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BLOC DE NOTAS




Ni brisa ni sombra.

¢ Por qué, muerte, asi te escondes?

Sal, salte, sdcate de tu abismo,

escdpate tu, ;quién te retiene?

¢ Por qué no borras con tu mirada el universo?
¢ Por qué no deshaces las piedras

con tu sombra, con tu muerte, solo con tu sombra,
con tu mano desnuda,

con tu rostro de estatua,

desnuda presencia a quien nada resiste?
Ensefa, muestra tu cara a los mundos,

que ya no haya espacio,

ni cielos, ni viento, ni palabras.

Quiero hundirme en el silencio.

Maria Zambrano
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1. Resumen

RESUMEN

La tesis doctoral que se presenta a continuacion, titulada “Evaluaciéon de un
programa especifico de atencidén al final de la vida en Residencias de Mayores y
centros gerontoldgicos” se presenta en la modalidad de agrupacion de publicaciones
e incluye cinco articulos publicados en revista de alto impacto cientifico segun el
Journal Citation Reports (JCR). El primer y el segundo estudio presentados fueron
publicados en revistas situadas en el segundo cuartil del JCR en la categoria HEALTH
CARE SCIENCES & SERVICES. El tercer y quinto estudio se encuentran en el tercer y
segundo cuartil del JCR respectivamente en la categoria MEDICINE, GENERAL &
INTERNAL. Por dltimo, el cuarto estudio de esta tesis se sitlia en el primer cuartil del

JCR en la categoria HEALTH CARE SCIENCES& SERVICES.

El objetivo principal de esta tesis fue evaluar los objetivos e intervenciones de
un programa especifico de atencién al final de la vida en residencias de mayores, de
acuerdo con la situacién actual de las residencias de mayores tras el impacto de la

pandemia por COVID19.

El envejecimiento de la poblacién se produce de forma generalizada a nivel
global, lo que acarrea el incremento de enfermedades crénicas, y con ello, el aumento
de la dependencia. Espafia no es ajena a esta cuestiéon. Dos tercios de la poblacién
mayor de 65 anos tiene al menos una enfermedad crénica, y en la mayoria de las
ocasiones varias de ellas, lo que provoca situaciones de multimorbilidad y
complejidad en el manejo, asi como un mayor uso de recursos sanitarios. Por este
motivo, es cada vez mas frecuente que personas mayores se desplacen a vivir a
instituciones sociosanitarias como residencias de mayores para poder ser atendidos

de manera continua.

La poblacién de personas mayores que actualmente reside en las en estos
centros presenta una avanzada edad media, multimorbilidad, polifarmacia, alta
incidencia de deterioro cognitivo y corta expectativa de vida. Estas caracteristicas

determinan que las personas mayores en estos centros presentan fragilidad,
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entendiendo esta como el estado de vulnerabilidad que supone una situacion de

riesgo afadido a su estado de salud, y que suele ser progresiva.

En este contexto, los cuidados paliativos se presentan como la estrategia a
seguir, especialmente en los mayores de 65 afos, ya que estan centrados en mejorar
la calidad de vida y reducir la angustia tanto fisica como emocional y espiritual. A
pesar de que los mayores institucionalizados deberian ser objeto prioritario de este
enfoque paliativo, los datos encontrados en la literatura actual nos invitan a pensar
que la atencion al final de la vida en ellas es deficitaria en residencias de mayores.
Siguiendo las recomendaciones de la Organizacién Mundial de la Salud y de la
Sociedad Europea de Cuidados Paliativos, se han desarrollado programas para
promover el un enfoque paliativo en residencias de mayores. Algunos ejemplos son
el Programa Gold Standards Framework for Care Homes (GSFCH) en Reino Unido, el
proyecto PAlliative Care for older people in care and nursing homes in Europe (PACE)
en Bélgica, Finlandia, Italia, Holanda, Polonia, Suiza e Inglaterra, o el Programa

Namaste, especifico para residentes con demencia, también en el Reino Unido.

En Espafia no se ha documentado hasta el momento ningdn programa
especifico de atencidn al final de la vida en residencias de mayores. Por ello, en 2017
un grupo de profesionales tanto del ambito asistencial como académico comenzaron
el desarrollo de un programa de atencién especifico al final de la vida para
residencias de mayores. Este programa fue realizado mediante el proyecto de
investigacion titulado “Elaboracién e Implementaciéon de un Programa de Atencién al
Final de la Vida en Residencias de Ancianos Nu-Help (Nursing Homes End of Life
Program)”, el cual fue financiado en convocatoria competitiva (expediente AP-0105-
2016) a través de la Fundacion Publica Andaluza “Progreso y Salud”, dependiente de
la Consejeria de Salud y Consumo de la Junta de Andalucia. El desarrollo de este
programa fue concebido siguiendo las recomendaciones de organismos
internacionales como la Organizacién Mundial para la Salud, y las principales
estrategias y politicas sanitarias del Sistema Sanitario Publico de Andalucia. Para su
elaboracién se adaptaron modelos ya existentes en nuestro entorno al contexto
espanol, y se cont6 con los profesionales de referencia de atencién primaria y los

recursos disponibles.
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1. Resumen

Debido a la pandemia de COVID en 2020 y su especial repercusion en las
residencias de mayores, la implementacion del programa no se llevo a cabo. A pesar
de ello, los resultados de la valoracion inicial de este programa permiten extraer
conclusiones muy pertinentes sobre la situacion del final de l1a vida de las residencias
de mayores participantes, especialmente con relacién a los puntos criticos de
comunicacién y planificaciéon avanzada de decisiones, asi como de coordinacién con

los servicios de atencidn primaria y recursos especificos de cuidados paliativos.

Los objetivos propuestos en esta tesis se han desarrollado a través de 5
estudios de tipo descriptivo, de cuales tres son descriptivos transversales y uno

descriptivo cualitativo.

1. Describir como se desarroll6 el programa especifico de atencion al final de
la vida en residencias de mayores NUHELP, adaptado al contexto social y cultural

especifico en Andalucia (Estudio 1).

Se desarrolld el procedimiento de una intervencion compleja en 3 fases. La
primera fue un estudio prospectivo que evalu6 la Autoeficacia en Cuidados Paliativos
(SEPC) y Actitudes hacia el Cuidado al Final de la Vida (FATCOD-B) del personal de
las residencias, tras un programa de formacién basica en cuidados paliativos. En la
segunda se seleccionaron objetivos mediante técnica de consenso Delphi, donde
profesionales de las residencias y de atencién primaria evaluaron la relevancia,
viabilidad y grado de consecucién de 42 estdndares de calidad. En la fase 3 se
seleccionaron las intervenciones para esos objetivos mediante dos sesiones de
grupos focales en las que participaron profesionales de residencias, atencion

primaria y cuidados paliativos.

Con la formacidn se observé una mejora en la autoeficacia y las actitudes hacia
el cuidado al final de la vida. En la fase 2 se seleccionaron 14 estandares que fueron
agrupados en 5 objetivos: realizar evaluacion integral y desarrollar un plan de
atencion personalizado adaptado a las necesidades paliativas detectadas, informar
de manera clara y accesible, realizar y registrar la toma de decisiones anticipadas,
realizar atencién anticipada a la pérdida y el duelo, derivar a unidad especializada

de Cuidados Paliativos si procede, en funcion de la complejidad paliativa. A partir
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de ellos, en la fase 3 los participantes de los grupos focales generaron las 22

intervenciones del programa.

Los objetivos y las intervenciones del programa NUHELP pueden aplicarse a
residencias de mayores de contextos similares al de este estudio para mejorar la

calidad de la atencién al final de la vida en estos centros.

2. Describir la situacidn de la atencidn al final de la vida en las residencias de
mayores participantes en el programa NUHELP con respecto a los objetivos del
programa: “Informar de manera clara y accesible a pacientes y familiares”, “Realizar
y registrar la toma de decisiones anticipadas” (Estudio 2) y “Derivar a un recurso
especializado de cuidados paliativos, si procede, en funcion de la complejidad

paliativa” (Estudio 3).

El estudio 2 es de tipo descriptivo transversal, y fue realizado en 8 residencias
de mayores del sur de Espafia que participaban en el desarrollo del programa
NUHELP. Enfermeras entrenadas registraron la informacién que se proporcioné y
las decisiones anticipadas que se habian tomado de 124 pacientes paliativos
seleccionados aleatoriamente. En este estudio se vio que al 54,4% de los residentes
con deterioro cognitivo se les habia proporcionado informacién sobre su estado de
salud, frente a un 92,5% de los pacientes sin deterioro (p < 0,01). Un 21,1% de los
residentes con deterioro cognitivo y un 64,2% sin deterioro manifestaban querer ser
informados (p < 0,01). En el caso de los familiares de los residentes, no hubo
diferencias en la informacién (p = 0,658) ni en las preferencias (p = 0,167) en funcién
de si el residente presentaba deterioro cognitivo. El aspecto del que menos se
informo al paciente/familia fue del pronoéstico (84,7%). El porcentaje de casos en los
que se identificO un representante para la toma de decisiones fue similar en
pacientes con (54,4%) o sin deterioro cognitivo (56,7%) (p = 0,795). Excepto en los
casos que si se deseaba un traslado al hospital (81,5%) o sueroterapia (69,4%), no
se exploraron anticipadamente con el paciente o la familia la mayoria de las
intervenciones. En los pacientes con deterioro cognitivo hubo un menor porcentaje
de decisiones anticipadas respecto a la sedacion paliativa (p = 0,017) y transfusiéon

sanguinea (p = 0,019). Se pudo concluir que existieron bajos niveles de informacién
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a los residentes y una escasa exploracion de preferencias, especialmente en

pacientes con deterioro cognitivo.

Respecto al estudio 3, se trata de un estudio multicéntrico, descriptivo y
transversal. Enfermeras entrenadas de las mismas 8 residencias de mayores del
estudio anterior seleccionaron 149 residentes con necesidades paliativas. Para la
seleccidn de los pacientes se empled el VIG-Fragil (para evaluar la fragilidad), el
Indice de Complejidad de Caso, el IDC-Pal (para la complejidad paliativa) y el
Palliative Prognosis Index. Ademads del indice de Barthel (para la dependencia), el
test de Pfeiffer (para el deterioro cognitivo) y el indice de comorbilidad de Charlson.
Se consensuaron aquellos elementos de complejidad del Indice de Complejidad
Paliativa que podian abordarse en la residencia (Sin prioridad) y aquellos que
precisaban de una intervencién puntual (Prioridad 2) o completa (Prioridad 1) de
un dispositivo avanzado de Cuidados Paliativos. Se emplearon pruebas no
paramétricas para comparar los pacientes sin prioridad y los pacientes con algin
tipo de prioridad. Un alto porcentaje de residentes presentaba fragilidad (80,6%),
complejidad clinica (80,5%) y complejidad paliativa (65,8%). Un 49,7% presentaron
mal pronostico. Se identificaron 12 elementos de Prioridad 1 y 14 de Prioridad 2 no
coincidentes con los elementos de complejidad paliativa previos. Un 20,1% de los
casos presentaba Prioridad 1 y un 38,3% Prioridad 2. Los residentes con algun tipo
de prioridad presentaron mayor dependencia (p < 0,001) deterioro cognitivo (p <
0,001), y peor pronostico (p < 0,001). Los pacientes con Prioridad 1, presentaron
mayor proporciéon de delirium (p = 0,003), lesiones cutdneas (p = 0,041) y disnea (p
= 0,020) como sintomas refractarios. Podemos concluir que en las residencias de
mayores existe un alto grado de fragilidad, complejidad y complejidad paliativa. Por
ello, hay que tener en cuenta los recursos de estos centros para determinar cudndo

tiene que intervenir un dispositivo avanzado de cuidados paliativos.

3. Analizar como los profesionales de las residencias de mayores y centros de
atencion primaria participantes en el proyecto NUHELP trataron de alcanzar los
objetivos del programa durante la pandemia por COVID19 y qué dificultades

encontraron al respecto (Estudio 4).
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Se trata de un estudio fenomenoldgico cualitativo mediante andlisis tematico,
llevado a cabo entre marzo y noviembre de 2020, en el cual se realizaron 20
entrevistas semiestructuradas a profesionales de residencias de mayores y centros
de atencién primaria que participaron en el desarrollo del programa NUHELP. Se
identificaron seis temas principales. 5 de estos temas dan respuesta al objetivo 3 de
esta tesis: (1) No se realizaban evaluaciones exhaustivas de los residentes en los
centros debido a la excesiva carga de trabajo y a la alta rotacién de personal. (2) Las
nuevas tecnologias y los cambios en las funciones profesionales se utilizaron para
satisfacer las necesidades de informaciéon de los familiares. Los residentes sélo
recibian informaciéon cuando la solicitaban. (3) La planificacion avanzada de
decisiones no se llevaba a cabo y se limitaba a posibles traslados hospitalarios. (4)
Se tomaron medidas para permitir a los familiares pasar tiempo con los residentes
durante sus ultimos momentos, pero se prevé un duelo complicado entre familiares
y profesionales. (5) La gestidon de la complejidad varié en funcién del grado de
coordinacion con los centros de atencidén primaria. Con esto podemos concluir que
la pandemia arrojé luz sobre las deficiencias existentes en las residencias de
ancianos en cuanto a evaluaciones integrales, comunicacién, toma de decisiones,

espiritualidad, gestion del duelo y abordaje complejidad de los cuidados paliativos.

4. Valorar el impacto a nivel emocional que ha tenido la pandemia de COVID19
en los profesionales de las residencias de mayores y los profesionales referentes del

sistema sanitario publico (Estudio 4).

Un sexto tema principal que emergioé de los datos recogidos en el estudio
anterior describe que los profesionales de las residencias de mayores participantes
sintieron miedo, frustracién y deshumanizacidn. Los profesionales concluyen que se

sintieron abandonados, con falta de recursos humanos, equipamiento y formacion.

5. Comparar la relevancia, viabilidad y grado de consecucion de estandares de
calidad utilizados para la elaboracion del programa NUHELP para la atencién
paliativa en las residencias de mayores antes y después de la pandemia por COVID19

(Estudio 5).
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1. Resumen

Se realizé un estudio descriptivo transversal, donde profesionales de las 8
residencias de mayores y sus centros de atencién primaria participantes en el
desarrollo de NUHELP, valoraron 42 estdndares de cuidados paliativos en dos
momentos (2018 y 2022). Se utilizé la prueba U de Mann Whitney para comprobar
las diferencias en las puntuaciones entre estos dos momentos y entre residencias de
mayores y trabajadores de atencién primaria. Hubo 58 participantes en 2018 y 50
en 2022. La comunicacién con las personas afectadas por la muerte de un familiar
fue menos relevante (p = 0.05), y el trato culturalmente sensible y digno al cuerpo
del fallecido fue menos viable (p = 0.03) en 2022 respecto a 2018. El apoyo social (p
=0.04), compartir informacién entre el equipo asistencial (p = 0.04), la participacion
del paciente (p = 0.04) y la informacién de los tratamientos (p = 0.03) se alcanzaron
en menor medida en 2022 con respecto a 2018. Se encontraron varias diferencias
entre los trabajadores de residencias y los de atencion primaria. Se plantea que es
necesario reforzar la intercomunicacion profesional, el apoyo social y la

participacion activa de los residentes en la toma de decisiones.
Como principales conclusiones podriamos destacar las siguientes:

e El programa NUHELP fue desarrollado a partir de modelos previos y
teniendo en cuenta el contexto social y culturas de las residencias de mayores en
Espafa. Consta de 5 objetivos y 22 intervenciones a desarrollar por los profesionales
de estas residencias en personas mayores con necesidades paliativas.

e Un elemento central del desarrollo del programa NUHELP fue Ia
formacidn en fin de vida en los centros. Un programa basico de formacion aumento
la autoeficacia en cuidados paliativos y mejoro las actitudes de los profesionales de
las residencias hacia el cuidado al final de la vida. En concreto provoc6 una mejora
en las habilidades auto percibidas en la comunicacidn, la gestion y el trabajo dentro
de un equipo multidisciplinar.

e Conocer la relevancia, la viabilidad y el grado de consecucién de los
estdndares de calidad propuestos, asi como las limitaciones de un contexto
determinado (social, cultural, etc.) fue clave para garantizar el éxito de una
intervenciéon compleja como la que se planteé con la elaboracién del programa

NUHELP.
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e Las personas que viven en residencias de mayores fueron poco
informadas con respecto a su estado de salud, al contrario que sus familias que por
lo general si contaban con informacién. Este aspecto fue ain mas deficitario cuando
el residente presentaba deterioro cognitivo.

e En cuanto a la Planificacién Avanzada de Decisiones, a pesar de que las
enfermeras indicaban que residentes y familias entendian y aceptaban la situacién
de salud, no se exploraron ni consensuaron la mayoria de las posibles
intervenciones. Esto es congruente con la baja implementaciéon de la Planificacién
Avanzada de Decisiones en estos centros.

« Existieron altos niveles de fragilidad, complejidad y complejidad paliativa
en los pacientes ingresados en residencias de mayores. Es necesario que los
profesionales de las residencias establezcan qué situaciones consideran prioritarias,
ya que estas no siempre coincidieron con las herramientas que evaluan la
complejidad usada en otros contextos.

e La posibilidad de atender situaciones de complejidad paliativa por los
profesionales de la residencia, o la necesidad de derivar en estos casos a un
dispositivo avanzado de cuidados paliativos, estuvo relacionada con el control de
sintomas, las situaciones urgentes en los pacientes oncolégicos, y el manejo de
farmacos e intervenciones complejas.

e Las valoraciones realizadas a los residentes durante la pandemia de
COVID-19 no se realizaron de manera integral, debido a la importancia que se daba
en detectar y prevenir la infecciéon por SARS-Cov-2.

e La informacién facilitada tanto a residentes como a familiares ha
adquirido nuevas vias, fomentando el uso de las nuevas tecnologias, si bien la
transmision de informacion ha sido dificil por la sobrecarga asistencial de los
profesionales implicados.

e Destaco el papel de los medios de comunicaciéon tradicionales,
especialmente de la television como fuente de informacion de la pandemia, al ser un
medio accesible para la gran mayoria de los residentes. Sin embargo, en muchos
casos esto fue contraproducente, ya que genero gran preocupacion debido a la gran

cantidad de noticias relacionadas con la alta incidencia de contagios en residencias.
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e La Planificacion Avanzada de Decisiones qued6 en segundo plano, al
menos en lo referente a la planificacion estructurada y su registro. Una de las
cuestiones que mads se tuvo en cuenta fue el traslado a centros hospitalarios en
situaciones de gravedad, y normalmente la eleccién se basé en el conocimiento de
las preferencias que tienen los profesionales de los residentes o en la confianza que
tenian en ellos.

* Los profesionales previeron el duelo de los familiares de los residentes
fallecidos durante la pandemia de COVID-19 como un duelo complejo debido a que
las medidas de aislamiento provocaron situaciones de “no” despedida o falta de
acompafiamiento. Los profesionales también indicaron que, debido a la sobrecarga
de trabajo de los centros residenciales, no permitié hacer un abordaje especifico de
esta cuestion.

« El abordaje de la espiritualidad no se tuvo en cuenta en las residencias,
entre otras cuestiones por las restricciones y el miedo al contagio. Sélo en contadas
ocasiones se pudo hacer un abordaje que se circunscribié a la esfera religiosa,
especialmente cuando referentes religiosos pudieron acceder a los centros.

e La complejidad paliativa se abordé de manera dispar en las residencias,
poniendo especial énfasis en el afrontamiento de la agonia, los sintomas de dificil
control y los sintomas refractarios. La disponibilidad de recursos materiales y
farmacolégicos, asi como una buena coordinacién con el sistema sanitario publico
fueron determinantes para una buena atencion.

* Los sentimientos mas identificados en los participantes fueron de tristeza,
frustracién y de cansancio emocional, ademds de sentirse los grandes olvidados en
determinados momentos por las administraciones publicas, sobre todo al inicio de
la pandemia cuando el desconocimiento de la enfermedad y los contagios mas
rapidos y letales se producian en estos centros.

e De larespuesta de los participantes se puede inferir que existieron duelos
no identificados como tales en los trabajadores de las residencias, expresados mas
bien como sentimiento de culpa por no haber podido hacer mas por los residentes o
estar cansados.

e Los resultados del estudio 5 indicaron que se produjo cierto deterioro en

la atencién al final de la vida en residencias de mayores tras la pandemia,
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especialmente en el grado de consecucion de estandares de calidad de cuidados
paliativos en los centros.

e Con respecto al criterio de relevancia, los resultados sefialaron una
disminucién en la transmisién de la informaciéon de manera sensible a los familiares
tras el fallecimiento de los residentes en 2022 con respecto a 2018.

e Para la viabilidad destacé que los profesionales valoraron como menos
viable en 2022 el manejo del cuerpo de un fallecido de manera culturalmente
sensible y digna con respecto a 2018.

e En cuanto al de grado de consecucién en los centros, se observd por lo
general una disminucion de todos los estandares en 2022 con respecto a 2018. Se
observaron diferencias significativas en la falta de informaciéon compartida entre los
profesionales, el apoyo social a los residentes, la trasmision de informacién y la

implicacion activa de los residentes en la toma de decisiones al final de la vida.

Palabras clave: Residencias de ancianos, Cuidados Paliativos, Fin de la Vida,
Enfermeria, Enfermeria Geridtrica, Enfermedad Crénica, Complejidad Paliativa,

COVID-19, Atencion Primaria

pag. 28









2. INTRODUCCION






2. Introduccion

INTRODUCCION

2.1. Datos demograficos

La proporciéon de personas mayores de 65 afios estd aumentando de manera
gradual en Europa. Segun la oficina estadistica de la Unidon Europea Eurostat, el 1 de
enero del 2019, 90,5 millones de europeos tenia mas de 65 afios. Esto corresponde
a un 20,3%, y supone un aumento de 2,9 puntos porcentuales con respecto a la
anterior cifra conocida, que databa del afio 2009 (Eurostat, 2020a). Se estima que
esta tendencia al alza continte en los paises de la Union Europea (UE). Segun este
mismo organismo, para el afio 2050 se espera que 129,8 millones de personas, el
29,4% de la poblacidn total de los paises de la Unién tenga mds de 65 afios (Eurostat,

2020a).

En el caso de Espafia, la prevision es similar a nuestro entorno. El Instituto
Nacional de Estadistica (Instituto Nacional de Estadistica, 2022a) prevé un
envejecimiento de la poblacion residente en Espafia. En la actualidad, en nuestro
pais la poblacién mayor de 65 afos es un 20,1% del total de la poblacién, lo que
supone algo mas de 9,5 millones de personas. La tendencia es que hasta al menos el
afio 2050 siga creciendo este porcentaje, estimandose que llegue al 30,4%, unos 16
millones de habitantes (Instituto Nacional de Estadistica, 2022b). Si bien a partir de
este afio las previsiones hablan de un ligero decrecimiento de esta franja de
poblacioén, llama la atenciéon que, debido al aumento de la esperanza de vida, la
poblacion centenaria (los que tienen 100 afios o mas) pasen de ser unas 14.000
personas en 2022 a 97.000 en 2050, con una previsidn al alza para 2072 de mas de

225000 personas centenarias (Instituto Nacional de Estadistica, 2018).

Este envejecimiento de la poblacion, que se produce de forma general en los
paises industrializados, tiene como resultado un incremento en la prevalencia de las
enfermedades cronicas (World Health Organization (WHO), 2015) , lo que supone
un elevado coste tanto para nuestra propia salud como la sociedad en la que vivimos

(Pérez Diaz et al., 2022).
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Paralelamente, este envejecimiento y el aumento de la prevalencia de
enfermedades crénicas viene acompafiado también de un incremento de la
dependencia. Segin la Comisiéon Europea (European Commission, 2020), en el afio
2019, un 34% de las personas mayores de 65 afios de la UE presentaban algun tipo
de dependencia. Se prevé que para el afio 2070, el porcentaje de personas mayores
de 65 afios con dependencia pase a ser un 59%. En lo que refiere a Espafia, la
estimacién de personas mayores de 65 afnos con algln tipo de dependencia pasaria

del 32% de 2019 al 62,5% en 2070 (European Commission, 2020).

2.2. Aumento del nimero de residencias y residentes (en Espafia y en

Europa)

Con los datos anteriormente expuestos, se hace necesario reflexionar sobre
qué capacidad tienen y tendran nuestras sociedades para ofrecer unos cuidados

optimos en estas franjas de edad.

En este sentido, y aunque tanto a nivel europeo como en Espana la mayoria de
las personas mayores siguen viviendo en sus domicilios, cada vez mas personas se
desplazan a instituciones como residencias de mayores. La menor disponibilidad de
cuidadores formales para la atencién domiciliaria ha ocasionado que las residencias
de mayores cobren una gran importancia en el cuidado de personas mayores. La
Oficina de Estadistica de la Uni6n Europea, Eurostat , estima que el 3,8% de las
mujeres y el 1,9% de los hombres mayores de 65 afios vivia en residencias de
mayores (Eurostat, 2020b). En el ano 2020 se han contabilizado aproximadamente
3.4 millones de camas en residencias de mayores y centros de larga estancia, lo que
supone mas de 600 camas de este tipo por cada 100.000 habitantes (Eurostat,

2020b).

En Espafia, se ha observado una tendencia ascendente en el nimero de centros
residenciales desde el 2004 hasta nuestros dias. Mientras que en el afio 2004 el
numero de centros residenciales en Espafia era aproximadamente de 5.161 centros,

en el afio 2020 el numero de centros se sitia en 5.556. Esto también ha supuesto el
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aumento en el numero plazas residenciales, que ha pasado de 44.408 en 2004, a

55.328 plazas en 2020 (Abellan Garcia et al., 2021).

En lo referente a las ratios de plazas residenciales, en Espafia se calcula que
hay aproximadamente 4,2 plazas por cada 100 habitantes (Abellan Garcia et al,,
2021), mientras existen recomendaciones de distintas organizaciones que plantean
que deben existir al menos 5 plazas residenciales por cada 100 personas mayores

de 65 afos (Jones Lang LaSalle IP Inc., 2022).

2.3. Modelo sociosanitario espaiiol.

Los centros residenciales para personas mayores son “aquellos centros de
caracter social que ofrecen alojamiento, convivencia y atencidn integral. Tienen una
funcion sustitutoria del hogar familiar, ya sea de forma temporal o permanente, para
personas mayores en situacion de dependencia” (Consejeria para la Igualdad y

Bienestar Social, 2007).

En nuestro pais se estima que existen 5556 residencias de mayores con un total
de 384.251 plazas. Mayoritariamente estos centros son de financiacién privada
exclusiva o parcialmente sufragada por la administracion publica. Estos dos tipos de
centros suponen un total de 3.916 centros (70,48%) y una capacidad de 281.332
plazas (73,22%). El resto son de gestion publica, con un total de 1.640 centros

(29,52%) y 102.919 plazas (26,78%) (Abellan Garcia et al., 2021).

A nivel autonémico existe una normativa que establece los criterios con los que
deben contar los centros residenciales para personas mayores en situacion de
dependencia que formen parte del Sistema para la Autonomia y Atencion a la

Dependencia en Andalucia (Consejeria para la Igualdad y Bienestar Social, 2007).

Si bien recientemente el sistema de acreditacion de estos centros se ha
modificado a nivel estatal (Ministerio de Derechos Sociales y Agenda 2030, 2022),
aun no esta desarrollada la nueva normativa a nivel de las distintas autonomias, que

son las responsables de los centros sociosanitarios por tener transferidas las
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competencias en esta materia, conforme a lo establecido en el articulo 148 de la

Constitucion Espafiola (Cortes Generales, 1978).

2.4. Perfil del residente: cronicidad y complejidad

Segun la Organizacién Mundial de la Salud (OMS), las enfermedades crénicas
son problemas de salud de larga duracion, resultado de una mezcla de factores como
la genética, la fisiologia, los habitos y comportamientos y el entorno ambiental, por
lo que suelen estar asociadas a personas de edad avanzada y a grupos poblacionales
con bajos ingresos econdmicos, acceso limitados a sistemas sanitarios y estilos de

vida poco adecuados (World Health Organization (WHO), 2022).

En nuestro pais se calcula que, en 2020, un 54,3% de la poblaciéon mayor de 15
afios tienen diagnosticada al menos una enfermedad categorizada como cronica.
Este porcentaje se eleva al 70% cuando nos referimos a las personas mayores de 65

afios (Observatorio de la Atencién al Paciente, 2022).

En muchas ocasiones las personas pueden presentar dos o mas enfermedades
cronicas y/o otras patologias asociadas (pluripatologia), lo que unido a la avanzada
edad, la complejidad en su manejo y el mayor uso de recursos sanitarios entre otros
factores, dan lugar a lo que se conoce como “Paciente Cronico Complejo“ o “Personas
con Necesidades Complejas de Salud” (Ministerio de Sanidad Servicios Sociales e
Igualdad, 2012). Este tipo de pacientes cobran una especial importancia en nuestro
sistema debido a la carga sanitaria que producen, el aumento en la demanda de

cuidados familiares y el mayor uso de recursos sociosanitarios.

Por ello, tanto el gobierno de Espafa (Ministerio de Sanidad Servicios Sociales
e Igualdad, 2012) como la consejeria competente en materia de salud de la Junta de
Andalucia (Consejeria de Salud. Junta de Andalucia, 2012) han explorado el abordaje

de estrategias que aborden la cronicidad en todos los ambitos asistenciales.

Segun el informe del informe de Fundacién “Instituto Edad y Vida (2015), las
personas mayores que viven en residencias de mayores presentan una edad media

avanzada, un 76% presenta mas de tres diagndsticos activos, el 66% toman al menos
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7 farmacos, el 63% padecen deterioro cognitivo y el 43% fallecen durante el primer
afio que viven en la residencia. Ademas, al afio un 38% de las personas mayores que
viven en residencias son derivados a los servicios de urgencias al menos una vez.
Todo ello nos lleva a describir a las personas mayores que viven en residencias como

personas mayores con fragilidad.

Definimos fragilidad como una situacion clinica caracterizada por un estado de
vulnerabilidad, que proporciona al paciente en una situacién de riesgo afadido a su
estado de salud, y que suele ser progresiva (Amblas-Novellas et al.,, 2017). 0’Caoimh
et al. (2021) estiman que alrededor del 24% de los mayores de 50 afios presentan
fragilidad de tipo fisico, siendo esta proporcién mayor entre las mujeres y segin
avanza la edad de los pacientes. Esta fragilidad provoca en las personas, ademas de
aislamiento social, alteraciones de los procesos cognitivos, de la deambulacién,

caidas y/o delirium, asi como una mayor mortalidad (de Breij et al., 2021).

La alta prevalencia de enfermedades cronicas (enfermedades
cardiovasculares, neurolégicas, hepaticas, renales, respiratorias, etc.) en las
personas mayores, la complejidad en su manejo, la fragilidad y la dependencia que
suelen ocasionar tiene como repercusion que, muchas de las personas que recurren
a las residencias de mayores, no lo hagan por elecciéon propia, ya que suelen

necesitar cuidados especializados que no pueden ser prestados en el domicilio.

2.5. Cuidados paliativos en personas mayores y en residencias.

En el escenario anteriormente expuesto (envejecimiento poblacional, aumento
de la cronicidad y cambios en los modelos sociales y sanitarios) es pertinente el
desarrollo de estrategias como son los cuidados paliativos, especialmente en
aquellos mayores de 65 afios, como apunta la propia OMS (World Health

Organization, 2011).

Los cuidados paliativos son aquellos cuidados que estdn centrados en la
mejora de la calidad de vida tanto de las personas con enfermedades graves como
de sus familias, en cualquier momento de su vida (Kelley & Morrison, 2015). Estos

cuidados deben comenzar en el momento del diagnéstico de la enfermedad grave, y

pag. 37



Tesis doctoral de Emilio Mota Romero

contintan hasta el final de la vida y el duelo familiar tras el fallecimiento, y estan
centrados en reducir la angustia tanto emocional como fisica, social y espiritual

(Cain et al., 2018).

Quienes reciben cuidados paliativos son habitualmente pacientes crénicos con
un prondstico de vida limitado que presentan necesidades complejas (Blay & Limdn,
2017). Estas necesidades estas relacionadas con el exhaustivo control de sintomas,
la necesidad de adecuacion del esfuerzo terapéutico, la identificacion de valores,
preferencias y aspectos relacionados con la espiritualidad, y las respuestas de
caracter psicosocial de pacientes y familias ante la proximidad de la muerte, entre

otros factores (Calsina-Berna et al.,, 2022)

A pesar de que los mayores de 65 afios serian uno de los grupos mas
beneficiados de este tipo de enfoque paliativo (World Health Organization, 2011), en
la actualidad, la concepcidn tradicional hacia los enfermos de cancer (Phongtankuel
etal, 2018) y la falta de formacién de los profesionales sobre los cuidados paliativos
en personas mayores tiene como resultado que son el grupo que proporcionalmente
menos cuidados paliativos recibe (Centeno et al., 2017; Lipman, 2012). Ademas, las
necesidades paliativas en las personas mayores son diferentes a las del resto de
poblacién, debido a cuestiones como la alta prevalencia de enfermedades crénicas
en estado avanzado presentes en este segmento de poblacion, asi como el deterioro
propio de la edad, lo que provoca comorbilidades que afectan (habitualmente

intensificando) al resto de patologias (World Health Organization, 2011).

Las personas mayores institucionalizadas en residencias, debido a que
presentan un mayor grado de dependencia, complejidad y fragilidad, debieran de ser
objeto de un mayor cuidado y se acentta la necesidad de integrar en ellos un enfoque
paliativo. De hecho, estos centros se han convertido en el lugar de residencia
habitual de aquellas personas mayores que requieren cuidados continuos y
complejos (Abellan Garcia et al., 2021; Pardo Garcia, 2022). Diversos estudios
nacionales han detectado una alta prevalencia de necesidades paliativas y sintomas
de dificil control en los usuarios de las residencias de mayores, los cuales presentan

una esperanza de vida limitada (Blay et al., 2019; Esteban-Burgos et al., 2021).
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Sin embargo, los datos que actualmente ofrece la literatura cientifica nos deben
hacer pensar que no existe un enfoque paliativo en estos centros y que la atencion al

final de la vida en residencias es deficitaria.

En general, sintomas como el dolor, la ansiedad, la confusidn, la disnea y las
nauseas son sintomas comunes en la ultima semana de vida de los residentes
institucionalizados (Estabrooks et al.,, 2015; Hoben et al., 2016; Sandvik et al., 2016;
Smets et al,, 2018; Tanghe et al., 2020), unido a la administracién de medicamentos
no indicados para el control de estos sintomas o con intencién paliativa (Honinx et

al,, 2021; Poudel et al., 2017).

En Espafia se ha detectado una la alta prevalencia de sintomas fisicos y
psicologicos poco o mal controlados (Puente-Fernandez, Campos-Calderdn, et al,,
2020; Puente-Fernandez, Roldan-Loépez, et al., 2020) sobreactuacién terapéutica y
diagndstica en los ultimos meses y falta de autonomia de los pacientes en la toma de
decisiones (Puente-Fernandez et al., 2021; Puente-Fernandez, Palma-Ayllén, et al.,
2020). Por ello, existen dos cuestiones criticas en la atencién al final de la vida en
residencias de mayores: la comunicacién y planificacién avanzada de decisiones
(PAD), y la coordinacién con el sistema sanitario publico, especialmente con los

recursos especificos de cuidados paliativos.

2.6. Comunicacion y PAD al final de la vida en residencias de mayores.

Como hemos comentado previamente, las personas que se encuentran al final
de la vida presentan unas necesidades relacionadas con un adecuado control de
sintomas, la identificaciéon de valores, preferencias y aspectos relacionados con la
espiritualidad, respuestas de caracter psicosocial, el afrontamiento de la préxima
muerte, y la necesidad de tomar decisiones con respecto a su proceso de fin de vida

(Calsina-Berna et al., 2022).

Dentro de las herramientas mds importantes para cubrir estas necesidades
estd la comunicacién efectiva, y la PAD. En residencias de mayores estas
herramientas son, si cabe, ain mas importante, dado que las personas que viven en

residencias de mayores suelen ser personas que se encuentran en una situacién de
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alta fragilidad debido a factores como la polimedicacidn, la comorbilidad de
diferentes enfermedades crénicas, el deterioro cognitivo y la dependencia (Rio-Diaz,

2017).

La comunicacién es una herramienta basica en la relacion con el paciente, y
diversos estudios confluyen en la influencia positiva de la comunicacién sobre el
cumplimiento terapéutico, la satisfaccidn del usuario y la autonomia del paciente, lo
que los hace mas protagonistas y participes en la toma de las decisiones respecto a

sus procesos de salud (Barca Fernandez et al., 2004).

Este proceso se vuelve especialmente determinante al tratar situaciones de fin
de vida. La muerte es percibida como un tema tabu tanto por parte de los
profesionales como por parte de los pacientes, dificultando de esta manera la
comunicacién y la planificacién de este proceso (Puente-Fernandez, Lozano-

Romero, et al., 2020)

La adecuada comunicacidn al final de la vida aumenta la comprension de los
pacientes y familiares en lo que respecta al prondstico, efectos secundarios de los
tratamientos, facilita la toma de decisiones, y aumenta la satisfaccion de pacientes y

familiares respecto a los cuidados recibidos (Kuusisto et al., 2022)

La literatura previa sefiala que la comunicacidn al final de la vida en residencias
de mayores tiene un amplio margen de mejora, ya que son pocos los residentes que
hablan de cuestiones relacionadas con el final de vida, a pesar de que hablar de estos
temas mejoran los resultados de la atencidn que se presta en estos centros (Gonella

etal., 2023; Morin etal., 2016)

Por otro lado, la PAD es un proceso de relacion asistencial entre una persona
y los profesionales sanitarios implicados en su atencidn, en el que deliberan acerca
de los valores, deseos y preferencias a tener en cuenta para construir de manera
conjunta para resolver las decisiones respecto a la atencién e intervenciones que
recibira como paciente, fundamentalmente cuando se encuentre en los momentos
finales de su vida y no disponga de la capacidad suficiente para dar su
consentimiento (Diestre Ortin et al., 2013). Para llevar a cabo esta planificacion, es

imprescindible ofrecer informacién de manera clara y accesible para garantizar una
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comunicacion continua, reciproca y sin obstaculos entre profesionales, paciente y

familia.

Muchas personas llegan a su proceso de fin de vida sin ningun tipo de
planificacion sobre como les gustaria vivirlo, lo que suele aumentar la probabilidad
de recibir intervenciones terapéuticas mas agresivas con el fin de alargar la
existencia (Brighton & Bristowe, 2016). En las residencias de mayores, la poca
predisposicion a hablar de la muerte, la falta de coordinacién existente con los
servicios de urgencias o la sobrecarga de trabajo en estos centros (Flo et al,, 2016;

Lund et al., 2015) pueden ser factores que dificulten la PAD.

Para las personas que sufren deterioro cognitivo es aiin mas importante la PAD,
puesto que esta consigue disminuir los sentimientos de culpa y miedo de la familia
por no saber satisfacer las preferencias del paciente (Barker et al.,, 2017; Sierra
Leguia et al., 2019). Aunque hasta ahora las estrategias para la PAD han incidido
principalmente en los familiares (Wendrich-van Dael et al., 2020), cada vez mas se

incluye la participacion de las personas con deterioro cognitivo leve.

Como sucede con la comunicacion, la PAD no esta desarrollada ampliamente
en residencias de mayores, si bien se empiezan a poner en marcha programas y
herramientas que pueden facilitar su implementacién en estos centros (Garland et
al,, 2022; Gotze et al., 2022). Esta baja implantacién de la PAD en las residencias y su
dificultad para ser realizada es un reflejo de lo que ocurre a nivel general en nuestro

entorno (Arimany-Manso et al., 2017; Poveda-Moral, 2021).

2.7. Coordinacion con recursos especificos de cuidados paliativos.

Las necesidades de cuidados paliativos y su intensidad han demostrado ser
factores decisivos para establecer criterios de atencion prioritaria y de urgencia

segun el pronostico del paciente y la esperanza de vida (Esteban-Burgos et al., 2019).

Es esencial que las residencias de mayores y otros servicios sanitarios como la
atencion primaria de salud estén coordinados. Las residencias también deben llegar

a un consenso sobre los criterios para derivar a los pacientes con necesidades de
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cuidados paliativos que no se pueden satisfacer adecuadamente en las residencias
de mayores (Morris & Galicia-Castillo, 2017; Sanchez-Garcia, Gutiérrez-Romero, et
al,, 2017a). El uso de dispositivos avanzados de cuidados paliativos, como equipos
de apoyo o equipos de soporte de cuidados paliativos, pueden prevenir visitas
innecesarias a servicios de urgencias hospitalarias en los momentos finales de sus

vidas (Miller et al., 2016).

Las personas mayores con enfermedad crénica compleja son las que con mayor
frecuencia requieren asistencia de los servicios de urgencias (Dufour et al., 2019;
Steinmiller et al., 2015). Se debe considerar si es apropiado derivar a un paciente
mayor a un servicio de urgencias hospitalarias. Estos servicios, que generalmente
estdn saturados, no estdn preparados para dar una atencién adecuada a estos
pacientes (Hwang et al., 2013). Las estancias prolongadas de las personas mayores
en los servicios de urgencias de los hospitales conducen a un mayor nimero de
complicaciones y aumentan las tasas de mortalidad dentro de este grupo de
poblacion (Ackroyd-Stolarz et al., 2011). Gran parte de la atencién proporcionada a
los pacientes mayores en estos servicios puede considerarse innecesaria y/o no
urgente, pudiendo proporcionarse a través de la intervencién temprana de los
trabajadores de atencidn primaria y los de centros sociosanitarios (Sanchez-Pérez
et al,, 2018; Uscher-Pines et al., 2013). En este sentido, uno de los recursos clave en
la gestion de las necesidades de los pacientes mayores con enfermedad crénica

compleja son los equipos especializados de cuidados paliativos.

En Andalucia, Espafia, existen criterios claros para derivar a pacientes
paliativos con complejidad a equipos especializados (Martin-Rosell6 et al,, 2014).
Estos equipos, junto con los profesionales de atencion primaria o de las residencias
de mayores, son responsables conjuntamente de la atencion de los residentes con
necesidades de cuidados paliativos que cumplen con ciertos criterios de
complejidad, los cuales estan incluidos en el Diagnostic Instrument of Complexity in
Palliative Care (IDC-Pal) (Martin-Rosell6 et al., 2014), que clasifica los casos en no
complejos, complejos y altamente complejos. En estos dos ultimos casos, los
pacientes pueden ser derivados y tratados por los dispositivos avanzados de

cuidados paliativos.
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Al mismo tiempo, se espera que los residentes no complejos con necesidades
de cuidados paliativos puedan ser atendidos en residencias de mayores sin tener que
recurrir a los dispositivos avanzados, ya que supondria que las residencias de
mayores estarian equipadas con su propio personal y recursos materiales, dejando

que los dispositivos avanzados se utilizaran solo en casos complejos.

Se han realizado estudios para determinar el grado de fragilidad y complejidad
de los residentes con necesidades de cuidados paliativos en residencias de mayores
(Amblas-Novellas et al., 2017; Esteban-Burgos et al., 2021). Sin embargo, ain no se
han identificado las caracteristicas de los casos que pueden requerir asistencia de
los dispositivos avanzados del sistema de salud, dependiendo de los recursos

disponibles en cada residencia.

Es preciso, por tanto, implementar programas de atencion al final de 1a vida en
residencias que contemplen, por un lado, aspectos de mejora relacionados con la
comunicacién y la PAD, y por otro, la coordinacién con el sistema sanitario,

especialmente con los recursos de cuidados paliativos.

2.8. Programas de atencion al final de la vida en residencias.

En algunos paises de nuestro entorno, y siguiendo las recomendaciones hechas
por la OMS (World Health Organization, 2011) y por la Asociacion Europea de
Cuidados Paliativos (EAPC) (Reitinger et al, 2013), se han llevado a cabo la
implementacion de diversos programas de cuidados paliativos especificos para

centros de larga estancia y residencias de mayores.

Como ejemplos de este tipo de proyectos que se han desarrollado en nuestro

entorno podemos destacar, entre otros:

e Programa Gold Standards Framework for Care Homes (GSFCH) en
Reino Unido, de atencion al final de la vida en residencias de mayores, que fue
implementado con bastante éxito (Badger et al., 2012; Hall et al., 2011;
Hewison et al., 2009).
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e Mas recientemente, el proyecto PAlliative Care for older people in care
and nursing homes in Europe (PACE), también de atencion al final de la vida en
residencias, llevado a cabo en Bélgica, Finlandia, Italia, Holanda, Polonia, Suiza
e Inglaterra (Smets et al., 2018; Van den Block et al., 2020).

e Programa Namaste, desarrollado especificamente para la atencién al
final de la vida de residentes con demencia avanzada en (Froggatt et al., 2018,

2020).

Hasta hace bien poco no se documenta en Espafia ningiin programa especifico
de atencion paliativa dirigido a residencias de mayores. La percepcion que hay por
parte de los profesionales de estos centros sobre la atencion que se presta al final de
la vida en las residencias en general es buena, valorando de forma positiva aspectos
como los cuidados fisicos, psicologicos y espirituales, la atencion a la familia, al duelo
y la gestidn de las preferencias del paciente y la familia (Guardia Mancilla et al,,

2018; Sanchez-Garcia, Gutiérrez-Romero, et al., 2017).

Esta buena predisposicion por parte de los profesionales que trabajan en
residencias de mayores, asi como a la necesidad de mejorar la atencidn al final de la
vida en estos centros, condujo a que un grupo de investigadores planteara en 2017

la creacion de un programa de intervencién en este contexto especifico.

2.9. Desarrollo del programa NUHELP.

En el afio 2017 un grupo de profesionales tanto del dmbito asistencial como
del académico inician el desarrollo de un programa especifico de atencion al final de
la vida en residencias de mayores a partir de un proyecto de investigacion
denominado “Elaboracién e Implementacién de un Programa de Atencion al Final de
la Vida en Residencias de Ancianos Nu-Help (Nursing Homes End of Life Program)”,
que fue financiado en convocatoria competitiva (expediente AP-0105-2016) a través
de la Fundacién Publica Andaluza “Progreso y Salud”, dependiente de la Consejeria

de Salud y Consumo de la Junta de Andalucia.

El programa se concibi6 a partir de las recomendaciones que se dan desde

organismos internacionales como la OMS (World Health Organization, 2011) o la
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Asociacion Europea de Cuidados Paliativos (EAPC) (Reitinger et al., 2013), siguiendo
las principales estrategias y politicas sanitarias del sistema sanitario publico de
Andalucia: el IV Plan Andaluz de Salud de Andalucia (Ruiz Fernandez et al., 2013), la
Estrategia de Cuidados de Andalucia (Lafuente Robles & et al., 2015), el Plan Andaluz
de Cuidados Paliativos (Consejeria de Salud. Junta de Andalucia, 2007) y el Plan
Andaluz de Atencién Integrada a Pacientes con Enfermedades Crénicas 2012-2016

(Consejeria de Salud. Junta de Andalucia, 2012).

Su desarrollo se realiza a partir de una filosofia que se sostiene sobre cuatro

principios basicos:

a) Desarrollar el programa teniendo en cuenta modelos ya existentes en
nuestro entorno, como el programa Gold Standards Framework for Care Homes
(GSFCH) (Badger et al., 2012; Hall et al., 2011; Hewison et al., 2009) o el PAlliative
Care for older people in care and nursing homes in Europe (PACE) (Smets et al,,
2018; Van den Block et al., 2020), pero adaptado a las caracteristicas y al contexto
espanol, contando ademds con la opinién y la participacién de los profesionales
que trabajan en estos centros para su elaboracion. Para garantizar el éxito de una
iniciativa de este tipo, es preciso definir tanto los objetivos como los resultados
esperados y los indicadores que se utilizardn para su evaluacién, pero siempre
adaptados al contexto donde se realice la implementacion (Kinley et al., 2014) .
La simple importacién de un programa desarrollado con éxito en otro ambito y
contexto socio cultural, que no cuente con el consenso y el convencimiento de los
profesionales donde se va a implantar, no parece una estrategia eficaz.

b)  Realizar formacién basica en cuidados paliativos de los profesionales
que van a desarrollar y poner en marcha el programa. La falta de formacién
adecuada es una de las principales dificultades que se presentan en la
implementacion de programas al final de la vida en residencias, tal como lo recoge
la literatura existente (Carpenter et al.,, 2020).

c) Contar para la elaboraciéon y puesta en marcha del programa con
profesionales de residencias de mayores y de sus referentes en el ambito de la
atencion primaria. El objetivo es intentar identificar que responsabilidades tiene

cada profesional y cada dmbito de atencién en la prestacion de cuidados al final
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de la vida en residencias, evitando la descoordinacion entre los profesionales
implicados (Cronfalk et al, 2015). La fluidez y la coordinaciéon entre las
residencias y el sistema sanitario publico, asi como la participacién de
profesionales de uno y otro lado se puede considerar una de las principales
fortalezas del programa NUHELP (Kaasalainen et al.,, 2019).

d) Optimizar los recursos disponibles. Las dificultades que exponen los
profesionales de las residencias de mayores en cuanto a las cargas de trabajo que
sufren y la falta de tiempo para dar unos cuidados 6ptimos al final de la vida se
han tenido en cuenta para el desarrollo del programa. Por ello, la seleccién de los
objetivos de este se ha definido en funcién tanto de la viabilidad como de la

posibilidad de llevarlos a cabo en los centros de manera conveniente.

En el desarrollo de este programa tuvo un peso especifico la comunicaciény la

PAD, asi como la coordinacion con el sistema sanitario publico.

El programa NUHELP se desarrollé durante los afios 2017, 2018 y 2019, sin
embargo, no se pudo implementar debido a la irrupcién de la pandemia por SARS-
COV2 (COVID) y la repercusion que tuvo especialmente sobre el contexto de las

residencias de mayores.

2.10. COVID y residencias.

La pandemia por COVID ha puesto a prueba a la sociedad en general, al sistema
sanitario en particular, y de manera muy especial a las residencias de mayores. Es
todavia prematuro extraer conclusiones sobre las repercusiones que tendra la
pandemia para este tipo de centros, pero sin duda la atencién al final de la vida en
residencias debe de ocupar un lugar central en las discusiones que se ponga en

marcha en un futuro inmediato.

Desde el comienzo de la crisis el foco de las medidas de proteccién se centré
en los mayores de 65 afios, especialmente aquellos con enfermedades crénicas
(World Health Organization (WHO), 2020), ya que se demostré que el exceso de
mortalidad en este colectivo era muy superior que en el resto de la poblacién (Yanez

etal., 2020).
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Dadas las condiciones de extrema vulnerabilidad de esta poblacion una de las
principales medidas llevadas a cabo en Espafia y en otros paises de Europa fue, por
una parte, la limitacién de la libre circulaciéon de los individuos por el territorio
nacional y el uso de los espacios publicos (Jefatura del Estado, 2020), y de manera
mas especifica medidas especificas dirigidas a las residencias de mayores, como la
supresion de las visitas a estos centros de familiares y personas ajenas a la

institucion (Ministerio de Sanidad, 2020).

Paralelamente, las propias residencias desarrollaron una serie de medidas
orientadas a la realizacion de test diagnosticos de forma generalizada, el aislamiento
por cohortes, la proteccion de los profesionales y el uso de nuevas tecnologias para

la atencion y el apoyo a la salud fisica y mental de los residentes (Giri et al., 2021).

A pesar de las medidas tanto gubernamentales como las adoptadas por cada
centro, la pandemia castigé de manera especialmente dura a las residencias de
mayores, las cuales llegaron a soportar en determinados momentos una prevalencia
de infeccién cercana al 60% de los residentes y con una letalidad superior al 50% de
los casos, convirtiendo a Espafia en uno de los paises de Europa con mayor indice de

casos (Comas-Herrera et al.,, 2021).

Como se ha mencionado anteriormente, el programa NUHELP no se pudo
implementar debido a que la fase de ejecucién del programa coincidié con el
aumento de propagacién de casos (en lo que se denomind “primera ola”). Las
medidas limitadoras de circulaciéon como de acceso a las residencias, asi como la
sobrecarga asistencial y el alto indice de abandono por parte de los profesionales de
las residencias, impidieron, que se pusiera en marcha posteriormente. Sin embargo,
los profesionales de las residencias y de atencion primaria que habian participado
en el desarrollo programa NUHELP conocian los objetivos y las intervenciones de
este, lo cual les pudo conceder herramientas para abordar las situaciones de fin de

vida que experimentaron durante la pandemia.
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JUSTIFICACION

Como se ha expuesto en el apartado de introduccidn, la poblacién mayor de 65
afios estd en aumento en Europa (Eurostat, 2020a) y en Espafia (Instituto Nacional
de Estadistica, 2022). Esta tendencia lleva aparejado un incremento de la
prevalencia de las enfermedades cronicas (World Health Organization (WHO),
2015), la fragilidad (O’Caoimh et al., 2021) y la dependencia (Eurostat, 2020a). Es
precisamente la poblacion de estas caracteristicas la que segin la OMS, la que mejor
podrian beneficiarse de recibir cuidados paliativos (World Health Organization,

2011).

La menor disponibilidad de cuidadores familiares (Eurostat, 2020b), y la
necesidad de proporcionar unos cuidados continuados en situaciones de
complejidad, estd provocando un aumento de las personas que viven en centros
sociosanitarios como las residencias de mayores. Estas presentan un perfil mas o
menos definido, representado generalmente por una persona de edad avanzada,
pluripatolégica y polimedicada, con alta prevalencia de deterioro cognitivo
(Fundacién “Instituto Edad y Vida,” 2015), por lo que conlleva un aumento de las

necesidades paliativas.

Sin embargo, la bibliografia sefiala que no existe una adecuada atencién al final
de la vida en residencias de mayores (Guardia Mancilla et al., 2018; Sdnchez-Garcia
et al., 2017), especialmente en lo referente a la comunicacion (Gonella et al,, 2023;
Morin etal.,, 2016) y PAD (Flo etal., 2016; Lund et al., 2015), asi como la coordinacién
con el resto de sistema sanitario, especialmente los recursos especificos de cuidados

paliativos.

Debido a esto instituciones como la OMS (World Health Organization, 2011) o
la EAPC (Reitinger et al., 2013) instan a promover programas especificos de
cuidados paliativos en estos centros. A pesar de que existen algunos programas
publicados en otros paises, hasta hace poco no existia ningiin programa de estas

caracteristicas en Espafia.
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El programa NUHELP surgid para dar respuesta a la necesidad de disponer de
un programa de estas caracteristicas en Espafa. Pero, lamentablemente este
programa no se pudo implementar debido a la irrupcién de la pandemia COVID19, y

las consecuencias que tuvo especialmente sobre las residencias de mayores (Yanez

etal., 2020).

A pesar de ello, los resultados de la valoracién inicial de este programa
permiten extraer conclusiones muy pertinentes sobre la situacidn del final de la vida
de las residencias de mayores participantes, especialmente con relacién a los puntos
criticos de comunicaciéon y PAD, asi como coordinacién con los servicios de atencién

primaria y recursos especificos de cuidados paliativos.

Dado que los profesionales de las residencias participantes en el programa
NUHELP eran conocedores de los objetivos del programa y habian recibido
formacion especifica, se estim6 oportuno conocer cdmo trataron de alcanzar los
objetivos del programa durante la pandemia COVID19, qué dificultades encontraron

al respecto, y cdmo esta situacion ha podido redefinir los objetivos del programa.
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4. Objetivos

OBJETIVOS

4.1. Objetivo general.

Evaluar los objetivos e intervenciones del programa NUHELP de atenci6n al
final de la vida en residencias de mayores, de acuerdo con la situacién actual de las

residencias de mayores tras el impacto de la pandemia por COVID19.

4.2, Objetivos especificos.

o Objetivo 1: Describir cémo se desarrollé el programa especifico de
atencion al final de la vida en residencias de mayores NUHELP, adaptado al
contexto social y cultural especifico en Andalucia (Estudio 1).

o Objetivo 2: Describir la situacion de la atencion al final de la vida en
las residencias de mayores participantes en el programa NUHELP con respecto a
los objetivos del programa: “Informar de manera clara y accesible a pacientes y
familiares”, “Realizar y registrar la toma de decisiones anticipadas” (Estudio 2) y
“Derivar a un recurso especializado de cuidados paliativos, si procede, en
funcién de la complejidad paliativa” (Estudio 3).

o Objetivo 3: Analizar cémo los profesionales de las residencias de
mayores y centros de atencidon primaria participantes en el proyecto NUHELP
trataron de alcanzar los objetivos del programa durante la pandemia por
COVID19 y qué dificultades encontraron al respecto (Estudio 4).

o Objetivo 4: Valorar el impacto a nivel emocional que ha tenido la
pandemia de COVID19 en los profesionales de las residencias de mayores y los
profesionales referentes del sistema sanitario publico (Estudio 4).

o Objetivo 5: Comparar la relevancia, viabilidad y grado de consecucién
de estandares de calidad utilizados para la elaboracién del programa NUHELP
para la atencién paliativa en las residencias de mayores antes y después de la

pandemia por COVID19 (Estudio 5).
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BREVE DESCRIPCION DE LA METODOLOGIA DE LOS
ESTUDIOS

Esta tesis se ha realizado en la modalidad de compendio de articulos
publicados en revistas de alto impacto cientifico. Todos los estudios presentados en
esta tesis han sido realizados a partir del proyecto “Elaboracién e Implementacién de
un Programa de Atencion al Final de la Vida en Residencias de Ancianos NUHELP
(Nursing Homes End of Life Program” (AP-0105-2016) financiado por la Fundacién
Progreso y Salud, dependiente de Consejeria de Salud y Consumo de la Junta de

Andalucia en la convocatoria.

A continuacion, se describe brevemente la metodologia empleada en cada uno

de ellos.

5.1. Estudio 1

Este estudio responde al Objetivo 1 de esta tesis doctoral y fue publicado en la

revista BMC Palliative Care (Mota-Romero, Esteban-Burgos, et al., 2021).

Se trata de un estudio descriptivo, de elaboracién de una intervencién
compleja, cuyo objetivo principal es desarrollar un programa de atencion al final de
la vida en residencias de mayores espafnolas. En primer lugar, se realiz6 un estudio
prospectivo para evaluar el cambio producido en la autoeficacia en cuidados
paliativos como las actitudes hacia los cuidados al final de la vida de profesionales
de residencias de mayores antes y después de haber finalizado un programa basico
de formacién en cuidados paliativos. Se seleccionaron los objetivos del programa
mediante técnica de consenso de tipo Delphi donde profesionales de residencias de
mayores y atencidon primaria valoraron la pertinencia, la viabilidad y el grado de
consecucion de 42 estandares de calidad seleccionados previamente. Finalmente se

seleccionaron las intervenciones del programa mediante la realizacién de grupos
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focales en los que participaron profesionales de residencias de mayores, atencion

primaria y de dispositivos avanzados de cuidados paliativos.

5.2. Estudio 2.

Este estudio responde al Objetivo 2 y fue publicado en la revista Healthcare

(Mota-Romero et al.,, 2023).

Se trata de un estudio descriptivo transversal, cuyo objetivo es describir la
informacién proporcionada a residentes y sus familias, sus preferencias al respecto,
la PAD que se realiza en residencias de mayores, y las diferencias segin la presencia
de deterioro cognitivo. Se realiz6 en 8 residencias que participaron en el desarrollo
del NUHELP para la mejora de la atencion al final de la vida, en las cuales enfermeras
entrenadas registraron la informacion dispensada y la PAD de 124 pacientes con

necesidades paliativas seleccionados aleatoriamente.

5.3. Estudio 3.

Este estudio responde al Objetivo 2, y fue publicado en la revista Medicina

(Mota-Romero, Tallon-Martin, et al., 2021).

Se trata de un estudio descriptivo transversal, llevado a cabo en 8 residencias
de mayores de Andalucia, cuyo objetivo es determinar la fragilidad, el pronéstico y
la complejidad de los cuidados paliativos, ademas de definir la atencién avanzada en
este tipo de cuidados en funciéon de los recursos disponibles en cada residencia. Para
ello se seleccionaron 149 residentes de estos 8 centros, identificados como pacientes
con necesidades paliativas, a los cuales se les realizé valoracion de complejidad en

cuidados paliativos mediante la herramienta IDC-Pal (Martin-Rosell6 et al., 2014).
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5.4. Estudio 4.

Este estudio responde a los objetivos 3 y 4 y se publicé en la revista Palliative

Medicine (Mota Romero et al., 2022).

Se trata de un estudio cualitativo descriptivo donde participaron profesionales
de las 8 residencias de mayores (enfermeras, médicos, psicélogos, trabajadores
sociales) y centros de atenciéon primaria (enfermeras) que participaron en el
desarrollo del programa NUHELP y que hubieran estado trabajando en los centros o
centros similares entre marzo y noviembre de 2020. Se desarrollé6 un guion de
entrevista semiestructurada, de acuerdo con los objetivos del programa, con
preguntas dirigidas a conocer la opinion de los profesionales sobre estos objetivos
durante la pandemia de COVID-19, con ejemplos concretos que ilustraran las
dificultades identificadas y como lo experimentaron personalmente. Las entrevistas
se realizaron a través de medios telematicos y fueron transcritas y analizadas
tematicamente, de acuerdo con las preguntas de la entrevista con el apoyo del

programa Atlas.ti 90.

5.5. Estudio 5

Este estudio responde al Objetivo 5 y se publicé en la revista Journal of Clinical

Medicine (Mota-Romero et al., 2022)

Se trata de un estudio descriptivo transversal, donde participaron
profesionales de las 8 residencias de mayores que participaron en el desarrollo del
programa NUHELP y de los centros de atencién primaria de referencia de estos. Se
pidié que valoraran 42 estandares de calidad en cuidados paliativos seleccionados
previamente en dos momentos diferentes (2018 y 2022), por lo que se pedia que
para el afio 2022 los participantes hubieran estado trabajando en estos centros
durante las primeras olas de la pandemia de COVID-19, es decir, de marzo a
noviembre de 2020. Se realiz6 la prueba de U de Mann-Whitney y Chi-Cuadrado para

comprobar si existian diferencias significativas entre ambas muestras para las
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variables recogidas, asi como entre ambos momentos de cumplimentacion del
cuestionario (2018 y 2022) y entre ambos grupos de profesionales (residencias y

atencion primaria).
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RESULTADOS

6.1. ESTUDIO 1

Titulo: NUrsing Homes End of Life care Program (NUHELP): developing

a complex intervention.
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ABSTRACT

Background: Nursing homes are likely to become increasingly important as
end-of-life care facilities. Previous studies indicate that individuals residing in these
facilities have a high prevalence of end-of-life symptoms and a significant need for
palliative care. The aim of this study was to develop an end-of-life care program for
nursing homes in Spain based on previous models yet adapted to the specific context

and the needs of staff in nursing homes in the country.

Methods: A descriptive study of a complex intervention procedure was
developed. The study consisted of three phases. The first phase was a prospective
study assessing self-efficacy in palliative care (using the SEPC scale) and attitudes
towards end-of-life care (using the FATCOD-B scale) among nursing home staff
before and after the completion of a basic palliative care training program. In the
second phase, objectives were selected using the Delphi consensus technique, where
nursing home and primary care professionals assessed the relevance, feasibility, and
level of attainment of 42 quality standards. In phase 3, interventions were selected
for these objectives through two focus group sessions involving nursing home,

primary care, and palliative care professionals.

Results: As a result of the training, an improvement in self-efficacy and
attitudes towards end-of-life care was observed. In phase 2, 14 standards were
selected and grouped into 5 objectives: to conduct a comprehensive assessment and
develop a personalized care plan adapted to the palliative needs detected; to provide
information in a clear and accessible way; to request and record advance care

directives; to provide early care with respect to loss and grief; to refer patients to a
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specialized palliative care unit if appropriate, depending on the complexity of the
palliative care required. Based on these objectives, the participants in the focus

group sessions designed the 22 interventions that make up the program.

Conclusions: The objectives and interventions of the NUHELP program
constitute an end-of-life care program which can be implemented in nursing homes
to improve the quality of end-of-life care in these facilities by modifying their clinical
practice, organization, and relationship with the health system as well as serving as

an example of an effective health intervention program.

Keywords: Nursing Home Care, End of Life, Holistic Care, Nurse-Patient

interaction, Nurse-Patient Relationships, Older People, Palliative Care.

BACKGROUND

The aging of the population has led to an increase in chronic disease [1]. To
address this situation, institutions such as the World Health Organization
recommend the use of strategies such as palliative care, particularly among people
over 65 years of age [1]. Palliative care is interdisciplinary care that focuses on
improving the quality of life of individuals of any age living with a life-threatening
illness, as well as that of their families [2]. This approach to palliative care
transcends mere symptom control, although the latter is also of paramount
importance [1].

Despite being one of the groups that would benefit most from this approach,
elderly people receive very little palliative care, since this type of care has

traditionally been aimed at cancer patients and healthcare professionals receive
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insufficient training in managing comorbidities in this age group [3]. Another factor
that may lead to reduced access to palliative care for the elderly is the lack of
integration between nursing homes and health systems in different countries [4].

Indeed, the white paper by the European Association of Palliative Care [5] and
the results reported by the European PACE project (PAlliative Care for older people
in care and nursing homes in Europe) [6] emphasize the importance of intervention
programs that take into account specific cultural and organizational contexts and
involve participation by the professionals working at the institutions where the
interventions are to be implemented.

Nursing homes are likely to become increasingly important as end-of-life care
facilities. Previous studies indicate that individuals residing in these facilities have a
high prevalence of end-of-life symptoms and a significant need for palliative care [7-
12].

Various projects and interventions have been developed to improve the
provision of end-of-life care in nursing homes such as the Gold Standards
Framework for care homes [13, 14], the Route to Success program [15], or the
Namaste program [16], which is specifically designed for patients with dementia.
Recently, the European PACE project tested the effectiveness of an end-of-life
intervention program in nursing homes in seven countries, among which Spain was
not included [17].

These intervention programs share several common characteristics. A recent
literature review [18] stresses that, in order to implement end-of-life care
interventions in nursing homes, a capacity building approach is needed in addition

to training in palliative care. This approach includes an internal team with effective
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leadership, support from an external palliative care team, and constant
communication between the two teams regarding specific cases where necessary.

After reviewing the literature on the experiences of nursing home staff, Bolt et
al. (2019) [19] reported that healthcare institutions should facilitate the
implementation of interventions in these facilities, while focusing on the needs of
staff at all times. Specifically, the authors pointed out that improvement is needed in
end-of-life care programs in areas such as spirituality, advance directive planning,
and family involvement.

Members of the PACE project have published a review echoing the most
effective strategies for implementing end-of-life care programs in nursing homes,
highlighting the fundamental role of the particular context, the involvement of the
center’s own professionals, and its culture in relation to palliative care [6]. These
same points were noted in the white paper from the European Association of
Palliative Care [5].

In Spain, as in other European countries, a high prevalence of palliative care
needs and difficult to control symptoms have also been reported in nursing homes
[20-22]. However, no palliative care programs specifically focused on this type of
facility have been published to date [23].

The emergence of the current COVID-19 pandemic has brought to light the
shortcomings of the care provided in nursing homes. Despite the dramatic numbers
of elderly people who have died or been infected in several countries bordering
Spain, this crisis may represent an opportunity to develop a better model of care in
these institutions [24]. This model of care must strike a balance between disease

prevention and a more humane approach that addresses the psychosocial needs of
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the elderly [25]. Palliative care is an essential part of this approach. However, a
recent review [26] has noted that, although a wide range of recommendations for
preventing and treating patients with COVID-19 in nursing homes have been
published, few homes have taken the time to address the main recommendations
regarding palliative care needs.

The aim of this study was to develop an end-of-life care program for nursing
homes in Spain based on previous models yet adapted to the specific context and the
needs of staff in nursing homes in the country. The specific objectives for each phase
were:

o Phase 1: To increase self-efficacy in palliative care and improve
attitudes toward end-of-life care among professionals working in the
participating nursing homes.

° Phase 2: To select objectives that are relevant, feasible, and capable of
generating changes in end of-life care in nursing homes.

o Phase 3: To select the most suitable intervention to achieve each

objective based on the experience of each institution.

METHODS

Context and target population

The program was developed for 8 Andalusian nursing homes which were
selected based on their institutional characteristics. Nursing homes in Spain offer
all-inclusive accommodation to dependent individuals on a temporary or permanent
basis. The objectives of this type of facility are to improve residents’ quality of life

and promote their individual autonomy through the provision of intervention
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programs and activities tailored to their specific needs [27]. They all had more than
60 beds and were privately funded. In Spain, there were a total of 3844 private
nursing homes (71.53 %) in 2017.

Private institutions usually offer a number of beds in conjunction with the
public health system [28]. Complex care services are offered depending on the
number of beds. Nursing homes with more than 60 beds are required to offer 24-
hour nursing services and their own medical care [29]. The public, universal nature
of healthcare in Spain means that every nursing home is supervised by a primary
care team (a physician and a nurse) depending on the geographic area in which the
nursing home is located. Each nursing home has its own contracted professionals (a
physical therapist, a psychologist, an occupational therapist, a social worker, a
nursing assistant, and nurses) and a primary care team assigned by the public health
system.

To select the nursing homes included in this study, a list of facilities meeting
the inclusion criteria (i.e., presence of a multidisciplinary team, professionals
interested in participating in the study, and the availability of public and private
beds) was requested from the primary care district in the public health system. Each
facility was then contacted, and an interview was arranged to inform them about the
project. Finally, the nursing homes that agreed to carry out the intervention program

were included in the study.

Intervention development approach

The care program to be developed as part of this study may be described as a

complex intervention as it is made up of various interacting components. Complexity
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may be caused by the presence of several potential outcomes, variability in the target
population, or a number of elements in the intervention package itself [30, 31]. The
intervention program to be developed must focus on multiple populations
(professionals, family members, residents) and may have a large number of potential
components and outcome variables.

This study addresses many aspects of the development phase of a complex
intervention, including the exploration of relevant frameworks, identification of
existing evidence, exploration of potential intervention components, and modeling
of the intervention components [30, 31]. The implementation process has already
begun and will be described in subsequent studies. The development process
combines both qualitative and quantitative methods, as proposed in similar settings
[31, 32].

In addition, recommendations from specific literature reviews on
interventions in nursing homes have been followed, as explained in the introduction
[6,18, 19].

The development of the program can be divided into three phases. The design,
participants, and methodology of each of the three phases are shown below. A
summary of the methodology, the participants, and the main outcomes of each phase
is shown in Table 1. The study was approved by the Research Ethics Committee
“Comité de Etica de la Investigacién de Granada” for the Andalusian Public Health

System with reference number (0706-N-17).
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Table 1: Summary of the objectives and methodology of the different phases in the NUHELP program.
Phase 2: Selection of the Phase 3: Selection of the

Phase Phase 1: Training
interventions

objectives

To select the most suitable

To increase self-efficacy in
To select objectives that are
intervention interventions to

palliative care and improve
relevant, feasible, and capable
achieve the objectives in

attitudes towards end-of-life
Objectives of generating changes to end-
phase 2 based on the

care among professionals

) S of-life care in nursing homes. )

working at the participating experience of each
nursing homes. institution.

25 professionals (8 from

52 professionals (38 from nursing homes, 8 from

nursing homes and 14 from primary care, 4 nursing home

Participants 54 nursing home professionals
primary care) coordinators, and 5

researchers)

2 sessions held with 5 focus
groups (5 participants). The
focus group topics were as

Methodology Prospective study Delphi panel of experts follows: assessment,
information, advance care

directives, grief and emotion

management, and referral.

6 months (October 2018-May

6 months (September 2017-
4 months (February-May 2018)
2019)

Schedule
January 2018)

Phase 1: Palliative care training in participating nursing homes

o  Design of the phase 1

Following the recommendations made by Hockley et al. [33], basic training in
palliative care was provided to nursing home staff. The design of this phase was a

prospective study assessing the efficacy of the training delivered. The effectiveness

of the training program was assessed pre/post intervention.
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o Participants
The training was intended for professionals from the nursing homes
participating in the project (physicians, nurses, social workers, psychologists,

physical therapists, and occupational therapists).

o Data collection
The 50-hour online training course was taught by professionals from the

University of Granada, Spain, and the Andalusian Public Health System between
September 2017 and January 2018. The online course contained 7 modules
featuring scientific literature, presentations, videos, case studies, and a discussion
forum. Before passing a module and moving on to the next, participants had to pass
an exam and complete a number of activities. The course was open for completion
for 5 months. The course was accredited by the Continuous Training Commission of
the Spanish National Health System and the Andalusian Agency for Healthcare
Quality. The training included:

1. General aspects of palliative care, models of care, and identification of

palliative care needs.

2.  Principles of symptom control and comfort care. Comprehensive

assessment and pain control.

3.  Monitoring of nutrition, excretion, activity/rest, and cognitive

symptoms.

4.  Psychosocial care in palliative care.

5.  Peri-death care, emergency care, and special end-of-life situations.

6. Communication and decision-making.

7.  Grief care and burnout prevention in healthcare professionals.
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o Instruments

Changes in perceptions of efficacy among the professionals themselves were
assessed using the Self-Efficacy in Palliative Care (SEPC) scale [34]. This scale is
based on the theoretical principles of Bandura’s Social Cognitive Theory [35] and
consists of 23 items that assess perceived efficacy in relation to communication (8
items), patient management (8 items), and multiprofessional teamworking (7
items). Each behavior or skill was assessed using a 100 mm visual analogue scale
ranging from “very anxious” to “very confident.” The reliability and validity of the
Spanish version of the scale were determined for nursing professionals and
students, yielding a Cronbach’s a value greater than 0.944 on all subscales [36].

Changes in attitudes towards end-of-life care were assessed using the FATCOD
scale, designed by Frommelt in 1991 [37] to evaluate nurses’ attitudes towards the
care of terminally ill patients and their families. A new version (FATCOD-B) was
subsequently developed by the same author in 2003, allowing the scale to be used
among different healthcare professionals [38]. The FATCOD-B scale showed an inter-
rater agreement of 1.00 and a Pearson’s test-retest of 0.9269. The scale consists of

30 items rated on a 5-point Likert scale, 15 of which are reversely worded.

@ Data analysis
The SEPC and FATCOD-B scales were administered at the beginning and end of
the training course. To assess the changes produced by the intervention, non-
parametric tests were performed (Wilcoxon’s test for related samples) and
statistical results were shown in terms of median and interquartile range. The
magnitude of the effect was also calculated for each of the dimensions related to the

training course.
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Phase 2: Selection of the objectives
o Design
The objectives were selected using an adaptation of the Delphi consensus

technique.

o Participants
Five professionals from each nursing home who had completed the training
course in the previous phase, as well as professionals (a physician and a nurse) from

the referral primary care centers for each nursing home were selected.

¢ Data collection
Each standard was assessed based on three dimensions: its relevance to the
nursing home setting; the feasibility of its implementation; and its level of
attainment in each nursing home. Each dimension was rated on a Likert scale with
options ranging from 1 (not at all) to 5 (absolutely). Two consecutive Delphi rounds
were held. Between the two rounds, each participant was provided with a summary

of the responses of all participants, in addition to their own previous responses.

o Instruments
As a starting point, 42 standards that could be applicable to nursing homes
were selected from End-of-Life Care for Adults by the British National Institute for
Health and Care Excellence, NICE [39], and the New Health Foundation [40]. A native
Spanish translator translated them into Spanish and another translator translated

them back into English in order to ensure that the original meaning was preserved.
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o  Data analysis
The objectives were selected using a cascading model by applying the criteria
in a consecutive manner, as shown in Fig. 1. For the dimensions of relevance and
feasibility, the standards selected were those rated as 4 or 5 by 70 % of the
participants. This level of agreement was approved by the research team prior to the
start of the Delphi group [41]. Given that one of the specific objectives of this study
was to develop an intervention program that would generate changes to end-of-life
care in nursing homes, the standards selected were those that did not exceed 70 %
of the sum of 4 and 5 s with regard to the level of attainment in each nursing home.
Due to the lack of formal records on most of the aspects to be evaluated, the
evaluation was carried out using subjective, individual assessments from the
professionals. Finally, some of the standards selected were merged with one another
in view of their similarity and were worded in such a way as to make them attainable.
Phase 3: Selection of the interventions
o Design
Consecutive focus group sessions with professionals from participating

nursing homes.

o Participants
The following individuals participated in this phase: one representative of the
professionals from each nursing home, one representative of the referral primary
care centers for the nursing homes, the coordinators of the nursing homes in the
districts of Granada and Jaén, and physicians specializing in palliative care. In total,
25 professionals participated (8 from nursing homes, 8 from primary care centers,

4 nursing home coordinators, and 5 researchers).
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Figure 1: Procedure for selecting the objectives.

ASSESS RELEVANCE

Criterion:
% of 45 and 55 over 70%

YES
ASSESS FEASIBILITY

Criterion: |
% of 45 and 5s over 70%

I
YES

ASSESS LEVEL OF
ATTAINMENT AT THE CENTER

Criterion: _
% of 45 and 55 below 70%

I
YES
ASSESSABLE IN SPECIFIC
CASES THE STANDARD IS

DISCARDED

YES

INCLUDED IN THE NUHELP
PROGRAM

o Data collection

Based on the objectives selected in phase two, focus groups of five participants
were established. In the focus group sessions for objectives 1-4 (assessment,
information, grief, and emotion management), 2 nursing home professionals and 2
primary care professionals participated. Given the complexity of objective 5
(referral), it was assigned to the nursing home coordinators and palliative care
physicians. One researcher would act as the moderator and record the relevant
information in each focus group session. Two sessions were held for each focus

group, with a duration of approximately one hour.
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During the first session, in October 2018, the professionals discussed the
interventions that were being implemented in their centers, the outcomes they had
attained, the difficulties they had encountered, and how they had overcome them.

To facilitate consensus-building on the interventions to be implemented,
participants were provided with two documents one week prior to the first session:
(1) one international literature review of interventions implemented in nursing
homes for each of the objectives proposed and (2) a report on the interventions
carried out in the participating centers for each of the objectives, which had been
collected previously via an online form.

After the transcripts had been analyzed, the proposals for each objective were
synthesized and sent back to the members of each group.

In the second session, held in May 2019, the proposals agreed upon in session
1 were discussed in order to adapt them to the clinical reality of the nursing homes
in the study. The script of the two sessions is shown in Table 2.

After the focus group sessions were held, the researchers synthesized the
proposals made and forwarded them to the participants in each group for final

approval. This article focuses on the interventions that were finally selected.

Ethical considerations

This study complies with the basic ethical principles governing responsible
conduct in research involving human subjects. Informed consent was sought from
all participants. The study was approved by the Research Ethics Committee (0706-

N-17). The patients’ data were anonymized in compliance with Spanish regulations.
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Table 2: Script for focus group sessions.

Session 1

Session 2

What are you doing at your nursing home with respect to

this objective?

How would you assess it?

What results have you achieved in this regard?

What difficulties have you encountered with this

procedure?

What would you improve about this procedure and how?

Please indicate any other aspects you would like to add or

elaborate on.

Which of the interventions mentioned in the
documentation provided do you think is most appropriate
for implementation at the centers? If none of them seems
suitable, what would you propose?

What preconditions would need to be in place for the
intervention to be properly implemented?

Which professionals would be best suited to carry out the
intervention at the centers?

Where (in which space) should the intervention take
place?

What time (or times) are best for implementing the
intervention?

What other aspects should be taken into account for the
intervention to be successful?

How could the intervention be assessed for effectiveness?
In other words, how can one tell if the objective has been

achieved?

RESULTS/FINDINGS

Phase 1: Training

Fifty-two professionals from the nursing homes received the training, of which

27 were nurses (51,9 %), 7 were occupational therapists (13,6 %), 6 were

psychologists (11,5 %), 5 were social workers (9,6 %), 5 were physical therapists

(9,6 %), and 2 were physicians (3,8 %). An increase in all variables was observed

following the training, both for the FATCOD-B and SEPC scales and for the different

subscales of the SEPC scale (teamwork, communication, and psychosocial/spiritual

and physical aspects of patient management). Effect sizes of 0,710 and 1,5 were

observed for the total scores on the SEPC and FATCOD-B scales, respectively. The

results of the training course are shown in Table 3.
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Table 3: Results of the training course.

Pre-test Post-test P r
Tools Me R IQR Me R IQR
SEPC 6.13 522  2.05 8.00 5.78 1.76 0.000 0.710
Factor 1: multidisciplinary teamwork 6.57 6.14 2.1 8.14 5.14 1.85 0.000 1.420
Factor 2: communication 6.31 6.50 2.34 8.00 7.00 1.71 0.000 0.706
Factor 3: patient management - physical 6.20 7.20 2.30 8.00 7.2 2.1 0.000 1.410
Factor 4 : patient management - 6.16 7.00 2.00 7.66 2.58 1.86 0.000 0.727
psychosocial/spiritual
FATCOD-B 127.0 47.00 11 133,50 5690 16.53 0.003 1.5

Wilcoxon’s test for related samples
Me = median; R = range; IQR = interquartile range; r = magnitude of the effect

Phase 2: Selection of the objectives

For the selection of the objectives, 40 professionals from the participating
nursing homes who had completed the training course in the previous phase were
contacted (5 professionals per center). Referral primary care physicians and nurses
for each nursing home were also contacted (16 in total). In total, 52 participants
responded with 38 and 14 participants from each group respectively (response rate
=93 %).

On the basis of the established criteria, the professionals from the nursing
homes considered the 42 initial standards to be relevant, but only 28 of them were
considered to be feasible. Of these, 14 were considered to have a low level of
attainment in the participating centers. The scores given by nursing home
professionals to the standards for each dimension in the last Delphi round are shown
as Supplementary Material 1. Finally, the 14 standards were reworded and merged

into five objectives in view of their similarity. The five objectives were as follows: “To
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conduct a comprehensive assessment and develop a personalized care plan adapted
to the palliative needs detected”, “To provide information in a clear and accessible
way”, “To request and record advance care directives”, “To provide early care with

respect to loss and grief”, and “To refer patients to a specialized palliative care unit

if appropriate, depending on the complexity of the palliative care required”.

Phase 3: Selection of the interventions

The interventions proposed were discussed in the focus group sessions.
Following these discussions, the participants selected 22 interventions, which are
shown in Table 4. Some interventions were described as optional by the participants,
since their implementation depended on residents displaying certain

characteristics. An example of an intervention is shown in supplementary material 2.

Table 4: Relationships between the standards, objectives, and interventions in the NUHELP program.

Objectives and standards:

Interventions

Objective 1: To conduct a comprehensive assessment
and develop a personalized care plan adapted to the
palliative needs detected.

Standards on which this objective is based:

e People approaching the end of life are offered
comprehensive assessments in response to their
changing needs and preferences.

e Apersonalized care plan for people approaching the
end of life which is appropriate to their needs and

preferences is developed and reviewed.

Palliative care needs are identified.

A comprehensive geriatric and palliative care assessment is
conducted.
A personalized care plan is created and adapted to the

palliative care needs identified.

Objective 2: To provide information in a clear and
accessible way.

Standards on which this objective is based:

The information that the
patient and/or family have regarding the patient’s clinical

status is ascertained.
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The professionals on the team ask the patient and
family members how they would like to be informed
about the diagnosis/prognosis/treatment progress of
the disease and reflect this in the clinical record in a
clearly visible place.

People approaching the end of life receive
communication and information in an accessible and
sensitive way in response to their needs and
preferences.

The team provides information on the benefits and
adverse effects of the treatments that may be provided
to the patient.

The team enables the patient to be involved in

decision-making throughout the course of the disease.

The patient’s preferences regarding the information they
wish to receive are explored.

The family’s preferences regarding the information
provided to them and to the patient are explored when
there is no secrecy surrounding the patient’s health. *
The family’s preferences regarding the information
provided to them and to the patient are explored when
there is secrecy surrounding the patient’s health. *

The patient and/or family are informed about clinical

matters.

Objective 3: To request and record advance care

directives.

Standards on which this objective is based:

There is an advance care directive document in place.
The team enables the patient to be involved in

decision-making throughout the course of the disease.

The existence of documents

stating the patient’s preferences is verified.

The patient’s preferences regarding decision-making are
assessed (patients without cognitive impairment). *
Information is provided on what advance care directives
are and what their purpose is.

The advance care directive document is discussed with the
patient and/or family. +

The advance care directive document is filled out. +

The decisions made are reported to primary care workers
and to the members of the healthcare team at the nursing

home. +

Objective 4: To provide early care with respect to loss

and grief.

Standards on which this objective is based:

Families of the deceased are offered emotional and
spiritual support appropriate to their needs and
preferences during the grieving process.

Families of the deceased are offered emotional and
spiritual support appropriate to their needs and

preferences during the grieving process.

Family involvement in the patient’s care is encouraged.

Communication between the resident and the family is
encouraged.

Risk factors for complicated grief are identified and
addressed.

The patient’s spiritual needs are valued. *

The nursing home has established priority levels for the

provision of specialist palliative care resources.
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Objective 5: To refer patients to a specialized palliative
care unit if appropriate, depending on the complexity
of the palliative care required.

Standards on which this objective is based:

e The clinical material and medication needed to carry
out care work are available to staff.

e Patient referral criteria are clearly defined.

e People approaching the end of life who may benefit
from specialist palliative care are offered this care in a
timely manner appropriate to their needs and
preferences, at any time of day or night.

e People approaching the end of life who experience a
crisis at any time of day or night receive prompt, safe,
and effective urgent care appropriate to their needs

and preferences.

Priority for providing these resources is established based
on residents’ palliative care needs and on complex and

highly complex palliative care aspects.

There is a procedure in place to request the provision of
specialist palliative care resources.

The interventions and care recommended by the support
team are provided and the situation is re-assessed

whenever necessary or recommended.

*Depending on the presence or absence of cognitive impairment.

+Depending on whether they wish to proceed.

DISCUSSION

This paper shows the development of a complex intervention: an end-of-life

care program for patients in Spanish nursing homes. The NUHELP program has been

shaped and adapted to this context in accordance with previous models, based on

advice from primary care professionals responsible for the care provided at the

participating nursing homes and designed to meet the needs of professionals at the

homes. It is worth noting that this is the first end-of-life intervention program

developed in nursing homes in Spain. Eleven out of the 42 preexisting palliative care

standards were selected and grouped into 5 objectives, for which 22 interventions

were created.

Firstly, a core element in the development of the program was training at

nursing homes, which was intended to increase self-efficacy in palliative care and
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improve the attitudes of nursing home professionals towards end-of-life care. As
noted by Honinx et al. [42], for interventions to be successful, it is necessary to
improve the training of nursing home professionals in palliative care. The project
PACE [43] concluded that greater efforts were needed to increase understanding of
palliative care in these institutions, albeit with different training strategies required
depending on the country.

In line with our initial hypothesis, following the palliative care training course
delivered to multidisciplinary teams at the nursing homes, an improvement in their
efficacy in terms of communication, management, and multidisciplinary teamwork
was observed, as well as an improvement in their attitudes towards end-of-life care.
Our results corroborate those of other studies, which conclude that training in
nursing homes improves not only end-of-life competencies, but also attitudes
towards end-of-life care, showing an effect size with a large magnitude for both
competencies and attitudes [44, 45].

In addition, the selection process using the Delphi technique yielded 11 of the
42 preexisting standards that were reworded and merged together into 5 program
objectives. In order to select them, the relevance of the standards, their feasibility,
and their level of attainment based on the resources of each nursing home were
taken into account. Being aware of the limitations of a particular setting is key to
ensuring the success of a complex intervention such as this, as recommended in
recently published reviews [19].
Among all the standards that the professionals rated as feasible, the standards

that had a low level of attainment at the centers were chosen. Some of the objectives
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selected had already been identified in previous studies, while others reflect the
unique characteristics of nursing homes in Spain.

Regarding the first objective selected, “to conduct a comprehensive assessment
and develop a personalized care plan adapted to the palliative needs detected”, a
proper assessment of palliative needs and individualized care planning is the basis
for successful interventions. Previous studies show that comprehensive assessment
of older adults improves their functional status and reduces the number of
hospitalizations and length of hospital stays [46]. This is because potential
complications that may be developing in frail, older individuals are detected earlier
[47]. Similar results were observed in Spanish nursing homes where comprehensive
geriatric assessment, among other factors, made it possible to reduce hospital and
emergency room visits in institutionalized patients and to optimize pharmacy costs
[48].

Of the five objectives of the NUHELP program, both the second objective (“to
provide information in a clear and accessible way”) and the third objective (“to
request and record advance care directives”) are linked to information and decision-
making. Highlighting end-of-life information as an area for improvement in nursing
homes [49] is expected to facilitate professionals’ end-of-life conversations with
residents and family members in a proactive manner, as well as address unavoidable
decisions in accordance with residents’ wishes and needs [50].

As a result, the third objective of the NUHELP program focused on developing
specific programs to help implement advance care directives in nursing homes.
These programs focus not only on discussing specific clinical or treatment issues,

but also on discussing patients’ values, beliefs, and goals with the patients
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themselves and their families in order to assist with clinical decision-making in the
event that the patient is unable to make these decisions on their own [51-54].

The fourth objective of the NUHELP program proposes “to provide early care
with respect to loss and grief”. Several factors highlight the importance of dealing
with anticipatory grief in nursing homes: ambivalence between caregivers’ desire to
take a break from caring for the patient, the desire to avoid their death, and
emotional dependence on the patient can lead to subsequent grief complications
[55]. Acceptance of death by both parties can help prioritize decision-making,
prioritize patient comfort over longevity, and help family members deal with the
subsequent loss [56, 57]. Improved family communication can also make it easier to
say goodbye to loved ones [55]. This is why the NUHELP program includes
interventions to improve family members’ involvement in the daily care of
institutionalized patients.

Spiritual and religious support for individuals approaching the end of their
lives and their families was also considered a priority intervention for this objective.
Proper management of this dimension may improve wellbeing and relieve pain and
other symptoms [58], highlighting the need for correct identification of needs in this
area. It has been noted that improved access to religious services offered by many
nursing homes can help to meet the spiritual needs of their residents [59]. As for
specific interventions to improve spirituality, there are a small number of clinical
trials on interventions in spirituality, and the studies published are extremely
heterogeneous [60].

The fifth and final objective of the NUHELP program is “to refer patients to a

specialized palliative care unit if appropriate, depending on the complexity of the
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palliative care required”. Referring patients from nursing homes to specialized
palliative care services, even if the resident remains in the nursing home (specialist
palliative care consultations), is expected to reduce the number of hospitalizations
and visits by emergency care teams [61]. According to a recent review [62], timely
identification of the patients who would benefit most from these services in nursing
home end-of-life care programs would improve referral when needed and encourage
appropriate use of available resources.

Moreover, given the heterogeneity of the resources for end-of-life care
available at each nursing home, each institution needs to assess the circumstances
in which it would refer patients requiring complex care. The NUHELP program
includes this intervention within objective 5.

The results of this study provide an example of the creation of a complex,
comprehensive intervention program for Spanish nursing homes by highlighting
their conditions, strengths, and needs and addressing them through a set of
interventions aimed at providing highquality basic care and enhancing coordination
with the public health system.

Among the limitations of the present study, it should be noted that the selection
of the centers and participants throughout the different phases could not be
randomized. As a result, it is likely that the nursing homes and professionals
involved were the most motivated to participate. Furthermore, although the
literature indicates that all nursing homes in Spain could benefit from this program,
it has been specifically designed by the participating nursing homes and adapted to
their particular characteristics, so caution should be exercised when extrapolating

results.
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CONCLUSIONS

The NUHELP program has been developed using a combination of quantitative
and qualitative methods. 22 interventions were selected to enable the attainment of
the 5 objectives in the intervention program and improve end-of-life care at these
centers.

This intervention program aimed to improve the basic palliative care provided
at the different nursing homes by modifying their clinical and organizational
practice as well as their relationship with the public health system, presenting
palliative care as a necessity at these centers and providing tools for successful
palliative care delivery. The NUHELP program could also be used as an example of
complex intervention development when designing other programs at nursing

homes or other types of facilities.
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SUPLEMENTARY MATERIAL 1: SCORES GIVEN BY NURSING HOME

PROFESSIONALS TO THE STANDARDS FOR EACH DIMENSION IN THE SECOND

DELPHI ROUND
LEVEL OF
RELEVANCE FEASIBILITY ATTAINMENT

% QUALITY STANDARDS M (SD) % M (SD) % M (SD) %
3 (4-5) (4-5) (4-5)

Health and social care workers have the
ut] knowledge, skills, and attitudes necessary to be
E competent to provide high-quality care and (04'7437018) 90.2* 53?;) 74.5*% (0353863685) 69.5*%
zZ support for people approaching the end of life ' ' '

and their families and carers.

Generalist and specialist services providing care
g for people approaching the end of life and their
—
= families and carers have a multidisciplinary (04é345434) 80.4 (03;)668963) 51 (03;3561049) 48.6
= workforce sufficient in number and skill mix to ' ' '

provide high-quality care and support.
mn
2' The roles and competencies of all professionals 4.412 90.2* 4.059 78 4% 3.703 62.1*
iz on the palliative care team are clearly defined. (1.1209) ’ (1.1209) ) (1.0237) ’
= The interdisciplinary team coordinates and works 4471 3725 3.486
by together on case conferences for each of the cases 0 "7308) 86.3 a 6213) 60.8 (1' 07) 51.3
z treated by the team. ' ' '

The criteria for referral to other professionals in
3 the team/center are clearly defined: criteria for
- care by the psychologist, criteria for care by the ( 04('9221363) 80.4 ( 136858126) 68.3 ( 136684597) 62.1
= social worker, criteria for care by the counsellor ' ' '

or spiritual guide.
8 The clinical material and medication needed to 4.412 86.3* 3.941 74.5% 4.36 68.4*
= carry out care work are available to staff. (0.8289) ) (0.8345) ) (0.957) ’
I
2' The meeting rooms, offices, etc. necessary for 4,510 92.1* 4.373 88.2% 4.03 78.4
iz carrying out care activities are available to staff. (0.6441) ’ (0.8709) ) (1.1184) '
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NICE 7 NICE 3 NICE 10 NICE 1

NHF

NICE 7 NICE 6 NICE 5 NICE 4 NICE 4

NHF13.1

12.4.12

People approaching the end of life are identified
in a timely manner.

People approaching the end of life who may
benefit from specialist palliative care are offered
this care in a timely manner appropriate to their
needs and preferences, at any time of day or
night.

People approaching the end of life are offered
comprehensive assessments in response to their
changing needs and preferences.

Families and carers of people approaching the
end of life are offered comprehensive
assessments in response to their changing needs
and preferences.

The assessments made by the interdisciplinary
team are continuously monitored.

People approaching the end of life have their
physical needs safely, effectively, and
appropriately met at any time of day or night,
including access to medicines and equipment.

People approaching the end of life have their
psychological needs safely, effectively, and
appropriately met at any time of day or night,
including access to medicines and equipment.

People approaching the end of life are offered
social and practical support which is appropriate
to their preferences and maximizes independence
and social participation for as long as possible.

People approaching the end of life are offered
spiritual and religious support appropriate to
their needs and preferences.

Families and carers of people approaching the
end of life are offered comprehensive support in
response to their changing needs and
preferences.

The team engages with family members in
patients’ care.

4.608
(0.6026)

4510
(0.6745)

4.490
(0.7314)

4275
(0.9398)

4431
(0.7812)

4.569
(0.6710)

4.294
(0.9010)

4275
(0.9608)

4.255
(1.0167)

4.353
(0.8905)

4.549
(0.6727)

94.2*

94.1*

90.2*

84.3

86.3

89.5*

92.3

82.3

78.4*

84.4

94.1*

4.353
(0.7162)

3.902
(0.9435)

4157
(0.8573)

3.686
(1.0294)

3.941
(0.9677)

4.039
(0.8237)

3.412
(1.0616)

3.765
(1.1241)

4.012
(1.1544)

3.804
(0.9802)

4118
(0.8160)

86.3*

72.5*

78.5*

62.8

62.8

76.5*

47

62.8

70.2*

66.7

80.4*

4.297
(0.7018)

3.784
(0.9170)

3.865
(0.9178)

3.514
(1.0960)

3.811
(1.1015)

4.027
(0.6866)

3.270
(1.0710)

3.514
(1.1931)

3.703
(1.2217)

3.676
(0.9734)

4.00
(0.7454)

86.4

68.5*

67.5*%

56.7

62.1

83.8

48.6

59.4

67.5

62.1

78.4
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NHF 5.4 NHF12.2.1 NHF 12.2 NICE 2.2 NICE 2.1 NHF 9.2 NHF 5.8 NHF 5.3 NICE 9 NICE 8

NICE 3.2

People approaching the end of life receive
consistent care that is coordinated effectively
across all relevant settings and services at any
time of day or night.

People approaching the end of life who
experience a crisis at any time of day or night
receive prompt, safe, and effective urgent care
appropriate to their needs and preferences.

The team uses clinical care protocols.

Information about the patient is shared by all
professionals involved in the care process.

There is a procedure and utilization rules in place
for adding information to the clinical record.

People approaching the end of life receive
communication and information in an accessible
and sensitive way in response to their needs and
preferences.

Families and carers of people approaching the
end of life receive communication and
information in an accessible and sensitive way in
response to their needs and preferences.

The professionals on the team safeguard the
rights, responsibilities, and safety of the patient.

The team informs both the patient and his or her
legal guardian of the patient’s rights.

The team has a statement of the rights and
guarantees of patients and families available.

A personalized care plan for people approaching
the end of life which is appropriate to their needs
and preferences is developed and reviewed.

4373
(0.8237)

4490
(0.7842)

4471
(0.6739)

4471
(0.7308)

4.549
(0.6727)

4.451
(0.7567)

4510
(0.7035)

4.608
(0.6951)

4412
(0.8758)

4.294
(0.8785)

4471
(0.8088)

86.3

90.2*

90.2*

90.2*

90.2*

88.2*

88.2

88.2*

88.2*

86.3

71.2%

(13:6708643) 509
(0%&3231262) 82.3*
(o%é123571) 76.5%
(g;gZ) 76.5%
(0%&3365737) 84.3*
(0%59049385) 74.5%
(0%&3271869) 484
(0%.8313635) 82.3*
(1%i002404) 72.5%
(1%6980128) 68.6
(1%&)0428) 76.5%

3.730
(0.9617)

4.081
(0.8621)

3.892
(0.9063)

4108
(0.8091)

4216
(0.8211)

3.892
(0.9364)

4.081
(0.8938)

4.189
(0.8445)

3.811
(1.17471)

3.378
(1.2099)

3.730
(1.1462)

67.5

46.3*

70.2

56.3*

81

68.5*

46.3

78.3

70.2

54

67.5*
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NICE 13 NICE 12 NHF 12.5.8 NHF 11 NHF 5.2 NHF 12.7 NHF 12.4.10 NHF 12.3.2 NHF 12.3 NHF 12.3.1

NICE 14

The professionals on the team ask the patient and
family members how they would like to be
informed about the
diagnosis/prognosis/treatment progress of the
disease and reflect this in the clinical record in a
clearly visible place.

The team enables the patient to be involved in
decision-making throughout the course of the
disease.

There is an education program for patients and
families who wish to use it, which facilitates
decision-making throughout the course of the
disease.

The team provides information on the benefits
and adverse effects of the treatments that may be
provided to the patient.

There is an advance care directive document in
place.

Patient referral criteria are clearly defined.

People approaching the end of life are identified
in a timely manner and receive coordinated care
according to a personalized care plan, including
prompt access to comprehensive support,
equipment, and medication management.

Protocols and clinical guidelines for providing
education and information about the dying phase
to the family are available to the team.

The body of a person who has died is cared for in
a culturally sensitive and dignified manner.

Families and carers of people who have died
receive timely verification and certification of the
death.

People closely affected by a death are
communicated with in a sensitive way.

4353
(0.955)

4529
(0.7577)

4.078
(1.0741)

4471
(0.7837)

4353
(1.0738)

4.510
(0.7582)

4510
(0.7035)

4314
(0.972)

4.725
(0.6026)

4.784
(0.4610)

4.784
(0.4610)

84.3*

88.3*

74.5

90.2*

82.4*

88.2*

88.2*

82.4

96*

98*

98*

3.922
(1.0362)

3.961
(1.0190)

3.392
(1.1845)

4314
(0.8364)

4.098
(1.1875)

4.137
(0.9596)

4.118
(0.8636)

3.706
(1.2049)

4.725
(0.4931)

4.706
(0.5402)

4.608
(0.6249)

70.6*

70.2*

45.1

84.3*

74.5*

72.6*

72.6*

60.8

98*

96.1*

92.1*

3.622
(1.1631)

3.784
(1.0836)

2.541
(1.0953)

3.89
(0.8819)

3.135
(1.4750)

3.757
(1.0112)

3.946
(0.9112)

3.135
(1.13)

4.622
(0.5940)

4.676
(0.5299)

4.486
(0.6065)

59.4*

64.8*

21.6

69.2*

43.2*

64.8*

72.9

40.5

94.6

97.3

94.6
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NHF 12.5

NICE 14

Protocols and clinical guidelines for providing
grief care are available to the team.

Families of the deceased are offered emotional
and spiritual support appropriate to their needs
and preferences during the grieving process.

4.353
(0.9127)

4412
(0.8758)

84.4

86.3*

3.941
(1.0661)

3.902
(0.9645)

3.081
8.7  (1.1396)
3.459
*
706 (11204

37.8

51.3*
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SUPLEMENTARY MATERIAL 2: EXAMPLE OF NUHELP INTERVENTION

Intervention: “EXPLORING PATIENTS’ PREFERENCES REGARDING THE
INFORMATION THEY WISH TO RECEIVE”
Definition: To identify users’ preferences about the type and amount of
information they wish to receive.
Intervention components:
1. A semi-structured interview is carried out to ascertain patients’ preferences
regarding the information they wish to receive about their clinical status.
Appendix: Example of an interview aiming to identify information needs
AMONG PATIENTS:

e Are you aware of your current clinical status?

e How much information regarding your clinical status do you wish to
receive: no additional information/some additional information/as much
information as possible?

o [f you wish to continue receiving information, which of the following topics
would you like more information about?

o Medical diagnosis or diagnoses.

o Your current clinical stage.

o Organ involvement.

o Current and potential future symptoms.

o Steps required to manage symptoms.

o Therapeutic options for your condition(s) and their possible side
effects.

o Prognosis for your condition(s), the possibility of a cure, etc.

o Ways to cope psychologically with your condition(s).

e [f you wish to continue receiving information, how much information

would you like to receive?
o All available information.
o Only the most positive or pleasant information.
o Only the information necessary to ensure you receive proper care.

o As much information as possible.
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ABSTRACT
Background: Communication and advance care directives may be affected by
the presence of dementia. We sought to describe the information and end-of-life

preferences provided to nursing homes residents and their families.

Methods: Trained nurses collected information from 124 residents randomly

selected with palliative care needs from eight nursing homes.

Results: A total of 54.4% of the residents with dementia had been provided
with information about their state of health, compared to 92.5% of the residents
without dementia (p < 0.01); family members exhibited no differences regarding
information (p = 0.658), regardless of whether the resident was cognitively
impaired. Most advance care interventions remained unexplored, except for cases
where a transfer to hospital (81.5%) or serotherapy (69.4%) was desired. Decisions
regarding palliative sedation (p = 0.017) and blood transfusion (p = 0.019) were

lower among residents with dementia.

Conclusions: Residents, especially residents with dementia, are provided with

limited information and their preferences are inadequately explored.

Keywords: nursing home; dementia; decision making; advance care planning

INTRODUCTION

According to Eurostat, 3.8% of women and 1.9% of men over 65 years of age
reside in nursing homes [1]. Nursing homes are likely to become increasingly
important as a place of residence when the patient begins to require continuous and

complex care [2]. Elderly people living in nursing homes tend to be highly frail due
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to chronic comorbidities, dementia, and dependency as well as high palliative care
needs [3].

Palliative care has traditionally been aimed at cancer patients and health care
professionals receive insufficient training in managing comorbidities in this age
group [4]. Furthermore, another factor that may lead to reduced access to palliative
care for the elderly is the lack of integration between nursing homes and health
systems in different countries [5]. Institutions such as the World Health
Organization recommend the use of strategies such as palliative care among people
over 65 years of age, and particularly in nursing homes [4].

Palliative care is interdisciplinary care that focuses on improving the quality of
life of individuals of any age living with a life-threatening illness, as well as that of
their families [6]. This approach includes, prevention, early identification,
comprehensive assessment, and management of physical issues, such as pain and
other distressing symptoms, psychological distress, spiritual distress, and social
needs.

Palliative care provides support to help patients live as fully as possible until
death by facilitating effective communication, helping them, and their families
determine goals and preferences of care through advance care planning (ACP).

ACP is a care relationship process involving an individual and the health care
professionals involved in their care, whereby they discuss the values, wishes, and
preferences to be taken into consideration in order to make joint decisions about the
care and interventions that the individual will receive as a resident, especially when

they are at the end of their life and are no longer able to give their consent [7]. In
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order to successfully plan for this, it is essential to ensure continuous, reciprocal,
unhindered communication between professionals, residents, and families.

Many individuals come to their end-of-life process without any planning,
which increases the likelihood of them receiving more aggressive life-extending
therapeutic interventions [8]. Potential factors hindering ACP in nursing homes
include unwillingness to talk about death, work overload, and lack of coordination
between these facilities and the emergency services [9,10].

In Spain, even though specific legislation on PCAs has been enacted over the
last 20 years at the national level, the number of people expressing their wishes
about their future care through PCAs is still very low [11]. According to the Spanish
Government, the average percentage of completion for the Spanish total population
was 0.82% in 2022 [12]. Although there is a lack of specific literature about ACP,
some studies indicate that there is a low participation of residents of nursing homes
in decision making about their health [13,14]. Blanca-Gutiérrez, Grande-Gascén, &
Linares-Abad [13] highlighted in a previous study that residents in nursing homes
give up participation in decision making in exchange for care, safety, and protection.
Furthermore, professionals are reluctant to promote ACP among nursing homes
residents, due to death taboo, lack of training and lack of institutional support
among other factors [14].

ACP plays an important role for cognitively impaired individuals, as it reduces
the family’s feelings of guilt and fear of failing to comply with the resident’s
preferences [15]. Although strategies for ACP have to date focused primarily on
families [16], individuals with mild dementia are increasingly becoming involved

[17].
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As has been highlighted in other studies [3], there is a high prevalence of
cognitive impairment and dementia in Spanish nursing homes, so it is relevant to
study how ACP is developed in this specific context.

The objective of this study is to describe the information made available to
residents and their families in nursing homes in Spain and their preferences
regarding decision making and the information they wish to receive, and to ascertain
the presence of any differences in information provision and ACP between residents

with and without dementia living in nursing homes.

MATERIALS AND METHODS
Design

Cross-sectional descriptive design

Settings and participants

Eight nursing homes in Andalusia (Spain) were selected using a convenience
sampling method based on their institutional characteristics (presence of a multi-
disciplinary team, the potential involvement of professionals, and the presence of
both public and private beds). All the centers included in this study had more than
60 beds. In Andalusia, nursing homes with more than 60 beds are required to offer
24 h nursing services and their own medical care [18].

For a population of 552 residents, a minimum sample of 110 cases was
estimated to detect a mean difference of 0.70 (SD 1), for a p value less than 0.05 and
a power of 80%. A trained nursing home nurse randomly recruited 17 residents,
according to a previous study that describe nursing homes disease distribution [19];

40% with dementia, 40% with specific organ failure (chronic heart disease, COPD,

pag. 114



6.2. Resultados: Estudio 2

chronic kidney disease and chronic liver disease) and 20% with cancer. Palliative
care needs corroborated with the NECPAL CCOMS-ICO®© tool [20]. The NECPAL main
objective is to identify persons with palliative care needs and life-limiting prognosis
in health and social services, and it evaluates 13 multidimensional parameters.
Residents in their final days, residents staying temporarily at the nursing home and
residents without any family contacts were excluded. More details of this sample are

shown in previous studies [21,22].

Data collection procedure

Data collection took place between June 2019 and January 2020. All residents
(or their proxies in case of dementia) were duly informed about this study and
signed an informed consent form.

A restricted-access online platform was used to administer all study
questionnaires: sex, age, conditions, comorbidities, Barthel Index [23], and an ad hoc
questionnaire to assess how well they were informed, their information preferences,
the communication of diagnosis, treatment, symptoms, prognosis, the presence of
conspiracy of silence, proxy decision makers, and advance care directives.
Information was gathered directly from residents, family members and resident
medical charts. Conspiracy of silence was understood as that situation in which the
professional and family members knew the prognosis of the disease, but due to
family pressures, agreement was reached not to alert the resident about the
proximity of the end of his/her life [24]. They were also asked whether decisions
had been made about specific interventions included in the Spanish Ministry of

Health’s advance care directive document.
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Data analysis

Chi-squared and Mann-Whitney’s U tests were used to explore the differences
regarding information needs, preferences, and ACP between residents with and
without dementia.

Regarding information needs, the responses were grouped into two values
based on whether or not the nurses had provided information to the resident. For
information preferences, responses were grouped into two values according to
whether or not residents had expressed any preferences. Concerning specific
interventions, responses were grouped into two values depending on whether or not
a decision had been made to carry out the intervention, including the cases in which
it was not explored in the latter value. The statistical significance threshold for all
tests was set at 0.05.

This study was approved by the Research Ethics Committee for [blinded for

review] (0706-N-17).

RESULTS

From an eligible population of 552 residents, 149 residents were selected, but
only 124 were analyzed for this study. A total of 82 were women (66.1%) with a
mean age of 84.7 years (SD = 8.12). Barthel index mean was 49.76 points (SD =
32.38), 46% had dementia, 40.3% had chronic heart disease, and 25.8% had COPD.

A total of 62 residents (50%) were fully informed about their health status.
This percentage was lower in the case of residents with dementia (31.6%, n = 18).
By contrast, 92.7% of all families reported being fully informed about the resident’s

state of health.
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A total of 44% of all residents (n = 55) and 21.1% (n = 12) of residents with

dementia expressed a desire to be informed about their health status. Regarding

families, 87.9% stated that they would like to be informed. Table 1 shows

resident/family information level and preferences.

Table 1: Resident/family information levels and preferences.

With Cognitive Without Cognitive
Total . . P
n=124 Impairment Impairment
B n=57 n=67
n (%)
Fully . 18 44 0.000*
informed 62 (500%) (31694 31 (65,7%)
Partially 13 (54,4%) 18 62 (92,5%)
L 0 ’
5 informed 3L(250%) (22 804 (26,9%)
i No 16 0
Q . i 16 (12,9%) 0 0
~ 1nf01{\lrr(1)it10n (281,%) %) 26 (45,6%) (O,gﬁ)) 5 (7,5%)
[
explored 15 (12,1%) (17,5%) (7,5%)
Fully 54 61 0.658*
: 115 (92,7%) , 0
‘gaf(;trlr:l‘l*; ; (94'27 %) 56 (98,3%) (91;? %) 65 97%)
E’ informed (4,8%) (3,5%) (6,0%)
No 1 0 1 2
o 0
= information (0,8%) (0,0%) 1 (1,8%) (1,5%) (3%)
Not 2 1 1
explored (1,6%) (1,8%) (1,5%)
Wants to be 12 43 0.000**
7] [
2 informed 55 (44,4%) (21,1%) (64,2%)
o Does not 0 0 12 (21,1%) 0 43 (64,2%)
)
g hew (00w (0.0%) (0.0%)
.
= No opinion 33 16
s 49(395%) (57 904 (23,9%)
< Not i 45 (78,9%) 5 24 (35,8%)
[7¢]
[
& explored 20 (16,1%) (21,1%) (11,9%)
Wants to be 53 56
0 *%
§ informed 109 (87,9%) (93,0%) (83,6%) 57 0.167
0,
§ wDaonetStg(;)te L 0 23 (30%) L (85,1%)
[} () 0, ()
E informed (0,8%) (0,0%) (1,5%)
2 No opinion 2 1 o 1 10
z (1,6%) wew) YW ase) (149%)
< Not 0 3 9
o explored 12.(9.7%) (5.3%) (13.4%)

*Fully/Partially informed vs. No information/Not explored.

**Wants to be informed/Does NOT want to be informed vs. No opinion/Not explored.
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Residents with dementia received a lower proportion of information about
their health status (full or partial), compared to residents without dementia (54.4%
vs. 92.5%; p < 0.01). The percentage of families who received information about the
resident’s state of health was similar between residents with and without dementia
(98.2% vs. 97.0%; p = 0.657).

Residents with dementia expressed their preferences regarding their desire to
be informed in a lower proportion than those without dementia (21.1% vs. 64.2%j;
p < 0.01). By contrast, the percentages of families expressing their preferences were
similar in both groups (93% vs. 85.1%; p = 0.166).

The most frequently communicated aspects were diagnosis (99.2%) and
treatment (99.2%), and the least frequently communicated was prognosis (84.7%).
No differences were observed between residents with and without dementia.
Conspiracy of silence remained unexplored in 74.2% of cases. In the cases where
conspiracy of silence was explored (n = 32), its presence was confirmed in 11
(34.4%). Table 2 shows the specific information held by the resident or family.

Although nurses confirmed that treatment was agreed with the
resident/family in most cases (95.9%), only a few cases had an appointed proxy
decision maker (55.6%) and even fewer cases had advanced care directives in place
(1.6%). The percentage of cases with an appointed proxy was similar in residents

with and without dementia (54.4% vs. 56.7%; p = 0.795).
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Table 2: Specific information held by the resident or family.

Total Whit Cognitive Whitout Cognitive
n=124 Impairment Impairment
Information n=57 n=67 p
Yes No Yes No Yes No
n (%) n (%) n (%) n (%) n (%) n (%)
123 56 67
i i () 0, ()
Diagnosis (99,2%) 1(0,8%) (98,2%) 1(1,8%) (100,0%) 0 (0,0%) 0,276
123 56 67
() 0, ()
Treatment (99,2%) 1(0,8%) (98,2%) 1(1,8%) (100,0%) 0 (0,0%) 0,276
119 56 63
[ 0, 0
Symptoms (96,0%) 5 (4,0%) (98,2%) 1(1,8%) (94,0%) 4 (6,0%) 0,234
105 19 51 54 13
i [
Prognosis 847%)  (153%)  (895%) CU0S%)  gogo)  (194%) 71
Collusion of silence is 32 92 14 43 18 49 0770
explored (25,8%) (74,2%) (24,6%) (75,4%) (26,9%) (73,1%) ’
Understands the 120 54 66
() 0, ()
clinical situation (97,6%) 3 (24%) (96,4%) 2 (3,6%) (98,5%) 1 (1,5%) 0,457
Accepts the clinical 115 0 53 o 62 0
situation (93,5%) 8 (6,5%) (94,6%) 3 (5,4%) (92,5%) > (7,5%) 0,637
Treatment has been 118 54 64
[ 0, 0
agreed 959%) > 1% gga9p) 26N (955,  3(HS%) 0800
Has a appointed 69 55 31 26 38 29 0795
representative ,6% 9% 4% ,6% 7% 3%
i (55,6%) (36,9%) (54,4%) (45,6%) (56,7%) (43,3%) '
Has advance care 122 56 66
0 0 0 *
directives on record 2 (1,6%) (98,4%) 1(1,8%) (98,2%) 1(1,5%) (98,5%)

*: The statistic cannot be calculated due to the low number of cases.

Regarding ACP, potential interventions were not explored with the resident or
family, or no decision was made in many cases. Figure 1 shows the decision making
for specific interventions. The most explored interventions were use of serotherapy
and transfer to hospital. In both cases, a high percentage of residents/families
agreed to these interventions being carried out (69.4% and 81.5%, respectively).

The percentage of residents with dementia for whom a decision had been
made regarding blood transfusion (p = 0.019) and palliative sedation (p = 0.017)

when appropriate was lower than the percentage of residents without dementia.
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Figure 1: Decision-making on specific interventions
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DISCUSSION

Our results suggest that elderly people living in nursing homes in Spain are
poorly informed about their state of health. Results are even poorer for residents
with dementia. Half of the residents of the sample had an identified family proxy
who might participate in decision making. The percentage of residents with advance

directives was very low. Most of the potential interventions were not discussed with
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families or residents. The most discussed interventions were serotherapy and
transfer to hospital.

Among the most striking results of this study is that only 50% of all residents
had been fully informed about their health status. This percentage was higher in
cognitive intact residents (65%) and lower in the case of residents with dementia
(31.6%). By contrast, a high percentage of families of our sample had been being
fully informed about the residents’ state of health. This is congruent with the
residents’ desire to be informed about their health status. As has been highlighted in
the background section, previous studies, that indicate that there is a low
participation of residents of nursing homes in decision making about their health
[13,14].

Prognosis is the aspect that residents and families were least informed about,
despite this information being essential for decision making. A life prognosis of less
than 6 months is the factor that most influences the type of care that family members
felt that residents with advanced dementia should receive [25]. Furthermore, a 6-
month life prognosis is linked to a more palliative approach to care [26].
Nevertheless, specific instruments may be required for residents with dementia,
whose needs for palliative care may differ from those of residents without this
condition.

As observed in the relevant literature in Spain [27], the percentages of cases
where a proxy or advance care directives had been appointed were similarly low
among residents with and without dementia. It is important to highlight that, in
relation to advance directives, the average percentage of completion for the Spanish

total population was 0.82% in 2022 [12]. Andreasen et al. [28] in a retrospective
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study as part of the European PACE Project, reported results similar to those
observed in our study and in the Spanish population for the Italian population,
where only 0.1% had advance directives compared to 76.9% of long-term care
residents in the United Kingdom. This may be due to cultural aspects as pointed out
by Mefiaca et al. [29] in a comparison between Spain, Italy and Portugal, where they
show similar results regarding advance directives.

A recent review [11] has studied the reasons why ACDs are not widely used in
Spain by the general population, pointing out four aspects that are failing: (1) ACDs
fail due to the lack of adequate training of health care professionals on end of life and
ACDs, both conceptually and in the application of Spanish legislation; (2) lack of
public awareness campaigns to raise knowledge about ACD among both patients and
professionals; (3) the existence of very complex bureaucratic documentation and
application procedures that are a barrier for both patients to register them and
professionals to consult them when the time comes; (4) the persistence of a
paternalistic medical culture, both among patients and health professionals, which
complicates shared decision making with patients and their families. The
appointment of proxies and the implementation of advance care directives should
be promoted in nursing homes.

According to our results, most intervention, except for transfer to hospital and
serotherapy, had remained unexplored. This is consistent with the low degree of
implementation of ACP in these facilities [30]. Ottoboni et al. [31], in their study in
12 Italian nursing homes evaluating the knowledge and attitudes of professionals

towards ACP pointed out that nursing home staff might bother residents and
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relatives when they introduce ACP, although they perceived this as a potential
benefit for end-of-life coping.

Reinhardt et al. [32] in their study of family members of residents with
dementia in the USA suggested that proper communication about end-of-life
processes positively affects relatives’ confidence in making palliative care-related
decisions. Therefore, it is necessary to discuss specific interventions at end of life in
nursing homes.

Our results suggest that there is a notable difference in the level of information
between residents with and without dementia. However, they do not reveal any
major differences in the exploration of ACP between cognitively impaired and non-
cognitively impaired individuals. It is important not to exclude residents from
decision making despite the difficulty that dementia poses when communicating
with them [16].

According to a recent review [33], the degree to which persons with dementia
were involved in planning their future care varies across the different settings, being
more likely to participate in these decisions in the community than in acute settings
or nursing homes. Dementia staging is essential in nursing homes to identify mild
cognitive impaired residents and introduce ACP as soon as possible and always
before residents lose their capacity to make decisions by themselves. It would be
also inappropriate to try to force moderate and severe dementia residents to make
medical decisions. In those cases, the designated surrogate would have to make all
decisions for the resident, including health care issues.

The limitations of this study include the fact that no distinction was made

between the decision making of residents with moderate or severe dementia,
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because cognitive impairment staging was not provided by nursing homes
professionals for this study. Although the sample was randomized, it is unclear if the
sample is representative of total palliative residents in nursing homes, as there is no

previous bibliography in this sense in our context.

CONCLUSIONS

In summary, institutionalized elderly people are often excluded from
information and decision making in their own life processes. Residents are
significantly less well informed than their families, particularly in the case of
residents with dementia. Half of the residents of the sample had an identified family
proxy who might participate in decision making. The percentage of residents with
advance directives was very low. Most of the potential interventions were not
discussed with families or residents. The most discussed interventions were
serotherapy and transfer to hospital. Few significant differences were found in ACP
between residents with and without dementia.

Protocols, interventions, and action plans need to be developed for residents
with and without dementia to improve the provision of information and the

recording of decision making in nursing homes.
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Abstract

Background and objectives: This study aimed to determine the frailty,
prognosis, complexity, and palliative care complexity of nursing home residents with
palliative care needs and define the characteristics of the cases eligible for receiving

advanced palliative care according to the resources available at each nursing home.

Materials and Methods: In this multi-centre, descriptive, and cross-sectional
study, trained nurses from eight nursing homes in southern Spain selected 149
residents with palliative care needs. The following instruments were used: the Frail-
VIG index, the case complexity index (CCI), the Diagnostic Instrument of Complexity
in Palliative Care (IDC-Pal), the palliative prognosis index, the Barthel index
(dependency), Pfeiffer’s test (cognitive impairment), and the Charlson comorbidity
index. A consensus was reached on the complexity criteria of the Diagnostic
Instrument of Complexity in Palliative Care that could be addressed in the nursing
home (no priority) and those that required a one-off (priority 2) or full (priority 1)
intervention of advanced palliative care resources. Non-parametric tests were used

to compare non-priority patients and patients with some kind of priority.

Results: A high percentage of residents presented frailty (80.6%), clinical
complexity (80.5%), and palliative care complexity (65.8%). A lower percentage of
residents had a poor prognosis (10.1%) and an extremely poor prognosis (2%).
Twelve priority 1 and 14 priority 2 elements were identified as not matching the
palliative care complexity elements that had been previously identified. Of the
studied cases, 20.1% had priority 1 status and 38.3% had priority 2 status. Residents

with some kind of priority had greater levels of dependency (p < 0.001), cognitive

pag. 133



Tesis doctoral de Emilio Mota Romero

impairment (p < 0.001), and poorer prognoses (p < 0.001). Priority 1 patients
exhibited higher rates of refractory delirium (p = 0.003), skin ulcers (p = 0.041), and

dyspnoea (p = 0.020).

Conclusions: The results indicate that there are high levels of frailty, clinical
complexity, and palliative care complexity in nursing homes. The resources available
at each nursing home must be considered to determine when advanced palliative

care resources are required.

Keywords: frailty; complexity; prognosis; palliative care; palliative care

complexity; nursing homes; patient transfer.

INTRODUCTION

The elderly are the main population group attended to by emergency services
[1]. Older individuals with multiple, complex health issues are those who most often
require assistance from these services [2]. Much of the care provided to chronic
patients by hospital emergency services may be considered unnecessary or
delayable, or it may be provided through early intervention by primary care workers
or health and social care workers [3].

Consideration should be given to whether it is appropriate to transfer an older
patient to the emergency department. Emergency departments, which are usually
overwhelmed, are not prepared for providing appropriate care to these patients [4].
Prolonged stays of these patients in hospital emergency departments lead to a

greater number of complications and increase mortality rates among this population

group [5].
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It is therefore necessary to take a proactive approach in identifying elderly
individuals at greater risk of experiencing adverse events (frailty) and greater
synergism of conditions (complexity) in order to tailor their care accordingly and
avoid unnecessary visits to emergency departments.

Nursing home residents require specific care. Increased life expectancy and
higher prevalence rates of chronic conditions [6-8], coupled with a decline in
potential informal caregivers, are causing nursing homes to become increasingly
important as long-term care providers in European and Western countries [6,7].

A retrospective study in Switzerland [9] showed an annual increase in the
proportion of patients from nursing homes seen in emergency departments. Similar
results were obtained in a study conducted in Spain [10], which also recommended
that patient characteristics should be taken into account when delivering emergency
care.

Elderly individuals who are admitted to nursing homes usually require
continuous, specialised care [8]. A number of studies show that these centres are
home to an aged population with dependency issues, under-treated symptoms such
as pain, and high prevalence rates of dementia and frailty [11-14]. In most cases,
these individuals will remain in their nursing homes until they pass away, which
means that they will require palliative care at some point [6,15].

It is vital to identify palliative care needs and their potential degree of
complexity in these centres because this will improve the approach taken to
healthcare, demands for emergency care, and use of resources [14,16]. Palliative

care needs and their intensity have proven to be decisive factors in establishing
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priority and emergency care criteria according to patient prognosis and life
expectancy [17].

It is essential that nursing homes and other specialised services be
coordinated. Nursing homes must also reach a consensus on the criteria for referring
patients with palliative care needs that cannot be adequately met in nursing homes
[18,19]. The use of advanced palliative care resources (APCRs)—such as palliative
care support teams or palliative care consultants—can prevent older individuals
from visiting the emergency department or being admitted to hospital at the end of
their lives [20].

In Andalusia, Spain, there are clear criteria in place for referring complex
patients to palliative care support teams [21]. These teams, together with primary
care or nursing home professionals, are jointly responsible for the care of residents
with palliative care needs who meet certain criteria. These criteria, known as
complexity criteria, are included in the Diagnostic Instrument of Complexity in
Palliative Care (IDC-Pal) [22], which classifies cases into non-complex, complex, and
highly complex, the latter two of which can be treated using APCRs.

At the same time, it is expected that non-complex residents with palliative care
needs can be cared for in nursing homes without having to resort to APCRs because
nursing homes are equipped with their own staff and material resources.
Consequently, APCRs will be used only in complex palliative care cases.

A number of studies have been conducted to determine the degree of frailty
and complexity of residents with palliative care needs at nursing homes. However,

the characteristics of the cases that are likely to require assistance from the health
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system’s APCRs, depending on the resources available at the nursing home, have not
yet been identified.

Our hypothesis is that there are high prevalence rates of frailty, clinical
complexity, and palliative care complexity among nursing home residents with
chronic conditions, who may require the assistance of APCRs depending on the
centre’s available resources and the degree of palliative care complexity in question.

Therefore, the objectives of this study are to determine the frailty, prognosis,
complexity, and palliative care complexity of nursing home residents with palliative
care needs and define the characteristics of the cases eligible for receiving advanced

palliative care according to the resources available at each nursing home.

MATERIALS AND METHODS
Design
This was a multi-centre, descriptive, and cross-sectional study.

Sample

Eight nursing homes in Andalusia, Spain were selected using a convenience
sampling method based on their institutional characteristics—the presence of a
multi-disciplinary team, the potential involvement of professionals, and the
presence of both public and private beds. All the centres included in the study had
more than 60 beds. In Andalusia, nursing homes with more than 60 beds are
required to offer 24-h nursing services and their own medical care[23].

In each centre, one or two nurses with intimate knowledge of patients who had

been working at the nursing home for at least six months were responsible for data
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collection. All of the participating nurses signed an informed consent form and
received training prior to data collection.

From all the patients with dementia, chronic heart disease, chronic kidney
disease, chronic liver disease, and cancer, each nursing home nurse randomly
recruited 17 or 18 patients with palliative care needs based on the NECPAL CCOMS-
[CO© 3.0 instrument (Instituto Catalan de Oncologia, Cataluiia, Spain) [8]. Patients
who were reaching the end of their lives during data collection were excluded. Data
were collected between June 2019 and January 2020. All participants, patients, and
representatives of cognitively impaired patients were fully informed and signed an
informed consent form.

Instruments

Nurses collected demographic and clinical information from the patients’
clinical records using a structured questionnaire that included the following tools:

Clinical characteristics questionnaire: The questionnaire included the Spanish
versions of the Charlson comorbidity index [24], the Barthel index for assessing
dependency [25], and Pfeiffer’s test for assessing cognitive impairment [26].

The Frail-VIG index: The Frail-VIG (In Spanish VIG is the abbreviation for
Comprehensive Geriatric Assessment) index is a questionnaire for identifying
patients with frailty, which is understood as a state of vulnerability to stressors
caused by limited compensatory mechanisms [27]. This questionnaire is based on
the comprehensive geriatric assessment and contains 22 items, the majority of
which offer a dichotomous response option. It has been used to distinguish between

different patient clinical statuses: no frailty/prefrailty (<0.20 points), baseline frailty
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(0.20 - 0.35 points), moderate frailty (0.36 - 0.50 points), and advanced frailty (>
0.50 points). The Frail-VIG index displays predictive power regarding mortality [28].

The case complexity index (CCI): The CCI was designed to identify complex
cases among non-hospitalised patients so that they can be cared for at home by
nurse case managers [29]. It is based on the concept of complexity as understood by
Safford, Allison, and Kiefe [30] and consists of 14 items that help to identify overall
case complexity, clinical complexity, and community complexity. A complex case may
be defined as a case scoring = 100 points (total complexity) provided that the overall
score for clinical management complexity items (CCI1 to CCI5) is = 50 points.

The palliative prognostic index (PPI) is a mortality prediction instrument that
has been adapted for use in nursing home residents with advanced medical
conditions [31]. The PPI has been used to predict the mortality rate of patients with
advanced medical conditions within the following six months (180 days). It
evaluates five prognostic factors—impaired functionality in performing basic
activities, delirium, severe dyspnoea, oedema, and low oral intake. This instrument
allows the chances of survival to be estimated based on the score obtained. In this
study, we took into consideration the positive predictive value for advanced disease
within the following six months using the recalibrated version of the PPI [31].

The Palliative Performance Scale (PPS) [32], which is included in the PP],
assesses basic activities by assigning functionality percentages to patients ranging
from 0% (deceased patient) to 100% (no sign of disease). The instrument indicates
the care provision required by the patient based on the percentage assigned: no need
for special care (80 - 100%), need for some type of care (50 - 70%), and need for

care equivalent to hospitalisation or institutionalisation (0 - 40%).
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The Diagnostic Instrument of Complexity in Palliative Care (IDC-Pal): The IDC-
Pal is designed as a discriminating tool for complex patients who require the use of
APCRs under the Andalusian Palliative Care Plan [21]. The instrument identifies 20
complexity elements and 15 high complexity elements based on the characteristics
of the patient, the family, the social environment, and the healthcare organisation,
and classifies cases into non-complex, complex—when there is at least one
complexity element—and highly complex—when there is at least one high
complexity element [22].

Priority levels: Using the IDC-Pal instrument and on the basis of the resources
available at each nursing home, nurses at the participating nursing homes were
asked to identify situations that cannot be addressed at their nursing homes and
thus require immediate use of or immediate referral to APCRs (priority 1), as well
as to identify situations that can be partially addressed at their nursing homes with
support and intervention from APCRs (priority 2).

Once their responses had been received, the situations identified as priority 1
by at least 50% of the nurses were classified as ‘priority 1), and the situations
identified as priority 2 by at least 50% of the nurses were classified as ‘priority 2.
The rest of the situations that the nurses reported that they could deal with using
the resources available at their nursing homes were classified as ‘no priority".

Statistical Analysis

A descriptive analysis was carried out to summarise the main characteristics
of the study sample. Categorical variables were expressed as absolute frequencies
and percentages, and numerical variables were expressed as means and standard

deviations (SDs).
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Quantitative data were assessed for normality using the Kolmogorov-Smirnov
test. All the quantitative data collected displayed a non-normal distribution (p <
0.001). As a result, non-parametric inferential tests were used.

Pearson’s chi-squared test was used to assess differences between groups.
McNemar’s test was used to compare prevalence rates. The Mann-Whitney U-test
was used to compare the characteristics of ‘priority 1’ and ‘priority 1-2’ groups with
the ‘no priority’ group. Statistical analyses were conducted using the statistical
package IBM SPSS v.24. (IBM, Armonk, NY, USA). p-values lower than 0.05 were
considered to be statistically significant.

Ethical Considerations

All the participants signed an informed consent form. The study was approved
by the Research Ethics Committee of the Andalusian Public Health System (reference
number: AP-0105-2016 signed on 28 June 2017). The confidentiality and anonymity
of the patients were preserved at all times in compliance with the Spanish Basic Law

41/2002 (Article 16).

RESULTS

Characteristics of the Sample

A total of 149 patient cases were analysed, of whom 100 (67.50%) were
women. The mean age was 84.468 years (SD = 9.126). Of the groups analysed, the
most frequent condition was dementia, (n = 67; % = 45.0), followed by chronic heart
disease (n = 57; % = 38.3). The mean Charlson comorbidity index value was 2.587
(SD = 1.989). The mean Barthel index value was 50.369 (SD = 32.174). The average

number of errors in Pfeiffer’s test was 4.9128 (SD = 3.876).
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Frailty

The mean Frail-VIG index was 0.2813 (SD = 0.07329). According to the Frail-
VIG index results, there were 29 cases (19.46%) with no frailty, 91 cases (61.07%)
with baseline frailty, and 29 cases (19.46%) with moderate frailty. The rest of the
Frail-VIG index results are shown in Table 1.

Prognosis

As regards prognosis, the mean PPI score was 2.483 (SD = 2.571). Of the
residents under study, 10.1% (n = 15) had a poor prognosis, which, according to the
instrument’s own instructions, meant that 53% of patients with similar
characteristics would die within the next six months. Three residents (2%) had an
extremely poor prognosis, which meant that 68% of patients with similar
characteristics would die within the next six months. Within this index, the mean
PPS value was 64.429 (SD = 18.431) and the most frequent value was 50 (n = 44; %
= 29.5). The rest of the PPI results are shown in Table 2.

Case Complexity

The mean CCI score was 64.1946 (SD = 14.94435) and the mean total
complexity index score was 103.9933 (SD = 20.17642). Of the studied cases, 80.5%
(n = 120) were clinically complex to manage, and 66.4% (n = 99) had total

complexity. Table 3 shows the remaining CCI results.
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Table 1: Results of the Frail-VIG index (n (%))

NO
22 (14.8%)
64 (43.0%)

YES
127 (85.2%)
85 (57.0%)

VIG1.1 Needs help managing financial matters (bank,
shops, restaurants)

VIG1.2 Needs help using the telephone

VIG1.3 Needs assistance in preparing or administering

medications 11 (7.4%) 138 (92.6%)
Mild-moderate Moderate- Absolute
No dependency severe
. (BI > 95) dependency (BI dependency dependenc
VIG1.4 Barthel index (dependency) 90-65) y (Bl <20)
(BI 60-25)
17 46 50 36
(11.4%) (30.9%) (33.6%) (24.2%)
No cognitive  Mild-moderate Severe-very severe (GDS
VIG3. Degree of cognitive impairment impairment (GDS<5%) 26%)
65 (43.6%) 37 (24.8%) 47(31.5%)
NO YES
VIG2. Weight loss 25% in the last 6 months 136 (91.3%) 13 (8.7%)

VIG4.1 Need for antidepressant medication

VIG4.2 Frequent need for benzodiazepines or other
psychiatric drugs with a sedative effect for
insomnia/anxiety

VIG5 Do healthcare professionals perceive the presence of
social vulnerability?

VIG6.1 Presence of delirium and/or behaviour disorder
requiring antipsychotic drugs in the last six months
VIG6.2 In the last six months, 22 falls or hospitalisation due
to a fall

VIG6.3 Presence of ulcer (pressure or vascular, any grade)
VIG6.4 Taking =5 drugs

VIG6.5 Difficulty swallowing when eating or drinking?
Presence of aspiration respiratory infections during the
last six months?

VIG7.1 Need for 22 conventional analgesics and/or strong
opioids for pain control

VIG7.2 Basal dyspnoea impeding the ability to leave the
house and/or opioids are frequently needed

VIG8.1 Active cancer

VIG8.2 Presence of any type of chronic respiratory disease
(COPD, restrictive lung disease, etc.)

VIG8.3 Presence of any type of chronic heart disease (heart
failure, ischemic cardiomyopathy, arrhythmia)

VIG8.4 Presence of any type of neurodegenerative disease
(Parkinson, ALS, etc.) or a history of stroke (ischemic or
haemorrhagic)

VIG8.5 Presence of any type of chronic digestive disease
(chronic liver disease, cirrhosis, chronic pancreatitis,
inflammatory bowel disease, etc.)

VIG8.6 Presence of chronic renal failure

28 (18.8%)

28 (18.8%)

123 (82.9%)
116 (77.9%)

124 (83.2%)

131 (87.9%)
25 (16.8%)

138 (92.6%)

113 (75.8%)

142 (95.3%)
125 (83.9%)
115 (77.2%)

92 (61.7%)

120 (80.5%)

148 (99.3%)

130 (87.2%)

121 (81.2%)

121 (81.2%)

26 (17.4%)
33 (22.1%)

25 (16.8%)

18 (12.1%)
124 (83.2%)

11 (7.4%)

36 (24.2%)

7 (4.7%)
24 (16.1%)
34 (22.8%)

57 (38.3%)

29 (19.5%)

1(0.7%)

19 (12.8%)

*GDS = Reisberg’s Global Deterioration Scale (Auer, S.; Reisberg, B. The GDS/FAST staging system. Int.

Psychogeriatry 1997,9, 167-171).

VIG: In Spanish VIG is the abbreviation for Comprehensive Geriatric Assessment; Bl: Barthel index; COPD:
Chronic Obstructive Pulmonary Disease; ALS: Amyotrophic Lateral Sclerosis.
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Table 2: Results of the palliative prognosis index (PPI) (n (%))

260 30-50 Points 10—20 Points
94 54 1
- *
PPI1-PPS (63.1%) (36.2%) (0.7%)
PPI2-Oral Normal Moderately reduced Severely reduced
intake 114 (76.5%) 33 (22.1%) 2 (1.3%)
No Yes
PPI3-
0, 0
Oedema 116 (77.9%) 33 (22.1%)
PPI4-
Dyspnoea 141 (94.6%) 8 (5.4%)
atrest
PPI5-
0, 0
Delirium 116 (77.9%) 33 (22.1%)
>0 >2 >4 >6 >9.5

40% of patients with 42% of patients with 47% of patients with

similar similar

characteristics would characteristics would characteristics would

similar

53% of patients with

characteristics would

AR e TR . die within the next six
die within the next sixdie within the next sixdie within the next six

68% of patients
with similar
characteristics
would die within

similar

months months months months the six months
OV‘;Ez'r‘eP PL o) (48.3%) 50 (33.6%) 9 (6.0%) 15 (10.1%) 3 (2%)
*PPS: Palliative Performance Status.

Table 3: Results of the case complexity index (CCI) (n (%))

CCI 1—Severity: Severity Level

Level 2: Has Severe Mental
Disorders or One Severe
Advanced Organic Disease

Level 3: Needs Palliative Care
(Based on an ICD Identification
Code or a Specific Scale or

(Grades III-1V on Any Scale) Report)
6 (4.0%) 143 (96.0%)
NO YES
CCI2—Polypathology: 22 organic systems

(cardiovascular, renal, respiratory, digestive,
nervous, endocrine, haematological,
osteoarticular, etc.) affected by chronic disease
CCI3—Skin: Skin ulcers

42 (28.2%)

131 (87.9%)

1 hospital admission

107 (71.8%)

18 (12.1%)
>2 hospital admissions
or 1 admission to a

through the
o home support team or to
No admissions emergency .
. a hospital for the

department in the . 1

chronically ill in the last
last year
year
CCI4—Admissions 108 (72.5%) 24 (16.1%) 17 (11.4%)

NO

YES

CCI5—=2 visits to a hospital emergency
department without the patient being admitted
in the last 12 months

109 (73.2%)

40 (26.8%)
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CCl6—Polypharmacy: =5 chronic drugs (during
26 months) or <4 chronic drugs ineffectively 25 (16.8%) 124 (83.2%)
managed by both patient and caregiver
CCI7—Technology: Requires support for 21
vital functions at home: breathing, nutrition,
and/or elimination (e.g., supplemental oxygen,

mechanical ventilation, enteral or parenteral 124 (83.2%) 25 (16.8%)
nutrition, ostomies, dialysis, bladder
catheterisation)
CCI8—Technical supports: Requires or has an
anti-bedsore mattress, an adjustable bed, a 62 (41.6%) 87 (58.4%)
crane, or a wheelchair

Level 1: Moderate or severe Level 2: Absolute dependency
dependency regarding basic regarding basic activities of daily

activities of daily living (Barthel living (Barthel < 15) or dementia

CCI9—Dependency 20/55) or cognitive impairment or cognitive impairment (Pfeiffer =

(Pfeiffer 4-7 points) 8 points)
27 (18.1%) 122 (81.9%)
NO YES

CCI10 = 2 unexplained falls, an unexplained fall
resulting in a fracture, or hospital admission in 124 (83.2%) 25 (16.8%)
the last six months
CCI11 Lives alone without caregivers or
caregivers have limited ability to support the

patient at home or experience difficulties in 149 (100%) 0 (0%)
doing so.
CCI12 Architectural barriers (e.g., in doorways,
upper floors without lifts, inside the home, etc.), 141 (94.6%) 8 (5.4%)
poor housing, or geographical isolation.
CCI13 Age (275 or <15 years old), has no
education, or does not speak the language or
gis/her culture (ethnicity, religion, etc.) which 55 (36.9%) 94 (63.1%)
hinders/prevents the intervention.
CCI14 Family conflicts, lack of financial 129 (86.6%) 20 (13.4%)
resources, or suspected abuse
CLINICAL COMPLEXITY (CCI1-5=100) 29 (19.5%) 120 (80.5%)
TOTAL COMPLEXITY (score 2 150) 50 (33.6%) 99 (66.4%)

The Diagnostic Instrument of Complexity in Palliative Care (IDC-Pal) and
priority levels

The mean number of complexity elements identified by professionals was
0.926 (SD = 1.097), and the mean number of high complexity elements was 0.382
(SD = 0.731). Of the residents under study, 43.0% (n = 64) were classified as

complex, and 22.8% were classified as highly complex (n = 34).

pag. 145



Tesis doctoral de Emilio Mota Romero

Based on the IDC-Pal items, 12 elements were identified as ‘priority 1’ and 14
elements were identified as ‘priority 2". The levels of complexity defined by the IDC-
Pal do not match the priority levels assigned by the nurses at the nursing homes. Of
the 15 high complexity elements established by the IDC-Pal, seven were identified
as ‘priority 1’, two as ‘priority 2, and the rest were not assigned a priority (‘no
priority’, NP). Of the 20 complexity elements established by the IDC-Pal, five were
identified by the nurses at the nursing homes as ‘priority 1’, 12 as ‘priority 2’ and the
rest were not assigned a priority (‘no priority’, NP). The remaining IDC-Pal results

are shown in Table 4.

Table 4: Results of the Diagnostic Instrument of Complexity in Palliative Care (IDC-Pal), complexity
elements, IDC-Pal high complexity elements, and priority levels (n (%))

. .. Relationship between IDC-Pal
Priority

NO YES C/HC Level Complexity and Priority
Level
IDCPAL1.1a The patient is a child or adolescent. (1%)%2/0) 0(0%) HC P1 Match C=P
> IDCPAL1.1b The patient is a healthcare 149 o
g professional. (100%) 0(0%) ¢ NP No match C>P
F‘ . .
th IDCPAL1.1c Social-family role performed by the 144 0
T patient (96.6%) 5(34%) C NP No match C>P
E IDCPAL1.1d Previous physical, psychological, 135 14
Z =
i or sensorial disability (90.6%) (9.4%) ¢ P2 Match c=p
< IDCPAL1.1e Recent and/or active addiction 145 0 _
& problems (97.3%) 4(2.7%) C P2 Match C=P
144
. . 0 _
IDCPAL1.1f Previous mental illness (96.6%) 5(34%) C P2 Match C=P
IDCPAL1.2a Symptoms difficult to control 139 10 HC P1 Match C=P
g ~asymp (93.3%) (6.7%) -
> 147
0 =
§ IDCPAL1.2b Refractory symptoms (98.7%) 2(1.3%) HC P1 Match C=P
7 IDCPAL1.2c Urgent situations in the terminal 149 o B
= cancer patient (100%) 0(0%) HC P1 Match C=P
= IDCPAL1.2d Last hours/days of life difficult to 148 o :
% control (99.3%) 1(.7%) HC P1 Match C=P
© IDCPAL1.2e Clinical situations due to cancer 148
0, =
; progression difficult to control (99.3%) 1(7%) HC Pl Match C=P
E IDCPAL1.2f Acute decompensated organ 110 39
< insufficiency in non-oncological terminal o 0 C P2 Match C=P
patient (73.8%) (26.2%)
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IDCPAL1.2g Severe cognitive failure (941}461(%)) 8(54%) C P1 No Match C<P
IDCPAL1.2h Abrupt change in level of 143 0
functional autonomy (960%)6(406) ¢ NP No Match C>P
IDCPAL1.2i Presence of comorbidity difficultto 149 o B
control (100%) 0(0%) C P2 Match C=P
IDCPAL1.2j Severe constitutional syndrome (951;%6%) 3(2.0%) C P2 Match C=P
IDCPAL1.2k Clinical management difficult due 149
to repeated non-compliance with (100%) 0(0%) C P2 Match C=P
therapy 0
—
<ZE IDCPAL1.3a Risk of patient committing suicide (1%)%2@ 0(0%) HC P2 No Match C>P
@]
= IDCPAL1.3b Patient is asking to hasten the 142
= 0
glnmm$OHMMh 953%)7(474)}m P2 No Match C>P
1 IDCPAL1.3c Patient presents existential 144 0
g anguish and/or spiritual suffering (96.6%) > (34%) HC NP No Match C>P
© IDCPAL1.3d Communication conflicts between 146
> 0 =
¢ patient and family (98.0%) 3(2.0%) ¢ P2 Match C=P
£ IDCPAL1.3e Communication conflicts between 144 0 B
Z patient and healthcare team (96.6%) >(3:4%) ¢ P2 Match C=P
£ IDCPAL1.3f Inadequate emotional coping by 126 23 B
= patient (84.6%) (15.4%) ¢ P2 Match c=p
IDCPALZ2.a Absent or insufficient family support 142 0
Z and/or caregivers (95.3%) 7 (47%) HC NP No Match C>P
= IDCPALZ2.b Family members and/or caregivers 147 0
% not competent to give care (98.7%) 2 (1.3%) HC NP No Match C>P
= . . 134 15
% IDCPAL2.c Dysfunctional family (89.9%) (10.1%) HC NP No Match C>P
% IDCPAL2.d Family and/or caregiver burden (93;472%)) 2(1.3%) HC NP No Match C>P
Z .
;IDCPALZeCompbxbemmvmnmn (92%;0 6 (4.0%) C P1 No Match C<P
S .
<t IDCPALZ2.f Structural limitations of 148
0,
" environment for the patient (99.3%) 1(7%) HC NP No Match C>P
= [DCPAL3.1. Application of palliative sedation 144
= () =
o difficult to manage (96.6%) > (3:4%) HC Pl Match C=P
.J . . . . . .
= IDCPAL3.2. Difficulty in the indication and/or 145 0
%lnmmgmwnuﬁnwdmen @73%)4(276) ¢ P1 No Match C<P
o IDCPAL3.3. Difficulty in the indication and/or 147 0 B
§ management of interventions (98.7%) 2(1.3%) ¢ P1 No Match C=P
Q IDCPAL3.4. Limitations of professional 147
o~ 0 =
A competence to address situations (98.7%) 2(13%) C P2 Match C=P
¢ IDCPAL3.5. Difficulty managing or acquiring 142
S instrumental techniques and/or 7(4.7%) C P1 No Match C<P
= . : (95.3%)
= specific material at home
vy IDCPAL3.6. Difficulty managing coordination 149
&3] 0, =
~ and logistic needs (100%) 0(0%) C P2 Match C=P

C = complexity; HC = highly complex; P1 = priority 1; P2 = priority 2; NP = no priority; C = P = complexity level
matches priority level; C > P = complexity level higher than priority level; and P > C = priority level higher than

complexity level.
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According to the priority levels established, 20.1% (n = 30) of the cases were
to be classified as ‘priority 1 i.e., they cannot be addressed at their nursing homes
and this require immediate use of or immediate referral to APCRs, and 38.3% (n =
57) of the cases were to be classified as priority 2, i.e., they can be partially addressed
at their nursing homes with support and intervention from APCRs. Only 41.6% (n =
62) of the cases did not require any action by APCRs in the nursing home
professionals’ opinion.

Characteristics of the Residents Classified as Priority Residents

Compared to non-priority residents, ‘priority 1’ residents exhibited higher
levels of cognitive impairment (p = 0.007) and frailty (p = 0.004) and poorer
prognoses as measured by the PPI (p = 0.000). In addition, compared to non-priority
residents, residents classified as either ‘priority 1’ or ‘priority 2’ had higher levels of
cognitive impairment (p < 0.001), poorer prognoses (p < 0.001), and higher
dependency levels as measured by the Barthel index (p < 0.001). In contrast, both
groups of residents showed similar levels of frailty (p = 0.296). The results of the
comparison between the characteristics of non-priority residents and priority
residents are shown in Table 5.

When comparing priority 1 residents with non-priority residents, priority 1
residents had higher rates of social vulnerability (VIG5: p = 0.005), refractory
delirium (VIG6.1 and PPI5: p = 0.003), pressure and/or vascular ulcers (VIG6.3 and

CCI3: p < 0.041), and severe dyspnoea (VIG7.2: p = 0.006; PPI4: p = 0.020).
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Table 5: Comparison between the characteristics of non-priority and priority residents (Mann-

Whitney U-test)

NP P1 + P2 P1
=62 . NP vs. P1 + P2 n=30 NP vs. P1
M SD M SD p M SD p

Age 85.468 8.751 83.759 9.370 0.111 82.500 10.051 0.131
Barthel 62.541 26874 43412 32571 0.001* 48966  33.123  0.065
Pfeiffer 2.950 2.896 6.379 3.831 0.001%* 5.066 3.885 0.007
Charlson 2.459 1.831 2.678 2.099 0.863 2.933 2.348 0.566
VIG 0.274 0.083 0.286 0.066 0.296 0.309 0.063 0.028
PPI 1.516 1.890 3.172 2.773 0.001%* 3.900 2.884 0.001%*
CCI Clin 65.403 14.551 63.333  15.244 0.498 63.500 17.673  0.296
Overall CCI score 105.242 20374 103.103 20.105 0.411 105.167 23.211 0923

*=p<0.001

Compared to non-priority residents, residents classified as either priority 1 or

priority 2 had higher rates of cancer (p = 0.012), dementia (p < 0.001), social

vulnerability (VIG5: p = 0.048), and refractory delirium (VIG6.1: p = 0.027; PPI5: p =

0.027) and needed more help using the telephone (VIG1.2: p < 0.001).

DISCUSSION

The results of our study suggest that there are high levels of frailty, complexity,

and palliative care complexity among nursing home residents. Professionals

indicated that, based on the priority levels assigned, the immediate use of APCRs

was necessary in many cases. Patients eligible for receiving care from these

resources had higher levels of cognitive impairment and frailty, poorer functional

status, and poorer prognoses than non-priority patients. Residents with refractory

delirium, severe dyspnoea, and skin ulcers were also considered a priority for

receiving advanced palliative care.
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In consonance with our hypothesis, the results show that approximately 80%
of residents have some type of frailty. This is a considerable percentage, which
nonetheless falls short of Kojima’s [33] estimate of 92.5% in one meta-analysis,
perhaps as a result of the measuring instruments used. However, in the Frail-VIG
validation study, Amblas-Novellas et al. [28] reported a proportion of frail palliative
patients (92.5%) that was also higher than our study, although their study was
conducted among geriatric patients at an acute care unit. These percentages are
particularly important because they constitute a priority criterion for using APCRs.
It should be noted that the Frail-VIG index, besides being one of the few tools
available in Spanish, has great predictive capacity for mortality [34], which makes it
a very useful instrument for identifying patients whose needs require closer
monitoring.

Regarding complexity, 66.4% of the cases analysed were complex according to
the CCL. As with frailty, the prevalence of complex cases among the general
population fluctuates from 5% [35] to 24% [36], depending on how the concept of
complexity is understood and the instrument used to identify it. In the instrument
used in this study, complexity goes beyond co-morbidity and co-occurrence of
multiple health conditions and is understood as the synergism of multiple clinical,
psychological, and social problems [29]. The prevalence rate for complexity found in
the nursing homes in our study was higher than the percentage of complex cases
identified in the validation study for the instrument (47.3%) [29]. However, it should
be borne in mind that this study was conducted with the general population and not

with an institutionalised population. Not surprisingly, Amblas-Novellas et al. [37]
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found that institutionalised older individuals had greater levels of co-morbidity and
complexity than people of the same age living in the community.

With regard to palliative care complexity, 43% of residents in our sample were
classified as complex and 22.8% as highly complex. These complexity levels are
lower than those reported by Salvador-Comino et al. [22], who used the IDC-Pal to
identify complexities among patients receiving palliative care at home (32.4% of
them were complex and 67.5% of them were highly complex), showing a different
palliative care complexity pattern at nursing homes. However, in a study using the
same instrument but with palliative patients at a haemodialysis unit [38], the
percentage of complex patients (38%) was closer to the results of our study. One of
the most innovative aspects of this study is that the nursing homes’ own resources
have been taken into account when identifying the priority level of residents
requiring the intervention of APCRs.

The characteristics of the residents classified as priority residents do not
always match the elements identified as complex in the IDC-Pal. In fact, there are
many highly complex elements included in the IDC-Pal which are not particularly
difficult for nursing home workers or which may be solved simply by patients
staying at a nursing home—especially those derived from the patient’s family
situation. Conversely, some complexity elements, such as difficulties in managing
drugs and interventions, are identified by nursing home professionals as a high
priority. Therefore, setting priorities for using external resources based on the
response capacity of the nursing home itself can be an effective strategy for
identifying intervention needs in a targeted, personalised way. This also justifies the

need to adapt complexity detection instruments to this type of institution, as well as
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to take into account the opinions of nursing home professionals in order to decide
which situations are particularly difficult and which are not.

Our results indicate that residents classified as a priority have higher levels of
cognitive impairment. This is not surprising n because nursing home staff face
severe difficulties in caring for individuals with dementia at the end of their lives,
especially in recognising palliative care needs, pain, verbal and non-verbal
communication, and behavioural disorders [39].

Furthermore, the results of our study indicate that residents with refractory
symptoms such as delirium, dyspnoea, and skin ulcers are more difficult to manage
in nursing homes.

With regard to delirium, according to the VIG-Frailty index, 22.1% of the
residents in our study experienced this condition, which was far higher than the
percentage reported in other studies [40], although this may be attributed to the
different instruments used. No specific uniform tools were used to diagnose
delirium in any of the nursing homes participating in this study. Special attention
should be paid to improving the identification and management of delirium in
nursing homes because this condition causes great stress to nursing home
professionals [41]. In a retrospective study on nursing home residents’ last month
of life, Smedback et al. [42] showed that while the pain was relieved in 43% of cases,
delirium was controlled in only 4.3%.

In this regard, the high percentage of residents in our study who regularly use
psychotropic drugs (81.2%) is striking. This percentage is higher than those
reported by other studies in the same context [43]. This may be explained both by

the high percentage of patients with dementia and delirium in our study and by the
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fact that no distinction was made during data collection between the different types
of drugs (antidepressants, antipsychotics, anxiolytics, etc.), as in other studies [43].
These data must be taken into account because the use of psychotropic drugs may
be a factor contributing to the development of adverse effects, hospitalisation, and
even death [44].

For nursing home professionals, dyspnoea is another symptom that is most
difficult to control. In the aforementioned study [42], dyspnoea was only controlled
in 6.1% of cases. Due to the high prevalence of advanced dementia, dyspnoea caused
by aspiration pneumonia is a common symptom causing great stress for
professionals and suffering for residents [45]. On many occasions, dyspnoea crises
require specific medication and equipment which are sometimes only available in
hospitals. Therefore, staff training and material resources are required in nursing
homes.

There was a 12.1% prevalence rate of skin ulcers in our study, falling within
previously published prevalence rates, which ranged from 3.4% to 32.4%,
depending on the criteria used to identify them [46]. In our study, priority 1
residents had a higher proportion of skin ulcers than non-priority residents. It
should be noted that pressure ulcers are very costly for nursing homes in terms of
equipment and time spent caring for them [47], so to ensure adequate treatment,
professionals may need the support of other resources within the health system.

As measured by the PPI results, higher priority levels indicate poorer
prognoses among residents. According to a recent study conducted in our setting,
residents admitted to nursing homes have a higher prevalence of symptoms in their

last month of life and are also subject to a greater number of interventions that are
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not necessarily palliative [48]. It is thus essential to have the support of APCRs when
a patient’s prognosis is very poor because they prevent patients from being
transferred to a hospital to control their symptoms in the final moments of their lives
[20].

Our study has a number of limitations that should be taken into account. To
ensure their participation in the study, both nursing homes and professionals were
selected using a convenience sampling method, which could have introduced
selection bias. In addition, this study was carried out with residents with palliative
care needs, as identified using the NECPAL-ICO-OMS instrument (Instituto Catalan
de Oncologia, Catalufia, Spain), whose characteristics do not necessarily reflect those
of the entire population institutionalised in nursing homes. Finally, this study used
instruments validated directly in Spanish, but it is important to emphasise that the
proportion of residents experiencing frailty, complexity, or palliative care complexity

may vary depending on the tool used to identify them.

CONCLUSIONS

In conclusion, there are high levels of frailty, clinical complexity, and palliative
care complexity among nursing home residents. There is a need for nursing home
professionals to identify which situations constitute a priority for the use of APCRs
because these situations do not necessarily coincide with the tools for assessing
complexity used in other settings. Our results indicate that symptom control,
emergency situations in cancer patients, and managing complex drugs and
interventions receive higher levels of priority. Residents classified as a priority
according to these criteria display higher levels of cognitive impairment and frailty,
poorer prognoses and functional status, and higher rates of refractory delirium,

severe dyspnoea, and skin ulcers.
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ABSTRACT
Background: The COVID-19 pandemic had a particularly severe impact on

nursing homes, exposing numerous pre-existing deficiencies in end-of-life care.

Aim: To describe how the COVID-19 pandemic affected nursing home and
primary care professionals’ attempts to achieve the objectives of a pre-existing end-
of-life programme and to explore their personal experiences of end-of-life care in

these facilities.

Desing: A qualitative descriptive study using thematic analysis.

Setting/participants: Twenty semi-structured interviews were conducted
from March to November 2020 with professionals from nursing homes and primary

care facilities who participated in the development of the NUHELP programme.

Results: Six main themes were identified: (1) Comprehensive assessments of
residents at the homes were not conducted due to excessive workload and high staff
turnover. (2) New technologies and changes to professional roles were used to meet
relatives’ needs for information. Residents only received information when they
requested it. (3) Advance care planning was not carried out and was limited to
potential hospital transfer. (4) Arrangements were made to allow relatives to spend
time with residents during their final moments, but complicated grief among
relatives and professionals is anticipated. (5) Management of complexity varied
depending on the degree of coordination with primary care facilities. (6) Nursing
home professionals felt abandoned, with a lack of human resources, equipment and

training.
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Conclusions: The pandemic cast light on existing shortcomings in nursing
homes in terms of comprehensive assessments, communication, decision making,
grief management and palliative care complexity. Nursing homes need more human,
material and training resources, as well as improved coordination with the public

healthcare system.

Keywords: Palliative care, nursing homes, COVID-19, primary health care.

What is already known about the topic?

- The NUHELP programme was developed by professionals from
nursing homes and primary care facilities to improve end-of-life care in nursing
homes.

- The outbreak of the pandemic had a particularly serious impact on
nursing homes, which experienced excess mortality and were found to have
multiple shortcomings.

- Although the literature has demonstrated the significant emotional
impact of the pandemic on nursing home professionals, its effect on the objectives

of an end-of-life care programme like NUHELP have not yet been studied.

What this paper adds?
- Evaluation of the NUHELP programme has revealed multiple
shortcomings in nursing homes, with failings found in comprehensive
assessments, communication with families and residents, advance care planning,

and management of anticipatory grief and palliative care complexity.
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- Nursing home professionals felt abandoned by the public health and

social care system.

Implications for practice, theory or policy
- More human, material, and training resources are needed in nursing
homes, as well as greater coordination with the public healthcare system.
- Specific end-of-life care programmes like NUHELP are more vital than

ever in nursing homes.

BACKGROUND

From the very beginning of the COVID-19 pandemic, excess mortality was
found to be particularly high in individuals aged over 65, especially those with
chronic conditions.! As a result, protective measures have focussed on this group.2

In Europe, elderly people in nursing homes tend to have multiple chronic
conditions and high levels of dependency in addition to their age.3 Given the extreme
vulnerability of nursing home residents, one of the main measures adopted in Spain
and other European countries was to ban visits to nursing homes by relatives and
people external to the homes.* Nursing homes took their own action based on
extensive diagnostic testing, cohort isolation, protection for professionals and the
use of new technology to deliver care and support for residents’ physical and mental
health.>

Despite these measures, statistics show that the pandemic had a particularly
significant impact on nursing homes in Spain, where the infection rate reached up to

60% of residents at some points, with a mortality rate exceeding 50% of cases.®
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Spain was among the European countries with the highest numbers of cases.”
Several scholars, including Marban-Gallego et al.® have identified factors that
contributed to these outcomes, including multimorbidity among residents, limited
healthcare capacity in nursing homes and a lack of coordination with the public
healthcare system.

Prior to the pandemic, there were no specific end-of-life care programmes in
nursing homes in Spain.? In 2020, the Spanish Ministry of Health published a series
of recommendations for nursing homes,10 but they focussed on measures to protect
professionals and prevent the spread of the SARS-CoV-2 virus, overlooking measures
related to comprehensive end-of-life care.

The Spanish Society of Palliative Care (SECPAL) with several other scientific
societies published recommendations for end-of-life decision making in the
residential context especially for nursing homes,!! but the extent to which these
were accepted and implemented in the homes is unclear.

The NUrsing Homes End of Life Programme (NUHELP)!2 was developed
between 2017 and 2020 by a team of professionals from nursing homes and primary
care facilities in southern Spain, taking other schemes such as the Gold Standards
Framework for care homes!3 and the NAMASTE programmel# as a reference. The
NUHELP programme consists of five objectives and 22 interventions, as well as
indicators to evaluate the degree to which these objectives are fulfilled.

The NUHELP programme was set to be implemented and evaluated during the
first half of 2020, but it was interrupted by the pandemic.

Unlike other proposed measures, the professionals at the participating nursing

homes and primary care facilities were aware of NUHELP objectives, as they had
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participated in developing the programme and completed specific training on it. The
objectives of the NUHELP programme are now being reassessed in order to rework

them if necessary and implement them in the coming months.

AIM

To describe how the COVID-19 pandemic affected nursing home and primary
care professionals’ attempts to achieve the objectives of a pre-existing end-of-life
programme and to explore their personal experiences of end-of-life care in these

facilities.

METHODS

Design

This is a descriptive qualitative study. This type of study design is commonly
used in research projects aiming to obtain first-hand knowledge of patients’, family
members’ or professionals’ experiences of a particular topic, such as programme
evaluations.!> The study follows the Consolidated Criteria for Reporting Qualitative

Research (COREQ) guidelines.

Setting/population
The study was conducted with professionals from the eight nursing homes and

eight primary care facilities that had helped to develop the NUHELP programme.12
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Sample/recruitment

Purposive sampling was carried out. The inclusion criteria were: working at a
nursing home or a primary care facility that provided support to a nursing home
during the COVID-19 pandemic from at least March to November 2020.

Two professionals from each of the eight nursing homes participating in the
programme design were contacted (16), and one professional was selected from

each referring primary care facility (8).

Data collection

A semi-structured interview script was drawn up in accordance with the
objectives of the NUHELP programme (Table 1). In the interviews, the participants
expressed their opinions about the situation in Spanish nursing homes since the
start of the COVID-19 pandemic in relation to the objectives set in the programme.
To obtain a better understanding of the participants’ responses, real examples of
specific cases were requested for each objective and the participants were asked to

explain how they had been affected personally.

Table 5: Interview script.

Objective Questions for all objectives

Objective 1. To conduct a comprehensive assessment and develop a How have the pandemic and the measures
personalised care plan adapted to the palliative needs detected. imposed affected [Objective]?

Objective 2. To provide information in a clear and accessible way. Can you give an example?

Objective 3. To request and record advance care directives. How have you personally experienced this
Objective 4. To provide early care with respect to loss and grief change as a professional?

Objective 5. To refer patients to a specialised palliative care unit if

appropriate, depending on the complexity of the palliative care required.
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The project researchers made telephone contact with the professionals to
explain the purpose of the interviews and arrange an appointment.

The interviews were conducted online by two male project researchers with
previous experience in qualitative methods, who did not belong to the facilities and
were video recorded for subsequent transcription. Breaks were taken upon the
participants’ request or when the researchers could see that they were struggling
emotionally. The interviews lasted approximately 30 min and were carried out
between November 2020 and March 2021. The transcripts were subsequently sent
to participants to confirm that every aspect recorded in the interviews accurately
reflected their opinions. Notes on body language were added to provide additional

information alongside the participants’ discourses.

Data analysis

A thematic analysis was carried out following the steps set out by Braun and
Clarke.’® The codes identified in the thematic analysis were grouped into main
themes according to the questions on the script, which echoed the objectives of the
NUHELP programme. An additional theme (‘Personal experiences’) was added to
encompass general considerations about end-of-life care that applied to all the
programme’s objectives. In some themes, it was necessary to establish subthemes in
order to describe the study phenomenon in greater depth. One researcher
performed a first codification, and afterwards, all codes and subthemes were
discussed by three researchers. The transcripts were subsequently sent to the
participants for triangulation purposes before notes on body language were added
to the documents and the analysis began. Atlas.ti 9 © was used to code and analyse

the transcripts. Given the characteristics of the sample, data saturation (the point at
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which additional data produces no more emerging themes) was reached. This may
be explained by the fact that the participants all belonged to the same demographic

and regulatory contexts.

Ethical issues

The study was approved by the Research Ethics Committee (0706-N-17).
Informed consent was given verbally and recorded with the rest of the interview.
The interviewer stayed with the participants to make sure that they were not
experiencing emotional distress. In the event that they were, the interviewer

remained with the participant until they returned to their usual emotional state.

RESULTS

Of the 24 professionals who had helped to develop the programme and who
were contacted to participate, 20 joined the study: 13 worked at nursing homes and
seven at primary care facilities. Four professionals who had helped to develop the
NUHELP programme did not participate in the study because they had not delivered
care at the facilities during the study period.

Eighteen of the 20 participants (90%) were women. The mean age of the
participants was 42.3 years old, and the mean length of time in their current roles
was 13.05 years. The participants’ details are shown in Table 2.

The results of the interviews are presented below; they are organised into
themes and codes and illustrated with verbatim quotes. Each quote is accompanied

by the participant’s code. A description of the coding tree is showed in Figure 1.
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Table 2: Interview participants.

ID Care environment Sex Age Years of experience Profession
P1 Primary Care Female 54 19 Nurse

P2 Primary Care Female 55 32 Nurse

P3 Primary Care Female 59 17 Nurse

P4 Primary Care Female 54 30 Nurse

P5 Primary Care Male 58 18 Nurse

P6 Primary Care Female 52 13 Nurse

P7 Primary Care Female 61 35 Nurse

P8 Nursing Home Female 28 3 Nurse

P9 Nursing Home Female 36 13 Psychologist
P10 Nursing Home Female 27 3 Social worker
P11 Nursing Home Female 59 15 Nurse
P12 Nursing Home Female 49 14 Geriatrician
P13 Nursing Home Male 25 4 Nurse
P14 Nursing Home Female 33 7 Nurse
P15 Nursing Home Female 36 13 Nurse
P16 Nursing Home Female 57 15 Psychologist
P17 Nursing Home Female 31 4 Social worker
P18 Nursing Home Female 25 2 Nurse
P19 Nursing Home Female 24 3 Nurse
P20 Nursing Home Female 23 1 Nurse
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Objective 1. To conduct a comprehensive assessment and develop a
personalised care plan adapted to the palliative needs detected.

At most of the nursing homes, comprehensive assessments were conducted.
They most commonly took place upon residents’ admission to the facility and were
multidisciplinary in nature. However, there were no new admissions to many
facilities during the pandemic due to the restrictions imposed. The few admissions
to nursing homes were accompanied by incomplete assessments, which participants
attributed to staff shortages, excessive workload and fear of contagion of
professionals and other residents. The assessments largely focussed on aspects
relating to COVID-19 infection and acute symptoms.

“The only aim and the only thing we had to focus on was on caring for
residents’ acute episodes, so we forgot about everything else”. [P19_Nursing
Home_Nurse].

“I think we saw COVID rather than people...” [P5_Primary Care_Nurse].

In many cases, key components of comprehensive assessment were absent,
including multidisciplinary teams and relatives, who sometimes participated via
videoconference and other virtual channels. According to the professionals, these
changes in the assessments had a clear impact on subsequent monitoring, affecting
personal relations and suitability of care.

" . .of course it has an impact, because we’re talking about the initial
contact with a resident [participant sighs loudly] [...] a situation [...] that’s more
stressful because they’re alone during admission”. [P14_Nursing Home_Nurse].

. .it’s harder to [deliver] care, so it takes you longer to adapt that care to

the individual”. [P11_Nursing Home_Nurse].
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Objective 2. To provide information in a clear and accessible way

Professionals in nursing homes and primary care facilities noted that the
information given to residents was often inadequate or insufficient, despite the
broader changes that were occurring in healthcare and explicit requests for
information.

Occasionally, relatives asked for information to be kept from the resident. In
these cases, although this information was initially concealed, the professionals tried
to explain the benefits of fully informing the resident to their relatives:

© . .1 think that the information given was utterly inadequate, minimal.
Minimal for the relatives, for the residents it was even worse”. [P3_Primary
Care_Nurse].

“I mean, information just wasn’t given. [...] their appointments [at primary
care facilities] were cancelled, they didn’t receive a phone call, they weren’t told
anything at all [participant is silent]. They weren’t given any information. . .”
[P5_Primary Care_Nurse].

“The children asked us please not to tell their father he had COVID. [...] We
told them it wasn’t appropriate or advisable and that their father watched TV
and was an educated person. ..” [P16_Nursing Home_Psychologist].

The participants explained that they had difficulty responding to the volume
of requests for information from relatives, especially during periods of tighter
restrictions and with relatives of residents who were highly dependent or had
significant cognitive impairment.

To meet demand, the professionals implemented new strategies based on

communication technologies such as video calls, instant messaging and telephone
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calls. Some participants pointed to difficulties when using these types of
communication, especially at times when sensitive information had to be delivered.
“..we set up a WhatsApp group for the relatives and we sent out all the

general information about what was happening with COVID and changes at the
nursing home, all that general information was sent to the relatives”.

[P12_Nursing Home_Geriatrician].

. .you can’t see body language on the phone, and I think it’s so important
when you're giving someone bad news. ..” [P13_Nursing Home_Nurse].

In other cases, staff who were not usually responsible for giving out
information were asked to do so, including administrative personnel. This was a
shortcoming due to the limited medical training of these staff members. Due to their
communication skills, psychologists were an alternative option for delivering
information.

. .they did a really good job, but it’s true that they didn’t have the same
training that we [nurses] or the doctors have. ..” [P19_Nursing Home_Nurse].

“..Ithink that we psychologists in particular are sticklers for being honest
with these people because they [really] appreciate it, they ask for it and they have

a right to know”. [P9_Nursing Home_Psychologist].

Mass media such as radio and television were one of the main sources of
information for residents and their relatives. Although these media outlets allowed
residents and their families to find out what was going on, they were also a source

of concern and gave rise to distrust towards nursing homes:
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" . .they have televisions in their rooms, and they see what’s happening in
the hospitals. . . [participant rubs her eyes] so I think that has quite a big
influence. ..” [P20_Nursing Home_Nurse].

“It was the media too that were reporting on what was happening in other
nursing homes and some families were distrustful towards us” [P10_Nursing

Home_Social worker].

Objective 3. To request and record advance care directives.

The pandemic meant that advance care planning was carried out inadequately
or not at all. In many cases, advance care planning focussed on transferring residents
in a serious condition from the nursing home to a hospital. Although the decision
was often made not to refer residents, there were also cases where both relatives
and professionals preferred to refer them to hospital:

“..I've seen lots of cases that we didn’t refer because the family didn’t want
us to, [participant sighs loudly] because the resident didn’t want us to, they
preferred to be treated here”. [P3_Primary Care_Nurse].

“..most of the relatives preferred us to refer them, they wanted their family
members to be referred to save their lives, they prioritised the fact of saving their
lives [participant frowns]”. [P9_Nursing Home_Psychologist].

The professionals explained that they were often aware of residents’
preferences following informal conversations prior to the pandemic. Although these
preferences were widely respected, there were some cases where they were not
followed despite being known.

“Verbal [preferences] yes, from many residents, when you have an informal

conversation with them on some topic that comes up in the lounge or when they
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come to tell you something and you talk a bit about life. . .” [P16_Nursing
Home_Psychologist].

“.. [The resident] is saying that he doesn’t want to be referred and, in the
end, you refer him and he dies the next day in hospital, where he didn’t want to
die. I feel sad about that [participant starts to cry]”. [P19_Nursing Home_Nurse].
Relatives played an important role when residents were unable to make

decisions and had not set up advance care directives, especially in cases of rapid
decline:

. .1 think the nursing homes have been very respectful when it comes to
taking relatives’ opinions into consideration. ..” [P3_Primary Care_Nurse].

“In some cases, the relatives did make certain decisions in response to their

family member’s rapid decline. ..” [P10_ Nursing Home_Social worker].

Objective 4. To provide early care with respect to loss and grief.

The participants emphasised their belief that relatives would experience
complicated grief after being unable to be with their family members at the end of
their lives due to the restrictions in place. Most nursing homes attempted to
introduce measures to mitigate the impact of this grief, such as being with residents
and enabling family visits during their final moments by providing protective
equipment, despite the fact that this was against the regulations in place, which
imposed a complete ban on family visits to nursing homes. The role of psychologists
in tackling grief was taken very seriously due to their ability to handle conversations

and situations of emotional stress.
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“Physical warmth, being there for their relative, giving them a kiss, giving
them a hug, they’re being deprived of all of that [participant shakes her head]”
[P9_Nursing Home_Psychologist].

“A specific room was set up and we offered them those last few minutes,
those last few minutes before they died, and they all took it, all the family
members. They were really, really grateful for it” [P16_Nursing
Home_Psychologist].

" ..not being able to hug them, not being able to touch them. The work of
the psychologists at the nursing homes and the support they received from the
caregivers closest to that family member were very important”. [P2_Primary
Care_Nurse].

When considering grief, it is also important to bear in mind grief among
professionals, especially those who work in nursing homes. Only the primary care
professionals mentioned the problematic nature of this grief.

“I realised that the people who were grieving the most were the
professionals themselves. [...] They’d go in and fumigate with bleach, place the
sheet over them, and put them in a box. You need to vomit that up, get it out. .

.[participant starts to cry]” [P5_Primary Care_Nurse].

Objective 5. To refer patients to a specialised palliative care unit if
appropriate, depending on the complexity of the palliative care required.

Most of the participants described the nursing homes as a place where
complex cases could be tackled, but where many cases were inadequately handled

due to a lack of human and material resources:
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“How can you handle the end of someone’s life in a nursing home that only
has a nurse there in the mornings and only has geriatric nursing assistants, all
young and inexperienced, in the evenings and nights?” [P3_Primary Care_Nurse].

“It’s been so chaotic that there really wasn’t any way we could do things the
way they were meant to be done, and many patients could perhaps have died at
the nursing home and been looked after by us instead of being taken to hospital,
for example”. [P8_Nursing Home_Nurse].

The participants pointed to an inadequate handling of complex situations,
especially when it came to difficult and refractory symptoms, and palliative sedation.
The way in which these situations were addressed was influenced by the availability
of medication:

“I don’t really think it was handled properly. I think we’re really lacking
when it comes to palliative care and sedation [participant shakes her head]”. ..
[P6_Primary Care_Nurse].

. .medication is prepared to be taken to the nursing home for anything
that comes up. Midazolam and morphine were almost the first things to be taken
there in the packages we’ve been preparing’. [P1_Primary Care_Nurse].
Coordination with public healthcare facilities was key in this regard. Although

some professionals complained about the lack of support from primary care
facilities, others observed more fluid communication, especially when specific units
were created to support nursing homes.

. .since the unit was created, we've always had a doctor and a nurse
available to us [. . .], but the whole thing with this nursing home unit is great

because you can ask them any questions you have...” [P15_Nursing Home_Nurse].
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“The only problem we have with the health centre concerns supplies of
resources and equipment, yes. They don'’t treat us well. . . [participant frowns]”
[P18_Nursing Home_Nurse].

Some participants emphasised the need for specific plans to suit the
characteristics of each facility and highlighted the role of nurses in end-of-life
decision making in complex situations:

“the doctor at the home predicted that potential requirement and we had
guidelines in place, like ‘If this happens [wait] x seconds’; or ‘if they have this, you
can apply this’; or ‘if [they have] pulmonary rales, [do] this, etc., so we were a lot
more sure of ourselves”. [P13_Nursing Home_Nurse].

. .palliative care has to be applied more and nursing has to take not one

but two steps forward in this area...” [P6_ Primary Care_Nurse].

Nursing home professionals’ personal experiences.

Many of the professionals described feeling abandoned due to the lack of
coordination with the public health system and the lack of human and material
resources:

“They abandoned us completely. They didn’t want anything to do with us,
they didn’t want to enter the nursing home, we ended up without any nurses
because they got sick and, well [participant cries] . . .” [P12_Nursing
Home_Geriatrician].

“The resources arrived very late, very late [. . .] [participant starts to cry,
interviewer offers to stop the recording] At a facility where everyone shared
everything, the dining rooms, everything was shared, so it caught us completely

off guard”. [P11_Nursing Home_Nurse].
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They also pointed to the fear and dehumanisation that characterised care at
some points during the pandemic. In the professionals’ opinion, the residents were
those worst affected by the situation:

. .the residents didn’t matter, it was their family members that mattered
[- . .] [the residents] were second-class citizens! [participant shouts and hits the
table]. They weren't first-class citizens” [P5_Primary Care_Nurse].

. .it’s very difficult for them, after their whole lives, to spend their old age
feeling sad, far from their families, and it’s a very difficult time [participant sighs
loudly]. I can see it’s had an effect on their decline. ..” [P10_Nursing Home_Social
worker].

Meanwhile, the professionals experienced guilt at the possibility of infecting
residents and at the feeling that they had been abandoned.

“They felt guilty because, if [the residents] get infected here, it’s our fault
for bringing the virus in off the street, see? I think [the professionals] have been
treated very, very, very poorly, [they have received] very little empathy’.

[P3_Primary Care_Nurse].

DISCUSSION

The aim of this study was to describe how the COVID-19 pandemic affected
nursing home and primary care professionals’ attempts to achieve the objectives of
a pre-existing end-of-life programme (NUHELP) and to explore their personal
experiences of end-of-life care in these facilities.

The professionals interviewed explained that assessments were not

comprehensive but focussed instead on aspects relating to possible infection with
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the SARS-CoV-2 virus and on significant changes in specific areas assessed
previously. Early assessment of possible COVID symptoms at nursing homes as a
measure for preventing contagion has been examined in studies such as Rolland et
al.1” However, the professionals were not satisfied with this approach, as it severely
affected residents by overlooking other clinical issues despite contributing to
contain the spread of the virus.

The professionals interviewed highlighted the large amount of information
requested by residents’ relatives. The literature suggests that relationships with
residents’ family members are often conflictual. The professionals participating in
focus groups in the study by Sanchez-Garcial8 observed that family members might
feel guilty for being unable to care for their loved ones and have a negative image of
nursing homes, resulting in a more demanding attitude towards the professionals
working at the homes.

In order to handle demands from relatives, nursing homes adopted measures
such as the use of new technology and assigning members of staff who did not
usually deliver information to families to this role. The use of technology is relatively
new in nursing homes, as previous studies have shown.1® Remote interactions with
residents are more difficult than in face-to-face settings, requiring high levels of
cooperation from professionals to make this channel of communication effective.20

The nursing homes’ experience of involving non-medical professionals in
delivering information was not particularly positive, as it depended largely on each
individual’s communication skills. In a study carried out in nursing homes before the
pandemic, Johnson and Bott?! showed that non-medical professionals felt uncertain

when delivering information related to the end of life and considered that it was not

pag. 184



6.4. Resultados: Estudio 4

their responsibility. This may have been exacerbated during the pandemic by the
uncertainty surrounding COVID-19 and how to treat the disease.

The information obtained from the media by residents and their families was
counter-productive in many cases, causing major concern among them due to news
reports on high case rates in nursing homes. Recent analysis has shown that news
reports on the impact of COVID-19 in nursing homes were a constant feature
throughout the pandemic and that these reports were all negative in nature.22

The findings of this study indicate that advance care planning remains an area
for improvement in nursing homes. In Spain, there is widespread ignorance
surrounding advance care planning and advance care directives, so they are rarely
implemented.23 Ottoboni et al.24 show that professionals are reluctant to carry out
this planning for fear of bothering residents or their families, despite viewing it as a
positive measure for handling the end of residents’ lives.

Meanwhile, the participants were aware of the possibility of complicated grief
among families due to factors such as isolation, the inability to say goodbye or the
absence of family visits, so they adopted measures to enable relatives to spend time
with residents during their final moments. Being unable to provide dying residents
with companionship at the end of their lives may have a serious emotional impact
on relatives and on the professionals themselves.2>

The capacity to handle complex cases at the nursing homes depended on the
human, material and training resources available at the facilities and on the degree
of coordination with public services, including primary care facilities in particular.

As Mota-Romero et al.2¢ highlight, nursing home professionals should identify
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complex cases that are especially difficult to handle and be aware of the external
resources available to them so that they can refer these patients where necessary.

Another issue raised was the need for nursing homes to have guidelines in
place for responding to crises and controlling symptoms appropriately. Vellani et
al.?’ state that primary care nurses with the necessary skills can play a very
important part in controlling end-of-life symptoms in collaboration with nursing
home teams.

Echoing the findings of this study, previous studies have found that healthcare
professionals working during the pandemic have suffered high levels of stress,
anxiety and depressive symptoms.2829 The conditions present in nursing homes
have worsened during the pandemic, including excessive workload, staff shortages
and the emotional impact of isolation, the disease itself and the deaths of many
residents.30

This study has several limitations. Firstly, the qualitative nature of the study
means that it is useful in understanding the experiences of professionals from
nursing homes and primary care facilities during the COVID-19 pandemic, but it is
not possible to extrapolate these conclusions to other contexts or settings. Secondly,
the narratives of professionals from primary care facilities and nursing homes were
analysed together. Although there were no major differences between the narratives
of the two groups and any differences have been noted in the Results and Discussion
sections, a specific semi-structured interview for each group could have identified
specific characteristics of the study phenomenon. Finally, logistical and ethical

constraints made it impossible to interview residents and family members, although
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their insights could be useful in understanding how NUHELP’s objectives can be

achieved.

CONCLUSIONS

An evaluation of the NUHELP programme has revealed multiple shortcomings
in comprehensive palliative care assessments, information given to residents and
their families, advance care planning, support for anticipatory grief among families
and identification and referral of complex cases. Nursing home professionals felt

abandoned by the public health and social care system.

RECOMMENDATIONS FOR PRACTICE
More human, material and training resources are needed in nursing homes, as
well as greater coordination with the public healthcare system. The roles and
competencies of nurse case managers and specific units to coordinate with nursing
homes must be strengthened. Structured advance care planning that takes resident
and family preferences into consideration is crucial to avoid professional overload

and conflicts in emergency situations.



Tesis doctoral de Emilio Mota Romero

REFERENCES

1.  World Health Organization (WHO). Report of the WHO-China Joint Mission on
Coronavirus Disease 2019 (COVID-19). Geneva,

https: //www.who.int/docs/default-source /coronaviruse /who-china-joint-

mission-on-covid-19-final-report.pdf (2020).
2. Yanez ND, Weiss NS, Romand J-A, et al. COVID-19 mortality risk for older men
and women. BMC Public Health 2020; 20: 1742.

3. Onder G, Carpenter I, Finne-Soveri H, et al. Assessment of nursing home
residents in Europe: The Services and Health for Elderly in Long TERm care
(SHELTER) study. BMC Health Serv Res 2012; 12: 5.

4.  Jefatura del Estado. Real Decreto 463/2020, de 14 de marzo, por el que se
declara el estado de alarma para la gestion de la situacion de crisis sanitaria
ocasionada por el COVID-19.,
https://www.boe.es/eli/es/rd/2020/03/14/463/con (2020).

5.  Giri S, Chenn LM, Romero-Ortuno R. Nursing homes during the COVID-19

pandemic: a scoping review of challenges and responses. Eur Geriatr Med
2021;12:1127-1136.

6. Delgado-Cuesta ], Giménez Miranda L, Medrano FJ, et al. Gestion clinica de la
pandemia por SARS-CoV-2 en Espaiia: lecciones aprendidas. Rev la Soc Venez
Microbiol Vol 40, No 2 (2020); 144-150,
http://saber.ucv.ve/ojs/index.php/rev_ vm/article /view/21151 (2021).

7. Comas-Herrera A, Zalakain ], Lemmon E, et al. Mortality associated with
COVID-19 in care homes: international evidence, https://ltccovid.org/wp-
content/uploads/2020/05/Mortality-associated-with-COVID-3-May-final-

7.pdf (2021).
8.  Marban-Gallego V, Montserrat-Codorniu J, Rodriguez-Cabrero G. The impact

of COVID-19 on the elderly dependent population in spain with special
reference to the residential care sector. Cienc e Saude Coletiva 2021; 26: 159-
168.

9.  Froggatt K, Payne S, Morbey H, et al. Palliative Care Development in European

Care Homes and Nursing Homes: Application of a Typology of

pag. 188



6.4. Resultados: Estudio 4

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

Implementation. ] Am Med Dir Assoc 2017; 18: 550.e7-550.e14.
Ministerio de Sanidad. Recomendaciones a residencias de mayores y centros
sociosanitrios para el COVID-19 (versién de 5 de marzo de 2020),

https://www.mscbs.gob.es/profesionales/saludPublica/ccayves/alertasActual

/nCov/documentos/Centros sociosanitarios.pdf (2020).

Amblas-novellas ], Gomez-batiste X. Since January 2020 Elsevier has created a
COVID-19 resource centre with free information in English and Mandarin on
the novel coronavirus COVID- 19 . The COVID-19 resource centre is hosted on
Elsevier Connect, the company ’ s public news and information. Novel
Coronavirus Information Center,

https://www.elsevier.com/connect/coronavirus-information-center (2020).

Mota-Romero E, Esteban-Burgos AA, Puente-Fernandez D, et al. NUrsing
Homes End of Life care Program (NUHELP): developing a complex
intervention. BMC Palliat Care 2021; 20: 98.

Hewison A, Badger F, Clifford C, et al. Delivering ‘Gold Standards’ in end-of-life
care in care homes: a question of teamwork? J Clin Nurs 2009; 18: 1756-
1765.

Froggatt K, Patel S, Perez Algorta G, et al. Namaste Care in nursing care homes
for people with advanced dementia: protocol for a feasibility randomised
controlled trial. BM] Open 2018; 8: e026531.

Neergaard MA, Olesen F, Andersen RS, et al. Qualitative description-the poor
cousin of health research? BMC Med Res Methodol 2009; 9: 1-5.

Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol
2006; 3: 77-101.

Rolland Y, Benetos A, Villars H, et al. A COVID-19 Support Platform for Long
Term Care Facilities. ] Nutr Health Aging 2020; 24: 461-462.

Sanchez-Garcia MR, Moreno-Rodriguez M, Hueso-Montoro C, et al.
Dificultades y factores favorables para la atencion al final de 1a vida en
residencias de ancianos: un estudio con grupos focales. Atencién Primaria
2017; 49: 278-285.

Ohligs M, Stocklassa S, Rossaint R, et al. Employment of Telemedicine in

Nursing Homes: Clinical Requirement Analysis, System Development and



Tesis doctoral de Emilio Mota Romero

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

First Test Results. Clin Interv Aging 2020; 15: 1427-1437.

Dunleavy L, Preston N, Bajwah S, et al. ‘Necessity is the mother of invention’:
Specialist palliative care service innovation and practice change in response
to COVID-19. Results from a multinational survey (CovPall). Palliat Med 2021;
35: 814-829.

Johnson S, Bott MJ. Communication With Residents and Families in Nursing
Homes at the End of Life. ] Hosp Palliat Nurs 2016; 18: 124-130.

Miller EA, Simpson E, Nadash P, et al. Thrust Into the Spotlight: COVID-19
Focuses Media Attention on Nursing Homes. Journals Gerontol Ser B 2021; 76:
e213-e218.

Arimany-Manso ], Aragones-Rodriguez L, Gdmez-Duran E-L, et al. El
testamento vital o documento de voluntades anticipadas. Consideraciones
médico-legales y analisis de la situaciéon de implantacion en Espafia. Rev
Espanola Med Leg 2017; 43: 35-40.

Ottoboni G, Chattat R, Camedda C, et al. Nursing home staff members’
knowledge, experience and attitudes regarding advance care planning: a
cross-sectional study involving 12 Italian nursing homes. Aging Clin Exp Res
2019; 31: 1675-1683.

De La Rica Escuin M, Garcia-Navarro EB, Garcia Salvador I, et al.
Acompanamiento a los pacientes al final de la vida durante la pandemia
COVID-19. Med Paliativa 2020; 27: 181-191.

Mota-Romero E, Tallén-Martin B, Garcia-Ruiz MP, et al. Frailty, Complexity,
and Priorities in the Use of Advanced Palliative Care Resources in Nursing
Homes. Medicina (B Aires) 2021; 57: 70.

Vellani S, Boscart V, Escrig-Pinol A, et al. Complexity of Nurse Practitioners’
Role in Facilitating a Dignified Death for Long-Term Care Home Residents
during the COVID-19 Pandemic. ] Pers Med 2021; 11: 433.

Shreffler ], Petrey ], Huecker M. The impact of COVID-19 on healthcare worker
wellness: A scoping review. West | Emerg Med 2020; 21: 1059-1066.

Hanna JR, Rapa E, Dalton L], et al. Health and social care professionals’
experiences of providing end of life care during the COVID-19 pandemic: A

qualitative study. Palliat Med 2021; 35: 1249-1257.

pag. 190



6.4. Resultados: Estudio 4

30. White EM, Wetle TF, Reddy A, et al. Front-line Nursing Home Staff
Experiences During the COVID-19 Pandemic. ] Am Med Dir Assoc 2021; 22:
199-203.






6.5. Resultados: Estudio 5

6.5. ESTUDIO 5

Titulo: Impact of the COVID-19 Pandemic on the Perceived Quality of

Palliative Care in Nursing Homes.

Autores: Emilio Mota-Romero, Concepciéon Petra Campos-Calderon, Daniel
Puente-Fernandez, Cesar Hueso-Montoro, Ana A. Esteban-Burgos, Rafael

Montoya-Judrez.
Revista: Journal of Clinical Medicine.
Factor de impacto por Journal Citation Reports: 3.9.
Categoria: MEDICINE, GENERAL & INTERNAL.
Posicion en la categoria: 58/167.
Cuartil: Q2.
Aiio de publicacion: 2022.

Referencia: Mota-Romero, E., Campos-Calderén, C. P, Puente-Fernandez,
D., Hueso-Montoro, C., Esteban-Burgos, A. A., & Montoya-Juarez, R. (2022). Impact
of the COVID-19 Pandemic on the Perceived Quality of Palliative Care in Nursing
Homes. Journal of Clinical Medicine, 11(19), 5906.

https://doi.org/10.3390/jcm11195906

pag. 193






6.5. Resultados: Estudio 5

ABSTRACT
Background: The Nursing Homes End-of-life Programme (NUHELP) was
developed in 2017 and is based on quality standards of palliative care, but it was not

implemented due to the outbreak of the COVID-19 pandemic.

Objectives: To describe perceptions among staff at nursing homes and primary
health care (PHC) centres regarding the relevance, feasibility, and degree of
achievement of quality standards for palliative care in nursing homes and to

determine the differences in these perceptions before and after the pandemic.

Materials and Methods: Cross-sectional descriptive study. Professionals at
eight nursing homes and related PHC centres who participated in NUHELP
development assessed 42 palliative care standards at two time points (2018 and
2022). The Mann-Whitney U test was applied to analyse differences in the scores
between these two times and between perceptions at nursing homes and at PHC

centres.

Results: The study population consisted of 58 professionals in 2018 and 50 in
2022. The standard regarding communication with persons affected by the death of
a family member was considered less relevant (p = 0.05), and that concerning the
culturally sensitive and dignified treatment of the body was less fully achieved (p =
0.03) in 2022 than in 2018. Social support (p = 0.04), sharing information among the
care team (p = 0.04), patient participation (p = 0.04) and information about the
treatment provided (p = 0.03) were all more poorly achieved in 2022 than in 2018.

The perceptions of nursing home and PHC workers differed in several respects.
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Conclusions: Professional intercommunication and social support should be

reinforced, and residents should be more actively involved in decision-making.

Keywords: palliative care; palliative medicine; nursing homes; COVID-19;

SARSCOV2Z; primary care.

INTRODUCTION

The global population is ageing. According to the World Health Organization,
by 2050, there will be twice as many people aged over 65 as in 2019 (rising from 0.7
to 1.5 billion) [1]. By 2068, people aged over 65 years will constitute 29.4% of the
Spanish population, compared to the 19.1% recorded in 2018 [2]. Spain will have
the fourth highest ratio of dependency and of older people in the European Union
[3].

In the future, there will be a greater need for caregivers for older people with
chronic diseases. The ability of families to care for the elderly is conditioned by the
transformation of family life, decreasing fertility and rising migration to urban areas,
with the consequent geographical dispersion, among other factors [4].

In response to the foreseeable shortfall of informal caregivers, more older
people will live in institutions. As an indication of this trend, the number of persons
residing in nursing homes rose by 4.56% between 2015 and 2020 [5].

For many older people, nursing homes are their last place of life, and deaths in
these institutions are expected to double by 2040 [6]. This outlook highlights the
importance of the palliative care provided in nursing homes, where there is a high
prevalence of chronic diseases [7]. An estimated 60-70% of chronic patients with

palliative needs are residents in nursing homes [8].
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Recent studies in Spain and the EU indicate that many residents of nursing
homes receive unnecessary interventions at the end of life, such as cardiopulmonary
resuscitation, mechanical ventilation, surgery, dialysis, blood transfusions,
chemotherapy or radiotherapy [9-13]. The provision of high levels of medication is
also common in the last weeks of life, and not all are related to symptom control
[11,13].

Various institutions have emphasised the need for nursing home personnel to
receive comprehensive training in end-of-life care [14,15] via programmes such as
the Gold Standards Framework [16] or Namaste Care [17], which is specifically
designed for nursing home residents with dementia.

In Spain, a team of researchers from Granada and Jaén Universities developed
the Nursing Home End of Life Programme (NUHELP) in 2017 to improve end-of-life
care in nursing homes [18].

This programme is based on 42 standards for end-of-life care in adult palliative
care units, published by the British National Institute for Health and Care Excellence
[19] and the New Health Foundation [20].

These standards were evaluated in terms of their relevance, feasibility and
degree of implementation at participating nursing homes and the health centres
with which they were associated [18].

The COVID-19 pandemic provoked a radical change in the care provided by
nursing homes, which were forced to adapt their internal operations in order to
protect residents and staff from contagion [21]. Among the new measures adopted,
family visits were restricted, access was controlled (with obligatory temperature

testing and entry/exit registration), strict hand hygiene was required, the
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respiratory symptoms of staff and residents were assessed, and government-
mandated protocols in response to positive contacts were applied [22]. Despite
these measures, the mortality in nursing homes remains unacceptably high. In Spain,
there have been 30,240 deaths from the SARS-CoV-2 virus in nursing homes since
the start of the pandemic [23]. This mortality has been aggravated by demographic
and healthcare-related factors (such as community life and the lack of personal
protective equipment), regulatory and administrative factors regarding employment
practices, and by factors related to comorbidity [24,25].

In view of these circumstances, the following question arises: do the staff at
the nursing homes and primary health care (PHC) centres participating in the
NUHELP programme attach the same value today as in 2018 to the quality standards
then proposed for palliative care, or have their perceptions changed following the
experience of the pandemic?

Among the barriers to the provision of end-of-life care in nursing homes,
responsibilities often remain unidentified, and coordination among the
professionals involved is inadequate or non-existent [26]. Good communication is of
vital importance, enabling mutual support between nursing home staff and those
working in PHC [27]. Indeed, one of the strengths of the NUHELP programme is that
it was designed jointly by nursing home and PHC personnel. However, there may be
differences between these professionals in their perceptions of the quality of
palliative care.

The aims of this study are, on the one hand, to describe the relevance,
feasibility and degree of achievement perceived by the nursing home and PHC staff

of quality standards for palliative care in nursing homes before and after the COVID-
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19 pandemic and, on the other, to detect and identify any differences among the

perceptions of those working in these two contexts.

MATERIALS AND METHODS

Design

This cross-sectional descriptive study was carried out at two time points (2018
and 2022). It cannot be considered a prospective study since the participants varied
between the two periods.

In the following sections, the participants and the data collection procedure
are described for each time point considered. The instruments used and the data

analysis procedures were identical in each case.

Sample

The study was conducted among personnel at the eight nursing homes and
PHC centres which collaborated in the development of the NUHELP programme.
These institutions were chosen according to three criteria:

o  That the staff at the nursing homes and PHC centres involved were
willing to participate in the development and subsequent implementation of the
programme.

o That the nursing homes had contracted with the local social services
for the provision of assistance to the elderly.

o  That the nursing homes catered for at least 60 residents (this
stipulation arose from the fact that centres of this size are required to have

nursing staff on call 24 h a day and an in-house doctor).
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In 2018, an intentional sampling was carried out, recruiting 58 healthcare
professionals (in the fields of nursing, medicine, social work and psychology) from
nursing homes and PHC centres (medicine and nursing) associated with the
NUHELP programme [18].

For the 2022 study, in addition to the aforementioned criteria, an additional
requirement was included that the participants should have worked in these centres

during the first waves of the COVID-19 pandemic (March-November 2020).

Data Collection Procedure

In 2018, members of the NUHELP programme visited the participating centres
to inform them of the Project’s aims and to request the participation of their staff.
Once consent had been obtained, the project researchers contacted potential staff
members by email, inviting them to return an online form. This data collection
process took place from January to March 2018.

In 2022, these same staff members were again contacted and asked to
complete the same form again. In addition, the contact persons at each centre were
asked to forward the form to other personnel who met the inclusion criteria and
might be interested in taking part. This data collection process was carried out from

January to March 2022.

Tools
The questionnaire developed ad hoc for this study addressed the following
sociodemographic and clinical variables: age, sex, professional category,

employment pattern (full-time/part-time) and setting (nursing home/PHC centre).

pag. 200



6.5. Resultados: Estudio 5

The questionnaire also included the 42 quality standards incorporated into the
NUHELP programme, ordered by contextual relevance and detailed in Annex I.
Each participant was asked to rate the standards according to the following
criteria and scored on a Likert scale ranging from 1 (totally disagree) to 5 (totally
agree).
o  Appropriateness of the care provided in the nursing home in question.
o Feasibility of its implementation of palliative care.
o Level of attainment, i.e., the extent to which the recommended
palliative care was provided.
The third criterion was only evaluated for the nursing homes since it was
assumed that PHC personnel could not be expected to accurately determine this

question for their place of work.

Statistical Analysis

The continuous study variables were analysed using descriptive measures of
central position and dispersion (mean and standard deviation) and the discrete
variables by frequencies. The application of the Kolmogorov-Smirnov test showed
that the responses to the different standards did not follow a normal distribution,
and so the inferential analysis was performed by non-parametric tests.

Two-tailed Mann-Whitney U and chi-square tests were performed to
determine whether there were significant differences between the samples for the
variables collected regarding both the time points considered (2018 and 2022) and

the two groups of personnel (at nursing homes and PHC centres).
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Ethical Considerations

The study was approved by the Research Ethics Committee (0706-N-17).
Information about the project was included in the online questionnaire. All of the
participants provided prior informed consent and their contact information. At all
times these data were separated from the questionnaire answers in order to protect
the participants’ anonymity, in accordance with Organic Law 3/2018, of 5 December,

on Personal Data Protection and Safeguards for Digital Rights [28].

RESULTS

Characteristics of the Sample

In total, 108 healthcare personnel participated in the study, 58 (53.7%) in 2018
and 50 (46.3%) in 2022. Only ten of those who took part in 2018 repeated their
participation in 2022. Most of the 2018 participants who did not repeat in 2020 (n
= 35) were due to changes of workplace, either due to the impossibility to contact
them (n = 3) or refusal to participate again (n = 2). The mean age of the participants
in 2018 was 41 years (SD = 10.7), while in 2022, it was 42 years (SD = 13.5). The
total sample was composed of 84 women and 24 men. In 2018, these workers had
overall professional experience and specific geriatric field experience of 10.9 years
(SD=8.4)and 11.2 years (SD = 7.7), respectively. In 2022, the corresponding figures
were 11.3 years (SD = 7.8) and 14.2 years (SD = 9.78). The male:female ratio, the
professional categories involved, the employment pattern and work settings were
all similar at both time points. Table 1 describes the demographic data of the sample

in greater detail.
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Table 1: Characteristics of the sample.

2018 2022

(n=58) (n=50) p

Age (years): 41 (10.7) 42(13.5) 0.49*
Professional experience (years): 10.9(8.4) 11.3(7.8) 0.45*
Geriatric care experience (years): 11.2(7.7) 14.2(9.78) 0.15*
Gender:

Female 48 (82.8%) 36 (72%) 0.25%*

Male 10 (17.2%) 14 (28%) '
Qualification:

Nurse 36 (62.1%) 37 (74%)

Social worker 1 (1.7%) 2 (4%)

Psychologist 9 (15.5%) 5 (10%)

Physician 12 (20.7%) 4 (8%)

Physiotherapist 2 (4%)
Employment:

Full time 48 (82.8%) 41 (82%) 0.918**

Part time 10 (17.2%) 9 (18%) '
Work setting:

Nursing home 37(63.8%) 21(42%) 0.33%

Primary care 21(36.2%) 29(58%) '

* Mann-Whitney U test; ** Chi-Square.

Differences in Palliative Care Standards between 2018 and 2022 According
to Relevance, Feasibility and Level of Attainment

With respect to the perceived relevance of palliative care standards, the
participants awarded this criterion a score greater than four points (out of five) in
both 2018 and 2022. The standard that received the highest score in 2018 was N2.
40, “Communication with people greatly affected by the death of a family member is
carried out in a sensitive manner” (4.71/0.59). In 2022, the highest score
corresponded to N2. 38, “The body of a person who has died is cared for in a

culturally sensitive and dignified manner” (4.52/0.89). The lowest score in 2018 was
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for N2. 32, “There is an education programme for patients and families who wish to
use it, which facilitates decision-making throughout the course of the disease.”
(3.97/1.15), while in 2022, it was for N2. 14, “People approaching the end of life have
their psychological needs safely, effectively, and appropriately met at any time of day
or night, including access to medicines and equipment.” (3.94/1.24). Significant
differences between the two time points were only found for N2 40,
“Communication with people greatly affected by the death of a family member is
carried out in a sensitive manner” (p = 0.05). In this case, the score in 2022
(4.44/0.81) was significantly lower than in 2018 (4.71/0.59).

For the feasibility criterion, the highest-rated standard was N9. 39, “Families
and carers of people who have died receive timely verification and certification of
the death.”, both in 2018 (4.64/0.61) and in 2022 (4.5/0.12). Those given the lowest
scores were, in 2018, N2. 32, “There is an education programme for patients and
families who wish to use it, which facilitates decision-making throughout the course
of the disease.” (3.24/1.23) and, in 2022, N2. 2, “Generalist and specialist services
providing care for people approaching the end of life and their families and carers
have a multidisciplinary workforce sufficient in number and skill mix to provide
high-quality care and support.” (3.30/1.16).

Significant differences between the time points were only found for item N<.
38, “The body of a person who has died is cared for in a culturally sensitive and
dignified manner.” (p = 0.03), with significantly lower scores in 2022 (4.30/0.97)
than in 2018 (4.62/0.77).

With regard to the level of attainment, the highest rated standard in 2018 was

N<. 38, “The body of a person who has died is cared for in a culturally sensitive and
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dignified manner” (4.61/0.84), while in 2022, it was N2. 39, “Families and carers of
people who have died receive timely verification and certification of the death.”
(4.24/1.08). The lowest rated standard was N2 32, “There is an education
programme for patients and families who wish to use it, which facilitates decision-
making throughout the course of the disease.”, both in 2018 (2.41/1.37) and in 2022
(2.60/1.34).

For the level of attainment criterion, the scores for some standards were lower
in 2022 than in 2018. This was the case for N2. 15, “People approaching the end of
life are offered social and practical support which is appropriate to their preferences
and maximises independence and social participation for as long as possible.” (p =
0.045), N2. 22, “Information about the patient is shared by all professionals involved
in the care process.” (p = 0.044), N2. 31, “The team enables the patient to be involved
in decision-making throughout the course of the disease.” (p = 0.036) and N<. 33,
“The team provides information on the benefits and adverse effects of the
treatments that may be provided to the patient” (p = 0.026). Detailed results for

these criteria are shown in Table 2.

Differences in palliative care standards between Nursing Homes and
Primary Health Care Professionals

Some differences were observed in how health care professionals perceived
the relevance and feasibility of the proposed standards according to their

employment setting (nursing home or PHC centre) (Table 3).
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Table 2: Differences in scores given by all participants between 2018 and 2022, according to

relevance, feasibility and level of attainment.

TOTAL
2018 2022
n=58* n=50** prrE
M SD M SD
1 Health and social care workers have the R 4.43 0.84 414 0.93 0.077
knowledge, skills and attitudes necessary to be
competent to provide high-quality care and F 3.95 1.16 3.66 0.94 0.058
support for people approaching the end of life
and their families and carers. A 3.80 1.09 3.36 1.01 0.118
2 Generalist and specialist services providing care R 4.38 0.91 4.00 1.18 0.096
for people approaching the end of life and their F
families and carers have a multidisciplinary 3.45 1.16 3.30 1.16 0.519
workforce sufficient in number and skill mix to A
provide high-quality care and support. 3.50 1.09 2.96 1.16 0.147
3 . . R 433 0.89 4.14 0.90 0.210
heesind ompeercs ollolestons ¢ g ns 3w L oo
A 3.55 1.27 3.28 1.11 0.192
4 The interdisciplinary team coordinates and R 4.22 0.99 4.06 1.00 0.315
works together on case conferences for each of F 3.50 1.25 3.66 1.22 0.432
the cases treated by the team. A 3.34 1.29 3.00 1.25 0.652
5 The criteria for referral to other professionals in R 4.33 0.82 4.06 1.02 0.188
the team/centre are clearly defined: criteria for
care by the psychologist, criteria for care by the F 3.83 1.11 3.54 1.16 0.208
social worker, criteria for care by the counsellor
or spiritual guide. A 2.72 1.90 3.12 1.21 0.367
6 The clinical material and medication needed to R 429 0.99 4.36 0.94 0.780
carry out care work are available to staff. ¥ 371 L1l 3.96 1.09 0.194
A 3.61 1.02 3.70 1.15 0.409
7 The meeting rooms, offices, etc. necessary for R 447 0.78 4.32 091 0456
carrying out care ac’tivities ,are available to staff. ¥ 4.34 0.87 4.12 106 0.285
A 420 0.95 3.82 1.12 0.113
8 . . . . R 445 0.78 4.32 0.98 0.667
ilegfn?l);;?;gglerf the end of life are identified P 414 0.85 390 111 0.399
A 4.07 0.93 3.60 1.20 0.523
9 People approaching the end of life who may R 4.33 0.96 4.24 0.98 0.553
benefit from specialist palliative care are offered
this care in a timely manner appropriate to their ~ F 3.74 1.04 3.56 1.07 0.387
needs and preferences, at any time of day or
night. A 3.57 1.02 3.06 1.10 0.134
10  People approaching the end of life are offered R 433 0.89 4.16 1.00 0.387
comprehensive assessments in response to their ~ F 4.02 0.91 3.76 1.08 0.256
changing needs and preferences. A 3.55 1.07 3.26 1.12 0.514
11  Families and carers of people approaching the R 4.17 0.94 414 0.93 0.824
end of life are offered compreh?nsive . F 3.67 110 356 1.07 0.664
assessments in response to their changing needs
and preferences. A 3.36 1.12 3.00 1.25 0.488
12 The assessments made by the interdisciplinary R 429 0.96 4.30 097 0.972
team are continuously monitored. ¥ 3.83 113 3.72 1.23 0.763
A 3.52 1.28 3.28 1.21 0.456
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13 People approaching the end of life have their R 4.38 1.01 4.22 1.17 0.458
physical needs safely, effectively, and
appropriately met at any time of day or night, F 390 1.09 3.68 1.19 0.363
including access to medicines and equipment. A 3.77 112 3.42 1.07 0.288
14  People approaching the end of life have their R 4.14 1.08 3.94 1.24 0.421
psycholqglcal needs safely,. effectively, anq F 348 111 339 127 0.631
appropriately met at any time of day or night,
including access to medicines and equipment. A 327 115  2.84 1.28 0.246
15 People approaching the end of life are offered R 416 1.04 4.06 1.04 0.561
social and practical support which is
appropriate to their preferences and maximises F 3.69 1.17 3.52 1.09 0.383
independence and social participation for as
long as possible. A 3.52 1.23 3.06 1.11 0.045
16  People approaching the end of life are offered R 4.19 1.05 4.14 1.01 0.725
spiritual and religious support appropriate to F 3.72 1.29 3.64 1.26 0.659
their needs and preferences. A 3.64 1.45 3.42 1.18 0.147
17  Families and carers of people approaching the R 4.28 0.93 412 0.96 0.313
end of life are o.ffered cqmprehenswe support in F 3.66 0.98 366 1.02 0.825
response to their changing needs and
preferences. A 3.59 1.02 3.22 1.09 0.322
18 The t ith famil bers i R 441 0.70 4.24 0.96 0.581
e ShBagES WIEh Tamiy members F 400 082 386 1.05 0.656
P ' A 391 0.96 3.52 1.09 0.177
19  People approaching the end of life receive R 4.40 0.90 4.32 0.89 0.541
consistent care that is .coordlnated e.ffectlvely F 386 1.05 382 1.04 0.808
across all relevant settings and services at any
20 People approaching the end of life who R 4.47 0.90 4.32 0.96 0.345
experience a crisis at any time (?f day or night F 419 1.00 386 105 0.070
receive prompt, safe, and effective urgent care
appropriate to their needs and preferences. A 3.98 1.11 3.56 0.99 0.098
21 R 441 0.84 4.38 0.81 0.715
The team uses clinical care protocols. F 4.05 0.89 4.18 0.90 0.411
A 3.77 1.01 3.68 1.10 0.855
22 , S R 450 0.80 4.36 1.06 0.732
pomtonbotthepe el Al p 4z oss dos Ll oo
P process. A 418 090 378 111 0.044
23 Thereis a procedure and utilisation rules in R 4.50 0.68 4.44 0.81 0.887
place for adding information to the clinical F 4.26 0.83 4.26 0.75 0.870
record. A 411 1.02 3.74 0.99 0.362
24  People approaching the end of life receive R 4.38 0.81 4.44 0.88 0.466
commun¥c.at10n an.d information in an accessible F 409 0.92 408 101 0.883
and sensitive way in response to their needs and
preferences. A 3.95 1.03 3.54 1.05 0.124
25 Families and carers of people approaching the R 4.41 0.75 4.38 0.85 0.992
end oflife receive communication and F 424 078 412 0.98 0.736
information in an accessible and sensitive way in
response to their needs and preferences. A 4.18 0.84 3.72 1.07 0.182
26 R 450 0.76 4.44 0.79 0.676
The professionals on the team safeguard the F 4.29 0.82 4.20 0.99 0.817
rights, responsibilities, and safety of the patient. A 495 0.89 388 1.00 0.193
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27 The team informs both the patient and his or her R 434 085 4.22 102 0.634

legal guardian of the patient’s rights F 3.93 1.01 3.92 1.18 0.776
gae P s A 380 115 348 1.07 0.217

28 R 426 083 416 0.98 0.775
The team has a st.atement of th.e .rlghts %md P 388 111 396 103 0.748
guarantees of patients and families available.

A 3.43 1.23 3.36 1.06 0.821

29 Apersonalised care plan for people approaching R 4.33 0.96 4.26 0.88 0.454
the end of life which is :.leproprlate to their F 3.93 1.02 388 110 0.895
needs and preferences is developed and
reviewed. A 3.52 1.19 3.26 1.21 0.721

30 The professionals on the team ask the patient
and family members how they would like to be R 4.28 0.95 4.20 L1t 0.876
informed about the
diagnosis/prognosis/treatment progress of the F 3.88 114 3.94 1.20 0.664
disease a}n.d reflect this in the clinical record in a A 373 1.26 338 119 0.100
clearly visible place.

31  The team enables the patient to be involved in R 4.47 0.92 4.32 1.02 0.272
decision-making throughout the course of the F 4.07 1.02 4.02 1.10 0.921
disease. A 3.91 1.18 3.54 1.22 0.036

32 Thereis an education programme for patients R 3.97 1.15 4.04 1.19 0.633
and. fe.lmlhes vyho wish to use it, which facilitates P 394 123 346 123 0.286
decision-making throughout the course of the

33 R 457 0.75 4.26 1.07 0.107
The team provides information on the benefits F 4.29 0.86 4.10 1.11 0.493
and adv.erse effects othe treatments that may A 407 1.09 368 110 0.026
be provided to the patient.

34 There i d directive d ti R 419 1.18 4.14 1.31 0.915

13?36 is an advance care directive document in F 405 1.30 378 1.47 0.325
prace. A 295 155 318 1.32 0.894

35 R 433 0.89 4.26 1.03 0.849

Patient referral criteria are clearly defined. F 3.93 1.11 3.88 1.14 0.831
A 3.45 1.23 3.40 1.12 0.477

36 People approaching the end of life are identified R 4.57 0.73 4.32 1.02 0.247
in a timely manner and receive coordinated care
according to a personalised care plan, including F 412 0.94 4.02 1.08 0.748
prompt access to comprehensive support,
equipment, and medication management. A 3.95 1.01 3.60 1.12 0.422

37 Protocols and clinical guidelines for providing R 419 1.02 4.20 1.05 0.906
education and information about the dying F 3.72 1.23 3.84 1.11 0.700
phase to the family are available to the team. A 3.00 1.35 3.04 1.34 0.410

38 C R 4.67 0.76 4.52 0.89 0.205
Tebebelapemen e ded sl b Lo a0 0w oo

Y & ' A 461 0.84 4.14 1.11 0.066

39 R 4.67 0.60 4.50 0.84 0.379
Families and carers of people who have died F 4.64 0.61 4.50 0.84 0.512
receive timely verification and certification of A 459 0.69 424 1.08 0.481
the death.

40 R 471 0.59 4.44 0.81 0.050
P4 0 a0 om0

Y A 448 088 416 0.89 0.068
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- 1 - R 424 1.00 412 1.02 0.470

Protocols and clinical guidelines for providing F 3.83 113 3.90 1.04 0.837
grief care are available to the team. ' ' ' ' '

A 3.05 1.35 3.02 1.19 0.904

Families of the deceased are offered emotional R 4.40 0.86 4.22 0.91 0.224

and spiritual support appropriate to their needs F 3.93 0.99 3.92 1.03 0.984

and preferences during the grieving process. A 3.70 117 336 114 0.087

*n = 37 level of attainment; ** n = 27 level of attainment; *** Mann-Whitney U-Test.
R: Relevance; F: Feasibility; A: level of attainment.

Table 3: Scores given by nursing home (NH) and primary health care (PHC) professionals, according to
relevance and feasibility.

NH PHC

p*
n=64 n=44
M DS M DS

Health and social care workers have the R 434 0.88 423 091 0478
knowledge, skills and attitudes necessary to be
competent to provide high-quality care and NH>
support for people approaching the end of life Fo397 107 359 1.04 0038 PHC
and their families and carers.
Generalist and specialist services providingcare R 4.23 1.03 416 1.10 0.799
for people approaching the end of life and their
families and carers have a multidisciplinary NH>
workforce sufficient in number and skill mix to B350 117 320 113 0.021 PHC
provide high-quality care and support.
The roles and competencies of all professionals R 419 0.97 432 077 0.699
on the palliative care team are clearly defined. F 3.89 1.16 3.68 1.09 0.160
The interdisciplinary team coordinates and R 4.16 0.98 414 1.03 0995
works together on case conferences for each of
the cases treated by the team. Fo377 1.21 330 123 0038
The criteria for referral to other professionalsin R 4.23 0.92 416 094 0.610
the team/centre are clearly defined: criteria for
care by the psychologist, criteria for care by the NH>
social worker, criteria for care by the counsellor B39 1.06 3.39 119 0.021 PHC
or spiritual guide.
The clinical material and medication needed to R 4.22 1.03 448 085 0.240
carry out care work are available to staff. F 3.67 1.22 4.05 086 0.160

. ' R 452 0.80 423 089 0.050
The meeting rooms, offices, etc. necessary for NH>
carrying out care activities are available to staff. F 441 0.87 400 1.06 0.025 PHC
People approaching the end of life are identified R 44l 0.81 4360970907 NH>
in a timely manner. F 420 0.89 3.77 1.05 0.030 PHC
People approaching the end of life who may R 430 0.95 427 1.00 0.992
benefit from specialist palliative care are offered
this care in a timely manner appropriate to their F 377 1.07 350 102 0144

needs and preferences, at any time of day or
night.
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10  People approaching the end of life are offered R 4.25 0.96 425 092 0.873
compr.ehenswe assessments in response to their 405 0.97 368 101  0.051 NH>
changing needs and preferences. PHC

11  Families and carers of people approaching the R 4.08 1.01 427 079 0459
end of life are offered comprehensive
assessments in response to their changingneeds F  3.75 1.05 343 111 0.135
and preferences.

12 The assessments made by the interdisciplinary R 438 0.92 418 102 0295 NH>
team are continuously monitored. 4.00 1.08 345 123 0.016 PHC

13  People approaching the end of life have their R 4.25 1.10 439 1.06 0454
physical needs safely, effectively, and
appropriately met at any time of day or night, F 3.86 1.17 3.70  1.09 0.360
including access to medicines and equipment.

14  People approaching the end of life have their R  4.06 1.18 402 113 0.713
psychological needs safely, effectively and
appropriately met at any time of day or night, F 3.56 1.14 3.18 1.23  0.097
including access to medicines and equipment.

15  People approaching the end of life are offered R 4.14 1.02 4.07 1.07 0.705
social and practical support which is
appropriate to their preferences and maximises NH>
. . e F 389 1.03 3.20 117 0.002
independence and social participation for as PHC
long as possible.

16  People approaching the end of life are offered R 422 1.00 4.09 1.07 0.543
spiritual and religious support appropriate to NH>
their needs and preferences. 4.00 111 3.23 136 0.003 PHC

17  Families and carers of people approaching the R 417 1.00 425 087 0.860
end of life are offered comprehensive support in NH>
response to their changing needs and F 384 0.96 339 099 0.012 PHC
preferences.

18  The team engages with family members in R 431 0.81 436 087 0.576
patients’ care. F  4.00 0.94 384 091 0.339

19  People approaching the end of life receive R 4.38 0.90 434 089 0.730
consistent care that is coordinated effectively NH>
across all relevant settings and services at any F  4.05 1.00 355 1.04 0.010

. . PHC
time of day or night.

20 People approaching the end of life who R 439 0.95 441 090 0928
experience a crisis at any time of day or night
receive prompt, safe and effective urgent care F 4.08 1.06 398 1.00 0.466
appropriate to their needs and preferences.

21 The team uses clinical care protocols R 434 0.91 448066 0.769

' F 4.20 0.95 398 0.79 0.089

22  Information about the patient is shared by all R 438 0.98 452 085 0.366
professionals involved in the care process. F 420 1.06 4.07 087 0.201

23  Thereis a procedure and utilisation rules in R 441 0.79 457 066 0.347
place for adding information to the clinical F 425 0.82 427 076 0978
record.

24  People approaching the end of life receive R 436 0.82 448 088 0.284
communication and information in an accessible
and sensitive way in response to theirneedsand F  4.22 0.92 3.89 099 0.068
preferences.

25  Families and carers of people approaching the R 441 0.77 439 084 0952
end of life receive communication and
information in an accessible and sensitive way F 430 0.79 402 098 0.160

in response to their needs and preferences.

pag. 210



6.5. Resultados: Estudio 5

26  The professionals on the team safeguard the R 447 0.76 448 079 0.851
rights, responsibilities and safety of the patient. F 436 0.80 4.09 1.01 0.175

27  The team informs both the patient and his or R 428 0.98 430 085 0.836
her legal guardian of the patient’s rights. F  4.05 1.08 3.75 1.08 0.110

28  The team has a statement of the rights and R 411 0.98 436 075 0.249
guarantees of patients and families available. F 395 1.05 386 111 0.700

29  Apersonalised care plan for people approaching R  4.25 0.96 436 087 0.569
the end of life which is appropriate to their
needs and preferences is developed and F 4.02 1.02 3.75 110 0.202
reviewed.

30 The professionals on the team ask the patient R 4.13 1.08 441 092 0.162
and family members how they would like to be
informed about the
diagnosis/prognosis/treatment progress of the F 398 1.15 380 119 0.361
disease and reflect this in the clinical record in a
clearly visible place.

31 The team enables the patient to be involved in R 430 1.03 455 085 0.178
d.ec1510n-mak1ng throughout the course of the 413 1.06 393 104 0176
disease.

32  There is an education programme for patients R 3.83 1.23 425 1.04 0.067
and families who wish to use it, which facilitates
decision-making throughout the course of the F 334 1.25 334 122 0990
disease.

33  The team provides information on the benefits R 441 0.94 445 090 0.881
and adv.erse effects of jche treatments that may 427 0.98 411 099 0298
be provided to the patient.

34 . L . PHC
There is an advance care directive document in R 397 1.33 445 1.02 0.042 SNH
place. F 373 1.46 420 123 0.091

35 Patient referral criteria are clearly defined R 422 103 441082 0479

' F 397 1.17 382 1.04 0.306

36  People approaching the end of life are identified R  4.41 0.92 452 082 0.514
in a timely manner and receive coordinated care
according to a personalised care plan, including F 408 1.06 407 093 0717
prompt access to comprehensive support,
equipment, and medication management.

37  Protocols and clinical guidelines for providing R  4.06 1.13 439 084 0.162
education and information about the dying
phase to the family are available to the team. Fo373 1.25 384 106 0855

38 The body of a person who has died is cared for R 469 0.73 448 093 0212 NH>
in a culturally sensitive and dignified manner. F 4.66 0.74 420 1.00 0.005 PHC

39 Families and carers of people who have died R 4.67 0.62 448 085 0.259
receive timely verification and certification of F o467 0.62 443 085  0.090
the death.

40 People closely affected by a death are R 464 0.65 450079 0315 NH>
communicated with in a sensitive way. F 461 0.68 425 087 0.014 PHC

41  Protocols and clinical guidelines for providing R 417 1.00 420 102 0791
grief care are available to the team. F  4.00 0.98 3.66 120 0.164

42  Families of the deceased are offered emotional R 436 0.76 425 1.04 0934
and spiritual suppor.t appropr.lat(.e to their needs F o417 0.85 357 111 0.004 NH>
and preferences during the grieving process. PHC

R: Relevance; F: Feasibility. * Mann-Whitney U-Test
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Thus, for the relevance criterion, PHC professionals were awarded higher
scores than their counterparts in nursing homes for the items that addressed the
provision of a living will document for patients approaching the end of life (p =
0.045).

In relation to feasibility, nursing home staff were awarded higher scores than
PHC personnel for four of the 42 standards, and notably so for N2. 15, “People
approaching the end of life are offered social and practical support which is
appropriate to their preferences and maximises independence and social
participation for as long as possible.” (p = 0.002) and N2. 16, “People approaching
the end of life are offered spiritual and religious support appropriate to their needs
and preferences.” (p = 0.003).

These differences varied over time. In 2018, PHC professionals were awarded
higher scores than nursing home staff regarding the existence of a living will
document (p = 0.046) but lower ones regarding the presence of meeting
rooms/offices/offices necessary for the performance of their care activity (p =
0.050). However, in 2022, there were no significant differences between the groups
in the latter respect.

In 2018, nursing home professionals were awarded higher feasibility scores
than their PHC counterparts for many standards, especially N2 15, “People
approaching the end of life are offered social and practical support which is
appropriate to their preferences and maximises independence and social
participation for as long as possible.” (p = 0.003), N2. 16, “People approaching the

end of life are offered spiritual and religious support appropriate to their needs and
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preferences.” (p = 0.003) and N2. 17, “Families and carers of people approaching the
end of life are offered comprehensive support in response to their changing needs
and preferences.” (p = 0.002). However, these differences were not significant in
2022. On the other hand, differences were observed for standard N2. 38, “The body
of a person who has died is cared for in a culturally sensitive and dignified manner”,
which was considered more feasible by nursing home professionals than by those

working in PHC centres (p = 0.027).

DISCUSSION

The aim of this study is to consider how professionals working in nursing
homes and associated primary health care centres perceived quality standards for
palliative care, in terms of their relevance, feasibility and level of attainment, before
and after the COVID-19 pandemic. In addition, we examine whether these two
groups of professionals differ in their perceptions of the standards.

Our results show that, before and after the outbreak of the COVID-19
pandemic, there were no major differences in how nursing home and PHC
professionals perceived palliative care standards according to their relevance and
feasibility. However, differences were observed in how they perceived the level of
attainment of the standards. Moreover, there were significant differences between
the nursing homes and PHC personnel in how they perceived the relevance and
feasibility of the standards.

The outbreak of the pandemic meant that the death of a family member had to
be communicated remotely, rather than in person, a situation that was challenging

for the professionals involved in different settings such as emergency services [29],
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nursing homes [30] and hospitals [31]. Adaptation to this new context was difficult
for all concerned since facial expressions and non-verbal language became
inaccessible [29]. In addition, the isolation of family members and/or severe
restrictions on visits created a complex emotional situation that was very difficult to
resolve telematically [30-32].

Regarding the feasibility criterion, in 2022, the professionals consulted
considered it much less likely that the body of a person who had died would be cared
for in a culturally sensitive and dignified manner. The protocols for handling the
body of a person who has died from COVID-19 detail procedures for wrapping,
transfer to the morgue, cold storage, autopsies, delivery and the necessary cleaning
and environmental control, but other aspects of a psychological and culture are
marginalised [33,34].

During the pandemic, images of bodies being stored in ice rinks or empty
rooms [35,36] created in the public mind the view that persons who died from
COVID-19 were being subjected to dehumanised treatment. This understanding
would explain, at least in part, why health care professionals believe that respect for
the body of the deceased is now more difficult to achieve than in 2018.

The criterion ‘level of attainment’ generally received the lowest scores of the
three, both in 2018 and 2022. This is consistent with previously available data on
end-of-life care in nursing homes [21,37].

Our comparative analysis indicates that the mean values for all the standards
were lower in 2022 than in 2018, which could reflect perceptions that the quality of
care in nursing homes for persons approaching the end of life had deteriorated

between the two time points.
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The decrease in social support in 2022 is particularly interesting because if
anything has been affected by the pandemic, it is the social dimension of the end of
life. Strang et al. [38] calculated that only 59% of those who died from COVID-19
were accompanied, either by professionals or family members. Despite the
publication of regulations to prevent or limit the presence of relatives in nursing
homes, the questionnaire responses indicated that these regulations were breached
in order to facilitate the accompaniment of persons in their last days of life [39,40].

Additionally, observed in 2022 was a decrease in information sharing among
professionals about their patients. This may have been because professionals felt
confused by the constant changes in protocols on treatments, forms of transmission,
adverse effects, etc. For example, in Spain alone, during the first wave of COVID-19
(12 March to 21 June 2020), 59 Official Bulletins related to COVID-19 were published
[41].

During the first months of the pandemic, Mir¢ et al. [42] conducted a survey of
emergency departments and found that despite the protocols constantly being
changed, more than 40% of emergency departments did not have a protocol in place
for patients with severe COVID-19.

Other areas of attention that deteriorated during the pandemic were patient
information services and decision-making. This outcome was closely related to the
prevailing uncertainty regarding the evolution of the disease. A survey of the general
population conducted by Koéther et al. in 2020 [43] revealed a preference to
participate in situations unrelated to COVID-19 (55.2%) than to take decisions
related to the pandemic (39.9%). Furthermore, the absence of health care protocols

on decision-making and the restrictions on visits by family members limited the
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scope for discussion of the patient's wishes and of the risks and benefits of the
guidelines for action and for reacting to new situations [44]. These factors, together
with the above-described problem that difficult conversations had to be conducted
telematically, represented major challenges to the decision-making process.

Our analysis revealed several differences between the perceptions of nursing
homes and PHC professionals. Among the former, almost all of the standards are
considered to be more feasible. This finding is in line with Guardia-Mancilla et al.
[45], whose comparative study of perceptions of end-of-life care in nursing homes,
hospitals and PHC centres concluded that nursing home staff were the most
optimistic in this regard. Indeed, it is logical that those providing care in nursing
homes should believe it easier to achieve recommended standards since they are
more aware of their own resources. Another study conducted more than a decade
ago [46], showed that, compared to nursing home personnel, external professionals
working with hospice agencies considered many quality-of-life domains more
difficult to address. This question should be investigated further, given the need to
ensure fluid collaboration between nursing homes and PHC workers and thus
provide adequate end-of-life care. The multiple experiences of collaboration
between professionals in both fields during the pandemic have brought positions
closer in this regard, enabling PHC personnel to learn more about the work carried
out in nursing homes [40].

Although the sample is relatively small and heterogeneous, the professionals
who participated in the study reflect the reality of nursing homes in Spain, with
nurses being the largest group of health professionals working in these centres.

Nursing home professionals tend to work as a team and share some of the same
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perspectives on patient care; therefore, we understand that their perceptions of the
end of life might be similar.

Furthermore, as reflected above, only 20% of the original sample repeated
their participation in 2022, which made it impossible for us to conduct a prospective
paired-sample analysis. On the other hand, this variation in the identity of
respondents is understandable, as many nursing home workers have changed jobs
recently, especially in 2020, in response to staffing problems in the public system.

Another limitation that needs to be considered is that this study is an
exploratory study for which there is no specific measurement bibliography.
Although the instrument used in this study has not been validated, the data collected
can serve as a basis for future research, and it could be useful for stakeholders,

administrators and health care professionals.

CONCLUSIONS

Our results suggest that there has been a certain deterioration in end-of-life
care in nursing homes during the COVID-19 pandemic, especially in the level of
attainment of quality standards for palliative care.

Regarding the relevance criterion, the results suggest that in 2022 less
information was being made accessible in a sensitive way to family members after
the death of residents than in the previous survey in 2018.

As concerns feasibility, our results indicate that the professionals believed it
less likely in 2022 that the body of a deceased person would be handled in a

culturally sensitive and dignified way, compared to their views in 2018.
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Levels of attainment were believed to have fallen in all respects, particularly
as concerns the sharing of information among professionals, the provision of social
support for residents, the transmission of information to them and obtaining their
active involvement.

Our results point to the urgent need to develop end-of-life intervention
programmes in nursing homes. These programmes should pay special attention to
communication between professionals, residents and with relatives, before and

immediately after the death of the resident.
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DISCUSION

Esta tesis doctoral retine una serie de estudios que han sido publicados en
revista de alto impacto cientifico, segun el Journal Citation Reports (JCR), que dan
respuesta a los 5 objetivos planteados en esta tesis y cuyo punto de unién es el
abordaje de los procesos que se dan en el fin de vida en las personas que viven en

residencias de mayores.

En la discusion que se plantea a continuacién se discuten los resultados de los
estudios presentados, agrupados por objetivos, integrandolos entre si e incidiendo
especialmente en la repercusion de estos en la practica asistencial y en las posibles
lineas futuras de investigacion en el campo de los procesos del fin de vida en las

residencias de mayores.

Objetivo 1: Describir como se desarrollé el programa especifico de atencion al
final de la vida en residencias de mayores NUHELP, adaptado al contexto social y

cultural especifico en Andalucia. (Estudio 1)

Como ya hemos visto, la propia OMS (World Health Organization, 2011)
recomienda el desarrollo de estrategias y politicas de potenciacidn de los cuidados
paliativos especialmente en las personas mayores que viven en residencias de
mayores dadas sus caracteristicas de cronicidad, complejidad y prondstico de vida

limitado (Blay & Limoén, 2017).

La bibliografia existente (Froggatt et al., 2020; Honinx et al., 2019), pone de
manifiesto la necesidad de disponer de programas especificos para estos centros
que aborden el fin de vida de manera reglada y con criterios de calidad, asi como la

evaluacién de estos programas.

En Europa ya existen programas especificos de este tipo, como son el Gold
Standards Framework for Care Homes (GSFCH) (Badger et al.,, 2012; Hall et al,, 2011;
Hewison et al., 2009), el PAlliative Care for older people in care and nursing homes in

Europe (PACE) (Smets et al, 2018; Van den Block et al, 2020), o el programa
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NAMASTE (Froggatt et al., 2018), especifico para residentes con demencia. Pero, en
Espafia no se han desarrollado programas de estas caracteristicas. especificos hasta

ahora.

En el estudio 1, se describe cdmo se desarrollé el programa de cuidados al final
de la vida para residencias NUHELP, entendiendo este como una intervencién

compleja (Campbell, 2000; Craig et al., 2008).

Las intervenciones complejas, como el programa NUHELP, son aquellas que
incluyen varios componentes que interactian entre si para proporcionar
determinados efectos (Campbell, 2000; Craig et al., 2008), estan desarrolladas desde
una perspectiva amplia de eficacia, efectividad y basada en la teoria. Ademas, para
que estas intervenciones resulten mas utiles para el usuario al que van dirigidas se
debe tener en cuenta el contexto social y cultural en el que se desarrollan (Skivington
et al., 2021). Ademas de algunos ejemplos ya mencionados en esta tesis doctoral
sobre desarrollo de intervenciones complejas en residencias de mayores en nuestro
entorno (Programa PACE, programa NAMASTE), podemos encontrar algunos mas

recientes como el programa “The Stair of Knowledge” (Neziraj et al., 2023).

En este caso, el programa NUHELP estd basado en modelos anteriores pero
adaptado al contexto especifico y a las necesidades del personal de las residencias
de mayores de Espana. Conocer las limitaciones de un contexto concreto es clave
para garantizar el éxito de una intervencién compleja como esta, tal y como

recomiendan revisiones recientes (Collingridge Moore et al., 2020).

Como primer paso de desarrollo del programa se realizé una formacién bdasica
en cuidados paliativos. Esta formacién, como muestran los resultados del estudio 1
mejoro la Autoeficacia en Cuidados Paliativos (SEPC) (Mason & Ellershaw, 2004) y
las Actitudes hacia el Cuidado al Final de la Vida (FATCOD-B) (Frommelt, 2003) en
profesionales de las residencias. Tanto en las escalas FATCOD-B y SEPC como en las
distintas subescalas de SEPC (comunicacién, pacientes, aspectos psico-socio-
espirituales y aspectos fisicos del manejo del paciente) se observo un incremento en

todas las variables observadas.
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Como ya demuestran otros estudios (Avik Persson et al., 2023), la formacién
en las residencias de mayores puede aumentar la autoeficacia en cuidados paliativos
y mejorar las actitudes de los profesionales de estos centros hacia el cuidado al final
de la vida. Mejorar la formacién en cuidados paliativos de los profesionales de las
residencias es un paso previo, tal y como sefiala Honinx et al. (2019) para que las
intervenciones en este tipo de centros tengan éxito . Otros autores como Smets et al.
(2018) en el estudio PACE concluye con la necesidad de llevar a cabo estrategias de
formacidn, adaptadas a cada pais, con el fin de incrementar la comprension de los
cuidados paliativos en las residencias. Este conocimiento y compresién en los
procesos al final de la vida ayuda a los profesionales a hablar de manera normalizada

de la muerte y el final de la vida (Zhou et al., 2022).

En una segunda fase del estudio 1 se seleccionaron los objetivos mediante
técnica de consenso Delphi (Hsu & Sandford, 2007). Los profesionales de las
residencias consideraron que los 42 estandares de partida eran relevantes, pero sélo
28 de ellos fueron considerados viables. De estos, se seleccionaron 14 con un grado
bajo de ejecucidn en los centros participantes, los cuales se reformularon en 5
objetivos, agrupados segun su afinidad. Finalmente, en la tercera fase del desarrollo
del programa NUHELP se seleccionaron 22 intervenciones a través de la técnica de
grupos focales (Benavides-Lara et al., 2022), con profesionales de las residencias

participantes y de los centros de atencién primaria.

La atencion al final de la vida tiene que ser adaptada a situaciones especificas
que pueden afectar de manera directa a las residencias, como ha sido el caso de la
pandemia de COVID-19, como ya recomiendan otros estudios (Martinsson et al.,
2021). Algunos autores ponen de relieve la necesidad de implementar programas
como el NUHELDP, especificos para las residencias de mayores tras la pandemia (Giri

etal,, 2021).

Es por eso por lo que los siguientes objetivos de esta tesis doctoral, van
encaminados, por un lado, a describir cdmo era la situacion de la atencién al final de
la vida en las residencias antes del COVID19 y como se debe de adaptar en la etapa

postpandemia.
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Objetivo 2: Describir la situacion de la atencion al final de la vida en las
residencias participantes en el programa NUHELP con respecto a los objetivos
del programa NUHELP: “Informar de manera clara y accesible a pacientes y
familiares”, “Realizar y registrar la toma de decisiones anticipadas” (Estudio
2) y “Derivar a un recurso especializado de cuidados paliativos, si procede, en

funcion de la complejidad paliativa” (Estudio 3).

El segundo objetivo del programa NUHELP “Informar de manera clara y
accesible a residentes y familiares” y el tercero “Realizar y registrar la PAD” estan
vinculados a la informaciéon y a la toma de decisiones. Estos son elementos comunes
a casi todos los estudios que forman parte de esta tesis doctoral, especialmente los

estudios 2,4y 5.

Los resultados del estudio 2 nos ofrecen una descripciéon de cémo se llevaba a
cabo la comunicacién al final de la vida en las residencias participantes del programa
NUHELP. Los datos nos muestran que las personas que viven en residencias de
mayores son poco informadas con respecto a su estado de salud, al contrario que sus
familias que por lo general si cuentan con informacién. Este aspecto es aiin mas

deficitario cuando el residente presenta deterioro cognitivo.

El porcentaje de residentes sin deterioro cognitivo del estudio 2 que querian
ser informados era bajo (64,2%) respecto a los resultados de otros trabajos
similares. Robinson et al.,, (2014) asevera que el 85,7% de los participantes en su
investigacidn, personas mayores sin deterioro cognitivo, manifestaban estar a favor
de ser informadas del diagnéstico de enfermedad de Alzheimer. Por su parte, Jorge
et al., (2019), en su estudio con una muestra similar al anterior, describe como el
74% de los participantes expresaron querer ser informados sobre su prondstico en
el caso de encontrarse en situacion terminal. Factores como la edad o el contexto
cultural, pueden tener un gran peso en la importancia de la comunicacién de

informacién (Fujimori et al., 2017).

Por otro lado, el prondstico es el aspecto del que menos se informé a los
residentes y la familia, a pesar de que esta informacion es esencial para abordar la

toma decisiones. Se ha observado que el prondstico de vida inferior a 6 meses es el
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factor que mas condiciona los cuidados que los familiares consideraban que debian
recibir los residentes con demencia avanzada (Mitchell et al., 2004), relacionandose
el pronéstico de vida limitado a 6 meses a un mayor enfoque paliativo de los

cuidados (Ernecoff et al,, 2018).

Al igual que lo observado en la literatura en nuestro entorno mas cercano
(Bejarano Gomez et al., 2019; Bermejo Higuera et al., 2013), tanto el porcentaje de
casos en los que se nombr6 un representante, como el porcentaje de caso que
presentaban voluntades anticipadas, fue bajo y similar en los pacientes con y sin
deterioro cognitivo. Por lo que, es necesario promover la identificacion de

representantes y la cumplimentacion de estas directivas en residencias de mayores.

En cuanto a la PAD, a pesar de que las enfermeras indicaron que residentes y
familias entendian y aceptaban la situacion de salud, no se exploraron ni consensuan
la mayoria de las posibles intervenciones. Esto es congruente con la baja

implementacion de la PAD en estos centros (Martin et al., 2016)

A pesar de que las enfermeras referian que el paciente habia asumido su
situacion clinica, no se habia explorado la posibilidad de realizar la mayoria de las
intervenciones, a excepcion del traslado al hospital y la sueroterapia. Eisenmann et
al. (2020) apunta a que la integraciéon temprana de los cuidados paliativos hace de
la PAD una oportunidad para establecer valores y preferencias, asocidndose al
confort y a la disminuciéon de intervenciones innecesarias, especialmente en los
casos de demencia. Por su parte, Reinhardt et al. (2014) mostr6 que una adecuada
comunicacién sobre los procesos fin de vida influye en que los familiares muestren
seguridad para tomar decisiones relacionadas con el cuidado paliativo. Es por lo
tanto necesario discutir intervenciones concretas con los residentes y con las

familias al final de la vida en residencias de mayores.

Gonella et al. (2019, 2022) refleja en sus estudios los beneficios que tiene una
adecuada comunicacién e informacién clinica, especialmente cuando esta se realiza
en una fase temprana (Peerboom et al.,, 2023). Esto no afecta s6lo a la parte, sino que

también es facilitadora de la realizacidon de la PAD. Realizar esta planificacién mejora
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la calidad de la atencién y la satisfaccidn del residente en los momentos de final de

vida (Schichtel et al., 2020).

En cuanto a las diferencias con respecto a la informacion y la toma de
decisiones en funcion del deterioro cognitivo destaca la diferencia en el nivel de
informacion a nivel general entre los residentes con deterioro cognitivo y sus
familias. Sin embargo, en nuestros resultados no se evidencian grandes diferencias
en la exploracion de decisiones anticipadas entre personas con deterioro cognitivo
y las que no lo presentan. Es importante no excluir al residente de la toma de
decisiones a pesar de la dificultad que representa la demencia en el momento de la

comunicacion con el residente (Wendrich-van Dael et al., 2020).

La comunicacion de los profesionales con los residentes y sus familias en el
final de la vida, asi como la PAD sigue siendo un drea de mejora en residencias de
mayores (Jimenez et al,, 2018). En Espafia, existen barreras adicionales como el
secretismo en torno a la salud de los pacientes impuesto por sus familiares, la
torpeza y la mala preparacion de los profesionales a la hora de dar malas noticias, y
la reticencia entre los adultos mayores a hablar de la muerte (Edo-Gual et al., 2015;
Meifiaca et al., 2012). Por todo ello es preciso seguir incidiendo en la mejora de la

comunicacion y en la toma de decisiones en residencias de mayores en el futuro.

Por otro lado, el estudio 3 describe la situacién de las residencias de mayores

con respecto al objetivo 5 del programa NUHELP: X|Derivar a dispositivo de cuidados
paliativos, si procede, en funcién de la complejidad paliativa’.

La literatura cientifica ha evidenciado que derivar a los pacientes en situacion
de final de vida de las residencias de mayores a recursos especificos de cuidados
paliativos, reduce el numero de hospitalizaciones y visitas a los distintos servicios
de urgencias (Williamson et al., 2021). Sin embargo, no todos los residentes son
susceptibles de ser derivados a estos dispositivos especificos, siendo necesaria una
identificacion oportuna de aquellos usuarios que se beneficiaran mas al ser
derivados (Carpenter et al.,, 2020). Existen diferentes criterios para derivar a los
pacientes a los dispositivos de cuidados paliativos. Uno de estos criterios es la

complejidad, que no solo se define desde un punto de vista clinico, sino que también
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tiene otros componentes funcionales, psicoldgicos y sociales (Martin-Rosello et al,,
2018). Este es precisamente el criterio utilizado en los planes implementado por la
Consejeria de Salud de la Junta de Andalucia en los centros seleccionados

(Consejeria para la Igualdad y Bienestar Social, 2007).

Los resultados del estudio 3 nos indican, en primer lugar, que existen altos
niveles de fragilidad, complejidad y complejidad paliativa en las personas que viven

en residencias de mayores.

Con respecto a la fragilidad, en la muestra analizada en este estudio, la
prevalencia de residentes con algun tipo de fragilidad es del 80%. Un porcentaje
considerable, pero menor del que estim6 Kojima (2015) en su meta-analisis, que lo
eleva hasta el 92.5%, aunque posiblemente esto esté relacionado con los
instrumentos de medida que se utilizaron en él. No obstante, en el estudio de
validacion del indice Fragil-VIG, Amblas-Novellas et al. (2017) se detecta una
proporcion de residentes paliativos con fragilidad igualmente superior al de nuestro
estudio (92,5%), aunque el estudio citado fue realizado entre la poblacién atendida
por una unidad de atencién aguda a pacientes geriatricos. Estos porcentajes son
especialmente importantes puesto que son un criterio de prioridad para movilizar
dispositivos avanzados y en este sentido cabe destacar que el indice Fragil-VIG,
ademas de ser una de las pocas herramientas en castellano, es una herramienta con
gran capacidad predictiva de mortalidad (Amblas-Novellas et al., 2018), lo que hace
que se trate de un instrumento de sumo interés para identificar aquellos residentes

a los que hay que realizar un seguimiento mas estrecho de sus necesidades.

En relacién con la complejidad un 66,4% de los casos analizados, presenta
Complejidad segtn el Indice de Complejidad del Caso (CCI). Aligual que sucede con
la fragilidad, la prevalencia de casos complejos en la poblacién general varia desde
el 5% (Constante Beitia et al,, 2016) al 24% (Grant et al., 2011), siempre en funcion
de como se entienda el concepto de complejidad y el instrumento empleado para
identificarla. El instrumento empleado en este estudio entiende la complejidad mas
alla de la comorbilidad o la concurrencia de multiples condiciones de salud, sino
como la sinergia de multiples problemas clinicos, psicoldgicos y sociales (Ruiz-

Miralles et al., 2021). La prevalencia de complejidad encontrada en nuestros centros
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es superior al 47,3% de casos complejos detectados en el estudio de validacién del
instrumento(Ruiz-Miralles et al.,, 2021), aunque es preciso recordar que éste se
realizé en poblacién general y no en institucionalizada. En este sentido, Amblas-
Novellas et al. (2020), encontraron que las personas mayores institucionalizadas
presentaban una mayor comorbilidad y complejidad que la poblacién de la misma

edad que vivia en la comunidad.

Conrespecto ala complejidad paliativa, un 43% de los residentes de la muestra
de nuestro estudio fueron catalogados como complejos y un 22,8% como altamente
complejos. Estos niveles de complejidad son inferiores a los reportados por Salvador
Comino et al. (2017), que emplearon el instrumento IDC-PAL (Martin-Rosell6 et al.,
2014) para detectar complejidad en pacientes que recibian cuidados paliativos en el
ambito domiciliario (32,4% de complejidad y 67,5% de alta complejidad),
evidenciando un patrén diferente de complejidad paliativa en residencias de
mayores. Sin embargo, en un estudio realizado con el mismo instrumento pero en
pacientes paliativos de una unidad de hemodialisis (Blanco Mavillard et al., 2017),
el porcentaje de pacientes complejos fue del 38%), cifra mas cercana a la reportada

en nuestro estudio.

Uno de los aspectos mdas novedosos de este estudio es que se han tenido en
cuenta los recursos de las propias residencias a la hora de identificar establecer la
prioridad de los residentes que precisaban la intervenciéon de un dispositivo

avanzado de cuidados paliativos.

Si observamos las caracteristicas de los residentes catalogados como
prioritarios, estas no coinciden siempre con aquellos elementos identificados como
complejos con el instrumento IDC-PAL (Martin-Rosell6 et al., 2014). De hecho, hay
muchos elementos de alta complejidad en el IDC-PAL, especialmente aquellos
derivados de la situacion familiar del paciente, que no revisten especial dificultad
para los profesionales de las residencias de mayores, o pueden considerarlas
resueltas por la propia estancia en ellas. Por el contrario, existen elementos de
complejidad, como las dificultades para el manejo de farmacos e intervenciones, que
son identificados por los profesionales de las residencias de mayores como de alta

prioridad. Por lo tanto, el establecimiento de prioridades para movilizar recursos
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externos de acuerdo con la capacidad de respuesta de la propia residencia puede ser
una estrategia eficaz para discriminar las necesidades de intervencién de forma
especifica y personalizada. Por otra parte, esto podria justificar la necesidad de
adaptar los instrumentos de deteccién de complejidad a este tipo de centros, y de
tener en cuenta la opinién de los profesionales de las residencias de mayores para

decidir qué situaciones presentan especial dificultad.

Objetivo 3: Analizar como los profesionales de las residencias de mayores
y centros de atencion primaria participantes en el proyecto NUHELP trataron
de alcanzar los objetivos del programa durante la pandemia por COVID19 y

qué dificultades encontraron al respecto. (Estudio 4)

En el estudio 4 se describe como la pandemia de COVID-19 afect6é en las
residencias de mayores para llevar a cabo los objetivos de un programa de atencion
en el fin de vida. Todos los objetivos del programa se vieron afectados en mayor o

menor medida.

Con respecto al primer objetivo del programa NUHELP, “Realizar la evaluacion
integral (geridtrica y paliativa) y desarrollar un plan de atencién personalizado
adaptado"”, este se considero por parte de los profesionales que participaron en el
desarrollo del programa la base para el éxito del resto de las intervenciones que se

propusieran.

Autores como Briggs et al, (2022) y Yen et al, (2023) muestran que la
evaluacién integral de la gente mayor mejora su estado funcional y reduce tanto el
numero de hospitalizaciones como la duracién de estas. Por su parte Blay et al.
(2019) sefiala que, a pesar de que una buena parte de personas con necesidades
paliativas viven en residencias de ancianos, estas necesidades no estan cubiertas por

una mala deteccidn estas.

No se han podido presentar datos sobre este objetivo especifico en esta tesis
doctoral, que permitan conocer como se realizaba la valoracién integral de los

residentes antes de la pandemia. Sin embargo, a tenor de los participantes en el
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estudio 4, el aspecto de la valoracidn integral sufrié un claro retroceso durante la

pandemia por COVID19.

Los profesionales relatan que en las primeras olas de la pandemia no se
realizaron de valoraciones integrales a los nuevos ingresos. Los motivos apuntan a
una sobrecarga asistencial, que repercutié mayoritariamente en los profesionales
clinicos y especialmente en las enfermeras, provocando un agravamiento en ciertas
condiciones previas que ya existian en las residencias como las ratios insuficientes
de personal o la falta de entrenamiento de los profesionales (Ministerio De Derechos
Sociales y Agenda 2030, 2020). Las valoraciones, cuando se hacian, eran incompletas
o se centraban en aspectos relacionados con la infeccién por SARS-CoV-2, con el
objetivo de ayudar a la contencién de la infeccién por el virus (Rolland et al., 2020).
Sin embargo, los profesionales no estaban satisfechos con este enfoque, ya que
afect6 gravemente a los residentes al pasar por alto otros problemas clinicos a pesar

de contribuir a contener la propagacidn del virus.

Los objetivos del programa NUHELP: “Informar de manera clara y accesible a
pacientes y familiares” y “Realizar y registrar la toma de decisiones anticipadas”

fueron de los mas afectados durante la pandemia.

Los profesionales participantes en el estudio 4, destacaron que, durante las
primeras olas de la pandemia no se ofrecié una informacién adecuada o suficiente a
los residentes, siendo mas limitada ain a los residentes con deterioro cognitivo. Esta
discriminacién en la informacién y toma de decisiones con respecto a los pacientes
con algun deterioro cognitivo, ya fue anticipada en el estudio 2 de esta tesis doctoral,

asi que no es de extrafiar que en la pandemia sucediera del mismo modo.

La informacién que se ofrecié dependié de la demanda que generaron los
residentes, y participaron todos los profesionales que estuvieron implicados en su
cuidado. Estudios como el del Compte-Pujol et al. (2020) revelan que los residentes
preferian informacidén facilmente comprensible y que no fuera excesiva, ya que esto
podia generar estrés. Ante la reclamacion de una mayor informacidén por parte de la
familia, se adoptaron estrategias de comunicacion diferentes, optando en muchos

centros por delegar la comunicacidn con las familias en profesionales no clinicos y
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utilizando nuevas tecnologias, algo que no estaba especialmente arraigado en las

residencias hasta ese momento (Ohligs et al., 2020).

También destaca el papel de los medios de comunicacién “tradicionales” a la
hora de transmitir informacion durante la pandemia en las residencias de mayores,
especialmente la que recibian los residentes sin deterioro cognitivo. El acceso a estos
medios de comunicacion en muchos casos fue contraproducente, generando en los
familiares y residentes una gran preocupacion por las noticias relacionadas con la
alta incidencia de casos que se producian en las residencias de mayores. Algunos
estudios indican que las noticias sobre el impacto del COVID-19 en residencias
fueron una constante a lo largo de la pandemia y que estas normalmente tuvieron

una connotacion negativa o alarmista (Allen & Ayalon, 2021; Miller et al.,, 2021).

Con respecto a la PAD durante la pandemia de COVID-19, esta planificacién no
se ha realizado de la manera esperada, explorando principalmente el traslado del
residente a un centro hospitalario en caso de gravedad. Esto es algo l6gico, teniendo
en cuenta los datos presentados en el Estudio 2, que nos hablan de una baja
implementacion de los PAD en las residencias de mayores. Es necesario recordar
que, en este estudio realizado antes de la pandemia, la mayor parte de las decisiones
no se habian explorado, siendo el traslado del residente al hospital de las mas

discutidas con los residentes y familia.

Siguiendo con los resultados del Estudio 4, los profesionales entrevistados
echaron en falta la presencia de ciertos profesionales, como psicélogos o Enfermeras
Gestoras de Casos que hubieran ayudado a mejorar la PAD durante este periodo. La
mayoria de las decisiones clinicas que fueron tomadas durante los momentos mas
duros de la pandemia se tomaron en base a preferencias que los residentes hubieran
manifestado en conversaciones informales con los trabajadores de los centros

previamente, sin que estas preferencias estuviesen reflejadas en ningun registro.

El cuarto objetivo del programa NUHELP “Realizar atencién anticipada a la
pérdida y el duelo” alude a la atencion temprana a la perdida y al duelo de los

familiares de los residentes institucionalizados en las residencias de mayores.
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Existen varios factores que resaltan la importancia de abordar el duelo
anticipado en las residencias de mayores. En primer lugar, existe una ambivalencia
entre el deseo del cuidador de descansar de su labor, y el deseo de evitar la muerte
del residente, (Coelho & Barbosa, 2017). Aceptar la muerte tanto por parte del
paciente como del familiar y hablar de ella puede ayudar a agilizar la toma de
decisiones de manera anticipada (PAD), y priorizar los cuidados de confort sobre la
prolongacién de la vida, lo que puede ayudar a que la familia resuelva de mejor
manera el duelo una vez se produzca el fallecimiento (Davis et al., 2017; Wang et al.,
2023). Una mejor comunicaciéon con los familiares también puede facilitar la
despedida de estos con sus seres queridos (Coelho & Barbosa, 2017), por ello el
programa NUHELP incluia intervenciones para mejorar la participacion de los

familiares en el cuidado de los pacientes institucionalizados.

Desgraciadamente no se han podido presentar datos descriptivos de la
situacion de las residencias de mayores participantes en el programa, con respecto
a este objetivo antes de la pandemia, sin embargo, los profesionales participantes en

el estudio 4, nos ofrecen claves interpretativas sobre cémo abordar este objetivo.

Los profesionales entrevistados, preveian la aparicién de duelos complicados
en los familiares de los residentes fallecidos, motivados por la falta de
acompafiamiento en los ultimos momentos. Para intentar paliarlo, la mayoria de las
residencias facilitaron dicho acompafnamiento de familiares, dotandolos de medidas
de proteccidn a estos, pese a una posible transgresion de la normativa vigente en el
momento. La literatura ya muestra la necesidad de una formacion especifica en
cuidados paliativos, no solo para prestar unos cuidados de calidad a estos pacientes,
sino también para afrontar de manera correcta la muerte y prevenir duelos

complicados entre los familiares (Chisbert-Alapont et al., 2021).

Aunque mas adelante se discutira este aspecto, los resultados del estudio 5, si
bien no aluden especificamente a la gestion del duelo, nos ofrecen datos interesantes
sobre como ha podido cambiar la actitud de los profesionales ante la muerte, con
una mayor sensibilidad hacia el tratamiento del cuerpo del fallecido y una mayor

relevancia de los aspectos sociales.
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Finalmente, en relacion con el objetivo del Programa NUHELP “Derivar a un
recurso especializado de cuidados paliativos, si procede, en funcion de la
complejidad paliativa”, los profesionales de las residencias y centros de atencién
primaria entrevistados en el estudio 4, confesaron que la capacidad para atender
casos complejos en las residencias de mayores dependia de los recursos humanos,
materiales y formativos disponibles en los centros y del grado de coordinacién con
los servicios publicos, incluidos los centros de atencién primaria en particular. Esto
estd en consonancia con los datos en el estudio 3 de esta tesis doctoral y recalca la

necesidad de un enfoque personalizado para cada centro.

Algunos participantes identificaron un abordaje insuficiente de la complejidad
paliativa en algunas residencias, mientras que otros si pudieron realizar un abordaje
mas acertado, debido principalmente a la mayor disponibilidad de ciertos farmacos.
La mayoria de entrevistados perciben la residencia de mayores como un lugar
adecuado para afrontar estas situaciones, pero la falta de medios y de formacién lo
dificultan. Una cuestion planteada fue la necesidad de que las residencias de
mayores tengan pautas para responder a las crisis de necesidades y controlar los
sintomas adecuadamente. Vellani et al. (2021) afirma que las enfermeras de
atencion primaria con las habilidades necesarias pueden desempefiar un papel muy
importante en el control de los sintomas en el final de la vida, en colaboracion con

los equipos de las residencias de mayores.

Como se puede observar en los resultados del estudio 5 de esta tesis doctoral,
existen multiples diferencias entre la percepcion de los profesionales de residencias
de mayores y de atencion primaria. Los profesionales de las residencias percibieron
como mas viables, y por tanto mas faciles de alcanzar, casi todos los estandares
analizados, tanto antes como después de la pandemia. Guardia Mancilla et al. (2018),
en un estudio comparativo sobre percepcién en la atenciéon al final de la vida en
residencias de mayores, hospitales y centros de atencién primaria, ya sefialaron a
los profesionales de las residencias de mayores como los mas optimistas en este
sentido. Por otro lado, es légico que los profesionales de estos centros perciban que
es mas facil de abordar muchos de los estdndares, ya que son mdas conscientes de sus

propios recursos. Otro estudio realizado hace mas de una década (Roscoe & Hyer,
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2008) ya puso de manifiesto que los profesionales externos de las residencias de
mayores valoraban como mas dificiles de abordar algunos aspectos relacionados con
la calidad en la atencién al final de la vida de los residentes en comparacion con los
trabajadores de estos centros. Es necesario profundizar en este aspecto en un futuro,
dado que la colaboracién entre los trabajadores de las residencias y los de atencién

primaria debe de ser fluida para garantizar una adecuada atencion al final de la vida.

Objetivo 4: Valorar el impacto a nivel emocional que ha tenido la
pandemia de COVID19 en los profesionales de las residencias de mayores y los

profesionales referentes del sistema sanitario publico. (Estudio 4)

El estudio 4, abord6 de manera especifica las vivencias de los profesionales
durante la pandemia COVID19. La percepcién generalizada de los profesionales fue
que las residencias han sufrido un abandono, especialmente por la falta de
coordinaciéon con el sistema sanitario publico. Miedo, falta de humanizacién,
sensacién de culpa y malestar emocional son los sentimientos mas identificados por

los profesionales entrevistados.

Las condiciones presentes en las residencias de mayores han empeorado
durante la pandemia, incluida la carga de trabajo excesiva, la escasez de personal y
el impacto emocional del aislamiento, la enfermedad en si y las muertes de muchos
residentes (White et al., 2021). Autores como Giebel et al. (2022) ya identifica ese
sentimiento de culpa y de malestar emocional entre los profesionales de las
residencias de mayores durante la pandemia, por los cambios en la atencion, el
aumento de las cargas asistenciales y las propias muertes por COVID-19 de los

residentes.

Aunque se ofreci6 una formacidon basica en cuidados paliativos a los
profesionales de las residencias participantes en el estudio 1, esta no incluia
especificamente aspectos del propio cuidado emocional al profesional. En este
sentido, se ha visto que la formacidon también seria una herramienta muy eficaz para

reducir el estrés postraumatico que hubiera podido producir en los profesionales
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una situacion de altas tasas de residentes que fallecieron por COVID-19 (Delgado-

Cuesta etal., 2021).

Objetivo 5: Comparar la relevancia, viabilidad y grado de consecucion de
estandares de calidad utilizados para la elaboracion del programa NUHELP
para la atencion paliativa en las residencias de mayores antes y después de la

pandemia por COVID19. (Estudio 5)

El estudio 5, describe como perciben los profesionales de residencias de
mayores y de centros de atencién primaria vinculados a las mismas, determinados
estandares de calidad de cuidados paliativos en relacion con su relevancia, viabilidad
y grado de consecucion antes y después de la pandemia, asi como valorar las
diferencias en la percepcion de estos estandares por parte de los profesionales de

residencias de mayores y de atencién primaria.

Nuestros resultados indican que no existen grandes diferencias en cémo los
profesionales perciben los estandares en funcién de su relevancia o viabilidad antes
y después de la pandemia, pero si en como perciben el grado de consecucion de

dichos estandares entre ambos momentos.

En cuanto al criterio de relevancia, destaca significativamente que en el
estandar “La comunicacion con las personas muy afectadas por la muerte de un
familiar se realiza de manera sensible”, los datos son menores en 2022 que en 2018,

a pesar de que es de los estdndares mejor puntuados en ambas muestras.

A raiz de la pandemia, la comunicacion del fallecimiento de los familiares se
realizd a través de telecomunicacién en vez de cara a cara, lo que ha supuesto un reto
para los profesionales (Collini et al., 2021; Espasandin-Duarte et al., 2021). Como se
ha visto también en los resultados del Estudio 4, las profesionales de las residencias
y de atencidn primaria, indicaron que no estaban preparados para este tipo de
comunicacion. La adaptacion a este nuevo contexto ha generado desconfianza tanto
en los profesionales como los familiares, ya que se pierden las expresiones faciales y

el lenguaje no verbal (Collini et al., 2021). Por otro lado, el aislamiento de los
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familiares y/o el estricto régimen de visitas genera una situacion emocional
compleja muy dificil de abordar a través de medios telematicos (Araujo Hernandez

etal,, 2021; Wolf et al., 2020).

Con respecto al criterio de viabilidad, en 2022 se valora como mucho menos
viable que el cuerpo de una persona fallecida sea cultural y dignamente respetado.
Los protocolos en el manejo del cuerpo del fallecido por COVID-19 detallan el
embalaje, el traslado a la morgue, el almacenamiento en frio, la autopsia, la entrega
de los cuerpos y la limpieza y control ambiental, pero otros aspectos de indole

psicoldgica y cultural quedan al margen (Rani, 2020; Vidua et al,, 2020).

Las imagenes del almacenamiento de los cuerpos en pistas de hielo o
habitaciones vacias (Suwalowska et al., 2021), ha trasladado a la opinion publica un
trato deshumanizado de las personas fallecidas durante la pandemia, y explicaria en
parte porqué los profesionales perciben como el respeto y culto al cuerpo del

fallecido es mas dificil de realizar que en 2018.

Estos datos, sumados a lo relatado por los profesionales participantes del
estudio 4, nos hace plantearnos la necesidad de mejorar el tratamiento del cuerpo
del residente y la intervencién en el duelo temprano de las familias en las residencias

de mayores.

Siguiendo con los resultados del estudio 5, el criterio de grado de consecucién
es en general el peor puntuado de los tres, tanto en 2018 como en 2022. Esto es
congruente con los datos que se disponian anteriormente sobre el final de la vida en
residencias de mayores (Davidson & Szanton, 2020; Ortega-Galan et al., 2020) y con

los resultados de los estudios compendiados en esta tesis doctoral.

Ademas, el analisis comparativo indica que las medias de todos los estandares
son menores en 2022 que en 2018, lo que podria indicar una peor percepcion por
parte de los profesionales sobre la calidad de la atencién al final de la vida en

residencias de mayores tras la pandemia.

La disminucién en 2022 del apoyo social es particularmente interesante, ya

que si algo ha sido afectado por la pandemia es la dimension social del final de la
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vida. Strang et al.,, (2020) calcularon que solo el 59% de los fallecidos por COVID-19
murieron acompanados, ya sea por profesionales o familiares. A pesar de que se
publicaron normas relativas a impedir o limitar la presencia de los familiares en las
residencias de mayores, los testimonios indicaron que estas normas se
trasgredieron en aras de facilitar la despedida en los ultimos dias (Hanna et al,,
2021). También sucedié de este modo, a tenor de lo explicitado por los profesionales

del estudio 4 de esta tesis doctoral.

También se observo en 2022 una disminucién en el grado en el que los
profesionales compartieron la informacién sobre el paciente, con respecto a 2018.
Esto puede ser debido a que los profesionales se sentian confusos por los cambios
constantes de protocolos sobre tratamientos, formas de transmisién, efectos
adversos, etc. Un ejemplo de ello es que , solamente en Espafia, durante la primera
ola de Covid-19 (12 de marzo a 21 de junio de 2020) se publicaron 59 Boletines
Oficiales relacionados con la Covid-19 (Jefatura del Estado, 2020). A pesar de esto,
durante los primeros meses de la pandemia, Miré et al. (2021) realizaron una
encuesta en los servicios de urgencias y hallaron que a pesar de que los protocolos
se cambiaron contantemente, mas del 40% de los servicios de urgencias no tuvieron

en vigor un protocolo para pacientes graves de Covid-19.

Algunos de los estandares en los que se observo una disminucion del grado de
consecucion en el 2022 con respecto al 2018, estaban vinculados con la
comunicacion con los pacientes y la toma de decisiones. Este ultimo resultado no
resulta sorprendente, ya que el propio estudio 2 describe estas areas como
deficitarias antes del COVID19, y los profesionales del estudio 4 relatan las

dificultades experimentadas durante la pandemia en este dmbito.

Es necesario recordar que existia una gran incertidumbre con respecto a la
evolucion de la enfermedad en tiempos de pandemia. En la encuesta realizada en
2020 por Kother et al. (2021) a la poblacidon general, determinaron una mayor
preferencia a participar en situaciones no vinculadas con la Covid-19 (55.2%) que
con respecto a tomas de decisiones relacionadas con la Covid-19 (39.9%). Por otro
lado, la escasez de protocolos asistenciales sobre toma de decisiones y la restriccion

de las visitas limit6 las discusiones sobre los deseos del residente y el riesgo-
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beneficio de la pauta de actuacién y situaciones emergentes (Dhand et al., 2020).
Todo esto, junto con la dificultad descrita en parrafos anteriores para tener
conversaciones dificiles a través de dispositivos telefénicos o videollamadas ha

supuesto un desafio en la toma de decisiones.
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8. Limitaciones y fortalezas

LIMITACIONES Y FORTALEZAS

Tanto esta tesis doctoral en si como los estudios que la componen presenta una
serie de limitaciones y fortalezas que se detallan a continuacién, y que deben ser
tenidas en cuenta para futuras investigaciones.

Como limitaciones generales de esta tesis encontramos que se han evaluado
s6lo 3 de los 5 objetivos propuestos en el programa NUHELP. La evaluacion de los
objetivos 1 “Realizar la evaluacién integral (geriatrica y paliativa) y desarrollar un
plan de atencion personalizado adaptado” y 4 “Realizar atencion anticipada a la
pérdida y al duelo” no ha podido ser presentada en esta tesis doctoral ya que se
encuentra en fase de desarrollo actualmente, y se pretende que en los resultados
estén disponibles lo antes posible.

Otra limitacién que encontramos es que, si bien el desarrollo tedrico del
programa NUHELP se realiz6 aplicando la mejor evidencia disponible conocida para
elaborar un programa de este tipo como una intervencion compleja (Collingridge
Moore et al., 2020), este desarrollo no resulté completo debido a la pandemia de
COVID-19 (World Health Organization (WHO), 2020), que afect6 especialmente a las
residencias de mayores en el momento en el que la implementacién del programa se

estaba llevando a cabo.

Este hecho hace que los resultados presentados de la evaluaciéon de los
objetivos pueden ser parciales. En un futuro se debe adaptar el programa NUHELP a
las circunstancias actuales de las residencias de mayores para realizar de manera

completa la implementacion del programa en las residencias de mayores.

En lo referente a los estudios que componen esta tesis, a continuacion, se

detallan las principales limitaciones que estos poseen.

Es una limitacion comun a todos los estudios de esta tesis doctoral el hecho de
que no se pudo aleatorizar la seleccidn de centros ni de profesionales participantes.
En parte era inevitable, puesto que en las distintas intervenciones y procedimientos
descritos era fundamental que tanto las direcciones de los centros, como los

profesionales mostraran un alto grado de cooperaciéon y motivaciéon. No obstante,
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esto es necesario sefialarlo, ya que la motivacion de los profesionales puede influir
en los resultados.

También es necesario sefialar que, aunque el programa NUHELP se disefi6 para
las residencias de nuestro entorno pudieran beneficiarse de un programa de estas
caracteristicas (Honinx et al, 2019; Van den Block et al.,, 2020), no se puede
confirmar si estos beneficios eran tales, debido a que fue el programa fue
desarrollado ad hoc por y para las residencias participantes en su desarrollo, sin que

existiera experiencia local similar previa.

Respecto a las limitaciones concretas de los estudios, en el estudio 2, la
principal limitacién que encontramos es que no se diferencié como fue la PAD en
pacientes con deterioro cognitivo moderado y severo, pudiendo alterar los
resultados el no haber tenido esta diferencia en cuenta. Esto es un aspecto para tener
en cuenta en futuras investigaciones sobre la PAD en pacientes con algin tipo de

deterioro cognitivo.

En el estudio 3, es necesario tener en cuenta que este estudio se ha realizado
con pacientes con necesidades paliativas, identificados a través del instrumento
NECPAL CCOMS-ICO® 3.0 (Gémez-Batiste et al., 2013), pudiendo no ser un reflejo
de las caracteristicas generales de la poblacidén institucionalizada en residencias de
mayores.

Respecto al estudio 4, al tratarse de un estudio de tipo cualitativo sirve para
comprender cual fue la experiencia de los profesionales de las residencias de
mayores y de los centros de atencidn primaria en relaciéon con la pandemia de

COVID-19, no siendo posible extrapolar los resultados obtenidos a otros contextos.

También, en este estudio es necesario recalcar que se emple6 el mismo guion
de entrevista para todos los participantes, aunque el analisis se hizo separando el
ambito asistencial al que pertenecian (residencia de mayores/atencion primaria). Si
bien no existen grandes diferencias en el discurso, y las que hubo se han sefialado
en el estudio, una entrevista especifica para tipo de profesionales podria haber
identificado cuestiones especificas del fenémenos estudiado en cada grupo.

También destaca que todas las entrevistas a profesionales de atencién

primaria se realizaron a enfermeras mujeres, pudiendo generar un sesgo tanto de
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género como profesional. Esta caracteristica se debi6 a que los criterios de inclusion
en el estudio fueron que hubieran sido profesionales que, ademas de haber
participado en la elaboracién del programa NUHELP (Mota-Romero et al,, 2021) y
que hubieran estado trabajando en los centros durante los primeros 6 meses de la

pandemia, acotando asi tanto la posibilidad de seleccionar participantes.

Por ultimo, para el estudio 5 hay que sefialar que el namero los profesionales
que participaron en ambos estudios fue reducido, representando un 20% los
participantes en el estudio inicial (2018) los que también participaron en el segundo
(2022). Esto puede ser debido a los frecuentes cambios de profesionales que se han
producido, especialmente en las residencias de mayores, que en 2020 se trasladaron
a trabajar al sistema sanitario publico como parte de la respuesta que se dio a la

pandemia.

Otra limitacién del estudio 5 es que este se trata de estudio exploratorio que
emplea un instrumento no validado, pero consideramos que los datos presentados

en este estudio pueden ser utiles para futuras investigaciones.

La principal fortaleza de esta tesis doctoral es que aborda un tema que no esta
desarrollado en nuestro entorno; el fin de vida en residencias de mayores. También
se puede considerar una fortaleza el hecho de que se haya desarrollado a partir del
proyecto de investigacion AP-0105-2016 “Elaboracién E Implementacién de Un
Programa de Atencion Al Final de la Vida en Residencias de Ancianos Nu-Help (Nursing
Homes End Of Life Program)”, que fue financiado en la convocatoria de Proyectos de
Atencién Primaria de la Fundacién Progreso y Salud de la Consejeria de Salud y

Consumo de la Junta de Andalucia en 2016.

Otra fortaleza de esta tesis es su gran aplicabilidad clinica. La disponibilidad
de un programa especifico de fin de vida para residencias como el programa
NUHELP beneficiard, por una parte, a los profesionales, que dispondran de pautas
que faciliten su labor asistencial, y, por otra parte, a los residentes, que veran

aumentada la calidad de los cuidados que reciben en momentos tan cruciales.
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CONCLUSIONES

Segin los objetivos que plantea esta tesis doctoral, y en funcién de los
resultados de los estudios presentados, podemos extraer las siguientes

conclusiones:

Objetivo 1: Describir como se desarrollé el programa especifico de
atencion al final de la vida en residencias de mayores NUHELP, adaptado al

contexto social y cultural especifico en Andalucia (Estudio 1).

o El programa NUHELP fue desarrollado a partir de modelos previos y
teniendo en cuenta el contexto social y culturas de las residencias de mayores en
Espafia. Consta de 5 objetivos y 22 intervenciones a desarrollar por los
profesionales de estas residencias en personas mayores con necesidades
paliativas.

o Un elemento central del desarrollo del programa NUHELP fue la
formacion en fin de vida en los centros. Un programa bdasico de formacién
aumentod la autoeficacia en cuidados paliativos y mejor6 las actitudes de los
profesionales de las residencias hacia el cuidado al final de la vida. En concreto
provocd una mejora en las habilidades auto percibidas en la comunicacion, la
gestion y el trabajo dentro de un equipo multidisciplinar.

o Conocer la relevancia, la viabilidad y el grado de consecucion de los
estdndares de calidad propuestos, asi como las limitaciones de un contexto
determinado (social, cultural, etc.) fue clave para garantizar el éxito de una
intervencion compleja como la que se planteé con la elaboracién del programa

NUHELP.

Objetivo 2: Describir la situacion de la atencion al final de la vida en las
residencias participantes en el programa NUHELP con respecto a los objetivos

del programa: “Informar de manera clara y accesible a pacientes y familiares”,
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“Realizar y registrar la toma de decisiones anticipadas” (Estudio 2) y “Derivar
a unidad especializada de cuidados paliativos, si procede, en funcion de la

complejidad paliativa” (Estudio 3).

o Las personas que viven en residencias de mayores fueron poco
informadas con respecto a su estado de salud, al contrario que sus familias que
por lo general si contaban con informacién. Este aspecto fue atin mas deficitario
cuando el residente presentaba deterioro cognitivo.

o En cuanto a la PAD, a pesar de que las enfermeras indicaban que
residentes y familias entendian y aceptaban la situacién de salud, no se
exploraron ni consensuaron la mayoria de las posibles intervenciones. Esto es
congruente con la baja implementacion de la PAD en estos centros.

o Existieron altos niveles de fragilidad, complejidad y complejidad
paliativa en los pacientes ingresados en residencias de mayores. Es necesario que
los profesionales de las residencias establezcan qué situaciones consideran
prioritarias, ya que estas no siempre coincidieron con las herramientas que
evaluan la complejidad usada en otros contextos.

o La posibilidad de atender situaciones de complejidad paliativa por los
profesionales de la residencia, o la necesidad de derivar en estos casos a un
dispositivo avanzado de cuidados paliativos, estuvo relacionada con el control de
sintomas, las situaciones urgentes en los pacientes oncologicos, y el manejo de

farmacos e intervenciones complejas.

Objetivo 3: Analizar como los profesionales de las residencias de mayores
y centros de atencion primaria participantes en el proyecto NUHELP trataron
de alcanzar los objetivos del programa durante la pandemia y qué dificultades

encontraron al respecto (Estudio 4).

o Las valoraciones realizadas a los residentes durante la pandemia de
COVID-19 no se realizaron de manera integral, debido a la importancia que se

daba en detectar y prevenir la infeccion por SARS-Cov-2.
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o La informacion facilitada tanto a residentes como a familiares ha
adquirido nuevas vias, fomentando el uso de las nuevas tecnologias, si bien la
transmision de informacién ha sido dificil por la sobrecarga asistencial de los
profesionales implicados.

o Destacé el papel de los medios de comunicacién tradicionales,
especialmente de la television como fuente de informacion de la pandemia, al ser
un medio accesible para la gran mayoria de los residentes. Sin embargo, en
muchos casos esto fue contraproducente, ya que generd gran preocupacion
debido a la gran cantidad de noticias relacionadas con la alta incidencia de
contagios en residencias.

o La PAD qued6 en segundo plano, al menos en lo referente a la
planificacion estructurada y su registro. Una de las cuestiones que mas se tuvo en
cuenta fue el traslado a centros hospitalarios en situaciones de gravedad, y
normalmente la elecciéon se bas6 en el conocimiento de las preferencias que
tienen los profesionales de los residentes o en la confianza que tenian en ellos.

o Los profesionales previeron el duelo de los familiares de los residentes
fallecidos durante la pandemia de COVID-19 como un duelo complejo debido a
que las medidas de aislamiento provocaron situaciones de “no” despedida o falta
de acompafiamiento. Los profesionales también indicaron que, debido a la
sobrecarga de trabajo de los centros residenciales, no permitié hacer un abordaje
especifico de esta cuestion.

o El abordaje de la espiritualidad no se tuvo en cuenta en las residencias,
entre otras cuestiones por las restricciones y el miedo al contagio. S6lo en
contadas ocasiones se pudo hacer un abordaje que se circunscribi6 a la esfera
religiosa, especialmente cuando referentes religiosos pudieron acceder a los
centros.

o La complejidad paliativa se abord6 de manera dispar en las
residencias, poniendo especial énfasis en el afrontamiento de la agonia, los
sintomas de dificil control y los sintomas refractarios. La disponibilidad de
recursos materiales y farmacologicos, asi como una buena coordinacién con el

sistema sanitario publico fueron determinantes para una buena atencidn.
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Objetivo 4: Valorar el impacto a nivel emocional que ha tenido la
pandemia de COVID19 en los profesionales de las residencias de mayores y los

profesionales referentes del sistema sanitario publico (Estudio 4).

o Los sentimientos mds identificados en los participantes fueron de
tristeza, frustracién y de cansancio emocional, ademas de sentirse los grandes
olvidados en determinados momentos por las administraciones publicas, sobre
todo al inicio de la pandemia cuando el desconocimiento de la enfermedad y los
contagios mas rapidos y letales se producian en estos centros.

o De la respuesta de los participantes se puede inferir que existieron
duelos no identificados como tales en los trabajadores de las residencias,
expresados mas bien como sentimiento de culpa por no haber podido hacer mas

por los residentes o estar cansados.

Objetivo 5: Comparar la relevancia, viabilidad y grado de consecucion de
estandares de calidad utilizados para la elaboracion del programa NUHELP
para la atencion paliativa en las residencias de mayores antes y después de la

pandemia por COVID19 (Estudio 5).

o Los resultados del estudio 5 indicaron que se produjo cierto deterioro
en la atencion al final de la vida en residencias de mayores tras la pandemia,
especialmente en el grado de consecucion de estandares de calidad de cuidados
paliativos en los centros.

° Con respecto al criterio de relevancia, los resultados sefialaron una
disminucién en la transmisiéon de la informacién de manera sensible a los
familiares tras el fallecimiento de los residentes en 2022 con respecto a 2018.

o Para la viabilidad destacé que los profesionales valoraron como
menos viable en 2022 el manejo del cuerpo de un fallecido de manera
culturalmente sensible y digna con respecto a 2018.

o En cuanto al de grado de consecucién en los centros, se observo por lo

general una disminucién de todos los estandares en 2022 con respecto a 2018. Se
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observaron diferencias significativas en la falta de informacién compartida entre
los profesionales, el apoyo social a los residentes, la trasmision de informacion y

la implicaciéon activa de los residentes en la toma de decisiones al final de la vida.
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CONSENTIMIENTO INFORMADO — INFORMACION AL PARTICIFANTE

Elaboracion e implementacion de un programa de atencion al final de la vida en residencias de
Ancianos NU-HELP (MUrsing Homes End of Life Program)

Fase |: Elaboracion del programa de atencion al final de la vida en residencias de ancianos

Antes de proceder a la firma de este consentimiento informado, lea atentamente la informacion que a
continuacion se le facilita y realice las preguntas que considers oportunas.

Haturaleza:

Mos dirigimos a usted para informare sobre wn estudio de investigacion en el que se le invita a
parficipar. Muestra intencién es que reciba la informacién necesaria para que comprenda el motive de
este estudio y en qué consiste. Para ello, lea este documento con atencién y, si lo desea, coméntelo con
las personas que considers oportunc. Estaremos a su disposicion para aclarar cualquier duda que
pueda surgir o proporcionarie informacion adicional.

Le agradecemos su atencicn y colaboracion.

El objetivo del presente estudio es elaborar un programa de atencion al final de la vida en residencias
de ancianos como esfrategia de mejora de la calidad de la atencion al final de la vida en estos centros.

Para consaguir &l objetive planteado se seguira una metodologia de consenso (Delphi-Grupo Mominal)
entre profesionales que desamollan su actividad asistencial en residencias de ancianos, o bien, en los
centros de atencion primaria que prestan servicio a las residencias. Para seleccionar los estindares de
calidad en residencias de anciamos, indicadores e infervenciones se seguird una técnica Delphi
adaptada a los objetivos del estudio, y para la adaptacion de las intervenciones a los centros se
empleara la técnica del grupo Mominal. Ademas, previamente participara en un curso basico de
formacion en fin de vida.

Su parficipacion en el estudic sera a través de una plataforma ondine para la seleccion de los
estandares, indicadores e intervenciones, y mediante una reunion presencial para la adaptacion de las
intervenciones a la residencia con la que trabaja.

En concreto su parficipacion consistira en:

- Realizacién de un curse basico de formacion en fin de vida. Este tendrd una duracion de 40
horas distribuidas a lo large de dos meses. Se realizara on-line.

-  Sealeccion de estandares de calidad, indicadores & intervenciones
Este proceso se llevara a cabo en tres fases, cada una de ellas con tres rondas.
Nmnedetalaplsl:afnrma un-lnepu'prma'avaz.pamla que se le faciitara una clave de
acceso, encontrara un formato con informacian socic-demografica para que cumpliments.
A continuacion encontrard una serie de estandares de calidad, de los cuales tendra que evaluar,
empleando una escala Likert de 1 a 5, la importancia del estandar para una buena atencion al
final de la vida, la viabilidad/sostenibilidad en la aplicacion de dicho estandar en el ambito de las
residencias de ancianos y la competencia percibida o grado de consecucion de dicho estandar
en el centro. Ademas podra anotar las observaciones gque considere periinentes.
Este proceso se repetira en dos ocasiones mas conociendo las puniuaciones y observaciones
de la ronda anterior.
El proceso sera &l mismo con los indicadores y las intervenciones.
Los indicadores se evaluaran en funcion de la viabilidad para recoger los datos necesarios, la
usabilidad general y la habilidad para dingir el cambio, y las intervenciones en relacion a la
eficacia percibida de la intervencion, la viabilidad/scstenibilidad de la intervencion en el ambito
de las residencias de ancianos y el grado de responsabilidad individual percibida de acuerdo
con &l rol desamollado en el centro en la ejecucion de la intervencion.
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Se seleccionaran los estandares, indicadores e intervenciones que resulten con una puntuacion
enire 4 y 5 sobre 5.

- Adaptacion de las intervenciones a la residencia
Una vez seleccionadas las intervenciones a implementar se realizara una reunion presencial en
la residencia en la que participaran ks mismos profesionales que en la fase anterior y que sera
grabada en audio. El objetivo de esta sesion es adaptar las intervenciones al contexto de cada
centro para que sean aplicables.
Como resultado se obtendra una Guia para el Desamollo de la Intervencion.

Importancia:

Sesperamemhrmmdmdemﬁadrﬁmdmeﬁmmmm para
residencias de ancianos permia mejorar la calidad de la atencién al final de |a vida en estos centros, y
que la existencia de una guia para el desarmollo de cada intervencion facilite la implementacion de las
mismas por parte de los profesionales.

Implicaciones para el participante:

+ La paricipacion es totalmente voluntaria.

+ El participante puede retirarse del estudio cuando asi lo manifieste, sin dar explicaciones y sin que
esto genere sancion alguna.

+ Todos los datos de cardcier personal cbtenidos en este estudio son confidenciales y se trataran
conforme a la Ley Organica de Proteccion de Datos de Caracter Personal 15/89.

+ La informacion obtenida se utilizara exclusivamente para los fines especificos de este estudio.

Riesgos de la investigacion para el donante/paciente:

Este estudic fiene un riesgo minime para los participantes debido a que se emplearan metodos de
recoleccicn de informacion en los gque no se realizara ninguna intervencion o modificacion intencionada
de las variables biclogicas o fisiolégicas de las personas que participan en el estudic.

Confidencialidad y proteccion de datos:

Le informamos que, de acuerdo a la Ley 15/1888 de Proteccion de Datos de Caracter Personal, los
datos personales que se le requieren (edad, sexo...) son los necesarios para cubrir los objetivos del
estudio. En ninguno de los informes del estudio aparecera su nombre o ndmero de identificacion, y su
identidad no sera revelada a persona alguna que no forme parte del equipo investigador, salo en el
caso de requermiento legal. Cualguier informacion de caracier personal que pueda ser identificable
sera consarvada y procesada por medios informaticos en condiciones de seguridad.

El acceso a dicha informacion guedara restringido al personal autorizado que estara obligado a
mantener la confidencialidad de la informacion. Los resultados del estudio podran ser comunicados a
las autoridades sanitarias y a la comunidad cientifica a través de congresos yio publicaciones, y en
ningln caso permitiran identificare.

Los datos seran utilizados para los fines especificos de este estudio y en todo caso, si fuese necesario,
podran ser también utilizados con ofros fines de fipo docente o caracter cientifico. De acuerdo con la ley
vigente, tiene usied derecho al acceso de sus datos personales; asimismo, tiene derecho a su
rectificacion y cancelacion. Si asi o desease, debera solicitario al investigador principal de este estudio.

Si requiere informacion adicional se puede poner en contacto con el Investigador Emilioc Mota, en el
teléfono: 897 85 45 80 o en el comeo electronico: emilio.mota.sspaf@juntadeandalucia es

pag. 288



11. Anexos

T T —

CONSENTIMIENTO INFORMADO — CONSENTIMIENTO POR ESCRITO DEL PARTICIPANTE

Elaboracion e implementacion de un programa de atencion al final de la vida en residencias de
Ancianos NU-HELP (MUrsing Homes End of Life Program)

Fase |: Elaboracion del programa de atencion al final de la vida en residencias de ancianos

o (NOMBIE § ADRIIIOS ) . et et et e mr e mem s sne e s e ms =t e et m £Amm e At £ r s e

+ He leido &l documento informative que acompafia a este consentimients (informacion al profesional
participante].

+ He podido hacer preguntas sobre el estudio "Elaboracion e implemeniacicn de un programa de
atencion al final de la vida en residenciaz de Ancianos NU-HELFP.~

+ He recibido suficiente informacion sobre el estudio “Elaboracion e implementacion de un programa
de afencion al final de la vida en residencias de Ancianoz NU-HELFP.” Hehabladomnelprdesmml
inwestigador informador: ..

+ Comprendo que mi participacion es voluntaria y soy libre de participar o no en el estudio.

+ Se me ha informado que todos los datos obtenidos en este estudio seran confidenciales y se
trataran conforme establece la Ley Organica de Proteccion de Datos de Caracter Personal 15/00.

+ Se me ha infrmado de que la informacion obtenida solo se utilizara para los fines especificos del
estudio.

Comprendo que puedo retiramne del estudio:

+ Cuando quiera

= Sin temer que dar explicaciones

*  5in gue esto repercuta en mis cuidados médicos

Presto libremente mi conformidad para participar en el proyecfo fiwado “Elaboracion e implementacion
de un programa de afencion al final de la vida en residencias de Ancianos NU-HELP.®

Fimna del profesional Firma del profesicnal
participante. Investigador informador
Mombre y apellidos-.. ... Mombre y apelidos: ...
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CONSENTIMIENTO INFORMADO — INFORMACION AL PARTICIFANTE

Elaboracion e implementacion de un programa de atencion al final de la vida en residencias de
Ancianos NU-HELP (MUrsing Homes End of Life Program)

Fase 2: Implementacion del programa NU-HELF

Antes de proceder a la firma de este consentimiento informado, lea atentamente la informacion que a
continuacion se le facilita y realice las preguntas que considers oportunas.

Haturaleza:

Mos dirigimos a usted para informarle sobre un estudio de investigacion en el que se le invita a
participar. Nuestra intencion es gue reciba la informacion necesaria pEr.E{l.IEHr‘I"ﬂ'-EI‘Id.E el motive de
este estudic y en qué consiste. Para ello, lea este documento con atencion y, si ko desea, coméntelo con
las personas gque considere oporiunc. Estaremos a su disposicion para aclarar cualguier duda que
pueda surgir o propercionarie informacion adicional.

Le agradecemos su atencion y colaboracion.

El objetvo del presente estudio es implementar un programa de atencion al final de la vida en
residencias de ancianos como estrategia de mejora de la calidad de la atencion al final de la vida en
esios centros.

Para conseguir & objetivo planteado se realizara un ensayo dinico controlado no aleatorizado, tipo fast-
track o de intervencion postergada. Este tipo de ensayo consiste en evaluar previamente la practica
clinica habitual en un grupo de sujetos (control) para postericrments, implementar la intervencion sobre
&l mismo grupo (intervencion). Para ello, se formaran dos grupos. Un grupo conformado por la mitad de
los ceniros participantes, que seran parte del grupo intervencion durante todo el proceso (Grupo A), ¥
ciro grupeo formade por la otra mitad de residencias, las cuales durante una primera fase constituiran el
grupo control, proporcionando |a atencion habitual en el centro, para en una segunda fase pasar a ser
también grupo intervencion {Grupo B). La asignacion de las residencias al grupo control o intervencion
se realizara de manera aleatoria.

Su participacion en el estudio consistira en:

- Cumplimentar on-fine la Escala de Aulceficacia en Cuidados Paliativos y la Escala de Frommelt
sobre la actitud hacia el cuidado de la persona al final de la vida.

- Previo a la implementacion del programa, asistir a una sesion de formacion especifica en las
intervenciones seleccionadas en la Fase | del estudio, de 5 horas de duracion. Esta formacion
no conllevara coste para el participants.

-  Seleccionar kos sujetos que seran incluidos en el estudio a tavés del instrumento NECPAL-
CCOMS-COD y cumplimentar el formato de caracteristicas de los mismos.

- Pretest antes de iniciar la implementacion del programa se realizard un pre-test en el que
debera evaluar el estado de la residencia con respecto a los indicadores de calidad previamente
establecidos. Ademas tendm que administrar diferentes cuestionarios a los  casos
seleccionados.

- Implementacion: las residencias que pertenezcan al grupo A iniciaran con la implementacion del
programa después del pre-test. Debera llevar a la practica las intervenciones seleccionadas en
la fase previa y realizar un registro informatico. En el caso de las residencias que pertenezcan al
grupo B, después del pre-test, continuara administrando los cuidados habituales para, a los 3
meses, recibir la formacion [la misma del grupo A} y a continuacion, comenzar con la
implementacion del programa.

- Testintermedio y Post — test: a los 3 y a los & meses del pre-test debera volver a administrar los
cuestionarios especificados en el pre-test para poder evaluar el cambio.
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Importancia:

Se espera poder determinar la eficacia del programa de atencion al final de la vida en la mejora de la
calidad de la atencién a los residentes al final de la vida y a sus familiares.

Del mismo modo, se espera gue |la formacion recibida y la participacion en la implementacion del
programa sirvan para aumentar &l nivel de autoeficacia y la actitud de los profesionales al atender a
personas que se encueniran al final de la vida.

Implicaciones para el participante:

+ L participacion es totalmente voluntaria.

+ El participante pueds retirarse del estudio cuando asi lo manifieste, sin dar explicaciones y sin que
esin geners sancion alguna.

+ Todos los datos de cardcier personal cbtenidos en este estudio son confidenciales y se trataran
conforme a la Ley Organica de Proteccion de Datos de Caracter Personal 15/09.

+ La informacion obtenida se utilizara exclusivamente para los fines especificos de este estudio.

Riesgos de la investigacion para el participante:

Este estudio fiene un riesgo minimo para los participantes debido a que se emplearan métodos de
recoleccion de informacion en los que no se realizara ninguna intervencion o medificacion intencionada
de las variables biologicas o fisiolbgicas de las personas que parficipan en el estudio.

Confidencialidad y proteccion de datos:

Le informamos que, de acuerde a la Ley 15/1808 de Proteccion de Datos de Caracter Personal, los
datos personales gque se le requieren (edad, sexo...) son los necesarios para cubrr los objetivos del
estudio. En ninguno de los informes del estudio aparecsera su nombre o ndmero de identificacion, y su
identidad no sera revelada a persona alguna que no forme parte del egquipo investigador, salvo en el
caso de requermients legal. Cualquier informacion de cardcter personal que pueda ser identificable
sera conservada y procesada por medios informaticos en condiciones de seguridad.

El acceso a dicha informacion guedara restringido al personal autorizado que estara obligado a
mantener la confidencialidad de la informacién. Los resultados del estudio podran ser comunicados a
las autoridades sanitarias y a la comunidad cientifica a travées de congresos yo publicaciones, y en
ningln caso permitiran identificarle.

Los datos seran utilizados para los fines especificos de este estudio y en todo caso, si fuese necesario,
pedran ser tambien utiizades con ofros fines de tipo docente o caracter cientifico. De acuerdo con la ley
vigente, tiene usied derecho al acceso de sus datos personales; asimismo, tiene derecho a su
rectificacion y cancelacion. Si asi o desease, debera solicitario al investigador principal de este estudio.

Si requiere informacion adicional se puede poner en contacio con el Imvestigador Emilic Mota, en el
teléfono: 807 G5 45 00 o en &l comes electronico: emilio. mota. sspa@juntadeandalucia es
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CONSENTIMIENTO INFORMADO — CONSENTIMIENTO POR ESCRITO DEL PARTICIPANTE

Elaboracion e implementacion de un programa de atencion al final de la vida en residencias de
Ancianos NU-HELP (MUrsing Homes End of Life Program)

Fase 2: Implementacion del programa NU-HELF

o (Nombre g A DS ..ot emeen eet et e e e et et

+ He leido el documento informative que acompania a este consentimiento (informacion al profesional
participante].

*+ He podido hacer pregunias sobre el estudio “Elaboracion e implementacion de un programa de
atencion al final de la vida en residencias de Ancianos NU-HELP.~

+ He recibido suficiente informacion scbre el estudio "Elaboracion e implementacion de un programa
de atencion al final de la vida en residenciaz de Ancianos NU-HELFP.® Hehﬂbladnmnelprdesml
inwestigador informador: ..

+ Comprendo que mi participacion es voluntaria y soy libre de participar o no en el estudio.

+ Se me ha informado que todos los datos obienidos en este estudio seran confidenciales y se
trataran conforme establece la Ley Organica de Proteccion de Datos de Caracter Personal 15/99.

+ Seme ha informado de que la informacion obtenida solo se utilizara para los fines especificos del
estudio.

Comprendo que puedo retiramne del estudio:

» Cuando quiera

= Sin temer que dar explicaciones.
+  Sin gue esto conlleve sancion alguna

Presto libremente mi conformidad para participar en e proyecto titulado “Elaboracion e implementacion
de un programa de afencion al final de la vida en residencias de Ancianos NU-HELP.®

Fimna del profesional Firma del profesicnal
participante. Investigador informador
Mombre y apellidos:. . ... Mombre y apelidos: ...
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CONSENTIMIENTO INFORMADO — INFORMACION AL PACIENTE

Elaboracion e implementacion de un programa de atencion al final de la vida en residencias de
Ancianos NU-HELP (MUrsing Homes End of Life Program)

Fase 2: Implementacion del programa NU-HELF

Antes de proceder a la firma de este consentimiento informado, lea atentamente la informacion que a
continuacion se le facilita y realice las preguntas que considers oportunas.

Haturaleza:

Mos dirigimos a usted para informarle sobre un estudio de investigacion en el que se le invita a
participar. Nuestra intencion es gue reciba la informacion necesaria pEr.E{l.IEHr‘I"ﬂ'-EI‘Id.E el motive de
este estudic y en qué consiste. Para ello, lea este documento con atencion y, si ko desea, coméntelo con
las personas gque considere oporiunc. Estaremos a su disposicion para aclarar cualguier duda que
pueda surgir o propercionarie informacion adicional.

Le agradecemos su atencion y colaboracion.
El objetvo del presente estudio es implementar un programa de atencion al final de la vida en
residencias de ancianos como estrategia de mejora de la calidad de la atencion al final de la vida de los
residentes y sus familiares en estos centros.
Para conseguir el objetive planteado se pretende implementar una serie de intervenciones que han
mostrado su eficacia en la mejora de la calidad de la atencion y de la comodidad y tranguilidad de las

PErsonas.

Estas intervenciones son:

Se menundmunmhelabumdﬂ Jmauneﬁ.lsmﬂesdel‘a rimera fase

Ademas, se ulilizaran datos registrades en la historia clinica del residente para poder evaluar la eficacia
del programa de atencion.

Importancia:

Se espera poder determinar la eficacia del programa de atencion al final de la vida en la mejora de la
calidad de la atencién a los residentes al final de la vida y a sus familiares, asi como de la comodidad ¥
tranquilidad de los mismos.

Implicaciones para el participante:

+ La participacion es totalmente voluntaria. Si decide no participar continuara recibiendo los cuidades
habituales que le proporciona la residencia.

+ El participante pueds retirarse del estudio cuando asi lo manifieste, sin dar explicaciones y sin que
esio genere sancion alguna.

+ Todos los datos de cardcier personal cbtenidos en este estudio son confidenciales y se trataran
conforme a la Ley Organica de Proteccion de Datos de Caracter Personal 15/99.

+ La informacién obienida se utilizara exclusivamente para los fines especificos de este estudio.

Riesgos de la investigacion para el participante:
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Este estudic fiene un riesgo bajo para los participantes debido a que se emplearan métodos de
recoleccion de informacion e imtervenciones que no produciran wna modificacion intencionada de las
variables bioldgicas o fisiologicas de las personas que participan en el estudio.

Confidencialidad y proteccion de datos:

Le informamos que, de acuerdo a la Ley 15/1888 de Proteccion de Datos de Caracter Personal, los
datos personales que se le requieren (edad, sexo_..) son los necesarios para cubrr los objetivos del
estudio. En ninguno de los informes del estudio aparecera su nombre o ndmero de identificacion, y su
identidad no serd revelada a persona alguna que no forme parte del equipo investigader, salo en al
caso de requerimiento legal. Cualquier informacion de caracter personal que pueda ser identificable
sera consarvada y procesada por medios informaticos en condiciones de seguridad.

El acceso a dicha informacion quedara restringido al personal autorizado que estara obligado a
mantener la confidencialidad de la informacion. Los resultados del estudio podran ser comunicados a
las Eu.rtmdadessantanasy a la comunidad cientifica a traves de congresocs ylo publicaciones, y en
ningln caso permitiran identificare.

Los datos seran utilizados para los fines especificos de este estudio y en tode caso, si fuese necesario,
podran ser también utilizados con ofros fines de fipo docente o caracter cientifico. De acuerdo con la ey
vigente, tieme usted derecho al acceso de sus datos personales; asimismo, tieme derecho a su
rectificacion y cancelacion. Si asi o desease, debera solicitario al investigador principal de este estudio.

Si requiere informacion adicional se puede poner en contacio con el Imvestigador Emilio Mota, en el
teléfono: 697 85 45 80 o en el comeo electronico: emilio mota sspafjuntadeandalucia es
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CONSENTIMIENTO INFORMADO — CONSENTIMIENTO POR ESCRITD DEL PACIENTE

Elaboracion e implementacion de un programa de atencidn al final de la vida en residencias de
Ancianos NU-HELFP (NMUrsing Homes End of Life Programy)

Fase 2: Implementacion del programa NU-HELP

o (NOMBIE § ADRIIIOS ) .o et et e e m e r s s smne s semms =t e et = £Am e At £ r et m

+  He leido el documento informativo que acompana a este consentimients (Informacion al Paciente)

*+ He podido hacer pregunias sobre el estudio “Elaboracion e implementacion de un programa de
atencion al final de la vida en residencias de Ancianos NU-HELP.~

+ He recibido suficiente informacion scbre el estudio "Elaboracion e implementacion de un programa
de atencion al final de la vida en residenciaz de Ancianos NU-HELP.® He hablado con el profesional
+ Comprendo que mi participacion es voluntaria y soy libre de participar o no en el estudio.

+ Se me ha informado que todos los datos obienidos en este estudio seran confidenciales y se
trataran conforme establece la Ley Organica de Proteccion de Datos de Caracter Personal 15/99.

+ Se me ha informado de que la informacion obtenida sdlo se uiilizard para los fines especificos del
estudio.

Comprendo que puedo retiramne del estudio:

Cuando quiera

Sin tener que dar explicaciones

Sin que esto conlleve sancion alguna

Continuando con los cuidados habituales de la residencia

- & & @

Presio libremente mi conformidad para participar en el proyecio titulado “Elaboracion e implementacion
de un programa de atencion al final de Ia vida en residencias de Ancianos NU-HELP.®

Firma del participante Firma del profesicnal
o representante informador
Mombre y apellidos:.. ... - e - Mombre y apelidos: ............. e -
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CONSENTIMIENTO INFORMADO — INFORMACION AL PARTICIFANTE

Elaboracion e implementacion de un programa de atencion al final de la vida en residencias de
Ancianos NU-HELP (MUrsing Homes End of Life Program)

Fase 3: Evaluacion de la implementacion de programa NU-HELP

Antes de proceder a la firma de este consentimiento informado, lea atentamente la informacion que a
continuacion se le facilita y realice las preguntas que considers oportunas.

Haturaleza:

Mos dirigimos a usted para informarle sobre un estudio de investigacion en el que se le invita a
participar. Nuestra intencion es gue reciba la informacion necesaria pEr.E{l.IEHr‘I"ﬂ'-EI‘Id.E el motive de
este estudic y en qué consiste. Para ello, lea este documento con atencion y, si ko desea, coméntelo con
las personas gque considere oporiunc. Estaremos a su disposicion para aclarar cualguier duda que
pueda surgir o propercionarie informacion adicional.

Le agradecemos su atencion y colaboracion.

El chjetivo del presente estudio es evaluar el resultado de la implementacion del programa de atencion
al final de la vida en residencias de ancianos como estrategia de mejora de la calidad de la atencion al
final de la vida en estos centros.

Para conseguir & objetivo planteado se realizard una evaluacion cuanfitativa (disefio descriptive/
transversal) mediante cuestionarios elaborados ad-hoc y uma evaluacion cualitativa (analisis de
contenido) mediante una entrevista semi~estructurada.

Su participacion en el estudio consistira en:

- Cumplimentar on-line el cuestionario de caracteristicas de los profesionales participantes y un
cuestionaric sobre la adecuacion y efectividad percibida del programa.

- Cumplimentar on-line la Escala de Autoeficacia en Cuidados Paliativos y la Escala de Frommelit
sobre la actitud hacia e cuidado de la persona al final de la vida, para evaluar & cambio
producido tras la formacian y la implementacicn del programa.

- Participar en una entrevista individual realizada por um miembro del equipo investigador que se
desplazara a la residencia. Las entrevistas seran realizadas en un lugar aislado y sin posibilidad
de interrupciones. Para realizar la enfrevisia se seguira um guion elaborado a tal efecto,
pudiendo introducir preguntas que aclaren los aspectos gque sean Necesanos, SieMpre gque no
se desvie de la orentacion general de la entrevista_

Importancia:

Se espera poder determinar si el programa de atencion al final de la vida es eficaz en la mejora de la
calidad de la atencién a los residentes al final de la vida y a sus familiares.

Del mismo modo, se espera poder evaluar si la formacion recibida por los profesionales aumenta el
nivel de autoeficacia y la actitud de los profesionales al atender a personas que se encuentran al final de
la vida.

Implicaciones para el participante:

+ La participacion es totalmente voluntaria.

» El participante puede retirarse del estudio cuando asi lo manifieste, sin dar explicaciones y sin que
esto genere sancion alguna.

+ Todos los datos de cardcier personal cbtenidos en este estudio son confidenciales y se trataran
conforme a la Ley Organica de Proteccion de Datos de Caracter Personal 15/89.

+ La informacion obtenida se utilizara exclusivaments para los fines especificos de este estudio.
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11. Anexos

Riesgos de la investigacion para el participante:

Este estudio fiene un riesgo minimo para los participantes debido a que se emplearan métodos de
recoleccion de informacion en los que no se realizara ninguna intervencion o medificacion intencionada
de las variables biologicas o fisiolbgicas de |las personas que parficipan en el estudio.

Confidencialidad y proteccion de datos:

Le informamos que, de acuerde a la Ley 15/1808 de Proteccion de Datos de Caracter Personal, los
datos personales gque se le requieren (edad, sexo...) son los necesarios para cubrr los objetivos del
estudio. En ninguno de los informes del estudio aparecsera su nombre o ndmero de identificacion, y su
identidad no sera revelada a persona alguna que no forme parte del egquipo investigador, salvo en el
caso de requermients legal. Cualquier informacion de cardcter personal que pueda ser identificable
sera conservada y procesada por medios informaticos en condiciones de seguridad.

El acceso a dicha informacion guedara restringido al personal autorizado que estara obligado a
mantener la confidencialidad de la informacién. Los resultados del estudio podran ser comunicados a
las autoridades sanitarias y a la comunidad cientifica a travées de congresos yo publicaciones, y en
ningln caso permitiran identificarle.

Los datos seran utilizados para los fines especificos de este estudio y en todo caso, si fuese necesario,
pedran ser también utiizades con ofros fines de tipo docente o caracter cientifico. De acuerdo con la ley
vigente, tiene usied derecho al acceso de sus datos personales; asimismo, tiene derecho a su
rectificacion y cancelacion. Si asi o desease, debera solicitario al investigador principal de este estudio.

Si requiere informacion adicional se puede poner en contacio con el Imvestigador Emilic Mota, en el
teléfono: 807 G5 45 00 o en &l comes electronico: emilio. mota. sspa@juntadeandalucia es

pag. 297



Tesis doctoral de Emilio Mota Romero

T T —

CONSENTIMIENTO INFORMADO — CONSENTIMIENTO POR ESCRITO DEL PARTICIPANTE

Elaboracion e implementacion de un programa de atencion al final de la vida en residencias de
Ancianos NU-HELP (MUrsing Homes End of Life Program)

Fase 3: Evaluacion de la implementacion de programa NU-HELP

o (Nombre g A DS ..ot emeen eet et e e e et et

+ He leido el documento informative que acompana a este consentimiento (Informacion al Profesional
Participante)

*+ He podido hacer pregunias sobre el estudio “Elaboracion e implementacion de un programa de
atencion al final de la vida en residencias de Ancianos NU-HELP.~

+ He recibido suficiente informacion scbre el estudio "Elaboracion e implementacion de un programa
de atencion al final de la vida en residenciaz de Ancianos NU-HELFP.® Hehﬂbladnmnelprdesml
inwestigador informador: ..

+ Comprendo que mi participacion es voluntaria y soy libre de participar o no en el estudio.

+ Se me ha informado que todos los datos obienidos en este estudio seran confidenciales y se
trataran conforme establece la Ley Organica de Proteccion de Datos de Caracter Personal 15/99.

+ Seme ha informado de que la informacion obtenida solo se utilizara para los fines especificos del
estudio.

Comprendo que puedo retiramne del estudio:

» Cuando quiera

= Sin temer que dar explicaciones.
+  Sin gue esto conlleve sancion alguna

Presto libremente mi conformidad para participar en e proyecto titulado “Elaboracion e implementacion
de un programa de afencion al final de la vida en residencias de Ancianos NU-HELP.®

Fimna del profesional Firma del profesicnal
participante. investigador informador
MNombre y apellidos: - e - Mombre y apellidos: . e e -
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