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This thesis presents the results of studies that aimed to gain a better understanding of 

the value, availability and accessibility of palliative care in a mixed generalist specialist 

palliative care model. In addition, it provides insight into the process of developing a 

national quality framework for palliative care and presents the key elements of quality 

palliative care for integration with regular care. This chapter highlights the main findings 

and discusses relevant methodological issues. Subsequently, implications of our 

results are viewed in a broader perspective and recommendations for clinical practice, 

education, policy and research are presented. 

Main findings

Practice of hospital-based specialist palliative care teams and their characteristics

In 2015, our survey on palliative care among all Dutch hospitals showed that the number 

of hospitals providing a specialist palliative care team with inpatient consultation services 

had increased steadily from 39% in 2013 to 77% in 2015. However, their involvement 

in the provision of palliative care for patients with a serious life-threatening or life-

limiting illness was low, as the mean referral rate of these specialist palliative care teams 

was only 0.6% of all annual hospital admissions. In addition to the observed substantial 

differences between the teams in terms of the number and timing of referrals, there was 

a great diversity regarding the disciplines represented on these teams, as well as their 

level of staffing and expertise and their working procedures. 

Team-development over time and characteristics associated with high referral rate

In 2018, the abovementioned national survey among all Dutch hospitals was repeated. 

While the number of hospitals providing a specialist palliative care team had increased 

to 94%, the mean referral rate to these teams remained low, showing only a marginal 

increase to 0.85%. Moreover, for the majority of teams (55%) referrals still mostly only 

occurred for patients in their last month of life and the proportion of non-oncology 

referrals was small. In addition, we observed that higher referral rates (>1% of total 

annual hospital admissions) seem to be associated with teams being more mature, 

better staffed and better trained, and having access to patients at an earlier moment in 

their disease trajectory. The latter may be linked to dedicated outreaching programmes 

of these specialist palliative care teams as they more often provide outpatient palliative 

care clinics, participate in multidisciplinary team meetings of other departments and 

provide education in the community.

Association between palliative care and potentially inappropriate end-of-life care

To assess the association between palliative care prior to the last month of life and 
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health care utilisation in the last month of life, we retrospectively compared quality 

indicators for potentially inappropriate end-of-life care of patients with cancer who did 

not receive palliative care at all or not until their last month of life to patients who were 

provided with palliative care before their last month of life. 

In a nationwide study, data collected from a national administrative health insurance 

database for patients with cancer who died in 2017 demonstrated that more than one 

third of patients experienced potentially inappropriate care in the last month of their 

life. Patients who received palliative care prior to the last month of their lives (39%) 

were five times less likely to experience potentially inappropriate care in the last month 

of their life than patients who did not (16% vs 45%, adjusted OR 0.2). In most cases, 

palliative care consisted of generalist palliative care (88%). 

In view of complex reimbursement regulations for hospital-based specialist palliative 

care teams in 2017 most likely this type of care was under registered in the national 

administrative health insurance database. 

In a subsequent study we therefore applied a similar study-design to administrative 

hospital data of two acute care hospitals and showed that more than one fourth of 

patients with cancer who died in 2018 or 2019 experienced potentially inappropriate 

care in the last month of their life. Patients with involvement of the specialist palliative 

care team (13%) before their last month of life were nearly two times less likely to 

experience potentially inappropriate care in the last month of their life than patients 

without involvement of the specialist palliative care team or no involvement until their 

last month of life (19% vs 28%, adjusted OR 0.55). Initiation of specialist palliative care in 

the outpatient setting seemed to strengthen this association.

Development of a national quality framework for palliative care 

The overall results of these four studies substantiate the necessity to improve availability 

and realise equitable access to palliative care, attuned to the individual complexity of 

patients’ needs. As such, our findings support the development of a national quality 

framework for palliative care to improve the organisation and delivery of patient-

centred palliative care.

By inviting patients, healthcare professionals from various disciplines, health insurers, 

and policymakers to participate, all stakeholders pooled their aspirations, information, 

resources, knowledge and skills to successfully reach consensus for a ‘Netherlands 

Quality Framework for Palliative Care’ (NQFPC) that none of the parties involved could 

have achieved independently. This whole-sector approach succeeded in obtaining 

broad consent and recognition for provision of high-quality, person-centred palliative 

care in a mixed generalist specialist model that can be integrated across all care settings.

To primarily address the barriers to quality palliative care provision that were identified 
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in the bottleneck analysis, eight elements from the NQFPC were prioritised as key 

elements for the integration of palliative care with regular health care (Table 1).

Table 1. Key elements of NQFPC prioritised for integration of palliative care with regular care.

Key elements of palliative care

Effective Communication Individual Care Plan

Identification Coordination & Continuity of Care

Shared Decision Making Work-Life Balance

Advance Care Planning Expertise (education & training)

*A key element consists of a specific standard and their affiliated criteria as described in the NQFPC.1  

Methodological considerations
In the observational studies presented in this thesis, different research methodologies 

and methods of data collection were used. Chapters 2 and 3 describe findings collected 

through an online survey, chapters 4 and 5 present data extracted from health care 

administrative databases and chapter 6 describes a modified Delphi technique.

Online surveys

The online survey methodology facilitated the nationwide purpose of these consecutive 

studies. For a high response rate, recruitment consisted of a personal invitation to each 

hospital-based specialist palliative care team and participation was rewarded with a 

factsheet of their own data in relation to the overall results. This resulted in a consistently 

high response rate of 80%. This high response rate, together with information obtained 

from non-respondents indicating they had similar characteristics to the respondents, 

makes selection bias unlikely and the findings generalisable to all Dutch hospitals.

In analysing the collected data, referral rate was used to express the reach of specialist 

palliative care teams as a percentage of total annual hospital admissions. Although 

referral rate is a regularly used measure of accessibility and availability of specialist 

palliative care, and chapters 4 and 5 showed access to palliative care to be associated 

with less potentially inappropriate end-of-life care, it does not provide insight into the 

quality level of palliative care provided by specialist palliative care teams. 

Another limitation of the online survey studies is that requested data are self-reported. 

Not all data were necessarily quantified at the patient-level as specialist palliative care 

teams structurally register most, but not all information that was requested in the 
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surveys. This may have led to recall and reporting bias and for instance, to potential 

enhancement of data. However, while the availability of teams has increased over the 

years, the results to date show a continuously limited accessibility or involvement of 

these teams in the care for seriously ill patients in comparison to international studies. 

Moreover, the hypothesis that hospital palliative care programmes with high referral 

rates would be better staffed and better integrated and would have earlier timing of 

referrals was initially based on international literature and subsequently confirmed in 

our last survey.2-4 So, while enhancement of data appears unlikely, even if it did occur, 

the trends in growth and development that we observed can still provide valuable 

information, and they are consistent with results from other studies. 

Health care administrative data

For the population-based assessment of potentially inappropriate end-of-life care 

and its association with palliative care provision, health care administrative data were 

gathered from a national health insurance database and from two electronic patient 

management healthcare information exchange (HIX) databases respectively. As 

administrative data are not primarily collected for the purpose of research or quality 

assessment, it is important to carefully code the quality indicators to render them 

measurable, and to check the coding and the concept query repeatedly with medical 

and reimbursement experts who are familiar with the database to establish veracity, 

i.e., misclassification is prevented as much as possible and collected data will be of 

sufficient quality and accuracy to generate actionable information.5 6 To determine our 

research population we used ICD 10 diagnoses and diagnosis related groups (DRGs).7 

In several studies, ICD diagnoses for colorectal, lung, breast and bile duct cancer 

were abstracted from the medical records and used as the “gold standard”, against 

which diagnoses obtained for the same patients from the administrative database were 

compared. The administrative data were found to be highly specific and sensitive.8-12 

With regard to our collected data on health care utilisation, a study compared data 

for length of stay and discharge destination between inpatient medical records and 

administrative data from an electronic patient management programme. Results 

indicated that the highest level of completeness of capture and level of agreement 

can be obtained.13 Important strengths of this type of research are that, unlike studies 

using sample data, the use of administrative data precludes sampling, nonresponse, and 

recall bias.14 Moreover, studying end-of life care in vulnerable populations is otherwise 

ethically and methodologically challenging.5 Health care administrative data can 

therefore be considered an acceptable data collection source for population-based 

research using ICD diagnostic codes and validated population-based quality indicators 

for inappropriate end-of-life care.8-13 15 

However, as administrative data are observational data that lack clinical information 
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about complexity of needs and content of care provided, confounding by indication 

might occur, e.g. patients may or may not receive palliative care for a reason that might 

also be related to the outcome. Therefore, we cannot infer causality, only association.16 

Modified Delphi technique

For the development of the national quality framework, we adhered to the Guideline 

for Guidelines17, a complementary tool to the revised international criteria for Appraisal 

for Guidelines of Research and Evaluation (AGREE II)18. To answer the research question, 

we used a modified Delphi technique in the sense that we alternated between written 

Delphi survey rounds and face-to-face meetings of the expert panel.19 Although 

it has been a longstanding custom in the development of medical guidelines in the 

Netherlands to build consensus in face-to-face meetings, it may be argued that live 

discussions and personal interaction will unavoidably evoke bias.19 Therefore, to limit 

the level of bias, each face-to-face meeting with members of the expert panel was 

followed by a Delphi survey round amongst them. To ensure full impartiality, drafts of 

the quality framework were submitted for written peer consultation rounds and the final 

draft was submitted for ultimate review and authorisation at board management level of 

organisations represented in the expert panel. 

Results in a broader perspective
The demography of ageing and an exponential growth of curative and rehabilitative 

treatment strategies have resulted in older populations with more complex care needs.20 

Non-communicable chronic diseases (including cancer, dementia, obstructive lung 

disease, heart disease and neuro-degenerative diseases) are currently the leading cause 

of morbidity and mortality in high income countries,21 where approximately 75% of 

people die from life-threatening and life-limiting illnesses, with evolving and increasing 

health care needs.22 Meeting these care needs places ever greater demands on society 

and healthcare systems.23 Since 2011, the General Assembly of the United Nations 

advocates a whole-of-government and a whole-of-society approach for the national 

prevention and control of non-communicable diseases.24 Therefore, in the following 

paragraphs the main findings of this thesis are discussed in relation to its aims, current 

literature and ongoing efforts of government and society to improve palliative care in 

the Netherlands. This will iteratively result in recommendations for clinical practice, 

education, policy and research.

Value of palliative care in a mixed generalist specialist palliative care model

Multiple international randomised and matched-controlled trials have demonstrated 

that the integration of either specialist or generalist palliative care into standard 
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oncology or non-oncology care improves the quality of life and quality of end-of-

life care for patients with advanced cancer and other life-limiting diseases.25-31 As 

a result, international professional organisations recommend earlier and routine 

co-management by palliative care specialists.32-34 Our main findings show that timely 

provision of generalist and specialist palliative care is associated with significantly 

less potentially inappropriate end-of-life care for patients with advanced cancer 

in the Netherlands.35 36 Additionally, outpatient initiation of specialist palliative care 

appears to strengthen this association. Several international observational studies have 

demonstrated similar associations between palliative care and healthcare utilisation at 

the end of life for patients with cancer as well as non-cancer diseases and frailty.37-42 As 

less potentially inappropriate end-of-life care is associated with better patient quality 

of life,43 44 and also with better caregiver quality of life and bereavement adjustment,45 

46 results in this thesis support the importance of timely availability and equitable 

accessibility of palliative care for all patients with serious life-threatening disease or 

frailty. 

Availability of palliative care

Results from our healthcare administrative data studies demonstrated the majority of 

patients with cancer either received no generalist or specialist palliative care at all or not 

until the last few weeks or days of their life.35 36 Additionally, although specialist palliative 

care teams were found to be available in nearly all hospitals,47 referrals to these teams 

were continually shown to be low and most often do not occur until the last weeks of 

life.36 47 48 

These results are in line with a recent one-day flash mob study in the Netherlands 

regarding 8,789 hospitalised patients in 48 hospitals. Involved healthcare professionals 

estimated 4.3% of these patients had a need for specialist palliative care and in just 

2.2% the specialist palliative care team was involved.49 Similarly, in a survey among 

572 executives, clinical leaders, and clinicians directly involved in health care delivery 

and palliative care programmes across the United States (US) participants estimated 

that 60% of patients who could benefit from palliative care were not receiving it.50 

Suggestions for improvement focused mostly on staffing of palliative care specialists 

and additional training for palliative care generalists (both primary care physicians and 

medical specialists). Our findings implicate that palliative care services are not available 

to all patients with serious chronic illnesses as a matter of course.

The next paragraphs will consider some factors that may contribute to this limited 

availability of palliative care as well as ongoing efforts to improve it.

7
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Impeding factors to availability of palliative care

 • Limited staffing of specialist palliative care teams: 

Our studies demonstrated a great diversity regarding the disciplines represented on the 

specialist palliative care teams, as well as their level of staffing and expertise and their 

working procedures.47 48 On average, specialist palliative care teams in Dutch hospitals 

reached 0.85% of 23,622 annually admitted patients and they were staffed with 1 full 

time equivalent (FTE) nurse and 0.4 FTE physician.47 In comparison, a similar study in the 

United States showed a referral rate of 3,4% for the lowest staffing quartile of 1.5 total 

FTE per 10,000 patients admitted.2 Our study as well as others show that better staffing 

seems associated with higher referral rates and access to patients at an earlier moment 

in their disease trajectory.2 3 However, staffing needs or required workforce-capacity of 

specialists in palliative care have not been calculated in the Netherlands, as they have 

been in Canada and Australia.51-53

 • Lack of training and education of palliative care generalists:

In the bottleneck analysis performed prior to development of the NQFPC, both 

patients and healthcare professionals identified lack of communication skills and lack 

of palliative care education and training among healthcare professionals as barriers to 

quality palliative care provision.54 This is in line with results from a systematic review of 

37 studies, in which most healthcare professionals in hospitals perceived and provided 

generalist palliative care as care in the last weeks and days of life and professed a 

lack of sufficient training and skills in pain and symptom management, (end of life) 

communication, and care coordination.55 

In the Netherlands general palliative care training is neither fully integrated nor required 

in undergraduate and graduate healthcare education.56 A recent study gathering the 

views of 222 undergraduate final-year Dutch medical students on palliative care in terms 

of its importance, their confidence in and knowledge of the domain demonstrated 

that they considered palliative care education relevant and that several topics were 

inadequately covered in the curriculum. Overall, the majority of students (60%) did not 

feel confident in providing palliative care.57 

As nursing staff have a prominent role in daily caregiving, they are conveniently 

positioned to discuss care wishes, to identify burdensome symptoms, and to increase 

quality of life.58 However, Dutch nursing staff providing generalist palliative care for 

persons with dementia report difficulties in recognising and addressing pain and other 

physical, psychosocial, and spiritual care needs, dealing with challenging behaviors and 

communicating with patients.59 60 

In two consecutive hospital-wide surveys in a Dutch academic hospital, generalists in 
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palliative care consistently indicated needing support with basic palliative care skills.61 

Respondents’ main concerns were that disease-directed treatment is often continued 

too long, underlying problems that patients have are frequently not acknowledged 

and patients who might benefit from palliative care are mostly identified too late. As 

generalists tend to overestimate survival and mostly do not refer patients until late in 

a palliative care trajectory, it was recommended for specialist palliative care teams to 

continuously focus on educating palliative care generalists and support them to identify, 

treat and refer patients with palliative care needs in a timely manner.61 
A pervasive lack of training among current and future palliative care generalists has led 

to limited availability of generalist palliative care, low accessibility of specialist palliative 

care and thus to suboptimal quality palliative care in everyday practice. 

 • Fragmented healthcare system and limited interdisciplinary teamwork: 

Patients in a palliative care trajectory often move between services and healthcare 

settings, have changing and often increasing needs for treatment and support, have 

multiple problems and symptoms and receive care from a variety of healthcare 

professionals.62-65 Availability of integrated palliative care to support these patients 

requires mutual cooperation and coordination between palliative care generalists and 

specialists across care settings.51 The bottleneck analysis performed prior to development 

of the NQFPC identified lack of interdisciplinary coordination and continuity of care 

as one of the barriers to quality palliative care provision.54 A recent population-based 

study indicated that patients who received inpatient palliative care were more likely 

to experience continuity of community palliative care after discharge than those who 

received no inpatient palliative care.66 This may well have been a contributing factor 

to the association between hospital-based specialist palliative care provision and less 

potentially inappropriate end-of-life care presented in this thesis. However, Dutch 

healthcare professionals indicate that the transition between hospital and primary care 

is hindered by a lack of identification of the palliative care trajectory and by uncertainties 

about the patients’ and caregivers’ awareness of prognosis. Interdisciplinary 

communication between healthcare professionals is needed but unfortunately lacking 

and uncertainties regarding physicians’ responsibility for the patient seem to further 

hinder healthcare professionals in the coordination and continuity of care provision 

across care settings. 54 67 68 
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Ongoing efforts to improve availability

 • Training and education of palliative care generalists: 

In an effort to improve availability of generalist palliative care, a Dutch randomised 

controlled trial among 134 family physicians evaluated the effect of a training to identify 

patients with palliative care needs and to subsequently provide structured anticipatory 

palliative care.69 Assessing healthcare utilisation of all deceased patients with cancer, 

chronic obstructive pulmonary disease or chronic heart failure between trained and 

untrained family physicians, no significant difference was found. However, a post-hoc 

analysis showed patients identified with palliative care needs had had significantly more 

contact with their family physician, had undergone less hospitalisations, and more often 

died at home than the other deceased patients.69 A follow-up of participating family 

physicians 1 year after either receiving or not receiving this training showed that trained 

physicians identified significantly more patients in a palliative care trajectory than 

untrained physicians and more often provided multidimensional and multidisciplinary 

palliative care.70

To address the lack of palliative care training and education among healthcare 

professionals, over past years the Netherlands Organisation for Health Research and 

Development (ZonMw) has funded the whole-sector development of an educational 

competency framework for palliative care across all levels of healthcare education 

(Improving Education in Palliative Care; O2PZ).71 This educational framework was based 

on the eight key elements of the NQFPC and carries broad recognition. However, as 

yet, integration of palliative care education in healthcare curricula at universities and in 

all levels of continued vocational education is not mandatory. 

To improve generalist palliative care provision in oncology KWF Dutch Cancer Society 

recently funded the launch of a national palliative care training programme for 

healthcare professionals in oncology. 

 • Integration of specialist palliative care services:

A continuing effort to improve availability of specialist palliative care are Palliative Care@

home (PaTz) groups, initiated to support community-based healthcare professionals in 

providing generalist palliative care. Family physicians and community nurses within the 

same region convene with a palliative care specialist 6 times / year to timely identify 

patients in a palliative care trajectory and anticipate their preferences and needs. These 

PaTz groups aim to improve quality of palliative care through coordination, continuity, 

interdisciplinary communication and professional development in the community. PaTz 

was shown to improve systematic identification of palliative care patients within the 

family physician’s practice, effective communication with patients in palliative care and 

interdisciplinary communication in the primary care setting.72-74 However, this study 
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also reports that further implementation of PaTz is hindered by family physicians’ and 

community nurses’ perceived lack of time, lack of financial compensation and additional 

administrative burden.72 

In another effort to improve availability and continuity of palliative care across 

care settings, four regional palliative care networks in the Netherlands initiated 

implementation of integrated specialist palliative care services. A recent study reported 

on the process of its development and identified several barriers and facilitators.75 The 

issue of governance of such a multi-organisational service and of aligning different 

goals, views and reimbursement systems were considered impeding factors. More 

specifically, barriers included the lack of evidence-based guidance on how to organise 

such a service; unsupportive management of the involved care organisations; different 

financial reimbursement systems for hospital and out-of-hospital care as well as 

monodisciplinary reimbursement based on fee-for-service instead of on value or 

quality. Facilitators consisted of supportive management, as well as professional 

oncology standards and the NQFPC emphasising the importance of coordination and 

continuity of care for quality palliative care across care settings.75 Similar barriers and 

facilitators were reported in our survey assessing the development and implementation 

of specialist palliative care teams.48

The organisational, financial and regulatory barriers illustrated in these studies are in line 

with the impeding factors previously described in the implementation of palliative care, 

in both the Netherlands and other European countries.76 77 62 78 The Dutch Healthcare 

Authority (NZa) has recognised the complexity of reimbursement issues for integrated 

palliative care provision across care settings and new policies are considered to address 

them on a national level in the next decade.79 80 

Equitable accessibility of palliative care

In the Netherlands, 70% of about 150,000 annual decedents concerns patients 

diagnosed with a life-threatening or life-limiting illness. During their illness trajectory, 

these patients may be presumed to have had palliative care needs.81 

Results in this thesis show that timely provision of both generalist and specialist palliative 

care are associated with less potentially inappropriate end-of-life care.35 36 However, 

our findings also indicate only 39% of 43,067 patients who died with cancer in 2017 

received timely ( > 1 month before death) generalist or specialist palliative care and 

annually less than 1% of all hospitalised patients is referred to specialist palliative care 

teams.35 47 48 For the majority of these teams (55%) referrals mostly only occurred for 

patients in their last month of life. Moreover, the majority of referred patients comprised 

patients with cancer as most specialist palliative care teams reported non-oncology 

referrals of 20 - 40%.47 

Our findings implicate a lack of equitable access to palliative care, i.e., access for all 
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patients with a life-threatening or life-limiting illness or frailty, attuned to the individual 

complexity of their multidimensional needs. The next paragraphs will consider some 

factors that may contribute to this limited accessibility of palliative care as well as 

ongoing efforts to improve it.

Impeding factors to accessibility of palliative care

 • Lack of support for identification, needs assessment or referral: 

Supporting palliative care generalists in improving access to palliative care starts with 

increasing their awareness of its benefits and improving timely identification of patients 

in need of general or specialist palliative care. Findings in this thesis indicate that 

hospital-based specialist palliative care teams that participate in other departments’ 

multidisciplinary team meetings, provide dedicated outpatient clinics and provide 

community education appear to achieve this, as these characteristics are associated 

with high referral rates (>1% of total annual hospital admissions). Moreover, these teams 

reach more patients at an earlier time in their palliative care trajectory.47 Unfortunately 

this was true for only 27% of all specialist palliative care teams. 

Most healthcare professionals have been shown to lack knowledge of the broad 

applicability of palliative care and how and when to initiate it.61 82 In addition, a systematic 

review reported a number of specific barriers that contribute to the limited access to 

palliative care for non-oncology diagnoses such as COPD and chronic heart failure 

(CHF): their unpredictable illness trajectory, prognostic uncertainty, the public perception 

of both diseases as benign, and a lack of effective communication about end-of-life 

care issues combined with a lack of adequate professional communication skills and 

unwillingness to disclose sensitive information.83 Instruments for the identification 

of patients with palliative care needs (e.g. use of the Surprise Question),84 85 formal 

screening criteria (e.g. SPICT),86 or specialist palliative care referral triggers (e.g. Risk 

Assessment for palliative care needs)87 have been shown to support generalist palliative 

care professionals in selecting patients for referral and were significantly associated 

with higher referral rates.3 Although late referrals or a wish to increase referrals were the 

most commonly cited reasons for their implementation,88 and international consensus-

based criteria have been defined for early referral to dedicated outpatient palliative care 

clinics,89 our results show a great variety in use of assessment tools in Dutch hospitals 

and no formal standards for referral have been implemented yet.47 48 

 • Lack of qualifications for specialists in palliative care: 

Another factor that may contribute to inequity for patients in a palliative care trajectory 

is the great variety in the level of clinical experience and specialist palliative care 

training of physicians and nurses residing on the specialist palliative care teams.47 48 Our 
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results show that a higher level of education is associated with high referral rates (>1% 

of total annual hospital admissions) to these teams. This finding is in line with other 

international studies. A survey focusing on integration of palliative care and oncology 

among 183 institutions across the world noted that a lack of adequately trained specialist 

palliative care physicians and nurses was one of the most common barriers to palliative 

care access and development.90 Although Dutch professional oncology standards 

advise all members of the specialist palliative care team to be specifically trained,36 

the competencies required to qualify as a specialist in palliative care have not been 

defined nor are they accredited in a dedicated medical or nursing (sub)specialty in the 

Netherlands. Only family physicians and elderly care physicians can register palliative 

care as a ‘special area of competence’ with an adhering set of training requirements 

and qualifications.91 Subsequently, specialist palliative care teams do not have a uniform 

level of excellence and funding of specialist palliative care teams or reimbursement for 

provided care is not naturally forthcoming.48

Ongoing efforts to improve accessibility

 • Addressing society’s cultural values and beliefs: 

The Council of Public Health & Society has recently advised the Ministry of Health, 

Welfare and Sport on end-of-life care policies and on addressing our society’s culture 

of silence around death,92 93 and the Foundation for Idealistic Advertising (SIRE) has 

recently launched a national publicity campaign ‘Let’s talk about death’. 

 • Support for identification, needs assessment or referral:

To improve equitable access to palliative care for patients with CHF researchers 

developed and validated the I-HARP tool (Identification of patients with HeARt failure 

with Palliative care needs) with support of healthcare professionals, patients and informal 

caregivers.94 The resulting tool supports healthcare professionals to timely recognise 

palliative care needs in patients with CHF and provide generalist palliative care.95 To 

improve accessibility of palliative care for patients with COPD the COMPASSION study 

assesses the effectiveness of palliative care integration into COPD-care in a cluster 

randomised trial and studies which strategies may optimize the implementation of 

integrated palliative care.96 

To support healthcare professionals in oncology with timely identification, needs 

assessment and possibly referral to specialist palliative care the TIPZO project (Timely 

Integration of Palliative Care and Oncology) currently studies development and 

implementation of a clinical palliative care pathway for oncology.

 

7
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 • Establishing qualifications for specialists in palliative care: 

Improving equitable accessibility of person-centred palliative care in an integrated 

generalist and specialist palliative care model as described by both Quill et al. and 

Henderson et al. requires well trained generalists and specialists in palliative care 

that can support each other, according to the complexity of patients’ palliative care 

needs.51 97 To address the educational barriers impeding equitable access to specialist 

palliative care on a national level, the Netherlands Organisation for Health Research 

and Development (ZonMw) has extended their funding of the Improving Education in 

Palliative Care (O2PZ) project for additional whole-sector development of consensus-

based qualifications for specialists in palliative care. Moreover, the Dutch Nurses & 

Professional Carers Association (V&VN) recently published their educational framework 

for designated palliative care nurses based on the eight key elements of the NQFPC.

Key elements of quality palliative care prioritised for integration with regular care 

The NQFPC was developed to improve the availability and equitable accessibility of 

high-quality palliative care for all people with life-threatening illnesses or frailty and 

their families, in adherence to patients’ and their families’ values, wishes, and needs.54 

98-101 Patients have indicated they like healthcare professionals to know their values, 

preferences and needs at the right moment, for their family to be involved in their care 

and to receive appropriate support for physical or psychological symptoms or social 

and existential needs provided by competent healthcare professionals. Moreover, they 

want to be able to die at the place of their choice with the appropriate support.98 99 

The standards in the NQFPC that address both nationally and internationally identified 

barriers to achieving these preferences were selected as key elements for prioritised 

integration in regular health care (see also Table 1).76 62 102-105 Early identification of 

patients in a palliative care trajectory83 and a subsequent discussion focusing on shared 

decision making and advance care planning98 100 103 contribute to acknowledging the 

values, preferences and needs of the patients and their families. Agreements reached 

by patients and their healthcare professionals should be recorded in an (electronically 

available) individual care plan. This ensures the patient’s sense of autonomy and control 

over his care as long as possible and enables healthcare professionals to be responsible 

for coordination and continuity of the desired care at the preferred location.62 102 105 

Being able to provide this person- and family-centred quality palliative care requires 

effective communication,103 and expertise through education and training56 on the part 

of the healthcare professionals involved, along with attention for their own personal 

work-life balance whilst providing this emotionally demanding care.106 
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Efforts for integration of key elements in clinical practice 

In support of international randomised and matched controlled studies that have 

demonstrated the positive effects of early palliative care,25-31 the results in this thesis 

demonstrate the associations between generalist and specialist palliative care provision 

and less potentially inappropriate end-of-life care in the Netherlands.35 36 Furthermore, 

we presented key elements that are expected to improve organisation and delivery of 

quality palliative care provision.54 However, our findings do not provide insight into the 

effectiveness of integration of the key elements in clinical practice. 

The recent TAPA$ study (TrAnsmural PAlliative care with appropriate reimbur$ement) 

assessed palliative care provision in six regional palliative care initiatives in the 

Netherlands that had incorporated five or more key elements of the NQFPC in their 

care and coordinated palliative care across care settings.107-109 Patients provided with 

palliative care within these initiatives (n = 210) were matched to patients provided 

with standard care (n = 210) based on age, sex, diagnosis, year of death and region of 

residence. Results aligned with findings in this thesis and demonstrated significantly 

less potentially inappropriate end-of-life care for patients within the palliative care 

initiatives compared to patients in the control group (14.8% vs 33.8% respectively, p < 

0.05).35 36 More specifically, patients within the initiatives were less often admitted to the 

hospital for > 14 days (3.3% vs 11%, p < 0.05), less often admitted to ICU (0.5% vs 10%, 

p < 0.05), and a smaller proportion died in the hospital (8.1% vs 22.4%, p < 0.05). In an 

additional qualitative assessment healthcare professionals within the initiatives indicated 

that they experienced added value of specialist palliative care for both patients and 

caregivers as for healthcare professionals, more time for shared decision making and 

increased awareness for advance care planning, easier and improved interdisciplinary 

coordination, mutual professional development, and increased confidence amongst 

patients and their families in the support available to them. 95 

However, in line with the previously mentioned study that followed the start of 

integrated specialist palliative care services in four regional palliative care networks in 

the Netherlands,75 the complexity of governance within the participating initiatives and 

of aligning different goals, views and reimbursement systems were considered impeding 

factors.107 These preliminary results seem consistent with the results presented in this 

thesis and therefore support our assumption that incorporation of key elements of the 

NQFPC in clinical practice will diminish the perceived barriers for patients in a palliative 

care trajectory and their families.54 Considering these findings, palliative care provided 

according to the key elements of the NQFPC may be expected to maximise the value 

of care for patients and their families and may limit the cost of healthcare through less 

healthcare utilisation at the end of life. As such, it can realise the principles of value 

based healthcare110 and bring within reach a person-centred healthcare system that 

7
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focuses on appropriate care, as has been called for by the National Health Care Institute 

and the Dutch Health Care Authority.111 Recently, the Ministry of Health, Welfare and 

Sport initiated a second National Palliative Care Programme to improve integration of key 

elements of palliative care into regular care. 

Recommendations for clinical practice, education, policy and research 
Integration of the key elements of the National Quality Framework for Palliative Care 

with regular care aims to improve organisation and delivery of quality palliative care 

and achieve quality of life and quality of end-of-life care for patients and their families, 

in collaboration with all palliative care generalists and specialists involved. Impeding 

factors as well as efforts to achieve better integration of palliative care and regular care 

were discussed in relation to the results presented in this thesis. 

For integration of person-centred palliative care, the model proposed by Valentijn et 

al. has been used in several studies.112-114 In its essence, the model distinguishes six 

elements of integration; clinical, professional, organisational, system, functional, and 

normative integration. To enhance its use, the elements of integration are presented at 

micro-level, meso-level, and macro-level: 

• Micro-level: collaboration between patient and healthcare professional (clinical 

integration)

• Meso-level: collaboration between professionals and organisations (professional 

integration, organisational integration), 

• Macro-level: laws, rules and regulations (system integration) that impact all levels of 

collaboration. 

The balance between normative or cultural aspects and functional or structural aspects 

of integration determines the effectiveness of the collaboration and whether intended 

clinical outcomes will be realised. 

In table 2 all clinical, educational and policy recommendations of this thesis are presented 

at micro-, meso- or macro level and categorised according to the six elements of the 

Valentijn-model.113 To present the broader perspective, they are related to other aspects 

required for successful integration outside the scope of the results presented in this 

thesis. Recommendations following results in this thesis are subsequently explained.
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Recommendations for clinical practice

Palliative Care Pathway

A clear palliative care pathway, that can be integrated with regular care across care 

settings, should support and accommodate all healthcare professionals that are 

generalists in palliative care, whether they work in the community or in hospitals.

The eight key elements of the National Quality Framework for Palliative Care should be 

incorporated as the backbone of this pathway. 

Identification

All healthcare professionals should be able to identify patients in a palliative care 

trajectory. Quality generalist palliative care starts with acknowledging and discussing 

with patients and their families the change in goals of care and exploring values and 

preferences of both. 

Subsequently, they should systematically assess and manage their palliative care needs 

in the physical, psychosocial and existential dimensions (micro-level).1

To facilitate and standardise this process for all healthcare professionals, a prompt for 

the Surprise Question,84 85 and a symptom assessment tool such as USD-4D115 116 should 

be incorporated in the electronic patient management systems (meso-level).

Effective communication

All healthcare professionals should communicate effectively with patients in a palliative 

care trajectory and their family, to discuss values, preferences and needs for quality of 

life and end-of-life care in a language that is mutually understandable. A continuous 

process of care and service across care settings for patients and their families can only 

be achieved through clear and effective communication between patients and their 

healthcare professionals, and amongst professionals as well as amongst organisations 

(micro-, meso-level). 

Early referral of patients with complex palliative care needs

All healthcare professionals should be able to identify patients with complex palliative 

care needs for co-management with specialist in palliative care (micro-level).

When complex palliative care needs are identified specialist palliative care should be 

available for consultation in all care settings (meso-level).

To facilitate and standardise this process for all healthcare professionals, referral triggers 

for specialist palliative care (e.g. Risk Assessment for complex palliative care needs)87 

should be incorporated in the electronic patient management systems (meso-level).
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Coordination & continuity of care

During their illness, patients in a palliative care trajectory have varying needs for 

which different healthcare professionals and informal caregivers can be involved 

simultaneously or over time. To provide continuous quality palliative care across care 

settings, based on the patient’s values, preferences and needs, this care should be 

coordinated at an individual level (micro level) and between healthcare professionals 

and care settings (meso level). To support this, each patient in a palliative care trajectory 

should have an individual care plan, which is kept with the patient and is adjusted when 

necessary during the disease process.1 The individual care plan facilitates keeping the 

patient, his family, healthcare professionals and informal caregivers aligned to provide 

the right care, in the right place, at the right time, by the right healthcare professional 

at all times (micro-level). 

Preferably, the individual care plan is electronically accessible to all involved.1 

Specialist palliative care provision

To improve their accessibility, palliative care specialists should increase their availability 

and visibility by participating in hospital- and community based multidisciplinary team 

meetings, providing hospital- or community based outpatient clinics (i.e., anderhalve-

lijn poli) and providing education for both healthcare professionals and general public 

across care settings (meso level).47 82 To that end, hospital-based specialist palliative 

care teams should be adequately staffed and trained (meso-level).44

Recommendations for education

Future healthcare professionals

To anticipate the foreseen increase in patients with palliative care needs, all future 

healthcare professionals should be trained as generalists in palliative care according to 

the qualifications in the educational competencies framework.71 

Practicing generalists in palliative care 

To answer the call from WHO and the Council of Europe for standardised availability, 

equitable accessibility, and high-quality palliative care as a human right and the 

strengthening of generalist and specialist palliative care as components of integrated 

care throughout the patient’s life,117 118 all practicing healthcare professionals should 

be trained to obtain basic competencies for provision of generalist palliative care 

according to the key elements of the National Quality Framework for Palliative Care 

(meso-level).54

7
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Organisations should allow time and funding for all generalists in palliative care to 

participate in palliative care training and education (meso-level).

Practicing specialists in palliative care

Better staffing and training of specialist palliative care teams is associated with a higher 

referral rate, suggesting better and earlier accessibility for patients with complex 

palliative care needs. To improve overall accessibility to specialist palliative care, all 

palliative care specialists should be trained and educated to meet consensus-based 

qualifications.

Recommendations for policy 
Despite all initiatives and positive results on micro and meso level previously discussed 

in this chapter, barriers and impeding factors to equitable accessibility of palliative 

care that meets national standards of quality in all settings cannot be resolved without 

institutional, government, regulatory, and payer support and involvement.119

Generalist palliative care mandatory requirement in healthcare education

In view of the currently limited availability of generalist palliative care and the 

underutilisation of specialist palliative care,35 36 47 government policy should stipulate 

palliative care education as mandatory in all healthcare education. The consensus-

based educational competencies framework can be used as guidance to prepare 

all healthcare professionals for the foreseen increase in patients with palliative care 

needs.112 120 

Consensus-based qualifications and accreditation for palliative care specialists

Considering the great variety in the level of clinical experience and specialist palliative 

care training of physicians and nurses residing on the specialist palliative care teams,47 48 

the competencies required to qualify as a specialist in palliative care should primarily be 

defined and accredited in dedicated medical and nursing (sub)specialties.91 This will not 

only improve the quality, availability and accessibility of palliative care for patients with 

complex care needs, but it will also improve the educational quality of rotations and 

fellowships for generalists, facilitate health insurance contracting, attract healthcare 

professionals to train in this field of care and help to further develop the palliative care 

profession through research.  

Professional oncology standards (SONCOS normering)

Professional oncology standards as well as standards for non-oncological diseases 

should incorporate provision of generalist palliative care according to the key elements 
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of the National Quality Framework for Palliative Care, in support of the generalist-

specialist palliative care model. In addition, requirements for specialist palliative care 

as listed in current professional oncology standards should be expanded with more 

explicit requirements for constellation and qualifications of specialist palliative care 

teams (macro level).121

Electronically available individual care plan

To ensure the right care, in the right place, at the right time, by the right healthcare 

professional a patient’s values, preferences and needs should be known wherever the 

patient resides. Therefore, an individual care plan should be electronically available 

across care settings. To support this development the so-called roadmap in the 

Mandatory Data-exchange Act (Wegiz) should be extended and prioritised for palliative 

care (macro level).

Recommendations for research

Effectiveness of the integration of key elements 

Results of the TAPA$ study support that integration of the key elements of the National 

Quality Framework for Palliative Care diminishes potentially inappropriate end-of-life 

care.36 54 109 Further research should address the effect of broad integration of these 

key elements in clinical practice on effectively diminishing the perceived barriers 

and improving both quality of life and end-of-life care for patients in a palliative care 

trajectory and their families (micro level).

Quality Indicators to measure and improve the integration of palliative care

The concept of integrating palliative care and regular care has gained wide professional 

and scientific support and a global consensus on what constitutes integration of 

specialist palliative care teams has been defined.122 Consensus-based quality indicators 

measuring integration of generalist and specialist palliative care should be defined to 

support a quality-improvement PDCA cycle for healthcare organisations (macro-level).

Palliative care dashboard in electronic patient management system

Studying end-of life care in vulnerable populations is ethically and methodologically 

challenging.5 Health care administrative data registering completion of an individual 

care plan or start of a care pathway for the dying patient in relation to healthcare 

utilisation in the last month before death may support organisations and their healthcare 

professionals to better understand the quality of care provided, without burdensome 

questionnaires or extra administration.123 How presentation of these data in a palliative 

7
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care dashboard for organisations or healthcare professionals may affect quality of 

palliative care and end-of-life care should be evaluated (meso-level). 

Palliative care and potentially inappropriate end-of-life care in patients with 

non-oncological diseases 

A number of barriers specific for non-oncological diseases like COPD and CHF, such 

as unpredictable illness trajectory with acute exacerbations and prognostic uncertainty, 

contribute to lower availability and accessibility of palliative care for these patients 

than for patients with advanced cancer.83 Whether palliative care provision is similarly 

associated with quality of end-of-life care for patients with COPD or CHF as for patients 

with advanced cancer should be assessed (macro-level).35 36

Relation between Quality Indicators for potentially inappropriate and appropriate 

care and patients’ and families’ perceived Quality of care and Quality of life 

International consensus-based quality indicators for inappropriate and appropriate care 

have been designed to measure and improve quality of end-of-life care in population-

based studies.15 Whether patients and their families in the Netherlands agree these 

quality indicators adequately represent their perceived quality of care and quality of life 

should be evaluated (micro-level).103 124

Required workforce capacity of palliative care specialists

Results in this thesis as well as other studies show that better staffing of specialist palliative 

care teams seems associated with higher referral rates of patients with palliative care 

needs and access to patients at an earlier moment in their disease trajectory.2 3 How 

many palliative care specialists are needed to implement and support an integrated 

palliative care model? To anticipate future decennia with increasingly older populations 

and more complex care needs research should focus on an appropriate service model 

for palliative care provision in the Dutch healthcare system (meso-level). 20 51 52 This 

information would allow health service decisionmakers and educational institutions to 

plan resources accordingly (macro-level).53 

Continuity of care across care settings

A recent population-based study indicated that receiving inpatient palliative care 

was associated with experiencing more continuity of community palliative care after 

discharge.66 This may well have been a contributing factor to the association between 

hospital-based specialist palliative care provision and less potentially inappropriate 

end-of-life care presented in this thesis.36 Research should assess such relations in 

continuity of care in the Dutch healthcare system to identify potential for improvement.
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Conclusion
Healthcare systems should focus on the timely integration of palliative care across all 

levels of health and social care disciplines in order to anticipate the foreseen increase in 

patients with non-communicable chronic diseases and their health-related suffering.23 

97 125-127 The Netherlands Quality Framework for Palliative Care (NQFPC) was developed 

in order to address identified barriers and improve the organisation and delivery of 

person-centred quality palliative care for all patients with life-threatening illness 

or frailty and their families, towards death, while alive. Eight key elements of this 

framework were prioritised for integration of palliative care into regular care. Results 

in this thesis, together with international intervention studies, underpin the potential 

benefits of timely provision of both generalist and specialist palliative care for patients 

in a palliative care trajectory and their families. However, they also clearly show an 

underutilisation of palliative care due to limited availability and accessibility of palliative 

care services. Dedicated educational programmes should improve the skills and 

competencies of all healthcare professionals and in collaboration with all institutional 

levels optimal continuity of quality palliative care should be guaranteed. For the sake of 

patients, their families and public health, as a society we should WANT IT!

7
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