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38° Congreso Argentino de Pediatria
Cordoba, 26 al 29 de Setiembre 2017

Asistencia Respiratoria Cronica
0
Ventilacion Mecanica de Largo Plazo

Toma de decisiones en pacientes cronicos
Jueves 28 de Setiembre
6:30 a 18:00 hs.

Roberto Jabornisky
Catedra 1 Pediatria. Facultad de Medicina. UNNE
Unidad de Cuidados Intensivos. Hospital Juan Pablo Il.

TAD i
D Comen}es
s Argentina

E (5
E
=z
)
== 5
2, =
- (, —
BLI



" phs
) Car_r'iﬁﬂtfes"'

Loma
Villanueva

CaaGatl

San -S:‘r).‘;c’-'r.-ic-
- =

| fEk MbUrueLya
i\ i
4 SanLorenzo

_\:"Efl‘-a_\daﬂ 5.34r.':a._B|:|5.5'm
\ o 5
._' m_—‘x,/‘/ Cu:-nm?pcidn

—

arque lberd

. IV w é Carlos
Vista | g Pellegrini I'.
=2l i:'f::que anto Tunﬁ};e\-
- “SaolBorja
Ps
! \'._
@
e i f{
| Bhavarnia
cia \_\\ y.d
| \ /
/ Felipeofre . : /
. f AT, o : Magambara
. Mercedes ' o J I'__"' o S L
' m 1 (e —
S L 7 v <
! l"n i
Perugorria ETE by e T
- [Flioza e ok f
af .
( l
\ !
\ ‘~-\
© "'
\ ' \
Urtiguaiana’ e
Duruz"l' Cuatia b g:_ 7 F:|E|'!1-:E| Alto Ale
e e S Z (annnle :

Foto presentada con autorizacion de los familiares. Art 53 del Codigo Civil



Conflictos de Interés

Honorarios Ministerio de Salud de la Nacidn
Ministerio de Salud de la Provincia de Corrientes
Facultad de Medicina de la Universidad Nacional del Nordeste. Corrientes
Conferencias Médicas y Cursos auspiciados por Sociedades Cientificas o
Universidades
Consultorio Privado

)n Econdmica con Laboratorios Ninguna

es de Empresas relacionadas a la Salud Ninguna
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“El Doctor” Sir Luke Fields




REPOIRT OF THF
SURGEON GENERAL'S WORKSHOP ON
CHILDREN WITH HANDICAPS AND THEIR FAMILI
CASE EXAMPLE: THE VENTILATOR

DEPENDENT CHILD

Fresentead by the

U35 DEPARTMENT OF HEALTH AMND HUMAN SERVICES
Pubdic Health Service

Health Resources and Services Administration
Bureou of Heqaith Care Dalivery and Assizionca
Division of Maternal and Child Health

n Canjunction With
THE CHILDREN'S HOSPITAL OF PHILADELPHIA
DECEMBER GTH AND 14TH 1982

St SR A TN M0 PRGN

lena participacion de los padres hermanos en todos los proceso
ion médica" y "la vinculacion del niho y la familia con los qrupos de aj

| y médico disponibles en la comunidad”, con el objetivo principal de desar
alternativa a las instalaciones de cuidados intensivos..."




SPECIAL ARTICLE

a Historia

Home care: The next frontier of pediatric
prac’rlce

Allen I. Goldberg, MD, MM, H. Garry Gardner, MD, and Lewis E. Gibson, MD

From the Sections of Home Health and Pulmonary Medicine, Department of Pediatrics, Loyola
University Medical Center, Maywood, lllinois

J PEDIATR 1€

Cuidados en el hogar. La proxima frontera
la practica pediatrica

7




\rticulo original

Arch.argent pediatr 2002; 100(3) / 210

Asistencia respiratoria mecanica domiciliaria

en la edad pediatrica

Dres. Pablo G. Minces®, Eduardo J. Schnitzler®, Augusto C. Perez*, Silvia M. Diaz",

Julian Llera* v Mabel Lasa™**

Fdad (arios) Sexo Enfermedad de base

10.25 F Miopatia.
475 F Hemolinfangioma, TQBM.
2,2 M DBP, TQBM, anomalia de Ebstein,
atresia pulmonar.
11,33 M Atrofiaespinal tipo IL
11,25 M Siringobulbia.
4,1 M DBP, PC moderada.
24 F Quiste encefilico. PC anoxica

SeVErd.

Paciente FEdadal iniciar ARM  Tiempo ARM Modo Evoluciin
(meses) {meses) ventilatorio
Mediana: 10 Mediana: 21

1 10 113 SIMV (V) Debilidad progresiva. EP

2 Macimiento 20 SIMV (V) Sin ARM desde 20 m.

3 16 10 BiPAP Destete de ARMa los 261
Fallecio por sepsis neum
a los 30 m.

4 18 118 SIMV (V) Estable. Cirugia de escoli

5 67 68 SIMV (V) EPC. Disfuncion de tronc
intermitente.

& Nacimiento 19 BiPAP Sin ARM desde los 19 me

7 8 21 SIMV (P) Estable. PC severaenesti

-aqueobroncomalacia. DBP: displasia broncopulmonar.
lisis cerebral.

ARM: asistencia respiratoria mecanica. SIMV: ventilacidn mandatoria intermitente sincronizada. EPC: enfern
pulmonar crdnica. (V): imitada por volumen. (P) limitada por presidn. BiIPAP: ventilacidn a dos niveles de p



Children on long-term ventilatory support: 10 years
progress Arch Dis Child 20°
C Wallis," J Y Paton,? S Beaton,? E Jardine*
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Pediatric Pulmonology 49:816-824 (:

Pediatric Long-Term Home Mechanical Ventilation:
Twenty Years of Follow-Up From One Canadian Center

Reshma Amin, mp, msc, *?* Priya Sayal,' Faiza Syed, rrt,' Arlene Chaves, mn, np,’
Theo J. Moraes, mp, pho, "2 and lan MacLusky, mess®*

ension del Tema

300- Total de Nifos 100+ Total de Nuevos
en VMLP 1 &3 VMNol Nifios en VMLP E
___JRVIVT

| Numero de nifos Ventilados mecanicamente |

| Numerode nifios Ventilados mecanicamente |
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ecision making in long-term ventilation for children

1g-term ventilation in children is an emerging To measure the value of this intervention is dif
olic health issue in the UK and throughout high-  since assessment of quality of life for children c:
ome countries, with a substantial rise in incidence complex, especially for very young children and -
1 prevalence in recent years (figure).! with substantial disabilities. Studies of families r

M Rachel Fine-Goulden, Samiran Ray, Joe Brierley. Paediatric Intensive Care, Great Ormond Street Hospital for Children, Londres
,.thelancet.com/respiratory 2015

a Ventilacién a Largo Plazo en los nifios es una Problem

-mergente de Salud Publica en el Reino Unido y e
ses de Altos Ingresos, con un aumento sustancial

la incidencia y prevalencia en los ultimos afios”



ension del Tema

Characterization of pediatric patients receiving prolonged
mechanical ventilation Pediatr Crit Care Med 2011

Ezequiel Monteverde, MD; Analia Fernandez, MD; Rossana Poterala, MD; Nilda Vidal, MD:;
Alejandro Siaba Serrate, MD; Pablo Castelani, MD; Lidia Albano, MD; Fernanda Podesta, MD; Julio A. F:

Pacientes en ARM

[NOMBRE DE
CATEGORIA]
[VALOR]

W Ventilacion Mecanica

Ventilacion Mecanica P

[NOMBRE DE LA
CATEGORIA] [VALOR]
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RESEARCHARTICLE

Survival and medical utilization of children
and adolescents with prolonged ventilator-
dependent and associated factors

IO ‘2!1 Sseée SzuChi Pai', Pei-Tseng Kung, Wen-Yu Chou’, Tsunghuai Kuso®, Wen-Chen Tsaf'®+

1 Depariment of Healin Sendces Adminisiration, Cnina Medical Unhversiy, Taichung, Tamwan, 2 Deperment
of Respiratony Theraoy , Show Crwean Memorial Hospited, Changhua, Tafwan, 3 Department of Hesltn
Administration, Asies Unisersity, Taichung, Tamwen, 4 Deparment of ChestMedicine, Show Chwean Memoniad
Hospital, Changhus, Taivan
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n J Pediatr (September 2015) 82(9).852-859 @C
10.1007/s12098-015-1842-2

VIEW ARTICLE

yme Mechanical Ventilation in Children

in early stage of respiratory failure. Ventilator strategy includ-
ing non-invasive and invasive approach should be individual-

1zed for each patient. The author strongly believes that parents
and family members are able to take care of therr child at home

pnwan Preutthipan' (3

if they are tramed and educated effectively. A good team work
with dedicated members is the key factor of success.

autor cree firmemente que los padres y los miembros de la familia son capaces
cuidar de su hijo en casa si son entrenados y educados de manera efectiva.
Un buen trabajo en equipo con miembros dedicados es el factor clave del éxito’
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MERICAN THO
YJOCUMENTS

n Official American Thoracic Society Clinical Practice Guideline:
ediatric Chronic Home Invasive Ventilation

ura M. Sterni, Joseph M. Collaco, Christopher D. Baker, John L. Carroll, Girish D. Sharma, Jan L. Brozek,
nathan D. Finder, Veda L. Ackerman, Raanan Arens, Deborah S. Boroughs, Jodi Carter, Karen L. Daigle,

an Dougherty, David Gozal, Katharine Kevill, Richard M. Kravitz, Tony Kriseman, lan MaclLusky,
therine Rivera-Spoljaric, Alvaro J. Tori, Thomas Ferkol, and Ann C. Halbower; on behalf of the ATS Pediatric

ronic Home Ventilation Workgroup

s OrriciaL CunicaL Pracrice GUIDELINE OF THE AMERICAN THORAcIC Sociery (ATS) was approveD BY THE ATS Boarb oF Directors, January 2011
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entilacion a Largo

A Multidisciplinary Approach to the Care of the
O ya no es

Jlemente un VENTILATOR-DEPENDEN
CHILD AT HOME

ucionado a un — A Case Study —
O dO eStab|eCidO An estimated 4,300 children in the United States are managed at home on me-
chanical ventilation. Despite frequent overwhelming challenges, most families are
meentar el able to maintain a safe and enriching life for the child if they are supported in the
home by a multidisciplinary professional team. The Pennsylvania Ventilator Assisted
imiento y Children’s Home Program (VACHP) is a statewide program that coordinates the
care of children at home on mechanical ventilation and advocates for the support
- I"I'O”O del niﬁO y of families in the community. In this case study, VACHP illustrates the importance

of a multidisciplinary approach to care in order to ensure a safe and successful
home management of children on mechanical ventilation.
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Daily Living With Distress and Enrichment: The
Moral Experience of Families With Ventilator-

Assisted Children at Home Pediatrics, 2006

Franco A. Carnevale, RN, PhD3, Eren Alexander, RN, MSc(A)2, Michael Davis, MD2P, Janet Rennick, RN, PhD?, Rita Troini, RRT, MAP

3Montreal Children’s Hospital, Montreal, Quebec, Canada; PMontreal Chest Institute, Montreal, Quebec, Canada

Asumir la responsabilidad Parental
compleja” tension BB —
_ La busqueda de "normalizar” sus vidas
re las angustias y —
. Valores Sociales Conflictivos
. Vivir aislados
. .Y la "voz" de de los nifnos?
. Cuestionamiento del orden moral

jquecimientos
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Arch.argent pediatr 2002; 100(3) / 210

Articulo original

Asistencia respiratoria mecanica domiciliaria
en la edad pediatrica

Dres. Pablo G. Minces®, Eduardo J. Schnitzler®, Augusto C. Perez*, Silvia M. Diaz?,
Julidn Llera** y Mabel Lasa***

stos ARM Domiciliaria: 6100 $ - 14000 $
stos ARM Hospitalaria: 9000 $ - 27000 $

B 1 3 Si - SD 1
B 3 1 Si Si 14.000 24
> B 5 Si Si 1.400 0
3 3 6 No No SD 24
> > 7 Si : 8.200 8 hs/di
cada3d
aL): 5in datos
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Health and Social Care in the Community 14(6), 508—522

Resource use and service costs for ventilator-dependent children and young
people in the UK

Jane Noyes PhD, MSc, Cert. Ed, RGN, FISCN1, Christine Godfrey BA(Hons)2 and Jennifer Beecham php?

'School of Nursing, Midwifery and Health Studies, College of Health and Behavioural Science, University of Wales, Bango|
UK, °Department of Health Sciences, University of York, York, UK and 3Personal Social Services Research Unit, Universit
of Kent, Canterbury, UK

Costo Anual de la Atencion de 24 Ninos con
VLP con Cobertura del NIH

Cobertura Costo %
NHS £2 076 343 82.9%
Servicio Social £21 088 0.8%
Educacion £171 424 6.8%
Caridad/Voluntarios £41 022 1.6%
Independientes £188 242 7.5%
Padres £6333 0.3%

Total £2 504 452 99.9%

L0



Health and Social Care in the Community 14(6), 508—522

Resource use and service costs for ventilator-dependent children and young
people in the UK

paracion de Costos Anuales de la Atencidén de 24 Nifos con VLP en el Hospital vs el Hogar con Cobertura del |

Nifio A Nifio B Nifio C Nifo D
Hospital Hogar Hospital Hogar Hospital Hogar Hospital Hogar
oveedor (3 meses) (9 meses) (4 meses) (8 meses) (7 meses) (5 meses) (1.5 meses) (105 n
£73 942 £18 016 £139 265 £118 157 £363 558 £21 293 £73 992
io Social £25 £5806 £0 £3838 £975 £0 £25
1cion £0 £2669 £0 £0 £0 £0 £0
1wd/Voluntarios 0 £0 £0 £0 £0 £241 £0
endientes £0 £0 £0 0 £0 £0 £0
s £0 £0 £0 £0 £0 £0 £0

| £73 967 £26 491 £139265 | £121995 £364 533 £21 534 £74 017




¢ Quiénes son elegibles?

Estabilidad Médica

Estabilidad de parametros de ARM

Ganancia de Peso y Crecimiento

Sin fiebre ni infecciones agudas

Familia motivada y con deseos de internacion domiciliaria
e

Hogar adecuado y adaptable
e
e

Recursos financieros accesibles y soporte sanitario en su comunidad

.
30



to facilitada por Lic. Segovia

Fotos facilitadas por los Dres
Alberto Blanco y Ciro Ambrosetti




Pacientes en VLP en la Provincia de Corrientes
(desde ano 2005)

fil s
[

o \
> % Misiones: | Itapua
Neemt ‘.‘q._
st o \ % TOTAL.: 37 pacien
™ :
z 5 ® ®
(,
a
| @ ®
/ ® Corrientes (Capital): 20 pacien
s ® :
@
f ®
)
i N O Corrientes (Interior): 17 pacient
§ \
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La Ventilacion a Largo Plazo en el Hogar es

una realidad

Se puede, tan solo se necesita decision

Nuestra labor va mas alla de simplemente

abordar la enfermedad



