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Abstract
Background  Family caregivers play an essential role across the life course of people, especially in delicate moments 
as the end-of-life, playing a central role in supporting and caring for terminal patients. Exploring the experience of 
family caregivers along this pathway is crucial to ensure a respectful, person-centered and high-quality experience 
with healthcare services, not only for patients but also for their caregivers. This study aimed to develop and validate 
collaboratively a multidimensional framework to explore the global experience of family caregivers across the 
palliative care pathways, through a multi-step participatory process involving professionals and caregivers.

Method  The study employed a mixed-methods design. A literature exploration was conducted to identify key 
dimensions of the caregiver experience along the palliative care pathway, which informed the development of a 
preliminary framework subsequently examined through a Delphi-derived consensus process. A purposive sample 
of Italian professionals and caregivers participated in the Delphi study and were asked to assess the perceived 
importance of each dimension of the preliminary framework. Data analysis further examined areas of convergence 
and divergence between the two groups. The Delphi process resulted in the development of a final framework. Both 
the preliminary and final frameworks were refined through a workshop involving a group of Italian palliative care 
experts.

Results  As a result of the first phase, our multi-dimensional framework included six key dimensions (namely, 
‘Needs’, ‘Responses’, ‘Clarity and adequacy of information’, ‘Availability in case of need’, ‘Responses in the Home 
Context’, ‘Communication and involvement’), each with additional sub-dimensions. The Delphi study involved 37 
participants, including 19 professionals and 18 caregivers. All dimensions consistently received high ratings already 
in the first round. Emotional needs, clarity of information, and communication were prioritized by all participants, 
with differences including caregivers’ higher ratings for training and involvement, and professionals’ emphasis on 
communication adequacy. Open-ended comments identified personal, professional, and organizational challenges, 
such as the emotional burden on caregivers, communication gaps, and a need for enhanced support services. In a 
follow-up workshop, practitioners discussed the results of the Delphi, proposing to adopt the framework for involving 
caregivers in a holistic evaluation of services, and in defining person-centered improvements.

Conclusions  This study provides a multidimensional framework of the family caregiver experience, developed and 
refined collaboratively by both professionals and caregivers. The framework represents a conceptual and operational 
structure that may inform caregiver experience assessment and service evaluation. Given its flexible design, the 
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​​Background
In a context of rapid demographic, socioeconomic, and 
familial changes, characterized by an increasing preva-
lence of advanced chronic conditions and growing long-
term care needs [1], palliative care plays a key role in 
ensuring quality and continuity across care pathways. 
According to the International Association for Hospice 
& Palliative Care [2], palliative care encompasses the pre-
vention, identification, assessment, and management of 
physical symptoms, including pain and other distressing 
conditions, as well as psychological, social, and spiritual 
needs. It also provides support to families and caregivers 
throughout the course of illness and during bereavement. 
Importantly, palliative care extends beyond healthcare 
provision, incorporating social care, third-sector involve-
ment, and other supportive services for patients and their 
families. Palliative care may be delivered across multiple 
settings. Home-based palliative care refers to specialized 
services provided in the patient’s home, whereas hospice 
care is typically delivered in dedicated inpatient facilities. 
These settings differ in organizational structures, care 
models, intensity of professional support, and the role 
assigned to informal caregivers [3].

Such care contexts require strong coordination and 
integration among services and professionals [4–6] with 
attention directed not only to patients’ needs but also 
to those of caregivers, who often act both as care recipi-
ents and as co-providers of care. This perspective aligns 
with the person-centeredness approach in healthcare. 
While patient-centered care focuses on individuals as 
patients with specific conditions, which may some-
times neglect holistic information about the individual, 
person-centered care addresses not only physical or dis-
ease-related needs but also the surrounding context and 
environment [7]. This includes family, friends and other 
people taking care of patients. In fact, person-centered 
care is not tied to hospitals and healthcare institutions, 
as patient-centered care is often; it involves a network of 
healthcare providers, social workers, families, commu-
nities, and other stakeholders in a coordinated, hybrid 
model of integrated care [8, 9]. The person-centered care 
requires a shift from siloed approaches - focused on indi-
vidual providers or settings - towards multi-setting and 
multi-provider vision, with health and wellbeing results 
reflecting contributions from a network of stakeholders 
working together for the individual’s benefit [10].

Healthcare services are highly emotional [11] and 
strongly relational [12, 13]. Patients and caregivers often 
face information asymmetry, which can heighten anxiety 
and fear, making clear communication and a trust-based 
relationship essential [14].

Older adults are the main users of healthcare services, 
making the role of caregivers increasingly significant in 
accessing and navigating healthcare services, as well as 
in managing health conditions at home. These consider-
ations have two main implications. First, caregivers often 
act as key communication intermediaries for this popu-
lation. Second, as directly capturing the experiences of 
elderly and vulnerable patients can be challenging [15], 
caregivers can provide valuable information. However, 
this study seeks to recognize caregivers as subjects of 
inquiry in their own right, rather than merely as inter-
mediaries for patients’ voices. Caregivers are actively 
engaged in the care pathway of their loved ones and are 
therefore key actors in the patient journey, with specific 
information and support needs [16]. Accordingly, pro-
fessionals should act not only as providers, but also as 
enablers or facilitators of people who are seen as active 
agents and co-providers [17, 18]. In fact, co-production 
does not imply transferring responsibility to service 
users; rather, it involves sharing responsibilities, redefin-
ing roles, and enabling individuals to contribute to value 
creation for themselves and their communities [19]. 
According to Pennucci et al. [20], this can happen by 
developing an approach including education, activation, 
engagement, and empowerment of people, especially 
patients and caregivers.

This is particularly relevant in palliative care contexts. 
On the one hand, it involves higher relational and emo-
tional demands compared to other care settings; on the 
other hand, it requires more intensive and continuous 
assistance and, consequently, a strong involvement of 
informal caregivers [21].

Informal caregivers represent a fundamental resource 
in many European countries, especially in those in the 
south, including Italy, characterized by a familistic wel-
fare system [22, 23], commonly referred to as “countries 
with strong family ties” [24]. The caregiver responds to 
various social and health needs of the person they care 
for throughout the palliative care path, dealing with 
symptom management [25], medication administration 
[26], emotional and social support for the patient, often 
ensuring the person’s continuation in their own living 

framework may be further examined and adapted in other healthcare systems. These findings provide actionable 
insights to refine palliative care practices and better align them with the lived experiences and priorities of caregivers 
and professionals.
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framework, Participatory research
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environment. This latter environment includes both the 
family and social network or context in which the care-
giver acts and lives.

Informal caregiver assistance constitutes a multidi-
mensional caregiving work in practical/organizational, 
emotional, relational, and ethical terms [27], which 
may significantly interfere with professional, family, 
and parental roles [28]. Informal caregiving activities, 
over time, can wear down the physical and psychologi-
cal capacities of the caregiver, even leading to a crisis in 
the choice of home care [29]. The well-being of caregiv-
ers has a significant impact on patient outcomes, service 
functionality, and the overall sustainability of services, 
affecting the caregivers’ productivity, their participation 
in service delivery, their collaboration in the value cre-
ation, and their contribution to service sustainability. A 
holistic approach is therefore needed, recognizing the 
person behind the caregiving role [30], including their 
needs, preferences, role perception, experiences with 
services, and the value they receive and co-produce with 
patients and providers [31]. Investigating caregivers’ 
experience along the palliative care path is fundamental 
to understanding end-of-life services’ functioning, bet-
ter managing them and improving their quality, not only 
when provided to patients but also to caregivers. In this 
perspective, the literature recognizes the relevance of 
the caregivers’ health outcomes, wellbeing, and experi-
ence with care in the end-of-life care, by highlighting the 
importance of integrating caregiver experiences among 
the reported outcome measures of this specific pathway 
[32].

Despite growing recognition of caregivers’ roles, there 
is limited consensus on the key dimensions that define 
their experience in palliative care [33]. Existing literature 
highlights aspects such as access to information, com-
munication with healthcare providers, and practical and 
emotional support [34, 35]. However, important concep-
tual and methodological challenges remain, particularly 
in developing integrative approaches capable of capturing 
the multidimensional nature of caregiver experience [36].

Moreover, fewer contributions have developed com-
prehensive models to specifically evaluate the global 
caregiver experience along palliative care pathways. 
Some proposed frameworks include psycho-physical 
dimensions (e.g., pain management), social and relational 
aspects (e.g., dignity and patient-caregiver relationships), 
and environmental factors (e.g., home versus hospice 
care) [37–39].

Several data collection instruments have been devel-
oped to assess patient and caregiver experiences, 
including:

 	• CAHPS, developed by the Centers for Medicare & 
Medicaid Services and the Agency for Healthcare 
Research & Quality [40].

 	• CANHELP, created by the Canadian Researchers at 
the End-of-Life Network [41].

 	• CBI (Caregiving Burden Inventory) [42].
 	• ZBI (Zarit Burden Inventory), widely used in 

caregiver burden assessments [43].

However, a recent literature review [44] underscores a 
critical gap: no existing tool comprehensively captures 
all dimensions of caregiver experience in palliative care. 
Many instruments suffer from methodological limita-
tions, often prioritizing quantitative indicators while 
neglecting qualitative insights. Additionally, caregiv-
ers themselves are rarely involved in the development 
of these tools, leading to a misalignment between what 
is measured and what actually matters to them. In this 
study, caregivers are directly engaged, with a specific 
focus on their lived experience. The unit of analysis is 
therefore not the patient, nor exclusively the patient–
caregiver dyad, but the caregiver’s lived experience in 
their caregiving role. This perspective encompasses 
emotional, informational, organizational, and relational 
aspects that characterize the caregiving experience across 
different phases of the palliative care pathway.

Our study addresses the abovementioned gaps by 
adopting a mixed methods approach that combines qual-
itative and quantitative methodologies, through a partici-
patory research design to ensure rigor and participation. 
By actively involving caregivers and professionals, we aim 
to develop a framework adaptable to different healthcare 
systems, grounded in their experiences and priorities. 
This framework is intended to support both research and 
practice by promoting more inclusive, integrated, and 
person-centered approaches to service improvement.

Method
Study design
The study was conducted between March 2023 and May 
2024 in the Tuscany Region (Italy), in collaboration with 
the Palliative Care Functional Unit (PCFU) of Livorno. 
The research was initially designed by a team of three 
researchers: a lecturer with expertise in palliative care, a 
lecturer with expertise in patient experience, and a junior 
researcher with experience in community and social care. 
The study design was further refined through close col-
laboration between the research team and practitioners 
working in the above-mentioned palliative care and end-
of-life setting.

We adopted a mixed methods approach by combin-
ing qualitative and quantitative methodologies. The col-
laborative team working on this research took great care 
in choosing and combining methods that align with 
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a purposive sample of caregivers and professionals 
involved in the palliative care services in Tuscany Region. 
Recruiting a representative sample of patients or care-
givers in end-of-life research is both methodologically 
demanding and contextually sensitive. For this reason, 
recruitment procedures were jointly defined by research-
ers and practitioners, including the development of 
shared guidelines, to ensure methodological rigor [49]. 
At the same time, given the sensitivity of the setting, 
caregivers were identified and enrolled by professionals 
of the above-mentioned PCFU, selecting only individu-
als who had already experienced bereavement, for ethical 
and practical reasons. They were selected among people 
who cared for patients both at home (home care) and in 
the hospice. There were no selection criteria in terms of 
age and sex, but the suggestion was to include as much 
as possible caregivers with diverse socio-demographic 
characteristics.

While the literature does not identify a fixed minimum 
number of participants for a Delphi process, some stud-
ies suggest that panels of around 15–20 experts may be 
sufficient to ensure meaningful contributions [50]. Tak-
ing potential dropouts into account, the research team 
therefore invited approximately 50 participants in order 
to obtain a minimum of 20 effective panel members. 
The aim was to investigate the perspective of profession-
als and caregivers regarding the relevant dimensions of 
experience emerged from the previous literature analysis. 
The data was used to understand any differences and sim-
ilarities in the responses provided by the two groups of 
participants. The Delphi process was carried out through 
the distribution of an online questionnaire. The question-
naire included both open-ended and closed-ended ques-
tions. Respondents were asked to rate each dimension 
and sub-dimension on a scale from 1 (not important) 
to 10 (very important). Additionally, they were asked to 
prioritize the dimensions from most to least important. 
The open-ended questions, which were optional, allowed 
participants to provide suggestions regarding each 
dimension or sub-dimension, and researchers to gather 
qualitative data. The complete questionnaire used in the 
Delphi study, including both the original Italian version 
(Appendix 1) and the English translation (Appendix 2), is 
provided in the Supplementary Materials.

Eventually, the results of the second phase of the study 
were presented during a second workshop with the 
above-mentioned PCFU’s professionals for a final revi-
sion and consolidation of the framework. This process 
can be considered the first step of a validation study.

Data collection and analysis
The panel members received via e-mail the invitation 
to participate in each round of the Delphi study. Par-
ticipants received one or more subsequent follow-up 

the complex phenomenon to investigate and with the 
research aims, and that raise the robustness of the out-
come [45, 46]. This approach minimizes bias, improves 
consistency, and ensures precision through triangulation 
[47], thereby enhancing the reliability of the data [48]. A 
participatory design was also employed, actively involv-
ing not only practitioners, but primarily caregivers.

Within this design, rather than proposing a stan-
dardized psychometric instrument, this study aims at 
advancing a structured, multidimensional conceptual 
framework grounded in literature synthesis and consoli-
dated through participatory stakeholder consensus. Its 
value lies in providing a theoretically informed founda-
tion upon which further research can finalize the vali-
dation process, and future measurement and evaluation 
tools can be developed as well.

Research process
The research process was defined through a collabora-
tion between the research team and the practitioners, 
and followed a two-phase approach: first, in an explor-
atory phase we identified key dimensions relevant to 
understanding caregivers’ experiences along the end-of-
life care pathway; then, we employed a Delphi study to 
reach a consensus on the dimensions identified in the 
first phase through expert consultation (professionals 
and caregivers). The comparison between caregivers’ and 
professionals’ ratings was theoretically motivated by the 
assumption that different stakeholder groups may attri-
bute different levels of relevance to dimensions of care-
giver experience. Examining convergence and divergence 
between these perspectives was considered important 
to identify potential misalignments in perceived priori-
ties, and to inform the development, interpretation, and 
potential application of the framework in service evalua-
tion and organizational decision-making.

Phase 1: Identification of key dimensions
In the first phase, we examined relevant studies and 
existing assessment tools to identify the dimensions 
that enable the exploration of caregivers’ experiences in 
end-of-life care. The final step of this phase involved syn-
thesizing the key findings and presenting them during a 
workshop with a purposive sample of five practitioners 
from the PCFU of Livorno. These professionals included 
three psychologists and two practitioners with mana-
gerial roles, one operating at the unit and local health 
authority level, and the other at the regional coordination 
level. These experts could contribute to discussing, refin-
ing, and potentially expanding the identified dimensions.

Phase 2: Delphi study
Based on the findings from the first phase of the study, 
a Delphi study was conducted in collaboration with 
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e-mails, as reminders, when necessary. Two Delphi 
rounds were expected. The high level of convergence and 
response stability achieved in Round 1 suggested that 
further rounds would be unlikely to produce meaningful 
changes in prioritization.

Quantitative data from the closed-ended questions of 
the Delphi study were analysed using SAS software for 
descriptive statistical analyses and t-tests. The consensus 
of the Delphi was defined according to the kind of mea-
sure adopted: (i) a mean score of 7 out of 10, for the 1 to 
10 scales, (ii) greater than 75% of Delphi participants for 
the ranking position. The statistical significance was set 
at a minimum p value < 0.05 [51].

The qualitative comments left in the open-ended ques-
tions were analyzed using two flexible and open qualita-
tive methods [52]: bottom-up content analysis [53] and 
polarity analysis of comments in positive, negative, neu-
tral, and mixed categories. The first method allows for the 
discovery of new categories and exploration of the data 
in detail, identifying themes and categories during the 
analysis phase, without any preconceptions. Therefore, 
content analysis enables the identification of categories to 
deepen the data analysis and report the results. The other 
method, on the other hand, allows for the identification 
of comment polarization based on the words and expres-
sions used in the text. This thematic analysis identified 
key themes that were integrated into the Delphi results.

Results
The first phase of the study enabled the identification of 
caregiver experience dimensions and sub-dimensions 
derived from the literature exploration and subsequently 
refined through professional insights. Five main dimen-
sions of caregiver experience were identified. Most 
dimensions were related to needs and responses. While 
physical, psychological and social needs refer to the lived 
experience of caregivers, responses are related to activi-
ties, that concern caregivers’ experiences in managing 
symptoms and coping, for instance, with stress-related 
manifestations (not patient outcomes). These aspects 
require assessment, personalization, and adaptation. In 
contrast, the dimensions “Clarity and adequacy of infor-
mation” and “Communication and involvement” implied 
a more active participation of caregivers, with different 
shades, from the one-way information provision to two-
way communication, involvement in decision-making, 
and engagement [54].

These findings were presented and discussed with 
healthcare professionals. The online workshop, last-
ing approximately one hour, revealed strong practitio-
ner interest. Participants confirmed the relevance of 
the identified dimensions by comparing them with their 
professional experience. Additionally, they suggested 
integrating the dimension “Availability in case of need” 

(including its sub-dimensions). For the dimension “Clar-
ity and adequacy of information”, professionals proposed 
exploring not only different care phases (diagnosis, plan-
ning and actions, prognosis), but also caregivers’ emo-
tional responses when receiving information, as well as 
their perceptions of how such information was commu-
nicated. Participants also emphasized the importance 
of incorporating caregivers’ perspectives into the next 
phases of framework development. A visual representa-
tion of the multidimensional framework is provided in 
Fig.  1, while the details of dimensions and sub-dimen-
sions are reported in Appendix 3.

Delphi
47 informants were invited to the Delphi study. We 
obtained an overall response rate of 78.7%, correspond-
ing to 37 participants. Table  1 presents the number of 
respondents per category. The number of participants 
was considered sufficient for the planned analyses, both 
considering all the respondents together and the two 
sub-groups of participants [50].

Respondents had an average age of 55 years (min 38 
– max 76) and were predominantly female in both the 
groups (83%, N = 31, summing both professionals and 
caregiver). Educational attainment was only queried from 
caregivers. In total, 13 caregivers responded to this ques-
tion, with mostly a medium-low level of education (76%, 
N = 10). Table  2 presents the sociodemographic charac-
teristics of respondents by category.

The results of the Delphi study showed an overall 
high rating across all dimensions considered. Given the 
strong convergence observed in the first round of the 
Delphi, further rounds were not conducted. Dimensions 
related to ‘Needs’, ‘Responses’, ‘Clarity of information’, and 
‘Availability in case of need’ received very high scores, 
with averages exceeding 9 on a scale from 1 to 10. The 
results do not present statistically significant differences 
between the responses of caregivers and professionals. 
Table 3 below is the summary of responses to the ques-
tion “In evaluating the end-of-life path, how important 
do you consider exploring the following dimensions of 
the caregiver’s experience?” with details for respondent 
groups.

Although the perceived importance of the dimensions 
was generally slightly lower for caregivers, this differ-
ence was not statistically significant. Just two dimensions 
reached a p-value close to 0.05, namely ‘Clarity and ade-
quacy of information’ and ‘Availability in case of need’.

Thus, the research team analyzed the sub-dimensions 
to identify potential differences at a more granular level 
of the multi-dimensional framework.

The analysis of the dimension ‘Needs’ highlights 
the central role of ‘Emotional support for caregivers’, 
who rated this aspect with an exceptionally high score, 



Page 6 of 16Severino et al. BMC Health Services Research         (2026) 26:1190 

averaging over 9. Among the various sub-dimensions, 
‘Information and training’ stood out as particularly sig-
nificant for caregivers, receiving a statistically higher 
score compared to professionals (CG: mean 9.67, SD 
0.69; PR: mean 9.11, SD 1.2; p = 0.026).

When examining the dimension ‘Responses’, both care-
givers and professionals expressed a consistently high 
appreciation across all sub-dimensions, with average 
ratings exceeding 9 out of 10. Within the ‘Responses in 
the home context’ dimension, the ‘Quality of assistance 
received’ was particularly valued, with scores surpassing 
9.5. However, aspects related to the frequency and timing 
of visits were rated slightly lower, though still remaining 
within a high range. Notably, no significant differences 
emerged between the two groups in these evaluations.

Table 1  Participants (partial and total numbers) and response 
rates in the Delphi study by category

Invited people 
(n.)

Respondents 
(n.)

Re-
sponse 
rate 
(%)

Caregiver (CG) 27 18 66.6%

Provider (PR) 22 19 83.4%

Total n. 47 37 78.7%

Table 2  Participants’ characteristics by category (partial and 
total numbers of participants, percentages and means of 
characteristics)
Variable Type of 

respondent
Category N. % or 

mean
Sex Caregiver Females 16 89%

Males 2 11%

Professional Females 15 79%

Males 4 21%

Age Caregiver 18 55.72 (min 
43-max 76)

Professional 19 55.97 (min 
38-max 67)

Educational 
level

Caregiver Low 4 30.8%

Medium 6 46.2%

High 3 23%

Professional 
Background

Professional Doctor 14 73.7%

Psychologist 3 15.7%

Nurse 1 5.3%

Socio-Health 
Assistant

1 5.3%

Social Worker 0 0%

Fig. 1  A visual representation of the multidimensional framework
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The ‘Ability of services to respond promptly in times of 
need’ was another crucial factor, receiving high ratings 
from both groups. In particular, ‘24-hour availability’ was 
perceived as more important by professionals than by 
caregivers, with a statistically significant difference (CG: 
mean 9.22, SD 2.13; PR: mean 9.26, SD 0.99; p = 0.002).

Similarly, ‘Clarity and adequacy of information’ were 
widely recognized as fundamental, with both groups 
emphasizing the importance of clear communication 
regarding available services and care plans. While no sig-
nificant discrepancies emerged between caregivers and 
professionals in this area, the need for structured and 
accessible information remains evident.

‘Communication and involvement’ also played a pivotal 
role in shaping perceptions of care quality. Both groups 
assigned high importance to the ‘Adequacy and coher-
ence of communication’, though professionals placed 
greater emphasis on these aspects than caregivers did. 
The same pattern was observed regarding ‘Caregiver 
involvement’, where professionals attributed significantly 
higher importance to ensuring caregivers are actively 
included in decision-making processes (CG: mean 8.44, 
SD 1.92; PR: mean 9.26, SD 0.81; p = 0.0006).

The ranking of dimensions according to perceived pri-
ority further underscores these findings. The ‘Needs’ 
dimension emerged as a primary concern for both care-
givers and professionals, receiving 24.32% of the total 

responses. In contrast, ‘Responses’ was considered a 
lower priority compared to other dimensions.

The dimension of ‘Clarity and Adequacy of Informa-
tion,’ although ranked lower by caregivers compared 
to professionals, still represented a significant priority, 
accounting for 18.92% of responses. Meanwhile, ‘Com-
munication and Engagement’ emerged as the second 
most prioritized aspect, receiving 21.62% of total votes. 
Interestingly, caregivers assigned it an even greater 
importance than professionals. Appendix 4 includes the 
Tables reporting the detailed analyses of sub-dimensions.

All comments left in the open-ended questions were 
read in detail by two researchers, aiming to capture their 
meaning and lived experience, and at identifying key 
influencing aspects. There were 28 comments left by 
respondents, 17 from caregivers and 11 from profession-
als. From an initial reading of the comments, we identi-
fied three broad categories to classify both professionals’ 
and caregivers’ comments. These categories relate to per-
sonal, professional, and organizational aspects, defined as 
in the following lines:

1.	 Personal aspects are related to the emotional, social, 
and psychological challenges faced by caregivers, 
emphasizing the complexity of balancing physical 
and emotional caregiving demands. They highlight 
the need for empathy, emotional support, and 
resilience.

Table 3  Results (n., mean, SD, min, max, t-test p value) for the question “How important do you consider it in evaluating the end-of-
life path to explore the following dimensions of the caregiver’s experience?” with details for respondent groups (CG= Caregivers – PR= 
Provider)
Perceived importance of the dimension N. Mean SD Min Max T-test

p- value
Needs CG 18 9.33 1.03 7 10 0.706

PR 19 9.05 1.13 7 10

Tot 37 9.19 1.08 7 10

Responses CG 18 9.39 1.09 6 10 0.376

PR 19 8.79 1.36 6 10

Tot 37 9.08 1.26 6 10

Clarity and adequacy of information CG 18 9.44 1.34 5 10 0.052

PR 19 9.37 0.83 8 10

Tot 37 9.41 1.09 5 10

Availability in case of need CG 18 9.56 0.78 8 10 0.064

PR 19 9.11 1.24 6 10

Tot 37 9.32 1.06 6 10

Responses in the Home Context CG 18 9.17 0.78 8 10 0.357

PR 19 8.53 1.24 6 10

Tot 37 8.84 1.54 5 10

Communication and involvement CG 18 9.67 0.69 8 10 0.611

PR 19 9.58 0.61 8 10

Tot 37 9.62 0.64 8 10
* p-value < 0.05

** p-value < 0.01

*** p-value < 0.001
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2.	 Professional aspects focus on the technical and 
communicative skills essential in palliative care, 
such as clear and effective communication, adequate 
information sharing, and resolving language barriers, 
reflecting the hard skills required for quality care.

3.	 Organizational aspects pertain to the structural and 
systemic elements of care, including the availability 
of specialized professionals (e.g., psychologists), 
resource allocation, and teamwork among providers, 
stressing the importance of coordinated systems and 
strong support networks for patients and caregivers.

About the personal aspects, caregivers highlighted the 
emotional and social impact of their role, emphasizing 
the complexity of managing the emotional and physi-
cal aspects associated with their loved ones’ illness. The 
importance of psychological support in addressing these 
difficulties has emerged.

With regard to the professional aspects, the main criti-
cisms concern communication, with language barriers 
and inadequate information about the state of the illness. 
There was highlighted a contrast of information between 
palliative care specialists and other professionals, along 
with a lack of coordination among them.

Some professional aspects related to technical and 
communicative skills present blurred boundaries with 
personal ones, such as those related to the respect and 
dignity, and the emotional status of the caregivers, 
including additional ethical implications.

Regarding the organizational aspects, professionals 
emphasized the need to increase the services offered, 
particularly the presence of professionals such as psy-
chologists in palliative care. There was also a need high-
lighted to enhance support for caregivers and improve 
teamwork among the various professionals involved.

The need for consistency among the kind of informa-
tion given by all the professionals emerged as crucial, 
also in the words of the same professionals. The need for 
being prepared to address the personal aspects of care, 
as here defined, appeared an important skill for all pro-
fessionals, regardless of professional background and 
discipline.

Some comments categorized into the organizational 
aspects showed the importance of establishing roles and 
responsibilities among the caring actors, including the 
informal caregiver considered as a part of the team. The 
Table  4 below provides representative quotes organized 
by thematic category and respondent group.

The results of the Delphi study were presented and 
discussed with professionals in a second workshop. The 
workshop was conducted online. It lasted around one 
hour. The five professionals from the above-mentioned 
PCFU of Livorno participated in the workshop.

They expressed again their interest in the results with 
some novel aspects with respect to their daily life experi-
ence on the field. In particular, they gave great value to 
the importance given by caregivers to the involvement, 
an aspect often underestimated in professional practice 
but considered by participants as deserving greater atten-
tion. A surprising result for practitioners was the differ-
ence in the relevance given to the ‘24-hour availability’ 
(slightly more important for providers than caregivers). 
They explained the result in terms of need to focus on 
quality and promptness of the professionals’ presence, 
rather than quantity. Professionals proposed to discuss 
the final framework by involving caregivers in another 
future step of the research study.

Discussion
The caregiver plays an essential role in palliative care 
pathways, providing crucial support and assistance to 
patients in the terminal phase of life. However, behind 
the caregiving role, there is a person, a relational actor 
whose experience, health and wellbeing directly shapes 
patient outcomes, service functioning, and the broader 
sustainability of care systems.

According to Bjørnelv and colleagues [6], more settings 
are involved in the end-of-life journey, with a substitution 
effect: “more care in one care setting (e.g., the secondary 
care) is associated with less care in other settings (pri-
mary- and home- and community-based care setting)”. 
This supports the need for multi-setting analyses in end-
of-life research [55]. Thus, a strength of our study was 
the inclusion in the Delphi study of caregivers of patients 
cared in home and hospice settings.

A first point to discuss concerns the family caregivers 
who participated in the study. The majority were women, 
particularly wives, reinforcing the well-documented 
gender disparities in informal caregiving. This finding 
aligns with previous research highlighting how caregiv-
ing responsibilities disproportionately fall on women, 
leading to structural inequalities in access to the labor 
market, financial stability, and social participation [56]. 
The unequal burden of caregiving exacerbates gender 
imbalances in career progression, income, and social 
inclusion, as caregiving often leads to career interrup-
tions, reduced work hours, and increased emotional and 
financial stress. Additionally, caregiving is often under-
taken informally, which has long-term economic con-
sequences for women, including lower lifetime earnings 
and reduced pension contributions [57]. Marital status 
also represents a relevant lens through which to analyse 
the phenomenon under study. A previous study showed 
that married patients, compared to those who never mar-
ried, spent more time at home, relied less on home- and 
community-based care, but made greater use of primary 
and secondary health care services [58]. These findings 
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emphasize the urgent need for policy interventions to 
mitigate the economic and social costs of informal care-
giving, such as flexible work arrangements, financial sup-
port, and formal recognition of caregiving roles within 
social security systems. From a theoretical perspective, 
this gendered distribution reinforces the need to concep-
tualize caregiver experience as socially embedded rather 
than purely individual.

Given the high level of convergence observed in the first 
round of the Delphi study, further rounds were not con-
ducted. In line with methodological discussions describ-
ing flexible and reduced-round Delphi applications, this 
participatory process may be classified as a Mini-Delphi 
[59, 60]. The early convergence observed among par-
ticipants strengthens the robustness of the identified 
dimensions and supports the internal coherence of the 
proposed framework. By conceptualizing caregivers as 
subjects of inquiry in their own right, the study contrib-
utes to refining the theoretical understanding of caregiver 
experience and clarifies its internal dimensions and sub-
dimensions. In fact, our findings confirm that caregiver 

experience in end-of-life pathways is inherently multi-
dimensional, encompassing psychological, relational, 
informational, and organizational components. The first 
key contribution of our study is, therefore, the develop-
ment of a multidimensional framework that reflects this 
holistic and person-centered understanding of caregivers’ 
experiences. In this holistic framework, in fact, caregiver 
needs are not reduced to clinical or logistical dimensions 
but are considered dynamically interconnected. Our 
findings situate the caregiver experience within a broader 
conceptual distinction between patient- and person-cen-
tered care. While the former refers to a multidimensional 
clinical focus on the individual physical, psychological, 
social, and spiritual needs, the latter expands the locus of 
care to include relational and family system dimensions. 
Our results suggest that end-of-life care cannot be fully 
understood within a patient-centered framework alone, 
as caregivers emerge not merely as support actors but 
as integral components of the care unit itself [61]. This 
holistic approach to the caregivers’ experience with the 
end-of-life path highlights the complex interplay between 

Table 4  Representative quotes by thematic category and respondent group
Category Respondent Representative quote
Personal 
aspects

CG « (…) The social aspect, however, plays a crucial role because if a caregiver is truly present and wants to be, balancing every-
thing while maintaining emotional stability is truly challenging. »
«In my opinion, the priority, even for the caregiver, is to manage the patient’s physical needs. The emotional sphere remains 
fundamental, as the predominant feeling is often one of helplessness, not knowing what to do».
«In my opinion, it is necessary to strengthen and create dedicated support for the caregiver—not only for the physical care of 
the patient but also for their spiritual and psychological well-being, as well as that of the caregiver and the entire family unit».

Profession-
al aspects

CG «Considering the situation at the beginning of the journey, (…) the technical terms were used that prevented me from fully 
understanding, leading to a superficial approach in this regard. »
«It is appropriate to explore the communication and information provided by the specialists who follow the patient before 
the palliative care physician. In fact, not only patients but also family members are absolutely unaware of the prognosis».

CG «The clarity of the diagnosis, however important, is secondary to the other two aspects, because if the patient is in palliative 
care, the diagnosis is already clear, unfortunately. Communicating the proximity of death is essential, as it is difficult to assess 
and, above all, to accept that the person you love more than anyone else in the world is leaving. But it is also of primary 
importance for healthcare professionals to convey (and ensure that the caregiver fully understands) the care plan».

CG “I lost my mother almost four months ago, and I still live with the regret of not having said goodbye to her, because when she 
was sedated, I was not told that she would never wake up again. And she, too, said that she wanted to sleep, not die… I think 
there is a big difference. »

Organi-
zational 
aspects

PR «I need to say that, despite the clear importance of these needs, they cannot always be met due to the lack of a psychologist 
specifically dedicated to palliative care in my area. On the other hand, a social worker is present but not dedicated to pallia-
tive care. As for informational and educational needs, there is a shortage of human resources, and the area has a very low 
population density, making it highly dispersed. Everything is done, but with great difficulty. Telemedicine support would also 
be of great help».

PR «To assist a patient and their family and support the caregiver, teamwork is essential from the very beginning of the patient’s 
home care. Clear communication and the involvement of all professionals are crucial, they must talk to each other and work 
in close coordination. The caregiver immediately senses if we are not aligned».

PR «Colleagues from other disciplines mostly share only clinical information, and many palliative care professionals are not 
trained to identify crucial aspects of family dynamics (e.g., dysfunctional, enmeshed…) or their needs. This makes it difficult 
to provide high-quality care. »

PR « When entering the home of a patient to be taken into palliative care, communication is crucial, as well as assessing who 
the caregiver is. Without a caregiver, it is not possible to take a patient into home palliative care. Think about the stress, 
anxiety, and burden of managing all this. That’s why it takes a lot of time, sometimes even two hours. It is essential to work as 
a team: palliative care physician, family nurse, social worker, psychologist, physiotherapist, dietitian, specialists and spiritual 
caregiver, ensuring comprehensive coverage of the needs of both the patient and their family. However, the most critical 
aspect is supporting the caregiver. We are there, but then we leave».
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professional competencies and personal, emotional, and 
ethical dimensions in end-of-life care. However, future 
studies about end-of-life should include the longitudinal 
perspective in a more focused way, in order to explore 
whether these different dimensions change in meaning 
and/or in relevance along the path.

Evaluating end-of-life journeys from the caregiver’s 
perspective therefore requires an approach that captures 
interconnected needs and experiences across different 
stages of the pathway and translates them into appropri-
ate service availability and provision. This includes psy-
chological support [50], which emerged as key service in 
our study, especially in the home-setting.

The perceived quality of home-based care emerged as 
particularly relevant. Caregivers expressed a strong pref-
erence for maintaining patients within familiar environ-
ments, consistent with evidence suggesting that the home 
setting may sustain family cohesion and togetherness 
[62]. However, ‘dying at home’ can be difficult for people 
coming from rural and remote communities, so pushing 
healthcare practitioners, managers, and decision-makers 
to discuss the definition of ‘home place’, in order to assure 
a respectful, person-centered and family-bonding end-
of-life to all people, equally [63].

An important theme emerging from our findings con-
cerns communicative and relational aspects of the end-
of-life pathway. Caregivers consistently highlighted issues 
related not only to the clarity of information received, but 
also to the quality of interactions, coordination among 
professionals, and their own positioning within the care 
process. These elements indicate that communication is 
not merely a technical component of care delivery, but a 
structural and relational dimension shaping the overall 
caregiving experience.

From an analytical perspective, it is necessary to dis-
tinguish between information, communication, involve-
ment, and engagement. Information refers to one-way 
content transmission, whereas communication is a rela-
tional and bi-directional process involving feedback and 
shared meaning-making. Similarly, in line with Carman 
et al. [54], involvement and engagement should not be 
conflated: involvement concerns participation in deci-
sion-making, while engagement represents a broader 
psychosocial process of activation. Importantly, informa-
tion and communication alone are insufficient to pro-
duce activation; genuine engagement and empowerment 
require educational and relational processes that enable 
individuals to assume an active role.

Starting from what we can consider the most basic 
communicative level, caregivers reported a lack of clarity 
and consistency in the information received. This empha-
sizes the need for clear and timely information.

When healthcare professionals fail to clearly inform 
about what to expect, caregivers may experience lasting 

distress and ethical concerns related to informed deci-
sion-making. For instance, the distinction between 
“sleeping” and “dying,” though medically implicit, holds 
immense emotional weight for both patients and their 
families. Previous research revealed that communication, 
understood as information transfer, feedback loops, and 
processes for enabling communication, is a crucial aspect 
for all stakeholders [64]. While technical and commu-
nicative skills are core aspects of professional practice, 
they often intersect with deeply personal elements such 
as respect, dignity, and the emotional well-being of care-
givers. These blurred boundaries raise ethical consider-
ations. These findings suggest that training in palliative 
care should place greater emphasis not just on technical 
and communicative skills but also on the ability to navi-
gate difficult conversations with transparency, empathy, 
and a deep respect for the emotional states of caregivers 
and patients. This case highlights the need for profes-
sionals to move beyond procedural expertise and develop 
sensitivity to the emotional and ethical dimensions of 
their role. Of course, professional training alone can-
not address the structural dimensions underlying these 
challenges. Ensuring dignity in end-of-life care requires 
balancing professional detachment with human connec-
tion, supported by ethical reflection and organizational 
backing.

At a more relational level, caregivers also reported a 
lack of coordination among the various professionals 
involved in palliative care and an insufficient continu-
ity of information across professionals, including incon-
sistencies and limited feedback mechanisms and poor 
coordination between services. This implies the need 
for coherent information across different settings, disci-
plines, and phases of care pathway. For severe conditions, 
in fact, coordination may surpass relational continuity, in 
terms of preference and relevance of people [65]. This is 
also in line with Landers and colleagues [64], where par-
ticipants highlighted the need for care integration, by 
proposing changes to improve communication, includ-
ing information continuity among all health profession-
als, real-time visibility of relevant clinical information, 
and robust feedback mechanisms after referral to another 
service.

Moving further along the communicative-relational 
continuum, the theme of involvement emerges. Caregiv-
ers expressed the need to be actively involved in patient 
care and decision-making processes, as well as to feel 
recognized in their role. Differences between caregiv-
ers and professionals in the perceived relevance of the 
“Communication and involvement” dimension sug-
gest distinct interpretative frames: while professionals 
emphasize communication as a formal dimension of care, 
caregivers focus on the experiential consequences of its 
absence, particularly in terms of coordination, shared 
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decision-making and recognition, but also in terms of 
training and education. On the one hand, these differ-
ences suggest different interpretative frames through 
which caregivers and professionals conceptualize com-
munication and involvement.

On the other hand, some analytically distinct implica-
tions emerge.

First, in the caregivers’ perspective, the lack of clarity, 
consistency, and coordination among professionals may 
affect the education and activation process of all actors 
involved in the pathway, including caregivers. This led 
to the second implication, related to the fact that educa-
tion is one of the four key principles of the framework of 
Pennucci et al. [20], which builds on the crucial role of 
providers, individuals and communities for producing 
activation, engagement, and empowerment.

Second, the findings highlight the role of communica-
tion in training and in engaging caregivers. Education 
should be designed to go beyond passive information 
delivery [20], and is strictly related to the construct of the 
health literacy, health knowledge and health conscious-
ness. Indeed, it is key to recognize that information and 
communication alone are not able to produce the acti-
vation of individuals [66]. Our results suggest that care-
givers feel a stronger need for clear guidance, skills, and 
education to navigate their role effectively. This aligns 
with findings by Nysaeter et al. [57], who identified key 
caregiver support preferences, including maintaining a 
sense of control, being actively involved in patient care, 
feeling recognized, and having access to respite opportu-
nities. Similarly, Xu et al. [67] emphasize the importance 
of structured guidance on symptom management, emo-
tional coping strategies, and respite care options to sus-
tain caregivers in their roles.

Third, this result is also an important aspect to be 
addressed in terms of educational needs of profession-
als in the palliative care setting [55], to increase their 
awareness by providing specific training. Our results 
both reinforce the idea that effective communication 
and active involvement are essential for a supportive care 
experience, and also suggest that professionals from dif-
ferent backgrounds, all involved in this care pathway, 
should be prepared to address the holistic experiences of 
both patients and caregivers. It is crucial not to take for 
granted the multifaceted factors influencing end-of-life 
outcomes for caregivers, ensuring a dignified and com-
passionate approach.

At the highest level of communicative and relational 
intensity lies engagement and empowerment, which 
emerge, within our framework as key dimensions for 
supporting individuals in becoming co-producers of 
care. However, prior literature has often used the terms 
engagement, activation, and involvement interchangeably 
[68], despite their conceptual differences. Clarifying these 

distinctions is necessary to avoid analytical ambiguity. 
Engagement represents a broader “umbrella” construct 
that extends beyond individual participation in decision-
making or behavioral activation. It also encompasses 
the contextual, relational, and organizational conditions 
that enable healthcare service users to be meaningfully 
positioned at the center of their care [69]. In this sense, 
engagement captures the dynamic relationship between 
healthcare supply and demand across different levels and 
settings. Person engagement in healthcare has been con-
ceptualized as a “multi-dimensional psychosocial process”, 
involving cognitive, emotional, and behavioral compo-
nents enacted in managing health conditions [69, 70]. 
The behavioral dimension concerns the concrete actions 
undertaken in dealing with illness and treatments. The 
cognitive dimension refers to knowledge, understand-
ing, and interpretation of the disease, its progression, and 
monitoring. The emotional dimension encompasses the 
psychological reactions and affective adaptation required 
when facing illness and related life changes. From this 
perspective, engagement goes beyond mere adherence 
to medical prescriptions and implies an active, reflexive, 
and integrated role in care. Building on this conceptual-
ization, engagement becomes a necessary condition for 
effective co-production. A well-defined and transpar-
ent co-production process, based on the joint sharing 
of knowledge and legitimacy, including a rebalancing of 
power between providers and users, can foster engage-
ment, sustain caregivers in their role, and contribute to 
improved health and well-being [71]. Co-production 
thus requires the voluntary and intentional engagement 
of users, whose contributions are essential for shaping 
and improving healthcare services [71]. Our findings 
suggest that this transition toward co-production is not 
automatic. The more positive perception of the involve-
ment and training dimension by caregivers (enablers of 
real engagement), compared to professionals’ stronger 
emphasis on information provision, indicates a poten-
tial misalignment. While professionals may prioritize 
informational aspects, caregivers appear to particularly 
value some relational and participatory dimensions more 
strongly. This gap suggests that healthcare profession-
als may require further guidance, support, and training 
to fully embrace their role as enablers and facilitators of 
co-production processes. In other words, professionals 
themselves need to be activated and engaged in order to 
actively engage caregivers, recognizing them not as pas-
sive recipients of information and care, but as co-produc-
ers of knowledge, services, and outcomes.

Finally, our results emphasize caregivers’ needs with 
respect to services provided after the patient’s death. 
Consistent with public health approaches to palliative 
care, death should be understood not solely as a biomedi-
cal event but as a social and relational process embedded 
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in families and communities. Conceptualizing caregivers 
as potential “second-order patients” further reinforces 
this systemic perspective [72]. Earlier studies highlighted 
that the primary needs of chronic patients in the end-of-
life path and their families are not related to health [73]. 
Our findings confirm this, highlighting that caregivers 
also value comprehensive emotional, informational, and 
psychological support. The lack of dedicated resources, 
such as psychologists specialized in palliative care, 
emerged as a significant gap in current services. This 
finding may reflect a professional focus on the quantita-
tive dimension of care provision, ensuring continuity and 
constant availability, rather than on its qualitative impact. 
In other words, services may be organized according to 
a “high volume” logic, prioritizing the amount and con-
tinuity of provision (e.g., 24/7 coverage), rather than a 
“high value” logic centered on the appropriateness, tim-
ing, and meaningfulness of support for caregivers. The 
higher relevance attributed by professionals to service 
presence, compared to caregivers, may therefore be inter-
preted through this lens. Professionals may equate qual-
ity with constant availability, whereas caregivers appear 
to value a specialized, responsive, and phase-sensitive 
presence aligned with their evolving needs along the end-
of-life trajectory and in bereavement. From the caregiv-
ers’ perspective, professional presence is not merely a 
matter of being continuously reachable, but of receiving 
competent, empathetic, and timely support at critical 
moments. Caregivers and patients need emotional, psy-
chological, and informational support delivered when it 
is most meaningful. A model oriented toward high value 
rather than high volume, emphasizing timely, special-
ized, and tailored interventions, would be better suited to 
address these multidimensional needs and to ensure that 
resources generate relational and experiential impact, not 
only service continuity.

Research limitations
The data presented in this article are from a group of pur-
posively selected professionals and caregivers in Italy; in 
addition, this study is a participatory validation within a 
specific regional context, not a psychometric or cross-
national validation. The results may not be generalizable. 
Therefore, they should be considered as a stimulus to fur-
ther research and expand the available evidence, particu-
larly regarding the role that research both on caregivers 
and on palliative care services could play in promoting 
evidence-based support policies for vulnerable groups 
and delicate moments of the people’s life.

Further research, particularly with a longitudinal and 
pathway-oriented design, is needed to apply the frame-
work across diverse settings and inform the develop-
ment of evidence-based policies aimed at supporting 
caregiver wellbeing and enhancing service quality. In this 

perspective, including the caregiver experience is essen-
tial to advancing more equitable, integrated, and person-
centered long-term care systems.

This study has some potential limitations related to 
recruitment pathways and pre-existing professional rela-
tionships between researchers and participants, which 
could have introduced elements of selection bias or social 
desirability. However, several design features reduce the 
likelihood that these dynamics substantially affected the 
findings. The Delphi process was fully anonymized, and 
responses were collected through an online question-
naire completed individually, allowing participants to 
respond in a setting of their choice and without direct 
interaction with other panel members or the research 
team. Feedback was provided only in aggregated form. 
These procedures helped limit interpersonal influence, 
minimize hierarchical pressures, and reduce potential 
power imbalances, particularly between caregivers and 
professionals, thereby supporting independent expres-
sion of views.

Potential limitations also relate to recruitment pro-
cedures. Caregivers were approached through health-
care professionals and professionals were invited by the 
research team, which may have introduced some degree 
of selection bias or gatekeeping. To mitigate these risks, 
predefined and transparent inclusion criteria were 
applied, and recruitment aimed to ensure heterogeneity 
in terms of roles, settings, and experiences. Invitations 
clearly emphasized the voluntary nature of participation 
and the independence of responses. Given the anony-
mized and online format of the Delphi rounds, recruit-
ment pathways are unlikely to have influenced how 
participants expressed their views within the study.

Managerial implications
In this study, the key to evaluation lies in understand-
ing the dimensions relevant to the caregiver to develop 
tools capable of capturing the overall quality of services 
in their perspective. Given the crucial role of caregiv-
ers in palliative care pathways, it is necessary to under-
stand their experience in order to improve the quality of 
care and responses provided not only to the patient but 
also to family caregivers. This is even more necessary in 
light of the transformative pressures stemming in sev-
eral countries, including Italy from the National Recov-
ery and Resilience Plan (PNRR) and Ministerial Degree 
No 77/2022. One useful tool for defining, measuring, and 
evaluating interventions could be a structured system for 
capturing caregivers’ voices and experiences. There are 
very structured and systematic experiences of patient-
voice collection at national and international level, 
including good practices in the same regional system of 
our study [74–76], but only a few specific and non-con-
tinuous experiences of collecting Caregiver-Reported 
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Experience Measures [77], even if these tools are capable 
of generating evidence for improving care and support-
ing initiatives for caregivers. Such surveys could also be 
useful for reconstructing the actual healthcare and social 
network that supports both the patient and the caregiver, 
in order to identify best practices for integration. Our 
framework can be used to inform such a system for sys-
tematically collecting, reporting and up-taking caregiv-
ers’ voice into clinical and managerial decision-making.

In addition, the preliminary results of this study have 
clear managerial implications since they highlight impor-
tant differences in the perspective of providers and 
caregivers, which are also related to the organization of 
end-of-life services: they regard the caregivers’ prefer-
ences for domiciliary services and the lower importance 
attributed to 24-hours services with respect to coordi-
nated and high-quality services in structured moments. 
Although these results are context-specific for the region 
of Tuscany, they can inspire reflections in other health-
care systems where this research can be easily replicated.

Originality of the paper
This is one of the first studies exploring the caregivers’ 
experience with end-of-life services, by directly involving 
both caregivers themselves and professionals in a collab-
orative research process. It contributes to the literature 
by advancing a structured, multidimensional conceptual 
framework of the caregiver experience in palliative care. 
Grounded in a synthesis of prior research and iteratively 
consolidated through participatory stakeholder con-
sensus, the framework extends existing approaches that 
often position caregivers primarily as proxies for patients, 
or that do not encompass a holistic approach to the lived 
experience of caregivers as persons. Rather than propos-
ing a finalized psychometric instrument, the framework 
should be interpreted as a theoretically informed and 
context-sensitive model that provides a foundation for 
future construct operationalization and validation. More-
over, it provides insights for future applied studies for 
measuring the caregiver experience with palliative care, 
and initial suggestions on potential changes in organiza-
tional models to better address caregivers’ preferences 
and needs, increase their involvement and participation, 
and improve their wellbeing in this critical phase of life.

Conclusions
The findings of this study support the relevance of adopt-
ing a multidimensional perspective to understand and 
evaluate the global experience of family caregivers in pal-
liative care pathways. Through a participatory process 
involving both caregivers and professionals, this research 
developed and consolidated a framework that captures 
key emotional, informational, organizational, and com-
municative dimensions of caregiving.

The high level of consensus observed across stake-
holder groups indicates that caregiver experience rep-
resents a critical domain for assessing the quality, 
coordination, and responsiveness of end-of-life care ser-
vices. The framework provides a structured and flexible 
foundation to guide the development of evaluation tools, 
inform service design, and support organizational and 
policy decisions aimed at strengthening person-centered 
care models.

Integrating caregiver-reported experiences into routine 
evaluation practices may enhance care alignment with 
caregivers’ needs, improve service integration, and con-
tribute to more inclusive, equitable, and responsive pal-
liative care systems.
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