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Abstract

Background: Wider social networks are increasingly recognized for supporting people with
care needs. Health-promoting initiatives around the end of life aim to foster these social
connections but currently provide little insight into how willing people are to help neighbours
facing support needs.

Objectives: This study describes how willing people are to help neighbours who need support
practically or emotionally, whether there is a difference in willingness depending on the type
of support needed and what determines this willingness.

Design: We applied a cross-sectional survey design.

Methods: We distributed 4400 questionnaires to a random sample of people aged >15 across
four municipalities in Flanders, Belgium. These surveys included attitudinal and experiential
questions related to serious illness, caregiving and dying. Respondents rated their willingness
(scale of 1-5] to provide support to different neighbours in hypothetical scenarios: (1) an older
person in need of assistance and (2] a caregiver of a dying partner.

Results: A total of 2008 questionnaires were returned (45.6%). The average willingness to
support neighbours was 3.41 (case 1) and 3.85 (case 2). Helping with groceries scored highest;
cooking and keeping company scored lowest. Factors associated with higher willingness
included an optimistic outlook about receiving support from others, family caregiving
experience and prior volunteering around serious illness or dying.

Conclusion: People are generally willing to support their neighbours who need help practically
or emotionally, especially when they have prior experience with illness, death or dying and
when they felt supported by different groups of people. Community-based models that

build support around people with care needs could explore to what extent this willingness
translates into durable community support. Initiatives promoting social connection and
cohesion around serious illness, caregiving and dying may harness this potential through
experiential learning.
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of an emotional, spiritual or social nature.%8
Care within communities, provided by wider
social networks of family, friends, neighbours or
volunteers, is increasingly recognized as pivotal to
creating sustainable healthcare systems.%10

Several health-promoting initiatives around peo-
ple with life-limiting illnesses and people in need
of palliative care have emerged in recent years to
respond to the challenges associated with serious
illness, caregiving, dying and the decreasing pro-
portion of people able to participate in addressing
these support needs.1%-1¢ These initiatives often
rely on altruism, empathy, a sense of communal
responsibility and willingness to engage in sup-
porting others within communities who are facing
situations of serious illness, caregiving and loss.
Community responses that aim to build capacity
around people facing such challenges, defined as
public health approaches to palliative care, assign
valuable roles to neighbours.!”>18 Studying their
willingness can explore whether there is indeed a
robust foundation from which to build commu-
nity-based models of support for people con-
fronted with care needs, illness, death or dying.

The literature provides insight into some aspects
of people’s willingness to support others in need
of support. One study in the Netherlands, for
instance, suggested that people are generally will-
ing to help persons with care needs but prefer
incidental, instrumental tasks such as grocery
shopping.!® The types of help people commonly
provide also differ depending on the relationship
the helper has with the help-recipient.520
Research demonstrated that people are more will-
ing to provide help when they have a close rela-
tionship with the person who needs support,
when they have a history of (in)formal caregiving
or when they are older.%2! People are less willing
to provide help when they are employed, and
when they have a higher financial income.?! While
the nature of the relationship between the car-
egiver and care recipient can be indicative of a
caregiver’s willingness to support, several health-
promoting initiatives demonstrated interventions
that succeed in involving community members
outside the support-dependent person’s direct
social network as well.22-24

While several studies have thus suggested that
people are usually willing to support others in
need of support, these studies have focused on
kin carers, are limited by their selective or small
population samples and have not focused on

contexts of serious illness or dying.21:25:26 This
focus may influence people’s willingness since the
role and representation of death and dying in
Western cultures has led to social estrangement
from these things, as has been amply described.27-28
Although the involvement and contributions of
neighbours in caregiving are recognized in litera-
ture,>% research on this population remains
scarce.®529 Notwithstanding that recent health-
promoting initiatives — which rely substantially on
the involvement of non-kin carers — report out-
comes that promise the fostering of social connec-
tions,'%24 the willingness of people living in
communities to partake in building these mutu-
ally supportive models is still underexplored. In
researching this willingness, it is also important to
differentiate the types of support people are will-
ing to provide (i.e. practical or emotional).
Moreover, we lack any insight into which per-
sonal traits and experiences potentially influence
or increase such willingness. Researching people’s
task preferences to support others contributes to
the knowledge base on integrating instrumental
and incidental forms of help in the care of indi-
viduals with care needs and who are confronted
with situations of illness, caregiving and loss.

The research questions of this study are as
follows:

(1) How willing are people to provide practi-
cal and emotional support to their neigh-
bours in need of support?

Is there a difference in their willingness
depending on the type of support tasks?
Are personal characteristics, personal
experiences with care, illness and death,
religiousness and perceived social sup-
port associated with people’s willingness
to provide practical and emotional sup-
port to their neighbours?

)
3)

Methods

Design, participants and setting

We applied a cross-sectional survey design and
sent a questionnaire to a simple random sample
of members of the general public aged 16years or
older in four municipalities in Flanders, Belgium.
Two of the municipalities had an urban city cen-
tre (Bruges with 118,000 inhabitants and Sint-
Niklaas with 80,000 inhabitants) and two were
semi-urbanized (Herzele with 18,500 inhabitants
and Gavere with 12,000 inhabitants). Bruges and
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Herzele were selected to be part of a complex
public health programme around serious illness,
death, dying and bereavement while Sint-Niklaas
and Gavere served as control municipalities. The
survey was conducted at a baseline moment of
the programmes. The protocol of this interven-
tion is published elsewhere and provides more
insight into the associated research project.3° Two
other papers of this research studying citizens’
discomfort with someone’s suffering and dying
and their palliative care knowledge have previ-
ously been published.3!:32 The Checklist for
Reporting Of Survey Studies (CROSS) was fol-
lowed to structure this paper (Supplemental
Appendix 1).33

Sampling

A civil servant from each municipality drew a ran-
dom sample from the local population register.
We decided to oversample family carers because
the overarching research project focused on seri-
ous illness, death, dying and bereavement, which
we anticipated would impact this population the
most. In Bruges, to increase statistical power for
this subgroup, we disproportionately oversampled
registered family carers with factor six (i.e. regis-
tered in the municipal population to receive finan-
cial municipal compensation for family caregiving).
This compensation or register did not exist in the
other municipalities. The resulting sample from
Bruges had an imbalanced age distribution which,
together with the oversampling of family carers,
was corrected by applying weighting factors rang-
ing between 0.58 and 2.42.3* Confidence intervals
were set at 95% with accuracy at £5% and hetero-
geneity at 50%. A conservative estimation for a
35% response rate resulted in a total sample of
4400 individuals from the general public in the
four municipalities (1100 each).3>

Data collection procedure

All self-administered questionnaires and accom-
panying information letters were sent out in the
first semester of 2021 wia postal mail by the
municipalityies’ civil servants and a data collector
who was recruited by the research team. We
worked with a maximum of three reminder
mailings at set time intervals and followed
Dillman’s total design method to enhance
response rates.?® If no response was obtained
after three reminder mailings or if the potential
respondent indicated no desire to participate by
contacting the researcher, no further steps were

taken. To prevent respondents from receiving an
unnecessary reminder, the respondent numbers
were collected by the data collector each time a
questionnaire was received. Respondents could
send the questionnaire via mail using an accom-
panying pre-paid envelope or had the option to
fill out the survey online in Limesurvey using
their unique respondent number. Completed
questionnaires along with the pseudonymized
respondent numbers were received by the
researcher, who then communicated these num-
bers to the data collector. This process ensured
that the main researcher remained blinded
throughout the entire procedure. None of the
people involved in this process could link the
respondents’ responses to their names.

Questionnaire and measures

The entire questionnaire related to the topics of
illness, death, dying, care and grief and its meas-
ures are outlined in the published study proto-
col.30 Here, we describe the measures relevant to
this study. For some measures in this survey, we
used background questions from the Death
Literacy Index which had not yet been published
when this questionnaire was designed.3” Several
questions asked participants to reflect on their
situation prior to the COVID-19 pandemic when
answering as answers might otherwise not have
been representative (e.g. questions that relate to
people being in physical proximity of each other
like volunteering, which was not possible due to
social distance measures). Informed by prior
research, we chose to focus on specific independ-
ent variables that relate to people’s personal expe-
riences with care, illness and death as these
experiences can increase their knowledge about
these topics, therefore potentially impacting their
willingness to help neighbours.38 We were addi-
tionally interested in people’s willingness to sup-
port others who are not closely related to the
caregiver, as a study indicated that the personal
relationship between caregiver and recipient
impacts willingness.# Lastly, expert input and
prior research led us to hypothesize that people
who feel socially supported by the people in their
neighbourhood may experience an increased will-
ingness to contribute to this supportive culture.

Main outcome measure. We assessed people’s
willingness to provide practical or emotional sup-
port to neighbours through two self-developed
cases (Box 1). We opted for hypothetical cases to
enhance the situation’s recognizability among
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Box 1. Two cases to assess people’s willingness to provide practical or emotional support to neighbours.

Case 1 (older person in need of help): In your street lives an older woman. Her husband died a couple of
years ago. She is in touch with her son but he lives abroad. You have never spoken to her before. One day,
your neighbour tells you the woman fell down the stairs. She needs to rest for a couple of weeks. Would
you help her with the following tasks if you could? (mow the lawn; go to the shop; cook; keep her company)

Case 2 (caregiver of dying partner): Your neighbour who lives a couple of houses away from you takes
care of his wife who will probably not live much longer. He tells you that he is having a hard time. A nurse
supports him but he prefers not to leave his wife alone when he goes to the shop or the pharmacy. Would
you help your neighbours with the following tasks if you could? (go to the shop; visit them; keep the wife

company; talk with the man about his wife's condition)

respondents. Case 1 depicts a person with mini-
mal social support who needs practical and emo-
tional support. Case 2 depicts a neighbour who is
a carer for his care-dependent and terminal
spouse. These cases allow us to study the possibil-
ity of enhancing community involvement coming
from the outer social network of people in need of
support.! Each case proposes four hypothetical
types of support. Respondents are asked to indi-
cate how willing they would be to provide each
kind of support on a scale ranging from (1) defi-
nitely not to (5) definitely.

Demographic characteristics, religiousness and
other measures. We asked respondents about their
sex, age, working situation, highest degree of educa-
tion and religious orientation. Since providing care
can have important financial consequences for car-
ers, their working situation and the highest degree
of education may be relevant measures (since finan-
cial income may impact people’s willingness to
exchange paid labour for family care).3°

We also asked whether they volunteer, have a
chronic illness, are currently mourning the loss of
someone or live in a long-term care residence
(nursing home, service flat, institution). Lastly,
we asked whether people had already undertaken
certain actions around their end of life such as
having discussed end-of-life preferences with
friends or family, or having prepared a will.

We used a validated Dutch translation of the
Palliative Care Knowledge Scale (PaCKS) to objec-
tively assess people’s palliative care knowledge.*°
We assessed people’s subjective palliative care
knowledge through three self-developed ques-
tions. The composition of the PaCKS is found in
Supplemental Appendix 2.

We measured how comfortable people feel about
the suffering and dying of others.?! This feeling
might impede people’s willingness to help their

neighbours when they are confronted with suffer-
ing or the end of life. This scale was a non-validated
Dutch adaptation of the subscale Dying of Others
from the Collett-Lester Fear of Death scale.?!

Personal experiences with care, illness and
death. We reasoned that certain personal experi-
ences around the topics of serious illness, death,
dying and caregiving could affect people’s willing-
ness to support their neighbours.3%42 Prior expe-
riences with care increase the likelihood that
people will care again and change their attitudes
on death.>2?! A substantial proportion of people
with a professional healthcare background take
up an additional family caring task.*> We addi-
tionally asked whether respondents had experi-
ence as a family carer, a volunteer around serious
illness, death, dying or grief in the year preceding
the COVID-19 pandemic’s onset or as a health-
care worker and we asked whether they had ever
been with someone else at the time of their death.
The variable Cultural exposure to death and dying
was composed of two existing questionnaires.37-44
The composition of these variables is found in
Supplemental Appendix 2.

Perceived social support. This self-developed
measure assessed whether respondents believed
they would receive help from others if they fell ill
and needed to go to the hospital. The exact com-
position of this scale is found in Supplemental
Appendix 2.

Translation and testing of the questionnaire

The validated measures Cultural exposure to death
and dying and PaCKS were translated using the
European Organisation for Research and
Treatment of Cancer (EORTC) guidelines.*’
Our research team with expertise in end-of-life
care and survey development reviewed the entire
questionnaire and an external language service
checked its language and understandability for
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sixth-grade level literacy. The questionnaire was
cognitively tested once among 15 individuals
from the general public to verify its language and
its conceptual and face validity.

Data preparation and data analyses

The main outcome measure Willingness to provide
practical and emotional support to neighbours has
total scores ranging between 8 and 40. These were
divided again by eight to facilitate interpretation,
resulting in scores ranging from 1 to 5, where
higher scores indicate a higher willingness. After
consultation with a statistician, we opted to use
the factor scores of the main outcome measure for
the multivariable analyses examining predictors of
willingness since it gave a more satisfactory distri-
bution.*¢ Prior to this, we assessed the main out-
come measure’s factorial validity. Because of our
large sample, a satisfactory subject-to-item ratio of
231.4 was guaranteed.’” The factor analysis
showed all items fall under a single component.
An internal consistency test revealed the factor
structure to be reliable. Several independent vari-
ables represent different types of experiences with
care, illness and death (Cultural exposure to death
and dying; Having been with someone else at the
time of their death; Experience as a family carer;
Experience as a volunteer around serious illness,
death, dying or grief; and Experience as a health-
care worker). A factor analysis of these variables
identified two components but also an unreliable
factor structure which is why they are regarded
separately. The analyses are found in Tables 1 to
6 in Supplemental Appendix 2.

Missing scores of the responses to the eight items
of the main outcome measure were imputed
with mean scores. Respondents who answered
fewer than six out of eight questions from the
main outcome measure were excluded from fur-
ther analysis (157 cases). Figure 1 presents a
summary of the process for obtaining the num-
ber of questionnaires used in data analyses.
Weighting factors were applied to the data prior
to data analyses.

To explore whether people’s willingness differs
between tasks, we calculated the average willing-
ness scores for each type of support and performed
a one-sample 7-test. A bivariate correlation analy-
sis explored the correlation between the main out-
come measure and respondents’ personal
experiences with care, illness and death, demo-
graphics, religiosity and other measures. Pearson

4,400 questionnaires
sent

Removed: empty
questionnaires (N=84);
duplicates (N=42); filled
out instead of intended

respondent (N=1)

2,135 questionnaires
received

Response rate

—> -
calculation number

2,008 questionnaires

Removed: more than
80% missing data on
main outcome measure
(N=157)

Responses used in data

—>
analyses

1,851 questionnaires

Figure 1. Flowchart of how the final number of used
questionnaires was obtained.

correlation coefficients were calculated. We also
assessed whether people’s discomfort with some-
one’s suffering and dying is associated with their
willingness to support their neighbours. To deter-
mine the most appropriate de-confounding strat-
egy (and avoid the so-called ‘table 2 fallacy’),*8
we identified the possible confounders for each of
the variables of interest. Next, each of these vari-
ables that were statistically significantly (p <0.05)
associated with the dependent variable in the
bivariable analysis were entered into multivaria-
ble linear regression models, controlling for the
right set of confounders.

Results

Of 4400 questionnaires sent out, 2008 were
returned (45.6% response rate). Individual
response rates per municipality were as follows:
49.7% for Bruges, 44.1% for Sint-Niklaas, 38.3%
for Herzele and 42.5% for Gavere.

Characteristics of the study population

The age of the respondents ranged from 16 to 97
and the majority were female (51.2%) (Table 1);
39.8% had obtained a higher education degree.
There was a minor non-response observed among
certain age groups. Our sample did not show a
significant difference between the male—female
distribution and the population average. Of all
respondents, 52.3% were working, 30.5% were
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Table 1. Characteristics of the study population.

Place [N=respondents) Bruges Sint-Niklaas Herzele Gavere Total
(N=529)  [N=465) (N=414)  (N=443) (N=1851)

1. Demographic and personal characteristics

Age (years) % % % % %
16-24 12.5 8.0 10.8 6.6 9.6
25-34 14.2 14.5 9.8 10.7 2.4
35-44 18.8 14.3 16.4 10.9 13.7
45-54 15.3 16.5 17.8 19.5 7.2
55-64 17.2 19.0 18.1 23.0 19.2
65-74 12.9 14.5 17.1 18.9 15.7
>74 14.5 13.2 10.0 10.5 12.2

Sex
Female 46.1 49.5 54.1 56.1 51.2

Highest degree
Primary school or lower 6.0 133 7.9 8.0 8.8
Secondary school, first 3years 13.5 15.8 15.0 15.8 14.9
Secondary school finished 34.8 34.8 39.6 32.4 5.3
College 28.2 22.1 26.8 25.8 25.8
University or higher 16.3 12.0 10.3 16.7 14.0
Other 1.0 2.0 0.5 1.4 1.2

Working situation
Working 52.5 46.2 54.4 55.6 52.3
Retired 29.4 31.8 29.2 31.7 30.5
Student 8.5 6.5 8.6 6.2 7.5
Unfit for work 3.8 5.6 4.9 2.1 4.1
Homemaker 2.3 4.8 2.2 3.0 3.1
Unemployed 3.4 3.2 0.5 0.9 2.1
Other 0.2 0.9 0.2 0.7 0.5

2. Religious orientation
Catholic 47.3 52.6 69.1 61.0 56.7
Atheism 40.5 25.7 25.7 32.9 31.6
Islam 0.9 15.7 1.0 0.9 4.7
Secular humanism 6.6 3.7 2.7 3.2 4.2
Other religion 3.6 1.5 1.2 1.6 2.1
Other 1.2 0.9 0.2 0.2 0.7

3. Personal experiences with care and illness
| take care of a person in need as 19.3 17.4 23.4 14.7 18.6
a family carer
| took care of a person in need as 18.4 20.2 24.4 19.6 20.5
a family carer in the past
Having had experience as a family  32.7 34.4 411 30.7 34.5
carer*

(Continued)
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Table 1. (Continued)

Place [N=respondents) Bruges Sint-Niklaas Herzele Gavere Total
(N=529) (N=465) (N=414) (N=443) (N=1851)

| have undertaken volunteer tasks  11.0 8.0 6.3 8.0 8.5
around serious illness, death,
dying or grief in the past year
before the COVID-19 pandemic
| work(ed) in a healthcare domain ~ 17.3 12.0 13.3 14.4 14.4
| live in a long-term care 0.9 0.9 0 0.5 0.6
residence (nursing home, service
flat, institution, etc.)
| have a chronic illness 12.1 12.9 9.7 6.8 10.5
| mourn for someone | have lost 23.2 22.6 23.4 19.2 22.1
Culturally exposed to death and 72.7 69.2 63.3 62.0 67.2
dying®
Action undertaken around own 48 411 41.5 40.4 43.0
end of life$

4. Perceived social support

In case you fallill and need to go to the hospital, do you believe you will get support with low threshold

tasks from

Friends or family with whom you 95.7
are in close contact

Friends or acquaintances within 88.6
the local community

Friends or acquaintances outside ~ 76.2
the local community

People in the neighbourhood you 49.7

do not know well

95.7

84.1

62.3

36.9

97.5 98.4 96.8
87.1 88.9 87.2
71.6 72.4 70.8
42.8 45.6 43.9

*This variable is a combination of people who currently take up a family-caring role and people who took on a

family-caring role in the past.

$The scale is self-developed of which the details are described in Supplemental Appendix 2.

retired and 20.5% had been a family carer in the
past. The majority identified with a religious
denomination (63.5%).

In the hypothetical case that they became ill and
needed help, most respondents (96.8%) believed
they would be supported by close friends or fam-
ily, 87.2% believed they would be supported by
acquaintances from their local community, 70.8%
by acquaintances from outside their local com-
munity and 43.9% believed they would be sup-
ported by people they do not know well from their
neighbourhood.

How willing are people to provide practical and
emotional support to neighbours?

Table 2 presents people’s willingness to help
with different types of support in two different
cases. The average score on willingness was
3.41 (SD=1.00) for case 1 (older person in

need of help) and 3.85 (SD=0.95) for case 2
(caregiver of dying partner). For all types of
support, except cooking, over half of the
respondents indicated that they would probably
or definitely be willing to provide this support
for their neighbours. In both cases, respond-
ents’ results indicated that willingness was high-
est for doing groceries (scores 0f 3.98; SD=1.11
and 4.12; SD=1.04). In case 1, cooking for the
person in need received the lowest score (3.11;
SD=1.35) while in case 2, the lowest willing-
ness score was obtained in the situation where
respondents would have to keep the dying per-
son company (3.59; SD=1.16).

Differences in willingness to provide practical

and emotional support to neighbours,

depending on the type of support

For both cases, doing groceries was the preferred
task (p<<0.001). For case 1, people were more
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Table 2. Willingness of people to provide practical and emotional support to neighbours.

Definitely not
(%)

Probably not
(%)

Not certain
(%)

Probably yes
(%)

Definitely (%)

Average
score* (SD)

Case 1: In your street lives an older woman. Her husband died a couple of years ago. She is in touch with her son but he lives
abroad. You have never spoken to her before. One day your neighbour tells you the woman fell down the stairs. She needs to
rest for a couple of weeks. Would you help her with the following tasks if you could?

Mow the lawn* 254 (14.1) 275 (15.3) 206 (11.5) 660 (36.7) 402 (22.4) 3.38 (1.36)
Do groceriest 103 (5.6) 131 (7.1) 157 (8.5) 772 (41.8) 684 (37.0] 3.98 (1.11)
Cook? 284 (15.6) 378 (20.8) 344 (18.9) 486 (26.7) 330(18.1) 3.11 (1.35)
Keep her company# 149 (8.1) 307 (16.8) 427(23.3) 603 (32.9) 348(19.0) 3.40(1.20)
Total 3.41(1.00)

Case 2: Your neighbour who lives a couple of houses away from you takes care of his wife who will probably not live much longer.
He tells you that he is having a hard time. A nurse supports him but he prefers not to leave his wife alone when he goes to the
shop or the pharmacy. Would you help your neighbours with the following tasks if you could?

Do groceriest 89 (4.8) 82 (4.4) 113 (6.2) 783 (42.6) 769 (41.9) 4.12(1.04)
Visit them* 80 (4.4) 172 (9.3) 324 (17.6) 725 (39.4) 539 (29.3]) 3.81(1.09)
Keep the wife company# 107 (5.8) 253 (13.8] 399 (21.7) 635 (34.5) 446 (24.2) 3.59 (1.16)
Talk with your neighbour 82 (4.4) 105 (5.7) 216 (11.7) 755 (41.0) 685 (37.2) 4.01(1.06)
about his wife's conditiont

Total 3.85(0.95)

*Respondents that filled out a minimum of six out of eight items. 7.8% missing values. Values ranging from 1 (definitely not) to 5 (definitely) with
higher scores indicating a higher willingness to provide help.
¥Depending on the item, missing values lay between 0.4% and 2.9%. Missing data are completely random.

willing to mow the lawn than cook (»p<<0.001)
and more willing to keep company than cook
(p<0.001). No significant difference was found
between mowing the lawn and keeping company.
For case 2, people were more willing to go to the
shop than to visit them and keep the wife com-
pany or talk with the neighbour about his wife’s
condition (p<0.001). People were more willing
to talk with the neighbour about his wife’s condi-
tion than to visit them or keep the wife company
(»p<0.001) and more willing to visit them than to
keep the wife company (p <0.001). These analy-
ses are found in Table 7 in Supplemental
Appendix 2.

Factors associated with people’s willingness

to provide practical and emotional support to
neighbours

Being female, religious, having had personal
experiences with care and illness (i.e. being cul-
turally exposed to death and dying; having or
having had experience as a family carer or as a
volunteer around serious illness, death or dying;
having been with someone else at the time of
their death), mourning a loss, having experience
as a volunteer, having better (self-estimated)

knowledge of palliative care and believing they
would receive support from others themselves if
they fell ill were all associated with scoring higher
on willingness. Being older was minimally associ-
ated with scoring lower on willingness to support
neighbours.

After controlling each variable for their defined
set of potential confounders, the multivariable
linear regression shows that all significant rela-
tionships found in the bivariate correlation analy-
sis remained (Table 3).

Discussion

This population-based survey study showed that
people are on average willing to support their
neighbours in need of help, with different meas-
ures being associated with higher willingness. The
scores on willingness ranged between 3.11 and
4.12 on a scale from 1 to 5. A higher willingness
was associated with being a woman, being reli-
gious, having been culturally exposed to death
and dying, having had experience as a family
carer, working or having worked as a healthcare
worker, volunteering in general or volunteering
specifically around serious illness, death, dying or
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Table 3. Multivariable linear regression analysis of variables associated with people’s willingness to provide

practical and emotional support to neighbours.

Independent variable

Standardized 3 95% CI

Age (continuous)

Sex (female)

Cultural exposure to death and dying (yes)"
Having had experience as a family carer (yes)’
Being religious (religious)?

Healthcare worker (yes)!

Volunteer (yes)3

Volunteering around serious illness, death, dying or grief (yes)

Mourning a loss (yes)®

Action is undertaken around own end-of-Llife (yes)'

Been with someone else at the time of their death (yes)é

Palliative Care Knowledge Scale’

Self-estimated palliative care knowledge’

Perceived social support from friends or acquaintances within the

local community (yes)?

Perceived social support from friends or acquaintances outside of

the local community (yes]®

Perceived social support from people in your neighbourhood you

do not know very well (yes)®

-0.005 -0.008 to -0.003
0.288 0.195 to 0.381
0.341 0.240 to 0.441
0.364 0.262 to 0.466
0.158 0.058 to 0.259
0.195 0.062 to 0.327
0.211 0.093t0 0.329
0.464 0.297 to 0.632
0.177 0.057 t0 0.278
0.116 0.023 to 0.209
0.177 0.045t00.310
0.025 0.011 to 0.039
0.085 0.057t0 0.112
0.586 0.443t0 0.729
0.435 0.323t0 0.548
0.520 0.408 to 0.63

The following variables which did not have a significant relationship with the main outcome measure in the bivariate
correlation analysis were not entered into the multivariable linear regression analysis: Working situation,

Highest degree of education, Discomfort with someone’s suffering and dying and Perceived social support from family or
others with whom you are in close contact. Controlled for confounding variables: 'Age, sex (female), chronic illness (yes),
living in long-term care residence (yes); 2Age, sex (female); 3Age, sex (female), chronic illness (yes), living in long-term care
residence (yes), Volunteering around serious illness, death, dying or grief (yes]; “Age, sex (female), chronic illness (yes),
Living in long-term care residence (yes), volunteer (yes); 5Age, sex (female), Volunteering around serious illness, death,
dying or grief (Yes), Been with someone else at the time of their death (Yes); ¢Age, Sex (Female), Volunteering around
serious illness, death, dying or grief (Yes), Mourning a loss (Yes); 7Age, Sex (Female), Volunteering around serious illness,
death, dying or grief (Yes), Healthcare worker (Yes), Been with someone else at the time of their death (Yes); 8Age, Sex

(Female), Living in long-term care residence (Yes).

grief, having undertaken action around their end
of life, having been with someone else at the time
of their death, having higher (self-estimated) pal-
liative care knowledge and believing they would
receive support from different groups of people if
they needed help. People’s working situation,
highest educational degree, level of discomfort
with someone’s suffering and dying, and whether
they felt supported by family or others with whom
they are in close contact were not associated with
willingness to support.

Some strengths and limitations of this study ought
to be considered. The utilization of random sam-
ples derived from full population registers in four
municipalities allows for statistical generalizabil-
ity of our findings to these municipalities.
However, caution should be exercised when
extrapolating these results further to other munic-
ipalities or countries, due to diversity in their
social and cultural characteristics. Although we
achieved relatively high response rates, we cannot
exclude the possibility of selection bias as we
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observed minor discrepancies within different age
groups when comparing the age distribution of
the responders with that of the population. People
who are more socially invested may have been
more willing to respond to our questionnaire
which also indicates that selection bias may be
present. Notwithstanding that both cases and the
questions for the main outcome measure are
developed by a group of researchers with exper-
tise in community development, public health
approaches to palliative care and ageing, we can-
not fully ensure the measure Willingness to provide
practical and emotional support to neighbours is vali-
dated for content. We also cannot exclude meas-
urement bias, caused by social desirability bias for
example; however, we can reasonably assume
that this bias is less strong for neighbours than it
would be for family members or close friends in
similar research.4° Although the main outcome
measure Willingness to provide practical and emo-
tional support to neighbours was self-developed, we
assessed its factorial validity and conducted sup-
plementary cognitive testing to enhance content
validity and mitigate possible measurement bias.
In contrast to many studies on family care, we did
specify the types of help that constitute this
care.»50 The cross-sectional study design applied
in this research allows exploration of which meas-
ures influence people’s willingness but longitudi-
nal designs would be better suited to providing
more insight into temporal influences and resid-
ual confounding.

The scores on willingness to help neighbours
seemed relatively high in the four studied
municipalities. Both our cases depict people
who live in the neighbourhood of the respond-
ent and need relatively straightforward types of
help. Literature indicates that people’s willing-
ness is higher when tasks are short-lasting, less
demanding and taking place nearby.25:26:49
Hoefman er al.!® also suggest that practical sup-
port may be considered a public responsibility
as opposed to nursing help which is more often
seen as a shared responsibility between formal
care providers and the care recipient’s inner
social network. Research on family care does
not always stipulate how this ‘care’ is operation-
alized, leaving it open to the respondent’s inter-
pretation.>® This constitutes the already-known
phenomenon of carers who do not regard their
tasks as divergent from social norms, thereby
undervaluing their work and possibly missing
out on potential support (i.e. not applying for

financial compensation for family carers or pre-
ferring to shoulder the burden alone).2-49-51
Additionally, connecting individuals willing to
provide support with those in need of care can
be challenging when there is uncertainty about
the specific support required and how this sup-
port needs to be delivered.’! For communities
to make use of the willingness of people to sup-
port, we would need to appreciate practical,
emotional, spiritual and social support as an
integral part of care within and by communities
and recognize the added value this creates in the
holistic view of both care recipients’ and carers’
health. Indeed, studies have shown that carers
experience less caregiving burden when sup-
ported by their social network,32:53 which is
already a valued strategy in several existing pub-
lic health interventions.?%:53,54

People who had an optimistic outlook about the
support they would receive themselves when in
need of help were more willing to support their
neighbours. This may indicate a perceived
reciprocal relationship between community
members: if people believe they are supported
by their community, their willingness to support
their fellow community members increases in
return. Our finding that people who believed
they would receive support from people outside
of their community when in need of help were
more willing to help others seems to strengthen
this reasoning. The fact that people appear to be
willing to support others with support needs
adds strength to the community-based strategy
applied in health-promoting initiatives around
people confronted with illness, death or dying.10-
12 The finding that people with experiential
exposure related to illness, death or dying exhib-
ited greater willingness to support their neigh-
bours, endorses the broader objective of
normalizing the end-of-life stage, as formulated
by many health-promoting initiatives within this
domain.!?

Population care needs continue to evolve in con-
gruence with the escalating manifestation of
chronic illnesses that endure over prolonged peri-
ods of time, thereby intensifying the strain on our
healthcare systems.® Recognizing and establish-
ing community-based care and support as an
integral and valued part of our healthcare sys-
tems, and an essential approach towards sustain-
ability, may become an imperative strategy. As
our research showed that people who were
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culturally exposed to death and dying or who had
volunteered around serious illness, death, dying
or grief reported higher willingness, interventions
pertaining to these topics may help increase com-
munity-based care. Such interventions can help
decrease preconceptions and change attitudes
about the end of life, thereby reducing barriers
that exist for people to support their
neighbours.555

Conclusion

People are generally willing to provide practical
and emotional support to neighbours who need
care or support, with their willingness varying
between types of support. Women, people with
volunteering experience around serious illness,
death, dying or grief, with experience as a family
carer, and people who expected to be socially
supported when in need of help themselves were
more willing to help their neighbours. Hence,
there may be a large supportive network in
neighbourhoods that can be fostered for people
who need support. This shows sound potential
for the empowerment of people to engage in
community-based support models in health-
promoting initiatives. Interventions aiming to
increase people’s exposure to illness, death and
dying, inducing experiential learning, may help
build community-based support networks.
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