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RESUMO

A atencgao significativa aos cuidados paliativos em pacientes terminais so6 foi
efetivada no Brasil a partir do ano 2000, embora com acgdes isoladas desde a
década de 1980. Quando o caso envolve fetos ou neonatos sem cura, a
comunicagcdo e os cuidados com os familiares s6 passaram a ter atencdo e
organizacao efetiva a partir de 2017. Notadamente nos anos de 2015 e 2016 houve
epidemia de microcefalia e junto com a crise persistente dos usuarios de drogas
elevou os indices de malformacdes para um nivel superior a 3% da média mundial.
Aqui objetivamos a avaliagao de: a) perfil social, educacional e espiritual das maes; b)
estrutura das equipes especificas relacionadas aos cuidados paliativos em
neonatologia; c) recomendagdes e protocolos atualmente utilizados no pais. O
método utilizado foi uma retrospectiva eletronica de bancos de dados e dados
governamentais; avaliagdo da localizagdo e composi¢cao das equipes de cuidados
paliativos no pais. Os dados encontrados apontam claramente que para as mulheres
brasileiras, as caracteristicas de regionalidade no pais, escolaridade, religiosidade e
qualidade de vida influenciam diretamente na gravidez e na aceitagdo ou n&o da
possibilidade de morte, influenciando diretamente nos cuidados paliativos perinatais,

que, ainda esta desenvolvendo metodologias para esse tipo de agao.

Palavras chave: Cuidado paliativo; Congénito; Pacientes terminais; Recém-

nascidos incapazes de curar.



ABSTRACT

Significant attention to palliative care in terminally ill patients has only been effective
in Brazil since the year 2000, although there have been isolated actions since the
1980s. When the case involves fetuses or neonates unable to cure, communication
and care with the family members only received attention and effective organization
starting in 2017. Notably in the years 2015 and 2016 there was an epidemic of
microcephaly and along with the persistent crisis of drug users has raised the indices
of malformations to a level higher than 3 % of the world average. Here we aim the
evaluation of: a) social, educational and spiritual profile of the mothers; b) structure of
the specific teams related to palliative care in neonatology; c) recommendations and
protocols currently used in the country. The method used is an electronic
retrospective on databases and government data; evaluation of the location and
composition of palliative care teams in the country. The data found clearly point out
that for Brazilian women, the characteristics of regionality in the country, educational
level, religiousness and quality of life directly influence pregnancy and the
acceptance or not of the possibility of death, directly influencing perinatal palliative

care, which, by the way, is still developing methodologies for this type of action.

Keywords: Palliative Care; Congenital; Terminally ill patients; Neonates unable to

cure.
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1 INTRODUGAO

Os cuidados paliativos em neonatos envolvem o binbmio recém-nascido e
familia. O processo de cuidar nem sempre tem como foco a cura, entretanto deve
ser realizado da melhor maneira, atendendo as necessidades do paciente e dando o
suporte que os pais precisam. A ciéncia do estudo em cuidados paliativos é
relativamente recente e sua vertente pediatrica surgiu décadas apos. Nesse trabalho
objetivou-se: 1) identificar as praticas recomendadas para os cuidados paliativos
perinatais a partir de estudos primarios publicados em artigos e, mais
especificamente uma avaliagdo regionalizada em estudos brasileiros; 2) Ampla
avaliacdo categorizada para sugerir uma sistematica de acompanhamento das
familias e pacientes; 3) Avaliagao do panorama das Unidades de Terapias Intensivas
Pediatricas no Brasil durante o momento pandémico; 4) Analise do crescimento
vegetativo do pais no periodo de ampla mortalidade pela doenga relacionada ao

Nnovo corona virus.

A metodologia empregada em todo o trabalho foi baseado nas ferramentas
associadas a revisao sistematica integrativa com a metodologia utilizada sendo uma
retrospectiva eletrdbnica em bancos de dados e dados governamentais. Os principais
resultados obtidos esperados foram relacionados a essas duas etapas: a atencéao
significativa aos cuidados paliativos em pacientes terminais sé tem sido eficaz no
Brasil desde o ano 2000, embora tenha havido acdes isoladas desde a década de
1980. Quando o caso envolve fetos ou recém-nascidos incapazes de curar, a
comunicagao e o cuidado com os familiares sé receberam atengdo e organizagao
efetiva a partir de 2017. Notadamente nos anos de 2015 e 2016 houve uma
epidemia de microcefalia e junto com a persistente crise dos usuarios de drogas
elevou os indices de malformagdes a um nivel superior a 3% da média mundial; e,

ap6s uma avaliacao do perfil sociocultural.



2 REVISAO BIBLIOGRAFICA

O conceito de cuidados paliativos (CP), defendido na década de 1960, visava,
sobretudo, melhorar o final de vida dos pacientes vitimas de cancer fora de
possibilidades terapéuticas de cura, sendo o objetivo desses cuidados propiciar
qualidade de vida nos momentos finais(WHO, 1990).

Dessa forma, alguns critérios s&o exigidos para que os cuidados paliativos
sejam empregados: 1) proporcionar melhor qualidade de vida aos doentes com
progndstico fechado sem condi¢gdes de cura através do alivio da dor e amenizar os
sintomas da doencga; 2) encarar a morte como um processo natural da vida sem
prolonga-la nem abrevia-la; 3) respeitar as crengas religiosas; 4) suporte familiar ao
luto (MORITA, 2002).

Em cuidados paliativos, ndo ha protocolos, mas principios; ndo falamos em
impossibilidade de cura, mas na possibilidade ou ndo de tratamento modificador da
doenga (BERNARDES,2020).

Somente em 1990, a Organizagao Mundial de Saude (OMS), reconheceu os
cuidados paliativos como manejo de pacientes sem chances de cura, priorizando
melhorar a qualidade de vida dos doentes e seus familiares através do controle da

dor do doente, de suporte psicoldgico, social e espiritual (ARAUJO,2019).

Com o avango dos cuidados paliativos em pacientes terminais adultos, iniciou-
se a uma discussao sobre como empregar esses cuidados em fetos malformados
(prenatais) com nenhuma ou pouca perspectiva de vida extra utero, assim como no
periodo neo natal com os recém nascidos pre termos com baixa expectativa de vida
e/lou que desenvolverao sequelas neuroldgicas graves ao sobreviverem
(SHULTH,1994).

Nesse contexto e apesar do aumento da sobrevida de fetos prematuros com
idades gestacionais cada vez menores, fetos com idade gestacional entre 22-24
semanas ainda sdo um dilema na neonatologia pois o risco de morte ou
comprometimento neurolégico severo em longo prazo € excepcionalmente alto
(TITAPANT,2015; MARCOLA,2017; LANSKY,2014).
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O inicio da ressuscitacido e oferta de suporte de vida a esses recém-nascidos
pode ser considerado futil, por isso é importante que os pais sejam envolvidos na
tomada de decisbes sejam realizadas de forma compartilhada entre a equipe
multidisciplinar e os pais, pois nesses casos a familia acaba sendo o centro da
situacdo (SOUZA,2018; MINISTERIO DA SAUDE,2015).

No que diz respeito a continuidade de cuidados, deve haver uma articulagao
entre os servigos de Obstetricia e Neonatologia, a existéncia de dados estatisticos e
um protocolo de atuagdo de acordo com a idade gestacional/peso estimado,
discutido, entendido e aprovado pelos servicos envolvidos permite fornecer
informacdes claras e mais objetivas sobre os riscos perinatais estimados aos pais na

iminéncia de um parto prematuro no limiar da viabilidade (BRAGA,2010).

Diante do maior numero de mortes de criangas com menos de um ano de
idade devido a prematuridade extrema e complica¢des durante o tratamento curativo,
justifica-se em alguns casos a implementagcdo conjunta dos cuidados paliativos.
Nesse sentido, o objetivo do artigo foi realizar uma revisao sistematica de literatura
para verificar quando os cuidados paliativos perinatais devem ser iniciados, se ainda
durante a gestagdo ou no periodo neonatal.

O cuidado paliativo visa melhorar a qualidade de vida do paciente terminal e
seus familiares, o alivio da dor e do sofrimento. Isso requer a identificacido precoce
da doenca, avaliagdes periddicas constantes, tratamento da dor e outros problemas
fisicos, psicossociais e espirituais. Esta € a base sugerida pela Organizagdo Mundial
da Saude em 2002.

No Brasil, embora existam agdes isoladas desde a década de 1980, somente
em 2000 os servicos de cuidados paliativos foram efetivamente implantados, mas
ainda restritos aos grandes centros. No caso dos cuidados paliativos em medicina
fetal apenas nos ultimos dois anos foi observada a implantagdo da atividade neste

tipo de segmento.

A complexidade contraditoria envolvida na descoberta da malformacao fetal
faz com que haja necessidade de uma equipe multidisciplinar, diferencialmente
preparada, para poder realizar agcdes de forma eficaz. A gravidez € geralmente

associada a uma expectativa de alegria, continuidade e realizagdo. O momento de
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descoberta de um problema grave na formacédo do futuro bebé, associado as
mudangas corporais, hormonais, emocionais e sociais da mae, torna o desafio dos
cuidados paliativos maior. A maioria dos fetos com malformag¢des diagnosticadas no
Brasil é realizada a termo, principalmente devido ao diagndstico tardio, restricbes

legais e escolha pessoal.

E importante ressaltar que a rede de saude brasileira ainda sofre com a alta
mortalidade neonatal devido a situagdes que poderiam prevenir mortes. A
peregrinacdo de gestantes ao parto, nascimento de criangas com peso inferior a 1,5
kg em hospitais sem UTI neonatal, asfixia intraparto e prematuridade tardia ainda

fazem parte da realidade local.

A necessidade de cuidados paliativos neonatais tornou-se evidente quando,
em 2015, o pais passou por um surto de microcefalia associado a infeccéo pelo zika
virus. Em dois anos mais de 3000 casos, € nha maioria, em uma regido com baixo
indice de desenvolvimento humano. Os passos necessarios para O
acompanhamento familiar antes e apds o nascimento foram construidos durante a

epidemia, sem discussao prévia.

Mudancas no perfil soécio-familiar sdo mais rapidas que a evolugéo /
adaptacdo dos sistemas de saude. A familia brasileira hoje € formada por uma
média de 3,8 pessoas por domicilio, com uma média de 2,7 filhos por casal. Em
relagdo a escolaridade, 65% possuem o nivel médio de estudo e apenas 15% séao
graduados. Alteragdes no perfil feminino € o que mais chama a atengdo. A Sintese
de Indicadores Sociais (SIS) do Instituto Brasileiro de Geografia e Estatistica (IBGE)
mostrou que: 38,4% da populagdo feminina entre 15 e 49 anos n&o tem filhos e a
maternidade foi adiada. Um fator importante nessas andlises € que 87% da
populacado brasileira condena o aborto, e 82% dos familiares apoiariam a gravidez

em qualquer situagao.

A necessidade de cuidados paliativos em neonatologia € evidente em todo o
mundo, mas no Brasil, devido as suas particularidades e a baixa existéncia de
centros especializados, ha poucas intervengdes objetivas. Aqui, objetivamos avaliar
o perfil social, a escolaridade, os indices de malformagdo e as recomendagdes

utilizadas no pais e propor uma sequéncia de a¢des para o cuidado.



12

Cuidados paliativos sao relativamente recentes em todo o mundo e, em
especial, no Brasil. Assim, como a breve existéncia de centros especializados nessa
pratica em adultos, em neonatologia ainda € menos presente em todo o territorio

nacional.

Havendo poucos centros, os estudos sobre o assunto sdo muito recentes e de
grande importancia para o aprimoramento e ampliagdo dessa importante atividade
de Saude Publica.
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3 OBJETIVOS
Gerais:
1 - Realizar uma revisao sistematica de literatura para verificar quando os

cuidados paliativos perinatais devem ser iniciados, se ainda durante a gestacao ou

no periodo neonatal.

2 - Identificar as praticas recomendadas para os cuidados paliativos em
neonatos a partir de estudos primarios publicados em artigos.

3- Avaliacao do panorama brasileiro sobre cuidados paliativos em neonatos

4- Compilar e sistematizar as informacgdes relativas aos cuidados paliativos

sugerindo uma sequéncia de agdes.
Especificos:

e Primeiro artigo: descrever: a) o perfil social, educacional e espiritual das méaes;
b) estrutura das equipes especificas relacionadas aos cuidados paliativos em

neonatologia; c) recomendacgdes e protocolos atualmente utilizados no pais.

e Segundo artigo: Avaliagao observacional do numero de mortos no ano de2020
relacionados a Pandemia do Novo Coronavirus, o numero de nascimentos e o

panoramade UTIs Neonatais na ultima década

e Terceiro artigo: Avaliar o padrao de analise dos mortos e nascidos, dando um
destaque aos menores de vinte anos. Ametodologia utilizada foi uma revisao
sistematica com exploragdo da literatura relacionada e osbancos de dados
publicos.
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4 MATERIAIS E METODOS

O método aplicado foi uma revisao integrativa. Ratislavova et. al (2019) e
Whittemore e Kanfl (2006) afirmam que a revis&o integrativa é a melhor abordagem,
capaz de permitir a inclusdo de estudos experimentais e nao experimentais e
proporcionar uma compreensdo ampla de um determinado assunto. Os dados foram
coletados de artigos primarios disponiveis em bancos de dados cientificos
conduzidos em Medline / Pubmed, Scielo, SCOPUS, Science Direct, Web of Science
e Wiley; e bases de dados governamentais publicadas a partir de 2003 até os dias

atuais.

Inicialmente, o primeiro passo foi identificar o problema, com ampla discussao
na equipe de trabalho. Em seguida, um vasto mapeamento de trabalhos
relacionados direta ou indiretamente ao assunto esta sendo realizado, visando
combinar a literatura empirica e tedrica a fim de identificar a lacuna do conhecimento
relacionada aos cuidados paliativos em neonatologia, revisdo teérica e avaliagdes

metodoldgicas, bem como definigdo de conceitos a partir dos dados.

Os artigos foram selecionados com foco inicial na histéria geral do estudo
em cuidados paliativos na Europa, Estados Unidos e Brasil, seguido da busca pela
descricdo de centros especificos de Neonatologia aplicada aos cuidados paliativos.
Os demais trabalhos pesquisados visavam gerar uma avaliagdo comparativa
frente aos dados encontrados e tabulados sobre as especificidades brasileiras
objetivadas em nosso trabalho.

A avaliagdo numeérica da relagédo entre as variaveis selecionadas como
idade gestacional, idade materna, malformacéo, indice de desenvolvimento humano,
presenca de centro paliativo geral foi realizada a partir de bases governamentais
como o Instituto Brasileiro de Geografia e Estatistica (IBGE), Ministério da Saude,
Academia Nacional de Cuidados Paliativos e outras obras em portugués.

A avaliagdo dos grupos de cuidados paliativos, sua composicao e o0s
protocolos basicos foram realizados por meio de buscas em sites como a National
Academy of Palliative Care, e comunicacdo individualizada com cada centro
cadastrado em uma dessas localidades.

A terceira etapa foi a avaliagdo dos dados encontrados, seguida da analise,

que é a quarta etapa descrita nos estudos de revisdo integrada. A avaliagdo foi
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predominantemente quantitativa, comparando os dados coletados nas bases de
dados governamentais em relagdo aos artigos selecionados. A etapa final foi a
apresentacgao sintética de todo o estudo.

O projeto foi aprovado com o numero de identificagdo CAAE:
30323219.0.0000.5539 (Anexo A).
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4 RESULTADOS

Os Resultados estdo apresentados na forma de trés artigos publicados
relacionados a essa tese.

SAFFI JUNIOR, MARIO CEZAR; MORAES, ANA MARIA SILVEIRA
MACHADO DE; Favero, Giovani Marino. Overview of Perinatal Palliative Care in
Brazil. BRAZILIAN ARCHIVES OF BIOLOGY AND TECHNOLOGY.

SAFFI JUNIOR, MARIO CEZAR; FAVERO FILHO, LUIZ ANTONIO; Favero,
Giovani Marino. Observational analysis of Birth, Neonatal Intensive Care Unit and
Deaths in Brazil during the first year of the New Corona Virus Pandemic.
RESEARCH, SOCIETY AND DEVELOPMEN, v.10, p.e81101018578 -, 2021.

SAFFI JUNIOR, MARIO CEZAR; FAVERO FILHO, LUIZ ANTONIO; Favero,
Giovani Marino. Relationship between births and deaths during the Covid-19
Pandemic in Brazil. RESEARCH, SOCIETY AND DEVELOPMENT. v.11,

p.e54011125350 -, 2022.
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Abstract: Significant attention to palliative care in terminally ill patients has only
been effective in Brazil since the year 2000, although there have been isolated
actions since the 1980s. When the case involves fetuses or neonates unable to
cure, communication and care with the family members only received attention
and effective organization starting in 2017. Notably in the years 2015 and 2016
there was an epidemic of microcephaly and along with the persistent crisis of drug
users has raised the indices of malformations to a level higher than 3 % of the
world average. Here we aim the evaluation of: a) social, educational and spiritual
profile of the mothers; b) structure of the specific teams related to palliative care in
neonatology; ¢) recommendations and protocols currently used in the country. The
method used is an electronic retrospective on databases and government data;
evaluation of the location and composition of palliative care teams in the country.
The data found clearly point out that for Brazilian women, the characteristics of
regionality in the country, educational level, religiousness and quality of life
directly influence pregnancy and the acceptance or not of the possibility of death,
directly influencing perinatal palliative care, which, by the way, is still developing

methodologies for this type of action.
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Keywords: Palliative Care; Congenital; Terminally ill patients; Neonates unable to

cure.

INTRODUCTION

Palliative care aims to improve quality of life of the terminally ill patient and his
relatives, the relief of painand suffering. This requires the early identification of the
disease, constant periodic evaluations, treatment of pain and other physical,
psychosocial and spiritual problems. This is the basis suggested by the World
HealthOrganization in 2002 (MORITA, 2002).

In Brazil, although isolated actions have existed since the 1970s, only in 1990
began to appear the firstorganized centers, mainly related to oncology, and in an
experimental way. The first known action was at the Escola Paulista de Medicina,
pioneered by Dr. Marco Figueiredo and, at the same time, at the National Cancer
Institute (INCA), which in 1998 inaugurated a specific ward for Palliative Care.
Later came the services of the Municipal Public Hospital of S&o Paulo, in the early
2000s.

An important factor for the growth of palliative care in the country was the
founding of the National Academy of Palliative Care in 2005. The professional
union around the same object was fundamental to promote quality and implement
criteria for Palliative Care services. With the growth of the Academy, its
relationship with the Ministry of Health, Ministry of Education and Federal
Councils of health professionals has vastly expanded this type of service

throughout Brazil.

Currently in Brazil there are approximately two hundred centers with some
type of section related to Palliative Care, a number that was formed, practically, in
the last decade. There is still a deficiency in the training of health professionals in
Palliative Care, with little offer of specialization courses, postgraduate courses

and residencies in this area.

In the case of palliative care in fetal medicine only in the last two years has
been observed the implantation of the activity in this type of segment
(BERNARDES, 2020).



19

The contradictory complexity involved in the discovery of fetal malformation
makes the need for a multidisciplinary team, differentially prepared, to be able to
perform actions effectively. Pregnancy is usuallyassociated with an expectation of
joy, continuity and fulfillment. The moment of discovery of a serious problemin the
formation of the future baby, associated with the corporal, hormonal, emotional
and social changes ofthe mother makes the challenge of palliative care greater.
Most fetuses with malformations diagnosed in Brazil are carried to term mainly
due to late diagnosis, legal restrictions and personal choice (ARAUJO, 2012;
SHULTH, 1994, TITAPANT, 2015).

The Brazilian health network still suffers from high neonatal mortality due to
situations that could preventdeaths. Pilgrimage of pregnant women for childbirth,
birth of children weighing less than 1.5 kg in hospitals without neonatal ICU,
intrapartum asphyxia and late prematurity are still part of the local reality
(MARCOLA, 2017; LANSKY, 2014).

Changes in the socio-family profile are faster than the evolution / adaptation
of health systems. The Brazilian family today is formed by an average of 3.8
people per household, with an average of 2.7 children per couple. In relation to
schooling, 65% have the average level of study and only 15% are graduated.
Alterations in the female profile is what draws the most attention. The Social
Indicators Synthesis (SIS) of the Brazilian Institute of Geography and Statistics
(IBGE) showed that: 38.4% of the female population between 15 and 49 years do
not have children and maternity has been postponed. An important factor in these
analyzes is that 87% of the Brazilian population condemns abortion, and 82% of
the family members would support pregnancy in any situation (IBGE, 2020;
FERREIRO, 2019). Thus, there is a complexity of factors that shape Brazilian
pregnant women, and this is an important factor for the effectiveness of actions in

Neonatal Palliative Care.

The need for palliative care in neonatology is evident all over the world, also
in Brazil, due to its particularities, such as the extension of the territory, logistics,
regional structure, income distribution, education and the low existence of
specialized centers. The objective of this paper is to describe the: a) social,

educational and spiritual profile of the mothers; b) structure of the specific teams
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related to palliative care in neonatology; c) recommendations and protocols
currently used in the country.

MATERIAL AND METHODS

The method applied is an integrative review. Ratislavova et al. (2019) and
Whittemore and Kanfl (2005) (KATERINA, 2019; WHITTEMORE, 2005) and non-
experimental studies and providing a broad understanding of a given subject. Data
are being collected from primary articles available in scientific databases
conducted across Medline/Pubmed, Scielo, SCOPUS, Science Direct, Web of
Science and Wiley; and government databases published from 2003 to
February2nd, 2021.

Initially, the first step was to identify the problem, with extensive discussion in
the work team. Then, a vast mapping of works related directly or indirectly to the
subject is being carried out, aiming at combining the empirical and theoretical
literature in order to identify the knowledge gap related to palliative care in
neonatology, theory review and methodological evaluations, as well as definition

of concepts from the data.

The paperwere selected with an initial focus on the general history of the
study in palliative care in Europe, the United States and Brazil, followed by the
search for the description of specific centers for Neonatology applied to palliative
care. The other researched works were to generate a comparative evaluation in
face of the data found and tabulated on the specific Brazilian characteristics

objectified in our work.

Numerical evaluation of the relationship between selected variables such as
gestational age, mother's age, malformation, human development index,
presence of general palliative center was carried out from government bases such
as the Brazilian Institute of Geography and Statistics (IBGE), Ministry of Health,

National Academy of Palliative Care and other works in Portuguese.

The evaluation of the palliative care groups, their composition and the basic
protocols were carried out through searches on sites such as the National
Academy of Palliative Care, and individualized communication with each center
registered in one of these locations.
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The third step was the evaluation of the data found, followed by the analysis,
which is the fourth step described in the integrated review studies. The evaluation
was predominantly quantitative, comparing the data collected from the
government databases in relation to the selected articles. The final step is the

synthetic presentation of the the whole study.

The project was approved with the CAAE identification number:
30323219.0.0000.5539.

RESULTS

The presence of Palliative Care Centers is directly proportional to the Human
Development Index (HDI), economic prosperity of each region, consequently,

which have more inhabitants and doctors.

Table 1 shows that the richest region of the country, the Southwest, has the
largest number of inhabitants, doctors and palliative care centers. In this table we
can reinforce this relative proportionality of urbanization, HDI, doctors and
palliative care centers, being the North region the most economically fragile and,
consequently, with less medical assistance. The data were compiled after a
survey conducted with information from the Brazilian Institute of Geography and

Statistics and the National Academy of Palliative Care.

Table 1. Number of Palliative Care Centers, Inhabitantes and its proportion by Brazilian regions.

Regions Palliati Inhabita Inhabitantes/Pallia Inhabitants/phys Human
ve Care nts tive Care Centers itian Developme
Center (Million) nt Index
s(n)
South 39 28 718000 4454 0,754
Southeas 105 81 771500 353,3 0,766
t
North 06 16,3 2716666 953,3 0,667
Notheast 39 53 1360000 749,6 0,663
Midwest 11 14,5 1318000 474 .4 0,757

The composition of the health professionals of each Palliative Care Centers is

shown in Table 2. As expected, all the teams evaluated presented doctors, nurses
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and psychologists. Among other health professionals, physiotherapists appear
more frequently. The information was obtained after research on the website of
several institutions that are registered with the National Academy of Palliative
Care, when the characteristics of each group was not available on the website,

contact was made to obtain them.

Table 2. Composition of the health professionals Palliative Care Centers by Brazilian regions.

Health professionals Sout Southeast Midwest North Northeast Total
h

Doctors 100% 100% 100% 100% 10 100%
0%

Nurses 100% 100% 100% 100% 10 100%
0%

Physiotherapists 63% 75% 71% 39% 54% 64%

Nutritionists 56% 61% 48% 48% 50% 58%

Social workers 100% 100% 96% 88% 90% 98%

Psychologists 100% 100% 100% 100% 10 100%
0%

Speech therapists 28% 27% 25% 1% 15% 21%

Pharmacists 21% 45% 37% 1% 15% 38%

The presence of specific centers for palliative care in neonatology in Brazil is
still recent, but the need isurgent, if we take into consideration, initially, the profile
of the Brazilian mother, who despite being in clear social evolution, still has low
levels of education and gender equality. Table 3 shows the profile of Brazilian

women mothers, their education level and the number of children they have.

Table 3. Education level and the number of children of the Brazilian’s mothers profile.

Schooling among Brazilian women Percentage Children

(n)

Higher Education Complete 1 1,14
25,

Complete primary education 25 1,34

Elementary school complete and incomplete high school 14 2,54

No education and incomplete elementary school 3,09

coN RN
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The level of educational attainment has a clear effect on the number of

children and, also, on the acceptance or not of diseases that have the possibility

of an imminent death. The introduction and effectiveness of palliative care in

neonatology has a direct relationship in efficiency with schooling.

Another important factor to be considered is religiosity. Brazil, being a

multicultural country, has a diversity of beliefs. Tables 4 and 5 shows this religious

diversity and the relationship with racial identification,age, sex, education and the

region.

Table 4. Religious diversity and the relationship with racial identification, age.

ReligionofBrazilians

Religionby sex

Religionby color

Religionby age

¢ Catholic: 50%

¢ Evangelical: 31%
* No religion: 10%
* Spiritist: 3%

* Umbanda, candomblé

Catholics:
* Women: 51%

* Man: 49%
Protestants:

* \WWomen: 58%

Catholics:

* Brown: 41%
¢ White: 36%
* Black: 14%

* Yellow: 2%

Catholics:

* 16 to 24 yearsold: 13%
* 25to 34 years: 17%
* 35 to 44 yearsold: 18%

* 45 to 59 years: 26%

orotherAfro-
Brazilianreligions: 2%
¢ Other: 2%

¢ Atheist: 1%

* Man: 42% * 60 yearsorolder: 25%

Protestants:

* Indigenous: 2%
* Others: 4%

* Jewish: 0.3% Protestants: * 16 to 24 yearsold: 19%

* Brown: 43% * 2510 34 years: 21%
* White: 30% * 35 to 44 years: 22%
* Black: 16% * 45 to 59 years: 23%
* Yellow: 3% * 60 yearsorolder: 16%
* Indigenous: 2%

¢ Others: 5%

Table 5. Religious diversity and the relationship with sex, education and the region

Religionbyeducation Family Income Country Region

Catholics Catholics Catholics

¢ Southeast: 45%
* South: 53%

* Northeast: 59%
¢ Midwest: 49%

* Fundamental: 38%
* Medium: 42%

* Superior: 20%
Protestants

* Upto 2 minimumwages: 46%
* From 2 to 3 minimumwages: 21%
* From 3 to 5 minimumwages: 17%

* 5to 10 minimumwages: 9%

* More than 10 minimumwages: 2% * North: 50%

Protestants

¢ Fundamental: 35%
¢ Medium: 49%



* Superior: 15% * Upto 2 minimumwages: 48%
* From 2 to 3 minimumwages: 21%
* From 3 to 5 minimumwages: 17%
* 5to 10 minimumwages: 7%

* More than 10 minimumwages: 2%

24

Protestants

¢ Southeast: 32%
¢ South: 30%

* Northeast: 27%
¢ Midwest: 33%

* North: 39%

The causes of stillbirths in Brazil show that the sum of socioeconomic values

influences this type of death. The social difference is clear when we find that the causes

of death are more directly associated with the mother. Table 5 shows data from the

Brazilian National Health System with the deaths during the gestational period in 2014.

Table 6. Causes of stillbirths in Brazil.

Cause of Stillbirth

Congenital syphilis

Affections of the mother

Maternal complications during pregnancy

Complications of the placenta, umbilical cord or membranes
Child-birth complications

Intrauterine hypoxia

Fetal death without a definite cause

Affections in the perinatal period

Other causes

0.70%
12.13%
3.77%
17.24%
1.25%
22.71%
20.76%

2.73%

18.72%

DISCUSSION

In the United States there are about 212 Perinatal Palliative Care Programs,

of which only 25% are part of Fetal Diagnostic Center Programs (BURCHAN,

2019). In Brazil, until 2017 there was no record of a specific palliative care center

for neonatology. Today the most qualified urban centers have adaptations in their

palliative care centers for this situation. The number of fetal malformations in
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Brazil is higher than the standard of 3% of European ref countries as seen in
Table 5, making clear the helplessness of families.

The large number of newborns with malformations found in Brazil contrasts
with the low number of palliative centers specialized in fetal medicine. Table 1
shows an average proportion of one Palliative Care Center in Neonatology for
every 964 thousand inhabitants. It should be noted that places with these specific
characteristics started to exist a little over three years ago in Brazil. The creation
of organizations for the attempt of uniformity are older than the centers

themselves.

As expected, the number of children is proportional to the mothers' education
level. Table 3 exemplifiesthis pattern found in Brazil and other emerging countries
in Latin America. Table 4 assesses religiosity in the country, and the majority,
greater than 95% of the population, has some type of belief. Thus, the acceptance

of the malformation / death ends up being related to this important aspect.

Relating the number of children, the mother's schooling and regalia, this sum
is important for the definition of the aid strategy for families that will go through the

process of accepting the imminent death of such a young relative.

Spirituality and religion are part of the Brazilian life, studies show a small
percentage of atheists and agnostics in the country. Christian religions are the
most prevalent, as seen in Table 4. According to some studies, spirituality and
religion are important for the hope and acceptance of the end of life, directly
influencing people's physical and mental capacity. Most works related to
spirituality and palliative care are focused on elderly or adults with terminal
illnesses. A recent Danish study addresses the relationship between parent’s
religious / spiritual beliefs after pregnancy or neonatal loss. The work noted that
women tend to report more to spirituality and religiosity than men in an eminent
crisis. Part of the response to death during pregnancy or neonatal death is
supported by religion / spirituality, and, in this study, part of those evaluated

demonstrated questions of faith after death.

In addition to the beliefs, the educational level is important for the strategy to

be used in the comfort and acceptance of the end of life in neonatology. Table 3
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shows the number of children per mother and their level of education. As in most
countries, the lower the individual education, the greater the number of children
and, consequently, the more educated women have fewer children, usually one.
The country also has a large number of teenage mothers, similar to other
countries in Latin America. Thus, the most likely scenario to be faced by the
palliative care team in neonatology is a pregnancy or baby with little life
expectancy for a young mother, with little educational instruction and religious
belief.

A research group from the Federal University of Santa Catarina proposed a
hierarchical model for fetal death in Brazil: 1) Distal factors related to
socioeconomic demographic conditions, skin color, socioeconomic score,
education, marital status and maternal age; 2) Intermediates, which include
maternal biological characteristics, morbidity, diabetes, syphilis and hemorrhage
in the third trimester of pregnancy, behavioral such as smoking and alcoholism,
reproductive with previous deaths and nuliparity; 3) Proximal, involving prenatal
care, prenatal adequacy, pilgrimage, fetal malformations (MEDEIROS, 2016).

The specialized locations, including the Palliative Centers in Neontaology,
have a basic, core, standardof professionals, with the doctor, nurse, psychologist
and social worker in all consulted. The presence of other professionals such as
nutritionist, pharmacists, physiotherapists and speech therapists, among others, is
conditioned to the size of the center and, especially the wealthiest regions of the
country. This basic composition of Palliative Care Centers is similar around the
world. The suggestive pattern for palliative care centers in neonatology could
follow the guidelines of San Diego (California-USA), with a multiprofessional team,
with nurses, social work, chaplaincy, doctors, who routinely make home visits to
family members. Aspects of this center should consider: 1) Establishing eligibility
criteria for palliative care; 2) Evaluation andaction in family care; 3) Documentation
and communication; 4) Pre-birth care (individual assessment of each family
member involved and special focus on the mother); 5) Transition from postnatal
care to palliative care; 6) End of care; 7) Support after the end of palliative care
(MARC-AURELE, 2017; BALAGUER,2012).
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The presence of the Palliative Care Centers in Neonatology is directly related
to economic capacity, human development index, and, in Brazil, the presence of
medical schools plays an important role in this concentration. The country as a
whole has an average of 1.92 doctors for every 1000 inhabitants, however,
northern states, such as Amapa, have an average of 0.76 / 1000 and the state of

Rio de Janeiro has a concentration of 3, 57/1000 inhabitants.

This evaluation shows a brief but updated overview of the conditions of
Brazilian pregnant women who may need perinatal palliative care in a country that
is still developing methodologies for this type of action, relating local

characteristics.

Conflicts of interest: The authors declare that they have no conflict of interest.

O artigo "Panorama dos Cuidados Paliativos Perinatal no Brasil" e o artigo
"Analise observacional do Nascimento, Unidade de Terapia Intensiva Neonatal e
Obitos no Brasil durante o primeiro ano da Pandemia do Novo Coronavirus",
relatado abaixo, abordam diferentes aspectos da assisténcia perinatal no contexto
brasileiro. Enquanto o primeiro artigo foca nos cuidados paliativos oferecidos
durante a fase perinatal, o segundo artigo se concentra na analise de dados
relacionados ao nascimento, a Unidade de Terapia Intensiva Neonatal e aos 6bitos
durante o primeiro ano da pandemia de COVID-19.

Ambos os artigos fornecem informagdes valiosas sobre a saude perinatal no
Brasil, destacando desafios e areas de melhoria. O "Panorama dos Cuidados
Paliativos Perinatal no Brasil" ressalta a importancia de garantir um suporte
adequado e cuidados compassivos para familias enfrentando situagdes de risco
vital durante a gestagao e o periodo neonatal.

Ja a "Analise observacional do Nascimento, Unidade de Terapia Intensiva
Neonatal e Obitos no Brasil durante o primeiro ano da Pandemia do Novo
Coronavirus" apresenta um estudo sobre os impactos da pandemia nas taxas de
nascimento, na demanda por servigos de terapia intensiva neonatal e nos 6bitos
relacionados a esses casos.

Embora abordem diferentes topicos, ambos os artigos contribuem para uma

compreensao mais abrangente da saude perinatal no Brasil.
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Abstract

The Brazilian healthcare structure has evolved in recent decades, but there are still
shortages of beds in Intensive Care Units, especially in Neonatal Units. In early
December 2019 they reported the first cases of a new infectious coronavirus
disease (COVID-19), caused by severe acute respiratory syndrome coronavirus 2
(SARS-CoV-2). The present work makes an observational assessment of the
number of deaths in the year 2020 related to the New Coronavirus Pandemic, the
number of births and the panorama of Neonatal Intensive Care Unit (NICU) in the
last decade. The results showed an increase in the number of deaths, with a

predilection for elderly men; reduction in the number of births evaluated by the civil
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registry and an increase in NICUs in the last decade. This ratio was 2.6 beds per
thousand births in 2010, rising to 2.9 per thousand in 2019 and reaching 3.4 beds
per thousand births in 2020. Thus, the forced increase in the number of beds in the
therapy unit The intensive care unit approached the proportion recommended by the

Brazilian Society of Pediatrics, which is 4 beds for every thousand births.

Keywords: Neonatal intensive care unit; Covid-19; Live birth.

Resumo

A estrutura de saude brasileira vem evoluindo nas ultimas décadas, porém ainda
observam-se caréncias de leitos em Unidades de Terapia Intensiva, em especial as
Neonatais. No inicio de dezembro de 2019 forma relataram os primeiros casos de
uma nova doenga infecciosa por coronavirus (COVID-19), causada pela sindrome
respiratoria aguda grave coronavirus 2 (SARS-CoV-2). O presente trabalho faz uma
avaliacdo observacional do numero de mortos no ano de 2020 relacionados a
Pandemia do Novo Coronavirus, o numero de nascimentos e o panorama de UTls
Neonatais na ultima década. Os resultados mostraram um aumento no numero de
mortos, com predilecdo a homens idosos; redugdo no numero de nascimentos
avaliados pelo registro civil e um aumento das UTls Neonatais na ultima década.
Essa relagao era de 2,6 leitos para cada mil nascimentos em 2010, passando para
2,9 por mil em 2019 e chegando a 3,4 leitos por mil nascimentos em 2020. Assim, o
aumento forcado do numero de leitos em unidade de terapia intensiva aproximou a
proporcao preconizada pela Sociedade Brasileira de Pediatria que é de 4 leitos para

cadamil nascimentos.
Palavras-chave: Unidades de terapia intensiva neonatal; Covid-19; Nascido vivo.

Resumen

La estructura de salud brasilefa ha evolucionado en las ultimas décadas, pero
todavia hay escasez de camas en las Unidades de Cuidados Intensivos,
especialmente en las Unidades Neonatales. A principios de diciembre de 2019
informaron los primeros casos de una nueva enfermedad infecciosa por coronavirus
(COVID-19), causada por el sindrome respiratorio agudo severo coronavirus 2
(SARS-CoV-2). El presente trabajo realiza una valoracion observacional del numero

de muertes en el ano 2020 relacionadas con la Pandemia del Nuevo Coronavirus,
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el numero de nacimientos y el panorama de las ITU neonatales en la ultima década.
Los resultados mostraron un aumento en el numero de muertes, con predileccion
por los hombres mayores; reduccion del numero de nacimientos evaluados por el
registro civil y aumento de las UCI neonatales en la ultima década. Esta relacion fue
de 2.6 camas por mil nacimientos en 2010, subiendo a 2.9 por mil en 2019 y
llegando a 3.4 camas por mil nacimientos en 2020. Asi, el aumento forzado en el
numero de camas en la unidad de terapia La unidad de cuidados intensivos se
aproximé a la proporcién recomendada. por la Sociedad Brasilefia de Pediatria, que

es de 4 camas por cada mil nacimientos.

Palabras clave: Unidades de cuidado intensivo neonatal; Covid-19; Nacimiento vivo.

Introduction

The Brazilian healthcare structure has been evolving in recent decades, the
interaction between the public system, the Unified Health System, philanthropic
and private hospitals, is the main growth factor in medical care (Machado et al.,
2019).

In early December 2019, several local health facilities in Wuhan, China
reported the first cases of pneumonia of unknown origin. This new infectious
coronavirus disease (COVID-19), caused by the severe acute respiratory
syndrome coronavirus 2 (SARS-CoV-2), was primarily identified as an unknown
beta-coronavirus (Huang et al., 2020; Zhu et al., 2020).

Since then, studies have increasingly shown that SARS-CoV-2 can be
transmitted effectively between humans, and with transmission capacity even
before the onset of symptoms (Chan et al., 2020; Li et al., 2020; Rothe et al., 2020).
This pandemic has evolved and expanded to dramatic levels around the world,
especially with the identification of potentially more transmissible variants reported
from the end of 2020 (Vrancken et al., 2021; Sabino et al., 2021). According to the
World Health Organization, on March 8, 2021 the world reached a total of
116,363,935 confirmed cases and 2,587,225 deaths (World Health Organization,
2021).

The great challenge of 2020 was to provide a hospital structure to save as

many lives as possible (Zangrillo, A.et. al., 2020). The progression of the disease
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generated by the new coronavirus caused the number of deaths to be increased,
and, interestingly, births decreased during the first year of the pandemic (Rocca-
Ihenacho, 2020).

The health structure for the hospitalization of newborns who need an
intensive care unit is still deficient in the country. The Brazilian Society of
Pediatrics recommends four beds for every thousand born, which does not occur in
any unit of the federation (SBP, 2018a).

The present work makes an observational assessment of the number of
deaths, births and a correlative speculation of ICU beds during the year 2020.

Methodology

The work makes an observational assessment, with a simple systematic
review protocol (Meyerowitz-Katz & Merone, 2020). Data were collected from
primary articles available in scientific databases such as PubMed, MedLine,
Medrxiv, Scielo and government publications from 2000 to 2021. Data from the
Brazilian Institute of Geogr aphy and Statistics, Federal Council of Medicine, were
also explored. National Civil Registry Center, Ministry of Health and Brazilian
Society of Pediatrics. Initially, a vast mapping of works related directly or
indirectly to the subject was carried out, aiming at the combination of empirical
and theoretical literature in the direction of identifying the related knowledge gap,
reviewing theories and methodological evaluations, in addition to defining

concepts based on the data.

Numerical evaluation of the relationship between selected variables such as:
death, death by covid-19, births, malformation, Intensive Care Units, Pediatric

Intensive Care Units.

Analyzes were transformed into data using a free WPS Office spreadsheet

program — Spreadsheets (available at https.//www.wps.com/download/).

Results and Discussion

The period covering the first death notified by the consequences of covid-19,
from March 17th to the last day of the year, is 290 days. During that time, 194,949
deaths related to this pandemic were reported in Brazil. In the whole year, there
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were 1,450,994 deaths, that is, 13.4% of the amount was directly related to this
new disease. Figure 1 shows theevolutionof deaths in this period (Registro Civil,
2021).

Figure 1: Curve of deaths during the New Corona Virus Pandemic in 2020. Total of 290
days.
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Source: Adapted from Central de Informagdes do Registro Civil — CRC Nacional.

Figure 1 shows that there was an increase in Pandemic-related deaths in
the fall and winter periods, followed by a decline in spring and a slight increase
towards the end of the year. In our study, the most important thing was to relate

this increase in deaths compared to previous years.

The data found in the registry office shows that, in Brazil, 76% of the dead
were elderly over 60 years of age. Regarding gender 57% of people who lost their
lives were men. Thus, most deaths were among elderly men. This gender division

in this period can be seen in Figure 2.
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Figure 2: Deaths in the 2020 Pandemic period by age and gender. Note that the

highest incidence was related to elderlymen.
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Source: Adapted from Central de Informacg&es do Registro Civil — CRC Nacional.

Elderly people in general were the most affected by covid-19 (Perrotta, F.,
Corbi, G. et al.,2020). The death of elderly men aged just over sixty, as seen in
Figure 2, will directly reflect on the life expectancy of the Brazilian population as a

whole.

Compared to the year before the pandemic, 2019, we had 1,262,200
deaths. What is clear is that this 13.1% increasein the number of deaths is directly

related to the new corona virus pandemic (Registro Civil, 2021).

The intense number of deaths with less than life expectancy at birth should,
for the first time in over a hundred years, reduce this index. In 2019, the
expectation was 75.9 years for Brazilians. The values for 2020 and the projection

for 2021 have not yet been calculated.

When addressing the issue of new births, there was an important difference
between these two years, 2019 and 2020. The year 2019, pre-pandemic, had a
total of 2,774,332 registered births, while the year 2020 had a total of 2,602,960
registeredbirths (Registro Civil, 2021).
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Social evaluations indicate that couples rationally postponed the
reproductive decision. The economic crisis generated by the pandemic plays an

important role in influencing this decision (Lopez-Morales et al., 2021).

This relationship between the increase in the number of deaths compared to
previous years and the decrease in births caused the country's growth rate to have
a slower pace, leading to a vegetative growth of the population. This period
changes the expectation of the Brazilian population plateau in up to a decade and
projects a decline in growth for a period before 2040, as projected previously.

According to the Brazilian Society of Pediatrics, based on data from the
Ministry of Health, in Brazil we have an average of 900 births of premature babies
per day (SBP,2018b). Without taking into account the social and economic
differences in different regions of the country, there is a deficit of three thousand
beds in Neonatal Intensive Care Units in the country. Figure 3 shows a curve
related to births and another related to the number of NICUs with reference to the
years 2010, 2018 and 2020 (Registro Civil, 2021). Due to the new coronavirus
pandemic, the federal government expanded it to 159 new neonatal intensive care
units in the country.

In Brazil, the percentage of stillbirths per year is around 14 per 1000 births
and the number of stillbirths is 1.5% (Victéria et al. 2001). Thus, with a decrease in
births, we can speculate that the burden on neonatal ICUs was lower, but still
deficient based on the proportion indicated by the Brazilian Society of Pediatrics
(SBP,2018b). In the year 2020, approximately 80,000 stillbirths occurred in Brazil
(Richtmamn et al., 2020). It is noteworthy that in Brazil, congenital malformations
constitute about 12% of the causes of infant mortality (Fontoura et al., 2014). What
we can conclude, even with the changed scenario due to the pandemic, is that
neonatal mortality, deaths under 28 days, is inversely proportional to the number of

beds available.
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Figure 3: A) Evolution of the number of Neonatal Intensive Care Units in Brazil,
2010,2018,2020. B) Absolute number of births registered in Brazil in the years 2010, 2018
and 2020. C) Ratio of NICU number per births in Brazil, Ideal is the proportion suggested

by the Brazilian Society of Pediatrics.
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This approximation of the ideal number of beds, as seen in Figure 3, was
directly associated with a lower rate of births that should return to grow in the
following year, thus the need for new beds in the Neonatal Intensive Care Unit

remains necessary.

Conclusion

The pandemic induced an increase in the number of deaths and,
consequently, a decrease in the average lifeexpectancy of Brazilians. On the other
hand, the birth rate was lower compared to previous years, causing vegetative
growth to occur earlier. Taking into account the growing increase in ICUs in Brazil
and, due to the pandemic, an increase in more than one hundred beds for neonatal
units. This ratio of units, which was 2.6 beds per thousand births in 2010, rose to
2.9 per thousand in 2019 and reached 3.4 beds per thousand births in 2020.
Thus, the forced increase in the number of beds in intensive care unit
approximated the proportion recommended by the Brazilian Society of Pediatrics,
which is 4 beds for every thousand births.

This work focused on the first year of the Pandemic, so studies of the
following years must be carried out, and a global assessment after the end of this

cycle of the New Corona Virus must be made.
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Abstract

The Covid-19 pandemic started in December 2019 in China and in March of the
same year in Brazil, impacted the healthcare structure which, due to its expansion
in recent decades, was able to absorb a large part of the patients of this new
disease. Despite the robustness of the Brazilian Unified Health System, the
country was among those that had the most deaths related to the new corona
virus and its associated diseases. At the same time, for the second consecutive
year there was a lower number of births in the country, anticipating an assessment
of expected vegetative growth for approximately ten years. In an article published
in the same periodical last year, we explored the panorama of deaths and Intensive
Care Units, especially children, in Brazil. We found that we could forcibly have an
increase in the number of beds and with the decrease in births in the country, we
can stay close to the values recommended by the Pediatrics Societies. Here we
aim to maintain the pattern of analysis of the dead and the born, with a focus on
those under twenty. The methodology used was a systematic review with
exploration of related literature and public databases. The data suggest that Brazil
is in a process of vegetative growth. This is due to a reduction in the number of
births in the last two years compared to 2019 and a significant increase in deaths
directly related to the new Corona virus pandemic. An important fact is that Covid-
19 affects children and adolescents and that the decrease in cases is associated

with intense vaccination in the country.
Keywords: Covid-19; Birth certificates; Mortality; Population growth.
Resumo

A Pandemia do Covid-19 iniciada em dezembro de 2019 na China e em Margo do
mesmo ano no Brasil, impactou a estrutura de saude que, devido a sua ampliacéao
nas ultimas décadas, foi capaz de absorver boa parte dos doentes dessa nova
doenca. Apesar da robustez do Sistema Unico de Salde brasileiro, o pais ficou
entre 0os que mais tiveram mortes relacionadas ao novo corona virus e suas
doengas associadas. Paralelamente, pelo segundo ano consecutivo houve um
menor numero de nascimentos no pais, antecipando uma avaliagcdo de
crescimento vegetativo esperada para aproximadamente dez anos. Em um artigo

publicado nesse mesmo peridédico, no ano passado, exploramos 0 panorama das
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mortes e as Unidades de Terapia Intensiva, principalmente infantis, no Brasil.
Constatamos que forcadamente pudemos ter uma ampliagdo nos numeros de
leitos e com a diminuicdo dos nascimentos no pais, podemos ficar proximo aos
valores recomendados pelas Sociedades de Pediatria. Aqui objetivamos manter o
padrao de analise dos mortos e nascidos, dando um destaque aos menores de
vinte anos. A metodologia utilizada foi uma revisao sistematicacom exploragao da
literatura relacionada e os bancos de dados publicos. Os dados sugerem que o
Brasil estd em processo de crescimento vegetativo. Isso se deve a uma redugao
no numero de nascimentos nos ultimos dois anos em comparacdo com 2019 e a
um aumento significativo nas mortes diretamente relacionadas a nova pandemia
do virus Corona. Um fato importante € que o Covid-19 atinge criangcas e
adolescentes e que a diminuicao dos casos esta associada a vacinagao intensa

no pais.

Palavras-chave: Covid-19; Registro de nascimento; Mortalidade; Crescimento

demografico.
Resumen

La pandemia Covid-19, iniciada en diciembre de 2019 en China y en marzo del
mismo afo en Brasil, impacto laestructura sanitaria que, debido a su expansion en
las ultimas décadas, logré absorber a gran parte de los pacientes de esta nueva
enfermedad. A pesar de la solidez del Sistema Unico de Salud de Brasil, el pais fue
uno de los que tuvo mas muertes relacionadas con el nuevo virus corona y sus
enfermedades asociadas. Al mismo tiempo, por segundo afo consecutivo hubo un
menor numero de nacimientos en el pais, anticipando una evaluacién de crecimiento
vegetativo esperada para aproximadamente diez afos. En un articulo publicado en
la misma revista el afio pasado, exploramos el panorama de muertes y Unidades de
Cuidados Intensivos, especialmente nifios, en Brasil. Descubrimos que podriamos
tener por la fuerza un aumento en el numero de camas y con la disminucién de los
nacimientos en el pais, podemos mantenernos cerca de los valores recomendados
por las Sociedades de Pediatria. Aqui, nuestro objetivoes mantener el patron de
analisis de los muertos y nacidos, con un enfoque en los menores de veinte afios. La
metodologia utilizada fue una revision sistematica con exploracion de literatura

relacionada y bases de datos publicas. Los datos sugieren que Brasil se encuentra



en un proceso de crecimiento vegetativo. Esto se debe a una reduccién enel
numero de nacimientos en los ultimos dos afios en comparacion con 2019y a un

aumento significativo en las muertes directamente relacionadas con la nueva

pandemia del virus Corona. Un dato importante es que el Covid-19 afecta a nifios y
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adolescentes y que la disminucion de casos se asocia con la vacunacion intensa en

el pais.

Palabras clave: Covid-19; Certificado de nacimiento; Mortalidad; Crecimiento

demografico.

Introduction

After a decline in the number of Covid-19 cases in early 2021 (Rosemberg
et al.,2021), we had the highest number of infections and deaths in the fall and
winter of that year (Registro Civil, 2021). The Pandemic was declared in March
2020 and began in late 2019 in Wuhan, China (Huang et al., 2020; Zhu et al.,
2020). The disease initially seen as a severe acute respiratory syndrome, hence
the acronym SARS-CoV-2 (Vrancken et al., 2021; Sabino et al., 2021), showed
that sequelae and secondary bacterial infections would add to the tragic end of
many of those affected by the disease (Bradley et al., 2020; Oliveira et al., 2021,
Moura et al, 2021).

In a paper published in the same periodical last year, we explored the
panorama of deaths and Intensive Care Units, especially children, in Brazil. We
found that we could forcibly have an increase in the number of beds and with the
decrease in births in the country, we can stay close to the values recommended
by the Pediatrics Societies (Saffi et al., 2021).

Here we aim to maintain the pattern of analysis of the dead and the born,
with a focus on those under twenty. As data related to ICUs in 2021 has not yet

been released, we have not addressed this issue at this time.

Methodology

The methodology used follows the pattern of systematic reviews (Aires et
al., 2020), with a search for scientific papers in digital databases such as Scielo,
PubMed, Medrxiv, MedLine, the Brazilian Institute of Geography and Statistics, in
addition to the National Civil Registry Center (Registro Civil, 2021).



Some of the charts are automatically generated on the National Civil
Registry Center website, the others were carried out in the WPS Office
spreadsheet program - Spreadsheets (available at

https://www.wps.com/download/).

Results and Discussion

From the first death on March 16, 2020 to December 31, 2021, 60,5105
Brazilians died of Covid-19, most in the year 2021, totaling 404,815 in that period.
In 2021, 1,721,579 deaths were registered, 23.5% of which were related to the
new coronavirus disease. Compared to the previous year, it obtained 13.4% (Saffi
et al.2021), that is, 10% less. The curve of deaths since the beginning of the
pandemic is shown in Figure 1A, the evolution of deaths in 2021 is shown in
Figure 1B shows the evolution of deaths in that period (Civil Registry, 2021).

Figure 1: A) Curve of deaths during the beginning to the end of 2021 of the Covid-19

Pandemic; B) Assessment of deathsduring 2021 related to the new coronavirus.
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Adapted from Central de Informacdes do Registro Civil — CRC Nacional

Source: Authors.

The results show that unlike 2020, where the peak of the daily average of
deaths was in the winter period, in 2021 the peak of the curve was on March 30th,
followed by high daily death rates in April and May. The decline is associated with
the activity and expansion of the vaccinated population, reaching double digits by

the end of the year.

The pattern of deaths remained stable throughout the pandemic, with the
largest victims being elderly over 70 years old, although in 2021 the largest range
was between 60 and 70 years old (Macedo et al.,2021; Mercés et al., 2020;
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Paixao et al.,2021; Sousa et al., 2021). The male gender, regardless of age group,
was the most affected by death by Covid-19. These data are shown in Figure 2.

As demonstrated in a previous study, the life expectancy of world
populations, and in particular that of Brazil, has dropped, and the real predictive
value must be demonstrated in the next sense. In 2019 there were 1,262,200, in
2020 1,450,994 and in 2021 1,721,579. If we take into account that the total
number of deaths from Covid-19 until December 31, 2021 was 605,105 people, it
is clear compared to the beginning of the pandemic that the difference was

undoubtedly the pandemic.

In our previous study (Saffi et al.,2021), we showed that there was a
decrease of approximately 100,000 fewer birthsin 2020 when compared to 2019.
In 2021, 2,612,799 were registered, ten thousand more than 2020 but still 90,000
fewer than 2019. Thus, we can say that at least second year in a row, the

Brazilian population grew less than in past decades.

Figure 3 shows the evolution of the number of deaths in the last 3 years

and the decrease in the speed of births overthe same period.



Figure 2: Observational assessment of the age profile of deaths by Covid-19. A) The
entire period from March 2020 toDecember 31, 2021; b) Year 2021.
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Adapted from Central de Informacdes do Registro Civil = CRC Nacional

Figure 3: Demonstration of the decrease in births and the increase in the number

MW Births mYear m Deaths

2602960 2612799

1721579

1450994
1.262.200

2020 2021

of deaths in Brazil in the last 3 years.

Source: Authors.



The pandemic pattern is very similar across the world. In Brazil, individuals
under 20 years of age were the least affected. In total 1,155 children under the
age of nine died, 613 boys and 542 girls. Between the ages of 10 and 19 we had
1425 men and 1273 girls who lost their lives to Covid-19. Figure 4 shows the
number of deaths in the country, deaths related to Covid-19 and these two age

groups.

Figure 4: Number of deaths in the last 3 years in Brazil. Covid-19 related deaths

generally and in two age groups, nine yearsof age or younger and 10-19 years of age.
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Conclusion

The data suggest that Brazil is in a process of vegetative growth. This is due to a
decrease in births in the last two years compared to 2019 and a significant increase in
deaths directly related to the new Corona virus pandemic. An important fact is that Covid-
19 affects little children and adolescents and that the decrease in cases is associated

with intense vaccination in the country.

This work is a continuation of a previous article published in the same magazine

last year. Thus, we were able to observe the evolution and retraction of the pandemic.

Historically, viral respiratory pandemics have a pattern of four to five years. Thus,

we will monitor the data until the World Health Organization declares the Corona Virus
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Pandemic as finalized and, thus, make a compilation of all the findings from the initial

period, with a focus on Brazil.
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5 DISCUSSAO

No Brasil, até 2017 nao havia registro de um centro de cuidados paliativos
especifico para neonatologia, se comparado com os Estados Unidos, nesse mesmo
periodo, existem cerca de 212 Programas de Cuidados Paliativos Perinatais, dos
quais apenas 25% fazem parte dos Programas do Centro de Diagndstico Fetal
(MARC-AURELE,2016). Hoje os centros urbanos mais qualificados possuem
adaptagdes em seus centros de cuidados paliativos para essa situagdo. O numero
de malformacdes fetais no Brasil € superior ao padrao de 3%, no total, dos paises

europeus de referéncia.

O grande numero de recém-nascidos com malformagdes encontrados no
Brasil contrasta com o baixo numero de centros paliativos especializados em
medicina fetal. A proporcdo média de um Centro de Cuidados Paliativos em
Neonatologia para cada 964 mil habitantes. Cabe destacar que locais com essas
caracteristicas especificas comegaram a existir no Brasil ha pouco mais de trés anos.
A criagao de organizagdes para a tentativa de uniformizagdo sdo mais antigas que

os préprios centros.

Como esperado, o numero de filhos €& inversamente proporcional a
escolaridade das maes. Esse padrao encontrado no Brasil e em outros paises
emergentes da Ameérica Latina foram mostrados no artigo 1. Ainda nesse trabalho
observamos a religiosidade no pais, sendo que a maioria, mais de 95% da
populagado, possui algum tipo de crenga. Assim, a aceitagdo da malformagao/morte

acaba por estar relacionada a este importante aspecto.

Relacionando o numero de filhos, escolaridade da mae e regalias, essa soma
€ importante para a definicdo da estratégia de ajuda as familias que passarao pelo

processo de aceitagdo da morte iminente de um familiar tdo jovem.

Espiritualidade e religido fazem parte da vida brasileira, estudos mostram um
pequeno percentual de ateus e agnosticos no pais. As religides cristds sao as mais
prevalentes, como pode ser observado na Tabela 4. Segundo alguns estudos, a
espiritualidade e a religidao sdo importantes para a esperanga e aceitagéo do fim da
vida, influenciando diretamente na capacidade fisica e mental das pessoas. A
maioria dos trabalhos relacionados a espiritualidade e cuidados paliativos sao
voltados para idosos ou adultos com doencas terminais. Um estudo dinamarqués



46

recente aborda a relagdo entre as crengas religiosas/espirituais dos pais apos a
gravidez ou a perda neonatal. O trabalho observou que as mulheres tendem a se
reportar mais a espiritualidade e religiosidade do que os homens em crise eminente.
Parte da resposta ao 6bito na gestagdo ou ao 6bito neonatal é respaldada pela
religido/espiritualidade e, neste estudo, parte dos avaliados demonstrou questdes de
fé apos a morte.

Além das crengas, o nivel educacional € importante para que a estratégia seja
utilizada no conforto e aceitagdo do fim da vida em neonatologia. Como na maioria
dos paises, quanto menor a escolaridade individual, maior o numero de filhos e,
consequentemente, as mulheres mais instruidas tém menos filhos, geralmente um.
O pais também possui um grande numero de méaes adolescentes, semelhante a
outros paises da América Latina. Assim, o cenario mais provavel a ser enfrentado
pela equipe de cuidados paliativos em neonatologia € uma gravidez ou bebé com
pouca expectativa de vida para uma mae jovem, com pouca instru¢ao educacional e

crenca religiosa.

Um grupo de pesquisa da Universidade Federal de Santa Catarina propds um
modelo hierarquico para o 6bito fetal no Brasil: 1) Fatores distais relacionados as
condigbes sociodemograficas, cor da pele, escore socioecondmico, escolaridade,
estado civil e idade materna; 2) Intermediarios, que incluem caracteristicas
biolégicas maternas, morbidade, diabetes, sifilis e hemorragia no terceiro trimestre
de gestagdo, comportamentais como tabagismo e alcoolismo, reprodutivas com
Obitos anteriores e nuliparidade; 3) Proximal, envolvendo pré-natal, adequacgao pré-

natal, peregrinagao, malformacoes fetais (BALAGUER, 2012).

Os locais especializados, incluindo os Centros Paliativos em Neontalogia,
possuem um padrdo basico, central, de profissionais, com o médico, enfermeiro,
psicologo e assistente social em todos os consultados. A presenca de outros
profissionais como nutricionista, farmacéutico, fisioterapeuta e fonoaudidlogo, entre
outros, esta condicionada ao porte do centro e, principalmente, das regides mais
ricas do pais. Esta composicdo basica dos Centros de Cuidados Paliativos é
semelhante em todo o mundo. O padrdo sugestivo para centros de cuidados
paliativos em neonatologia poderia seguir as diretrizes de San Diego (Califérnia-

EUA), com equipe multiprofissional, com enfermeiros, assistente social, capelania,
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meédicos, que rotineiramente fazem visitas domiciliares aos familiares. Aspectos
deste centro devem considerar: 1) Estabelecer critérios de elegibilidade para
cuidados paliativos; 2) Avaliagédo e atuagao no cuidado a familia; 3) Documentacéao e
comunicagao; 4) Cuidados pré-natal (avaliagao individual de cada familiar envolvido
e foco especial na mae); 5) Transicdo de cuidados poés-natais para cuidados
paliativos; 6) Fim do atendimento; 7) Apoio apos o término dos cuidados paliativos.

A presenca dos Centros de Cuidados Paliativos em Neonatologia esta
diretamente relacionada a capacidade econdmica, indice de desenvolvimento
humano e, no Brasil, a presenca de escolas médicas desempenha um papel
importante nessa concentracdo. O pais como um todo tem uma média de 1,92
meédicos para cada 1.000 habitantes, porém, estados do norte, como o Amapa,
possuem media de 0,76/1000 e o estado do Rio de Janeiro tem uma concentragcio
de 3,57/1000 habitantes.

Esta avaliacdo apresenta um panorama breve, porém atualizado, das
condi¢cbes das gestantes brasileiras que podem necessitar de cuidados paliativos
perinatais em um pais que ainda esta desenvolvendo metodologias para esse tipo
de agao, relacionando caracteristicas locais.

Durante o periodo desse estudo o mundo passou por uma enorme € rapida
transformacao devido a Pandemia do Novo Corona Virus, assim, estudamos o

panomara das Unidades de Terapia Intensiva Pediatricas no Brasil.

O periodo estudado foi desde a primeira morte notificada, no Brasil, por
consequéncias da covid-19, de 17 de margo até o ultimo dia do ano, é de 290 dias.
Nesse tempo foram anotadas, no pais, 194.949 mortes relacionadas a essa
pandemia. No ano todo foram 1.450.994 mortes, ou seja, 13.4 % do montante estava

diretamente relacionada a essa nova doenca.

Os dados encontrados nos registros de cartério mostram que, no Brasil, 76%
dos mortos foram idosos com mais de 60 anos de idade. Em relacéo ao género 57%
das pessoas que perderam a vida eram homens. Assim, a maioria dos 6bitos foram
de homens idosos.
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Comparativamente ao ano que precede a pandemia, 2019, tivemos 1.262.200
mortes. O que fica claro é que esse aumento em 13.1% no numero de mortos tenha

relacéo direta com a Pandemia do novo corona virus.

A intensa quantidade de mortos com idade inferior a espectativa de vida ao
nascer deve fazer, pela primeira vez em mais de cem anos, uma redu¢ao nesse
indice. Em 2019 a espectativa era de 75,9 anos para os brasileiros. Os valores para

2020 e a projecao para 2021 ainda nao foram calculados.

Quando abordada a questdo de novos nascimentos, houve uma diferenca
importante entre esses dois anos, 2019 e 2020. O ano de 2019, pré-pandemia,
apresentou um total de nascimentos registrados de 2.774.332, equanto que o ano de

2020 teve um total de 2.602.960 nascimentos registrados.

As avaliagbes sociais apontam que os casais adiaram racionalmente a
decisdo reprodutiva. A crise economica gerada pela pandemia tem papel importante

em influenciar essa decisao.

Essa relagcdo entre o aumento do numero de oObitos em relagdo aos anos
anteriores e a diminuigdo nos nascimentos fez com que a taxa de crescimento do
pais tivesse um ritmo mais lento, levando a um crescimento vegetativo da populagao.
Esse periodo muda a expectative do platd de populacido brasileira em até uma
década e projeta a diminuigdo do crescimento para um periodo anterior a 2040,

como projetado anteriormente.

Segundo a Sociedade Brasileira de Pediatria, baseada em dados do
Ministério da Saude, no Brasil temos em media 900 nascimentos de bebés
prematuros por dia. Sem levarmos em conta as diferengas sociais e economicas das
diferentes regides do pais, exite um deficit de trés mil leitos de Unidades de Terapia
Intensiva Neonatal no pais. Devido a pandemia do novo corona virus o governo

federal ampliou em 159 novas unidades de terapia intensiva neonatal no pais.

No Brasil a porcentagem de natimortos a anos fica em torno de 14 por 1000
nascimentos e a quantidade de natimortos € de 1.5%. Assim, com uma diminui¢gao
de nascimentos podemos especular que a sobrecarga sobre as UTIs neonatais foi
menor, porém ainda deficitaria baseada na propor¢ao indicada pela Sociedade
Brasileira de Pediatria. No ano de 2020, aproximadamente, 80.000 natimortos
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ocorreram no Brasil. Vale salientar que no Brasil, as malformagdes congénitas
constituiem cerca de 12% das causas de mortalidade infantil. O que podemos
concluir, mesmo com o cenario modificado devido a pandemia, € que a mortalidade
neonatal, ébitos com menos de 28 dias, é inversamente proporcional ao numero de

leitos disponiveis.

A pandemia induziu um aumento no numero de 6bitos e, consequentemente,
uma diminuigdo na expectativa média de vida dos brasileiros. Por outro lado, a taxa
de natalidade foi menor em relacdo aos anos anteriores, fazendo com que o
crescimento vegetativo ocorresse mais cedo. Levando em conta o crescente
aumento de UTIs no Brasil e, por conta da pandemia, um aumento em mais de cem
leitos para unidades neonatais. Essa relacdo de unidades, que era de 2,6 leitos por
mil nascimentos em 2010, passou para 2,9 por mil nascimentos em 2019 e atingiu
3,4 leitos por mil nascimentos em 2020. Assim, o aumento forcado do numero de
leitos em unidade de terapia intensiva aproximou-se da proporgédo preconizada pela

Sociedade Brasileira de Pediatria, que é de 4 leitos para cada mil nascimentos.

ApOs essa primeira avaliacdo desse aspecto da pandemia, fizemos um
levanto desde o inicio até o 31 de dezembro de 2021. Nesse periodo, 60.5105
brasileiros morreram de Covid-19, a maioria no ano de 2021, totalizando 404.815
nesse periodo. Em 2021, foram registrados 1.721.579 Oobitos, sendo 23,5%
relacionados a doenga do novo coronavirus. Em relagcdo ao ano anterior, obteve
13,4% (SAFFI, 2021), ou seja, 10% a menos.

Em nossos resultados observamos que diferentemente de 2020, onde o pico
da média diaria de 6bitos foi no periodo de inverno, em 2021 o pico da curva foi em
30 de margo, seguido de altas taxas diarias de ébitos em abril e maio. A queda esta
associada a atividade e expansdo da populagédo vacinada, atingindo dois digitos no
final do ano.

O padrdo de o6bitos manteve-se estavel ao longo da pandemia, sendo as
maiores vitimas os idosos com mais de 70 anos, embora em 2021 a maior variacao
tenha sido entre os 60 e os 70 anos (Macedo et al.,2021; Mercés et al., 2020; Paixao
et al., 2021; Sousa et al., 2021). O género masculino, independente da faixa etaria,

foi o mais acometido pela morte por Covid-19.
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Conforme demonstrado em estudo anterior, a expectativa de vida das
populagdes mundiais, e em particular do Brasil, caiu, e o real valor preditivo deve ser
demonstrado no proximo sentido. Em 2019 foram 1.262.200, em 2020 1.450.994 e
em 2021 1.721.579. Se levarmos em conta que o numero total de mortes por Covid-
19 até 31 de dezembro de 2021 foi de 605.105 pessoas, fica claro em relagdo ao

inicio da pandemia que a diferenga foi sem duvida a pandemia.

Nesse mesmo estudo anterior (SAFFI, 2021), mostramos que houve uma
diminuicdo de aproximadamente 100.000 nascimentos a menos em 2020 quando
comparado a 2019. Em 2021, foram registrados 2.612.799, dez mil a mais que 2020,
mas ainda 90.000 a menos que 2019 Assim, podemos dizer que, pelo menos pelo
segundo ano consecutivo, a populagao brasileira cresceu menos do que nas ultimas

décadas.

O padrao da pandemia € muito semelhante em todo o mundo. No Brasil, os
menores de 20 anos foram os menos acometidos. No total, 1.155 criancas menores
de nove anos morreram, 613 meninos e 542 meninas. Entre os 10 e os 19 anos
tivemos 1425 homens e 1273 meninas que perderam a vida para o Covid-19. A
Figura 4 mostra o numero de &bitos no pais, obitos relacionados a Covid-19 e essas

duas faixas etarias.

Os dados sugerem que o Brasil esta em processo de crescimento vegetativo.
Isso se deve a uma diminuicdo de nascimentos nos ultimos dois anos em relacéo a
2019 e um aumento significativo de mortes diretamente relacionadas a pandemia do
novo Corona virus. Um fato importante € que a Covid-19 afeta criangas pequenas e
adolescentes e que a diminuicao de casos esta associada a intensa vacinagao no

pais.

Historicamente, as pandemias respiratérias virais tém um padrao de quatro a
cinco anos. Assim, vamos monitorar os dados até que a Organizagdo Mundial da
Saude declare a Pandemia do Corona Virus como finalizada e, assim, fazer uma

compilagao de todos os achados do periodo inicial, com foco no Brasil.
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