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TOMA DE DECISIONES COMPARTIDA Y PROCESO DE SELECCION DE LA
MODALIDAD DE DIALISIS EN PACIENTES CON ENFERMEDAD RENAL CRONICA AVANZADA

RESUMEN (Castellano)

Introduccion

La enfermedad renal crénica (ERC) representa un problema de salud publica
con alta prevalencia, mortalidad y costes socioecondmicos. Los pacientes en
estadio G5 necesitaran TRS, que puede incluir trasplante renal, didlisis
peritoneal (DP) o hemodidlisis (HD). Aunque el trasplante renal es la mejor
opcion, la escasez de 6rganos obliga a muchos pacientes a iniciar dialisis. La
elecciéon entre DP y HD debe basarse en las preferencias del paciente, bajo un
modelo de toma de decisiones compartida (TDC), mejorando asi la experiencia
del paciente, la adherencia al tratamiento y los resultados de salud. Las
herramientas de ayuda a la toma de decisiones compartida (HATDC) son
esenciales para facilitar esta eleccidén, proporcionando informacion
personalizada y ayudando alos pacientes a comprender sus opciones. Ademas,
la alfabetizacion en salud (AES) es fundamental para que los pacientes con ERC
avanzada entiendan su condicién y participen activamente en su tratamiento,
ya que una baja AES esta asociada con peores resultados de salud y menor
adherencia al tratamiento.

Objetivos

Determinar la adecuacién del proceso de seleccion de la modalidad de didlisis
en pacientes con ERC avanzada y conocer los aspectos que puedan mejorarlo
mediante la TDC y la alfabetizacién en salud en el momento de iniciar la
dilisis.

Métodos

Este trabajo de tesis se presenta como un compendio de tres articulos
publicados en revistas revisadas por pares. En el primer estudio realizamos un
estudio transversal. El objetivo principal fue analizar la adecuacion del
proceso de seleccion de la modalidad de didlisis y el porcentaje de pacientes
que hubieran podido ser potenciales candidatos a didlisis peritoneal

El segundo estudio llevamos a cabo una revision sistematica de las
recomendaciones de guias de practica clinica. El objetivo fue evaluar la
coherencia entre las recomendaciones de las GPC en tres temas esenciales: el
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momento del inicio de la dialisis, la seleccion de la modalidad de didlisis y las
intervenciones para apoyar el proceso de toma de decisiones sobre la
seleccion de la modalidad de didlisis.

En el tercer estudio se desarroll6 una revision narrativa de la literatura con el
objetivo de examinar la alfabetizacion en salud en Nefrologia, asi como su
relacién en el proceso de TDC en pacientes con ERC.

Resultados

En el primer estudio se incluyé 141 pacientes. El proceso de seleccion de la
modalidad de dialisis fue potencialmente inadecuado en 22% por problemas
relacionados con la informacién acerca de las modalidades de didlisis (15%) o
percepcién de falta de toma de decisiones compartida (7%). El uso adecuado
de DP podria haber incrementado de 17 a 38%. La edad y la falta de
informacion de las opciones de didlisis estuvieron independientemente
asociados con el grado de potencial inadecuacion.

En el segundo estudio se incluyeron 12 guias de practica clinica (GPC) de alta
calidad. Seis GPC abordaron recomendaciones relacionadas con el momento
de iniciar la dialisis, y todas coincidieron en comenzar la didlisis en presencia
de sintomas o signos. Seis GPC abordaron recomendaciones relacionadas con
la seleccion de la modalidad, pero variaron considerablemente en su
contenido. Nueve GPC abordaron recomendaciones relacionadas con
intervenciones para apoyar el proceso de toma de decisiones. Ocho GPC
coincidieron en recomendar programas educativos que incluyan informacién
sobre las opciones de didlisis. Una GPC consideré el uso de HATDC para
pacientes como una recomendacidn fuerte.

En el tercer estudio se objetivd que existen varios instrumentos
estandarizados para medir la alfabetizacién en salud (AES), pero estos
requieren recursos significativos, limitando su uso en Nefrologia. Se necesita
mas investigacidon para validar estas herramientas en pacientes con ERC y
explorar su impacto en los resultados clinicos. La baja AES en pacientes con
ERC se asocia con un pobre conocimiento de la salud, menor autocuidado,
mayor carga de la enfermedad y mayores tasas de hospitalizacion y
mortalidad. Mejorar la AES a través de la educacion y el compromiso del
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paciente es crucial para el manejo efectivo de la ERC. Involucrar a los pacientes
en su cuidado puede reducir los eventos clinicos adversos y las visitas al
hospital. La TDC requiere que los profesionales de salud aborden las barreras
relacionadas con la AES para facilitar una participacidon significativa del
paciente, utilizando el modelo multinivel de AES y desarrollando HATDC en
lenguaje sencillo para poblaciones con baja AES.

Conclusiones

Nuestros hallazgos indican areas de mejora en la seleccién de modalidades de
dialisis. Con una mejor informaciéon y TDC, el nimero de pacientes en DP en
nuestro centro podria haberse duplicado. El analisis de adecuacién es una
buena herramienta para estudiar la calidad de la selecciéon de la modalidad de
dialisis e identificar oportunidades de mejora.

Las GPC de alta calidad relacionadas con el proceso de inicio de la didlisis
fueron consistentes en iniciar la didlisis tarde, en presencia de sintomas o
signos, y ofrecer a los pacientes educacion e informacién en el momento de la
toma de decisiones. Existe variabilidad en cémo las GPC de alta calidad
abordan el tema de la seleccién de la modalidad de dialisis y el uso de HATDC,
ademas de la educacion predialisis. Existe variabilidad en el proceso utilizado
por diferentes paneles de GPC para evaluar la calidad de la evidencia y calificar
la fuerza de la recomendacidn.

Considerar la AES en el proceso de TDC en pacientes con enfermedad renal
comportara a un cambio para desarrollar HATDC para diferentes niveles de
AES, ayudando a nuestros pacientes a comprender mejor su enfermedad, las
opciones y facilitar la toma de decisiones. Esta estrategia podria aumentar la
conciencia sobre la enfermedad, la equidad y el acceso a diferentes
modalidades de TRS.

5 Resumen



TOMA DE DECISIONES COMPARTIDA Y PROCESO DE SELECCION DE LA
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ABSTRACT (English)

Shared decision-making and dialysis modality selection process in patients with
advanced chronic kidney disease

Introduction

Chronic kidney disease (CKD) represents a public health issue with high
prevalence, mortality, and socioeconomic costs. Patients in stage G5 will need
renal replacement therapy (RRT), which may include kidney transplantation,
peritoneal dialysis (PD), or hemodialysis (HD). Although kidney
transplantation is the best option, the scarcity of organs forces many patients
to start dialysis. The choice between PD and HD should be based on the
patient's preferences under a shared decision-making (SDM) model, thus
improving patient experience, treatment adherence, and health outcomes.
Patient decision aids (PDAs) are essential to facilitate this choice, providing
personalized information and helping patients understand their options.
Additionally, health literacy (HL) is crucial for advanced CKD patients to
understand their condition and actively participate in their treatment, as low
HL is associated with poorer health outcomes and lower treatment adherence.

Objectives

To determine the appropriateness of the dialysis modality selection process in
patients with advanced CKD and to identify aspects that can be improved
through SDM and HL at the time of initiating dialysis.

Methods

This thesis is presented as a compendium of three articles published in peer-
reviewed journals. In the first study, we conducted a cross-sectional study. The
primary objective was to analyze the appropriateness of the dialysis modality
selection process and the percentage of patients who could have potentially
been candidates for peritoneal dialysis.

In the second study, we carried out a systematic review of clinical practice
guidelines (CPGs) recommendations. The objective was to evaluate the
consistency between CPG recommendations on three essential topics: the
timing of dialysis initiation, the selection of dialysis modality, and the

6 Resumen



TOMA DE DECISIONES COMPARTIDA Y PROCESO DE SELECCION DE LA
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interventions to support the decision-making process regarding dialysis
modality selection.

In the third study, a narrative review of the literature was conducted to
examine HL and its measurement methods, as well as its impact on the SDM
process in patients with CKD.

Results

In the first study, 141 patients were included. The dialysis modality selection
process was potentially inappropriate in 22% due to issues related to
information about dialysis modalities (15%) or perceived lack of shared
decision-making (7%). The appropriate use of PD could have increased from
17% to 38%. Age and lack of information on dialysis options were
independently associated with the degree of potential inadequacy.

In the second study, 12 high-quality CPGs were included. Six CPGs addressed
recommendations related to the timing of initiating dialysis, and all agreed on
starting dialysis in the presence of symptoms or signs. Six CPGs addressed
recommendations related to modality selection but varied greatly in their
content. Nine CPGs addressed recommendations related to interventions to
support the decision-making process. Eight CPGs agreed on recommending
educational programs that include information about dialysis options. One
CPG considered using PDAs for patients a strong recommendation.

In the third study, it was observed that there are several standardized
instruments to measure health literacy (HL), but these require significant
resources, limiting their use in nephrology. More research is needed to
validate these tools in CKD patients and explore their impact on clinical
outcomes. Low HL in CKD patients is associated with poor health knowledge,
lower self-care, higher disease burden, and higher rates of hospitalization and
mortality. Improving HL through patient education and engagement is crucial
for the effective management of CKD. Engaging patients in their care can
reduce adverse clinical events and hospital visits. SDM requires health
professionals to address barriers related to HL to facilitate meaningful patient
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participation, using multilevel HL model and developing PDAs in plain
language for populations with low HL.

Conclusions

Our findings indicate areas for improvement in the selection of dialysis
modalities. With better education and SDM, the number of patients with PD in
our center could potentially have doubled. The analysis of appropriateness is
a helpful approach for studying the quality of dialysis modality selection and
identifying strategies to optimize their use.

High-quality CPGs related to the process of starting dialysis were consistent in
initiating dialysis in the presence of symptoms or signs and providing patients
with education and information at the point of decision-making. There was
variability in how CPGs addressed the issue of dialysis modality selection and
the use of PDAs. There is also variability in the process used by different CPG
panels to evaluate the quality of the evidence and grade the strength of the
recommendations. CPGs should improve strategies on putting
recommendations into practice and the quality of evidence to aid decision-
making for patients.

Considering HL in SDM for patients with kidney disease will lead to a change
in developing PDAs for different HL levels, helping our patients better
understand their disease, the options, and facilitating decision-making. This
strategy could increase disease awareness, equity, and access to different renal
replacement modalities, such as HD, PD, and kidney transplantation.
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RESUM (Catala)

Presa de decisions compartida i procés de selecci6 de la modalitat de dialisi
en pacients amb malaltia renal cronica avangada

Introduccio

La malaltia renal cronica (MRC) representa un problema de salut publica amb
una alta prevalenca, mortalitat i costos socioeconomics. Els pacients en estadi
G5 necessitaran TRS, que pot incloure trasplantament renal, dialisi peritoneal
(DP) o hemodialisi (HD). Tot i que el trasplantament renal és 1'opci6 preferida,
|'escassetat d'organs obliga a molts pacients a iniciar dialisi. La elecci6 entre
DP i HD ha de basar-se en les preferencies del pacient, sota un model de presa
de decisions compartida (PDC), millorant aixi l'experiéncia del pacient,
I'adherencia al tractament i els resultats de salut. Les eines d'ajuda a la presa
de decisions (EAPD) proporcionant informacié personalitzada i ajudant els
pacients acomprendre les seves opcions. A més, la alfabetitzacié en salut (AES)
és fonamental perque els pacients amb MRC avangada entenguin la seva
condicid i participin activament en el seu tractament, ja que una baixa AES esta
associada amb pitjors resultats de salut i menor adheréncia al tractament.

Objectius

Determinar la idoneitat del procés de seleccié6 de la modalitat de dialisi en
pacients amb MRC avangada i coneixer els aspectes que puguin millorar-lo
mitjancant la PDC i ’AES en el moment d'iniciar la dialisi.

Metodes

Aquest treball de tesi es presenta com un compendi de tres articles publicats
en revistes avaluades per experts. En el primer estudi vam realitzar un estudi
descriptiu transversal. L'objectiu principal va ser analitzar la idoneitat del
procés de seleccié de la modalitat de dialisi i el percentatge de pacients que
haguessin pogut ser potencials candidats a DP.

En el segon estudi vam dur a terme una revisi0 sistematica de les
recomanacions de guies de practica clinica (GPC). L'objectiu va ser avaluar la
coheréncia entre les recomanacions de les GPC en tres temes essencials: el
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moment de l'inici de la dialisi, la seleccié de la modalitat de dialisi i les
intervencions per recolzar el procés de presa de decisions sobre la selecci6 de
la modalitat de dialisi.

En el tercer estudi es va desenvolupar una revisié narrativa de la literatura
amb l'objectiu d'examinar l'alfabetitzacié en salut i els seus metodes de
mesura, aixi com el seu impacte en el camp en el procés de PDC en pacients
amb malaltia renal cronica.

Resultats

En el primer estudi es van incloure 141 pacients. El procés de selecci6 de la
modalitat de dialisi va ser potencialment inadequat en un 22% per problemes
relacionats amb la informacié sobre les modalitats de dialisi (15%) o la
percepci6 de manca de PDC (7%). L'is adequat de DP podria haver
incrementat del 17 al 38%. L'edat i la manca d'informacié de les opcions de
dialisi van estar independentment associades amb el grau de potencial
inadequacio.

En el segon estudi es van incloure 12 GPC de alta qualitat. Sis GPC van abordar
recomanacions relacionades amb el moment de 1'inici de la dialisi, i totes van
coincidir en comencar la dialisi en preséncia de simptomes o signes. Sis GPC
van abordar recomanacions relacionades amb la selecci6 de 1a modalitat, pero
van variar considerablement en el seu contingut. Nou GPC van abordar
recomanacions relacionades amb intervencions per recolzar el procés de
presa de decisions. Vuit GPC van coincidir en recomanar programes educatius
que incloguin informacié sobre les opcions de dialisi. Una GPC va considerar
I'ts d’EAPDC com una recomanacio forta.

En el tercer estudi es va constatar que hi ha diversos instruments
estandarditzats per mesurar l'alfabetitzaci6 en salut (AES), perd aquests
requereixen recursos significatius, limitant-ne el seu Us en Nefrologia. Es
necessita més investigacio per validar aquestes eines en pacients amb MRC i
explorar el seu impacte en els resultats clinics. La baixa AES en pacients amb
MRC s'associa amb un escas coneixement de la salut, menor autogestid, major
carrega de la malaltia i taxes més altes d'hospitalitzaci6 i mortalitat. Millorar
I’AES mitjancant 1'educacié i el compromis del pacient és crucial per al maneig
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efectiu de la MRC. Involucrar els pacients en el seu cuidat pot reduir els
esdeveniments clinics adversos i les visites a l'hospital. La PDC requereix que
els professionals de la salut abordin les barreres relacionades amb I’AES per
facilitar una participacié significativa del pacient, utilitzant el model
multinivell d’AES i desenvolupant EAPDC en llenguatge senzill per a
poblacions amb baixa AES.

Conclusions

Els nostres resultats indiquen arees de millora en la seleccié de modalitats de
dialisi. Amb una millor informaci6 i PDC, el nombre de pacients amb DP al
nostre centre podria potencialment haver-se duplicat. L'analisi d'adequaci6 és
una bona eina per estudiar la qualitat de la selecci6 de la modalitat de dialisi i
identificar estrategies per optimitzar-ne 1'ds.

Les GPC de alta qualitat relacionades amb el procés d'inici de la dialisi van
coincidir en iniciar la dialisi en preséncia de simptomes o signes i en oferir
educaci6 i formaci6 als pacients en el moment de la presa de decisions. Hi ha
variabilitat en com les GPC aborden el tema de la seleccié de la modalitat de
dialisi i I'as d’EAPDC sensibles a la alfabetitzaci6 en salut, a més de 'educacio
predialisi. També hi ha variabilitat en el procés utilitzat per diferents panells
de GPC per avaluar la qualitat de I'’evidencia i qualificar la forca de les
recomanacions.

Considerar I'AES en la PDC en pacients amb MRC comportara un canvi per
desenvolupar EAPDC per a diferents nivells d’AES, ajudant als nostres pacients
a comprendre millor la seva malaltia, les opcions i facilitant la presa de
decisions. Aquesta estrategia podria augmentar la consciencia sobre la
malaltia, I'equitat i I'accés a diferents modalitats de TRS.
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1. INTRODUCCION

1.1. Enfermedad renal cronica

Problema prioritario en salud publica

La enfermedad renal crénica (ERC) representa un problema de salud publica,
tanto por su elevada incidencia y prevalencia, como por su importante
morbimortalidad y coste socioecondémico (1). La ERC se define como la
presencia de alteraciones en la estructura o funcién renal durante al menos
tres meses, y con implicaciones para la salud. Se clasifica en seis grados, en
funcién de su etiologia, y los grados de filtrado glomerular y albuminuria
(Figura 1) (2). La ERC también se reconoce como un factor de riesgo
independiente para las enfermedades cardiovasculares, principal causa de

carga de enfermedad.

Figura 1. Prondstico de la ERC segun las categorias de filtrado glomerular y

de albuminuria

Albuminuria
KDIGO 2012 Categorias, descripcion y rangos
A1 A2 A3

Normal a Moderadamente Gravemente

ligeramente elevada elevada
Filtrado glomerular elevada
Categorias, descripcion y rangos (ml/min/1,73 m?)

< 30 mg/g® 30-300 mg/g® > 300 mg/g®

G1 Normal o elevado > 90
G2 Ligeramente disminuido 60-89
G3a Ligera a moderadamente disminuido 45-59
G3b Moderada a gravemente disminuido 30-44
G4 Gravemente disminuido 15-29
G5 Fallo renal <15

Fuente: Alcazar R et al 2008 (1)
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Niveles de riesgo cardiovascular y necesidad de tratamiento renal sustitutivo. Verde: bajo

riesgo; Amarillo: riesgo moderado; Naranja: riesgo elevado; Rojo: riesgo muy elevado

Datos recientes sugieren que, a nivel global, la prevalencia de la ERC oscila
entre el 9% y el 13% de la poblacién mundial (alrededor de 850 millones de
personas) (3-5). Si bien, la prevalencia varia mucho de un pais o continente a
otro. Es asi como, a nivel global, la prevalencia media de ERC mas elevada es
en Europa del Este y Central (12,8%, n=19 paises) y la mas baja en Africa
(4,2%, n=45 paises). La prevalencia de la ERC tratada aumenta con un nivel
mayor de ingresos de los paises. La prevalencia de la ERC en Europa para el
afio 2021 oscil6 entre el 11,0% en Montenegro y el 32,0% en Islandia (6). Para

el mismo afio, Catalufia tuvo una prevalencia del 26,0% de pacientes con ERC

7).

El estudio de la carga global de enfermedades, lesiones y factores de riesgo
(GBD) recopila en un solo sistema los datos disponibles para 359
enfermedades y 84 factores de riesgo provenientes de la literatura publicada,
registros, autopsias o datos de registros hospitalarios. El GBD aplica modelos
estadisticos para generar estimaciones comparables de la carga a nivel global,
regional y nacional (8, 9)]. De esta manera, puede proporcionar estimaciones
completas de la carga de enfermedad mediante los afios de vida ajustados por
discapacidad (AVAD). Se trata de una medida del estado de salud de la
poblacién que tiene dos dimensiones: el tiempo perdido por morir antes de lo
que se tenia previsto segun la esperanza de vida (afios de vida perdidos ) y el
tiempo vivido con una discapacidad (afios vividos con discapacidad). Asi, los
AVAD son un indicador compuesto que combina la mortalidad y la morbilidad.

Segun el ultimo estudio de GBD, la ERC se situa en el 102 lugar entre las causas
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principales de AVAD y mortalidad prematura globalmente. Los AVAD de la ERC
se duplicaron de 21,5 millones (20,0 a 23,1) en 1990 a 41,5 millones (38,3 a
45,0) en 2019 (4, 8, 9) (Figura 2).

Figura 2. Aios de Vida Ajustados por Discapacidad global para la

enfermedad renal cronica durante el periodo 1990 — 2019

40M

30M
20M
10M+

Fuente: Ferrari et al. 2024 (8)

Las estrategias para reducir el impacto de la carga de la ERC es prevenir su
inicio. En este sentido, la deteccién de los grupos de alto riesgo y el desarrollo
de intervenciones dirigidas a los factores de riesgo mas relacionados, como la

presion arterial elevada, la glucosa plasmatica en ayunas elevada y el indice de
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masa corporal elevado, ofrecen los enfoques preventivos mas efectivos para

reducir la carga de la ERC (4).

Enfermedad renal crénica avanzada: situacién actual y manejo

La ERC avanzada incluye los estadios G4 y G5 de la clasificacién KDIGO 2012,
con descenso del filtrado glomerular por debajo de 30 ml/min. En esta etapa
los objetivos terapéuticos estan dirigidos a disminuir y tratar las
complicaciones asociadas a la enfermedad renal, y preparar de forma
adecuada y con suficiente antelacion el tratamiento renal sustitutivo (TRS)
cuando el filtrado glomerular disminuye por debajo de 20 ml/min (1).
Aproximadamente la mitad de los pacientes con ERC en estadio G3 se espera
que progresen a ERC avanzada en un plazo de 10 afios, imponiendo una carga

econdmica significativa a la sociedad (9).

Los pacientes en el estadio G5 de la ERC seran finalmente los que precisaran
inicio de alguna de las modalidades de TRS (dialisis o trasplante renal). Esta
poblacion se considera la parte visible del iceberg que constituye el gran

problema de salud publica que es la ERC.
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Figura 3. Iceberg de la enfermedad renal crénica

ESTADIO 4

ESTADIO 3

ESTADIO 2

ESTADIO 1

Fuente: Elaboracién propia

En el afio 2005 alrededor de 40.000 personas en Espafa estaban en TRS. En
Espaiia el coste anual asociado al tratamiento de las fases mas avanzadas de
ERC se estima en mas de 800 millones de euros (1). Los costes relacionados
con la ERC en Europa se estiman entre el 2 y 3% del total de los costes de la

atencién médica (5, 7).

Modalidades de dialisis como tratamiento renal sustitutivo

Los pacientes afectos de ERC avanzada iniciaran TRS en algin punto de la
evolucion de su enfermedad, a través de un trasplante renal, dialisis peritoneal
(DP) o hemodialisis (HD). Aunque la mejor opcion de TRS es el trasplante
renal, dadas sus ventajas a nivel de vida y supervivencia, no todos los pacientes

podran acceder a uno por la escasez de érganos, comorbilidades asociadas o
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contraindicaciones especificas. Es asi como, la mayoria de los pacientes que
inician TRS lo haran a través de alguna modalidad de dialisis. Tanto la DP como

la HD son terapias efectivas para el tratamiento de la ERC avanzada (2-5, 7).

La mayoria de los pacientes con ERC avanzada podrian ser candidatos a
tratamiento tanto con la modalidad de DP como con la de HD. Desde la
perspectiva de la evidencia cientifica, disponemos de un tnico ensayo clinico
aleatorizado que mostré superioridad de la DP sobre la HD en términos de
supervivencia durante los primeros cinco afios, después del inicio de dialisis
(10). No obstante, existen varios estudios observacionales y estudios basados
en registros poblacionales que comparan la DP y la HD, objetivando que la HD
no es superior ala DP, especialmente en los primeros afios desde su inicio (11-

18) (Tabla 1).

Tabla 1. Comparacion de la supervivencia entre dialisis peritoneal y

hemodialisis

N_g de Diseiio Conclusiéon
pacientes
Schaubel 1998 Canada 14,483 Retrospectivo  DP tiene ventaja en los
2 primeros afos
Collins 1999 USA 117,158 Retrospectivo  DP tiene ventaja en los
2 primeros afios
Jaar 2005 USA 1041 Cohorte Primer afio similar.
prospectiva Segundo afio HD tiene
ventaja.
McDonald 2009 Australia / 27,015 Retrospectivo  Primeros 3 meses la
Nueva DP tiene ventaja.
Zelanda Después de 12 meses

la HD tiene ventaja.
Yeates 2012 Canada 32,265 Retrospectivo  Primeros 18 meses la
DP tiene ventaja.
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Después de 36 meses
la HD tiene ventaja.

Kumar 2014 USA 11,301 Retrospectivo  DP tiene ventaja en los
primeros 2-3 afhos

Kim 2014 Korea 32,280 Retrospectivo  DP tiene una mayor
mortalidad de la HD

Heaf 2014 Dinamarca 12,095 Retrospectivo  DP tiene ventaja en los

primeros 4 afos.
Fuente: Eroglu et al 2022 (19).

Ambas modalidades de dialisis tienen caracteristicas diferentes que impactan
directamente en el estilo de vida de los pacientes, asi como ventajas y
desventajas. Ello hace que sean técnicas complementarias, mas que

competitivas (19) (Tabla 2).

Tabla 2. Ventajas y desventajas de la dialisis peritoneal y de la hemodialisis

Dialisis Peritoneal Hemodialisis ‘

Oportunidad de un control mas seguido
Preserva mejor la funcion renal residual

(cada 2-3 dias)
Preserva mejor el arbol vascular Rapido control del volumen

Capacidad de un ambiente social con otros
Menos anemia, y menor uso de eritropoyetina

pacientes durante las sesiones de dialisis
Es un tratamiento domiciliario Posibilidad de realizar HD domiciliaria
Disponible para poblacién pediatrica
Menos restrictiva para pacientes con una vida
activa
Bajo consumo de luz y de agua

No requiere anticoagulacion sistémica

Estabilidad bioquimica
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Proceso de ultrafiltracion lento, con estabilidad
hemodinamica

Reduccién del riesgo de bacteriemias
Posibilidad de monitorizar al paciente y
observar el cumplimiento del tratamiento a

través de dispositivos de acceso remoto

Peritonitis Necesidad de acudir al centro de didlisis,
Obesidad Riesgo de bacteriemias
Hiperlipidemia Riesgo de complicaciones durante la sesién
Malnutricién Problemas de acceso vascular
Insuficiencia en la ultrafiltracién Requiere de anticoagulacion
Riesgo de esclerosis peritoneal encapsulada Requiere de personal entrenado

Fuente: Eroglu et al 2022 (19).

Por otro lado, diversos estudios permiten afirmar que la DP es una alternativa
mas eficiente que la HD (20-23). En un estudio de evaluacién econémica
realizado en Espaia, se objetivd que el coste medio anual para un paciente
tratado con HD era de 46.659,83 € en comparacién con el coste medio anual
de 32.432,07 € para DP (22). Datos mas recientes del estudio The Global
Kidney Health Atlas de 2023 inform6 que el coste anual medio a nivel global
delaHD en 2021 erade 19.380 $ por persona, mientras que para la DP el coste
medio anual fue de 18,959 $. Los datos del coste de la HD y DP estuvieron
disponibles para 91 paises, y en 48 (52,7%) el coste de la HD era superior al
de DP. Los paises con menores costes de HD tienden a ser aquellos con
menores niveles socioeconémicos, ubicados principalmente en Asia y Africa,
con sistemas de salud centralizados o fuertemente subsidiados por el

gobierno. La combinacién de estos factores permite que el tratamiento sea mas
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accesible para la poblaciéon en general, aunque puede haber trade-offs en

términos de calidad y disponibilidad del servicio (3). (Figura 4).

Figura 4. Coste medio anual del tratamiento renal sustitutivo, segin regiones

Median cost of KRT
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O KT 1st year cost
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Fuente: Bello et al 2023 (3)
HD: hemodialysis, CAPD continuous ambulatory peritoneal dialysis, KT: Kidney transplant.

Segun la opinién de expertos clinicos, los porcentajes 6ptimos de uso de DP
como primera modalidad de TRS deberian oscilar entre el 30 y el 45% (10, 18,
24). Sin embargo, la DP estd infrautilizada en la practica asistencial de los
sistemas de salud. Las cifras para Europa en 2019 mostraron que el 82% de
los pacientes con ERC comenzaron TRS con HD, el 5% se sometieron a un

trasplante renal y solo en 13% con DP (7). En Catalufia, la distribucién de
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porcentajes fue similar para el mismo afio: el 76% de los pacientes empezaron

tratamiento con HD, 13% con DP y 11% recibieron un trasplante renal (7).

Diversos estudios han descrito numerosos factores que pudieran justificar

esta infrautilizacion de la DP (25-29).

a) Factores del sistema sanitario y estructurales: Se ha observado que los
paises que tienen provision mayoritariamente publica tienen mayor
disponibilidad de acceso a la DP y, por lo tanto, mayor prevalencia de esta
técnica (26, 27, 29, 30). El método de financiacién de las técnicas de dialisis
también influye de manera determinante en su distribucién, ya que el coste
abonado por la HD es mayor que el coste abonado por la DP. Por otro lado, a
nivel estructural, el tamafio de las unidades de DP puede influenciar en el uso
de la técnica. Se han observado mejores resultados en unidades con un nimero
superior a 20-25 pacientes (26). Se ha descrito también la falta de recursos
humanos en el personal de la unidad de DP, al no disponer habitualmente de

personal dedicado a tiempo completo a dicha técnica (29, 31).

b) Factores de los profesionales: Entre ellos se cita el menor conocimiento
de la técnica de DP en comparacién a la HD, que podria estar relacionada con

una menor formacién durante la residencia médica de Nefrologia.

c) Factores de los pacientes: Otro punto importante es la falta de informacién
detallada, planificada y comprensible acerca de las técnicas de didlisis que
reciben los pacientes por parte de los profesionales en una consulta especifica
de ERC avanzada (26). Esta informacion influye claramente en el momento de
decidir qué técnica utilizar. En un estudio realizado por la Sociedad Espafiola

de Enfermeria Nefrolégica (31), se objetivo que el 65% de pacientes renales
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conocian bien o muy bien la técnica de HD, pero solamente un 20% conocian

bien o muy bien la DP.

Eleccion de la modalidad de dialisis

La mayoria de los pacientes con ERC avanzada tienen indicaciéon clinica para
recibir cualquiera de las dos modalidades de didlisis (32). El porcentaje de
contraindicaciones descrito en la literatura para el uso de la DP varia entre el
17% vy el 28% (23,29) . A parte de este porcentaje de contraindicaciones, dado
que no existe evidencia cientifica que recomiende una modalidad sobre la otra
(2,32, 33), la eleccién de la modalidad inicial de dialisis debe tener en cuenta
los valores, las preferencias y la decision voluntaria de un paciente
adecuadamente informado (22, 34), y debe desarrollarse bajo un contexto de
decision compartida entre el paciente, su entorno cercano y el profesional de

salud.

Larevision de la literatura sobre la opinion de los pacientes con ERC avanzada
en relacion con la eleccion de la modalidad de didlisis resalta la importancia de
considerar sus preferencias y opiniones debido al impacto significativo en su
estilo de vida (28, 35). Es fundamental que la decisién sea bien informada y
razonada, contando con la participacién del paciente y el apoyo del equipo de
profesionales de salud, un elemento clave para la seleccién de la modalidad de
dialisis. Estudios previos indican que, después de recibir informacién
adecuada sobre las diferentes técnicas o se facilita un proceso estructurado de
toma de decisiones compartida (TDC), alrededor del 50% de los pacientes

candidatos a ambas modalidades optarian por la DP. (29, 36).
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1.2. Adecuacion de la practica clinica

El término adecuacién hace referencia a una atencion de alta calidad al ofrecer
a los pacientes una practica clinica: 1) efectiva, sobre la base de la mejor
evidencia cientifica disponible; 2) segura, dénde los beneficios superan los
riesgos; 3) eficiente, con una apropiada utilizacion de los recursos, y 4) que
incorpore los valores y preferencias de cada persona en el proceso de decision,
ofreciendo asi, una atencién centrada en la persona (Figura 5) (37, 38). Sin
embargo, la dimension de valores y preferencias no siempre se considera en el
analisis de adecuacion, con una notable ausencia de variables relacionadas con
el grado de participacion del paciente en la toma de decisiones y la calidad
decisional (37). La Sociedad Médica Canadiense define la adecuacion en la
atencién sanitaria como ofrecer “la atencién correcta (efectividad), por el
proveedor correcto (experiencia), al paciente correcto (valores vy
preferencias), en el sitio y momento correctos (seguridad), resultando en una

atencion en salud de alta calidad” (39).

La adecuacion de la practica clinica se alinea con la Atencién Sanitaria Basada
en el Valor (ASBV) para promover una cultura que reduzca al maximo las
intervenciones que no cumplan con criterios clave. La ASBV se fundamenta en
los principios formulados por Porter y Teisberg (40, 41), que definen el valor
como los resultados de salud obtenidos por cada unidad monetaria gastada:
valor = resultados/coste (Figura 6). Es un enfoque que pretende optimizar la
relacién entre los costes de la atencion médica y los resultados de salud
obtenidos, centrando los esfuerzos en mejorar la calidad de los servicios y los
resultados clinicos para los pacientes, en lugar de simplemente aumentar la

cantidad de servicios prestados. Al fomentar esta cultura, se busca preservar y
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aumentar la calidad asistencial a costes reducidos, mejorando asi la relacion
de coste-efectividad de las prestaciones clinicas y asistenciales. Ademas, se
promueve la participacién de todos los actores del proceso de atencion
sanitaria, de manera rigurosa, transparente y con medicion de resultados. Esto
implica no solo la implementaciéon de practicas adecuadas, sino también la
mejora continua para asegurar su efectividad y eficiencia en resultados de

salud.

Figura 5. Dimensiones de la adecuacion de la practica clinica

o EFECTIVIDAD

. g SEGURIDAD
w 0 SOSTENIBILIDA

ADECUACION

VALORES Y
PREFERENCIAS

Fuente: Elaboracion propia
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Figura 6. Atencion basada en el Valor

Outcomes that
matter to patients

Value = S e

Costs throughout
the patient journey

Fuente: Porter 2010 (41)

1.3. Toma de decisiones compartida

La TDC es “un método en el que los profesionales de salud y pacientes toman
decisiones conjuntamente utilizando la mejor evidencia disponible, y en el que
se anima a los pacientes a considerar las opciones de cribado, tratamiento o
tipo de cuidado disponibles y los posibles beneficios y riesgos de cada una de
ellas” (42, 43). Los beneficios de la TDC son diversos y significativos,
incluyendo una mejor experiencia del paciente, mayor adherencia al
tratamiento y satisfaccion con la atencion, asi como mejoras en los resultados
de salud, calidad de vida e independencia. Ademas, la TDC puede contribuir a

la reduccion de desigualdades y costes en salud (44, 45).
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La TDC destaca por su enfoque dinamico y bidireccional, promoviendo una
comunicacion efectiva y la toma de decisiones informadas. Implica un didlogo
exhaustivo para explorar todas las opciones y comprender su impacto en el
pronostico general y en los resultados importantes para el paciente, como su

calidad de vida y estilo de vida.

Este modelo se aleja del modelo paternalista y el modelo de decisiéon
informada. En el modelo paternalista, tradicional en la medicina, el profesional
de la medicina utiliza su conocimiento para determinar cudl es el mejor
tratamiento para el paciente. Del paciente se espera que contribuya
asumiendo las directrices del profesional de la salud. Desde el punto de vista
de los principios bioéticos, predominaria la beneficencia sobre la autonomia.
En el extremo opuesto se sitiia el modelo de eleccién informada que defiende
un papel mucho mas activo del paciente, quien tiene potestad para cuestionar
la propuesta del profesional de salud e influir en la eleccion final. El papel del
profesional de la salud seria mas pasivo, limitdndose a informar al paciente,
como un técnico experto, de las opciones de tratamiento disponibles con sus
pros y contras, sin emitir recomendaciones y dejando que el paciente exprese
su eleccion. La predominancia, aqui, es claramente del principio de autonomia

sobre el de beneficencia (46).
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Tabla 3. Modelos de atencion en la toma de decisiones

Modelo

paternalista

Modelo de TDC

Modelo de
decision

Papel del

professional de
salud

Papel del paciente

Flujo de
informacion
Tipo de
informacion

Activo
Posee toda la
informacion
Proporciona al
paciente la minima
informacion
legalmente exigible

Pasivo
Aceptalo que sele
propone

Unidireccional
Médico - Paciente
Médica

Fuente: Villagrdn et al. 2015 (46).

Activo

Proporciona al
paciente toda la
informacién y las
opciones de
tratamiento
Puede recomendar
una opinion
Decide con el
paciente qué opcién
Activo
Obtiene toda la
informacién
necesaria
Forma su propia
opinién
Discute con el
profesional de salud
Deciden juntos
Bidireccional
Médico «=Paciente
Médica y personal

informada
Pasivo
Proporciona al
paciente toda la
informacién y las
opciones de
tratamiento
No toma parte en la
decisién

Activo
Obtiene toda la
informacién
Forma una opinion
Decide solo

Unidireccional
Paciente - Médico
Médica

Sin embargo, existen barreras que obstaculizan la implementacion efectiva de

la TDC, como la comunicacién deficiente, la limitaciéon de tiempo y el

desequilibrio percibido de poder entre el paciente y el profesional de salud

(47).
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El modelo de las tres conversaciones propuesto por Elwyn et al. (47) se refiere
a un enfoque estructurado para la TDC entre los profesionales de salud y el
paciente, consistente en: 1) Conversacioén en equipo: el profesional de salud
informa al paciente de las opciones disponibles para tomar una decision. Es
importante que el paciente y su entorno cercano sean conscientes de que sus
preferencias son importantes en el proceso de toma de decisiones; 2)
Conversacion sobre las opciones: se enumeran las distintas opciones, se
describen detalladamente y se comparan en cuanto a beneficios, riesgos y
preferencias del paciente. Esta informacion se ha de presentar de forma clara
y comprensible, sin necesidad de tecnicismos médicos. Se ha de ofrecer tiempo
al paciente para que considere la decision en mayor profundidad, haga
preguntas, confirme los detalles y determine la importancia relativa de sus
preferencias; y 3) Conversacidn sobre la decision: el paciente y el profesional
de la salud discuten las preferencias con la suficiente informaciéon y en
conjunto toman una decisiéon basada en las preferencias del paciente. Una vez
tomada una decisidn, ésta no excluye otras opciones o alternativas en el futuro

(Figura 7).
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Figura 7. Modelo de las tres conversaciones para la toma de decisiones

compartida

Worktogether. describe
choices, offer support,
and ask about goals

Let’s work as a team
to make a decision that
suits you best

—

listening

Paying close attention
3 and responding accurately 2

Decision talk Deliberation option talk |

Get to informed Thinking carefully about Discuss alternatives
preferences, make options when facing using risk
preference-based a decision communication
decisions principles

Tell me what matters
most to you for this
decision

Let’s compare the
possible options

Fuente: Elwing et al. 2017 (47)

Los pacientes con ERC se enfrentan a decisiones complejas, como la seleccion
de opciones de TRS (48, 49). Un estudio revel6 que la mayoria de los pacientes
con ERC avanzada consideran prioritarios la independencia, la calidad de vida
y la flexibilidad en el horario al decidir la modalidad de dialisis, lo que resalta
la importancia de la participacién tanto de los pacientes como de los

profesionales de salud en la toma de decisiones (50).

En el contexto de la ERC, la TDC ha demostrado mejorar la presion arterial,
frenar la progresion de la enfermedad y aumentar la supervivencia. También

se observa un aumento en el conocimiento del paciente, una mejora en la
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calidad de las decisiones, una mayor satisfaccion con la atencién y una mejor

adhesion al tratamiento (44, 51, 52).

En Nefrologia, ain no se ha establecido un modelo de TDC unificado. Una
adaptacion propuesta por Amir et al. para las tres conversaciones en pacientes

con ERC avanzada se presenta en la Figura 8 (44).

Figura 8. Modelo de las tres conversaciones y estrategias de comunicacion

relevantes para la enfermedad renal avanzada

a o

3;&/

TEAM TALK

« Patient education

= Discuss options available

= Develop working partnership

* Understand patient priorities
and goals

AT\) |

OPTION TALK

* Options described in detail

* Trade-off benefits and harms for
each option

* Patient given time to determine
which option aligns most closely to
their priorities

“Id like to talk about your kidney
disease, and discuss options for your

“There are several ways of treating
kidney failure. It is important to

future when your kidney function
declines further”

“It is important to plan ahead, to
ensure you have a good
understanding of your treatment
options and how they will affect

consider how different treatment
options might change specific aspects
of your life”

“Weighing these factors are important
to make a decision based on your
preferences”

your lifestyle”

'ﬁf’.“

B at the risk of frequent hospitalizations

“Some people choose dialysis as their
“Talking to family and loved ones preference is to live as long as possible
may help you in the decision-making

process” yd

~ —~

DECISION TALK

\ and loss of independence”

“As you think about the future, what / ' “Others choose treatments focused on

= Establish patients’ informed preferences

are your main goals?” 7 improving their symptoms,
;. * Work collaboratively towards a preference-based decision. maintaining independence and quality |
\\ / »  Allow opportunity for evaluation of decision ‘\ of life without diaiysis”

“My understanding is that your main goals to spend as much time with your family and out of hospital,
even if it means life is shorter. This being the case, | would recommend comprehensive conservative
«care to focus on your guality of life. How do you feel about that?”

“Sounds like your priorities are to live as long as possible and to maintain independence at home, at the
risk of b italizati and tr related ications. In this case, | would recommend home-

33 Introduccion



TOMA DE DECISIONES COMPARTIDA Y PROCESO DE SELECCION DE LA
MODALIDAD DE DIALISIS EN PACIENTES CON ENFERMEDAD RENAL CRONICA AVANZADA

1.4. Herramientas de ayuda ala TDC

Las HATDC facilitan el proceso de TDC y son apropiadas cuando hay mas de
una opcion factible y la mejor decision depende de como el paciente percibe
los posibles resultados, siendo estas decisiones "sensibles a las preferencias”
(43). Las HATDC proporcionan informacion personalizada sobre las opciones,
los resultados y los detalles clinicos, incluyendo las probabilidades de riesgo y
beneficio de cada opcién. Ademas de brindar informacién, incorporan
ejercicios para clarificar valores y preferencias, considerando diversas
perspectivas, y sirven como guia para la comunicacién entre el profesional de
salud, el paciente y su entorno (53). En comparacién con la atencién habitual,
las HATDC mejoran el conocimiento de los pacientes sobre las opciones de
tratamiento, reducen el conflicto de sentirse mal informado, estimulan a
asumir un papel mas activo en la toma de decisiones, y mejoran la congruencia

entre la opcién elegida y los valores personales (45).

La colaboracién International Patient Decision Aid Standards (IPDAS) (54) ha
creado un marco para mejorar las HATDC. El IPDAS estableci6 criterios para
garantizar que las HATDC sean ttiles y confiables en el proceso de TDC. Segliin
estos criterios, una HATDC debe: 1) tratar una decisién especifica que el
paciente debe tomar; 2) ayudar al paciente a elegir entre opciones de manera
consciente; 3) mostrar los aspectos positivos y negativos de las opciones; 4)
ser relevante para la situacion de salud del paciente; 5) no intentar influir para
que se elija una opcién en particular; y 6) ayudar al paciente a entender sus
propios valores y preferencias. Si una herramienta no cumple con todos estos

criterios, no se considera una HATDC.

Se han desarrollado HATDC especificas para pacientes con ERC avanzada,

destinadas a ayudar en la eleccion entre DP y HD. Estas herramientas abordan
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muchos factores, incluyendo el estilo de vida, la calidad de vida, la funcién
cognitiva y la preservacion de la funcién renal, para facilitar una decisiéon
informada y personalizada. Se ha demostrado que estas herramientas pueden
reducir el conflicto decisional y mejorar el conocimiento del paciente sobre las
opciones de tratamiento disponibles (55). Dado el creciente desarrollo de
HATDC en los ultimos afios, diversos autores han buscado generar evidencia
que integre estas herramientas dirigidas a pacientes con ERC que necesitan
elegir una modalidad de dialisis, con el fin de facilitar su identificacion e

implementacion en la practica clinica (56, 57).

1.5. Alfabetizacion en salud y toma de decisiones del

tratamiento de la ERC

La Organizacion Mundial de la Salud defini6é en 1998 la alfabetizacién en salud
(AES) como “las habilidades sociales y cognitivas que determinan el nivel de
motivacion y la capacidad de una persona para acceder, entender y utilizar la
informacion de forma que le permita promover y mantener una buena salud”
(58). La AES es cada vez mas relevante en la sociedad actual, ya que implica el
conocimiento y las habilidades necesarias para enfrentar las demandas de
salud. Sin embargo, la falta de consenso en su definiciéon y dimensiones ha

dificultado su medicién y comparacion.

Nutbeam y colaboradores en el afio 2000 (59) definieron tres niveles de AES:
funcional, comunicativa y critica. La funcional comprende habilidades basicas
de lecturay escritura; la comunicativa, habilidades avanzadas para interactuar
y extraer conclusiones de la comunicacion; y la critica, habilidades avanzadas
para analizar la informacion y controlar los acontecimientos de la vida. La AES
suele evaluarse a menudo como el nivel de habilidades numéricas y de lectura,

pero una alfabetizacion funcional no garantiza la comprension de las
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decisiones tomadas. Por tanto, la AES también incluye dimensiones criticas e
interactivas en las que es necesario el apoyo familiar o del entorno, el contacto

con los profesionales de la salud y el pensamiento critico (60).

Una revisidn sistematica llevada a cabo por Sgrensen y colaboradores en 2012
(61) revis6 definiciones y modelos existentes sobre AES con el objetivo de
desarrollar un enfoque integrado que capturara las dimensiones mas
relevantes. Como resultado, se propuso un modelo integrador con 12
dimensiones esenciales que abarcan conocimiento, motivacién y
competencias para acceder, comprender, evaluar y aplicar informacién de

salud (Figura9).

Figura 9. Las doce dimensiones de la Alfabetizacion en Salud
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Fuente: Sorensen et al. 2012 (61)

El concepto de AES haido evolucionando, y es asi que en una reciente revision

sistematica recopilé6 34 definiciones, propone definir la AES como “la
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capacidad de una persona para obtener y traducir conocimientos e
informacion con el fin de mantener y mejorar la salud de una manera que sea
apropiada para los contentos individuales y del sistema” (62). La definicién
abarca tres temas: 1) conocimiento sobre la salud, la atencién y los sistemas
de salud; 2) procesamiento y uso de informacién en formatos relativos a la
salud; y 3) capacidad para mantener la salud mediante autocuidado y trabajo

colaborando con profesionales sanitarios.

La AES es crucial en el contexto de la ERC avanzada debido a su complejidad,
comorbilidades y tratamiento. Incluye habilidades cognitivas y sociales para
acceder, comprender y utilizar la informacién para manejar las condiciones de
salud. En poblaciones con ERC avanzada, se ha observado una baja AES,
asociada con una peor salud cardiovascular, conductas de autogestion
deficientes, mayores tasas de hospitalizacién, menor calidad de vida y mayor
mortalidad (60, 63, 64). La limitada AES de los pacientes con ERC avanzada
dificulta la comprension de su enfermedad y tratamiento, lo que conlleva una
menor participacién en la TDC, conductas de autocuidado mas deficientes y

resultados clinicos mas desfavorables (65, 66).

En la atencién de pacientes con ERC avanzada, es esencial evaluar el nivel de
comprension de la informaciéon médica y la habilidad para tomar decisiones
sobre el tratamiento y el autocuidado. Se utilizan diversos métodos de
medicion, como cuestionarios adaptados, para identificar las necesidades
especificas de cada paciente y adaptar la atenciéon en consecuencia. La AES
desempefia un papel crucial en la Nefrologia, ya que los pacientes necesitan
comprender conceptos complejos, como la funcion renal y la dieta especifica,

para tomar decisiones informadas sobre su tratamiento y estilo de vida. Una
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baja AES puede dificultar esta comprension, lo que impacta negativamente en

la adherencia al tratamiento y en los resultados de salud.

Ademas, la AES influye en la capacidad de los pacientes para participar en la
TDC con los profesionales de salud. Cuando comprenden plenamente su
condiciéon y las opciones de tratamiento, pueden colaborar mejor en la
elaboracién de un plan de atencién personalizado. Por tanto, promover la AES
entre los pacientes con ERC avanzada es crucial para mejorar la calidad de la

atencion médica y los resultados de salud en esta poblacidn.
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1.6. Justificacion

Justificacion del tema de investigacion de la tesis

La ERC es un problema de salud publica. El tratamiento de la etapa avanzada
de esta enfermedad consume entre un 1 y un 3% de los recursos destinados a

salud.

La mayoria de los pacientes con ERC avanzada podrian ser candidatos a ambas
modalidades de didlisis. Tanto la DP como la HD son efectivas para el
tratamiento de la ERC avanzada, sin embargo, existe variabilidad en la
distribucién de la DP como primer TRS, con una clara infrautilizacién de esta.
Esta disparidad refleja una inadecuacion en la practica clinica, lo que genera
una pérdida de eficiencia para el sistema de salud al no aprovechar
plenamente una opcién de tratamiento igualmente efectiva y potencialmente

mas econOmica.

Elegir la modalidad de tratamiento mas adecuada para cada paciente es un
proceso complejo. Cuando hay diferentes opciones de tratamiento disponibles
y efectivas, pero que difieren en aspectos practicos que pueden afectar la
calidad de vida del paciente, es crucial considerar los valores y las preferencias
del paciente. En estas situaciones, un proceso de TDC que involucre al paciente,
a sus familiares y a los profesionales de la salud se vuelve especialmente

relevante.

La AES es un punto clave para que los pacientes puedan comprender su
enfermedad, participar de un modo activo en un proceso de toma de

decisiones, seleccionar la mejor opcion de tratamiento y adherirse al mismo.
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La AES es un componente critico en el manejo efectivo de enfermedades
crénicas, incluyendo la ERC. La capacidad de los pacientes para comprender y
utilizar informacién de salud es fundamental para tomar decisiones
informadas sobre su tratamiento y manejo de la enfermedad. Sin embargo, la
variabilidad en los niveles de AES puede afectar significativamente los

resultados clinicos y la calidad de vida de los pacientes con ERC.

Justificacion de los estudios que conforman la tesis

Esta tesis se articula en tres estudios sobre el proceso de seleccién de la

modalidad de dialisis y la TDC.

Justificacion del primer estudio

A nivel global, se observa una clara infrautilizacién de la DP. Aunque estudios
previos han descrito las posibles causas de esta infrautilizaciéon, no se ha
cuantificado de manera explicita, ni se han llevado a cabo analisis de
adecuaciéon que examinen los patrones de seleccion de la DP e identifiquen

potenciales oportunidades de mejora.

Justificacion del segundo estudio

En el campo de la Nefrologia, y especificamente en la elecciéon de las
modalidades de TRS de la ERC avanzada, el proceso de informacion sobre las
diferentes opciones de TRS estd ampliamente incorporado en la practica
clinica. Sin embargo, existe una notable variabilidad en la manera en que se

proporciona esta informacioén. Asi mismo, continda siendo un reto establecer
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cémo implementar de manera sistematica y practica en todos los pacientes con

ERC avanzada, un proceso estructurado de toma de decisiones compartida.

Justificacion del tercer estudio

Asegurar que todas las personas que participan en un proceso de toma de
decisiones comprendan la informacioén brindada, es todo un reto. Es crucial
examinar los métodos de medicion de la AES para identificar herramientas
precisas y confiables que puedan ser utilizadas en la practica clinica. También
es importante entender el impacto de la AES en el manejo dela ERCy enla TDC
para desarrollar estrategias que mejoren la comunicacién y la participaciéon
del paciente. Este articulo busca abordar estas necesidades, proporcionando
una vision integral sobre como la AES influye en el tratamiento de la ERC y

cémo mejorar los procesos de TDC en este contexto.
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2. HIPOTESIS

2.1.Existe un grado de inadecuacién en el uso de la dialisis peritoneal
relacionado con el nivel de informacidn recibido de las modalidades
de dialisis y con el proceso de toma de decisiones. El analisis de
adecuacién permite determinar las posibles causas de uso

potencialmente inadecuado.

2.2. Existe consistencia entre las recomendaciones elaboradas por las GPC
de alta calidad en relacion con el inicio y seleccion de la modalidad de

dialisis.

2.3.Una mayor alfabetizacion en salud en pacientes con ERC se relaciona
con una participacién mas activa en el proceso de TDC, es decir
decisiones de tratamiento mas informadas y alineadas con los valores

y preferencias de los pacientes.

3. OBJETIVOS

3.1.Objetivo general

Determinar la adecuacién del proceso de seleccion de la modalidad de didlisis
en pacientes con ERC avanzada y conocer los aspectos que puedan mejorarlo
mediante la TDC y la alfabetizacion en salud en el momento de iniciar la

dialisis.
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3.2.0bjetivos especificos

Los objetivos especificos de la tesis son:

1. Analizar la adecuacion del proceso de seleccién de la modalidad de
didlisis y el porcentaje de pacientes que hubieran podido ser

potenciales candidatos a didlisis peritoneal (Estudio 1).

2. Evaluar la coherencia entre las recomendaciones de las GPC en tres
temas esenciales: el momento del inicio de la dialisis, la seleccién de la
modalidad de didlisis y las intervenciones para apoyar el proceso de
toma de decisiones sobre la seleccion de la modalidad de dialisis.

(Estudio 2).

3. Describir el estado actual del conocimiento de la alfabetizacion en salud
en el campo de la Nefrologia, y su relacién con el proceso de TDC en

pacientes con enfermedad renal crénica (Estudio 3).
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4, METODOS

La tesis doctoral que se presenta por compendio de articulos se basa en tres
estudios sobre la TDC y el proceso de seleccion de la modalidad de dialisis, los
cuales responden a los objetivos establecidos mediante la siguiente
metodologia: 1) un estudio transversal; 2) una revision sistematica de GPC de
alta calidad sobre el manejo de la enfermedad renal crénica; y 3) una revision
narrativa que ofrece una visidon integral sobre la AES en el proceso de
decisiones compartida en pacientes con enfermedad renal crénica. La figura 9

muestra el esquema de las metodologias utilizadas.

Figura 10. Métodos utilizados en la tesis doctoral

I

Analizar la adecuacién del
proceso de seleccion de la
modalidad de dialisis y el
porcentaje de pacientes que
hubieran podido ser
potenciales candidatos a
dialisis peritoneal.

©

TDC: Toma de Decisiones Compartida; AES: Alfabetizacién en salud
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4.1. Estudio 1: Adecuacion del proceso de seleccion de la

modalidad de dialisis: Un estudio transversal
[Appropriateness of the dialysis modality selection process: A cross-sectional

study]

El estudio determina la adecuacién del proceso de selecciéon de la modalidad
de didlisis en un hospital universitario de tercer nivel. Se cuantifica el
porcentaje de pacientes que podrian haber sido candidatos a DP, y se
identifican las causas de la inadecuacion, asi como los factores relacionados

con el paciente.

4.1.1. Diseiio

Estudio transversal descriptivo.
Los resultados de este estudio se informaron siguiendo las recomendaciones

STROBE (67).

4.1.2. Poblacion de estudio
El estudio se realizé en el servicio de Nefrologia de la Fundacién Puigvert en

Barcelona, Espafia.
Criterios de inclusion
Pacientes de 18 afnos o mas que comenzaron didlisis entre el 1 de enero de

2014 y el 31 de diciembre de 2015.

Criterios de exclusion
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Condiciones o circunstancias que podrian impedir obtener el consentimiento
informado, como deterioro cognitivo, trastornos psiquiatricos graves, pérdida
auditiva severa, barrera idiomatica, muerte e incapacidad para contactar al

paciente, o vivir fuera del area de referencia.

Tamaifo de muestra estimado
143 participantes, considerando un porcentaje de uso apropiado del 75%,

nivel de confianza del 95% y margen de error del 5%.

4.1.3. Recogida de datos

Los potenciales participantes se identificaron a partir del registro interno de
pacientes con enfermedad renal crénica del Servicio de Nefrologia de la
Fundacié Puigvert de Barcelona, seleccionando pacientes incidentes en
dialisis, bajo los criterios de inclusién. Posteriormente, se clasificaron segin la
modalidad de dialisis que realizaban 3 meses después de haber iniciado el
tratamiento. Antes de ser incluidos en el estudio y de iniciar la recogida de
datos, todos los participantes voluntariamente firmaron un consentimiento

informado.

El desenlace principal fue la adecuacion de la selecciéon de la modalidad de
didlisis, evaluada en tres dominios secuenciales: 1) elegibilidad para cualquier
tratamiento, 2) informacién proporcionada sobre las modalidades y 3) toma

de decisiones compartida (Figura 10).
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Figura 11. Dominios para evaluar la adecuacion de la seleccion de TRS
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pevevallE BN BN BN BN BE-RE BN RECAE BN AN BN BN BN BN

modality
selection process

Clinical contraindications or | Clinical contraindications or No clinical contraindications or barriers to either
barriers to DP barriers to HD modalities

Yes, No, Yes,
information |incomplete or| information
from, absence of from,
atleast HD | information at least DP

No, incomplete’
or absence of
information

Yes, information about No, incomplete or
the two options absence of information

HD DP HD DP HD DP HD DpP HD DP HD DP HD DP HD DP

Fuente: Elaboracién propia

El dominio 1 fue evaluado por un especialista en Nefrologia, investigador
independiente. Los dominios 2 y 3 se recogieron mediante una encuesta
semiestructurada de forma presencial o telefénica. El cuestionario se pilotd

previamente.

Se consideré adecuado el proceso de seleccion de la modalidad de dialisis en

un paciente sin contraindicaciones, que recibiera informacién de ambas
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modalidades de didlisis, que optara en forma voluntaria por una modalidad y

que manifestara estar satisfecho con el proceso de toma de decisiones.

4.1.4. Analisis de datos

Se llevd a cabo un analisis estadistico descriptivo, pruebas bivariadas y un
analisis multivariado con un modelo de regresién logistica con el propdsito de
determinar la asociaciéon entre la seleccion adecuada y potencialmente
inadecuada de la modalidad de didlisis, asi como las caracteristicas
individuales del paciente. Este enfoque permitié identificar las razones
subyacentes detras de la adecuacién o inadecuaciéon en la eleccién de la
modalidad de tratamiento, asi como determinar si esta seleccion estaba

correlacionada con algtn factor especifico del paciente.
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4.2. Estudio 2: Recomendaciones de guias de practica
clinica de alta calidad relacionadas con el proceso de
iniciar dialisis: una revision sistematica

[Recommendations of high-quality clinical practice guidelines related to the

process of starting dialysis: A systematic review]|

El estudio analiza las recomendaciones de las GPC de alta calidad en relacion
con el momento de inicio de la didlisis (criterios de cuando empezar el
tratamiento con didlisis), la seleccion de la modalidad de dialisis (HD o DP), y
las intervenciones de ayuda para la decision de la modalidad de didlisis
(cualquier instrumento disefiado para facilitar la participaciéon de los
pacientes en la TDC, como, por ejemplo, programas educativos, herramientas

de ayuda a la decision, algoritmos, etc.).

4.2.1. Diseiio

Revision sistematica.
El protocolo de la revision sistemdatica se registr6 en PROSPERO
(http://www.crd.york.ac.uk/PROSPERO)  [CRD42018110325], y sus

resultados se publicaron basandose en la declaracion PRISMA (68).

4.2.2. Estrategia de busqueda y fuentes de informacion

Las GPC se identificaron mediante una busqueda sistematica en MEDLINE,
Web of Science, EMBASE, LILACS y bases de datos de organizaciones
elaboradoras de GPC (Instituto Nacional para la Excelencia en Salud y Atencion

(NICE), Guias Intercolegiales Escocesas y la Red Internacional de Guias (G-I-
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N)). Ademas, se realizd6 una busqueda manual en sociedades cientificas
dedicadas a la investigacion en enfermedad renal crénica. La estrategia de
busqueda incluyé términos libres y términos MeSH relacionados con ERC, ERC

avanzada, dialisis y TRS, limitando los resultados a GPC.

4.2.3. Criterios de elegibilidad

Criterios de inclusion

Poblacion

Se incluyeron GPC de alta calidad relacionadas con el proceso de inicio de la
dialisis en adultos (18 afios 0 mas), publicadas en inglés o espafiol desde enero
de 2008. Solo se incluy6 la version mas actualizada de cada guia. Se definié
como GPC de alta calidad, cuando la GPC era basada en la evidencia y obtener
al menos un 60% en los dominios 3 (Rigor en el Desarrollo) y 6 (Independencia
Editorial) del Instrumento de Evaluaciéon de Guias para la Investigacion y

Evaluacion (AGREE II) [(69).

Intervenciones

Recomendaciones de las GPC sobre:1) Momento de inicio de la didlisis, 2)
Seleccion de la modalidad de dialisis (hemodidlisis en centro o en casa, o
dialisis peritoneal), 3) Intervenciones de ayuda para la toma de decisiones

(por ejemplo, programas educativos, HATDC).

Resultados
Se evaluaron dos resultados principales: 1) la variabilidad de las
recomendaciones sobre el inicio de la dialisis en pacientes con ERC, y 2)

calidad metodolégica de las GPC incluidas. Se recopilaron datos sobre la
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organizacion, afio, pais, idioma, poblacién objetivo, nivel de evidencia y grado

de recomendacion.

Criterios de exclusion

Se excluyeron GPC que no ofrecian recomendaciones sobre el momento de
inicio de la dialisis, la seleccion de la modalidad de dialisis o intervenciones
para ayudar en la toma de decisiones. Se excluyeron GPC sobre insuficiencia
renal aguda, embarazo o pediatria, adaptaciones, traducciones, comentarios o

resumenes.

4.2.4. Selecciéon y extraccion de datos

Un revisor realizé una primera seleccién de las referencias a partir de los
titulos y resimenes. La revision a texto completo se realiz6 de manera
independiente por dos revisores, resolviendo discrepancias mediante
discusién o consulta con un tercero. Se utiliz6 el instrumento AGREE II para
identificar GPC de alta calidad, compuesto por 23 items distribuidos en seis
dominios.

Posteriormente, un revisor extrajo el texto, la calidad de la evidencia y la fuerza
de las recomendaciones de las GPC seleccionadas, proceso que fue verificado
por otro revisor. No se realizé una reevaluacion de la calidad de la evidencia
subyacente.

Dos revisores analizaron el contenido y las diferencias entre las
recomendaciones. El primero identificé los temas y los clasifico, luego se
revisaron los cédigos para encontrar similitudes y discrepancias entre las
diferentes GPC. Finalmente, se agruparon las recomendaciones por temas para

estudiar la variacion entre las distintas GPC.
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4.2.5. Analisis de los datos

Se analizaron los datos utilizando estadisticas descriptivas: frecuencias
absolutas y relativas para variables categéricas, medidas de tendencia central
y dispersion para variables continuas.

Se calculé un puntaje de calidad para cada uno de los seis dominios de AGREE
Il sumando todas las puntuaciones de los items individuales en un dominio y
escalando el total como un porcentaje del puntaje maximo posible para ese
dominio. Se utiliz6 el coeficiente de correlaciéon intraclase (CCI) para medir la
confiabilidad entre evaluadores en los puntajes del instrumento AGREE II
(<0,50 confiabilidad deficiente; 0,51-0,75 confiabilidad moderada; 0,76-0,90
buena confiabilidad; confiabilidad excelente superior a 0,90) (69). La
consistencia entre las recomendaciones de las GPC se analiz6 mediante una

sintesis narrativa y descriptiva.

4.3. Estudio 3: El papel de la baja alfabetizacion en salud
en la toma de decisiones compartida en el

tratamiento de pacientes con insuficiencia renal.

[The role of low health literacy in shared treatment decision-making in

patients with kidney failure]

El estudio profundiza en el conocimiento del rol de la AES en la TDC en
Nefrologia. Se describe el estado actual de esta area del conocimiento, con
énfasis en la relaciéon de la AES con la TDC en pacientes con enfermedad

renal.

56 Métodos



TOMA DE DECISIONES COMPARTIDA Y PROCESO DE SELECCION DE LA
MODALIDAD DE DIALISIS EN PACIENTES CON ENFERMEDAD RENAL CRONICA AVANZADA

4.3.1. Diseilo

Revisién tematica de la literatura o revisidon narrativa de tipo conceptual (70-

72)
4.3.2. Estrategia de busqueda y fuentes de informacion

Se realiz6 una busqueda exhaustiva en MEDLINE (acceso desde PubMed), y
Google Scholar. Se emplearon combinaciones de las siguientes palabras claves:

» «u

“chronickidney disease”, “health literacy”, “kidney failure”, “renal replacement
therapy”, “shared decision-making”. A partir de los articulos seleccionados en
la primera fase de busqueda, se identificaron referencias adicionales mediante

buisqueda manual entre las referencias citadas.
4.3.4. Criterios de elegibilidad

Criterios de inclusion
Tipo de publicacion
Articulos revisados por pares, investigaciones originales, revisiones previas

sobre el tema, y estudios con datos empiricos o teédricos significativos.
Fenomeno de interés
El estudio describe el estado actual de la AES en el campo de la Nefrologia, con

énfasis en la relacién de la AES con la TDC en pacientes con enfermedad renal.

Poblacion

Adultos de 18 anos a mas, con ERC avanzada.

Intervencion
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Literatura relacionada con la AES en el campo de la Nefrologia, asi como con la

TDC.

Criterios de exclusion
Se excluyeron resimenes de conferencias, cartas al editor, opiniones y

articulos no revisados por pares.
4.3.5. Seleccion y extraccion de datos

La seleccion de estudios se realiz6 en varias fases. Inicialmente, se revisaron
los titulos y resimenes de los articulos identificados en la busqueda para
determinar su relevancia. Los articulos que cumplian con los criterios de
inclusién fueron seleccionados para una revision completa del texto. La
seleccion se realiz6 de manera independiente por una revisora y fue

corroborada con un segundo revisor.

Los criterios de evaluacion de los estudios seleccionados fueron: 1) claridad
en la formulacién de los objetivos, 2) adecuacién de los métodos utilizados, 3)

coherencia de los resultados y 4) solidez de las conclusiones.

La informacién relevante fue extraida y organizada tematicamente en dos
grandes categorias iniciales: 1) AES en Nefrologia, y 2) AES y relacién con la

TDC.
4.3.6. Analisis de los datos

La informaciéon sintetizada se estructuré en una narrativa cohesiva,
destacando los principales hallazgos y tendencias observadas en la literatura.

Se identificaron patrones comunes, discrepancias y areas de consenso en el
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area de conocimiento sobre la AES en el area de Nefrologia y su relacién con la

TDC.

La revision se redact6 en secciones organizadas, incluyendo una introducciéon
que contextualiza el tema y un cuerpo principal que discute las areas tematicas
de manera estructurada en cinco secciones: 1) AES en Nefrologia, 2)
problemas cotidianos relacionados con la baja AES en Nefrologia, 3)
consideraciones sobre los problemas de AES en la TDC, 4) cémo garantizar una
adecuada TDC, y 5) como avanzar hacia una mayor AES en Nefrologia. El tema
final propone hallazgos clave de la revision, planteando soluciones y las areas

donde mas investigacién seria necesaria.
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5. RESULTADOS

Los resultados de la tesis son los correspondientes a cada articulo que la

conforman.

Articulo 1

Titulo: Appropriateness of the dialysis modality selection process: A
cross-sectional study

Autores: Salas-Gama K, Bolibar I, Diaz J.

Revista: Medicine

Factor de Impacto 2022: 1.889. Q3 (119/169). Medicine, General &
Internal

DOI: 10.1097/MD.0000000000031041

Financiaci6n: ninguna

Articulo 2

Titulo: Recommendations of high-quality clinical practice guidelines
related to the process of starting dialysis: A systematic review
Autores: Salas-Gama K, Onakpoya IJ, Coronado Daza ], Perera R,
Heneghan C].

Revista: PLoS One

Factor de Impacto 2022: 3.7. Q2 (26/73). Multidisciplinary Sciences.
DOI: 10.1371/journal.pone.0266202

Financiacion: ninguna

Articulo 3
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Titulo: The role of low health literacy in shared treatment decision-
making in patients with kidney failure.

Autores: Toapanta N, Salas-Gama K, Pantoja PE, Soler MJ.

Revista: Clinical Kidney Journal

Factor de Impacto 2023: 4.6. Q1 (17/88). Urology & Nephrology.
DOI: 10.1093/ckj/sfad061

Financiacién: ninguna
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5.1. Estudio 1. Adecuacidn del proceso de seleccion

de la modalidad de dialisis: Un estudio transversal

Resumen de los resultados mas relevantes:

5.1.1. Caracteristicas generales

De 237 pacientes que iniciaron TRS en el periodo de estudio, 141 cumplian los
criterios de inclusién; 24 (17%) recibieron DP y 117 (83%) HD. En ambos
grupos, la mayoria eran hombres (71% DP y 63%; HD), con una mediana de
edad menor en el grupo de DP en comparaciéon con HD (68 vs 72 afios,
respectivamente, p=0.096). El porcentaje de pacientes no candidatos a

trasplante renal fue superior en el grupo de HD (21% DP y 56 % HD; p=0.003).

5.1.2. Seleccion adecuada de la modalidad de dialisis

La seleccién de la modalidad de didlisis se consideré adecuada en 110
pacientes (78%; IC 95%: 69-85%). El porcentaje de adecuacion fue mayor en
el grupo de DP en comparacién con HD (96% y 74%, respectivamente). Las
razones de una adecuada seleccion de la modalidad de dialisis fueron: optar
por la Unica opcion posible debido a contraindicaciones clinicas para la otra
modalidad (40 pacientes, 28%), y la seleccién voluntaria de una modalidad,
hecha por un paciente completamente informado (70 pacientes, 50%). En este
ultimo grupo de pacientes, solo un tercio (16%) eligié DP, a pesar de cumplir

con los criterios clinicos y haber recibido informacién completa.
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5.1.3. Seleccion potencialmente inadecuada de la modalidad de
dialisis

La seleccion de la modalidad de dialisis se consideré potencialmente
inadecuada en 31 pacientes (22%; IC 95%: 15-31%). La raz6n mas frecuente
de potencial inadecuacion fue el no haber recibido informaciéon o que esta
hubiera sido incompleta (n=21, 68%), o la percepcién por parte del paciente
de una falta de TDC (n=10, 31%). Solo en un paciente del grupo de DP la
seleccidn de la modalidad de dialisis fue potencialmente inadecuada debido a
una percepcidn de falta de TDC. La seleccidon potencialmente inadecuada fue
mas frecuente en el grupo de HD. De haber sido adecuadas, el nimero de
pacientes con DP podria haber sido mas del doble del que eligi6 esta

modalidad (24 pacientes, 17% vs. 54 pacientes, 38%).

5.1.4. Factores asociados

Los factores relacionados con una seleccién potencialmente inadecuada de la
modalidad de dialisis fueron la edad, iniciar con HD y no ser candidato para
trasplante renal. Por otro lado, el realizar seguimiento en la consulta de
enfermedad renal crénica avanzada y haber recibido informacién sobre las
modalidades de TRS se asociaron a una selecciéon adecuada. El andlisis
multivariante confirmé que la edad era un factor de riesgo independiente para
una selecciéon potencialmente inadecuada de la modalidad de dialisis (ORa
1,05; IC 95%: 1,01-1,08; p=0.011), y el tener informacién sobre las opciones
de dialisis, un factor protector (ORa 0,20; 1C95%: 0,08-0,48; p<0.001).
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Abstract

Studies that specifically quantify the appropriateness of the process of dialysis modality selection are lacking. Peritor@
dialysis (PD) offers clinical and social advantages over hemodialysis (HD), but may be underused. We aimed to determine the
appropriateness of the process of dialysis modality selection and quantify the percentage of patients who could potentially have
been PD candidates. We performed a cross-sectional study that included adult patients from a hospital Nephrology Department
in Barcelona who started dialysis between 2014 and 2015. We assessed the appropriateness of dialysis modalities selection by
defining 3 sequential domains based on 3 critical steps in choosing a dialysis modality: eligibility for either treatment, information
about modalities, and shared decision-making. We obtained data using medical records and a patient questionnaire. The dialysis
modality selection process was considered appropriate when patients had no contraindications for the selected option, received
complete information about both modalities, and voluntarily chose the selected option. A total of 141 patients were included in this
study. The median age was 72 years (interquartile range 63-82 years), and 65% of the patients were men. The dialysis modality
selection process was potentially inappropriate in 22% of the participants because of problems related to information about
dialysis modalities (15%) or shared decision-making (7%). Appropriate PD use can potentially increase from 17% to 38%. Patient
age and lack of information regarding dialysis options were independently associated with the potential degree of inappropriate
dialysis modality selection. Our findings indicate areas for improvement in the selection of dialysis modalities. With better education
and shared decision-making, the number of patients with PD could potentially double. The analysis of appropriateness is a helpful
approach for studying renal replacement treatment patterns and identifying strategies to optimize their use.

Abbreviations: CKD = chronic kidney disease, ESKD = end-stage kidney disease, HD = hemodialysis, KT = kidney
transplantation, PD = peritoneal dialysis, RRT = renal replacement therapies.

Keywords: appropriateness, chronic kidney disease, peritoneal dialysis, renal replacement treatment, underuse.

1. Introduction

Chronic kidney disease (CKD) is a global health problem with
a worldwide prevalence of 9%.!! Patients with end-stage kidney
disease (ESKD) represent 1% to 6% of this group, and their
treatment consumes 1% to 3% of all healthcare resources.??!
Similar to hemodialysis (HD), peritoneal dialysis (PD) is an
effective technique for the treatment of ESKD,*-*! but most eco-
nomic evaluations indicate that it is more cost-effective.l>3!1%!1]
Authors of a recent systematic review suggested a more com-
prehensive cost-effectiveness approach that considers different
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renal replacement therapy (RRTs) along the patient pathway
since switching between dialysis modalities is often essential.l'!!
According to expert opinion,!'>3! PD should ideally reach 30%
to 45% of patients starting RRT. However, the use of PD is
considerably low in clinical practice. Figures for Europe in 2019
showed that 84% of patients with CKD started RRT with HD,
5% underwent kidney transplantation (KT), and only 11%
started PD.["4]

Most patients with ESKD are potential candidates for
either modality of dialysis.!"! The percentage of contrain-
dications reported for PD varies between 17% and 28% of
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patients.'»!®l This variability may be explained by the fact
that some authors include non-clinical contraindications for
PD in their calculations, whereas others consider such features
as barriers, but no contraindications.!'”-"I There is still insuf-
ficient high-level evidence to recommend one therapy over
another.'>1529 When different therapeutic options are effec-
tive, but their practical characteristics differ and could poten-
tially impact the patient’s life, choosing a modality should
focus on patients’ values, preferences, and a voluntary and
informed choice.!!>2!

Appropriate care refers to high-quality care by offering the
right service to the right patient at the right time and using effec-
tive and efficient resources that are consistent with the values
and preferences of individuals.??. However, the dimension of
the “right patient,” is not always considered in appropriateness
analysis, with a notable absence of variables related to the extent
of patient engagement in decision-making and decisional qual-
ity.”¥ When the decision-making process is facilitated, approxi-
mately 50% of the candidates choose PD.[2#25!

Although the underuse of PD has been discussed in previous
studies, none has explicitly quantified it.?¢=3% This study aimed
to determine the appropriateness of dialysis modality selection
process and quantify the percentage of patients who could
potentially have been PD candidates.

2. Methods

We performed a cross-sectional study to analyze the appropri-
ateness of dialysis modalities selection in the nephrology depart-
ment of a third-level university hospital with a reference area
of 404,672 inhabitants in Barcelona, Spain. The nephrology
department provides all RRT modalities, conservative man-
agement, and a consultation unit in which nephrologists and
nurses specifically focus on the management of ESKD. When
patients with CKD reach a glomerular filtration rate <20 mL/
min/1.73 m? they are referred to the counseling and predialysis
education program performed entirely in the hospital setting. In
our health system there is no ESKD counseling in primary care
or long-term care facilities outside of the hospital. The predial-
ysis education program does the necessary close follow-up to
implement procedures and treatments for the control of the dis-
ease progression, such as control of blood pressure, lifestyle and
diet modifications, and censoring some drugs that could worsen
glomerular filtration rate. Patients will also receive information
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about possible treatment options, and promptly prepare for HD
o peritoneal treatment. Not all patients can enter the program,
due to their clinical (CKD with acute deterioration that did not
have the opportunity to go through predialysis counseling or
complete the whole counseling follow-up) or care (new ESKD
patients without previous visits at hospital) situation.

The inclusion criteria were patients aged 18 years or older
who started HD or PD between January 1,2014 and December
31,2015. Exclusion criteria were conditions or circumstances in
which signed consent could not be obtained, such as cognitive
deterioration, mental disorders, severe hearing loss, language
barrier, death, and inability to contact the patient, explicitly liv-
ing outside the hospital reference area.

The average number of patients that initiated dialysis yearly
at the nephrology department determined the sample size. We
estimated a sample size of 143 participants based on an assumed
percentage of appropriate use of 75%, confidence level of 95%
and margin of error of 5%. We assumed an 18% loss based on
the annual mortality rate described for dialysis patients.?*!!

We identified potential participants from the nephrology
department register of incident patients on dialysis. We classi-
fied the patients according to the dialysis modality performed
on day 90, allowing them to get to the modality they wanted. All
participants voluntarily signed a written informed consent form
before inclusion in the study and data collection.

The study outcome was the appropriateness of dialysis
modality selection. We assessed this, according to the values
and preferences of individuals, by defining 3 sequential domains
based on 3 critical steps in the pathway for choosing a dialy-
sis modality: eligibility for either treatment, information about
modalities, and shared decision-making (Table 1, Supplemental
Digital Content 2, http://links.lww.com/MD/HS565).1'! The first
domain was related to PD and HD eligibility assessment by look-
ing for contraindications or barriers for both modalities already
defined in the medical literature.!'>"*! A research nephrologist
(KS), independent of the nephrology department, reviewed and
collected clinical and sociodemographic information from each
participant’s clinical records.

The second domain was related to the degree of information
provided for both modalities. We defined: complete informa-
tion when the patient received information about either dialysis
modality and considered that this information was adequate,
incomplete information when only one modality was provided
to a patient potentially eligible for the 2 dialysis modalities,
and absence of information when no information about the

Domains for assessing the appropriateness of the dialysis modality selection process.

Domain 1: Assessment of the presence of the clinical contraindications or barriers to dialysis modalities (*)

Contraindications or barriers for HD
1.Inability to secure vascular access

2.Presence of relative contraindications: poor cardiac condition, needle phobia, and coagulopathy

Contraindications or barriers for PD
1. Presence of abdominal-peritoneal pathology.

2. Presence of relative contraindications (hiatal hernia with severe reflux esophagitis, severe diabetic gastroparesis, severe chronic obstructive pulmonary disease, severe

malnutrition, giant polycystic kidney disease, severe spine disease, morbid obesity).

3. Inability to perform peritoneal dialysis at home: Problems in self-care: limitation in functional status (Karnofsky Scale <60) without the support of carers; Problems related to
home characteristics: after an adequate process of information, the patient declares not to have the requirements at home to perform peritoneal dialysis.

Domain 2: Degree of information received about both dialysis modalities

1. Complete information: the patient considered that the information received about either dialysis modalities (or information of one modality in those patients who only have the
option for one of the 2 treatments) was: highly adequate, adequate, or neither adequate nor inadequate.
2. Incomplete information: only one modality was provided when a patient was a candidate for the 2-dialysis modalities.

3.Absence of information: no information about dialysis modalities was provided.

Domain 3: Patients’ perception of the shared decision-making process of the dialysis modality
1. Shared decision: patient perception of choice made voluntarily after receiving complete information and advice about dialysis modalities.
2. Lack of shared decision: a patient who received complete information but had the perception of not participating in the decision-making process about the dialysis modality.

*Bibliographic references. "%l
HD = hemodialysis, PD = peritoneal dialysis.
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modalities was provided. The third domain was related to
patients’ perceptions of the shared decision-making process
of the dialysis modality. We defined a shared decision as the
patient’s perception of a voluntary decision after receiving com-
plete information and advice, and a lack of shared decision as
a patient who received complete information but had the per-
ception that they did not actively participate in the decision
process.

To collect data related to the second and third domains, we
designed a semi-structured questionnaire to assess the appropri-
ate use according to the patient’s perspective (see Supplemental
Digital Content 1, http:/links.lww.com/MD/H564). It was
pilot-tested before starting the study with 6 patients who began
dialysis. The feedback from these patients allowed us to evaluate
their comprehension of the questions and make corrections to
improve their understanding. The questionnaire was repeated
with the same 6 patients 6 weeks later to assess the consis-
tency and reproducibility of their answers, obtaining a kappa
index >0.6, indicating good concordance.

We assessed the second domain related to the degree of infor-
mation with items 5, 6, and 7 of the questionnaire, and the
third domain related to voluntary choice and decision process
with items 8 to 15, and 19 (see Supplemental Digital Content
1, http://links.lww.com/MD/HS564). We administered the ques-
tionnaire face-to-face to patients living in the city. Patients living
outside the city area were invited to participate by their usual
healthcare team. After signing the informed consent form, they
completed the questionnaire by telephone.

We defined appropriate dialysis modality selection when
patients ended up on the proper modality by voluntarily choos-
ing one option after receiving complete information about either
modality or ending up on the only viable option because of con-
traindications to the other modality. We considered potentially
inappropriate dialysis modality selection in the following sit-
uations: incomplete or no information about the 2 modalities
of dialysis; complete information given but patients’ perception
of lack of shared decision-making; and non-prescription of the
modality chosen voluntarily by the patient.

The statistical analysis was mainly descriptive, with frequen-
cies and proportions for qualitative variables and central ten-
dency and dispersion measures for quantitative variables. We
used basic bivariate tests to determine the association between
the appropriate dialysis modality selection and patient charac-
teristics. The association was further analyzed by multivariate
logistic regression using the backward stepwise procedure to
select predictive variables of appropriateness. The significance
level for the inclusion of variables was 5%, and we used STATA
V.14.0. software for statistical analysis.

The Clinical Research Ethics Committee of the Nephrology
Department approved the study, and we followed the
Strengthening the Reporting of Observational Studies in
Epidemiology statement.[3?!

3. Results

During the 2 years of the study, 237 patients started RRT with
either HD or PD. We excluded patients who died at the time
of the study, those who were unable to contact (most of whom
lived outside the city of Barcelona), and those whose clinical
situation prevented them from answering the questionnaire
(see Supplemental Digital Content 3, http:/links.lww.com/
MD/HS566, which shows the flowchart of patients). The study
group consisted of 141 patients: 24 (17%) who underwent PD
and 117 (83%) who underwent HD at day 90. The excluded
patients did not differ significantly from the included patients in
terms of age, sex, educational level, functional status, comorbid-
ities, etiology of kidney disease, CKD presentation, information
on RRT modalities provided, dialysis modality, and inclusion on
the waiting list for kidney transplant.

www.md-journal.com

Table 2 summarizes the participants’ main characteristics,
distributed according to the dialysis modality. Most partici-
pants were male (71% PD, 63% HD). The median age in the
PD group was lower than that in the HD group (68 years, inter-
quartile range 56-72 vs 72 years, interquartile range 60-83,
respectively), although this difference was not statistically sig-
nificant. The percentage of patients who were not candidates for
KT was higher among those treated with HD (56% HD, 21%
PD, P =.003). No other differences between the 2 groups were
statistically significant.

Dialysis modality selection was appropriate in 110 (78%,
95% confidence interval [CI]: 69%—85%) patients and poten-
tially inappropriate in 31 (22%, 95% CI: 15%-31%) partici-
pants (Fig. 1). Appropriateness was 96% for PD and 74% for
HD. The reasons for the appropriate dialysis modality selection
were as follows: patients ending up on the only possible modality
because of contraindications for the other option (40 patients,
28%) and the voluntary decision of a dialysis modality made by
a fully informed patient (70 patients, 50%) (Table 3). Among
the patients with contraindications for PD, 10 (7%) were unable
to perform PD at home. This inability was due to barriers to
self-care in 3 cases and home characteristics in 7 cases. Among
the 70 (50%) patients suitable for PD who voluntarily chose a
modality of dialysis after obtaining complete information, only
one-third (16%) chose PD.

The reasons for the 31 participants with a potentially inap-
propriate dialysis modality selection are presented in Table 3.
The most frequent reason was incomplete information or omis-
sion of information about both dialysis modalities, followed by
the perception of a lack of shared decision-making. In the group
of 24 patients who started treatment with PD, only 1 patient
met the criteria for inappropriate selection, which was due to
the perception of a lack of shared decision-making. Therefore,
inappropriate selection of dialysis modality was predominantly
observed in patients treated with HD. If these patients would
have appropriately selected the modality, the number of patients
with PD could have doubled the current one (24 patients, 17%
vs 54 patients, 38%).

Table 4 shows the associations between patient characteris-
tics and the appropriateness of the process of dialysis modality
selection. We found that age, starting with HD, and not being a
candidate for KT were risk factors for potentially ending up on
dialysis’s inappropriate modality. In contrast, follow-up in the
ESKD consultation and information on RRT modalities were
associated with ending up on appropriate dialysis. Multivariate
analysis confirmed that age was an independent predictor
of potentially inappropriate selection of dialysis modalities
(adjusted odds ratio 1.05, 95% CI 1.01-1.08, P =.011), and
information on dialysis options was a protective factor against
potentially inappropriate selection (adjusted odds ratio 0.20,
95% CI10.08-0.48, P <.001).

4. Discussion

This study found that the selection of dialysis modalities was
appropriate in 78 % of the study participants, and inappropriate
in the remaining 22 %, mainly among patients treated with HD.
To our knowledge, this is the first study to explicitly quantify
the magnitude and causes of the appropriate and inappropriate
selection of dialysis modalities.

The proportion of contraindications for PD was in 17% to
28% range described in the literature,!'>!”) and the most fre-
quent contraindication in our study was abdominal-peritoneal
pathology. This result is consistent with that of Oliver et al.>*!
However, Jager et al noted that the most frequent contraindica-
tion for PD was the inability to perform PD independently.”
In contrast, we observed that only 2% of the patients had self-
care barriers and could not perform PD at home. Forbes et al*
found that lack of adequate housing was a significant barrier to
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Characteristics of patients starting dialysis by dialysis modality.

PD HD
n =24 (17%) n =117 (83%)
n % n % Pvalue
Sex 479
Male 17 71 74 63
Female 7 29 43 37
Age, median (IQR) 68 (56 -72) 72 (60 - 83) .096
Distance to the nephrology department 178
<5km 1 46 75 64
Five a 20 km 9 37 25 21
More than 20 km 4 17 17 15
Living with 108
Alone 2 9 10 9
With partner 20 83 79 67
With other companions 1 4 26 22
In a care facility 1 4 2 2
Educational level 147
Illiterate/Primary education 7 29 36 31
Secondary education 2 8 29 25
Middle or higher education 15 63 52 44
Karnofsky scale .603
>60 24 100 110 94
<60 0 0 7 6
Chronic kidney disease etiology 373
Diabetic nephropathy 5 21 16 14
Glomerular disease 5 21 14 12
Polycystic kidney disease 0 0 9 8
Vascular 3 12 10 9
Other 4 17 17 14
Unknown etiology 7 29 51 43
Comorbidities .108
None 10 42 26 22
One comorbidity 8 33 40 34
Two or more comorbidities 6 25 51 44
Kidney transplant .003
Previously transplanted or KT candidate 19 79 52 44
Not candidate 5 21 65 56

HD = hemodialysis, IQR = interquartile range, KT = kidney transplant, PD = peritoneal dialysis.

Haemodialysis 74% (n=87)

Peritoneal dialysis 96% (n=23)

Total 78% (n=110)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90%  100%

B Appropriate selection Potentially inappropriate selection

Figure 1. Degree of appropriate and potentially inappropriate selection of dialysis modalities.

implementing PD, reporting that only 29% of homes had the  department, no home visits are conducted to assess whether the
necessary characteristics for this technique. Only 5% of the par-  domicile is suitable for PD.

ticipants in our study reported home characteristics that contra- In our study, among patients with appropriate selection of
indicated PD use. Unlike other centers,?5! in our nephrology  dialysis modality without contraindications, despite receiving



Salas-Gama et al. ® Medicine (2022) 101:42

www.md-journal.com

Reasons for appropriate and potentially inappropriate selection of dialysis modalities.

Dimensions Reasons n %
Patients ending up on the 1. Patients with contraindications for dialysis Abdominal-peritoneal pathology 21 14.9%
appropriate modality modalities:
of dialysis - Contraindications for HD (n = 0) Severe relative contraindications for PD 9 6.4%
- Contraindications for PD (n = 40/141; 28%) Unable to perform PD at home, due to: 10 71%

2. Patients without contraindications or barriers,

with complete information and with a voluntary

decision (n = 70/141; 50%)

Patients ending up on the
potentially inappropri-
ate modality of dialysis

3. Patients without contraindications or barriers,

decision-making process (n = 31/141; 22%)

Total

with deficiencies in the information or the shared

a)Self-care problems (n = 3)
b)Home characteristics (n = 7)

Voluntarily choose HD 47 33.3%
Voluntarily choose PD 23 16.3%
Incomplete information about the 12 8.5%
possible modalities (Started modality:
HD =12; PD = 0)
Absence of information about the 9 6.4%
possible modalities (Started modality:
HD =9;PD =0)
Complete information but the perception 10 71%
of lack of shared decision-making
(Started modality: HD = 9; PD = 1)
1M 100%

HD = hemodialysis, PD = peritoneal dialysis.

complete information about the 2 dialysis modalities and after
a shared decision-making process, 2-thirds voluntarily opted for
HD. The remaining third of the patients without contraindica-
tions and who were correctly informed voluntarily opted for PD.
It would be interesting to investigate why the patients volun-
tarily rejected DP. According to expert opinion,!'>!3 PD should
reach 30% to 45% of the proportion of patients starting RRT
and even 50% if an adequate decision-making process is carried
out.?*?] Therefore, our results also suggest that higher percent-
ages of PD can be achieved using well-designed strategies based
on patient information and a more assertive decision-making
process, always respecting patients’ values and preferences.

Among patients with inappropriate selection of dialysis
modality modalities, almost all started HD. When analyzing
the drivers of potential inappropriateness, we observed that the
most frequent reason was not receiving adequate information
about dialysis modalities. A study conducted by the Spanish
Nephrology Nursing Society®! reported that 65% of renal
patients perceived HD as well (or very well), but only 20% per-
ceived to know PD well (or very well). In our study, the second
reason for patients ending up on a potentially inappropriate
dialysis modality, and closely related to the level of information,
was the perception of a lack of shared decision-making. This
patient’s perception of unsatisfactory participation in choos-
ing the type of dialysis indicates the need to improve the deci-
sion-making process regarding the dialysis modality. In some
nephrology departments, these limitations can be explained
by structural, resource, or shortcomings. Simultaneously, some
physicians may practice a more conservative PD use, especially
in patients with advanced age or with specific clinical character-
istics. Some authors have described this as physician bias and
suggested that it could be a significant modifiable factor pro-
moting PD rates.*’!

To increase the appropriate use of dialysis modalities, the
process of decision-making should be through integrated
interdisciplinary renal care programs and interventions.?*37!
Several decision aids have been designed to facilitate a shared
decision-making process.*®! A study by Prieto-Velasco et al
conducted in 26 Spanish hospitals found that after imple-
menting a structured shared decision-making program, the
choice between the 2 dialysis modalities led to a 50/50 dis-
tribution between PD and HD.!?’! Mann et al recently pub-
lished a scoping review of strategies to increase PD use and

proposed a 6-step quality improvement initiative to maximize
PD utilization.B”

Our study showed an independent association between age
and potentially ending up on inappropriate dialysis. Previous
studies have described the underuse of PD in older adults.l2¢-27!
The authors reported that the principal reasons for PD underuse
in this age group were non-clinical and consisted mainly of
incomplete information regarding dialysis modalities and bar-
riers to PD. In our study, correctly informed patients without
contraindications for PD, but with a perception of a lack of
shared decision-making had a mean age of 81. Although age is
a non-modifiable characteristic, it is not a contraindication for
the use of PD; therefore, information on both modalities should
be offered indistinctly to older adults.**! Another independent
association found in our study regarding the potential underuse
of PD was information about dialysis modalities. This variable
was a strong protective factor against inappropriate selection
and highlighted the importance of an ESKD consultation unit
for increasing PD use. This finding agrees with the efficacy of
patient-targeted educational interventions in promoting PD, as
described in the literature.’” Since none of our objectives was
to analyze the causes of inappropriate modality selection, it is
possible that we may have missed other potential reasons that
could explain the issue.

In the literature, there are nuances and variability in defin-
ing clinical situations as contraindications to or barriers to PD.
It would help gather more scientific evidence and consensus to
specify rational criteria for PD contraindications and barriers,
and reduce heterogeneity. Additionally, it would be interesting to
qualitatively assess the reasons, values, and preferences of patients
with ESKD who voluntarily choose HD over PD when they can
choose between the 2 dialysis modalities. As future implications
for clinical practice, it is essential to promote ESKD consultations
that follow a structured process that provides adequate infor-
mation on dialysis modalities and is supported by decision aids
to facilitate a shared decision-making process. Integrating home
assessments for possible PD candidates would also help estimate
a high percentage of home problems reported by patients.

This study is the first to explicitly quantify the appropriate and
potentially inappropriate use selection of dialysis modalities. We
conducted a comprehensive analysis of clinical records and com-
plemented this information using a patient questionnaire. This
approach resulted in a valid and reliable tool for evaluating the
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Association between patients’ characteristics and the potentially inappropriate selection of dialysis modalities.

Appropriate Potentially inappropriate
n =110 (78%) n =31 (22%)
n % n % OR Cl 95% Pvalue
Sex 0.29-1.64 .398
Male 69 76 22 24 1
Female 41 82 9 18
Age, median (IQR) 69 (58-78) 78 (62-85) 1.03 1.01-1.07 .04
Distance to the hospital
<5 km 67 78 19 22 1
Five to 20 km 28 82 6 18 0.27-2.09 59
More than 20 km 15 71 6 29 1.41 0.48-4.13 531
Living with
Alone 7 58 5 42 1
With partner 81 82 18 18 0.31 0.09-1.10 .068
With other companions 20 74 7 26 0.49 0.12-2.06 .33
In a care facility 2 67 1 33 0.7 0.05-10.01 793
Educational level
Illiterate/Primary education 54 81 13 19 1
Secondary education 25 81 6 19 0.34-2.93 .996
Middle or higher education 31 72 12 28 1.61 0.65-3.96 .301
Karnofsky scale grouped
> 60 104 78 30 22 1
<60 6 86 1 14 0.58
Chronic kidney disease etiology 0.07-4.99 .618
Diabetic nephropathy 18 86 3 14 1 0.10-4.75 721
Glomerular disease 17 89 2 11 0.71
Polycystic kidney disease 7 78 2 22 1.7 0.23-12.55 .596
Vascular 9 69 4 31 2.67 0.49-14.56 257
Other 17 81 4 19 1.41 0.27-7.26 .68
Unknown etiology 42 72 16 28 2.29 0.59-8.83 .23
Comorbidities
None 32 89 4 11 1
One comorbidity 32 67 16 33 4 1.20-13.28 .024
Two or more comorbidities 46 81 1 19 1.91 0.56-6.54 .301
Chronic kidney disease presentation 0.28-1.46 296
Planned 35 73 13 27 1
Unplanned 75 81 18 19 0.65
End-stage kidney disease consultation 0.14-0.76 .009
No visits 26 63 15 37 1
Periodic visits 84 84 16 16 0.33
Information of RRT modalities provided 0.11-0.59 .001
Not recorded on the clinical chart 26 60 17 40 1
Recorded on the clinical chart 84 86 14 14 0.25
Starting dialysis modality 1.03-61.28 .047
Peritoneal dialysis 23 96 1 4 1
Hemodialysis 87 74 30 26 7.93
Kidney transplant 1.33-7.48 .009
Previously transplanted or KT candidate 62 87 9 13 1
Not a candidate 48 69 22 31 3.16

Cl = confidence interval, IR = interquartile range, KT = kidney transplant, OR = Odds ratio, RRT = renal replacement treatment.

appropriateness of dialysis modality selection, incorporating the
patient’s perspective and evidence recommendations. However, our
approach has some limitations. First, the study was retrospective in
nature, as we relied on information entered in the clinical records.
Although we supplemented this information with data from the
patients’ questionnaires, patient recall when they started dialy-
sis may be incomplete or inaccurate. The number of participants
included in the study was the one estimated with the sample cal-
culation. However, given the small number of patients in the study,
statistical interpretation and generalizability of the results should
be considered with caution. Our findings are also center-specific,
given the variation in how education and decision-making are
undertaken. A multicenter study with more participants and dif-
ferent approaches to education and decision-making in other set-
tings would support these associations, ensure the usability of our
approach, and reinforce the generalizability of our results.

5. Conclusions

In conclusion, our study on the appropriateness of the dialysis
modality selection process for ESKD has the potential to increase
the use of the PD modality. With better education and shared
decision-making, the number of patients on PD in our study
could potentially have doubled the current one. Interdisciplinary
consultations with structured information processes and shared
decision-making should be promoted. Analysis of appropriate-
ness is a good tool for studying PD selection patterns and iden-
tifying opportunities to extend its use.
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5.2.Estudio 2. Recomendaciones de guias de
practica clinica de alta calidad relacionadas con el
proceso de iniciar dialisis: una revision

sistematica

Resumen de los resultados mas relevantes:

5.2.1.Resultados de la biisqueda y caracteristicas generales

Como se ha explicado en Material y métodos, la bisqueda se realizé en dos
momentos, la primera en septiembre 2018 y la segunda, a modo de
actualizacién, en agosto 2021. En total se revisaron 2101 referencias por
titulos y resumenes, de las cuales se seleccionaron 138 para revision a texto
completo. Se identificaron 22 GPC, que, al evaluarlas con la herramienta
AGREE-II, resultaron en 12 GPC de alta calidad (11 GPC en la primera
busqueda y una en la actualizacion).

Seis GPC (50%) se desarrollaron en Europa, cinco (42%) fueron publicadas
después del 2015, y la gran mayoria (n=10, 83%) estaban en inglés. Tres GPC
(25%) se enfocaron en poblaciones especificas de pacientes con ERC:
pacientes con diabetes mellitus, pacientes con poliquistosis renal autosémica
dominante y pacientes mayores de 65 afios. En 11 GPC, el nivel de evidencia y
la fuerza de las recomendaciones se evaluaron con el enfoque GRADE (92%),
de éstas, nueve utilizaron una version GRADE modificada. Una GPC utilizé un

sistema de calificacion genérico.

75



TOMA DE DECISIONES COMPARTIDA Y PROCESO DE SELECCION DE LA
MODALIDAD DE DIALISIS EN PACIENTES CON ENFERMEDAD RENAL CRONICA AVANZADA

5.2.2.Calidad Metodolégica

Las puntuaciones medianas y el rango de los dominios de la herramienta
AGREE-II fueron: Alcance y Objetivo: 93% (72-100%); Participacién de las
partes interesadas: 80% (39-100%); Rigor en el Desarrollo: 82% (60-100%);
Claridad y Presentacion: 99% (97-100%); Aplicabilidad: 57% (17-100%); e
Independencia Editorial: 88% (63-100%). Para todas las GPC, el CCI mostré

valores altos, lo que indica una confiabilidad de buena a excelente.

5.2.3. Variacion entre las recomendaciones

Se identific6 una variabilidad importante en el contenido, la fuerza y el nivel
de evidencia descrito para las recomendaciones del proceso de seleccién de
modalidad de dialisis. Estas recomendaciones se categorizaron en: 1) inicio de
dialisis, 2) seleccion de la modalidad de dialisis y 3) intervenciones para

facilitar la toma de decisiones.

Recomendaciones sobre el momento de inicio de la dialisis

Seis GPC (50%) respondieron a esta parte del proceso, identificAndose tres
puntos principales:

i. Las seis GPC recomiendan el inicio de didlisis ante la presencia de
sintomas o signos. Tres GPC como recomendacion fuerte, dos, débil y
una no califico la fuerza de la recomendacion. La calidad de la evidencia
se describe de manera variable, desde muy baja a alta.

ii. Dos GPC recomiendan considerar una tasa de filtrado glomerular

estimada (TFGe) de 5-7 ml/min/m2 como punto de partida para el

76



TOMA DE DECISIONES COMPARTIDA Y PROCESO DE SELECCION DE LA

MODALIDAD DE DIALISIS EN PACIENTES CON ENFERMEDAD RENAL CRONICA AVANZADA

iil.

inicio de dialisis en pacientes asintomaticos. La fuerza de la
recomendacion considerada por estas dos GPC diferia entre una y otra.
Dos GPC recomiendan que la decisiéon de iniciar dialisis se tome

conjuntamente entre el paciente y el equipo de salud.

Recomendaciones sobre como seleccionar la modalidad de dialisis.

Solo seis GPC delas 12 GPC de alta calidad, realizaron recomendaciones en este

punto del proceso. Se identificaron cinco caracteristicas:

I.

il.

iil.

v.

Dos GPC mencionan de forma explicita la TDC, recomendando que la
decision se realice de manera conjunta.

Otras dos GPC recomiendan ofrecer las opciones de dialisis
permitiendo una decision informada.

Dos GPC, dirigida a poblaciones especificas (diabetes mellitus
poliquistosis renal autosémica dominante con ERC) hacen una
recomendacidn fuerte de ofrecer cualquiera de las dos modalidades.
Tres GPC recomiendan cuando sea posible didlisis domiciliaria
(incluida la DP). En dos GPC la recomendacion es débil, la otra no la
califico.

Dos GPC recomiendan poder revisar la decisién inicial de modalidad

de manera regular.

Recomendaciones relacionadas con intervenciones de ayuda a la toma

de decisiones.

Nueve GPC realizaron recomendaciones sobre intervenciones de ayuda para

seleccionar la modalidad de dialisis. Se describen tres tipos de intervenciones:
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il.

iil.

Ocho recomiendan intervenciones educativas sobre las
modalidades de TRS.

Dos GPC recomiendan usar herramientas (modelos de prediccién o
puntuaciones) para predecir los resultados clinicos para la
seleccion del TRS, como por ejemplo progresién de enfermedad o
mortalidad.

Solo una GPC recomienda usar HATDC como una recomendacion

fuerte en base a evidencia moderada.
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Abstract

Background

The optimal time for initiation of dialysis and which modality to choose as the starting therapy
is currently unclear. This systematic review aimed to assess the recommendations across
high-quality clinical practice guidelines (CPGs) related to the start of dialysis.

Methods

We systematically searched MEDLINE, EMBASE, Web of Science, LILACS, and databases
of organisations that develop CPGs between September 2008 to August 2021 for CPGs
that addressed recommendations on the timing of initiation of dialysis, selection of dialysis
modality, and interventions to support the decision-making process to select a dialysis
modality. We used the Appraisal of Guidelines for Research and Evaluation instrument to
assess the methodological quality of the CPGs and included only high-quality CPGs. This
study is registered in PROSPERO, number CRD42018110325.

Results

We included 12 high-quality CPGs. Six CPGs addressed recommendations related to the
timing of initiating dialysis, and all agreed on starting dialysis in the presence of symptoms
or signs. Six CPGs addressed recommendations related to the selection of modality but var-
ied greatly in their content. Nine CPGs addressed recommendations related to interventions
to support the decision-making process. Eight CPGs agreed on recommended educational
programs that include information about dialysis options. One CPG considered using patient
decision aids a strong recommendation.
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Limitations

We could have missed potentially relevant guidelines since we limited our search to CPGs
published from 2008, and we set up a cut-off point of 60% in domains of the rigour of devel-
opment and editorial independence.

Conclusion

High-quality CPGs related to the process of starting dialysis were consistent in initiating dial-
ysis in the presence of symptoms or signs and offering patients education at the point of
decision-making. There was variability in how CPGs addressed the issue of dialysis modal-
ity selection. CPGs should improve strategies on putting recommendations into practice and
the quality of evidence to aid decision-making for patients.

Registration

The protocol of this systematic review has been registered in the international prospective
register of systematic reviews (PROSPERO) under the registration number: CRD
CRD42018110325.

https://clinicaltrials.gov/ct2/show/CRD42018110325.

Introduction

Chronic kidney disease (CKD) is a global health problem with more than one in ten adults
affected [1]. Patients with end-stage kidney disease (ESKD) require renal replacement therapy
(RRT), and most will do it with one of the two dialysis modalities: peritoneal dialysis (PD) or
haemodialysis (HD). Starting dialysis is a complex decision, and the optimal time for starting
is unclear. The only randomised controlled trial that analysed an early vs late-start showed no
differences between the two approaches, and concluded that with careful clinical management,
dialysis should be delayed until eGFR reaches 7ml/min/1.73m? or clinical symptoms are pres-
ent [2].

There is currently insufficient evidence about which modality to choose as the starting ther-
apy. In 2018, more than three million people worldwide were on dialysis. Of these, only 11%
were on PD [3]. A randomised controlled trial compared starting dialysis with HD vs PD
showed no differences in quality of life and mortality at two years [4]. Nevertheless, the quality
of the study is difficult to determine, since the trial was reported in abstract form only, and it
stopped recruitment before the prespecified sample size than intended due to poor recruit-
ment. A previous Cochrane review also concluded there was insufficient data to draw conclu-
sions [5]. Given the lack of good quality evidence to recommend one modality over the other
and considering that HD and PD have different practical factors, including harms and benefits
that will potentially impact a person’s life, it is particularly important to offer patients an evi-
dence-based, individualised decision-making process.

Clinical practice guidelines (CPGs) offer users clinical recommendations for daily practice
based on the best available evidence. The Institute of Medicine defines CPGs as ‘recommenda-
tions for clinicians about the care of patients with specific conditions. They should be based
upon the best available research evidence and practice experience’ [6]. However, clinicians are
faced with guidelines of variable quality and not sufficiently transparent with respect to
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principles for guideline development, evidence review, or potential conflicts of interest [7]. To
be able to use CPGs in clinical practice, their quality needs to be ensured.

Several CPGs for the management of CKD have been published in different countries.
However, no systematic assessment has been done on the process of starting dialysis recom-
mendations. The objective of this systematic review was to assess the consistency across CPGs
recommendations in three essential themes: timing of initiation of dialysis, selection of dialysis
modality, and the interventions to support the decision-making process about dialysis modal-
ity selection.

Methods

This study was reported in line with the Preferred Reporting Items for Systematic Reviews and
Meta-Analysis (PRISMA) statement [8]. No amendments were made to the protocol after its
registration other than an updated search.

Inclusion and exclusion criteria

Population. We included high-quality CPGs related to the process of starting dialysis in
adults (18 years or more), published in English or Spanish between January 2008 until the
present. Where more than one version of the same guideline was found, we included only the
most updated version. We defined high-quality CPGs as guidelines that were evidence-based
(explicitly describing how the evidence was assessed) and that obtained a minimum score of
60% in domain 3 (Rigor of Development) and domain 6 (Editorial Independence) at the
Appraisal of Guidelines for Research and Evaluation (AGREE II) instrument [9]. We consid-
ered these domains because the rigour of guideline development and the editorial indepen-
dence of authors seem to have the strongest influence on the overall assessment of guideline
quality and recommendation for use [10]. We established the cut-off of 60% before beginning
the AGREE II appraisals based on values adopted by other authors [11-13].

Interventions. CPGs recommendations related to three specific themes of the process of
starting dialysis: a) timing of initiation of dialysis (criteria to when to start dialysis treatment),
b) dialysis modality selection (in-centre or home HD, or ambulatory or automated PD), and ¢)
interventions to support the decision-making process about dialysis modality selection (any
tool designed to help people participate in shared decision-making process, like educational
programs, decision aids, algorithms, peer support programs, etc.).

Outcomes. a) Variation across the content of included high-quality CPG recommenda-
tions on the process of initiating dialysis in CKD patients; b) methodological quality of
included guidelines.

We also collected data on organisation or author, year, country, language, target popula-
tion, level of evidence and grade of recommendation.

Exclusion criteria. CPGs that did not offer recommendations related to the timing of ini-
tiation of dialysis treatment, dialysis modality selection, or interventions to support the deci-
sion-making process were excluded. CPGs focusing on acute kidney failure, pregnancy, or
paediatric populations were excluded. Adaptations, translations, commentaries, or summaries
were also excluded.

Identification of clinical practice guidelines

CPGs were identified through a systematic search of MEDLINE, Web of Science, EMBASE,
LILACS, and databases of organisations that develop CPGs like the National Institute for
Health and Care Excellence (NICE), Scottish Intercollegiate Guidelines, and the Guidelines
International Network. We supplemented this by searching societies that perform research

PLOS ONE | https://doi.org/10.1371/journal.pone.0266202 June 13, 2022 3/15


https://doi.org/10.1371/journal.pone.0266202

PLOS ONE

High-quality clinical practice guidelines recommendations related to the process of starting dialysis

related to CKD. We performed a systematic search on the 14™ September 2018, combining
Medical Subject Headings (MeSH) terms and words related to CKD, ESKD, dialysis and RRT,
limiting the results to Practice Guideline [publication type]. A full search strategy is shown in
S1 Appendix. We updated the database search on 2™¢ August 2021. We used the same search
method, except that we narrowed the searches to 2018 onwards.

Selection of high-quality CPGs and data extraction

One reviewer (KS) screened the titles and abstracts of all records and discarded those that were
duplicates or that were not pertinent for the study. Two reviewers (JC and KS) independently
assessed the full text of potentially relevant guidelines and selected those that met the inclusion
criteria. Disagreements were resolved through discussion. When consensus could not be
reached, a third reviewer (IJO) was consulted.

We used the AGREE II instrument to identify high-quality CPGs from the previously
selected guidelines [9]. The AGREE II instrument contains 23 items distributed along six
domains of guideline development: Scope and Purpose, Stakeholder Involvement, Rigor of
Development, Clarity of Presentation, Applicability, and Editorial Independence; and two
overall assessments. Each item is rated on a seven-point Likert scale from 1 (strongly disagree)
to 7 (strongly agree). A quality domain score between 0% and 100% is calculated based on this
rating for each of the six domains [9].

Once high-quality CPGs were identified, one reviewer (KS) extracted the text, quality of evi-
dence and strength of recommendations. This information was independently verified by the
second reviewer (IJO). We did not assess the quality of the underlying evidence. Two reviewers
assessed the content and variation across recommendations. The first reviewer (KS) identified
topics covered by the recommendations and codified them. Codes then were reassessed
through a comparison of each CPG recommendation to identify similarities and discrepancies.
Finally, recommendations were grouped along the topics to analyse variation across CPGs. A
second reviewer (IJO) then verified this information independently.

Statistical analysis

We analysed the data using descriptive statistics: absolute and relative frequencies for categori-
cal variables, measures of central tendency and dispersion for continuous variables. A quality
score was calculated for each of the six AGREE II domains by summing up all the scores of the
individual items in a domain and by scaling the total as a percentage of the maximum possible
score for that domain [9]. The intraclass correlation coefficient (ICC) was used to measure
inter-rater reliability in the AGREE II instrument scores. The degree of reliability was mea-
sured using the following ICC definitions: <0.50 poor reliability; 0.51-0.75 moderate reliabil-
ity; 0.76-0.90 good reliability; greater than 0.90 excellent reliability [14]. We conducted a
narrative, descriptive synthesis to analyse the consistency between CPGs recommendations.

Results

Search and characteristics of included guidelines

The first main search retrieved a total of 2628 records, of which 1040 were duplicates. We
excluded 1481 documents at the title and abstract screening, leaving 107 eligible records for
full-text analysis. Eighty-nine records were excluded because they did not meet the inclusion
criteria. The remaining 18 CPGs were assessed with the AGREE-II instrument. Seven were
excluded because they did not obtain a minimum score of 60% in domains 3 (Rigour of devel-
opment) or 6 (Editorial independence). References and reasons for the exclusion of CPGs
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excluded in this phase are given in S1 Table. This left 11 high-quality CPGs for inclusion [15-
25]. A PRISMA flow diagram of the selection process is shown in Fig 1.

The updated searches in August 2021 resulted in a total of 712 records being screened and
assessed for eligibility. Four CPGs were evaluated with the AGREE-II instrument, and three
were excluded because they did not obtain a minimum score of 60% in domains 3 (Rigour of
development) or 6 (Editorial independence). References and reasons for the exclusion of
CPGs excluded in this phase are given in S1 Table. One new high-quality CPG was included
[26]. This selection process is also shown in Fig 1. In total, we screened 2101 records which
resulted in 12 high-quality CPGs being included in the review [15-26].

Table 1 presents the characteristics of the included CPGs. Half of them were developed in
Europe. Five CPGs (42%) were published within the last five years, and 10 (83%) were published
in English. Three CPGs (25%) were focused on a specific population: people with diabetes melli-
tus and CKD [19], autosomal dominant polycystic kidney disease (ADPKD) [21], and older
adults (>65 years old) with CKD [23]. The level of evidence and strength of recommendations
was assessed through the Grades of Recommendation, Assessment, Development and Evaluation
(GRADE) approach in 11 (92%) of the included CPGs. However, nine (75%) used a modified
GRADE version. The remaining CPG (8%) used a generic grading system. Table 2 shows the dif-
ferences between the systems of quality of evidence and strength of recommendation.

Methodological quality

Tables 3 and S2 present AGREE II domain scores for each high-quality CPG. The median
scores and the range for the domains were: scope and purpose 93% (72-100%); stakeholder

Identification of CPGs via databases and other methods
(Original search — September 2018)

Identification of CPGs via databases and other methods
(Update search — August 2021)

) |

Records identified from:
Databases (n = 2587)
Websites (n = 41)

.| Records removed before Records removed before

Records identified from:

I

Records screened

(n = 1588)
:

Reports assessed for eligibility
(n=107)

»| screening:
Duplicate records removed

(n = 199)

”| screening:
Duplicate records removed
(n = 1040)

Databases (n = 701)
Websites (n = 11)

;

Records screened

(n=513)
I

Records excluded by title and
abstract
(n=482)

Records excluded by title and
abstract
(n=1481)

A

Reports considered for quality
assessment with AGREE-II

Reports excluded:

(n = 89)
CPG does not include
recommendations of interest (n = 36)
Nota CPG (n = 18)
Do not describe how the evidence
was assessed (n=15)
Reports not retrieved (n = 9)
Not English language (n = 5)
Belong to the same CPG (n=5)
Duplicate (n=1)

Reports assessed for eligibility
(n=31)

(n=18)
y

Guidelines included in review
(n=11)

\4

Records excluded

(n=7)
Domain 3 and Domain 6 of the
AGREE-II instrument <60% (n = 7)

Reports excluded:

(n=27)
Belong to the same CPG (n=13)
CPG does not include
recommendations of interest (n = 6)
Not English language (n = 4)
Not a CPG (n=2)
Duplicate (n=1)
CPG already included (n=1)

Reports considered for quality
assessment with AGREE-II

Records excluded

(n=3)
Domain 3 and Domain 6 of the
AGREE-I! instrument <60% (n = 3)

(n=4)
v

Guidelines included in review
(n=1)

From: Page MJ, McKenzie JE, Bossuyt PM, Boutron |, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 statement: an updated guideline for reporting

systematic reviews. BMJ 2021;372:n71. doi: 10.1136/bmj.n71. For more information, visit: http://www.prisma-statement.org

Fig 1. PRISMA flow diagram.
https://doi.org/10.1371/journal.pone.0266202.9001
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Table 1. Characteristics of included high-quality clinical practice guidelines.

Organisation Name Country (Year) | Language Target population Theme (s) | Levels of evidence Grade
included of recommendation
Chile Ministry of Clinical guideline: peritoneal Chile (2010) Spanish People with CKD treated with | Theme 2 & Unspecified*
Health dialysis PD 3
KDIGO KDIGO 2012 CPG for the USA (2013) English | People with CKD who are not on | Theme 1 & | Modified GRADE system
Evaluation and Management of RRT 3
CKD
UK Renal Association | Planning, Initiating and UK (2013) English People with CKD with Theme 1,2 | Modified GRADE system
Withdrawal of RRT established renal failure &3
Canadian Society of | CPG for timing the initiation of | Canada (2014) | English People with CKD for whom Theme 1 | Standard GRADE system
Nephrology chronic dialysis initiation of elective dialysis is
planned
ERBP CPG on the management of Europe (2015) | English | People with DM and CKD 3b or | Theme 1,2 | Modified GRADE system
patients with diabetes and CKD higher &3
stage 3b or higher
National Kidney KDOQI Clinical Practice US (2015) English | People with CKD treated with, | Theme 1 & | Modified GRADE system
Foundation KDOQI | Guideline for Haemodialysis initiating, or planning to initiate 3
Adequacy: 2015 update maintenance HD
KHA-CARI ADPKD Guideline: Management Australia English People with ADPKD Theme2 | Modified GRADE system
of End-Stage Kidney Disease (2015)
Spain Ministry of CPG on detection and Spain (2016) Spanish | People with CKD who are noton | Theme3 | Standard GRADE system
Health management of CKD RRT
ERBP CPG on the management of older | Europe (2016) | English Older people (>65 years) with Theme 3 | Modified GRADE system
patients with CKD stage 3b or CKD
higher
UK Renal Association | CPG Peritoneal Dialysis in UK (2017) English People with CKD treated with Theme 3 | Modified GRADE system
Adults and Children PD
NICE Renal replacement therapy and UK (2018) English People with CKD 4 or 5 Theme 1,2 | Modified GRADE system
conservative management &3
International Society | Prescribing High Quality Goal- International | English People with CKD treated with Theme2 | Modified GRADE system
of Peritoneal Dialysis | Directed Peritoneal Dialysis (2020) PD

*Based on the quality of included studies and consensus amongst authors.

CKD: chronic kidney disease. PD: peritoneal dialysis. HD: haemodialysis. CPG: Clinical Practice Guideline. KDIGO: Kidney Disease: Improving Global Outcomes.

GRADE: Grading of Recommendations Assessment, Development and Evaluation. ERBP: European Renal Best Practice. KDOQI: Kidney Disease Outcomes Quality
Initiative. KHA-CARI: Kidney Health Australia—Caring for Australasians with Renal Impairment. NICE: National Institute for Health and Care Excellence. CEBM:

Centre for Evidence-Based Medicine at Oxford. Theme 1: timing of initiating dialysis. Theme 2: selection of dialysis modality. Theme 3: Interventions to support the

decision-making process.

https://doi.org/10.1371/journal.pone.0266202.t001

involvement 80% (39-100%); rigour of development 82% (60-100%); clarity and presentation
99% (97-100%); applicability 57% (17-96%); and editorial independence 88% (63-100%). The
intraclass coefficient (ICC) showed high values for all the CPGs, indicating good to excellent
reliability.

Variation across CPGs recommendations

While assessing and comparing the CPGs recommendations, we considered that CPGs had
different target populations and primary objectives and did not cover all the aspects analysed
in our systematic review (Tables 1 and S3). Table 4 shows the coded categories extracted from
the text of high-quality CPGs recommendations. S4 Table shows the complete text of the
recommendations.

Six of the included CPGs (50%) addressed recommendations related to the timing of initiat-
ing dialysis. We identified three topics across CPGs recommendations: 1) starting dialysis in

PLOS ONE | https://doi.org/10.1371/journal.pone.0266202 June 13, 2022

6/15


https://doi.org/10.1371/journal.pone.0266202.t001
https://doi.org/10.1371/journal.pone.0266202

PLOS ONE

High-quality clinical practice guidelines recommendations related to the process of starting dialysis

Table 2. Levels of evidence and strength of recommendations.

ORGANISATION LEVELS OF EVIDENCE STRENGTH OF RECOMMENDATIONS

Chile Ministry of Health | 1 = Randomized controlled trial A = Highly recommended, based in good-quality studies.
2 = Cohort, Case-control, no randomised trial B = Based in moderate-quality studies.
3 = Descriptive studies C = Exclusively based in experts’ opinion or low-quality studies.
4 = Experts’ opinion I = Insufficient information to give a recommendation

Canadian Society of Standard GRADE system Standard GRADE system

Nephrology

Spain Ministry of Health | High = We are very confident that the true effect lies close to Strong = Most individuals in this situation would want the
that of the estimate of the effect recommended course of action and only a
Moderate = We are moderately confident in the effect estimate: | small proportion would not. Most patients should receive the
The true effect is likely to be close to the estimate of the effect, | recommended course of action.
but there is a possibility that it is substantially different
Low = Our confidence in the effect estimate is limited: The true | Weak = The majority of individuals in this situation would want the
effect may be substantially different from the estimate of the suggested course of action, but many would not. Different choices will
effect be appropriate for different patients. Each patient needs help to arrive
Very low = We have very little confidence in the effect estimate: | At @ management decision consistent with her or his values and
The estimate of effect is very uncertain, and often will be far preferences
from the truth

KDIGO Modified GRADE system Modified GRADE system

ERBP A =High Level 1 =’We recommend’ (use the same implication as strong

recommendation of the standard GRADE system)
KDOQI B = Moderate Level 2 = We suggest’ (use the same implication as weak
recommendation of the standard GRADE system)
KHA-CARI C=Low Not Graded / Practice Point = Used to provide guidance based on

International Society of
Peritoneal Dialysis

D = Very low (same meaning as the standard GRADE system
for the four categories)

common sense or where the topic does not allow adequate application
of evidence. The ungraded recommendations are generally written as
simple declarative statements but are not meant to be interpreted as
being stronger recommendations than Level 1 or 2 recommendations.

UK Renal Association Modified GRADE system Modified GRADE system
Grade A = High-quality evidence that comes from consistent Grade 1 =’We recommend’ (strong recommendation)
results from well-performed randomised controlled trials, or
overwhelming evidence of some other sort such as well-
executed observational studies with very strong effects
Grade B = Moderate-quality evidence from randomised trials | Grade 2 = "We suggest’ (weak recommendation)
that suffer from serious flaws in conduct, inconsistency,
indirectness, imprecise estimates, reporting bias, or some
combination of these limitations, or from other study designs
with special strength
Grade C = Low-quality evidence from observational studies, or | Use wording to indicate the strength of each recommendation. When
from controlled trials with several very serious limitations making a strong recommendation guideline authors are encouraged to
Grade D = Based only on case studies or expert opinion use ‘We recommend. . . and when making a weak recommendation
authors should use ‘We suggest. ..’
NICE Modified GRADE system Modified GRADE system

High = further research is very unlikely to change our
confidence in the estimate of effect

Moderate = further research is likely to have an important
impact on our confidence in the estimate of effect and may
change the estimate

Low = further research is very likely to have an important
impact on our confidence in the estimate of effect and is likely
to change the estimate

Very Low = any estimate of effect is very uncertain

https://doi.org/10.1371/journal.pone.0266202.t002

Use the wording of the recommendations:

Recommendations that should (or not should) be used = ’Offer’ (or ’do
not offer’), ’Advise’, ’Ask about’ or "Commission’

Recommendation that could be used = ’Consider’, ’Be aware of,
’Explore’,’Assess” or "Think about’

Recommendations that must (or must not) be used = "Must’ (or 'must
not’)

PLOS ONE | https://doi.org/10.1371/journal.pone.0266202 June 13, 2022

7/15


https://doi.org/10.1371/journal.pone.0266202.t002
https://doi.org/10.1371/journal.pone.0266202

PLOS ONE

High-quality clinical practice guidelines recommendations related to the process of starting dialysis

Table 3. Domain scores of high-quality CPGs according to the AGREE II instrument.

Organization

Chile Ministry of
Health

KDIGO

UK Renal
Association

Canadian Society
of Nephrology

ERBP

National Kidney
Foundation
KDOQI

KHA—CARI

Spain Ministry of
Health
ERBP

UK Renal
Association

NICE

International
Society of
Peritoneal Dialysis

Name

Clinical guideline:
peritoneal dialysis

KDIGO 2012 CPG for the
Evaluation and
Management of CKD
Planning, Initiating and
Withdrawal of Renal
Replacement Therapy

CPG for timing the
initiation of chronic
dialysis

CPG on the management
of patients with diabetes
and CKD stage 3b or
higher

KDOQI CPG for
Haemodialysis Adequacy:
2015 update

Autosomal Dominant
Polycystic Kidney Disease
Guideline: Management of
ESKD

CPG on detection and
management of CKD

CPG on the management
of older patients with CKD
stage 3b or higher

CPG Peritoneal Dialysis in
Adults and Children

Renal replacement therapy
and conservative
management

Prescribing High Quality
Goal-Directed Peritoneal
Dialysis

Median scores (range)

Scope and
Purpose

97

100

72

100

100

86

81

100

100

81

97

100

93 (72-
100)

Stakeholder
involvement

58

92

42

75

100

39

89

97

94

78

94

97

80 (39-100)

Domain scores (%)

Rigour of
development

68

90

60

89

100

82

77

97

100

60

96

64

82 (60-100)

Clarity and
presentation

100

100

97

100

100

97

100

100

100

97

100

100

99 (97-100)

Applicability

71

46

44

96

58

17

35

81

58

38

96

42

57 (17-96)

Editorial
independence

96

92

63

92

100

71

83

92

96

79

96

92

88 (63-100)

Intraclass
correlation
coefficient (95%
CI)

0.94 (0.71-0.99)

0.98 (0.92-0.99)

0.88 (0.46-0.98)

0.97 (0.85-0.99)

0.95 (0.73-0.99)

0.96 (0.81-0.99)

0.89 (0.50-0.98)

0.99 (0.97-0.99)

0.99 (0.98-0.99)

0.76 (0.11-0.96)

0.99 (0.98-0.99)

0.80 (0.20-0.97)

CPG: clinical practice guideline. KDIGO: Kidney Disease: Improving Global Outcomes. CKD: chronic kidney disease. ERBP: European Renal Best Practice. KDOQI:

Kidney Disease Outcomes Quality Initiative. KHA-CARI: Kidney Health Australia—Caring for Australasians with Renal Impairment. ESKD: end-stage kidney disease.
NICE: National Institute for Health and Care Excellence.

https://doi.org/10.1371/journal.pone.0266202.t003

the presence of symptoms or signs related to CKD, 2) initiating dialysis at a specific starting

point (eGFR) in the absence of symptoms, and 3) ensuring that the decision to start RRT is

made jointly by the person and the healthcare team after a careful discussion. All six CPGs

agreed on starting dialysis in the presence of symptoms or signs. Three CPGs considered this

statement a strong recommendation, two CPGs considered it weak, and one CPG did not
grade the recommendation. The quality of evidence reported varied from very low to high.
Only two of the six CPGs recommended a specific eGFR of 5-7 ml/min/m? as a starting point

in asymptomatic patients. The strength of the recommendation considered by these two CPGs

differed from one to another. Likewise, only two CPGs strongly recommended that the
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Table 4. High-quality CPGs recommendations related to the process of starting dialysis.
HIGH-QUALITY CPGs INCLUDED IN THE STUDY

CPGs RECOMMENDATIONS 109 | 209 | 307 | 408 | 509 | G0 | 7GD | g | 9@ | 9@ | 176 | 159
TIMING OF DIALISYS INITIATION
With the onset of signs or symptoms - NG

Specific GFR (if symptoms are not present)

The decision to start should be based on joint
discussion with the patient

SELECTION OF DIALYSIS MODALITY

Modality should be prescribed using shared decision NG
making between person and care team

Offer modalities and ensure that the decisions are
informed

No superiority within dialysis modalities for persons
with ADPKD and DM

Encourage PD and home-dialysis use NG

Offer regular opportunities to review the original
decision

INTERVENTIONS TO SUPPORT THE DECISION-MAKING PROCESS ABOUT DIALYSIS MODALITY SELECTION

Educational programs with information or NG - NG
counselling about RRT
Use of tools to predict CKD progression, prognosis,
QoL, or mortality
Use of some type of patient decision-aid
QUALITY OF EVIDENCE
High Moderate Low Very low

STRENGTH OF RECOMMENDATION | Strong [N

Weak

NG = not graded.
*Did not make a specific recommendation but offer information about this topic.

**Include recommendations about characteristics of the provided information and skills of the healthcare professional that provides it.

https://doi.org/10.1371/journal.pone.0266202.t004

decision to start dialysis should be made jointly between the patient and the healthcare team
(Tables 4 and S4).

Six of the included CPGs (50%) contained recommendations related to the selection of dial-
ysis modality. We identified five different topics across guidelines making it difficult to assess
the consistency across recommendations. Two CPGs explicitly mentioned the principle of
shared decision-making and recommended ensuring a joint decision. One CPG made a strong
recommendation, whereas the other one made a practice point. Two CPGs made strong rec-
ommendations about offering all dialysis modalities, ensuring informed decisions. Two CPGs
with specific target populations (DM and ADPKD) strongly recommended that either treat-
ment, HD or PD, be considered since there is an absence of evidence of the superiority of one
modality over the other for these populations. Three CPGs made recommendations about
encouraging the use of home dialysis (including PD) where possible. Two CPGs made a weak
recommendation, whereas the other one did not grade it. Two CPGs recommended offering
regular opportunities to review the original decision. One CPG made a weak recommendation,
whereas the other made a strong one (Tables 4 and S4).

Nine of included CPGs (75%) had recommendations related to interventions to support the
decision-making process about dialysis modality selection. Seven CPGs considered this state-
ment a strong recommendation, and two CPGs did not grade the recommendation. Eight
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CPGs agreed to recommend educational programs that contain information about the differ-
ent RRT options. Two CPGs strongly recommended using tools to predict clinical outcomes

to guide clinicians to find the best RRT option. Only one CPG considered using patient deci-
sion aids a strong recommendation based on moderate quality of evidence. (Tables 4 and S4).

Discussion

Summary of main findings

This systematic review of high-quality CPGs recommendations addressing the process of start-
ing dialysis showed that, overall, there is general consistency in initiating dialysis late in the
presence of symptoms or signs and offering patients education and information at the time of
decision-making. Nevertheless, there is variability in how high-quality CPGs address the issue
of dialysis modality selection and the use of decision tools other than education.

Across all CPGs, median domain scores at the AGREE II instrument were high, except for
domain 5 (Applicability), where only four CPGs scored over 60%. This finding is consistent
with what has already been described in studies that appraised the quality of CKD guidelines
[27-30].

Few CPGs addressed when to start dialysis in asymptomatic patients. Although the recom-
mended eGFR as the starting point was similar, the strength of the recommendation differed.
This uncertainty is also seen in the current clinical practice, where there is variability in mean
pre-dialysis eGFR among countries since a specific eGFR value for initiating dialysis without
symptoms has not been established [31]. Using only symptom-based criteria might put at risk
asymptomatic patients or those with subtle symptoms since there may be difficulties in identi-
fying them.

Although we found consistency in content and strength of recommendation related to
ensuring that the decision to start RRT is made jointly by the patient and the healthcare team,
we think this topic is still rarely tackled. Planning starting dialysis often includes individualised
discussions regarding patient values and preferences. With the increasing recognition of the
importance of person-centred care, it could be expected that more high-quality CPGs would
recommend a joint discussion with the patient about the decision to start dialysis. Similarly,
shared decision-making is still a field that needs further discussion within high-quality CPGs
since only two stated a specific recommendation about it. There is currently a need to provide
more individualised care that incorporates the patient’s goals and preferences. Shared deci-
sion-making relies on knowing and understanding the best available evidence about the risks
and benefits across all available options while ensuring that the patient’s values and preferences
are considered [32]. The initiative Choosing Wisely published in 2012 a recommendation that
dialysis should not be initiated without ensuring a shared decision-making process among
patients, their families, and the healthcare team [33].

A variety of interventions have been designed to help shared decision-making to be imple-
mented into clinical practice: 1) interventions targeting healthcare professionals; 2) interven-
tions targeting patients; and 3) interventions targeting both [31]. In our systematic review,
only the CPGs that focused on older people with CKD acknowledged recommendations advis-
ing on the use of prediction models or scores to predict progression or mortality in this popu-
lation [23].

On the other hand, there was general consistency in high-quality CPGs in offering interven-
tions targeting patients. Most of the guidelines recommended offering educational programs
with information about the different RRT options. Few CPGs researched recommend the use
of patient decision aids. The Spain Ministry of Health’s CPG made a strong recommendation
based on moderate evidence for using decision aids to help CKD patients make shared
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decisions [22]. In contrast, the NICE CPG committee was unable to recommend that decision
aids should be used because of the absence of evidence showing clinically important benefits
[25]. The International Society of Peritoneal Dialysis guideline did not make a specific recom-
mendation on this issue. Still, in the discussion section, they suggest that decision aids should
be provided, including audio-visual as well as written material [26]. There is currently an
increasing interest in using patient decision aids to support patients with CKD to make treat-
ment modality decisions. There is some ongoing research that will offer more information
about this topic [34, 35]. We did not find any high-quality CPGs that included recommenda-
tions about interventions targeting both patients and healthcare professionals.

Quality of evidence and strength of recommendations

We observed considerable variations in the quality of evidence and the strength of recommen-
dations across the CPGs that could be confusing since the implications of strong or weak rec-
ommendations are highly different [36]. Possible explanations about these differences have
been previously described and included the year of CPG development, date of search by guide-
line development groups, differences in the methods used to identify and appraise evidence, or
differences in the interpretation of the evidence [37]. Most of the CPGs included in our sys-
tematic review used a modified GRADE approach. Since GRADE aims to reduce confusion
arising from multiple systems for grading evidence and recommendations, it would be reason-
able to adopt the standard GRADE system. This could facilitate the comparison and under-
standing of the terminology.

Comparison with the existing literature

Although we did not identify systematic reviews of CPGs addressing starting dialysis, we
found a meta-synthesis of qualitative studies aimed to understand the process of decision-
making in persons with CKD [38]. The review found that modality decisions are highly per-
sonal and strongly influenced by personal values. There is a need for planned and timely dis-
cussions about modalities in which home-based dialysis is presented as a viable option.

Strength and limitations

We conducted comprehensive searches to identify relevant CPGs that addressed recommen-
dations about the process of starting dialysis. We used a two-step process to identify high-qual-
ity CPGs. We used a validated tool (AGREE II) to assess the quality of included guidelines
independently, and we obtained high ICC values meaning good reliability.

However, we recognise some limitations. We could have missed potentially relevant guide-
lines since we limited our search to CPGs published from 2008, and we set up a cut-off point
of 60% in domains of the rigour of development and editorial independence for defining high-
quality CPGs. Although we used the AGREE II instrument to assess the methodological quality
of the CPGs, we did not evaluate the evidence underlying the recommendations. Although
ICC values were usually high, using three or four appraisers would have potentially improve
the realibity of our assessment, especially for those CPGs with a wide confidence interval and
for which the ICC was below 0.90.

Implications for research

There is a dearth of evidence to inform current guidelines on when to start dialysis in asymp-
tomatic patients and which modality to choose. We found variability in how CPGs reported
the reasons and judgments behind the recommendations, suggesting there is variation in how
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CPGs panels interpret and appraise the evidence. CPGs panels could consider adopting the
GRADE Evidence to Decision framework for a structured approach in developing recommen-
dations [39, 40]. This framework would facilitate the report of reasons and judgment that
determine the direction and strength of recommendations across the different CPGs and allow
comparison of recommendations from different CPGs panels.

Implications for clinical practice

Since initiating and selecting a modality has as a centrepiece an individualised shared decision,
offering individuals information about RRT options is probably not enough. High-quality
CPGs should emphasise the best strategies and interventions to assess and incorporate the
patient’s values and preferences into clinical practice in their dialysis modality selection.

Conclusions

High-quality CPGs related to the process of starting dialysis were consistent in initiating dialy-
sis late, in the presence of symptoms or signs, and offering patients education and information
at the time of decision-making. There was, however, variability in how high-quality CPGs
address the issue of dialysis modality selection and the use of decision tools other than educa-
tion. There is variation in the process used by different CPG panels to appraise the quality of
evidence and grade the strength of recommendation. CPGs should improve their strategy on
putting recommendations into practice and the quality of evidence to aid patients’ decision-
making.
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5.3. Estudio 3: El papel de la baja alfabetizacion en
salud en la toma de decisiones compartida en el

tratamiento de pacientes con insuficiencia renal

Resumen de los resultados mas relevantes:

5.3.1. Alfabetizacion en salud en Nefrologia

Los pacientes con ERC en fases iniciales deben tomar medicamentos y hacer
cambios en su estilo de vida para reducir el riesgo de enfermedad
cardiovascular y la progresién de la ERC. En fases avanzadas de la enfermedad,
los pacientes deben prepararse para el TRS, con sus distintas modalidades, o
para el tratamiento conservador. A lo largo de estas diferentes vias clinicas, la
implicacion de los pacientes en el manejo de la ERC estara influenciada por su
comprension del riesgo de la enfermedad y los beneficios relativos de los
diferentes tratamientos. Es en este sentido que la AES juega un rol clave en el

cuidado de los pacientes con ERC.

Existen varios instrumentos estandarizados para medir la AES, siendo ninguno
especifico para pacientes con ERC. Estos instrumentos requieren recursos
significativos, limitando su uso en Nefrologia. Las dos herramientas mas
frecuentemente usadas son la escala de estimacion rapida de la alfabetizaciéon
de adultos en medicina (REALM, de sus siglas en inglés) y la prueba de
alfabetizacion funcional en salud para adultos (TOFHLA, de sus siglas en
inglés), que toman hasta 20 minutos. Sus versiones mas cortas son mas

rapidas, pero aun intensivas en el consumo de recursos. El Newest Vital Sign
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(NVS) y la evaluacion breve de tres items (BHLS) son alternativas mas rapidas.
Sin embargo, la validez de estas herramientas en pacientes con ERC sigue sin
confirmarse. Se necesita mas investigacién para validar las herramientas de
evaluacion de AES en pacientes con ERC y asi poder explorar su impacto en

resultados clinicos.

A pesar de reconocer la baja AES como crucial en el cuidado de la enfermedad
renal, la investigacion actual estd limitada por estudios con tamafios de
muestra pequefios y la falta de ensayos que demuestren que las intervenciones

de AES pueden mejorar los resultados en esta poblacidn.

5.3.2. Problemas cotidianos relacionados con la baja AES en
Nefrologia

La baja AES en pacientes con enfermedad renal se asocia con un pobre
conocimiento de la salud, menor autocuidado, mayores tasas de
hospitalizaciéon y de consultas a Urgencias, mayor mortalidad y menor

adherencia a las sesiones de dialisis.

La prevalencia de la baja AES es mayor entre los pacientes de edad avanzada,
y en personas con un estatus socioeconémico mas bajo. En este sentido, la
avanzada edad de los pacientes con ERC aumenta la dificultad para
comprender la enfermedad renal y, por lo tanto, tomar decisiones. La decisi6n
de iniciar dialisis en esta poblacién requiere una evaluacién multidisciplinar
nefrolédgica-geriatrica, junto con el apoyo familiar y el acompafiamiento del

equipo de enfermeria nefroldgica de las unidades de ERC avanzada.
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5.3.3. Consideraciones sobre la alfabetizacion en salud y la toma de
decisiones compartida

El grado de AES de una persona afecta su capacidad para utilizar la
informacion y los servicios de salud. Existe el riesgo de que la TDC beneficie a
las personas que tienen un nivel educativo mas elevado, son mas empoderadas
y son capaces de expresar sus necesidades y preferencias. Los pacientes con
baja AES pueden tener menos capacidad para participar en la TDC y de usar
las HATDC de manera efectiva. En ese sentido, un proceso de TDC no adaptado
alas necesidades de las personas, podria aumentar las desigualdades en salud,
ya que involucrar a los pacientes en este proceso requiere conocimiento,

confianza, autoeficacia y niveles mas altos de AES.

El modelo multinivel de AES de Nutbeam (AES funcional, AES interactiva y AES
critica) refleja las habilidades y competencias que los pacientes pueden
desarrollar para poder tener una mayor participaciéon en la TDC. Los pacientes
pueden avanzar a lo largo de estos tres niveles de AES a medida que aumentan
su conocimiento, comprenden las condiciones de salud y participan

activamente en las discusiones con los profesionales de la salud.

5.3.4. Garantizar una toma de decisiones compartida adecuada

Los pacientes necesitan habilidades para participar de manera efectiva en el
proceso de TDC y usar las HATDC, al igual que los profesionales de salud
necesitan habilidades para interactuar con sus pacientes y desarrollar HATDC
de calidad y adecuadas. Los profesionales de salud deben abordar las barreras
relacionadas con la AES para facilitar una participacion significativa del
paciente. Las habilidades necesarias por parte de los pacientes para una TDC

efectiva incluyen: 1) comprender la informacion de salud, 2) identificar y
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clarificar sus valores y preferencias para los posibles resultados en salud, y 3)
participar activamente en la TDC, comunicarse con los profesionales de la

salud y tener la confianza de preguntar sus dudas y expresar sus preferencias.

Los disefiadores de HATDC deben asegurarse de que estas herramientas sean
accesibles y comprensibles para las personas en todo el espectro de AES. Una
de las mejores estrategias para garantizar un proceso de TDC adecuado para
los pacientes con baja AES es la participacion de los pacientes en la cocreacion
y desarrollo de las HATDC desde el principio, asi como seguir las
recomendaciones para desarrollar materiales para personas con baja AES. No
pudimos encontrar evidencia especifica del desarrollo y evaluacion de HATDC

para personas con baja AES en nefrologia.

5.3.5. Avanzar hacia una mejor alfabetizacion en salud en
Nefrologia

Los profesionales de la salud deben recibir formacién adecuada acerca de la
TDC, asi como el uso efectivo de las HATDC de cara a mejorar sus competencias
y poder garantizar una adecuada TDC. Es necesario tener en cuenta la
competencia, el nivel de AES y la participacién del paciente en el proceso de
TDC para mejorar la adhesién a las decisiones y el uso correcto de las

prestaciones en salud.

Medir y mejorar la AES de los pacientes con ERC a niveles adecuados para el
mejor proceso de TDC deberia trazar el camino de la practica asistencial e
investigacion en Nefrologia. Los profesionales de la salud deben considerar las

diferencias en los niveles de AES de los pacientes y adaptar las herramientas a
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todos los niveles para asegurar un proceso de TDC adecuado para su

enfermedad.
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ABSTRACT

The classic paternalist medicine in nephrology has been modified to a shared decision-making model that clearly offers
a benefit in patients with kidney disease. One of the cornerstones of shared treatment decision in patients with kidney
failure is the understanding of kidney disease. As kidney disease is silent until advanced stages and is also an entity
with a complex pathophysiology with little knowledge in the general population, its presence and understanding are
difficult for most people. Health literacy (HL) plays a crucial role in the care of patients with kidney disease and the
shared treatment decision. Limited HL has been associated with inefficient use of health services, non-compliance of
medications, worse quality of life and increased mortality. In this review, we will address the importance of low HL in
nephrology in terms of diagnosis, measurement, its effect on shared decision-making and how to increase it in people
with kidney disease.

Keywords: chronic kidney disease, health literacy, kidney failure, renal replacement therapy, shared decision-making
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INTRODUCTION Estimates suggest that between 30% and 60% people in Europe
have low or very low HL [5]; this means that they struggle to read
and understand health content intended for the public, to know
how to act on this information, which health services to use, and
when to use them. The few available studies report a prevalence
of low HL as high as 50% among patients receiving dialysis care
[6-8], but a significantly lower proportion of transplant recipi-
ents (14%) [9]. All this suggests that similar observations were
also made outside Europe [10, 11].

Low HL is the lack of understanding by individuals of the com-
munications provided by care givers, providers, and other con-
stituents of a healthcare organization not allowing the suc-
cessful transfer, understanding, and application of informa-
tion to make informed health decisions that promote and
maintain good health [1-3]. The prevalence of limited HL is
higher among the elderly, minorities, and those with lower
socioeconomic status including income and education [4].
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On the other hand, the prevalence of patients with chronic
kidney disease (CKD) is increasing dramatically, becoming a
major health problem worldwide [12, 13]. In fact, CKD is known
tobe associated with an increased risk of cardiovascular morbid-
ity, premature mortality, and decreased health-related quality of
life [14], which represent a great challenge for health polices and
finances, especially in the management of advanced CKD and
renal replacement therapy (RRT) such as dialysis, transplanta-
tion, or conservative management. Patients with CKD must fol-
low appropriate dietary restrictions, adhere to complex medica-
tion regimens [15], make decisions about RRT, and follow mul-
tiple appointments in the health care system. Despite having
data on methods to delay disease progression, renal outcomes
are suboptimal in part related to patient factors. Of these, there
is increasing evidence that HL plays an important role in the
care of patients with kidney failure disease [16-18], as well as
in shared decision-making strategies and the promotion of self-
care improves kidney patient satisfaction and health [19]. The
potential of communication-related inventions to enhance un-
derstanding among those with HL limitations and positive im-
pact on clinical outcomes has fueled a rapid expansion of re-
search on HL, especially in populations with chronic diseases
[20]. It is known that limited HL is associated with less efficient
use of health services in the general population, greater diffi-
culty in the medication’s compliance, poorer quality of life, and
a higher mortality [20, 21]. A systematic review was published
in 2018 that included 29 studies with a total of 18 300 patients
(4367 non-dialysis CKD; 13 202 dialysis; 390 kidney transplants;
341 unspecified) reporting solid evidence of the causal effects of
literacy in health on the results of patients with CKD, suggesting
associations with adverse clinical events, increased healthcare
use and mortality [8].

Taylor et al. reported a limited prevalence of HL in incident
dialysis, incident transplant, and a transplant waiting list pa-
tients of 20%, 15%, and 12%, respectively. Limited HL was in-
dependently associated with low socioeconomic status, limited
knowledge of the local language, and comorbidity. However, pa-
tients on the transplant waiting list, preemptive transplantation,
and living donor transplantation were associated with higher
HL [9]. Subsequently, in another study published by the same
author, they demonstrated that limited HL was associated with
reduced access to kidney transplant regardless of patient de-
mographics, socioeconomic status, and comorbidity [22]. In the
current review, we will address the consequences of low HL in
nephrology, its detection, measurement, the considerations on
health literacy problems in shared decision-making, and how to
increase HL in nephrology.

HEALTH LITERACY IN NEPHROLOGY

Despite the recognition of low HL as a key component of kid-
ney disease care [16], current reports are limited by small sam-
ple sizes and the lack of trials testing HL intervention strategies
to improve outcomes in this population [23].

How to measure health literacy

Different standardized instruments to measure HL in popu-
lations and individuals have been reported [8, 24]. Shah JM
et al. developed an exhaustive tool for each health center
clinical scenario that seems like a reliable methodology [25].
However, the personnel, time, and physical resources required
to develop and assess HL using standardized measures are
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constant comprehensive reported limitations. This may be an
essential explanation for the narrow application in nephrology
practice.

Two frequently reported assessments (Table 1), the rapid es-
timate of adult literacy in medicine (REALM) [26-29] and the test
of functional health literacy in adults (TOFHLA) [30], must be per-
formed by trained personnel and may take up to 20 minutes to
complete. The shortened version (S-TOFHLA) includes 36 read-
ing comprehension items and takes ~7 minutes to complete [31].
The Newest Vital Sign (NVS) includes a six-item assessment of
reading and comprehension from an ice cream nutrition label,
which takes up to 6 minutes to complete. By contrast, the three-
item brief health literacy screen (BHLS) [28], requiring 1-2 min-
utes or less, has demonstrated validity across diverse patient
populations and has been associated with relevant clinical out-
comes, including hospitalizations and death [32-36]. However, to
our knowledge, the validity of the BHLS and other HL question-
naires has not been confirmed in patients with kidney failure.
Our opinion, according to this literature review, is that HL should
not be systematically screened in patients. It is preferable to of-
fer everyone information in a friendly, non-stigmatizing way as
a matter of routine. From our point of view, the most appropriate
way to ensure that the health content will be understood by pa-
tients is to involve them in the development and testing of that
health information.

Health literacy in different nephrology areas

For patients attended at the different nephrology areas, low
HL is associated with less knowledge of their health condition,
less participation in self-care, a higher burden of disease, and a
higher risk of hospitalizations and mortality [10, 20]. Taylor et al.
[22], report on a systematic review (cohort studies) that limited
HL on dialysis population was significantly and independently
associated with hospitalizations [Risk Ratio (RR) 1.55, 95% Con-
fidence Interval (CI) 1.03-2.34], emergency department use (RR
1.37,95% CI 1.01-1.86), missed dialysis sessions (RR 2.14, 95% CI
1.10-4.17), cardiovascular events (RR 1.68, 95% CI 1.10-2.58), and
mortality (RR 1.65, 95% CI 1.28-2.12). For this systematic review,
in non-dialysis populations, patients with limited HL were found
to have significantly lower disease knowledge and understand-
ing of test results after adjustment for educational level. Addi-
tionally, cognitive impairment is common in dialysis patients,
associated with less successful self-care and likely contributes
to an individual lack of HL skill [37]. Low HL has been recognized
as a potential negative factor in patient-centered kidney disease
care, and reports elsewhere provide a comprehensive discussion
[16, 38].

DAY-TO-DAY PROBLEMS RELATED TO LOW
HEALTH LITERACY IN NEPHROLOGY

Nephrology care and recommendations to patients with CKD to
delay the progression of kidney disease and reduce risk of car-
diovascular complications are increasingly provided by a team
of different professionals [39]. A very important role to con-
sider is the importance of recognizing CKD and taking an active
role in their daily life care by engaging in activities to manage
their condition. Low HL affects behaviors needed to develop self-
management skills, which may delay an appropriate response
to tackle the risk factors for progression of the disease [40]. It is
known that CKD is a silent entity that hardly produces symp-
toms and signs in advanced stages causing a negative effect on
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the disease in terms of delaying its diagnosis and worsening its
prognosis. The self-management of CKD requires more informa-
tion about the complexity of kidney disease; thus, itis important
to improve HL through various techniques or strategies to help
the patient and family with the awareness of kidney disease [41].
These approaches may be a tool to implicate the person with
CKD in decisions when kidney disease reaches its final stage. Un-
fortunately, the limited HL of patients with CKD has been associ-
ated with adverse clinical events, increased healthcare visits and
mortality [8]. Added to this aspect, the advanced age of our pa-
tients increases the difficulty to understand kidney disease and
therefore make decisions. More recently, older patients with co-
morbidities who started a hemodialysis program were reported
to have higher mortality; poorer survival and/or quality of life
compared with patients who did not start a dialysis program
[42-45]. Therefore, the decision to initiate dialysis in this popula-
tion requires a nephrological-geriatric evaluation together with
family support and trained nephrology nursing in a nephrology
unit, using HL, and applying shared decision-making (SDM) [45].
Patients with limited HL may lack understanding, making them
less likely to discuss transplantation with family and friends, af-
fectingrecruitment of living donors, who may also have lower HL
and health contraindications related to shared social disadvan-
tages [22]. Development of an integrated care unit for patients
with advanced CKD could improve information about the dis-
ease, thereby improving decision-making ability to initiate RRT.

CONSIDERATIONS ON HEALTH LITERACY
PROBLEMS IN SHARED DECISION-MAKING

Increasing patient engagement and participation in healthcare
is considered a priority in the policy agenda. SDM is a pro-
cess through which clinicians and patients make healthcare
choices together, representing the crux of people-centered care
[46]. However, there could be significant variability in how clini-
cians provide information. Decision support interventions, also
known as patient decision aids (PDAs), are tools that can facili-
tate SDM by standardizing information. They explicitly state the
decision that needs to be considered and help patients clarify
their values and preferences while offering evidence-based in-
formation about the options’ risks, benefits, and outcome prob-
abilities [46, 47, 47].

A person’s HL status affects their ability to utilize health in-
formation and services and can affect their health outcomes
[48]. There is a risk that SDM benefits people who are educated,
empowered, and able to express their needs and preferences. Ev-
idence suggests that younger patients, women, and those with
higher socioeconomic status are more likely to assume an ac-
tive role in SDM [47]. Patients with limited HL may be less able
to participate in medical decision-making and use PDAs effec-
tively unless special attention has been paid to their specific
needs [48].In that sense, a SDM process not adapted to disadvan-
taged groups needs could increase health inequalities since en-
gaging patients in this process requires knowledge, confidence,
self-efficacy, and higher levels of HL [47].

Nutbeam’s multi-level model of HL provides a valuable
framework to reflect the skills and competencies that patients
can develop to have greater independence in health decision-
making [49, 50]. This hierarchy model includes three levels: (i)
functional HL, which refers to the basic reading and writing
skills to understand and obtain health information and apply
knowledge of health conditions and services; (ii) interactive
HL, which refers to communicative and personal social skills,
such as motivation and self-confidence, that can be used to
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participate actively, extract and discuss health information; and
(iii) critical HL, which refers to cognitive and social skills to crit-
ically assess the applicability of health information to personal
situations and use this information to exert greater control over
life situations and make informed decisions [48, 49]. Patients
can move along these three-level HL pathways as they increase
their knowledge, understand health conditions, and actively
participate in discussions with healthcare professionals.

Considering the strong link between HL and SDM, McCaffery
et al. proposed that these levels could also be used to reflect the
needs of limited HL patients to use PDAs effectively and to en-
gage in SDM activities [48] (Fig. 1). For the first level related to
understanding, health information authors reported that lim-
ited HL was clearly associated with more inadequate patient
health knowledge. The effect of numeracy on the accuracy of
risk perception and knowledge has mixed results. For the sec-
ond level related to communicating with health care profession-
als, the authors reported that limited HL was related to higher
decisional uncertainty and regret. However, the effect on deci-
sion confidence was less clear with mixed results. For the third
level, related to clarifying personal values and thinking criti-
cally to make an informed decision, the authors reported that
patients with limited HL were consistently less likely to want
to be involved in decision-making than those with higher lit-
eracy. Also, lower levels of communicative HL were associated
with less question-asking and lower patient-centered commu-
nication [48] (Fig. 1).

HOW TO ENSURE ADEQUATE SHARED
DECISION-MAKING

Health care professionals working in SDM process and PDAs
development should pay special attention to limited HL to
remove literacy-related barriers in clinical practice to support
meaningful patient engagement in decision-making. Patients
require skills to participate in the SDM process effectively and
use PDAs, as providers need skills to engage with their patients
and develop quality and suitability tools. These skills should
be delivered in a structured setting, such as education and
training programs [49]. The US Preventive Services Task Force
(USPSTF) defines the SDM process as the following five stages
in which a patient: (i) understands the nature of the disease; (ii)
becomes aware of available options and their risks and benefits;
(iii) considers their values and preferences; (iv) participates in
decision-making; and (v) makes a decision based on their own
preferences and values [51]. Based on the USPSTF definition of
SDM and considering the three-level model of Nutbeam [50] we
summarize for every stage of the decision-making process the
skills and competencies that patients who face health decisions
need to know, as well as the recommendations and guidance
addressed to healthcare professionals to ensure an adequate
SDM process (Table 2).

Clinicians should see SDM as an opportunity to include and
empower patients with limited HL to benefit all groups and re-
duce health inequalities. For patients to successfully participate
in decision-making, they need to integrate all levels of HL skills
(functional, interactive, and critical) to communicate effectively
[52]. Simplifying information is necessary but not sufficient
to achieve active patient participation in decision-making. In
that sense, patients need cognitive and social skills to express
personal values and preferences and to contextualize and
critically evaluate information to make a decision that aligns
with their values and preferences [49]. A systematic review
of interventions designed to support SDM in patients from
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Interactive HL

Communicate with
healthcare providers

LHL is related to less
involvement in SDM,
question-asking, patient
centered-care

Functional HL

Understand health
information

LHL is clearly related to low
health knowledge

Critical HL

Clarify personal values

LHL increased decisional regret and
uncertainty with decision

Figure 1: Problems related to limited health literacy that could impact share decision-making. HL: health literacy; LHL: limited health literacy; SDM: shared decision-

making.

disadvantaged groups, including limited HL, showed significant
improvement in knowledge, informed choice, level of partic-
ipation in decision-making, and reduced decisional conflict.
There was an important variability in the interventions, ranging
from computerized, booklet, or video/DVD decision aids to
communication skills workshops or education sessions [47].

Health professionals related to SDM practices need to en-
sure they attend not only to the issues of comprehension but
also to values, preferences, clarification, and the processes in-
volved in the decision-making encounter. In that sense, design-
ers of PDAs need to ensure that SDM practices and tools can
be accessed and understood by adults across the HL spectrum
[48]. From our point of view, one of the best strategies to ensure
an appropriate SDM process for patients with limited HL is the
involvement of patients in the cocreation and development of
PDAs from the beginning, as well as following guidelines for de-
veloping low literacy materials (Table 2). We were not able to find
specific evidence of the development and evaluation of limited-
literacy PDAs in nephrology. Nevertheless, one practical exam-
ple in another chronic disease is the design of a limited-literacy
PDA about rheumatoid arthritis developed through a collabora-
tive process involving patients, clinicians, designers, decision-
aid, and HL experts. The use of this PDA improved knowledge
and reduced decisional conflict among patients with rheuma-
toid arthritis. Enhancing knowledge and patient engagement
with decision support tools may lead to choices better aligned
with patients’ values and preferences [53, 54].

HOW TO SHIFT TOWARD MORE HEALTH
LITERACY IN NEPHROLOGY

To our knowledge, the literature supporting the use of tools to
assess HL in CKD patients is limited; the availability of these
standardized instruments has been expanding rapidly in the

last years; however, abbreviated or short forms reduce the main
limitations found in the evidence. Furthermore, more research
is needed to validate and evaluate the effectiveness of these
tools. Understanding HL assessment among CKD patients for a
better SDM pathway is needed to advance its appraisal within
existing studies and research. Larger cohorts and clinical trials
are needed. Healthcare professionals must receive adequate
education and training programs, and using these tools effec-
tively must improve their competencies to guarantee the SDM
pathway. Understanding the disease, risk, and benefits, and
considering the patient’s competence and participation in their
own decision process is needed to enhance higher decision
adherence and correct use of assistance. Future studies of
CKD populations should focus on the effect of limited HL on
referral to nephrology services, dialysis modality choice, dialysis
quality measures, adverse events on dialysis, and success with
home therapies, including conservative treatments, peritoneal
dialysis, and transplantation.

Measuring and improving the HL of CKD patients to ade-
quate levels for the best SDM process should sketch the future
research path. Moreover, all development processes and re-
search for these HL and SDM tools should consider differences
in patient characteristics (adequate and limited HL) and con-
sider the development of different tools for different HL level
patients. The commitment to reach these milestones, which
aspire to equity in health system access for these patients, must
include all CKD patients at all HL levels, healthcare stakehold-
ers (nephrology healthcare professionals, general practitioners,
hospital administrators), and development policy makers for
patients centered care policy. Another major focus point is to
develop a policy to address patient-centered outcomes.

In conclusion, HL in nephrology needs to be increased to
promote the successful transfer, understanding, and applica-
tion of information to ensure proper SDM. The identification and
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measurement of HL in patients with kidney disease will lead to
a subsequent shift to improve and develop adequate tools for
different HL levels helping our patients in the understanding of
their disease. One expects that this strategy will increase the pa-
tient’s compliance, disease awareness, equity, and access to dif-
ferent renal replacement modalities such as hemodialysis, dialy-
sis peritoneal, home-based-dialysis, and kidney transplantation.
The time of paternalist medicine in nephrology is over; for that
reason, HL should be measured and improved to promote the
knowledge of the patient that will allow the adequate shared
decision for his/her kidney disease.
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6. DISCUSION

6.1. Resultados principales

Esta tesis aporta nuevo conocimiento en relaciéon a la infrautilizaciéon de la DP
y sus posibles causas, asi como las recomendaciones relacionadas con el inicio
y seleccion de la modalidad de dialisis procedentes de las GPC de alta calidad,
y finalmente, pone en reflexion la importancia de la AES y su relacion con la

TDC.

En el estudio primario transversal en una muestra de pacientes con ERC
avanzada que iniciaron TRS se muestra que la selecciéon de la modalidad de
dialisis fue adecuada en el 78% de participantes, y potencialmente inadecuada
en el 22% restante. La mayoria de los pacientes con un uso potencialmente
inadecuado pertenecian al grupo de HD. La principal causa del potencial uso
inadecuado fue una informacién incompleta o ausente de las modalidades de
didlisis, seguida de una percepcién por parte del paciente de falta de una TDC.
Ademas, se observé que la edad tenia una asociacién directa estadisticamente
significativa con la selecciéon potencialmente inadecuada de la modalidad de

didlisis.

En el segundo estudio, la revisién sistemadtica, se observé que, en general,
existe consistencia entre las recomendaciones de GPC de alta calidad en iniciar
didlisis tardiamente ante la presencia de sintomas o signos, y en ofrecer a los
pacientes informacion al momento de la toma de decisiones. Se observo
variabilidad en como las GPC abordan el tema de la TDC y el uso de HATDC

para ofrecer esta evidencia.
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En el tercer estudio, la revisidn narrativa, se observé que la evidencia sobre el
uso de herramientas para evaluar la AES en pacientes con ERC es limitada. Asi
mismo, se destacd que una baja AES en pacientes con ERC se asocia con menor
autocuidado y mayores tasas de hospitalizacién y mortalidad, especialmente
en poblacién geriatrica con comorbilidades. Se proponen recomendaciones
especificas para cada etapa del proceso de TDC, donde los pacientes necesitan
desarrollar habilidades y competencias en alfabetizaciéon funcional, critica e

interactiva/comunicativa.

6.2. Resultados en el contexto del conocimiento actual

6.2.1 Adecuacion del proceso de seleccion de la modalidad de dialisis

Los principales resultados de este trabajo indican que hay una inadecuacién
potencial en la seleccién de la modalidad de dialisis, a expensas de una
infrautilizacién de la didlisis peritoneal. Las principales causas de esta
inadecuacién potencial son una informaciéon de las opciones de didlisis
incompleta o ausente, y una percepcién por parte del paciente de una falta de

TDC.

a) Evaluacion de la calidad del proceso de seleccion de la modalidad

de dialisis - Analisis de adecuacion.

La seleccién de la modalidad de dialisis es un proceso complejo que
depende de multiples variables, relacionadas con el paciente, los
profesionales  sanitarios, los tratamientos disponibles, el
funcionamiento del sistema sanitario, etc. La evaluacion de la calidad de
este proceso de seleccion es crucial para asegurar una atencion
sanitaria adecuada. Sin embargo, esta valoracibn a menudo esta

ausente en la mayoria de los servicios de Nefrologia. Hasta la fecha, no
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hemos encontrado estudios que utilicen el analisis de adecuacién para
determinar la calidad del proceso de seleccién de la modalidad de
dialisis. Nuestro estudio es el primero publicado en cuantificar el grado

de adecuacién de la seleccion de la modalidad de dialisis.

Existen iniciativas que analizan la calidad de la selecciéon de la
modalidad de dialisis e intentan maximizar el uso de la DP (73, 74).
Estas iniciativas subrayan la necesidad de una evaluacién mas
sistemdtica y rigurosa del proceso de seleccién para mejorar los

resultados y la experiencia del paciente.

Blake et al., en 2013 (73) propusieron un modelo de seis pasos para
asegurar que cada paciente tenga la oportunidad de ser considerado
candidato parainiciar DP e intentar optimizar el uso de esta modalidad.
El modelo busca resaltar que el equipo de Nefrologia debe determinar
si un paciente es elegible para DP, pero que la eleccién final de la
modalidad recae en el paciente. El modelo propone los siguientes
pasos: 1) identificar todos los posibles candidatos a DP, 2) valorar la
elegibilidad para DP a través de la presencia de contraindicaciones o
barreras para DP, 3) ofrecer la modalidad de DP, si el paciente es
elegible, 4) elegir la modalidad de didlisis por parte del paciente,
registrada después de completar un proceso de informacién y

educacion, 5) colocar el catéter de DP, 6) iniciar el tratamiento con DP.

Por otro lado, Freitas et al (74) auditaron el proceso de la seleccion de
la modalidad de didlisis en una cohorte de 99 pacientes en el afio 2020.
El articulo no ofrece informacién detallada de en qué consistio la

evaluacion del proceso de seleccidon. Solo un 23% de los pacientes
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b)

terminaron en la modalidad de DP. En nuestro estudio, el 17% de

pacientes optaron por DP.

Un hallazgo similar entre nuestro estudio y el elaborado por Freitas et
al es que, una vez descartadas las contraindicaciones, y habiendo
recibido informaciéon para ambas modalidades, la mayoria de los
pacientes optaron de manera voluntaria por HD. Freitas et al
destacaron que 34% de pacientes estuvieron indecisos acerca de la
modalidad, pero que finalmente el 100% de estos pacientes terminaron
en HD, a pesar de que no hubiera una contraindicacion descrita para
DP. En nuestro estudio, de un total de 70 pacientes sin
contraindicaciones y con informacién completa para ambas
modalidades, 67% optaron voluntariamente por HD. Este hallazgo
plantea dudas y retos para alcanzar el porcentaje idéoneo de DP que los

expertos recomiendan.

Segun la opinién de experto (75,76), la DP deberia alcanzar entre el
30% y el 45% de la proporcién de pacientes que inician el TRS e incluso
el 50% si se lleva a cabo un proceso de toma de decisiones adecuado
(77,78). Por lo tanto, estos resultados sugieren que se pueden lograr
porcentajes mas altos de DP utilizando estrategias bien disefadas
basadas en la informaciéon al paciente y un proceso de toma de
decisiones mas asertivo, siempre respetando los valores y preferencias

de los pacientes.

Causas de potencial inadecuacion en la seleccion de las

modalidades de dialisis
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La razén mas frecuente de inadecuacion potencial en la seleccion de las

modalidades de dialisis fue el no haber recibido informacién o que esta

hubiera sido incompleta (n=21, 68%)

En la practica clinica, la mayoria de los pacientes con ERC avanzada,

pasan por un proceso de educacién e informacidn pre-didlisis unos

meses antes de empezar TRS. Algunos estudios han descrito

situaciones de mejora del proceso de informaciéon acerca de las

modalidades de dialisis (79):

Los pacientes carecen de informacién

Los pacientes perciben que las opciones estan limitadas

La educacion puede proporcionarse demasiado tarde, cuando
los pacientes estan demasiado afectados por la enfermedad
como para tomar decisiones

Algunos profesionales de la salud tienen sesgos a favor o en
contra de ciertos tratamientos; y los transmiten al paciente
condicionando su seleccion

La informaciéon para los pacientes es demasiado compleja o
dificil de entender

La informacién puede no enfatizar que los pacientes tienen
opciones 0o puede no considerar suficientemente las
preferencias y estilos de vida de los pacientes

Los pacientes pueden no estar tan involucrados en la toma de

decisiones sobre su tratamiento como preferirian.

Estos hallazgos resaltan la necesidad de mejorar los programas

educativos pre-dialisis para garantizar que los pacientes reciban
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informacion completa, comprensible y equitativa, y que estén
activamente involucrados en la toma de decisiones sobre su
tratamiento (79). En Espafa se impulso la creacion de las consultas
multidisciplinares de ERC avanzada (ERCA) en las que se le informa al
paciente y entorno sobre la evolucion de la enfermedad y las diferentes
opciones de tratamiento. Es en estas consultas ERCA donde se inicia el
proceso de toma de decisiones. En nuestro estudio, los pacientes que
acudieron a dicha consulta tuvieron un menor porcentaje de

inadecuacion en la seleccién de la modalidad de didlisis.

La segunda causa de seleccidon potencialmente inadecuada de la modalidad de
dialisis fue la percepcion de la falta de TDC. Elegir la modalidad de tratamiento
mas adecuada para cada paciente es un proceso complejo. Cuando hay
disponibles diferentes opciones de tratamiento que son efectivas, pero
difieren en aspectos practicos que pueden afectar la calidad de vida del
paciente, es crucial considerar los valores y preferencias del paciente. No
obstante, su implementacién en la practica clinica aun es limitada (80). Esto
puede atribuirse a varios factores, como las actitudes de los profesionales de
la salud hacia la TDC, la falta de formacion adecuada en TDC en los
profesionales de la salud, la insuficiente disponibilidad de HATDC, el tiempo
que tomaria distribuir y usar las HATDC, y la persistencia de barreras
estructurales y culturales dentro de los sistemas de salud (81,82). A menudo,
los esfuerzos para incentivar la TDC se limitan a la promocién de HATDC, sin
abordar completamente la necesidad de un enfoque mas integral y sistematico
(79). Para lograr una implementacion efectiva, es fundamental aumentar la

concienciacion y el conocimiento entre todos los actores involucrados (84,85).
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c¢) Contraindicaciones clinicas y barreras para las modalidades de

dialisis

En consonancia con nuestro estudio, un punto transversal en la
evaluacion de la seleccion de la modalidad de dialisis es la valoraciéon
de la elegibilidad a través de la presencia o no de contraindicaciones
para las modalidades de dialisis. En el caso de la HD, las inicas posibles
contraindicaciones son la ausencia de un posible acceso vascular o una
inestabilidad hemodindmica severa (86). En el caso de la DP, es
fundamental la valoraciéon de contraindicaciones y barreras para la
técnica. Una contraindicaciéon es un factor que descarta de forma
absoluta o relativa la posibilidad de hacer DP, independiente de la
decision del paciente y del profesional de salud (73). Por otro lado, una
barrera es aquel factor que hace que la modalidad de DP sea un reto
para el autocuidado, pero por si mismo, no contraindica la DP. Por
definicion, una barrera, se podria superar si el paciente cuenta con el
apoyo necesario. La DP esta contraindicada si la cavidad peritoneal esta
obstruida, la membrana no es funcional o el acceso al catéter no es
posible. La anuria no es una contraindicaciéon para la DP. Todas las
demads condiciones de salud son contraindicaciones relativas (86). En
la tabla siguiente se muestran las contraindicaciones y barreras mas
frecuentes para didlisis peritoneal de acuerdo con Blake et al. (73) y

Chan et al. (86).
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Tabla 4. Contraindicaciones y barreras mas frecuentes para la dialisis

peritoneal
~ Contraindicaciones Barreras
Absolutas: Barreras fisicas: ’
- Antecedente de cirugias - Fuerza insuficiente
abdominales mayores. - Destreza insuficiente
- Hernias de la pared abdominal - Vision insuficiente
de gran tamafio. - Audicion insuficiente
- Ostomias de la pared abdominal - Inmovilidad
Relativas: - Fragilidad
- El lugar de residencia no - Pobre higiene
permite realizar DP Barreras cognitivas:
- Obesidad mérbida - Historia de no adherencia

- Diverticulitis activa

Enfermedades psiquiatricas

- Aneurisma de aorta abdominal Demencia o afectacion de la

de gran tamafo memoria

- Barreras idiomaticas
Fuente: Blake et al. 2013 (73) y modificada con informacién de Chan et al. 2019 (86)

En nuestro estudio objetivamos un 28% de contraindicaciones para DP:
21 por presencia de patologia abdominal severa, 9 por
contraindicaciones relativas severas, y 10 por incapacidad de realizar
tratamiento en domicilio por problemas en el autocuidado (n=3) y por
caracteristicas del hogar (n=7). En el estudio de Freitas et al,
informaron que las contraindicaciones para DP fueron raras: dos
pacientes con antecedentes de cirugia abdominal, y otros dos pacientes

con incapacidad para realizar la técnica en ausencia de DP asistida.
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d) Caracteristicas de los pacientes con una seleccion inadecuada de

modalidad de dialisis

Nuestro analisis multivariante confirmé que la edad era un factor de
riesgo independiente para una seleccion potencialmente inadecuada de
la modalidad de dialisis (ORa 1,05; IC 95%: 1,01-1,08; p=0.011).
Nuestro estudio identific6 una asociacién entre la edad y una selecciéon
potencialmente inadecuada de la modalidad de didlisis. Estudios
previos han descrito la infrautilizaciéon de la DP en adultos mayores (87,
88). Los autores informaron que las principales razones eran no
clinicas y consistian principalmente en una informaciéon incompleta
sobre las modalidades de dialisis y barreras para la DP. En nuestro
estudio, los pacientes correctamente informados sin
contraindicaciones para DP, pero con una percepcion de falta de toma
de decisiones compartida, tenian una edad media de 81 afios. Aunque
la edad es una caracteristica no modificable, no es una contraindicacién
para el uso de DP; por lo tanto, se debe ofrecer informacién sobre

ambas modalidades indistintamente a los adultos mayores.

Un estudio mas reciente (89) evalud la percepcién de un grupo de
pacientes en hemodialisis respecto a si habian recibido informacién
sobre ambas modalidades de didlisis. Se observé que los pacientes de
65 afos o mas tenian un 61% menos de probabilidades de recibir esta
informacion en comparacion con los pacientes mas jovenes. Los
pacientes no informados tendian a no experimentar un proceso de TDC

al elegir su tratamiento de dialisis.
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Otra asociacion independiente con el grado de potencial inadecuacién
fue el tener informacion sobre las opciones de didlisis, que se comportd

como un factor protector (ORa 0,20; IC95%: 0,08-0,48; p<0.001).

6.2.2 Recomendaciones de guias de practica clinica para el inicio y
seleccion de la modalidad de didlisis, y el uso de herramientas de

ayuda a la toma de decisiones

Como ya hemos expuesto en el apartado de resultados, se observo variabilidad en
como las GPC de alta calidad abordan el tema de a) el inicio, b) la seleccion de la
modalidad de dialisis y c) el uso de HATDC.

a) Momento de inicio de dialisis

Nuestra revision sistematica sobre las recomendaciones de GPC de alta
calidad mostr6 que, en general, hay una consistencia en iniciar la dialisis
ante la presencia de sintomas y signos atribuidos a la uremia. Sin embargo,
esta recomendacion suele ser muy variables, y muy dependiente del juicio
clinico. Una revisidén sistemdtica reciente (90) incluyé 13 estudios y
también observé mucha variabilidad entre los criterios de inicio de didlisis.
La mayoria de los estudios mostraron que la TFGe al inicio de la dialisis no

se asociaba con la mortalidad.

En la reciente GPC KDIGO publicada en 2024 (2) se recomienda iniciar
dialisis ante la presencia de una o mas de estas situaciones: 1) sintomas o
signos atribuibles a la ERC, 2) incapacidad para un adecuado control de
volumen o presion arterial, 3) deterioro progresivo del estado nutricional,

o deterioro cognitivo. Estos sintomas, cita la GPC, suelen aparecer ante una
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TFGe en torno a 5 - 10 ml/min por 1,73m2. Asi mismo, la guia pone de
manifiesto que, dados los riesgos y beneficios del TRS, asi como la posible
imprecisiéon de las mediciones, las personas con ERC avanzada deben ser
tratadas segun los sintomas y signos, no simplemente basandose en valores

de laboratorio (2).

b) Seleccion de la modalidad de dialisis
Nuestra revision sistematica objetivd que s6lo dos GPC de alta calidad
inclufan una recomendacién especifica relacionada con la TDC. Con el
creciente reconocimiento de la importancia de la atencién centrada en la
persona, se podria esperar que mas GPC de alta calidad recomendaran un

proceso de TDC.

El resto de GPC que incluyeron recomendaciones relacionadas con este
apartado iban enfocadas a ofrecer las diferentes modalidades y asegurar
que las decisiones fueran informadas. En este sentido, la mayoria de las
recomendaciones de las GPC incluidas compartian una visién de un modelo
profesional - paciente mas cercano al modelo de decisién informada. La
diferencia entre una decisién informada y compartida es el rol del paciente,

del profesional y la direccion de la informacion (46) (ver Figura 12).
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01. DEFINICION

El paciente recibe toda la
informacidn relevante sobre
las opciones de tratamiento.

Figura 12. Decision informada vs Decisién compartida

01. DEFINICION

El proceso de decisidn es
colaborativo entre el paciente
y el profesional. Ambas partes
discuten las opciones y llegan
a una decisién conjunta.

N /

02. ROL DEL 02. ROL DEL
PACIENTE o1 o1 PACIENTE

. . Participa
El paciente tiene Lot Tte P activamente en el
ItJ:n:gL?izt:}i:é . . = A o5 " proceso de decisién,
decision basada 02 ¢ o . 02 DPICEITDES

valores y

en la informacién. preferencias (V&P)

Decisién VS Decisi6n :
Informada Compartida | .
03. ROL DEL S, — . 03. ROL DEL
PROFESIONAL 03 . ’-' . .03 PROFESIONAL
Actia como E o . No sélo proporciona
prmltjeedor de ~ t. . v t. . N informagién?sinlc: que
informacién y N * ~ también participa en
asesor. 04 04 el didlogo con el
paciente, ayudando a
sopesar las opciones y
/ \ considerando los V&P
04. PROCESO 04. PROCESO

El énfasis esta en educar al
paciente para que pueda
tomar una decision
auténoma.

Es un proceso mas
interactivo y colaborativo,
donde se busca el consenso
entre el paciente y el
profesional de salud.

Fuente: Elaboracién propia
Actualmente, existe la necesidad de proporcionar un cuidado mas
individualizado que incorpore los objetivos y preferencias del paciente. La TDC
se basa en conocer y comprender la mejor evidencia disponible sobre los
riesgosy beneficios de todaslas opciones disponibles, al tiempo que se asegura
que se consideren los valores y preferencias del paciente, ofreciendo asi una
atencién en salud personalizada (86). Es el proceso en el cual el médico y el
paciente participan conjuntamente en una decision de salud después de
discutir las opciones, los beneficios y los riesgos, y considerar los valores,
preferencias y circunstancias del paciente. Es la interseccion entre las
habilidades de comunicacién centradas en el paciente y la medicina basada en

la evidencia, en la cima de una buena atencidn al paciente (91) (Figura 13).
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Figura 13. Medicina basada en la evidencia y toma de decisiones compartida

como parte de una atencion en salud de calidad

Optimal patient care

Evidence-based Patient-centered
medicine communication skills

Fuente: Hoffmann et al 2014 (91)

Un estudio realizado por Prieto-Velasco et al (77) en 26 hospitales espafioles
encontrd que, después de implementar un programa estructurado de TDC, la
eleccion entre las dos modalidades de didlisis resulté en una distribuciéon
50/50 entre DP y HD. Para aumentar el uso adecuado de las modalidades de
dialisis, el proceso de toma de decisiones debe llevarse a cabo mediante
programas integrados de atenciéon renal multidisciplinaria, que incluya

herramientas de ayuda para facilitar un proceso de TDC.
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c) Herramientas de apoyo para el proceso de decision de la modalidad de
dialisis
c.1) Programas educativos e informacion de las modalidades de
dialisis
La mayoria de las GPC (n=8) fueron consistentes en recomendar
ofrecer programas educativos e informativos sobre las diferentes

opciones de TRS.

Combes et al (79) detectaron posibles situaciones de mejora para
optimizar los programas educativos e informativos para los pacientes
con ERC. Los pacientes sugerian utilizar métodos educativos
interactivos, asi como poder observar las modalidades de tratamiento
directamente en accion. Algunos pacientes manifestaron recibir una
sobrecarga de informacién, y solicitaban que los profesionales
pudieran dedicar mas tiempo a aplicar esta informacion a la propia
vida de los pacientes. Este estudio también objetivd que los
profesionales de la salud y los pacientes tienen perspectivas
diferentes sobre el programa informativo. Los profesionales de salud
se enfocan en sesiones educativas formales que se llevan a cabo
durante las consultas ambulatorias, mientras que los pacientes
parecen darle un valor adicional a la educacién mas informal que
surge de conversaciones con los profesionales y con otros pacientes

(79).

Dado que iniciar y seleccionar una modalidad de dialisis tiene como
pieza central una decision compartida en la que se integren los valores
y las preferencias de las personas, ofrecer informacioén sobre las

opciones de TRS probablemente no sea suficiente.
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c.2) Herramienta de ayuda a la toma de decisiones compartida

Pocas GPC incluidas en la revision sistematica recomendaron el uso
de HATDC. La GPC del Ministerio de Salud de Espafia hizo una
recomendacion fuerte basada en evidencia moderada para utilizar las
HATDC para ayudar a los pacientes con ERC en el proceso de TDC. Por
otro lado, el comité de GPC del Instituto Nacional parala Excelencia en
Salud y Cuidado (NICE) no pudo hacer una recomendacion
relacionada con el uso de HATDC debido a la falta de evidencia que
demuestre beneficios clinicamente importantes. La guia de la
Sociedad Internacional de Didlisis Peritoneal tampoco realizé una
recomendacidn especifica sobre este tema. Sin embargo, en la seccion
de discusion, realiz6 una sugerencia que se deben proporcionar las

HATDC, incluidos materiales audiovisuales y escritos.

Actualmente, existe un interés creciente en el uso de HATDC por parte
de los profesionales de la salud para apoyar a los pacientes con ERC
en la toma de decisiones sobre la modalidad de tratamiento. Una
revisiéon de alcance ofrecera un mapa de todas las HATDC disponibles
que cumplen los criterios IPDAS para ser definidas como tales,
dirigidas a pacientes con ERC avanzada que tienen que tomar una
decision de la modalidad de dialisis (57, 92). Esta revision de alcance
forma parte de la continuidad de la presente tesis doctoral y se
encuentra en proceso de revisiéon por la revista JBI Evidence

Synthesis.
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d) Contenidoy metodologia de las recomendaciones hechas por las GPC

de alta calidad

Encontramos variabilidad en cémo las GPC informaron sobre las razones y
juicios detras de las recomendaciones, lo que sugiere que hay variacién en
cémo los paneles de GPC interpretan y evaliian la evidencia. Los paneles de
GPC podrian considerar adoptar el marco de GRADE Evidence to Decision para
un enfoque estructurado en el desarrollo de recomendaciones (93, 94). Este
marco facilitaria el informe de las razones y juicios que determinan la
direccidn y la fuerza de las recomendaciones en diferentes GPC y permitiria la

comparacién de recomendaciones de diferentes paneles de GPC.

Por otro lado, las GPC podrian incorporar recomendaciones especificas de
como llevar a cabo la educacién e informacién teniendo en cuenta
caracteristicas como: momento de inicio de la educacién, profesional ideal que
debe ofrecer esta informacion, duracién de la intervencion, caracteristicas de
la intervencidén (individualizada o grupal), etc. Asi mismo, las GPC deberian
proporcionar orientaciéon sobre cémo llevar a cabo un proceso de TDC y
complementarlo con HATDC que faciliten su implementaciéon en la practica
clinicay como comunicar la evidencia de una manera que los pacientes puedan
comprender, en aquellas situaciones en las que se considere que es
especialmente relevante la incorporaciéon de los valores y preferencias del

paciente.

Recientemente, se ha publicado un manual metodolégico de aplicacion de las
recomendaciones de las GPC a la TDC (95) con el objetivo de favorecer la TDC
y la utilizacion de HATDC a través de la integracion de estas en las GPC. Este

documento aborda aspectos clave del proceso de TDC como la identificacidon y
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priorizacion de las recomendaciones susceptibles de requerir el desarrollo de
alguna HATDC; las estrategias eficaces para la comunicacion de datos numéricos,
de manera que, faciliten su comprension; la adaptacion o adopcién de HATDC
procedentes de otros autores; 0 posibles estrategias sobre cémo promover el didlogo
en la consulta entre paciente y profesional sanitario para poder llevar a cabo una
TDC.

6.2.3 Alfabetizacion en salud y toma de decisiones compartida

Se estima que aproximadamente el 23% de los pacientes con ERC tienen una
baja AES, y para aquellos que reciben tratamiento con didlisis, los estudios han
encontrado prevalencias que varian entre el 14% y el 32% (96). Una AES
basica es fundamental para poder tomar decisiones en salud. Integrar la
evaluacién de la AES en la priactica clinica es importante para desarrollar
intervenciones que faciliten la TDC y evitar generar inadvertidamente

desigualdades entre los pacientes con diferentes niveles de AES.

a) Medir el nivel de AES

Existen varios instrumentos para medir la AES, pero comparten ciertas
limitaciones, como el tiempo necesario para aplicarlas y la necesidad de contar
con recursos especificos. Los profesionales de Nefrologia deberian considerar
herramientas simples para evaluar la AES y elaborar materiales educativos
que aborden la baja AES con un enfoque que trate a todos los pacientes como

si potencialmente tuvieran una baja AES.
b) Alfabetizacion en salud como pieza clave en la TDC

En el campo de la TDC, tener un bajo nivel de AES se ha considerado como un

factor de riesgo que afecta en la habilidad de utilizar la informacidn otorgada,
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y esto puede impactar en los resultados en salud. Es asi como, a menor AES,

menor capacidad de utilizar las HATDC y participar en la TDC.

Para que los pacientes puedan participar en la TDC, necesitan habilidades para
comunicar efectivamente, para obtener, comprender, y compartir informaciéon
con los profesionales de la salud. Es asi como Muscat et al. (97) proponen
incorporar las habilidades de AES que los pacientes necesitan para entender,
comunicar y participar mejor, al modelo de evidencia cientifica y habilidades
que necesitan los profesionales de salud para interactuar con los pacientes.
Ampliar este modelo para incluir un componente de habilidades de AES del
paciente reconoce que los pacientes requieren habilidades para participar en
el proceso de TDC de la misma manera en que los profesionales de la salud

necesitan habilidades para interactuar con sus pacientes.
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Figura 14. Incorporacion de las habilidades de AES en el modelo de medicina
basada en la evidencia y toma de decisiones compartida

Optimal patient care

Shared decision
making
Evidence-based Health literacy
medicine skills
Patient centered-
communication

Fuente: Muscat et al 2021 (97).

c) Estrategias para asegurar una TDC adecuada

Los profesionales de la salud deben eliminar las barreras relacionadas con la
AES para asegurar una TDC. Una posible estrategia de manejo es la reducciéon
de los niveles de legibilidad (97). Dentro de los criterios de calidad del IPDAS,
se evalia el lenguaje sencillo a través de la documentacién del nivel de
legibilidad (98). El criterio recomendado de legibilidad para una poblacién
promedio es el 8vo grado de educacion académica (equivalente a 2do de la
ESO). En una reciente revision de alcance, pendiente de publicacién (92), se
analizaron las HATDC dirigidas a pacientes con ERC candidatos a elegir una

modalidad de dialisis. De las 11 HATDC identificadas, cuatro (36%)
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informaron sobre el nivel de AES, y en todas, dicho nivel estuvo por debajo de

9no grado (equivalente a 3ro de la ESO) (99-103).

Los profesionales que desarrollan HATDC podrian utilizar otras estrategias
para adaptar sus herramientas a pacientes con baja AES, como por ejemplo, la
cocreacion con pacientes en el propio desarrollo de la HATDC, contar con
expertos en educacién, comunicacidn o alfabetizacion, y el uso de formatos de
herramientas distintos al texto (por ejemplo, programas en video o

multimedia) (104).

6.3. Fortalezas y Limitaciones

La tabla 5y 6 resumen las principales fortalezas y limitaciones de este trabajo
de tesis, siendo la principal fortaleza el hecho de utilizar diferentes
metodologias (estudio primario transversal, estudio de sintesis de evidencia
mediante revision sistematica y narrativa). Todos los estudios presentados en
esta tesis han pasado por un proceso de revisién por pares por parte de

revistas biomédicas, en las que finalmente se han aceptado para publicacion.
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Tabla 5. Fortalezas de los estudios del proyecto de tesis

FORTALEZAS |

Primer estudio

- Primer estudio que cuantifica explicitamente la magnitud y causas
de una adecuada y potencialmente inadecuada seleccion de la
modalidad de dialisis.

- Andlisis exhaustivo de los registros clinicos que complementamos
esta informacidn utilizando un cuestionario para pacientes.

- Disefio de una herramienta valida y confiable con criterios que
sirven para evaluar la adecuacién de la seleccion de la modalidad de
dialisis, que incorpora la perspectiva del paciente y las
recomendaciones basadas en evidencia.

Segundo estudio

- Busquedas exhaustivas para identificar GPC relevantes que
abordaran recomendaciones sobre el proceso de iniciar la dialisis.

- Proceso de dos pasos para identificar GPC de alta calidad.

- Uso de la herramienta validada (AGREE II) para evaluar la calidad
de las pautas incluidas de manera independiente, y obteniéndose
valores ICC altos, lo que significa una buena fiabilidad.

Tercer estudio

- Proporciona un contexto y una vision general del estado actual del
conocimiento de un campo.

- Facilita la comprension de conceptos complejos.

- Ayuda a investigar dreas que necesitan mas investigacion, y a
sugerir nuevas direcciones para futuros estudios.

- Es mas accesible para un publico amplio, incluyendo personas no

expertas, debido a su enfoque descriptivo y narrativo.
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Tabla 6. Limitaciones de los estudios del proyecto de tesis

ESTRATEGIAS PARA
LIMITACIONES MINIMIZARLO
Primer estudio
Estudio transversal descriptivo con La extraccién de datos se

recogida de la informacion retrospectiva, complementé con datos de los

ya que nos basamos en la informacién cuestionarios de los pacientes.
registrada en los expedientes clinicos, con

el riesgo de sesgo de informacién que

conlleva.

Reducido niimero de pacientes en el El niimero de participantes incluidos
estudio. La interpretacion estadistica y la en el estudio fue el estimado segin
generalizacion de los resultados deben el calculo de la muestra
considerarse con precaucion.

Estudio en un dnico centro. Hallazgos Ninguna

especificos del centro, dada la variacidn en

como se realiza la educacién y la toma de

decisiones

Segundo estudio

Sesgo potencial de publicacién al limitarla  Blisqueda exhaustiva en cuatro
inclusiéon de GPC que cumplieran con un bases de datos de GPC y en paginas
punto de corte del 60% en los dominios de organizaciones desarrolladoras
del rigor del desarrollo y la independencia  de GPC.

editorial

Sesgo potencial de publicacidn al incluir Ninguna

GPC publicadas entre 2008 y 2020, en

inglés o castellano.
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No evaluamos la evidencia subyacente a Se evalud la calidad de las GPC

las recomendaciones. mediante el instrumento AGREE II

Tercer estudio

Sesgo del autor al potencialmente estar Involucrar multiples autores, con

influenciadas por las opiniones y diferentes perspectivas y

perspectivas de los autores proporcionar un enfoque mas
variado

Falta de sistematizacion al no seguir un Se estableci6é y documento un plan

protocolo predefinido para la metodologia de bisqueda y de criterios de
inclusion antes de comenzar la
revision. Utilizamos dos bases de
datos (incluyendo literatura gris).

Posible subjetividad en la interpretacién Revision y discusion de los hallazgos
de manera conjunta para llegar a
una interpretacion consensuada.

Dificultad para la reproduccion Ninguna

6.4. Implicaciones para la practica clinica

e Como implicaciones futuras para la practica clinica, es esencial
promover consultas de ERC avanzada que sigan un proceso
estructurado que proporcione informacién adecuada sobre las
modalidades de dialisis y que esté respaldado por HATDC.

e Como parte de una cultura de mejora continua, los equipos clinicos de
Nefrologia podrian incluir una evaluacién de la calidad del proceso de
seleccion de la modalidad de didlisis para asegurar la adecuacién del
uso de estos tratamientos, asi como identificar oportunidades de
mejora.

e La seleccion de la modalidad de didlisis es un proceso complejo, que

implica la incorporacién de los valores y preferencias de los pacientes.
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Los equipos clinicos de Nefrologia deben incorporar un proceso
estructurado de TDC, que incluya el uso de HATDC.

Las organizaciones que elaboran GPC deberian enfatizar las mejores
estrategias e intervenciones para evaluar e incorporar los valores y
preferencias del paciente en la practica clinica en la seleccién de la
modalidad de dialisis.

Los grupos que desarrollan GPC deberian promover la inclusion de los
pacientes o asociaciones de pacientes en el desarrollo de las GPC.
Laincorporacion de la AES como parte de la valoracién de los pacientes,
asi como en el desarrollo de HATDC es fundamental para asegurar una
TDC accesible a todas las personas.

La comunidad nefrolégica debe abordar la AES en sus pacientes y
considerar el desarrollo de intervenciones que disminuyan las

diferencias en los niveles del espectro de AES.

6.5. Implicaciones para la investigacion

Seria importante analizar las razones, valores y preferencias de los
pacientes con ERC avanzada que voluntariamente optaron por HD, en
una situaciéon que hubieran podido elegir ambas modalidades.

Es necesario generar evidencia que ayude a las actuales GPC a generar
recomendaciones sobre cuando es el momento adecuado para iniciar
dialisis en pacientes asintomaticos.

Es importante evaluar el impacto de los diferentes niveles de AES de los

pacientes con ERC en resultados clinicos a medio - largo plazo.
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e Se necesita mas investigacion para validar las herramientas de
evaluacion de AES en pacientes con ERCy asi poder explorar suimpacto

en resultados clinicos.
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7. CONCLUSIONES

- El andlisis de la adecuaciéon, mediante criterios que incorporan la
perspectiva del paciente y las recomendaciones basadas en evidencia,
es una buena herramienta para estudiar la calidad de la seleccién de la

modalidad de didlisis e identificar oportunidades de mejora.

- Laseleccion de la modalidad de dialisis potencialmente inadecuada es
elevada, estimandose en un 22% de los pacientes. Las causas de
inadecuacion son principalmente la ausencia o falta de informacién y la

percepcién por parte del paciente de una falta de TDC

- Lainadecuacion se concentra en una sobreutilizacién de la HD. Esta se
observa incluso en pacientes bien informados con participacién
compartida en la decisién de la modalidad de dialisis, donde dos

terceras partes seleccionaron voluntariamente la HD.

- Los factores relacionados con una seleccion inadecuada de la
modalidad de dialisis son multifactoriales, dependiendo del paciente
(edad, contexto socio-familiar), el profesional (proporcionar
informacion sobre las opciones de didlisis), la organizaciéon de la

atencién (consultas de ERCA) y el sistema sanitario.

- Con una mejor educacién y TDC, el nimero de pacientes en DP en

nuestro estudio podria haberse duplicado.

- Las GPC de alta calidad relacionadas con el proceso de inicio de la

didlisis fueron consistentes en iniciar la dialisis tardiamente, en
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presencia de sintomas o signos, y ofrecer a los pacientes educacién e

informacion en el momento de la toma de decisiones.

- Existe variabilidad en cémo las GPC de alta calidad abordan el tema de
la seleccién de la modalidad de didlisis y el uso de HATDC ademas de la
educacién. Esta se observa en el proceso utilizado por diferentes
paneles de GPC para evaluar la calidad de la evidencia, categorizar el
nivel de evidencia descrito y calificar la fuerza de la recomendacion.
Esta variabilidad produce una inconsistencia importante en el

contenido de las GPC.

- La mitad de las GPC de alta calidad realizan recomendaciones sobre
como seleccionar la modalidad de didlisis, destacando las
intervenciones educativas sobre las modalidades de TRS, las
herramientas para predecir los resultados clinicos para la seleccién del
TRS y las HATDC. Una minima parte menciona de forma explicitala TDC
y las HATDC, principalmente debido a la escasa evidencia disponible

para su recomendacion.

- Portodo ello, las GPC deberian mejorar su estrategia para implementar
recomendaciones en la practica y la calidad de la evidencia para ayudar

en la toma de decisiones de los pacientes.

- Labaja AES en pacientes con enfermedad renal se asocia con un pobre
conocimiento de la salud, menor autocuidado, mayor carga de la

enfermedad y mayores tasas de hospitalizacion y mortalidad.

- La AES ayuda a los pacientes a comprender mejor su enfermedad renal,

y comporta un empoderamiento del paciente para manejar su ERC,
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posiblemente con un mayor manejo de los sintomas, una mayor
respuesta a la progresiéon de la enfermedad, una reduccién de los

eventos clinicos adversos y una menor frecuentacidn al hospital.

- La AES aplicada en el proceso de seleccion de la modalidad de dialisis
en pacientes con ERCA puede ayudar a entender las opciones de TRS y

a facilitar la toma de decisiones compartida.

- Los profesionales de la salud en Nefrologia deben abordar las barreras
relacionadas con la AES, optimizar la educacién y promover la
involucracion del paciente en su cuidado. Deben facilitar la
participacion del paciente incorporando la AES en el proceso de TDC,
desarrollando las HATDC con la participacion de los pacientes y

elaborando materiales en lenguaje sencillo.

- La AES puede ser un elemento fundamental para la equidad de la
atencién médica en pacientes con ERCA de bajo nivel cultural,

especialmente en personas mayores y con comorbilidades.
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ANEXOS

ANEXO 1: Listado de abreviaturas

AES
AVAD
DP
ERC
GBD
GPC
HD
HATDC
IPDAS
TDC
TRS

Alfabetizacion en salud

Afios de vida ajustados por discapacidad

Dialisis peritoneal

Enfermedad renal crénica

Carga global de enfermedades, lesiones y factores de riesgo
Guia de practica clinica

Hemodialisis

Herramienta de ayuda a la toma de decisiones compartida
International Patient Decision Aid Standards

Toma de decisiones compartida

Tratamiento renal sustitutivo
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ANEXO 2: Patient decision aids for adults with advanced chronic
kidney disease with a medical recommendation to start dialysis: a

scoping review protocol.

164 AnNexos



SYSTE

Patient decision aids for adults with advanced chronic
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ABSTRACT

Objective: This review will identify and describe the content and assess the quality of available decision aids aimed
at adults with advanced chronic kidney disease with medical indication to start dialysis who need to choose one of
the two dialysis modalities.

Introduction: The lack of evidence regarding the superiority of the different options for dialysis, hemodialysis, and
peritoneal dialysis, indicated in advanced chronic kidney disease, makes the shared decision-making process
especially important.

Inclusion criteria: We will include decision aids from published studies and non-published material aimed at adults
with advanced chronic kidney disease.

Methods: We will perform searches in MEDLINE, CINAHL, Embase, PsycINFO, the Cochrane Library, and Episte-
monikos. In addition, we will search unpublished studies in OpenGrey, ClinicalTrials.gov, and Open Access Theses and
Dissertations. We will also identify decision aids through a specific search in Google and by searching websites of
nephrology societies or associations. We will include decision aids in English or Spanish aimed at adults with
advanced chronic kidney disease with medical indication to start dialysis. Two independent reviewers will screen,
select, and extract the data. General aspects and attributes of the decision aids will be collected. Their quality will be

evaluated, and their recommendations for implementation in clinical practice will be analyzed.

Keywords: chronic kidney failure; decision support techniques; decision-making; dialysis

JBI Evid Synth 2021; 19(12):3347-3354.

Introduction

hronic kidney disease (CKD) is one of the main

detriments to public health at the global level.
In 2017, there were 697.5 million (95% CI 649.2 to
752.1) cases of CKD in the world. For the same year,
the prevalence of CKD was estimated as 9.1% (95%
CI 8.5 t0 9.8) in the world’s population, with dialysis
accounting for 0.041% (95% CI0.037 to 0.044)." A
person who arrives at a terminal stage of the disease

Correspondence: Karla Salas-Gama, ksalas@vhebron.net
The authors declare no conflict of interest.
DOI: 10.11124/JBIES-20-00437
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will require the initiation of renal replacement treat-
ment with one of the different therapeutic options:
dialysis (including hemodialysis [HD] and peritoneal
dialysis [PD]), kidney transplantation, or palliative
care. Most of the patients start with one of the two
dialysis modalities, since there is a shortage of donor
orgalns..z'4

There is currently no evidence that one technique
is superior to the other. A randomized controlled
trial (RCT) published in 1984 that compared home-
HD versus intermittent PD in 114 patients showed
similar survival times for both modalities.” The
results also found that switching to the alternative
treatment was more frequent for the intermittent PD

© 2021 JBI 3347
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group, and more PD patients were hospitalized in the
first six months, but they had fewer cardiovascular
events. Intermittent PD is an obsolete practice, and
these results cannot be extrapolated to current PD
practices (continuous ambulatory PD or automated
PD).

A systematic review by Vale ez al.® included only
one RCT” and concluded that there is insufficient
evidence to compare both modalities, and that
efforts should be made to undertake adequately
powered RCTs. This RCT was published in 2003
and compared home or hospital HD versus continu-
ous ambulatory PD.” Due to the low inclusion rate
(38 patients), the trial was prematurely stopped.
After two years of dialysis treatment, and after
adjustment for patients’ characteristics, the mean
quality-adjusted life year score of HD patients was
three points higher than the mean quality-adjusted
life year score of PD patients. In terms of overall
survival, PD presented a non-significant increase in
survival for the five years of follow-up in comparison
with HD (HR adjusted 3.6; 95% CI 0.8 to 15.4;
p=0.09). Currently (2021), there is an ongoing RCT
based in China aiming to assess and compare sur-
vival in patients with end-stage kidney disease ran-
domized to PD or HD treatment that will offer
further evidence.®

When different therapeutic options are effective,
but their practical characteristics differ and could
potentially impact the patient’s life, choosing a treat-
ment should focus on patients’ values and prefer-
ences. A shared decision made between the patient,
their inner circle, and health professionals could be
especially relevant in this context.” The main objec-
tive of the shared decision is to offer the best avail-
able evidence and its estimates of benefits and harms
in the patient’s circumstances. This process also aims
at helping to discover what’s best for the patient,
considering their condition, values, and preferences,
to jointly decide which option will be chosen and to
create a course of action that is best for the patient.°

Several instruments have been designed to facili-
tate the shared decision process and to improve the
patient’s ability to decide the best option for his or her
circumstances. These patient decision aids (PDAs) are
tools to help structure the shared decision process.
A systematic review of decision aids in people facing
treatment or screening has shown that there is high-
quality evidence indicating that, compared to usual
care, PDAs improve people’s knowledge about

JBI Evidence Synthesis
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options and reduce feelings of being uninformed
and unclear about their values.'' There is moder-
ate-quality evidence that PDAs encourage people to
take a more active role in decision-making, and there
is low-quality evidence that decision aids improve
congruence between the chosen option and personal
values. Decision aids do not appear to differ from
usual care in terms of general health outcomes and
quality of life."!

Given the increased development of PDAs in
recent years, this scoping review aims to identify
PDAs targeted at patients with advanced CKD with
medical indication to start dialysis in order to facili-
tate their decision between dialysis modalities. We
aim to describe the characteristics, content, and
quality of PDAs, and analyze their recommendations
about implementation into clinical practice. A pre-
liminary search performed on July 1, 2020, for
existing scoping reviews in Cochrane Database of
Systematic Reviews, JBI Evidence Synthesis, MED-
LINE (PubMed), and Epistemonikos was conducted,
and one ongoing scoping review on the topic was
identified.'* Although both reviews are complemen-
tary, the main difference is that our scoping review
focuses on PDAs aimed at helping patients choose
between PD or HD, since this is the major problem of
decision-making related to treatment modalities in
patients with advanced CKD. Also, we describe the
quality of PDAs according to international standards
and the information regarding their implementation
into daily practice.

Review questions

i. What are the available PDAs for adults with
advanced CKD who need to choose a dialysis
modality?

ii. Whatare the general characteristics and content
of these PDAs?

iii. What is the quality of these instruments based
on international standards?

iv. What is the information that these tools provide
concerning their implementation in clinical
practice?

Inclusion criteria

Participants

This review will consider studies that include adults
who are >18 years old with advanced CKD with
medical indication to start renal replacement therapy
via one of the two dialysis modalities.

© 2021 JBI 3348
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We will exclude PDAs aimed at any decision other
than the choice of a dialysis modality (ie, to decide
between starting or not starting dialysis).

Concept

This review will consider studies that explore PDAs

of any format (video, book, website, etc.) that are

freely available, without a time frame, and aimed at

patients with advanced CKD with medical indica-

tion to start dialysis. Due to resource constraints, we

will include only English or Spanish PDAs. We will

use the qualifying criteria of the International Patient

Decision Aid Standards v4.0 to consider a tool as a

PDA. The criteria include the following:'?

e it must relate to a specific decision that the
patient must take;

e it should help the patient to choose between
options deliberately;

e it must present positive and negative character-
istics of the options;
the results must be relevant to the state of health;
it should not promote compliance with a recom-
mended option;

e it should help the patient to clarify their values.

Instruments that do not meet all the above criteria
will not be considered PDAs.

We will report general characteristics of the PDAs
and their content and quality of their components by
looking how they provide evidence-based informa-
tion about options, presentation of probabilities, the
clarification of values, and effectiveness. When pos-
sible, we will also report information on how to
implement these instruments into daily practice. We
will exclude PDAs that are in languages other than
English or Spanish, or are not freely available after
contact with authors.

Context

This review will consider PDAs without imposing
geographic or clinical setting (hospitalized or ambu-
latory patients) restrictions.

Types of sources

This scoping review will consider experimental,
quasi-experimental, and non-experimental studies
published in English or Spanish (randomized con-
trolled trials, non-randomized controlled trials,
before and after studies, prospective and retrospective
cohort studies, case-control studies, cross-sectional

JBI Evidence Synthesis
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studies, case series, individual case reports). Qualita-
tive studies will also be considered. In addition, sys-
tematic reviews, literature reviews, and overviews
that meet the inclusion criteria will also be consid-
ered. Comments, letters to the editors, health tech-
nology assessments, or technical reports will also be
considered for inclusion in this scoping review, as
will documents available on the internet, such as
gray literature.

Methods

The proposed scoping review will be conducted
in accordance with JBI methodology for scoping
reviews.'* We will report the results of the scoping
review according to the Preferred Reporting Items
for Systematic Reviews and Meta-analyses extension
for scoping review (PRISMA-ScR)."* This protocol
has been registered in the Open Science Framework
online public database (registration DOI 10.17605/
OSFE.IO/TBRWG).

Search strategy

The search strategy will aim to locate both published

and unpublished studies. Following the recommen-

dations of the JBI methodological manual,'* our
search strategy will be carried out in three steps:

i. The first step will include an initial search of
two databases (MEDLINE and CINAHL) that
will allow an analysis of the text words con-
tained in the title and abstract, as well as the
index terms (MeSH) used to describe the
articles. It will be assisted by an information
specialist who will carry out the search strategy.
An example of a MEDLINE search strategy is
presented in Appendix I.

ii. The search will be repeated in MEDLINE and
CINAHL using the keywords and index terms
identified in the first step to complete it. Then, it
will be extended to the following databases:
Embase (Ovid), PsycINFO (EBSCO), the Coch-
rane Library (CENTRAL), and Epistemonikos
(Epistemonikos). These terms will also be used to
search for PDAs that have not been published but
are available as gray literature. Google Search
will be used with Advanced Search mode using
the “all these words” feature and previously
identified terms. The selection process will be
limited to the first 100 results. The internet
search will be complemented by consultation
of specific PDA organizations, such as The

© 2021 JBI 3349
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Patient Decision Aids Research Group of the
Ottawa Hospital Research Institute,'® and by
searching available websites of nephrology
societies or associations affiliated to the Inter-
national Society of Nephrology.!” OpenGrey,
ClinicalTrials.gov, and Open Access Theses
and Dissertations will also be consulted.

iii. Bibliographic references of all the included
studies will be screened to obtain additional
studies. Attempts will be made to contact the
authors of the identified tools for more infor-
mation if this is relevant.

Study selection

Following the exclusion of duplicates, two reviewers
will independently screen titles and abstracts of the
studies to see if they meet the inclusion criteria. Both
reviewers will compare their results and decide which
ones to include. The full text of those studies will then
be independently assessed by two reviewers. In case of
disagreement, a third reviewer will intervene to make
the final decision. Subsequently, two reviewers will
examine the references of the included studies, com-
pare results, and decide if there are more candidate
studies to be included.

The screening and the entire review of the internet
search will be done at the same time considering its
dynamic nature: one reviewer will do the search,
archive the list of the first 100 results, and record the
web page, search date, and title. After that, two
reviewers will classify every result to determine
whether it defines a PDA. Then both reviewers will
open all the pages deemed potentially useful, archive
the entire page, and decide whether it contains a PDA
that meets the inclusion criteria. If only a reference
from a PDA is detected, reviewers will contact the
author or institution to obtain the tool.

The results of the search and the study inclusion
process will be reported in full in the final scoping
review and presented in a PRISMA flow diagram.'®

Data extraction

We will design a data extraction sheet including
specific details about the participants, concept, con-
text, study methods, and key findings relevant to the
review questions. Appendix II presents a preliminary
version of the data extraction form. We will perform
a pilot of three extractions to guarantee that all the
relevant information is extracted and, if necessary,
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we will modify the data extraction form. The scop-
ing review will explicitly include any modifications
made during the process. One reviewer will extract
the data from the included material, and a second
reviewer will cross-check this process. Any dis-
agreements that arise between the reviewers will
be resolved through discussion or with an addi-
tional reviewer. If appropriate, authors of papers
will be contacted to request missing or additional
data, where required. The excluded instruments
will be compiled in a table along with the reason
for exclusion.

We will extract general characteristics of included
PDAs and, if possible, information about recom-
mendations for implementation (Appendix II). We
will also assess the content and quality of PDAs
by using the International Patient Decision Aid
Standards short form (IPDASi-SF) instrument that
includes 16 items related to the information about
options, probabilities, values, development, funding,
evidence used, and evaluation.' One reviewer will
independently evaluate the quality of each tool, and
a second reviewer will verify this process. We will
exercise caution when formulating the implications
of our results into practice.

Data analysis and presentation
We will use descriptive statistics, reporting continu-
ous data as mean and standard deviation or as median
and interquartile range, and categorical data as fre-
quencies and percentages. We will present the results
in diagrams or tables. The information collected will
be grouped according to research questions:

e Questions 1, 2, and 3: a descriptive table will be
presented with the general characteristics of the
PDAs and their quality according to the score
obtained in the IPDASi-SF."” Depending on the
findings, some features will be presented graphi-
cally or in a diagram.

e Question 4: a diagram of the different results
related to the implementation of these tools in
clinical practice will be shown.

This proposal for the presentation of results could
be modified throughout the analysis based on the
recorded data. Also, a narrative summary will accom-
pany the tabulated and/or charted results and will
describe how the results relate to the review’s
questions.
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https://www.anzdata.org.au/wp-content/uploads/2016/12/c01_anzdata_incidence_v1.0_20160108_web.pdf
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Appendix I: Search strategy

MEDLINE (PubMed)
Search conducted on August 26, 2020.

K. Salas-Gama et al.

Search

Query

Records
retrieved

#1

dialys™[Title/Abstract] OR haemodialys™[Title/Abstract] OR hemodialys*[Title/Abstract] OR
peritoneal dialysis[Title/Abstract] OR peritoneal dialyses[Title/Abstract] OR “Renal Dialy-
sis"[Mesh]

154,083

#2

chronic renal failure[Title/Abstract] OR chronic renal disease[Title/Abstract] OR chronic
kidney failure[Title/Abstract] OR chronic kidney disease[Title/Abstract] OR “Kidney Failure,
Chronic”[Mesh]

182,512

#3

(decision™[Title/Abstract] OR decid*[Title/Abstract]) AND (support™[Title/Abstract] OR
aid[Title/Abstract] OR tool*[Title/Abstract] OR instrument*[Title/Abstract] OR techno-
log“[Title/Abstract] OR technique[Title/Abstract] OR system®[Title/Abstract] OR pro-
gram[Title/Abstract] OR algorithm™[Title/Abstract] OR process[Title/Abstract] OR
method*[Title/Abstract] OR intervention®[Title/Abstract] OR material*[Title/Abstract] OR
making[Title/Abstract] OR tree[Title/Abstract] OR board*[Title/Abstract] OR guide[Title/
Abstract] OR counseling[Title/Abstract])

384,008

H4

“Decision Support Techniques”’[Mesh] OR “Decision Making, Shared”[Mesh] OR “Decision
Trees”[Mesh]

88,142

#5

#3 OR #4

454,254

#6

#1 AND #2 AND #5

1505
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Appendix II: Data extraction instrument

Scoping review title:

Review objective/s:

Review question/s:

Inclusion/exclusion criteria

Population

Concept

Context

Types of evidence source

Details and characteristics of the study/paper

Citation details First author

Year of publication
Title

DOI or webpage source

Country

Conflict of interest

Design or type of paper

PDA general characteristics
Name of PDA
Author/institution

Date of creation/publication

Format (paper, audiovisual, static website, interactive
website, smartphone, other [please, specify]).

Language

Population

Context
Validated

Use of a theoretical framework

JBI Evidence Synthesis © 2021 JBI 3353

© 2021 JBI. Unauthorized reproduction of this article is prohibited.



8L +AWAOANDMMBRAAAAVO/YIAEIDYIASALLIAIPOOAEIEAHIDI/ADAUMYT

XOMADUOIANX OHISABZIUTO+erNIOITWNOIZTABNHJRGHAQUE Aq JUSIGI/WOd Mm|S[euInolj/:dny woy papeojumod

¥20¢/0T/S0 uo

SYSTEMATIC REVIEW PROTOCOL

K. Salas-Gama et al.

(Continued)

Details/results extracted from concept (PDAs)

IPDASI-SF

Information
Options available
Positive features
Negative features
Fair comparison

Probabilities
Reference class

Event rates

Compare probabilities

Values
Personal importance

Development
Patients’ needs
Impartial review
Tested with patients

Evidence
Citation to studies
Production date

Disclosure
Information about funding

Evaluation
Knowledge
Improved decision quality

PDA recommendations for implementation

Duration of administration

Resources needed

Intended moment/timing of use (eg, before health
care appointment)

Time of use of PDA on the course of progression of
renal disease

Intended process of administration (eg, self-
administered, supervised)

Barriers to implementation

Facilitators to implementation

IPDASI-SF, International Patient Decision Aid Standards instrument short form; PDA, patient decision aid
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ANEXO 3: Informacion suplementaria del articulo 1
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Supplemental Digital Content 1

Questionnaire to assess the appropriateness of dialysis modalities
This questionnaire is part of a research project about dialysis treatment at the Puigvert Foundation and Hospital
de la Santa Creu i Sant Pau Hospital. Your participation is valuable for a better understanding of the use of
dialysis to benefit people with chronic kidney disease. The questionnaire is anonymous and confidential, and
no patient will be identified. Before participating, please give your authorization by signing the informed
consent form.
Thank you.

Participant identification number:
Date:

Questionnaire administered: In person: By telephone:
The following questions refer to the moment you started dialysis.

— 1. When did you start dialysis?

— 2. Was it the first time you received dialysis?

1. I No
2. ] Yes

3. If you answered NO, why did you start dialysis again?
1. [ Kidney graft failure
2. [] Other:

— 4. (This time) Was your dialysis programmed in advance, or was it urgent?
1.["] Programmed in advance
2.[] Urgent, with previous preparation
3.[_] Urgent, with no previous preparation

—— 5. Before starting dialysis (this time), did you receive information from the nephrology
team about the different dialysis options?
1. [ ] No
2. [] Yes
3.[11don’t know/ | don’t remember
4. ["] No, but I received information the first time | had dialysis

6. How do you rate the quality of the information received about dialysis options?
1. [] Highly adequate
2. [] Adequate
3. [] Neither adequate nor inadequate
4. [] Inadequate
5. [] Highly inadequate

7.  What types of dialysis did the Nephrology team explain to you?
1. [] Peritoneal dialysis and hemodialysis
2. [] Haemodialysis
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3. [] Peritoneal dialysis
4. ] Don’t know/don’t remember

Did the nephrology team offer you all types of dialysis?
1. ] No

2. [] Yes

3. [ 1 was only given the option for one type of dialysis
4. [] Don’t know/don’t remember

(This time) Did the nephrology team specifically recommend one type of dialysis
over another type?

1. I No

2. [] Yes

3. ] Don’t know/ don’t remember

____10. If the answer was YES, what modality did they recommend, and for what reason?

1. [] Peritoneal dialysis
Why PD?

Why not HD?

2. ] Hemodialysis
Why HD?

Why not DP?

11. (This time) Do you think your opinions or preferences were taking into account for

choosing the type of dialysis?

1. ] No
2. [ ] Yes
3. ] Do not know / Do not remember

____12.(This time) Did you voluntarily choose the type of dialysis?

1. [ ] No
2.[] Yes
3. [] Don’t know / Don’t remember

___13. If you answered YES, what type of dialysis did you choose and why?

1. [ Peritoneal dialysis
Why PD?

Why not HD?

2. 1 Hemodialysis
Why HD?

Why not PD?

___14. If you answered NO, why couldn’t you choose the type of dialysis?
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____15. (This time) Who chose the type of dialysis? (More than one answer is possible)

1. [] Patient themself
2. [] Nephrology team

3. ] Family
4. [] Don’t know/ don’t remember

____16. (This last time) Did you have someone who could help you perform dialysis at

home?

1. I No
2.1 Yes
3. [ ] Don’t know / Don’t remember

17. (This time) Did you have enough space at home to keep all the dialysis supplies?

1. ] No
2.1 Yes
3. ] Don’t know/don’t remember

____18. (This time) When you started dialysis, you were:

1. [] Working/studying
2. ] Not working / retired/unemployed

____19. On the whole, how satisfied were you with the decision-making process of choosing

the type of dialysis?

1. [ Very satisfied

2. [] Satisfied

3. [[] Normal/indifferent
4. [] Unsatisfied

5. [] Very unsatisfied

Socio-Demographic variables

20.

21.

22.

23.

When were you born?
Date of birth (__/ / ) (dd/mm/yyyy) Age:

Sex:
1. [] Male
2. [] Female

Who do you live with?

1. [] Alone, without family support
2. [] With a partner

3. ] With other companions

4. [] Alone, with family support

5. [] In a care facility

What is your highest level of education?
1. [] Cannot read or write

2. [] Primary education

3. [] Secondary education

4. [] Middle education
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5. [] Higher education
6. [] Don’t know/ don’t remember

Clinical variables

24. (This time) Which of the following situations best describes your performance status
when you started dialysis? Autonomy assessed with the Karnofsky scale
1. [] Able to carry out the normal activity and to work, without discomfort from disease
(100)
2. [[] Able to carry on normal activity and to work almost usually, with some discomfort
from disease (80)
3. ] Require occasional assistance, but able to care for yourself (60)
4. ["] Require assistance most of the time. Cannot take care of myself (40)
5. [] Require hospital admission or continued care (20)

25. Do you have any of the following diseases?
1. [] Diabetes mellitus
2. [] Heart disease
3. ] Psychiatric illness
4. [] Major visual impairment
6. [] Severe pulmonary disease
7. [] Severe spine disease
8. [] Other
9. No
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Supplemental Digital
Content Figure S3,
Flowchart of patients

Patients starting dialyziz in
2014 and 2015
n= 237 (100%)
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S1 Appendix: Search strategy

Search strategy Medline: (((((((((("kidney failure, chronic"[MeSH Terms] OR chronic kidney
failure[Title/ Abstract]) OR "kidney failure, chronic"[MeSII Terms]) OR chronic renal

failure[ Title/Abstract]) OR end stage kidney disease[ Title/Abstract]) OR end-stage kidney
disease[ Title/Abstract]) OR chronic kidney disease[Title/Abstract]) OR ("renal dialysis"[MeSH
Terms] OR "dialysis"[MeSH Terms])) OR dialysis[Title/Abstract]) OR renal replacement
therapy[Title/Abstract]) OR "renal replacement therapy"[MeSH Terms]) AND (Guideline[ptyp]

OR Practice Guideline[ptyp])

Search strategy Lilacs: (tw:(dialisis)) OR (tw:(enfermedad renal cronica)) OR (tw:(tratamiento
renal sustitutivo)) OR (tw:(insuficiencia renal cronica)) FILTERED BY GUIDELINE

Search strategy EMBASE: (kidney or renal or dialysis).ti. and guideline®.ti.

Search strategy Web of Science: (renal OR kidney OR dialysis)[TITLE] AND (guideline OR
position)[ TITLE]
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S2 Table: Excluded CPG with scores in domains 3 or 6 less than 60%6 in the AGREE-IT instrument

Domain scores (%)

Intraclass correlation

Organization - .
(Year ogf ublication) Name Scope and Stakeholder Rigour of Clarity and Editorial coefficient
p Purpose involvement development presentation Applicabilitv independence 95% CT)
Canadian Society of Guidelines for the management of chronic kidney )
Nephrology (2008) disease 24 64 55 100 19 28 0.87 (0.42-098)
Japanese Society for N - L 5 | 5
Dialysis Therapy (2009) Guidelines for Peritoneal Dialysis o4 36 26 100 15 8 0.64 (0.12-094)
Renal Physician Guwideline recommendations and their rationales for
Association. Agency for  the treatment of adult patients. In Shared decision- -
Healthcare and Quality  making in the appropriate initiation of and withdrawal o 100 2 o4 3% = 0.97 (0.86-0.99)
Research, (2010) from dialysis, 2nd edition.
P When to start dialysis: updated guidance followmg
éﬁgﬁd‘“"“ Board 1 blication of the Initiating Dialysis Early and Late 67 23 3l 92 19 ! 0.70 (0.19-0.95)
(IDEAL) study
ATDS Working Group of
= Consensus document on the management of renal - -
SEIMC, SEN; SEQC disease in HIV-infected patients 29 73 38 86 15 34 0.74 (0.33-0.96)
(2014)
Ministry of Public e . _
Health, Qatar (2016) Chronic kidney disease in adult 81 67 49 92 15 63 0.60 (0.20-093)
Ministry of Health and
Labour and Welfare, and ~ Ewidence-based clinical practice guidelines for - - -
the Japanese Society of polyeystic kidney disease 100 “ = o7 § 9 0.33 (0.9-090)
Nephrology (2016)
Society of Nephrology., Clinical practice guidelines for the provision of renal - - -
Hong-Kong (2019) service in Hong Kong 92 72 26 100 7 42 0.93 (0.63-0.99)
ADPED Clinical .. . - .
Guideline Working gﬁﬂgﬁ‘:?‘“ G Dl“.d;gs“: hfl"' Zutosomal Dominant 20 0 16 94 0 75 0.60 (0.19-0.93)
Group (2020) ycystic Kidney China
Asian Pacific Society of  Clinical Practice Guideline on Diabetic Kidney - =z
Nephrology (2021) Disease a7 36 43 100 50 i 0.91 (0.38-0.99)

ERBP: European Fenal Best Practice; SEIMC: Spamsh Seciety of Infectious Diseases and Clinical Microbiology: SEN: Spanish Society of Nephrology; SEQC: Spanish Society of Clinical Chemistry and Melecular Pathology;
ADPED: Autosomal dominant polyeystic kidney disease
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S3 Table: Complete scores of high-quality CPGs according to the AGREE II instrument

Diomain scores (%4} Intraclass correlation

Organization Name Scope and  Stakeholder Rigour of Clarity and Editorial coefficient
Purpose involvement  development  presentation  Applicability  independence (950 CT) Overall Recommended

Chile Ministry of Health ~ Clinical guideline: peritoneal dialysis 97 58 68 100 ! 96 0.94 (0.71-0.99) [ Yes
KDIGO 2012 CPG for the Evaluation and 9

EDIGO Management of CKD 100 92 90 100 46 o2 0.98 (0.92-099) ] Yes

- Planning, Initiating and Withdrawal of 5 ~ y

UK Renal Association Renal Replacement Therapy 72 42 &0 97 44 63 0.88 (0.46-0.98) 5 Yes

Canadian Society of CPG for timing the iniiation of chronic - - ~

Nephrology dialysis 100 75 8 100 96 o2 0.97 (0.85-0.99) 7 Yes
CPG on the management of patients with 5 ~

EREFP diabetes and CKD stage 3b or higher 100 100 100 100 58 100 0.95 (0.73-0.99) ] Yes

National Kidney EDOQI CPG for Haemodialysis - - -

Foundation KDOQI Adequacy: 2015 update 86 39 a2 97 17 71 0.96 (0.81-0.99) 5 Yes
Autosomal Dominant Polycystic Kidney . -

EHA - CARI Disease Guideline: Manag t of ESKD 81 89 17 100 35 83 0.89 (0.50-0.98) 5 Yes

%ﬁﬁm”}' of %0“ detection and management of 100 97 97 100 81 92 0.99 (0.97-0.59) 7 Yes
CPG on the management of older patients -

ERBF with CKD stage 3b or higher 100 94 100 100 58 96 0.99 (0.98-0.99) 7 Yes

UK Renal Association gﬁm‘m Dialysis in Adults and 81 78 60 97 38 79 0.76 (0.11-0.96) 5 Yes

En

NICE Renal replacement therapy and 97 94 9% 100 96 96 0.99 (0.95-0.99) 7 Yes
conservative management

International Society Prescribing High Quality Goal-Directed - e

of Peritoneal Dialysis Peritoneal Dialysis 100 97 64 100 42 92 0.80(020-097) [} Yes

Median scores (range) 93 (72-100) 80 (39-100) 82 (50-100) 09 (97-100) 57(17-96) 28 (63-100)
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S4 Table: Main objective of included high-quality CPGs

Name, organization, and year of publication

Main objective of CPG (extracted as stated on the document)

Clinical guideline: peritoneal dialysis
(Chile Ministry of Health, 2010)"

This guideline provides recommendations, based on the best level of evidence, aimed at optimising the management of patients who enter a PD program.
so that they are treated under known and duly registered standards and protocols.

CPG for the Evaluation and Management of CKD
(KDIGO, 2013)*

The goal of this guideline is to clarify the definition and classification system of CKD, and to develop appropriate guidance as to the management and
care of peaple with CED (who are not on RRT). In addition, we present a framework which should foster an extended collaborative research

Planning, Initiating and Withdrawal of RRT
(UK Renal Association, 2013)"

This guideline provides recommendations on best practice in the planning, initiating and withdrawal of renal replacement therapy.

CPG for timing the initiation of chronic dialysis
(Canadian Society of Nephrology, 2014)!®

Considering the enormous burden imposed by dialysis on patients and health care systems, there is a need for a judicious approach to dialysis initiation.

CPG on management of patients with diabetes and CKD stage

This clinical practice guideline was designed to facilitate informed decision-making on the management of adult individuals with diabetes mellitus and

3b or higher CKD stage 3b or higher (eGFE. =45 ml /min). It was not intended to define a standard of care and should not be construed as such. It should not be
(ERBF, 2015)** interpreted as a prescrption for an exclusive course of management.

Clinical Practice Guideline for Haemodialysis Adequacy: 2015 | The 2015 update of the KDOQI Clinical Practice Guudeline for HD Adequacy 1s intended to assist practitioners caning for patients m preparation for and
update during HD.

(National Kidney Foundation KDOQL 201 3y

ADPED Guideline: Management of End-Stage Kidney Disease
(KHA - CARL 2015)"

This guideline outlines the evidence base for outcomes related to end-stage kidney disease (ESKD) specific to ADPED.

CPG on detection and management of CKD
(Spain Ministry of Health, 2016)%

This clinical practice guideline aims to serve as an instrument to reduce uncertainty and variability in the detection and management of people with
chronic kidney disease.

CPG on management of older patients with CED stage 3b or
higher
(ERBP, 2016)*

The guideline specifically covers management of older (=63 vears of age) patients with CED stage 3b or higher (2GFE. <43 mL/min/1.73 m2), with a
focus on six major areas: (1) estimation of GFR. for classification and drg dose adaptation; (2) prognosticating rate of progression to end-stage renal
disease; (3) prognosticating risk of death in the medium term; (4) assessment of fimctional status and strategies to improve it; (5) assessment of nutritional
status and strategies to muprove it; (vi) appraisal of benefits and drawbacks of RRT versus conservative care.

CPG Peritoneal Dialysis in Adults and Children
(UK Renal Association, 2017)%

These gnidelines cover the organisation and performance of PD as a treatment for kidney patients, including infants and children.

Renal replacement therapy and conservative management
(NICE. 2018

This guideline covers renal replacement therapy (dialysis and transplantation) and conservative management for people with chronic kidney disease stages
4 and 5. It aims to improve quality of life by making recommendations on planning, starting and switching treatments, and coordinating care.

Prescribing High Quality Goal-Directed Peritoneal Dialysis
(Intemnational Society of Peritoneal Dialysis. 2020)*

This guideline has been written with the focus on the person doing PD. It is proposed that diabysis delivery should be “goal-directed”. This involves
discussions between the person deing PD and the care team (shared decision-making) to establish care goals for dialysis delivery. The aums of these care
goals are (1) to allow the person doing FD to achieve his'her own life goals and (2) to promete the provision of high-quality dialysis care by the dialysis
team.
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S5 Table: Complete text of recommendations related to the start of dialysis

Clinical Practice Guideline Theme 1: timing of initiation of dialvsis
Chile Ministrv of Health (2010) -
KDIGO (2013) We suggest that dialysis be imtiated when one or more of the following are present: symptoms or signs attributable to kidney failure (seresins, acid-base or

electrolyte abnormalities, pruritus); mability to control volume status or bleod pressure; a progressive deterioration n nutritional status refractory to dietary
ntervention; or cogmifive impairment. This often but not mvanably occurs m the GFE. range between 5 and 10 mlimm/1 .73 m? (2B}

UK Renal Association (2013)

We recommend that the decision to start RRT in patients with CKD stage 5 (eGFF. = 13ml/min/1. 73m?} should be based on a careful discussion with the patient
of the nisks and benefits of RRT taking into account the patients* symptoms and signs of renal failure, nutnitional status, co-morbadity, fanctional status, and the
physical. psychological and social consequences of starting dialvsis in that individual (1D)

Canadian Sociery of Nephrology (2014)

For adults (aged = 18 yrs) with an eGFE. of less than 15 mI/min per 1.73 m?, we recommend an intent-to-defer over an intent-to-start-early approach for the
initiation of chronic dialysis. (Strong recommendation; moderate-guality evidence.)

Favour of a strong recommendation for an intent-to-defer approach to dialysis. An intent-to-start-early strategy is not justified given the lack of compelling
benefit, along with the additional burden to patients and the health care system. An intent-to-defer strategy requires that patients be closely monitored for uremic
symptoms or other complications, or a decline in eGFE. to § mL/ mum per 1.73 m? or less, which would serve as indications for starting dialysis.

ERBP (2015)

We recommend mitiating dialvsis m patients with diabetes on the same coitenia as in patients without diabetes (14).

National Kidney Foundation KDOQI (2015)

The decision to inihate maintenance dialysis in patients who choose to do so should be based primarily upon an assessment of signs and/or symptoms associated
with uremia, evidence of protein-energy wasting. and the ability to safely manage metabolic abnormalities and/or volume overload with medical therapy rather
than on a specific level of kidney fimction in the absence of such sizns and symptoms. (Not Graded)

KHA - CART (2015)

Spain Ministry of Health (2016)

ERBP (2016)

UK Renal Association (2017)

NICE (2018)

Consider starting dialysis when indicated by the impact of symptoms of uremua on daily living, or biochemical measures or uncontrollable fhud overload, or at an
estimated glomerular filtration rate (eGFE) of around 5 to 7 ml/min/1.73m? if there are no symptoms.

Ensure the decision to start dialysis 1s made jointly by the person (or. where appropriate, their family members or carers) and their healthcare team.
Before starting dialysis in response o symptoms, be aware that some symptoms may be caused by non-renal conditions.
Involve the person and their family members or carers (as appropriate) in shared decision-making over the course of assessment to include: clinical preparation;

psychosocial evaluation, preparation and support; the person's individual preferences for type of RRT and when to start; how decisions are likely to affect daily
life.

International Society
of Peritoneal Dialvsis (2021}
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S6 Table: PRISMA 2020 Checklist

. Location

?:":::““ and ChecKlist item where item

P is reported

TITLE

Title | 1| 1dentity the report as a systematic review. Pag 1

ABSTRACT

Abstract | 2 | See the PRISMA 2020 for Abstracts checklist. Pag 1-2

INTRODUCTION

Rationale 3 | Describe the rationale for the review in the context of existing knowledge. Pag 3-4

Objectives 4 | Provide an explicit statement of the objective(s) or question(s) the review addresses. Pag 4

METHODS

Eligibility criteria 5 | Specify the inclusion and exclusion criteria for the review and how studies were grouped for the syntheses. Pag 4-5

Information 6 | Specify all databases, registers, websites, organisations, reference lists and other sources searched or consulted to identify studies. Specify the | Pag 6

SOUrces date when each source was last searched or consulted.

Search strategy 7 | Present the full search strategies for all databases, registers and websites, including any filters and limits used. Pag 6
Supporting
information
1

Selection process 8 | Specify the methods used to decide whether a study met the inclusion criteria of the review, including how many reviewers screened each record | Pag 6

and each report refrieved, whether they worked independently, and if applicable, details of automation tools used in the process.

Data collection 9 | Specify the methods used to collect data from reports, including how many reviewers collected data from each report, whether they worked Pag 6-7

process independently, any processes for abtaining or confirming data from study investigators, and if applicable, details of automation tools used in the

process.

Data items 10a | List and define all outcomes for which data were sought. Specify whether all results that were compatible with each outcome domain in each Pag 5

study were sought (e.g. for all measures, time points, analyses), and if not, the methods used to decide which results to collect.
10b | List and define all other variables for which data were sought (e.g. participant and intervention characteristics, funding sources). Describe any Pag 5
assumptions made about any missing or unclear information.

Study risk of bias 11 | Specify the methods used to assess risk of bias in the included studies, including details of the tool(s) used, how many reviewers assessed each | Pag 6

assessment study and whether they worked independently, and if applicable, details of automation tools used in the process.

Effect measures 12 | Specify for each outcome the effect measure(s) (e.g. risk ratio, mean difference) used in the synthesis or presentation of results. Pag 7

Synthesis 13a | Describe the processes used to decide which studies were eligible for each synthesis (e.g. tabulating the study intervention characteristics and NA

methods comparing against the planned groups for each synthesis (item #5)). only
narrative
description
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13b | Describe any methods required to prepare the data for presentation or synthesis, such as handling of missing summary statistics, or data NA
CONVErsions.
13c | Describe any methods used to tabulate or visually display results of individual studies and syntheses. Pag 6-7
13d | Describe any methods used to synthesize results and provide a rationale for the choice(s). If meta-analysis was performed, describe the NA
model(s), method(s) to identify the presence and extent of statistical heterogeneity, and sofiware package(s) used.
13e | Describe any methods used to explore possible causes of heterogeneity among study results (e.g. subgroup analysis, meta-regression). NA
13f | Describe any sensitivity analyses conducted to assess robustness of the synthesized results. NA
Reporting bias 14 | Describe any methods used to assess risk of bias due to missing results in a synthesis (arising from reporting biases). NA
assessment
Certainty 15 | Describe any methods used to assess certainty (or confidence) in the body of evidence for an outcome. NA
assessment
RESULTS
Study selection 16a | Describe the results of the search and selection process, from the number of records identified in the search to the number of studies included in | Pag 7-8
the review, ideally using a flow diagram. Fig 1
16b | Cite studies that might appear to meet the inclusion criteria, but which were excluded, and explain why they were excluded. Supporting
information
2
Study 17 | Cite each included study and present its characteristics. Table 1
characteristics
Risk of bias in 18 | Present assessments of risk of bias for each included study. Table 3
studies Supporting
information
3
Results of 19 | For all outcomes, present, for each study: (a) summary statistics for each group (where appropriate) and (b) an effect estimate and its precision | NA
individual studies (e.g. confidence/credible interval), ideally using structured tables or plots.
Results of 20a | For each synthesis, briefly summarise the characteristics and risk of bias among contributing studies. NA
syntheses 20b | Present results of all statistical syntheses conducted. If meta-analysis was done, present for each the summary estimate and its precision (.g. | NA
confidence/credible interval) and measures of statistical heterogeneity. If comparing groups, describe the direction of the effect.
20c | Present results of all investigations of possible causes of heterogeneity among study results. NA
20d | Present results of all sensitivity analyses conducted to assess the robustness of the synthesized results. NA
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Reporting biases 21 | Present assessments of risk of bias due to missing results (arising from reporting biases) for each synthesis assessed. NA

Certainty of 22 | Present assessments of certainty (or confidence) in the body of evidence for each outcome assessed. NA

evidence

DISCUSSION

Discussion 23a | Provide a general interpretation of the results in the context of other evidence. Pag 17-19
23b | Discuss any limitations of the evidence included in the review. Pag 19-20
23c | Discuss any limitations of the review processes used. Pag 19-20
23d | Discuss implications of the results for practice, policy, and future research. Pag 20

OTHER INFORMATION

Registration and 24a | Provide registration information for the review, including register name and registration number, or state that the review was not registered. Pag 21

protacol 24b | Indicate where the review protocol can be accessed, or state that a protocol was not prepared. Pag 21
24c | Describe and explain any amendments to information provided at registration or in the protocol. Pag 6

Support 25 | Describe sources of financial or non-financial support for the review, and the role of the funders or sponsors in the review. Pag 2

Competing 26 | Declare any competing interests of review authors. Pag 17-18

interests

Availability of 27 | Report which of the following are publicly available and where they can be found: template data collection forms; data extracted from included Pag 17

data, code and studies; data used for all analyses; analytic code; any other materials used in the review.

other materials

From: Page MJ, McKenzie JE, Bossuyt PM, Boutron |, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 statement: an updated guideline for reporting systematic reviews. BMJ 2021,372:n71.
doi: 10.1136/bmj.n71
For more information, visit: http://www prisma-statement org/
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