	Draaiboek PPN-NL  symposium, 31 oktober 2019, UMC Utrecht, 
Auditorium, Wilhelmina Kinderziekenhuis, inloop vanaf 13.30


	14.00-14.05: 
	Start + introductie PPN bestuur



	14.05-14.35:

	Keynote presentatie: Chris Verhaak – One illness never singly comes; Integrated care for children with complex medical conditions
Chris Verhaak, clinical psychologist, director Child and Family focused Care Amalia Child Hospital

A complex medical condition not only effects a child’s physical condition, it also has impact on other life domains, and on the life of parents and siblings. This is reflected in children showing considerable delays in reaching developmental milestones and social participation, parents taking care for their sick child at the expense of their career, and siblings showing limited resilience in mental health. With growing possibilities for cure, outcomes in terms of health on different domains of life are more and more relevant. 

It is not due to a lack of medical innovations that children with serious conditions and their families tend to lose track of normal developmental pathways. Research in paediatric psychology repeatedly indicates behavioural and environmental factors playing an important role in explaining differences in resilience of children and their families in adjusting to serious medical conditions and its treatment. Research also stressed the importance of integrated care to address differences in resilience matched to needs of children and their families. 

From this perspective, the TRANSIT project is developed to support integrated care for children and families with serious medical conditions. The project involves a network of partners from youth care, mental health care teams, neighbourhood care, social care, psychiatry, and medical care in Nijmegen area in collaboration with children, parents and patient organisations. In my presentation, results of the implementation of central elements of the TRANSIT project will be addressed (1) identifying differences in resilience adjusting to serious medical conditions and its treatment, (2) matching care to child and parent’s needs, (3) developing integrated care plans, (4) providing information on psychosocial impact of disease on daily life. 

Results of this process will be presented and interpreted in the context of integrating research in clinical practice within the context of future perspective on personalised and network care for children with serious medical conditions and their families. 

	14.35-14.50:
	Tijd voor vragen en discussie

	14.50-15.35:
	Jonge onderzoekers aan het woord (1) 
· Psychologische aspecten van kinderanesthesie
Dr. Johan Berghmans, KU Leuven
De presentatie is een samenvatting van zijn promotieonderzoek.

De algemene doelstelling van het proefschrift was om een ​​beter inzicht te verkrijgen in verschillende psychologische aspecten van anesthesie bij kinderen. De specifieke doelstellingen omvatten: ten eerste, het onderzoeken van mogelijke associaties tussen al reeds bestaande emotionele/gedragsproblemen bij kinderen en het specifiek peri- en postoperatief gedrag van kinderen, waaronder angst tijdens de inductie, postoperatief delirium, veranderingen in sensorische prikkelverwerking en pijn thuis; ten tweede, onderzoek naar de validiteit van een nieuw, makkelijk bruikbaar evaluatie-instrument om angst bij inductie van anesthesie te meten; ten derde, de beoordeling van de waarde van een audiovisuele video voor het verminderen van angst bij de ouders tijdens inductie van anesthesie bij hun kind.
· Social matters before and after epilepsy surgery in children

Dr. Olga Braams, UMC Utrecht
Social functioning is at risk in children with drug-resistant epilepsy. Seizures, taking medication, restrictions in everyday activities, fatigue, hospital visits, and stigma are just a few consequences that can deprive these children from age-appropriate social activities. This affects the quality of life of these children and their families directly, but could also limit the development of social skills through less than normal experience. Epilepsy surgery is a treatment aiming to cure epilepsy in patients with drug-resistant focal epilepsy with an identifiable epileptic zone that does not involve eloquent cortex. Epilepsy surgery could form an extra threat to social functioning, since the majority of resections include brain structures and networks that are involved in social cognition (interpreting social situations). On the other hand, when it leads to seizure freedom or seizure reduction, epilepsy surgery can decrease the negative consequences of having epilepsy and improve social functioning. In our research project, we assessed social cognition in children before and after epilepsy surgery and other social ‘matters’, such as personality, general social functioning of these children, and parenting stress, parents’ psychological wellbeing, and the family’s functioning as perceived by the parents. We found poorer social cognition and more adverse personality traits in children with refractory epilepsy than healthy peers, which could not be explained solely by a difference in intelligence. Parents of children with epilepsy reported higher parenting stress than parents of healthy peers and reported problems in their psychological and family functioning. Besides epilepsy onset age, robust relationships between epilepsy variables and social functioning could not be detected. Epilepsy surgery did not cause additional deficits in social cognition, but it did not improve social cognition either. Adverse personality traits and problems in general social functioning of both children and parents decreased to some degree after epilepsy surgery, but remained problematic. Psycho-education about the effects of epilepsy and epilepsy surgery on the social development of children and social lives of parents may help to prevent problems and lower the threshold for psychological guidance to optimize social functioning of the children and their parents.

· The role of peers for youth with type 1 diabetes: A developmental perspective

Koen Raymaekers, School Psychology and Development in Context, KU Leuven, Leuven, Belgium 
Type 1 diabetes (T1D) is a chronic illness that substantially affects the daily lives of youth on their way to adulthood. As peers are omnipresent in the lives of adolescents and emerging adults with T1D, they can be important providers of support, but may interfere at the same time with a healthy adjustment to the illness. Despite some qualitative studies pointing to the importance of peers for youth with T1D, quantitative research is scarce, inconclusive, and lacks a comprehensive theoretical framework. In-depth research on peer relations is therefore urgently needed in youth with T1D. Hence, this project aims to meet the needs of both research and clinical practice by obtaining a detailed picture on the role of peers for youth with T1D. During the course of the project we examine patients’ perspectives of the peer context from a developmental perspective, taking into account both adolescence and emerging adulthood. Second, a rich set of indicators of the peer context is assessed, and we investigate the role of intervening variables such as appraisals of support and illness identity. Fourth, transactional associations among the peer context and patient outcomes will be examined, thereby taking into account the parental context as well.



	15.35-16.00: 
	Pauze

	16.00-17.15 
	Jonge onderzoekers aan het woord (2) 
· Behavioral phenotyping Neurofibromatosis type 1
Drs. André Rietman, Erasmus MC Rotterdam
Neurofibromatosis type 1 (NF1) is a genetic disorder or syndrome caused by changes in the NF1 gene on chromosome 17q11.2. NF1 occurs in 1:2,000 to 4,000 people, of which about half are new mutations. NF1 leads to symptoms in the appearance of people, such as light brown spots on the skin (so-called café-au-lait macules), lumps on or in the skin but also to an increased risk of having benign and malignant tumors. Most symptoms occur in the nervous system, the skin, and the bones. This leads to numerous unpredictable and variable complications. Although the diagnostic criteria are largely somatic and the physical symptoms are serious and impressive, cognitive deficits and behavioral problems are the most common complications of NF1 in children. 

A behavioral phenotype includes cognitive, personality, and behavioral patterns. The behavioral phenotype of NF1 consists of a lower average full-scale IQ and cognitive problems associated with speech and language, visuospatial skills, executive functions, attention, and motor performance. The majority of the behavioral problems found in NF1 are emotional problems such as anxiety, depression, and social withdrawal leading to an increased risk of ADHD, DCD, or ASD. 
Effects of NF1 in daily life consist of fatigue, sleeping problems, learning problems, and a need for additional support and treatment. Both the people with NF1 themselves as their parents and families experience higher levels of stress, also due to difficulty coping with the uncertainty about the course of NF1. Health-related quality of life (QoL) is lower in children and parents, particularly when bodily pain is involved. 


This talk will focus on recent research in NF1 using longitudinal, cross-sectional and qualitative research. Recent RCTs not only yielded information about the effect of different treatments but also recommendations regarding the selection of outcome measures in clinical trials in general. 

· Cognitive behavioral therapy for psychological outcomes of youth with inflammatory bowel disease: a randomized controlled trial.

Drs. Luuk Stapersma, Erasmus MC Rotterdam
Youth with inflammatory bowel disease (IBD) often experience psychological difficulties, such as anxiety and depression, that can influence the disease course. This randomized controlled trial tested whether a 3-month disease-specific cognitive behavioral therapy (CBT) in addition to standard medical care was effective in improving these youth’s psychological outcomes. The main outcomes were (subclinical) anxiety and depression. 70 youths (10-25 years) were randomized in two groups: a) standard medical care (Care-As-Usual; CAU) plus disease-specific CBT or b) CAU only. At baseline, and after 3, 6, and 12 months all participants completed online psychological questionnaires. Primary analyses concerned the change in anxiety and depressive symptoms. Exploratory analyses concerned the course of anxiety, depression, health-related quality of life (HRQOL), social functioning, coping, and illness perceptions during the 12-months study period. In general, patients in both groups improved significantly in their anxiety and depressive symptoms, HRQOL , social functioning, coping and illness perceptions. We found no differences between those receiving additional CBT or those receiving CAU only. We hypothesize that the awareness the study elicited and the possible (unintentional) support provided may have had a strong positive effect on all patients. An alternative explanation may be that all patients had a relatively low perceived burden (both somatically and psychologically). CBT could be beneficial for patients with more severe psychological symptoms or patients with clinical disease activity.

· The psychological wellbeing of children with a (suspected) mitochondrial disease and a new intervention targeting fatigue

Kim Van de Loo, Radboud UMC 
Mitochondrial disease (MD) is a rare, hereditary disease with a heterogeneous clinical presentation. It is a serious and progressive disease, with an unpredictable course. The incidence rate is approximately 1 in 5000 live births. To date, no cure is available. The duration of the diagnostic process takes months to years, and in some cases, no diagnosis or no genetically confirmed diagnosis can be made and patients remain in uncertainty. 

We  investigated the psychological wellbeing of 122 children who are in the diagnostic circuit for MD. Results showed major impairments in child psychological functioning. Child’s self and parent report revealed a lower quality of life on all areas, and remarkably even a lower quality of life in physical functioning compared to chronic ill children. Parents also reported more child behavioral problems, especially anxious/ depressed, withdrawn/ depressed behavior, and somatic complaints, compared to the general population. The somatic complaints were even higher compared to children with ALL. Children themselves only reported somatic complaints. Most children (74%) experienced health complaints for more than 3 years, and nearly 75% received help from one or more specialist. In the end of the diagnostic process, only 7 out of the 122 children were diagnosed with a genetically confirmed MD, 15 with other diagnoses and the remaining did not receive any diagnosis.  

Besides the complaints described above, it has been well established that fatigue is a common and burdensome complaint in children with MD. We therefore designed the PowerMe intervention, a blended cognitive behavioral therapy targeting fatigue in children and adolescents with MD, which is currently tested in a multiple baseline design on its efficacy. In the future, we aim to apply this intervention to children with a clinical presentation of a MD, but without a genetically confirmed diagnosis as well.

· Parent Reported Outcomes in Pediatric Practice
Hedy van Oers MSc, Emma Children’s Hospital Amsterdam UMC

A chronic disease in childhood also affects the parents or caregivers of the child. This thesis consists of four parts. 
1. The first part focusses on the psychosocial functioning of parents of a child with a chronic illness or condition. Especially mothers showed higher levels of anxiety and depression than mothers in the general population. Practical problems in daily life and parenting stress were the strongest factors associated with anxiety and depression, whereas none of the child’s (medical) characteristics showed a significant relationship with parental anxiety and depression.
2. The second part encompasses the development, validation and collection of norm data of a screening tool, the Distress Thermometer for Parents (DT-P). The DT-P appeared to be a reliable and valid instrument for measuring levels of distress in parents with a chronically ill child. A cutoff score of 4 had optimal sensitivity and specificity. With the collected normative data, distress can be evaluated in parents of a child with a chronic condition in pediatric clinical practice compared to parents of healthy children.

3. In the third part, outcomes of the DT-P in parents of two specific groups of children are described. Results showed that parents of children with Down Syndrome did not differ in thermometer score (clinical distress) compared to parents of healthy children, and mothers did not report more everyday problems. However, fathers did report many more problems than fathers of healthy children. The fathers of children dependent on Home Parenteral Nutrition did also not differ in thermometer score (clinical distress), but the mothers did show higher levels of clinical distress.

4. The last part contains the KLIK Patient Reported Outcome Measures (PROM) portal, as well as the feedback of PROMs in KLIK. It provides an overview of the background and the implementation of the KLIK PROM portal. 



	17.15-18.00
	Napraten en borrel, Kindertheater, Wilhelmina Kinderziekenhuis 


	Vanaf 18.15
	Social dinner, Kindertheater, Wilhelmina Kinderziekenhuis 



