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Preface

Dear colleagues, 

We are very proud to welcome you to the annual meeting
(September 28th - 30th 2011) of the European Society for Social
Pediatrics and Child Health in Maastricht, the Netherlands. 

This is the second time this meeting has been held in our country.
An extensive and varied scientific programme has been prepared
for you, but there will also be enough time to renew old friendships
and meet new people. 

We hope you will enjoy the beautiful scenery in the province of
Limburg (and perhaps even one of the adjacent countries) as well as
the beauty and culture of the historic city of Maastricht. 

We gratefully acknowledge the support of the University of
Maastricht and the Maastricht University Medical Centre which has
made this meeting possible. 

The province of Limburg will welcome you to a reception in its
Provincial Government House where the Maastricht treaty was sig-
ned and we gratefully appreciate their hospitality.                                                                                                                                      
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Programme  Annual Meeting ESSOP 2011, Maastricht

WEDNESDAY, September 28

14.00 – 18.00 Registration

20.00 – 23.00 Official Opening: Nick Spencer, president ESSOP 
and Thea van Zeben-van der Aa, Programme 
Committee 

Welcome Dinner

THurSDAY, September 29

Chair: Thea van Zeben-van der Aa

07.45 – 08.30 Registration

08.30 – 09.00 Opening: 
Nick Spencer and 
Thea van Zeben-van der Aa

09.00 – 10.30 Plenary session:
Staffan Janson: 
Child Maltreatment – Our Common Responsibility
Merian Bouwmeester: 
Supportive Parenting: Primary Prevention of 
Parenting Problems in the Netherlands 

10.30 – 11.00 Coffee and Tea

11.00 – 12.30 Workshops:  
A: Rachel Levi and Noor Landsmeer:

Children, Sex and Internet



9ESSOP/Partnerships in Prevention, Cure and Care

B: Stuart Logan: Research on and with 
Children: Epidemiological and Ethical 
Issues
Wim Pinxten: The Moral Limits of 
Medical Research with Children 

C: Ellen Kohnhorst: Medically unexplained 
Symptoms; unexplained?
Andrieke C. Knottnerus: 
Approach for severe Invalidating 
medically unexplained Symptoms
Patrick Luyten: An attachment and 
mentalizing Approach to the Treatment of 
Patients with functional Somatic Disorders

12.30 – 14.00 Lunch 

12.30 – 14.00 ESSOP Executive Committee Meeting 
(members only)

12.30 – 14.00 Huishoudelijke Vergadering SSPK (members only)

14.00 – 15.00 Free papers: 
Meta van den Heuvel:
Comparison of early Child Health and 
development services of Canada and the
Netherlands. 
Jónína Einarsdóttir and Geir Gunnlaugsson:
Excluded groups to Health Services in Monkey 
Bay, Malawi and global Partnership
Helma van Gameren-Oosterom:
Prevention of recurrent Respiratory Tract 
Infections in Down Syndrome: what could 
potentially be gained?
Erika Sievers and A. Dietrich:
Introducing cultural competence Training into 
paediatric Public Health Services 
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15.00 – 16.30   Plenary session: 
Ulrike Ravens-Sieberer: 
Quality of life questionnaires for children and 
adolescents – the kidscreen approach
Symone Detmar: 
The Usefulness of quality of life Assessment in 
Pediatrics

16.30 Leaving for visit to the Provincial Government 
House, Maastricht

17.00 – 18.30 Reception at the Provincial Government House

FriDAY, September 30

Chair: Anne Marie Oudesluys- Murphy

08.15 – 08.45 Registration

08.45 – 09.00 Opening and review of yesterday

09.00 – 10.30    Plenary session: 
Anne Marie Oudesluys and Paul de Cock: 
Disabilities and Handicaps

10.30 – 11.00 Coffee and Tea

11.00 – 12.30 Workshops 
D: Emma Van Daalen: Early Signs of Autism,

ADHD and Psychomotor Disorders 
Petra Hurks: Using our current 
Understanding of Preschool Children at 
risk of ADHD to Support early 
Identification and Intervention 
Paul de Cock 
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E: Stuart Logan: Research on and with 
Children: Epidemiological and Ethical 
Issues
Wim Pinxten: The Moral Limits of 
Medical Research with Children 

F: Ellen Kohnhorst: Medically unexplained 
Symptoms; unexplained?
Andrieke C. Knottnerus:
Approach for severe Invalidating 
medically unexplained Symptoms
Patrick Luyten: An attachment and 
mentalizing Approach to the Treatment of 
patients with functional Somatic Disorders

12.30 – 14.00 Lunch

12.30 – 14.00 ESSOP Annual General Meeting (members only)

14.00 – 15.30 Free papers:
Florence Noirhomme-Renard: 
Children of teenage Mothers: delayed psychomo-
tor and language Development 
Eveline Louwers:
Effects of changing Policy on Screening and 
Detection of Child Abuse in Emergency
Departments 
Selda Bülbül:
Behaviours of Health Sciences Faculty Students in 
the road of developing healthy lifestyle 
Nick Spencer, Clare Blackburn and Janet Read:
Social Disadvantage and Childhood Limiting 
Longterm Illness/disability: Cause or 
Consequence? 
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15.30 – 17.00    Plenary Session: 
Anders Hjern: Long term Outcomes of Foster 
Care: Lessons from Swedish National Cohort 
Studies 
Douglas Eric Simkiss: 
Promoting Quality of Life for looked after 
Children and Young People 
Barbara Rubio and José A. Diaz Huertas: 
Children in State Care: Spain 

17.00 – 17.15 Closing Remarks

17.15 Lobby: Refreshments 



13ESSOP/Partnerships in Prevention, Cure and Care

POSTErS

Serpil Ugur Baysal, Selda Bulbul, Guzide Kurt
The first children’s rights congress in Turkey: Children’s rights for
children’s republic

Selda Bülbül
Care and nutritional status in children with cerebral palsy

Selda Bülbül
Additional health problems and functional status in children with
cerebral palsy

Selda Bülbül
Factors affecting the satisfaction levels of patients applying to a
newly established University hospital and the pediatrics clinic 

Geir Gunnlaugsson and Jónína Einarsdóttir
Prevalence of disciplinary measures for Children in Iceland 

Harmen B.Haanstra, Anne-Claire Bosmans, and
Thea van Zeben – van der Aa
Consultation team for high risk pregnancies: Prevention of (intra-
uterine) child Maltreatment

Lubomír Kukla
Elspac as an Example of a longitudinal epidemiological Study on
Children and Adolescents 

Florence Noirhomme-Renard, Tancredi Annalisa, Christiane
Gosset Perinatal depression in adolescent mothers : a public health
concern 

Tessa Sieswerda
Interdisciplinary hospital-based child abuse and neglect team in
an academical centre; Overview of interventions 

Gonca Yilmaz, Nilgün Caylan and Candemir Karacan
Abusive head trauma: report of 3 cases 
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CHILD MALTREATMENT – OUR COMMON RESPONSIBILITY

Staffan Janson MD, PhD, Pediatrician. 
Professor Karlstad and Örebro Universities, Sweden. 

Abstract
Child abuse is common worldwide and has severe consequences for
children’s´ health, development and later function in adulthood.
WHO has estimated (Pinheiro 2006) that more than 50 000 children
are killed every year due to maltreatment, 150 million girls and 75
million boys are sexually abused, 3 million girls are sexually muti-
lated and that 125 million children are working in dangerous work-
places risking their lives and normal development. Child abuse is
unfortunately still quite common in the western world and as regis-
ter data gives very unsafe estimates self reported data from young
people are more trustworthy. In a report published in the Lancet
2009 (Gilbert et al 2009), the following estimates were done about
child abuse in industrialised countries:

Self-reported:
• 5 – 35 % of all children in different countries report severe corp.

punishment at home

• 4 – 9 % severe psychological abuse and one in three severe 
offences (particularly in Eastern Europe)

• Sexual exploitation 15 – 30 % of girls and 5 -15 % of boys, 
whereof 1/3 are penetrations

• 1,5 – 15 % severe neglect

• 8 – 25 % family violence
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The figures are overall lowest in Scandinavia and highest in the East
European countries.
In the same study a great number of articles were scrutinised con-
cerning risk factors for child abuse. The following risk factors are
established:  
• Weak economy and low level of parental education

• Economic inequality particularly increases the risk for mortal 
abuse

• Ethnic factors are mainly explained by socio-economic 
background factors

• Drug problems increase the risk for family violence

• About 10 % of the risk is explained by the social position and 
“climate” in the neighbourhood

The long-term consequences of child abuse and severe neglect are,
with high degree of association: Behaviour problems, PTSD,
Criminality and Obesity! This is an association that has not been
realised before the results of greater prospective studies with long
time follow up of abused children have been published.
A certain connection with low educational performance and unskil-
led work, depression and suicide attempts, alcohol problems and
prostitution and a weak or uncertain connection to self inflicted
injuries, drug abuse, teen age pregnancy and chronic pain as adult.
The connection to general bad health or quality of life as adult has
not yet been definitely evaluated.

Children´s rights:
The uN Convention of the rights of the Child from 1989 has since
1990 been ratified by all countries in the world except for Somalia
and USA. This means that almost all countries in the world actual-
ly have approved the articles that protect children from abuse
(Articles 5, 18 and 19). In Europe this has been further ratified by the
revised European Social charter in article 16 (promote economic,
legal and social protection of the child). A minority of the world´s
countries have also taken specific National Corporal Punishment
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bans, where Sweden was the first country in the world to approve
such legislation in 1979. This legislation was however preceded by
a number of law promoting people´s and specifically women´s and
children´s rights over a period of more than hundred years. The
important Swedish lawmaking to prevent corporal punishment is
as follows:

1858 prohibited to beat grown up servants. 1920 prohibited to beat
all servants, children included. 1928 corporal punishment of pupils
prohibited in higher education. 1957 corporal punishment legally
equalised to cruelty. 1958 corporal punishment is prohibited in all
schools. 1966 corporal punishment abolished as a method of
upbringing of children in the Swedish Parental Act. 1979 Corporal
punishment of children is prohibited by the Swedish Parental Act.
1982 Corporal punishment of children incorporated under public
prosecution. 1990 Sweden ratifies the UNCRC.

Norway was actually the first country to approve a law against cor-
poral punishment in schools, already in 1936. Banning of corporal
punishment in schools always precedes banning of corporal
punishment in homes, probably because states have a greater influ-
ence over schools than families. Almost 60 % of the world´s children
are still not protected from corporal punishment in schools and 97
% are not protected from corporal punishment in the homes.
The Swedish parental act from 1979 has actually taken the protecti-
on a little further as it also forbids humiliation.  

The Swedish Parental Act Chapter 6 § 1:

• Children have the right to care, safety and a good upbringing. 
Children should be treated with respect for its person and
individuality and shall not be exposed to corporal punishment 
or any other insult (humiliation).

Thirty countries in the world, whereof 19 in Europe, has banned
corporal punishment in homes by October 2011. These countries
are: 
Europe (22 countries): Sweden 1979, Finland 1983, Norway 1987,
Austria 1989, Cyprus 1994, Denmark 1997, Latvia 1998, Croatia 1998
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Germany 2000, Bulgaria 2000, Island 2003, Ukraine 2003, Hungary
2004, Rumania 2004, Greece 2006, Holland 2007, Portugal 2007,
Spain 2007, Liechtenstein 2008, Luxemburg 2008, Moldavia 2009
and Poland 2010 

Middle East: Israel 2000

latin America: Uruguay 2007, Venezuela 2007, Costa Rica 2008

Oceania: New Zeeland 2007

Africa: Tunisia 2010, Kenya 2010, South Sudan 2011

Police reporting and statements from parents and children

Since 1982 it has been mandatory for professionals working with
children to report to the social services and in severe cases to the
police authorities in Sweden on suspected child abuse and neglect.
These reports have increased for every year since then. This poses a
specific problem for Sweden as it is misunderstood abroad, that
child abuse increases in Sweden, while it is actually the tendency to
report that has been increasing. This was thoroughly checked and
verified in 1999 and a new investigation of the reports will be
published in the en of October this year (2011).  
Attitudes towards corporal punishment and behavior have actually
changed profoundly for the better in Sweden during the last 50
years, which can be seen in the diagram below. This diagram con-
cerns positive attitudes to corporal punishment (blue) and actual
corporal punishment during the preceding year of a specified child
in the family (red). The same method, Conflict Tactic Scale (Straus
1998), has been used on all occasions from 1980 and on, while ear-
lier figures are extrapolated from the parent statement of their own
upbringing and compared with figures from studies in Stockholm
in the 1950s and 60s.  

It is actually so that figures from later years are even lower when
the statements from immigrant parents are omitted from the statis-
tics. Statements from Swedish School children confirms the decrea-
sing trend in corporal punishment and since 2000 the pupils state
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that they have been punished at least once in their lifetime in 15 %
and one of ten have been severe punished by a device.
Murder of children under 15 years of age has decreased continuou-
sly since the 1970s and during the last 5 years only about 4 children
a year have been murdered in Sweden and most of them due to
extended suicides or psychotic parents. This is probably the lowest
figure in the world at the moment. 
The trend in Sweden is on the whole paralleled in the other
Scandinavian countries and experiences from the rest of the western
world indicate a similar but slower development. Data from USA,
England and Germany indicates a decrease of corporal punishment
since 1990. According to estimations made by David Finkelhor and
his group in the USA 1990 – 2004 the following has happened:

• Sexually abused children: down ~ 50 %
• Child Abuse: down ~ 40 %
• Family violence: down ~ 50 % 

Plausible explanations for uSA: lower unemployment, generally
better economy, higher educational level, changed attitudes, better
service for parents with psychiatric diseases, more active social
intervention (Finkelhor, Jones: Why have child maltreatment and
child victimization declined. J Social Issues 2006;62(4):685-716) 

Plausible explanations for the positive development in the
Scandinavian countries are:

• The welfare state, technical development making life easier 
• Early political consensus, early protective legislation 
• Early high educational level of the population
• High awareness of the importance of socio-economic 

factors – economic equality 
• The unique position of the individual rather than the family
• Preventive health care for all, parental education (?)
• Comparably economic gender equity
• The majority of the children early in the “public space” 

(pre-schools)
• Increased understanding of the connection between family 

violence and child abuse
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The effects of corporal punishment has been summarized by the
American Academy of Paediatrics: Guidance for effective
Discipline 1998: (Pediatrics 1998;101 (4) 723-728):
- Spanking small children increases the chance of physical injury

and the child is unlikely to understand the connection between 
behaviour and punishment

- Although spanking may result in cessation of undesired behavi
our, repeated spanking may cause agitated, aggressive
behaviour

- Spanking models aggressive behaviour as a solution to conflict
- It makes discipline substantially more difficult when spanking is

no more an option (older children)
- Spanking is not effective as a long term strategy
- the only way to maintain the effects of spanking is to escalate the

intensity 

An interesting question is then how Scandinavian parents bring up
their children nowadays without spanking. What they do is natu-
rally dependent upon the age of the child but they distract, make
jokes, support good behaviour, calm down and comforts the child,
do not insult consciously and hug the child to make it able to listen.
More than 90 % of all Swedish parents state that they think it is
strange to use corporal punishment against children and they react
with disgust when they see foreign parents using it.
Before ending up I will point at a specific problem. It has been
known since long that disabled children have been abused in insti-
tutions, but lately this has also been shown to be quite frequent in
their families, also in Sweden (Svensson 2011). Disability is not a
protection against child abuse – it actually gives an increased risk
and the increased vulnerability is due to: 
- increased isolation, weaker social networks
- increased dependency
- Less control over the own body
- less risk for discovery
- Behavior understood as provoking
- Indications of abuse misjudged as consequences of the 

disability
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Children with disabilities are less listened to directly, less believed.
They live in families with increased parental stress and staff in
health care and social service have easier to identify themselves
with adults than with children. 

Finally: How can we help to make children´s life better?

• Advocacy for Children’s rights and welfare 

• Realize where the risks are highest and most frequent

• Increase discovery of abuse and neglect – give children 
opportunity to talk!

• Make interventions focused on the child´s life circumstances

• Work for gender equity and ”empower” dispriviliged mothers

• Use existing well functioning social networks (neighbourhood, 
schools etc

• Work with “evidence based” methods, which are defendable 
from a child rights perspective
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SUPPORTIVE PARENTING: PRIMARY PREVENTION OF
PARENTING PROBLEMS IN THE NETHERLANDS

Merian Bouwmeester

Curriculum Vitae:
Merian Bouwmeester (1976) entered the realm of child maltreat-
ment during her university internship, where she helped prepare
the national guideline on secondary prevention of child maltreat-
ment for Youth Health Care (1999), and has never left it since. After
writing her PhDthesis on Early Home Visitation in Families at risk
for Child Maltreatment at the Leiden University Medical Center
and working as an assistant professor at Leiden University she
dedicated herself to implementing science into daily practice. She
has been involved in the development of Dutch Centers for Youth
and Family (CJG) and was projectleader for the Regional Approach
to Child Maltreatment (RAAK). Since 2005 she is national coordina-
tor for the method Stevig Ouderschap (Supportive Parenting)
which she developed as a PhD and which has been implemented in
36% of the Netherlands over last five years.

Summary:
Raising a child may be the most difficult task we face in our lives. It
becomes all the more difficult when we are occupied by past or pre-
sent adversities, causing distraction, doubt and stress and making
us a lesser parent than we aspire to be – sometimes even, inadver-
tedly, a maltreating parent. Although many parents would benefit
from additional support in raising their children, this is most true
for those facing adversities – those at risk. The additional support
that is best suited for this group of parents should focus on helping
them learn how to cope with their adversities, it should help them
recognize the best interest of their children and it should be easily
accessible, that is: it should be provided to them in the trusted envi-
ronment of their own home.

It was this idea that constituted the foundation for an elaborate
research project that started in 2001. The method devised during
this project consisted of a questionnaire, administered amongst all
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parents with newborns in order to determine which parents would
benefit from additional support, combined with a series of six
home-visits, provided by a specially trained nurse from the Dutch
'Parent- and Childcare Centers' (PCC's). 

These centers provide one standardized home visit within two
weeks after the birth of each child and continue their services to
families through a series of consultations at the center, to which
parents are invited. Since approximately 98% of all new parents use
these services the Parent- and Childcare Centers are an excellent
base to provide additional services to families at risk for parenting
problems.
Questionnaires were addressed during the standardized home visit
and, if parents were eligible for additional support a home visiting
nurse would contact them. The home visits were provided over a
period of approximately 18 months and started around 6 weeks
after the birth of a child.

Over the course of the research project during 13 months 8899 fami-
lies were approached with the questionnaire. This resulted in a
population of 1263 families eligible for additional support. Almost
half of these parents were interested to participate in the study.
Eventually 500 families were randomized into an intervention- and
a control-group. Effects of the intervention were evaluated through
comparison of a baseline measurement and consecutive measure-
ments at 1 and 2 years of age of the index-child, addressing paren-
tal self-reported parameters such as abuse potential as well as infor-
mation from physicians and the Dutch maltreatment-reporting
agency. 

A clinically significant reduction of the risk for maltreatment was
achieved in almost a quarter of the families visited, over twice as
much as in the control group (22% versus 10%). Findings also
demonstrated improved parental expectations regarding their chil-
dren as well as a better child physical and psychosocial develop-
ment due to the intervention. An analysis of trends revealed parti-
cular benefits for families at increased risk as well as families with
a first child. No significant between-group differences were found
based on the information from consulted physicians except for
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families in the intervention group being more punctual regarding
their PCC-appointments. A significantly larger proportion of suc-
cessful referrals to psychological care were found in the interventi-
on group. Maltreatment reports were made slightly more often
about families in the control group when excluding reports from
visiting nurses about few dropout families. Combined reports sug-
gested an increase of the early detection of maltreating families in
the intervention group.

These results were deemed promising enough to start implemen-
ting the method in daily practice. First, in 2005, a pre-implementa-
tion phase was started in the same geographic area where the origi-
nal research project was based, which allowed for interesting com-
parisons between a research-setting and everyday life. Although
response to the questionnaire was slightly lower in everyday life,
more families were eligible for support, indicating an increased wil-
lingness to be open about delicate personal information, and most
importantly, much more families agreed to participate in the home
visits (an increase of 48% to 62%).

Ever since the pre-implementation phase more and more Parent-
and Childcare Centers implemented the method which now beca-
me known as Supportive Parenting. Today, 10 years after the origi-
nal research project was started, each year almost 70.000 families,
living in over 150 municipalities in the Netherlands (which is 37%
of the entire population) are presented with the questionnaire and
approximately 4% of them participate in the home visits. Parents
are highly appreciative of the home visits, when asked to rate the
support they consequently come up with an average of 8+ (with 10
being the highest grade).
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QUALITY OF LIFE QUESTIONNAIRES 
FOR CHILDREN AND ADOLESCENTS –

THE KIDSCREEN APPROACH

Ulrike Ravens‐Sieberer & the KIDSCREEN Group Europe

Quality of life (QoL) is an important psychological construct which
has been researched intensively over the last decades. The specific
construct of health‐related QoL (HQoL) is also of great importance
and interest in this field of research is obviously growing. HQoL has
been defined as a multidimensional construct respecting physical,
psychological, social and functional aspects of health and well-
being. Several questionnaires have been developed to assess HQoL
of adults, while the KIDSCREEN is an important instrument to
assess HQoL in children and adolescents.

In general, QoL assessment in children and adolescents needs to be
age‐appropriate. Additionally, QoL measures for children and ado-
lescents should address health‐related concerns to identify children
and adolescents who are at risk from health problems, and to deter-
mine the burden imposed by a particular disease or disability. The
KIDSCREEN approach has tackled the challenges of international
paediatric QoL research by providing measures that are applicable
for children and adolescents as well as their parents and that can be
used to monitor and evaluate HQoL in publichealth surveys, in cli-
nical studies, and in research projects. The generic KIDSCREEN
questionnaires were developed in the context of a European
cross‐cultural representative health survey in order to be able to
compare HQoL across different countries and in order to be able to
monitor the health status of children and adolescents. The KIDS-
CREEN group used a simultaneous approach to develop its
cross‐cultural instrument, which ensures the cross‐cultural applica-
bility of the KIDSCREEN measures, making them both conceptual-
ly and linguistically appropriate for use in many different countries.

The KIDSCREEN questionnaires have been used, validated and
psychometrically investigated in international clinical and non‐cli-
nical studies.
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THE USEFULNESS OF 
QUALITY OF LIFE ASSESSMENT IN PEDIATRICS 

Symone B. Detmar, 
TNO Healthy for Life, Business Line Manager Child Health, 

Leiden, Netherlands

Health-related quality of life (QOL) is a multi-dimensional con-
struct encompassing physical, mental, social and behavioural com-
ponents of well-being and function. The subject of QOL, and its
relationship to health, has generated an extensive literature among
adults and, more recently, interest in the concept has led to the
development of QOL measures especially designed for use with
children and young people. The most common application of
HRQL assessment has been in clinical trials to evaluate differential
changes in morbidity and the relative efficacy of medical interven-
tions. More general rationales for assessing QOL include the identi-
fication of dysfunction secondary to illness or treatment, and
patient subpopulations at risk for psychological or behavioral pro-
blems. QOL assessment can also facilitate improvements in clinical
decision making, evaluation of the quality of medical care, estima-
tion of the health care needs of a population, and an understanding
of the causes and consequences of differences in health. Several
examples of using quality of life assessments in pediatrics will be
given. Specific attention will be given to instruments derived form
the KIDSCREEN project. These instruments assess quality of life
from the child's perspective in terms of their physical, mental and
social well-being for use in both healthy and chronically ill children
and adolescents.
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DISABILITIES AND HANDICAPS

Anne Marie Oudesluys 

According to the 2011 WHO World report on disabilities about 15%
of the world's population lives with some form of disability, and 2-
4% experience significant difficulties in functioning. This prevalen-
ce is higher than earlier estimates from the 1970s which suggested
figures around 10%. This global estimate for disability is increasing
because of population ageing and the rapid spread of chronic disea-
ses and people surving longer with these, as well as improvements
in the methods used  to measure disability.

The term “Disabilities” is an umbrella term, covering impairments,
activity limitations, and participation restrictions. An impairment is
a problem in body function or structure; an activity limitation is a
difficulty encountered by an individual in executing a task or acti-
on; while a participation restriction is a problem experienced by an
individual in involvement in life situations. Thus disability is a
complex phenomenon, reflecting an interaction between features of
a person’s body and features of the society in which he or she lives.

An individual may qualify as disabled if he/she has had an impair-
ment in the past or is seen as disabled based on a personal or group
standard or norm. Such impairments may include the following:

Physical disability
Any impairment which limits the physical function of limbs or fine
or gross motor ability is a physical disability. Other physical disabi-
lities include impairments which limit other facets of daily living,
such as severe sleep apnea.

Sensory disability
Sensory disability is impairment of one of the senses. The term is
used primarily to refer to vision and hearing impairment, but other
senses can be impaired.
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Cognitive disability
Cognitive disability is a broad concept that ranges from mental
retardation to cognitive deficits too mild or too specific (as in speci-
fic learning disability) to qualify as mental retardation. Intellectual
disabilities may appear at any age. Mental retardation is a subtype
of intellectual disability, and the term intellectual disability is now
preferred by many advocates in most English-speaking countries as
a euphemism for mental retardation.

Developmental disability
Developmental disability is any disability that results in problems
with growth and development. This term is often used as a syno-
nym or euphemism for intellectual disability, but the term also
includes many congenital medical conditions that have no mental
or intellectual components, for example spina bifida.

Mental health and emotional disabilities
A mental disorder or mental illness is a psychological or behavioral
pattern generally associated with subjective distress or disability
that occurs in an individual, and which are not a part of normal
development or culture. The recognition and understanding of
mental health conditions has changed over time and across cultu-
res, and there are still variations in the definition, assessment, and
classification of mental disorders, although standard guideline cri-
teria are widely accepted.

Invisible disability
Several chronic disorders, such as diabetes, asthma or epilepsy,
would be counted as nonvisible disabilities, as opposed to disabili-
ties which are clearly visible, such as being confined to a wheel-
chair.

The International Classification of Functioning, Disability and
Health (ICF) is a classification of health and health-related domains.
These domains are classified from body, individual and societal per-
spectives by means of two lists: a list of body functions and structu-
re, and a list of domains of activity and participation. Since an indi-
vidual’s functioning and disability occurs in a context, the ICF also
includes a list of environmental factors.
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The rapid growth and changes that occur in first two decades of life
were not sufficiently captured in the International Classification of
Functioning, Disability and Health (ICF). The launch of the
International Classification of Functioning, Disability and Health
for Children and Youth (ICF–CY) addresses this important develop-
mental period with greater detail. The ICF–CY confirms the impor-
tance of precise descriptions of children's health status through a
methodology that has long been standard for adults. Viewing chil-
dren and youth within the context of their environment and devel-
opment continuum, the ICF–CY applies classification codes to hun-
dreds of bodily functions and structures, activities and participati-
on, and various environmental factors that restrict or allow young
people to function in an array of every day activities.
Its new standardized coding system will assist clinicians, educators,
researchers, administrators, policy makers and parents to document
and measure the important growth, health and development cha-
racteristics of children and youth.

In agreement with disability experts, the introduction to the ICF sta-
tes that a variety of conceptual models has been proposed to under-
stand and explain disability and functioning, which it seeks to inte-
grate. These models include the following:
the medical, social, spectrum, moral, expert/professional, tragedy
/charity, legitimacy,
social adapted, economic, empowering and market models.

The ICF puts the ideas of ‘health’ and ‘disability’ in a new light. It
acknowledges that every human being can experience a decrement
in health and thereby experience some degree of disability.
Disability is not something that only happens to a minority of
humanity. The ICF thus ‘mainstreams’ the experience of disability
and recognises it as a universal human experience. By shifting the
focus from cause to impact it places all health conditions on an
equal footing allowing them to be compared using a common
metric – the ruler of health and disability. Furthermore ICF takes
into account the social aspects of disability and does not see disabi-
lity only as a 'medical' or 'biological' dysfunction. By including
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Contextual Factors, in which environmental factors are listed ICF
allows to records the impact of the environment on the person's
functioning.

The American Psychological Association style guide states that,
when identifying a person with an impairment, the person's name
or pronoun should come first, and descriptions of the impair-
ment/disability should be used so that the impairment is identified,
but is not modifying the person. Improper examples are "a spastic”
or "an autistic boy". It is more acceptable to uset the terms “a girl
who is blind” or “a child with Down syndrome". It also states that
a person's adaptive equipment should be described functionally as
something that assists a person, not as something that limits a per-
son, e.g., "a boy who uses a wheelchair" rather than "a boy in/con-
fined to a wheelchair."

44 ESSOP/September 28-29-30 2011 Congress Venue: Maastricht,The Netherlands



References
http://www.who.int/classifications/icf/en/
http://www.who.int/about/licensing/classifications/en/

ICF Children  and youth version English

Name : Anne Marie Oudesluys-Murphy
Profession/occupation:  Social pediatrician 
Academic titles: MB, PhD
Area(s) of interest: Hearing loss, developmental 

problems, breastfeeding, child 
abuse

Present function: Professor of paediatrics, social 
paediatrics

Institute where you 
work at present: Leiden University Medical Center
E-mail address: H.M.Oudesluys-Murphy@lumc.nl 
Address: LUMC

Albinusdreef 22, 2333 RC  Leiden

45ESSOP/Partnerships in Prevention, Cure and Care



46 ESSOP/September 28-29-30 2011 Congress Venue: Maastricht,The Netherlands



47ESSOP/Partnerships in Prevention, Cure and Care





LONG TERM OUTCOMES OF 
FOSTER CARE: LESSONS FROM SWEDISH

NATIONAL COHORT STUDIES

Anders Hjern, MD PhD 1

(with Bo Vinnerljung PhD 2)

Foster care in Sweden
In Sweden, three to four percent of all children are placed in foster
family/residential care at least once before age 18 (Vinnerljung et al
2007). In the capital, Stockholm, one in ten receives some form of
child welfare intervention (Sundell et al 2007). Half of all children
who are placed in foster family care before age seven will remain in
care for more than five years (Socialstyrelsen, non-published statis-
tics). “Permanency planning”, including adoption without parental
consent, does not exist in Swedish legislation. For children in need
of long term substitute parenting, foster family care is the only opti-
on. The great majority of child welfare interventions/services befo-
re adolescence – and even more so long term out-of-home care - are
caused by parental problems or parental behavior (Vinnerljung
1996a.). “Long term care” is in practice the same as foster family
care since residential care for young children is usually a tempora-
ry affair (e.g. while waiting for a foster home placement). Local
child welfare authorities are responsible for care until age of age
majority (18).

Until very recently the policy for Swedish foster family care consis-
ted of providing a new home with substitute parents only. The role
of social workers was to monitor the home and to re-evaluate the
possibility of a return to the birth parents with regular intervals.
Education and health medical care was supposed to be taken care of
within the general educational and health care system.
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Health and health care for foster children 
This Swedish policy for foster care has been evaluated in a series of
studies during recent years. In a very recent, and yet unpublished
study, the health care provided for foster children was evaluated in
the child and health care records, that follow Swedish children from
birth to the end of secondary school, and in the records kept by the
social workers in the child welfare offices. It was found that no more
than 85% of the foster children had received the recommended vac-
cinations compared with 95% of age and sex matched children from
the same districts where their births parents lived. Screening for
vision, hearing and speech delay had less often been made in the
foster children. Another finding from this study was that informati-
on about health and routine health care for children in foster care
was often very poorly documented by the social workers.

In a series of studies researchers have exploited the Swedish tradi-
tion of maintaining national registers with high quality data regar-
ding health and socio-economic indicators on the entire population.
Compared to majority population peers, long term foster children
have been found to have five to sevenfold sex and birth year stan-
dardized overrisks for hospital because of a psychiatric disorder or
a suicide attempt at age 13-17 (while in care) as well at age 19-27
(after having left care) (Vinnerljung, Hjern and Lindblad 2006). The
risk of suicide death has also been found to be very high in former
foster children with fourfold higher risks compared with an age and
sex matched general population (Hjern, Vinnerljung and Lindblad
2004). Sweden has comparatively low rates for teenage pregnancies
in international perspective, but this does not account for young
girls in foster care where rates are three to fourfold compared with
the general population (Vinnerljung, Franzén & Danielsson 2007).

Education and self support problems
The educational attainments at age 20-27 was examined for 30 000
former child welfare youth in eight birth cohorts of Swedish born
individuals (1972-1979), comparing them to 745 000 peers who had
never received child welfare interventions (Vinnerljung, Öman and
Gunnarson, 2005). In the general population, 12 percent had only
compulsory education at age 20-27. Among long term care alumni
– regardless of their birth mother’s education - the figures were over
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40 percent. For youth whose career had included disrupted place-
ments, 55 percent had basic education only. Among comparisons, 35
percent had a college level degree, compared to 7-9 percent in the
long term foster care groups.
The risk for receiving public welfare at age 23-25 for over 23.000 for-
mer child welfare clients, comparing them with 576.000 majority
population peers (Vinnerljung and Franzén forthcoming). Former
foster children had three to four fold odds for recurring welfare or
for having lived on welfare, compared to majority population peers
from similar socioeconomic backgrounds.

The way forward
The bleak picture of Swedish foster care presented in these evalua-
tion studies have caused considerable stir. These results suggest
that long term foster care has at best weak compensatory power
over time. - Must it be so? Taken together with previous
Scandinavian reports on increased risks of future medical
problems (e.g. Kristofersen 2005) and severe delinquency
(Vinnerljung 1999), as well as reports on extreme mortality rates of
birth parents (Franzén and Vinnerljung 2006), our results provide
arguments for the US and UK policy of “permanency planning”.
But today, foster care is the only way of providing Swedish children
with a long term substitute family.
Given this, raising the quality of foster care is an obvious approach.
In their landmark study, Kessler and colleagues (2008) have convin-
cingly demonstrated that high quality care has a positive impact on
mental and somatic health.

Several pathways toward improvements appear promising. They
all involve a partnership between agencies/local authorities and
foster carers, a moving away from the model of “placing out” that
has been the base of foster care for many decades. Our three propos-
als below also outline a “minimum standard” in foster care, defined
in legislation or in binding agreements between agencies, foster
carers and birth families.
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1. Make agencies accountable for assessing health, for health monitoring
during placement, and for providing easy access to health services.
In the US, the National Association of Paediatricians (1994) and The
Child Welfare League have for many years recommended that all
foster children should have their somatic and mental health asses-
sed at time of placement, or shortly thereafter. Many US foster care
agencies currently have such routines (e.g. Hansen et al 2004), and
in the UK children in out-of-home care receive annual medical
check-ups (e.g. Hill and Watkins 2003). In Sweden, such routines do
not exist. Making agencies – not foster parents – accountable for
health issues should be tried and evaluated. Studies showing a high
prevalence of psychiatric disorders among children and youth in
foster care suggest that this may be most important in the area of
mental health (e.g. Ford et al 2007).

2. Make agencies accountable for assessing children’s cognitive potential,
for identifying obstacles to school progress, for monitoring progress in
school and for accessing/providing services aimed at promoting school
achievements.
Again, the fist step is establishing routines where standardized
instruments are used for assessing cognitive capacity, and for iden-
tifying obstacles for good school achievements (Evans, Scott and
Schulz 2004). In a Swedish pilot project aimed at improving foster
children’s school achievements (n=25), three out of four children
age 8-12 were initially substantially underachieving in school, com-
pared to their tested cognitive capacity (Vinnerljung et al forthco-
ming). We believe school/education should be an area of priority,
considering the strong links between low education and self sup-
port problems for foster care alumni (Reilly 2003; Vinnerljung and
Franzén forthcoming). Our own on-going register analyses suggest
that around half of the high risks for a number of negative outco-
mes (e.g. serious crime and substance abuse) in this group can be
statistically explained by low educational attainment. In fact, one of
the main conclusions of our national register studies is that poor
school performance and low educational attainment seem to be
key factors in explaining – and for improving - the dismal outcomes
for foster care alumni in many life areas. Agencies can and should
act as champions for the educational rights of foster children and
youth. According to US and Norwegian experiences, programs that
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allow foster youth to remain in care several years after age of majo-
rity seem to be a simple but promising additional path to improve-
ment (Courtney et al 2007; Clausen and Kristofersen 2008).
Systematic use of mentors to support foster children’s school work
during time in care also seems to be worth trying and evaluating
(cp.Rhodes and Dubois 2006).

3. Make agencies accountable for sex education and for provision of birth
control to adolescent foster youth.
Looking at the high overrisks for teenage childbearing among fos-
ter children, it would be unethical not to try to do something about
it. Improving access to mainstream services would be a first step.
Meta-analyses, based mainly on US studies, suggest that effective
prevention strategies employ a combination of education and pro-
vision of contraceptives (Ferrer-Wreder et al 2004). A second step
may be trials where evidence based risk group interventions are
adapted to the needs of foster care youth (e.g. Allen and Philliber
2001).
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CHILDREN IN STATE CARE SESSION ‐
PROMOTING QUALITY OF LIFE FOR 

LOOKED AFTER CHILDREN AND YOUNG PEOPLE

D. Simkiss

introduction

In October 2010, the National Institute for Health and Clinical
Excellence in collaboration with the Social Care Institute for
Excellence published guidance on promoting quality of life for
looked after children and young people in England (1). This is the
first time the two organisations have produced joint guidance and
the report was the culmination of two years work by a Programme
Development Group (PPG). I was privileged to be a member of the
PDG and in this paper I describe the process, our findings and
implementation.

The National Institute for Health and Clinical Excellence was esta-
blished in 1999 to ensure everyone has equal access to medical tre-
atments and high quality care from the National Health Service
where ever they lived in England and Wales. It expanded to provi-
de advice on public health interventions in 2005 and this piece of
work is from the Public health Stream. The Social Care Institute for
Excellence is an independent charity working with adults, families
and children's social care and social work services across the UK
sharing knowledge about best practice.

In 2008 the Department of Health sought advice from NICE on ‘pro-
moting physical health and emotional wellbeing for looked after
children’, though you will see from the title of this paper that
the committee adopted a broader definition and addressed quality
of life. The PDG first met in September 2008. It included people
with experience of living in public care, social work practitioners
and academics, health workers from Psychology, Psychiatry,
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Nursing and Paediatrics, educationalists, charitable organisations
working with looked after children and health economists.
Over eighteen months the PDG met 14 times and commissioned dif-
ferent pieces of work to inform our decision making, these included
a consultation with young people who were or had been in care,
fieldwork with professionals, a practice survey and literature
reviews of the evidence for; transition support services, training
and support for carers and improving access to services. We also
took testimony from 23 experts in important areas to looked after
children and young people. All of this supporting evidence can be
accessed on line (2). Personally I found the systematic review of the
experiences, views and preferences of looked after children and
young people on what outcomes matter to them the most powerful
piece of evidence the PDG received.

Scope of the guidance
The guidance defined quality of life as physical health, and social,
educational and emotional wellbeing and produced recommendati-
ons for all the influences on life as a looked after child or young per-
son described in figure 1. The relationships between a child or
young person, their carer, and professionals involved in their lives,
and the continuity of these relationships, were a key discussion
point in the PDG. The child’s need to be loved and nurtured is fun-
damental to achieving long‐term physical, mental and emotional
wellbeing and secure attachments and a sense of permanence are
fundamental. Stable education built on high aspirations is essential
to promoting the quality of life for looked‐after children and young
people. Transition to adulthood can often be traumatic and without
access to services to support this transition young people can end
up unemployed, homeless or in custody, experiencing a downward
spiral of rejection.
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recommendations
The guidance contains 52 recommendations, grouped by themes:

• Strategic leadership, planning and commissioning

• Audit and inspection

• Care planning, placements and case review

• Professional collaboration

• Dedicated services to promote the mental health and 

emotional wellbeing of children and young people in care

• Placements for children and young people – residential care,

foster care and care by family and friends

• Sibling placements and contact

• Supporting babies and young children

• Health assessments, records and information

• Personal quality of life

• Diversity

• Supporting foster and residential care

• Care provided by family and friends

• Improved education for looked after children and young 

people

• Preparing for independence

• Training for professionals
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Figure 1 The influences on quality of life for looked after children and
young people

research recommendations
Our work also highlighted the need for research; it was evident
from the effectiveness reviews that there were few robust, adequa-
tely controlled, studies completed to a high standard to answer
basic questions such as what interventions work best, how, for
whom, and over what period, and what is good value for money.
The PDG recommended that robust methods for evaluating services
for looked‐after children and young people were developed by
teams of multidisciplinary research specialists in health, social care,
and economic evaluation. These should

• Explore barriers to conducting controlled studies (for exam-
ple, concerns about random allocation of looked‐after 
children and young people) and making recommendations to
reduce these obstacles.

• Develop standardised, validated and reliable measures and 
robust tools to evaluate quality of life outcomes for use 
with all looked‐after children and young‐people from birth to
25 years, regardless of where they live. 
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Consider compatibility with health‐related quality of life
measures and the quality‐adjusted life year.

• Ensure measures and methods include test–retest capability 
over the short, medium and long term and across the life 
course. Also offer robust parallel versions for completion by
others including peers (that is, versions for proxy 
respondents), which can be translated into other languages 
with little or no loss of fidelity, and are designed to capture 
the impact of services and interventions on the quality of life
of looked‐after children and young people.

• indicate appropriate process and outcome measures to assess
intended and unintended, short‐, medium‐ and long‐term 
impacts (positive and negative), enhance understanding of
what outcomes are acceptable and valued by participants, 
and take into account the impact on particular groups.

• Give guidance on how to routinely capture robust outcome 
measures and aspects of wellbeing, taking account of devel-
opmental changes across the life course, and the abilities
and needs of different participants.

• Explore how quantitative and qualitative methods can be 
combined in research to reflect the differential impact of the 
context, process, content and experience of those involved, as
well as the impact (including the costs and health effects) of 
the intervention under investigation (including identification
of barriers and facilitators).

• Explore whether non‐randomised (observational and 
quasi‐experimental) study designs can provide adequate 
evidence to evaluate services, and how to reduce sampling 
bias and improve the usefulness of these designs (1).

Recommendations were also made about reporting evaluations and
economic evaluations.

implementation
Since publication, NICE/SCIE have developed a portfolio of
resources to complement the guidance and these are all available
free online. An overview of information lists practical resources for
people implementing the guidance, though it is focused on the UK
(3). A slide set is available to facilitate local multi‐agency partner-
ships as they consider what actions to take to implement the gui-
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dance (4)
and there is a self assessment tool for any service, organisation or
Local Strategic Partnership to determine how close their practice is
to that recommended in the guidance and help prioritise
implementation activity (5). A costing report estimates the local
costs and potential savings of implementation (6).

Conclusion
I have given a brief introduction to the NICE/SCIE guidance on
promoting quality of life for looked after children and young peop-
le. While it is specifically written for the England and Wales context,
colleagues in ESSOP may find material in the guidance and other
resources that is useful in their own context. The challenge is in
implementation and research to inform a revision in 2013.
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CHILDREN IN STATE CARE: SPAIN

José A. Diaz Huertas

introduction

In recent decades, Spain has made significant progress on the issue
of the child protection. The 1978 Spanish Constitution requires
public authorities to protect the family in the social, economic and
legal spheres, with special regard for children, as indicated in arti-
cle 39.4

The Constitution recognizes and guarantees the right of the locali-
ties and regions of Spain to enjoy autonomy. This has led to the esta-
blishment of 17 Autonomous Communities that enjoy full indepen-
dence in managing their own interests and have exclusive responsi-
bility for social welfare, which includes child protection.

The first law that made provision for alternative measures to insti-
tutionalization was Law 21/87, passed in 1987.

Under this Law child protection was:
- de-judicialized so that these public authorities were now 

required to provide immediate protection to unprotected 
children. The role of social services was expanded, both in 
detecting a lack of protection and in taking immediate action.

- deinstitutionalized. Existing residential institutions were 
opened up; their children were sent to local schools and took 
part in local activities just like other children.

Alternative forms of family care, such as adoption and foster place-
ment, have been developed over the last two decades. Various types
of foster care are available to provide flexibility in responses to
children’s needs, as follows:
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1.Simple foster placement, of a temporary nature because the 
child is expected to return to the biological family, or as an 
interim measure until a permanent solution is found;

2.Permanent foster placement, which occurs when required due
to the age or particular circumstances of the child and family, 
and when requested by the relevant public authority. In this 
case, public authorities can ask a judge to give foster parents 
the powers they need to undertake their responsibilities to the
full, always in accordance with the best interests of the child;

3.Pre-adoptive foster placement – the relevant public authority 
endorses a proposed adoption before a judge, provided that 
the foster parents meet the required conditions, have been 
selected and have consented, and that the child is suitable and
ready for adoption.
The public authority can also decide on this form of foster 
placement when it considers that the child needs time to adapt
to the family before the proposal for adoption is presented. 
This period should be as short as possible and never last more
than one year;

4.Open foster placements, or weekend or holiday foster 
placements, where children live with their alternative family 
during their holidays.

In Spain a year are detected at least 12,000 cases of child abuse in its
various types, 30,000 children are served by the child protection ser-
vices, half of them in protection centres and the other half in foster
care, 800 Spanish children are adopted. All of these children have
health problems and specific needs.

Quality Standards – good Practice Criteria
In the 90´s in Spain the concept of good care to the Childhood is
introduced as well as the need of establishing good practice criteria
and quality standards as a means to improve the attention to
Children and to prevent institutional maltreatment.
The Ministry of Social Affaires proposed a Principles and Criteria
for Good Practice in Social Care to Childhood, with 36 proposals
related with:

1. Family primacy.
2. Decission taking.
3. Need of a stable Integration Plan.
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4. Separation.
5. The needs of the child.
6. Organizational aspects.
7. Education and support.

In 1997 the Spanish Society for Child Abuse Prevention (FAPMI)
developed quality standards in residential care including the health
care area and the role of doctors and other professionals.

Senate
A Senate Commission analysed the situation of the children in fos-
ter care centres in Spain, and currently they are debating a proposal
of modification of the law that includes the measure that all chil-
dren under 3 should be placed in foster families and never in resi-
dences.

Spanish Society for Social Paediatrics (SPS)
In 2009 the Spanish Society for Social Pediatrics (SPS) started a pro-
gram sponsored by the Ministry of Health and Social Policy to
determine the bio-psycho-social needs of the children in the system
of child protection, elaborating guides for these children’s health
care, training the professionals in care of these children.

Council of Europe

The 9th Council of Europe Conference of Health Ministers will be
celebrated on 29-30 September 2001 in Lisbon, Portugal, with the
motto “Child Friendly Healthcare: Building a Healthy Future for
and with Children”.

In this meeting will be exposed the works about Child Friendly
Healthcare carried out since 2009 by an Expert Committee appoin-
ted by the Council of Europe.

The Working Session III to be held on Thursday, 29 September 2011
at 16.00h will be about Fostering children’s participation for child-
friendly health care. Ministers of the different European countries
will express their interest in this matter.
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The proposed points for discussion are:
- respecting the specific problems and needs of children in 

health care settings as service users;
- ensuring that children are consulted, listened to and 

supported during decision making about their medical 
treatment;

- involving children in the design and delivery of health care 
services as well as, where appropriate, policy planning;

- making children real stakeholders – from social invisibility to
social partnership;

- issues raised by the survey on children's participation.

European Commission – riCHE Project
The European Commission is developing the Research Inventory
Child Health Europe (RICHE), with the target of establishing com-
mon health indicators for the European countries.
Health indicators of Child abuse and about Children in the system
of child protection are being elaborated by Anders Hjern and myself
-in representation of the Spanish Social Pediatrics Associationbased
in the work of the Instituto Madrileño del Menor y la Familia (Child
Protection Services of Madrid Region, Spain).

Conclusion
The children attended by the Protection System of the Minor have
specific health needs.
The health professionals, pediatricians, nurses, need to receive trai-
ning about children´s health for this population. It is necessary to
establish health indicators and quality standards for their health
care. We must make progress in the ways of care for these children
(foster families) and in the means for giving this attention.
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CHILDREN, SEX AND INTERNET
Behaviour, risks and consequences

Rachel Levi and Noor Landsmeer

Summary
In this workshop we will take a jump into the digital world that
young people live in, a great deal of their time. We will talk about
their online reality: what does the internet mean to young people?
How does their online identity effect their online (health) behavi-
our? What are the risks and problems that they are facing online?
What kind of understanding about their online world should every
professional working with children have? Those and other ques-
tions will come across in this workshop.
The first part of the workshop will focus on young people and their
online behaviour and victimization. The second part will focus on
online sex offenders, grooming children. This summary is built up
in the same way.

Part 1. Online behaviour and victimization

Young people and internet
More than 90% of Dutch households were connected to internet in
2009 (Eurostat 2009). Only a handful of children don’t have access
to internet at home (de Rooij et al, 2008). 93% of the 6‐18 year olds
use internet (De Haan, 2010) and more than 90% use it daily
(Eurostat, 2009). Research shows that young people spend 13‐15
hours per week on the internet (IVO, 2009). Even 26% of toddlers in
the age of 2‐3 use the internet at least once a week (Sikkema, 2009).
The internet offers a lot of great opportunities for young people.
They have access to an enormous amount of information and fun
stuff, like music, games, chats and social networks.
More than 80% of Dutch children between 9 and 16 years old are
active on a Social Network Site. Friendships that started online, are
valued just as highly as friendships that started in real life. Research
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amongst young people points out that speaking online sometimes
brings them actually closer to a friend, that speaking in real life,
because there are less feelings of shame. The quality of friendships
improves with the addition of online contact amongst friends.

This lack of shame, and the way people build and gain trust online,
can cause trouble for children.

Sex and internet
Also in the sexual development of youngsters internet has a big
influence. Youngsters their curiosity about sex on internet. They can
find all the information they need, without guidance.
There is not much parents can do about this. Media have become
part of children’s upbringing.
It is important to accept and understand this.

Research from Rutgers Nisso Groep (2005) points out that 62% of
boys and 34% of girls (age 12‐25) have searched on the internet for
information about sex in the past half year. Internet is the main
source for information about sex. Youngsters value the information
they find online highly. 15% of the youngsters used the internet to
have cybersex.

Youngsters also use the internet to experiment with their identity
(Rutgers Nisso Groep, 2009).
There is a difference between their online and offline identity. 74%
of the girls agrees that “most girls my age use social networking
sites to make themselves look cooler than they really are.”
41% admitted that this was also the case for their own online iden-
tity. Especially girls with a lower self‐esteem ‘pimped’ their online
profile into sexy (22%) and crazy (35%).

Dangers on internet
Internet is a big source for information and can be exciting for
youngsters in many ways. Also the internet is a new and easy way
to get in touch with people. However, there are some traps and dan-
gers on the internet as well. 
Most youngsters deal with their online problems quite well, but
sometimes situations can develop into abuse with great impact. In
this paragraph we discuss different types of online abuse.
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insult or slander
One type of online abuse is insult, or slander. For example when
innocent pictures from a youngster are abused to produce videos of
pictures with insulting comments or accusations. The goal is to
affect a youngsters reputation and good name. An example of such
slandering is the spread of video’s in which specific girls are accu-
sed of being sluts, with their picture, name and phone number
depicted. The impact of insulting messages spread on the internet
can be enormous. It could be seen as a form of online bullying or .
Insult is punishable.

grooming
Child grooming refers to an act of deliberately establishing an emo-
tional connection with a child to prepare the child for child abuse.
Grooming can be done offline and online. Since the use of internet,
grooming of children occurs more often online. Because internet
provides the possibility to stay anonymous it’s easy to lie to a child
about real identity and age, and pretend to be a child as well, in
order to gain trust. Goal of the adult, is to prepare the child (for
example through chat rooms) for face‐to‐face meetings, with the
intention to commit a sexual offence against that child. In the
second part of this summary more information will be given on the
offenders who use internet as a source for their grooming activities.

Webcam abuse
Webcam abuse occurs in different forms. Adults engaging in con-
versations with youngsters online can use their webcam for "matu-
re" things without the consent of the youngster. This can be quite
shocking.
Another form of webcam abuse occurs when experimental behavi-
our of youngsters is abused.
Youngsters who experiment with getting naked in front of the web-
cam, engaging in sexual behaviour, can be recorded without them
knowing this. This material is then abused to blackmail the person
depicted in the images. The victims are pressured and intimidated
to divert their boundaries and go further and further with their
sexual experiment, because otherwise the recording will be spread
on internet. Even when such a recording does not exist, youngsters
can be victim of blackmailing. 
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Just the threat or the possibility that someone might have slande-
ring images, can cause youngsters to get in big trouble. Not only
adults abuse the webcam for blackmailing in this way, it also hap-
pens amongst youngsters.

Another worrying situation is that webcams can be hacked. The
webcam is turned on, without the user knowing anything about
this. If the computer is in a youngsters bed‐room and has an inter-
net connection it is easy to obtain unwanted images.

Sexting
Sexting is sending sexually explicit messages via cell phone or
instant messenger. Youngsters sext to show off, to entice someone,
to show interest in someone, or to prove commitment. The risk of
sexting is that photos and videos sent privately can easily be shared
with others. Once a photo is sent, you lose control of that image,
and it is impossible to take it back. The person receiving it can for-
ward the image, copy it, post it online, or share it with anyone.
Problems happen when relationships end, and someone is left in
possession of highly compromising materials. This can cause great
damage to a person’s reputation. There are also serious legal conse-
quences. What most youngsters don’t realise is that sharing sexual
or naked photos of minors, even when it’s pictures of themselves
and even when they are only sharing with other minors, is illegal.
Sexting can and has led to prosecution for child pornography.

Helpline for youngsters
In 2007 the Dutch Hotline combating Child Pornography on the
Internet established the website Helpwanted.nl for youngsters. This
website is made for young people ( 12‐18 years old) to report online
sexual abuse. Furthermore, teenagers, parents and caregivers can
find information about the safe use of Internet on the website.
In 2010 the Hotline received 327 reports through www.helpwan-
ted.nl. Most were about sexual abuse by means of webcam. Reports
on online bullying have increased in the past year. The remaining
reports are about violation of portrait rights, hacking, images of
child sexual abuse on websites and peer‐to‐peer networks or (shoc-
king) adult pornography.
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In the workshop, some of the cases reported at Helpwanted.nl will
be given as examples. The cases will show the impact of online
abuse on youngsters and the need for (online) guidance.

Part 2. Online sex offenders, grooming children
In the second part of the workshop Nike Peters will reveal some of
the conclusions from her master thesis: To catch a predator – about
online grooming.

The results are based on cases from online sex offenders in a few dif-
ferent countries. They give some insight in the motivation of online
sex offenders, the reasons behind their behaviour and the methods
that offenders use to groom children. In this workshop you will
learn more about how online sex offenders operate. Furthermore,
the research gives you more information about the social‐demogra-
phic characteristics of the offenders. It provides us with a ‘profile’ of
‘who does it’.

Note: The report is not public at the time of writing this summary.
This is the reason that there is no in depth information provided
above, such as figures and statistics.
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The Dutch Hotline is an independent private foundation. Main
objective is to contribute to the reduction of the distribution of child
abuse images via the internet. With the ever increasing traffic on the
internet Police, Ministry of Security and Justice and the Hotline
have concluded that online child abuse has increased as well. Since
the start of the Hotline the number of reports has increased enor-
mously. In the past 10 years the Hotline has processed over 40.000
reports. The Dutch Hotline finds it important to raise awareness
amongst Internet users about the fact that images of sexually abus-
ed children are on the Internet. Furthermore should they come
across any of such images users are encouraged to report this at the
Dutch Hotline or the police. In this way Internet users can contribu-
te to the tracking down of distributors of images of sexually abused
children, sexually abusers of children and they hence to the brin-
ging to safety of the victims. The Dutch Hotline also educates
Internet users about responsible use of the Internet. Through the
website www.surfsafe.nl the Dutch Hotline wishes to raise aware-
ness amongst children and parents about the risks of the Internet.
The website www.helpwanted.nl is aimed at youngsters and con-
tains a clear reporting form, information about safe Internet usage
and there is the possibility to chat with one of the employees of
Meldpunt.
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RESEARCH ON AND WITH CHILDREN: 
EPIDEMIOLOGICAL AND ETHICAL ISSUES

Stuart Logan 

Participants in this workshop will have an opportunity to discuss
the particular ethical issues raised by research involving children.
They will also address the practical and ethical effects of involving
families more deeply in all aspects of the research process.

To discuss some of the ethical aspects of medical research involving
children, first the main ethical dilemma and the existing guidelines
will be introduced. The focus then will be on the researcher's ethical
obligation to enhance the direct medical benefits to the participants
where possible, and to minimize, on the other hand, the research
risks and burdens. The participants will be asked to explore the
various ways in which this obligation can be met, with a focus on
the possible role of patients and their families: how can researchers
learn from their knowledge and experiences?

There is general agreement that involving families in the research
process is important for both ethical and practical reasons but less
certainty about how best this can be accomplished. In this part of
the session participants will be encouraged to consider both some
of the advantages and the potential pitfalls of family involvement.
In addition, there will be the opportunity to discuss a number of
practical issues and challenges including:  

– How to involve families and get the ‘right’ people
– How to involve children
– Barriers to involvement
– Managing expectations and conflicting perspectives
– Supporting participants
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ACCESS TO INVESTIGATIONAL MEDICINAL 
PRODUCTS FOR MINORS IN EUROPE: 

ETHICAL AND REGULATORY ISSUES IN
NEGOTIATING CHILDREN’S ACCESS TO

INVESTIGATIONAL MEDICINES

Wim Pinxten, Herman Nys and Kris Dierickx

ABSTRACT
Patients who search for a better treatment, an increased quality of
life, or even a chance to preserve life itself may claim to have an
interest in accessing investigational medicinal products (IMP), par-
ticularly when no validated treatment for their disease or condition
exists. For many, awaiting the uncertain and time-consuming pro-
cess of converting an IMP into an approved drug may not appear a
realistic option, as prognoses may be grim and a dramatic outcome
may seem hard to avert. Gaining access to an IMP, however, often
proves to be a difficult enterprise with a highly uncertain outcome.
In addition, the process of seeking access to IMP is surrounded by
various ethical issues that will be explored in this article.
This paper explores the ethical concerns in two potential tracks of
seeking access to IMP for minors: on an individual basis, or collec-
tively, as a patient organisation.
In this discourse, several unique ethical and regulatory concerns
related to the direct negotiation of access to IMP for minor patients
are identified, with a focus on product safety, the recruitment of
research subjects, the unnoticed entry of market mechanisms in the
recruitment of research subjects, and the sidelining of third parties
in the recruitment process. The paper concludes with a concise
reflection on the way forward.
The quest for access to investigational drugs is particularly relevant
to paediatric practice, in which a significant share of the drugs pres-
cribed has never been tested in children or labelled for use in the
paediatric population.
Patients who search for a better treatment, an increased quality of
life, or even a chance to preserve life itself may claim to have an
interest in accessing investigational medicinal products (IMP), par-
ticularly when no validated treatment for their disease or condition



exists.1 For many, awaiting the uncertain and time-consuming pro-
cess of converting an IMP into an approved drug may not appear a
realistic option, as prognoses may be grim and a dramatic outcome
may seem hard to avert. Therefore, patients have been actively see-
king access to IMP ever since the AIDS crisis in the 1980s.2 Gaining
access to an IMP, however, often proves to be a difficult enterprise
with a highly uncertain outcome.
In general, there are two ways to obtain access to an IMP, of which
participation in a clinical trial is the most obvious. Unfortunately,
many patients will be denied access to clinical trials as they fail to
comply with the eligibility criteria or because the sample of research
subjects is limited in number, time, or location. Alternatively, termi-
nally ill patients can be granted access to IMP exceptionally under
different types of compassionate use programmes, several of which
exist in the USA, the EU and Canada. For patients failing to access
IMP through participation in a clinical trial or under a compassio-
nate use programme, there appears to be no systematic opportuni-
ty, not to mention a generally recognised right to access IMP, as is
for example suggested in the paradigmatic case Abigail Alliance v
von Eschenbach.3 4

The quest for access to investigational drugs is particularly relevant
to paediatric practice, in which a significant share of the drugs pres-
cribed has never been tested in children or labelled for use in the
paediatric population.5-7 As a result, the line between using IMP
and prescribing medicines offlabel may at times be very thin, and
therefore in paediatrics, IMP may be appear appealing as any
non-validated treatment prescribed off-label. However, as off-label
prescriptions are part of therapeutic practice and using IMP is part
of drug development processes, there is a profound difference
between prescribing treatments off-label and opening up the access
to IMP. As a result, strategies to open up access to IMP for children
create unique and profound ethical and legal issues. As creating
access to IMP is clearly perceived as an interest of some paediatric
patients, these issues need to be addressed urgently.
In this paper, we explore the ethical concerns in two potential tracks
of seeking access to IMP for minors: on individual basis, or collecti-
vely, as a patient organisation. In our discourse, we identify
several unique ethical and regulatory concerns related to the direct
negotiation of access to IMP for minor patients, with a focus on pro-
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duct safety, the recruitment of research subjects, the unnoticed
entry of market mechanisms in the recruitment of research subjects
and the sidelining of third parties in the recruitment process.

iNDiViDuAl PATiENTS SEEKiNg ACCESS TO iMP:
AN illuSTrATOrY CASE
Sandra Massart, a Belgian girl aged 7 years with from metachroma-
tic leukodystrophy, is rapidly declining in the absence of a valida-
ted treatment for her disease. Her parents devoted themselves inde-
fatigably to provide her with Metazym, an IMP developed by the
Danish firm Zymenex.
Sandra could not obtain Metazym through participation in a clini-
cal trial becausedexceeding the upper age limit of 60 monthsd-she
did not comply with the eligibility criteria of the running trial.
Therefore, the parents searched for an alternative way to obtain
Metazym and claim to have negotiated that Zymenex would provi-
de Sandra with Metazym under the named patient programme on
payment of approximately €45 000 per month, or €1 000 000 for 2
years of administration. Because the Belgian public health insuran-
ce rejected the parents’ request to refund Metazym, an extensive
media campaign was set up to raise the necessary funds. This
campaign peaked when Belgium’s largest commercial channel
reported on Sandra’s cruel fate during Christmas day’s prime
time newscast. In the following days, public indignation was
nurtured and in no time the necessary funds were raised.
However, in sheer contrast to the rapid and easy fundraising, the
family did not succeed in gaining access to Metazym. Shire, the
British firm that had acquired Metazym by the time funds were rai-
sed, stated that they were unable to provide the family with
Metazym, due to supply constraints.8 Even when production res-
trictions are not applicable, litigation fears and public relations con-
cerns may constitute a hurdle to the provision of an IMP at the
request of an individual patient.1 2

Recently, Shire announced that they were stopping the trials of
Metazym because of the low efficacy.
Obviously, this complex case raises many more ethical issues than
that of access to IMP alone. However, in this paper, we will limit the
scope of the ethical assessment of this case to the issue of access to
IMP.
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NEgOTiATiNg ACCESS COllECTiVElY: THE COllECTiVE
ClAiMOF PATiENT POPulATiONS
The case of Sandra Massart clearly illustrates the interest in acces-
sing IMP that may be attributed to individual patients.
Similar to this individual interest in accessing IMP of individual
patients, a collective interest in accessing IMP can be claimed by
patients with the same disease. As a consequence, it is worthwhile
to extend the scope of ethical reflection on the direct negotiation of
access to IMP from the individual level to a group level. As patient
organisations serve the collective interests of patients at such a
group level, it is worthwhile to explore their potential role in nego-
tiating the access to IMP collectively.
Theoretically, patient organisations are well placed to discuss and
negotiate the access to IMP for the collective of their members. Not
only do they increasingly present themselves as partners of the
pharmaceutical industry in drug development,9 their role in the
field of clinical research also well exceeds that of individual
research subjects,10 providing them with a wide repertory of assets
that may appeal to the producers of IMP. First, patient organisations
are a major source of information to their members, and may raise
enthusiasm as well as suspicion about clinical trials among them.
Second, patient organisations may actively contribute to the success
of clinical trials by facilitating the recruitment of research subjects,
which is often difficult for paediatric clinical trials. In addition,
patient organisations are well placed to create patient registries,
which are of great importance to clinical research. Third, patient
organisations may be willing to provide financial support to clinical
research, which enables them to press on the research agenda and
direct clinical research towards the experienced needs of the
patients they represent. In addition, to a certain extent, acting as a
research funder grants patient organisations a say in the design of
clinical trials, including the eligibility criteria for trial participation.
Holding these assets, patient organisations enjoy a privileged
position in the negotiation of access to IMP, particularly with
regard to IMP provided to research subjects in clinical trials.

ETHiCAl AND rEgulATOrY CONCErNS
The negotiation of access to IMP, either by individuals or patient
organisations, generates various ethical and regulatory issues that
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need to be addressed. In particular product safety, the recruitment
of a sufficient number of research subjects, the unnoticed entry of
market mechanisms in the recruitment of research subjects, and the
sidelining of third parties involved in the recruitment process
deserve specific attention in this respect.
Product safety Obviously, the therapeutic nature of an IMP is con-
tingent until its safety and efficacy have been tested, appropriate
dosages and administration forms have been determined, and
adverse effects have been identified. Therefore, the control of pro-
duct safety of medicinal products is a time-consuming process,11
and hastening access to these productswill expose patients to consi-
derable risks, as serious toxicities are often only detected in late
stage drug development.
12 13 Nonetheless, the benefits of using IMP may appear plentiful
to patients, and the odds are that for many patients the risks and
therapeutic contingency of IMPwill easily be overruled by their pre-
sumed benefits, particularlywhen no validated drugs exist, and
time is pressing because patients deteriorate rapidly.11

However, in paediatric clinical research, product safety is of special
importance as minors, in contrast to their adult counterparts, are
most often considered incapable of taking full responsibility for vol-
untary risk taking. This renders it unethical to expose minors to
research risks unnecessarily, not only in the sense that minors
should not be exposed to unnecessary research risks, but also in the
sense that no more minors than necessary should be exposed to
research risks, regardless of their severity or acceptability. In this
regard, based on the ethical principle of nonmaleficence,14 many
ethical codes and legal regulations require that clinical trials of IMP
are only conducted in as few minor subjects as necessary to obtain
relevant research results. Therefore, opening up the access to IMP to
more patients than required to gather relevant data raises serious
ethical concerns, also when access is facilitated outside the setting
of clinical trials.
The requirement to limit the number of subjects in clinical trials to
a minimum, however, does not automatically rule out the compas-
sionate use of IMP when patients enter a case beyond aid and no
more therapeutic options are available.
However, here, vulnerable parents who may be willing to spend
fortunes on ill-founded hopes and despair should be protected
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against the drawbacks of an unregulated market. As medicinal
products are subjected to strict licensing and marketing require-
ments for very sound reasons, any commercial supply of pro-
ductsdmost often at an excessively high costdappears ethically
questionable. Therefore, we suggest that the provision of IMP for
compassionate use should never be organised as a free market or by
direct negotiation between the beneficiary and the producer. Quite
the reverse, society should take the important responsibility of pro-
tecting all who have outreached the scope of therapeutic options
against the devastating consequences that ill-founded hopes and
despair may have. As IMP are to be situated at the frontline of medi-
cal innovation, one must question whether it is acceptable to send
minors to the front, acknowledging that the majority of IMP will not
make it to validated drugs,11 and the use of IMP is likely to expose
more minors than necessary to considerable research risks.

The recruitment of a sufficient number of minor research subjects
The conduct of clinical studies in a sufficient number of eligible
research subjects is indispensible to develop safe and efficacious
792 J Med Ethics 2010;36:791e794. doi:10.1136/jme.2010.036442
Law, ethics and medicine Downloaded from jme.bmj.com on
November 26, 2010 - Published by group.bmj.com drugs.2 13

However, opportunities to access IMP outside of clinical trials are
likely to interfere gravely with the already difficult recruitment of
minor research subjects.1 15 In particular, the many patients who
seek to avoid random assignment will seek access to IMP outside of
clinical trials, and may even try to render themselves ineligible for
trial participation.1

Apart from these recruitment difficulties, permitting companies to
provide unapproved IMP against payment contrasts sharply with
the extensive efforts to encourage the pharmaceutical industry to
invest in complex and expensive clinical trials,2 including the provi-
sion of considerable incentives to compensate the poor profitability
of paediatric drug development.16 17 Preserving recruitment from
market mechanisms Ever since the involvement of human subjects
in clinical research has become the subject of extensive ethical gui-
dance and legal regulation, considerable efforts have been made to
preclude market rationales from becoming involved in the recruit-
ment of minor research subjects. For example, in Europe, the provi-
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sion of payments or other incentives to researchers, minors, and/or
their parents has been regarded with great suspicion because of the
bias and conflicts of interests such incentives may generate.
However, when patients negotiate their access to IMP outside of cli-
nical trial participation, market rationales tend to enter unnoticed.
For example, obtaining IMP outside of clinical trials comes at a
price, which can be excessively high.1 Also when patient organisa-
tions negotiate their members’ access to IMP within clinical trials,
market rationales tend to become involved. The fact that the owners
of IMP have something of great interest to the members of the
patient organisation and that patient organisation owns several
assets of interest to the producers of IMP provides all the ingre-
dients for market-driven exchanges. The unnoticed entrance of
market mechanisms in paediatric clinical research cannot be recon-
ciled with the ethical premises and legal requirements that have
been governing paediatric research for decades now. Therefore, care
should be taken that market rationales do not erode the voluntari-
ness and altruism that traditionally underpin research participati-
on. Keeping third parties involved Third parties, such as competent
authorities, regulatory bodies, ethics committees and physicians
who operate independently from the sponsor play an essential role
in the design and conduct of clinical trials. However, the direct
negotiation of access to IMP between patients and companies wil-
ling to provide IMP to them tends to bypass the timely involvement
of such third parties, releasing this form of experimental drug use
from substantive scientific and ethical assessment. While it is obvi-
ous that competent authorities, regulatory bodies and ethics com-
mittees will always have entry points in the development and sup-
ply of IMP, the involvement of physicians operating independently
of the sponsor (eg, hospital physicians agreeing to cooperate with a
clinical trial and to recruit among their patients) tends to fade away
when access to IMP is negotiated directly between patients and
sponsors.
Nonetheless, such physicians have several important opportunities
to implement ethical standards in practice.
First, being committed to the treatment of their patients, physicians
are well placed to assess whether an IMP, administered either wit-
hin or outside a clinical trial, suits an individual patient against the
background of the medical history, the current condition and the
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prognosis of the patient concerned. In consequence, physicians are
well placed to inform their patients about all relevant aspects of
using an IMP, which is likely to counter misplaced enthusiasm
about IMP, similar to therapeutic misconceptions in clinical
research.18 Second, the relationship of trust that physicians have
established with their patients over time appears to be an excellent
situation in which to discuss the use of an IMP. Third, operating
independently from the sponsor, physicians can easily refuse to
recruit subjects among their patients when they judge that a study
protocol is ethically unacceptable or does not serve the interests of
their patients, even when the protocol has been approved by an
ethics committee and the competent authority.19 In this way physi-
cians personally provide an additional ethical assessment of study
protocols.

CONCluSiON AND DiSCuSSiON
It is encouraging that new innovations in clinical research are con-
sidered to be of interest to minor patients, that hope in future scien-
tific developments is cherished, that enthusiasm about new IMP is
raised, and that minor subjects find themselves prepared to partici-
pate in clinical trials. Enthusiasm and hope, however, should not
push the desire for health innovation beyond the ethical and regu-
latory safeguards that have been integrated into the procedures of
clinical trials and alternatively in systems of compassionate use.
However, in a setting in which a relatively large share of the drugs
used have not been tested for safety and efficacy, such as paediatric
health care, patients who seek a better treatment, an increased qua-
lity of life, or even a chance to preserve life itself may claim to have
an interest in accessing IMP, and actively seek access to IMP, either
individually, or collectively as a patient organisation. In this article,
four serious ethical concerns in the quest for access to IMP have
been explored: (1) product safety; (2) the recruitment of research
subjects; (3) the unnoticed entry of market mechanisms into the
recruitment of research subjects; and (4) the sidelining of third par-
ties in the recruitment process. These ethical concerns indicate that
broadening the access to IMP is a very precarious enterprise that
appears hard to align with existing ethical and regulatory frame-
works. In addition, it is strongly to be discouraged that vulnerable
parents are tempted to spend large amounts of money on ill-foun-
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ded hopes and despair. On the other hand, access to IMP can be pro-
vided legitimately, as is currently done within clinical trials and
compassionate use programmes. However, these ways of providing
IMP have a number of constraints that are open to discussion. First,
both clinical trials and compassionate use programmes have no
truly systematic way of determining which patients can be provi-
ded with IMP. This may appear manifestly unjust to the parents of
children whose lives are at stake, and is therefore very likely to be
hard to accept. Against this background, families may actively seek
access to IMP, even outside of clinical trials and compassionate use
programmes, and backed by massive support from the media and
the public at large, as the case of Sandra Massart indicated. Second,
any determination of who is eligible for clinical trial participation is
a result of scientific or policy choices, which are open to discussion
and change. Therefore, notwithstanding the profound ethical con-
cerns described in this article, patients, individually or collectively,
may feel they have strong reasons actively to seek access to IMP.
Responding to the phenomenon of the direct negotiation of access
to IMP adequately, however, is a complex challenge. A mere prohi-
bition of access to IMP outside clinical trials and compassionate use
programmes is not sufficient in this respect, because the direct
negotiation of access to IMP between patients  and drug developers
may also affect access within clinical trials J Med Ethics
2010;36:791e794. doi:10.1136/jme.2010.036442 793 Law, ethics and
medicine Downloaded from jme.bmj.com on November 26, 2010 -
Published by group.bmj.com or compassionate use programmes.
Three additional concerns are in need of ethical attention. First, firm
and realistic understanding about what is to be expected from
healthcare and drug development should be nurtured in all actors
involved. No matter how tragic the situation or how strong and
emotional appeal to a last resort, it should always be recognised
that IMP are no panacea. Opening up access to IMP will not disch-
arge patients in need from irreversible, and at times cruel and fatal
disease. 
Also, the fact that time may work against cure will not be resolved
by opening up access to IMP (unless maybe in an extremely excep-
tional case).
The recognition that disease can come as an inevitable tragedy is
not to result in scepticism towards drug development but merely
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serves to show that the disadvantages of rushing a process as com-
plex, contingent and risky as drug development are likely to out-
weigh the benefits. Against this background, one should be vigilant
about what claims to health care we support as clinicians, patient
organisations and society at large (including popular media, as the
case of the family Massart clearly illustrates). Second, ethical and
regulatory guidance should enter the drug development process as
early as possible, preventing direct partnerships between patients
or patient organisations and drug developers from taking place in
an underregulated environment. In contrast to the provision of IMP
in clinical trials or compassionate use programmes, partnership
between patient organisations and drug developers as such is not
specifically regulated or guided. This does not imply that such part-
nerships are to be avoided, but raises concerns about how ethical
and regulatory issues are to be addressed, for example when such
partnerships result in agreements that shape the research agenda or
the design of future clinical trials. In particular, concerns related to
the unnoticed entry of market mechanisms should be detected and
addressed as soon as possible. Therefore, a timely involvement of
third parties in the partnership between patient organisations and
drug developers, including experts in treatment, ethics and law is
strongly recommended. Third, it is both prudent and responsible to
rely on important efforts to supply safe and efficacious drugs for the
young that are currently being made. In the European Union and
elsewhere, important efforts have been made to encourage and
reward the development of safe and efficacious drugs for minors.
Against this background, one must be particularly vigilant that
recruitment for clinical trials is not hampered by efforts to facilitate
or extend access to IMP. Although time consuming, the quest for
better treatments and increased quality of life should obviously
focus no regular processes of drug development in controlled clini-
cal trials.
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MEDICALLY UNEXPLAINED SYMPTOMS; UNEXPLAINED?
INTEGRATED APPROACH FOR SEVERE INVALIDATING

MEDICALLY UNEXPLAINED SYMPTOMS (MUS)

Andrieke C. Knottnerus, Bert H. Derkx
and Ellen Kohnhorst 

Medically unexplained symptoms (MUS) often occur, also in chil-
dren. These are complaints that cannot be explained by a somatic
disease in the traditional way. In children abdominal pain, heada-
che, fatigue and complaints of pain in joints and/or muscles are the
most common functional somatic complaints.(1) The incidence of
recurrent abdominal pain (at least once a month during three follo-
wing months without an organic cause) is 8-25% for children aged
between 9 and 12 years old.(2) MUS are in literature also known as
e.g. somatic unexplained symptoms, physically unexplained symp-
toms or functional somatic complaints. By using the term unexplai-
ned the impression is made that it is not possible to declare these
symptoms. Actually there is more and more known about the neu-
robiological background of these symptoms. (3;4) Besides that, the
term unexplained can give the patient the feeling that the doctors
are in doubt about the existence of the complaints. Stone et al con-
cluded after research that functional complaints is the best accepted
term by patients (5). All these reasons together lead to the choice of
these authors to use the term ‘functional’; meaning that there is not-
hing wrong with the organ itself, but it doesn’t function the way it
should. In most of the children the complaints disappear spontane-
ously or after visiting the general practitioner, medical specialist,
physiotherapist, psychologist or an alternative therapist. Part of the
children and their family get stocked in the complaints and their
consequences. In these children, presenting with therapy resistant
functional somatic complaints, there is often more than one com-
plaint (6). This increases the impact on the life’s of the patient and
family, enlarges the confusion and the anxiety about having one or
more severe diseases
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followed by the quest for medical diagnosis. The idea that com-
plaints originate in either body or mind makes these functional
complaints hard to understand for the patients and their family, but
also for the doctors and other therapists working with these
patients. After ruling out all the medical causes, the complaints
have to be psychological; an idea that often insults the patient and
the parents, because this makes them feel their doctor thinks it is all
in their mind. So there must be psychological problems or they are
making things up. This can lead to a disturbed doctor‐patient rela-
tion and non‐compliance in treatment. (7)

The Psy‐Med Unit (PMU), Emma’s Children Hospital, Academic
Medical Centre Amsterdam, a tertiary referral centre for children
with invalidating functional somatic complaints, presents a new
approach for these complaints; an approach out of the vision that
body and mind are one. The purpose of the PMU is to help the
patients and their families minimize the complaints and return to
the life they lived before the complaints started.
The patients are seen by a paediatrician and a psychiatrist/psycho-
therapist together from intake on. The patients are between 6 and 18
years old, have therapy resistant complaints for longer than 3
months which have an invalidating influence on the patient’s life
and their family life. This is seen by at least 2 of the following:
school absenteeism (at least one day a week), giving up of hobbies
and less social contact with peers till social desolation. The appro-
ach starts with a two hours lasting intake by pediatrician and
psychiatrist/psychotherapist seeing the patient and family toge-
ther. At the beginning of the intake it is explained by the following
examples to patient and family that body and mind belong together.
‘When you have physical complaints it can make you angry or sad.
When you are scared you can experience physical reactions; heart
beating, abdominal pain etc.. So, physical complaints/symptoms
can lead to emotions and vice versa. (8) The place where this all is
arranged, are your brains. You cannot experience pain without your
brains; physical signals are processed there and signals return to
your body from there. But they also go to your emotional centres.
So there is a continuous cooperation between body and mind.
That’s the reason why we sit here all together.’
The patient and their family are asked to tell their entire story even
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though all their history is known from the earlier caregivers. This
will include all the consequences of the complaints, the fears and
thoughts about the complaints, the way the family deals with the
complaints, what diminishes and what aggravates the complaints.
A thorough physical examination is done. Emphasized is that the
complaints are real even though a specific somatic cause hasn’t been
found. This all is part of validation of the complaints. On the other
hand it is mentioned that there are methods to help them without
knowing the specific somatic cause.
The combination of complaints is very confusing for patients and
family, as mentioned before. All the complaints together are explai-
ned in an individual declaration model based on the patient’s indi-
vidual and family situation, including the interaction between the
body and mind. Neurobiologic models are used for this explanati-
on, eg stress model, pain sensitization model and somato sensory
filter hypothesis. The stress system switches on when a stress stimu-
lus occurs. This could be everything; from someone who scares you
till a pain experience or disease (emotional and physical). Maybe
even more important, the stress system has to switch off when ‘the
danger’ is over. When this failed deregulation of this system hap-
pens. Many functional somatic syndromes can at least partly be
declared by an over‐ or under‐activation of the stress system. After
a period of over‐activation the system can pass into under‐ activati-
on. (9) A continuous activation of the stress system can give
complaints of tiredness, nausea, dizziness, heart beating, transpira-
tion ea. Another model often used is the somato sensory filter hypo-
thesis. (10). This hypothesis is based on the fact that by an increased
activity of the limbic system less somato sensory signals are caught
away, more symtoms/complaints are experienced. Stress in all
ways causes an increased activity of the limbic system. So this hypo-
thesis is related to the stress model. The last hypothesis regularly
used is the pain sensitization model. (11) This hypothesis presumes
that after extreme or long lasting pain the pain perception continu-
es after the tissue damage has recovered. The body gets more and
more sensitive for pain and the threshold for pain experience is
lowering. This model is also linked to the stress model, because
every experience of pain causes a stimulus of the stress model in the
hypothalamus. The limbic system is excessively active in chronic
pain, suggesting psychological factors being important in chronic
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pain. (2;12) This also brings the three models in relation.
In composing the individual explanation models every time there is
chosen which model fits most to this patient and their family or
more than one model is used. Out of the individual declaration
model an individual treatment plan is assembled. Treatment ele-
ments could be par example graded exercise, rehabilitation, cogni-
tive behavioral therapy. Which element is chosen depends on what
kind of patient in what kind of phase in treatment. Learning
mentalisation is another important component of the treatment
including learning to listen to the borders of your body and the
change from only experiencing complaints to reflection on the com-
plaints. Depression and anxiety are very common in this populati-
on. (13;14) The question is if this could be seen as a different disea-
se or are the complaints the physical expression of the
depression/anxiety. There must be attention for trauma’s in history.
Research suggests that early trauma’s increase the sensibility for
stress later in life.(15) Chronic traumatising results in a continuous
activated stress system and could be related to functional syndro-
mes as described by Van Houdenhove. (16) It is impossible to treat
these patients without being informed about their parents/family.
Modelling is the process the child learns from their parents how to
deal with physical symptoms. Children of mothers with IBS show
significant more abdominal pain but also other complaints than
children in a control group. (17) Negative attribution; parents who
are directly connecting the complaints to a severe disease, often
occurs in MUS. It is important asking directly about the attribution
of the complaints during the intake. Having worried parents seems
to influence the seriousness of the experienced complaints. (17)
Walker et al have shown in an experiment that attention for the pain
by the parents attributed to the persistence of the pain.(18)
Knowing the psychiatric history of the parents is also very impor-
tant; a parent with a psychiatric disorder experiences the com-
plaints of his child differently. On the other hand genetic compo-
nents could play a role. (19)
The purpose of this workshop is that you learn about the pathoge-
nesis of the functional complaints and how to use this knowledge in
practice. Using the declaration models in contact with your patients
is practised during this workshop by roll models after a theoretical
explanation.
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AN ATTACHMENT AND MENTALIZING APPROACH 
TO THE TREATMENT OF

PATIENTS WITH FUNCTIONAL SOMATIC DISORDERS

Patrick Luyten,
PhD, Associate Professor, University of Leuven, 

Belgium and University College London, UK

Patients with chronic pain and fatigue constitute a considerable
proportion of patients seen in routine clinical practice. Yet, chronic
pain and fatigue conditions are very complex disorders, not only
from the perspective of causation, but also from a treatment per-
spective. Although the precise nature of these conditions remains
unclear, research increasingly suggests that complex interactions
among biological and psychological factors are involved both in the
causation and maintenance of these disorders [1-4]. Hence, rather
than considering these disorders as somatoform or medically unex-
plained syndromes, it seems more appropriate to conceptualize
these disorders in terms of functional somatic disorders. A further
complicating factor is that these conditions are notably heterogene-
ous with respect to etiology [5, 6], which renders it highly unlikely
that a “one size fits all approach” is effective in the treatment of
these conditions [2, 7]. Although several psychosocial treatments,
and most notably Cognitive Behavioral Therapy and Graded
Exercise Treatment, lead to improvements in core symptoms [8-11],
treatment strategies have in many respects lagged behind insights
into the nature of these disorders [2, 4, 7]. This may explain in part
the relatively limited effects of current evidence based treatments.
There is therefore an urgent need to develop more effective treat-
ments, that are more solidly rooted in extant knowledge of the cau-
sation these disorders [2, 7, 12].
In this workshop, we introduce the rationale and basic treatment
principles of Dynamic Interpersonal Therapy for patients with
functional somatic symptoms (DIT-FSS), a novel treatment appro-
ach that is currently being developed and evaluated. DIT-FSS is
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rooted in attachment and mentalization-based approaches to FSS
and primarily addresses the relationship between functional soma-
tic symptoms and interpersonal functioning. DIT-FSS focuses pri-
marily on impairments in mentalization (the ability to understand
both the self and others in terms of mental states) that negatively
influence interpersonal relationships and feelings with regard to the
self, that in turn maintain and exacerbate symptoms. DIT-FSS
entails an active approach addressing impairments in mentalization
with regard to both others and the self (with a special focus on
embodied mentalization), and how these impairments are related to
attachment experiences, but also to current symptoms and circums-
tances. Indeed, although in some patients impairments in mentali-
zation are related to disrupted attachment relationships in the past,
they can also result from or can be reinforced by chronic pain and
fatigue and negative responses from (significant) others, including
health professionals. Basic interventions and techniques used in
DIT-FSS will be illustrated by means of a discussion of clinical vig-
nettes.
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USING OUR CURRENT UNDERSTANDING OF 
PRESCHOOL CHILDREN AT RISK OF

ADHD TO SUPPORT EARLY IDENTIFICATION 
AND INTERVENTION

Petra Hurks and Emma Van Daalen

Abstract:
Attention-deficit/hyperactivity disorder (ADHD; APA, 1994) is
characterized by the core behavioral symptoms of inattention,
hyperactivity, and impulsivity. It is a developmental disorder that
affects approximately 1–5% of children worldwide (Barkley, 1998;
Birnbaum, Kessler, et al., 2005). Kroes et al. (2001) estimated the pre-
valence rate of ADHD within a population of Dutch school-aged
children at 3.8%. This indicates that over 100,000 Dutch children
and adolescents are currently suffering from the symptoms of
ADHD. The impact of ADHD is believed to be profound, not only
in terms of the child’s well-being, but also for his or her direct fami-
ly as well as for our society in general. In literature, ADHD has often
been associated with e.g., poor school or work performance, poor
relationships with family and friends, low self-esteem, substance
abuse, accident proneness (e.g., automobile collisions, poisoning,
and fractures), and an increased percentage of comorbid syndromes
(ie, disorders that co-occur with ADHD), such as depression and
behavioral disorders. The problems seem to continue as the child
gets older, at least to some extent. Various outcome studies have fol-
lowedup children with ADHD into adolescence and found varying
rates of persistence (43–72 percent), high rates of co-morbid behavi-
oural disorders (such as Conduct Disorder or Oppositional Defiant
Disorder), and increased rates of substance abuse - most frequently
with alcohol, tobacco, or marijuana, rather, than cocaine or opiates
and other street drugs (Steinhausen, 2009; Biederman et al., 2000;
Rasmussen & Gillberg, 2000). Therefore, despite a rather simple cli-
nical definition, ADHD has many facets because of frequent comor-
bid disorders and their varying impact on psychosocial functioning
(Steinhausen, 2009).
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Not surprisingly, individuals with ADHD utilize a greater than
average share of healthcare, mental health, social, and special edu-
cation services. For instance, Haakkert-Van Roijen et al. (2007)
found that the mean direct medical costs per Dutch ADHD patient
(and his or her mother) per year were $3902, compared to $467 for
the group of children with no behaviour problems. For the US,
societal costs seem to be comparable. Birnbaum et al. (2005) estima-
ted the total cost associated with ADHD in the US in 2000 at $31.6
billion, including the care for children and adults with ADHD
($16.3 billion) as well as for their families ($15.3 billion). However,
being treated, annual costs of persons with ADHD seem to decrea-
se significantly, i.e., $19.8 billion for those untreated versus $11.8 bil-
lion for those treated. These data stresses the importance of (relia-
bly) classifying and (successfully) treating individuals with ADHD,
preferably at an early age. In her lecture, Petra Hurks will focus on
the current state of affairs in terms of (early) identification and inter-
vention of children with increased levels of impulsive behavior,
inattention, and/or overactiveness. Note: The speaker discusses
these topics primarily within a neuropsychological (and/or neuros-
cience) framework.

Why is this neuropsychological framework of particular importan-
ce? Neuropsychology is a branch of psychology and neurology that
aims to understand how specific psychological processes (e.g.,
memory, language, motor behaviour, and affect) relate to the struc-
ture and function of the brain. Thereby, studies examining the neur-
opsychology of ADHD provide an opportunity to understand the
relationship between underlying biological processes and behavi-
oural or psychological symptoms of ADHD. Indeed, although the
exact cause (or causes) of ADHD is (are) not fully mapped, there is
consensus that ADHD is caused by a highly complex interplay of
environmental factors (e.g., parenting style, motivation) as well as
neurobiological factors (including genetics, brain structure and
their influence on neuropsychology). For one, neurophysiological
and/or neuroimaging evidence is pointing towards an involvement
of the frontal-striatal circuits in ADHD (Barkley, 1998; Oades, 1998;
Sagvolden & Sergeant, 1998; Dibbets et al, 2010; 2011). Also, from a
neuropsychological perspective, ADHD is associated with deficits
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in well-defined neurocognitive domains, including sustained atten-
tion, working memory, planning, self-regulation and time manage-
ment (Barkley, 1998; Pennington & Ozonoff, 1996; Hurks &
Hendriksen, 2011; Gonzalez-Garrido et al., 2008).
Finally, although many treatment strategies that have been used for
this condition, including various psychotropic medications, mega-
vitamin and orthomolecular therapies, dietary management, senso-
ry-integration therapy, chiropractic manipulations, meditation or
relaxation training, traditional play therapy, and faith healing
(Bussing, Zima, Gary, & Garvan, 2002; Chan, Rappaport, & Kemper,
2003; Concannon & Yang, 2005), efficacy has been demonstrated
only for parent training (e.g., counseling and behavior manage-
ment), teacher training (e.g., educational and behavior manage-
ment), cognitive behavior therapy, and stimulant medication
(Dryer, Kiernan, & Tyson, 2011). This supports the relevance of stu-
dying brain-behavior relationships in ADHD.

The vast majority of this research is based on school-aged children
between 7 and 12 years of age, even though ADHD has an onset
prior to age 7 years by current definition (APA, 1994). This is unfor-
tunate, as e.g., Mahone et al. (2011) found that, by the age of 4 years,
as many as 40% of these children have sufficient problems with
attention to be of concern to parents and preschool teachers. In line
of this, 59 to 86% of preschoolers are referred to psychiatry clinics
for ADHD-related problems (Wilens et al., 2002). Additionally,
several authors (e.g., Bussing, Masson, Bell, Porter, and Garvan,
2010; Sagvolden & Sergeant, 1998; Taylor, Chadwick, Heptinstall, &
Danckaerts, 1996; Weiss & Trokenberg Hechtman, 1993; Kalff et al.,
2002; Kalff et al., 2005) found that subthreshold ADHD in early
childhood is associated with later academic failure and grade reten-
tion. Early identification and treatment of children presenting with
attention problems in the preschool years may minimize the harm-
ful impact of ADHD (Sonuga-Barke & Halperin, 2010; Wilens et al.,
2002). Thereby, studies including children < 7years old increases
our knowledge in terms of e.g., developmental cognitive trajecto-
ries, neurobiological course, early markers, diagnostic methods, but
also treatment options. Petra Hurks will provide an overview of the
available research regarding these topics and discuss its relevance
as well as its limitations.

119ESSOP/Partnerships in Prevention, Cure and Care



Name: Petra Hurks
Profession/occupation: Psychologist
Academic titles: PhD
Area(s) of interest: Cognitive disorders 
Present function: Assistant Professor
Institute where you 
work at present:  Universiteit Maastricht  
E-mail address: pm.hurks@maastrichtuniversity.nl 
Address:   Universiteit Maastricht 

Faculty of Psychology & 
Neuroscience Dept. of 
Neuropscyhology and 
Psychopharmacology 
P.O. Box 616, 6200 MD Maastricht 

120 ESSOP/September 28-29-30 2011 Congress Venue: Maastricht,The Netherlands



121ESSOP/Partnerships in Prevention, Cure and Care

Drawings: Annabella Rijksen   



122 ESSOP/September 28-29-30 2011 Congress Venue: Maastricht,The Netherlands



ESSOP/Partnerships in Prevention, Cure and Care

FrEE
PAPErS



124 ESSOP/September 28-29-30 2011 Congress Venue: Maastricht,The Netherlands



COMPARISON OF EARLY CHILD HEALTH AND DEVELOP-
MENT SERVICES OF CANADA AND THE NETHERLANDS

Meta van den Heuvel

Key words: child health services, child development, social 
medicine

Abstract:
Early childhood is a key time in the physical, cognitive, and social
development of children. It is also a key time when public health,
the health care system, and social services can impact on the life tra-
jectory of a child.  Although investment in early child development
(ECD) programs benefits individual children, the potential to “lift
all children up” exists on a population scale. In this study, we com-
pare the early child health and development services of Canada and
the Netherlands. Both countries are signatories to the United
Nations’ Convention on the Rights of the Child, and have invested
extensively in ECD programs. Both countries also offer free health
insurance for all children. However in both countries the services
offered are complex and fragmented across various levels of
government and neither country has a comprehensive system to
measure outcomes of programs and services.
Objective: The purpose of this comparison is to highlight similari-
ties and differences between both countries that could better inform
ECD policies which can help to decrease the inequality gap between
children. 

Methods: We compared 7 indicators which are associated with
positive child health and development outcomes. These included:
1) prenatal care, 2) maternal leave, 3) care at time of delivery, 4) bre-
ast-feeding, 5) child health care, 6) early childhood education and
child care services (ECEC), and 7) early school programs. These
indicators were chosen as they provide information across the span
of early childhood from the prenatal period to preschool.
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results: The child health care programs tend to be more organized
in the Netherlands than in Canada, and the Dutch child health sys-
tem overall scores better according to internationally used key
health indicators. In comparing Canadian ECEC services with
Dutch ones very little information was found on the access, quality
and long-term effects of ECEC services available in both countries.

Discussion: There is an emerging need for measuring the quality
and effects of all ECD programs offered in both countries. Further
efforts should focus on improving developmental outcomes for
children universally through evidence-based, systematic programs
and policies, and continued measurement of key indicators to ensu-
re success is measurable.
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EXCLUDED GROUPS TO HEALTH SERVICES 
IN MONKEY BAY, MALAWI AND 

GLOBAL PARTNERSHIP

J Einarsdóttir (1) og G Gunnlaugsson (2)

introduction: One important tendency in evaluation and monito-
ring of development assistance is to evaluate large themes while
less importance is given to projects and programme evaluations.
The focus should be on the Millennium Development Goals
(MDGs) and the local socio-economic context. Since the year 2000,
the Icelandic International Development Agency (Iceida) has sup-
ported the health services in the Monkey Bay area in Mangochi dis-
trict in Malawi.  In the area, health services are delivered by two
governmental run health facilities and three health facilities run by
CHAM (Christian Health Association of Malawi).

Objectives: Identify population groups that are excluded from
health services in the area.

Methods: The study was conducted in April 2009. Interviews were
held with over 140 individuals, including health professionals and
community members, and conducted with the help of a translator
from the local language of Chichewa to English, as needed. The
interviews were based on open-ended questions that related to the
health service delivery and seeking of health care. In addition,
quantitative information on attendance to the out-patient depart-
ments was collected and analysed.

results: Access of poor people to services was identified as curtai-
led in areas served by privately run CHAM facilities that apply
user-fees in contrast to governmental run services where the ser-
vices are free of charge. Thus, government run health facilities were
asked for in areas under the responsibility of CHAM. Some argued
governmental health centres had to follow governmental rules,
while private clinics did whatever they liked to earn money: “It is
their business.” One respondent argued there is a social bias in the
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whole system: “Someone who lacks money is dead.” Functional
transport vehicles were considered crucial to minimize exclusion to
health services.

Conclusion: Increased attendance figures and general satisfaction
with the governmental health services in the Monkey Bay area, with
Iceida support, should not disguise the fact that some groups may
for various reasons be excluded from attending. In line with the
MDG 8, global partnership is crucial if the MDGs are to be achieved,
in particular those that address prevention, cure and care of
mothers and their young children.

(1) Faculty of Social and Human Sciences, University of Iceland and
(2) Directorate of Health, Iceland
Email: je@hi.is 
phone +354-820 4360
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PREVENTION OF RECURRENT RESPIRATORY  
TRACT INFECTIONS IN DOWN 

SYNDROME: WHAT COULD POTENTIALLY BE GAINED?

Helma van Gameren-Oosterom

KEY WORDS Down syndrome, recurrent respiratory tract infecti-
ons, development, health related quality of life, behavioural pro-
blems

Abstract*:

Background and aims – Recurrent respiratory tract infections
(RRTI) are frequently seen in children with Down Syndrome (DS).
Both parents and clinicians believe that RRTI have a large impact on
these children. Therefore, we addressed the potential effect of
improved preventive care for RRTI in children with DS on develop-
mental status, behavioural problems and health related quality of
life (HRQoL). 

Methods – During a 3-year period, all members of the Dutch DS
Foundation with an 8-year-old child with DS were asked to fill in
the Child Behavior CheckList and TNO-AZL Children’s Quality of
Life Parent Form. Also, a psychological assistant administrated the
McCarthy Scales of Children’s Abilities. Based on parental report,
the children were divided into increased RRTI (RRTI+) and no inc-
reased RRTI (RRTI-). Linear regression analyses were performed to
assess the effect of RRTI on the outcomes, correcting for the influen-
ce of confounders (i.e. presence of siblings, socioeconomic status,
childcare attendance, being breastfed (>1 month), gender and
comorbidity).

results – The influence of RRTI was significant for most outcome
measures, corrected for the influence of confounders. Compared to
RRTI- children (n=176; missing data n=12), RRTI+ children (n=149,
46%) showed lower mean developmental age (3.67 vs. 4.08 years),
more behavioral problems and lower scores on most HRQoL scales
(p-values<.05).
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Conclusions – Our study shows that RRTI have a significant impact
in 8-year-old DS children: it causes relatively more delayed devel-
opment, more behavioural problems, and lower HRQoL. Since
RRTI are potentially preventable, further studies should focus on its
causes and results of more aggressive treatment of RRTI in children
with DS, such as improved care by a Ear-Nose-Throat-(ENT)-speci-
alist, knowledge on causative pathogens, extent of immunodefi-
ciency, prophylactic antibiotics, and additional immunizations.

Acknowledgements – ZonMw financed this study (grant
2200.0061).
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NTRODUCING CULTURAL COMPETENCE TRAINING 
INTO PAEDIATRIC PUBLIC HEALTH SERVICES

E Sievers* and A. Dietrich**

*Academy of Public Health in Düsseldorf, sievers@akademie-
oegw.de and **Institute for Intercultural Communication and
Conflict Management in Essen, Germany

Objectives: The ESSOP position statement on Migrant Children in
the European Union, 2008, highlighted the need of training for pae-
diatricians in advocacy and specific communication skills. Is it pos-
sible to develop and introduce decentralised training courses sup-
porting cultural competence in paediatric public health services?  

Methods: A three-level curriculum on intercultural communication
has been introduced into the programme of the Academy of Public
Health for Schleswig-Holstein, Bremen, Hamburg, Lower Saxony,
North Rhine-Westphalia (NRW) and Hesse. An additional focus on
a regional in house component on level 1 in the services in NRW has
been financially supported by the local government. The trainings
were free of charge, in small groups of 10-15 participants and con-
ducted in cooperation with AD, an experienced ethnologist/empi-
rical cultural scientist. For quality reasons and comparability of the
evaluations all courses on level 1 were held by one person and other
lecturers introduced on levels 2 and 3.

results: Based on the original concept as well adaptations accor-
ding to the continuous evaluations the curriculum on level has been
further developed and finalized during the project. Based on needs
assessments performed in the basic courses, it was possible to base
the curriculum on level 2 on a “bottom- up” approach, which has
also been applied on the next level.
The acceptance has been confirmed by the courses/participants in
2008-2011: Level 1: n=71/n=929, level 2 n=21/n=272, level 3 n=3 /
n=58. In 2010, all mean results of all courses evaluated rendered
<3.0 for any item included on scales from 1 (excellent) to 6 (very
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poor). >95% of the participants of level 1 courses (n=323) indicated
that further training on migrant child health is important or very
important, 30% indicated that an amount of 60 hours or more
would be appropriate. 

Conclusion: Easily accessible training on cultural competence
should be offered systematically to paediatric teams in (child)
public health institutions. 

*Academy of Public Health in Düsseldorf, and 
**Institute for Intercultural Communication and
Conflict Management in Essen, Germany
e-mail: sievers@akademieoegw.de 
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CHILDREN OF TEENAGE MOTHERS : DELAYED
PSYCHOMOTOR AND LANGUAGE DEVELOPMENT 

Florence Noirhomme-Renard

Keywords: Child development ; maternal age; teenage mothers

introduction and objectives
Our goal was to investigate the development of pre-school children
of teenage mothers and compare to adult mothers.

Methods
We analysed data from the BDMS, child health database from the
belgian french-speaking community. We focused specifically on
child development and accident occurrence. The study population
involved children registred for well-child visits at ages 18 (n=30486)
and 30 (n=13247) months old (cumulated data from 2006 to 2009).
Psychomotor development was assessed at 18 months based on
speach and motor items, and at 30 months based on 3 motor items
(percentage of children without delay); occurrence of domestic acci-
dents was assessed at 18 months  (at least one event); language
development was assessed at 30 months (percentage of children
without delay). Data were compared in regard to the maternal age
at delivery (<20 years, 20-35 years and >35 years). 

results
Compared to the 2 groups of adult mothers (20-35 years and >35
years), statistically significant differences were found: 

•At 18 months, 
• The psychomotor development is higher in 

children of teenage mothers: 93,9% vs 92,3% and 
90,5% (p<0,001)

• The occurrence of domestic accidents is higher in
children of teenage mothers: 14,5% vs 11,0% and 
9,8% (p<0,001) 
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•At 30 months,
• The psychomotor development is lower in 

children of teenage mothers: 58,3% vs 67,2% and 
64,9% (p=0,005)
The language development is lower in children 
of teenage mothers: 45,9% vs 50,8% and 49,2% 
(p<0,001)

Conclusion
Maternal age is an important determinant of child development.
Children of teenage mothers are exposed at increased risk of acci-
dent. Young parents should be given priority in prevention pro-
grammes. 

Data source: BDMS  : Banque de Données Médico-Sociales de
l’ONE, « Bilans de santé à 18 et 30 mois », Données 2006-2009.

1  Tancredi Annalisa
2  Christiane Gosset University of Liège, Department of 

Public Health Sciences
3  Avenue de l’hôpital-B23 4000 Liège – Belgium
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EFFECTS OF CHANGING POLICY ON SCREENING 
AND DETECTION OF CHILD ABUSE IN 

EMERGENCY DEPARTMENTS

Eveline louwers

Keywords: Child abuse, emergency department, screening, imple-
mentation, intervention

Objective:
This is a prospective intervention cohort study to assess the time
trends of the screen rate and detection rate of suspected child abuse
at seven emergency departments in the Netherlands for 23 months
to understand the effects of screening and changes in national and
local policy.

Methods:
All children aged 0-18 years who visited the emergency depart-
ments from February 2008 to December 2009 were included. We
developed a new screening checklist (‘Escape form’) and implemen-
ted it in four hospitals and we implemented training in four hospi-
tals comprising a three hour during interactive workshop in inter-
view techniques.

results:
We included 104 028 children aged ≤ 18 years visiting one of the
seven emergency departments. Implementation of the ‘Escape
form’, training for emergency department nurses and making scree-
ning legally required by the Health Care Inspectorate resulted in an
increase of the screen rate from 20% in February 2008 up to 67% in
December 2009. The detection rate of suspected child abuse was
0·2% (243). The pooled odds ratio for detection of suspected child
abuse in screened children in the seven hospitals was 4·88 (95%CI
3·58 - 6·68). The detection rate in the children who were screened for
child abuse was significantly higher compared to the children not
screened for child abuse (0·5% versus 0·1%, p < 0·001).
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Conclusions
The results of our study support that screening for child abuse in
emergency departments is effective to increase the detection rate of
suspected child abuse at emergency departments. Screening for
child abuse increased after implementation of a checklist of war-
ning signs for child abuse, training for emergency department nur-
ses and legal requirement of screening. 

Conflicts of interest:
All authors declare there are no conflicts of interest.
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BEHAVIOURS OF HEALTH SCIENCES FACULTY STUDENTS IN
THE ROAD OF DEVELOPING HEALTHY LIFE STYLE

Selda Bülbül

Keywords: health promotion, healthy lifestyle behaviors, universi-
ty students 

Objectives: To establish a healthy community, health services
should be directed on protection and development of healthy life
styles. First step in reaching this goal, is to give the importance of
this concept to the students in the field of health as they are expec-
ted to be the models of the society. The aim of this study was to
determine the health promoting lifestyle behaviors of students who
would be working in health care services in future.  
Methodology: The study group was consisted of 130 students stu-
dying in the Kırıkkale University Faculty of Health Sciences. Data
were collected by using the Health Promoting Lifestyle Properties
(SGYB) Scale. It is a foursome Likert-type Scale consisted of 52 items
and 6 sub-dimensions such as; self-realization, health responsibility,
exercise, nutrition, interpersonal support, and coping with stress.
Minimum and maximum scores of the scale are 52 and 208 points.
High points are related with health promoting lifestyle behaviors.

results: Among all, 27.7% of the students were from Nursing,
39.2% from Health Management, 16.2% from Physical Medicine and
Rehabilitation, and 16.9% from Child Development departments.
Students’ average age is 19.81 years and 70% were females, 83.8%
chose this profession willingly, 56.2% lived in a city before the uni-
versity, 3.1% has a mother and 22% has a father with university
degree and, 68.5 % were from middle socio-economic level. The
mean SGYB Scale score was 126.03 ± 17.61. The sub-scale scores
were; self-realization subscale 26.12 ± 4.91, health responsibility
subscale 20.73 ± 4.15, 16.61 ± 4.22 subscale of exercise, nutrition
subscale 20.13 ± 3.75, 25.85 ± 3.82 and the subscale interpersonal
support subscale of coping with stress was found to be 19.80 ± 3.51.
Total score and sub-scale scores were higher among female stu-
dents, and students whose mothers had a university degree.
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Conclusion: The health promoting lifestyle behaviors of the stu-
dents were found to be moderate. This can be accepted as a reflecti-
on of the Turkish society. Therefore, special effort should be given to
these students as they will be the roll-models of the community in
very near future.

1 Esra Do an Yilmaz Kirikkale health directory, 
Kirikkale, Turkey

2 Yurdagül Erdem Department of Nursing, Faculty of
Health Sciences, Kirikkale 
University, Kirikkale, Turkey

3 Zeynep Altiparmak Faculty of Health Sciences, 
Kirikkale University, Kirikkale, 
Turkey

4 Selda Bülbül Kirikkale University, Faculty of 
Health Sciences, Dean Kirikkale, 
Turkey
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SOCIAL DISADVANTAGE AND 
CHILDHOOD LIMITING LONGTERM 

ILLNESS/DISABILITY: CAUSE OR CONSEQUENCE?

Nick Spencer, Clare Blackburn and Janet Read, 
School of Health and Social Studies, 

University of Warwick, Coventry, UK

Background: There is a well established association in the literatu-
re between social disadvantage and childhood limiting longterm ill-
ness/disability (LLTI/D).  Explanations for this association vary
but it has been suggested in some publications that social disadvan-
tage is both cause and consequence of childhood LLTI/D.  In an
extensive literature search, we have identified evidence that family
income, at least in the USA and the UK, is reduced as a consequen-
ce of having a child with LLTI/D but have not found any empirical
data supporting a causal role for social disadvantage in childhood
LLTI/D.

Objective: This presentation will report the findings of a study
addressing the temporal relationship of social disadvantage and the
onset of childhood LLTI/D in a large UK census-based longitudinal
study, the Office of National Statistics Longitudinal Study (ONSLS)
and discuss the contribution of these findings to resolving the issue
of social disadvantage as cause, as well as consequence, of child-
hood LLTI/D.

Methods: Children born between the 1981 and 1991 UK censuses
who became ONSLS members and were present at the 2001 census
were identified.  Data were extracted on those children who didn’t
have LLTI/D in 1991 but did in 2001 (index)and those with no
LLTI/D on either occasion (comparison).  A social disadvantage
index (SDI) comprising low household social class, rented housing
and no car ownership was constructed for 1991.  Logistic regression
models were fitted on LLTI/D with the SDI as the independent
variable of interest adjusted for age, gender, lone parenthood, and
ethnicity. 
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results: 60,000+ children became ONSLS members between 1981
and 1991 and were present at the 1991 and 2001 censuses. 52,438 in
the index and comparison groups had complete data. In bivariate
analysis, social disadvantage, age, gender and lone parenthood but
not ethnicity were significantly associated with the onset of LLTI/D
in the index group.  After adjustment for confounding, the SDI
showed a finely graded association with onset of LLTI/D in the
index group (most disadvantaged OR2.12(1.77,2.54); disadvantaged
in two domains OR1.45(1.20,1.75); disadvantaged in one domain
OR1.14(0.94,1.40)). 

Discussion: Our findings support the possible role of social disad-
vantage in the aetiology of childhood LLTI/D.  The presentation
will discuss the limitations of the study and additional research that
will be needed to confirm the causal role of social disadvantage. 

Name: Nick Spencer
Profession/occupation: President ESSOP
Academic titles: MD PhD
Present function: Emeritus Professor of Child Health
E-mail address: N.J.Spencer@warwick.ac.uk
Address: School of Health and 

Social Studies
University of Warwick
Coventry CV4 7AL    
UK
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THE FirST CHilDrEN’S rigHTS CONgrESS iN TurKEY:
CHilDrEN’S rigHTS FOr CHilDrEN’S rEPuBliC

Serpil Ugur Baysal, Selda Bülbül and Guzide Kurt

Keywords: children’s rights, Turkey, strategy 

Background: Signing the United Nations Convention on the Rights
of the Child (CRC) in 1990, ratifying CRC in 1994 are milestones to
meeting the needs of Turkey, where more than 40 percent of the
population is 18 or younger. In the past decade, human rights advo-
cates, educators, health care professionals and social workers in
Turkey have secured important gains in the realm of children’s
rights. This is true particularly with regard to child welfare con-
cerns. Resources to investigate child welfare issues are still insuffi-
cient. 
The First Children’s Rights Congress was organized in February 25-
27, 2010 in Istanbul as a part of National Strategy for the implemen-
tation of child rights.

The Mission: (Thinking of all children in one child): The mission
was to ensure that all parties responsible for children’s rights poli-
cies and practices are examined by the child impact analysis within
the scope of children’s best interest; to constitute Turkey’s
Children’s Rights Strategy and Action Plan; to determine all issues
regarding children incorporating Turkey’s Policy on Children based
on children’s rights culture. 

The Vision: (The Dream): The Meeting was organized with an aim
to realize a vision of Turkey where problems are addressed through
working with and for children and children will live a childhood
with a culture of child rights.

Methods: During a 15-month-period, written opinions were obtai-
ned from 7000 children, 2865 aduts, non governmental organizati-
ons (NGOs), local administrations, universities and institutions, fol-
lowing with workshops, targeted groups discussions including 345

145ESSOP/Partnerships in Prevention, Cure and Care



area specialists’ contribution, and discussions with children and
adult delegates during the three day Meeting. 

Main Outcome: As a consequence of multiprofessional cooperation
between authorities and experts, a preliminary study on Turkey’s
First Children’s Rights Strategy 2012–2016 was completed. 20 diffe-
rent publications on children’s rights and culture of Turkey aimed
to children and adults were the accompaniments.

Conclusions: Six steps are needed for the implementation: The
adaptation according to the needs of the children; the determinati-
on of the time frame; the organization of a nation wide action plan;
the determination of the shareholders; to establish an emergency
strategic action plan; ensuring the participation of NGOs for super-
vision and evaluation.

1 Serpil Ugur Baysal Dokuz Eylul University, 
Department of Pediatrics, 
Izmir, Turkey

2 Selda Bulbul Kirikkale University, 
Department of Pediatrics, 
and Faculty of Health Sciences, 
Kirikkale, Turkey Children’s 
Foundation; Social Services and 
Child Protection Council of 
Turkey; 
Istanbul University; 
TUBITAK-TUSSIDE, Turkey
http://www.cocukvakfi.org.tr

e-mail: serpil.baysal@deu.edu.tr
phone: +90 232 412 36 80
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CARE AND NUTRITIONAL STATUS IN CHILDREN
WITH CEREBRAL PALSY

Selda Bülbül

Keywords: Cerebral Palsy, care, nutritional status, anaemia

Objectives:
Inadequate care causes malnutrition and increased incidence of
nutritional anaemia that would negatively affect the life quality in
patients with Cerebral palsy. This cross-sectional casecontrol study
aimed to determine the characteristics of CP patients, their nutri-
tional status in relation with their care.

Methods:
A total of 106 [76 boys, 30 girls] CP children and 104 [64 boys, 40

girls] healthy children with a mean age of 9, 09 ± 4, 72 and 7, 85 ± 4,
95 years were enrolled the study. CP patients who were attending to
private education institutions and Kırıkkale University and state
hospitals were included. Control group was consisted of children
without any sign of a neurologic disease, infection, chronic disorder
and/or inherited disease affecting the nutritional status. Every
child who accepted to attend the study was carefully examined
nutritional status and anaemia after a questionnaire was filled by
the parents.

results:
Our findings revealed that natal factors such as; prematurity, low
birth weight, asphyxia were significantly higher in CP group. Most
of them were (43%) tetraparesic and epilepsy was the most common
additional problem. Among all, 95, 3% were cared by the mothers,
33% could eat without help, and 31% never brush the teeth, only 4,
7% have bathed every day.
CP patients had significantly lower z scores for weight for age,
weight for height and BMI when compared to the control group.
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According to weight for age and height for age measures 42,5% and
56,6% of the CP children were under the 3. percentile. Anaemia was
determined in %21,7 of the CP group (iron deficiency 15%, B12 defi-
ciency 5,7%, folic acid deficiency 6%).

Conclusion: 
In conclusion, malnutrition and nutritional anaemia were higher
among CP children. Caregivers of these patients need to be support-
ed and supervised periodically. If nutritional deficiency and
anaemia would recognized early, it could allow physicians to help
these patients and their parents in raising the life quality of both
patients and their parents.

1 dr. Erennur Tufan Kirikkale University school 
of Medicine, department 
of Pediatrics

2 Selda Bülbül Kririkkale University, school of 
Medicine, department of 
Pediatrics

e-mail: seldabulbul@yahoo.co.uk
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ADDITIONAL HEALTH PROBLEMS AND FUNCTIONAL 
STATUS IN CHILDREN WITH CEREBRAL

PALSY

Selda Bülbül

Keywords: cerebral palsy, children, functional status, health pro-
blems 

Objectives: Cerebral Palsy (CP) is the most common cause of phy-
sical disability affecting function and development in children.
Although, locomotor dysfunction is one of the most obvious pro-
blem, these children often have several associated problems such as
mental retardation, seizures and oromotor function disorders. The
aim of this study was to investigate the additional health problems
and functional status in children with CP.

Methodology: Fiftyseven children with CP who were treated in a
special education and rehabilitation center in Ankara, in 2010 was
the study group of this cross-sectional study. The mean age was
62.9±21.2 months. Socio-demographic characteristics, type of CP,
severity of impairment and functional status were assessed.
Pediatric Evaluation of Disability Inventory=PEDI) was used to
assess the functional status. Scoring is made according to skills in
activities, and the degree of personal assistance or environmental
modification. 

results: Among all, 89.5% children were classified as spastic CP.
The mean number of additional health problems was 3.5±2.9 where
some of them had additional health problems as much as 12. The
most common additional health problems were dental (30%),
speech (22%) and visual (21%) problems. The mean scores of self-
care, mobility, and social function subscales of PEDI functional
skills domain were 38.4±19.9, 26.9±18.0, and 36.8±19.7 respectively.
Negative moderately correlations were found among all sub-scales
of functional skills domain and the number of additional health
problems (p<0.01).
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Conclusion: Children with CP, have several associated health pro-
blems that affect their functional status negatively. To reduce the
primary and secondary health problems, qualified multidisciplina-
ry treatment and rehabilitation services are needed. The purpose of
these services is to help them reaching the highest functional level.
Therefore, every child should be evaluated of the functional status
before planning a rehabilitation programme. With high functional
level, community integration of a CP child would be easier as
he/she can perform the basic functional activities safely, on time
and independently.

1 dr. Erennur Tufan Kirikkale University school 
of Medicine, department 
of Pediatrics

2 Selda Bülbül Kririkkale University school 
of Medicine, department 
of Pediatricsf 

e-mail: seldabulbul@yahoo.co.uk
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FACTORS AFFECTING THE SATISFACTION LEVELS OF
PATIENTS APPLYING TO A NEWLY ESTABLISHED 

UNIVERSITY HOSPITAL AND THE PEDIATRICS CLINIC

Selda Bülbül

Keywords: satisfaction, quality, hospital 

Objective: The present study was planned to determine satisfaction
levels of patients applying to a newly established university hospi-
tal and the pediatrics clinic and polyclinics of this hospital, and the
factors affecting the satisfaction levels, to make suggestions on
things to be done to improve the quality of patient services.

Methods: Totally, 493 people (58.6% male; 41.4% female) with a
mean age of 36.34±7.150 years participated in the study. Of the
group, 63.5% applied to the investigated hospital, and overall, 54%
stated that they were very satisfied/satisfied with the hospital. The
reasons for not applying to the hospital were; crowdedness of the
polyclinics (21.2%), difficulty in transportation (14.6%), and long
waiting time in the line (10.6%).

result: The most frequently referred unit in the hospital was the
polyclinic of the department of pediatrics (27.1%), and 58.7% of the
appliers stated that they were very satisfied/satisfied, 76.4% found
the explanations of the physician comprehensible, 58.5% stated that
they were very satisfied/satisfied with the physician’s attention,
81.3% stated that the physician examined sufficiently, 74.3% felt
comfortable by the physician, and 76.4% found the polyclinics
clean.    
At least one child of 46.9% of the participants received inpatient tre-
atment at the clinic of  department of pediatrics. Of these partici-
pants, 89.2% stated that they were very satisfied/satisfied with the
attitudes of the physicians at the clinic, and 82.4% were with the
nurses, 12.5% found the physicians impolite, and 31.9% stated that
the physicians and the nurses attended inadequately. The reasons
for dissatisfaction were rather related to general operation of the
hospital (cleanness of toilets, general sanitation, lack of hot water,
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lack of running water, safety concerns, unavailability of medicati-
ons).

Conclusion: According to the results of the present study, which is
a self-assessment, satisfaction with the services of the hospital and
pediatric clinic and polyclinics was found to be low. Several defi-
ciencies were detected in the pediatrics clinics, and reformative
efforts were made to improve the inadequacies reducing the patient
satisfaction and to meet patient demands and needs. Keeping effi-
ciency of human factor in health care services, staff of  the pediatrics
department received a series of training on patient-physician relati-
ons. 
Keywords: satisfaction, quality, hospital 
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PREVALENCE OF DISCIPLINARY MEASURES 
FOR CHILDREN IN ICELAND

G Gunnlaugsson1, 2 and J Einarsdóttir3

1 Department of Pediatrics, Maastricht University Medical Centre,
the Netherlands. 2Bachelor Faculty of Health, Medicine and Life
Sciences Maastricht, the Netherlands. 

introduction: Accounts give evidence that Icelandic children have
throughout history experienced hardship and heavy labour.
Qualitative interviews with Icelandic adults of different generations
expose that physical violence in families was an accepted norm
until 1970s. Such experience increases the risk for adolescents to
suffer from symptoms of depression, anxiety, anger and low self-
esteem. Yet, there is no information on the prevalence of different
disciplinary practices of children in Iceland. 

Objective: Estimate the prevalence of different disciplinary measu-
res for children used by Icelandic parents.

Methods: From a random sample of 1500 adults (18 years and
older) in the population register in Iceland, 963 (65%) responded to
questions related to their experience of disciplinary measures as
practiced by their parents. The survey was conducted in October
and November 2010 through telephone contact by trained intervie-
wers.

results: In total 810 (84%) reported they had enjoyed good upbrin-
ging. Some reported negative experiences of parental upbringing
practices: 133 (14%) had been laughed at or belittled; 163 (16%) had
been threatened and thereof 41 (4%) often; 92 (10%) had been rejec-
ted and thereof 37 (4%) often; 273 (28%) had experiences of different
forms of time-out; 308 (32%) had been scared up once or more often;
120 (13%) had been shaken at least several times; and 280 (30%) had
been spanked at least once, and thereof 22 (3%) who reported fre-
quent spanking.
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Of those who had such experiences, 134/418 (32%) responded that
it had always been a legitimate measure taken by their parents and
123 (29%) never.

Conclusion: The preliminary results are the first on the prevalence
of different disciplinary practices for children in Iceland, as repor-
ted when adults. These indicate that some Icelandic children expe-
rience a wide variety of measures that may have negative conse-
quences for their later health, development, and wellbeing. Parents
need to be made aware of the negative impact harsh disciplinary
practices may have on children´s health and wellbeing, and later
adult health. It is important to find ways to strengthen primary pre-
vention so children do not experience physical and psychological
violence that can risk their long-term wellbeing.
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CONSULTATION TEAM FOR HIGH RISK PREGNANCIES: PRE-
VENTION OF (INTRA-UTERINE) CHILD MALTREATMENT

Harmen B.Haanstra, MD1 , Anne-Claire Bosmans, Bsc2, 
Thea van Zeben – van der Aa, MD, PhD,1.

1 Department of Pediatrics, Maastricht University Medical Centre,
the Netherlands. 2Bachelor Faculty of Health, Medicine and Life
Sciences Maastricht, the Netherlands. 

Contact: Harmen B. Haanstra, Department of Pediatrics, Maastricht
University Medical Centre, P.O. Box 5900, 6202 AZ Maastricht, The
Netherlands.
Email: harmen.haanstra@mumc.nl

introduction: Child abuse is commonly defined as the physical,
sexual, emotional maltreatment or neglect of a child. Although not
explicitly mentioned in this definition, maltreatment or neglect may
also affect an unborn child.  There are certain factors that can signal
possible risks to the well-being of the unborn child and if these are
identified at an early stage of the pregnancy, action may be taken to
mitigate the health and safety risks to the child and its mother. This
type of intervention can only be achieved through a multidiscipli-
nary approach.

Methods: In 2009 Maastricht University Medical Center (MUMC+)
established a special multidisciplinary consultation team to discuss
the situation of pregnant women in which threats to the well-being
of the unborn child are identified.. Within this team, several repre-
sentatives from different organizations, which provide care for
pregnant women and newborns, come together to discuss the at
risk-cases on a monthly basis. The team includes professionals from
various medical departments such as the Medical Social Work,
Neonatology, Gynecology/ Obstetrics, Psychiatry and hospital
Legal Service. Aside from the internal experts, the team also reaches
out to professionals employed by the Advice and Report Centre on
Child Abuse; the Child Preventive Health Care Organization; the
Maternity Care and the regional Organization for Midwives. Due to
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the different, but overlapping, roles of these organizations during
the pregnancy, communication between these groups is crucial in
order to form a complete picture of the risks faced by the unborn
child.  Based on the insights from these different professionals, a
comprehensive plan is composed in order to provide optimal care.
Each plan is customized to the case at hand and may vary from a
referral to the Department of Mental Health Care or a specialized
social worker, to reporting the case to the Advice and Report Centre
on Child Abuse. The paramount goal is to realize a safe and secure
environment for the child and its mother, during and after pregnan-
cy. 

results and conclusion: In 2010 a total of 34 women were discus-
sed within the consultation team.  The measures taken to realize a
safe environment were various and individually fixed. In 50% of the
cases it was possible to realize support on a voluntary basis, the
other cases were reported to the Advice and Report Centre on Child
Abuse. Characteristics of these cases will be shown in an overview. 

1 Department of Pediatrics, Maastricht University Medical 
Centre, the Netherlands. 

2 Bachelor Faculty of Health, Medicine and Life
Sciences Maastricht, 
the Netherlands.

e-mail: harmen.haanstra@mumc.nl
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ELSPAC AS AN EXAMPLE OF A LONGITUDINAL
EPIDEMIOLOGICAL STUDY ON CHILDREN 

AND ADOLESCENTS

Lubomír Kukla

Keywords: ELSPAC, epidemiological study, children, adolescents

ELSPAC is a prospective longitudinal study conducted in several
European countries. The study follows a selected sample of children
and their families from the pregnancy of the mother, through
delivery, puerperium, infancy and adolescence until 19 years of the
child’s age. The aim is to identify factors which influence healthy
development of the children positively and negatively. The study
was initiated by the WHO European Office in Copenhagen.
International coordinator of the project was initially Prof. Jean
Golding from the Institute of Child Health University in Bristol,
Great Britain (until the end of February 2007). Current international
coordinator is Assoc. Prof. Lubomír Kukla, from Brno, Czech
Republic. Countries participating on the project are following:
Great Britain, Isle of Man, Czech Republic, Slovakia, Russia,
Ukraine, partly Croatia and Estonia; in the early stages of the study
also Spain and Greece. ELSPAC is the first study which starts alrea-
dy during pregnancy of the mothers and follows the development
of their children through childhood and adolescence. Both parents
of the children are involved in the project nearly equally. We are
interested in personalities, behaviour, attitudes, and health status of
the parents. ELSPAC is an international project with the same
methodology and data collection procedures in all participating
countries; therefore it allows comparisons of the results among dif-
ferent countries.The aim of the project is to detect biological, psy-
chological, and social factors as well as factors of external environ-
ment associated with survival and health of the foetus, infant and a
child. Obtained results can be compared with the data collected in
other participating countries. The study also focuses on bio-psycho-
social determinants of the child’s development from conception
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until the end of school age, while taking into consideration a life
style of the family, environment, care, or relationships among fami-
ly members as well as personalities of the mother and the father.
Furthermore, we are aiming to find the links between bio-psycho-
social determinants as well as origin and development of health
disorders of a foetus, newborn and a child.

Masaryk University, Faculty of Medicine, Research 
Institute of Preventive and Social
Paediatrics

e-mail: lubomir.kukla@tiscali.cz
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PERINATAL DEPRESSION IN ADOLESCENT MOTHERS : 
A PUBLIC HEALTH CONCERN 

Florence Noirhomme-Renard, Tancredi Annalisa 
and Christiane Gosset 

Keywords: Perinatal depression; adolescent mothers; risk factors;
prevention

introduction and objectives
Each year in Belgium, about 4% of all children are born by teenage
mothers. Due to the high frequency and co-occurrence of vulnerabi-
lities, teenage mothers are at higher risk of perinatal depression
than adults mothers. 
We performed a review of the literature investigating the epidemi-
ology of adolescents mothers’depression, compared these data to
adult mothers and listed associated factors, to develop a more pre-
ventive approach and specific follow-up. 

Methods 
The review is based on Pubmed and Sciencedirect research combi-
ning “adolescent” or “teenage” and “depression” as keywords. 

results
Seventeen international studies were included, evaluating both pre-
natal (6 studies) and postnatal (14 studies) depression with 3 diffe-
rent scales (CES-D, BDI, EPDS). Depression rate in adolescents
mothers varies from 26 to 63% in the third trimester of pregnancy
and from 26 to 61% in the first 3 months postpartum, with differen-
ces depending of studies designs, screening instruments and cutt-
offs. Depression rate declines with time, but still persists with a pre-
valence ranging from 21 to 32% at 4-5 years after delivery.
Depression rate in adolescent mothers are globally twice higher
than in adult mothers, both in prenatal and postnatal periods.
Characteristics associated with adolescent mothers depression
include socio-demographic factors (less education, low income),
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psychosocial factors (confidence, self-esteem), poor or inadequate
social support and negative life events (violence exposure, history
of abuse). 

Conclusion
Perinatal depression in adolescent mothers is very high and can
contribute negatively to child-mother interaction. It should be a pri-
ority to screen depression early during pregnancy and to offer
appropriate support services during the first years of motherhood.
Moreover, it could be of high interest to assess maternofoetal attach-
ment during pregnancy using validated instruments combined
with depression scales. 

University of Liège, Department of Public Health 
Sciences 3 
Avenue de l’hôpital-B23
4000 Liège – Belgium
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INTERDISCIPLINARY HOSPITAL-BASED CHILD 
BUSE AND NEGLECT TEAM IN AN 

ACADEMICAL CENTRE; OVERVIEW OF INTERVENTIONS

Tessa Sieswerda, Daniel Aaftink, 
Sonja Brilleslijper-Kater and Rian Teeuw

Keywords: Child abuse, Pediatrics, Emergency department,
Interdisciplinary partnerships

introduction
Child abuse and neglect (CAN) is a health problem affecting
approximately 3% of all children in the Netherlands. A place where
CAN can be detected is the medical system. It is known that hospi-
tals do not recognise CAN very well. A multidisciplinary CAN
Team (TKM) can give hospital staff advice in how to deal with a
suspicion of CAN. Besides practical advice, it can provide training
on symptoms and signs of CAN and give emotional and juridical
support. In our hospital a multidisciplinary TKM has been active
since 2004. Objective of this paper is to describe which forms of
CAN are seen in our hospital and which types of measures were
taken.

Methods
Data of all patients discussed in TKM in 2010 were collected. Data
were obtained from IMS, the intranet based reporting system, an
excel file with all patient data, minutes taken during the monthly
TKM meetings and patients medical records. Analyses were perfor-
med with PASW Statistics 18.

results
A total of 185 cases of suspected CAN were reported to the TKM in
2010, 90 (56%) girls, 70 (44%) boys. 109 reports (59%) were substan-
tiated, 23 (12%) no definitive conclusion could be reached and in 53
cases (29%) CAN could be disregarded. 74(40% of all suspicions
involved physical abuse, 55 (30%) emotional abuse, 43 (23%) physi-
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cal neglect, 29 (16%) sexual abuse, 18 (10%) witness of domestic vio-
lence, 7 (4%) prenatal abuse and 3 (2%) paediatric condition falsifi-
cation. Of the cases in which CAN was substantiated, in 7% of the
cases a guardian was appointed and 31% of the children were pla-
ced outside their homes. 

Discussion
Results show that CAN is a significant health problem in our hospi-
tal. The measures that were taken suggest the TKM deals with the
more severe forms of CAN in particular. This indicates health care
personnel either does not recognise the more subtle forms of CAN,
or they do not report these cases to the TKM. This means there is
room for training on recognising these forms of abuse.

1 Tessa Sieswerda, MD PhD student, coordinator 
Child Abuse and Neglect Team, 
Emma’s Children Hospital – 
Academical Medical Centre 
Amsterdam 

2 Daniel Aaftink, medical student, University of 
Amsterdam

3 Sonja Brilleslijper child’s psychologist
-Kater, Child Abuse and Neglect Team,  

Emma’s Children Hospital – 
Academical Medical Centre 
Amsterdam

4 Rian Teeuw, pediatrician, department of social 
pediatrics, chair of Child Abuse 
and Neglect Team, Emma’s 
Children Hospital – Academical 
Medical Centre Amsterdam 

e-mail: t.sieswerda@amc.nl
phone: +31 (0)20 5668866
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ABUSIVE HEAD TRUMA : REPORT OF 3 CASES

Gonca Yilmaz, Nilgün Caylan and Candemir Karacan

One form of abusive head trauma (AHT) is perpetrated when an
abuser violently shakes an infant or a young child, creating a whi-
plash motion and rotational acceleration/deceleration forces resul-
ting in injuries to various intracranial structures, historically called
shaken baby Syndrome (SBS). Shaking may or may not be associa-
ted with subsequent impact, hence, shaken impact syndrome, ano-
ther form of AHT. Lately, American Academy of Pediatrics publis-
hed a position paper stating that although the terminology “Shaken
Baby Syndrome” may and should be used in prevention-focused
projects and research efforts, diagnostic terminology should be
replaced with “Abusive Head Trauma” since shaking is not a
mechanism in all inflicted intracranial injuries.
Incidence of AHT is based on limited studies and hospital records.
The incidence is believed to be much higher than reported because
milder forms of AHT may not be associated with severe symptoms,
thus may not require a hospital visit (3). Extrapolation of the data
from the few epidemiological studies revealed that SBS incidence
may be as high as 15–30 per 100 000 children under the age of one
year . The estimation of fatality from this type of injury is 15-17% in
affected children and morbidity in the form of serious neurological
consequences may affect more than half of the survivors.
Professional awareness of AHT is still poor in Turkey, leading to
rare diagnosis at hospital settings. As a result, interdisciplinary
management involving medical, child protective and legal professi-
onals is even poorer almost non-existent.
A series of three cases of AHT that were admitted to the hospital
with different constellation of clinical symptoms is presented in this
paper. This series is the first reported from Turkey, to our knowled-
ge.

e-mail: gonca.yilmaz@tr.net
phone: +905353040322
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Name e-mail Country

Eastwood John                John.Eastwood@
sswahs.nsw.gov.au Australia

Vimpani Graham graham.vimpani@
hnehealth.nsw.gov.au Australia

Wigg Neil Neil.Wigg@health.qld.gov.au Australia

Renard Florence florence.renard@ulg.ac.be Belgium

Armano Giovana feri.puhr@gmail.com Croatia

Dragojevic Jasminka feri.puhr@gmail.com Croatia

Persoglio Petrac Anica feri.puhr@gmail.com Croatia

Lubomir Kukla lubomir.kukla@tiscali.cz Czech

Lyngå Folsach Liv livlynga@hotmail.com Denmark

Sievers Erika Erika.Sievers@t-online.de Germany

Lagogianni Stavroula ntina.ntzoura@
gr.hrgworldwide.com Greece

Panagiotis Diakakis karakas@everesttravel.gr Greece

Tsitoura Stella kbenaki@amathus.gr Greece

Kovács Zsuzsanna drkovacszsuzsa@freemail.hu Hungary

Einarsdóttir Jónína geir@landlaeknir.is Iceland

Gunnlaugsson Geir geir@landlaeknir.is Iceland

Bellegem van
Annemarie avanbellegem@me.com NL



Bos Rinske rfbos@elkerliek.nl NL

Bouwmeester
Merian merian@bouwmeester.com NL

Budde Hans hans.budde@slz.nl NL

Burger Adri a.burger-degeus@planet.nl NL

Driessen Mauk m.driessen@inter.nl.net NL

Edelenbos Esther e.edelenbos@vumc.nl NL

Flapper Boudien b.flapper@umcg.nl NL

Gaag van der Ellen E.vdGaag@zgt.nl NL

Gameren van Helma helma.vangameren@tno.nl NL

Goor van Jiene j.vangoor@centrumkristal.nl NL

Haanstra Harmen harmen.haanstra@mumc.nl NL

Hamers Toos sspk.nvk@gmail.com NL

Heuvel van den Meta sameta7@hotmail.com NL

Hulst-Affourtit Marjo m.affourtit@erasmusmc.nl NL

Ingen van Christine c.van.ingen@bethesda.nl NL

Janssen Hans hjansen@mutsaersstichting.nl NL

Jong de Joep j.p.v.m.de.dejong@hetnet.nl NL

Jong de Brita b.m.dejong@erasmusmc.nl NL

Jonkman Agnes a.jonkman@telenet.be NL
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Knottnerus Andrieke a.c.knottnerus@amc.nl NL

Landsmeer Noor landsmeer@ziggo.nl NL

Levi Rachel Rachel@
meldpunt-kinderporno.nl NL

Louwers Eveline e.louwers@erasmusmc.nl NL

Luitse Gert g.h.j.luitse@isala.nl NL

Mandema Han j.m.mandema@umcg.nl NL

Oudesluys Anne Marie A.Oudesluys-Murphy@
lumc.nl NL

Putte van de Elise e.vandeputte@umcutrecht.nl Nl

Rayen Ilse rayenilse@gmail.com NL

Rhee van Ida Sophia ivanrhee@
ggdlimburgnoord.nl NL

Roosendaal Gerard gerardroosendaal@live.nl NL

Russel Ingrid I.russel@umcutrecht.nl NL

Schrama Alexandra a.schrama@hagaziekenhuis.nl NL

Schuerman Magda mcgregor_schuerman@
hotmail.com NL

Sevat Marijke marijke.sevat@
horizon-jeugdzorg.nl NL

Swelheim Hester h.t.swelheim@umcg.nl NL

Teeuw Rian a.h.teeuw@amc.uva.nl NL
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Toom van der
Wichert toon@home.nl NL

Velden van der
Toine AJCM.vanderVelden@

inter.NL.net NL

Verboon van Brenk
Ine A.J. ineverboon@gmail.com NL

Verreussel Marjo m.verreussel@mmc.nl NL

Vogel-Gramsbergen
Isabelle i.m.c.vogel@umcg.nl NL

Voorst Vader van
Nicoline nicolineboon@hotmail.com NL

Vroegindeweij- kuipers
Giliam vroegindeweij@

tergooiziekenhuizen.nl NL

Zeben van Thea thea.van.zeben@mumc.nl NL

Albitskiy Valeriy albicky@nczd.ru RU

Ustinova Nataliya ust-doctor@mail.ru RU

Martin Luis luismartinalvarez_19@
yahoo.es Spain

Rubio Barbara gribble@ono.com Spain

Derwig Mariette Mariette.Derwig@skane.se Sweden

Hjern Anders anders.hjern@chess.su.se Sweden

Janson Staffan staffan.janson@kau.se Sweden
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Köhler Marie Marie.Kohler@skane.se Sweden

Tindberg Ylva ylva.tindberg@kbh.uu.se Sweden

Bosschaart Adriaan abosschaart@nad.merem.ch      Switzerland

Duperrex  Olivier olivier.duperrex@unige.ch Switzerland

Heller Yvon yvon.heller@bluewin.ch Switzerland

Takken-Sahli Katharina takfael@ggaweb.ch Switzerland

Aksit Sadik fatih.gursoy@stoktours.com Turkey

Aydin Adem fatih.gursoy@stoktours.com Turkey

Bulbul Selda seldabulbul@yahoo.co.uk Turkey

Evliyaoglu Nurdan fatih.gursoy@stoktours.com Turkey

Figen Yilmaz Gonca fatih.gursoy@stoktours.com  Turkey

Gokcay Gulbin fatih.gursoy@stoktours.com  Turkey

Nursel Ozmert Elif fatih.gursoy@stoktours.com Turkey

Sahin Demirel Figen fatih.gursoy@stoktours.com Turkey

Süslüoğlu Elif fatih.gursoy@stoktours.com Turkey

Taylaner Mehmet fatih.gursoy@stoktours.com Turkey

Ulukol Betul fatih.gursoy@stoktours.com Turkey

Yurdakok Kadriye fatih.gursoy@stoktours.com Turkey

Kadir Ayesha [kadira@gmail.com] UK

Logan Stuart stella.taylor@pms.ac.uk UK
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Reynolds Lucy Jane lucyreynolds@doctors.org.uk UK

Simmkiss Douglas D.E.Simkiss@warwick.ac.uk UK

Waterston Tony tony.waterston@newcastle.ac.ukUK

Hennink Jan info@iqspellen.nl NL
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