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A B S T R A C T

Background: Place of death and its concordance with patient preference is a key indicator for end-of-life care, 
studied cross-nationally and flagged as a priority by the OECD. However, it is unclear if and how ‘place’ is 
considered in health policy in relation to end-of-life care. This study aims to examine if and how health policies in 
different nations consider places of end-of-life care and death.
Methods: We conducted a comparative qualitative study across the US, the Netherlands, Portugal, and Uganda, of 
health policy documents following the READ (i.e., Ready materials, Extract data, Analyze data, Distill findings) 
systematic approach for document analysis in health policy research. Documents were analyzed using directed 
content analysis following Hsieh and Shannon (2005). Timelines for document publication were country-specific, 
based on local health policy developments relevant to end-of-life care in the last two decades. Backdates ranged 
from 2001 in Uganda to 2015 in the Netherlands; the most recent publication year was 2024 for all countries.
Findings: We identified 89 policy documents relevant to end-of-life care mentioning preferred or actual places of 
end-of-life care or death. The first topic was ‘Narratives around places’, where home was prioritized while 
inpatient facilities were most problematized. A second topic ‘Policy measures acting on places’ included: i) 
Availability of services across places, where the rural-urban divide, workforce shortages, waitlists and financial 
considerations challenged availability of end-of-life care across places; and ii) Professional expertise vs. community 
empowerment, which highlighted a key tension in the extent to which countries invest in professional expertise 
versus community empowerment.
Conclusions: While improving care at home is prioritized with evidence-based reasons to support it, our study 
shows that policymakers overlook the potential benefits of other care settings and flexible care solutions that 
promote continuity of care. This comparative analysis unveiled implications to improve end-of-life care across 
care settings.
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1. Introduction

End-of-life care is a public health priority due to the escalating global 
burden of severe health-related suffering experienced by people of all 
ages towards the end of their life. This impacted over 26 million families 
worldwide in 2016 and the number is expected to increase to 46 million 
in 2060 (Sleeman et al., 2019). Where people spend the end of their life 
is therefore a complex phenomenon relevant to health policy (Bone 
et al., 2018; Orlovic et al., 2017). A recent umbrella review found home 
is the most preferred place of end-of-life care and death among patients 
and family caregivers (Pinto et al., 2024). However, the realization of 
preferences depends on multiple factors including illness-related, indi
vidual and environmental (e.g., healthcare input, and social support). 
Also, many people prefer to die in other places, namely hospice and 
palliative care (HPC) facilities and hospitals (Pinto et al., 2024; Lee and 
Lee, 2022). Place of death and its concordance with patient preference 
has therefore become a key end-of-life care indicator, studied 
cross-nationally and flagged as a priority in the “Health at a Glance” 
report by the Organization of Economic Co-operation and Development 
(OECD) (Orlovic et al., 2017; Adair, 2021; Lopes et al., 2024; OECD, 
2023a). Recently, the largest international study of trends in place of 
death to date (32 countries) showed an increase in home deaths during 
the COVID-19 pandemic in most countries analyzed (Lopes et al., 2024). 
Such vital statistics can help guide policymakers in deciding where to 
allocate resources for end-of-life care by showing where people die and 
therefore where services and support are most needed, flagging gaps 
between preferences and reality (Jiang and May 2021; Pivodic et al., 
2013).

Despite this evidence and its relevance for policy-making, it is un
clear how health policies in different nations have considered places of 
end-of-life care and death. Our study examined health policy documents 
in countries with contrasting healthcare systems with regard to end-of- 
life care and death (Orlovic et al., 2017; Lopes et al., 2024; OECD, 
2023a; Jiang and May 2021; Pivodic et al., 2013; Böhm et al., 2013). The 
objectives were: i) to identify relevant health policy documents from 
each of the countries; ii) to compare countries on the places of end-of-life 
care and death considered (e.g., home, hospital); iii) to describe how 
places of end-of-life care and death were discussed; and iv) to describe 
the policy measures taken or proposed to act on places of end-of-life care 
and death.

2. Methods

2.1. Study design and study setting

The study is part of the EOLinPLACE Project, which aims to design 
and test an international classification of dying places (Namukwaya 
et al., 2024). The project, including this study, targets four countries: the 
United States (US), the Netherlands, Portugal and Uganda. These 
countries were selected to capture variation in five criteria: (i) different 
ranks in Quality of Death Index (Unit, 2015); (ii) low and high prefer
ence for dying at home (Gomes et al., 2012a, 2013); (iii) different place 
of death trends (Lopes et al., 2024; Gomes et al., 2012b, 2018; Flory 
et al., 2004); (iv) rudimentary and finer place of death classifications 
(Lopes et al., 2024); and (iv) variation between continents and health
care systems (Supplementary Table 1) (Lopes et al., 2024). We followed 
the READ (i.e., Ready materials, Extract data, Analyze data, Distill 
findings) systematic approach for document analysis in health policy 
research (Dalglish et al., 2021; Assarroudi et al., 2018; Hsieh and 
Shannon, 2005; Elo and Kyngäs, 2008). We defined health policy as "a 
broad statement of goals, objectives and means that create the framework for 
activity" (Buse et al., 2012), that affects the set of institutions or orga
nizations, services and funding arrangements related to healthcare.

2.2. Document search and eligibility criteria

We searched for diverse documents relevant to end-of-life care 
health policy (Table 1) between August 01, 2023 and February 29, 2024. 
Additionally, we searched for grey literature and identified documents 
through snowballing and experts.

The search had a national scope except in the US, where we included 
federal and state documents specific to Kansas, a middle-ranked state in 
palliative care provision (Morrison et al., 2011), where our project 
recruitment site is based. We defined country-specific timelines for 
document publication considering local health policy developments 
relevant to end-of-life care: 01/01/2012-29/02/2024 (US, 12 years), 
01/01/2015-29/02/2024 (Netherlands, 9 years); 01/01/2006 
-29/02/2024 (Portugal, 18 years); and 01/01/2001-29/02/2024 
(Uganda, 23 years). We made an exception for current death certifi
cates and associated materials (e.g., manuals), as their publication dates 
might predate this timeline.

Documents were included if they mentioned preferred or actual 
places of end-of-life care or death for patients with life-threatening ill
nesses of any age, sex/gender, race/ethnicity and diagnosis. Country 
reviewers (BS, DAO, KE, ND, SHB, SP) knowledgeable of HPC locally, 
executed data collection and analysis. They screened the documents 
using a list of search terms (Supplementary Table 2). Documents were 
excluded with reasons documented if: i) their full version could not be 
retrieved; or ii) the reference to places was not explicitly about people 
with life-threatening illnesses. Decisions were reviewed by other re
searchers in each country (BG, EB, EN, JTS, JVB). Characteristics of 
included documents were extracted into a piloted data extraction form 
in MS Excel (Supplementary Table 3).

2.3. Data analysis

We used directed qualitative content analysis to interpret and pre
sent the data (Hsieh and Shannon, 2005). Text and figures fitting the 
inclusion and exclusion criteria were imported into Atlas.ti (version 24) 
for analysis. We coded deductively, with codes derived from an inter
view study of the EOLinPLACE Project (van de Beek et al., 2024). We 
inductively added and changed codes as needed while reading the 
documents and through team discussions. Together, we built a common 
codebook allowing country-specific codes, due to differences in 
healthcare systems and culture. We revised the codebook iteratively 
until we reached consensus about its exhaustiveness. Country reviewers 
kept memos to record and reflect on important findings. We developed 
codes into (sub-)topics through discussion until consensus. To structure 
our analysis, we adopted a dual framework. First, we examined the data 
through the lens of the different places where end-of-life care occurs (i. 
e., hospital facilities, homes, HPC and LTC facilities). Second, to assess 
how each of these places were characterized in the policy documents, we 
applied the six domains of healthcare quality as defined by the Agency 
for Healthcare Research and Quality: safety, effectiveness, 
patient-centeredness, timeliness, efficiency, and equity (Quality AfHRa). 
This approach allowed us to analyze all the settings of care and the 
quality dimensions attributed to each of them. Additionally, to further 
address our research objectives, we analyzed the policy measures 
described in the documents, with a view to identify and compare the 
approaches taken in shaping end-of-life care across different countries 
and care settings.

3. Results

We included 89/205 (43.4%) of the identified potentially relevant 
documents (Table 2). Most had a pragmatic and direct tone, except in 
Portugal where the tone was more strategic and normative. Of the 
included US documents (n=12), 11(92%) were federal health policies 
and 1 (8%) was Kansas-state specific – this was a 5-year palliative care 
state plan which offered valuable insight into how an individual state 
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discusses places of end-of-life care and death and related preferences. 
The targeted readership of US documents was mainly formal (e.g., 
government and healthcare professionals), addressing care regulations, 
payment restrictions, and procedural aspects of care, with a focus on the 
delivery of services as part of the Medicare Hospice Benefit. Dutch 
documents mainly targeted healthcare professionals, and some targeted 
patients and families (e.g., information leaflets). The focus was on the 
organization of care and its cost-effectiveness, while identifying needs 
and emphasizing aspects related to access to and quality of care. Por
tuguese documents primarily targeted professionals in the (public) 
healthcare system and had a strong emphasis on patient rights and 
policy planning. The focus was on equitable access to healthcare, the 
‘right’ of patients to choose the place of end-of-life care and death, and 
the development, proposal and approval of national palliative care laws 
and strategies. The targeted readership of Ugandan documents varied, 
ranging from healthcare professionals to policymakers. The focus was on 
practical strategies to overcome systemic challenges (e.g., training 
community members) – with fewer references to financial implications. 
More characteristics and details of the documents can be found in 
Supplementary Material (Table 4a, 4b, 4c, 4d).

We identified two topics. The first topic was ‘Narratives around pla
ces’, describing how included health policy documents view and posi
tion places of end-of-life care and death. The second topic ‘Policy 
measures acting on places’ includes: i) Availability of services across places, 
describing challenges in availability of end-of-life care across places; and 
ii) Professional expertise vs. community empowerment, highlighting a key 
tension in the extent to which countries invest in professional expertise 
versus community empowerment.

3.1. Topic 1: Narratives around places

A variety of places were considered in the included documents 
(Supplementary Table 5). The documents frequently described specific 
places of end-of-life care and death around what they may offer in terms 
of care quality dimensions, often in contrast with other places. The 
emphasis was on places of end-of-life care more than on places of death, 

with a focus on the categories home, hospital, LTC and HPC facilities. 
This topic was more salient in Dutch and Ugandan documents.

Home Receiving care at home was described as most preferred in all 
countries, associated with higher patient satisfaction, and considered to 
represent the best quality of care (compared to hospitals and LTC 

Text box 1

Contextual background of the four countries

US: The US healthcare system is classified as a Private Health System, market-driven and dominated by private insurers and private, for-profit 
healthcare providers (Böhm et al., 2013). Financing is dependent upon private insurance, deductibles, out-of-pocket payments and federal 
programs like ‘Medicare’ and ‘Medicaid’ (Böhm et al., 2013; Niles, 2023; Barr, 2023). The main causes of death are ischemic heart disease and 
dementia (2019) (WHO). While many people prefer to die at home (86%; 2004) (Barnato et al., 2009), only 34% do (2020–21) (Lopes et al., 
2024). The other large portion dies in hospitals (36%) and hospice- and long-term care (LTC) facilities (27%; 2018) (OECD, 2023a; QuickStats).

Netherlands: The Dutch healthcare system is classified as an Etatist Social Health Insurance System (Böhm et al., 2013). All residents are 
required to have basic insurance from competitive, private, not-for-profit insurers under government regulation. Premiums are independent of 
income with a healthcare benefit to support people with lower incomes (Böhm et al., 2013). The main causes of death are ischaemic heart 
disease, cancer and dementia (2019) (WHO). There is a strong preference for home death (84%; 2023) (OECD, 2023b) and nursing homes are 
the most common least preferred places to die (42%; 2010) (Calanzani et al., 2014). However, only 34% (2020–21) died at home (Lopes et al., 
2024) and 23% (2023) in the hospital (OECD, 2023a). 34% of people with palliative care needs die in nursing- and care homes (2022) (IKNL).

Portugal: The Portuguese healthcare system is classified as a tax-funded National Health Service system, providing universal and extensive 
coverage with some out-of-pocket payments. Care is mostly provided by public healthcare facilities (government) (Böhm et al., 2013). The main 
causes of death are ischemic heart disease and stroke (2019) (WHO). Most people prefer to die at home (51%) (OECD, 2023a; OECD, 2023b) and 
the most common least preferred place to die is hospital (29%) (Calanzani et al., 2014). The majority dies in a hospital (63%) (OECD, 2023a) and 
only 23% (2020–21) died at home (Lopes et al., 2024).

Uganda: The Ugandan healthcare system has private, not-for-profit, faith-based and public government funded facilities, and delivers decen
tralized health services. Private companies invest in hospitals, clinics, and pharmacies. There is no national health insurance coverage, but there 
is private health insurance provided by insurance companies. Some hospitals run their own health insurance schemes (Okunade et al., 2023; 
Department of Commerce USoA, 2024). The main causes of death are communicable diseases like tuberculosis and HIV/AIDS (2019) (WHO). 
While dying at home is not found important by all patients (only 25%) (Campbell et al., 2018), most people prefer to die at home (70%; 2000) 
(Kikule, 2003). The most common place of death is home (48%) and 35% die in health institutions (2020–21) (Lopes et al., 2024).

Table 1 
Illustrative list of websites and document types to guide document acquisition, 
2023

Type of document Examples of documents Examples of potential 
sources

1. Legal documents Laws and regulations National law repository
2. Formal policies & 

governmental 
documents

Policy directives, 
national strategies, 
plans, mandated 
national formats (e.g., 
death certificate & 
instruction manuals)

Websites of government 
institutions (e.g., 
Department of Health or 
Health Ministry)

3. Non-governmental 
documents

Strategies, guidelines, 
plans, position 
statements, and 
publications

Websites of non- 
governmental health care 
organizations or patient/ 
carer associations

4. Statistical reports or 
publications about 
statistics

Statistics, graphs, 
surveys, publications

National statistics office

Table 2 
Type of documents included per country, 2001–2024.

US 
n=12

Netherlands 
n=42

Portugal 
n=25

Uganda 
n=10

Total 
n=89

Legal documents 2 0 12 1 15
Formal policies & 

Governmental 
documents

5 15 11 4 35

Non-governmental 
documents

2 21 2 3 28

Statistical reports 
or publications

3 6 0 2 11
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facilities). In the Dutch and Ugandan documents, home was seen as a 
familiar, secure and safe place, easily accessible for loved ones. Ugandan 
documents also highlighted advantages such as minimizing costs (e.g., 
transport) and the privacy and safety to express distress. Portuguese 
documents described home as the preferred place conditionally; only if 
adequate community care is available. In all countries, documents 
explicitly described challenges around end-of-life care and death at 
home (e.g., staffing shortages, lack of a single contact point, and the 
burden on informal caregivers risking burnout). Ugandan documents 
additionally discussed concern about uncertainties regarding the quality 
of care provided at home after discharge, by family and other members 
of the community. In summary, home as a place of end-of-life care and 
death was generally viewed as responsive, safe, and (cost-)effective. 
However, the challenges mentioned highlighted areas for improvement. 
These issues could compromise timely, patient-centered (responsive), 
and safe care, which indicated the need for better support and coordi
nation in home care.

Hospital facilities In Dutch and Ugandan documents, hospitals were 
considered the best place only for pediatric care due to the available 
expertise, feasibility, and sustainability. For adult care, documents 
across all countries described hospitals as a less preferred place, both by 
the system and patients. The potential negative impact of hospital ad
missions was a cross-country concern, especially regarding the utiliza
tion of acute settings (e.g., emergency departments, intensive care units) 
during the dying phase because these were viewed as not cost-effective, 
not preferred and not best suited for end-of-life care. Therefore, docu
ments in all countries stressed the need to prevent hospital (re-)admis
sions. The Kansas palliative care state plan specifically highlighted the 
overall lack of access to palliative care and disparity in access between 
rural-urban communities. Several documents underscored the impor
tance of discussing preferences for or against hospital admissions, 
especially in the Netherlands. In Uganda, government health facilities 
were viewed favorably for their free services but were generally 
described as poorly equipped. Additionally, in Uganda, staff in hospital 
facilities focus on curable diseases due to time and capacity constraints. 
In summary, patient-centeredness, safety, efficiency, equity and (cost-) 
effectiveness were key care quality dimensions discussed when consid
ering hospitals; most commonly in a negative way, except for pediatric 
care.

LTC facilities Across the US, the Netherlands and Portugal, LTC fa
cilities (including nursing homes - NHs) were described as places one 
goes to when it is not feasible to remain at home (e.g., due to severe 
physical decline, informal caregiver burnout, or the need for round-the- 
clock care that exceeds home care capacity). US documents indicated 
that LTC facilities are often held to quality standards that promote life- 
prolonging care, describing that these may not align with the principles 
of HPC. Additionally, US documents highlighted the limited bed ca
pacity, staffing challenges and volunteer shortages. Potential positive 
aspects of NHs were described by Dutch documents such as round-the- 
clock care, homeliness, gardens, and privacy. However, staffing short
ages, high costs, and waitlists were viewed as potentially compromising 
the quality of care. In Portugal, LTC facilities were described as a place 
of end-of-life care available only for dependent patients and complex 
cases. Ugandan documents did not mention LTC facilities. In summary, 
although LTC facilities were viewed as capable of providing patient- 
centered and safe care, these facilities were not considered a preferred 
place. Arguments for and against focused on safety, efficiency, equity 
and timeliness as quality aspects of care.

HPC facilities Inpatient hospices and palliative care units (PCUs) 
were positioned differently in the four countries. US documents did not 
describe hospice facilities or PCUs in detail, only why and when these 
places are utilized (e.g., pragmatic guidelines). Dutch documents 
referred to ‘hospices’ as the second-best option to home, as they mini
mize patient burden. However, waitlists limit access to hospices. Por
tuguese documents also recognized PCUs as an alternative care setting, 
particularly for patients with complex needs facing clinical 

decompensation or social emergencies, such as caregiver burden. In 
Ugandan documents, there was limited detail on the description of 
hospice facilities and PCUs. In summary, quality aspects of HPC facilities 
most described were patient (or family) centeredness (minimization of 
patient and family caregiver burden) and effectiveness (in handling 
clinical decompensation), with a tension around timeliness (waitlists).

3.2. Topic 2: Policy measures acting on places

There were distinct approaches to policy measures acting on places 
of end-of-life care and death, including recommendations for the future. 
This topic captures two subtopics: 1) Availability of services across 
places; and 2) Professional expertise vs. community empowerment.

Availability of services across places Documents across all countries 
considered the need to ensure timely and equitable availability of ser
vices across places, each country highlighting different challenges and 
actions. US documents flagged issues around the rural-urban divide, 
including challenges in providing consistent HPC in rural areas (Kansas- 
document), limited healthcare infrastructure, and workforce shortages. 
Telehealth and community-based palliative care programs were 
emphasized as critical measures to bridge these gaps. Nationally, re
imbursements for telehealth were implemented during the COVID-19 
pandemic. This measure was planned to expire at the end of 2024, 
and several documents recommended extension. Specifically in Kansas, 
licensure requirements were modified to permit interstate telehealth to 
help address workforce shortages. The Kansas palliative care state plan 
also recommended to improve palliative care knowledge of citizens 
(including medically underserved groups, specifically ethnic and racial 
minorities, Spanish-speaking populations and individuals with hearing/ 
vision and other disabilities) and advocated for reimbursement and 
provision of home-based personal care services, and the federal level 
recommendation to engage underused personnel in HPC services (e.g., 
occupational therapists). Dutch documents flagged the issue of waitlists 
to access NHs, consequently leading to residents entering NHs with more 
complex care needs, which can change the nature of NHs from LTC to 
terminal care. Recommendations to address these challenges empha
sized civic engagement, financial investments, and writing and 
executing policies aimed at enabling individuals to remain at home as 
long as possible. In Portuguese documents, enhancing the availability of 
palliative care was a priority, focusing on training professionals to 
identify and refer patients promptly. There were recommendations to 
update admission-criteria to palliative care services, to improve acces
sibility. Ugandan documents described that availability issues are 
compounded by long distances to health facilities and transportation 
costs. Additionally, rural areas were described as lacking basic services, 
which exacerbates the rural-urban disparity. Measures to close gaps in 
care access were described, such as educating community-based palli
ative care teams.

Professional expertise vs. community empowerment In all countries, 
most measures were directed toward home as an important place of end- 
of-life care and death (Table 3). In US documents, there was a focus on 
improving professional expertise (e.g., training medical staff). Recom
mendations revolved around improving the organization of community- 
and home-based palliative care workforces, fostering collaboration 
among organizations involved in providing these services, broadening 
eligibility for reimbursement of respite services to include informal 
caregivers, and establishing a benefit that would give unpaid caregivers 
access to adequately trained respite care providers (the latter two 
measures in the Kansas palliative care plan). In contrast, Dutch docu
ments focused on engaging volunteers with recommendations to 
continue and expand these ongoing measures, alongside investing in 
formal providers (e.g., in spiritual care at home). Portuguese documents 
focused on better integration of the existing national palliative care 
network, aiming to deliver palliative care closer to or in patients’ homes. 
There were recommendations to enhance network management through 
new tools and formalized referral processes. One Portuguese document 
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Table 3 
Examples of policy measures acting on places of end-of-life care and death, 2001–2024.

US Netherlands Portugal Uganda

Home ⁃ Audio-only services (telehealth) as a 
covered expense; 
⁃ Increased availability of hospice 
services by for-profit hospices; 
⁃ CBPCa programs; 
⁃ Improved communication 
technologies; 
⁃ Expert HBPCb teams; 
⁃ Medicare Hospice Benefit; 
⁃ Accountable care organizations; 
⁃ Measure home health care utilization.

⁃ Investing in volunteers (recruitment, 
training and support); 
⁃ Investing in case managers; 
⁃Investing in spiritual care at home; 
⁃ Increased use of technology; 
⁃ Guidelines how NHe residents can return 
home to die there; 
⁃ HBPCb teams (i.e.,PaTzh); 
⁃ Improved handover, and have timely and 
structured transmural discussions to 
optimize HBPCb.

⁃ New informal caregiver statute that formalizes support (including financial) for caregivers; 
⁃ Training in PCg for professionals of primary care teams and community-based continuous 
care teams; 
⁃ Investing in the expansion of domiciliary teams (generalist and specialist).

⁃ Family members can pick up medicine 
at Hospice Africa Uganda if patient is 
not able to; 
⁃ Guidelines to adjust medication to 
possibilities at home; 
⁃ Training family members to provide 
PCg for the patient; 
⁃ HBPCb programs; 
⁃ Research to improve the quality of life 
of the dying; 
⁃ Community volunteers.

Hospital 
facility 

⁃ Creating and expanding high-risk 
clinics.

⁃ Mobile hospices. ⁃ Establishing one intra-hospital PCg support team per general hospital or local health unit. ⁃Village teams to help with referral to 
hospital facilities. 
⁃ Better discharge planning;

LTCd

facility 
⁃ PCg consultants: Access to PCg for 
residents who are not enrolled in 
hospice care; 
⁃ Training staff to provide PCg.

​ ⁃ Articulation of specialist PCg teams with units of the National Network for Integrated 
Continuing Care.

​

HPCc

facility
⁃ Public measures of hospice quality. ​ ⁃ Increase in the number of beds in PCg units and teams. ​

Other 
measures

⁃ Documents that explain payment 
models to navigate care.

⁃ NPPZ IIf: A national PCg program to 
improve end-of-life care and create 
awareness; 
⁃ Laymen documents on options around 
dying and place of death; 
⁃ Implementing end-of-life ‘care 
pathways’.

⁃ Constitution of a working group to establish national referral criteria for PCg services 
(adults and children); 
⁃ Establishing the National Network for Integrated Continuing Care, with a strong role in the 
continuity of care across services and places; 
⁃ Establishing the National Network of PCg (separated but in articulation with the National 
Network for Integrated Continuing Care), as a collaborative and integrated model, centered 
on the needs of patients and families at all levels and places; 
⁃ Supporting professionals to issue death certificates through a new national death 
certification system which is fully electronic; 
⁃ National framework law for PCg; 
⁃ Different levels of PCg training (basic, generalist, specialized).

⁃ Guidelines to facilitate travel across the 
border; 
⁃ Checklists for conversations with 
families, including place of death; 
⁃ Hospice Africa Uganda open in 
weekend and public holidays; 
⁃ Measures to improve death registration 
(professionals and community 
members).

Empty cells represent no existing measures acting on that specific place.
a CBPC: Community-Based Palliative Care.
b HBPC: Home-Based Palliative Care.
c HPC: Hospice and Palliative Care.
d LTC facility: Long-Term Care facility.
e NH: Nursing Home.
f NPPZ II: Nationaal Programma Palliatieve Zorg II.
g PC: Palliative Care.
h PaTz: Palliatieve Thuiszorg (Palliative Home Care).
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on pediatric care recommended to empower the community through 
volunteer activities. In Uganda, there was a strong focus on community 
involvement through local solutions (successful and ongoing), partly to 
reduce staffing issues, but also to strengthen communication between 
hospital and the community – to send patients home as soon as possible. 
Additionally, Ugandan documents referred to needs for research and 
education more often than other countries; describing the need to train, 
select, and supervise more community care providers, to support 
healthcare professionals not only in providing care but also in regis
tering community deaths (under-reported).

4. Discussion

A variety of places of end-of-life care and death were discussed, 
spanning all six domains of healthcare quality according to the Agency 
for Healthcare Research and Quality (safety, effectiveness, patient- 
centeredness, timeliness, efficiency, and equity). (Quality AfHRa) In 
all four countries, inpatient facilities (especially hospitals) were most 
problematized and home was prioritized. Consequently, policy mea
sures and recommendations primarily focused on keeping the patient 
home or facilitating their return as soon as possible. The rural-urban 
divide, financial considerations, workforce shortages, and waitlists 
were flagged as critical challenges affecting the availability of services 
relevant for end-of-life care across places and countries. A key tension in 
the enacted measures and recommendations is the extent to which 
countries invest in strengthening professional expertise versus commu
nity empowerment to support the healthcare system, aiming to enable 
patients to be cared for and to die where they prefer.

The variety of places considered in the analyzed documents match 
those identified in a recent umbrella review on patient and family 
preferences for places of end-of-life care and death, which identified 
home as the most common preference (Pinto et al., 2024). The review 
also highlighted substantial minorities preferring other places, most 
notably hospitals and HPC facilities (Pinto et al., 2024). Whereas home 
was recognized as the most preferred place in the documents included in 
this study, the minorities reportedly preferring places other than home 
did not surface in our analysis. This suggests a potential discrepancy 
between the diversity of preferences reported in literature and the focus 
of the health policy documents on ‘home’, which may result in the 
preferences of minority groups being overlooked in policy consider
ations. These places (especially hospitals) were more often described 
flagging negative aspects of quality of care. The ’problematization’ of 
hospital care, also identified in a previous exploratory review of the role 
of acute hospitals in palliative care policies of five countries 
(Switzerland, England, Singapore, Australia and Ireland) (Robinson 
et al., 2016), is now understood in greater detail. Namely, based on our 
findings we identified four explicit reasons for problematizing hospitals: 
1) patient-centered care (i.e., lack of responsiveness to the preferred 
place of care of patients and family members), 2) safety (e.g., unnec
essary treatments and burdensome transfers), 3) efficiency (e.g., un
necessary re-admissions), and 4) cost-effectiveness. Prior research has 
warned that by problematizing hospitals, health policies may under
value potential benefits of a hospital setting and patient priorities such 
as ‘minimizing burden on family members’, and ‘protecting the privacy 
of the domestic space’ (Pollock et al., 2024; MacArtney et al., 2016). 
These priorities are not explicitly addressed in the health policies we 
reviewed, but are nonetheless important considerations. Additionally, 
while several health policy documents - particularly in the Netherlands - 
emphasize discussing patient preferences for hospital admission at the 
end-of-life, there is a notable lack of emphasis on addressing preferences 
for places of end-of-life care and death within advanced care planning 
and using preferred versus actual place of death as a quality indicator. 
Expanding this focus could help align care more closely with patient 
wishes. Furthermore, the included documents did not discuss potential 
shifts in preferences (e.g., to hospitals) or ways to address them. The 
existing evidence is not consistent on the stability or dynamic nature of 

preferences, so changes over time cannot be overruled (Pinto et al., 
2024; van et al., 2021; McMahan et al., 2021; Ali et al., 2019). While 
policymakers may wish to prioritize home – especially in the face of 
reality with the rise of home deaths (Lopes et al., 2024) – they should 
avoid concentrating all resources in one setting.

A study of 23 European Economic Area countries found that modi
fiable policy choices (including strong HPC provision and generous 
government finance of LTC) were associated with decreased in-hospital 
mortality (Jiang and May 2021). Another study, of 13 European coun
tries and Israel found that dying in hospital was associated with settings 
where end-of-life care is predominantly privately funded (Orlovic et al., 
2017). Both studies demonstrate the impact of health policy on place of 
death. In our study, health policies across all four contrasting countries 
(two European and two non-European, one of which a low-income 
country) identify significant shortcomings in the availability of ser
vices across places such as the rural-urban divide, workforce shortages, 
financial constraints, and waitlists. While measures already imple
mented were seldom subjected to official evaluation in the included 
documents, the recommendations to continue suggest these measures 
may yield benefits. For instance, US telehealth solutions can offer im
provements around availability of care (especially in rural areas). 
However, alternative strategies are needed for countries and regions 
where telehealth is not feasible. While the Kansas 5-year palliative care 
state plan explicitly addressed challenges and needs of specific sub
populations (i.e., accessibility issues of the rural population and rec
ommendations around health literacy of the medically underserved), 
national health policy documents of all four countries discussing places 
of end-of-life care and death rarely address this (only the pediatric 
population in need of palliative care as minority group and rural pop
ulations). Rather than focusing on the specific needs of distinct popu
lation groups or minorities (e.g., rural communities or ethnic groups), 
national health policy documents tend to focus on the population at 
large. This identifies a gap in national health policies around places of 
end-of-life care and death in addressing the varying end-of-life care 
needs of increasingly diverse and multicultural populations.

Finally, results from our study suggest that investing in civic 
engagement could help alleviate pressure on the healthcare system. Not 
only by investing in family caregivers (like suggested by US policies), 
but also by investing in community members (i.e., volunteers). Policy 
measures from the Netherlands and Uganda around training volunteers 
to support care networks, have been positively evaluated in these policy 
documents. Hence, policymakers could consider policy measures that 
include communities, approaching end-of-life care as a public health 
issue. As a result from our analysis, it is relevant to explore what might 
explain the cross-country differences in the emphasis on civic engage
ment in end-of-life care and death. Countries with stronger government 
regulation, a history of community-based care, or countries that prior
itize empowering people to be involved in decision-making combined 
with public dialogue about end-of-life care may naturally put more 
emphasis to civic engagement. Additionally, cultural values around 
death and dying may play a role. Whereas several studies support the 
increased use of volunteers (often seen in hospices but not only), in 
response to the growing pressure on the healthcare system (Abel and 
Kellehear, 2016; Finucane et al., 2019), it should be noted that volun
teers require professional supervision and system support, and do not 
fully address staff shortages. Therefore, it is important to consider the 
reasons why certain countries invest in civic engagement. In Uganda, it 
may reflect limited resources to build the professional healthcare 
structure, while in the Netherlands a well-established basic healthcare 
infrastructure may allow for community involvement (e.g., volunteers) 
serving a complementary role. Recognizing this distinction is key to 
interpreting the drivers and implications of community-based ap
proaches. These findings and interpretations, while tentative, highlight 
the need for further research into the socio-political and cultural de
terminants of policy development in this area, given that they are likely 
to shape outcomes at the end of life.
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5. Limitations

Document analyses are prone to biased selections (Cardno, 2018) 
since there is risk of missing important documents and selection can be 
influenced by the researcher. We mitigated this by consulting experts in 
the field locally to ensure we included key documents. Additionally, as a 
qualitative method, content analysis risks overinterpretation (Elo and 
Kyngäs, 2008). We reduced this by continuously grounding the work in 
our objectives, analytical and interpretative steps, and reflexivity (de
tails in Supplementary Table 6).

6. Conclusion

This comparative analysis identified key areas for consideration 
regarding policy decisions on places of end-of-life care and death be
tween countries, an issue in the political spotlight globally. While 
improving care at home is prioritized with evidence-based reasons to 
support it, policymakers must, alongside, consider the potential benefits 
of other care settings (HPC, LTC and hospital facilities) and flexible care 
solutions that promote continuity of care for individual end-of-life care 
pathways. In contrasting world regions, we saw critical gaps in end-of- 
life care provision. We also saw policy measures with potential to 
strengthen healthcare across and within specific places of end-of-life 
care and death. The results can inspire policy-making to open new 
ways to improve care for people at the end-of-life.
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Böhm, K., Schmid, A., Götze, R., Landwehr, C., Rothgang, H., 2013. Five types of OECD 
healthcare systems: empirical results of a deductive classification. Health Policy 113 
(3), 258–269. https://doi.org/10.1016/j.healthpol.2013.09.003.

Bone, A.E., Gomes, B., Etkind, S.N., et al., 2018. What is the impact of population ageing 
on the future provision of end-of-life care? Population-based projections of place of 
death. Palliat. Med. 32 (2), 329–336. https://doi.org/10.1177/0269216317734435.

Buse, K., Mays, N., Walt, G., 2012. Making Health Policy, second ed. Mc Graw-Hill 
Education, UK. 

Calanzani, N., Moens, K., Cohen, J., et al., 2014. Choosing care homes as the least 
preferred place to die: a cross-national survey of public preferences in seven 
European countries. BMC Palliat. Care 13, 48. https://doi.org/10.1186/1472-684x- 
13-48.

Campbell, J., Buyinza, N., Hauser, J., 2018. Perspective on care at the end of life at 
hospice africa Uganda. J. Palliat. Med. 21 (7), 901–906. https://doi.org/10.1089/ 
jpm.2017.0472.

Cardno, C., 2018. Policy Document Analysis: a practical educational leadership tool and 
a qualitative research method. Educational Administration: Theor. Pract. 24 (4), 
623–640.

Dalglish, S.L., Khalid, H., McMahon, S.A., 2021. Document analysis in health policy 
research: the READ approach. Health Pol. Plann. 35 (10), 1424–1431. https://doi. 
org/10.1093/heapol/czaa064.

Department of Commerce USoA, 2024. Country Commericial Guide: Uganda - 
Healthcare. International Trade Administration. https://www.trade.gov/countr 
y-commercial-guides/uganda-healthcare. (Accessed 14 August 2024).

Elo, S., Kyngäs, H., 2008. The qualitative content analysis process. J. Adv. Nurs. 62 (1), 
107–115. https://doi.org/10.1111/j.1365-2648.2007.04569.x.

Finucane, A.M., Bone, A.E., Evans, C.J., et al., 2019. The impact of population ageing on 
end-of-life care in Scotland: projections of place of death and recommendations for 
future service provision. BMC Palliat. Care 18 (1), 112. https://doi.org/10.1186/ 
s12904-019-0490-x.

Flory, J., Yinong, Y.X., Gurol, I., Levinsky, N., Ash, A., Emanuel, E., 2004. Place of death: 
U.S. trends since 1980. Health Aff (Millwood) 23 (3), 194–200. https://doi.org/ 
10.1377/hlthaff.23.3.194.

Gomes, B., Higginson, I.J., Calanzani, N., et al., 2012a. Preferences for place of death if 
faced with advanced cancer: a population survey in England, Flanders, Germany, 
Italy, The Netherlands, Portugal and Spain. Ann. Oncol. 23 (8), 2006–2015. https:// 
doi.org/10.1093/annonc/mdr602.

Gomes, B., Calanzani, N., Higginson, I.J., 2012b. Reversal of the British trends in place of 
death: time series analysis 2004-2010. Palliat. Med. 26 (2), 102–107. https://doi. 
org/10.1177/0269216311432329.

Gomes, B., Calanzani, N., Gysels, M., Hall, S., Higginson, I.J., 2013. Heterogeneity and 
changes in preferences for dying at home: a systematic review. BMC Palliat. Care 12, 
7. https://doi.org/10.1186/1472-684x-12-7.

Gomes, B., Pinheiro, M.J., Lopes, S., et al., 2018. Risk factors for hospital death in 
conditions needing palliative care: nationwide population-based death certificate 
study. Palliat. Med. 32 (4), 891–901. https://doi.org/10.1177/0269216317743961.

Hsieh, H.F., Shannon, S.E., 2005. Three approaches to qualitative content analysis. Qual. 
Health Res. 15 (9), 1277–1288. https://doi.org/10.1177/1049732305276687.

IKNL. Nieuwe update tool ’Kerncijfers behoefte aan palliatieve zorg’. Updated 11 
October 2024. https://iknl.nl/nieuws/2024/kerncijfers-palliatieve-zorg#:~: 
text=Van%20alle%20personen%20die%20sterven,het%20vaakst%20thuis%20 
(55%25).

Jiang, J., May, P., 2021. Place of death in Europe: trends and associations in a 30-country 
panel (2005-2017). Eur. J. Publ. Health 31 (Suppl. ment_3). https://doi.org/ 
10.1093/eurpub/ckab164.064.

S.H. van de Beek et al.                                                                                                                                                                                                                        Health and Place 96 (2025) 103534 

7 

https://www.eolinplace.com
https://doi.org/10.1016/j.healthplace.2025.103534
https://doi.org/10.1016/j.healthplace.2025.103534
https://doi.org/10.1136/bmjspcare-2015-001009
https://doi.org/10.1136/bmjgh-2021-006766
https://doi.org/10.1136/bmjspcare-2015-000878
https://doi.org/10.1136/bmjspcare-2015-000878
https://doi.org/10.1177/1744987117741667
https://doi.org/10.1007/s11606-009-0952-6
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref6
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref6
https://doi.org/10.1016/j.healthpol.2013.09.003
https://doi.org/10.1177/0269216317734435
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref9
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref9
https://doi.org/10.1186/1472-684x-13-48
https://doi.org/10.1186/1472-684x-13-48
https://doi.org/10.1089/jpm.2017.0472
https://doi.org/10.1089/jpm.2017.0472
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref12
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref12
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref12
https://doi.org/10.1093/heapol/czaa064
https://doi.org/10.1093/heapol/czaa064
https://www.trade.gov/country-commercial-guides/uganda-healthcare
https://www.trade.gov/country-commercial-guides/uganda-healthcare
https://doi.org/10.1111/j.1365-2648.2007.04569.x
https://doi.org/10.1186/s12904-019-0490-x
https://doi.org/10.1186/s12904-019-0490-x
https://doi.org/10.1377/hlthaff.23.3.194
https://doi.org/10.1377/hlthaff.23.3.194
https://doi.org/10.1093/annonc/mdr602
https://doi.org/10.1093/annonc/mdr602
https://doi.org/10.1177/0269216311432329
https://doi.org/10.1177/0269216311432329
https://doi.org/10.1186/1472-684x-12-7
https://doi.org/10.1177/0269216317743961
https://doi.org/10.1177/1049732305276687
https://iknl.nl/nieuws/2024/kerncijfers-palliatieve-zorg#:%7E:text=Van%20alle%20personen%20die%20sterven,het%20vaakst%20thuis%20(55%25
https://iknl.nl/nieuws/2024/kerncijfers-palliatieve-zorg#:%7E:text=Van%20alle%20personen%20die%20sterven,het%20vaakst%20thuis%20(55%25
https://iknl.nl/nieuws/2024/kerncijfers-palliatieve-zorg#:%7E:text=Van%20alle%20personen%20die%20sterven,het%20vaakst%20thuis%20(55%25
https://doi.org/10.1093/eurpub/ckab164.064
https://doi.org/10.1093/eurpub/ckab164.064


Kikule, E., 2003. A good death in Uganda: survey of needs for palliative care for 
terminally ill people in urban areas. Bmj 327 (7408), 192–194. https://doi.org/ 
10.1136/bmj.327.7408.192.

Lee, E.J., Lee, N.R., 2022. Factors associated with place of death for terminal cancer 
patients who wished to die at home. Medicine (Baltim.) 101 (39), e30756. https:// 
doi.org/10.1097/md.0000000000030756.

Lopes, S., Bruno de Sousa, A., Delalibera, M., Namukwaya, E., Cohen, J., Gomes, B., 
2024. The rise of home death in the COVID-19 pandemic: a population-based study 
of death certificate data for adults from 32 countries, 2012-2021. eClinicalMedicine 
68, 102399. https://doi.org/10.1016/j.eclinm.2023.102399.

MacArtney, J.I., Broom, A., Kirby, E., Good, P., Wootton, J., Adams, J., 2016. Locating 
care at the end of life: burden, vulnerability, and the practical accomplishment of 
dying. Sociol. Health Illness 38 (3), 479–492. https://doi.org/10.1111/1467- 
9566.12375.

McMahan, R.D., Tellez, I., Sudore, R.L., 2021. Deconstructing the complexities of 
advance care planning outcomes: what do we know and where do we go? A scoping 
review. J. Am. Geriatr. Soc. 69 (1), 234–244. https://doi.org/10.1111/jgs.16801.

Morrison, R.S., Augustin, R., Souvanna, P., Meier, D.E., 2011. America’s care of serious 
illness: a state-by-state report card on access to palliative care in our nation’s 
hospitals. J. Palliat. Med. 14 (10), 1094–1096. https://doi.org/10.1089/ 
jpm.2011.9634.

Namukwaya, E., de Sousa, A.B., Lopes, S., et al., 2024. EOLinPLACE: an international 
research project to reform the way dying places are classified and understood. Palliat 
Care Soc. Pract. 18, 26323524231222498. https://doi.org/10.1177/ 
26323524231222498.

Niles, N.J., 2023. Basics of the US Health Care System. Jones & Bartlett Learning.
OECD, 2023a. Health at a Glance 2023.
OECD, 2023b. Time for better care at the end of life. OECD Health Policy Studies.
Okunade, B.A., Adediran, F.E., Maduka, C.P., Adegoke, A.A., 2023. Community-based 

mental health interventions in Africa: a review and its implications for US healthcare 
practices. Int. Med. Sci. Res. J. 3 (3), 68–91.

Orlovic, M., Marti, J., Mossialos, E., 2017. Analysis of end-of-life care, out-of-pocket 
spending, and place of death in 16 European countries and Israel. Health Aff 
(Millwood) 36 (7), 1201–1210. https://doi.org/10.1377/hlthaff.2017.0166.

Pinto, S., Lopes, S., de Sousa, A.B., Delalibera, M., Gomes, B., 2024. Patient and family 
preferences about place of end-of-life care and death: an umbrella review. J. Pain 

Symptom Manag. 67 (5), e439–e452. https://doi.org/10.1016/j. 
jpainsymman.2024.01.014.

Pivodic, L., Higginson, I.J., Sarmento, V.P., Gomes, B., 2013. Health metrics: standardize 
records of place of death. Nature 495 (7442), 449. https://doi.org/10.1038/ 
495449c.

Pollock, K., Caswell, G., Turner, N., Wilson, E., 2024. The ideal and the real: patient and 
bereaved family caregiver perspectives on the significance of place of death. Death 
Stud. 48 (4), 312–325. https://doi.org/10.1080/07481187.2023.2225042.

Quality AfHRa. Six domains of healthcare quality. Updated December 2022. Accessed 
17-September-2024, 2024. https://www.ahrq.gov/talkingquality/measur 
es/six-domains.html.

QuickStats. Percentages of Deaths, by Place of Death 2000-2018. doi:https://doi.org/10. 
15585/mmwr.mm6919a4 Accessed 13–May–2023.

Robinson, J., Gott, M., Gardiner, C., Ingleton, C., 2016. The ’problematisation’ of 
palliative care in hospital: an exploratory review of international palliative care 
policy in five countries. BMC Palliat. Care 15, 64. https://doi.org/10.1186/s12904- 
016-0137-0.

Sleeman, K.E., de Brito, M., Etkind, S., et al., 2019. The escalating global burden of 
serious health-related suffering: projections to 2060 by world regions, age groups, 
and health conditions. Lancet Global Health 7 (7), e883–e892. https://doi.org/ 
10.1016/s2214-109x(19)30172-x.

Unit, E.I., 2015. The 2015 Quality of Death Index – Ranking Palliative Care across the 
World. Economist Intelligence Unit.

van de Beek ShvdS, J.T., van der Linden, Y.M., Dias da Silva, I., Delalibera, M., Olet, D.A., 
Namukwaya, E., Belanger, E., Eckels, K., Gomes, B., Touwen, D.P., 2024. The 13th 
world research congress of the European association for palliative care: "global 
insights: stakeholders’ perspectives on end-of-life care and place of death". Palliat. 
Med. 38 (1_Suppl. l), 113. https://doi.org/10.1177/02692163241242338 (Abstract: 
2.047. 

van Doorne, I., van Rijn, M., Dofferhoff, S.M., Willems, D.L., Buurman, B.M., 2021. 
Patients’ preferred place of death: patients are willing to consider their preferences, 
but someone has to ask them. Age Ageing 50 (6), 2004–2011. https://doi.org/ 
10.1093/ageing/afab176.

WHO. Global health estimates: Leading causes of death ’Cause-specific mortality, 
2000–2021’. Accessed 09–05–2025. https://www.who.int/data/gho/data/themes/ 
mortality-and-global-health-estimates/ghe-leading-causes-of-death.

S.H. van de Beek et al.                                                                                                                                                                                                                        Health and Place 96 (2025) 103534 

8 

https://doi.org/10.1136/bmj.327.7408.192
https://doi.org/10.1136/bmj.327.7408.192
https://doi.org/10.1097/md.0000000000030756
https://doi.org/10.1097/md.0000000000030756
https://doi.org/10.1016/j.eclinm.2023.102399
https://doi.org/10.1111/1467-9566.12375
https://doi.org/10.1111/1467-9566.12375
https://doi.org/10.1111/jgs.16801
https://doi.org/10.1089/jpm.2011.9634
https://doi.org/10.1089/jpm.2011.9634
https://doi.org/10.1177/26323524231222498
https://doi.org/10.1177/26323524231222498
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref32
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref33
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref34
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref35
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref35
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref35
https://doi.org/10.1377/hlthaff.2017.0166
https://doi.org/10.1016/j.jpainsymman.2024.01.014
https://doi.org/10.1016/j.jpainsymman.2024.01.014
https://doi.org/10.1038/495449c
https://doi.org/10.1038/495449c
https://doi.org/10.1080/07481187.2023.2225042
https://www.ahrq.gov/talkingquality/measures/six-domains.html
https://www.ahrq.gov/talkingquality/measures/six-domains.html
https://doi.org/10.15585/mmwr.mm6919a4
https://doi.org/10.15585/mmwr.mm6919a4
https://doi.org/10.1186/s12904-016-0137-0
https://doi.org/10.1186/s12904-016-0137-0
https://doi.org/10.1016/s2214-109x(19)30172-x
https://doi.org/10.1016/s2214-109x(19)30172-x
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref44
http://refhub.elsevier.com/S1353-8292(25)00124-8/sref44
https://doi.org/10.1177/02692163241242338
https://doi.org/10.1093/ageing/afab176
https://doi.org/10.1093/ageing/afab176
https://www.who.int/data/gho/data/themes/mortality-and-global-health-estimates/ghe-leading-causes-of-death
https://www.who.int/data/gho/data/themes/mortality-and-global-health-estimates/ghe-leading-causes-of-death

	Places of end-of-life care and death in health policies of four countries (EOLinPLACE Project)
	1 Introduction
	2 Methods
	2.1 Study design and study setting
	2.2 Document search and eligibility criteria
	2.3 Data analysis

	3 Results
	3.1 Topic 1: Narratives around places
	3.2 Topic 2: Policy measures acting on places

	4 Discussion
	5 Limitations
	6 Conclusion
	CRediT authorship contribution statement
	Acknowledgement
	Appendix A Supplementary data
	Data availability
	References


