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Abstract: Across Europe, young carers (YCs) and their need for sup-
port receive limited attention in the media, policy and empirical re-
search, even though, similar to adult carers, they also provide care to
ill family members. The Delphi study, a qualitative research meth-
odology, which provides the focus for this article, had the overall aim
of exploring existing successful strategies to support YCs. Compared
to YCs, even less is known about adolescent young carers (AYCs), a
group that is in a critical life transition phase. The study forms part of
an EU Horizon 2020 funded research project on AYCs aged 1517
years old.

The two-round Delphi study was conducted with 66 experts on
YCs from 10 European countries. Topics included: (i) visibility and
awareness-raising of YCs at local, regional, and national levels, (ii)
current interventions to support YCs, and (iii) future strategies to sup-
port YCs.

Experts reported a lack of visibility and awareness about YCs in gen-
eral, and AYCs in particular. Although awareness is slowly increasing
in most countries, with the UK ranked highest, experts acknowl-
edged that it remains challenging to identify YCs in many countries.

Furthermore, the level and type of support available for YCs differs,

with most countries mainly offering support on a local level. Diverse
views were expressed regarding future strategies to support YCs. Ex-
perts highlighted the importance of specific legislation to formalise
the rights of YCs, and the issue of whether young people should be
safeguarded from caregiving or if this should be considered part of
regular family life. They also emphasised the relevance of available
integrated support services for YCs, including schools, family, health
and social care.

In most European countries, there is a lack of awareness and visibility
on YCs. Identification of YCs is a crucial first step and there is need
Jfor a common definition of YCs, together with greater opportunities
Jfor young adults to identify themselves as YCs.
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Background

In families where one of the family members has a physical or
mental health problem, children or adolescents are often involved
in caregiving roles [1, 2]. These young people are defined in the
literature as young carers (YCs), that is: “young people under the
age of 18 who provide care, assistance or support to another fam-
ily member. They carry out, often on a regular basis, significant or
substantial tasks and assume a level of responsibility that would
usually be associated with an adult” [3]. These tasks are, among
others, administrative and/or household tasks, personal or nurs-
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ing care and/or providing company to an ill family member [4].
Besides these caring tasks, YCs often worry about their ill family
member. It is not only the practical, visible tasks YCs are engaged
with, but also the ‘worries in their head and in their hearts’ over
the health and well-being of their family member [5].

Growing up with an ill family member is particularly recognised
as a risk factor for mental health and well-being [4, 5]. Also, being
a YC increases health inequalities during the life course [6-9]. It
is known that YCs often experience the consequences of social
exclusion, with higher absenteeism and drop-out rates from ed-
ucation and lower employability than their peers without an ill
family member [7, 10-12].

The number of recognised YCs is relatively low yet varies per
country and region [13]. It is important that YCs are identified
and recognised in order to positively impact their well-being and
mental health [5]. A promising way to facilitate this could be the
use of technology, such as online support groups or gamified apps
that could support YCs and strengthen their resilience in the tran-
sition to adulthood [14, 15]. A recent Swiss study focused on the
needs of YCs for support and relief [16], however, overall there
remains a dearth of knowledge about YCs’ needs and preferences
for support and the ways in which (if any) they are currently being
supported.

Growing up with an ill family member is particularly recognised
as a risk factor for mental health and well-being. Also, being a
YC increases health inequalities during the life course.

Thus, in order to address this knowledge gap, the overall goal
of the current study was to gain insights into the awareness and
visibility of the situation of young carers (YCs), with a specific
interest in adolescent young carers (AYCs) aged 15—17 years old
due to their critical life transitional phase to adulthood. The pur-
pose was to identify their future support needs and preferences
with a focus on promoting their mental health and well-being.
The Delphi study described in this article forms part of a larger
EU Horizon-funded research and innovation project, [17] (“Psy-
chosocial Support for Promoting Mental Health and Well-being
among Adolescent Young Carers in Europe”; ME-WE project),
dedicated to strengthening the resilience of AYCs in transition
to adulthood (15—17 years old) in order to impact positively on
their mental health and well-being and to mitigate the negative
influence of psychosocial and environmental factors in their lives
[17]. The Delphi study formed part of the first phase of the pro-
ject, which aimed to systematise knowledge on YCs by focusing
on successful support strategies.



The aim of this article is to present and discuss the main and
overall Delphi study results focusing on i) the visibility and aware-
ness-raising of YCs on a local, regional, and national level; ii) cur-
rent interventions to support YCs, and iii) on future strategies to
support YCs.

Methods

To address the above core aims, a two-round Delphi study among
YC experts was conducted. The Delphi method is an acknowl-
edged qualitative research method to gather different opinions of
experts, cultures and countries, and search for consensus on a top-
ic, especially in a new field of study such as AYCs, with the possi-
bility of diverging views [18]. A Delphi study ensures anonymous
responses, which are aggregated and shared with participants after
each round. Experts are allowed to adjust their answers in upcom-
ing rounds and reflect on the results from the other participants.
In this study, the goal was not to reach full consensus, but to
search for consensus on certain topics and identify differences be-
tween countries in two interview rounds.

Central in round 1, were the experiences with — and knowledge
on — YCs. Interviews also focused on existing strategies and pro-
grammes (if available) to improve (A)YCs mental health and
well-being known by the expert panel. Specific attention was
paid to the opinions of the panel on barriers and drivers of these
existing strategies and programmes. Round 2 was performed to
discuss the results from round 1 and to gather an insight into
optimising programmes and developing future scenarios to best
support AYCs.

Recruitment

In total, 66 participants, i.e. ‘experts participated in the two-
round Delphi study (see Table 1 for an overview per country).
Participants were intentionally selected based upon the EU ME-
WE project partners’ knowledge and professional network on YCs
or related fields. All the experts had been working in the field of

YCs or related fields, if not available in the country (such as youth
policy), with an identifiable track record (e.g., peer-reviewed
publications, organisation of events/programmes for YCs and/or
young adults, development and support of care or social policies,
practice: in health, social care or education). The eligibility of the
experts was cross-checked by the national investigator teams. One
expert from the Netherlands was not able to participate in the
second round. A couple of candidates who were approached, rec-
ommended other experts (with name) more knowledgeable about
the topic than themselves. These experts agreed to participate.
They received an invitation for the individual interview by email,
including a questionnaire in English or, if preferred, in their de-
sired language to gather some basic characteristics, such as demo-
graphics, occupation and experience with the topic of (A)YCs,
and an informed consent form agreeing to their participation and
audio recordings of the interviews. The informed consent form
also included a letter with information on the aim of the study
and the interviews, and the applied method of the Delphi study.
Furthermore, the experts received information on the project
leader of the Delphi Study and the national investigators in the
ME-WE-project.

Etbhics

Before the start of the Delphi study, all experts received infor-
mation on the aim of the project and the Delphi study and were
asked to sign an informed consent form. The procedure included
the assurance of full anonymity and the possibility to withdraw
from the study at any stage without explanation and without con-
sequences. All experts gave consent for participation and use of
the findings for publication prior to both round 1 and 2 of this
Delphi study.

Interview process
The Delphi study ran over a period of 6 months in 2018. The in-
dividual interviews in both rounds were conducted via telephone,

Table 1: Descriptives of the experts per country that participated in both Delphi rounds

Round 1 & Round 2 Main Occupational Field

n Female n Academia  Education  Policy Health Care Social Care
Ttaly 10 8 2 2 3 3
The Netherlands® 10 8 2 2 1 1 4
Slovenia® 9 2 1 3 1 1 2
Sweden 10 9 3 2 3 2
Switzerland 10 4 1 1 5 1
United Kingdom 13 9 5 1 1 2 4
Austria 1 0 1
Belgium 1 1 1
Ireland 1 1 1
Germany 1 0 1
Total N 66 42 15 10 7 15 16

a 1 expert could not participate in Round 2
b of 1 expert the occupational field data was missing

c of 2 experts the occupational field data was missing
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voice Microsoft Skype or face-to-face (only in Slovenia), using an
interview script translated to the national language, which was
cross-checked by the national investigators (see Additional files 1
and 2 for English versions of the interview scripts). Participants
were interviewed by a qualified national investigator from the
ME-WE project team (MA, MSc or PhD) with multiple years
of experience in performing qualitative research (see Additional
file 3 for the interviewers” personal characteristics). The interviews
were recorded by means of a voice recorder or a mobile applica-
tion. At the start of the interview, the interviewers introduced
themselves and the ME-WE-project and reminded the experts
that detailed information could be found in the information let-
ter of the informed consent form. At the start of round 1, the
interviewer defined AYCs as follows: “Adolescent young carers are
children who provide care for another person (normally for other
family members). They often assume significant responsibility for
care on a regular basis. This responsibility is something normally
associated with adults. The person needing care is usually a par-
ent. However, it may also be a sibling, a grandparent or another
relative with a physical, mental or cognitive health issue.”

A semi-structured questionnaire was used in round 1 to be able
to compare the results across experts, regions and nationalities,
and also to ensure flexibility for individual input. The questions
were pilot-tested among Dutch experts on the topic of (A)YCs.
The following three main topics were selected for the open-end-
ed questions in the first Delphi round: 1. visibility and aware-
ness-raising of YCs on a local, regional, and national level; 2.
current strategies, interventions and/or programmes to identify
or support YCs (pros & cons); 3. future needs to support the
well-being and health situation of YCs (see Additional file 1).
These topics were selected from an academic literature review, and
a grey literature search including social media. In keeping with the
main target group of the ME-WE project, respondents were in-
formed that the main focus of the study was on adolescent young
carers aged 15— 17 years old. Given that it was anticipated that it
could prove difficult for the participants to focus solely on the age
range 15—17 years, interviewees were instructed to also consider
YCs attending secondary school / high school. Furthermore, if
knowledge was limited, interviewees were offered the possibility
to share examples on interventions for YCs aged 8 —12 years. The
national investigator strived to provide at least 10 min discussion
time per topic. The main topics and answers were summarised at
the end of the interview, followed by an informal debriefing with
the participants. In this informal debriefing, the participants were
asked if they had additional questions, thanked for their partic-
ipation, and given information about the second round of the
Delphi study. The first Delphi round took approximately 1 h per
participant and varied slightly per country.

The second Delphi round took place approximately 2 months af-
ter the first round. The procedure for the second Delphi round
was similar to the first and started with a summary of the previ-
ous interview, both on a national and European level. The sec-
ond interview then focused on the overall summary of the most
successful strategies identified to support YCs across Europe and
the future needs by various end-users and stakeholders to support
the well-being and health situation of YCs, and, where feasible,
specifically for AYCs. The participants could reflect on these find-
ings from the first round and adjust their own views and options.
Again, the interview lasted for approximately 1 h and the par-
ticipants were asked if they were willing to participate in future
studies on (A)YCs.
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Data analysis

All individual interviews were transcribed in a text editor such
as Microsoft Word and relevant quotes translated to English.
All national investigators analysed the content and discussed the
preliminary results, first with the national investigators and later,
with the investigators from the other countries. The discussion
was summarised by the national investigators from the Nether-
lands who led the Delphi study. After this, three data coders cod-
ed the data and the code tree with an initial set of broad concepts,
and a legend was shared in English with the national investigators
by the lead author with sufficient flexibility to share their regional
and national themes. This was followed by a thematic analysis
[19-21] on a national level, and the interviews were further la-
belled and coded by means of the qualitative data analysis soft-
ware, MAXQDA of VERBI GmbH. After analysis on the nation-
al level, themes with relevant quotes were aggregated and analysed
to gather insights into generic overall themes, and also on cul-
ture- or region-specific themes. An overall summary was written
by the lead partner about the most successful strategies identified
to support YCs, and in particular AYCs across Europe, as well as
the future needs by various end-users and stakeholders to support
the well-being and health situation of YCs. The summary was sent
to all participants, and they were asked to read it prior to the sec-
ond Delphi round (see Additional file 2). After the second Delphi
round, a narrative analysis was performed on the results per coun-
try by the national investigators followed by an overall narrative
analysis by the lead authors from the Netherlands.

Results

The findings are presented first in the form of a summative table
for the Delphi study round 1 interviews, followed thereafter by
a narrative synthesis of the main Delphi round 1 study findings
with illustrative quotes. The Delphi study round 2 findings then
follow in the form of a narrative synthesis.

First Delphi Round
Table 2 below provides a comprehensive overview of the Delphi
round 1 findings per country and at European level.

Visibility and awareness-raising

In the first round, experts reported on the low visibility of YCs
across Europe, including a lack of systematic studies on the
subject of (A)YCs. The term YCs is not recognisable in all the
countries according to the experts, which can make identification
challenging. Especially on a national level, experts reported that
the visibility and awareness on YCs is low. Hence, when visibility
and awareness is raised, this primarily takes place on a local level.
Experts did report that despite a lack of visibility, awareness has
slowly been increasing in recent years supported by attention in
the media, such as in television shows or in newspapers. Experts
argued that the majority of health and care systems across Europe
still work in silos with a lack of integration. Some experts added
that this also contributes to difficulties in identifying and reaching
YCs because they can fall in between different care or support
systems/legislations.

The person needing care is usually a parent. However, it may
also be a sibling, a grandparent or another relative with a phys-
ical, mental or cognitive health issue.



Table 2: Summary of the Delphi results from the first round per country

Visibility and awareness raising

Strategies, interventions and

Future needs to support

programs to support AYCs well-being / health situation

g - Different abilities/accessibility of for- - Current policy is “The Care Act’ and - Need for general public to know
=S mal care for YCs in different regions “The Children and Families Act’ about AYCs
é - On a national level an increase of (2014) working together to give - Austerity policies have a negative
2 awareness by television programs AYC:s legal right to a carers assess- impact on their situation
2 ment on appearance of need - New legal rights for young carers in
; - Well known are hundreds of young Care Act and Children and Families

. carer projects across the country Act have little actual benefit.

(however, severe cuts in funding)

- Young Carer Health Champions
programme of the NHS

- Child and Adolescent Mental Health
Service teams (CAMHYS)

g - Lack of visibility, to very low regard- - Swedish Health Care Act 2010, - Identify fragile families at an early
E ing AYCs children have a right to receive stage and provide support they need
< - Children as next of kin is the term information about their parents’ - Make AYCs visible

: commonly used. illness. This means that health care - Reduce stigma

- Childhood should be free from hav- professionals have a legal obligation - Legislation needed
ing a caring role to provide children of parent/s with - Digital group meetings
- AYCs not directly mentioned in mental illness, serious physical illness - Have someone to listen to their story
Swedish legislation or disability or have unexpectedly - Education about AYCs

died, with information, advice and - Funding and digital solutions to
support provide help and support

- People with disabilities or severe - Increase children’s knowledge of their
illnesses have certain rights for help parents’ illness
and support from the community, - Provide opportunities for children
which means that AYCs’ responsibili- to talk about their situation, to meet
ties for care can be reduced. and get support

- Parental support - Opportunity to relax together

- Beardslees family intervention — - Society should be responsible for all
when a parent suffers from mental care and AYCs should be relieved
health problems or addiction. from caring tasks.

- Group activities for families who
have a member suffering from cancer,
and for families in grief

- Supportive groups for children/ ad-
olescents whose parent/s have a disa-
bility, mental ill-health or addiction.

- Relaxation in e.g. summer camps

2 - Difference in coping between Swiss - Few local programs to support AYCs - Schools should support AYCs to a
T; migrant children was mentioned. (German part offers more than the greater extent

=2 Where Swiss children hide prob- French and Italian part) - Increase awareness

& lems because they consider them as - Some programs support AYCs but - Children under 18 should not take

private, migrant children find their
caring role more normal

- Interventions successful at schools

(local level)

- On a national level no visibility
- Difficult to reach group (do not com-

municate situation to their GPs)

- Research on the topic has raised

awareness with some organisations

focus only on children of parents
with mental health problems

- Focus on relieving relatives

(e.g., organising summer camp)

- Role of child protection service and

< 18 legislative framework

- Different programs have been carried

out in schools to increase awareness

- Few schools offering counselling to

students who identify themselves as
an AYC

on board too many responsibilities

- More flexibility needed in schools
- Individual as well as collective

intervention are needed to address
different needs of AYCs and their
families

- 'The topic should be taught in the

school curriculum

- Professionals need to be more aware

of AYCs and understand issues in
order to support AYCs better
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Visibility and awareness raising

Strategies, interventions and
programs to support AYCs

Future needs to support
well-being / health situation

- In one Higher Education Nursing

School, the topic of ‘caregivers and
family is taught which includes
young carers. Differences between
Swiss children and migrants in re-
spect to coping (migrants caring role

- NGO’s need more funding
- Whole society is responsible and

need for a cultural change

‘normal’)
= - Lack of visibility and awareness on - A couple of known interventions - Need for information and training
— AYCs at all levels (support action in a school and by for all health and social professionals
: - A couple of examples of visibility/ ANS in area of Carpi (in Northern and policy makers
awareness raising Italy) - Long-term multiactor programs
(schools & hospital) (ICT app)
- Visibility dependent on experience of - Promote selfawareness
teachers or medical professionals - Ministry of Education, Welfare and
Health are responsible, as schools and
regional school offices

- Funding (public with private and
non-profit)

- Many other actions that could be
applied/transferred to AYCs

- Need for a law on informal carers

- Local authority as main actor

- Role for schools and teachers in sup-
porting AYCs (awareness raising)

- Long term programs and whole-
family approach

-é - Low visibility and AYCs do not - Plays at schools and programs to - AYCs should be seen as a specific
= always recognise themselves as AYCs. support leisure activities, resilience group of informal carers
2 - Differences in visibility between training, support groups, etc. - Focus on AYCs own strength and do
z regions, municipalities are responsi- - Awareness programs at high schools not ‘problematise’ the group
é ble for support adult caregivers and - Guest lessons - Integral approach is needed.
. wellbeing of youth (struggle) - Online platform (e.g., Sharepoint) - Strive for regulation and need for
- Formal policies exist on informal for AYCs having discussion on level of respon-
care, but not young carers - Children’s Ombudsman sibility suited for youngsters.
- Schools could play an important role - Activities for young carers (meet oth- - Reduce stigma.
for increasing visibility er carers) at local support centers - Acknowledgement of the group.
- Welfare organisations and youth - Create funding (e.g., via municipali-
healthcare try to increase visibility ties) for support for young carers.

- Recognition of AYCs that they are
AYCs

- Need for specific policy and support
for AYCs and putting the topic on
the agenda

- Need to focus on parents of children
who are responsible for their care.

- Need for cocreation with AYCs.

- Need for integral approach (welfare,
healthcare, educational and local
governments that work together)

2 - AYCs are an overlooked subject in - Develop an integral approach,
% Slovenia and also not regulated under coordinated by different ministries,
@ any law with cooperation of schools and

- 'The importance to develop a defini-

tion, emphasising that id does not
relate to short-term, but long-term
care

other public institutions and NGOs,
connected to children and their
wellbeing.
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Visibility and awareness raising

Strategies, interventions and
programs to support AYCs

Future needs to support
well-being / health situation

Organisations that are in contact
with young people should be re-
sponsible for detecting the problem
(primarily school, physicians and
organisations engaged in the field of
social home care)

There is no awareness about AYC in
the educational field.

The need to build on what we have
There is no need to develop a new
system, what is needed is a coop-
eration between existing systems

and infrastructure, good prevention
programmes in the community
Raising awareness and getting in con-
tact with AYC in the social media
Need to develop awareness and
destigmatisation programmes

Need to develop working relation-
ships with the family in which the
AYC is living

Empower AYCs with needed infor-
mation about caring and also where
he/she can turn to for support

It is important that the AYC is volun-
tarily caring for relatives and that he/
she is not under constraint

Need for early recognition (impor-
tant role for schools)

- International/ Europe

Overall, visibility is low (e.g., also in
Germany).

Large differences in visibility and
level of awareness between countries.
Higher numbers than one would
expect.

Focus on all children, not only
15-17 years old Schools play a role
Conference on AYCs raises awareness
Awareness raising at European
Commission by — among others Saul
Becker

Media echo of TV shows (Germany)
Brochures at schools and doctors
Events to share experiences

Website in Austria (Superhands)
Holiday activities

Carers’ card in UK

Peer groups

Raise awareness

Early prevention (ACE ‘Adverse
Childhood Experiences’ screening)
Improve skills

Look and learn from support systems
for children in similar situations
(parent in prison)

Ensure that children are aware of and
can access their rights

Should be less inequality within and
between countries

Need for support for themselves,
awareness of peers

More funding and staff at schools.
There is shared responsibility (family,
parents, local authorities, occupations
therapists, etc.)

More visibility of AYCs in society, for
example carers week

Reduce Stigma

Practical and emotional support in
schools

Need for recognition

Focus on a local level

Children have rights

“We don’t want it [young adults in the role of a carer] to occur in

Sweden, I would say. So, we actually don’t see, and there isn’t so much
support for them [YCs], which means that they often live in a very
vulnerable situation” (Participant 7 (P7), Round 1 (R1), Sweden).
“I think that in Switzerland there is not much visibility [on YCs] at
this moment. I think that it is a topic that no one talks about. I think
the people that know about this topic talk about it. But all others they
don’t know that this is a topic in Switgerland because it’s invisible.”
(P4, R1, Switzerland).
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Strategies, interventions and programmes to support YCs

Experts from most countries reported that there are existing sup-
port programmes, projects and activities relevant for YCs. It is
worth noting that there were differences reported within coun-
tries and between regions. The available programmes do not al-
ways target AYCs in particular, as shared by experts from Italy
and Switzerland. The programmes differ in their approach by tar-
geting individuals or groups, their duration and frequency, and
demonstrated effectiveness. Experts shared a variety of strategies,
interventions and programmes, such as support groups for chil-
dren and adolescents with a parent or sibling with a disability
or illness. Through these support groups, YCs are provided with
information and realise they are not alone. Respite care is also
important to support YCs according to the experts, with activities
where they can relax and detach from their home situation for a
while and get in contact with fellow YCs for peer-support. In ad-
dition, there are multiple initiatives in schools to raise awareness
on the subject of AYCs in school plays, guest lessons or work-
shops. Additionally, experts explained that to follow a whole fam-
ily approach, support groups for families have been set up in vari-
ous countries. Finally, training programmes exist for professionals
on how to identify and support AYCs.

“We carry out psycho-educational interventions for parents and also

Sor children if they want. We are in the preventive sphere in our case
and therefore [they] have their own space of speech, they can express
as well as they can listen to their parents. Our function is to improve
communication within this family. And then this improves family
relationships.” (P8, R1, Italy)

Within the interventions and programmes, experts reported a
focus on a number of coping strategies of YCs, such as provid-
ing them with tools to try to gain control over the situation. In
addition, several experts raised the fact that YCs may often feel
responsible to do what is needed and might not self-identify as a
YC because they may find caring normal and may not be aware
of the concept of YC. Furthermore, according to a number of
experts, YCs rather do not want to draw attention to themselves,
because they do not perceive themselves to be the one in need.

Future support to meet the needs of YCs with a focus on supporting
their well-being / health situation

Experts expressed the future needs for YCs with respect to their
well-being and health situation. They argued that adults and pro-
fessionals need to be better trained in identifying YCs, so they can
identify who and where they are, and can offer support. Experts
shared that there is a need to accept the existence of YCs and
reduce the stigma of caregiving. Experts shared that we should
notice children who are YCs and listen to them. Further, they ar-
gued that whenever support is developed — in digital or non-dig-
ital form — it should always be developed in co-creation with YCs
to fit their needs and preferences.

Experts reported that there is an increasing need to adopt a
perspective or approach in which the whole system, as well as
the family, is involved, with collaboration between stakeholders
from social care, healthcare, government, and education.

Some experts expressed the need for specific legislation for YCs.
At the same time, they addressed the question if, and to what ex-
tent young people should be responsible for providing care tasks.
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Furthermore, experts stated that there should be less inequality
within countries concerning access to support services. For YCs
themselves, it is important that they can get in touch with fellow
YCs, face to face and/or digital, according to the experts. Fur-
thermore, schools should be more flexible towards YCs in respect
to school times and deadlines. Experts reported that there is an
increasing need to adopt a perspective or approach in which the
whole system, as well as the family, is involved, with collaboration
between stakeholders from social care, healthcare, government,
and education. Experts reported that such an integrated approach
is necessary so knowledge can be shared and disseminated.

“Public and private associations must have a family-based approach
to the problem, not an individual approach. You can start from one
but then you have to consider all family.” (P10, R1, Italy)

Second Delphi round

The synthesised findings and results from the discussions of round
2 are presented in narrative form below, according to the main
identified themes from the qualitative data analysis supported by
illustrative quotes.

Visibility

In round 2, experts confirmed the results of round 1 on low, but
increasing, visibility of YCs. To support the visibility of YCs across
Europe, most experts agreed and expressed the need for a Europe-
an NGO with structural funding independent of national budg-
ets and for fewer inequalities within and between countries. They
also mentioned a lack of recognition and knowledge among adults
working with youngsters for instance, social care and schools.
According to some experts, increased visibility of YCs might also
have a negative effect. Visibility means recognising YCs as a prob-
lem, which could contrast with the idea of a family where it is
viewed as natural for family members to support one another, and
caring roles are viewed as being private and hidden. Furthermore,
experts acknowledged that sometimes YCs themselves might not
want attention.

To increase visibility, Italian experts shared that some actions cur-
rently targeting other groups, such as children (not necessarily
seen as carers) of parents with mental illnesses or youngsters at
risk of dropping out of school early, could be positively applied to
YCs. One example of this could be an app to share information
about health and social services.

Abour the AYCY visibility, I agree that it is quite lacking, because
everyt/ﬂing is alzwzys due to the individual action, to good sense of
the individual or to the upbringing that the individual has had or to
personal experience [...] This in regard to visibility.” (P3, R2, Iraly)

Visibility means recognising YCs as a problem, which could con-
trast with the idea of a family where it is viewed as natural for
family members to support one another, and caring roles are
viewed as being private and hidden.

Awareness-raising

As found in round 1 of the Delphi study, awareness is steadily
increasing, according to the experts. Experts reached consensus
on the differences in the level of awareness on the topic of YCs
in organisations such as schools, welfare organisations and social
services, with there being greater awareness in the UK, followed
by Sweden, and the least awareness in Slovenia and Italy. More-



over, concerning the role of schools, it was questioned by some
experts what the extent of responsibility is for schools concerning
the phenomenon of YCs.

Within countries, experts noted that channels that could be used
for dissemination of knowledge — and especially individual YC
stories — are reports, brochures, films, social media, and mass
media. Some Swedish experts reported that the YCs they know
are happy to get attention, which contrasts with the results from
some other countries. Some experts pointed out that campaigns
only create some awareness for a short period of time, and sustain-
ability of interventions and awareness-raising is highly needed.
They argued that long-term awareness is not necessarily guaran-
teed in most countries, even in countries scoring relatively high
on awareness of YCs, such as the UK. Dutch experts confirmed
an increasing national awareness of YCs with a considerable shift
compared to the first round of interviews — for example, due to a
research report on young carers by the Netherlands Ombudsman
for children that was officially reported in a letter to the Dutch
parliament. On an international level, knowledge could be dis-
seminated at international conferences. The information should
include a definition of the term (A)YC, their life situations, YCs’
rights, their families’ rights and available support. An introduc-
tion of a national/international day for YCs was also proposed.

“[...] films can help to make the children’s and youth’s perspective
clearer, because it affects you. Thats why we usually watch films in our
meetings for children’s advocates. There are films on the Swedish Fam-
ily Care Competence Centres website, where children and youngsters
tell their stories, making it life-like and clear” (P6, R2, Sweden).

Identification

Experts from diverse European countries acknowledged that on
a national level, they struggle with formally’ identifying YCs.
Screening, assessment and early identification are needed. When-
ever YCs are identified — and if they are acknowledged — then for-
mal support should be put into place, according to experts. They
see the responsibility for developing programmes and strategies
as primarily belonging to the state, to support and develop laws
and regulations concerning YCs, and to provide them with infor-
mation and additional help to relieve YCs of their caring tasks.
Experts stated that without proper services in place, the identifica-
tion could feel meaningless at best, and harmful at worst.
According to Swedish experts and one expert from Ireland, iden-
tification implies acknowledgement that YCs exist and it contrasts
with a strong — mainly Western — value that young adults should
not take up roles reserved for parents (parentification), i.e. (un)
paid work. Moreover, experts noted that we should be aware that
children may be afraid that whenever they are identified, that they
may be taken away from their home by social services.

With respect to responsibilities for identifying YCs, the primary
responsibility is — according to some experts — on the school sys-
tem, while in addition, many experts agreed that it should be rou-
tine for healthcare professionals to always ask about children and
whether they have any needs when a parent is ill. Several experts
agreed that social conditions of a child should be screened when
enrolling to school, i.e. that schools should act as a gatekeeper.

Experts stated that without proper services in place, the iden-
tification could feel meaningless at best, and harmful at worst.

Furthermore, experts suggested integrated actions in which ed-
ucational, social and health services should be jointly involved.
However, in contrast to the advantages of involving schools in
identification and support, some of the experts expressed con-
cerns with placing too high expectations on schools due to limi-
tations in availability, funding, time, and formal responsibilities.

Across all sectors, early identification and intervention for all chil-
dren in need is required. Yes, so experts identified other key stakehold-
ers and its got CAMHS (Child and Adolescent Mental Health Ser-
vice teams) who can play a more significant role if they are trained to
deliver sessions for children and their families. Additionally, educators
within the school system are important stakeholders.” (P6, R2, UK)

Definition

Experts emphasised in the round 2 interviews that there is a need
for a shared definition and terminology of YCs and AYCs across
Europe, which is crucial for identifying them. However, it was
acknowledged that YCs experience their caring role differently
and labels can have different meanings. Swedish experts report-
ed that to go ahead and develop functional and effective support
interventions, the distinction between the terms ‘children as next
of kin’ and ‘AYC’ must be defined, clarified and disseminated.
Experts from Slovenia stressed that it is important to be careful
not to invent the problem by forming too broad a definition of
YCs. Experts stressed that we should be cautious that the term YC
takes on a negative connotation and becomes a label, in particular,
in research where academics try to give insights for helping policy-

makers to solve citizens’ problems.

“The young carers that ['ve spoken to don't seem to have a consistent
view on what that terminology should be, so I don’t know that there
will ever be a terminology that meets the needs of everyone, and every-

one is satisfied with.” (P2, R2, UK)

As I understand it, in Slovenia, the definition of who is and is not
a young carer will, in my opinion, ﬂﬁct the recognition and ﬁtture
definitions of this problem. Therefore, it seems logical to create this
definition as broad as possible [...] to acknowledge a number of sit-
uations in which young carers can find themselves in.” (P8, R2, Slo-

venia)

Support for young carers

Whole family approach

It was found that most experts agreed that for interventions to be
successful, it is relevant to have the family involved in the inter-
vention and work from a family perspective. In the second round,
experts explained that whenever starting from a family perspec-
tive, it could open up opportunities for identifying YCs, and the
roles and needs of all family members. In addition, experts argued
that starting from a whole family approach makes it possible to
provide concrete, practical and emotional support to all family
members, thus relieving YCs. It also makes it easier to arrange
follow-ups.

Experts reported that there is a need for better services for the care
recipients, as well as for relief and respite for YCs. In addition to
a family-oriented perspective, it is important to look beyond the
family and include the broader social network, such as friends and
neighbours.
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“I mean if I look at the health field that’s really where we need the

Jfocus away from the individual to the family [...] force the idea that
health problems always affect the whole family and not just the indi-
vidual and its the medical fields responsibility to look at the whole
Sfamily.” (P3, R2, Switzerland)

A whole family approach is [...] a very good approach. And this is a
tricky one but obviously we know that the earlier you receive this kind
of support, then the better. Later on, there are some things about how
you might pick up these families quite early. And that’s really, really
important. You can’t really optimise that if it comes in too late.” (P3,
R2, UK)

Experts reported that there is a need for better services for the
care recipients, as well as for relief and respite for YCs.

Interventions and personalisation

During the second round, some promising examples of personal-
isation of interventions were reported by experts. In the UK, the
voluntary sector has historically provided the most support for
YCs compared to the governmental sector, which lags behind in
providing support. Experts reported on flexible interventions that
are tailored to different YCs needs that could differ for social,
financial and individual conditions. From the Swedish results, to
be able to explain what they need and want, experts explained that
YCs first need help to reflect on their situation, their perceptions,
experiences, thoughts and feelings. Some experts pointed out
that support and interventions should be provided at schools. As
noted earlier, they also acknowledged it was important to create
flexibility for students, for example with support of a carers’ card
to ensure flexibility in homework and exams. A relevant issue was
raised by several experts — that programmes and support should
run through all levels of education — from primary school to uni-
versity, i.e. transition support or transitional services. This support
is important due to the gap in existing transitional services.

With respect to tailored support for young carers in the welfare
sector, experts underlined that YCs need access to tools and sup-
port to find useful coping strategies and help build their own
resilience, such as summer camps. Experts shared and acknowl-
edged that it is important to be aware and observant of the risks
with support groups, for example, that participants in the group
influence each other negatively. Furthermore, they reported that
YCs also sought more holistic support, i.e., guidance on career
choices, nutrition, and life management skills. Experts agreed on
some limitations of interventions used in the welfare sector. These
revolved around four issues: (1) interventions not matching the
needs of (A)YCs, (2) good interventions that remain underused
because people are not familiar with them, (3) a lack of research
to substantiate the effectiveness of interventions in the welfare
domain, and (4) lack of capacity or finances to arrange formal
support programmes. Experts stressed that it is important not to
simply focus on and create new programmes and interventions
specifically for AYCs, as support for AYCs could be included in al-
ready existing interventions and programmes designed for groups
such as, informal carers or children in general. As reported by UK
experts, these existing programmes could be accepted as support
by AYC:s, since they do not specifically focus on their role as a car-
er and it is important that these programmes are less dependent
on funding.
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“I think in some respect, it’s gotten worse more recently as a result of
cuts to local authorities [in the UK] in terms of the budgets. Some
areas may have had support groups for young carers in the past but
have now discontinued funding for those.” (P2, R2, UK)

Online support, interest in apps and co-creation

Multiple experts expressed their preferences for providing online
support by means of websites or mobile applications. Overall,
they agreed that modern and concrete approaches are needed to
raise awareness and support YCs, such as YouTube films, social
media and apps. According to the experts, there is a need for an
individual approach which is based on self-organisation and is
easy to access by means such as an information platform or app.
UK experts also pointed to digital online-based peer support to be
most effective with YCs.

Experts from a variety of countries pointed out that whenever an
app for YCs is built, the organisations behind the initiative also
have a responsibility to exercise control through moderation and
dedicated professional support, as well as structural financing for
continuation of the app. Furthermore, online information about
support for YCs should be directly available and not hidden via
complex menus with lots of other information on care-related
topics. According to UK experts, several national online support
spaces in the UK have been closed because of lack of funding.
With respect to online support programmes and apps, many ex-
perts agreed that the programmes should be designed in co-crea-
tion with and for YCs.

“If we think of parental support, if you look ar how it [...] the mu-
nicipalities websites [...] Its about fifteen clicks before you get some
information about this. And I think that young carers' may be twenty-

five or thirty clicks away, before you can get some information about
it” (P4, R2, Sweden).

“ absolutely agree that the programmes should be designed in cooper-
ation with them (AYCs), so we would be able to really originate from
their needs.” (P7, R2, Slovenia)

Overall, they agreed that modern and concrete approaches are
needed to raise awareness and support YCs, such as YouTube
films, social media and apps. According to the experts, there is
a need for an individual approach which is based on self-organ-
isation and is easy to access by means such as an information
platform or app.

Laws and regulation

A considerable number of experts reached consensus and ex-
pressed the need for laws and regulations to formalise the rights
of YCs and AYCs on a national or European level. The idea of a
specific law is considered positive according to some experts, to
give visibility and promote the integration of interventions but, at
the same time, they emphasised that it should rather not be a rigid
law and that it should not become reduced to purely financial
support. Furthermore, by some experts, it was questioned what
the effect could be of laws and regulation on the level of responsi-
bility placed by society on YCs.

Some experts are impressed by the laws in Sweden (Health Care
Act) and the Children and Families Act of 2014 in England and
Wales. However, it is relevant to note that — according to the UK
experts — the current legislation has little real benefit for YCs.



Opverall, according to some experts, we should rather highlight
the group of YCs and support them where necessary, instead of
requiring some specific legislation without being able to enforce
the law and provide follow-up due to a lack of funding. Like the
UK experts, a Swedish expert pointed that although laws are re-
formulated, there is a risk that this will have little impact on the
individual. Experts from Slovenia also emphasised that there is
no need for creating new laws/legislation, as is also reported by
experts from the Netherlands. Some of the Slovenian experts
stressed the need to create a small body or pressure group to ad-
dress the problem of YCs. Existing laws on e.g., long-term care
or youth care should be sufficient to protect and support YCs
where necessary. YCs and AYCs in Switzerland could be protected
by the legislative framework for young persons under the age of
18 years, and according to Swiss experts, changing the legislative
framework in Switzerland is extremely difficult due to the politi-
cal structure. Therefore, in Switzerland it would be better to create
a new national policy first.

“Yes, you can make regulation for that. But we all know, rules only
give some direction [...]. Its the people in society who themselves
make this real [...]. And look, in the Netherlands we have plenty of
good regulation. But still, we see that when people interact with one
another, that people get hurt or disappointed [...]. Well, regulation
is insufficient. A rule is only a kind of guideline and takes the sharp
edges of injustices.” (P3, R2, the Netherlands)

Training, education & the role of schools

According to the experts, there is a need to increase the training
and education of care and welfare professionals and to create a
common knowledge base including: how to approach children,
young people and parents; how to identify YCs; how to talk to
YCs; how to continue once a professional has identified a YC;
and available support efforts, also at schools. In addition, schools
should be more involved in identifying and supporting YCs with
trained personnel. As already discussed, at the same time, experts
also considered the scarce time that is available among teachers.
There could be training days or networks formed that meet regu-
larly. Such education for professionals should be included in the
professionals’ basic education programs. Experts suggested that
training should instead be organised for all sectors (health, edu-
cation, and social).

“What are the strategies on which a school must work? First of all,
create a teacher staff meeting in which professionals are involved, who
are trained on all the problems ofAY Cs, a teacher Stﬂﬂ" meeting that
shares educational management, the teac/?ing guz'delz'ne:, and then
work a lot on the class group... I think that many strategies from the
point of view of the school with regard to AYCs must work on the class
group, which must be self-supporting, must become a team |[...] and
support each other according to everyone’s needs, so for me, in school

you have to work now, above all, on the class group.” (P6, R2, Italy)

Schools should be more involved in identifying and supporting
YCs with trained personnel.

Discussion

The study is the first cross-national Delphi study on YCs, includ-
ing AYCs, providing relevant insights into the visibility, aware-
ness, interventions and future support strategies of YCs across
Europe. A heterogeneous, inter-professional and geographically

spread sample of 66 experts from 10 different EU countries were
involved. The experts shared their views and knowledge on YCs in
two interview rounds and reached consensus on the visibility and
awareness-raising of YCs on a local, regional, and national level.
In addition, several strategies, interventions and programmes were
identified and agreed on by the experts to support YCs. Finally,
experts shared their knowledge and reached consensus on future
needs to support the well-being and health situation of YCs.
With respect to visibility, YCs are an invisible and neglected group
in many countries and regions. Similarly to Leu and Becker [13],
the Delphi study shows that there is a general lack of awareness
and support for (A)YCs across nations, with varying degrees of
visibility and supporting resources available depending on the
country. However, despite differences among regions, visibili-
ty and awareness are increasing in most countries and there are
many initiatives to support YCs on a local level, however these
are less visible. Leu and Becker [13] provided a classification of
countries on six levels related to awareness and policy response to
young carers. According to the authors — among others — the UK
is advanced at level 2, Sweden and others at level 3 (intermediate),
and at level 5 are emerging countries such as Italy, the Nether-
lands and Switzerland. Although the present Delphi study was
not intended to provide a classification, the classification level has
likely shifted for some countries compared to 2017. As discussed,
support for YCs in the UK is decreasing due to reduced budgets
and funding, while Switzerland and the Netherlands seem to have
increased media attention and have more support programmes
in place on a local/regional level. It can be argued that this study
provides current evidence that could feed into an updated classi-
fication in the near future to show changes in country awareness
and policy responses to young carers. Leu et al. [22] also showed
that, for example, in Switzerland the visibility and awareness dif-
fer between the social, healthcare and education fields, and that
professionals from the health care and education sectors are more
familiar with the term ‘young carers’, but feel less responsible in
comparison to professionals from the social sector. The impact
of awareness campaigns using television, and social networking
and the media can be quite large, such as in Germany or in the
Netherlands.

Concerning identification, experts expressed the need for a com-
mon definition, which is currently lacking and opportunities for
young adults to identify themselves as YCs. A common definition
could also facilitate gathering more insights into actual numbers
of AYCs in Europe and better targeting support whenever iden-
tified. However, since YCs have difficulties in identifying them-
selves as YCs and vary in their experiences and care they provide,
a general overall definition and concept might be challenging to
construct. Nevertheless, localised or nationalised definitions can
potentially support (self)identification of YCs and AYCs. The
present Delphi study shows that tools to identify YCs in schools,
welfare and health care are needed. Moreover, a European or in-
ternational NGO for YCs could facilitate the dissemination of
current knowledge on identification and support for the educa-
tion, welfare and health care sectors. A European or international
NGO for YCs is also, potentially, more likely to increase long-
term awareness, because they are less dependent on short-term
(subsidy) financial resources (in contrast to many local organisa-
tions within countries) for their YC awareness-raising activities.
With respect to identification, other countries can learn from the
UK, where there is already a carers” assessment in place. Whenever
YCs are identified and made visible, then society must recognise
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them and also acknowledge their situation as a challenge, reduce
the need for young caring and provide formal support.

Concerning identification, experts expressed the need for a
common definition, which is currently lacking and opportuni-
ties for young adults to identify themselves as YCs. A common
definition could also facilitate gathering more insights into ac-
tual numbers of AYCs in Europe and better targeting support
whenever identified.

Providing formal support to YCs can be difficult since informal
care is characterised as being provided on a voluntary basis and
usually without financial compensation [23]. According to some
experts, YCs should actually not be carers in the first place. How-
ever, it should be noted that YCs do exist and may be in need of
support. It is likely that there will always be young people grow-
ing up in families faced with illness or disabilities, and we should
provide the support they need, for example, respite care, informa-
tion, social contacts, and support at school. Related to this issue is
the need for specific laws, regulation, and policy on young carers.
A considerable number of experts expressed that having these in
place could formalise the rights of YCs on a national and/or Eu-
ropean level. According to Jopseph, Sempik, Leu & Becker [24],
rights do not necessarily need to be legal rights, yet, if they are not
legal rights, how strong are these rights and are they enforceable?
It can be questioned if specific laws are needed for YCs and in the
present Delphi study, some experts expressed that the rights for
YCs are already covered in existing (non YC specific) legislations
or could be included in existing legislations for social support or
informal care.

Regarding interventions for YCs, rich insights were gained in the
UK successes and the hundreds of (school) programmes and in-
terventions to support YCs. However, as noted before, these initi-
atives are mostly based on temporary funding, so follow-up is usu-
ally lacking. With a bearish UK economy [25], the COVID-19
pandemic and the Brexit in 2020, more cuts in care are expected
that could reduce the support for YCs even further. YC support
should rather be an integral part of health and social care, and
welfare to strengthen the sustainability of support programmes
and interventions. Experts addressed the need for integrated care
and support for YCs, in which schools, welfare organisations and
social services work closely together. Integrated care can help to
potentially improve the quality of care, engage in better perfor-
mance management, inter-professional teamwork, and make clear
the different roles and tasks, including commitment [26]. Pro-
fessionals need to be educated about YCs — their situation and
what professionals can do to support them. Creating flexibility for
children/students at school is essential, e.g., by means of a carers’
ID. The UK can be used as a model on how to implement a carers’
ID, yet it is unclear if such an ID will be accepted and successful
in other national contexts.

The Delphi results further illustrate that overall, to support YCs,
many (mostly local) interventions are running in the various EU
countries. Access to interventions and programmes vary between
countries, states, municipalities, and even between schools. A
time, distance, culture and language independent support plat-
form for YCs, such as an app or online platform, could overcome
inequalities between regions and countries to ensure that they can
receive a basic level of support [14,15]. In fact, the development
and/or provision of an online platform or app to support YCs is
preferred by many of the experts who participated in the Delphi
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study, who also recommend that such an app be connected to
available local services. An online platform can serve as an in-
formation channel with an agenda to activities in various local-
ities. Online welfare interventions could focus on the provision
of information by, for example, flyers, children’s helplines or a
national information campaign. Overall, as emphasised by the ex-
perts, co-creation is key for the success of any intervention or app,
and all stakeholders and end-users should be part of the co-design
process [27].

It is likely that there will always be young people growing up in
families faced with illness or disabilities, and we should provide
the support they need, for example, respite care, information,
social contacts, and support at school.

From the Delphi study, recommendations can be provided based
on the main findings at EU, national, and/or regional/local level
for different stakeholders, i.e. scholars, policy makers, health and
social practitioners, teachers and parents. Parents are the first ed-
ucators of adolescents and youngsters and who also have a role
in supporting young carers from a family perspective. At the re-
search level, it would be recommended to set up parameters to
identify YCs that are agreed on across the scientific community,
albeit country sensitive. These should be calibrated according to
the national and cultural specificities, and the services provided.
Moreover, as discussed, there needs to be consensus on a common
definition of ‘young carer "and ‘adolescent young carer’. This may
enhance the quality of the research and the comparability of inter-
national results. It may also strengthen the evidence of the efficacy
of interventions and policies to design evidence-based, psycho-
social interventions and services. Research on YCs is a precondi-
tion, not only to developing a comprehensive support for them,
but also to identify the main gaps in the social and healthcare
systems that should be addressed as a priority in order to relieve
the burden on these young carers. Researchers on YCs of disabled
parents also addressed a reduction in the need for young caring
and this has been a long-standing call from the disability commu-
nity [28-30]. The results from the present study can be used to
define future research. To be effective in promoting YCs™ healthy
functioning, support interventions should be evidence-based.
Randomised controlled trials are currently lacking and should be
encouraged in future research.

The study shows that next to scholars, full alliance is required
between researchers, and health and social professionals (nurses,
general practitioners, psychologists, social workers), and between
the latter and the YCs. This could be accomplished by means of
open listening and open dialogue with professionals and can lead
to co-designed, tailored services. This cooperation may be reached
by means of appropriate research methods that help the co-build-
ing of meanings and interventions, e.g. the blended learning net-
works (BLNs) employed within the EU ME-WE project [17]. A
BLN is a group of people (i) who share a common interest, (ii)
contribute with expert and/or experiential knowledge, (iii) have
commitment and enthusiasm to work together to achieve (a)
common goal(s) and (iv) includes key stakeholder groups. The
members of a BLN together create a learning network, engage in
a learning project and their meetings take place ‘face to face’ and/
or electronically [31].

Concerning the education, welfare and healthcare sectors, train-
ing for teachers, health professionals and social workers is needed
at local level to enhance the capability of recognising YCs, help



orient YCs to the most appropriate service, and to avoid pater-
nalism and involuntary processes of stigmatisation. It is also val-
uable if the education, welfare and healthcare sectors strengthen
their cooperation and hence, offer more integrated care to YCs
and their families. Here, it is also important to apply a family
perspective and focus on the whole system, and not merely the
YC or the care recipient.

To address the general lack of awareness facing YCs across Eu-
rope, as also found by Leu & Becker [13], following on from the
Delphi study findings, media campaigns are recommended as a
way of increasing general societal awareness that young people
can be carers. At a national level, guidelines for the identification
and management of YCs should be delivered and spread as much
as possible within diverse sectors. Moreover, since awareness is
steadily increasing, there seems momentum to set up European
policy and further support NGOs such as the Eurocarers Young
Carers Working Group that address the topic of YCs and AYCs
and ensure continuity, without being dependent on funding as
demonstrated in the UK where support programmes are steadily
disappearing due to decreasing funding opportunities.

Concerning the education, welfare and healthcare sectors,
training for teachers, health professionals and social workers
is needed at local level to enhance the capability of recognis-
ing YCs, help orient YCs to the most appropriate service, and to
avoid paternalism and involuntary processes of stigmatisation.

No study comes without limitations, and the main limitations of
this study are related to the recruitment of the experts, the means
of conducting the interviews, and the involvement of several
different interviewers and research staff in the various countries,
resulting in a variation in the qualitative analysis of the coun-
try-specific data. The experts were known by the ME-WE project
consortium, which consists of researchers, educators and repre-
sentatives from civil society — or recruited via included experts
— thereby resulting in a selection bias. To address this potential
bias of using convenience sampling, future studies on this topic
could make a call for participation of a national or European level
of expert panels which would better reflect the EU situation. Nev-
ertheless, since the (research) field of AYC:s is relatively small and
even non-existent in some countries, we did manage to include
66 experts from 10 different European countries who overall
reached consensus on the visibility, awareness, and needs of (A)
YCs. The Delphi study focused mainly on scholars, policy makers
and health service providers, and it would be supportive for the
development of future support programmes to have an additional
specific focus on educators and school staff. In addition, future
research could extend the Delphi study with European policy-
makers on the topic of YCs to gain more insights into differences
in policy between countries, to extract best practices and to build
European policies to support AYCs.

The interviews varied in the way they were held, from telephone,
voice conferencing to face-to-face interviews. It is possible that
the various interview methods had an influence on the flow of
the interviews and results. Telephone interviews limit visual
cues resulting in a loss of contextual and nonverbal data and to
compromise rapport, probing, and interpretation of responses
[32]. However, telephone interviews may allow respondents to
feel comfortable and relatively anonymous, which is particular-
ly relevant in Delphi studies with possibly conflicting views and
opinions among experts. In addition, evidence is lacking that tele-

phone interviews produce lower quality data [32]. Finally, multi-
ple national investigators from the ME-WE project consortium in
the six partner countries performed the interviews and first data
analysis on the transcripts of the experts from the countries. The
variability between the countries might have resulted in a bias
between the quality of the interviews and following data anal-
ysis. Yet, all national investigators received training and specific
instructions on how to perform the interviews and data analysis,
including a webinar and preliminary code trees for analysis. In
addition, since the interviews had to be performed in the native
language of the interviewees (e.g., Dutch, Slovenian, and Italian),
a relatively large group of national investigators were required for
the Delphi study.

Conclusions

In this cross-national two-round Delphi study, insight was pro-
vided into the visibility, awareness, interventions and future needs
of young carers (YCs), and more specifically adolescent young
carers (AYCs) aged 15—17 years, across Europe. Sixty-six experts
on YCs from Sweden, Switzerland, United Kingdom, Italy, Slo-
venia, the Netherlands, Austria, Belgium, Ireland, and Germany
reached consensus on a number of topics. Namely, that there is
a lack of visibility and awareness about YCs and hence the dif-
ficulty to identifying them. Identification of YCs is crucial for
providing support and a common definition of YCs and AYCs is
required, together with possibilities for young people to identify
themselves as carers. In this regard, practical tools are needed to
aid recognition of YCs and their needs and preferences. However,
identification alone is insufficient, as recognition of YCs by socie-
ty as a whole is required, together with the necessary resources to
secure integrated support services for and with YCs. These must
address the various needs of YCs and include family, schools and
the welfare and healthcare sectors. Furthermore, the level and the
type of support available for YCs differs between countries, with
many countries mainly offering support on a local rather than
national level. Divergent views were found concerning specific
legislation and needs for future support. To conclude, although
there are country differences in the levels of awareness, visibili-
ty, services, and needs for support for YCs, many commonalities
were observed between countries regarding challenges to accurate-
ly address the often overlooked situation of YCs in Europe.
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