle, interval 1-5 months, Duration 3-4 days
® Sexual intercourse : 1-2 times/mo.

® Contraception : None



Physical examination

® Vital sign : BP 122/78, PR 97, RR 20, BT 36.3 °C,
BW 69 >> 73.1 kg., HT 160 cm.,
® GA : Pregnant Thai woman, good conciousness
® HEENT : Not pale conjunctivae, anicteric sclera
® Heart : normal S1S52 no murmur
® Lung : clear
® Abdomen : FH 2/4 above umbilicus, breech presentation,
no uterine contraction
® Neuro : E4V5M6

® Ext : no pitting edema



Investigation

®9/1/67 Amniocenthesis : QF-PCR >> Trisomy 21
®9/1/67 TAS : single fetus, breech presentation, EFW 866 g.,
AFIl normal, placenta anterior high, short humerus,

short femur, no major heart anomalies



Investigation

®* Blood : Hct 36.2
® VDRL : Non-reactive

® Anti-HIV : Negative



Problem list

®* G1P0 GA 27*" wks. By U/S with fetal trisomy 21 with elderly

pregnancy with late ANC



Management

® Admit LR for termination of pregnancy
® Counseling patient
® Consult Pediatric

® Consult Palliative care



PC consultation

* LAFNQINIATIA 818 38 1
* G1P0 GA27*" wk. with Fetal Trisomy 21 with Elderly pregnancy with late ANC

® Consult for end of life care VDIUAT
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WHO definition palliative care to the perinatal and neonatal periods

® Perinatal refers to the interval between 22 completed weeks of gestation and
/ completed days after birth
®* Neonatal refers to the first 4 weeks after birth

® Perinatal palliative care (PPC) : care of pregnant women whose expected infant is

diagnosed with an life-limiting fetal conditions and the women’s families

Rana Limbo, Charlotte and Brian S. Carter. HAND BOOK OF PERINATAL AND NEONATAL PALLIATIVE CARE.
New York: Springer Publishing; 2020.



WHO definition palliative care to the perinatal and neonatal periods

® Neonatal palliative care (NPC) : supportive care (curative and/or comfort), of

infants with a life-limiting condition, such as renal agenesis, certain cardiac
defects, severe genetic conditions, and extreme prematurity.

®* PPC and NPC involve a distinct focus on the care of families and their infants

who are facing severe illness, and even death, during the childbearing period,

typically considered a time of joy and hopefulness

Rana Limbo, Charlotte and Brian S. Carter. HAND BOOK OF PERINATAL AND NEONATAL PALLIATIVE CARE.
New York: Springer Publishing; 2020.



Pediatric Palliative Care is Unique and Essential

® The American Academy of Pediatrics recommends by expert consensus the
initiation of PPC at diagnosis and its integration throughout the illness course to
help improve quality of life (QOL), reduce suffering and support goals of care

® For pediatric patients and families to be living with life-threatening or serious

health conditions

Center to Advance Palliative Care. Pediatric Palliative Care Field Guide Catalog of Resources, Tools and Trainin

Promote PPC Innovation, Development and Growth.
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CAPC : Inclusion criteria in pediatric age group

General referral criteria Automatic Suggested

Malignant disease criteria - Progressive metastatic cancer - Any newly diagnosed malignant

- Bone marrow/stem cell transplant | disease with EFS of < 40% with

- Diffuse intrinsic pontine glioma current therapy

- Stage |V neuroblastoma - Metastasis solid tumor

- Relapsed malignant disease - Any relapse malignant
Genetic criteria - Trisomy 13, 15, 18 - Other rare chromosome

- Asphysixiating thoracic dystrophy anomalies with known poor
- Severe form of osteogenesis neurologic prognosis
imperfecta (type 3 or 4)

- Potter syndrome

CAPC. Inclusion criteria in pediatric age group. http://www.capc.org/tools-for-palliative-care-programs/clinical-

tools/consulttriggers/pediatric-palliative-care-referral-criteria.pdf (access April 2014)



CAPC : Inclusion criteria in pediatric age group

General referral criteria

Automatic

Suggested

\_

(Neonatal criteria J

- Extreme prematurity with

concomitant severe BPD, grade IV

IVH

- Severe birth asphyxia

- Hypoxic ischemic encephalopathy

(moderate to severe)

- VLBW

N
Intensive care criteriaJ

- Prolonged or failed attempt to wean |- PICU stay longer than 2 week

mechanical ventilator

- Multiple-organ system failure impact functional status

- Compassionate extubation

- Severe head injury

- Irreversible brain injury that will

- Immersion injury

CAPC. Inclusion criteria in pediatric age group. http://www.capc.org/tools-for-palliative-care-programs/clinical-

tools/consulttriggers/pediatric-palliative-care-referral-criteria.pdf (access April 2014)



Case NSHANEN

g Perinatal palliative h

care (PPC)

K Care of pregnant womeh

and family

- Help improve quality of
life (QOL), reduce suffering

and support goals of care

(

~
Neonatal palliative

care (NPC)

-~

KGrief and bereavement /

\_

- Intensive care

criteria

~

- Extreme prematurity

- VLBW

/
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Psychosocial assessment

’ [ Financial J \ [ - \

[ Social J [ Family J [ %m’%zyzyﬂm \
\ 1 [ 913N /ANIAN J
[ Coping J

Social assessment Psychological assessment

Eﬁ‘ﬁ’] ﬁuﬁiﬁ.Training of the Trainers in Palliative Care Module6 Psychosocial, Spiritual, & Bereavement Care. UaWLA%: 159NUNARIWIMIN 81; 2560.



Grief and Bereavement
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éj‘ﬁ‘ﬁ ﬁuﬁia.Training of the Trainers in Palliative Care Module6 Psychosocial, Spiritual, & Bereavement Care. UaWLA%: 159NUNARIWIMIN 81; 2560.



Dealing with Guilt

® Acknowledge it exists

® Eliminate negative self-talk

® Find out if there’s a reason to feel guilty
® Remind yourself of all that you do

® Realize it's OK to have needs

® Establish boundaries

® Make amends

® Understand what you can control

® Address any mental health challenges

® Acknowledge that perfection doesn't exist

® Let's recap

Jacquelyn Johnson. How to Deal with Guilt So It Doesn’t Drag You Down. Medically reviewed.2022 [cited 2024 Feb 21]. Available from :

https://psychcentral.com/health/tips-for-dealing-with-guilt#toxic-guilt



PC Management

/ Newborn \ / \

Suggest dose & for NI1IAN

symptom control : Dyspnea

(EFW 866 gm.) AR INUIZL NN Grief and
Morphine 40 mcg. Bereavement

ivisc/rectal q 6 hr.
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LR Management

® Cytotec(200mcg) Y4 tab Vg suppo q 4 hr.
® Start 12.00 (16/1/76) & dose 12.00, 16.00 >> then hold Cytotec at 20.00 4.

® PV at 16.00 cervix os close, firm, posterior, high
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Multidisciplinary

Team Conference
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Seminars in Fetal and Neonatal Medicine 28 (2023) 101441

g B *‘ Contents lists available at ScienceDirect
i aeila
SopagrNil Seminars in Fetal and Neonatal Medicine
ELSEVIER journal homepage: www.elsevier.com/locate/siny
Counseling for the option of termination of pregnancy for severe fetal bt

anomalies in light of the recent Supreme Court ruling to remove the
constitutional right to an abortion

Amos Griinebaum °, Jonathan D. Moreno ”, Susan Pollet Esq”, Frank A. Chervenak

* Zucker School of Medicine, New York NY, Lenox Hill Hospital, 100 E 77th Street, New York, NY, 10075, USA
" University of Pennsylvania, Philadelphia, PA, USA




Introduction

® For the last 50 years, the US Supreme Court issued the decision on Roe v. Wade
on January 22, 1973, women in the US had the constitutional right to a
termination of pregnancy.

® Prior to viability before 24 weeks of the pregnancy

® On June 24, 2022, with its Dobbs v Jackson Women’s Health Organization
decision the Supreme Court of the United States overturned Roe v. Wade,
removing the longstanding landmark 1973

® With this decision individual states can now decide their own abortion laws

® As of early 2023 about one-half of all US states have already placed some bans

on abortions or severely restrict abortion access



** The diagnosis of fetal anomalies

® A birth defect is a structural or chromosomal change present at birth can
affect almost any part or parts of the body (e.g., heart, brain, foot)
® Birth defects can vary from mild to severe

® ‘a lethal condition’ invariably leads to death

® There is no effective treatment that will prevent a condition

® Disease, or injury from causing death in the near future



X Viability: definition; survival of newborn after delivery

°In 1973, when Roe vs Wade was decided

® Abortion was permissible prior to viability, prior to 24 weeks (“previability’)

® Factors that influence a viability : gestational age, fetal weight, the presence of
severe anomalies, and the presence of neonatal intensive care facilities

® Since then, newborn care has significantly improved the survival of a child after
birth

® 22-23 weeks of the pregnancy is generally considered the lowest gestational age of
viability

®In a recent JAMA paper, survival of actively treated infants was 30% at 22 weeks,

and 55.8% at 23 weeks



*%* Severe fetal anomalies and the option of termination after fetal viability

®In 1984 Chervenak et al. provided ethical argument that termination of the
pregnancy in the third trimester was morally justifiable if two conditions
® 1. That the fetus was afflicted with a condition that is either incompatible with
postnatal survival for more than a few weeks or characterized by the total or
virtual absence of cognitive function
® 2. That highly reliable diagnostic procedures were available to make the
diagnosis.
® The first well-established exception to the prohibition against aborting a third

trimester fetus was anencephaly.



*%* Severe fetal anomalies and the option of termination after fetal viability

*%* Fetal anomalies : trisomy 13, renal agenesis, thanatophoric dysplasia, alobar

holoprosencephaly and hydranencephaly also count as serious anomalies that

could justify third trimester abortion.

® This is because, with these anomalies, either death is already a certain or a near

certain outcome

*%* Other fetal anomalies : Down syndrome, spina bifida, hydrocephalus,

diaphragmatic hernia, achondroplasia, and most cardiac anomalies

® Neither death nor absence of cognitive develop mental capacity is a certain or

near certain outcome.
® These anomalies incremental risks of mental, physical morbidity, mortality

® They are not serious in the sense of justifying third trimester abortion



S il . : .
%* Ethical issues in the management of severe fetal anomalies

® The ethical guidance on termination of pregnancy should be comprehensive,
consider 3 core ethical concepts
® 1. Respecting the autonomy of the pregnant patient
® 2. Respecting the fetus as a patient

® 3. Respecting the individual conscience of the physician and patient



S il . : .
%* Ethical issues in the management of severe fetal anomalies

® Prior to fetal viability

® The pregnant patient is free to withhold from, or confer on, the fetus the moral status
of being a patient.
® Physician and pregnant patient are therefore the moral fiduciaries of the fetal patient

® Beneficence-based
®* With fetal viability

® The fetus becomes a patient

® Balance beneficence-based to fetal and pregnant with autonomy-based obligations to
the pregnant patient

® If fetal anomaly is found, should counseling patients to openly and honestly address

the key prognostic questions that parents are likely to ask
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*%* How to counsel patients with severe fetal anomalies in states that outlaw abortion

® In states where abortions are not legal

® There will be conflicts between the law and the ethical responsibility

® This process is very different and depends on the language of each state’s laws.

® The code of Medical Ethics of the American Medical Association (AMA)

“Physicians enjoy the right to advocate for change in law and policy, in the
public arena, and within their institutions; Physicians have an ethical responsibility
to seek change when they believe the requirements of law or policy are
contrary to the best interests of patients. However, they have a responsibility to

do so in ways that are not disruptive to patient care.”
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N B * Adopt a child with Down syndrome

# New & Expectant Parents Resources Adoption Process Adoption Stories NDSAN Adoptive Family Grant  About Us

(or special needs)

® Canada, Bulgaria, United state

CANADA ADOPTS! OOY®OQ

Home » NDSAN Adoptive Family Grant

N CI A About Us ~ Education & Resources v Research v Advocacy v Events v

National Council For Adoption

ADOPTION PROFILES UNPLANNED PREGNANCY v HOPING TO ADOPT v SERVICES v ADOPTING IN CANADA v BLOG

Open Adoption
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Grief and Bereavement

S5 Stages of Grief

Denial

Acceptance Anger

11 /
N

Bargaining Depressﬁi}’on

C.C. Cassel . Mourning and the 5 Stages of Grief. Medically reviewed.2022 [cited 2024 Feb 21]. Available from :

https://psychcentral.com/lib/the-5-stages-of-loss-and-grief



Type of Grief and Grief Reactions

Types of Grief -

Normal Grief

Including Inhibited Grief, Masked
Grief and Delayed Grief

Chronic Grief

traumatic loss

Anticipatory Grief

J

during a terminal iliness

Complicated Grief

or prolonged grief characterized by
long-lasting & severe emotional
reactions.

Secondary Loss

additional losses.

Can last for years, often related to

Happens before the loss occurs often

Occurs when the bereaved experences

Absent Grief

When the person is in total denial about their
loss. Not able to admit they've experienced loss.

Cumulative Grief

Can result from multiple losses over a short
time period.

i . h
Disenfranchised Loss
Occurs when society does not recognize or ac-
knowledge the value of the loss.
@ FHEHealth Y

Lori Lowrenze. 9 Different Types of Grief. Medically reviewed.2022 [cited 2024 Feb 21]. Available from :
https://psychcentral.com/health/types-of-grief#abrupt



Disenfranchised Loss/Grief
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AAMIN Grief and Bereavement
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AAMIN Grief and Bereavement
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AAMIN Grief and Bereavement
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AAMIN Grief and Bereavement

C Normal Grief
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i : Pediatric Palliative Care Field
Training of the Trainers Guide

Catalog of Resources, Tools and Training to
Promote PPC Innovation, Development and
Growth

Module 6
Psychosocial, Spiritual, & Bereavement Care

851 Wuwsa

55 West 125" Street, New York, NY 10027
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= W @ Charlotte Wool
C SR Brian S. Carter

Handbook of
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Palliative Care *

-

i A'Guide for "
Nurses, Physicians,
and Other Health

Professionals

Current Clinical Psy(hiatry Series Editor: Jerrold F. Rosenbaum

Eric Bui Editor

Clinical
Handbook of
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and Grief
Reactions
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%« Humana Press
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