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Abstract

Background Most people in a state of illness or reduced self-sufficiency wish to remain in their home environment. Their
physiological needs, and their psychological, social, and environmental needs, must be fully met when providing care in
their home environment. The aim of this study is to provide an overview of the self-perceived needs of older people living
with illness or reduced self-sufficiency and receiving professional home care.

Methods A scoping review of articles published between 2009 and 2018 was conducted by searching six databases and
Google Scholar. Inductive thematic analysis was used to analyze data from the articles retrieved.

Results 15 articles were included in the analysis. Inductive thematic analysis identified six themes: coping with illness;
autonomy; relationship with professionals; quality, safe and secure care; role in society; environment.
Conclusion/discussion Older home care patients living with chronic illness and reduced self-sufficiency are able to express
their needs and wishes. Care must, therefore, be planned in line with recipients’ needs and wishes, which requires a holistic

approach.
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Introduction

According to a prognosis by the World Health Organization
(WHO), 20% of the world’s population will be over 60 years
of age by 2050 [1] compared with 12% in 2015. People aged
65 and over are expected to live another 19 years, 10 of
which will be spent with illness or disability [2]. Advancing
age is associated with an increase in geriatric syndromes
such as frailty, instability and falls, incontinence, and
dementia [3].

Despite illness and disability, most people want to live in
their home environment [3]. To meet this wish both health-
care and social care are provided in their homes, in line
with WHO recommendations [1]. Care and services need to
be interconnected and coordinated [4] and tailored to their
needs [1] to facilitate autonomy and allow them to remain
independent for as long as possible [5].

Human needs, as well as those related to health, can
be characterized from different points of view (scientific,
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psychological, social, economic, etc.) [6-9]. According to
Abraham Maslow, human behavior is usually motivated
by the desire to satisfy needs in the following categories:
physiological, safety, love and belonging, esteem, and self-
actualization. These needs are individual and vary accord-
ing to age, gender, social status, health status, culture, life
experience, etc.[10]. Some researchers investigating the
needs of the elderly divide their needs into four categories:
environmental, physical, psychological, and social [11, 12].
Although Maslow’s theory has been criticized [8], nursing
theories tend to draw on his ideas [7].

Of the studies examining the needs of older people liv-
ing with chronic illness or reduced self-sufficiency, some
examine the topic from the perspective of professionals and
family members rather than the older persons themselves.
Some studies also focus primarily on caregiving-related
needs [13—-19]. A number of studies also investigate the
needs of older people living in nursing homes or long-term
care facilities rather than in their home environment [20-26].

The present study seeks to provide an overview of the
self-perceived needs of older people living with illness or
reduced self-sufficiency and receiving professional home
care.
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Methods
Scoping review methodology

A scoping review based on a systematic search, selection,
and synthesis of existing knowledge [27] has been chosen as
the appropriate methodology to address the research ques-
tion. Arksey and O’Malley [28] describe the scoping review
methodology as a five-step process involving identifying the
research question, identifying relevant studies, study selec-
tion, charting the data, and collecting, summarizing and
reporting the results. This methodology is recommended by
Levac et al. [29] and has been used as a guide for this review.

Search strategy
Identifying relevant studies

The research team and the librarian developed a detailed
overview of suitable search terms. Combinations of key-
words relevant to the needs of older people receiving home
care were used to search the databases, including: ‘frail
elderly’, ‘aged’, ‘elderly’, ‘older’, ‘geriatric’, ‘home health
nursing’, ‘home health care’, ‘home care’, ‘need’, ‘needs’
and ‘needs assessment’. Six databases (CINAHL, Web of
Science, ProQuest Central, PubMed, Scopus and PsycInfo)
and Google Scholar were searched to obtain as many rel-
evant studies as possible. Table 1 lists the exact search
string used for each database. The bibliographies for the
studies included in the review were also searched. This
process ensured that as many resources were identified as
possible. The search was completed when it was no longer

Table 1 Exact search strings

possible to find other relevant studies, resulting in 826
articles found through databases and 26 articles identified
through other sources.

Inclusion and exclusion criteria

The inclusion and exclusion criteria were discussed and
selected by the authors V. D. and I. H., and they were
reviewed by all authors throughout the process. Articles
featured in the review include those using both qualita-
tive and quantitative data to examine the needs of frail
older people living in their own homes, sheltered houses
or communities and receiving home care that were pub-
lished in peer-reviewed journals between 2009 and 2018 in
either English or Czech. Articles that examined the needs
of people diagnosed with dementia, whether hospitalized
or living in nursing homes or other long-term care facili-
ties, were excluded from the review. To ensure the quality
and transparency of the screening process, the PRISMA
recommendation for systematic evaluation was applied
[30], see Fig. 1.

Critical appraisal

The mixed methods appraisal tool (MMAT) for systematic
mixed studies review [31] was applied independently by
the authors V. D., A. B. and I. H. to appraise the quality of
the qualitative, quantitative, and mixed studies included
in the review. No studies were excluded from the review
following this appraisal.

Database Search terms Records
identi-
fied

ProQuest Central ab((frail elderly) OR (aged) OR (elderly)) AND ab((home health nursing) OR (home care) OR (home 98

health care)) AND ti((need) OR (needs))

Web of Science
care) AND TI=(need OR needs)

TS = (frail elderly OR aged OR elderly) AND TS = (home health nursing OR home care OR home health 165
AB ( (frail elderly) OR (aged) OR (elderly)) AND AB ( (home health nursing) OR (home care) OR (home 41

(((((((((frail elderly[Title/Abstract]) OR aged[Title/Abstract]) AND home health care[Title/Abstract]) AND 234

need[Title]) OR needs[Title]) NOT nursing homes|Title/Abstract]) NOT long term care[Title/Abstract])
NOT cancer|Title/Abstract]) NOT palliative care[Title/Abstract] NOT dementia [Title/Abstract]

( ABS ( “frailelderly” OR aged OR elderly) AND ABS ( “home health nursing” OR “home care” OR 44

CINAHL
health care)) AND TI ( (need) OR (needs))
PubMed
Scopus
“home health care”) AND TITLE ( need OR needs))
PsycInfo

TI ( elderly or aged or older or elder or geriatric) AND TI(needs) OR TI (needs assessment) AND TI 244

(home care) OR TI (home health care) OR TI (home health nursing) OR TI (home healthcare) NOT TI
(nursing home) NOT TI (nursing facility) NOT TI (palliative care)

Total number of records

826

@ Springer
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Fig.1 Search flowchart in

accordance with PRISMA Records identified through Additional records identified

guidelines database searching
(n=826)

through other sources
(n=26)

l

l

Records after duplicates removed

Data analysis

An inductive thematic analysis strategy consisting of three
successive parts was used to analyze the data from the
results section of the articles. Significant terms were first
inductively assigned codes according to their meaning and
content and sorted into related categories. Categories devel-
oped by an open coding process were then grouped again
according to related topics [32]. The coding process was
carried out by the author V. D. Based on the grouping of
assigned terms, 18 related sub-themes were created and were
subsequently assessed by the author I. H. In the final phase,
the sub-themes were grouped according to their context
by mutual agreement between the authors V. D. and I. H.,
resulting in six new themes (Table 2).

Results

A total of 15 articles were analyzed. The most frequently
declared aim in these articles was to explore participants’
“experience” (n=4), “needs” (n=2), “meaning of home
care (n=2)", “independent decisions” (n=1), “decision-
making” (n=1), “well-being” (n=1), “sources of strength”
(n=1), “subjective perspectives” (n=1), “quality of life”
(n=1), and “relationship” (n=1). Of these 15 studies, 12
used a qualitative design, 2 used a quantitative design and

(n=717)
v
Records screened Records excluded
(n=717) (n=615)
v

A 4

Full-text articles assessed Full-text articles excluded,
for eligibility with reasons
(n=102) (n=87)

Studies included in
scoping review
(n=15)

1 study used mixed methods. The most common method of
collecting qualitative research data was interviews (n=12),
including in-depth interviews and semi-structured inter-
views. The questionnaires used in quantitative studies were
a questionnaire distributed by mail that focused on respond-
ents’ health, well-being and home care (n=1), and a struc-
tured questionnaire with closed and open-ended questions
(n=1) (Table 2).

Themes

Based on the thematic analysis, six themes mentioned by the
respondents in the articles reviewed were identified in the
studies: (1) “coping with illness”, (2) “autonomy”, (3) “rela-
tionship with professionals”, (4) “quality, safe, and secure
care”, (5) “role in society”, and (6) “environment”. When-
ever possible, citations from the articles reviewed were used
for data analysis rather than the authors’ own interpretation
of the data.

Coping with illness

The need to cope with illness was a frequent theme among
respondents, who understood that illness or reduced self-suf-
ficiency meant they would have to overcome various obsta-
cles and restrictions to remain in their own environment.

@ Springer
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Physical restrictions due to impaired health were one of
the reported obstacles that respondents faced. A number
of respondents in various studies were experiencing pain,
reduced mobility, loss of physical capability, visual and
hearing impairment [33-37], increasing fatigue, and loss of
strength [35]. To overcome these limitations, respondents
were aware of the need for both professional and informal
care and support from family members or friends [34—41],
mainly concerning personal care, assistance, observation
and support, and household activities [35, 36]. When talk-
ing about professional care, respondents most frequently
expressed a need for assistance with personal hygiene,
household activities, food preparation, and medication man-
agement [37, 39].

Autonomy

Privacy and freedom Providing professional home care in
older persons’ own environment was described as a restric-
tion, a loss of privacy [38, 42, 43] or a loss of autonomy
[35]. Even though some respondents understood that the
possibility of remaining in their own environment allowed
them to retain some autonomy, they saw home care provi-
sion as a curtailing of autonomy, as their home had become
a ‘working place for professional carers’ [36]. It was very
important for respondents to know the schedule and plan for
their care in advance. If respondents were unfamiliar with
this, it was perceived as a restriction of their freedom [36,
42, 43]. Home care respondents wanted professional carers
to behave as guests in their home and respect their privacy
[38]. Inadequate respect for intimacy during care provision
was also described as a loss of privacy [42].

Independence Although respondents were living in a state
of illness or reduced self-sufficiency, and were aware of
their dependence on the help of both professional and infor-
mal carers, they wished to remain as independent as pos-
sible [40, 44]. Loss of independence was associated with
poor health and limitations, and was described as a negative
aspect of ageing [36].

Maintaining autonomy and independence was often
characterized as maintaining quality of life [41]. Although
maintaining independence was associated with how willing
others were to assist with care, and respondents perceived
help and care from family members or friends as an oppor-
tunity to maintain their independence, they struggled with
a sense of placing a burden on family members [36, 43].
Respondents reported satisfaction when their independence
was actively promoted in activities that they were able to
perform, and when they received positive feedback from
carers [39].

@ Springer

Decision-making and participation Respondents’ chief
priority was that they be involved in the decision-making
process so they could influence care planning and choose
among caring actions [36, 38, 42-46]. When planning care,
respondents considered it important for their wishes and
needs to be heard [36, 43, 44, 46] and for care to be provided
in a respectful way [36, 45, 46]. The opportunity to partici-
pate in care provision was described as “having control over
the situation™ [43], or as equal cooperation between nurse
and patient [38]. Nevertheless, for some respondents it was
difficult to express their needs and wishes, despite being
able to participate in care provision [33, 42]. Some of them
viewed expressing their needs and wishes as complaining
[33]. In some cases, respondents reported their inability to
adequately express their needs and wishes due to profes-
sional carers having insufficient time [38].

Daily activities Respondents wished to live the lives they
were used to [45]. It was important for them to maintain
the activities comprising their daily routines, repeated at the
same time every day, they created the rhythm of the day
[34, 35, 45, 46]. Such routines included personal hygiene
[46], eating at the same time every day [35, 46], watching
a particular television program, and daily telephone calls to
friends and neighbors [35]. Respondents’ everyday activi-
ties also included leisure activities such as reading books,
playing bridge, solving crossword puzzles and Sudoku or
having tea or coffee with their loved ones [34, 40], as well
as household activities [35, 40].

Relationship with professionals

Establishing a mutual relationship with professional car-
egivers was seen by respondents as essential [36, 38, 42]
and was actively sought by professional caregivers and
respondents alike [46]. Sometimes establishing a mutual
relationship proved more difficult, especially when many
different caregivers were providing care [42]. Some older
persons described the relationship with their professional
caregivers as professional and friendly [47]. The benefit of
their relationship with them was the opportunity for con-
versation and sharing personal experiences [35, 43], doing
things together and having fun [46]. After some time of car-
ing, some respondents considered caregivers their friends
[42], or as part of the family [38], and the relationship with
professional caregivers reduced respondents’ loneliness
[42]. The opportunity to establish a relationship with them
was seen as an indication of good care. Negative attitudes
among professional caregivers when communicating with
older people was perceived as a barrier to establishing a
relationship [46].
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Quality, safe, and secure care

The provision of formal care in a professional way was
important for respondents [46]. Respondents perceived care
provided by qualified and experienced staff, with sufficient
practical and social skills, to be professional care [33, 36,
38, 44, 46] and described it as ‘good care’ [46]. The provi-
sion of appropriate and continuous care with adequate time
allocated was also considered a sign of quality care [38,
46]. Practical skills were assessed according to whether
caregivers worked carefully, conscientiously and systemati-
cally, and were able to explain to the respondents the inter-
ventions they would undertake [38, 46]. Caregivers’ social
competence, their communication skills and sense of humor,
were appreciated [46]. Respondents also expected sufficient
empathy and respect from carers [38], as well as help with
maintaining respondents’ daily routines, such as the timing
of personal hygiene and meals [46]. Care was considered
poor when carers showed insufficient interest in older peo-
ple: neglecting their needs, not completing their work, using
their working hours for personal matters, as well as when
there was the frequent rotating of different carers [46]. In
some cases, respondents expressed dissatisfaction if they felt
they were a burden to caregivers. They described this experi-
ence as caregivers’ lack of interest in them, their lack of time
for work, and a lack of communication [38].

Role in society

Loneliness was one of the main problems reported by older
people [37, 39]. In the context of ageing, worsening health
and reduced self-sufficiency, respondents were aware of how
their social role was changing, and they felt they could no
longer participate in social life as before [33], or they stated
that their participation in society was limited [36].

The opportunity to lead an active social life to help pre-
vent social isolation was crucial for some respondents [41].
Respondents considered it important to maintain the inter-
action between them and their social environment through
their involvement with community groups or social activities
outside the home [39], contact with family, friends and pro-
fessional carers [40], or going out and taking part in leisure
activities [41]. However, respondents did not always con-
sider engaging in social life important, in which case they
were passive on this issue [33].

Environment

Remaining in their own environment was important for
respondents, as it allowed them to better cope with declin-
ing health. The familiar objects in their homes reminded
respondents of their life in the past, while also keeping them
in the present [38, 46], meaning they were older persons in a

positive sense (“elderly human”) [38]. An unfamiliar envi-
ronment where they were not surrounded by familiar objects
caused feelings of stress and anxiety in respondents [46].

Discussion

This scoping review focuses on the needs of older people
living with illness or reduced self-sufficiency in their own
homes, sheltered houses or communities and receiving home
care.

The findings of the present review demonstrate that older
people are able to express their needs and wishes when
receiving home care. In some articles, respondents also
described what interventions or strategies they or their car-
ers chose to meet their needs. However, the identification of
interventions and strategies was not the aim of this review,
and, therefore, this was not analyzed.

As mentioned in the introduction to this review, health-
related needs can be viewed from a variety of perspectives.
However, authors have also described various concepts of
needs. Bradshaw [48] delineates four types of needs: nor-
mative needs are based on standards established according
to the experience of experts and professionals, and they are
related to the level of service provided. Felt need is recog-
nized as a subjective feeling when people are able to define
their needs or explain what they want. An expressed need
is defined according to whether people use health services
and to what extent, while comparative need is an objective
comparative assessment of the relationship between the
availability of healthcare services and the health status of
individuals or various groups of the population. According
to Stevens and Gabbay [49], health-related needs consist of
three interrelated aspects: a feeling of need, an expression of
this need, and an effective intervention to satisfy the need. In
Haaster et al. [50], Toupin et al. divide needs in the health-
care system into three levels: (1) the problems patients are
facing,(2) the interventions required alleviating or contain-
ing these problems; (3) the services needed to ensure these
interventions.

Asadi-Lari et al. [6] point out that there is no consensus in
the literature on the definition of needs, and the existing defi-
nitions should be redefined to reflect clinical reality, as there
is still a gap between patient needs and the services offered.

To minimize this gap and meet not only the needs of
patients but also of their carers, it is essential to assess their
needs comprehensively. Most frequently, needs are identi-
fied using a variety of questionnaires designed to anticipate
potential basic needs. In their systematic research, Figue-
iredo et al. [51] identify 19 multidimensional instruments
used to assess the needs of older people living in their home
environment. These instruments assess needs in five dimen-
sions: (1) physical, (2) psychological, (3) social support and
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independence, (4) self-rated health behaviors, and (5) con-
textual environment.

As mentioned above, it is important to assess the needs of
care recipients and their informal carers alike. Informal car-
ers usually identify their needs concerning care recipients’
physical care [13, 14, 19], health information and social
support [19], while care recipients state their needs con-
cerning autonomy, personal care, daily and social activities,
and quality of care [52-57]. This is in line with the results
of the present review. More specifically, it is important for
older people to overcome any limitations resulting from
their physical decline, to maintain their autonomy in terms
of their independence, their daily routines and their ability
to make decisions about their own care, to establish good
relationships with caregivers, to have quality and safe care
provided by trained staff, to participate in society and to live
in their own environment.

Assessing needs helps healthcare and social care services
to provide individual tailored care [11, 58, 59], which pro-
motes the health and well-being of care recipients and their
informal caregivers [58, 59]. In other words, satisfying their
needs improves their quality of life [60—62].

Implications

The findings presented in this study provide an evidence-
based framework that can serve as a guide for person-cen-
tered care planning. It is important to take into account the
needs and wishes of older adults and tailor care to their needs
and wishes. Furthermore, whenever possible patients should
be involved in their own care and be allowed to participate
in care planning. It is also appropriate to promote patients’
independence and support them in their daily routines.

Limitations

Only articles in Czech and English were included in the
review, representing a limitation for holistic validity and
transferability to different cultural environments. Grey lit-
erature was not included in the review.

Conclusion

The present study has set out an overview of the needs of
particularly vulnerable and frail older people using home
care services. Based on inductive thematic analysis, six key
topics were identified to provide an overview of respondents’
needs across the articles included in the scoping review.
With regard to the extent of the needs identified, these were
not only physical but also psychosocial and environmental.
Interestingly there was no emphasis on religious or spiritual
needs; further research would, therefore, be appropriate.

@ Springer

Additional research, especially qualitative research, will be
required to gain a deeper understanding of the needs of frail
older people receiving home care.
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