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Summary

Childhood is commonly seen as a protected and responsibility-free stage of life where adults are “in charge” and provide care,
while children are primarily beneficiaries of care. Yet, for a number of children and adolescents across Europe, this is far from
being true as they find themselues providing — sometimes very intensive levels of - care to a family member/friend in need of
support (because of illness, disability, addiction, etc.) and have to assume responsibilities that would be more fitting for an

adult.

NUMBER OF YOUNG CARERS ACROSS EUROPE

While the phenomenon of informal care — the provision of
care, usually unpaid, by a family member/friend outside
of a professional framework is gaining momentum across
Europe, little is known on the situation of those carers who
are under 18. Young carers are indeed still largely invisible
to public authorities and service providers and this failure
to identify and support them can negatively affect their
(mental) health, educational experience, employability and
social inclusion. The negative impact at individual level can
entail long-lasting negative consequences for society as a
whole.

Oftentimes, policy-makers and service prouiders are un-
aware of the challenges faced by young carers and the pos-
sible measures to prevent or overcome them - rather than
unwilling to address the situation.

This brief precisely aims to raise awareness on the topic and
fill the knowledge gap, by sharing the findings of a Euro-
pean research and innouation project, funded through the
EU’s Horigon 2020 Programme and called Me-We - Psycho-
social Support for Promoting Mental Health and Well-being
among Adolescent Young Carers in Europe. While this doc-
ument directly draws on research and evidence, its objec-
tive is to reflect and ponder on the policy impact of Me-We's
findings. As such, it should not be approached as a scientific
report.

The Me-We project (2018-2021) brings together prominent
universities, research institutes and civil society organisa-
tions from six different European countries — including Euro-
carers, the European network representing informal carers.
The project aims to improuve the mental health and wellbe-
ing of adolescent young carers, by strengthening their resil-
ience (the process of positive adaptation within the context
of significant adversity).


https://www.adass.org.uk/AdassMedia/stories/Carers/Census 2011 briefing Age statistics 16 05 2013.pdf

An online survey, literature review and a series of interviews
with key experts were carried out to that end. As a result,
and for the first time ever, our research has made cross com-
parisons on the topic of young carers possible between six
European countries. It also shed light on the differences in
the contexts that exist between these countries.

The collated knowledge is currently being used to co-design
an innouative framework of primary prevention interven-
tions, with adolescent young carers themselues as well as
with other relevant stakeholders. These interventions will
be implemented and evaluated in the six project countries.

The Me-We project is part of a bigger picture and it is framed
in the context of ongoing debates regarding the future of Eu-
ropean care systems — in the face of ageing societies - and
the implementation of the Europe 2020 Strategy’s goals in
the fields of education and employment. The Introduction
to the brief also builds on pre-existing research and data to
shed light on the impact of informal care on young carers
themselves and on urgent need to act.

Chapters 1, 2 and 3 focus on the initial findings of the Me-We
Whose project, arising from the first year of activity, which have

consisted in an online survey, an analysis of the legislative/
policy frameworks as well as a review of existing practices.
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reSPOHSI bl ll t“ The full results will published in peer reviewed journals in

2019 and 2020.
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Is It to Ca re? Chapter 4 theorises on the basis of the Me-We findings, the

knowledge deriving from previous research and the current
policy environment, in order to identify policy priorities as
well as possible courses of action.

Our research study has clearly highlighted that no “one size
fits all” solution exists. The countries explored in this project
are indeed at different stages of awareness and action as
regards young carers’' needs; they are equipped with very
different welfare systems, and have highly divergent phil-
osophical approaches to the the topic of care and caring,
starting with “Whose responsibility is it to care?”. Bearing in
mind these cultural differences, the objective of this brief is
to present a comprehensive set of easily adaptable recom-
mendations to all stakeholders and policy-makers who are
willing to address the needs of young carers at their level.
Each of these recommendations is driven by our core vision:
young carers should be able to pursue their life projects as
they desire and achieuve their full potential, without being
negatively impacted by their caring responsibilities.




Introduction

THE CHALLENGES OF BEING A YOUNG CARER

Who are young carers?

Young carers are children and young people under 18 who provide or intend to provide care, assistance, or support to a family
member or a friend, who has a chronic illness, disability, frailty or addiction. They carry out, often on a regular basis, signifi-
cant or substantial caring tasks and assume a level of responsibility which would usually be associated with an adult.

Young carers aged 15-17 are called “adolescent young carers”. They deserve special attention, as they are in a key, transition-
al phase of their development: mouing from childhood into adulthood. This transitional stage is critical not only for biolog-
ical and psychosocial considerations; but will also affect the positioning of potentially vulnerable adolescents with regards
to the law, policy, as well as health and social care.

The reasons why children become carers are manifold and include (among
others) the cultural background, a sense of duty, the lack of alternative
options, love and empathy for the care recipient, the lack of finan-
cial and practical resources within families.

What do young carers do?
There is a continuum of children prouviding care, which starts
with caring about (low levels of care responsibility, routine
levels of caregiving and little evidence of negative out-
comes) mouing to taking care of (increasing care tasks and
responsibilities) to caring for (high levels of care respon-
sibility, substantial regular and significant caregiving, evi-
dence of significant negative outcomes).

The impact of caring

Mental health and wellbeing
There are some positive impacts related to caring, for example
young carers can gain satisfaction from caring and experience
self-esteem, empathy, maturity. Yet, having to reconcile the chal-
lenges that life throws at them with caring responsibilities can be
overwhelming. The pressure associated with caring is considered as a risk
factor for mental ill-health.

Education

Young carers may face particular barriers in relation to school and further education: they may have frequent lateness, ab-
sences and ultimately, they may be forced to drop out. Similarly, it can be challenging to combine paid employment with
caring responsibilities.

Social life

Young carers may have less time for personal development and leisure and be isolated. They can also become victims of
social stigma and bullying and may be more frequently subject to social exclusion throughout their Life course.

Despite these negative impacts, young carers are still too often invisible to policy makers and service providers.



“We ignore
young carers at our
peril and at the peril of

these children’s future.”

Why are young carers invisible? Prof Saul Becker,
University of Sussex

» Young carers do not recognise themseluves as young carers
» They are afraid of being taken away from their home by social services/child protection.
» They are afraid of being judged or misunderstood by their peers, teachers or service providers

» Thereis stigma (especially when cared for person has mental illness or substance dependency)
» They are uncertain about who to talk to

» They believe that nothing will change if they disclose their caring responsibilities

» Seruice providers tend to focus on the cared for person

» Wider community is not aware of specific seruices for young carers (if any exist)

Young carers remain unidentified
and their needs are not met.

WHY DO WE NEED TO ADDRESS THE ISSUE?

Young carers are unable to fully enjoy their human rights

The UN Conuention on the Rights of the Child states that “Every child has the right to..."- among others- rest and Leisure
(Article 31), education (Articles 28 e 29), adequate standard of living (Article 27), express their views (Article 12), enjoy the
highest attainable standard of health (Article 24).

Young carers, just like all children, should be able to enjoy the rights to which they are entitled. Too often though, the chal-
lenges they face directly hinders that process and so the level playing field may no longer be sufficient to guarantee equal
opportunities for young carers. Young carers are a particularly vulnerable group of children and should be recognised as such.
They should not only benefit from the universal implementation of their rights but be subject to additional and tailored policy
and support measures with a scale and intensity that is proportionate to their level of disadvantage. This is in line with the
international human rights law which requires States to adopt affirmative actions in fulfilling their obligations to respect the
equality principle. It can be argued that the lack of positive actions from States to support young carers is a failure to protect
and promote their rights.

Supporting young carers makes economic sense

Early school leaving creates high individual, social and economic costs

Young people with only lower secondary education or less are more often affected by unemployment, are more likely to
depend on social benefits and have a higher risk of social exclusion. Their lifetime earnings, well-being and health are nega-
tively impacted, as well as their participation in democratic processes.

In addition to the individual costs, early school leaving hampers economic and social development and is a serious obstacle
to the European Union’s goal of smart, sustainable and inclusive growth. That is explicitly recognised by the Europe 2020
strategy, which includes the target of reducing the EU average rate of early school leavers to under 10%.
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Poor mental health is a cost for societies

At international level, there is growing recognition of the importance of early interuention and prewvention to avoid poor health
outcomes. As stressed by the World Health Organisation, promoting and protecting children and adolescents’ health brings
benefits not just to their health, both in the short and the long term, it also contributes to economies and society, with healthy
(young) adults able to make greater contributions to the workforce, their families, communities and society as a whole.

Investing in young people is a social investment. As recognised by the EU in the Social investment Package, through early
intervention, socio-economic inequalities can be tackled at the roots, the cycle of disaduantages can be broken and equality of
opportunity can thus be promoted.

Between support and emancipation - the Young carers’ Dilemma

Before proceeding, it is worthwhile to look into a common ethical conundrum regarding the situation of young carers: “it ac-
tually does not pertain to children and young people to assume caregiving responsibilities and so, consequently, supporting
young carers is intrinsically detrimental to their best interest”. Let us see the different arguments brought about by those who
endorse these conflicting approaches.

Young carers should be identified and supported

Young carers should not exist and
policy attention should be put
elsewhere

By supporting young carers and teaching
them how to cope, some may argue that
we effectively accept the transfer of care
responsibilities from the public to the private
sphere, thereby harming both the principles
of universal access to care and the rights of
young carers.

Theprinciplethat children should be exempt from caring responsibilities
makes absolute sense. Yet, it is unrealistic to ensure that children have
no caring roles anymore and we should therefore rather prouvide
interventions, support programmes and methods to prevent or lower
the care burden among young carers.

Young carers exist and they will be there for many years to come, so
we should focus on how to support them and follow up on their needs.

“If appropriate seruvices are delivered to the
cared for person, the child or young adult
could get on with the ordinary business of
growing up. Hence, it is important to direct
resources and strategies at reducing the
need for children to care in the first place (by
providing services to the person in need of
care).”

“We recognizge that in an ideal world where the voluntary and statutory
support services are willing and able to provide extensive or unlimited
support, the role of young carers would be greatly reduced. But we
also recognige unpalatable current political and economic realities
and that in an increasingly pressurised and residual welfare system, in
the context of economic recession, uncertainty and charges for social
care, family carers are going to be expected to continue their support.
In such a context, it is important that the role of (adult and) young
carers is fully appreciated and valued.”*

If we have gero tolerance — pretending that young carers do not exist-
then we will not see them until it is too late, when their needs for
support have escalated.

From a human rights perspective, children
have the right to be children and not to be
carers.

A system of support would have the effect
of entrapping them into a caring role from
which they should be free, in so doing
violating their rights.

Young carers'’ right to self-determination includes the right to care, if
they wish to do so, prouided that their best interest is safeguarded.
Measures should therefore seek to preserve young carers from
inappropriate caring, i.e. caring responsibilities which have a negative
impact on the child’s health, wellbeing or education, or which can be
considered unsuitable in light of the child’s circumstances.

The vision of the Me-We consortium

*Richard Olsen e Gillian Parker, Critical Social Policy, Issue 50 ** Jo Aldridge and Saul Becker, Critical Social Policy, issue 16.3
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C h O I Ce should be the backbone of every decision about

carers. People should have the right to choose freely whether they want to be
—and remain - a carer, and to what extent they want to be involved in caring.
Howeuver, choice is unlikely when no professional or informal care alternative
is available. The universal provision of affordable and good quality long-term
care services is therefore a prerequisite for the self-determination of carers. At
the same time, we recognize that the availability of alternative options — while
being imperative — may sometimes not be sufficient to allow for a genuine
choice. Indeed, other factors (such as the feeling of guilt or of familial duty) may
play a role and influence personal perception on offered alternative options.
Having said that, when caring responsibilities result from a well-informed and
unaffected choice by both the carer and care recipient, society’s mission should
be to prevent and minimise the negative impact that caring responsibilities can
have on young carers, in order to ensure that they can pursue their life goals
and reach their full potential.



Chapter 1:

What is it Llike being an
adolescent and a carer?

Figure 1- The Me-We online survey
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This project has received funding from the European Union’s Horizon 2020 research and innovation programme
under grant agreement N° 754702

How is it to navigate a changing world - the transitional
period from childhood to adulthood - while implementing
caring tasks? To gain insight into this, the Me-We consortium
ran an online suruvey in six European countries from April to
mid-November 2018.

The aim was to assess the extent of caring and its effects
(impact on general wellbeing and education) for adolescent
young carers.

In Sweden, out of the 3.383 respondents to the survey, 754
were carers (people who provide - usually unpaid- care to
someone with a chronic illness, disability or other long-last-
ing health or care need, outside a professional or formal
framework), of all ages. The total number of respondents
within the age range 15-17 were 2918. The total number
of adolescent young carers (15-17 age) in the Swedish

sample is 665. 32.5% report that they hauve been providing
care to someone for as long as they can remember.

The majority of them (64.8%) are women, which is in line
with the existing literature on the gendered nature of care,
and the cultural, social, and familial expectations of care.

89.4% of adolescent young carers were born in Sweden and
10.6% reported that they were born in other countries.

The majority of respondents (non-carers included) reported
that they live in dual parent households. In comparison to
other European countries in this research study, a smaller
proportion of respondents live in multigenerational house-
holds: only 2% live with either a grandmother or grandfa-
ther.

WHO DO ADOLESCENT
YOUNG CARERS CARE FOR?

The “typical” profile of adolescent young carer in Sweden is
a girl providing care for her mother with mental ill-health.
This is a difference compared with the other surveyed coun-
tries — except UK, as there the main condition of the family
recipient is physical disability.

Another unique finding is the high prevalence of care proui-
sion among siblings: Sweden has more sibling adolescent
young carers in this research study than any other sampled
countries. This can be attributed to the presence of strong
community care policies, ensuring that substantial care is
more likely to take place in the home rather than in long-
term care facilities. Therefore, siblings living at home are
more likely to undertake caring activities.

Of the 682 respondents who indicated that they have a fam-
ily member with a health condition, 366 (54%) report that
they prouide care, look after, or help their family member
with a health condition. Thus, in the Swedish sample, there
are 366 adolescent young carers looking after a fami-
ly member with a health condition. Of these adolescent
young carers, 228 (62%) provide care for only one family
member. 40 adolescent young carers prouvide care for two
family members (11%). In comparison to other countries in
this research study, there appears to be less instances of car-
ing for multiple family members in this Swedish sample.
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The care recipient can be a friend. Of those 731 respondents
who indicated that they have a close friend with a health
condition, 62% (N=453) reported that they provide care for
their close friend. This is the first instance in our research
study in which more respondents indicate that they care for
a friend than those who do not. As to the health condition
of the friend, in the majority of cases it is mental ill-health.
How much care do young carers provide?

In Sweden, 23% of the total adolescent young carers in the
sample perform high amount of caring activities (domestic
tasks, household management, personal care, emotional
care, sibling carer and financial/practical care); for 9.5%,
the amount of caring activity is very high. When compared
to their non-caring peers, adolescent young carers perform
greater amounts of caring activities in the home, and the
differences are highly statistically significant. Hence, they
have different experiences of daily life than their non-caring
peers. Overall, girls perform a greater amount of care activ-
ities compared to boys.

IMPACT ON EDUCATIONAL
ATTAINMENT

8.8% of the adolescent young carers report that they expe-
rience difficulties in school due to caring. 12.8% report that
their school performance has been negatively impacted due
to caring. 9.7% report that they have been bullied, teased, or
made fun of due to their caring role.

OVERALL WELLBEING

Adolescent young carers were found to be more likely to
report a lower state of well-being in comparison to their
non-caring peers (on a scale where 50 indicates extremely
high wellbeing and 10 indicates low wellbeing, non-carers
have a mean value of 34.96, whereas adolescent young car-
ers have a mean value of 27.67).

HEALTH IMPACT OF THE
CARING ROLE

12% of adolescent young carers report physical health
problems due to their caring role; 28% report mental health
problems. This is a different result compared with the other
surveyed countries (except UK); there, the impact of caring is
stronger on physical than on mental health.

SEVERE MENTAL HEALTH
IMPACTS DUE TO CARING:
SELF-HARM AND HARM TO
OTHERS

10.7% of adolescent young carers have thought about
hurting themselves due to their caring role, and 4.7% have
thought about hurting others due to their caring role. Of
those adolescent young carers, the majority (72.4%) have
thought of hurting someone other than their care recipient.
This is in contrast to the findings from the other surveyed
countries, as typically thoughts of harm are directed to-
wards the care recipient.

ACCESS TO FORMAL AND
INFORMAL SUPPORT

In Sweden, the proportion of adolescent young carers re-
ceiving personal support in connection to their caring role
is higher than in the other surveyed countries: 42.1% of ado-
lescent young carers personally receive support, compared
with 13-18% in all the other countries (except UK). This find-
ing reflects the presence of the welfare state model and its
availability of formal support for more vulnerable families.
The formal support services auvailable in Sweden are not
direct, dedicated services for young carers, but rather more
general formal health and social services targeted towards
vulnerable families.

Adolescent young carers can receive informal support by
the network around them. 51.1% of adolescent young carers
report that they have a friend who is aware of their caring
role and who gives them support. 4.7% report that their em-
ployer is aware of their caring role. 31.4% report that some-
one at school is aware of their caring role. It is worth not-
ing that this is the highest proportion of school awareness
across all the surveyed countries.
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Chapter 2:

Recognition, protection, support:
what does the law say on young

carers?

The aim here was to examine the legislation, policy and ser-
vice frameworks that exist to support adolescent young car-
ers in 6 European countries, with a focus on how they work
in practice, the drivers of their development, their strengths
and Llimitations. To this end, we conducted a literature re-
view as well as a series of interviews with experts (four in
the case of Sweden).

The term ‘young carers’ is not used in Sweden. Barn som an-
hériga (Children as next of kin or close relatives) is the term

used: children with parents who have a mental disorder or
disability, a serious physical illness, injury or disability, or
are addicted to alcohol or other addictive agents or unex-
pectedly die.

In Sweden, the focus - of legislation and support- is not
on the caring roles of children but more about children as
next of kin. In the table below, we underline the differences
in the definitions as well as the philosophical rationale and
the practical implications.

Children as next of kin

Children with parents - or any other adults they
permanently live with- who have a mental disor-
der or disability, a serious physical illness or in-
jury, or are addicted to alcohol or other addictive

Definitions

agents or unexpectedly die.

' Young carers

Children who provuide or intend to provide care,
assistance, or support to a family member or a
friend, who has a chronic illness, disability, frail-
ty or addiction.

Children as next of kin is a broad group. Among these, some children may have caring responsibilities.
Yet, children caring for a friend or for a family member other than a parent (e.g. a sibling) are not
included in the definition of children as next of kin.

. Differences

One of the experts interviewed underlines another difference: “(Children as next of Rin) is a view of

children as victims, children as exposed, children as vulnerable. That's the focus, while young carers
is more focused on children who actually do something, who are an actor [...] We have to combine
these two, | think. It's not one or the other, it's both together”.

The rationale behind the focus on children as next of kin and not as young carers lies on two premises

» The Swedish welfare system is supposed to take full responsibility for care. Thus, no children

should hauve to assume a caring role.

» The Swedish system is very individualistic. The focus is on person in need of care, not on his/her

Rationale relatives.

In the words of one expert: “This thinking, that children should have the possibility to be just next
of kin, and not caregivers, | think it's quite special for Sweden. We have come so far in this as well as
in the individualistic thinking. In many other countries, it's obvious that there is the family first, and if
the family have needs, they take care of these needs by themseluves”.

The idea according to which children/adolescents are not supposed to haue caring responsibilities
contributes to the inuisibility of (adolescent) young carers.

implications

In the words of one interviewed expert: “In some way, it's like we don’t want to... see them, since there
is an idea that, in the welfare system we have built... it's the society's responsibility to take care of

adults, and children shouldn’t be caregivers. And from that point of view, | believe they hauve become

invisible”.

-12 -



LEGISLATION, POLICY AND
SERVICE FRAMEWORK

Specific Llegislation

In Swedish legislation, there is no specific reference or prouision
for children with caring responsibilities. Howeuver, the Health-
care Act explicitly recognise the so called ‘children as next of
kin" as being a group of children who should be particularly
taken into account. As some within this group of children are
likely to have caring responsibilities, Sweden — while not rec-
ogniging the caring role of adolescent young carers —can be
considered as equipped with partial specific Legislation.

In details, the Healthcare Act (as emended in 2010) recog-
nise the child’s need for information, advice and support
if the child’s parent or any other adult the child lives per-
manently with has a mental disorder, disability or a serious
physical illness, alternatively an injury or is addicted to al-
cohol or any other addictive agent, who has died unexpect-
edly. The provision is unique in Swedish legislation, because
the responsibility for the children’s needs is placed on the
staff that treats adult patients.

This important change in the legislation — definitely a pos-
itive development in the protection of vulnerable children-
has been possible thanks to the work of the organisation
Allmdnna Barnhuset.

Non-specific legislation

While health and medical care are primarily the responsi-
bility of the 21 Swedish counties and regions, social services
are competence of the 290 municipalities.

The Social Services Act (2001) requires municipalities to pro-
vide support for daily living to inhabitants who are unable
to secure this through other means. This legislation places a
clear responsibility on municipal social services to:

» Promote children and young people to grow up under
safe and good conditions;

» Carry out outreach activity and other preventive work
in order to prevent that children and young get poorly;

» Pay attention to children and young people in environ-
ments that are harmful to them.

Authorities and professionals are also obliged to notify so-
cial seruices if they suspect that a child can be at risk.

The assistance from the social services can consist in having
a contact person or contact family as support mechanism,
or financial support in case of insufficient income.

It is important to note that children over 15 can ask for sup-
port for themseluves, while for younger children the parent'’s
consent is needed.

Other legislations that can indirectly protect young carers
are the following:

» The Care of Young Persons (Special Prouisions) Act

(1990) regulate the situation of children who do not get
the support they need from their parents or who live a
destructiuve life.

» The Patient Safety Act (2010) states that healthcare pro-

fessionals should pay particular attention to a child’s
need for information, counselling and support (for chil-
dren who are next of kin).

» The Law on Support and Services for Certain Disabled

People contains provisions on the best interest of the
child and the right of children to speak.

» The Education Act, that places on schools an obligation
to ensure that all children receive the support that they
need in order to acquire and complete their education.

FROM LEGAL PROVISION TO
ACTUAL IMPLEMENTATION:
A GAP TO BE FILLED

The provision in the Healthcare act is a very innovative one for
the Swedish system. Yet, its actual, proper implementation will
require time. One of the main obstacles is the lack of compe-
tence of adult care professionals in implementing the provision
for children.

It takes time before health and social care services have the
routines and competence to be able to fully take on the re-
sponsibility put on them by the legislation. Indeed, changing
views about children having their own rights and about their
participation is a lengthy process. This is even more valid con-
sidering that the development within public health and social
care has gone towards increased individualigation and spe-
cialization since the 1970s. Therefore, the family perspective
has been lost a lot: there are sometimes local guidelines that
directly prohibit those who provide this support to include chil-
dren and families.

In order to ouercome this obstacle in the implementation of
the legislation that support children as next of kin, the Nation-
al Board of Health and Welfare - together with The Swedish
Family Care competence centre (Nka) and those responsible
for health and medical care in the various regions- is working
so that legislation is known and applied. Among other things,
they promote a family-oriented approach, especially in social
services, but also in psychiatry.
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STRENGTHS AND
LIMITATIONS OF LEGISLATION,
POLICY AND SERVICE
FRAMEWORKS

Strengths Limitations

There is a well-developed welfare system in Sweden.

Swedish legislation has a strong focus on the rights of the
child. This has been further strengthened by the ratification
of the Children’s Conuention (which is going to be incorpo-
rated into Swedish law, from January 1, 2020.) There is a
shift in the direction of seeing the children as a partner.

The regulations and framework are open. This feature,
unique in comparison to the other surveyed countries, is a
strength, as there are no limitations to providing support
and intervening with young carers. At the same time, it can
also be a weakness, as the protection of the child ultimate-
ly lies on individual social secretaries and child protection
professionals.
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The Swedish legislative and policy framework features
provisions that can be used to support young people with
caring responsibilities. Yet, it is a patchwork of provisions
and there is no clear regulation among the different laws.

The Swedish authorities are unwilling to accept that the
health care sector and social welfare are not taking care of
the problems. As a result, children have not been thought
about as young carers. This makes identification —and sup-
port- of young carers challenging.

As legislation doesn't refer explicitly to young carers, there
is no definition of when caring roles are ‘over the limit’
and what is acceptable.

Very open regulations and frameworks put a lot of empha-
sis on individual social secretaries and child protection
professionals.

The legislation does not specifically include siblings or par-
ents with developmental difficulties (learning disabilities).

Resources have been reduced over the years. This makes
difficult for social services to work with a preventative ap-
proach, as required by the Social Services Act.

One regulation of the Healthcare Act relates to thinking
about whether there are children involued, but this is not
the case automatically with the Law on Support and Ser-
vices for Certain Disabled People (LSS) or the Social Ser-
vices Act.

Thereis a lack of clarity with the Healthcare Act. For exam-
ple, no guidance on what should be done if parents refuse
that information is given to their children and how it relates
to the obligation to report to social services.

There is a conflict between family privacy and the interests
of children, which can result in children with caring roles
remaining unseen.



Chapter 3:

Successful strategies to improve
young carers’ mental health and

well-being

VISIBILITY AND AWARENESS
OF YOUNG CARERS

In Sweden, the concept of “children as next of kin” has begun
to receive attention in the latest decade and it is becoming
more and more used. On the contrary, the term young car-
ers is not established at all, as children are not thought as
carers.

Among professionals, the attention to children as next of kin
has increased in recent years, and still is increasing. How-
ever, there are regional and local divergences. Children as
next of kin usually get attention in specialist care. Similarly,
social workers are aware that children of parents with sub-
stance abuse often take great responsibilities. In addition, as
a result of their experience, family counsellors have become
alert to children being ‘next of kin'.

In the majority of cases, all depends on the people who
work in the caring fields and the attention is often due to in-
dividual professionals with a burning interest of the issue
of children as next of kin and/or (adolescent) young carers.

In schools, the awareness of (adolescent) young carers’ sit-
uation is low. School staff may notice that some children
take great responsibilities at home, but it is not sure that
the staff realize what this means for the individual child/
adolescent. The lack of understanding by educational staff
entails a lack of support in case of problems at school due
to caring.

Among the general public, the awareness is limited. A lot of
people may see what is going on, but do not reflect on the
consequences for the children. In the words of one of the in-
terviewed experts: “Seeing and being aware is not the same
thing".

CURRENT STRATEGIES,
INTERVENTIONS AND/OR
PROGRAMMES TO IDENTIFY
& SUPPORT YOUNG CARERS

Support available in Sweden

The support available in Sweden is highly influenced by the
assumption that children should not be carers. Therefore,
the support for them is not regulated as it is for adult carers.
The focus is on children as next of kin and it is often the case
that a situation is not regarded as one related to caring, but
it is rather related to parenting.

Parenting support: For instance, parents with neuropsychi-
atric disabilities in some contexts can get support in their
parenting through text messages reminders about times
to keep, daily tasks to be performed, etc. They can also get
practical support at certain times of the day, for example,
someone can come home to them every weekday morning
and help get the kids to pre-school and school. Through a
questionnaire, developed by Karolinska Institutet, one can
inuestigate which parental skills are not fully functioning,
and parents are given the opportunity and assistance to
train these skills.

Whole family support: There are also a range of support ini-
tiatives targeted to the whole family with the aim to release
the child from caring responsibilities. In some regions, child
rehabilitation centres offer support for children and adults
who have a family member with disabilities. There is a col-
laboration between five municipalities who, together with
the Swedish municipalities and county councils, investigate
which family-oriented innouative efforts may be needed in
families where there is abuse problems. Municipal efforts for
families where abuse occurs often also includes support for
close relatives.

Respite: The summer camp organised by Maskrosbarn
(Dandelion Children) is described as an appreciated form
of relaxation for children whose parents suffer from mental
illness or substance abuse problems. In a Northern Swedish
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region, relaxing weekend breaks are organiged for children
whose parents suffer from cancer. The Swedish Algheimer
association is financing summer camps for children to par-
ents suffering from dementia.

Multi-stakeholders support: In a few projects, school and
social care services have collaborated to increase opportu-
nities to support children and young people in vulnerable
situations.

Evaluation of available support

» One big obstacle in the prouision of support for young
carers is the rigidity and the individual approach of the
Swedish welfare system. According to the established
practices — despite the changes in legislation- the deci-
sions on assistance or support only concern the individu-
al and not the rest of the family. The focus is on the fami-
ly member who has a disease / disability and there is an
uncertainty in talking with children about their situation.

In the words of one of the interviewed experts: “Our sys-
tems are built around individuals and not around fam-
ilies and relatives, which makes it more complicated to
bring a family perspective in many contexts. So we have
to find systems for bridging this".

» The lack of cooperation between different regional and
local organigations is described as an obstacle in vari-
ous contexts. Caused by a lack of resources, it entails un-
equal opportunities across the country. For example, the
existing support phone lines, which are valuable to chil-
dren and adolescents in uulnerable situations, are driven
primarily by NGOs with limited resources. They are not
able to answer every call and there is no coordinating
function that can forward unanswered calls.

» The current support system may work but it relies on
capabilities and empathy of individual professionals.

» Many of the support measures are targeted to children
as next of kin and not as carers. For instance, in the case
of peer support groups, one may wonder whether the
issue of caring responsibility (focused on the active role
they play in the family) is given space in the group con-
versations.

» Several of the Swedish experts emphasiged the lack
of practical help and support: services are considered
good at providing psychosocial and psychoeducation-
al support, but, in the experts’ opinion, these forms of
support need to be supplemented with practical support
and help to the family, which currently is performed to
a quite limited extent. Reasons behind this lack of prac-
tical help may include scarcity of resources, lack of
knowledge about auvailable resources, or the parents’
unwillingness to receive practical support.

Possible strategies to support young carers

The Me-We research study — with its cross-national compar-
ison — allows us to provide an overview of the (adolescent)
young carers’ needs and possible support strategies.

=» Ensure that legislation works in practice or
adopt specific legislation

Young carers need to be acknowledged and protected by
legislation.

According to some among the interviewed experts, legis-
lation that can protect young carers is already there and,
rather than changing it, it's a matter of using it.

“We have had discussions with our lawyers earlier that we
would like the Social Care Act to indicate clearly the group
of children as next of kin, but the more groups that are
pointed out the greater risk there is of some group falling
outside protection [...] Our current legislation covers young
carers, because it speaks about children’s safe childhood
and environment, health and development, and that so-
cial care services should work preventively. So | believe it's
more about using it, in order to highlight this group, instead
of requiring some specific legislation”.

“It is more on an organigational level... it is... We hauve legis-
lations that are sufficient, but then you perhaps have some
municipalities organiged in a way that doesn’t... that makes
young carers be left out. But through political and organi-
gational changes, you can deal with that [...] This responsi-
bility is already extremely clear”.

Other experts call for changes in legislation. For them, the
concept of (adolescent)young carers need a definition and
a place in legislation.

“Somewhere in the law you need [...] to state that you have
to pay attention to children as next of kin and being young
carers and then a definition [...] or something overarching
from the National Board of Health and Welfare that says
that this term should be related to that legislation”.

Whether to extend not specific legislation or to adopt spe-
cific legislation on young carers depends on the efficacy of
existing legislative and policy frameworks and it needs to
be based on an accurate understanding of the reality on
the ground, rather than on assumptions. Indeed, our study
shows that support and protection that adolescent young
carers receive in practice does not always reflect the objec-
tives of legislation and policy.

=» Raise awareness and reduce the stigma

Awareness on young carers and the challenges they face
needs to be raised, among professionals and the general
public. Indeed, awareness of new vulnerable groups takes
time and in Sweden it still needs to be created.

The following measures can be implemented:
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» Discuss the topic of informal caring, resilience and men-
tal health or addiction at school, so that they become
less a taboo.

» Ask all parents and children about the care situation at
home continuously during the child’s upbringing in a
way that is not stigmatising.

» Awaken the debate in the media.

» Prouide training to professionals on young carers and on
the legislation that can protect them.

=» Identify young carers

Young carers are not likely to actively seek out help or sup-
port, because of lack of self-identification, or fear to be tak-
en away from their families. Hence, health care profession-
als, school staff and social workers need to play an active
role in identifying YCs.

Effective measures can include:

» Screening at health settings

Professionals can identify (adolescent) young carers whose
parents are known within health care or social care. This can
be done by asking patients/clients if they have children and
follow-up questions about the children’s situation, and by
proposing a meeting between professionals and the child.
Three methods are suggested by the Swedish experts: ‘Fora
barnen pa tal’, ‘BRA-samtal’ and Beardslee’s family interven-
tion.

Fora barnen pd tal’ (Talk about the children) is a manual
based method in which the professional meets the parent(s)
on two occasions and together with the parents talk about
the children and their situation. During the meetings, they use
a structured logbook as support.

BRA-samtal (Children’s Rights as Next of kin) is a model for
talking with children as next of kin, in order to ensure that
the children gets opportunities to talk about their situation,
be involved, and be aware of their rights.

Beardslees family intervention is a family-based approach
for the prevention of depressive symptoms among children
at risk. It consists in meeting the children in their home and
then hauving a conuversation with the whole family, in order to
gain knowledge about the children’s situation in the family.

» Screening at school

Schools can play a vital role in early identification of young
carers. When enrolling to kindergarten/school, social condi-
tions of a child could be screened (aduerse childhood experi-
ences —ACE- screening could be used, or a box to tick “I have
caring responsibilities”).

=» Gather more data

More knowledge and data are still required to improve un-
derstanding of young carers and their needs.

In particular, more research is needed in the following areas:

» How well do authorities comply with the obligation to
inform the children of patients in Swedish healthcare?

» How do people in general define the terms ‘care’ and
‘carers’?

» The percentage distribution of (A)YCs among children
and young people

» (Adolescent) young carers’ needs

» Deuelopment, testing and revision of interventions in or-
der to meet (adolescent) young carers’

» Systematic follow-ups of existing support programs.

=» Adopt a preventative approach

Support should be preventative; parents should be able to
ask for it without fear and children should know they can
receive support at an early stage. According to the experts,
Swedes are not so good in implementing this approach.

In the words of one expert, “We should not be so afraid of
starting and offering something, because for the child it is
about needing help now or support now [...J".

=» Support young carers at school

The findings from the Me-We survey on adolescent young
carers’ negative experiences in school underline the need for
the educational sector to identify and engage with young
carers. Adolescent young carers who responded to the on-
Line survey call for increased flexibility and an extended stu-
dent health care with a focus on preventing mental illness.

In the words of one Swedish young carer: “The help | would
need is an improuved student health care, with more and eas-
ier opportunities for students (and children) to get support
and help at a professional level. All students are called to
individual meetings with the school nurse. Similarly, I think
everyone should be called to meetings with the school so-
cial worker”.

Overall, it is about flexibility (understanding from teachers
in case of lateness, absences, no homework done...) and ex-
tra, tailored support. For example:

» Have counsellors that young carers can talk to one-to-
one.

» Refer students to help services (e.g. sport club, youth
club) and let them aware that these support seruvices
exist.

» Make school psychologist aware of young carers and let
him reach out to them

-17 -



» Altribute a special status to young carers, similar to the
status of sportspersons.

» Adopt integrated actions in which educational, social
and health seruvices should be involued (e.g. multidisci-
plinary team in the school embedding psychologists).

» Release a Carers card so that young carers don’t have to
explain their situation every time.

=» Support the mental health of young carers

The findings from the Me-We survey contribute to shedding
light on the severe mental health condition of adolescent
young carers who do not receive timely and adequate sup-
port. The substantial numbers of adolescent young carers
reporting self-harming thoughts and thoughts of harm to
their care recipients is an alarming finding. This calls for
the engagement of health professionals, particularly men-
tal health practitioners, in the identification and support of
young carers.

In the words of Swedish young carers: “/ need someone to
talk to, but, since everyone thinks that the best thing is to in-
clude my parents in the conversations, | put it down. | asked
for help for a reason, and it was not about talking to the
parents. | want to talk to a completely outside person”.

“I think it's difficult to keep the mask all the time, and just
pretend that everything is fine. | feel that | have a pressure
to look strong before my little sister. I also find it difficult to
talk about this with someone in the family [...] I have friends
I can talk to, but it doesn't feel right to burden them with
this. I'd rather go to a social worker, or someone similar, to
vent this. Howeuver, | don’t have the information on how to
do this, how to ‘book’ this, or even what to talk about. Well,
that's probably what | need support for. Someone to talk
to, just talk, not to get commands on what to do and how”
“I'need help to be reminded that | have to do stuff that I think
is fun, and not to feel forced to be with the person | support”.

Measures that can be implemented to respond to these
needs are indicated below:

Peer/group support/information

» Set up young carers’ groups, peer support groups, in or-
der to provide children with the insight that they are not
alone (this can also empower them).

» Prouide young carers with examples of people who used
to be young carers and succeeded in their goal (via Men-
toring).

» Make easier to get information on the available support
(e.g. Inform teachers and GPs and social workers about
led local activities to support young carers).

Provide respite breaks for young carers
» Organise summer camps, cinema, café, sport activities

» Give young carers a break from caring, let them have
fun and get in contact with peers.

» Assist them with the financial cost of participation in
these activities.

» Prouide respite care (i.e. someone who goes home and
takes over the caring responsibility) while the young
carer take part in these activities.

Increase resilience

» Allow young carers access to tools and support to find
useful coping strategies. Building young carers’ resilience
also has the aduvantage of lessening the dependency of
young carers onto formal support seruvices, particularly
in times of budget cuts and reduced services available.

» Psychoeducation may be a useful tool to increase resil-
ience.

=» Consider young carers as participating actors
and rights holders

Policymakers need to recognize young carers as an import-
ant target group, in all policies. Increase participation of
adolescent young carers themselues and a view of children
as partners, with regards to their situation and policymak-
ing in general.

Young carers need to be inuvolved in all decisions that affect
them. In order to actively participate in decision processes,
they have to be informed. Their rights have to be taken seri-
ously and their opinion Listened to.

The following strategies can be implemented:

» Prouvide adolescent young carers with information, e.g.
about the parent’s illness, as well as what support they
can get and how to access it. Many professionals are not
aware that children have the right to be informed.

» Ensure that care assistance staff, health care staff, social
workers, teachers, and parents are respectful towards
children.

» Co-design the support with young carers, to ensure that
it fit their needs. The support should be tailored to the
individual. A tailor made support can make families and
children better off here and now — and prevent the prob-
lems from being passed on to the next generation.

=» Adopt a whole family approach

Many municipalities have now concluded that a family
perspective is needed. The whole family should be support-
ed and young carers should be seen and involved in a care
plan where their opinions need to be sought.

With social services more available, children and adoles-
cents might be more likely to ask for help and support and
parents may feel they can receive support. A really long as-
sessment is not needed but help should be readily available.
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= Adopt a collaborative approach

All experts agree that cooperation is an important key to
a functioning support system. This means cooperation over
municipal and county borders, and cooperation among dif-
ferent authorities, organizations, services and professions.

There are no legal obstacles to working in a more coordi-
nated way; it is down to how things are organizged. Yet, the
division of responsibilities is unclear and there is uncertainty
on where to get information and support. Given this con-
text, envisaging care coordinators would be a huge help for
young people and their families.

=» Provide financial support

Supporting efforts for adolescent young carers and their
families should be financed by state and municipal funds.
According to some of the interviewed experts, the costs pay
for themselves in the long run, considering that the inter-
ventions would lead to fewer young people being affected
by mentalillness. An economic analysis shows that the cost
for society could be reduced by 35 billion SEK per year if
a child dealing with abuse or serious mental illness in the
family does not develop himself in adulthood.

=» Ensure consistency within the State

Even though the well-being of young carers should be a col-
lective responsibility of all members of the community, the
primary responsibility to acknowledge young carers and to
address the issue lies with the State. An inuoluement on a
national level show political acknowledgement of the issue
and ensure consistency in the protection and support for all
young carers. According to some of the interviewed experts,
an increased awareness at national level has increased the
financial opportunities for the regions to meet adolescent
young carers’ needs.

=» Provide good quality, accessible long-term
care

Adolescent young carers who responded to the Me-We
survey emphasige needs for more/extended/improued pro-
fessional support from social and health care, for the care
recipient; more/extended/improued paid care assistance in
the home; and financial assistance for the care recipient.

In their words:”/ take care of my dad, because there is not
enough care assistance in the municipality”

"Financial support is what would be needed to get rid of the
crisis”.

=» Give special attention to adolescent young
carers and carers with migrant background

There is the need to pay special attention to protect adoles-
cent young carers as they are developing their own identi-
ty and they are in a vulnerable transition period. Services
need to be developed at the transition period from children’s
services to adult services and quicker interventions to as-
sess needs should take into account the transition between
school and work.

Young carers with migrant background also deserue special
attention, because inequality exists among different groups
regarding their health as well as in their use of care seruices.
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Chapter 4:
Translating research findings
into policy

RECOMMENDATIONS
TAILORED TO THE SWEDISH
CONTEXT

“Young carers challenge our way of looking at (a normal)
childhood as an innocent and responsibility-free stage
in life where adults take responsibility and provide care,
and children only receive. Yet, a strong welfare state (from
which the children’s and the youths’ parents and their next
of kin should get support, care and assistance) together
with ideas about children not having to perform care and
take responsibility at too high a level, have contributed to
the notion that children do not need to become carers in this
country. This means paradoxically that individual children
are left alone without support, sometimes with a very high
level of care as a result. We should instead see children as
participating actors in care tasks within the family” (Nor-
denfors & Melander, 2017).
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We call on officials and politicians at national, regional and local level to acknowledge
the reality: despite the strong welfare state, young carers exist —and will continue to ex-
ist-in Sweden, as in the other European countries. It is the State’s responsibility to make
them visible, to take their needs into account and to ensure that their needs are met via
adequate support.

We recommend that the concept of (adolescent) young carers find a place —and a defi-
nition-in Swedish legislation. This may entail the adoption of specific legislation target-
ing young carers or an extension of the current legislation. For example, the regulations
and the handbook in the Young Person’s Act could be updated to include young carers
as an example of children at risk.

Once young carers are recognised and defined in legislation and policies, we recom-
mend to develop — and to clearly include in legislation and policy — an understanding
about what level of caring isinappropriate.

We call on the Swedish policy-makers to bring about a broader, family support per-
spective (whole family approach). For instance, the ‘family perspective’ could be in-
cluded in the review of the Social Services Act.

The review of the Social Services Act could also be an opportunity to make the
support that young carers get from social services more accessible, in line with a pre-
ventative approach.

The Social Services Act could be amended to allow children and young people to
receive support from social services without the consent of parents or guardians.

We recommend using the Patient Safety Act in relation to children’s needs not being met.

We call on Swedish policy makers at all levels to adopt the child’s perspective in all
contexts, as envisaged by the Conuention of the Rights of the Child.



Support further research on the profile and needs of young (adult) carers; Gather an
insight into actual numbers.

Ensure existing good practices are disseminated and made visible across Europe; Com-
parison with what is happening in other countries to support developing practices and
legislation.

Include young carers in the European Youth Strategy or EU agenda on higher educa-
tion and other relevant policy dossiers.

Listen to young carers. Along the lines of the Europe kids want, envisage platforms/
opportunities to have meaningful participation of young carers.

Make use of instruments at hand - i.e. European Semester, European Pillar of Social
Rights, European Structural and Investments Funds, European Youth Strategy, EU
agenda on higher education European Platform for Investing in Children, Youth Guar-
antee and Open Method of Coordination — to promote the development of integrated
approaches for the identification, support and social integration of young (adult) carers
across Europe.


http://enoc.eu/wp-content/uploads/2014/12/ENOC-2018-statement-Child-Mental-Health-VF.pdf
http://www.europarl.europa.eu/sides/getDoc.do?pubRef=-//EP//TEXT+REPORT+A8-2018-0352+0+DOC+XML+V0//EN&language=EN

Figure 2 - The European Pillar of Social Rights and its relevance for young carers

The Principles The relevance for young carers

Principlen. 1 Caring responsibilities can have a negative impact on
Education, training and life-long young carers’ education (underachievement, absence
learning and drop-outs)

Principle n. 4 Young carers are more likely to be NEET (Not in educa-
Active support to employment tion, employment or training) than their peers.

A report by the Audit Commission in the UK found out
that the likelihood of young adult carers being NEET
for six months or more was twice that of their peers (
audit commission, 2010). Source: Carers Trust

Principle n. 11 Young carers need to be considered as children from

Childcare and support to children disaduantaged backgrounds -> have the right to
extra, tailored support so that they can have equal
opportunities in enjoying social rights.

Principle n.18 By providing good quality formal LTC services to the
Long-term care person they care for, inappropriate caring can be
avoided.

It is the role of policymakers to prevent and minimise the (potential) negative impacts of growing up
while being a carer (restricted education, reduced life chances, affected well-being, isolation) and to en-
able young carers to thrive and flourish as human beings.

The life chances of thousands of children
across Europe are at stake.

THERE IS NO TIME TO LOSE.
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