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I 

Abstract 

One of the central challenges for the healthcare system today is how to manage care for patients with 

complex needs. This patient group is not well-defined but covers patients with serious diseases and 

comorbidities, or with a limited ability to perform basic daily functions due to physical, mental or 

psychosocial challenges. This group has a high service and resource utilisation resulting in high costs 

for the healthcare system and, typically, poor health outcomes. To improve care for these patients, it is 

necessary to implement strategies to manage the differentiated care needs, the additional support needs, 

the uncertainty in care delivery, and the coordination needs of the involved providers and the patient. 

Care pathways are increasingly used internationally to make care more patient-centred and to 

structure and design care processes for individual patient groups. Important elements in care pathways 

include structuring care activities, by defining their content and sequence; coordinating between 

providers and professionals; and involving patients in their care process. In this thesis, care pathways 

are proposed as the overall strategy for managing care for patients with complex care needs. 

The purpose of this thesis is thus to contribute with knowledge on how care pathways can be managed 

for patients with complex care needs. This is achieved by analysing how the practices coordination, 

standardisation, customisation and personalisation can support management of care pathways and by 

discussing how these practices influence quality of care. The quality of care dimensions discussed are 

accessible, timely, equitable, and patient-centred care. 

The empirical context in this thesis is the Standardised Cancer Care Pathways (CCPs) which were 

implemented in Sweden from 2015 to 2018. CCPs is the umbrella term for the national initiative to 

shorten waiting times, decrease regional differences and reduce fragmentation in care processes. CCPs 

include elements such as diagnosis-specific pathways and guidelines, introduction of CPP coordinators, 

and mandatory reporting of waiting times. Focus has been on implementing care pathways for 31 cancer 

diagnoses in all Swedish healthcare regions. 

Both qualitative and quantitative research methods have been used. A case study was conducted to 

examine standardised and customised care pathways, and coordination and multidisciplinary work in 

care pathways. A document study of regional reports on CCPs was analysed to study effects of care 

pathways on accessibility, timeliness and equitability. Finally, a national survey was conducted to 

deepen the understanding of the role of coordination, as performed by coordinators, in care pathways. 

This thesis argues that standardised and customised care pathways should be combined to manage 

care for patients with complex care needs. The customised pathway in particular benefits patients with 

serious unspecific symptoms, unknown primary tumour or more complex care needs, while patients 

with care needs that can be treated independently of the main diagnosis benefit from following a 

standardised care pathway.  

Coordinators are an important means to manage coordination, customisation and personalisation in 

the care pathway. The coordinators’ role is twofold: the first role is to manage care pathways by 

customising the care pathway and coordinating involved providers; the second role is to support and 

guide patients through the care pathway. This can be achieved by adapting interpersonal communication 

with patients through personalisation.  

This thesis further argues that care pathways have most potential to positively influence accessibility, 

timeliness, equitability, and patient-centredness. Accessibility has been positively influenced, especially 

for patients with ambiguous symptoms where symptoms indicating cancer have improved their chances 

of accessing cancer diagnostics. A negative aspect of prioritising patients who follow CCPs has been 

the potentially longer waiting times for other patient groups in equal need of urgent care. 

Notwithstanding, prioritised access to care is perceived to positively influence timeliness for patients 

following CCPs. Care pathways are perceived to have positively influenced patient-centredness by 

shifting the focus from what to deliver to how to deliver it. 
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1. Introduction 

This chapter introduces the thesis and presents organisational and medical practice challenges; patients 

with complex care needs; previous research on managing care for patients with complex care needs; 

and quality of care for patients with complex care needs. The last part of the chapter presents purpose 

and research questions as well as an outline of the thesis. 

 

The aim of the healthcare system is to ensure good health and care on equal terms for the entire 

population (Government Offices Of Sweden, 1982). However, current developments such as growing 

and aging populations (Institute of Medicine, 2001), changed demography (Nolte and McKee, 2008), 

and advances in medical knowledge and technology (Anell, 2005) are perceived as potential barriers to 

achieving this aim. The changed population demographics has resulted in a higher incidence of patients 

with severe and chronic conditions as well as comorbidities. This has placed is an increased burden on 

care for patients with complex care needs (Bodenheimer and Berry-Millett, 2009) sometimes called 

“super-utilizers” due to their multiple physical, mental or psychosocial needs (Thomas-Henkel et al., 

2015 p.3). 

A central challenge in the healthcare system today is how to manage care in order to achieve this 

goal, presented above, in this new situation (Thomas-Henkel et al., 2015, Palmer et al., 2018). The term 

to manage is multifaceted and has several meanings such as to be in charge of, run, supervise, or use 

resources sensibly (Manage, n.d.). This implies that to manage consists of several elements such as 

operating, structuring, administrating, controlling, regulating, coordinating, organising, and leading. 

These are all relevant aspects to consider when designing or delivering care. When designing or 

executing strategies, it is important to understand the current status and the challenges faced by the 

organisation (Bamford and Forrester, 2003). The following two sections present some organisational 

and medical practice challenges faced by the healthcare system today.  

1.1 Organisational challenges in healthcare 
The continuous advances in medical treatment and technical innovations have resulted in a higher focus 

on improving how to treat and cure diseases, and a lower focus on organisational and managerial aspects 

of care delivery (Bohmer, 2009, Timmermans and Berg, 2003). These advances have continuously made 

healthcare and its professionals more specialised and, consequently, have turned the healthcare 

organisation into a medical specialisation-based structure with independent units, called ‘silos’ 

(Coleman and Boult, 2003, Nilsson, 2007). Each silo has separate budgets and performance 

measurement systems creating incentives for the focus to perform as an internal unit rather than a 

collective ‘organisation’ (Plsek and Greenhalgh, 2001). This independence of the units has weakened 

the links between the units, and is sometimes referred to as fragmentation (Edgren and Stenberg, 2006, 

Coleman and Boult, 2003, Nilsson, 2007, Bohmer, 2009).  

The general consensus is that this organisational structure leads to unclear division of responsibilities, 

a high need to coordinate between healthcare providers in different silos (hereinafter, providers), and is 

a barrier for patient-centredness and creating sustainable relationships with patients (Institute of 

Medicine, 2001, Schoen et al., 2009, Schoen et al., 2011, Fältholm and Jansson, 2008, Glouberman and 

Mintzberg, 2001). Particular challenges related to unclear division of responsibilities and coordination 

are the lack of overall responsibility for individual patients due to each silo focusing specifically on their 

part of care delivery, and where to admit patients who cannot directly be associated with one of the silos 

(Plsek and Greenhalgh, 2001). This leads to an increased risk of medical errors, service duplication, 

inappropriate care or patients “falling between the cracks” due to missed communication, and delayed 

care (Brennan et al., 1991, Coleman, 2003, Coleman and Boult, 2003). Challenges with making care 

patient-centred are perceived to be partly due to the fact that care is applied based on the providers’, and 
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not the patients’, perspective of what care is needed. The patient is the only one who knows how their 

disease affects them. Nonetheless, care is first and foremost provided for single diseases and its 

associated medical needs, and not for the needs expressed by patients. Information on the patient’s 

medical history, experienced symptoms, non-medical needs and preferences therefore sometimes go 

unnoticed (Killander et al., 1999, RÖ, 2015, Starfield et al., 2003). 

1.2 Challenges in medical practice 
Aside from organisational challenges, there are also challenges affecting medical practice such as patient 

variation, uncertainty in care delivery, and making medical prioritisations.  

The first challenges relates to patient variation and according to Babrow et al. (1998) these variations 

relate to demographics, medical needs, comorbidities, and preferences for both individual patients and 

particular patient groups. Few patients seeking care today follow the textbook example of a ‘model 

patient’ with clear symptoms, that can be easily diagnosed and treated, after which the patient is 

discharged completely free of the symptoms or disease. These cases of course still occur, but an 

increasing number of patients seek care with unclear or ambiguous symptoms such as headache or 

stomach-ache or with a variety of symptoms which need to be pieced together into one or more diseases 

(Bohmer, 2009).  

Challenges relating to uncertainty in care delivery occur as both scientific and practical uncertainty 

(Han et al., 2011). Scientific uncertainty concern disease related uncertainties in diagnosis, prognosis, 

causal explanations, and treatment recommendations (Han et al., 2011, Bohmer, 2009). The distinction 

between what is normal and abnormal can be hard to make and frequently causes errors such as 

diagnosing non-existing diseases and misdiagnosing existing diseases (Eddy, 1984). Practice 

uncertainty concerns how to conduct and organise diagnostics and treatments, or in other words, how to 

use the processes and structures in the healthcare system (Han et al., 2011). This type of uncertainty 

causes variation in practice in relation to how to ask about symptoms, observe signs, choose what tests 

and examinations to conduct, interpret test results, and record answers (Wennberg, 2002).  

The last challenge relates to medical prioritisation; how to make justified prioritisations between 

patients based on their care needs is an internationally recognised problem (Tinghög et al., 2014, 

Askildsen et al., 2011, Bagshaw et al., 2017). The lack of clear recommendations for making priority 

decisions has left providers to make their own decisions, prioritising ad hoc (Tinghög et al., 2014). This 

is problematic since it violates the equity principle (Askildsen et al., 2011) meaning that patients with 

higher priority should receive care first and patients with equal priority are to be treated equally 

irrespective of characteristics such as age, gender, income, and ethnicity (Wagstaff and Van Doorslaer, 

2000, The Swedish Government Inquiries, 2001, NBHW, 2016). The situation when a patient with lower 

priority receives care before a patient with lower care priority is called crowding-out (Wilkens et al., 

2016). 

The previous sections have outlined some challenges faced in healthcare today. The question remains 

however, as to what has and what can be done to manage care for patients. This thesis, focuses on is 

patients with complex care needs, and is presented in the next section. Thereafter follows previous 

research on managing care for patients with complex care needs.  

1.3 Patients with complex care needs 
A group of patients that is perceived to not beneficiate from the traditional healthcare structures and care 

delivery processes are patients with complex care needs (Thomas-Henkel et al., 2015). Patients with 

complex care needs are not a well-defined patient group but refer to patients with serious diseases or 

injuries, chronic diseases, comorbidities, many drugs, mental disorder, frequent hospitalisations, limited 

ability to perform basic daily functions due to physical, mental or psychosocial challenges and so forth 

(Schoen et al., 2011, Bodenheimer and Berry-Millett, 2009, Starfield et al., 2003, Condelius et al., 2008). 
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Common characteristics are high utilisation of healthcare services and high costs for the healthcare 

system. These arise from simultaneous involvement in a number of care processes, a need for the 

involvement of multiple providers, several transitions in the healthcare system, frequent visits to 

emergency care, and a high number of hospitalisations, for example (Bodenheimer and Berry-Millett, 

2009). 

A challenge in the healthcare system is how to manage care for these patients. Typically, care 

delivery for this group is associated with scientific and practical uncertainty due to the ambiguousness 

of symptoms as well as needs and difficulties in directly observing the cause-and-effect (Chan et al., 

2018). This complexity thereby require more extensive strategies where multiple aspects of care are 

combined such as managing interdependencies between providers, tailoring of care activities, and 

including social health aspects such as provider-patient communication, to provide sufficient care for 

these patients (Thomas-Henkel et al., 2015). Previous research also highlight that lack of clear definition 

of this group makes it difficult identify these patients (ibid). 

A patient group that is often referred to as having complex care needs is cancer patients. However 

not all cancer patients have complex care needs because the needs vary depending on factors such as 

severity of disease, stage of the care, long-term effects, and, perhaps, combinations with the complex 

needs presented above (Whelan et al., 1997, Sanson‐Fisher et al., 2000). Severity is perhaps the aspect 

most associated with complexity for cancer patients. A study of patients newly diagnosed with cancer 

by Sanson‐Fisher et al. (2000) however showed that patients experiencing physical and psychological 

distress related to their disease can also be considered as having complex care needs. For example, for 

some patients, the way their disease affected them resulted in them becoming too ill to take care of 

themselves or their home, and they therefore required additional support (ibid). To determine whether a 

patient has complex care needs, a complete assessment of the physical, psychosocial, supportive, and 

practical needs is necessary needed. The next section presents some strategies used to manage care for 

patients with complex care needs. 

1.4 Managing care for patients with complex care needs 
As previously mentioned, compared to improving medical treatment and technical innovations in 

healthcare, managerial aspects have been overlooked. However, much research is being conducted on 

managerial aspects of healthcare. This thesis does not strive to outline all possible strategies to manage 

care, but rather explores some practices that can improve care for patients with complex care needs. 

Practices in this thesis refer to how an organisation work or the actions taken to achieve something 

(Sousa and Voss, 2002, Dean and Bowen, 1994). This something can be values or beliefs considered to 

have significant influence on work in an organisation, sometimes called organisational principles. An 

example is an organisations belief in work to be process oriented; this can be achieved by the practice 

process mapping. Since practices define how we work, there is also a need to specify tools and 

techniques applied in the organisation to actually execute this work, such as flow diagrams for process 

mapping (Deming, 1991). The next section will present some practices and tools used to deliver care for 

patients with complex care needs. 

1.4.1 Managing variation and uncertainty 

The description of patients with complex care needs highlights the variation in needs and uncertainties 

in care delivery. In contrast to how healthcare generally works by reducing patients to single diseases, 

caring for this patient group necessitates embracing the challenge of variations and uncertainties 

(Lillrank, 2003). Variations and uncertainties can however be managed by practices aimed at minimising 

or enhancing their influence on care delivery (Begun and Kaissi, 2004, Eddy, 1984). 

The practice standardisation has been extensively described in the literature and is aimed at reducing 

unwarranted variation (variation that occur ‘for no good reason’), and to promote uniformity and 
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stability of thoughts, actions and outcomes (Poksinska, 2007, Timmermans and Berg, 2003, Mercuri 

and Gafni, 2011, Galbraith, 1974). Standardisation can be conducted on individual work tasks or to 

structure the sequence of work tasks (Mintzberg, 1989). One example of the first type is the 

standardisation of diagnostic assessment programmes for structured needs and urgency assessment, also 

called triage (Brouwers et al., 2009, Varley et al., 2016).  

Reports of extensive patient safety issues related to unsuitable care processes and practices at an 

organisational level (Kohn et al., 2000) increased the pressure to make care more structured (Vanhaecht 

et al., 2010). This led to a growing interest in approaches to structure the sequence of care activities. A 

process, chain of activities that together create value for a patient (Bergman and Klefsjö, 2010) can in 

healthcare refer to the operational delivery process conducted by providers and the actual process that 

patients go through. Process orientation is an example of an organisation-wide approach used to 

structure the care organisation, change focus towards patient needs, and better match their needs with 

providers’ services (Fältholm and Jansson, 2008, Elg, 2011, Gemmel et al., 2008). Studies have, 

however, shown that implementing process orientation in healthcare is easier said than done and that 

silos and the professional organisation are perceived to hinder its implementation (Hellström et al., 

2010).  

Other approaches used to structure care processes are clinical practice guidelines (Grimshaw et al., 

2004) and care pathways (Dubuc et al., 2013, Vanhaecht et al., 2006, Butow et al., 2015). Guidelines 

are a set of routines describing how to conduct individual or linked care activities (Grol, 2001). Care 

pathways, on the other hand, are comprised of a multidisciplinary agreed sequence and content of care, 

based on the latest evidence, and division of responsibility between providers to manage care for 

populations of patients with a given disease (Vanhaecht et al., 2007, Panella et al., 2012). Several 

initiatives have been instigated to systematically implement care pathways nationally, for example in 

cancer care (Wilkens et al., 2016, Probst et al., 2012). In 2015, Sweden started implementing the national 

improvement programme called Standardised Cancer Care Pathways (CCPs) (NBHW, 2015b). The 

goal, by introducing CCPs, was to make cancer diagnostics more uniform to achieve more timely, 

accessible, equitable, and patient-centred care (NBHW, 2015b). CCPs is the umbrella term for the 

introduction of several strategies such as diagnosis-specific guidelines, introduction of CPP-

coordinators (hereinafter coordinators), mandatory reporting of waiting times, and so forth (NBHW, 

2015b). 

Standardisation is effective in reducing unwarranted variation. Even so, eliminating ‘all’ variation 

risks increasing the difficulty of diagnosing or treating individual patients, or risks failure to consider 

and integrate individual needs (Lillrank and Liukko, 2004, Mercuri and Gafni, 2011). Customisation 

promotes adaptation of services to respond to specific needs, implying that there is also warranted 

variation (Lampel and Mintzberg, 1996). Customisation is a well-established concept in manufacturing 

and is now being translated as a systematic approach in the healthcare context (Chaudhuri and Lillrank, 

2013, De Blok et al., 2014), especially in relation to adaption of care processes (Bohmer, 2009).  

The relationship between standardisation and customisation has been discussed by several scholars 

and is seen by some as competing (Mannion and Exworthy, 2017) and by other as complementing logics 

(Greenfield et al., 2018). Multiple scholars have provided conceptual work on the application of 

standardisation and customisation in general (Mannion and Exworthy, 2017), on decision making tools 

(Elwyn et al., 2015), and on care processes (Bohmer, 2005, Bohmer, 2009, Lillrank, 2003, Lillrank and 

Liukko, 2004, Lampel and Mintzberg, 1996). Some examples of empirical studies on combining 

standardised and customised activities and processes are available (Essén, 2008). Using patient data, an 

attempt has also been made to separate patient groups with complex care and to assign different patient 

groups to different types of processes (De Regge et al., 2015). Mannion and Exworthy (2017) point out 

that “there remains an urgent need for more sustained work exploring how the competing logics of 

standardization and customization are articulated, adapted, blended and/or resisted on the front line of 
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care delivery” (p. 3). In this thesis, standardisation and customisation are seen as complementing logics 

which can be used to manage care pathways. 

1.4.2 Managing interdependencies between people and activities 

In previous sections, the silo structure have been pointed out to be a barrier for managing care for patients 

with complex care needs (Thomas-Henkel et al., 2015). Managing interdependencies between people 

and activities are thereby considered as an especially important aspect in care delivery for this patient 

group.  

Two studies on the perception of care by patients with complex care needs highlighted coordination 

not only as one of the most important elements of care but also as the most deficient (Schoen et al., 

2009, Schoen et al., 2011). Care provision for this patient group often involves several care activities 

and transitions between providers and silos (Coleman and Boult, 2003), and a study on patients treated 

for cancer showed that patients, on average, met 28 different physicians during the first year (Smith et 

al., 1999). Coordination both between a provider and patient and multiple providers is therefore 

considered vital to manage interdependencies between people and activities (Goodwin et al., 2013, 

Bickell and Young, 2001, Capitman, 2003, Holland and Harris, 2007, Malone, 1988, McDonald et al., 

2007, Walsh et al., 2011). Integrated care is a growing research topic promoting coordination within and 

between healthcare units through strategic processes and methods (Cortis et al., 2017, Gröne and Garcia-

Barbero, 2001). Care coordinators are increasingly used internationally to coordinate internally between 

providers and externally with patients (Freijser et al., 2015, Lie et al., 2018b, Axelsen et al., 2014, 

Bayard et al., 1997, Cancer Institute NSW, 2011, Monterosso et al., 2016, Nutt and Hungerford, 2010).  

Suggestions have also been made for research on coordination in relation to standardisation and 

customisation. Mannion and Exworthy (2017) state that “A key tenet of such work, …, is the absence of 

a central actor, coordinating processes of standardization (or equally, customization)” (p.3). In this 

thesis, coordination is perceived to be a complementing practice to standardisation and customisation in 

managing care for patients with complex care needs.  

1.4.3 Managing provider-patient communication  

Another relevant aspect for managing care for patients with complex care needs are managing provider-

patient communication. In addition to coordination, the study by Schoen et al. (2011) also emphasised 

communication as an important factor but further state that patients are dissatisfied that the 

communication is not particularly personalised.  

The concept, personalisation has been identified in service management literature as a means to 

achieve personalised communication (Surprenant and Solomon, 1987, Mittal and Lassar, 1996, Gwinner 

et al., 2005). This concept is still underrepresented in healthcare literature. However, on a conceptual 

level, Minvielle et al. (2014) discuss potential benefits of personalisation to achieve patient-centred care. 

De Blok et al. (2013) combine customisation and personalisation to better match the needs and services 

of individual patients in elderly care, and (Meijboom et al., 2018) to study whether patients experience 

customisation and personalisation in cancer care. Personalisation is not the only concept that addresses 

communication. Other related subjects are interpersonal communication theory (e.g. Bylund et al., 2012) 

and communication in general (Caris‐Verhallen et al., 1999, Stein et al., 2005). What differentiates 

personalisation from more general concepts of communication is its focus on provider-patient relations, 

and its emphasis that providers match behaviours and communication to the unique and specific needs 

of the customer (De Blok et al., 2013). Some scholars consider personalisation to fall under 

customisation (Mannion and Exworthy, 2017). In this thesis, personalisation is seen as a separate 

practice from customisation since it can be practiced without changing the delivery of the care pathway. 

This chapter have highlighted care pathways and the practices coordination, standardisation, 

customisation, and personalisation as important for managing care for patients with complex care needs. 

Changing the way care is managed should lead to either a sustained or improved quality of care for these 
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patients. The next section discusses how quality of care can be assessed for improvement programs and 

patients with complex care needs.     

1.5 Quality of care for patients with complex care needs 
A major challenge in healthcare is how to evaluate outcomes and quality of care. Numerous 

improvement strategies, such as implementing care pathways through the improvement program CCPs, 

are introduced into healthcare annually. However, for some time scholars have expressed concerns 

regarding the difficulties of establishing evidence of their ability to achieve the desired results of 

performance improvement and how this should be estimated (Øvretveit and Gustafson, 2002, Shojania 

and Grimshaw, 2005). 

Quality has been perceived as a difficult concept to define (Donabedian, 1988, Bergman and Klefsjö, 

2010) and many definitions and interpretations have been used over the years. In quality management, 

Bergman and Klefsjö (2010) describe the development as a shift from a narrow industrial control to 

wider definitions involving customer needs and holistic approaches. The same development can be seen 

in healthcare where focus has shifted from quality being something that could not, or even should not, 

be measured, to precise and comprehensible measurements (Donabedian, 1988), and subsequently to 

shift again to value perceived by a patient (Epstein and Street, 2011, Porter, 2008). 

 Opinions differ as to what perspective on quality of care should be assessed, whether it is that of the 

patients or the providers. Even though quality of care from the patient’s perspective is important, 

retrospectively asking patients has been shown to be problematic. In the moment when the care activity 

takes place, patients do not necessarily focus on whether they received patient-centred care and this may 

cause them to misremember or to be biased because of other experiences (Brook et al., 2000). However, 

assessing care from the provider perspective is also challenging. In many cases, it is hard to measure 

improvements, for example in the quality of care, as measures such as waiting times do not tell the whole 

truth (Øvretveit and Gustafson, 2002). This is why researchers need to consider performance as 

perceived by healthcare professionals.  

 Several attempts have been made to outline dimensions of quality of care (Campbell et al., 2000, 

Institute of Medicine, 2001, Donabedian, 1990, Maxwell, 1992, WHO, 2006, Beattie et al., 2013). 

Although the literature on these dimensions is extensive, both the number and the types of dimensions 

differ. The most commonly used dimensions are outlined by the Institute of Medicine: safety, timeliness, 

effectiveness, efficiency, equity and patient centeredness (Institute of Medicine, 2001). Effectiveness 

refers to knowledge-based and suitable care; doing the right things, efficiency to resource efficiency; 

doing things right, and patient-centred to a care based on patient needs, values, and preferences (Institute 

of Medicine, 2001, NBHW, 2006). Accessibility is a multifaceted term referring to geographical or 

physical accessibility and availability of services; timely care delivery refers to receiving appropriate 

care at the right time; and equitable care delivery to having equal access to care (Campbell et al., 2000).  

Attempts have been made to generalise the effectiveness of different care pathway programmes. 

However, the widely varying definitions and components have made it difficult to draw general 

conclusions on their effectiveness (Ouwens et al., 2005). The problems are not surprising considering 

the variety of improvement initiatives implemented, both in terms of content and purpose (Dahlgaard et 

al., 2011). For example: New Karolinska Solna is an example of a reorganisation of a hospital to enhance 

patient-centredness (e.g. Sundström, 2018); the CCP is a national improvement programme to improve 

timeliness, increase equity and improve patient satisfaction in cancer care (Wilkens et al., 2016, Schmidt 

et al., 2018); pivot nursing is a new triage methodology to improve timeliness in an Emergency 

Department (Christensen et al., 2016). The difficulty lies in that improvement initiatives are dynamic, 

and the content and scope vary dependent on the context, so for the assessment to be informative, several 

factors that could influence the end result need to be considered. The differences in complexity and 

focus thereby enhance the unlikeliness that the dimensions of interest are exactly the same in each case.  
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Scholars have stated that evaluations of quality of care are scarce (Pearson et al., 1995) and highly 

anecdotal (Campbell et al., 1998). The general perception is, however, that care pathways seem to have 

positive effects on the quality of care. This have been studied in terms of for example patients’ 

perception of patient centredness and coordination (Bayliss et al., 2008), providers’ perception of 

coordination (Coleman, 2003, Coleman and Boult, 2003, Gittell et al., 2000), timeliness (Jensen, 2015), 

effectiveness (Bodenheimer and Berry-Millett, 2009, Coleman, 2003, Coleman and Boult, 2003), and 

patient-measured medical outcomes (Coyle and Battles, 1999, Cheah, 2000). Studies on quality of care 

associated with patients with complex care needs also show that there is a high risk of complications 

and problems such as difficulties to access the healthcare system (Jensen, 2015), lack of appropriate 

health assessment (Min et al., 2005) and lack of knowledge of the patient’s inclusion in parallel care 

processes, treatments and medications (Simon et al., 2005). In the following section, the purpose and 

research questions of this thesis are presented. 

1.6 Purpose and research questions 
Previous sections have described patients with complex care needs as requiring a holistic perspective on 

patient care (Bodenheimer and Berry-Millett, 2009, Starfield et al., 2003, Bird et al., 2007, Poksinska, 

2018, Schoen et al., 2011). Care pathways are perceived as an effective means to achieve this (Sermeus 

et al., 2005, Vanhaecht et al., 2010). Based on the challenges and background described in the previous 

sections the purpose of this thesis is to: 

 

contribute with knowledge on how care pathways can be managed for patients with complex 

care needs. 

 

Coordination, standardisation, customisation, and personalisation have also been identified as practices 

used to manage care pathways for patients with complex care needs. The definitions of these practices 

used in this thesis are:  

 Coordination: Managing interdependencies between people and activities  

 Standardisation: Making care pathways uniform or predictable 

 Customisation: Adapting care pathways to individual needs 

 Personalisation: Adapting behaviour or communication to individual needs 

 

Bringing these concepts together could contribute to a more holistic care approach for patients with 

complex care needs. 

 

The first research question is thus: 

1. How can care pathways be managed using the practices coordination, standardisation, 

customisation, and personalisation for patients with complex care needs? 

 

Changing the way healthcare is managed is not a guarantee for improved care, and it is important to also 

consider how these practices could influence the quality of care for these patients. Based on the 

background of quality of care as presented in the previous section, the quality of care dimensions were 

selected following a combined review of the dimensions considered to be important for patients with 

complex care needs, and the aim of the improvement programme CCPs, which is the empirical context 

in this thesis. The chosen quality of care dimensions are accessible, timely, equitable, and patient-centred 

care.  
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In this thesis, these dimensions are defined as: 

 Accessible: Availability of and access to services 

 Timely: Receiving care at the right time 

 Equitable: Sufficient care provided to each patient to meet their individual needs 

 Patient-centred: Providers strive to identify, respect, and manage patient needs, invite patients 

to actively participate in care, and deliver individually customised information.  

 

The second research question is thus: 

2. How can these practices influence the quality of care? 

 

To the best of this author’s knowledge, there is no study that combine these four practices with care 

pathways for this patient group. Empirical data from the improvement programme CCPs are applied to 

illustrate how these practices can be used to manage care for patients with complex care needs and how 

they influence quality of care for patients with complex care needs.  

1.7 Outline of the thesis 

 

Chapter 2 presents Empirical context 

Chapter 3 presents Theoretical framework 

Chapter 4 presents Methodology 

Chapter 5 presents Overview of appended papers 

Chapter 6 presents Analysis and discussion 

Chapter 7 presents Conclusions, contributions and future research 
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2. Empirical context 

The aim of this chapter is to present the empirical context studied in this thesis - standardised cancer 

care pathways. The following section presents a short overview of the Swedish healthcare system. 

Thereafter follows a description of Swedish cancer care with the focus on the improvement programme 

Standardised Cancer Care Pathways.  

2.1 The Swedish healthcare system 
The Swedish Healthcare Act is the overarching document governing Swedish healthcare. The act states 

that the aim of healthcare is to provide good health and care on equal terms for the entire population 

(Government Offices Of Sweden, 1982). Further, it states that the responsibility for Swedish healthcare 

is divided between the government, healthcare regions (hereinafter, regions), and municipalities. The 

government has the overall responsibility for establishing principles and guidelines and setting the 

policy agenda (ibid). The 21 autonomous regions are politically governed organisations. The regions are 

responsible for organising healthcare for its residents based on its own local needs and the guiding 

principles set by the government (Anell, 2005). A region can be divided into primary, secondary, 

psychiatric, and dental care. Finally, the 290 municipalities are responsible for community care such as 

elderly care and care for patients with physical or psychological disabilities (ibid). 

This section provides an overview of the actors involved at different levels in the Swedish healthcare 

system. The next section first provides an overview of the overall context, Swedish cancer care, before 

presenting the empirical context in this thesis, standardised cancer care pathways.  

2.2 Swedish cancer care 
Cancer is one of the most common diseases in Sweden. In 2016, more than 60,000 people were 

diagnosed with cancer in Sweden and it is estimated that at least every third person will develop cancer 

during their lifetime (The Swedish Cancer Society and NBHW, 2018). Usually, Swedish cancer care is 

ranked highly in international comparisons of care outcomes (SALAR, 2015). Even so, the increasing 

number of cancer patients poses major challenges to the healthcare system (Wilkens et al., 2016). 

Swedish cancer care is executed by the regions and constitutes all care levels; it is mainly executed by 

primary and secondary care providers and involves multiple care specialities. Care outcomes are 

followed up nationally through cancer registers and quality registers (Barlow et al., 2009).  

The first Swedish National Cancer Strategy was published in 2009 by The Swedish Government 

Inquiries and presented the direction of future cancer care (SOU, 2009). Challenges of Swedish cancer 

care were mapped, such as unacceptably long waiting times, lack of accessibility to cancer care and lack 

of information and care coordination (SOU, 2009). A number of recommendations in various areas were 

presented, for example increasing the use of administrative support functions for coordinators and 

medical secretaries, clarifying responsibilities within and between specialisations and regions, and 

monitoring waiting times in the care process. Since then, a number of improvement programmes have 

been launched to improve cancer care, such as the ‘Queue-billion’, a reward system to reduce waiting 

lists, and CCPs (Wilkens et al., 2016). An overview of the CCPs will be presented in the next section. 

2.3 Standardised Cancer Care Pathways 
To face the challenges of long waiting times, regional differences and fragmented care processes, the 

Swedish government invested SEK 500 million annually during the period 2015-2018. This was 

dedicated to implementation of the improvement programme CCPs in cancer care (NBHW, 2015b). 

Additional funds have been invested in 2019 and the programme has been extended to 2020 (NBHW, 

2018). All regions in Sweden joined the improvement programme and were assigned responsibility to 
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implement and adapt the CCPs in their local setting. If the regions fulfil the requirements, they receive 

a part of the financial resources assigned by the government (NBHW, 2018). 

National expert groups developed CCPs for 31 cancer diagnoses by following the Danish example, 

pakkeforløb. Simplified, a CCP is an extended guideline specifying how to deliver care for individual 

cancer diagnoses (or a group of similar cancer diagnoses) (Wilkens et al., 2016). Each diagnosis has its 

own CCP-guideline containing information about symptoms indicating cancer, a list of tests and 

examinations to be performed, maximum time limits for each step in the care process, information that 

should be given to patients, need for multidisciplinary meetings, and treatment options.  

The aim of the CCP is not to improve the complete care process. Instead, focus is on the initial part 

of the care process, from when cancer is suspected until the start of the first treatment. Suspicion of 

cancer is based on a set of indicators and test results which indicate a well-founded risk of cancer, and 

usually arise in the primary, emergency, or secondary care services. Indicators, or alarm symptoms, have 

been individually developed for each cancer diagnosis to indicate the type of cancer for which 

diagnostics should be conducted (NBHW, 2015b). If a cancer is confirmed, a treatment plan is drawn 

up and the CCP ends at the start of the first treatment. To ensure timely care, maximum waiting time 

limits are specified for some parts of the care pathway such as a maximum waiting time to see a 

physician, for a case to be addressed at multidisciplinary conference, and for start of first treatment. 

Multidisciplinary conferences are regular meetings, typically diagnosis-specific, where providers from 

different specialties and professions meet to analyse results of tests and examinations and discuss 

preliminary treatments for patients (ibid).  

Implementing CCP-guidelines and improving routines for diagnostics are the most central elements 

of the CCP improvement programme. Additional efforts are also required by the regions such as setting 

up measurement systems for follow-up waiting times, pre-schedule appointments for CCP-patients, and 

introducing a new role, CCP-coordinator (hereinafter coordinator) (ibid). The pre-scheduled 

appointments are timeslots reserved for CCP-patients to ensure accessibility to appointments (Wilkens 

et al., 2016). The coordinator is an administrative role, working to support healthcare professionals with 

administrative tasks and ensure that unnecessary waiting times are avoided in the care process (NBHW, 

2016). According to a nationally developed written work statement, the primary tasks are (RCC, 2017):  

 ensure information flow between providers and patients  

 act as a contact person towards general practitioners and emergency departments 

 conduct administrative tasks such as scheduling appointments, monitoring and following-

up lead times 

 scrutinise incoming referrals 

 ensure cooperation and collaboration between providers in different parts of the healthcare 

system and  

 support safe transitions for patients moved between the different sections of the healthcare 

system. 

When the improvement programme CCPs was extended in 2018, the focus changed from 

implementing CCP-guidelines and routines to creating sustainable processes and endeavouring to 

achieve the nationally set goals for maximum waiting times. These goals are: 70% of all cancer patients 

should follow a CCP, and 80% of these patient should receive care within the maximum time limits 

(NBHW, 2018).   
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3. Theoretical framework 

This chapter presents important theoretical concepts that frame this thesis. The first section outlines 

quality of care and the Quality of Care Framework. The second and third sections describe the practices 

coordination, standardisation, and customisation. The fourth section describes care pathways and the 

last section describes the practice personalisation. 

3.1 Quality of care 
In the background of this thesis, the difficulties of evaluating quality of care was presented. As 

previously mentioned, some of the reasons for the difficulty in defining quality, might be that it is 

contextual, subjective (Dahlgaard et al., 2011) and is influenced by the scope and perspective to be 

applied (Donabedian, 2002). In the following section, the Quality of Care Framework used to evaluate 

research question 2 is presented. 

3.1.1 Quality of care at different levels 

Reasoning that quality of care is context dependent, Donabedian (1988) describes quality of care at three 

levels: patient, community, and provider. At patient level, care quality is assessed through the care 

actually received by the patient, where the provider and the patient and her/his relatives share the 

responsibility for the care experience. At the community level, quality depends on performance of care 

services for the whole community relating to who gains access and what quality of care each patient 

receives (ibid). Quality of care at the provider level depends on the performance of the service providers 

such as physicians, nurses, and coordinators (ibid). The technical dimension is thereby reliant on the 

fruitfulness of the functional dimension to produce accurate outcomes (Grönroos, 1984, Donabedian, 

1988).  

In this thesis, services are perceived to be co-created by providers and patients and is delivered to 

individual patients. This is why the individual patient’s perspective is thus important to assess quality 

of care (Campbell et al., 2000). In addition, the ultimate goal of healthcare is to provide high quality 

care to the whole population. This indicates that delivered services will affect the outcome not only for 

individual patients but also for populations of patients. Because the population perspective might be 

different to that of individual patients, this perspective is also interesting when evaluating quality of care 

(Campbell et al., 2000). The next paragraph presents the categories structure, process and outcome from 

which quality dimensions can be derived. 

3.1.2 Assessing quality of care through structure, process and outcome 

In addition to deciding the level at which quality of care should be assessed, there is also a need to derive 

what should be assessed. Donabedian (1966) suggests that the dimensions to be assessed can be derived 

from the three categories: the organisational structure of the healthcare system, the care delivery process, 

and care outcome.  

Structure refers to the physical and organisational setting in which care delivery occurs and includes 

elements such as formal and informal structure, human resources, material resources (1966), and 

organising principles (Scott, 2015). Healthcare is a complex system with ever-changing constellations 

of units, functions, specialisations, staff (both medical and non-medical), physical sites, equipment and 

so forth which all may affect the quality of care delivery (Plsek and Greenhalgh, 2001). Beside these 

more ‘obvious’ elements of structure there are also other less apparent ones such as organising 

principles. Organising principles can be described as fundamental truths or generalisations which 

provide organisations with instructive and predictive values and behaviours on which to base decisions 

and actions (Koontz, 1961). One example from the quality management literature is the principle process 

orientation. Process orientation can be used to shift focus from product to process characteristics in order 

to improve performance of services (Davenport, 1993). Organisations working with process orientation 
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are characterised by cross-functional work, customer orientation, and a system focus to meet the 

customer need (ibid). 

To understand the quality dimensions which can be derived from a process there is first a need to 

understand what a process is (ibid). There are several definitions of a process, and in this thesis a process 

is described as a chain of activities that together create value for a patient (Bergman and Klefsjö, 2010). 

In a nutshell, a care process can be described to consist of a number of activities performed by different 

care providers to achieve the goal of delivering appropriate services to a patient (Malone, 1988). In 

healthcare, the care process is always triggered by the inputs (needs) of the customer (patient), and it is 

primarily the needs that determine the course of the care process. Palmberg (2009) divides processes 

into three categories: strategic management processes, operational delivery processes, and supportive 

administrative processes. In this thesis, the processes in focus are those directly related to patient care 

i.e. operational care delivery processes conducted by providers. It includes the management of clinical 

care processes and its sub-processes, service events and activities (Wiger, 2018),  necessary preparations 

(such as booking of appointments), and inter-personal care but disregards medical considerations. The 

patient care process is the chain of service episodes that together form the care process that the patient 

goes through, for example during cancer diagnostics.  

Outcome, according to Donabedian (1966), include quality dimensions related to the perceived 

effects of care on a patient’s or population’s health status or their experience of the care process. 

Typically, the quality related to outcomes is the result of several quality dimensions which, when 

perceived by the patients, can be divided into technical and functional quality (Grönroos, 1984, 

Donabedian, 1988). Technical quality is the result of the process or service performed by the provider; 

i.e. what or the outcome that the patient receives which is the effect of the know-how in the organisation 

such as its services and abilities (Grönroos, 1984). Functional quality is the way that a service is 

delivered to a patient; how or the process by which the technical quality is produced (Grönroos, 1984, 

Donabedian, 1988). An important part of the functional dimension is a provider’s interpersonal traits on 

which the ability to communicate with patients to access and mediate information depends (Donabedian, 

1988).  Examples of technical quality are clinical measures and patient reported outcome measures, and 

functional quality are patient-reported experience and satisfaction measures (Poksinska et al., 2014).  

In this thesis, focus is not on improving medical aspects of care and treatment (not directly) or on 

measuring patients’ satisfaction with care but on improving care processes and structure (e.g Batalden 

and Stoltz, 1995). Thus, both medical outcomes and patient satisfaction are out of scope. Instead, the 

outcomes evaluated in this thesis is performance measurements of the care processes and structure. 

These measures can be derived from the means, of the process and structure, by which care is delivered 

(Donabedian, 1966). Outcomes of such measures are for example accessibility, appropriateness, and 

timeliness of services (Campbell et al., 2000). Many authors (Donabedian, 1990, Maxwell, 1992, WHO, 

2006, Beattie et al., 2013) have discussed which elements define quality of care; for example Campbell 

et al. (2000) provide a taxonomy which includes 11 dimensions of quality, and The Institute of Medicine 

(2001) defines six dimensions, which have already been presented in the background of this thesis: 

safety, timeliness, effectiveness, efficiency, equity and patient centredness. Based on an extensive 

review of quality dimensions Beattie et al. (2013) proposed that caring and navigating the healthcare 

system should also be added to the list of quality dimensions. 

3.1.3 Quality of Care Framework 

To summarise, in this thesis, quality of care is assessed through the providers performance that aim to 

improve care for individual patients and populations of patients. To do so, quality dimensions are 

derived from performance measures from the structure and the process. Figure 1 illustrates the Quality 

of Care Framework developed in this thesis. 
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Figure 1: The Quality of Care Framework used in this thesis (based on Donabedian (1966) and Batalden 
and Stoltz (1995).  

3.2 Coordination 
A challenge in most organisations is how to manage interdependencies between actors and activities. In 
cases with multiple actors or activities, the need for additional structures or organising activities such as 
planning, information exchange or follow-ups, often arise (Malone, 1988, Mintzberg, 1980) due to 
shared resources between actors and/or reciprocal sequential dependencies between work activities 
(Stabell and Fjeldstad, 1998). It is these activities that are intended as a means to achieve coordination 
(Malone and Crowston, 1994). The need for coordination is argued to increase in organisations such as 
healthcare organisations (Glouberman and Mintzberg, 2001) with high differentiation between actors in 
terms of goals, structures, and interpersonal distance (Lawrence and Lorsch, 1967). There is no unified 
definition of coordination in healthcare. In this thesis, care coordination is defined as the careful 
organisation of a patient’s care process conducted by involved providers, in agreement with the patient 
and the patients needs and preferences (McDonald et al., 2007). In addition to the organisation between 
actors, this definition also emphasises that patients too should be involved in coordination. 

Coordinating tasks, or coordination mechanisms, are separated from the production-related activities 
that constitute the operational delivery process, and instead are seen as enablers for efficient and high-
quality processes (Malone, 1988, Mintzberg, 1980). A vast number of coordination mechanisms is 
mentioned in the literature, such as boundary spanners, interpersonal communication, and 
standardisation of work, outputs, and skills (Mintzberg, 1989). The aim of these mechanisms is twofold, 
either they can facilitate interaction between actors, or they can reduce the need of interaction between 
actors (Hoffer Gittell, 2002). Boundary spanners are roles, either with decision-making powers such as 
managers, or without such as liaison roles, aimed at facilitating interaction between actors by giving 
special attention to coordination (Mintzberg, 1989). In healthcare, care pathways have become 
increasingly used as a mechanism to standardise work processes, and can be used to reduce the need for 
interaction between actors by clarifying activities included in the operational care delivery process, and 
dividing activities and responsibilities between providers (Sermeus et al., 2005).  

A term often related to, and even used interchangeably with coordination is continuity. Continuity is 
defined as a patient’s (or sometimes provider’s) experience and perception of care integration and 

coordination over time (Holland and Harris, 2007, Haggerty et al., 2003). Haggerty et al. (2003) describe 
three types of continuity: informational, management and relational. Informational continuity entails an 
ongoing flow of information throughout the care process that should be both transferred and taken into 
consideration by providers and applied in care activities (ibid). Vital information is for example personal 
information about the patient’s preferences, wishes, and requirements and information about the specific 

disease (ibid). To achieve management continuity all involved providers need to agree on the care 
process to be carried out and jointly strive towards delivering timely and interconnected care (ibid). 
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Relational continuity refers to a long-term relationship between the providers and the patients which 

extends to include future care occasions (ibid). The descriptions above suggest that managerial and 

informational continuity is carried out by providers, while relational occurs in interaction between a 

patient and providers. This implies that the patients’ and providers’ perspective of continuity differs. 

For patients it is the security of a continuous dialogue and relation with providers as well as a perception 

of agreement and mutual planning between providers (Nazareth et al., 2008). For providers it is the 

notion of having sufficient knowledge and information about the operational delivery care process to 

provide adequate care, which is also accepted and further operationalised by the other care providers 

(Haggerty et al., 2003). 

3.3 Standardisation and customisation 
Standardisation is a multifaceted concept that can be used for products (objects), work processes, tasks, 

measurements, outcome documentation, and so forth (Poksinska, 2007). It is widely applied in 

healthcare through common terminology, clinical practices, pathways, methodologies for gathering and 

evaluating data, and so forth (Timmermans and Berg, 2003). In the early stages of healthcare 

standardisation, emphasis was on elements surrounding medical work, such as standardising skills, 

methodologies and tools, and not on standardising the content of care (ibid). Now, special emphasis on 

standardisation in healthcare is placed on evidence based medicine (Sackett and Rosenberg, 1995), and 

is often compiled into guidelines or pathways summarising present diagnostic and therapeutic 

knowledge within a certain area (Timmermans and Berg, 2003). In this thesis, standardisation is 

described as a means used to specify how individuals and organisations should behave or how something 

should be performed (Ishikawa, 1990) and replicated in the future (Cargill, 1989). Standardisation is 

thereby seen as a practice that can be used to make the operational delivery process more unified and 

predictable by reducing the variability of care practice.  

Customisation, or sometimes mass customisation (e.g. Chaudhuri and Lillrank, 2013), stems from 

research in product design and operations management and is a means to tailor products and services to 

independent customers (Fogliatto et al., 2012, Lampel and Mintzberg, 1996). The definition of 

customisation according to Pine (1993) is the modification of products and services to meet customers’ 

individual needs. Customisation can be achieved in two ways. The first is to provide a variety of services 

for each need which can be combined into a service package, and the second is to add or subtract services 

from an otherwise more or less standardised design (Voss and Hsuan, 2009). The focus on customisation 

in healthcare emerged along with a shift towards making care delivery more patient-centred (Barry and 

Edgman-Levitan, 2012). Customisation adapts the patient care process based on physical, psychosocial, 

supportive, and practical needs. 

Like standardisation, customisation in seen as a practice used to adapt a patient’s care process to 

his/her individual needs and is operationalised by the customised care pathway. The next section 

presents care pathways followed by three frameworks on standardised and customised care pathways.  

3.4 Care pathways  
The idea of pathways evolved from industrial processes in the 1980s as a way to plan care for patients 

with the same diagnosis, and to make care more patient-centred (Zander, 2002). The function of 

pathways varies between settings, countries, area of use, and so forth (Vanhaecht et al., 2006, Vanhaecht 

et al., 2010). There are many names for pathways such as clinical (Butow et al., 2015), critical (Dy et 

al., 2005), integrated, or short care pathways (Sermeus et al., 2005) (hereinafter called care pathways). 

There is therefore no agreed name for or even definition of care pathways. One definition, which has 

been adapted by the European Pathway Association, is “A care pathway is a complex intervention for 

the mutual decision making and organisation of care processes for a well-defined group of patients 

during a well-defined period”(Vanhaecht, 2007, pp. 137-138). A care pathway is a plan (often a 
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guideline) describing care activities to be included in diagnostics and treatment of a particular disease 

(Sermeus et al., 2005). In addition, care pathways can, for example, specify a recommended sequence 

of care activities to improve the methodology of diagnostics for healthcare staff working in the front 

line (ibid). The care pathways are often quite detailed and include activities to involve patients, 

multidisciplinary teamwork and suggestions for examinations, tests, coordination, and treatments based 

on evidence based medicine (Sermeus et al., 2005, Campbell et al., 1998, Zander, 2002). The aim of 

care pathways is to create predictable care processes that are agreed upon by involved providers (ibid). 

Vanhaecht et al. (2010) describe four types of care pathways associated with different levels of the 

healthcare system. The most aggregated level, international, national or regional level, is the model 

pathway; often an organisationally independent policy document or guideline based on international or 

national evidence based medicine. Furthermore, the operational pathway is located at the local level and 

is a deconstructed and adapted version of the model pathway developed to fit the setting in a specific 

organisation. Next, the assigned pathway and completed pathway can be found at the patient level, where 

the assigned pathway is a modification of the operational pathway and has been planned and assigned 

to a patient to fit his/her individual needs; and the completed pathway is the actual pathway that the 

patient goes through. The final care pathway is the completed pathway and is the ‘map’ of the conducted 

care process; in this thesis it is labelled as the patient care process. To realise the different care pathways 

there is a need for a chain of translations from national policy down to clinical practice (Elg et al., 2016). 

The next section presents the practices standardisation and customisation and the three frameworks 

describing standardised and customised (organisational models) care pathways. In this thesis, a care 

pathway is seen as a tool that can be adapted to become more standardised or customised based on the 

input and complexity of required service episodes and activities. Thereafter, sections on the managing 

care pathways and personalisation are presented. 

3.4.1 Managing care pathways 

There are several frameworks (e.g. Levitt, 1976, Lovelock and Gummesson, 2004, Lampel and 

Mintzberg, 1996) that can be used to manage care delivery. In the next sections, three frameworks will 

be described. The frameworks all show similarities with care pathways as they provide a structure for 

how to manage operational delivery processes. The following sections describe frameworks on 

standardised and customised operational process delivery. 

In practice, few organisations work according to only one of the standardised or customised care 

pathways. All frameworks presented below place their frameworks on the standardisation-customisation 

continuum (e.g. Essén, 2008). This continuum has been used for a long time to describe the 

differentiation in solutions which range from well-structured processes with uniform outcomes, 

symbolising predictability and consistency, to innovative processes adapted to customer needs, 

symbolising flexibility and innovation (Levitt, 1976, Lovelock and Gummesson, 2004). Organisations 

can place themselves on the outer ends of the continuum, somewhere in between, or try to set up 

operations which can do both (Lampel and Mintzberg, 1996, Lillrank, 2002, Bohmer, 2009). Hybrids 

are more common, where the type of product or service determines where on the standardisation-

customisation continuum they act (Lillrank and Liukko, 2004, Stabell and Fjeldstad, 1998). No matter 

which model is used, the organisation needs to decide on the level of standardisation and customisation 

applied as it is not unlikely that a standardised process has elements of customisation, and vice versa 

(Lillrank, 2003). 

Standardised care pathway 

The frameworks describing a standardised care pathway are the sequential process by Bohmer (2009), 

standard and routine processes by Lillrank (2003) and Lillrank and Liukko (2004), and value chain by 

Stabell and Fjeldstad (1998). A summary of the standardised care pathway characteristics is presented 

in Table I.  
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Table I: Summary of characteristics of the standardised care pathway 

Characteristics 

Bohmer (2005) 

Sequential process 

Lillrank  

(2003; 2004) 

Standard 

process 

Lillrank  

(2003; 2004) 

Routine process 

Stabell and 

Fjeldstad (1998) 

Value chain 

Process input Low variation Predefined input Input with known 

bounded variation 

Standardised input  

Scope of service Narrow Single variety Few varieties Few varieties 

Approach to input  

variation (v) / 

service uncertainty 

(u) 

V: Eliminate 

variation 

U: Reduced before 

care commences 

V: Eliminate 

special cause 

variation 

V: Eliminate non-

warranted variation 

V: Selective 

differentiation 

possible 

Production logic Sequential  Identical 

repetition  

Limited variety of 

linked activities 

Sequential  

Care delivery 

process 

Follow best practice 

standards  

Follow 

standardised 

procedures 

Decision rules 

based on input 

classification 

Matching input and 

standard activities 

Coordination need    Between activities  

Resources (R) and 

knowledge (K) of 

providers needed 

R: Explicit, high 

capacity utilisation 

K: Novice, 

specialised 

R: Specialised K: Novice, some 

experience  

R: Standardised 

K: Specialised 

 

The standardised care pathway has a narrow scope (Bohmer, 2009) due to its low variation in input, 

which in some cases is allowed to vary within set tolerances (Bohmer, 2009, Stabell and Fjeldstad, 

1998), and its specialisation in handling predefined input (Stabell and Fjeldstad, 1998). Any uncertainty 

or variation regarding input should be resolved before the care pathway is initialised  (Bohmer, 2009). 

Activities are performed in a fixed sequence of repetitions which are either identical every time 

(Lillrank, 2003) or chosen according to the problem at hand (Lillrank and Liukko, 2004, Bohmer, 2009). 

Matching between input and activities is a verification procedure conducted through matching input and 

standard activities (Stabell and Fjeldstad, 1998), by following standardised procedures (Lillrank and 

Liukko, 2004, Bohmer, 2009), or rule application (Lillrank and Liukko, 2004). The work is guided by 

the aim of reaching the predefined outcome, ‘target’, by finding the best practice for conducting each 

activity (Lillrank and Liukko, 2004). Best practice can be described in manuals and standards (Lillrank 

and Liukko, 2004). The coordination need between activities can be standardised and depends on the 

nature of the interdependence (Stabell and Fjeldstad, 1998). Errors occur in the process due to 

insufficient assessment or the choice of activity (Lillrank and Liukko, 2004). Resources needed can be 

standardised and limited to those necessary for the activities (Lillrank and Liukko, 2004, Bohmer, 2009), 

and the workers do not need a lot of experience but rather specific knowledge on input or activities 

(Lillrank and Liukko, 2004, Bohmer, 2009, Stabell and Fjeldstad, 1998). The next section presents the 

characteristics of the customised care pathway. 

Customised care pathway 

The frameworks describing a customised care pathway are the iterative pathway by Bohmer (2009), 

non-routine pathway by Lillrank (2003) and Lillrank and Liukko (2004), and value shop by Stabell and 

Fjeldstad (1998). A summary of characteristics of the customised care pathway is presented in Table II.  
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Table II: Summary of characteristics of the customised care pathway 

Characteristics 

Bohmer (2005) p. 84, 

128-129 

Iterative care process 

Lillrank (2003, 2004) 

Nonroutine care process 

Stabell and Fjeldstad 

(1998) 

Value shop 

Process input Random, high variation  Non predictable or easily 

classifiable, vague 

Unique 

Scope of service Individual adaption Wide set of solutions Individual adaption 

Approach to input 

variation (V) / 

service uncertainty 

(U) 

V: Exploit for learning 

U: Reduce during care 

V: Accept variation V: Exploit to develop 

new services 

Production logic Exploratory, several 

iterations 

Iterative Iterative, cyclical 

Care delivery process Unstructured problem 

solving 

Iterative reasoning, learning Cross-case learning 

and problem solving 

  

Coordination need   High coordination need 

(coordination roles, 

cross-functional team) 

Resources (R) and 

knowledge (K) of 

providers needed 

R: Low capacity 

utilisation 

K: Tacit, expert 

R: Capacity for problem 

solving 

K: Experience, tacit 

knowledge, organisational 

‘team’ culture 

R: Labour intensive  

K: Specialised, expert 

 

This pathway aims to solve individual customer problems that can have a high (Bohmer, 2009) and 

unpredictable variation in input (Lillrank, 2003) and which are highly dependent on the customer and 

problem to be solved (Stabell and Fjeldstad, 1998). This pathway accepts all, or most, kinds of input 

and does not reject input for which there is yet no solution (Lillrank, 2003). Instead it takes advantage 

of the variation to learn (Bohmer, 2009) and develop new activities (Lillrank, 2003, Stabell and 

Fjeldstad, 1998). Lack of a clear problem description, or symptomatology, or directly applicable 

solutions open up for exploratory problem solving or trial-and-error which can be used in an iterative 

(Lillrank, 2003, Bohmer, 2009) and/or cyclic manner (Stabell and Fjeldstad, 1998) until the problem is 

found or resolved. The output is a customised care pathway. The nature of the work related to 

customisation implies a high coordination need to manage the interdependencies between activities 

which can be resolved by coordination roles, lateral integration mechanisms, and full-time cross-

functional teams, for example (Stabell and Fjeldstad, 1998). It is a labour intensive work model (Stabell 

and Fjeldstad, 1998) with a high demand for skill, experience, tacit knowledge, and intuition among the 

personnel (Lillrank and Liukko, 2004). In this pathway, cross-case learning is important to gain 

knowledge for future problem assessments and pathway development (Stabell and Fjeldstad, 1998, 

Lillrank and Liukko, 2004). The next section presents the practice personalisation. 

3.5 Personalisation 
One big difference between the delivery of services and products is the active role of staff in service 

delivery (Gwinner et al., 2005). Especially in healthcare, close interactions between service providers 

and patients are important to both customise and personalise a service (ibid). The practice 

personalisation originates from service marketing and management to meet customer desires to co-

design, co-produce and modify services to fit individual customer needs (De Blok et al., 2013). Rose 

(2013) describes personalisation as a new paradigm not only in healthcare but also in society as a whole 
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where “the individual’s uniqueness is recognised and respected” (p. 351). However, critics of this view 

of personalisation claim that this is not new in healthcare, and that care has always been personalised 

(Rose, 2013). In this thesis, personalisation is seen as a rather weak aspect of care delivery in which 

inclusion of the patient’s preferences and non-medical needs is not something that occurs naturally. 

Unlike customisation, which specifies what service (content) should be delivered, personalisation 

specifies how a provider should act in interactions with patients (De Blok et al., 2013). Voss and Hsuan 

(2009) define personalisation as the activity when a provider, after consulting a customer (patient), adapt 

the way the service activity is delivered based on the patient’s expressed or implied needs. 

Personalisation of services is achieved by the adaptiveness of front-line staff regarding two areas: 

interpersonal communication and service offerings (Gwinner et al., 2005). It can be conducted during 

the planning of the service (Piller, 2007, De Blok et al., 2013) or during service delivery (Voss and 

Hsuan, 2009), but its content is dynamic and may change over time. 

Application of personalisation is often suggested as a complement to customisation to achieve more 

patient-oriented care (De Blok et al., 2013) and to increase patient satisfaction (Gwinner et al., 2005, 

Meijboom et al., 2018). However, applying one does not automatically imply the application of the other 

(Mittal and Lassar, 1996). A provider can be accommodating and tend to a customer’s needs, for 

example by small talk during an examination to calm a scared patient, without doing anything to change 

the provided service nor changing the way the examination is delivered, and vice versa (ibid). The 

characteristics of services, such as often being simultaneously produced and consumed and a high level 

of interpersonal contact (e.g. Lovelock and Gummesson, 2004), advocate simultaneous application of 

customisation and personalisation as there is a possibility to adapt both the service itself and the personal 

interactions between provider and patient (De Blok et al., 2013). 
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4. Methodology 

This chapter presents the methodology used in this thesis. It starts with the research design. Next follows, 

research methods, data analysis, and methodological considerations. The aim of the chapter is to 

explain and motivate the methodological choices made. 

4.1  Research design 
This thesis is a compilation based on three papers; where the thesis offers its own contribution. All 

papers are based on the same empirical context, CCPs implemented in Sweden during 2015 to 2020. 

However, as seen in Table III, their topics differ and spans from the application of care pathways in a 

coordination centre, through CCP coordinators, to the effect of CCPs on waiting times. An overview of 

the appended papers can be found in Chapter 5. In the analysis of this thesis, the data collected for the 

papers are related to the theoretical framework specifically formulated for the thesis. 

Table III: Appended papers and their contribution to the thesis 

Paper no.  1 2 3 

Title The management of cancer 

care pathways in a 

coordination centre 

Care coordinators as a means to 

improve continuity and quality 

of patient care 

The effects of cancer care 

pathways on waiting times 

Topic in 

CCPs 

Standardised and 

customised care pathways  

Coordination and coordinators Waiting times and 

crowding-out effects  

Approach Qualitative Quantitative 

Qualitative 

Qualitative 

Method(s) Case study: interviews, 

document study (1), 

observation studies 

Survey (response rate 72%) Document study (2) 

Contribution  Different forms of care 

pathways 

 Role of coordination in 

care pathways 

 Role of multidisciplinary 

work 

 Coordinator roles  

 Role of coordination in care 

pathways 

 Effects of CCPs such 

as accessibility, 

timeliness, and 

equitability 

 

The research design in this thesis has been influenced by the fact that this thesis is a compilation of 

papers developed from three independent research projects. The papers were written in the order 3, 2, 1 

as listed in Table III and were all written before the main thesis work started. No literature reviews were 

conducted for the papers, so the author considered it necessary to develop a new and more extensive 

frame of reference for the thesis. The empirical data were collected by the author of this thesis together 

with co-researchers in the individual research projects, during 2016-2017, see next section. Because all 

the research projects linked to the papers had finished when the main thesis work started, the author did 

not have the opportunity to collect additional data.  

Instead, the author went back to the raw data to explore what brought these topics together and 

understand if and, in that case, how they complement each other. This explorative approach is useful to 

gain a better understanding of an existing problem that is not clearly defined, by allowing new insights 

to steer the direction of the research (Eisenhardt, 1989). The aim has been to try to see past the context 

in which the projects have been conducted and to apply a holistic perspective on how the topics from 

the papers influence care delivery. The two main constructs, care pathways and patients with complex 

care needs were derived from CCPs (an improvement programme to implement care pathways), and 

cancer patients (who are associated with complex care needs). 
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After the author decided to focus on care pathways and patients with complex care needs an abductive 

approach was applied, using a mix of qualitative and quantitative research methods. Abduction is a 

research approach where the author takes the starting point in empirical observations and goes back and 

forth between the empirical and theoretical worlds to develop an understanding of a phenomenon 

(Kovács and Spens, 2005). Abductive reasoning is often used to find plausible reasons for a phenomenon 

when data are fragmented or lack completeness; however, it is often not enough to completely verify 

them (Merriam, 1998). The raw data from the projects were more extensive than that presented in the 

papers, so these additional data were used as a complement to the findings in the papers. The findings 

and analyses presented in the papers constituted the basis for formulating the research questions and 

making the first draft of the theoretical framework. By returning to the empirical data, new surprising 

‘facts’ have emerged for which explanations have been searched for in the literature and then anchored 

in the theoretical framework. The framework has then evolved over several iterations between the 

empirical data and the literature (Dubois and Gadde, 2002). New analyses were conducted on the raw 

data as the theoretical framework evolved. This iterative process generated the practices studied in this 

thesis. 

4.2  Research methods 
To achieve the purpose of this thesis, four main research methods were used: literature review, case 

study, survey, and document study. The survey mainly provide data for research question one and the 

document study for research question two. The literature review and case study support both research 

questions see Table IV.  

Table IV: The research methodology related to the research questions. 

Research questions 

Literature 

review 

Case 

study 

Survey Document 

study 

RQ1: How can care pathways be managed using the 

practices coordination, standardisation, 

customisation, and personalisation for patients with 

complex care needs? 

X X X  

RQ2: How can these practices influence quality of 

care? 

X X (X) X 

 

Data collection started in 2016 with a case study for the Master’s thesis conducted by the author of this 

thesis (Smeds, 2016). Three main data collection methods, observational studies, document study, and 

interviews, were used to acquire an understanding of implementing CCPs in a Swedish region. The 

second part of the data collection was a document study on the effects of CCPs on waiting times. In the 

third part, a survey was conducted on coordinators in CCPs. The main thesis work was conducted in 

2018-2019. Other research projects, not included in the thesis, were conducted during 2017. Figure 2 

presents a timeline for data collection and analysis in this thesis. In the following sections, the research 

methods are briefly presented. A complete description of the research methods can be found in the 

appended papers. 
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Figure 2: Timeline for data collection and thesis work. 

4.2.1 Case study 
The case study was conducted in one Swedish region at the start of implementing the CCP. The reason 
for selecting the studied region was twofold: convenience (Yin, 2009) as it was located close to the 
researchers and it received regional funding. However, it emerged that the case also included a unique 
solution (ibid), a new organisational unit responsible for needs assessment and coordination. As not 
much was known about CCPs, a case study was designed to gain a first understanding of the content 
and practical operationalisation of CCPs. Case studies are generally used to describe and understand real 
life settings where the phenomenon cannot be separated from the context and to explain causal links in 
the data (Yin, 2009). This was the first study conducted on CCPs and it provided a great opportunity to 
explore CCPs and search for interesting phenomena to study further. 

Three qualitative data collection methods were used: document studies, interviews, and observation 
studies. The multiple data sources were used for triangulation to increase the reliability and validity of 
the study (Merriam, 1998, Patton, 2002). Triangulation was conducted by comparing answers from the 
interviews with findings from the document analysis and observations.  

Three interesting themes arose from the case study. The first was the care pathways applied by the 
organisational unit, also called the coordination centre, which is the theme for the first paper. The second 
was the various coordination needs in the healthcare system, which is the theme for the second paper. 
Finally, the topic on waiting times, and in particular questions regarding longer waiting times for other 
patient groups, which is a national concern, and which is presented in the third paper.  

Document study (1) 
The document study was based on internal strategic documents on CCPs written by the CCP-project 
leaders in the region and the regional cancer centre during 2015-16 (the document study was extended 
to 2018 during the data analysis for the thesis). The documents focused on implementation of CCPs, 
development of a new organisational unit, and other related improvement projects in cancer care. The 
purpose of this document study was to develop an understanding of how the region had started and was 
continuously planning to operationalise the CCPs. Notes were compiled from the study to use as a basis 
for interview questions.  

Observation studies 
Non-participative observations were conducted at which the authors were merely observers (Patton, 
2002) both in meetings and by shadowing project leaders and coordinators. The first observation was 
with the coordinators to gain insight into their work contacting patients, for example for needs 
assessment and appointment scheduling. The author also followed the project leaders to meetings with 
their project group and multidisciplinary collaboration meetings. During the observation, field notes 
were collected to be used as a basis for interview questions. Three multidisciplinary conferences were 
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also observed. The purpose was primarily to acquire a picture of the complexity of diagnostics and 

treatment of cancer patients. In addition, it provided an opportunity to gain insight into how the 

multidisciplinary conferences are conducted, for example the interaction between different roles, 

decision making, and discussion climate. Participation at various meetings was used both to understand 

more about multidisciplinary work and to find new issues and subjects to study further.  

Interviews 

Interviews were held with the two project leaders, three physicians, five nurses, two coordinators, two 

care unit managers, and two general practitioners. The project leaders were interviewed twice, once after 

conducting the other interviews and once again a few weeks later as follow-up. Participants were 

selected by convenience and using purposeful selection (Miles and Huberman, 1994) with the desire to 

include participants from different parts and levels of the healthcare system. The first step in identifying 

respondents was to map a few patient processes in order to find providers working with CCPs. Interview 

requests went out to all of these providers. Because only a few replied, convenience had to be applied 

when selecting respondents. Convenience was based on who worked in a particular care unit during that 

time (it was the summer holidays), and who replied to the interview request. The second step was to ask 

the CCP project leaders for suggestions of who to include.  

The interview questions were based on knowledge gained in the document study, observation studies 

and a theoretical framework on implementation science. The interviews were based on a predetermined 

list of open-ended questions (Kvale, 1996), lasted between 45 minutes to two hours, were recorded, and 

afterwards transcribed by the author. The interviews provided knowledge on how CCPs had influenced 

the day-to-day work, and the providers’ perception of the implementation and outcomes for patients.  

4.2.2 Document study (2) 

The document study was a direct result of the previously described case study. During the case study, a 

research gap on crowding-out effects became evident. It was perceived as a problem in the region 

studied, so the question arose as to whether this was a broader phenomenon that was also experienced 

in other regions and, if so, how was it discussed in other regions. This information could be found in a 

series of mandatory implementation reports, available online on the Regional Cancer Centre in 

Cooperation (RCCC) website, written by the regions on request from the National Board of Health and 

Welfare to follow up the regional implementations. Since the reports contained information about the 

topic of interest in all regions, a document study was chosen to gain more information. A document 

study can be used to systematically analyse internal or external documents (Bowen, 2009). Other types 

of research methods such as interviews or a survey could have been used to gather the same information. 

However, due to the nature of the documents, which had been reviewed by the National Board of Health 

and Welfare and written over a few years by the project leaders, and the convenience of availability, this 

methodology was seen as a good choice. A total of 105 documents, in the form of CCP implementation 

reports from all 21 regions published twice a year between the years 2015-2017, were reviewed.  

4.2.3 Survey 

Coordinators were introduced nationally together with the CCPs. The author’s interest in coordinators 

arose during the case study, and the author was given the opportunity, together with the main supervisor, 

to conduct a nationwide survey on behalf of the National Board of Health and Welfare. The knowledge 

on coordinators from the case study was used to form the hypothesis that there would be a national 

difference in the coordinator’s role. A survey methodology was selected to gain a deeper understanding 

of the coordinator’s role and work in relation to CCPs and to cover this large target population scattered 

across the country. The respondents were all coordinators actively working in secondary care in 2017. 

CCP project leaders were consulted to assist in finding respondents in each region. This ensured that as 

many relevant respondents as possible were targeted and that they were actively working with CCPs. 
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The questions were based on previous research on coordinators both nationally (NBHW, 2015a, 

NBHW, 2016) and internationally (e.g. Axelsen et al., 2014, Bayard et al., 1997, Cancer Institute NSW, 

2011, Freijser et al., 2015, Lie et al., 2018a, Lie et al., 2018b). A pilot test was performed with 

coordinators and providers with similar roles to test the participants’ understanding and interpretation 

of the questions, and to ensure that the content was relevant to the respondents.  

Data were collected through a web-based survey which is a fast, easily accessible and inexpensive 

way of reaching a large number of respondents (Jansen and Corley, 2007). In total, 496 care coordinators 

were asked to participate in the survey, and the result was a response rate of 72%.   

4.2.4 Literature review and formation of theoretical framework 

A literature review (Bryman, 2004) was conducted as part of the thesis to gain more knowledge on 

topics related to care pathways. It was particularly important in building the theoretical framework and 

the framework for quality of care. Articles, reports and books were studied based on key word searches 

in Scopus, Web of Science, and Google Scholar. Scopus and Web of Science were used for more 

systematic searches because they cover both medical and management research areas, while Google 

Scholar was used for additional sporadic searches. Peer-reviewed sources were mostly used; however, 

other sources such as grey literature and reports were read to extend the knowledge base. In addition, 

snowball sampling was used in the articles which seemed particularly relevant in order to find additional 

articles of interest. The literature review and theoretical framework evolved through several iterations 

going back and forth between the empirical data and literature. 

The first draft of the literature review was based on the main constructs care pathways and patients 

with complex needs and the frameworks from the included papers in this thesis. Theory on standardised 

and customised care pathways had been briefly presented in Paper 1, and were thoroughly studied in the 

literature review. Three pathway frameworks were selected, and their characteristics were compiled into 

Table I and Table II. The frameworks represent different perspectives relevant for managing healthcare: 

medical (provider) (Bohmer, 2009), quality management thinking (Lillrank, 2003), and value theory 

(Stabell and Fjeldstad, 1998). The practice personalisation arose from literature on customisation and, 

due to the importance of communication for patients with complex care needs, this topic was also added 

to the theoretical framework. What was striking when studying the standardised and customised 

pathways, was the lack of coordination and patient focus. Even though all frameworks describe chains 

of activities, which usually involve a number of providers and handovers between providers, only one 

of the three frameworks, Stabell and Fjeldstad (1998), mentions the need for coordination to handle 

interdependencies between activities. This is a bit surprising since it is the only framework not 

particularly aimed at improving care for patients but rather for how firms can improve their value 

proposition to its customers. It is noteworthy that in a time when patient centeredness and coordination 

is widely discussed internationally, it is not included as a central part of care pathways. The empirical 

material also highlighted the importance of coordination in care pathways. The theoretical framework 

was therefore extended to include coordination.  

The literature review also studied literature on quality of care which was used to develop the 

framework for evaluating the influence of the practices on quality of care in care pathways (see Figure 

1). The structure-process-outcome model (Donabedian, 1966) was chosen as the basis for the framework 

as it matched the author’s view that care pathways and coordinators were implemented at a structure 

level and practices were used at process level. A number of frameworks on quality of care dimensions 

were then studied. The dimensions chosen for study were those considered important for patients with 

complex care needs, and which matched the aim for CCPs. The developed framework is highly 

influenced by a paper on quality of care (Campbell et al., 2000) which also used the structure-process-

outcome model to assess quality of care for both individual patients and society. Alike the study by 
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Campbell et al. (2000), the quality dimensions accessible and equitable along with timely care and 

patient-centredness was used to evaluating the practices influence on quality of care.  

4.3 Data analysis 
Data analysis was conducted in two parts. The first part was the data analyses conducted for the 

individual papers. Data analysis in the case study was based on a theoretical framework on care 

pathways. The analysis focused on mapping and illustrating the work process in, and the perceived 

effects of, the coordination centre. The interviews with personnel working in the coordination centre, 

coordinators and project leaders, and the document study were the basis for outlining the work process. 

The effects were derived from a pattern analysis based on all interviews.  

The analysis in the document study was a combination of a systematic word search and theme 

categorisation (Bryman, 2001). Words and themes was derived from previous reports that discussed 

these topics (NBHW, 2015a, NBHW, 2016), such as crowding-out, inclusion, waiting time, lead time, 

accessibility and equitability. All reports were then searched using the key words, and citations referring 

to a theme were compiled in an Excel sheet. The compilation showed which regions mentioned a certain 

theme and counted how many times a topic was mentioned. 

Data analysis in the survey was conducted both quantitatively and qualitatively. Quantitative 

analyses were performed in SPSS using descriptive statistics to calculate means and percentages, and 

hypothesis testing was performed using ANOVA and chi-two tests. Qualitative analysis was conducted 

on comments and free text answers. It was based on qualitative content analysis (Patton, 2002) where 

the responses were categorised and summarised based on topic. The comments were then summarised 

and counted in each category. A detailed description of the data analysis for the papers can be found in 

the respective papers. 

The second part of the data analysis conducted for the thesis was based on clustering and finding 

patterns in the raw data from the interviews and qualitative responses from the survey (Miles and 

Huberman, 1994). The analysis was conducted stepwise, first for research questions 1 and then 2. As 

previously described, the theoretical framework emerged through several iterations and subsequent 

analysis. The empirical material, such as interview transcriptions and qualitative answers from the 

survey, was read through several times and coded based on the emerging themes such as standardised 

and customised care pathway, coordination, continuity, and so forth. Illustrative citations from the 

various topics were selected and compiled into an Excel sheet. The data were then clustered based on 

topic and analysed according to the theoretical framework. Along with the emerging theoretical 

framework, some of the codes and themes also changed. This was the case when personalisation was 

separated from customisation, and continuity was highlighted in coordination.  

4.4 Methodological considerations 
To ensure that the collected data is useful, the methodology must provide reliable and valid results. 

Reliability relates to the trustworthiness of the data and that the same results would be achieved if the 

study was repeated (Miles and Huberman, 1994). Ensuring reliability can be problematic in qualitative 

research due to the fact that both the surrounding society and people are constantly changing (Merriam, 

1994). A limitation is the selection of the interview respondents based on convenience (Miles and 

Huberman, 1994). It is therefore difficult to know definitely that the result actually reflects reality and 

that the result would be the same if other respondents had been chosen. A reactive strategy has therefore 

been to have several respondents within the same profession, but from various specialisations, in order 

to ensure that their perception is similar.  

Three types of validity can be used to ensure valid results: construct, internal, and external. The first, 

construct validity, refers to the extent to which the data cover all relevant aspects of a theme, and this 

can be achieved by using multiple data collection methods and creating a chain of evidence (Miles and 
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Huberman, 1994). The document study has a few limitations in this regard. Firstly, the documents may 

be incomplete. Because they have been reviewed by the National Board of Health and Welfare, there is 

a possibility that the regions may have omitted some information from the reports to avoid criticism 

from the National Board of Health and Welfare. In particular, questions about accessibility and 

timeliness, which are important goals for the CCPs, can be a sensitive topic. Secondly, the regions have 

chosen to answer the questions in different ways. In some cases, the project leaders have written the 

whole report alone while, in others, providers from different parts of CCPs have been involved in the 

writing. Some reports contain a more general discussion on these topics while others discuss at the 

individual CCP level. In addition, the questions have been interpreted differently making it slightly 

difficult to compare some of the answers. This was the reason the counting analysis method was used, 

because it did not make comparisons between regions but only determined whether a topic was 

mentioned or not. Despite these limitations, the document study was a good first step to map the effects 

of timeliness and equitability. Moreover, the document study was supplemented with discussions with 

the National Board of Health and Welfare and regional CCP project leaders to validate the results. 

Internal validity refers to the extent to which the methods really can capture the themes to be studied 

(Miles and Huberman, 1994). In the case study, observations and the document study were used for 

triangulation. In addition, the interview questions and data analysis were discussed with a researcher 

studying implementation science to ensure validity in terms of capturing the right information (Patton, 

2002). Discussing data collection and analysis with others has also been important throughout the data 

collection in this thesis. Involved actors, such as CCP project leaders (case study, quantitative survey 

and document study), National Board of Health and Welfare (survey) and other researchers (case study 

and document study) have been asked to comment on research design, interview guides and preliminary 

analysis. Based on these discussions, changes were made to simplify some of the questions for the 

interviews. The use of a structured interview guide facilitated data-quality checks of whether the 

respondents’ answers agreed with the general perceptions of the other respondents.  

External validity refers to the extent to which findings can be generalized and transferred to other 

contexts. This thesis is based on one empirical context, CCPs. The case study is based on data from one 

region, and the quantitative survey and document study on nationwide data. The data can thereby both 

provide a broad understanding of the phenomenon and, in one case, the possibility to examine in-depth. 

This provides a more holistic understanding than if only one in-depth case was used. Nonetheless, the 

inclusion of more cases could have strengthened the validity, given a deeper understanding of the 

phenomenon, and increased the generalisability for the empirical object under study (Yin, 2009). This 

thesis proposes that findings from CCPs on cancer patients can be generalised to patients with complex 

care needs. This hypothesis is strengthened by the literature which highlights similar needs for these 

patient groups. Notwithstanding, including more cases of patients with complex care needs could have 

strengthened the generalisability of the results.   
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5. Overview of appended papers  

This chapter provides an overview and summaries of the appended papers in this thesis. Three papers 

are appended, each with its own contribution. The methodology of the individual papers can be found 

in the articles and in the Chapter on Methodology in this thesis. The focus in this chapter is to present 

the results of the papers which is part of the analysis presented in the next chapter. 

5.1 Paper I: The management of cancer care pathways in a coordination centre 
Providing diagnostics for patients with complex care needs, such as cancer patients, is a great challenge 

for the healthcare system due to patients’ differentiated service requirements generated by their needs, 

prerequisites, and requests. There are several theoretical frameworks on standardised and customised 

process models which are suggested as one way to manage processes with variable input (e.g. Bohmer, 

2009, Lillrank, 2003). The aim of the paper is to study how standardised and customised pathways can 

be used in healthcare to manage care for cancer patients. The paper is based on a case study in a 

coordination centre in Sweden. 

The coordination centre, The Unit for Coordinated Cancer Diagnostics, acts as a gatekeeper for 

referrals between primary and secondary care. As gatekeepers, their role is to ensure the quality of 

incoming referrals and that the patient’s symptoms match the alarm symptoms in a CCP-guideline. This 

increases accessibility to cancer care because general practitioners only have to refer the patient to one 

referral recipient. The next two steps are needs assessment and triage, and pathway selection. Horizontal 

coordinators conducted needs assessment and triage to assess urgency as well as physical, psychosocial, 

supportive, and practical needs, in order to plan the continuous care pathway. Pathway selection was 

thereafter performed to decide whether a patient required a standardised or a customised pathway. 

By assessing not only the symptoms but also the needs, sick patients receive holistic care. This way, 

resources can be allocated to patients with the highest support and medical needs. Usually, patients with 

clear symptoms and a low need for support are assigned to a standardised pathway, while those with 

ambiguous symptoms and comorbidity are assigned to a customised pathway. Working with care 

pathways is considered to have improved the initial part of the diagnostics process relating to 

information collection and acquisition of a holistic view of the patient group. The findings also showed 

that care delivery in the standardised pathway was similar to ‘traditional’ care delivery but in addition 

followed CCP guidelines, whereas a more multidisciplinary approach was applied in the customised 

pathway. 

This paper contributes to the thesis with knowledge on how different types of care pathways, such 

as standardised and customised pathways, can be used to care for cancer patients. It also highlighted the 

importance of holistic needs assessment due to the differentiated service requirements of the patient 

group. Finally, it points to the need for horizontal coordination to provide equitable assessments and 

centre providers around the patients. 

5.2 Paper II: Care coordinators as a means to improve continuity and quality of 

patient care 
Patient centredness, coordination, and continuity are considered to be important elements of healthcare. 

However, previous research shows that working with these elements has proven to pose a great challenge 

to parts of the healthcare system. In Sweden, a new role, care coordinator, was developed and 

implemented nationwide along with the introduction of CCPs. The systematic introduction of 

coordinators in cancer care is one of the first of its kind (in Sweden) and provides a good opportunity to 

gain more knowledge on the coordinator’s role in healthcare. The aim of this paper was to explore the 

coordinators’ roles, challenges, and contributions to healthcare.  
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The results show that there is no ‘one size fits all’ solution to appointing coordinators. The nationally 

stated purpose of the coordinators was to follow up waiting times and to ensure coordination and 

continuity. However the role was appointed and developed individually by each region, leading to a 

wide variety of coordinators with different roles and characteristics. Three roles were identified: 

horizontal, unit, and patient coordinators. The unit coordinator has an administrative nature and an 

internal coordination focus such as booking appointments and registering and reporting lead times. The 

main focus of the patient coordinator is to act as a contact person, to coordinate the pathway with the 

patient and to continuously assess and advocate their needs. The horizontal coordinator works at the 

system level to assess patients’ needs before following a CCP, and has an overall responsibility to 

coordinate and monitor the work with the CCPs. One main challenge comes from the multifaceted nature 

of the role resulting in coordinators performing tasks they are not trained to do. The patient coordinators 

express that they think more time should be spent with patients and less on administrative tasks whereas 

unit coordinators express difficulties in performing patient-related tasks due to a lack of knowledge of 

medical or psychosocial care. Another challenge concerns prioritising patients. Many coordinators have 

to make daily prioritisations to ensure that patients with the highest care need gets first priority, which 

is not always easy in a constrained system. The coordinators perceive their work as important for making 

the diagnostic process more effective and shortening waiting times. In addition, the role contributes to 

coordination and continuity in the care process, for example by improving cooperation between 

healthcare providers. 

This paper contributes with knowledge about three coordinator roles working with CCPs. The result 

also shows that coordinators fulfil different needs in the healthcare system and that they are important 

for maintaining coordination and continuity at different levels in the healthcare system. 

5.3 Paper III: The effects of cancer care pathways on waiting times 
Crowding-out effects have been a hot topic in the Swedish healthcare system for a long time. The debate 

blossomed along with the implementation of CCPs when prioritisation of the cancer patients was argued 

to lead to longer waiting times for other patient groups (e.g. Wilkens et al., 2016). Even though the 

understanding of crowding-out and its actual effects are not clearly established, ‘everyone’ seems to 

have an opinion on its meaning and presence in the healthcare system. The aim of this paper was to 

elucidate and define crowding-out effects associated with CCP implementation. 

Crowding-out effects have been defined by the National Board of Health and Welfare as occurring 

when a patient with a higher priority has to wait in favour of a patient with a lower priority (NBHW, 

2016). Three effects were identified under the umbrella term crowding-out: inclusion, push-out and 

exclusion effects. The inclusion effect occurs when patients, who would previously have had problems 

accessing cancer diagnostics due to ambiguous symptoms, are now included because of the 

predetermined inclusion criteria. The push-out effect is the negative effect when patients in urgent need 

of care have to wait in favour of patients with a lesser need. Finally, the exclusion effect occurs when 

patients who match the description for a CCP are denied access to follow the fast track but instead follow 

a traditional care pathway. The result has thereby revealed that crowding-out includes not only negative 

but also positive effects. The perceived main contributing factors to increased waiting times were 

increased numbers of cancer patients going through cancer diagnostics, lack of capacity, and giving 

CCP patients priority for appointments. 

This paper contributes with knowledge on regional CCP project leaders’ perception of timeliness and 

equitability of care in CCPs. In addition, this paper elucidates the three effects inclusion, exclusion and 

push-out. These effects provide important insight into what crowding out really means, and it is 

important to consider these when discussing the outcomes of CCP implementation. The paper also 

makes a first attempt to delineate potential reasons for the occurrence of these effects. 

  



 

 

29 

 

6. Analysis and discussion 

This chapter elaborates on the theoretical framework and the empirical findings to answer the research 

questions and fulfil the purpose. The first part elaborates on care pathways. Thereafter follows a 

discussion on the practices coordination, standardisation, customisation and personalisation, and their 

operationalisation through care pathways and coordinators. The chapter ends with a discussion about 

the influence of these practices on quality of care. In this chapter, the practices and other aspects related 

to care pathways are discussed in regard to CCPs which form the empirical context in this thesis.  

6.1 Understanding care pathways in the context of CCPs 
The first part of this chapter presents the analysis and discussion of the first research question: how can 

care pathways be managed using the practices coordination, standardisation, customisation and 

personalisation, and be applied for patients with complex care needs? To answer this question, there is 

firstly a need to elaborate on the use of care pathways. This section explains how care pathways can be 

understood in the context of CCPs. As previously described, CCPs is a national improvement 

programme aimed at reducing waiting times, regional differences and fragmentation in cancer care. 

Important elements included in CCPs are CCP-guidelines including alarm symptoms for individual 

cancer diagnoses, maximum waiting time limits, and coordinators. 

In the literature, care pathways are described as structured plans for organising and making decisions 

about patient care processes, developed in collaboration by providers from different specialties, to 

provide best practice care (Zander, 2002) for a well-defined group of patients during a well-defined time 

period (Vanhaecht et al., 2007). CCPs fit this description quite well since CCPs are developed by 

national multidisciplinary expert groups and focus on outlining care delivery for individual cancer 

diagnoses during the diagnostic process from first symptom until start of first treatment. An example 

from the case study of a CCP for a well-defined group of patients is those with suspected breast cancer. 

Clear alarm symptoms such as a lump in the breast or armpit or changed shape of the breast indicate a 

cancer disease and the disease can be confirmed by examinations of the affected area.  

Paper 1, however, shows that CCPs can also be used for patient groups which are not typically seen 

as well-defined, namely patients with serious unspecific symptoms (SUS) and cancer of unknown 

primary tumour (CUP). As the names imply, these are pathways for patients where cancer diagnosis is 

suspected but due to uncertainty in the origin of symptoms, these patients cannot be referred to a disease-

specific pathway because there is no association with a specific cancer diagnosis. The CCPs for SUS 

and CUP specify ambiguous or unclear symptoms that may indicate cancer such as extreme weight loss 

or lengthy headaches, or advanced cancer without known origin, and how to diagnose to confirm or 

dismiss a cancer disease. Patients entering one of these CCPs can thus have a variety of symptoms and 

can all be diagnosed within the same care pathway. This shows that it is possible to develop care 

pathways for more diversified groups as well as well-defined groups.  

6.1.1 Four aggregation levels of CCPs 

The four aggregation levels outlined by Vanhaecht et al. (2010) for care pathways correspond quite well 

with the way in which CCPs were introduced in the healthcare system. National expert groups with 

providers from different specialties and professions developed CCP-guidelines, model pathways, for 31 

cancer diagnoses. Implementing CCP-guidelines is however only one element of the holistic strategy 

aimed at improving cancer care. Other elements such as systematic measurements of lead times, 

following up waiting times, introduction of coordinators to enhance coordination in the CCPs and 

introduction of pre-schedule appointments are being simultaneously implemented. The holistic strategy 

is perceived to contribute to the development of a common language, to a national consensus on how to 

deliver cancer care, and to mutual learning between the regions (NBHW, 2017).  
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The model pathways were implemented at regional level where they were translated and adapted at 
hospital and/or unit level to conform to local settings, organisational structures, and approaches for 
delivering care, to form the operational pathway. Most regions could use the existing structures for 
managing the CCPs. The exceptions were CUP and SUS which were new. This resulted in the 
development of several local diagnostic centres (e.g. Regional Cancer Centre in South of Sweden, 2019) 
where multidisciplinary teams from various specialities work together to perform and interpret tests and 
examinations to identify underlying cancer diseases in patients following CUP and SUS (ibid). Previous 
studies advocate multidisciplinary teamwork to promote timely care and improved care outcomes when 
dealing with uncertainties in diagnostics (Gittell et al., 2000, Vanhaecht, 2007). Besides developing 
diagnostic centres and undertaking necessary adaptions in individual care units, realisation of the CCPs 
also resulted in changed responsibility for care delivery with care for some diseases being centralised to 
single hospitals or regions, and reorganisations were undertaken to decrease geographical distances 
between providers involved in the same pathway.  

The assigned pathway is the pathway that is planned together with patients in the early stages of the 
diagnostic process. A care pathway which adheres to the CCP guidelines in the model pathway can be 
described as standardised while a care pathway which needs to be adapted to the patient’s needs 

becomes customised. The goal with the pathways is for the providers to follow the sequence of the care 
activities stipulated in the model pathway as closely as possible during the operational care delivery 
process. The final care pathway can be followed up in the actual pathway. The actual pathway is, 
however, not actively used to follow-up care processes but can, if necessary, be backtracked in the 
patient journal. The four pathway levels are presented in Figure 3. The next section explains the need 
and operationalisation of the practice coordination in care pathways.  

Figure 3: Four levels of care pathways in CCPs. 

 

6.1.2 Care pathways and coordinators as coordination mechanisms 
Previous chapters have highlighted the importance of coordinating care between providers in the care 
pathways and between patients and providers (Malone and Crowston, 1994, McDonald et al., 2007). 
Standardisation is an important and well-used coordination mechanism (Mintzberg, 1980, Mintzberg 
and Glouberman, 2001, Galbraith, 1974); hence, a care pathway itself can be seen as a coordination 
mechanism. One of the care pathway’s roles is to make work tasks and responsibilities clear for 
providers. It is in the translation from model to operational pathways that care gaps and transitions 
between providers become apparent. A regional project leader describes the care pathway as an interface 
guideline that defines dedicated criteria to be fulfilled by each provider, when to hand over a patient, 
and to whom. One example from Paper 1 is the alarm symptoms included in the CCP guidelines. The 
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alarm symptoms can be seen as a coordination mechanism between primary and secondary care 

stipulating which patients should be referred to secondary care. This can be seen as a strategy to reduce 

the need for interaction between actors as described by Hoffer Gittell (2002). 

Even so, neither care pathways nor alarm symptoms enable coordination on their own, but require 

compliance by providers and, perhaps, additional coordination mechanisms to be successful. Paper 1 

described the use of a standardised referral template necessitating the general practitioner to fill in any 

alarm symptoms that had been identified. This kind of coordination mechanism can be used to further 

enhance compliance with the alarm symptoms.  

In CCPs, coordinators are seen as a vital coordination mechanism both within and between care 

pathways, and with the patient (NBHW, 2017). The next section analyses coordinators’ roles in 

managing care for patients with complex care needs. 

Three coordinator roles: patient, unit and horizontal coordinator 

The recently developed national work statement for coordinators states that a coordinator is an 

administrative support function that should assist the healthcare system in ensuring that the maximum 

waiting times are met (RCC, 2017). Paper 2 describes three different coordinator roles in CCPs: patient 

coordinator, unit or pathway coordinators (hereinafter unit coordinator), and horizontal coordinator 

see Table V. Similar coordinator roles have been distinguished by other scholars (e.g. Freijser et al., 

2015). Coordinators are typically appointed to specifically work with coordination by facilitating 

communication between two interdependent actors such as units, departments or teams  (Galbraith, 

1974). 

Table V: Characteristics of the three coordinator roles 

Characteristics Horizontal coordinator 

Unit or pathway 

coordinator Patient coordinator 

Coordination 

focus 

Holistic and patient Provider and patient Patient 

Level of 

appointment  

Hospital/region 

(centralised) 

Care unit/pathway (s) 

(decentralised) 

Care unit/pathway (s) 

(decentralised) 

Type of 

continuity  

Management  

(Informational) 

Informational Relational  

(Informational) 

Role towards 

patient 

 Initial needs assessment 

 Initial urgency 

assessment  

 Assign standardised or 

customised pathway 

 Initial information 

sharing and 

communication 

 Key contact person for 

administrative needs 

 Follow up on waiting 

times and compliance to 

standardised or 

customised pathway 

 Provide contact 

information to new care 

providers 

 Key contact person for 

emotional support and 

medical needs 

 Continuous needs 

assessment   

 Continuous adaptation and 

customisation of care 

pathway 

 Continuous information 

sharing and communication 

Role towards 

providers 

 Interfunctional and 

interpersonal transferral 

of patient information 

 Uphold effective 

communication and 

cooperation in CCPs  

 Interfunctional and 

interpersonal transferral 

of patient information 

 Patients advocate at 

multidisciplinary 

conference 

 Uphold effective 

communication and 

cooperation in care pathway 

 Interfunctional and 

interpersonal transferral of 

patient information 
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Lack of clear guidance in organising the roles in the early stages of implementing CCPs required 

each region to design the roles as it suited them. In line with previous research on the importance of 

providing patients with a contact person (e.g. Nazareth et al., 2008, Walsh et al., 2011, Shaw et al., 

2018), all three roles share the remit of being a contact person for both patients and providers at some 

point in the care pathway, but fulfil different kinds of coordination purposes. Horizontal coordinators 

coordinate primarily at hospital or regional level (macro level), unit coordinators at unit or CCP level 

(meso level), and patient coordinators at patient level (micro level). 

Usually, in cases of care provision for patients with complex needs, no one person has the overall 

responsibility for managing all the patient’s needs. It is typical in a professional organisation for each 

unit to only take responsibility for their part of the process, with no one taking holistic responsibility 

(Mintzberg, 1980). Paper 1 reveals that this is where the role of the horizontal coordinator comes in. 

Examples of working with horizontal coordinators in CCPs can be found in two regions (RJH, 2018, 

RÖ, 2016).  

The horizontal coordinators role is twofold. The first role is to act as a process owner (Bergman and 

Klefsjö, 2010) for CCPs. The role can be likened with an integrator role which are disconnected from 

other actors and exercise expert power as a result of their exclusive access to information and knowledge 

that can be used to make decisions and coordinate between actors (Galbraith, 1974). Paper 1 showed 

that the horizontal coordinators centralised position offered a holistic view of the CCPs with enabled 

communication and cooperation between providers in the healthcare system. Examples described by a 

horizontal coordinator included visiting primary care centres to inform and discuss the use of alarm 

symptoms, and receiving permission from care units to book appointments directly in their booking 

systems. In cases where customisation of a care pathway is needed, the horizontal coordinator also has 

the opportunity to consult specialists during a multidisciplinary meeting to ensure that all needs are 

appropriately safeguarded. The position also provides a holistic view of the patient groups following 

CCPs; enables prognosis prediction for incoming patients; and the investigation of bottlenecks in the 

CCPs.  

The second role of the horizontal coordinator is to act as a gatekeeper for incoming referrals from 

primary care and to conduct a preliminary needs assessment. The horizontal coordinator matches the 

alarm symptoms with a CCP, assesses the urgency, and plans a more or less standardised or customised 

pathway accordingly in agreement with the patient. To establish informational continuity (Haggerty et 

al., 2003) the coordinator ensures that all information is transferred when referring to the diagnosis-

specific unit. A horizontal coordinator expresses “What I talk to the patient about and write about the 

patient [in the patient journal] should be a basis for the next conversation and contribute to increased 

quality. The next person must not need to ask the same thing”. Doing the assessments and overall 

planning early in the process enables patients to receive appropriate care from the beginning. In CCPs, 

the patient contact is limited and usually ends when a patient is assigned a care pathway and to the 

diagnosis-specific unit. 

The initial planning of the care pathway creates the basis for managerial continuity (Haggerty et al., 

2003) and facilitates continuous planning of the assigned care pathway. Managerial continuity is 

facilitated by the assigned care pathway which is set up by a coordinator early in the care process. In 

cases where a standardised care pathway is assigned, the course of care pathway should basically be 

known beforehand, especially if the plan is to closely follow the CCP guidelines and thereby facilitate 

consistent and coherent management of the care pathway. In contrast, in the customised care pathway, 

where the course of the care pathway is more uncertain, there is a need to discuss the pathway beforehand 

to ensure that all involved care providers have the same goal.  

 The unit coordinator complies the most with the work statement for coordinators by having an 

internal administrative focus. The role can be likened to a monitoring role (Mintzberg et al., 2003) that 

ensures that information on patients is in place and is transferred within or to other care units, that the 
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care pathway runs smoothly, follows the assigned standardised or customised pathway, and monitors 

and follows up waiting times. Informational continuity (Haggerty et al., 2003) is a vital part of the work 

which can be facilitated by ensuring that information is known, passed, on and incorporated throughout 

the care pathway. The unit coordinator’s role towards the patient is to act as a contact person for 

administrative enquiries such as booking appointments and to provide practical information to patients 

and relatives. Their relationship with the patient is similar to that of a receptionist with whom the patients 

sometimes communicate when visiting or calling the care unit. 

Recommendations that people with complex care needs have access to a designated key contact 

person are becoming more common (Freijser et al., 2015, Larsson and Bjuresäter, 2016). The patient 

coordinator is assigned as the key contact person when a patient is referred to a diagnosis-specific unit. 

It is a typical liaison role (Mintzberg et al., 2003) where focus is on continuous communication and 

information sharing with patients to assess their needs, especially in regard to emotional support and 

medical needs, and to add to or customise services in the care pathway accordingly. The patient 

coordinator is appointed to be the eyes and ears of the patient towards other providers, for example when 

the patient is not present at multidisciplinary meetings, to uphold effective communication and 

cooperation among providers in the care pathway and to enable transfer of patient information 

throughout the care pathway. A patient coordinator describes it as “[patients] who have not had contact 

before, and it turns out to be cancerous, they get to know about me and I try to meet them and talk about 

my role and give them a direct [phone] number. … [I] have contact with a dietician, curator, oncologist 

and others. Depending on what the patient has in the way of problems, I solve them”. Using patient 

coordinators to establish and uphold relational continuity is consistent with previous research on the 

importance of having a role to facilitate relational continuity and provide support for patients (e.g. 

Nazareth et al., 2008, Walsh et al., 2011). The role is perceived to play a vital part to support, coordinate 

and navigate the patient through the healthcare system and the care pathway, and to find ways to improve 

care delivery for individual patients (SALAR, 2012). 

All patients going through cancer diagnostics might benefit from being assigned a patient 

coordinator; however, providing one for all patients could be resource demanding. Coordinators 

advocate patient’s interests, help navigate through the healthcare system, and provide additional support 

(RÖ, 2015). Especially in a customised care pathway, the patient coordinators could focus on ensuring 

that resources are used where they are needed the most. 

6.1.3 Standardised and customised care pathways in CCPs 

Findings from Paper 1 indicate that the theoretical frameworks by Bohmer (2009), Lillrank (2003), and 

Stabell and Fjeldstad (1998) on standardised and customised care pathways (3.4.1) comply with how 

pathways can be used in CCPs. A horizontal coordinator stated during an interview that assessment for 

pathway selection is based on the two factors symptoms and needs to acquire a holistic view of the 

patient from the beginning. Symptoms are matched with the alarm symptoms and needs assessment is 

based on elements such as physical, psychosocial, supportive, and practical needs. The standardised and 

customised pathways are used to respond to external variation caused by heterogeneous patient needs 

(Harvey et al., 1997). A summary of the characteristics of standardised and customised pathways for 

patients with complex care needs can be seen in Table VI. 
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Table VI: Characteristics for care pathways to manage care for patients with complex care needs. 

Care pathways for patients 

with complex care needs Standardised pathway Customised pathway 

Input Clear symptoms agreeing 

with alarm symptoms for 

a certain disease 

Less complex care needs 

Ambiguous symptoms unknown underlying 

disease or disease agreeing with alarm symptoms 

for e.g. SUS or CUP 

More complex care needs 

Course of or activities in 

care pathway 

Predictable  Undefined or changing 

Resource and knowledge 

intensity 

Explicit knowledge and 

limited resources linked 

to specified needs or 

diagnosis    

Tacit and specialised knowledge and resource- 

intense organisation for problem solving or linked 

to multiple needs or diagnoses, e.g. 

multidisciplinary teams and diagnostic centres 

Management Standards or routines e.g. 

CCP-guidelines 

Standards or routines e.g. CCP-guidelines for CUP 

or SUS 

Problem solving, iterations 

Coordination and support 

need 

Lower need, mostly  

within care unit/pathway 

Higher need, for patient and within care team 

 

Paper 1 further shows that the standardised pathway is used when symptoms clearly match the alarm 

symptoms in a CCP, and there are few or no distinct needs that ought to be taken into consideration 

when planning the pathway. This agrees with the presented frameworks, specifying that a patient can be 

assigned a standardised pathway in cases when uncertainty is low (Bohmer, 2009) meaning symptoms 

and/or needs are well-defined, (Lillrank, 2003, Lillrank and Liukko, 2004) easy to identify (Bohmer, 

2009) and only a limited amount of adaption is needed to fulfil the needs (Stabell and Fjeldstad, 1998). 

A standardised care pathway often implies that the assigned pathway is more or less strictly planned 

according to the guidelines stated in the model pathway but with a few adaptions to take into account 

less complex needs.  

An example provided by a CCP project leader of a patient suitable for a standardised care pathway, 

was a patient with a clear symptom, such as a lump in a breast, indicating a certain cancer disease, breast 

cancer. In this case, the course of the care pathway is predictable and CCP guidelines can be followed 

according to the model pathway. If the patient is a wheelchair user, transportation services can be added 

to the standardised care pathway but does not require extensive customisation of the pathway. It is 

therefore not likely that a patient with complex care needs will move through a completely standardised 

care pathway (Bohmer, 2005). This supports previous research stating that the standardised pathway 

does not imply delivery of identical care pathways (Lillrank, 2003). The sequence of diagnostic activities 

is standardised, but the actual execution may vary and, accordingly, so will the care pathway of 

individual patients. Moreover, adaptions can be made to the standardised care pathway for additional 

needs arising from other well-understood medical problems that can be treated independently of the 

main disease (e.g. Bohmer, 2005).  

The analysis confirms previous studies which report that the scope of additional services is limited 

(Bohmer, 2009, Lillrank, 2003, Meijboom et al., 2018) to more or less homogenous diagnostics and 

treatment procedures, and a few additional non-medical services such as nutrition, transportation, or 

psychosocial support. Findings from Paper 1 indicate that CCPs have not significantly changed the way 

care is provided for patients in the standardised care pathway. This might be explained by the fact that 

many cancer diagnoses already have established care plans consistent with the content in the CCPs. The 

cancer diagnoses and care activities are thus not new to the organisations, and both competence and 

resources are already in place. CCPs are however perceived to have contributed to more patients 
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experiencing a more harmonised passage through the same CCP, which was not present before, making 

it possible for resources and competence to be tied to the care activities in the operational pathway.  

Contrary to the standardised pathway, the customised pathway in CCPs is used for a highly 

diversified group of patients including patients with ambiguous symptoms which do not directly indicate 

a specific cancer disease and/or which have more complex care needs which must be taken into 

consideration when planning the care pathway. This agrees with the presented frameworks, specifying 

that the customised pathway should be used in cases with high uncertainty (Bohmer, 2009) where 

symptoms or needs are ambiguous or multiple and their cause is non-predictable (Lillrank, 2003, 

Lillrank and Liukko, 2004, Bohmer, 2009) and where large parts of the care pathway need to be adapted 

to individual needs (Stabell and Fjeldstad, 1998). The empirical result shows that in CCPs, many of the 

patients with ambiguous symptoms are included in the CCPs SUS and CUP.  

Similar to the frameworks by Bohmer (2009), Lillrank (2003), and Stabell and Fjeldstad (1998) on 

standardised and customised care pathways, Paper 1 shows that cancer diagnostics for these patients is 

characterised by iterative work and problem solving in order to find the underlying disease (Bohmer, 

2009, Stabell and Fjeldstad, 1998, Lillrank, 2003, Lillrank and Liukko, 2004). Further, the data shows 

that diagnostics for these patients have been facilitated by the CCP guidelines for CUP and SUS. An 

important difference between diagnostics for SUS and CUP and other CCPs is that the guidelines for 

CUP and SUS are designed and ‘optimised’ to identify several cancer diagnoses using the same 

sequence of tests and examinations. This means that the course of action is predictable for all these 

cases, but the outcome and next step varies depending on the result of the tests. This approach thereby 

differs from the ‘traditional’ iterative approach to diagnostics, which is usually ad-hoc and dependent 

on who is performing the diagnostics (Harvey et al., 1997). 

The document study showed that focus in many diagnostic centres, described in Section 6.1.1, is on 

cancer diagnostics exclusively for CUP and SUS and not on patients who cannot follow a standardised 

pathway because of for example other serious diseases. Paper 1, however, provides an example of a 

region that developed a healthcare unit that focusses on SUS, CUP, and patients with more complex 

care needs. In this unit, all patients, with reasonable suspicion of cancer, are assessed based on their 

needs to determine whether they require a standardised or customised pathway. Those in the 

standardised pathway are referred ‘as usual’ to secondary care according to the CCP-guidelines, while 

those in the customised pathway (for example CUP or SUS) are diagnosed in-house by a 

multidisciplinary team (RÖ, 2015). Working with both standardised and customised care pathways 

allows for resources and multidisciplinary teams to be directed towards patients with the highest 

complexity needs thus increasing quality and reducing the cost of care (Bohmer, 2005, Whellan et al., 

2001). A popular saying about the challenge of navigating through today’s healthcare system is ‘to be 

sick you must be relatively healthy’. The aim of the customised care pathway is to prevent this from 

happening by ensuring that patients with more complex care needs are identified early and properly 

cared for. 

6.1.4 Personalisation in care pathways 

Continuous personal contact between providers and patients is an important part of care delivery for 

patients with complex care needs (Schoen et al., 2009, Meijboom et al., 2018). In spite of this, previous 

research shows that there is a gap between the patient’s personalisation needs and the personalisation 

provided by providers (Meijboom et al., 2018). Personalisation in this thesis is described as providers 

adaptation of communication and behaviour to match the patient’s needs (De Blok et al., 2013). 

Findings in Paper 1 highlighted that the amount of personalisation needed depends on the patient’s 

personal characteristics. Personalisation may therefore be more or less important in both the standardised 

and the customised pathway and, like customisation, depends on the individual patient. As already stated 

in this thesis, coordination and support is an important aspect of care for patients with complex care 
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needs. Some patients are very ill, or in need of multiple services during the process, and thus have a high 

need of support, while others are not as affected by their symptoms and have the resources to be in 

control of their own process, and thus have a lower need of support. The characteristics of patients 

following the two care pathways do suggest that patients with higher complexity care needs, such as 

patients with social needs or comorbidities, and who probably will follow the customised pathway, are 

more likely to need greater personalisation. This implies that more patients in the customised care 

pathway might have a greater need for personalisation.  

In both Papers 1 and 2, an important finding regarding personalisation is the coordinator’s role in 

personalising care delivery. The coordinator’s opportunity to work with personalisation depends on 

whether or not their focus was to work directly with patients. The survey showed that the unit 

coordinator has the least contact with patients and only speaks with them occasionally, mostly about 

administrative matters such as booking appointments. In the survey, many unit coordinators specifically 

said they do not work with patients and that they do not strive towards creating a personal relationship 

with patients. Unit coordinators thereby have little opportunity to exert personalisation in their day-to-

day work. A unit coordinator expressed "sometimes you get to talk to the patients and yes, they are, they 

are very upset sometimes, crying and such and so you have to take it a little easy with them if you say 

so”. Several unit coordinators further state that their limited patient contact and knowledge about 

psychosocial support make these situations slightly challenging.  

The horizontal coordinator, on the other hand, has limited contact with individual patients over time, 

because they only speak with patients on a few occasions at the most, but many horizontal coordinators 

speak with patients daily when assessing their needs. During the interviews, both horizontal coordinators 

stated that they adapted the way they talked to patients depending on how high the level of suspicion is; 

to emphasise or tone down the cancer suspicion; or to calm the patient’s feelings about the suspected 

cancer such as anxiety, impatience to start the diagnostic process, nervousness, and fears. The horizontal 

coordinator used this conversation to customise the preliminary assigned pathway for the patient. This 

is consistent with Donabedian (1988) and a study on customisation and personalisation in elderly care 

by De Blok et al. (2013) which both state that interpersonal relationships and personalisation could be 

an enabler for improved technical quality or customisation. Creating a personal relationship between the 

care providers and elderly enabled the elderly to talk about their wants and needs thereby revealing 

potential needs which necessitated rearranging or customising their received services (ibid).  

The patient coordinator is the one with the most patient contact. Previous research supports this 

finding that most contact and personalisation occur with nurses and secretaries, and that these staff are 

more focused on developing a personal relationship with the patient (Meijboom et al., 2018, Freijser et 

al., 2015). Patient coordinators have regular contact with patients to talk about their care pathway and 

they are thereby essential for personalisation. The patient coordinators state, both in the interviews and 

Paper 1, that personalisation is part of their job description, and that they would like to work more with 

personalisation but that there is not always enough time. 

All three coordinator roles stated that a majority of the patients appreciated the opportunity to ask 

questions, raise any concerns, and to have a personal contact in the healthcare system. This is in line 

with other studies which highlight that patients request personalisation in how they are approached, in 

forming relationships with their providers, and that they do not want to be reduced to their medical needs 

but to be acknowledged as a person with feelings and lives outside of their care (Meijboom et al., 2018). 

These findings support the previous research stating that personalisation can be applied both ex situ 

when the managing the care pathway for the patient (Piller, 2007, De Blok et al., 2013) and in situ when 

interacting with the patient (Gwinner et al., 2005). 
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6.2 Quality of care 
The second research question in this thesis is how can these practices (coordination, standardisation, 
customisation, and personalisation) influence quality of care? This question will be answered through 
discussing the framework presented in Figure 4 which shows the application of the empirical context in 
the Quality of Care Framework.  

In this thesis, the elements derived and assessed from the structure are coordinators and the CCPs. 
Coordinators, presented in Chapter 2, was implemented to support quality of care for cancer patients 
and this is way it is interesting to assess their potential contribution to quality of care. Further, CCPs is 
seen as an organising principle by being a new fundamental and holistic view of how to deliver cancer 
diagnostics. In healthcare, care pathways have been increasingly used as an approach to structure 
operational care delivery processes around individual patient groups (Vanhaecht et al., 2010). On the 
conceptual level, working with care pathways can therefore be compared to a light version of process 
orientation.  

The elements derived from the process is the practices coordination, standardisation, and 
customisation and personalisation. Standardisation and customisation is primarily discussed in terms of 
the standardised and customised care pathways and coordination in terms of coordinators. The 
outcomes, or quality dimensions, assessed are accessibility, timely, equitable, and patient-centred. The 
quality dimensions should not be seen as separate aspects, but they may overlap, and the same practice 
may influence several dimensions.  

 

 
Figure 4: Application of the empirical material to the Quality of Care Framework. 

6.2.1 Access to care 
As previously stated, access to care is described as availability of services, the ability of the structure 
and processes to meet the patient’s differentiated service needs and access to services, and the ability to 

admit patients and match structure and processes to their differentiated service needs (Campbell et al., 
2000). Access can be assessed on both the individual patient and the population level. 

Availability of services can be described as the ability of the structure and processes to provide a 
variation of services, providers, specialisations and so forth to meet the patient’s differentiated service 
needs. As previously pointed out, the service needs varies greatly between the standardised and 
customised care pathway. The CCP-guidelines specify the minimum requirement of differentiated 
services and providers that should be included in the standardised care pathway. This implies that all 
hospitals delivering cancer care need to fulfil these minimum requirements for each CCP. Instead of all 
hospitals providing all CCPs, both national and regional divisions have been made to focus resources 
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and increase availability of certain services. One example is the CCP for penile cancer, which has only 

a few patients per year and care provision is located at one hospital. Availability of services needed in 

the customised pathway is more difficult to specify because the needs vary greatly between patients. For 

instance, a horizontal coordinator expressed difficulties in regularly accessing dietitians and 

rehabilitation services, since they are not assigned to work with CCPs. Securing and allocating the 

resources to be included in the standardised pathway can thus largely be made because of the CCP 

guidelines. However, since the services needed in the customised pathway are more difficult to predict 

a solution could be to share more specific resources or specialisations between the CCPs to secure that 

they are available if needed. 

A challenge related to availability of services is the lack of capacity and staff described in Paper 3. 

A nationwide lack of capacity and staff, particularly of physicians and specialist nurses, in areas such as 

radiology, pathology and urology limits the availability of services. This lack seem to particularly affect 

multidisciplinary meetings because not all specialities attend due to lack of available specialists. This 

undermines the multidisciplinary debate and poses the risk of insufficient diagnostics (Rosell et al., 

2018).  

Access to services can be described as the ability to admit patients and match structure and processes 

to their differentiated service needs. At the population level, standardised alarm symptoms are used to 

decrease the uncertainty as to which patients should be referred to care (Larsen et al., 2013, Jensen, 

2015). In CCPs, the aim of introducing alarm symptoms is early detection and to decrease previously 

experienced problems of patients being sent back and forth between primary and secondary care without 

receiving a diagnosis (NBHW, 2018) which posed the risk of a prolonged patient care process that 

required many resources from the providers (Coleman, 2003). Paper 1 indicates that introducing alarm 

symptoms has increased access for all CCP patients but especially those with ambiguous symptoms such 

as SUS and CUP. Further, before CCPs suspected cancer was generally not clearly expressed when 

general practitioners referred patients to secondary care. The possibility to be referred greatly depended 

on individual general practitioners; and being admitted to secondary care depended on interpretation 

and assessment by individual physicians. Patients with ambiguous symptoms thereby had an increased 

risk of being excluded from care due to the complexity of diagnostics and of finding the cause of the 

symptoms. With CCPs, routines are clearer, and fulfilling an alarm symptom means guaranteed priority 

access to secondary care. The alarm symptoms are perceived to decrease the risk for exclusion which 

implies that access to care has increased for these patients. In addition, the survey shows that alarm 

symptoms are perceived to have also highly influenced the quality dimensions timely and equitable care. 

Improved access to care is however not only discussed in positive terms. There is an ongoing 

discussion about how guaranteed access to care impacts access for other patient groups. Around 111,000 

patients were included in a CCP during 2018, of which around 35% started cancer treatment (Regional 

Cancer Centre in Coorporation, 2019). A high number of patients therefore undergo cancer diagnostics 

when they do not have cancer. Findings in Papers 1 and 3 revealed that one reason for the high number 

of patients undergoing diagnostics is the broad spectrum of alarm symptoms which also cover non-

cancer patients. One example is the CCP for bladder cancer where only 11% of a total of 16,800 patients 

start treatment in contrast to acute lymphocytic leukaemia where 93% of a total of 55 patients start 

treatment (Regional Cancer Centre in Coorporation, 2019). Opinions differ on whether the positive 

aspects of including ‘too many’ patients, such as finding patients not only with cancer but with other 

serious diseases (RÖ, 2018), outweigh the negative, such as longer waiting times for patients with a 

lower care need. However, a general finding is the perception that the number of patients included in 

CCPs without cancer will decrease as routines for working with alarm symptoms fall into place and the 

alarm symptoms are modified based on statistics over the symptoms that actually lead to a cancer 

diagnosis. 
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On the individual patient level, the care pathway needs to be matched with the patient’s needs to 

provide a more or less standardised or customised care pathway. However, misassignment to a pathway, 

resulting from inadequate assessment or misinterpretation of information (Lillrank and Liukko, 2004), 

could result in a patient following a customised pathway when they should have followed a standardised 

pathway, and vice versa. The case study imply that patients in need of a standardised pathway can, 

without difficulties, follow a customised pathway. However, a patient in need of a customised pathway 

who follows a standardised pathway could experience insufficient or inappropriate care and longer 

waiting times. One example, provided during the interviews by a CCP project leader, was that patients 

who were totally excluded from CCPs were often not given prioritisation and thereby experienced longer 

waiting times. This is supported by Potter et al. (2007) and Jensen et al. (2015) who studied waiting 

times for patients excluded from a care pathway, and Chan et al. (2018) who evaluated health outcomes 

for high severity of illness patients who were sent either to an intermediate post-emergency care unit or 

an intensive care unit. The study by Chan et al. (2018) showed that the high severity patients received 

insufficient care and thereby inferior health outcomes when placed in the post-emergency unit. 

However, substantial outcome improvements were achieved for low severity of illness patients who 

were sent to the same unit (ibid). This thesis, along with previous research, further highlights the need 

to separate the patient with complex care needs to ensure that they receive appropriate care.  

6.2.2 Timely care 

In theory, access can be seen as a prerequisite to achieve timely care (Campbell et al., 2000). At the 

population level, the empirical data point towards three components of CCPs which are perceived in 

particular to increase timeliness of CCPs: alarm symptoms, facilitating early detection and diagnosis; 

pre-scheduled timeslots, enabling quick access to tests and examinations; and maximum waiting time 

limits, specifying the medically and organisationally appropriate timeframes. These limits provide 

patients and providers with information about the waiting times and sense of urgency that can be 

expected in the care process. Coordinators in both the survey and case study state that for some patients 

the information on expected waiting time is more important than rapid care. Another aspect raised by 

the coordinators is that some patients perceive the CCPs to be too quick, and some patients are not 

mentally ready. This opens up for questions as to whether there is a risk that these strategies for timely 

care may also negatively influence a patient’s perception of quality of care. Coordinators also state that 

it is important to give these patients sufficient support and information during the care pathway. This is 

in line with results from other scholars (Sanson‐Fisher et al., 2000). 

In addition, coordinators, especially unit coordinators, perceive that they contribute to reducing 

waiting times. The reason might be that unit coordinators have a more outspoken focus on monitoring 

and following up waiting times. By customising the care pathway, the process can be pushed to go faster 

or reduced to go slower. Patients following CUP and SUS are often very ill, due to rapidly progressing 

or advanced cancer, for example, and might be too sick to follow a standardised pathway. Care must not 

be provided too slowly, which could pose a risk to the patient’s health, or too rapidly hoping to improve 

care outcomes (RÖ, 2015).  

Achieving timely care for individual patients is not only a matter of access but also what the patient 

perceives as timely care. The aim of the CCPs to provide care within the maximum waiting times 

sometimes creates conflict between the patient’s preferences or prerequisites. The case study and survey 

revealed that not all patients want or are medically able go through a rapid diagnostic process. One 

phenomenon is patient-chosen-waiting when patients themselves postpone care for either a shorter or 

longer time because they want to take a vacation or need time to process the diagnosis. The survey shows 

that opinions differ on whether these patients should be excluded from CCPs or not. Another case is 

patients who are too ill to be pushed through a care pathway where health status can affect the ability of 

a patient to undergo surgery, for example. Both of these cases could benefit from following a customised 
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care pathway in which they can get the support they need. However, it could also entail longer waiting 

times for them.  

Paper 3 highlights the ongoing discussion at a population level, regarding the concept crowding-out 

effects which refers to situations where patients with a lower priority receive care before those with a 

higher priority, causing longer waiting times for patients in more urgent need of care (NBHW, 2016). 

This patient ‘queue jumping’ is perceived to cause negative effects for other patients especially in terms 

of longer waiting times. However, due to the complexity of assessment, there is a lack of evidence that 

the crowding-out effect does occur. Papers 2 and 3, however, showed that a majority of coordinators 

and all regions percieve that crowding-out occurs. This is an important issue to study to prevent 

crowding-out effects in the healthcare system, and to ensure that not only the patients in most urgent 

need of care are given priority but that resources can be planned and allocated where they are most 

needed. 

6.2.3 Equitable care 

The golden rule of healthcare is good health and care on equal terms for the whole population and that 

the patient with the highest care need should be the first to receive care (Government Offices Of Sweden, 

1982). This statement implies that equitable care is always a comparison of individuals within 

a population (Campbell et al., 2000). Equity should be achieved both horizontally, between different 

services or patient groups, and vertically, within the same service or patient group (NBHW, 2016). 

The empirical data indicate that before the introduction of CCPs, patients, particularly those in 

vulnerable patient groups, risked being consciously or unconsciously excluded from cancer diagnostics 

because of factors such as unspecific symptoms, low socioeconomic status, disabilities, age or language 

barrier. These findings agree with those of other authors (RÖ, 2014, NBHW, 2015a, Tinghög et al., 

2014). A horizontal coordinator states “those patients who we have in [the unit] now, who are really 

sick, have to wait a long time for their [test] response. … they are not prioritized [in the healthcare 

system] because there is not a clear suspicion of breast cancer or colon cancer, they [the symptoms] 

are a bit diffuse but they are super sick. Why should the sickest be pushed away just because they are 

not identified?” Their medical status often means that these patients are incapable of fighting for their 

right to equitable care, and their complex care need, requiring extensive resources, could also delay their 

care process due to lack of capacity and personnel resources in the healthcare system. By extension, this 

implies that more healthy and flexible patients may therefore have shorter waiting times due to their 

ability to attend any appointment time offered to them. Coordinators are perceived as valuable resources 

who can act as advocates for vulnerable patients, and can help mediate the vulnerable state that hampers 

their chances of receiving equitable care.  

As previously described, the practice standardisation is commonly used to decrease unwarranted 

variation between providers (Mercuri and Gafni, 2011). Both the alarm symptoms and CCP-guidelines 

are perceived to make care more equitable for the whole population between patients in the same CCP, 

vertically, and in different CCPs, horizontally. Horizontal inequity is the most difficult to remedy due 

to the challenge of acquiring an overview of and follow up of patients throughout their care pathway 

(Tinghög et al., 2014). Horizontally, nationally established maximum waiting times define the urgency 

of diagnostics for different cancer diagnoses.  

The case study show that, in the initial stage of the care pathway, when assessing urgency and 

booking initial appointments, horizontal coordinators work with prioritisation between patients both 

horizontally and vertically. Paper 1 shows that being located at a centralised location enables the 

horizontal coordinator to be more ‘objective’ towards the different patient groups, facilitating a more 

unbiased evaluation of each patient and thereby able to plan and allocate resources where they are most 

needed. Vertically, cancer diagnostics is no longer a subjective judgment of individual providers but is 

built on nationally unified diagnostics for each cancer diagnosis. According to the survey, unit 
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coordinators attempt to facilitate vertical equity by making prioritisations between patients in individual 

CCPs or units when booking appointments.  

Achieving equitable care in practice is, however, not an easy matter. Following a CCP means being 

prioritised throughout the care pathway but medical needs should always be the discriminator. In the 

survey, 33% of coordinators state that they often need to prioritise patients. A coordinator expressed the 

challenge when rebooking a last-minute cancellation of a morning appointment. The choice stood 

between calling in a 45-year old mother with small children who could easily make it on time or a 95-

year old patient in need of a lot of assistance who might not make it on time. According to the medical 

need, the older patient should have been called in. The dilemma was choosing between equitability and 

resource efficiency. This implies that there might be situations where it might be necessary to 

consciously sidestep the equity rule to ensure that available resources are used in an effective way.   

6.2.4 Patient-centred care 

Patient-centred care can be described as providers identifying, respecting, and managing patient 

differences, values, preferences, and expressed needs (Knebel and Greiner, 2003), inviting patients to 

actively participate in care (Lusk and Fater, 2013), and delivering individually customised information 

(NBHW, 2006). Using patient-centred care as a quality dimension underlines the importance of seeing 

patients as customers and not as passive care takers (Berwick, 2009).  

As previously discussed, the findings in Paper 1 is in line with previous research (Vanhaecht et al., 

2010) stating that the standardised care pathway does not imply that all patient pathways are the same. 

Standardisation is about standardising the sequence of that CCP, not about how behave towards patients 

or performing individual care activities. This implies a shift in the provider’s focus towards delivering 

the pathway content and less on deriving its course. However, not everyone sees it this way. Contrary 

to Epstein and Street (2011) saying that the debate on the conflict of standardisation of evidence based 

medicine (such as CCP guidelines) vs individual needs has been laid to rest, several comments from 

coordinators in the survey mention the use of CCP with no provision of customisation. This indicates 

that there is still a need to resolve how to relate the CCPs to differing patient preferences or needs. 

Paper 1 points out that CCPs are also used as an interface document, specifying responsibilities and 

crossing points between providers, which is perceived to contribute to improved safety and continuity 

in the care pathway. Coordinators in the case study explain that their focus on informational continuity 

has increased both towards patients, since information about the care pathway is known on beforehand, 

and providers, since the referral path is clear. Moreover, Paper 1 shows that collaboration between 

healthcare providers has increased and forums such as multidisciplinary meetings create opportunity to 

discuss individual patients. One major challenge is still to connect providers in primary care with those 

in secondary care. Horizontal coordinators put emphasis on coordinating the early parts of the care 

pathway and use this position to act as integrators (e.g. Galbraith, 1974) to strengthen the link between 

the two care levels. Horizontal coordinators state that both they and the patients experience improved 

coordination and a feeling that they are being taken care of from the start.  

An interesting finding from the survey is that coordinators perceive only a low contribution to more 

individualised care. One explanation for this might be the interpretation of the term individualisation, 

whether it is interpreted as customisation of medical or non-medical care. Some coordinators state that 

patients accept the appointments and recommendations given to them by their physicians and this is why 

no customisation is needed. The lack of comments about non-medical customisation or even 

personalisation implies that this perhaps does not come to mind in relation to individualisation. It might 

also be that coordinators, especially unit coordinators who mostly have an administrative role, do not 

have a mandate to customise the care pathway, and customisation is only executed if requested by 

physicians or nurses.  



 

 

42 

 

Asking for a statement about patient needs or claiming to work with customised care pathways is not 

enough to achieve patient-centred care, the needs should also be taken into consideration to adapt the 

care pathway. In a best-case scenario, the healthcare system should naturally be able to accommodate 

differences in patient preferences, encourage shared decision making, and be able to anticipate patient 

needs, rather than simply reacting to events (Institute of Medicine, 2001, Epstein and Street, 2011). 

During one of the observation studies at a multidisciplinary meeting, a situation was observed where no 

one knew the patient’s preferences for treatment. Was the patient willing to undergo surgery at this high 

age? How was the patient’s health? Had anyone in the room met the patient? This situation clearly 

showed an unawareness about the individual patient’s preferences. Having a patient coordinator in the 

room who had met with the patient could have solved the problem which resulted in a delayed treatment 

plan. 

Previous research highlights provider behaviours such as communicating and listening, and treating 

the patient as a unique individual, as important drivers to achieve patient-centred care (Lusk and Fater, 

2013, Bayliss et al., 2008). This corresponds well to the practice personalisation and implies that 

personalisation can be an enabler for patient-centred care. In addition, findings from previous studies 

suggest components including continuity of relationships with care providers such as coordinators, 

convenient access to providers, and communication about customised care plans are important for 

patient-centred care (Bayliss et al., 2008). The previous sections have already pointed out coordinators 

as an important means to achieve coordination and personalisation. Several coordinators state “My work 

is to have the patient in focus […] I do everything to make the patient feel safe and satisfied”. However, 

what is meant by having the patient in focus is not specified. Convenient access to providers is 

mentioned by all three coordinator roles where a direct phone line to a coordinator is commonly 

mentioned as a way to communicate with patients outside of their hospital visits. A horizontal 

coordinator expresses in the survey “[patients are] very grateful that I call and inform about the next 

care step, [I] perceive that they are relieved when I call and also can provide them with a phone number 

to call me anytime in case they have any questions, it is nice to have a [phone] number to someone when 

additional questions arise afterwards”. Being available to patients might be a way to strengthen the 

relational continuity between coordinators and patients (Haggerty et al., 2003).  

Findings from the survey indicate that patients want to be kept informed, by asking for information 

about the following steps of the pathway, and they want to take part in decisions concerning 

appointments and examinations. This is in line with previous research showing that many patients want 

to take a more active role in their care pathway (Elg et al., 2012, Crawford et al., 2002). Many 

coordinators work with booking and guiding patients through the healthcare system and self-

assessments show that coordinators perceive that they, to some extent, contribute to keeping patients 

well-informed and increasing patient participation. 
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7. Conclusions, contributions and future research 

The purpose of this thesis was to contribute with knowledge on how healthcare can be managed for 

patients with complex care needs. This chapter presents the conclusions of this thesis, contributions, 

and suggestions for future research. 

7.1  Conclusions 
In this thesis, the studied patient group is patients with complex care needs, a patient group characterised 

by high variation in needs, uncertainty in how care should be organised to assess and fulfil these needs, 

and the need of care from multiple providers. The first research question discussed how care pathways 

can be managed using the practices coordination, standardisation, customisation, and personalisation for 

patients with complex care needs. 

Care pathways are increasingly used as a means to define the sequence of care activities and involved 

providers. In this thesis, it is argued that care pathways are much more than that as they also contribute 

with a systematic process view which is currently not a generally applied approach to care delivery. 

This more or less unintended operationalisation of the process view is used to guide providers in their 

day-to-day work and is similar to process orientation, to centre care around the patient and to standardise 

the service sequence with the aim to provide timely and patient-centred care.  

Previous research has highlighted the need to empirically study standardised and customised care 

pathways (Bohmer, 2009, Lillrank and Liukko, 2004). This thesis argues that there is a need to combine 

standardised and customised care pathways to manage care for patients with complex care needs. The 

need for standardised and customised pathway varies depending on the complexity of the patient’s care 

and support needs. The standardised pathway is fundamentally based on national guidelines for a certain 

disease and allows slight adaptions which do not directly affect the course or pace of the care pathway. 

If extensive adaptions are needed, it is considered to be a customised care pathway. This thesis argues 

that the customised pathway in particular benefits patients with serious unspecific symptoms, unknown 

primary tumour or more complex care needs as patients with comorbidities or limited ability to perform 

basic daily functions.  

Further, this thesis argues that coordinators are an important means to manage coordination, 

customisation, and personalisation in the care pathway. The coordinator’s role is twofold - to manage 

care pathways and to support patients. Three coordinator roles are identified each with their own focus. 

All coordinators have a vital role in coordinating the providers in the care pathway and facilitate the 

smooth and timely running of the planned pathway. Unit coordinators focus on administrative support 

for patients and providers within a care unit or for some care pathways, and horizontal coordinators 

focus on symptoms and needs assessment and preliminary planning of the assigned care pathway. 

Patient coordinators act as an advocate for patients in need of additional support and continuous needs 

assessment throughout the care process. 

Interactions with patients is an important part of managing care for patients with complex care needs. 

This thesis argues that there is need not only for customisation, but also for personalisation of the care 

pathway by adapting the interpersonal communication with patients to make them feel like unique 

individuals. The need for personalisation is perceived to increase with more complex care need; 

however, it needs to be assessed for each patient. An important finding, supporting previous research by 

Meijboom et al. (2018) on personalisation, is the opportunity for patient and horizontal coordinators to 

create personal relationships with patients which can enable customisation in the care pathway. Unit 

coordinators, who work less with patients, may still practice personalisation when supporting patients 

with administrative matters which can be used for example to adapt the time of day for appointments or 

to acquire transport to the hospital.  
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The second research question discussed the influence of the practices (coordination, standardisation, 

customisation, and personalisation) on the quality of care dimensions accessibility, timeliness, 

equitability and patient-centredness. 

Access to care refers to the availability of and access to services. This thesis argues that the CCP 

guidelines positively influence availability of care services by harmonising the availability of services 

and the resources needed in the standardised care pathways for patients following the same CCP. 

Availability of services in the customised pathway is however limited and varies between units. This 

has a possible negative effect on availability of certain services which is partly perceived to be an effect 

of the wide-ranging lack of capacity and staff in the healthcare system. Care coordinators also have a 

vital role in assigning patients to the ‘right’ care pathway since patients in need of customised care 

pathways are perceived to have worse outcomes if placed in a standardised care pathway without proper 

support. This thesis argues that the introduction of alarm symptoms specifying which symptoms indicate 

cancer and should be given priority is perceived to have positively influenced access to care services. 

Further this thesis argues that the alarm symptoms have had a crucial influence on access to services 

for patients with ambiguous or vague symptoms. There is, however, an ongoing debate as to whether 

guaranteed access to care exclusively for one patient group negatively impacts access to care for other 

patient groups. 

Timely care means receiving care at the right time. This thesis argues that components in the 

standardised care pathway such as alarm symptoms facilitating early detection, pre-scheduled 

timeslots, providing prioritised access to appointments and maximum waiting time limits are all 

perceived to positively influence timely care. A customised care pathway can enable adjustment of the 

care pathway so that it can move more quickly or more slowly, depending on the patient’s health status. 

In addition, patients may also influence the timeliness of care by asking to postpone care. Coordinators, 

especially unit coordinators, are perceived to contribute to timeliness in the care pathway by increasing 

continuity and following up on waiting times. Providing prioritisation and more timely care for patients 

with complex care needs may however lead to longer waiting times for other patients. 

Equitable care means sufficient care provided to each patient to meet their individual needs and is 

assessed at the population level. This thesis argues that standardisation of care activities such as 

symptom assessment and delivery of diagnostics has positively influenced efforts to achieve equitable 

care on both the horizontal and vertical level. Further, this thesis argues that customisation of care 

pathways has also positively contributed to more equitable care by allowing patients in need of 

additional attention more support throughout their care pathway. Coordinators have an important role 

to continuously assess patient needs and to manage so that the patient in most need of care receives it. 

Horizontal coordinators make initial urgency assessments and prioritisations, and patient and unit 

coordinators work more within the same unit or pathway. Ethical considerations of prioritisations 

between patients are, however, a daily challenge for many coordinators.  

Patient-centred care can be described as providers striving to identify, respect, and manage patient 

needs, inviting patients to actively participate in care, and delivering individually customised 

information. This thesis argues that care pathways and coordination among care providers can 

positively influence patient-centred care by shifting the focus from what to deliver to how to deliver it. 

Customisation can increase patient-centred care by adapting the care pathway to the unique need of each 

patient. However, there is still a misconception among some coordinators that standardising care 

pathways implies that care should not be customised. Further this thesis argues that personalisation in 

terms of communicating with and listening to patients is an important practice used to improve 

relational continuity and thereby contribute to patient-centred care. Coordinators also positively 

influence patient-centred care, including both informational and relational continuity, by providing 

patients with necessary information and inviting them to participate in decisions in their care pathway.  
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7.2  Theoretical contributions 
The aim of this thesis has been to contribute with knowledge on how care pathways can be managed for 

patients with complex care needs. To achieve this, service management literature has been combined 

with healthcare literature. From a theoretical point of view, this thesis especially contributes with 

knowledge on the role of care pathways for providing standardised and customised care processes. The 

process view of care pathways have been addressed before but by providing another example by 

applying it to CCPs it might contribute an increased knowledge on how process orientation can be 

applied in healthcare. 

This thesis also contributes with knowledge on how service concepts such as standardisation and 

customisation (e.g. Lampel and Mintzberg, 1996) can be used to support care pathways in healthcare 

delivery. This thesis suggests that this combination can be used to both reduce variation, by being 

applied to specific patient groups, and respond to variations by considering individual patient needs.  

It is also one of the first studies, to the author’s knowledge, that systematically combine the concepts 

standardisation, customisation, coordination, and personalisation and translates them into healthcare 

context. In addition, this thesis provides insights on how the practices influence quality of care what are 

the strengths and weaknesses of the practices in relation to care pathways.  

7.3 Managerial contributions 
From a managerial point of view, this thesis contributes with empirical illustrations of how care can be 

managed for patients with complex care needs. Provision of care that considers both the patient’s 

medical and non-medical needs is likely to become more and more important in healthcare as the 

population care needs become increasingly complex. The findings in this thesis are relevant for 

healthcare managers and researchers interested in designing, implementing, or researching alternative 

healthcare strategies based on holistic needs assessment and care delivery. This thesis presents concrete 

examples of which type of patients benefit from standardised and customised care by applying it to 

CCPs. In addition, this thesis proposes the introduction of coordinators and personalisation as a means 

to further enhance coordination and continuity and to enable customisation in the care delivery process.  

7.4 Future research 
This thesis has discussed how care can be managed for patients with complex care needs. One 

perspective that has not been included is that of the patients. This perspective is vital to gain a deeper 

understanding of how the principles could be used to improve care delivery. By doing so, knowledge 

could be gained about what aspects of the care pathway the patient considers could be of use if the care 

pathway needs to be customised and how greater personalisation can be achieved. The patient 

perspective is also important if we are to understand how to fulfil their coordination and support needs 

and evaluate their perception of quality of care. 

Another interesting subject is patient satisfaction. Asking patients about their view on value and 

quality of care, based on their particular conducted care pathway, could provide information as to 

patients consider important when designing care pathways or coordination.  

In this thesis, three versions of the coordinator role were analysed. Each role could be studied further 

to provide a more detailed understanding of how they could be developed to improve coordination, 

customisation and support for patients in different levels of the healthcare system.  

The practices presented in this thesis are just a fraction of the available practices. Other practices 

which could be interesting to research further include modularity where the pathway is divided into sub-

processes which can be individually developed and improved, multidisciplinary teams or networks 

where medical teams gather around the patient to collaboratively deliver care to the patient, and so forth.  
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