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Executive Summary

Background

The Models of Child Health Appraised (MOCHA) Projeetvww.childhealthservicemodels.eu-is

a Horizon 2020 Research Project which aims to describe and appraise various models of

primary child health care in Europe and makerecommendations as to optimal components of

provision of child health care.This studyaimedto estabdish consensus statement®n the

acceptability and feasibilityof imaginary scenarios oforimaryc hi | d heal t hcare syst
components in the future, and how potential changes might be achieved.

Methods

WP leaders were interviewed on what seemegotentially acceptable and achievable ways of
care delivery with good and important outcomes. Based on this enquiry, three potentially
optimal ways of care delivery were chosen that related to the different functions of primary
child health care, differenttracer conditions, and different agegroups. After this, three scenarios
were developed, including definitions of the potentially optimal way of care delivery, and
definitions of its key components. These scenarios were then sent back to the work package
leaders and checked and corrected.

An online questionnaire about threefuture scenarios on imaginary components of the child
healthcare system was fillecbut by 80 stakeholders of 22 EU countries. The respondents were
policy makers, nurses, paediatriciangG P ' s , r e s aapreseriativessofersdiusers.

Scenario 1 (S1) considered specialized preventive health services for infant measles vaccination.
Scenario 2 (S2) considered working in multidisciplinary teams in the chronic care for children
with asthma and complex needs. Scenario 3 (S3) considered confidential access for early
identification of mental health disorders in adolescentsThereafter online focus group

interview s were performed about each scenarioWe interviewed 13 experts from 8 EU countes

on the three scenariotopics. The expertswere recruited among the respondents of the online
guestionnaire.

The countries’ p r i mtems yereclagsified aslodoavdAtAmopenaacess s y s
systemand any lead practitioner. B . Rartial or usual gatekeeper and either a paediatrician led
primary care, or a mix of paediatrician led and Gked primary care. CPartial or usual

gatekeeper, and primary care led by a GHhe professional profiles of physicians and nurses in
child primary care varyto a great extent between countries. We therefore had to distinguish
between groups of professionals in very broad terms in this report, knowing that we do not
acknowledge this variation in expertise.

Results

The stakeholders expressed a need for improveemts to theexisting child healthcare system.

The majority of the stakeholdersresponded to theonline questionnaire that theywere in favour

of changing the systems’ compo.sHewetesnotal esent ed i
stakeholders considered thehree scenaros feasible for their country.

S1 Most stakeholders were positive about specializedreventive health services. ldwever, they
gave a higher priority to increasing public knowledge in order to tackle vaccination hesitancy,
for example through communication training.

S2. Almost all stakeholders were positive about changing to multidisciplinary teams and see
strength in the collaboration between different professionals However, there are considerable
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barriers as stakeholders think the curren system is too far away from working in
multidisciplinary teams and systems offinancing multidisciplinary teams would be an issue.

S3. Many stakeholders agree that guaranteeing adolescents confidential access to healthcare
would increase the early detetion of mental health problems. Howeversomestakeholders
think that involving the parents in the healthcare process is essential fetrengthening the
support system, when dealing withc h i mehtaldiealth problem, which would be more difficult
if confidential access was guaranteed.

Sakeholders from open access countries wermost positive about the feasibility of the

scenarios of specialized preventive health services and confidential access, while the
stakeholders from gatekeeper and Gied countries were most negative about the feasibility of
these scenarios. On the other hand, the stakelders from open access countries were most
negative about the scenario on multidisciplinary teams, while stakeholders from gatekeeper and
mixed led countries weremaost positive about this scenario.These differences between care
systems make clear thatransferring an optimal model requires tailoring to specific country
settings.

Across all scenariosstakeholdersidentified the current healthcare system and service provision
as a major barrier for the implementation of these scenarios and also a lackveéll-trained
workforce was seen as a current barrier. A strong evidence base was seen as a facilitator for
change.

From the focus group interviewschange of the above mentionegrimary care system
componentswas alsoseen as important: public access to formation about vaccination,
coordination and continuity of care for chronic diseases, open access to services for adolescents
and confidentiality until treatment is in place. Furthermore training of professionalsand use of
electronic health records wereseen as important

An important barrier to optimize the healthcare system was lack of financial resources. The
stakeholderscalled for support from national governments and the EU for necessary changes in
the systems and exchange of best practices.

In summary, with regard to the three health issues, the stakeholders mentioned the importance
of optimizing the following components of systems of primary child health care. The
components originate from the PHAMEU framework for quality of primary care (Kringost al.,
2013)

Access

1. Necessity of public access to trustworthy information about vaccinations to improve
vaccination rates.

2. Confidential or open access to adolescent health services.

Comprehensiveness of care

3. Need for integration of primary careservices to achieve specialized primary care
services to combat poor vaccination rates, including a skills mix of disciplines in primary care
and elimination of understaffing of organizations.

Coordination and continuity of care

2
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4. Coordination of careas the most important component of the child health care system to
improve the treatment and monitoring of a chronic or complex condition.

5. Collaboration and communication between health care providers to improve the early
recognition of mental health poblems in adolescents.

6. Continuity of informati on -lealthanteldctbmicchealths he al t
records was found important for all health topics.

Workforce

7. Increase and training of workforce to improve the vaccination coveragerdining on
adverse effects of vaccines and how to communicate on vaccination with parents and young
people.

8. Training on interdisciplinary working.

9. Training and better workforce skills in assessing psychological development and
emotional reactivity in adolescents.

Economic conditions

10. More resources for prevention and vaccination and for interdisciplinary working.
Stakeholders from some countries mentioned also the need for more services for teenagers and
increase of workforce, such as medical spedists, social workers and psychologists.

Governance

11. Governmental support both at national level and EU level to achieve the changes in the
components of primary child health care. Clear policy making and strategies by the government
are needed, in ooperation with representatives of end users and professional and science
associations.

Conclusion

The stakeholders expressed a need for improvements the child healthcare system andhad a
high level of agreement on three potential scenarios for improveent, however barriers were
identified for the implementation of the forecasted system componentd he participants of the
survey andof focus groupsagreedon ways of achieving optimal care with regard to the varying
scenarios presented in our study. fie following primary child health care system components
were seen as importantfor optimization : public access to information about vaccination, open
access to services for adolescents and confidentiality until treatment is in plag®ordination

and continuity ofcare,c ont i nui ty of i nfor mat iusingelectnonic hi | dr en’
health records, andincrease andtraining of the workforce. Clear policy making andncrease of
resource s coul d benefit systems’ changes.

The following consensus statemets were derived from the survey results and finally confirmed
by the interviewed experts.

2
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1. Consensus statement Specialized preventive health services

In addressing the issue of declining vaccination rates ,communication to vaccination
hesitant parents i s more important, than changing characteristics of the primary care
system, including the availability of a specialized preventive service.

2. Consensus statement Working in multidisciplinary teams (MDT)

Working in multidisciplinary teams is important. Heterogeneity or absence of
coordination of care is observed. In some countries regulations for coordination of care
exits, whereas other countries lack coordination to a great extent. Despite a
willingness to cooperate and work in MDTs , abarrier is the funding .

3. Consensus statement Confidential access for adolescents

Countries largely differ with regard to confidential access to services for adolescents

with mental health problems. Especia Ily views on the involvement of support systems
ET OEA AEEI A6O OPAOEIT CET ¢ OAAiI EI Bl OOAT O¢
for confidential or open access until medical treatment is in place.

Additionally the focus group experts agreed upon th&llowing statements:

p 38 % Ztaxdkner® £Peciddized preventive health services

Messages to the public about vaccination should come from different sources. These
sources need to communicate the same message to the public and should be based on
science, and supported by (social) media expertise. The general message should be:
vaccination is the main tool and the safest way to prevent communicable diseases.

Support from national governments and  scientists is needed. Governments have to
stand up against Gake newsa. They have to stress the importance of prevention and
vaccination and allocate more resources to this area.

There is a need to work together in the EU in the field of new areas of communication.
Do not only communicate scientific knowledge. Show best practices.

¢ 8 %@ BrdteménOsdNorking in multidisciplinary teams (- MDT)

Clear task descriptions of team members working in the same setting/centre are
important.

There is a need for clear policy making in support of care coordination, a clear strategy
for linking professionals in M DTs and finding the right funding/bud get.

2
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A good registration system is needed that provides doctors at all levels with
information and feedback and also ensure smooth transitions between care levels.

3 . E xgtae=ments Confidential access for adolescents

Confidential or open access is important for primary care for children. For treatment of
complex problems, medical treatment and prescription of medicines, parental consent
is needed. Prevention (prophylaxis) and all kinds of psychological support are already
available for all childr en.

It is currently unclear in which situation confidential access should be guaranteed to
adolescents. Discussions and agreement in the EU on terms used and definitions on
access with and without consent is needed.

Exchange of examples and good practi ces in the EU on open access to services for
children with mental health problems helps to bring forward the harmonization of
legislation and practices with regard to confidentiality.

y 72 .
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1. Introduction

This report is part of the Models of Child Healt\ppraised (MOCHA) project. The overall aim of
MOCHA is to appraise the existing models of primary child health care in the EU with the
ultimate objective of improving overall child health as a whole in Europe. Little evidence is
available on the effectiverss of primary child health care models and which models are best at
achieving optimal outcomes. Therefore, the MOCHA project aims to perform a systematic,
scientific evaluation of different models of primary child health care in all 30 EU/EEA countries
(http://www.childhealthservicemodels.eu/ ).

The available literature on models of primary health care mostly relates to models of adult

health care, and does not focus on children. Models of adult prary care do not always reflect

the system in place for the care of children. An extensive literature review was carried out by

Blair, Rigby and Alexande(1) to describe the many different components and elementsyhich
influence child health over the course of a chil
Framework of the MOCHA projecffigure 1) (1). This holistic framework acts a working model

for the project and indudes determinants of the health of the child and its environment. It

consists of t h ¢)edaogicalfsysterbsrtheanyrofchild development for the
influences of t he eealh,iinclwingpelitical anal aultusal irfllencésdhats h

are important for the transferability of care models to other countries. The (proximal)
determinants of primary care quality at the | eve
findtheirori gi n in Coker’'s conceptual (Boadaptedfrond y nami c s
Starfield (4), and also the PHAMEU model on Primary care structure and process dimenson

(5).

MOCHA WORKING MODEL
Life course determinants of child health and primary care quality

— Tracers

Acute lllness Asthma Depression/Anxiety (=]
Clinical Conditions — > s
Complex Conditions E
(LTV, TBI, Epilepsy) ‘ =
- i

pr Emotional 8
Health Promotion Early Nutrition Dental Health Wellbeing ’ 5!
Activities Healthy Weight FQ
=
Screening > g
]
l— Immunisation > < 5
m
(=]
w
=3
=
&
m
3
m
0 o

N N Preschool Primary School Adolescent

N o o e e e e e e e e e e e Y Y Y o

Figure 1. The MOCHA Conceptual Framework of a Model (Blair et al., 2017 updated Oct
2017).
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When describing and evaluating how the child healthcare systehas beenarranged in each
country, we need descriptions of key components of health care systems that may vary between
European countries. Kringos et al6), distinguishesvarious features of the structure, process
and outcome of primary care,including governance, economic conditions, workforce, access,
comprehensiveness, continuity and coordination, quality, efficacy and equity. In further detail,
the process determinants represent various functions of child health ¢e, such as prevention
and surveillance; problem recognition and diagnosis; treatment and monitoring. The structure
determinants represent settings of primary care that are studied in the MOCHA projestjch as
general practice, primary community paediatrc services, well baby clinics, school health
services, community specialist adolescent health services, pharmacies and virtual services.
Together, these features and determinants and settings serve different target groups, for
example healthy children, vuherable children with social needs, children with a longerm
condition, children with complex health needs, acutely mildo-moderately unwell children and
acutely severely unwell children(7).

Figure 2shows thes settings, functions, structure, process and outcome features as axes of a
matrix of which in theory the cells can be filled by the way primary child health care is
organised. The cells represent aubsystem of primary care thatdepending on the
transferability and culture determinants, can be translated to other countries or settings.

2
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Figure 2: Key component matrix of child healthcare
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Describing current models of primary care for children is a complex task and defining which are
optimum is alsochallenging. A model is a simplifiedersion of the healthcare system with the
purpose of being able to compare healthcare systems. Models are less complex, more accessible
and usable than the original systems, but simila8,9). Because of the multdimensional

character of healthcare, models should represent multiple process, struaeiand output
components(6).

A model can be appraised by its outcome, for exante in terms of child health outcomeg10) or

in terms of key components, such asthe levelofldr essing chil dren’”s needs,
continuity of care, etc(11,12). It is important to consider that what is optimal in terms of

outcomes, process or structure is not alwayacceptable and feasible, given the local context and
availability of resources(13). The combination of definitions from the literature and extensive

discussions with experts led to the following definition of anodelof primary child health care:

1 represents a primary child healthcare system in an accessible and usahlay,

I comprises multiple process, structure and output components such as governance,
access, advocacy.

The model and its components can be appraised aptimal if:
T itis shown by the available evidence to be the most appropriatnd effective

1 which is acceptable and feasible, given the local context and available resources.

At the start of the research of this report in 2017, it was yet unclear which specific primary child
health care models fit this defi niatli”oon Tahnedr ec awna st
hardly any evidence that some child healthcare models were more appropriate and effective

than others (14). We started with the information that was gathered by the MOCHA project team

as a whole andnterviewed work package leaders on the state of the art of their researchhe

MOCHA projec{WP 4) showed some progress in finding evidence on the relationship between

models according to the lead practitioner of a country and child health outcomefpowever

significant associations were absenfl5). A study into equity with regard the outcomes and

performance of primary child health care models seemed to show an association between the

availability of specialize gpeventive health services in EU countries and increased vaccination

rates (16). In the final year of the MOCHA project we took account of the newly found insights

by the MOCHA team during their data collection and analyses and included the new results when
progressing in collecting stakeholthcein&drope.i ews on

The researchof WP 9focused on conditions of process and structure components of primary
care models suitable to transfer from one country to anothefl17). The research of this report
focuses on the acceptability and feasibility of child health care models. MOCHA has already
conducted a study of priorities for Primary Child Health Care from a parent and public
perspective (18). This report fills the gap of evidence on the acceptability and feasibility from
the perspective of professionals and policynakers. We used imaginary scenarios of primary
care systems, based on the most relevant evidence available at the start of our study. The
potential optimal components of modelsvere defined with the help of the MOCHA team

Therefore,the aim of this study isto obtain consensus statement$rom stakeholders in primary
child health careon what has to be changed to optimize thprimary child healthcare sysems,
the acceptability and feasibility of changing towardgotentially optimal components of ways to
deliver primary child health care, andhow potential changes might be achieved

MBCHA
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2. Classifying countries on what we already know from the
MOCHA project

Based on the work in other work packages of MOCH# mid-2017 we developed a shortlist of
themes and tracer conditions for which we aimed to study the feasibility and acceptability of
components of child healthcare. From this shortlist, four tracer condibtns wereidentified that
represent the functioning of a primary care system for childrenmeasles, asthma, traumatic
brain injury and mental health, taking into account the stages in the life course of a child. We
asked work package leaders to identify pssible optimal components of primary child health
care that according to their knowledge at that time would add to optimization of the primary
care for these conditions. Based on their information, imaginary scenarios for the future of
primary child healthcare were developed for further information, see chapter 3). The following
three scenarios including key componentswere chosen (se€lable 1): specialized preventive
health services, working in multidisciplinary teams and confidential access to care for
adolescents. As the scenarios were built on preliminary results of the MOCHA waréckages,
they do not necessarily reflect the final outcomes of the MOCHA project.

Table 1.Scenarios used in this study.

Scenario Key components Function of Tracer

healthcare system

1. Specialized Access Prevention of Comprehensive 0-4
preventive _ Comprehensiveness c_ommunlcable mfan_t m(_easles years
health services diseases vaccination old

Continuity of care coverage

Coordination of

care

2. Working in Coordination of Treatment and Asthma care; 4-12
s Workforce _comp with complex
carecondition needs (for

Continuity of care
example
children with
traumatic brain
injury)

3. Confidential Access Problem Early 12-18
access for recognition/early identification of  years
adolescents diagnosis mental health old

disorder

Country classification

The primary child health care systems df 30 EU
according to two components: 1. the primarycare lead practitioner and 2. eferral processes to
secondary or other carg1). Combining the two components led to the following

characterization of the primary care inEU countries(see table 2):

e LA
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A. Open access countries: countries with open accesgstemand any lead practitioner, i.e.
Austria, Belgium, Cyprus, Germany, Iceland, Luxembourg, Malta, Slovakia.

B. Gatekeeper and mixed led countries: countries with a partial arsual gatekeeper and either
a paediatrician led primary care, or a mix of paediatrician led and GBd primary care, i.e.
Croatia, Czech Republic, Finland, FranggreeceHungary, Italy, Lithuania, Norway, Poland,
Portugal, Sloveniag Spain

C. Gatekeeper ad GRled countries: countries with a partial or usual gatekeeper, and primary
care led by a GP, i.8ulgaria, Denmark, Estonia, Ireland, Latvia, Netherlands, Romania,
Sweden, United Kingdom

The professional profiles of physicians in child primary car@ary to a great extent between
countries. We therefore had to distinguish between groups of professionals in very broad terms

in this report, knowing that we do not acknowledge this variation in expertise. In some countries
the primary health care professonals are put in action because of their general knowledge of the
child’' s health situation. These can be Gener al P
Family Physicians. They often act as gatekeeper referring to a specialist, including Paediatnsia
active in a clinic, when specialized help is needed. They are represented in categories B and C. In
other countries Primary Care Paediatricians have already distinguished specialized knowledge

of child diseases. They are able to offer treatment in marystances and only for acute or

complex diseases they will refer to sutspecialisms such as Paediatric Cardiology. Such
Paediatrician-led primary child health care systems can predominantly be found in categories A
and B.

Vaccination coverage in infants

Recently, the vaccination coverage in Europe has declined in several countries and the risk of
measles outbreaks is increasingl9). The number ofvaccination-hesitant parents is growing

and so is the spreadf false information about adverse effects of vaccinations doing more harm
than good(20). Also, there are inequalities in the uptake of vaccinations among different groups
of children. Countries with specialized preentive health services, such as webaby clinics, were
found to have generally more equitable uptake of vaccination than countries with prevention
integrated in other health services(16).

It was hypothesized that the availability of specialized preventive health services in a country
could facilitate the access, coordination, continuity and comprehensiveness of services, and
support a safe vaccination coverage against communicable diseas&specialized preventive
health service means that there is a separate organisation of preventive health services (such as
well-baby clinics or a specialized nurse in a community centre). These are built around child or
public health nurses, with other clild health professionals, such as physicians and psychologists
acting as consultants in a child health team. In contrast, other countries have a system in which
the preventive child health services are integrated into th regular primary care system(16).
From MOCHA country agents we know that the countries with specialized preventive health
services are Norway, United Kingdom, Croatia, the Netherlands and Italy (see taBjeNo data
was available for Belgium, Luxembuarg, Denmark, Sweden, France and Slovenia. The other
countries have integrated preventive child health services. None of the open access countries
have specialized preventive health services.

2
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Treatment and monitoring of a chronic  or complex care condition

Having a chronic condition can reduce the quality of life of a chil@1); and inding the right care
for a child becomes increasingly difficult when the health issues become more complé€x?).
Working in multidisciplinary teams might benefit children with chronic conditions and complex
needs. Currently, many countries do not have a high level of professional collaboration, although
even within countries there is large vaiability on the level of professional collaboration

depending on the health issu@nd the complex care involvedsuch ador traumatic brain injury

and autism spectrum disorder(23).

Working in multidisciplinary te ams was understood by our informants to be conducive for
treatment and monitoring of chronic diseases and diseases demanding complex care.
Multidisciplinary working should be visible in the following components of the care system:
coordination of care, skils-mix and continuity of care. WP 2 has scored the level of professional
collaboration, on a scale ranging from-b, based on the answers of country agent®3) (table
2). The level of working in multidisciplinary teams per country was computed by averaging the
score on the level of collaboration, both in terms of development and implementation, from
autism spectrum disorder, attention deficit hyperactivity disorder, longterm ventilation and
traumatic brain injury . A higher score indicates a higher level of professional collaboration in
multidisciplinary teams. Countries with a high level of professional collaborations in
multidisciplinary teams were Denmark, Belgium, France and United Kingdom. Countries with
the lowest level of professional collaboration were Croatia, Iceland, Poland, Slovakia and
Slovenia. There was no data available from Austria and Luxembourg. Countries with a
gatekeeper and GRed primary care countries had on average a higher level of profdssal
collaboration in multidisciplinary teams, while open access countries had the lowest average
level of professional collaboration in multidisciplinary teams.

Early recognition of mental health problems in adolescents

A substantial amount of adolescerst struggle with mental health problems(24). It is vital to
recognize mental health issues as early as possible, in order to prevent further probleif2s). It
seems posible that providing guaranteed confidential access to healthcare might increase the
early recognition of mental health problemg26).

WP 3 asked country agents about confidentiality ithe use of services foadolescents (table2)
(26). The level of confidential access per country was computed by calculating the items in
which confidential access was an option in proportion to the total of the following items: ethddt
guidelines exist for primary care to deal with the assessment of adolescent autonomy; legislation
or policy exists on confidentiality; existence of a national policy or guidelines on the right of
children to refuse treatment; direct access to the adolegnt health service or youth mental

health service; the possibility to visit the hospital emergency department, without needing
parental consent; the possibility to visit a regular primary care practitioner, without needing
parental consent or accompanimet) the possibility to consulta doctor of their choice without
parental consent. A higher score indicates higher confidential access.

Countries with the highest average score on confidential access are Belgiugstonia,Finland,
Germany, Luxembourg and Brway. Countries with the lowest average score on confidential

access are Cyprus, Greece, Lithuania, Latvia, Poland, Romania, Slovakia and Sweden. No data was
available for France, Hungary and Slovenia. Open access countries have a slightly higher average
score on confidential access than the (partial) gatekeeper countries.

A correlation table between the country characteristics can be found in appendix

2
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Table 2. Country information from other work packages in the MOCHA  project

COUNTR
Y

Austria

Belgium

Bulgaria
Croatia
Cyprus
Czech
Republic
Denmark
Estonia

Finland

France

Germany

Greece

Hungary

Iceland

Ireland

PROFESSIONAL
COLLABORATION IN
MULTIDISCIPLINARY TAMS\

125

175

413

3.63

3.75

25

157

3.86

0.86

057

0.67

043

0.86

0.14

0.67

057

integrated care
service

integrated care
service

both

integrated care
service

integrated care
service

integrated care
service

integrated care
service

integrated care
service

integrated care
service

integrated care
service

integrated care
service

integrated care
service

integrated care
service

CONFIDENTIAL ACCES PREVENTIVE HEALTF MEASLES
FOR ADOLESCENTS¢ SERVICES

VACCINATION
RATE(%) (OECD
2018)

96

96

97

97

93

94

90
97

97

99

92

92

PRIMARY CARE LEAD

PRACTITIONER

mixed

mixed

GP

primary care
paediatrician

primary care
paediatrician

primary care
paediatrician

GP
GP

mixed
mixed

primary care
paediatrician

primary care
paediatrician
mixed

GP

GP

the Crin

Models of Child Health Appraised
(A Stusy of P n 30 Eurosean countres)

4 of Primary Heaithcare

REFERRAL PROCESSES T
SECONDARY OR OTHERRE

open access

open access

partial or usual gatekeeper
partial or usual gatekeeper
open access

partial or usual gatekeeper
primary care as gatekeeper to
other health services

partial or usual gatekeeper
primary care as gatekeeper to
other health services

partial or usual gatekeeper

open access

primary care as gatekeeper to
other health services

partial or usual gatekeeper

open access

primary care as gatekeeper to
other health services

CQMVBINE
D
COUNTRY
CLASSIFI
CATION
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COUNTR PROFESSIONAL
Y COLLABORATION IN

CONFIDENTIAL ACCES PREVENTIVE HEALTF MEASLES
FOR ADOLESCENTS SERVICES VACCINATION
RATE(%) (OECD

PRIMARY CARE LEAD REFERRAL PROCESSES T CQVIBINE
PRACTITIONER SECONDARY OR OTHERRE D
COUNTRY

MULTIDISCIPLINARY TAMS}

Italy
Latvia
Lithuania
Luxembo
urg

Malta
Netherla
nds
Norway
Poland
Portugal
Romania
Slovakia
Slovenia
Spain

Sweden

United
Kingdom

1.86

167

125

233

26

35

114

22

043

0.17

0.14

0.29

0.57

0.17

0.71

0.17

0.14

0.86

0.17

0.83

separate preventive
care service

integrated care
service

integrated care
service

integrated care
service

separate preventive
care service

separate preventive
care service

integrated care
service

integrated care
service

integrated care
service

integrated care
service

integrated care
service

* unclear answer
(people not children)

both

2018)

92

96

94

99

93

96

96

98

96

93

97

97

92

Models

(A Study of P

al

HBCH

t
-

mixed
GP
mixed
mixed
GP
GP
mixed
mixed
mixed
GP
mixed
primary care

paediatrician

primary care
paediatrician
GP

GP

i

primary care as gatekeeper to
other health services

primary care as gatekeeper to
other health services

primary care as gatekeeper to
other health services

open access

open access

primary care as gatekeeper to
other health services

primary care as gatekeeper to
other health services

primary care as gatekeeper to
other health services

primary care as gatekeeper to
other health services

partial or usual gatekeeper

open access

primary care as gatekeeper to
other health services

primary care as gatekeeper to
other health services

partial or usual gatekeeper

primary care as gatekeeper to
other health services

CLASSIFI
CATION
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AMean scores were calculatedby averaging the scorson the development and implementation of multidisciplinary teams angbrofessionalcollaboration (scored on a range of 45) in
the areas of autism spectrum disorder, attention deficit hyperactivity disorder, longerm ventilation and traumatic brain injury , based on the answers ofountry agents(23). A higher
score indicates a higher level of professional collaboration in multidisciplinary teams

B Sum of the following instancesn which confidential access washe case in a country, according to country agentsthical guidelines exist for primay care to deal with the
assessment of adolescent autonomy; legislation or policy exists on confidentiality; existence of a national policy or guitesi on the right of children to refuse treatment; direct access
to the adolescent health service or youtimental health service; the possibility to visit the hospital emergency department, without needing parental consent; the pdsty to visit a
regular primary care practitioner, without needing parental consent or accompaniment; the possibility to consu#t doctor of their choice without parental consent(26). The sum of
positive items was dihighedseodemdagshighéreonfidéntahascess.t ot al . A

CA = countries with an open access refeal process and any lead practitioner; B = countries with a partial or usual gatekeeper and either a paediatrician led primamare or a mix of
paediatrician led and GHed primary care. C = countries with a partial or usual gatekeeper, and primary carelley a GP.
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3. Method s

This study aims to examine the feasibility and acceptability afelivering child primary health
care in thefuture. Input has been soughfrom groups of stakeholders on scenariokading to
models with potentially optimal components of care. Thearticipants also commented orthe
expected facilitating and inhibiting factors for implementing the care components featad in
the models included in the scenarios. We used a descriptive, cressctional, mixedmethods

study design. The methods used were:

1. Development of scenarios of future ways of care delivery: scenarios on models with
potentially optimal components of care were formulated with the help of work package leaders
of MOCHA.

2. Online questionnére to test acceptance and feasibility of the scenarios filled out by
stakeholders. With the guestionnaire testimonials on the potentially optimal components of
primary child and how these can be achieved were gathered.

3. Online focus groups to reflectw the answers in the questionnaire and to form consensus
statementson potentially optimal components of primary child and how these can be achieved.

3.1 Development of scenario s of future ways of care delivery

I n order t o gat hpgnionstoitee feadibdity andh acdeptabilitysof future ways

of delivery of primary child health care, we developed three scenarios with potentially optimal
components of care. We used a normative transforming scenario technique for the development
of scerarios (27) , which is a technique to provide an answer on how a specific target can be
reached. A normative scenario has a specific starting point and the focus is on how a future
situation can be achieved. In @insforming scenario studies, backcasting is used to find out what
changes are needed in order to achieve the future optimal scenario. Backcasting scenarios focus
on solutions that satisfy longterm goals(27). Wecreated SMART (Specific, Measurable,
Acceptable, Realistic, Tim&lependent) scenarios, linked to a future situation.

In autumn 2017, work package leaders from the MOCHA project were asked to provide
examples ofpotentially optimal ways of care deliveryidentified through their research. These
examplescould be foreseen for the futureof primary child health care, based on the provisional
data at the time. The work package leaders from four work packages dealing with the following
subsystems ofprevention, primary care for acute and chronic health problems, complex care,
school and adolescent health services, and social care (equity), provided insightoitheir
preliminary work. The enquiry with the work package leaders focused on tHellowing health
domains, because extensive information was gathered about these domains in different work
packages within the MOCHA projeathich had been identified as key features of primary care

prevention: immunization against measles (work package 1 and 7)

school and adolescent health services: mental health (work package 3)

chronic care (including social care): asthma (work package 1)

complex care (including social care): epilepsy/traumatic brain injury and mental health
(work package 2 and 7)

1
1
1
1

The WP leadersvere interviewed by Skype or telephone (see interview protocol imppendix 2)
on what seemed potentially acceptable and achievable ways of care delivery with good and
important outcomes.Based on this enquiry, three potentially optimal ways bcare delivery were
chosen (table J that related to the different functions of primary child health care, different
tracer conditions, and different agegroups. After this, three scenarios were developed (see
appendix 3), including definitions of the potentially optimal way of care deIiver'y, and‘qgﬁnnitions
24 rhA Lt id)

Models of Child Health Appraised



D18: Report on Consensus Statements

of its key components. These scenarios were then sent back to the work package leaders and
checked and corrected.

3.2 Online questionnaire to test acceptance and feasibility of the scenarios

The opinions of stakehdders from EU countries were gathered to get insight in the acceptance
and feasibility of the developed scenarios and in facilitators and barriers of implementing
optimal care components. The stakeholders had an expertise in the fields ofPhlicy (at national
level), 2.Practice, working in the area of the health topic (i.e., paediatricians, nurses, general
practitioners, family doctors), 3.Knowledgeand science and 4End users (i.e. professionals
working at a patient or parents advocacy organization oas advocate in a NGO). The
stakeholders were invited by email to fill out an online questionnaire.

Based on the scenarios, we created three questionnaires on each of the four tracer conditions
chosen measles, asthma, traumatic brain injury and mental hdth (seeappendix4). The
questionnaire included the following questions:

1. Questions to identify ways in which the tracer condition could be optimized.

2. Questions to identify if and how key components of the potentially optimal way of care
delivery (for example access for specialized preventive health services) could be optimized
in their country.

3. The potentially optimal way of care delivery was presented in the scenario and stakeholders
were asked to identify advantages and disadvantages of the potentiathptimal way of care
delivery.

4. Questions on if the child health care system in their country should change towards the

potentially optimal way of care delivery, or if the potentially optimal way of care delivery

should stay in place in their country.

Questions on the feasibility of the scenario.

Questions to identify the three most important barriers and facilitators for changing towards

the potentially optimal model. These barriers and facilitators were based on transferability

criteria, as developed bySchloemer and SchrédeBack(17).

7. Finally, the stakeholders were asked to provide background information, such as country of
residence, field of expertise, function and years of relevant working experience.

o0

Data collection took place between February 2018 and June 2018. The strategy of network
sampling was used to recruit stakeholders for this study. Stakeholders were recruited via the
network of country agents and members of th&uropean Union for School andUniversity Health
and Medicine(EUSUHN network, the European Union for School and University Health and
Medicine. The aim was to recruipolicy-makers, physicians, school health doctors,
paediatricians, nurses etc., who were knowledgeable about the healthcare system in their
country, and were able to speak English. Subsequently, these stakeholders received an email
with a link to an online questionnaire, made with the software program Survgker. Participation
was on a voluntary and anonymous basis. Participants received no compensation for filling out
the questionnaire.

3.3 Online focus group interview

Preliminary consensus statements were obtaineérom the surveyon the acceptance and
feasibility of the developed scenarios anen facilitators and barriers of implementing optimal
care components These were studied more in deptln online focus groups.

The 80 stakeholders who filled out the questionnaire were approached vian e-mail and askel if
they were willing and able to participate in online focus group. In total, 14 stakeholders were
willing to participate , three on \accination coverage in infants two on reatment and
monitoring of a chronicor complexcondition, and seven onarly recognition of mental health

B CH A
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problems in adolescentsThe stakeholders were invited to give feedback on the summary of the
results of the questionnaire, and to state their priorities of how to improve the child healthcare
system in Europe. Three questiongvere asked in the online focus group, which were
communicatedto the participants beforehand:

1. A guestion on their opinion on changing the primary child healthcare system in Europe
towards the three scenarios

2. A question on what has to be changed in ordeo optimize the tracer condition in the
European child healthcare systems

3. A question on quick wins

The three online focus groups, one on each scenario, took place on June 20th 2@18lightly
adapted form ofthe nominal group technique was usedor this purpose(28). Information on
priorities and viewpoints of the participants were already received in the online questionnaire.
In the online focus group, the participants and researchers were introducei® each other and
the aim of the online focus group was presented. Each participant in the online focus grogmt
the opportunity in several rounds to individually answer theinterview question, after which
there was an opportunity for a short discussioramong the participants Subsequently the
answers were summarized and consensus statemenigere formulated by the focus group
leader (either Paul Kocken or Eline Vlasblom). The participants were asked if they agreed or
disagreed with thepreliminary consersus statementsfrom the survey and with additional
statements that emerged from the interviewsA transcription of the focusgroup interview was
sent to the participants and they were asked if the content was an accurate description of their
input. Participation was on a voluntary and anonymous basis. Participants received no
compensation for participating in the online focus group.

3.4 Data-analysis

The datafrom the questionnaire was analysed with IBM SPSS Statistics for Windows, Version
25.0, usingfrequency tables and crosstabs. Data was analysed for all participating countries
combinedand for three separate country classificationgopen accessgatekeepemwith mixed-led
and gatekeepemwith GRled countries). Open ended questions wer@analysed by sing

conventional content analysis. First, all answers to a question were read. Then, relevant parts of
the answers were highlighted and coded and a phrase that seemed to capture the answer was
formulated. Similar answers were coded similarly, while new aswers were given new codes, if
they did not fit existing codes. Finally, the phrases of the most frequent used codes were used in
the summary tables of the resultsThe analysis let to a preliminary set of statements on which
the survey participants showedagreement to a large degree.

The survey resultsformed the baclground for the analysis of the online focus groupshe focus
groups werefirst transcribed. Analysis of the focus groups was performed byerifying the
stakeholders i d e¢ha gropased senarios and establishing in depththeir arguments for and
against changinghe child health care systento the proposed scenarioTogether with the the
survey data the focus group data wasnalysed on which topics consensus could be reached
resulting in general consensus statements among all participants and additional statements
from the specialists that participated in the focus groups.

3.5 Ethics

According to the criteria of the Dutch Medical Research Involving Human Subjects Act, this study
did not need to be submitted for ethical approval by a Medical Ethical Committee. The study was
reviewed and approved by the ethical committee of the Faculty of Behavioural, Management and
Social Sciences of the University of Twente under file numb8&CE17614 on S@tember 19,

2017.
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4. Results

4.1 Results of the questionnaire

Out ofthe EU/EER30 countries, the country agentsand EUSUHM membersf 22 countries
provided names of stakeholdersin total, 80 out of 161 stakeholders (50%) who were invited to
fill out the questionnaire responded. Together they represented 22 countries. Twensix
participants filled in the questionnaire about the recognition of mental health problems in
adolescents 37 participants filled in the questionnaire about vaccination coverage in infants,
and 23participants filled in the questionnaire about treatment and monitoring of a chronicr
complex carecondition. Sixparticipants filled in a questionnaire about twotopics. The
characteristics of theparticipants are presented intable 3. Around half of the included
participants identified themselves as working in the field of practice and knowledge and science.
About a quarter ofparticipants identified themselves & policy-makers and a small minority
were representatives of end users or from other fields of expertisd.he response of all
guestionnaires consisted for 5060% by people from knowledge institutes or science. The
guestionnaire about treatment and monitoring of a chronicor complex carecondition was filled
out most frequently by professionals from practice and less from policy makingll participants
had at least five years of relevant working experience and more than half of pHrticipants had
more than twenty years of relevant working experiencdappendix 5).
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Table 3.
participant).a

Theme

Total different countries
of participants

Number and

percentage of
participants from the
field of polic

Number and
percentage of
participants from the
field of practice

Number and
percentage of
participants from the
field of knowledge
and science

Number and
percentage of
participants
representing end
users (e.g..
representative of a
patient advocacy

Number and
percentage of
participants from
other fields

Austria
Croatia
Cyprus
Germany
Iceland
Ireland
Italy
Latvia
Netherlands
10. Norway
11. Poland
12. Romania
13. Slovakia
14. Spain

©CoNoOoGO,rWNE

25.0%

14
58.3%

12
50.0%

0.0%

8.3%

Austria
Bulgaria
Croatia
Cyprus
Czech
Republic
6. Denmark

7. Finland

8. Germany
9. Greece

10. Iceland

11. Italy

12. Latvia

13. Netherlands
14. Poland

15. Portugal
16. Romania
17. Slovakia
18. Spain

19. Sweden

g wbdE

24.2%

19
57.6%

19
57.6%

0.0%

15.2%

P ar t coontrypohrasidente and field of expertise (multiple answers possible per

aThe percentages do not add to 100. Particpants could be active in multiple fields of expertise

28

1. Austria
2. Bulgaria
3. Croatia
4. Czech

Republic
5. Denmark
6. Germany
7. Hungary
8. ltaly
9. ltaly
10. Latvia
11. Netherlands
12. Norway
13. Romania
14. Slovakia
15. Spain
3 17
14.3% 24.3%
16 45
76.2% 64.3%
13 39
61.9% 55.7%
2 2
9.5% 2.9%
0 7
0.0% 10.0%

thaliin
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Further results will be presented per topic, including tables with summaries of results. Full
results tables are presented in appendices-8.

A.Vaccination coverage in infants

Optimization of infant vaccination coverage

In table 4 the possibilities foroptimization of infant vaccination coverage, for example measles

vaccination, are presented. Participants were asked to identify possibilities for the optimization

of infant vaccination coverage in theipubliccountry.
i nf or malectramio Scheduling, reminder and recording systerf) do¢tor and nurse

t r ai nexample of a quote of atakeholderwhos uggest s a “campaign abou
importance of the prevention of measles (or other communicable diseases) raging their
complications etc. and communication about the r

There are no large differences between types of countries. Less participants from gatekeeper
and GPled countries see electronic scheduling, reminder ahrecord systems as a way to
optimize infant vaccination coverage, in comparison to the other types of countries. Relatively
more participants from gatekeeper and GHed countries see doctor and nurse training as a way
to optimize infant vaccination coveraye, in comparison to the other type of countries.

Table 4. Respondents agreeing with possibilities for optimizing infant vaccination
coverage (example measles vaccination ) in their country and reasons why the
possibilities were chosen. Top three of most m entioned possibilities .

Total group Open Gatekeeper Gatekeeper Rationales

(N =38) Access & mixed led & GP-led
(N=8) (N=16) (N=13)
n % % % %
Publlc : 24 63 63 63 69 To c_:ombat vaccination
information hesitancy
Importance of improving
knowledge about
vaccination
Electron_|c 20 53 63 63 39 A system to send parents a
Scheduling, g
reminder and remmd_er, because
. forgetting the
recording .
appointment seems to be
system .
one of the main reasons
for missing a vaccination
Doctor and

15 40 38 25 62 Training on how to
communicate with parents
and thereby combatting
hesitancy.

nurse training

In table 5 the possibilities to optimize Access, Comprehensiveness, Continuity, Coordination of
care are presented. More than half of participants think that access to vaccinations,

?
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comprehensiveness and coordination of care can be optimized in their couyt Slightly less than
half of participants think that continuity can be improved in their country. Relatively few
participants of gatekeeper and GHed countries think that the components could be optimized.
Five out of six participants from open accessink that comprehensiveness can be optimized,
this is much less for the other two types of countries. A stakeholder from a gatekeeper and
mixed-led country phrases a possibility for improving the comprehensiveness as follows:
“women heal t h escendhealthmustde c&nsideded ih the same primary health
services (we haveConsultori Familiariwith multidisciplinary team, but these services are not
supported). ”

Table 5. Respondents agreeing with optimizing access, ®mprehensiveness, continuity or
coordination of care in primary child healthcare, including vaccination , in their country,
and given explanations for their choice

Total group (N = Gatekee Gatekee Rationales
30) per & per &
mixed GP-led

(N=13)

Access should be improved in
rural areas

Access could be improved by
longer opening hours, or
opening in weekends

60 83 69 36 Varying answers. Some sugges
more staff is needed

S
. 16
13 46 40 54 36 Varying answers. Continuity
might be more important for
other themes and not so much
for vaccination
. |

58 60 75 45 Collaboration between
healthcare professionals and
other participants could be
improved

Being able to shareelectronic
health records might improve
coordination

Appraisal of specialized preventive child health services

In table 6 the advantages and disadvantages of specialized preventive child health services are
presented.An example of a quote about the advdages ofspecialized preventive child health

services is: “dedicated trained personnel with p
They are familiar with their area obfaquets ponsi bi l
about the disadvanagesofs peci al i zed preventive child health
cost s, hard to achieve”.
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Table 6. Advantages and disadvantages of specialized preventive child health services.

Advantages: Continuity; the relationship between parents andorofessional
Accessibility & quality is high with specialized preventive child health services

Disadvantages: Some think there are no disadvantages

Three think it will be costly

In table 7, the opinions of participants on changing towards specialized gventive child health

services in their country are presented. More than 40% of participants are in favour of changing
toward specialized preventive child health servi
specialized preventive child health sevices there is not a competition between time for

treatment and time for preventive measures. It makepossible to offer more preventive
activities”

Around a third of participants already have such a model in place. Slightly more than 10% of
participants are against or both against and in favour of changing towards specialized
preventive child health services. Four out of five participants from opencgess countries are in
favour of changing towards specialized preventive child health services. However, many of the
participants from gatekeeper and GRed countries state that this model is already in place.

2
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Table 7. Opinions of participants about changing towards specialized p reventive child
health services

Total group Open Gatekee Rationale
(N =29) Access per &
(N=5) GP-led
(N=11)

Against It does not cover the whole
(negative) paediatric population

It requires a substantial
revision of the concept of the
primary health care system
in the country and significant
reforms. Costbenefit is not
clear.

Lack of family vision

41 80 39 27 More focus on prevention.
Better access
Both against 14 0 23 9 The current system is quite
and in favour good. Changing the system is
difficult
My country 35 20 23 55
already has
such a model
in place
The models 31 20 15 55 It has proven to be of high
should stay in guality at low costs.

place

The model 4 8
should not
stay in place

Feasibility of the scenario

In table 8 the feasibility of changing towards specialized preventive child health services and
thereby increasing the infant vaccination coverage in 2025 is presented. More than half of
participants think it is feasible. An example of a quote from a stakelder who thinks it is

feasible is: “further development of the service
and with the objective of improving and sustaining high vaccination coverage, is feasible in my
country”. Mor e tipardsrthinkthetptesemtetl scerfario pnayrbe feasible and a

tenth of all participants think the presented scenario is not feasible. A relatively large part of
participants from gatekeeper and mixedled countries is not sure if it will be a feasible scenario.
Many participants of open access and gatekeeper and @& countries think it is feasible.

Models of Child Health Appraised
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Table 8. Opinions on feasibility of changing towards specialized preventive child health
services and thereby increasin g the vaccination rate by 2025

Total group N | Open
=29) Access
(N=5)

Gatekee Gatekee

per & per &
mixed GP-led

led

(N=11)

(N=13)

n % %
Feasible 15 52 60
May be 11 38 40
feasible
Not 3 10 0
feasible

%

62

%
73

18

Because the model or the
vaccination rate is already in place

Introducing rigorous changes to the
healthcare system will be

challenging

The current system is good

In table 9 the most important barriers for changing towards specialized preventive child health

services and thereby increasing the infant vaccination coverage in 2025 are presented. The most

frequentreported b a r r i tkethealthcare System and servic@rovision in my country

(including workforce and c dameiosa)ahd orgdnizaticha c o n d
setting in my country”
powad adh ®anen.n

services of t he

wa s the peccepton of hehlth and thealth d
Myp arotuind irgydnt

system should be deeply changed which is difficult due to the perception of health and health
services (dominating role of curative part of the medical services) and lack of workforce and
c ost s” .the Naticigantoffom gatekeeper and GHed countries see the local and
organizational setting in their country as a barrier. None of the participants from open access
countries see the perception of health and health services of the population in theirwatry as

an important barrier.

Table 9. Most frequently reported barriers for changing towards specialized preventive

child health services and thereby increasi ng the vaccination rate by 2025

Barriers Total group (N
= 32)

The healthcare system
and service provision in
my country (including
workforce and costs

The local and 12 38
organizational setting in

my countr

The perception of health 9 28
and health services of the
population in my countr

Gatekee
per &
mixed

50 60

33

36

Gatekee
per &
GP-led
(N=11)

Changing from
the current
system to any
other is not a
priority. A higher
priority is to
combat
vaccination
hesitancy

haliin
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In table 10 the most important facilitators for changing towardsspecialized preventive child

health services and thereby increasing the infant vaccination coverage in 2025 are presented.

The most freqguent | the evidencs mse offsgecidlized preeentiverchild s
health services”. the ¢$hathed pptoecyd amldadegi sl at i ¢
a n dhe healthcare system and service provision in my country (including workforce and

costs)” were chosen. An example of a quote from
not think other facilitators exist besides evidence base. There is a low interest in the subject in
general ” . Parti ci pan t-led cduntresrmore afteechopsephe r and mi x e
facilitators “the healthcare syst @ewpoleayvadd ser vi ce
|l egislation in my country?”.

Table 10. Most frequently reported facilitators for changing towards specialized
preventive child health services and thereby increasing the vaccination rate by 2025.

n % % % %

11 34 33 33 36 The current
good system is a
facilitator.

10 31 17 47 18 The evidence
base would be a
facilitator.

10 31 17 47 18

B. Treatment and monitoring of a chronic  or complex care condition

Optimization of treatment and monitoring of a chronic ~ or complex care condition

In table 11 the possibilities foroptimizing treatment and monitoring of a chronicor complex
care condition, asthma or traumatic brain injury respectively, are presented. Paitipants were
asked to identify possibilities foroptimizing treatment and monitoring of a chronicor complex

carecondi tion. The most f regrukinnd yi rt hmwletni d it seanisp lwie
“child/ parent involvementorco-pr oduct idoaw’r amd “nhur se training?”.
guote on working in multidisciplinary teams i s:

but issues related to psychosocial aspects, daily functioning, participation, adaptation and
coping. Therefore one needa multi-professional team approach (integrating the information
and reflection on core issues, not just delegating diagnostic or therapeutic aspects to ron
physician coll eagues) ”.

Relatively few participants from gatekeeper and mixeded countries think that working in
multidisciplinary teams or doctor and nurse training could optimize the treatment and
monitoring of a chronicor complex carecondition. Because the question refers to asthma and
TBI, a distinction cannot be made between opinions on optimizanchronic care or complex care.

?
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Table 11. Respondents agreeing with possibilities for optimizing  treatment and

monito ring of a chronic or complex care condition ( asthma or traumatic brain injury  of
infant ) in their country and reasons why the possibilities were chosen. Top three of most
mentioned possibilities

L % % o

Working in 15 63 86 40 83 Different professionals
multidisciplina working in a

(AL multidisciplinary team
can strengthen each
other, increasing
quality and efficiency

Child/ parent 14 58 57 60 67 Because it leads to
involvement or better quality of care

co-production .
P There is more

compliance becase of
child/parent

involvement
Doctor and 13 54 71 30 83 It will improve the
nurse training knowledge of

conditions

Training is always
important to keep
knowledge up-to-date

Training is needed
especially for
communication

In table 12 the possibilities to optimize Continuity of care, Skilimix and Coordination of care are

presented. More than threequarters of participants think that continuity of care, skilkmix and

coordination of care can be optimized in their country. Therare no large differences between

di fferent types of countries. One participants s
multidisciplinary teams are formed and there is a continuous communication between the

members of those teams”.

Table 12. Respondents agreeing with optimizing coordination of care, ski lls-mix and
continuity of care in primary child healthcare, including treatment and monitoring of a
chronic or complex care condition in their country, and given explanations for their
choice

Models of Child Health Appraised
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n % % % %

17 81 86 88 80 Large variability in answers.
There is no coordination
yet.

16 76 71 75 100 If multidisciplinary teams

can be established, their
skill-mix needs to be
adapted and training needs
to take place if required

16 76 71 88 80 There is a need for
continuity from primary, to
secondary and tertiary care.

The transition to adult care
needs to beimproved

Appraisal of working in multidisciplinary teams

In table 13 the advantages and disadvantages of working in multidisciplinary teams are

presented for children with asthmaor traumatic brain injury. An exanple of a quote in the
advantages of working in multidisciplinary teams
well being, increased efficacy and efficiency”. A
working in multidiscipl serieestpbetpmwadadsincieasedcdsid {inpl i c at
an atmosphere of funding cutbacks to all public services concerned). Without a clear plan

/process of care (absence of coordinator), the child's and the family stress would probably

i ncr eAganavé do not kow if the advantages and disadvantages refer to both chronic care

and complex care.

Table 13. Advantages and disadvantages of working in multidisciplinary teams, for
children with asthma or traumatic brain injury

Advantages: Efficient and of higherquality
Comprehensive

Leads to better satisfaction in patients

Disadvantages: Some think there will not be disadvantages.

There needs to be communication with all team members and it might be more
difficult to agree

In table 14, the opinions ofparticipants are presented on changing towards working in

multidisciplinary teams in their country. Most participants (almost 75%) are in favour of

changing toward working in multidisciplinary teams. One stakeholder phrases his opinion as:

“bett er duetotmaltipleeews and skills, physicians are very important but are not the

only important experts for treating patients; in my country, we try to push implementing

mul tidisciplinary teams in many fieldmst of health
changing toward working in multidisciplinary teams. Around ten percent are both against and in

favour and more than 15% already have such a model in place. Relatively many participants

from gatekeeper and GHed countries already have such a model iplace.

?
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Table 14. Opinions of participants about change towards working in multidisciplinary
teams in their country.

Total group Gatekee Gatekee Rationale
(N=19) per & per &
mixed GP-led
(N=5)

e,
 Against (negative) [

In favour (positive) Because the quality of care
would be higher

The value of different skills
working together

Both against and in [ 11 14 14 0 May be costly in some
favour circumstances

It is not necessary in all

cases.
My country already [ 16 0 14 40
has such a model in
place
The models should [ 0 14 40 We have the current
stay in place system in place

Because of the
comprehensive vision of
the patient, the family and
their social environment

The model should [N} 0
not stay in place

Feasibility of the scenario

In table 15 the feasibility of changing towards working in multidisciplinary teams in 2025 is

presented. Around a third of participants think it is a feasiblescenario. More than 40% think the

presented scenario may be feasible and more than 20% of participants think the presented

scenario is not feasible. A example of a quote of garticipant who thinks it may not be feasible:

“at least not until 2025, maybelater; this needs a "cultural change" that takes time, a rethinking,
especially by the physicians, but also by the pa
participants from open access countries think that the scenario is not feasiblEhe answersrefer

to change of the combination of chronic and complex care.
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Table 15. Opinions on f easibility of changing towards working in multidisciplinary teams
by 2025.

Total group N=  Open Gatekeeper Gatekeeper
19) Access & mixed led & GP-led

S

7 The model is already (in
part) in place

8 42 29 57 40 It would require some
people who want the
change

4 21 43 0 20 We are too far away

feasible from this model

In table 16 the most important barriers for changing towards working in multidisciplinary
teams and thereby improving the treatment and monitoring of a chronior complex care

condition in 2025 are presented. Thaeswwmandf r eque
service provision in my country (including workf
“the | ocal and organizational setting i ntheny count
policy and Il egislatiodAni exaympteuwnfra” gwasechbaos éan

health system in my country relies on health services that have differences in the budgets
allocated for each of the services. Although the health system has shown great efficiency because
of the health results dtained despite a low allocation of resources, they are detracting from

public health resources, increasing private health and as a result the inequality among the most
disadvantaged social classes

Relatively few participants (three out of seven) from open access countries think the healthcare
system and service provision in their country is a barrier, while they think the policy and
legislation in their country is a barrier relatively often. Relatively few participants from
gatekeeper and mixedled countries think that the policy and legislation in their country is a
barrier.

Table 16. Most frequently reported barriers for changing towards working in
multidisciplinary teams by 2025

Total group
(N =23)

Gateke Gateke

eper & eper&

mixed GPled
(N=5)

Barriers

The healthcare Financing is an issue, who gets
system and service funding for what in a

provision in my multidisciplinary team.

country (including

Changing the policy and
legislation is a slow process

Models of Child Health Appraised
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The local and 10 50 43 50 60 More workforce needed
organizational
setting in my

countr

The policy and 10 50 71 25 60
legislation in my
countr

In table 17 the most important facilitators for changing towards working in multidisciplinary
teams and thereby improving the treatment and monitoring of a chronior complex care

conditionin2025arepr esent ed. The most f r etllpeanterttdfy chosen |
working in multidisciplinary theewdentebask o wskeng ond pl
in multidisciplinary teams” watke attithde ®veards I'n thir
working in multidisciplinary teams of the popul a
a quote on facilitating factors is: “there is a
system. In general, health care workers also are keentcoo | | abor at e and share ex

Relatively few participants from open access countries think that the attitude towards working
in multidisciplinary teams of the population in their country is a facilitator.

Table 17. Most frequently reported facilita tors for changing towards working in
multidisciplinary teams by 2025.

Facilitators Total group (N Open Gatekeep Gatekeep
=23) Access eré& er & GP-
(N=7) mixed led led

The content of There is trust by the
working in public in healthcare
multidisciplinary professionals

teams Evidence based

The evidence base  [§¢] 45 57 38 40 working could facilitate
of working in change
multidisciplinary

teams

The attitude 8 40 14 63 40
towards working in

multidisciplinary

teams of the

population in my

countr
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C.Early recognition of mental health problems in adolescents

Optimization of the early recognition of mental health problems in adolescents

In table 18 the possibilities for optimization of early recognition of mental heah problems in
adolescents, for example depression, are presented. Participants were asked to identify

possibilities for the optimization of early recognition of mental health problems in adolescents.

The items most

provi dehadl,

Heal

f r ecojlaberationlayd caprdimatoa lbetwaea health ¢are

t h

ser vi

ces’” ,

“doctor and

nur s e

example of a quote on how the early recognition of mental health problems should be optimised
is:“my country’ s isHivdad intoha primary lhealtmand care services provided by
municipalities and a state owned specialised service. For many patients with complex needs, the

two levels must cooperate. This does not always work as seamlessly as it should. For children

andyoung people the cooperation, collaboration and coordination between social services,
schools and other municipal services is also of utmost importance to ensure good outcomes.

This fails too often”

The different types of countries do not seem vary in #ir answers. Eight out of ten of
participants from gatekeeper and mixedled countries and five out of eight participants from

gatekeeper and GRed countries think that early recognition of mental health problems could be

optimized through doctor and nursetraining, while this is the case for only two out of eight
participants from open access countries.

Table 18. Respondents agreeing with possibilities for optimizing early recognition of
mental health problems in adolescents (example depression ) in their country and
reasons why the possibilities were chosen. Top four of most mentioned possibilities

Total group
(N =29)

Collaboration 17
and

coordination

between health

care providers

School health 17
services

Doctor and 15
nurse training

Increase of 15
budgets

%
59

59

52

52

Open
Access
(N=8)

%
63

75

25

50

Gatekee
per &
mixed
led
(N=10)

%
80

70

80

70

40

Gatekee
per &
GPled
(N=8)

%
50

50

63

50

Rationales

Current lack of collaboration
and communication between
health care providers, which
is not beneficial for
adolescents

School health services are
most accessible for
adolescents and almost all
adolescents can be reached
through them

Training is essential for the
good quality of early
recognition of mental health
problems

Current professional
workforce is not sufficiently
trained to detect mental
health problems in
adolescents

More budget is necessary in
increase the workforce

?
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Budget needs to be allocated
to prevention

In table 19 the possibilities to optimize access andonfidentiality are presented. Most

participants think that access to healthcare for adolescents can be optimized in their country.

Half of participants think that confidentiality for adolescents can be optimized in their country.

There do not seem to bedrge differences in the answers of different types of countries. One
participant thinks that the “devel opment of c¢comn
as well as improvement of primary care in terms of mental health provision. Currently mental

healthcare is provided only by child psychiatristswhich are extremely few, and work in solitary
practices, which seriously reduces possibility o

Table 19. Respondents agreeing with optimizing access and confidentiality in primary
child healthca re, including early recognition of mental health problems in adolescents in
their country, and given explanations for their choice

Total group (N Open Gatekeepe Gatekeepe Rationales
= 24) Access r& mixed r& GP-led
(N=7) led (N=9) (N=8)

Access Varying answers.

Accessibility to
currently lacking
specialized workforce

(Sl EIIENIYAN 12 50,0 42,9 55,6 50 Legislation on this
topic needs to be
improved

There is a need for
confidential access for
adolescents which is
currently not in place

Appraisal of confidential access to healthcare for adolescents

In table 20 the advantages and disadvantages of early problem recognition of mental health

problems in which confidential access to healthcare for adolescents is guaraetd are presented.

A guote on the advantages of confidentnical deaotas$s
information for parents etc. More adolescents might confide their secrets/mental health

problems. Possibly, less emergency cases duebigtter access. Less severe trajectories nfental

health problemsdue t o early I ntervention?”.

A guote on the disadvantages of confidential acc
cases it would be important to discuss problems with e.g. adolesat's parents (best: convincing

the adolescent to speak with his/her parents)or other health care provider (best: obtaining

adol escent's consent)”.

Table 20. Advantages and disadvantages of early problem recognition of mental health
problems in which conf idential access to healthcare for adolescents is guaranteed.

Advantages: It might improve early recognition and by that improve treatment outcomes

41 the OHin
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Low barriers to care

Disadvantages: The importance of knowing the context of the child and to includparents in the
process, which is impeded by confidential access

The number of false positives will increase

In table 21, the opinions of participants are presented on changing towards confidential access
to healthcare for adolescents in their countryHalf of the participants are in favour of changing
toward confidential access for adolescents. For example, one participant thinks that:

“adol escents would be more willing to ask for me
have conf i dawotpartmipantaacecagams ¢hanging towards confidential access.
Three participants are both in favour and against. According to six participants, guaranteed
confidential access is already in place in their country. Five participants think it should meain in
place in their country. Six out of seven participants from open access countries are in favour of
changing towards confidential access to healthcare for adolescents, while only three out of nine
participants from gatekeeper and mixedled countriesand four out of eight participants of
gatekeeper and GRed countries are in favour. None of the open access countries already have
the model in place.
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Table 21. Opinions of participants about change towards confidential access to healthcare
for adolescents in their country

Open Gatekee Gatekee Rationale
Access per & per &
(N=7) mixed GP-led

(N=8)

Against It will hamper the inclusion of
(negative) family, which isa key component of
optimum service deliver

In favour 13 54 86 33 50 Guaranteed confidential access will
(positive) empower adolescents and will lead
to earlier recognition of problems

Both against 3 13 0 33 0 Some adolescent may benefftom
and in favour confidential access, however, |
would rather not exclude the
family from the healthcare process

My country 6 25 0 33 37,5

already has
such a model in
place

The models [ 21 0 33 25 The system works well
should stay in

The importance ofconfidential
place

access in order for the adolescent
to be able to trust the healthcare
professional

The model (Wil 4 0 13 We need always the consent of the
should not stay parent
in place

Feasibility of the scenario

In table 22 the feasibility of changing towards guaranteed confidential access and thereby

increasing early recognition of mental health problems in 2025 is presented. Four participants

think it is not feasible (17%). Four participants (17%) think the preented scenario is feasible

and 15 participants (65%) think the presented scenario may be feasible. An example of a quote

from a participant who thinks the sdneaapracessso i s f e
of curricular education reform, andconservative nongovernmental organizations are putting

great pressure on the Government to make parents decide on the content their children will

learn at school, especially the content of health education. So | think there is a real danger of

opposingthi s ki nd of approach to adolescents, because
None of the participants from gatekeeper and GRd countries think changing towards

confidential access for adolescents is feasible. In contrast none of the participamtsm open

access countries think it is not feasible.

43 the Crin
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Table 22. Opinions on f easibility of changing towards guaranteed confidential access and
thereby increasing early recognition of mental health problems by 2025.

Total group N =
23)

Gatekeep  Gatekeep
er& er & GP-
mixed led led (N=8)

R
Feasible 4 We already have
confidential access
15 65 86 50 63 Varying answers

Importance of the political
climate and reforms

We already have
confidential access, but |
wonder if increasing the
recognition of mental health
problems is achievable

4 17 0 13 38 Because of current
legislation,

Because it would reduce the
potential to deliver
optimum service

Because there is not enough
time for this change before
2025

In table 23 the most important barriers for changing towards guaranteed confidential access and
thereby increasing early recognition of mental health problems by 2025, are presented. The
most frequent ¢ hos bcaredysiemrandesearvice psovisioh in mmyecountey a | t

(including workforce and c dmeilosa)ahdorganzationv@a cond pl ac
setting in my country”™ was chosen. I n a shared t
confidentialaccessé heal t hcare for adolescents of the pop
evidence base of confidential access to healthca
guote on barriers is: “different staksgstemlisder s ar
complex. There are differing interests. Further, some decisions concerning health care are made

on national l evel, other by federal dedates.” Man

countries see the healthcare system and service provision drthe local and organizational
setting in in their country as barriers. The participants from the other type of countries are
much more diversified in what they perceive as barriers.

Table 23. Most frequently reported barriers for changing towards guaranteed
confidential access and thereby increasing early recognition of mental health problems
by 2025.

Barriers Total group (N Open Gatekeep Gatekeep
= 23) Access er& er & GP-

(N=7) mixed led
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11 48 29 44 71 Varying answers

Different agendas
of different
stakeholders

Lack of trained
professionals

Lack of financial
resources

Lack of a strong
7 30 29 44 14 evidence base

Theright of parents
to be informed

The stigma
surrounding
mental health
problems

In table 24 the most important facilitators for changing towards guaranteed confidential access
and thereby increasing early recognitiorof mental health problems by 2025, are presented. The
most frequentl y thdperseption of eath dnd heath services of the"

population in my country”. | nthe pdaleandeoanigatianad nd pl ac
settinginmyc o u nt r yhé healthcdre system and service provision in my country

(including workforce and costs)” were chosen. An
“because my country is a part of the European co

progressive legislation (the problem is with implementation) including most of the international
human rights documents, which is an important asset in grounding change. Many of the
stakeholders would be on board for the mentioned system. Although there is npecific
evidence base for my country, evidence base from other settings can be extrapolated onto the
situation in my country.

The participants from gatekeeper and Gied countries never see the healthcare system and
service provision in their country as afacilitator.

Table 24. Most important facilitators for changing towards guaranteed confidential access
and thereby increasing early recognition of mental health problems by 2025.

?
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Facilitators Total group Open Gateke
(N =23) Access  eper &
(N=7) mixed

The perception Varying answers
of health and
health services
of the
population in
my countr Good evidence base

Good accessibility of healthcare
to adolescent, for example
through school health services

The local and 7 30 29 22 43 There is increasing knowledge
organizational on mental health problems
setting in my
countr

The healthcare 7 30 29 56 0
system and

service

provision in my

country

(including

workforce and

A generally positive attitude
towards confidential access
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4.2 Results of the online focus groups

A.Vaccination coverage in infants

Three stakeholdersparticipated in the online focus groupand one sent his answers via email
(see appendix 6).The stakeholders werefrom three different countries. One participant was a
representative of a parents organization, one represented the field of practice and knowledge
and two represented the field of policymaking, practice and knowledge. A transcription of the
focus group can be found in appendix 6.

Opinion on changing the primary child healthcare system in Europe towards specialized
preventive child health services

The stakeholders had different opinions a specialized preventive child health services. One
stakeholder thought that preventive services which are not integrated with other serviceare

not preferable. Anotherstakeholder suggestedthat it is probably not thepreventive healthcare
systemin his country that is an important factor for the decline in vaccination coverageAnother
stakeholder had experience with both integrated and separate preventive health services and
the stakeholder suggested that the previous system had better coverage than rextays,the
current system with family doctor practices. Another stakeholder was positive about specialized
preventive child health services.

Three out of four stakeholders suggested other factors were more important for the decline in
vaccination coverageOne stakeholder suggested that trainingf professionals is important, as
well as coordination of care. Another stakeholder thought that the most important factor for the
decline in vaccination coverage is the rise of fake news and that there is not enbugne

available at preventive health care services. Two other stakeholder did not suggest which other
factors are important for the decline in vaccinations.

There was consensus among the professionals that communication to vaccination hesitant
parents ismore important for addressing the issue of declining vaccination rates, than changing
characteristics of the primary care system, including the availability of a specialized preventive
service.

What has to be changed in order to optimize the vaccination co verage in the European
child healthcare systems

The participants suggesed that efforts to reduce vaccination hesitancyneededto be undertaken.
One stakeholders statedhat only 3% of the populationis against vaccination of their child, and
97% is okay with vaccinations, among which 30% have doubts or are mildly hesitarntlso, out
of these 97%, there are many parents who miss a vaccination.

The stakeholdersmentioned the following factors which have to be changed:

1. Disinformation via media:all stakeholders suggested communication is a key factoll
stakeholders addressed the role of social media and that fake news is easily spreHuke
psychological aspect of hesitance has to be addressérhe stakeholder had a strong
opinion about the media aad how they need to take responsibility and not put the
opinion of a group of parents at the same level as evidence based science. One
stakehol der suggested to make use of a stronc
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approach in the social media to bringdrward the scientific opinion, based on scientific
evidence.

2. Training: a stakeholder mentioned that in his country very little trainingof professionals
on vaccinations is availableProfessionals need to know how to communicate with the

parents and also hey need to be trained on their expertise of vaccinations, for example if

there are contraindications.

3. Information systems: one stakeholder suggested that an electronic reminder system is
important. We need to know about what happens with each child ards/her
vaccinations.

4. Legislation: another stakeholder suggested that maybe making vaccinations mandatory
would be a good strategy.

Quick wins

The focus groups were asked for quick wins that would contribute in the short term to solving
the declining vacénation rates. These were:

f Having an opinion | eader

1 Training of professionals (certified training); nurses, midwifesphysicians. All need to
know the same information

1 Use of ehealth/reminder system.

T Communication ofinformation through reliable sources; scientific evidence base

1 Supportfrom government; cooperation with organisations within Europe (such as
WHO).

1 Parents need to tell whether or not their child is vaccinated. Change of attitude of

parents with regard to their responsibility to other parents (who also bring their child to

kindergarten).

Physiciansneed to know what real contraindicators are.

Very quick win: more resources are needed to carry out the recommended actions.

E

Consensus statements

The focus group participants agreeavith the following consensus statementhat was also the
result of the survey among stakeholders (chapter 4.1).

In addressing the issue of declining vaccination rates ,communication to vaccination
hesitant parents is more important, than changing characteristics  of the primary care
system, including the availability of a specialized preventive service.

Additional statements

The focus groupparticipants added the following three statementson the information transfer
about immunization to the public and the urgency for national governments and science to
invest in prevention and vaccination.

Messages to the public about vaccination should come from different sources. These
sources need to communicate the same message to the public and should be based on
science, and supported by (social) media expertise. The general message should be:
vaccination is the main tool and the safest way to prevent communicable diseases.

2
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Support from national governments and scien tists is needed. Governments have to
stand up against Gake newsa. They have to stress the importance of prevention and
vaccination and allocate more resources to this area.

There is a need to work together in the EU in the field of new areas of communication.
Do not only communicate scientific knowledge. Show best practices.

B. Treatment and monitoring of a chronic  or complex condition

Two stakeholders, fromtwo different countries participated. One participant was a
representative of the field of practice and knowledge and one representgatactice. A
transcription of the focus group can be found in appendiX.

Opinion on changing the primary child healthcare system in Europe towards working in
multidisciplinary teams.

Both stakeholderswere in favour of working in multidisciplinary teams. One of thestakeholders
was in favour becausehere was already multidisciplinary collaboration in her country. The
collaboration also stimulates theinvolvement of parents The otherstakeholderwas in favour
because itimproves the efficiency of the system andould be a solution in the shortage of
specialistsin her country.

There was consensus that heterogeneity or absence of coordination of care was observed. In one
country regulations for coordination of care in the country existedfor example coordination of

care by a linked nurse. Iranother country to a great extent lack of coordination was perceived

and no clear plan, no vision with regard to starting multidisciplinary teams.

What has to be changed in order to optimize chronic or complex care in the European
child healthcare system .

One stakeholder suggestethat currently there is no incentive to stimulate cooperation, because
there are separatebudgets, resulting from poiltics per care sector.The other stakeholder
suggestedthat in her country, therewas a public health system and the professionalaere not
competing for money, whichwas a good base for multidisciplinary cooperation.

There was consensus that working in maltidisciplinary teams is important. Clear task
descriptions of team members working in the same setting/centrevere found important. A
barrier might be the funding, but therewaswillingness to cooperate and work in
multidisciplinary teams

Quick wins

1 Improvement of the educational system (lessons for (school) nurses how to
communicate with a GPor Primary Care Paediatriciar).

Develop a system with a nurse within each school

Education of the families in selcare and how to make care use decisions. Theyeatkto
learn to recognize red flag signs and know where to go with problems (e.g. mild
symptoms: GPPrimary Care Paediatriciar severe symptoms: hospital)

1 There is arole for GPsPrimary Care Paediatriciansand nurses to educate families.

1
1
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1 Itis important to involve patient and parent organisations. These organisation could
form a lobby toward the Ministry.

Consensus statement

Thetwo participants agreed with the following consensustatementthat was also the result of
the survey among stakeholders (chapter 4.1).

Working in multidisciplinary teams is important. Heterogeneity or absence of
coordination of care is observed. In some countries regulations for coordination of care
exits, whereas other countries lack coordination to a great extent. Despite a
willingness to cooperate and work in MDTs , abarrier is the funding .

Additional statements

The focus group participants added the following statements abow need for clear policy
making in support of care coordination and for good registration systems that facilitates
transitions between care levels.

Clear task descriptions of team members working in the same setting/centre are
important.

There is a need for clear policy making in su pport of care coordination, a clear strategy
for linking professionals in MDTs and finding the right funding/budget.

A good registration system is needed that provides doctors at all levels with
information and feedback and also ensure smooth transition s between care levels.

C.Early recognition of mental health problems in adolescents

Sevenstakeholders, fromsevendifferent countries contributed to the online focus group One
participant was a representative ofthe field of policy making.One stakeholder represented the
field of practice and another stakeholder represented the field of knowledg&our stakeholders
representedboth the field of practice and knowledgeA transcription of the focus group can be
found in appendix8.

Opinion on changing the primary child healthcare system in Europe towards confidential
access to health care for adolescents.

All stakeholders agree that confidentiality or at the minimum open accesss important for
getting in contact with the adolescenthowever,sometimes the current legislation inhibits
confidentiality. However, two stakeholders had the opinionparental consent wasnecessary for
children to get in contact with servicesThis was also the polig in their country. Two other
stakeholders suggestedthat for the initial stage of getting in contact with the adolescent
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confidentiality was important, but that more invasive treatment (for example pharmacological
treatment) should only be performed with parental consentin two countries exceptions to the

rules are made in practice, for example tien a child is 16, while the lawsays the child should be

18, or when it is apgophylxis/nntwolcalritriestter® wasaclemruc h as
legislation about confidential access anavhen parental consentis necessary.

The consensus was that countries largely differ with regard to confidential access to services for
adolescents with mental health problems. Especially views on the involvement of support
systems i n the c hedimgbitast. Hoveber, allcauntriegoffeeed e m
opportunities for confidential or open access until medical treatment is in place.

Also, there was consensus that confidential or open access is important for primary care for
children. For treatment of complex problems, medial treatment and prescription of medicines,
parental consent is needed. Prevention (prophylaxis) and all kinds of psychological support are
already available for all children.

What has to be changed in order to optimize the confidential access to healthcar e for
adolescents.

Two participants stated that there is a need for well trained professionalsAlso, four
stakeholders suggested definition at EU level on what does access without consent mean and
on which terms, is necessaryOne stakehofler suggestedaccess to healthcare throuly channels
that children use today; like live-chat on the internet.There seemedto be a cultural influence
from views on the role of parents.

Quick wins

1 European institutions (commission and parliament) should take care of thissue. They
should stimulate action together with scientific and professional societies at EU level.
The EU parliament could force on regulations and EU recommendations with regard to
good practices.

In some cases judges can interfere (e.g. in case akard for the child).

Evidence based working is important. But not yet all evidence on confidential access is
known. Research is important. Then, a legal framework and regulations can be
established.

E

Consensus statements

The focus group participants agred with the following consensus statementhat was also the
result of the survey among stakeholders (chapter 4.1).

Countries largely differ with regard to confidential access to services for adolescents

with mental health problems. Especially views on the involvement of support systems
ET OEA AEEI AGO OPAOEIT GCET ¢ OAAI EIi Bl OOAT O¢
for confidential or open access until medical treatment is in place.

Additional statements

The focus group participants added the following statements abodhe importance of
confidential or open access to adolescent health services, the exchange of exampiemod
practices agreement and terms used and definitions on access with and withoutonsentin the
EU.
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Confidential or open access is important for primary care for children. For treatment of
complex problems, medical treatment and prescription of medicines, parental consent

is needed. Prevention (prophylaxis) and all kinds of psycholog ical support are already
available for all children.

It is currently unclear in which situation confidential access should be guaranteed to
adolescents. Discussions and agreement in the EU on terms used and definitions on
access with and without consent is needed.

Exchange of examples and good practices in the EU on open access to services for
children with mental health problems helps to bring forward the harmonization of
legislation and practices with regard to confidentiality.

2
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5. Discussion

This report is part of MOCHA WP 9 which aimed to develop optimal patienentred and
prevention-oriented primary child health care models emerging from the analyses of other WPs.

The objective of this study was toobtain consensus statements aftakeholders in primary child
health careon what has to be changed to optimize thprimary child healthcare systemsthe
acceptability and feasibility of changing towardgotentially optimal components of ways to
deliver primary child health care, andhow potential changes might be achievedTestimonials
and opinions of experts from the fields of policy making, practice, science and knowledge and
end-user advocacy were gathered. They gave their opinions in a survey and in online focus
groups that showed imaginary scearios on future provision of child health care.

They were surveyed and interviewed on thredealth topics with accompanyingscenarios that
were related tofunctions of primary child health care, tacer conditions, and agegroups. The
topics more or lessreflect a comprehensive total of components of a primary child health care
system:

1 Vaccination coverage in infants: gevention/ immunization against measles/0-4 years
old

1 Treatment and monitoring of a chronicor complexcondition: chronic careor complex
care/asthma or traumatic brain injury/4 -12 years old

1 Early recognition of mental health problems: shool and adolescent health
services/mental health/12-18 years old

Vaccination coverage in infants

The opinions of participants of the survey and focus grou p comprised the following
consensus statement:

In addressing the issue of declining vaccination rates ,communication to vaccination
hesitant parents is more important, than changing characteristics of the primary care
system, including the availability of a specialized preventive service.

With regard to immunization of infants the stakeholdersconsidered thechangeof the care
system’' s opulitpcgesstdht usSt wor t hy impondntoln lboth the sumey
and interviews, they called for more public information about vaccinations, in order to reduce
vaccination hesitancy and thereby improving the vaccination coverageurthermore, the
majority of stakeholderswas positive aboutthe scenario of development of the primary care
system toward specialized preventive child health services. This was either becauey
thought preventive child health services could improve vaccination coverage due to the
advantages of welkept parent - professional relationships and good accessibility29) . They
were also positive whenspecialized preventive child health servicesvere already in place in
their country. The changetowards specialized preventive health servicesvas thought feasible,
however changefrom the current model to any other was not given a priority and seen as
challenging. A higher priority was given to combat vaccination hesitanaysing public
information . However, literature suggests combatting vaccination hesitancy through public
inform ation might be less effective thamproviding information on vaccinations within an
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ongoing relation between a specialized preventive child health nurse and the parents of infants
D).

An explanation fortheresms ndent s’ tendency to adhere to the e
be inherently connected with questions on the change of a health care system the respondent is
involved in. Reasons maybe the pride about the system the respondent contributes to from day
to day or resistance because of lack of confidence that a system change can be achieved. This
may have influenced for instance the result of staying to the way vaccinations are provided in a
country instead of introducing new ways such as specialized prentive health servicesThe
stakeholders advices on necessity of training of professionalsuse ofsocial mediaand opinion
leaders to influence public opinion, andise ofelectronic reminder systems comply with

standards and guidelines for immunizationand reducing differential uptakebased on evidence
(30-32). However, the NICE guidelinfom the UKis very clear in itsconclusion that there is still

a lack of evidence on the effectiveness and cesffectiveness of different interventions aimed at
increasing immunisation uptake among children and young people aged under 19 years,
particularly among those who may not havdeen immunised or only partially immunisedand
vulnerable groups

Treatment and monitoring of a chronic  or complex condition

The following consensus statement could be determined:

Working in multidisciplinary teams is important. Heterogeneity or absence o f
coordination of care is observed. In some countries regulations for coordination of care
exits, whereas other countries lack coordination to a great extent. Despite a
willingness to cooperate and work in multidisciplinary teams  , abarrier is the funding .

In our consultation of stakeholders, we found that almost all were in favour of working in
multidisciplinary teams as a possibility to improve the care for children with a chronic condition
or complex needs. Especially the added value of professionalih different skills working
closely together was rated as importantFrom the survey a large variability in opinions on the
feasibility of changing towards multidisciplinary teams appeared. Some stakeholders thought
their country was too far away from the model. They also thought working in teamsostly and
not necessary in all case®ecause the scenario referred to asthma and TBI it is not clear
whether this equally applies tochronic care and complex care

The experts of the focus group interview obsrved a willingness among professionals to
cooperate and work in multidisciplinary teams, however there was also a mention of some
competition among professionals on the funding of collaborative teams. In general a perspective
from the needs of families ad educating themhow and where to express these needs was
advocated.The MOCHA project showed thatpecial attention should thenbe given to the
position of vulnerable families with complex needs, who do not have the capacity to organize
their help in a suficient way (33). Although the experts mentioned involvement of a variety of
disciplines, among which social workers and dieticians, workingpgether on a dayto-day basis
as a teanto attain integrated care forthe individual is a challengg34). The experts mentioned
the importance of training the workforce. MOCHA advises to focumn real interdisciplinary
training of all kinds of professionalg23).

Early recognition of mental health problems in adolescents

The following consensus statement could bdetermined:
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Countries largely differ with regard to confidential access to services for adolescents

with mental health problems. Especiall y views on the involvement of support systems

ET OEA AEEI A6O OPAOEIT CEIT ¢ OAAiI EI Bl OOAT O¢
for confidential or open access until medical treatment is in place.

The stakeholders supported the collaboration and communication between health care
providers as components of health care that should be optimized in order to improve the early
recognition of mental health problems in adolescentddalf of the stakeholdersalso answered
that they were positive about confidential access to adolescent health servidék received a
variety of opinions on the subject.

1 A pro of guaranteeing confidentiality to adolescents when consulting primary care is that
it improvesthe early recognition of mental health problems throughlowering the
barrier to approach care Increaseof the willingness of adolescents to discuss sensitive
topics when providing confidential accesswas confirmed in the literature (35).

1 Some participants expressed their doubs or were even against confidential access. They
thought it hampers the inclusion of the family in the treatment process, which is
considered keyto optimal service delivery to adolescents with metal health problems.

1 The experts of the focus group were clear at what stage of the patient consultation
confidentiality can be given, namely in preventive activities, all kinds of psychological
support and trainings or coursesthat are available for all children. However, for
treatment of complex problems, medical treatment and prescription of medicines,
consent of parents is needed and confidentiality cannot be given.

1 An expert who seeks the involvement of parents for all prdems of a child, prefers the
wording “open access” instead of “confidenti

Optimal components

In summary, with regard to the three health issues,he stakeholders mentioned the importance
of optimizing the following components of systems of prirary child health care.The
componentsoriginate from the PHAMEU framework for quality of primary care(5)

Access

1. Necessty of public access tdrustworthy information about vaccinations to improve
vacdnation rates.
2. Confidential or openaccess to adolescent health servise

GComprehensiveness of care

3. Need for ntegration of primary care servicesto achievespecialized primary care serviceso
combatpoor vaccinationrates, including a skills mix of disciplines irprimary care and
elimination of understaffing of organizations.

Coordination and continuity of care

4. Coordination of careas the most important component of the child health care system to
improve the treatment and monitoring of a &ironic or complexcondition.
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5. Collaboration and communication between health care providers to improve the early
recognition of mental health problems in adolescents.

6. Continuity of i nfor mat i osmgehealthamdielecttanieleadlts heal t h
records was found important for all health topics.

Workforce

7. Increase and training of workforce to inprove the vaccination coveragetraining on adverse
effects of vaccines and how to communicate on vaccination with parents and young people.

8. Training on interdisciplinary working.

9. Training and better workforce skills in assessing psychological development and emotional
reactivity in adolescents.

Economic conditions

10. More resources forprevention and vaccinationand for interdisciplinary working.
Stakeholders from ®me countries mentionedalsothe need formore services for teenagers
and increase of workforce, such amedical specialists, social workers angsychologists.

Governance

11. Governmental sipport both at national level and EU level to achieve the changes in the
components of primary child health care Clear policymaking and strategiesby the
governmentare needed, in cooperation with representatives of end users and professional
and science asso@tions.

$EAEAOAT AA AAOxAAT AT O OOEAOS DPOEI AOU AAOA OUOOA
The stakeholders of open access countries seemed to answer most frequently to have a need for
achangeof the system Theywere relatively more often in favour of a changethan the two
gatekeepersystem countries across all three scenarios. The stakeholders from gatekeeper and
mixed-led countries asked the least for a change towards confidential access. Thignary care
systems for children incountries with a gatekeeper function by GPs seemed teed theleast
amount of change (this applies to specialised preventive health services and multidisciplinary
teams). The stakeholders from these countriegxdicated most oftenthat the suggested scenario
was already in place in their countryThe EUproject PHAMEU rated the pmary care systems
where GPsare the main point of entry to the rest of the healthcare systemated as strong(5).

This may explain the lack of urgency to transform these types of systen@nthe other hand,
respondents fromprimary care systensthat are largely state regulated may also have

differently answered questionson the need for a systenthange compared torespondents from
systemsthat are less top down regulated

This correspondswi t h t he finding from MOCHA's survey of
general population of a few EU countrie§l8). The performance of the Spanishgatekeeper and

mixed-led) and Dutch gatekeeper andGRled) primary care systemswere judged relatively

good by their residents. The general public of Germanpdediatrician-led system and open

acces$ found it important that all health care providers involved in the care of a child know
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about each other's involvement, trist each other and work well together however they judged
the current system in Germany lown this respect.

An interesting result of the survey was that in countries with open access to care, more
opportunities exist for adolescents to ask for confidenality. This may be the result of the

relative independence in which professionals can work in comparison to gatekeeping systems in
which there is more state influence on care delivery, including financial regulations and
insurances for the use of care bygung people(36). The stakeholders of open access countries
seemed to answer most frequently to have a need for a change of the system. They were
relatively more often in favour of a change than the two gatekeep system countries across all
three scenarios. The stakeholders from a gatekeeper and mixéetl countries asked the least for

a change towards confidential access.

Feasibility, barriers and facilitators : criteria for transferability

The stakeholders fromopen access countries weréhe least negativeabout the feasibility of the
scenarios of specialized preventive health services and confidential access, while the
stakeholders from gatekeeper and Gled countries were most negative about the feasibility of
these scenariosThe stakeholders from open access countries were most negatigbout the
scenario on multidisciplinary teams, while stakeholders from gatekeeper and mixed led
countries were least negativeabout this scenario.The highest proportion of participantsof the
survey rated specialized preventive health services as feasible, as compared to multidisciplinary
teams and confidential accessThelatter was ratedasthe least feasibleThese differences
between care systems make clearthat transferring an optimal model requires tailoring to the
specific country-setting. MOCHA developed a long list of criteria fassessingransferability.
The criteria have been summarized in a PIET model: Population characteristics, Intevention
content, Environment and Transfer(17).

Population characteristics

Public attitude toward s a health topic seemed to bémportant for change tobe effective and for

equitable service delivery. This igparticularly relevant for issues such agaccination,the way of

accesing services and the age in which a young person can make use of a service without

parental consentMOCHA' s research into public preferences
showed largedifferences between countries fother e s pondent s’ agreement on
whether the child has the right to a confidential consultation with a primary care provider(18).

Samples from populations of for exampl&pain and Poland (gatekeeper and mixeléd

countries) did agree the least with this right for children, which corresponded with the views of

the expertsin our focus group interviews.As the public attitudes on for instance family

involvement in the care d a child vary between countries, transferability of a health care system

from one country to another isvery much depending on these opinions embedded in the

countri e@737cul tur e

Environment

In all scenarios the current healthcare system and service provision in the countwyas regarded

asa major barrier for moving towardst he pr oposed changes iiThist he sys:
was least the case foa change towards multidisciplin ary working, by the stakeholders, although

the issue offinancing multidisciplinary teams, the slow process of changing the policy and

legislation, and the generalneedfor more workforce were neverthelessmentioned asbarriers. A
well-functioning and accessible healthcare systerwas also seen aafacilitator in the sense that
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well-equipped school healthservices add to thesarly recognition of mental health problemsin
adolescents The MOCHA project valued th@resenceof extensive national policies sometimes
asshared responsibility with regional authorities, with regard to school and adolescent health
services asan indicator for countries to have potentially good qualityservicesfor children and
adolescents(26). Such nationalpolicies to ensure geographical and financial access were also
seenby the PHAMEU projectwhich evaluateddifferent types of systems ofprimary care in
general,as indicators for the presence of strong primary care in a coumy (5). EU and EER
countries that have such song primary care systems may be ready to moverward toward
further improvements to higher quality levels of primary care.

Intervention content

A facilitating factor mentioned several times by the stakeholders was thevidence basewit h
regard to the targeted changesf improved communication on vaccination and confidential
accesdo adolescent health services. With regard to the importance after disciplinary working
for an effectiveprimary health care systemthe evidence base waalready thereaccording to the
interviewed stakeholders.The importance of good ehealth systems, such as patient record
systems for coordination of care and remindergstems for vaccinating children, waslso
mentioned several timesasafacilitator . A lack ofevidenceon the influence of such systemen
the effectiveness, efficiency and quality of primary carkinders further development of the care
system.Conductingresearch tofind the evidence will facilitate changes in components of
primary care.

Transfer

Favourable economic conditions, supportive policy making and a good political climate will
facilitate the sustainability of transfer of optimum components of primary care from one country
to another (17). Thebarriers found in our study, such as lack of funding anidhck of qualified
professionalsneed to be addressed in clear strategies and policies.

Strengths and limitations

This study has various strengths and limitations. One @f strengths is the use of normative
transforming scenarios with a long term perspective, which allows stakeholders to not only look
at the shortcomings of the current models in place,ut to investigate which changes are
necessary to reach the desired situation. Another strength of our study is the gathering of a
combination of survey and interview data and the quantitative and qualitative analysis of data,
which makes it possible to cléfy and understand the data from multiple perspectives.
Conducting the research in different types of stakeholders from 22 different European countries
increases the likelihood that our resultsrepresent opinions of stakeholders from allEU

countries. They represented three types of primary child health care systems. However, the
number of stakeholders per country in both the survey and focus groups was limited. We were
able to include many stakeholders from practice and knowledge and science, but lessfrthe
field of policy making and representatives of endisers.This bears arisk of information bias due
to selective responsein which the information input by scientist and professional with a
specialist expertise is dominant
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A limitation of our study is that only three scenarios on three topics were used. This limits the
generalizability of the resultsregarding the components of primary care However, we tried to
increase the generalizability by choosing scenarios that described different functions of
healthcare, different complexities of health issues and different age groups. A drawback of the
back-casting approach in the scenarios is that it results iexpensive shortterm solutions and
that a lot can change during the years which might make th@roposed solutions irrelevant(27).
A limitation of the scenario on multidisciplinary teams and related questionnaire was that we
made no distinction betweenasthma and TBI.Therefore we had to presume results were equal
for chronic care and complex care, which in practice will not always be the case.

Implications for future ways of healthcare delivery

We found that consensus exists among stakeholders amorngetbest ways to solve some
challenges in primary care for children across Europe, depending on the design of the current
system of a country. They are promising but next require confirmation

The dakeholders of this study seemedreluctant to suggestawide-ranging reform of the primary

child health care system in their country. They did nogive priority to achangeoft he country’ s
primary care structure toward specialized preventive health serviceso improve vaccination

coverage However,their mention of the importance ofchange of the skills mixtraining of

physicians and nursesand relief of shortage of workforcecan alsobe seen as important steps

toward specializationin the functions of primary care in a country.We found thatpublic

attitude s, current health care systems, economic conditions and supportive policy makiraye

relevant for achievingc hanges i n t he s Wesaddgseisbe anvare oithbeonent s .
sensitivity of the population and environmental characteristics of a countryand maonitor them,

before starting changesto the system ofprimary child health care.

As previouslymentioned, the existing primary care system in any country was identified aan
important barrier for change to the primary child health care systemMoving towards more
optimal models of child health care where necessarywill in all likelihood take many years.
However the expertsin our study identified several quick wins with which the local
governmentsand the EU parliament andCommission could implement atshorter notice. These
guick wins are summarised as:

1 Startresearch on the evidence of the effect of changing components of primary care on
the effectiveness, efficiency and quality of the system. More evidence for instance is
needed on therole of confidentiality in the access to a health service by adolescents or
effective ways of influencing the public opinion on vaccination.

1 Introduce more multidisciplinary working , and evaluate its effects anamplementation.
The importance of interdiscplinary training of professionals and improvement of the
educational system was mentioned with regard to all scenarios of this report.

1 Improve specific components of health systems, in particularséablish good working e-
health systemssuch as patient reord systems and reminder systems.

1 Provide European sipport for national and localgovernmentsto remedy problems with
vaccination coverage, interdisciplinary working and confidential access for adolescents.
They should stimulate action together with scierific and professional societies.

1 Involve patient and parent organisationsin identifying and solving anyissues in primary
carethat lead to poor child outcomes

?
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1 Focus on the ducation of familiesabout self-care, health promotionand how to make
care usedecisions including navigating the primary care system and interface with
other aspects of primary care successfully

1 Use f©iowcases of good practices in primary care from all European countries as first
steps toward harmonization in Europe with a focus on the practices that have been
shown to be best transferableThe introduction of regulations or recommendations by
the European Unionregarding good practices.

1 Increaseresources to carry out the recommended actions.

In the scenarios severakthical issueshave beenaddressed such as the issues of vaccination

refusal ; or the | ack of children’s rights to mak
independently of their parents. These ethical issues are particularly difficult to navigate in cases

when there is an obligationfrom the financial systemthat parents have to be informed about the

payment ofaservice.This study showed that these ethical issues caused a debate among the

stakeholders from the European countrieslt makes clear thatthe disaission centred on ethical

i ssues and children’s rights is an essential asp
and discussion should also be led at national and also European level.

The stakeholders in our study advocatehte exchange of god practicesat EU level as one of the
first steps and a quick win forfurther harmonization of health care practicesn the EU/EER
countries. Examples aresocial media use for influencing public opinions on vaccination or ways
of dealing with lowering the threshold to adolescent services though allowing access without
parental consent. The national and EU governmengse advisedto facilitate this exchangeof
good pr act i remdsanbatier€ahdfacitators ofthe implementation of good
practiceswill inform this exchange of information between countries. The report deals with
topics of this current study on consensus statements, ixaccination hesitancy, asthma care,
promoting sexual and reproductive health, and recognition afnental heath problems (38). The
availability of guidelines and formal procedures on good practices, financial resources, training
of professionals, anchierarchical models in which the health system is organized around
primary care seemed to play a role in the implementation of good practices. We recommend to
take these factors into account when countries exchange their experiences with primary care for
children.

Physicians and nurses in primarychild health carewere seen in this report as relatively
homogeneousgroups of professionals however theexpertise of GPs, family doctors, Primary

Care Paediatricians, Specialized Paediatricians, GP nurses or clinical nurses varies considerably.
Paediatrics is an independat medical specialty based on the knowledge and skills required for
the prevention, diagnosis and management of all aspects of illness and injury affecting children
of all age groups from birth to the end of adolescence, up to the age of 18 ygdisropean union

of medical specialists, 2015) This specialism should be well accessible for children in a country,
whether the primary child health care system is Bediatrician or GRled, openor with a

gatekeeping function.On the other hand the general expertisef GPds important for the access
and functioning of a primary care system. It is advised that Paediatricians, GPs, family physicians
and nurses aretrained in an integrated way to warrant the use ot a ¢ h  cexphbrtise dndto
further quality of care.

The MOCHA project adds to the evaluation of the EU primary health care systems and further
monitoring of changes in the services targeted at children and young people. It is advised to
sustain the transformation of the EU/EER systems with research.

?
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Overall conclusion

The aim of this study wasto obtain consensus statementfrom stakeholders in primary child
health careon the changes needed in their countriego optimize primary child health care
systems The stakeholders expressed a need for improvements to the chpdmary care system
and highly agreedon three potential scenarios for improvement Hovever they also identified
barriers for the implementation of the forecasted system component§ he participants of the
focus groups werenext able to reach consensus on ways of achieving optimal care with regard
to the various scenarios presented in our studyThe following primary child health care system
components were seen as importantor optimization :

public access to information about vaccination,

open access to services for adolescents and confidentiality until treatment is in place,
coordination and continuity of care,

continuity of information on children’s
1 andincreaseof sizeand of availability of training of the primary care workforce.

= =4 —a -

Heterogeneity was found between countries with regard to the presence of these system
componentsand their demand for changePrimary care systems with open access seemed to
have the highest demand for changing system components. (& gatekeeper systems,
generally rated as strong primary care systems, felt the least urgency for transforming system
components.The stakeholderscalled for support from national governments and the EU for
necessary changes in the systems and exchange of best practi€sar policy making and
increaseofresoure s coul d benefit systems’ changes.
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Appendix 1. Correlation matrix

Matrix with correlation between country characteristics.
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Appendix 2. Interview protocol for scenario building

Interview protocol for scenario building z example chronic care

In your opinion, which characteristics of a primary care system stand out with respect to
its quality and effectiveness?

Please answer the following questions.

=

Which primary care system(s) or components of system(s):

T stand out with regard to chronic cae? (For instance with regard to the disease
management of asthma.)

1 are most effective and have the highest quality with regard to chronic care? (For instance

with regard to the disease management of asthma.)

2. What indicators or determinants/features/princ iples of the primary care system(s) are
the most influential for a good performance with regard to chronic care? (For instance
with regard to the disease management of asthma.)

Please also take into account possible differences between countries (NortheiBastern,
Western, Southern Europe).

Examples system elements

Structure | Funding Financing, salaries

Workforce Type of professional, trained professional

Governance/policy | Preventive programs, screening programs

Level Child (micro), family, community (meso), health and social
care services (exo), social and political context (macro)

Process | Access Opening hours, confidentiality, free access, autonomy

Continuity of care Longitudinal, informational, relational

Coordination of Skills mix, integration
care

Comprehensiveness| Medical procedures, preventive care, health promotion
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Which evidence from your WP is already available at this moment with regard to the

performance of (components) of systems?

Please fill out the scheme below.

Health topic: asthma

1. Please rate the following indicators by turning each box green (= important

indicator/contributor) or red (= not an important indicator/contributor).

AND

2. Please explain why a determinant/indicator contributes or not by filling out he

appropriate (red or green) box (see example below).

Component/subsystem

Indicator/determinant

Chronic care

Gatekeeper

Funding

Workforce

Governance/policy

Level

Accessibility

Continuity of care

Coordination of care

Comprehensiveness

Culture

Transferability

Child centricity

Empowerment/family
care

Equity

IT / registration

70
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Other:

Other:

Index

Important indicator/contributor

Not an important indicator/contributor
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Appendix 3. Scenarios

Imaginary scenario 1: Prevention and surveillance

In the year2025 children, aged 04 years, in your country are vaccinated against measles
through specialized preventive child health services , suchas wellchild clinics or a
specialized nurse in a community centre. These services are built around child or public health
nurses, with other child health professionals, such as physicians and psychologists in a child
health team. Such services contributéo high vaccination rates. It also helps to achieve more
equal access to healthcare for socially disadvantaged families.

Specialized preventive health services are well accessible and do not only offer vaccination,
but also other (preventive) health senices that address needs of children. They are within
reasonable reach of parents and children, with ample opening hours, have good appointment
systems and other aspects of service organization and delivery that allow children to obtain the
services when trey need them. They areomprehensive , offering also curative, social andare
coordination _services. Followup and a good relationship between the professional and
children and their guardians ensurecontinuity of care . Continuity of information through
availability of information about previous problems and the services used, and the managemen
of this information satisfies the care and needs of the patient and his / her family .

A vaccination rate 0f98% of 0-4 year old children has been achieved i2025.

Definitions becoming visible after hovering above words in blue:

Specialized preventive health service:

A specialized preventive health service means that there is a special organisation of preventive
health services (such as welbaby clinics or a speialized nurse in a community centre)These
are built around child or public health nurses, with other child health professionals, such as
physicians and psychologists acting as consultants in a child health team.

Access:

Accessible primary care is avadlble within reasonable reach of parents and children, with ample
opening hours, good appointment systems and other aspects of service organization and
delivery that allow children to obtain the services when they need them.

Comprehensiveness:

Comprehensive pri mary care identifies the full r
resources to manage themt assumes not only curative care, but also preventive care and heal
promotion, and often requires other services such as social.

ange
th

Coordination of care:

?
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Coordinated primary care is deliberately organizing child care activities and sharing of

i nformati on among al l of the participants
more effective care. It involves the availability of information about gvious problems and the
services used, and the management of this information to satisfy the care and needs of the
patient and his / her family.

Continuity:

Continuous primary care is having a longerm relationship between primary care providers and
children and parents in their practice beyond specific episodes of illness or disease.

Imaginary scenario 2 Treatment and monitoring

In the year 2025, 412 year old children diagnosed with asthma or complex needs in your
country are treated and monitored by . Health professionals working
in , attain better health outcomes compared to healtprofessionals
working independent from each other. Teamwork not only applies to children with single
chronic conditions, such as asthma, but also to children with complex health problems, such as
traumatic brain injury, in which many care providers are inwlved.

The multidisciplinary teams show a good and balanced qualifications and training.
is offered and the among practitioners and across

organizations and time. The sharing of confidential information ians to achieve safer and more

effective care for the child. It involves the availability of information about previous problems

and the services used, and the management of this information to satisfy the care and needs gf

the patient and his / her family.

In 2025, 80% of 4-12 year old children diagnosed with asthma or complex needs in your
country are treated and monitored by, and are able to carry out their
daily activities without being hindered by their illness.

Definitions
Multidisciplinary team

A multidisciplinary team is composed of health professionals of different disciplines who work
together in the hospital and/or primary care, e.g. collaboration between primary care, educatiomn
and social services (teacher, a family doctpa social worker discussing a case) (Brenner et al.,
2017b).

Skill -mix

The skill-mix refers to the composition of the workforce and the balance among health
professionals and their qualifications and training.

Coordination of care

Coordinated primary care is deliberately organizing child care activities and sharing of
i nformation among al l of the participants
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safer and more effective care. It involves the availability of information about previous pblems
and the services used, and the management of this information to satisfy the care and needs @
the patient and his / her family.

Continuity of care

Continuity of care consists of the degree to which the care needed by a patient is coordinated
among practitioners and across organizations and time.

Imaginary scenario 3: Problem recognition/diagnosis

In the year2025 adolescent mental health problemssuch as depression, are recognised early,
through guaranteed to :

provide early problem recognition of mental health problems, such as depression, for
adolescents aged 128 without needing parental consent. This leads to earlier problem
recognition, compared to nonconfidential access.

Confidential means information shared between health professional and adolescent is
not shared with others. is ensured within any healthcare setting, except in life
threatening situations or abuse. The adolescent health service is available within reasonable
reach of the adolescent, with ample opening hours, good appointment systems and other aspe
of service organization and élivery that allow adolescents to obtain accessible services when
they need them.

At least30% of adolescent mental health problems, such as depression, are recognised early
2025, through guaranteed confidential access to adolescent health services

Definitions becoming visible after hovering above words in blue:

Adolescent health services in primary care

Adolescent primary care services include the identification and management of common
adolescent disorders, (1) acute situations, (2) chronic and relmdlitation care as well as (3)
prevention and health promotion. All are an integral part of adolescent health care.

Confidential access

Access to adolescent health services without needing parental consent.

Access

Accessible primary care is available wvthin reasonable reach of the adolescent, with ample
opening hours, good appointment systems and other aspects of service organization and
delivery that allow adolescents to obtain the services when they need them.

Confidentiality

?
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Confidentiality means nformation shared between health professional and adolescent is not
shared with others. Confidentiality is ensured within any healthcare setting, except in life
threatening situations or abuse.
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Appendix 4. Questionnaires
f e.2 7
.. r | l i

Models of Child Health Appraised

(A Study of Primary Healthcare in 30 European countries)

Dear Sir/Madam,

We areperforming a European research project which will appraise models of child healthcare in
Europe (the MOCHA project). First, we gathered informationvhat systems of healthcare exist for
children in 30 EU/EEA countries. Currently we are analysing whiidinigublocks or components of
health care systems might contribute to good outcomes and high quality. We would like to receive
your feedback on whether these components of primary child healthcare systems have the potential
to form part of an optimal modeof primary care.

In this questionnaire, we present an imaginary scenario for the future of child healthcare. The
scenario presented does not necessarily reflect outcomes of the MOCHA project. It is meant to gain
insight into issues of changing child hbaare systems in European countries.

Your input is invaluable: using the results of this questionnaire and additional data from the analyses
carried out in the MOCHA work packages, a second round of consultation of stakeholders will be
carried out . Th final results of this study will be presented in a report on the feasibility and
acceptability of optimal models of primary child healthcare.

If you have any questions concerning our questionnaire or about the MOCHA project in general,
please contacine (paul.kocken@tno.nlor visit the MOCHA website
www.childhealthservicemodels.eu

We would appreciate receiving your respormfore April 6".

Thank youn advance and best regards on behalf of the MOCHA project team,

76 :_-’O',|“
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Dr. Paul Kocken

Introduction

The MOCHA project wants your opinion on one Or mor e
health. We chose these topics based on the work performed in MOCHA, because they cover three
different age-groups and different functions within the healthcare system.

Function of healthcare system Tracer Age group
4. Prevention of communicable .
diseases Comprehensive infant measles 0-4 years old
vaccination coverage
5. Treatment and monitoring of a 1. Asthma care

chronic or complex care condition 2. Care for children with 4-12 years old

complex needs (for

example children with

traumatic brain injury)
6. Problem recognition/early

diagnosis Early identification of mental health = 12-18 years old

disorder

Question 1.

Please choose one of the following topics:

Prevention of communicable diseases (vaccination as a tracer for preventive care services) (young
children) > GO TO Questionnaire on Prevention of communiciddases

Treatment and monitoring of a chronic condition (optimising chronic health care e.g. asthma, particularly
in terms of workforce) (schoalge children) > GO TO Questionnaire on Treatment and monitoring of a
chronic condition

Problem recognition / arly diagnosis (Early identification of mental health disorder) (adolescents) > GO TO
Questionnaire on Problem recognition / early diagnosis

Prevention of communicable diseases

Part 1.

Question 1

From your experience and knowledge, how @#ant vaccination coveragefor example measles
vaccination, beptimizedin your country? (multiple answers possible)
No changes needed

Electronic Scheduling, reminder and recording system

Public information

A specialised preventive health care service, asawelchild clinic
Additional preventive health care workforce

Electronic healthcare

Working in multidisciplinary teams

Doctor and nurse training

Quality assurance, such as implementation guidelines
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10. Collaboration and coordination between health cpreviders
11. Increase of budgets

12. Improvement of geographical access

13. Child/ parent involvement or garoduction

Other:

Question 2

Please explain why you chose [insert answers Q1] in the previous question.

Access:

Accessible primary careasailable within reasonable reach of parents and children, with ample
opening hours, good appointment systems and other aspects of service organization and delivery
that allow children to obtain the services when they need them.

Question 3

From yourexperience and knowledge, cancesgo primary child healthcare, including vaccinations,
be optimizedin your country?

No (no change needed)

Yes, please explain hawecess to primary child healthcare can be optimized in your country

Comprehensiveness:

/| 2YLINBKSYaA @S LINAYINE OFNB ARSYGAFTASA GKS |[FdzE £ N
manage themlt assumes not only curative care, but also preventive care and health promotion] and
often requires other services such as social work.

Quedion 4

From your experience and knowledge, camprehensivenes# primary child healthcare, including
vaccinations, beptimizedin your country?

No (no change needed)

Yes, please explain hawmprehensiveness in primary child healthcare can be optimizgdur
country

Coordination of care:

?
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Coordinated primary care is deliberately organizing child care activities and sharing of information
FY2y3 |ttt 2F GKS LINIAOALIYyGA O2yOSNYySR gAGK I C
It involvesthe availability of information about previous problems and the services used, and th

management of this information to satisfy the care and needs of the patient and his / her family.

Question 5

From your experience and knowledge, @aordination of cae in primary child healthcare, including
vaccinations, beptimizedin your country?

No (no change needed)

Yes, please explain hawordination of care in primary child healthcare can be optimized in your
country

Continuity:

Continuous primary care gaving a longerm relationship between primary care providers and
children and parents in their practice beyond specific episodes of illness or disease.

Question 6

From your experience and knowledge, @amtinuity in primary child healthcare, including
vaccinations, beptimizedin your country?

No (no change needed)

Yes, please explain hantinuity of care in primary child healthcare can be optimized in your
country

Part 2.

We present an imaginary scenario for the future of infant measles vaccination coverage. The scenario
presented does not necessarily reflect outcomes of the MOCHA project. It is meant to gain insight
into issues of changing child healthcare systems in Eaogountries.

Please read carefully the information in box 1 below and answer the questions.

Box 1

Imaginary scenaridgfor definitions, hover above words Fue):

In the year2025children, aged @ years, in your country are vaccinated against rfesathrough

specialized preventive child health servigesuch as welthild clinics or a specialized nurse in a
community centre. These services are built around child or public health nurses, with other child
health professionals, such as physicians psythologists in a child health team. Such services
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contribute to high vaccination rates. It also helps to achieve more equal access to healthcare for

socially disadvantaged families.

are well and do not only offer vaccination, but alsp

other (preventive) health services that address needs of children. They are within reasonable reach

of parents and children, with ample opening hours, have good appointment systems and other
aspects of service ganization and delivery that allow children to obtain the services when they
need them. They are > offering also curative, social and Services.
Followup and a good relationship between the professional and children anddgherdians ensure
> Continuity of information through availability of information about previous
problems and the services used, and the management of this information satisfies the care ang
needs of the patient and his / her family .

A vaccination rate dd8%o0f 0-4 year old children has been achieve@d25

Definitions becoming visible after hovering above words in blue:

Specialized preventive health service:

A specialized preventive health service means that there is a specalisagon of preventive
health services (such as wbHby clinics or a specialized nurse in a community ceriffegse are
built around child or public health nurses, with other child health professionals, such as physici
and psychologists acting asmsultants in a child health team.

Access:

Accessible primary care is available within reasonable reach of parents and children, with amp
opening hours, good appointment systems and other aspects of service organization and deliv
that allow children ¢ obtain the services when they need them.

Comprehensiveness:

/| 2YLINBKSYaA@dS LINAYINE OFNB ARSYyGAFASa (KS
manage themlIt assumes not only curative care, but also preventive care and health pramatial
often requires other services such as social.

Coordination of care:

)

ans

Coordinated primary care is deliberately organizing child care activities and sharing of information

FY2y3 ff 2F (GKS LI NGAOALN yia OAados aifgcBvR caiei
It involves the availability of information about previous problems and the services used, and th

management of this information to satisfy the care and needs of the patient and his / her family.

Continuity:

Continuous primary caris having a lonterm relationship between primary care providers and

0K
e

children and parents in their practice beyond specific episodes of illness or disease.

?
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Question 1

What do you think aredvantagesof specialized preventive child health servicisgeneral (see Box
1)?

Question 2

What do you think arelisadvantage®f specialized preventive child health servicesgenera(see
Box 1)?

Question 3

If the primary child healthcare system in your country were changed tovwsresialized preveie
child health services (sd#ox 1), would you be against that (negative), or would you be in favour of
that (positive)?

Against (negative) >4a
In favour (positive) >4b
Both against and in favour > 4a & 4 b

My country already has such a model in plade

Question 4a

Please explain why you would bgainstchanging towardspecialized preventive child health
serviceqsee Box 1) in your country.

Question 4b

Please explain why you would befavour of changing towardspecialized preventive child hétal
servicegsee Box 1) in your country.

Question 4c¢

Do you think the model in Box 1 should stay in place in your country?
Yes >4.1a
No > 4.1b

Question 4.1a

Please explain why you think the model in Box 1 should stay in place in your country.

Question4.1b

Please explain why you think the model in Box 1 should not stay in place in your country.

MBCHA
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Question 5

In your opinion, do you think the scenario presented in Box 1 is feasible for your country?
Yes > 6a

Maybe > 6a

No > 6b

Question 6a

Please explain why you think the scenario in Bmidght befeasible in your country

Question 6b

Please explain why you think the scenario in Baxribtfeasible in your country

Question 7a

Whichthree factors do you consider the most importaparriers for changing from the current
situation towards the situation in Box 1 in your own country? (please check maximum three boxes)

Thecharacteristicsof the population in my country

Theperception of health and health servicesf the population in my country

Attitude towards the advantages of comprehensive, child centred specialized preventive child health
services of the population in my country

Theevidence bas®f specialized preventive child health services
Thecontent of specialized preventive ciihealth services

Thelocal and organizationasetting in my country

Thehealthcare system and service provisiém my country (including workforce and costs)

Thekey stakeholderdn my country

Thepolicy and legislatiorin my country

Otherbarrier:

(for examples, hover above wordsiine)

Question 7b

Please explain why you considered these three factors the most impdstarniersfor changing
towards the situation in Box 1 in your own country?

Question 8a
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Whichthree factors do you consider the most importafaicilitators for changing towards the
situation in Box 1 in your own country? (please check maximum three boxes)

Thecharacteristicsof the population in my country

Theperception of health and health serviceaf the population in my country

Attitude towards the advantages of comprehensive, child centred specialized preventive child health
services of the population in my country

Theevidence bas®f specialized preventive child health services
Thecontent of specialized preventive child health services

Thelocal and organizationasetting in my country

Thehealthcare system and service provisiém my country (including workforce and costs)

Thekey stakeholderdn my country

Thepolicy and legislatiorin my @untry

Other facilitator:

(for examples, hover above wordsiine)

Question 8b

Please explain why you considered these three factors the most impdraititator for changing
towards the situation in Box 1 in your own country?

Examples appearing after hovering over blue words:

The population in my country

Thecharacteristicsof the population in my country
for example:
Epidemiologic characteristics (health status with regard to the health topig
Sociodemographicharacteristics (sex, age, socioeconomic status)

Cultural/social (including individual) characteristics (cultural values and
lifestyle)

Cognitive characteristics (cognition, e.g. depending on age)

Socieeducational characteristics (health education anercy, being
informed)

Theperception of health and health servicesf the population in my country
for example:
The risk perception of the population regarding the danger of measles

Views on the importance of cooperation between providers agapients
(including trust in the professional providers)

21 )
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Attitude towards the advantages of comprehensive, child centred specializ
preventive child health services of the population in my country

for example:

The extent to which specialized preventistgld health services are asked fo
by the population

The acceptability of specialized preventive child health services and their
professional providers

The motivation (willingness) to change and take part in specialized prever
child health services

The characteristics of the (preliminary) optimal model

Theevidence bas®f specialized preventive child health services
for example:

Quality of primary evidence (how convincing the evidence is to anticipate
successful change)

Utility/usefulness oprimary evidence (how useful and applicable the
evidence is for planning of a successful change)

Thecontent of specialized preventive child health services
for example:

The concept of specialized preventive child health services (characteristic
the model, complexity, tools and materials)

The possibility of adaptations while keeping the key components of
specialized preventive child health services

The organizational and socipolitical context in my country

Thelocal and organizationasetting inmy country
for example:
Local/organizational climate

Awareness and readiness in terms of organizational (including political) w
for implementation.

DecisionY I { SNAQkf SI RSNA Ll2aAdGA @S LISND
health services and its importance/priority, , status,

Support of decision makers and management

Thehealthcare system and service provisiégm my country
for example:

The stucture of the healthcare system and services (organization, financir
system, availability of alternatives)

Conditions of health service provision (professional expertise, availability
resources, accessibility)

Thekey stakeholdersn my country

for example:

Types of partners, networks and their involvement
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Different personal and professional interests of stakeholders

Thepolicy and legislationin my country
for example:
National policy and political programs
Political climate and will

Local policy

Legislation

Question 9

At the end of the MOCHA project, we will communicate eviddvased recommendations for
optimal child healthcare models to all countries.

In the following questions we would like your opinion on how health patieking is best achieved
in your country.

a) In your opinion, whastrategyis most effective for communicating
recommendations, to ensure implementation of optimal models in yountg®@
(for example, through a new policy act, through the media, through impact of
authorities, etc.)

b) In your opinion, whicharget audiences most effective for communicating
recommendations, to ensure implementation of optimal models in your country?
(for example, patients, decision makers, parents, health professionals, etc.)?

¢) In your opinion, whicliormat is most effective for communicating
recommendations, to ensure implementation of optimal models in your country?
(for example, an official EU report, a scientific publication in a-pegewed journal,
a news item in popular media, seminars, etc.)
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Problem recognition/early diagnosis

Part 1.

Question 1

From your experience and knowledge, how eanly recognition ofmental health problems in
adolescents for example depression, lmptimizedin your country? (multiple answers possible)

1. No changeseeded

2 Electronic record system

3 Public information

4 A specialised preventive health care service, such as-ahildiclinic

5. Additional preventive health care workforce

6. Electronic healthcare

7 Working in multidisciplinary teams

8 Doctor and nurse training

9. Quiality assurance, such as implementation guidelines

10. Collaboration and coordination between health care providers

11. Increase of budgets

12. Improvement of geographical access

13. Confidential access for adolescents

14. School health services

15. Child involvement / eproduction

16. Other:

Question 2

Please explain why you chose [insert answers Q1] in the previous question.

Access

Accessible primary care is available within reasonable reach of the adolescent, with ample ope
hours, good appointment systenasd other aspects of service organization and delivery that allg

ning
W

adolescents to obtain the services when they need them.

Question 3

From your experience and knowledge, @tesgo primary child healthcare, including early
recognition of mental health problems in adolescentsopémizedin your country?

No (no change needed)

Yes, please explain hawecesgo primary child healthcare can be optimized in your country

?
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Confidentidity

Confidentiality means information shared between health professional and adolescent is not shared
with others. Confidentiality is ensured within any healthcare setting, except in life threatening
situations or abuse.

Question 4

From your experiencand knowledge, caoonfidentiality in primary child healthcare, including early
recognition of mental health problems in adolescentsopémizedin your country?

No (no change needed)

Yes, please explain hawnfidentiality in primary child healthcare ocabe optimized in your country

Part 2.

We present an imaginary scenario for the future ofearly recognition of mental health problems in
adolescents The scenario presented does not necessarily reflect outcomes of the MOCHA project. It
is meant to gain insight into issues of changing child healthcare systems in European countries.

Please read carefully the information in box 1 below and answeruéstigns.

Box 1

Imaginary scenaridfor definitions, hover above words iriue):

In the year2025adolescent mental health problems, such as depression, are recognised early,
through guaranteedonfidential acces$o adolescent health servicesAdolescent Health Services
provide early problem recognition of mental health problems, such as depression, for adolescents

aged 1218 without needing parental consent. This leads to earlier problem recognition, compated to
non-confidential access.

Confidentialaccesameans information shared between health professional and adolescent is not
shared with othersConfidentialityis ensured within any healthcare setting, except in life
threatening situations or abuse. The adolescent health serviceitable within reasonable reach gf
the adolescent, with ample opening hours, good appointment systems and other aspects of sefvice

organization and delivery that allow adolescents to obtain accessible services when they need|them.

At least30%o0f adolesent mental health problems, such as depression, are recognisedie@025
through guaranteed confidential access to adolescent health services

?
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Definitions becoming visible after hovering above words in blue:

Adolescent health services in primary care

Adolescent primary care services include the identification and management of common adolescent
disorders, (1) acute situations, (2) chronic and rehabilitation care as well as (3) prevention and|health
promotion. All are an integral part of adolescent lalare.

Confidential access

Access to adolescent health services without needing parental consent.

Access

Accessible primary care is available within reasonable reach of the adolescent, with ample opening
hours, good appointment systems and other agpeaaf service organization and delivery that allow
adolescents to obtain the services when they need them.

Confidentiality

Confidentiality means information shared between health professional and adolescent is not shared
with others. Confidentiality isnsured within any healthcare setting, except in life threatening
situations or abuse.

Question 1

What do you think ar@dvantagesof early problem recognition of mental health problems in which
confidential accesso healthcare for adolescents is guataed, in general (see Box 1)?

Question 2

What do you think arelisadvantage®f early problem recognition of mental health problems in
whichconfidential acces$o healthcare for adolescents is guaranteed, in general (see Box 1)?

Question 3

If the primary child healthcare system in your country were changed towend§idential access to
healthcare for adolescen{see Box 1), would you be against that (negative), or would you be in
favour of that (positive)?

Against (negative) >4a
In favour (positivep4b
Both against and in favour >4a &4 b

My country already has such a model in place >4c

?
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Question 4a

Please explain why you would bgainstchanging towardgonfidential access to healthcare for
adolescentgsee Box 1) in your country.

Question 4b

Please explain why you would befavour of changing towardsonfidential access to healthcare for
adolescentgsee Box 1) in your country.

Question 4c

Do you think the model in Box 1 should stay in place in your country?
Yes >4.1a
No >4.1b

Question4.1a

Please explain why you think the model in Box 1 should stay in place in your country.

Question 4.1b

Please explain why you think the model in Box 1 should not stay in place in your country.

Question 5

In your opinion, do you think the scenario prased in Box 1 is feasible for your country?
Yes > 6a

Maybe > 6a

No > 6b

Question 6a

Please explain why you think the scenario in Baxdht befeasible in your country

Question 6b

Please explain why you think the scenario in Baxribt feasible inyour country

Question 7a

Whichthree factors do you consider the most importasarriersfor changing towards the situation
in Box 1 in your own country? (please check maximum three boxes)

B CHA
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Thecharacteristicsof the population in my country

Theperception of health and health serviceof the population in my country

Attitude towards confidential access to healthcare for adolescents of the population in my country
Theevidence bas®f confidential access to healthcare for adolescents
Thecontent of confidential access to healthcare for adolescents

Thelocal and organizationasetting in my country

Thehealthcare system and service provisiém my country (including costs and workforce)

Thekey stakeholderdn my country

Thepolicy andlegislationin my country

Other barrier:

(for examples, hover above wordshine)

Question 7b

Please explain why you considered these three factors the most impdstarniersfor changing
towards the situation in Box 1 in your own country?

Question 8a

Whichthree factors do you consider the most importafaicilitators for changing towards the
situation in Box 1 in your own country? (please check maximum three boxes)

Thecharacteristicsof the population in my country

Theperception of health and health serviceaf the population in my country

Attitude towards confidential access to healthcare for adolescents of the population in my country
Theevidence bas®f confidentialaccess to healthcare for adolescents

Thecontent of confidential access to healthcare for adolescents[@hel and organizationasetting
in my country

Thehealthcare system and service provisiam my country (including costs and workforce)

Thekey stékeholdersin my country

Thepolicy and legislatiorin my country

Other facilitator:

(for examples, hover above wordsiine)

Question 8b

Please explain why you considered these three factors the most impdraititator for changing
towards the situation in Box 1 in your own country?

21 )
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Examples appearing after hovering over blue words:

The population in my country

Thecharacteristicsof the population in my country
for example:
Epidemiologic characteristics (healttatus with regard to the health topic)
Sociodemographic characteristics (sex, age, socioeconomic status)

Cultural/social (including individual) characteristics (cultural values and
lifestyle)

Cognitive characteristics (cognition, e.g. depending on age)

Socio-educational characteristics (health education and literacy, being
informed)

Theperception of health and health servicdsy the population in my country
for example:
The need for confidential access for adolescents

Views on the importance of coopaion between providers and recipients
(including trust in the professional providers)

Attitude towards confidential access to healthcare for adolescents of the
population in my country

for example:

The extent to which confidential access to healthcianreadolescents is asked
for by the population

The acceptability of confidential access to healthcare for adolescents

The motivation (willingness) to change and provide confidential access to
healthcare for adolescents

The characteristics of th@reliminary) optimal model

Theevidence bas®f confidential access to healthcare for adolescents
for example:

Quality of primary evidence (how convincing the evidence is to anticipate
successful change)

Utility/usefulness of primary evidence (how dskand applicable the
evidence is for planning of a successful change)

Thecontent of confidential access to healthcare for adolescents
for example:

The concept of confidential access to healthcare for adolescents
(characteristics of the modetomplexity, tools and materials)

by #F 3 -
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The possibility of adaptations while keeping the key components of
confidential access to healthcare for adolescents

The organizational and socipolitical context in my country

Thelocal and organizationasetting in mycountry
for example:
Local/organizational climate

Awareness and readiness in terms of organizational (including political) w
for implementation.

DecisionY I { SNAQkf SI RSNA Ll2aArAidGA @S LISND
healthcare for adolescents and iteportance/priority and status

Support of decision makers and management

Thehealthcare system and service provisiagm my country
for example:

The structure of the healthcare system and services (organization, financi
system, availability odilternatives)

Conditions of health service provision (professional expertise, availability
resources, accessibility)

Thecoordination playersn my country
for example:
Types of partners, networks and their involvement

Different personal and professiahinterests of stakeholders

Thepolicy and legislatiorin my country
for example:
National policy and political programs
Political climate and will

Local policy

Legislation

Question 9

At the end of the MOCHA project, we will communicetedencebased recommendations for
optimal child healthcare models to all countries.

In the following questions we would like your opinion on how health patieking is best achieved
in your country.

by #F 3 -
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d) In your opinion, whastrategyis most effective focommunicating
recommendations, to ensure implementation of optimal models in your country?
(for example, through a new policy act, through the media, through impact of
authorities, etc.)

e) Inyour opinion, whicltarget audienceis most effective for commmicating
recommendations, to ensure implementation of optimal models in your country?
(for example, patients, decision makers, parents, health professionals, etc.)?

f) In your opinion, whicliormat is most effective for communicating
recommendations, to ensa implementation of optimal models in your country?
(for example, an official EU report, a scientific publication in a-pedewed journal,
a news item in popular media, seminars, etc.)

Treatment and monitoring of a chronic  or complex care condition

Part 1.

Question 1

From your experience and knowledge, how t@atment and monitoring of a chronic condition
for example asthma or traumatic brain injury, bptimizedin your country?

No changes needed

Electronic Scheduling, reminder and recording system

Public information

A specialised preventive health care service, such as-ahildiclinic
Additional preventive health care workforce

Electronic healthcare

Working in multidisciplinary teams

Doctor and nurse training

Quiality assurance, such as implementation guidelines
Collaboration and coordination between health care providers
Increase of budgets

Improvement of geographical access

Confidential access for adolescents

School health services

Child/ parent involvement or garoduction

Other:

Question 2

1 e .
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Please explain why you chose [insert answers Q1] in the previous question.

Skilkmix

The skilimix refers to the composition of the workforce and the balance among headtfessionals
and their qualifications and training.

Question 3

From your experience and knowledge, can $kél-mix in primary child healthcare, including
treatment and monitoring of a chronic condition, bptimizedin your country?

No (no change needk

Yes, please explain hahe skill-mix in primary child healthcare can be optimized in your country

Coordination of care

Coordinated primary care is deliberately organizing child care activities and sharing of information
among all of the participan®®2 Yy OSSN}y SR gAGK | OKAf RQa OF NB |[sAlK
effective care. It involves the availability of information about previous problems and the services

used, and the management of this information to satisfy the care and needs of treapatid his /
her family.

Question 4

From your experience and knowledge, @aordination of carein primary child healthcare, including
treatment and monitoring of a chronic condition, bptimizedin your country?

No (no change needed)

Yes, please explahowcoordination of caren primary child healthcare can be optimized in your
country

Continuity of care

Continuity of care consists of the degree to which the care needed by a patient is coordinated among

practitioners and across organizations anddim

Question 4

From your experience and knowledge, @amtinuity of carein primary child healthcare, including
treatment and monitoring of a chronic condition, bptimizedin your country?

No (no change needed)

Yes, please explain hawntinuity of carein primary child healthcare can be optimized in your
country

Part 2.
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We present an imaginary scenario for the future of chronic health care, particularly in terms of
workforce. The scenario presented does not necessarily reflect outcomes of the MOCHA project. It is
meant to gain insight into issues of changing child healte systems in European countries.

Please read carefully the information in box 1 below and answer the questions.

Box 1

Imaginary scenaridfor definitions, hover above words friue):

[}

In the year 2025,42 year old children diagnosed with asthmacomplex needs in your country ar
treated and monitored bynultidisciplinary teams Health professionals working inultidisciplinary

teams, attain better health outcomes compared to health professionals working independent from
each other. Teamwork not &y applies to children with single chronic conditions, such as asthma,
but also to children with complex health problems, such as traumatic brain injury, in which many
care providers are involved.

The multidisciplinary teams show a gogdils-mix and bdanced qualifications and training.
Continuity of careis offered and thecare is coordinate@mong practitioners and across

organizations and time. The sharing of confidential information aims to achieve safer and more
effective care for the child. It imlves the availability of information about previous problems and
the services used, and the management of this information to satisfy the care and needs of the
patient and his / her family.

In 2025,80%0f 4-12 year old children diagnosed with asthmacomplex needs in your country are
treated and monitored bynultidisciplinary teamsand are able to carry out their daily activities
without being hindered by their illness.

Definitions
Multidisciplinary team

A multidisciplinary team is composed of hegtifofessionals of different disciplines who work
together in the hospital and/or primary care, e.g. collaboration between primary care, education and
social services (teacher, a family doctor, a social worker discussing a case) (Brenner et al., 2017b).

Skilkmix

The skilimix refers to the composition of the workforce and the balance among health professignals
and their qualifications and training.

Coordination of care

Coordinated primary care is deliberately organizing child care activities and sbannfigrmation
FY2y3 ff 2F GKS LI NGAOALI yida O2yOSNYSR 6AGK
effective care. It involves the availability of information about previous problems and the services

?
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used, and the management of this infortin to satisfy the care and needs of the patient and his|/
her family.

Continuity of care

Continuity of care consists of the degree to which the care needed by a patient is coordinated among
practitioners and across organizations and time.

Question la

What do you think aredvantagesof working in multidisciplinary teamgor children with asthma?
(see Box 1)?

Question 2a

What do you think arelisadvantage®of working in multidisciplinary teamgor children with
asthma? (see Box 1)?

Question 1b

Wha do you think areadvantagesof working in multidisciplinary teamsor children with traumatic
brain injury? (see Box 1)?

Question 2b

What do you think are thdisadvantagef working in multidisciplinary teamgor children with
traumatic brain injuy? (see Box 1)?

Question 3

If the primary child healthcare system in your country were changed towaodsing in
multidisciplinary teamgsee Box 1), would you be against that (negative), or would you be in favour
of that (positive)?

Against (negativey4a
In favour (positive) >4b
Both against and in favour >4a &4 b

My country already has such a model in place >4c

Question 4a

Please explain why you would bgainstchanging towardgvorking in multidisciplinary teamsee
Box 1) in your country.

Quedion 4b

Please explain why you would befavour of changing towardsvorking in multidisciplinary teams
(see Box 1) in your country.

Bl A
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Question 4c¢

Do you think the model in Box 1 should stay in place in your country?
Yes > 4.1a
No > 4.1b

Question 4.1a

Please explain why you think the model in Box 1 should stay in place in your country.

Question 4.1b

Please explain why you think the model in Box 1 should not stay in place in your country.

Question 5
In your opinion, do you think the situation presented in Box 1 is feasible for your country?

Yes > 6a
Maybe > 6a
No > 6b

Question 6a

Please explain why you think the situation in Boright befeasible in your country

Question 6b

Please explain why you think the situation in Bas ot feasible in your country

Question 7a

Whichthree factors do you consider the most importasarriersfor changing towards the situation
in Box 1 in your own country? (please check maximum three$o

Thecharacteristicsof the population in my country

Theperception of health and health serviceaf the population in my country

Attitude towardsworking in multidisciplinary teamaf the population in my country
Theevidence bas®f working in mulidisciplinary teams
Thecontent of working in multidisciplinary teams

Thelocal and organizationasetting in my country

Thehealthcare system and service provisiém my country (including costs and workforce)

Thekey stakeholderdn my country

es £ el .
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Thepolicy and legislatiorin my country

Other barrier:

(for examples, hover above wordsiine)

Question 7b

Please explain why you considered these three factors the most impdstariersfor changing
towards the situation in Box 1 in your own country?

Question 8a

Whichthree factors do you consider the most importafaicilitators for changing towards the
situation in Box 1 in your own country? (please check maximum three boxes)

Thecharacteristicsof the population in my country

Theperception of health and health serviceaf the population in my country

Attitude towardsworking in multidisciplinary teamaf the population in my country

Theevidence bas®f working in multidiscipliary teamsThecontent of working in multidisciplinary teams
Thelocal and organizationasetting in my country

Thehealthcare system and service provisiam my country (including costs and workforce)

Thekey stakeholderdn my country

Thepolicy andlegislationin my country

Other facilitators :

(for examples, hover above wordsiine)

Question 8b

Please explain why you considered these three factors the most impdraititator for changing
towards the situation in Box 1 in ypown country?

Examples appearing after hovering over blue words:

The population in my country

Thecharacteristicof the population in my country
for example:
Epidemiologic characteristics (health status with regard to the health topiq
Sociodemographic characteristics (sex, age, socioeconomic status)

Cultural/social (including individual) characteristics (cultural values and
lifestyle)

Cognitive characteristics (cognition, e.g. depending on age)
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Socieeducational characteristics (healdducation and literacy, being
informed)

Theperception of health and health servicdsy the population in my country

for example:
The need for working in multidisciplinary teams

Views on the importance of cooperation between providers and recipients
(including trust in the professional providers)

Attitude towardsworking in multidisciplinary teamaf the population in my
country

for example:

The extent to which working in multidisciplinary teams is asked for by the
population

The acceptability of working in multidisciplinary teams

The motivation (willingness) to change to working in multidisciplinary tean

The characteristics of the (preliminary) optimal model

Theevidence basef working in multidisciplinary teams

for exanple:

Quality of primary evidence (how convincing the evidence is to anticipate
successful change)

Utility/usefulness of primary evidence (how useful and applicable the
evidence is for planning of a successful change)

Thecontent of working in multidisciplinary teams

for example:

The concept of working in multidisciplinary teams (characteristics of the
model, complexity, tools and materials)

The possibility of adaptations while keeping the key components of workir
multidisciplinary teams

The organizational and socipolitical context in my country

Thelocal and organizationasetting in my country

for example:
Local/organizational climate

Awareness and readiness in terms of organizational (including politigal)
for implementation.

DecisionY I { SNAQkf SI RSNR LI2aAdA @S LISND
teams and its importance/priority and status

Support of decision makers and management
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Thehealthcare system and service provisiammy country
for exanple:

The structure of the healthcare system and services (organization, financi
system, availability of alternatives)

Conditions of health service provision (professional expertise, availability
resources, accessibility)

Thecoordination playersn my country
for example:
Types of partners, networks and their involvement

Different personal and professional interests of stakeholders

Thepolicy and legislatiorin my country
for example:
National policy and political programs
Political climate and will

Local policy

Legislation

Question 9

At the end of the MOCHA project, we will communicate eviddvased recommendations for
optimal child healthcare models to all countries.

In the following questions we would like your opinion on how health patieking is best achieved
in your country.

g) Inyour opinion, whastrategyis most effective for communicating
recommendations, to ensure implementation of optimal models in yountg®@
(for example, through a new policy act, through the media, through impact of
authorities, etc.)

h) In your opinion, whicharget audiences most effective for communicating
recommendations, to ensure implementation of optimal models in your couiry,
your country? (for example, patients, decision makers, parents, health professionals,
etc.)?

i) Inyour opinion, whicliormat is most effective for communicating
recommendations, to ensure implementation of optimal models in your country?
(for example, an official EU report, a scientific publication in a-pegewed journal,
a news item in popular media, seminars, etc.)

by #F 3 -
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Background information

1. What is your country of residence? <list of EU countries>

2. What is your field of expertise? (multiple answers possible)
A policy
B practice
C knowledge and science
D end user (for example, representative of a patient advocacy group)
E other

3. How many years of experience do you have in this field?
Less than 5
Between 5 and 10 years
Between 10 and 20 years
More than 20 years

4. What is your current job title?

5. Please provide your full title and name if you wish to be acknowledgegbfarcontribution
in our final report (for example: Dr. Paul Kocken):

B CHNA
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Appendix 5. Participants information

Participants’ years of relevant working experien

Mental health 0 0,0% 5 23,8% 5 23,8% 11 52,4%
problems in

adolescents

Vaccination 0 0,0% 4 14,3% 9 32,1% 15 53,6%
coverage in infants

Treatment and 0 0,0% 2 10,5% 3 15,8% 14 73, 7%

monitoring of a
chronic or complex
care condition

Participants’ country of residence.
Open Gatekeeper & Gatekeeper &
access mixed led GRled TOtE.lI . T_otal T 27 Bl
countries countries RERER dlﬁerept
countries countries
Mental health N 8 10 8 26 14
problems in
adolescents
Countries  Austria Croatia Ireland Austria
Austria Croatia Latvia Croatia
Cyprus Croatia Latvia Cyprus
Germany Italy Latvia Germany
Germany Norway Netherlands Iceland
Germany Poland Netherlands Ireland
Iceland Spain Netherlands Italy
Slovakia Spain Romania Latvia
Spain Netherlands
Spain Norway
Poland
Romania
Slovakia
Spain
Vaccination coverage in N 8 16 13 37 19
infants
Countries Iceland Croatia Netherlands Austria
Austria Croatia Bulgaria Bulgaria
Cyprus Czech Republic  Denmark Croatia
Cyprus Finland Latvia Cyprus
Germany Greece Latvia Czech Republic

Models of Child Health Appraised
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Germany Italy Latvia Denmark
Slovakia Italy Netherlands Finland
Slovakia Italy Netherlands Germany
Italy Netherlands Greece
Poland Netherlands Iceland
Poland Romania Italy
Portugal Romania Latvia
Spain Sweden Netherlands
Spain Poland
Spain Portugal
Spain Romania
Slovakia
Spain
Sweden
Treatment and N 7 10 6 23 15
monitoring of a chronic
or complex care
condition
Countries  Austria Czech Republic  Bulgaria Austria
Austria Croatia Romania Bulgaria
Austria Hungary Denmark Croatia
Austria Italy Latvia Czech Republic
Germany Italy Netherlands Denmark
Germany Norway Netherlands Germany
Slovakia Spain Hungary
Spain Italy
Spain Italy
Spain Latvia
Netherlands
Norway
Romania
Slovakia
Spain
103 haliin
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Appendix 8 -/ # (! Al AOO CcOiI O6b 11 O0O0OAOAT OE
vaccination coverage and the importance of specialized preventive
OAOOEAAOQOG

June 20, 2018

Attendees focus group

Italy (IT1) : representing practice, knowledge

Latvia (LV1) : representing policy,practice, knowledge
Netherlands (NL) : representing parent organisation

TNO Project team : Paul Kocken, Eline Vlasblom, Gaby de Lijster.

Sent answers via mail beforehand; not attending

Latvia (LV2) : representing policy, practice, knowledge

What isyour opinion on changing the primary child healthcare system in Europe towards specialized
preventive child health services?

ITl: (as a paediatrician he was involved in child
different perspectives on child health care systems in Europe. All aspects of care delivery for

children are covered by primary care. The professionals are different: her e ar e GP’' s and
paediatricians. The training of the professional is important. Preventive services only (i.e. not

integrated in other systems) is not handy. Integration of services is important. Training serves

as basis. And also proper coordinationaf ar e . ”

NL: (hehasanomme di c a | background) “The system is not a
vaccination rates. Dutch parents have access to pediatricians (Child health care physicians (ed.))

and GPs. Fake news is coming up; is becoming an issue. Time tavailable at the preventive

health care service (in Dutch ‘consultatie bureas

LV1: (he hasexperience with both systems: policlinics and preventive health care services)
“Previ ousl y Upidndimés)rcaverdgewas good; nowadays another system is in
place (family doctor practices). In the beginning good coverage. Coverage is okay now, but
hesitance is growing and vaccination rates are declining. Change of the system is not the

problem,posi bly there are other explanations.

Lv2:* My opinion on changing the primary child hea
specialized preventive child health services is generally positive, because | see a number of

advantages in it. Changes will not beasy, as the current balance in primary care in Latvia for

family physicians seems acceptable and they will not be the moderators for changes. At the

same time there is enough evidence that a variety of preventive measures are needed to be

developed rangirg from public health nurse home visits, improved commitment in

mul tidisciplinary partnership approach with soci
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Summary of the answers

1 Itis probably not the system that is an important factor for the decline in vaccination
covaage
1 What is important:
o Coordination of care
0 Integration of primary care services
o0 Enough capacity to reach all the people

What has to be changed in order to optimize the vaccination coverage in the European child
healthcare systems?

IT1:* Ther e #&kvans.m ot ngeds to be done by politics, health care staff, public opinion

leaders, professionals. Suggestion may be: vaccination to be mandatory (at least for some time).

There were mildly hesitant parents, but they eventually agreed to vaccinate threchild; strongly

opposed parents are fighting * I3lofdahe popdlaton. i n |t al
These are a major problem. The 97% of parents dc

LV1:* The problem of wvacci ne hMapricduselisdeqr. Thezeenvdre a g 0 O (
small surveys in Latvia. Hesitance among parents and family doctors is much the same. For
instance for HPV and influenza vaccine. We have to work with both parties.

1. Training: very little courses/training on vaccinations are available. Professionals are not
able to speak about vaccinations with parents.

2. Disinformation via media: rumours and information via social media are coming;
psychological aspect of hesitance has to be addressed.

3. Public health services: there is litit/no info about vaccinations being
damageable/adverse effects. Make use of expertise of public health services.

4. We need to think about information systems (ehealth system and reminder systems).
We need to know about what happens with each child and his/meraccinations.

5. Attitude of parents: current systems usually work with sick children and not with a
healthy child.

6. Training of the doctors on information transfer to parents is very important. If a doctor
can explain, this is very helpful ”

NL:“ | n Nétheréands there is a discussion about vaccines since 5 years. Mostly coming from
big cities with high rates of educated parents bringing fake news. The perceived status of the GP
and paediatrician is not as it has been before. The advice is not to tatkoait the skills of the
doctors, but talk about communication and look at information through social media who
influence the view of the parents. Also talk about the harmfulness of diseases like measles.
Protect the parents from the fakeinformation. Influence the public media and use

communication experts who can raise a wall against the militant parents. Aim the message to
the 30% parents with doubts.

Lv2: “1In order to optimize the vaccination covera
is necessary to find a permanent, acceptable, evidence based, but easy to understand and

coming from the industry and health services advertisement separated commication flow

with young parents who annually maintains approximately the same level of vaccination

hesitancy. Professional information in this regard is in my opinion significantly slower and not

S0 appetizing than the information at glance given by theaccination opponents. This may
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require new tools in our health education programs and more attention to the development of
the health literacy in the population. | would prefer permanent interventions instead of scandal
based shortt er m campai gns. ”

ITl:* Make use of a strong opinion |l eader in al/l CQ
‘“l eader’ in Italy, who is an agreed expert on imn
reliable with high professional status (he is on Twitter, Facebook, wrés books etc). He is hated

by several people because of his opinion, but he is a good protagonist. He shares his scientific

opinion, based on scientific evidence.

In Italy, vaccination now is mandatory, but when the new government will come, this may be

different. Government does not always see the advantages of preventive vaccinations. They

don’'t see sick children and point to cost of heas
and WHO. We need to find out new means of communication with the peoplaey do not

believe science anymore, they only believe each other. We need supporters. We need to
introduce “our’ people (like social scientists,
how to use Facebook. Use of simple language.

An online petition by mothers of immunodepressed children to the Prime Minister and Health
Minister is collecting the support of more than 260000 people in Italy at the moment
https://www.change.org/p/difendiamo -i-nostri-bambini-s%C3%ACvaccinper-andare-a-
scuolagiuseppeconteit-e-giuliagrilom5s?source_location=discover_feed

Summary of the answers

i Efforts to raise vaccination rates need to be undertaken. Only 3% is against vaccination
of their child, and 97% is okay, among which 30% with doubts/mildly hesitant.

9 Training of professionals; we need to know how to communicate with the parents;
address the role of social media; clear information on the adverse effects of vaccination;
reminder system is important; point out to the media their responsibility (opinion of a
group of parents is not the same as science based evidence); be aware: of the 97% there
are many parents who miss a vaccine (such as HPV).

T Make use of a strong ‘opinion | eader
bring forward the scientific opinion, based on scientific evidence.

who us:é¢

Consensus statement

In addressing the issue of declining vaccination rates ,communication to vaccination
hesitant parents is more important, than changing characteristics of the primary care
system, including the av ailability of a specialized preventive service.

Expert gatements

Messages to the public about vaccination should come from different sources. These
sources need to communicate the same message to the public and should be based on
science, and supported by (social) media expertise. The general message should be:
vaccination is the main tool and the safest way to prevent communicable diseases.
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Support from national governments and scien tists is needed. Governments have to
stand up against Gake newso. They have to stress the importance of prevention and
vaccination and allocate more resources to this area.

Do not only communicate scientific knowledge. Show best practices.

There is a need to work together in the EU in the field of new areas of communication.

What are quick wins?

T Having an ' opiexamgeofltalader ’ (see

1 Training of professionals (certified training); nurses, midwifesphysicians. All need to
know the same information

1 Use of ehealth/reminder system

1 Communicate information through reliable of sources; scientific base

1 Support of government cooperation with organisations within Europe (such as WHO)

9 Parents need to tell whether or not their child is vaccinated. Change of attitude of
parents with regard to their responsibility to other parents (who also bring their child to
kindergarten)

1 Physdcians: they need to know what real contraindicators are.

9 Very quick win: more resources are needed to carry out the recommended actions.

There were no additional comments.
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| PPAT AEG x8 -/ #(! A AOO coOiI Obp 11 0O40A:
chronic or complex care condition and working in multidisciplinary

OAAI O6

June 20, 2018

Attendees focus group

Spain (ES1) : representing practice, knowledge

Latvia (LV3) : representing practice

TNO Projectteam  : Paul Kocken, Eline Vlasblom, Gaby de Lijster.

What is your opinion on changing the primary child healthcare system in Europe towards working in
multidisciplinary teams (M)?

EST “We are in favour of working in MT. We are w
Pediatricians and nurses work togetherbut also midwifes and social workers. Hospitals are
organised in about the same way."”

LV3: “We only started recently to think about wor
and social workers etc, you can save capacity of doctors, but also finandd%rking in MT can be

a solution for the shortage of specialists.”

EST “I1t also improves involvement of parents, pe

It creates synergy.

What is your definition of multidisciplinary working?

ESLI  “ei2mt Eompetencies, working with the same patient in the setting of primary health
centres, although not all disciplines are attached to the health centre (1 patient, 1 process). E.qg.
vaccinations: nurses work together with doctors, etc. They are collabaiiag and working in the

same centre together, but al so communicating wit
Lv3: “ A big network of nutrition specialists, edu
workers. Not only involved in treatment, but also teach school teacheed talk about

socializing the children (to accept their diseas

What has to be changed in order to optimize chromiccomplex carecare in the European child
healthcare system?

EST “The challenge is now: coordination between
nurses are nurses who can be in the hospital and are in charge of the patient transferring from
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hospital to primary care. The linked nurse carries out coordination ofare. There are only a few
|l inked nurses now, there is no specific profile

LV3:“ We need to specify what each professional do ¢
medical specialist/hospital). If each professional knows what (s)he neats to do, we can

improve. Education is lacking. At the tertiary level education is okay, but at primary level

(school nurses for instance) it is not okay. A school nurse may not know what she needs to do

when a child has an asthma attack or withregardtp assi ve smoki ng. "

EST *“1t also depends on the country. There can b
regions, hospital in other region, lots of territory in between; rural and urban areas). Care needs

to be coordinated between tertiary and pimary and secondary level. To have a coordinator of

care (someone who can supervise the whole process; in Spain the linked nurse) can make the

family feel safer and enable the transition betyv

How can costs/payment be organized?

ESI “ himwe$3gve a public health system. Professionals are not competing for money.

Money comes to the hospital; and also to the pri
LV3: “There is no mechanism to stimulate cooperat
careand for secondary/tertiary care. This is the

What is stopping you from working in MT (what is the barrier)?

LV3: “No one (f

rom the hospital team) says: we ne
clearplan,novi si on et c That is a problem.”
ES1 “There is a strategy for e. g. infant chronic
When there is not enough money you cannot develop a strategy or have enough professionals

working in the health centre. This§ especi ally the case in the prov

Summary of the answers

1 Clear policy making with regard to working in multidisciplinary teams is necessary to
structure daily practice in primary child health care.

9 Lack of funding and lack of qualified professionalare barriers for multidisciplinary
working.

Consensus statement
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Working in multidisciplinary teams is important. Clear task descriptions of team
members working in the same setting/centre are important. Despite a willingness to
cooperate and work in MDTs , abarrier might be the funding

Expert gatements

Heterogeneity or absence of coordination of care is observed. Spain mentioned the
existence of regulations for coordination of care in the country, whereas  Latvia
perceived lack of coordination to a great extent.

There is a need for clear policy making in support of care coordination, a clear strategy
for linking professionals in MDTs and finding the right funding/budget.

A good registration system is needed that provides doctors at all levels with
information and feedback and also ensure smooth transitions between care levels.

What are quick wins?

1 Improvement of the educational system (lessons for (school) nurses how to
communicate with GPPrimary Care Paediatrician

Develop a system with a nurse within each school

Education of the families in seHcare and how to make care use decisions. They need to
learn to recognize red flag signs and know where to go with problems (e.g. mild
symptoms: GPPrimar y Care Paediatriciansevere symptoms: hospital)

There is a role for GP®rimary Care Paediatriciansand nurses to educate families.

It is important to involve patient and parent organisations. These organisation could
form a lobby toward the Ministry

= =4

= =4

Do we need more evidence for working in MTs?
ES1+ LV3 We use guidelines which are evidence based. It should not be a priority right know.

What is the first step in the direction of working in MT?

LVv3: “First step for Lat viptn sugpereely th@pgowwetnreeatr st r at e
There is a need for collaboration between Ministry of Health and Ministry of Wellbeing.
Professionals are willing to cooperate.

Summary of the answers

1 Evidence base for MT is not a quick win, the evidence is already there.
1 Education and training for nurses and families could be a quick win.

There were no additional comments.
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June 20, 2018

Attendees focus group

Italy (1T2) : representing practice, knowledge

Poland(PL) : representing practice, knowledge

Croatia (HR) : representing policy

Romania (RO) : representing pradice, knowledge

Latvia (LV4) . representing practice, knowledge

TNO Projectteam  : Paul Kocken, Eline Vlasblom, Gaby de Lijster.

Sent answers via mail beforehand; not attending

Iceland(1S) : representing knowledge

Spain (ES2) : representing practice

What is your opinion on changing the primary child healthcare system in Europe towards confidential

access to health care for adolescents?

RO “Legislation and privacy regulations inhibit

important for teenagers; especially for teenagers with risk for suicide, addiction (gambling,

drugs, facebook, etc.) or without family. More services for teenagers are needed; more medical
specialists, social workers, psychologists. Also more collaboration with the family phy&n is

needed. It is important to recognize and diagnose problems early. Family medicine and school

medicine need to collaborate together (also child psychiatrist; judicial authorities; juvenal

institutions etc). Confidentiality may be possibleincaseagfr ophyl axi s and cri si s

| d

LVv4: “1t is compl ex; access to primary care cou
t he

about secondary/ specialist care, because of
conditions are very good Anonymous and confidential access is okay from 18 years on. From
age 14 adolescents can consult (regulated by legislation). This may be different in the rest in
Europe, but harmonization is needed. We may not all speak about the same things, there are a
lot of questions that need to be answered first. E.g. how you assess if adolescents are able to
make decisions for themselves.”

HR:( Agrees with what wAcsordimetontheilegahfedewbrle pacemtad . ) “
consent is needed for those younger thm18.In practice: at age 16 they caand should be

allowed to decide on some situations themselves. Take legal conditions into account. As a
professional: in favor of confidential access.

PL. “What is confidential ity 2ntilaged& Integne af dodtorans n e e
consultations: the doctor is not obliged to tell everything to the parents what is said by the child.
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When it concerns psychiatric consultation: parents need to be present; in case of physical
consultation this may not be ecessary. Almost all doctors carry out consultations with parents
present .’

IT2: “Confidentiality in consultation is in consi
free entry for adolescent. Information can be discussed. From 12 years on: chilcdhask for
confidentiality (‘do not tell my parents’ ). EXxce

possible with parental consent. If both parents are legal guardian and they disagree, the
professional cannot actlf asked by ore of the parentor by the clinician, ajudge can interfere in
that case.”

Is.  “ | prefer to talk about open access” instead
dealing with children with mental health problems, the role of the health care personal is to

strengthen the support system of the child, which in most cases is the famil$o to promise

confidentiality beforehand can send wrong messages to the adolescent. All health care

professionals sign a confidential statement when they start working here in Icefal, and

probably in other countries too. So that gives the frame of confidentiality of all casesyou do

not for example talk about a child’s health problem to the school staff except with the

child s/ parents’ consent.

ES2 “ Thi s mo dneShainiarsd adequatglylwarksat ali health care levels (primary

care and specialized /hospital care). Regulated by law but also in conformity with National

Strategic Plan for Childhood and Adolescence. Confidential access to services/medical records,

informed consent, refusal of treatment is embedded in adolescent care services. In order to

assure the trust in health care professionals, confidential access should be kept in all stages

/ages of health care for adolescents even when information to parents asghool services is

required. Adolescents, parents and professionals should be aware that confidentiality has

constraints derived from disruptive /antisocial behaviours which could jeopardize the

adol escent’s health (sui cilythg@/tybeb-bultymng) andthe ) , hi s [/ h
family /community (violence winding upwards in t

Summary of the answers

1 Confidentiality is important for getting in contact with the adolescent
1 (Pharmacological) treatment only with parentalconsent

What has to be changed in order to optimize the confidential access to healthcare for adolescents?

RO “We need more services, more specialists suc!|
psychologists, and school physicians. More training for professionals is needed. Attention for
families with alcohol abuse or mental health and behaviour disorders. Childremithout parents

run also a higher risk of mental health problems such as suicide. Collaboration and information
exchange between professionals is important.

Lv4d:. “Content should be confidential. We need to
witho ut parental consent should be available. A clear definition of confidential access is needed
as a first step and then we can see how we can b
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HR:(agrees with the above) “I'n addition: a | egal
physician with/without parent has to be defined. Not only focus on mental health issues, but use

holistic approach (also |l ook at other issues).”
PL. “The main problems in Poland are access to ar

speakers: legal framework is necessary with regard to treatment of mental health problems,
medical services and medicines. For prophylaxis, assertiveness therapy and psychological
support confidential access is not an issue.

IT2:  “ A gir| can ask tparentsjicanfognethe taw). Foranstancerincasé ve t he
of an abortion. Different systems in different regions are in place right now. A legal framework

is fine, but the Italian system is diffuse; and there are financial constraints (different services
(GPpaediarician) ar e being rei mbursed in different regi

IS: ncréase the understanding of mental health and mental disorders among children. We
have looked at some role models from Canadtdtp://teenmentalhealth.org/product/mental -
health-high-schoolcurriculum -guide-washington-state-edits-online-version-full/_. Increase
open access to health care professionals througtanals that children use today- like Live-chat
and other web/internet facilities.”

ES2 “Postgraduate and continuous education /[/trai
skills in assessing psychological development and emotional reactivity in adsleents;

Professional and social awareness regarding the importance of parenting skills and emotional

relationships bet family members and peers. Increased abilities for the detection of risk

situations at individual and family level of family; Population &itudes leading to mental health

problems stigmatization /social exclusion. More inclusive education and social acceptability of

adolescents with mental health disorders; Cooperation between all levels /sectors involved in

adolescent care (health care seices, schools and social services). Implementation of evidence

based care processes aiming at early detection and comprehensive care programming for

adol escents at risk for mental heal th disorders.

Summary of the answers

1 There is a need for well trainedprofessionals

1 A definition at EU level on what does access without consent mean is necessary. We
need agreement on terms

1 Thereis a cultural influence from views on the role of parents

Consensus statement

Countries largely differ with regard to confide ntial access to services for adolescents
with mental health problems. Especially views on the involvement of support systems

ET OEA AEEI A6O ODPAOEIT CEI ¢ OAAI EI BT OOAT O¢
for confidential or open access until medical treatmentis in place.

Expert sgatements
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Confidential or open access is important for primary care for children. For treatment of
complex problems, medical treatment and prescription of medicines, parental consent
is needed. Prevention (prophylaxis) and all kinds of psychological support are already
available for all children.

Discussions and agreement in the EU on terms used and definitions on access with and
without consent is needed.

Exchange of examples and good practices in the EU on open accessto services for
children with mental health problems helps to bring forward the harmonization of
legislation and practices with regard to confidentiality.

What are quick wins?

1 European institutions (commission and parliament) should take care of the isgu They
should stimulate action together with scientific and professional societies at EU level.
The EU parliament could force on regulations and EU recommendations with regard to

good practices.

In some cases judges can interfere (e.g. in case of haz@ndthe child).

Evidence based working is important. But we do not yet know all evidence on
confidential access. Research is important. Then, we can come up with a legal
framework and regulations.

=A =

There were no additional comments.
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