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Preamble

The present thesis was developed within the research area of care integration of the
Health Policy and Health Services Research Group (Grup de Recerca en Politiques de
Salut i Serveis Sanitaris) led by the Health Policy Research Unit (Servei d’Estudis i
Prospectives en Politiques de Salut), which forms part of the Consortium for Health
Care and Social Services of Catalonia (Consorci de Salut i Social de Catalunya); a
public entity that groups public and private non-profit health providers of the Catalonian
national health system. The research unit has long standing research experience in
care integration, especially in Catalonia but also in different countries in Latin America.

The thesis presents results of two projects developed in Catalonia: Integrated health
care networks in Catalonia (Organizaciones sanitarias integradas en Cataluia;
P104/2688) and The relationship between continuity of care and coordination among
care levels in different healthcare environments (La relacién entre continuidad y
coordinacién entre niveles asistenciales en diferentes entornos sanitarios; PI10/00348);
both financed by the Institute of Health Carlos Il and European Regional Development
Fund (FEDER).
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ABSTRACT

Introduction

Specialization in health care, rapid advances in technology and the diversification of
providers cause that patients receive care from several professionals of different
disciplines in various settings and institutions. These trends together with demographic
and epidemiological changes increasingly expose the patient to fragmented care
delivery. Fragmented care, or care that is insufficiently coordinated between providers,
can be harmful to patients due to duplication of diagnostic tests, inappropriate poly-
pharmacy and conflicting care plans. Health systems and organizations may introduce
an array of interventions to facilitate the coordinated delivery of services to individuals
and populations, as for example the implementation of integrated health care networks.
They can be defined as networks that provide or arrange to provide a coordinated
continuum of services to a defined population and are willing to be held clinically and
fiscally accountable for the outcomes and health status of the population. Their ultimate
objectives are to improve global efficiency, equity of access and quality of care, by
means of improving care coordination and continuity of care across the care levels.
Continuity of care is the patient’s perception of the coordination of services and can be
defined as how one patient experiences care over time as coherent and linked. It
embraces three types: continuity of clinical management and information across the
care levels and continuity of relation with the primary and the secondary care
physician. In Catalonia (Spain), integrated health care networks emerged as a
response to the diversity of providers in the management of primary, secondary and
long-term care. Their performance, however, has mainly been studied from the
providers’ perspective, i.e. regarding care coordination. Studies on the perceptions of
continuity of care, its influencing factors and consequences from the point of view of
healthcare users of the national health system of Catalonia are still scant.

Objective

To explore the user’s perception of continuity of health care across care levels in
different healthcare areas in the Catalan national health system, as well as its
influencing factors and consequences on quality of care, in order to contribute to its
improvement in the healthcare system.

Methods

The research consisted of three individual studies addressing different aspects of
continuity of care.

1) Analysis of the international evidence on continuity of care from the patient’s
perspective, employing a meta-synthesis of qualitative studies based on a literature
search in various electronic databases (Medline, Web of Science and Cochrane Library
Plus). The search strategy included the combination of ‘continuity of care’ or linked key




terms, qualitative studies and the patient’s perspective. 25 original studies published
from 1999 to 2009 that complied with the inclusion criteria were retrieved and included
in the synthesis. Content analysis was conducted by the identification of themes and
categories and the aggregation of findings of the three types of continuity of care.

2) Analysis of COPD patients’ perceptions of continuity of care in four integrated health
care networks of the national health system of Catalonia, using a multiple-case study of
COPD patients. A theoretical sample was selected in two stages: (i) four Catalan
integrated healthcare networks and (ii) two study cases of each network consisting of
one COPD patient, his/her primary care physician, pulmonologist and medical records.
Data were collected by means of individual semi-structured interviews with patients and
physicians and the review of clinical records. All interviews were recorded and
transcribed verbatim. A thematic content analysis segmented by network and cases
with a triangulation of sources and the participation of different analysts was carried
out.

3) Analysis of continuity of care in different healthcare areas of the Catalan national
health system focusing on the three types of continuity of care, the factors influencing it
and its consequences on quality of care. A theoretical two-stage sample was selected:
(i) study contexts: three healthcare areas representing the diversity of management
models for the delivery of services, and (ii) healthcare users. Individual semi-structured
interviews with healthcare users (14 to 18 per area) were employed. Data collection
stopped when saturation was reached. All interviews were recorded and transcribed
verbatim. A thematic content analysis was carried out, segmented by study area, with a
mixed generation of categories and the participation of different analysts for
guaranteeing quality of results. Ethical approval of the study protocols was obtained.

Results

Patients served in the Catalan national health system generally perceived that the
three types of continuity of care were existent with a few elements of discontinuity
identified in all study areas including the integrated health care networks. With regard
to continuity of clinical management across care levels, patients reported that they had
received the same diagnosis and treatment from physicians of the different care levels,
without unnecessary repetitions of tests, and with timely referrals to the other care level
when necessary. Furthermore, patients consistently perceived adequate waiting times
for secondary care appointments after a referral in urgent cases, including
exacerbations of COPD patients. Only a few patients across the areas identified
elements of discontinuity, such as receiving different opinions on their treatment, some
duplication of tests, missing referrals to secondary care when necessary or excessive
waiting times for specific tests and non-urgent secondary care referrals. With reference
to continuity of information across care levels, patients of both studies conducted in
Catalonia generally perceived that clinical information was registered, transferred
across levels via computer and up taken by the physicians; with the exception of one
study area (Ciutat Vella in Barcelona), where information was perceived to be shared




only partially. Furthermore, some patients across the areas highlighted that specific
information was not shared via computer and that some physicians, in particular though
emergency and locum doctors, did not always consult the information stored in their
records. Finally, with regard to relational continuity, most patients highlighted that they
were usually seen by the same primary care physician over a longer period of time and
only in rare occasions by locum doctors; however, COPD patients of some integrated
health care network highlighted high turnover of primary care personnel. With reference
to secondary care, numerous patients of both studies indicated inconsistencies;
however, most patients did not find that to be a problem considering that all specialists
were competent to treat their health problem and their clinical data was shared. Nearly
all patients who perceived consistency of personnel developed an ongoing relationship
with their physicians based on personal trust and the physician knowing them.

A number of factors influencing (dis)continuity of care were identified, which were
classified into factors related to the healthcare system, the organizations and the
physicians. With reference to the healthcare system, patients of both studies
considered that the clear distribution of roles and responsibilities between primary and
secondary care physicians enhanced the consistency in diagnosis and treatment and
avoided incompatibilities of prescribed medication and the duplication of tests.
Nevertheless, according to some patients, the ‘gatekeeper system’ could also extend
waiting times or even fail to provide access to secondary care. With regard to the
health care organization, the implemented care coordination mechanisms (electronic
medical records, face-to-face meetings), mechanisms for informal communication (use
of e-mail and telephone) and co-location of physicians in the primary care centre; which
emerged in some study areas, were considered to positively influence the receipt of
consistent treatment, the adequate information transfer and usage and the timeliness
of secondary care referrals; whereas insufficient resources demonstrated by a shortage
of doctors was considered to cause long waiting times for secondary care and
insufficient uptake of clinical data. Concerning relational continuity, according to
patients, the small size of the primary care centre in two study areas and an adequate
appointment-making system favoured consistency of personnel; whereas the re-
organization of patient lists distracted from it. Finally, in terms of influencing factors
related to physicians, the primary care physician’s technical competence favoured
adequate and timely referrals to secondary care. Their willingness to collaborate
influenced the uptake of information and avoided the duplication of tests and
inconsistencies in treatment. The physician’s adequate medical practice, as well as an
effective patient-physician communication enhanced the development of an ongoing
patient-doctor relationship based on trust and accumulated knowledge. The physician’s
commitment to patient care appeared to influence both the use of information and the
development of trust.

Patients identified different consequences of all three types of continuity of care related
to quality of care and, to a lesser extent, to health outcomes. In relation to continuity of
clinical management, patients perceived that a lack of consistency of care and access




across levels resulted in an inadequate use of resources by duplicating visits, and
produced feelings of anxiety and potential negative health effects when there were long
waiting times for secondary care after a referral, which led to the patient seeking
private health care. Concerning continuity of information, patients highlighted that the
sharing of their clinical information across levels avoided duplication of medical tests
and interventions, and the prescription of incompatible drugs. Moreover, patients did
not need to store and carry test results to the physician of the other care level. Finally,
regarding relational continuity, consistency of personnel was related by patients to
fewer unnecessary referrals, no harmful modifications of the medication plan and
duplication of tests. Furthermore, an ongoing relationship based on trust and
accumulated knowledge was perceived to facilitate diagnose making, led to feelings of
security and comfortableness and resulted in the patient being adherent to the
treatment plan.

Conclusions

This thesis contributes to filling the existing knowledge gap on continuity of care by
providing a better understanding of the phenomenon as perceived by healthcare users
of the national health system of Catalonia. Results suggest that patients are able to
perceive the three types of continuity of care by referring to concrete attributes of each
dimension. The three types of continuity of care appeared to be interrelated;
particularly continuity of information affecting continuity of clinical management, and
relational continuity playing an important role by influencing continuity of clinical
management and information. Patients generally perceive the existence of the three
types of continuity of care; however also highlight some interruptions in all study areas.
A number of factors influencing (dis)continuity of care were identified, related to the
healthcare system, health care organization and physicians. Different consequences of
all three types of continuity of care for quality of care and the patient’s health emerged
in the study findings. The identified elements of discontinuity serve to indicate where
there is room for improvement, and the factors influencing continuity can offer valuable
insights to managers and professionals of health care organizations in these and other
contexts on where to direct their care coordination efforts; which supposedly would also
enhance the patient’s experience of a smooth trajectory along the care continuum.




RESUMEN

Introduccion

La alta especializacion en la provision de la atencién, los rapidos avances en la
tecnologia y la diversificacion de los proveedores promueve que los pacientes sean
atendidos por varios profesionales de diferentes disciplinas en organizaciones y
servicios diferentes. Estas tendencias, junto con los cambios demogréaficos y
epidemiolégicos, hacen que el paciente, cada vez mas, esté expuesto a una atencion
fragmentada. La atencién fragmentada, o la atencion coordinada insuficientemente
entre los proveedores, pueden perjudicar al paciente, debido a la duplicacion de
pruebas diagnésticas, la poli-medicacion inapropiada y los planes de tratamiento
incompatibles. Los sistemas de salud y las organizaciones disponen de diferentes
intervenciones que pueden implementar para facilitar la coordinacién de servicios que
se proveen a los individuos y la poblacion, como por ejemplo la introduccién de
organizaciones sanitarias integradas. Estas organizaciones son definidas como un
conjunto de proveedores de salud que ofrece una atencién coordinada a través del
continuo asistencial a una poblacion determinada y se responsabiliza de los costes y
resultados de salud de la poblacion. Sus objetivos finales son la mejora de la eficiencia
global, equidad en el acceso y la calidad de la atencién, a través de la mejora de la
coordinacién y de la continuidad entre niveles asistenciales. La continuidad asistencial
es la percepcién del paciente sobre la coordinacion de los servicios y se puede definir
como el grado de coherencia y union de las experiencias en la atencion que percibe el
usuario a lo largo del tiempo. Abarca tres tipos: la continuidad de gestion clinica y la
continuidad de informacion entre niveles de atencion y la continuidad de relaciéon con
el médico de atencién primaria y el médico de atenciéon especializada. En Cataluna
(Espana), organizaciones sanitarias integradas emergieron como una respuesta a la
diversidad de proveedores en la gestién de la atencién primaria, secundaria y socio-
sanitaria. No obstante, su desempefio ha sido analizado principalmente desde la
perspectiva de los proveedores, es decir, en relacion a la coordinacion entre niveles
asistenciales. Los estudios sobre la percepcion de la continuidad asistencial, los
factores que influyen y las consecuencias desde el punto de vista de los usuarios del
sistema nacional de salud de Catalufia siguen siendo escasos.

Objetivo

Explorar la percepcion del usuario sobre la continuidad entre niveles asistenciales en
las diferentes areas del sistema nacional de salud catalan, asi como los factores que
influyen y las consecuencias sobre la calidad de la atencién, con la finalidad de
contribuir a su mejora en el sistema de salud.




Métodos

La investigacion consistié en tres estudios que abordan diferentes aspectos de la
continuidad asistencial.

1) Analisis de la evidencia internacional sobre la continuidad asistencial desde la
perspectiva del paciente, mediante una meta-sintesis de estudios cualitativos basada
en la busqueda bibliogréafica en diferentes bases de datos electronicas (Medline, Web
of Science y Cochrane Library Plus). La estrategia de busqueda incluy6 la
combinacion de "continuidad asistencial" o términos relacionados, estudios cualitativos
y la perspectiva del paciente. 25 estudios originales, publicados entre 1999 y 2009 que
cumplieron con los criterios de inclusién fueron incluidos en la sintesis. Se realiz6 un
andlisis de contenido mediante la identificacién de temas y categorias y la agregacion
de los resultados de los tres tipos de continuidad asistencial.

2) Andlisis de la percepcion de la continuidad asistencial de los pacientes con EPOC
atendidos en cuatro organizaciones sanitarias integradas del sistema nacional de
salud de Cataluna, mediante un estudio de caso multiple de los pacientes con EPOC.
Se seleccion6 una muestra tedrica en dos etapas: (i) cuatro organizaciones sanitarias
integradas, (ii) dos casos de estudio de cada organizacion que incluian un paciente
con EPOC, su médico de atencion primaria, su neumologo y su historia clinica. La
informacion fue recogida mediante entrevistas individuales semiestructuradas con los
pacientes y sus médicos y la revision de las historias clinicas. Todas las entrevistas
fueron grabadas y transcritas literalmente. Se llevd a cabo un andlisis tematico de
contenido, segmentando la informacion por organizacién y caso, con una triangulacion
de fuentes y la participacion de diferentes analistas.

3) Andlisis de la continuidad asistencial en las diferentes areas sanitarias del sistema
nacional de salud catalan, enfocando el analisis en los tres tipos de continuidad
asistencial, los factores que influyen y las consecuencias en la calidad de la atencion.
Se selecciond una muestra tedrica en dos etapas: (i) contexto de estudio: tres areas
sanitarias que representan la diversidad de modelos de gestién para la provision de los
servicios sanitarios y (ii) los usuarios de los servicios sanitarios. Se realizaron
entrevistas individuales semiestructuradas con los usuarios de los servicios sanitarios
(de 14 a 18 por area) hasta alcanzar la saturaciéon de la informaciéon. Todas las
entrevistas fueron grabadas y transcritas textualmente. Se llevé a cabo un analisis de
contenido tematico, segmentando la informaciéon por area de estudio, con una
generacibn mixta de categorias y la participacibn de diferentes analistas para
garantizar la calidad de los resultados. Se obtuvo la aprobacién ética de los protocolos
de estudio.

Resultados

En general, los pacientes atendidos en el sistema nacional de salud catalan
percibieron la existencia de los tres tipos de continuidad asistencial con algunos
elementos de discontinuidad identificados en todas las dareas y organizaciones




sanitarias integradas de estudio. Con relacién a la continuidad de la gestion clinica
entre niveles asistenciales, los pacientes percibieron que habian recibido el mismo
diagnostico y tratamiento por los médicos de los diferentes niveles asistenciales, sin
repeticiones innecesarias de pruebas, y con las derivaciones oportunas al otro nivel de
atencién cuando era necesario. Ademas, los pacientes sefalaron de manera
consistente tiempos de espera adecuados a la atencion especializada en casos
urgentes, incluidos las exacerbaciones de los pacientes con EPOC, y después de una
derivacion. So6lo unos pocos pacientes de todas las areas identificaron elementos de
discontinuidad, por ejemplo las diferentes opiniones sobre su tratamiento, algunas
duplicaciones de pruebas, falta de derivaciones a la atencion especializada cuando las
necesitaban y tiempos de espera excesivos para algunas pruebas especificas y la
derivacion a la atencion especializada no urgente. En referencia a la continuidad de la
informacion entre niveles asistenciales, los pacientes de ambos estudios realizados en
Catalufa, en general, percibieron que la informacién clinica se registrd, fue transferida
entre niveles mediante el ordenador y utilizada por los médicos, con la excepcién de
un area de estudio (Ciutat Vella en Barcelona), donde se percibié que la informacién
fue compartida parcialmente. Ademads, algunos pacientes de todas las &reas
destacaron que alguna informaciéon no fue compartida a través del ordenador y que
algunos médicos, especialmente los médicos de urgencias y los médicos suplentes, no
siempre consultaron la informacion de la historia clinica. Finalmente, en cuanto a la
continuidad de relacion, la mayoria de los pacientes sefialaron que en general fueron
atendidos por el mismo médico de atencién primaria durante un largo periodo y por
médicos suplentes en algunas ocasiones. Sin embargo, los pacientes con EPOC de
algunas organizaciones sanitarias integradas destacaron una alta rotacion del personal
de atencion primaria. Con referencia a la atencion especializada, numerosos pacientes
de ambos estudios seinalaron inconsistencias; aunque muchos pacientes no las
identificaron como un problema al considerar que todos los médicos de la atencion
especializada eran competentes para tratar su problema de salud y que se compartia
la informacion clinica. Casi todos los pacientes que percibieron una consistencia del
personal también desarrollaron una relacion continua basada en la confianza con los
médicos y el conocimiento acumulado.

Se identificaron varios factores que influyen en (la falta de) la continuidad asistencial,
que se clasificaron en los factores relacionados con el sistema de salud, las
organizaciones y los medicos. En relacion con el sistema de salud, los pacientes de
ambos estudios consideraron que la clara distribucién de roles y responsabilidades
entre los médicos de atencion primaria y especializada favoreci6é la consistencia del
diagnéstico y tratamiento y evitd incompatibilidades en la medicacién prescrita y
duplicaciones de pruebas. Sin embargo, segun algunos pacientes, la funciéon de puerta
de entrada del médico de atencién primaria podria también extender los tiempos de
espera o incluso impedir el acceso a la atencién especializada. Con respecto a las
organizaciones sanitarias, los usuarios consideraron que los mecanismos de
coordinaciéon implementados (historia clinica compartida, reuniones presenciales), los




mecanismos de comunicacion informal (uso del correo electronico y teléfono) y la co-
localizacién de los médicos en el centro de atencién primaria, que emergieron so6lo en
algunas areas de estudio, influyeron positivamente en la recepcion de un tratamiento
consistente, la transferencia y uso de informacién adecuada y las derivaciones
oportunas a la atencion especializada. Por otro lado consideraron que los insuficientes
los recursos disponibles, evidenciados por la falta de médicos, causé largos tiempos
de espera para la atencion secundaria y un uso insuficiente de la informacién clinica.
En cuanto a la continuidad de relacion, segun los pacientes, los pequefos centros de
atencién primaria en dos areas de estudio y un sistema para la obtencion de citas
adecuado favorecen la consistencia del personal; mientras que la re-organizacion de
listas de pacientes la dificultan. Por ultimo, en relacion con los factores relacionados
con los médicos, la competencia técnica del médico de atencion primaria promovio
derivaciones adecuadas y oportunas a la atenciéon secundaria. Consideraron que la
disposicion del médico a colaborar influyé en el uso de la informacion y evitd
duplicaciones de pruebas e inconsistencias en el tratamiento. La practica médica
adecuada, asi como una comunicacion meédico-paciente efectiva favorecieron el
desarrollo de una relacién médico-paciente basada en la confianza y el conocimiento
acumulado mutuo. EI compromiso del médico en el cuidado del paciente parecié influir
tanto en el uso de la informacion como en el establecimiento de una confianza mutua.

Los pacientes identificaron diferentes consecuencias de los tres tipos de continuidad
asistencial relacionadas con la calidad de la atenciéon y, en menor medida, con los
resultados de salud. Respecto con la continuidad de la gestion clinica, los pacientes
percibieron que la falta de consistencia de la atencién y de acceso entre niveles resulté
en un uso inadecuado de recursos, debido a que se duplicaron visitas. Ademas
produjo angustia y posibles efectos negativos para la salud, cuando se dieron largos
tiempos de espera a la atencion especializada después de una derivacién, que llevé a
que el paciente buscara atencién médica privada. En cuanto a la continuidad de la
informacion, los pacientes destacaron que el intercambio de la informacién clinica
entre niveles evitd la duplicacion de pruebas e intervenciones médicas y la
prescripcién de medicamentos incompatibles. Ademéds, los pacientes no necesitaban
guardar y llevar los resultados de las pruebas al médico del otro nivel de atencién. Por
ultimo, en cuanto a la continuidad de relacion, los pacientes relacionaron la
consistencia del personal con menos derivaciones innecesarias, sin modificaciones en
el plan de tratamiento que pudieran perjudicar al paciente ni duplicaciones de pruebas.
Ademas, percibieron que una relacién continla basada en la confianza y el
conocimiento acumulado facilité el diagnéstico y dio lugar a una sensacién de
seguridad y comodidad asi como que el paciente siguiera adecuadamente el plan de
tratamiento.

Conclusiones

Esta tesis contribuye al conocimiento sobre la continuidad asistencial, un tema
escasamente analizado, mediante una mejor comprensién del fenémeno percibido por
los usuarios de los servicios sanitarios del sistema nacional de salud de Catalufia. Los




resultados sugieren que el paciente es capaz de percibir los tres tipos de continuidad
asistencial refiriéndose a atributos concretos de cada dimensidn. Los tres tipos de
continuidad asistencial parecen estar relacionados entre si; particularmente la
continuidad de informacion afecta a la continuidad de gestién clinica, y la continuidad
de relacién juega un papel importante al influir en la continuidad de gestién clinica y de
informacion. Los pacientes en general perciben la existencia de los tres tipos de
continuidad asistencial. Sin embargo, también sefialan algunas interrupciones en la
continuidad en todas las &reas de estudio. Se identificaron varios factores que influyen
en la (dis)continuidad asistencial, relacionados con el sistema de salud, las
organizaciones sanitarias y los médicos. Como resultado del estudio, se identificaron
diferentes consecuencias de los tres tipos de continuidad asistencial en la calidad de la
atencion y la salud del paciente. Los elementos de discontinuidad identificados sirven
para indicar donde hay margen de mejora, y los factores que influyen en la continuidad
pueden ofrecer informacion valiosa a los directivos y profesionales de las
organizaciones sanitarias en estos y otros contextos sobre dénde dirigir sus esfuerzos
de coordinacion asistencial; que supuestamente también mejoraria la experiencia de
una trayectoria fluida a lo largo del continuo asistencial del paciente.
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RESUM

Introduccio

L'alta especialitzacio en la provisié de I'atencid, els rapids avangos en la tecnologia i la
diversificacié dels proveidors promou que els pacients siguin atesos per diversos
professionals de diferents disciplines en organitzacions i serveis diferents. Aquestes
tendéncies, juntament amb els canvis demografics i epidemiologics, fan que el pacient,
cada vegada més, estigui exposat a una atencié fragmentada. L'atencié fragmentada,
o l'atenci6 coordinada insuficientment entre els proveidors, poden perjudicar al pacient,
a causa de la duplicacié de proves diagnostiques, la poli-medicacié inapropiada i els
plans de tractament incompatibles. Els sistemes de salut i les organitzacions disposen
de diferents intervencions que poden implementar per facilitar la coordinacié de serveis
que es proveeixen als individus i la poblacié, com ara la introducci6é d'organitzacions
sanitaries integrades. Aquestes organitzacions son definides com un conjunt de
proveidors de salut que ofereix una atencié coordinada a través del continu
assistencial a una poblacié determinada i es responsabilitza dels costos i resultats de
salut de la poblacié. Els seus objectius finals sén la millora de l'eficiencia global,
equitat en l'accés i la qualitat de I'atencio, a través de la millora de la coordinacié i de la
continuitat entre nivells assistencials. La continuitat assistencial és la percepci6é del
pacient sobre la coordinacié dels serveis i es pot definir com el grau de coheréncia i
unié de les experiéncies en l'atencié que percep l'usuari al llarg del temps. Abasta tres
tipus: la continuitat de gestié clinica i la continuitat d'informacié entre nivells d'atencio i
la continuitat de relaci6 amb el metge d'atencié primaria i el metge d'atencio
especialitzada. A Catalunya (Espanya), organitzacions sanitaries integrades van sorgir
com una resposta a la diversitat de proveidors en la gestié de l'atencié primaria,
secundaria i sociosanitaria. No obstant aix0, el seu acompliment ha estat analitzat
principalment des de la perspectiva dels proveidors, és a dir, en relaci6 a la
coordinacié entre nivells assistencials. Els estudis sobre la percepcioé de la continuitat
assistencial, els factors que influeixen i les conseqiéncies des del punt de vista dels
usuaris del sistema nacional de salut de Catalunya segueixen sent escassos.

Objectiu

Explorar la percepcioé de l'usuari sobre la continuitat entre nivells assistencials en les
diferents arees del sistema nacional de salut catala, aixi com els factors que influeixen
i les consequéncies sobre la qualitat de I'atencid, amb la finalitat de contribuir a la seva
millora en el sistema de salut.

Metodes

La investigacié ha consistit en tres estudis que aborden diferents aspectes de la
continuitat assistencial.
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1) Analisi de l'evidencia internacional sobre la continuitat assistencial des de la
perspectiva del pacient, mitjangant una meta-sintesi d'estudis qualitatius basada en la
recerca bibliografica en diferents bases de dades electroniques (Medline, Web of
Science i Cochrane Library Plus). L'estratégia de recerca va incloure la combinacié de
"continuitat assistencial" o termes relacionats, estudis qualitatius i la perspectiva del
pacient. 25 estudis originals, publicats entre 1999 i 2009 que complien amb els criteris
d'inclusié van ser inclosos en la sintesi. Es va realitzar una analisi de contingut
mitjangant la identificacié de temes i categories i I'agregacié dels resultats dels tres
tipus de continuitat assistencial.

2) Analisi de la percepcié de la continuitat assistencial dels pacients amb MPOC
atesos en quatre organitzacions sanitaries integrades del sistema nacional de salut de
Catalunya, mitjancant un estudi de cas multiple dels pacients amb MPOC. Es va
seleccionar una mostra teodrica en dues etapes: (i) quatre organitzacions sanitaries
integrades, (ii) dos casos d'estudi de cada organitzacié que incloien un pacient amb
MPOC, el seu metge d'atencié primaria, el seu pneumoleg i la seva historia clinica. La
informacié va ser recollida mitjangant entrevistes individuals semiestructurades amb
els pacients i els seus metges i la revisi6 de les histories cliniques. Totes les
entrevistes van ser gravades i transcrites literalment. Es va dur a terme una analisi
tematica de contingut, segmentant la informacié per organitzacié i cas, amb una
triangulacié de fonts i la participacié de diferents analistes.

3) Andlisi de la continuitat assistencial en les diferents arees sanitaries del sistema
nacional de salut catala, enfocant I'analisi en els tres tipus de continuitat assistencial,
els factors que influeixen i les seves consequeéencies en la qualitat de I'atencié. Es va
seleccionar una mostra teorica en dues etapes: (i) context d'estudi: tres arees
sanitaries que representen la diversitat de models de gestid per a la provisié dels
serveis sanitaris i (ii) els usuaris dels serveis sanitaris. Es van realitzar entrevistes
individuals semiestructurades amb els usuaris dels serveis sanitaris (de 14 a 18 per
area) fins a arribar a la saturacié de la informaci6. Totes les entrevistes van ser
gravades i transcrites textualment. Es va dur a terme una analisi de contingut tematic,
segmentant la informacié per area d'estudi, amb una generacié mixta de categories i la
participacié de diferents analistes per garantir la qualitat dels resultats. Es va obtenir
I'aprovacio ética dels protocols d'estudi.

Resultats

En general, els pacients atesos en el sistema nacional de salut catala van percebre
I'existéncia dels tres tipus de continuitat assistencial amb alguns elements de
discontinuitat identificats en totes les arees i organitzacions sanitaries integrades
d'estudi. En relacié amb la continuitat de la gestié clinica entre nivells assistencials, els
pacients van percebre que havien rebut el mateix diagnostic i tractament pels metges
dels diferents nivells assistencials, sense repeticions innecessaries de proves, i amb
les derivacions oportunes a l'altre nivell d'atenci6 quan era necessari. A més, els
pacients van assenyalar de manera consistent temps d'espera adequats a I'atencié
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especialitzada en casos urgents, inclosos les exacerbacions dels pacients amb MPOC,
i després d'una derivacié. Només uns pocs pacients de totes les arees van identificar
elements de discontinuitat, per exemple les diferents opinions sobre el seu tractament,
algunes duplicacions de proves, manca de derivacions a l'atencié especialitzada quan
les necessitaven i temps d'espera excessius per a algunes proves especifiques i la
derivacié a l'atencié especialitzada no urgent. Pel que fa a la continuitat de la
informacié entre nivells assistencials, els pacients d'ambdds estudis realitzats a
Catalunya, en general, van percebre que la informacié clinica es va registrar, va ser
transferida entre nivells mitjangant I'ordinador i utilitzada pels metges, amb I'excepcié
d'una area de estudi (Ciutat Vella a Barcelona), on es va percebre que la informacié va
ser compartida parcialment. A més, alguns pacients de totes les arees han destacat
que alguna informacié no va ser compartida a través de l'ordinador i que alguns
metges, especialment els metges d'urgéncies i els metges suplents, no sempre van
consultar la informacié de la historia clinica. Finalment, pel que fa a la continuitat de
relacio, la majoria dels pacients van assenyalar que en general van ser atesos pel
mateix metge d'atencié primaria durant un llarg periode i per metges suplents en
algunes ocasions. No obstant aixo, els pacients amb MPOC d'algunes organitzacions
sanitaries integrades destaquen una alta rotacié del personal d'atencié primaria. Amb
referéncia a l'atencié especialitzada, nombrosos pacients d'ambdds estudis van
assenyalar inconsisténcies; encara que molts pacients no les van identificar com un
problema en considerar que tots els metges de l'atencié especialitzada eren
competents per tractar el seu problema de salut i que es compartia la informacié
clinica. Gairebé tots els pacients que van percebre una consisténcia del personal
també van desenvolupar una relacié continua basada en la confianga amb els metges i
el coneixement acumulat.

Es van identificar diversos factors que influeixen en (la manca de) la continuitat
assistencial, que es van classificar en els factors relacionats amb el sistema de salut,
les organitzacions i els metges. En relacié amb el sistema de salut, els pacients
d'ambdés estudis van considerar que la clara distribucié de rols i responsabilitats entre
els metges d'atencié primaria i especialitzada va afavorir la consisténcia del diagnostic
i tractament i va evitar incompatibilitats en la medicacié prescrita i duplicacions de
proves. No obstant aixd, segons alguns pacients, la funcié de porta d'entrada del
metge d'atencié primaria podria també estendre els temps d'espera o fins i tot impedir
'accés a I'atencid especialitzada. Pel que fa a les organitzacions sanitaries, els usuaris
van considerar que els mecanismes de coordinacié implementats (historia clinica
compartida, reunions presencials), els mecanismes de comunicacié informal (Us del
correu electronic i telefon) i la co-localitzacié dels metges al centre d’atencié primaria,
qgue van emergir nomeés en algunes arees d'estudi, van influir positivament en la
recepcié d'un tractament consistent, la transferéncia i Us d'informacié adequada i les
derivacions oportunes a l'atenci6é especialitzada. D'altra banda van considerar que els
insuficients els recursos disponibles, evidenciats per la falta de metges, va causar
llargs temps d'espera per a l'atencié secundaria i un Us insuficient de la informaci6
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clinica. Pel que fa a la continuitat de relacio, segons els pacients, els petits centres
d'atencié primaria en dues arees d'estudi i un sistema per a I'obtencié de cites adequat
afavoreixen la consisténcia del personal; mentre que la re-organitzacié de llistes de
pacients la dificulten. Finalment, en relacié amb els factors relacionats amb els metges,
la competéncia técnica del metge d'atencié primaria va promoure derivacions
adequades i oportunes a l'atencidé secundaria. Van considerar que la disposicié del
metge a col-laborar va influir en I'is de la informacié i va evitar duplicacions de proves i
inconsistencies en el tractament. La practica médica adequada, aixi com una
comunicacidé metge-pacient efectiva va afavorir el desenvolupament d'una relacié
metge-pacient basada en la confianca i el coneixement acumulat mutu. EI compromis
del metge en la cura del pacient sembla que va influir tant en I's de la informacié com
en l'establiment d'una confiangca mutua.

Els pacients identifiquen diferents conseqiéncies dels tres tipus de continuitat
assistencial relacionades amb la qualitat de I'atenci6é i, en menor mesura, amb els
resultats de salut. Respecte a la continuitat de la gestié clinica, els pacients van
percebre que la manca de consisténcia de |'atencié i d'accés entre nivells va resultar
en un Us inadequat de recursos, pel fet que es van duplicar visites. A més va produir
angoixa i possibles efectes negatius per a la salut, quan es van donar llargs temps
d'espera a l'atenci6é especialitzada després d'una derivacid, que va portar al fet que el
pacient busqués atencié médica privada. Pel que fa a la continuitat de la informacid,
els pacients van destacar que l'intercanvi de la informacié clinica entre nivells va evitar
la duplicacié de proves i intervencions mediques i la prescripcié de medicaments
incompatibles. A més, els pacients no necessitaven guardar i portar els resultats de les
proves al metge de l'altre nivell d'atencié. Finalment, pel que fa a la continuitat de
relacié, els pacients van relacionar la consisténcia del personal amb menys
derivacions innecessaries, sense modificacions en el pla de tractament que poguessin
perjudicar el pacient ni duplicacions de proves. A més, van percebre que una relacié
continua basada en la confianga i el coneixement acumulat va facilitar el diagnostic i va
donar lloc a una sensaci6 de seguretat i comoditat aixi com que el pacient seguis
adequadament el pla de tractament.

Conclusions

Aquesta tesi contribueix al coneixement sobre la continuitat assistencial, un tema
escassament analitzat, mitjancant una millor comprensié del fenomen percebut pels
usuaris dels serveis sanitaris del sistema nacional de salut de Catalunya. Els resultats
suggereixen que el pacient és capa¢ de percebre els tres tipus de continuitat
assistencial referint-se a atributs concrets de cada dimensié. Els tres tipus de
continuitat assistencial semblen estar relacionats entre si; particularment la continuitat
d'informaci6 afecta la continuitat de gestié clinica, i la continuitat de relacié juga un
paper important en influir en la continuitat de gestié clinica i d'informacié. Els pacients
en general perceben l'existéncia dels tres tipus de continuitat assistencial. No obstant
aix0, també assenyalen algunes interrupcions en la continuitat en totes les arees
d'estudi. Es van identificar diversos factors que influeixen en la (dis) continuitat
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assistencial, relacionats amb el sistema de salut, les organitzacions sanitaries i els
metges. Com a resultat de I'estudi, es van identificar diferents consequéncies dels tres
tipus de continuitat assistencial en la qualitat de l'atenci6 i la salut del pacient. Els
elements de discontinuitat identificats serveixen per indicar on hi ha marge de millora, i
els factors que influeixen en la continuitat poden oferir informacié valuosa als directius i
professionals de les organitzacions sanitaries en aquests i altres contextos sobre on
dirigir els seus esforcos de coordinacié assistencial; que suposadament també
milloraria I'experiéncia d'una trajectoria fluida al llarg del continu asistencial del pacient.
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. INTRODUCTION

1. Care integration

1.1. The need for integrating healthcare services

Integrated care has become an international healthcare buzzword, attracting
considerable attention in many countries since being considered a means to develop
more efficient health systems that deliver higher quality care [1]. The need for better
integrated care is not only been highlighted in the growing international literature but
has also become a priority area in different resolutions of international organisms for
improving health systems in Europe and other continents for example by the World
Health Organization (WHQO), that encourages the provision of comprehensive primary
health care services that are integrated with other level of care (62" World Health
Assembly [2]); the Pan American Health Organization (PAHO), that promotes the
implementation of integrated health care networks [3] or the European Commission,
that aims at optimizing the efficiency and effectiveness of healthcare systems and
reducing inequalities in Europe via integrated care [4]. Although all organisms refer to
the concept of integrated care, their understanding of what the concept embraces and
the manner how to implement the changes is limitedly defined. Here, we consider care
integration to be the highest degree of care coordination [5], which can be defined as
the harmonious connection of the different services needed to provide care to a patient
throughout the care continuum in order to achieve a common objective without conflicts
[5:6].

Different forces are highlighted in the literature that give rise to the need for improving
health services towards care integration, which relate to the delivery of health care on
the one hand and the patient on the other hand [7] (Figure 1). With reference to
healthcare delivery, specialization and sub-specialization in health care is considered
to lead to increased complexity of the care provided and to the risk of care
fragmentation [8], as well as rapid advances in technology, new treatments and shifts
in care from institutional to outpatient and home settings [9]. Competition and
privatization have resulted in fragmented healthcare provision due to diversification of
providers that further challenge the achievement of care integration [8]. The economic
constraints introduced in the context of the financial crisis have accentuated the need
for integrating care given its potential for achieving a more efficient use of health
resources [1;10]. Underlying forces concerning the patient embrace demographic and
epidemiological changes, such as the trend to a rapid ageing population and the shift
from acute diseases to chronic conditions and multi-morbidities. Providing seamless
care to those patients is seen to be particularly challenging because they receive care
from several professionals of different disciplines in various settings and institutions,
hence are exposed to fragmented care delivery [9;11].
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Figure 1. Main driving forces for health services towards healthcare integration

Concerning healthcare delivery Concerning the patient
e Specialization in health care e Demographic changes
e Rapid advances in technology :> Healthc?‘re <:| (aging)
and new treatments integration e Epidemiological transitions
e Shifts in care settings (from acute to chronic
e Diversification of providers conditions and pluri-
e Economic pressures pathologies)

Source: Adapted from Grdone and Garcia-Barbero [7]

Insufficiently coordinated health care has been suggested to be one of the key causes
of poor quality health care [12;13]; due to duplication of diagnostic tests, inappropriate
polypharmacy and conflicting care plans [12]. Problems are most likely to arise at key
interfaces between primary and secondary care and between specialities [8]; within the
boundary of one organization or facility (such as hospitals) or across the boundaries
(when a patient is transferred physically from one facility to another, but also when
professionals in one organisation need to coordinate the patient’s treatment, for
example by obtaining test results held by another organization) [14].

1.2. Integrated health care networks and other care coordination interventions

Health systems and organizations may introduce an array of interventions to facilitate
the continuous and coordinated delivery of services to individuals and populations,
which can be categorized into the different levels within a healthcare system (macro,
meso and micro) [15]. The best outcomes are achieved when interventions of all three
levels are introduced simultaneously [16].

e Macro level (heath system): policies and regulatory mechanisms to develop
integrated health care organizations; integrated purchasing strategy, including
capitation payment, that fall under the responsibility of health authorities and
regulatory bodies [16-18];

e Meso level (organization): health organizations’ strategic plans; functional
integration and coordination mechanisms for managerial functions (e.g.
integrated management strategies, shared management committee) to be
developed and implemented by health managers [16-18];

e Micro level (clinical management): the introduction of a single mechanism (e.g.,
integrated information system, clinical guidelines and pathways, referral
mechanisms) or a combination of coordination mechanisms in a program (e.g.
disease and case management programs), to be developed and implemented
by health managers and professionals [16-18].

At the macro and the meso level, the implementation of integrated health care
networks might be highlighted which has been endorsed by national governments of
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low and middle-income countries [19-21] but also in Europe, the USA [22-24] and
Canada [25;26] as well as by multilateral organizations, such as the World Health
Organization [2], the Pan American Health Organization [3] or the World Bank [27].
Integrated health care networks (also called integrated health services delivery
networks [19] or integrated delivery networks [28], integrated delivery systems [29]) can
be defined as networks that provide or arrange to provide a coordinated continuum of
health services to a defined population and are willing to be held clinically and fiscally
accountable for the outcomes and health status of the population [5]. Their ultimate
objectives are to improve global system efficiency, equity of access and quality of care
by means of enhancing access, coordination and continuity of care [18]. Integrated
health care networks can be characterised by their integration width (number of
different types of services provided by the network across the care continuum),
integration depth (extent to which a given service is provided at multiple operating units
within a network), geographic concentration of services, level of internal production of
services and their inter-organisational relationship [5].

The performance of integrated health care networks can be analysed by applying the
conceptual framework developed by Vazquez et al. [18;30] based on a review of the
literature. The framework suggests the analysis of their performance with regard to
their final outcomes (equity of access, efficiency, and quality of care) but also their
intermediate outcomes (care coordination, continuity of care and access) and taking
into account the internal processes developed by the networks to achieve their
objectives and the contexts in which the networks perform [18] (Figure 2). Internal
processes refer to several organisational elements that are critical for care integration
to exist, e.g. an organic structure with mechanisms that enable efficient communication
between different health professionals [31], a common culture and leadership with
values oriented toward teamwork, collaboration, and performance [32] or an internal
resource allocation system that aligns the incentives of health services to the global
objectives of the network [23]. Contextual elements embrace, for example, health
policy goals regarding the development of networks, characteristics of the ascribed
population, type of health system (entitlements to health care, benefit packages and
access conditions) or resource allocation methods [33].
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Figure 2. Framework for analysing integrated health care networks

CONTEXT PROCESS
Macro level: Policy goals on equity of access,
efficiency, quality of care and care ‘ Goals and strategies Culture

coordination

Policy strategies to develop IHN
Type of health system: ‘ Health care model
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Organizational
structure

Micro level: Health services supply in the area ‘ Internal resource allocation

characteristics of the population

OUTCOMES

Intermediate;
Care coordination
Continuity of care

Access

'

Final:
Equity of access
Efficiency
Quality of care

Source: Adapted from Vazquez et al. 2009 [18;30]
IHN: Integrated health care networks

2. Continuity of care
2.1. Conceptualizing continuity of care

2.1.1. Continuity of care and related concepts

Continuity of care, care coordination and integration are terms often used
interchangeably in the literature to refer to the same idea: the connection of the health
care the patient receives from different providers [34]. Nevertheless, these terms have
slightly different meanings [11;35;36]. The need for clarifying boundaries between
related concepts and standardizing terms has been highlighted because existing
ambiguities are considered to partly explain the encountered difficulties to share
experiences, prepare proposals for action and to evaluate advances in these areas [3].

Care coordination can be defined as the harmonious connection of the different health
services needed to provide care to a patient throughout the care continuum in order to
achieve a common objective without conflicts [5;6]. Three interrelated types can be
distinguished: information coordination or the transfer and use of the patient clinical
information needed to coordinate activities between providers; clinical management
coordination or the provision of care in a sequential and complementary way [9], and
administrative coordination, or the coordination of patient access across the continuum
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of services according to their needs, an aspect less frequently conceptualised by
scholars [21]. Integrated care is considered the highest degree of coordination [5] and
was defined by the Pan American Health Organization [3] as the management and
delivery of health services through the different levels and sites of care within the
health system and according to the patients’ needs. Finally, continuity of care, following
the framework by Reid et al. [9], is defined as how one patient experiences care
over time as coherent and linked; thus is the patient’s perception of the coordination
of services [9;37].

2.1.2. The evolution of the conceptual framework

The term continuity of care initially appeared in the 1950s when the first researchers in
general practice were trying to explore and define their discipline [36]. The concept, at
this time, focused on having a personal care provider over time [36], referring to
longitudinality, which can be defined as having a regular source of care over time
regardless of the nature of the problem [38;39]. Later on, the focus shifted from having
a personal provider to care that was uninterrupted and coordinated, i.e. continuity as
the means by which separate parts of an episode of illness are joined [38;39]. It could
be interpreted that this definition refers to the analysis of continuity across care levels.
In the 1990s, continuity of care was defined as individuals using their primary source of
care over time for most of their health care needs, and was considered to be one of the
main functions of good primary care together with first-contact, comprehensive and
coordinated care across levels [40;41]. Since the early 2000, continuity of care is seen
as the result, over time, of good information flow, good interpersonal skills by
professionals and good coordination between providers across the care levels, which is
preferably measured from the patient’s point of view [9].

In the decade of 2000, different multidimensional models for the analysis of continuity
of health care emerged. The first model was developed by the English National
Institute for Health Research (NIHR) Service Delivery and Organisation (SDO) in 2001
by Freeman et al. [42] was based on an extensive literature review and included five
types of continuity of health care: continuity of information (information transfer
following the patient), cross-boundary and team continuity (communication between
professionals and services across care levels and with patients), flexible continuity
(adjustment of care to the needs of the individual over time), longitudinal continuity
(receipt of care from a few professionals as possible), relational or personal continuity
(establishment and maintenance of a therapeutic relationship with one or more named
professionals). The authors simplified the concept in 2006 by describing three major
types [43] that coincided with the types identified by Reid et al. [9] and Haggerty et al.
[37] in 2002, who also developed the conceptual model on the basis of a literature
review and expert discussions including: management continuity, informational
continuity and relational continuity (explained with more detail in the next chapter). In
the primary care literature, relational continuity is often termed provider continuity,
referring to the patient’s perception of the relationship with a single physician [9], and in
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the mental health literature, with the whole team who is responsible for patients in both
inpatient and outpatient settings [44]. Two core elements that form the base for
understanding its three types were added, which is care experienced by an individual
and received over time [9]. In 2009, Wierdsma et al. considered the need to include a
fourth type, contact continuity, for the study of continuity of care in patients with mental
conditions, that referred to mental health organization having regular contact with the
patient [45]. This type was mentioned in the preceding model [37], also in relation to
mental health, however, being considered a feature of relational continuity rather than
an additional type itself. Finally, the model by Saultz et al. [46] developed in the United
States and based on a literature review on primary care defined continuity as a
hierarchical concept consisting of three types, with increasing complexity: interpersonal
continuity (ongoing patient-provider relationship characterized by personal trust and
responsibility), longitudinal continuity (regular source of care) and informational
continuity (access to comprehensive information about the patient’s previous health
care encounters by each provider caring for the patient). The first two types related to
relational continuity as defined by Reid et al. [9]; management continuity seemed not to
be included in this concept. With regard to informational continuity, although not
explicitly mentioned, it could be assumed that Saultz et al. [46] also referred to
continuity across care levels given that they focused on all health care professionals
involved in the patient care communicating with each other.

Even though the conceptualization of continuity of care is been ongoing for some
decades, there is no overall accepted model with clearly defined types; and there is still
a lack of clarity and consensus on what continuity of care exactly means [47;48].
Unclear definitions might lead to difficulties in identifying and comparing literature on
continuity of care, in delivering the continuity of care users need [48] and in determining
its contribution of continuity to quality care [47].

2.1.3. Continuity preferably measured from the patient’s perspective

The multidimensional models developed various definitions of continuity of care.
Freeman et al. [42] defined continuity of care as ‘the experience of a coordinated and
smooth progression of care from the patient’s point of view’; which is similar to the
definition by Reid et al. [9]: continuity of care is ‘the patient’s experience of care as
connected and coherent over time’. Lately, the Pan American Health Organization
adapted Reid et al.’s definition [9] to ‘the degree to which a series of discrete health
care events is experienced by people as coherent and interconnected over time, and
consistent with their health needs and preferences’ [3;19]. All definitions coincide in
that the concept refers to the perception and experience of an individual patient or
service user; in contrast to the providers’ perspective which would be the coordination
of care [3;9;42],

Although it has been postulated that continuity should preferably be analysed from the
patient’s perspective [49], some researchers considered that specific aspects were less
salient to health care users [43;50]; thus were questioning if they can actually perceive
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coordinated care with its complex dimensions [51]. Nevertheless, recent literature
suggests that patients notice the mechanisms of clinical collaboration set up between
organizations [52] and can evaluate the effectiveness of initiatives or introduced
mechanisms for better care coordination (‘how well is care connected?’) [49]. Thus, the
analysis of continuity of care from the patient’s perspective should enable to
understand the relationship between the efforts made by the organizations to
coordinate services and the continuity of care actually delivered to the patients - i.e. the
extent to which they succeed in the delivery of coordinated care according to the
patient’s perception [53]. Furthermore, some authors argue that only patients can
provide a global picture of the care received since they experience services along the
continuum of care [54] and first-hand from multiple providers, (i.e. only the patient was
present in both the primary care physician’s and the specialist’s office) [55].

Numerous recent literature suggests that patients particularly noticed when
coordination of clinical management and information was absent, e.g. by highlighting
the receipt of conflicting information about their medical history and care plans,
insufficient communication between providers, disagreements on appropriate care and
services delivered by physician of the different care levels and inadequate transitions
between settings [54;56-58]. It was thus argued that patients can assess failures and
gaps in the coordination and identify elements of lack of coordination in their health
organizations [54].

Finally, seeking the patient’s perspective can provide a better understanding of their
care needs [49], which might differ according to individual factors, health condition and
care trajectories, as well as care setting and service provision [48]. The analysis of
patients’ perceived needs might embrace question such as when and why they
appreciate or actively chose discontinuity, for example, by welcoming new staff with
greater skills [48] or seeking a second opinion [48;59], which situates them in a better
position to compare physicians’ performances [59] or simply not attending a scheduled
appointment [60]. Being aware of the patient’s care needs will allow for tailoring health
services to the individual patient [49].

2.1.4. The conceptual framework elaborated by Reid et al.

The continuity of health care concept by Reid et al., based on an extensive
multidisciplinary literature review and expert meetings, was first published in their
report for the Canadian Health Service Research Foundation in 2002 [9] and one year
later in a short research article [37]. Continuity of care was first defined in the report as
‘how one patient experiences care over time as coherent and linked’ [9] and then
modified to ‘continuity of care is the degree to which a series of discrete healthcare
events is experienced as coherent and connected and consistent with the patient’s
medical needs and personal context’ [37]. In other word, continuity of care is how an
individual patient experience the coordination of services between providers [9;37] and
is the result of adequate access to care, good information flow and uptake, good
coordination of care between providers to maintain care consistency and the
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physician’s good interpersonal skills to develop an ongoing relationship based on trust
and mutual understanding [9]. Their concept is defined by two central elements:
continuity of care experienced by an individual patient and received over time [37].
These elements form the base for the understanding of its three major types of
continuity of care, each of which is characterized by two dimensions:

Management continuity is defined as the patient’s perception of the degree to which
health services are delivered in a coherent and complementary manner, in order to
achieve health goals [9;37]. Consistency of care, its first dimension, is the patient’s
perception that treatment plans and objectives are coherent between the health
professionals of different care levels. Flexibility, the second dimension, is the patient’s
perception that care plans are adapted to their specific needs, circumstances and
values [9].

Informational continuity refers to the patient’s perception of the availability and use of
information of the patient’s medical history and personal circumstances to make current
care appropriate for each individual [9;37]. The transfer and use of information, the first
dimension, relates to the patient’s perception that patient information is transferred
from one professional to another to bridge separate elements of care over time.
Accumulated knowledge, the second dimension, refers to the patient’s perception of
the professionals’ knowledge of their values, preferences, and social context and
support mechanisms, to ensure that services are responsive to their needs [9].

Relational continuity is defined as the patient’s perception of an ongoing relationship
with one or more providers spanning different health care episodes [9;37]. The ongoing
patient-provider relationship, its first dimension, relates to the patient’s perception of
the interpersonal relationship with the professional that is based on a sense of
affiliation, trust, mutual understanding, patient loyalty and the professionals’ sustained
sense of responsibility toward the patient. Consistency of personnel, the second
dimension, refers to the patient’'s perception of consistently seeing the same
professionals, even in settings where there is little expectations of establishing long-
term relationships, such as in acute care [9].

Whereas management and informational continuity refer to result of the interaction
between providers — thus can be analysed within and across levels of care — relational
continuity relates to the ongoing relationship between the patient and the professional
[9], usually with the primary care professional [9;54], and hence can only be analysed
in each care level separately.

Reid et al.’s [9] concept was used in a series of qualitative (e.g. Cowie et al. 2009; Nair
et al. 2005; Nazareth et al. 2008) and quantitative studies (e.g. Aller et al. 2012; Uijen
et al. 2011) to analyse the patient’s perception of coordinated care. Nevertheless, a few
limitations of the framework should be considered, as it is based on a literature review
and consultations with researchers and policy makers; which did not include the
patients’ opinions. Furthermore, the interrelation of types and dimensions was
mentioned, however, not further analysed which would allow for obtaining a better
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understanding of the concept. And finally, the framework did not analyse the factors
influencing the types of continuity of care, which rather seem to merge or be entangled
with the definitions, or studied the consequences or outcomes of continuity of care.

2.1.6. Adapting Reid et al.’s framework for the present thesis

In the present thesis, we employ an adapted version of the model elaborated by Reid
et al. [9]. The principal introduced change in the original model refers to the inclusion of
accessibility across care levels (from primary to secondary care and vice versa) as an
additional dimension of continuity of clinical management, added to consistency of care
and flexibility. In the original model, access was used in a different context considered
to be a feature of continuity of relation in the literature on mental health (expressed as
continuity of contact), that embodied the notion that regular contact is needed to ensure
that clinical management goals are adapted and met [37]. Letelier et al. [61] suggested
the inclusion of accessibility across care levels — referring to the timeliness of
secondary care visits after a primary care referral and vice versa — after conducting an
exhaustive literature review for the design and validation of a questionnaire that
measures continuity of care, and it was then added to our framework (Table 1).

Table 1: The employed conceptual framework for the analysis of continuity of
care across levels of care

Continuity of care
One patient experiencing care over time as coherent and linked

Across care levels Intra-level
Continuity of clinical - . . - .
management Continuity of information Continuity of relation
¢ Consistency of care and ¢ Information transfer and e Ongoing patient-physician
flexibility use relationship
e Accessibility across levels e Accumulated knowledge e Consistency of personnel
of care

Source: Author’s own elaboration based on Reid et al. 2002 [9] and Letelier et al. 2010 [61]

2.2. Different approaches for analysing continuity of care

Continuity of care based on the patient’s perspective can be analysed by employing
qualitative methods (in-depth interviews, focus groups), quantitative methods (surveys
to patients or health care users) [18] or by using a mixture of both methods (mixed-
methods study).

2.2.1. Analysis of continuity employing qualitative methods

Qualitative methods were particularly employed in studies that aimed at describing the
patient’s perceptions and experiences of continuity of care [50;60;62-66]. The majority
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of these studies were conducted in the English NHS [50;63-65] and focus on one
specific chronic condition, such as diabetes [50;60;63] or cancer [65;66]. A few
conducted qualitative literature reviews aimed to conceptualize continuity of care, to
identify boundaries with related concepts in the nursing research [67] and to refine the
development of quantitative data collection instruments [54]. A literature review on
cancer care including both quantitative and qualitative methods targeted to understand
the relevance attributed to the three types of continuity of care [68]. Only a few
qualitative studies [60;62] and syntheses of the literature [48;67] aimed to identify
enabling and hampering factors that influence continuity of care. With reference to
consequences or outcomes for quality of care, no qualitative study was found that
targeted this analysis. The project on continuity of care funded by the English NIHR
SDO programme concluded that there is very little qualitative information available that
could be interpreted as being about outcomes, and is focusing on continuity of relation
only [48;51].

2.2.1. Analysis of continuity employing quantitative methods

Existent quantitative tools mostly focus on one type of continuity, relational continuity
[9], one care level, on primary care [69], and one type of pathology [70]. Quantitative
instruments for the analysis of relational continuity usually target the analysis of the
patients’ perceptions of the consistency of personnel, whereby patients are asked
whether they have a personal or regular doctor, and the relationship they established
with the different providers [9;71]. The duration of the relationship with the professional
or the concentration of visits with various providers (for example, via employing the
Continuity of Care Index [72]) are also evaluated as part of relational continuity [9;46].
Quantitative instruments for the analysis of continuity of clinical management and
information across levels have been developed to a lesser degree [73]. Continuity of
information is usually measured by asking patients whether their previous medical
examinations and records were available when they had to see their healthcare
provider, whether the professional was aware of their previous consultations, whether
the medical record was complete and used, and finally whether the problems identified
in preceding visits were followed up [9;71]. Three quantitative instruments were
developed that embrace the analysis of the three types of continuity of care and their
dimensions, and were applicable across care levels: first, the Continuity of Care
between Care Levels Questionnaire (CCAENA) validated in Catalonia [73], Colombia
and Brazil [74]; second, the Nijmegen Continuity Questionnaire validated in the
Netherlands [75], and a third questionnaire validated in Canada [76].

Studies employing quantitative methods analysed the levels of perceived continuity of
clinical management and information across care levels [55;77-81] and relational
continuity at one care level [77;78] in the organization the patient was attended to, as
well as the factors influencing that perception, mainly, however, referring to individual
factors of the patient [55;77;78]. Two systematic literature reviews studied the
association between the three continuity types and outcomes (mainly health utilization
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including hospitalization and emergency visits, and patient satisfaction [47;82], but also
health status [47]). One literature review including quantitative studies targeted the
analysis of the emphasis and importance cancer patients place on the three types of
continuity of care [68].

2.3. State of the art: results on continuity of care

2.3.1. Perceptions of continuity of care

The patient’s perception of the existence and experience of continuity of care has been
sought by employing qualitative methods in a variety of contexts. According to a meta-
summery [54], most studies were conducted in national health systems, particularly the
United Kingdom and Canada, and focus on chronic conditions, especially diabetes, and
cancer and mentally ill persons. A number of studies described difficulties in delivering
all three continuity of care types, which might be explained by the notion that patients
especially notice poor continuity [54;56-58], or that studies aimed at identifying
breakdowns in order to improve health services, e.g. regarding cancer care
coordination [66]. Identified elements of discontinuity refer to, for example, missing
referrals between different centres as perceived by cancer patients in Australia [66] or,
in the UK, long waiting times and delays in getting appointments for patients with
diabetes [50], communication breakdowns as identified by patients with chronic
conditions [64] and repeated changes of staff as mentioned by mentally ill patients [83].

Quantitative methods were employed to measure the levels of continuity of care, for
example, as perceived by patients attended to in both primary and secondary care [55]
and the population receiving paediatric care [81] in the United States, or by patients
with multiple chronic conditions aged 60 years and older in the United Kingdom [78].
Again, some studies identified continuity deficiencies of all three types; for instance,
less than half of the respondents (44%) of the survey conducted in the US reported that
physicians of different care levels worked together to manage a patient’s condition [55].
Approximately the same percentage of respondents (46%) highlighted that their
primary care physician always seemed informed about care received from specialists
[55]. 36% of respondents of a survey conducted in two London boroughs with patients
suffering from multiple chronic conditions reported experiencing their medical records
not being available to physicians and 29% that different physicians gave them
conflicting information about their treatment [78]. With reference to relational continuity,
quantitative studies suggest that most patients reported that they had a regular primary
care physician [55;84], however with percentages depending on the country [84] from
80% of surveyed patients in the US and 89% in the UK and New Zealand to 100% in
the Netherlands [84]. Only very few studies analysed relational continuity with the
secondary care physician [85;86].

In Catalonia (Spain), the study context of the present thesis, continuity of care has
been analysed in one quantitative study by means of a survey to healthcare users
[77;87], which was conducted by the research team in a first step of the analysis of this
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phenomenon. Results suggest that transitions between primary and secondary care
were mostly reported as connected and consistent; however some noteworthy
elements of discontinuity were identified, such as gaps in the transfer of information
across levels, long waiting times for secondary care after a referral and low referral
rates back to primary care [87]. The need for an in-depth analysis to explore the
rationales that could explain these result and thus to understand the full complexity of
the phenomenon has been postulated [87].

2.3.2. Perception of factors influencing continuity of care

In qualitative research, only a few original studies [60;62] and two syntheses [48;67]
have been conducted that aimed at identifying factors which could influence, i.e.
facilitate or distract from, the three types of continuity of care, whilst in other studies
influencing factors emerged as a by-product of the study results and occasionally
seemed to be entangled with the elements that continuity embraces, thus could
difficulty be distinguished from the concept itself. Limited identified factors in qualitative
studies relate to the health system (e.g. the clear distribution of roles and
responsibilities among different professionals [66;68;88]) and the health care
organizations (e.g. co-location of professionals [60;62] and the shortage of health
professionals or lack of time [60;89]).

In quantitative research, a number of international studies analysed the individual
factors that are associated with the perception of continuity of clinical management and
information, such as sex [80], age [55;80], educational level [80] and chronic conditions
[78;79]. A tendency can be observed that the elderly population [55;80] and male
patients perceive higher levels of continuity of clinical management [55;80], whilst
higher education was significantly associated with lower ratings, possibly due to higher
expectations [80]. Furthermore, patients with (multiple) chronic conditions reported less
favourable experiences with continuity of clinical management and information
compared to those with low morbidity scores or no chronic condition, respectively
[78;79]. Regarding relational continuity, patients with no chronic conditions and poor
self-rated health tended to report increased difficulties of relational continuity [78] as
well as younger [77;90;91] and foreign-born patients [90;92;93].

The association between factors related to the health care system, the organizations
and the physicians and the three types of continuity has been studied to a lesser
degree. With reference to continuity of clinical management and information, the
identification of associated factors related to the organization [87;94] and professionals
[94] was targeted in two quantitative studies, one conducted in Catalonia [87] and one
in Quebec [94]. Results suggest higher perceptions of the two types in the
organizations with implemented formal operational agreement with other healthcare
establishments (mostly shared-care protocols and mechanisms to facilitate referrals
and information sharing) [94] and in the organizations where both primary and
secondary care was provided by a single entity [87]. With regard to relational continuity,
organizational factors were subject to analysis in a few quantitative studies from the UK
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[95;95;96] and Canada [94], which suggested that offering scheduled visits in evenings
[94], easier access to the chosen primary care physician [95] and personal list
practices (in which patients were encouraged to consult their own doctor) [96] improved
perceptions of relational continuity [94]; whilst walk-in care and a high-volume practice
style [94] were associated with lower perceptions. The manner these factors influence
continuity of care remains unclear, as well as if other important factors exist that might
not have been considered so far in the literature.

2.3.3. Consequences of continuity of care for quality of care

Qualitative studies whose objective is to analyse (dis)continuity consequences are non-
existent, and little evidence of the possible consequences was provided by the results
of the project on the three types of continuity of care funded by the English NIHR SDO
programme [48;51]. As a consequence of discontinuity of information, literature
predominantly mention the transfer of responsibilities to the patients by, for example,
the patients having to act as a mechanism of coordination to maintain the continuity of
clinical information [62] or to repeat information (“patients as the information broker”)
[60;97]. Qualitative studies that aimed to identify perceived consequences of relational
continuity are scarce [98]. ldentified consequences of inconsistency of personnel
related, for example, to the need to retell antecedents [98], feelings of dissatisfaction
[99], helplessness and isolation [83] or confusion by receiving different treatment and
medical advice [63]. In turn, an established comfortable relationship was linked with
medical concerns being addressed faster, as well as compliance to treatment [98].

Two literature reviews [47;82] summarized the evidence available on the association
between the three continuity types and outcomes (mainly health utilization including
hospitalization and emergency visits and patient satisfaction [47;82], but also health
status [47]). Results generally support an existing association of relational continuity
(mainly referring to consistency of personnel) with decreased health care utilization
(including hospitalization and emergency visits) and patient satisfaction [82;100;101]
and limited associations with clinical outcomes [82;100]. The association of continuity
of clinical management and information with health utilization and patient satisfaction is
uncertain [82]. Thus, evidence on the links between continuity of care and the different
domains of quality of care (safety, effectiveness, patient-centeredness, timeliness,
efficiency and equity [102]) remains limited, although continuity of care is already
purported to be a critical feature of high quality services [47]. lts analysis might be
hampered by the lack of consensus on the subject of whether continuity of care is a
process or an outcome measure and how it can be distinguished from other related
constructs such as quality of care or patient satisfaction [51], with some authors
regarding continuity of care as a process measure [45;103]. Thus a better clarification
of the concept is needed for a subsequent analysis to prove the relationship between
continuity and its potential outcomes.
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2.3.4. Continuity of care in integrated health care networks

Despite the high expectations that have been attached to integrated healthcare
networks [104] empirical evidence on the effectiveness and outcomes is scant
[18;19;104]. Limited research on the performance of health care networks has been
conducted primarily in North America and Europe [18;24] and recently also in Latin
America (Brazil and Colombia) [21;105]; however predominantly focusing on the
providers’ perspective. Regarding continuity of care, it has been questioned if these
networks can actually ensure to deliver it [106;107]. Very limited available studies are
quantitative, based on cross-sectional surveys, conducted in Canada [52] and the
United States [108], with contradictory results: showing, on the one hand, that the
patient experience of continuity is positively associated with the existence of formal and
informal inter-organizational arrangements between various providers [52]; and on the
other hand, limited associations [108].

In Spain, research on the performance of integrated health care networks was
conducted in two autonomous communities; Catalonia and the Basque Country [109].
In Catalonia, these networks were the subject of different studies, looking at the
organizational elements that might facilitate integrated care [30] and analysing care
coordination from the perspective of health professionals and managers [110;111].
Results suggest that factors central to achieving coordination were communication,
knowledge and good relationships among professionals. These factors were influenced
by professionals' values and the existence of appropriate institutional coordination
mechanisms [110]. With reference to the performance of integrated health care
networks in continuity of care, studies conducted in Spain are non-existent, except for a
survey to users that included two integrated health care network as the study areas
[77;87]. Results of the survey suggest that patients attended to in organisations in
which primary and secondary care services were managed by the same entity
experienced better continuity of care, and that the most favourable reports were given
by patients who were attended to at the services managed by a single entity under
public law [29].

3. Study context

3.1. The Spanish National Health System

The Spanish health care system was set up as a national health system (NHS;
Beveridge model) by the 1986 Health Care General Act (Ley General de Sanidad)
[112], with general taxation as the main financing source, universal coverage and free
access at point of delivery (with the exception of pharmaceuticals prescribed to people
aged under 65 not suffering certain chronic diseases, which entail co-payment of 40%
of the retail price) [113]. In the 1980s, the NHS was progressively decentralization into
its 17 autonomous communities in the context of the political devolution, being
Catalonia the first region that received competences on health care in 1981 [113]. In
the context of the recent financial crisis, the Royal Decree-Law (Real decreto-ley)
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16/2012 of the 20 April [114] and 1192/2012 of 3 August [115] introduced changes in
the NHS, which included measures related to the entitlement to health care: moving
from the right based on citizenship to that of insured beneficiaries.

3.2. The Catalan National Health System

The Catalan health care system is characterized by a split of the financing and
provision functions (Figure 3). The Department of Health (Departament de Salut), the
health authority, is in charge of planning and monitoring health services and allocating
the budget. The Department of Health is further responsible for the territorial
organization of health services within its jurisdiction: the design of the healthcare areas
and basic health zones, and the degree of decentralization to the managerial structures
in charge of each [113]. Basic health zones are the smallest units of the organizational
structure of health care and are usually organized around a single primary care team
[113]. The Catalan Health Service (Servei Catala de la Salut), a public entity, is
responsible for the purchase of primary and secondary services from a number of
contracted providers; mainly from the Catalan Health Institute (/nstitut Catala de la
Salut; ICS), a public company, but also consortia, municipal foundations and private
foundations (largely non-profit but also for profit) [116], which make up the Integrated
Healthcare System for Public Use (Sistema sanitari integral d'utilitzacié publica de
Catalunya; SISCAT) [117].

Figure 3. Regulation and governance of the Catalan national health system
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This diversity of providers has originated various management models for the joint
management of primary, secondary and long-term care, as for example, integrated
health care networks [30;118]. In 2012, twenty integrated health care networks that
manage at least primary and secondary care with different degrees of integration were
identified in the Catalan public health system [109].

3.3. The organization of health care delivery

In all healthcare areas, both primary health care and secondary (specialized) health
care are provided (served by at least one general hospital) [113;119] (Table 2):

Primary care exercises the gatekeeper function and is responsible for
coordinating the patient’s care along the care continuum. It is composed of
primary health care centres and multidisciplinary primary care teams
(comprising general practitioners, paediatricians, nurses and in some cases,
social workers, midwives and physiotherapists) and provides an integral
package of care, covering health promotion, prevention, curative care and
rehabilitation [113;119].

Secondary or specialist care acts as a consultant for primary care and is
responsible for more complex care. The minimum set of specialized services for
general hospitals include teams providing internal medicine, general surgery,
core surgical specialties (ophthalmology, ear, nose and throat), orthopaedics,
obstetrics and gynaecology, paediatrics, physiotherapy, radiology and
laboratories [112;113]. Secondary care can be provided by means of outpatient
or inpatient care, or day hospitals, ranging from ambulatory specialized care in
different settings (namely, community polyclinics and hospital outpatient clinics)
to hospital-based emergency care, medical and surgical day hospitals and
hospitalization on an inpatient basis [113;119].

Two emergency entries are available for patients to freely walk in: primary health care
centres (for non-life-threatening conditions) and hospital emergency wards (for more
urgent hospital care) [113].

Table 2. Organization of the national health system according to the care levels

Primary care Secondary care

Features Geographic accessibility Technical complexity

Activities Gatekeeper function; oriented More complex and costly diagnostic
towards health promotion and and treatment

disease prevention

Access Spontaneous or programmed By referral from primary care

professionals for first contact; and
spontaneous or programmed

Place of health  Health care centres, local clinics and Outpatient, inpatient or day
care provision  at patient’s home hospitals

Source: Adapted from Ministry of Health, Social Services and Equality, 2012 [119]
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Il. JUSTIFICATION

Continuity of care is purported to be a critical feature in delivering high quality
healthcare services [47] garnering more attention in the last few years due to the
tendency of fragmenting care delivery as a result of specialization health care [8], rapid
advances in technology [9], as well as a diversification of providers [8]. Fragmented
care or care that is insufficiently coordinated between providers can be harmful to
patients due to the duplication of diagnostic tests, inappropriate polypharmacy and
conflicting care plans [12]. Problems are most likely to arise at key interfaces, i.e.
between primary and secondary care and between specialities [8]; and across the
boundaries of one facility or organization [14]. Particularly patients with chronic
diseases and pluri-pathologies see an ever-expanding array of different types of
healthcare providers in a variety of organizations and settings; thus are exposed to a
higher risk of receiving fragmented care. Connecting these components into a smooth
care trajectory is increasingly difficult [9;47;120].

Continuity of care is ‘how one patient experiences care over time as coherent and
linked’ [9]; thus is the patient’'s perception of the coordination of services [9;37],
embracing three types: continuity of clinical management, continuity of information and
relational continuity. Analysing continuity of care by seeking the patient’s perception
endows one main benefit: patients can provide a global picture of their care received
since they experience services along the continuum of care [54] and first-hand from
multiple providers [55]. By being aware of the patient’s perception of continuity of care,
its consequences and factors influencing it, we are able to adapt the provision of
healthcare services to their actual healthcare needs.

The analysis of continuity across care levels conducted to the present moment is still
limited. Most qualitative and quantitative studies focus on the analysis of one type of
continuity, relational continuity, thus on one care level [9] particularly the primary care
setting [69]; whereas studies on continuity of clinical management and information
across the care levels are scant. Furthermore, published studies concentrate on
analysing the perception of patients with one specific type of pathology [70], such as
diabetes [50;60;63] or cancer [65;66]. Less is known about the perception of continuity
of care from the point of view of patients with various types of pathologies or acute
symptoms who might show differing needs. Only a very studies have been conducted
that aimed to identify enabling and hampering factors that influence continuity of care
[48;60;67]; in quantitative research these studies mainly refer to individual factors of the
patient [55;77;78]. Similarly, regarding the analysis of continuity consequences, in both
qualitative [48;51] and quantitative research [47;82] little information has been
published so far with uncertain results regarding the association between continuity of
clinical management and information and health utilization and patient satisfaction [82].
This lack of studies might be partly due to the multidimensional nature of continuity of
care and to certain limitations of the defined conceptual framework.
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In Catalonia, the three types of continuity of care have only been analysed in a
quantitative study by means of a survey of healthcare users [77;87] that aimed at
analysing the degree of perceived continuity of care and its influencing factors related
to the patient and the organization. The need for an in-depth analysis to obtain a better
understanding of the results for obtaining has been postulated [87].

The performance of integrated health care networks has mainly been studied regarding
care coordination, i.e. from the provider's perspective, although also to a limited
degree; whereas even less studies on continuity of care are available [52;108]; hence,
it has been questioned if these networks can actually ensure to deliver it [106;107].

The present thesis forms part of the research line on Care Integration in Catalonia and
Latin America of the Health Policy and Health Services Research Group of the public
Consortium for Health Care and Social Services of Catalonia which aims to analyse the
integration of health care and its implications for the continuity of care, quality, access
and efficiency of the health system. This research line began with the development of a
framework for the analysis of integrated health organizations, which integrated the
knowledge available on that topic and supported the analysis of the succeeding
projects. Initially, six integrated health care organizations in Catalonia and their results
on coordination and continuity of care were analysed (funding received by ISCIII and
FEDER P104/2688). Continuity of care was analysed in a multiple case study of COPD
patients in four selected integrated health organizations, which results form part of this
thesis. Later on, the study of continuity of care was extended to other healthcare areas
of the Catalan health care system (selection of areas with different management
models of the two care levels), first by applying a questionnaire (P108/90154) and
second by conducting semi-structured interviews with users of health services
(P110/00348). The results obtained in the latter study also form part of this thesis.
Finally, the research on care integration was extended to different health systems in
Latin America within the framework of two European projects, by first adapting the
conceptual frameworks and tools and second analysing the coordination and continuity
of care in different health care network of Latin-American countries (funded by the
European Commission: Equity-LA FP7-Health-2007-B, and Equity-LA |l FP7-Health-
2012-B).
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lll. RESEARCH QUESTIONS AND STUDY OBJECTIVES

Research questions

The present thesis aims to contribute to the advancing of the knowledge about the
healthcare user’s perspective of continuity across care levels by responding to the
following research questions:

What is the health care user’s perception of the existence of continuity across care
levels in the healthcare areas they are attended to?

What are the perceived factors influencing continuity across care levels?

What are the perceived consequences of continuity across care levels?

Study objectives

In response to the study questions, the following general and specific objectives were
developed:

General objective

To analyse the healthcare user’s perception of continuity across care levels in different
healthcare areas in the Catalan healthcare system, as well as its influencing factors
and consequences.

Specific objectives

e To analyse the existent knowledge of patients’ perceptions of continuity of care,
its influencing factors and consequences

e To explore the COPD patient’s perception of the existence of continuity of care
in different Catalan integrated health care networks

e To analyse the health care user’s perception of the existence of continuity of
care in different areas in the Catalan national health system

e To identify the factors influencing continuity of care from the point of view of the
health care user of the Catalan national health system

e To identify the consequences of continuity of care from the perception of the
health care user of the Catalan national health system
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IV. METHODS

The research consisted of three individual studies addressing different aspects of
continuity of care. Each study applied a different qualitative method, which is
summarized at the end of this chapter (Table 5).

Study 1: What is known about continuity of care?
Study objective

To contribute to improving the knowledge on patients’ perceptions of continuity of
clinical management and information across care levels and relational continuity based
on the review of qualitative studies.

Study design

A descriptive meta-synthesis of published qualitative research that examined patients’
perceptions and experiences on continuity of care was conducted. A meta-synthesis is
the analysis of qualitative findings that are themselves interpretative syntheses of data
[121].

Search strategy and selection process

A literature search in various electronic databases (Medline, Social Sciences Citation
Index and Science Citation Index Expanded) was undertaken to minimize the likelihood
of excluding relevant studies. The search strategy included the combination of
descriptors and keywords relating to the research area (i.e., ‘continuity of care’ or
linked key terms that were similar in meaning), qualitative studies and the patient’s
perspective. Furthermore, reference lists of selected articles were hand searched and
the Internet search tool of the Reference Manager Version 11 used to identify
additional articles that met the following inclusion criteria: (i) relevance to the research
topic, (ii) original studies that adopted a qualitative design, (iii) investigating the
patient’s perspective, and (iv) published in English, German or Spanish. 23 studies met
the inclusion criteria and were retrieved for further analysis. No additional article was
identified through hand searching of the reference lists; however, two studies were
included by using the Internet search tool of the Reference Manager.

Data analysis

A content analysis was conducted largely following the classic method by Noblit and
Hare [122]. The analysis began with creating a grid of key themes emerging from the
articles and was followed by the identification of homogeneity and discordance of
themes. The identification of new themes or categories was the next step used in the
content analysis. Findings were classified by each type and dimension of continuity,
according to the theoretical framework created by Reid et al. [9]
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Quality control

Selected articles were checked if their applied methodology in the recruitment process,
data collection and analysis fulfilled quality standards according to May and Pope’s
criteria of validity [123]. Discussions of experienced researchers took place in cases of
uncertainty if the study (i) responded to our research purpose and (ii) applied adequate
techniques and tools to strengthen rigour.

Study 2: COPD patients’ perceptions of continuity of care in
integrated health care networks

Study objective

To contribute to the analysis of integrated health care networks’ performance by
analysing the COPD patients’ perceptions of continuity of clinical management and
information across care levels and continuity of relation in integrated health care
networks of the public health care system of Catalonia.

Study design

A descriptive-interpretative, qualitative study was conducted using a phenomenological
approach and a multiple case study design. Studies that draw upon the
phenomenological perspective concentrate on exploring how individuals make sense of
the world in terms of the meanings and classifications they employ [124]. The purpose
of case studies is to gather comprehensive, systematic and in-depth information about
each case of interest [125]. A case of interest has defined boundaries within their
contexts and can be an individual, an organization, a region, a country, etc. [126]. By
adopting a case study design, the phenomenon of continuity of care can be understood
in its multifaceted manner using different sets of information [126] (here, the patients,
their providers and electronic medical records). In a multiple case study, analyses on
two or more units are conducted [126], enabling the exploration of differences between
cases [127].

Sample

A theoretical sample [128] was designed consisting of two stages. In the first stage, the
study contexts, i.e. four integrated healthcare networks of the Catalonian public
healthcare system were selected applying the following criteria: (i) provision of primary
and secondary care (comprising at least one hospital), (ii) joint management for over
five years and iii) delivery of healthcare services to a defined population. The selected
networks showed similarities regarding the level of internal production of services
(100%) but differences related to the integration depth (the number of units providing
the same services), inter-organisational relationship (type of agreement) and types of
care coordination mechanisms implemented (Table 3). In the second stage, two study
cases of each integrated healthcare network were selected; a study case consisted of
one COPD patient. COPD was selected as the tracer condition since COPD patients
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require care provided by primary and secondary care professionals over time
[129;130]. COPD patients were selected according to the following criteria: (i)
confirmed COPD diagnosis, (ii) chronicity = 5 years, (iii) having received care for at
least 2 years at the network, and (iv) utilisation of at least 2 levels of care in the last six
months.

Data collection

Data were retrieved by means of individual semi-structured interviews with COPD
patients. Patients identified most relevant health professional in their COPD care which
were his/her primary care physician, his/her pulmonologist or case manager
(secondary care nurse). Furthermore, data were obtained by the review of the COPD
patients’ medical records. Specific topic guides were elaborated for patients (Annexe
2.1.) and health professionals (Annexe 2.2.) comprising two parts: one to reconstruct
the clinical trajectory and one to explore their perceptions of the three types of
continuity of care (clinical management, information and relation) following Reid et al.’s
[9] conceptual framework. Various interviews with the same patients were necessary to
accomplish saturation of data. Interviews were audio-recorded and transcribed
verbatim. The patients’ medical records were reviewed using a structured guide
(Annexe 2.3.) to contrast the data obtained from the interviews.

Data analysis

A thematic content analysis was conducted with support of the software Atlas-ti 5.0.
Data were segmented by case and information source. The discovery and pre-analysis
phase consisted of the iterative reading of the interviews, followed by a mixed
generation of categories [131]: we combined deductive and inductive analysis, two
complementary strategies [132], i.e. we based our analysis on the conceptual
framework reflected in the topic guides (deduction) but left room for new elements to
emerge (induction). A study narrative was written for each case, which represented a
comprehensive, descriptive data presentation (case-oriented analysis including the
COPD patient, his health professionals and medical records). In a second step, a
category-oriented analysis across integrated healthcare networks was conducted to
identify key categories [133].

Quality control

Quality was guaranteed by applying an adequate design of the study, recruiting those
COPD patients who possessed the most relevant characteristics for studying the
phenomenon of continuity of care. Triangulation of information from different sources
(patients, their physicians and clinical records) ensured comprehensiveness of data
collection, encouraged a more reflexive data analysis and reinforced the
trustworthiness of results [123]. The participation of six researchers, who were
knowledgeable about qualitative investigation and the phenomenon of continuity of
care, in the analysis of the data enhanced accuracy of findings.
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Ethical approach

The study was conducted in accordance with the European and Spanish legislation on
ethical research (Ley Organica 15/1999; Real Decreto 1720/2007). Ethical
considerations were taken into account during the interview and data analysis: any
qguestions about the study by the participants were discussed in full and consent form
was signed before the interview. Selected users were advised that participation was
entirely voluntary, that withdrawal at any point was possible and that their participation
would not affect their treatment in any way. Respondent names were changed during
analysis, and other strong identifiers altered in the used quotations.
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Table 3. Key characteristics of selected integrated healthcare networks

BSA

CSdM

CSdT/FHSLL

SSIBE

Integration width

Integration depth

Level of internal
production of
services

Inter-
organizational
relationship

Information
system

Specific care
coordination
strategies for
COPD

Primary,
secondary and
long-term care

6 Primary care
centres

1 Local clinic

1 General
hospital

1 Long-term care
centre

1 Centre for
sexual and
reproductive
health

100%

None

Shared different
electronic
medical records

Shared clinical
guidelines
Cross-level
shared electronic
COPD patient
register

Primary,
secondary and
long-term care

3 Primary care
centres

5 Local clinics
1 Tertiary
hospital

1 Mental health
care centre

1 Long-term care
centre

1 Retirement
home

100%

Consortium

Different
electronic
medical records,
sharing of some
information

Part of COPD
care
management
integrated in
primary care
through, e.g.,
decentralization
of diagnostic
tests

Primary,
secondary and
long-term care

4 Primary care
centres

2 Local clinics

1 Tertiary hospital

1 Mental health
care centre

1 Long-term care
centre

100%

Contract

Different electronic

medical records,
sharing of some
information

Shared clinical
guidelines

Cross-level shared

electronic COPD
patient register

Direct access to

secondary care for

COPD patients
stage II-1V

Primary,
secondary and
long-term care

4 Primary care
centres

28 Local clinics

1 General
hospital

1 Long-term care
centre

2 Nursing homes

100%

Association of
economic
interests

Shared single
electronic
medical records

Shared clinical
guidelines
Cross-level
shared electronic
COPD patient
register

COPD care

management
integrated in
primary care with
the general
practitioner
acting as the
disease manager
and the
pulmonologist as
the consultant

BSA: Badalona Serveis Assistencials; COPD: chronic obstructive pulmonary disease; CSdM:
Consorci Sanitari del Maresme; CSdT/FHSLL: Consorci Sanitari de Terrassa-Fundacié Hospital
Sant Llatzer; SSIBE: Serveis de Salut Integrats del Baix Emporda

Source: Vazquez et al. [30;109]
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Study 3: Continuity of care perceptions of users of different
healthcare areas in Catalonia

Study objectives

To analyse the perceptions of continuity of clinical management and information across
care levels and relational continuity at the intra-level, as well as the factors influencing
it, from the viewpoint of users of the Catalan national health system.

Study design

A descriptive-interpretative qualitative study on continuity of care was conducted using
a phenomenological approach. To orient the study of the phenomenon - continuity of
care - the conceptual framework created by Reid et al. [4] was employed.

Sample

A two-stage theoretical sample was designed. In the first stage, the study contexts
were selected to represent the diversity of management models for the health services.
The contexts chosen were three healthcare areas in the NHS of Catalonia: the Baix
Emporda region, the city of Girona and Ciutat Vella in Barcelona (Table 4). All three
areas have implemented similar mechanisms for clinical coordination across levels,
such as shared clinical guidelines and protocols, virtual curbside consultations of
primary care doctors with specialists, periodic discussion of clinical cases and
automatic notification of hospital discharge for primary care follow-up. The information
system implemented, however, differs according to the area (i.e. one/two shared/not
shared electronic medical record system(s)).

In the second stage, in each context, the informants were selected according to the
following criteria: healthcare user of 18 years of age or over who had been attended to
in both primary and secondary care for the same health problem within the three
months prior to the interview. Variation criteria were considered during the selection
process (taking into account sex, age, country of origin and the use of different services
depending on the health issues) in order to take in a broad set of data and experiences
(maximume-variation sampling [128]). The final sample consisted of 49 users, between
14 and 18 per area.
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Table 4. Description of the study areas

Baix Emporda

City of Girona

Ciutat Vella of

Region Barcelona
Population* 74,144 83,312 99,093
Location Rural and semi- Urban Urban
urban
Primary care providers
Number of basic health zones 4 4 5
Managing entity/entities SSIBE ICS ICS (4 zones)
PAMEM (1 zone)

Secondary care providers

Number of hospitals 1 1 1

Managing entity SSIBE ICS PSMAR

Information system Single shared Two shared Two electronic

electronic medical

electronic medical

medical record

record system record system systems; not
shared (ICS with
PSMAR) and
shared (PAMEM

with PSMAR)
* Population 2 18 years of age; Source: Registro Central de Asegurados 2010 [134]
ICS: Institut Catala de la Salut; PAMEM: Institut de Prestacions d'Assisténcia Medica al
Personal Municipal; PSMAR: Parc de Salut Mar; SSIBE: Serveis de Salut Integrats Baix
Emporda;

Data collection

The data were collected through individual semi-structured interviews. An interview
topic guide on continuity of care was drawn up containing two main parts (Annexe
2.4.): a general part about the user’s health status (serving as an icebreaker) and their
experiences with the healthcare services, and a specific part about their perceptions of
continuity of care during these experiences. The latter part was oriented by Reid et al.’s
conceptual framework [9]. All interviews were audio taped, transcribed in full,
anonymized, and checked against the tape by the first author. Data collection stopped
when saturation was reached in each area, which was when encounters with new
participants no longer elicited themes which had not been raised by previous
participants [128]. Field notes on preliminary ideas and reflections were made
continuously to enhance reflexivity, thus acknowledging the influence a researcher has
on the research process [128].

Data analysis

A thematic content analysis was conducted by the first author using the software Atlas-
ti 5.0. Data were segmented by study area and themes. Following initial familiarization
with the interview contents, a mixed generation of categories i.e. we based our analysis
on the categories used in the topic guides but left room for new categories to emerge
[132]. Transcripts were coded and categories were developed and refined as new
sections of text were examined. The final list of categories consisted of the perception
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of the existence of each continuity of care dimension across levels and its defining
elements, influencing factors and consequences.

Quality control

Four experienced researchers participated in the data analysis which guaranteed the
accuracy of findings.

Ethical approval

The study protocol was approved by the ethics committee of Parc de Salut Mar
(2010/412/1). As in the second study, ethical considerations included written informed
consent sought from each participant and masking of data to ensure anonymity and
confidentiality.
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Table 5. Overview of study methods of the three studies

Study 1

Study 2

Study 3

Study design

Sample

Data collection

Data analysis

Quality control

Ethical approach

Descriptive meta-synthesis

25 original studies published from 1999 to
2009 that adopted a qualitative design and
investigating the patient’s perspective on
continuity of care

Literature search in different electronic
databases (Medline, Social Sciences
Citation Index and Science Citation Index
Expanded)

Hand-searching of reference lists

Internet search tool of Reference Manager

Thematic content analysis
Identification of homogeneity and
discordance of themes

Selection of articles that followed a
rigorous methodology

Triangulation of researchers in cases of
uncertainty

Not applicable

Interpretative, qualitative multiple-case
study

Theoretical sample in two stages:

(i) Four integrated healthcare networks of
the Catalonian public healthcare system

(i) Two study cases of each network; each
case consists of one COPD patient, his/her
primary care physician, his/her
pulmonologist or case manager and his/her
medical records

Individual semi-structured interviews with
patients and their health professionals
Review of COPD patients’ medical records

Thematic content analysis
Data segmentation by area and case
Mixed generation of categories

Triangulation of information from different
sources

Participation of experienced researchers in
data analysis

Study conducted in accordance with the
European and Spanish legislation on
ethical research (Ley Organica 15/1999;
Real Decreto 1720/2007)

Approval of the study protocol by the ethics
representative of the CSC

Descriptive-interpretative qualitative study

Theoretical sample in two stages:

(i) The study contexts: healthcare areas in
Catalonia with different management
models of services

(i) users = 18 years who were attended to
at both care levels for the same health
problem in the last 3 months prior to the
interview

Individual semi-structured interviews with
health care users

Thematic content analysis
Data segmentation by area and themes
Mixed generation of categories

Participation of experienced researchers in
data analysis

Applied legislation as described in the
previous study

Approval of the study protocol by the
Ethics Committee of Clinical Research
Parc Salut Mar (2010/4124/1)
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V. RESULTS

Four articles constitute the results of the present thesis:

Article 1: Waibel S, Henao D, Vargas |, Aller MB, Vazquez ML. Patients' perceptions
of continuity of care: meta-synthesis of qualitative studies. International Journal for
Quality in Health Care. 2012; 24(1):39-48

Article 2: Waibel S, Vargas |, Aller MB, Gusmao R, Henao D, Vazquez ML. The
performance of integrated health care networks in continuity of care: a qualitative
multiple case study of COPD patients. International Journal of Integrated Care. 2015;
Jul 20;15:e029

Article 3: Waibel S, Vargas |, Aller MB, Coderch J, Farré J, Vazquez ML. Continuity of
clinical management and information across care levels: perceptions of users of
different healthcare areas in the Catalan national health system. Submitted to BMC
Health Services Research.

Article 4: Waibel S, Vargas |, Aller MB, Vazquez ML. Relational continuity with primary
and secondary care physicians in the Catalan national health system. In elaboration.
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Abstract

Objective. The increasing complexity in healthcare delivery might impede the achievement of continuity of care, being
defined as ‘one patient experiencing care over time as coherent and linked’. This article aims to improve the knowledge on
patients’ perceptions of relational (RC), informational (IC) and management continuity (MC) across care levels.

Design. A descriptive, qualitative meta-synthesis was conducted based on a literature search in various electronic databases
using the subject heading ‘continuity of care’ and linked key terms. We scanned retrieved articles for adherence to inclusion
criteria: (i) relevance to research topic, (i) original study adopting a qualitative design and (iii) investigating the patient’s per-
spective. Content analysis was conducted by identification of themes and aggregation of findings.

Results. The selected 25 studies most frequently investigated RC. Being attended to regularly and over time by one physician
(RC) was valued by chronic ill patients, but balanced with convenient access by young patients (MC). Communication and in-
formation transfer across care settings as well as the gathering of holistic information about the patient were perceived to
foster IC. Critical features for achieving MC were accessibility between cate levels, individualized care and a smooth discharge
process including the receipt of support. Patients further considered that their personal involvement was one facilitating
element of continuity of care.

Conclusions. Patients identified elements that enhance or distract from continuity of care across boundaries. Variations in
perceived importance seem to depend on both individual and contextual factors which should be taken into account during
healthcare provision.

Keywords: continuity of patient care, qualitative research, meta-synthesis, patient-centred cate, physician—patient relations,
information management

Introduction Literature on continuity of care suggests better outcomes
when present in healthcare provision, e.g higher patient

Rapid advances, new treatments, high specialization and satisfaction with medical care [6-9], improved delivery of pre-
shifts in care from institutional to outpatient and home ventive services [8, 9] and lower hospitalization rates [7-9].

settings mean that patients see an ever-expanding array of Due to the tendency of segmenting care delivery, the concept
different types of providers in a variety of places [1, 2]. That of continuity of care has been garnering more attention in the
is particularly the case in patients with chronic diseases or last few years. This has been accompanied by a discussion on
pluripathologies who receive care from multiple disciplines clarifying its conceptual boundaries, most lately in Parker ¢ a.
[3—5]. Policy-makers and healthcare providers increasingly — [10] and Freeman and Hughes [11]. Maybe the widest accepted
express concerns about that fragmentation of care [1]. conceptual framework is that of Reid ¢f a/., who define continu-
Connecting the care components into a smooth trajectory ity Of care as one patient experiencing care over time as coherent

can be challenging [1]. Continuity of care is purported to be and linked [1]; similar to F¢ reeman ¢ al’s de§cription: the experi-
a critical feature in delivering healthcare services [4]. ©nee of a smooth and coordinated progression of care from the

International Journal for Quality in Health Care vol. 24 no. |
(© The Author 201 |. Published by Oxford University Press in association with the International Society for Quality in Health Care;
all rights reserved 39

2102 ‘LT Afenuer uoedaelol|glg 'YNO T30 Vd 3A LVLISHIAINN R /Bio'seuinolpioyxo-oybiuly/:dny woly pepeojumoq


http://intqhc.oxfordjournals.org/

52



Article 2

53



54



ISSN 1568-4156

_Ebte_dl' Care

Volume 15, 20 July 2015

Publisher: Uopen Journals

URL:http://www.ijic.org

Cite this as: Int J Integr Care 2015; Jul-Sep; URN:NBN:NL:UI:10-1-114834
Copyright:

Submitted: 12 February 2014, revised 29 May 2015, accepted 4 June 2015

Research and Theory

The performance of integrated health care networks in
continuity of care: a qualitative multiple case study of COPD
patients

Sina Waibel, MPH, PhD Candidate, Health Policy and Health Services Research Group, Health Policy Research
Unit, Consortium for Health Care and Social Services of Catalonia, Barcelona, Spain;, Department for Paediatrics,
Obstetrics and Gynaecology, Preventive Medicine, Universitat Autonoma de Barcelona, Bellaterra, Spain

Ingrid Vargas, MSc, PhD, Health Policy and Health Services Research Group, Health Policy Research Unit,
Consortium for Health Care and Social Services of Catalonia, Barcelona, Spain

Marta-Beatriz Aller, MPH, PhD, Health Policy and Health Services Research Group, Health Policy Research Unit,
Consortium for Health Care and Social Services of Catalonia, Barcelona, Spain

Renata Gusmdo, MPH, Health Policy and Health Services Research Group, Health Policy Research Unit, Consortium
for Health Care and Social Services of Catalonia, Barcelona, Spain

Diana Henao, MPH, Health Policy and Health Services Research Group, Health Policy Research Unit, Consortium
for Health Care and Social Services of Catalonia, Barcelona, Spain

M. Luisa Vazquez, MD, MSc, PhD, Health Policy and Health Services Research Group, Health Policy Research Unit,
Consortium for Health Care and Social Services of Catalonia, Barcelona, Spain

Correspondence to: Sina Waibel, Consortium for Health Care and Social Services of Catalonia, Health Policy and Health
Services Research Group, Health Policy Research Unit, Avinguda Tibidabo 21, 08022 Barcelona, Spain, Phone: (+34) 93 253
18 20, Fax: (+34) 93 211 14 28, E-mail: swaibel@consorci.org

Abstract

Background: Integrated health care networks (IHN) are promoted in numerous countries as a response to fragmented care delivery by
providing a coordinated continuum of services to a defined population. However, evidence on their effectiveness and outcome is scarce,
particularly considering continuity across levels of care; that is the patient’s experience of connected and coherent care received from pro-
fessionals of the different care levels over time. The objective was to analyse the chronic obstructive pulmonary disease (COPD) patients’
perceptions of continuity of clinical management and information across care levels and continuity of relation in [HN of the public health
care system of Catalonia.

Methods: A qualitative multiple case study was conducted, where the cases are COPD patients. A theoretical sample was selected in
two stages: (1) study contexts: IHN and (2) study cases consisting of COPD patients. Data were collected by means of individual,
semi-structured interviews to the patients, their general practitioners and pulmonologists and review of records. A thematic content
analysis segmented by IHN and cases with a triangulation of sources and analysists was carried out.

Results: COPD patients of all networks perceived that continuity of clinical management was existent due to clear distribution of roles
for COPD care across levels, rapid access to care during exacerbations and referrals to secondary care when needed; nevertheless, patients
of some networks highlighted too long waiting times to non-urgent secondary care. Physicians generally agreed with patients, however,
also indicated unclear distribution of roles, some inadequate referrals and long waiting times to primary care in some networks. Concern-
ing continuity of information, patients across networks considered that their clinical information was transferred across levels via computer
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ABSTRACT

Background: The integration of health care has become a priority in most health
systems, as patients increasingly receive care from several professionals in various
different settings and institutions, particularly those with chronic conditions and multi-
morbidities. Continuity of care is defined as one patient experiencing care over time as
connected and coherent with his or her health needs and personal circumstances. The
objective is to analyse perceptions of continuity of clinical management and information
across care levels and the factors influencing it, from the viewpoint of users of the
Catalan national health system.

Methods: A descriptive-interpretative qualitative study was conducted using a
phenomenological approach. A two-stage theoretical sample was selected: (i) the study
contexts: healthcare areas in Catalonia with different services management models; (i)
users = 18 years of age who were attended to at both care levels for the same health
problem. Data were collected by means of individual semi-structured interviews with
patients (49). All interviews were recorded and transcribed. A thematic content analysis
was conducted segmented by study area, with a mixed generation of categories and
triangulation of analysts.

Results: Patients in all three areas generally perceived that continuity of clinical
management across levels existed, on referring to consistent care (same diagnosis and
treatment by doctors of both care levels, no incompatibilities of prescribed medications,
referrals across levels when needed) and accessibility across levels (timeliness of
appointments). In terms of continuity of information, patients in most areas mentioned
the existence of information sharing via computer and its adequate usage. Only a few
patients reported elements of discontinuity in the care received. Numerous factors
influencing continuity were identified by patients, related to the health system itself
(clear distribution of roles), its organization (insufficient resources, care coordination
mechanisms, co-location) and physicians (willingness to collaborate, commitment to
patient care, the primary care physician’s technical competence).

Conclusions: Continuity across care levels appears to exist in the areas studied, with
certain exceptions that highlight where there is room for improvement. Influencing
factors can offer valuable insights on where to direct coordination efforts.

KeywoRrbDs: Continuity of patient care, qualitative research, quality of health care,
health information management, patient care management, patient navigation
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ABSTRACT

Introduction: The importance of a patient-physician relationship has been neglected
by recent policy in different countries, although it has been argued to be the antidote to
increasingly fragmented and depersonalized health care systems. Relational continuity
is the patient’s perception of an ongoing therapeutic relationship with one or more
providers spanning different health care episodes and characterized by two
dimensions: consistency of personnel and ongoing patient-provider relationship. The
objective is to analyze the perceptions of relational continuity with the primary and
secondary care physicians, its influencing factors and consequences from the
viewpoint of users of the Catalan national health system.

Methods: An interpretative qualitative study was conducted with a selected two-stage
theoretical sample: (i) the study contexts: healthcare areas in Catalonia with different
services management models; (i) users = 18 years of age who were attended to at
both care levels for the same health problem. Data were collected by means of
individual semi-structured interviews with patients (49). All interviews were recorded
and transcribed. A thematic content analysis was conducted segmented by study area,
with a mixed generation of categories and triangulation of analysts.

Results: Patients across the three healthcare areas studied generally perceived that
consistency of primary care personnel was existent given that they were usually seen
by the same physician over longer periods of time, as well as in rare occasions by
locum doctors. With reference to secondary care, numerous patients of all the areas
indicated inconsistencies. Nearly all patients who perceive consistency of personnel
also described an ongoing relationship with their primary and secondary care physician
that is characterised by mutual accumulated knowledge and the patient’s personal trust
in the assigned physician. Relational (dis)continuity was linked to a variety of
influencing factors. Organizational factors — some of which were specific to the study
area — appeared to affect the consistency of personnel: an adequate appointment
making system (arranged visits with the assigned physicians according to their
availability) and a small size of the primary care centre (lack of possibilities to change
physicians) were considered to favour consistency; whilst the re-organization of patient
lists (assignation to new physicians) distracted from it. The development of an ongoing
patient-physician relationship was influenced by the stability of personnel and
frequency of visits as well as by a combination of factors related to physicians; that
were an adequate medical practice or provided technical quality, an effective patient-
physician communication and the physician’s commitment to patient care.

Conclusions: Perceptions of the existence of relational continuity are similar in the
selected healthcare areas; however differ depending on the care level. Organizational
factors influence the consistency of personnel; whilst factors related to physicians
affect the development of an ongoing relationship together with the stability of
personnel. Thus the two dimensions of relational continuity appeared to be interlinked.

KEYWORDS: continuity of patient care, patient-doctor relationship, qualitative research,
patient perspective, trust;
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VI. DISCUSSION

1. Contribution of the thesis and strengths

This thesis addresses a topic of current relevance in the analysis of health care: the
continuity of health care across the care levels. It contributes to filling the existing
knowledge gap by providing a better understanding of the phenomenon through the
analysis of the information available in the international literature on it three types
(continuity of clinical management and information across the care levels and relational
continuity with the primary and secondary care physician). Furthermore, for this thesis
new data was generated regarding continuity of care as perceived by healthcare users
attended to in different healthcare areas in the national health system (NHS) of
Catalonia (organizations with different management models of primary and secondary
care, and including integrated health care networks). Patients with different types of
conditions were selected to gain variation in the discourse. Apart from their perceptions
of continuity of care in the organization they were served, information on the different
factors that influence (dis)continuity of care was sought, as well as the consequences
of (dis)continuity for quality of care. Finally, this thesis contributes to a better
understanding of the conceptual framework developed by Reid et al. [9] by developing
it further, on the basis of the information retrieved in the meta-synthesis and in the
Catalan organizations. Specific recommendation for health care managers and
professionals are provided, with the objective to improve the provision of healthcare
services regarding continuity of care.

The combination of qualitative research (meta-synthesis, multiple case-study and
qualitative study) in three studies that comprise the thesis can be considered to be a
major strength. The extensive international literature review conducted initially allowed
for in-depth analysis of the conceptual framework of Reid et al. [9], which were
employed in this thesis, and for identifying knowledge gaps on continuity of care. The
synthesis further provided a firm knowledge base that supported the interpretation of
the obtained results in the other studies and fed into their discussion. Including different
qualitative approaches in the two studies conducted in Catalonia allowed for
corroborating results about the same phenomenon but with slightly different contexts.

The rigor and soundness of the methodology employed can be considered to be
additional strengths of the thesis. First, consistency between the study problem and the
defined theoretical and methodological approach were achieved, as well as between
the study objectives and the employed methods, by means of the inclusion of different
study areas that captured an important part of the healthcare situations possible of the
Catalan NHS and the selection of informants with profiles relevant to the study
phenomenon. Second, various strategies that guaranteed the quality of the research
were included, for instance, the triangulation of different sources of information, the
participation of several researchers knowledgeable about the topic in the analysis and
interpretation of data and the detailed description of the research process.
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2. Perception of continuity of care

Patients across the study areas of Catalonia including the integrated health care
networks generally perceive that the three types of continuity of care are existent;
however also identify some interruptions of all three types and in all study areas.

2.1. Perception of continuity of clinical management across care levels

Patients served in all study areas of the Catalan NHS (including COPD patients
attended to in the selected integrated healthcare networks) perceive that they receive
the same diagnosis and treatment from physicians of the different care levels and with
referrals to the other care level when necessary. Only a small number of patients in all
areas identified specific elements of discontinuity, such as inconsistencies in treatment,
the unnecessary repetition of tests or missing referrals to secondary care. Discontinuity
elements identified in qualitative literature usually related to adequate referrals and
accessibility across care levels, as confirmed by the meta-synthesis, for example,
missing referrals between different centres as perceived by cancer patients in Australia
[66] or long waiting times and delays in getting appointments for patients with diabetes
attended to in England [50].

With regard to access across levels, patients consistently perceive timeliness of
appointments in urgent matters, which in the case of COPD patients was during
exacerbations, given immediate or rapid access to primary or secondary care or urgent
referrals. Nevertheless, waiting times for non-urgent secondary care visits were
highlighted to be long or too long by numerous patients, which was in concordance with
the results of a user survey conducted in Catalonia, where nearly half of the
interviewees (42%) held the opinion that waiting times for secondary care after a
referral were long or excessive [87]. In a different survey conducted in the whole region
of Catalonia, a lower percentage of respondents (20%) reported that accessibility to
secondary care was poor or regular; however including also direct access to secondary
care [135]. The different results of the surveys might indicate that more difficulties were
encountered when accessing secondary care via a primary care referral. Our results
further show the importance of available alternative entry points to the system, for
example, the possibility of seeking emergency care when the condition worsened and
waiting times for the upcoming secondary care appointment were too long. In the
literature, the importance of “getting in” for patients (gaining access to appropriate care)
has been described, which, when achieved, was accompanied by feelings of intense
relief [136] and a sense of security as perceived by COPD patients [58].

2.2. Perception of continuity of information across care levels

Results of the two studies conducted in Catalonia are consistent, suggesting that both
COPD patients of the integrated health care networks and users served in the different
study areas generally perceive that their clinical information is registered, transferred
via computer across levels and up taken by the physicians; results largely in keeping
with those of the user survey, where most interviewees (82% and 81%) reported that
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the secondary care physician was aware of the reason for their visit and tests carried
out at primary care level; and the primary care physician of the instructions received
from the secondary care level [87]. Patients induced that information was shared given
that there was no need to repeat antecedents or deliver test results to physicians of the
other care level. Haggerty et al. [54] concluded from their meta-summary that
information transfer between professionals was assumed by patients until proven
otherwise, i.e. when no problems have occurred.

One exception to the fact that information transfer is generally perceived to exist in the
Catalan NHS emerged from the discourse of users assigned to Ciutat Vella in
Barcelona (in the area where primary and secondary care were managed by different
entities) given that information was reported to be only partially shared across the care
levels. Likewise, in the survey, patients attended to in Barcelona reported lower levels
of information transfer than patients from the other healthcare areas where primary and
secondary care was managed by the same entity [87]. Thus, results might suggest that
the organizations in Catalonia that managed both primary and secondary care
achieved to deliver continuity of information. Limited literature further indicates better
performance of high integrated health care networks in Canada versus low integrated
networks, with regard to perceived less information gaps and better circulation of
information between professionals [52]. Nevertheless, attention should be drawn to the
gaps highlighted by a small number of patients, for example specific information not
being shared via computer or data stored in the records not always being consulted by
locum and emergency doctors. According to the results of the meta-synthesis,
deficiencies in information transfer were frequently highlighted in different contexts, for
example in England by patients with chronic conditions who were dissatisfied because
of insufficient information transfer after hospital discharge [64] or by patients using the
emergency and urgent care system who became frustrated because patient records
were sometimes unavailable and not shared with the different services [97].

2.3. Perception of relational continuity in primary and secondary care

Results on relational continuity show some differing aspects across the organizations
studied and between the care levels. Most patients of the different study areas
highlighted that they were usually seen by the same primary care physician over long
periods of time, as well as in rare occasions by locum doctors, which they highly
valued; whilst, COPD patients of some integrated health care network indicated
turnover of primary care physicians. With reference to secondary care, numerous
patients of both studies perceived inconsistencies; however most of them did not
identify that to be a problem given that all specialists were considered to be competent.
In contrast, results of the survey suggested that more healthcare users reported having
been seen by the same secondary care physician for the same condition in the last
year than by the same primary care physician (85% versus 80%); with some
differences observed in the study areas [87]. Numerous international studies,
particularly quantitative in nature, analysed the levels of perceived consistency of
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primary care doctors [55;84;137]. According to a cross-sectional study conducted in
seven countries (Australia, Canada, Germany, the Netherlands, New Zealand, the UK
and the US), most patients reported that they had a regular primary care physician,
however percentages depended on the country and varied from 80% of surveyed
patients in the US and 89% in the UK and New Zealand to 100% in the Netherlands.
Responses varied widely regarding whether these primary care sources offer office
hours outside of the nine-to-five work week and enable easy contact by phone [84].
The perceived consistency of secondary care personnel was studied to a lesser
degree in the literature [85;86]; with one US study concluding that the consistency of
specialists varied tremendously by the specialty [85].

Nearly all patients who perceive consistency of personnel also describe an ongoing
relationship with their primary and secondary care physician that is characterised by
mutual accumulated knowledge and the patient’s personal trust in the assigned
physician. These interlinkages between the two dimensions of relational continuity
have also become clear in the meta-synthesis, as well as in another systematic review
of qualitative studies on the patient-doctor relationship [138].

3. Factors favouring or hindering continuity of care

Numerous factors influencing (dis)continuity of care have been identified, related to the
healthcare system, the health care organization and physicians.

3.1. Factors related to the healthcare system

From the discourse of patients served in the Catalan healthcare system it became
apparent that the clear distribution of roles between primary and secondary care
physicians favoured continuity of clinical management across care levels, by means of
enhancing consistency in diagnosis and treatment and avoiding incompatibilities of
prescribed medication and duplications of tests. According to the results of the meta-
synthesis, patient value that one clinician took over responsibilities and coordinated
their care; to prevent them from falling through the gaps [139]. Patients highlighted that
their physicians assumed differing, not overlapping tasks in managing their condition:
primary care physicians were in charge of resolving minor health problems, updating
the medication plan according to the specialist’s instructions, handing over the
prescription and in some areas for treating exacerbations. In turn, secondary care
physicians were responsible for recommending drugs and modifying the treatment. In
the COPD study, specialists were even assigned main responsibility for the COPD care
given higher technical competence. In a similar study, COPD patients preferred being
in contact with the specialist rather than the primary care physician, who they
experienced to be uninterested in or unknowledgeable about their condition [58]. Thus,
depending on the intensity of the care needed [140] or the condition the patient is
suffering from, their designation of the main responsible professional in their care might
change.
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With reference to continuity of information and relational continuity, no influencing
factors of the health system were identified.

3.2. Factors related to health care organization

A couple of organizational factors were identified to influence continuity of clinical
management across the care levels, which were care coordination mechanisms (face-
to-face meetings of physicians of the two care levels) and mechanisms for informal
communication (use of e-mail and telephone). These mechanisms were in particular
mentioned in one study area and were perceived to facilitate diagnosis making and the
mutual adaptation of treatment, and resulted in adequate and timely secondary care
referrals.

The information transfer across care levels was favoured by implemented care
coordination mechanisms (electronic medical records, which was mentioned across all
three areas) and the co-location of physicians of both care levels at the primary care
centre given that the medical records were accessible to the whole medical staff
working in the same facility (specific to two areas). Co-location was mentioned
previously in qualitative studies conducted in Canada [60;62]; however in the context of
facilitating continuity of clinical management by promoting interactions of healthcare
providers and increasing accessibility [60;62]. Patients further highlighted that
insufficient resources available, demonstrated by a shortage of doctors and translating
into work overload, led to an insufficient uptake of information from the clinical histories,
in particular by locum doctors. According to a few patients, high work load was partly
due to the reduction of the healthcare budget in Spain in 2012 as a result of the
economic crisis [141]. The shortage of provider also emerged to be an influencing
factor in other qualitative studies on continuity of care [67]; where this factor — apart
from affecting continuity of information (as in a Belgium study, where lack of time
distracted from being able to call the specialist to obtain more clinical information [89])
— also impacted the other types of continuity, for example, in Northern Ontario in
Canada, where the shortage of providers distracted from the patient being able to
access primary and secondary care services [60]; and in Belgium, where physicians
encountered insufficient time to listen to the patient given lack of time [89].

With regard to relational continuity, different identified organizational factors influenced
the consistency of physicians in primary and secondary care. An adequate
appointment making system (where visits were arranged with their assigned physicians
according to their availability), and a small size of the primary care centre (which lacked
possibilities to change to a new physician) were considered to result in consistency of
physicians of both care levels; whilst the re-organization of patient lists (where patients
were assigned to new physicians as it emerged in one study area) distracted from it.
Concerning the second dimension of relational continuity — an ongoing patient-
physician relationship — the most important influencing factor appeared to be the
stability of personnel, as also identified in the meta-synthesis. Furthermore, according
to a cross-sectional survey of adult patients in the US and the UK, the length of time
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with one physician was a strong predictor of trust in the primary care physician [142].
Results further suggest that a certain frequency or regularity of visits was necessary to
be able to establish an ongoing relationship (which in turn was influenced by the
gatekeeper system); as also suggested by the results of a qualitative study with type 2
diabetes patients [63] and a cross-sectional study conducted [95] conducted in
England.

3.3. Factors related to physicians

Three factors related to physicians were identified to favour continuity of clinical
management across the care level: the physician’s willingness to collaborate with
colleagues reinforced by physicians knowing each other, the physician’s commitment
to patient care and the primary care physician’s technical competence concerning the
adequacy of referrals. These factors were considered to avoid duplication of tests and
inconsistencies in treatment, promote consultations with other physicians to solve the
health problem, and guarantee adequate and timely referrals to secondary care. With
relation to continuity of information, one factor, the physician’s commitment to patient
care, was related to the usage of information from the electronic medical records. To
our best knowledge, only the ability to coordinate and the motivation to work
cooperatively have been identified in a literature review [67].

Concerning relational, authors from different studies agree that a continuous care
between a doctor and a patient, i.e. stability of personnel, does not necessarily lead to
an ongoing and caring relationship [138;143] but the quality of the relationship or the
patient’s consultation experience has a major bearing on how the relationship is both
developed and defined [138]. We identified that a combination of three factors favoured
the development of an ongoing relationship based on trust, in particular with the
primary care physician, and in the case these factors were absent, the patient showed
dissatisfaction and sought care with a different physicians. ldentified factors related to
the adequate medical practice or provided technical quality, effective patient-physician
communication, the physician’s positive attitude and commitment to patient care (i.e.
going beyond merely treating the patient by for example calling the patient to ask about
his or her wellbeing). A systematic review of qualitative studies by Ridd et al. [138]
concluded that a positive consultation experience (i.e. the patient's personal
experience with physicians during consultations), embracing similar influencing factors
such as the physician’s consultation and communication skills, was necessary to
develop an ongoing relationship.

4. Consequences of continuity of care for quality of care

Different consequences of (dis)continuity of care for quality of care and to a lesser
degree for the patient health were identified.

With reference to continuity of clinical management, the receipt of conflicting
information on diagnosis and treatment from different care providers prevented patients
from making progress, resulting in reduced trust in professionals, feelings of loneliness
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and, as mentioned by a small number of patients, potential negative health effects
(suffering adverse secondary effects when receiving different prescriptions). Lack of
access across levels was perceived to be linked to feelings of anxiety (due to long
waiting times for secondary care) and the inadequate use of resources (due to
duplicating primary care visits). A main consequence of limited information transfer as
highlighted by patients was repeatedly having to explain their antecedents, which led to
frustration [97;144], or having to store and carry test results to the other care level
because information was not shared via computer or up taken by physicians. This
consequence — the delegation of responsibilities for information transfer to patients —
has been frequently mentioned in literature as a result of discontinuity of information
[60;62;83;97]; however, in our results, this element additionally appeared to explain the
patient’s perception of a lack of information mechanisms put in place, i.e. patients
perceived that information was not transferred given the need to retell antecedents.
Consistency of personnel was perceived to avoid harmful modifications of the
medication plan and duplication of tests and produced feelings of comfortableness and
relief. An ongoing relationship facilitated diagnosis making given the physician’s
accumulated knowledge about the patient, led to fewer unnecessary referrals and
enhanced the curing process. Qualitative literature further concluded that an ongoing
relationship had a positive impact on the patient’s sense of security and resulted in the
health professionals taking more responsibility and initiative for following up [58], whilst
its absence led to feelings of dissatisfaction [99], helplessness, isolation [83] and
vulnerability [145].

5. Contributions to the development of the framework

5.1. Interrelation of types

Although understanding the complexity of continuity of care is crucial to improving it in
practice [45], interrelation of types and dimensions of continuity has scarcely been
studied. In the adopted framework by Reid et al. [9], their interrelation was mentioned,
however, not further analysed. Existent literature particularly focused on studying
patients’ trade-off preferences in terms of balancing seeing a preferred provider with
fast access to healthcare services [51;63;99], but information on how the other types
influenced each other remained limited. This thesis contributed to a better
understanding of the interrelation of types by identifying two strong links.

First, continuity of information affects continuity of clinical management. For example,
communication breakdowns led to unnecessary referrals and repetitions of medical
tests, as well as the prescription of incompatible drugs. That specific link has also been
identified in the previous literature on continuity of care that cited that medication errors
occurred [64] as well as delays in receiving care [60;64;146] when information transfer
was hampered.

Second, results suggest that relational continuity played an important role by
influencing the other two types, for example consistency of personnel avoided the
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duplication of tests or the receipt of different opinions regarding diagnosis and
treatment and facilitated diagnosis making because of the physician’s accumulated
knowledge about the patient. Furthermore, it seems that relational continuity, in
particular with their primary care physician, entails further improvements of continuity of
clinical management and information across the care levels, for instance, patients
highlighted that an ongoing relationship with their primary care physician resulted in
fewer unnecessary secondary care referrals because the physician showed greater
interest in the patient care and thus tried to solve the health problem him-/herself; or
patients with an established relationship saw their primary care provider on their own
initiative after a secondary care visit for follow-up. A few similar interlinkages between
these types were mentioned in the international literature. A qualitative study suggests
that an established relationship patient—primary care doctor was associated with fewer
barriers to secondary care referral because patients were generally less confident
about being referred, or receiving appropriate treatment, when they were unable to see
their physician or when the relationship was poor [136]. Quantitative research
confirmed that a greater consistency of primary care physicians [55;147] and
paediatricians [81] was related with higher coordination of referrals [147], better
communication across levels [81] and the primary care physician being informed about
care received from specialists [55;81]. Given these findings, special emphasis should
be put on establishing and maintaining relational continuity when aiming at achieving
continuity of clinical management and information.

5.2. Evidence on patients’ capacity for evaluating the services

In contrast to the notion expressed by a few researchers that specific aspects of
continuity of care are less salient to health care users [43;50], thus users might not be
able to perceive coordinated care with its complex dimensions [51], this thesis provides
evidence about the patient’s capacity for perceiving continuity across the care levels.

First, the triangulation of perceptions of COPD patients with those of health
professionals in the integrated health care networks suggested overall congruency of
results; with only a few exceptions. Furthermore, perceptions of patients attended to in
the different healthcare areas were contrasted with those of physicians employed at the
same organizations within the framework of the same research project, with equally
similar findings of perceptions of both informant groups [148]. Only slight differences
were encountered with physicians identifying additional coordination problems to the
discontinuity elements mentioned by the patients. Rationales for the few identified
conflicting findings across the informant groups could be twofold. First, problems
experienced by physicians of the integrated health care networks (such as long waiting
times for primary care visits) might not be as relevant to patients who used alternative
routes, for example the emergency department, or in non-urgent matters just waited
until the primary care physician was available. Thus patients might express some
different continuity of care needs. Second, other obstacles in care delivery that were
only identified by physicians (e.g. limited information transfer via computer) might not
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have an impact on the care itself because the physicians were able to mitigate the
problem (e.g. use of informal communication mechanisms).

Second, perceptions of patients from the different study areas were in accordance with
the mechanisms for information transfer put in place, i.e. patients perceived limited
information sharing in Ciutat Vella of Barcelona, in the area where no shared electronic
medical record system was implemented; whilst in the other areas with implemented
systems, patients indicated existent continuity of information. Thus, we might infer that
patients can actually evaluate the effectiveness of initiatives or mechanisms introduced
for better care coordination [49].

6. Limitations
Four limitations to the study warrant consideration.

Firstly, the study population in most qualitative studies published on continuity of care,
as identified in the meta-synthesis, referred to patients with chronic conditions
(particularly type two diabetes and cancer), thus the sample was skewed to elderly
people; hence, perceptions of younger patients were underrepresented in the
synthesis.

Secondly, in the multiple-case study of COPD patients attended to at integrated health
care networks, data were provided by a group of patients with relatively similar
characteristics (elderly male patients) due to the limited number of female patients that
responded to the selection criteria and accepted to participate. This might have
restricted the discursive variation and excluded any additional elements explaining the
perception of continuity of care. Nevertheless, the second study conducted in Catalonia
did not focus on any specific disease and patients with different profiles in terms of age,
sex, and country of origin composed the study sample to gain variation in the
discourse.

Thirdly, according to the inclusion criteria of both studies conducted in Catalonia, only
patients who were attended to in both primary and secondary care were selected for
the participation in the study in order to be able to analyse continuity of care across the
care levels. As a result, patients that received care in only one care level and might
have encountered barriers to receiving care in the other care level were excluded from
the sample. Emergent problems, in particular regarding the adequacy of referrals
across care levels and its timeliness, might have been underestimated.

Finally, the different study areas including the integrated health care networks were
selected to embody different services management models of the Catalan NHS, thus to
take in an important part of the different contexts. However, the areas included might
not represent the whole spectrum of the possible contexts. Therefore, caution should
be taken when targeting transferability of results to the whole region of Catalonia.
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Vil. CONCLUSIONS

The main conclusions of the thesis are:

Patients are able to perceive continuity of care. They express continuity of clinical
management and information across care levels and relational continuity with the
primary and secondary care physician by referring to concrete elements describing
each of their dimensions.

Our results suggest that the three types of continuity of care are interrelated;
showing two strong links. First, continuity of information affected continuity of clinical
management, for example, information transfer avoided repetitions of medical tests.
Second, relational continuity with one physician played an important role by
influencing continuity of clinical management and information, for instance, an
ongoing relationship with their primary care physician resulted in fewer unnecessary
referrals.

Patients served in the Catalan NHS generally perceive the existence of continuity of
care, with a few elements of discontinuity identified in all study areas and related to
all three types. Only two differences are observed between the study areas, which
were limited continuity of information across care levels (insufficient information
transfer) in the area where primary and secondary care were managed by different
entities and limited relational continuity (inconsistencies of primary care physicians)
in two integrated health care networks.

A number of factors that influence continuity of care related to the healthcare
system, the organizations and physicians are identified. Among the factors related to
the healthcare system, the clear distribution of roles and responsibilities between
primary and secondary care physicians was perceived to enhance the continuity of
clinical management; nevertheless, the primary care physician’s gatekeeper function
also emerged to be a distracting factor by extending waiting times or even failing to
provide access to secondary care. Among the factors related to the health care
organizations, care coordination mechanisms (face-to-face meetings) and
mechanisms for informal communication (e-mail and telephone) are perceived to
improve continuity of clinical management, whereas a lack of doctors worsened
waiting times for secondary care. Electronic medical records and co-location of
physicians were considered to positively influence information transfer, whilst a lack
of doctors contributed to an insufficient usage of clinical data. A small size of the
primary care centre and an adequate appointment-making system favoured
consistency of personnel, whilst the re-organization of patient lists distracted from it.
Some of the organizational factors only appeared in one or two study areas and
were less salient in the patients’ discourse. Among the factors related to the
physicians, the primary care physician’s technical competence favoured continuity of
clinical management (adequate referrals), whilst the willingness to collaborate and
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the commitment to patient care influenced both continuity of clinical management
and information (its use). The physician’s adequate medical practice, positive
attitudes and commitment to patient care as well as an effective patient-physician
communication enhanced relational continuity (the development of an ongoing
patient-doctor relationship).

Different consequences of all three types of continuity of care for quality of care and
the patient’s health emerge in the study findings. The lack of continuity of clinical
management was linked to an inadequate use of resources, feelings of anxiety and
loneliness, potential negative health effects and the patient seeking private health
care either in Catalonia or, in the case of foreign nationals, in their country of origin.
Continuity of information was related to the adequate use of resources and
adequacy of treatments prescribed. Finally, relational continuity resulted in fewer
unnecessary referrals, provision of adequate treatment, easier diagnose making,
feelings of security and comfortableness and adherence to the treatment plan.
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Vill. RECOMMENDATIONS

A number of recommendations for the organization of health services and for future
health services research can be derived from the results of this thesis.

1. Recommendations for improving the health care provision

1.1 Recommendations for health policy makers

The healthcare model based on primary health care, as it is promoted by the
Spanish and other NHS, should be further fostered given that it first, favours the
receipt of care at the right care level with primary care exercising the gatekeeper
function, and second, enhances a clear distribution of responsibilities between
primary and secondary care with the primary care physician having the holistic
view and comprehensive knowledge about the patient and taking over
responsibilities for coordinated their along the care continuum.

1.2 Recommendations for health care managers

Health care organizations should guarantee that responsibilities between
professionals of both care levels are clearly defined to enhance continuity of
clinical management. This might be achieved by implementing shared clinical
guidelines, healthcare maps or other care coordination mechanisms for the
standardization of work processes.

Health care managers should first, assure that care coordination mechanisms (in
particular electronic medical records, face-to-face meetings) and mechanisms for
informal communication (use of e-mail and telephone) are implemented
adequately and second, guarantee that physicians have sufficient time to use
these mechanisms put in place.

Health care organizations should provide patients sufficient opportunities to see
their assigned primary care physician and guarantee that doctors are able to
dedicate them enough time during the visit by increasing consultation length and
frequency.

Finally, the patient’s perspective of continuity of care should be on the health care
managers’ agenda and should be taken into account when deciding on
implementing strategies that aim to improve coordination of care. Health care
managers should require that quality improvement measures include and
routinely evaluate continuity of care and is further analysed in-depth. Moreover,
they should ensure that continuity is clearly identified as a desirable objective in
their organization as a means to improve quality of care; and that patients, as the
recipients of care are placed in the centre of their organization model.
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1.3 Recommendations for health professionals

Health care professionals should be commitment to patient care and enter into
relationships with patients that go beyond usual contracted obligations but target
to provide them with the best care possible [149].

Physicians, in particular primary care physicians, should try to facilitate the
development an ongoing patient-doctor relationship based on trust by providing
adequate medical care to patients, developing communication and consultation
skills and showing sufficient interest in the patient care.

2. Recommendations for future research

Future research should continue to refine the framework to obtain a better
understanding of the complex multidimensional concept and, in particular, should
analyse the interrelation of the three types of continuity of care given that the
presence or absence of one type might directly influence the other types.

The relationship between continuity of care and quality of care warrant specific
consideration and should be subject to future research because identified
consequences of (dis)continuity of care remain to be limited. Acquiring knowledge
about the continuity outcomes would favour a better understanding of its
importance in health services research.

Research on continuity of care should be extended to different healthcare areas
located in other autonomous communities in Spain and other countries to address
its analysis in different health care systems, types of organizations and
populations with different socio-economic characteristics. Analysing continuity of
care in different contexts would provide opportunities for better understanding the
contextual influencing factors; therefore potential encountered differences.
Furthermore, the areas identified with high levels of perception could serve as
best practice examples and help to address shortcomings identified in the other
areas.

Future research should focus on analysing specific population groups. Whilst
perceptions of patients with different types of conditions have already been
subject to analysis, the vulnerable population has been included to a lesser
degree, even though they might express specific continuity of care needs. This
topic has recently gained importance in the context of the economic crisis and its
related high migration across the European countries.

This thesis focused on the analysis of continuity across care levels given that
problems are most likely to arise at key interfaces between primary and
secondary care; however errors might also occur when care is delivered by
different specialities [8]. Hence, the analysis of continuity at one care level
(adopting an intra-level perspective), in particular at the secondary care level,
should be targeted in future research since this topic has scarcely been studied.
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The analysis might include not only continuity of clinical management and
information within secondary care but also relational continuity with the specialist
given its potentials to improve the other two types.

Finally, future research should compare the results of the phenomenon of
continuity of care with those stemming from research on care coordination (i.e.
studies analysing the perspective of the healthcare system that embrace the point
of view of health care managers or professionals) in order to better comprehend
the slight differences encountered in the perceptions of some of the elements of
continuity of care.

79



80



IX. BIBLIOGRAPHY

10.

11.

12.

13.

14.

Kodner DL, Spreeuwenberg C. Integrated care: meaning, logic, applications,
and implications - a discussion paper. Int J Integr Care 2002; 2: e12.

WHO. Sixty-Second World Health Assembly: resolution and decision. 18-22
May 2009. Geneva, 2009.

Pan American Health Organization. Integrated health service delivery networks:
concepts, policy options and road maps for implementation in the Americas.
Washington D.C.: 2011.

WHO Regional Office for Europe. Health 2020: a European policy framework
supporting action across government and society for health and well-being.
62nd session. Copenhagen, 2012.

Shortell SM, Gillies RR, Anderson DA. Remaking health care in America: the
evolution of organized delivery systems. San Francisco: The Jossey-Bass
Health Care Series, 2000.

Starfield B. Coordinacion de la atencién en salud. In Atencién primaria.
Barcelona: Masson; 2002. p. 233-65.

Grone O, Garcia-Barbero M. Integrated care: a position paper of the WHO
European Office for integrated health care services. Int J Integr Care 2001; 1:
e21.

Saltman RB, Rico A, Boerma W. Primary Care in the Driver's Seat?
Organizational Reform in European Primary Care. Berkshire: Open University
Press, 2006.

Reid RJ, Haggerty JL, McKendry R. Defusing the confusion: concepts and
measures of continuity of healthcare. Ottawa: Canadian Health Services
Research Foundation, 2002.

Mladovsky P, Srivastava D, Cylus J, Karanikolos M, Evetovits T, Thomson S, et
al. Health policy responses to the financial crisis in Europe. Copenhagen: WHO
Regional Office for Europe, 2012.

Nolte E, McKee M. Integration and chronic care: a review. In Caring for people
with chronic conditions: a health system perspective. Glasgow: Open University
Press; 2008. p. 64-91.

Bodenheimer T. Coordinating care: a perilous journey through the health care
system. N Engl J Med 2008; 358: 1064-71.

Ovretveit J. Does improving quality save money? A review of evidence of which
improvements to quality reduce costs to health service providers. London: The
Health Foundation, 2009.

Ovretveit J. Does clincial coordinaton improve quality and safe money? Volume
1: A summary review of the evidence. London: Health Foundation, 2011.

81



15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

Strandberg-Larsen M, Krasnik A. Measurement of integrated healthcare
delivery: a systematic review of methods and future research directions. Int J
Integr Care 2009; 9: e01.

Curry N, Ham C. Clinical and service integration: the route to improved
outcomes. London: The King's Fund, 2010.

Valentijn PP, Schepman SM, Opheij W, Bruijnzeels MA. Understanding
integrated care: a comprehensive conceptual framework based on the
integrative functions of primary care. Int J Integr Care 2013; 13: e010.

Vazquez ML, Vargas |, Unger JP, Mogollén AS, Silva MRF, De Paepe P.
Integrated health care networks in Latin America: toward a conceptual
framework for analysis. Rev Panam Salud Publica 2009; 26: 360-7.

Montenegro H, Holder R, Ramagem C, Urrutia S, Fabreg R, Tasca R, et al.
Combating health care fragmentation through integrated health service delivery
networks in the Americas: lessons learned. Int J Integr Care 2011; 19: 5-16.

Unger JP, De Paepe P, Ghilbert P, Soors W, Green A. Integrated care: a fresh
perspective for international health policies in low and middle-income countries.
Int J Integr Care 2006; 6: e15.

Vargas |, Mogollén AS, Unger JP, da Silva MRF, De Paepe P, Vazquez ML.
Regional-based Integrated Healthcare Network policy in Brazil: from formulation
to practice. Health Policy Plan 2014.

Van de Ven W, Schut FT, Rutten FF. Forming and reforming the market for
third-party purchasing of health care. Soc Sci Med 1994; 39: 1405-12.

Shortell SM, Gillies RR, Anderson DA. The new world of managed care:
creating organized delivery systems. Health Aff (Millwood) 1994; 13: 46-64.

Strandberg-Larsen M, Schiotz ML, Silver JD, Frolich A, Andersen JS, Graetz I,
et al. Is the Kaiser Permanente model superior in terms of clinical integration?:
a comparative study of Kaiser Permanente, Northern California and the Danish
healthcare system. BMC Health Serv Res 2010; 10: 91.

Leatt P, Pink GH, Naylor CD. Integrated delivery systems: has their time come
in Canada? CMAJ 1996; 154: 803-9.

Leatt P, Pink GH, Guerriere M. Towards a Canadian model of integrated
healthcare. Healthcare Papers 2000; 1: 13-35.

World Bank. Investing in health: world development report 1993. Oxford: Oxford
University Press, 1993.

Burns LR, Pauly MV. Integrated delivery networks: a detour on the road to
integrated health care? Health Aff (Millwood) 2002; 21: 128-43.

Leggat SG, Leatt P. A framework for assessing the performance of integrated
health delivery systems. Healthc Manage Forum 1997; 10: 11-26.

Véazquez ML, Vargas |. Organizaciones sanitarias integradas: un estudio de
casos. 2nd ed. ed. Barcelona: Consorci Hospitalari de Catalunya, 2009.

82



31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

Longest B, Young G. Coordination and communication. /n Health care
management. New York: Delmar; 2000. p. 210-43.

Kornacki MJ, Silversin J. How can IDSs integrate conflicting cultures? Healthc
Financ Manage 1998; 52: 34-6.

Véazquez ML, Vargas |, Farré J, Terraza R. Organizaciones sanitarias
integradas: una guia para el analisis. Rev Esp Salud Publica 2005; 79: 633-43.

Terraza R, Vargas |, Vazquez ML. La coordinacion entre niveles asistenciales:
una sistematizacion de sus instrumentos y medidas. Gac Sanit 2006; 20: 485-
95.

Kodner DL. All together now: a conceptual exploration of integrated care.
Healthc Q 2009; 13: 6-15.

Uijen AA, Schers HJ, Schellevis FG, van den Bosch WJ. How unique is
continuity of care? A review of continuity and related concepts. Fam Pract 2012;
29: 264-71.

Haggerty JL, Reid RJ, Freeman GK, Starfield B, Adair CE, McKendry R.
Continuity of care: a multidisciplinary review. Br Med J 2003; 327: 1219-21.

Rogers J, Curtis P. The concept and measurement of continuity in primary care.
Am J Public Health 1980; 70: 122-7.

Starfield B. Continuous confusion. Am J Public Health 1980; 70: 117-9.

Starfield B. Primary care: concept, evaluation, and policy. New York: Oxford
University Press, 1992.

Starfield B, Shi L, Macinko J. Contribution of primary care to health systems
and health. Milbank Q 2005; 83: 457-502.

Freeman GK, Shepperd S, Robinson |, Ehrich K, Richards S. Continuity of care:
report of a scoping exercise summer 2000 for the SDO programme of NHS
R&D. London: NCCSDO, 2001.

Freeman GK, Woloshynowych M, Baker R, Boulton M, Guthrie B, Car J.
Continuity of care 2006: what have we learned since 2000 and what are policy
imperatives now? London: National Coordinating Centre for Service Delivery
and Organisation, 2007.

Torrey EF. Continuous treatment teams in the care of the chronic mentally ill.
Hosp Community Psychiatry 1986; 37: 1243-7.

Wierdsma A, Mulder C, de Vries S, Sytema S. Reconstructing continuity of care
in mental health services: a multilevel conceptual framework. J Health Serv Res
Policy 2009; 14: 52-7.

Saultz JW. Defining and measuring interpersonal continuity of care. Ann Fam
Med 2003; 1: 134-43.

Van Servellen G, Fongwa B, Mockus D'Errico E. Continuity of care and quality
care outcomes for people experiencing chronic conditions: a literature review.
Nurs Health Sci 2006; 8: 185-95.

83



48.

49.

50.

51.

52.

53.

54.

95.

56.

57.

58.

59.

60.

61.

62.

Parker G, Corden A, Heaton J. Experiences of and influences on continuity of
care for service users and carers: synthesis of evidence from a research
programme. Health Soc Care Community 2011; 19: 576-601.

Uijen AA, Schers HJ, van Weel C. Continuity of care preferably measured from
the patients' perspective. J Clin Epidemiol 2010; 63: 998-9.

Naithani S, Gulliford MC, Morgan M. Patients' perceptions and experiences of
‘continuity of care' in diabetes. Health Expect 2006; 9: 118-29.

Parker G, Corden A, Heaton J. Synthesis and conceptual analysis of the SDO
Programme's research on continuity of care. Southampton: National Institute for
Health Research Service Delivery Organization, 2010.

Breton M, Haggerty J, Roberge D, Freeman GK. Management continuity in
local health networks. Int J Integr Care 2012; 12: e14.

Singer SJ, Burgers J, Friedberg M, Rosenthal MB, Leape L, Schneider E.
Defining and measuring integrated patient care: promoting the next frontier in
health care delivery. Med Care Res Rev 2011; 68: 112-27.

Haggerty JL, Roberge D, Freeman GK, Beaulieu C. Experienced continuity of
care when patients see multiple clinicians: a qualitative metasummary. Ann
Fam Med 2013; 11: 262-71.

O'Malley AS, Cunningham PJ. Patient experiences with coordination of care:
the benefit of continuity and primary care physician as referral source. J Gen
Intern Med 2009; 24: 170-7.

Walker KO, Labat A, Choi J, Schmittdiel J, Stewart AL, Grumbach K. Patient
perceptions of integrated care: confused by the term, clear on the concept. Int J
Integr Care 2013; 13: e004.

Kringos DS, Boerma WG, Hutchinson A, Van der Zee J, Groenewegen PP. The
breadth of primary care: a systematic literature review of its core dimensions.
BMC Health Serv Res 2010; 10: 65.

Wodskou PM, Host D, Godtfredsen NS, Frolich A. A qualitative study of
integrated care from the perspectives of patients with chronic obstructive
pulmonary disease and their relatives. BMC Health Serv Res 2014; 14: 471.

Mercer SW, Cawston PG, Bikker AP. Quality in general practice consultations:
a qualitative study of the views of patients living in an area of high socio-
economic deprivation in Scotland. BMJ Family Practice 2007; 8.

Nair KM, Dolovich LR, Ciliska DK, Lee HN. The perception of continuity of care
from the perspective of patients with diabetes. Fam Med 2005; 37: 118-24.

Letelier MJ, Aller MB, Henao D, Sanchez-Pérez I, Vargas |, Coderch J., et al.
Diserio y validacién de un cuestionario para medir la continuidad asistencial
entre niveles desde la perspectiva del usuario: CCAENA. Gac Sanit 2010; 24:
339-46.

Miller AR, Condin CJ, McKellin WH, Shaw N, Klassen AF, Sheps S. Continuity
of care for children with complex chronic health conditions: parents'
perspectives. BMC Health Serv Res 2009; 9: 242.

84



63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

74.

75.

76.

77.

Alazri MH, Neal RD, Heywood P, Leese B. Patients' experiences of continuity in
the care of type 2 diabetes: a focus group study in primary care. Br J Gen Pract
2006; 56: 488-95.

Cowie L, Morgan M, White P, Gulliford MC. Experience of continuity of care of
patients with multiple long-term conditions in England. J Health Serv Res Policy
2009; 14: 82-7.

Nazareth I, Jones L, Irving A, Aslett H, Ramsay A, Richardson A, et al.
Perceived concepts of continuity of care in people with colorectal and breast
cancer: a qualitative case study analysis. Eur J Cancer Care (Engl) 2008; 17:
569-77.

Walsh J, Harrison JD, Young JM, Butow PN, Solomon MJ, Masya L. What are
the current barriers to effective cancer care coordination? A qualitative study.
BMC Health Serv Res 2010; 10: 132.

Sparbel KJ, Anderson MA. Integrated literature review of continuity of care. Part
1: conceptual issues. J Nurs Scholarsh 2000; 32: 17-24.

Barnet M, Shaw T. What do consumers see as important in the continuity of
their care? Support Care Cancer 2013; 21: 2637-42.

Jee SH, Cabana MD. Indices for continuity of care: a systematic review of the
literature. Med Care Res Rev 2006; 63: 158-88.

Aller MB. La continuidad entre niveles asistenciales en diferentes entornos
sanitarios. Tesis doctoral. Barcelona: Universitat Autdbnoma de Barcelona;
2014.

Flocke SA. Measuring attributes of primary care: development of a new
instrument. J Fam Pract 1997; 45: 64-74.

Bice TW, Boxerman SB. A quantitative measure of continuity of care. Med Care
1977; 15: 347-9.

Letelier MJ. Disefo de un cuestionario para medir la continuidad asistencial
desde la perspectiva de los usuarios. Tesina del Master de Salud Publica.
Universitat Pompeu Fabra, Barcelona; 2008.

Garcia-Subirats |, Aller MB, Vargas |, Vazquez ML. Adaptacion y validacion de
la escala CCAENA® para evaluar la continuidad asistencial entre niveles de
atencion en Colombia y Brasil. Gac Sanit 2015; 29: 88-96.

Uijen AA, Schellevis FG, van den Bosch WJ, Mokkink HG, van Weel C, Schers
HJ. Nijmegen Continuity Questionnaire: development and testing of a
questionnaire that measures continuity of care. J Clin Epidemiol 2011; 64:
1391-9.

Haggerty JL, Roberge D, Freeman GK, Beaulieu C, Breton M. Validation of a
generic measure of continuity of care: when patients encounter several
clinicians. Ann Fam Med 2012; 10: 443-51.

Aller MB, Vargas |, Waibel S, Coderch J, Sanchez-Pérez |, Colomes L, et al. A
comprehensive analysis of patients' perceptions of continuity of care and their
associated factors. Int J Qual Health Care 2013; 25: 291-9.

85



78.

79.

80.

81.

82.

83.

84.

85.

86.

87.

88.

89.

90.

91.

Gulliford M, Cowie L, Morgan M. Relational and management continuity survey
in patients with multiple long-term conditions. J Health Serv Res Policy 2011;
16: 67-74.

Burgers JS, Voerman GE, Grol R, Faber MJ, Schneider EC. Quality and
coordination of care for patients with multiple conditions: results from an
international survey of patient experience. Eval Health Prof 2010; 33: 343-64.

Deborah TJ, Osheroff W. Patient perceptions of inter-provider coordination of
care. Hawaii Med J 2008; 67: 121-5.

Christakis DA, Wright JA, Zimmerman FJ, Bassett AL, Connell FA. Continuity of
care is associated with well-coordinated care. Ambul Pediatr 2003; 3: 82-6.

van Walraven C, Oake N, Jennings A, Forster AJ. The association between
continuity of care and outcomes: a systematic and critical review. J Eval Clin
Pract2010; 16: 947-56.

Jones IR, Ahmed N, Catty J, McLaren S, Rose D, Wykes T, et al. lliness
careers and continuity of care in mental health services: a qualitative study of
service users and carers. Soc Sci Med 2009; 69: 632-9.

Schoen C, Osborn R, Doty MM, Bishop M, Peugh J, Murukutla N. Toward
higher-performance health systems: adults' health care experiences in seven
countries, 2007. Health Aff (Millwood ) 2007; 26: w717-w734.

Rodriguez HP, von Glahn T, Chang H, Rogers WH, Safran DG. Measuring
patients' experiences with individual specialist physicians and their practices.
Am J Med Qual 2009; 24: 35-44.

Bergenmar M, Nylen U, Lidbrink E, Bergh J, Brandberg Y. Improvements in
patient satisfaction at an outpatient clinic for patients with breast cancer. Acta
Oncol 2006; 45: 550-8.

Aller MB, Vargas |, Waibel S, Coderch J, Sanchez-Pérez |, Llopart JR, et al.
Factors associated to experienced continuity of care between primary and
outpatient secondary care in the Catalan public healthcare system. Gac Sanit
2013; 27: 207-13.

Toscan J, Mairs K, Hinton S, Stolee P. Integrated transitional care: patient,
informal caregiver and health care provider perspectives on care transitions for
older persons with hip fracture. Int J Integr Care 2012; 12: e13.

Michiels E, Deschepper R, Van der Kelen G, Bernheim JL, Mortier F, Vander
SR, et al. The role of general practitioners in continuity of care at the end of life:
a qualitative study of terminally ill patients and their next of kin. Palliat Med
2007; 21: 409-15.

Tarrant C, Stokes T, Baker R. Factors associated with patients' trust in their
general practitioner: a cross-sectional survey. Br J Gen Pract 2003; 53: 798-
800.

Schers H, van den HH, Bor H, Grol R, van den BW. Familiarity with a GP and
patients' evaluations of care. A cross-sectional study. Fam Pract 2005; 22: 15-9.

86



92.

93.

94.

95.

96.

97.

98.

99.

100.

101.

102.

103.

104.

105.

106.

Mead N, Roland M. Understanding why some ethnic minority patients evaluate
medical care more negatively than white patients: a cross sectional analysis of
a routine patient survey in English general practices. BMJ 2009; 339: b3450.

Aller MB, Colome JM, Waibel S, Vargas |, Vazquez ML. A first approach to
differences in continuity of care perceived by immigrants and natives in the
Catalan public healthcare system. Int J Environ Res Public Health 2013; 10:
1474-88.

Haggerty JL, Pineault R, Beaulieu MD, Brunelle Y, Gauthier J, Goulet F, et al.
Practice features associated with patient-reported accessibility, continuity, and
coordination of primary health care. Ann Fam Med 2008; 6: 116-23.

Kearley KE, Freeman GK, Heath A. An exploration of the value of the personal
doctor-patient relationship in general practice. Br J Gen Pract 2001; 51: 712-8.

Roland M, Mayor V, Morris R. Factors associated with achieving continuity of
care in general practice. J R Coll Gen Pract 1986; 36: 102-4.

O'Cathain A, Coleman P, Nicholl J. Characteristics of the emergency and
urgent care system important to patients: a qualitative study. J Health Serv Res
Policy 2008; 13 Suppl 2: 19-25.

Pandhi N, Bowers B, Chen FP. A comfortable relationship: a patient-derived
dimension of ongoing care. Fam Med 2007; 39: 266-73.

Boulton M, Tarrant C, Windridge K, Baker R, Freeman GK. How are different
types of continuity achieved? A mixed methods longitudinal study. Br J Gen
Pract 2006; 56: 749-55.

Health Quality Ontario. Continuity of care to optimize chronic disease
management in the community setting: an evidence-based analysis. Ontario:
Ont Health Technol Assess Ser, 2013.

Saultz JW, Albedaiwi W. Interpersonal continuity of care and patient
satisfaction: a critical review. Ann Fam Med 2004; 2: 445-51.

Institute of Medicine. Crossing the quality chasm: a new health system for the
21st century. Washington D.C.: National Academy Press, 2001.

Kringos DS, Boerma WG, Bourgueil Y, Cartier T, Hasvold T, Hutchinson A, et
al. The European primary care monitor: structure, process and outcome
indicators. BMC Fam Pract 2010; 11: 81.

Armitage GD, Suter E, Oelke ND, Adair CE. Health systems integration: state of
the evidence. Int J Integr Care 2009; 9: e82.

Vargas |, Mogollon AS, De Paepe P, da Silva MRF, Unger JP, Vazquez ML. Do
existing mechanisms contribute to improvements in care coordination across
levels of care in health services networks? Opinions of the health personnel in
Colombia and Brazil. BMC Health Serv Res 2015; 15: 213.

Goodwin N. Are networks the answer to achieving integrated care? J Health
Serv Res Policy 2008; 13: 58-60.

87



107.

108.

109.

110.

111.

112.

113.

114.

115.

116.

117.

118.

119.

120.

121.

122.

Fleury MJ. Integrated service networks: the Quebec case. Health Serv Manage
Res 2006; 19: 153-65.

Kautz CM, Gittell JH, Weinberg DB, Lusenhop RW, Wright JA. Patient benefits
from participating in an integrated delivery system: impact on coordination of
care. Health Care Manage Rev 2007; 32: 284-94.

Vazquez ML, Vargas |, Nufio R, Toro N. Organizaciones sanitarias integradas y
otros ejemplos de colaboracion entre proveedores. Informe SESPAS 2012. Gac
Sanit 2012; 26: 94-101.

Henao D, Vazquez ML, Vargas |. Factores que influyen en la coordinacion
entre niveles asistenciales segun la opinién de directivos y profesionales
sanitarios. Gac Sanit 2009; 23: 280-6.

Vargas |, Vazquez ML. Barreras y facilitadores de la coordinacién asistencial en
dos organizaciones sanitarias integradas en Cataluna. Gac Sanit 2007; 21:
114-23.

Ley 14/1986 de 25 de abril, General de Sanidad. 26-4-1986. Boletin Oficial de
Estado (BOE), no 102.

Garcia-Armesto S, Abadia-Taira MB, Duran A, Hernandez-Quevedo C, Bernal-
Delgado E. Spain: health systems review. Health Syst Transit 2010; 12: 1-295.

Real Decreto-ley 16/2012, de 20 de abril, de medidas urgentes para garantizar
la sostenibilidad del Sistema Nacional de Salud y mejorar la calidad y
seguridad de sus prestaciones. Boletin Oficial del Estado, no 98. 24-4-2012.

Real Decreto 1192/2012, de 3 de agosto, por el que se regula la condicion de
asegurado y de beneficiario a efectos de la asistencia sanitaria en Esparia, con
cargo a fondos publicos, a través del Sistema Nacional de Salud. Boletin Oficial
del Estado, no 168. 4-8-2012.

Departament de la Presidéncia. Llei 15/1990, de 9 de juliol, d'ordenacid
sanitaria de Catalunya. Diari Oficial de la Generalitat de Catalunya, no 1324.
30-7-1990.

Decret 196/2010 de 14 de desembre, del sistema sanitari integral d'utilitzacié
publica de Catalunya (SISCAT). DOGC, Num. 5776, 91245-91259. 16-12-2010.
Diari Oficial de la Generalitat de Catalunya.

European Observatory on Health Care Systems. Health care systems in
transition: Spain. 2000.

Ministerio de Sanidad, Servicios Sociales e Igualdad. National Health System of
Spain 2012. Madrid, 2012.

Guthrie B, Saultz JW, Freeman GK, Haggerty JL. Continuity of care matters.
BMJ 2008; 337: a867.

Sandelowski M, Barroso J. Handbook for synthesizing qualitative research.
New York: Springer Publishing Company, 2006.

Noblit G, Hare R. Meta-ethnography: synthesising qualitative studies. Sage:
Newbury Park, 1988.

88



123.

124.

125.

126.

127.

128.

129.

130.

131.

132.

133.

134.

135.

136.

137.

138.

139.

Mays N, Pope C. Qualitative research in health care: assessing quality in
qualitative research. Br Med J 2000; 320: 50-2.

Kuper A, Reeves S, Levinson W. An introduction to reading and appraising
qualitative research. BMJ 2008; 337: a288.

Patton QM. Qualitative evaluation and research methods. 2 ed. Newbury Park:
Sage Publications, 1990.

DePoy E, Gitlin L. Introduction to research: multiple strategies for health and
human services. St. Louis: Mosby, 1994.

Yin RC. Case study research: design and methods. 3 ed. Thousand Oaks:
Sage Publications, 2003.

Kuper A, Lingard L, Levinson W. Critically appraising qualitative research. BMJ
2008; 337: a1035.

Bourbeau J, Saad N. Integrated care model with self-management in chronic
obstructive pulmonary disease: from family physicians to specialists. Chron
Respir Dis 2013; 10: 99-105.

Casas F. La atencién integral a las agudizaciones de la enfermedad pulmonar
obstructiva crénica: la atencién primaria y la atencion especializada van de la
mano. Semergen 2012; 38: 345-7.

Calderén C. Investigacion cualitativa en atencién primaria. In Atencion primaria:
conceptos, organizacion y practica clinica. Barcelona: Harcourt International;
2003. p. 224-41.

Pope C, Ziebland S, Mays N. Qualitative research in health care. Analysing
qualitative data. BMJ 2000; 320: 114-6.

Miles MB, Huberman AM. Qualitative data analysis: an expanded sourcebook.
2 ed. Thousand Oaks: Sage Publications, 1994.

Servei Catala de la Salut. Registro Central de Asegurado. 2010.

Departament de Salut, Servei Catala de la Salut. La veu de la ciutadania: com
la percepcio de la ciutadania es vincula a la millora dels serveis sanitaris i el
sistema de salut de Catalunya. Barcelona, 2015.

Preston C, Cheater F, Baker R, Hearnshaw H. Left in limbo: patients' views on
care across the primary/secondary interface. Qual Health Care 1999; 8: 16-21.

Carmody P, Whitford DL. Telephone survey of private patients' views on
continuity of care and registration with general practice in Ireland. BMC Fam
Pract 2007; 8: 17.

Ridd M, Shaw A, Lewis G, Salisbury C. The patient-doctor relationship: a
synthesis of the qualitative literature on patients' perspectives. Br J Gen Pract
2009; 59: e116-e133.

Tarrant C, Windridge K, Baker R, Freeman G, Boulton M. 'Falling through gaps':
primary care patients' accounts of breakdowns in experienced continuity of
care. Fam Pract 2015; 32: 82-7.

89



140.

141.

142.

143.

144.

145.

146.

147.

148.

149.

Haggerty JL. Ordering the chaos for patients with multimorbidity. BMJ 2012;
345: e5915.

Govierno de Espana. Programa Nacional de Reformas. La Moncloa, 2012.

Mainous AG, lll, Baker R, Love MM, Gray DP, Gill JM. Continuity of care and
trust in one's physician: evidence from primary care in the United States and the
United Kingdom. Fam Med 2001; 33: 22-7.

Tarrant C, Windridge K, Boulton M, Baker R, Freeman G. How important is
personal care in general practice? BMJ 2003; 326: 1310.

Von Bultzingslowen |, Eliasson G, Sarvimaki A, Mattsson B, Hjortdahl P.
Patients' views on interpersonal continuity in primary care: a sense of security
based on four core foundations. Fam Pract 2006; 23: 210-9.

McCormack B, Mitchell EA, Cook G, Reed J, Childs S. Older persons'
experiences of whole systems: the impact of health and social care
organizational structures. J Nurs Manag 2008; 16: 105-14.

Golden SL, Nageswaran S. Caregiver voices: coordinating care for children with
complex chronic conditions. Clin Pediatr (Phila) 2012; 51: 723-9.

Tsai J, Shi L, Yu WL, Lebrun LA. Usual source of care and the quality of
medical care experiences: a cross-sectional survey of patients from a
Taiwanese community. Med Care 2010; 48: 628-34.

Aller MB, Vargas |, Coderch J, Calero S, Cots F, Abizanda M, et al. Enablers
and barriers to clinical care coordination across levels of care in the Catalan
health sytem. In elaboration 2015.

Newbery P. Time to rethink continuity. Can Fam Physician 2000; 46: 1248-57.

90



X. ANNEXES

1. Other publications by the Ph.D. candidate on integration of care
1.1. Articles

Aller MB, Vargas |, Waibel S, Coderch J, Sanchez-Pérez |, Colomés LI, Llopart JR,
Ferran M, Vazquez ML. A comprehensive analysis of patients’ perceptions of continuity
of care and their associated factors. Int J Qual Health Care. 2013 Jul;25(3):291-9.

Aller MB, Vargas |, Waibel S, Coderch J, Sanchez-Pérez |, Llopart JR, Colomés LI,
Ferran M, Garcia-Subirats |, Vazquez ML. Factors associated to experienced continuity
of care between primary and outpatient secondary care in the Catalan public
healthcare system. Gac Sanit. 2013 May-Jun;27(3):207-13.

Aller MB, Colomé JM, Waibel S, Vargas |, Vazquez ML. A first approach to differences
in continuity of care perceived by immigrants and natives in the Catalan public
healthcare system. Int J Environ Res Public Health.2013 Apr 9;10(4):1474-88.

1.2. Reports during research visits

Waibel S. Tello J. Toolkit for the analysis of care integration using the continuity of care
approach: background paper on continuity of care and case study methodology. WHO
Regional Office for Europe. Copenhagen: 2013

Schang L. Waibel S. Thomson S. Measuring care coordination: health system and
patient perspectives. Association of Austrian Social Security Institutions. LSE Health.
London: 2013

1.3. Master’s thesis

Waibel S. La continuidad entre niveles asistenciales en dos organizaciones sanitarias
integradas de Cataluna desde la perspectiva de los pacientes con enfermedad
pulmonar obstructiva crénica. Tesis del Master. Universitat Pompeu Fabra. Barcelona:
2010.

1.4. Presentations at conferences

Aller MB, Waibel S, Vargas |, Vazquez ML, Coderch J, Cots F, Abizanda M, Calero S,
Colomés LI, Llopart JR, Farré J. How do doctors and patients perceive coordination
and continuity across care levels in Catalonia? Eur J Public Health 2015; 25 (suppl.3):
470-1

Aller MB, Waibel S, Vargas |, Vazquez ML, Coderch J, Cots F, Abizanda M, Calero S,
Colomés LI, Llopart JR, Farré J. Factors influencing coordination and continuity across
levels in the Catalan Health Care System. Eur J Public Health 2015; 25 (suppl.3): 471

91



Aller MB, Waibel S, Vargas |, Coderch J, Cots F, Abizanda M, Calero S, Colomés LI,
Vazquez ML. Coordinacién y continuidad entre niveles de atencion en el sistema de
salud publico catalan. Gac Sanit. 2015; 29(S): 350.

Waibel S, Aller MB, Vargas |, Coderch J, Cots F, Abizanda M, Calero S, Colomés LI,
Llopart JR, Farré J, Vazquez ML. Coordination and continuity across levels of care in
the Catalan healthcare system: perspectives of health professionals and patients.
Health Services Research, 2" Spring Meeting. Amsterdam: 23-24 April 2015.

Waibel S, Aller MB, Vargas |, Vazquez ML. La continuidad de informacion y gestion
entre niveles asistenciales desde la percepcion de los usuarios de servicios de salud.
Gac Sanit. 2014; 28(SC): 154.

Fischer T, Schang L, Waibel S, Thomson S. Versorgungskoordinierung auf dem
Prifstand: Ansatze zur Messung aus Systemperspektive und aus Sicht der Patienten.
17. Wissenschaftliche Tagung der Osterreichischen Gesellschaft fiir Public Health. St.
Pélten: 22-23 May 2014.

Waibel S, Aller MB, Vargas |, Coderch J, Calero S, Cots F, Abizanda M, Farré J,
Llopart JR, Colomés LI, Vazquez ML. How does perceived informational and
managerial continuity relate to quality of care? Patients’ opinions on the Catalan public
health services. 14" International Conference on Integrated Care. Brussels, 2-4 Apr
2014.

Waibel S, Aller MB, Vargas |, Coderch J, Farré J, Llopart JR, Colomés L, Calero S,
Vazquez ML. How do healthcare users experience continuity of care across care levels
in different settings in the Catalan healthcare system? Eur J Public Health 2013; 23
(suppl.1): 206

Waibel S, Gusméao R, Henao D, Aller MB Vargas |, Vazquez ML. How do users of
integrated healthcare networks in Catalonia perceive continuity of care? A qualitative
multiple-case study. Eur J Public Health 2011; 21 (suppl.1):112

Waibel S, Gusmao R, Henao D, Aller MB, Vargas |, Vazquez ML. Percepcion de
continuidad en pacientes con EPOC en organizaciones sanitarias integradas de
Cataluna. Gac Sanit. 2011; 25 (Esp.Congr.2): 299-300.

Aller MB, Vargas |, Waibel S, Sanchez-Pérez |, Coderch J, Llopart JR, Ferran M,
Colomés LL, Vazquez ML. Which are (dis)continuity elements experienced by the
Catalonian healthcare users? Eur J Public Health. 2011; 21 (suppl.1): 111.

Colomé JM, Aller MB, Vazquez ML, Waibel S, Vargas |. Differences in perception
between the immigrant and native population regarding continuity between care levels
in Catalonia. Eur J Public Health. 2011; 21 (suppl.1): 112.

Aller MB, Vazquez ML, Waibel S, Sanchez-Pérez |, Coderch J, Llopart JR, Ferran M,
Colomés LL, Vargas I. How do patients of the Catalonian healthcare system perceive
continuity of care? Eur J Public Health. 2011; 21 (suppl.1): 111.

92



Waibel S, Henao D, Vargas |, Vazquez ML. Continuity of care in integrated healthcare
networks in Catalonia from the perspective of patients with chronic obstructive
pulmonary disease. Eur J Public Health. 2010; 20 (suppl.1): 57.

Chavez J, Waibel S, Henao D, Mogollon A, Garcia V, Rodriguez LF, Vargas | et al.
Perspectiva de continuidad asistencial: andlisis de un estudio de caso en Colombia.
International Conference on Health Care Systems. Bogota, 24-26 Nov 2010.

Waibel S, Henao D, Vazquez ML, Vargas |. Patients’ perceptions on continuity of care:
meta-synthesis of qualitative studies. Eur J Public Health 2009;19 (suppl 1):128.

93



2. Instruments for qualitative data collection

2.1. Study 2. Topic guide for patients with COPD attended to in integrated
health care networks

Datos del usuario: Nombre, edad, sexo, profesién, organizacién sanitaria integrada, centro de
atencion primaria al que pertenece y ubicacion

Datos de la entrevista: Lugar, fecha, hora de inicio de la entrevista, hora de finalizacién de la
entrevista

Diagnostico y trayectoria asistencial (reconstruccion del caso)

¢ Desde cuando padece la enfermedad pulmonar? ;Cémo descubrié que padecia esta
enfermedad? ;Quién le hizo el diagndstico? ¢ Donde lo diagnosticaron?

¢ A qué servicios de salud suele ir para esta enfermedad? ;Por qué?

Continuidad de relacion
¢ Qué profesionales le han tratado la enfermedad de los pulmones? ;Y cuales le tratan ahora?
¢ Quién es el responsable del tratamiento de su enfermedad? ¢ Por qué?

¢ Qué le parece su relacién con los profesionales del hospital que lo atienden? ;Qué habria
que mejorar? ;Y con su médico de cabecera? (Si no lo mencionan preguntar sobre: ;Sabe
escuchar? ;Tiene confianza? Etc.)

¢,Su médico de su vida, que més conoce aparte de las enfermedades?

Continuidad de informacion
Cuando le derivaron, scomo sabia el personal lo que habia pasado?
¢ Cbémo se comunica el profesional que le atiende?

¢ El médico de cabecera/especialista le dio algun informe para entregarlo al especialista/médico
de cabecera?

Continuidad de la gestion clinica

¢, Cbémo se piden las visitas?

¢ Como le parece el acceso a los servicios (atencion primaria; atencion especializada)?
¢ Qué le parece el tiempo que tiene que esperar?

¢ Cree que le repiten las pruebas (espirometria, analisis de sangre)? ¢ Por qué?

¢Le han realizado cambios en su tratamiento? ;Por qué?

¢ Le parece que el médico de cabecera y los especialistas que le atienden colaboraron entre si/
trabajan juntos? ¢ Por qué?
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2.2. Study 2. Topic guide for health professionals

Datos del entrevistado: Nombre, profesidn, organizacion sanitaria integrada, paciente
atendido

Datos de la entrevista: Lugar, fecha, hora de inicio y finalizacion de la entrevista

Diagnostico EPOC y trayectoria asistencial
¢ Qué servicios ha proporcionado usted al paciente?
¢ Qué profesionales atienden al paciente en el atencion primaria/especializada?

¢ Como es la periodicidad de las visitas y las pruebas en la atencion primaria? ¢ El paciente es
controlado rutinariamente? ;Y en la atencién primaria?

¢ Quién es responsable del tratamiento? (¢ Hay un gestor de caso?) ¢Quién es?

Continuidad de la gestion clinica

¢ Cual es el procedimiento que debe realizar el paciente para solicitar otro servicio? ;Qué le
parece el acceso a los servicios? ;Y el tiempo de espera?

¢ Existen protocolos y/o guias de practica clinica compartidas para pacientes con EPOC? 4Se
sigue los protocolos y guias? ¢ El protocolo permite cambios de acuerdo con las necesidades
del paciente?

¢ Qué mecanismos se han utilizado para coordinar diferentes niveles? (circuitos de referencias
y contra-referencia, GPC, protocolos, planificacién de alta, guia farmacolégica compartida,
sistema de informacién, puesto de enlace entre niveles) ;Qué opina de ellos?

¢Hay un plan de atencién (medicacion y realizacion pruebas)? ¢ Este plan sirve para la préxima
visita o para los otros médicos?

Continuidad de informacion

¢, Como se transmite la informacién dentro de un mismo nivel? ;Y con los diferentes niveles?
¢ Qué informacion se comparte?

¢ Como le parece la comunicacién entre los diferentes niveles en cuanto al seguimiento de la
EPOC? (¢ Qué consecuencias tiene para el seguimiento?
¢

¢, Como considera el acceso a la informacidn por parte de los profesionales?

Continuidad de relacion
¢ Cbémo es la relacién entre el paciente y usted? (4 Cree que hay confianza?)

¢ Aparte de la informacion clinica, que conocimiento tiene usted sobre el paciente?
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2.3. Study 2. Guide for the review of COPD patients’ clinical histories

Datos de la historia clinica: Nombre del paciente con EPOC, nimero de historial,
organizacién sanitaria integrada, lugar y fecha

Diagnodstico EPOC y trayectoria asistencial

Fecha diagnostico y responsable

Servicios sanitarios utilizados:
Periodicidad de las visitas del médico de cabecera
Periodicidad de las visitas del especialista
Numero de hospitalizaciones por EPOC

Numero de visitas en emergencias

Continuidad de la gestion clinica
¢ Existe una periodicidad para la realizacién de las pruebas?
¢ Qué profesionales las pide y quién las hace?
¢ Existen duplicidades de las pruebas diagnésticas?
¢ Existen duplicidades en la prescripcion de medicamentos?
¢ Existen protocolos y/o guias de practica clinica compartidas para pacientes con EPOC?
¢ Habia cambios en el tratamiento del paciente?
¢ Cuanto tiempo tardé desde la derivacién del primer nivel hasta la consulta del especialista?
¢ Cuanto tiempo tardé desde la derivacién de la atencion especializada al primer nivel?

¢, Cbémo es la periodicidad de las consultas? 4 Es requerido rutinariamente?

Continuidad de informacion

¢La informacion sobre el paciente es accesible a los diferentes proveedores que participan en
la atencién del paciente? ¢ Qué informacion se comparte?

¢ A través de qué mecanismos o medios esta disponible dicha informacion?

¢ Rellenan los documentos de derivacion entre niveles? (Inter-consulta)

Continuidad de relacion
¢ Qué profesionales atienden al paciente?

¢ Los profesionales que la atienden cuando es hospitalizada, son los mismos que hacen su
seguimiento en consulta externa?

¢ Existe un gestor de caso? ;Qué responsabilidades tiene?
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2.4. Study 3. Topic guide for health care users of the Catalan national health system

Fecha, hora de inicio/ finalizacion, lugar de la entrevista, area de salud, CAP,

Sexo, edad,

fecha nacimiento,

lugar de nacimiento y tiempo en Espafna/Catalufa,

profesién/ocupacion, nivel de estudios, seguro de salud privado;

Estado de salud
Utilizacion servicios

Experiencias de la
transicion entre niveles
AP « AE (consulta
externa, urgencias y
hospitalizacion)

Accesibilidad de los
médicos de la AP/AE

Responsable de la
atencion

Estabilidad del equipo
clinico

Seguimiento adecuado

Interrupcion del
seguimiento y
adherencia

Flexibilidad

Atencion
individualizada

¢ Como se encuentra de salud? ; Por qué?

¢ Qué servicios de salud ha utilizado? ; Para que
enfermedades?

¢ Como ha sido su experiencia con los servicios de salud?

¢ Su médico de cabecera le ha mandado alguna vez al
especialista? ; Por qué? ; Como fue?

¢ El especialista le ha mandado alguna vez al médico de
cabecera? ;Por qué? ;Como fue?

¢Ha sido una vez ingresada? ;Ha ido una vez a urgencias? ; Por
qué? ;Como fue? ;Después del alta hospitalaria/urgencias le
enviaron a otro servicio? ; Por qué? ;Cémo fue?

¢Le parece que su MC/especialista es accesible? ;Por qué?
¢ Qué le facilita el uso de los servicios? ; Por qué?

¢ Con qué dificultades se encuentra cuando intenta utilizar los
servicios de salud? ;Qué hace ante estas dificultades?

¢ Considera que hay alguien que se responsabiliza/ que es el
responsable de su atencion (tratamiento)? ; Quién es? ;Por qué?
¢JAlguien que coordina su atencion?

¢ Hay algun otro profesional (enfermera, trabajadora socia eftc.))
que considere importante en su atencion? ; Por qué?

¢Le trata siempre el mismo médico de cabecera/especialista?
¢Por qué? ;Qué le parece?

¢Le hacen seguimiento de su enfermedad? (;Le parece que los
médicos le llevan el control de su enfermedad?) ;Qué profesional
lo hace? ;Como?:

¢Hay una regularidad en las visitas en la AP/AE? ;Qué le
parece?
¢Hay una periodicidad en realizar las pruebas? ; Qué le parece?

¢ Siempre se produce? ;Habia algun problema? En algun
momento se ha interrumpido el seguimiento? ;Alguna vez no ha
seguido con las indicaciones del médico? ; Por qué (consulta
cancelada)? ;Qué ha hecho en este caso?

¢Le han tenido que ajustar el tratamiento en algiin momento (ha
pedido algun cambio)? ; Por qué? ;Qué le parece?

¢Le parece que recibe la atencion que necesita en la AP/AE?
¢Por qué? ;Qué hace si no la recibe?
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Coherencia de
atencion (pruebas,
medicacion,
indicaciones,
tratamiento)

Transferencia de
informacion (informes)
entre AP/AE

Definicion
coordinacion
Percepcion de

coordinacion y
colaboracion

Relacion con el médico
de la AP/AE

Confianza

Conocimiento de
valores y preferencias

Comunicacion
paciente-médico.
Informacion recibida

Co-responsabilidad y
adherencia

¢Los médicos le recomiendan el mismo tratamiento? ;Ha recibido
alguna vez informacion contradictoria? ;Qué informacion? ; Qué
hizo en este caso?

Cuando es atendido en otro servicio, ¢repiten las mismas pruebas
diagnosticas? ;Por qué? ; Qué le parece?

¢ Cree que el médico de cabecera conoce las indicaciones que le
ha dado previamente el especialista antes de que usted se las
explique? ;Y el especialista las del médico de cabecera? ;Por
qué? ;Qué le parece?

¢ Ha tenido que repetir su historia clinica o resultados de pruebas
en las consultas de su médico de cabecera/especialista? ; Por
qué? ;Y en urgencias/hospital?

¢ Qué entiende por una buena coordinacion entre los médicos?

¢ Cree que la atencion esta coordinada entre los profesionales que
le atienden? ; Por qué? ;Le parece que los médicos trabajan
juntos? ; Por qué? ;Qué mejoraria?

¢ C0omo es la relacion con su médico de
cabecera/especialistas/otros profesionales identificados? ;Cree
que su médico se preocupa por usted? ;Por qué? ;Qué se podria
mejorar?

¢Confia en su médico? ;Por qué?

¢ Cree usted que el médico de cabecera/especialista le conoce?
¢ Por qué? ;Conoce su historia clinica (antecedentes,
medicamentos, examenes realizados) circunstancias
personales/necesidades de salud? ;Por qué? ;Qué le parece?
¢ Qué mejoraria?

¢ Como es la comunicacion entre usted y el MC/especialista? ; El
médico le entiende? ;Y usted al médico? ;Qué se podria
mejorar?

¢ Qué le parece la informacion que le da su MC/especialista?
¢ Qué se podria mejorar?

¢ El MC/especialista le incluye en la toma de decisiones? ;Qué le
parece?
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