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Doenca cronica complexa

* N2 crescente de admissdes em UCIP
* Objetivo: retorno a linha de base
* Familias impreparadas

— Sem prognostico bem delimitado

— Esperanca de vida? ... longa

e Podem beneficiar do nivel de cuidados de uma UCIP

Redefining Success in the PICU: New Patient Populations Shift Targets of Care
Janet E. Rennick and Janet E. Childerhose
Pediatrics 2015:135;e289; originally published online January 19, 2015;
DOI: 10.1542/peds.2014-2174




Suporte respiratorio

 [RA
* IR Crdnica agudizada

— admissao em cuidados intensivos

— inicio ou retirada de VM

decisdes quanto a ventilacao de longa duracao
tragueostomia/VNI

crianca dependente de tecnologia suporte de vida




End-of-Life Practices Among Tertiary Care PICUs in
the United States: A Multicenter Study

Kathleen L. Meert, MD'; Linda Keele, MD* Wynne Morrison, MD?; Robert A. Berg, MD?;
Heidi Dalton, MD*; Christopher J. L. Newth, MD, FRCPC?; Rick Harrison, MD® David L. Wessel, MD’;
Thomas Shanley, MD?; Joseph Carcillo, MD®; Amy Clark, MS'; Richard Holubkov, PhD";

Tammara L. Jenkins, MSN, RN'; Allan Doctor, MD'; J. Michael Dean, MD'; Murray Pollack, MD*;
and the Eunice Kennedy Shriver National Institute of Child Health and Human Development
Collaborative Pediatric Critical Care Research Network  pggiatric Critical Care Medicine

September 2015 + Volume 16 = Number 7

68% dos doentes tiveram suspensao ou limitacdao terapéutica.

72% dos doentes que morreram tinham doenca crénica previa a admissao na UCI.




DEVELOPMENTAL MEDICINE & CHILD NEUROLOGY ORIGINAL ARTICLE

Mechanical ventilation for respiratory failure in children with
severe neurological impairment: is it futile medical treatment?

JOSEPHUS PJ VAN GESTEL' | AFKE H ROBROCH' | CASPER W BOLLEN' | CORNELIS K VAN DER ENT?
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1 Division of Paedatrics, Paediatric Intensive Care Unit, Unversity Medical Center Utrecht, Wilhelmina Children’s Hospital, Utrecht, the Nethedands. 2 Division of Paediatrics,
Department of Paediatric Pulmonology, University Medical Center Utrecht, Wilhelmina Children's Hospital, Utrecht, the Netherdands

Correspondence to Dr Jasephus PJ van Gestel, University Medical Center Utrecht, Wilhelmina Chikdren’s Hospital, PO Bax 85090, 3508 AB Utrecht, the Netherlands. E-mad: | vangestelBumoutrecht nl

22 criancas - deficit neurologico grave

e 11 6bitos
11 sobreviventes

— 6 extubadas na 12 tentativa, sem readmissoes em UCIP




Children and Young Adults Who Received

Tracheostomies or Were Initiated on Long-Term
Ventilation in PICUs*

dwards, MD, MA, MAS'; Amy . Houtrow, MD, PhD, MPH"; Adam R. Lucas, PhD;
Rachel L. Miller, MD**; Thomas G. Keens, MD#; Howard B. Panitch, MD?;
R. Adams Dudley, MD, MBA®*

Pediatr Crit Care Med. 2016 Aug;17(8):e324-34

72% - admissdes urgentes, doenca critica aguda ou crdnica agudizada
90% - “substantial chronic conditions and comorbidities”
» 50% “moderate or worse cerebral disability upon discharge”

» 20% dos doentes com VI e 16% dos doentes em VNI tiveram alta para instituicGes ou centros
de reabilitacao

Tracheostomies and Long-Term Ventilation in
Children: Are We Being Thoughtful and Consistent?*




“‘melhor interesse para a crianca”

. consideracoes éticas e enquadramento legal




Tracheostomies and Assisted Ventilation in Children
With Profound Disabilities: Navigating Family and
Professional Values

PECATRICS Volume 153, Supplement 1, February 2014

Ethical considerations in paediatric neurology: Neuromuscular
disease and epilepsy

John B Bodensteiner and Yu-Tze Ng

Division of Pediatric Neurology, Barrow Neurological Institute/st. Joseph's Children’s Health Center, Phoenix, Arizona, United States

Journal of Paediatrics and Child Health 47 (2011) 509-602




 The underlying concern is wether a life with profound
disabilities is a life worth living

Many clinicians seem to place a high value on cognitive
functioning and independendent living, a value that not all
parents of children with profound disabilities share.

A persistent concern is that parents want life sustaining
interventions for their own needs and interests.




Processo de decisao partilhada

Consentimento informado

* Postura paternalista, protetora

“Forgoing life-sustaining treatments. How the decision is made in French
pediatric intensive care units. “

“a autonomia parental na UCI é uma ilusao”

n u

“culpa” “ responsabilizacao”

“Parents should not be excluded from decisions to forgo life-sustaining!”

Crit Care Med 2001




Conflito

When parents say “more” and
health care [JI'DfESSiE}I"IﬂlS say ”en::uugh”

Dawn Davies MD ma FRCPCT, Cheryl Mack MD MA FRCPCS

Faediatr Child Health Vol 20 Mo 3 Aprl 2015

Questdo — ha limites para o que os pais querem?




* Justica
— Acesso equitativo a cuidados de saude
— Nao discriminacao

— Recursos limitados

— Vulnerabilidade




% | \ BT A os médicos
~ Guia sobre o processo de decisdo
~ relativo a tratamentos médicos

em sitli?;ées de fim de vida

* tém de se de dispensar
tratamentos que sejam ou

face aos riscos e
constrangimentos que possam induzir.

8 722 &

tratamentos proporcionados
adaptados a sua situacao

tém o dever de cuidar dos seus
doentes, atenuar o seu sofrimento e
mostrar-se solidarios.




Etica

 Autonomia nao implica o direito a receber todo e
gualquer tratamento que o doente possa exigir,
designadamente quando o tratamento em causa é

considerado desadequado.

S

* Obrigacao de apenas prestar tratamento
apropriados

12 indicacao médica

22 ser apropriado




Tratamento futil

SO
“—

Tratamento potencialmente inapropriado

Beneficio global
Beneficiéncia / Nao maleficiéncia

N




Making decisions to limit treatment in life-limiting
and life-threatening conditions in children:
a framework for practice

Vic Larcher,’ Finella Craig,” Kiran Bhogal,” Dominic Wilkinson,” Joe Brierley, ">
on behalf of the Royal College of Paediatrics and Child Health

Larcher ¥, af &, Arch s Ol 2005700050ppl 2)51-523

which such treatment must certainly be withheld or withdrawn.

2. The document describes situations in which individual children should be spared
inappropriate invasive procedures—NOT types of children to whom appropriate
procedures should be denied.




If treatment is unable or unlikely to prolong life
significantly it may not be in the child’s best interests to
provide it:

Imminent death,

Inevitable death, where death is not immediately

imminent but will follow and where prolongation of
life by LST confers no overall benefit.




Situations where treatment but will
not alleviate the burdens associated with illness or treatment itself:

where the treatments themselves produce
sufficient pain and suffering so as to outweigh any potential or actual
benefits

Lack of ability to benefit; the severity of the child’s condition is such
that it is difficult or impossible for them to derive benefit from

continued life.




An Official ATS/AACN/ACCP/ESICM/SCCM Policy Statement:
Responding to Requests for Potentially Inappropriate Treatments in
Intensive Care Units

Table 3. Categories of Disputed Treatments in Intensive Care Units

Definition Conflict-Resolution Process

Category

Requests for potentially Treatments that have at least  Conflict resolution should be
inappropriate treatment SOME cr;l_ar;:_:e ofm o acclp-n‘;lgli_shcd via thc;é:rqcem; 3. A chinician babeves it is
accomplishing t et gutlined in recommendation : - ;
soudght by the patient or and in Table 4. Inﬂpprﬂiigjate t"?‘ c.ﬂ;rtﬁuﬂe .
surrogate and are not mechan ventilaho patient
prnscribﬂd, bt clinicians 'I.h'ﬂh WH:E'Y I"I'lE!1H51atIG CAnNCEeEr.
befieve that competing ethical 4, A chmcian bebeves it 15
considerations justify refusing inappropriate to place a
tracheostormy tube in a child with

to provide the requested
treatment

prolonged respiratory insufficiency
and sovers mmesversibio

Preventing conflict: communication as cornerstone




An Official ATS/AACN/ACCP/ESICM/SCCM Policy Statement:
Responding to Requests for Potentially Inappropriate Treatments in

Intensive Care Units Am J Respir Crit Care Med 2015Jun; 191(11):1318-30

Futile intervention .
Clinicians should not » No Can the physiological goals be achieved

provide these interventions : ! with available medical treatments?

\’('\ |

Legally Proscribed or Legally l

Discretionary Treatment Yes Is there an established, widely accepted If’“’ Judicial prcc-:dcn(.v
, =1 or policy that clearly governs provision of the requested therapy?

Clinicians need not provide requested

treatments l
No
Time-pressured potentially inappropriate & ’
treatment

the procedural resolution process and do the clinicians involved
L have a high degree of certainty that the requested treatment lies
outside the boundaries of accepted practice?

Clinicians should strive for temporizing solution Does the urgency of the clinical situation preclude carrying out
to carry out procedural resolution process. [f not (J Yes
feasible, chimcians should ensure that there 1s

consensus among mvolved clinician and seek case

review to the extent possible I
\.U

y

Potentially Inappropriate Treatment
Managed via procedural resolution process




Table 5. Cuestions to Assist in
llluminating Moral Issues in
Time-pressured Situations

Am | certain that this requested treatment
5 outside of the boundaries of accepled
practice?

Would | be willing to have the rationale for
my decision publicly reviewed in an
appeals board or court?

What are the consequences to the patient,
surrogate, team, or institution as a result
of implementing this decision’™

Am | sure that sex, race, SOCIDECONOMIC
status, ability to pay, or other
psychosocial factors are not entenng into
my decision?




Suspensao da ventilacao

The Durban World Congress Ethics Round Table Conference Report: lll.
Withdrawing Mechanical ventilation--the approach should be
individualized. J Crit Care. 2014 Dec;29(6):902-7.

Nao usar relaxantes musculares !




Extubacao em casa

Home extubation by a pediatric critical care team: providing a compassionate
death outside the pediatric intensive care unit. pediatr Crit Care Med. 2010;11(3):401-3.

Pediatric Critical Care Transport as a Conduit to Terminal Extubation at Home: A
Case Series. Pediatr Crit Care Med. 2016; Oct 28 doi: 10.1097/PCC.0000000000000997




“We want everything done”

limitacao terapeutica
NAO E

limitacao de cuidados




