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“Like filling a lottery ticket with quite high
stakes”: a qualitative study exploring
mothers’ needs and perceptions of state-
provided financial support for a child with
a long-term illness in Finland
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Abstract

Background: A child’s long-term illness or disability is always a serious matter that impacts the whole family. Costs
related to an illness can substantially affect a family’s financial situation. To date, there is little research on how parents
experience available support for financial assistance. Surveys in Finland have found that families of children with long-
term illnesses and disabilities could experience financial struggle and perceive the state provided financial support system
as too complex. This article aimed to explore how caregivers of children with long-term illnesses perceived their financial
situation, need for financial support and experienced its provision by the state in the Helsinki greater region.

Methods: Convenience sampling was used. Participants were contacted through peer-support groups on Facebook.
Eleven mothers of children with varying long-term illnesses and disabilities residing in the Helsinki greater region were
interviewed using in-depth interviews. Recordings of the interviews were transcribed and analysed using framework
analysis. An analytical framework was built to label the dataset, which was then charted. Lastly, themes were formed
through descriptive analysis.

Results: The main findings showed how the burden of caring for a child with a long-term illness or disability causes
fatigue, which affects a family’s financial situation holistically. This affected both employment and financial management,
but also receiving information about and applying for the state provided allowances. Mental resources were further
depleted by seeking information and applying for allowances. This contributed to a vicious cycle between parental
fatigue and financial struggle. Participants found the allocation of funds inequitable across the country. Finally, participants
thought the allowance was insufficient in compensating for time spent caring for their child’s illness and did not consider
their mental strain.
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(Continued from previous page)

Conclusions: Even in a welfare state such as Finland, caregivers of children with long-term illnesses are at risk of poverty
and struggle with the organization of state provided financial support. Policies should be designed to ensure equity
across the country and consider how the parental fatigue should be addressed. The study has implications for achieving
sustainable development goals on wellbeing and reducing poverty.
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Background
Globally, approximately 95 million children, 5,1% of all
children, are estimated to be disabled [1]. The burden of
long-term illness among children has grown proportion-
ally the most in high-income countries [2]. Having a
child with a disability1 or a long-term illness2 can bring
financial difficulties to families. Although there is little
research on how disability and poverty interact [6], those
that do exist suggest that children’s disabilities are also
linked to a risk of poverty [1]. Extra costs for caregivers
relate to health care, therapies, mobility aids and disabil-
ity equipment [6] but also transportation, clothing, laun-
dry and special food [7]. In addition, often one of the
parents, frequently the mother, reduces work time or
takes sick leave [8]. Therefore, the longer a child’s illness
lasts, the greater chances of parents’ income levels redu-
cing [1, 8]. In order to deal with this income reduction,
families might cut down the consumption of other goods
and services [9], use more credit or receive help from
relatives, friends or charities [10]. Should families strug-
gle to make ends meet, the situation children can com-
pound the effects of disability, through less emotional
support [11], poorer health [12], undernourishment [13]
or obesity [14] and poorer school performance [15].
In Finland between 15 and 30% of children are esti-

mated to have a disability or a long-term illness [16].
The welfare state supports these families through a
number of different benefits, including free healthcare
for children under 16 years of age [17]. The Finnish so-
cial security institution Kela, together with the munici-
palities, offer social assistance through the two main
social allowances, the disability and the caregiver allow-
ance [18, 19]. A family can receive both these allow-
ances. The grant is allocated according to the severity of
the illness and need for care, regardless of a person’s fi-
nancial situation [18]. For example 62% of those receiv-
ing the caregiver allowance work at least part-time,

which is explained by the fact that in Finland all children
are eligible for subsidised day care and free school [20].
To date, there has been little research in Finland on

how families of children with disabilities or long-term
illnesses fare financially, and deal with the financial sup-
port system. One survey, among parents (N = 189: 85%
mothers) of children with diabetes, arthritis and asthma,
found that a child’s long-term illness might cause finan-
cial struggle for families [21]. Another survey (n = 163:
91% mothers), pointed out that only about a third of
children’s caregivers receiving the caregiver allowance
felt that their family’s financial situation was good
enough to cover all necessary costs and 9% reported not
managing with their financial situation [20]. It has also
been suggested that families do not know the municipal
support system sufficiently and do not receive enough
advice, resulting in problems in applying for and receiv-
ing the services [22]. There is, however, little under-
standing of the connections between the child’s illness,
parental wellbeing, and financial situation.
It is important to ask whether families experience that

the system is currently working well in ensuring finan-
cial security in case of a child’s illness, in order to ensure
that the provided services are working as they should.

Methods
Aim
The aim of this study was to explore how caregivers of
children with long-term illnesses perceived their finan-
cial situation, their need for financial support and how
they experienced the provision of it by the state in the
Helsinki greater region.

Study design
This is a qualitative study using an interpretive approach
[23], where participant’s experiences are central to the
study. Qualitative methods were used in order to gain an
in-depth understanding of parents’ experiences, and be-
cause the research team suspected another paper based
survey would burden parents.

Setting
The study took place in Helsinki greater region in
Finland, which has approximately 25% [24] out of the
country’s 5,518,000 habitants [25]. There are fourteen

1United Nation’s convention for disabled people defines a person with
a disability as those “who have long-term physical, mental, intellectual
or sensory impairments which in interaction with various barriers may
hinder their full and effective participation in society on an equal basis
with others” ([3] , p. 14)
2Long term illness is defined as a health condition that requires
monitoring by a health professional and lasts at least 6 months [4].
Many long-term illnesses lead to disabilities [5], but it should be noted
that many conditions fit under both definitions
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municipalities including the capital city Helsinki [24].
This means that the caregiver allowance as described in
Table 1. is granted by many separate municipalities in
this region [19]. The disability allowance is national [18]
and everyone goes through the same application process.
Helsinki greater region has more immigrants and

young people in comparison to the rest of the country
[25]. Its residents’ are wealthier and healthier than the
country’s average [29]. Distances to social and healthcare
services are relatively small [29], meaning that the trans-
portation costs were not expected to climb high. How-
ever, compared to the rest of the country, the capital
region has higher living costs, including cost of accom-
modation [25], which was expected to place a financial
burden on the study population.

Study participants
The study participants were adult caregivers of children
(under 18 years of age) with long term illnesses living
within the Helsinki greater region. The United Nations’
Convention on the Rights of the Child’s definition of a
child as people under the age of 18 was used [30]. Con-
venience sampling [31] was used through eight peer-
support groups on Facebook, intended for families of
children with long-term illnesses. Convenience sampling
was chosen as it was considered most feasible with a
hard to reach group, who might experience considerable
barriers to participating in interviews. The groups had
between 816 and 4423 members at the time of the re-
quest. Fourteen mothers responded to the request for
interview and 11 of them signed the informed consent
form. Three people were not included as they lived out-
side the Helsinki greater region. Snowballing was
attempted but participants explained that their peers
were too exhausted to participate. Although there was
no intent to only sample mothers, no fathers responded
to the interview request. Participants were on average
38 years old (range 34–44 years). Most families had two

children, with three having three children and one hav-
ing one child. Two families had two children with long-
term illness, others had one. Three of the respondents
were single mothers, who were either students, un-
employed or working part time. Two of respondents
with partners were either stay at home mothers or on
maternity leave. Four partnered respondents worked part
time, and only two worked full time. Their children’s ill-
nesses varied from neuro-psychiatric conditions such as
autism and dysphasia to cancer and heart defects. Most
children had multiple diagnoses.

Data collection
Qualitative in-depth interviews [32] were used to collect
data, which enable discovering each respondent’s indi-
vidual experience and the meaning they ascribe to it,
without imposing researchers’ views onto them. Inter-
views were conducted on separate days, during a four-
week period in February and March 2019. All interviews
were conducted and recorded in Finnish by AP, a re-
searcher with a Nursing, Psychology and Global Health
background. The interviewer had previously worked as a
nurse with children who have long-term illnesses and
disabilities and would often have lengthy discussions
with their parents. These experiences resulted in com-
fort during interviews when discussing difficult and
emotional matters.
Interviews were conducted at the participant’s homes

or nearby libraries. The topic guide (See Appendix 1 in
the supplementary file) was based on previous literature
and expert consultation. It was piloted with a peer after
which some repetitive questions were removed. The
topic guide focused on perceptions of income and how
the respondents felt their child’s illness affected their in-
come, financial support from the state, application pro-
cesses and how participants found information about
them. A field diary was maintained after each interview
to capture observations and reflections. The interviews

Table 1 Disability and Caregiver Allowance

DISABILITY ALLOWANCE CAREGIVER ALLOWANCE

Granted by Kela Finnish social security agency, national scheme [18] Municipality [19]

Who can receive When a child’s illness or rehabilitation needs last at least
6 months [18]

When a person needs caregiving at home due to a long
lasting illness and a close relative or other is willing to
give this care [19]

Compensation level Basic support 92,13 €/month
Raised support 215 €/month
Highest support 416,91 €/month [18]

The monetary amount received differs within municipalities,
the minimum amount nationally in 2019 is 399,91 € per month
[26]. The sums change yearly and e.g. in 2012 the maximum
amount varied between 728 and 1704 € [27]

Recipients in Finland 34,900 children received this allowance in 2017 [18] out
of 948,404 children (under 16 years old) [28]
Therefore 3,7% of all Finnish children received this
allowance
40% of these receive basic support,
55% raised support and
5% highest support [18]

6700 parents of under 18 year olds received this allowance
in 2014 [20]
In 2014 there were 1,075,492 under 18 year olds in Finland
[28], translating into 0,6% of all children receiving this
allowance
91% of the people receiving this are women [20]
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lasted between an hour and an hour 45 min. The inter-
views were rich in content, as the participants seemed
eager to tell their stories.

Analysis
Framework analysis by Richie and Lewis [33] was used
to analyse the data, which two of the team were familiar
with (KSA and SA, both social scientists with global
health interest and interest in social protection and
health). The data analysis began during the interviewing
process since interviews were transcribed simultan-
eously. Reoccurring concepts were noted during tran-
scription and recorded in the field diary. The first two
interviews were read by two independent researchers
(AP; SA) and discussed. Codes were constructed based
on the those interviews by AP and categorized to build
an analytical framework [33] (see appendix 2 in the sup-
plementary file for the theme index). The field diary was
also consulted while developing the analytical frame-
work. It was discussed among the team, revised and then
applied to the entire dataset (i.e. labelled) [33]. The la-
belled data were then charted into a matrix [33] in Excel.
While charting, the quotes were shortened with an effort
to keep the participants’ own words.
During the descriptive analysis, data was re-read mul-

tiple times [33] both within columns and across partici-
pants. This allowed the range of perceptions and
experiences of the participants to be detected and classi-
fied into themes and subthemes., which were translated
into English. Theme development was discussed in detail
with the multidisciplinary research team, and were re-
vised following discussions. For example, some were
merged to avoid repetition of the same content across
themes. Discussions continued until consensus was
reached. Finally, some central quotes were translated
into English for reporting of the results.

Results
Overview of the participants’ financial situation
Most participants perceived that they managed well with
their financial situation. However, a few lived solely on
government support as they were a student or un-
employed. Some reported struggling with everyday ex-
penses due to low salary and compensating for it
through using credit or foregoing essential items. These
women described a constant fear of unexpected ex-
penses. The costs associated with the child’s illness were
identified as being related mostly to not being able to
work, travel expenses to outpatient clinic appointments
and to buying mobility aids and disability equipment. To
compensate for the extra expenses, many participants re-
ceived both the caregiver and disability allowance (as de-
scribed in Table 1) from the government. Some
participants only received the disability allowance.

We present the rest of the findings below (see Table 2
below for summary of themes).

Caring for their child caused mental and physical
exhaustion, which impacted the family’s financial situation
negatively
Fatigue was raised in most of the interviews in one way
or another. Many participants experienced their child’s
long-term illness as a strain, as they used mental and
physical resources to care for their child. In many fam-
ilies, the problems were seen during the day, as children
needed more attention, care and guidance with everyday
activities compared to a healthy child. However, many
also reported the problems continuing during the night,
as an illness might need monitoring or managing around
the clock.
The participants reported this as resulting in fatigue,

which presented as decreased energy and mental re-
sources. This, in turn, seemed to affect the families’ fi-
nancial situation in many ways. Fatigue thus became an
overarching theme, and some aspects of it will be dis-
cussed under themes two and three, when discussing
working life and applying for the allowance. The follow-
ing subtheme 1.1. touches on how fatigue can have an
impact on needing more financial support.

The fatigue reduced a parent’s capacity to make
money saving decisions Many participants did not save
money for the future. Some reported trying but savings
being redirected quickly to everyday necessities. Some
described making decisions that saved other resources,
such as time, rather than money, because of the child’s
illness taking up resources:

“I don’t have time to save. I don’t have time to make
those foods that would save from our grocery ex-
penses. … The resources just absolutely like aren’t
enough. We don’t have time do go stroll in some flea
markets looking for clothes that cost a couple euros.
No chance.”, Part-time entrepreneur, single mother,
2 children

Working full-time and being a caregiver simultaneously was
difficult, leading to a deterioration in a family’s financial
situation
Participants faced difficulties in working full-time whilst
being a caregiver. Whether parents felt that they could
work at all depended on how challenging they perceived
the child’s illness to be. Most participants felt full-time
employment was not conceivable while being a caregiver
and only two worked full time. Apart from fatigue, the
reasons for not working full time came down to needing
someone to care for their child full-time or having to ar-
range meetings at outpatient clinics or the school during
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working hours. A few reported that if both parents
work, though children attend daycare or school, the
only option is to place their child in an institution.
One family had made that decision, explaining that
though they received professional support from the
government for caretaking, it was not enough to
allow both parents to work given the child’s appoint-
ments and needs.

The fatigue made it more difficult to work or study
Fatigue caused by the child’s illness was seen to affect
the financial situation, as the caretakers were unable to
work full-time. The families planned so that the illness
would not affect their mental well-being too heavily, in-
cluding taking extended periods of time off work, work-
ing part-time or not working at all. In most situations
one parent reduced their hours, but some had decided
that both parents would work less.
However, many described work as providing a wel-

come distraction from the stress at home. It was viewed
as a mechanism to generate some of the previously lost
mental energy:

“Work has been an asset. It has been a place where
you can go to and forget for a little while everything
else that like is happening in this everyday domestic
life”, Part-time employed, 2 children

Many had decided to work part-time because they saw
work as a positive influence. However, many also
thought that the fatigue caused by their home situation
affected their performance. For example, participants re-
ported exerting additional effort to have productive
interactions with co-workers. Fatigue also stunted
innovation and development of their business as de-
scribed below.

“It became clear very quickly that I cannot for ex-
ample develop my own business. Because my re-
sources aren’t enough, because … my time and my
energy and my brain activity is spent on keeping my
son’s functional ability going”, Part-time entrepre-
neur, single mother, 2 children

A parent’s time to work is limited due to their child’s
care needs The mothers described the extraordinarily
large amount of time needed to care for their child.
Health examinations, outpatient clinic visits and meet-
ings at school were deemed the most time consuming
and the main reason for not working. Some had several
appointments a week, while others managed with yearly
visits for evaluations of the illness. However, most had
varying needs for visits without a clear routine to build
work life around.

“Eino’s rehabilitation meetings take up a lot of time.
… There are anyhow sometimes several in a week.
Occupational therapy, speech therapy, sometimes
school meetings. Now there’s been umm meetings
with social workers. Because we’ve been trying to get
services already through the social side. Due to
asthma there are doctor’s visits … due to [bedwet-
ting] we have been to nurse’s and psychiatrist visits,
evaluation visits, halftime meetings, everything pos-
sible. … Sometimes there are these weeks that I have
three meetings, sometimes weeks that I don’t have
any meeting.”, Student, single mother, 2 children

Working life needs to be flexible for parents to be
able to care for their child and work Working part-
time was considered a good option, bringing flexibility

Table 2 Themes and Subthemes

THEMES SUBTHEMES

1. Caring for their child caused mental and physical exhaustion,
which impacted the family’s financial situation negatively

1.1. The fatigue reduced a parent’s capacity to make money saving decisions

2. Working full-time and being a caregiver simultaneously was diffi-
cult, leading to a deterioration in a family’s financial situation

2.1. The fatigue made it more difficult to work or study
2.2. A parent’s time to work is limited due to their child’s care needs
2.3. Working life needs to be flexible for parents to be able to care for their
child and work
2.4. Single parents experienced a larger financial burden when staying at
home to care for their child

3. Participants found the application process for the state provided
allowances as difficult and unjust

3.1. Information pertaining to allowances was not given through official
channels and many parents did not have the resources to seek them out
independently
3.2. The challenging application processes caused some parents to not apply
for allowances even if in need
3.3. Parents felt that receiving allowances was unpredictable and lacked equity

4. While the social security support provided by the state was
appreciated, the monetary amount was not enough for everyone

4.1. Finland’s social security system was seen as a privilege
4.2. The monetary amount of the allowance was perceived as ridiculous and
the insufficiency led to some needing support from external sources
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to manage making the care-visits. The participants
working part-time discussed that if they worked full-
time, they would need to take unpaid time off and finan-
cially the result would be the same. However, many
thought that working life was not flexible enough to sup-
port combining the child’s illness with it. Often the deci-
sions behind who would stay-at-home or work part-time
would come down to whose work would allow it. For ex-
ample, one parent might need to travel for work or shift
work might bring more flexibility. Notably, in all cases it
was the mother who decided to stay at home and in
most cases the mother who had reduced work time.
Some had also stayed at home when maternity leave

brought some flexibility, either after giving birth to a
child with a long-term illness or a younger sibling at a
time when their child fell ill. As maternity leave in
Finland is longer than paternity leave, it was seen as only
natural for the mother to stay at home.
As families weighed the options regarding caring for

their child, some had decided to go back to or keep
studying because that allowed them to care for their
child more flexibly. One participant described in detail
how working life does not consider the different needs
that a parent with a child who has a long-term illness
might have. For two of the participants, who were both
single mothers, the lack of flexibility in working resulted
in unemployment being a more fitting option.

Single parents experience a larger financial burden
when staying at home to care for their child One of
the single parents described experiencing a larger finan-
cial burden due to not being able to work full-time and
not having a partner who brings financial security. The
importance of having two parents in case their child’s ill-
ness requires one to stay at home was further
highlighted by participants who had decided to stay
home and had a working partner. They felt that their
partner being able to work was what initially made it fi-
nancially possible for them to stay at home and be a
caregiver.

“I feel like I’m some sort of a free loader on the side
of my husband. He feels that I make all of this pos-
sible”, Stay-at-home mother, 2 children

Many mentioned that it was their partner who fully
provided for the family financially and that without
their income things would be a lot worse. Some
partners also had a significantly higher than median
salary, which contributed to the mother’s decision to
stay at home. Some discussed the worry of being fi-
nancially dependent on the working parent and what
would happen in case of an accident, divorce, or
pension.

Participants saw the application processed for state
provided allowances as difficult and unjust
The third theme concerns how some parents did not
apply for allowances that they were entitled to since they
felt fatigued and did not have the energy to look for in-
formation or apply for the allowances. Most also de-
scribed the process of applying as a burden that took up
mental resources that they did not have. Some stated
that applications themselves should be seen as work due
to how much time and effort completing them took.
Others described losing sleep over the difficult applica-
tion processes.

Official information about allowances was not
received and finding out about them alone required
resources that parents did not have It seemed that
finding information about what allowances exist and
how to apply for them was difficult. The combination of
fatigue with challenges in finding information resulted in
no capacity to even start looking for information about
financial support, even if it was needed.
Some had received information and advice about the

allowances from health care personnel or social workers,
but they felt that their child’s illness severity meant that
information was given more readily to them than others,
resulting in an unequal treatment. Most reported that
information was not given by the granting institution.
Some felt that the granting institution made matters
more difficult in order to save money:

“So then no one gives you advice. No one ever says,
especially from Kela, that ‘hey do you know that
you’re entitled to this allowance’. So if you don’t
happen to have a nurse, a doctor, a social worker,
an occupational therapist who know about things.
Someone who goes like ‘hey are you aware that’.. Or
then a flock of friends, who have varying levels of
special needs children, or a Facebook group for spe-
cial needs children’s parents. There information is
being shared and advice is given,- and instructions.
But the party who grants the allowance, it really
won’t help. It makes matters more difficult”, Full-
time employed, 2 children

Most participants reported finding information about al-
lowances through friends or social media peer-support
groups on Facebook, which were seen to give informa-
tion quickly and easily. However, some also mentioned
that the information received might not be correct.

The challenges regarding application processes led to
some parents not applying for allowances even if in
need Once parents had information about allowances,
they still needed to apply for it. The application process
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itself was also seen as a challenge, often described as
“fighting”. Most participants felt that it was a time con-
suming and problems needed to be described very care-
fully in order to receive the allowances.

“That disability allowance show … It’s this about
four pages of explanations about all that he needs
help with more than the other child and what all we
use money on and how much and, and well where
he goes for care and how he’s being cared for and
once you’ve answered all these questions you con-
tinue with attachments … It’s really an extremely
exhausting operation … It’s just horribly heavy. You
have to write everything very precisely and, and like
it’s just really very laborious”, Full-time employed, 2
children

Some discussed having to write down everything based
on the worst days and trying to represent their child’s ill-
ness or behaviour resulting from the illness as negatively
as possible. Social workers or nurses who helped them
fill applications also instructed them to do so. Dwelling
on the worst days and focusing only on their child’s
negative aspects when writing applications was seen to
further worsen mental resources.
Criteria for the caregiver allowance were also seen as

challenging, as they seemed to be made for elderly
people, not children. Difficulties in applying for the dis-
ability allowance in turn were related to having to apply
annually. This felt odd or even illegal to the participants
because they did not believe that their child was going
to get better. Nevertheless, every year they applied for
the same allowance that helped them give their child the
best possible care.

“Even if it were just once a year but then there’s
everything else. If you have some evaluation period
twice a year and everything else in between then it’s
like - ‘well, here we go again’…. Or it would be nice
to know what would happen if all those resources
that are used in the family (laughs) for applying for
financial support, if they were used for supporting
the child.”, Unemployed, single mother, 1 child

Unfortunately, as mental resources reduced and the ap-
plication process felt too difficult, some decided not to
apply for allowances that they might have been entitled
to. Some discussed knowing about certain allowances as
their peers had received them, but when trying to under-
stand why they had not applied for the same allowances
it became clear that the problem was not having enough
mental resources. Since they were exhausted, the appli-
cations were not filled, even if the money might have
been necessary.

Parents felt that receiving allowances was unpredictable
and lacked equity Many participants felt that there were
inequities across the country in applying for allowances,
as the caregiver allowance is granted by municipalities.
They felt that it would be better if the caregiver allow-
ance was granted nationally, instead of locally, which
could bring children to a more equal position.
Moreover, the participants felt that the granting

process of the allowances was unpredictable.

“It is a little like.. this kind of like filling a lottery
ticket with quite high stakes”, Student, single
mother, 2 children

Participants reported that receiving the allowances
depended on the officer who processed the application.
Some had their allowances lowered or taken away, but
they had no idea why. There was always the option to
complain about the decisions, though participants felt
that the officer responsible affected whether complaints
were successful.
Finally, the participants brought up that they felt like

the applicant’s writing skills brought children in an un-
equal position. The ones who felt confident in academic
writing explained that they had no difficulty with the ap-
plications but were concerned for others.

While social security provided by the state was appreciated,
the monetary amount was not enough for everyone
The final theme describes how the participants
expressed mixed feelings about the allowances they re-
ceived. A few had only negative things to say, while a
few mainly brought up positive aspects. Most reflected
on both the pros and cons of the Finnish social security
system with regards to their child’s illness. Many
reflected on how Finland has a great system on a global
scale but also brought up their worries and frustrations
about the system.

Finland’s social security was seen as a privilege Many
participants considered the almost free health care sys-
tem as a financial benefit. They thought that the health
care system was excellent, and that the medications were
cheap.

“Anyhow, like I said in the beginning that things are
really good in Finland when we discuss like how at
least I experience this care for long-term illnesses.
Seriously when you think that the three months’
worth of insulin per kind is four fifty. It’s quite a
small sum.”, Part-time employed, 3 children

Some reflected on how they enjoyed free travel cards,
cheaper swimming pool prices and events. These would
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bring monetary relief as families could enjoy doing
everyday activities with less of a financial burden. Most,
but not everyone, could enjoy these benefits, depending
on their child’s illness.

The monetary amount of the allowance was perceived
as ridiculous and the insufficiency led to some needing
support from external sources Only some of the partic-
ipants felt that the amount received from disability and
caregiver allowance was enough to cover the costs
caused by a child’s illness. Most participants felt that the
grant amount was simply ridiculous, and many felt that
it did not even cover the costs related to their child’s ill-
ness. Participants thought that they should receive com-
pensation for the hours spent tutoring and caring for
their child, especially if the alternative was for the child
to be in an institution where care would cost a lot more.
One mother, who was unable to work due to the charac-
teristics of her child’s illness, had calculated that her
hourly wage for being a caregiver was 42 cents an hour.
Parents also felt that the allowances should consider

the mental strain and fatigue that comes along with a
child’s illness.

“The criteria for children has been made for, for like
congenitally disabled children. … But then it does
not for example take into account the psychological
strain that comes along with an illness that possibly
leads to death”, Part-time entrepreneur, 3 children

While most of the participants said they managed to pay
for their everyday expenses with their income and the al-
lowances, some struggled to the point of needing more
financial help. Many participants discussed borrowing
money from family and how that could either feel nat-
ural or excruciating and difficult to accept. However,
some discussed the importance of third-party societal
support like receiving food bags, food vouchers or help
paying the bills from the church. While one participant
felt privileged to be receiving help from the church an-
other one felt it had been difficult to accept the help at
first, as her family was not religious.

Discussion
This study aimed to give the caregivers of children with
long-term illnesses a voice in explaining how they per-
ceived their financial situation, need for financial support
and how they experienced the financial support system.
The study found how the burden of caring for a child
with a long-term illness leads to extreme fatigue, which
affects a family’s financial situation holistically. Fatigue
and the burden of care were reported to affect employ-
ment and financial management. Furthermore, receiving
information about and applying for the state provided

allowances was perceived difficult and unjust, and the
monetary compensation seemed unfairly small.

Disability, fatigue and poverty – a vicious cycle
Disabilities have been shown as a risk for financial strug-
gle [13], which in this study is described as the need for
financial support. Although many direct and indirect
costs relating to children’s illness were identified, the
greatest cost was seen as not being able to work full-
time. However, in Finland 62% of children’s caregivers
receiving the caregiver allowance work either full-time,
part-time or are self-employed [20]. This is understand-
able as children’s dependence on parents vary, and as
the participants suggested, work could be an asset that
helped them cope with the difficulties experienced re-
garding their child’s illness.
Although working was considered an asset, fatigue in-

terfered with working full-time. The child’s illness can
lead to a vicious cycle between parental fatigue and fi-
nancial struggle illustrated pictorially in Fig. 1. As the
child’s illness causes parental fatigue (i.e. stress and emo-
tional pain), their mental and physical health deterio-
rates [34] leading to an inability to work full-time. Many
caregivers do not know about existing services or how to
apply for them [22] and looking for information on fi-
nancial support might become too difficult especially
given the above challenges. Although the Finnish law
states that social service officials must give advice and
counselling to people on the possible services and if
needed, work together with the parties providing health
counselling [35], the participants in our study reported
not receiving official information about allowances.
Furthermore, once the information was found, studies

suggest that the additional obstacle of applying for ser-
vices could be too difficult to overcome considering the
applicant’s current life situation [22]. This resonates with
the findings of our study as mothers described how
draining applying for the yearly disability allowance was.
As the fatigue affected the participants’ lives holistically
many hoped that the state provided allowances would
take into consideration the mental strain caused by car-
ing for an ill child. It might be justifiable to offer parents
mental support for the fatigue without them needing a
diagnosis or having to fight for mental health services.
Availing mental health services for fatigued parents
might improve their financial situation, if they then had
more energy for work, financial management and appli-
cation processes.
This study brings depth to understanding the inter-

action between disability and poverty, as it adds fatigue
as a major contributor to financial struggles. Previous
studies have looked at how a child’s long-term illness
contributes to a risk of poverty [1, 8] and others have
looked into how a child’s long-term illness or disability
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can lead to parent’s mental health deteriorating [34, 36].
This study found a connection, or rather a cycle, be-
tween parental fatigue and financial situation in a Nordic
welfare state. Considering the definitions of disabilities
and long-term illnesses it could be argued that fatigue is
even a disability caused by a long-term illness. This
would imply that a child’s long-term illness can also be
disabling to the caregiver, which in turn is what affects a
household’s finances holistically. This can result in a
double risk of poverty, as not only does the child’s long-
term illness have extra costs but the parent’s abilities to
function in everyday life are further compromised.

Mothers’ finances and their future
It is important to note that only mothers participated in
the study. This is understandable, as in Finland 91% of
children’s caregivers receiving the caregiver allowance
are women [20]. The women in our study explained that
their partner’s work either did not allow them to stay at
home or that their partner earned more and staying at
home would be a financial loss. This rings true when
considering that men earn up to 16% more than women
in Finland [37]. This raises questions about income in-
equality, and cultural and workplace norms about men
staying at home to care for ill children. Some mothers
mentioned that it felt natural to continue to stay home
after their maternity leave ended. This is also in line with
the Finnish cultural and statistical norm, as mothers are
given more time off after childbirth than fathers [38].
The 4 month maternity leave [39] and the 6 month par-
ental leave [40] is enjoyed in full by 90% of mothers [38].
However, the 2 month paternity leave [41] is not used
by a third of fathers and only about one in ten use the
parental leave [38].
Care burdens most often fall on mothers, affecting

their personal finances [13], which is an important gen-
der equality issue [42]. What is noteworthy is that a dis-
abled child or a child with long term illness may get
better or learn to manage their condition and move
away from home (to their own home or to an institu-
tion) [20]. This was not discussed with the participants,

nor did they bring it up when asked about the future.
However, some participants expressed the worry of inad-
equate future pension and relying on their partners’ in-
come. The risk for mothers who stay at home is that as
they stay at home their knowledge regarding their field
of work deteriorates and once their child moves away
from home or gets better, getting back to work will be
difficult [20]. As the risk of poverty can remain even
after their child’s illness is gone or the parent is no lon-
ger a caregiver, it would be important to investigate
whether the need for governmental support persists even
after the caregiving duties are over.

Implications of this study
This study contributes to the discussion about how
long-term illnesses can cause financial hardship and how
caregivers experience the Finnish social security system.
As there is a social and health care reform ongoing in
Finland, the families of children with long-term illnesses
cannot be left behind. Participants were concerned that
official information was not received about the allow-
ances, applications processes were difficult and some
needed additional support to meet everyday expenses.
Furthermore, the emotional burden resulting from a
child’s long-term illness should be considered when
planning services.
Finally, based on the participants accounts it is sug-

gested that the caregiver allowance should be made a
national scheme in order to ensure equity for children
around the country. The application forms should
take into consideration the different nature of chil-
dren’s and adults’ care needs. Moreover, the forms
should be revisited to ensure that education levels
don’t affect receiving grants. Furthermore, disability
allowances should not need yearly applications, when
it is known the situation will remain unchanged. Fi-
nally, both the caregiver allowance and the disability
allowance need consider the mental strain caused by
having an ill child and its implications on a family’s
financial situation.

Fig. 1 The interaction between a child’s long-term illness, parental fatigue and financial struggle
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Limitations and strengths
Time constraints and respondents’ fatigue made recruitment
difficult, limiting our sample size. Originally purposive sam-
pling was to be used, but the limited volunteers and time
did not allow for this. Nevertheless, as at the eleventh inter-
view data was considered saturated, this could be a minor
limitation. Sampling participants through Facebook may
have influenced their reports of where they found informa-
tion the easiest. There may also be a gender imbalance on
the peer support groups on Facebook, resulting in only
women replying. However, it is very likely that only women
answered as caregiver duties mostly fall on mothers.
Furthermore, it was communicated to the participants

that the interviewer was studying Global Health and that
her background was in nursing. This could have affected
the way some participants reflected on matters and gave
them preconceptions on what the interviewer knew.
The interviews had a sense of comfort as the partici-

pants could choose the place where the interview was
held. Furthermore, all data were gathered by the same
interviewer during a short period of time and the same
person conducted the data analysis straight after the inter-
views. The interviewer also had a good understanding of
the topic that was discussed and the culture in this region.
During analysis, the original words of the participants
were maintained for as long as possible, and the Finnish
language was kept throughout data analysis. This ensured
better quality of the analysis, in order not to lose meaning
in translation. During the research process the interviewer
discussed matters with the multidisciplinary team to in-
crease confirmability and thick description to increase de-
pendability of the study. Qualitative methods overall
allowed us a deeper understanding of the issue at hand.

Conclusions
This study brings depth to understanding the interaction
between disability and poverty as it emphasises how a
child’s long-term illness causes a vicious cycle between
parental fatigue and financial struggle. Parents tended to
have less energy and time to make money saving deci-
sions or work full-time in order to receive an adequate
income. Fatigue also affects finding information about
and applying for state provided allowances. The applica-
tion processes were seen as difficult, unpredictable and
inequitable. Participants felt that the monetary amount
received did not compensate for the time spent applying.
All these issues contribute to caregivers’, who are

mainly women, wellbeing and risk of poverty. This issue
requires further study to understand, for example
through register-based studies on future outcomes for
parents and the children. Policies should be designed to
ensure equity, in Finland and elsewhere, and consider
the different nature of children’s and adults’ care needs
in application forms.

Supplementary Information
The online version contains supplementary material available at https://doi.
org/10.1186/s12889-020-10015-w.

Additional file 1.

Abbreviation
Kela: Kansaneläkelaitos. Finnish Social Insurance Institution of Finland

Acknowledgements
We want to acknowledge the advice and guidance that the Global Health
course leaders Helle Mölsted-Alvesson and Martin Gerdin offered throughout
the original thesis process. We also wish to thank the external reviewers of
the thesis, the students who took the time to do official and unofficial peer
reviews and finally Knut Lönnroth for finding the topic important and
bringing this research team together. We thank the SPARKS network (sparks.
ki.se) for continued enthusiasm for linking social protection and health.
We also want to thank the kind people who posted the request for
participation in peer support groups and asked their friends to join the
study. Finally and most importantly, we want to express our deep gratitude
towards the participants who let the interviewer into their homes and made
their way to libraries to take the time to discuss these difficult matters.

Authors’ contributions
AP, SA and KSA conceptualised the study. AP gathered and analysed the
data with SA support. Themes were discussed and decided on by all three
authors. AP wrote the first draft of the paper and revised it accordingly with
inputs from SA and KSA. All authors read and approved the final manuscript.

Authors’ information
AP is a registered nurse with further education in Psychology and Global
Health. She has worked with children with long-term illnesses and disabil-
ities. This research was done as part of her master’s in Global Health.
SA is a Global Health Researcher with a PhD in Medical Sciences. Her
research focuses on inequity globally in high, middle- and low-income con-
texts, particularly social protection and health. She supervised the master’s
thesis on which this paper is based.
KSA is a researcher in Global Health with a PhD in Medical Sciences. Her
main research areas include social protection, health economics and non-
communicable diseases. She was the co-supervisor on this master’s thesis.

Funding
There was no funding for this research.

Availability of data and materials
The datasets generated and analysed during the current study are not
publicly available due to the sensitive nature of the data.

Ethics approval and consent to participate
The Ethics Committee of Tampere Region issued a statement for this study
confirming that no ethical review was required for the study. A master’s
thesis conducted in Finland does not standardly require ethical review [43].
Ethical conduct was followed and discussed with the research team
throughout. All participants signed an informed consent (see appendix 3 in
the supplementary file) before the interview began and were notified that
they could withdraw consent at any point in time. The interviews started
with explaining why the research was conducted and what the interviewer’s
background was. Participants emotions were taken into consideration during
the interviews and they were advised to contact the interviewer or a team
member if any distress should arise later to be referred to a service provider
in the capital region. The recordings were only handled by the interviewer
(AP) who pseudonymised interviewees and their children. Only the
interviewer knows who participated in the study. The recordings and contact
information were stored on a secure server during the research and deleted
after the thesis project was finished.

Consent for publication
Every participant was notified about the possibility of publishing and signed
an informed consent form.

Paajanen et al. BMC Public Health          (2021) 21:208 Page 10 of 11

https://doi.org/10.1186/s12889-020-10015-w
https://doi.org/10.1186/s12889-020-10015-w
http://sparks.ki.se
http://sparks.ki.se


Competing interests
The authors declare that they have no competing interests.

Received: 15 January 2020 Accepted: 6 December 2020

References
1. World Health Organisation & The World bank. The world report on

disability. In: Disability and Society. Geneva: Author; 2011.
2. Roser M, Ritchie H. Burden of disease; 2018.
3. United Nations. The UN convention on the rights of persons with

disabilities. 2006.
4. Statistics Finland. Käsitteet: Pitkäaikainen sairaus [Concepts: long term

illness].
5. World Health Organisation. Chronic diseases and health promotion. 2019.
6. Inclusion Europe. Poverty and intellectual disability in Europe. Brussels:

Author; 2006.
7. Langerman C, Worrall E. Ordinary lives: disabled children and their families.

A guide for donors and funders. London: New Philanthropy Capital; 2005.
8. Hovén E, von Essen L, Lindahl NA. A longitudinal assessment of work

situation, sick leave, and household income of mothers and fathers of
children with cancer in Sweden. Acta Oncol (Madr). 2013;52(6):1076–85.

9. World Health Organisation. WHO guide to identifying the economic
consequences of disease and injury. Geneva: Author; 2009.

10. Cohn R, Goodenough B, Foreman T, Suneson J. Hidden financial costs in
treatment for childhood cancer: an Australian study of lifestyle implications
for families absorbing out-of-pocket expenses. J Pediatr Hematol Oncol.
2003;25(11):854–63.

11. Engle PL, Black MM. The effect of poverty on child development and
educational outcomes. Ann N Y Acad Sci. 2008;1136:243–56.

12. United Nations Children’s Fund. A world free from child poverty. New York:
Author; 2017.

13. Department for International Development. Disability, poverty and
development. London: DFID; 2000.

14. Lee H, Andrew M, Gebremariam A, Lumeng JC, Lee JM. Longitudinal
associations between poverty and obesity from birth through adolescence.
Am J Public Health. 2014;104(5):70–6.

15. National Institute of Child Health and Human Development Early Child Care
Research Network. Duration and Developmental Timing of Poverty and
Children’s Cognitive and Social Development From Birth Through Third
Grade. Child Dev. 2005;76:795–810.

16. Laatikainne T, Mäki P. Lasten sairastavuus ja lääkkeiden käyttö [Children’s
illnesses and medicine usage]. In: Kaikkonen R, Hakulinen-viitanen T,
Markkula J, Ovaskainen M, Virtanen S, Laatikainen T, editors. Lasten ja lapsi-
perheiden terveys- ja hyvinvointierot. Tampere: Terveyden ja hyvinvoinnin
laitos; 2012.

17. Tervola J, Mukkila S, Ilmarinen K, Kauppinen S. The distributional effects of
out-of-pocket health payments in Finland 2010–2018. Helsinki: THL; 2018.

18. Kela. Kelan vammaisetuustilasto [Kela’s disability allowance statistics].
Helsinki: KELA; 2017.

19. Finlex. Laki omaishoidon tuesta 2.12.2005/937 [The law on cargiver
allowance]. 2005.

20. Kalliomaa-puha L, Tillman P. Äiti on aina äiti, Lasten omaishoitajien arjen
haastet [a mother is always a mother, children’s caregivers everyday
challenges]. In: Haataja A, Airio I, Saarikallio-Torp M, Valaste M, editors. Laulu
573 566 perheestä Lapsiperheet ja perhepolitiikka 2000-luvulla. Helsinki: Kela;
2016. p. 322–255.

21. Hentinen M, Kyngäs H. Vanhempien voimavarat hoitoon ja kasvatukseen:
Kyselytutkimus pitkäaikaisesti sairaiden lasten vanhemmille [Parent’s
resources for caretaking and upbringing: A survey for parent’s of children
with long-term illnesses]. Hoitotiede. 1995;7(1/−95):21.

22. Kalliomaa-Puha L, Tillman P, Saarikallio-Torp M. Palvelujen kohtaamattomuus
- monikkoperheiden ja lasten omaishoitajien kokemuksia [the services do
not meet - experiences of caregivers and families with multiple siblings
born at the same time]. In: Tuulio-Henriksson A, Kalliomaa-Puha L, Rauhala
P-L, editors. Harkittu, tutkittu, avoin Marketta Rajavaaran juhlakirja. Helsinki:
Kela; 2017. p. 91–110.

23. Elliott R, Timulak L. A handbook of research methods for clinical and Health
Psychology (DRAFT). In: Miles J, Gilbert P, editors. A handbook of research
methods for clinical and Health Psychology (DRAFT). London: Oxford
University Press; 2015. p. 147–60.

24. Jaakola A, Vasa T, Saarto S, Haglund L, Sundström-Alku T. Tilastotietoja
Helsingistä 2018 [Statistics from Helsinki 2018]; 2018.

25. Statistics Finland. Väestörakenne 31.12 [The population structure 31.12].
2018.

26. Ministry of Social Affairs and Health. In: MSAH, editor. Omaishoidon tuen
hoitopalkkiot vuonna 2019 [Caregiver allowance sums in year 2019].
Helsinki; 2018.

27. Linnosmaa I, Jokinen S, Vilkko A, Noro A, Siljander E. Omaishoidon tuki –
Selvitys omaishoidon tuen palkkioista ja palveluista kunnissa vuonna 2012
[A report on the caregiver allowance and services in municipalities in 2012].
Helsinki; 2014.

28. Statistics Finland. Väestö iän ja sukupuolen mukaan 2017–2018 [the
population by age and sex 2017–2018]. 2018.

29. The National Institute for Health and Welfare. Sosiaali- ja terveyspalvelut
Uusimaa. Tiedosta arviointiin tavoitteena paremmat palvelut. Asiantuntija-
arvio, syksy 2018 [Social and health services Uusimaa (region)], From
knowledge to evaluation with better services as an aim. Expert evaluation,
autumn 2. Helsinki: THL; 2018.

30. United Nations Human Rights Office of the High Commissioner. The
Convention on the Rights of the Child. 1989.

31. Suen LJ, Huang HM, Lee HH. A comparison of convenience sampling and
purposive sampling. Hu Li Za Zhi. 2014;61(3):105–11 https://doi.org/10.6224/
JN.61.3.105.

32. Britten N. Qualitative Interviews. Qualitative Research. In: Health Care; 2006.
p. 12–20.

33. Ritchie J, Spencer L, O’Connor W. Carrying out qualitative analysis. In: Ritchie
J, Lewis J, editors. Qualitative research practice: a guide for social science
students and researchers. London: SAGE Publications; 2003. p. 219–62.

34. Pähkinänsärkijät - verkosto. Parisuhde, vanhemmuus ja ero erityistä tukea
tarvitsevan lapsen perheissä [The relationship, being a parent and divorce in
special needs children’s families]. 2018.

35. Finlex. Sosiaalihuoltolaki [Social welfare law]. 2014.
36. Marquis SM, Mcgrail K, Hayes M. Mental health of parents of children with a

developmental disability in British Columbia, Canada. J Epidemiol
Community Health. 2019;74:173–8.

37. Tilastokeskus. Sukupuolten tasa-arvo suomessa 2018. Helsinki: Edita
Publishing; 2018.

38. Salmi M, Lammi-Taskula J, Närvi J. Perhevapaat ja työelämän tasa-arvo
[parental leaves and equality in working life]. Vol. 24/2009, Ministry of
Employment and the Economy. Helsinki: Edita Publishing; 2009.

39. Kela. Äitiysraha [Maternity allowance]. 2019.
40. Kela. Vanhempainraha [Parental allowance]. 2019.
41. Kela. Isyysraha [Paternity allowance]. 2019.
42. ILO International Labour Office. Care work and care jobs for the future of

decent work. Geneva: ILO; 2018.
43. Tampereen korkeakoulut. Ihmistieteiden eettinen ennakkoarviointi [Ethical

pre-evaluation for humanities]. 2019.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.

Paajanen et al. BMC Public Health          (2021) 21:208 Page 11 of 11

https://doi.org/10.6224/JN.61.3.105
https://doi.org/10.6224/JN.61.3.105

	Abstract
	Background
	Methods
	Results
	Conclusions

	Background
	Methods
	Aim
	Study design
	Setting
	Study participants
	Data collection
	Analysis

	Results
	Overview of the participants’ financial situation
	Caring for their child caused mental and physical exhaustion, which impacted the family’s financial situation negatively
	Working full-time and being a caregiver simultaneously was difficult, leading to a deterioration in a family’s financial situation
	Participants saw the application processed for state provided allowances as difficult and unjust
	While social security provided by the state was appreciated, the monetary amount was not enough for everyone


	Discussion
	Disability, fatigue and poverty – a vicious cycle
	Mothers’ finances and their future
	Implications of this study
	Limitations and strengths

	Conclusions
	Supplementary Information
	Abbreviation
	Acknowledgements
	Authors’ contributions
	Authors’ information
	Funding
	Availability of data and materials
	Ethics approval and consent to participate
	Consent for publication
	Competing interests
	References
	Publisher’s Note

