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Norsk sammendrag

Generisk pasientforlep for eldre pasienter med behov for hjemmetjenester etter

utskriving fra sykehus — utvikling, implementering og effekt

Vestlige land star overfor et okende antall eldre pasienter som bor hjemme med mange
sykdommer og redusert funksjonsevne. Sykehusoppholdene blir stadig kortere, og
oppfelging og rehabilitering i primarhelsetjenesten ma skje pa et stadig tidligere
stadium 1 sykdomsforlepet. For & sikre gode pasientforlep kreves god
informasjonsoverforing, kompetanseoverforing og koordinering mellom
helsetjenestenivaene. Utvikling og bruk av strukturerte pasientforlep er en strategi for &
skape sammenhengende og effektive helsetjenester av god kvalitet, men bruken har s&

langt i hovedsak vert begrenset til sykehus.

Denne avhandlingen utforsket et strukturert pasientforlep for eldre pasienter med behov
for hjemmetjenester etter et sykehusopphold, utviklet av helsepersonell fra sykehus og
primerhelsetjenesten i samarbeid med representanter fra pasientorganisasjoner.
Pasientforlopet integrerer utreiseplanlegging og oppfelging ved hjemmetjenesten og
fastlegen i de fire forste ukene etter utskriving fra sykehus. Hovedformalet med
avhandlingen var & bidra med kunnskap om utviklingen av et integrert pasientforlep for
eldre pasienter som involverte bade spesialist- og kommunehelsetjenesten og videre

kunnskap om implementeringen og effekten av dette pasientforlopet.

Det ble gjennomfort tre studier. De to ferste studiene som hadde et kvalitativt design,
undersekte prosessen med & henholdsvis utvikle og implementere pasientforlgpet. Den

tredje studien var en kluster randomisert studie som undersekte effekten pa pasientniva.

Den forste studien viste at de organisatoriske og kulturelle forskjellene mellom
spesialist- og kommunehelsetjenesten gjorde det vanskelig & utvikle et felles strukturert
pasientforlop. Ansatte fra sykehusene fant det naturlig & utvikle diagnosebaserte forlap i
trad med vanlig praksis i sykehus. Bruk av slike diagnosebaserte pasientforlep ble

imidlertid funnet lite hensiktsmessige i hjemmetjenesten for malgruppen som var eldre



og ofte hadde flere sykdommer. Arbeidet med diagnosebaserte forlgp ble forlatt til
fordel for ett generisk pasientforlop gitt navnet Helhetlig Pasientforlop i eget Hjem
(HPH, PaTH pé engelsk). For & sikre nedvendige observasjoner og
kompetanseoverforing ble det utviklet sjekklister som ble brukt ved definerte milepaler
i pasientforlopet, blant annet ved kommunikasjon mellom hjemmetjeneste og sykehus

eller fastlege.

Den andre studien undersokte implementeringen av HPH i hjemmetjenesten. Den viste
at det var krevende & implementere og integrere en kompleks intervensjon som HPH i
en organisasjon i full drift. Sammenlikning av implementeringsprosessen mellom
kommuner som fortsatte a bruke HPH etter forseksperioden og de som ikke gjorde det,
viste at tydelig ledelse og et omfattende arbeid over tid med tilrettelegging for bruk i det
daglige arbeidet og tilstrekkelig trening av ansatte var nedvendig for 4 skape
tilstrekkelig forstaelse, engasjement og forpliktelse for & implementere HPH i daglig
bruk. I de kommunene der pasientforlepet ble en del av det daglige arbeidet, opplevde
de ansatte at de var bedre forberedt nar pasienten kom hjem fra sykehus. Dette gav dem
storre oversikt over pasientens tilstand, og de ble mer proaktive ved ny oppstatte
problemer. Lederne i disse kommunene opplevde HPH som et nyttig lederverktey for a

bedre kvaliteten pa tjenestene.

Den tredje studien var en kluster randomisert kontrollert studie av effekten av HPH i
lopet av 12 maneder. Bruken av de fire sjekklistene som utgjorde kjernen i HPH var
mangelfull; tre eller flere sjekklister ble dokumentert brukt for bare 36 % av pasientene i
de hjemmetjenestene som innferte HPH, men bruken bedret seg over tid. Pasientene i
intervensjonsgruppen hadde signifikant flere konsultasjoner hos fastlegen sammenliknet
med kontrollgruppen og det var indikasjoner pé flere dager hjemme. Vi fant ingen
statistisk signifikant forskjeller mellom gruppene pa funksjonsniva eller reinnleggelse
(primere utfallsvariabler), helsetjenesteforbruk i sykehus og kommunale institusjoner,

dedelighet eller livskvalitet (sekundeere utfallsvariabler).

Avhandlingen viste at helsepersonell i kommuner der HPH var blitt en del av daglig

virksomhet, opplevde at et slikt integrert, generisk pasientforlep kunne gi bedre



koordinering og kvalitet pa tjenestene. Implementering av denne komplekse
intervensjonen var imidlertid krevende. Utilstrekkelig innkjeringsperiode medforte at
HPH ikke ble brukt i tilstrekkelig omfang og med tilstrekkelig kvalitet i perioden hvor
effekten ble studert. I denne avhandlingen kan man derfor ikke trekke noen endelig
konklusjon om hvorvidt et integrert pasientforlepet som HPH, er effektivt pa

pasientniva.
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English summary

Generic care pathway for elderly patients in need of home care services after

hospital discharge

Western countries are facing an increasing number of elderly patients with
multimorbidity and functional impairments living at home. Hospital stays become
shorter, which means that follow-up and rehabilitation in primary care must take place
at an increasingly earlier stage of the patient trajectory. Adequate transfer of
information and knowledge as well as coordinated services across the collaborating
health care providers are required to ensure safe patient trajectories. Development and
implementation of integrated care pathways is a strategy to ensure coherent and
effective health care provision of high quality, but this have so far mainly taken place

within hospitals.

This thesis investigated an integrated care pathway for elderly patients in need of home
care services after hospital discharge, developed by health care professionals in
hospitals and primary care in cooperation with representatives from patient associations.
The care pathway integrates discharge planning and post discharge support and follow-
up by the home care services and GPs during the first four weeks after discharge. The
aim of this thesis was to provide knowledge about developing an integrated care
pathway for elderly patients involving specialist and primary care services, and

furthermore, knowledge about its implementation and effectiveness.

Three studies were conducted. The first two studies had a qualitative design and
explored the process of developing and implementing the care pathway. The third study
was a cluster randomised controlled trial, investigating the effectiveness of the care

pathway on patient level.

The first study revealed significant organisational and cultural differences between the
health care professionals in the hospitals and municipalities that made development of

care pathways across care levels challenging. The hospital professionals found it



appropriate to develop disease-specific care pathways, which were common in
hospitals. However, such disease-specific care pathways were found to be unsuitable for
use in home care services for the target population characterised by old age and
multimorbidity. Instead, a generic care pathway (Patient Trajectory for Home-dwelling
elders - PaTH) was developed, which could be used for patients with different diseases.
To ensure adequate observations and assessments of the patients and sufficient
information transfer, checklists were developed for use at defined stages in the patient

trajectory.

The second study explored the implementation of PaTH within the home care services.
This study revealed that it is demanding to implement and integrate a complex
intervention like PaTH in an organisation in full operation. When comparing the
implementation process between municipalities that used PaTH and those that
discontinued using it after the study period, it became evident that engaged leadership
and extensive work over time ensuring practical facilitation of the work processes and
sufficient training of employees, was needed to create sufficient understanding,
engagement and commitment to implement PaTH. In the municipalities where PaTH
became part of daily work, the employees told that they were better prepared before the
patients came home from hospital. This made them more aware of the patients’
condition and challenges, and they became more proactive when the patients’ condition
deteriorated. The home care managers and head nurses in these municipalities

experienced PaTH to be a useful tool to improve the quality of home care services.

The third study was a cluster randomised controlled trial where the effectiveness of
PaTH was studied during a 12 months follow-up period. Use of the four core checklists
of PaTH was insufficient; three or more checklists were used on only 36 % of the
patients in the intervention group, but adherence improved over time. The patients in the
PaTH group had statistically significant more consultation with the GPs compared to
the control group and there were indications of more days at home. No statistical
significant differences were found on functional level and readmissions (primary
outcomes), health service utilisation in the hospitals and municipal institutions,

mortality, or quality of life (secondary outcomes).



The thesis demonstrates that health care professionals in the municipalities where PaTH
was integrated in daily work, experienced that such an integrated, generic care pathway
could improve coordination and quality of care. However, implementation of this
complex intervention was challenging. Insufficient run-in-time resulted in patients
being included in the study before the intervention was provided with sufficient quantity
and quality. Therefore, this thesis cannot draw a final conclusion on whether this

integrated care pathway was effective on patient level.
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Definitions

Municipality is a district, town or city that possesses local self-government and has an

elected political government body (local municipal authority).

Primary care in Norway includes health and social care services including home care
services, GPs, physiotherapists, occupational therapists, social services, rehabilitation,

and long-term care. Primary care is the responsibility of the local municipal authorities.

Home care services, as defined in this thesis, are primary health and social care services
including nurses and nursing assistants making home visits to provide nursing procedures
(e.g. medication, palliative care) and personal assistance (e.g. personal hygiene, dressing,
toileting, and preparing meals) for those who cannot cope on their own due to disease or
functional impairments. Home care services also include home-helpers providing house
cleaning, but the home-helpers were not involved in this study. Physiotherapists and
occupational therapists do also make home visits, but are not part of the home care

services as defined in this thesis.

General practitioners (GPs) are primary care physicians providing general healthcare
(preventive and curative) to a defined population. All inhabitants are entitled to a regular
GP. The GPs are on contract with the municipality. They are usually organised in small
private enterprises and work independent of other health and care services in the

municipality.

Long-term institutional care / nursing homes are nurse-managed care institutions for
patients in need of care services due to cognitive and / or physical disabilities caused by

age or chronic diseases.
Community hospitals are low technology, primary care institutions (short-term) for

clinical observations, treatment, rehabilitation, and care for patients in need of more

intensive medical care that can be provided at home or at a standard nursing home (1)

15



General and university hospitals provide specialised health care. The hospitals are

owned by the government and managed by four regional health authorities.

Complex interventions are interventions containing several interacting components
(2). Degree of complexity varies and relates to factors like the number of interacting
components, the number of groups or organisational levels targeted by the intervention,
the degree of behavioural change required from those providing or receiving the

intervention, and the degree of local adaptations permitted.

Cluster: A cluster is a social or organisational unit or individuals sampled within sites

(the site being the cluster), e.g. home care units, GP practices, neighbourhood (3).
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1 Introduction

As a primary care physician during 30 years, [ have been experiencing inadequate
exchange of information and subsequent insufficient follow-up of elderly patients after
discharge from hospital. Elderly patients characterised by multimorbidity and functional
decline are particularly dependent on continuity of care between collaborating partners.
One period I was a physician at a community hospital in Trondheim, which was
evaluated through a randomised controlled trial (4, 5). The trial found improved
outcomes to elderly patients in need of aftercare who got a transitional stay in the
community hospital after discharge from the general hospital. In the community
hospital, they got close medical follow-up and were encouraged to practice on basic
self-care activities. Furthermore, discharge to their homes was thoroughly planned. I
reflected on whether a structured discharge and follow-up program by home care
services and GPs might give similar results when addressing elderly patients discharged

directly to their own homes from the general hospital.

At that time there was a general recognition among health care authorities and
professionals that collaboration between health care levels and across health care
providers in Norway was inadequate to patients with complex conditions, and a
coordination reform was under way. This — together with my own reflections — gave rise
to designing a project with the purpose of developing and implementing an integrated
care pathway across care levels. The target population was elderly patients in need of
home care services after hospital discharge, and the care pathway was to include
structured discharge preparations and post-discharge follow up by home care services

and general practitioners.
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2 Background

2.1 Challenges facing health and social care

Population aging affects most developed countries around the world, but is particularly
rapid in Europe and other OECD countries where the share of population aged 80 years
and above is expected to rise from 5 % in 2010 to 11 % in 2050 (6). In Norway the
number of elders aged 80 and above is expected to rise from 220 000 in 2014 to more
than 550 000 in 2050 while the proportion of the population in working age, compared
to elderly, decline from 5.4 to 2.7 (7, 8). The prevalence of multimorbidity, defined as
two or more chronic conditions in the same individual, and functional decline become
more common with age (9-13), and the growing proportion of elderly people will
increase the pressure on health care and long-term services in the municipalities.
However, the degree of pressure will depend on the health status of people as they get
older. Two scenarios are possible; years gained increase time with ill-health, or
morbidity and disability is postponed to a time closer to death (6, 14, 15). Recent
studies suggest that more people are living longer without severe disability, and that
need for health and social services increases most during the last months / years before
death, independent of actual age (16-19). Improved health in old age is partly due to
increased standard of living, but new technologies that increase the number of diseases

that can be treated up to old age, also contribute to this development (7, 11).

In many Western societies both primary health and social care services as well as
specialist health care are under severe financial pressure (6). To meet the increased
demand, improve efficiency, and control costs, in-hospital stays in OECD countries are
increasingly being replaced by treatment in outpatient settings. Furthermore, the number
of hospital beds is being reduced, hospital stays are becoming increasingly shorter, and
more responsibility is transferred from the hospitals to the municipalities (6, 7, 20). This
implies an increased need for support in transition and follow-up after discharge,
increasing the necessity of adequate communication routines to ensure patient safety.
However, several studies have identified deficits in communication and information

transfer between hospitals and primary care providers (21-25). This adds a substantial

19



risk of adverse events during transition from hospital to home and subsequent follow-up
in primary care, leading to rehospitalisation, disability, premature long-term care, and

even death.

Different perspectives on care, different culture, organisation and funding cause
fragmentation and make collaboration challenging, both between care levels and within
specialist and primary care (26). Fragmentation of medical care, can lead to burdensome
and potentially inappropriate treatment for patients with several chronic conditions (27-
29). Integrating health care and social services has therefore got increasing attention in
the EU (26, 30). Integration of services is requested both vertically between hospitals
and primary health and social care as well as horizontally across the different providers
of health care and social services within the communities. Several strategies will be
presented that have been developed in hospitals and in primary care in order to improve

continuity of care.

2.2 Measures to improve continuity of care

2.2.1 Predominantly hospital based interventions

Interventions developed in hospitals to improve transitional and post-discharge care for
elderly and chronically ill patients have primarily aimed to improve patient level
outcomes and prevent (re)hospitalisation (23, 25, 31-37). This includes geriatric
assessment programs, discharge planning schemes, post-discharge support
arrangements, and self-management and educational programs. These are partly
overlapping interventions, and discharge arrangements incorporating both pre- and post-
discharge interventions seem to be most effective in reducing post-discharge adverse

events (23, 31, 37, 38).

Comprehensive geriatric assessment programs (CGA), a cornerstone in geriatric care,
have a multidisciplinary and multidimensional nature determining the medical,
psychosocial, functional, and social resources and problems of an elderly person in

order to develop a coordinated plan for treatment and follow-up (39, 40). Discharge

20



planning is an important component of inpatient CGA, but the main focus is on
improving functional health status and independent living through medical intervention
and rehabilitation (37). The implementation of CGA has shown beneficial effect in
hospital settings increasing the likelihood for survival and being discharged to their own

homes after an emergency admission to hospital (40-42).

Discharge planning schemes include interventions where a discharge coordinator or a
discharge liaison nurse assesses, plans, coordinates, and provides post-discharge follow-
up in cooperation with a hospital physician, other team members, and the patient’s
formal or informal caregivers (37, 43). While the discharge coordinator usually is a
specialised hospital nurse, the discharge liaison nurse comes from the municipality, but
is based at the hospital (43, 44). The assessment is usually comprehensive, including the
nature and severity of the health problem, physical and mental function, social support,
and discharge goals. Trials suggest that such interventions may result in reduced length
of hospital stays and lower readmission rates; and again, best effects are found when

discharge planning is combined with post-discharge follow-up (23, 45-47).

Post-discharge support arrangements include a broad range of partly overlapping
interventions with varying complexity. This includes among others post-discharge
telephone programs (48) and home visitor programs performed by single hospital
professionals, usually nurses (49, 50). Telephone and visitor programs may be linked to
case management schemes (51). Case management can be defined as the coordination
of services on behalf of an individual person, often including health care, rehabilitation,
nursing and social care. It is a somewhat fluid term and different authors use it to
describe different initiatives (52). The concept may have some overlap with care
pathways, which will be described in further detail in chapter 2.2.3. Other post-
discharge support arrangements include interdisciplinary consultation or rehabilitation

teams (21, 53-55), sometimes in collaboration with primary health care services (56).
Self-management and educational programs range from rather simple interventions

provided to improve self-medication (like patients with asthma and diabetes) to

education as part of complex discharge support interventions including e.g. post-
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discharge telephone calls and home visits. The programs may be directed at the
individual patient (57) or at groups of patients with the same condition (58, 59). In
Norway patient education is a hospital duty (60), but generic self-management
programs have also been developed in primary care addressing patient with different
chronic diseases (61). Best effect seems to be when self- management and educational
programs are part of multi-component discharge support to groups of patients with

single diseases (37, 62).

2.2.2 Predominantly primary care based interventions

The overarching goal of primary health care strategies addressing elderly patients is to
maintain health and autonomy and to prevent disability and subsequent admissions to
long-term institutional care (63). To achieve this, several strategies aim to improve post-
discharge follow-up (36, 64) as well as to coordinate health and social care providers in
the municipalities (26). This includes transitional care units in primary care for patients
being discharged from hospital, multidisciplinary teamwork, chronic care models,
patient-centred medical home, and interventions aiming at improving functional ability

and support self-care. These strategies are presented in further detail below.

Transitional and intermediate care units based in primary care have been developed to
ensure sufficient post-discharge support to elderly, frail patients when hospital stays
become shorter (4, 65-68).The purpose is to fulfil medical treatment, observe, mobilise
or rehabilitate the patients before they return to their own homes (20, 68). Intermediate
care units have documented a potential of reducing readmissions to hospital, increase
survival and independence (4, 5). However, such arrangements further increase the
fragmentation in primary care by representing a new link in the chain of care. In
Norway, the Coordination Reform has also introduced 24/7 municipal emergency bed
services in primary care as an alternative to hospital admissions (69, 70). The target
group is mainly elderly patients with acute illnesses or exacerbation of chronic illnesses
who have become too ill to be treated at home, but yet not in need of specialised health
care services in hospitals (7). The effect is debated, but there is some evidence that

acute treatment at intermediate level to suitable patients do not lead to negative health
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consequences (71) and slightly reduce the number of readmissions to general hospital

provided close follow-up by primary care physicians (70).

Multidisciplinary teamwork is a strategy increasingly brought forward as a means to
coordinate health care services for elderly and chronically ill patients in primary care
(72, 73). It represents one of the main measures in a Norwegian White Paper from 2015
on future primary healthcare (74). The Norwegian White Paper suggests the GP
practices supplemented by nurses to be the core of multidisciplinary teams. However,
such teams may be composed of a range of health care professionals functioning under
one professional organisational umbrella or by professionals from different
organisations forming a unique team for follow-up of individual patients with complex
conditions (73). An example of effective multidisciplinary teamwork is found in a
Danish study where GPs and home care nurses provided joint comprehensive follow-up
to elderly patients during the first weeks after hospital discharge, achieving improved
patient level outcomes and reduced health care utilisation (75). In Italy,
multidisciplinary teams have been organised in geriatric evaluation units (GEU) in
primary care. These are coordinated by a geriatrician and otherwise including
community based home care nurses, social workers and physiotherapists in close
collaboration with the patient’s general practitioner. The GEUs are addressing elderly
persons receiving home health care services or home assistance programmes and have
documented effect in reducing functional decline, reducing the risk of hospital
admissions, and reducing the length of stay in hospitals or long-term institutional care in
the municipalities (76, 77). Involvement of the GPs is found to be a necessity in well-
functioning multidisciplinary teams (78). Still, GP involvement has been a recurring
challenge, described in Nordic countries and Canada, as GPs consider teamwork to be
too time consuming, their role has been unclear, and they have been reluctant to take the

responsibility expected of them in the teams (72, 79).

In the chronic care model (CCM) the focus is on chronic care management, primarily in
GP practices, by transforming care from acute and reactive to proactive and planned
(80, 81). CCM was initially developed in the United States, but has spread to countries

worldwide. The components of a chronic care model have varied across different sites,
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but the main strategies of CCM include increasing the providers’ knowledge and skills,
supporting self-management of patients and their families, making care delivery more
planned and team-based , and making better use of decision support and clinical
information systems (82). Studies suggest that implementation of CCM improves the
outcomes for patients with various chronic illnesses. However, redesigning the practice
in accordance with CCM is comprehensive and requires highly motivated practices. In
most cases, CCM has been applied on patients with a single chronic condition, diabetes
mellitus being the most common (81). There is limited evidence on whether practice
changes become sustained and spread to the care of other illnesses or to less motivated

practices (82).

The patient-centred medical home (PCMH) is a measure to redesign primary health care
from highly fragmented and uncoordinated to continuous, comprehensive and
coordinated medical care of high quality. The model is developed in the United States
and the precursor, ‘medical home’, was first used in 1967 by the American Academy of
Paediatrics to ‘describe a concept of a single centralised source of care and medical
record for children with special health care needs’ (83). PCMH has a patient-centred
orientation towards the whole person. Care is to be coordinated across all health care
levels and health care providers, including also preventive and health promoting
activities in the patient’s community. As in the CCM model, care is to be team-based
(83, 84). CCM and PCMH is partly overlapping concepts, but while the PCMH model
describes what patients should expect and how the practice can meet those expectations,

the CCM model describes how care should be structured and delivered (85).

Preventive home visits have received much attention the last decades and have been part
of national policy in several countries, including Denmark, UK, and Australia, as a
measure to prevent functional decline and premature admission to long-term
institutional care (86, 87). Some programs focus on one risk factor like e.g. falls (88).
Others include multidimensional geriatric assessment to assess and improve medical,
functional and social problems and resources (63, 88, 89). Multidimensional
assessments with clinical examinations are found to have a potential of preventing

functional decline, first and foremost among the elderly population at low risk of
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functional impairment. For patients with high risk of impairment, intensive, long
standing home-based intervention program focusing primarily on improving underlying
impairments in physical abilities has been found to be necessary to reduce functional
decline (90). Yet the scheme for preventive home visits is debated, as they tend to be
resource-demanding interventions, and as it proves difficult to identify what
distinguishes effective programs from ineffective programs on mortality and

institutionalisation (88).

223 Care pathways

In 1985 Hornbrook et al argued that by taking the patient’s perspective through a patient
trajectory, organisational dysfunctions and barriers to cooperation across different
health care providers and care levels might be identified and solved (91). He claimed
that analyses of health care episodes — defined as a period of time during which an
illness, health care problem, diagnostic process or treatment process is present — could
form a useful basis of health service research as well as planning and managing health
care services. Health care episodes can be seen as the conceptual precursor to care
pathways. Care pathways, also known as e.g. integrated care pathways, clinical
pathways, critical pathways, patient trajectories or case management plans, were
introduced in the United States in the late 1980s and have later spread worldwide,
mainly for use within hospitals as a method for improving coordination and quality of
care as well as optimising use of resources (92). A care pathway can be defined as a
structured multidisciplinary care plan used by health care professionals to detail
essential steps in the care of patients (93-95). This is a complex intervention which
include several health care providers and many potential active ingredients (96). Care
pathways are usually developed for defined groups of patients with specific medical
conditions and a predictable clinical course, and are based on clinical evidence (93, 97).
A Cochrane review from 2010 concluded that care pathways are associated with
reduced in-hospital complications, improved documentation, decreased length of stay,
and reduction in hospital costs (95). This reflects a hospital management perspective,
but do not address the full health care episode, from the patient gets ill at home until the

patient has returned home and has resumed his daily activities.
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The Norwegian Coordination reform, launched in 2009, recommends care pathways
across care levels as a means to improve care coordination and quality of care (7).
However, to elderly multimorbid patients, traditional disease-specific care pathways are
considered neither suitable nor effective due to the unpredictable clinical course for
these patients (93, 98). Suman et al describes an alternative ‘generic’ care pathway
model in hospitals addressing acutely admitted elderly patients with different diagnoses

(99), but we have not found generic models across care levels in the literature.

There was thus a need for research to increase our knowledge of cross-border care
pathways as a means to improve coordination and quality of care across care levels and

within primary care in order to improve outcomes for elderly patients.

2.3 The Norwegian health care context

The Norwegian Coordination reform (7) was addressing the fragmentation in care and
the barriers to collaboration between hospitals, GPs and other primary care services
related to ownership, management, funding, legislation, information systems, and

professional aims.

Most hospitals, which are responsible for specialist care, are owned and funded by the
Government and managed by four regional health authorities as public enterprises with
a steering group and a chief executive officer (100). A few small, private owned
hospitals operate on contract with the regional health authorities. The local municipal
authorities (municipalities) are responsible for providing primary health and social care.
This includes regular GPs who usually run private enterprises on contract with the
municipality. In contrast to hospitals with line management from the Ministry of Health,
a local democratically elected council is responsible for priorities and funding of all
services in the municipalities. The municipalities have a large degree of freedom on
how they want to prioritise and organise their services. This implies that planning and
priorities of health care services at primary and secondary level are not always attuned.

Separate laws to specialist care and primary care reinforces this tendency.
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Separate electronic health record systems (EHRs) are also an obstacle to coordinated
care. Shared health records between different organisational units (e.g. GP practices,
hospitals, home care services) have been illegal in Norway due to strict rules for
protection of privacy. At the time of the introduction of the Coordination Reform,
electronic exchange of information was limited to referral and discharge letters between
the GPs and the hospitals and some test results from hospitals to the GPs. This made
communication between collaborating partners ineffective as they were working at
different locations (in most cases) and had to communicate by post and by fax or phone
in urgent cases. A new legislation about EHR and electronic communication (101) came
into force in January 2015 implying that sharing EHR systems across organisations and

exchange of patient information will be easier ahead.

Finally, different professional aims and perspectives represent barriers for integrated
care. In hospitals, there is increasing specialisation of services and focus on efficient
trajectories and high quality, evidence-based treatment of the diseases causing the
admittance (9). The main aim in primary health and social care services is to support
people to manage their life as independent as possible and maintain quality of life
taking into account functional ability, social situation and care for all the diseases the
patients might have; thus caring for the person rather than caring for the disease. Such
different perspectives and aims represent an obstacle to information flow as one party
might not know or take into account the information needed by collaborating partners

(102, 103).

In this context, the framework of an integrated cross-boundary care pathway was
outlined by healthcare managers in the City of Trondheim in cooperation with St. Olavs
University Hospital and researchers from Department of Public Health and General
Practice at NTNU. It was primarily a quality improvement project addressing elderly
people in need of home care services after hospital discharge. The care pathway, which
was named Patient Trajectory for Home-dwelling elders (PaTH), was to include
discharge arrangements and post-discharge follow- up in order to improve coordination

and quality of care and thus support elderly patients to stay in their homes as long as
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possible with high quality of life. It became part of the project “Samhandlingskjeden
kronisk syke” (Integrated Care Services for the Chronically 11l Patient) (104). The
management level in six municipalities and three hospitals in the Central Region of
Norway agreed to take part in the project. Furthermore, it was decided to do a scientific
study of the development and implementation process and to analyse effectiveness on

the target population (home care recipients).
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3 Objectives, aims and hypotheses

The objective of this thesis was to provide knowledge about the development of an
integrated care pathway for elderly patients involving specialist and primary care
services, and furthermore, knowledge about its implementation and effectiveness. This

was investigated by conducting studies with the following aims:

Paper 1: To explore the process of developing the integrated care pathway that was

going to be implemented in the project.

Paper 2: To investigate the process of implementing the integrated care pathway into
everyday practice by comparing the joint experiences of health care professionals and
managers in home care services between the municipalities where it had been

introduced.

Paper 3: To establish the effectiveness of PaTH on patient level — compared to usual
care — for elderly patients in need of home care services after discharge from a general
hospital, regarding primarily the patients’ functional level and readmissions, secondarily

use of health care service, mortality and quality of life.

The following hypotheses were defined for Paper 3:

An integrated care pathway targeting elderly home care recipients will result in:

H1: Decline in the patients’ functional level (ADL scores) will be reduced

H2: Health care utilisation will be reduced
e Number of readmissions to general hospital will be reduced
e Number of hospital admissions and days of inward hospital care will decrease
e Need for long-term institutional care in the municipalities will be postponed
e Number of admissions to and days in short-term and long-term community

institutional care will decrease
H3: Number of GP consultations will increase
H4: Mortality will be reduced

HS5: Patients will get more days at home
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H6: Patients will get higher level of health related quality of life
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4 Material and methods

Evaluation of complex interventions should include randomised controlled trials to be able to
conclude on effect (105). However, evaluation is demanding, and process evaluation is
considered an essential part of designing and testing complex interventions (106, 107). The
UK Medical Research Council (108) recommends use of both quantitative and qualitative
research methods; quantitative research methods alone are considered insufficient (108) as
they only answer questions that can be measured and counted (109). Evaluation of a complex
intervention like care pathways, also need to explore questions like: what are the active
ingredients in the care pathway, how are they excreting their effects, how feasible is the
intervention in daily work, was the intervention implemented and delivered as intended, and
what were the reasons for the findings of the trial (110, 111). These questions can best be
answered by qualitative research methods which aim to explore, interpret, or obtain an in-debt
understanding of the phenomenon or the attitudes, expectations, motivation, or experiences of
particular individuals or groups (112, 113). Qualitative and quantitative research strategies

can thus be seen as complementary (114).

This thesis therefore comprises three integrated studies, presented in three papers: a cluster
randomised controlled trial with nested qualitative studies of the development and

implementation of the care pathway.

The study was approved by the Regional Committee for Medical and Health Research (REK
4.2009.670) and the Ombudsman for Research and Social Science Data Service (NSD
215289). The trial was registered in Clinical Trials.gov NCT01107119. All informants in the
process evaluations and patients in the cRCT were informed about the study and its purpose,
that their anonymity would be ensured and that they could withdraw from the study at any
time. They all signed an informed consent before participation. We did not consider the

intervention or study to represent potential harm to patients or informants.
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4.1 Qualitative studies

Study 1. Development of a patient-centred care pathway across health care
providers: a qualitative study

Study 2. Implementing a care pathway for elderly patients, a comparative process

evaluation in primary care

4.1.1 Study design and material

A qualitative design was used in the development study and the implementation study in order
to explore the experiences, expectations, motivations, and attitudes of the health care
professionals involved in developing and implementing the integrated care pathway.
Interviews were the main data source and minutes, notes, and observations were mainly used
to supplement the interviews, assisting in analysing the meaning of the informants’

experiences.

In the development study data were collected through
e observations of discussion and work in regional and local working groups
e minutes and notes from working groups

¢ individual and focus group interviews performed after the development process

In the implementation study data were collected through

e minutes from telephone conferences during the early implementation process

¢ individual and focus group interviews during early implementation process and two and
three years after the care pathway was introduced in the municipalities

e review of the electronic patient records two years after the introduction of PaTH in order to

assess how the checklists were integrated in the electronic health records
The interviews were semi-structured; the interview guides had open-ended questions allowing

the participants large degree of freedom about what they would talk about and emphasise

(Table 1).
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Table 1. Topics included in the interview guides

Development study

Understanding of the care pathway concept

Responsibilities and cooperation in a care pathway
Expectations and attitudes during the development process
Challenges in the development process

Other important issues appearing during the development work

Appraisal of the final version of the care pathway

Implementation study

How the informants had been involved with the care pathway
Their initial expectations to the care pathway

How it had been introduced at their workplace

The efforts invested to take it into use

Challenges and promoting factors during implementation
Assessments of benefit

If and why it was dismissed or integrated and sustained in daily use

4.1.2 Informants

Twenty-three informants (four focus groups) were recruited to the development study
(Paper 1), and 60 informants (12 focus groups) were recruited to the implementation
study (Paper 2) (Table 2). In addition, there were some individual interviews of
informants who were not able to participate in the focus group interviews or informants
who belonged to the management level. In Paper 1, the focus groups had four to seven
informants and the interviews were held (except for the GP group) at each of the three
hospitals. The groups (except for the GP group) were mixed with informants from the
hospitals and adjacent municipalities (Table 2 in Paper 1). In Paper 2, the focus groups
had three to eight informants. The interviews in 2012-2013 were performed at the local

workplaces of the home care professionals.
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Table 2. Participants in the interviews 2010 and 2011-2013

Total
Focus Individual number of
groups interviews participants
Paper 1
2010  Mixed primary and specialist 3 1 19
care and patient associations
GPs 1 4
Paper 2
2011 Management level primary care 2 0 13
2012 Management level primary care 2 2 7
Frontline nurses and nursing 6 0 26
assistants primary care
2013 Management level primary care 1 0 6
Frontline nurses and nursing 1 0 0
assistants primary care
Total 16 3 83
The development study

The researcher recruited the informants to the development study using two selection

criteria; the informants should have participated actively throughout the development

project, and all hospitals and municipalities should be represented by at least two

participants. The informants represented two patient associations, five of the six

municipalities, the three hospitals, and the Central Norway Regional Health Authority.

One small municipality was not represented in the interviews due to problems with

capacity, and they temporarily pulled out of the project. The informants constituted

about half of those that had been active in the regional and local workgroups. One nurse

was not able to participate in the focus group and was interviewed individually to

ensure at least two representatives from each hospital. Few GPs took part in the

development process, and none of them were able to take part in the mixed focus group

interviews. Collaboration between home care services and GPs was, however, an

important topic both in the development process and in the interviews. Therefore, an

additional focus group of four GPs was recruited to elaborate collaboration from their

perspective as physicians. Of these four, only one had taken part in the actual

development process.
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The implementation study

The care pathway (PaTH) was to be implemented in the three hospitals and six
municipalities (including 48 GP practices) that had taken part in the development work.
Due to available time and resources, the study of the implementation process was
limited to the home care services. The researcher recruited every home care manager
and head nurse in the home care units where PaTH had been introduced. The head
nurses / home care managers recruited in turn frontline nurses and nursing assistants
ensuring both professional groups from all municipalities. To be selected, the
informants should have been employed in the home care services from the first

introduction of PaTH and have experience in using the checklists.

In both the qualitative studies, the interviews lasted for one to two hours, were audio
recorded and transcribed verbatim. The researcher performed all the interviews and
transcribed half of the interviews. The rest was transcribed by research assistants, but

the researcher checked all transcripts against the audio-file.

413 Analytical method and theoretical framework

The interviews in both studies were analysed using systematic text condensation. In the

implementation study, the Normalisation Process Theory was applied to systematise the
comparison between the municipalities in order to facilitate understanding of the factors
of importance as to why PaTH was integrated and sustained in the home care services in

some municipalities and not in others.

Systematic text condensation

Systematic text condensation (STC) was developed by Malterud (115) and inspired by
Giorgi’s psychological phenomenological approach (116). Phenomenological analyses
seek to catch the meaning and essences of an event through examination of individual

experiences, which was the purpose of the qualitative studies. STC represent a

pragmatic approach, applicable for use with different theoretical frameworks.
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The data from the interviews in the qualitative studies were organised and analysed
according to the four steps of STC (115). In the first step, the research group read the
whole material to get an overall impression, and the main researcher identified
preliminary themes. In the second step, the researcher reviewed the text systematically
line for line and identified units of meaning, which is text fragments containing
information about the research question. The meaning units were classified into code
groups, mainly related to the preliminary themes. The whole research group
reconsidered and refined the code groups. In the third step, the meaning units in the
code groups were further classified into subgroups. Furthermore, a condensate was
made, representing the content of all meaning units in one subgroup, and illustrative
quotations were identified for each subgroup. In the fourth step, the researcher wrote an
analytic text based on the condensates and quotations, presenting the most salient

content and meaning of the phenomenon under study.

Normalisation process theory

In the implementation study (Paper 2), we searched for a theory explaining what is
necessary for implementing and integrating the care pathway into daily working
practices. We also wanted a theory that could make a framework for comparing the
participating municipalities. Among several implementation theories, we found the
Normalisation Process Theory (NPT) to be most applicable to our needs. NPT was
developed and presented by Carl May, Tracy Finch and colleagues in 2009 as a
framework for understanding processes by which complex interventions become, or do
not become, part of normal practice (117). Initially NPT was developed from studies of
health technology implementation (118), but has during the last years been tested,
refined and applied in studies conducted across diverse settings in hospitals as well as in
primary care (118, 119). The theory is useful for evaluating implementation of complex
intervention as well as to design and judge the implementation potential of new
interventions (120). The focus of NPT is not only on early implementation, but beyond
this to a point where the intervention is integrated and sustained as a natural part of
daily work (120). This makes the theory useful alongside randomised controlled trials to

assess whether an intervention is feasible and sustainable beyond the project setting.
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Four core constructs define essential conditions and processes for new working
practices to become a natural part of daily work: coherence (making tasks meaningful
and understandable), cognitive participation (building commitment and engagement),
collective action (efforts and resources invested to make the intervention work), and
reflexive monitoring (assessment of benefit). These four constructs of the NPT
framework were used to map the subcodes in the last step of the STC process. The
relationship between the constructs is not linear, they influence each other mutually, and
implementation work is necessary within all four constructs for a complex intervention

to be integrated and sustained in daily work (117).

4.2 Cluster randomised controlled trial

Study 3: Generic care pathway for elderly patients in need of home care services

after discharge from hospital: A cluster randomised controlled trial

4.2.1 Study design

A cluster randomised controlled trial (cCRCT) design was chosen to study the
effectiveness of the integrated care pathway. The home care service units were the unit
of randomisation and were randomised to either use the intervention or their usual
procedures (control group). Outcomes were assessed at the level of the individual home

care recipients.

Senior medical officers in an independent organisation (Ministry of Health) were
drawing lots, identifying one home care cluster in every municipality to start as
intervention clusters. Initially a step-wedge design (121) was planned in each
municipality. The plan was that the control clusters should gradually implement the care
pathway in a predetermined manner. To avoid contamination of the control patients,
inclusion of patients was planned to be stopped two months before introduction of the
care pathway. However, implementing PaTH was experienced to be far more
demanding than expected, and except for one cluster in Trondheim, all the initial control

units remained controls throughout the study period of the cRCT.
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In order to test feasibility and acceptability of the intervention, a test period of three
months, involving one home care unit, was preceding the main trial. Only some minor

details were changed before it was introduced to all intervention clusters.

422 Clusters and study population

Twelve clusters were formed, each consisting of one to three home care units. The total
number of home care recipients in the different clusters varied considerable, ranging
from 80 to 750. Eligible patients were at least 70 years of age and in need of home care
services after discharge from hospital. They were to be discharge directly to their homes
or via a transitional stay in a short-term community institution anticipated to be less
than four weeks. Exclusion criteria were participation in another intervention study or
cognitive impairment to such an extent that the patient was not able to sign an informed

consent.

From January to April 2010, after the test period, patients were included in the trial
successively at all intervention sites after a one-day introduction course to all
employees. The patients were recruited in either a discharge meeting at the hospital by
municipal case managers (in Trondheim) or immediately after returning home by a

home care nurse (all municipalities).

423 Outcomes and data collection

Functional ability was chosen as one of our two primary outcomes as disability has
major implications in older patients regarding quality of life, need for support and need
for long-term care, either at home or in long-term institutions in the municipalities.
Functional ability is generally assessed through self-report or proxy report on
difficulties or need for help related to basic self- care tasks, mobility or more complex
tasks for living independently in the community (115). Most commonly used are
measures of daily living (ADL) and instrumental activities of daily living (IADL) (115).
ADL is related to basic self-care tasks and include bathing, dressing, transferring form a

bed to a chair, using a toilet and eating (115, 116). Measuring ADL works well to
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identify the most severely disabled individuals. IADL refer to more complex tasks like
shopping, preparing food, housekeeping, laundry, using transportation, taking
medications, handling money and using telephone (115, 117). In the cRCT two
measures of physical ability were used — IPLOS and Nottingham extended ADL scale
(NEADL). IPLOS, a Norwegian individual-based, standardised, national registration
system describing patient disability and limitations, was used to check for baseline
similarities and to estimate sample size. It includes 17 topics on ADLs and mobility as
well as IADLs (122). It is mandatory for use on individuals receiving public health and
social services, but is not a validated tool within research. Instead, NEADL was used to
measure changes in functional level (123). NEADL is a validated research tool that has
proved to be useful when evaluating treatment for stroke (124), hip fractures (42) and
rehabilitation (125) of elderly. It measures mobility and IADLs within the domains
kitchen, domestic, and leisure. In study 3, NEADL was used to measure functional level
at baseline and at six and 12 months. It was considered easy to understand and score,
which was of important since NEADL was to be used by several people at different

sites.

The other primary outcome was readmissions, which is a common outcome when
testing the effectiveness of transitional care (32, 45). Readmission was defined in this
thesis as acute unplanned admission of any cause within 30 days. Secondary outcomes
were numbers and length of inpatient hospital and nursing home admissions, days
before long term care in nursing homes, consultations (including home visits) with the
GPs, deaths at six and 12 months, days at home, and quality of life (SF36). SF 36 (Short
Form 36) is a multipurpose, generic short-form health survey measuring health related
quality of life (126). The 36 questions yield an eight-scale profile of functional health
and well-being scores as well as physical and mental health summary measures. The
SF-36 has proven useful in surveys of general and specific populations and in
differentiating the health benefits produced by a wide range of different treatments

(126).

All data were collected from registers and health records except for NEADL and SF-36,

which was completed by health personnel in the home care services or a research
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assistant (city) in dialog with the patients, or by the patients themselves. The researcher
extracted demographics, diagnoses, patient outcomes and consumption of health care

services from health records of the home care services, GPs and hospitals.

The adherence to PaTH was explored by reviewing the health records of the home care
services and assessing how many of the four core checklists that was applied on the

individual patient (Appendix 13.6 and Table 1 in Paper 3).

424 Statistical analyses

4.2.4.1 Sample size estimation

The study has two primary outcomes, readmissions and functional level. Sample size
estimation was first based on readmissions, but due to unforeseen problems as explained
below, readmissions were replaced by functional level as a base for sample size

estimation.

Initially, the sample size estimation was based on data on readmissions from two former
studies in Trondheim. In the first study on patient flow between primary and secondary
care, Anthun et al (127) found a readmission rate for an unselected home care
population to be 16 % within 28 days and 24 % within 60 days for patients known to the
home care services. For patients new to the home care services, the readmission rates
were 24 % within 30 days and 32 % within 60 days. These differences between new and
established users of home care services could indicate insufficient information transfer
from the hospital to the home care services and gave rise to an assumption that
readmission rates could be improved, especially to those who were new to the home
care service. In the second study on the effect of an intermediate care unit after hospital
discharge for elderly patients, Garasen et al (4) found that close follow-up in the post-
discharge period could improve readmission rates; the readmission rate was 36 %
within 60 days (same disease) in the control group and 20 % within the intervention
group. To get a reduction in 60 days readmission rate from 35 % to 20 % (Garasen

study), sample size was estimated to a total of 120 patients (60 patients in each group, o
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0.05, power 0.8) discharged from hospital to follow-up by home care services for the
first time. In order to account for the cluster effect, the number of patients needed was

increased by 50 % to 90 patients in each group.

During the first months of the study, it was obvious that the newcomer group was
smaller than indicated before the study. We also found that due to early discharge from
hospital, several patients needed a short-term stay at a municipal rehabilitation facility
or nursing home before returning home. Furthermore, the national standard had defined
readmission to apply to the first 30 days after discharge, for any diagnosis (128). The
difference between intervention and control groups was less for 30 days readmission

rate. All this made readmissions less fitted for sample size calculations.

Instead, it was decided to use functional level, a main predictor of independent living
(129), as a base to estimate sample size. We did not have data on changes in functional
level in this patient group measured by NEADL before the study, and as a proxy,
mobility data in IPLOS was chosen a base for estimation of sample size. In a survey of
2300 home care recipients during 12 months in the city of Trondheim, we found a mean
mobility level at baseline on 2.3, a standard deviation of 0.80 and a decline in mobility
on 11.5 % during 12 months. When estimating the sample size, we wanted to identify a
difference in mobility of at least 0.3 (e.g. 2.3 in control and 2.0 in the intervention
group) assuming the intervention and control groups to be independent samples of equal
size with equal standard deviation of 0.8. We set power to 0.90, a to 0.05. Sample size
was estimated to 151 patients per group (302 in total) by applying a t-test in STATA.

Due to a misunderstanding, the cluster model was not taken into account.

4.2.4.2 Statistical analyses

The effectiveness of the intervention was analysed applying linear mixed models
(NEADL and SF 36), logistic mixed models (health care utilisation) and Cox regression
with shared frailty (days to long-term care and days to death). Mixed models are
especially suitable for analyses of correlated data, either due to grouping of subjects or

to repeated measures on each subject over time (130). Furthermore, mixed models are
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robust to missing values as long as data meet the missing - at - random definition (131),
and allow for analyses of non-normal distributed outcomes, which were characterising
our data. Mixed models use fixed and random effects in the same analysis. Fixed effects
represent the levels of primary interest while random effect parameters represent the
general variability among the subjects or clusters (130). Site and patient ID were set as

random factors when applying linear and logistic mixed models.

The main analysis was an intention-to-treat- analysis. A subgroup analysis was
performed excluding patients who died before discharge, remained in nursing homes >
4 weeks after discharge, did not receive home care or did not receive intervention
(Figure 2 in Paper III). Two other subgroup analyses were performed including patients
where minimum two and three of the four registered checklists had been applied during
the patient trajectory. A fourth subgroup was analysed on readmissions including only
patients that were discharged directly home from the general hospitals without an

intermediate stay in a nursing home.
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5 Description of the intervention (PaTH)

The care pathway (Patient Trajectory for Home-dwelling elders, PaTH) that was used
as the intervention in the cRCT was developed in a bottom-up process including home
care professionals, GPs, representatives from patient associations, and hospital nurses
and physicians from six participating municipalities and three hospitals. It was based on
a predefined framework, but the participants in the development process defined the
detailed content of the care pathway after identifying challenges in transitional care and
follow-up in primary care. Supervisors from the Central Norway Regional Health
Authority were teaching process facilitators, representatives from all municipalities and
hospital departments, on how to develop care pathways. The process facilitators ran the

development process locally in the municipalities and hospitals.

PaTH comprised transition from hospital to follow-up in primary care (Figure 1). It was
generic, implying that it could be used for most patients within the home care services.
The care pathway was designed as a chronological trajectory of procedures to be evoked
in patients’ meeting with different parts of health care in order to ensure adequate
information transfer and follow-up by home care services and GPs. The care pathway
implied that assessments, observations and collaborations with external partners were
structured. Checklists were introduced at defined stages in the patient trajectory (Figure
1) to ensure a closer follow-up of the patients’ medical condition and a more equal

practice between the home care professionals.

The checklists in PaTH (content detailed in Appendix 13.5 / 13.6) included practical
issues (e.g. whether assistive devices had been ordered and when they would be
installed), health issues (e.g. review of medication), social conditions (e.g. if the present
accommodation was appropriate for the patients’ level of functioning) and physical and
cognitive functioning (e.g. ability to climb stairs, reduced memory). The first checklist
was common to both hospital and primary health care professionals to ensure that
relevant information was collected and communicated. No other checklists where
developed to be used within the hospitals, but PaTH implied that the hospital physicians

and nurses were to provide clear recommendations in the discharge letters on issues
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needed to be followed up by primary care. Furthermore, all changes in medication were

to be clearly marked in the medication lists. One checklist was made for GPs (checklist

3B), some checklists were used by home care nurses only (checklist 1 and 2), while

others were used by nursing assistants as well (checklist 4 and 5). All of the issues on

the lists were not necessarily relevant for all patients, and the nurses and nursing

assistants had to use their professional insight to decide what to assess and how to

follow-up. Critical information from all checklists was included in the daily care plan in

the electronic health record, which was available to all home care professionals.

Figure 1. Patient-centred care pathway for home dwelling elders (PaTH)
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6 Summary of results

6.1 Qualitative studies

Paper 1: Development of a patient-centred care pathway across health care
providers: a qualitative study.
Aim paper 1: To explore the process of developing the integrated care pathway that was

going to be implemented in the project.

The ambition was to understand the factors of importance for agreement on the content
of a care pathway across health care levels by exploring the expectations, motivations,
attitudes and experiences of the multidisciplinary group of health care personnel in

municipalities and hospitals who participated in the development process.

The process of developing an integrated care pathway across health care levels was
experienced as challenging due to different organisational structures and different
professional perspectives between the health care providers. In specialist care, the main
objective was efficient assessment and treatment of the disease causing the admission.
In contrast, the home care professionals in primary care focused more on the person and
the support needed for the person to be able to cope with daily living. Their main
attention was put on functional ability, social situation, and the patient’s preferences,
and they did not consider disease-specific care pathways to be feasible for use in the
home care services. The home care professionals argued that diseases being common in
the hospital wards had low volume in the home care services, and several disease-
specific care pathways would cause confusion or be forgotten. Moreover, most of their
patients had several medical conditions that all had to be attended to. Still, the home
care professionals acknowledged the need for closer follow-up of the patients’ medical
conditions, but argued that the recommendations for follow-up needed to be designed to
the individual patient’s needs and preferences and not according to standardised disease

specific care pathways.
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Finally, a generic care pathway was developed comprising transition between hospital
and home and follow-up in primary care. It was merging the disease perspective of the
hospital professionals and the broader care perspective of the home care professionals
by structuring information flow and follow-up; taking into consideration functional
ability, social situation, and patient preferences as well as follow-up of the disease(s).
The home care professionals became the main contributors in the care pathway.

Disease-specific care pathways were kept for use within the hospitals.

Paper 2: Implementing a care pathway for elderly patients, a comparative
qualitative process evaluation in primary care

Aim paper 2: The aim was to investigate the process of implementing PaTH into
everyday practice by comparing the joint experiences of health care professionals and
managers in home care services between the municipalities where it had been

introduced.

The ambition was to explore the factors of importance for implementing the integrated
care pathway into everyday practice in the home care services by comparing the
expectations, motivations, attitudes, and experiences of the home care professionals in

the participating municipalities.

Home care professionals in all of the municipalities expected that PaTH would meet
their needs of improving cooperation with the hospitals and GPs as well as improving
quality of follow-up and were enthusiastic to start using it. However, the
implementation work was demanding, and two to three years after the onset of the
project PaTH was integrated in daily work in two of the six municipalities. In two
municipalities some elements of PaTH were used, but occasionally and not by all staff.

In the last two municipalities, PaTH was discontinued.

The Normalisation Process Theory was used to compare the implementation process in
the municipalities and identifying barriers and facilitators for integrating PaTH in daily
working activities. We found that the municipalities that integrated PaTH in daily work

were characterised by active involvement of the executive municipal management and
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strong managerial focus on creating engagement and commitment among all
professional groups in home care services. Continuous practice and guidance was found
to be necessary to make the regular home care staff understand how to use the care
pathway as it implied a change in perspective from mainly supporting the elderly
persons in their daily life to structured observations and assessments of the their
medical, functional and social conditions. This was especially the case to the nursing
assistants who constitute the majority of the employees. Furthermore, practical
facilitation of working processes was essential to succeed as well as a stable
organisation without major competing priorities. Finally, PaTH was only sustained in
the municipalities were the home care professionals experienced it as useful. In the two
municipalities where PaTH was integrated in daily work, the care pathway was found to
be useful to management level as well as frontline professionals as a tool to improve

collaboration, structure provision of services, and improve knowledge and skills.

6.2 Cluster randomised controlled trial

Paper 3: Generic care pathway for elderly patients in need of home care services
after hospital discharge: a cluster randomised controlled trial

Aim paper 3: The aim was to establish the effect of PaTH on patient level — compared to
usual care — for elderly patients in need of home care services after discharge from a
general hospital, regarding primarily the patients’ functional level and readmissions,

secondarily use of health care service, mortality and quality of life.

Twelve clusters were randomised to six intervention and six control clusters, each
cluster consisting of one to three home care units. One hundred sixty-three patients were
allocated to the intervention group and 141 patients were allocated to the control group
(Figure 2 in Paper 3). All six intervention clusters used PaTH during the study period,
but to a varying degree. In total 129 patients (79 %) received complete or parts of the
intervention, but only 36 % of the patients were assessed by at least three of the four

core checklists (Table 4 in Paper 3).
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Odds ratio and hazard ratio was generally in favour of the PaTH group (Table 3) and the
intervention group had significantly more consultations with the GPs. However, we
found no statistically significant differences between the PaTH group and control group
with regard to the primary outcomes (functional level and number of readmissions) or
the other secondary outcomes. Only analyses to the intention- to treat groups are

presented, as the sub group analyses did not provide additional information.

48



(14

dnoi3 uonudAdur snsIdA dnois [onuod pajewnss st (YH) onjer prezey ,

"dnoi3 [onuod sa dnois [ ed 10§ pajewnss st (YO) ONel SppQ,

payoddns jou sisayjodAH ¢ 1odeq ur ¢ o1qe ], 911 Jo Aypenb jo [oao] 1oySIy 308 [Im syjuoney S H

payoddns jou stsayiodAH  80°0 d ‘v '€-6°0 (1D % S6 ‘1 MO ooy Je sAep a10wW 303 [[IMm sjuanjed SH

paytoddns jou sisaypodAH 8049 1-9°0 1D % $6°6°0 qH pasealoul oq [[Im yedp o) ske@  vH

poyoddns sisoypodA $00dRT-0T1D % S6 ‘¥'1 O PaseaIoul oq [[IM SJD) oY} Y}Im SUONBINSU0D Jo 1oquinN € H

payoddns jou sisagiodAH 770 d ‘0°¢ — 80 (1D % $6 ST ;dH pauodisod 2q [[1m 2180 [BUOHMITISUT WLII-FUO] IO PRAN  9°T H
paonpai

pawoddns jou sisayjodAy 9'0d°T7-70 1D % S6 ‘L0 dO 9q [[IM 2D [BUOHMINISUI AJTUNWIWIOD UL SABp Jo JoqunN  §°C H
paonpai

payoddns jou sisoyjodAH 900dCTI-270:1D%S6 ‘60O 99 [[I4 218D [RUOTIMISUT AJIUNWITLOD 0} SUOISSIWPE JO _dquNN ' H

osBA100p
payoddns jou sisayjodAH $0d v 1-50 1D % S6 ‘S0 MO [ syeydsoy [e1ouss je o1ed premul Jo sAep jo oqunN €7 H
pauoddns jou sisoyjodAH 80d € 1-70:1ID % S6 ‘01 4O Padnpar 2q [[Im suolssiwpe [eydsoy jo roqunN 77 H
payoddns jou sisaqgodAH L0 d L1470 (1D % $6 60 (4O paonpa1 aq [[1 [erdsoy [e1oud3 03 SUOISSIWPLaI Jo 1oqunN [ H
payoddns jou sisayjodAH : PooNPaI 3q [[IM UONESI[IN AIed Y)[BoH ‘H
pauoddns jou sisoyjodAH ¢ Ioded ur ¢ 9[qe, PaINPaI 2q [[IM [9AJ] [RUONIUN] Sjuaned ayp ur aurdeg IH

uoIsnuo) 1S9, sisayjodAH

s3nsa.a pue s3saY)odAH °€ dqelL



50



7 Discussion of design and methods

This thesis comprises a cluster randomised controlled trial with nested qualitative
studies of the development and implementation of the care pathway, and discussion of

methods is divided in a qualitative and quantitative part.

7.1 Paper 1 and 2 — qualitative process evaluations

Qualitative research methods were applied in the two first papers as they focused on
experiences, expectations, motivation, and attitudes of the participants in order to get an
understanding of the process and results of the development and implementation of
PaTH. Qualitative research methods are especially relevant to such research questions
(113, 115). In order to ensure scientific quality when applying qualitative research
methods, Malterud propose to look at validity, reflexivity, and relevance (114). In the

following, the qualitative studies will be discussed in relation to these concepts.

Validity

Internal validity

According to Malterud (114) internal validity in qualitative research ‘asks whether the
study investigates what it is meant to’. To strengthen the internal validity, several
different data sources (source triangulation) were applied in both the qualitative studies;
observations, interviews, minutes / notes from meetings and conference calls, and
review of the electronic health records to assess how PaTH was integrated in the
electronic health records. In addition, researcher triangulation was ensured by having
several researchers with different professional backgrounds (physicians, sociologists,
nurse) taking part in the analyses. The main data source was the focus group interviews,
which are useful in studies of experiences, views and attitudes in a working
environment where many people interact, but may also inhibit divergent viewpoints
(113). In the development study (Paper 1), one nurse was interviewed individually,
primarily because she was not able to take part in one of the focus group interviews. She
had, however, very divergent views and attitudes from the rest of the informants, which

made an individual interview beneficial for her to be free to present her experiences.
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Most focus groups had four to eight participants which is considered to be ideal for the
group dynamics (113). In the implementation study (Paper 2), frontline staff and the
managerial level were interviewed in different groups to ensure the informants to have

common experience (113) and to make them speak more freely.

In qualitative research, the richness of the information needs to be large enough for data
saturation (132) which means that no new themes, concepts or problems are presented in
subsequent interviews. Several factors may influence the number of informants needed.
Malterud et al recently introduced the concept ‘information power’ to guide the decision
of the number of informants needed (133). Fewer informants are needed when the study
aim is narrow, when the informants hold the experiences, knowledge and properties
needed in the study, when the study is supported by a relevant theory, and when the
quality of the dialog in the interviews is strong. In our studies, the aims were rather broad,
but the experience, knowledge and properties of the informants were in general highly
specific to the needs of the study. The informants were collected through so-called
‘purposeful sampling’ (134). This implies that informants are selected to ensure that they
have relevant experience. About half of all who had participated in the development
process were interviewed in the development study. In the implementation study, all
home care managers and head nurses and a sample of frontline staff in all municipalities
were interviewed. The head nurses or home care managers selected the frontline staff,
which implied an inherent risk of selection bias by recruiting those being most positive
or failing to recruit persons with relevant experience. In some municipalities, the
informants were recruited in advance while in other municipalities informants were
recruited from those being at work at the day of the focus group interviews. This resulted
in some frontline informants lacking relevant experience in two of the municipalities.
This limitation was counteracted by the large number of informants in total. Furthermore,
frontline staff informants with relevant experience represented both municipalities were
PaTH was sustained as well as municipalities were PaTH was discontinued. There were
no indications that the most positive employees were being selected as the participants

advocated both frustrations as well as enthusiasm.
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In the implementation study there was a period of two to three years from the
introduction of PaTH in the municipalities to the last interviews (Table 2 in Paper 2).
This may have caused a recall bias of the early phases of the implementation process
and use of PaTH. Especially to the frontline staff who was only interviewed once, their
recollection is likely to have been coloured by the present implementation status. The
contact with the management level had been closer throughout, starting with the
conference calls in the early implementation stage, thus counteracting recall bias in the
last interviews. The long observation period was otherwise a strength to assess whether

PaTH had actually been integrated in daily work in a sustainable manner.

The results were presented to a process facilitator in each of the three mixed focus
groups in the development study (Paper 1) and to all home care managers in the
implementation study (Paper 2). Some minor misinterpretations on engagements of
physicians in the development study, and value for leaders in the implementation study

were revealed and corrected.

External validity

Validity also concerns external validity, that according to Malterud ‘asks in what context
the finding can be applied’ (114). In qualitative research, the term ‘transferability’ is often
used instead of external validity (135), referring to the degree to which the results of
qualitative research can be generalised or transferred to other contexts or settings. The
results in the qualitative studies would not necessarily be the same if the development and
implementation took place in another context. Many factors influence such complex
processes, like e.g. the experiences, motivations, commitments, and ability of the people
involved in development and implementation. The findings should thus be interpreted
cautiously before transferring them to other settings, especially across countries where
there are major differences in organisation of health care. Still findings in the qualitative
studies point to general challenges of cooperation across health care levels and factors
important for implementation of complex interventions (136, 137) that have been
thoroughly discussed in the literature. This includes different perspectives on care (138),
insufficient transfer of information (138, 139), and issues important for the

implementation like acceptance and understanding of the intervention (140-142),
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engagement and commitment (137), sufficient resources, skills and training (140, 143),
and positive impact on daily work and interaction between professionals (137, 143, 144).
The findings in the studies are therefore found to have external validity, meaning that

they can be transferable to other settings.

Reflexivity

Reflexivity concerns how the researcher’s background and perspectives may influence
the processes under study and the collection and analyses of the data (114). The
researcher participated in two of the three regional meetings and most local meetings in
two of the three local sites during the development study. This implied mainly a non-
participating observation, although the researcher explained the premises in the research
protocol when it came to questions about specific details. The researcher’s presence as a
primary care physician and a generalist can have influenced the discussions in the
development process where the working groups and focus groups were mixed,
containing health care professionals from the hospitals as well as from primary care.
The researcher’s background may have been experienced as moral support and
strengthened the self-consciousness of the primary care participants. However, there
was congruence between the two local working groups were the researcher had been
present and the third group regarding the experiences of the development process and
the perspectives of the care pathway, indicating that the researcher’s presence had been

of subordinate importance.

In the interviews, the researcher explicably told all informants that all their experiences
and reflexions were of interest, negative as well as positive. Still there is chance that the
informants would portray that the process was more successful than it was, especially
the management level whom the researcher had been in touch with during a period of
two to three years. In fact, the interviews of the frontline staff and review of the
electronic health records did indicate that the management level had overrated the
degree to which PaTH had been implemented in daily work. This underscored the

importance of varied data sources.
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The researcher performed all interviews and transcribed or checked all transcripts
against the audio-file. Even if the researcher had solid knowledge of transitional care
and the work-setting of the home care professionals, the background as a physician
might colour the understanding and coding of the interviews. To counteract bias,
researchers with different professional backgrounds (physicians, sociologists, nurse)
read the interviews in both qualitative studies independently. There was a common
understanding of the main themes in the data material and the interpretation of the

results.

Relevance

Relevance is whether the resulting knowledge from the research is important in a wider
setting (113). The studies of development and implementation of PaTH was highly
relevant for several reasons: Coordination of health care services and use of care
pathways as a coordinating tool are on the agenda both nationally and internationally (7,
95), and knowledge of the challenges in developing care pathways across care levels is
important when developing future similar projects (107). For complex interventions like
PaTH, exploration of the implementation process is important to understand the
complexity and the core components of the intervention. Furthermore, the challenges in
the implementation process need to be understood if the intervention is to be deployed

and tailored into another context.

7.2 Paper 3 — evaluation of the effectiveness of PaTH

A randomised controlled design was used to study the effect of PaTH on patient level
outcomes as randomisation ensures a control for unmeasured and unknown confounders
(110). This allows for an investigation of the causal relationship between the
intervention and outcome (2, 105, 145). Challenges to RCT design on complex
interventions include problems of standardisation of the intervention and
implementation difficulties. Furthermore, the cluster model represents challenges when
designing the study and analysing the data. These issues will be further discussed

below.
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The challenges of standardisation of the intervention

PaTH was a multicomponent complex intervention involving different health care levels
and many health care providers. Moreover, it was consisting of several components with
checklists at defined stages in the patient trajectory. The intervention was not identical
across the sites as the topics on the checklists could differ slightly due to local needs.
Furthermore, the health care providers had to use their professional knowledge and
judgement on how to assess the issues on the checklists. The intervention delivered could
therefore differ somewhat from site to site and from person to person implying that neither
the intervention itself nor the delivery of the intervention could be strictly standardised.
According to Hawe et al. (145), complex intervention cannot be strictly standardised as
the intervention cannot be considered independent of the context in which the intervention
is provided; it must be considered as a product of the components of the intervention and
the context. Since controlled trial design traditionally requires that an intervention is
replicable and can be recognised at different sites, the standardisation challenges have
caused a debate on whether controlled trials are a suitable evaluation method for complex
interventions (105, 145, 146). Hawe et al argue that there is a possibility for
standardisation also for complex interventions. However, instead of standardising the
components of the intervention, the ‘change process’ that the elements are meant to
facilitate should be defined as a standard (145). Regarding PaTH, the topics on the
checklists can be understood as the components while the change process that the
checklists should facilitate is the structured assessments and information transfer to
ensure that relevant issues are taken care of in order to support, maintain or improve
health and functional ability for the home care recipients. Checklists leading to structured
assessments and information transfer can thus be identified as the core element or active
ingredients, while the specific content within the checklists can vary due to local context

and needs.

The cluster design

As PaTH was a complex and comprehensive intervention implying a new way of
performing home care services in each home care unit (Paper 2), a cluster design was
chosen due to the inherent risk of contamination of the control group with an

individualised RCT design. This is a strength of the study and in line with
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recommendation for complex interventions implying changes in organisation or service
provision (2). Cluster randomised trials are, however, vulnerable to changes on the
organisational level which may affect the service provision in the cluster causing
incomplete exposure to the intervention. In worst case, entire clusters and not just
individuals may be lost to follow-up. In the cRCT (Paper 3), all intervention clusters
used PaTH, but the use of the intervention varied across the sites. By combining the
findings in Paper 2 and 3, we found that low adherence to the intervention was

connected with loss of key professionals in some of these clusters.

A cluster model sets other requirements when estimating sample size and analysing the
data than studies on individuals. Observations from the same cluster are usually more
similar than observations from different clusters as the individuals may share similar
characteristics or be exposed to the same external factors (3, 147). The individuals can
thus not be considered independent of each other. Dependence leads to loss of statistical
power and need for increased sample size compared to RCTs on individuals (148).
Intraclass Correlation Coefficient (ICC) is a general measurement of the correlation
among observations within a cluster (3). If the variance within the clusters is less than
the total variance, this should be taken into account when estimating sample size and
analysing the data (3). Nevertheless, sample size was not increased taking the cluster
effect into account in our study (see section 4.2.4.1). This is a methodological limitation
as it represented a risk for the study to be underpowered (148). The additional design
effect (DE) of a cluster randomised trial can be estimated by the formula DE = 1 + (n-
1)p ,where n = mean number of individuals per cluster and p = ICC (147). ICC is
usually between 0.01 - 0.02 in clinical studies (149). By applying ICC to be 0.015 and

n = 25,3 (mean number of individuals per cluster in our study), we would get

DE = 1.36. By multiplying the design effect with sample size estimated by an individual
randomised design (302 patients), sample size for the cluster design would have

increased to 412 patients.
We accounted for the cluster model when analysing the data by applying linear

(repeated measures within individuals) and logistic mixed models (3). The statistical

analyses revealed no cluster (site) effect for the primary outcomes, functional level
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(measured by NEADL) and readmissions. Also for most other outcomes, the cluster
effects observed in the material were ignorable. This implies that lack of counting for

the cluster model when estimating sample size did not lead to an underpowered study.

Potential biases

There is a possibility for selection bias in the trial regarding the enrolled patients. We do
not have information of the patients being eligible who were not asked or who declined
to participate, but there was gradually a declining recruitment rate in the PaTH clusters
as well as the control cluster, indicating that there was an increasing number of patients
who were not asked to participate in the study. One likely reason for this could be that
patients were included by ordinary staff in busy running organisation, and as the
recruitment procedure added to their workload, recruitment was likely to slow down
over time. There were few exclusion criteria in this study and the researcher got
informal feedback from some of those including patients that they were uncomfortable
including patient with short life expectancy. This included both intervention and control
units, and we got no indications that this led to systematic differences between the

groups.

There was no blinding of outcomes assessment, which causes a risk for detection bias;
i.e. systematic differences in how outcomes are determined (150). However, except for
functional level (NEADL) and quality of life (SF 26), outcomes were collected from
health registers and ordinary electronic health care records, minimising the risk for

systematic differences between the groups.

Incomplete use of the intervention

The real life setting of this study may give indications on the feasibility of the PaTH,
but may also pose a limitation on the possibility of detecting effect (108). Several
people were involved in inclusion of patients and a large number of participants were to
be trained in performing the assessments and procedures in PaTH in full time running
organisations. Inclusion of patients started shortly after the introduction of PaTH and
before it was properly settled in the organisations. Paper 2 revealed challenges ranging

from teething problems to more permanent implementation problems in the home care
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districts. Paper 3 included a quantitative process evaluation measuring to what extent
the intervention was provided. This disclosed that for 21 % of the patients in the PaTH
group, no checklists were used while another 16 % were only assessed by one of the
four core checklists. This insufficient use of PaTH represented a major limitation of the

possibility to detect effects of PaTH.
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8 General discussion

The thesis consists of a cluster randomised controlled trial with nested qualitative studies in
line with recommendations from the UK Medical Research Council when evaluating complex
interventions (108). The first qualitative study elucidated the factors of importance for
developing an integrated care pathway across health care providers and health care levels for
elderly patients in need of home care services after hospital discharge (Paper 1). This study of
the development process created an understanding of rationale and content of the intervention,
showing that the active components were checklists to guide information transfer between
collaborating partners as well as guiding observations and assessments of the home care
recipients’ medical, functional and social needs after discharge. The second qualitative study
explored hindrances and factors of importance for succeeding in implementing the integrated
care pathway into every day practice in six different municipalities, thus elucidating the
feasibility of the care pathway in different contexts (Paper 2). This study also investigated
how the home care professionals valued PaTH, and found that the front line staff as well as
the management level found PaTH to be beneficial to improve quality of services, provided
the care pathway was properly implemented. Together, these qualitative studies shed light on
‘what” works and ‘how’. The randomised, controlled study (Paper 3) explored the
effectiveness of PaTH, and did also include a quantitative process evaluation component
investigating to which degree the different components of PaTH was actually used, thus
revealing that the intervention was not delivered to such an extent as intended (106). Paper 3
could not document differences between the PaTH group and the control group except for
more GP consultations in the PaTH group (hypothesis H3, Table 3) and indications that the
PaTH group got more days at home (hypothesis H4, Table 3). However, there were clear
indications that patients were included in the study before the intervention was provided with

sufficient quantity (Paper 3) and quality (Paper 2).

Can a generic care pathway be effective?

Complex interventions can have effects across a range of domains, and it has been argued that
there is a risk that the predefined outcomes do not provide adequate assessment of the success
(2). The first step when designing an intervention is thus to collect evidence that the
intervention might have the desired effect on the outcomes chosen (105). One recommended
strategy is to draw on existing theories when developing complex interventions. Other

strategies can be to base the intervention on ‘experience’ or ‘common sense’ (106). The
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development of PaTH was primarily based on former studies (‘experience’) of care pathways
(151), transitional care (23, 37) and post-discharge primary care interventions (4, 5, 152).
Introduction of care pathways is a well-accepted way to improve efficiency and quality of
care in hospitals by implementing evidence based guidelines in daily work to patients with
specific diagnoses (153) and have documented effect on various outcomes like quality of life,
patient satisfaction, readmissions, and health care costs (98). To ensure that the intervention
was feasible in the context where it was going to be used, the main content and details of the
care pathway was developed in a bottom-up process by health care professionals caring for
elderly patients in the hospitals and in the municipalities. During this process, a disease-
specific care pathway model, which are most commonly used in hospitals (93), was
abandoned in favour of a generic model as this was considered by the home care professionals
in primary care to be most feasible for follow-up care for elderly, multimorbid home care
recipients. Evidence based guidelines for patients with multimorbidity hardly exists (154) and
therefore the participants in in the first study developed their own generic ‘guidelines’
operationalised by preparing checklists defining what kind of issues to assess at the different
stages in the patient trajectory. PaTH contained no recommendation on follow up of specific
diseases; the hospitals physicians and the GPs had to tailor the recommendations according to
the individual patient, taking into account multimorbidity, functional decline and the patient’s
preferences. Greenhalgh et al claim that such a patients-centred approach is the future for
follow-up of multimorbid patients (154). She warns about the trend of focusing on evidence
based follow-up of single diseases and letting the guidelines determine the process of
examinations and treatment without taking the patient’s total situation and goals into
consideration. Still, evaluation of such generic, patient-centred, and integrated care pathways

have been difficult to find in literature.

Some disease-specific cross-boundary care pathways have been described. A Belgian mixed
method study from 2013 on cross-boundary care pathways for breast and prostate cancer
(155) found enhanced care coordination and positive effect on exchanging information and
clarifying common goals, roles, expectations, and competencies. Paper 1 and 2 indicate
similar experiences of our generic model. The Belgian study did not provide data on the
effectiveness of the care pathway and implementation challenges were hardly mentioned. A
Norwegian study from 2015 explored the development of cross boundary care pathways for
COPD and hip fractures addressing elderly patients (156). The main part of the care pathway

was to be used in primary care, and representatives from primary care and hospitals developed
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the care pathways together. The study revealed that the hospital participants, who had
experience in developing care pathways in hospitals, had the main influence on the design and
content. This is the likely reason that when it came to implementation, the primary care
leaders did not find the care pathways relevant in the municipality setting and implementation
failed. In our development study (Paper 1), the home care professionals claimed that different
disease-specific care pathways would be impossible to integrate in daily work; diseases being
common in hospitals would not occur frequently to the individual home care professional who
would thereby get little training in how to use the care pathways. This is supported by a
submitted article by Grimsmo et al (157) which found that individual home care nurses has on
average 0.5 patients hospitalised with COPD, 0.3 with heart failure, 0,2 with stroke and 0,4
patients with hip fracture each year. Furthermore, they found that > 90 % of these patients had
two or more chronic diseases. The study concludes that it is questionable whether disease-
specific guidelines are feasibility and sustainable for multimorbid patients needing care

coordination in primary care (157).

The two Scandinavian studies on post-discharge interventions forming a base for our study (4,
152) documented that a generic approach can have positive effect on readmissions,
independence and death. However, in these studies, the primary care physicians played an
active role performing close follow-up of the medical situation during the first few weeks
after discharge. Paper | and 2 showed that the physicians had a subordinate role in both
developing and using PaTH. The PaTH procedure implied that the home care services
performed the main follow-up and initiated the GP consultations. Even if PaTH implied a
stronger focus on follow-up of medical situation by the home care professionals, their main
perspective had traditionally been on social care, supporting the elderly person to manage
their daily lives (Paper 1), indicating that this perspective might still be dominant. The home
care recipients were characterised by multimorbidity and functional decline (Table 2 in Paper
3), and the risk of adverse medical events in the vulnerable post-discharge period is
considerable (158). In light of former studies, a question thus remains on whether the GP role
in a generic model like PaTH is too passive, and whether the follow- up of the medical

situation too weak to improve patient level outcomes.

Implementation challenges
Paper 2 revealed that there were several barriers to implementation even if the development

process had created a general enthusiasm to PaTH and the home care professionals had had a
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major influence on the design and content of the intervention according to their needs

(Paper 1). During the three months test period before PaTH was introduced to all intervention
cluster (Paper 3), one highly motivated home care unit tested PaTH and approved the
intervention. Only some minor changes in the checklists were recommended to make them
more understandable, and the intervention was considered as both feasible and acceptable to
the home care professionals. The test period did not reveal that substantial efforts were
needed to make the frontline staff use the checklists in PaTH, which was later disclosed in
Paper 2. Thus, the complexity of the implementation process was underestimated. This
demonstrates the need of performing process evaluations, not only in the early test or pilot
periods, but also when the intervention is introduced to all participating sites to evaluate
potential teething problems, feasibility and acceptability across different contexts as well as to

explain the findings of the RCT in the end (106).

We found the Normalisation Process Theory (NPT) (159, 160), useful to compare and
understand the implementation process in the different municipalities. However, it has been
recommended to analyse the implementation potential and requirements before the main trial,
in order to ensure that adherence to the intervention will be sufficient to conclude on effect
(105). Murray et al (120) argue that NPT can be useful also for this purpose and recommend
that topics related to the four main constructs in NPT (Table 4) is explored before proceeding
to the implementation. Had this been done before introducing PaTH to all participating sites,
questions on understanding to all staff, compatibility with existing work, and training of staff

would have needed some closer consideration (Paper 2).

Paper 2 gave indirectly information regarding implementation status at the hospitals and GPs
through the experiences of the home care services; neither the hospitals nor the GP practices
were prepared when PaTH was implemented in the home care services. The lack of
implementation within the hospitals and among the GPs can be understood in light of the
Normalisation Process Theory. From Paper 1 it was clear that neither the hospitals nor the
GPs experienced the same needs for implementing the integrated care pathway as the home
care professionals. This made the task less meaningful and led to low engagement and
commitment. Such lack of coherence is often pointed to as important challenges to

implementation processes (141, 142).
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Table 4. Use of NPT when exploring implementation potential (120)

NPT components

Examples of questions to consider within the NPT framework

Coherence

(Makes sense)

Cognitive
participation
(Engagement and

commitment)

Collective action

(Facilitation for

Does the intervention have a clear purpose?
Who will benefit from the intervention?
Are the providers / users likely to value these benefits?

Will the providers easily understand the intervention?

Will the intervention fit the overall goals and activity of the
organisation?
Are the providers and user groups likely to think it is a good idea?

Are the providers prepared to invest time and work in this?

How will the intervention affect health care providers and users?

Is it compatible with existing work practices?

use) Will the providers need extensive training before they can use it?
Reflexive Are the providers / users likely to appreciate the interventions
monitoring when it has been used for a while?
(Appraisal of Can the intervention be improved on basis of experience and
value) feedback?
Effectiveness

When analysing the result in the cRCT (Paper 3) in light of the implementation study

(Paper 2) it is not possible to conclude that PaTH does not improve patient level

outcomes. In Paper 3 (and Paper 2), we found that the intervention was not delivered as

intended, and that the use of checklists was less than planned. Our studies further

revealed that that adherence to the intervention (Paper 3) and the quality of performance

(Paper 2) improved over time, indicating a learning curve. This implied that a run-in

time would have been necessary to ensure that the intervention was delivered efficiently

(105). Insufficient run-in time is generally a challenge when implementing complex

interventions due to the limited timeframe for most intervention studies (161). If
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inclusion of patients to the main trial is carried out too soon after introduction of the
intervention, like in our case, the full effect might not be observed within the study
period as such interventions need time before the intervention is provided in the desired

quantity and quality (162).

Yet another explanation of the sparse effect on patient level outcomes can be the fact
that there had been improvements in provision and coordination of care between
hospital care and primary care in the participating city (where most patients were
included) during the last 10 years. Even if the development process had identified
deficiencies in care coordination and follow-up, the contrast between PaTH and care as
usual may have been too small to detect an effect on patient level outcomes. However,
we do not expect this to be the case as the home care professionals at the sites where
PaTH was integrated in daily work, experienced that they were much more alert and

prepared to follow-up and intervene if the patient’s health condition deteriorated.
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9 Conclusion

e Primary care professionals within the home care services did not find disease-
specific care pathways across care levels to be feasible for follow-up of elderly
multimorbid patients. Instead, a generic care pathway was developed including
checklists and procedures for discharge and follow-up by primary care.

e Implementation of PaTH was challenging and required high priority and
engaged leadership in order to facilitate for daily use, create engagement and
commitment, and ensure sufficient guidance and practice.

e Health care professionals in the municipalities where PaTH was integrated in
daily work experienced that this integrated, generic care pathway improved the
provision of home care services and collaboration with the GPs.

e The home care managers in these municipalities found PaTH to be useful as a
management tool to effect change and improve knowledge and skills.

e No statistical significant differences were found on patient level between the
intervention and control groups except for increased number of consultations
with the GPs. However, it is not possible to draw a final conclusion on whether
or not PaTH had effects on patient level as patients were included in the RCT
before the intervention was provided with sufficient quantity and quality.

e For complex interventions, there is a need of process evaluations alongside the
RCT to check the quantity and quality of the intervention provided to ensure that

the intervention is delivered efficiently before including patients in the study.
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10  Implications for practice

Highly motivated practices, strong prioritisation and engaged leadership was found to
be necessary to integrate PaTH in daily working practices (Paper 2). Except for one
municipality, no extra resources were provided within the home care services. The
extensive efforts that were found to be necessary to succeed with the implementation
indicates that PaTH in its present form can be too comprehensive for it to be deployed
generally in other municipalities, at least without additional resources. Still, PaTH has
got considerable attention throughout Norway as a means to improve quality of
transition from hospital to home as well as follow-up in primary care (163, 164), and
several municipalities consider implementing PaTH. From our experiences, a thorough
analysis of the prerequisites for successful implementation is strongly recommended

before introducing PaTH into new settings.

Furthermore, PaTH needs to be tailored to the local context to fit the local needs. The
core elements in PaTH are checklists at defined stages in the patient trajectory ensuring
information continuity (165) across care levels and between health care professionals.
However, the topics on the checklists need to vary according to local requirements.
Vanhaecht et al state that introducing a care pathway without a local process involving
health care professionals to adapt the care pathway to the local context, can be ‘unsafe
and ineffective’(153). Haland et al claim even more categorical that care pathways
should be ‘treated as prefabricated tools’ and that the local process of developing,
customising and introducing the care pathways is crucial for making them work (166).
The Normalisation Process Theory is recommended in this work to identify the

potential and requirements for implementation.

In the two municipalities that integrated the care pathway in daily work, PaTH is still in
use six years after being introduced. Continuous efforts have been necessary to support
and adjust it to contextual changes, work considered to be necessary for complex

interventions to be sustained in daily practice (167).
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11

Suggestions for further research

A cost effectiveness analysis based on health service utilisation is recommended
to analyse whether the resources needed are acceptable compared to what is
achieved.

A study on patient satisfaction in the two municipalities where PaTH is still in
use or in municipalities planning to use PaTH. Relevant research methods could
be use of questionnaires, interviews or a combination of the two.

Based on our findings and assessed against the former mentioned Scandinavian
studies (4, 75), we would also suggest a more extensive study by testing
arrangements with joint assessments by GPs and home care nurses to elderly

patients with multimorbidity and disability in the early discharge phase.
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13 Appendix

13.1 Information to health care professionals about inclusion of

® NTNU

Det skapende universitet

Inkludering i studien; Helhetlig Pasientforlep i eget Hjem!

Hvem som skal inkluderes som intervensjons- eller kontrollpasient

Formal med rutinen

Kvalitetssikre inklusjon av pasienter i studien: Helhetlig pasientforlep i eget hjem.

Omfang:

Det inkluderes bade intervensjons- og kontrollpasienter i hver kommune - 30 pasienter i
hver gruppe. Selv om man ikke har nadd dette antallet, stopper man inkludering i
studien nar det har gatt 6 maneder. Ideelt sett bor det derfor g& 6 maneder mellom
innfering av programmet i hver kommunedel.

Prosjektledelsen i Trondheim vil lage egne forskningskonvolutter for hver pasient som

inneholder alle nedvendige papirer for inkluderingen.

Arbeidsbeskrivelse:
1. Vurdering av om pasienten fyller inklusjonskriteriene for 4 bli intervensjons-
eller kontrollpasient:

e En definert person i hjemmetjenesten i kommunen vurderer om pasienten kan
inkluderes i studien ut fra utvelgelseskriteriene (jfr utvelgelseskriterier — se
under og eget vedlegg).

e Viktig punkt & ha med i lokal sjekkliste er:

" Eksempel fra landkommune
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Sjekk at pasienten ikke tidligere er inkludert i studien som intervensjons- eller
kontrollpasient.

Pasienter kan ikke delta i studien dersom de er med i andre storre studier som

innebarer intervensjon i kommunens hjemmetjeneste.

Studien inkluderer ogsa pasienter med en viss kognitiv svikt, men pasienten ma
vere 1 stand til & kunne forsta hva deres deltagelse innebaerer nar de blir
informert, og ogsa vaere i stand til & undertegne en samtykkeerklaering. Det méa
legges vekt pa at den muntlige informasjonen tilpasses den enkeltes kognitive
funksjon.

Brukeren i intervensjonssoner inkluderes i studien i forbindelse med 3 dagers
besoket ved sykepleier.

Brukere i kontrollsoner mé ogsé inkluderes innen 3 dager. Den enkelte

kommune ma vurdere hvordan dette gjores.

Inklusjonskriterier (eget skjema)

Pasienten skrives ut fra degnopphold pa sykehus.

Pasienten har behov for tjenester fra hjemmesykepleien (praktisk bistand
person).

Pasienten har bostedsadresse NN kommune og fér tjenester fra xx
hjemmetjeneste.

Pasienten er 70 ar eller eldre.

Pasienten har gitt sitt samtykke (forutsetter at pasienten er samtykkekompetent.).
Pasienten skal hjem etter sykehusoppholdet (enten ved direkte hjemreise eller
via korttidsopphold i sykehjem (4 uker eller mindre).

Pasienter som tilherer hjemmetjenester der programmet er tatt 1 bruk, inkluderes

som intervensjonspasient. Pasienter som tilherer de gvrige hjemmetjenestene

inkluderes som kontrollpasient og kan ikke senere inkluderes som
intervensjonspasient i oppfelgingsperioden (12 maneder etter inkludering i

studien).

84



2. Informasjon og samtykke:

Pasientene i bade intervensjonsgruppen og kontrollgruppen informeres muntlig
og skriftlig. Skriftlig informasjon til bade kontrollpasient og
intervensjonspasient ligger i forskningskonvolutten.

Alle pasientene skal signere samtykkeskjemaet. Disse sendes fortlepende i
forskningskonvolutten til kommuneoverlegen i Trondheim ved Helge Garasen.

Konvolutten har patrykt adresse.

3. Kartlegging i kommunen spesifikt for studien:

Alle pasienter som inkluderes i studien (bade intervensjon og kontroll)

kartlegges ved hjelp av skjemaet:” Kartlegging av evne til 4 utfere dagligdagse
aktiviteter” (Nottingham extended ADL scale).

Alle nybrukere av hjemmetjenestene (bade intervensjon og kontroll) skal fa

utlevert et skjema for kartlegging av livskvalitet (SF 36) med ferdig adressert

svarkonvolutt som gér til kommuneoverlegen i Trondheim. Det er meningen at

den enkelte bruker skal fylle ut skjemaet selv — evt ved hjelp av parerende.

4. Foring i Gerica (eller annet pasientjournalsystem):

Det ma merkes tydelig i journal om pasienten er inkludert i studien som kontroll
eller 1 intervensjonsgruppe. I Trondheim gjores dette ved at det merkes i
brukerkortet i Gerica. Dette gjores under fanen” Personalia”, velg HPH
intervensjon eller HPH kontroll. Hver kommune kan velge egne losninger bare
det merkes tydelig i pasientjournal.

Alle notat som gjeres som ledd i det nye programmet (pasientforlapet) ma
skrives pa samme journalnummer (f. eks statusrapport) og ikke pa daglig

journalfering.

6. Oppbevaring av skjema:

Samtykkeskjema og utredningsskjemaet om dagligdagse aktiviteter
("Nottingham”) sendes kommuneoverlegen i Trondheim v/Helge Garasen, i

forskningskonvolutten.
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e Pasient sender selv livskvalitetsskjemaet i den frankerte konvolutten i
forskningskonvolutten.
o Utfylt utvelgelsesskjema lagres i pasientens mappe i basen for hjemmetjenesten

for & sikre egen oversikt.

7. Forskningskonvolutten inneholder: (se vedlegg)

1. Rutine for inkludering i studien

2. Informasjonsskriv til intervensjonspasienter

3. Informasjonsskriv til kontrollpasienter
4. Samtykkeskjema

5. Utvelgelseskriterier

6.

Kartlegging av evne til & utfere daglige aktiviteter (Nottingham Extended ADL
scale)

7. SF 36 (opptrykt skjema) + frankert konvolutt
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13.2  Selection criteria
®@NTNU
Det skapende universitet

Utvelgelseskriterier for pasienter til studien:

Helhetlig pasientforlop i eget hjem
Pasientens navn:
Fodselsnummer:

Postadresse:

Felgende sporsmal skal vurderes pa alle pasienter

Ja | Nei

Pasienten skrives ut fra sykehus

Pasienten er bosatt i kommunen

Pasienten er 70 ar eller eldre

Pasienten har behov for tjenester fra hjemmetjenesten

Pasienten har gitt skriftlig samtykke (mé veere samtykkekompetent)

Pasienten skal hjem etter sykehusoppholdet™®

*) Enten ved direkte hjemreise eller via ett korttidsopphold i sykehjem (< fire uker).

Hvis ja pa alle spersmal, og pasienten tilhorer en hjemmetjenesteenhet som har tatt i
bruk programmet, inkluderes pasienten i studien i intervensjonsgruppen.
Ovrige pasienter inkluderes 1 kontrollgruppen dersom de ellers fyller

inklusjonskriteriene.

NB: Pasienten kan ikke samtidig delta i andre storre studier som involverer
hjemmetjenesten.

Dette skjemaet legges i pasientens journal pa enheten.

Dato: ...............

Navn/kommune pa utfyller: ...............coco.
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13.3 Information letters to the patients in intervention and control

® NTNU

Det skapende universitet

Til deg som pasient

Foresporsel om a delta i en studie som vurderer effekten av styrket oppfelging av

hjemmetjenestene etter sykehusinnleggelse.

Mange eldre pasienter opplever at den forste tiden etter et sykehusopphold kan vere
utrygg bade med tanke sykdommen, hvor mye man orker og hvor god oppfelgingen blir

av kommunens helse- og velferdstjenester.

Sykehuset og den kommunen du bor i vil preve ut en ny ordning med bedre oppfelging
av pasienter over 70 ar etter sykehusopphold. Kommunene vil gjere en vitenskapelig
undersekelse sammen med NTNU for & vurdere effekten av tiltakene. Det betyr at ca.
halvparten av pasientene vil bli trukket ut til & {4 et nytt oppfelgingsprogram, mens de

ovrige vil fa oppfelging pa vanlig mate fra hjemmetjenestene og fastlegen.

Du er trukket ut til 4 preve det nye programmet. For deg som pasient innebarer dette at

du vil bli bedt om a fylle ut et sperreskjema nar du reiser fra sykehuset og etter ca. ett ar.
I skjemaene vil du bl.a. bli spurt om hvordan du opplever din egen livssituasjon. Du vil
ogsa vere med i en sporreundersekelse der vi sper hvordan du opplever kvaliteten pa

kommunens tjenester for og etter vi har satt i gang prosjektet.

For pasienter som blir trukket ut til & delta i dette nye oppfelgingsprogrammet, vil vi sette
i verk folgende:
1. Pasienter som reiser hjem med vedtak om hjemmesykepleie, vil i lapet av 3
dager féa besgk av en kontakthjemmesykepleier som vurderer tilstanden og

legger en plan for videre oppfolging sammen med deg og med fastlegen din.
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2. Innen 2 uker vil du ha en oppfelgingstime hos fastlegen dersom det er anbefalt
fra sykehuset, du har begynt med nye medisiner eller er ny bruker av
hjemmetjenesten.

3. Du vil etter ca. 4 uker motta tilbud om et nytt hjemmebesok fra hjemmetjenesten

hvor det vil bli vurdert mulighetene for forebyggende tiltak.

For at vi skal kunne gjore en vitenskapelig vurdering av effekten, vil vi ha behov for noen
opplysninger om din sykdom i din journal pé sykehuset, hos fastlegen og hos
hjemmetjenesten i din kommune. Dette gjelder din diagnose og hvor mye du benyttet deg
av spesialisthelsetjenester og kommunale tjenester. I tillegg vil vi gi deg noen
sporreskjemaer hvor du beskriver selv hvordan du har det. Opplysningene vil bli
behandlet konfidensielt, og ingen enkeltpersoner vil kunne kjenne seg igjen i
publikasjoner og rapporter der studiens funn gjengis. Opplysningene anonymiseres nar

studien er ferdig, innen utgangen av 2012.

Det er frivillig & veere med, og du har mulighet til & trekke deg nar som helst underveis
uten & matte begrunne dette neermere. Dersom du trekker deg, vil alle innsamlede data

om deg bli slettet.

Studien er meldt Norsk Samfunnsvitenskapelig Datatjeneste, og den er godkjent av

Regional Komité for Medisinsk og Helsefaglig forskningsetikk, Midt-Norge.

Du kan stille flere spersmél om prosjektet til stipendiat Tove Resstad (tel 917 60 270),
kommuneoverlege Helge Gardsen i Trondheim kommune (tel 911 12 656) eller til

hjemmetjenestene der du bor.

Trondheim 01.10.09

Tove Resstad Helge Garasen Rolf Windspoll
Stipendiat Kommuneoverlege Samhandlingssjef
ISM, NTNU Trondheim kommune St. Olavs Hospital
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® NTNU

Det skapende universitet
Til deg som pasient

Foresporsel om a delta i en studie som vurderer effekten av styrket oppfelging av

hjemmetjenestene etter sykehusinnleggelse.

Mange eldre pasienter opplever at den ferste tiden etter et sykehusopphold kan vare
utrygg bade med tanke sykdommen, hvor mye man orker og hvor god oppfelgingen blir

av kommunens helse- og velferdstjenester.

Sykehuset og den kommunen du bor i vil preve ut en ny ordning for oppfelging av
pasienter over 70 ar etter sykehusopphold. Kommunene vil gjere en vitenskapelig
undersekelse sammen med NTNU for & vurdere effekten av tiltakene. Det betyr at ca.
halvparten av pasientene vil bli trukket ut til & fa et nytt oppfelgingsprogram, mens de

ovrige vil fa oppfelging pa vanlig mate fra hjemmetjenestene og fastlegen.

Du er trukket ut til 4 veere sdkalt kontrollpasient, dvs. at du vil f& oppfelging pd vanlig

mate fra hjemmetjenesten og fastlegen. For deg som pasient inneberer dette at du vil bli

bedt om & fylle ut et sperreskjema nar du reiser fra sykehuset og etter ca. ett ar. I
skjemaene vil du bl.a. bli spurt om hvordan du opplever din egen livssituasjon. Du vil
ogsa vere med i en sporreundersekelse der vi sper hvordan du opplever kvaliteten pa

kommunens tjenester for og etter vi har satt i gang prosjektet.

For at vi skal kunne gjore en vitenskapelig vurdering av effekten, vil vi ha behov for noen
opplysninger om din sykdom i din journal p& sykehuset, hos fastlegen og hos
hjemmetjenesten i din kommune. Dette gjelder din diagnose og hvor mye du benyttet deg
av spesialisthelsetjenester og kommunale tjenester. I tillegg vil vi gi deg noen
sporreskjemaer hvor du beskriver selv hvordan du har det. Opplysningene vil bli
behandlet konfidensielt, og ingen enkeltpersoner vil kunne kjenne seg igjen i
publikasjoner og rapporter der studiens funn gjengis. Opplysningene anonymiseres nar

studien er ferdig, innen utgangen av 2012.
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Det er frivillig & veere med, og du har mulighet til & trekke deg nar som helst underveis
uten & matte begrunne dette naermere. Dersom du trekker deg, vil alle innsamlede data

om deg bli slettet.

Studien er meldt Norsk Samfunnsvitenskapelig Datatjeneste, og den er godkjent av

Regional Komité for Medisinsk og Helsefaglig forskningsetikk, Midt-Norge.

Du kan stille flere spersmél om prosjektet til stipendiat Tove Resstad (tel 917 60 270),
kommuneoverlege Helge Gardsen i Trondheim kommune (tel 911 12 656) eller til

hjemmetjenestene der du bor.

Trondheim 01.10.09

Tove Rosstad Helge Garasen Rolf Windspoll
Stipendiat Kommuneoverlege Samhandlingssjef
ISM, NTNU Trondheim kommune St. Olavs Hospital

91



13.4 Informed consent

® NTNU

Det skapende universitet

Helhetlig pasientforlep i eget hjem.
Et systematisk utskrivings- og oppfelgingsprogram for pasienter i

hjemmetjenesten

SAMTYKKEERKLZARING
Navn:

Adresse:

Postnr. / sted:

Telefon

Jeg har fétt skriftlig og muntlig informasjon om undersekelsen som skal vurdere

effekten av bedre oppfelging av hjemmetjenestene av pasienter etter sykehusopphold.
Jeg gir herved mitt samtykke til & delta i undersekelsen, og at journalopplysninger bade
i sykehus, hos fastlegen og i omsorgstjenestene om meg blir benyttet til & vurdere

kvaliteten og effekten av de tiltakene som blir satt i verk.

Samtykket er frivillig, og jeg er innforstitt med at samtykket kan trekkes tilbake nar

som helst.

Trondheim;

(Pasientens underskrift)

Samtykket sendes kommuneoverlege i Trondheim, Helge Garasen i vedlagt konvolutt.
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13.5

Original PaTH checklists in Norwegian

13.5.1 ChecKklist 1

Helhetlig pasientforlep i eget hjem.

Et systematisk utskrivings- og oppfelgingsprogram for pasienter i

hjemmetjenesten

HPH 1 FORBEREDELSE HIEMKOMST

1.

vk wn

10.

11.

12.

13.
14.

Navn pa avdeling / ansatt, og telefonnummer:

Hjelpebehov / endret behov:

Hvis endring; Er helse- og velferdskontoret varslet?

Avtalt dato og klokkeslett for hjemkomst:

Spesielle observasjoner som vi skal foreta; skal fremkomme i
sykepleiesammenfatning / forelapig epikrise:

Sammenlign medikamentliste i forelopig epikrise med gjeldende medikamentliste
pa Gerica, med tanke pa nye, endrede og seponerte medikamenter.

Kontroller at det foreligger evt. Marevan-dosering for de forste degnene.
Bruker kommer hjem til kl. 13, hvis ikke skal forelopig epikrise og
sykepleiesammenfatning fakses til hjemmetjenesten innen kl. 13.

Sjekk at sykehuset sender med nedvendige resepter, evt. medisiner for 1 degn /
helg.

Hvis bruker har veert i kommunal korttidsavdeling, fa bekreftelse at oppdaterte
opplysninger er lagt inn i Gerica.

Er nedvendige hjelpemidler skaffet / bestilt? Hvilke hjelpemidler, bestilt av
hvem, leveres nar?

Er parerende informert om tidspunkt for utskrivelse?

Behov for bolignekkel? Vil den bli levert av parerende?

Serg for at bruker kommer pa arbeidsliste, og at det er samsvar mellom vedtak og
tjenester. Legg inn nedvendige opplysninger som er kommet fram i denne

samtalen pa oppdragets art.
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15.
16.

17.

18.

19.

20.

Gi beskjed til samarbeidspartnere om utskrivelse.
Bestill time hos fastlege etter en eller flere av folgende kriterier:

a. Pasienter som har fétt endring av faste medisiner

b. Pasienter som har fétt anbefalt oppfelging av fastlege fra sykehuset
Timen skal vare 2 uker etter utskrivelse. Avklar om bruker trenger
hjemmebesek, og om bruker trenger folge til lege.
Forelopig epikrise fakses fastlege nar den er mottatt. Merk fax om bruker har
Multidose.
Legg inn pa huskeliste at vi skal fakse informasjon til fastlege dagen for
legetime, samt pdminnelse om legetimen.
Bestem tid for besgk av sykepleier (innen 3 dager). Dette bestemmes i samrad
med arbeidslisteskriver.

Oppnevn primaerkontakt, og legg inn i Gerica

94



13.5.2 ChecKklist 2

Helhetlig pasientforlep i eget hjem.
Et systematisk utskrivings- og oppfelgingsprogram for pasienter i

hjemmetjenesten

HPH 2 STRUKTURERT OPPFOLGING AV SYKEPLEIER INNEN 3 DAGER
ETTER HJEMKOMST

1. Ga gjennom forelopig epikrise / medikamentliste og sykepleiesammenfatning
for samtale med bruker.

2. Aktuelle diagnoser:

3. Har bruker startet med nye medisiner? (Ver obs i forhold til virkning /
bivirkning).

4. Kontroll av medisindosett / multidose som bruker har i hjemmet/pa sonekontor:

5. Avklar administrasjonsmate i forhold til medikamenthandtering, ma komme
tydelig fram pé arbeidsliste.

6. Er seponerte medisiner fjernet fra hjemmet?

7. Nedvendige hjelpemidler / utstyr pa plass?

8. Blir utstyret brukt riktig?

9. Har bruker trygghetsalarm? Er bruker i stand til & forsta bruken? Test alarmen.

10. Foler bruker seg trygg?

11. Kjenner bruker at han mestrer hverdagen?

12. Forvirringstilstand?

13. Hukommelsesproblemer?

14. Angstlignende reaksjoner, nedstemthet, irritasjon eller mistenksomhet?

15. Sevnmenster natt / dag:

16. Beskriv matlyst og naringsinntak (Kvalme? Behov for kostveiledning?):

17. Eliminasjon:

18. Utholdenhet / trettbarhet:

19. Fysisk aktivitet:

20. Forflytningsevne, ute — inne. Balanse, fallrisiko og fallfeller:
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21.
22.
23.
24.
25.
26.

27.
28.
29.

30.

31.

32.

Muskelstyrke handtrykk:

Smerter / tilstrekkelig smertelindring?

Symptomer pé infeksjon?

BT (sittende og staende) / puls / sirkulasjon / respirasjon:

Brannrisiko?

Hvilke forhold ma spesielt folges opp, knyttet til observasjoner, mestringsevne,
forebyggende tiltak, aktuelle sykdommer og behandling? Legg inn i oppdragets
art.

Er epikrise fulgt opp?

Behov for andre / gkte tjenester?

Skriv inn i Gerica huskelister for videre doseringer / utlevering av multidose /
utlevering av neste dosett / korrigering av Multidose.

Gjennomgang av innholdet i oppdragets art med hensyn til vedtak og
observasjoner. Dette gjores fortrinnsvis sammen med arbeidslisteskriver og
primaerkontakt.

Planlegg 4 ukers samtale for bruker / primarkontakt. Dette skal planlegges
sammen med arbeidslisteskriver og legges inn pa huskeliste;

Skriv ut ny hjemmejournal. Skal ligge i skap lengst til hayre pa kjokkenet

hjemme hos bruker.
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13.5.3 Checklist 3 A

Helhetlig pasientforlep i eget hjem.
Et systematisk utskrivings- og oppfelgingsprogram for pasienter i

hjemmetjenesten

HPH 3A PLANLEGGE BESOUK TIL FASTLEGE INNEN 2 UKER

1. Hjemmesykepleien ved ansvarlig sykepleier / fagkoordinator bestiller time hos
fastlege nar sonen far beskjed om utskriving.

2. Ansvarlig sykepleier / fagkoordinator vurderer om bruker kan mete pé legekontoret
eller har behov for hjemmebesok.

3. Hjemmetjenesten skal informere skriftlig om de observasjoner som er gjort
vedrarende pasientens helsetilstand, funksjon og mestringsevne (Gerica mal:
Informasjon fra hjemmetjenesten til fastlegen i journal 311).

Dette skal gjores av fagkoordinator dagen for legebesok.

Viktig kontaktinfo som navn og telefonnummer til primerkontakt, ansvarlig sykepleier

/ fagkoordinator samt fax ma noteres.
4. Tilsvarende prosedyre som punkt 3 ved seinere legekontakter.

Selve konsultasjonen / sykebeseket:
1. Fokus pa pasientens helsetilstand, funksjonsevne og mestringstilstand samt evt
behov for rehabilitering og forebyggende tiltak.

a.  Legen vil vurdere hva konkret hjemmetjenesten skal observere.

b.  Legen vil vurdere hva som skal skje dersom pasienten blir dérligere av evt

kronisk tilstand.
2. Legen vil avtale ny legetime og hyppighet av videre legekontroller.
3. Legen leverer / fakser kopi av journalnotatet til hjemmesykepleien.

4. Legen leverer / fakser oppdatert medikamentliste til hjemmesykepleien og evt

apoteket (ved multidose) ogsé dersom det ikke er foretatt endringer.
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Prosedyre for gjensidig oppdatering fastlege — hjemmesykepleien folges ogsa ved

seinere konsultasjoner av pasienter som er inkludert i studien.

Bakgrunnsinformasjon

MA LEVERES FASTLEGE I DAG!

Legesenter: Fastlege:
Faksnr.:
Bruker: Fodselsnummer:

Tidspunkt for legetime:

Fastlegebesok etter utskrivelse fra
sykehus?

Bakgrunn / Problemstilling:
Observasjoner gjort av hjemmetjenesten:
(Fysisk, psykisk, sosialt)

Antall besok fra hjemmetjenesten per dag:
Andre kommunale tjenester:

Fastlegens anbefaling til hjemmetjenesten
for videre behandling og oppfelging:

- Spesielle observasjoner / oppfelging:

- Hva bor iverksettes ved forverring:
Vennligst gi tilbakemelding til
Hjemmetjeneste:

Fagkoordinator:

Faksnr.:

Telefon:

Mobilnr.:

Vedlegg: Medikamentliste fra Gerica

98



13.54 Checklist 3 B

Helhetlig pasientforlep i eget hjem.
Et systematisk utskrivings- og oppfelgingsprogram for pasienter i

hjemmetjenesten

HPH 3B MOMENTLISTE VED OPPFOLGING HOS FASTLEGEN TO UKER
ETTER UTSKRIVING FRA SYKEHUS
(utarbeidet av fastleger i Trondheim / Orkdals regionen og godkjent av LSU)

Alle punkter vil ikke vere aktuelle for alle pasienter. Legen skriver et journalnotat pa
vanlig mate ut fra hva legen mener er relevant informasjon, men det er viktig at radene
til hjemmetjenestene blir med. Hjemmetjenesten fakser sine observasjoner og evt.
problemstillinger til legen et dogn for konsultasjon / sykebesek. Legen fakser kopi av
sitt journalnotat til hjemmetjenesten i de tilfellene hjemmetjenesten ikke folger

pasienten (hjemmetjenesten folger pasienter som ikke selv kan gjore rede for seg).

Pasientens fortelling, vurderinger og spersmil etter innleggelse:

Har pasienten skjont hva som skjedde under sykehusoppholdet?

Hvordan opplever pasienten sin situasjon etter sykehusoppholdet?

Legens undersokelse og vurdering:

Gjennomgang av foreliggende dokumentasjon:

» Epikrise, rapport fra hjemmesykepleien
Undersokelser og prover:

e Ut fra det pasienten og hjemmesykepleien forteller
» [ folge anbefalinger i epikrisen

Gjennomgang av legemiddellisten:

« Effekt? Bivirkninger?

* Noe som kan seponeres eller gjores enklere?

* Har pasienten forstatt nye medisiner / doseendringer?
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» Trenger pasienten evt. hjelp eller opplaring for & handtere sine medisiner, evt. egnet
for multidose?
Pasientens egenmestring

* Behov for tiltak for a styrke pasientens egenmestring (f.eks. trening)?

Tiltak / plan for videre behandling og oppfelging:

Resepter og oppdatering av legemiddelliste og kopi til hjemmesykepleien / evt. apotek

(ved multidose)

Rekvisisjon av undersekelser og behandling

» Rehabilitering / fysisk trening / hjelpemidler?

Rad / veiledning (evt. utskrift fra NEL)

Avtale om videre kontroller hos fastlegen

Anbefalt rad /oppfolging til hjemmetjenesten

* Hva som evt. ber observeres (effekt av behandling, bivirkninger, mat / drikke, vekt,
avforing / vannlating, edemer etc.)

* Hvasom evt. ber gjeres ved forverring / tidlig intervensjon (bruk evt. NEL).
Spesifiser tiltak som hjemmetjenesten evt. kan starte

Lever / faks kopi av journalnotatet til hjemmetjenesten + evt. kopi av legemiddelliste

(nar hjemmetjenesten handterer pasientens medikamenter)
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13.5.5 ChecKlist 4

Helhetlig pasientforlep i eget hjem.
Et systematisk utskrivings- og oppfoelgingsprogram for pasienter i

hjemmetjenesten
HPH 4 FIRE-UKERS SAMTALE / REVURDERING AV BRUKER

Helse:

1. Diagnose siste sykehusinnleggelse og andre kroniske tilstander:

2. Endring i brukers helse og hjelpebehov det siste halve aret:

3. Videre oppfolging etter siste fastlegekontroll: Spesielle observasjoner framover?

4. Plan for videre kontakt med fastlege:

5. Ernaringstilstand: (Variert / ensidig kosthold. Mengde, hyppighet av maltider.
Vekttap siste halvar? Behov for oppfelging under maltid?)

. Tannhelse (Egne tenner? Veltilpasset protese? Behov for bistand til munnhygiene?):

. Smerter / tilstrekkelig smertelindret?

. Eliminasjon (Urin / Avfering):

O o0 3 O

. Syn / Hersel:

Daglige beslutninger:

10. Beskriv brukers hukommelse:

11. Beskriv brukers ressurser til a planlegge / ta ansvar for daglige gjoremal:

12. Oppleves brukers atferd som adekvat? Mistanke om forvirringstilstand?

13. Har bruker forstaelse for sin egen situasjon? (Hvis nei; kontakt fastlege for & fa
brukers samtykkekompetanse vurdert).

14. Er brukers hjemmesituasjon forsvarlig (Brann, sikkerhet, helsetilstand)?

15. Er det spesielle utfordringer i forhold til brannsikkerheten (Hvis ja - folg prosedyre
‘Forebyggende brannvern for brukere i hjemmetjenesten’. Denne prosedyren skal i

tillegg gjennomgds minimum 1 gang per ar):
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Sosialt nettverk/aktiviteter:

16. Hjelp fra og kontakt med parerende og venner?

17. Hvilke interesser / aktiviteter har bruker deltatt i tidligere?
18. Behov for bistand til sosial deltagelse?

19. Informasjon: Ta med mappe med informasjon om aktivitets- og kulturtilbud.

Mestringsevne

20. Opplever bruker trygghet i hverdagen?

21. Dersom bruker har trygghetsalarm, test alarmen.
22. Har bruker forstaelse for & bruke trygghetsalarmen?
23. Opplever bruker at hun mestrer hverdagen?

24. Nedstemthet, angstlignende symptomer, irritasjon eller mistenksomhet?

Funksjon / ADL:

25. Beskriv brukers bevegelse innenders (opp og ned av stol, inn og ut av seng, balanse,
gjennomfore toalettbesak, ga trapp):

26. Har bruker falt de siste 4 uker? Evt. iverksett fallforebyggende tiltak.

27. Behov for tilpassing av leilighet (f.eks. fjerne derstokker, gulvtepper, gode
lysforhold? Er alt pa ett plan?):

28. Har bruker nedvendige hjelpemidler? Behov for veiledning i riktig bruk?

29. Personlig stell: Hva mestrer bruker selv? Behov for bistand?

30. Trenger bruker tilrettelegging / bistand til av- og pakledning?

31. Mestrer bruker 4 lage mat, temme seppel, vaske kopper, vaske kler, innkjop?

32. Rengjering av bolig; hva mestrer bruker selv? Bistandsbehov? Hvem bistar?

33. Kan noe gjores for & styrke brukers funksjonsnivé og brukers egenmestring?

34. Er det noe bruker gjerne ensker mestre, men som han / hun i dag ikke klarer?

35. Er det funksjoner som er i ferd med & svikte, men som kan styrkes?

36. Er bruker motivert til opplaering / trening / sosiale tiltak?

37. Oppdater oppdragets art.

38. Oppdater og skriv ut hjemmejournal, skal ligge i skap overst til hoyre pa kjokkenet.
39. Er brukers tjenestebehov i samsvar med eksisterende vedtak?

40. Har bruker behov for nye vedtak?
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41. Revurdering skal utferes etter behov eller minimum hver 6 mnd. Legg inn pa

huskeliste.
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13.5.6 ChecKklist 5

Helhetlig pasientforlep i eget hjem.
Et systematisk utskrivings- og oppfoelgingsprogram for pasienter i

hjemmetjenesten
HPH 5 BRA ELLER GRADVIS ENDRING / TAP AV FUNKSJON:

Ved akuttsituasjon RING113.

Konferer med sykepleier / vernepleier under utfylling av sjekklisten.

BRA ENDRING / TAP AV FUNKSJON (timer / dager / uke)

Bevissthetstilstand (forvirring?):

Mental svikt?

Respirasjon (rask? surklete? anstrengt?):

Blodtrykk / puls:

Vektendring (ved hjertesvikt)?

Hevelse i beina?

Hud (farge / torr / varm / klam):

Tegn til infeksjon (temperatur, urinstiks, forvirring, luftveissymptomer,
skarpt avgrenset rod hud)?

Medisiner (tar bruker sine medisiner? riktig dose?):

Smerter (hvor / styrke)?

Svimmel? Fall?

Eliminasjon (urin / avfering):

Matlyst / veesketilforsel:

Sevnmenster:

Atferdsendring (nedstemthet, engstelse)?

Behov for & kontakte fastlege / legevakt? (Bruk sjekkliste ved rapportering)
Behov for gkte / endrede tjenester?

Informer pérerende.
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Ved sykehusinnleggelse, eller ved legetilsyn skal Hjemmejournal legges
fram eller sendes med ambulanse.

GRADVIS ENDRING / TAP I FUNKSJONSNIVA (uker, méneder)

Mental svikt?

Sevnmenster:

Adferdsendring (nedstemt, engstelig, mistenksom, aggressiv)?
Vekttap (hva og hvor mye spiser / drikker bruker):
Blodtrykk / puls:

Medisiner (tar bruker medisiner? riktig dose?):
Smerter (hvor / styrke)?

Gangfunksjon:

Svimmelhet?

Falltendens?

Eliminasjon (urin / avfering):

Kontakt parerende (hvis samtykke):

Kontakt fastlege.

Kontakt helse- og velferdskontor dersom behov for endrede tjenester:

MAL I GERICA: BRA ELLER GRADVIS ENDRING / TAP AV FUNKSJON:

Beskriv situasjonen, og de observasjoner
som er gjort etter sjekkliste” BRA
ELLER GRADVIS ENDRING/TAP
AV FUNNKSJON":

Tiltak som ble iverksatt umiddelbart:

Hvilke tiltak ber iverksettes for a
forebygge nye hendelser, eller forebygge

tap av funksjon:
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13.5.7 Checklist 6

Helhetlig pasientforlep i eget hjem.
Et systematisk utskrivings- og oppfelgingsprogram for pasienter i

hjemmetjenesten
HPH 6: INFORMASJON TIL SYKEHUS VED INNLEGGELSER
1. Hjemmetjenesten sender med ‘hjemmejournal’ ved innleggelse i sykehus.

2. Legevakt ma vare kjent med at ‘hjemmejournal’ blir oppbevart i kjokkenskap everst

til hoyre, i de tilfeller hjemmetjenesten ikke er involvert i innleggelsen.

3. Hjemmetjenesten kontakter aktuell sykehusavdeling pr. tIf innen 24 timer / forste
virkedag etter sykehusinnleggelsen for overfering av informasjon, sjekker at avdelingen

har mottatt ‘hjemmejournal’.

4. Hjemmetjenesten skriver en oppsummering over siste dagers observasjoner i journal

311, etter folgende mal:

HPH 6: INNLEGGELSE SYKEHUS, INFORMASJONSOVERFORING FRA
KOMMUNE:

Innlagt avdeling:
Dato:
Ansatt:

Siste dagers observasjoner, for innleggelse:
Fax hjemmejournal.
Kvalitetssikre at parerende og samarbeidspartnere er varslet.

Kvalitetssikre at tjenester er stoppet.

Denne fakses eller sendes elektronisk til sykehusavdeling innen 24 timer/ forste

virkedag, evt. sammen med ‘hjemmejournal” om denne ikke er mottatt tidligere.
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13.5.8 Daily care plan

Helhetlig pasientforlep i eget hjem.
Et systematisk utskrivings- og oppfelgingsprogram for pasienter i

hjemmetjenesten

STRUKTUR FOR OPPDRAGETS ART I GERICA, MED VEILEDER.

MAL: VEILEDER
Tidspunkt Nar hjelp er avtalt.
Diagnose: Beskriv sykdomssituasjon, aktuelle diagnoser, evt.

situasjon etter siste utskrivelse.

Andre hensyn: Har hund, ikke ring pé deren, skal pa dagsenter osv.

Medikamenter: Viktig & vaere presis og detaljert i beskrivelsen for &
unngd avvik. Marker tydelig om det er hjemmetjenesten
som deltar i medikamenthéndteringen, eller om bruker
har ansvaret selv. Oppbevares medisiner pa sonekontor,
eller hjemme hos bruker? Har bruker Multidose, dosett,
eller begge deler?

Spesielle observasjoner: Etter anbefaling fra sykehus / fastlege

Hva gjor vi ved Etter anbefaling fra sykehus / fastlege, evt. oppgi nummer
forverring: til sykehusavdeling, har bruker dpen innleggelse osv.
Oppdrag:

- Hva mestrer bruker Oppdragstekst som skal gjenspeile vedtak, og hva vi

selv: konkret skal hjelpe bruker med, eventuelt hva bruker
-Forebyggende tiltak: mestrer selv.

-Kompenserende tiltak:
Varsling ved forsinkelse Skal bruker kontaktes hvis vi blir forsinket?

ja/nei
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13.6 Core PaTH checklists (summary in English)

13.6.1 Checklist 1

Discharge call from hospital to home care services at the day of discharge.

(Checklist to be used by the head nurse)

1.
2.

10.

11.

12.
13.

14.

15.
16.

Name and telephone number to the ward / person calling from the hospital.

What kind of support is needed after discharge? Has this changed during the present
hospital admission?

If there is a change in need for municipal health and social care, has the hospital
contacted the local health care allocation office?

Agree on date and time for discharge.

Are there any specific conditions to be observed by the home care staff after
discharge? This must be documented in the discharge letter.

Compare the list of medication used in the hospital with the list of medications in
the electronic health record (EHR) of the home care services to check for new,
changed or discontinued medication.

Make sure there is a dose-plan for warfarin the first three days.

Make sure that the discharge letter will be sent by fax to the home care service
before 1pm at the day of discharge.

Make sure that the hospital provides necessary prescriptions and medications for
one day / weekend.

If the patient has had an intermediate stay in a nursing home / rehabilitation facility,
make sure that information is updated in the EHR.

Have necessary assistive devices been ordered? What kind of devices? Who has
ordered? When will it be delivered?

Has the family been informed about the discharge?

Does the home care staff need a key for the patient’s house? Will this be delivered
by the family?

Make sure the patient is enrolled on the work list and that services are planned
according to the decision of the local health care allocation office.

Make sure important information is registered in the daily care plan.

Inform cooperating partners about the discharge.
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17.

18

19.

20.

21

Fax information about medication and immediate follow-up needs to the GP.

. Book an appointment with the GP within 14 days if there have been changes in the

medication plan during the present hospital stay or if follow-up by the GP is
recommended by the hospital. Clarify whether the patient can meet at the GP
practice or need a home call by the GP.

Make a reminder in the EHR that updated information is provided to the GP one day
before the appointment.

Decide on time for a follow-up visit by a home care nurse.

. Appoint a primary contact person (nurse or nursing assistant) within the home care

Sservices.
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13.6.2 ChecKklist 2

Post-discharge assessments by a home care nurse within three days after discharge
1. Check discharge letter from the hospital.

Document current acute / chronic diseases and medical conditions.

Check if medication list in the EHR is updated (new, changed or discontinued medication).

Check how medication is to be administered.

Observe effects / side effects of medication

Remove outdated medication from the patient’s home.

A

Check that necessary assistive devices are in place in the patient’s home and that they are

being used correctly.

8. Does the patient have a safety alarm? Does he understand how to use it? Does it function
properly? (Test it).

9. Does the patient feel secure?

10. Does the patient cope with the situation at home?

11. Confusion about time and place?

12. Reduced short-term or long-term memory?

13. Anxiety or depressive symptoms? Paranoid symptoms?

14. Sleeping pattern:

15. Eating well? Nutritious meals? Nausea? In need of diet guidance?

16. Proper bowel function? Urinary incontinence / retention?

17. Endurance — fatigue?

18. Physical activity.

19. Ability to walk indoors and outdoors. Risk for falls?

20. Muscle strength by hand shaking.

21. Pain?

22. Signs or symptoms of infection?

23. Blood pressure (sitting and standing), pulse, circulation, respiration.

24. Make sure the recommendations in the discharge letter is being followed up.

25. What kind of conditions are especially in need of follow-up (diseases, ADL, preventive
measures)? Document this in the ‘daily care plan’ in the EHR.

26. Check whether there is need for other municipal health and social care services or

increased home care services.

27. Update the daily care plan.
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28. Plan for the four-week assessment together the patient’s primary contact person in the

home care service.
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13.6.3 ChecKklist 3A

Procedure and information provided before examination by the GP within two

weeks after discharge (home care checklist)

1. Head nurse / nurse in charge book an appointment with the GP when they are
informed of the discharge.

2. Head nurse / nurse in charge clarify whether the patient can meet at the GP practice
or need a home call by the GP.

3. The day before the appointment, the head nurse informs the GP in written about
observations done by the home care staff on the patient’s health situation, physical
and cognitive functional level and the patient’s ability to master daily activities.

4. This procedure is to be followed also at later consultations.

Information from the home care services to the GP (Template in the EHR)

Name of GP practice / GP:

Fax no:

Name of the patient:

Date of birth / identification number:

Time for appointment:

Need for home call by the GP? (Yes / No)

Current problem:

Observations on physical, mental and social condition performed by home care staff:
Number of visits by home care staff per day:

Other municipal health and social care services:

Contact information home care services:

Name of home care unit:

Name of head nurse:

Fax no.:

Phone: /Mobile:

Please provide feedback on conditions to be observed by the home care staff, plan for
further follow-up, and advice on measures in case of exacerbations of chronic diseases

Attachment: Medication list from the EHR
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13.6.4  Checklists 3B

GP checklist for consultation two weeks after discharge

Not all issues are relevant to all patients. The GP documents as usual what is considered
to be relevant information, but advice to home care services on further follow-up of
medical condition is mandatory. The GP will receive updated information on
observations and assessments from the home care professionals the day before the
consultation. The GP informs at home care professionals on conclusions and plan for

further follow-up after the consultation.

e  Check whether there is a need for further examination / test in the discharge report
or the report from the home care services.
e Check the medication list

o Effect or side effects of medication?

o Can medication be reduced or simplified?

o Has the patient understood changes in the medication list?

o Does the patient need help to handle her / his medication?

o Isthere a need to improve the patient’s self-management related to diseases
or medication?

o Check whether there is a need for new prescriptions.

o  Make sure the medication list is updated, and information passed to the
pharmacy and home care services provided they are handling the patient’s
medication.

e Does the patient need rehabilitation measures?
e Agree on further follow-up consultations and inform the home care services.
e Make a follow-up plan for the home care services including

o What to observe (e.g. cognitive functioning, effect of treatment, side effects,

nutrition, weight, blood pressure, oedema. etc.).

o How to act if the chronic medical conditions deteriorates.
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13.6.5 ChecKklist 4

Post-discharge assessment by a home care professional (nurse or nursing assistant)

within four weeks after discharge.

Health

1. Document current acute / chronic diseases and medical conditions.

2. Document changes in patient’s health condition last six months.

3. Is the plan for follow-up after the last GP consultation attended to?

4. Is there a plan for further follow-up by the GP?

5. Eating well? Nutritious meals? Nausea? In need of diet guidance? Weight loss last
six months? In need of help during meal?

Dental health (own teeth?). How is the oral hygiene? In need of a dentist?

Pain?

Proper bowel function? Urinary incontinence / retention?

A e )

Vision and hearing.

Ability to make decisions on daily activities

10. Reduced short-term or long-term memory?

11. Confusion about time and place?

12. How is the patient’s ability to plan and follow up daily activities?

13. Anxiety or depressive symptoms? Paranoid symptoms?

14. Does the patient have competence to consent to treatment?

15. Are the home conditions satisfactory (security, health, functional level)?

16. Does the patient have a safety alarm? Does he understand how to use it? Does it
function properly? (Test it).

17. Does the patient feel secure?

18. Does the patient cope with the situation at home?

Social network and activities
19. Does he get any help from family / friends?
20. What kind of social activities did he use to attend earlier?

21. Does he need any help for participating in social activities?
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22.

Provide oral and written information about local social activities.

Activities of Daily Living (ADL)

23.

24.
25.

26.
27.
28.
29.
30.
31.
32.
33.
34.
35.

36.

Ability to walk indoors (walking to and from a chair, bed, toilette and staircase) and
outdoors.

Any falls last four weeks? In need of fall-preventing measures?

Needs for improvements in the house due to functional impairment (e.g. remove
carpets and doorsteps, better lighting)?

Sufficient assistive devices? Check whether they are being used correctly.

Personal hygiene? What can he manage himself? Need of support?

In need of help to dress / undress?

Able to prepare meals, wash dishes and cloths, do shopping, get rid of trash?

Able to clean his flat? If no, who is helping him?

Can something be done to strengthen the patient’s ADL / coping of daily activities?
Is there anything that the patient wants to master, but is not able to do?

Can something be done to reverse functional decline?

How is the patient’s motivation for exercising or social activities?

Check whether there is need of other municipal health and social care services or
increased home care services

Update daily care plan
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13.6.6  Daily care plan

e Time for assistance

e Relevant medical conditions

e Medication

e  Observations recommended by the hospital or GPs
e  What to do if the condition deteriorates

e  What can the home care recipient manage himself?
e Preventive measures

e  Assistance given by the home care professionals
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13.7 Nottingham extended ADL scale.
Kartlegging av evne til 4 utfore dagligdagse aktiviteter.

Felgende sporsmal gjelder dagligdagse aktiviteter. Et kryss for hvert svar. Skriv
hva du faktisk har utfert siste 2 uker — inkludert sykehusopphold (ikke hva du tror
eller ensker du kan gjore)

Navn:
Fodselsdato:
Dato for utfylling / utfylt av:

Alene
Har du? Nei ?:ld med Alene
Jelp vansker

Gétt omkring utenders?

Gatt i trapper?

Kommet deg inn og ut av bilen?

Gétt pa ujevnt underlag?

Krysset veier?

Reist med offentlig transport?

Spist selv?

Laget varm drikke?

Tatt med varme drikker fra et rom
til et annet?

O |0 Q|| n |k~ |WIN|—

—_—
(e}

Tatt oppvasken?

Laget et enkelt varmt maltid til deg
selv?

—_—
—_—

Handtert dine egne penger nar du er

12 ute?

13 | Tatt sma vask / handvask?

14 | Gjort husarbeidet selv?

15 | Gjort innkjepene selv?

16 | Tatt en hel klesvask?

17 | Lest aviser eller beker?

18 | Brukt telefonen?

19 | Skrevet brev?

20 | Gatt ut for sosialt samvaer?

21 | Stelt din egen hage?

22 | Kjort bil?
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Abstract

Background: Different models for care pathways involving both specialist and primary care have been developed
to ensure adequate follow-up after discharge. These care pathways have mainly been developed and run by
specialist care and have been disease-based. In this study, primary care providers took the initiative to develop a
model for integrated care pathways across care levels for older patients in need of home care services after
discharge. Initially, the objective was to develop pathways for patients diagnosed with heart failure, COPD and
stroke. The aim of this paper is to investigate the process and the experiences of the participants in this
developmental work. The participants were drawn from three hospitals, six municipalities and patient organizations
in Central Norway.

Methods: This qualitative study used focus group interviews, written material and observations. Representatives
from the hospitals, municipalities and patient organizations taking part in the development process were chosen as
informants.

Results: The development process was very challenging because of the differing perspectives on care and different
organizational structures in specialist care and primary care. In this study, the disease perspective, being dominant
in specialist care, was not found to be suitable for use in primary health care because of the need to cover a
broader perspective including the patient’s functioning, social situation and his or her preferences. Furthermore,
managing several different disease-based care pathways was found to be unsuitable in home care services, as well
as unsuitable for a population characterized by a substantial degree of comorbidity. The outcome of the
development process was a consensus that outlined a single, common patient-centred care pathway for transition
from hospital to follow-up in primary care. The pathway was suitable for most common diseases and included
functional and social aspects as well as disease follow-up, thus merging the differing perspectives. The
disease-based care pathways were kept for use within the hospitals.

Conclusions: Disease-based care pathways for older patients were found to be neither feasible nor sustainable in
primary care. A common patient-centred care pathway that could meet the needs of multi- morbid patients was
recommended.
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Background

In Norway, as in most Western societies, health author-
ities consider health and social services to be fragmented;
especially challenging is a lack of continuity of care for
elderly and chronically ill patients [1-4]. More outpatient
care, fewer hospital beds and shorter inpatient stays redir-
ect more rehabilitation and follow-up to primary care at
an increasingly earlier stage of treatment [2,5]. Studies
show that there is a considerable risk of adverse events in
relation to the transition of patients between hospitals and
primary care services and that information provided is
often insufficient [6-8]. Thus, there is a growing need for
better care coordination between primary and specialist
health care services to ensure patient safety and continuity
of care [1,9].

Many countries have focused attention on improving
the coordination of their health and social care services
[10,11]. In some European countries, models for
hospital-at-home regimens have been developed as a
beneficial alternative to inpatient care for selected pa-
tients [12,13]. Treatment and follow-up takes place in
the patient’s home, with an ambulatory team from the
local general hospital remaining responsible for patient
care. Other models describe care pathways that aim to
ensure adequate follow-up after discharge, involving
both specialist and primary care services [14,15]. Most
studies in the field evaluate models that have been initi-
ated by specialist care services and are based on treat-
ment of single diseases like stroke, heart failure and
COPD [16-18]. Some studies describe care pathways for
hospitalized elders more generally [19]. In these studies,
hospital-based practice nurses or multidisciplinary teams
are usually involved in the discharge process and for a
limited post-discharge period. In Denmark an interven-
tion was developed within primary care by GPs and
home care services that reduced the risk of readmissions
and improved medication control for newly discharged
elderly patients [20].

Models have also been developed to improve the
follow-up care of patients with chronic conditions in pri-
mary care. The Chronic Care Model has been intro-
duced at several sites but targets mostly single diseases
[21,22]. More recently, the Patient-Centered Medical
Home model has been launched in the US [23].

Cultural differences between specialist care and pri-
mary care are not unknown [24]. However, we have not
found studies investigating the potential implications
that the different professional cultures might have on
the process of developing care pathways across care
levels.

In Central Norway a primary-care initiated project was
set up where the main objective was better care coordin-
ation and follow-up during and following discharge
from hospital to home by developing integrated care
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pathways. Being a cluster-randomised complex interven-
tion, a process evaluation nested inside the trial was
started in order to clarify causal mechanisms and to
identify obstacles or other contextual factors contribut-
ing to the variation, success, or failure of the interven-
tions [25]. The aim of this paper was to explore the
process of developing the integrated care pathways that
was going to be implemented in the project.

Methods

This study used a qualitative design that included obser-
vations and interviews. The study was conducted from
spring 2009 until spring 2010. It was approved by the
Regional Committee for Medical and Health Research
Ethics in Central Norway and the Ombudsman for
Research at the Norwegian Social Science Data Service.
The randomized trial was registered in Clinical Trials.
gov NCT01107119.

All informants were informed about the study both in
writing and orally by the first author and signed a writ-
ten consent. They were informed that the interviews
would be handled confidentially, that citations would be
anonymous, and that they could ask for statements to be
deleted.

Setting

In Norway the general and university hospitals are
owned by the government and managed through four
regional health authorities. Primary care services, com-
prising for example general practitioners (GPs), home
care services, nursing homes and community hospitals,
are the responsibility of local authorities [26-28]. All citi-
zens are entitled to have a GP who is responsible for
providing general health care, including medical follow-
up after discharge from hospital. These are usually orga-
nized as small private enterprises. Home care services
are organized in district units employing nurses and
aides who offer nursing and therapeutic procedures,
medical services, personal care, social care and terminal
care. Home care services may be offered several times a
day and at night, when needed, and can even be pro-
vided continuously for 24 hours a day for shorter
periods.

The framework for the project being studied was
outlined by healthcare managers from the city of
Trondheim in cooperation with St. Olavs Hospital and
researchers from the Norwegian University of Science
and Technology (NTNU) based on a literature search on
care pathways across care levels for older patients.

Two general hospitals, one university hospital and six
municipalities took part in the project, represented by
people with experience in cooperation across care levels.
Participants from all of the organizations met three
times as part of a regional working group during a
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period of four months. They were given an introduction
to the aims and tasks of the project and taught how to
run the development process in their own organisations
as local process facilitators (Table 1). They were guided
by two supervisors from the Central Norway Regional
Health Authority who had extended experience in
coaching for developing clinical pathways within hospi-
tals. The methods taught by the supervisors were based
on the concepts Patient Process Redesign [29] and
LEAN [30]. The participants in the regional working
groups also formed three local working groups that met
in between the regional sessions. These groups were led
by one of the process facilitators and were organized
around each of the participating hospitals and its adja-
cent municipalities. The local working groups were
extended to involve additional nurses, physicians, phys-
iotherapists, occupational therapists and participants
from patient organizations. In addition, the local process
facilitators arranged local meetings involving the staff at
their workplace. The working groups were first asked to
identify the risks for adverse events and potential obsta-
cles during admission, discharge and follow-up at home,
and to evaluate information flow, roles and responsibil-
ities. Based on these analyses, they were challenged to
develop care pathways for patients with COPD, heart
failure and stroke. At the outset, the plan was to use the
hospital-developed pathways and extend them into pri-
mary care by developing procedures for transition be-
tween the care levels and for follow-up in primary care.

Informants

Nineteen people (Table 2) were organized in three focus
groups based on the local working groups. The infor-
mants were recruited by the first author and represented
two patient organizations, five of the six municipalities,
the three hospitals and the Central Norway Regional
Health Authority. One small municipality was not repre-
sented in the interviews due to problems with capacity,
and they temporarily pulled out of the project. The
selection criteria were that the participants had partici-
pated actively throughout the development project in
the regional and local working groups and that, in
addition, all occupational groups were represented. Half
of the informants had been local process facilitators, and

Table 1 Local process facilitators (N = 27)

Participants Clinicians Case handler Managers

Hospital nurses 10

District nurses in home care 8 3
services

Health and social administration, 4

primary care

Occupational therapists, primary 2
care
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Table 2 Participants in the interviews (N = 23)

Participants Age Years of working
(mean/range) experience

Primary care 10 45 (30-62) 18 (6-37)
Hospital/Regional 7 50 (36-59) 21 (9-36)
health administration

Patient organizations 2 67 (64-69)

GPs 4 55 (51-61) 29 (25-33)

two of them had managed the local working groups. All
hospitals and municipalities were represented by at least
two participants, and they made up about half of those
who had been active in the regional and local working
groups. Few GPs took part in the development process.
However, collaboration between home care services and
GPs was an important topic both in the process and the
interviews. Therefore, a fourth focus group of four GPs
was recruited; of these four, only one had taken part in
the actual development process.

Data collection

A semi-structured interview guide was used in the inter-
views (Table 3). The main question asked was: How did
you experience the process of developing an integrated
care pathway for older patients? Four focus groups were
considered sufficient, as the representational spread was
satisfactory, and the last interviews did not bring up new
themes. All interviews were carried out by the first au-
thor. An independent co-moderator was present at two
of the focus group interviews. The first author also par-
ticipated as an observer at one regional meeting and at
most of the meetings in the local working groups. Writ-
ten material from all of the working groups, such as mi-
nutes, notes from flip-overs and proposed pathways, was
collected and studied as well.

Table 3 Semi-structured interview guide

Main question Subordinate topics

How did you experience the process
of developing an integrated care
pathway for older patients?

- Understanding of care
pathways

« Important topics in
development work

« Challenges regarding care
pathways for older people

« Responsibilities and
collaboration in a care pathway

« Expectations and attitudes in
the development process

« Challenges in the
development process

« Appraisal of the final solution
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Analyses

The interviews were recorded and transcribed verbatim
by the first author. In the analyses we applied Malterud’s
systematic text condensation, which is inspired by
Giorgi’s phenomenological approach [31,32]. The au-
thors studied the interviews independently in order to
get a general sense of all the material and to identify the
main themes. They then met to discuss and refine the
identified themes. The first author then identified units
of meaning related to the main themes, and the coding
of these was discussed in subsequent meetings with the
other co-authors. The original themes were re-evaluated
throughout this process.

Additionally, six researchers familiar with qualitative
studies and who had not been part of the project read
the transcripts of the first focus-group interview inde-
pendently and identified central themes. There were no
major differences between these and the central themes
already identified. The main results of the analyses were
finally presented to informants from all geographical
sites to uncover any apparent misunderstandings. The
final analysis was studied and approved by the authors.
The citations used are chosen to illustrate and comple-
ment the description of the findings.

Results

The results were categorized into five main themes: The
overall experience with the process is described under
the heading “process experiences.” The details of the
experience are described under the following headings: a
tug of war between professional goals; disjointed collab-
oration in primary care; primary care perspectives gain
ground; and merging of perspectives.

Process experiences

The first regional meeting was described by the infor-
mants as confusing. For teaching the process method, all
examples were taken from developing clinical pathways
in hospitals, and the representatives from the municipal-
ities were not able to relate the examples to their daily
work. The participants from the hospitals and primary
care understood the task at hand differently and strug-
gled to understand each other’s point of view. They were
able to identify several risks of adverse events, especially
related to insufficient information flow both between the
care levels as well as within primary care. However, on
trying to develop a model for transition and follow-up,
differences in professional objectives and perspectives
between specialist care and primary care became very
obvious and proved to be challenging. This influenced
the first local meetings as well, and the participants
could not agree on which perspective should form the
basis of the care pathways.
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At one stage we were uncertain if and how we could
continue the process. We were miles apart. We didn’t
understand each other’s point of view. (Nurse primary
care, local process facilitator, city)

The project management was asked to intervene to
get the process back on track, and this conflict of per-
spectives was a main theme in the next regional meet-
ing. Furthermore, a geriatric nurse who had a great deal
of working experience in both hospital and primary care
joined the discussions and helped to bridge the gap be-
tween the participants from the hospitals and municipal-
ities. These initiatives brought the process forward. The
rest of the process was seen as constructive, and the dia-
logue was perceived as mutually respectful.

Gradually we accepted that each group had a
completely different approach to the problem; that we
came from different areas of expertise. The geriatric
nurse helped us to speak the same language. That
made things much easier; and then it became really
fun. (Nurse primary care, local process facilitator, city)

A tug of war between professional goals

The participants then started discussing discharge rou-
tines and follow-up for COPD, heart failure and stroke
as proposed in the initial assignment. However, the
strong focus on these single diseases was met with scep-
ticism from most of the nurses in primary care. Their
main concern, especially in the transition phase, was to
assess the patient’s functional abilities and social situ-
ation in order to prepare for the necessary level of assist-
ance and support needed at home.

1 felt as if we were expected to be preoccupied with
diagnoses. However, we were more concerned with the
patient’s functional ability. (Nurse primary care, local
process facilitator, city)

This made some hospital nurses feel that the district
nurses were uninterested in the patients’ diagnoses. In
the working group discussions, hospital nurses argued
that many exacerbations of chronic conditions leading to
hospital admissions might have been prevented had pri-
mary care done a closer follow-up of the disease. They
said they were worried about the possible outcome of a
care pathway that did not closely adhere to specific
guidelines for each disease.

1 wonder if a medical focus will be completely missing in
the primary care program; it seems to have been given a
back seat; it would appear that what I think is most
important for the patient, follow-up of the disease, is
wasted. (Hospital nurse, local process facilitator)
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The representatives from the patient organizations
acknowledged the perspectives from both parties telling
that their attention changed from focus on disease in
hospital into resuming daily activities when coming
home.

These different perspectives caused confusion and
consternation. However, even if the district nurses con-
sidered functional ability as the most important factor in
the transition phase, they were also concerned about
their patients’ chronic conditions in the follow-up at
home. But they found that being restricted to assessment
of single diseases for the three chosen diseases was un-
satisfactory. Their patients rarely had only one single
disease. In addition, diseases that were common in hos-
pital might be infrequent for each nurse in primary care.
They had to deal with the whole spectrum of diseases.

These concerns from the district nurses led to the pro-
posal of developing discharge and follow-up routines
applicable to most medical conditions, and common to
all clinical hospital departments. This was met with
astonishment by the majority of the hospital nurses.

There was an enormous difference between specialist
care and primary care in how they approach care
pathways. We found it difficult to understand why you
[primary care] weren’t really interested in care
pathways for specific diseases, and how you could
think that one common care pathway might suit many
diseases. (Supervisor, Regional Health Authority)

Disjointed collaboration in primary care

The district nurses, in cities and rural areas alike, expressed
a need for closer collaboration with both specialist care and
GPs, as well as routines to regulate this collaboration. In re-
cent years they had experienced that the medical needs of
their care recipients had become increasingly more com-
plex. They often felt that they had insufficient information
about their patients to provide the necessary follow-up.
They could therefore feel unsure as to what to observe and
how to react to changes in the patients’ health.

When a patient is discharged the information we get is
inadequate. And we can’t call the GP all the time
either. To be able to know that we are doing a good
job, nurses need to have a proper idea of the patient’s
condition. I'm uncomfortable not having that type of
control. (Nurse, primary care, rural area)

At the same time, the GPs complained that home care
services reacted too slowly when patients’ health situa-
tions deteriorated.

And I've noticed that the district nurses aren’t always
very good at monitoring patients. I have on several
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occasions experienced that they have seen the patient
for one or two weeks without noticing that the patient
is getting very ill. (GB, city)

The district nurses and GPs felt that there were
organizational barriers to their collaboration such as geo-
graphic distance thus hindering a face-to-face relationship.

Nurses and doctors work closely and are on first-name
terms when patients are in hospital. When the
patients have had a minimal recovery, they are sent
home. The possibilities for giving a good and
coordinated follow-up then are completely different; in
primary care, district nurses and GPs are
geographically separated, might never have met each
other and may not even know each other’s names. The
present system means that all home care service units
may have to collaborate with all GPs in the
municipality. (GB, city)

Primary care perspectives gain ground

During the development process, it became evident that
the primary care perspective was gaining ground; this
was also apparent from the interviews. Primary care rep-
resentatives were in the majority because there were
more municipalities than hospitals participating in the
process. In addition, primary care was represented by
three experienced managers of home care services,
whereas the hospitals were not represented by the man-
agement level in any of the working groups. The chal-
lenges faced in daily work in primary care and home
care services and in collaboration across care levels were
therefore well illustrated in the discussions. Further-
more, the representatives from primary care appeared to
have a more autonomous position. The hospital nurses
did not feel that they had been given a mandate to
propose changes in discharge routines for the whole
hospital. In the discussions, they thus focused on the
disease-related content of the care pathways. This was
seen as being a very narrow approach by the district
nurses.

The primary care representatives expected us to
represent the whole hospital. We were shocked. We
hadn’t been given a mandate to speak for the whole
hospital. (Hospital nurse, local process facilitator)

The physicians played a lesser role in the process, both
in the hospitals and in primary care.

Even when the doctors took part in the meetings, they
were only there for some of the time, and they were
focused on the follow-up of single diseases. (Nurse
primary care, local process facilitator, rural area)
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Merging of perspectives

In the end the participants reached a consensus. The
disease-based clinical pathways in the hospital were kept
as before, while a common care pathway able to include
most diagnoses was designed for the transition between
hospital and primary care and for the follow-up in pri-
mary care (Figure 1). In the final phase of the process,
the focus was on developing structures for collaboration
and the flow of information. It became evident that there
was a need for detailed descriptions of procedures,
responsibilities and information flow with checklists for
all situations that had been identified as critical in the
risk-identification phase (Figure 1).

Quality control of a patient’s discharge and follow-up
is simplified by using checklists no matter the
diagnosis. They help us to remember to ask all the
questions that need to be asked to ensure a proper
follow-up. (Nurse primary care, local process
facilitator, city)

Discussion

Starting from the initial idea of using a disease-based
model with several different care pathways, objections
from primary care representatives led to the development
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of one common care pathway suitable for most common
medical conditions covering admission and discharge
from hospital as well as follow-up in primary care. How-
ever, different objectives and perspectives on patient care
caused tension and obstacles between specialist care and
primary care representatives in the joint process of design-
ing clinical pathways. Table 4 summarizes how we inter-
pret the differences that were uncovered. Primary care
and hospital care pursue different professional goals and
might not be fully aware of the needs and challenges of
the other arena [24]. This study provides new insight into
the ways in which different professional cultures play out
in development processes.

Fragmentation in primary care

The increasing development of new specialties has con-
tributed to fragmentation in health care [4,33]. Several
publications have therefore pointed to primary care to
ensure the continuity and integration of patients’ needs
and care [34]. However, the interviews in this study con-
firmed that there is also significant fragmentation in pri-
mary care [28]. This problem has been accentuated as
the home care services in Norway have developed from
being primarily a social service providing practical help
and support to becoming a healthcare service with an

Home: Patient
and next of kin

Regular observation and home care service

Figure 1 Common care pathway for transition from hospital and follow-up of home care recipients. The boxes represent procedures and
checklists and the arrows the flow of information between involved parties. It starts with the patient being reported as ready for discharge and
information is exchanged (1 and 2). Home care services are established (3), and within three days a district nurse performs a thorough and
structured assessment (4). The patient has a consultation with the GP 14 days after discharge (5), and a nurse or aide performs an extended
assessment during the first four weeks (6). A daily care plan is continuously updated (7), and if the patient’s condition gets worse, the home care
service has a routine for what to observe, whom to contact, and which information to pass on (8).
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Table 4 Cultural differences found between specialist care and primary care for patients with home care needs

Activity Specialist care Primary care

Planning Short perspective — major changes in a short time Long perspective — small changes over time

Assessment  Diagnosis with advanced technology Functional ability, patient preferences and degree of self-management

Diseases Attention to one disease at a time Simultaneous attention to all of the diseases patients have; a majority of
patients have multiple diseases

Clinical Strong adherence to clinical guidelines Clinical guidelines for multi-morbidity hardly exist

guidelines

Patient role Passive; health personnel decide what has to be done At home the patient decides; focus is on resuming daily activities

Decision Often in teams, many involved, and in a confirmed Often by health personnel alone or by few; more autonomous

making hierarchical structure

important role as well in advanced medical follow-up of
chronic somatic and mental conditions [35,36]. However,
better care coordination between GPs and home care
services has been difficult to achieve thus far [37,38].
One important measure proposed in this study, there-
fore, was a mandatory GP visit for all patients who are
discharged from hospital and need home care services
(Figure 1).

Clinical disease-based care pathways: sustainable in
primary care?

The district nurses in our study were doubtful as to the
usefulness of disease-based care pathways in primary
care, as in their experience a large proportion of their
patients had considerable co-morbidity. The prevalence
of patients with multiple medical conditions increases
with age and is substantial in the older population
[39,40]. The specialist care informants gave an impres-
sion of district nurses not being interested in the treat-
ment of the individual diseases. However, based on
statements from the district nurses, there are reasons to
believe that this was a misinterpretation. The impression
was probably caused by the broad scope of measures
that district nurses were concerned with in addition to
treatment. They actually promoted a patient-centred
approach that included functional ability, patient prefer-
ences, self-management and social needs [41]. They de-
scribed that patients with chronic diseases have more
common rather than differentiated needs. This, com-
bined with the great prevalence of multi-morbidity, pre-
pared the ground for one common clinical pathway for
transition from hospital to follow-up in primary care. In
the literature, care pathways based on a single medical
condition are also found to be unsuitable for this patient
group. This is because disease-based care pathways are
founded in studies that largely exclude patients with co-
morbid conditions [42]. Following clinical guidelines for
individual diseases for patients with co-morbidity might
even lead to potential treatment conflicts [43].

The development process

Abandoning the disease-based model in favour of a
patient-centred model was not an obvious result of the
process. The supervisors from the regional health au-
thority coaching the process were familiar only with
diagnosis-based clinical pathways within hospitals, and
the initial idea in the project was to develop care path-
ways for three diagnoses, which indicated that the repre-
sentatives from the hospitals would be the experts. In
addition, the GPs felt most comfortable with the
disease-based model. However, the lack of participation
by physicians in the working groups lessened their influ-
ence on the process.

Several other factors influenced the result. This was
both a top-down and bottom-up process considered to
be important in such development work [44], and the
project had a broad representation from hospitals, pri-
mary care and patient organizations to ensure that all
the different perspectives were taken into consideration.
This is believed to be important both to overcome any
asymmetry between primary care and the usually domin-
ant hospital care [24] and to obtain a result with a
patient perspective that could be sustainable both within
specialist and primary care.

Strengths and limitations
The results of this study came from experiences within a
single regional setting. Any generalization of the findings
should be made with caution. It is well known that there
are major organizational differences in health care across
countries that will influence and set limitations for what
may be achievable and even legal. Norway has, compared
to many countries, a well-developed primary care sector
with an expenditure of approximately the same size as
specialist care. However, the findings point to general
challenges of cooperation in health care that have been
thoroughly discussed in the literature [3,24,45].

A strength of the study is the use of triangulation:
source triangulation by combining observations, written
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information from the workshops and interviews, and in-
vestigator triangulation by having several researchers
with different backgrounds analyse the data and thus
counteracting bias. The findings were finally validated by
presenting the analyses to three of the informants,
representing each of the three local working groups.

Conclusion

In this study, it was found that the merging of primary
care and specialist care perspectives led to a change
from developing several separate, disease-based care
pathways to one patient-centred care pathway suitable
for most common diagnoses. The findings in this study
challenge the sustainability of the current situation
where most of the care pathways across specialist and
primary care are disease based. The effect on patient
outcome of a patient-centred care pathway for older
patients needs to be studied.
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Abstract

Background: In Central Norway a generic care pathway was developed in collaboration between general hospitals
and primary care with the intention of implementing it into everyday practice. The care pathway targeted elderly
patients who were in need of home care services after discharge from hospital. The aim of the present study was
to investigate the implementation process of the care pathway by comparing the experiences of health care
professionals and managers in home care services between the participating municipalities.

Methods: This was a qualitative comparative process evaluation using data from individual and focus group interviews.
The Normalization Process Theory, which provides a framework for understanding how a new intervention becomes
part of normal practice, was applied in our analysis.

Results: In all of the municipalities there were expectations that the generic care pathway would improve care
coordination and quality of follow-up, but a substantial amount of work was needed to make the regular home care staff
understand how to use the care pathway. Other factors of importance for successful implementation were involvement
of the executive municipal management, strong managerial focus on creating engagement and commitment among all
professional groups, practical facilitation of work processes, and a stable organisation without major competing priorities.
At the end of the project period, the pathway was integrated in daily practice in two of the six municipalities. In these
municipalities the care pathway was found to have the potential of structuring the provision of home care services and
collaboration with the GPs, and serving as a management tool to effect change and improve knowledge and skills.

Conclusion: The generic care pathway for elderly patients has a potential of improving follow-up in primary care by
meeting professional and managerial needs for improved quality of care, as well as more efficient organisation of home
care services. However, implementation of this complex intervention in full-time running organisations was demanding
and required comprehensive and prolonged efforts in all levels of the organisation. Studies on implementation of such
complex interventions should therefore have a long follow-up time to identify whether the intervention becomes
integrated into everyday practice.
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Background

The complexity of elderly patients’ health situation re-
quires more coordinated health care across health care
levels than what is currently offered, especially in the
transitional phase between hospital discharge and pri-
mary care [1-3]. Several strategies, including a range of
interventions, have been developed to improve continu-
ity of care across care levels; e.g. individualised discharge
planning [4], liaison nurses and discharge coordinators
[5], enhanced multidisciplinary team work [6], transi-
tional and intermediate care units [7], integrated care
pathways [8] and integrated medical and social care [9].
These are complex interventions including multiple
components and personnel, often across different orga-
nisations and care levels. A successful implementation
may be crucial for the effect. Thorough analysis of the
implementation process is therefore called for when
introducing new interventions [10].

In 2009, a generic care pathway (Patient Trajectory for
Home-dwelling elders — PaTH, Figure 1), intended to im-
prove continuity of care and reduce the need of institutional
care, was developed and introduced in six municipalities in
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Central Norway. PaTH was the result of a bottom-up
process in which home care professionals, general practi-
tioners, patient organisations, and hospital employees
(nurses and physicians) defined challenges and proposed so-
lutions in transitional care and follow-up [2].

The aim of this study was to investigate the process of
implementing PaTH into everyday practice by compar-
ing the joint experiences of health care professionals and
managers in home care services between the municipal-
ities where it had been introduced.

Methods

Design

This was a qualitative study where the process of imple-
menting PaTH was compared in six municipalities
through individual and focus group interviews of leaders
and regular staff, supported by reflexive field notes and
minutes from meetings.

Setting, informants and ethics
In Norway health care and social care services are uni-
versally accessible, and are mainly financed by and

7
Home: Patler}t Regular observation and home care services The patient
and next of kin becomes worse
1
a ) 6 ¥ 5 |
Comprehensive Evaluation by district T
3 N assessmentby nurse —>| nurseafter four I
Home care Preparing for within 3 days weeks I
service transitionand 1
reception I 1
1
5 |
Regular GP GP visit after two weeks reviewing |
medication and further follow-up |
1
1
1
Local health 2 Evaluate and decide :
care allocations care and assistance \
office requirements |
Z) 1
: v
1 :’at:nt}:eady Diagnosis based Inpatient
Hospital ordischarge, g e = — = inpatient clinical [<= = — — = emergency
preparing
P pathway department
transition
Figure 1 Generic care pathway (PaTH), for transition from hospital and follow-up of home care recipients [2]. The boxes represent
procedures and checklists and the arrows the flow of information between involved parties. It starts with the patient being reported ready for
discharge and information is exchanged (1, 2 and 3). Within three days a home care nurse performs a thorough and structured assessment (4).
The patient has a consultation with the GP 14 days after discharge (5), and a nurse or nursing assistant performs an extended assessment during
the first four weeks (6). A daily care plan is continuously updated (7), and if the patient's condition gets worse, the home care service has a
routine for what to observe, whom to contact and which information to pass on (8). The checklists included practical issues (e.g. whether
assistive devices had been ordered and when they would be installed), health issues (e.g. review of medication), social conditions (e.g. if the
present accommodation was appropriate for the patients’ level of functioning) and physical and cognitive functioning (e.g. ability to climb stairs,
reduced memory). Some checklists were to be used by nurses only (3 and 4), while others were also to be used by nursing assistants (6 and 8).
All of the issues on the lists were not necessarily relevant for all patients and the nurses and nursing assistants had to use their professional
insight to decide what to assess and how to follow-up.
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provided within the public sector [11]. Local author-
ities (municipalities), the lowest level of public admin-
istration, are responsible for providing primary health
care, including home care and medical services [11]
(Table 1).

PaTH was introduced in the municipalities in the
period October 2009 — March 2010. All home care staff
received detailed instruction about PaTH at the time of
introduction in the form of a one-day course where four
of the authors of the present article (TR, LK, AG and
HG) gave lectures during the introduction course. The
home care managers were responsible for further train-
ing in the home care units. To monitor progress of the
implementation of PaTH, TR had monthly conference
calls with the head nurses or home care managers in
each of the municipalities. LK was a manager in one of
the participating municipalities, but was not involved in
the interviews.

All other home care managers and all head nurses in
the home care units that introduced PaTH participated
in the interviews in the current study. Furthermore,
they recruited regular staff (nurses and nursing assis-
tants) who had worked in home care since the introduc-
tion of PaTH.

Home care managers received written information
about the study before the interviews. TR explained the
purpose of the study to all the informants, that citations
would be anonymous, that they could ask for statements
to be deleted, and that the interviews would be handled
confidentially. All informants signed an informed consent
document before participation. The study was approved
by the Regional Committee for Medical and Health Re-
search Ethics in Central Norway and the Ombudsman for
Research and Social Science Data Service.
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Data collection

Focus group interviews and individual interviews were
the main data sources. Managers and head nurses from
all home care units participated in two focus group in-
terviews in November 2011, 20 — 25 months after the
introduction of PaTH (Table 2). The other focus group
interviews took place in each municipality from March
2012 to February 2013 and included regular staff as well
as the management level. Management and regular staff
were interviewed separately for the informants to speak
more freely. TR led all interviews and co-author EH par-
ticipated in the two last focus group interviews.

A semi-structured interview guide, used during the in-
terviews, included the following topics: how the infor-
mants had been involved with the care pathway, their
initial expectations, how it had been introduced at their
workplace, the efforts invested to take it into use, chal-
lenges, promoting factors, assessments of benefits, and if
and why it was dismissed or integrated and sustained in
daily use.

Data sources, in addition to interviews, were minutes
from the monthly conference calls with the head nurses
or home care managers during the first year. Further-
more, TR made reflexive field notes on the overall im-
pression of the implementation process when visiting
the municipalities in 2012. The field notes were based
on the interviews, assessments on how PaTH was inte-
grated in the electronic health records, and informal dis-
cussions with the home care managers.

Theoretical framework

Among the many different frameworks used in imple-
mentation studies [12-16], we chose the Normalization
Process Theory (NPT) to guide our analyses, as it offers

Table 1 Ambulant home care services and general practices in six Norwegian municipalities (A-F) introducing PaTH

Information about the A B C D E F
municipalities City Rural area Small town Rural area Rural area Rural area
Inhabitants 180 000 6000 11 000 4000 7000 10 000
Home care recipients’ 3000 160 350 170 300 200

Home care units? 12 1 1 1 1 1

Home care managers® 12 1 1 1 1 1

Head nurses* 12 1 2 1 5 3

Regular staff® 337 24 42 29 53 28
General practices 38 1 2 1 2 2

General practitioners (GPs)® 140 6 8 4 6 7

"Persons who receive health and social care because of reduced functional level. Care may be provided several times a day and at night in their own homes.
2Every municipality has one or more home care units, which are divided in teams serving the population in a geographical area.

3Responsible for economy, personnel and quality in home care services.

“Responsible for daily professional activities, including guidance and supervision of staff.

®Includes nurses and nursing assistants. The numbers refer to full-time equivalents.

®Medical services to home-dwelling inhabitants are delivered by GPs who usually work in group practices. GPs operate independently of the home care services.
Due to the inhabitants’ right of free choice of a regular GP, the GPs may have patients in common with all home care units in the municipality where they work
and also in home care units in neighbouring municipalities.
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Table 2 The number and type of interviews and informants by year

Year Type of informants Number of focus group Number of individual Total number
interviews interviews of informants
2011" Home care managers and head nurses 2 0 13
20122 Home care managers and head nurses 2 2 7
Nurses and nursing assistants 6 0 26
20132 Home care managers 1 0 6
Nurses and nursing assistants 1 0 8
Total 12 2 60

"Focus group interviews with representatives from all municipalities in November 2011.
2Focus group interviews and individual interviews in every municipality March 2012 - January 2013.

a framework for evaluation of complex interventions
and for comparing the implementation processes across
different sites [17-19]. It helps to explain the processes
by which complex interventions become, or do not be-
come, integrated in everyday health care practice (i.e. ‘is
normalised’) which was the ambition when introducing
PaTH [20]. NPT has four core constructs which are all
seen as essential for new working practices to become a
natural part of daily work: coherence (making tasks
meaningful and understandable), cognitive participation
(building commitment and engagement), collective ac-
tion (efforts and resources invested to make the inter-
vention function), and reflexive monitoring (assessment
of benefit).

Data analyses

The interviews were audio-recorded and transcribed verba-
tim, checked, anonymised, and corrected against the audio
files by the first author (TR). In accordance with Malterud’s
method for systematic text condensation [21], all the au-
thors independently first read all the interviews to get an
overview of the material and to identify preliminary themes
associated with implementation of PaTH. The preliminary
themes were first discussed by the authors TR, EH, HG
and LK. TR identified ‘meaning units’ that were classified
into themes and subthemes. These were subsequently re-
fined through discussions among all the authors in an it-
erative process. TR wrote a summary of the subtheme
contents and identified illustrative quotations. In the last
step, the NPT framework was used to map the themes to
facilitate a systematic comparison between the municipal-
ities. The comparison is based on what was perceived to be
the common understanding of the implementation process
among the informants from each municipality 24 or
32 months after PaTH was introduced. Minutes from con-
ference calls together with the reflexive field notes, supple-
mented the analyses of the interviews.

TR and EH re-read the interviews, field notes, and the
minutes after the analyses to validate whether the synthe-
sis and illustrative quotations still reflected the original
context appropriately. The results were presented to the

home care managers in all municipalities for identification
of any apparent misunderstandings. A few details on value
for managers and user friendliness in one municipality
were commented on and subsequently corrected.

Results

Home care professionals in all municipalities used PaTH
when interviewed in 2011. At the time of the interviews
in 2012/2013, PaTH was used in full scale in daily work
in municipalities A and B (Table 3). Some elements of
PaTH was used in two municipalities (C and D), but oc-
casionally and not by all staff, and in the last two muni-
cipalities (E and F) PaTH was discontinued. Key themes
and subthemes of importance for the implementation
process, mapped onto the four main constructs of NPT,
are summarised in Table 3 and are further detailed
below.

Makes sense

As home care professionals in all participating munici-
palities had been involved in development of PaTH ac-
cording to their own perceived needs for improvements,
informants from all municipalities expected PaTH to be
useful; i.e. to improve collaboration with GPs and hospi-
tals and the quality of service delivery within the home
care services. However, the process of creating a collect-
ive understanding of responsibilities and how to use
PaTH was found to be more demanding than expected:

A lot of people seem to have trouble understanding
what actually has to be done. There is an enormous
need for guidance. At first we thought it had been
understood and would be used, but.... Experience has
shown that an awful lot of supervision and guidance is
needed so that they really understand the how'’s and
why's of the pathway. (Head nurse, municipality A)

The main challenge was said to be uncertainty re-
garding how to observe, assess, act, and document is-
sues on the checklists; especially for nursing assistants
who were facing new roles and responsibilities. Their
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Table 3 Differences in implementation status and implementation process in six municipalities (A-F)

Municipalities

A

PaTH in use in full scale’

B C D E F

Elements of PaTH in use’ PaTH not in use’

Makes sense (coherence?)

Expecting PaTH to be useful Yes
Regular staff understood how to use PaTH Mixed
Commitment and engagement (cognitive participation?)
Sustained leadership Yes
Practice in using checklists Intensive
General attention to PaTH at workplace Yes
Facilitating use of PaTH (collective action?)

Extra personnel resources Yes
Major competing priorities No
Usability in electronic health record Good
Working schedule facilitated for PaTH Yes
Checklists incorporated in daily routines Yes
Value of PaTH (reflexive monitoring?)

Impact on collaboration with the hospital Mixed
Impact on collaboration with GPs Yes
Impact on service quality Yes
Value for individual nurse/nursing assistant Yes
Valued as a management tool Yes

Yes Yes Yes Yes Yes
Mixed Mixed Mixed Mixed Mixed
Yes No No No No
Intensive Minimal Minimal Minimal ~ Minimal
Yes No Nurses only No No
Yes No Yes No No
No No No Yes Yes
Fair Poor Poor Poor Poor
Yes No No No No
Yes No No No No
Mixed No No No No
Yes No Yes No No
Yes No Yes No Yes
Yes No No No No
Yes No Yes No No

"Assessed 24 months (B-F) and 32 months (A) after introduction of PaTH in the municipalities.

2Core constructs of the Normalization Process Theory.

traditional role was mainly to assist patients with
practical issues, so they were not familiar with system-
atic observations, assessments, and documentation of
health and functional issues. Some municipalities did
not succeed with involving nursing assistants or did
not prioritise it.

Engagement and commitment

Some home care managers underlined the necessity of
sustained strong leadership in building and maintain-
ing engagement, understanding and commitment of
PaTH:

We're not only introducing checklists but also changing
the way we think and the way we do things. We have
to change our habits, which means that we have to
think long-term. (Home care manager, municipality F)

The head nurses who were expected to drive the im-
plementation work, all described this as very laborious
and time consuming. Involving the regular staff was es-
pecially difficult in municipalities C-F due to unexpected
loss of key personnel, too much work for the head
nurses, or too little support from the home care
managers:

We were pretty pushed for time and to make matters
worse this came on top of everything else. Maybe the
checklists weren’t given priority. Then we just have to
fit it in when we can. It’s frustrating when you have to
fit it in between everything else. (Head nurse,
Municipality C)

Engagement and commitment was clearly affected by
the attention given to PaTH at the workplaces. All infor-
mants said they received individual guidance when
needed, but informants from three municipalities (C, E
and F) were not able to recall any general attention to
PaTH at the workplace after the introduction course. In
municipality D, PaTH was discussed only at nurse meet-
ings. Informants from the municipalities A and B said
that PaTH was on the agenda in all common meetings
at the work place, and that it was referred to in many
other settings; e.g. discussions of complicated patient
cases, unwanted incidents, and collaboration with the
hospital and GPs:

We have to keep it in focus and I make sure that it is
an issue in all of our meetings. The only way to ensure
that people really understand is to continuously repeat
yourself. I try to point out, by using examples, how
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negative the consequences may be if you don’t use the
checklists, how much extra work it can mean. (Head
nurse, Municipality A)

The amount of practice with using PaTH checklists
was also considered important. Informants from four of
the municipalities (C-F) were only able to recall having
used a checklist once or twice themselves and never
really got used to them:

We were more optimistic in the beginning. We were
going to manage this! But motivation waned as we
didn’t use the checklists very often. I think it would have
been better if we had used them a lot straight away so
that we could have gotten used to them and had them
at our fingertips. (Head nurse, municipality E)

In the municipalities A and B, management decided that
to get practice, all staff were to use the checklists both for
patients discharged from hospital and for all other home
care recipients. Therefore, the staff got much more train-
ing in using and understanding the elements of the check-
lists than at the other sites, and in particular nursing
assistants were involved to a greater extent. In these muni-
cipalities the main effort during the first year was to get
the staff to use the checklists and familiarise themselves
with them. Later, the focus was shifted to the content and
the quality of documentation related to the checklists. The
informants from these municipalities found that the qual-
ity of assessments and measures improved over time.

Facilitating use of PaTH
In municipalities A, B and D the executive municipal
management was said to be a driving force by setting clear
requirements for the implementation and supplying extra
personnel resources to facilitate implementation of the
care pathway and guide the staff. In municipalities A and
D support was provided at the administrative level, while
in municipality B extra personnel was provided in the
home care unit. In municipalities E and F, the implemen-
tation work was complicated by concomitant economic
cutbacks and major reorganisations in the municipalities.
Efforts made to ensure usability of PaTH in daily
working practices differed between the municipalities.
The checklists were incorporated into electronic health
records (EHR) in all of the municipalities, but accessibil-
ity of PaTH in the health records varied:

The check lists were in the wrong place in the health
records and it took ages to find them when you needed
to use them. (Nurse, municipality E)

In municipality A the informants described a system
where the templates in the EHR were adapted to the
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checklists in PaTH. This made the checklists easy to find
and complete. The informants considered such facilita-
tion as important for the success of the implementation.

Facilitating the working schedule to PaTH was also
considered crucial for implementing the care pathway in
daily working practices. In municipalities C-F the use of
PaTH was simply added on top of the normal workload.
The individual staff member had to create space for this
extra work by asking their colleagues to take over some
of their other tasks. In municipalities A and B dedicated
personnel were responsible for creating space on the
task lists for all staff:

Initially we had to make time ourselves to be able to
do it. That was a bit frustrating. We had to organise
things in the morning and ask colleagues to take over
some of our patients to make time. That caused
contention because they already felt that they had
more than enough to do. But now we only have to let
the people who allocate duties know and they sort it
out. It works well now. (Nurse, municipality B)

Nurses and nursing assistants in municipalities A and B,
who had more experience with the checklists than in the
other municipalities, found ways to further incorporate
the use of checklists in daily routines. The informants said
that they had first slavishly gone through each item on the
checklist during one home visit. They found this to be ex-
cessively time-consuming, and eventually changed their
approach. They found that several issues could just as eas-
ily be observed while they were providing their normal
services. Furthermore, items in some of the checklists
could be evaluated over subsequent visits. This way the
checklists were more naturally incorporated into daily
routines and were perceived as less of a burden.

Value of PaTH

Opinions as to the benefits of PaTH differed. In munici-
pality E the primary objective of implementing PaTH had
been to achieve improved collaboration with the hospital
and GPs. Their motivation to use PaTH waned when they
experienced that the hospitals and GPs showed little or no
interest in the new, agreed procedures:

Collaboration with the hospital [about the care
pathway] didn’t really get started. The hospital never
had the information we asked about, they hadn’t
collected it. That was desperately frustrating. We
began to lose faith and we felt it might not be worth
the effort. We felt that it [the pathway] had just
become an obstacle. (Head nurse, municipality E)

A lack of awareness within the hospitals was reported by
all the informants, and this was not found to improve.
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However, some informants said that they still felt that they
managed to get more relevant information during transi-
tion between care levels as they kept on insisting on being
given information in accordance with the agreed proce-
dures in PaTH. They found this to save them considerable
work later and they experienced that unwanted incidents
during transition, especially related to medication errors,
were reduced.

In municipalities A, B and D informants reported that
both collaboration and the exchange of information with
GPs had improved; in the other municipalities infor-
mants reported that this was unchanged.

Informants from municipalities A, B, D and F reported
that PaTH had an impact on the service quality: The
new routines and use of the checklists made them more
observant and helped them to a greater extent to detect
and prevent potential problems to their home care
recipients:

We are more on the ball now and pick things up much
earlier than before. And because of that we are better
at intervening earlier so that we avoid people being
admitted to hospital. (Nurse, municipality B)

In the two municipalities were PaTH was integrated in
daily working practices (A and B), PaTH was found to
be valuable both for the regular staff and the managers.
The informants said they felt that their professional
standard had been raised and that their jobs were now
more interesting. The home care managers found PaTH
useful for getting an overview of skills and needs for
guidance among the staff. As staff in home care services
work alone in the patients’ homes, their professional
competence in observing, assessing, and documenting
health issues had been difficult to evaluate. Now, the
managers were able to uncover individual and collective
strengths and weaknesses to a greater extent by checking
individual patient assessments through the structured
documentation in the EHR. This helped them to better
adapt individual and collective training and guidance to
actual needs and thus improve knowledge and skills.
Furthermore, PaTH was valued as a useful management
tool to achieve a more efficient organisation:

A consequence of PaTH is that the unit is now well
organised. Peoples’ responsibilities are clearer. This has
reduced the number of discrepancies and quality is
better. The unit now works much more like a piece of
well-oiled machinery. (Home care manager, group A)

Discussion

The municipalities that gave the implementation high
and persistent priority within all core constructs of NPT
succeeded in incorporating the care pathway in daily
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working practices; i.e. two of the six municipalities in
our study. The implementation of PaTH was found to be
demanding and the amount of work needed for success-
ful implementation generally underrated; the two muni-
cipalities that experienced major competing priorities
during the implementation period ended up discontinu-
ing PaTH despite initial enthusiasm and high expecta-
tions. The factors that most clearly differentiated the
municipalities from each other were strong management
focus on creating engagement and commitment and on
practical facilitation for use of PaTH. However, the study
demonstrated that all factors identified to embed the
new practice mutually influenced each other: When
work processes were facilitated (collective action) and
intensive work was invested to ensure that all employees
gained experience with the checklists (cognitive partici-
pation), the employees got a better understanding of
their roles and responsibilities and how to use the tool
(coherence) and found a way to incorporate the checklist
in daily work (collective action). Furthermore, by getting
more experience both managers and regular staff found
that the new procedures were useful for the patients, the
individual professionals, and the organisation of services
(reflexive monitoring). This increased motivation, en-
gagement, and commitment both at the staff and man-
agement levels (coherence and cognitive participation).

This non-linear relationship and dynamic interplay of
factors in NPT was underlined by May and Finch when
they presented the theory [17]. Still, studies applying
NPT often highlight issues within one of the constructs
as the most important challenges or crucial drivers in
the implementation [22-25]. Lack of coherence is often
pointed to as an important challenge to implementation
processes; the intervention does not make sense or is
met with conflicting attitudes [22,23]. Implementation
studies on integrated care models from France and
Sweden [26,27], argue that for new care models to be ac-
cepted, integrated, and sustained in daily work, they
must be experienced as effectively dealing with real
problems in everyday practice. The same studies con-
clude that bottom-up processes with collaborating par-
ties, as in our study, are effective in developing such
care models.

Our study shows that bottom-up processes and enthu-
siasm is not enough. Complex interventions like PaTH
also have to be actively supported by the management
levels to be implemented in the organisation in a sus-
tainable manner. This is supported by other implemen-
tation studies [27,28] which find that active involvement
by the executive management can be crucial to achieve
organisational change, not least to ensure that the inter-
vention matches strategic and organisational priorities.
Furthermore, support from the executive level signalises
the importance and prestige of the work [27].
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For new procedures or organisational change to be
embedded and sustained, it must be experienced as
useful [29,30]. In the municipalities where PaTH sus-
tained, it was valued both by the regular staff and the
managers as a means to raise professional standards
and organisation of care. PaTH was thus found to have
a potential of fusing professional and managerial
concerns in primary care. A study from the UK found,
correspondingly, that when care pathways were suc-
cessfully implemented in hospitals, both managerial
and professional needs were met; the care pathways
provided a means for managers to better plan and evaluate
care processes while the patient-centred focus was valued
by professionals [31].

Methodological strengths and limitations

The main strength of this study was the number of in-
formants and that interviews were done in several
rounds and up to three years later. This allowed for a
thorough investigation of the feasibility and sustainabil-
ity of the care pathway. The last interviews were carried
out two and three years after the introduction of PaTH,
which may increase the risk of recall bias from the early
introduction phase. The interviews were, however, sup-
plemented by minutes from conference calls during the
first year to ensure valid results.

The selection procedure of regular staff informants
by the head nurses or home care managers had an
inherent risk of ending up with those who were most
positive. We found no indications that this was the
case, as the staff advocated both frustrations and en-
thusiasm. One member of the research group (LK)
managed one of the home care units in the project.
To avoid bias, LK did not take part in the data
collection and several researchers with different pro-
fessional backgrounds analysed the data. LK’s partici-
pation in the research group was considered to
strengthen the analysis as she had detailed under-
standing of the context of the home care services.
The findings were also validated by presenting them to
and getting approval from all the home care managers in
all municipalities.

We consider findings regarding the implementation
process to be valid beyond our study, as the identified
factors were recognisable from other studies and within
the theoretical framework of NPT, a theory that has
proved to be valid in different contexts in other coun-
tries [19]. PaTH itself may however not be a feasible care
pathway in countries other than Norway, as health care
is organised differently.

Implications of findings
Our findings illustrate how a comparative process evalu-
ation and use of the NPT framework may help to identify
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hindrances and facilitators in the implementation
process. This is important both to understand the im-
plementation process, to assess the implementation po-
tential before deciding on further deployment of the
care pathway and to identify contextual factors of import-
ance when evaluating the effect in a randomised con-
trolled trial [30,32].

Conclusion

The generic care pathway for elderly patients has a poten-
tial of improving follow-up in primary care by meeting
professional and managerial needs for improved quality of
care, as well as more efficient organisation of home care
services. However, implementation of this complex inter-
vention in full-time running organisations was demanding
and required comprehensive and prolonged efforts in all
levels of the organisation. Studies on implementation of
such complex intervention should therefore have a long
follow-up time to identify whether the intervention be-
comes integrated in everyday practice.
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Abstract

Background

Improved discharge arrangements and targeted post-discharge follow-up can reduce the risk
of adverse events after hospital discharge for elderly patients. Although more care is to shift
from specialist to primary care, there are few studies on post-discharge interventions run by
primary care. A generic care pathway, Patient Trajectory for Home-dwelling elders (PaTH)
including discharge arrangements and follow-up by primary care, was developed and
introduced in Central Norway Region in 2009, applying checklists at defined stages in the
patient trajectory. In a previous paper, we found that PaTH had potential of improving follow-
up in primary care. The aim of this study was to establish the effect of PaTH — compared to

usual care — for elderly in need of home care services after discharge from hospital.

Methods

We did an unblinded, cluster randomised controlled trial with 12 home care clusters.
Outcomes were measured at the patient level during a 12 months follow-up period for the
individual patient and analysed applying linear and logistic mixed models. Primary outcomes
were readmissions within 30 days and functional level assessed by Nottingham extended
ADL scale. Secondary outcomes were number and length of inpatient hospital care and
nursing home care, days at home, consultations with the general practitioners (GPs), and

health related quality of life (SF-36).

Results
163 patients were included in the PaTH group (six clusters) and 141 patients received care as
usual (six clusters). We found no statistically significant differences between the groups for

primary and secondary outcomes except for more consultations with the GPs in PaTH group



(p = 0.04). Adherence to the intervention was insufficient as only 36 % of the patients in the
intervention group were assessed by at least three of the four main checklists in PaTH, but

this improved over time.

Conclusions

Lack of adherence to PaTH rendered the study inconclusive regarding the elderly’s functional
level, number of readmissions after hospital discharge, and health care utilisation except for
more consultations with the GPs. A targeted exploration of prerequisites for implementation

is recommended in the pre-trial phase of complex intervention studies.

Trial registration: Clinical Trials.gov NCT01107119, registered 2010.04.18.

Background

For elderly patients characterised by multimorbidity, functional decline and complex medical
regimens, the transition between general hospitals and primary care is associated with a risk
of adverse events; especially concerning medication discrepancies [1, 2], insufficient
information transfer [2, 3], and inadequate follow-up in primary care [2]. Three systematic
reviews from 2012-2014 [4-6] found that several types of interventions may improve
transition across care settings; multicomponent interventions incorporating both pre-discharge
and post-discharge interventions seems to be most effective in reducing post-discharge
adverse events [5]. Although there is broad consensus that more care must shift from hospital
to primary care [7, 8], only few of the papers included in the reviews were studies of post-
discharge intervention performed by primary care. However, two Scandinavian studies have
shown that post-discharge interventions run by primary care can reduce readmissions [9, 10],

dependence on municipal care [10] and mortality [11].



The care pathway, 'Patient Trajectory for Home-dwelling elders’ (PaTH) was developed [12]

and introduced [13] in Central Norway region in 2009 to ensure adequate pre-discharge

planning and coordination between general hospitals and primary care for elderly patients in

need of home care services after hospital discharge. Furthermore, post-discharge follow-up by

home care professionals and general practitioners (GPs) was structured to ensure adequate

care of medical conditions, prevent functional decline and ensure sufficient social support by

introducing checklists at defined stages in the patient trajectory (Table 1). PaTH was

developed by health care professionals from six municipalities and three hospitals who

decided on a generic care pathway — suitable for patients with most diagnoses— in contrast to

care pathways developed and used in hospitals targeting a defined group of patients with a

specific medical condition [14].

Table 1 Main activities of PaTH

Time / responsible

Procedure(s) / main themes on checklists

Discharge call from hospital to
home care services at the day
of discharge. (Checklist 1)

Post-discharge assessments by
a home care nurse within three
days. (Checklist 2)

Post-discharge examination by
the general practitioner (GP)
within two weeks. (Checklist 3)

Post-discharge assessment by a
home care professional within
four weeks. (Checklist 4)

Predefined information was transferred to home care
services with emphasis on immediate follow-up needs
and medication.

Structured assessment with emphasis on health issues,
preventive measures, self-care and safety issues.

Structured exchange of information between home care
services and GPs before and after GP consultation.
Emphasis on observations passed on by the home care
professionals, review of medical situation and
medication by the GP, and plan for further follow up in
collaboration between GP and home care services.

Structured assessment with emphasis on physical /
cognitive functional ability, health issues, safety issues,
Social situation, and self-care. Evaluation of whether
care matches the needs of the care recipients.
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During a qualitative process evaluation of the implementation of PaTH [13], home care
professionals expressed that they were better prepared before discharge and experienced
improved collaboration and exchange of information with the GPs. They also reported that the
systematised observations and measures provided by using PaTH resulted in services of
higher quality. The home care leaders also valued PaTH as a management tool that served to
facilitate change in coordination and provision of health care. These effects on the process
level became gradually more apparent with time in the municipalities where the home care

professionals found a way to incorporate PaTH into daily working routines.

The aim of this study was to establish the effect of PaTH on patient level — compared to usual
care — for elderly patients in need of home care services after discharge from a general
hospital, regarding primarily the patients’ functional level and readmissions, secondarily use

of health care services, mortality and quality of life.

Methods

This study of the effect of the recently developed PaTH [12], had an unblinded, cluster
randomised controlled trial (cCRCT) design and enrolled patients consecutively in the period

October 2009 — March 2011. It was registered in Clinical Trials.gov (NCT01107119).

Ethics and eligibility

The Regional Committee for Medical and Health Research Ethics in Central Norway (REK
4.2009.670) and the Norwegian Social Science Data Services (NSD 215289) approved the
study. The six municipalities that were involved in developing PaTH [12] were eligible to
participate in this trial, and five of the local municipal authorities agreed to participate. The
home care units in those five municipalities formed all together 12 home care clusters, two to

four in each municipality (Figure 1).



Figure 1 Organisation of health care services participating in PaTH
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HCC = home care cluster GP = general practitioner.

All hospitals serve as general hospitals to the participating municipalities. Hospital I1I also
has regional and university functions.

Every municipality has one or more home care units with nurses and nursing assistants
providing health and social care to inhabitants with reduced functional level. One home
care cluster included one to three home care units in the same municipality.

GPs usually work in group practices and operate independently of the home care services.
Every inhabitant has a right of free choice of a regular GP, which implies that the GP may
have patients in common with all home care services in the municipality.

Larger municipalities have health care allocation offices with case managers who do a
broad assessment of patients in need of municipal health and social care services other than
private physiotherapy and GP services. They have a purchaser role deciding on what kind
of services to be provided.

Patients eligible for study inclusion had to be 70 years or older and served by one of the
included clusters, or scheduled to receive home care services after discharge from hospital —
either directly to their own homes, or via an intermediate stay (anticipated duration

< four weeks) at a local rehabilitation facility or nursing home. They also had to be able to

understand and sign a written consent form, and could not participate in other studies.

Randomisation and recruitment

A randomisation procedure was designed for intervention (PaTH) - and control clusters (equal

numbers) from each of the participating municipalities, and an independent organisation (the
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Ministry of Health) performed the randomisation by drawing lots. Patients were enrolled
within the randomised clusters, either by municipal case managers (Figure 1) in discharge
meetings at the hospital (city only), or by nurses in the home care services immediately after
they came home. When municipal case managers recruited patients, they informed the home

care professionals about the inclusion through annotations in the electronic health record.

Intervention

At defined stages in the patient trajectory, PaTH introduced checklists (Table 1, Additional
file), to ensure closer follow-up of the patients’ medical condition and functional ability by
reminding health personnel to assess, communicate and act upon relevant issues. The
checklists were to be used mainly within the home care services. The hospitals followed usual
procedure when contacting PaTH and control clusters before discharge, but the PaTH clusters
required more comprehensive information, which was defined in the checklists. Control
clusters followed their usual procedures regarding information exchange and focused on
supporting the patients’ everyday needs. Observations and assessments in the control clusters
were dependent on the judgement of the individual health care professionals, and there were

no regular procedures of follow-up by the GPs post-discharge.

There was a three months’ pilot period running from October 2009 involving one of the
intervention clusters, resulting in improvements of some details on the checklists. PaTH was

gradually introduced in the other municipalities from January to March 2010.

Outcomes and data collection
Primary outcomes were number of readmissions, defined as acute unplanned admissions for
any diagnosis within 30 days, and functional level measured by Nottingham extended ADL

scale (NEADL) at baseline, six and 12 months [15]. NEADL was chosen for assessment of
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functional ability as this is a validated tool used in several studies, in Norway and
internationally, evaluating treatment of stroke [16], hip fractures [17, 18] and rehabilitation of

elderly [19].

Secondary outcomes were number and length of inpatient hospital and nursing home stays,
days at home, consultations (including home visits) with the GPs, use of home care services,

deaths at six and 12 months, and health-related quality of life (SF-36) [20].

Outcomes were assessed at the level of the individual home care recipient and data were
collected during a 12-month observation period for each person. All data were collected from
registries and electronic health records except for NEADL and SF-36, which were completed
by the patients themselves, by health personnel in the home care services or by a research
assistant (city) in dialogue with the patients. The first author extracted demographics,
diagnoses, patient outcomes and consumption of health care services from electronic health

records of the home care services, the GPs and the hospitals.

The degree of compliance with PaTH was measured by recording all documented use of the
four main checklists (Table 1, Additional file 1) in the electronic health records of the home

care services.

Sample size estimation and statistical analyses

We did not have data on normal changes in NEADL (primary outcome) in an unselected
home care population during a 12 months period. We therefore estimated sample size based
on a proxy, using mobility data in the [IPLOS register. [IPLOS is an individual based,
standardised national registration system that describes patient disability and impairment
based on WHO’s classification of disabilities [21]. It has been mandatory to use for all

individuals receiving public nursing home care or home care services in Norway for several
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years [22]. We did a survey of IPLOS data of 2300 home care recipients in the city of
Trondheim during a 12 months period, previous to the present study, and found a mean
mobility level at baseline of 2.3 points (on a 1-5 scale), a standard deviation of 0.80, and a
decline in mobility of 11.5 %. To identify a difference in mobility level of at least 0.3, the
required sample size was estimated to be 151 patients per group (with a t-test) — under the
assumption that the PaTH and control groups were independent samples of equal size with
equal standard deviation of 0.8, power of 0.90 and a of 0.05. Cluster randomisation was not
taken into account.

For analysis of the effect of PaTH, we used linear mixed models (NEADL and SF-36) and
logistic mixed models (health care utilisation). With linear mixed models, site and patient-id
were used as random factors. Multiple imputations were not done as this has been found to be
unnecessary when performing mixed model analyses on longitudinal data [23]. With logistic
mixed models, functional level at baseline, number of chronic diseases and ‘living alone’
were used as fixed factors. Site (cluster) and patient-id were set as random factors, and days at
risk were accounted for, except in analyses of health care utilisation at six and 12 months,
which did not include patient-id and days at risk.

The results are presented as an intention-to-treat analysis. Three subgroup analyses were
performed; the first subgroup analysis excluded patients who died before discharge, remained
in nursing home > 4 weeks after discharge, did not receive home care services, or for whom
no checklists in PaTH were used; in the second analysis, patients were exposed to at least two
checklists and in the third analysis at least three of the four checklists.

SPSS (version 21) was used for descriptive analyses, and R (version 2.13.1) [24] was used for

mixed models analyses.

The 2010 CONSORT checklist [25] has been guiding the presentation.
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Results

12 home care clusters from five Norwegian municipalities included a total of 304 patients
(Figure 2). The intervention (PaTH group) - and control group were comparable with respect
to baseline characteristics for the patients, apart from lower functional level in the PaTH
group (p < 0.002) (Table 2).

Figure 2 Flow of clusters and participants

Randomized (12 Home care clusters - HCC)
v
¥ v
Randomized to perform PaTH (HCC=6; patients=165) Randomized to perform usual care (HCC=6, patients =143)
Patients excluded (did not meet inclusion criteria, n=2): Patients excluded (did not meet inclusion criteria, n=2,
»  Not hospitalized prior to inclusion (n=1) " <70 years old (n=2)
<70 years old (n=1) )
Patients allocated to receive PaTH (ITT analyses); Patients allocated to receive care as usual (ITT analyses);
for all HCCs, N=163; per HCC [mean/median]=27/14, range 8-78 for all HCCs: N=141; per HCC: [mean/median]=20/13, range 3-66
Did not receive PaTH (n=34) Did not receive usual care (n=24)
Nursing home stay >4 weeks after discharge (n=7) »| Numing home stay =4 weeks after discharge (n=17)
Unknown (n=27) No home care needed (n=5)
Died before discharge (n=2)
A J A A
Received PaTH (n=129) Received usual care (n=117)
Included 1n subgroup analyses Included in subgroup analyses
5 Lost to follow-up 6 menths (n=21) 5 Lost to follow-up 6 months (n=22)
Died (n=21) Died (n=22)
v Y
| 6 months (n=142) | | 6 months (n=119)
5 Lost to follow-up 12 months (n=34) 5 Lost to follow-up 12 menths (n=27)
Died (1=34) Died (n=27)
L 4 v
| 12 months (n=129) | | 12 months (n=114)

There were no dropouts except for deaths during the trial. Register data from hospitals and
municipal care systems were complete. Printouts from GPs’ electronic health records were

missing for six patients in the PaTH group and five patients in the control group. The
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response rate was similar in the groups ranging from 99 % to 80 % for NEADL

questionnaires and 59 % to 76 % for the SF-36 questionnaires (Table 3).

Table 2 - Baseline characteristics of participants

Characteristics PaTI(-INg=r106u3[; Contr(()]l\lgzrlorll;
Female sex, n (%) 101 (62.0 %) 83 (58.9 %)
Age, mean (SD), range 83.1(5.7) 71-96 82.4 (5.7) 70-96
Living alone, n (%) 107 (65.6 %) 97 (68.8 %)
Chronic conditions!, mean, SD) 3.5(2.0) 3.8(1.8)
Primary diagnoses at index hospital stay, n (%)
Cardiac / vascular 53 (32.5%) 38 (27.0 %)
Infections 31 (19.0 %) 24 (17.0 %)
Fractures / contusions 28 (17.2 %) 21 (14.9 %)
Cancers 13 (8.0 %) 16 (11.3 %)
Pulmonary disease 53.1%) 4 (2.8 %)
Neurological disease 1 (0.6 %) 8 (5.7 %)
Other diseases 32 (19.6 %) 30 (21.3 %)
Functional level (IPLOS score)? , mean (SD) 2.06 (0.47) 1.89 (0.46)

!Chronic diseases include established diseases like e.g. stroke, but not risk factors such as hypertension or
hypercholesterolemia

2 IPLOS data [22] consisting of 17 variables on activities of daily living, both instrumental (e.g. prepare food)
and non-instrumental (e.g. personal hygiene). Lower scores imply greater independence.

All PaTH clusters used the PaTH checklists, but to varying degree (Table 4); 79 % (129
patients) of the patients were assessed by at least one; 63 % (103 patients) by at least two and
36 % (59 patients) by at least three checklists. Use of checklists improved over time; 52 % of
the first half of included patients in the intervention group and 75 % of the last half were
assessed by at least two checklists.

The PaTH and control groups did not differ with respect to the primary outcomes: functional
level (Table 3) and readmissions (Table 5), or the secondary outcomes: quality of life

(Table 3), mortality and health care utilisation, apart from more GP consultations (p = 0.04) in
the PaTH group (Table 5). Moreover, there were no differences between the groups in the

subgroup analyses.
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Discussion

Lack of adherence to PaTH rendered the study inconclusive regarding the elderly’s functional
level and the number of readmissions after hospital discharge. The effect of intended PaTH
use could not be adequately tested because most patients (64 %) were assessed by either none
of the main PaTH checklists (21 %) or only one or two (44 %) of them (Table 4).
Furthermore, we had to base the sample size estimation on a proxy as we only had access to
normal decrease in ADL in the target population from the Norwegian IPLOS scoring system.
The sample size estimation was not adjusted for the cluster design, which generally requires
more participants than individual-controlled trials [26]. However, no cluster effects were
found in this study — except for a statistical non-significant cluster effect on deaths — thus

minimising this limitation.

The cluster design represented a strength of the study. This was chosen because PaTH implied
a new way — involving all home care staff — to provide and organise the daily services of
home care in the post-discharge period. An individual randomised design would have implied
a substantial risk of contamination of the control patients, reducing the possibility of detecting
effect of the intervention [27]. Other strengths are high response rate to NEADL, and
completeness of registry data (from hospitals and municipal care) on health care utilisation.
The real-life multicentre setting is a strength, as we could test feasibility of the intervention in
several locations in a city as well as in larger and smaller rural communities. However,
multicentre settings increase the complexity and can reduce the possibilities of detecting

effect in a trial [28].

A promising finding in our study was a higher number of GP consultations in the PaTH group

than in the control group. In two Scandinavian studies with documented effect of post-
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discharge interventions performed by primary care [9-11], the physicians took a more active
part in the medical follow-up in the early post-discharge period than in our study. The PaTH
procedures implied that home care staff performed the main follow-up and initiated the GP
consultations, leaving the GPs in a more passive role. GPs and home care nurses, working
within different organisations in geographically separated offices, performed separate
assessments, and communicated mainly by fax or electronically. In light of these findings, we
believe that more active involvement of GPs and closer integration of follow-up by home care
services and GPs in the early post-discharge phase is important to improve outcomes for this

frail patient group.

Even if it was not possible to document other effects of PaTH on patient level in this cRCT,
our former study of the implementation process [13] indicated positive effect of PaTH on the
process level. Several studies have documented that care pathways can have an effect, both on
the quality of health care provision and on patient level outcomes, but the effect is dependent
on how the implementation process is carried out [29, 30]. A systematic review from 2012 by
Smith et al. on interventions in primary care, concluded that multicomponent complex
organisational interventions, such as changes in delivery of care, seem less effective on
patient level outcomes than interventions directed primarily at the patients, e.g. training
directed on improving activities in daily living [31]. One reason can be that implementation of
complex interventions, requiring behavioural changes for the health personnel involved, takes
time and require targeted efforts before the intervention is settled in the organisation [32].
This became evident in our previous implementation study [13] where we found that
enthusiasm and positive attitude to the intervention was not sufficient for a successful
implementation. Considerable efforts were needed to make the home care professionals

understand their responsibilities in PaTH and how to assess the patients by using the
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checklists. A strong managerial focus on creating commitments and engagement to PaTH and
practical facilitation of work processes further characterised the implementation process in the
municipalities that succeeded in integrating PaTH into daily working processes.

In our cRCT, the implementation challenges were underestimated as the home care
professionals had been sitting in the driver’s seat during the development process [12], and
the care pathway was developed according to their own needs of information transfer and
structured follow-up [12]. Furthermore, there were no indications of implementation
challenges during the pilot period. A more targeted exploration in the pre-trial phase would
have been necessary to disclose these challenges. We used the implementation theory
"Normalisation process theory’ (NPT) [33] when exploring the implementation process [13]
and see, in retrospect, that NPT could have been useful in the pilot period as well for more

targeted testing of the prerequisites for implementation.

For future studies of complex interventions we suggest, in line with the UK Medical Research
council [26], a prolonged pilot period for testing of acceptability and understanding of the
intervention and, furthermore, to explore the potential for implementation into daily working
practices by applying an implementation theory. We further suggest that adherence to the
intervention is closely recorded before preceding to the main trial to ensure that full effect can

be observed within the study period.

In some of the municipalities participating in the cRCT, PATH is now in common use.

Further studies are needed to evaluate the long term sustainability as well as exploration of

potential adverse events to service provision and patients.

-17 -
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Conclusions

Lack of adherence to PaTH rendered the study inconclusive regarding the elderly’s functional
level, number of readmissions after hospital discharge and health care utilisation except for
more consultations with the GPs. A targeted exploration of prerequisites for implementation,
supported by relevant implementation theories, is recommended in the pre-trial phase of

complex intervention studies.
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