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Inleiding 

In Nederland groeien ongeveer 500.000 kinderen op met een chronische ziekte1. Dankzij uitgebreid 

onderzoek weten we dat het met deze kinderen minder goed gaat op verschillende aspecten in hun 

leven; zij ondervinden problemen in hun fysieke, emotionele, sociale en cognitieve ontwikkeling. 

Daarbij hebben ze een verhoogd risico op psychosociale problemen en een verminderde Kwaliteit 

van Leven in vergelijking met gezonde leeftijdsgenoten2. 

Niet alleen het chronisch zieke kind ervaart problemen door de ziekte, ook bij de rest van het 

gezin; ouders, broertjes en zusjes, kunnen problemen ontstaan als gevolg van de zorg - en het 

samenleven met – een chronisch ziek gezinslid3-5.  

Om chronisch zieke kinderen op te laten groeien tot zelfstandige volwassenen die kunnen 

participeren in onze maatschappij, en om daarbij ook hun broertjes, zusjes én ouders te 

ondersteunen zijn interventies nodig. Door de jaren heen is er wereldwijd grote progressie gemaakt 

in het ontwikkelen van zulke evidence based interventies om de psychische gezondheid en het 

gedrag van deze kinderen, jongeren en hun families te verbeteren6.  

Dit verslag bevat een overzicht van interventies die wereldwijd zijn ontwikkeld ten behoeve van de 

ondersteuning van pediatrische patiënten en broertjes, zusjes en ouders.  

NB. Dit verslag is niet volledig, en kan steeds worden aangevuld.  

 

 

Literatuurlijst 

 
1. Mokkink LB, van der Lee JH, Grootenhuis MA, Offringa M, Heymans HS. Defining chronic diseases and health conditions in 

childhood (0-18 years of age): national consensus in the Netherlands. European Journal of Pediatrics. 2008; 167:1441-1447.  

 

2. Pinquart M, Teubert D. Academic, physical, and social functioning of children and adolescents with chronic physical 

illness: a meta-analysis. Journal of Pediatric Psychology. 2012;37(4):376-89. 

 

3. Bronner MB, Kayser AM, Knoester H, Bos AP, Last BF, Grootenhuis MA. A pilot study on peritraumatic dissociation and 

coping styles as risk factors for posttraumatic stress, anxiety and depression in parents after their child's unexpected 

admission to a Pediatric Intensive Care Unit. Child and Adolescent Psychiatry and Mental Health. 2009;3(1):33. 

4. Bronner MB, Knoester H, Bos AP, Last BF, Grootenhuis MA. Follow-up after paediatric intensive care treatment: parental 

posttraumatic stress. Acta Paediatrica. 2008;97(2):181-6. 

5. Bronner MB, Peek N, Knoester H, Bos AP, Last BF, Grootenhuis MA. Course and predictors of posttraumatic stress disorder 
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6. Palermo TM. Evidence-Based Interventions in Pediatric Psychology: Progress Over the Decades. Journal of Pediatric 
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Online 
- Websites & Apps - 
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Intervention 

Upopolis – A healthy space for kids to connect 

For who 

Kids – Teenagers – Child Life specialists – Parents. 

Aim  

To benefit from access to kid-friendly tools that aid in education, distraction and preparation for 

medical procedures helping to make the hospital experience a better experience. Help to restore a 

sense of normalcy while kids and teens are in the hospital. 

Description 

Upopolis is a private online social network (community) to help kids and teens stay connected to 

their family, friends and school while in medical care. They can share experiences and stay up to 

date with schoolwork. Upopolis features an online library of easy to understand medical information 

on a wide variety of conditions, treatments, equipment and procedures. It’s been written especially 

for kids and teens, and has been verified and approved by health care professionals. 

Child Life Specialists benefit from: 

- Expanded resources they can use as therapeutic tools when working with their patients 

- The ability to provide distraction and diversion for a patient during procedures or treatment in a 

fun and interactive way 

- Kid-friendly medical content enabling them to better educate their patients about their condition 

and what they can expect during their period of hospitalization 

Parents benefit from: 

- Having an additional way to communicate with their child when visits are impossible 

- Knowing that their child can experience some sense of normalcy while in hospital 

- Reduced stress from knowing their child is able to understand their condition and is therefore 

better able to focus on the recovery process 

- Having access to kid-friendly medical content to educate themselves about their child’s illness and 

to be better equipped to handle potentially difficult conversations with their child 

Kids and Teens benefit from: 

- A decreased sense of isolation, loneliness and fear 

- Improved comfort that comes from a better understanding of their medical status 

- Increased ability to keep up with school work, connect with friends and maintain important 

relationships 

- The opportunity to network and share experiences, thoughts and feelings with other hospitalized 

patients fostering a community of support 

Research 

x 

Contact (person)  

x  

Website 

www.upopolis.com 

http://www.upopolis.com/
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Intervention 

CarePages 

For who 

Everybody who has to manage a healthcare challenge.  

 

Aim 

To stay connected with family, friends and colleagues before, during and after a healthcare 

challenge.  

Description 

Staying in touch with loved ones and friends while also managing a healthcare challenge can be 

difficult. But staying connected is a crucial component to getting, and staying well—for both 

patients and caregivers. Now patients can stay connected with family, friends and colleagues 

before, during and after a healthcare challenge through a CarePages website. CarePages provides 

free, private websites that make it easy to: 

Update family, friends and even colleagues all at once, share photos, collect supporting 

messages from loved ones and friends, learn more about healthcare issues and connect to 

others with similar concerns 
 

Research 

x 

Contact (person)  

x 

 

Website 

www.carepages.com  

 

 

 

http://www.carepages.com/
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Intervention 

Starbright World 

For who 

Teens, young adults and their siblings ages 13-20 who are dealing with a serious illness or injury. 

 

Aim 

To provide teens with peer support, to teach them how to express themselves, how to find 

encouragement and so on. 

Description 

Being a teen is universally overwhelming without the added stress of serious illness. Experiencing 

frequent hospitalizations and procedures can cause feelings of exclusion from "normal" teen social 

activities and school events. Not all aspects of healing are solely medical. Starbright World's tight-

knit community of teens facing chronic illness provides exceptional peer support. Through Starbright 

World, teens can express themselves, develop communication skills, find encouragement, talk about 

their fears, process their feelings, and connect with other teens who are going through similar 

experiences.  They can play games, upload photo’s, write blogs and talk with other teens in the live 

chatroom. Most important, it is a safe, moderated environment for making friends, hanging out, and 

having fun! 

Research 

Battles HB, Wiener LS. STARBRIGHT World: Effects of an Electronic Network on the Social 

Environment of Children With Life-Threatening Illnesses. Children’s Health Care. 2002.  

Contact (person)  

sbw@starlight.org  

Website 

www.starbrightworld.org  

 

mailto:sbw@starlight.org
http://www.starbrightworld.org/
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Intervention 

YourWay 

For who 

Teenagers with diabetes type 1 and 2. 

Aim 

To teach teenagers how to set goals and solve problems surrounding the psychosocial barriers to 

self-care.  

Description 

Through specific models on the website, teens can learn how to identify and resolve those barriers, 

like feelings of stigma or embarrassment, inadequate communication with adults and peers, lack of 

planning, distraction and time constraints. Other barriers they might be struggling with include 

depression, burn-out and inadequate situational decision-making. And simple forgetfulness can be a 

major barrier for some teenagers. 

The models depict first-person accounts of situations that teenagers and their parents may 

encounter. For example, one model tells the story of Jake, a soccer player who worries that his 

brother, a teammate, is embarrassed by him. Jake does not want to test his blood glucose in front 

of his teammates prior to a soccer game and then experiences a severe hypoglycemic episode during 

the game. The rest of the model shows Jake learning how to resolve this problem, including a part 

where he talks to his brother about the situation and another part where he learns more about 

insulin dosing and sports from his nurse practitioner. 

 

Currently, the YourWay website is only open to teens who are enrolled in relevant research studies. 

There are two versions available: one for type 1 patients, and one for type 2. The makers of 

YourWay hope to open the program up to adolescents and their families in the near future. 
 

Research 

Mulvaney SA, Rothman RL, Wallston KA, Lybarger C, Dietrich MS. An internet-Based Program to 

Improve Self-Management in Adolescents With Type 1 Diabetes. Diabetes Care. 2010. 

 

Contact (person)  

Dr. Selagh A. Mulvaney - selagh.mulvaney@vanderbilt.edu 

 

Website 

www.yourway.org  

https://www.yourway.org/
mailto:selagh.mulvaney@vanderbilt.edu
http://www.yourway.org/
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Intervention 

The Cyberclinic (De Cyberpoli) 

For who 

Children and teenagers coping with chronic illness, in particular celiac disease, diabetes, IBD 

(chronic bowel diseases like Crohn's disease or ulcerative colitis), asthma, congenital heart defects, 

and CF, sickle cell disease, thalassemia, and juvenile arthritis, HIV, Klinefelter's syndrome and Down 

syndrome, and CVS. 

 

Aim 

To create a stronger (treatment) bond between the medical practitioner and the child coping with 

chronic illness by: 

- increasing or deepen the knowledge from the child about its disease 

- giving the practitioner more understanding and insight in what children with chronic illness go 

through by showing them what children already know about their disease and the kind of 

experiences they have had.  

- giving children with a chronic illness a bigger voice in the practitioner room by giving them a 

change to ask questions, or giving advice to the (medical) practitioners about their illness  

Description 

The Cyberclinic is an online, interactive meeting place for children and teenagers coping with 

chronic illness (also available as an app on your smartphone). Many children and teenagers with 

chronic illness have questions about their disease but for a reason they don’t want to ask their 

clinician about it. In other cases they just want to get an answer right away instead of waiting for 

the next clinic visit. When the panel has difficulty with answering a question or thinks more 

research is needed, they give an advice to contact the doctor, so he or she can take a second look 

at the situation.  

 

On the site children and teenagers can: 

- anonymously ask a specialist, general practitioner, pulmonary consultant, nutritionist, remedial or 

other practitioner a question 

- anonymously ask an expert (for example because this person deals with the same illness) a 

question 

- exchange experiences, or just have a nice chat with other children 

- increase or deepen their knowledge about their disease  
- get insight in their own wellbeing 

Obvious, also parents can visit the Cyberpoli to take a look around or even ask the 

panel of clinicians and experts a question.  

Research 

x 

Contact (person)/Website 

Lex Winkler - lexwinkler@artsenvoorkinderen.nl 

 

Website 

www.cyberpoli.nl  

 

mailto:lexwinkler@artsenvoorkinderen.nl
http://www.cyberpoli.nl/
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Intervention 

On Your Own Feet (Op Eigen Benen) 

For who 

Youth coping with chronic illness or disabilities in the transition phase, their parents, and 

professionals.  

  

Aim 

A smooth transition from the child care to adult care.   

Description 

On Your Own Feet is a website where you can find information about, and for, youth coping with 

chronic illness or disabilities in the transition phase. It is divided into different topics, such as ‘Me’, 

‘Care’, ‘Relationships’, ‘Study’, ‘Work’, ‘Living’, ‘Transport’, ‘Spare Time’, ‘Sports’, ‘Parents’. 

 

Research 

x 

Contact (person)  

opeigenbenen@hr.nl   

Website 

http://www.opeigenbenen.nu  

 

mailto:opeigenbenen@hr.nl
http://www.opeigenbenen.nu/
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Intervention 

The Coping Engine 

 

For who 

Everybody who needs help to find solutions to problems causing emotional distress. 

Aim 

To help people find solutions to problems causing you emotional distress. 

Description 

The Coping Engine is a teaching tool intended to help people handle moments of distress with 

greater ease. It was originally developed in the 1990's, at Stanford University Medical Center's 

Department of Radiation Oncology by Patricia Fobair, LCSW, MPH. During Fobair's experience with 

breast cancer in 1987, she felt confronted with negative feelings and defensive coping, less 

equipped to find solutions to the day-to-day problems that came along during treatment. It 

occurred to her that she had not learned to talk about negative feelings as a child; she would do 

well to face those feelings and thoughts. When moments of feeling 'helpless' arose, she realized that 

only "very small children are really helpless." Adults have some action available to them, calling a 

friend, seeking advice, or problem solving. 

The current Coping Engine was built on the work of Robert Matano, Ph.D., who created the inner 

circles for his work with drug addicts treated in the Department of Psychiatry and Behavioral 

Medicine at Stanford University Medical Center. Fobair adapted Matano's work by adding the 'Active 

Coping' circle suggesting cognitive methods. 

 

Research 

x 

Contact (person)/Website 

Praticia Fobair - pfobair1@gmail.com 

Website 

www.copingengine.com 

 

 

 

 

 

 

mailto:pfobair1@gmail.com
http://www.copingengine.com/


16 

 

 

 

Intervention 

After The Injury 

For who 

For parents whose child has a trauma. 

 

Aim 

To help parents understand their child’s reactions to injury and learn how to help children cope 

with trauma in a healthy way. 

Description 

After The Injury was developed by an interdisciplinary team of researchers and practitioners with 

expertise in pediatric injury, child health care, and traumatic stress. Parents can find tools to rate 

their child reactions to injury, tios how to deal with them and the best ways to support their child.  

 

Research 

x 

Contact (person)  

Flaura Winston and Nancy Kassam-Adams 

Website 

www.aftertheinjury.org 

http://www.aftertheinjury.org/
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Intervention 

FitNet 

For who 

Teenagers age 12 till 18 with chronic fatigue syndrome. 

Aim 

To get better. The actual goal depends on the goals chosen by the patient. To get better or to 

recover from chronic fatigue syndrome means being able again to do everything you want.  

Description 

FitNet is a website. The FitNet treatment is a form of cognitive behavior therapy. 

The treatment consists of 21 steps. Patients don’t go through all steps. The practitioner tells the 

patients which steps are important. There is weekly contact via e-mail with the practitioner so no 

face to face contact.  

The practitioner or the texts on the internet ask questions and give assignments. As often as 

necessary, the patients sends messages to the practitioner. Once a week, on a set day, the 

practitioner answers.  

Also, the teenager has to fill in diary’s, for example: 

- A sleep-wake diary (at what time do you go to bed, at what time do you get up) 

- An activity diary (What is your daily activity schedule)  

- A school diary (how many hours do you attend school) 

Duration of the treatment is about 5 to 6 months. When the treatment is finished, there will be a 

couple of contact moments with the practitioner to make sure the teenager stays at the right path. 

The last moment of contact is normally a year after the start of the treatment. 

 

Research 

x 

Contact (person)/Website 

Drs. S.L. Nijhof, kinderarts in opleiding en arts-

onderzoeker, WKZ/UMCUDrs.  

T. Berends, psycholoog, Nijmeegs Kenniscentrum 

Chronische Vermoeidheid 

Website 

http://www.hetwkz-kind.nl/ziektebeeld/cvs-fitnet/  

http://www.hetwkz-kind.nl/ziektebeeld/cvs-fitnet/
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Intervention 

Pocket Doc App 

For who 

All parents. 

 

Aim 

To help parents make smart decisions on what level of care (if any) is needed and how to provide 

speedy symptom relief for minor illnesses or injuries they can manage on their own. To keep track 

of medications.  

Description 

Pocket Doc makes parenting a little easier by giving you access to reliable information on children’s 

health. Symptom Guides help you make smart decisions about what (if any) level of care your 

child’s symptoms require and how to provide quick symptom relief at home for minor illnesses or 

injuries. The information is based on guidelines used since 1997 by thousands of pediatricians and 

nurses. Parents can also keep track of their child’s medications and how to use common over-the-

counter medicines. 

Research 

x 

Contact (person)  

All Children’s Hospital - John Hopkins Medicine 

Website 

http://www.allkids.org/body.cfm?id=1422  

http://www.allkids.org/body.cfm?id=1422
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Intervention  

Hello Hospital (Hallo Ziekenhuis) 

For who 

Every child (and their parents) age 0 – 18 who has to go to the hospital for any reason. 

Aim 

To prepare children to events in the hospital, to make it less stressful.  

Description 

The Jeroen Bosch Hospital developed this website especially for children. When a child has to come 

into the hospital to undergo an operation of a treatment it can be a very stressful event. To prepare 

them (and their parents) on what is going to happen this site had preparation videos, games, story’s 

and all kind of information. 

Research 

x 

Contact (person) 

x 

 

Website  

www.halloziekenhuis.nl 

 

http://www.halloziekenhuis.nl/


20 

 

 

 

Intervention 

On Track Online (Op Koers Online) 

For who 

(Chronically) ill children and their parents.  

Aim 

To teach children to stand up for themselves, to enhance their self-esteem and social-emotional 

functioning. Teach them to be more confident in life and have a positive mind set.  

Description 

Op Koers are courses for children and their parents to come together and share experiences and talk 

about solutions to handle difficult situations you encounter while growing up with a disease.  

Within the Op Koers program, there are separate courses for:  

- children with a chronic illness (8-12 years) 

- young people with a chronic illness (12-18 years) 

- parents of children with a chronic illness (this course runs parallel to the child's course) 

- children treated for cancer (8-12 years) 

- young people who have been treated for cancer (12-18 years) 

- children / young people with a sick brother or sister (8-14 years). 

In all courses a lot of topics are discussed, like how to find information about the illness, relaxation 

in stressful situations, the coping with peers and worrying.  

Research 

Proefschrift Linde Scholten 

Last BF, Stam H, Onland-van Nieuwenhuizen AM, Grootenhuis MA - Positive effects of a psycho-

educational group intervention for children with a chronic disease: First results 

Scholten L, Willemen AM, Last BF, Maurice-Stam H, van Dijk EM, Ensing E, Zandbelt N, van der 

Hoop-Mooij A, Schuengel C, Grootenhuis MA - Efficacy of Psychosocial Group Intervention for 

Children With Chronic Illness and Their Parents 

Scholten L, Willemen AM, Napoleone E, Maurice-Stam H, Last BF, van Dijk-Lokkart EM, Zandbelt N, 

Ensink E, Grootenhuis MA, Schuengel C - Moderators of the Efficacy of a Psychosocial Group 

Intervention for Children With Chronic Illnes and Their Parents: What Works for Whom? 

Scholten L, Willemen AM, Grootenhuis MA, Maurice-Stam H, 

Schuengel C, Last BF - A cognitive behavioural based group 

intervention for children with a chronic illness and their parents: a 

multicentre randomized controlled trial 

Contact (person) 

Linde Scholten – linde.scholten@amc.uva.nl  

Charlotte Bouman – c.p.bouwman@amc.uva.nl 

Website 

www.opkoersonline.nl  

 

 

mailto:linde.scholten@amc.uva.nl
mailto:c.p.bouwman@amc.uva.nl
http://www.opkoersonline.nl/


21 

 

 

 

Intervention 

KLIK  

For who 

Chronically ill children (0-18) and their parents. 

Aim 
to monitor and screen children (aged 0–18) with chronic illnesses over extended periods of time. 
 
Description 
an easily accessible website (KLIK) on which children and their parents can fill in health related 
quality of life questionnaires before consultation with the pediatrician. These Patient Reported 
Outcomes (PROs) are provided to the pediatrician to facilitate communication with patients during 
a consultation. 
 
Children aged 8–18 complete the questionnaires themselves. Parents complete the questionnaires 
for young children. The basis is a generic HRQOL questionnaire. Disease-specific HRQOL and 
psychosocial questionnaires are also available. A web-based mode was selected. The questionnaires 
in KLIK are available prior to a consultation. Pediatricians retrieve the ePROfile from the website 
(www.hetklikt.nu) and discuss it with the patients. The ePROfile consists of a literal representation 
of the answers and a graphic presentation. Various tools are used to aid in its interpretation. All 
members of the multidisciplinary team receive training in how to use the website and how to 
adequately respond to the patient’s ePROfile. 
 
Research 
Proefschrift Lotte Haverman 
 
Contact (person) 
info@hetklikt.nu 
 
Website 
www.hetklikt.nu 
  

mailto:info@hetklikt.nu
http://www.hetklikt.nu/
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Intervention 

Coach4Life App 

 

For who 

People with chronic kidney disease. 

Aim 

Coach4Life supports people with chronic kidney disease (CKD) in leading as healthy a life as possible 

and, if possible, slowing down the further deterioration of the kidneys 

Description 

To mitigate the worsening of kidney failure, it is important that people with chronic kidney disease 

take action as early in their lives as possible. It is effective, yet difficult to maintain healthy eating 

and exercise habits and a strict medication regime. What is often lacking are knowledge, motivation 

and self-confidence. That is where Coach4Life comes in. Coach4Life contains game elements that 

pleasantly and positively motivate patients to improve their daily lives. Taking centre stage in 

Coach4Life are personal goals picked and detailed by the patients themselves to make them a true 

part of their lives. It’s about more exercise, timely medication, more relaxation, social activities. 

Adding game elements to Coach4Life offers opportunities for people to learn and explore new 

behaviour in a subconscious (intuitive) and attractive manner without any risks. 

Research 

x 

Contact (person) 

x 

Website 

http://www.nierstichting.nl/werk/patienten/zelfmanagement/coach4life-leefstijl-app  

http://www.nierstichting.nl/werk/patienten/zelfmanagement/coach4life-leefstijl-app
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Intervention 

The Sugarsquare (Het Suikerplein)  

For who 

Adolescents with type 1 diabetes and their parents.  

Aim 

To improve communication between adolescent and team. To encourage adolescents to take an 

active role in managing their disease. 

To decrease parenting stress in parents of a child with type 1 diabetes. 

Description 

The web-based patient portal Sugarsquare provides online disease information, easily accessible 

contact with the diabetes team, peer support and treatment overview.   

Research 

Boogerd EA, Noordam C, Kremer JA, Prins JB, Verhaak CM. Teaming up: toepasbaarheid van een 

online behandelomgeving voor jongeren met type 1 diabetes. Pediatric Diabetes. 2014. 

Boogerd EA, Noordam C, Verhaak CM. Het Suikerplein onderzoek: protocol voor een multicentra 

gerandomiseerde gecontroleerde trial naar een web-based patiënten portal voor ouders van een 

kind met type 1 diabetes. BMC Pediatrics. 2014. 

Contact (person)  

info@suikerplein.nl  

Website 

www.suikerplein.nl  

 

mailto:info@suikerplein.nl
http://www.suikerplein.nl/
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Intervention 

Bubble Wizard  

For who 

Infants and toddlers with cystic fibrosis. 

 

Aim 

To learn children how to blow and to reduce the fear of a pulmonary function test.  

Description  

Bubble Wizard is an adventures game with wizards, dragons and princesses in the lead. Children 

play it by blowing into the microphone of a smartphone, as hard and as long as possible. The 

younger the lung function test can be taken, the sooner appropriate treatment can start, and thus 

damage to the lungs is reduced.  

Research 

x 

Contact (person) 

Martijn Straatman 

 

Website 

www.bubblewizard.com 

https://www.facebook.com/bubblewizardfoundation  

http://www.bubblewizard.com/
https://www.facebook.com/bubblewizardfoundation
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Intervention 

Adem en Eefje 

For who 

Children with asthma  

 

Aim 

To motivate and stimulate children with asthma or other breathing difficulties. To gain insight in 

your possibilities, and to learn how to use them the best way, despite of a chronic illness.  

Description  

An app with (breathing)exercises, it also reminds children to take their medicine and has an option 

to contact a therapist by email or video chat.  

Research 

x 

Contact (person) 

Hellen Lindeboom – afspraak@dekinderkliniek.nl  

 

Website 

www.ademeneefje.nl  

 

  

mailto:afspraak@dekinderkliniek.nl
http://www.ademeneefje.nl/
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Beloningssystemen 
- Verzamelen - 
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Intervention  

The Heart Beads Program 

For who 

Children with cardiac conditions, and their parents.  

Aim 

To trace a child’s hospital journey. To provide a tool for children and families to be able to talk 

about the illness and experience. 

Description 

Heart Beads is a program that was started at the Heart Centre for Children in 2008. Upon 

attendance at pre-admission clinic, or admission to the ward, parents will be given a brochure 

regarding the program and the opportunity to enroll and begin their Heart Beads journey, and they 

will receive a Heart Beads package with their child's name and date of birth already strung and 

ready to go.  For each procedure, treatment, good and bad day and other milestone, there is a 

unique bead which will be given to them to add to the string. 

Research 

Dengler KA, Scarfe G, Redshaw S, Wilson V. The Heart Beads Program. Journal for Specialists in 

Pediatric Nursing. 2010. 

Contact (person) 

The Heart Centre for Children 

Website 

x 
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Intervention  

Bravery Beads Program 

For who 

Kids from the Hematology and Oncology population, and their parents. 

Aim 

To help kids create the visual journey through their treatment. 

Description 

Bravery Beads is a program that allows children with life challenging illnesses to collect special 

beads to commemorate each procedure or event they must endure throughout treatment. The 

collection of beads give children and families hope as well as a tangible way to share their story. 

Over 10,000 children with cancer and other life challenging illnesses participate in the Bravery 

BeadsTM Program each year. 

Research 

x 

Contact (person) 

info@braveryhearts.com  

Website 

http://www.braveryhearts.com  

 

mailto:info@braveryhearts.com
http://www.braveryhearts.com/
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Intervention 

The Legacy Bead Program 

For who 

Children with chronic conditions or life threatening illnesses, their siblings, and their parents. 

 

Aim 

To help children and their families cope with chronic conditions and life threatening illnesses. 

Description 

The program offers patients and their families a tangible way to illustrate their journeys using 55 

glass beads as unique as the children who collect them. Patients receive vivid green cylindrical 

beads for blood transfusions; sapphire round beads for lumbar punctures; tear-drop beads in 

assorted colors for homesickness; and blue, triangle-shaped beads for clinic visits. Other beads mark 

triumphs such as the completion of radiation or chemotherapy or challenges ranging from cancer’s 

return to the death of a friend. 

St. Jude designed its own bead program because existing options did not specifically address the 

challenges facing many of the hospital’s young patients. This approach could be employed for adults 

as well as children. Family members could use the beads to talk to children about adults who do not 

survive their illness. 

Because patients often collect the beads throughout the hospital, the program also gives staff 

another opportunity to talk to patients about their care, including why needle sticks are necessary 

or why a patient might need another MRI. The program gives patients and staff a chance to 

celebrate accomplishments and reinforces the staff’s role in every child’s journey. 

 
The Legacy Bead program was so popular the hospital added a similar program for patient siblings. 

Brothers and sisters earn beads for contributions ranging from serving as bone marrow donors to 

traveling to St. Jude with their families. Siblings play such a huge role in supporting the family and 

patient throughout treatment. 

 

Research 

Sisk C, Walker F, Gardner C, Mandrell B, Grissom S. Building a Legacy for Children and Adolescents 

With Chronic Disease. Journal of Pediatric Nursing. 2012. 

Contact (person) 

x 

Website 

x 
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Intervention 

De Kanjerketting 

For who 

Children with cancer, and their parents. 

 

Aim 

To help children cope with their illness and provide a tool to help them be able to talk about what 

they are going through. To reward them.  

Description 

The KanjerKetting is both a reward and a signpost and it consists out of beads. Every bead 

represents a particular treatment, investigation or event. There are beads for chemotherapy, 

radiation, pricking, a scan, lumbar puncture, hair loss, a very good day, a terrible off day, surgery, 

stay in the ICU, etc. The KanjerKetting tells the child’s story from diagnosis on. 

 

Research 

x 

Contact (person) 

x 

Website 

www.kanjerketting.nl  

 

http://www.kanjerketting.nl/
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Intervention 

Franniez 

For who 

Children (0-18) with a chronic disease. 

Aim 

It offers support for chronically ill children to talk about the disease and treatment. It offers 

consolation after an intervention and courage for interventions in the future. 

Description 

Franniez (a collectors system) supports children with sharing their stories and experiences with 

other people  

Research 

x 

Contact (person) 

Franny Slingerland 

Website 

www.franniez.nl  

http://www.franniez.nl/
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Intervention 

Reward system ‘Tikkiering’ 

For who 

Children with a heart disease. 

Aim 

To support children with their disease. To show their story to others and give an easy option to talk 

about what they’ve been through.  

Description 

At the beginning of the treatment the child receives a logbook and a large ring. He or she can 

collect charms for those ring, called Tikkies. With every shot, every jab, every study, every 

treatment comes a special Tikkie.  

In the logbook is space for notes, stories, drawings, photographs and other things that remind the 

child of the time in the hospital. Into the logbook there is a story: The treasures of Rapatiki. This 

story also includes a treasure map, postcards and a treasure map. The story is a travel log and is 

intended as a metaphor for all that children experience in the hospital.  

Research  

x 

Contact (person) 

x 

Website 

http://www.hartenvaatgroep.nl/wat-we-doen/tikkiering.html  

 

http://www.hartenvaatgroep.nl/wat-we-doen/tikkiering.html
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- (Computer) games -  
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Intervention  

Barbie Ella  

For who 

Young girls with cancer. 

Aim 

To explain difficult things about the disease and treatment to children. To bring it to their level and 

to find a way to talk about their feelings.  

Description 

Barbie Ella is a Barbie that is bald caused by chemotherapy. 

Research 

x 

Contact (person) 

x 

Website 

https://www.facebook.com/EllaChemotherapyBarbie  

 

https://www.facebook.com/EllaChemotherapyBarbie
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Intervention 

ShopTalk 

For who 

There are two versions of ShopTalk: one for pediatric cancer patients, and one for their siblings 

aged 7 to 16 year. 

Aim 

To uncover children’s feelings and help them explore their inner world, working through some of 

their fears and helping them find coping strategies.  

Description 

ShopTalk is a board game that helps therapists lead conversations with pediatric cancer patients 

and their parents about difficult emotional issues related to the illness that has affected their 

lives.  

Because critical information can be revealed through the course of play - suicidal feelings, for 

example, or non-adherence to medication regimens - the game should only be used with the 

supervision of a trained therapist so that opportunities for intervention aren’t missed. 

ShopTalk players visit 10 different “shops” around the board, choosing one of 6 “gifts” from each 

store to place in their individual shopping bag when they choose to answer the question. The shops 

are named according to different themes: The Ball’s in Your Court sports store, for example, allows 

players to explore how they would respond to various social scenarios during treatment. 

The added beauty of the game lies in its flexibility. Questions can be very simple, such as, “What is 

your favorite movie?” or they can be deeper, such as, “Do you think that children with a disease 

should be disciplined the same as kids who are healthy?” In this way, a therapist can tailor the game 

to the needs of the players, delving deeper with each round or tailoring the questions to an 

individual’s concerns or needs. 

After hearing the question, the player is asked if they would like to buy the gift. If they’re not 

comfortable answering, they can say, “No thanks, just looking.” Questions can also be addressed to 

the entire group of players, allowing the chance for someone who isn’t comfortable talking about 

his or her own problem to learn through the experience of others. 

Research 

x 

Contact (person) 

Dr. Lori wiener - wienerl@mail.nih.gov 

Website 

x 

 

 

mailto:wienerl@mail.nih.gov
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Intervention 

The Cellie cancer Coping Kit 

For who 
Children undergoing pediatric cancer treatment, aged 6-12 and their parents (soon there will be a 
version for sickle cell disease). 
 
Aim 
To promote coping and decrease distress in children undergoing pediatric cancer treatment. to 
promote emotional expression. To help parents guiding their child, and to deal with their own 
cancer-related challenges.  
 

Description 

The Coping Kit includes a stuffed toy named Cellie, cancer coping cards, and a book for caregivers. 

Cellie’s zippered mouth hides the deck of coping cards where children will find over 100 tips for 

dealing with numerous cancer-related stressors, such as medical procedures, hospital visits and 

feelings of fear and uncertainty. 

 

The Cellie Cancer Coping Kit can be used at home, in the clinic and/or in the hospital. For example, 

if parents or their child are worried about staying at the hospital overnight they can use Cellie to 

get prepared. They can search the deck for cards with ideas for making hospital stays easier, zip 

them into Cellie’s mouth, and take them along with them.  

 

The caregiver book can help parents to help their child put the coping techniques to work. The 

caregiver book also offers advice for dealing with parents’ own cancer-related challenges: caring for 

siblings, working with the medical team and more.  

 

The Cellie Cancer Coping Kit can be used by: 

- The child on his own 

- With parents or other trusted adults 

- With the child’s medical team 

- With a child life specialist or therapist 
 

Research 

Marsac ML, Hildenbrand AK, Clawson K, Jackson L, Kohser K, Barakat L, Kassam-Adams N, Aplenc R, 

Vinsel A, Alderfer MA. Acceptability and feasibility of family use of The Cellie Cancer Coping Kit. 

Support Care Cancer. 2012. 

Marsac ML, Klingbeil OG, Hildenbrand AK,  Alderfer MA,  Kassam-Adams N, Smith-Whitley K, 

Barakat, LP. The Cellie Coping Kit for Sickle Cell Disease: Initial acceptability and feasibility. (not 

published yet). 

Contact (person) 

Dr. Meghan Marsac - marsac@email.chop.edu 

Website 

http://www.chop.edu/health-resources/cellie-cancer-coping-

kit#.VXhQVtLtlHw  

 

mailto:marsac@email.chop.edu
http://www.chop.edu/health-resources/cellie-cancer-coping-kit#.VXhQVtLtlHw
http://www.chop.edu/health-resources/cellie-cancer-coping-kit#.VXhQVtLtlHw
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Intervention 

Re-Mission games 

 

For who 

For young cancer patients (teens and young adults). 

Aim 

To improve psychological and behavioral outcomes associated with cancer treatment adherence. 

To increase players’ self-efficacy, boosting positive emotions and shifting attitudes about 

chemotherapy.  

Description 

The games engage young cancer patients through entertaining game play while impacting specific 

psychological and behavioral outcomes associated with successful cancer treatment.  

In Re-Mission, the player controls an RX5-E ("Roxxi") nanobot who is designed to be injected into the 

human body and fight particular types of cancer and related infections such as non-Hodgkin's 

lymphoma and leukemia, at a cellular level. The player must also monitor patient health and report 

any symptoms back to Dr. West (the in-game doctor and project leader). Each of the 20 levels is 

designed to inform the patient on a variety of treatments, how they function, and the importance 

of maintaining strict adherence to those treatments. Various "weapons" are used, such as the 

Chemoblaster, Radiation Gun, and antibiotic rocket. 

Each game puts players inside the body to fight cancer with weapons like chemotherapy, antibiotics 

and the body’s natural defenses. Game play parallels real-world strategies used to fight cancer and 

win.  

The games are designed specifically for teens and young adults who are at risk of adverse cancer 

outcomes due to poor treatment adherence. Research on Re-Mission 2 shows that the new games 

are as effective as the original Re-Mission game in  

Research 

Kato PM, Cole SW, Bradlyn AS, Pollock B. A Video Game Improves Behavioral Outcomes in 

Adolescents and Young Adults With Cancer: A Randomized Trial. Pediatrics. 2008; 122: 305-317. 

Contact (person) 

x 

Website 

http://www.re-mission.net  

http://en.wikipedia.org/wiki/Nanorobotics
http://en.wikipedia.org/wiki/Non_hodgkins_lymphoma
http://en.wikipedia.org/wiki/Non_hodgkins_lymphoma
http://en.wikipedia.org/wiki/Leukemia
http://en.wikipedia.org/wiki/Cell_(biology)
http://en.wikipedia.org/wiki/Level_(computer_and_video_games)
http://www.re-mission.net/
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Intervention  

The Haemophilia Coping and Perception Test (HCPT) 

For who 

Boys aged 8–12 years with haemophilia. 

Aim 

A tool to assess coping and perception in clinical practice, to recognize what boys find difficult and 

to provide psychosocial support required for children with haemophilia. 

Description 

The HCPT takes approximately 45 min and has two sides – sports and pirates/treasures. The boy 

chooses which side he prefers. Players roll the dice, advance the piece the corresponding number of 

squares on the board and read a corresponding card. The blue cards contain the true test items (32 

items), which can be answered by the child only and consist of two scales; coping (e.g. ‘When you 

have a bleed, what are you supposed to do’?) and perception (e.g. ‘Do you ever feel different from 

your friends because you have hemophilia’?). The yellow cards (34 items) contain questions or 

assignments to amuse the players (e.g. ‘walk around the room like an elephant’). The red cards (34 

items) contain questions to facilitate and promote conversations about more personal topics (e.g. 

‘what do you do when you cannot sleep at night’?). The scale score of the coping items is calculated 

as the sum of the items. The coping scale has two versions; one for boys with moderate or mild 

haemophilia (coping) and one with four additional questions regarding prophylaxis for boys with 

severe haemophilia (coping-S). The higher the score, the better the reported coping skills. The scale 

score of perception items is calculated as the sum of the items. A lower score indicates realistic 

perception, with low anxiety. 

 

Research 

Limperg PF, Peters M, Colland VT, van Ommen CH, Beijlevelt M, Grootenhuis MA, Haverman L. 

Reliability, validity and evaluation of the Haemophilia Coping and Perception Test. Haemophilia. 

2015.  

 

Contact (person) 

Drs. Perrine Limperg – p.f.limperg@amc.uva.nl  

Website 

http://www.zorgvoorhetziekekind.nl/onderzoek/kinderen/hcbt-

hemofilie-coping-en-beleving-test/  

mailto:p.f.limperg@amc.uva.nl
http://www.zorgvoorhetziekekind.nl/onderzoek/kinderen/hcbt-hemofilie-coping-en-beleving-test/
http://www.zorgvoorhetziekekind.nl/onderzoek/kinderen/hcbt-hemofilie-coping-en-beleving-test/
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Intervention  

Love .Check   

For who 

Children that need to know more about safe sex and HIV/AIDS.   

Aim 

To raise awareness for HIV and AIDS prevention. 

Description 

game consisting of 70 cards. Each card shows a photograph and every photo appears twice in the 

game. During the playing of the game pairs are selected, just like in the memory game. After that 

the pictures are spoken about further, with the guidance of a group leader. In the game there are 

mostly four storylines. Like one story is about a family in which a number of members are hiv+ or 

have aids. Another story is about falling in love, friendship, sexuality and hiv/aids. Yet another story 

speaks of a girl that’s in danger and a fourth story line shows the prejudice and stigma’s that exist 

around getting infected. The storylines are developed for each country because they need to match 

the culture of the country. On top of that the game finds its shape with the cooperation of a 

sexologist, an education- and culture specialist and the WEB.foundation in cooperation with a local 

team. The game can be played by children who cannot read or write. Preferably an adult is present 

to guide and explain the rules printed on a flyer. In addition to these rules all photographs are 

described in ways how one is infected and how to avoid infection, about myths, etc. The game is 

supplied in printed format and can be played on the website and downloaded from the website. 

The game is available in different languages and for different countries.  

Research 

x 

Contact (person) 

info@webfoundation.nl  

Website 

www.webfoundation.nl  

mailto:info@webfoundation.nl
http://www.webfoundation.nl/
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Intervention  

Family .Matters   

For who 

For those with a family member who is HIV+ and for the people who attend to them. 

Aim 

To stimulate and support communication. 

Description 
is a memory game, similar in design to LOVE.check. HIV Association added a brochure to the game 
entitled ‘Tell me about it’. It addresses questions like ‘hiv in the family, whom do you share it with? 
Do you tell your child that you are hiv+, or that your child is hiv+? How do you deal with school, the 
sports club, the neighbours? What do you do when people gossip about you?'Those are questions and 
uncertainties people are confronted with on a daily basis. 

The brochure is available in Dutch, French and English. 

Research 

x 

Contact (person) 

info@webfoundation.nl  

Website 

www.webfoundation.nl  

 

 

 

mailto:info@webfoundation.nl
http://www.webfoundation.nl/


44 

 



45 

 

(Groeps)Programma’s 
- Meerderde sessies -  
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Intervention 

Surviving Cancer Competently Intervention Program (SCCIP)  

Surviving Cancer Competently Intervention Program - Newly Diagnosed (SCCIP-

ND) 

For who 

SCIPP: adolescent survivors, mothers, fathers and siblings. 

SCIPP-ND: caregivers of children diagnosed with cancer.  

Aim 

To reduce PTSS and enhance psychological adjustment while integrating family therapy and CBT 

approaches and including multiple members of the family. To promote healthy family adjustment to 

pediatric cancer and treatment and to prevent cancer-related posttraumatic stress symptoms in 

family members. 

Description SCIPP-ND 

A manualized three-session intervention for parents and caregivers of children diagnosed with 

cancer.  SCCIP-ND is an integrated cognitive behavioral and family systems intervention, designed to 

promote healthy family adjustment to pediatric cancer and treatment and to prevent cancer-

related posttraumatic stress symptoms in family members. SCCIP-ND was based on research 

indicating the presence of symptoms of posttraumatic stress in childhood cancer survivors and their 

parents.  The intervention is structured according to the following: Session 1 helps caregivers 

identify their beliefs about cancer and discuss how beliefs influence feelings, behaviors, and family 

relationships.   

Session 2 helps caregivers understand how adverse beliefs can impact family functioning and 

addresses the benefits of reframing beliefs to enhance their feelings, behaviors, and family 

relationships.   

Session 3 engages caregivers in a guided discussion regarding the role of cancer in the family.   

Structure: Cognitive behavioral focus within an interpersonal (family) context. Focus on cancer-

related parental beliefs at the time of diagnosis. Frame beliefs interpersonally. Use the experiences 

of other families via video and remain flexible given extreme distress that families are 

experiencing. 

The ABC model: Adversity  Beliefs  Consequences 

 

The “Family Survival Roadmap” is used to help caregivers 

recognize their beliefs about the future and share beliefs with 

each other. The intervention is based on four key therapeutic 

constructs that are integrated throughout each session:  joining 

with the family; maintaining an interpersonal focus; normalizing 

the family’s experience; and focusing on the family’s strengths 

and growth.   

 

 



48 

 

 

 

SCCIP-ND also utilizes the “Video Family Discussion Group” tool throughout the intervention as a 

virtual proxy for a supportive discussion with other caregivers of children with cancer.  

 

Research 

x 

Contact (person) 

Anne Kazak 

Website 

https://www.healthcaretoolbox.org/images/pdf/sccipnd_info.pdf  

 

https://www.healthcaretoolbox.org/images/pdf/sccipnd_info.pdf
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Intervention 

Children's Health & Illness Recovery Program (CHIRP) 

For who 

Teens (12-18) coping with chronic illness, particularly with painful and fatiguing symptoms. 

 

Aim 

The first goal is to educate and support the patient, family, and others in the community in the 

understanding of these painful and fatiguing pediatric conditions.  The second goal is to establish 

effective interventions that facilitate skill development in the following areas: 

1. Understanding and communicating about illness and symptoms 

2. Identifying and managing illness- and non-illness related stress 

3. Coping and problem-solving 

4. Time management and prioritizing 

5. Improving sleep hygiene 

6. Improving self-expression, communication and assertiveness  

7. Relaxation and self-soothing 

8. Developing helpful family roles for enhancing independence and communication 

9. Advocating for appropriate educational needs and accommodations 

10. Developing effective long-term recovery practices and lifestyle modifications 

Description 

CHIRP is a structured multidisciplinary treatment program, based on research and clinical 

experience with pediatric patients with chronic painful and fatiguing illnesses. The program is 

specifically designed for adolescents (12 to 18) experiencing difficulty maintaining a more active 

lifestyle while coping with and recovering from their illness.  

CHIRP establishes a collaborative relationship between the physician, pediatric specialist, 

physical/occupational therapist, pediatric health psychologist, school and the patient’s family to 

create a program targeting key symptoms and functional limitations.  Interventions are designed to 

facilitate the development of coping and recovery strategies for both the patient and family. 

 

Research 

Carter BD, Kronenberger WG, Threlkeld B, Townsend A, Pruitt A. The Children's Health & Illness 

Recovery Program (CHIRP): Feasibility and Preliminary Efficacy in a Clinical Sample of Adolescents 

With Chronic Pain and Fatigue. Clinical Practice in Pediatric Psychology. 2013. 

Contact (person) 

Bryan Carter - bryan.carter@louisville.edu 

Website 

www.louisville.edu/chirp 

 

 

mailto:bryan.carter@louisville.edu
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Intervention 

COPE NICU Parent program (Creating Opportunities for Parent Empowerment) 

For who 

Parents of premature infants within the first days after birth. 

Aim 

To empower parents of premature infants at the NICU 

Description 

The COPE NICU Parent Program is an evidence-based educational-behavioral intervention program 

for parents who have just experienced the premature birth of an infant. It is designed to begin very 

early in the course of the NICU admission and extends through the first week after discharge. The 

program consists of a series of CD’s along with written information and reinforcing activities for 

parents. 

Results of a randomized controlled trial with 260 families showed that this program resulted in 

positive outcomes for parents which included: less stress in the NICU; stronger beliefs/confidence in 

their ability to care for their infants; more developmentally sensitive interactions with their infants; 

less depression and anxiety symptoms; greater satisfaction with the NICU stay and; higher readiness 

for their infant’s discharge. Positive infant outcomes included: 4-day shorter length of stay in the 

NICU for preterms 26-34 weeks and; 8-day shorter length of stay in the NICU for preterms under 32 

weeks. 

Improved Parent Outcomes: 

- Less stress in the NICU 

- Stronger beliefs/confidence in their ability to care for their perterm infants 

- More developmentally sensitive interactions with their preterm infants 

- Less depression and anxiety symptoms during and after NICU stay 

- Greater satisfaction with the NICU stay 

- Higher readiness for their infant's discharge from the NICU 

Chapter 1: Phase 1 Information, 2-4 days after your baby’s NICU admission 

Creating Opportunities for Parent Empowerment: Helping your premature baby to grow and develop 

Chapter 2: Phase 2 Information, 4-8 days after your baby’s NICU admission 

Helping yourself and your baby: The early NICU days 

Chapter 3: Phase 3 Information, 1-7 days before discharge from the NICU 

Getting ready to go home together 

Chapter 4: Phase 4 Information, 1-2 weeks after discharge from the NICU 

Adjusting to life at home with your baby 

 

Parent Activities: 

Each chapter has a Parent Activity section, designed for that 

Phase. 

Parents complete and record activities. 

Serves as a memory of their early days with their premature 

infants. 
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Research 

x 

Contact (person) 

info@copeforhope.com 

Website 

www.copeforhope.com              

 

mailto:info@copeforhope.com
http://www.copeforhope.com/
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Intervention 

COPE PICU Parent program (Creating Opportunities for Parent Empowerment) 

For who 

For parents of critically ill children age 2 to 7. 

 

Aim 

To empower parents of critically ill children at the PICU 

Description 

The COPE Pediatric Intensive Care Unit (PICU) Program is an evidence-based educational-behavioral 

intervention program for parents whose 2 to 7 year old children are admitted to the PICU.  It is 

designed to begin shortly after admission to the PICU and extends to 2-3 days after discharge from 

the hospital. The program consists of educational information and a workbook with activities for 

parents and their children to perform to ease adjustment to hospitalization and prevent mental 

health problems. 

 

Findings from a randomized controlled trial with 174 parents and their young critically ill children 

showed positive outcomes for parents that included: less stress during hospitalization, stronger 

beliefs/confidence in their ability to care for their hospitalized children, greater participation in 

their children’s care, and less depressive and post-traumatic stress disorder symptoms after 

hospitalization.  Children of parents who received the COPE program had fewer behavior problems, 

less hyperactivity and more adaptive behaviors up to 12 months after hospitalization than children 

of parents who did not receive the COPE program. 

 

Children: 

- Fewer withdrawal symptoms at 6 months after discharge  

- Fewer overall negative behavioral symptoms and externalizing behaviors (including decreased 

hyperactivity) exhibited at 12 months after discharge 

- Fewer clinically significant behavioral symptoms exhibited at 12 months after discharge 

- Fewer clinically significant externalizing symptoms exhibited at 6 and 12 months after discharge 

- Greater adaptability of children at 12 months after discharge 

Parents: 

- Less stress in the pediatric unit 

- Greater parental anticipation in their children's physical and emotional care on the pediatric unit 

- Stronger parental beliefs/confidence in knowing what children's likely responses to hospitalization 

are and knowing how to enhance their children's adjustment on the pediatric unit 

- Less parental negative mood after hospitalization 

- Less depression after hospitalization 

- Fewer parental PTSD symptoms after hospitalization 

 

Research 

Mazurek Melnyk B, Crean HF, Fischbeck Feinstein N, Fairbanks E, Alpert-Gillis LJA - Testing the 

Theoretical Framework of the COPE Program for Mothers of Critically ill Children: An Integrative 

Model of Young Children's Post-Hospital Adjustment Behaviours 

Mazurek Melnyk B, Feinstein N, Fairbanks E - Two Decades of Evidence to Support Implementation 

of the COPE Program as Standard Practice with Parents of Young Unexpectedly 

Hospitalized/Critically Ill Children and Premature Infants? 
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Mazurek Melnyk B, Small L, Carno M - The Effectiveness of Parent-Focused Interventions in 

Improving Coping/ Mental Health Outcomes of Critically Ill Children and their Parents: An Evidence 

Base to Guide Clinical Practice 

Mazurek Melnyk B, Alpert-Gillis L, Fischbeck Feinstein N, Crean HF, Johnson J, Fairbanks E, Small L, 

Rubenstein J, Slota M, Corbo-Richert B - Creating Opportunities for Parent Empowerment: Program 

Effects on the Mental Health/Coping Outcomes of Critically Ill Young Children and Their Mothers 

Contact (person) 

info@copeforhope.com 

Website 
www.copeforhope.com              

mailto:info@copeforhope.com
http://www.copeforhope.com/
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Intervention 

Infant Behavioral Assesment and Intervention Program (IBAIP) 

For who 

Preterm children and their parents (NICU). 

Aim 

To enhance the infant’s social and environmental interactions without distress, reinforcing the 

infant’s motivation and autonomy to explore and to learn from interactions. 

Description 

IBAIP is based on the assumption that the parent’s availability and adequate responsiveness 

strengthens the infant’s regulatory competence and development. The intervention is guided by the 

Infant Behavioral Assessment (IBA) and performed by specially trained professionals. 

The IBA is an observational tool which helps the professional to make parents aware of their baby’s 

responses to information. Based on these behavioral observations the interventionist assists parents 

to support their infant’s self-regulatory efforts and to adjust the environment to match the 

neurobehavioral needs of the infant, like support of posture and a graded input of information. 

IBAIP is also based upon the conceptualization of the zone of prozimal development (Vygotsky, 

1978). 

The intervention program consists of 6-8 home visists lasting approximately one hour. After each 

intervention session the parents receive a written report, illustrated with pictures of their infant. 

This report describes the infant’s neurobehavioral and developmental progress and gives suggestions 

how to support the infant’s explorations and sels-regulatory competence. 

Central to the IBAIP is the support of the parent to raise the child. Mindful attention to their 

infant’s behavioral expressions and development may enhance the parent-infant relationship, 

feelings of joy, and confidence in themselves and their child 

(Proefschrift Dominique Meijssen) 

Research 

Proefschrift Dominique E. Meijssen  

Proefschrift Karen Koldewijn 

Contact (person) 

Rodd E Hedlund - rhedlund@ibaip.org  

 

Website  

www.ibaip.org 

mailto:rhedlund@ibaip.org
http://www.ibaip.org/
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Intervention  

The Strong Parents-Strong Children Programme 

For who 

Parents with seriously chronically ill children. 

Aim 

To help parents manage serious child illness 

Description 

The Strong Parents-Strong Children programme consists of six once-weekly sessions. The content 

focuses on the common stresses faced by parents with seriously chronically ill children. Each of the 

six sessions consists of three equal components: input from facilitator, group discussion, and review 

of weekly ‘homework’ assignments. Through reiteration of principles and discussion of examples, 

opportunities are provided for strengthening parent understanding and self-help.  

Research 

Jerram H, Raeburn J, Stewart A- The Strong Parents-Strong Children Programme: parental support 

in serious and chronic child illness 

Contact (person) 

x 

Website  

x 



56 

 

 

 

Intervention 

The Family-to-Family Network 

For who 

Children with chronic illness and their families. 

Aim 

To reduce risk for mental health problems in children with chronic illnesses and their mothers 

Description 

A 15-month intervention that has 2 linked mutually reinforcing components. One component is KIDS 

(Kids Involved in Discovery and Sharing). This component is designed to enhance the mental health, 

adjustment, and self-esteem of children with selected conditions. The activities incorporated into 

the KIDS program are designed by the Child Life Specialist (CLSs) to convey messages conceptually 

linked to specific program objectivites. The child life specialist aims to make 7 visits of 60 to 90 

minutes to each family. Between these visits the CLSs makes monthly telephone calls to children 

and sends out a monthly letter with seasonal greetings, puzzles, jokes and related health care 

information; and mails 3 newsletters with children’s’ stories, drawings, and ‘advice to doctors’.  

The CLS’s  also sponsors periodic lunches that involves 2 to 4 participating families and occasional 

bowling parties to which all enrolled families are invited. The other component of the Family-to-

Family Network focuses on the children’s mothers. A selected and trained group of ‘veteran’ or 

‘experienced’ mothers of older children with the same target conditions are responsible for this 

component. They are called Network Mothers (NM’s). The CLSs and the NMs coordinate their efforts 

with each family, are in regular telephone contact to exchange information about significant issues 

that arise during visits and telephone calls and meet as a weekly group. 

Research 

Chernoff RG, Ireys HT, DeVet KA, Kim YJ - A Randomized Controlled Trial of a Community-Based 

Support Program for Families of Children With Chronic Illness: Pediatric Outcomes 

Ireys HT, Chernoff R, DeVet KA, Kim Y - Maternal Outcomes of a Randomized Controlled Trial of a 

Community-  

Contact (person) 

x 

Website  

x 
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Intervention 

A telephone Coaching Intervention  

For who 

Parents of children (5 – 12) with persistent asthma. 

Aim 

To improve and support asthma self-management behaviors for parents 

Description 

The nurse telephone coaching intervention (12 months 4 to 8 calls) targets four desired asthma care 

behaviours: 

- Using controller mediactions as prescribed 

- Having and using an up to date asthma action plan (AAP) available for use by all caregivers 

- Using rescue medications at the child’s first symptoms of an acute exacerbation 

- Having a collaborative partnership with the child’s pediatrician including regular asthma planning 

visits at least every 6 months 

 

The coaching calls are designed to be brief (10 minutes); however the coach can extend the 

conversation as needed based on the parent’s level of attentiveness and availability to be contacted 

for future coaching calls. 

Coaches have access to a variety of asthma support tools available to mail to interest parents, 

including AAP’s, symptom diaries, booklets about asthma and asthma medications, as well as a 

listing of community asthma classes.  

Research 

Swerczek LM, Banister C, Bloomberg GR, Bruns JM, Epstein J, Highstein GR, Jamerson PA, Sterkel R, 

Wells S, Garbutt JM - A Telephone Coaching Intervention To Improve Asthma Self-Management 

Behaviours 

Contact (person) 

x 

Website  

x 
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Intervention 

Parent Intervention Program (PIP) 

For who 

Parents of childhood cancer survivors. 

Aim 

To improve parenting skills and thus to indirectly benefit the child’s educational functioning 

Description 

Eight parents-therapist training sessions (75 – 90 minutes) across 3 months. Each session (other than 

the first and final session) was structured to provide information from each of four categories: 

1 – environmental supports to strengthen child’s study habits and/or strategies to better organize 

and process academic work 

2 – strategies that rely on internal generation of ways to mentally organize information for improved 

memory 

3- activities and practice drills for child to gain mastery in specific skill 

4 – ways to keep child engaged and motivated for school work 

Parents and their child at home collaboratively establishes goals for program participation (e.g., 

complete homework assignments on time, obtain better test scores, reduce anxiety-related school 

absences, etc.) and sign a parent–child agreement before the second session. Parents also keep an 

observational diary of their child’s study habits and bring this to the therapist for review at the 

second session. The therapist helps the parent formulate homework goals at each session that the 

parents are to execute before the next visit. Assignments/parenting goals typically focus on using 

what is learned in session by applying them at home with their child. 

Parents are required to spend a minimum of 30 min at home with their child using what is learned in 

training sessions for 4 of the 7-week days. 

An audio, video, or in-person observation of the parent implementing newly learned tools with their 

child is conducted after the fourth parent–therapist training session to provide additional feedback 

to the parent. 

After the eight sessions parents enter Phase 2, where they are to sustain the parent–child goals 

more independently and continue to help their child generalize the learning techniques. Biweekly 

check- in phone contact is initiated by the therapist to provide support as needed. All parents are 

given an option for a ‘‘booster’’ PIP session with the therapist if they wish. 

Research 

Patel SK, ross P, Cuevas M, Turk A, Kim H, Lo TTY, Wong LF, Bhatia S - Parent-Directed intervention 

for Children With Cancer-Related Neurobehavioral Late Effects: A Randomized Pilot Study 

Contact (person) 

x 

Website  

http://www.childrenshospitaloakland.org/main/departments-services/parent-infant-program-pip-

local-early-access-progr-101.aspx  

http://www.childrenshospitaloakland.org/main/departments-services/parent-infant-program-pip-local-early-access-progr-101.aspx
http://www.childrenshospitaloakland.org/main/departments-services/parent-infant-program-pip-local-early-access-progr-101.aspx
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Skills 
- Beweging, zelfvertrouwen, sociale contacten -  
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Intervention 

Fitkids 

For who 

Chronically ill children from 6 to 18 years old.  

 

Aim 

To improve the physical and mental condition. To stimulate the child to find the kind of sports that 

fits them, when ending Fitkids.  

Description 

The children exercise under professional supervision. A pediatric physiotherapist is always involved. 

When taking part in Fitkids, chronically ill children rediscover to have fun in practicing sports.  

Research 

x 

Contact (person) 

Lex Winkler – info@fitkids.nl  

Website  

www.fitkids.nl 

mailto:info@fitkids.nl
http://www.fitkids.nl/
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Intervention 

SkillsLab I & II 

For who 

Chronically ill children. 

SkillsLab I is for children age 8-12. 

SkillsLab II is for children age 12-15. 

 

Aim 

To teach chronically ill children skills to make them feel better, and to function better.  

Description 

Groupmeetings accompanied by a psychologist or child life specialists. The themes of the meetings 

are: 

- Sports and exercise 

- Social behaviour and illness 

- School 

- relationships and sexuality 

Every meeting another specialist comes by to tell something about the subject. The emphasis of the 

meetings are the skills trainings, but the contact between the patients is an added bonus.  

The children and teens who have already participated in the SkillsLab meetings were very 

enthousiastic. They felt very positive about the combination between autonomy and social 

interaction, reflection and physical exercise.  

Once completed the trainings they felt more secure and knew better how to handle their illness. 

 

Research 

x 

Contact (person) 

Wilhelmina Kinderziekenhuis 

Website  

http://www.vriendenwkz.nl/projecten/gerealiseerd/skills-lab-i-and-ii  

http://www.vriendenwkz.nl/projecten/gerealiseerd/skills-lab-i-and-ii
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Intervention 

Quality of Life in Motion (QLIM) 

For who 

Children with cancer age 8 and older. 

 

Aim 

To improve muscle strength, condition, quality of life, mood and the self-image of the child.  

Description 

The importance of exercise is very well known, but when you get ill sports is often the first thing 

which gets skipped from the agenda. The QLIM program has an exercise part and a psychosocial 

part. For 12 weeks in a row children take sport classes twice a week at a physiotherapist practice. 

The psychosocial part consists of talks with a child- and youth psychologist and takes place once 

every two weeks for six weeks in total. Themes that will be discussed are: 

- handling difficult situations 

- talk about feelings and emotions 

- changes in social contacts 

At the beginning and the end of the psychosocial part, also parents get a talk with the psychologist. 

When the program is completed follows a reunion with other children who also took part in the 

program.  

 

Research 

x 

Contact (person) 

Katja Braam – katjabraam@vumc.nl  

 

Website 

x 

 

 

mailto:katjabraam@vumc.nl
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Materiaal 
- Producten, folders, zelf invullen -  
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Intervention 

Toolkit In-Sight 

For who 

Professionals, uncurably sick children and their family. 

Aim 

To hand professionals methods for effecting an optimal guidance. 

To help parents cope with their feelings and emotions, and guide the sick child and their other 

family members 

Description 

Toolkit In-Sight is a suitcase which contains information and methods which will increase knowledge 

and skills, so caregivers are better equipped to assist in communicating about, and guide to, the 

expected death. Communiating with the child about his perception reduces the isolation and the 

feeling of loneliness and creates a bond between child and parents. Parents can get help in 

emotional, but also in practical way. The Toolkit tries to help them with the mourning and to find a 

way to deal with their child and other family members.  

Within the guidance process of a child in the palliative phase, ‘connecting’ and ‘aligning’ are the 
key words. 
For this process practical steps are developed that provide knowledge and tools to provide insight 
into what is possible and to provide insight into what is needed . 
 
Research 
x 
 
Contact (person) 

Jeannette Konings – j.c.konings@amc.uva.nl  

 

Website  

www.in-zicht-online.nl 

mailto:j.c.konings@amc.uva.nl
http://www.in-zicht-online.nl/
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Intervention 

Distress Thermometer for Parents (DT-P) 

For who 

Parents of a chronically ill child (0-18 years). 

Aim 
To show attention to the emotional functioning of the parents is important 
 
Description 
The DT-P consists of a thermometer score from 0 (no distress) to 10 (extreme distress) and a 
problem 
list (practical, social, emotional, physical, cognitive, and parenting domains). 

Research 

van Oers HA, Haverman L, Limperg PF, van Dijk-Lokkart EM, Maurice-Stam H, Grootenhuis MA. 

Anxiety and Depression in Mothers and Fathers of a Chronically Ill Child. Matern Child Health 

Journal. 2014; 18: 1993-2002. 

Haverman L, van Oers HA, Limperg PF, Houtzager BA, Huisman J, Darlington AS, Maurice-Stam H, 

Grootenhuis MA. Development and Validation of the Distress Thermometer for Parents of a 

Chronically Ill Child. The Journal of Pediatrics. 2013; 163:4: 1140-1146. 

Contact (person) 

x 

Website  

x 
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Intervention 

DEF material and website www.nahetziekenhuis.nl 

For who 

Children after discharge from the hospital (and their parents). Also helpful for professionals.  

Aim 

To offer guidance  to children and their parents, and inform them about chronic traumatic stress 

Description 

Research conducted in the Emma Children’s Hospital shows that a significant proportion (1 in 10) of 

children and their parents develop chronic traumatic stress after discharge from the hospital. Also 

we know from experience, parents appreciate it to get more information about the period after 

discharge from the hospital. Information and support for these children and parents is necessary.  

This is why the psychosocial department has developed educational materials and a website on 

medical traumatic stress. The material and the website both learn families and professionals to 

understand, and recognize medical traumatic stress. Also tips are provided. This way, subsequent 

adverse mental health problems can be prevented at an early stage. 

Research 

Proefschrift Madelon Bronner 

Contact (person) 

x 

 

Website 

www.nahetziekenhuis.nl  

 

 

http://www.nahetziekenhuis.nl/
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Intervention 

The Jungle Passport 

For who 

Parents who are visiting the hospital with their child for a routine visit. 

 

Aim 

To decrease behavioral issues in children on routine visits in the hospital and to model behavior 

management techniques generally. 

Description 

A passport used for routine visits in the hospital. The nursing staff gives the one-page sheet to 

parents and the parents are asked to place a sticker next to each step of the visit.  The children are 

given clear instructions about how to earn stickers (e.g., inside voice, following directions).  They 

earn stickers for each step of the exam such as sitting in the waiting room quietly, getting vitals, 

being examined by the doctor, and going to the checkout dest.  When the children finish, they can 

trade their stickers in for a prize. 

 

Research 

x 

Contact (person) 

Stephon Proctor – Gesinger Medical Center 

Website 

x 

 

 

 



71 

 

 

 

Intervention 

So your child has been in an accident booklet just for parents 

So you’ve been in an accident booklet just for you 

For who 

Children who have been in an accident and their parents. 

Aim 

To aid recovery in children's anxiety symptoms, to display a greater rate of adjustment in parents 

over time 

Description 

For parents: As accidents are never expected and can sometimes be quite a shock, it is possible  

that you and your child are currently experiencing some strong reactions – and  you may be finding 

yourself wondering: “What is a normal reaction after an accident?” “How long will these feelings 

last?” “Will me child be okay?” “What can I do to help?” These are common questions after such  an 

accident . This booklet aims to explain  some common things that children might  think, feel or do 

after an accident and suggests things that you might want to do to help 

For children: As you would know, accidents are unexpected and often very scary experiences. At the 

moment, things are probably quite different to how they normally are. Maybe you are feeling 

different to how you normally feel. You might be wondering… “Do other people think and feel the 

same way as me?” “How long will these feelings last?” “Will I be okay?” “What is helpful for me to 

think and do, and what is not so helpful?” If so, lots of people ask these questions after an accident, 

and this small book will give you some answers. 

Research 

Kenardy J, Thompson K, Le Brocque R, Olsson K - Information provision intervention for children and 

their parents following pediatric accidental injury 

Contact (person) 

x 

Website 

https://kidsaccident.psy.uq.edu.au/pdf/parents.pdf  

https://kidsaccident.psy.uq.edu.au/pdf/parents.pdf


72 

 

 

Intervention 

Prick Passport  

For who 

Children that need to get an injection regularly. 

 

Aim 

To inform the practitioner about the wishes from the child regarding the injection.  

Description  

In this passport, children can write down their wishes regarding the injection. The idea behind it, is 

that every child deals with fear and pain in its own way, and when a child gets into a threatening 

situation it is difficult to explain its wishes that very moment. 

Through the passport the medical staff is informed about the child’s wishes, and the child stays in 

control.  

Research 

x 

Contact (person) 

x 

Website 

x 
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