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Abstract
Background: Although understanding informal caregivers’ personal needs is crucial for providing
appropriate support, prior research shows shortcomings in this area. The aim of the current study is to
investigate individual differences in informal caregivers' perceived personal needs depending on
sociodemographic factors and home care situation.

Methods: The study uses a cross-sectional sample of 1,429 informal caregivers in Germany. They were
surveyed by a questionnaire. Multivariate analysis of variance and regression analysis was carried out to
investigate determinants of caregivers’ perceived personal needs.

Results: Significant differences in caregivers’ personal needs could be found. Women caregivers have a
higher need for support in almost all domains than men do. Young caregivers have higher needs for
financial and work-related support. Further, unemployed caregivers need more financial security and
social contacts, while employed seek help with combining work and care. The informal caregivers'
network and the care recipients' health status are other significant determinants of caregivers’ perceived
personal needs.

Conclusions: Informal caregivers need different information and support depending on their individual
situation. Understanding their specific needs in different situations is of primary importance to provide
optimal support and help caregivers to maintain their own health. Policymakers and service providers
could consider the current findings to develop services oriented toward caregivers’ personal needs and
communicate them to potential users.

1. Introduction
Increasing average life expectancy and decreasing average birth rates in many developed nations has
resulted in a growing number of elderly people with chronic conditions and a reduced healthcare
workforce to provide for their needs [1]. Due to the preferences of elderly people to stay as long as
possible at home, a greater number of older adults in need of care rely on informal help from family and
friends. Informal care at home is therefore at the heart of long-term care [2]. It is widely recognized that
informal caregivers often experience health and financial burdens [3]. Support services aim to provide
them with vital information, skills, relief, and support. However, informal caregivers rarely make use of
them [4]. Some researchers suggest that the reason for the low use is that current support services rarely
meet caregivers’ needs [5–7].

Informal caregivers have various needs that are often complex [7, 8]. A more detailed understanding of
their needs in different situations could help develop targeted support services and therefore increase
their use. Although knowledge about caregivers’ needs is crucial, prior research shows shortcomings in
studies from this area [9, 10]. Most of the studies are indication-specific [6, 11, 12], or use explorative
approaches [13, 14]. Quantitative research on personal and situational characteristics that determine
caregivers’ needs are rare [3, 11]. Such research, however, is required to identify caregivers with specific
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needs and target them with suitable services. For example, full-time employed women who combine work
and care are likely to have other needs for support than retired older adults providing care for their partner.
Therefore, understanding different caregivers’ needs is crucial and is the focus of current research.

Furthermore, previous research does not sufficiently account for caregivers’ personal needs. Traditionally,
caregivers’ support services address the management of the care situation. So, for example, in Germany
caregivers are offered care courses to learn techniques in providing personal care at home [15]. However,
recent results show that caregivers’ also need support to manage their own health and life. For example,
they need to be able to combine work and care or maintain their own physical and mental health [7, 8, 16].
Focusing on caregivers’ personal needs is particularly important since caregivers themselves tend to
neglect their own needs [17]. They focus primarily on the needs of the person receiving care and could be
therefore at high risk of harm to their own health and well-being.

The aim of the current research was, therefore, to explore the caregivers’ personal needs in relation to their
sociodemographic factors and the care situation. Caregivers’ perceived personal needs (CPPN) are
defined in the current study as needs articulated by caregivers themselves and related to their own health
and life. Based on previous studies on caregivers’ needs [4, 18] and expert reviews, our study defines five
main domains of CPPN: (1) maintaining one’s own physical and mental health, (2) social contacts and
exchange of experiences, (3) work and care, (4) financial security, and (5) free-time opportunities and
other activities. Our approach simultaneously investigates the effect of sociodemographic and care-
related factors on the five domains of CPPN and allows a deeper understanding of the differences in
needs.

First, we contribute to the previous research by focusing solely on caregivers’ personal needs for support
since up until now there is a gap in the literature on this issue. Second, we investigate the role of
sociodemographic factors and the care situation to give a more detailed understanding of caregivers’
personal needs. Third, we use a large-scale sample of informal caregivers with no limits on age,
indication, or type of relationship so that our results are widely applicable and provide insights into needs
of a broad population of informal caregivers. Our results provide the basis for developing personalized
need-based support services oriented directly toward informal caregivers. Policymakers and practitioners
could apply our findings to help informal caregivers in need of support and to stabilize home care.

2. Materials And Methods
2.1. Research design and sample

The current research used cross-sectional data derived from a written survey of 1,429 informal caregivers
conducted between November 2018 and March 2019. Participation in the survey was voluntary and
anonymous. The study received approval from the medical ethics committee of Witten/Herdecke
University (registry number 241/2017). All individuals signed informed consent forms before
participating.
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The survey included relatives, friends, or neighbors aged 18 years and older who regularly take care of or
look after a person in need of care or did so in the last 12 months. The questionnaire was available
online. However, we also offered the paper form of the questionnaire so that people with less or no
access to the internet were able to participate in the study. The questionnaire was pretested with seven
representatives from the target group.

2.2. Recruitment

Informal caregivers were recruited via print and online media. Local newspapers and specialized
magazines for informal caregivers reported about the study. Further, online communities in social
networks and forums supported the recruitment by spreading information and inviting caregivers to
participate. Institutions that operate in the field of professional care also granted access to informal
caregivers. Cooperative partners acted as gatekeepers and invited informal caregivers to participate in the
study.

2.3. Questionnaire and measures

The questionnaire begins by collecting data on the care situation. The following care-related information
was collected:

The severity of the care recipient’s physical and mental limitations (as assessed by caregivers on the
7-point Likert scale, in which 1 signifies “no limitations at all” and 7 signifies “very severe
limitations”).

The informal network of the caregiver (assessed as the total number of persons involved in
caregiving including the respondent).

Further, we surveyed the caregivers’ perceived personal needs (CPPN). As noted we defined the following
five domains of CPPN: 

(1) Maintaining one’s own physical and mental health,

(2) Social contacts and exchange of experiences with other caregivers,

(3) Possibilities to combine work and care,

(4) Financial help and security, and 

(5) Free-time opportunities and other activities.

The items were based on prior literature [4, 18] and twelve expert reviews from the field of the caregiver
support and consulting. The expert review technique [19] was used to ensure that the proposed set of five
items found in the literature reflect well the main aspects of caregivers’ personal needs. Caregivers were
asked how important they rate each of the five domains on the 7-point Likert scale, in which 7 signifies
“very important” and 1 signifies “not important at all”.
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Finally, caregivers were asked to provide demographic information, which included:

Gender;

Age in years;

Employment status (employed full-time; employed part-time; unemployed; not working for other
reasons) of the informal caregiver.

2.4. Statistical analysis

Descriptive analysis was performed with means, standard deviations, and percentages. Two-way
Multivariate Analyses of Covariance (MANCOVA) was used to determine if and how the five CPPN
domains mentioned in the previous section were affected by the following six personal and care-related
factors: 

(1) Age of the caregiver in years

(2) Gender of the caregiver

(3) Employment status of the caregiver 

(4) Informal Network of the caregiver

(5) Physical Limitations of the care recipient

(6) Mental Limitations of the care recipient

The MANCOVA combines analysis of variance and regression analysis and allows investigating group
differences in categorical variables and estimating the effects of metric variables simultaneously [20].
Since gender and employment status are categorical variables, they were included as fixed factors in the
model. Metric variables (caregiver’s age, informal network, and severity of the care recipients’ limitations)
were used as covariates. 

We conducted the overall multivariate analysis to test for the effects of the independent variables. For
categorical variables, if significant differences were found on the multivariate level a USD post-hoc test
was used to identify what the specific differences were. We tested the effects of the metric variables by
estimating the regression coefficients. For all measurements, a 5% significance level was used. The
analysis was conducted using the Statistical Package for Social Sciences (SPSS) program.

We checked for the assumptions before conducting the analysis. First, missing data were identified in
some of the CPPN domains with a proportion of 0.2%. Since the proportion of missing values was
relatively low, we handled missing values by imputing item mean scores [21]. A further assumption of the
multivariate normality of the outcome variables was checked by studying the distribution charts. We
detected skewness of the data in all five domains of CPPN. To deal with the skewness, a logarithmic
transformation of the data was performed. This method allows transforming skewed data so that it
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approximately follows a normal distribution [22]. We decided to use Pillai’s trace in the MANCOVA model
since this statistical test is the most robust in dealing with departures from the assumptions [23].

3. Results
3.1. Descriptive statistics

The first step of our analysis involved calculating descriptive statistics. Of the total sample of 1,429
caregivers, 81% were women. The average age was 54 years. About a quarter of the caregivers (25.5%)
were full-time and about one-third (31.5%) were employed part-time. About 10% were unemployed and
about 34% were not working for other reasons (e.g., retired or in school). On the 7-point Likert scale, in
which 7 signifies “very severe limitations” and 1 signifies “not limitations at all,” the severity of the
care recipients’ physical limitations was on average about 5 points (4.99) and above the severity of
mental limitations with 4.6 points. As to the CPPN domains, the highest score was for the need to have
more free time (5.76), followed by the need to maintain one’s own health (5.63). The next highest ranked
item was that caregivers rated social contacts as 5.38 points average. Finally, the need for financial
security and the need to combine work and care domains were rated 5.15 and 4.77 points, respectively.
The descriptive statistics of the sample are detailed in Table 1.

Table 1: Sample Description (N=1,429)
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Characteristics Percentage/Mean (SD)

Gender  

Female 81%

Age 54 (12.21) years

Employment  

Employed full-time 25.5%

Employed part-time 31.5%

Unemployed 9.1%

Not working for other reasons 34.1%

Informal Network 1 (1.3) person

Limitations of person receiving care  

Physical (1-7) 4.9 (1.62) Points

Mental (1-7) 4.6 (1.85) Points

Need for Support (1-7)  

Maintaining one’s own physical and mental health 5.63 (1.83) points

Social contacts and exchange of experiences 5.38 (1.94) points 

Work and care 4.77 (2.48) points

Financial security 5.15 (2.25) points

Possibilities for free time 5.76 (1.85) points

SD – standard deviation;

3.2. The overall effect of personal and care-related factors on CPPN

First, an overall multivariate test for the significance was conducted to consider the effects of multiple
factors. Table 2 displays how personal and care-related factors are associated with all five domains of
CPPN. Pillai’s Trace statistics showed significant effects of all variables (P < 0.01). We observed the
largest size of the effect by the age of the caregiver accounting for about 12.4% of the variance in CPPN
(part. Eta2 = 0.124). Psychological limitations of the person receiving care also have a relatively large
effect and account for 5.5% of the variance, followed by the employment status of the caregiver with
4.8%. Physical limitations have a lower effect of only 2.5%, as well as informal network and gender of the
caregiver.

Table 2: Multivariate Tests
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Effect Pillai’s Trace Partial Eta Squared

Value F Significance

Gender .015 4.283 .001 .015

Age .142 40.008 .000 .124

Employment .150 14.117 .000 .048

Informal network .021 6.026 .000 .021

Limitations (physical) .025 7.108 .000 .025

Limitations (mental) .058 16.424 .000 .055

3.3. Significant determinants of CPPN domains

After obtaining a significant multivariate test for particular main effects, we examined the univariate F
tests for each variable. Table 3 presents the specific CPPN domains that are affected by the independent
variables.

TABLE 3 NEAR HERE

Table 3: Between-subject effects
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Independent
variables

Dependent
variables

Type III sum of
squares

df F Significance

Gender Health .500 1 11.693 .001

  Contacts .463 1 9.139 .003

  Work .445 1 5.605 .018

  Finances .001 1 .018 .892

  Free time .472 1 9.896 .002

Age Health .152 1 2.808 .094

  Contacts .004 1 .210 .647

  Work 11.185 1 117.869 .000

  Finances 6.955 1 89.977 .000

  Free time .154 1 2.375 .124

Employment Health .165 3 1.282 .279

  Contacts .470 3 3.093 .026

  Work 10.133 3 42.573 .000

  Finances 2.134 3 10.008 .000

  Free time .294 3 2.056 .104

Informal network Health .914 1 21.361 .000

  Contacts .677 1 13.356 .000

  Work .384 1 4.840 .028

  Finances 1.070 1 15.047 .000

  Free time .959 1 20.089 .000

Limitations
(physical)

Health .378 1 8.843 .003

  Contacts .209 1 4.116 .043

  Work .779 1 9.824 .002

  Finances 2.106 1 29.630 .000

  Free time .802 1 16.815 .000

Limitations (mental) Health 2.820 1 65.935 .000

  Contacts 3.152 1 62.204 .000



Page 10/19

  Work 1.130 1 14.248 .000

  Finances 1.480 1 20.815 .000

  Free time 2.470 1 51.756 .000

df- degrees of freedom; 

First, the results of the between-subject effects indicated that the CPPN domains health, free time, social
contacts, as well as work and care differed significantly based on caregivers’ gender. Figure 1 compares
significant differences between gender groups. In all four domains, women have significantly higher
needs than men (P < 0.01). The perceived need for free time is rated by women as on average 5.89 points,
which is about 0.7 points higher than men rank it. The need to maintain their health is on average 5.76 for
women, which is above the value of 5.06 for men. Social contacts are rated 5.48 by women and 4.95 by
men. Women rate work issues 4.97 points, while men rate them 3.9 points.

FIGURE 1 NEAR HERE

Second and as shown in Table 3, the results also indicated that caregivers differed significantly based on
their employment status in the social contacts, work and care, and finances domains (P < 0.05). We
conducted the LSD post-hoc test to detect significant differences between the groups. The results of the
post-hoc between-subject effects are shown  in Table 4.

Table 4: Post-hoc between-subject effects
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Need domain Employment
status

M (SD) Post-hoc results

Social
contacts

Full-time 4.92
(2.1)

Lower than in all other groups**

  Part-time 5.39
(1.9)

Lower than unemployed*, higher than full-time**

  Unemployed 5.85
(1.6)

Higher than full-time**, higher than part-time*

  Not-working 5.59
(1.9)

Higher than full-time**

Work and
care

Full-time 5.43
(2.1)

Lower the part-time*, higher than not-working**

  Part-time 5.79
(1.8)

Higher than all other groups*

  Unemployed 5.26
(2.2)

Lower than part-time, higher than not-working

  Not-working 3.20
(2.6)

Lower than all other groups**

Financial
security

Full-time 4.81
(4.8)

Lower than part-time and unemployed **

  Part-time 5.67
(5.6)

Higher than full-time and not working**, lower than
unemployed**

  Unemployed 6.30
(6.3)

Higher than all other groups**

  Not-working 4.62
(4.6)

Lower than part-time and unemployed**

M – Mean; SD – standard deviation;

 The results of the post-hoc tests show that full-time employed caregivers have a significantly lower need
for social contacts compared to other groups (M = 4.92). The highest need for social contacts is among
caregivers who are unemployed (M = 5.85) or not working for other reasons (M = 5.59). Work and care is
more important for part-time employed caregivers (M = 5.79). Full-time employed and unemployed
caregivers rate the importance of work and care at a moderate level (M = 5.43 and M = 5.26), and finally
caregivers who are not working have a lower need in this domain (M = 3.2). Financial security is more
important for unemployed caregivers (M = 6.3), followed by part-time employed (M = 5.67). Full-time
employed and not-working caregivers evaluate it as less important (M = 4.81 and M = 4.62). Figure 1
demonstrates the average scores of each employment group.
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Third, the age of the caregivers significantly affects the work and care domain as well as the domain
financial security (P < 0.01). We observe that with increasing age the importance of work and care (B =
-0.06) as well as financial security decreases (B = -0.05). The effect on the work and care domain is
slightly higher than on financial security.

Fourth, the severity of physical and psychological limitation of the person receiving care significantly
influenced all CPPN domains. With more severe physical and mental limitations of the person receiving
care, caregivers have higher CPNN. The strongest effect of the severity of physical limitations is on the
financial security domain (B = 0.21; P < 0.01). In contrast, the severity of mental limitations have the
highest impact on the social contacts domain (B = 0.23; P < 0.01), followed by the health domain (B =
0.22; P < 0.01).

Finally and fifth, the informal network of the caregiver is a significant determinant of the level of CPPN in
all five domains. The need for support in all domains is higher, when the informal network of the caregiver
is smaller. These effects are especially high on the domains of financial security (B = -0.17; P < 0.01) and
free time (B = -0.17; P < 0.01). 

Table 5 provides an overview of the regression coefficients for the metric variables caregivers’ age,
informal network as well as the severity of physical and mental limitations of the care recipient.

Table 5: Regression coefficients
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Dependent variable Parameter Regression Coeff. SD Sig.

Work and Care Age -.058 .005 .000

Finances Age -.049 .005 .000

Health Informal network -.164 .037 .000

Social contacts Informal network -.133 .039 .001

Work and Care Informal network -.103 .044 .019

Finances Informal network -.173 .043 .000

Time-out Informal network -.168 .037 .000

Health Physical limitations .094 .029 .001

Social contacts Physical limitations .084 .031 .007

Work and Care Physical limitations .128 .035 .000

Finances Physical limitations .213 .034 .000

Time-out Physical limitations .137 .029 .000

Health Mental limitations .221 .026 .000

Social contacts Mental limitations .230 .027 .000

Work and Care Mental limitations .131 .031 .000

Finances Mental limitations .151 .030 .000

Time-out Mental limitations .208 .026 .000

SD – standard deviation; Sig. – significance;

4. Discussion
The current study provides an important view of the needs of informal caregivers who take care of older
and disabled people at home. We considered the socio-demographic factors and caregiving context to
provide a deeper understanding of informal caregivers’ personal needs. An issue that received less
attention so far. We also used a large-scale sample, which allows us to draw conclusions on a broad
group of informal caregivers. Previous studies focused only on specific groups of informal caregivers [11,
12]. 

Our contribution to the research on equity in health is that we show how supportive actions could not only
focus on care-recipients needs but also consider informal caregivers by supporting their health as well as
their professional, social and private life. Our results will help identify caregivers who are at higher risk of
health problems and address them with appropriate support services.
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All five central domains of caregivers’ perceived personal needs differed significantly according to the six
investigated factors: caregivers’ age, gender, employment status, the severity of the care-recipients’
limitations, and the size of the informal network. The effects of all these factors are discussed in detail
below.

From prior research it is known that informal caregiving is predominantly performed by women, and they
are more intensively involved in it than men [24]. Our first finding showed that women are not only the
main group of caregivers but also the main target group for support services. Women caregivers feel
highly concerned about their own physical and mental health, need more free time and social support.
They also have a higher need of support to combine work and care. Support programs should give more
attention to women caregivers and motivate them to use support services more intensively. 

Second, our findings indicate that younger caregivers are more concerned about financial and work
issues. A large proportion of caregivers are of employment age and take care of their elderly relatives at
home [25]. A series of support programs address the work and care issues of these people. However,
these programs should also account for the needs of young professionals, who are concerned about their
long-term career path and financial security. Especially in a long-term perspective, informal caregivers can
experience considerable wage penalties due to care provision [26]. 

Third, special attention is required to caregivers who are unemployed, since they are not only in a higher
need for financial and work-related support but also have a greater need to socialize. Social isolation of
informal caregivers in home care is one of the problems mentioned in the previous research [27]. Since
unemployed caregivers cannot socialize with coworkers and neglect caregiving tasks at work, they need
other opportunities for social interactions that could be addressed by support services. 

Although caregivers’ employment can be a resource for maintaining mental health [28], many caregivers
experience difficulties combining work and care [29]. According to our results, this is true for both
employed and unemployed caregivers. Obviously, caregivers have trouble not only in finding a job when
they care for an older and/or disabled person but also in combining an existing job with care
responsibilities. Support programs on combining work and care should address both issues.

Fourth, an informal network of the caregiver showed to be an important source of help. All five aspects of
caregivers’ personal needs are lower when the informal network is larger. According to our results,
caregivers with poor informal networks especially need more free-time opportunities and support in
combining work and care. Caring often requires permanent presence from the caregiver allowing less
flexibility for work and other activities. 

Finally and fifth, our results indicate that caregivers of people with severe limitations have higher
perceived personal needs. This is consistent with prior findings showing that caregivers of patients with
severe limitations experience a higher burden [3]. The more complex the caregiving situation is, the more
often caregivers are overwhelmed and need additional help.
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Less obvious and particularly important is that mental limitations of the care-recipient have a greater
effect on personal needs than physical limitations. Our results show that caregivers in such situations
need primarily to maintain their own health and have social contacts. Caring for a person with mental
limitations often requires constant availability as well as the ability to manage behavioral and personality
changes, which is often emotionally difficult for caregivers and leads to social isolation and mental
health problems among caregivers [30]. For this reason, informal caregivers of people with severe mental
limitations need intensive emotional and social support. 

Our study also has some limitations. First, our survey was conducted in Germany. The relatively low need
for financial support compared to other domains might be specific to this country. A further limitation of
this study was the cross-sectional design, which did not allow for observing the effect controlling for all
possible confounders. Finally, we could not consider cultural differences in the present study due to the
low proportion of our study sample of caregivers (or parents of caregivers) who immigrated to Germany.

In sum, we observed that women and unemployed caregivers in complex care situations with a poor
informal network are in higher need of relief and support. At the same time, young and employed
caregivers could benefit from support in employment issues. Caregivers of people with mental limitations
need to maintain their own health and social life.

The current study provides knowledge for the development of personalized services that support
caregivers in managing their own needs. Since informal caregivers are often highly burdened and
experience health problems due to caregiving [31], addressing their personal needs is an important
political and social issue.
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Figure 1

Differences in CPPN based on gender and employment status

CPPN – Caregivers’ perceived personal needs;


