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Person-centred care in oncological =0

home services: a scoping review of patients’
and caregivers’' experience and needs
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Abstract

Background Cancer became a chronic disease that could be managed at home. Homecare supported person-
centred care, which was guided by the Picker Principles defining key elements for care delivery. The study aimed
to explore and appraise the dimensions underlying cancer patients’and caregivers’ experience and expectations
with Home Cancer Care, adopting a person-centerd care framework.

Methods We carried out a scoping review of the literature using three databases, PubMed, Scopus, and WoS

for a total of 703 articles. PRISMA guidelines were followed. 57 articles were included in the review. The extracted data
were categorized according to the type of care (Palliative, Support, Therapeutic, Recovery after transplant, Rehabilita-
tion), the target population (patients or caregivers), the study design, and the principles related to patients and car-
egivers'experience, classified through the Picker framework.

Results The most common type of care in the home setting was palliative care. According to the Picker Principles,
most of the studies reported “Emotional support, empathy and respect,’ followed by “Clear information, communica-
tion, and support for self-care," as key consideration for both patients and caregivers. The findings from these studies
indicate many positive experiences regarding treatments, services, and interactions with health professionals. Caregiv-
ers'needs were most frequently (29%) classified as relational and social. From the patient’s perspective, the most com-
mon needs fell under the category of “Health System And Information” (43%.

Conclusion We could state that HCCs align with the PCC paradigm; however, careful attention is needed to ensure
that the experience of both patients and caregivers remains positive. In our study, a strong need for psychological
support does not emerge either for patients or caregivers, unlike previous studies in which psychological needs were
among the most frequently cited. Given the growing role of technology in home care, a new category addressing
the usefulness and ease of use of technology could be added to the person-centred framework.

Recent articles have highlighted the growing use of telemedicine in the home care setting as a support tool
for self-care.

Keywords Person centred care, Cancer care, Homecare services, Caregivers, Patient experience

*Correspondence:

Maria Francesca Furmenti
mariafrancesca.furmenti@santannapisa.it

Full list of author information is available at the end of the article

©The Author(s) 2025. Open Access This article is licensed under a Creative Commons Attribution-NonCommercial-NoDerivatives 4.0
International License, which permits any non-commercial use, sharing, distribution and reproduction in any medium or format, as long
as you give appropriate credit to the original author(s) and the source, provide a link to the Creative Commons licence, and indicate if

you modified the licensed material. You do not have permission under this licence to share adapted material derived from this article or
parts of it. The images or other third party material in this article are included in the article’s Creative Commons licence, unless indicated
otherwise in a credit line to the material. If material is not included in the article’s Creative Commons licence and your intended use is not
permitted by statutory regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To
view a copy of this licence, visit http://creativecommons.org/licenses/by-nc-nd/4.0/.


http://creativecommons.org/licenses/by-nc-nd/4.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s12913-024-12058-w&domain=pdf

Furmenti et al. BMC Health Services Research (2025) 25:232

Introduction

The two leading causes of mortality in Europe are circu-
latory diseases and cancer, which account for 35% and
almost 26% of all deaths, respectively [1]. The European
Society for Medical Oncology predicts a decrease in can-
cer mortality rates of 6% in men and 4% in women over
the period 2017-2022 [2], while incidence [3] and preva-
lence of the disease are both expected to increase, along
with enhanced detection and treatment options. Over-
all, there has been an increase in the number of patients
surviving cancer that will rise in the future. In the United
States the number of cancer survivors is projected to
increase by 24.4%, to 22.5 million, by 2032 [4]. For many
people, cancer survival currently means living with a
chronic and complex condition [5, 6], often requiring
long and frequent therapies affecting both physical and
psychological aspects of patients’ and caregivers’ lives.

Improved survival and higher incidence lead to a sig-
nificant rise in care costs and the need for assistance that
burden both the healthcare systems and society [7]. Dur-
ing treatment and in the last phase of the disease, can-
cer patients often rely on family or friends for support
[8]. Estimates report that about 70-80% of cancer care
is managed by caregivers and family members in non-
hospital settings [8]. The burden on caregivers has even
increased during the Covid-19 emergency. Indeed, the
pandemic caused a reduction in the institutional supply
of non-acute care (hospitals, long-term care facilities)
and most of the needs of cancer patients for systemic
therapies, longer follow-up, and the last phase of the dis-
ease have been shifted to home or community level [9].

The Covid-19 pandemic has accelerated an ongoing
organisational process aimed at decentralizing part of the
oncological services from hospital to community settings
and home care [10]. Relocating healthcare is a debated
issue and many countries are envisaging shifts towards
home-based interventions for the treatment of less com-
plex care and reinforcement of self-care and peer-sup-
port for chronic patients [11].

Home cancer care (HCC) comprises different types of
home-based interventions such as end-of-life care for
terminal cancer patients, nutritional interventions, exer-
cise programs or physical activity, and chemotherapy
[12].

This paper aims to explore and appraise the dimen-
sions underlying cancer patients’ and caregivers’
experience and expectations with HCC adopting a
person-centerd care framework. The World Health
Organization (WHO) defines home healthcare as: “a
system of care provided at the patient’s home to help
avoid or delay the need for acute or long-term insti-
tutional interventions” [13]. HCC enables the devel-
opment of cancer care models that are more flexible
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and personalised for the patient, also responding to
the need for proximal care; moreover, the importance
of user choice, control, and self-determination in the
selection of healthcare settings is also arising, and
home-based solutions are often preferred especially for
the fragile, elderly, and people with terminal illness [14,
15]. Home care solutions have been widely supported
because of the potential reduction in public expendi-
ture, in addition to health, social, and emotional ben-
efits. Indeed, home care seems to decrease the use of
inappropriate care services (e.g. emergency department
visits) and improve adherence to treatment; further-
more, home care enhances clinical outcomes as well as
patients’ and caregivers’ quality of life and satisfaction
[16-21].

In addition, home care supports Patient-Centred Care,
especially by ensuring fast access to healthcare services
and enabling greater involvement and collaboration of
patient’s relatives and friends [22]. Patient-Centred Care
has evolved into Person-Centred Care (PCC), which
places persons at the centre, alongside their context, his-
tory, family, and individual strengths and weaknesses
[23]. Individuals, families, and communities are served
by and can participate in trusted healthcare systems that
meet their needs in humane and holistic ways [23, 24].
PCC implies that the person, and not the disease, is the
primary focus of carers [25]. It also means a shift from
viewing the patient as a passive target of a healthcare
system to another model, where the patient is an active
part of his or her care and decision-making process [22].
Caregiver’s role is also key since family and informal car-
egivers bear most of the duties of home care support [26].
There are several frameworks in the literature analysing
PCC [27-29], one of which is the Picker framework. The
Picker Institute conducted extensive research starting
in the late 1980s to better understand the patient expe-
rience and developed a framework to describe it. The
framework, defined by eight principles, outlines essen-
tial elements for delivering high-quality care [30, 31].
We selected this framework for several reasons: [1] it has
served as a conceptual foundation for published PCC
studies in various healthcare contexts, [2] it was devel-
oped through focus groups and national interviews with
multiple stakeholders, [3] it incorporates interpersonal
aspects of care, and [4] emphasizes the multidimension-
ality of PCC through eight distinct and comprehensive
dimensions [32]. Specifically, we carried out a scop-
ing literature review aimed at addressing the following
research questions: how can the evidence gained from
assessing dimensions of patients’ and caregivers’ experi-
ence of HCC be synthesized? In the context of HCC, do
patients’ and caregivers’ needs differ? Are HCC services
developed within the framework of PCC?



Furmenti et al. BMC Health Services Research (2025) 25:232

Methods

A scoping literature review was performed by interrogat-
ing three databases: Pubmed, Scopus, and Web of Sci-
ence (WoS). The detailed research query can be found in
an additional file [see Additional file 1].

A collection of search keywords was used to extract
literature from the three databases, with an emphasis on
(a) the disease (cancer); (b) the care setting (home); (c)
patients’ and caregivers’ experience. The search was per-
formed on titles and abstracts. The detailed search query
for the databases can be found in the supplementary
material.

The search was filtered for English-full text original
research articles published in peer reviewed journals,
while narrative reviews, systematic reviews and meta-
analyses were excluded.

The articles found were published between 1990 and
2022 and no articles were excluded based on year of pub-
lication. The literature search was conducted between
August and September 2022.

Bibliometrix [33] was used to build one database,
remove duplicates, and conduct further bibliomet-
ric analysis. After the exclusion of duplicates, the arti-
cle titles and abstracts were screened by one researcher
(MFF). in case of doubts in the screening phase, the other
members of the research team were also involved (FF;
GB). The full texts were then screened and selected by
three independent authors (MFF; FF; GB). Any discrep-
ancies between reviewers were discussed until a consen-
sus was reached. Follow-up searches (manual search)
were conducted on citations found in eligible studies.

Records were screened for exclusion based on prede-
fined criteria. Papers were excluded if: (a) did not focus
on patient or caregiver experience but on the broader
concept of satisfaction or reported outcomes (such as
symptoms); (b) considered other illness rather than can-
cer or associated cancer with other chronic conditions
or addressed paediatric patients; (c) the healthcare ser-
vice was delivered in hospital or hospice setting, not at
home or during the transition from hospital to home; (d)
the article expressed the experience or opinion of health-
care professionals only; (e) the focus was on the descrip-
tion or evaluation of the home-based program without
the experience of the patient/caregiver, or considered
only psychological theories of bereavement as explana-
tion for patient and caregiver experience. As this review
provides an overview of evidence regardless of methodo-
logical quality or risk of bias, no quality assessment was
conducted, consistent with PRISMA-ScR guidelines [34],
Supplementary material 3.

To analyse the articles, a grid was developed through
a process of consensus among researchers. (FF, MFF;
GB). The information extracted with the grid includes
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(Table 1) authors, title, study design, targeted population
(patient, caregiver), year, type of home cancer care (ther-
apeutic, palliative, rehabilitation), sample size, key ele-
ments of the experience, and findings of the intervention.

The key elements were extracted and synthesised using
the meta-aggregation approach [90] and then systema-
tised using the eight Picker principles of PCC [30]. MFF
and FF determined the type of home care in the study.
When there were different opinions, GB was involved.

Content analysis was used to identify the expectations
and unmet needs of patients and caregivers across quan-
titative and qualitative studies. Unmet needs were further
classified using the categories of the study conducted by
Hart and al. [91]. While several reviews have investigated
the supportive care needs of cancer patients and their
caregivers including those with hematological malignan-
cies, no reviews have investigated the unmet supportive
care needs of people with advanced cancer (solid tumors
and hematological malignancies) with their informal car-
egivers [91]. Because this review focuses on patients and
caregivers, and because the researchers did not find a
specific classification on the needs of oncology patients
managed at home and their caregivers, we decided to use
the classification proposed by Hart’s et al. [91]. MFF and
FF have classified the needs of patients and caregivers
using the Hart’s classification[91].

Results

A total of 847 articles were retrieved from the litera-
ture search, with 703 articles remaining after deletion of
duplicates. After title and abstract screening, 89 articles
remained and were included in the full-text screening.
Based upon the established exclusion criteria 32 out of 89
articles were excluded and 57 analysed (Fig. 1).

Study design and population

Using the R package Bibliometrix [33], we analysed the
countries of affiliation of the corresponding authors.
Most of the scientific production on the experience of
patient and caregivers for HCC were generated in four
countries, two European and two North American, spe-
cifically Sweden (n=15) and the UK (n=13) are the
affiliation countries of half of the corresponding authors
(Table 1).

Generally speaking, the number of articles on HCC
increased throughout the last three decades, from 2 arti-
cles in the period 1990-1992 to 14 articles in the period
2017-2019 (Fig. 2). During the 1990s the number of pub-
lications was very low, with 5 articles in 10 years, while
since 2000 scientific production has steadily increased.

Most studies had a qualitative design, 43 out of 57
(75%) and used interviews, 40 out of 43 (93%) or sur-
veys with open ended questions, 3 out of 43 (7%), see
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- Articles identified through
o database searching
‘S‘ n=847
.5‘:
c PubMed=502
% Scopus=226
-— Web Of Science=119
- Records excluded after
Records after duplicates screening of titles and
emove -_— abstracts
n=703 n=614
oo
C
Q
4
Q
L4l Full text articles assessed Full text articles excluded
for eligibility —_— with reasons
n=89 n=32
- Not only cancer but
l other chronic
diseases (n=15)
- Not experience of
Articles included in the the caregiver or the
© qualitative synthesis patient, but only
% n=57 satisfaction without
> further explanations
© (n=10)
< - No home, hospice
or hospital (n=5)
- Not experience with

Fig. 1 PRISMA flowchart of the literature screening process

Table 1. The remaining eight studies, 14%, were quan-
titative, adopting various questionnaires. Two surveys
were conducted using Cancer Caregiving Tasks, Con-
sequences and Needs (CaTCoN) [88, 89] while the fol-
lowing questionnaires were used only once: Family
Assessment of Treatment at the End of Life (FATE)
[54], Family’s Difficulty Scale [57] and Care Support
Needs Assessment Tool (CSNAT) [35]. Two studies
used non-validated questionnaires [70, 87]. Finally, six
studies, 10.5%, applied mixed methods, using a com-
bination of surveys and interviews or quantitative
and qualitative surveys. One study used the Sympathy
Acceptance Understanding Competence questionnaire
(SAUC) [18].

The study population consisted mainly of patients and
caregivers, but also relatives or health professionals. Sur-
veys were submitted to patients (n=22), to caregivers
(n=22), both patients and caregivers (n=9), to patients,
caregivers and health professionals (n=2), to patients,

Page 30 of 39

healthcare services,
but psychological
theories of
bereavement or
disease’s
experience (n=1)

- Transition (n=1)

caregivers and other relatives (n=1) or to other relatives
(n=1), Table 1.

Type of HCC

Patients were at different stages of the oncological illness
and therefore received different types of HCC. Most of
patients (n=39) received palliative care, fewer received
supportive interventions (n=8), therapeutic interven-
tions (n=4) and rehabilitation (n=3). Finally, three stud-
ies examined the recovery phase post hematopoietic
stem cell transplantation (HSCT), Table 1.

Palliative care includes various interventions, like
symptom relief, and social and spiritual support. Most
studies (n=26) did not specify the type of HCC interven-
tions for palliative care, while in others they were more
clearly specified: end of life care (n=2), parental nutri-
tion (n=2), massages (n=2), support (n=1) group or
remote support of a nurse (n=1), pain assessment (n=1),
rehabilitation (n=2) and psychoeducational intervention
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Articles per year
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2 2
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0
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2002-2004

B Number of articles

Fig. 2 Publication trend (1990-2022)

for a family member (n=1). One intervention included
symptoms management, administration of chemotherapy
and telephone support.

Supportive care interventions were nurse home visits
(n=3), pain management (n=1), support group for fam-
ily members (#=1) and enteral feeding (n=1). The other
interventions (n =2) were not enough described.

Three articles (written by the same authors) described
the home care provided after haematopoietic cell trans-
plantation (pancytopenia phase). During this phase expe-
rienced nurses from the transplantation centre visited the
patients in their homes and patients were contacted by
telephone by the doctor.

Therapeutic interventions were related to home chem-
otherapy. In three studies patients received chemother-
apy at home while in one study patients were enterally
fed at home.

Articles focused on rehabilitation describe physi-
cal rehabilitation interventions, delivered at home after
chemotherapy or during the disease.

Experience of patients and caregivers

The findings of the studies (Table 1) reveal many posi-
tive experiences related to treatments, services pro-
vided, and health professionals. Negative experiences,
particularly shortcomings in the services offered, pri-
mary concern caregivers. These issues were referred
to: support and education [45], preparation for the new
role and inclusion as recipients of services [51], services

2005-2007

30%

14

25%

20%

15%

10%

5%

0%

2008-2010 2011-2013 2014-2016 2017-2019 2020-2022

Relative frequency

aimed at reducing caregiver burden and stress [71, 77,
89], as well as palliative services and limited caregiver
support [71, 77, 89].

Table 2 reports the experience of patients and car-
egivers according to the Picker Institute classification.
For each article included in the review, key elements of
the experience were extracted. About one third (26%)
of the elements were classified in the category "Emo-
tional support, empathy and respect’, and 21% in the
category "Clear information, communication, and sup-
port for self-care”. The category "Emotional support,
empathy and respect” includes, for example, the ele-
ments “Focus on the person’, “Availability of the staft”
and “Support from program staft’, expressing how the
patient or caregiver perceives the service provided by
healthcare professionals. The category "Clear informa-
tion, communication, and support for self-care” includes
elements like “Information provided and communi-
cation” as a positive experience or, on the other side,
“Lack of communication”.

“Attention to physical and environmental needs
“accounts for 16% of the total, while none of the other
categories reach 10%. This last category includes vari-
ous elements, e.g. “Reduced travel burden’, “Privacy’,
“Sense of security” and “Safety”.

The analysis also shows that five articles [44, 54, 60,
74, 87] relate to five or more items of the framework,
but no article has all categories. These articles share
common characteristics: the interventions are palliative
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Table 2 Findings from the analysis based on the Picker Principles of Person Centred Care

Principles N

Reference

Emotional support, empathy and respect 55

Clear information, communication, and support for self-care 45

96]
Attention to physical and environmental needs 34
Involvement in decisions and respect for preferences 20
Continuity of care and smooth transitions 18
Involvement and support for family and carers 14
Fast access to reliable healthcare advice 12

Effective treatment delivered by trusted professionals 11
Total 209

[35-38, 40, 41, 44-46, 48, 50, 51, 54-56, 58-62, 65, 66, 70, 74,75, 79, 80, 83-85, 88,
92-94]

[18,36,40,41,43-47,49,51-55,58-61,65,67,68, 71,72,74,76,77,83-85, 88, 95,

[17,36,38-40,44,47,53-55,57, 58, 60, 64, 66, 70, 72, 73,75, 78, 83,87, 97]
[35,44, 49,52, 54, 56,59, 60, 63,70,72,74,77, 83, 86]

[40, 44,69, 71,74,77,80,87,98]
[12,35,39,45,53,55,56,61,63,66,75,81,82,87,88,99, 100]
[43,47,54,59,69,74,76,80,81,87,99]

[18,36,60,65,71,74,79,87]

N: Number of key elements extracted from the articles

or for patients at the end of life, and they were pub-
lished after 2018.

Throughout the years, the frequency with which the
principles are considered has changed. The follow-
ing results are shown in detail in an additional file [see
Additional file 2]. In the articles published in the 1990s,
“Communication and emotional support” emerged above
all, while "Involvement in decisions and respect for prefer-
ences” and "Involvement and support for family and car-
ers “were poorly represented. In the following 20 years,
“Communication and emotional support” continued to be
very present, and more attention was paid to “Environ-
mental and physical needs’ The principles referring to
organisational aspects, rapid access, and smooth transi-
tion are underrepresented in all articles.

The various components of the experience could be
positive or negative. The table in the additional file [see
Additional file 2] also summarises the assessment of the
experience expressed by patients and/or caregivers: in
green is the positive experience and in orange the nega-
tive experience. If the experience was both positive and
negative, the colour is golden yellow. The rating of the
dimensions has changed over the years. "Attention to
physical and environmental needs’, "Clear information,
communication and support for self-care” and "Emotional
support, empathy and respect” seem to have worsened in
recent years. “Continuity of care and smooth transitions”
and “Fast access to reliable healthcare advice” show, how-
ever, an improving trend. "Involvement in decisions and
respect for preferences” and "Involvement and support for
family and carers " seem to worsen in the years 2019—
2021. “Effective treatment delivered by trusted profession-
als” appears to have been consistently positive.

Table 3 describes caregivers’ and patients’ reported
needs and their classification according to Hart N. H.
et al., 2022 [91]. This literature review describes the

unmet needs for supportive care of people with advanced
cancer within the following domains: Financial, Health
System and Information Needs, Psychological Physical
and Daily Living, Patient Care and Support, Relation-
ships and Social [91]. Caregivers’ needs can be classified
in most (29%) of the cases as relational and social needs,
followed by “Physical and Daily Living Needs” (23,5%)
and “Psychological Needs” (17,6%). Only about 12%
report unmet needs regarding “Health System and Infor-
mation”. From the patient’s perspective, the most com-
mon needs fall into the categories “Health System and
Information” 43,8%, “Physical And Daily Living”, 31,3%
and “Relationship And Social Needs” 18,8%. “Psychologi-
cal needs” account for 6,3%.

Discussion

The review indicates that the first articles on the evalu-
ation of HCC date back to the early 1990s, confirming
that home care for cancer patients is not a new concept
(Fig. 2). The publication of research about home care
interventions for cancer patients has steadily increased
over the past three decades [12]. This increase can be
attributed to both the introduction of new opportuni-
ties for home oncology interventions, their wider use,
and the improved attention to patients’ and caregivers’
experiences within the healthcare domain, in line with
the value-based paradigm [103]. However, HCC has not
received equal attention around the world. By far, most
publications have come from Sweden, with notable con-
tributions from other European countries, such as the
United Kingdom, as well as North American countries.
This distribution can be partly explained by the differ-
ent health policies adopted by countries regarding home
care. For example, Sweden has supported its elderly
population in preferring ordinary housing over nursing
homes, and national policies promote home care over
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Table 3 Caregivers'and patients needs
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Caregivers’ needs (citation)

Classification

Balance of work and care [101]

Doing Good for the Patient [99]

Feeling Connected with the Patient [41]

Having time for yourself during the day [35]

Managed to assess the pain despite one’s health condition [63]
Managing sudden changes in condition [77]

Need for better preparation for the dying process [78]
Need to lead a normal life [89]

Negative effects on caregiver's physical health [89]
Patient’s pain and condition [50]

Realignment of resources with values and effects on caregivers [17]
Reciprocity [77]

Set limits on caregiving roles [56]

Substantial caregiving workload [89]

Support after death [79]

Talking to someone [102]

Trusting Relationship with the Patient [68]

Understanding your relative’s illness [35]

Patients’ needs

Balancing independence and the need for assistance [73]
Being able to work [39]

Easiness in using the equipment despite severe illness and difficulties in comprehending the technology

and system intervention [63]

Good to track progress [52]

Imposed routine [78]

Maintaining independence [73]

More complete cancer care [61]

More information [35]

My way of taking control [38]

Prolonging life as long as possible [64]
Realignment of resources with values [17]
Regaining independence [82]

Remain at home [73]

Satisfaction to be home [36]

Symptom management [64]
Understanding chemotherapy schedule [58]

Relationship And Social Needs
Patient care and Support
Psychological

Relationship And Social Needs
Patient Care and Support
Patient Care and Support
Health System And Information
Relationship And Social Needs
Physical And Daily Living Needs
Patient Care and Support
Relationship And Social Needs
Psychological And Patient Care Needs
Physical And Daily Living Needs
Physical And Daily Living Needs
Relationship And Social Needs
Psychological

Psychological

Health System And Information

Physical And Daily Living Needs
Relationship And Social Needs
Health System And Information

Health System And Information
Physical And Daily Living Needs
Relationship And Social Needs
Health System And Information
Health System And Information
Physical And Daily Living Needs
Health System And Information
Psychological

Relationship And Social Needs
Physical And Daily Living Needs
Physical And Daily Living Needs
Health System And Information
Health System And Information

institutionalised care [104]. In general, these findings
are consistent with the prevalence of home care provi-
sion or practices in developed countries [12]. Regard-
ing temporal evolution, the eight principles on which
the Picker framework is based, have remained present
over the years, though with differences in frequency. No
dimension shows a clear temporal trend. Three principles
are the least represented in the time series, “Fast access
to reliable healthcare advice] “Continuity of care and
smooth transitions” and “Effective treatment delivered by
trusted professionals”. Continuity of care and fast access

pertain to the organisation of healthcare services and
continuity of care, areas where many healthcare organisa-
tions focus their efforts. In contrast to a recent systematic
review, which reported care coordination as suboptimal,
these principles received an overall positive rating in our
study [105].

Among the methods employed to investigate the
patient’s and carer’s experience, qualitative methods,
especially interviews, prevailed. Indeed, measures like
patient interviews help to obtain an in-depth descrip-
tion, which enables a richer understanding of the patient
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experience [106]. On the other hand, quantitative
approaches were mostly based on survey administration.
The most commonly validated questionnaires used to
understand the experience of caregivers or relatives of the
patients are Cancer Caregiving Tasks, Consequences and
Needs (CaTCoN), Family Assessment of Treatment at the
End of Life (FATE), Family’s Difficulty Scale, Care Sup-
port Needs Assessment Tool (CSNAT). Patients’ experi-
ence was investigated through the Sympathy Acceptance
Understanding Competence questionnaire (SAUC).

Table 1 reports the analysis of the literature identi-
fied different types of home cancer assistance, which
were grouped into four main categories: palliative care,
support care, therapeutic care, and rehabilitation care.
Palliative care has been the focus of research about
home-based intervention; often the term home cancer
care is used in association with palliative and end-of-life
care for advanced cancer patients [12, 107]. Therefore,
home-based palliative care concerns pain and symptom
management, and psychological, social and spiritual sup-
port to improve the quality of life of patients and their
family caregivers [108]. However, most of the articles did
not describe in detail the home interventions included in
the palliative care intervention.

Supportive care was highly varied and poorly defined
in the reviewed publications. As defined by Marthick M
et al., supportive care focuses on “assisting people with
cancer and their families to cope with the disease and its
treatment” [109] thus providing support during cancer
treatment. However, supportive care and palliative care
are often used interchangeably [110]. We placed these
two interventions in separate categories because of the
different nature of the interventions: supportive care is
highly correlated and focus on reducing toxicity of cancer
treatments, while palliative care concerns symptom con-
trol in advanced disease [107]. Administration of home-
based chemotherapy and enteral feeding were included
in the category “therapeutic interventions” Home based
chemotherapy has gained attention in the last years,
given evidence of the viable alternative to outpatient
chemotherapy.

We found two articles that described the use of tech-
nology for remote monitoring, one placed in the category
under supportive interventions [38] and one in the thera-
peutic category [40].

The multidisciplinary field of oncology rehabilitation
seeks to reduce disability and improve survivors’ func-
tioning [111]. Three articles describe rehabilitation inter-
ventions, a very small number out of the total number
of home-based interventions reviewed. This finding is in
line with the literature [112] and can be explained by two
factors: an insufficient number of rehabilitation special-
ists with expertise in oncology and patients’ difficulties in

Page 34 of 39

accessing rehabilitation services, especially if they must
travel long distances to do so [113, 114]. The latter fac-
tor could be overcome through the implementation of
home-based services.

In our review, two articles, [63, 80] focused on the use
of telemedicine in palliative care. In the second article
[80], patients and families received nursing support via
telehealth (telephone or telemonitoring). The evaluations
of the experience included ease of use of the technology,
lack of portability of the equipment, and integration with
on-site visits. The other study [63] reports the usefulness
of a follow-up system, a pain diary and a digital pen, to
monitor pain. Despite severe illness and some difficulties
in comprehending the technology and system interven-
tion, patients found the pain diary and digital pen easy to
use for pain assessment.

In the support setting, one article [47] described a
mobile telephone-based remote symptom monitor-
ing system which was used to log and manage the side
effects of chemotherapy in the home care setting. From
the analysis of findings, patients receiving cancer care at
home reported positive perspectives on the use of health-
care technology, while there were implications for how
nurses view the relationship of technology with patients
and for power dynamics in healthcare relationships [47].
The second article describes a telephone-based comput-
erised system to monitor post-chemotherapy symptoms
[70]. Patient satisfaction with the system was high, there-
fore the chemotherapy monitoring application showed
promise for improving supportive-care service delivery
for cancer patients [70].

Despite the variety of HCC interventions and indi-
vidual conditions, we found consistent results about
patients’ and caregivers’ experiences, as well as needs
and concerns. The most recurrent aspects of the patients’
experience concerned “Emotional support, empathy and
respect”, “Information, clear communication and support”
and “Attention to physical and environmental needs’.
Research speaks out about the relevance that patients
and carers place on emotional support and communica-
tion with the staff or institution providing the service.
For many cancer patients and their families, the expe-
rience of cancer is an intensely stressful one, and emo-
tional support is the most valued aspect of coping with
it. Emotional care should be considered a responsibility
of all healthcare providers [115]. The fact that a person’s
concerns or needs are respected or acknowledged, even
if a clinician cannot address them directly, is recognised
as important for supporting emotional well-being [116].
Moreover, the review suggests that both patients and
carers value receiving continuous, simple, and effective
information, as well as direct communication with pro-
fessionals about the cancer trajectory and opportunities
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for better coping with the disease. Patients and caregivers
expect improvements in their relationship with health-
care professionals or services, respectively, in order to
feel more empowered, ease their burden, and foster bet-
ter collaboration. Emotional support and clear communi-
cation must be allocated dedicated time and space within
the healthcare service organizations.

Considering the needs analysis, the needs of patients
and caregivers are different. The needs of caregivers
concern both individual needs (Relationship and Social
Needs) and the needs of the assisted person (Patient Care
and Support). These findings agree with those presented
by Wang T. et al. 2018 [117] but differ concerning psy-
chological ones. In our study, a strong need for psycho-
logical support does not emerge either for patients or
caregivers, unlike previous studies in which psychologi-
cal needs were among the most cited [91, 117].

Health technologies may play a crucial role in facilitat-
ing PCC; however, researchers argue that there are several
challenges in implementing technology within actual prac-
tices [118]. These findings are further supported by a recent
systematic review of the use of telemedicine in home-based
palliative care programs. According to the results of this
study, telemedicine meets the principles of Picker’s frame-
work and addresses the needs of many patients: it enables
patients to remain in their homes, reduces travel burdens
and expenses, and enhances communication and support,
benefiting both patients and healthcare providers [116].
However, our review highlights the need for patients to
have access to technological tools that are reliable and easy
to use independently. From the point of view of health-
care providers, technology-supported person-centred care
is already an integral part of the future of healthcare ser-
vices. Frameworks for the implementation of technology-
supported PCC have already been theorised, e.g. the NASS
framework (non-adoption, abandonment, and challenges
to the scale-up, spread, and sustainability) [119]. Moreo-
ver, after the Covid-19 pandemic, governments moved
quickly to promote the use of telemedicine [120]. In our
opinion, technology can support PCC if developed and
implemented according to the principles already present
in the Picker framework. In addition, a technology-specific
dimension should be included within the framework. If we
want to encourage patients to play an active role in their
care, the technology must be easy to use, reliable and inte-
grated with other healthcare services.

This study has limitations. The methods, scope and
quality of the included studies differed widely. In many
studies, the type of intervention to which the patient was
subjected was not specified. This happened especially in
palliative care, whereby the interventions were identified
under the broad definition of palliative care as well as in
the case of supportive interventions. Another limitation
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is the choice to search for articles in English only which
prevents from analysing broader literature.

In a recent published article [121], cancer type was
associated with varying frequency of need type and the
percentage of patients whose needs were not met. Analy-
sis by cancer type was not conducted, and this is a limita-
tion in generalizing the results regarding needs. Further
studies are needed to understand whether sociodemo-
graphic factors and tumor type are significantly associ-
ated with the home care setting.

Conclusion
This scoping review considered the experience of can-
cer patients treated at home and of their caregivers. The
frame of reference is centred on the person, viewing the
patient not merely as a sick individual but as a person
embedded in a network of relationships that also encom-
passes those close to them. From the analysis of retrieved
literature, communication and emotional support emerge
as the main elements characterizing the experience with
healthcare services, while continuity of care and transition
does not seem to influence the experience of care. This
description is consistent with previous studies but addi-
tionally provides an accurate picture of the experience of
HCC. The experience of cancer patients and especially
caregivers with home services appears to be only partially
investigated. Substantial heterogeneity in study popula-
tions and cancers has been observed. The uniqueness of
the setting and the relationship between cancer patient
and caregiver represent a context of care that requires fur-
ther study to deliver high-quality health care.
Furthermore, as telemedicine is increasingly used in
the home, a dimension related to technology and tel-
emedicine could be added to Picker’s framework. The
findings of this study will help policymakers support
informed decision-making about new HCC programs.
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