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Abstract

Providing timely and satisficing End-of-Life care (EOLC) is a priority for healthcare systems since aging population
and chronic diseases are boosting the global demand for care at end-of-life (EOL). In OECD countries the access

to EOLC is insufficient. In Italy, the average rate of cancer patients assisted by the palliative care (PC) network at EOL
was 28% in 2021, with high variability in the country. Among the Italian regions offering the best coverages, Tuscany
has a rate of about 40%, but intraregional variation is marked as well. The study aims to explore the delivery of EOLC
to adult cancer patients in public facilities in the Tuscany region through survey data collection among profession-
als. Two online surveys were delivered to Directors of community-based PC Functional-Units (FUs) and Directors

of hospital-based medical-oncology units. All FU Directors responded to the survey (n=14), and a response rate

of 96% was achieved from hospital-unit Directors (n=27). The results highlight the availability of numerous dedicated
services, but reveal heterogeneity among and within organisations, including variations in the professionals involved,
pathways, and tools adopted. Care continuity is supported by institutionalized collaboration between hospital

and community settings, but hindered by fragmented care processes and heterogeneous transition pathways. Late
referral to PC is perceived as a major constraint to EOLC. Developing structured pathways for patient transition to end-
stage PC is crucial, and practices/processes should be uniformly implemented to ensure equity. Multi-professional
care should be facilitated through tailored supporting tools. Both hospital-unit and FU Directors suggest developing
shared pathways between organisations/professionals (82% and 80% respectively) and digital information sharing
(61% and 80% respectively). Hospital and community-based professionals have similar perceptions about the con-
cerns and challenges to EOLC provision in the region, but community-based professionals are more sensitive

to the importance of improving communication on PC to the public and early discussing EOLC with caregivers.

This finding suggests the need of enhancing hospital personnel’s awareness about these issues. Professional train-
ing and the capacity to assess patients' needs and preferences should be improved. The identified needs can inform
future research and interventions to improve the quality and outcomes of EOLC for cancer patients.
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Introduction

The need for End-of-Life care (EOLC), encompassing
last stage palliative care (PC) and some elements of cura-
tive care provided to patients and their families in the
final 12 months of life [1], is rapidly growing due to the
prevalence of chronic and evolving diseases, aging popu-
lation, and multi-morbidity among older patients [1-3].
The demand is expected to reach nearly 10 million by
2050 in OECD countries [1]. The goal of EOLC is holis-
tic person-centered comfort and tailored, individualized
patient management [1, 4], with outcomes encompass-
ing symptoms, functional status, spirituality, Quality of
Life (QoL), continuity of care, caregiver well-being and
bereavement [5]. However, EOLC quality is hindered by
prognostic inaccuracy, difficulty in recognizing treatment
futility and agreeing on/implementing a course of care [2,
6]. Across OECD countries, the need for EOLC is often
recognized late, delaying referral, with more than half of
PC interventions delivered in the last month of life and
half of deaths occurring in hospitals [1]. In high-income
countries, close to 75% of people at EOL may benefit
from PC [3], but the access appears inconsistent, with
less than 40% of dying people in need receiving PC [1].

According to the Global Atlas of Palliative Care, Italy
is among the countries with an advanced health system
integration of PC services [7]. However, evidence reports
still insufficient integration between hospital and com-
munity care and limited access to PC [8-11]. National PC
coverage, estimated as PC delivered in day-hospital/hos-
pice, hospice, and home settings meeting demand — equal
to 84% of deaths/year — is of 23%, with variability among
regions [8, 9]. In Appendix (Box 1.) are reported the main
references regarding the regulatory framework on PC,
pain management and EOLC in Italy.

The benefits of PC for cancer patients lie in improved
symptom management, outcomes, QoL and satisfaction,
as well as lower use of non-beneficial treatments [12,
13]. However several access barriers exist in healthcare
systems/policies (e.g. fragmentation of services), among
providers/professionals (e.g. lack of training), and among
patients/families (e.g. stereotypes) [14]. In EOL cancer
trajectory, where patients maintain well-being and func-
tioning for a substantial period before facing a rapid
decline in last weeks and days, higher QoL and satisfac-
tion, and decreased care costs are demonstrated ben-
efits of PC [13]. In Italy the average rate of dying cancer
patients assisted by the PC network at home/hospice was
of 28% in 2021, only improved by three points since 2017
[15]. Variability among regions is high, with coverage
ranging from 4.5% to 56.2% in 2021, and among the best
performers, the Tuscany region shows a rate of about 40%
[16]. However, geographical variation is marked across
Tuscany health districts and affects also other aspects of
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EOLC, such as the place of care and death, pain manage-
ment and aggressive care [17]. This picture is also com-
mon in other regions [18].

Discharge planning and care continuity are core ele-
ments of hospital-based PC provision, specifically at
EOL, and, for patients hospitalized with life-threatening
illnesses, multiple transitions between care settings are
common in the last six months of life [5, 19]. Numerous
gaps in discharge planning have been documented, which
can potentially deteriorate patient QoL and suggest a lack
of adequate support for families and caregivers [19].

Setting

The healthcare system of Tuscany region serves a popu-
lation close to 3.7 million inhabitants and healthcare
provision is almost exclusively public [20]. The system
comprises three local health authorities (LHAs), origi-
nated from the aggregation of previous minor LHAs, and
four teaching hospitals (THs). The three LHAs directly
manage district general hospitals and oversee health
districts responsible for community-care delivery. The
North-West LHA serves about 1,3 million people, the
Center LHA territory has near 1,6 million inhabitants,
while the South-East LHA territory is inhabited by about
800,000 people. The last available data report a cancer
mortality (standardised for age) of 240.4 per 100,000
inhabitants per year in the region (based on 2018-2020
deaths), with the North-West LHA registering a mortal-
ity of 249.5 per 100,000, the Center LHA showing a rate
of 237.1 per 100,000, and the South-East LHA a mortality
of 232.8 per 100,000 [21]. The system counts 28 hospital-
based medical-oncology units. The regional PC network
is organised in nodes that include the five PC units oper-
ating at the THs, the LHA PC Functional-Units (FUs),
the units offering the patients PC at home (referred to
as “home-PC units”), the hospices, the hospitals, the
nursing homes, and the residences for disabled patients.
General practitioners (GPs) and FUs play a central role
in care integration and continuity (see Appendix, Box 2).
FUs operate in all health districts to assist advanced and
EOL patients at home, hospice, and hospital, ensuring
personalized treatment plans and care organisation. The
most recent data indicate the presence of 17 FUs across
LHAs (refer to Fig. 1), along with 21 hospices providing
a total of 159 beds, of which 149 are allocated for inpa-
tient continuous care [11, 22]. Moreover, more than 40
physicians have obtained regional certification as PC spe-
cialists. Since 2020, 18 no-profit organisations have been
commissioned by the LHAs, primarily to provide home-
PC. These organisations operate under heterogeneous
commissioning contracts, leading to variability in ser-
vices. Different services are offered also in relation to the
resources and infrastructures the organisations held, and
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Fig. 1 Distribution of FUs in Tuscany region

the smaller organisations use to bind in networks to offer
services to the reference population. The reform for com-
munity care has affirmed the critical role of home setting
for PC and emphasize the importance of hospital-com-
munity coordination units (ACOTs) in patient assistance
through collaboration with the PC network. ACOTs are
actively involved in community-based PC and EOLC
delivery using the Individual Care Plan (ICP). This clinical
governance tool is designed to define and communicate
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among professionals the therapies, expected outcomes
and services to be provided to the patient. The latest PC
regional plan (2023-2026) has outlined specific objec-
tives to advance PC services: a) re-organising the PC
network within the community care reform; b) defin-
ing general/specialist PC referral areas; c) increasing the
availability of home-PC units, hospice beds, and commu-
nity care standards; d) strengthening no-profit organisa-
tions’ role in home-PC; g) fostering digital tracking of PC



Zuccarino et al. Research in Health Services & Regions (2024) 3:15

activities. Crosscutting actions involve the development
of clinical-care pathways (PDTAs) to facilitate the inte-
gration of hospital and community care, the improve-
ment of digital information systems, the establishment
of pricing structures for PC services, professional train-
ing initiatives, and citizen engagement efforts aimed at
enhancing care quality.

Objectives

The study aims to describe the organisation and man-
agement of EOLC for adult cancer patients in Tuscany
region’s public facilities from professionals’ on-field expe-
rience. Specifically, the FU Directors at community level
and the Directors of hospital-based medical-oncology
units were asked to participate to the survey to describe
the care offered to adult cancer patients at EOL, i.e. adult
patients diagnosed with advanced cancer and no longer
responsive to curative therapies, and to express their
subjective perceptions on care delivery concerns and
patients’ unmet needs.

The research questions proposed are as follows:

— describe the organisational processes and managerial
practices of EOLC tailored to adult cancer patients in
Tuscany;

— identify patterns of multi-professional care, individu-
alized patient management, continuity of care, and
patients’ unmet needs;

— highlight differences in perspectives among profes-
sionals involved in EOLC at hospital and community
level about the concerns and challenges to care pro-
vision.

Methods and targets of the survey

Two online surveys were developed and delivered to
community-based FU Directors and Directors of hos-
pital-based medical-oncology units in public facilities
in Tuscany. The questionnaires were developed based
on international literature and national/regional regu-
lations by a multidisciplinary team of researchers. The
surveys addressed relevant themes to professionals’

Table 1 Structure of the two surveys
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experience in delivering EOLC or supporting the tran-
sition from acute to community care of cancer patients
receiving PC, as identified in previous findings [23, 24]:
(1) Medical management, (2) Continuity of care and
transition (i) assessing and preparing for transition; ii)
organising and facilitating the logistics of transition;
iii) coordinating and collaborating transitional care
across sectors; (3) Patient and family factors; (4) Exper-
tise and training; and (5) Concerns and challenges to
EOLC delivery from professionals’ perspective. In par-
allel, a similar investigation was carried out with focus
on Heart Failure (HF) patients, already described else-
where [25], as part of the Project CARE-NETS. The
survey to FUs hereby presented comprised five sections
(see Table 1) and counted 41 questions focusing on
cancer patients, with mirror questions for the HF pop-
ulation. Most questions were closed-ended (single/mul-
tiple-choice answers and Likert scales) and only a few
were open. The survey to hospital-units included 39
questions, the majority closed-ended and some shared
with the survey targeting FUs (see Table 1).

All public healthcare organisations caring for adult
advanced cancer patients at EOL in Tuscany region
were invited to the surveys. The study was exempt
from ethics approval by an Institutional Review Board
since the research relies solely on secondary use of the
anonymized collected data. The surveys were adminis-
tered online via Qualtrics. Participants were explained
the study purpose, the survey duration, which data were
stored, where and for how long, who the investigator
was and their rights. Usability, technical functionality
and the surveys per se were pre-tested prior to admin-
istration. Respondents were able to review and edit
answers before sending the completed questionnaire.
Multiple participation of participants was controlled.
After data collection, only completed questionnaires
were analysed, and the results were aggregated at LHA/
TH and regional level and compared. Feedback sessions
with community and hospital-based professionals on
results integrated data analysis and synthesis.

Target: Directors of Palliative Care Functional Units (FUs)

Target: Directors of hospital-based medical-
oncology units

Section A - Services and procedures for the management of patients at EOL

Section B — Patient needs as perceived by healthcare professionals and whether these needs were met

Section C - Patient preferences about EOLC
Section D - The role of the caregiver in EOLC
Section E - The perspective of the PC specialist on EOLC

Section A — Services and patient management
Section B - Transition and territory

Section C - EOLC needs of advanced cancer patients

Section D - The perspective of the clinician on EOLC
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Results

The questionnaire tailored to FU Directors was delivered
across the three LHAs from February to March 2023. The
response rate was of 100% (with 14 answers for 17 FUs,
some Directors managing more than one FU). The survey
targeting hospital-unit Directors was launched in June
2023 and closed in October 2023, with a response rate of
96.4%. Table 2 shows the respondents by geographic dis-
tribution in the region.

The study results are presented by re-proposing the
themes as illustrated in the Methods: (1) Medical man-
agement; (2) Continuity of care and transition; (3) Patient
and family factors; (4) Expertise and training; and (5)

Table 2 Respondents to the surveys

Areas of the Tuscany  Directors of Directors of hospital-based

healthcare system LHAFUsn (%) medical-oncology units (at
LHAs/THs) n (%)

North-West 8 (57) 9 (33)

Center 2(14) 13 (48)

South-East 4(29) 5(19)

Total 14 (100) 27 (100)

Abbreviations: LHA Local Health Authority, FU palliative care Functional-Unit, TH
Teaching Hospital

Notes: the answer rate of the questionnaire targeting the FU Directors is 100%
with 14 recorded answers for a total number of 17 FUs. Some Directors in charge
of more than one FU provided one answer only, while others returned a single
answer for each FU they supervise. All complete answers were analysed
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Concerns and challenges to EOLC delivery from profes-
sionals’ perspective. The results are exposed as aggre-
gated at regional level and disaggregated at organisation
level (LHA/TH).

Medical management

Medical management at hospital-units

Medical-oncology units offer several PC services to
adult patients (see Table 3). In 96% of units, early-PC is
offered simultaneously with curative care to adult can-
cer patients. For patients approaching EOL, survival and
need for PC are predicted mostly by means of clinical
assessment (i.e. patient condition, previous treatments,
organ reserve, likelihood of responding to further treat-
ments). The units also adopt standardized scales, but with
variability among the LHAs and THs (refer to Table 4).
The most prevalent scales are the Glasgow Prognostic
Score (GPS) [26, 27] and the Palliative Performance Scale
(PPS) [28].

Pain is regularly monitored and registered in medical
records for all adult advanced cancer patients at EOL
(64%) or at least 70% (25%) as well as the re-evaluation
of pain takes place in medical records for all patients
(57%) or at least 70% (29%). In the majority of units
(86%) the management of patients at EOL is carried on
by multi-professional teams, mainly composed of PC
specialists, oncologists/hematologists and psycholo-
gists. There is variability among organisations in whether
other professionals are involved, like nurses, anesthetists,

Table 3 PC services for adult cancer patients at medical-oncology units

LHA/TH Dedicated PCin acute Multi- PC provision Outpatient Multi- Follow-up Other services
pathway(s) hospitalisations professional in day- visits professional Vvisits to
counselling hospital counselling  re-evaluate
by a medical- by a medical- thelICP
nursing team nursing team
within acute at home
hospitalization
TH North- 0% 0% 100% 0% 0% 0% 0% 0%
West Tuscany
TH Center 75% 50% 100% 25% 100% 50% 50% 0%
Tuscany
TH South-Est ~ 100% 0% 0% 0% 100% 100% 0% 0%
Tuscany
Center LHA 30% 60% 50% 10% 90% 50% 20% 10% (simul-
taneous care
visits)
Nord-West 38% 63% 50% 0% 88% 75% 50% 0%
LHA
South-East 75% 50% 75% 25% 75% 100% 75% 0%
LHA
All respond- 46% 54% 61% 11% 86% 64% 39% 4%
ents

Abbreviations: ICP Individual Care Plan, LHA Local Health Authority, PC Palliative Care, TH Teaching Hospital
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geriatricians, physiotherapists, and radiotherapists
(see Fig. 2). Notably, in only half of units the nurses are
involved, and geriatricians take unfrequently part in
teams. In many cases, the patients can benefit from con-
sultations with a social worker or a religious.

Medical management at community-based FUs

Almost half of hospices offer PC to cancer patients
through specific clinical procedures. They are available
in all hospices of Center LHA FUs, 75% of hospices of
South-East LHA FUs, and 33% of hospices of North-
West LHA FUs. In about one-third of LHA hospices, the
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patients are offered PC through clinical pathways shared
with the LHA oncologic department. These pathways are
adopted at Center LHA (100%) and North-West LHA
(33%), but are not in place at South-East LHA. The units
offer psychological and religious support (93%), con-
sultations with social workers (73%), and spiritual sup-
port (58%). Standard tools to predict life expectancy are
adopted (73%), but with differences among LHAs: they
are used by all Center LHA FUs, 78% of North-West LHA
FUs, and half of South-East LHA FUs. The scales prevail-
ing are: Necesidades Paliativas (NECPAL) [43], Palliative
Prognostic Score [34], Edmonton Symptom Assessment

Composition of multi-professional teams

T 969,

Palliative specialist

100%

Oncologist/hematologist

100%
—_——
P 759,
—

100%

Psychologist
= All respondents
South-East LHA
Nurse
mNord-West LHA
u Center LHA
TH South-Est Tuscany Anaesthetist

u TH North-West Tuscany

m TH Center Tuscany
Radiotherapist

I 33,

P 259%,

100%

— 339,

8%,

Geriatrician

25%

—— 339,

_ 89%

Physiotherapist

7%

I 339,

- 4%

Other figures

0% 20%

1%

— | Nutritionist

40% 60% 80% 100%

Fig. 2 Composition of multi-professional teams caring for adult cancer patients at EOL
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System (ESAS) [44], Karnofsky [45], Integrated Palliative  The response of the community-based FU Directors Half
Outcome Scale [46, 47] and Outcome Assessment and  of Directors estimated that at least 50%-75% or more

Complexity Collaborative suite of measures [48]. than 75% of patients receive PC before accessing hospice.

40% of Directors affirmed that at least half of their cancer
Continuity of care and transition patients are timely referred to hospice and 33% reported
Continuity of care and transition, assessing and preparing that the majority/nearly all patients are referred on time.
for transition Almost half respondents stated nearly all cancer patients

are admitted within three days of notice.
The response of the hospital-unit Directors All hospi-

tal-units collaborate with at least one hospice and 92%  continuity of care and transition, organising and facilitating
of units have an institutionalized collaboration. 46% of e logistics of transition

Directors estimated that less than 25% of their patients
were sent to hospice in the previous year and 32%
declared the patients sent were 25-50%. In 86% of cases,
the professionals can activate home-PC with community
services for patients transitioning to home, and there is
an established collaboration with home-PC units. 61%
of Directors believe that at least half of those who died
in their units in the previous year would have chosen to
die at home. 57% of Directors affirmed that more than
75% of all patients who died in their units could have
benefited from home-PC. Concerning patients discharged
to home, 60% of Directors estimated that at least 75%
of transferred patients were actually cared for by home-
PC units.

The response of the hospital-unit Directors The transition
of patients from hospital to hospice/home at EOL is agreed
upon with patient and family/caregivers by means of face-
to-face meetings with both the PC specialist and treating
physician (75%), less frequently with the PC specialist only
(18%) or rarely with the treating physician only (4%). In 96%
of units, transition pathways to hospice are established.

The response of the community-based FU Direc-
tors Transition pathways to hospice are common at
FUs when patients are transferred from hospital or from
settings where they are assisted by the PC network (see
Fig. 3). Structured pathways from hospital are present

Established pathways for referring and transfering patients to the FU referral hospice

m. 7%
Other pathways  pm 119 —» | Transfer from intermediate care

7%
There are no established pathways 25%

Transfer from residential structures for the disabled people with — 53%

previous assistance by PC network s 100%

Transfer from residential structures for the disabled people 27%

without previous assistance by PC network ﬂ 50%

Transition from nursing home with previous assistance by PC 93%
network 100%

Transition from nursing home without previous assistance by PC 40%

network G F

93%
Transition from home with previous assistance by PC network ﬂ 100%
o

——— 4T7%

Transition from home without previous assistance by PC network T 67%
g

87%
Transition from hospital 100%

0% 20% 40% 60% 80% 100%

® All Fus of Tuscany All FUs of South-East LHA ® All FUs of North-West LHA B All FUs of Center LHA
Fig. 3 Transition pathways to hospice
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in the majority of FU hospices. In most cases, there are
well-defined care processes from home and nursing
homes when patients are assisted by the PC network.
Half of Directors confirmed a pathway from residences
for disabled patients when previous assistance from the
network is available. When patients are not assisted by
the network, care processes from home, nursing homes
and residences for disabled patients are less frequently
available. According to a minority of South-East LHA
FUs, there are no established pathways to hospice from
any setting. The pathways take different forms across the
organisations (see Table 5).

60% of FUs established pathways to co-manage the
patients transferred to hospice with oncology hospital-
units. They are available at all Center LHA FUs,
67% of North-West LHA FUs and 25% of South-East
LHA FUs.

Continuity of care and transition, coordinating
and collaborating transitional care across sectors

The response of the hospital-unit Directors Accord-
ing to 43% of respondents, the transition to hospice is
always followed by drafting the ICP. When the ICP is
drafted, the patient and caregivers are always involved
(95%), but there is considerable variability in the effective
engagement of GPs. For 64% of respondents the transi-
tion from hospital to home is always followed by draft-
ing the ICP. In home transition, ICP drafting is always
shared with the patient (100%), caregivers (95%), home-
PC units (90%) and GPs (80%), but 45% of Directors are
not aware whether the hospital-community coordination
units (ACOTs) are engaged for activating care and social
services for the patients transferred.

After transition, digital tools are rarely used to share
patient information among professionals, including GPs.

Table 5 The forms of transition pathways to hospice

LHA LHA Inter-LHAs PDTA(s) Not applicable
procedure procedure

Center LHA 100% 0% 100% 0%

Nord-West 100% 1% 0% 11%

LHA

South-East 50% 75% 0% 50%

LHA

All respond- 87% 27% 13% 20%

ents

Abbreviations: LHA local health authority, PDTA clinical-care pathway
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Usually, information is shared through phone calls, emails,
and discharge letters that patients/caregivers provide to
the different professionals. Integrated information systems
are not yet implemented and used (see Fig. 4).

According to the respondents, the degree of involve-
ment of non-profit organisations in EOLC is 5.7 out of
10 points and the activities carried out usually refer to
collaboration with home-PC units (61%) and support to
patients/families (50%).

The response of the community-based FU Directors The
results obtained from FU Directors align with the
answers of hospital-unit Directors. The dialogue between
FUs and hospital/local services appears based on contact
between professionals, while digital tools to share infor-
mation appear scarcely implemented by organisations
(see Fig. 4).

Also according to FU Directors, the degree of involve-
ment of non-profit organisations in EOLC for cancer
patients is 6.1 out of 10 points and the main activities
carried out are collaboration with home-PC units (73%)
and support to patients/families (60%). Almost half of
respondents reported also their engagement in activities
to foster the population’s awareness about EOL.

Patient and family factors: the response

of the community-based FU Directors

The percentage of patients/relatives who have discussed
EOL preferences before transition to hospice is low.
According to 33% of respondents, almost none have dis-
cussed the preferences before hospice admission, one
out of five reported patients/relatives have discussed
them about 25% to 50% of the time, while another 20%
reported the discussions have occurred 50% to 75%
of the time, and only one Director estimated the ratio
to be higher than 75% of the time. The issues primar-
ily discussed vary among LHAs, with most respondents
reporting care setting (28%) and pain management and
PC (26%). Other aspects include diagnosis and progno-
sis, reduction or suspension of therapies, and wishes for
life-supporting treatments. In 67% of FU hospices, there
are procedures to nominate a legal guardian for patients
when needed.

The Directors reported a fair capacity to satisfy the
EOLC needs of patients (7.7 out of 10 points on a Lik-
ert scale), but there are several needs yet to better answer
(refer to Fig. 5). First, accurate information on disease
course and support to caregivers. Caregiver burden in
caring for the patients is rated 7.7 on a ten-point Likert
scale.
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Ways of sharing patient clinical information between care settings,
following patient transition

Direct contact between professionals; -

Scheduled meetings Other .
100% Clincal changes on
Phone calls between Electronic Record -
professionals 80% Fascicolo Sanitario

Elettronico (FSE)

Shared database on

Discharge letter patients transfered to

hospice
Documentation sent by Shared Electronic
patients or caregivers N Medical Record
~\:\
Email exchange Joint drafting of
between professionals Individual Care Plan
P (ICP) and ICP changes

Messaging between
professionals

Hospital units' perspective: exchange with hospices

------- Hospital units' perspective: exchange with home-care/ PC/specialist teams

Fus' perspective: exchange with hospitals

------- Fus' perspective: exchange with local services

Fig. 4 Information sharing between care settings after patient transition

What do you think are the main care needs of cancer patients that
should be better managed?
Other

7 tom = Other

Fair information ;

on the course of

the disease justment of = Symptom
87% erapy management
l % = Adjustment of
therapy
Improve the awareness = Respect of patient
of the disease of preferences
Support to patients/caregivers | .
caregivers Respect of patient = Spiritual care
87% preferences
67% = Social support
= Psychological
support
Support to
caregivers

Fair information
on the course of
the disease

Fig. 5 Needs to better address
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Expertise and training

More than 73% of FU Directors reported a lack of expe-
rience of other professionals in managing patients at
EOL. Staff are offered training in communicating EOL
information to patients/caregivers according to 87% of
FU Directors and 60% of hospital-unit Directors. Only
in 25% of hospital-units specific projects are in place to
improve the EOLC delivery to cancer patients.

Concerns and challenges to EOLC delivery

from professionals’ perspective

Ones of the recurrent reported flaws of EOLC provision
to adult cancer patients by FU Directors are late referral
to PC, difficulty in explaining the patient’s condition to
family/caregivers, and patients’ struggle in making EOL
decisions (refer to Fig. 6).

To enhance EOLC delivery, both hospital-unit and
FU Directors suggested to improve the training of hos-
pital personnel (82% and 87% respectively) and com-
munity professionals (68% and 73% respectively) and
create shared care-pathways between organisations/
professionals (82% and 80% respectively). Both groups
of respondents believe it is necessary to develop digital
tools for information sharing between hospital and com-
munity care, but FU Directors are more committed to
this exigency (80%) than hospital-units Directors (61%),
while the latter think promoting home-PC (64%) is nec-
essary to develop EOLC more than FU Directors (53%).
On the other hand, FU Directors believe it is crucial to
communicate on PC to the public and to promote early
discussions on EOLC with caregivers (87% and 73%

‘What do you see as the main limitations to the
Late referral to PCs
Difficulty in aknowledging terminal status by family/caregivers
Lack of expertise by other collegues in managing patients at EOL
Difficulty of patients in taking decisions at EOL
Low use of advanced directives
Differences in willgness of patients and willingness of family/guardian
Hard prognosis of life expectancy
Lack of PC professionals and multi-disciplinary dedicated teams
Ethics and legal issues
Lack of coordination with hospitals
Lack of guidelines
Lack of training of PC professionals in taking care of these patients
Lack of local services tailored to EOLC
Lack of coordination with local services
Other
All FUs of Tuscany
Fig. 6 Flowsto EOLC
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respectively) much more than hospital-unit Directors
(39% and 57% respectively).

Discussion

The results collected from hospital and community-
based professionals about EOL cancer care in Tuscany
region speak about fairly good pain and symptom man-
agement by means of multi-professional care at hospital,
and availability of professional support targeting spiritual
and social needs at both hospital and community level.
On the other hand, a better alignment across different
organisations about the pathways and tools adopted and
the professionals engaged in multi-professional care is
still needed to support equity of care within the region.
The variability within the three LHA is in part clarified
by the history of the region, which has included a gradual
aggregation of independent LHAs, impacting also on PC
and EOLC organisation, the pathways and tools in place.
The results call to dampening the misalignments, as well
as to enhancing the engagement of nurses and geriatri-
cians in multi-professional teams, crucial to fulfill a tai-
lored and individualized patient management at EOL
[49-52].

The survey uncovers five main findings. Firstly, while
care continuity is supported by institutionalized col-
laboration between care settings, it is hindered by the
fragmented care processes and inconsistent transition
pathways. The ability to facilitate patient transitions
from hospital to other settings requires further enhance-
ment, along with the assessment of patient needs and
preferences. To address this, data collection should
be expanded to better understand patients’ needs and

provision of EOLC to cancer patients?

80%
80%
73%
80%
73%
60%
33%
47%
40%
27%
13%
7%
20% Pathways are available but they
0% ("u'c m)f ac:mf d 1%1?:1(‘ of organ
and branch specialists trained in
13% V| ke
0% 20% 40% 60% 80% 100%
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predict healthcare utilization. In addition, clinical gov-
ernance tools should be promoted, such as shared path-
ways and procedures, which are affirmed as necessary
by both groups of respondents. The latest regional PC
plan (henceforth “PC Plan”) aims to establish PDTAs
to facilitate taking charge and care integration, and the
study results offer a timely description of what transition
pathways are available at different organisations, crucial
to focus on the most critical areas and profitably base
the homogenization of pathways. Specifically, transition
pathways to hospice care should be established to reach
patients who are not currently supported by the PC net-
work. Additionally, pathways from nursing homes and
residences for disabled patients should be further devel-
oped. Similarly, structured pathways for managing the
patients already transferred from hospitals to hospice
care should be uniformly established in the region. While
non-profit organisations play an active role in EOLC,
there is potential for improvement. Enhanced collabora-
tion with these organisations could facilitate the develop-
ment of tailored care pathways, leveraging the no-profit
bodies’ capacity to act as intermediaries between differ-
ent care settings [8, 53].

A second consideration pertains to the issue of the late
referral to PC, which is frequently cited as a significant
limitations in EOLC and indicated a need for improved
integration between oncology and PC [54]. The variabil-
ity in transition pathways to hospice care may contribute
to such delays, aligning with the recognized limitation
in national PC delivery, which often emphasized high-
intensity care models and results in late referral to PC [8,
9]. Adopting standardized tools to predict PC needs can
facilitate the early integration of PC across all care set-
tings and enhance timely PC integration even within hos-
pitals, where early-PC is already offered to adult cancer
patients. The PC Plan advocated for the use of the NEC-
PAL tool [43] at both hospital and community levels.
This study indicates that this tool appears to be among
the most frequently used instruments for predicting PC
needs at hospices but is not as commonly employed in
hospital. Standardized tools can promote equitable of
care and ensure timely referrals.

Another interesting finding concerns the use of sup-
porting tools designed to facilitate multi-professional
collaboration thereby improving individualized patient
management and continuity of care. Multi-professional
care addresses the fragmentation of care processes and
is crucial in PC, as it enhances symptom management,
QoL, and comfort for patients and their families [55]. A
broader adoption of supporting instruments such as the
ICP could further facilitate multi-professional care by
ensuring individualised patient management. This is
due to the ICP’s foundation in a multi-professional and
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multi-dimensional evaluation, which informs the care
plan. The study results point out that the ICP is fre-
quently used during transitions from hospital to home,
but seldom during transitions to hospice care, thereby
constraining professional collaboration. Additionally,
administrative burdens in routine care processes impede
collaboration, highlighting the need for enhanced use
of information systems — such as shared electronic
patient records — to aid decision-making. This approach,
endorsed by the PC Plan and recommended by both
respondents’ groups, can facilitate care integration and
continuity, as well as enable the measurement of activi-
ties and benchmarking among providers.

Another observation concerns the overall similarity in
perception of EOLC challenges between hospital and
community-based professionals, despite some noted
exceptions, consistent with differences in views already
found in the literature [56]. FU Directors emphasize the
need for improved public communication about PC and
early discussions on EOLC with caregivers. In contrast,
hospital-unit Directors show less sensitivity to these
issues, confirming previous findings regarding haematol-
ogists” attitude towards EOLC discussions [57, 58]. This
highlights the need of enhancing hospital personnel’s
awareness regarding the importance of effective com-
munication and discussion with patients and caregivers.
Finally, the findings underscore the need for specialized
training in EOLC tailored for professionals across all set-
tings. It is essential for professionals to have the instru-
ments to properly address patients’ needs for accurate
information about disease progression and to provide
adequate support to caregivers. While families and car-
egivers are involved in decision-making and in draft-
ing the ICP during transitions, there is a need for more
comprehensive support regarding the care burden and
the acknowledgment of the terminal status of their loved
ones.

The study has some limitations. First, the surveys
were conducted only in one regional setting, and Ital-
ian regions set up different models for EOLC to can-
cer patients [17], hence the generalizability of results is
low. Nonetheless, the study focuses on a region with a
quite well positioning on performance for EOLC, even
if there are still many aspects that deserve some reflec-
tions, therefore the case examined can embody a relevant
example in the Italian context.

Secondly, the results about the concerns to EOLC
delivery (in Sect. 5) Concerns and challenges to EOLC
delivery) and the capacity to satisfy the need for EOLC
(in Sect. 3) Patient and family factors) reflect the subjec-
tive opinions of the individuals who answered the sur-
veys and may not necessarily mirror objective data on
EOLC provision. However, they provide insight into the
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perceived adequacy of EOLC within the given regional
healthcare setting.

Conclusions

The results provide valuable insights into the current
state of EOLC for adult cancer patients in the Tuscany
region, incorporating perspectives from community-
based FUs and hospital-units. The regional EOLC
framework for cancer patients seems to be institution-
ally established and provides a well-developed range of
services. However, further efforts are required to align
EOLC practices with patient needs. While care conti-
nuity is supported by the institutionalized collaboration
between hospital and community settings, it is hindered
by fragmented care processes and heterogeneous transi-
tion pathways. Additional, late referral to PC is reported
as a major constraint on EOLC.

Developing structured care pathways for transitioning
patients to end-stage PC is crucial, and it is essential to
ensure that EOLC practices and processes are uniformly
implemented to guarantee equity. Multi-professional
care should be facilitated through tailored supporting
tools to better achieve individualized patient manage-
ment and continuity of care. Furthermore, the involve-
ment of nurses and geriatricians in multi-professional
teams should be strengthened. Although hospital and
community-based professionals generally share similar
perceptions regarding EOLC, FU Directors are notably
more sensitive to the importance of public communica-
tion about PC and early discussions on EOLC with car-
egivers, which are critical for improving care delivery.
This discrepancy suggests a need to increase awareness
among hospital personnel regarding these issues. There
is a need for improved training for professionals, as well
as enhanced capacity to assess patients’ needs and pref-
erences. Addressing these identified needs is crucial
for guiding future research and interventions aimed at
improving the quality of care and outcomes for cancer
patients at EOL. Furthermore, optimizing EOLC for can-
cer patients can serve as a model for improving EOLC
for non-cancer patients, given that the care provided to
chronic non-cancer patients often falls short of actual
needs [25, 59, 60].
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