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Introduction

Introduction

ADHD-Europe

ADHD-Europe is a European non-profit umbrella orga-
nisation officially formed in 2008, now representing 28
national and regional (family and adult) organisations
concerned with ADHD from 21 European countries who
have worked together since 2005 for the improvement of
the situation of those affected by ADHD.

ADHD

ADHD is a neurodevelopmental disorder with core symp-
toms of inattention and impulsivity, with or without hy-
peractivity. The origins of ADHD are complex; however,
around 80% of the risk factor is genetic. Those affected
may be socially stigmatised due in part to impairments
arising from symptoms and from common comorbidities
(coexisting conditions).

Appropriate diagnosis and treatment of ADHD is needed
to improve social, academic and workplace functioning.
Evidence-based medicine supports a multimodal treatment
approach combining behavioural therapy, psycho-educa-
tion, educational interventions and a monitored medication
programme in many cases.

Prevalence of ADHD in Europe

A Look at the Evidence

Over the years, research has produced ADHD prevalence
rates in children that range worldwide from 0.5% to 19.8%
of the population, at first sight, a baffling situation.

Why do Studies of the International Prevalence of ADHD
in Children Sometimes Fail to Produce Consistent Results?

Rates of diagnosis and prevalence are partly influenced
by the assessors and interviewee’s culture and values. The
severity of symptoms reported may be influenced by the
degree to which symptom levels are acceptable in different
cultures.

However, much of this apparent variance in prevalence is
attributable to survey methods: three methodological dif-
ferences are suspected to produce significant variance in
prevalence estimates of ADHD in children:

Diagnostic criteria can impact prevalence estimates.
For example, some older studies use the more restrictive
diagnostic criteria of DSM-III, DSM-III-R or ICD-10.
The ICD-10 published by the World Health Organisation
(WHO) classification system uses the label Hyperkine-
tic Disorder (HKD). A diagnosis of HKD requires both
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hyperactive-impulsive AND inattentive symptoms to be
present, which rules out children who would be diagnosed
under the DSM-IV as having ADHD predominately inat-
tentive type (ADHD-I) and possibly some of those with the
combined type (ADHD-C).

The characteristics of the population sample will affect
prevalence rates (e.g., age, gender, rural, inner city, com-
munity or based on a single school).

Guides to Classification and Diagnosis

DSM: The Diagnostic and Statistical Manual of Men-

tal Disorders is the influential tome produced by the
American Psychiatric Association. The current and fourth
edition (DSM-1V, 1994), was revised in 2000 (DSM-1V-
TR). A new edition (DSM-V) is expected in 2013.

ICD: the International Statistical Classification of Disea-
ses and Related Health Problems classification system

of the World Health Organisation (WHO). ICD-10 refers
to the current edition (1992). The ICD -11 is expected in
2015

Research that follows a rigorous methodology and uses the
same diagnostic criteria produces rather consistent preva-
lence rates for children and adolescents across western cul-
tures (North America, Europe and Oceania) with higher,
more variable average prevalence rates in Africa and South
America and slightly lower, but more consistent in the
Middle East.

The number of informants consulted also effects preva-
lence rate estimations. For example, studies that rely on
a single informant only (parent OR teacher) can measure
positive screening prevalence, but lack the rigour to assess
diagnostic prevalence. Structured interviews are necessary
with multiple informants (e.g., parent, teacher) to allow
impairment to be evaluated across major life activities and
also investigate differential diagnosis or allow alternative
explanations for ADHD-type symptoms to be considered.

Difficulties in Estimating Prevalence of ADHD in
Adults

Estimating the prevalence of ADHD in adulthood is further
complicated by two additional factors: i) no informants
other than the adult under consideration are normally av-
ailable, and ii) internationally recognized guidelines for
the diagnosis of adult ADHD are currently absent. Thus,
the DSM-IV is most frequently used, but was developed
and tested for the diagnosis of children. ADHD is a de-
velopmental disorder in which the nature of the impairing
symptoms changes over the course of development such
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that use of the DSM-1V is likely to lead to underestimates.
However, proposals for the revised DSM-V manual inclu-
de adult diagnostic criteria.

Table 1 in the appendix summarises recent prevalence
studies of ADHD in children and adults around Europe.

Prevalence of ADHD in Childhood

International studies using DSM-IV criteria report preva-
lence rates between 5 and 10%. Nigg reviewed prevalence
studies and calculated worldwide prevalence at 6.8% for
all types of ADHD with subtype assessments at 2.9% for
ADHD-C, 3.2% ADHD-PI and 0.6% ADHD-PHI (Nigg,
2006).

Other Findings about Childhood ADHD

Comorbidities and other health problems: Some interesting
data came out of a study of the health insurance claims da-
tabase in Nordbaden, Germany, for the year of 2003 (Sch-
lander, Schwartz, & Trott). The database incorporated 2.23
million insured people of whom 11,245 had a diagnosis
of ADHD. Diagnostic prevalence was 1.26% for children
aged 2-6 years, 4.97% for children aged 7-12 and 1.31%
for children aged 13-19, with rates of adult diagnosis
negligible. They found that the number of children with
ADHD being treated for a psychiatric comorbidity was
3-8 times greater than a control group. These comorbidi-
ties included primarily mood and affective disorders (38%
for children with ADHD vs. 8.9% for the matched control
children), conduct disorders (39.3% vs. 3.9%), specific de-
velopmental disorders (37.4% vs. 13%), learning disorders
(23% vs. 2.8%) and also in order of decreasing prevalence:
sleep disorders, tic disorders, disorders of sexual develop-
ment, maltreatment and intellectual or developmental disa-
bility.

Children with ADHD were also treated more than controls
for a number of physical health problems: with pulmo-
nary and upper respiratory tract diseases (40.3% of child-
ren with ADHD vs. 33.4% matched control children), skin
problems (32.4 % vs. 25.5%), ear problems (31.3% vs.
23.7%), infectious diseases (31.2% vs. 25.90%), gastroin-
testinal disorders (30.4% vs. 24.3%), disorders involving
immune mechanisms (26.3% vs. 19.3%) and also accidents
and injuries (23.2% vs. 18.4%) being the most commonly
treated conditions.

Prevalence of ADHD in Adults

A study conducted by Fayyad, De Graaf, Kessler, and
Alonso (2007), investigating adult ADHD under the aegis
of the World Health Organisation found an average inci-
dence of 3.4% for adult
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Europe 43

ADHD across all ten countries studied, including six Euro-
pean countries. The WHO results for Europe are compiled
in Table 1; notably prevalence was significantly higher for
France and significantly lower for Italy. Perhaps this cor-
relates with low levels of awareness reported in Italy and
thus symptom report, whereas in France public awareness
has recently increased rapidly.

Over Diagnosed and Over Treated?

Worldwide ADHD prevalence rates are calculated
to be 6.8% for all types of ADHD in childhood.

By comparison lower diagnostic rates indicate
under diagnosis throughout Europe.

* Nordbaden, Germany (2003): health insurance
claims database with 2.23 million people of whom
11,245 had a diagnosis of ADHD. Diagnostic
prevalence was 1.26% for children aged 2-6, 4.97%
for children aged 7-12 and 1.31% for children aged
13-19 and adult diagnosis was negligible.

e Italy (2011): less than 1% of children estimated to
have ADHD are currently receiving treatment.

* WHO study (2007): found an average prevalence
of 3.4% for adult ADHD across a ten countries stu-
died, including six European countries. But treat-
ment rates were negligible: 3.2% of adults with
ADHD in the WHO sample in Spain received treat-
ment for ADHD from mental health professionals in
the course of the year, 1.9% in the Netherlands and
0% in Belgium, France, Italy and Germany

Other Findings about ADHD in Adults

Fayyad et al. supported results from previous researchers,
and their findings suggested that; ADHD tends to be more
prevalent in men than women, adults with ADHD to be
less educated and more likely to be separated or divor-
ced than their typical counterparts. Furthermore, 25%
were found to have a comorbid mood disorder, more than
38% an anxiety disorder and 12% a substance abuse dis-
order. ADHD was associated with low occupational fun-
ction (e.g., time out of role) adults with ADHD tended to
function suboptimally at work for 22 more workdays per
year than other employees. Professional treatment received
over a twelve-month period by adults with ADHD varied
widely between countries. Noticeably, if this population
received any treatment from mental health professionals
over the previous twelve months (ranging from 9.6% of
respondents with adult ADHD in France to 23.8% in the
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Prevalence of ADHD in Europe

Netherlands), it was very seldom for adult ADHD: all the
responding adults with ADHD in Belgium, France, Ger-
many and Italy who were treated for a mental health disor-
der were treated for a disorder other than ADHD. Only in
the Netherlands and Spain did adults report receiving some
treatment in the course of the year: 1.9% (of adults with
ADHD) in the Netherlands and 3.2% in Spain were treated
for their ADHD.

The 2009 Survey

ADHD-Europe undertook an initial survey of members in
2009 to learn more about the work and challenges facing
their organisations. In 2011, we updated and expanded this
survey and included two additional countries: Cyprus and
the United Kingdom.

2011 Survey Methods

Members updated survey responses from 2009, which co-
vered issues related to diagnosis and treatment, including
the availability and cost of medications, reimbursement of
medication and other treatment costs, the education of pro-
fessionals concerned with ADHD, employment of people
with ADHD and national policy. In 2011 additional ques-
tions covered recognition and treatment of the inattentive
subtype ADHD-I and coaching for people with ADHD.
The information in this booklet is based on responses from
all twenty-one member countries, unless otherwise indica-
ted. In countries with more than one member organisation,
national organisations either cooperated on their survey
response or separate survey responses were compiled by
the researcher for each country. Exceptionally, for Belgium
we presented returns from two of the three official langu-
age regions and also the international community that uses
English as a foreign language separately.

Obstacles to Meaningful Comparisons of Healthcare
Provision in Europe

Naturally, cultural differences and attitudes may either
lessen or increase the impairment and stigmatisation of a
mental health problem in education, the family or work-
place. We have not tried to assess the impact of these cul-
tural factors.

Further, administrative differences in healthcare provision
proved a barrier to meaningful comparisons across Europe.
Some such obstacles are listed below. However, to address
these factors systematically is beyond the scale of this re-
port.

National Differences in Mental Health Professions
Variations in professional titles, job description and train-
ing stipulated for professional practise rendered relative
care provision and diagnostic practise difficult to assess.

ADHD-Europe Survey 2011-ver5_fix.indd 6

Examples include:

-A primary health care physician may be termed a fa-
mily doctor, general practitioner (GP), or ambulatory-care
physician. These physicians have slightly different job de-
scriptions in different countries. Of particular significance
for individuals with ADHD is that primary care physici-
ans are sometimes ‘gate keepers' to specialists; i.e., their
referral is a prerequisite for specialist assessment in, for
example, Finland, UK, France, Spain and Italy. In other
countries, no referral is needed, but often there are higher
co-payments or insurance payments without a referral; ex-
amples include Belgium and Germany. In these countries,
poor understanding of ADHD in primary healthcare can
have greater impact on referrals.

Variations in job description, education and requirements
for practise are particularly apparent in the mental health
professions where there has been more cultural resistance
to standardisation efforts. Psychiatry is especially diverse
in this respect.

-Varying recognition of support professions within the
different countries make service comparisons difficult. In
the Netherlands and Belgium, for example, orthopedagogy
(remedial educationalist) exists as a separate discipline.
Academic training for educationalists is separate from that
of psychologists and is offered by specific university fa-
culties. The ‘orthopedagoog’ focuses on educational and
developmental disturbances and learning and behavioural
disorders. His/her clients are the child, parents, schools
and other educators. In Austria and Germany, teachers and
other professionals can take a university course in ‘Heil-
paedagogik,” but this may well cover a broader area (e.g.,
including the elderly) than the ‘orthopedagogy’ of the Low
Countries.

- Other differences in professions recognised and termi-
nology used to describe them have caused us some con-
fusion; child psychology, for example, is not a recognised
discipline in Spain, Norway or Italy (however, in Italy a
paediatric psychiatrist carries out similar duties to a child
psychologist.

Structural Variations in Health Funding Systems

As we gathered data on the cost of diagnosis and treatment
of ADHD, we discovered that no two financial systems
for healthcare provision are the same across Europe. Alt-
hough all member countries have partially public and par-
tially private healthcare funding, it is easy to misinterpret
payment information if understood in the light of another
country’s system.

Medical funding may be based on contributions to an insu-
rance company (which may require co-payments for treat-
ment from the patient), direct payments to the provider, or
payments taken directly out of national taxes.
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Moreover, there are two kinds of non-governmental insu-
rance systems: social insurance (such as the Belgian ‘mu-
tuelles’ or mutual societies) and private health insurance.
Social insurance is more regulated, normally compulsory,
and usually offers more extensive benefits to the wider

Europe 43

Europe member organisations work within the internatio-
nal community that uses English language as a common
language in Belgium. This group mostly, but not exclusi-
vely, comprises expatriate professionals and their families
working at international institutions and companies based

population than private insu-
rance.

ADHD in Migrants
Private health insurance can
also be further subdivided,
the three principle categories
being: a) substitutive, which
allows complete withdra-
wal from public insurance
schemes (e.g. Germany); b)
supplementary, offering fas- J
ter services or better accom-
modation and c¢) comple-
mentary, offering additional
health services not covered
by the public system.

children).

Migrants, Ethnicity and
ADHD: Changing Chal-
lenges in Europe

Our member organisations’
countries differ in their
ethnic and linguistic compo-
sition, thus impacting internal provision and rates of di-
agnosis and treatment of people with ADHD. Some such
divisions are historical, (e.g., Wallonia and Flanders in
Belgium); others are more recent as more people cross Eu-
ropean borders looking for work. ADHD has been linked
to novelty seeking traits and there is some evidence for a
higher rate of ADHD in migrants (for example, the Kiggs
study described over the page). We have presented survey
returns from members of 2 of the 3 official language com-
munities in Belgium, and also from the international com-
munity. We hope that this may be more widely representa-
tive of internal barriers to treatment in nations divided by
administrative regions, languages and cultures.

Divided from diagnostic services by language barriers,
migrants often look to the home country for health infor-
mation; e.g. Poles in the UK contact the national Polish
association information about ADHD. Others may travel
to a neighbouring country offering information in a com-
mon language; migrant workers (English and Spanish first
language) from neighbouring countries came to a well-ad-
vertised ADHD-Belgium umbrella symposium in Brussels
with English translation.

In Belgium today, one fifth of children have at least one fo-
reign born parent; however, the challenges faced by these
children’s families are by no means uniform. Two ADHD-

ADHD-Europe Survey 2011-ver5_fix.indd 7

Key Points about Diagnosis and Treatment of

e Migrant children are under diagnosed and treated
compared with native born children (0.5% of
Moroccan youth, 1.7% of Turkish youth and 3%
of native born youth were prescribed Ritalin in
Utrecht, the Netherlands).

Prevalence of ADHD in migrant children is
found to be similar to, or higher than in native
born children (e.g., 5.9% symptomatic in Ger-
man study compared with 4.8% of German born

e Migrant adolescents are likely to be referred for
behavioural or educational help only following
criminal activity (68% of all referrals of migrants
to youth services in Belgium).

in Brussels. Another group
includes economically disad-
vantaged and unskilled im-
migrants or migrant workers,
the majority, which in Bel-
gium come from Morocco,
Turkey and Tunisia. Group
boundaries are rather diffu-
se; for example, some mem-
bers of the Turkish middle
class attend our English
speaking ADHD groups and
unskilled Ghanaian families
attend a Scottish church,
and thus, have additional
sources of information and
employment compared with
many African migrants. All
migrant groups share some
common problems, such as
language barriers, lack of
knowledge about where to
get services and information,
less resilience to adversity (e.g. unemployment, divorce,
and illness) in comparison with their peers back home. It is
clear, however, that the more disadvantaged group suffers
acutely from economic deprivation and discrimination that
may differentially severely impact those with ADHD. Im-
migrant youths in Belgium are more likely to have a lear-
ning difficulty (60% vs. 17%) (Duquet et al., 2006), but
are less likely to receive help for behavioural or educatio-
nal difficulties in the absence of criminal activity; 68% of
immigrant youth referred to youth services were referred
following criminal activity compared with 31% of referred
Belgian-born children (Lodewyck et al., 2005).

A number of studies have identified lower rates of diag-
nosis and treatment in migrant children. The KIGGs
(Huss, Holling, & Bérbel-Maria, 2008) study in Germany
found that 3.1% of the 3-17 year age range in migrants had
been diagnosed with ADHD compared with 5.1% of their
non-migrant peers. However, 5.9% of the migrant children
were found to be symptomatic of ADHD compared with
4.8% of the non-migrant children. In Utrecht (The Nether-
lands), Moroccan and Turkish youth were prescribed less
Ritalin (0.5% and 1.7% respectively) than other non-mig-
rant boys in Utrecht (3.0%), whilst another Dutch study
found that immigrant boys were 70% to 80% less likely to
be treated for ADHD than other boys in the Netherlands.
The less discrepant diagnostic rate attained by the Kiggs
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ADHD-I: The Cinderella Subtype?

study may not be representative, as the study was limited to
families able to conduct a telephone interview in German.

The Espero group, a treatment centre for immigrants with
behavioural problems based in Brussels, suggested that
under diagnosis occurred partly because teachers are less
likely to suspect ADHD when behavioural or attention
problems are present in immigrant children, instead att-
ributing problems to language difficulties or lack of support
for education at home. Furthermore, even if teachers do
suspect that a pupil who is an immigrant also has ADHD,
they have a tendency to hesitate before making a referral
for diagnosis. Espero attributed this to teacher’s negative
expectations about cultural differences in understanding
of ADHD, expected language difficulties in explaining the
referral and lastly the teacher’s lack of access to suitable
information in the family’s first language.

Findings from research conducted by the Espero group
suggest that Moroccan mothers may be less likely to seek
professional help for children’s problems, and more li-
kely to seek advice from their own community than Fle-
mish mothers, although this did not apply to middle class
Moroccan mothers. In addition, findings indicated that
although migrant mothers were less knowledgeable about
ADHD symptom clusters then Flemish mothers, they reve-
aled no higher rate of mistrust of a diagnosis of ADHD;
around 40% in both cases thought the diagnosis was given
too quickly and surprisingly neither group blamed parents
for their children’s behaviour. Thus, teachers’ nervousness
about raising the question of ADHD with immigrant pa-
rents may not be well founded, although, one study indica-
ted that Moroccan and Turkish parents are more likely to
attribute problem behaviour to social causes, such as socio-
economic problems, discrimination and bullying. Indeed,
such behaviours may well be exacerbated by social exclu-
sion (Hosper, Konijn, & Vollebergh, 2001).

In summary, all migrant populations have some problems
in common that impact diagnosis and treatment, such as
lack of knowledge of local services and how they operate
- information often so well known to native populations as
to be invisible -, but social exclusion and prejudice most
sorely impacts poorer immigrants. Comorbid behavioural
problems may be further exacerbated by social exclusion
of immigrant populations who are less likely to be referred
for assessment and treatment.

ADHD-Europe Survey 2011-ver5_fix.indd 8

Key Points about Diagnosis and Treatment
of ADHD-I

* ADHD-I is under recognised and diagnosed
across Europe in comparison with other subtypes,
despite the association of ADHD-I to - among other
things - a greater lifetime risk of learning difficul-
ties, underachievement, depression and anxiety
then people with ADHD-H who themselves run an
elevated risk.

* If diagnosed, medication is frequently not offered
and non-medication treatments for children and
adolescents tend to be tailored to hyperactive beha-
viours

* Adults are likely to be diagnosed and treated for
a comorbid disorder (depression, eating disorder)
rather than ADHD-I, the primary disorder.

 Perhaps the most surprising finding was that
mental health professionals specialising in ADHD
in two countries did not recognise ADHD-I, while a
number of countries reported that most such specia-
lists recognised ADHD-I (implying that a number
did not!)

ADHD-I: The Cinderella Subtype?

We asked members about awareness, diagnosis and treat-
ment of ADHD-I in their countries.

A note on terminology: The term used for the inattentive
form of ADHD varies across Europe. The acronym ADD
(used in the DSM-III to refer to ADHD, but not the DSM-
1V) is used to refer to ADHD-I in Denmark and the Nether-
lands. Across many countries, parents, sufferers, public and
even some professionals may continue to use ADD for this
subtype even when official usage is in line with the DSM-
IV. Turkey employs the term ADHD without hyperactivity.
ADHD is often used to refer only to ADHD with hyperac-
tivity. Confusing the matter further, the DSM-IV-TR 2000
introduced ADHD-PI (predominately-inattentive type) and
a further subtype ADHD-PHI. We will follow the practice
of the DSM-1V, which is used by the majority of resear-
chers and adopted by most English speaking countries.
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The DSM-IV splits ADHD into these subtypes:

e ADHD-H predominantly hyperactive/ impulsive
symptoms.

o ADHD-I predominantly inattentive symptoms (also
known as ADHD-PI).

e ADHD-C combined type with a mix of inattentive
and hyperactive impulsive symptoms.

e ADHD-PHI (DSM-IV-TR) sluggish cognitive tem-
po (remain some doubts that this is a distinct subtype).

ICD-10: Some organisations thought that a major barrier
to recognition and treatment remained the lack of speci-
fic recognition of ADHD-I in the ICD-10, given that some
countries use the ICD-10 as a guide to treatment provision
and financing:

“The ICD-10 still does not recognise ADD as a valid di-
agnostic category on its own, but as a part of the F98.8
category ‘Other specified behavioural and emotional dis-
orders with onset usually occurring in childhood and adol-
escence.” ADHS-Deutschland, Germany

We very much hope that the current long overdue updating
of the ICD-11 will address this problem so that children
and adults with ADHD-I will have more opportunities to
reach their full potential.

All but three countries (Hungary, Denmark and the United
Kingdom) assessed awareness as lower and under diag-
nosis of ADHD-I as greater in comparison with other sub-
types (ADHD-C and ADHD-H), bearing in mind that we
have found that all forms of ADHD are under diagnosed
and treated in Europe. Malta reported that ADHD-I was
adequately diagnosed in children, but under recognised in
adults.

Greece and Italy reported very low levels of recognition
and awareness in general among parents, teachers, mental
health service professionals - and somewhat alarmingly —
professionals specialising specifically in ADHD. Austria,
the Netherlands and Croatia thought that ADHD- I was
recognised by the majority of mental health professionals
specialised in attention disorders but added that there were
not enough of such specialists. Germany, Wallonia, Lux-
embourg, Ireland and Sweden reported better, but still les-
ser, recognition and awareness of ADHD-I (in comparison
with other subtypes) across all groups: public, parents,
teachers and mental health services’ professionals. Austria,
the Netherlands and Croatia said ADHD-I is recognised by
the majority of mental health professionals specialised in

ADHD-Europe Survey 2011-ver5_fix.indd 9

Europe JZ

attention disorders, but added that there were not enough
of such specialists. In the International community of Bel-
gium, ADHD-I in children is recognised by diagnosing
practitioners, but teachers and school psychologists often
fail to identify this form of ADHD.

Other Factors Contributing to Under Diagnosis of
ADHD-I

Spain, Finland, Cyprus, Turkey and France said that alt-
hough ADHD-I was recognised by professionals and
teachers, the public are less aware, leading to lower levels
of referral of children and therefore to under diagnosis. The
Netherlands, France and Greece argued that the less visible
nature of ADHD-I partly contributed to these problems in
detection and diagnosis.

“As to the children, because they are not disruptive in the
classroom, their problem does not create the same need
for an immediate solution. As a result, their inability to
focus and complete work is likely to be overlooked as a
symptom of a more complex issue and instead is blamed
more on lack of discipline or motivation on their part. As
to the adults, ADHD-I is seldom recognised. Instead, these
patients are identified as suffering from disorders such as
depression, anxiety, etc.” ADHD Hellas, Greece

Spain added that new official clinical guidelines (Decem-
ber 2010) discussed ADHD subtypes, and are hopeful that
this will increase recognition of ADHD across all sectors.

Lack of Knowledge of Appropriate Treatment for
ADHD-I

Sweden, Italy and the International community, Belgium
commented that many doctors do not recognise that medi-
cation can be effective for this subtype. Most countries
had concerns about availability of any treatment targeted
to the needs of this subtype.

“dAs far as we know, ADHD-I is rarely recognised, by pa-
rents or in school because inattentive children do not cau-
se disruption and if they finally come to be diagnosed, the
treatment almost never includes medication and no other
advice is given. Out of more than 100 ADHD departments
in Italy only a few are able to give weight to ADHD-1.”
AIFA Onlus, Italy

Adults: Most countries survey returns referred only to the
diagnosis of children, but Greece, the Netherlands, Malta
and the international community of Belgium mentioned
that adults with ADHD-I bore the brunt of under diagnosis.
In general, adult mental health services have a low aware-
ness of ADHD, and more so of ADHD-I and how presenta-
tion and cause can be interwoven with other mental health
problems. Unless the adult suspects ADHD-I (perhaps fol-
lowing diagnosis of a son or daughter) and finds an ADHD
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specialist, they are likely to be treated only for a comorbi-
dity such as depression or mood disorder.

National Policies

In 2009, we wanted to know if the situation had changed
since ADHD organisations in eleven European countries
were asked about the existence of a national policy for the
diagnosis and treatment of ADHD in the Knowing Me,
Knowing You project funded by the European Commis-
sion (2000-2002). The findings at that time were summa-
rised as follows:

“The overall answer is a big NO to the question about Na-
tional Policy concerning ADHD. Only the Netherlands is
different: a report from the Health Council of the Nether-
lands, Diagnosis and Treatment of ADHD, was published
in 2000. It has meant that a lot of study groups, conferen-
ces and guideline committees were set up”’ (Excerpt from:
Knowing Me, Knowing You’ project report).

In the Netherlands, from the initiatives described in the
quotation above came recommendations, including the
drafting of guidelines for various professionals and re-
search into current practice. Guidelines for diagnosis and
treatment of children with ADHD were followed by gui-
delines for the diagnosis and treatment of ADHD in adults
in 2010. This national policy has also fostered networking
initiatives.

In 2008, the National Institute for Health and Clinical Ex-
cellence (NICE) published guidelines for the diagnosis and
treatment of ADHD in the United Kingdom. These guideli-
nes have come to be regarded as a gold standard in Europe;
nevertheless, in the absence of supportive funding in the
UK they remain just guidelines. Not only has there been
little evidence of implementation - especially with regard
to education recommendations - , but public services in
the UK have seen draconian spending cutbacks since the
election of the new coalition government. Lack of public
understanding of ADHD makes it an easy target for fun-
ding reductions: adult treatment has been most affected,
and adult treatment centres have been closed down. There
have been selfless initiatives — a couple of physicians set up
a free clinic on some week days and approached their lo-
cal health authority after a year to apply for funding, using
patient figures as evidence of need. The need for the re-
emergence of charity clinics staffed by unpaid doctors in
the twenty first century is alarming; the consequence is that
the availability of adult diagnosis and treatment is depen-
dent on postcode, and for most the only option is private
treatment.

10
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The UK NICE Guidelines for the Diagnosis
and Treatment of ADHD

Children and Young People:

* With severe ADHD: evidence demonstrates
medication should be offered as the first line of
treatment. Psychological treatments should be
offered if parents or patient opposed.

e With moderate ADHD: psychological treatments
recommended as first line of treatment (parent
training, social skills training and CBT for older
children etc.) If parents prefer or if desired
results are not obtained, medication should be
offered.

* Under school age (5 years UK): psychological
treatments recommended as first line of treat-
ment.

Adults: Should have access to diagnosis and
treatment and medication should be the first line
of treatment unless the adult prefers psychological
treatment.

Education: NICE recommends adoption of regio-
nal plans for recognition and effective management
of ADHD within the school system

A few other countries have policies covering diagnosis
and treatment.

“We do not have a national ADHD-policy in Norway. Ho-
wever, we have National guidelines for diagnosis and tre-
atment prepared by the Norwegian Directorate of Health
in cooperation with other professionals and ADHD Nor-
way.” ADHD-Norge, Norway

In Finland and Denmark national guidelines for diag-
nosis and treatment are available, but limited to children.
Denmark expressed concerns about a lack of professional
awareness of these guidelines.

“In 2008, The Association for Child and Adolescent Psy-
chiatry launched a ‘Programme of Reference,’ comprising
guidelines for diagnosis and treatment of children with
ADHD. The programme is directed to doctors only and
has a high scientific standard on evidence-based medicine.
However, this programme is neither known nor used in the
municipalities or amongst professionals such as teachers,
social workers, pedagogues etc.” ADHD-Foreningen,
Denmark

France is in a unique position, having a generally effec-
tive and well financed healthcare system, but psychodyna-
mic views of ADHD remain more influential in health and
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education policy than evidence based approaches. There is
no national policy specific to ADHD and nothing planned
in the mental healthcare programme. However, the Health
and Medical Research Institute has published advisory re-
ports on general aspects of mental health in children and
adolescents and in 2009, issued some recommendations in
Proposals to Improve Children Health Care (2009). A few
further recommendations at a political level deal with pro-
blems also experienced by those who suffer from ADHD,
covering for instance specific language or sleep disorders.
There are also some specific recommendations: in Septem-
ber 2005 HAS, the French national authority for health,
issued some recommendations on testing children under 6
years old.

Italy had until recently no provision for the diagnosis and
evidence based treatment of people with ADHD. Howe-
ver, in 2007 a National AD/HD Register was created with
the cooperation of the paediatric professional associations.
The register regulates and accredits certain pharmacies
to dispense Ritalin® and Strattera® and recognises 120
hospitals and health centres for the diagnosis of ADHD.
However, subsequent progress has been slow with consi-
derable challenges still facing the Registry. Dr Panei (Pa-
nei, 2011) evaluating the first three years of the registry
found that only 84 of the initial 120 centres were active: 44
treating at least ten patients, 13 treating between five and
ten and 5 treating less than ten. In addition, Dr Panei also
raised concerns about the less active centres and the lack
of necessary treatment expertise. Reluctance to prescribe
stimulant medications led to 52% of children prescribed
medication receiving atomoxetine (a non stimulant medi-
cation marketed as Strattera) rather than methylphenida-
te as first line treatment. Follow up studies showed that
children prescribed atomoxetine experienced many more
serious side effects that took longer to be detected. Atom-
oxetine was also reported to be less efficacious and asso-
ciated with significantly greater treatment drop-out rates
than methylphenidate.

Italian children are still seldom referred and tragically un-
der treated (less than 1% of the children estimated to have
ADHD receive treatment). Referrals to these treatment
centres were very low and the majority of referrals were
initiated by parents (50.8%). Italian professionals, inclu-
ding teachers, psychologists, social workers, psychiatrists
and other medical doctors referred just 903 Italian children
for assessment in the first year of the Italian registry. One
problem was that training courses for inclusion on the na-
tional register were not funded at start-up.

In Belgium, a resolution to introduce some reforms in
ADHD care was unanimously adopted by the Flemish par-
liament in November 2003, but was not realised, except for
the introduction of reimbursement of Ritalin and Ritalin

ADHD-Europe Survey 2011-ver5_fix.indd 11

Europe 43

MR in 2004 for those less than 18 years of age.

Independent, Professional and Regional Programmes

A number of independent initiatives exist in Flanders per-
haps compensating for the absence of national policy. For
example, a) some professional fieldworkers and scientists
are working together to develop a multidisciplinary tre-
atment approach; and b) Centrum ZitStil is also part of
a number of initiatives to stimulate multidisciplinary and
multimodal treatment-models and programmes, actively
participating in scientific progress reviews. In Wallonia (the
French-speaking region of Belgium), on the other hand,
there are fewer professionals interested in ADHD and tho-
se who are often tend to be isolated from the mainstream.

Austria reported no national policy but the Austrian Paedi-
atrics’ Association has issued its own, non-binding ”’Stan-
dards for the Diagnosis and Therapy of ADHD in Children
and Adolescents.”

In 2010, our member organisation, ADHD Foreningen,
Denmark, launched an Action Plan on ADHD formulated
by respected national experts, to be followed in 2012 by a
governmental action plan on ADHD.

In some countries, healthcare and/or education is organi-
sed at a regional rather than a national level; thus, regional
policies must be considered. Thus, in Spain, policies and
provision for ADHD are available with varying degrees of
efficacy in some regions; e.g., Canarias, Murcia and Prin-
cipado de Asturias...

A new Greek law relating to education (2008) describes
ADHD as a disability with special educational needs; ho-
wever, no provision has been made for classroom integra-
tion. Assessment services advise teachers to exercise “sup-
port and discreet leniency” and offer suggestions for minor
adjustments to teaching and student assessment, but these
are seldom implemented in the classroom.

In the rest of Europe, the majority of organisations still
answered that there is no national policy, including Ger-
many, Ireland, Luxembourg, Malta, Hungary and Poland.
Some organisations offered reasons for the lack of policy.
These included the negative effect of stereotypes and a re-
lated lack of understanding by media and politicians.

“Unfortunately, there is no national policy for ADHD in
Hungary. They try to put it into the integration, but it does
not fit there. They try to call it “badly behaving children”
so we will have a lot of work to do before they can even
understand the children’s problems.” ADHD Hungary

“There is no national policy regarding ADHD (in Germa-
ny). Public interest is mainly focused on medication. The
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increasing amount of stimulant prescriptions is still con-
sidered — by many politicians and the vast majority of the
media — to prove the abuse of medication, the over diagno-
sis of ADHD and the decline of the school system. Up until
today, state agencies are not willing to accept ADHD as a
valid diagnosis for adults in fear of increasing costs for the
public healthcare system and tax funded social services.
And under the influence of the OECD PISA studies, school
policy is focused on standardising education and putting
pressure on pupils instead of acknowledging special con-
ditions of handicapped children.” ADHS Deutschland,
Germany

Diagnosis and Treatment

The gold standard is diagnosis by a multidisciplinary team
and in the majority of countries, medical doctors (psychia-
trists, paediatricians, neurologists) work together with psy-
chologists on assessment procedures.

The predominately North American trend towards pres-
criptive rights for psychologists has not spread to Europe
where psychologists cannot prescribe in any of our mem-
ber countries; if medication is necessary, psychologists
must work in cooperation with medical doctors. The role
of psychologists in diagnosis varies; some countries requi-
re that psychologists be registered to diagnose, some res-
trict diagnosis to medical doctors whilst others recognise
psychologists’ role in a multidisciplinary diagnostic team.
Some countries further restrict diagnosis and treatment in
the public health service to a few recognised medical pro-
fessionals or centres.

(See Table 2 for country by country information)

Diagnosis of Adults

A diagnosis of ADHD in an adult - while not officially bar-
red - may have maverick status within healthcare systems,
such that both diagnosis and diagnostician may encounter
suspicion; this applies particularly in Germany, Italy and
Spain. Consequently, provision for the care of adults is
poor. In many countries, finding adult - in contrast to pa-
ediatric - diagnostic services is more difficult and diagnosis
of adults by paediatricians remains rather common.

(See Table 3 for country by country information)

Treatment

Table 4 summarises respondent’s experience of the availa-
bility of treatment in their countries. There is remarkably
limited availability of evidence-based behavioural thera-
pies in the majority of countries.

12
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Support is, of course, mostly provided by patient organi-
sations, normally in the form of support groups; the thera-
peutic role of support from others in the same situation is
widely recognised.

Nevertheless, we were surprised to find that parent train-
ing is also provided wholly or partly by voluntary organi-
sations in more than 50% of responding countries. Parent
training is a necessary intervention to help parents cope
with challenging children; if this is to be given by volun-
tary organisations, they need every support to provide the
best possible and most effective training.

Most countries have quite a variety of treatments available,
but publically-funded treatments are frequently limited. A
few countries reported extreme scarcity of evidence-based
treatments; for example CBT in Italy is very scarce.

In the majority of countries, adults themselves pay all tre-
atment costs. Only the Swedish public health system pays
the full cost of adult treatment in all cases. However, in
the Netherlands it may be fully covered by the individual’s
insurance. In the United Kingdom, adult diagnosis and tre-
atment is free (if treatment is available by their regional
health authority!) although a prescription charge is made
for medication.

“The problem is every treatment I’ve written about is av-
ailable in private practise, but availability of public tre-
atment is restricted.” Polish AD/HD association, Poland

(See Table 4 for country by country information.)

Evidence Base of Treatments

EINAQ (European Interdisciplinary Network for ADHD
Quality Assurance) (2005) divided treatments into three
groups: a) those with a good evidence base, including
medications for ADHD and behavioural modification ap-
proaches at home and at school and cognitive behaviour
therapies; b) a group including treatments with little evi-
dence: oligoantigenic diets, sensory feedback, neuro-feed-
back and elimination diets (however, evidence exists that
a very few children with hyperactive behaviour may have
troublesome food reactions); and c) treatments with no
evidence, including psychodynamic/insight therapy, play
therapy, creative therapy, occupational therapies, sensory
integration and homeopathic therapies.

In many countries, commercial products to ‘treat’ mental
health disorders are less regulated than those to treat phy-
sical health disorders. Some treatments may be considered
‘worth a try’ by the consumer, but often times are expen-
sive, and in other cases time consuming too. If poor results
are obtained, the treatment seeker may become demorali-
sed.
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Both a hostile current of thought in society to evidence-
based approaches to the treatment of ADHD and poor pro-
vision of such treatments may render people affected by
ADHD particularly vulnerable to entrepreneurs and qua-
ckery. In some European countries more than others, the
media have been very much manipulated by anti-psychia-
try groups who have targeted evidence-based medications
for the treatment of ADHD and even the status of ADHD
as a disorder. Several countries reported that well written,
but very polemical and misleading press releases from
anti-psychiatry groups are frequently published verbatim
in the press, without comment or qualification. This gives
the public and some professionals the false impression that
there is considerable scientific doubt over ADHD and its
effective treatment.

An Internet search reveals more than 200 ‘treatments’ for
ADHD, so many that it is sometimes confusing for people
with ADHD and even health professionals to make good
decisions. Many organisations expressed frustration with
this plethora of unproven treatments.

“ADHD is a major topic in child and adolescent psy-
chiatry, school development and media coverage. There
are plenty of so-called innovative treatment programmes,
mostly evaluated only by the inventors of the specific pro-
gramme. Since most of these programmes are expensive,
they are only offered as part of publically funded acade-
mic research or at one'’s own cost.” ADHS Deutschland,
Germany

“Innovative treatment programmes in the Netherlands are:
neurofeedback, elimination diets, and working memory
training - a type of computer game with levels of increa-
sing difficulty to improve working memory. These innova-
tive treatment programmes are not scientifically investiga-
ted or proven.” Balans, the Netherlands

Professionals, their associations, healthcare authorities and
lawmakers have a duty to set clear guidelines, and in some
cases to consider the disciplining of healthcare practitio-
ners and the regulation of alternative products and their
advertising claims.

Denmark mentioned the negative effect of lack of policy
on dissemination of information about evidence-based tre-
atment programmes.

“Since no national policy exists, innovative programmes
take place as possible local initiatives, and the results
are not being spread to other professionals.” ADHD-Fo-
reningen, Denmark

Useful Innovative Treatment Programmes
“Meeting places, such as camps, Internet platforms and
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other forms of interaction within the group are important.
Our experience is that meetings within the group generate
calmness, understanding and a better quality of life. Group
therapy to decrease stress factors is an escalating need.”
Riksforbundet, Sweden

Sweden has recently undergone big changes in the organi-
sation of care.

“The whole of psychiatry, other caregivers and authori-
ties in this field are undergoing a structural renovation in
the sense of greater accessibility, reducing the number of
necessary contacts and simplifying communication and
decision-making. More interaction, effectiveness, IT-based
solutions will, in time, make problem-solving a lot simp-
ler; not to mention the time and effort/money saved by our
clients. We are looking forward to implementation of more
Centres of Intelligence and Information (CII) like the AD-
HD-Centre in Stockholm.” Riksforbundet, Sweden

In Greece, a pilot early intervention programme for child-
ren aged 5-6 years was launched (2010) at the special Unit
for Attention/Hyperactivity and Learning Disorders of the
Children’s Hospital ”P & A Kyriakou” in Athens. This free
programme includes group sessions, parent training and
individual special education sessions for children with
ADHD.

Other organisations favourably mentioned some new pro-
grammes:

In France, increasing numbers of children with ADHD
have a blood test prescribed in order to check the rate of
ferritin in their blood and receive an iron supplement if
the ferritin rate is too low, following Eric Konafal’s pa-
per (2008). Sweden was enthusiastic about the Cog. Med.
brain training programme, a commercial initiative laun-
ched by Dr Klingberg. Others say it has yet to be evaluated
by researchers not connected to the new programme.

Others described initiatives by their ADHD-organisation:

“As far as I know, there are no Innovative Programs at
the Public System level. There are some local initiatives
from Parent associations with professionals from the Pu-
blic Health Care.” ADANA, Spain

“In Flanders, we have a simple cheap and effective met-
hod for supporting adult support groups and their coordi-
nators. All the groups are run by people with ADHD who
meet monthly through the organisation Aandacht to dis-
cuss common problems, for example, applying structure to
the meeting, dealing with and setting limits on appeals for
help outside the meeting (such as late night phone calls),
making sure everyone gets a chance to speak. Our group
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works alongside Aandacht.” Adult Anglophone ADHD
Support Group, Belgium

ADDISS, our UK member, holds workshops on the 1-2-
3 magic programme developed by Dr Thomas Phelan for
parents and teachers aimed at behavioural management of
children from 2-12 years. Several research studies have
found the programme to be effective; for example, a fol-
low up study in Toronto identified significant reductions
in parental stress, hostility and depression a year after the
course (Bradley et al., 2003).

ADDISS also trains teachers and other professionals to use
the “Why Try?’ programme in schools and youth clubs.
Originating from America, it is aimed at motivating child-
ren with ADHD and children with learning or behavioural
problems to change their behavioural patterns and chal-
lenge low academic expectations.

Centrum ZitStil is training professionals to be ADHD-
Care-Monitors to provide support for parents following
diagnosis of their children. During the process of care
monitoring, a professional caregiver introduces, monitors
and coordinates the child’s complex multidisciplinary tre-
atment. This project is based on an evidence-based care
model for ADHD and the principles of parent-empower-
ment. An individual care trajectory is developed to monitor
a long-term treatment programme during childhood.

Other projects in Belgium include:

-ADHD-AS-Dyslexia Family Resources Belgium offers
parenting classes in English to parents of children with
ADHD and/or ASC. These classes, which are given by a
psychologist and psychotherapist, are based on the princip-
les of Cognitive Behaviour Therapy (CBT), the goal being
to reverse negative behaviour patterns in both parents and
children.

-The University of Leuven designed a Toolkit ADHD: An
instrument for teachers to work with the child with ADHD
within the classroom.

-Leuven also offers a diagnostic, medical and psychosocial
treatment programme for adults with ADHD;

-VCLB-Meetjesland (a free centre for pupil counseling)
created an ADHD-monitoring system to collect informa-
tion about the functioning of primary schoolchildren at
school and at home (together with Centrum ZitStil );

-The University of Ghent created a multimodal and multi-

disciplinary model to follow primary school children with
ADHD.

14
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The HADD Family Support Group in Ireland has publis-
hed a resource book for teachers, and one for students with
ADHD entering third level education (college or univer-
sity). HADD also offers group therapy to children and
young persons with ADHD, using Solution Focused Brief
Therapy, a person-centred approach aimed at facilitating
problem-solving skills, awareness and insight of ADHD
and how it affects their lives, and empowerment of indi-
viduals.

Austria reported on some small developments

“The examples below may not be innovative for those awa-
re of ADHD, but for Austria these are - considering how
little was done before - innovative here. A few psycholo-
gists and doctors go out of their way to observe the child in
the school setting and to explain to the teaching staff what
ADHD is about. One doctor films the child trying to sit still
in a chair as part of the diagnosis. One psychologist holds
parent education/ training meetings on a regular basis.
One doctor in Styria has organised outdoor activities for
youngsters with ADHD. One psychologist has set up gro-
up homework afternoons for the ADHD-children. Several
doctors recommend hippotherapy or equestrian vaulting
for the ADHD-youngsters with mixed results. A few psy-
chologists offer neurofeedback, but the cost is not covered
by national health insurance plans and so it is limited to
wealthy patients. Most recently, group therapy has started
for adults with ADHD.” Verein ADAPT, Austria

“The Barclay method of parent training is becoming more
and more popular in Paris, Bordeaux, Strasbourg and
Marseille; parents of ADHD children take part in a train-
ing session that teaches them, through 10 sessions, how
to cope with their child in everyday life.” Hypersupers
TDA/H France, France

Medication for ADHD

The survey covered the availability of medication and
medication costs paid by people affected by ADHD and the
degree to which those costs are reimbursed. Some factors
that may make cost comparisons misleading include diffe-
rences in cost of living and wages. The results are reprodu-
ced in their entirety in the two appendices to this report. A
few selected points arising from them are presented.

Availability of Medication

Medication choices are limited in Europe in comparison
with the US; with a number of medications developed for
the treatment of ADHD unlicensed in any European coun-
try; these include Adderall®, Vyvansee®, Daytrana® and
Focalin®.
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“My boyfriend is moving to Antwerp from the US in the
end of June; he has ADD and is using Adderall. It is the
only medication that very much helped him. I talked to my
doctor here and he said that my boyfriend will have to go
to a specialist here to be able to get a prescription for his
medication, but Adderall is not available. Is there an alter-
native to Adderall?” Godelieve, Brussels

All of us dealing with expatriate Americans are familiar
with this problem; those prescribed Adderall have a dif-
ficult time replacing the medication effectively with those
licensed in Europe. This is not surprising because Adderall
is frequently prescribed to those who do not respond well
to other drugs. My own adult group includes a number of
non-responders who would like the opportunity to try Ad-
derall. The right medicine is very individual to the person
with ADHD and it is a shame that options are limited in
Europe.

Another problem is that all ADHD stimulant medications
available in Europe contain lactose, which is not the case
in America. This does not take into account the high rates
of milk and sugar intolerance in the general population,
especially those of Asian origin and problems finding the
right medication for the lactose intolerant are reported by
a few members.

Variable Availability of Medications in Europe

Ritalin, Concerta® and Strattera, or their generic equiva-
lents, are available in all our member countries with the
following exceptions: Ritalin is not available in Croatia;
Concerta is not available in Hungary and Italy, and Strat-
tera is not available in France. Stimulant treatment is not
approved for prescription to adults in Italy. Most countries
have some cheaper generic alternatives available, see table 7.

Costs of Medication

We found the highest price for Ritalin in Finland, €39.01
for 30 x 20mg pills; as in most countries with high pri-
ces for originator (patented) medicines, a cheaper generic
medication is available. In general, the highest pharmacy
charges are in countries with a maximum or fixed payment
system (Ireland, Finland) or with a 100% reimbursement
for most patients (Austria) with the right insurance. Thus
most consumers do not pay these high prices. The lowest
price for Ritalin was in Cyprus at €2.4 for 3x10mg. Non-
stimulant medication can be expensive (€144.2 for 28 x
10mg for Strattera in Austria) as can slow release medica-
tions. In some countries (e.g. Germany), reimbursement of
medication may be limited to the cheapest brands.

Although generics and originator medicines are iden-
tical in their active ingredient, changes in inactive ingre-
dients may lead to different rates of absorption in the
blood (which can also occur between originator medici-
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nes). As a result, the dose may need to be adjusted, a po-
tential problem for patients prone to drug sensitivity. Thus,
limitations on availability or reimbursement of generics
may have consequences for a subgroup-of-patients.

Prices at the pharmacy may differentially impact low-
income families with poor budget management (more
common in families with ADHD) even if high rates of
reimbursement are available. Complicated health reim-
bursement procedures differentially impact families with
ADHD, and thus in themselves form a disincentive to tre-
atment (As an adult with ADHD, I have never successfully
gathered all documents necessary to reclaim all my medi-
cal costs for any one year). Moreover, ADHD clusters in
families, many families have multiple prescriptions to fill,
and monthly costs may be high.

Reimbursement of Medication

Concerta price in the pharmacy and
amount reimbursed for under 18's
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The graph illustrates cost and reimbursement (if any) for
30 x 18mg of Concerta, available in every member country
with the exception of Italy and Hungary. Five countries are
unrepresented in the graph. Ireland has a fixed drug pay-
ment scheme (€120 per household per month). Denmark,
Norway and Sweden have a complex graduated payment
scheme such that no household pays more than €452 a year
in Denmark or €160 a year in Sweden or Norway for all
medication. The UK has a fixed prescription charge that is
not applicable to school age children.

With the exception of Hungary, Malta and Cyprus, at least
one medication for ADHD is partially or fully reimbur-
sable by public or private insurance for children under 18
years of age. Cyprus, however, has a healthcare scheme
for low income families. Only Germany, Norway, Sweden,
Finland and Denmark have schemes that allow adults to be
partially or fully reimbursed for medication.
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Restrictions on Medication

A further burden for patients arises from restrictions placed
on prescription of ADHD medications: a) on the amount
of medication that can be prescribed to a patient at one
time (e.g. 28 days supply given in France but just 3 days in
Hungary), or b) on the place from which medication can be
obtained; medication may need to be obtained always from
the same pharmacy (e.g. Hungary); only from the main
hospital (e.g. Malta), or even directly from a day hospital
(e.g. Italy). These restrictions place an extra burden on the
time and budget of patients and their families who already
face (as a condition of diagnosis) significant difficulties in
everyday life.

Access to Diagnosis and Treatment

Finding Diagnosis and Treatment

In 2009, the majority of organisations reported that finding
professional services offering diagnosis and treatment of
ADHD is ‘difficult’ (Austria, Belgium (Wallonia), Den-
mark, France, Luxembourg, Poland, Spain) or ’Very dif-
ficult’ (Ireland, Italy). In 2011, some countries reported
small improvements; for example, Poland said there were
now more private treatments available, but their quality
like the scant public provision remained poor.

Others described theoretically extensive treatment servi-
ces, but in reality limited treatment for ADHD:

“Psychiatric care in France is provided by local centres
(called CMP, Centre Médico-Psychiatrique) coordinating
psychomotricity, psychologists, speech therapists and psy-
chiatrists. Care is free in such centres, but most of them just
deny the reality of ADHD.”” Hypersupers TDA/H France

For the main part, ADHD is diagnosed and treated in (some)
regional teaching hospitals in France, because historically
ADHD care developed in hospitals with language disor-
der departments; however, waiting lists are 12-18 months.
Private care centres bring together specialists (speech th-
erapists, psychologists, psychiatrists etc.) to treat language
disorders, and will also treat ADHD free of charge (subject
to the agreement of the health care system), but these cen-
tres are insufficient in number.

Cyprus reported that services are easily located in the pri-
vate sector but not in the public sector, a situation reflected
in many other countries. All responding countries expres-
sed some concern in this area, ranging from long waiting
times to poor or non-existent diagnostic and treatment fa-
cilities for adults with ADHD; e.g. there is only one asso-
ciation for adult ADHD and a small group of psychiatrists
interested in adult ADHD in France

16
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Very few countries report improvements since our 2009
survey. Reform has happened but concentrated in those
countries, which had the poorest provision (and for the
most part still have.). Greece has seen growing improve-
ments in services (see table 4) and Austria also reported
positive developments: ‘ADHD has become much better
known over the past few years’. It does not usually take
families as long to obtain a diagnosis as reported in 2009 (3
yrs or so), but the training of diagnosticians and therapists
still varies enormously - from those who have attended se-
veral specialised courses/seminars to others who have no
specialised training at all.

“In many places there are no professionals with a good
knowledge of ADHD (even in big towns). Many of them
have poor knowledge.” Polish ADHD Association, Po-
land

“Sometimes it is truly an uphill battle. Some health pro-
fessionals and paramedics still know very little about this
disorder. Doctors, including psychiatrists and neurolo-
gists, look for psychological and/or educational causes.”
TDA/H-Belgique, Wallonia, Belgium

“There is a lack of treatment for both children and adults.”
ADHD-Foreningen, Denmark

Variations in Provision within European Countries
Provision for the treatment of ADHD; both across and
within national boundaries varied widely.

Administrative Regions, Regional Capitals and Popu-
lation

In many countries, there are large regional variations in the
provision of treatment for people who have ADHD; often
more marked where federal powers are devolved. Thus,
in Belgian French-speaking Wallonia until recently, it has
been very difficult to find professional services in contrast
to the more extensive services available in Flanders, the
Dutch speaking section of Belgium. Likewise, in the milli-
on strong international communities of Belgium, migrants
are isolated from services by language and culture and it
can be difficult to find adequate services for diagnosis and
treatment. In German-speaking Belgium, a different range
of difficulties exists. In Germany itself and in Spain, provi-
sion varies widely across the 16 federal states or 17 auto-
nomous communities respectively.

In smaller countries, services are frequently concentrated
in the capital, at the expense of the regions, as is the case
in Malta and Croatia. In Austria, there are relatively few
specialists outside the provincial capitals, although the
situation is gradually improving. High quality treatment
may be limited to hospital departments in a few big cities,
Krakow, Warsaw and Bydgoszcz in Poland, Athens and
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Budapest in Greece and Hungary. Turkey is divided into
81 administrative regions, each with a capital city; in some
regional capitals, there is considerable difficulty finding di-
agnostic services.

Sparsely populated countries also bring problems: Finland,
with a population of 5 million extending over a large area,
also suffers from large regional variations in services.

“In Finland, we have a large regional variety. In the big
cities, it is easier to find professional services, especially
for children. It is usually more difficult to find professio-
nals who can diagnose adolescents and adults.” ADHD-
Association, Finland

Regional variations extend to all services, including edu-
cational support.

Waiting Times

Waiting lists are problematic, averaging more than a year
for publicly-funded services; In 2009, Greece and Austria
reported the longest maximum waiting time (up to 3 years),
but in the intervening two years, there have been improve-
ments in the availability of services. Greece is now level
with Malta with a maximum waiting time of around two
years. This represents a considerable improvement; ne-
vertheless, two years remains a huge slice of a child’s life-
time. Because the wait for diagnosis also constitutes a wait
for treatment, many organisations argued that this delay is
particularly deleterious to children, exacerbating educatio-
nal, behavioural and psychological outcomes. Parents of-
ten feel obliged to use expensive private services to obtain
timely intervention, but not all parents can afford to do this.

“From 1998 to 2008, we had a National plan of action to
increase the diagnostic and treatment availability within
psychiatry. The situation is better, but still you have to wait
for diagnosis and treatment.” ADHD-Foreningen, Nor-
way

In the Nordic countries, waiting lists for all specialties
have been on the political agenda and some political ini-
tiatives have been taken. In Finland, a treatment guarantee
defines a time frame for the health service receiver. During
the years 2008-2009, the Danish government phased in a
maximum waiting period of two months for the assessment
of children and a guaranteed maximum two-month wait
for treatment. At the beginning of 2010, similar guarantees
were introduced for adults.

“In Sweden, the waiting time varies from a couple of days
to 1.5 years. The Swedish government has recently ruled
that a wait of more than 30 days is not acceptable; the sup-
port system is attempting to implement this, but it has not
yet happened. The Swedish organisation is therefore cam-
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paigning for focus on the individual's difficulties with full
support being made available for those difficulties, with or
without a diagnosis.” Riksforbundet, Sweden

Training of Professionals

Lack of Knowledge

In a majority of countries, including Austria, Belgium and
Ireland, patients find a doctor via referral through patient
organisations or referrals from other patients. This prefe-
rence for a recommendation reflects service users’ recogni-
tion of variable knowledge of ADHD in mental health ser-
vice professionals. Despite the prevalence of the disorder,
the ability to confidently diagnose and treat ADHD often
reflects the special interests of the practitioner.

A further problem is that comorbidities, such as depres-
sion, especially in cases involving previous treatment
by mental health professionals, may delay diagnosis of
ADHD, or contribute to a previous ADHD diagnosis being
ignored. This, and some other reasons for diagnostic delay
and their possible causes, are summarised in a recent report
on diagnosis from France.

“Paradoxically, previous contact with mental care professi-
onals was associated with a longer time to diagnosis. Clini-
cal presentation of symptoms, specifically ADHD with co-
morbid anxiety and depressive disorders, was also linked
to a significantly larger diagnostic delay related to overlap-
ping symptoms (e.g. impaired sustained attention) between
the conditions.” Delay of Attention-Deficit-Hyperactivity
Disorder Diagnosis in France — Reasons and Resolutions’
(Purper-Ouakil & Cortese)

An example from the survey:

“We have met adults who were severely hyperactive as
children, diagnosed, and treated for minimal brain damage
(an obsolete name for ADHD) ~ in the seventies and eigh-
ties. There was no referral to adult psychiatric services on
leaving the care of children's services. In all cases, comor-
bidities developed in adulthood, such as depression, sui-
cidal tendencies, chronic eating disorders, drug problems
and sometimes further diagnosis such as borderline perso-
nality disorder, bipolar disorder, and obsessive-compulsive
disorder were given. The childhood diagnosis of minimal
brain disorder is not taken into account by the psychiatric
services. Patient accounts suggest the original diagnosis
was not only not revaluated, but not considered at all.”
Adult Anglophone ADHD Support Group, Belgium

Training of health and mental health professionals in the
diagnosis of ADHD is of vital importance; patients pre-
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senting to mental health services with ADHD-related co-
morbidities are frequently not diagnosed and treated for
the ADHD. Moreover, the continuing impact of ADHD on
adults who were diagnosed as children is frequently poorly
understood by adult mental health services.

College Education

Almost half of surveyed countries commented that no spe-
cial training regarding the management and diagnosis of
ADHD was included in university professional training
(Austria, Belgium, Denmark, Greece, Ireland, Luxem-
bourg, Malta, Norway and the Netherlands).

“Unfortunately, despite ADHD being listed in both the
DSM IV and ICD 10, very little study time is allocated to it
in the study of psychology, neurology or psychiatry. Often
only 2 or 3 pages on this topic are required in the entire
course to become a practitioner. Interested practitioners
‘specialise’in their practice and through conferences and
other training. This omission partly explains why some
health professionals do not recognise ADHD.” TDA/H-
Belgique, Wallonia, Belgium

Others said that ADHD was included in a general view of
neuropsychiatric dysfunction at university (Croatia, Flan-
ders, Germany, Sweden and Turkey) although the extent of
specific ADHD coverage is unclear. Germany and Poland
commented that the quality of this training could be highly
variable.

“There are good training courses in treatment and diagno-

sis, but only in the private sector (in fact, good professio-
nals are teaching their colleagues how to cope with such
children and adolescents, but the Public Health system
doesn't pay for that). Sometimes, the Ministry of Health
and the Ministry of Education give some grants to NGOs to
organise some free training for professionals. There is bet-
ter coverage for special education teachers, but the time
allocated and quality of this training remains insufficient”
Polish ADHD Association, Poland

Continuing Education of Professionals

In many countries (e.g. Hungary), ongoing accredited
training is offered to professionals by the government; the
extent to which this includes ADHD is unclear. Specific
training sessions to cover ADHD are sparse and include
special seminars sometimes provided by pharmaceutical
companies or by local government initiatives. In a few
countries, the ADHD organisations themselves help pro-
vide training for doctors (as well as for teachers), though
this may be limited to regions willing to work alongside
voluntary organisations (e.g. ADANA, Spain). In France,
a training course in cognitive behavioural therapy based
on Barkley’s guidelines is available for psychologists and
psychiatrists; however, there are insufficient places. Pro-
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fessional Training seminars began in 2010 in Greece, orga-
nised by the Greek Society for the Study of ADHD in co-
operation with the Special Unit for Attention/Hyperactivity
and Learning Disorders of the Children’s Hospital "P & A
Kyriakou”, as well as with the Child Psychiatry Clinic of
the Athens University.

The EINAQ Initiative to develop an effective specialised
training in ADHD for healthcare professionals across Eu-
rope is now, sadly, limited to Germany.

Do Professional ADHD Services Network to Improve
Services?

ADHD is a complex lifelong disorder for which multimo-
dal treatment is recommended. However, as we observed
in our previous survey, it is often by individual choice that
professionals learn about the diagnosis and treatment of
ADHD rather than as a professional requirement. Those
who choose to specialise are often isolated from other pro-
fessionals and services are therefore fragmented. Poorly in-
tegrated healthcare systems increase the risk of duplication
of diagnostic procedures, conflicting diagnosis, conflicting
treatments and medication recommendations. A lack of
networking can also contribute to delays in the recogni-
tion of comorbidities, to low referral from child to adult
care and to insufficient support when it is most needed.
Further, the chaotic provision of treatment may encourage
the growth of commercial non evidence-based treatments
that fuel scientifically unsupported beliefs about the vali-
dity of ADHD as a disorder.

We therefore asked if services (education, health, social,
probationary, etc.) concerned with ADHD are networking
together. Some members simply answered ‘No’ - inclu-
ding Italy, Luxembourg, Ireland, Germany, Denmark and
Poland, many commenting that coordination of services
would be very welcome.

“No such network exists. The professionals in the muni-
cipalities are highly specialised, preferring to work only
within their own sector and have great difficulties wor-
king in a multidisciplinary way even locally.” ADHD-Fo-
reningen, Denmark

In Germany, organisational and legal obstacles to com-
munication between services exist.

“Germany has, in terms of results obtained, exceptionally
expensive healthcare services, schools and youth welfare
institutions. Networking is limited by the parallel existence
of several systems: 16 different school systems in the 16
German states; public and private healthcare companies
and medical services offering a hardly comprehensible and
understandable variety of services, thousands of different
local social service policies since social welfare and youth
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welfare is a community or county task framed by federal
law. Medical doctors and psychotherapists hardly get any
money for networking; they are only paid for services to the
patient. Teachers are neither obliged to talk to any healt-
hcare professional nor to take their advice into account.
Youth welfare departments are forced by law to decide in-
dependently on the help they offer, they are not allowed
to pay for any programme or service and parents Sign in
before they talk to the department.” ADHS Deutschland,
Germany

Other countries mention rather informal networking initia-
tives. In Austria, small networks of medical practitioners,
clinical psychologists, therapists and educators have deve-
loped in some areas, but more such networks that work
with the schools are needed. Cyprus has developed multi-
modal treatment centres, including one developed by our
member organisation.

“In Italy we do not have anything like this, although there
have been several efforts to cooperate in a kind of network
between the local psychiatrists.” AIFA Onlus, Italy

“Networking exists up to a certain point. Professionals
eagerly keep in mind that Malta is a small market, and
that sums it all up. At the same time, there is collabora-
tion, mostly coming from the established psychologists and
psychiatrists who have a good source/client base (as seen
from the outside).” ADHD Family Support Group, Malta

In other countries, efforts to network are confined to cer-
tain regions.

“In Spain, the three regions - Canarias, Murcia and Prin-
cipado de Asturia - have provision for networking in edu-
cation, health (paediatricians and mental health services),
and social services as well as justice. At the national le-
vel, there is nothing yet. Some professionals working with
adults are joining other ADHD adult services in Europe
(Hospital de Vall d’Hebron, Barcelona, PIIDA)” ADANA,
Spain

In Hungary and Norway, member associations themsel-
ves have worked towards improving professional connec-
tions.

“Our association tries to build connections between the
professional service providers. Unfortunately, there is a
huge dissension, everyone trying to do something in his/
her own area, some of them only being available for a fa-
mily or professional days.” ADHD Hungary

“We pay great attention to establish and maintain good
relations to professionals. Thus, ADHD-Norway tries to
network to improve service.” ADHD-Norge, Norway
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Others described more extensive initiatives.

“We know of a professional ADHD-network consisting of
general health carers, psychiatrists, psychologists, centres
for mental health and family doctors covering all kinds of
care for ADHD-people, in a part of Occidental Flanders.”
Centrum ZitStil, Belgium

In Belgium, some networks co-operate with hospitals,
others with rehabilitation centres or even with school pro-
grammes. Centrum ZitStil has cooperated with other or-
ganisations providing care for people with ADHD. These
include Education Shops, which provide parents and other
carers with information and access to services and organi-
sations to develop their parental role as educators, and pro-
vide training and information for professionals. Centrum
ZitStil has participated in the Triple P positive education
project, which has brought together more than 300 health
carers in the province of Antwerp.

In the Netherlands, networking emerged from the initiati-
ves in 2000 at different levels of treatment, for example, an
ADHD Physicians Network, which is a forum for profes-
sionals to exchange knowledge and developments.

In Greece, the Athens based Special Unit for Attention/
Hyperactivity and Learning Disorders, within the Public
Health System has networked with a large number of other
Child Psychiatry Services as well as ministry of education
Diagnostic Centres. The scientific, non-profit Greek So-
ciety for the Study of ADHD also aims to create a network
between the relevant health and education services that
currently operate informally as a pilot.

Education

Are Accommodations Available in Schools?

In some countries, there are no special accommodations in
public schools or universities for examinations (Germany,
Hungary, Luxembourg, the Netherlands, Greece and Po-
land). If accommodations are theoretically available, they
are not usually provided, often being left to the initiative
of the school or the teacher, or the region (Spain). Only
the UK reported that accommodations were available for
examinations and that there were no obstacles to obtain-
ing them. In the international schools of Belgium, some
schools offer more in the way of accommodations than
others.

“There is no legal right for accommodations in exams, it
is up to each individual teacher.” Verein ADAPT, Austria
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In Sweden, accommodations are available but uncom-
mon. Greece allows oral examinations for the ADHD
child. Denmark has a number of examination accommo-
dations, including taking short breaks, giving extended
time and breaking tasks into smaller steps. Finland offers
different accommodations for the children with ADHD.
For example, a student can take exams in a separate room
without disturbance or s/he can be given an oral examina-
tion instead of a written one. Finland observes that most
students with ADHD learn better in a small class; unfor-
tunately class sizes are usually large. However, a number
of educational possibilities are available; the student with
ADHD may receive personal or classroom assistance and/
or part-time or whole-time special education given by a
special education teacher. Turkey offers accommodations.
Cyprus offers extended exam time, learning support and
counselling.

Some countries have limited facilities to offer accommoda-
tions. Moreover, accommodations are frequently not speci-
fic to the needs of children with ADHD.

Parents’ Struggle
Many remarked that accommodations went to the tenaci-
ous parent.

“Accommodations are very limited and parents have to be
tenacious and demanding.” INCADDS, Ireland

“For accommodations you have to fight at times to your
teeth.” ADHD Family Support Group, Malta

In general, the degree of classroom support depends on the
goodwill of the class teacher:

“If'the child has an official ADHD diagnosis, s/he can have
accommodations at school and learning support, but it is
very difficult to have learning support for many hours be-
cause of lack of money in our school system. Cooperation
between school and parents depends on the good will of the
individual teacher.” AIFA Onlus, Italy

Other Help

If there is little or no facility in state schools to help the
children with ADHD, teachers are under pressure and con-
sequently children with ADHD frequently fall outside the
state school system.

“The normal state schools have no prepared staff; they
don t like to treat these kind of children, in spite of the free
school system, children with ADHD soon find themselves
out of the system. Most attend on average 5-6 schools year-
ly, or become private students, which is a high financial
expense for the family.” ADHD Hungary
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“Educators tend to see children with ADHD as an ad-
ditional burden and quite a few are demoted to remedial
special schools which are inappropriate as far as their 1Q
is concerned. Some schools have an extra teacher in the
classroom at certain times and such classes are referred to
as "integration classes”. Depending on the quality of the
teaching and the level of information on how to deal with
pupils with ADHD, children may or may not do well in
them. There is a teacher known as an “advisory teacher”,
who moves from school to school, advising the other
teachers on how to handle pupils with ADHD. In poor so-
cio-economic areas, educators have no time to give pupils
with ADHD any special kind of assistance as they tend to
have classes full of children with all kinds of problems.”
Verein ADAPT, Austria

In many countries, such as Hungary and Sweden, several
private schools offer specific classes and/or services for
children with ADHD. In Vienna, a very small educational
institution, (www.kiprax.at) (classified under home-schoo-
ling regulations) was founded in 2010. It provides an inno-
vative form of education for children with ADHD, dys-
lexia, dyscalculia and other specific learning difficulties.

Norway and Ireland both have public school psychologist
services. However, these services have too little capacity
and in the case of Ireland, lack expertise, the services offe-
red amounting to each institution receiving a limited num-
ber (2-4) of diagnoses per school per year.

Some interesting initiatives were reported; for example,
in Denmark, some schools integrate parents into the class-
room. In Finland, vocational alternatives exist, with sup-
port for adolescents with ADHD.

“Adolescents with ADHD have the option to study in the
special education vocational institutions that provide spe-
cial facilities and services to enable them to succeed.”
ADHD-Association, Finland

Classroom Assistance

Classroom assistance is rare and is not available anywhere
to all diagnosed children. Availability often depends as
much on the school, teacher and local policy as the child’s
assessed needs.

Specifically, in Croatia an individualised approach and
classroom assistant are available at the class teacher’s
discretion. In Finland and Turkey, a student with ADHD
may receive personal or classroom assistance and/or part-
time or whole-time special education given by a special
education teacher. In Malta, children with ADHD were
previously assigned a class helper/facilitator covering half
the school hours. Now, less help is available; a learning
support assistant is in the class keeping an eye on children
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affected by ADHD in addition to general classroom duties.
In Austria, some schools will provide supporting teachers
after a special request has been made. In the Netherlands,
sometimes learning support is available. In Ireland, occa-
sionally children in primary school will receive an untrai-
ned assistant for a few hours a week.

“In Flanders, schools have a great autonomy and the help
offered differs a lot from one school to another. However,
more and more schools are willing to make an agreement
with the students and parents to engage all parties to re-
spect limits, to motivate and not to resort constantly to pu-
nishment.” Centrum ZitStil, Belgium

Teachers Attitude to Teaching Children with ADHD
“As regards attitude, it depends on the individual teacher;
you can find a very motivated teacher or you can find one
who is completely against ADHD, influenced from the big
anti-ADHD information, or one who does not know anyth-
ing about ADHD (never heard).” AIFA Onlus, Italy

Most organisations said that teachers’ attitudes (and know-
ledge of ADHD) were very variable, and some found it
difficult to give an average rating on those grounds (inclu-
ding, the Netherlands, Finland and Norway).

“Negative attitude, extended exclusion from ordinary clas-
ses.” ADHD-Foreningen, Denmark

“Teachers don 't want them (children with ADHD) in their
classroom because of their behaviour difficulties” ADD-
ADHD Cyprus

(See Table 5 for country by country information)

Communication in Education

“Education should be organised to meet the age level and
abilities of the pupil in cooperation with the parents.” AD-
HD-Association, Finland

Networking on the part of parents, teachers and the treat-
ment provider can support an individualised programme.
However, often communication between these parties is
poor. In France, registration with the MDPH offers infor-
mation and coordination of services delivered to the han-
dicapped in the departments (regions) of France and the
MDPH has the facilities to provide an individualised pro-
gramme.

In Austria, despite a stipulation that a facility to cooperate
should be available, there is none. Others also reporting a
lack of cooperation were Luxembourg, Sweden, Flanders,
Croatia, Ireland, Germany, the United Kingdom and the
Netherlands. In Spain, it depends on the region. Poland
and Italy commented that cooperation depends only on the
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good will of teachers. Turkey has in theory, the facility to
cooperate between parents, school and psychologist.

Poland commented that teachers are obliged to follow th-
erapists’ educational recommendations for the patient, but
few teachers do so. Few are able to follow the recommen-
dations correctly or may fail to put in the necessary effort.
However, a new educational law is scheduled for 2011 that
will oblige schools to organise networks of therapists and
teachers. School administrations will be required to create
advisory boards for children with educational problems,
comprising a psychologist, specialist teacher, the child’s
teacher and the child’s doctor. They will create, monitor
and evaluate an individualised programme for the child.
‘We are hopeful.’

“Teachers are neither obliged to talk to any health care
professional nor to take their advice into account.” ADHS
Deutschland, Germany

Training of Teachers

In general, ADHD is partially covered in initial teacher
training with a few exceptions, including Denmark that of-
fers only a diploma in special needs education. In a few
countries, general disability education may be offered but
without specific consideration with respect to ADHD. For
example, the Maltese teacher training course includes 13
hours of lectures on disability issues, but ADHD is not
specifically mentioned. Several countries commented that
teacher training now ‘mentions’ ADHD, e.g., Hungary and
Spain. Others, e.g., Austria report sporadic guest lectures
on ADHD during teacher training.

“In general, ADHD is not well covered. We note howe-
ver that more and more trainees chose to work on ADHD
during their psychology or orthopaedics course as well as
for their final thesis.” TDA/H-Belgique, Wallonia, Bel-
gium

Continuous Pedagogical Education
In Germany, continuous pedagogical education offers
some training on ADHD in some of the 16 federal states.

“In Flanders, a minority of teachers had the opportunity
to follow a course on learning disorders. All teachers have
now heard of ADHD, but educating themselves in it is very
much a matter of personal interest and motivation. Things
have changed a lot; 10 years ago, there was denial; now
there is much good will, but there remain some negative
attitude.” Centrum ZitStil, Belgium

In most countries, parent associations work alongside part-
ners to offer some teacher training. In Poland, the local aut-
hority or the ADHD associations offer relevant training in
some regions. Recently private courses ‘of variable quality’
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have become widely available. In Malta, teachers attend an
annual In-Service training. Maltese Family Resources of-
fers a voluntary course through the education department.

“Some teachers have had some small amount of training
about ADHD and learning disabilities during training.
However, this does not prepare them for the reality of wor-
king with children who have various types of ADHD. In
some of the international schools in Belgium, teachers are
required to fulfil 16 hours each school year of In-Service
training, but this training is not always about ADHD; it
depends entirely on the interest level of the school authori-
ties in this topic.” ADHD-AS-Dyslexia Family Resources,
Belgium

teachers are more knowledgeable then those in secondary
education about how to help children with ADHD (with
special education teachers normally being the best infor-
med).

“In some communities where there are strong parent asso-
ciations working with the authorities, there is a team who
works with the Department of Education. In Catalufia,
ADANA is the main provider of teacher training, most of
them coming because they have a student with ADHD in
their classroom.” ADANA, Spain
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In Belgium, awareness of ADHD has previously been very
low in Walloon education and in schools serving the inter-
national community in comparison to the Flemish educa-
tion system.

However, in Wallonia, TDA/H-Belgique has worked hard
to raise awareness of ADHD. The international commu-
nity has benefited greatly from the willingness of the other
Belgian organisations to work with them to exchange in-
formation. Five years ago, there was no understanding of
ADHD in the European schools (provided by the European
Commission), and support was variable in the international
schools. It was not unusual for parents to re-mortgage their
house to raise the money for their excluded ADHD child to
be educated in the home country.

Thanks to the efforts of our organisations and especially
the In-Service programme for teachers

provided by ADHD-AS-Dyslexia Family Resources Bel-
gium, the situation has improved greatly. Problems re-
main: the European school system still makes it difficult
for children diagnosed late to enter the support system at
school, and support is under-funded. By entry to secondary
school, teachers expect ADHD to have been solved!

In general, countries comment that primary education
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“Teachers do have knowledge of ADHD, but this is mostly
an individual choice..” Balans, the Netherlands

“At Vadaskert Hospital we have accredited training for
parents, children, teachers, not free of charge, of course.”
ADHD Hungary

Conclusions on Teaching

Many professional courses do not prepare teachers for
teaching the ADHD child, despite the statistical likelihood
of at least one child having ADHD in every class. Ongoing
training of teachers in ADHD is provided for the most part
wholly or partly by ADHD organisations.

We found (see graph) that teachers’ attitudes to children
with ADHD correlated with their knowledge of ADHD
as assessed by our members. But this is not the only fac-
tor determining teachers’ attitudes: in general the greatest
dissatisfaction with teachers’ attitudes was expressed by
countries with limited options available in dealing with the
ADHD child and this presumably also impacted their gene-
ral teaching skills and job satisfaction as well.

It is an urgent matter for Europe to offer teachers
the adequate training to effectively educate and in-
tegrate the child with ADHD into the classroom.
(See Table 6 for country by country information)
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ADHD Coaching

Our 2009 Survey noted a lack of psychological behaviou-
ral treatments for people with ADHD, especially for adults
who are often highly motivated to change behaviours and
receive psychological interventions when first diagnosed.
Children and adolescents frequently receive little help in
adapting to academic requirements and we have highligh-
ted a lack of treatment suitable for people with ADHD-I
elsewhere in this survey. In this light, coach training pro-
grammes are attractive to our organisations who wish to di-
rectly impact treatment in their respective countries; there
are no legal obstacles to voluntary organisations setting up
coach training programmes and costs are often recovera-
ble; indeed, we will find that a number of member organi-
sations have done so.

This survey aims to pool our members’ experience of
ADHD coaching in Europe, its availability, ADHD coach
training requirements and their methodologies, accredi-
tation, regulation and information about the efficacy of
ADHD coaching in helping people with ADHD. Twenty
four organisations and all member countries except France
responded to this section of the survey, thus replies are
compiled from twenty countries.

What is ADHD Coaching?

Before drawing up the survey questions, we asked our
members what ADHD coaching meant to them. Some de-
finitions were practical, giving lists of services provided
by ADHD coaches for their clients; however, agreement
on a concise definition proved difficult, reflecting the dif-
ferent theoretical backgrounds and approaches underlying
coaching in European countries as well as the difficulty
of defining coaching in general. Cavanaugh, Grant, and
Kemp (2005) observed that an “unambiguous definition
of ‘coaching’ does not currently exist,” and went on to
say that ”Coaching is about creating practical behaviour
change in human systems...” Thus, we found it necessary
to harmonise our views by adopting a rather broad defini-
tion of ADHD Coaching:

“An ADHD Coach provides individuals with ADHD and/
or related conditions with the opportunity to participate
(with the coach) in a collaborative analysis of his or her
problems, enabling the formation of targeted interventio-
nal strategies for selected areas of concern and offering
support in applying these strategies to daily life.

ADHD coaching is distinguished from other treatments by
the degree of continuing support given to the process of
transfer of knowledge gained in sessions to the individual's
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personal life, an area of particular weakness in people
with ADHD.

ADHD Coaching is a forward looking intervention in
which a person knowledgeable about ADHD and related
conditions who is trained as a specialised ADHD Coach
aims to help people with ADHD manage their lives better”

Evidence Base

Well designed studies exist providing evidence for the ef-
ficacy of some of the formalised fields related to coaching
used by the mental health professions; CBT (Cognitive Be-
havioural Therapy), DBT (Dialectical Behaviour Therapy
based on CBT with stress reduction elements of mindful-
ness) and Brief Solution Focused Therapy focusing on
what the client wants from therapy). Evidence for their ef-
fectiveness when applied to ADHD is somewhat thinner;
however, there is evidence for the usefulness of CBT in
treating ADHD comorbidities in adults and some sparse
evidence that CBT is useful for treating adult ADHD itself,
but the evidence for the usefulness of CBT for children
and adolescents is somewhat mixed. (For a review of DBT
and CBT applied to ADHD see Young & Myanthi Amara-
singhe, 2010).

The services offered by ADHD coaches frequently have
more mixed roots including life and business coaching and
positive psychology than the therapies offered by mental
health service professionals, but like those therapies and
like all coaching, ADHD coaching also lacks strong em-
pirical support. However, a few published studies evaluate
ADHD coaching, which we have summarised below:

Stevenson (2002) reported that coaching was helpful for
individuals who attended ADHD group programmes, alt-
hough his methodology was rather formal and based on
remediation programmes for adults with brain damage.
A case study of a single American college student with
ADHD found coaching effective for her (Schwartz, Pre-
vatt, & Proctor, 2005). Allsop (2005), found that coaching
produced improvements for a sample of 48 college stu-
dents with ADHD and/or a learning disability. However,
methodological issues make inferences difficult; for ex-
ample, colleges included in the sample utilised different
criteria for diagnosis and the groups were not evaluated
independently. We do not know if individuals with ADHD
or ADHD and a learning disability made similar gains to
those with learning disability alone

Coaching has also been found to be helpful for improving
completion rates of group treatments in non-ADHD adults,
which suggests that the use of regular reminders and ac-
countability may help individuals with ADHD to be more
persistent and compliant with treatment. For this reason,
face-to-face structured coaching has been included in a
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new edition of Reasoning and Rehabilitation, which is a
group programme for ADHD antisocial youths and adults
in the UK. Findings are still under evaluation and results
are pending (Young, 2007).

Despite this lack of evidence, a number of eminent resear-
chers in the field list coaching as potentially advantageous,
and a beneficial aspect of a multimodal system of inter-
vention, e.g., Barkley (2006). Indeed, closer inspection of
symptoms, for example, inconsistent effort and motivation,
disorganisation and poor working memory (e.g., forgetful-
ness), ‘social clumsiness’ and low-self esteem (Selikowitz,
2004) suggest that the specific functional deficits associa-
ted with ADHD would benefit from coaching.

The Availability of Professional Coaches for ADHD
and other Mental Health Issues
(See Table A for more details)

Thirteen members reported that ADHD coaching for adults
and twelve that ADHD coaching for children was available
to some extent in their countries. In most cases, coaching
was only available privately; seven of these countries indi-
cated however that availability of this service to their mem-
bers was restricted; Cyprus and Malta had just one ADHD
coach each but given their populations are both below %
million, this may not be a problem. Spain, however, with a
population of 46 million had just three ADHD coaches for
both adults and children. Overall, thirteen countries had no
or limited access to specialist ADHD coaches.

Fourteen reported that coaching was available for a variety
of general mental health issues. In most cases (in contrast
to ADHD coaching), this was provided by public bodies;
e.g. health or social services. Few countries offered further
information, but it seems both the deliverer and the reci-
pients varied. Austria observed that coaching programmes
targeted hoarding, anxieties and addictions. Poland repor-
ted an assistance programme for people with a disability,
but said that some barriers existed for people with a men-
tal disability obtaining such assistance and the extent to
which this assistance included conventional coaching was
unclear.

”... Other professionals do not know about coaching ...”"
ADANA, Spain

Six countries reported that other professional services of-
fered ADHD coaching, several mentioning teachers and
special education teachers, others mentioned social wor-
kers and advisors (Finland) or career advisors (Ireland).
Additionally, Flanders reported that social services offer
coaching but not specific to ADHD; Germany observed
that coaching was offered to people with ADHD in rehab
and prisons, but that this type of coaching was not based on
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a specific concept of ADHD coaching. Turkey commented
on the functioning of their social services.

“We do not have social services that function so well and if
we have, they are bound by government policies and wor-
king in the Counselling units of the government. They actu-
ally work mostly with learning disabilities. There are some
coaches who work in prison welfare programmes, howe-
ver, they do not work with ADHD. " Hiperaktivite, Turkey

Other Professionals offering ADHD Coaching and
Peer Coaching
See table B

Nine countries reported that some psychotherapists em-
ployed coaching methods as part of their treatment reper-
toire for clients with ADHD. Only Finland and Belgium
(International Community) reported these professionals
were trained to use these techniques with ADHD clients;
others used CBT techniques and their training is unclear.
In Finland, Solution Based Therapy and Neuropsychia-
tric training are popular among psychotherapists treating
clients with ADHD. Seven countries reported that some
psychologists also use coaching as part of the treatment of
people with ADHD.

We asked members about the availability of peer coach-
ing; having in mind programmes that trained people with
ADHD to offer some type of free coaching service to their
peers. This is potentially an attractive approach both be-
cause of its low cost and the potential for a positive, empo-
wering experience for the coaches.

We did not define this question well; it was interpreted
differently by different organisations; some mentioned
support groups (whose availability has been recorded in
the survey section on treatment), professional coaches or
mental health professionals who happened to have ADHD.
Some interesting projects raised outside our original remit
involved peer parenting programmes in which trained
parents of children with ADHD supported or coached other
parents of children with ADHD, such as a parent manned
helpline (HADD, Ireland) and a project in which parents of
children with ADHD were trained to give support to their
peers (International Community, Belgium). In addition,
Ireland mentioned a group therapy programme for children
and young people with ADHD run by a psychologist who
used Solution Focused Brief Therapy and encouraged par-
ticipants to coach each other (HADD, Ireland).

The Netherlands, Finland, Luxembourg and Norway repor-
ted peer coaching programmes for adults with ADHD;
in which ADHD adults offering trained voluntary support
to other adults, distinct both from solution based coaching
offered by professionals and from the informal experience
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sharing and emotional support offered by patient led sup-
port groups.

About 80 peers are appointed by their county board to give
peer support in Norway.

The Netherlands provided us with comprehensive infor-
mation on a peer coaching programme developed by Im-
puls (member org) and Psy-Q, (an independent provider of
mental health services) launched in 2006/2007. Volunteers
at the end of their therapy are chosen as peer coaches and
trained for 5 two-hour sessions over two weeks, learning
about ADHD; including treatment, medication and the va-
riety of emotional reactions to these issues that individuals
experience. They are required to commit to peer coaching
for at least six months. The trained peer coaches lead small
groups with the project coordinator present. Peer coaching
was limited to offering emotional support and relevant in-
formation to adults at the beginning of their course of tre-
atment for ADHD. The themes of the evenings are chosen
by peer coaches and new patients together and one goal is
the sharing of experiences. Training material was produ-
ced including an excellent manual ‘ADHD’ers voor elkaar
lotgenotenproject’ (ADHD-ers for each other’) by Fiona
Schuijers and Sandra Kooij to guide volunteer profes-
sional mental health workers (psychologists, community
health workers) in the training and ongoing support of peer
coaches. It is reported that the project increases treatment
adherence. The manual (in Dutch) can be ordered from

Impuls website http://www.impulsdigitaal.nl/

Austria also reported some short-lived peer coaching pro-
grammes, but without further details.

What Services do Professional ADHD Coaches Offer
their Clients?
See Table C

As some members remarked, both the nature of ADHD
coaching services on offer and the training of ADHD
coaches varied widely. A common theme from respondents
was help with daily living, structure, and also emotional
issues arising from primary or secondary symptoms of
ADHD. Coaching was frequently complementary to edu-
cational intervention (Cyprus) or treatments provided by
mental health professionals (International Community,
Belgium) and therefore content is partially determined by
the thrust of the intervention.

Different theoretical bases included Solution Focused
Brief Therapy (also solution based or brief therapy) and
Neuro Linguistic Programming (NLP). The first focuses on
what the client wants to achieve from therapy rather than
identifying the problems that brought them there, whilst
NLP targets the link between subjective patterns of beha-
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viour and subjective experience (thoughts etc.)

The majority of member organisations reported that col-
laboration between ADHD coaches and other professionals
did not occur; some respondents pointed to the lack of re-
cognition of coaching as a profession by way of explana-
tion .Six members reported some collaboration existed, but
only two implied such collaboration was common practice.
Cyprus reported that there was some degree of collabora-
tion with the child’s teachers, but not with mental health
professionals.

Training of Coaches
See Table D

Only eight member organisations reported that training of
specialised ADHD coaches was offered within their bor-
ders, overwhelmingly by private organisations, either com-
panies or less commonly non profit organisations. Only the
UK reported that some university accredited courses were
available, although Finland indicated some educational or-
ganisations offered training. Several countries, e.g. Austria,
Cyprus, Malta and Norway reported their coaches trained
abroad and others imported trainers from abroad (Ireland,
Belgium (International Community). The country of origin
of imported coaches or trainers was not always reported,
but one country mentioned the US and another the UK.

Of the eight countries that reported coach training was av-
ailable, one reported no entry qualifications were required
(The Netherlands), one didn’t know (Austria), and the UK
and Turkey said requirements were variable, dependant on
course provider. The remainder reported a relevant profes-
sional degree was required but some waived that requi-
rement for individuals with certain relevant experience.
Several reported that course contents varied widely de-
pending on who is accrediting the course, the service pro-
viders, etc. Detailed information about course content is
given in table D.

The Accreditation and Regulation of ADHD Coaches
See table E

All respondents stated that ADHD Coaches were not requi-
red to submit to supervision by a healthcare professional.
However, Ireland suggested that some chose to do so. Most
respondents said that any individual can set up as an
ADHD coach without a qualification and many countri-
es reported that unqualified individuals did so frequently.
However, Spain and Sweden observed that to work with
public bodies e.g. social services rather than with private
individuals, ADHD coaches would require a licence.

Every respondent reported there was no national system
of accreditation for ADHD coaches. The Netherlands
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with no voluntary national professional body- expressed
concern about the situation. A few countries reported na-
tional professional associations whose members set stan-
dards, (Spain, Turkey, and Ireland). These were bodies for
coaching in general, not specifically for ADHD, and in ad-
dition, Finland reported an association of neuropsychiatric
coaches. Some countries reported their coaches or train-
ing programmes were accredited by a coaching body from
another country, for example, ANLP (the UK based asso-
ciation for Neuro Linguistic Programming) (International
community Belgium).

In most countries, the only accreditation is by international
professional associations; the ICF (International Coaching
Federation) was named by Turkey and Spain. Two interna-
tional associations specifically for ADHD coaching were
mentioned by members. Turkey mentioned that a creden-
tial was in the process of being created by PAAC (interna-
tional Professional Association of ADHD coaches), but not
yet launched. The Institute for the Advancement of ADHD
coaching (IAAC) was cited by two countries. However, a
search of IAAC’s member directory revealed only three
credentialed coaches and a further four professional mem-
bers in our twenty one member countries. Clearly, ADHD
coaches are not yet taking up the option of international
professional accreditation in their specialty despite the lack
of other options specific to ADHD.

Two problems may contribute to this: first, there is evi-
dence that average coach earnings are low, many working
part time, and the cost of membership and accreditation
may be prohibitive. Secondly, neither [AAC nor the newly
formed PAAC use any language other than English on their
website. Thus, there may be linguistic barriers and finan-
cial barriers to accreditation of coaches in Europe

In view of the paucity of research into the efficacy of coach-
ing for individuals with ADHD, we asked our members if
they knew of any research into ADHD coaching in their
own countries; in terms of scientific research, the answer
was no. In the main, this was due to a lack of studies and a
lack of well designed studies of coaching for people with
ADHD, with the exception of Finland who reported that a
recent research dissertation by Virta (2010) cited that the
area has problems. Spain has also noticed the issue and
they reported a current research project into ADHD coach-
ing. Four countries argued -sometimes passionately for the
strength of anecdotal evidence from their members (UK,
The Netherlands, Ireland, Belgium (international Commu-

nity).

“Many adults report that going to that coach was the best
thing I did” ADDISS, UK

26

ADHD-Europe Survey 2011-ver5_fix.indd 26

Reimbursement for ADHD Coaching

All reported that there was no direct reimbursement for
ADHD coaching although in the Netherlands, the recipient
of a grant for assistance from a ‘person bound budget’ has
discretion to assign received funds to help, which might
include coaching. In Finland, coaching may be funded as
part of a psychotherapy package, and two countries indi-
cated that coaching might be reimbursed if it is recorded
under another name (i.e., Austria, Germany).

“The concept of an ADHD coach is still poorly defined;
the model comes from athletics, where one person helps
another with close contact and practical direction. Some
ADHD coaches have professional training in counselling
or social work whereas others do not. There appears to be
a niche for their services among adults with ADHD. The
field is evolving rapidly and there are no clear standards
for excellence. Many psychiatrists are wary of interacting
with other helpers whose role is ill defined and whose ex-
pertise is unclear.” Brian Doyle, in ‘Understanding and
treating adults with Attention Deficit Hyperactivity Dis-
order’ (American Psychiatric Association)

Conclusions on Coaching
This survey confirms that ADHD coaching in Europe is a
problematic area:

No official professional accreditation or regulation of
ADHD coaching exists, methods are various and variable
in quality; many countries have no training programmes,
others have a variety of different training programmes. Just
two countries have programmes recognised by educational
institutions in their own country. There is insufficient well-
designed research undertaken into the efficacy of ADHD
coaching. Anyone can work as an ADHD Coach, regard-
less of qualification. No central body oversees or licences
the field.

“Although we wait future results of scientific enquiry into
the effectiveness of coaching, it is likely to continue to be
a frequent treatment recommendation for the adult popula-
tion with ADHD " Russell Barkley

Nevertheless, a number of factors argue for the potential
usefulness of ADHD coaching, including positive anec-
dotal reports from members, the opinion of many experts
based on an analysis of symptom profile, the ability of
coaches to offer a more personal accompaniment, targe-
ting specific problems than is normally offered by mental
health professionals.

In spite of ALL the shortcomings, perhaps the major pro-
blem in the field of ADHD coaching in Europe is that there
are not enough trained coaches!
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Adults in the Workplace

A Matter for Urgent Action

ADHD is the most common lifelong mental health disor-
der; a World Health Organisation study found that 3.5% of
the work-force and 5.5% of the unemployed in 10 countri-
es may suffer from adult ADHD and that ADHD has nega-
tive consequences on some aspects of work performance.

Support for adults with ADHD in the workplace is of vital
importance not only in terms of quality of life for people
affected by ADHD and their families, but also in terms of
national productivity. A recent consensus paper (MacDaid,
2008) argues strongly for investment in a number of ap-
proaches to support people with a mental health problem
in the workplace, calculating that financial benefits far out-
weighed the cost of workplace programmes. Individuali-
sed and confidential interventions are likely to be helpful
for employees with ADHD. Such measures are also in line
with the current European Strategy for Health and Safety
at Work, 2007-2012.

According to the Commission to the European Parliament:
Improving quality and productivity at work (2007); “The
Commission encourages Member States to incorporate
into their national strategies specific initiatives aimed at
preventing mental health problems and promoting mental
health more effectively, in combination with community
initiatives on the subject, including the employment of per-
sons with a mental disability.”

It is therefore surprising to find from our survey respon-
dents that so little is being done to help adults with ADHD
get suitable work, and to help them realise their potential
in the workplace.

Results

In the majority of countries, there was no support for adults
in the workplace (Croatia, Cyprus, Germany, Hungary,
Spain, Austria, Greece, Italy, Ireland, Luxembourg, the
Netherlands, Malta, Poland and Turkey) with no existing
projects to get adults into work or to help them retain work.

Disability, the Workplace and the Law
A few of our members cited laws aimed at people with a
disability in the labour market.

“The Equality Act should prevent discrimination in theory
but in practice it has little effect.” INCADDS, Ireland

In The Netherlands, special facilities exist aimed at anyone
with a handicap in the employment market, and tax incen-
tives are given to employers to provide work accommoda-
tions.
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The Public Employment Service in Finland follows legally
prescribed supportive actions if there is some degree of
disability. (A disabled jobseeker is defined as a client who
has a considerably lower chance of finding suitable work,
keeping his/her job or advancing in his/her job because of
a duly confirmed injury, disease or disability.) Public em-
ployment services give educational and vocational infor-
mation services, guidance and career planning. Vocational
rehabilitation is prescribed by law; the goal is promotion
of career planning and vocational development of disabled
jobseekers and to help them find work and stay in work. It
includes:

» vocational guidance and career planning services and
related examinations of the jobseekers’ health and ap-
titude, expert consultations, work and training try-outs,
visits to vocational institutions and work try-outs at
workplaces;

» advice and guidance in work placement and training;
» pre-vocational and vocational labour market training;

» assessment of the client’s working capacity, expert opi-
nions and consultations, work and training try-outs, vi-
sits to vocational institutions, preparation for work and
work try-outs to support finding work and staying at
work.

Employment of a disabled person and accommodations at
work can be subsidised through an employer’s subsidy for
arranging working conditions. (Act on the Public Employ-
ment Service, 30 December, 2002/1295) Thus, general em-
ployment subsidies exist for people with disabilities, but
no specific subsidies for adults with ADHD. Adults with
severe ADHD may- as everybody else - apply for:

» supported employment, which means a public subsidy
to the work place of 2/3 or 1/2 of the minimum wage;

» mentoring in the workplace for a limited period of time;

» personal assistant for an unlimited period, maximum 20
hours a week.

There are no legal requirements for employing a certain
percentage of people with disabilities. However, some Fin-
nish associations have projects for adults with ADHD to
get into work.

“In practice we have a lot of challenges to help adults with

ADHD find work and stay at work.” ADHD Association,
Finland
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Similarly in Norway, a diagnosis of ADHD does not in
itself guarantee any rights: rights to workplace support
depend on the level of impairment. However, in 2009, a
new Anti-Discrimination Act was passed which may make
it easier in the labour market for people with ADHD. Pe-
ople diagnosed as adults may have a right to rehabilitation
and educational benefits. Employers may get initial incen-
tives to employ people with ADHD, but again, this will
depend on the level of impairment, We have no confirma-
tion that this law has helped people with ADHD in its first
two years. Sweden has a number of different supportive
initiatives, mostly private company projects. There are also
state subsidies in some cases, up to 25% of employment
capacity.

Small Projects

A few other member countries reported small-scale pro-
jects, either offered by government agencies, local govern-
ment or by member organisations themselves:

“Recently in Germany, some labour agencies have given
special training for staff members, but that is neither a
trend nor widespread.” ADHS Deutschland, Germany

“One municipality in Denmark created a special project
for supporting long-time unemployed adults with ADHD
with medical, psychological and social treatment. The pre-
sent results indicate a higher ratio of employment for the
participants.” ADHD-Foreningen, Denmark

Centrum ZitStil, Belgium is launching a project in coope-
ration with employees and organisations responsible for
unemployed people to give advice on getting into work:

“But attitudes are still difficult: I am not really well infor-
med about ADHD in employment but I would advise any
starting employee not to mention they are diagnosed with
it.” Centrum ZitStil, Belgium

INCADDS in Ireland also provides information and lob-
bies the government on employment problems.

Attitude change to ADHD in the workplace has been dis-
appointingly slow, nevertheless some organisations remark
on a welcome change in employers’ attitudes:

“Occasionally, in the last few years an employer contacts
our group for help and advice on an employee, I think this
is happening with the other groups dealing with adults in
Belgium. I hope this represents a beginning of a change in
employers’ attitudes.” Centrum ZitStil, Belgium
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In Summary

We note that stigma, stereotypes and prejudice are at-
tached to mental health disorders in general and that those
attached to ADHD are extraordinarily pervasive. Public
concerns about personal and parental responsibility and
the medicalisation of behaviour require an open debate
and an exchange of information. But this has not been pos-
sible; these very concerns render the status of ADHD as a
disorder a soft target for anti-psychiatry groups, who ply
the media with misinformation, increasing ignorance, pre-
judice and discrimination. Misinformation and stereotypes
both influence the media, operating on their understanding
of stories concerning ADHD and are spread by the media.
Misinformation impacts local and national healthcare, edu-
cation and social policies, public opinion and patient deci-
sions. A recent European caregiver survey found that the
support provided at diagnosis was related directly to pa-
rents’ knowledge of ADHD. A striking example of misun-
derstanding of ADHD issues was the almost universal
misunderstanding of the NICE guidelines in the UK.

Professor Taylor who participated in drawing up the guide-
lines summarised some of the problems succinctly:

“Journalists picked up the message of limiting the first-
line use of medication to the more severely affected — but
amplified it into a warning against using drugs at all — and
stimulants in particular ... in fact the effect of the recom-
mendations is likely to be to increase the availability of
medication. Indeed, where there has been [press]dissent it
has been on the grounds that NICE did not go far enough
and should have banned the use of medication entirely...
By contrast, the other message from NICE -that ADHD
needed more, not less recognition and treatment did not
feature in most journalists’ responses.” Professor Eric
Taylor. An overview of the NICE Guidelines on ADHD.
2008, ADDISS ‘Expert Articles’; http://www.addiss.co.uk/
expert.htm

Several countries have seen welcome reforms in guideli-
nes, education law or policy relating to ADHD in recent
years. However, all the countries that assessed the practical
application of such policies reported poor implementation,
e.g., NICE In the UK, the National Register in Italy, new
Education law in Greece. This is partly due to under-fun-
ding, but often insufficient attention is paid to communica-
tion by medical and scientific bodies with the press, public,
mental health service professionals and consequently poli-
ticians and those making the funding decisions. We hope
that communication is better addressed in the future. One
reportedly successful approach to irresponsible reporting
of mental health issues was taken recently by the Austrian
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and Swiss governments by providing training courses to
the press.

Let us extend the public understanding of ADHD to a truer
broader picture of ADHD: that includes dreamy, inattentive
children, who together with hyperactive children need ex-
traordinary parenting skills from their carers, their parents
doing their very best with little support. It further includes
adults struggling to meet the organisational demands of fa-
mily and working life.

According to Rosler and Retz (2008), in ‘Adult Attention-
Deficit-Hyperactivity Disorder: Clinical Features and Th-
erapeutic Options’ European Psychiatric; “With reference
to the epidemiological data, it seems very likely that the
number of people with ADHD in Europe seeking multimo-
dal treatment including pharmacotherapy, psychotherapy,
coaching or other therapeutic services will increase pro-
foundly during the coming years.”

We note that in 2011 inadequacies persist in provision for
integrated health, educational and social services to people
with ADHD and their families, despite projected increases
in the number of people seeking help with ADHD across
Europe. We find that the overwhelming need for profes-
sional training, guidance for teachers and integration of
children with ADHD in mainstream education remains
unfulfilled. Since 2009 we have seen small improvements
in services, mostly concentrated in countries that had few
public services for diagnosis and treatment e.g., Poland,
Greece, Austria and Italy; however severe difficulties per-
sist in these countries.
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Appendix of Survey Tables

Table 1 - Prevalence of ADHD in Europe

. . % in
Country | % in Children Method Method
Adults
Belgium 18 — 44 years old (n=486)
Screening interview, 2" inter-
view if ADHD was suspected.
4.1% Followed by validation with
clinical reappraisal interview for
subsample.
(Fayyad et al., 2007)
Croatia 7 - 10 years old (n=409)?
15.6% * Single school: Positive screening followed by
9.3% ** medical interview. Impairment considered.
(Karlovic et al., 2002)
Primary (n=593) &
Cyprus 7.7% * (Primary) i )
Secondary (n=1673) School'
8% * (Secondary) .
(Papavasilliou et al., 2008)
8 - 10 years olds?
Denmark 6.4% * y
(Petersen et al., 2006)
Finland 16 - 18 years old (n=475) 2
8.5%* North Finnish birth cohort (1986)
(Smalley et al., 2007)
France 5.6% ** 6 - 12 years old (= 1012) 7.3% (v=727)
3.5% (Diagnosed & in Telephone interview (Fayyad et al., :
Procedure see Belgium
treatment) (Lecendreux et al., 2010) 2007)
3 - 16 years old
germany TR B 7569y Girls (n=7267 o (n=621)
oys (n= irls (n=
4.8% (Diagnosed) ys ) : ) (Fay ;/3376 tal, Procedure see Belgium
(Huss et al., 2008) )
Greece Athens
0/ *
e 6 - 11 years old (n=603)'
6.5%* - Crete (Skounti et al., 2010)
(8.6% boys) (4.2% girls) Grete
ADHD-C (3.8%), ADHD-I _
(0.7%), ADHD-H (0.5%) (n=1285)*
(Skounti et al., 2007)
Hungary 18 - 60 years old (n=3529)
1.35%" - L .
4.16%** Clinical interview on positive
screening (Bitter et al., 2010)
Ital o * n=853
y 7% 6.6 - 7.4 years old (n=1891)" (n=853)
ADHD-I (3.5%); ADHD-C (Mugnaini, 2006) 2.8% Procedure see Belgium
(1.3%); ADHD-H (2.3%) el (Fayyad et al., 2007)
Spain
46%* Majorca 1.9% (n=516)
/0
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ADHD-H (1.3%); ADHD-I
(1.1%); ADHD-C (2.1%)

6-11 years old (n=1509)
(Cardo, 2007)

Procedure see Belgium
(Fayyad et al., 2007)
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Europe 43

% in
Count % in Children Method Method
o Adults
The Nether- (n=960)
lands 5% Procedure see Belgium
(Fayyad et al., 2007)
Norway 7%+ 8-10 years old (n=9430)>
o (Gillberg et al., 2006)

Sweden 6 year olds (n=589)2

5.3 - 6.9% **** Followed by neuropsychiatric examination

(Landgren, 1996)
Turkey 8.1%
ADHD-P / ADHD-H (32.2%) 6 - 15 years old (n=1425)'
ADHD-C (27.8%)

* DSM-IV criteria
o Other criteria
***  Diagnostic criteria unknown

1 Single Informant
2 Two Informants

****  Diagnostic criteria: ADHD and DAMP
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Appendix of Survey Tables

Table 2 - Who Diagnoses Children?

Cou ntry CMD N GP Psy CPsy | EPsy DPM Other
Belgium ™ [} o} M o} Diagnosis: Also school MD.
Croatia o Diagnosis MT recommended.
Cyprus 4} %} Diagnosis Few MTs: so that patients and medical records
travel between scattered practitioners lead to information loss.
Denmark | | | Diagnosis Community consists of frequently short term immigrants
(pop. below 1 million). Many have English but not necessarily
mother tongue. Some families not fluent in French or Dutch;
few MDs fluent enough in English to confidently diagnose
and treat.
Many children do not speak English and return to home country
for diagnosis & treatment. Family Resources introduces English
speaking practitioners from in or near Belgium to the community
and disseminates information in migrant languages.
Long waiting list even in private practice.
Finland | Paid by PHS /PIS
France M Paid by PHS for low income families only
Germany | M |m Diagnosis According to ADHD guidelines, GPs should not
diagnose, but are not prohibited from making a diagnosis.
Psy only diagnoses alongside MBDs
Greece M M M Diagnosis MDs usually alongside MT (whose member are dependent
CDPM | on comorbidities).
Paid by PHS: Further necessary private interventions not available
bin PHS may be covered e.g. O.T, S&L Therapy, neuropsychological;
rehabilitation, psychotherapy.
Hungary M o4} A Diagnosis always in a hospital
Pd by PHS. Treatment 100% (65% social security and 35% mutual
societies).
Italy | M 1| M Diagnosis MDs & approved Psy only.
Spain ™ [} o Diagnosis: Mainly by a CDPM
cppm | Referral by E Psy or teacher.
The Nether- [} Pd by PHS (children)
lands CDPM
Norway | | | 4| ol Diagnosis MT Child & Adolescent Mental Health Service:
PHS pays for some low-income families only
Sweden o} Diagnosis: in psychiatric depts. for children & adolescents and certain
NP local health centres, chosen by the ltalian Health. A few private DPMs
(works | also diagnose.
only with | Pd by ( both diagnosis & treatment) up to18yrs only
children) NP- neuropaeditrician roughly analogous to CDPM in ltaly
Turkey ] o} |
CDPM
o} [} M M 100% pd by PHS  but long waiting lists
UK | ¥ ™ “ ] o} Diagnosis Clin. Psy, CN, CDPN, SED
CN Clin.P CDPM
| | | M
34
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Diagnostician Choices
GP General Practitioner / Family Doctor
DPM Psychiatrist (Doctor of psychiatric medicine)
CMD Child Medical Doctor / Paediatrician
N Neurologist
Psy Psychologist
CPsy Child Psychologist
EPsy Educational Psychologist

Other

C Child
Cpsy, CMD, Child Psychologist, paediatrician, child neurologist
CN, etc.
DPM Psychiatrist (Doctor of psychiatric medicine)
MD Medical Doctor
MT Multidisciplinary Team
N Neurologist
oT Occupational Therapist
PHS Public Health System
PIS Private Insurance System
Psy Psychologist
PT Physiotherapist
SED Special Education Teacher
ST Speech Therapist
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Appendix of Survey Tables

Table 3 - Who Dia

noses Adults?

Country CMD N GP Psy DPM other

Austria 4] M| = | | Diagnosis by the university psychiatry dept. in the
and prescribes medication. However, a lack of interest

Rarely d b dication. H lack of i
from adult DPMSs persists, such that patients must often travel far
for both diagnoses & therapy.

Belgium 4] | Diagnosis by: MT recommended.

(Flanders)

Belgium | | | Diagnosis: Often question of parental ADHD raised by

(Wallonia) NCMD or CDPM who either treats or refers to a N or DPM.

Croatia | | Pd by PHS / PIS

Denmark | | Lack of interest from adult DPMs, but growing public awareness
resulting from various projects seems to be changing attitudes.
The professional body of adult DPMs wants to include ADHD in the
national white book (new Ed).

Finland | | Diagnosis by N or (more often) DPM (usually together with MT
member’s dependant on comorbidities. Neuropsychological testing
is especially valuable.

France M | Diagnosis always in a hospital,

Pd by PHS; treatment cost incl. medication 100% (65% social
security35% mutual societies).

Germany ™| M | Diagnosis by MDs & approved Psys only. :
PHS does not pay for adult diagnosis & treatments ADHD is not
considered an applicable diagnosis for adults.
Some examination & treatment of adult patients with ADHD may be
paid if diagnosis is a valid ICD-10 diagnosis other than ADHD.

Coverage by PHI
Greece ] ] Diagnosis possible in most Child & Adolescent Psychiatric
Depts. & Behavioral Pediatrics,(but Itd treatment) also
Ministry of Education special need centres-(but no treatment).

Several diagnostic & treatment options in the private sector (mainly
in Athens & major cities)
Athens has a public ADHD dept. in the University Clinic of
Psychiatry with limited cap. .taking cases from all over Greece

Hungary o

CDPM
Ireland ] ] ™ In theory.
1 In practice: NO experienced
available professionals available
Italy o Diagnosis by a public psychiatric department in Milan (as part of a
Very few, private only research programme).
Luxembourg | ] Pd by PHS/PIS
Malta 1] 1| Little visibility / knowledge about adult ADHD
The pd by:PHS, PIS sometimes partially (normally compensation
Netherlands Limit of 500 €).
Norway M M | Diagnosis by Psy only in cooperation with N or DPM
Poland ol ] ]
36
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Table 3 — Who Diagnoses Adults?

Cou ntry CMD N GP Psy DPM other

Spain 1| Few adults diagnosed.

Rare in
private
practice.

Sweden o] Diagnosis: Mostly Psy together with DPM.

Turkey Treatment paid by PHS, but medication is not
reimbursed for adults. Little awareness of adult ADHD,
hence few are diagnosed.

U.K. | ] Psy only refer or diagnose as part of MT.

Some-
times
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Table 4 - Availability of Treatment
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Country Behavioral Coaching Parent Training & Sup- Other & Comments on Treatment
Therapy (BT) port (PT&A)

Austria Offered to M PT OT for young children. Numerous therapies available without
children in ™S evidence-base. Many parents cannot afford private BT for
groups, but (Both provided by their children. Networking between treatment providers is
rarely to adults. voluntary organisations) rarely adequate.

Belgium | ™ M PT Many treatments available if you can find & afford them:

(Flanders) Very few M S Centrum ZitStil, revalidation centres, Child Psychiatric
Specialise in M Psycho-education services at universities, Psys, therapists of all kinds. Big
ADHD. (provided by ADHD-organi- differences in cost & quality.

sations)
Belgium M PT Multimodal treatments - but few centres, & patients travel
(Wallonia) M Psycho-education between scattered practitioners thus poor information trans-
for adults fer, & loss of time.
M S via e-mail & forum No treatment provision organised by the state.
(TDA/H-Belgique).

Belgium [} - M PTand S (AD/HD This community is isolated from mainstream services in

(International Some Psy Children Family Resources). Belgium.

Community) Others a form of Coach training M S for adults Non-medication treatments limited availability to English
CBT by many (Parents (English speaking speaking adults.

DPMs Organisation). ADHD org.)
Not necessarily for
ADHD
Croatia | M Rare M PT Gestalt therapy, play therapy, family therapy, cognitive
M S behaviour therapy;
all available occasionally, mostly in capital Zagreb.

Cyprus M M M Provided at ADHD support centre (admin. by ADHD Cyprus)

Denmark | ] M PT: (). Other support may be available but not nationally known or
Not widely Some MS: widely spread.
spread Municipalities ADHD org. also offers

pay for adult voluntary Counseling.
coaching Some hospitals offer small
scale psychoeducation.

Finland | 1| M PT Great regional variation in treatments availability. Clients’
CBT & ™ S individual need should be considered when planning an in-

tervention. Other common treatments are: Pyschoeducation,
Bt el O.T. inc. sensory integration th i
S ry integration therapy (latter for children only),
modifications. S8L therapy, neuropsychological rehabilitation, psychothera-
py (cognitive), family therapy, play therapy (children), camps
providing information, & interaction.

France M PT Only available privately: parents / individuals must pay.

Germany ™ PT Psychotherapy.

{Social paediatric services,
university studies or (mostly)
privately paid; standardized
trainings available

(e. g., THOP based on R.
Barkley’s training concepts)}.

Greece | o PT
Provided by M S
the state By member orgs.
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Table 4 - Availability of Treatment

Country Behavioral Coaching Parent Training & Sup- Other & Comments on Treatment
Therapy (BT) port (PT&A)
Hungary M M PT Private treatments (TSMT, IPPN, Ayres, neuro- biofeedback)
(Vadaskert clinic) Very expensive.
Multimodal therapy available in Vadaskert Clinic for parents
& children, along with
social skill training, & cognitive behavioural therapy.
Ireland M Very limited ™ Very M PT Support groups, mainly voluntary who struggle to exist.
& not specific limited & M S HADD - Group therapy (solution focused brief therapy)
to ADHD only 1 specific (Both provided by specifically for children &
to ADHD ADHD-org.) adolescents with ADHD.
Italy M Only in a few ™ Approx. 95% of PT is done by private professionals and
Psychiatric depts. only 5% in
public health centers, there are no public funds for it there-
fore AIFA
Onlus is collecting money for offering PT to the families (PT
is done only by specialists
who are paid by AIFA Onlus).
Luxembourg M Very few ™ Very few M PT For comorbid learning disabilities: sensory integration,
practitioners practitioners M Parent S psychomotor
available. available. therapy and behavioural therapy, provided by the ADHD
organisations
SCAP, Spontan ADD adult, Treffpunkt ADHS.

Malta | M PT OT offer some behavioural Modification therapy
One coach (Provided by support group) & handwriting (must have diagnosis (2 yr wait) & limited
trained by M S(Family Support Group numbers).
the parents offers support, as do
org. some professionals).

The [} M MPT Provided by state institutions for mental health; DPM,

Netherlands M S by peer contact Psy., etc. Payment for treatment depends on insurance and

medication type.

Norway | ™ Small scale M PT Most therapies cost covered by PHS
| Private (PHS)

Poland [} ™ Currently M PT Group therapy; Kinesiology (as a supplementary treatment)
2 NGO Provide Aggression Replacement Therapy; Biofeedback (as a
programmes supplementary treatment) Sensory therapy (as a supple-
Limited to 2 mentary treatment) Provided by: some local authorities;
regions sometimes NGOs; funded public/private sources

Spain M M M PT Psycho pedagogical help (private or parent associations).

Mostly Rare M S
Private. (Public & some private, but
mostly
by parent associations).
Sweden u} ™ ™ PT Mostly provided by the PHS
M S
Turkey M Mostly Private | M Private or M PT PT, C for parents & adults & summer camp for adolescents
(small scale) ADHD (Some hospitals or private provided by ADHD Organisations.
organisation clinics (small-scale))
U.K. [} M MPT Both provided free by National Health Service & Privately.-in
M S practice most adults forced to pay for private treatment; few

local health bodies are paying.
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Table 5 - Teachers’ Attitudes to Teaching Pupils with ADHD

Some countries opted to give a range of scores, indicating great variation between individual teachers.

Country (P(())or) 1 , 5 . (Exc;llent)

Austria ]
Belgium M(variable) M
(Flanders)

Belgium 4|
(Wallonia)
Belgium [}
(International
Community)

Croatia ™

Cyprus ]

Denmark |
Finland M(variable) ™ M ™

France ]
Germany M(variable) | | M M o4}

Greece

&

Hungary ]

Italy 4}

Ireland

Luxembourg | 4}
Malita

The Nether-
lands

AR ™
&
=
=

Norway o}

Poland 1}
Spain M(1-2)

X

Sweden | |

Turkey ]

United King- |
dom
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Table 6 - Teachers’ Knowledge of ADHD

Country (P(())or) 1 , 5 . (Exc;llent)

Austria |

Belgium M(variable) M
(Flanders)
Belgium 4|
(Wallonia)
Belgium [}
(International Com-
munity)

Croatia ]

Cyprus M

Denmark |

Finland M(variable) M M |

France |

Germany M(variable) | & M M M |
Greece M(variable) 4]

Hungary |
Italy 4}
Ireland ]

Luxembourg M(variable) | M 4] M M ]

The Nether- ™M
lands

Norway M

Malta ]
Poland ™M

Spain M(variable) M

Sweden M(variable) |
Turkey M

United King- M(variable) M M M M o4}
dom
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Table 7 - Prices of ADHD Medication in Europe

Country Medication Amount Price
Austria Ritalin 30x10mg 9.75€
Ritalin LA 30x20mg 55.20 €
30x30mg 70.30 €
30x40mg 90.60 €
Concerta 30x18mg 80.25€
30x27mg 94.25€
30x36mg 104.85€
30x54mg 111.50 €
Strattera 7x10,18,25mg 3945 €
28x10,18,25,40,60mg 144.20 €
Amphetamine syrup/capsules 28x80mg 180.75€
Belgium Ritalin 20x10mg 8.90€
30x20mg 29.15€
30x30mg 3537 €
30x40mg 62.82 €
Ritalin SR 30x20mg 29,15€
30x30mg 35.37 €
30x40mg 62.82 €
Concerta 30x18mg 56.33 €
30x36mg 69.03 €
30x54mg 82.35€
30.97 €
Strattera 7x10,18,25, 40mg 93.30€
28x10,18,25,40,60,90mg 120.90 €
28x80mg
Croatia Concerta 30x8,mg 61.22€
30x36mg 75.78 €
Strattera 7x10mg 4517 €
28x10,18,25,40,60mg 102.58 €
Cyprus Concerta 33x18mg 51.60 €
30x36mg 66.00 €
Ritalin 30x10mg 240€
Strattera 7x10mg 265€
.28x10,18,25,40,60mg 105.87 €
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Table 7 - Prices of ADHD Medication in Europe
Country Medication Amount Price
Denmark Methylphenidate:

Concerta 30x18mg 71.93€
30x36mg 9246 €
30x54mg 119.44 €

Ritalin
30x10mg ?

Ritalin MR 30x10mg 44.15 €
30X20mg 78.51€
30X30mg 91.79€
30x40mg 100.78 €

Equasym ?

Medikinet 30x20mg 28.05€

Medikinet CR 30x10,20mg 84.28 €

Medikinet CR 30x30mg, 30x40mg 93.40€

Motiron 100x10mg 4160€
30x 10mg 12.08 €

Finland Methylamphetamine:

Ritalin 30x20mg 39.10€
30x30mg 56.49 €
30x40mg 67.48 €

Concerta 30x18mg 56.54 €
30x27mg 66.96 €
30x36mg 77.01€
30x54mg 97.96 €

Equasym retard
30x10mg 29.04 €
30x20mg 39.47 €
30x30mg 55.54 €

Medikinet 30x5mg 947 €
30x10mg 14.02 €
30x20mg 23.75€

MedikinetCR 30x10mg 28.87 €
30x20mg 38.95€
30x30mg 55.27 €

Strattera 30x40mg 70.99 €

; 7x10/18/25mg 32.32€
Dextroamphetamine 28x18/25/40/60mg 120.86 €
28x5mg 29.35€
France Methylphenidate:

Ritalin 30x10mg 6.92€

Ritalin LP 28x20mg 26.49€
30x30mg 3341€
28x40mg 4148€

Concerta 28x18mg 42.90€
28x36mg 56.48 €
28x54mg 65.18 €
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Table 7 - Prices of ADHD Medication in Europe
Country |Medication Amount Price

Germany
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Table 7 - Prices of ADHD Medication in Europe
Country Medication Amount Price
Greece Methylphenidate:
Ritalin 30 x 10mg Approx.5.55
(price depends on import lot & coun-
try of origin
Concerta 30x 18 mg 5357 €
30x 36 mg 70.34 €
28x 10 mg 102.48 €
Strattera 28x 18 mg 104.87 €
28x 25.40 mg 108.24 €
30 x 54mg 26.73€
Approved for import. but not available
in the market 7x10.18.25.40mg
Concerta 28x60mg
Strattera
Hungary Methylphenidate:
Ritalin 30x 10mg 10.00 €
Ritalin LA 30x 20mg 20.00 €
30x 30mg 15.00 €
Strattera
5:10. 18. 25. 40 mg 110.00 €
Ireland Methylphenidate
Ritalin LA 30x 20mg 62.43 €
30x 30mg 84.23€
30x 40mg 103.79 €
Ritalin 30x 10mg 12.69 €
Concerta XL 30x 18 mg 69.21 €
30x 36mg 93.05 €
Equasym 30x 10 mg 14.44 €
30x 20mg 25.69 €
30x 5mg 9.34 €
30x 10mg 59.49 €
Equasym XL 30x 20mg 70.72 €
30x 30mg 99.21 €
Strattera 28x 10 mg 140.37 €
Pexedrine (Dextroamphetamine) 28x 5mg 8.92 €
45
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Table 7 - Prices of ADHD Medication in Europe

Country Medication Amount Price
|ta|y Methylphenidate:
Ritalin (not available for adults) 10 mg FREE (child)
Strattera (for children free of charge) 10 mg FREE (child)
Strattera (available to adults at a charge ) 7X 10 mg 3235 €
28x 18mg (adult)
129.30 €
(adult)
Luxem- Methyl phenidate:
bourg Ritalin (reimbursed) 20x 10mg 6.52 €
Concerta (not reimbursed) 30x 18 mg 56.33 €
30x 36mg 69.03 €
30x 54mg 82.38 €
Medikinet retard (reimbursed) 50X10 mg 19.01 €
50X20mg 40.23 €
50X30 mg 63.34 €
Strattera (not reimbursed) 7x10.18. 25 . 40. 60mg 30.97 €
28 x10. 18.2 5 .40.60mg 93.30 €
28X80 mg 120.90 €
Malta Methylphenidate: 30x 10 mg 9.65 €
Ritalin
Concerta 30x 18 mg 96.00 €
(approximate price)
Strattera 110.00 €
The Nether- | Strattera 30x10.18.25.40.60.80 mg 186.60 €
lands
Methylphenidate: 30x18.27.36.54 mg 4312 €
Concerta 30x10.20.30mg 3533 €
Equasym XL 30x 10.20.30mg 35.33 €
Medikinet CR 30x5.10.20mg 10.90 €
Medikinet 30x5.10 mg 8.14 €
Ritalin 30x100mg 175.02 €
lodafinil 7.5gx month supply 983.26 €
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Table 7 - Prices of ADHD Medication in Europe
Country Medication Amount Price
Poland Methylphenidate
Concerta 18 mg 55.00 €
36 mg 90.00 €
_ 54 mg 120.00 €
Medikinet
= 10 mg 12.00 €
20 mg 20.00 €
Medikinet Retard
= 20 mg 59.00 €
- 30 mg 85.00 €
40 mg 110.00 €
Strattera 10 mg 110.00 €
18 mg 140.00 €
25mg 160.00 €
Spain Methylyphenidate
Rubifen 30x 5mg 2.08 €
30x 10 mg 492 €
30 x 20 mg 5.00 €
Concerta 30x 18 mg 55.86 €
30 x 36 mg 76.02 €
30 x 54 mg 98.77 €
Strattera 7x5.10.18.25.40 mg 30.36 €
28 x5.10.18.25.40.60 mg 121.45 €
Sweden Methylyphenidate: 10 mg | The patient pays maximum 1800 SEK (appr
Concerta 18.27.36 and 54 mg | 180 €) a year for all medication. The restis
Ritalin T 10mg. | pd by the PHS Strattera can be prescribed
Ritalin Caps 20. 30.40mg by all doctors.
Equasym LA 10.20.30 mg
Equasym T 5. 5.10.20 mg
Medikinet retard. 5.10. 20 mg
Medikinet . 10.20.30.40mg
: 3.10.20.40 mg
Amphetamine
Metamina(dextroamphetamine)
Strattera 5mg
5mg
10. 18. 25. 40. 60 mg
Tu rkey Methylphenidate:
Ritalin 30x10mg Approx. 4.23 €
Concerta 30x18mg 46.00 €
30x27mg 54.00 €
30x36mg 62.50 €
Strattera 30x54mg 70.00 €
28x 10.18. 25. 40. 60 mg 93.00 €
United Methylphenidate A prescription charge:
Kingdom Ritalin £7.20(8.35 €) applies for all medications.
Ritalin MR Free at pharmacy for children pensioners &
Concerta people with low income.
Equasym
Straterra

Dextroamphetamine
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Table 8 - Reimbursement of ADHD Medication Costs in Europe

Country Are Medications Reimbursable? Any other Comments?

Austria 100% reimbursement for children with a valid ADHD diagnosis,(adults must have a second diagnosis. e.g..
depression and who are insured with one of the official health insurance companies (these companies are
funded by compulsory contributions) and see a doctor who works within this system; varying prices for others,
depending on their (private) insurance company.

Belgium Only Ritalin and Ritalin MR are reimbursable (75% of cost) by the mutual societies (health insurance) only for
children up to their 18™ birthday.

Croatia Concerta and Strattera are not reimbursable; both medications are available only through medical prescrip-
tions.

Cyprus Health scheme covers low-income families.

Denmark PHIs part reimbursement (for some). Cost dependant: children: possible co-financing. Adults: very difficult to
get co-financing.

Finland In most cases PHS pays 42% of medication costs. If individual has a PHI. Insurance company pays the remain-
der.

Exceptions -

Strattera: PHS covers 42% of the medication only if patient has first tried other ADHD medication and they are
inefficient.)

Medikinet: PHS does not cover

Dextroamphetamine a special licence is necessary; public social security does not covers any cost.

France PHS pays 65% of Ritalin. Ritalin LP and Concerta.

Private mutual societies (insurance) reimburse the remainder.

Germany Reimbursement of medication is dependent on insurance company, health care plan and age.

Children under 18: Medication prescribed by doctors gets paid up to state controlled price limit by either state
insurance (public health care companies) or private insurance companies. Fees may apply for prescription
(private insurance) or a special brand if cheaper products of the same formula are available (state insurance)
Adults 18 and older: Medication is paid by some of the private insurance companies depending on the chosen
health plan. Medication is not paid by public health care companies due to legal restrictions. Exceptions may
be made in case of former treatment during childhood but rarely offered. If reimbursed 3 to 6 € co-payment per
prescription. Adult treatment is available for everybody at one’s own charge. German pharmacy prices apply by
law for all medication under controlled substances act (Betdubungsmittelgesetz) since internet shops are not
allowed to offer restricted substances (class B drugs). All 1a pharma and hexal methylphenidate products are
priced lower than the state controlled price for methylphenidate.

Greece 75% medication cost covered by the PHS. ADHD Hellas is working for the recognition of ADHD as a chronic
disease which may lead to a reduction of the insured patients’ share in costs from 25% today to 0% or in the
worst case due to the financial situation to 10%.

Hungary No subsidies. nor refund; medication is strictly controlled. Only 3 days’ supply. Always from the same pharmacy.

Ireland Under the Drugs Payment Scheme. An individual or family in Ireland has to pay 120 € each month for approved
prescribed drugs. Medicines and certain appliances for use by that person or his or her family in that month.
The amount is determined from time to time by the Minister for Health and Children. If you have a GP Visit Card
or do not have a Medical Card you should apply for a Drugs Payment Scheme Card.

Italy For children: Ritalin 10 mg and Strattera are free (cost covered by Italian health system)
For adults: a few trials are running with Strattera; nothing else is available for adults.

Luxembourg Only Ritalin and Medikinet Retard are reimbursed up to 18 years of age. Not reimbursed afterwards!
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Table 8 - Reimbursement of ADHD Medication Costs in Europe

Country

Are Medications Reimbursable? Any other Comments?

Malta

AD/HD is not listed as a condition for which one would be entitled to free medication. All medications costs are
paid by the parents/patient Ritalin. Concerta or Strattera)

Ritalin is a controlled drug and can only be purchased from the main hospital on a named basis with the person
having been granted purchase permission for one calendar year by the Medical Board; renewable every year.
Patient restricted to a maximum month’s supply and the stipulations of the permit and the doctor’s certification.
Concerta: a controlled drug which can be imported on an individual basis: the psychiatrist issues a certificate,
which allows the importer to import the medication.

The Netherlands

The Ministry of Health. Welfare and Sports decides which medications are reimbursed and sets the reimburse-
ment limit for each medication. Ritalin is always fully reimbursable Some medicines (e.g. Concerta. Equasym.
and Strattera) are not reimbursable or only partially reimbursable. It further depends on one’s insurance com-
pany which medicines are totally reimbursed and which are not. Most insurance companies have a compensa-
tion limit of 500 €.

Norway Ritalin must be first medication resort. All AD/HD medicines are given on “Blue Medical Prescription” in Norway.
Up to the age of 18 years this medicine is free. Adults must pay a consumer fee on health service covering
treatment and medicines. The maximum consumer fee is about 160 € — 1770 NOK per year.

If you have paid up to 160 € in consumer fees. all further treatments and medicine are free.

Poland All doses of Strattera. Concerta and Medikinet available in Europe are available in Poland.
Only Concerta and Medikinet are reimbursed and only for children up to 18.

The cost after reimbursement is 1 Euro.

Spain All available medications (see table 7) are reimbursed by the PHS up to 60%.The remaining 40% paid by the
parents. The Spanish Federation is lobbying the Medicament Agency at present to get AD/HD classified as a
chronic disorder. so parents will pay only 10% of the cost of these medications.

Sweden Strattera can be prescribed by all doctors. CPsy and CDPMs only have been allowed to prescribe methylyphe-
nidate since 1994. and DPMs since December 1st 2008. Stimulant medication is recognised for children and
adolescents but can be prescribed to adults. MDs must request a license to prescribe stimulants other then
methylyphenidate to a named individual.The patient pays a maximum of 1800 SEK (~180 EUR) for medicines
and treatment per year. The rest of the cost is paid by the PHS.

Turkey Ritalin. Concerta & Strattera reimbursed for children younger than 18 by PHS up to 80 %. 20 % pd by parents.

Adults receive no reimbursement. Medicines can only be purchased from the main hospital on a named basis.
the person having been granted permission by the medical board for 1 year; renewable every year. Only per-
mitted a maximum month’s supply according to the permit and the MD’s certification. PHI does not work in this
field.

United Kingdom

The standard prescription charge is waived for children up to 16. Children between 16 and 18 who are still at
school. people in receipt of social security benefits and over 60s. In addition an individual can buy a prepay-
ment certificate for all medical prescriptions at 28.25 (32.76 €) pounds or for a year at 104 pounds (120.60 €).
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Appendix of Coaching Tables

Table A - Availability of Professional Coaches for ADHD and Mental

Health
Country Other Professionals
For Adults For Children with | For General Mental | Offering ADHD Coach-
with ADHD ADHD Health Issues ~Ing ,
(Not including Psychologists and
Psychiatrists)
Austria ™M
|zl Very few Problems with messiness, hoard- |Zl
M Few ing, anxiety, addictions: alcohol, “Lebensberater” coaches for daily living
gambling) have become ADHD coaches
Belgium v v
(/nternat/qna/ The numper ofA_DHD &ASQ 4| M some centres
community) coaches in Belgium is growing
now that we offer the Diploma
Belgium
Flanders But computer programs targeting . ) .
( ) M some stross, weight, depression or exer- Social services offer cof':zch/ng for many
) . purposes, but not specifically ADHD
cise exist
Belgium M
(Wallonia) 4 Some &4 Some I Rarely Psychiatric, medical, social services
Croatia
Cyprus v M
1ADHD coach in the country
Denmark
Finland M
M Few- v Many professionals (e.g., therapists,
o . . . . social workers, nurses, advisors, special
Availability varies Public, private, and associations education teachers, teachers, school
assistants, etc.)
Greece
Offered for developmental disorders
Germany
Programmes for ADHD in rehab clinics &
prisons. Not based on specific concept of
™ ™ ™ ADHD coaching. Moreover, use of coach-
ing for the treatment of ADHD limited by
lack of standard coaching concept in state
healthcare & welfare system
Hungary
Ireland o ™
|Z[ Very few F ti iety of sect Special education needs, assistants,
requentin a variety or sectors teachers, career guidance
Italy
Luxembourg
Malta ™M
1 ADHD Coach in M
country 1 ADHD Coach in country for
for both adults & both adults and children
children
50
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Table A - Availability of Professional Coaches for ADHD and Mental

Health
Other Professionals
Country | FOr Adults For Children with | For General Mental | Offering ADHD Coach-
Y | with ADHD ADHD Health Issues oo Ing
(Not including Psychologists and
Psychiatrists)
The Nether- ™M
lands M M o] Many people work as ADHD coaches
regardless
of profession
Norway | Very few Unknown
Poland ™
. Programme of assistance for people
Only 2 programmes in 2 with disability, but very difficult to S . |
regions both provided by obtain for mental disability (coaching ee previous column
NGOs) element unclear)
Spain o M ™M
1 for children, 1 for 1 for children, 1 for adults and C;;:g:ﬂg,;’g{’;;g‘)p O%fngf,gcreéozzs’?;g:
adults and children children I;e bruary g q
Sweden |V
Available privately , |
private services Available privately, private
regulated only if they services regulated only if they ™
work for public bodies; | work for public ™ Some partner patient oranisations
social , psychiatric bodies ; social , psychiatric Commonly for the unemployed may use
services etc) services etc.) ; . .
(Some professionals | Some professionals use coaching methods in some project.s
use coaching as an coaching as an adjunct to
adjunct to other other therapy
therapy.
U.K.
M M . M M varied
Only privately
Tu rkey M M M
Prison, welfare system, and LD / but
Very few Very few not for ADHD
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Appendix of Coaching Tables

TABLE B - The Role of other Professionals and Peers in ADHD Coaching

Country ADHD Coaches & the Specific Training they Receive
Psychotherapists Psychologists Peers
Austria ™ ™
No training No training
Belgium ! Parent peer coaching in the inter-
International ) national schools given by trained
community Sometimes based on CBT coaches.
Belgium M (A few) M
(Flanders) No training specific to ADHD No training specific to ADHD
Belgium M M
(Waillonia) Sometimes Sometimes
Croatia
Cyprus
Denmark
Finland ™M o
Solution-based therapy, & neuropsychi- Solution-based th Some individuals with ADHD
atric olution-based therapy, receive training - unclear if by
training & neuropsychiatric training individual initiative
Greece
But may use techniques But may use techniques
Germany | [V] ™M
Some Some
Hungary
Ireland | ™M ™
. e No training available, some have Peer coaching by children with
1- CBT therapist specialises in ADHD received training in the USA or the UK. ADHD in groups
Italy
Luxembourg ™M
Malta
The Nether- M ADHD-ers voor Elkaar’
lands M
But no training Coaching is not primary care programme
Norway about 80 members approved by
Unknown Unknown patient org. board to give peer support
Poland
Spain M Rarely
Offered by private counselling centre & Some may refer as part of
focussed on task tracking multimodal approach
Sweden

52

No coach training but may
use coaching techniques
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TABLE B - The Role of other Professionals and Peers in ADHD Coaching

c ¢ ADHD Coaches & the Specific Training they Receive
ountry Psychotherapists Psychologists Peers
UK. ™
Only If they have coaching qualifications ‘no, but would be useful
Turkey M %}
a few, some with training a few, some with training
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Appendix of Coaching Tables

TABLE C - Working Methods employed by ADHD Coaches

Count . . Do ADHD Coaches work in Col-
Y | What Services do Professional ADHD . .
. 5 laboration with other Profes-
Coaches offer to Clients? . Py
sionals?
Austria help to sgt qoals, financial advice, cope with bureaucracy ,work, personal Some work with psychologists
relationships
Belgium Services (tailored to client) include:
International | ¢ Help with organization & planning (study skills, homework, filing system,
( it note taking, user-friendly agenda DAILY etc.).
community) |, Bolstering self-esteem & self-advocacy skills; Empowering & motivating
clients to discover their passion & build on it; ) o ) )
« Identifying strengths & using them to compensate for weaknesses; Written permission is n'ormally obtained from the client to
«  Coaching classroom teachers on reaching & teaching younger children | network with the client's.
with attention problems.
*  “Follow through” on goals with overview sessions (either by email or in
person) based on accountability and trust.
*  reports for school administrations, teachers, employers, etc. about
necessary accommodations at school or in the workplace.
Be Ig tlum No ADHD coaching Unknown
(Flanders)
Be |g ium With psychiatrists, psychologists, (more for adults than for
(Wallonia) Unknown children) psychiatrists refer patient to coaches. & collaborate
on identifying target behaviours.
Croatia n/a n/a
Cyprus Compliment educational intervention, goal setting, positive reinforcement
systems, communication and social skills, responsibility, self-esteem,
confidence Teachers
time management, study skills, structure, decision making,
information, guidance, practical strategies and techniques for parent.
Denmark
Finland Neuropsychiatric coaching based theoretically on empowering, solution-
oriented thinking & social pedagogy. Individual plan drawn up jointly by
client, coach & client's doctor . Relationship based on openness, encour-
agement & positive feedback.
The goal: to improve everyday management skills, learn new patterns of Coaching may exist in healthcare systems.
action, executive skills, strengthen impulse control, reinforce social skills,& Little cooperation between private health care providers
find their own path thru education &employment by setting realistic goals p p p ’
& expectations and help young people with neuropsychiatric problems to
improve professional skills & working capacity (to find a job, cope with it
and keep it); coaching can last e.g. 3 weeks or 3 yrs & frequency once a
week or once a month.
Germany Coaching methods generally positioned away from the directive or the
facilitative, resting on a dialogue that allows patterns & solutions to surface.
Coaching is on a Since coaching is not a recognised profession in Germany,
scale between mentoring & training , and psychotherapy & counselling there is no professional work identity or consciousness of
particularly useful in adult ADHD patients that are- mostly successful on the | specific group affiliation as a prerequisite of professional
job and in private life but often lack self management skills .helps to stay collaboration.
focused on relevant tasks, punctuality, avoid emotional turmoil as an result
of permanent stress.
Greece
Hungary n/a n/a
54
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TABLE C - Working Methods Employed by ADHD Coaches

What Services do Professional ADHD

Do ADHD Coaches work in Col-

Count . laboration with other Profes-
Y | Coaches offer to Clients? . Py
sionals?
Ireland How to live with this chronic condition: Deal with the emotional issues /
failures / fear / disappointments & lost opportunities.
Address Negative self-image & avoid frustrating activities. Training of or-
ganisational & attention skills / planning / organisation / time management /
structuring daily activities. Housekeeping/ financial management
Italy
Luxembourg
Malta
The Nether- Help with planning financial administration, housekeeping or how to cope Some do within multidisciplinary teams, but not common
lands with life/ work environment. practice.
Norway No specific overview
(Coaching is mostly targeted to work situation or preparing the unemployed
for work).
Poland Not usually
Spain Coaching not recognised as a profession.
(No agreed method Some employ coaching methods to educate families | Collaboration exists between coaches and a few psychiatrists
& individuals affected by ADHD, to cope with challenges and emotional & psychologists but limited (only 3 coaches).
issues).
Sweden ADHD coaches not recognised as a profession. ADHD coaches not recognised as a profession.
UK. No.
Very varied .
(But other professionals may refer to a coach)
Turkey Educate clients about ADHD, listen to how ADHD affects them, May refer to mental health professionals for diagnosis of

and help clients find their own way to deal with their ADHD.

ADHD or suspected comorbidities
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Table D - Professional Training of ADHD Coaches

Country |Providers of Training |Entry Qualification |Contents of Training
for Coaches Required Course
Austria
Some trained in other countries
(one organization trains ADHD coaches, Unknown Unknown
but we know little about them or the
training)
Belgium o
(international , ,
it ) | Must agree to immerse themselves in all aspects
community, ) of ADHD and Autistic Spectrum Conditions for the
ADHD Coaches are trained by UK based A bachelor’s degree or higher, prefer- | duration of the course, doing the necessary read-
Julie Inglis, ADHD & ASC Coach and NLP | ably in education or healthcare ing and practical application of coaching and NLP
Trainer whose programme is accreditated | And/or techniques. ANLP accreditation process is rigor-
by the Association of Neuro Linguistic Candidates already working with ous, based on how well the coaching candidates
Programming (ANLP). children or adults with special needs; | understand and use the NLP techniques when
coaching children, adolescents or adults who have
ADHD - with or without co-morbidities - and/or
Autistic Spectrum Conditions (ASC).
Belgium a "
(Flanders)
Belgium non
(Wallonia) Private / self taught one
Croatia n/a nfa
Cyprus n/a nla
Denmark
Finland o
7 |
Knowledge from neuropsychiatric syndromes;
. ) . Adegree in social, health, or educa- | basic information about treatment and rehabilita-
Private companies, some educational org. ) o . R - .
tion tion; coaching practice with own client; coaching
practice reporting; literature and written tasks.
Germany
Can be offered by anyone without proof of
professional qualification or membership
in regulating associations that guarantee a
standardised set of specific knowledge and
required experience.
Greece
Hungary
Ireland
A number of certificates and training
courses in life / occupational coaching - but
none for ADHD-specific;
INCADDS have brought in trainers from
overseas
Italy
Luxembourg
Malta

The Nether-
lands

56

|

Only provided by Private Companies or
non profit organizations
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Table D - Professional Training of ADHD Coaches

Country

Providers of Training
for Coaches

Entry Qualification
Required

Contents of Training
Course

Norway

No authorization of ADHD Coaches or
ADHD Coach training. We have a few
ADHD Coaches trained in USA.

Poland

Sweden

o}
Only NGOs provides training courses for

their own coaches in 2 programmes previ-
ously mentioned

Not available in Sweden

]

Psychologist, teacher or university
graduate

|

Working with children with ADHD and conduct
disorders.

Spain

(International Institute OlaCoach(ICF
recognised) will implement a training call
this year.

U.K.

|

(Mostly Private - many not qualified to
train)

Variable

Variable

Turkey

ol

NGO (11 years) & a few psychologists
educating other psychologists about
ADHD. The private companies iz Kocluk,
Pedam, ADDCA etc. provide AD/HD
Coach Training. To educate).

]

One private AD/HD Coaching Firm
requires ICF accredited coach

for entry to the PACG’s program
otherwise extra course credits are
needed to qualify as an ADHD
coach.

ol

DSM IV criteria, biological basis ADHD ,
introduction to the brain, executive functions,
attention, barriers to attention, cognitive
functioning , filtering, reframing, listening etc other
coaching skills All kinds of metaphors that help the
client understand his ADHD
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Table E- Accreditation and Regulation of ADHD Coaches

Country Accreditation Regulation
National | Requirements |Regulator Body Supervision | Working without
(Guidelines, oversee field, | (From other profes- e )
Acc. for Acc. accredit) sionals) Qualifications
Austria ™
* Umbrella organization for ™
None none coaches: ACC — Oster-
reichischer Dachverband fiir | Unknown
Coaching
Belgium M Newly qualified
(International com- + No national regulatory body | coaches supervised
munity) » (Training programme & acc. | by the trainer (psy-
From the UK (ANLP). ac- chologist & Master | 7]
None none cepted in the international/ | NLP Trainer). We
European schools in Bel- abide by the supervi-
gium). sory requirements of
« ANLP sets guidelines for UK course
accreditation.
Belgium None none M
(Flanders)
Belgium None none A
(Wallonia)
Croatia None none
Cyprus None none M
Denmark None none
Finland v
None none Neuropsychiatric coaching o}
-association has an unofficial
register of educated neuropsy-
chiatric coaches.

Germany M ‘Can be offered by anyone
without proof of professional
qualification or membership
in regulating associations that

None fone quarantee a standardised set
of specific knowledge and
required experience.’

Greece 4}

None none

Hun

ungary None none &
Ireland ™
None None at national level International and various inde- | Some may chose to 4
pendent bodies est. to requlate | do so independently
the areas.
58
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Table E- Accreditation and Regulation of ADHD Coaches
Accreditation Regulation
Count o
"Y' | National Requirements | Regulator Body Supervision | working without
(Guidelines, oversee field, | (From other profes- . .
Acc. for Acc. accredit) sionals) Qualifications
Italy ™
None none
Luxembourg None none
Malta M
None none
The Nether- |z[
lands None none Aware of situation - there is a
desire for change
Norway None none M
Poland o
None none
_ %}
Spain Coaching is ) . M
not regulated. Some international (ICF) and Anyone may set up work as
Some acc. national (ASESCO /AECOP) proffessional ADHD coach.
exists but not professional assoc.But confu- But to work with public bodies
mandatory. sion & lack of adherances to requires licence)
procedures
Sweden v
None none This is not a recognised profes-
sion -but to work with clients
through .public services would
require certain licenses
U.K.
No national , o
but accredited ™
qualifications | variable . . )
associated Only international professional
e association
ties
Tu rkey N Theyare required to go IZ, M
one o
through the training
ICF, PAAC
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Table F - Evidence Base and Reimbursement

Count . .
v Evidence Base Reimbursement
Austria Unknown Perhaps if coaching is described as psychotherapy.
Belgium ]
(International
community) Coaching sessions for most students in the international schools are reim-
Numerous ad-hoc reports from teachers and school admin- | bursed by the companies/organisations in which their parent(s) work or by
istrations about improvements. ADHD coaches must docu- | local mutual societies a, recommendation by a psychiatrist may be required
ment their progress during and after training; it should be and paperwork can be draconian . In other cases, our organization offers free
possible to do a structured study based on these reports. coaching tf) those families who are not eligible for reimbursement and for our
members.
Belgium No,only from social services — for people who cannot function in daily life —
(Flanders) so often with more problems than only ADHD, it can be free
Belgium o
(Wallonia)
Croatia nla
Cyprus no
Denmark no
Finland May reimburse if part of other therapy process e.g., OT, or part of social
Recent research dissertation by Virta (2010) states that the ; R
welfare services
area has problems.
Germany
Coaching is mostly offered by healthcare professionals themselves — rarely
under the coaching label due to reimbursement issues
Greece n/a
Hungary no
Ireland
Some in related areas (e.g., Dr J. Bramham CBT group no
with adults, anecdotal evidence from HADD SFBT groups).
Italy no
Luxembourg no
Malta i
The Nether- ¥
lands
Anecdotal evidence from members A ngt/onal fund, the person bound budget. Can provide (qependant on d/gg-
nosis) a grant for assistance . may be used to fund, for instance, coaching
(up to a specified limit)
Norway no
Poland
Not for profits provide coaching programmes funded by Europe
Spain Research underway n/a
Sweden nla
U.K.
Scientific research unfunded but anecdotal evidence . ” ) ) ,
(6.g,. many adults reported to ADDISS ‘going fo that coach iny private practitioners- not provided by public health or educational ser-
; e vices
was the best thing | did”)
Turkey
60
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ADHD-Europe Board Activities:
Three-Year Review

May & June 2008: Making it Legal

Following some years of informal umbrella meetings, the
first official ADHD-Europe board was elected at the Annu-
al General Meeting (AGM) in Belgium in April 2008 when
most of the members present signed the Articles of Asso-
ciation that we had spent the day discussing, thus heralding
the birth of ADHD-Europe as a ‘soon-to-be’-legal entity.

What it really meant was that the elected board members
could go ahead and do what was needed to set the legal
process in motion. At the time, there was much excitement
and we innocently thought that it would be over within the
month. However, things did not run quite as smoothly as
we had anticipated; there were numerous setbacks along
the way, such as the need to get signed proxies from each
of our member organisations to enable our secretary to sign
on everyone’s behalf when the time was ripe, and collec-
ting the copies of the statutes from each of the organisa-
tions at a time when people were preparing to go on their
summer holidays, not a mean feat.

However, the day did indeed come when all the documents
needed had been sourced and the team in Belgium could
sign on the dotted line under the vigilant guidance of our
legal representative; needless to say, we had a camera with
us to record this moment for posterity. The dossier was
ready to be submitted to the Courts in Flanders, the Dutch-
speaking region of Belgium, and there was nothing to do
but wait.

July & August 2008: Creating a Website

Once this had been accomplished, it was time to begin add-
ressing the action list drawn up at the AGM in April. Top
of the list was the ADHD-Europe website and no time was
wasted getting the web designer into the office in Merel-
beke to collaborate with us on this. Much to the surprise
of our members, it was ready to go online by the time the
school holidays were over that summer: www.adhdeurope.
eu.

June 2008: ADHD-Europe at Launch of the European
Pact for Health & Wellbeing

In the meantime, we had been invited to participate in the
High Level EU Conference on June 12 & 13, 2008, which
was organised by the Directorate General for Health (DG
SANCO) to present the European Pact for Health and Well
Being. One of our team members in Brussels represented
ADHD-Europe at this event and had discussions with key
policy makers involved with the Pact who advised us to
write a rationale for ADHD being mentioned in this docu-

62

ADHD-Europe Survey 2011-ver5_fix.indd 62

ment, list the items we would like to see included and in-
clude information about ADHD on the Mental Health Por-
tal for Best Practice, all of which we accomplished during
that summer.

Networking in Germany

At the same time, our President was busy in Germany ma-
king contacts that would be beneficial for ADHD-Europe
in the long term, which included negotiating with the World
Federation of ADHD who were planning their Second Con-
gress about ADHD throughout the life span, which was to
be held in Vienna from 22 to 24 May of the following year.
As a result an ADHD-Europe Patient’s Day was organised
on the final day of the event in which speakers summarised
the new research presented at the congress.

July 2008: Designing the Surveys

Our Research Officer had already begun designing ques-
tionnaires to gather information for the surveys she was
planning to conduct with the member organisations throug-
hout Europe. The Board decided that this survey should
include information on approaches to the diagnosis and
treatment in each of the countries surveyed, including the
availability and cost of medication and the extent to which
teachers were knowledgeable about ADHD and willing
to make accommodations for children thus afflicted. The
plan at that stage was to present the findings at the AGM
in 2009. It was a challenging project, but one that she was
very well trained to do.

February & March 2009: EU Initiatives

In the European Parliament and Commission, a number
of initiatives were passed that were of interest to ADHD-
Europe in that more focus was put on mental health in ge-
neral and especially in the workplace. These included the
European Parliament Resolution of February 19, 2009 on
mental health, The Eurobarometer on Mental Health and
Well-Being of Children and Young People and part of the
European Transparency Initiative (03/09), an invitation
from the European Commission to register as an Interest
Representative, which we passed on to all of ADHD-Euro-
pe member organisations in Europe at the AGM in 2009.
Of further interest to ADHD-Europe was the adoption at
the Comité Permanent Des Medicins Européens (CPME)
Board meeting in Prague on March 14, 2009 of the White
Paper on Mental Health in Workplace Settings, “Fit and
Healthy at Work” (CPME 2009/024 final EN/FR).

All these initiatives arose from the thematic conferences
being organised during the implementation phase of The
European Pact for Health and Well Being under the Se-
cond Mental Health Action Plan 2008-13, and opened up
new opportunities for ADHD-Europe to influence Euro-
pean policymakers in accordance with our constitutional
objectives.
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April 2009: Decisions Taken at the AGM in Budapest
When the survey findings were presented at the AGM in
2009, everyone agreed that we should publish the Survey
and schedule its launch to coincide with the World Fede-
ration of ADHD Congress in Vienna on May 23 where
ADHD-Europe had an information table during the main
Congress and would take centre stage at a post Congress
Patient’s Workshop where the findings from the Congress
were to be summarised in both English and German.

We also decided that the board would apply for matching
funds for an ADHD-Europe conference in September 2010
from the Executive Agency for Health and Consumers
(EAHC) Initiative whose aim was to promote-health, espe-
cially the reduction of health inequalities, and generation
and dissemination of health information. The deadline was
May 20, 2009; we were to find out that the application pro-
cess was nothing if not complex.

The members of the Executive Board had two urgent dead-
lines to meet as they left Hungary on April 19, but at least
they did not overlap. The first one was the survey, which
once the draft was handed over by the Research Officer,
was to occupy most of their waking hours until it was sent
to the President in Germany to prepare it for printing at the
end of the first week of May. Thus began a feverish month
of late nights and early mornings to transform the research
document into a sophisticated booklet we hoped would do
ADHD-Europe proud. When we were finally satisfied with
the result, it was sent to the printers in Germany and we
were able to breathe a sigh of relief knowing that — all go-
ing well - we would meet our deadline.

It turned out to be well worth the effort; those of us who
attended the Patient’s Day on May 24 heard news from
Vienna that warmed our hearts — there was a big buzz about
the survey: more than 500 copies brought on the day it was
launched. At the Patient’s Day workshops on Saturday,
everyone was still basking in ADHD-Europe’s first 15 mi-
nutes of fame thanks to the excellent work of the Research
Officer.

May 2009: Writing our First Proposal for EU Funds

Once the Survey was with the printers, the team in Bel-
gium had no time to rest on their laurels because there was
another deadline to meet, the Proposal to EAHC, which
turned out to be even more time consuming than the sur-
vey. This work began in the ADHD-Europe registered of-
fice in Merelbeke on a lazy May day when others were
enjoying a taste of summer. There was no time for such
pleasures for the two stalwarts ensconced in the ADHD-
Europe office that day, or, for that matter, for our President
in Germany, who was at the other end of the telephone or
modem to give us advice and encouragement as we charted
the new waters of this highly complex task. The questions

ADHD-Europe Survey 2011-ver5_fix.indd 63

Europe 43

asked forced us to look at every little aspect of organising
a conference for which we hoped to get matching funds
from the European Commission; the problem was that we
did not have a substantial budget so we had to curb our
plans accordingly. We could only plan an event for which
ADHD-Europe would be able to cover at least 50% of the
overall cost with the proceeds from the event, mainly con-
sisting of entrance fees. This was no mean feat and, as it
turned out, one of our main obstacles to achieving our goal,
but more of that later.

August-September, 2009: Creating & Launching a De-
claration about ADHD

Once that flurry of activity was over, it was time to start
drafting the ADHD-Europe Declaration about ADHD.
The decision to draft our own European Declaration about
ADHD had been taken at the AGM in Hungary in response
to a plea for advice on the lack of recognition of ADHD in
Italy to the General Assembly. We planned to ask leading
European health professionals to sign: including psychia-
trists, paediatricians, neuro-paediatricians, psychologists,
neuro-psychologists, scientists, counselors, therapists, nur-
sing staff, etc. The final draft was ready for distribution
in early September 2009 and was sent out to each of our
members to be distributed across Europe.

It was heartening to see what happened in Italy after this
document was sent out. Each day brought a stream of sig-
ned endorsements from all corners of the country onto the
desks of the team in Belgium and this continued until the
end of Awareness Week and beyond. It made us feel that it
was the correct action to take in response to the problem
that was presented to us by our colleague from Italy that
day in Hungary.

Of course, other countries responded too, notably the UK
who were not yet members; with time all began respon-
ding: Spain, France, Ireland, Hungary, Croatia, Luxem-
bourg, Poland, Germany, Greece... but none could match
the momentum shown by the Italian healthcare professio-
nals who understood the value of such a document in coun-
tering negative press reports prolific in Italy at that time.

Following an invitation for ADHD-Europe to the High Le-
vel Meeting in the EU in June 2008, and especially fol-
lowing the launch of the Survey in Vienna, more and more
invitations arrived on the ADHD-Europe desk for mental
health events. Not surprisingly, an invitation arrived from
the World Federation of Mental Health, which was holding
a conference in Athens at the end of August 2009, and our
board member in Athens represented ADHD-Europe at this
event.

On May 13, ADHD-Europe was represented at another
thematic conference held in Brussels: Mental Health
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& Gender: Key Issues for the European Pact for Mental
Health and Well-being, which provided an opportunity to
highlight the lack of research funded on ADHD in girls
and women.

On September 22, 2009, ADHD-Europe had a platform at a
conference organised by HyperSupers, A Comparative Re-
view of European Practices in the Field of ADHD, which
was held in the Ministry of Health in Paris, a very well or-
ganized and high profile event featuring top speakers from
France and elsewhere; taking her place proudly among
them was our Vice-President from Spain, who spoke pas-
sionately about our mission and introduced the Declaration
about ADHD, inviting the participating health professio-
nals to read and sign it.

On September 26, ADHD-Europe’s efforts were once again
highlighted at the Multilingual ADHD Conference organi-
sed by the English-speaking, Dutch-speaking and French-
speaking ADHD organisations in Belgium when Dr. Geoff
Kewley, Consultant Neuro-Paediatrician and Founder/
Director of the Learning Assessment & Neurocare Centre,
UK designed his presentation around this document.

No doubt the same happened when the Declaration was
launched in Luxembourg, Ireland, Croatia, Malta, Spain,
Hungary, Germany, the Netherlands, Denmark and eve-
rywhere ADHD Awareness Week activities were taking
place during that week, all of which were showcased on
our website.

September 2009: Disappointments

In spite of this, it was not all champagne and roses; in Sep-
tember 2009 ; we discovered that our diligent efforts in
meeting the deadline for submission of the application for
matching funds from EAHC for the Conference we hoped
to hold in Brussels -had been in vain. ADHD-Europe was
not one of the chosen few to benefit from the initiative.
The reasons were we had planned ONLY a one-day Con-
ference, our event was not considered weighty enough and
we did not have enough matching funds.

Shortly afterwards, ADHD-Europe was represented again
by a board member at the thematic conference organised
by DG SANCO and the Ministry of Health in Stockholm
on September 29 and 30, 2009: “Youth and Education:
Promotion of Mental Health and Well-being of Children
and Young People - Making it Happen.” This was an inte-
resting event as there were key people from organisations
active in the Mental Health field as well as from education,
many of whom shared the ADHD-Europe philosophy as
regards ADHD. One of the presentations included a section
about ADHD, which provided an opportunity to showcase
ADHD-Europe’s activities.
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However, although a written contribution was made on be-
half of ADHD-Europe to the Background Document to this
thematic conference, ADHD was only mentioned once in
the document - and this in a negative way — arguing that
children who spend a lot of time playing computer games
are more likely than others to be diagnosed with AD/HD,
which was disheartening.

During 2009, ADHD-Europe became a member of the
World Federation of ADHD, and applied for membership
to Mental Health Europe (MHE), Fundamental Rights Plat-
form, EMEA (European Medicines Agency): stakeholders
database and EPAD (European Public Affairs Directory):
sourcebook, all of which increased our visibility and no
doubt will provide future opportunities.

May 2010: Decisions Taken at the AGM in Paris

As 2009 came to an end, we began again to plan our next
AGM for Paris in May 2010. The list of our accomplish-
ments during the year was long but we still smarted from
our failure to get EAHC funding.

At the AGM, the Board proposed a conference in a mem-
ber country with low awareness of ADHD who potential-
ly could benefit most from an intervention. Those countries
who felt their need was greatest were invited to submit a
proposal to the board for a conference. Italy, Greece and
Turkey submitted proposals and Italy won the tender.

The decision was also taken to update the Survey with an
additional segment about prevalence rates in Europe and
ADHD coaching. The Research Officer began work on this
immediately after the AGM in Paris in order to relaunch it
at the World Federation of ADHD Congress in Berlin in
May 2011.

September 2010: Mental Health Europe (MHE) Mem-
bership

In 2010, ADHD-Europe was accepted as a member of
MHE and was represented at the MHE AGM in October
2010 and the following two-day conference. MHE propo-
sed a new membership category — that of Ordinary Mem-
ber. This was accepted unanimously and the door opened
for ADHD-Europe’s membership to be upgraded, enabling
us to be represented on the MHE Board, but not on the
Executive Board.

We have learned that it will be easier for us be in the inner
circle if we collaborate with an organisation that has the
status that we would like to have, in terms of receiving EU
funds and being invited to speak at EU events, giving us
the visibility and gravitas for which we strive in order to
reach our goals and membership of MHE will provide us
with this opportunity.
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March, September & November 2010: Two Opportuni-
ties

In 2010, great efforts were expended in Germany by our
President to push forward our agenda in Brussels, which
met with success in two areas providing us with opportuni-
ties we could not have imagined one year ago.

In March 2010, ADHD-Europe was represented at a two-
day meeting in Amsterdam of the newly formed European
ADHD Awareness Taskforce, joined by representatives of
two ADHD-Europe member countries, Spain and Den-
mark. Other members of this group included leading re-
searchers, educationalists, therapists and medical doctors
from the UK, Germany and Sweden. At this first meeting,
it was decided that we would develop four online manuals
for teachers and parents to help work together thus, im-
prove parent-teacher relationships and further to better un-
derstand ADHD and related conditions.

On September 11, the Taskforce met again, this time in
Brussels, to finalise the content of the manuals. The mem-
bers of the Taskforce were given complete ownership of
what was to be put into the manuals, which was by now
being called the ADHD Toolkit. We realized at the end of
this meeting that this project - that some of us had initially
approached with hesitancy — had the potential to transform
how ADHD children are accommodated in schools across
Europe and how parents and teachers interact in an effort
to make the school experience a positive one for children
with ADHD.

The second opportunity that came our way through our
President’s efforts in Germany was an invitation for her to
speak at a lunchtime meeting in the European Parliament
on the topic: The Impact of ADHD in Europe to which re-
presentatives from the local ADHD organisations, ADHD-
AS-Dyslexia Family Resources and TDA/H Belgique were
also invited. This provided us with the platform that we
had been striving for in a different way up to that time.
A Press Release about the issues discussed was issued by
Nessa Childers, MEP Ireland.

Prior to this event, the Board had a weekend meeting at the
Belgian coast, which proved very profitable. It was here
that the idea was born to begin offering In-Service work-
shops before the AGM in 2012 to our members and to
continue offering these every other year after that when we
were not holding a conference.

2010-2011: Organising our First Conference, The Many
Faces of ADHD

The preparations for our first Conference kept us busy fol-
lowing the 2010 Awareness Week these preparations mo-
ved to centre stage after the board meeting in November
until the end of the year. Our colleague in Italy showed
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herself to be a formidable organizer who oversaw the lo-
gistics in Rome and liaised excellently with the ADHD-
Europe Executive Board, consulting us about decisions big
and small every step of the way.

The First Joint ADHD-Europe/AIFA Conference was a
great success. With over 400 participants present, the se-
ven top speakers from the Netherlands, Germany, Greece,
Norway, Spain and Italy shared expertise and best prac-
tice about the various subtypes of ADHD, the conditions
comorbid with it, gender differences, early intervention,
diagnosis, treatment interventions, school and workplace
accommodations that make a difference in the lives of suf-
ferers throughout their lives.

March 2011: Taking Stock

We continued to distribute the Declaration throughout
2010, gathering signatures at conferences, workshops,
courses, etc. and we have only scratched the surface so far;
there are many more signatures that we could - and should
- get before this document is complete. Those who were a
little slower in getting started have caught up during 2010
—the Netherlands, Greece, as well as Germany, Austria and
renewed efforts in Belgium and Luxembourg and by that
time the document had been translated into French, Ger-
man, Italian and Spanish.

We will continue to gather signatures for our Declaration
about ADHD in 2011 by showcasing this important docu-
ment at conferences, meetings, seminars, etc. where health
professionals are participating. In fact, we will continue to
lobby for endorsements until such time as the sheer vo-
lume of signatures added to this document will speak for
themselves and silence the anti-psychiatry lobby and me-
dia scaremongers once and for all.

The ADHD Partnership Toolkit will be evaluated by
teachers and parents in a pilot project, which will begin in
May 2011 and when this is completed, the Toolkit will be
translated into several languages this year. It will be availa-
ble on the ADHD-Europe website as well as on the websi-
tes of each of our member organisations.

The present board consists of members from Germany,
Belgium, Spain, Greece, Ireland and the Netherlands. We
have expanded our Research Committee which now con-
sists of members from Belgium, Ireland and Austria. Our
Scientific Advisory board members come from Germany,
the Netherlands, Ireland, Spain, Greece, Norway, Hungary,
Turkey and two from Sweden.

Joanne Norris

Vice President ADHD-Europe
April 2011
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Membership Procedures

If you want to support financially, we would appreciate
that very much.

Our bank details:

IBAN: BE45 0682 4982 9789 BIC: GKCCBEBB

Membership Procedures

We have three membership categories at this point, Full
Members (regional and national ADHD organisations in
Europe), Affiliate Members (other organisations whose
objectives are close to ours, such as Dyslexia, Autism, etc.)
and Honorary Members.

* The Articles of Association of ADHD-Europe are then
sent to the representatives of the new organisation so
that they know what our goals and objectives are.

+ At the same time, the representatives are asked to send a
copy of their original Statutes to the Board together with
information about the goals and activities of the organi-
sation; the latter could be a Power Point presentation.

* This should accompany a written application to the
Board, stating the reasons the organisation wants to join

ADHD-Europe.

* The final decision is made by the Board, with the appro-
val of the members, and the applicant is duly informed.

* An invoice is then sent to the new applicant.

We invite you to become a Friend of ADHD-Europe, sho-
wing that you support our goals and objectives.

If you are:

+ an individual with ADHD, no matter how young or how
old

* a parent, a brother or sister, a grandmother or grand-
father, a friend, a neighbour ... of a child with ADHD

+ an adult with ADHD or a partner of an adult with ADHD

+ a professional working in the field of ADHD (and/or re-
lated conditions), a teacher, a coach, etc.

* an organisation such as a hospital, clinic or school
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¢ a citizen worried about mental health

» a politician willing to make the living conditions of pe-
ople with ADHD better who would like to be connected
to ADHD-Europe, becoming a Friend of ADHD-Europe
will enable you to show your support and connectivity
to our cause.

To become a Friend of ADHD-Europe, please fill in
the information form on our website and send it to us. If
approved, your name will appear on www.adhdeurope.eu/
Friends of ADHD-Europe.

List of Member Organisations

¢ Verein ADAPT, Austria

e Centrum ZitStil, Belgium

e TDA/H-Belgique, Belgium

* ADHD-AS-Dyslexia Family Resources Belgium

e Adult Anglophone ADHD Support Group, Belgium

* Awakening - Organisation for Understanding
ADHD, Croatia

 ADD-ADHD Cyprus

* ADHD-Foreningen, Denmark

e ADHD-Association, Finland

e Hypersupers TDA/H France, France

* ADHS-Deutschland, Germany

e BVAD, Germany

¢ O Kyriakos, Greece

e ADHD-Hungary

e HADD, Ireland

e INCADDS, Ireland

e AIFA Onlus, Italy

* ADANA Foundation, Spain

* FEAADAH, Spain

e Treffpunkt ADHS, Luxembourg

e ADHD Family Support Group, Malta

e Balans, The Netherlands

e Impuls, The Netherlands

* ADHD-Norge, Norway

e Polish ADHD Association, Poland

¢ Riksforbundet, Sweden

e Hiperaktivite, Turkey

e ADDISS, United Kingdom
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Living with ADHD

Treatment Works.

I've an older brother and a younger sister, but I’'m the only
one in my family with an ADHD diagnosis, diagnosed when
I'was four and a half, a happy and wild boy as boys usually
are. [ was rather impulsive and had difficulty concentrating
at home and in the kindergarten. My parents were worried
when they heard about my difficulties in the kindergarten
and consulted a specialist, in fact many specialists, and as
1 got older still more. Truthfully, I've seen many very kind
and talented specialists during my “ADHD-life”. I did oc-
cupational therapy and music therapy —drums - and gained
a lot. I got comfortable with my body and its possibilities.
Music therapy taught me about body control and rhythm.
Central to my “ADHD-life” has been that my family has
never hidden any problems I've encountered and they have
asked for help when they have needed it.

I was in a special group at school; extra help was impor-
tant for me and it was easier to concentrate in a smaller
group. After nine years in this group, I was able to join
mainstream schooling. I studied economics for three years
and graduated. Nowadays, I work in a supermarket as a
sales clerk 20 hours a week, which suits me; not too many
working hours daily. I like my work and I've not told my
employer anything about my ADHD,; why should I? Next
summer I'm going into military service and I'm looking
forward to it. I have been on medication since I was 10,
but now I mostly manage without except sometimes when 1
have something very challenging to do. Then I take my pill.

My life with ADHD has been colourful with many prob-
lems, but also with many very happy occasions. My family
and my relatives understood after the very first shock. The
diagnosis was a good thing because it gave an explana-
tion for my behaviour. I have always had many friends. My
social abilities are quite good. I get along with people of
different ages and I've also had some girlfriends though at
the moment I'm not romantically involved.’

Leo, aged 20, Finland

..If treatment is available! ‘I have been advised that the
trust is no longer able to accept referrals for ADHD as the
PCT [Primary Care Trust] set up alternative arrangements
and asked that GP's direct ADHD referrals to themselves
(unless of course there is clearly significant co-morbid
psychiatric illness or psychiatric risk)’ Letter from a local
hospital psychology dept(UK) explaining their decision
to refer a diagnosed adult ADHD patient back to her GP,
June 2010
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